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            ‘This is a remarkable book—brave, funny and honest. Ward is a gifted writer with a profound story to tell and he does it beautifully.’

            PETER MOFFAT

            ‘This is a story of one of the worst cover ups of our time, and the author’s part in the fight to expose it, but it is also the story of a human being who managed to live a life filled with joy despite the mistreatment he endured. An inspirational tale.’

            ELKAN ABRAHAMSON

Director of Covid Enquiry Department

Jackson Lees Law Group

            ‘This is a profound and important book from a courageous individual who has lived through the darkest episode of medical history, and contributed to the resolution for the thousands impacted in the UK’

            BRIAN O’MAHONY

CEO of Irish Haemophilia Society
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            Foreword

         

         It is hard not to hero-worship Mark Ward; he’s a survivor, literally, of the HIV pandemic visited upon him through contaminated blood, and rather than just revelling in the simple FACT of LIFE, he has dedicated himself to making sure that life remains possible for others. Mark’s the guy you want around when the s**t has really hit the air-circulating mechanism, the flight attendant you’d want to be there in any disaster.

         As a self-styled haemosexual and founder of the online support and information resource haemosexual.com—which supports everyone with a bleeding disorder, no matter what their sexual orientation—Mark has taken on the task of educating the world, and especially the less economically wealthy world, of the dangers of blood-borne viruses and about the need for gay haemophiliacs to understand the risks and thereby protect themselves. Mark’s attention to detail and his determination to ensure that gay men who are haemophiliacs can enjoy a safe and varied sex life means that he does not avoid discussion of any possible variation of sexual congress. The aim of Mark’s work and website cannot be better explained than by the man himself: 14

         
            ‘Sexuality and disability is a subject still not often spoken about and many people are, unfortunately, not provided with the support they need from the haemophilia professional community. Sometimes, this is due to a lack of awareness, or information, or a person to confide in who really understands.

            
                

            

            Haemosexual has been designed to offer practical advice and information to patients, medical professionals and other organisations. Our aim is for those who are vulnerable to become properly protected—which means communicating with them as people, and not as a condition.’

         

         Mark has lived through the horrors of multi-viral infection—with HCV and HIV—and the threat of bovine vCJD infection, as well as the many consequential dreadful effects on his body. But I wonder whether the most wounding of the many medical barbs thrown at him has been the conflation of his infection via contaminated blood products with his sexuality; unless, like Mark, you have lived through this, it is nearly impossible to understand. HIV was known as the ‘Gay Plague’ and was originally called ‘GRID’, an acronym for Gay Related Immunodeficiency Disorder; when Mark asked, as a teenager, whether there ‘were many gay haemophiliacs’, he was told that there weren’t any, and instead he was led to believe that he had been ‘infected with his homosexuality, just like his other viruses.’

         Mark’s work began when exposing the scandal that led to the contamination of so many haemophiliacs, including himself, in the 1970s and 80s; this occurred even though the risk of blood 15and blood products carrying infection was well known to the medical community for decades before the mass infection of the haemophiliac community.

         It was the invention of specific blood products which could supply the missing clotting factor required for haemophiliacs which was the game changer; the Infected Blood Inquiry is expected to describe the fact that the medical profession managed to ignore the obvious dangers of using potentially virus-laden blood products and see only immediate treatment effects. The hows and whys of what happened are not for this foreword, and it is sufficient to say that the use of contaminated blood came close to eliminating the problematic and expensive treatment of haemophiliacs once and for all. A cynic, and all haemophiliacs I know are such, would say that could look like the intention was to wipe out the entire haemophiliac community.

         Mark is one of the early HIV infected haemophiliacs (1982); with effective HIV treatments only having started in 1990, it is astonishing that he is around at all. Mark’s evidence* before the Infected Blood Inquiry is a testament to his personal strength and mental resilience; the number of times he has been told that he is likely to die ‘pretty soon’ would by itself have killed off a lesser man: he is correctly described as a medical miracle. It is my belief that he celebrates the fact of his unlikely survival by living an outwardly vivacious life—seeking to help others around the world understand what has happened to haemophiliacs in the UK, and taking the positives learned from the British scandal to turn them into lessons for other countries. In doing this, he is supported and loved by Richard, his partner (who he loves right back); together Mark and Richard are a dynamic duo.

