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         I was running up one of the toughest, most gruelling hills in the area, the local running community call it the drainpipe; it was early morning, the sun was just beginning to rise. Yesterday it had rained all day so there was a lot of surface water that was rapidly turning to black ice. The temperature was minus two degrees and falling. I could make out the shapes of pheasants up ahead just standing there in the middle of a country lane staring at me, waiting there to be run over. I was blowing hard, seven miles into a 22-mile run. My heart rate was pounding away at 165 bpm. My hands had lost all feeling, numb from the dropping temperature, despite my new ice gloves that were supposedly waterproof. My soaking wet feet were not much warmer. Still running up and up… the higher I climbed the more the wind picked up and the chill factor added to the misery. As the sun rose my sight improved slightly and, eventually, I reached the top of the hill and turning right I made my way to Upper Rissington at 1,000 feet above sea level. The wind had picked up again and with it sleet and snow which started hitting my face, stinging what little exposed flesh there was. I left my head lights on to increase my visibility for others, my pace was quicker than that at which I would normally run, mainly down to my wanting to keep warm and to finish as quickly as possible. The increasing wind was now a biting minus 3 degrees, and it was rapidly draining my energy levels. I stopped and stood tightly up against a large oak tree for protection from the elements. I then retrieved an energy gel from my pocket as the wind was howling around me. There was a problem… I had lost all feeling in my hands and didn’t have the strength to open the plastic sachets full of a sticky, glutinous gunge that tasted vile, but would give me a short-term energy boost. I struggled and struggled but didn’t have any strength in my hands to tear the top off; more to the point my hands were so cold I couldn’t’ feel them. In frustration I gave up. In my head I cursed the biting wind… I couldn’t believe that I’d even opened the front door and ventured out into the cold, hostile weather.

         But in truth the only person putting pressure on me to leave the warmth of my cosy home is me and only me.

         My name is Neil Russell not Bear Grylls, I’m 64 years old and I have Parkinson’s, a movement disorder, and bizarrely I’m in training for my attempt to run from John O’Groats to Land’s End in the summer. I’m running up hills in the Cotswolds, totally exposed to everything mother nature has to throw at me, my body fighting against 40-mile gusts of freezing wind, blowing snow, hail and rain; it felt like someone’s running a cheese grater up and down my face. Has this man escaped from a lunatic asylum, because only a madman would 2be running in these conditions? But it isn’t a madman, just me; a 4WD pickup is coming towards me at no more than 40 mph. I could make out the driver’s face as he scowled at me as if to say what a wally running in this weather. I stopped again to see if I could open a flapjack bar, this time I use my teeth and after a couple of minutes I manage to open it and in just three bites there is no more flapjack. I then flush it down with a couple of swigs of water. I’m on my last two miles and now I’m feeling a little stronger.

         I’m still soaking wet and freezing cold and I think the early stages of hypothermia are setting in, as well as feeling leggy. The more tired I am the greater my ability to maintain my concentration levels.

         Once fatigue sets in, the greater the likelihood of a trip and a fall.

         Eventually, I make it home. I stand at the door shaking and fumbling for my front door key, for the life of me I cannot stop my hand shaking. So I knock on the door, I’m shaking so much I can’t grip my front door key to unlock it. Automatic pilot takes over so I clench my fist as tight as I can and knock on my front door as loud as I can. BANG, BANG, BANG and eventually Nicky comes to the door, she opens it with a look of genuine concern and I’m sure she’s also thinking, you silly man. I’m so cold I can’t speak, I’m going into a full body shake, I can’t control it. Nicky helps me remove my clothes which is difficult when someone who is shaking as much as I am, eventually all of my soaking wet clothes are lying on the floor, a warm towel is wrapped around me. Meanwhile Nicky has run me a hot bath, as I lower myself in, I’m still shaking. I’ve never been this cold before.

         So, what did I learn about myself? I’m not a quitter – I ran it because I can.

         The Journey

         When someone tells me, “Neil you can’t do that, don’t be silly it’s beyond you” all that does is make me want to prove them wrong, by doing exactly what they said I couldn’t or shouldn’t do.

         One or two believed I had it in me to run from John O’Groats to Land’s End (JOGLE) but overall, I felt the vast majority never thought I could. I don’t blame them one little bit, I think I’d be one of the doubters myself.

