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 The following pages tell the story of my encounter with this rare condition. I am not a professional author, and no doubt my composition can be easily faulted for structure and grammar. To do so misses the point. The writing of this article was therapeutic for me, and I hope it may serve as comfort for the relatives of future sufferers. It is a frightening condition for the patient, but perhaps even more so for family and friends.
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Sunday January 6th 2002
 
“we’re off then” I said as I got up from the couch. My wife, Ann, looked up and said “No, we are still in the harbour”. I looked out of the windows and sure enough we were stationary, in the harbour. “I could have sworn it felt we were moving”, I said, “must have been a lorry or something coming on”.
That was the first indication that something, somewhere, was not quite right. I dismissed it out of my mind and concentrated on the menu. We were in the club lounge of the roll on roll off ferry taking us, and our kitchen, to Ireland. We had driven, in convoy, for about 400 miles, me driving a friends Transit van, and Ann driving our pick-up. The journey had not been particularly arduous, but we were ready for a rest. The three and a half hour crossing from Fishguard to Rosslare, Ireland was welcome. There was a light wind, but nothing that was going to worry us. 
The meal was good, and the crossing uneventful. I guess the slight roll of the ship masked any further dizzy feelings I might have experienced.  When we arrived in Rosslare it was early evening. The sun had gone down a couple of hours ago. I navigated the steps down to the vehicle deck, got into the van and drove off without a hitch. A brief discussion with a friendly customs and excise officer about the contents of the van, and we drove out of the docks on our way to Scart.
Scart was where we were building our new house. It is a tiny hamlet of four houses including ours, about half a mile outside the small town of Kildorrery in County Cork. Our love affair with Ireland began with a weekend in Dublin. The friendliness of people and their culture just fitted us. We immediately felt comfortable. I was a young 61 and retirement, or semi-retirement, was something I had started to think about. We found our dream plot of land while visiting family in north Cork, and the idea of building our own house didn’t seem so far fetched anymore. Planning permission had not been easy, but now we were on the last stages of the project. The house structure was built. The finishing trades were now at work and the kitchen area was nearly ready to receive furniture and fittings. 
We arrived at Eleanor and Camerons’ house shortly after 9.30 that evening. After the usual welcoming and unpacking preambles, and knowing that Cameron needed very little encouragement, I suggested a visit to the local pub for a pint. I drove the half a mile into Kildorrery so that I would be able to control the time of leaving. I had no intention of this developing into a ‘session’. Not tonight anyway. The pub was busy. We supped our Guinness and discussed the world. I was standing, as there were no seats. I did not experience any dizziness and felt fine, if a bit tired. We left the pub, and I drove back, no problems. Ann and Eleanor had opened a bottle of wine, and were sitting in front of a lovely open fire. I sat down, perhaps a bit heavier than I intended, and poured myself a glass. The wine tasted good, and out of habit, I attempted to read the wine description on the bottle. Here I had a problem. It was blurred and there were two images, one slightly higher and offset to the left. It was very difficult to read any of it. I still did not think anything major was wrong. I attributed my slight slurring, as did everyone else, on too much alcohol, not enough food, and tiredness. The fact that I had really had very little to drink, one pint of Guinness and one glass of wine that day, did not click in my mind. I simply announced, “I can’t read this label so I must be more tired than I realise. I’m going to bed. Night all”. Ann followed shortly afterwards and we were soon both sound asleep.
Monday 7th January 2002
 
For Eleanor and Cameron it was a normal working day. We, on the other hand, were on a sort of holiday. We certainly had no need to be up with the lark. 
It was just after 9.00am that Ann got up, showered and went downstairs. I followed, into the vacated bathroom, showered and shaved. It was a source of amusement to Ann that I often put my glasses on to shave. She maintained that I must, by now, know where my beard grew by touch alone, and so did not need glasses. In any case this morning I did not wear my glasses to shave by. I finished and walked downstairs, putting my glasses on as I got to the bottom of the stairs. I walked into the kitchen, a bit unsteadily. There was a cup of coffee standing on the work surface that Ann had made for me. I walked over to the edge of the work surface. The room looked odd. I could see two of everything. That in itself was disorientating, but what made it worse was that one of the images was inclined to the other. The edge of the work surface, for instance. I was seeing two edges. One looked reasonably horizontal, the other was at an angle of 35 degrees. I managed to get to the cup and lifted it to my mouth. I was confused and slightly concerned. I had had a good nights sleep. I did not feel ill, nor did I have a headache or for that matter any other ache. I took a gulp from the cup and swallowed. Most of the coffee dribbled out of my nostrils. I couldn’t believe it. I took another gulp with the same result. Now, I could not ignore it anymore. Something was seriously wrong with me. At that moment Ann came into the kitchen and saw me. “What’s wrong?” she asked. I replied saying I did not know but I think we should get me to a doctor.
This was easier said than done. Where was the doctor? Where was there any doctor?. We were not Irish residents and were not registered with a doctor. Ann’s first phone call was to Eleanor, who was at work 10 miles away. Eleanor gave Ann her doctors’ details. Ann’s second call was to the doctor, who agreed to see me immediately if I could be brought to her house. In the `meantime Eleanor had decided to come home to help.
