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Foreword


A few years ago I was invited to give a talk on the laboratory diagnosis of Sepsis which was held at the University of Northampton.


In the audience were a number of people who had had sepsis and survived. I had the opportunity to chat to two of these people, one of which was Peter Smith. He introduced himself as he was curious to get some more detail about some aspects of my talk. The result was a conversation that lasted considerably longer than I anticipated and I was a little late for my next engagement. However I am grateful that my conversation with Peter went on as long as it did. He told me about his encounter with sepsis in quite graphic detail and I was inspired by the courage and fortitude of both men.


Peter took up my invitation to visit the Microbiology Department and I was pleased to be able to show him what the bacteria, Neisseria meningitidis, which caused his sepsis looks like under the a light microscope, within the White Blood Cell (count) and how the bacterium is grown and cultivated on agar plates in the laboratory. I was also able to show him how it is tested against a series of antibiotics which could potentially be used as part of the treatment for the disease.


I meet with Peter from time to time where he gave me updates on how he’s coping with and manging the sequelae of the sepsis that almost killed him. I gained a lot from my meeting with Pete – inspiration from his miraculous survival, also his fortitude and his determination to enjoy his life with his lovely family.


This one episode teaches us all so much about life.


It is a book of courage and wisdom.


Augustus Lusack,


Northampton General Hospital (NGH)


Head of Pathology, August 2020.





 


The different text font indicates information taken from my critical care diary that was prepared for me by Nurse Emma Madden.


 


Text within lines in the other text font are general notes of explanation taken from other sources: The UK Sepsis Trust website, general internet searches, my medical notes and discharge summary.




Chapter One


The confusing beginning


So, I awoke in an unfamiliar room full of medical equipment, surrounded by faces I didn’t recognise, not realising that I was already a week into a month that, at best would change my life thereafter or at worst might end it.


Almost a week earlier on the Friday, early in the evening I felt pretty bad with a chill like nothing I’d experienced before, cold to the middle of my bones. A little extra knowledge and a simple £3 digital thermometer would probably have flagged up that this was far from normal. I did what I expect a lot of people might do, I took a Lemsip and went to bed very early, around 8.30pm-ish, thinking I’d got flu and wouldn’t be feeling great that weekend.


I had contracted meningococcal bacterial meningitis and would soon develop sepsis and pneumonia, Lemsip Max was not going to be enough.


I would have four and a half weeks in Northampton General Hospital (NGH). Two spells in the Intensive Care Unit (ICU), amounting to nine days, and three days in the High Dependency Unit (HDU).


I’m not altogether sure when it was that I first became more aware. I think the combination of the bashing my brain was getting from the infection, together with the side effects of the powerful medication that I was on, completely altered my consciousness and perception of everything, I was in a sort of temporary, three-week-long psychosis.


Although this was actually the first time I’d been admitted to hospital. During the second week I concluded that this was at least my third time. On this occasion I’d been forcibly institutionalised around three months earlier, sectioned against my will, in a conspiracy involving my family, the doctors and nurses. I had to stop the unnecessary medication that was subduing me and break free from my cannulas and tubes so I could escape.


The seamless blurring of the boundaries between reality, thoughts, hallucinations and dreams was established right from the start. No matter how weird and implausible it seems now with hindsight, I believed everything to be real at the time. My memories of these are indistinguishable from those of events that actually did happen. My subconscious invented back stories, events and people. I clearly heard conversations between family member and nurses, which never happened, as my mind seemed to attempt to bring it all together and try to make some sort of sense of it all.


With hindsight some events were more obviously hallucinations – like the time a doctor came to talk to me, I couldn’t listen to anything he was saying as I couldn’t get beyond the fact that the ancient smart phone game of “snakes” (a short line of black pixels moving forward and turning though 90 degrees left and right) was playing out all over his crisp white shirt in 3D, all around his body, sleeves, collar, everywhere. Eventually, I would decide that, as a general rule, if I couldn’t make out people’s faces, I had probably made them up and possibly whatever else was happening at the time. Conversations would be going on slightly out of my field of vision – behind me, behind curtains, walls and partitions. Some hallucinations were very subtle, the room would be slightly different, in some the room was fine but I’d still make up clear conversations, some were bizarre beyond belief. I accepted everything without question, regardless.


Some of the encounters I’ll never know if they actually happened. On one of these occasions, on my passage from ICU to HDU the general ward and returning back to ICU again, I arrived in a general ward which looked normal and as you would expect. I had a long conversation with a nurse who was about to end her shift. She came to sit with me and explained that she had had meningitis when she was around 18 months old. She obviously had no memories of her illness now, but was still living with the consequences and had some residual issues with anxiety and maintaining her concentration. Now a young mum herself with two children, she spoke of her own and her mother’s worries during her pregnancies and while her children were young. I told her that I’d heard other nurses talking about me, my reputation had proceeded me, with my previous unruly behaviour and resisting the medication. She told me not to worry, she was very comforting and said that she would be back on duty in a couple of days and would look out for me. I was transferred again that day, so who knows?


That seemed to a bit of a theme, constantly moving between wards. I would always make a point of saying to the nurses, “Please ring my wife so she’ll know which ward to visit”. I made sure I’d slept before every visiting time, so I could recharge as fully as possible when she and other family members came to visit. I got to recognise her footsteps, I was always facing the door as she walk into the ward, it was the only guaranteed good part of every day, that all-so-easily-taken-for-granted pleasure of seeing a familiar face, when you only need just that. I know this seemed to contradict the subterfuge and the feeling of incarceration I had on other occasions, I somehow had at least two realities running simultaneously and I’d flip from one to the other.