         My dad, bless him, who’s no longer with us, said when I was about to leave school that I should get a trade such as a plumber, electrician or carpenter. When I said I wanted to go into advertising and not a trade his response was to tell me, and I mean tell me: “Stop dreaming, get real, there’s no future in advertising, you’re just dreaming a complete waste of time.” After a few years I went 3on to prove my dad wrong. It has to be remembered that my dad came from an era when if you weren’t an academic, or professional you got a trade, that’s what you were expected to do. It wasn’t because he didn’t have any belief in me.

         After a few years of hard work, and refusing to allow any setbacks to put me off, and there were a few (not forgetting a bit of good luck) I realised my dream and found myself working for some of London’s top ad agencies. I had loads of fun, made good money and travelled to exotic destinations, New York, Paris, Kathmandu and so on. Over the years I went on to hone my craft as an art director – to be honest I wasn’t a brilliant ad man I was just ordinary but somehow or other my colleagues thought I was quite good at it.

         My advertising career went well, eventually I progressed and ran my own agency, which in, its heyday, billed £8 million. Okay, it all went pear-shaped in the end – but that wasn’t anything to do with my ability to run a business, it was a case of having all our eggs in one basket. Briefly, over one-third of our income came from one client. It doesn’t matter how, but this client was taken over by a bigger American company and we were unfortunately not part of their future plans. With the long hours, stress and worry of franticly trying to save my company, I turned to drink. It was a temporary escapism, and for a few short hours’ life would be a laugh, but then reality would soon return with a vengeance and if a particular worry was getting to me, it was far worse with a hangover. I was a mess, near to a breakdown.

         Then completely out of the blue my marriage imploded, looking back I didn’t see it coming or the warning signs and they were there. At the time I was completely wrapped up in trying to save the business, my only escape was the drink. Looking back, I couldn’t blame my ex-wife, I was impossible, I wouldn’t want to live with me! An acrimonious divorce then followed.

         What I learned for what it’s worth is that well-meaning friends and family can sometimes make a bad situation worse by encouraging their side to beat or win at all costs and don’t let the other side get away with it! All this does is fuel bitterness and resentment. When it’s all over the two sides still must work together if they have children. If a compromise is possible or middle ground can be found, then at least you have a better chance of moving on without resentment…

         Then irony of all ironies my ex, via her employer’s medical cover paid for me to have a private consultation with a consultant psychiatrist at the Cardinal clinic in Windsor. After the consultation he said what I was going through was enough to knock a bull elephant over. Next thing I know I’m being admitted into the clinic. 4

         I was in hospital for over six weeks. It was all so surreal, most of the time I would spend in a large communal lounge, thinking and worrying about the future. Occasionally I would chat with the other patients, but mostly we would all sit in silence whilst deep in thought. I didn’t feel comfortable in the group therapy sessions, more often than not I would just sit there quietly letting others take the limelight. The clinic was set in beautiful gardens, and I always felt more at peace when I was walking through nature, once narrowly avoiding stepping on a grass snake, I was startled by how quick it was as it lunged into the long grass and away to safety.

         The divorce went through, but I had no home, job or money to rebuild my life. The point I’m trying to make is that I refused to give up and kept going, despite the pain!

         After a few years I managed to get life back on track. I had my little advertising consultancy in Stow-on-the-Wold, I rediscovered running and triathlons, which also gave me the opportunity to meet a whole new circle of friends. Triathlons soon became my passion.

         I had just finished a standard distance triathlon in Cirencester – where I recorded a better-than-expected time, I thought my dad would just say well done Neil and that would be it. But completely out of the blue he told me with clear sincerity that he was very proud of me. My dad was not someone who was known for dishing out praise or compliments willy-nilly. It was one of the very few times he ever told me he was proud of me. It was a moment between me and my dad that meant so much to me.

         Proving my dad wrong gave me no pleasure, but I can’t deny that proving others wrong does give me satisfaction. I’m sure that when Sir Edmund Hillary first announced his plans to climb Everest that there were doubters. But it didn’t put him off or stop him, if anything it spurred him on, and he proved the doubters wrong.

         You have to believe that you can.