         In November 2019, Mark’s work was recognised: he officially became the world’s first LGBT Ambassador for Haemophilia 16(for the UK Haemophilia Society). Mark’s standing within the community has grown over many years, and he is now regularly invited to speak to parliamentary committees, and around the world.

         I work with, and for, Mark as his representative KC before the Infected Blood Inquiry, having been briefed by the formidable Ben Harrison from Milners Solicitors. I would like to sign off by saying that Ben and I are proud to represent Mark, and very proud to be able to claim friendship with both Mark and Richard. All I can hope is that some of Mark’s sparkle and strength might one day rub off on me!

         
             

         

         Sam Stein KC

January 2022

         17

         
            * https://www.infectedbloodinquiry.org.uk/sites/default/files/documents/WITN1591001%20Written%20Statement%20of%20Mark%20Ward%20.pdf
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            Prologue

         

         This little boy loved to play with his train set. He visited the zoo, fed the ducks and caught sticklebacks in the river. He loved going on the Tube and bus rides with his Nan, who always answered his question, ‘Where are we going?’ with ‘There and back again to see how far it is.’ She knew it always made him giggle. Everywhere they went was an adventure. On warm summer evenings, he sat in the garden with his grandparents, staring up at the skies in wonder as planes flew over, starting their descent into Heathrow—or London Airport, as Nan called it.

         His dreams of working with aeroplanes started in that garden and became the driving force behind everything he did after Nan and Grandad took him on a visit to Heathrow airport. He had so many hopes and dreams, as all little boys do. But he also knew he was different to the ‘normal’ boys he’d met in school.

         That difference wasn’t the fact that he was born with a severe and rare genetic blood disorder called haemophilia, oh no.

         You see, this little boy was used as a guinea pig to experiment on—because the specialists who were meant to care for him had decided to carry out their research on him. So they knowingly injected him with highly-infectious products made from the blood of donors—including drug addicts, prostitutes 20and prisoners—known to have health conditions and bodily contaminants.

         They harvested the blood, with its hidden pathogens, sexually-transmitted diseases, and traces of drugs. And as if that wasn’t enough, they then drained the blood from dead bodies and sold it for profit to infuse into little children—little children like the one in the picture before this introduction.

         All he needed was to be cared for.

         All he wanted was to live without fear.

         All he deserved was protection and dignity.

         He was failed, and nobody wanted to know why. 21
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            A Special Little Boy

         

         Looking back now, the word I would use to describe my childhood is ‘exciting’. This may not seem the most fitting description for a childhood that began with a death sentence, but then there’s nothing like the nearness of death to make you want to live. And to live your very best life. As you’ll see, that’s what I’ve always tried to do. Faced daily with my own mortality, I chose to live fabulously—each of my fifty-five years has been full of love, laughter, adventure, friendship, and feather boas. As a child, I was helped in this by a wonderful mum, who is at the heart of my story, and by fantastic grandparents, who were determined that their grandson would not miss out on anything. If I couldn’t do ordinary things, like climb trees, then I would be given the chance to do extraordinary things, like be the first boy in our school to fly on a plane.

         I was born in a terraced house in Letchworth (the first garden city!) on 24th April 1969. My dad was from a big family, who I grew up surrounded by. I was always close to Dad’s Sister, Rose and her four, daughters Beverly, Deborah, Tracey, and Claire, but I think it’s fair to say my dad and I have not had the easiest relationship. He was a very good provider, who worked hard for the gas board, so that we wanted for nothing. He is of the generation where the woman stays at home and cooks dinner 24while the man goes out and digs holes, comes home for food, and then goes out again to the pub. My mum, Doris, or Dot, more than made up for any emotional connection that I lacked with my dad. Mum and I were always extremely close—she was my support, my champion and my best friend through thick and thin.

