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Dedication

This book is dedicated to Julia, my wife. Without her support I doubt if  I 
would have made it this far. For that I am eternally grateful.

I’d also like to thank my family and friends for their help in the difficult times 
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Disclaimer

This book is not intended as a substitute for the medical advice of  physicians. 
The reader should consult a physician in matters relating to his/her health 
and to any symptoms that may require diagnosis or medical attention.

The accounts of  my appointments and hospital visits are based on my 
contemporaneous records backed up with medical notes and letters. If  I have 
misrepresented any of  the exchanges with health care professionals then I 
apologise. 
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C H A P T E R  1

Introduction

What is Crohn’s Disease?

Crohn’s is a chronic, inflammatory bowel disease (IBD) that can cause damage 
anywhere along the digestive tract, from the mouth to the back passage and all 
stops in-between. It can also affect other parts of  the body, although this is more 
unusual. 

I was diagnosed with it in 1978. Whilst, as patients, we are included under the 
Crohn’s umbrella each one of  us experiences the disease in different ways. There 
will be some similarities; some common themes; but overall we are each unique. 
This journal is based on my personal Crohn’s story.

There are also many different ways of  coping with the condition. I’ll let you 
decide if  the methods I have adopted could help your own situation.

Background

This book has been adapted and expanded from the online journal that I started 
in 2010. If  anyone had told me then that I could write in excess of  100,000 words 
on living with Crohn's disease I simply would not have believed them.

Why did it start? Wind the clock back to July 2010. I was going to be absent from 
work for an extended period of  surgery and recuperation. A colleague made an 
off-the-cuff  remark that she would like to know how I was getting on whilst away 
so why not start a blog and post regular updates? It might also prove useful to 
other IBD sufferers who were about to follow a similar path.

My first tentative step was a post in August 2010, prompted by having to attend a 
series of  appointments at a London hospital. I enjoyed writing those posts and 
preparing images for inclusion as I already used similar skills in the website design 
I had been doing for twenty odd years.
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I was determined to continue posting throughout my absence so I bought an iPad 
to keep “wired” when away from home. Once started, the blog gained its own 
momentum and I have had many reasons to keep it going ever since.

As the list of  individual posts grew it seemed sensible to amalgamate them into 
chapters and take the opportunity to cull some of  the more long-winded or 
repetitive sections.

Boundaries

It takes a certain amount of  courage (more likely self-obsession or vanity) to 
intentionally publish some very personal information. I suppose it is the literary 
equivalent of  posting selfies on social media. I decided to set myself  some 
boundaries. This book focuses on my Crohn’s-related experiences and is not 
intended to cover any more than that. 

It is certainly not a full autobiography as there would be little worth writing about! 
In the age of  the mash-up you could call it a automedicography, or is that too 
close to mediocrity? I have included some details of  my personal life but only 
where some background is needed to explain the thinking behind a decision.

There are very few names used throughout - that includes surgeons, doctors, 
consultants, and nurses - and few mentions of  my family, friends and colleagues, 
other than to explain how they have supported me. As my wife pointed out it does 
not cover the worry and heartache that those around me have undergone as the 
Crohn’s has taken its various twists and turns.

Finally, whilst there are a few images taken from endoscopies, there are no pictures 
of  scars or body parts. I'll leave that for others to do.

Styles

You’ll find a mixture of  styles as you read through the chapters. I could have 
“homogenised” them but was keen to maintain some of  the feel from when they were 
originally written. Chapters pre-2010 have been put together with the aid of  
medical notes and fading memories. After that date the words have been written 
as they happened or very shortly afterwards.
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Filling in those earlier years has proved absorbing and I have now been able to 
find the definitive answers to the questions I would always get asked each time I 
saw a new consultant 

i) when were you diagnosed with Crohn's?

ii) when was your initial surgery?

iii) what did the surgeon do?

The first two were easy but what the surgeon did, precisely, was a mystery. I thought it 
unlikely that any of  the early notes still existed. I was wrong. Apart from a few missing X-
rays, I have obtained copies of  all my medical records from July 1978 onwards.

I've tried to find contemporaneous photographs that might just help the narrative 
along.

Informed Patient

Writing has proved very therapeutic and I believe it has helped me cope with 
various new conditions that have appeared. I would recommend it to anyone 
suffering from a chronic illness, even if  it doesn’t end up being published and just 
remains as a private diary. 

Many of  the chapters are Crohn's-specific, but some contain information that 
could be useful to anyone with a long-term condition; about to experience the 
same tests or go into hospital for surgery. During the last few years I've realised the 
benefits of  actively managing my treatment and becoming an informed patient. It 
makes meetings with doctors a more fulfilling experience, hopefully for both of  
us..

In simple terms :

I AM THE EXPERT IN MY HEALTH,

MY CONSULTANT IS THE EXPERT IN MY CONDITION

8



C H A P T E R  2

In The Beginning...
1977 was a year of  change in two main areas of  my life - music and health. In the 
spring I had celebrated my 21st birthday and was living at home with my mother 
and sister. My father had died tragically young of  a massive, unexpected heart 
attack seven years previously. It was an event my mother never got over and one 
that I believe shaped my own attitude to life and mortality from then on. 

The UK politician, Vince Cable, has described an event in his early life as having 
“cauterised” his emotions. This sums up perfectly the effect my father’s death had 
on me. I did not want sympathy. I would cope on my own so became very cold, 
detached and emotionless. This may just have helped me to manage all that 
Crohn’s disease has thrown my way.

I had quickly learned that it was necessary to “move on” or it would be easy to 
spend the rest of  my life living in the past. I do have some regrets. I never had the 
chance to discover more about my father’s childhood, upbringing or his military 
service, seconded to the Indian Army during the Second World War. I never had a 
chance to discuss my growing interest in politics and current affairs.

Whether my father’s death affected my schooling is impossible to say. Any 
thoughts of  going to university to study Architecture had been dashed by not 
achieving the ‘A’ level passes I needed. I believe the biggest contributing factor was 
contracting a bad bout of  glandular fever which meant I missed the vital first six 
weeks of  sixth form lessons when all the groundwork for the next two years was 
laid. I had never felt fatigue like it. On many days it was all I could do to get out 
of  bed in the morning. When I did return to school one of  the teachers explained 
that they couldn’t re-run the lessons that I had missed as it would hold back the 
rest of  the class. I was on my own.

In some ways not having to make the decision on going away to university may 
have been a blessing in disguise as I would not have wanted to leave my mother 
and sister on their own. Instead I chose to continue my education at a South 
London college which meant it was close enough for a daily commute. The four 
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year course had the not very inspiring title of  “Batchelor of  Science in Building”. It 
wasn’t as dull as it sounded and the skills and techniques that I learned have been 
put to good use in the ensuing years, both professionally and in my private life.

A few weeks after my birthday I was introduced to a young lady outside my usual 
circle of  friends. We had a mutual interest in music and were both avid record 
collectors. We quickly became an item and are still together today.

During the summer break from college I took a job at the local Coca-Cola bottling 
plant as they needed additional workers to cover their busiest period. It involved 
loading crates of  newly filled glass bottles onto pallets, ready for collection by 
forklift. The work was very physical. By the time I returned to college in 
September, to start the third of  four years, I had developed quite a fine physique, 
though I say it myself.

The summer job paid well and the money earned was used to buy equipment for 
the band I sang and played guitar with. The music I listened to was undergoing a 
significant transition as the influence of  punk rock grew with the likes of  The 
Damned and The Sex Pistols. Having very catholic musical tastes allowed me to 
embrace these new sounds without abandoning the “prog rock” I had been brought 
up with and that had inspired me to take up the guitar.

After a short while of  being back at college I started to realise that something was 
wrong. I was suffering from an "upset stomach" and having to rush off  to the 
bathroom many times a day. At first we blamed my condition on the fried food I 
used to eat every lunchtime at the Wandsworth Grill : greasy bacon; greasy 
sausage; greasy omelette - there was a common theme - or was it drinking too 
much ice cold Coke during the summer?

What was happening to me? In a matter of  weeks I had gone from very fit to 
worryingly sick. Eventually I sought medical advice to try to sort out the 
diarrhoea* as it was getting worse. I should have gone sooner but felt embarrassed 
about the thought of  discussing bodily functions. Any embarrassment I might 
have felt then has now, clearly, long disappeared.

* I was hoping not to mention diarrhoea so early in the text but needs must. I’d just like to assure 
readers that it doesn’t run throughout the book.
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Initial diagnosis - in October 1977 I went to see my GP. Very few people had 
heard of  Crohn's disease. I certainly hadn't and it wasn’t on my doctor’s radar 
either. He prescribed the obvious remedy for diarrhoea - loperamide (Imodium) - 
those capsules you take when you’ve eaten something disagreeable on holiday. My 
long-term, on/off  relationship with this drug had begun. Needless to say, it did not 
work effectively as it slows down the digestive system but does not treat the 
underlying causes. I felt extremely weak, tired all the time and always very cold to 
the touch. Further investigation was required.

Another six months passed. By the time March 1978 arrived I had been booked in 
for a barium enema. You can imagine the dread I felt. If  I was embarrassed at just 
talking about bodily functions how much worse would it be to have a tube stuck 
where the sun don’t shine whilst a nurse poured in some form of  liquid, 
presumably via a large funnel?

This was the first procedure I had to endure. As I suspected, any semblance of  
dignity went out of  the window. Firstly it was necessary to ensure that the bowel 
was completely clear of  all contents. Not usually a problem for a Crohn’s sufferer 
but to be on the safe side I had been given preparation drinks to take the day 
before and told not to stray far from a bathroom. The liquid did its worst and I 
camped out in the smallest room in the house.

When I arrived at the hospital I changed into one of  those gowns that never quite 
meet at the back - the ones that are impossible to fasten as the ties have either 
been cut short or dropped off. In the X-ray room I was asked to lie on my front as 
a rubber tube was inserted. I was right about the large funnel. The barium liquid, 
with the appearance and consistency of  milk, was poured into the funnel and 
allowed to flow through the tube with the aid of  gravity. When it had all reached 
its destination it was time to clench hard and roll onto my right-hand side to 
encourage movement around the system.

Once sufficiently distributed I had to clench even harder and lay on my back for 
the images to be taken. So far so good. With the X-rays completed came the most 
worrying move - having to get off  the trolley, adopt an upright position and then 
hope I made it to the toilet without losing any of  the liquid. Have you ever tried 
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walking and clenching at the same time? Your answer is probably “Yes” if  you are 
an IBD sufferer.

The outcome of  this procedure was a diagnosis of  "spastic colon" which nowadays 
would be called Irritable Bowel Syndrome (IBS), that catch-all condition for 
describing any digestive disorder that is of  indeterminate cause. There was still no 
mention of  Crohn’s.

My GP put it all down to “nerves” and prescribed nacton, a drug marketed for 
"giving relief  from the pain of  peptic ulcers". To this day I can’t fathom out why he did 
this. It had no effect. In hindsight I should have questioned my GP's treatment or 
asked for a second opinion but I was still young and it wasn't the done thing to 
challenge members of  the medical profession. They were god like.

Over the course of  12 months I had gone from eleven and a half  stone down to 
eight and a half  stone (73 kg down to 54 kg). I didn't really notice as the change 
was gradual and I wonder whether some form of  mental defence mechanism 
kicked in, but anyone who hadn't seen me for a while was horrified. 

Advert for Nacton

I became weaker and weaker and in July 1978 went to see my GP again. There 
was no need to book an appointment in advance. I had a stroke of  luck. A sign on 
the surgery door stated that my doctor was on holiday and redirected me to 
another practice, nearby, where a locum was based. Nearby turned out to be at the 
top of  a long, steep hill which was quite a struggle on a warm, summer’s day and 
in my weakened state.
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I took a seat and waited my turn. Eventually I heard my name being called and 
made my way into the surgery. The doctor was shocked at my appearance and 
said that I needed to see a consultant immediately. If  I was prepared to pay £25, 
the equivalent of  £120 at 2019 values, I could see the consultant the next 
morning (Saturday) at his private practice in South Croydon. (I've since been told 
that my original GP had been censured for failing to diagnose another patient. 
Without being overly dramatic, seeing his locum probably saved my life).

I'm not really in favour of  jumping queues, just because you can afford to, but in 
this instance my mother paid the fee and I saw the consultant the next day.

We made our way to his surgery just outside Croydon in Coombe Hill and were 
shown into a rather gloomy room dominated by a large desk. Dr. Parrish, a tall, 
thin, distinguished looking gentleman, was sitting behind it. He took one look, and 
said: “You need to be in hospital NOW! I will arrange for you to be admitted”.

My heart sank. Ever since I was a child my biggest fear was ending up in hospital. 
I’m not sure where the fear came from. Maybe it was visiting my grandfather in 
our local, rather primitive, cottage hospital when he had his gallbladder removed. 
I’m guessing that I must have rationalised my fears by saying to myself: “it’s only for 
tests, not surgery”.

Dr. Parrish (centre) on his retirement from Mayday Hospital
in January 1988

There was something else on my mind. Croydon Council were running an 
outdoor concert in a local park on the following day, Sunday 16th July. I had 
become involved in the organisation of  the event and our band would be 
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performing. We went over to the park on the Saturday afternoon after I had seen 
the doctor. The stage was set up but there was no roof  - and rain was forecast. My 
girlfriend didn’t want me to take part as she thought I was so weak that I would 
collapse. I didn’t want to let down the rest of  the band and pass up the chance to 
play our biggest gig yet. A chance to get noticed.

On the day of  the concert it rained and rained and then rained some more. The 
first act performed their set under a flimsy sheet of  plastic. The roof  slowly filled 
with water and leaks were appearing above their amplifiers. We decided it was too 
dangerous to go on. Water and electricity do not mix so we pulled out and with 
hindsight that was best all round. It probably would have been a choice between 
electrocution or collapse.

Concert report from a local paper

It must have taken the Monday to organise my admission to hospital. I don’t 
remember how I spent the day but can only assume I was in a high state of  
anxiety, wondering exactly what lay ahead and how long I would be “detained”. 
My other concern would have been what I needed to pack for my stay.
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Tuesday 18th July 1978 - First Time in Hospital - I was admitted to the 
dreaded Croydon Mayday Hospital at 11am, three months after my 22nd 
birthday. I use the term “dreaded” as it did not have a good reputation. I know the 
precise details of  my admission because they are recorded on the ward and 
doctor’s notes that I have subsequently obtained. The nurse’s first impression was: 
“looks pale and thin”.

The ward sister must have taken pity on this "young lad", only in there for tests, as 
instead of  being given a bed on the main ward I had my own side-room. This was 
a great boost as I was allowed to have a television brought in and it was so much 
nicer when my girlfriend came in to visit.

The next three days were spent undergoing observations and giving samples.

It has been interesting to read the consultant’s thoughts from his first examination. 
A lot of  them were written in medical shorthand or diagrams, which I have been 
unable to decipher, but on the fourth page there are the words “probably Chron’s 
(sic) and U.C., exclude infections”. I would need further tests before he could give 
me the definitive diagnosis. I looked very anaemic and blood tests confirmed this.

Friday 21st July 1978 - an X-ray followed by a sigmoidoscopy (a camera that 
only looks at the rectum and lower large intestine). During the latter procedure a 
number of  biopsies were taken from the walls of  my colon, then it was back to 
another few days of  resting.

A particularly pathetic sight
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Monday 24th July 1978 - a busy day with various X-rays, including chest, 
abdomen and a barium follow through. The conclusions were whilst my chest X-
ray showed no abnormality, the one taken of  my abdomen was showing a tubular 
gas shadow in the R.I.F. (right iliac fossa - that includes the area where the 
appendix sits), suggesting I had an abnormal bowel.

The barium follow-through proved the most conclusive. The upper part of  my 
small bowel was quite normal but working down towards the terminal ileum, 
where the small intestine joins the colon, less barium was showing up as the area 
was so inflamed it would not tolerate holding any liquid. There were also signs of  
a long stricture (narrowing) in the same location. It appeared that part of  the 
colon was also abnormal.

I read this for the first time going through the records, nearly 35 years on from the 
event, and was surprised that they didn’t decide to operate there and then to 
remove the strictured section of  the terminal ileum. They chose to try drugs 
instead. I know that surgery is often considered a last resort but in this instance I 
would have thought my condition was sufficiently advanced to make it worthwhile. 
Maybe I was just too underweight, under nourished and anaemic to take the risk.

Tuesday 25th July 1978 - It was decided I should be transfused with four units 
of  blood to try to bring my haemoglobin (Hb) levels nearer to normal. It worked 
because the reading jumped from 9.5 to 13.3.

Wednesday 26th July 1978 - The results of  the biopsies were back :

“Severe focal chronic inflammation with occasional multi-nucleated giant cells. This would do 
well for Crohn’s disease” . Using this information the consultant decided upon a 
treatment plan. The ward note adds “...and is to commence on chemotherapy”!

Thursday 27th July 1978 - Commenced treatment - salazopyrine, a disease-
modifying anti-inflammatory drug, together with codeine phosphate, to slow my 
digestive system down, and iron tablets to boost my blood.

Friday 28th July 1978 - the consultant had written up his notes and reported 
that the biopsy had confirmed: “Crohn's as well” . He also noted that I had started 
to feel stronger after the transfusion but he was not in any hurry to discharge me 
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from hospital. I stayed in Mayday until 3rd August, my mother’s birthday. I 
assume that this length of  stay was to give my digestive system time to recuperate 
and allow them to monitor the start of  my treatment. 

At some point I had asked one of  the doctors what caused Crohn’s disease. He 
responded that nobody knew but he had heard some odd theories including 
cornflakes and stray bristles from toothbrushes. Unfortunately there was no cure. 

You might now be expecting to read a few paragraphs expressing how I reacted to 
this diagnosis. Feelings of  shock, total devastation, outright fear or maybe anger. 
These are some of  the emotions other sufferers have written about. I don’t recall 
any of  those feelings. I never became angry at having Crohn’s. Maybe it was a 
case of  “ignorance is bliss”. I simply did not understand the long term implications 
of  what I had been told. There was no internet to consult and, potentially, scare 
myself  witless. The overwhelming emotion was one of  relief. I finally had a 
physical explanation and name for my condition. It was not “all in my mind” or 
“nerves” after all. I wasn’t going mad.

Nowadays it is accepted that many patients will need some level of  emotional 
support at diagnosis and beyond. Was it even a consideration in the 1970s? It was 
never mentioned or offered to me.

Whilst the internet was waiting to be invented there were, of  course, medical 
books to refer to. My girlfriend was working at Medi-Cine, a company specialising 
in animated medical films. One of  the team was a doctor and she mentioned my 
diagnosis to him. He found a section in a reference book that described Crohn’s 
Disease. Being a medical tome it was written in fairly incomprehensible terms and 
concentrated on describing locations and symptoms rather than the likely affect on 
the patient’s quality of  life. Whilst it didn’t make pleasant reading it wasn’t unduly 
concerning. Maybe it would have been more daunting if  we had understood those 
medical terms.

Back to being an Outpatient

In September I went to my first outpatients' clinic since discharge. After the 
appointment the consultant's registrar wrote to my GP summarising my condition 
on leaving hospital and my current state :
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"On examination we thought he was pale and anaemic and felt the probable diagnosis was 
Crohn's disease. A rectal biopsy was performed and confirmed the diagnosis histologically. He 
was treated with a blood transfusion, salazopyrine and codeine phosphate and appeared to make a 
reasonable recovery.

However, when I saw him in the clinic he was worse again and felt he had relapsed to his pre-
admission state. His haemoglobin had dropped to 11.5".

As a result of  this relapse the salazopyrine was stopped and another long term 
relationship started, this time with steroids (prednisolone) - 10mg three times a day. 
The letter ends with :

"He is aware of  his diagnosis and appears to understand the disease". Really?

The new drug worked well. The general public had heard of  steroids. They were 
those illegal drugs used by body builders and had nasty side effects. One Friday 
night I was having a quiet drink in my local pub when one of  our friends rushed 
up to me in an agitated state. She shouted: “You fool. It’s not worth it. Why are you 
doing this to your body?” I was rather taken aback but then it dawned on me. 
Someone must have mentioned I was taking steroids. Not one to miss the chance 
of  a wind-up I explained that I wanted to change my physique and this seemed 
the obvious way of  doing it. (I did eventually put her out of  her misery).

All seemed to be progressing well and I was able to start reducing the dose by two 
thirds to a target of  10mg a day. In March 1979 I completed my finals and during 
that period my digestive system behaved impeccably. It was once the exams were 
over that I noticed I was again having to rush off  to the bathroom more 
frequently. I made an appointment to see my consultant but was seen by one of  his 
registrars instead. By now we were into April. He put me on loperamide instead 
of  the codeine phosphate and said he would see me again in a month's time. I had 
forgotten that I had been on that drug before. I do however remember taking the 
prescription into the chemist's and the pharmacist saying: "Four weeks? You shouldn't 
take these for more than two days".

I saw the doctor again at the start of  May and reported that I felt a little better. He 
told me to continue with the drugs I was already on and added a steroid 
suppository to be "taken" (inserted) every night. He would see me in another four 
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weeks. At that next appointment I was able to tell him that I had improved vastly 
over the last four or five days so the medication continued as prescribed.

I had started my first real job since leaving college, working on a large construction 
site in King’s Cross, North London. In those days the area had not been gentrified 
and the walk between work and the Tube station was “educational”. I couldn’t work 
out why there was always a group of  “ladies” waiting at the bus stop but never 
boarded a bus. It wasn’t until a colleague came in one morning and said that he’d 
been offered a “quicky standup in a doorway for two quid” that the penny dropped. I 
viewed them with renewed curiosity and on cold days I would see their pimp bring 
a tray of  hot drinks and sandwiches over to them from the local café.

I must have been feeling well enough to take the train to London everyday and 
then board the Tube to King’s Cross without any worries about being “taken short”. 
I settled down to a life of  pill popping and commuting. I don’t recall much about 
those first months on site or whether there were any warning signs as to what 
would happen next.
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C H A P T E R  3

Blues and Twos
Tuesday 19th June 1979

I started getting terrible pain in my lower abdomen, right hand side. It became 
progressively worse until it was unbearable. By late morning the pain had reached 
such a level that my mother called 999. When the ambulance arrived the crew 
suspected that I was suffering from appendicitis. We sped down the main Brighton 
Road through Purley and on to West Croydon. I was expecting to go to Mayday 
again but this time it was Croydon General Hospital. My first trip in an 
ambulance and with the added bonus of  “blues and twos” - flashing lights and two 
tone siren.

My biggest fear had been realised. I was heading to hospital, almost certainly to go 
under the knife. I thought about the alternative - refuse to have the operation, 
discharge myself  and, quite simply, die. At that point I knew I really didn’t have a 
choice and that I must accept my fate without trying to fight it - the first time I had 
been confronted by my own mortality. I decided that it would be easier if  I made 
the experience as stress-free as possible. That was a turning point in my life and 
has governed how I have since survived numerous visits to hospital, for 
appointments, procedures or longer stays. Focus on a positive point in the future, 
beyond your current situation, then suspend normality and adjust your behaviour 
and attitudes to fit with the regime you find yourself  in.

The rather gloomy exterior of Croydon General Hospital (now a housing estate)
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I was admitted to Princess Alexandra of  Kent Ward at lunchtime but can recall 
little about the preparation for the operation other than one experience that sticks 
in my mind. 

[Before we go any further I’d like to call a time-out whilst I work out how to 
explain the following without straying into the realms of  political incorrectness. 
Describing someone, of  whichever sex, as young and pretty was perfectly 
acceptable then.]

An attractive (pretty), student (about my age) nurse appeared with a bowl of  warm 
water, shaving foam and a razor. She (a female nurse in this instance) told me: "You 
need to be shaved before your operation". I realised that being so unwell I looked a mess, 
with quite a stubble growing, but couldn’t work out how smartening me up was 
going to help. Whatever. If  they wanted me to look better that would be OK. 
Then I realised that it wasn’t my face she was going to shave. Suddenly I had 
something to take my mind off  of  the pain and the imminent operation. I might 
have been feeling very poorly but I was sure something would start “stirring in my 
loins”. I thought it best to confront the situation head on, so to speak, and asked 
the attractive, student nurse what would happen if  something “popped up”. She 
produced a biro from her top pocket and said: “a short, sharp tap with this usually 
solves the problem”. The threat was enough to ensure good behaviour.

At 6:15pm the pre-meds were administered and an hour later I was put on a 
trolley ready to go down to theatre. My sister had rung my girlfriend to say that I 
had been admitted to hospital. Making her way down to the ward she arrived to 
see me being wheeled past her on the trolley and genuinely thought that it would 
be the last time she saw me.

I was taken into the anaesthetic area. The anaesthetist introduced himself  and 
explained what he was about to do. No doubt there was a consent form to sign. As 
he injected the first sedative he said: "I want you to count to ten but you won't get past 
three!” Yeah, right - “One, two...”

The surgeons prepared to do an appendectomy and made the first incision. I have 
a very neat appendix scar, about three inches long, to prove it. When they looked 
inside, however, they found that I had a hole in my bowel that had leaked into the 
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abdominal cavity. The appendix was left in position as they didn't want to risk 
septicaemia. A new, much larger incision was made just to the right-hand side of  
my navel. They sewed up my bowel and cleaned out the cavity. The implications 
of  that perforated bowel would come back to haunt me some 30 years later.

I was returned to the ward at 9:30pm after this exploratory laparotomy. There was 
a “C” drain in place and a NG (nasogastric) tube on continuous drainage. What I 
didn't know, until recently, was whether my large or small bowel had burst and 
whether a section had been removed during the operation. 

In the ensuing years I had often been asked by consultants and surgeons exactly 
what they did to me. Having now obtained a copy of  the discharge letter all the 
gory details were set out in black and white. (It is reproduced towards the end of  
this chapter.) I had always blamed the prolonged use of  Imodium for causing a 
blockage and the subsequent perforation but with hindsight I think that is unlikely. 

Wednesday 20th June 1979 - I must have been in a fair amount of  pain after 
the operation as I was given shots of  morphine. Amazing stuff  and I could 
understand why it was taken as a recreational drug. At one point I could see a 
circle of  blue flames floating around the ward. I asked for some more, after all 
how often do you get a chance of  taking Class 'A' drugs legally and for free? I 
should have kept my mouth shut about the hallucinations as that was the last shot 
I was allowed and that wasn't the only thing withheld.

I was to be "Fluids Only" for most of  the next three weeks, fed parenteral nutrition 
intravenously through a PICC line (Peripherally Inserted Central Catheter). It 
entered at my wrist, travelled up my arm inside a vein and over my shoulder into 
my chest. Getting it into position was another unforgettable experience. Just seeing 
the apparatus would be enough to make some patients faint. I like to think that 
I'm made of  sterner stuff  so the sight of  a thin plastic tube, about 800mm long, 
and knowing where it was due to go, was more a curiosity than a worry.

The installation process did not go smoothly. The first attempt at insertion failed 
so the doctor tried the other arm. Still no luck. Go back to the original arm. Nope. 
By now I was surrounded by a small group of  doctors and nurses making “helpful” 
suggestions. In all it took five attempts to get the tube into the correct position. I'm 
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amazed I haven't been put off  cannulas and needles for life but maybe once you've 
had one that long, inserted the others pale into insignificance.

The daily nurses' meeting on Ward 15

Thursday 21st June 1979 - Day Two after the operation and no signs of  nausea. 
The only significant change was being allowed to take small sips of  water.

Saturday 23rd June 1979 - I was starting to turn the corner after the operation. 
Another bottle was added to my drip stand and an additional tube fed into the 
catheter. This new bottle contained an intravenous feed that was a very bright 
yellow colour. The nurse noted that I had spent much of  the day out of  bed.

The first stand they gave me had no wheels and I probably wasn’t up to getting 
around anyway, so my days consisted of  moving between bed, bedside chair and 
back again. Anywhere within the radius of  the drip tubes. Once I was fit enough 
to move around, the stationary stand was swapped for one with wheels on. I 
quickly learnt to propel myself  across the ward for trips to the bathroom or the 
TV lounge, treating the stand as a skateboard.
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Saturday 30th June 1979 - The restriction on drinking had been lifted on the 
previous Wednesday and I was free to take in as much as I felt comfortable with. I 
was started on Vivonex, a powder mixed with water to provide nutritional support 
for those with severe gastro intestinal impairment. The downside was coming out 
in spots as my body reacted to the high protein content.

Tethered to my drips. The rosy cheeks suggest this was post-blood transfusion

I quickly became used to the twice daily routine of  hydrocortisone injections. The 
chosen site for these jabs was my backside. The process was : drop your pyjamas, 
roll on your side, jab. The day had come when the doctor, on his ward round, 
decided I didn’t need any more hydrocortisone as I was recovering well. Brilliant. 
No more pin cushion bum.

That afternoon the rest of  the band came to visit and spent most of  the time 
eyeing up the nurses. There was a lot of  good-hearted banter going on. A couple 
of  nurses decided they would show just who called the shots, literally. Half  way 
through visiting time they came over and said: “Time for your injection”. I explained 
what the doctor had said but they were having none of  it. They asked my friends 
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to move away from the bed so they could pull the curtains around and then 
proceeded to give me instructions in very loud voices. “Drop your pyjamas. No, lower. 
Right, roll over. Which cheek do you want it in? OK, you’ll feel a little prick....” And the effect 
this had? Much laughter and inappropriate remarks from outside the curtain. The 
nurse’s ward notes called it a “cheerful day” and remarked that I was “uncomplaining”.

Nurse Hope in typical pose

Later in the evening, once visiting time had finished, I called over one of  the 
nurses and told her that I wasn’t joking when I said that the hydrocortisone 
injections were no longer needed. She just replied: “we know” and smiled broadly. I 
later asked if  I could take her photo in her usual "I'm about to stick this needle in your 
backside" pose. I wonder if  she's still in nursing now.

Monday 2nd July 1979 - The lead consultant was on the ward round. He 
decided that the IV feeding could be stopped the following day and the Vivonex 
increased to six sachets daily. 

Tuesday 3rd July 1979 - For the first time since 19th June I was going to be 
allowed a light meal that evening. My girlfriend was visiting when dinner was 
served, a bowl of  chicken soup. Given how long it was since I had eaten I believe 
any food would have looked appetising but the smell coming up from the bowl was 
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getting my tastebuds excited. As I lifted the spoon to take the first mouthful a 
nurse appeared and told me to stop. I was only allowed a liquid diet at this stage so 
she would have to take the soup away and strain out the pieces of  chicken. I can 
laugh about it now.....

Friday 6th July 1979 - I was finally allowed to resume a normal diet. An 
appointment was arranged for me to see Dr. Parrish at Mayday Hospital the 
following Tuesday. As I was getting close to discharge it was decided that I could 
go home for the weekend. Quite a surprise.

Being the height of  summer and with no air conditioning on the Ward the 
windows were often left open until the sun went down. That evening I could hear 
my name being called from outside, even though the Ward was on the third floor. 
Curiosity got the better of  me. I poked my head out to see three of  “my” nurses, 
all dressed up in their glad rags, heading off  to go partying. They looked very 
elegant. “Just wanted to see if  you’d like to join us.”

The rapport built up with the nurses certainly helped me through my time in 
hospital. I wonder if  it was easier as a young, male patient given that I was mostly 
interacting with young, female nurses?

Weekend Leave - They weren’t in any hurry to discharge me from hospital. 
They knew that, providing I continued to make good progress, I would be going 
home the following week. The decision that I could have “weekend leave” was very 
welcome. When I returned to the Ward on the Monday morning the other 
patients said I had done well to be away. A guardsman from the local barracks had 
been brought in complaining of  a bite in a very delicate place. He claimed that 
the wound had been inflicted by a dog to which the doctors had replied that, 
looking at the shape of  the teeth marks, the dog must have been wearing human 
dentures at the time. The new patient had kept everyone up all Saturday night 
with his moaning and was discharged on the Sunday. I had a lucky escape.

Tuesday 10th July 1979 - Discharge day. I couldn’t go straight home in the 
morning as there was the appointment to see Dr. Parrish, after lunch. Once I had 
seen him I was free to go and finally arrived home.
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Discharge letter
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The photographs - from childhood I had been interested in photography. My 
grandfather was a keen photographer using the most basic of  cameras and so for 
my 21st birthday I had been given a 35mm camera. I asked my girlfriend to bring 
it into the hospital so that I could take some pictures of  the Ward and nurses in 
action. We’re not talking a small, compact camera but a full SLR. I sought their 
permission before snapping away. The nurses must have thought I was mad. I dug 
out the photos to scan them for this chapter and they brought back many 
memories; I can still recall some of  the nurses’ names. (My interest in photography 
has continued to the present)

Making the beds

Hospital life - I lost any sense of  embarrassment in hospital. Nowadays you 
would describe it as “what happens in hospital stays in hospital”. I found that by 
suspending my “normal life” mindset and replacing it with a “hospital life” mindset I 
could accept what was happening a lot more easily. (When you don't keep to the 
"what happens in hospital" principle it's a sure way of  upsetting friends, colleagues 
and relatives with too much information.)

If  you compare the very basic beds shown in the photographs with the hi-tech, all 
electric, adjustable ones of  today with their overhead telephones, TV and internet 
access you realise just how much we've moved on. The things that have not 
changed are; the daily ritual of  the ward round, in which the consultant performs 
his leading role; and the care and humour with which the nurses have treated me.
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The Ward Round from 1954 Film - “Doctor in the House”

There is a well known clip from the 1954 film "Doctor in the House" that you can 
find on YouTube (just search for “Sir Lancelot Spratt”). If  you haven’t seen it 
before, then please spend a couple of  minutes watching. You will see that the ward 
environment in 1954 was very similar to the one I photographed some 25 years 
later. One thing that surprised me in that clip was the reference to “keyhole 
surgery”. I thought this was a modern innovation but clearly it was already in use 
in 1954 (before I was born), even if  it was frowned upon by "proper surgeons". I will 
refer to this clip again in a later chapter.

On 10th July I took a picture of  what I hoped would be my last ever hospital meal.

The Last Supper. Lovely doily
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The Memory Fades - I am struggling to remember the effect Crohn’s had on my 
everyday life. As part of  the research for this journal I looked through some old 
35mm slides. Many were labelled with the date taken and have helped work out 
how some of  my “non-Crohn’s” activities related to the ups and downs of  my health.

For instance in May 1978 we went to see Queen at Wembley Arena and a month 
later were back there for a spectacular Electric Light Orchestra concert. I don’t 
recall that my declining health or the possibility of  having to find a bathroom 
quickly was ever a consideration in going or not going. A month further on and I 
had been admitted to Mayday Hospital for tests.

Similarly, on 17th June 1979, we had been to a concert at Fairfield Halls in 
Croydon . Just two days later I was undergoing emergency surgery in the General 
Hospital for the perforated bowel.

My own musical efforts had to take a back seat. The band had temporarily 
stopped gigging until I had regained my health. It was around a year later that we 
started playing again and had lined up such choice South London venues as the 
Thomas a Beckett in the Old Kent Road; The Castle in Tooting; the Walmer 
Castle in Peckham; and The Blue Anchor in South Croydon.

Playing the “Beckett”
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I have discussed with my wife the inability to remember many of  the bad times. 
She then reeled off  a number of  occasions when I had rushed off  to the bathroom 
whilst out or felt bad enough to consider A&E. I’m starting to wonder whether my 
subconscious has deliberately suppressed some of  the bad memories.

The Drugs - when I was discharged from hospital I was still taking the 
prednisolone and codeine phosphate that I had first been prescribed in 1978. 
Prednisolone, a steroid, was the first choice for reducing inflammation. 
Unfortunately it has a number of  potential side effects including weight gain, 
behavioural changes and osteoporosis. The plan was to hit the inflammation with 
a high dose and then progressively reduce to a safe level as quickly as possible.

Codeine phosphate is an opioid used in the treatment of  Crohn’s disease for its 
painkilling and antidiarrhoeal actions. Being opium based it can become 
physically and psychologically addictive.

The summer of  1979 had turned out to be an eventful one. My future was now 
uncertain. Would I be able to return to a normal life? Would I need further 
surgery? 
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C H A P T E R  4

History

During the period from 1979 and 2007 there were some long stretches 
when the Crohn’s could almost be forgotten, interrupted only by short 
episodes of  flare-ups. I kept no diary during this time so I’ve used my 
patient notes and outpatient letters to reconstruct the course of  the 
disease over nearly 30 years. 

(I have included details of  the varying medication dosages as this is information 
that may be of  specific interest to other IBD sufferers. Nowadays the long term 
prescription for steroids is frowned upon). 

August 1979 to December 1992

By mid-August I had recuperated sufficiently to resume work and returned to the 
construction site in King’s Cross. I went on to spend a further three years there 
and was one of  the final members of  the team to leave.

With the warm summer my scar would often be visible under my tee shirt. I wore 
it like a “badge of  honour”. Whilst the appendectomy incision was very neat and 
hidden from view, the laparotomy was a brute. If  anyone asked what had 
happened I would tell them I got caught in “the wrong place at the wrong time”. I don’t 
know if  anyone believed me.

When I saw my consultant that month he noted that: “this patient seems to be settling 
down.....I recommend he continues with his 15mg prednisolone daily, until we see him in two 
months”. I was starting to gain weight which may, in part, have been due to the 
steroids. In October it was decided that I should try to reduce down to 10mg and 
then by a further 5mg.

I managed to get to ten but as soon as I went lower the symptoms of  a flare-up 
would start to appear, at which point I increased the dosage until they passed. In 
September 1980 I was again at 15mg in an attempt to ward off  a flare. I saw my 
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consultant who wrote: “.... (he) then increased the dose of  prednisolone with some benefit and 
has kept on the same dose since. He is being married in a month's time and I suggested he remains 
on the 15mg till he has settled down and then tries reducing ...”

The month passed quickly and at the end of  October I married my girlfriend who, 
despite the Crohn's, was prepared to take me on. By now she had left uncertain 
employment in the film industry to take up a “steady” job. She was making her way 
upwards through the Civil Service and with our two reasonable salaries we had 
taken the first step on the property ladder by getting a mortgage and buying a flat.

Interest rates at that time were 16% which meant it was a struggle but just about 
manageable. Endowment mortgages were the usual recommendation and 
required the taking out of  a separate life insurance policy. When we came to 
arrange this cover I had to declare that I was suffering from Crohn’s disease and 
had undergone surgery. That’s when we discovered that some insurance 
companies considered I was a risk too far. With some ringing around we managed 
to find one who did want our business but imposed a 10% weighting on the 
premiums.

By the time I next saw my consultant in January 1981 I had reduced the steroids 
to just 5mg and was continuing to put on weight. Outpatient appointments at 
Mayday Hospital, under Dr. Parrish and then Dr. Theodossi, became routine and 
stretched out to six monthly intervals. Whilst the target was eventually to reduce 
the steroids down to nothing I was still having to vary the dose to keep everything 
on an even keel. It quickly became apparent that around 10mg was my optimum 
level. My consultant agreed I should remain at that dosage.

Outpatient appointments now became annual events. By 1982 we had moved 
from a flat to a house and started some major refurbishment work. There was a 
new addition to the family. No, not a child as we had already decided neither of  us 
wanted children. It was our first pony, who we kept close-by in a rented field. 

In 1987 my wife was getting bored with her job. We must have felt sufficiently 
confident in my health to drop to one salary and allow her to return to college. 
She trained to become a saddler and harness maker and in 1988 set up her own 
business.
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I also changed jobs and started working locally. As a result I went to a different 
pharmacy to collect my prescriptions. Tablets were dispensed loose, in little brown 
bottles. There were no advisory leaflets listing endless side effects but their system 
was a lot more up-to-date than the previous pharmacy. They had a label printer 
that automatically included important warnings. The label on the codeine 
phosphate stated: "do not drive or operate machinery, if  affected, whilst taking this drug". I 
had never been warned of  the potential side effects before or that it was an opioid. 

Having ordered a new company car (we may not have got tablets in bubble packs 
back then but we did get company cars) I decided that I didn't want to put down 
on my insurance form that I was taking an opioid so I just stopped taking the 
codeine. It seemed to make no difference at all.

I worked two years for that company but their property division was starting to hit 
hard times as land values were falling rapidly and this was affecting all their 
operations. The writing was on the wall and I decided it was time to jump rather 
than be pushed. I landed a role on the Channel Tunnel project at Folkestone 
seconded to the client, Eurotunnel, monitoring progress. It was an opportunity not 
to miss, working on the largest construction project in Europe, if  not the world.

The downside was driving to Folkestone every day, a round trip of  130 miles. 
Stress is acknowledged as having a bad effect on Crohn's sufferers so the prospect 
of  a long drive to work and then the same coming home had to be given careful 
consideration. We decided to see how I got on and then, if  necessary, I would find 
a room to rent near the site if  the travelling became too much. I ended up making 
that journey for four years and only moved on when my role on the project came 
to an end.

Even with all the driving and the pressure of  a job with an "immoveable" deadline, 
the Crohn's was largely kept under control. The gap between outpatient 
appointments remained yearly.

At job interviews I always mentioned that I had Crohn's but played down the 
potential seriousness. As far as I was concerned I was coping fine and having very 
little time off  work. During that whole period from my operation through to 
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working on the Tunnel I cannot recall meeting anyone who had ever heard of  
Crohn’s. It wasn't until I worked at Folkestone that I met a fellow sufferer.

She was keen to get me to join NACC - The National Association for Colitis and 
Crohn's Disease (now renamed CCUK). I simply didn't want to know. I have seen 
this attitude described elsewhere as "being in denial". I wouldn't say that I was in 
denial that I had Crohn's but, as far as I was concerned, it had very little effect on 
my life and it would stay that way. I suppose you could say that I was denying that 
it could get a lot worse. As I saw it, why would I want to meet up with a group of  
sick people? Why would I want my rosy picture of  what lay ahead challenged? I 
even joked that I would get a tee shirt printed up with the slogan "It's the Crohn's 
that keeps me going!"

Information on the disease, and possible outcomes, was not widely available then, 
especially if  you didn't join NACC. Nowadays, with universal access to the 
internet, you could argue that there is too much information and that it is biased 
towards the bleaker side of  the "Crohn's Experience".

December 1992 to May 1999

At my December check-up I had been on 7.5mg of  prednisolone for a long period 
but was complaining of  abdominal pain after eating. It was decided that I should 
have an OGD - oesophagogastroduodenoscopy - let’s call it an upper GI 
endoscopy or gastroscopy. In layman’s terms “a camera down the throat”. It took place 
at the beginning of  January 1993 and showed mild oesophagitis, inflammation of  
the lining of  the oesophagus. I remember that trip to Mayday Hospital as I woke 
up in Recovery and discovered that our next door neighbour was lying in the 
adjacent bay. It transpired that she was also suffering from Crohn’s. She was only 
the second person I had met with it. I now have a copy of  the endoscopy report 
but not the covering letter.

The next entry in my medical notes was a follow-up letter from February 1994 
and the first one typed into a computer. I had managed to get down to 5mg and 
was showing no signs of  flaring. Review again in 12 months’ time. This pattern 
continued until December 1997 when I was again complaining of  abdominal 
pain. The follow-up letter stated: "The patient himself  feels that there is an area of  
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inflammation and he may well be right. I plan to evaluate him further with a colonoscopy and 
barium follow through". Something to look forward to over Christmas.

Endoscopy reports were a lot simpler in 1993

Late January I had the colonoscopy and, to no-one’s surprise, it showed that that I 
still had the ulcerated stricture in my terminal ileum. Unfortunately they don’t just 
disappear. I discussed the implications with the consultant and he mentioned a 
method of  widening the gut by inserting a balloon attachment on the end of  a 
scope and then inflating it. The medical term was “balloon dilation”.

The steroids were immediately increased to 50mg and a new 5-ASA drug, Pentasa 
(or mesalazine), introduced as a locally acting, bowel specific, anti-inflammatory. 
The initial hit with a high dose of  steroids, and maybe the Pentasa, did the trick 
again and I started to feel a lot better.

The last paragraph of  the letter following the colonoscopy read: "Although he has a 
stricture in the terminal ileum, I do not think he needs a balloon dilation as yet, as he is 
asymptomatic".

I slowly reduced the steroids over a number of  months and by the following 
outpatient appointment, in September 1998, I had (apparently) unilaterally 
stopped taking the Pentasa. I was told to start again. For the first time my 
consultant discussed moving my medication to azathioprine but I would need 
daily blood tests to start off  with. By now I was working on the Millennium site in 
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Greenwich in preparation for the erection of  the Dome and the end of  century 
celebrations. It was a similar role to the one on the Channel Tunnel and another 
project with an immoveable deadline. Daily blood tests were simply a non-starter.

Colonoscopy report - beginning of 1998

The doctor wrote: "We discussed decreasing steroids and starting azathioprine but he says that 
this is not an option because he would be unable to get blood tests done on a frequent basis".

I've mentioned stress before. The new job was particularly tough as the site 
manager was a bully. I wasn't singled out, the whole site team suffered equally. We 
should have taken our employer to an employment tribunal but we were all 
earning good money for the inconvenience of  working in Greenwich, so we put up 
with it. Driving to site each day was also very stressful as it was impossible to avoid 
traffic congestion somewhere along the route, you just didn’t know exactly where it 
would be on any particular day. Despite this I stabilised again for six months just 
taking the steroids and Pentasa.

The internet was starting to take off  and the ability to research the side effects of  
various drugs made much easier. At that point I had been on steroids for almost 
twenty years and whilst I was never aware of  any outward signs of  side effects, no 
uncontrollable weight gain or moon face, I was now alerted to the problems other 
patients had suffered. When I next saw my consultant in January 1999 he wrote 
"He is extremely keen to reduce the prednisolone as he has been reading about it on the internet". 
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It was a decision we agreed to defer for a further six months due to work 
commitments.

I made it through to the beginning of  May and then the pain became a lot worse. 
I had been booked in for another barium follow-through but was feeling bad 
enough to arrange to see my consultant sooner. Once again the chosen course of  
action was to hit the Crohn’s with an even larger dose of  steroids, this time starting 
at 60mg, the highest I had ever been prescribed. He told me to take a week away 
from work with the aim of  getting back to a stable state. I do not know how 
quickly I improved but don’t remember spending any further time off.

Eventually the day of  the procedure arrived. I can vividly recall the test at Mayday 
Hospital as if  it was yesterday. The first problem was swallowing the barium meal 
- a thick, off-putting, tasteless sludge. Having downed the final mouthful, trying 
not to gag, there was then the wait whilst it slowly made its way around my 
digestive system. I was called into the X-ray room and given an initial scan but the 
barium had not made sufficient progress and I returned to the waiting room for a 
little longer.

When I was taken back into the X-ray area I was asked to lay face up on the table. 
The radiographer took another scan but was still not happy with the result. He 
was having difficulty in getting the barium meal to move beyond the stricture. He 
produced a rubber beachball which he placed so that it acted as a cushion 
between the X-ray head and my abdomen. He then proceeded to bounce the 
head up and down and it slowly did the trick. The X-rays showed that the 
terminal ileum stricture was as bad as ever. The inside of  the bowel was down to 
the size of  my little finger. Unfortunately the films taken at the time are no longer 
available.

Shortly afterwards I went to see my consultant and was given the choice of  
starting azathioprine (Imuran) or having surgery. This drug was a “last resort” 
before the knife. It was 20 years since my last stay in hospital and I really didn't 
fancy another one. There were other factors as well. We had taken the decision to 
move house again and started to look for one that better suited our lifestyle - dogs 
and horses. A major operation and the associated recovery period would have put 
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a stop to all these plans, so I chose the drug route. I started on 50mg each morning 
followed by 100mg in the evening whilst continuing to take the steroids.

The consultant’s letter reads: "The barium follow-through on this man has shown a long 
stricture of  the terminal ileum consistent with Crohn's disease. I have explained to him that one 
option here would be to have surgery to resect the diseased bowel. The patient is not at all keen on 
that approach and has opted to take azathioprine........I am therefore asking our haematologist to 
keep an eye on his blood count". More of  that in a while.

June 1999 to October 2007

In mid-June I was reporting that my abdominal pain was easing and that I had 
managed to reduce the prednisolone to 40mg. Then four weeks later I was down 
to 15mg but complaining about attacks of  back pain. The consultant was 
concerned enough for me to have my back X-rayed but it showed nothing 
untoward.

At this point my memory becomes a little hazy. When I first started taking 
azathioprine I remember suffering joint pains in my fingers and knees. Every 
morning it would take around 10 minutes before they would work properly and I 
could manage a shower. After a while these symptoms disappeared and we put this 
down to getting used to the drug. Once again my health started improving.

Whilst I was writing this chapter I discussed it with my wife and she pointed out 
that one weekend I was feeling so unwell (very bad flu-like symptoms) that it was 
touch and go if  we called an ambulance. In the end I spoke to the then equivalent 
of  NHS Direct who put my mind at rest. I also recall that I had to take a couple 
of  weeks off  work as my body got used to this new drug invasion.

I went and saw my GP about the joint pains and he prescribed Vioxx, a non-
steroidal anti-inflammatory drug used to treat arthritis. It was only after I had 
taken a couple of  doses that I decided to read the information leaflet that was 
inside the carton. In the possible side effects section there was the following 
statement in a black box and bold white type - "MAY CAUSE DEATH". That was 
enough for me and I never took it again. (If  you look it up on the internet you will 
find that it was subsequently withdrawn. One article claims it killed 60,000 
patients in America - maybe I had a lucky escape).
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After these initial teething troubles I got on well with azathioprine. Having moved 
on from the Millennium Dome in mid-1999 I found I was able to cope easily with 
an even more demanding role as part of  a small team successfully bidding for a 
ten billion pound project. It meant working long hours in London and surviving 
the daily commute by train into Victoria.

With the start of  the new century approaching and my health apparently on an 
even keel we started, in earnest, to search for a property with its own land. We 
eventually found one that fitted the bill and moved in at the beginning of  June 
2000. This was a major change to our lifestyle as maintaining the property took up 
a lot of  time and effort.

Once we had settled in to our new home I went and saw the local GP to introduce 
myself  and arrange for my outpatient care to be transferred from Mayday to the 
much more convenient East Surrey Hospital in Redhill, about a ten minute drive 
in the car. I had already agreed with my original consultant that this would make 
sense so the transfer was just a formality.

My first outpatient appointment under the new hospital was at the end of  January 
2001. The consultant went through my medical history and I was given a brief  
examination for which the conclusion was: “His abdomen was soft, non-tender and I 
could see no evidence of  fistulating disease on perianal examination. As his disease currently seems 
to be in remission, I have asked him to reduce his prednisolone by 1mg a week”.

I didn’t see him again until December 2002. The follow-up letter stated: “Since we 
last saw him, almost two years ago, he has remained well. He has had no symptoms from his 
Crohn's disease. Have made no change to his medication. In view of  his prolonged steroid 
treatment in the past I have booked him a DEXA scan and will see him again in 12 months.” 
The scan, to check for osteoporosis, was duly booked and showed a thinning of  
the skeleton around my hip joints, but nothing too serious.

Another year passed and at my December 2003 appointment, the consultant said 
that we were now getting into the slightly tricky area of  when and if  we should 
reduce the azathioprine dose as I had been taking it for at least four years.

When I reached the fifth year we were entering “uncharted territory from now on” as 
none of  his patients had been on it that long. It had kept my Crohn’s under 
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control and I proved able to cope easily with more demanding jobs. There was a 
period in early 2005 when I started getting back pain again but a short return to 
steroids cleared it up.

Summer arrived early in 2005. By mid-June temperatures were soaring and on the 
hottest day of  the year I had been helping my wife with one of  her tradestands. As 
the day wore on I felt worse and worse. There was no relief  from the heat. 
Breathing was becoming difficult. I was starting to think I was having a heart 
attack! I knew that before we could even start the hour long drive home it would 
take at least two hours to dismantle the tradestand and pack all the stock away. 
Somehow we made it.

At that point my wife noticed that I had developed a strange rash just on one side 
of  my body. We recognised it as shingles. I went and saw my GP who signed me 
off  work for two weeks. I’m not aware of  any connection between IBD and 
shingles apart from them both being linked with stress. Maybe I was just unlucky 
to go down with it. Many years later I would relive the feeling of  having a heart 
attack but in very different circumstances.

In late September it appeared that my Crohn’s had started to play up again as I 
was getting abdominal pain but now accompanied by a repeat of  the lower back 
pain. My GP thought it was purely mechanical, not Crohn’s related, and told me 
to take paracetamol. If  it didn’t improve we would review it again.

I saw him two weeks later and by now the pain had considerably worsened. I 
described it as feeling like a restriction in my lower abdomen. I was also getting 
dull aching in my sides and feeling nauseous on occasions. Had the azathioprine 
stopped working and surgery become unavoidable?

He was obviously concerned and thought I should discuss these issues with my 
gastroenterology consultant. He ordered a blood test and the results came back 
showing that my inflammatory markers were high and my haemoglobin dropping.

Each gastroenterologist I had been under said that if  I ran into any difficulties 
they would see me at short notice. All I needed to do was telephone their secretary 
and the necessary arrangements would be made. This was such an occasion.
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I was starting to feel sufficiently poorly to have my outpatient’s appointment 
brought forward. After our meeting he wrote: “I saw this gentleman earlier than expected 
as for the last three weeks he has had increased diarrohea with back pain, lethargy and difficulty 
in sleeping. I note that a recent blood test does show a slight increase in his inflammatory markers. 
I suspect this is the Crohn's but he is reluctant to go back on to steroids which would be the next 
treatment. I have therefore done some stool cultures and asked him to increase his Pentasa to 1g/
day. If  he does not settle then I can see no alternative but to put him on a reducing course of  
prednisolone....”

I was visiting the GP surgery on a regular basis and having fortnightly blood tests 
as my health deteriorated further. Co-codamol was prescribed to deal with the 
pain but eventually I could not put off  the steroids any longer. I started at 40mg 
and then tapered down each week.

By the time the next outpatient appointment came round I had reached 15mg and 
my consultant suggested that I maintain this level until after Christmas so that I 
kept well over the holiday period. He also increased my azathioprine dose as, 
despite everything, I had steadily gained weight, up to 83kg which warranted the 
higher dose.

Three months passed and it was time for another hospital appointment. I saw a 
registrar who was concerned that I was still taking prednisolone, although only 
7mg, and I got a slap on the wrist for not taking the correct dosage of  Pentasa. I 
explained that it was a case of  forgetting to take my lunchtime dose. He went off  
to discuss my case with the consultant and returned saying that he had arranged 
for a barium follow-through. He asked my GP to prescribe 9mg of  budesonide 
and stop the prednisolone. If  my symptoms improved over the next four weeks it 
could be reduced by a third.

I didn’t have long to wait for the follow-through X-ray, just two weeks. I was 
starting to get used to these unpleasant procedures so was not unduly concerned in 
the run up to it. It showed no abnormality in the oesophagus, stomach or 
duodenum but after an hour and a half  the barium finally reached my terminal 
ileum. The stricture now measured approximately 15cm and there was ulceration 
typical of  Crohn's. The bowel is supposed to float freely inside the body cavity but 
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some “tethering” of  adjacent small bowel loops showed up on the lower right side of  
my abdomen. As the original 1988 scan was no longer available it was not possible 
for a comparison to be made.

Over the next few months I started to feel better on a steady dose of  6mg of  
Budesonide. My consultant suggested going down to 3mg and then stopping 
altogether. I was still making excuses for not taking my lunchtime Pentasa.

Another six months passed and the decline started again. I went and saw my GP 
in November 2006. The notes from that appointment included: “... due to be flying to 
States on Sunday so warned he may not be fit to fly and to try to make alternative provisions with 
work”. I don’t recall exactly where in the USA I was due to travel to, probably 
Houston for a meeting, but I ended up cancelling the trip.

A week later I saw my consultant. He looked at my blood test results and 
concluded that this was not my Crohn’s getting worse. He didn’t want me 
continuing with the Budesonide but asked me to up the Pentasa to three tablets a 
day. I was wondering whether some external issue could have caused the flare as, 
for the first time, I had decided to try an energy drink to give myself  a little more 
“go”. I had drunk a couple of  cans of  Red Bull with its high caffeine content. 
Could that have caused my problem? I’d never had any issues with coffee.

Now, before I get sued by Red Bull, let me make it clear that I have no proof  that 
their product was the trigger for my flare-up but I do know that some Crohn’s 
sufferers have reported an intolerance to caffeine. Maybe I was just clutching at 
straws. Quite a common thing to do when you are trying to explain why your 
symptoms have returned and you don’t want to face the possibility that it is the 
inflammation rearing its ugly head again for no reason.

By January 2007, when I next saw my consultant, I was back to equilibrium. My 
CRP reading (C-reactive protein, a measure of  inflammation) was below one and 
the only area for concern was a slightly raised ALT level (liver enzyme). It was 
decided that we would monitor it but in the meantime the azathioprine was 
increased further (to 200mg) and the Pentasa reduced.

I hope that for the non-Crohn’s reader this chapter has demonstrated the ups and 
downs when one suffers from IBD, and to be honest I have escaped lightly 
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compared to many. It does put a brake on some longer-term plans but has not 
greatly interfered with my career or hobbies, meanwhile.......

Having said that details of  my private life would be kept to a minimum 
I should, at least, give a passing mention to my job in the years 
immediately before the life changing event in 2010 and the hobby that 
consumed the bulk of  our time, funds, adrenalin and nervous energy.

In 2002, with my health seemingly stable, I was getting itchy feet (no, not some 
new side effect of  Crohn's) and started looking around for another job. After a few 
interviews I had two companies interested. The deciding factor, in the end, was 
that one of  them, the UK division of  a large US corporation, worked a nine day 
fortnight. Having moved into a property that needed a lot of  maintenance the 
advantage of  an extra day off  every two weeks was irresistible.

As a principal manager I was expected to go and visit my team dispersed around 
the UK, Europe and further afield. I also stood in for my immediate boss who 
suffered from UC (Ulcerative Colitis) and went through some very rough times, far 
worse than anything I had ever been put through. He spent many weeks off  work 
and when I visited him at home I really did fear the worst.

With his extended absence, it came as no surprise when I was asked to go and see 
my director. I already knew what was coming and that he wished me to go to 
Algeria. He was even hinting that he wanted me to spend an extended period 
away. If  that had been the case then I would have resigned but I was saved by my 
medical history. Prior to my trip I had to see the company’s doctor for the 
compulsory overseas medical. Whilst he was happy for me to spend a couple of  
weeks out there, he told the company that he would not sign me off  for a long-
term assignment. Subject closed - for good.

Of  all the visits, the Algerian trip was the most stressful as we had to be driven 
everywhere, escorted by armed guards, and were not allowed to wander out of  the 
office even for a few metres, although that never stopped me. There was one 
particular driver who the other guards seemed to avoid. I asked our security 
manager if  I was imagining it and he replied: “no, it’s his history, he’s ex-police firing 
squad”. Glad I asked.
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As someone who was not widely travelled the chance to visit some interesting 
locations, with everything, including MediVac, arranged for you, was a real bonus. 
Some other memorable visits involved Kazakhstan (2003), Belfast (2005) and, 
later, Dubai (2007). Each time my Crohn's played up but nothing too serious. I 
was able to manage by making sure that I always knew where the nearest 
bathroom was. The opportunities for taking photographs were endless and I 
grabbed them with both hands .

Part of the Kashagan Oilfield Facilities, Kazakhstan

Evening on the River Ural passing through Atyrau
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The Central Market, Atyrau

Our base in Algeria - The Hotel des Pins

The sunsets from the hotel balconies were stunning

46



Not all my time in Algeria was spent behind a desk.....

Offshore Windfarm components - Harland & Wollf, Belfast

MV Resolution being loaded - Belfast
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First sight of the Jameira Beach Hotel, Dubai 

So far I haven’t explained where my field of  expertise lies - the planning of  large 
projects - anything from a multi-million pound offshore wind farm to a 30 year 
strategic programme of  works worth billions. The range of  projects has been so 
diverse that there has always been a new challenge around every corner.

The techniques I employed professionally have also proved useful for managing 
my health. I hope that this will become apparent as you read on.

A Change in Circumstances

For many years I had considered working for myself. On several occasions an old 
colleague had told me to try it as there was plenty of  work around. At the back of  
my mind was the worry that the Crohn's would come back with a vengeance so I 
had chosen to keep within the security of  working for a large company although, 
on principle, I never joined any of  the private medical schemes on offer.

Towards the end of  2007 all was going well again and we were in a strong enough 
financial position to cope with this major change to our lifestyle, regardless of  
what the future might hold. In November I became my own boss and started 
working for two large clients. It all started so well....
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Away From Work 

In 2002 we started competing at carriage driving. Yes, just like the Duke of  
Edinburgh but without the unlimited funds, resources and facilities. If  I wanted a 
totally stress-free hobby then maybe gardening would have been a better choice. 
Travelling to shows certainly caused stress levels to rise. Every time we set off  for 
an event I would wonder: “Will our old lorry break down? Will we get held up in traffic? 
Will there be plenty of  space to park when we get there? Will the ponies behave? Will I remember 
to release the handbrake on the trailer this time?” We were never going to compete at the 
highest level but as long as the ponies were nicely turned out and behaved 
themselves then we were happy.

Our most successful year was 2007. Having been placed second in our class at the 
local Agricultural Show, on August Bank Holiday weekend, we made the trip to 
the Towerlands Centre (near Stansted Airport), the furthest we had ever ventured. 
We had qualified for a national competition and now it was time for the finals. We 
won our class!. A fitting end to our showing year and it turned out to be one of  the 
last venues we competed at as, unfortunately, one of  the ponies started to suffer 
with COPD. We had to curtail the number of  events we attended after that.

Painting of our Highland Ponies 2007 by Terri Sorensen
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C H A P T E R  5

The Drugs Don’t Work

Platelets are the clotting component that stops bleeding in the event of  
a cut or injury. In May 2008 a routine blood test showed that my platelet 
count had started to drop.

I wasn’t too concerned, at first, but it continued to decrease and in July the 
decision was made that I should stop taking azathioprine as it was the most likely 
cause of  thrombocytopenia (low platelets). Bearing in mind that I was taking it as 
“the last resort” before surgery there could be uncertain times ahead. I was left just 
taking Pentasa.

I saw my consultant in the November and he noted: “He is very well in himself ” and 
said that I could self-medicate up to 20mg of  prednisolone should I feel I was 
having a flare-up.