         The mental resilience that I’m told I have in large abundance helped me get through all the bad times. In my opinion it prepared me for what was to come – it gave me the belief that if I’m focused and determined enough to achieve my objective that eventually I achieve my end goal.

         Trauma 2017

         In 2017 my main focus was triathlons, mainly the full distance Ironman. I enjoyed the mental and physical challenge of being on the go for hour after 5hour. It was the focus I needed to keep me sane. I wasn’t particularly fast within my age group, quite slow in fact. My main objective was always to get around and finish in one piece and enjoy the day out.

         After returning to my spiritual home in the Cotswolds, and quite frankly apart from a few issues, I was tired of commuting into London every day. In truth I was tired of London, regardless of what was going on in my personal life.

         So I decided to move and pursue my advertising career from a small office in Stow-on-the-Wold. I did ok, but in truth my heart wasn’t in it. It was during this period that I first noticed my handwriting had become a little messy and certain characters like n, m and w were becoming trickier to control, I had also become slower. I thought it was just an age thing and nothing to worry about. I became much more interested in triathlons and that helped take my mind away from worrying why I was slowing down. When I say slowing down, I mean the slowing down of the use of my right hand.

         Triathlons though didn’t provide me with an income! I would get up each morning and either go swimming, running or take my bike out around the tiny, potholed Cotswold lanes, before arriving for work bang on 9 am every morning, with my run buddy Jack, my beautiful black lab, and my morning medication; a large cappuccino, without chocolate. I did this nearly every day for three years.

         After the Bolton, Weymouth and Vichy Ironmans, I had found the training was starting to take over my life. If I wasn’t swimming, I’d be either running, or out on the bike. I found that long sessions on the bike took the best part of the day; the equivalent running work out would take only half. Meanwhile, relationships, household chores and DIY went on hold. It’s only now that I understand how Nicky my partner felt! She had been relegated to second place behind my Ironman! Despite my selfishness I always had 99.99% of her support.

         So, trying to act with a little more consideration, I decided to enter the Staffordshire Ironman, which was a half distance event, which I thought would cut down the amount of training I was putting myself through. But it would still give me my early morning fix.

         On one such training session I can’t remember the exact date, around April 2017, we set off from the small village of Broadwell with my cycling buddies for a training ride. The weather that morning was perfect for hard, fast riding. My only memory is someone laughing aloud as we set off.

         The next thing I remember was lying on the verge of a country lane, choking on blood as it dribbled down my face. Little did I know that my life was about 6to change forever. I was drifting in and out of consciousness as a helicopter ambulance was hovering above me – it landed in an adjacent field. A doctor and a couple of medics jumped out and ran over to me.

         They stood me up to see if I could stand. I didn’t know what day it was, let alone being able to stand upright on my own two feet. I started to slowly wobble, before the medics braced themselves and grabbed me to stop me from falling before laying me safely down onto a stretcher.

         I was then taken by ambulance to the John Radcliffe Hospital. All I remember about the short journey was to my horror the doctor who was tending to me was cutting and removing with a pair of scissors my expensive Castelli cycling jacket Nicky bought me for Christmas. He then proceeded to wrap me up in bubble wrap. What surprised me most was that I wasn’t in the slightest bit of pain or concerned, even when I looked down and saw my hand hanging off my wrist. I was though slightly bemused as I gently played with my broken fingers and then let them flop nonchalantly on their own accord.

         An unknown number of hours later, I awoke in the recovery ward. My left hand was in plaster, as was my right hand, which the surgeon later told me was one of the worst hand breaks she had seen. She said: ‘the broken bones were like tangled spaghetti.’ It took two surgical teams working simultaneously on each arm to mend the broken bones in my wrist, hand and finger.

         The next day I was told that I had a broken eye socket and jaw, which would be treated a couple of days later with titanium plates. I sometimes joke that when I die, I’ll have a scrap value; well, I didn’t say it was funny! I was also told by the consultant that I had sustained a brain haemorrhage, and the brain would reabsorb the blood over time, so no surgery was needed — although a neurosurgeon was on standby just in case.

         I also sustained deep lacerations to my forehead, bruised ribs and a shoulder impingement. Overall, I was unconscious for over 12 hours. To this day I can’t remember how I came off my bike! All I know is that it took many months of convalescence to regain my strength and mobility.