Eleanor’s doctor was about 15 minutes drive away. This was rural Ireland after all. Dr Kelleher, a small slim woman with a reassuring air of confidence and unflappability, examined me. Did I have a headache? No. Was I suffering from any paralysis down my left side?  No. Did I have any tingling in my hands or feet? Yes in my hands. Could I stand? Yes. Did I have double vision? Yes.  I was to learn later that her accurate preliminary diagnosis set me on exactly the right course. She made a short phone call, then, wrote a note. Handing this to Ann she said “Do you have a car?” “I want you to go straight to Cork University Hospital now and take your husband to see Dr Sweeney. He is expecting you and he is a neurological specialist”. At this point I had no idea how significant this direction was. The Irish are even better at understatements than the English, but more on that later. I was aware that something was drastically wrong with me. Here I was, a very healthy and fit 61 year old man who just did not get ill. Sure, I caught the occasional cold, but the same cold seemed to linger or be far worse for others than me. The last time I had actually been in hospital was when I was 11 and that was the result of an accident. No, something quite nasty was happening to me. We left for Cork at 11.00am
At my age I had/have one overriding worry. Stroke! I earn my living as a senior computer programmer. I suppose it can be stressful at times but my friends and colleagues say that I manage stress better than most. I certainly need to have all my wits about me.  My perception, this can be challenged I’m sure, is that a person suffering a Stroke never makes a 100% recovery to their prior state. You get close, but close isn’t good enough to compete in my field. I would have to do something else to pay the bills. This is a constant worry.
Cork University Hospital is on the outskirts of Cork city. We were ushered through the Accident and Emergency department to Dr Sweeney’s consulting room just after 12.00am. He read the note from Dr Kelleher and started to examine me. His confidence and professionalism were infectious. This was a man who did not jump to conclusions. He sifted all of the evidence before deciding on a course of action. In short I had an instant empathy with him. He mentioned the possibility of minor stroke, explaining how some symptoms fitted whilst others did not. Several tests would be needed and he would organise these as soon as possible. In the meantime I would be admitted to an observation ward as soon as a bed became available.
I was placed on a bed in the Accident & Emergency ward. No sooner had I arrived than I was whisked off to have a CT scan. This involved me lying on my back with my head inserted into a kind of tunnel, whilst X-ray images were taken of my skull. It was a bit noisy but no real discomfort. I soon arrived back in my bed in the A & E ward.  Less than an hour later I was taken to have an MRI scan. This, I was informed would probably be a bit uncomfortable. It was! I was laid onto a narrow bed with a mattress on sliders. The sliders disappeared into a hole in the side of this big white piece of equipment. The hole seemed about 18 inches in diameter and did not look big enough for my shoulders. “I wasn’t claustrophobic was I?” Ear plugs were given to me and I was told to expect a little noise, Irish understatement again, and I must keep my head perfectly still all the time. The bed started to move and my head and shoulders slid into the hole. It was dark and the noise was loud, very loud. The sound was similar to a highly distorted guitar playing a a series of low notes very, very loudly, and it was in waves or pulses that merged together. The MRI scan seemed to last a lot longer and I was quite glad when it finished. I couldn’t help glancing at the computer monitor as I was being wheeled back to ward 5b.  I could see a cross section of my skull, in lots of colours, but it meant nothing to me of course. Fortunately it did mean a lot to Dr Sweeney. Both the CT and MRI scans were negative. That is, no lesions had been found that would have suggested a stroke. So the good news was that it did not look like I had had a stroke. 
 On, to the next test.  This goes by the innocuous name of Nerve Conductivity Test or NCT for short (it could be renamed Nerve Conductivity Torture). I was wheeled down to a specialist in this technique, can’t remember his name. Dr Sweeney and a couple of his staff were also present. The NCT specialist proceeded to attach wires and clips from a nasty looking bit of equipment with a large dial with a single black pointer beside a big black knob with gradations marked on the fascia. When I had been suitably hooked up, the specialist then proceeded to place two electrodes at various points on my arm. I experienced a painful shock of electricity. A computer display showed a trace against time. This was repeated over several points on my arms and legs. Then physical measurements were made of various parts of my arms and legs and there seemed to be a lot of concurring among the doctors present.  I was then wheeled into Dr Sweeney’s consulting room again. 
 “The good news is that your condition is not the result of a stroke.” He said. “The bad news is that we believe you have a very rare condition known as Guillain Barre Syndrome.”

“This condition affects the central nervous system. Further good news is that you have a very good chance of making a full recovery.” 

“Further bad news is that it will get a lot worse before it starts getting better, and that it could take some time.” 

This was a relief. it sounded positive and encouraging. It was also a bombshell. What was ‘some time’.
The really good news for me however, and this was not part of the consultation, is that Dr Sweeney is a leading authorities on Guillain Barre Syndrome, and I was very lucky that he was on my case.  I said earlier that I had felt a certain empathy between Dr Sweeney and myself. It was this, and the confidence that he had engendered, that prompted me to say to Ann, 
“Don’t worry love. I will walk out of here” 
“I know it will get worse, but I promise you I will walk out of here.” 
I had no idea what I was going to experience before I fulfilled that prophecy. If I had, I might have been less positive.
I was transferred to the observation unit of Ward 5b later that evening. The observation ward was on the top floor of a modern looking building. I was in bed number 3. Ann was sitting by my side. I was on a drip and I can remember looking up and seeing the words ‘Immuno Globens’ on a drip bag. So, they had started the treatment. I seemed to remember Dr Sweeney had explained to me that one of the treatments for my condition was Immuno Globens.  My memory of the ensuing few hours from here is a bit vague. Apparently, with Ann sitting beside me, I started to have problems breathing.  I was rasping and having great difficulty trying to draw air into my lungs. Ann has since described it as the same noise her father made just before he died. Ann ran out into the corridor hysterically screaming for a nurse to come to my aid.  What had happened was that the muscles holding my throat open, so that I could breathe, were no longer being controlled by nerve impulses from my brain. They collapsed with the result that I was suffocating. I was rushed down to A&E and had a tube inserted down my throat. This would be how I breathed for the next three to four weeks. Unable to breathe for myself I was on a ventilator and moved to the Intensive Care Unit or ICU.  I was no longer in control. My life now depended on the skill and care of Cork University Hospital doctors and staff.
