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FOREWORD


By Shirley Conran OBE





It is said that everyone has a book in them. This is not true: some people don’t have even a paragraph. However, Alex Howard is a walking library: first there’s the story of Man battling against Adversity, then Man on a Quest, followed by a Medical Detective and finally Love Story with Happy Ending when two people part.


I always want to know what happened after the end of a book, particularly so when, some years ago, I read Alex Howard’s WHY ME? because Alex and I have something in common: M.E.


Forty years ago, when I was Woman’s Editor of the Daily Mail, I went into hospital with viral pneumonia and came out with M.E., to face a wall of medical disbelief that I was ill. My GP sent me to three different “experts”; quickly, I realised that they were psychiatrists, quickly I realised that they were wrong in their diagnoses: I am not workshy, I do not need to draw attention to myself and I am not a hypochondriac. Quickly I realised that the medical profession was saying, “If we cannot find anything physically wrong with you, then you must be mad, to some degree.” When I realised that it was the medical profession that was wrong, I decided to avoid their Kafkaesque attitudes and deal by myself with the symptoms of my illness.


However, when every medical expert is telling you that black is white, when your family is worried about your odd behaviour, and when you lose your job and your income, you probably will need a psychiatrist. Eventually I met one, who said, “I’m going to assume that everything you say is true”. He understood my contempt for psychiatrists and from then on, he helped me deal with my symptoms. Once he scribbled a note to my new GP. “What have you told him?” I snapped. He took the note out of the envelope and handed it to me. It read, “Dear Colleague, contrary to what you may at first believe, this patient tells the truth. Yours sincerely, Jonathan Gould”. So he meant what he had said, when first we met.


One day my mother said, “You’ve changed for the better, since you met that Dr Gould”. Certainly, I had stopped being an appeasing, unctuous, eyelash-batting, role-playing little woman. Now, I didn’t care what people thought of me, but what I thought of those people; now I stood up for my own opinions; I became friendly with my body; I learned to be my true self. I grew up.


Eventually, I no longer had money problems: I could afford to have M.E. because I made a fortune in property and another fortune when I became an international author. I travelled round the world eight times, seven of those at the expense of my publishers. I was able to financially help my children when they needed it.


One day I realised that the silver lining of M.E. is that it pushes you onto your own resources; it forces you to think for yourself and to create your own disciplines and determination, because the only person that can understand your condition and improve it …is YOU.


Dr Gould died and for the next twenty years I spent a fortune trying everything that claimed to cure or help M.E. None of it worked.


Then I read a book and immediately identified with the young author, who had been bedridden for two years as a teenager. Alex Howard eventually earned a first class degree in psychology and Swansea University should be proud of him.


“WHY ME?” was a gangly, exuberant book and the dynamism and determination of the author shone beyond the grammatical errors (I’m still an editor!). Three years ago, I actually met Alex. Meeting someone with M.E, forced to lead a similar life to yours, is like meeting someone who comes from your home town and speaks your language, after you have spent years in a foreign land. Because Alex had dealt so successfully with his illness - and was clearly helping others to do so - I decided to ask for his help. So Alex became my mentor. We talk for an hour every fortnight. My health and my well being have improved considerably.


Often when a new edition of a book is published, it adds nothing much of value. But, the added chapters of WHY ME? kept me up beyond midnight, and I used the highlighter so much that some pages are almost yellow.


Alex takes the reader along his journey through adversity to success; he does not hesitate to tell of his stupid behaviour: he succumbed to the temptation of overworking and he suffered the consequences. He struggled financially and emotionally to reach his well-deserved success, both personally and with his clinic The Optimum Health Clinic.


In this new edition, the autobiographical sequence - what Alex did next - is followed by three transcripts of TV interviews with the three directors of The Optimum Health Clinic. And - to use two of Alex’s favourite adjectives - these chapters are incredibly amazing.


I shall re-read them tonight, and often afterwards, because - to my surprise - just reading these added chapters has taken me a step further in my own M.E. quest for health. I nearly wrote “battle with M.E.”, but I no longer regard M.E. as my enemy. I look upon my symptoms as messages from my body that I reached burnout in the past because of my determined, stressful, body-ignoring behaviour. I now suspect that my M.E. is partly the result of living a hardworking, exciting, adrenal-filled life in a way that my body could no longer tolerate, but that I refused to face.


For three years, I have argued with Alex that complete recovery in M.E. is not possible.


Now, I am not so sure.


Having read this new edition of “WHY ME?” I have a new courage, a new willingness to explore where I have - until now - refused to go. I have a new optimism based on facts that I know are scientifically proven, not some mindless, new, fix-fast “discipline”. My determination has been renewed. I feel that I have just started to take the next step towards… dare I say it…recovery. I wish you the same good fortune.


Shirley Conran OBE


London, August 2009



















Introduction To Third Edition





It is now over eleven years since I finished working on the first edition of this book. One third of my life. In that time so much has happened. The seven-year period you are about to read about in many ways feels like a distant memory. On one hand it is hard for me to see the world through the eyes of that terrified boy who woke up one morning to face his world falling apart. On the other hand, in my work with The Optimum Health Clinic I am reminded almost daily of the fear, loneliness and pain we experience when battling with an illness like ME/CFS. For me, the personal suffering is over, but for you, the journey may just be beginning. If so, I hope in some way this book can be a companion and guide for you.


Reading back through some of these pages with the benefit of the last eleven years is an odd experience. I hear a younger voice to the one I know of myself now. A voice that is at times perhaps a little righteous, and at others utterly indignant of those who I felt should have helped me and didn’t. With the perspectives that come from over a decade working as a professional in the field, I feel a little more considered in my opinions, yet I also realise my younger voice is as important now as it was then.


Yes, there are many complex reasons why conventionally available treatments for ME/CFS are decades behind those being pioneered in clinics such as The Optimum Health Clinic. There are many well-intentioned people simply working with fundamentally flawed ideas, but things are slowly changing. We can seek to understand, we can be compassionate and we can cultivate patience.


But, for the sixteen year old me that woke up to a life destroyed, and the eighteen year old me that considered taking his life, I will not soften my words or attempt to be more politically correct. When I found my path out of ME/CFS, I wanted to scream it from the rooftops and shove it down the throats of all those who had failed in their duty to help. And, I had every right to feel that way.


Treatment of ME/CFS in this country is a scandal - hundreds of thousands of people in the UK alone suffer from an illness that has clear causes, effective treatments, and identifiable biomarkers. They’re generally either told it is all in their heads and there is nothing wrong with them, or that they’re seriously chronically ill and they will never recover. This is not good enough - in my day job it is appropriate I choose my words carefully when speaking publicly, but here I will not censor myself. People with ME/CFS deserve better. You deserve better. Things need to change, and it can start with you and I.