         Parkinson’s diagnosis

         For the previous 12 months I had been experiencing a mild hand tremor, which would come and go, but gave me no reason for concern.

         Then out of know where came my life changing moment, not that I had any idea of the significance at the time. Nicky was away on business, I was sitting on the sofa eating a rather tasty spag bol, whilst watching Only Fools and Horses, 7when out of know where my right arm jumped, twitched and broke into a continuous tremor that felt different, like it was here to stay and that I’ve lived with ever since. At the time I thought it was just a trapped nerve and after a good night’s sleep it would pass; but it didn’t! After a few weeks I decided it was time to go and see my doctor, whom I was slightly anxious about seeing in case he said I had terminal brain cancer, but when I saw him, he was reassuring and very nice and was of the view that I was drinking too much coffee and diagnosed an essential hand tremor. So, I reduced my seven to eight mugs a day down to just two, but it didn’t make the slightest difference, my hand continued to tremor.

         I also noted that my handwriting was becoming increasingly untidy.

         I went back to my doctor and asked to be referred to a neurologist through Nicky’s private medical cover. Eventually I was referred to a personable neurologist at a well-known private hospital in Cheltenham, where I had a CTC scan, which was very scary and yes, I am a bit of baby. I then had my appointment come through to see the consultant. After a very thorough, detailed examination his conclusion was that it wasn’t Parkinson’s. He took great pleasure in telling me how much his wife was divorcing him for, it was a cool £1,000,000. He went onto say that he had no idea what was going on regarding my neurological disorder, but to keep an eye on it. The results from the CTC scan showed a perfectly healthy brain, which was reassuring. I came away none the wiser.

         I continued to live my life alongside this irritating hand tremor but deep down I knew something wasn’t right. I started to checkout Dr Google. My handwriting had worsened; I was having difficulty with smell, taste and balance. And every time I googled these symptoms, Parkinson’s kept coming up. This went on for a few months before going back to my doctor and insisting that this time I was referred to a neurologist through the NHS. I got my wish to be referred again.

         To my surprise I was referred to the same consultant who I saw privately. The day came; I turned up at the time stated in my appointment letter. An hour late and with no apologies for keeping me waiting. He clearly was in a rush! After a few measly tests he diagnosed that I had Parkinson’s. This was odd as it was the same neurologist who a few months earlier was adamant I didn’t have Parkinson’s. Confused or what!

         I went back to my doctor and said I had no confidence in my diagnosis and wanted another opinion. I asked to be referred to the John Radcliffe which was world class when treating me for my trauma. I hoped that their neurological department would give me more confidence with their diagnosis. My appointment 8letter arrived a few days later and before I knew it, I was being ushered into my new consultant’s office. In my brief experience neurologists seem to lack empathy or emotion. Whilst they are very clever people, they could work on their communication skills a bit more. I think because they live with it all the time, they’ve become a little desensitised to the anxiety which the patient’s sometimes feel.

         After numerous tests he confirmed what I already knew.

         “I had Parkinson’s.”

         My first response to his diagnosis was “Can I still run?” He said “Yes” and went on to explain more about Parkinson’s and the positive effect that running and energetic exercise has on Parkinson’s. Although I knew I had Parkinson’s I was still in shock, and it took me a few months to come to terms with it. At the same time my neurologist advised me for my safety that maybe triathlons and in particular the bike and with my balance issues I should consider giving up cycling, which I reluctantly did. My only genuine sadness was selling my beloved Cervelo; what was the point in keeping hold of it, and anyway I could do with the money. He also advised me to notify the DVLA and my motor insurers, which I did.

         Initially, I was prescribed different types of medication, it was a bit of try it and see what works best. I settled on ropinirole, which seemed to settle my hand tremor, there were some unpleasant side effects like nausea and sleepiness.

         But the benefits outweighed the negatives. For the most part I accepted my hand tremor as part of the new me, well 99% of the time. Very occasionally it did get to me, but the irritation didn’t last long.