Life carried on without incident until April 2009, when the back pain at night 
returned yet again and I needed to take painkillers (co-codamol) to get to sleep. I 
found that the only comfortable place was on the sofa where, by lying on my side, 
I could support my back and my flank at the same time. I wasn’t due to see my 
consultant until the beginning of  June but I asked for the appointment to be 
brought forward and I saw him at the end of  April.

In the follow-up letter he said that I was “having an increased amount of  right iliac fossa 
pain” but he wasn’t convinced that it was related to active Crohn’s, more as a result 
of  my existing stricture. We agreed that I should re-try a “therapeutic” dose of  
Budesonide as it had less side effects than prednisolone. He also asked me to have 
blood and faecal calprotectin tests. (Calprotectin is a protein biomarker that is 
present in the faeces when intestinal inflammation occurs). Finally he said he 
would speak to the radiologists about arranging some imaging and a few days later 
the date for a CT scan came through - 20th May.
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As is often the case, the new drug seemed to be working well but then the pain 
became worse again and I was starting to worry that there might be something 
going on inside that was more than Crohn's.

I had the scan, as planned, but when I went for the follow-up appointment, two 
weeks later, the radiologist's report was not available. The scan itself  was on the 
system so my consultant opened up the file and we watched it on his computer 
screen. The first thing that struck me were the large areas of  solid black that were 
present. To my untrained eye they looked serious. Did they represent growths in 
my abdomen? He explained that they were just air pockets but he was struggling 
to interpret the complexity of  what we were seeing. It needed an experienced 
radiologist to fathom out what was going on. I was booked in for another review in 
two months’ time.

During that period we continued to compete with our ponies but I was starting to 
struggle. I found it very uncomfortable to sit on a carriage for any length of  time. 
Even the horsebox was becoming difficult to manoeuvre despite having power 
steering. At the back of  my mind I wondered what would happen if  we arrived at 
an event and I was then taken ill. Who would have driven the lorry back? In July 
we took part in our final show, at Epsom, not too far from home.

A frame from the CT Scan
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It wasn't until that next appointment, in early August, that I was told the CT 
report was now available. The delay was because of  the complicated picture of  
both ileal disease and the suspicion that I was fistulating into other parts of  the 
small bowel, possibly the sigmoid. The suggestion was that I may have a localised 
perforation "with no definitive collection". My consultant put it in simple terms: "It 
looks like you've got an octopus in there".

I had heard the term "fistula" but had no idea what it meant. It sounded somewhat 
unsavoury. The consultant explained that it was an abnormal connection between 
two structures i.e. bowels, organs, even forming openings through the skin. 
Luckily(?) mine were internal, between sections of  intestine, so any leakage was 
kept within my digestive system. They sounded serious. It was time to resign 
myself  to surgery, especially as I could no longer take azathioprine.

He suggested I adopt a low fibre diet to make it easier for the food to pass through 
my digestive system, especially the stricture, and try to reduce some of  the pain. 
He asked my GP to prescribe supplement drinks to provide additional protein and 
nutrients. I also started a long course of  ciprofloxacin, an antibiotic, "for its anti-
Crohn's effect and to make sure there is no residual infection”. A follow-up appointment was 
set for 4 weeks time.

Unfortunately the ciprofloxacin had no effect. If  anything I felt worse so it was 
back to see the consultant again on 1st September, just two weeks later, expecting 
that it would be time to bite the bullet and agree to the knife.

I was surprised when he said that there was one last drug - a final "final" resort - 
that we could try but if  that didn't work I would be looking at surgery. The drug, 
infliximab (trade name Remicade), was a monoclonal antibody to human tumor 
necrosis factor alpha (TNFα), first used to treat Crohn’s disease in 1999. (No, I 
didn’t know what it meant either). It had been shown to be beneficial in treating 
fistulas and was therefore well suited to my condition. The downside was the cost. 
It was very expensive and needed approval from the Primary Care Trust (PCT) 
before it could be prescribed. He would get it raised at their next Departmental 
Management Meeting.
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The thought of  what was going on inside my abdomen scared me. I was desperate 
to get the approval and start the infliximab but the process sounded like it could 
easily take a long time. I thought it might need a little help to push it along so went 
to see my GP and asked for his support in getting approval - quickly.

After a week or so I rang my consultant's secretary and explained the problem. 
She realised the gravity of  the situation and said: "I'll give you the telephone number of  
the Chief  Pharmacist. He might be able to help". I had nothing to lose so I rang him. I 
think he was rather taken aback that a patient had his direct line but I explained 
my predicament. He replied that infliximab did not need PCT approval, he could 
sign it off ! He said: "I'll ring you back" and true to his word, within 10 minutes, he 
rang back and told me: "It's all approved". That was my first lesson in finding the 
right person to talk to and not being afraid to ask for their help. Since then I've 
found that actively managing my treatment pays dividends.

Infliximab is administered by means of  an infusion. The first one took place on 
9th October in the chemo suite at Crawley Hospital. I was accompanied by my 
wife. On arrival we were shown into the waiting area which had views across to 
Gatwick Airport. We amused ourselves watching the planes taking off  and 
landing. It wasn’t long before the nurse appeared to tell us they were ready. My 
wife made her way into the town centre to do some very early Christmas 
shopping. I was shown into the treatment area and asked to take a seat in a large 
armchair.

A cannula was inserted, flushed through and the infliximab connected. It is clearly 
a very powerful drug to be able to deal with fistulas but potentially had some nasty 
side effects. During the infusion I was closely monitored to make sure there were 
no adverse reactions. The whole process took a couple of  hours and I found it so 
relaxing that I went off  to sleep! When my wife returned she found me tucking 
into a plate of  fish and chips that the hospital had kindly provided. Two weeks 
later I had my second infusion and was starting to feel a lot better.

I went to see my consultant and in the follow-up letter he wrote: "I saw the patient 
today and he is a changed man and found the infliximab extremely valuable and effective". `(I 
have since seen this reaction described as the “infliximab high”.)
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My platelet count had started to return towards a normal level. At the time of  the 
second infusion it had reached 192. The criteria set for restarting azathioprine was 
200. My weight, however, had sunk to 80kg, a lot lighter than I had been for a 
while.

On 23rd November I had my third and final induction dose but by now I was 
starting to feel worse again. It was decided to monitor the situation and restart the 
azathioprine, albeit at a reduced dose of  50mg. but it was clear where I was now 
heading......

54



C H A P T E R  6

A Great Deal of Mischief
We had known for the last two years that I was unlikely to escape the 
surgeon’s knife. It had now become inevitable, just a question of  when. 
Having exhausted all the non-surgical options in 2009 there would be a 
point in the New Year when I would be admitted to hospital. 

As the turn of  the year approached my condition was getting worse and I was 
finding working five-day weeks a problem. I eased the situation by stopping work 
for one of  my clients leaving just a three-day week with the other. Sometimes I was 
able to work from home, a real bonus.

Towards the end of  January 2010 I saw my consultant and told him that I didn’t 
feel quite ready for surgery yet. With the re-introduction of  azathioprine, blood 
test results had shown my platelet count dropping again but then subsequently 
rebounding. He suggested the dosage should be doubled, provided my platelets 
held up.

During February I began to feel a little better and restarted a limited amount of  
work with my second client on the basis that sooner, rather than later, I would 
need to be away for an extended period. By April 2010 the abdominal pain had 
worsened again and was symptomatic of  a bowel obstruction. The follow-up letter 
read: “...I think we are almost certainly heading towards surgery. It would be nice to have him 
on an adequate dose of  azathioprine prior to this to reduce the chance of  post-operative recurrence. 
He is currently tolerating azathioprine without any signs of  bone marrow suppression.” 

It was decided to repeat the CT scan and a month later I had a follow-up 
appointment with my consultant to discuss the way forward. The scan showed no 
improvement from the previous one. He told me that I should expect to have the 
operation, at East Surrey Hospital, within four weeks, and would then need to 
allow a couple of  months for recuperation. Even though I knew what was coming 
it was still a shock to finally hear those words and the timescale. I went back and 
told my clients that I wouldn't be available for three months over the summer 
period.
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CT Scan report showing little change from 2009

A meeting was arranged with the consultant, his boss and their surgeon to talk 
through the plan for the next few weeks. My wife came with me so she was fully 
informed about the process. Because we had been invited at short notice they had 
been unable to find a suitable room so we met in their office. It was a small space 
with little ventilation and just three chairs. It quickly became very stuffy. We sat on 
two of  the chairs, the boss on the third. My consultant was standing eating a Mars 
Bar; the surgeon was perched on the edge of  the desk. All very laid back.

I was starting to realise that the NHS was changing, and for the better. Patient 
involvement was now being actively encouraged. This particular meeting was the 
weekly, multi-disciplinary get-together and we had been specially invited along. 
After the initial pleasantries they cut to the chase. Having looked again at the CT 

56



scan they concluded that the operation and aftercare were just too complex for the 
facilities at East Surrey and that they were referring me to St.Thomas' Hospital in 
Westminster, part of  the Guy's and St. Thomas' NHS Foundation Trust (GSTT).

The surgeon that would be operating on me was one of  the top men in the 
country and two of  them knew him very well as they had been former colleagues 
when they also worked in London.

This was a bit of  a bombshell. We had gone along expecting to get a date for the 
operation only to end up with more uncertainty. I would need to go up to London 
to meet the surgeon, discuss the operation and then be “accepted” onto his list. 
They couldn’t say how long it would be until surgery took place as it depended 
upon finding a slot in his diary. It would certainly be months, not weeks. This was 
all rather a lot to take on board in one go, having already started to prepare 
mentally for an operation in the next month. I went back to my clients and 
explained that I would be available over the summer after all. They were both very 
understanding, even though one of  them had brought in a new resource to replace 
me. I continued to work for them for as long as possible.

There had been a degree of  waiting throughout this process, usually for a letter to 
be written or a referral to be made and I had learned that you really need to take 
matters into your own hands to drive things along. Under the NHS, if  you were 
referred to another hospital, they had a two-week target for you to get your first 
appointment. I hadn't heard from St.Thomas' within the timescale so decided to 
find out what was happening. I dug down into their website and found a number 
to call. As it turned out it wasn't the right one but the person on the other end said 
that he would still be able to help me. Refreshing. He realised that they had 
exceeded their two-week target so he double booked me into the next possible 
outpatients’ clinic with the surgeon. I did a little more research on the internet and 
found, as I had been told, that he was indeed one of  the top men in the country 
specialising in colorectal surgery and, er, hemorrhoids.

On 3rd August I went up to London to meet him. My wife accompanied me. It 
was our first visit to St.Thomas’. We knew roughly where it was but hadn’t 
appreciated its prime location on the South Bank of  the River Thames opposite 
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the Houses of  Parliament. Walking up from Waterloo Station we passed the 
Millennium Wheel and then caught sight of  the modern building that sits in front 
of  the original hospital.

The first view of St.Thomas’ on the walk up from Waterloo

I had always been treated in smallish, local hospitals that were only two or three 
stories high so, to me, the 12-storey block looked impressive. We made our way 
into the main reception area and there was another surprise – branches of  Marks 
and Spencer, W H Smith, a coffee shop and other retail outlets. I hadn’t seen a 
hospital like this before, it looked promising. We wended our way down one of  the 
large main corridors and checked in at Outpatients reception. That’s when the 
surroundings started to look more familiar. We sat in a large, windowless waiting 
area with rows of  chairs facing a number of  consulting rooms. A couple of  
televisions were showing daytime TV but few seemed to be watching them.

When it was my turn I was shown through to the surgeon’s own office. He was 
dressed in a maroon uniform which seems to be the standard outfit for surgeons 
when they aren’t operating. The full reality of  the situation was starting to dawn 
on me. I was sitting opposite someone who, in a few weeks time, would be 
"wrestling with the octopus". My future, and my intestines, would be in his hands. I 
would be depending upon the surgical team’s skills.

We briefly went through my Crohn’s history, all the way back to the beginning, 
and talked through the planned operation. He explained that he operated on a 
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Monday but always went on holiday in September. With that he pulled out his 
diary and worked out that the earliest date for my operation would be 11th 
October. He stuck a barcoded label onto the page and the date was set. His team 
would be contacting me with all the details of  the admission process.

The CT scan showed that I would need major surgery but one detail wasn't clear 
so he wanted to carry out a flexible sigmoidoscopy to “see if  there was a great deal of  
mischief  there”. He was concerned that the small bowel had joined onto my colon 
and perforated. If  I was lucky the colon was just an “innocent bystander” and could 
be left alone. It might however be necessary to have a temporary stoma with a bag. 
I just thought: "Whatever. I haven't heard of  stomas but I have heard of  ‘bags’. I wonder 
what they involve”.

“.....a great deal of mischief”

I subsequently remembered where I had heard of  bags before. Many years ago 
there was a story in the "Strange but True" section of  the satirical magazine “Private 
Eye” about a local authority who had closed down and sold off  a set of  public 
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conveniences. It was happening even then. The building was subsequently 
converted into a cafe. The closure made a local disabled man so irate that he 
decided to protest. He propelled his wheelchair into the crowded cafe, removed his 
bag and launched it at the wall. You can guess the rest...

I went to see the surgeon again a couple of  weeks later and he carried out the 
scoping himself  as he liked to see just what he would be dealing with. This time it 
was a flexi-sigmoidoscopy and all done without the aid of  sedation which meant 
that I was able to watch in glorious, living colour on a strategically positioned 
monitor. Fascinating. He was pleased with what he saw and it did look as if  the 
colon was unaffected. “There is certainly no evidence of  a fistula to ileum as suspected from 
the MRI.”

He explained that, as a precaution, I might still be fitted with a temporary stoma. 
He wouldn't know one way or the other until he opened me up. Our whole 
conversation was in very “matter of  fact” tones, even though we were discussing life-
changing actions. I found this laid-back attitude helped me keep very calm. I 
started to think of  what lay ahead as an experience rather than an ordeal. This 
was another turning point and I have managed to maintain this approach 
throughout the whole hospital experience and beyond.

We now knew the operation date and I could tell my clients when I would be 
stopping work. My colleagues were asking me to keep in touch with updates on my 
progress so I decided to bite the bullet and start a blog, something I knew nothing 
about. If  anyone wanted to know what was happening they could log on and read 
all about it. An old colleague of  mine, who was now working for a pharmaceutical 
company, said other Crohn’s sufferers might also find it useful to read of  another’s 
experiences and so I began writing.

Oddly enough I started to feel a lot better. I don’t know whether this was relief  at 
finally knowing when the operation would be or the fact that I had a bit longer to 
get everything in order before going into hospital. Whatever the reason, I was able 
to get on with many outstanding jobs including finishing off  the fencing I had 
been working on across the summer whilst listening to the World Cup.

I was also able to keep earning, paying the mortgage and planning for the future.
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Fencing and pergola finished

Final preparations for the elective surgery started at the end of  September. At that 
point I was recording events as they happened and posted them on my blog daily. 
What follows is my pre-op diary, with a few comments added in hindsight.

Friday 24th September 2010 

The previous day had been my last full day at work. There was just a half  day the 
following week to do a handover and that was it. The final countdown started for 
going "inside", as my other half  called it.

Last time I went "inside", 30 years ago, it was with blue flashing lights and sirens 
blaring. This time there had been months of  anticipation and a chance to bore 
anyone who would listen. I considered suspending my writing until the operation 
was over but decided it might be enlightening for someone else who would be 
starting out on a similar path. 

The to-do list for the following week was growing - get the car MOT'd, go to 
recycling centre, write our wills (you have to be ready for every eventuality), take a 
Lung Function Test and attend Pre-assessment Clinic with the Colorectal 
Enhanced Recovery Nurse (ERN). This last one sounded a bit of  a mouthful so a 
quick internet search and all was explained. When you elect to have surgery it 
gives the surgical team a chance to plan the lead up to the operation, the 
procedure itself  and the recovery programme. Plans and programmes - music to 
my ears. Of  all the documents I found about Enhanced Recovery the one 
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produced by Gateshead NHS Foundation Trust gave the clearest outline of  what 
was involved.

Tuesday 28th September 2010 - Pre-Operative Assessment Clinic

Today's visit to St.Thomas’ was to meet the colorectal ERN. I had learned that the 
Enhanced Recovery Programme was a technique first employed with patients 
going through bowel cancer surgery and had now been applied to other surgical 
areas. The essence of  it was to accelerate the recovery process and in doing so 
alleviate some of  the possible side effects of  spending a lengthy period in a 
hospital bed such as pneumonia and DVT.

The team ask your wife or partner to accompany you so that they also learn about 
the process. We met the nurse in her office on the 11th floor. The assessment 
lasted around two hours. She took us through what was planned from now 
through to the second operation when I would lose the bag and the temporary 
stoma would be closed (referred to as the “reversal”).

St.Thomas' Hospital - 12 storey block

The ERN co-ordinates the team of  professionals that is dealing with you and 
keeps in contact once you've been discharged. It is entirely voluntary whether you 
choose to be on the scheme but to me it seemed a no-brainer as the advantages far 
outstripped any disadvantages.

62



A target date was set for my discharge with the caveat: “providing all goes well with 
both the operation and the recovery”. You don't get sent home if  you’re not in a fit state 
and I can vouch for that. You do hear horror stories of  patients being discharged 
too soon so that a bed becomes free but I never saw that happen.

My planned dates were :

10th October - Admission - overnight stay to be ready for surgery in the morning

11th October - Operation - early morning

16th October - Discharge (with that big caveat about being sufficiently recovered)

The most surprising aspect was just how much had changed since I was last in 
hospital all those years ago. Admittedly that had been an emergency so there was 
no chance to plan anything but the level of  information that the patient is now 
given is excellent. You are told exactly what to expect at each stage of  your 
treatment.

The biggest changes in the regime :

• No pre-op preparation any more. You can eat normally up to six hours before 
going into theatre and drink clear liquids up to two hours beforehand.

• No more tubes up the nose (NG tube) or catheters in the arm (PICC line).

• No more nil by mouth for three weeks after the operation. You are expected to 
drink as soon as you come round from the anaesthetic and eat a normal meal the 
following day.

• Superglue instead of  stitches or staples if  possible.

The nurse was a little concerned that I had lost 10kg over the last 18 months. 
Whilst I was quite pleased to have shed a little weight she explained that in 
Crohn's patients it is seen as one of  the signs that their digestive system is not 
functioning correctly. The normal plan would be to take high energy drinks 
(Fortisip) on the two days preceding the operation, to give one’s body a boost, but 
in my case she wanted me to drink three bottles a day until 10th October. That 
would be an extra 900 calories daily. This drink would also be used throughout the 
recovery period.
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…and the tests - MRSA (swabs taken from your nose, back of  throat and between 
your legs), blood samples and an ECG. They must have all been OK as I didn’t 
hear to the contrary. The very final exercise was to measure around my biceps and 
then to squeeze a hand held device that records the muscle power in one’s arm. 
These measurements had been shown to provide a good indication of  the patient’s 
condition and would be repeated, before I was discharged, so they could check 
that I had not deteriorated too much during my confinement.

She then took us to Page Ward, on the other side of  the building, where they were 
expecting me to recuperate after the operation. Bear in mind that I hadn't been in 
a hospital ward since the late 70s so what I was seeing was a bit of  a culture shock. 
The Ward was light and airy, arranged in four-bed bays, but the overriding 
impression was created by the simply amazing views from every window. I left the 
hospital with a very warm feeling. The Nurse gave us her mobile number in case 
we had any questions over the next few days.

Information booklets

I returned home with a range of  booklets to read and bottles of  Fortisip to drink. 
That evening I started my “homework”, concentrating on learning about stomas, 
just in case. It was a subject I knew so little about. After a couple of  hours I was 
much better informed and slightly shocked. It wasn’t the thought of  having to 
wear a “bag” but one of  the warnings I came across advising against the insertion 
of  “objects” into the stoma. The “objects” in question being ones that are easily 
controllable by a sharp tap with a biro. Mind broadened, I continued my reading.
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Wednesday 29th September 2010 - Guy’s Hospital

That day's test was to check Lung Function as a gauge of  one’s overall fitness level. 
I'd seen the first test on TV. Stick a tube in your mouth, inhale as deeply as 
possible and then exhale, squeezing every last bit of  air out from your lungs. 
Repeat several times. I found it quite painful.

The second test was riding an exercise bike whilst wired up to a heart monitor, a 
breathing tube in the mouth, a heart rate monitor clipped to the ear and a blood 
pressure band round the arm. It wasn't my heart and lungs that couldn't cope, it 
was my legs that finally gave in. That left one more visit to London the following 
week to meet the stoma nurse.

I always tried to incorporate a bit of  exploring when I had appointment in 
London. It was the first time I had seen “The Shard” close up. Very imposing, 
impressive and right next to Guy’s.

My first sight of The Shard under construction

Friday 8th October 2010 - X marks the spot

My final visit to St.Thomas’ before the operation. I had to see the stoma nurse in 
case I ended up having a bag fitted. Obviously I was hoping that it wouldn’t 
happen but you need to cover all the bases. As the saying goes "Sh*t happens", and 
it was quite relevant in this situation.

We started by discussing all the implications of  being stoma’d. She told me they 
were not that difficult to deal with and it should only be a temporary measure, 
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probably around six months. She then looked at my physique (bulges) and how I 
wore my trousers so she could position the stoma in the optimum place. Once she 
was happy with the location she marked it. I now had a large black cross on the 
right side of  my abdomen, drawn with indelible felt pen and covered by a 
waterproof  sticker. I was hopeful that it would be intact after the operation.

X marks the spot

The actual mechanics of  emptying and changing a pouch would be covered after 
surgery if  I ended up with one. There was still an obvious question that needed 
answering - how do you dispose of  the emptied pouch once you’ve returned 
home? I was surprised to be told that they could be put in with standard 
household waste. I made a mental note to get hold of  a dedicated waste bin and 
some waste bags.

I told the nurse that I intended to keep a blog going whilst I was in hospital. She 
looked at me rather sceptically and said that for the first few days I would have an 
attention span of  about five minutes and it was unlikely that I would feel like doing 
anything. She was partly right.

I asked what time my operation would start. Surgery usually began at 8:00am but 
until they saw the full list of  operations they wouldn’t be able to tell where I would 
be placed in the sequence. They might have a better idea when I was admitted on 
the Sunday. When we saw the Enhanced Recovery Nurse the previous week she 
said that the surgeon liked to do his "interesting" patients early morning and that I 
was just such a case.

From then on it was a waiting game until Sunday when I would get the call telling 
me which ward I needed to report to.
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Saturday 9th October 2010 - Last day of  freedom

The last full day of  being able to drive for at least six weeks so we decided to go 
out for the afternoon to see the autumn tints at the National Trust’s Sheffield Park.

In the evening I made a final list of  chores that needed to be completed the 
following day before I got that call from St.Thomas’ telling me when and where to 
report to. I decided to see just how far down the list I could get. I was under strict 
instructions not to leave home until the hospital had rung but had been assured 
that they would find me a bed and that the operation would go ahead on the 
Monday unless the surgeon fell off  his bike, again. They were hoping he had now 
learned his lesson.

Autumn tints - Sheffield Park

Sunday 10th October 2010 - The waiting game

I always suspected that this day would be the worst in the process. The admission 
letter had reiterated that I should not leave home until the hospital had contacted 
me. All the chores were completed in the morning and then we waited for the call. 
It reached half  past two and the tension was just too great so I rang the ward I 
thought I was being admitted to. Rather worryingly I was told that they had no 
record of  me but would do some ringing around and let me know what was 
happening. About 10 minutes later they rang back to say that there wasn't an 
available bed on Page Ward but I would be expected in Howard Ward instead. 
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They would call me back to confirm when I was needed. We had a quick look at 
the St.Thomas’ website and couldn't see Howard Ward listed. More worry.

I was then called direct from Howard Ward to say that I could come in as soon as 
I was ready and that I would be put in a single room in the private wing of  the 
hospital but not to get too comfortable as it was for one night only. This was the 
most stressful time for myself  and my wife but as soon as we set off  for London I 
relaxed and then became positively chilled out. If  anything, my laid back attitude 
made those around me more anxious.

My wife and my sister accompanied me and we arrived just after half  past four. 
Howard Ward was on the twelfth floor with entry via a set of  locked doors. Being 
a Sunday it took a while to find someone to let us in but eventually we were 
greeted by a friendly Ward sister who showed us to my room. The first impression 
was “Wow, what a view” as we looked south, down the River Thames towards 
Battersea Power Station, and then over to the Houses of  Parliament.

Private room - one night only

Just before six o’clock I said my goodbyes to my wife and sister, wondering, at the 
back of  my mind, if  that would be the last time I would see them. I don't want to 
sound over dramatic but it was a possibility and needed to be faced.

The Ward sister returned to check my details, blood pressure, heart rate and take 
some MRSA swabs. Her admission notes included the observation that I could: 
“suffer from anxiety due to the proposed procedure”, but in contrast I remained calm and 
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collected. I wish I could pass the secret on to others. I had made a conscious effort 
to reduce my stress levels to the minimum and it worked.

A little later a doctor appeared and proceeded to stick a cannula in the back of  my 
hand and take blood samples. I was allowed to eat up until midnight but after that 
it was to be fluids only. My dinner arrived. You might think I wouldn’t have been 
able to face anything but I ate the meal whilst watching the river traffic passing up 
and down the Thames. It was mainly pleasure boats packed with people out for an 
evening cruise, taking advantage of  the autumn sunshine. When I had finished 
dinner I was connected up to a drip and told to expect another visit from a doctor 
at around 11:00pm.

I took the opportunity to spend the next few minutes watching the sun set over the 
Palace of  Westminster. The next update to my journal would be after the 
operation. I was expecting it to be at least Tuesday before I would be in a fit state 
to write anything further. I still didn’t know exactly what time the operation would 
be and wouldn’t be able to find out until the surgeon arrived in the morning.

Into the unknown........but what a view.

The view from Howard Ward - looking upstream towards Battersea
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C H A P T E R  7

Sorry
Monday 11th October 2010 - Operation Day

Surprisingly I managed to get some sleep. At two o’clock I was woken up by one 
of  the nurses to connect a new drip and then back to sleep again. The next time I 
opened my eyes it was a glorious autumn morning. One of  the specialist registrars 
(SpRs) came in, introduced himself  and explained I was the last on the list for 
surgery as, contrary to what I had originally been told, the surgeon liked to finish 
up with the most "interesting" patients as he didn’t know how long their operations 
would take. That made perfect sense. He answered any questions I had and then 
went off  to the operating theatre. I was given DVT stockings and a surgical gown 
to put on. I should also have been given two carbohydrate pre-loading drinks but 
they never arrived. I lay on the bed watching the sun rise over Millbank.

The sun rising over the original St.Thomas' Buildings

My next visitor was the anaesthetist. He said it looked like I would be going down 
to theatre at half  past eleven and it could be a five-hour operation. There were 
some formalities that he needed to run through which revolved around risks and 
consent forms. He explained that they intended to use an epidural for pain 
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control. Whilst this had proved very effective there were a number of  risks 
involved. He went through each one in turn and gave me the probability of  them 
occurring. At the end of  it I signed the form that confirmed I understood the 
issues and was prepared to go ahead with the epidural and the surgery.

I wondered if, after all, I might be able to add to my blog later that night, post 
operation, but wasn’t sure if  I would have access to my iPad as it was going to be 
locked away in the Cashier’s Office for security. It really depended upon what time 
I came out of  Recovery. The operation start slipped from the original plan. 
Eventually I was collected from the 12th floor, wheeled into the lift reserved for 
surgical patients and taken down to the operating theatre suite on the second floor. 
We arrived in the anaesthesia room at half  past twelve. The theatre team were 
ready and started their preparation procedures. They seemed to be a very happy 
crew, laughing and joking, and that helped keep me at my ease.

The anaesthetist I had met earlier appeared. He greeted me with a broad smile 
and said he was ready to fit the epidural. It went in without a hitch and I was 
conscious for about 15 minutes until he said: “I’m just going to give you a mild sedative to 
relax you”. Into oblivion. Never trust an anaesthetist.

To fill in some of  the details of  what happened between oblivion and re-
awakening I have relied upon the checklists that were kept at each stage of  the 
operation and the surgeon’s handwritten notes. The pre-operation list explained 
what happened to the pre-loading drinks.

Pre-operation Checklist
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At 1:15pm I was wheeled into theatre and 35 minutes later the first incision was 
made. The team was led by the surgeon I had met back in August, assisted by the 
SpR from the previous evening and another colorectal surgeon.

I hadn’t given any great thought to the actual details of  the surgery. No doubt 
there would have been a video of  a similar operation on YouTube but somehow it 
seemed sensible to remain in blissful ignorance. I didn’t want to upset the calm 
acceptance of  my fate that I had achieved so far.

The operation finished with closure of  the wound at half  past four and I was 
taken into Recovery thirty minutes later. The next thing I remember was waking 
up about an hour later. It was very cold. I was feeling no pain as the epidural was 
doing its job but I was freezing. Shivering. Violently shivering. The SpR came to 
see how I was. His first word was: "Sorry..." so I knew what was coming. He lifted 
the blankets to reveal the stoma. It didn’t really come as a shock as I always knew 
it was a possibility and was mentally prepared for it. I can imagine what it would 
have felt like if  I hadn't been forewarned. He told me it was a four and a half  hour 
operation overall and that because of  what they found when they opened me up 
the stoma was necessary to give my large intestine a chance to recover.

By late afternoon my wife was starting to get concerned. It must be a lot worse for 
those sitting at home waiting for news than the patient who is comfortably numb. 
She hadn’t been given any news on how the operation went so she rang the Ward. 
They told her that I hadn’t arrived yet but would call when they knew what was 
happening. Just gone 6:30pm a doctor rang to tell her that I was OK. It had been 
complex surgery and I was still in Recovery.

The team were concerned about my readings, especially temperature. At one 
point I had a "Bair Hugger", a hollow blanket into which hot air is blown, put 
around me. Now I knew what a Formula One tyre went through on the starting 
grid. There was even a warmer for the IV drip. I was offered a hot drink despite it 
being only a couple of  hours after the operation. No more “nil by mouth”. It wasn’t 
until I was finally wrapped in a large, microwaveable blanket that my temperature 
began to return to normal and I could be taken up to the Ward. By now it was 
around eight o’clock.
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Another huge change over the past few years was being able to use a mobile 
phone in hospital. I suppose it was inevitable as people would use them anyway. I 
asked the nurse if  I could get hold of  mine to ring my wife. As I explained earlier 
my valuables had been locked away. They had then been transferred to the ward 
safe but the night shift nurses didn’t know the combination. Very frustrating. I had 
been taken to Northumberland Ward on the 11th floor, where I spent the rest of  
my stay. I had been expecting to go to Page Ward HDU (High Dependency Unit), 
as they specialised in colorectal surgery but unfortunately there were no beds 
available. Northumberland was the sister ward, next door, which specialised in 
upper GI conditions.

I felt fine as I was on a post-op high induced by the drugs. I could have easily 
written up my journal if  I could have accessed my iPad. I finally managed to get 
hold of  it the following morning.

The SpR came to visit again to see if  there was anything I needed. I asked if  he 
could ring my wife and tell her I was safely up on the Ward. He had a number of  
other things to take care of  first but eventually she got a call at half  past eleven.

Tuesday 12th October 2010 - First Day Post Operation - I felt a lot 
drowsier. I had been warned that this would happen. Part of  the Enhanced 
Recovery regime was to get the patient out of  bed on the day after their operation. 
Twice the nurse tried but each time I nearly fainted so she left it a while.

I must have been given breakfast and lunch and as my system was empty I ate 
what I could manage. I also had four high energy drinks and was still connected to 
an IV line.

The surgeon had carried out his ward round at half  past eight but the only things 
I can remember him saying was that the operation was complex and “enjoyable”. I 
suppose you don’t do the job unless you have that attitude. The drug record shows 
that he restarted me on azathioprine.

I had a visit from the Acute Pain Nurse mid-morning and he checked that the 
epidural was in place and working. He recommended that it was kept in until the 
following day and would then review it again.
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First day post operation

Next I met with the stoma nurse for her to show me how to change my pouch. 
This was the first chance to see my stoma out in the open and touch it with the 
pouch removed. (You won't find any pictures of  it here. I decided that some things 
are best kept private but if  you are really curious there are plenty of  photos out 
there on the internet. Thinking about it again I wish I had taken at least one shot 
for posterity).

I'd seen pictures of  stomas in the booklets I was given several weeks ago but it 
didn't prepare me for having my own living, moving little companion. It's difficult 
to describe exactly what it reminded me of. It was darker in colour than I expected 
and it suddenly hit me how strange it was to have part of  my intestine sticking 
outside the body. I just had to suspend disbelief  and accept it. I had thought that 
the gut would be rich in nerve endings and would object to being "on the outside". 
You'd think it would hurt when touched but not at all. It was completely 
impervious.

The word stoma comes from the Greek word for mouth. The operation I had 
undergone was a “double barreled ileostomy”. As the name implied I had ended up 
with two stomas - one from the small intestine, which was the most prominent and 
active; the other from the opening leading to the large intestine which was just 
sitting there waiting to be reconnected.

74



A pouch or “bag” with velcro sealing

The nurse handed over my stoma survival kit and went through the contents: a 
couple of  fresh pouches, a pair of  curved scissors, cleansing wipes, barrier film 
wipes, a small bowl for warm water, sealing rings and a mirror. The scissors were 
for trimming the opening in the pouch backplate to match the shape and size of  
your stoma She must have emptied the pouch but I do not remember much of  
what happened. It appeared that it was not difficult to do, you just needed 
confidence. The pouch I was wearing had an opening along the lower edge, sealed 
by folding it over several times and fastening with velcro.

The only extras that I needed were a razor and shaving foam to keep the area 
around the stoma smooth. This would help to ensure good adhesion of  the pouch, 
and to prevent it hurting too much when being removed. I had always used an 
electric razor so it would be a double learning process to smother the area in 
shaving foam and scrape away with a sharp blade. I had been wary of  getting 
foam on the stoma itself  as it was bound to sting but, as I had previously 
discovered, there were no nerve endings in the area. I was surprised how resilient 
it was. My other concern was catching it with the razor and making it bleed. 
Luckily that never happened.

The nurse recommended fitting a new pouch every two days which gave me until 
Thursday before I would have to try it myself. I was filled with some trepidation 
but there were plenty of  other things to think about so it went to the back of  my 
mind. She told me that at 54 years old I was one of  her older patients. Most are in 
their 20's and 30's. With high profile personalities such as Kylie Minogue suffering 
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from breast cancer or Lance Armstrong (not disgraced at that time) with testicular 
cancer, these conditions were starting to get discussed more widely but not stomas. 
I certainly had no idea of  what was involved or the technology used.

It could do with someone famous to admit that they have one. Stomas are not 
something that gets much talked about in polite society. I decided from the start 
that I would be completely open about the issue so that friends and family would 
understand the processes and the strange, involuntary noises. One of  the reasons 
for starting a journal was to demystify what happens and take others through the 
learning process.

At eleven o’clock the physiotherapist appeared with the aim of  getting me 
mobilised. It was a slow process which included marching on the spot for two 
minutes but she finally managed to get me into the chair. next to the bed. I was 
told to practise my mobility during the day. She left me sitting there but every so 
often I came over nauseous and tired.

After gastro intestinal operations the surgical team are interested in inputs and 
outputs. I could almost hear Brian Hanrahan (the late BBC News journalist who 
famously covered the Falklands War) reporting: “I’ve counted it all in, and I’ve seen it 
all come out”. To this end I had to record all my liquid inputs and a nurse then had 
to measure what came out of  the pouch and the bladder. Not very pleasant for 
donor or measurer. You just had to grit your teeth and get on with it. It was not 
until a healthy balance had been achieved that I would be considered for 
discharge.

The target was an intake of  two litres of  liquid in 24 hours. In the afternoon the 
nurses became concerned at the lack of  fluid I had passed considering I had 
already taken on board a litre and a half  through drinks and the IV drip. I told 
them I was unable to drink more fluid due to nausea. I was examined to see if  
there was a fluid build-up anywhere but nothing came to light. My blood pressure 
was dropping so two units of  blood were ordered.

Late afternoon I must have turned in my bed and started to feel a little damp. I 
had dislodged the epidural. It was due to come out on the following day anyway 
and with the inherent risks involved it was decided not to replace it. Instead I was 
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given a PCA pump (patient-controlled analgesia), a device that enabled me to 
administer painkiller (Fentanyl) when I needed it. There was a timer fitted to 
prevent overdosing. Half  an hour later I was still in a lot of  pain and the nurse was 
told to call for an anaesthetist if  it persisted. Fortunately it never got to that point.

Early evening the first unit of  blood arrived, the tubes were connected and the 
transfusion started. During the process blood pressure and temperature were 
measured a number of  times to make sure I was tolerating it. The second unit 
arrived at eleven o’clock and the transfusion started straight away.

Wednesday 13th October 2010 - For the first couple of  days post op the nurses 
monitor the patients regularly throughout the day and night. It can be rather 
frustrating just to get off  to sleep only to be woken up to have your blood pressure 
measured. At 4:30am I was “continuously complaining” about the pain again. The 
Fentanyl wasn’t giving the necessary relief  and was replaced with morphine. The 
nurses also concluded that I wasn’t pushing the button often enough.

The two units of  blood took their effect and by the afternoon I had been taken off  
the oxygen supply. The nurse noted that the pain was a lot better controlled and 
that I was “independent and self-caring” but needed assistance due to the attachments, 
ie. the drips I was connected to. She also noted that I was tolerating small amounts 
of  food without nausea.

My appetite started well and I ate breakfast and lunch and drank cups of  coffee. 
The stoma nurse came round and emptied the pouch. She encouraged me to 
practise this and said that on the next day she would get me to change one myself  
whilst she watched.

In the outside world one news story dominated all others, the Chilean Mining 
Accident, that had been ongoing since August. The final phase of  the rescue 
mission, to free the thirty three miners trapped 700 metres underground, had 
started late the previous night. Whilst I lay in bed, listening to the radio, the news 
started filtering through that the first miner had emerged from the rescue shaft 
that had been drilled down to reach them. At each news bulletin the number 
rescued increased until, by ten o’clock, all had reached the surface. Real world 
news like that helped keep my own situation in perspective.
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Late afternoon I had a visit from my brother-in-law. He reported back to the 
family how well I appeared to be getting on, apart from the hiccups, which I had 
been suffering from intermittently since Monday.

The physiotherapist called by again and noted that I was feeling much better. I 
showed her that I could sit and stand independently and was mobile using the IV 
stand to steady myself. I was cleared to mobilise around the ward and set another 
target of  walking circuits of  the central area, between the side wards, a certain 
number of  times a day.

Wednesday evening, however, things took a turn for the worse and I couldn't face 
eating or drinking anything. I only managed a high energy drink. This is quite a 
common reaction of  the body when it's undergone the trauma of  the gut being 
manipulated during surgery and I guess there was a lot of  handling given more 
than four hours on the table. I accepted that I would feel rough for a short time 
and tried to get some sleep. One of  the surgeons came round on his evening visit 
to check up on my progress and asked if  I had been "bled" today (by which he 
meant a blood test). I replied that it sounded like something they did to animals in 
the slaughterhouse to which he responded: "well, all patients are bits of  meat". Nice to 
be able to have a joke with the professionals.

At this point I had to take a break from writing as I really couldn't face doing 
anything except try to sleep. The nurse was right! It was not entirely unexpected as 
we were warned that I would feel low on the second day after the operation.

Thursday 14th October 2010 - I was hopeful that my nausea had been just a 
temporary glitch as I managed some breakfast and a cup of  coffee. 

The ward round was led by one of  my surgeons. He wrote in his notes that my 
hiccups were settling and I was looking well. The PCA for administering 
painkillers was still in place but I was finding that I no longer needed it. It was 
replaced with paracetamol and Sevredol tablets, another opium based painkiller.

After I had seen the surgeon my pouch developed a leak. I don’t remember how it 
was dealt with. The stoma nurse must have been called to help. It rather knocked 
my confidence. For the first few days of  living with a stoma your emotions are on a 
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bit of  a knife edge. They are easy to cope with once you have gained that 
confidence but the reality of  the situation does take some getting used to.

The one thing I was desperate for was a shower. That was an upside to the 
epidural coming out earlier than planned. I still had a cannula in one arm, 
connected to a drip, so it wasn't completely straightforward but having a one 
handed shower (no, that's not a euphemism) is a skill you quickly learn. The 
position of  the cannula dictates how easy or difficult it is to manage. My main 
concern was saturating my dressings but they could easily be changed so I quickly 
forgot about it.

I continued to use the same brand of  gel for several years and each time I caught 
its perfume I was taken straight back to the hospital. That first shower really lifted 
my spirits but I was soon brought back down to earth as my digestive system 
continued to run in slow motion. I felt rough and had no appetite.

My wife and sister came in to visit me. Having had reports of  how well I looked 
the previous day were expecting me to be quite upbeat. Unfortunately I was 
feeling worse and they went away very despondent. My nausea had returned and I 
couldn’t face eating anything else.

Friday 15th October 2010 - The handover notes between the night and day 
staff  recorded that I was “self  caring” and needed minimal supervision. I was not 
complaining of  any pain or discomfort and had slept well overnight.

[My original post said that the lead surgeon had carried out his ward round the previous evening 
but having now had the opportunity to read the hospital notes it’s clear that I was wrong and I 
think that, mentally, I was in a worse state than I realised. This is what really happened.....]

At 8:30am the surgeon arrived to do his ward round. He noted that my abdomen 
was distended. I explained how bad I felt and that I had developed interminable 
hiccups. He said that this was a normal reaction of  the gut having been 
manipulated. In his experience around 25% of  patients who had colorectal 
surgery ended up with this temporary condition. The medical term for it was 
gastroparesis (stomach paralysis). It would just be a matter of  time before my 
digestive system kicked back into action and I would feel ravenous. He said that if  
I wasn't eating by Monday then I'd have to go onto intravenous feeding. It put my 
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mind at rest that the top man thought this was an expected reaction and that I 
wasn't out of  the ordinary. I just wish someone had told me that the, previous day. 
If  you haven’t suffered from nausea you cannot understand just how bad it can be.

[Post diary note: I have subsequently discovered there is another, similar, medical condition 
called “post operative ileus” and that usually appears between 24 and 72 hours after surgery.]

Today’s big challenge, put off  from the previous day, would be to change the 
pouch myself  and I was not looking forward to it. I realised why. With a stoma you 
have no control when it decides to “wake up and perform”. The thought of  this 
happening just at the point where you’ve removed the old pouch, but haven’t 
managed to attach the new one, was my concern. Mid-morning my usual stoma 
nurse appeared, pulled the curtains around the bed and we started. The key was 
to get everything ready and laid out before you commence.

She showed me how to cut the opening in the pouch backplate so that it fitted over 
my stoma, brought me a bowl of  warm water and had the wipes ready. I gingerly 
removed the old pouch and put it in a disposal bag. I then cleansed around the 
area with a skin barrier wipe and peeled the protection sheet off  of  the backplate 
to expose the adhesive. I was just getting ready to position the pouch when the 
stoma “performed”. It wasn’t that bad and after a quick wipe I was ready to apply 
the sealing washer and then position the new pouch, making sure it was hanging 
directly downwards. I gently pressed it into position and it was done. A lot easier 
than I thought. The next challenge would be managing solo.

Generally I was still feeling very rough but brightened up when a friend of  the 
family made a visit. I hadn't realised that she had dealt with stoma pouches with 
both her parents and was able to give me some encouraging words on living with 
them.

That night the house doctor said they were concerned that I was starting to 
dehydrate. He decided to stick a cannula back into my arm and connected up a 
drip. That suggests the original cannula must have disappeared at some point, but 
I didn’t record it going.

There were a couple of  things I felt I ought to mention here for potential 
ostomates (as patients with stomas are sometimes called) :
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Firstly, because both ends of  the gut poke through the opening in the bag it is 
possible for "matter" to make its way from the active to the disconnected part. This 
can form itself  into a small object, that looks something like a sultana, and appears 
in the non-active opening. It's nothing to worry about but slightly disconcerting 
the first time it happens.

Secondly, it's not possible to sleep lying on your front when you have a stoma (for 
obvious reasons) and even sleeping on your side you have to be careful so I ended 
up only sleeping on my back. That makes the stoma the highest point of  your 
digestive system. Any gas that might be present in your gut quickly makes its way 
into the pouch and inflates it like a balloon. It's a tribute to modern adhesives that 
I never had any further leaks even though the bag was under extreme pressure. I 
was half  expecting it to detach itself  and fly off  around the Ward with hilarious 
consequences.

Saturday 16th October 2010 - Still feeling rough. Probably the worst day but at 
least the hiccups had gone. I was able to have the tube disconnected so I could 
have a proper shower and then get into pyjamas rather than a medical gown. That 
did make me feel quite a bit better.

My wife and one of  our carriage driving friends came up to visit in the afternoon 
and thought I had improved, especially after the way I had been on Thursday. 

I didn't see any doctors as it was a Saturday. After my visitors left I started to feel 
even worse. You get to the point of  thinking that the situation will never improve. I 
couldn't get to sleep so sat in my bedside chair overlooking Westminster Bridge.

At least the view took my mind off  things for a while. At one point it sounded like 
a lot of  powerful motorbikes were passing by the hospital but on closer inspection 
turned out to be groups of  Japanese performance cars. They must have been on a 
late night cruise. I watched them pass over the Bridge, turn right down the 
Embankment then disappear from view. About ten minutes later they would 
appear again. A very welcome distraction.

I hadn't realised just how bad nausea could make me feel. I know why the 
windows on the Ward are fixed shut. I was feeling so bad that I would happily 
have jumped. I'm not joking. I felt that desperate. As I still couldn't get to sleep I 
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asked for some morphine in a vain attempt to knock myself  out for a couple of  
hours. I was on a "painkiller on demand regime" where I decided if  I needed additional 
medication. I think the limit was one tablet every 4 hours. It seemed to do the trick 
and I dozed off  for a while. When I woke up I started to feel slightly different, as if  
my system was slowly grinding back into action.

The Millennium Wheel by night 

Sunday 17th October 2010 - Wow! The world looked a lot brighter today. I 
managed some breakfast and sat in my chair, sipping a high energy drink, 
watching the boats going up and down the River Thames. I was hoping that it 
wasn’t just another temporary respite so I stopped writing to try and concentrate 
on keeping the improvement going. I didn't feel quite so well around midday. I 
suppose my whole system was taking a while to get back to normal. I still managed 
some lunch but not much. When my sister and her husband came to visit later in 
the afternoon I was again feeling rough so their visit was a little curtailed.

Around five o’clock I started to feel better and suddenly knew I was on the road to 
recovery. Whilst I didn’t manage any supper, I went to bed knowing that I would 
get a good night's sleep for the first time, without the morphine, which I preferred 
not to take. When I was first given the drug, some 30 years ago, the hallucinations 
were pleasurable and spaced out, now they were more feverish, worrying and 

82



repetitive. I assume that was as a result of  accumulating another 30 years of  "life 
experiences".

Monday 18th October 2010 - Going Home...Not Quite Yet - I woke up 
actually looking forward to my breakfast and the feeling continued through until 
lunchtime. I saw one of  the surgeons who operated on me and we assessed that I 
should be ready to go home on Wednesday. However, after lunch, I saw the stoma 
nurse who was worried that my digestive system was now doing overtime and that 
she wouldn't want me sent home too soon. The balance of  outputs had not 
normalised - too much stoma, not enough bladder! It made me think it would be 
more like Thursday or Friday rather than Wednesday. Time would tell.

As a consequence of  this imbalance the doctors and nurses became even more 
interested in measuring inputs and outputs. Inputs - no problem - just write down 
every time you eat or drink something together with the quantities. Outputs - not 
so pleasant! How can I put this delicately? Every time an "output" happened you 
had to save it in a bottle or bowl and leave it in the toilet for some unlucky nurse to 
quantify and then dispose of. Really not very pleasant but it had to be done and I 
did get into a routine.

One of  my work colleagues came to visit before dinner. It was nice to see him and 
catch up with what had been happening since being away from the office. His visit 
was much appreciated.

Cumberland sausages for dinner! The only problem with eating was that it started 
up all the digestive processes again. It was like living with my own personal 
whoopee cushion.

I was finding blogging quite therapeutic and filling up a lot of  my time but when it 
got to eleven that night I thought I’d better try to get some sleep. Tomorrow they 
would make the decision on when I could go home. Fingers firmly crossed.

Tuesday, 19th October 2010 - By The Weekend - Another lovely sunny 
morning and the Thames was coming to life. The Millennium Wheel had started 
spinning and cyclists were flooding over Westminster Bridge displaying their usual 
disregard for other road users and pedestrians. I wondered if  cycling in London 
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made you inconsiderate or did you have to be that way inclined to take it up in the 
first place? 

Cornflakes, toast and marmalade for breakfast and they tasted excellent. I was still 
struggling to manage my pouch, but I needed to get it under control in that “safe” 
environment so that I would cope when I arrived home.

My surgeon swept into the room with an entourage of  10 or so junior doctors. 
"Good morning young man" he said, to which my immediate thought was: "If  his 
eyesight's that bad I hope he cut the right bits out". He reviewed my progress and said that 
we needed to get my digestive system “back into balance”. He thought I may have 
been suffering from a part blockage of  my stomach for over a year. That would 
account for why I still looked incredibly bloated despite losing 10kg. The upshot of  
these deliberations was that I needed to go onto re-hydration fluids to try to 
redress the current imbalance. They had to be obtained from the pharmacy so 
were expected later that day. He said: "we're not sending you home until we've got 
everything working correctly. Should be Thursday or Friday".

Let's assume Friday. I then drank my first glass of  oral re-hydration salts. 
Absolutely DISGUSTING and there was another 800ml to go. It was sitting there 
in a jug laughing at me. What was great, though, was looking forward to my 
meals. Not sure about some of  the menu choices - lentils, curry or a Mexican 
sandwich. Best to avoid them. I have to say that the food, whilst not being cordon 
bleu, was very palatable and always served hot. It was a bit stodgy but that is 
exactly what is required for the patients recovering from the type of  operations 
being carried out in the Unit. It helped that the meals were dished up in the Ward 
kitchen, not delivered pre-plated and dried up.

My wife and sister visited in the afternoon. They could see how much brighter I 
was than when they last saw me. It was good to have a moan together about the 
selfishness of  fellow train travellers and cyclists. Yes, they got more stick. We went 
through my holdall and decided which items I still required prior to discharge. 
They took the rest home. Tomorrow's task would be trying on outdoor clothes for 
the first time and seeing how they interacted with the whoopee cushion.
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I was now fully back in writing mode and trying to describe the five stages of  
having an operation.

Stage 1 - ANTICIPATION which could well turn into TREPIDATION.

I didn't get to the trepidation stage as I was determined to treat this whole process 
as an experience, not something to be scared of. I think the fact we had plenty of  
time to plan ahead greatly helped, as did the ability to do research on the internet 
into the dark world of  stomas. Strangely, as the operation grew closer, my health 
seemed to be getting better. Stage 1 ends with the admission process, usually the 
day before the op, and then the visits from the various doctors and nurses 
preparing you for theatre. The last bit you’ll probably remember is the anaesthetist 
saying: "I'm just going to give you something that will make you drowsy".

Stage 2 - OPERATION. Self  explanatory

Stage 3 - EXHILARATION (may not be the right "ion" but it's the best I have 
come up with at present. After the operation you are so full of  anaesthetic and 
painkillers that you are on a high for at least a couple of  days.

Stage 4 - REALISATION maybe DEPRESSION. The powerful painkilling 
drugs wear off  and you start to realise your body has been through the wars. Some 
people say Day 2 is worse, some Day 3, but whichever day it is, if  you are 
prepared, you can live with it. For me it was Days 3 to 5. That could be laid at the 
feet of  the nausea and constant hiccups.

Stage 5 - FRUSTRATION. Once you know you're on the mend the mood 
changes as you can't wait to get home. By now I had entered this phase and it 
explained the ever lengthening posts on my blog. I said that I would buy anyone a 
pint who had managed to make it that far. What really helped was St.Thomas's 
location. If  I was bored I just needed to look out of  the window. (I had just 
watched a plain clothed police car thread it way through the evening rush hour 
with its concealed blue lights flashing).

As I was finishing off  what proved to be a marathon post I was given another litre 
of  re-hydration salts to drink. I took one sip - still as disgusting. I added some fruit 
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juice and took another sip - slightly less disgusting but still pretty awful and only 
another 980ml to go.

Where was dinner ?

Drinking the rest of  the re-hydration salts was hard. I was told I needed to get it 
all down before going to sleep. The last gulp was at midnight but at least it kept 
me awake to see the only live music show left on TV “Later with Jools Holland” and 
catch Heaven 17 doing one of  the tracks we used to play at discos - "Temptation". 
Brilliant!

Wednesday 20th October 2010 - Managed to sleep until just gone three but 
then that was it. In the space of  the next three hours I wrote a blog post in my 
head, put the world to rights, speculated on exactly what the surgeon had done 
and why my condition had declined so far over the last couple of  years. I tried 
everything to get back to sleep, including listening to my usual fallback of  Terry 
Riley’s "Rainbow in Curved Air" - the original chill-out music.

Finally I fell asleep just before six o’clock only to be woken up ten minutes later to 
have my blood pressure, heart rate and temperature recorded.

Everyday I had been on the ward the weather was very sunny. The views were 
stunning and acted as a distraction from the hospital environment. If  I was up 
early enough, and made my way into the Day Room, the sunrise reflecting off  the 
Houses of  Parliament was worth seeing. Then, from about seven o'clock onwards, 
the River Thames would start to come to life. In the distance I could see some of  
the new buildings springing up on the London skyline. One in particular caught 
my eye. It had a brightly coloured facade. (I made a mental note that, once fit 
enough, I would find this building to photograph it close up.)

I was really looking forward to my breakfast but the mood was rather dampened 
by being given yet another litre of  re-hydration fluid to drink. The problem was 
that I was running out of  fruit juice to make it palatable so I set the day's target as 
visiting Marks and Spencer and buying a bottle of  squash. This required me to 
make it down from the eleventh to the ground floor and fitted in with the plan of  
trying on my outdoor clothes to see how they interacted with the pouch. I felt a 
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little nervous getting into a lift that was bound to get very crowded. I was very 
protective of  my operation scar and stoma in case other passengers got too close.

Sunrise on the Palace of Westminster

The brightly coloured facade at Central St.Giles
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I successfully achieved the goal and returned with a large bottle of  squash to 
improve any more drinks that I might be given. I would probably have been in 
trouble with the stoma nurse if  she had seen me lifting this "heavy" object.

There was only a small group of  doctors on the day's ward round. The house 
doctor had a look at my scar and said that the metal staples, of  which I counted 
forty three, could come out the following day. I wondered if  it would hurt? I did 
toy with the idea of  taking a picture of  them but decided against it. The doctor 
gave me the option of  going home Thursday or Friday. It may sound odd but I 
chose Friday as my digestive system still wasn't balanced, plus it gave us another 
day to plan how I would get home and what food we needed to buy in.

View from my window looking towards Central London

When the nurse came round to hand out the drugs she said that they were a little 
concerned that some of  my salts were below the optimum level. Her advice was to 
eat crisps, salty things, doughnuts, anything sweet. It went against everything you 
are told to avoid, in the media, but because Crohn's disease patients have 
problems with malabsorption of  salts and vitamins we are sometimes given carte 
blanche to eat all those bad things usually frowned upon. I was up for the 
challenge. (We’ll return to the subject of  malabsorption in a while).
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Later on I rang my wife to tell her to make arrangements for me to be picked up 
by our friend on Friday. No sooner had I made the call than it was time for the 
handover between the day staff  to the night staff. They were standing at the foot 
of  my bed discussing if  I should be put on loperamide to try to slow my system 
down. I told them I was going home on Friday to which one of  them replied: 
"You're not going anywhere until we address this problem!" I decided not to ring my wife 
back and tell her that Friday was in jeopardy. Best to see what the doctor said on 
the ward round the following morning.

Thursday 21st October 2010 - I felt that Wednesday had been spent in limbo. 
The imbalance in my body salts and fluid intake had been going on for a couple 
of  days and I'd not be given any loperamide. If  I was going to go home on Friday 
then I needed some action. I needed to know exactly who had the final say as to 
whether I was released or not.

I knew the Enhanced Recovery Nurse was on holiday, as was her assistant. Not 
very good timing. I thought if  I don't do something now I'll be here next week so I 
texted the Nurse to ask her who was standing in during her absence. I think this 
must have had an effect behind the scenes. I also asked the Ward Sister the same 
question. I mentioned that it would be my 30th wedding anniversary on the 
Sunday and that I would like to be home by then. She came back a little later and 
said that I could go home for the day, if  I wanted!

When I saw the registrar on the ward round I asked him if  I could start the 
loperamide and he replied that the surgeon would need to agree to that. I 
explained about my wedding anniversary and that I would rather not be in 
hospital then. He checked my blood test results and said that in his judgment I 
would be able to go home on Saturday but the surgeon would have the ultimate 
say on when I would be discharged. I would see him on Friday's ward round. Still 
some doubt in my mind and the feeling that it would be cutting it very fine.

I made a few telephone calls and changed arrangements so that I could be picked 
up on Saturday. Now I had to hope that the surgeon would give his blessing. In the 
afternoon the stoma nurse came to see me to ensure that I was proficient at 
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changing a pouch. She would be back on Friday to remove the stitches around the 
base of  it.

Friday 22nd October 2010 - Judgement Day - My best night's sleep since the 
drugs wore off  after the operation. I had six full hours which was very good 
considering that there is always something going on in the ward. When I woke up 
I sat in my bedside chair to take in the view. I was really looking forward to 
breakfast. This was much more like it.

I saw the surgeon on the ward round. He said that they now needed to take some 
positive action to correct my fluid imbalance and prescribed the loperamide I had 
been waiting for - three capsules four times a day. At last! He liked to leave it as 
long as possible for the body to correct itself  without intervention but this was 
taking too long. He said that I should be able to be discharged in the next 48 
hours. Did that now mean Sunday? I asked him if  I should cancel my Saturday 
arrangements and he replied: "not for the moment”. I was concerned that by the time 
the loperamide was released by the pharmacy it would be mid-afternoon and 
there would not be enough time for it to kick in and show sufficient improvement 
by the Saturday morning. Luckily the pharmacist was on the ward at the time and 
I had my tablets within a few minutes. Now I just had to hope that they had the 
desired effect and it was demonstrable.

The stoma nurse called by mid-morning to say she would be up after lunch to 
remove the stitches. She asked if  I had taken any painkillers that morning. I 
replied that I had not taken any for a couple of  days. She said: "I'll go and ask the 
nurses to give you some". That sounded ominous. The other thing that needed doing 
was to remove the staples from my main scar. A student nurse was sent in to do 
that. She removed the dressing and it gave me a chance to see if  I had counted 
them correctly. Yes, there were 43 of  them! No wonder the surgeon had said that 
my bikini modelling career would be over. The nurse removed them very quickly 
and easily whilst I watched the various tugs and barges make their way along the 
river. Another hurdle out of  the way.

The stoma nurse came up after lunch with her curved scalpel and tweezers and 
proceeded to remove the conventional stitches. It stung a fair amount so I'm glad 
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she suggested the painkillers. I told her that the plan was to be discharged the next 
day. She replied that whilst she was happy I knew what I was doing with the stoma 
she wasn't happy with the fluid levels they were recording. She would prefer that I 
was in hospital over the weekend but would not put a stop to me leaving on 
Saturday providing the loperamide had started working. Saturday discharge was 
starting to look doubtful again. Around six o'clock the registrar popped into the 
ward to tell me that my "bloods" were now fine. I asked him if  that meant I could 
go home tomorrow and he said “yes“ as far as he was concerned. Saturday looking 
more hopeful again but I still had a horrible feeling that someone could appear 
out of  the woodwork at the last minute to scupper the plan.

I needed to know, if  I was going to be discharged, what time it would be and was 
told: "around lunchtime". I rang my wife to tell her the (possible) good news and to 
confirm that a good friend of  ours would be able to pick me up. We wouldn't 
know for certain, if  I was leaving, until the morning. It's a good thing I'm pretty 
laid back about this otherwise the indecision would be driving me mad. Roll on 
Saturday.

Shortly before dinner a new patient was wheeled into the ward and put in the bay 
opposite. He was quite rotund, in fact rotund enough that a standard surgical 
gown did not meet at the back and he didn't have a dressing gown. Unfortunately 
he decided to get out of  bed and even more unfortunately I happened to look up 
and what I saw quite put me off  my dinner. At least I would only have this for one 
night (or not?).

Midnight - I now understood why my wife complained when I snored. The new 
patient promptly fell asleep and proceeded to snore through until morning, 
interspersed with the odd moan. I felt I had gained some insight into what it might 
be like to spend a night in a walrus colony. Thank goodness for in-ear headphones.

Saturday 23rd October 2010 - For the first morning since I'd been in 
St.Thomas’ it was miserable outside and must have rained hard overnight. I was 
hoping this wasn't an omen. I was contemplating that my target date for discharge 
had been the previous Saturday but, one week on, I was still lying on my hospital 
bed. I knew that the original target was ambitious but I didn't expect to be in there 
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that long, even having had such a major operation. Because my wife had coped so 
well at home and our friends had rallied round to help I had been able to remain 
very calm about the whole affair. It had been so comforting to have a supportive 
family and friends.

One week ago I felt terrible. I could not face any food, even the thought of  it 
made me feel sick. Now I was positively looking forward to breakfast and I'd not 
been on any regular painkillers for three or four days so clearly recovery was well 
underway. What could stop me now? At handover from the night to day shift I 
told the nurse that I was leaving today. A little bit later one of  the senior nurses, 
who I'd not met before, came over to see me and asked when I thought I was 
going home. I explained that as far as I was concerned all the boxes had been 
ticked and in four hours time I would be picked up. She said that my fluid levels 
were still high and that the doctor had not signed off  at what point he would be 
happy for me to be discharged. It was starting to look like Monday again!