         Mum wasn’t actually a stay-at-home housewife—she used to work on the switchboard at Marmet Prams (favoured by royalty, don’t you know!). After taking time out to have me, she went back to work, leaving me in the good care of her friend, Rosie. One afternoon after work, Mum found Rosie in a right old state.

         ‘I don’t know what’s the matter with Mark,’ wailed Rosie. ‘Look at his side!’ Mum was horrified to see a huge dark-purple bruise, which seemed to have appeared without any explanation. I was about eight months old at the time. Retrospectively, my parents think I probably just leaned on the side of the pram, which caused an internal bleed. At the hospital, they diagnosed me with Christmas disease, said there was no treatment for it, and sent me home.

         My second misdiagnosis occurred when another internal bleed caused my whole arm to turn black. This time, they said it was a disorder called Von Willebrand’s disease and that they weren’t going to treat it because there was a chance I may have become immune to the treatment. So once again, nothing was done.

         The signs were all there if you knew what you were looking for. But of course, my parents didn’t know. As a baby starts crawling, haemophilia really starts to show itself—because the baby gets bleeds in the knees. When Mum went to the clinic to check on my weight and health, she couldn’t understand 25why she was being asked so many questions. Later, she realised they obviously thought there might be abuse because of all the bruises.

         People often assume that, as a haemophiliac, blood spurts everywhere. However, it’s more that you bleed normally, but the bleeding doesn’t stop. On one occasion as a baby, my mouth started bleeding—in the area between my lip and gum. When it wouldn’t stop, we went to the hospital; they packed the bleeding with gauze and sent us home. I wouldn’t stop screaming. Mum knew I was hungry, but every time she tried to feed me, I would be sick. So there I was—starving, bleeding, and screaming.

         I’ve often thought about the impact this would have had on my parents—how terrifying it must have been, especially for my mum. I guess this was just one of the many times she felt helpless because she couldn’t ease my pain. Back at the hospital, a doctor examined me; Dad saw him take something out of my throat and put it in the bin. When the doctor left the room, Dad told Mum what he’d seen, and Mum looked in the bin. The gauze was there—it had obviously become dislodged and gone down my throat. No wonder I couldn’t eat. When the doctor came back in, Dad asked him about it. ‘It’s nothing for you to worry about,’ said the doc. That was it for my dad: it was like a red rag to a bull for him. He pinned the doctor up against the wall and snarled, ‘It is something for us to worry about. Now, what’s just happened?’

         ‘It looks like some gauze went down his throat,’ admitted the doctor. ‘But he should be okay now. We’ll do some tests.’

         ‘You’re not mucking about with him anymore. He’s coming home.’ And that was Dad’s final word: there was no messing with my father once he saw red. He had a terrible temper; he believed in tough love and ruled the roost with an iron fist. 26We spent all our time walking on eggshells hoping he wouldn’t start.

         Dad was also of the generation who didn’t do feelings. I would disappear off to hospital not knowing if I would ever be home. But Dad just carried on like nothing had happened. It was only when he came home from the pub late at night that he would get Mum to wake me up and try to do fatherly things—like teach me how to tell time.

         I was finally diagnosed with haemophilia, thanks to my nan’s trip to the hairdresser. Mum’s mum, Nanny Banham, was having her hair done when she got chatting to a lady about me and my inexplicable bruising. The lady said she’d heard on LBC radio that Great Ormond Street Children’s Hospital was the best in the world, that Harley Street doctors worked there, and that people flew in for treatment from all across the globe.

         So that’s how, one day after my third birthday, on 25th April 1972, I was taken to Great Ormond Street by Mum and Nanny and Grandad Banham.

         I can picture myself holding my mum’s hand in a dimly lit corridor, as we found our way to the right department, to meet a man who would change my fate forever. The world outside was becoming smaller as the new 747 jumbo jets heralded a new era of aviation. And my world was about to be catapulted into a whole new direction.

         I had a diagnosis within three hours. It was severe haemophilia A, a rare bleeding disorder in which the blood does not clot properly. At the time, life expectancy for haemophiliacs was not good; if you lived beyond twenty-one, you were lucky.