         Not long after I gave up triathlons I started running again. I had run ever since my school days. I’ve gone through different phases, from taking my running very seriously to just going out for the occasional jog. For many years I would prefer to run on my own, with only my thoughts for company. I felt I could make more sense of the problems going on in my life, when I was out running in the fresh air. I never ran competitively there was always someone faster and anyway, it never interested me! And of course, running was great for keeping me fit (and slim) in my younger years I did enjoy a beer, or two…

         Underneath this persona of mine that claims not to be competitive is someone who’s not being entirely honest. I can’t resist the overwhelming feeling of the need to chase down the runner in front of me, or even worse the runner who overtakes me! In some ways it’s just plain showing off as you pass a slower runner what you’re really saying is “I’m a better runner than you are.”

         The urge is almost animalistic like a prey animal eyeing up its prey, as it gets ready to pounce. 9

         The Parkinson’s affect

         I’ve deliberately made a point of not finding out about the many Parkinson’s symptoms that can affect you because for me ignorance is bliss. The less I know then the chances of me beginning to imagine symptoms and worry myself are reduced. Most people I know with Parkinson’s find it helps to have the knowledge and to understand the many Parkinson’s symptoms, but not me, we’re all different, aren’t we? Although as time marches on you meet fellow Parkinson’s sufferers and before you get the chance to say, “I would prefer not to discuss our respective conditions, if you don’t mind” they’ve already blurted out how Parkinson’s effects them. So, I’m slowly over time finding out more about Parkinson’s even though I would prefer not to.

         What this means is that I can only talk about how Parkinson’s effects me.

         Parkinson’s develops when cells in the brain stop working properly and are lost over time. These brain cells produce a chemical called dopamine.

         Symptoms start to appear when the brain can’t make enough dopamine to control movement properly.

         There are three main symptoms; tremor (shaking), slowness of movement and rigidity (muscle stiffness) but, there are over 40 other symptoms.

         It’s a degenerative disease and will get worse over time, there is currently no cure. My understanding is that a new generation of medication is not far off… but until then…

         There is a side of Parkinson’s that’s very difficult or nigh on impossible to describe or explain. A good friend of mine who is younger than me and has Parkinson’s said once, “The only people who truly understand Parkinson’s are people with Parkinson’s.” I now know what she means.

         There’s a mental or emotional state that some might describe as depression or anxiety, but it’s more than that. Sometimes the most innocuous thing can set off a negative emotion. I recently went to a café for a coffee and when I came to pay at the counter with my debit card, my hand holding the card went into tremor overload. I couldn’t stop it, or release my card, the few people queueing behind me must have been wondering what on earth was going on, it was embarrassing. Or the day I went to get my hair cut, a young girl welcomed me to the barber’s chair, she asked me what I would like as she draped a barber’s-cover-cum-smock over my clothes to prevent hairs from smothering them. I explained I wanted a tidy up. At this point her demeanour was happy. As she started to cut my hair, my hand was shaking underneath the smock. It looked like I was doing something inappropriate. The girl’s demeanour went from 10happy to unhappy as she noticed my tremor under the smock, which looked very rude. At this point I hadn’t twigged, she continued for a few minutes more becoming more and more agitated, then the penny dropped. I realised what was going on and I promptly owned up and explained that I have Parkinson’s and the tremor is one of the main symptoms. The look on her face after I explained and apologised was one of complete relief, luckily, she saw the funny side of it. These two relatively innocuous moments had a big effect on me and when I think of them and the many other similar experiences, I can go into a downward spiral that sometimes leads to depression.

         The moment you’re diagnosed with Parkinson’s you’re not the same person anymore. The metamorphosis is very subtle to begin with, most of my friends and family aren’t aware of what’s going on inside me. But when I look at myself in the mirror, I don’t see Neil anymore, I see a stranger with a blank stare, and a downbeat demeanour bordering on deadpan or worse intimidating. That’s not the affable Neil Russell I once knew.

         The real horror story, like all good horror stories, begins at night when it’s dark, next doors Tom cat prowling and howling sets the scene.

         It’s 2:30 in the morning, I’m awake, my hand is shaking and I’m trying not to wake up Nicky. I drag myself out of bed to go to the loo.

         You drag yourself back to bed, trying not to trip over discarded clothes left strewn all over the floor, this doesn’t help when your balance can be a touch wobbly.