Here is my story. One day I hope to hear yours.


Alex Howard


London, July 2014



















Introduction


These are mediocre times.


People are starting to lose hope.


It’s hard for many to believe there are extraordinary things inside themselves and others.


I hope you can keep an open mind.


Unbreakable





As a child I always loved stories of great adventure and discovery. Films such as Star Wars, Back to the Future and The Karate Kid consistently held a special place in my heart. I often dreamed about experiencing my own quest and story of dramatic transformation. Along the way I would meet wise teachers who would teach me great things, towards the end I would fall in love, and there would then be a dramatic climax where I did great things. Yet, by the age of fifteen years old I had all but given up hope of my quest, telling myself that such adventures only happened to other people. I was wrong. My own quest did happen, but it started in the least likely of places and the most surprising of ways


One day I woke up and something in me was different. I was very seriously ill, but no one had any idea what I was actually ill with. In time it became apparent that I had developed one of the most poorly misunderstood chronic illnesses known in Western society, an illness for which according to the world’s “experts” there is no cure. “Why have I got ME? Why is this happening to me?” I endlessly questioned as I spent several years virtually bed-bound and sinking into a deeper and deeper clinical depression. Then, one day someone planted a seed of belief in my mind that just perhaps I did have all I needed to transform my life and my world, regardless of what traditional thinking suggested. Feeling like I had no other choice, I gave every ounce of my desperate existence to finding a cure for my ME, along with my clinical depression and major anxiety.


When I consider my world these days I still ask, “Why me?” but I ask from a very different place. Why was I able to change something that is apparently unchangeable? Why do I now have a quality of life that seven years ago I could only have dreamed of being possible? You hold the answers to these questions in your hands. I pray that as you let them sink into your heart they will be more than just intellectual concepts. Knowledge is nice. Action creates change.


 


In love and warmth,


Alex Howard,
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CHAPTER 1: A NIGHT OF CELEBRATION (SUMMER 1996)


Your vision will only become clear when you look inside of your own heart.


Who looks outside, dreams.


Who looks inside, awakens.


Carl Jung





It was the perfect summer evening. The hot sun of the day was slowly draining away and leaving a gentle warmth. My girlfriend Emily and I were on our way to some friends after spending a relaxing day together enjoying the growing anticipation of three months of freedom. We were both nearing the end of our GCSE’s and only had a couple of exams left. There was a magical feeling of passion between us. It was like one plus one equalled ten when we were together. Emily had shoulder length blonde hair and a good figure; I was hoping that in the near future I was going to be exposed to more of her beauty.


I had fancied Emily throughout most of secondary school, but by the last year I had given up hope. I had been genuinely surprised when she had asked me out in the last few weeks of term. Much to my mum and stepfather’s frustration, we spoke on the telephone every night, despite usually having seen each other in the day. The telephone bills were a stretch for them to pay, but I didn’t care; I felt as if I was falling in love for the first time.


We got a lift from Emily’s parents over to her cousin’s beautiful house in the Surrey countryside. It had five or six bedrooms and acres of land, very different to where I lived. Our friends were already there and soon we were lost in conversation, me with the guys and Emily with the girls. Apart from hoping to make use of the empty house with Emily and beat my mates in the race to lose our virginity, I was also particularly excited about talking to Tom, Dale and Nick about the band we were starting on Friday.


As the four of us sat round a table swigging our cans of beer, which we had stolen from our parents, we got planning.


“We can use my basement to jam,” offered Nick, our newly discovered drummer, as he opened another can of beer.


“Cool man,” said Tom, our singer, in his slow, deep voice. “I’ve got a few new riffs we can jam on.” Tom was one of the more trendy guys at school, and I was loving the fact that I was now associated with such people.


“I’m gonna borrow a bass guitar from a guy my dad knows,” added Dale, one of my closest friends, as he crushed an empty can in his hand.


“Wicked,” I said, trying to sound as cool as I could. “I have a few new tunes as well, I’ve also worked out the guitar solo to that Ash song ‘Uncle Pat.’ Sounds well good.”


“No way,” said Tom, tossing his hair out of his eyes, “That’s a bitching solo, I can’t wait to hear it.”


And so we continued together, plotting our path to international stardom. After a while Emily caught my eye and I left the guys to spend some time with her.


As the golden sun continued to go down over the rolling Surrey hills, Emily and I headed for a walk alone together in the woods. While we strolled along side by side, hand in hand, my mind drifted back to the events of the recent months. I had scored reasonable grades in my mock exams the previous Christmas, but there were very high expectations in my family. My two elder cousins and sister, Georgina, had set the standard by achieving twenty-seven A’s and only three B’s between them. Such expectations led to a fair amount of pressure on me. Of course I was assured that it was the kind of person I was that mattered. However, children are sensitive to their environment, and years of torment from both family and peers told me different.


The coming months were to see some exciting changes in my life. It was really starting to feel like the traumas of the past were over and I could finally forget about the horrors that had made up my family life. The attempted suicides, the violence, the abuse and the alcoholism, perhaps they were all finally done with? I wanted to look forward, not back, for I had always believed that was where my happiness lay.


Emily and I carried on walking and reached a rubber tyre hanging from an old oak tree. We took it in turns to sit on the tyre and gently push each other. As I caught the swing and pushed her again, we caught each other’s eye.


“You seem a bit quiet,” Emily said to me inquisitively, “Are you okay?”


“Yeah I’m fine,” I replied, “I’m just glad to be getting away from Ashcombe. You know what I went through at that school. I can’t wait to start the band on Friday. I really think we’re gonna rock.”


Soon we got bored with the swing and sat down in the grass nearby. I leant forward and kissed Emily’s neck, working up towards her mouth. Putting my arms around her I gently stroked her back, not daring to let my hands rove where I really wanted them to. It was a strange situation: I knew what I wanted, but I had such mixed feelings about going for it. What if Emily wasn’t ready? What if I ruined what  we had? Perhaps even more frightening, what if she actually did want to as well? Of course talking about the idea was out of the question. Such a conversation was not in our dialogue.


After some more kissing and cuddling, and my guessing that the issue had been avoided for another day, we made our way back to the house and rejoined the celebrations. I was starting to feel less carefree. I was going to have to go home soon. My mum and stepfather didn’t trust me enough to let me stay the night. This meant I was going to have to leave the party just as it started to reach its climax. This annoyed me, as did most things to do with my family.


As I waited for the embarrassment of being picked up at 11:00, Emily made my heart stop.


“I’m so drunk I would probably sleep with you,” she whispered in my ear.


Wow, I thought to myself, she does want it too! My mind started to imagine one of my wildest dreams coming true: having sex with the girl I had fancied consistently for four years. At this point, I didn’t even care about the fact that I would be beating most of my friends to it. It was a precious moment. Even I knew it.