         What a bombshell that must have been for my parents. Our family’s lives were changed forever, as we were plunged into a completely abnormal way of living. But at least we now had 27a diagnosis, and I was being cared for at a world-renowned hospital. As a haemophiliac, the slightest bump could give me an internal bleed that would require urgent hospital treatment. My mum was given a direct number for ambulance control, which she was to call any time, day or night. We soon got to know every ambulance driver in Hertfordshire; they were very kind to us, and they became my aunties and uncles.

         One standout memory is from Christmas 1977, when ‘Auntie Pam’ told me she had a treat for me as she drove me home from the hospital. She took me all around Oxford Street and Regent Street in the ambulance so I could see the Christmas lights, which were a spectacular laser-beam display that year. Little things like that made a huge difference.

         For haemophiliacs, pain becomes a familiar part of life. You want to try and avoid internal bleeds, but that’s impossible if you also want to have any semblance of a normal existence. If I banged my arm or leg at nursery or at school, the bleeding wouldn’t show itself immediately but I would get the feeling of something brewing. It’s difficult to describe—a tightening and a sort of fuzzy sensation, followed by the area heating up, then the pain. The bleed would start to show itself by the evening, and sometimes, if there was a build-up of blood in a joint, it was such agony that I would tell Mum to shoot me.

         My days were taken up with long ambulance journeys to the hospital in London. My poor mother spent half her time in the back of an ambulance—sometimes I might spend five out of seven days in hospital. In addition to the internal bleeding, I also suffered from nosebleeds, which added another level of danger to my condition. I would come downstairs with blood running from my nostrils and Mum would try to keep me calm as we waited to see if it would stop. Sometimes they did and 28on other occasions Mum would have to call the pub to let Dad know, then call the ambulance to rush me off to hospital before I literally, bled to death.

         I remember lying in the back of an ambulance, blood running everywhere, hovering in and out of consciousness, and looking into my mum’s eyes. She too, was covered in my blood, and even as she tried to keep me calm, I could see her fear of watching me bleed to death in front of her.

         There was one occasion when the situation became even more critical because the ambulance broke down—smack-bang in the middle of Staples Corner. We couldn’t have caused any more chaos. The ambulance man told Mum to flag down a black cab because their two-way radios would allow them to call the police for us. Then all of a sudden, a motorbike policeman with a white leather helmet pulled up, found out what was going on and said to me, ‘Don’t worry, son, I’ll sort it.’ Sure enough, a big white London ambulance arrived, and I was wrapped in a red blanket and swept inside. A police convoy also turned up and escorted us to Great Ormond Street, all sirens blazing. There was a team waiting at the door as we arrived, and then it was straight onto a trolley. It was so dramatic and scary. By the time I got to hospital, I had lost about a quarter of my life-blood, and if help hadn’t arrived when it did, it could have been a very different story.

         I’m still haunted by how frightening and lonely it felt, as a small boy, to be taken to hospital and then left there on my own. Especially at night. In those days, parents weren’t allowed to stay with their children. I can’t imagine my mum’s anguish as she handed me over to the doctors and walked away from her son, knowing I would wake up at some point and call out for her. It was just like in the movies: I lay there, cold and almost 29lifeless, watching the hospital staff, rushing in slow motion to stick needles in me, to give blood transfusions and the haemophilia treatment needed to stop the bleeding.

         Today, some of their practices could almost be described as torture. Picture a toddler, frightened and in agony, arms splinted and literally tied to the side of the cot to ensure he didn’t move or attempt to pull the needles out. One of the worst forms of torture was the cauterisation process that followed a nosebleed. This involved gauze that had been soaked in snake venom, which was pushed up my nose to numb it. Then while the nurse held my head, the doctor would take a huge matchstick and cauterise my vein by burning it. Even today, it makes me shudder to think about it. By any standards, it was barbaric. It could never happen now.

         Neither could a doctor nowadays tell parents to give their toddler Guinness to drink! During my nosebleeds I would lose a lot of blood—which gave me anaemia on top of everything else. So along with the iron tablets and the vegetables, I had a daily Mackeson Stout, as I couldn’t stand the texture of Guinness.