         You lie in bed tossing and turning, reflecting on a particularly unpleasant nightmare (medication induced) which sends your hand into tremor overdrive.

         Thank goodness for my Garmin watch by pressing a little button it lights up the time… my, how time drags.

         It’s now gone three in the morning so to avoid waking Nicky up I get out of bed and go downstairs, switch on the television and watch the news courtesy of the BBC. I put the kettle on and make a cup of tea and scoff chocolate biscuits. Luckily because I run silly miles, I burn off calories in their hundreds. So I can eat pretty much whatever I want, without piling on the pounds. But for me the day hasn’t got off to the best of starts. If I’m lucky I’ve had three or four hours sleep.

         I’m feeling tired before the day has started and when you add the side effects of my medication I can sometimes hardly keep my eyes open. Sleep deprivation or just poor quality sleep for me makes my Parkinson’s symptoms more intense. Over time the cumulative effect makes one feel permanently tired. 11

         My friend Will, from Dudley, came over to my house to ask for some help on a website he was constructing. We were sitting in the kitchen as Will explained what sort of help he was looking for. Then I heard in hushed tones Neil, Neil, Neil I had dosed off whilst Will was talking. Embarrassingly I hadn’t heard a single word. Luckily, he was not offended and saw the funny side of it, he wasn’t boring me at all. I was just so tired I couldn’t help myself from falling asleep.

         I apologised. Luckily, we, or should I say he, managed to see the funny side of it and I assured him he hadn’t bored me to sleep.

         Then I go through a phase of feeling sorry for myself, I feel why me?

         A sort of foreboding and depression lingers over you as tiredness grips you, the fear of what lies ahead is constantly in the back of your head. I still struggle to accept I have Parkinson’s and my inner voice will often say why me? What have I done to deserve this?

         Medication

         I mentioned some of my medication earlier. It changes as the condition worsens. My understanding is that what works for one person won’t necessarily work for the next person, so to some extent there is a trial-and-error phase. I’m currently on two well recognised drugs for the treatment of Parkinson’s. There is a third drug that you can’t get at a pharmacy, or you need a prescription for, it’s called ‘running’

         Running: One thing I can say without any doubt in my mind is that running definitely helps relax my tremor; it’s good for my mental health, aids better sleep, cognitive function is better and improves my overall fitness, which helps me stay strong so I can fight off Parkinson’s. So, what about the not so pleasant side effects and after a few seconds thinking about it, I conclude that there’s only a few minor symptoms.

         Nausea: I don’t seem to get it as often as I did but when I do get it, it only lasts a few minutes. Rarely do I actually feel like I’m going to throw up. I started my medication on a very low dosage to acclimatise my body so it can minimise the side effects. It was then slowly increased until the desired dosage was reached. When I’m running and I get a slight hint of nausea I can usually run through it. Occasionally the sick feeling forces me to stop for five minutes or so, usually it passes, and I just carry on. Whenever I’m in a state of confrontation or just stressed it can sometimes bring on the nausea feeling, not all of the time, but most of it. So best not argue with me, if only! 12

         Tiredness: It’s hard to explain it’s like an overwhelming blanket of tiredness. If I close my eyes, I will literally fall asleep. Sleep deprivation effects my reaction time and my processing slows down. I know how easy it would be to just go to bed for an hour or two, but for me it’s not a realistic option to consider. My way of dealing with tiredness is not to let it dictate or force me to stop, sleep and rest. I just battle through the fatigue and rely on my single-minded determination to keep me going. The difficult part doesn’t last for very long and then normality kicks in. What scares me is driving – I currently feel safe driving on the road. But I wouldn’t be honest if I said my reaction time is not as quick as when I was a young man. The other day my Land Rover was involved in a minor accident (not my fault), and I was given a BMW M3 estate as a courtesy car whilst the repairs were carried out. I thought I was the cat’s whiskers. I was in Stow-on-the-Wold driving down a narrow lane with cars parked on one side. I was half-way down when a young man driving an old Alfa Romeo was driving the other way towards me. We both stopped, the man stared at me and gesticulated as if to say f***k you I’m not moving, you will. He was looking very angry, so I put the BMW into reverse and due to my Parkinson’s, I very slowly reversed back into a pub car park, I was feeling intimidated as the young bloke was losing it, I wasn’t quick enough. Eventually I had pulled over enough to let him pass and as he did, he stopped and got out of his car to confront me, but before he could do anything, I pulled away. In my rear view mirror, I left an aggressive thug who was up for giving me a beating, he just sat there fuming all because my driving was for him too slow.