I mentioned that the registrar had seen me at six o'clock the previous evening and 
told me I could go. It sounded like he should have signed off  a form accordingly. I 
also explained that the fluid level she was looking at related to the previous day 
and that the loperamide had already had a beneficial effect in reducing the output. 
She went off  to contact my District Nurse to provide cover over the weekend. 
Being a Saturday she was unable to raise anyone at our local surgery. It looked like 
yet another hurdle!

Finally the nurse came back and said that they had decided I didn't need cover for 
just a couple of  days and that if  I had any problems I could see my practice nurse 
on Monday. She then handed over two bags of  drugs and my discharge letter. I 
was on my way! I told her that I was being picked up around half  twelve. "Why so 
late?" she asked. A quick telephone call to my wife and we brought my departure 
time forward by an hour.

After breakfast I had a shower, changed from my hospital pyjamas into outdoor 
clothes and packed my bag. I went down to Marks and Spencer to get some 
sandwiches and crisps for the journey home.
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My bed - Northumberland Ward - 11th Floor

The blood test lady turned up to take one final sample and then it was just a 
question of  waiting until my lift arrived. I decided to read the discharge letter 
which contained a section written by the surgeon. Naturally it was all medical 
terms. I asked the nurse if  she could help translate and even she struggled. Suffice 
to say it appears that my innards were in a very bad way. I wondered how much 
longer I could have gone on without ending up as an emergency case, or worse, in 
our local hospital. It really didn't bear thinking about.

My bags are packed, I'm ready to go .......
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[The exact details of  the operation the surgeons performed only became apparent 
once I had obtained copies of  all my medical notes in 2015. The full description 
can be found in the very last chapter - “Loose Ends”]

The discharge letter also showed the date for my follow-up appointment with the 
surgeon, 11th January, when we would, hopefully, set the day for the reversal 
operation (removing the stoma and rejoining the small and large bowels). 

Just before lunchtime my wife and our friend turned up. They had made good 
time and managed to find a space in the car park, one advantage of  a Saturday 
discharge. We thanked the nurses for the excellent care they had given me, said 
our goodbyes and were finally on our way.

It was a very quiet, uneventful journey home. Our friend deliberately chose a 
route that avoided speed bumps, much to my relief. I wasn't sure how I, or my 
stoma, would cope with sitting in a car. It turned out not to be a problem. I was 
fine.

We passed through parts of  South London that were “my patch” when I worked for 
a building company and had to visit their construction sites on a regular basis. I 
probably hadn't driven down those roads for at least 20 years. We even passed the 
church in Sanderstead where, 30 years previously (minus a day), we were married.

I was now leaving the sanctuary of  St.Thomas'. It would be an important time - 
learning to cope outside the cosy environment of  the hospital ward and living with 
a stoma, solo. It would also be a frustrating time as I attempted to ensure the 
reversal operation went ahead. What obstacles and challenges lay ahead?
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C H A P T E R  8

Predator

Saturday 23rd October 2010 - We arrived home just before 2 o'clock. When 
you're in hospital you can't wait to get home but once you arrive...

I was sitting on the sofa, in the quiet of  our lounge, when it hit me. I had gone 
from a noisy, bustling environment where something was always going on and 
always someone around if  I was having problems. Suddenly I had been 
transported to an environment where I was on my own, with just the support of  
my family and friends who, apart from one of  them, had no experience of  
someone recovering from a major operation or knowledge of  stomas. Yes, there 
was a telephone number at St.Thomas' to ring if  you were having problems but 
that's not the same as being able to call a nurse over or speak to a doctor face-to-
face.

You feel very, very lonely and start to wonder if  you were a little too eager to 
"escape" from hospital. It's certainly something to be aware of  if  you do end up 
having major surgery and not something that I have ever discussed with the 
doctors or nurses.

I wasn't sure how I would get to sleep that night in a flat bed. I had become used 
to the hi-tech one with its infinite, electric adjustment. I had found the most 
comfortable position was with my upper torso raised as it worked well with having 
a stoma.

Sunday 24th October 2010 - Our 30th Wedding Anniversary

I needn't have worried about sleeping. Not a problem at all apart from having to 
get up during the night to attend to the pouch.

I had weighed myself  the previous evening and had lost around 5 kilos since going 
into hospital. It was important to try to put it back on. Following the dietitian's 
advice I embarked on a regime of  crisps, crackers and doughnuts (and that was 
just between meals). I also had to fit in three high nutrition drinks and a litre of  re-
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hydration liquid - all provided free - as when you have a stoma all your 
prescriptions are without charge.

I could not praise the NHS highly enough. The operation that I underwent and 
the subsequent aftercare would have cost tens of  thousands of  dollars in America. 
All the ward staff  were professional, friendly and caring. The food was always well 
cooked and served piping hot. If  you wanted a hot drink or snack at anytime you 
just had to ask.

I spent Sunday much as I had Saturday, taking it easy and listening to football on 
the radio. I was still eating well . Getting the weight back on wasn’t going to be a 
problem....and it was our 30th Wedding Anniversary.

Monday, 25th October 2010 - I had another good night's sleep and woke up 
looking forward to breakfast. I received two follow up calls from St.Thomas’, as 
promised, to check that I was feeling alright and coping with my stoma. It sounded 
like I had been unfortunate, the previous week, with both the Enhanced Recovery 
Nurse and her deputy on holiday simultaneously. Had they been there I wouldn't 
have needed to do the chasing around on the Thursday to ensure discharge by my 
own target date, 23rd October. Being looked after in Northumberland Ward) 
rather than Page Ward probably didn't help but the overall standard of  the care 
was unaffected.

Wednesday 27th October 2010 - It would have been useful if  I was driving 
again but it would be at least another four weeks. The criteria - being able to do 
an effective emergency stop without feeling pain from the operation.

A neighbour very kindly took me to the doctor's in the morning for a blood test to 
check the levels of  salts and magnesium. These were the figures that were giving 
concern at St.Thomas’ a week ago. I would have to wait a couple of  days for the 
results. Whilst at the surgery I took the opportunity to get the practice nurse to 
have a quick look at my operation scar to make sure it was healing up OK. It 
looked fine. One less thing to worry about.

At that time there were three levels of  care under the NHS :

Primary : the service provided by the GP
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Secondary : the consultants and departments at my local hospital who could 
provide the specialist services at the request of  a GP

Tertiary : the specialist and intensive care service provided by the likes of  
St.Thomas’ on the occasions when surgery or procedures were too complex for a 
local hospital.

I had now left Tertiary Care and was back in the hands of  Primary and 
Secondary Care. I needed an update with my GP so made an appointment with 
him for later the following week to discuss the way forward.

Likewise the stoma nurse at St.Thomas’ had now handed me over to the care of  
the one based at East Surrey Hospital. The new nurse gave me a ring to arrange a 
trip out to see me the next morning. I also received another follow-up call from the 
Enhanced Recovery Nurse to check on how things were going. I was able to report 
that my appetite was good and that, apart from my stoma stinging at times, I was 
coping well. She advised me to mention it to the stoma nurse.

Later that afternoon one of  my oldest school friends, our best man 30 years ago, 
came round. It was good to do some reminiscing. 

Thursday 28th October 2010 - The local stoma nurse visited me in the 
morning. She wanted to make sure I was coping with the mechanics of  having the 
stoma and that I had all the supplies needed for the next few weeks. She was so 
very friendly and sympathetic that I was immediately put at my ease. I am 
constantly surprised by what one is prepared to talk about and do in the presence 
of  a complete stranger when it is health related.

I explained that I was starting to get the hang of  living with a stoma, particularly 
the changing routine. The stoma nurse at St.Thomas’ told me to change the 
pouch every two days but I decided I would feel a lot fresher and more confident 
if  I did it daily. I settled upon changing it immediately after a shower each 
morning as that appeared to be a quiet point in the stoma “cycle”, meaning there 
was less chance of  it “waking up” just as the pouch was removed. That was the 
situation that I wanted to avoid. It would inevitably happen but anything I could 
do to minimise the chance was worthwhile. I've written out the process in detail 
here as it might help demystify what dealing with a pouch can entail.
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The secret of  stress-free bag changing was to follow the same sequence each time. 
and get everything prepared before attempting to remove the old pouch. The new 
pouch should already have had its backplate cut to shape. It’s not worth trimming 
too many backplates in one go as the stoma can shrink over time and you might be 
left with a lot of  pouches cut too large. I was able to leave the new pouch on a 
handily placed radiator so that the heat made the backplate flexible and moulded 
more easily to the shape of  my abdomen. You can achieve the same effect by 
holding it between your hands for a couple of  minutes

As a contingency I always had a spare pouch at the ready, just in case anything 
went wrong, and a torch on hand in the event of  a power cut or a lightbulb blew. 
The last thing I wanted was to be mid-change and then have to do the rest in the 
dark.

I had been taught to place a foam washer around the stoma first and then fit the 
pouch to it. After the first few changes I decided it would be easier to fit the 
washer onto the backplate first. Whichever way you choose, the pouch is then fed 
carefully over the stoma and, ensuring that it is hanging close to the vertical, 
pressed into position making sure there is a good seal with the skin. The whole 
process took me under 10 minutes.

As you become used to your stoma it’s possible to work out how to “house train” it 
so that it’s quiet at changing time. This can be achieved by adjusting the time 
between eating and changing the pouch. For this reason I would get it done before 
breakfast each morning.

Once the nurse was happy that I was managing we had a general chat about diet 
and exercise. She reiterated the advice to eat crisps, crackers and doughnuts but 
asked me to cut down on the high nutrition drinks as I was taking in more fluids 
than she would recommend for someone with a stoma. Too much liquid in......

She explained why it was so important that I took it easy over the next few weeks 
and must not pick up any items over a kilo. There was a risk of  developing a 
hernia whilst my abdominal muscles were so weak, having been cut through 
during the operation. She picked up the guitar I had been playing and said that it 
was too heavy for me to lift. I would have to be ultra cautious.
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One of  the leaflets I had been given said that the target for exercise was to walk 
for 30 minutes a day. She thought that this was excessive at this stage and told me 
to spend 2 hours each afternoon lying flat on the bed so that I would heal 
stretched out not hunched up. That lead me to rethink my days and do my best 
not to feel guilty about lazing around, doing nothing.

I had always found guilt difficult to deal with throughout my years of  Crohn’s. As 
someone used to leading an active life it goes against the grain to be sitting back, 
taking things easy. There have also been those occasions when the disease has 
prevented me making trips or going out to meet friends. These situations just 
reinforced that guilt emotion.

Saturday 30th October 2010 - Another quiet day. When the dogs went for their 
walk in the afternoon I accompanied them. I had the energy but my stoma was 
still stinging, making walking uncomfortable. It was something to mention to the 
nurse when we next spoke. I decided not to drink the litre of  re-hydration fluid to 
see if  it affected my digestive balance (but mainly because it tasted so disgusting). 
Another question for the nurse: “Can I stop now?”

My digestive system appeared to be stabilising and enabled the high dose of  
loperamide, that I had been taking since the previous Friday, to be reduced. My 
taste buds also seemed to have recovered. I went down to my local surgery for a 
blood test in order to check that various readings were on the way to normalising.

November started quietly. A letter arrived from the GP saying that he wanted 
to discuss my recent blood test and one evening I received the final follow-up call 
from the Enhanced Recovery Nurse. I mentioned that my stoma was still sensitive 
and sore but my local stoma nurse was aware of  the situation. I was eating well so 
she advised me I could stop the high energy drinks completely if  my weight was 
stable. I didn’t speak to her again until the proposed date for the reversal operation 
was approaching.

The GP was concerned that my Hb level was low, just under 11, and should 
ideally have been nearer 14. This may have contributed to why I had been feeling 
so tired. The doctor's advice was to eat iron rich foods but I might end up needing 
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an iron infusion. Another blood test was planned for two weeks time to see if  there 
was any improvement.

Whilst I had discontinued the re-hydration salts I decided to continue with the 
high energy drinks for the time being. I was given a prescription for another two 
month’s supply of  Fortisip, I walked the short distance from the surgery to the 
chemist's to drop in the prescription and managed quite easily. It looked like it was 
time to try a longer shopping trip in the near future.

I rang my consultant's secretary at East Surrey Hospital who booked an 
appointment for 23rd November which should mean the blood test results would 
be back by then.

The next day a friend took us to the local supermarket. I was out of  the house for 
two hours, managing well in the big, wide world. I was careful not to lift or carry 
any of  the shopping bags as I had been warned, many times, not to put my 
operation scar at risk. A hernia was the last thing I needed.

It dawned on me that I could be driving myself  in a couple of  weeks time. In 
preparation I started the car to check the battery was still charged and then drove 
it up and down the drive a few times. Having not driven for four and a half  weeks 
I needed to see how it felt. No problem.

Wednesday 10th November 2010 - The previous day’s activity translated into 
an excellent night's sleep.When I got up the sun was shining and there was a clear 
blue sky. I had intended to spend the rest of  the day indoors but it looked so 
inviting that I wrapped up well and went out into the garden. Could I manage 
some chores? Maybe, in hindsight, that wasn’t such a clever idea. I cut the lawn 
and collected up the fallen leaves with the aid of  the ride-on mower that I had 
bought when we moved to the property. Whilst it didn’t require much physical 
work it did mean sitting in a fairly cramped position for an hour or so. I’m sure the 
stoma nurse would have gone spare if  she knew what I had been up to but it felt 
good to be doing something useful rather than just sitting about, doing nothing.

That evening’s experiment was to see how a stoma coped with chicken korma 
washed down with Guinness. Would it still seem like a good idea in the morning?
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Friday 12th November 2010 - an early start to get ready for another shopping 
trip. It all went to plan and we arrived home just before lunchtime. I was feeling 
fine and was suffering no ill effects from the previous night’s menu.

After lunch I answered a few emails including one from a colleague asking when I 
might be available for work again. My guess was a couple of  weeks, once driving, 
but only doing half  days to start off  with. I set myself  a target of  being mobile in 
time to get to my next hospital appointment, on the 23rd, under my own steam.

At about a quarter past six I noticed that I appeared to be losing blood. I went off  
to the bathroom to investigate and found that the contents of  my pouch had 
turned bright red. My immediate thought was that something had come apart 
internally and that I needed to get urgent medical attention. The level in the 
pouch was visibly rising but not so fast that I would need to empty it for a while.

My wife was outside feeding the ponies. I went out and explained to her that I had 
a problem and needed to get to hospital, quickly. Knowing it was a Friday night 
and that A&E was likely to be busy we decided to call 999 rather than trying to 
organise a lift down there. I rang our neighbour to warn her what was happening 
and ask her to come and let the dogs out and give the ponies their late night 
haynets. We had no idea how long I’d be down at the hospital.

The ambulance turned up very quickly. Seven minutes from call to arrival. Once 
onboard the crew went through a series of  tests and then we were off. No siren or 
blue lights. It wasn’t a very good ride in the back of  the ambulance as it swayed a 
lot negotiating the country lanes around where we live.

We arrived at East Surrey Hospital A&E at just after 7:15pm. One of  the crew 
said: "we're taking you into the Rapid Assessment Unit but don't be fooled by the title". His 
scepticism was unfounded and within 10 minutes I was laying on a bed having 
more tests and a cannula inserted into my arm. I was then taken to the MAU 
(Medical Assessment Unit) but they were full so we had to wait in the corridor. 
This was probably the worst part of  the experience because you couldn't see what 
progress was being made in clearing the queue. I'm not sure what time I was 
actually wheeled into the Unit but it was probably around half  past nine.
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I was seen by one of  the doctors and we went through my medical history. I 
explained what the current problem was. I got the distinct feeling that he wasn't 
keen to explore my stoma himself  and didn't even attempt to remove the bag to 
take a better look. Whilst he went off  to ring one of  the surgeons to see what 
should be done, a friendly porter appeared to take me down for chest and 
abdominal x-rays. He remarked how busy they were and that it hadn't been this 
bad since July. Surprisingly enough Fridays and Saturdays were not usually their 
busiest nights.

With the x-rays complete I was wheeled back to the MAU and it looked like I had 
missed my place in the queue. I was told that the plan was for me to be taken to 
the SAU (Surgical Assessment Unit). In the meantime the doctor came back and 
said that he needed to take an arterial blood sample which would probably take a 
couple of  goes and would be very painful! Thanks for the warning. I needn't have 
worried as he hit the artery first time and I had become very used to having 
needles, of  varying lengths, stuck in me.

Rather than call for another porter the sister wheeled me down to the SAU 
herself. I was told that the doctor knew I was there and would be along to see me. 
When it reached 11 o’clock, and I'd still not seen anybody, my wife went off  to 
find out what was going on. The doctor was seeing another patient but would be 
with me shortly. A few minutes later she appeared and apologised that it would be 
necessary to ask me all the questions again. I had remembered to bring a copy of  
the discharge letter from St.Thomas' which explained what the surgeon had done. 
As we had been unable to understand it completely, due to the long, medical 
terms, the doctor gave us a translation.

As she specialised in surgical cases she had no fear of  removing the pouch. She 
then examined my stoma, inside and out, and came to the conclusion that the 
bleeding was external but I was right to have come down to the hospital. I asked 
her if  she was considering giving me a blood transfusion but she said that unless 
my blood count was getting worse she was happy for me to be discharged. She did 
give me the option of  staying in overnight if  I was concerned but I decided that I 
would be OK. Other patients needs would be far greater than mine.
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There was a short wait whilst the nurse removed the cannula and then I could get 
dressed. I rang my sister who very kindly came out and picked us up. We were 
home just gone one o'clock. Not what we had planned for our Friday evening. I 
was famished as I hadn't eaten or drunk anything since 5:30pm. I grabbed some 
toast and a coffee and then went to sleep sitting up on the sofa.

What we thought had gone wrong

The stoma itself  is tough and can cope with the digestive acid present in the 
output. The area around the stoma is “normal” skin and cannot cope with it. The 
pouch had a flexible plastic, adhesive backplate and the first few that I used had a 
pre-formed opening cut in them. This opening needed to be trimmed to fit exactly 
around the stoma. As the stoma gets used to being external to the body it shrinks a 
little and so the opening in the backplate needs to be adjusted accordingly. If  there 
is a gap, the digestive acid can come in contact with the normal skin causing it to 
become raw. In my case the skin had become so sore that it started bleeding. It was 
surprising just how much blood had collected in the pouch.

The following weekend we should have been taking a trip down to Bournemouth 
for a party to celebrate my mother-in-law's 90th birthday but a 200-mile round 
trip whether as driver or passenger would not have been sensible. My wife didn’t 
think I should be left alone for any length of  time, so we both spent the day at 
home. I really needed to get a good night's sleep.

Monday 15th November 2010 - after breakfast I rang the stoma nurse to tell 
her what happened on Friday night and to ask her advice on how to proceed. I 
was a bit wary of  putting on a new bag in case it set the bleeding off  again. She 
told me to bite the bullet and have a go and let her know how I got on. It worked 
out fine.

There was one other phone call to make - a call to St.Thomas' to explain what 
had happened as they may have wanted to bring forward the follow-up 
appointment with the surgeon, currently planned for early January. I rang the 
Enhanced Recovery Nurse and went through the events. She said that it was right 
to contact them and that they wanted to know about any problems I was 
encountering.
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After lunch I had a call from East Surrey Hospital telling me that an appointment 
had been arranged for Thursday, at 9:00am, to meet with the gastroenterologist. 
This would be in addition to my other appointment already booked for Tuesday 
week. I wasn’t clear if  this had been prompted by my trip to A&E or the call to 
St.Thomas'.

To get to the hospital it would be best if  I was independently mobile. I would try 
driving the car again, this time with my seatbelt on, and do a few emergency stops 
on our drive. It seemed fine and there was certainly no pain from the seatbelt. The 
only difficulty was turning to look over my shoulder when reversing but I suppose 
that's what mirrors are for.

Wednesday 17th November 2010 - my first time out driving for six weeks. I 
drove about a mile down to the doctor's. I felt fine so decided I would drive to the 
hospital the next day.

New supplies of  pouches arrived. I had ordered them without the holes in the 
backing plates preformed as this would give me the opportunity to cut them to suit 
my current (shrinking) anatomy. I took my time making a template to work from as 
I knew, following the recent incident, how important it was to get a good, close fit.

Thursday 18th November 2010 - East Surrey Hospital - A very early start 
to be at the hospital for 9:00am as there was the daily routine to go through first. 
Using my new template I carefully cut a backplate to the new shape. It was a 
much better fit than previous ones.

With such an early appointment there was plenty of  room in the main car park. 
Early mornings had their advantages after all. The appointment was with the lead 
gastroenterologist who I hadn’t seen since the decision to send me to St.Thomas’ 
for surgery. It appeared that this current appointment was planned a couple of  
weeks previously as the follow up to the operation, not my recent visit to A&E 
after all.

It was an informative meeting and gave the impression that, so far, I had made a 
good recovery. He was surprised I only spent two weeks in hospital. Crohn's 
patients, that undergo complex surgery, have a tendency to end up suffering from 
other complications and spending longer than usual in hospital. I was keeping my 
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fingers crossed that last Friday was my only “complication”. I pointed out that under 
the Enhanced Recovery Scheme the target was set for me to be discharged  in 
under one week. His reply was  that the Enhanced Recovery targets were based on 
cancer surgery which is generally far simpler than Crohn's surgery.

He now wanted my care to pass back to East Surrey and for me to be looked after 
jointly by himself  and a surgeon. I was given an appointment for their joint clinic 
the following Monday in lieu of  the one already planned for Tuesday. Before I left 
he asked me to have yet another blood test. I made my way down to the 
Phlebotomy Dept. where I waited and waited until it was my turn, wondering why 
it takes so long given that the actual process of  taking the sample is very quick.

I was home just before midday. It was the longest I had been out since leaving 
St.Thomas'. I hadn't suffered any ill effects. Time for a good, unhealthy lunch. 

The next big hurdle would be getting back to work, which was partly physical but 
more of  a mental challenge, like going back to school after the long summer 
holidays. I needed to be confident that I could cope with my pouch for an 
extended period, away from the comfort of  home, and surrounded by colleagues 
who might not know about my surgery. I would work on it over the next few days.

105



C H A P T E R  9

Back to Work

Friday 19th November 2010 - With life returning to some sort of  normality our 
thoughts were turning to the festive season. I was supposed to avoid anything 
containing dried fruit or nuts. That ruled out mince pies, pudding and cake. It 
would be a strange Christmas.

A letter from my GP arrived saying that the recent blood test showed that I was 
still anaemic. A prescription was enclosed for iron tablets. I would discuss this with 
my consultant on Monday to make sure they were compatible with the other 
medications.

Saturday 20th November 2010 - I felt uncomfortable. My stoma was stinging 
again and there was no obvious cause. I was wondering if  I had cut the template 
too small and the backplate had started rubbing up against the raw skin around 
the base of  the stoma. I took some painkillers which seemed to help..

Monday 22nd November 2010 - East Surrey Hospital - the area around my 
stoma was still very sensitive. It looked bruised even though the pain had now 
passed. I rang the stoma nurse. Would she be able to see me that afternoon as I 
was already going into East Surrey Hospital for another appointment? Yes, if  
someone paged her she would come to have a look at the problem.

At least my eating campaign had been working. I was only a kilo less than my pre-
surgery weight. Almost time to say goodbye to my unhealthy diet.

I arrived for that afternoon's appointment hoping to meet the surgeon. I wanted to 
know if  he had been sent any further details of  what they had found when they 
opened me up. Unfortunately he was unable to make it after all. I did, however, 
meet the IBD Nurse and we reviewed my medication. Would I like to join their 
Patient Panel? I said I would think about it.

The consultant joined us and asked If  I could come in again on the following 
Monday when the surgeon would definitely be there. I hadn't realised that he had 
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taken on a guest role at my operation, and was the third surgeon on the 
St.Thomas' team. I would get a chance to find out, from the horse's mouth, 
exactly what they did to me, and whether he also found it "enjoyable".

The consultant explained how the dose of  immuno-suppressant I needed to take 
would be determined by the results of  the blood tests as certain markers would 
show how active the Crohn's disease was. Although I’d had the operation to 
remove the ulcerated stricture, and generally repair my bowels, I still had Crohn's 
disease. The aim would be to manage it to avoid the need for further surgery in 
the years to come. Another blood test was arranged for Friday and the results 
should be available for the following Monday afternoon.

They paged the stoma nurse. Once she had found the right room she had a good 
look at the area around my stoma. She suspected that there was an abscess just 
below it. The IBD nurse and consultant were called over to have a look as well 
and all agreed. I was put on a two-week course of  co-amoxiclav, an antibiotic,  to 
clear it up and given strict instructions to ring the stoma nurse at the end of  the 
week to let her know if  there had been any improvement.

The abscess would explain the incident two weeks previously when I was losing 
blood. It suggested that there had been a build up just below the stoma, and when 
the abscess burst blood had suddenly appeared in my pouch and triggered the trip 
to A&E.

I took the first of  the antibiotics with my dinner but only managed to get halfway 
through before I felt quite ill. I didn't finish my meal and went straight to bed. 
Maybe it was a reaction to the new tablets or something I had eaten. I hoped I 
would feel better after a good night's sleep. 

Thursday 25th November 2010 - I had regained my appetite and during 
breakfast I went online to order a repeat prescription. By 4 o’clock the medications 
had been delivered by our local pharmacy. 

Upon opening the package I found a list of  all the medicines and accessories that I 
could order. Yet again it left me wondering how much my condition would cost me 
if  it wasn’t for the NHS. By now I had suspended my prescription prepayment 
card whilst I had a stoma.
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Friday 26th November 2010 - another trip down to the doctor's for a blood test 
and then into Redhill to replenish food supplies. It was the first time I'd been 
shopping completely on my own and had to be careful lifting bags into the back of  
the car.

Monday 29th November 2010 - East Surrey Hospital - my last planned visit 
for a while. I met with the surgeon who had indeed taken part in my ileostomy. He 
remarked how well I looked considering: “what they had done” to me. He had joined 
his old colleagues at St.Thomas' on the day to take part in the operation which he 
described as a "classic" and one of  the most complex they had ever carried out. My 
innards were in a really bad way.

He had a trainee doctor sitting in with him for the clinic and was showing her my 
pre-operative CT scan. He used the description “looking like an octopus”. Where had 
I heard that before? My intestines had, in places, attached themselves to other 
parts of  the body such as the back muscles. That last comment was quite a 
revelation and would explain the back pain that I had been suffering from for the 
last couple of  years. I dread to think what would have happened if  the surgery 
hadn't been carried out when it was.

Looking to the future I asked him what could prevent the reversal operation going 
ahead in the New Year and what would be involved. He replied that as long as the 
surgeon was happy that my body could cope then it should happen as planned.

The procedure would be a fairly simple one, cleaning up the ends of  the intestines, 
joining them together and poking them back inside my abdomen. It usually took 
around half  an hour . I could expect to spend three to five days in hospital and 
then two weeks convalescence. Just occasionally it might be necessary to re-open 
the original operation scar but this would be unusual. I would find out just after 
Christmas the planned date for the surgery.

The results of  last Friday's blood test showed that my red blood count had risen 
from below 10 to 10.4, so at least it was going in the right direction. Maybe the 
iron tablets were starting to work. My sodium and magnesium levels were OK 
which meant I didn't need to drink any more of  the re-hydration salts. Some of  
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the other readings were a bit low but I didn't understand the significance of  these. 
They were markers that could be used to decide Crohn's disease activity.

He asked to have a look at my stoma to check if  the abscess had healed following 
the recent incident. I quickly removed the pouch whilst they looked on. It had 
healed well. I fitted a new pouch and surprised myself  at how well organised I was 
and how quickly I completed the task. (I wondered if  there was a world record for 
this activity?) He said that he wouldn't need to see me again and was handing me 
back to the care of  gastroenterology.

Tuesday 30th November 2010 - Having watched the rest of  the country 
struggling with snow, ours finally arrived overnight. Only about an inch but it 
continued to fall. It had been threatening south-east England for a few days.

First snow

A follow-up letter from my specialist arrived stating that the recent blood test 
results confirmed that I was suffering from not just thrombocytopenia but also 
leukopenia. That second term prompted a quick search on Wikipedia :

Thrombocytopenia is the presence of  relatively few platelets in blood

Leukopenia is a decrease in the number of  white blood cells
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He thought it was due to the high dose of  azathioprine that I had taken in the 
lead-up to my operation. I had now stopped taking these tablets completely whilst 
they monitored to see if  my blood test results would improve. My specialist told 
me that he was a world expert on the use of  this particular drug. I should be in 
good hands.

It was still snowing but not very hard, probably another inch maximum. Just 10 
miles away a friend was unable to get out of  her driveway as a further eight inches 
had fallen. We had escaped lightly, so far.

Wednesday 1st December 2010 - Just as I was thinking any bad snow had 
passed us by, the forecast was proved right. Nothing like as bad as Scotland or the 
north of  England but enough to disrupt travel. Another friend rang to say do not 
venture out onto the roads as they were treacherous. I spent the day in the warm. 
My plan of  taking a trip over to Leatherhead (about 20 miles away) to see one of  
my clients was put on hold for a few days.

The snow was getting thicker...

It was time to try some more chores. When I saw the surgeon on Monday he had 
said I could start getting back to normal activities so I helped with the mucking 
out, filling haynets and preparing the day’s feeds. I found as long as I took it slowly 
I could cope quite well.
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Thursday 2nd December 2010 - The forecasters were right again as another 
eight inches of  snow had fallen. I couldn't remember anything like it for at least 10 
years. Surrey Police were telling road users to only make emergency journeys.

Mid-afternoon there was a knock at the door. It was the delivery driver from 
Fittleworth, the company that supplied pouches and stoma accessories. Given the 
appalling weather conditions and the message from the police I had assumed I 
wouldn't get the delivery until after the weekend. I thanked him profusely and 
emailed Fittleworth to compliment them on their service. Any thoughts of  
returning to work before Christmas would have to be shelved. I didn't want to risk 
getting stuck on a train or in the car with a potentially uncontrollable stoma! 

A Stressful End to the Year

As I mentioned in the Introduction, this book concentrates on my Crohn’s 
experience and there are only passing references to my personal life where it helps 
put my health into context. This is a case in point.

Shortly after I was discharged from hospital my elderly mother had a fall at her 
care home which left her with a broken neck. She was admitted to hospital. I felt 
useless as being unable to drive made visiting difficult and the onus fell heavily 
upon my sister. It was a very stressful time.

In early December my mother died as a result of  her injury. The weather had 
shown no improvement and it was touch and go if  the funeral would go ahead. 
During that time I stopped keeping a diary and from then on only recorded the 
dates when something happened that was relevant to the medical story.

Tuesday 11th January 2011 - Time for the surgical follow up appointment at 
St.Thomas'. A very important day as I would find out when the reversal operation 
was planned for. I saw the surgeon's registrar who was pleased with how I was 
progressing. The proposed date for the reversal was 4th April - three more months 
to wait. I had hoped it could have been sooner but knew that six months from the 
original operation was the norm. Easter was very late that year so I was expecting 
to be in and out of  hospital in plenty of  time for Good Friday. Two weeks before 
the operation I would need to attend another Pre-Operative Assessment and have 
the necessary tests carried out.
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The registrar asked me to see my usual consultant at East Surrey Hospital to 
organise the further management of  the Crohn’s disease leading up to the 
reversal. He was expecting me to be put on a maintenance dose of  azathioprine.

Tuesday 18th January 2011 - Another milestone - my first day back at work. It 
was with a mixture of  excitement and trepidation that I took my first trip into rush 
hour commuter land and quite a wrench to get up so early - 5:30am. I needed the 
time to shower, change my pouch, eat breakfast, feed the ponies and then drive to 
the station. This was followed by a 40-minute train journey to Victoria and then a 
further 15 minutes on the Victoria Line to Euston. By leaving so early it avoided 
the worst of  the crowds plus I could get away at a decent time in the evening. It 
was the underground leg of  the journey which I was least looking forward to. 
What if  there was a problem and we got stuck in a tunnel for any length of  time? I 
was comforted by the thought that at least the pouch would give me a certain 
amount of  “storage capacity” that I would not have as a Crohn’s sufferer normally.

My colleagues gave me a warm welcome. I had already decided the best way to 
deal with the stoma was with humour and complete honesty. If  I had to make a 
sudden exit from a meeting or was making strange, involuntary noises then I 
needed them to know why. After a few days one of  my workmates christened the 
stoma "Predator" as he said that it sounded like the character from the film. I 
thought that “Alien” might be more apt. 

The positioning of  my pouch meant it was necessary to have loose fitting trousers 
and wearing a tight belt was not an option. The ideal solution was a pair of  braces 
but I wanted to make it clear they were for comfort, not a fashion statement.

As I mentioned earlier, once you’ve lived with a stoma for a while you know the 
best time to ‘input” to get “output”. I made sure I had lunch at noon to ensure 
that the stoma became inactive before the train journey home. Strange noises on 
the Tube go unnoticed but on a quiet commuter train it's not so easy. My defence 
mechanism was to put in some earphones, crank up my iPod and remain blissfully 
ignorant of  any gurgling.

Wednesday 19th January 2011 - East Surrey Hospital - an appointment 
with the stoma nurse. I booked it at short notice as there had been a couple of  
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minor leaks from my pouch and I needed advice. Maybe crawling round in the 
loft to wire some down-lighters was not the best idea with a stoma in tow but 
someone had to do it.

The leaks appeared to be caused by the hollow where the abscess below the stoma 
had been. I jokingly said to the nurse that I needed some human “polyfilla” to infill 
the gap. Not a problem. She produced a tube of  Orabase, a translucent, sticky 
paste and it did the job. She suggested that I should try doing away with the 
additional foam sealing washer that I had been using. By omitting it also meant 
one less step to carry out when bag changing.

Monday 14th February 2011 - East Surrey Hospital - I saw my consultant. 
The blood test results were not encouraging as both my white cell and platelet 
counts had declined again. He already thought the azathioprine was the culprit so 
it had been stopped until further notice. He wanted me to have an ultrasound scan 
to check my spleen and wrote to Haematology asking them to review my case as a 
matter of  urgency. Were the falling counts an autoimmune phenomena or “related 
to something more sinister”? That sounded ominous.

The most useful words in the English language are probably “Can you help me?”. 
They can work wonders in many situations. I went down to X-ray appointments, 
and explained that I needed to be seen urgently as I didn't want my operation 
cancelled. Could they help me?. The usual waiting time was around two weeks but 
I was happy to take a short notice cancellation.

It worked. They rang the following morning telling me to report to the X-ray 
department the next day.

Wednesday 16th February 2011 - East Surrey Hospital, again - heading to 
the X-ray department for the ultrasound scan. The sonographer had a good look 
around and told me that I had some soft kidney stones and that my spleen was 
very slightly enlarged, but nothing to worry about.

I now needed to get an early appointment with Haematology. I enlisted the help 
of  the stoma nurse who gave me the name of  the secretary that I should contact. I 
tried the “can you help me?” approach but unfortunately the haematologist couldn't 
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fit me in. He did, however, agree to look at the blood results and let my IBD 
specialist know of  his conclusions.

Knowing that I had a problem with my platelet count I had asked one of  the 
surgeons, back in November, what the threshold was for going ahead with the 
reversal operation. He said that if  it went down to 50 (usual range between 150 
and 400) then the operation would probably be cancelled. My level was much 
higher than 50 but the trend was downwards. I could see that if  I didn't take 
positive action in trying to hurry along the all clear from the haematologist the 
surgery might be pulled.

Ultrasound scan

Monday 28th February 2011 - my London client moved office to the edge of  
Belgravia which made my journey a lot easier as the office was only five minute’s 
walk from Victoria Station. I could get into work earlier and therefore leave earlier. 
Result.

March - my efforts were taken up trying to get an appointment with the 
haematologist so that surgery wouldn’t be cancelled. I warned my client that I was 
likely to be unavailable during April so that they could make the necessary 
arrangements to cover my absence.
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Wednesday 2nd March 2011 - the operation I underwent back in October was, 
to give it its the full name, a double-barrelled ileo-colostomy. As I previously 
mentioned this resulted in having two stomas through my abdominal wall, 
positioned one above the other. The upper stoma was formed from the end of  my 
large intestine and was "resting" awaiting reconnection.

I'd noticed over the weekend that it had started to enlarge. If  you are old enough 
to remember the television series “Spitting Image” you will probably recall the 
puppet of  Mick Jagger with his grossly exaggerated lips. The enlarged stoma 
looked as if  the puppet was trying to escape from my abdomen. I rang my local 
stoma nurse and explained. She asked me to go in and see her that afternoon. 
When she saw the problem she concluded that I had a partial prolapse. It was 
quite common and nothing to worry about, just take it easy. Not so simple when 
you’re commuting to London most days.

Thursday 3rd March 2011 - the prolapse appeared to be getting worse. As I was 
in London that day I emailed the stoma nurse at St.Thomas’ to ask if  she could 
see me. I needed some reassurance. She rang and asked me to come and see her at 
lunchtime.

St.Thomas’ Hospital was excellent, except for.....the lifts. Several were reserved for 
"theatre use only" during the day which meant a reduced capacity for everyone else. 
At peak times it was nigh impossible to get one. Fortunately there were stairs 
leading off  the lift lobbies; unfortunately the stoma nurses were based on the 12th 
floor. I decided to prove my fitness and walked up. When I mentioned it to the 
nurse she said she couldn’t manage that and she hadn’t had an operation.

I showed her the stoma problem and asked what could be done about it. There 
were a number of  options available in support wear. She went and found some 
examples including a pair of  very unattractive support boxer shorts and some 
wide elasticated belts. I chose the latter and she rang the order through to 
Fittleworth.

The belt arrived the following day and was just what I needed. It was about 5 
inches wide and fastened with velcro. I thought it would feel restricting to wear 
but, on the contrary, it proved very comfortable and held the prolapse in place 
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well. It gave me a lot of  confidence generally as it kept the pouch held firmly 
against my skin. When wearing a pouch you are very aware that its security is only 
as good as the quality of  the adhesive on the backplate and your ability to fit it 
correctly. The elasticated belt was a godsend and I would recommend that, if  it's 
appropriate, all stoma patients should wear one.

Thursday 24th March 2011 - St.Thomas’ Hospital - off  to the pre-
assessment clinic and blood test for the upcoming reversal. It didn't take as long as 
the previous one. There was no need to do the heart or breathing exercises but 
they did repeat the muscle and grip strength measurements. Everything was on 
track for 4th April. A good day.

Friday 25th March 2011 - after the highs  come the lows. I had a call from the 
Enhanced Recovery Nurse telling me that the latest blood test showed my platelet 
count had dipped to 66 (very low) and that the operation was in jeopardy. I was 
getting a bad feeling. I needed to get the letter from the haematologist at East 
Surrey Hospital stating that he was happy for the operation to proceed otherwise it 
would be postponed. I spent Friday and Monday morning trying everything I 
could think of  to get the necessary letter but to no avail.

Monday 28th March 2011 - at lunchtime there was another call from the ERN 
at St.Thomas' saying that the surgeon had reviewed my blood test results and that 
he was not prepared to operate with the platelets on such a downward trend. Any 
chance of  being recovered by Easter went out of  the window. I spent the rest of  
the day feeling angry and powerless but knew that I would still need to keep 
chasing.

Friday 1st April 2011 - I continued with my frantic attempts to get a response 
from the haematologist. After several emails and phone calls to the relevant 
secretary I finally managed to get an appointment for the following week.

Monday 4th April 2011 - the original date for the reversal operation. I tried not 
to think about it.

Wednesday 6th April 2011 - East Surrey Hospital - to see the haematologist. 
First I needed a blood test and was told to push the "Priority" button to get a ticket. 
There were around ten people waiting for tests but the next number called was 
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mine. I felt guilty about jumping the queue but needs must. After 15 minutes or so 
I was called into the haematologist's office and he had the results. The platelet 
count had already gone up from 66 to the mid 80's. He told me that he thought 
my blood problems were generally down to my reduced immune system, which 
was all part of  Crohn's disease. As far as he was concerned he would have been 
happy for surgery to have gone ahead. Why couldn’t he have confirmed that 2 
weeks ago?

He mentioned one further possibility for the low count - Lupus. Whilst he thought 
it unlikely it would be worth having a test. At least he wasn't concerned by my 
slightly enlarged spleen.

Monday 11th April 2011 - I emailed the Enhanced Recovery Nurse to give her 
the good news and ask when I might expect to go back under the knife. She 
replied that it was up to the surgeon and she had no influence on the process.

Tuesday 12th April 2011 - I needed to get a message to the lead surgeon. I 
already knew the format for St.Thomas’s email addresses so took a chance at 
getting his right. I composed a message explaining the haematologist's point of  
view and said that it would be backed up with a letter in the next couple of  days. I 
hit the send button.

Thursday 14th April 2011 - I went out for a lunchtime walk and somehow 
missed a call. There was a voicemail from St.Thomas' Surgical Appointments 
asking me to contact them. Could this be what I was waiting for? When I rang 
back they informed me that the new date for my operation was Monday 13th 
June. I was both relieved and a little disappointed. I was hoping it would have 
been sooner. I mentioned that if  a cancellation came through I could be available 
at short notice. We had already been prepared for me to be away during April so it 
would only take a couple of  days to be ready again.

Knowing that the surgeon only operated on a Monday, I must have fallen victim 
to the three Bank Holidays in the intervening period, hence the delay.

Friday 15th April 2011 - I contacted East Surrey Hospital and asked them to 
cancel my appointment on 20th June. I asked them to try to bring it forward to 
9th or 16th May so the medication could get sorted out in plenty of  time before 
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the operation. It was one of  the things the surgeon’s registrar had asked me to 
organise before admission. Despite my best efforts they let me down.

Now we had a definite operation date we could plan the period leading up to it. It 
also meant I could continue working and earning money for another few weeks.

May 2011 - became a very busy month. I went into manic mode to get a lot of  
outstanding jobs completed around the house and garden before I returned to 
hospital. After that it would be at least six weeks of  not being able to lift anything 
over 1kg. In hindsight having the original reversal cancelled worked out for the 
best. 

To be on the safe side I organised a couple of  intermediate blood tests to make 
sure there wouldn't be any nasty surprises at the last minute and another 
cancellation.

Wednesday 1st June 2011 - The final blood test before the operation. Since I 
was working in London it was convenient to go over to St.Thomas'. A gorgeous, 
sunny day with London looking at its best.

The Houses of Parliament on a beautiful day

Thursday 9th June 2011 - I had a call from a researcher at St.Thomas' asking if  
I would donate any tissue that might arise from the forthcoming operation. He 
needed it for his research project looking at a possible cure for Crohn's disease. He 
also asked if  he could have an extra blood sample. I was happy to help as anything 
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which might lead to a better understanding of  the disease is worth supporting. He 
would see me the following Monday to get the relevant consent form signed.

Friday 10th June 2011 - an email arrived from the chief  anaesthetist telling me 
not to worry about my platelet count. The operation would not be cancelled this 
time. If  necessary they would have a pool of  platelets available in Recovery. It was 
a real lift to get the email as it showed they cared about communicating with their 
patients. It must be better for the surgical team if  we are relaxed rather than 
stressed.

There were a few last minute jobs that needed doing around the house before 
another enforced break. I couldn’t help wondering how long the recovery would 
be from this surgery. In theory it should be a lot quicker than the ileostomy but 
would my digestive system go into lock down again and delay my discharge?
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C H A P T E R  10

Reversal
Sunday 12th June 2011 - I had a room reserved at the Simon Patient Hotel in 
the block adjacent to the main St.Thomas' Hospital building. It provided basic 
rooms for patients travelling from further afield that needed to make an early start 
in the morning. It was very gloomy outside and raining hard.

A gloomy night in London. View from the Simon Patient Hotel

I asked about dinner and was told it would be served at six o’clock. My brother-in-
law and nephew, who were already up in London, turned up to accompany my 
wife home. We said our goodbyes and I settled down to wait for the meal. There 
were about a dozen of  us in the dining area but nobody was saying much. When 
the meal arrived it was the usual St.Thomas’ hospital food, not cordon bleu, but 
very palatable and served hot. I was given strict instructions not to eat after 2am.

I went to my room and put some credit on the bedside TV, spending the rest of  
the evening watching the Canadian Grand Prix. Jensen Button beat Vettel on the 
last corner. A very good end to the evening and so to bed. I managed to sleep as, 
once again, I was managing to be very laid back about the whole experience.

Monday 13th June 2011 - one of  the staff  gave me an alarm call at 5:30am and 
brought me two, pre-op, carbohydrate loading drinks. I had a shower, drank the 
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drinks and, just before 7am, made my way over to the Surgical Admissions 
Lounge in the main hospital building. I joined a small queue and at exactly seven 
o'clock we were let into the waiting room. We were asked to take seats and given 
questionnaires to fill in. They told me that I was second on the list so likely to be 
operated on around nine o’clock.

A few minutes later I was shown to a sideroom where I had to answer further 
questions and was then asked to change into a hospital gown, ready for the 
operation. One of  the house doctors came in to get the all important consent form 
signed. She told me what they were proposing to do but also explained possible 
alternative outcomes, like waking up with the stoma intact if  they found 
something untoward once they had opened me up. I duly signed and it was back 
to waiting.

The next visitor was the research student who was looking into possible cures for 
Crohn's disease. He was the one who had called the previous week to ask if  he 
could have any tissue samples that were left over from the operation so that he 
could compare them with healthy subjects. He also wanted a small quantity of  
blood. I signed his consent form as well.

At nine o’clock my clothes and possessions were locked into a trolley and I was 
taken to a seat just outside the anaesthesia room. It looked like the operation 
would go ahead on time.

A magazine had been left in the waiting area so at least there was something to 
read whilst I waited. I was very grateful for that as the operation before mine took 
a lot longer than they planned. Unfortunately nobody told me and it wasn't until 
half  past eleven that I walked into the anaesthesia room and laid down on the 
trolley. Did I get wound up or anxious? No, not at all. 

As I lay there, looking at the ceiling, a friendly face appeared. It was the lead 
surgeon who I knew from my ileostomy experience. After a few pleasantries he 
asked what Crohn’s medication I had been on during the lead up to the operation 
and what was prescribed for the post-operative phase. When I told him that I had 
been unable to see anyone at East Surrey Hospital since February he was 
surprised, possibly annoyed, and said he would “sort something out”.
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After answering a few more questions the cocktail of  drugs was prepared and the 
main anaesthetist came in for a quick word to explain that he had ordered a 
supply of  platelets. He was the one who had already emailed me the previous 
Friday to assure me that my low platelet count would not stop the operation this 
time.

At midday he said those words much beloved of  his profession: "I'm just going to give 
you something to relax you" and I knew that the next thing I would see would be the 
Recovery Room.

This may sound odd but I had really been looking forward to the operation, not 
simply because I would be losing the stoma, but for that split second of  incredible 
serenity when the sedation starts to take effect. You know the next time you wake 
up it will all be over. All your worries and fears are temporarily suspended and you 
are completely in the hands of  the surgical team, for however long it takes. There 
is no more that you can do from this point onwards. Nothing that you can 
consciously influence. Just trust in fate and drift off. I thought I was alone in this 
feeling but have since met another IBD patient who feels the same way.

The surgeon’s record shows that I was taken into theatre just before midday and 
the first incision made six minutes later. The operation lasted a little over the hour 
and I was wheeled into Recovery 15 minutes after that. By then I was “alert and 
orientated” and showing a “good colour”. I was complaining of  mild pain and was 
given morphine to combat it.

I was encouraged to drink sips of  water straight away. The operation had gone as 
planned and I was stoma-less. One slight snag - my pool of  platelets hadn’t made 
it to Recovery yet. Some platelets had arrived but they were for another patient. 
Each time a nurse or porter appeared carrying a box I would tentatively ask them 
if  they were “my” platelets.

They finally turned up around 5pm and the infusion could start. I was closely 
monitored during the hour-long process as they needed to ensure I wasn’t showing 
any adverse reactions. At half  past six I was collected and taken up to Page Ward, 
into the bay by the Nurse's station so they could keep an eye on me. Standard 
practice for anyone following surgery. This was the ward I should have been on for 
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the main operation in October 2010. I had finally made it there some seven 
months later.

Unfortunately by the time I got to the Ward meal time had just finished so I was 
offered a salad and yogurts from the fridge. Again I couldn't believe I was eating 
less than six hours after the operation.

Tuesday 14th June 2011 - I woke up with some pain from my scar although 
nothing too bad. No epidural this time but pain relief  was always made available, 
mostly in the form of  paracetamol with liquid morphine as a back up.

I was already mobile and managed several walks around the central ward area. 
The nurse had me down for a full, soft diet and I happily ate breakfast and lunch. 
So far so good.

My main disappointment was not having a window seat. Apart from the 
excellence of  the care at St.Thomas' there is the added advantage of  the view 
from the eleventh floor. I think it is probably clear, by now, that I love London, 
especially its architecture. The view from the ward was superb. As with my last 
stay I spent ages trying to identify the various buildings that I could see, off  in the 
distance. It helped pass the time.

Halfway through the afternoon one of  the nurses told me that they needed my 
bedspace and that as I was doing so well I would be moved to another bay within 
the ward. I didn't need to be kept under observation as frequently. I went and had 
a shower, which always made me feel better, and changed into pyjamas rather 
than a medical gown. It was only 24 hours since the operation.

I was moved to another side-ward but still no window seat. Then I heard one of  
the nurses tell the patient in the bed next to the window that he would be allowed 
to go home that night. I saw my chance and asked if  I could take his place. This 
may seem petty but I remembered, from my previous stay, that during the long 
nights, when it was difficult to get to sleep because of  terrible nausea, having 
something to look at helped a great deal.

At dinner time I noticed that my appetite was starting to wane. Maybe my earlier 
optimism was ill-founded. Could this be the beginning of  nausea again?
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View from my bed in Page Ward - 11th Floor

Wednesday 15th June 2011 - my stomach and abdomen were expanding. It 
looked like it was the same problem as after my last operation - post-operative 
ileus. My digestive system was going into lockdown once again. It was reacting to 
being handled and had stopped working as a protest.

At the request of  my surgeon, one of  the specialist IBD consultants came up to see 
me to discuss what medication I should be on. I went through the apparent 
problems that I had been having with azathioprine and my low platelet count. I 
told him that I hadn't been on any Crohn's medication since February. He said he 
would go away and have a think about what tablets would be best and would talk 
to Haematology about my blood.

This was the first time I had met this particular consultant and we hit it off  
immediately. I was offered the chance of  moving my treatment to St.Thomas’, 
under his care, and I’m pleased to say that he has been my regular IBD specialist 
ever since. I definitely made the right choice.

An hour or so later the pharmacist came to see me and told me I was being put on 
a three-month course of  metronidazole. This is a powerful antibiotic that had 
been found to help with the recovery process and to keep the recurrence of  
Crohn’s at bay.

Mid-morning one of  the haematologists came to discuss my low platelet count. 
We must have spent ten minutes talking through the problem and in that time I 
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learnt a lot that no-one else had ever told me. For instance platelet count can be 
linked to malabsorption of  vitamins which are usually absorbed at the end of  the 
small intestine, the area I was now missing. Platelets are also affected by 
haemoglobin levels, so my low red cell count was also an influencing factor. He 
said he would do a series of  blood tests over the next few days and report back. He 
wanted to know if  I had ever had a blood transfusion outside of  the UK and 
asked my permission to carry out an HIV test.

I was pleased to see the way St.Thomas' worked in this joined-up manner. The 
surgeon had spoken to the Gastroenterology department and they, in turn, had 
spoken to Haematology. Consultants from both departments had now seen me 
and arrived at an action plan. I knew this was easier with an in-patient but it was 
still gratifying to see how well it worked. 

During the afternoon I was sitting in bed, feeling thoroughly miserable due to the 
effects of  the nausea when I received a text message from East Surrey Hospital to 
remind me that I had an IBD outpatient's appointment for the following Monday. 
I saw red. I had asked for this to be cancelled some weeks previously, knowing that 
I would be in St.Thomas' on that date. I rang the hospital appointments number 
and explained I wouldn't be able to attend. I then emailed the ESH IBD Dept 

"Just before I went into theatre on Monday afternoon the surgeon asked me what 
treatment I was currently on for Crohn's and what was proposed post-op. He was 
somewhat surprised that I have had nothing prescribed and that I hadn't seen 
anyone at ESH since February. He has now put me in touch with both the IBD 
consultant and haematologist up here at St.Thomas'. I have already met with both 
of them and have been prescribed the necessary post operative drugs. In future I 
intend to get any treatment for Crohn's from St.Thomas' so if there are any other 
appointments planned at ESH then please cancel them."

You won't be surprised that I never received an acknowledgement. At one point I 
had been asked if  I would like to join their patient panel. I wondered if  that 
invitation was still open, probably not.

The nausea was preventing me from drinking the required amount of  fluids. 
Dehydration was a major concern and my heart rate was starting to drop. It was 
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decided I would need to have the inevitable drip. Over the course of  the day I 
took on board three litres intravenously.

Thursday 16th June 2011 - still unable to face any food or drink. I spent the rest 
of  the day quietly but still had no appetite and was given a further two litres of  
fluid via the cannula. I was starting to feel under pressure - the nurses were trying 
to encourage me to eat; my system was telling me it couldn’t manage anything, but 
I knew that I would not be allowed home until it was resolved.

That night I started to suffer from heartburn. The nurse gave me some medicine 
to counteract it. It was a horrible, pink, aniseed-flavoured paste which turned out 
to be Peptac (like Gaviscon). I didn't realise it could be diluted so I attempted to 
swallow it straight. My body had different ideas. Quick, where's the bowl? At least 
I felt better afterwards as some of  the pressure on my system had been alleviated.

Friday 17th June 2011 - no improvement. When the phlebotomist came round 
for the daily blood test she produced seven phials which she duly filled. 
Haematology really meant business.

The doctor decided I needed to have an X-ray. As an in-patient you get seen 
straight away. No hanging around and because they couldn't find a porter the 
doctor pushed me down there and back, in a wheelchair, herself.

When she saw the results she decided I needed an NG (naso-gastric) tube. I could 
guess what was involved. A nurse duly appeared with a length of  thin plastic tube, 
a small collection bag and some adhesive tape. She proceeded to thread the tube 
up my left nostril. So far so good. The tube reached its high point and started to 
descend down my throat and into my stomach. Not quite so good now! She then 
attached the delightfully named "bile bag" to the end of  the tube and connected a 
syringe to see what liquid could be drawn off. This was probably my lowest point, 
both physically and metaphorically.

It was difficult to get any sleep with a tube running down the back of  my throat 
but on the positive side the pressure on my stomach was further relieved and the 
nausea lifted. I recalled being told, back in September 2010, that tubes down the 
throat were a thing of  the past. The Enhanced Recovery Nurse had said: “if  I see a 
tube up someone’s nose I want to know why”. In this case I suppose it was “needs must”.
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X-ray report. I hadn’t realised they were looking for an obstruction

Saturday 18th June 2011 - I had a visit from my wife and sister. My sister took 
one look at the tube, held in position with a piece of  tape, and dubbed me 
"Elephant Man". Everyone, including the nurses, found this very funny. Meanwhile 
I was having a humour bypass. One of  the hospital volunteers then appeared to 
see if  anyone wanted to go down to St.Thomas’ cinema that evening to watch the 
film “Water for Elephants”. More laughter at my expense.

The end of the Thames Barge Race

After my visitors had gone I wandered into the Day Room and watched the end 
of  the Annual Thames Barge Race that takes place over a seven mile course 
between the Palaces of  Greenwich and Westminster. We have subsequently 
discovered that one of  my, not too distant, relatives was a Thames Waterman and 
was in the winning team in the early 1900s. This may explain my love of  the river 
and its working craft.
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On the ward round the doctor had asked for another X-ray to be taken. Being the 
weekend meant that the main department was closed so I had to go to the A&E 
facility. I offered to walk down on my own but a porter had already been called 
and I ended up being taken there in a wheelchair. As an in-patient I was not kept 
waiting for very long. Once the X-ray was completed it didn't seem worth waiting 
for another porter to be called so I walked back to the ward and was pleased to get 
the exercise.

X-ray report for comparison with the previous day

After my October operation it was on the Saturday night that my digestive system 
kicked back into action. Fingers crossed that it would follow the same pattern this 
time. At least I hadn't felt the need for any more painkillers so my operation must 
have been healing.

Sunday 19th June 2011 - I didn't get a very good night's sleep because of  the 
tube up my nose. To make matters worse my digestive system was still not up and 
running.

Over the weekend the doctors were fairly stretched and the nurses had not been 
able to get anyone to review my last X-ray to see if  the tube could be removed. I 
was then told that there were no specialist IBD doctors on duty until the next day 
so the tube would have to stay in place for another night.

Monday 20th June 2011 - One week on from operation day. I couldn't wait until 
the doctors did their ward round so that I could have the tube removed. I held off  
having a shower so as not to miss them.

When they eventually turned up, the lead doctor said she needed to check the X-
ray before she could give the go-ahead for removal. I spent a very frustrating 
morning catching glimpses of  her in other parts of  the ward and then, finally, she 
came over to see me. "OK, remove it". I tracked down the nurse who had done the 
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insertion and told her that as she was the one that inflicted the pain she could be 
the one to take it away! Bliss. I could swallow again properly and should be able to 
get a good night's sleep.

I was now in a much happier frame of  mind and was discussing with two of  the 
other patients how good the view was. I was disappointed that I had never had a 
bed on the north side of  the hospital which faced the Houses of  Parliament.

It must have been fate as within ten minutes a nurse said that they wanted my 
current bedspace and would I mind moving around to the other side of  the ward. 
We set off  for the new location. Not only did it face Parliament but it was a private 
room. Double result! I would definitely get a good night's sleep now. My appetite 
had still not returned properly but my digestive system was in overdrive. A good 
sign.

My private “Room with a View”

Having made sure I brought my own, rather stylish, Hugo Boss pyjamas with me 
to hospital. (Marks & Spencer to be honest). I was surprised to find that there were 
plenty of  NHS ones available. It seemed a shame not to use them, especially in 
case there were any “leakages” but as you’ll see from the photograph they did 
rather make patients look as if  they were being held in Guantanamo Bay.
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Tuesday 21st June 2011 - I was right on both counts. I did sleep well in the 
peace and quiet of  the single room and my appetite was starting to come back. I 
managed some sandwiches and apple crumble for lunch.

The sister was now talking about: "when you go home" so it looked like it could be 
imminent, possibly the next day. It was time to practise wearing outside clothes 
again and to make sure I was OK walking in the big, wide world. I set myself  the 
target of  reaching the centre of  Westminster Bridge. It was quite miserable and 
very, very cold but I made it and took a picture to prove it.

The view of St.Thomas’ from the middle of Westminster Bridge

I had a visit from one of  the haematologists who said that there were no 
underlying problems showing up in the blood samples they had taken. That was 
good news. There was always a worry at the back of  my mind, not helped by 
looking at the internet, that there could be some very serious blood disorder 
lurking behind the low platelet issue.

The ward doctor, however, was not happy with my blood count so they decided I 
needed an iron infusion. It took a while for Pharmacy to get it prepared and late 
afternoon I was connected up to the drip via yet another cannula. The infusion 
took under an hour but I can't say I ended up feeling any different.

I rang the friend who was going to give me a lift home on his way back from work 
when I was discharged. He reckoned it would be at least a two hour trip during 
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the rush hour. Given the fragile nature of  my digestive system, and no longer 
having the “storage capacity” of  a stoma, I was not sure that would be a good idea. I 
decided to look into using public transport instead.

Wednesday 22nd June 2011 - the doctors swept into the room and decided I 
could be discharged tomorrow providing today's blood test results were OK. I had 
worked out the quickest way to get home would be a taxi to Victoria, the fast train 
to Redhill and then a lift from my sister to home. That was the plan.

Having learned from my previous operation experience, I made sure that 
everything was in place for my discharge - correct medicines in the bedside locker, 
the discharge letter from the surgeon to my GP and the letter to the practice nurse 
asking her to keep an eye on my wound.

Thursday 23rd June 2011 - Going home day. Target time - 2pm. It was now ten 
days since the operation and time to have my stitches removed. The doctor came 
round and said: "you're good to go, providing the blood test is OK”. To which I replied: 
"are you really going to keep me here on that basis?" She conceded that they wouldn't. The 
final hurdle was cleared. I still couldn't face any food but was hoping that when I 
got home and could eat what I wanted when I wanted to, it would help.

I rang my wife to say: "we're on”.

She arrived just after two o'clock. We said our goodbyes to the nurses and went off  
to find a taxi. Within a minute we were riding in a rather old black cab (that was 
maroon) on the way to Victoria Station. At first I couldn’t work out the route we 
were taking but the driver knew his stuff  and it only took five minutes or so. We 
arrived at Victoria in time for the earlier, fast train to Redhill. My sister was 
waiting to take us on the final leg of  the journey home.

Another stay in St.Thomas' was over. Hopefully I wouldn't need to go back there 
as an in-patient. I had nothing but praise for the team of  surgeons, doctors, nurses 
and ward assistants. Everyone was courteous, professional and cheerful. No 
wonder the hospital was rated highly by its patients. I would, and do, recommend 
it to anyone.
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Friday 24th June 2011 - back in familiar surroundings and this time it felt 
different from after the previous surgery. I was far more mobiles it would be 
considered minor surgery. At last I could relax as there was no longer any pressure 
from nurses or doctors making sure that I was eating, even though I didn’t feel like 
it. By biding my time my appetite slowly returned over the next few days. I could 
then concentrate on my recuperation and making the return to work.
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C H A P T E R  11

Back To Life, Back To Reality
After the reversal I was determined to give myself  plenty of  time for the wound to 
heal and not jeopardise my recovery. In July I felt comfortable enough to start 
driving again and after a further two weeks we took our first long trip down to the 
New Forest. It was a tiring journey but we stayed with my in-laws and it gave us a 
break for a couple of  days.

By the second week in August I felt ready to return to work. I had been away for 
two months. My London client was very flexible and I could choose which three 
days of  the week I worked. I could even work from home as I had full, remote 
access to their computer system and often found it more productive as there 
weren’t the distractions of  working in a large, open plan office.

Realistically I knew that, despite this latest operation, it was probable that I would 
need to undergo further surgery in the coming years. I had in mind that this 
applied to approximately two thirds of  Crohn’s patients. Something to ask my 
consultant about. Having been through the pre-operative assessments it was clear 
how much importance was placed on the physical fitness of  the patient if  they 
were to make a good recovery. I was determined to stay fit and set myself  a target 
weight. My chosen exercise was a brisk walk at lunchtime.