         Great Ormond Street wanted to send me to Lord Mayor Treloar School in Hampshire, where many other haemophiliacs went. But my parents said no, I didn’t need a special school because there was nothing wrong with my brain. They wanted to keep me at home and send me to our local school. There were infant and junior schools right at the end of our road, so my mum argued that if anything happened, she would be right there on the doorstep..

         My parents stuck to their guns, so the council had to make provisions for me, and I was the first haemophiliac to attend a non-specialist school. A welfare assistant was employed to be 30with me at all times—never more than six feet away from me in classroom or playground, where I had to walk around the edge holding my assistant’s hand. Before I started infants, the kids were given a talk explaining that a ‘special’ little boy was joining and that they couldn’t touch him because he would bleed if they did. Apparently, one girl went home and told her mum that they were getting a boy who burst if you slapped him!

         I have fond memories of infant school, and I made some nice friends there. Kids of that age are more accepting. But I became more of a freak at junior school, where no one likes being different. I think there was another reason that I felt different to other boys, but I couldn’t put it into words and I didn’t really understand it. I just knew that, aged seven or eight, I enjoyed looking at all the men getting changed when we went to the disabled swimming club on a Sunday.

         I could swim, but I couldn’t play football or cricket—I had to play rounders with the girls instead. There were so many things I couldn’t do in case I bled. It was instilled in me from a young age that there were dangers lurking everywhere. We were told that the two biggest danger areas were my head and stomach: if I banged my head, then I could DIE DIE DIE, or if anything happened to my stomach, I could have an internal bleed. So from the age of three, I was told not to do certain things—like climb trees, roller-skate or ride a pushbike: all the things kids want to do. Mum would tell me to read a book instead; I did as I was told because I didn’t want to end up in hospital again. Dad wanted me to be able to play but was so paranoid about me banging my head that he bought me a little crash helmet to wear whenever I did. He even got Mum to sew padding into my dungarees so there would be cushioning if I fell over. That was his version of wrapping me up in cotton wool; every parent of 31a child with a bleeding disorder will find his protective instinct totally understandable.

         To me, it was quite normal to be constantly reminded that I must be careful not to hurt myself. Even the simple joy of licking a yoghurt pot lid was not allowed in case I cut my mouth. Instead, Nanny Banham would hand me the pot with the lid already off; my whole family was one step ahead of me, always looking out for me.

         I spent a lot of time with my grandparents: Nanny and Grandad Banham, who lived in Surrey, and Nanny and Grandad Ward, who lived in Letchworth. Both my nans were my biggest fans; the sun shone out of my backside as far as they were concerned. I could have shot someone right in front of my Nanny Ward and she would have sworn I didn’t do it. And I was especially close to my Nanny Banham, who would always come and see me after work if I had a long stretch in hospital. They all wrapped me up in their love.

         But despite everyone’s best efforts, I did end up with a lot of bleeds and so missed quite a bit of school. I didn’t mind, really. By juniors, I didn’t like school that much anyway, and teachers treated me as though I was stupid because I was so often absent. But I was far from stupid; I was getting a different kind of education.

         In hospital, I read all the books my grandparents brought in. And I used to ask the lab technicians if I could borrow their biology books too. I devoured them: as a six-year-old, I could tell you all the different parts of the heart. Then I would go back to school, and they would be talking about stupid stuff like Jesus walking on the Sea of Galilee. I remember our teacher, a former nun, asking me how Jesus was able to walk on water. My reply, ‘It was frozen over,’ got me sent out of the classroom. 32I was always firm in my beliefs and never afraid to express them!

         In many ways, being in hospital was an education in itself because you were thrust into a world where you had to talk to eminent people. When I first injured my knee I was examined by a Harley Street doctor, who treated me with great respect and asked me to describe my pain in great detail. I was really listened to. I think these sorts of experiences set me up well for adulthood and gave me the confidence to talk to anyone from any walk of life.