         Nightmares: I have the most vivid and unpleasant dreams going, just ask Nicky as she’s woken up in the middle of the night by my shouting out in terror. Going up to bed is now something that fills me with dread and trepidation as I try not to think about what nightmares await me. What these medication-fuelled drugs do is make me think very hard about whether they’re worth the nightmares or not. The after effect of a nightmare is that it’s hard to get back to sleep again and that coming day you’re slightly under par and irritable.

         Hallucinations: Yes, I’ve experienced this phenomena, they’re somewhat freaky.

         Occasionally when I’m out running, I sometimes see what looks to me like an old man leaning against a gatepost, who then disappears as I close in. Another experience that sometimes freaks me out is when I’m running along one of the narrow country lanes, I sometimes hear the sound of whispering chitter chatter coming up behind me, it could be a cyclist or an electric car, but its neither, when I turn to see who’s whispering there’s nothing there! It 13does make me feel like I’m losing the plot. I put it down to the hedges and branches rustling in the wind, easily explained, rather than some chemical change inside my brain. Strangely enough it’s another reoccurrence that usually happens when I’m washing up at the kitchen sink. It starts in the corner of my eye, a grey shadow in the shape of a figure appears then disappears, it lasts no more than a couple of seconds. These odd sights and sounds only started after I started taking medication. It’s either a coincidence or it’s the medication.

         Addiction: If you have a slightly addictive tendency to whatever your liking, then certain drugs can exacerbate them significantly to almost being out of control, or put another way you simply can’t stop yourself and say no. For example, if your libido increases, you start watching porn, visiting prostitutes or gambling – it may well be the medication. Addiction becomes tricky to identify as the difference between what is normal and abnormal maybe very subtle. I hasten to add my only addiction is actually running or talking about it. I’m told that there are a number of other side effects depending on what medication you’re on. But the side effects that I’ve just gone through are what I experience and know.

         My opinion regarding medication is that if the benefits outweigh the negatives, then it’s probably worth putting up with. Either way it’s not ideal.

         No more

         What saddens me more than anything is the simple things I can’t do anymore, things that I would do pre-Parkinson’s without even thinking about it.

         Sadly there is no medication as far as I know that can help me write a simple note or message in my granddaughter’s birthday card;

         Sleep more than three hours without waking.

         I find it difficult putting a plastic lid on a take-out coffee cup.

         Carrying drinks in my right hand is a no, no.

         I have a very limited sense of smell and taste.

         I’m constantly constipated I won’t go into too much detail.

         Constantly trying to hide my hand tremor, for fear of what others might think.

         When I eat dry food like toast, cake or biscuits it sometimes is awkward to swallow.

         My coordination can be difficult depending on how tired I am.

         Falling over when I’m running and fatigued.

         I become uneasy or panic when travelling on my own. For instance, going into London or any large town on my own on the train, bus or car I find scary. 14

         This is just a flavour of how Parkinson’s effects me, if medication can help even if it’s only by the smallest margin then I have my reason to tolerate the downside. As Parkinson’s tighten’s its grip on me I become more stubborn and determined to keep control and not let it have an easy ride. I’m still the boss and running is my main weapon to fight against it. What I find difficult with medication is remembering to take the stuff. I’m okay taking medication first thing in the morning but remembering to take it lunchtime and evening without fail is not so easy…

         Running with Parkinson’s

         The two main factors are actually running with Parkinson’s and directly after I’ve finished running. Hopefully I can make sense of this.

         Not surprisingly every run is different – it depends on how I’m feeling mentally, how well I slept the night before, and the weather. The actual act of running itself, I can’t say I enjoy whatever the situation, it’s more of a means to an end, something I have to do. What I do enjoy is being out in the fresh air in the beautiful Cotswold countryside, perfect for clearing your head of the stresses of living with Parkinson’s. Sometimes I enjoy the company of other runners, but not with those who don’t know when to stop talking. Sometimes I just want to run on my own with just my thoughts where I can work out what’s going on in my life and try to make sense of it.