Belgravia continued to be an interesting area to explore if  you wanted to see how 
the other half  lived (or, more likely, the other 1% from Russia and the Middle 
East). The great London parks were also within walking distance and it didn’t take 
long to discover the shortcuts and backwaters of  these well heeled areas..

Wednesday 24th August 2011 - Guy's Hospital - Haematology - the blood 
test carried out on the day showed the usual low counts for iron and platelets. I 
mentioned that, in the past, I had been on steroids for many years and was 
concerned about being a prime candidate for osteoporosis. The last bone density 
test in 2003 had shown thinning around my hip joints. The consultant requested 
another scan. Three weeks later it was carried out and it showed that my bone 
density had returned to normal.
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Monday 26th September 2011 - St.Thomas’ Hospital - the "three months 
after surgery" appointment with my surgeon’s registrar to make sure everything 
was going well. I can't recall our discussion but in the follow-up letter he noted 
that: "he has had one or two episodes of  abdominal pain which have been short lived, and some 
bloating…" He continued: "these may be the signs of  early adhesive symptoms". I was 
discharged from the care of  the Colorectal Clinic and passed back to 
Gastroenterology.

October 2011 - I started to feel decidedly unwell with a pain around my middle, 
a very bloated stomach and was passing jet black liquid. This lasted about a week. 
I was concerned enough to go and see my GP who did a quick examination, with 
a latex clad finger, and announced the good news that my prostate was OK but 
she didn't know what had caused the other symptoms. She suggested it could be 
iron tablets which would have been plausible if  I hadn't stopped taking them 
weeks before. When I returned to work I found that a number of  my colleagues 
had also been off  with a gastric bug. Maybe this was the explanation during that 
period but, as usual with Crohn's, I didn't know whether it was a virus or the start 
of  a flare-up.

December 2011 - Just before Christmas I was due to undergo the "six months 
after surgery" colonoscopy. It had been many years since I last had one but would 
be a good chance to see if  anything unexpected was going on in my colon. Of  all 
the tests Crohn’s patients have to endure the colonoscopy is the one they would 
most like to avoid. Whilst the procedure itself  may only take around 30 minutes 
there is a four day lead-in of  special diet and, on the preceding day, the dreaded 
prep solution.

Citrafleet bowel prep powder
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There are several different types available and they each require diluting with 
varying amounts of  water. Luckily GSTT use 2 sachets of  Citrafleet as their 
standard and each one only require making up to 150ml. Some other formulations 
need two or even four litres and, by all accounts, taste disgusting.

Four days out you are instructed to stop taking any medicines containing iron. The 
next day you do the same with loperamide or similar medication. At day two you 
must avoid any fibre and on the final day you can have a light breakfast but from 
then on it’s clear liquids only, such as Bovril or fruit squash (but not red juices as 
this may colour the inside of  the bowel).

Tuesday 13th December 2011 - pre-colonoscopy preparation day. I ate a light 
breakfast and at noon drank a chaser of  senna liquid followed, an hour later, by 
the first sachet of  Citrafleet. Having downed that first glass I did not stray far from 
the bathroom.

Six hours later I took the second sachet, hoping that they would have done their 
worst by the time I was ready to set off  for hospital the following morning. At least 
that would mean there wouldn’t be any chance of  being taken short on the train 
to London.

Wednesday 14th December 2011 - Guy’s Hospital - Endoscopy Unit

My wife accompanied me as I was likely to have sedation and the hospital would 
not carry out the procedure unless I had someone to see me home safely.. It was 
one of  those cold, clear, winter days with hardly a cloud in the sky. Guy’s Hospital 
is right next to London Bridge train station making it an easy journey for us. We 
had another chance to see how construction of  The Shard was progressing.

Colonoscopies always follow the same pattern, the only variable being the length 
of  waiting time between each stage of  the process. I was taken into one of  the side 
offices where a nurse put a bar coded band around my wrist to identify me in case 
of  any problems. My blood pressure was checked and there was a series of  
questions about my current medication and any allergies I suffered from. She then 
inserted a cannula into the back of  my hand and took me to the changing rooms 
where I put on a medical gown and a pair of  very flimsy, paper underpants.
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The Shard under construction,
towering above London Bridge station

After a while a doctor appeared carrying the all important consent form. He ran 
through the possible risks and outcomes and I signed on the dotted line. I was 
taken into the procedure room where the team introduced themselves. When 
everything was ready the doctor injected doses of  Fentanyl (a powerful synthetic 
opiate analgesic), Midazolam (a short-acting central nervous system depressant) 
and Buscopan (to relieve spasms of  the gastro-intestinal tract). 

The cocktail of  drugs is designed to make you drowsy but not put you completely 
under. It makes it much easier if  the nurses then need to move you into a different 
position to ease the passage of  the camera. However, you can opt for full sedation 
or no sedation if  you wish.

The procedure went without a hitch. There was no sign of  Crohn's and just a 
slight reddening around the anastomosis (where the colon and ileum were 
reconnected). It was good news for Christmas and I had the pictures to prove it. I 
was now five months on from the reversal operation and to my untrained eye the 
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rejoin looked to have healed very well. My consultant gave it a Rutgeert's Score of  
i0. Yes, I did have to look that one up. It's a scoring system that helps to 
standardise the assessment of  what the consultant sees at the anastomosis and is 
used to predict future recurrence of  the disease. An i0 score = “80% to 85% of  
patients will remain asymptomatic for three years post resection” and the best 
score you can be given, indicating post-operative remission.

Endoscopy report

As 2012 approached it was time for the usual end of  year soul searching. Would it 
be a quiet year with just the odd test or routine consultant’s appointment? Would 
Crohn’s behave itself  and simply disappear into the background, as it had done for 
many of  the years after diagnosis? If  that was the case life would be able to return 
to pre-2009 normality.

January passed without incident and it looked like my hopes were being fulfilled. 
Unfortunately it did not last and in February I had a second bout of  the pain 
around my middle and the disconcerting black liquid returned. I also started to 
ache more in the area of  the rejoin. I emailed my consultant's secretary and asked 
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for my next appointment to be brought forward as I was concerned about my 
current symptoms. She duly obliged and a new date was set for March.

This is a good point at which to compliment the medical secretaries I have dealt 
with and especially my gastroenterologist’s secretary, Sally, who was exceptional. 
By providing such excellent support, consultants were freed up to concentrate on 
treating their patients, not becoming submerged in admin tasks.

Monday 19th March 2012 - Guy’s Hospital - Gastroenterology - off  to the 
outpatient appointment that had been brought forward from later in the year. I 
asked my consultant if  the symptoms I had been suffering from were to be 
expected after a reversal? He said it was quite possible for a "bug" to cause odd 
symptoms but to be on the safe side he booked an MRI scan.

Monday 30th April 2012 - St.Thomas’ Hospital - MRI Suite - yet another 
glorious day so I decided to set off  from work early and walk down to St.Thomas' 
via the House of  Parliament.

Richard the Lionheart - in front of The Houses of Parliament

It would be my first MRI scan so I didn't know what to expect. The main 
impression I had gained was that some patients found the whole process 
claustrophobic. As the scan would be concentrating on the digestive system I 
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wasn't allowed to eat for the eight hours prior to the test and was asked to arrive 
one hour early to take a "special preparation drink". 

This fluid looked very much like wallpaper paste but was lemon flavoured. There 
was one litre to drink and as I got closer to the bottom of  the jug it took on the 
consistency of  paste as well. Next time I needed to drink MRI prep I would keep 
stirring it throughout.

The nurse put a cannula into my arm ready for a contrast dye to be injected later 
on in the procedure. The use of  the dye, gadolinium based, improves the visibility 
of  internal body structures. It was first introduced in the early 1980s but in recent 
years there has been some debate about possible side effects, especially for patients 
with reduced renal function and the potential impact of  long-term retention, 
particularly in the brain.

After the "special preparation drink" had time to move into my system I was taken into 
the scanner room. The machine was large and shaped like a ring doughnut with a 
trolley that slid in and out. I was asked to lie face down on the trolley with my 
arms above my head. Not the most comfortable position when you've just drunk a 
litre of  liquid. The radiographer explained what to expect and that, at various 
points within the test process, I would be asked to hold my breath. It didn't sound 
like a problem but you have to exhale first and that makes it a lot more difficult. 
She gave me a set of  headphones to wear as the machine was “very noisy”. At least 
I didn't get claustrophobia as I went into the doughnut feet first.

She wasn't kidding about noisy. The best way I can describe it is being caught in 
the middle of  a game of  Space Invaders. The machine made some very loud 
sounds and then, towards the end of  the first test sequence, the table I was lying 
on started to vibrate. A very strange sensation. The contrast dye was then injected 
and the whole sequence repeated.

Once the tests were complete and I had stepped off  of  the table another nurse 
asked me how I was getting home. I said “by public transport”. He replied that the 
litre of  liquid I had just drunk was “specially formulated not to be absorbed by the body” 
and that I might want to wait around a bit before leaving the hospital. The 
significance of  his comment then dawned on me, but, not being one to shy away 
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from a challenge, decided to jump on the train anyway. I'm pleased to say that 
nothing happened, not even a hint of  rushing off  to the toilet.

The results weren't available straight away as they had to be interpreted by a 
radiologist. There would be a three-week wait before I saw my gastro consultant 
again.

Cathartic

I had found writing a journal very therapeutic, one could even say cathartic. Quite 
an apt term to use as, in a medical sense, it means a purgative, something that 
helps evacuate the bowels. I had the chance to attempt some creativity and it laid 
the groundwork for putting this book together. It made me think about the issues 
confronting any sufferer of  a chronic illness and how to best manage their route 
through the health system. It also allowed me to look objectively at how I had 
coped with the challenges along the way.

This could have been a good point to finish writing. The only outstanding issue 
was the outcome of  the MRI scan and I was hopeful that it would show the 
Crohn’s under control, that the octopus had been wrestled into submission. After 
the life changing experiences of  the last two years  I was naively expecting that my 
body, specifically my digestive system, would return to normal. If  I was younger 
you could have put this down to the optimism of  youth but I now have to accept 
that it was ignorance.

What happened next blew any hopes of  a quiet life straight out of  the water. I 
quickly learnt two new medical terms - co-morbidities and extra intestinal 
manifestations (EIMs). Words whose implications could be as bad as they sounded. 
The next few chapters take my story beyond “simple” Crohn’s Disease and into 
these territories with a whole range of  new medical acronyms to be deciphered.
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C H A P T E R  12

Lucky Bleeder
My medical “experience” was about to go into overdrive. I would be 
introduced to unfamiliar disciplines, consultants, tests and procedures. 

I was pleased that I had continued writing my blog as it took on a new significance 
for recording the complex issues that lay ahead and, on many occasions, provided 
a valuable memory jogger for subsequent discussions. The narrative necessarily 
became more detailed.

The act of  “reporting” on these new experiences allowed me to become one step 
removed, almost as if  they were happening to someone else. Rather than worrying 
about some new test I found myself  wondering how best to explain it to a reader. 
This enabled me to maintain a degree of  objectivity that has formed a major part 
of  my coping strategy.

Saturday 26th May 2012 - I was starting to feel rough again and would see how 
it went over the weekend. Fortunately I was due to see my gastroenterology 
consultant the following Monday. Towards the end of  dinner my body told me not 
to eat any more, not another mouthful. Normally the message is: “you’re starting to 
get full, slow down” but this was a definite: "stop immediately". I had never experienced 
such a clear signal before.

Sunday 27th May 2012 - I had a simple breakfast but afterwards didn't feel like 
eating anything else. I could only manage a little stewed apple for lunch but 
reassured myself  that this would all be sorted out when I saw my specialist.

Monday 28th May 2012 - Guy's Hospital - Gastroenterology - the original 
intention was to go into work, as usual, then catch the Tube down to London 
Bridge in time for my ten o'clock appointment. When I woke up I was feeling 
unwell and decided to catch a later train, going directly to the hospital. I was used 
to an early start with virtually no traffic so rather underestimated how long it 
would take to get to the station from home. By the time I arrived I could hear the 
train pulling into the platform. I didn't know that it would wait there five minutes 
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before leaving so tried to run for it and realised just how bad I felt. My chest 
started heaving and my heart pumping. I really thought I was having a heart 
attack. Once on the train I managed to take deep breaths and gradually returned 
to some type of  normality. The rest of  the journey was uneventful.

I made my way to the Outpatients’ department in time for the appointment but 
then had a long wait before seeing the consultant. When I was finally called in it 
was a relief  to be seeing the top man, not one of  the registrars. He apologised for 
the delay.

I went through my list of  queries starting with the big one: "what did the MRI scan in 
April show?" He replied that contrary to the colonoscopy, that he had carried out 
just before Christmas, this test appeared to show that the inflammation had 
returned to both my small and large intestines. Naturally I was disappointed as I 
wasn’t expecting that outcome. I wondered why I was feeling no pain apart from 
the area around my operation scar. We weighed up the options for medication to 
combat this return of  Crohn's disease and decided that I would go back onto 
steroids, in the form of  Budesonide, once the results of  a blood test were known.

(I only obtained a copy of  the MRI report in 2015 and it did not make 
comfortable reading with mentions of  adhesions and fistulas. If  it wasn’t for the 
reference to the enlarged spleen I could almost think that the radiologist had been 
looking at someone else’s scan.)

Extract from MRI Study report
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We went on to discuss my experience of  passing a jet black liquid from my back 
end. He asked me to get a sample for analysis ,which I thought would be easy, but 
no luck. He also asked me to book a repeat colonoscopy to verify the results of  the 
MRI scan. I went off  to get a date and was surprised to be offered one on 6th 
June, just two weeks away. I needed to collect the necessary bowel preparation and 
that involved another long wait, this time to see the endoscopy nurse.

Eventually I was homeward bound and, by now, the day had become very hot. By 
the time I arrived home I was feeling exhausted and went to have a lie down to 
recover. Around six o'clock I started to feel sick so disappeared into the toilet and 
then it happened... .

I brought up a large amount of  what looked like redcurrant jelly but was clearly 
freshly congealed blood. I must have gone into shock and just sat there looking at 
the mess for a few minutes, thinking "What do I do now?" (Not like me at all. I 
usually react quickly to these little set backs, decide the best action to take and get 
on with it, but this was something I hadn’t experienced before. I will admit that for 
a while my brain simply froze).

When my senses returned I decided that this was definitely a 999 moment. I heard 
my wife coming back from feeding the ponies. I called out to her to ring for an 
ambulance. She made the call and I could hear her responding to the long series 
of  questions that you then get asked by the operator. The decision to send an 
ambulance was made and my wife then hurried to put some things into an 
overnight bag before the ambulance pulled up our driveway. She hadn't quite 
finished as it arrived. Five minutes from call to arrival. When she opened the door 
she recognised the paramedics as the ones who had taken me into hospital the last 
time we had reason to call 999. They came in to see what state I was in, took one 
look at the blood covering the floor and told me that it was only a small amount! It 
didn’t look like it to me.

I was loaded into the ambulance and then went through various tests before we set 
off. They were obviously concerned that my blood pressure was very low. They 
put me on a drip and the driver said: "I think we'll go for the siren”.
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A few minutes later we arrived at East Surrey Hospital. I was taken into the A&E 
assessment area and immediately seen by a doctor to make sure I was stable. Over 
the next hour I was seen by two further doctors who would decide the best ward to 
send me to. One of  them said “we need to take a blood sample”. OK. “...but in needs to be 
taken from an artery”. OK. He then added, helpfully, “many patients find these tests very 
painful, I’m sorry”. Luckily I felt nothing.

The decision was made to send me to the Medical Assessment Unit (MAU) for 
further examination and two units of  blood. Each time I saw a new doctor they 
wanted to run through my medical history. It was at this point I realised how 
useful a universally accessible, NHS wide record system would be.

Now that I was stable and had made it to a ward there seemed little point in my 
wife staying. I had spent long enough in hospital environments to be perfectly 
happy to cope on my own. My sister had turned up to give her a lift. We said our 
goodbyes and she returned home to clear up the blood from the floor. I'm so lucky 
to have someone tough enough to support me when things are going messily 
wrong. As she always points out: “Women get all the good jobs”.

Back in the hospital they decided to move me to the gastroenterology ward so I 
was wheeled off  to this new location where I was seen by the duty doctor and, 
guess what, she wanted to run through my medical history! She then made sure I 
was comfortable and worked out what drips were needed.

Tuesday 29th May 2012 - The rest of  the night was spent undergoing regular 
checks on my blood pressure and temperature. I didn't get much sleep but was just 
happy to be in the best place given my recent experience. The ward was in the 
new section of  the hospital and had only been open for three months.

It was arranged in four-bed bays. Each bed had its own entertainment unit giving 
free access to TV, Radio, Internet and local phone calls. At St.Thomas' they 
charged for the services but there was the advantage of  the spectacular views over 
the River Thames. Anyone who was in there during the forthcoming Queen's 
Diamond Jubilee weekend would have had a grandstand view of  the River 
Procession rather than the car park and brick wall at East Surrey.
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I quickly discovered that Charlwood Ward was close to the nurses’ 
accommodation block. I can guess where your thoughts are leading at this point 
but my joy was triggered by having unlocked access to their wi-fi.

In one of  the other bays there was a patient suffering from extreme cerebral palsy 
and spent a lot of  his waking hours making loud, involuntary grunts and screams. 
The way the nurses treated him was amazing, trying to make him as comfortable 
as possible.

View from my bed in Charlwood Ward

During the day I saw various doctors who were trying to decide the cause of  the 
problem and which tests I should undergo. Their initial thoughts were that my 
Crohn’s could have started up in my small intestine or that it could be gastritis or 
even an ulcer that had burst. The immediate priority was to have a camera down 
my throat (an OGD - oesophago-gastro-duodenoscopy) to see where all that blood 
had come from and, depending upon the result, follow up with a colonoscopy. 
They tried to get me onto that day's endoscopy list so I wasn't allowed to eat 
anything.

Unfortunately an emergency case took priority and at six o'clock I was told that I 
could eat some supper. The doctor was very surprised at how calmly I reacted to 
not having the test done that day. She said that she wouldn't have been so laid 
back. I can only think that my attitude was driven by realising that I was in the 
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best place if  I were to suffer from further blood loss, and that an extra day in a 
“safe” environment should not be seen as a problem.

In hindsight I would have thought that being brought into A&E by ambulance; 
with its siren blaring; having lost a large quantity of  blood; and with an Hb of  6.5, 
would itself  have been classed as an emergency case.

It was decided that I needed to have a transfusion to bring my blood count to a 
safe level. A second drip was added and fed into the cannula in my left arm. 

A cannula can be inserted anywhere there is a good vein so is usually placed in the 
back of  the hand or the forearm at the wrist or even further up, close to the elbow. 
My one had been inserted in such a way that if  I bent my arm it closed off  the 
flow. The regulating pump saw this as an obstruction and set off  an alarm. I spent 
most of  the day forgetting to keep my arm straight which in turn lead to the alarm 
sounding and the nurses having to reset it each time.

Wednesday 30th May 2012 - I didn't get a good night's sleep as the patient with 
cerebral palsy had a very disturbed night and the nurses had left his radio on to try 
to settle him. I will admit that the lack of  sleep and the constant noise does lead 
one to some very dark thoughts and left me questioning the morality of  sustaining 
life in some situations. I think that's enough said on that subject.

To try to alleviate the boredom I started reading the one book I had managed to 
bring with me from home : "Freddie Mercury - The Definitive Biography". I'd been a 
Queen fan for many years and had seen them in concert a number of  times so this 
book proved particularly interesting.

Hospital Reading
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When the doctors turned up for the ward round I asked them to ensure that I was 
on that day’s endoscopy list and that, whilst I had accepted that yesterday’s 
cancellation was due to circumstances beyond anyone's control, I wouldn't be so 
relaxed again. I was back to being “Nil by Mouth”. The blood transfusion had 
brought my blood count up to 8.6, still low but improving.

First set clinical notes from my stay on Charlwood Ward

One of  the doctors noticed the book I was reading and said that her maternal 
aunt went out with Freddie Mercury before he moved to England. That sparked 
an interesting discussion before we started talking about my situation.

I had learned from previous experience that it is important to make a list of  any 
questions you want answered. I had written down a dozen or so items and we 
went through them one by one. The answers to many of  them would depend 
upon the outcome of  the endoscopy and she also wanted to discuss some issues 
with the consultant. As luck would have it he appeared and I was able to ask him 
what the prognosis was. Again it would really come down to what the ‘scope 
showed.

Just after noon I was wheeled down to the endoscopy unit, adjacent to the ward, 
and into the new waiting area. When I entered the procedure room the doctor 
asked if  I’d had a gastroscopy before. I replied: "about 12 years ago", to which he 
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responded: "you'll be pleased to know that the tubes have got smaller and the drugs more 
powerful". 

There were the usual risks to run through before signing the consent form. The 
main ones being perforation of  the gullet and bleeding. With the paperwork out of  
the way the procedure could start. I didn’t take in much of  what was happening 
and the next thing I knew was waking up ready to be wheeled back to the ward. I 
couldn't feel where the tube had been passed down my throat. Definitely an 
improvement over my previous experience.

Back onto the ward and the wait to find out what the gastroscopy had 
revealed.....and another disturbed night.

Gastroscopy report

Thursday 31st May 2012 - in the morning came the good news that the noisy 
patient had now completed his treatment and was being discharged that day. It 
may sound terrible but it was a great relief  as the constant noise was really 
stressing the other patients and probably the nurses. It was not conducive to 
everyone else's recovery.

As ten o’clock approached it was my turn to talk to the doctors on the ward round. 
They were expecting the gastroscopy to have shown that I had an ulcer, which had 
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burst, or that the Crohn's inflammation had spread. What they found surprised 
them - oesophageal varices. Prominent veins growing in the lower third of  my 
esophagus and usually related to alcoholism! I looked the issue up on the internet 
and found that there is a possible link with the azathioprine drug that I had been 
on for many years.

The next step would be to have an ultrasound scan to look at my liver so they 
could rule out portal vein thrombosis. Portal Vein what? The doctor explained that  
a clot forms in the main vessel carrying blood from the gastro-intestinal tract, 
gallbladder, pancreas and spleen to the liver. The body compensates for the 
blockage by growing new veins to relieve the pressure and these may appear in the 
esophagus. They were hoping that the scan could be done the following day.

Not wanting to lose more time I made sure that the nurses knew I was expecting 
to have the ultrasound that day, not the following one. It worked. They gave me 
lunch early as I was on the list for the scan at 6:30pm.

Meanwhile one of  the registrars spoke to my consultant at St.Thomas’ to appraise 
him of  the situation and sound him out regarding starting steroids should it turn 
out that Crohn’s had re-emerged. He explained to the registrar that he had 
planned to carry out another colonoscopy before making that decision and 
wondered whether the suspected liver damage could be due to the azathioprine. 
That drug, potentially, has a lot to answer for.

As usual the nurses were tremendous. It wouldn't be fair to name them but one 
came in to see us in the early afternoon to check that our ward was OK and she 
looked very upset. She said that it had been a hard day as one of  her patients had 
suffered a heart attack from which they did o't recover. Even after all her years of  
nursing she had to go outside and have a cry.

I had also been reacquainted with the IBD Nurse that I knew from before my 
surgery. She had now relinquished her role, and returned to being a nursing sister, 
in an attempt to regain some private life as the growth in the number of  IBD 
patients had become unmanageable. It was nice to see a friendly face and a 
kindred spirit.
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At a quarter past six the porter turned up to wheel me down to ultrasound. I was 
happy to walk but he had a chair so I got onboard and off  we went with him 
singing away and saying hello to everyone we encountered, all of  whom he 
seemed to know personally. We even passed a pregnant woman to whom he 
commented: "it's a girl, luv". When we got down to the ultrasound area there were 
two women waiting. He left me in a position so that I was facing them and said: 
"I'm sure you're man enough to handle two women" then promptly disappeared. At least it 
broke the ice and we all saw the funny side of  the situation.

Ultrasound scan

It was soon my turn to go into the scanning room. After a few minutes’ I was 
laying on a table, covered in lubricating jelly with a scanning head being run all 
over my body. (I’m sure some people would pay good money for that. Imagine the 
cost in the West End of  London). The scan was expected to show some damage to 
my liver but didn't appear to. I would need to wait until I saw the doctor to go 
through the full results, in the meantime I could to return to the ward. Visiting 
time was due to start in five minutes. I hung around for a while waiting for the 
porter to reappear but there was no sign of  him. The X-ray nurse took pity on me 
and said I could walk back, taking my notes with me.

It meant that I had some much-needed exercise and was back in my bed for when 
my wife turned up. It wasn't the last time I saw that porter. When visiting time 
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came to an end we walked down to the entrance to find my sister and young 
nephew waiting. He was only eleven and petrified of  hospitals. It was an emotion I 
knew so well at his age. My sister was keen that he should at least set foot inside 
the entrance. Just then I caught sight of  the porter and he came over. He asked me 
if  I had been able to "handle" the two women. It was a good thing that I had 
already told my wife about this or there might have been some awkward questions! 
I explained that my nephew didn't like hospitals. He put his hand on his shoulder 
and said: "you don't want to worry about hospitals, son, especially dead people! Anyone might 
go to sleep tonight and not wake up".

We all looked at each other in amazement. Were we really hearing this? Luckily 
my nephew took it in his stride and the porter waved goodbye. I'm pleased to say 
that this comment had a positive effect, believe it or not, and my nephew said that 
he would be prepared to come all the way down to the ward next time.

Friday 1st June 2012 - with the extended Queen’s Diamond Jubilee holiday 
weekend nearly upon us I knew everything would go into limbo. Staving off  the 
boredom was going to be difficult. I asked if  I could at least spend Sunday at 
home to watch the Jubilee River Procession on television and had been told there 
shouldn't be any reason not to.

At weekends there was a team of  doctors that covered the wards but only saw 
patients that were causing concern. Already there was a much-reduced number of  
doctors on the daily ward round. When they arrived at my bed I asked what the 
ultrasound scan had shown. There was slight splenomegaly (enlargement of  the 
spleen), a 14mm gallstone but no hepatic or portal thrombosis. The doctor’s notes 
finished up with: “Explained to patient unknown cause for liver issues. We need to further 
investigate”.

Some time previously I joined the, now defunct, UK Crohn's Forum. One of  the 
moderators lived locally and had suggested we had a coffee and a chance to "moan 
about Crohn's". We had met up a couple of  Fridays previously and got on very well. 
When I was taken into hospital this time I posted on the Forum that things hadn't 
quite gone to plan and that I had ended up in East Surrey Hospital. He contacted 
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me to say he would like to come in for a visit. It would make a nice break from the 
boredom.

Mid-afternoon he arrived bearing gifts - chocolates, a newspaper and a copy of  
Private Eye. It was much appreciated and we spent a good couple of  hours 
chatting. I think he was impressed by the ward and the staff. It's always nice to 
make new acquaintances even if  the circumstances are less than ideal.

After my visitor had left one of  the doctors came to see me. I told him that I was 
planning to spend Sunday at home. He was concerned that my blood count had 
decreased to 8.0. The decision on being allowed home for the day would be made 
tomorrow when the next set of  blood test results were available. I pointed out to 
him that there would only be a skeleton staff  of  doctors on duty and asked if  they 
would have time to check my results. He wasn't sure. When my wife turned up in 
the evening I had to tell her that our plan for Sunday was in jeopardy.

Saturday 2nd June 2012 - I had my blood sample taken as usual but never saw a 
doctor. I remarked to the sister that there was some doubt as to whether I would 
be spending Sunday at home. She replied that there was no reason to stop me and 
that some doctors always “dithered”. My day of  freedom was back on.

In the afternoon my oldest friend, who had been my best man, came in to see me. 
We spent the time putting the world to rights and reminiscing about the time we 
spent, during school holidays, working in Earlswood mental hospital to raise the 
money to buy amplifiers and a drum kit for our fledgling group.

Working there clearly had a lasting impression on us as, 40 years on, we could still 
remember some of  the patients, including two members of  the Royal Family. We 
worked in the kitchens and our first task each day was to sweep up the poisoned, 
half  dead, writhing cockroaches!

The hospital stood a few hundred metres from where I was currently lying. The 
patients were long gone and the buildings had been converted into posh flats and 
apartments.

Sunday 3rd June 2012 - the plan was for my sister to pick me up at ten but then 
I realised that I would have to get blood samples taken beforehand and being a 
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Sunday the “vampire” round might be later than usual. Fortunately I was wrong. 
The phlebotomist turned up, took some blood and I was allowed home.

The afternoon was spent watching the Queen’s Jubilee River Pageant which I had 
originally thought we might go up to see. I know that the weather didn't help but I 
found the whole event rather underwhelming and far too drawn out, rather like 
the BBC's coverage. It was nice to spend a few hours at home with my wife. Our 
dog seemed pleased to see me, as well, and I even got to fill the haynets and make 
up the dinners for the ponies.

When I returned to the hospital, dinner was being served - “pasty dans une mer 
haricot” or pasty and beans. Crohn's patients are supposed to avoid high fibre foods 
but it looked very appetising and the ward was well ventilated so I thought “what 
the hell” and enjoyed every mouthful.

Monday 4th June 2012 - Spring Bank Holiday - the limbo continued and I 
discovered that I could have spent another day at home.

The phlebotomists did their usual rounds but again I didn’t see any doctors. The 
sister said that they would be doing a full ward round the following day which 
meant I had plenty of  time to get a list of  questions together in readiness.

My sister, her husband and nephew came to visit in the afternoon. Having not 
been put off  by his recent encounter with the porter he made it all the way to the 
ward. When it was time for them to leave I walked down to the hospital entrance 
but on the way back felt wobbly so clearly I was not ready for discharge yet.

My evening was spent watching the Jubilee Concert. We had applied for tickets in 
the ballot and would have been disappointed if, having been successful, had then 
needed to cancel. As it turned out the concert left me distinctly uninspired and 
wondering if  certain performers might be past their best before dates.

Tuesday 5th June 2012 - The Queen’s Diamond Jubilee - I didn't get a 
particularly good night's sleep as the patient next to me had his overbed light on 
all night. I couldn't be bothered to get it switched off. I knew that whatever sleep I 
had missed could be made up for during the day. There was always a lull in Ward 
activity after the beds have been made and before lunch was served. By having a 
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shower as soon as the fresh towels were available I could keep out of  the way of  
the nurses. When they had finished there would be a nice, fresh bed to doze in.

I suspected that at some point I would meet my former consultant. That’s the one 
I had emailed, about a year ago, telling him that I was now being treated by 
St.Thomas' and not to bother to make any further appointments.  I had a very 
good reason for doing this and subsequently found the chain of  email 
correspondence that backed up my account.

I'm not going to go into all the details of  this encounter but suffice to say that 
initially he would not look me in the eye and my decision was clearly still bugging 
him. The atmosphere could be cut with a knife. I reiterated my original reason for 
leaving his care and this may not have helped the situation. (His point of  view was 
recorded by one of  the junior doctors in the ward notes). At one point he 
suggested that maybe it would be best for me to be put in an ambulance and sent 
straight up to St.Thomas’. When I had taken the decision to move hospital it had 
not been done lightly. It was far easier to get to the local hospital, just 10 minutes 
from home, than to catch a train to London but now I was more convinced than 
ever that I had made the right choice. 

At the end of  a long and detailed discussion on what may have caused my current 
situation, and whilst the junior doctors listened on, we ended up agreeing that we 
should do what was best for my long-term health and shook hands. Subject closed. 
It was time to move onto the tests required and the best place to have them carried 
out. Clearly I was not in a position to think about discharge yet.

The recurring terms he used were primary sclerosing cholangitis (PSC) and portal 
hypertension. He thought that they were symptoms of  a malfunctioning immune 
system and also linked to my thrombocytopenia (low platelet count) and enlarged 
spleen. Previously we thought that the platelets issue had been brought on by the 
azathioprine but he was now sceptical at this. There was then mention of  needing 
a liver transplant. My ears switched off  at that point and my brain went into 
overdrive. Internally I was saying to myself. Liver transplant? Liver transplant?? 
What would that involve? Wasn’t there usually a waiting list? More major surgery? 

154



Would my body cope? How soon? Liver transplant? Anything else I was told 
simply wasn’t being absorbed.

After the ward round was complete I called one of  the junior doctors over and 
asked: “how do you spell that primary thing the consultant mentioned as I want to look it up on 
the internet”. She replied that it might not be a good idea at present. I decided to 
take her advice but happened to mention it to my sister who immediately 
researched it and rang back. It was all a little scary (understatement). The simple 
definition of  PSC was a chronic disorder of  the liver, of  uncertain cause, in which 
the bile ducts within and outside become inflamed, thickened, scarred, and 
obstructed.

Ultimately, if  it was diagnosed, the long term prognosis was the liver transplant he 
mentioned! The only way of  getting a definite diagnosis would be to carry out a 
biopsy which would involve passing a long needle between two ribs into the liver 
and taking a core. 

I don’t even remember discussing where the tests or subsequent treatment should 
be carried out. My head was filled with so many other thoughts by then. 
Fortunately the doctor’s notes record that, due to the complex nature of  my 
Crohn's, I would be better off  remaining under St.Thomas' who had more 
extensive facilities. They were also equipped to investigate my latest problem. I 
would revisit that subject the next morning during the ward round.

I try to keep a cool head at all times so it didn’t take long before I started to 
rationalise the information I had just been given but a little voice at the back of  
my head kept saying: "you're only keeping calm because you don't understand the full 
implications of  what you've been told". When I caught sight of  the former IBD Nurse I 
asked her if  she could answer some questions, including translating all the long 
words the consultant had used. She could tell that nobody had ever sat down and 
gone through some of  the basic concepts of  Crohn's and their implications.

I thought about this later. She had hit the nail on the head. It was one of  her 
many skills, which included an encyclopaedic, some said Wikipaedic, knowledge 
of  medical terms and conditions.
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No one had ever talked through the bigger Crohn's picture. For years I thought it 
was simply an inflammation that caused diarrhoea and pain, controlled by taking 
steroids. Some years later I ended up with a stricture so I was then aware of  
another possible complication. The 2009 CT scan had introduced me to the 
concept of  fistulas and having a stoma. It would be good to be able to spend some 
time talking this through with a specialist and understanding other possible 
symptoms. Ultimately I wanted to get a clear understanding of  the likely effect on 
my potential quality of  life and life expectancy. I could then use the information to 
decide when to retire. Would it be best to talk to an actuary?

Back in the ward it was decided that I should be given another two units of  blood. 
Since I hadn't had any for a week another crossmatch was needed as they only last 
seven days. It was all part of  ensuring I ended up with the right blood type.

One of  the young doctors said he would insert a cannula so that he could take the 
blood sample and then use it for the transfusion. I asked him, in all seriousness, if  
he was an expert with cannulas. He replied that they were one of  his routine tasks. 
My previous experience had always been if  you want it done properly ask a nurse. 
Unfortunately I wasn't wrong. He took three attempts to get a needle into my right 
arm. The third attempt resulted in a working cannula but it was in a very small 
vein and close to my hand. Very inconvenient when eating or reading.

Later in the afternoon the first unit of  blood was delivered to the ward. The nurse 
connected up the pump and switched on. It hurt. She decided that I would be 
better off  having a new cannula put into my left arm. Without any fuss or need for 
a second attempt she inserted it in just the right position, reconnected the blood 
and removed the old one. From this experience I formulated my first law of  
cannulation - “Don’t let a doctor anywhere near a cannula!”.

In the evening my wife came to visit. I had already rung her in the morning and 
told her the potential diagnosis so she had a number of  questions. When the 
former IBD nurse came into the ward we called her over and my wife was able to 
ask some of  the things she had thought of  during the day. It was great that she 
had this opportunity as I didn't have many of  the answers.
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Wednesday 6th June 2012 - it must have been the quietest night so far on the 
ward. I slept until about 3am but then lay awake for several hours. The 
phlebotomist turned up after breakfast, to take more blood samples. She was 
followed by the registrar and junior doctors on their round. I had quickly made a 
list of  things to ask them - the top question was "plan for escape".

I was somewhat taken aback when the registrar said that as long as today's blood 
test showed an Hb higher than 10 then I could go home, today. I really hadn't 
been expecting that. I had told everyone I was in until at least the weekend or 
possibly would be transferred to St.Thomas'. I now had to wait until around one 
o'clock for my score.

I discussed various things with the registrar, including revisiting what the 
gastroscopy and ultrasound tests had shown. For my long term care they were 
suggesting that I remained under St.Thomas' and would be liaising with my 
consultant there to make sure the necessary test results were passed over. One of  
the junior doctors had been tasked with making this contact.

I rang my wife and then my sister to arrange to be picked up in case the result of  
my blood test was high enough. I then decided to contact St.Thomas' to make 
sure they were aware of  what was going on and to ask if  I should start taking the 
budesonide that I had been due to commence. I emailed my consultant's secretary 
and received a prompt reply telling me that the dialogue between the two hospitals 
had started and to hold off  the budesonide for the time being.

I didn't want to tempt fate so didn’t change into my going home clothes. Just after 
lunch I had the good news, escape imminent. I just needed Pharmacy to sort out 
my medication and for the doctors to write my discharge letter. I thought: “that can 
only take a short while”. How wrong I was. If  I had known the previous day that 
release was imminent I would have found the pharmacist and ensured that 
sufficient quantities of  the drugs, with the right labels on, were ready for me. I 
started to wonder if  they deliberately chose to employ the slowest of  the slow. 
Could the criteria for getting the job be turning up late for the interview?

I kept making trips out to the ward reception desk to see if  the drugs had arrived. 
By four o'clock my frustration was getting the better of  me and then I caught sight 

157



of  the pharmacist. Had she got my drugs? No. She had just started going through 
them. When I told her that I was waiting to go home and it all revolved around 
her she said that it wouldn't be much longer, probably another 90 minutes because 
a porter had to go down to Pharmacy to collect them! I retired back to the ward 
before I strangled someone. When I asked the sister if  anything could be done to 
speed up the process she said: “basically, no” and admitted that she had been 
avoiding me as I had started huffing and puffing. Wise move!

By five o'clock I decided I would wait by the reception desk until the drugs 
appeared. Another half  hour went by. One of  the other sisters took pity on me 
and personally walked down to the Pharmacy. A few minutes later she came back 
with the drugs. I thanked her profusely and then all that was left was the discharge 
letter. That only took five minutes and I was done.

I finally got away at around six o'clock. It took close to five hours to get the drugs 
out of  Pharmacy. If  I had known it would take that long I would have gone home 
and returned later. I try and avoid "wound up" but this was an exception.

I was now resigned to yet another string of  appointments and procedures to try 
and get to the bottom of  my latest crisis. Was a liver transplant a real possibility?

Rising to the challenge

During the long wait for my medication I did at least achieve something that 
would make my wife proud. I took the long standing challenge she had set me - to 
ask one of  the doctors what the “bleeding time” was. (Another reference to the scene 
from the film "Doctor in the House" that I mentioned in an earlier chapter).

I was standing at the ward reception desk when I saw my opportunity. One of  the 
doctors that had been treating me appeared. I asked her a few questions then 
slipped in the "what's the bleeding time?” She said it depends on your platelet count to 
which I replied that the clock behind her said twenty past five.

A sense of  humour doesn't seem to be one of  the prerequisites for becoming a 
doctor nowadays. My witty comment went completely unnoticed but at least I 
tried and I'm treating it as a brave first attempt.
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C H A P T E R  13

Timebomb

Thursday 7th June 2012 - as usual, returning home from a hospital stay meant 
the first decent night's sleep for several days. Time to take stock. The discharge 
letter made interesting reading but took a fair amount of  translation. The bulk of  
it listed what they did not find so I was rather confused as to what was wrong with 
me. The only definite observations were the varices, enlarged spleen and a 
gallstone.

I read through the leaflets that came with the new drugs I had been prescribed. 
Propranolol - a beta blocker which slows down the heart and as a result lowers 
blood pressure; Omeprazole - a proton pump inhibitor which reduces the acid in 
the stomach. The possible side effects of  these two drugs could end give me 
insomnia and nightmares. Fingers crossed.

The hospital asked me to make a appointment with my GP to bring him up-to-
date. I booked one for a week’s time. In the meantime a letter from St.Thomas' 
arrived asking me to contact their Endoscopy department in order to re-book the 
colonoscopy cancelled on 6th June. When I spoke to them I explained that an 
appointment was needed quite urgently as the consultant wanted to see if  my 
Crohn's had flared up again. A slot was found for two weeks time. I already had 
the preparation drinks from the cancelled procedure.

Thursday 14th June 2012 - I went to see my GP and took a copy of  the hospital 
discharge letter. That was the one marked "Copy sent electronically to GP" which he 
had not received. We talked about the way forward. The blood test results, from 
the hospital, showed that my B12 level was on the low side. I booked an 
appointment to see the nurse the following day.

Friday 15th June 2012 - time for my first B12 injection. I would initially need a 
course of  six “loading” doses at two-day intervals. The nurse warned me that 
some patients found these injections uncomfortable as they were administered into 
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a muscle in the upper arm using a long needle. It did sting. I wasn’t looking 
forward to another five shots. As I was intending to return to work the following 
week, fitting in the remaining injections was not going to be easy.

Saturday 16th June 2012 - time to start the pre-colonoscopy measures 
culminating with the senna liquid and two sachets of  Citrafleet on the Tuesday. 

Wednesday 20th June 2012 - Guy’s Hospital - Endoscopy Unit - having not 
eaten anything since 8 o’clock the previous morning hunger was getting the better 
of  me. At least I was allowed to drink water up to three hours before the 
colonoscopy.

My wife accompanied me so that I had an escort to get me home safely. The 
hospital stipulated - no escort; no procedure. We arrived at Guy's ready for a half  
past one start.

Within 10 minutes I had changed into a surgical gown; had my blood pressure 
checked; and answered the questions on current medications and allergies. I was 
taken to a waiting area and half  an hour later moved to a corner of  the recovery 
room where I had a cannula inserted into the back of  my hand. At 2:30pm I was 
told that an in-patient was going in in front of  me but only for a five or ten minute 
procedure.

I had been hoping that my usual consultant would be carrying out the scoping as 
we could discuss the way forward with both the Crohn's and PVT. It would pre-
empt the next gastro appointment.

Finally, at 3pm, an unfamiliar doctor appeared and led me to the procedure room. 
Before starting he asked me various questions about my medical history and the 
medications used. I explained that the recent MRI scan suggested that the Crohn's 
had flared up again in both my large and small intestines and that the colonoscopy 
was expected to confirm this. He went through the list of  potential risks of  the 
procedure; I signed the consent form; and we were ready to start.

I asked for mild sedation so that I remained conscious and  could watch the 
monitor to see if  any inflammation was present. I lay on my left hand side, with 
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my knees drawn up towards my chest, and the camera was stuck where the sun 
don't shine.

It all started well. Surprisingly there was no sign of  any inflammation. The 
camera continued on its way but then reached the splenic flexure (the sharp bend 
where the colon turns to run horizontally across the body). He could not get the 
camera to go any further . He tried withdrawing it a little and then pushing again. 
He asked me to lie on my back to see if  that helped. He asked one of  the nurses to 
press down hard on my abdomen to ensure the large intestine was laying flat. 
Nothing worked. Not wanting to risk perforating the bowel the procedure was 
aborted.

There had never been a problem before so I was puzzled as to what went wrong. 
The "camera experience" lasted about 50 minutes. I was surprised I didn't feel any 
after effects following all that manipulation.

I would need to have the colonoscopy repeated with another, smaller camera. In 
the meantime there was the fallback of  a calprotectin test (stool sample), which 
would give a good indication of  whether the Crohn's was active or not. Maybe 
they would opt for this rather than another camera job. The other alternative 
would be a capsule endoscopy where a small camera, enclosed in a capsule,  is 
swallowed and transmits pictures of  your digestive system as it passes through. I 
would have to wait and see what the plan was.

The following day a letter arrived from Guy's with the date for the MRI scan of  
my liver and spleen. It was set for 5th July. My consultant had asked me to let him 
know when the date had been agreed. I emailed it to his secretary and took the 
opportunity to ask if  I should have the calprotectin test done and where I should 
send the sample.

On Friday I had another trip to my GP's surgery, this time for a blood test. The 
results would be ready on Monday.

Monday 25th June 2012 - time to go back to work. I received a very warm 
welcome. I think my colleagues had accepted that every so often I would have to 
disappear into some medical establishment to get sorted out.
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Mid-morning I made my way over to St.Thomas' to drop off  my calprotectin 
sample at the Central Testing Laboratory.

It was a beautiful day. As I crossed Westminster Bridge the tide was turning giving 
the river a real serenity, something I hoped I would be able to achieve myself. The 
last four weeks had rather dampened my mood and left me wondering what lay 
around the corner. My next encounter with the medical profession would be from 
inside an MRI scanner.

The view looking west towards Battersea

Thursday 5th July 2012 - Guy’s Hospital - MRI Suite - as this scan was to 
look specifically at my spleen and liver there was no need for fasting beforehand or 
drinking any special fluids. The appointment was at 10 o’clock and the letter said 
to arrive 15 minutes early. I checked in at reception and was given the usual 
questionnaire asking about medication, recent operations and any implants I 
might have. With that out of  the way I went into a cubicle and changed into a 
hospital gown.

I was taken into the imaging area and cannulated ready for the marker dye 
required later in the process. I entered the scanner room and lay down on the 
trolley. This time I was laying on my back, going into the machine head first which 
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was a lot more comfortable than the previous scan where I had to lay on my front 
with my arms above my head.

Once the radiographer was happy that I was in the correct position the scanning 
sequence started. Instructions were given via a pair of  headphones. The main one 
being to breathe in, half  breathe out and hold. Because I knew what to expect I 
found this a lot easier to cope with than before. Some patients become 
claustrophobic but I suppose it depends on the size and length of  the tunnel of  a 
particular machine. I had no problems as this one was relatively short and you 
could always see out of  both ends.

The procedure lasted about twenty minutes and was slightly less noisy than 
previously. Halfway through, the radiographer said they were now going to inject 
the marker dye. Usually you can feel this cold liquid coursing through your veins 
but this dye must have reached room temperature as I felt nothing.

The scans could be monitored in the control room to make sure the required 
images were being captured. The interpretation and report would be put together 
by a radiologist and available in about ten days. I had a follow-up appointment 
booked with my consultant for Monday week so I was hoping the result would be 
ready by then.

What were they expecting to find? If  I was now suffering from the early stages of  
PSC they would see some cirrhosis (formation of  scar tissue) in the liver and 
damage or enlargement of  the bile ducts. This was probably linked to the 
oesophageal varices which caused the internal bleeding and prompted this whole 
investigation process. I had read an article about the condition. It was rather 
depressing and concluded that the prognosis was not good.

When I checked my phone I had missed a call from my GP. He wanted to discuss 
the recent colonoscopy report as it recommended an upper GI gastroscopy to be 
carried out locally. Since I had already had this done in East Surrey Hospital, 
during my recent in-patient stay, we agreed I should discuss it with my consultant 
at the forthcoming appointment and we could then decide how to proceed.

He raised the subject of  who would be best managing my treatment. As the 
provider of  Primary Care he could argue that it should be him. Given my fairly 
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unusual combination of  conditions my first choice was to deal directly with the 
individual specialists at St.Thomas’:

• Crohn's - gastroenterologist

• Low platelets and PVT - haematologist

• Oesophageal varices and potential PSC - hepatologist

....but who would co-ordinate the three of  them. Would one consultant take the 
lead? It was a question for the following Monday. By keeping all my care in one 
place my notes would be held on a common data system and my case would be 
discussed at the regular MDMs (multi-disciplinary meetings) 

Monday 16th July 2012 - Guy’s Hospital - Gastroenterology - I had been 
looking forward to this day with a mixture of  anticipation and trepidation as the 
MRI results might confirm PSC. If  that was the case there would be a lot of  new 
factors to be considered and my future would take on a whole new direction, 
potentially needing, yes you’ve guessed, a liver transplant.

The appointment was for late morning. There was time to go into work first. I 
knew I would have an hour or so to wait as the clinic always ran late. There was a 
very good reason - the consultant took his time with each patient. You never got 
the feeling that he was just going through the motions, so to speak, and wanted 
you out the door as soon as possible.

I signed in at reception and waited to be called for weighing. That took around 30 
minutes and I was then ushered into the inner waiting room. After a further 30 
minutes one of  the registrars called out my name. I told him that I wanted to see 
my specific doctor to which he replied "no problem" and put my notes back on top 
of  the pile. Five minutes later I was called in by my consultant.

I had made a list of  all the questions starting with what did the MRI scan show. I 
had re-read the discharge notes from East Surrey Hospital and whilst they 
suspected PSC the tests they had carried out showed nothing. The radiologist at 
St.Thomas’ had been asked to compare the results of  the latest MRI scan with the 
one carried out at the end of  April.
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The comparison report between the 2 MRI scans.

The scan did not show PSC - a great relief. It did however mention a blood clot in 
the right portal vein (running through my liver) which was present on the April 
2012 scan. This was the main vessel in the portal venous system that drains blood 
from the gastro-intestinal tract and spleen to the liver. I wondered why it didn’t 
show up on the ultrasound scan carried out at East Surrey Hospital?

The result was a restricted flow through the portal vein which, in turn, caused 
some of  the blood to be diverted into surrounding veins. They were unable to 
handle the increased pressure and grew new ones in my esophagus. These failed 
and burst. My consultant said he would refer me to a liver specialist and the 
haematologist, already looking into the low platelets, would be asked to sort out 
the clot.

This neatly took us to the question my GP had asked - who would manage my 
treatment so that the various disciplines worked in a joined up way? Answer - my 
gastroenterologist. One less thing to worry about.

A few days prior to the appointment I had taken a sample in for calprotectin 
testing. This prompted my second question - did it show anything? Answer - only 
slight inflammation. This was odd because the MRI scan at the end of  April 
suggested there was a lot of  inflammation. The upshot was that the Crohn's was 
fairly dormant and I wouldn't need another colonoscopy just yet.

Next we moved on to the gallstone that the ultrasound scan had shown up. Should 
I worry about it and did it need to be removed? No to both of  these.

Now for the most contentious one - low platelets. I mentioned that I was confused 
as my former specialist, who was a “world expert” in azathioprine, had written in a 
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letter, back in 2010, that he had asked me to stop taking the drug because of  its 
effect on my platelet count. When I had encountered him again recently, he had 
told me he was not convinced that azathioprine was the cause of  the problem, 
hence my confusion at these apparently diametrically opposed statements.

I wouldn't usually discuss one doctor with another but I felt I should mention the 
very frosty reception I had received and why the bare minimum of  tests had been 
carried out locally during my recent admission. Just enough was done to patch me 
up and discharge me back into the care of  St.Thomas'. My current consultant 
looked very surprised and apologised. I replied that it was not his problem and 
that I was big enough to deal with these things myself, as indeed I had. Subject 
closed.

He had a look through my file to find out when I had last seen a haematologist. 
There was a record of  the appointment in August 2011 but no follow-up letter. I 
was not surprised as I had previously contacted Haematology about the missing 
letter. I knew that I had attended that clinic as I found photographs taken in 
London that day. It looked like it had slipped through the net and was an issue 
that needed addressing at my next appointment.

The final question was regarding the ache I was experiencing around my 
anastomosis. He told me that following major surgery you would expect some 
discomfort and not to worry about it. Since he was clearly quite happy to be 
answering my questions I took the opportunity to ask two that were not on my 
list :

Firstly, is there an average time, following Crohn’s surgery, that you would expect 
to go under the knife again? He replied that studies showed the mean to be 10 
years but he stressed everyone is an individual so it doesn't necessarily follow that 
you will need a further operation at all.

Secondly, was the life expectancy of  Crohn's sufferers affected by the disease? I 
wanted to time my retirement so that there were plenty of  years to enjoy my 
hobbies, but enough savings to pay for them. He responded that Crohn's patients 
have the same life expectancy as the rest of  the population.
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I said goodbye and made my way back to work. When I arrived home that 
evening I suddenly became very tired. I wondered if  the lifting of  the emotional 
stress I must have been under, thinking that sooner, rather than later I would need 
a liver transplant, had allowed my body and mind to finally give in. When I came 
to get up to go to work the next morning I was still exhausted so took the welcome 
option of  working from home. I was a little disappointed that I should feel such 
fatigue as the recent course of  B12 injections seemed to have given me my old 
energy back.

The next medical hurdles would be meeting with Haematology and the liver 
specialist. Hopefully I wouldn't have to wait too long as my consultant had written 
to both of  them requesting appointments.

Wednesday 1st August 2012 - There was a call from Haematology asking if  I 
could make 8th August? I was surprised that I would be seen so soon and to make 
another step along the road to understanding the aetiology of  the new issues or at 
least deciding what further tests were needed.

Overall I was feeling positive. I wasn’t on any Crohn’s medication but did need to 
sort out the blood clot in my portal vein. It shouldn't have been difficult to get an 
appointment with hepatology as they were part of  the gastroenterology 
department but I was not making any progress. My consultant's secretary was on 
holiday, which was not helping, so I contacted the hepatologist's secretary directly 
and left a message on her voicemail.

Wednesday 8th August 2012 - Guy’s Hospital - Haematology 2 - it was 
worth arriving early to allow for the pre-appointment blood test which was a 
prerequisite of  seeing the consultant. 

My usual doctor called me in. I started by asking about the confusion over last 
August’s appointment for which I had never received a follow-up letter. She 
apologised for this oversight which was down to an administrative mistake. She 
clearly remembered me as, when I produced my iPad, she said: "you've got your blood 
test graph on there, haven't you?" and I felt like a nerd.

We discussed the low platelet count and PVT. She recommended that I start 
taking warfarin to thin my blood and try to disperse the clot. This could conflict 
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with my low platelet count but she had a number of  patients, in the same 
situation, who successfully took blood thinners so was not concerned about 
prescribing it.  However, she didn't want me to start until I had seen the 
hepatologist and undergone another gastroscopy to check the varices. Getting the 
hepatology appointment, as soon as possible, took on a new significance

My final question was whether I needed to change my lifestyle, at all, to take into 
account the PVT. "No", she replied.

Thursday 9th August 2012 - GSTT had a policy of  sending their patients 
copies of  the follow-up letters from outpatient clinics. I received such a letter 
referring to the gastro appointment back in July. It wasn't from my usual 
consultant as he had already written a letter immediately after the appointment. 
This new one mentioned ulcerative colitis (UC) and noted that the MRI scan 
showed adhesions and some neo-terminal inflammation. UC was news to me! 
Having undergone two MRI scans that year I wondered which one was being 
referred to. It must have been the one in April but the subsequent colonoscopy 
showed no inflammation. What was going on?

I emailed my consultant and received a prompt reply stating that the letter 
resulted from the multi-disciplinary meeting where they had reviewed my scans. 
UC was a typo but I guess it does mean they still saw some adhesions. That struck 
a chord as I was experiencing pulling sensations around my reversal scar. The 
email also let me know that I would be seeing the hepatologist on 10th September.

Monday 13th August 2012 - over the weekend I had been working out the likely 
timing of  commencing PVT treatment. Back in July I had commented to my 
gastro consultant that by being referred to other disciplines it could easily end up 
being six months before starting. Maybe it was time to give the system a kick. I 
sent another email to ask if  there was anything I could do to speed up the process.

Tuesday 14th August 2012 - the response confirmed that a gastroscopy had 
already been requested and that the hepatologist did not see the need for any 
further tests before starting warfarin. Later that morning I had a call from 
Endoscopy Appointments asking if  3rd September would be convenient for the 
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procedure. Another result! I would be able to discuss what they found with the 
hepatologist when I saw him a week later.

This may well have fallen into place without my intervention, but I was pleased 
that I left nothing to chance. It reinforced my view of  the value the patient can 
add to the process if  they are allowed to take an active part in the management of  
their treatment. The advantages are not just one-sided as I would, potentially, get 
to start the treatment sooner and possibly prevent my health becoming worse and 
requiring even more NHS resources.

Wednesday 22nd August 2012 - I did not get a good night's sleep as the back 
pain from long ago had returned. I hadn't felt like this since before surgery in 
2010. It was difficult to tell if  it was Crohn's or PVT related or as a result of  lifting 
cobble stones into the new pond we were building. I couldn’t face dragging myself  
up to London so it was another day working from home. This was proving to be a 
very welcome option and was very productive.

London 2012

As the London Olympics grew ever closer my lunchtime walks brought with them 
many new sights and sounds. Venues were being prepared. London was in the grip 
of  Olympic fever. The atmosphere was carnival like and the Capital was looking 
at its best.

The Mall decked out with Union Jacks and Olympic flags
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Curiosity

2012 had been the year when my health concerns broadened from just Crohn’s 
Disease. I became curious to know more about PVT, and potential PSC, the 
possible links with IBD and whether there were any indicators in my medical 
history that could have predicted them. I made the decision to look deeper into 
that history to see if  I could find any answers.

As a first step I called in at my GP surgery and requested a copy of  my medical 
records. Now I just needed to find out how far back my hospital notes went and 
how I could obtain them.
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C H A P T E R  14

Rubberband Man

Monday 3rd September 2012 - St.Thomas’ Hospital - Endoscopy Unit 
Not exactly a day out, just a routine gastroscopy......at least that's what I thought. I 
found endoscopies to be the worst of  the procedures to deal with. The only saving 
graces were not needing any prep solution or the need to change into a hospital 
gown. I always chose full sedation but the downside was not being able to drive for 
24 hours afterwards. We needed the car the next day so I took the decision, before 
I went in, that I would only have the throat numbing spray, nothing else.

As usual my wife came with me and we had quite a long wait before they were 
ready. The delay was due to earlier patients taking longer to come round after 
their procedures and there being no spaces left in Recovery. Eventually it was my 
turn. My wife went off  for a walk along the South Bank.

I had assumed that the doctor would just be examining my upper GI tract to see 
what state any varices were in. Wrong! She explained that, if  necessary, she would 
treat them by banding, and for this I would need to be fully sedated. The whole 
procedure would need to be repeated in three weeks time and possibly again in a 
further three weeks. It all depended upon what she found.

Banding, or ligation, is carried out using a special attachment on the tip of  the 
endoscope that consists of  a suction tube loaded with multiple rubber bands. The 
offending vein (varix) is sucked into the tube and a rubber band slipped over it, 
effectively sealing it off. This prevents any further flow of  blood and after a few 
days the vein withers away and the band drops off, never to be seen again.

With the consent form signed and the obligatory cannula inserted into the back of  
my hand I climbed onto a trolley and after a few minutes was wheeled into the 
procedure room. The team introduced themselves and prepared the endoscope.

As this is a procedure that will crop up many times in future chapters maybe this 
would be a good time to describe it in some detail. It can be distressing and there 
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is the added risk of  complete sedation so your vital signs are monitored 
throughout. There’s an armband to measure blood pressure, a finger oximeter for 
checking blood/oxygen levels and a supplemental oxygen supply delivered via a 
nasal tube.

I was asked to roll over onto my left side to face the endoscope with a pillow 
placed behind my back as support. In the meantime the doctor was calculating the 
amount of  sedative required and preparing the syringes for injection into the 
cannula. It was now time for the final preparations.

The penultimate action was to numb the back of  the throat with xylocaine spray 
which had the distinct flavour of  burnt bananas. I hadn’t really noticed the taste 
before but this time it turned my stomach. Finally there was a plastic mouthpiece 
placed between the teeth that acted as a guide for the camera. This was equally 
unpleasant.

The doctor injected the cocktail of  sedatives into the cannula.....

I was lying in Recovery and by now my wife had returned from her walk. When I 
had come round sufficiently I was given a copy of  the gastroscopy report that 
would be sent to my GP. The doctor had found three large varices with high risk 
stigmata and had applied six bands to them. (In layman’s terms there were three 
locations that showed signs of  having bled and were likely to do so again).

The nurse told me that I must only have liquids for the next 24 hours and then 
three days of  "sloppy" food. Maybe it's a man thing, but the sandwiches I had 
brought with me looked very appetising. I waited a while then tucked in, ignoring 
the nurse's advice. Stupidity would be the best description of  my actions because it 
did hurt swallowing.

When we got back from London I did the second stupid thing - got in the car and 
drove home from the station. It was only afterwards that I read the advice leaflet 
that pointed out that your insurance is invalid during the 24 hours following 
sedation. I wouldn't do that again either.

On the endoscopy report the top image showed the varices halfway down the 
oesophagus; the bottom image showed two that had been banded.
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Gastroscopy report

That evening I was aware of  losing a little blood, which was only to be expected, 
but it did lead to a sleepless night worrying about whether we should still go out to 
all the places we had planned for the rest of  the week. In the end I resolved "...not 
to let Crohn's, or any other conditions, rule my life" and decided we should go whatever.

Monday 10th September 2012 - St.Thomas’ Hospital - Hepatology - after 
a quiet weekend it was time for yet another visit to St.Thomas', this time to see the 
hepatologist. It was my first appointment with a liver specialist and gave me a 
chance to discuss this new area of  my health. I had come up with a list of  20 
questions.

173



The new outpatients’ waiting area at St.Thomas

The outpatients' clinic had moved to a brand new building. The waiting area was 
now large, light and airy, complete with a coffee bar. I signed in by scanning the 
barcode on my appointment letter and took a seat whilst waiting for my name to 
appear on one of  the many, large display screens. I didn't have to wait long and 
went off  to the room number indicated. Unfortunately it was only to get weighed 
and I was soon back in the main area awaiting the reappearance of  my name.

After 30 minutes it was my turn to meet the consultant. He apologised that it 
would take him a little time to read through my notes and build up a picture of  
what he would be dealing with. I produced my list of  questions.

He asked when I underwent my first operation. I explained about my emergency 
admission to hospital in June 1979, with suspected appendicitis and the perforated 
bowel that had leaked into my body cavity. He said that it was possible the blood 
clot had formed in my liver all that time ago but had only recently started to cause 
problems. It was a known side effect of  peritonitis. This would also explain the 
enlarged spleen (splenomegaly).
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The long list of questions for the hepatologist

He discussed sending me for an ERCP (Endoscopic Retrograde Cholangio-
Pancreatography) scan and a liver biopsy but opted to go for a comprehensive 
blood test first before deciding what to do next. He would want to see me in 
another six to eight weeks and was booking a Fibroscan to measure any liver 
stiffness. I checked my list of  questions to make sure they were all answered.