Mostly the wards seemed to be laid out in a generally similar way, a series of six-bed open bays, three beds down each side along one side of a long corridor with the nurse’s station, subsidiary rooms, cupboards and WCs along the other side. To me the first ward I was in, that I seemed to keep returning to, looked more like a London Underground tube-station platform, the walls and vaulted roof covered in shiny white enamel brick-sized tiles. The beds were lined up along where the rails would have been and the corridor was along the platform. The beds were separated with pleated blue curtains between them, which also separated me from a treatment area behind me. The corridor area was always busy, noisy with people walking past. I did notice after a day or so that the same people seemed to walk past on several occasions and similar conversations were happening around me, which further confirmed my feeling of a deception going on all around me. Although the background, so to speak, seemed to be constant I do remember individual visits from doctors, nurses and family. The “actors” did on a few occasions, accidentally fall out of character and let things slip.


After I’d been discharged, I really struggled to make sense of the detail of what had actually happened, the chronological order of memories, events, and what was actually real. A day to day critical care diary referencing my medical notes was prepared for me by the wonderful ICU follow-up nurse Emma Madden as part of my aftercare.


On reflection, only in writing this, it’s now becoming apparent that my mind seemed to have been compelling me to record what was happening, even while I was in hospital. When you’d think that would be the very last thing I should have been considering. It wasn’t something I thought about, I just did it, almost in anticipation that at some point in the future I would need to put it all together to work out what had happened. Within the first day of being transferred from ICU to HDU, my first fully conscious day, I attempted to write about what I was thinking. Early on in the general ward stay I wrote notes on a leaflet to one of the disposable nebulisers I’d used, just recording events and dates. I heavy lined on it, in upper case “DO NOT THROW AWAY”. Within the first week or two of being at home I wrote 11 pages of notes in an A5 notebook, while the memories were fresh in my mind. After my two months post discharge follow-up meeting I was fascinated by the critical care diary that was prepared, covering the period I was effectively unconscious. I also wanted to know from Trish, my wife, what had happened leading up to admission to hospital and the first weekend.


Initially I thought that my intention was to just put all this together and make sense of what happened to me while I was in hospital, but that has evolved into this.


What is to follow is based on all the information I have collated. This includes two WhatsApp threads my son and daughter used to disseminate news to the wider family and a group of friends, as well as subsequent conversations with my wife, children and friends. Also, how I saw and experienced events at the time.




Chapter Two


Early confusion, destination ICU


13 February 2016 (Saturday)


You came into the hospital with headache and confusion following a two-week history of a cough and sore throat.


While you were in A&E you had a CT scan, (computerised tomography scan using X-rays) of your head to find the cause of the headache and confusion. There was nothing abnormal detected on the scan.


You were admitted to Benham Ward where you had a lumbar puncture. A lumbar puncture is a medical procedure where a needle is inserted into the lower part of the spine to test for conditions affecting the brain, spinal cord or other parts of the nervous system.


The result of this came back as being bacterial meningitis. Meningitis is an infection of the protective membranes that surround the brain and spinal cord (meninges). You needed to be transferred to a side room to prevent cross infection with other patients, this was on Creaton Ward.


Truth is I’d had a chest infection for weeks before, I was okay-ish during the day but I was having difficulties breathing at night, so I took off-the-shelf medication which seemed to do the trick. I chose not to bother my GP with this, whether this somehow made me vulnerable for what was to follow, well who knows – probably not.


My last memories of Friday 12 February 2016 were of being in bed trying to get warm. I have no memories of events later that night, but seemed to have subsequently acquired a couple of vague isolated images of being in hospital, before I finally woke up in ICU around a week later.


By the time Trish came to bed I was apparently in some discomfort with a bad headache, she got me to take some paracetamol although this didn’t seem to have any effect. She asked me if my headache was any better to which I responded, “No,” but in a way she described as very unlike me, staring into space vague and emotionless.


She initially thought she would wait until the morning to see if I was any better, but my reaction to her played on her mind so much that she felt sure that there was something wrong. She became more concerned and asked if it was unlike any headache I’d had before, I said yes, but I stared right through her face blankly into the room beyond and then wouldn’t speak at all. She became more worried and decided it couldn’t wait and she rang 111. She was told by the operator to hold the phone to my ear so they could talk to me directly and they tried to get me to raise my arm and perform other tasks, I just didn’t do anything and the operator said something like, “Mr Smith you must try to cooperate… ”


Trish took the phone back saying, “There is something terribly wrong he’s nonresponsive, you must send someone now.” It was now in the early hours of Saturday and Trish was told to turn all the lights on in the house and look out for the ambulance which took about three hours to arrive. She spent this time alternating between pacing up and down the street outside the house and checking on me, particularly as I had vomited by this time. When the paramedics arrived and checked me out, they initially thought I may have had a stroke, but I became combative and apparently wasn’t prepared to be taken willingly from my home and vigorously resisted. The landing and stairs were cleared of clutter and they strapped my arms and ankles to one of their chairs and carried me out struggling and holding on to the stair handrail whenever I could.


On arrival at hospital I was placed in A&E resuscitation, where I continued to appear vacant and wouldn’t speak at all, only to curse now and again and generally show my reluctance to cooperate as I was being assessed by the doctors.
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