         Since I was diagnosed with Parkinson’s my confidence has taken a bit of a knock, so more and more now I prefer to run with a friend just in case! It’s not just to be there in case I fall, there have been occasions when I get what I can only refer to as a panic attack. Having someone with me is like having a comfort blanket, its reassurance just in case.

         A legitimate worry I do have is a particular Parkinson’s symptom called freezing.

         Literally you’re walking or running along when without warning you suddenly freeze, and you can’t move. I haven’t experienced this yet, or I might never but apparently its very unpleasant. If it were to happen to me, I would be vulnerable to the dangers of the road.

         Running with Parkinson’s brings with it certain challenges. I have already talked about falling, it goes without saying that the risk of falling is greater when you have Parkinson’s.

         I also enjoy the end of a run when we stop at my favourite coffee shop for coffee and cake and a little bit of banter with the staff, isn’t that right Clare? It’s like a little reward. And finally, once I’ve showered there’s that special moment 15of sitting in my favourite comfy chair and chilling for half an hour. My hand tremor is normally calmer.

         On a practical level I’ve discovered that what worked for me is to try and get my hand tremor to shake in time with my running stride and get a rhythm going, which I surprisingly found easy to do. I can’t help it but I still notice when people notice my tremor and stare even when it’s in rhythm. I become self-conscious, but as soon as I pass those staring eyes I’m fine. Although it’s not always a mental issue, occasionally it’s physical. On long runs anything over 15 miles and the continuous shaking can sometimes set off a painful tendentious in my wrist. The pain is excruciating and makes running very painful. I’m lucky though, because it doesn’t last very long. A week’s rest then I’m usually okay. Overall, my hand tremor is best described as more of a nuisance than it is a major worry for me.

         The primary Parkinson’s effect when running, and I do acknowledge that I’ve mentioned this before, is falling over. Whenever I run the first few hundred metres I say to myself, “Concentrate, don’t drag your feet, lift them and lookout for any hazards that can potentially trip you over.” As the miles are ticked off and fatigue sets in my concentration starts to tail off, I drag my feet more and more without realising, I’m probably daydreaming, sometimes I scuff my foot, but don’t fall which serves as a little reminder to lift my feet. If I’m lucky I will scuff my right foot but manage to stay upright without falling. There are many potential trip-over stages; potholes, speed ramps, uneven pavements, tree roots and black ice and others… Sometimes I clip my foot against my other foot and over I go. This is mainly down to a lapse in concentration. The problem I have is that my natural instinct is to put my arm out to break my fall. The concern I have is the impact might damage an old wrist and hand break, but to date it hasn’t.

         Running off road, cross-country or when the terrain is forever changing are potential hazards, which reminds me of an amusing little incident that occurred recently; I was running along a canal towpath in Cirencester with my run buddy Laura when my foot clipped an old tree root protruding out of the ground the whole experience for some reason happened in slow motion but I was still unable to stop myself from splashing into the water. I can still remember the split second as my head and shoulders entered the muddy brown water and then spitting out the mouthful of it as I surfaced! After Laura checked to make sure I was ok she broke into laughter she couldn’t stop herself, I think I saw the funny side of it too. 16

         What I’ve discovered is that as long as I continue to maintain my concentration at all times then I can reduce the chances of falling over. Or I learn the correct way to fall.

         Another potential issue is when the fading daylight plays tricks with your eyes. I’ve read that at the point when daylight changes to night, or put another way ‘dusk’, that statistically there’s a greater chance of having an accident particularly potholes and speed humps. After three decades of working with computers it’s no surprise that my eyesight has deteriorated. It’s not too bad in bright daylight but when I start to tire and the daylight is turning my eyesight is slightly blurred. That’s when it’s easier to trip over, twist an ankle or worse. All I can do is wear my glasses along with a good quality headlight and keep my concentration going I’m usually ok!

         Afterwards

         As I go over and over in my head why do I do this, why do I do that, it’s occurred to me that I’ve talked about things that I can’t do anymore and that list will grow over time. But I can still run and have the ability to run long distances. So not all is lost. Being able to run long distances is good for my confidence. Extreme stuff like running from John O’Groats, the most northern tip of
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