I came away from the consultation a lot happier than when I went in. Previously I 
had done what most people do when faced with a new diagnosis - look up the 
prognosis on the internet. I searched on “PVT and Crohn’s” and the first page I 
found started with the words: "If  the patient survives...." Not a good start and I was 
only partly comforted by realising that the article was written many years ago and 
hoped that treatment must have moved on since then. Clearly PVT was serious 
but not as bad as the PSC that was first mentioned. If  I was to suffer another 
major bleed from the varices it would be a question of  how quickly I could get to a 
hospital and have a transfusion. The current banding sessions should get rid of  the 
varices or a least delay the next bleed. It would be like living with an internal time 
bomb but not being able to see the clock counting down.

The varices could also form further down the GI tract but would be less likely to 
bleed. I thought about asking the doctor to provide a letter that explained the 
diagnosis in the hope that it could save vital minutes if  an emergency happened.

I went off  to find the endoscopy appointments desk and agreed the date for my 
next banding session - Thursday 27th September - and then off  to the blood test 
section where they took eight phials of  blood, a new record.
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Wednesday 12th September 2012 - I had been online to find out how to 
obtain copies of  all my health records, filled in the necessary forms and sent them 
off, with payment, to Croydon and Surrey Health Authorities.

The first delivery arrived from Surrey and Sussex NHS Trust. The records came 
in two packets and had to be signed for. In the first one there were hard copies of  
all my notes from 2000 onwards; the second, smaller package, contained two CDs.

The first CD was labelled x-rays and CT scans. Very interesting but I really didn't 
have a clue what I was looking at. The second CD contained scanned copies of  all 
the clinic and in-patient notes. From a quick read through I was already learning 
things that I either didn't know or couldn’t remember. The next step would be to 
go through in detail as I wanted to see if  there were any definitive clues as to how 
I ended up with PVT.

The complete set of medical records

Sunday 23rd September 2012 - We returned from a few days spent in the New 
Forest and a copy of  the follow-up letter from the liver specialist was waiting. It 
confirmed our discussion regarding Portal Vein Thrombosis and the possible link 
with peritonitis from the perforated bowel in 1979. The letter included these 
words: "I suspect that ……the resultant splenomegaly has been the main cause of  his low 
platelet count and certainly the cause of  his oesophageal varices. I suspect that azathioprine is 
blameless". It also went on to say: "he is in the process of  having his varices obliterated and 
had some quite juicy ones when endoscoped a week ago". Was “juicy” a recognised medical 
term?
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The word “blameless” got me thinking. Up until then the general consensus had 
been that the low platelets were a side effect of  taking azathioprine. I now had 
copies of  all my blood test results and wondered if  a graph of  dosage against 
platelet count would show a pattern emerging. I plotted these two sets of  data but 
could see no obvious correlation. It was somewhat frustrating that there was no 
clear cut explanation.

Thursday 27th September 2012 - St.Thomas’ Hospital - Endoscopy Unit 
Another session of  variceal banding. We knew exactly where to go to get booked 
in. After five minutes I was called by one of  the nurses and the pre-endoscopy 
procedures started. The good news was that there was only one patient in front of  
me so she inserted the cannula. It was certainly a lot quieter on a Thursday. I said 
goodbye to my wife and told her I would be ready for collection in a couple of  
hours.  She went off  to visit the nearby Garden Museum, next to Lambeth Palace.

I was led to a small cubicle and waited for the doctor. When she appeared I 
recognised her as the one who had carried out the previous banding. She asked 
how I'd been feeling since last time and if  I had any questions. I asked why are you 
only allowed liquids after the banding? Was it purely because it would hurt or was 
there a medical reason? She explained that the rubber bands placed around the 
varices might become dislodged, too early, so it was liquids only for the first 24 
hours and then three days of  sloppy diet. I replied that this time I would heed her 
advice. She gave me a very "old fashioned" look!

She would see how effective the previous banding had been and then place any 
new ones required. I might need to be booked in for a third session in another 
three weeks’ time. I was wheeled into the procedure room, connected up to a 
blood pressure monitor and oxygen supply. I couldn’t escape the burnt banana 
spray but at least the mouthpiece was inserted just as I lost consciousness. The 
doctor injected the sedative with the words: "you're going to feel a little drowsy".

The procedure took around 15 minutes and I was soon waking up in Recovery. I 
had needed further banding so a third session would be required. Compared with 
last time I was in quite a bit more discomfort and slightly wobbly on my feet.
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Before leaving the hospital I booked Obliteration Session 3. I was able to choose 
the most convenient date. Given that today's clinic seemed very quiet I chose 
another Thursday. It had the added advantage of  still being able to go to work for 
the first three days of  the week and then spending a long weekend recovering.

That evening the discomfort continued and I took a couple of  paracetamol to 
relieve the pain. The report for the session stated: "....may experience some mild chest 
discomfort".

Gastroscopy report

Friday 28th September 2012 - I started to write up an account of  the previous 
day’s procedure for my blog. Each time I thought about the burnt banana spray 
and mouthpiece I would get a sick feeling in my stomach and at the back of  the 
throat. I needed to mentally confront this issue now so that I was over it in time for 
the next banding session. I’ve mentioned before that I surprise myself  how laid 
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back I can be about hospitals, procedures and appointments; I didn't want to spoil 
it for a relatively minor issue.

Whether it was wise or not, I decided to Google “varices” and “banding”. The first 
study I came across said that for 70% of  those who have a variceal bleed it will 
happen again and for a third of  those it will be fatal. If  I have the maths right :

70% x 33% = 23%

or, in other words, for almost a quarter of  patients, who suffer an initial bleed, the 
condition will end up killing them. These didn't sound like very good odds to me. 
My analogy of  living with a time bomb seemed very apt. What the study didn't 
explain was what proportion of  the patients already had severe liver damage. I 
appeared to have avoided that, so far. The forthcoming Fibroscan test would 
measure the level of  any cirrhosis.

Tuesday 16th October 2012 - the CT scan images dating from 2008 and 2009 
had been the final pieces of  evidence confirming that surgery was an inevitability. 
So far I had only been able to view individual images but had now found some 
free software that enabled me to convert them into sequences, albeit only in black 
and white. 

My wife was singularly unimpressed by my efforts at producing moving images, 
although that may have been because we were having dinner at the time. I 
thought they would prove of  great interest to my colleagues at work the next day, 
but they didn’t. If  anything they had completely the opposite effect.

Thursday 18th October 2012 - St.Thomas' Hospital - Endoscopy Unit

Unlike my previous visit on a Thursday the clinic was busy and I didn't get called 
in to the preparation room until well over an hour later than the scheduled time.

It was a different doctor from the one I had seen previously so he asked a few 
background questions. I wanted to know if  this was likely to be the last banding 
session to which he replied that it would depend on what he found. Once they 
were happy that banding had been successful I would need yearly endoscopies to 
check.
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Almost immediately I was wheeled into the theatre. I had overcome my issues with 
the taste of  burnt bananas and the mouthpiece as I remember little until waking 
up, about 30 minutes later, in Recovery.

The nurse came over to see how I was and gave me a copy of  the report. Further 
banding had been carried out and therefore I would need yet another scoping in 
four weeks’ time. Not what I wanted to hear but I was getting used to it by now. 
Maybe I wouldn't need the banding next time. Disappointingly the doctor hadn't 
taken any pictures so there was no report to take away.

It wasn't long before I was allowed down to the seated recovery area where my 
wife joined me and we set off  to catch the train home. Overall I was out of  the 
hospital earlier than the last time. Swings and roundabouts.

Monday 12th November 2012 - St.Thomas’ Hospital - I arrived at the new 
Outpatient Centre to find the fire alarm sounding and everyone evacuated (not 
sure that sounds right for a gastroenterology clinic). After a couple of  minutes we 
were allowed back in, with the alarms still screeching. I scanned my barcode at the 
self  check-in and took a seat. It was difficult to concentrate on anything because 
you had to constantly glance up at the large screens to see if  your name had now 
appeared.

Appointment No.1 - 9:00 am - Fibroscan - a non-invasive alternative to a 
needle biopsy that worked by passing a mechanical pulse through the skin and into 
the liver. The velocity of  the wave, measured by ultrasound, directly correlated to 
the stiffness. The stiffer the liver, the greater the degree of  fibrosis.

I lay on the bed with my right side exposed and right arm above my head. The 
probe was placed against my flank and triggered to send the pulse. This was 
repeated ten or so times and the aggregated scores gave an average value of  7.2. 
The nurse said that up to 5 was normal and above 12 would cause concern. My 
value showed that there was some fibrosis but not enough to worry about, yet.

Appointment No.2 - 9:20 am - the Liver Specialist. Unfortunately the very 
clever self  check-in system could not cope with two appointments in one go so I 
had to go to the reception desk to book in for the second one. I was soon called in 
to get weighed - 91kg - the heaviest I had ever been. I needed to do something 
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about this. I returned to the waiting area where the screens were displaying: "All 
clinics are running within 30 minutes of  appointment times". They lied.

As it was only the second time I had seen the hepatologist he took a while to get 
up to speed with my notes. He was searching for a follow-up letter from my last 
haematology appointment back in August, but without success. No surprise really 
as it was the second time this had happened. I would take it up with the 
haematologist when I saw her at Appointment No.3.

The Fibroscan had shown some fibrosis so he wanted me to undergo a proper liver 
biopsy. Because of  my low platelet count he was hesitant at using the normal 
method of  inserting a needle between the ribs and directly into the liver. The 
procedure could cause bleeding and my lack of  platelets might prevent it from 
clotting properly. He was therefore booking a transjugular biopsy and expected 
that I should get an appointment before Christmas. It would   involve feeding the 
biopsy needle down a vein from the shoulder area into the liver. If  there was any 
bleeding it would be directly back into the vein. I wondered if  I would be sedated 
or just have a local anaesthetic. The thought of  having a tube fed down a vein 
brought back memories of  the feeding tube in Croydon General Hospital.

Before my appointment I had thought about what my “hoped for” outcome would 
be. I had expected the Fibroscan to show that my liver was normal. The result 
gave me new things to think about and questions to ask.

I was given a form to have a blood test but knowing there was usually a long wait 
at that time of  day I decided to make my way home via St.Thomas' that evening 
and have it done there. The walk would give me some much needed exercise.

Wednesday 14th November 2012 - Guy's Hospital - Haematology 2

I checked in and found that the receptionist already had my name written down 
on a piece of  paper. The doctor was keen to see me! With that my consultant 
appeared and said: "Come with me. We need to talk". A bit ominous.

She explained that I didn't need to be examined so instead of  going into a 
consulting room we went into a small side office and sat down. She apologised for 
not having produced a follow-up letter from my previous appointment and 
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explained the cause of  the problem. As it had not affected my ongoing treatment, 
as I would not have started any new medication until my varices had been treated, 
I decided not to pursue it further as long as a letter was finally written.

We discussed Crohn's, spleens, liver fibrosis, blood clots, platelets, misleading 
information on the internet and warfarin. It gave me a better understanding of  
the relationship between the various conditions. As she pointed out, the Crohn's 
seemed to be under control at present so the emphasis, for now, should be on 
deciding when or whether I should start on warfarin as a long-term treatment to 
discourage further clotting. To help with this decision we needed to know exactly 
what state my liver was in. The priority would be to prepare me for the 
transjugular biopsy.

One of  the guidelines for carrying out the test was a platelet count of  at least 80. 
On the previous Monday I had been measured at 72. She commented that we all 
tend to get hung up on numbers and, in her opinion, I would be fine, but the 
guideline had to be followed. Some action was needed if  the procedure was to go 
ahead. A four-day course of  a steroid, with a long name that I couldn’t remember, 
could be given and had been shown to boost platelets in the short term. 

Once I had the date for the biopsy I needed to contact Haematology and arrange 
for a blood test to see if  I was still below 80. If  so I would need to collect a 
prescription for the steroids and start taking them five days before the procedure. 
Three days after commencing I would need a further blood test to ensure the 
platelets had risen. Because timing was key she asked me to contact her and her 
secretary directly so the process could be put in motion. She wouldn't normally 
ask a patient to contact her by email but in this case she didn’t want the procedure 
to be delayed.

I had my obligatory list of  questions with me and most were answered in the 
course of  our conversation but it left two outstanding. The first one was did she 
have any other patients with my combination of  conditions? "No". I was on my 
own with that one.

Question number two- what was the long-term prognosis for my health? I was 
getting close to the point where it would be feasible to retire. I needed some 
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guidance on what the future could hold. She replied: “if  I could tell you that, I should 
be in another job”.

When I arrived home I looked up “transjugular biopsy” and found that 
St.Thomas' had produced a leaflet about this procedure. It read :

"Trans-jugular biopsy is done under ultrasound and X-ray guidance. Local 
anaesthetic is injected into the right side of your neck. When your skin is numb a 
small catheter is introduced through a vein in your neck. The catheter is 
manoeuvred into the liver under X-ray guidance. When the radiologist is satisfied 
with the position, a small piece of tissue is taken from the liver. This is sent for 
microscopic examination.

You will need to stay in bed for four to five hours, or as instructed by the nurse. 
You will need a responsible adult to take you home by car or taxi. We do not 
recommend that you use public transport as it is unsafe if you feel unwell."

Another new experience. One that I wanted to get over as soon as possible, so I 
emailed my hepatologist to find out who I needed to speak to about getting a date 
booked. Not being able to use public transport would be a problem so it might be 
worth seeing if  they could provide a bed for the night.

Saturday 17th November 2012 - after another couple of  days in the New 
Forest we returned home to find two letters from St.Thomas'. One for a follow-up 
Haematology appointment in January and secondly the biopsy appointment for 
12th December. It was headed "Fluoroscopic Guided Biopsy" so I was none the wiser 
as to whether this meant conventional or transjugular. It would have to wait until 
Monday to clear that up. There was also a blood test form enclosed but, 
unfortunately, it was for another patient. Something else to sort out.

Monday 19th November 2012 - I emailed the haematologist to let her know the 
date for the biopsy and copied in my hepatologist as I wanted to clarify the type of  
biopsy that was in prospect.

In the afternoon he replied explaining that it was a normal biopsy carried out 
under ultrasonic guidance. I realised however that the method could change if  a 
blood test showed my platelets were still under 80. A couple more emails arrived 
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from the haematologist explaining that a blood test had been requested 
electronically and that I should have it done on 3rd December. There was no 
mention of  the short course of  steroids to boost my platelets.

Tuesday 20th November 2012 - St.Thomas' Hospital - Gastroenterology

My first port of  call was Interventional Radiology to talk to one of  their doctors. I 
explained about my borderline platelet count and asked if  80 was a hard and fast 
rule for deciding which type of  biopsy I would undergo. He replied that they 
would decide on the day. The judgement would e based on the blood test results 
and an ultrasound scan.

I also told him that it would be difficult for me to be driven home from St.Thomas' 
as it would take a long time, probably two hours, to get through the South London 
traffic. He reiterated the advice given in the biopsy leaflet that they did not 
recommend using public transport in case there was a problem. The problem 
being that the puncture created by the biopsy needle could start bleeding, even 
though they kept you in the unit for up to six hours before allowing you home. I 
asked if  it would be possible to stay in hospital overnight as that would mean my 
wife would not need to accompany me. He replied that I would need to ask my 
hepatologist about that.

I then made my way to the outpatients’ waiting area in the adjacent block, ready 
for my gastro appointment. It followed the usual drill - scan barcode; take seat and 
watch large screen until name appears; go to room 15; get weighed; return to seat 
and wait for name to appear again.

I knew that a late afternoon appointment would inevitably lead to a long wait and 
I was right. The clinic was running one hour late. When my name finally 
appeared on the screen I started to make my way to the designated room and, as 
often happened, was met by one of  the registrars. I explained that I wanted to see 
my usual consultant as this wasn't a routine appointment. The registrar asked me 
to return to the waiting area and 15 minutes later it was time to see the main man.

I brandished my list of  questions. My main reason for requesting the appointment 
was to discuss the continued ache I had been getting in the area of  my reversal 
operation and to ask whether I should be on a maintenance dose of  azathioprine.
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As the last colonoscopy was incomplete we decided I should have another one to 
find out exactly what was going on beyond the splenic flexure.

Thursday 22nd November 2012 - St.Thomas’ Hospital - Endoscopy Unit

The Endoscopy Unit was starting to look very familiar to my wife and I. Having 
booked in we sat in the waiting area and watched whilst a couple of  other patients 
turned up and were taken into the sideroom to answer the pre-procedure 
questionnaire. I was starting to get a little worried that I had been forgotten so 
went back to the reception desk only to find I hadn't been checked in properly! 
Very frustrating.

I made sure I was the next to be called. My wife went off  for a walk in St.James's 
Park. I was taken into the preparation area and cannulated. The doctor came over 
to discuss the procedure and get the consent form signed. He asked me if  I usually 
felt the banding whilst it was being carried out. I replied: “No” as I was completely 
sedated. "Right, we'll give you the same dose of  sedatives as before.”

Another few minutes and the procedure commenced. Once again I remembered 
little of  what went on and half  an hour later I woke up in Recovery. On previous 
occasions I could feel some pain in my esophagus but this time nothing. Was this a 
good sign? The nurse came over to see how I was and told me that I hadn't 
required any further banding. Excellent! No liquid or sloppy diet for the next four 
days and no need for a repeat procedure until the same time next year. My wife 
returned from her walk and was shown into the Recovery waiting area. Once I 
had been handed a copy of  the gastroscopy report and had the cannula removed 
we were free to go.

On the way out I arranged a date for the colonoscopy - 20th December. I then 
returned to the Endoscopy department to pick up the sachets of  prep and to run 
through the timings for taking them.

Friday 23rd November 2012 - With the five appointments over, there was just 
one last thing that needed sorting out - the forthcoming biopsy on 12th December. 
The previous afternoon I had emailed my three consultants asking whether I 
should take the short course of  steroids to boost my platelets and if  I could use 
public transport to get home. My hepatologist replied with the criteria for being 
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able to travel by train. Unless there were complications on the day then I could 
meet all of  them. The last piece of  the jigsaw was in place.

The liver biopsy would be a new experience and I will admit to a small amount of  
apprehension. Needles themselves didn’t worry me per se, it was more the 
uncertainty over which route they would use and whether I would be able to travel 
home by public transport.
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C H A P T E R  15

Bad Medicine

Monday 3rd December 2012 - Guy’s Hospital - Haematology 2 - the 
countdown to the liver biopsy started with a trip over to Guy's. I explained to the 
receptionist that I needed to have a blood test and to collect a prescription. 
Because this was an ad-hoc arrangement I didn't appear on any list so the 
receptionist would need to contact my consultant's secretary and asked me to take 
a seat.

I must have been there about 20 minutes and was on the point of  going back to 
the desk when my consultant appeared. She caught sight of  me and asked if  I’d 
had my blood test yet. I told her that there seemed to be a slight problem. I also 
mentioned the prescription for steroids to which she replied that I might not need 
them if  today's count was over 80, but I should go ahead and get the tablets as a 
precaution. She would email the results to me later.

The receptionist came over and they sorted out the situation. Shortly afterwards I 
was called in for the blood test and my consultant appeared with the prescription.

I now had a name for the steroid, dexamethasone. It was a lot more powerful than 
the prednisolone I had been used to. A sort of  “steroid on steroids”. The theory was 
that a short, high dose for four days would boost my platelet count but without the 
side effects of  taking it at a lower dose over a longer period.

The prescription was for 40mg/day. I took it down to Pharmacy. I knew from past 
performance that if  there was a slow department it would be that one. I asked how 
long before it would be ready for collection and was told around 45 minutes, 
which was positively speedy. I had heard tales of  several hours at other hospitals! I 
remembered my discharge from East Surrey Hospital being delayed nearly 5 
hours waiting for the required tablets to be dished out.

I don't like hanging around in crowded waiting rooms so went for a walk along the 
Thames and took some pictures, of  course. It was grey and cold outside.
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I hadn't walked down to Tower Bridge for many years and was surprised by all the 
buildings that had sprung up along the South Bank. Quite impressive but turning 
my gaze northwards, across the river, it was a different story. The individual 
buildings are impressive but the whole effect of  them, en masse, is a mess.

HMS Belfast on a very gloomy day

When I returned to Guy’s the tablets were ready. The pharmacist said there was 
one thing he needed to point out. The daily dose had to be taken in one go, after 
breakfast. Unfortunately the largest denomination tablet available was 2mg so I 
would need to take 20 tablets in one hit!

That evening I kept checking my email and just gone eight o'clock I got 
confirmation that my count was now 75. The steroids were needed and I should 
take the first dose in the morning as the effect peaks four to six days after starting 
them. My consultant said that if  I needed a further blood test it could be done on 
the day of  the biopsy. She copied the email to my gastroenterologist and asked 
him to arrange for a supply of  platelets to be available, just in case they were 
needed. She had previously explained that the body builds up its store of  platelets 
and then reacts to an event, such as a biopsy, which causes the level to drop. In my 
case it might be necessary to boost this level once the procedure was over.

Tuesday 4th December 2012 - I decided to work from home to keep an eye on 
any side effects that might follow starting the dexamethasone. After breakfast I 
popped the 20 tablets from the foil and swallowed them all in one mouthful. A 
new record for me.
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I had been thinking about the plan to have a blood test on the morning of  the 
biopsy. That would be cutting it too fine as the procedure was planned for 9:30am 
and wouldn't give much time for the results to come back. I emailed the 
haematologist thanking her for her efforts and asking if  it might be a better idea 
for me to call into St.Thomas' on Monday or Tuesday to get the blood test out the 
way. Could she put a request on the system? I received a positive response so that 
was another trip to be added to my diary.

The last thing to do was ring Interventional Radiology and make sure that if  I 
turned up unaccompanied for the biopsy they would still go ahead on the 
understanding that I would be escorted home. That would be OK. I also asked 
how soon I could be driving after the procedure and was told that it will depend 
on what happens.

Having been trying to manage the uncertainty out of  the process it looked like 
some things would to wait until the day - the type of  biopsy used; the recovery 
time and the recuperation time.

Wednesday 5th December 2012 - Up to London today for a work meeting. I 
popped the next 20 tabs of  dexamethasone and waited to see if  any side effects 
appeared.

In line with my new fitness regime, triggered by the recent 91kg weigh in, I 
decided upon a lunchtime walk. At around eleven o’clock I started to hiccup, not 
many, just in ones or twos. I put it down to eating a sandwich too fast, thought no 
more about it and went out for the walk, heading for Hyde Park. As I made my 
way back to work I noticed the hiccups had returned. I'm not sure how to describe 
them - they were triple ones but all at the same time!

Luckily they stopped before my commute home otherwise I’m sure I would have 
been getting some very funny looks. After dinner, that all changed. They became a 
lot more frequent so I Googled "dexamethasone" and "hiccups". Maybe I should have 
widened the search to “all side effects”. There were many entries from people who 
had been on a similar high dose regime and suffered the same problem with 
varying degrees of  severity. There was another medication that could counteract 
this side effect but by the time I could have seen my GP the the steroids would be 
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finished. I would just have to grin and bear it, hoping that they stopped before 
bedtime. Rather worryingly one patient reported that he hiccuped for a week and 
was exhausted by the end of  it.

At around half  past ten I managed to doze on the sofa and miraculously the 
hiccups disappeared and didn't return. My wife decided not to disturb me so I 
woke up at three in the morning and made my way to bed.

Thursday 6th December 2012 - no work today. I had a dental appointment 
planned and was wondering what would happen if  the hiccups returned with a 
vengeance during my visit. I was keeping my fingers crossed!

They kept at bay until eventually returning at the same time as the previous night 
and then continued until 1:30am. I didn't get much sleep and side effect No.2 
appeared - my eyes started aching.

Friday 7th December 2012 - I managed to get a little sleep when the hiccups 
stopped but then had an early start to drive to Leatherhead to work for my other 
client. I took my final dose of  20 tablets. Side effect No.3 arrived - dulled taste 
buds.

I suffered the odd hiccup during the day but just after 10:30pm they were back in 
full force and continued for another four hours. It was strange how predictable the 
start time had become. I wondered if  it would happen again the next night now 
that I had taken the last of  the tablets.

Saturday 8th December 2012 - the side effects were getting worse! Taste buds 
now shot, eyes aching and difficult to focus. I had been hoping that things would 
start to improve. Roll on Monday when I would have a blood test and, if  I was 
lucky, my platelet count would have shot upwards.

Sunday 9th December 2012 - I was feeling decidedly odd, flu-like and light-
headed. I just took it easy all day. I would be going to London the next day so 
needed the rest to make sure I was fit enough for the trip. At least the hiccups had 
gone but my digestive system seemed to have woken up and I was ravenous. So 
much for my fitness regime, I had gained 2kg since Friday.
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Monday 10th December 2012 - with the planned trip to London for the blood 
test it seemed like a good idea to combine it with a day at work and get paid. I felt 
better out in the cold air as it cleared my head. Having intended to find a corner 
on the train and try to get some sleep but bumped into an old colleague and we 
talked all the way up to Victoria.

I felt quite surreal walking from the station to my office, definitely not right. When 
I arrived at my desk I really lost it. A co-worker, with a particularly loud and 
grating voice, was just too much. I'm not known for being polite or tactful but I do 
usually know where the acceptable limit is. Not that day. Much to the amusement 
of  one of  my colleagues I went into “no inhibitions” mode. Suggesting that a co-
worker should stick a bag over her head probably contravened my client’s code of  
conduct and I could well have ended up being booked onto the next diversity 
course. My colleague quickly ushered me into the next office.

It was short lived and I did apologise to most of  those who had witnessed this 
unforgivable lapse. I had never known anything like this before so Googled 
“dexamethasone side effects” and came up with the following :

“Increased irritability, increased appetite, insomnia, fluid retention (including swollen ankles and 
feet), muscle weakness, increased blood sugar.” I could certainly vouch for the first three.

With the incident behind me I set off  to St.Thomas' for the blood test. Given my 
record, I was wondering if  there would be any further problems such as no request 
sent to phlebotomy. I shouldn't have worried. The wait was quite short and I had 
soon given up some blood.

The Millennium Wheel and County Hall
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It was a gorgeous London winter's day. Ideal weather for taking some pictures 
from Westminster Bridge on the way back to the Tube station. The trip must have 
done me good because I returned to my office in a lot calmer mood.

When I arrived home that evening I thought it would be worth emailing 
Haematology just to alert them to be looking out for my test results.

Tuesday 11th December 2012 - I didn’t want to risk another trip to London so 
worked from home. I needed to be ready for the biopsy. Just before nine o’clock I 
received the email I had been waiting for. The haematologist had attached a 
screen shot showing my last three blood test results -

The line to focus on was PLT and it was not good news. Not only had the 
dexamethasone failed to improve the platelets but the count had dropped still 
further and at a greater rate of  decline. They would need to make sure that there 
was a pool of  platelets available tomorrow in case the puncture wound, from the 
biopsy needle, started to bleed. I responded to the email and made sure I copied in 
both my other consultants so they were aware of  the situation. I left it that unless I 
heard to the contrary I would be up at St.Thomas' early the next morning. It 
would mean making an early start and the forecast was for the temperature to 
drop to minus five degrees overnight.

Blood test results
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Wednesday 12th December 2012 - Guy’s Hospital - Haematology

After what seemed like a very long wait, the day of  the liver biopsy had finally 
arrived. I had all the bases covered. What could possibly go wrong? This would be 
a standard procedure that was carried out every day but for some reason I had 
found the thought quite daunting. It wasn’t the procedure itself, although one 
description I found stated: "...liver biopsy may be an essential part of patient 
management, it is an invasive procedure with a relatively high risk of 
complications". I was more concerned by the uncertainties due to low platelets.

The start time was set for 9:30am. The letter said be there 30 minutes earlier to 
get prepared. I would not be allowed to drive for 48 hours after the procedure so 
organised a lift down to the station. I also needed to be escorted on the journey 
home so my even longer suffering wife accompanied me yet again.

It must have been the coldest night of  the winter so far, minus six. We made it 
down to Redhill just before 8 o’clock. Now I knew why I usually commuted earlier 
than that. The train was heaving, no seats free. Standing room only all the way to 
London.

We arrived at St.Thomas' well before nine and made our way into the warren 
called Interventional Radiology. I booked in with one of  the nurses and we were 
shown to a waiting room. The nurse came back with the consent form to start 
filling out and then disappeared.

The brain seems to have an uncanny knack of  being able to subconsciously listen 
to background noise and pick out important words that you need to hear. About 
ten minutes later I was in just that situation. My name surfaced out of  the general 
hubbub together with: "Where is he? They've been looking for him for 20 
minutes". A little bit disconcerting. We sat tight and the administrator appeared 
and said: "Your platelets are very low and they are concerned about the 
procedure. You were expected in last night to get prepared. Did anyone call you? 
They're going to try and ring you now on your mobile". I’m not sure what the 
purpose of  calling me there and then would serve but my phone remained silent. I 
checked to see if  I had missed any calls at all in the last 24 hours. The list was 
empty.
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I could see the wheels coming off  the wagon. Luckily I had printed off  a copy of  
the email trail which explained who I had spoken to and what I had done to make 
everything, supposedly, run smoothly. I explained all this to the administrator. She 
disappeared for a while and then returned to say that they were waiting for a call 
from one of  the doctors to see how they wanted to proceed. By now we were 
approaching half  past nine and I could see my slot disappearing.

After a few more minutes the nurse re-appeared and attached a barcoded 
wristband. That was a good sign. Then another nurse appeared with hospital 
gowns and slippers but told me not to put them on until the doctor had run 
through the consent form and I had signed it.

A few more minutes and the doctor appeared. Good news. The procedure was 
going ahead and because my platelet count was not “too” low they were going to 
do a standard, plug biopsy, not use the transjugular route. The standard route 
would take the needle directly into the liver and, when withdrawn, a plugging 
agent would be introduced to block the puncture wound, hence the name.

She went through what they were going to do during the procedure and what the 
various risks were. The main ones - bleeding from the wound, damage to the 
biliary ducts and not getting a good enough sample, therefore needing a further 
procedure at a later date. I signed the form and then changed into the gowns. 
Being an upper body procedure I only had to strip to the waist.

A walk over Westminster Bridge
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I said goodbye to my wife and she set off  to visit the National Gallery and then do 
some shopping in Oxford Street if  there was time. She took my camera with her 
as, by now, it had turned into one of  those cold, crisp winter days that makes 
London a pleasure.

Back in Interventional Radiography I entered the preparation area to have a 
cannula inserted. Straight into the vein in one go. Just gone 10 o’clock I was taken 
down to the theatre and laid on my back on a trolley with my arms over my head. 
Two doctors introduced themselves and proceeded to scan the liver area with an 
ultrasound probe. They discussed the best entry point and route for the needle. 
Once they were happy with where it was going one doctor took over and it was 
time to prepare for the insertion of  the biopsy needle. The area was cleaned down 
and a sterile sheet stuck in position with an opening at the puncture site. All was 
ready for this new experience to start.

First, local anaesthetic was injected around the area to deaden the nerves. The 
biopsy needle was then slowly introduced through the skin, guided by ultrasound. 
There was one point when a short, sharp pain shot through my lower abdomen. I 
later found out that it marked the point when the needle passed through the outer 
membrane of  the liver.

I was expecting the needle to go straight in, take a sample, and then quickly be 
withdrawn. In practice the process took a lot longer whilst the needle was slowly 
guided into position. Every so often I was getting another sharp pain in my 
shoulder. I've learned not to be brave and keep quiet, as the pain may indicate a 
problem. I told the doctor what was happening and she adjusted the needle 
position accordingly. I don't know exactly how long the whole procedure took, 
probably 50 minutes in all. It was quite a relief  to hear the words "all finished".

I was told to roll onto my right side as this applies pressure to the wound and helps 
it to seal. I was wheeled back into the Recovery Room and the nurse explained 
that I had to stay there, on my side for two hours. After that I would be able to lie 
on my back, eat and drink but would need to spend a further two hours before I 
could go home. I was wired up to a blood pressure/heart rate monitor and every 
few minutes one of  the nurses would check to make sure everything was on track. 
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I rang my wife to tell her what time I could be collected and then settled down for 
the two-hour wait before eating.

I had assumed that when the nurse said: “stay on your side for two hours” that she 
meant to add: “but you can still visit the bathroom”. Wrong! I did ask about taking a 
comfort break but was told I had to remain on my side for the full time. I was 
starting to get desperate, made worse by knowing I was forbidden to move. The 
nurse helpfully brought me a bed bottle but I found it impossible to use given the 
angle I was lying at. There was nothing for it but grin and bear it.

Finally the first two hours were up and I could make a dash to the bathroom. 
When I returned I still had another two hours to kill, this time lying on my back. 
An NHS Snack Box was waiting for me. I had never seen one of  these before. It 
contained sandwiches, crisps, yogurt, fruit juice and a chocolate biscuit.

I had some questions, mainly to do with how I would know if  something was 
going wrong over the next few hours. The nurse patiently explained the potential 
signs of  trouble and answered some of  my more general questions.

The time passed fairly quickly. Just before 3 o’clock the doctor, who had carried 
out the procedure, came to see me to make sure I was alright and sign me off  so 
that I could go home. By now my wife had turned up. I did a quick change out of  
the gown and we set off  for the station. An hour and a half  later we were home 
and that was another test under my belt, literally. The list was growing.

I was full of  admiration for the Interventional Radiology team. Apart from the 
small glitch at the start (which was nothing to do with them) everything ran very 
smoothly. The nurses were fantastic. Nothing was too much trouble. They kept me 
informed at every stage along the way and answered all my questions with 
patience and good humour. I would need to ring them in the morning to let them 
know that I was OK.

...and I never did get to the bottom of  "we were expecting him last night”. Nobody ever 
mentioned it again.

Thursday 13th December 2012 - I rang St.Thomas' IR department to tell 
them that everything appeared to be going smoothly.
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Given that the latest blood test results were showing my platelet levels to be the 
lowest ever and, more importantly, the rate of  decline had increased, I decided to 
contact the haematologist. My next planned appointment was at the end of  
January but I wanted to make sure that she was happy for me to go that long 
before seeing her or whether she wanted to start treatment sooner. She had told 
me to email her if  I was having problems so I hit the send button.

A short while later she responded saying that she was aware of  my blood results 
and had also been contacted by my hepatologist. It was nice to know that these 
dialogues were going on in the background. Because I had not been showing any 
symptoms of  increased bleeding and my platelets were still well above 20 she was 
happy to wait until the planned appointment. I might have to have a bone marrow 
biopsy to confirm if  the low platelet count was due to my immune system or the 
marrow not functioning fully. It was also possible that my enlarged spleen was 
causing the platelets to “pool” and this could reduce the number in the blood 
stream.

Friday 14th December 2012 - I removed the dressing from the liver biopsy and. 
just two small puncture wounds were showing. There were no signs of  bleeding.

Sunday 16th December 2012 - this would be colonoscopy No.3 since having 
surgery. Whilst the procedure is very undignified I had become quite blasé about 
it. I was at a point where any possible embarrassment disappeared long ago. Some 
patients find them very painful and feel the side effects for many days afterwards 
but I had been lucky so far. It was time to start the preparation sequence.

Monday 17th December 2012 - although today's instruction was to stop taking 
loperamide I decided that since I was going to work up in London it would be 
sensible to take one last capsule with my breakfast.

As I was still determined to shed some weight a lunchtime walk was in order. Time 
to do some last minute Christmas shopping, or at least window shopping. A good, 
brisk walk up to the shops in Sloane Square was ideal, the prices weren’t!

Tuesday 18th December 2012 - I was up in London again but without the 
safety net of  loperamide. There was another chance to get some exercise at 
lunchtime. I caught the Tube to Covent Garden to visit the Apple Store. I finally 

197



succumbed to an iPhone. Something I had been promising myself  since the first 
one was released years ago. Why did I wait so long? I could now happily join the 
throng of  “phone zombies” that haunted the streets of  London, blissfully unaware of  
anything going on around them but focussed on “liking” their FB friends’ selfies.

Wednesday 19th December 2012 - the day before the procedure. After a light 
breakfast I settled down to drinking lots of  fluids and waiting for relevant times to 
down the senna tablets and prep solution.

Thursday 20th December 2012 - Guy’s Hospital - Endoscopy Unit

Colonoscopy Day and yet another early start to get to Guy's for half  past eight. 
My train was a little late so I checked in just after the due time and sat in the 
waiting area. At nine o’clock I was taken into the changing area, given a hospital 
gown and then asked the usual questions.

I changed into the gown and took a seat before finally entering the ward to be 
fitted with a cannula. By now it had just gone half  past nine. I was pleased to see 
the friendly face of  my lead consultant appear. At my last appointment he had 
asked me to ensure that I booked the scoping for a day when he was in clinic as he 
wanted to carry out the procedure personally. He ran through the potential risks 
and got me to sign the consent form.

We discussed what had happened during the previous scoping in June and the 
camera not proceeding beyond the splenic flexure. The other thing I mentioned 
were the side effects of  the dexamethasone. I told him about the hiccups and, 
more worryingly, the change of  personality. Hiccups were a new one on him but 
the mood swings were a well-known issue with steroids in general. He recalled a 
patient who had been started on a high dose of  prednisolone one night and in the 
morning had climbed under the bed, refusing to come out!

That was something to ponder during the 30 minutes wait to be shown into the 
procedure room. The delay must have been due to complications with the 
previous patient as I recognised her as the one who was seen just before me and 
she had certainly spent a long time in theatre.
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At last I was on. I walked into the room and climbed onto the table. An oxygen 
supply, heart monitor and blood pressure armband were all fitted and I was asked 
to roll onto my side with my knees drawn up. The doctor injected the cocktail of  
sedatives and I soon entered a state of  feeling comfortably numb.

I was asked if  I wanted to keep my glasses on and I said "Yes" so that I could watch 
the action on the monitor. The big advantage was that I saw exactly what the 
consultant was seeing and it gave me the chance to ask questions as the camera 
progressed. It also meant that if  something untoward was going on I would know 
straight away and not have to wait until seeing the doctor afterwards or even for 
the next appointment.

Time to begin. Sharp intake of  breath and the camera started its journey. It made 
slow progress but by careful guidance, and some shifting of  my position, it reached 
beyond the bend. Unfortunately the image capture wasn't working properly so the 
colonoscopy report ended up looking rather bare. The camera continued its 
progress and made it all the way to the anastomosis.

What did we see on the large screen? NOTHING. Or rather nothing out of  the 
ordinary. No signs of  active Crohn's disease at all. This was the result I was hoping 
for but didn't really expect. It was a repeat of  the colonoscopy result from a year 
ago and I was again given a Rutgeert's score of  i0. Follow up appointment - six 
months’ time.

One of  the reasons for requesting this scoping had been the ache I was suffering in 
the vicinity of  the rejoin. There was nothing showing up from inside the gut which 
meant the likely cause was adhesions. I didn't know what the implications were. It 
was the one question I forgot to ask.

I did however ask the doctor if  I needed to be taking any medication to keep the 
Crohn's at bay and he said "No". So that was rather a good way to end 2012!

(The one thing I cannot work out is if  anyone accompanied me home afterwards. 
There was one occasion at Guy’s where I just turned up on my own, came home 
on my own and the lack of  escort was never questioned).
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No more work until 2nd January. Time to relax, take it easy. I was still over the 
moon that there were no signs of  active Crohn's. I was slightly less happy that the 
ache around my rejoin continued and noticed a small amount of  pain around the 
puncture wound from the liver biopsy. It was more annoying than painful, most of  
the time, but if  I took too deep a breath I certainly knew about it.

Stop or Go

If  you're reading this as a Crohn’s sufferer you'll know that one can never say that 
the disease has gone for good. The best you can hope for is a long, uncomplicated 
remission. I didn't believe that I was 100% in remission due to a few niggly 
abdominal pains and the distinctly variable state of  my digestive system but my 
Crohn's was going through a quiet patch which left me in a bit of  a dilemma. My 
journal had been started specifically to cover my Crohn’s Disease experience so, 
once again, I did consider stopping writing altogether. My main concern had now 
switched to Portal Vein Thrombosis (PVT), the potential early signs of  PSC and 
the low platelet count. 

I realised that I enjoyed writing and that not having a journal to think about 
would leave a large hole in my creative efforts. I would, after all, keep going and 
rationalised my decision by saying to myself  that all these new conditions were 
either direct side effects of  Crohn’s, the medications or surgery.

My exercise regime had been rather disrupted by the unplanned hospital stay in 
the middle of  the year. Whilst I had a fair amount of  energy my weight was now 
hovering around 90kg, about 5kg above my preferred weight. It was time to 
redouble my efforts to address this. After returning to work, post-Christmas, I 
resolved to try and walk at least three kilometres, whenever I was in London.

I set myself  some goals for the coming year, more out of  hope than realistically 
being able to guarantee any of  them -

• No unplanned visits to hospital

• Return to working a five-day week - depending upon my clients’ workload

• Reduce stress levels to the absolute minimum, gauged by the number of  unbitten 
fingernails, 80% intact at that time
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The Results Are In
Having done some further research into PVT I found that in most of  
the articles the prognosis was not good. The majority of  the papers, 
however, related to patients who were suffering from liver cirrhosis 
due to heavy drinking, not something I had ever indulged in.

Usually I like to be positive and fully informed about my health but in this 
instance, PVT/PSC, I chose a different approach. Not knowing much about the 
liver, biliary system and their related ailments I chose the "educated ostrich approach" - 
making a positive choice to bury one's head in the sand, as a coping strategy, but 
knowing that, at some undefined point in the future, it would be necessary to come 
to terms with a diagnosis. That point could be getting the results of  the biopsy.

One thing that seems to help reduce Crohn’s flare-ups is keeping stress levels as 
low as possible. By using my approach I had been able to suppress any thoughts 
about what the biopsy might show and its subsequent implications. I suppose deep 
down though, whether I liked it or not, I could still hear those two words the 
consultant uttered back in the summer - “liver transplant”.

I had let it influence some decisions, the main one being delaying changing our 
car as I didn't want to end up with a vehicle that wouldn't get used if  I had to be 
laid up for a long length of  time.

For 2013 there were only two appointments lined up, both in January. The first 
one - to get the liver biopsy results; the second with the haematologist to find out 
if, or when, to start warfarin. The biopsy should show exactly what state my liver 
was in and how much stiffening was present; the use of  a blood thinner would be 
to try to prevent another thrombosis.

Whilst I was keen to set the course for future treatment, get more certainty into my 
life and avoid more tests, I did not want to end up taking additional medication if  
it could be avoided.
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Sunday 20th January 2013 - all day there had been a very fine, powdery snow 
falling. It didn't look much to start off  with but by the time it had stopped, in late 
afternoon, a fair layer had built up on already frozen surfaces. I started to worry 
about getting up to London the next day. Even if  I made it to the station there was 
a possibility that the trains would be disrupted or cancelled. Southern Rail did not 
have a good reputation for being able to provide a decent service normally, let 
alone in coping with adverse weather. I could feel my stress levels rising.

Monday 21st January 2013 - St.Thomas’ Hospital - Hepatology - I woke 
especially early and knew that I wouldn’t get back to sleep. I might as well get up 
and give myself  plenty of  time to get ready. The car struggled a little but made it 
to the station. The trains were running and I arrived in London virtually on time. 
I went to my office and did some work until it was time to set off  for St.Thomas'. 
My colleagues wished me good luck with the outcome.

I arrived in Outpatients in plenty of  time, was weighed but then had a long wait - 
well over the hour - until my name appeared on the large screen telling me which 
consulting room to go to. I wished the screens didn't show that clinics were 
running within 30 minutes of  appointment times when clearly they have slipped 
well beyond that. Once I was in with the consultant he explained that, due to the 
bad weather, everyone had turned up early. That suggested that you got seen in 
the order you arrived at Outpatients, not by the time of  your appointment.

St.Thomas’ in the snow from Westminster Bridge
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He asked the date of  my liver biopsy so he could call up the results on screen. At 
first he couldn't find them but eventually they appeared. I was watching his 
reaction as he read through the report and he was looking concerned. Not a good 
start.

He told me that the biopsy showed that I had mild biliary system “anomalies”. That 
didn't sound too bad, in fact it sounded a lot better than I was expecting (cirrhosis) 
and I rather lost focus on my list of  questions as many of  them became irrelevant. 
He explained that the likely cause was as a side effect of  the Crohn's and that it 
was quite commonly observed in patients with IBD. It had no connection with the 
PVT that had caused the varices in my esophagus.

There was a further test that could be carried out to look more precisely at the 
biliary damage, the previously mentioned ERCP, but this was an invasive test in 
which marker dyes were injected into the biliary ducts. The concern with this type 
of  test was the risk of  introducing an infection into the system that would then be 
difficult to treat. He did however want to do an MRCP (magnetic resonance 
cholangiopancreatography) just to "baseline" my current condition for comparing 
future scans with. He would see me once more to go through the results of  the 
scan and then discharge me back to the care of  gastroenterology. I definitely was 
not expecting that. I needed to quickly think of  some more, relevant questions.

How would I know if  something was going wrong - “You'll go yellow and itch a lot”.

Should I keep taking the beta-blocker to keep blood pressure low - “Yes, if you’re 
not experiencing any side effects”.

Are any further invasive tests planned that would prevent starting a blood thinner - 
“No further tests planned that would preclude you from taking warfarin”.

Did I still need regular upper GI endoscopies - “Yes, every 12 months”.

Once I had returned home I thought of  a couple more questions - did the result 
of  the biopsy tie in with the Fibroscan reading from last November and could I 
start drinking alcohol again? I put them in an email. The responses came back - 
“Yes” and “In small quantities”.
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View down to Millbank and Battersea

View from St.Thomas’ grounds looking North

You'll know from some of  the pictures in this book that I enjoy walking around 
London in all seasons but I don't ever recall being in the capital with so much 
snow on the ground. The walk across Westminster Bridge was treacherous due to 
the icy pavements that had not been cleared.
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The request for the MRCP had gone in with the follow-up appointment planned 
for three months’ time. I was intrigued by this test’s unpronounceable name but 
what did it mean? It was a type of  MRI scan that produced detailed images of  the 
liver, gallbladder, bile ducts and pancreas. It was used to check for tumours, 
infection or inflammation and was a less invasive alternative to an ERCP.

After seeing the haematologist the following week I was expecting to start warfarin 
even though I found it difficult to understand why it was necessary given that my 
platelets were at such a low level. I would have thought my blood would be less 
likely to clot anyway.

Thursday 24th January 2013 - the follow-up letter from Monday's appointment 
arrived. Reading the bullet points at the top it all looked rather grim but got better 
as it went on. The letter started -

“Liver biopsy - mild cholangitic and sinusoidal ectatic components. Review 
demonstrates some mild cholangitic changes which could represent early primary 
sclerosing cholangitis, but may be nothing......

....I have arranged an MRCP really as a baseline. I do not expect to see anything 
very much on it and I suspect that at his next appointment I will be able to 
discharge him back to his GI consultant's care."

It looked like I might have the start of  PSC after all. Maybe the consultant at East 
Surrey Hospital was right to mention it? I still wasn’t sure.

Friday 25th January 2013 - during the night I was getting quite a bad pain 
around my midriff. It was really quite worrying. but I managed to fall asleep on 
the sofa for a few hours. My wife didn't like to disturb me as I looked so peaceful. I 
still had the pain at 3am when I dragged myself  into bed. Luckily it had passed by 
the time I got up four hours later. I was still tender around my abdomen but not 
bad enough to contact the IBD Nurses.

What was the cause? This was becoming too common a dilemma. Could there be 
a virus going around? Had I been wearing my belt too tight? Was it simply a case 
of  having eaten something that disagreed with me or was it a flare-up marking the 
return of  active disease? If  you asked me to sum up the overriding psychological 
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effect of  Crohn’s in one word I would choose “uncertainty”. Never knowing if  your 
digestive system would behave when going out or if  a spell of  remission had 
suddenly ended.

The pain had passed in the morning but I took it carefully. Nothing too strenuous, 
just watching the snow melt away. I thought about last week's appointment with 
the liver specialist, trying to work out why I had been expecting a far worse 
diagnosis. When it came, it was a welcome anti-climax. I re-read the previous 
letter: "The Fibroscan shows that the liver stiffness is in a borderline area and there may be 
significant fibrosis. The raised ALT also points in this direction." Which words would you 
home in on? “Liver stiffness”, “significant fibrosis” probably not the "may be"?

Wednesday 30th January 2013 - Guy's Hospital - Haematology 2 - I asked 
the phlebotomist if  "my" doctor was in clinic today, "Yes" she replied, and pointed 
to the post-it note on my medical file. It said that she wanted to see me and would 
come and find me at the given time, which is exactly what happened.

This was my first haematology appointment after having the recent liver biopsy 
and colonoscopy so I ran through the results. We then had a detailed conversation 
about where I was heading bloodwise (if  that is a word). As ever, it was nice to be 
treated as an informed individual. That, together with my list of  questions, lead to 
a large amount of  information to take on board :

My platelet count, measured after taking the dexamethasone, was the lowest ever 
at 66. She told me that: “The platelets are clearly working otherwise you'd be suffering from 
bleeds”.

I wondered if  there would be any benefit in trying to find out what was causing 
the issue? “Not really. You could undergo a bone marrow biopsy but it's not going to push your 
treatment any further forward.”

Would I now be prone to clotting and what is likely to have caused this? “Once 
you've had a clot you are susceptible to getting another one. The clot is probably due to the 
peritonitis caused by that perforated bowel back in 1979 and has taken all this time for its effects 
to appear.” . I still struggled with that explanation given the operation was over 30 
years ago.
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Would warfarin be expected to disperse the existing clot or prevent future clots? 
“The existing clot will remain as the veins have diverted around it. The warfarin is used to reduce 
the risk of  further clots developing.”

Would the warfarin be long term and would it work correctly with the low 
platelets? “You will need to take it indefinitely. There is an apparent conflict with taking a drug 
that is designed to make clotting less likely and a low platelet count that has a similar effect. 
warfarin has been successfully used to treat patients with values as low as 30”.

Would I need regular blood tests when I'm on warfarin? “Weekly to start off  with and 
then further apart. Some GP surgeries can manage this rather than coming up to Guy's each time. 
Once you start on warfarin you will be under the care of  the Coagulation Unit, but all these 
details can be discussed nearer the time”.

Did I need to continue taking iron tablets? “Your Hb level is 14. Next time we do a blood 
test we'll look specifically at iron levels”.

We also touched on the side effects of  the dexamethasone, the worst one - causing 
loud and obnoxious behaviour. She said she couldn't possibly put that down in my 
notes as she would get struck off  so we settled on "mood swings". The other effects - 
hiccups, feeling dizzy and eating everything in sight were duly added to my notes.

It was then time to discuss the key question - Warfarin or not. The upside would 
be the risk reduction of  further clots forming; the downside was that thinner blood 
meant you were more likely to bleed and if  the Crohn's reactivated this could be a 
problem. We ran through some of  the other clotting risk factors and given all of  
these, the decision was finely balanced. Definitely not clear cut. The haematologist 
favoured me taking warfarin but I was undecided as the last thing I wanted was 
even more medication.

She recommended that I should have further blood tests for lupus anticoagulant 
and anticardiolipin antibodies. She would then present the results to one of  her 
colleagues, who specialised in just this area, and ask for her opinion before 
advising me. She would keep me informed along the way and arrange a follow-up 
appointment for the end of  March, by which time the test results would have been 
returned and discussed.
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If  I was to go onto warfarin the target would be to get the dosage right so that my 
blood had an INR of  between 2 and 3, i.e. 2 or 3 times thinner than normal 
blood, and that is why the initial blood tests would be so frequent. (INR = 
international normalised ratio, a measure of  the extrinsic pathway of  coagulation. 
As ever, I’m none the wiser for that either).

The wait for a clear way forward would continue for a little longer.

Over the next few days another question came to mind. Whilst there was no 
treatment for PSC, apart from a liver transplant, it did usually progress slowly and 
there should be some warning if  it started to get really serious. Blood clots and 
varices were completely the opposite. Should I be scared witless or would it be 
possible to remain laid back? Time would tell.
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Thinner
Thursday 14th February 2013 - St.Thomas’ Hospital - MRI Unit

St.Thomas’ was rapidly becoming my second home. This time I would undergo a 
targeted MRI scan looking at the liver, biliary tract and pancreatic ducts (MRCP). 
The consultant had written that he wasn't expecting to see anything significant. I 
was hoping he was proved right.

The procedure was set for an eight o’clock start with an instruction not to eat for 
six hours beforehand and to arrive 15 minutes before the due time. I would catch 
my normal London train.

I arrived early and made my way to the MRI Department. There was the usual 
questionnaire and consent forms to fill out and then the radiographer appeared 
and asked me to change into a surgical gown. Once I was ready she re-appeared 
and said: "Come this way darling, we'll get on with the scan". A lovely way to be greeted 
so early in the morning. She asked me to lay on the scanner trolley, gave me a set 
of  headphones and asked what music I would like. As usual the scanner would be 
VERY NOISY.

Having heard that Radio 2 was popular with people of  "my age" I opted to try it. 
What a mistake. It was the Breakfast Show. I couldn't work out who the presenter 
was over the noise of  the machine but they were truly dire and I doubt that Radio 
2 will ever darken my dial again. I had to endure 30 minutes until the scan was 
over.

I was away from St.Thomas' by 8:30am; the weather was looking promising. I 
decided to walk back to work rather than get on the Tube. I would get my exercise 
without needing to go out again at lunchtime. I don't know if  it was the lack of  
breakfast but when I arrived at work some 40 minutes later my legs were like jelly.

Monday 18th February 2013 - With Crohn's it's not easy to confidently plan 
ahead. I had various things pencilled in for the weekend - working in the garden; 
continuing the search for another car - but the dreaded Crohn's reared its ugly 
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head and I didn't feel like venturing too far from home. That's if  it was Crohn's, 
that all too frequent dilemma.

You would think after 35 years I would have been able to tell a flare-up but I was 
finding it difficult to remember just what it felt like or how bad it had to be before 
considering medication in the form of  steroids. It was as if  my medical memory 
had been reset when I went into hospital in October 2010 and since then had 
suffered health overload. It wasn’t simply the Crohn’s that had caused the 
"overload" but the combination with the other conditions.

If  I wasn’t having a flare-up then it could be something I had eaten or a bug 
caught whilst travelling up and down to London. Usually it took a couple of  days 
to clear up without the need for any medication apart from a few extra loperamide 
capsules.

In the afternoon I went to see my GP who would be retiring shortly. I wanted to 
discuss the mechanics of  going onto warfarin and secondly to decide which of  his 
colleagues would be best looking after my Crohn's once he had left the practice.

In my GP’s experience it was not particularly easy to get the correct level of  
warfarin to start with and, as the haematologist had said, initially required weekly 
blood tests. It would be possible to home test if  I was prepared to buy a machine 
at around £350 and the tests strips at £4 a go. Whilst it sounded a lot of  money it 
could well be cost effective given the disruption to my work. Another factor to 
consider. We agreed which of  his colleagues should take over my care.

Omeprazole, loperamide, ferrous fumarate and propranolol
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I called into our local chemist to pick up my latest prescription. Four items at 
£7.65 each and with an increase on the way. It left me wondering how patients 
with limited means coped. For some reason Crohn’s was not considered to be a 
disease that warranted free prescriptions, even though it was chronic and there 
was no cure. It’s only if  you are unfortunate enough to have a stoma that all your 
supplies and medication are provided free of  charge.

Wednesday 27th March 2013 - Guy's Hospital - Haematology 2

My haematologist had said she would discuss my case with her colleague, the 
expert in the use of  warfarin, and keep me informed of  any recommendations. I 
was confident of  hearing something. She had also apologised for the lack of  
follow-up letters from my previous two appointments.

Warfarin - Yes or No?

I started to worry that maybe my trust was misplaced when I hadn’t received yet 
another follow-up letter and did not get a response to my emails. I started asking 
myself  - was I being unreasonable expecting a response between appointments? 
That lead me on to thinking about how I should approach the subject when I saw 
her? Plan A – go straight in with all guns blazing or Plan B – see if  it became 
apparent during the consultation why I had heard nothing.

I went into the appointment with three things in mind :

• An expectation that I would see my usual consultant

• How the consultation should proceed

• My desired outcome
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As I have mentioned before, it's worth getting to haematology appointments a 
little earlier than the allotted time as there is always a blood sample taken and you 
do not see the consultant until the results are ready. The appointment was set for 
11:10am on the fourth floor of  Guy's Tower. I arrived early and at eleven o’clock 
was called in for the blood test. A good start and it shouldn’t be long before I saw 
my consultant.

After another ten minutes, or so, I could hear my name being called by a new 
doctor. We went into one of  the side rooms where my notes were open on the 
desk. He introduced himself  and said that he had been reading the notes to get an 
overview of  my case. I explained that I was hoping to see my usual consultant as I 
liked some continuity and I had the issues with follow-up letters and a lack of  
communication that I needed to take up with her. He replied that she was 
unavailable for today’s clinic. That was Plans A and B effectively consigned to the 
bin.

The doctor said that, having read my notes, it was apparent that the condition I 
was suffering from was rare. (It had also been described as "interesting", an adjective 
I was becoming used to). He started to discuss my low platelets and noted that the 
last appointment had been in October 2012. I stopped him in his tracks and said 
this was a clear reason why notes and follow-up letters are so vital. I had attended 
two further appointments since October and the platelet issue had been put to one 
side as PVT, and the decision on warfarin, had taken priority. I then explained 
that this was an important appointment for me as I was expecting to run through 
my risk profile and at the end of  it make the warfarin decision. I went through 
what my previous consultant had said about discussing my case with her boss, the 
blood thinner expert, who it turned out was a professor as well as a doctor.

At that point I started to think that this was all going to end up badly when 
measured against my expectations. I needed to kick start a reaction so I asked 
whether the professor was in the unit that day and what I needed to do to see her. 
Clearly that was never going to happen but it was worth a try! The doctor said 
that he would see if  he could speak to my original consultant.
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A few minutes later he returned with another doctor that I had not met before but 
I recognised her name as my appointment letters always stated that I was under 
her ultimate care. Putting two and two together she must have been the next one 
up the food chain from the doctor I usually saw. I went over what I was expecting 
from this consultation. She explained that she worked closely with the professor 
and they jointly reviewed patients' use of  warfarin. My case was complicated by 
my platelets being low although anything above 50 would be OK. The body 
produces fresh platelets on a 12-day cycle and, looking at my blood test results, I 
was producing fresh, “sticky” platelets, which meant that my bone marrow was 
functioning OK.

She then ran through the risk factors that I had previously discussed in January :

Reduced risk – have never smoked; drink very little alcohol; cholesterol average; 
active lifestyle

Increased Risk – have already developed PVT and a clot; Crohn’s Disease

Other consideration – low platelet count (currently 74)

Having looked at my notes, risks and results, on balance, she would not 
recommend warfarin yet. I told her that as far as I was concerned that was the 
"right" answer. If  there was a low risk of  clotting, then I was prepared to accept 
that risk to avoid having to take yet another medication. She said that if  my 
circumstances were to change then we would need to review the decision. If, at 
any point, I was hospitalised again I would need to make sure I told the doctors of  
my history so that they could ensure I was treated accordingly.

I asked what could happen if  another clot formed and whether there were any 
warning signs to look out for. She referred me back to her colleague and then left 
after assuring me that she would have a word with my original consultant.

What were the risks if  another clot formed? Worst case, death, but common 
occurrences – clots in the leg which would be signalled by pain and heat; or sharp 
pain when breathing in. Both could indicate clots forming. I would have to look up 
the rest on the internet as I did not take them all in. He stressed that medicine was 
not an exact science and that they were unable to predict if  I would have another 
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clot. I assured him that it was my informed decision not to take warfarin and that I 
wouldn’t complain to the hospital if  proved wrong.

Decision made, no warfarin.

The doctor said that he would book a follow-up appointment for six months’ time 
and if  there had been no change in my condition they would discharge me. That 
sounded good. After that I would then be under the sole charge of  
gastroenterology.

Back in the consulting room - I thought I’d take the opportunity to ask this doctor, 
who was clearly in the early part of  his medical career, about a few topics that I 
had been giving some thought to. It was encouraging to find someone who, 
unprompted, was telling me that his most important tool was developing the trust 
and communication with his patients so that they could have a completely open 
and honest conversation about anything that was concerning them healthwise. 
This aided his ability to reach a correct diagnosis.

We discussed patient records and he explained why he was impressed with the 
system that GSTT used and that you wouldn't find a better system anywhere in 
the country. When I asked him if  he thought I had made the right decision about 
moving my healthcare to St.Thomas’ he unequivocally agreed. We briefly talked 
about patient confidentiality and ended up with the recently reported failings at a 
large, Midlands hospital.

As I left the room the doctor assured me that he would write up my notes straight 
away and issue the follow-up letter. I was trying to decide, in view of  the lack of  
notes on file from my last two appointments, whether or not to email the relevant 
sections of  my journal to Haematology and ask them to get them put into my 
records. I knew they did file copies of  any emails they receive.

Long-Term Plans

As I mentioned before, we had put some longer-term plans on hold until we knew 
where the three elements of  my health were heading. All the excitement of  the last 
few years had however reinforced a “live for today” attitude and that we might as 
well enjoy life now rather than plan too hard for an uncertain future.
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There were still some health related issues to resolve, for instance the follow-up 
letters from haematology and, at some point, obtaining copies of  all my notes 
from GSTT. There would also be some ongoing tests to be booked. I was 
expecting a colonoscopy just before the end of  the year to check everything was 
fine internally, a gastroscopy around the same time to look for new varices and, in 
between, various blood tests.

Over those last few months my eyes had been opened, rather belatedly, to the 
power of  social media (SoMe) and I had jumped in with both feet. There were 
some very active Crohn's and IBD communities out there. 

Wednesday 10th April 2013 - This was starting to become a regular theme. I 
would spend a few days feeling fine with my digestive system working properly and 
then wham! I'd be rushing off  to the bathroom not knowing if  it was a flare-up or 
something less serious. I had started to read other people's descriptions of  flare-ups 
on SoMe. It made me realise just how bad they could be. If  I was having a flare 
then it was pretty minor and certainly not bad enough to speak to an IBD nurse. 
Whilst I might feel a bit uncomfortable it didn't generally stop me going to work, 
even catching the train up to London, and I didn't have to resort to anything more 
than upping the loperamide dose.