Tuesday 8th January 2002
 
Here I was, wired up to just about everything they had. I had a tube through my left nostril for feeding, a tube through my mouth for breathing, a catheter, several drips, an ECG with pop on buttons all over my chest and abdomen, and probably more that I will never know about. I was receiving heavy doses of Morphine so pain was not an issue. My eyes were closed, I could not make a sound. I could squeeze hands thrust into mine, but this action was almost reflexive. My mind drifted. I would be aware one minute then unaware the next. I stayed in this condition for the next two and a half weeks. Friends and family came to visit. They sat with me. I cannot clearly remember them, but apparently we had some communication via the hand squeezing. Ann came in every day. She had to drive for up to one and a half hours each way through some of the worst weather Ireland can have, just to sit with me, holding my hand, noticing no change from the day before. It must have been terrible for her. 
In contrast I was tripping about on Morphine. I have never thought of myself as having much of a powerful imagination. I’m not one to read and enjoy real fantasy books, although I have read the occasional science fiction book. If Morphine gives you the sort of images that are still vivid in my mind I suppose I can understand why some people can become addicted to it. I will not go into detail here, but to give you a flavour, I now know how to depict a Space Time Continuum chart and, perhaps even more important, how to use it. I also know that, sometime in our future, we will be able to go anywhere in the universe without leaving home. Don’t ask!
One of the interesting points made by Dr Sweeney and members of his entourage, to Ann, was that they expected me to be in their care for several months. So I think it came as a bit of a surprise to them when the results of blood tests, barely a couple of weeks after being admitted to ICU, indicated that I had responded dramatically to the Immuno Globens treatment. I have always been stubborn, or is it determined, you choose, and I think that attitude played a part. For instance I can distinctly remember rejecting a particularly fascinating hallucinogenic opportunity, in my Morphined state, because I wasn’t here to play games. I was here to get well. 
Tuesday January 22nd 2002
I am moved to a small room inside ICU. I am still drugged up and being ventilated but they are now closely monitoring any breaths I can take for myself. I don’t know it, but I am being weaned off of the ventilator. 
Wednesday January 23rd 2002
I am not aware that today is any different than the preceding 14 days. But the doctors have other ideas. Today I am going to be woken up. It has been decided that my good progress needs to be maintained and, as part of that, I should try to get some mobility into my limbs. In short I must walk. But I cannot leave the bed whilst being intubated. So before I can walk I have to receive a Tracheotomy, a hole in my upper chest/neck region, through which I can breathe and become independent of the ventilator. 
I have breakfast, down the tube. Any colour you like and it all tastes the same. Yuk! I’m only vaguely aware of it. I am bed bathed and shaved so that I look, and more importantly smell more presentable. I lie there in my semi drugged state waiting for something to happen. Eventually the Physiotherapists arrive to take me for a walk. But wait we have a problem. My eyes are still closed tight and I have no control over my eyelids so I cannot open them. The solution is to use sticky tape to hold my eyelids permanently open. This is done and I am unplugged temporarily from all of the monitoring equipment and, carrying my catheter bag, I am grasped firmly by two female physiotherapists, one on each side, and marched down the centre of the ward. I know I managed it, I had no choice, but it really wasn’t walking. I was going through the motions while the two girls supported me. When I get back to my room everyone is delighted and congratulating me but it seems unreal. Ann is there and she tells me later she felt that my eyes, being permanently held open, were very disturbing. As far as I am concerned I didn’t really walk at all. OK, my feet and legs seemed to support me and one leg went off before the other but I was not in control. The actions were reflexive. But of course the object of the day was to start me down the road to recovery. The day was marked down as a milestone.
Thursday 24th January 2002
 
Having had my eyes taped open yesterday seems to have resolved one problem. I now have some control over my eyelids. I can now open and close my eyes. At least I can open and close the right eye but the left eye now refuses to close. I have to manually use my index finger to gently pull the eyelid down. I don’t realise how this is going to affect me until later. I notice there is a sign on the door into my room indicating that special hygiene standards must now be observed. I am slowly becoming aware of where I am. My breathing is through the hole in my chest, the tracheotomy. I breath laboured and receive oxygen on demand. It is about this time that I start to be aware of the dreaded Suction! 
For the lungs and throat to function normally they must be moist. The body has glands secreting a fluid that keeps these surfaces moist. Sometimes especially with the tracheotomy this moisture builds up. The effect is to make it difficult for me to breathe through the trachea. My breathing becomes even more laboured. It sounds like I am breathing through a blocked up tube, which is of course exactly right. The more the tube gets blocked up the harder it is for me to breathe. In a normal healthy person any excess moisture is expelled by a cough. I can’t cough, I haven’t yet re-learnt how to, so I have to have Suction!!! This involves placing a long thin tube down through the tracheotomy into my lungs. The opposite end of the tube is connected to a vacuum source and the result is that all the excess moisture is sucked out from my lungs and tubes. It is a standard procedure and there is a suction point in the wall beside all the beds in ICU for this very purpose. It is not painful, but it’s not very pleasant either, and it is sufficiently irritating to make you want to learn how to cough, quickly. Now here is a point that slowly dawns on me. I don’t know how to cough. I try exhaling as quick as I can. Nothing moves. So I then spend every opportunity during the rest of the day practising exhaling quickly until I am able to feel some of the excess fluid moving. I slowly get better at this. It isn’t a cough yet but it’s a start.