However, despite the fact that I was a rather intoxicated teenager with raging hormones, my conscience told me to be cautious. If Emily really was drunk, then maybe she might regret it the following morning? If she needed alcohol to be ready, did that not mean she needed more time? I knew what I wanted, but I also cared about her. Surely one more night of chastity was worth it, just to make sure, I reasoned. After all, the summer was mine to do with as I pleased. There would be plenty of other chances.


“I have to go soon,” was the best excuse I could come up with. The light was poor and I never saw the reaction in Emily’s face as a group of friends joined us. The beauty of the moment disappeared as fast as it had emerged. One thing was for sure though: my life was going from good to great.


While I waited for my mum and stepfather to arrive, my friends and I sat around chatting about the last four years of school and our plans for the future. Most people, like Emily, were just going to start a course that interested them and see where they ended up. Tom, Dale and Nick were all in this category, they thought playing music was “cool and everything,” but they didn’t really believe we could make it in the music industry. Dale probably came closest to sharing my drive and ambition, but even for him success was more of a nice idea than a  necessity. It was different for me. I needed to do something special with my life. I wanted more and I wasn’t scared to ask for it. I hated the world I had grown up in and I was willing to do whatever it took to avoid that kind of life.


As I sat in the car with my mum and stepfather on the way home half an hour later, I made my frustration at having to leave early known by ignoring them. This was a progression from mumbling my words and slouching my shoulders when I was only mildly annoyed with them. When we arrived home, I went straight to my room and rolled out my dumbbells from under my bed. I used my angst at my family to help me lift my weights in my intoxicated state. I reasoned that to be a successful musician I had to look the part. Despite the fact that I had been lifting weights for several months with no obvious difference, I still kept at it every day without fail.


Getting into bed that night I was the happiest I could remember being. Two of the most exciting things that I could imagine were on my mind: Emily and I were going to have sex, and the guys and I were on our way to becoming famous. With the summer holidays also just about to start, I couldn’t wait to get started. For the first time in my life I really felt like my dreams were coming true.


Turning over and falling asleep, my mind was overflowing with plans for the future.


That was to be my last night of health for years.



















CHAPTER 2: THE MORNING AFTER


Waking up sometimes needs a very loud alarm clock, especially if we don’t know we are sleeping.





The estate where I grew up was several miles from the nearest town, Dorking. The bus service was quite infrequent, and so the easiest way to get there was to have a lift from Mum on her way to work. This morning I had a hairdresser’s appointment and so Mum woke me up at 8:00, ready to leave with her at 9:00. After the hairdressers, I had to go and clean out one of the sheds at my grandparents’ house in the middle of Dorking. I didn’t feel right. I couldn’t put my finger on it. It wasn’t like a cold, I didn’t ache, and I didn’t feel sick. I somehow just didn’t feel right. I wondered if maybe I had a hangover. It seemed like the only explanation, because I felt a bit like I was drunk, although it wasn’t quite the same. Whatever was wrong though, I just tried to ignore it. I had to get to the hairdressers for my appointment; I wasn’t willing to hang around on my holidays.


Having gone through my morning routine of having a shower, getting dressed, eating breakfast and cleaning my teeth, I managed to get to the salon. As I sat in the chair I explained to my hairdresser, Tony, that the same short back and sides as last time would be great. Once he had started cutting, the conversation soon graduated towards small talk. We discussed family, exams, the weather, and so on. I felt like hell. My heartbeat was starting to feel like an accelerating train. Even worse, with every faster beat my temperature was rising. It seemed like it would only be a matter of time before I reached breaking point, though I had no idea what that was. As my anxiety started to rise in union with my heart rate and temperature, I tried to focus on what was happening around me, attempting to take my mind off my body and the storm I could feel brewing inside. It wasn’t working.


Tony had been cutting my hair since I was a baby. It didn’t feel like that long since I had been coming for haircuts without my grandmother accompanying me. Only a few months’ ago I had had to work hard to convince Tony to give me extremely short hair, so concerned was he about the wrath of my family. Of course that only made me more determined to have my hair cut shorter on future occasions.


The salon had the unforgettable smell of cut hair and hairspray, and as it was the beginning of summer, it was quite busy. As I looked at the locks of hair falling to the floor beside me, I wondered what would happen to them. Would all those months of growth just be thrown away?


The cutting continued. I really didn’t feel right. My mind started telling me that I should say something, but what? I knew that explaining my situation would be very embarrassing, and could also land me in a fair amount of trouble when I got home. Drinking under age would not have been a problem, for I had been one of the few of my friends that didn’t have to steal alcohol. my family was more than comfortable with drinking. However, letting this be known in public would be unacceptable.


I reasoned that it was too late now to do anything anyway. Tony had already taken large chunks of hair off the back of my head with the clippers. I could hardly go home with massive patches of hair missing. Maybe, I would be okay if I could just relax and not think about how I felt? Yes, that ought to work; you hear about how people get themselves into a panic and make things worse, I thought to myself. But I was a levelheaded person, and certainly had no history of panic attacks. Why would I start now? But why the hell couldn’t I focus on the mirror in front of me? My heart was now going into palpitations; I was going to have to say something. I began to pass out. What was happening to me? What was wrong?


“Could I, erm, have a glass of water,” I managed to mumble.


God, that sounded stupid, I attacked myself. Maybe it would help though; at least it would let Tony know that something was wrong.


“Sure, are you alright?” Tony asked, a slightly concerned expression on his face.


“Just feeling a bit dizzy,” I managed to add, trying to smile to reassure him.


Tony walked off to get me some water and I struggled to pull myself together. However, the longer I sat there, the more nauseous I felt. The more nauseous I felt, the more scared I became. Unable to even influence what was happening in my own body, I started to develop more and more of a sense of helpless. I so wanted to tell someone how I really felt. But what could they do anyway? I certainly didn’t want a scene. I decided that I would have to sit it out. If I fainted then at least I wouldn’t have to battle anymore. Until something like that happened it seemed easier to say nothing.


The next thing I saw was the inside of a blurry ambulance, with a panicking paramedic rushing around beside me searching for something. Then my consciousness drifted off again and I was aware of lying in a hospital bed unable to speak. Everything was swirling into a daze in the whirlpool that had become my mind. Nothing seemed real. I felt like I didn’t even exist. The only thing I knew was real was the fear that was burning inside.


Tony returned with a glass of water, and for a few seconds I remembered again that I was in the hairdressers. At least one of the assistants probably now knew there was something wrong, for they appeared to have been chatting in the next room. Maybe that was good, but maybe it also meant I was going to have to explain myself when I got home. That was hardly of much concern at the moment though. The only thing that really mattered right now was getting through the next ten minutes; getting my hair cut without falling apart. Then I could force myself home and get what was left of my head together.