Sunday 14th April 2013 - I was catching up with some correspondence. Time 
for an email to Haematology chasing up the missing letters. I sent it to the head of  
department whose email address I found on their web page. I apologised for 
contacting her directly but explained that raising the issue in clinic was having no 
effect. I added: "I thought it was therefore best to go straight to the top so that you 
can delegate any necessary actions.......” and briefly explained what had 
happened at my last appointment.

I hit the send button and got a very prompt response, 20 minutes later, apologising 
and saying it would be looked into. It would be interesting to see how quickly 
something happened.

Friday 26th April 2013 - I contacted the IBD nurses as my consultant wanted to 
see me in June but I hadn't received a date yet. A couple of  days later a letter 
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came through with an appointment set for 10th June, but with the liver specialist 
rather than the gastro consultant I was expecting to see.

I was going to ask them to change this but, on reflection, it could work out quite 
well as the liver specialist said that he wanted to discharge me from his clinic after 
our next meeting providing everything was going OK. I contacted the IBD nurses 
again and explained that I needed to see my lead consultant after the hepatologist 
and they duly organised a gastro appointment for two weeks later.

Monday 29th April 2013 - it's funny how things coincide. It had reached two 
weeks since contacting Haematology. I decided it was time to email the Head of  
Department again. I would compose it over lunch.

Whilst I was still pondering what to say an email arrived from my errant 
consultant with an apology for the delay in responding. Copies of  the follow-up 
letters, which had been written retrospectively, were attached. I checked their 
content against what I had written on my blog and they accurately recorded the 
chain of  events and the discussions that had taken place.

Monday 10th June 2013 - St.Thomas' Hospital - Hepatology - I took the 
Tube down to the hospital, scanned my barcode in reception and took a seat until 
my name appeared on the laser display screen.

I went off  to get weighed and was given the false hope that I would be seen on 
time. My weight had remained steady but was above the ideal BMI range. Maybe 
I should have walked after all. Then it was back to the main waiting area. The 
screen was showing: "All clinics are running within 30 minutes of  their appointment times", 
but then the message for the hepatology clinic started to show it slipping further 
and further and I was finally seen about 90 minutes late.

When I entered the consulting room the doctor apologised, he had been dealing 
with an emergency all morning. It's not worth getting wound up about delays in 
this situation. If  you were that patient going through a crisis you would be 
thankful that the specialist was available straight away. With that his mobile rang 
and there were clearly still problems that needed resolving.
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Whilst he was rapidly trying to re-adjust his brain to deal with the more mundane 
case in front of  him I explained that I had finally managed to get Haematology to 
produce the required follow-up letters from previous appointments. There was a 
letter very neatly summarising my current condition and the reasons for not going 
onto anti-coagulation. I noticed that my file was already sitting open at that page. 
He had read it and agreed with its conclusions.

I mentioned that a year ago the words “liver transplant” were being used but over 
the course of  the year the seriousness of  my condition seemed to be lessening as 
various tests were carried out. He said that I shouldn’t be under the illusion that 
nothing was wrong as I had an enlarged spleen and liver, but he believed that the 
portal vein thrombosis was not an indicator of  an ongoing clotting problem. He 
reiterated that it was likely to have been brought about by one of  the surgeries I 
had undergone, hence he concurred with the decision not to anti-coagulate yet.

I asked if  I should continue on the beta-blockers and proton inhibitors and he 
replied: “Yes”. We then moved onto what ongoing tests would be needed to 
monitor the condition. At the last gastroscopy, in November, I had not required 
any variceal banding. He replied that I should continue with the yearly 
endoscopies and entered the request for the next session into the system as we 
spoke. I would need to agree with Appointments the exact date and time. Apart 
from that he did not envisage needing any other tests.

In response to the “what signs should I be looking out for?” question, he replied that as 
he intended to discharge me back to the care of  the gastroenterologists I should 
have that discussion with them.

I asked if  I should be carrying any notes or a letter with me in case of  another 
emergency admission to hospital. He suggested an SOS bracelet or medicare card 
with the relevant details on. I suppose I should have one anyway to record that I 
have Crohn’s (the invisible disease) and thrombocytopenia, let alone the other 
issues. Another item for my to-do list.

The final question, not on my list - were there any special precautions that I 
should be taking? I had already been avoiding alcohol, apart from the odd bottle 
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of  lager at weekends. He said that was a wise precaution but in reality I could treat 
my liver as being normal.

As I was about to leave he said: “I mean this in the best possible way but I hope I never 
have to see you again”. I replied that the feeling was mutual. We shook hands and 
hopefully that would be the last Hepatology appointment for a long while.

I went off  to book a date for the gastroscopy and handed over a copy of  the form 
that had been entered onto the system. The clerk looked me up and down and 
asked if  I really needed to be admitted as an in-patient for the procedure. The 
doctor must have ticked the wrong box.

I explained that I was also expecting to be booked in for a colonoscopy around 
Christmas time. Was it possible to have both procedures done in a single visit? Yes, 
that could be arranged. We left it that I would contact them after my next gastro 
appointment. Something else for the to-do list.

What should the patient be told?

The follow-up letter from the hepatology appointment stated: “....I am pleased to say 
that with no signs of  significant liver disease that I do not think he requires a follow up in this 
clinic”.

It raised an interesting question - what approach should doctors adopt with 
patients when it comes to a first diagnosis? A year ago I had been painted a bleak 
picture and was fairly certain I would need a liver transplant. One year on I had 
been discharged from the care of  the liver specialist and the transplant had, 
hopefully, disappeared over the horizon.

Should the consultant at my local hospital have been more circumspect when 
explaining the possible outcome suggested by the initial tests? Should he have 
waited for the results of  further tests before mentioning “transplant”? Is it best to hit 
the patient with the worst case scenario and then hope that the prognosis gets 
better as more tests are carried out? Maybe there isn't a "right" answer and the 
doctors are trained to tailor their responses to how they gauge a particular patient 
will react.
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C H A P T E R  18

You’ve Dealt With Pain
Monday 24th June 2013 - Guy's Hospital - Gastroenterology - a gloomy 
day for the trip to see my gastro consultant. I entered a virtually deserted waiting 
area. Rather ominous. Within a couple of  minutes I was called in to be weighed 
and had lost a couple of  kilos, which pleased me.

The scales were the passport to entering the inner sanctum where there were a few 
more people but nothing like as full as I had seen it. It was approaching my 
allotted appointment time and as usual a registrar appeared and called my name. I 
told him that I would like to see my usual consultant in order to keep some 
continuity. He didn't think that my doctor was in clinic that day but went off  to 
check. After a few moments he was back. He had found my consultant and passed 
my notes over to him.

I had to wait another 30 minutes, but it was my choice. I explained that I had 
asked to see him in person as future appointments might just be routine check-ups 
from now on and there were a number of  questions I wanted to get answered 
before then. My list of  questions was ready but rather than go through them one 
at a time we talked generally about remission, how to maintain it and the need for 
future tests. 

Whilst I had not been taking any Crohn’s medication I knew that this was not 
standard practice. He explained that usually I would have been kept on a 
maintenance dose of  azathioprine but due to the low platelets, and the fact that 
my colonoscopies were clear, he would not suggest any drugs at present. He noted 
that thirty years had passed between my first operation and the ileostomy in 2010. 
It was possible that it might be this long again before needing more surgery. I 
would be happy with that but reminded him that I spent many years on 
prednisolone that may have helped keep surgery at bay. He replied that steroids do 
not contribute to remission, they just make you feel better.

The ache around my anastomosis had recently returned and appeared to be worse 
after standing for a long time or doing physical work. He concluded that since the 
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two post-reversal colonoscopies had shown no inflammation he was still of  the 
opinion that the cause was purely "mechanical" and not something that could be 
treated with medication. Nothing too much to worry about.

He had read the follow-up letters from Haematology and was aware of  the 
decision not to start anti-coagulation treatment as the evidence pointed to the 
PVT being caused by a single incident rather than a general, underlying problem. 
Like the hepatologist, he agreed with the decision.

I was trying to lose 5kg and get down to a more comfortable 85kg. That would be 
OK. Generally he liked to see his Crohn's patients on the slightly heavy side as it 
showed their digestive systems were working. (I had been as low as 54kg in the past 
so I knew what he meant).

Was the long-term use of  loperamide safe? I was only taking two capsules a day 
and an extra one, as an insurance policy against getting caught short, if  I was 
going out. He said it was fine and that I was taking the right approach. I told him 
that the output from my digestive system was quite variable. He thought this could 
well be down to certain foods not agreeing with me but could also be down to 
losing my terminal ileum which meant the body no longer absorbed salts properly. 
That could also cause looseness. (I didn’t understand the full implications of  this 
comment. We’ll return to this subject later on).

I asked what constitutes a "flare-up" as I knew that other patients ended up being 
hospitalised, not something I had experienced. We concluded that what I referred 
to as a "flare-up" was more likely to be one of  the other issues mentioned above.

That took us neatly onto diet. Was there something that would help with the 
bloated feeling that seemed to be getting worse? He was an advocate of  the low 
FODMAP diet but I had read it was only useful with IBS. Could it also be useful 
for IBD sufferers? Yes, it would be worth trying. He would refer me to the 
dieticians although I might have to wait a while for the appointment because they 
were amongst the world leaders in this diet and in great demand. 

I asked what ongoing tests or procedures I would need from now on. Did I need to 
continue with yearly, pre-Christmas colonoscopies ? The alternative would be a 
calprotectin test and if  that highlighted any concerns then a colonoscopy could be 
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used as a follow-up. If  I had any GP blood tests then I should ask to have a full 
blood count with liver function, kidney function and CRP recorded. 

Since I had been discharged from the liver clinic, back to Gastroenterology, who 
would decide if  I needed to continue taking omeprazole and propranolol? He 
responded that I would need to keep taking propranolol permanently as it had the 
effect of  reducing the pressure in my portal vein. For a decision on the omeprazole 
I should ask the doctor who was carrying out the next gastroscopy.

Now it was time for the hypothetical question that I had been wondering about for 
a while, more out of  curiosity than "if  only I had...".

If  I had undergone surgery in 2000 to remove the stricture in my terminal ileum, 
instead of  taking medication, would the surgery have been easier and without the 
need for a stoma? I had seen other Crohn’s patients asking if  they should have 
surgery sooner rather than later. Here was my chance to ask.

He thought it was probable that earlier surgery would have avoided the loops and 
fistulas forming and, yes, it would, most probably, have been less complex.

As I prepared to leave he asked if  I was getting regular B12 injections. I was able 
to confirm that I’d had one the previous Friday. Our next appointment was set for 
six months’ time but always on the basis that if  I needed to be seen sooner I was to 
contact his secretary.

On the walk back to work I gave his answer about surgery some further thought. I 
might have ended up having keyhole surgery in 2000 rather than the full monty in 
2010 and the need for the subsequent reversal in 2011. Recovery time would likely 
have been a lot quicker both because the operation would have left much smaller 
scars and I would have been ten years younger. I may also have escaped a few 
years of  pain.

Time for some cod philosophy. I work on the basis “regret nothing”. (Overstating it 
slightly). Most of  the time it saves me from spending hours running and re-
running things in my mind. Things I can do nothing about. The question on early 
surgery was based on curiosity, not regret. I wouldn't have wanted to change 
anything as, by the time the knife became unavoidable, I was far more prepared 
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both mentally and from a work/life perspective for the surgeries and recoveries 
than I would ever have been a decade previously.

Monday 16th September 2013 - it was one of  those days when you realise the 
psychological effect of  Crohn’s can be as bad as the physical symptoms.

I was in a bad place with my Crohn's, assuming that was the cause. I was sitting on 
a train to London that was being held up because someone had been hit further 
up the line.

I knew before boarding the train that there was likely to be disruption. A similar 
incident had recently happened during the evening rush hour and trains had been 
brought to a standstill for two hours. I was in two minds as to whether it was a 
good idea to travel or return home and try again later, but that would make it 
difficult to find a parking space. Over the weekend I had been doing a lot of  fairly 
strenuous digging in the garden and was feeling decidedly fragile around my 
anastomosis.

The train appeared on time and I decided, having bought my ticket, I would risk 
it. We set off  towards London as usual. It wasn't until it reached Purley station, a 
few miles below the incident, that we were finally held at a red signal and the 
driver announced that he would keep us informed as to what was happening. The 
train was already crowded with a good number of  people standing in the aisle.

It was at that point I felt a sinking feeling in my abdomen. Not a metaphorical one 
but an "everything is on the move" feeling. That lead to some mild anxiety which, of  
course, made me feel worse and brought on further "sinking feelings". A vicious 
circle. What to do? I had a look round and there was a toilet at the far end of  the 
carriage. To get to it would involve squeezing my way down the crowded aisle. 
When I reached it would it be vacant? Would I have to stand there like a lemon 
waiting? I decided to try mind over matter and it worked. We were only held up 
for around 30 minutes in the end but I've no idea what would have happened if  it 
had been a lot longer.

So what, you might ask? Or probably would ask if  you're not a Crohn’s sufferer. 
Nothing happened. Why even bother to mention it? But that is the point. My 
journeys were usually fine but every time I stepped out into the big wide world 
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there was ALWAYS the thought that I might end up in a bad place with an 
uncontrollable sinking feeling and unthinkable outcome. This is one of  the 
psychological impacts of  the disease. I had been lucky so far and never had an 
accident. I know that, unfortunately, others are nowhere near as lucky and it 
causes great distress, not the least because of  the reaction of  others.

I had been in clinical remission for just over two years at that point. People kept 
telling me how well I looked. That was great, physically, but I didn't believe I 
would ever be in total mental remission. I had been "Crohn's Patterned" and it could 
never be completely undone.

No Parking

This was to have been the sign-off  appointment where I was discharged back to 
gastroenterology. The "elephant in the room" however was the low platelet count. We 
had originally agreed to park the issue but my gastro consultant would not put me 
on the usual maintenance dose of  azathioprine because of  it.

I had been mulling this over for a while and concluded that there would be one 
less option available if  I needed to start drug therapy again. I had emailed my GI 
consultant to ask if  he was happy that this issue remained unresolved and copied 
in my haematologist. Early the next morning I received a response, from the 
haematologist :

"Having read this email - I think we do need to go ahead and finally do the bone marrow test to 
see if  we can be more definitive about the cause for your low platelet count as this is having an 
impact on your treatment options. We can discuss it when I see you on Wednesday."

We had a further email exchange and agreed that I should undergo a bone 
marrow biopsy to see if  it was the cause of  the problem.

Wednesday 25th September 2013 - Guy's Hospital - Haematology 2

By now you will have realised that I always arrive early for outpatient 
appointments. To be honest it’s just about the only thing I am on time for. Within 
five minutes I was called to have a blood sample taken. It was then back to the 
seating area, ready for a long wait. After another 10 minutes I heard my name 
being called and yet another new doctor introduced herself  and apologised for 
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keeping me waiting (even though I was being seen 15 minutes early). My usual 
consultant was on holiday so no point in asking for continuity and I had already 
decided that I would be happy to be seen by another doctor as sometimes a 
different perspective on a problem is worth having.

As we entered the consulting room I showed her my list and explained I had a few 
questions to ask. She had started reading my notes but they didn't include a copy 
of  the recent email correspondence. She was unaware that I was to have a bone 
marrow biopsy. Luckily I had a copy of  the emails on my phone.

We went through the possible causes of  low platelet counts - increased destruction 
- the body is producing sufficient but then “something” was destroying a proportion 
of  them; possibly drug induced; or decreased production - the body not producing 
the right number in the first place - which could be down to bone marrow failure. 
The biopsy would help to focus the investigation.

We also discussed some other factors which I was still struggling to understand. 
What were the implications of  my splenomegaly? Enlarged spleens can hold 
increased numbers of  platelets and therefore the number released into the 
bloodstream is lower which leads to a reduced count. Then there was the blood 
clot in my portal vein. Did this cause the spleen to enlarge? The doctor remarked 
that blood clots in this location were common in Crohn's patients and it was very 
plausible that it had been there since my emergency operation in 1979.

I asked why it hadn't shown up on the various X-rays and scans that I’d had over 
the years. She replied that unless the radiologist was specifically looking in that 
area it would be easy to miss it. Unfortunately the X-rays up to the year 2000 were 
no longer available. I did have a CT scan from 2009.....but this was all rather 
academic.

The results from that morning’s blood test appeared on the system - platelets 60, 
another all time low, but white cell and red cell counts normal. This suggested a 
platelet specific problem, not a general blood disorder. We continued my list :

What was involved in a bone marrow biopsy? “....carried out under local anaesthetic by 
introducing a needle into the hip bone and taking a small sample of  the marrow liquid and then 
using a slightly larger needle to take a small core.” 
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Would it hurt? “You've got Crohn's disease. You’ve had surgery. You’ve dealt with pain. The 
most uncomfortable bit is injecting the local anaesthetic. Some patients don't even feel the biopsy 
needles being introduced.”

With low platelets did I need to take any special precautions if  I have teeth 
extracted? “Unless your platelets fall below 50 then extraction should be OK. You might want 
to have a clotting gel available to stop your gums from bleeding. If  your dentist is worried they 
might want to refer you to the specialist Dental School at Guy’s.”

How regularly should I be having blood tests and are there any special things to 
test for? “Six monthly at your outpatient appointments is fine. You could ask your GP for more 
frequent ones. The only special test would be for clotting.”

Is there any possible link between low platelets and diet? (A bit of  a long shot this 
one but I was due to see the dietitian in a couple of  weeks’ time). “No.”

Back to reception to book the biopsy and a follow-up appointment. I was offered a 
slot for the next morning. Unfortunately I had other plans and would not be in 
London so had to decline. "We have a gap at three o’clock next Wednesday, is that any 
good?" Excellent, and the follow-up appointment was set for the week before 
Christmas.

The next day the doctor telephoned me to request a copy of  the email 
correspondence for inclusion on my file. I told her that the biopsy was planned for 
one week's time and she sounded genuinely surprised that it was so soon.

On the way home I was running through our discussion, or rather one particular 
section, the mechanics of  getting the sample. Pushing a needle through the 
hipbone into the marrow did not sound either easy or painless. How do you 
physically push a thin needle through tough bone? Surely you would need to drill 
a hole. Time to think about something else.....

Wednesday 2nd October 2013 - Guy's Hospital - Bone Marrow Biopsy

The procedure was planned for three o’clock which gave me a chance to go into 
work as normal. In the morning I had told various colleagues that I wouldn't be 
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around after lunch and explained why. Every single one of  them uttered the same 
three words "that sounds painful". After you've heard it for the umpteenth time a few 
nagging doubts set in. That tied in with the haematologist’s remark about Crohn’s 
and being used to pain.

I made my way to Guy's, checked in and waited to be called. A nurse came over 
and gave me an identification wristband as the procedure would be carried out in 
the Day Hospital section. She said that I shouldn't have to wait too long.

At around half  past three the doctor appeared. Her first reaction was: "Have you 
come alone?" That sounded a bit alarming. I asked why I would need to be 
accompanied and she replied that most patients were nervous about the procedure 
and liked to have someone with them. I replied that my days of  needing someone 
to hold my hand were long gone.

She showed me into a treatment room. All the equipment was laid out ready. I 
took off  my shoes and lay on my right-hand side on the bed. She explained what 
she was going to do, where the needles would be inserted and then did the usual 
risk assessment talk. There was not a lot that could go wrong as the needles enter 
straight through the skin into the hip bone and nowhere near any vital organs. I 
signed the form and she was ready to start.

I asked how long it would take for the results to be available as my follow-up 
appointment was planned for mid-December. She replied that they should be 
available in four or five weeks and they would contact me if  anything untoward 
was found. I asked to be informed even if  nothing showed up as I didn't want to 
wait until the appointment to find out.

I was asked to pull my knees up to my chest and adopt a fetal position. She felt 
around to find the best location for the needle and cleansed the area. This was 
followed by a series of  shallow injections of  local anaesthetic and, as previously 
predicted, were the most painful part of  the whole experience. It really wasn’t too 
bad. Certainly nothing to get hung up about. Some deeper injections were made 
but by now the local anaesthetic was working so I felt very little. A few minutes 
later it was time for the first sample needle to be inserted.
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Instruments of Torture

The aim was to get a sample of  the liquid (aspirate) that could then be spread onto 
microscope slides for an initial examination within the department. She was 
having problems getting a good sample that wasn't contaminated with blood as it 
kept clotting (which goes completely against what you would expect from someone 
with low platelets).

Because I was tolerating the needle so well she took some more samples but 
explained that as long as she could get a good core then the quality of  the liquid 
samples would not be so important.

The slides

227



With the aspirate taken it was time for the coring needle, which was quite a bit 
larger than the previous one. If  you've ever seen one of  those food programmes 
about cheese production no doubt there will have been a scene where the 
cheesemaker inserts a tool into the cheese and pulls out a nice sample. Same 
principle here!

It takes a fair amount of  force to push the larger needle through the outer layer of  
the bone. I could certainly feel it as it went deeper in. It wasn't so much pain as a 
dull ache that travelled into one leg. After a couple of  minutes of  pushing the 
needle in to the right depth it could be withdrawn to release the sample. She was 
very pleased with the resulting core and set about dressing the puncture wound.

Bone marrow core sample

I then had to lie on my back whilst the blood clotted and sealed the wound. A 
nurse would come to tell me when I could go. After 20 minutes or so the nurse 
appeared and examined the wound. It was fine so back on with my shoes and 
down to the station to catch the train home.

Throughout the procedure we talked about low platelet counts, possible causes, 
what the tests would show, the fact that my red and white cell counts were normal, 
my Crohn's history, and empowered patients amongst other subjects. It was very 
informative and kept me at my ease. I would now have to wait at least a month for 
the sample to be analysed under a microscope.
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Wednesday 2nd October 2013 - St.Thomas’ Hospital - Dietitian

The wait to see the dietitian turned out to be shorter than I expected. The 
purpose of  the appointment was to give me greater understanding of  the low 
FODMAP diet and how it might help to decrease bloating.. This diet has been 
written about extensively and the detail is beyond the scope of  this book.

I came away with two booklets - one listing how foods were categorised; the other 
giving examples of  low FODMAP recipes.

Thursday 24th October 2013 - an email arrived from Haematology: "your bone 
marrow is being discussed with the histopathologist and the doctor will write to you with the 
results. We will see you in clinic in December”. I had to look up histopathologist - 
someone who carries out microscopic examination of  tissue in order to study the 
manifestations of  disease.

I replied asking if  they would give me an indication of  what they had found once 
the discussion had taken place. The response said that it would be easier to discuss 
the findings in clinic. What did that mean? Nothing to worry about, it can wait, or 
it's serious and we want to tell you face to face?

My health had provided enough shocks along the way to get into the mindset of  
“whatever will be will be” but now I was starting to get an uneasy feeling. There was 
no way I would relax over the weekend knowing that the results had been assessed 
but I was being kept in the dark. Time for a short email along the lines of  "...I 
wonder if  you could just put my mind at rest that you haven't found anything too serious otherwise 
I won't be able to relax this weekend!"

Within a few minutes this reply came back :

"Please relax this weekend. We have reviewed your bone marrow in our multi-disciplinary 
meeting and there is nothing sinister to report. The findings suggest that your marrow is 
underproducing platelets rather than it being an immune cause that we had presumed secondary to 
your longstanding history of  Crohn's. This may be due to previous azathioprine use.......I look 
forward to seeing you on 20th November and we can discuss this in person and in more detail 
then. In the meantime - I hope this reassures you." I thanked the doctor for her prompt 
response.
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I could relax until the next procedure, the annual gastroscopy, which would show 
if  any new varices had grown over the last 12 months.

Tuesday 12th November 2013 - St.Thomas' Hospital - Endoscopy Unit 

An early morning trip to London, accompanied by my wife. The walk from 
Waterloo station took us past a number of  brightly lit cafes with the smell of  
bacon wafting out of  their doorways. Inside, customers were tucking in to 
breakfast. It reminded me that I hadn't been allowed to eat anything for many 
hours.

The walk from Waterloo Station to St.Thomas'

We made our way up to the first floor and found the new Endoscopy Suite which 
we had not been to before as it had only been open since May. The waiting area 
looked north across the River Thames to the Houses of  Parliament, a view I had 
become used to when recovering from my last operation.

At the danger of  sounding like an old, cracked record - it's always worthwhile 
arriving a bit early, especially if  you are one of  the first appointments of  the day.  
After a few minutes one of  the nurses came to collect me. I recognised her from 
my previous endoscopies. We quickly went through the preliminaries and she 
asked if  I wanted sedation. "Yes. Definitely". I signed the consent form and was told 
I would be first into the procedure room. Wristband attached, cannula inserted, 
ready to go. I said goodbye to my wife who was told, as usual, I should be ready 
for collection in two hours’ time.
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The doctor appeared, asked me if  I was aware of  what the procedure involved, 
explained that the risk of  something going wrong was 1 in 10,000 and got me to 
sign another consent form. A few seconds later I was shown into the procedure 
room at which point I was sad enough to ask if  I might take a picture of  the 
equipment to illustrate my blog.

The endoscope (black tube on the left) and its support equipment

This was all very familiar - a few squirts of  xylocaine spray to the back of  the 
throat; the cold feeling in the arm as the sedative entered the cannula; and finally 
the dreaded gag.

I must have been under for around 30 minutes. The next thing I heard was the 
nurse in Recovery asking how I felt and telling me the good news that I didn't 
need any banding. That was doubly good news as it meant I could have a coffee 
and biscuits straight away.

She gave me a copy of  the gastroscopy report to read. Three short varices had 
been found but they did not warrant any treatment. Unfortunately the report had 
no pictures but noted that I didn't need to be seen again for 12 months.

Wednesday 20th November 2013 - Guy’s Hospital - Haematology 2

The appointment to go through the bone marrow biopsy results. Even though I 
had already had an email telling me that there was "nothing sinister to report" it was 
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always at the back of  my mind that there might be something they were holding 
back until we could discuss it face-to-face.

With the obligatory blood test out of  the way I settled down to wait for one of  the 
consultants. After 15 minutes my usual doctor collected me and we went into a 
consulting room. She started our conversation with: "Your’s is not a simple case."

She had printed out two biopsy reports - one for the recent bone marrow 
procedure and the other for last year's liver biopsy, which I had not seen before.

The bone marrow results had been discussed at their MDM and the initial 
conclusion was that they were "in keeping with early/low myelodysplastic syndrome, 
histologically suggesting MDS-RCMD". She knew that I would have looked this up on 
the internet and then probably have been worried or distracted by the potential 
links with leukemia. That's why the report hadn't been emailed to me. If  I had 
Googled MDS I would have found the following: "The disease course is highly variable, 
from indolent to aggressive with swift progression to acute myeloid leukaemia (AML) in 30% of  
cases”. I think she was right to want to discuss it in person.

She went on to say that she was not completely happy with the MDS conclusion. 
A bone marrow biopsy looks at two substances - the marrow itself  and the 
aspirate. The doctor who carried out the procedure was not getting good aspirate 
slides as the blood in the samples kept clotting.

"It's like having a three piece jigsaw from which two of  the pieces are missing." At the next 
MDM they had discussed the results again and decided that, in my case, it was 
unlikely to be MDS but would recommend a further biopsy to get useable aspirate 
samples. "How would you feel about this?" I replied that I really wasn't fussed. If  it 
would help narrow down the diagnosis then the sooner the better. She explained 
that this time they would use heparin, a blood thinner, in conjunction with the 
sample needle as this should prevent the clotting.

If  the diagnosis wasn't MDS then why the low platelets? The most likely cause was 
a combination of  long-term Crohn's and taking azathioprine. The biopsy had 
shown that the marrow was under-producing platelets rather than being over 
active and eating them up. I was unaware that there is a potential link between 
Crohn's and bone marrow issues.
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They had then gone on to discuss what the implications for treatment would be if  
it was or was not MDS. In either case the preferred course, at this stage, would be 
"do nothing" unless I was to have any procedures that could cause bleeding or that 
required surgery. If  either of  these were needed then a supply of  platelets should 
be made available The difference in approach would be the monitoring regimes 
and we would discuss this further after the next biopsy results were available.

I went back to reception and booked another bone marrow biopsy for 9th 
December and a three-month follow-up appointment.

On my way back to work I started reading the Liver Biopsy report. If  I thought 
blood was complicated then reading this text was mind boggling. Here's a sample :

"... features of  cholangiopathy, with slight cholangiocyte disarray, occasional juxtaportal 
hepatocytes containing copper-binding protein deposits, and scattered ceroid-laden macrophages in 
portal tracts. Patchy mild portal-tract fibrosis with perisinusoidal extension and early spurring. 
Macrovesicular steatosis of  hepatocytes (5% of  parenchyma). Slight centrilobular sinusoidal 
ectasia noted. An early stage of  primary sclerosing cholangitis is a possibility. Correlation with 
imaging-study findings appears in order ...."

It would be interesting how all these strands would come together when I next saw 
my gastroenterologist.  I would also be getting the result of  the recent calprotectin 
test that should provide a good pointer as to whether my Crohn's had  re-activated 
and consequently what the future treatment plan was likely to involve. If  it still 
showed remission then would it be better to continue without any medication or to 
start taking precautionary doses of  anything? I was pretty sure that the answer 
would not be a simple one.
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C H A P T E R  19

BAM
Monday 2nd December 2013 - Guy's Hospital - Gastroenterology

The scales showed that I was 3kg lighter than the last visit - the diet was starting to 
work. Eventually my consultant appeared and showed me into the side room. I 
produced my list. Number one burning question :

Calprotectin test result? 59 - at the top end of  normal, but suggested that the Crohn's 
remained inactive.

Was there an alternative to azathioprine? The recent bone marrow biopsy results 
appeared to show that my low platelet problem was a result of  Crohn's and long-
term azathioprine use. Were other drugs available? Plenty, ranging from methotrexate to 
biologics such as infliximab. I commented that it hadn't worked for me. The 
circumstances were a lot different now, following surgery.

Would the plan be to start medication to maintain remission or to continue drug 
free until I noticed the Crohn's starting up again? The aim was to monitor for signs of  
Crohn's, not the symptoms, by having six monthly calprotectin tests, backed up by colonoscopies or 
capsule endoscopies as required. They would identify that the disease was becoming active and 
treatment could start before the symptoms appeared. 

I mentioned the bone marrow biopsy I had undergone. You would think that a 
doctor who didn’t bat an eyelid at sticking a camera up a patient would be pretty 
much hardened to all medical procedures, but the mere mention of  it was enough 
to make him squirm. He asked me if  I was OK having the biopsy as it was the one 
test he really wouldn't want to undergo himself ! Funny, that’s what everyone said.

I would be back at Guy's the following Monday for a re-run to get better aspirate 
slides. He was unaware of  this and looked at my file again. "Ah! That's why. I haven't 
got a copy of  the follow-up letter from your last haematology appointment." Now that was a 
surprise. I explained the issues regarding previous follow-up letters.
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When we discussed anastomosis pain previously he concluded it was purely 
mechanical. Given the amount of  surgery carried out there could well be some 
adhesions or scarring formed. He examined my abdomen and could feel a small 
amount of  scar tissue. Whilst he considered it was nothing to worry about, he gave 
me the option of  an MRI scan if  it would put my mind at rest. I had already said 
that I was trying to avoid endless appointments and procedures so we agreed that 
the decision should be put off  until we had the results of  the next calprotectin test 
in six months’ time.

Bowel Movements - not something I particularly want to inflict on readers so we'll 
leave the detail in the consulting room. He did however say that after the surgery I 
had undergone he “wouldn't expect my digestive system to behave normally” and using 
loperamide to regulate it was the right approach. That was news to me. He 
mentioned that there were some alternative drugs that I might want to try. 
(Unfortunately I couldn't remember the names and I didn’t take in the significance 
of  his comment).

I had started following a partial low FODMAP diet, in particular avoiding onion, 
garlic, honey and apples. It seemed to be helping to reduce bloating and I was 
toying with the idea of  trying to go gluten-free or maybe lactose-free. He stressed 
it was not necessary to go overboard with diet. You could choose which parts to 
follow. It should be treated as a tool to improve your quality of  life, not something 
that affects the Crohn's itself. If  I wanted to go out for a curry one night and 
ignore the diet then fine, do so. It wouldn't have a lasting effect, but I just needed 
to be aware that I might feel uncomfortable afterwards.

I mentioned, in passing, my exercise regime and its effect on my weight. He was 
happy to see planned weight loss, it was the unplanned variety that worried him 
with Crohn's.

And that was it. Another appointment out of  the way. Before leaving I picked up 
"on hold" request forms for the calprotectin and blood tests. It would be up to me to 
have them done in time for seeing him again in the summer. Pretty encouraging 
really, I just needed to get rid of  the anastomosis pain and prepare for the final test 
of  2013.
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Monday 9th December 2013 - Guy's Hospital - Haematology Day Unit

I was wristbanded and then waited for the doctor. She appeared a short while later 
and took me into a cubicle in the day ward. We went through the usual risk review 
and I signed the consent form.

Then, yet again, the value of  follow-up letters became apparent. The doctor had 
referred to my notes and found the latest letter on file, dated September. She was 
unaware of  what had happened in the interim and that this was to be a second 
sample attempt but with no need for a marrow core this time.

It was a good thing that I had taken this all in, together with the plan to use 
heparin to stop the blood from clotting, otherwise I would have been back to 
square one and heading for a third biopsy. 

She took onboard this new information and went off  to find the heparin. When 
she returned she laid out the equipment - swabs, needles, instruments of  torture 
and local anaesthetic. She asked me to arrange my clothes so she could access my 
hipbone and to ensure any “leakage” missed them. I rolled onto my left side and 
drew my knees up to my chest.

Last time it was the local anaesthetic injections that stung but this time they were 
outdone by the sample needle. Maybe a couple more minutes to allow the 
anaesthetic to work would have been better. She looked at the first slides produced 
but they weren't quite as she wanted, probably due to the heparin. She asked if  it 
was OK to go back in with another needle to get a second sample. This time I felt 
nothing apart from a liquid trickling down my back. Probably only blood but 
slightly unnerving. Clearly the heparin had worked. She was now happy with the 
slides and showed me what they were looking for. I explained that I wrote a patient 
blog and I asked if  I could take a picture of  one of  the good slides. No problem.

She cleaned up the "leakage" and dressed the puncture wound. I then spent 15 
minutes lying on my back to ensure everything had started to seal itself. She 
warned me that it was likely to need a new dressing before I left hospital due to the 
action of  the blood thinner. After another 15 minutes a nurse came and changed 
the dressing and I was allowed to go back to work.
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The slide chosen for further examination

Wednesday 1st January 2014

I was hoping for a quiet year with even less time spent at the various hospitals. If  I 
added up all the time getting to, waiting for, and attending appointments, it would 
make a large hole in the year, and that’s without taking into account any 
preparation or “thinking” time. One day I would do that calculation out of  interest. 

The gaps between the events were becoming longer. Six weeks into the new year 
and it was time to visit hospital again.

Wednesday 19th February 2014 - Guy's Hospital - Haematology 2 - the 
first appointment of  2014 and I was strangely unprepared. Travelling up to 
London on the train that morning I realised I hadn't even written out a list of  
questions. By the time I left work to set off  for Guy's I had managed to come up 
with seven things, on a good old fashioned Post-It note.

When the phlebotomist called me in she asked me if  I knew why she was also 
taking an "histological" sample. Since I didn’t know what “histological” meant I was 
of  little help. (Of  course I now know that it’s the anatomical study of  the 
microscopic structure of  animal and plant tissues).

Back to the waiting area and at ten o’clock my usual doctor appeared, greeted me 
warmly and we set off  to the consulting room. She introduced me to an American 
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medical student, who was over in the UK to witness how things were done in the 
NHS and checked that I was OK with someone else present during the 
consultation.

She explained that after the last bone marrow biopsy one of  the samples, which 
should have gone for histological testing, had either been mislaid or mislabelled so 
did not make it. I had forgotten that she had rung me a few weeks previously to 
explain the situation. She had, however, looked at the other slides from that second 
biopsy and these were fine.

The missing sample had been discussed with the chief  histologist and he suggested 
doing a specific type of  blood test which had proved to be 60% effective in 
spotting problems, if  there were any. The results would be available in a week's 
time. The alternative was to have a third bone marrow biopsy but they didn't want 
to put me through it again. I could have made a fuss about the missing slide and 
the fact that I had already undergone a second biopsy but I couldn’t see what good 
it would do.

...and so to the list :

What was the long-term prognosis for the thrombocytopenia? Whilst it would not 
affect the other  issues - Crohn's, potential PSC, PVT, I must avoid the use of  
azathioprine in the future. My platelet count was sitting at 74, an increase of  18 
from the previous test, but I was clearly asymptomatic and didn't bleed profusely if  
I cut myself.

What could have caused the low platelets? There were no signs of  any marrow 
abnormalities which could have pointed to the more sinister conclusion of  
leukaemia, therefore the cause is drug-induced from the long-term use of  
azathioprine.

Did I need treatment? No, but look out for any signs of  starting to bleed more 
easily. Six-monthly blood tests and outpatient appointments would be sufficient 
monitoring. A platelet count of  50 would be the threshold for having minor 
surgery or tooth extraction. No need for any special measures at present.
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Then we reached the thorny issue of  follow-up letters. This was an area we had 
discussed in the past. I requested that they were sent out as soon as possible after 
an appointment as the last time I had seen my gastroenterologist he was unaware 
of  the bone marrow biopsy. She promised to improve the timing in future and 
would write to me as soon as the histological results were back.

Twenty past ten, appointment completed and I was on my way back to work.

...and the implications for other azathioprine users?

This is just my experience. We all react differently to medications so you should 
not assume you will end up in the same situation. Would I have agreed to starting 
it back in 1998 if  I knew then what I know now? Probably. For nearly ten years it 
kept surgery at bay so that when the knife became inevitable I was in a much 
better position both financially and mentally to cope.

Moving

At the beginning of  April the project team I was working with moved offices to 
Holborn. It gave me an endless choice of  routes for walking to and from work and 
many new areas to explore. My exercise regime stepped up a level.

Waterloo Sunrise
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Wednesday 7th May 2014 - St.Thomas’ PathLab - I had a sample pot and 
request form for a calprotectin test so I did the necessary and dropped it into the 
Path Lab on the way to work. It was clearly labelled with name, date of  birth and 
Hospital Number and accompanied by the correct paperwork. So far so good.

Tuesday 20th May 2014 - I left it a couple of  weeks for the test results to be 
sent to my consultant and then emailed him to find out what the result was.

The response came quickly. It started: "Rather distressingly..." at which point my 
heart sank and I feared the worst, but it continued: "...there is no record of  it on the 
system". I was surprised given that I had personally delivered the sample to the lab. 
I went online to see if  there were any contact details.

On the Viapath website I found a link entitled "Ask Our CEO" , so I did. “Could he 
track down my test result?’. The next day there was a response from Customer 
Support saying that they were looking into the matter and then a little later on a 
further email telling me that they had found it, except "they didn't know where to send 
it". A rather feeble excuse given the paperwork that had accompanied the sample. 
Surely they would not have carried out a test without knowing where to send the 
bill.

Wednesday 4th June 2014 - after several days the result had still not appeared. 
I would try a different tack. Did Viapath have a Twitter account? Yes they did. 
Time to discover the power of  social media. I asked the question again about the 
missing result and, miraculously, it was sent to my consultant. The calprotectin 
level was slightly elevated, something to discuss at the next appointment.

Monday 23rd June 2014 - Guy’s Hospital - Gastroenterology - I went into 
the appointment with two outcomes in mind - to have some comfort on what was 
causing the continuing ache around my anastomosis and to have revisited the 
long-term monitoring plan for my various conditions.

I knew there would probably be a long wait ahead as I specifically asked to see my 
usual consultant rather than a registrar. After a while one of  the nurses announced 
that they were running around 45 minutes behind schedule but that stretched to 
an hour before I heard my name being called. My consultant apologised for the 
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delay. His previous patient had been a particularly difficult case and couldn't be 
hurried.

In the space of  around twenty minutes we covered a wide range of  subjects 
starting with the Calprotectin result - 73, slightly higher than before but on the 
overall scale (0 to 1800) still low. Nothing to worry about and no indication that 
the Crohn's was returning. He explained that there was a new study into the 
correlation between calprotectin results and assessments by colonoscopy, 
specifically looking at the anastomosis, in predicting Crohn's recurrence. Apart 
from a few "rogue" points the results closely agreed with the visually assessed 
Rutgeert's score.

The recent blood test results were all within range except for platelets which at 59 
were, yet again, the lowest ever. He asked me if  Haematology were particularly 
concerned about this? I replied that they were not as I hadn’t showed any signs of  
abnormal bleeding.

He then said: "Sorry, we've been so busy focussing on your results I haven't actually asked you 
how you are feeling!" That triggered our usual discussion on the ache I was 
experiencing and my concern that it could be the precursor of  something more 
serious. It seemed to be worse after driving a long distance, wearing a tight belt or 
having a full gut. He gave me a quick physical examination, noting that hands are 
not a particularly sensitive diagnostic tool! He couldn't feel anything that caused 
concern. Adhesions were still the most likely explanation. "And the implications of  
adhesions?" None. (I had read that other patients may have had a different 
experience).

I mentioned that on a couple of  occasions recently, whilst travelling, I had to rush 
off  to the bathroom, and luckily had made it OK, but only just. My digestive 
system was very variable, ranging from slower than normal to urgent. Back in 
December he had made a comment that, because of  the surgery I had undergone, 
my digestive system would never return to normal. I queried how the removal of  
just 14cm of  bowel would affect it so much. He understood my reasoning but it 
wasn't what I was missing that had prompted his remark, it was the effect of  a 
surgeon having been in my abdomen and rearranged my guts.
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Urgency seemed to be worse on work days when I knew I needed to get to the 
station by a certain time. I wondered if  this was a form of  stress that was making it 
worse. He replied that stress was widely known to affect the digestive system so it 
was very likely a contributing factor. We then discussed the psychological aspects 
of  Crohn's which can have a very marked effect on patients' lives. For instance, he 
had some patients who were now afraid to go on the Tube as they had suffered 
bad experiences and were not prepared to risk it again.

There was a theory that the ileocaecal valve played a part in slowing down the 
digestive system and acted as a break point but in his opinion this was groundless. 
(My valve was removed as part of  the surgery in 2010.) It would be worth having a 
test for bile acid malabsorption (BAM) as this could affect the speed at which 
matter passes through the gut. It was the first time I had heard of  this condition 
and, again, I didn’t take on board the significance of  the remark.

He recommended I should have a SeHCAT test as this was the “gold standard” for 
diagnosing BAM. He asked me to contact his secretary for the result once I had 
been scanned.

We moved onto the subject of  ongoing monitoring. I had read that Crohn's disease 
gave an increased risk of  bowel cancer and wondered whether this was an 
argument for having colonoscopies rather than calprotectin tests. He explained 
that the increased risk was due to inflammation in the colon and therefore more 
prevalent in ulcerative colitis. My last two colonoscopies, and now the calpro tests, 
showed that I was clear of  inflammation.

I came away from Guy’s with a slight spring in my step if  for no other reason that 
it was so good to find a consultant that listens and discusses your health concerns 
in detail. It was worth the one-hour wait. I was also reassured by his comment 
regarding cancer risk and inflammation, and of  course the fact that, at present, 
the Crohn's seemed to be held at bay. I just had to accept the ache in my side was 
not an indication of  something more serious and that I could get on with life with 
added vigour.

Tuesday 29th July 2014 - St.Thomas’ Hospital - SeHCAT Test - as tests go 
this must be one of  the least stressful that there is, unless you have problems 
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swallowing pills and lying in X-ray machines. The procedure required three visits 
to the Department of  Nuclear Medicine.

First visit - It was the hottest day of  the year in London. I didn't want to catch 
the Tube so decided to walk from Holborn down to St.Thomas'. I made my way 
through the throngs of  tourists on the Embankment and arrived just before my 
allotted time, 12:30pm. After a short wait I was taken into a side room. A 
container was produced. It was clearly some type of  radioactive shielding and 
inside was a single capsule, the same size as my loperamide tablets. I was given a 
glass of  water and told to swallow the pill. First part over. The salts in the capsule 
needed time to dissolve and pass into the gut so I was told to return at 3:30pm. I 
retraced my steps to Holborn.

Scanner Unit used for the SeHCAT test

Second Visit - Walk from Holborn No.2. I arrived exactly at half  past three. 
There were slightly smaller crowds of  tourists to contend with otherwise I would 
have been late. As soon as I arrived I was shown to another waiting area whilst the 
X-ray machine was prepared. After a few minutes I went into the scanning room 
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and lay on the sliding table, face up. The radiographer lined up the X-ray head 
and I just had to lay there for five minutes. I was then asked to roll over onto my 
front and had another five-minute scan. When they were complete I was told to 
come back the same time the following week for the final scan.

That was all there was to it and I was shortly on my way to Victoria station, 
homeward bound. When I arrived home I checked the app on my phone and had 
walked just short of  17km, an all-time record and in that heat. That must be good 
for losing a few more kilograms.

Tuesday 5th August 2014 - St.Thomas’ Hospital - SeHCAT 2 - when I 
arrived they were waiting for me. As soon as the X-ray machine was ready I had 
the two 5 minute scans and the test was complete. A computer would then 
compare the two sets of  readings and work out how much of  the bile acid had 
been retained in the body. The results would take a week to come through. 
Retention at 7 days is normally above 15% and values less than this are banded as 
mild, moderate and severely abnormal.

Tuesday 12th August 2014 - The Results - I emailed my consultant to ask if  
the results were available. His response included the conclusion from the report :

"SeHCAT Retention at Day 7=1% (Normal study: greater than 15%). Impression: Severe bile 
acid malabsorption"

I was given the option of  bringing my appointment forward to discuss the result or 
he could write to my GP asking for treatment to start, or we could do both. I 
opted for both. The appointment came through for the end of  September. Given 
that the malabsorption was described as "severe" I was surprised the effect wasn’t 
far more extreme. 

Bile Acid Malabsorption

I had held off  doing any research into BAM as I was hoping that the test might 
prove negative. Unfortunately it was time to dig a bit deeper into the subject. 

The brief  explanation was - bile is produced in the liver, stored in the gallbladder 
and then passes into the small intestine where the bile acids are critical for 
digestion and absorption of  fats and fat-soluble vitamins and eliminating toxins 
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from the body. When the bile acid reaches the terminal ileum the bulk of  it is 
recirculated. If  the terminal ileum is missing, in my case due to surgery, then it 
passes straight into the colon and interferes with how the bowel absorbs water. 
Excess water in the colon has a particularly nasty side effect - diarrhoea.

It was turning into my own “Donald Rumsfeld” moment. If  you recall the well 
known US “philosopher” was widely ridiculed for the following quote, unfairly in my 
opinion, as it makes perfect sense.

“...as we know, there are known knowns; there are things we know we know. We also know there 
are known unknowns; that is to say we know there are some things we do not know. But there are 
also unknown unknowns- the ones we don't know we don't know.”

I was told that after my ileostomy the absorption of  vitamins and salts would be 
much reduced due to the lack of  a terminal ileum. The surgeon repeated this 
message after the operation. I took it at face value. I would need to increase my 
intake of  salts to compensate and take supplemental vitamins. After all, I was 
being given rehydration salts and told to eat a salt rich diet. I would also need 
regular vitamin B12 injections. What could be clearer than that?

It wasn’t until I researched BAM that I found it has an alternative name “Bile 
SALT Malabsorption”. Suddenly the comment about not absorbing “salt” took on 
another meaning.

This is where Donald Rumsfeld comes in. I heard what the Enhanced Recovery 
Nurse and the surgeon told me. They were using everyday, medical terms to 
describe a potential problem to a patient. I understood what the words meant - to 
me. I didn't realise that my understanding was different from theirs.

From this experience I have learnt, nowadays, to always question what I am being 
told and to get the doctor or consultant to explain, in simple, non-medical terms, 
exactly what they mean and what the implications are.

I kept coming back to those particular words in the quote: "there are things we don't 
know we don't know”. It would be worth repeating every time I entered the 
consulting room and I wondered what else I didn’t know. By the end of  my 
research I came away with these overall impressions :
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BAM is often overlooked as a diagnosis of  diarrhoea and many patients, and more 
worryingly, health care professionals, are unaware of  it. The SeHCAT test is not 
widely used in the UK and not even licensed in the US.

The medications to treat BAM are called bile acid sequestrants and come in 
powder forms or more expensive tablets. The powders are not well tolerated by 
patients leading to a high rate of  non-adherence but GPs prefer to prescribe them 
due to lower cost.

NICE (National Institute for Health and Care Excellence) produced a study into 
the cost effectiveness of  the SeHCAT test as a diagnosis tool. It included a 
paragraph that stopped me in my tracks and I have quoted it many times since :

“Crohn’s disease is sometimes treated by ileal resection. The prevalence of bile 
acid malabsorption among people with Crohn’s disease in clinical remission who 
have had ileal resection is high (97%)"

If  the occurrence of  BAM is so high then why aren’t all patients, who are likely to 
lose their terminal ileum, warned about this outcome and prescribed the relevant 
medication post surgery? 

Saturday 27th September 2014 - today I had to do something I couldn't 
remember doing before - setting off  on a journey and then turning back. We left 
home to drive to Berkshire. As we joined the motorway I suddenly felt the need to 
visit the bathroom. At the same time a pain started in my lower left back. The 
pain became worse. We made it to the nearest services area and by now I was 
starting to get scared, and I don’t usually do scared. Off  to the bathroom. An 
abortive visit and the pain was not improving. I went back to the car hoping that 
adjusting the seat to a new position might ease the pain slightly but no, it started 
spreading up the left side of  my back. I decided there was no point in sitting there 
hoping for an improvement. We set off  for home whilst I could still drive.

Was this the pre-cursor for some new issue?
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C H A P T E R  20

Just Another Year
As we approached home the pain was becoming unbearable but we made it, just. I 
immediately took some painkillers and lay on the sofa with a hot water bottle 
against my back. Over the space of  the next couple of  hours the pain melted away 
and didn't return.

Could it have been a small kidney stone? Was it an existing condition giving me a 
warning sign or was it something new? By Sunday I was digging in the garden and 
planting shrubs with no recurrence of  the pain.

Tuesday 30th September 2014 - St.Thomas’ Hospital - Gastroenterology

It didn't feel like the last day of  September, more like mid-summer. The sun was 
shining and the 3km walk from work down to Westminster was enjoyable. This 
was made better by there being fewer tourists to dodge than usual.

The view from Hungerford Bridge towards the London Eye and St.Thomas’

The four o’clock appointment was the latest I had attended so I was wondering at 
what time I would be called into the consulting room. There was the usual false 
hope of  seeing your name appear on the screen only to find it was just for 
weighing. I asked for a note to be put on the front of  my file saying that I wanted 
to see my usual consultant. I was prepared for the long wait and just gone five 
o’clock my name appeared again. Off  to the consulting room only to find one of  
the registrars.

247



I explained that for continuity I had asked to see my usual doctor and returned to 
the waiting area which, by now, had few occupants. After just five minutes my 
name appeared for the third time and now it was for the right consultant. After 
the initial pleasantries I produced the obligatory list and we worked our way 
through it.

The main reason for the visit was to discuss changing medication to deal with bile 
acid malabsorption. I knew that some patients struggled with the standard 
sequestrants but there appeared to be benefits over just staying with loperamide:

What about the advantage of lowering cholesterol? "Good point. Do you have 
high cholesterol?" No. "Well there's no advantage then. How many loperamide 
capsules are you taking a day?" Two or three. "That's very low. Some of my 
patients are on 20 per day. If you were to change to BAM medication the 
manufacturers recommend not taking any other tablets within four hours so you 
would need to change your tablet regime......." 

We concluded that I should continue managing the BAM with the existing 
loperamide dosage.

I went on to explain about the pain I had suffered on the previous Saturday. "Let’s 
get that checked out" and he entered a request for an ultrasound scan. I wondered 
if  it would also be a good idea to have another calprotectin test done in time for 
our next routine appointment in January. He agreed and printed off  the form to 
accompany the sample. He recalled that the last results had gone missing for a 
while. I explained the power of  finding the "Contact our Chief Executive" page on 
the laboratory’s website. He sounded impressed and we then had a brief  
discussion on the IBD communities that had sprung up on social media.

I asked when the next colonoscopy would be due as I knew there was a 
recommended frequency for Crohn's sufferers. My last one had been nearly two 
years ago. We agreed to review the question again at the January appointment, 
after the calprotectin results were known.

When writing the list I had asked my wife if  she had any questions. "Yes. Why do 
you look like you’re pregnant?" Ever since the ileostomy my torso had taken on a 
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bloated profile. What could cause this? He replied that all medical students are 
taught that bloating can be caused by the five Fs: Fat (obesity); Faeces 
(constipation); Fetus (pregnancy); Flatus (gastro-intestinal wind); Fluid (ascites).

The first three we could discount. The most likely cause was either wind or fluid. 
During the ultrasound scan I should ask the sonographer to take a look a little 
higher than my kidneys to see if  any fluid showed up.

We then had our regular discussion about the ache in my side. Recently it seemed 
to be worse again with a full gut. He said that would make sense as there could be 
some scar tissue around the surgery that had become distended. I showed my 
ignorance by remarking that we had  not seen any scar tissue during the 
colonoscopies. He replied that it would be on the outside of  the gut and the only 
way to see it would be by a laparoscopy. Best leave well alone.

The next day I had a call asking if  I could come in for the ultrasound scan on 
Friday week. That quick? Unfortunately I wouldn’t be available that day so they 
gave me the next possible slot on 4th November.

Tuesday 4th November 2014 - Guy’s Hospital - Ultrasound Imaging

Knowing I would be leaving work at lunchtime it only seemed fair to make the 
effort to get in extra early and make up the time.

For those IBD or BAM sufferers reading this, I have a question - what's the first 
thing you do when waking up in the morning? Within the first few seconds I can 
usually judge how well behaved my digestive system will be that day. I can then 
work out how long to allow for breakfast and how long in the bathroom. My 
assessment that day was - digestive system OK but probably wouldn't want to get 
delayed en route. With a little extra effort I managed to catch the 5:40am train.

The journey started out as normal but the train was gradually getting slower and 
slower. Eventually we came to a halt at the little urban hamlet of  Norbury. The 
guard announced that there was a track problem ahead and he didn't know how 
long we would be waiting there. Just like the previous time the train had been held 
up on its way to London I immediately felt my digestive system stir.
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This was crazy as I had been fine until the announcement. Earlier in the book I 
referred to it as “Crohn’s patterning” and there seemed little I could do to break this 
reaction. I tried analysing my situation rationally but the "what if  I need to get to the 
bathroom quickly?" thought overrode everything. Whilst I was wondering what to do, 
the guard announced that the train would be going no further and that we should 
all disembark, making our way to another platform.

That was enough to distract me and we slowly filed over to the new platform. 
Amazingly another London bound train arrived, with empty seats and the journey 
continued uneventfully but yet again this incident brought home just how easy it 
would have been for a normal day to transform into a very confidence-destroying 
experience. The Joy of  Crohn's and BAM.......

The instructions that came with the Ultrasound letter said drink one to two pints 
of  water at least one hour before your appointment and arrive at the Hospital with 
a full bladder. For the previous scan, back in 2008, I had been asked to arrive one 
hour early and drink the water whilst there. A much more patient friendly plan.

I kept drinking water from mid-morning onwards and tried to retain as much as I 
could. I set off  on the 45-minute walk to Guy's on the basis that it would keep my 
mind off  of  my bladder. The gloomy morning had turned into a bright, sunny day 
and I made sure my route took me past St.Paul's Cathedral. So far so good. Plenty 
of  distractions.

St.Paul’s Cathedral - on the way to Guy’s’ Hospital
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By the time I had crossed London Bridge and was approaching Guy's I was 
getting desperate. A full bladder coupled with a 45 minute walk may not have 
been such a good idea after all.

I found my way up to the 2nd Floor Ultrasound Dept. and was asked to take a 
seat in the waiting area. I felt I was going to burst so asked one of  the nurses if  a 
full bladder was really necessary for the scan. She replied that it was and if  I went 
off  to the bathroom I would then need to drink more water and wait another 30 
minutes. The doctor had just arrived and I heard her explain my predicament. In 
the meantime walking up and down the corridor seemed to help a little.

The doctor called me in and said: "I'll scan your bladder first - should take 30 seconds - 
then you can go to the bathroom". He quickly completed the scan, complimenting me 
on how much I had managed to hold in. I then dashed to the nearby bathroom 
with huge relief.

Back to the trolley and the scan continued around the rest of  my abdomen. I 
remembered to ask about ascites - accumulation of  fluid in the peritoneal cavity - 
so the search moved to a little further up. A couple of  minutes later the procedure 
was over and the doctor revealed what he had found......"Nothing, apart from one 
gallstone." Half  of  me was relieved; the other half  was disappointed that no kidney 
stones had shown up. It left the questions of  what had caused the original pain 
and the bloating unanswered. More questions for my next GI appointment.

Ultrasound terminal
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I asked if  I could take a picture of  the machine to illustrate my blog. He very 
kindly called up the screen showing multiple scans and commented that he liked 
patients that took an active interest in their treatment.

Extract from ultrasound report

Monday 10th November 2014 – St.Thomas’ Hospital - Endoscopy Suite

All my previous procedures had been early morning affairs but this one was set for 
2 o’clock in the afternoon. The new Endoscopy Suite was on the first floor, with 
the waiting area overlooking the Houses of  Parliament. I booked in and we'd only 
been sitting there for a few minutes when I was called by a nurse to run through 
the pre-procedure checklist and get cannulated. She chose a good vein and it went 
in without any fuss.

View from St.Thomas' Endoscopy Suite Waiting Area

There was one other patient ahead of  me but they were having both an endoscopy 
and a colonoscopy in one go and it would be quite a lengthy procedure. I said that 
I hoped the two cameras didn't meet, which I thought was quite amusing. She 
replied that they were done separately and I wished I’d kept my mouth shut.
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My wife was told to come back and collect me two hours later. She wandered off  
up Whitehall to the National Gallery to see some of  her favourite paintings.

Back in the waiting room another nurse appeared to explain that there would be a 
delay to my procedure due to the patient ahead of  me being "topped and tailed". He 
asked if  I had seen a doctor yet to which I replied "No". After another few minutes 
the doctor arrived and ran briefly through the risks before asking me to sign the 
consent form. One thing he said, which I hadn't been told before, was that the risk 
of  the varices bleeding was at its greatest around a week after the procedure, at 
which point the banded section should have formed scabs.

In the Procedure Room three nurses were waiting. I remarked: "please don't put the 
gag in until I'm about to go under". One of  the nurses, who was looking at me in a 
strange way, asked: "Gag? What gag?" I explained is was the green, plastic thing that 
protected your teeth and stopped you biting the endoscope. "Oh, the mouthguard. 
When you said gag... well, let's not go there!"

With a few squirts of  Xylocaine spray to deaden the back of  the throat and the 
oxygen supply hooked up it was time for the “best” bit - sedation. The doctor 
injected the Midazolam/Fentanyl cocktail. One of  the nurses was stroking my 
head, telling me to concentrate on my breathing and visualise something pleasant. 
I was expecting to slip away into temporary darkness....

For previous procedures I had been put out cold and then woken up in Recovery. 
This time I was aware of  what was going on and must have been partially awake, 
although very drowsy. I don’t know how I managed it, and don’t even remember 
doing it, but somehow took a photo of  the endoscope unit. Very sad.

After a while in Recovery I moved to the waiting area where my wife joined me. 
The cannula was removed and I was given a copy of  the Endoscopy Report. They 
had found two large varices which had been banded. That was bad news as I was 
hoping there had been no growth since the previous year. The worse news - I 
would need a further procedure in four weeks time to see how successful this 
banding session had been and would need to follow a sloppy diet for a few days.

We made our way back home. I spent most of  the evening asleep. I don't know 
why I felt so weak this time but the whole procedure had hit me for six. I was 
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pleased with the advice of  not going to work the following day and then took a 
further day off  as I didn't feel up to travelling into London.

It' left me wondering if  the varices would continue to grow at their current pace 
and if  the time between procedures would be reduced. A question for the doctor.

Thursday 11th December 2014 – St.Thomas’ Hospital - Endoscopy Unit

The endoscopy followed exactly the same pattern as the one in November with the 
exception of  starting at 11am and the sedation putting me completely under. 
When I came round from the anaesthetic I was given the good news that the 
banding at the previous session had worked and that I didn’t need to come back 
for another 12 months. A good way to end my Crohn’s year.

Thursday 15th January 2015 - St.Thomas' Hospital - Dietitian - the 
follow-up to the appointment in October 2013 when we had discussed the benefits 
of  a low FODMAP diet. I was in half  a mind to cancel it but with the new 
diagnosis of  BAM decided it could be worthwhile.

We spent 40 minutes discussing many different aspects of  diet. The dietitian 
recommended that I try to increase the amount and variety of  fruit and vegetables 
that I ate. She also suggested taking multi-vitamins each day as the loss of  my 
terminal ileum would mean not absorbing them properly from normal food.

I was now finding it difficult to get my BMI out of  the overweight range (at the 
time it was 26.1) but she told me not to worry too much about numbers. I said that 
I had recently upped my exercise rate and tried to cover at least 10km each day by 
walking to and from the station to my office. I was attempting to achieve the 
balance between keeping fit and keeping my weight constant. I explained that the 
main driver was wanting to be physically prepared in case there was the sudden 
need to undergo surgery.

Tuesday 27th January 2015 - St.Thomas' Hospital - Gastroenterology

The visit followed the standard pattern - get weighed; get called by a registrar; 
explain that you want to see your usual consultant then wait for him to become 
available. This time it was only ten minutes. When I entered the room my 
consultant had two other doctors sitting in with him, one visiting from Greece; the 

254



other a junior doctor working within the department. He asked if  I was OK with 
that. I never have a problem with other doctors learning from “the master”. I 
produced the list and my consultant explained to the others that I always did this 
and that he liked working that way.

What did the calprotectin result show? “188. Not good. Previously it had been around the 
50 mark, the norm. This new result suggested that inflammation had returned but the blood test 
results were all fine. Even your platelets have now risen 20 points to 86.”