Being brought round after almost three weeks on life support is a slow process. In my case it took five or six days before I was truly aware of where I was and what was happening. It took a few days for my body, and perhaps more importantly my brain, to become morphine free. These days and nights were spent drifting in and out of a drugged stupor. I laid, on my back, in my bed, a special high tech anti ulcer jobbie, and let the days drift past. My only method of attracting a nurse, for Suction or toilet, was to bang my hand on the side rail of the bed. The staff soon got used to the sound, and would come running to see what I wanted. Make no mistake I was pampered in intensive care and when Dr Sweeney told me he would try to keep me there as long as he could, I was happy. Communication with the nurses and doctors was difficult. I developed a kind of sign language, as I could not utter a sound, let alone speak. I augmented this sign language with some very shaky writing on a pad kept close by. Double vision does not help with writing and I had a few problems holding the pencil and getting my hand to respond to my brain. My double vision, being angular, meant that I had to choose which pencil and which piece of paper, each separated by about 5 inches and at 30 degrees to each other. It was an interesting challenge! Ann collected each days writing efforts and dated them. The idea was that I would be able to review them when I got better (so she was optimistic as well). The nurses were wonderful and soon got used to this. Their patience with me was angelic. When I look back now at the pages of scribble I made, I am amazed that anyone could have deciphered them. My requests at this time were quite consistent anyway, suction or commode! It really was that basic. 
As my awareness increased, I became a clock watcher. If I concentrated really hard I could just read the clock on the wall of my room. If I covered one eye with my hand, it became easier. My double vision was a bad as ever. I would wake quite early, checking the clock, and wait for the new shift of nurses to come on duty. The new nurses gave me a bed bath, and shave each morning. About 8.30, breakfast, which sometimes started whilst being shaved, consisted of a sort of oozing sensation through my left nostril as the liquid food was pumped into me through the ENG. (I don’t know what this stands for but it is a tube passed up through the nostril, down the back of your mouth and then down into your stomach. The outside end of the tube is connected to a bottle of liquid food.). Occasionally the liquid elixir would repeat on me, and I would get a sort of taste of it in my mouth. Ughhhh! As soon as the nurses had finished my ablutions I was whisked off of the bed and sat into a special bedside chair. I found this chair uncomfortable and too tight across my shoulders. I am not broad shouldered, and I hate to think what it must be like for someone larger. I learnt later that these chairs were intended for stroke victims who needed support. I could only spend a short time in the chair before it became too uncomfortable. When that happened I had just one option. Back onto the bed. I did not realise it at the time but this routine was all part of the treatment and was being monitored. Time spent in the chair was logged each day and reported to the doctors. So, it seemed my progress was being measured by how long I could sit. When I realised this I started making a special effort, and gradually increased the time. My stubborn, bloody mindness was focussed into getting better and back to normality, and though I had no idea how the chair business fitted into the scheme of things, I was determined to do everything I could to speed this.
Breathing through the trachea was slowly getting easier during the day. The nurses made encouraging comments on my high blood oxygen saturation levels. This was used to determine my capacity to breathe properly. I was still wired to everything they had and occasionally I would move and a plug or connection would come adrift. This was accompanied by a loud beeping signal which was meant to alert the nurses. I think they got used to me being OK so the beepings went on longer and longer. Night time, however, was a different story. Lying on my back, asleep, allowed the trachea tube to get blocked very easily, and this then restricted the volume of air I could take in. The body has a natural reaction to this restriction. It tries to take more air in a short quick breath. This didn’t work though. All it did was to produce a loud rasping noise as the negative pressure in my lungs attempted to suck in a large amount of air in a short time through a mucus restricted airway. The effect was to block the airway even more. The next breath, attempting to rectify the further lack of air intake was even shorter. Panic… , Bang on the side of the bed. Nurse!…Suction! This cycle repeated itself several times before I realised that I needed to exercise some control. I forced myself to breathe deeply but very slowly. Each breath would take at least 10 seconds to complete. This way the total volume of air was high but the rate through the trachea was low. It worked. It did not build up so quickly and I managed to fall asleep. A useful side effect of this exercise was that my heart beat slowed and my blood pressure dropped. 
It was while I was developing this ability that I became paranoid. The back of my left hand had been used as a tapping point all the time I was on life support. My body hadn’t taken too kindly to this with the result that the needle punctures had turned septic. My temperature had increased, I felt rough and feverish, and there was a residue of morphine in my system. This cocktail fired my imagination. On two consecutive nights I had horrible nightmares. In my dreams I was sure my recovery was being sabotaged. On both occasions my shallow breathing exercise saved me, or so I believed. By the third night the morphine had finally worn off, the antibiotics had started working, and my temperature dropped. I felt very guilty about having such ludicrous thoughts.