Somehow, after being close to passing out another three or four times, I managed to survive the rest of the appointment giving relatively little away. Looking back, it seems obvious that I should have said something. After all, it was hardly my fault that I felt ill. But, at the time, that seemed impossible. Even my most basic senses of reasoning had left me. Hairdressing appointments were to haunt me for many years to come.


I decided to take a longer route to my grandparents’ house, which was really only five minutes away, in the hope that I might be able to walk off whatever was wrong with me. It didn’t work. However, it did help me to reduce some of the horrible tension I could feel inside. I wished that I didn’t have to go and help out, but I felt like I had no proper excuse. The only explanation I had so far was that I had a hangover. That would certainly not be good enough. I didn’t feel especially like resting anyway. I couldn’t conceive of anything that would change the way that I felt apart from time, and I wanted to keep as busy as I could in that time. The last thing I wanted was to be alone with the cauldron of fear that had become my mind. I was meeting Emily later that afternoon and so I tried as hard as I could to focus on that.


Once I arrived at my grandparents, I briefly said “hello” before getting to work in the shed. I just wanted to get it finished. I knew that the sooner it was done, the sooner I would be able to leave. I have little memory of the next few hours, just intermittent recollections of a spinning dark hut, dusty flowerpots, and dozens and dozens of insects. Apparently I did manage to clear out the shed, sort out the flowerpots, and also have lunch. I have absolutely no recollection of eating at all.


That afternoon I confessed to Emily how strange I felt. She, too, thought it unlikely that I had a hangover. Nonetheless, she agreed it might be a good idea to go for another walk and get some fresh air. We  therefore walked a couple of miles together in the hills at the back of where she lived. It had little effect. Her comment of the previous night was apparently forgotten. Sex was hardly top of my priorities anymore anyway; I was far too concerned with my current struggle with my mind and body. I also doubted Emily would even remember what she had said. She herself had admitted she was quite drunk. I assumed I would be feeling fine again soon and another opportunity would present itself.


The next day was band practice and Tom, Dale, Nick and I spent the day living out our fantasies of being rockstars. We climbed on the drum kit while playing, screamed lyrics at the tops of our voices, and thrashed our guitars and bashed the drums as fast and as hard as we could. There was, of course, also the making of the obligatory demo tape to play to our friends. As far as we were concerned, we were the best band in the world and we couldn’t wait to prove it. First stop Nick’s basement; next stop Wembley Stadium.


However, despite the adrenaline of my passion, there were several times in the day when the dizziness rose past a level that I felt I could cope with and I had to sit down. My head just didn’t feel like it was properly attached to my shoulders. Every time I moved it seemed to want to fall off. As hard as I tried, I just couldn’t seem to pull myself together.


The next morning I still felt like there was something very wrong with my balance, but I was less anxious about how I felt. I continued to assume that I would start to feel better soon. Resting didn’t seem to make any difference, and so I decided that the best strategy would be to take it relatively easy, but for the most part try and get on with life as best I could.


My best friend, James, and I arranged to play golf together. James was, like me, around six feet tall and well built. He had shoulder length black hair and dark eyes. The two of us had spent most of the last year racing to grow our hair, as was the fashion amongst our friends. However, mine had just curled upwards and so I had eventually given up and had a French crop. James had been unable to make the party, as his final exam had been the day after. “Lucky git,” I had thought to myself at the time. I was now rather pleased that I had more time until my last two. It would have been a nightmare to take an exam feeling the way I was.


James and I had been to different primary schools, but ever since discovering in our first year at secondary school that we both played  golf we had spent almost every weekend together at the local golf club. It was a strange environment for both of us as we were both from families with limited income. The only reason we could afford the sport was that, in an attempt to encourage young talent, membership for juniors where we played was virtually free. To mix with the upper realms of society made us feel like we were something special and we loved it. We were well known at the club for playing whatever the weather. I had even turned up during the snow the previous winter. If I couldn’t be a musician, then I hoped to be involved in professional golf in some way. It was my second love.


After our round of golf in the morning, we watched the FA cup final on television in the afternoon. I fell asleep for the entire ninety minutes. It seemed that as my dizziness continued I was becoming more and more exhausted. I stayed the night over at James’s house, and although still not feeling right, I continued to fight what was happening in my body. The next day we decided to play golf again.


We started as usual teeing off at the first tee. By this time I was feeling extremely drained and my body was really struggling. However, I had felt tired before at the start of a round of golf, and, once begun, it had always passed. Today was seemingly different though. By the second hole I was far from feeling better. Yet, I decided to push on. It was a beautiful summer day, and I had been playing well recently. I didn’t see why I should have to spend my holiday resting.


By the start of the fourth hole I just wanted to sleep. The fourth hole at Betchworth Park, where James and I played, was a long par four where you teed off from an elevated position over 150 yards of heather. James made a great 250-yard drive right down the middle of the fairway. It was my turn. I had just bought a new driver, which I had been dreaming about having for several years. I had finally saved the money and purchased it for myself as a reward for working so hard toward my exams. This was a perfect opportunity to test out my new toy: a long straight hole with the added distance brought by teeing off from an elevated position. I didn’t care. By now I just craved sleep like I had not been to bed for days. I managed a feeble drive off to the right hand side, barely clearing the bracken and bunkers.


James knew that I had been feeling under the weather and could see how much I was having to battle with my body to drag myself along the path, through the bracken, towards my ball in the rough.


“Are you sure you wanna keep going?” he asked. “We have all summer to play, why not go home and get some kip?”


“No, I’m alright,” I tried to reassure him.


“Well at least take my trolley,” James offered.


Although reluctant to make James carry his bag, which was substantially heavier, I really was exhausted.


“If you’re sure, that would be cool,” I weakly thanked him.


We attached my bag to the trolley and continued towards my ball. After walking another hundred yards, I had to sit down. I just didn’t feel I could walk another step.


“Do you mind if we call it a day?” I mumbled.


“Sure, you look like hell,” offered a concerned looking James. “There is no way this is a hangover.”


“I know,” was all I could think of to say, becoming increasingly worried at what might really be wrong with me.


I tried to get up, but stumbled back down again. My legs just didn’t seem able to take the weight of the rest of my body. The dizziness of the past days had also reached a new climax. My head felt like it was no longer even attached to my shoulders. I knew things were bad; I just didn’t know how bad.


James took my bag, and I eventually managed the short walk back to the clubhouse. I got a lift home and went straight to bed. Lying in that bed should have been the greatest relief of my life. It wasn’t. Lying in the bed itself was an effort.