         My grandparents’ attitude was, ‘Okay, you can’t roller-skate, but you can use your brain.’ They frequently took me to museums, and they instilled a sense of curiosity in me—a thirst for the kind of knowledge you can’t get in the classroom. I remember my grandad telling me there was a lot more out there than we know; he was a big influence because he spoke to me like an adult.

         Grandad Banham used to work on the trains at Nine Elms. One time, he took the day off work and took me to the National Railway Museum. There they had the Mallard, a steam locomotive that holds the world speed record. Grandad lifted me over the barrier, stuck me on the footplate and let me pull the whistle. I was standing on the footplate of the world’s fastest steam locomotive! No wonder I said my childhood was exciting.

         Once, we went to the Natural History Museum to see an exhibition about volcanoes. Dad was trying to film Nanny Banham on his cine camera, but she kept hiding and he kept teasing her. It was good to see him being so light-hearted, and when I saw those exhibits on volcanoes and other natural wonders, it made me want to go and see them for real.

         It was at my Nanny and Grandad Banham’s house in Surrey 33that my love of aeroplanes began. Their house was on a hill, which was on the flight path for planes coming into Heathrow, so you could stand in the back garden and watch the aircraft come over and then stand at the front door and watch them as they began their descent. We would watch them every night, and twice a night when Concorde came over! I wondered where they had come from, those amazing flying machines. All those incredible places—I wanted to see them.

         I wanted to see the whole beautiful world.

      

   


   
      
         34

         
            
[image: ]Oompah, Oompah—with Mum & Dad at the Pomme D’or

            

         

         
            
[image: ]The love for two Nans—Ward on my right & Banham on my left

            

         

      

   


   
      
         
35
            A Wonder Drug?

         

         When I was seven, I slipped on an icy playground. When the welfare assistant tried to help me up, I smashed my knee on the concrete. This triggered a really bad bleed that put me in hospital for a couple of weeks. They pumped me full of treatment to stop the bleeding and put my leg in a plaster cast. When Mum came to take me home, there wasn’t an ambulance available, so we had to travel on the train. I was mortified because I was in a giant-sized buggy—like a giant-sized baby. When we arrived at Letchworth station, there was no one to help, so my poor mum had to get me and the hateful buggy up all the stairs. We got outside to discover there had been a power cut, so there were no lights, no buses—nothing. Mum had to push me all the way home in that sodding buggy. But though I did feel sorry for Mum, I must confess I was also a little bit excited about the pair of us having an adventure alone in the darkness.

         That first incident with my knee was the beginning of many years of treatment and pain as my knee weakened. I had to spend more and more time in hospital, so I was living a kind of double life between there and home.

         It wasn’t long after I hurt my knee that the hospital started mentioning that they were going to change my treatment. From the age of three, whenever I had a bleed, they gave me 36a treatment called cryoprecipitate (‘cryo’ for short), which replaced the clotting protein in my blood. In 1976, Sister Kay told Mum that the cryo was being phased out, and we were going to have to swap over to Factor 8 treatment, from America. This new, all-singing, all-dancing wonder drug was going to change our lives forever because we could keep the treatment at home in the fridge and administer it ourselves. Mum would be taught how to inject me, and I could be treated straight away, rather than spending hours being rushed to hospital, so this would reduce the risk of trauma and damage. On paper it all sounded great.

         But my dad was having none of it. He told the hospital in no uncertain terms that he did not want me ‘put on that American muck until we know it’s safe’. My dad had a general mistrust of Americans anyway, but he and Mum both agreed—rightly, as it turned out—that not enough was known about this new treatment. My parents wanted me to stay on British cryo for as long as possible, and they made their feelings clear.

         The year 1977 is imprinted on my brain. In April, I had a humdinger of a nosebleed and so went to Great Ormond Street at night. Mum couldn’t stay overnight, of course; a doctor gave me my treatment, and the following day Mum came to take me home again. As far as anyone knew, it was all the same old routine. But three days later I had another bleed, so when we went into hospital again, the nurse went to get my treatment from a little side room and as she was making it up, my mum could see that it was different from normal. Instead of the big bag of frozen cryo, she could see little bottles.
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