I also began to notice my visitors. At first this was very fleeting. My two daughters flew over, my sister-in-law and her husband, and other family members all made the effort and it is with regret that I cannot clearly remember their visits. The first visit that I can clearly remember, on the Thursday 1st February, is that of my son Stephen. When he came in I could only spend an hour in the chair before getting tired, but it was good to see him. One of lifes amazing coincidences was that he had studied Miller-Fisher Syndrome (MFS) as part of his degree in psychology. MFS was the very variant of Guillain-Barre Syndrome that I had contracted. He soon struck up a conversation with Dr Sweeney on the subject. I found it reassuring to know that someone in the family knew a little bit about my condition. The following weekend my stepson Mark came over. He had been looking after things back home, checking the house, speaking to my employer and our mutual clients, and generally supporting his mum and me. His calm efficiency was very comforting to me at a time when I was beginning to worry about things that had been left high and dry when I was taken ill. He also brought over a shoe box stuffed with small presents and things. Apparently, when details of my condition were announced to a stunned Lions Club meeting, the president had suggested a shoe box of small joke items would cheer me up. They ranged from the plastic spider, use this to get rid of any nasty bugs, to some very witty, if not slightly obscene, notes and cards. It was the perfect fillip. Mark stayed overnight with relatives and called in again, in the morning, on his way to the airport. We communicated, with me writing, and him speaking. The subject was almost exclusively business. I was getting better.
Later that day Ann drew up a calendar so that I could mark down the days. My grandson was being christened, in Ireland, on the 17th February, and I had resolved that I would be attending the christening, no matter what. We circled the date. Next morning, when Dr Sweeney was doing his rounds, he asked what the calendar was for. I explained, with pad and pencil, that the 17th was my grandsons christening and it was my target. He was non-committal. ‘we’ll see’ he said.
I was getting stronger each day now and I was beginning to feel a bit of a fraud. There were some very ill people in Intensive Care and very few spare beds for any emergencies. I wasn’t ill, in that sense. Don’t get me wrong I loved the care and attention and felt very secure, but I knew the better I got the closer I would be to leaving.
So the day came. I was transferred to ward 5b, the same ward I had been admitted to a month before, almost in the same bed in observation. The shock was immediate. Suddenly I did not have the sole attention of my own personal nurse. Now I had to compete. At first I felt uncomfortable and apprehensive. The transition from the total dependency I had in Intensive Care back to my normal self was on track, but there were some anxious moments. I had almost rid myself of the dependency of Suction. But almost is not complete, and a couple of times in the first nights, when I needed attention, I had some difficulty in summoning a nurse. A buzzer cable was found and the problem was resolved. 
Shortly after arriving in ward 5b a new physiotherapist came to take me for a walk. Up until now I had always had two, one either side of me, supporting me. Now I was helped to my feet, guided into the corridor, and with the physiotherapist holding onto the back of my clothes, I walked unaided for the first time. It wasn’t far and I was unsteady and soon tired but this was a major boost to my confidence. Her following visits built on this until one day I ventured across the ward on my own. Five or six steps, hanging onto walls and beds, but I was doing it myself. I also started to be taken down to the gym for physiotherapy and exercise. I had a program of static cycling, steps ups, wall press ups and weight pulling. It was all designed to improve my upper body strength, in particular my arms. The illness had weakened my upper torso much more than I realised. I began to look forward to the daily visits and decided to push myself to my own targets. I know I was pushing myself, to the consternation of all around me who thought I was pushing too hard. But I kept telling them that if I didn’t push no one else would. I had this determination that I would do whatever it took to get better quickly. I was not interested in comparisons with other previous sufferers. I was not concerned with reports that the previous woman sufferer had taken 6 months just to walk. I felt that I could improve daily. I must have appeared very arrogant. 
Each day was being marked off the calendar.
The next thing I wanted to do was to tackle the stairs. Being on the 5th floor meant that I could walk to the lift, go down one floor, then walk slowly back up. This was quite painful and I was very shaky but I repeated the cycle as many times as I could, doing a little bit more each day.
I was still breathing through the hole in my chest, the Trachea. I had a ‘T’ section pipe over it (Swedish Nose) and I could block the air passage inwards and try to suck air down through my mouth and throat into my lungs. Similarly, once I had air in my lungs I could try to force air past my vocal chord. After a bit of practice I managed it. It wasn’t a voice, more a sort of rasping sound. But I could use this sound to form some single syllable words. At least I thought the sound was close to words. Each breath was limited to one word sound. I had to repeat it several times for even Ann to understand. It wasn’t speech, but it was better than nothing. My writing was also improving, assisted by a piece of tape over the lens of my left spectacle. This helped alleviate the effect of double vision by using one eye only. 
I had a visit from the Dietician. I wanted to get onto real food. She made it very clear that to have the ENG removed I would have to demonstrate that I could maintain my weight, whilst on reduced rations, and not get dehydrated. This meant one bottle of yuk a day, instead of two, a bottle of water the same way (down the pipe), supplemented by whatever solids or liquids I could stuff down my constricted throat. It sounded easy but there was a problem. How do you swallow? Quite simply my throat muscles had forgotten how to. I tried with saliva. Mixed success!  It took quite a while before I managed to coax something down and into my stomach, without choking. We are all born with a reflexive action that closes the windpipe entry to the lungs whenever food or liquid is swallowed. If we did not have this automatic ability we would choke every time we swallowed. I had simply lost this ability. I had no choice but to teach myself how. The dietician had supplied a tin of thickening powder. This was to be mixed into water, juice or even tea. The purpose was to help me develop a swallow. It produced a drink with the consistency of wall paper paste. Imagine tea, coffee, blackcurrant drink, all reduced to wallpaper paste. Not very appetizing!! Needless to say it was not a success. I really did try, and sometimes even succeeded a few times, but it was absolutely disgusting. If nothing else It reinforced my resolve to concentrate on real, solid, or more accurately semi-solid, food. I developed a liking for porridge. Hospital breakfasts generally get a bad press, but I have to speak from my limited experience. Cork University Hospital porridge is great. It was something I could swallow without choking. It had lots of carbohydrates and therefore energy. I started to look forward to it each morning and I took to asking for two helpings each morning. This raised a few eyebrows amongst the staff I’m sure.