As was often the case during illness, I stayed at my grandparents. It was actually here that I spent much of my childhood. My mother worked full time as a company secretarial assistant, and afterwards in the evening she taught the piano four evenings a week, and then also on Saturday mornings. My stepfather had worked shift work since before he and my mum had married when I was seven. As a consequence, there was rarely anyone available at home between 9:00 in the morning and 7:30 in the evening. My grandmother believed that my sister and I needed more attention than was available at home, and so insisted that we return from school to her and my grandfather’s house until our mother had finished teaching. We would then return home for a few hours, where we would sit in front of the television upstairs on our own.


As I spent the next few days sleeping and watching television, no one really gave my health another thought. Everyone assumed that what I was experiencing was due to exam stress and that a good rest would see me back to full health. My grandmother took me to the doctor after a couple of days, just to make sure nothing serious was wrong. I had the usual blood and urine tests, but everything came back as being normal. A virus was decided to be the cause, something the doctor told me it was not possible to test for. The diagnosis seemed logical to me. I had been stressed, and certainly hadn’t had as much sleep as I should have. I was informed that such a scenario is classic conditioning to weaken the immune system, and so invite a virus to enter the body.


My energy levels changed very little over the next couple of weeks, although rest did begin to bring more of a relief. Apart from intense fatigue and dizziness, I also developed pains in my muscles and joints. My legs especially troubled me. I had often suffered from aching legs when tired in the past, and this seemed to be the case now more than ever before.


My prime concern was that I still had two exams left. They were both Design and Realisation papers, and together were worth fifty percent of my final mark for that course. For a few days it seemed that it might be impossible for me to take them, as they were two and half hours each and just getting out of bed meant the room would spin uncontrollably. The thought of missing the exams due to illness was hard to take, especially as I had worked so incredibly hard for my coursework.


I had made an electric guitar. The rest of the class had ruthlessly mocked me all year, thinking the idea ridiculously over-ambitious. They had designed and built simple things like model boats or rabbit hutches. The mocking had only made me more determined as I spent many lunchtimes and extra hours after school trying to complete my invention. It had been a true labour of love. Time had ended up getting the better of me, but despite not finishing completely, I had still scored the highest mark in the year. It felt great to succeed against the odds.


Fortunately, by the time the exams came my energy had improved just enough for me to be able to go out of the house for several hours at once. Arrangements were therefore made with the school that I could sit the exams with other students who had special needs, meaning I could leave early if I had to. The day of the first exam came just under two weeks after that first Thursday morning at the hairdressers. I thankfully managed to get through it with few problems.


By the second exam, a couple of days later, I was actually starting to regain significantly more of my energy. In the evening afterwards, Emily and I went to an end of exams party to celebrate our final freedom. Despite still feeling better I ended up only staying a couple  of hours. As the evening had gone on, it had become more and more difficult to fit in with my friends without drinking any alcohol. I hadn’t touched a drop since the previous party, as the last thing that I wanted was to aggravate how I was feeling. I just hoped that life would get completely back to normal soon so that I could put my mind back to my three loves: music, sport and Emily.


The next few weeks did start to see even more of my energy returning and the dizziness finally beginning to subside. I continued to go out for longer and longer periods and began to resume life as I knew it. Within another couple of weeks, I decided I was well enough to start my two summer jobs. Apart from wanting to get back to normality, I also desperately needed the money to fund my holiday to Shropshire later that summer.


My summer jobs were gardening for one of the senior members at the golf club, and working as an office junior at WS Atkins, an engineering company. The first week was no problem, I got tired, but I only worked four days - two gardening, and two at the office. It was not until the second week that things really started to change once more.


I spent the Tuesday mowing the lawn at my gardening job where I was helping to renovate the garden. I was feeling extremely weak again. The mower was very heavy, and there were several acres to be cut. Making the task even more difficult was the fact that the lawn was on an extremely steep hill. My rapidly draining energy meant that what was a challenging task anyway started to become almost unbearable. I sweated and strained in the hot sun, pushing myself all day long. I simply didn’t know how to say “no” and just stop. As far as I was concerned my body should have been able to do whatever I asked of it. It had, after all, always done so up until recently.


By the evening I was horribly exhausted. However, I had arranged to go and see Emily – my reward for a long day’s work. We decided to go for a short walk together around the recreation park at the back of where she lived. As we reached the lake, we stopped for a few minutes to throw some bread to the ducks.


After running out, we headed toward the other end of the park where the sports pitches were. I was really trying to be cheerful and good company for Emily, but that wasn’t how I felt. I was increasingly frustrated with my health and how it just seemed to be going from bad to worse. I told myself that it was my problem though, trying as much as I could to be the person that I knew she wanted me to be.


 As we walked past the sports pitches, I spotted someone I knew from some of my classes at secondary school training with the local football team. I tried to watch. Something was not right with my vision. Everything seemed blurred and I just couldn’t focus properly. I somehow knew my eyes were fine, yet something clearly wasn’t. The more I tried to focus, the more blurred everything became. My heart started to race with anxiety. What the hell was happening to me? Why had I not recovered after a few weeks’ rest? What else could I do? How I longed to just run around and forget about the bizarre symptoms I was experiencing. However, I had more pressing things to worry about: tomorrow I was due to work at the office.


It was a gorgeous summer morning as I set off for the train at 8:15. The warming sun reflecting off the car windscreens onto my tanned skin reminded me of how much I normally loved this time of year. Playing sport at every opportunity meant I was always out in the sun developing a great suntan. That was who I was, an active and energetic teenager. The more I was losing touch with that, the more I was losing touch with myself. I was starting to see a different kind of me. I didn’t like it.


I arrived at the office in plenty of time and started going about my usual duties of photocopying and typing. The feelings of the previous weeks were back with a vengeance. I was dizzy and tired, and increasingly struggling to concentrate. However, I had already started working three weeks late for the summer due to what was happening to my health, and although I had quite a lot of control over my hours, there was work that people were expecting done. I decided to push on. I hadn’t passed out in the hairdressers. Why should I now?


When lunchtime came I went for the usual walk, in the hope that it would ease my feelings of dizziness and exhaustion. It hadn’t worked in the past, but it would again give me space. I headed towards the town, listening to my Walkman as I walked. My head was filling with anxiety. What was going on? I had already taken a good few weeks’ rest. It was becoming abundantly clear that I did not have a simple virus infection. Why was this happening to me? Suddenly the music on my Walkman became flat and started to slow down. It quickly came to a stop. For a minute I wondered what was happening, but it soon clicked; the batteries had run out. I headed towards the newsagents to get some new ones.


Before I knew it my lunch hour was gone and it was time to return to the office. I had been putting off what I had to do that afternoon for  as long as I could. I had to make telephone calls to other companies on the mailing list to update the WS Atkins database. I hated using the telephone, especially to people I didn’t know. However, I couldn’t say anything to my boss. I had been brought up to please other people over myself, and that is what I attempted to do.