Did I need a colonoscopy? “Given the elevated calprotectin level the only way of  checking for 
inflammation would be to go in with the camera”. I mentioned that, thankfully, 
St.Thomas' used Citrafleet. The thought of  downing four litres of  the Klean-Prep, 
used by some other hospitals (and Greece, as it turned out), filled me with dread. 
The request was entered into the computer with a note about Citrafleet. It would 
be my consultant driving the camera.

We had a short discussion on the level of  sedation patients are given. My 
preference was to be as awake as possible so I could ask questions there and then 
and not have to wait for the follow-up appointment to get any bad news. The 
Greek doctor said if  he was having it done he would want to be out cold! It made 
me wonder just how many consultants had actually been through the procedures 
they inflict.

I went on to describe how rough I had felt over the Christmas period - lower back 
pain extending down the backs of  my legs; an ache around my midriff  and great 
weariness. As always, with Crohn's, it was difficult to know the cause - the disease 
itself  or some outside factor?

We ran through my discussion with the dietitian and that two, sometimes three, 
capsules of  loperamide continued to keep the BAM under control. I then got my 
soap box out and observed that, given the prevalence of  the condition in patients 
after ileal resection, it should receive a much wider discussion as the symptoms 
could appear to be the Crohn's itself  and get treated as such.

I asked if  the gastroenterology department ever held open Q&A sessions that 
enabled patients to come along and ask general questions about Crohn's/IBD to 
increase their own understanding of  the disease. He replied: "not at present" but 
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they had been discussing ways of  engaging better with their patient base. He 
would pass my name on to the person charged with the task.

I explained that I was getting to the stage where I would like to give up work and 
devote some time to helping the Crohn's community, although I knew very little 
about the disease. In the grand scheme of  things I felt I had escaped very lightly 
compared to those who had undergone multiple operations or constant flare-ups. 
He felt I was doing myself  a dis-service. 

And that was it. Follow-up appointment for six months’ time but, as he pointed 
out, the next time he saw me would be from the wrong end of  an endoscope. His 
list had now been moved to the new suite at St.Thomas' which pleased him as the 
equipment was better than his old clinic.

I walked back to Victoria Station somewhat disappointed as I had hoped the 
calprotectin level would still be around 50. If  the colonoscopy did show that the 
inflammation was returning the next decision would be how to deal with it. I knew 
that azathioprine wasn't an option.

Monday 9th February 2015 - St.Thomas' Hospital - Endoscopy Suite

An appointment with the endoscopy nurse to pick up the preparation sachets and 
to run through exactly when I needed to take them for a "successful evacuation".

Unfortunately I had a long wait but when the nurse eventually appeared she did 
apologise. I recognised her from my very first colonoscopy at Guy’s several years 
previously. It was comforting to see the same nurses each year as I assumed they 
enjoyed their jobs and the department was a good environment to work in.

As an old hand at these things I went prepared with the timings already in my 
calendar. But no, since the last one I had in 2012, they had changed the regime. 
Instead of  taking all the prep on the day before the procedure I would now take 
the final sachet on the morning as I was down for an early afternoon scoping. I 
was wondering how that would work for the train journey up to the hospital.

The advice leaflet had been rewritten and answered a question I had long 
wondered about - what decides the type of  prep a patient is given? The answer - if  
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the doctors are concerned about the kidneys or kidney disease they may choose 
Klean-Prep as it is less likely to affect your kidney function.

Prep with revised timings

As I was leaving, clutching the senna tablets and two sachets of  Citrafleet the 
nurse advised me to arrive early as my consultant always like to start on time and 
it would take a few minutes to attach the wristband and insert the cannula.

Wednesday 11th February 2015 - Guy’s Hospital - Haematology 2 - just a 
routine appointment and I hadn’t prepared a long list of  questions. The obligatory 
blood test showed all my levels were OK except platelets. No surprise there. My 
consultant reiterated her original advice of  not getting hung up on the numbers.

She went on to describe my bone marrow as being: "a four cylinder engine running on 
only three" and therefore not delivering the right quantities of  platelets. Next 
appointment in six months. 

Tuesday 24th February 2015 - one day to go until the “camera job” and I chose 
to work from home. There was a call from Endoscopy Appointments saying that 
four patients had been booked in for one o’clock so they were putting me back an 
hour. This was somewhat annoying as I had carefully worked out who was going 
to collect me from the hospital after the procedure. Time for a rethink.

At four o’clock - I took four senna tablets followed, an hour later, by the first sachet 
of  Citrafleet and awaited its effect. By early evening the solution had kicked in, 
you can guess the rest. Coughing to be avoided at all costs.
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Wednesday 25th February 2015 - St.Thomas' Hospital - Endoscopy Unit

I got up very early and took the second sachet of  Citrafleet, drank lots of  fluid 
until 11am, then nothing. The trip to London passed without a problem but I 
decided that next time I would take the second sachet a lot earlier, just in case.

I arrived at the Endoscopy Suite 15 minutes early and booked in. Forty five 
minutes later I was still sitting in the waiting room when the fire alarm started 
sounding. One of  the nurses announced that it was a fault and there was no need 
to move. The alarm finally stopped but it was now gone three o’clock. My 
consultant appeared, and said: "I hope you bought something with you to read". I knew 
then I would have a long wait until it was my turn. He made some comment 
about having to leave the building to which I replied: "that would have been the second 
evacuation of  the day for me".

Finally, at four o’clock, the nurse called my name and it was time to get changed 
into a surgical gown. I'm pleased I took a dressing gown with me because I can 
never get the tie-ups to knot properly. For a change, the cannula was inserted into 
my right arm, and it was off  to the pre-procedure waiting area.

The obligatory photo of a cannula

I was the only person in there so at least there wasn't a queue. A doctor working 
on an IBD research project appeared and asked if  I would be prepared to take 
part. She would like a blood sample and some biopsies. There was a leaflet to read 
about the project and said she would return shortly with a consent form. When 
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she came back I said that I was happy to help with the research but it was not 
certain that I would need any biopsies taken and that I didn't want to risk 
upsetting my gut unnecessarily. I agreed that should routine biopsies be required 
then she could take additional ones and signed the consent form on that 
understanding.

Shortly afterwards my consultant appeared and explained that he had a young 
registrar training with him who was showing a particular aptitude for scoping. 
Would I mind if  the registrar drove the camera whilst he watched. I was happy 
with that, it was just another procedure. Of  more interest was how much longer I 
would need to wait? They were just finishing up. He went off  to get a consent 
form and when he came back was happy to answer a few questions. The main one 
was: "can there be a long period between the calprotectin test showing a rise in inflammation and 
a flare occurring?" Yes, and that's why they used the calprotectin test to show if  
intervention was needed and to allow medication to start before the patient is ever 
aware of  any symptoms. It could be described as over-treating but it was 
preventative, rather than reactive, medicine.

I asked if  the camera did show inflammation, was there an alternative to 
azathioprine? Yes, there were lots of  alternative drugs now available and they 
worked in a more targeted manner.

Just before half  past four it was time to enter the procedure room, quite a familiar 
environment by now. There was a team of  six, maroon clad, doctors and nurses, 
three of  each. I got onto the trolley and had the oxygen feed attached. I was asked 
to roll over onto my left side and bring my knees up to my chest into the best 
position for introducing the camera.

Whilst the sedatives were being prepared I saw the opportunity to discuss BAM, a 
subject now close to my heart. I explained that after my reversal operation, back in 
2011, I had expected my digestive system to return to normal. I had no knowledge 
of  possible BAM and its side effects (chronic diarrhoea). It really was a subject that 
needs much wider awareness within the IBD community.

Four syringes of  sedative later we were ready to go. After the initial sensation of  
the camera being inserted I felt nothing. We were all looking at the images on 
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large monitors as the camera started its journey. Then I remember nothing. I don't 
know whether I was semi-conscious and the sedation dulled my memory or if  I 
lost consciousness altogether. I vaguely recall asking whether the camera had 
made it to my anastomosis but it was very hazy. Maybe a little less sedation next 
time.

I woke up in recovery where my blood pressure and oxygen levels were monitored. 
Once they could see my readings were back to normal I was allowed to get dressed 
and make my way to the Discharge Lounge for coffee and biscuits. At that point 
my brother-in-law arrived to accompany me home. I just needed to have the 
cannula removed and to be given a copy of  the report. I was disappointed that it 
was in black and white but it did show that there were no significant signs of  
inflammation. I was given a Rutgeert's Score of  i0 again. Very good news and I 
was free to go. We left St.Thomas' just gone half  past five and walked back to 
Victoria Station via the backstreets of  Westminster.

Colonoscopy report

Later that evening, whilst I was having dinner I re-read the colonoscopy report 
and it struck me that it wasn't very clear.
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I emailed my consultant asking for clarification and received a response along the 
lines he would get it amended. "The terminal ileum was entirely normal as was the 
anastomosis. There was some mild inflammation in the colon - not impressive enough to treat to 
be honest, but this is probably the cause of  the mildly raised calprotectin."

Tuesday 5th May 2015 - St.Thomas’ Hospital - Gastroenterology

The forecast said 50 mph winds and I could vouch for that. Crossing Westminster 
Bridge was "stimulating" and I was met my a very strange sight as I reached the 
middle - an animatronic polar bear.

Animatronic Polar bear on Westminster Bridge

This was to be a routine, six monthly appointment. I had only a short list of  
questions to ask. The visit started exactly the same as the one in January. 
(Appointment time 2:50pm, in with the "right" doctor by 3:20pm. Not bad).

I knocked on the door, list at the ready, and entered. I got a warm welcome from 
my usual doctor who had a medical student sitting in with him.  My notes were on 
the desk. The file was so thick it looked like it couldn't take one more sheet. "We 
need to get a new one of  these". I replied that I might just have the solution as I was 
writing a book covering my medical history and experiences including the 
treatment at St.Thomas'. He seemed genuinely surprised. I told him it was for real 
and that I was currently going through the final stages of  editing and proof  
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reading. (Slightly optimistic to be honest as you will have gathered by the actual 
publication date). I reassured him that he wasn't mentioned by name and that it 
was all positive anyway!

That prompted a discussion on doctor/patient communication and how patients 
react to what they are told. He considered himself  to be a good communicator (I'll 
second that unequivocally) but was concerned that a seemingly innocuous remark, 
made in passing, could take on far more significance to a patient. We then went on 
to discuss when and where it is appropriate to tell a patient potential bad news. I 
mentioned that there were two things I wish I had been told about prior to 
surgery, and that they were at the end of  my list.......

I had been quite tired over the last couple of  months and even the B12 injection 
three weeks ago didn't seem to have made a difference. He suggested that next 
time I had a blood test I should get checked for iron and vitamin D levels. I 
mentioned that the previous week I had walked nearly 50km to and from work 
and at lunchtimes, so maybe I should be cutting back a little. That lead off  at a 
tangent to the merits of  exploring London early in the morning when the streets 
were quite deserted.

As ever I mentioned the intermittent ache around my anastomosis which we had 
previously agreed was probably just a mechanical issue. The recent colonoscopy 
had, again, shown no sign of  significant inflammation. He wondered if  there 
might be some other inflammation in a part of  my small intestine that neither the 
colonoscopy or the previous gastroscopies had reached. There was a technique, 
called a balloon-assisted enteroscopy, that allowed the scope to propel itself  along 
the small bowel. To me that sounded like something to avoid. I asked if  a capsule 
endoscopy would be better alternative but he replied the disadvantage for some 
patients was the possibility of  the capsule becoming stuck if  it met a stricture 
along its path. 

Maybe it was time for another MRI scan as the last one was three years ago. He 
recalled that it had suggested inflammation but the subsequent colonoscopy had 
shown nothing. You could sometimes get conflicting messages with no explanation 
as to why there was a difference.
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He set the next appointment for six months but it would be down to me to fine 
tune the actual date, nearer the time, so that it was after the annual gastroscopy. I 
would also need to ensure that the calprotectin test result was available.

It was time to get my soapbox out again. I was now convinced, more than ever, 
that BAM was a subject that not enough patients knew about. This was one of  the 
two subjects I wish had been discussed prior to surgery, not because it would have 
changed anything but at least I would have known what to expect afterwards.   It 
could be part of  the pre-op assessment with either the Enhanced Recovery Nurse 
or the surgeon.

I also wish I had been warned about post-operative ileus, or the lockdown of  the 
digestive system, following surgery. I explained that unless you have suffered 
intense nausea you have no idea how bad it can feel. I wasn't joking when I said 
that it was a good thing the windows on the 11th floor surgical ward at St.Thomas' 
were non-opening. I really would have jumped! Both of  them looked surprised.

Appointment over and a chance to brave the high winds again. By now they had 
died down a little and the sun was shining. I took a different route back to Victoria 
via the Albert Embankment. With the approaching General Election there were 
film crews wanting to get the classic shot with the Palace of  Westminster in the 
background. It was also proving to be a popular location with oriental couples’ for 
their pre-wedding photographs. I witnessed both on my walk back.

Films crews from around the world in Westminster for the General Election
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Tuesday 25th August 2015 - Guy's Hospital - Haematology 2 - a routine, 
six monthly appointment and for the first time I struggled to come up with any 
questions to ask. I eventually managed :

Latest platelet count? “56”

Do we need to revisit the warfarin decision at some point in the future? “No”

Do I need to continue with iron tablets or more vitamin D capsules? “Ask your GP to 
check iron and vitamin D levels”

On the basis of  the above we agreed that appointments could now be yearly.

....and then a very long gap until the last routine procedure of  the year. In the 
meantime, after 18 months of  working in High Holborn we were on the move 
once again. This time we transferred to an office block in Canary Wharf  in 
October. It meant adding an extra leg to my journey using either the Tube or the 
Docklands Light Railway. I can’t say that I found working there very pleasant. The 
tall buildings created a wind tunnel effect but it was an area of  London I was 
completely unfamiliar with and a rich subject for photography.

Early morning at Canary Wharf

264



Monday 14th December 2015 - St.Thomas’ Hospital - Endoscopy Suite

Had a year passed since my last gastroscopy? The procedure was booked for one 
o’clock so I went to work first and at lunchtime made my way down to 
Westminster. My brother-in-law had kindly agreed to leave work early and escort 
me home. 

The procedure followed the pattern I had become so used to. I knew I would be 
completely sedated as there was the possibility of  needing some banding, 
depending upon what they observed. When I woke up in Recovery I was given the 
good news that none had been required. I could have a coffee and biscuits before 
leaving. My escort turned up and we walked back to Victoria Station to catch the 
train home.
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C H A P T E R  21

Giving Up
With a “big” birthday rapidly approaching I had an important decision 
to make. For some time I had been thinking about retiring to get the 
most from life before the Crohn’s reawakened or some new ailment 
reared its ugly head.

I had been told that making the decision to retire would be the most difficult part. 
I happened to mention the subject to my gastroenterologist and his response was 
not to allow my health to sway my decision. An interesting thought.

Tuesday 5th January 2016 - Guy’s Hospital - Gastroenterology

Just a routine appointment at the IBD Clinic and not much to discuss. My 
calprotectin level had dropped a little since last time. The consultant noted that I 
remained well and that the recent gastroscopy had shown only small varices that 
did not need banding. As I was due for a colonoscopy that year I suggested that we 
should not meet again for another 12 months, rather than the usual six months, 
and that I should have a repeat calprotectin test beforehand. As usual he stressed 
that I could, and should, get in touch in the meantime if  the need arose.

Tuesday 3rd May - GP’s Surgery - I had an annual check-up with my GP and 
had pre-empted the appointment with a full blood test. The results came back 
within range except for lymphocytes and platelets, as expected. I emailed a copy to 
my gastroenterologist, mentioning that I had been getting abdominal pain for the 
last few weeks and rushing off  to the bathroom. He replied that I should have a 
calprotectin test sooner rather than later and would have a sample pot sent to me.

The symptoms were a pain around the midriff; extreme tiredness - so much so that 
when I arrived home from work, I would have dinner, collapse on the sofa and 
wake up at eleven ready to go to bed. Most worryingly, and not wanting to get too 
graphic, let’s just say the phrase “through the eye of  a needle” comes to mind.
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I’ve known for some time that if  you can visualise   pain it is much easier to deal 
with. Mentally I lined up the usual suspects - a virus picked up from the train to 
L o n d o n  
; eating something dodgy (I had eaten out in a restaurant one lunchtime and the 
food was decidedly below par); wearing a very tight belt whilst doing a lot of  
physical work; or, the one that constituted the "elephant in the room", five years of  
Crohn’s remission was at an end.

It was ironic that I had chosen to extend the gap between appointments from six 
to twelve months. I was now regretting it. My weight was dropping and the ache 
in my side was becoming more frequent. I dropped the sample into the IBD 
nurses at Guy’s and awaited the result.

It came back two weeks later. My consultant emailed: “interestingly it has risen from 
179 to 436” and suggested that a colonoscopy should be the next step. “Would I be 
OK with that?” Not a problem but I was starting to wonder if  I had been “crying 
wolf ” as I had started to feel a lot better. Maybe it was wishful thinking. Something 
was causing the calpro results to keep rising and my weight was still falling, down 
from 91kg to 82kg.

The colonoscopy was duly booked for July but I wondered how that would allow 
my small intestine to be viewed. My consultant wrote back that the colonoscopy 
would be able to reach just past the anastomosis, the most likely place to find 
inflammation if  it had restarted. If  the scope showed nothing then I would need 
further tests by which I assumed he meant a scan. I was sure he would not want to 
risk getting a PillCam stuck.

Wednesday 13th July 2016 - St.Thomas’ Hospital - Endoscopy Unit

This would be my fifth colonoscopy so I’m not going to describe the whole process 
again. After the previous scoping I had decided to take the second sachet of  
Citrafleet a lot earlier than recommended. I woke up especially early and took it at 
5:30am. I was glad I did as it had only just finished taking effect at half  past ten, 
when I was due to leave home.

On arrival I was asked to change into a hospital gown. The usual, very flimsy 
paper briefs had now been replaced with some very stylish dark blue, paper boxer 
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shorts with a large slit up the back. Modesty and good taste prevented me from 
taking a selfie, especially since I put them on the wrong way round to start with.

For the first time ever the nurse had problems finding a vein for the cannula. After 
two attempts with my right arm she handed me over to her colleague who 
succeeded with the other one.

One of  the doctors came in to get the consent form signed. I explained that I 
wanted to keep alert throughout the procedure so that I could ask questions. I 
mentioned that my weight was a lot lower than for previous scopings so he decided 
to give me less sedative than before.

Whilst my main consultant watched on, the doctor started the procedure. As the 
camera made its way ever onwards it started to show mild inflammation in the 
colon but when it reached the anastomosis the inflammation disappeared. The 
doctor decided to see how much further he could push the scope into the small 
intestine.

Normally I didn't notice the movement of  the camera, the air used to expand the 
gut or the liquid cleaning the lens but that final push was the exception. I ended 
up being asked to roll onto my back which made progress a little  easier. Once 
again there was no inflammation and the scope was withdrawn.

They concluded that there was mild, ongoing Crohn's disease in the colon and 
that could explain the high calprotectin result. Of  more concern was the weight 
loss, now down below 80kg for the first time since before my ileostomy, A request 
for an urgent MRI scan was sent.

College Green in the weeks after the Brexit vote
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By half  past three it was time to leave St.Thomas', clutching a copy of  the report. 
A fellow GSTT IBD patient gave up her time to escort me to Victoria Station. I 
chose our route back past the Houses of  Parliament but found the path across 
College Green shut as the area was swarming with journalists and TV crews still 
caught up in the febrile atmosphere following the Brexit vote.

I left it a couple of  days then rang the MRI Unit to see if  they had allocated a 
date for the urgent scan. If  I was to be seen within two weeks then surely I would 
need to be on their schedule by now. I was told that they were working through the 
bookings in order, which suggested they didn’t prioritise them.

When I called again a couple of  days later I was told Friday 29th July, just 12 days 
from the request going in. There would be no need to be accompanied as no 
sedation would be used. In the meantime a date for the follow-up gastroenterology 
appointment to discuss the results also came through - 5th September.

Friday 29th July 2016 - Guy’s Hospital - MRI Suite

My first chance to visit the newly refurbished and extended MRI suite that had 
only been open a few days. There were now four scanners in operation.

New, “improved” MRI prep solution

Patients were asked to arrive 40 minutes before their appointment time as there 
was a prep solution to drink. I knew what to expect - a thick, lemony liquid with 
the consistency of  wallpaper paste that needed constant stirring. Wrong! It was all 
change. Instead there was a one litre bottle of  a clear fluid, Mannitol, and a glass 
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of  water as a "chaser". The nurse told me to drink a cup of  the liquid every 5 
minutes. She mentioned that it was not very palatable and she wasn’t kidding. I 
had managed to drink about three quarters of  the bottle before it was time to be 
cannulated. For the second time in 3 weeks the nurse had difficulty in finding a 
good vein. On her third attempt she was successful.

I've described MRI scans, in detail, elsewhere. They are noisy machines so I was 
rather surprised to have fallen asleep towards the end of  the procedure. I think it 
showed just how tired I had been recently.

Wednesday 10th August 2016 - Guy’s Hospital - Haematology 2

Another routine appointment. I didn't have a list of  questions because nothing 
had changed since my last visit. The doctor called up my records on her screen 
and said, in passing: "just to put your mind at rest - the MRI scan didn't show anything 
unexpected, just some mild stricturing in the small bowel which had been seen before." 
Stricturing? I wasn't aware of  any strictures. None had been seen during the 
colonoscopy. Something to take up with my gastroenterologist.

Friday 12th August 2016 - A Major Milestone

I finally retired from work. The decision to take early retirement was not taken 
lightly. I put on my “objective” hat, the combination of  conditions that I suffer 
from, the chances of  leading a trouble free life until some ripe old age seems 
unrealistic. If  I could retire whilst relatively fit then why not? I needed to make 
sure two things were in place. Firstly, that we had sufficient savings to bridge the 
gap between giving up an income and receiving a pension. Secondly, that I had 
enough outside interests and hobbies to keep my mind and body active. 

The first one was a matter of  judgement; the second one was never likely to be an 
issue given our plans for the garden.

In the end the decision was only partly voluntary. The London Underground 
project I was working on had reached a significant break-point and the client had 
decided to move offices to Stratford in East London. I was already finding 
travelling to Canary Wharf  unpleasant, although some of  the early morning sights 
were worth it. The thought of  venturing even further east was the final straw. 
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Meanwhile, over in City Hall, the newly elected Mayor of  London had decreed a 
large reduction in the number of  contractors working on the project. Whilst I had 
been kept on for as long as possible my time was finally up. Having worked a 3 day 
week for several years the transition to a life of  leisure was made easier.

Monday 5th September 2016 - Guy’s Hospital - Gastroenterology

The first appointment following my retirement so no opportunity to take an early 
lunch hour from work to attend. I arrived at Guy's with only two minutes to spare. 
Almost immediately I was called for weighing. Nearly 6 kilos down since my last 
appointment. I asked the nurse to put a note on my records that I wanted to see 
my usual doctor.

Weighing was the passport to the inner waiting area, from where you would be 
collected by your consultant. A student approached me and asked if  I would be 
prepared to take part in some genetics based research. I was happy to help so he 
left me a document to read and would talk to me after I had seen the consultant.

The waiting area was remarkably quiet, not jam packed as on previous visits. To 
pass the time I was re-reading the text of  a talk I would be giving on "Living with 
IBD" as part of  a course on living with chronic conditions. I was miles away, 
submerged in the section about weight loss and fatigue, when I realised my name 
was being called. It was my consultant. We would be reviewing the results of  the 
last colonoscopy and MRI scan and mapping out the route to get my health back 
on track.

The results of  the latest scoping were “ongoing mild colonic Crohn’s Disease” whereas 
the previous one, back in February, showed “mild, patchy erythema throughout the colon, 
however no ulceration seen”. Had there been a change? Did it need to be treated? The 
latest result suggested that the Crohn's had returned albeit mildly. I mentioned 
that my last calprotectin level had been elevated - around 425. He called up all my 
results and drew a graph which showed that the last result did not follow the trend. 
"Collect a sample pot on your way out and we'll re-run the test in case that was a rogue value. 
Let me know when you drop the sample in so that I can keep an eye out for the result".

I asked about potential treatment for the inflammation. He mentioned a multi-
matrix form of  Budesonide (MMX/Cortiment) that is used to treat ulcerative 
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colitis and formulated to release at a controlled rate to minimise absorption 
elsewhere.

The strictures in my colon, picked up on the MRI scan, weren’t apparent from the 
colonoscopy. Usually a scope overrides a scan so this was unexpected. He 
proposed to take the results of  both procedures to the next multi-disciplinary 
meeting to try and come up with an explanation.

Given the very variable nature of  my digestive system and recent weight loss I 
wondered if  it was finally time to bite the bullet and start taking a sequestrant to 
treat the bile acid malabsorption. I had been trying to avoid taking yet more drugs 
whilst loperamide appeared to be working.

Would he be able to prescribe Colesevelam, the tablet form, rather than Questran 
powder, as I had read that many patients found the former easier to tolerate? I was 
aware that there was a cost differential. He said that for the good of  the Health 
Service budget I should try Questran first but to discuss it with my GP. My next 
hospital appointment would be arranged once the MDM had discussed the results. 

When my appointment was over I went and saw the student doing genetic 
research, spent 10 minutes answering his questions and intermittently spitting 
saliva into a sample tube.

...and then my mobile rang, It was an old client asking if  I would be free to do 
some work for them. Retirement had lasted precisely 5 weeks.

Thursday 15th September 2016 - Kings College, London

Time to repay the favour to the patient who had escorted me to the station after 
my last colonoscopy. She was due to give a talk to 200 undergraduate nurses about 
“Living with IBD” but could not make that date. She had asked me if  I would step 
in. It was the first time I had done anything on this scale. I was planning to talk 
without notes but then reality kicked in. I ended up with a carefully prepared 
script and a few props to illustrate the subject. It was a thoroughly enjoyable 
experience. I hope the audience felt the same. Given the opportunity I would 
jump at the chance to do it again.
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Friday 30th September 2016 - out of  the blue a letter arrived showing an 
ultrasound scan had been booked. I was curious to know what had prompted it so 
emailed my consultant. It would also be a good chance to see if  my calprotectin 
result was available. He replied that the MRI scan had shown a slight thickening 
to my gallbladder wall so an ultrasound was recommended to investigate. The 
calprotectin level remained elevated at 512 but this could “just about” be explained 
by the mild inflammation seen in the colon. Why didn't we catch up after the 
scan?

Monday 17th October 2016 - St.Thomas’ Hospital - Ultrasound Scan

An early afternoon appointment so plenty of  time to visit a gallery first. I walked 
up through Green Park and headed for the Abstract Expressionism exhibition at 
the Royal Academy in Piccadilly. (I can do pretentious, but you may have already 
come to that conclusion.)

The scan itself  only took a few minutes. I asked the sonographer if  she had seen 
anything untoward and she replied: “only a gallstone”.

Central Courtyard at the Royal Academy
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12th December 2016 - Guy’s Hospital - Gastroenterology

As the date for the appointment drew closer my stress level increased, not from the 
potential medical implications but the logistics of  getting to London by 10:20am. 
It should not be a problem until you realise that it meant relying upon the ever 
worsening service provided by Southern Rail. It  had become progressively worse 
since just before I retired.

As if  to prove me wrong the train was exactly on time.

Having arrived at the hospital with five minutes to spare I was met by a nurse who 
explained that the clinic was running 45 minutes late which increased to just over 
an hour before I heard my consultant calling my name. 

We started out by discussing the outcome of  the MDM. Had they been able to 
reconcile the apparent contradiction between the colonoscopy results and the 
MRI scan? No, they were at a loss to explain the differences.

The MRI report noted a 100mm stricture in the transverse colon and another in 
the ascending colon. Neither had been apparent from the scoping. The scan also 
showed adhesions, one of  which was between   intestine and bladder. This could 
potentially lead to a fistula developing between the two. The tell tale sign would be 
gas when passing urine. That was a new one on me and certainly not something I 
had experienced so far. The word that had worried me was "fistula" but as he 
pointed out the report only said “possible”, it was not a certainty.

The options left were to repeat the colonoscopy, or the MRI scan, but a barium 
enema would be preferable. I wasn’t sure for whom. The last one I had was over 
30 years ago but still fresh in my memory  Rather than going straight to another 
procedure he suggested that we carry out another calprotectin test and if  the result 
was the same or higher than last time it would be time to start practicing the 
buttock clench, so vital with an enema.

He asked how I felt generally. My answer was "very well" apart from getting an 
upset stomach every couple of  weeks for a day then back to normal. There was 
also an incident when I seemed to be leaking fresh blood but it only lasted 24 
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hours and I concluded it was purely mechanical, maybe a burst blood vessel. He 
agreed that it sounded plausible. 

I explained that I was keen to remain drug free, having taken no Crohn's 
medication since 2011. Was that an option with mild inflammation? Yes. The aim 
would be to start treatment early enough, to avoid surgery, should the 
inflammation worsen. In line with my aim of  not taking any new drugs I still 
hadn't been to see my GP about starting a sequestrant for BAM. For the time 
being I would remain on just loperamide and adjust the dosage accordingly.

The one question I forgot to ask was did my reaction to Azathioprine suggest that 
some of  the other commonly used drugs may be unsuitable? That would have to 
wait for the next appointment.

I would be having my annual gastroscopy the following week and was wondering 
if  we should also be monitoring my liver for potential stiffening, due to PSC. He 
said I should ask the endoscopist as it was their specialist area. The visit would also 
give me a chance to drop off  the calprotectin sample to the path lab. I would then 
need to email my consultant in mid-January to get the result and hope it was less 
than 512. 

After the appointment it was off  to have lunch with a fellow GSTT patient and 
then on to meet up with an old colleague for a coffee before attempting to get a 
train home.

The original MRI report that caused confusion
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Four words in particular made me wonder what lay ahead - "stricture"; "fistula"; 
"adhesions"; "penetrating". I had experienced them all before and they ended up with 
the surgeon’s knife. If  I ended up needing further surgeries it would not be a 
surprise. My consultant had previously quoted the average time between surgeries, 
for Crohn's patients, as being 10 years. I had already reached six and a half  from 
the ileostomy.

Next time I saw my consultant it should be an informative conversation. How 
much of  the report could have been expected, given my past history? Were there 
any pointers to the reawakening and progression of  Crohn's disease? What next? 
Did it point to surgery sooner rather than later?

21st December 2016 - St.Thomas’ Hospital - Endoscopy Suite

My ninth gastroscopy at GSTT since 2012. It was very much the same as the 
previous year and once again, good news, no banding needed. Coffee and biscuits 
before walking back to Victoria and the train home.

I was starting to get used to these relatively quiet years so I couldn’t help but 
wonder if  2017 would follow a similar pattern. Would there be some nasty 
surprise lurking around the corner.? I didn’t have long to wait......

276



C H A P T E R  22

Yellow
Friday 27th January 2017

At lunchtime I was on my way indoors to get something to eat when I started to 
feel nauseous. Very nauseous. As I had previously discovered, this is one of  the 
worst feelings you can experience, but then came the shivers. I started to shake 
violently and uncontrollably. It took me back to the time immediately after the 
ileostomy when I woke up in Recovery. The solution that day was to be wrapped 
in a Bair Hugger.

I sat on the sofa for a while and slowly the nausea passed but the shivering 
continued and my hands and feet were freezing. There was nothing for it but to go 
to bed with a hot water bottle and the electric blanket on maximum. I finally 
managed to get to sleep and around five hours later woke up to find all the 
symptoms gone. At no point had I felt any pain.

The following morning my wife commented that I was starting to turn yellow. 
That rang alarm bells because it was one of  the signs that the hepatologist had 
said could indicate liver problems. Should I go straight down to my local A&E? I 
was feeling OK. To be honest the thought of  heading for hospital over the 
weekend did not fill me with enthusiasm and I decided I should go and see my GP 
first thing Monday morning.

Monday 30th January 2017

I called the surgery and was offered an appointment for late morning. I mucked 
out the stables and then set off  to the doctor's. The consultation must have lasted 
20 minutes and he concluded, that given my medical history, I needed to undergo 
tests as I looked jaundiced and the only way to get them done urgently was to 
make my way to A&E. Should I go to East Surrey or up to London? I emailed my 
consultant at St.Thomas' for his advice. I received a prompt reply telling me to go 
to my local A&E.

It would be worth packing an overnight bag, just in case I was kept in. I referred to 
one of  my old blog posts for a checklist of  things to take with me.
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After lunch I was given a lift to East Surrey Hospital and arrived just before two 
o’clock. This latest visit would be a chance to witness the much publicised NHS 
crisis at first hand and to find out what was wrong with me.

I have attended A&E many times, both as patient and, more recently, 
accompanying others, so already knew that getting treated was going to involve a 
fair amount of  waiting around. That’s why I chose to go unaccompanied.

In the past I have been on edge the whole time, waiting for each stage in the 
process to start. This time I dealt with it by setting my own "target" times for each 
step to begin. I could then settle down to my book and would not need to be 
constantly looking at the clock. If  the next step happened before my target, then it 
was a good result; if  it was overdue then that would be the prompt to go and ask 
someone what was happening. I had already decided that social media would be a 
good way to record my progress through the system (and to get some sympathy 
from the IBD community).

When I booked in at reception the indicator board was showing a wait of  just over 
2 hours to be seen. Each time I glanced up this had increased and I was pleased I 
had a book with me.

An hour had elapsed when I was called in by the Triage Nurse who went through 
details of  my medical history, current symptoms and medications. When she had 
sufficient information she walked me through into the main area where I was 
handed over to an A&E registrar. He took me to a curtained cubicle, inserted a 
cannula and drew some blood for testing. There were a number of  phials and, 
something I'd not seen before, a couple of  bottles for blood cultures.

Once he had sent the samples off  for analysis he returned to ask more questions 
about my medical history. I had taken with me a copy of  a simple chart showing 
the key events from the period 2010 to 2016. He found it useful and added it into 
my medical file. At four o’clock the first blood results returned. They were fine, it 
would be the later samples that were of  more interest. 

The good progress made earlier had lulled me into a false sense of  optimism. At 
six o’clock the A&E registrar told me that I would be kept in overnight so they 
could carry out an ERCP in the morning. I had been threatened with one of  these 
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before but they aren’t performed lightly as there are a number of  inherent risks. 
An NHS leaflet explained that: “they are only carried out when the doctors have carefully 
balanced the risks of  doing this test compared with doing any other test or operations, and the risks 
of  doing nothing”.

I was taken to the CDU (Clinical Decision Unit - a sort of  holding ward within 
A&E) and given a bed. It was a lot quieter there. Since it was an area just for 
transitory patients there were no overbed entertainment units. I would have to 
content myself  with the book. I decided to stay in my outdoor clothes for the time 
being. A short while later dinner was served. It was a particularly uninspiring plate 
of  food.

.....not even any butter for the potato

Having resigned myself  to staying in overnight it was a surprise when the A&E 
registrar returned an hour later and said I would shortly be seen by a consultant 
and could be going home after all. He was doing his best to keep me informed. I 
explained that I wouldn't want to be told at eleven o’clock that I was free to go as 
it would be unfair to expect my sister to pick me up so late.

Despite the best efforts of  the CDU nurse it took until ten to eleven to confirm 
that I would not be seen that night, after all. Very frustrating. I reset my 
expectations and went to bed. By now I was the only occupant of  the four bed 
ward. What happened to the bed shortage?

The nurse had told me that the morning ward round started at nine so I was 
expecting to see the Consultant fairly shortly afterwards. A little later I had a call 
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on my mobile ‘phone from my GP to see how I was. I thanked him for ringing and 
explained that I was still waiting to see a Consultant after 21 hours. I would let 
him know what happened.

By midday I was still waiting to be seen and frustration was growing by the 
minute. A nurse told me that a "communication problem" had prevented me being 
seen the previous evening. Maybe the consultant had been particularly busy. I was 
hardly a priority case, but a simple message to the CDU would have relieved the 
situation. The same again that morning. A message saying that the doctor was 
running late but assuring me I was on their list would have made all the difference. 
Instead it was down to me to keep chasing. I was told that the Medical Registrar 
was now, personally, going to deal with my case.

Eventually one of  the junior doctors appeared and asked me how I felt. I replied: 
"forgotten". We went through my medical history and symptoms again. She would 
go off  and discuss my case with her boss. They would come and see me in the next 
hour and a half. At this point I could have become very wound up but decided to 
leave it until I had been there 24 hours from admission.

Still no sign of  the consultant. In the meantime I dashed off  a few more stress 
relieving Tweets and started to wonder what the implications of  self-discharge 
would be. I didn't want to jeopardise any future tests. It was time to find a nurse 
and ask them to contact the Medical Team. Ten minutes later the junior doctor 
reappeared with the consultant. He apologised and said I should have been seen 
that morning and had a blood test. We went through the prognosis. The most 
likely cause was a gallstone which had blocked part of  the biliary tract last Friday 
but then passed through. The plan was to take a quick blood test and then see a 
member of  the gastroenterology team. This would happen between five and six 
o’clock. If  they were happy then I could go.

Just before the time limit a familiar face appeared. It was my old gastroenterologist 
who had looked after me between 2000 and 2009. It was good to be reacquainted 
with him. After a short discussion he said: "you're too well to be in here. I'm going to 
discharge you but I want you to have a follow-up blood test and an ultrasound scan at a later 
date". He was quite happy for this current episode to be closed out by East Surrey 
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Hospital rather than referring back to St.Thomas'. All that was now stopping me 
from leaving was the paperwork and he was passing that task to one of  his team to 
complete.

The junior doctor, that I had seen twice already, appeared with the necessary 
documentation. I put on my outdoor clothes and waited for the nurse to hand over 
the discharge letter. As ever the NHS nurses were great - friendly, professional and 
caring. I just wish the communication from the rest of  the team had been better. 
Visiting A&E is a stressful experience for all participants. If  communication could 
be improved then it would be a lot better for everyone.

Monday 20th February 2017 – Guy's Hospital - Gastroenterology 

I wasn’t expecting to find a live violinist in the waiting area. Whilst I applauded 
the hospital for trying something different and the musician for taking requests 
from the assembled outpatients, I'm not sure if  it helped stress levels. It certainly 
didn't help mine as many of  the notes were very slightly off  key, enough to grate, a 
lot. 

Having been waiting for over an hour a nurse appeared and announced the clinic 
was running 90 minutes late. Maybe she had made an earlier announcement but 
was drowned out by the violinist. This was the longest I had ever experienced. 
When I was finally shown into my consultant’s room, he apologised for the delay 
and we started working through my list.

The calprotectin result, previously 512, had now risen to 895. I was expecting it to 
be high as I was starting to feel a certain amount of  pain when food passed 
through my anastomosis and along the transverse colon. We had agreed before 
Christmas that, dependent upon the calprotectin result, further investigation could 
be needed. Whilst we had discussed a barium enema, he favoured doing another 
colonoscopy.

Attention then turned to the MDM review of  the last MRI scan and subsequent 
follow-up letter. We went through it and made sure I understood the medical 
terms. I was concerned that the mention of  “fistulas”, “strictures” and “adhesions” 
meant only one thing - surgery. He responded that the possibility of  fistulas was 
the most concerning; adhesions were to be expected but he was still struggling to 
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understand the apparent differences between the MRI and what he had physically 
seen during the last colonoscopy. Strictures should have appeared on the camera.

Was it possible for the Crohn's to have moved from my small intestine to my 
colon? He said that it did not usually happen. A repeat colonoscopy would look for 
this. Would I mind having an audience? In three weeks time they would be hosting 
a visit for ten overseas gastroenterologists to show how endoscopies were carried 
out at St.Thomas'. The thought of  an audience did not bother me and it meant 
that I would have the procedure sooner.

If  I needed to restart Crohn’s medications what would he recommend? The most 
likely treatment would be one of  the "MABs", the relatively new biologics that 
were proving successful. We discussed my previous experience with infliximab and 
that was duly noted on my medical file. If  I needed regular infusions could these 
be carried out locally rather than needing a trip to London each time? He said 
they would encourage it but would still keep overall control of  my case.

I then recounted my recent trip to A&E with jaundice. The nausea, violent 
shivering and turning yellow. Along with everyone else he was surprised that 
during the whole incident I felt no pain.

Had East Surrey liaised with St. Thomas’ and passed on the blood test results? No, 
there had been no contact. Something for me to chase up when I went there for 
the ultrasound scan.

I was wondering if  the treatment pathways changed with age, for instance for the 
over 60s. Had any studies been done into the needs of  older patients? The main 
consideration would be the type of  drugs used and their effect on an immune 
system that is weakening with age.

I mentioned that I had not felt well for last 2 days, suffering bouts of  having to 
rush off  to the bathroom and I was struggling with the uncertainty that I have 
mentioned many times before. He suggested that I should finally go and see my 
GP to arrange a prescription for a bile acid sequestrant so that I had it to hand 
should I decide to start taking it.
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I went off  to the Endoscopy Dept to pick up the colonoscopy prep but first they 
needed a confirmed time and date for the procedure. As it was an ad-hoc 
arrangement there was nothing on their system. The senior nurse recognised me, 
as we had met many times before, and was able to help. After a lot of  ringing 
around she managed to sort out the details. Colonoscopy planned for ten o’clock 
Saturday 11th March. I was given a prescription to take down to the Pharmacy 
and collected the sachets of  Citrafleet.

Tuesday 21st February 2017 – East Surrey Hospital - Ultrasound Scan

In complete contrast to the previous day's delays I arrived at the Imaging Unit 
early, waited five minutes, and was then shown into the ultrasound suite.

There was the unexpected luxury of  warmed lubricating gel! The scan took 
around 10 minutes during which I described to the sonographer what I would 
expect her to see - a large gallstone, first spotted in 2014 and an enlarged spleen. 
At first the gallstone wasn't apparent but when she applied the scanning head from 
a different position it appeared, except it was now a group of  small stones. She 
wanted to see if  they were mobile so got me to stand next to the scanner unit and 
jump up and down. I was pleased I wasn’t asked to do this during a colonoscopy. 
The stones had moved to the bottom of  the gallbladder. 

I mentioned that I needed to get a copy of  the report sent to my consultant at 
St.Thomas'. She asked me to return to the waiting area and then brought me a 
copy to take away.

Saturday 11th March 2017 - St.Thomas' Hospital - Endoscopy Suite

The day of  the scoping arrived. By half  past ten I was wrist-banded, cannulated 
and sent off  to change into a pair of  the very stylish paper boxer shorts with a 
velcro flap. Again modesty, and good taste, prevented me from taking a selfie 
although I now knew which way round the shorts were worn. These were followed 
by a hospital gown and finally a dressing gown then into the male waiting area 
until they were ready for me.

Eventually the gastroenterology registrar appeared and went through the 
procedure. He would start off  and then hand over to the lead consultant when the 
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audience joined us via a video link. We agreed I would have minimal sedation as I 
wanted to be able to watch the images and ask questions.

He lead me down to the procedure room where I was greeted by the nurses. 
Whilst I was being prepped we discussed the use of  azathioprine and potential 
bone marrow suppression. We also touched on Crohn's and the link to portal vein 
thrombosis. I hadn't realised that patients with active disease are more prone to 
clots such as DVT. Everything was now ready. The lead consultant came in and 
introduced himself.

I was asked to adopt a fetal position and, with a liberal handful of  KY jelly, the 
scope started its long journey northwards. The image appeared on   a large screen 
above us. In the bottom left hand corner there was a feature I hadn't seen before. 
The consultant referred to it as the "sat nav" and it showed the relative position of  
the endoscope in the colon.

It was not an easy journey. My sigmoid was tending to loop as the scope attempted 
to pass through. There was a lot of  changing position - lying on my right side, left 
side or back - and lots of  pressure put on my abdomen by one of  the nurses 
pushing firmly downwards. It was also a long journey as the aim was to go a short 
way into the small intestine past the anastomosis.

In the room next door my regular consultant was acting as chaperone and 
commentator for the group of  international gastros who were witnessing "how we 
do it" in the UK. The screen on the wall flickered into action and two way 
communication was established. He briefly outlined my Crohn's history and I was 
able to fill in some of  the details. He then added that I was one of  the most 
informed patients he knew. If  having an audience watch a camera passed up my 
backside wasn’t enough to make me blush that last remark was. He then explained 
the MRI issue that needed resolving and called up a copy of  the report from my 
electronic file. In my mind it was all pointing to my 6 years of  drugs free remission 
coming to an end. I had resigned myself  to restarting a drug regime and repeat 
surgery drawing closer.

With great perseverance, and gas to inflate the gut, the scope had reached the 
rejoin. I wonder whether the distraction of  the video link caused me to relax and 
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let the scope pass more easily. From then on the consultant gave a running 
commentary on what appeared on the screen. It was fascinating and informative. 
There was a debate between the three gastroenterologists as to which Rutgeerts 
score they would give my anastomosis. Was it i0, i1 or i2? The conclusion - i0 - no 
signs of  ulceration.

Next they went through the MRI report and the scope was moved to the locations 
identified to see if  any strictures were present. None found. One of  the consultants 
remarked: "Scope 1 - MRI Scan 0".

One thing that was apparent throughout my gut was a slight reddening, 
technically called erythema. The scope was zoomed in to examine it and to look 
for any tell tale signs of  active Crohn's but found nothing.  The consultant decided 
to take a few biopsies. I had never seen this done on previous scopings so watched 
with a mixture of  interest and cringing. What looked like a small crocodile clip 
appeared from the end of  the endoscope and, under voice control, nipped into the 
wall of  my gut. The consultant decided to take a deeper sample so the device went 
back into the same location and took a further bite. I waited for the pain but 
nothing, just a small trickle of  blood. I later realised that, as I had already 
discovered with my stoma, there were no nerve endings to feel any pain with.

By now the scope had been in for about 45 minutes and it was finally time for it to 
be withdrawn. Always a relief. But what about the raised calprotectin level? They 
would have to come up with a non-Crohn's explanation for it. The lead consultant 
bade farewell and I was wheeled out to Recovery. Experience over. When else 
would you get a chance to listen to three leading gastroenterologists discussing 
your case and with the evidence in front of  your eyes?

Before leaving the unit I was given a copy of  the colonoscopy report, which is 
reproduced below, and includes a possible explanation for the calprotectin result. 
We would have to wait for the biopsy results to be certain.

This was not a typical colonoscopy. I don’t want to deter anyone from undergoing 
the similar procedure. There is always the option of  more sedation. Usually I 
suffer no side effects from a scoping but this time I ached a fair amount for the 
next 24 hours.
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Endoscopy report detailing findings

Monday 13th March 2017 - off  to see my GP to get a prescription for 
Colesevelam tablets, an alternative to Questran. When I entered the consulting 
room his words were: “bloody hell, you look well!”   I was puzzled at his comment but 
the reason became clear later. 

We discussed the new drug I was requesting. I was expecting to be offered the 
cheaper alternative that is only available in powder form but is not as well 
tolerated by patients. He was happy to prescribe both drugs and let me decide 
which one to take. He went on to review my existing medications. So far so good.

He had been reading my medical record, the last entry of  which was the jaundice 
episode. He had assumed that I was back to see him with a recurrence of  the  
problem, hence his comment. He asked me what the plan was following discharge 
back at the beginning of  February. As far as I was concerned I had undergone a 
follow-up ultrasound scan and it was now matter closed. Clearly he thought there 
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should have been further action. He was disappointed that I had heard nothing 
more and said that he would chase it up.

We then had a fairly lengthy discussion about gallstones and cholecystectomy 
(surgery to remove the gallbladder). That came as a shock. I had gone in to get a 
prescription and came away with a referral to see a surgeon. Not what I was 
expecting. The appointment was booked for 3 weeks time

Wednesday 5th April 2017 - East Surrey Hospital - Outpatients Dept.

I hadn't been to see a surgeon since 2011. It would be with a doctor I hadn't met 
before. I knew from experience that much of  a first appointment would be taken 
up with them reading through my medical notes. I thought I might help this 
process by taking with me the diagram I had been working on that represented my 
medical history on an A4 sheet. (It is reproduced in Chapter 26 - Loose Ends)

My wife came with me as surgery doesn’t just affect the patient.   We were met by 
the new consultant who turned out to be a professor. Unfortunately he had 
already read my notes before he called us in so my diagram did not have its 
intended benefit. I had produced a list of  questions based on the BARN principle 
- Benefits, Alternatives, Risk or do Nothing (or what's Next?). Our discussion  
covered many aspects of  gallbladders and the biliary system.

What would be the advantage of  having my gallbladder removed? No more gallstones 
and therefore no more associated risks.

What would decide if  the operation was keyhole or open surgery? Due to your 
previous surgery and the likelihood of  extensive adhesions it might not be possible to use keyhole 
techniques. The only way of  seeing what adhesions were present would be by inserting a camera 
into the abdominal cavity. That was the laparoscopy my gastro had mentioned.

What hospital and recovery period would be expected for open surgery? Usually 
two days in hospital and two weeks recuperation.

I was currently controlling BAM with loperamide, would losing my gallbladder 
mean starting on Colesevelam? No. It should not affect the current situation.
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Would an ERCP be an alternative to surgery? No, that procedure is only suitable for 
removing stones from ducts once they have left the gallbladder.

Any risks specific to gallbladder removal? There would be the usual risks of  surgery but to 
these must be added - Portal Vein Thrombosis, Cirrhosis, Crohn’s Disease, Bile Acid 
Malabsorption and Thrombocytopenia.

He was specifically concerned about the low platelets and the chance of  losing a 
large amount of  blood during the procedure. He was also worried about potential 
liver damage and noted that I already had the start of  cirrhosis. BAM could 
actually be helping my condition as there was less bile for recycling.

Given my previous experience could surgery lead to post operative ileus? With 
keyhole surgery it was unlikely but there was the possibility with open surgery.

What happens if  we do nothing? It was finely balanced as to which course of  action would 
be best. As I was asymptomatic and feeling well then maybe this was the best option to choose. 
Ultimately it would be a joint decision between the consultant and myself.

Could "do nothing" cause long term damage to other organs? If  another stone escaped 
from the gallbladder then the amount of  potential damage would depend upon where it came to 
rest. He drew a simple diagram to illustrate his point. If  the stone lodged just below the 
gallbladder then it could cause it to expand. If  it lodged further down the system, at the sphincter 
where the stomach joins the duodenum, then it could cause cholangitis (inflammation of  the biliary 
ducts) and/or pancreatitis (inflammation of  the pancreas). Both would be very serious conditions.

What would the warning signs be? Pain in the right side, possibly stretching up to the 
shoulder. Skin and whites of  eyes turning yellow. Usually the pain would be severe which 
is why it was so strange that I felt nothing during my recent jaundice attack.

Where do we go from here? He put in a request for a further ultrasound scan but 
would be recommending that I was referred to a hospital with a dedicated, 
specialist liver unit due to his concerns about the operation, for instance needing a 
liver transplant if  things went badly wrong! I asked him to discuss this with my 
gastroenterology consultant at St. Thomas' Hospital.

In future I should try to avoid fatty or spicy foods as these could cause the 
gallbladder to contract which might, in turn, expel a stone into the ducts.
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When I returned home I emailed my consultant at St. Thomas' to give him an 
update on the situation and explain about being referred to a dedicated liver unit. 
I also asked if  the results of  the recent biopsies taken during the colonoscopy were 
available and whether my liver stiffness should be retested.

There would be a lot to discuss at forthcoming appointments and as a result of  
those conversations I could well end up back on the operating table.

Maybe it's being slightly over dramatic but it felt like I was now carrying a second 
time bomb along with the varices. If  they burst or another gallstone became stuck 
in the wrong place then it would require emergency hospital admission and the 
decision on surgery could well be out of  my hands. 

...and to cap it all those words “liver transplant” were back on the agenda.
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C H A P T E R  23

Valediction
Monday 24th April 2017 - Guy’s Hospital - Gastroenterology 

I hadn’t been expecting this appointment, neither had my gastroenterologist, but 
the booking system had other ideas. It must automatically book one every 6 
months and didn’t take into account any ad-hoc appointments in between. I had 
originally intended to cancel but, in the end, was pleased that I hadn’t as there 
were important issues we needed to talk through.

What did the biopsies show from last month’s colonoscopy? The report from the path 
lab noted that they were consistent with “quiescent” Crohn’s disease. This result was about as 
good as it could get. Once you have the disease there will always be some signs, even when in 
remission.

What could explain the rising calprotectin levels given the outcome of  the recent 
colonoscopy?   To be honest, he simply did not know. He had been concerned that something 
had been missed during a previous scoping hence the repeat, in March, carried out by his trusted 
colleagues.

If  calprotectin tests had not given a meaningful pointer to Crohn’s activity what 
monitoring regime should we adopt? If  you start to feel that Crohn's is becoming active 
then we’ll take it from there.

The upper GI professor at East Surrey Hospital had recommended referral to a 
specialist liver facility “in case a transplant was needed as a result of  complications during the 
cholecystectomy”. My gastroenterologist agreed that this would be a good idea in 
view of  my concurrent conditions although the issue of  needing a transplant 
would be a last resort if  something went very wrong. Kings College Hospital 
would seem to be the best choice and he typed a letter to the Professor suggesting 
that the referral should go ahead.

Even if  I decided not to have surgery at present I would at least be on their radar. 
If  I had another jaundice incident, that needed urgent resolution, they would 
already be aware of  my case.
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I asked him to request a repeat Fibroscan to see if  the liver cirrhosis had 
progressed from the previous test in 2013. There was a very long waiting list for 
this procedure and I couldn’t get an appointment until early September.

Friday 12th May 2017 - Crawley Hospital - Ultrasound Dept.

The follow-up ultrasound scan was an evening appointment at nearby Crawley 
Hospital. It was a memorable day for the NHS as they fell victim to a worldwide 
cyber attack that disrupted many of  their computer systems. I wasn’t sure if  the 
scan would go ahead but turned up at the allotted time anyway and it was carried 
out without a hitch. 

The report stated: "could suggest chronic cholecystitis" (inflammation of  the 
gallbladder). Dr. Google was divided upon this condition. Some sites declared it 
serious and in need of  treatment straight away; others said that if  the patient was 
asymptomatic then it could be left alone. I rang the professor's secretary and she 
organised a follow-up appointment for early July.

Friday 7th July 2017 - East Surrey Hospital - Outpatients Dept.

I was under the impression that, after the first appointment, the professor was 
going to discuss the case with my doctor, presumably my gastroenterology 
consultant at GSTT, and would make a direct referral to Kings College Hospital 
(KCH) Liver Unit. Wrong on both counts. By "doctor" he had meant my GP and 
the referral would be made through that route after the follow-up scan. I had 
assumed that the process was already under way.

We left it that a letter would be sent to my GP asking for the necessary 
arrangements to be made. In addition I thought it might be worth discussing it 
with my GP, in person, rather than just let the process take its course.

The professor told me that if  I had a recurrence of  the jaundice or pain in a 
specific area then I should go straight to our local A&E and they would take the 
decision on whether to treat me there or transport me to London. 

In the meantime I had been recommended an upper GI consultant and surgeon 
who worked at both St.Thomas' and KCH. This would be the best of  both worlds 
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as he would have access to all my medical notes. I would pass the name and 
contact details onto my GP.

Tuesday 19th July 2017

My GP rang and agreed that he would put the referral process in motion. He was 
of  the opinion, as I was, that this could have been done hospital to hospital.

I had exercised my patient’s right to choose which NHS hospital I wanted to be 
referred to and gave him the relevant details of  the surgeon at KCH.

Wednesday 20th September 2017 - Guy’s Hospital - Haematology 2

As a precursor to seeing a surgeon I had booked an appointment with 
Haematology. It was only later that I read their last follow-up letter which said 
they had discharged me from their care. It was with a certain amount of  doubt 
that I approached the trip to London. Would I be wasting their time?

The waiting room at Guy’s was very quiet. Ominously quiet. Half  a dozen 
patients at most. I had never seen it that deserted. The phlebotomist took blood 
samples and after a short wait, once the results were available, I was called in by 
one of  the haematologists. I had not met her before and so as the consultation 
proceeded I needed to fill in some of  the details.

I explained that since being discharged a new medical issue had arisen - a bout of  
jaundice. As a result I would be going to St.Thomas’ to see an upper GI surgeon 
to discuss having my gallbladder removed. She said that gallbladder removal, by 
keyhole surgery, was a fairly simple operation. I explained there were other 
complications and that my local hospital felt unable to cope with them, hence my 
referral to GSTT. We went through those complications and their history :

Keyhole surgery unlikely - due to previous adhesions/scar tissue

Portal Vein Thrombosis - causing varices to grow

Low Platelets - would need to be over 80 or might need infusion

Liver cirrhosis - biopsy and fibroscan showing mild cirrhosis

Co-ordinating consultants across two hospitals and four departments
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As we covered each topic she recorded her recommendations on the eNote system 
and they would be available for the surgeon to read on Friday. The follow-up letter 
itself  would take a while to be issued.

She concluded that they would need to write up a plan for the surgery and would 
also refer me to their thrombosis unit to review my case. I came away feeling 
justified in requesting the appointment. I wanted to be well informed for the 
coming Friday and felt better equipped with additional questions to ask. 
Sometimes it can be a danger sounding quite well informed and dropping into the 
conversation medical terms that consultants use in their own form of  polari. You 
may get the answers back at a level higher than your actual knowledge has 
reached! I’m never afraid to ask if  I don't understand something.

Friday 22nd September 2017 - St.Thomas’ Hospital - Upper GI Clinic

My second outpatient trip to London in a week and, unlike Wednesday, a beautiful 
clear morning without a cloud in the sky. I needed to be at St.Thomas’ by nine 
o’clock to meet with a surgeon. It was an early start and my first waking thought 
was to wonder if  eating a complete can of  baked beans for dinner the night before 
had been such a good preparation for a journey on public transport. A couple of  
extra loperamide should do the trick.

It wasn’t until I parked my car near the station that I remembered where my 
mobile ‘phone was - still on the dining room table. Was this going to be a 
liberating opportunity or a frustrating experience? How was I going to let my wife 
know what the surgeon had said? How was I going to let my lunch companion 
know where and when we should meet?

Having spent the train journey pondering this problem I arrived at St.Thomas’ 
outpatients’ department without having reviewed my list of  questions or the copies 
of  the ultrasound scans and follow-up letters I took with me. After a few minutes 
my name appeared on the laser display board and I made my way to the room 
indicated.

I had been expecting to meet the surgeon himself  but was met by his registrar. I 
explained to her that I really wanted to see the surgeon and she said she would 
ensure I could spend a few minutes with him before I left. She started to go 
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through my medical history. To speed up the process I produced the diagram I 
had drawn showing the key points in 40 years of  Crohn’s and its companions (see 
Chapter 26). She was impressed. No doubt I started beaming like a Cheshire cat 
but that soon stopped with the next set of  questions.

I thought our discussion would centre around whether surgery was a good idea, or 
not, and the possible complications. She was clearly running through the standard 
pre-operative assessment checklist: “Are you mobile? Can you wash and dress yourself ? 
Can you manage household chores on your own?” I answered: “Yes” to all the above but of  
course the answer to the last one was: “No, I can’t. That’s why I got married”. I'm 
joking! I told her that my preferred option was no surgery until absolutely 
necessary as it would be too disruptive at present.

We then returned to the detail of  my medical history. She examined my abdomen 
and complimented me on the quality of  my scars. It became apparent that surgery 
wasn’t going to be simple. She went off  to see if  the surgeon was available, taking 
the diagram with her. I think they must have then discussed its contents as about 
10 minutes later they both returned and the surgeon introduced himself. He also 
liked my diagram and quickly ran through the key points.

He asked me to describe the circumstances that led  me to being there. I recounted 
the incident of  violent shivering and turning yellow at the end of  January. He 
asked if  I felt any pain (everyone had asked that one) and I was able to say I felt 
nothing at all. He was of  the same opinion as the professor at East Surrey Hospital 
that a small gallstone must have temporarily lodged in my bile duct, long enough 
to cause the symptoms, and then quickly passed through before the pain started.

I went through the discussions we had at my local hospital and the suggestion that 
I needed to be seen by a specialist liver unit. I wondered why one of  their 
concerns was liver cirrhosis? He replied that whenever a patient appeared with 
oesophageal varices; portal hypertension; or portal vein thrombosis it would be 
assumed that liver cirrhosis was the most likely cause. My latest Fibroscan result 
had shown a value of  7.8 suggesting that cirrhosis was at a low level. I explained 
the hepatologist's theory that the PVT had been caused by peritonitis following 
perforated bowel surgery in 1979. He also thought this was very feasible.
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I was now used to being told that gallbladder removal was usually a same day 
operation using keyhole surgery. In my case, however, it would be a lot more 
complicated and would need a laparotomy. He noted my wish to delay surgery for 
as long as possible and was minded to agree with me. He wanted to present my 
case to their departmental review meeting to get other opinions. In the meantime 
they would arrange for me to have another MRCP scan. This would determine if  
any other gallstones were lodged in the bile duct. He asked me to book a further 
appointment with him for 6 weeks time so we could discuss the results and the 
meeting's conclusions.

I had some final questions :

Would a cholecystectomy make my bile acid malabsorption worse? “We simply don’t 
know.” Am I likely to suffer from post operative ileus (lockdown)? “Possibly”. If  we 
leave surgery until it is absolutely necessary what could the consequences be? 
"Anything from pain to having to prepare one's relatives for bad news". Timescales for 
elective surgery? "Surgery would be carried out in the specialist Liver Unit at Kings College 
Hospital so the lead time would depend upon their waiting list".

I left any further surgical questions for our next meeting. His final action was to 
introduce me to their senior nurse co-ordinator who acted as a single point of  
contact for their patients. If  I had any questions or concerns then I should call or 
email him.

....and what of  my 'phone predicament? Don't bother with BT public telephone 
boxes - they take your money and then don't work. When I arrived at St.Thomas' 
I explained my problem to the very helpful gentleman behind the Patient 
Transport desk who took pity and allowed me to use his extension to make the 
necessary calls after my appointment. What a star!

Not one to waste a trip to London I spent an enjoyable few hours having brunch 
with a fellow patient and then exploring the Tate Modern and its new extension.