I marked another day off the calendar. I now had two immediate milestone targets on my way to being discharged by the 17th. Trachea removal, and ENG removal. To do the first I had to prove I could breathe through my throat and not through the Trachea. I concentrated on learning how to breathe through my mouth and nose. I did this by removing the Swedish nose and placing my finger over the Trachea hole, attempting to suck air down through my throat.  My throat muscles were still slightly paralysed and the air passage was constricted by the ENG tube. The first attempts were disappointing. It was a strain to inhale sufficient air, but perseverance brought small improvements and after a couple of days I could definitely suck some air in down through my throat and into my lungs. After a few short intakes I had to take my finger off of the Trachea hole to allow proper breaths of air into my lungs, but it was a start. I practised all the time.
The ENG tube was the other challenge, but porridge and fromage frais was helping me maintain weight.
A week after the visit from the Dietician I was visited by the doctor. How was I doing? Would I like the Trachea removed? Yes yes yes please! 
Nothing happens immediately, or so it seemed to me. It took another three days before another young woman doctor appeared, and announced that she was going to try to remove the Trachea. I wasn’t too sure about the ‘try’ bit, but hell, this is what I had been waiting for. Even so I found it a little bit unnerving. Doubts started to run through me.
What if I had fooled myself, and the doctors? 
What if I wasn’t ready? 
Would I be able to breathe without the Trachea?
Would I suffocate?
As is often the case the thought was much worse than the deed. The doctor gave me a brief inspection, mumbled something like ‘this may hurt’ and then, simply pulled the trachea out. There was a loud sucking noise and suddenly I could breathe properly again. All the constriction was gone. Breathing was easy. I could hardly believe it. A plaster tape was placed over the now defunct trachea opening. ‘It would heal, by itself, in a couple of days.’ I could not have cared less. I was breathing, on my own, through my mouth, properly!.
Another few days were marked of my calendar. We were getting perilously close to my target date and I still had the ENG tube in place. I was eating, as much as I could, trying to put on weight. Breakfast was double porridge, orange juice, tea, and bread and jam. Lunch and dinner were disaster areas. It had been decreed that I would be on semi solid foods. So if the menu said Spaghetti Bolognese, then for me it had to be pureed. So imagine Spag Bol nuked in a liquidizer. Appetizing it is isn’t. It looked like a cow had passed by. The same happened for dinner. The menu had Roast beef, carrots, and potatoes. I had three dollops of brown, orange and white wallpaper paste consistency. This wasn’t going to work. I have always lived to eat not eat to live. I couldn’t suddenly force this un-appetising sludge into my mouth. So Ann came to my rescue. She prepared dishes at home and brought them into the hospital in polythene cartons. They were then micro-waved by the staff, then mashed by me to a consistency that I could swallow.  Ann also brought in chocolate mousses, and Hagen Das ice cream. I was being spoilt rotten, but I was maintaining my weight
I had got so used to the small observation ward that it came as a shock to be told that I was being moved on. Where was I going? I found the thought of moving into a general ward with lots of strangers unsettling. I need not have worried. I was moved to the next room. It was a men only room with eight beds in it. Mine was on the right by the window. Brilliant! I could look out and see the world, or at least Cork city. The other guys seemed friendly enough and I soon settled in.
Another day marked off the calendar, eight days to go, before the Christening. The day started routinely. I was getting used to the routine! Then, just before lunch, I had the ENG tube removed. It was amazing. It was just pulled out. This was a major psychological boost to me. All my time in hospital had been spent being tethered in some way. Now the ENG tube was out I was no longer connected and could go where I pleased without people looking curiously at me. Freedom at last.
I spent the next three days practising walking and getting around the hospital. I visited the shop. I walked outside for a short way, and I climbed stairs as often as I could. I was getting stronger and more adventurous each day. The christening was in my sights and the day was getting nearer. 
My daughter-in-law, Marion, Mark, and grandchildren, had flown over to make final arrangements for the Christening. I knew they were coming to visit me and I was determined they would not see me in the ward I wanted to impress them with my progress, so I walked down to the foyer and waited. The sun was streaming through the windows and it was quite warm, inside. I saw their car and went outside to greet them. Marions’ surprise and hug, at seeing me up and outside was a real tonic. We chatted and swapped news. I again vowed that I would be out for the christening. Marion was a bit sceptical, but that’s her nature. I just knew I would make it.