I eventually plucked up the courage to make the first call. It was a wrong number. I tried the next one. The company had moved. The fear was rising; I was feeling worse than I had done in weeks. I tried to fight it, promising myself that after today I would take it easy again. I called the next number on the list. This time I got through and was able to ask the list of questions I had in front of me. The person was helpful, which surprised me. I wasn’t used to being treated with kindness. I decided perhaps it mightn’t be that bad.


After I finished the call, I got up to go to the toilet. A huge wave of nausea and dizziness swept over me and I dropped back in the chair. I felt horrific. After a few minutes, I managed to stumble to the toilets and sat down in one of the cubicles. Hiding from the world for a while, I attempted to reassess.


As I sat there, trying to understand what was happening, I began to notice how, like the night before, I couldn’t focus properly. This was becoming scarily familiar. The room was blurred, but, once again, I knew there was nothing wrong with my eyesight. The problems seemed to be with my balance. What on earth would cause my balance to be affected?


I wanted to wretch my guts out into the toilet and have some visible expression of the horror that I felt inside. Yet, somehow there was no release. I wanted to scream, but again I couldn’t; I was too scared to cause a commotion. I just tried to swallow my suffering and push on, hoping that everything would be okay. However, even swallowing normally was starting to feel wrong. My entire body just didn’t seem to be working the way it was designed to. My balance, my heart, my eyes, my swallow reflex, they were all going wrong; what was happening to me?


I still had three hours of the working day left. Yet, I was ahead of schedule and so could call it a day if I had to. But I didn’t want to go home early. It would mean losing money and could also get me a bad reputation. I questioned inside: why should I have to keep missing out on my summer of freedom? My stubbornness and determination kicked in and I pushed myself to continue. I decided on no more telephone calls though. I just did some simple typing and tried to keep  my head low. I thankfully managed to get a couple of naps with my head on the desk when no one was watching. I felt even further sickened by my having to do this just to survive the day.


By the time I got to bed that night, I was as ill as ever. It was quite obvious that something serious was wrong. However, I was an optimist. How bad could it really be? Surely I would get better with time? Thankfully, at that stage I never dwelled on how much time.



















CHAPTER 3: WHAT, ME? THE REALITY HITS ME


Peace comes from within. Do not seek it without.


Buddha





As I sat with my grandmother in the waiting room at my local doctor’s practice, I had a looming sense of trepidation at what might be said. It had been two months now since I had first become sick, and it seemed that as time went on I was developing more and more symptoms. The worst thing was that no one seemed to know what they were symptoms of.


I looked at the other patients around me and wondered what was wrong with them. For the three in front of me it seemed fairly obvious. There was a middle-aged man who had his hand in plaster, a young woman who kept sneezing, and a baby who was constantly crying. God, I wished that baby would shut up. What in the past would have been slightly annoying was now giving me a thumping headache. Even my tolerance for noise was becoming severely affected by my deteriorating health.


“How about me?” I wondered. “I look like there is nothing wrong with me; probably none of the other patients could guess why I am here. Yet, I feel like I am close to death much of the time. Patient, what a bloody stupid word,” my internal disillusionment continued, “I am more of an impatient.” At least I wasn’t an inpatient.


I was thankful for one thing: I was out of the house. Even though I would have to sleep for the rest of the day once I got home, at least I would have accomplished something. I had been spending my time the past two months becoming intimately acquainted with the same two pieces of furniture: my bed and the living room sofa. Of course on occasions I did also have the added variety of a voyage to the bathroom.


I had given up hope of an overnight cure, but I was expecting the doctor to have some sort of news today. He had been useless so far. His only idea had been that I had a heart murmur. It had seemed like a logical explanation at the time, for if my body were not getting enough blood, then that would obviously lead to exhaustion and feelings of dizziness. I had almost been hoping that a heart murmur was the source of my problems, for at least then I would have a diagnosis. I was to be disappointed. The specialist that I saw had pointed out that, although I did have a murmur, it was harmless and certainly not the cause of my symptoms.


Upon returning to my GP I had had more blood tests, but, again, they had come back “normal.” Yet, I felt very far from “normal.” It was taking me time to get used to the idea that no one seemed to know what was wrong with me. I had been brought up to believe that if we get ill, we take a pill, and then we feel better. I had never even considered that there wouldn’t be a pill that I could take, let alone being ill and no one having any real idea why. The old “magic formula” of illness + pill = cure, was appearing less and less magical to me.


It had crossed everyone’s mind that I might have glandular fever, but again the tests had proved negative. This had been a major relief. The son of one of my grandmother’s friends had suffered from glandular fever for over a year now and was still unable even to do a full day at school. I couldn’t conceive of many situations worse than being bed bound for such a long period. The last two months had been bad enough. I was an active person with my life revolving around sport and going out. I wondered what you would do with yourself spending a year resting. Life would lose purpose with nothing to do. Luckily I had been cleared. Anyway, such things happened to other people. This was me, my life. I was about action and energy. Sitting around doing nothing wasn’t in my character. The word boredom hadn’t even been in my vocabulary until recently.


Looking at my grandmother next to me, I could sense that she was also worried. It wasn’t often that she was lost for an explanation. This scared me even more. It was days away from my sixteenth birthday, but a part of me still believed that adults knew the answer to most things.


Eventually we were called into the doctor’s office. My usual doctor was away on holiday and so for the last few visits I had been seeing one of his partners, Dr. Young. Not that this mattered; they both seemed equally useless. Dr. Young was middle-aged, had short, thinning blonde hair, and a round face and body. I filled him in on the events of the past two weeks. This didn’t take long. The only thing to report was that I had developed a couple of additional symptoms: I was getting headaches, and there was a ringing in my ears at night. Dr. Young checked my ears, but could see nothing wrong. This was a response I was getting very used to.


“It must be tinnitus,” said Dr. Young. “Not to worry, it will pass. There is nothing I can do about it.”


“Well what is wrong with me?” I asked, trying to conceal my frustration.


“I’m not really sure,” he responded.


“Do you think it could be ME?” my grandmother asked.


I looked round with what must have been a bemused expression on my face.


“I must confess that ME is the most likely explanation,” Dr. Young reluctantly replied.


I was too confused to say anything at first. “ME, what is that?” I wondered to myself. The only person I had known with ME was an overweight teacher at my primary school. I had nothing in common with her. There was one thing that I did know about this ME: it was bad news. How bad it was I didn’t know.


An uneasy silence descended over the room. It seemed they were waiting for me to say something.


“Well what does that mean?” I managed to ask, still in a state of shock. “Is there a medication I can take or something?”


“No, I’m afraid there is nothing I can give you. You will just have to wait and see what happens,” Dr. Young replied.


“Well how long will that take?” I asked, becoming more and more worried, not really prepared for the truth. Thankfully, no one even dared dream the truth back then.