Tuesday 24th October 2017 - Guy’s Hospital - Ultrasound Dept.

My previous MRCP scan was back in 2013. This one was requested by the upper 
GI surgeon. As before it would produce detailed images of  the hepatobiliary and 
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pancreatic systems, including the liver, gallbladder, bile ducts, pancreas and 
pancreatic duct.

I had requested a copy of  report when available but on receipt started to wonder 
if  it had been such a good idea. Phrases such as "there is evidence of  progressive portal 
hypertension with splenomegaly and upper abdominal varices" do not make for good reading 
to the untutored eye. Something to quiz the doctor about before the endoscopy.

Friday 10th November 2017 - St.Thomas' Hospital - Upper GI Clinic

I was convinced that the follow-up appointment with the surgeon was scheduled 
for 10:40am and had arranged to be in East London by one o’clock. When the 
reminder came through it showed I was an hour adrift. The appointment was 
booked for an hour later. If  the clinic was running late then it could be a rush to 
get to the other side of  London on time.

I arrived early at St.Thomas' so that I could drop off  a sample at the path lab for 
calprotectin testing and to call into the Endoscopy Unit to ask why they had 
written to me about booking a procedure which I had already undergone the 
previous week.

When I arrived at the Outpatients Waiting Area I had calculated that as long as 
the clinic was running within half  an hour of  the allotted times I should be OK. 
The large screen was displaying a message that the clinic was running 
“approximately 30 minutes late”. My definition of  "approximately 30 minutes late" does 
not stretch to over an hour, which is when my name finally appeared telling me 
which room to go to.

The surgeon apologised for the delay and for having to face away from me as he 
read my notes on his PC. He asked how I was feeling. I explained that the ache on 
my right hand side was still present but was likely to be from scar tissue or 
adhesions after my ileostomy reversal. He asked if  the pain was worse when my 
bowels were full. Yes it was. He replied that this tied in with my theory.

He ran through the results of  the recent MRCP scan. It showed that no further 
gallstones had made their way into the biliary duct and that there was slight 
thickening of  the gallbladder wall. More worryingly varices had grown around the 
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gallbladder. He explained that this was to be expected due to the blood flow 
needing to find alternative routes around the clot in my portal vein. The presence 
of  these veins would make potential surgery more hazardous.

They had discussed my case in their multi-disciplinary meeting at St.Thomas' but 
there was no clear cut decision on whether surgery should go ahead. He wanted to 
discuss my case further with his liver specialist colleagues at KCH.

I said that I wasn't against surgery, per se, but whilst I was feeling fit and generally 
well I would rather postpone it until absolutely necessary. We went on to discuss 
the risks of  waiting. The major one being a further blockage of  the biliary duct 
which could lead to pancreatitis. That would be serious.

The choices therefore were to operate now to prevent a problem in the future "that 
might never happen" or to postpone the decision and review again in 6 months time. 
He was minded to go with this second option and so was I.

In the meantime, were there any measures I should take such as the adoption of  a 
special diet? He replied that this would be appropriate if  I was overweight but that 
was clearly not the case. I also asked whether I should be avoiding alcohol. He said 
that he didn't see any need for this providing I did everything in moderation, after 
all, "life is for living!"

I was given a 6 month follow-up request form to hand in to reception but said if  I 
needed to see him sooner then not to hesitate to call their nurse co-ordinator who 
would make the necessary arrangements. With that the consultation was over. He 
shook my hand and said goodbye

I left St.Thomas' at exactly one o’clock. Big Ben was chiming the hour as I made 
my way across Westminster Bridge to the tube station. Thirty five minutes later I 
arrived at the meeting in Whitechapel.

19th December 2017 - St.Thomas’ Hospital - Upper GI Endoscopy

An early afternoon appointment which gave plenty of  time beforehand to visit the 
Royal Academy and do some window shopping in Fortnum & Mason opposite. It 
was then on to St.Thomas’. I took a seat in the Endoscopy waiting area and 
watched the boats moving up and down the River Thames. After a while a nurse 
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appeared and explained that they were currently running about 15 minutes late. 
Four rooms were in operation, each was doing a different type of  procedure, some 
of  which were a lot quicker than others. This explained why some patients 
appeared to be jumping the queue. If  only other clinics would keep the patients 
informed like this.

I was called in by the nurse to run through the safety questionnaire. He gave me a 
hospital gown and, once I had it on, moved to the inner waiting room. Another 
nurse appeared to tell me that the Head of  Department wanted to carry out my 
procedure personally and they were waiting for him to arrive.

The next to appear was the registrar who took me into a side room to run through 
the usual risks of  the procedure and get me to sign the consent form. We discussed 
my various health conditions and I gave her a copy of  the MRCP report. I was 
convinced variceal banding would be needed. "Oh good” she responded, “I enjoy 
banding". I pointed out that I would rather avoid the 4 days of  "sloppy" food that 
would necessarily follow.

We discussed my ever worsening splenomegaly and I asked her what could be 
done to stop me becoming one large spleen on legs. She proposed upping my beta 
blockers to the next level. I commented that given these other medical conditions, 
Crohn's was the least of  my worries. She concurred and with that we went into the 
theatre where the team, and the "top man", were waiting. He greeted me warmly. 
We had met before at one of  my annual scopings. 

Usually just the thought of  the xylocaine throat numbing spray makes me gag but 
this time I was fine. I didn't even worry about the mouthpiece. Maybe familiarity 
really did breed contempt. A shot of  fentanyl and the next thing I remembered 
was waking up in Recovery being told by the nurse that I didn't need banding. An 
excellent Christmas present again. My escort turned up to accompany me back to 
the station and I was soon homeward bound.

Valediction? Not quite....

...and that was supposed to be the point at which this book finally ended. There 
was one burning issue that remained unsolved - the very high calprotectin level 
with no apparent symptoms or explanation. However, due to a lot of  
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procrastination, something I am very good at, the manuscript stubbornly sat on 
my computer and went nowhere.

Whilst it languished on the hard drive I entered a new phase of  my Crohn’s life 
and as a result I have written a further two chapters, explaining the new situation 
and bringing the story up to the end of  2019, over 41 years from diagnosis.
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C H A P T E R  24

Fantastic Voyage

Wednesday 7th February 2018 - Guy's Hospital - Haemophilia Clinic

I needed to be up in London by half  past nine for a Haemophilia Clinic, even 
though I’m not a haemophiliac. The first I knew about this appointment was via a 
text message, just before Christmas, followed up, a few days later, by a letter. On 
arrival I had my blood pressure and pulse rate measured then settled down with a 
book, expecting a long wait. A short time later my name was being called.

I was greeted by a doctor I hadn’t met before. After the initial pleasantries she 
asked “Do you know why you are here?” Tempting as it was to reply “Do any of  us? Are 
we the creation of  some omnipotent deity or the product of  thousands of  years of  evolution?” thus 
proving yet again that I can do pretentious, I opted for “No”. Although tempered 
this with “… “it’s probably to do with a bleeding management plan”. Correct. It was a 
follow-on to the meeting with the surgeon to discuss having my gallbladder 
removed and his concerns about carrying out the surgery.

I don’t want to sound dextraphobic but when I saw that the doctor was left 
handed I knew it would be a good consultation. We went through my medical 
history. She was under the impression that I had undergone a major Crohn’s flare 
in June 2012 so I was able to correct her and explain the incident when my 
esophageal varices burst. She asked how the problem manifested itself. I replied 
“sitting surrounded by a pool of  blood”.

Previously I had been told that Crohn's patients undergoing a flare are more 
susceptible to blood clots but I didn’t understand why. She explained that during a 
flare the blood becomes extra “sticky” to combat the inflammation. The portal 
vein carries blood from the gastrointestinal tract and is a common place for a clot 
to form. The body compensates for the blockage by growing new veins (varices) 
around the clot but a back-pressure can build up which in turn causes the spleen 
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to enlarge and, in my case, varices to grow around the gallbladder. They would be 
an added complication should I need a cholecystectomy.

The enlarged spleen stores more platelets rather than release them into the 
bloodstream. Combine this with the damage to my bone marrow, probably due to 
Azathioprine, and it explained why blood tests showed my platelets were well 
below the optimum range. Many patients did not notice they have a problem until 
the count falls to single figures. Mine were between 60 and 80 ad was perfectly 
respectable for surgery or dental work. There would be no need for a pre-surgery 
bleeding plan but afterwards I would be prescribed a blood thinner for six weeks 
as this is the highest risk period for developing clots.

We touched on my decision not to take warfarin based on looking at the risk 
factors and my wish not to take yet more medication. She thought I had made the 
right decision but mentioned that treatment had moved on and there were now 
medications that are much easier to take. Having to fine tune dosages to achieve 
an acceptable INR was no longer an issue.

Until now the consensus had been that the clot in my portal vein dated from1979. 
I’ve struggled with that explanation as a 30 year gap between cause and effect 
seemed, to a non-medically trained mind, implausible. She thought it more 
feasible that it was due to the surgery in 2010. I accepted that trying to get a 
definitive answer would not change anything but I would like to find one, purely 
out of  curiosity. I had a 2009 CT scan on CD but would need to find a friendly 
radiologist who would be prepared to have a look at the images and tell me if  
there was any evidence of  a clot in the portal vein. Something for the future.

I then remembered to ask why the upper GI doctor would have commented "if  he 
can tolerate it" when writing out the prescription for additional beta blockers. What 
side effects should I be looking out for? The answer - breathlessness and generally 
feeling unwell. So far I was coping.

She would like to see me again in 12 months rather than completely discharge me.  
I thanked her for an enlightening consultation. We shook hands and I headed off  
for London Bridge.
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I had intended to take a brisk walk up to Finsbury Square for a meeting but it 
turned out to be anything but brisk. It took a lot longer than planned as I kept 
stopping to look at the new buildings that had sprung up since I last went that way.

After coffee I headed down to Holborn and, again, made slow progress as I could 
not resist browsing in the few remaining guitar shops in Denmark Street. When I 
checked my ’phone I had walked over 13km. I would have gone further but the 
cold was starting to get to me so decided to catch the next train home.

A few days later, the unplanned visits to the bathroom started again. They had 
been happening sporadically over the past few years, lasting a day or so on each 
occasion. At first I wasn't concerned about this latest occurrence but when it  
reached the third day, without any improvement, it was time to take action. I 
emailed my gastro consultant for his advice. "Ask your GP surgery if  they can carry out 
stool cultures to look for possible infections and C diff." I checked with my local surgery. 
Yes, they could, once they had received a fax from St.Thomas'. A fax? How last 
century. What's wrong with an email? The answer is, of  course, patient 
confidentiality, the oft-used excuse for not adopting better ways of  communicating.

The GP suggested increasing the loperamide to the maximum I was prescribed - 
12 capsules daily. After a couple of  days everything returned to normal. When I 
went to collect the test results they were negative so, as usual, there was nothing to 
explain the problem. However one of  the GP's receptionists commented that she 
hadn't seen me for a while and thought I looked decidedly under the weather. She 
suggested I should see my usual GP. There was a slot free that afternoon. When I 
saw the doctor I asked if  a blood test might be a good idea as it was over a year 
since he had last ordered one. He agreed and filled in the necessary request form.

When the results came back there were no real surprises except for my 
haemoglobin that was only showing as 11.2. That seemed too low but when I 
checked my previous results they had been around that level for 2 years. To me it 
seemed low and the ferrous fumarate I had been taking for many years was having 
no effect. I had discussed it before with my consultants and GP but neither of  
them were particularly concerned.
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Call it serendipity but I just happened to see a conversation on social media 
between an eminent professor (who specialises in iron deficiency) and one of  the 
presenters of  a BBC health programme (that tends to simplify health issues for the 
masses). The professor’s point was that simply taking iron supplements would not 
solve deficiency. I joined the conversation and mentioned my particular concern. I 
got a prompt and unequivocal reply - "You, sir, need treatment".

...and so to my dilemma. How much store could be put in generally feeling well 
and having a good quality of  life? Did I really want to undergo another range of  
tests in an attempt to explain the high calprotectin level, low haemoglobin or 
gradual weight loss? I had already been through multiple colonoscopies, biopsies 
and scans - all showing no evidence of  the Crohn's having restarted with a 
vengeance. Would "do nothing" be a viable option? Having been Crohn’s drug 
free since 2011 did I want to start a new treatment just in case the disease had 
reactivated? The standard treatment would be a maintenance dose of  
Azathioprine but this would not be an option in my case due to the previous bone 
marrow issues. The most likely choice would now be one of  the biologics with the 
possibility of  going through a long trial and error process until the right one was 
found.

Monday 15th October 2018 - Guy’s Hospital -  Gastroenterology

The clinic was running very late. No surprises there. The notice board showed 
there was a 30 minute delay but that slowly turned into 90 minutes. Several 
patients got up and walked out. As usual I was pleased that I had remembered to 
take a book with me.

My consultant appeared and beckoned me into his room. I explained I hadn’t 
expected to see him until next year but the booking system, yet again, had other 
ideas. Given my recent bout of  “upset stomach”, with no apparent cause, it 
seemed sensible not to cancel the appointment. The laboratory results from my 
GP showed no infections but my calprotectin was still high. Unfortunately the 
particular laboratory the surgery used only reported that the value was greater 
than 600 and I was unable to get a more precise reading to show the overall trend. 
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I explained my conflict between not wanting to take further drugs or undergo 
more tests but feeling that I needed to do something about an increasing tiredness. 
I was also concerned that the high calpro level may be caused by something that 
couldn’t be picked up on a conventional scoping or small bowel MRI scan.

He agreed we ought to do a further investigation to look at the only part of  my 
digestive tract that hadn't been seen through a lens - the small bowel between 
duodenum and the point where my large and small intestines had been rejoined. 
He proposed using a video capsule endoscopy (VCE) as long as a review of  the last 
MRI scan didn’t show any strictures that were likely to stop the camera passing 
through. The most serious risk of  this procedure was the capsule getting stuck and 
having to be recovered, in the worst case, by surgery.  Having undergone many 
different tests over the years a VCE had still eluded me.

We then discussed my Hb level which, at 11.2, I also felt needed revisiting. I 
thought that the iron tablets I had been taking for at least five years were meant to 
be a short term measure to correct a deficiency not a long term solution. He 
agreed that the haemoglobin was low and that we should investigate to find out 
what type of  anaemia it was.

I mentioned that pre-surgery in 2010 I weighed  close to 90kg but had steadily 
declined to my current weight of  73kg. I knew that weight loss was one of  the 
factors that could show the Crohn’s was active again. He filled in requests for the 
VCE and blood tests. Appointment over.

As I would be heading for Westminster I called into St.Thomas’ for the blood test. 
The phlebotomist was mentoring a third year medical student. He was doing well 
until he forgot to hold the needle in place when he released the rubber arm band. 
Result - needle pops out of  arm. He then had another attempt with my left arm 
but the supply stalled. I was handed over to the phlebotomist to finish the job.

The MRI scan must have shown no strictures as Appointments rang to agree a 
suitable date for the procedure. A couple of  days later the instructions arrived in 
the post. Very similar to having a colonoscopy but with none of  the dreaded prep 
solution. The leaflet also listed the medications that would have to be put on hold. 
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These included stopping iron tablets and loperamide 7 days out. Iron tablets 
(because they blacken the walls of  the intestine and can give patients constipation) 
would be no problem, but stopping loperamide? The thought of  taking a trip to 
London having not taken it for 7 days was not even worth considering.

Monday 19th November 2018 - St.Thomas’ -  Endoscopy Department

The sunny weather over the weekend had disappeared so it was disappointing to 
arrive in London on a dull, rainy day. The walk to the hospital took me past a 
number of  food stalls that simply reminded me that I hadn't eaten since 8:30 the 
previous morning or drunk anything since ten o’clock that night. I arrived at the 
hospital and, after a few minutes' wait, was collected by the specialist nurse. She 
asked the usual questions : "When did you last eat?”;”when did you stop taking iron 
tablets?”;”what other medications are you on?”

She outlined the procedure. I asked if  the capsule would be capable of  assessing 
the condition of  my esophageal varices, as it made its way down to my stomach. If  
that was the case I could cancel the conventional endoscopy booked for the week 
before Christmas?  She explained that a capsule can be used to look at varices but 
it would need to be a different type from the one I would be swallowing that day.

MiroCam receiver and sensor array
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Several manufacturers make capsule systems but they all work on similar 
principles. There are different cameras for specific tasks, even a double ended one. 
The more advanced capsules have higher resolutions and frame rates. Some 
communicate with the recorder via bluetooth, without the need for sensors. Some 
simply pass through the digestive system and are flushed away; others need to be 
“recovered” at the end of  their journey.

This particular system  relied upon an array of  sensors to pick up the signal from 
the capsule and send it to the recorder. The nurse ran through the risks of  the 
procedure. The worst one being the, previously mentioned, capsule becoming 
stuck and the possible means required to extract it. I signed the consent form.

The first task was to attach the numbered sensors in the correct positions around 
the abdomen. I could see why wireless communication is the future. (In the 
interests of  good taste I would normally refrain from including a picture of  my 
abdomen, but in this case I thought it worth making an exception)

Sensors in position, not a pretty sight

With the sensors correctly positioned the nurse produced the capsule and asked 
me to hold it between my finger and thumb then pass it in front of  the recorder 
unit. A bleep showed that they were now “paired”. As she had already input my 
information into the unit, the display showed my name, hospital number etc.
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The capsule camera - measuring 25mm long x 11mm diameter

How easy was it to swallow the capsule? Very easy. One gulp of  water and it was 
on its way. The nurse switched on the live monitoring function and we watched it 
pass down my throat and enter the stomach. To save battery power she then 
switched the screen off  and I didn't have the courage to try it myself  in case I 
ruined the whole procedure. And what if  I had seen something that, to my eyes, 
looked serious? A surefire way of  inducing stress.

The unit had a 12 hour battery life and would switch itself  off  just before 
midnight. At that point the sensors could be removed. The equipment would then 
need to be returned to St.Thomas'. We agreed that I would take it back on the 
Wednesday. A fortnight later the results should be available. 

When would I be able to eat and drink again? Coffee - two hours after swallowing 
the camera and then a light meal after a further two hours.

If  it had been decent weather I would have set off  on another walk around 
London, as light exercise helps the transit of  the capsule, but I decided I would 
rather get home in the warm. I took a short detour to College Green, opposite the 
Houses of  Parliament, to see if  there was the usual media village that appears in 
times of  political upheaval. I was surprised to find it empty.

True to the nurse's word the unit switched itself  off  precisely 12 hours from the 
start of  the procedure and I was able to peel off  the sensors with remarkably little 
hair loss or pain. Wearing the receiver unit took me back to having a stoma as it 

307



was hanging in the same position as a bag and the adhesive on the sensors gave a 
similar sensation to that of  a pouch backplate.

The analysis of  the video was due to take 2 weeks nothing was forthcoming. I 
contacted my gastro consultant who said he would chase it up but after a further 4 
weeks there was still no sign of  it. Something to quiz the Endoscopy Dept. about 
at my forthcoming visit.

Tuesday 18th December 2018 - St.Thomas’ -  Endoscopy Department

Time for my annual upper GI endoscopy. I had already undergone this procedure 
at St.Thomas’ ten times before. As with last year’s scoping it was being carried out 
by the head of  the Gastro Department. I asked him whether he could find the 
results from the capsule endoscopy on the system. He went off  to check their 
status. By the time he returned I had been prepared for the scope - xylocaine 
spray to back of  throat; mouthguard in position; Fentanyl injected. I was unable to 
speak. Luckily they had held off  with the Midazolam so I was, at least, still 
conscious!

He told me that the video was being checked now but he had seen the first half  of  
it and there appeared to be Crohn's inflammation in my small intestine. Not what 
I wanted to hear and with that the Midazolam was injected....zzzzz

I would have to await the full analysis before discussing the way forward. I emailed 
my gastro consultant to tell him the news and he replied that he would keep an eye 
out for the report. 

Friday 8th March 2019 - St.Thomas’ Hospital - Upper GI Clinic

Another visit to see the surgeon. A surprisingly lovely day and a chance to take as 
stroll along the South Bank of  the Thames.

At my last visit we had discussed removing my gallbladder but agreed to put it on 
hold until absolutely necessary. I had asked for this new appointment to discuss the 
mid-right quadrant pain I had been experiencing. I wondered if  it was connected 
to my gallbladder; scar tissue; Crohn’s inflammation; or something else. He had a 
good prod around and was able to pinpoint the exact centre of  the ache. It was 
very apparent as it hurt when he applied pressure to it.
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"You have a small hernia. Usually we would offer you a short operation to repair it but given your 
history I doubt whether we should consider it” by which he meant the danger of  bleeding 
from the varices in my abdomen outweighed relieving the ache.

Being able to  understand and visualise the pain would, at least, make it so much 
easier to deal with. Should I change my lifestyle? "No, carry on as before but if  it gets 
worse then we will have to revisit the situation. You've got our contact number". Should I 
consider wearing a support belt as I had done when I had a stoma? “If  you feel that 
it will help".

I mentioned that I had not yet seen the capsule endoscopy report from last 
November. He called it up on screen. No wonder they were having difficulties 
printing it. It comprised page after page of  stills from the 12 hour video. There 
was, however, a summary page and there it was, in black and white, “active 
inflammation in the proximal (top end of) small bowel and a little further down as well. The far 
end (anastomosis site) was clear”.

On the train home I mulled over the fact that if  it hadn’t been for the elevated 
calprotectin levels, which prompted the capsule endoscopy, I would have remained 
blissfully unaware that there was anything wrong. Despite this I was still 
asymptomatic, had felt nothing and still didn't. My digestive system was, for most 
of  the time, working as it should. Looking at it now, objectively, the high 
calprotectin results could only have been either a false positive, albeit a very high 
and increasing one, or active inflammation in the only section of  my digestive 
tract that hadn’t been seen through a lens.

I didn’t know how close the inflammation had come to causing serious damage or 
even needing emergency surgery. With the problem identified it was time to find 
the most suitable treatment and agree how we would measure if  it was working.
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C H A P T E R  25

Viva Le Vedo

I was out in the garden when my phone rang. It was one of  the IBD nurses at 
Guy’s Hospital.

“Can we agree a date for your first infusion?” What infusion?
“The vedolizumab” What vedolizumab?
“Your consultant has the go-ahead for it” That’s news to me!

She agreed to hold off  booking it for the time being as I wanted to discuss it with 
my consultant before we went any further”. She would, however, put the necessary 
blood test and chest x-ray requests onto the system as they were both pre-requisites 
of  starting vedolizumab. I emailed my consultant to ask if  he could arrange an 
appointment for us to talk through this new drug. I was aware that a growing 
number of  “MABs” were being used in the treatment of  IBD. I had seen patients 
discussing their pros and cons on social media but hadn’t taken a great deal of  
notice as they were not part of  my treatment.

Wednesday 13th March 2019 - Guy’s Hospital - The Bleeding Clinic

Whilst it was an appointment with the Haemophilia Clinic I used it as a chance to 
revisit my haemoglobin level which had been consistently low for quite a while 
despite taking iron tablets for so long. Would an iron infusion be more effective? 
The haematologist looked at my last blood test results and agreed that the Hb 
reading was low. So were my white blood cells. Another bone marrow biopsy 
would be worthwhile to check for any changes since 2013.

I mentioned the proposal to start vedolizumab for treating the Crohn’s 
inflammation. Would my other conditions need be considered? He consulted the 
online medication "bible" and said that vedo, being gut specific, should not cause 
interactions.
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He would book another appointment with the general Haematology clinic but in 
the meantime would get me to provide blood and urine samples. I explained that 
the IBD Infusion Unit had already requested specific blood tests. Would it be 
possible to get these done at the same time? Yes it would. I went off  to see the 
phlebotomist who removed nine full phials of  blood. My previous record was 
eight. Whilst this may sound a lot, when you consider that each phial contains 
only 4 or 5 ml of  blood you realise how little it actually amounts to. Certainly 
nowhere near an armful

...then off  to visit the new public roof  garden on Fenchurch Street, 15 floors up, in 
the heart of  the City of  London.

March 2019

In mid-March a copy of  the report finally arrived by post, printed in full colour. 
Whilst fascinating, I struggled to understand what the selected images were 
showing. The reported transit times were : 15 minutes to pass through the 
stomach; 3 hours travelling in the small bowel; and 9 hours to leaving the colon - 
all classed as being "within average range”. At the front there was a summary report. 
It contained those words I was expecting but didn’t want to see "...with a background 
of  Crohn's these are in keeping with mild to moderate active disease”.

The downside of  the VCE procedure is waiting for the video to be analysed by a 
gastroenterologist. With a conventional scoping the report is available immediately 
afterwards. The capsule that I swallowed took 6 images per second. With a transit 
time of  approximately 3 hours, through the small bowel alone, this produced 
around 65,000 images. When you add in the stomach and large bowel you realise 
the scale of  the task. I have since been told that it takes anything from an hour 
upwards, depending upon the playback rate selected. I was surprised it wasn’t 
considerably longer.

The date for the gastro appointment came through - 15th April. I wanted to be 
well prepared and started jotting down questions. By the time I had finished the 
list was impressively long,.
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Video Capsule Endoscopy Report

Monday 15th April 2019 - Guy's Hospital - Gastroenterology

The gastro clinic has been a victim of  its own success. Once a patient gets referred 
there they invariably don’t want to return to their original hospital. I guessed they 
must have been overbooking to cope with the numbers and as a result, clinics 
usually run late.  I made sure I took something to read with me. Having registered 
with reception I settled down with the book. A nurse appeared and apologised 
that the doctors were running 75 minutes late! I wondered if  there would be time 
to go and have the chest x-ray done. It was worth a try. Ten minutes later I was 
back in the outpatients’ waiting area with the x-ray completed.

I asked the nurse to put a note on my folder that I wished to see my usual doctor. 
After a few minutes he was calling my name. I entered the consulting room with 
list in hand as an aide-memoire.

“He asked “have you received a copy of  the VCE report?” Yes, but didn’t know what I 
was looking at. He worked his way through the document stopping at any frames 
of  interest - “that looks like an ulcer, and there, and that's one…..”. This explained the 
conclusion of  “mild to moderate inflammation”. I asked whether it was possible to work 
out the location as I had been getting an ache across my midriff,   just above my 
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navel. Could it be connected? He thought it more likely to be my hernia causing 
the pain in that location.

Next we went through the results of  the recent blood test. “You’ve had chickenpox but 
not glandular fever as no antibodies are present, and you haven't got AIDS, but you probably 
knew that”. I remembered having chickenpox as a child but I had also suffered a 
very bad bout of  glandular fever at the beginning of  my ‘A’ levels (my excuse for 
doing so badly). Maybe antibodies disappear over time?

I was pleased to see that my Hb had risen slightly to 11.8. Another test, looking at 
protein bands, was marked “insufficient sample provided” which didn’t make sense 
given the number of  phials the phlebotomist had taken. I would need to give a 
further sample after the appointment.

I outlined my reticence about starting vedo, or any drug for that matter. Having 
managed without any Crohn's medication for nearly 8 years I would be hesitant to 
restart. I knew that other patients had suffered side effects when on MABs and 
wondered if  I would be more susceptible due to my co-morbidities? He told me 
not to be concerned and that I must be made of  “stern stuff ” as there were many 
patients at my age who were in a considerably worse state! The side effect profile 
of  vedo was proving to be good and its action very successful. Recent research into 
its use with UC, showed better results than expected.

What could happen if  I decided not to start Crohn’s drugs? The worst outcome 
would be the inflammation becoming so advanced that the bowel perforated, or 
formed fistulas, resulting in an emergency operation. Given that I should try to 
avoid surgery of  any kind this sounded like a risk too far.

There was also the practical consideration of  having to make regular visits to 
London for infusions. Whilst I liked those trips, at present, I might not be so keen 
as I got older. Would it be possible to have them carried out at my local hospital? 
He replied that it might not be necessary as a patient administered version of  vedo 
had been developed, using compressed air to deliver the doses rather than a 
needle, and was currently undergoing trials. If  they proved successful then in 2 or 
3 years time it might be possible to replace some infusions.
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I asked if, in hindsight, I should have had a capsule endoscopy sooner than 
October 2018 as the calprotectin results suggested the inflammation started early 
in 2016,.   He responded that the first place to look following raised calprotectin 
results is the large bowel. Two colonoscopies showed nothing and the subsequent 
small bowel MRI also showed no inflammation. However, given my experience, he 
was now favouring earlier intervention with a capsule endoscopy.

My final question was how would we determine if  the drug was working given 
that I felt no physical symptoms? Regular calprotectin tests throughout the year 
and at the end of  twelve months there would be a follow-up VCE and small bowel 
MRI. The one thing I forgot to clarify was whether vedo is continued as a 
maintenance dose once remission has been achieved.

I still wanted to discuss the situation with my wife before making the final decision 
but was leaving the consultation with a lot more positive thoughts than when it 
started. How would I give the go ahead? "Contact the IBD Helpline and take it from 
there." With that we shook hands,   I bade him farewell and headed for the blood 
test room.

Having weighed up the pros and cons, and with the additional imperative of  
avoiding surgery, if  at all possible, it seemed to be a no-brainer that I should at 
least try vedo to induce remission before my gut suffered from serious damage. I 
emailed the IBD Helpline with my decision.

The next day they rang to arrange the first infusion. “Vedo days” were 
Wednesdays and Fridays. As luck would have it there was already a haematology 
appointment arranged for the last Wednesday in May so the infusion was booked 
for an hour later on the basis that haematology clinics usually run to  time.

Monoclonal Antibodies (MABs)

MABs are antibodies that are made by identical immune cells, all clones of  a 
unique parent cell. My brief  flirtation with Infliximab, in 2009, only lasted for 
three doses as I showed no signs of  improvement, but, to be honest, my condition 
had progressed too far for any drug to have made a difference. At that point 
MABs had already been in use for a decade and in the following years there has 
been a great deal of  research work for their use in multiple areas of  medicine. 
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Many had subsequently been licenced to treat Crohn’s Disease but they are 
neither cheap to develop or manufacture and this is reflected in the high cost of  
each dose.

Vedolizumab (Entyvio) was launched in 2014, and developed specifically for IBD 
treatment. It was the first non-TNF (Tumour Necrosis Factor) inhibitor and works 
by blocking a protein on the surface of  white blood cells that cause the 
inflammation in Crohn’s disease.....and selectively inhibits leucocyte migration into 
the gut!

….and, no, yet again, I didn’t know what that meant.  Being a non Anti-TNF drug 
apparently made it more suitable for older patients, starting biologic therapy for 
the first time, and being gut specific it appears to have less risk of  side effects. The 
usual pattern of  infusions is to have them at Week 0, 2, 6 and then at eight weekly 
intervals. It usually takes four or five infusions to show if  it is effective although it is  
known that Vedolizumab can take a lot longer to become effective.

IBD Infusion Unit - Guy’s Hospital

Wednesday 29th May 2019 - First Infusion

My aim had been to kill two birds with one stone by combining the planned 
haematology appointment with my first infusion. Unfortunately haematology had 
been cancelled due to the consultant being away. I took advantage of  the free time 
to take a walk along the Thames and then a quick visit to Tate Modern to use 
their “facilities”. As a Crohn’s patient, or maybe as the aging process quickens, the 
location and quality of  public conveniences becomes of  great interest.)

I arrived at the Unit with a couple of  minutes to spare and handed in my baseline 
calprotectin sample. Future readings would be measured against this result to 
assess the effectiveness of  the new drug.

I was shown to one of  the infusion chairs. A nurse came over to introduce himself. 
He worked for Takeda, the manufactures of  vedo, and provided additional help in 
the unit on “vedo” days. He asked the usual questions: “what medications are you on?”; 
“are you allergic to anything?”; “how are you feeling?” etc. He measured my blood 
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pressure, oxygen saturation and temperature, inserted a cannula and took some 
blood samples.

I was expecting the procedure to take several hours. Was that realistic? The nurse 
replied that there would be a “30 minutes infusion followed by the same for a saline flush”. 
I subsequently learnt that the flush had a secondary purpose of  allowing the 
nurses to keep an eye on the patient after the infusion to check for any signs of  an 
adverse reaction.

The drug is supplied in powder form and reconstituted once the patient arrives to 
avoid wasting such an expensive drug if  there was a “no show”. Once mixing was 
complete I had the vedo connected and flow rate set. I settled down with the book 
I was reading about heart surgery. As Crohn’s patients we go through some fairly 
challenging experiences and witness some gory sights but I even found myself  
squirming at the surgeon’s descriptions. Luckily there were no photographs!

With the vedo finished it was swapped with the saline flush and I went back to my 
book. Allowing 30 minutes for the paperwork, tests and preparation, the whole 
procedure was completed in about an hour and a half. The nurse warned me that 
I might feel more fatigued than usual. Time would tell.

Infusion No.2 took place two week’s later. It was preceded by the rebooked 
haematology appointment which, to borrow a medical term, was “unremarkable”. 
Very much routine.

By the end of  2019 I had reached my fifth infusion and was due the sixth just two 
days into the New Year. In mid-September, when I went in for the fourth dose I 
handed in a sample for calprotectin testing. The result would show the effect of  
the first three infusions. The level had dropped from 1790 to 472. Impressive but 
still high. I had another calprotectin test at the end of  October. This also showed a 
decrease, to 439 then 435, but the trend had now levelled out. During my fourth 
visit to the Unit the lead Nurse was explaining that there had been a huge growth 
in the number of  patients they now infused. The clinic had started out with a 
session just once a week but this had rapidly expanded and now they gave a full 
five day service. With the cost of  the MABs being so high I wondered how this 
growth in usage was impacting upon the NHS budget.
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I happened to mention that I had dates booked for some teeth extractions. This 
clearly rang alarm bells. The rule, when on other MABs, was to avoid any surgery 
in the period two weeks either side of  the infusion. She would check with the 
doctors to see if  this applied to vedo. I received an email later confirming that I 
should keep to the same restriction and ended up having to rearrange the dental 
appointments accordingly as infusions take precedence.

What’s a VBIC?

In early July a letter arrived from one of  Guy’s VBIC consultants. I was intrigued 
as it was not an abbreviation I had come across before. Online I found a GSTT 
document explaining that it stood for “Virtual Biologics & Immunosuppressants Clinic, a 
multi-disciplinary meeting, held at regular intervals, to review patients on biologics and other high 
cost drugs. After each infusion, blood test results and calprotectin, if  available, are discussed”.

The VBIC letter mentioned that the blood test showed normocytic anaemia 
which translated to normal-sized red blood cells, but a low number of  them. It was 
noted that I was taking iron supplements but suggested that iron infusions should 
be considered if  the condition got worse.

The next letter followed the large drop in calprotectin level. That was somewhat 
reassuring but clearly there was a long way to go to reach 50 or below. The VBIC 
was suggesting that further testing, probably in the form of  another VCE, should 
be carried out to “gather some further objective evidence in the coming months”.

The letter also mentioned that I had relatively stable pancytopenia which meant 
that I now had low counts for all three types of  blood cells: red, white, and 
platelets. It is usually due to a problem with the bone marrow that produces the 
blood cells. Could this also be laid at the feet of  the Azathioprine? Should I expect 
another bone marrow biopsy to be arranged, as suggested by the haematologist?

Monday 14th October 2019 - Guy's Hospital - Gastroenterology

I had been forewarned that my usual consultant was moving on from the Monday 
clinic to a Tuesday afternoon over at St.Thomas’ but it was unclear when the 
change would take place.
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Having been through the usual waiting room shuffle I heard my name being called 
by a new doctor. As usual I explained that I would like to see “my” consultant. He 
replied that the changeover to Tuesdays had started that week.

As I was not at a key decision point in my Crohn’s treatment I had already 
decided that seeing another doctor would not be an issue and maybe it would be 
good to hear another consultant’s view of  my case. I have found in the past that a 
different doctor may make a comment that gives a slightly different angle on my 
ailments that, in turn, gives me a better understanding. It takes me a little nearer 
to achieving my goal of  mapping how the various co-morbidities inter-relate and 
their potential causes.

The other benefit of  sometimes seeing a new doctor is that it gives some of  the less 
experienced ones exposure to the more interesting or complex cases.

We discussed how I felt following four vedo infusions. I explained that all was well 
apart from seemingly being more tired, He was reassured by the latest calprotectin 
result dropping from 1790 to 472 but this was clearly still abnormal.

I mentioned my concern that my Hb level was low despite doubling the dose of  
iron tablets, suggested by my GP. He thought it would be worth seeing if  an iron 
infusion would increase my haemoglobin. He would make the necessary 
arrangements.

The next day I had a telephone call from the IBD infusion unit. “When would you 
like to come in for the iron? Can you make it next Tuesday?” The arrangement was made. 
After the infusion was complete I was told that, since my weight had increased, I 
could have a further unit in a week’s time. It also gave me the opportunity to take 
in another sample for calprotectin testing. In the space of  two weeks I had been 
for three visits, two iron and one vedo. I was starting to feel like a “regular” and 
the nurses were greeting me like an old friend.
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First unit of blood - IBD Infusion Unit

The result of  that calprotectin test also showed a decrease to 439 but the trend 
had slowed considerably. What did this indicate? Was it to be expected? Had the 
vedo stopped working?  The first result of  2020 had only dropped a further 4 to 
435.

I found an extract from a research trial - “.....patients should be aware of  the somewhat 
gradual and incremental beneficial effect of  vedolizumab, meaning that responders may expect 
further improvement in clinical disease activity beyond week 14 of  treatment”. My calprotectin 
had dropped dramatically to start with but then seemed to plateau at around the 
430 mark.

Tuesday 18th December 2019 - St.Thomas’ -  Endoscopy Department

It was time for the yearly trip to Harrods Food Hall to buy some Christmas treats 
before heading over to St.Thomas’ early afternoon for an upper GI endoscopy. 
This would be my twelfth, but who’s counting. The procedure followed the same 
pattern as last year with the exception of  a new doctor driving the scope. For the 
fifth year running no banding was required, so no need for a sloppy diet in the 
lead-up to Christmas. A good end to the year and reasons to being looking 
forward to 2020.
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C H A P T E R  26

2020 Vision

Research

I’ve always been happy to provide researchers with extra samples of  blood or 
tissue to help further IBD research. When I retired at the end of  summer 2016 it 
gave me newly acquired free time, some of  which I decided to use for voluntary 
work relating to the IBD community (and even some paid work!). Various 
opportunities were advertised on Social Media and after an initial contact I started 
working with a leading bowel research charity. 

My first meeting was in the imposing surroundings of  the Royal College of  
Surgeons in Lincoln’s Inn Fields. It was an eyeopener to meet others who had 
been through similar experiences of  chronic disease and surgery.

My first involvement with research - RCS

Through the charity I have provided PPI (Public & Patient Involvement) input for 
some interesting, innovative projects including a team developing software that 
assesses gut motility (Motilent). They continue to push the boundaries of  disease 
monitoring.
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The projects and studies have been very varied. In late 2018 another opportunity 
arose to test out the proposed diet methodology for a study (ADDapt) providing 
feedback on how well their specially designed food app worked and whether 
patients would find it too onerous completing a detailed daily food diary for eight 
weeks. Later on I took part in the diet trial itself, but more of  that later.

Trying out the PREddiCt diet trial

The longest running project has been OSIRIS which aims to understand and 
improve the shared decision-making process for patients as they contemplate 
surgeries that run a high risk of  medical complications. In turn this has led to 
further opportunities to get involved with shared decision making training for 
junior doctors.

As I hope this book makes clear, I have a huge respect for the NHS and 
particularly those HCPs working at GSTT. As a frequent visitor there since 2010 I 
have experienced a wide range of  their services. I was asked if  I would like to join 
their Gastro Project Board as one of  the patient representatives. The role involved 
vetting proposed research projects from a patient angle and commenting on their 
acceptability or practicality. Meetings were scheduled for the first Thursday of  
every month so it seemed sensible to try and book my infusions to coincide with 
them.
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My latest assignment was as a Specialist Committee Member for NICE, revisiting 
their 2012 report into the use of  SeHCAT for the investigation of  chronic 
diarrhoea due to bile acid malabsorption, a subject close to my heart. It became 
apparent just how little research there had been into the subject since their first 
report and just how much is needed.

Thursday 7th November 2019 – Guy’s Hospital – Tower Wing

My first Gastro Research Board meeting. Very informative although littered with 
acronyms and processes that needed explaining. It did appear that the very first 
task when setting up any study was to come up with a catchy name that might 
tenuously become an acronym to describe the project. It was the chance to meet 
some of  the GSTT healthcare professionals that work behind the scenes within 
the Gastroenterology discipline and whose paths I would not normally cross. After 
the meeting I made my way down eight floors to the IBD infusion unit for my fifth 
dose of  Vedo.

Thursday 2nd January 2020 - Guy’s Hospital IBD Infusion Unit

The New Year had hardly crossed the threshold when it was time for the next 
Research Board followed by Vedo infusion No.6. It went without a hitch. I had 
handed in a sample for calprotectin testing but when the result came back (432) it 
was very close to the previous two values from weeks 8 and 16. It looked like it had 
reached a plateau.

Monday 25th February 2020 – ADDapT Diet Trial

Day one of  the eight week diet trial that I had tested in 2018. The aim was to see 
if  food additives, or the lack of  them, would have an effect on the participants 
IBD. It comprised a list of  “approved” items and ingredients. The trial organisers 
had arranged for weekly deliveries from Sainsburys and provided a supply of  
snacks and milkshakes. Being a “double blind” trial there was only one person on 
the team knew who was getting an additive free diet and who received the 
placebo.
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Four week’s supply if snacks

COVID19

News stories about a mystery virus in China were starting to appear in the UK 
media. One particular story, the building of  a Chinese hospital in just one week, 
stuck in my mind as I had never seen so many excavators working in one place at 
the same time. Clearly this was no ordinary virus. Anyone reading this book will 
have their own memories and experiences. We are lucky to have a garden to enjoy 
and plenty of  surrounding countryside to walk our dog in. This made the situation 
much easier to cope with than for many.

My biggest, practical, concern was venturing out to the supermarket to get food 
supplies whilst remaining virus free. Having just started the diet trial it seemed 
likely it would have to be halted but to the organisers’ credit they decided to 
continue. This turned out to be a godsend as the usual home delivery service had 
been closed to new members, unless classified as vulnerable. There were a few 
issues as everyone came to terms with the virus. The one item that caused 
particular problems was bread as the majority of  popular brands contain many 
additives. This was resolved by joining the ever growing number of  home bakers.

A few weeks later a letter arrived stating that I was now considered to be ECV 
(Extremely Clinically Vulnerable) and would be given priority for supermarket 
deliveries. I don’t know which of  my conditions put me in that category. IBD 
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alone would not have been enough unless I was on an immunosuppressant 
treatment, which I was not.

Thursday 5th March 2020 - Guy’s Hospital

Three birds with one stone. Another combined trip for an infusion, Gastro Board 
and a meeting with a member of  the diet trial team. At the end of  the board 
meeting the conversation inevitably turned to the subject of  COVID19. The 
professionals were as much in the dark as the patients. This would be the last face-
to-face meeting for a long time. Research effectively switched to COVID related 
issues. Many of  the NHS resources were redeployed to critical care and all work 
on non-COVID research was put on hold.

Friday 6th March 2020 - Guy’s Hospital

A second trip to London, this time as part of  the project on Shared Decision 
Making in Surgery. The workshop started with a talk by a world renowned 
anaesthetist who had flown in from the USA followed by a Q&A session. The 
meeting then broke up into small work groups which discussed how best to 
communicate the options and risks involved with surgery. At the end of  the 
morning I was asked to give feedback to the assembled group on what I heard in 
the various groups.

Poster for the Workshop
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On 26th March the UK officially went into lockdown. Three weeks later I 
received a letter from GSTT IBD Dept. saying they had been asked to contact any 
of  their patients who they adjudged were at particular risk from COVID19. It 
stated “…your immune system may not be as strong as it would be for people 
without your condition. Your age and other medical conditions may also play a 
part”. I don’t know which of  my conditions put me in that category. IBD alone 
would not have been enough unless I was on an immunosuppressant treatment, 
which I was not.

From then on there was a steady stream of  emails, letters and texts about shielding 
from the Government. I wasn’t particularly thrilled at being categorized as 
“Extremely Clinically Vulnerable” but at least I was able to register for 
supermarket home deliveries.

Thursday 7th May 2020 - Guy’s Hospital IBD Infusion Unit

I was somewhat apprehensive of  taking a trip to a London hospital now that the 
UK lockdown had been in operation for seven weeks. Would there be any trains? 
Would they be crowded? My worries were unfounded. The railway was running a 
near normal service. When I arrived at the usually busy Redhill station I was the 
only passenger on the platforms. The same with the train. It appeared that I had 
the whole 12 cars to myself. A very strange feeling.

Empty platforms at Redhill station
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Having arrived in London well before my appointment I walked along the South 
Bank from London Bridge Station to Tower Bridge and realised just how deserted 
the capital was. The River Thames was eerily quiet as the clippers and pleasure 
boats had all been stopped. The river was like a mirror until a lone police launch 
headed downstream.

River Thames calm as a mill pond

Wednesday 17th June 2020 - Haematology Tele Appointment

My first telephone appointment but something to get used to for the foreseeable 
future. We talked blood, which is hardly surprising for a haematology 
appointment. There wasn’t a lot to say so we agreed to talk again in 12 months 
time. 

Vedolizumab Infusions and Calprotectin Tests

The eight weekly visits to the IBD Infusion Unit continued throughout 2020. At 
each one I took calprotectin samples with me. Calprotectin is not a precise science. 
Any result below 50 is considered to indicate no inflammation is present but some 
HCPs work to a higher “normal” level of  100. There are many factors, apart from 
inflammation, that can cause a raised reading, for instance : time at which sample 
was taken; medication (for instance proton pump inhibitors); age of  the patient, 
etc.

Before starting Vedolizumab my calprotectin was heading towards 2000 but after 
the first 3 doses the level had dropped to 472. It then seemed to hit a plateau in 
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the 400 to 500 range which was rather disappointing. This drug is known to have 
a slow start but this seemed positively pedestrian.

Graph showing calprotectin levels vs. infusions

I already knew that proton pump inhibitors could affect the result but then I read 
an article about potentially increased risk from COVID19 as well. (I had been 
prescribed Omeprazole back in 2013 to protect my oesophageal varices from 
reflux). It seemed like a good time to stop. Did I still need it? I asked my gastro, 
who happened to share an office with his upper GI colleague. The answer came 
back “OK, you can stop now”. So I did. The next result had dropped dramatically 
to 27, well below “normal”. Had the drug finally kicked in or was my decision to 
stop taking PPIs in any way linked to the fall? Could it be linked to the diet trial? 
To be honest, I don’t think we’ll ever know.

Halfway through the year I was offered the chance to change over to a 
subcutaneous (subcut) version of  Vedolizumab which would involve self-injecting 
every two weeks. This was partly to reduce the number of  patients visiting hospital 
but also relieving the pressure on the IBD infusion unit which had an ever 
increasing number of  attendees.
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I decided against making the change as I like the opportunity of  getting blood and 
calprotectin tests done in one place, at one time and knowing that the results 
would make it onto the GSTT system. This might not be the case if  the tests were 
done at my GP or local hospital. Another “big plus” was the chance for a fairly 
relaxed trip to London every 8 weeks with plenty of  time to do some exploring 
before returning home.

I had my infusion and was expecting a quick flush through with a syringe of  
saline, as previous visits, but the procedures had now changed and I was given a 
full one hour flush. As I had a timed ticket for an exhibition at the Royal Academy 
it would be touch and go to make it on time. I’m guessing that the one hour wait 
did not prove popular as by my next visit there was a disclaimer form to sign if  
you wanted to leave straight after the infusion.

In August I received a call from Endoscopy appointments to arrange for a follow-
up capsule endoscopy (VCE) to see if  the inflammation in my small intestine was 
still present. I would also need the obligatory small bowel MRI to ensure there 
were no strictures that could trap the capsule on its journey.

Monday 19th October 2020 - Guy’s Hospital - MRI Unit

I knew what to expect. There was the usual litre of  prep solution to drink, made 
more palatable by the blackcurrant squash I had taken with me. I managed to 
down the full one litre. When a cannula was inserted it didn’t feel quite right but 
not enough to ask for it to be redone. I would have to see how it went.

The initial scanning runs were fine but as the contrast dye was injected ready for 
the remaining scans I felt a lot of  pain in my arm. I squeezed the alarm button 
and the scan was halted. The nurses inspected the site of  the cannula. Whilst 
some of  the dye had passed into my vein an amount had found its way under my 
skin, causing a swelling. The nurses explained that this did sometimes happen and 
that, under normal circumstances, the swelling would dissipate in a couple of  
days. There was an information sheet that explained what to do in the case of  
further complications.

A new cannula was inserted and the scanning sequence recommenced. This time 
there were no problems and the scan completed without further incident. I had 
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requested, via my gastro, that the MRI included cine files and the radiographer 
confirmed that was the case. These are not captured as a matter of  course. After a 
few days I contacted the Information Governance Office and requested electronic 
copies of  those cine files. They transferred them via an NHS file sharing service.

The forthcoming VCE was considered to be an AGP (Aerosol Generating 
Procedure) and as a consequence I needed to have a negative COVID result 3 
days prior to the hospital visit. It was arranged for a courier to deliver a test kit, 
wait for me to carry out the test and then return it to GSTT for analysis. It was 
negative.

Tuesday 27th October 2020 - St.Thomas’ - Endoscopy Suite

One trip; two objectives. First stop - St.Thomas’ to swallow the camera. Originally 
planned for 12 months after starting Vedo but, due to COVID, it had slipped out 
to 18 months. The procedure was to assess the Crohn’s in my small bowel.

The endoscopist (with a very memorable name!) had been working at GSTT for 
15 years but, surprisingly, our paths had never crossed. He explained that the 
hospital has access to 7 different camera systems and that their prominence as a 
leading teaching hospital meant that manufacturers are keen make their systems 
available. The one they would be using that day was made in Wuhan (yes, THAT 
Wuhan) and was the first one to include a type of  AI which highlighted frames 
needing particular attention when reviewing. All clever stuff.

VCE bluetooth receiver unit
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VCE output on laptop 

Unlike my previous VCE, that required a network of  sensors much like an ECG, 
this capsule transmitted directly to a receiver worn on a belt. It was a lot more 
convenient.

There were two representatives from the capsule camera company visiting him 
that day, watching their product being used in a clinical situation. Did I mind if  
they sat in and watched? It didn’t matter to me. They joined us and he explained 
each step, in detail, which was very informative. The output from the camera was 
displayed on a laptop, angled so we could all view it.

I asked if  it would be possible to examine my oesophagus to see if  the varices 
needed banding in the hope that I could avoid the conventional endoscopy later in 
the year. Yes it would by adopting an “oesophageal protocol”, a fancy way of  
saying you lie down as the camera is swallowed so that the passage through to the 
stomach is slowed down. Swallowing it whilst lying down was not as difficult as it 
sounded but even so it only took a few seconds for it to enter my stomach.

The bed I was lying on was fully adjustable. I was tilted head first, feet first, then 
left and right so the camera could video all around the walls of  my stomach. A 
patch of  inflammation appeared. They would discuss this at their MDM on 
Friday. Eventually the camera was allowed to pass into the duodenum and it was 
time to leave whilst it transmitted the video of  its journey to the recorder.

II walked from St.Thomas’ to Guy’s Hospital and made my way to the IBD 
infusion unit for Vedolizumab infusion No.11, returning to St.Thomas’ the 
following day to drop the recorder belt back. I bumped into the endoscopist. He 
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said that he would review the video and report his findings to their MDM that 
Friday.

The next day I rang him to see if  there was any evidence of  oesophageal varices 
that would need banding. He had seen one varix that looked like it might need 
treating but they would review this.

A follow-up letter arrived from the Capsule Endoscopy VC. It was good news, 
very good news but I was puzzled that there was no mention of  the varix or the 
inflammation in my stomach. I attempted to contact the consultant who had 
written it.

Conclusions from VBIC

Wednesday 24th February 2021 - St.Thomas’ -  Endoscopy Department

This procedure had been delayed from its normal slot just before Christmas due to 
the disruption caused by COVID19. I was surprised to be considered worthy of  
having the endoscopy given the stories of  long delays for new patients. The 
waiting area had been divided into a number of  individual cells surrounded by 
perspex screens. Slightly disconcerting but better safe than sorry. The scoping 
followed the pattern I have described before. As ever the endoscopy team seem to 
be a very happy crew and put me completely at ease. When I woke up from the 
sedative I was told that banding had been necessary. The implication of  that 
statement was fluids only, for the next 24 hours, and then mushy food for five days 
to avoid dislodging the bands.
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Endoscopy Report No.13

Thursday 1st April 2021 - Hepatology Tele-appointment

My last hepatology appointment had been in June 2013 when I was discharged 
from their care as there were no signs of  significant liver disease. However the 
MRI scan in October prompted my case being discussed at the Benign 
Hepatobiliary and Pancreatic (HPB) Multidisciplinary Team (MDT) meeting.

Conclusions from Benign HPB MDT

The MRI had shown “features of  portal hypertension (splenomegaly and varices). 
Non-occlusive thrombus in main portal vein. Irregular liver outline in keeping 
with chronic liver disease”. The conclusion “need to explore causes of  chronic 
liver disease”.

The tele-appointment was with the head of  department who I had met several 
times before as he usually carried out my yearly upper GI endoscopies. He 
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explained that it was important to re-assess my biliary tree for signs of  PSC 
(Primary Sclerosing Cholangitis) every so many years. He recommended that I 
have an MRCP scan and an autoimmune screen. He would put in the necessary 
request forms.

Tuesday 27th April 2021 - Gastroenterology Tele-appointment

I had a brief  conversation with my usual gastroenterologist. My Crohm’s was well 
under control, my calprotectin was under the 50 mark and my bloods had no new 
anomalies. He noted that his colleague would be monitoring the liver 
investigation.

Wednesday 19th May 2021 - St.Thomas’ -  Endoscopy Department

This would be the chance to see if  the banding carried out in February had been 
successful. This would normally have been carried out 3 or 4 weeks after that 
procedure but given the pressures the NHS were working under then 3 months 
wasn’t too bad. As usual I requested to be put fully under as an Upper GI 
endoscopy is the only procedure that I really struggle with.

When I came round from the sedative the good news was that the previous 
banding had been successful and no further banding was needed.

Endoscopy report No.14
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Wednesday 26th May 2021 - Guy’s Hospital -  MRI Dept

There was no need for any prep drink as an MRCP only looks at the biliary 
system. Everything went without a hitch.

The follow-up letter made interesting reading. I had been referred to the liver 
clinic due to a “transient increase in ALP”. (Alkaline phosphatase is an enzyme 
that is primarily found in the liver, bones, intestine, and kidneys. Abnormal levels 
of  ALP can be caused by liver problems.) My autoantibodies had now been 
checked and were all negative and the MRCP showed no changes that suggested 
PSC. “There is no current evidence of  PSC and this is even more significant nearly ten years 
after the suspicion was raised.”

The MRCP did confirm an irregular liver outline but that was put down as a 
consequence of  secondary vascular changes, brought about by PVT.

(Autoantibodies are antibodies (immune proteins) that mistakenly target and react 
with a person's own tissues or organs).

So It Goes

The eight weekly Vedo infusions continue. In 2020 the IBD Infusion Unit moved 
further up the Guy’s Hospital Tower and is now on the 14th floor complete with 
all new chairs, equiment and a great view across to Canary Wharf.

Regular outpatient appointments are now at slightly greater intervals and over the 
telephone rather than face-to-face. The last calprotectin test, in June, was 48 and I 
have not been asked to provide any more samples for the time being.

The last time I spoke to my gastroenterologist he said “let’s see when you had your last 
colonoscopy. 2017!” so I knew what was coming next. I’ve checked. I’m on the 
waiting list.
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The new Infusion Unit, on a particularly quiet day

View across to the tower blocks of Canary Wharf
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Loose Ends

As part of  the checking process for this book I read my old blog posts to make sure 
I hadn't missed anything important and to look for any loose ends. One comment 
in particular, made by one of  the surgeons several weeks after the ileostomy, 
piqued my interest. He remarked on how well I looked considering: “what they had 
done to me”. That sounded intriguing He had gone on to describe the operation as a 
“classic” and one of  the “most complex they had ever carried out”. (see Chapter 8)

Reading these words made me emotional, and still does, as it brings home just 
what Crohn’s Disease can put us through, even though I tend to make light of  it, 
and know that I have escaped relatively easily compared to some. It shows the skill 
of  that surgical team who wrestled the octopus and won, leaving me to enjoy a 
prolonged spell of  remission.

The ileostomy was the most significant event in my medical story and sowed the 
seeds for writing this whole narrative. It was a major milestone and a life-
changing, fascinating experience. I was curious to understand exactly what they 
were confronted with when they opened me up and why the operation was 
considered so complex.

I started by re-reading the letter written by the lead surgeon on my discharge. 

"He underwent laparotomy, ileocaecal excision of  locally perforated Crohn's mass/stricture and 
excision of  enter-enteric fistula. The intra-operative findings were of  chronic small bowel 
obstruction due to terminal ileal stricture/inflammatory mass. There was gross right para-colic 
and midline fibrosis with terminal ileum drawn into a chronic abscess/fibrosis. An inflammatory 
mass was fistulating into a more proximal ileal loop, closely adherent to the recto-sigmoid colon. 
There was a redundant long sigmoid loop in the pelvis. Given the severe ongoing inflammation, 
partial chronic obstruction/oedema and localised perforation n the lower abdomen/pelvis, a 
primary anastomosis of  the bowel was contra-indicated. This risk had previously been discussed 
with the patient.
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A double barrelled ileo-colostomy was formed in the right iliac fossa. In the post-operative period 
the patient remained stable and made good progress with feeding and mobilisation. Post-operative 
anaemia was treated with blood transfusion and high stoma output was managed by electrolyte 
replacement."

The letter helped but what I really needed was some input from one of  the 
surgeons. I wondered if  they kept their own records of  the surgeries they carried 
out. The lead surgeon had left the NHS so I decided to email the “guest” surgeon 
who now worked at my local hospital. He replied that if  I could obtain a copy of  
the Operation Note from St.Thomas’ he would be happy to translate it into 
layman’s terms.

That was the trigger I needed to obtain copies of  all my GSTT records. After 
filling in the necessary request form, and paying the fee, I received a message that 
they were ready for collection from the Information Governance Department. 
There were 4 CDs in the packet.

St.Thomas’ records on CD

One contained scanned images of  the hand-written or typed medical records. 
Amongst more than 700 pages I found the hand written Operation Note together 
with a pathology report on the tissue that had been removed - 140mm of  intestine 
including the terminal ileum and ileocaecal valve. Why did the removal of  such a 
small section take so long? The pathologist’s report made it clear that the Crohn’s 
inflammation had caused a great deal of  damage.
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The Surgeon’s Note from Operation Day
including the justification for forming the double barrelled stoma 
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Pathology report

I hadn’t realised that it was routine to send the tissue to the pathology lab to check 
for cancer. The result, negative, was relayed back to the anaesthetist within 
minutes.

I sent copies of  the two reports to the surgeon and the next morning received the 
following response :

“Thank you for your last email. I have translated the operation note into a drawing as best I can, 
but you'll appreciate that this is not from memory!

From the pathology report the measured specimen was 140mm between the two cut ends and the 
length of  the stricture/mass causing all the trouble was 85mm. In the op note it states that 25cm 
of  ileum was resected, but this shrinks in the formalin during preparation for pathological 
assessment.

Particularly with fistulating Crohns' masses the normal tissue planes are lost and layers of  tissue 
which would normally separate easily become very fibrosed and need very careful sharp dissection 
to safely free things that need removing from the critical anatomy to be left behind (gonadal vessels, 
which is the blood supply to the testes, ureters and the duodenum for instance)”.
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The Surgeon’s Drawing

The drawing enabled me to visualise the challenge the surgeons faced and, finally, 
I understood the comment “one of  the most complex operations”. Whilst the stricture 
itself  was relatively small, the Crohn’s mass, that had built up around it, was 
adhering to surrounding tissue, causing it to fuse together. It had even attached 
itself  to my back muscles which accounted for the pain I was getting in that area. 
The surgical team’s skill was separating the bad from the good without damaging 
vital blood supplies and muscles.
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Piecing it all together

For the first 30 years plotting my medical history would have been a simple 
timeline recording the varying types and dosages of  the drugs I was taking and 
showing periods of  flare-ups. The complications started in 2008 when 
thrombocytopenia was added into the equation. More conditions followed and so 
did the explanations at consultant’s appointments.

When I had assembled the full set of  medical records my initial reaction was 
"information overload". What could I do with this huge quantity of  very detailed 
medical data? I methodically sorted it by type and date order, picking out the 
"interesting bits". (It was fascinating to read the ward notes as they were not 
usually documents that you got to see.)

I wanted to understand how the various conditions related to each other. As 
someone who had spent much of  their career communicating using diagrams it 
seemed like the ideal medium for the problem and using the jigsaw metaphor very 
relevant. The diagram has been constantly refined and now enables me to 
represent 40 plus years of  medical history on a single page.

Having produced the diagram for my own benefit it then struck me that it could 
prove useful when meeting a new consultant or surgeon as it would enable them to 
quickly get an overview of  the patient who was sitting in front of  them without 
having to plough through reams of  medical notes.

I will continue to develop this, and other, diagrams in order to improve the 
understanding of  my health. There is now an animated version of  the jigsaw 
diagram on the website. Updates will be available at the accompanying blog - 
www.wrestlingtheoctopus.com
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Simplified Jigsaw Diagram

Complex Jigsaw Diagram
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...and finally

This book was something I needed to write. I can put it on the shelf  and use it as 
my de facto reference but, of  course, it’s not the end of  the story. I hope it shows 
other patients that it is possible to lead a relatively normal life and keep a positive 
attitude despite Crohn’s, EIMs and the inevitable ups and downs.

I’m hoping there will be insufficient material for a sequel but will add new 
chapters as required.

I really appreciate you reading my book.  If  you have any questions or comments 
or want to know how the story progresses then please contact me via social media. 
Here are the links :

Follow me on Twitter:  http://twitter.com/crohnoid

Read my occasional blog:  http://www.wrestlingtheoctopus.com 

Visit my website:  http://www.wrestlingtheoctopus.com 
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