The next day I got a bombshell. Marion and Mark had been to the Priest and due to some mix up over the date the christening had to be brought forward one day. I already knew I was pushing the limit for the 17th,, now I had the convince the doctors that I would be OK a day earlier.  I resolved to mention it to doctor Sweeney at the first opportunity. I saw him the next morning. He was non-committal, slightly negative. ‘We’ll see’ he said. His attitude simply strengthened my resolve. I think he knew me. I spent the next three days walking and doing the exercises as much as I could. Before I knew it, Friday 15th was here. It felt like judgement day. I waited for the doctors’ rounds on tenterhooks. They usually came to see me some time between 08:00 and 09:00. This morning they were late. The doctors and students were discussing something out in the corridor. I made myself conspicuous by walking past them, out into the corridor. I walked to the end, turned and walked back. I was concentrating like mad to look steady and confident. I hoped that I would be noticed. When, eventually, Dr Sweeney and his entourage came to me, I was sitting on the bed, listening to the radio through headphones. He first asked me how I felt. ‘Fine’ was the reply. I then reminded him that tomorrow was the day of the christening. He spoke to the other doctors and then asked me: ‘on a scale of 100 where do you think you are towards being fully recovered?’  I sensed that this was my opening. I exaggerated and said ‘ 80%’ He spoke with his colleagues for a short while, then turned to me and said ‘if you go out tomorrow will you stay in Ireland or go back to the UK?’ It was obvious to me that the question was loaded, so I told him I intended to stay in Ireland for at least two weeks before going back to the UK. This was a small price to pay. He pondered for a second or two and then said to his colleagues; ‘I don’t see any reason why Mr Russell shouldn’t go out tomorrow. Do you?’  They murmured their agreement and this seemed to satisfy him because he then gave me the news that I had been waiting for. He spoke to me and said ‘ If you agree to the local Community Nurse keeping you under observation whilst you are in Ireland, then there is no reason why you cannot  go out tomorrow’ I could have jumped up and hugged him right then, though that would not have been in character. I just said ‘ thank you very much’
I had done it. It seems such a small goal, looking back, but at the time it could just as well been Mount Everest.  I had achieved my first goal since contracting the condition. I was well enough to leave hospital! A quick phone call to Ann, and I gave her the news. She agreed to bring in some clothes for me to wear when I left.
Saturday morning, it was raining, I didn’t care, I had had my breakfast. Two helpings of porridge, as usual. I got dressed and sat on my bed waiting for Ann. The morning dragged. I was raring to go, now! I kept looking out of the window. Ann arrived about 11.00am, the traffic had been heavy. I said my goodbyes to the wonderful staff and walked, virtually unaided out of the hospital, 41 days after I was admitted.  It sounds lame now, but I felt so proud to have beaten all the pronouncements of doom and gloom. I had kept the promise made to Ann when I had first been admitted; ‘Don’t worry love, I will walk out of here’. I wasn’t completely cured, but I would be! Of that I had no doubt.
The traffic out of Cork was particularly heavy that Saturday morning. The journey to Eleanors’ normally took 50, today it took nearly 90. We arrived at  about 12:45. Ann pulled up outside the gate, and I tentatively climbed down from our 4x4. As I opened the gate, to walk down the drive, the front door burst open and everyone was there cheering.  Emily, my niece, and Alanna, my two year old grand-daughter, both ran towards me. I bent down to hug them. I wanted to scoop them up into my arms, but I wasn’t strong enough, yet. The hug still felt good. ‘Why have you got a plaster on your glasses?’ asked Alanna. I had forgotten that to ease the double vision problem I had placed a sticking plaster over the lens of my right spectacle. I must have looked really strange to her.
After a quick cup of tea, we were off to the church. I walked slowly up the steps into the church. The ceremony was quickly over and the priest said a few kind words for me, and not for the first time, I felt humbled.  I was just so thankful to be there. We went from the church to a local Country House hotel. This hotel was famed for its restaurant and had been chosen for the post-christening celebration. Asked what I would like to drink, I replied 'glass of Guinness'. (I thought I should start slowly.) The first sip... Ughh!!! I couldn't believe it. It tasted of chemicals. I looked around expecting to see everyone else screwing up their faces, but no. It was just me. Hmm! I sipped at it a bit but hardly made a dent by the time we were called into the dining room. Now, I was also looking forward to a glass of red wine. Mark had chosen the wine, and I knew it would be good. Here again, though, I had an unpleasant surprise. All I could taste were chemicals. This was a disaster! I have always been a person who lives to eat and drink. I enjoy good food and wine, and the thought of losing this enjoyment was not good. Next, I tasted the starter. It was a spicy prawn concoction. This was better. The tastes exploded in my mouth and they were pleasant. The rest of the meal was delicious. OK, it seemed I had lost my taste for drink, but good food was still enjoyable. So my taste buds had been affected somehow. I resolved to work at the wine problem, of course. One other noticeable thing was that my sense of smell seemed heightened. So much so that I found myself gagging at the Body Odour of one of the waitresses. 
The next day was beautiful, and I wanted to see how the house building was progressing.  Our plot was just 100 metres away from Eleanors’, so it was a simple walk. I knew I couldn’t rest on my laurels . I had to push myself to exercise so I talked Ann into driving to Mitchelstown and purchasing an axe and a small chopper. I think she thought they would lie around in the cottage for a few weeks but I had other plans. We had had to have several trees felled from the site and the tree surgeon had cut these up into pieces. These pieces were too big to fit in a stove so I intended to chop them up into logs. Simple! I took the axe and found a piece of tree trunk. This would be easy, I thought. I tried to lift the axe over my head. No good, I wasn’t strong enough. I managed to lift the axe about two feet off the ground and bring it down onto the tree trunk piece. It split as I intended. I repeated this with another three tree trunk pieces, and then gave in. I was knackered. Ann kept telling me to slow down, but I kept replying; ‘my body will tell me when it’s had enough’. My stupid stubbornness must have been so exasperating for Ann.
The Community nurse called a couple of days later. She gave me an examination, entered some notes on a form and told me she would see me again in two weeks time. As it happened, we left to return to England before I had chance to see her again, but I don’t think it made any difference.
The ferry was uneventful. Ann drove with her usual confidence. I was itching to try driving myself but my double vision was still very bad, so I made myself be a model passenger. At least I tried.. We arrived home in Kent 16 days after being discharged from hospital. There were no fanfares, no welcome party. It was just accepted. Friends and neighbours began calling in to see me. I bored them all silly with tales of my experiences.