“It’s very hard to say,” responded Dr. Young. “Sometimes it takes much longer than others. However, I have a good feeling about your case. I think three months should see a world of difference.”


Three months, that was a lot worse than I thought. A lot, lot worse. On the other hand, at least I had a diagnosis, I reasoned with myself. And, at least I would be able to play sport again by Christmas.


“I can offer you counselling,” Dr. Young solemnly ventured. “We are participating in some research into the effects of counselling in the treatment of ME.”


“What do I need counselling for?” I wondered. “I was fit and healthy up until my body gave up on me. There is nothing wrong with my mind. He can’t find anything wrong, so he just assumes it’s psychological. What an arrogant wanker.” Yet, I hid my true feelings and declined politely as I had been brought up to do. However, my grandmother decided she would take the leaflets anyway. By this point I was really biting my tongue. Did she not trust me? Did she believe I was funny in the head as well? Did they think that I was not man enough to cope with this?


Had I had more energy, I would have walked home. However, even the privilege of throwing a normal teenage tantrum was no longer  mine. I was dependent on those around me, and that meant doing what I was told or suffering the consequences. As we got into the car, there was only one thought on my mind: “Counselling, how ridiculous. I need medication or something, not some weirdo trying to play with my mind.”


A few days later my sixteenth birthday arrived. Because of my fragile state, celebrations amounted to Emily coming around to watch television with me for a couple of hours. This was hardly how I had originally envisioned us spending my sixteenth birthday. I worked very hard to ignore the reality of what my life was rapidly becoming. I knew that things can’t have been much fun for Emily either. It wasn’t just my summer that was being ruined. I was starting to realise how many of my friends relied on me for enjoying their free time. James was lost with no one to play golf with, the band was hardly rehearsing now, and Emily was spending her time with her cousin sitting around bored. I wasn’t the only one who wished things were different.


My birthday also meant making a symbolic telephone call to cancel my summer holiday. It was only two weeks away and there was no way that I would be well enough to go. I was supposed to be joining a group of friends that I had met on holiday in Shropshire the year before for a week of outdoor activities. What was meant to be the icing on top of my summer of dreams was also being stolen from me. How did I feel? I continued to try not to. I just gritted my teeth and got on with life.


My contact with the outside world was rapidly becoming more and more distant. An average week amounted to long periods of sleep, interspersed with television and a couple of visits and telephone calls from Emily. It never dawned on my friends that they could have just come and sat with me for an hour or two. Perhaps the fact that I didn’t even care was a testament to how much my priorities and state of mind had changed. Even being with Emily was meaning less to me. I liked the idea of having a girlfriend, yet I just didn’t have any passion left inside me. I was far too concerned with getting enough energy just to be able to go out of the house for more than a doctor’s visit. Emily and I were slowly drifting apart and, like the rest of my life, I felt like there was nothing I could do about it.


GCSE’s results also came and went. Just collecting them was difficult. I had to sleep in the car for the short journey to school, and then go through the torment of trying to look happy and like nothing was wrong with me. My friends knew I was ill, but the last thing I wanted was to appear weak. I had had too many experiences of  bullying to risk ridicule.


My results were, by most peoples’ standards, excellent. By my family’s standards, they were quite poor. I got three A’s, five B’s and one C. I didn’t really care anyway. I knew I could have done better if I had chosen to. Studying wasn’t where my priorities lay. I had given up trying to be an academic achiever years ago. What I did had never been good enough for those around me. Soon the academic pressure would start again. I could hardly wait.



















CHAPTER 4: A NEW START? (AUTUMN 1996 AND PRE-1996)


The most spiritual human beings, assuming they are the most courageous, also experience by far the most painful tragedies; but it is precisely for this reason that they honour life, because it brings against them its most formidable weapons.


Friedrich Nietzsche





As I lay on my bed at my grandparents listening to the radio, on came “Oh Yeah,” by Ash. It was a song that I had been listening to constantly while revising for my GCSE’s, back before I became ill. As I listened to the opening words my mind drifted back three months; back to when my life had been full of hope and dreams. Since then the summer had passed and I had done almost nothing apart from sleep, watch television, and witness my life disappearing around me. I guess there was one benefit to my new lifestyle: I could win any debate on the reasons why Anne Wilkinson was the best-looking character in “Neighbours,” my favourite television show. Some people make a great social life out of such knowledge, but for me it was just another cruel reminder of how pathetic my life had become.


On the positive side, my energy had slowly started to improve. In the last few weeks I had actually been able to go out of the house for several hours at a time. As long as I restrained from physical activity and took regular rests, I could also stay awake for most of the day. Tomorrow I was starting at a new school for sixth form and, with my health possibly returning, I was beginning to get excited about a potential fresh start, a new me. I prayed that I might finally be able to leave the past behind. It had been pretty horrific.


My older sister by two years, Georgina (George), had become anorexic when I was eleven years old. She was so ill at one stage that her weight had dropped below six and a half stones and she was staring death in the face. It was only through a top London clinic that some weight was forced back on her. Her illness created an ongoing warzone at home. At times she was violent, others abusive, and living with her was always like being in the presence of a ticking time bomb.


I remember one time when George ran away from the clinic and was trying to evade going back. With the police and family searching for her, she had been found, and had just stopped off at our grandparents to collect a few things before returning to the clinic. She was begging not to be made to go back, and so escape being forced to regain a healthy body weight. Without the clinic she would almost certainly die, as her body was already so desperate for food that it was digesting  her muscles. Mum was crying and begging George to go back peacefully, having already been bruised severely in attacks from her earlier in the day. With Mum’s ageing parents there, the situation was terrifyingly volatile.


At this moment George was not the sister that had I grown up with. It was like she was possessed. I could barely look her in the eyes. They were terrifying, like the devil in some badly made horror film: bloodshot and swollen with anger and hate. She was both scared out of her mind and totally enraged at the same time.


We were all in the dining room. The connecting bathroom door had just been broken down to get George out. She had locked herself in there over an hour ago threatening to kill herself.


“I’m not going back, you can’t make me,” she screamed at our distraught mother threateningly.


“You have no choice, without it you will die,” Mum pleaded, attempting to block George’s path to the front door, desperate to make her see sense.


“No, I hate that place, I’m so fat. You don’t understand, no one understands me,” George shrieked.


“George, I love you, you know that. That is why you must return, it breaks my heart to see you like this,” begged Mum.


“Fuck you. I hate you. I hate you all. You all want me dead anyway,” George savagely attacked.


I was eleven years old and watching all the people close to me tearing each other apart. I felt totally helpless and totally alone. Those that I looked up to in life, those I should have been able to turn to for guidance and support, were all in absolute despair. The situation was totally unpredictable and completely out of control. No one knew what to do. Getting the police further involved would be risky; in this state George could end up being violent towards them and so add a criminal record to her already immense problems.