I was keen to get working. The web site that Mark and I had been working on was barely started, so I had something to focus on. It was with some relief that I found myself back in full swing, programming. I had resolved to continue with the exercise regime, and, to that end, I started riding my bicycle at least once every day, not very far, just a mile or two at most. My good friend Dick Osborne had also just had a scare and a serious operation, and was now convalescing. We saw each other most days for coffee, supporting each other. It was therapeutic to share experiences.
I still had double vision. I would wake up each morning and look up at the lampshade hanging from the ceiling. I tried to convince myself that the two images were getting closer each day. I also had some numbness to my upper lip, I could not bare my teeth, and my skull felt strange when washing my hair. My hands, too, felt odd. A sort of loss of sensitivity. On the other hand my fitness was improving each day though I still did not feel capable of jumping or running properly. I sort of waddled across the road if a car came. I knew I had some way to go to regain my previous level of fitness. I had told everyone that my criterion, for recovery, was to be able to run up the stairs in our house. This was something I had always done, scaling a flight of stairs in three or four jumps. I did not feel able to attempt it yet. I’m equally sure everybody thought I was mad.
It was at this time that I resolved to write this account. The internet had been a source of information to the whole of my family while I was in hospital. Now that I was able, I also started trawling for any snippets that might be useful. Most of the sites dealt with the treatment. A lot suggested that recovery would be slow and lengthy. No where, were there any positive accounts, where relatives of sufferers could have sought some comfort. It had dawned on me, whilst I was in hospital, that it was far worse for close relatives and family than for the actual sufferer, me. I had been dosed up to the gills with drugs while my worried family frantically searched for knowledge on my condition.  This account might help someone understand and, more importantly, realise that the condition is recoverable, and that the speed of recovery can be swift.

It was whilst trawling the internet for information that I stumbled across the lovely health products site. The principal of this company has also suffered at the hands of Miller Fisher Syndrome, twice! Even more significant is that the company markets a product known as Shark Liver Oil. It comes in huge capsules that, at first sight, do not look like they should be taken orally. I have to say I was sceptical about the claims being made. However, on the basis that it was a natural product, and could not do me any harm, I ordered some. I still had double vision when I first started taking them. The double vision cleared up about 3 weeks afterwards. I am no doctor, or scientist, and I cannot say that Shark Liver Oil was the only factor in me recovering my normal vision so quickly, but, for what it is worth, I believe it definitely helped. I mentioned this to a professor Van der Loren, a consultant neurologist. He agreed with my thoughts, that it could do no harm, and might do good. I think a big whole problem with Guillain Barre Syndrome and Miller Fisher, is that there is not much knowledge available on any effective treatment to speed recovery. Anyway, I happily endorse and recommend the product to any future sufferers. It works for me.

One day, about 3 weeks after arriving back in England, I woke to find my sight back to normal. The double vision had gone. Now I could try driving a car again.  My first attempts, on my own, were a bit scary. I should have waited. I quickly realised that my reactions were not back to normal, and I adjusted my driving accordingly. I allowed a lot more time to stop and manoeuvre. My sense of perspective was also suffering, no doubt due to the weeks of double vision and the sticking plaster, as much as anything else. Slowly, though, over the next month or two all of the symptoms faded away.  Except, that is, for the loss of sensitivity in my hands. I am now writing this, almost a year after I was admitted to hospital, and I still have days when my touch is less than definite. In my case this loss of sensitivity is confined to the finger tips. It is much better. I don’t drop things, frequently, like I used to, but every now and then when I touch something it feels strange. It reminds me of the first sensation I had, when I was being brought out of the drugged stupor, in Intensive Care. I remember my hands being flat at my side and I felt the bed beneath me. It felt like plastic sheeting, not linen, plastic! I remember thinking; ‘why have they put me on plastic bed linen? Is it because I wet the bed?’. 
The only other change, is with my sense of smell, and of course taste. Over the past year my taste for wine and beer, and Guinness in particular, has been re-developed, and it is back to normal. I can now delight in full bodied Claret, and the Guinness tastes very good. I worked at it. My improved sense of smell was only temporary. It evaporated, if that is the word, soon after arriving back in England. I had a couple of bad head colds that left me with lingering nasal congestion, and this blocked condition prevented me smelling anything. Being without a sense of smell is something I got used to. It became a source of amusement to Ann, especially when passing a farmyard in the car. I suppose, in that way, it was a bonus for me. Still, I didn't realise just how much I had lost until a week after Christmas 2002. I woke up one morning and suddenly smelt wood. We were living in a timber frame house, and we burned wood in a wood burning stove, so it shouldn't have been strange. It was a heady sweet smell, reminiscent of childhood fires in the woods. It was captivating. Since then my sense of smell has come back with a vengeance. It has been a delight. I know it is boring, boring, boring, but you don't know what you are missing until you haven't got it 
So how do I feel? It is a year since my sudden admission to Cork University Hospital. We have finished the house, the garden awaits. I personally feel so very lucky. Lucky, in the sense that my condition was diagnosed accurately and quickly. Lucky to be the right place at the right time, to get the accurate, and quick diagnosis, that I believe made the difference. Lucky, to have the Doctors, and skilled staff, of Cork University Hospital available to look after me. Every day feels precious. We are now living in our new house, in Ireland. It is peaceful and quiet, and is everything we wished for. I am determined to enjoy it, and the rest of my life, but this time putting quality before quantity.

One last thing: If you want to try the Shark Oil Capsules that I mention above click here. 


to go to their site.
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