Suddenly George made a lunge for Mum, punching her, kicking her and attacking her in any way possible. Mum was desperately trying to defend herself, while also trying to restrain George. It wasn’t working. George was desperate and ruthless. She pulled off Mum’s glasses and smashed them on the floor, before striking her again in the face several more times. She was going to do whatever it took to break free. But what would she be breaking free to? If she were not killed living on the streets, then she would probably starve herself to death. There was no way she could be allowed to escape. Someone had to do something and fast.


I was nearest, and probably the only person in the room who was stronger than George. I hated violence, but I was going to have to choose to act, or live with the consequences of doing nothing. If I did nothing, my mother could be severely hurt and George even die. But, if I did do something, I could injure my own sister. I was lost. I wanted more than anything for the whole thing just to end. Such thoughts were secondary though, as so often seemed the case when I was a child, I had to ignore my own needs. The survival of my family was in my hands.


I grabbed George by her long brunette hair and pulled her to the ground. She tried to fight me off, but there was little she could do. I had a firm grip, and under her maniac exterior she was still only six and half stone, not much against my at the time overweight ten stone. “Stop it, you’re hurting me!” George screamed, frothing at the mouth like an animal.


“Calm down,” I begged. “Stop struggling, please.” My heart was aching for what I was being forced to do. My pain was only numbed by the urgency of the situation.


After a while George lay still, admitting temporary defeat. However, it was not over. She still had to return to the clinic. What would face her then? More battles with those around her, those that deep down she loved? More struggles to just perform one of life’s most simple actions, eating food? In that moment life felt so futile. What could anyone do?


Eventually George had to be carried kicking and screaming into the car, before being driven back to the clinic, with the help of my stepfather who had subsequently arrived. This was after she decided to have one final go at escape and had destroyed the few antiques in our grandparent’s hall that had escaped her aggression on previous days. My memories of my sister from the age of ten onwards are filled with similar scenes.


Although the staff at the clinic did force some weight back on George, they also gave her a whole set of new problems. They essentially achieved weight gain using a diet consisting of masses of chocolate, crisps and junk food and, when necessary, force-feeding. My sister went into the clinic with an eating disorder and she came out with the seeds of mental illness.


Within a very short period of George being discharged from the clinic the situation at home was so bad that she was put into foster care. I have quite a poor memory of much of this period and to be honest I  am glad. From what I do remember, my mum and stepfather nearly divorced as the nightmare of my sister’s situation spread. I also know that I often lived in fear of what was going to happen next. Sometimes I would break down crying at school, but soon the only way I could find to survive was by bottling my emotions up. I learnt that if no one else cared about how I was coping, I mustn’t be worth worrying about.


As anorexia nervosa became less of a problem, George developed anorexia bulimia. This meant that she was eating vast quantities of food and then purging, either by deliberately making herself sick, taking vast quantities of laxatives, or exercising excessively. It isn’t difficult to guess the influence that the feeding regimes used at the original anorexia clinic had had on George’s new eating behaviours. The situation soon, once again, became so extreme that she was in serious danger of dying, this time from liver and intestinal damage.


Many attempts were made to stop George’s self-destructive behaviours, such as locking food in the garage at home to limit her eating, and placing her photograph behind the desk of every chemist in our local area to prevent her from buying laxatives. However, nothing seemed to work long-term; George was always intelligent enough to find a way around. The same genius she used to excel academically, and in sport and music, she was also using to destroy herself.


By her late teens, George’s anorexia bulimia did fade into the background. The new label was depression, with her even being sectioned under the Mental Health Act, deemed too dangerous to herself and others to be left alone. By this time her suicide attempts had also became more and more extreme, and where interspersed with bouts of serious self-harming, such as using razor blades to cut her arms and legs until there was barely an inch of skin untouched. Soon all the knives and sharp objects in the house had to also be locked up with the food. There only seemed to be one solution: to try and survive from day to day and hope that things got better.


By the time George was twenty, her depression and suicidal tendencies had developed into severe violence towards family members, accompanied by manic-depression (also known as bipolar disorder). Of the dozens of psychiatrists and psychologists that were involved, there was not a single one that made a positive difference. She simply told them lies, along with the police, about how she had been abused and horrifically treated by various family members. Sometimes she was believed, meaning various family members ended up in the local  police station. The rest of the time the authorities, like the rest of us, had no idea what to do.


George’s battles to find a satisfying and fulfilling life were an endless cause of pain for those closest to her. There were many times when I was growing up that I hated her, feared her, and was jealous of the attention she gained. At really desperate times, I even wished that she would actually kill herself as she so often tried to, ending the pain for everyone who was being hurt by her.


Whilst these events with my sister were happening, my relationships with others close to me were equally horrendous. My grandmother and I battled every day over my schoolwork. My aspirations to be a musician were a constant bone of contention, with band practice having soon been limited to once a week. My grandmother thought it was the right thing. I didn’t agree. We both wanted me to be successful; we just had different ideas as to what success meant. The fact that I was top of the class in almost all of my subjects was simply not enough to earn me the right to live my dreams. I was told that music was for the “low life,” and I was not to mix with them. Being determined as I was, arguments were constant.


It seemed that the more George fell out of line, the more it was decided that I had to make up for it. By the time I was at secondary school George was hardly around at home, spending most of her time either in foster care, in a mental hospital, or at boarding school. I would therefore be at my grandparents alone for about four hours after school, until my grandmother drove me home for when Mum finished teaching the piano at around 7:30, ready to let her know that I had been “misbehaving” again. I used to dread it so much. I didn’t see Mum very often, and because of these daily episodes with my grandmother most of the time we spent together was contaminated by having to repair the “damage” of my apparent “misbehaviour.”


I found it incredibly hard to comprehend why I was being treated the way I was. Did my family not understand that I was doing well enough at school and that I was only learning to hate studying by being forced to do extra work at home, I would continually question. My only reward was when I earned a bit of praise, but it seemed that I had to be top of the class by a considerable margin to win this. After every mark it was not, “Congratulations, I am so proud of you!” It was more like, “Where was that compared to everyone else?” If I was not top, then came the inevitable question, “Well who was top then?” I could feel the disappointment in the air, and there was then the usual, said more  to themselves than anyone else, “You’ll do better next time.”


Once mum had been told of my terrible behaviour at my grandmother’s, and how I was not welcome there again, the guilt trip set in. Did I not appreciate everything that my grandparents did for me? Where would I go to after school if I were not welcome there? Did I think that Mum was made of money and that she could afford a childminder (although it did come to that once)? Next came the dreaded question: what was I going to do to make things right? By this stage I was often even starting to believe that I was in the wrong. After all, everyone else seemed so sure. What was the opinion of a misunderstood child worth?
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