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For everyone who lost their lives and the survivors who keep on fighting





Things fall apart; the centre cannot hold;
Mere anarchy is loosed upon the world,
The blood-dimmed tide is loosed, and everywhere
The ceremony of innocence is drowned

W. B. Yeats, ‘The Second Coming’






Prologue: The Farm

At the northern edge of Louisiana, the state line cuts a sharp turn south and follows the shape of the Mississippi river, meandering left and right with the flow of the water. Two hundred and fifty kilometres pass from Lake Providence to Lettsworth before the border heads eastwards at a right angle, drawing the state into a fat L-shape. In the corner of that L is a penned-in plot of land. On one side, the slow-moving hulk of the river; on the other, barbed-wire fences. It is here that Isaac Franklin,1 co-founder of the largest slave trading company in the United States, created seven plantations in the 1830s. Franklin brought in enslaved people to work the fields overlooking the river, harvesting sugarcane, cotton and corn. From the break of day until nightfall they toiled under the blistering Southern sun. The subtropical climate in this region can be erratic: periods of biting heat and overpowering mugginess are swept away by frenzied storms. Winter is a respite.

With slavery, Franklin imported a new name to the area: Angola, after the country where he had stolen his lucrative trade. Following the abolition of slavery in 1865, Angola adapted but failed to outgrow its roots. What was once a plantation became land farmed by leased convicts. Prisoners, many of them descendants of enslaved people, had to work for little or no recompense. By 1901 this arrangement was formalized and Angola took on its contemporary form: barbed-wire fences were erected along with a sprawling complex of imposing buildings. Angola was now Louisiana State Penitentiary. All the while, it retained its singular history of exploitation and brutality. Angola became the largest maximum-security prison in America, with more than five thousand inmates and nearly two thousand members of staff. Those serving time have committed the most violent crimes, including murder, rape and armed robbery. Many have a life sentence with hard labour. And so it came to be that the fields surrounding Angola are lined with rows and rows of white crosses, marking the graves of the inmates who never escape its grounds, even in death.

In the late months of 1997 a lawyer arrived at Angola. Tom Mull had driven up from New Orleans2 in his soft-top Checker car, trundling a hundred miles along a winding two-lane road through Louisiana’s swampy bayou. It was becoming less sweaty in America’s South, but the air was thick and muggy. Louisiana’s Route 66 was a far cry from the famous artery that connects Chicago to Los Angeles; this Route 66 had big cracks running through it like veins. It carved through an American backwater known for its alligators, crawfish and slow pace of life. As a public defender, Tom had represented a number of Angola’s inmates accused of violent crimes and was accustomed to visiting them in prison. He wasn’t scared of those who had committed murders, nor of the brutality of life behind its walls. He believed that made him an unusual person. These prisoners were some of the most interesting people Tom had ever met. He was intrigued by the lifestyle and culture they had developed within Angola’s eighteen thousand acres.

Then, as now, Angola was known for its annual rodeo. Every year, thousands of people travel down that narrow road with tickets to the prison’s arena, where they are presented with an incongruous spectacle. Inmates cling to raging bulls, hoping that even if they don’t win the competition they will at least earn some time in the prison’s hospital wing and away from their cells. There is an array of entertainment: prisoners wrestle a bulldog out of a chute in one event and try to mount wild horses as they charge around the arena in another. As a light reprieve, monkeys wearing sparkly waistcoats ride sheepdogs in front of the hooting crowd. The rodeo isn’t the only tourist attraction at Angola. It also has a museum that documents its lethal history: the travelling electric chair from the 1940s, descriptions of a great flood that washed disease and fear into the prison walls, and the story of the group of inmates who slashed their Achilles tendons in protest against forced labour. It was a slice of this culture Tom was there to investigate. On this particular day in 1997 he wasn’t thinking about his criminal clients. He had a new mission: he had been tipped off about a secret industry inside the prison walls.

The greatest horrors tend to linger in the imagination, spawning further myths. That is perhaps why Louisiana State Penitentiary has so many nicknames. To some, it is still Angola. Others call it The Farm, because inmates are forced to work the land. Every morning, they rise at a scheduled time and leave their cells for work. One group of prisoners harvests the fields, another waters the Prison View Golf Course and looks after the animals. Some have been known to make their own coffins in the prison workshop. It is also called the Alcatraz of the South, after riots and assaults became so commonplace in the 1950s that its reputation grew as notorious as that of the island fortress in San Francisco Bay. But there is another description of Louisiana State Penitentiary, one that Tom suspected could be its most fitting: America’s bloodiest prison.

Tom knew what to expect as he approached. There were the white barriers that suddenly cut the road short and the sign warning visitors they could have their ‘body cavities searched’ if they went further. He had heard the rumours of wolf-dog hybrids patrolling the grounds and seen the armed guards on horseback, but that would not deter him. He passed smoothly through the layers of security. As guards checked his identity and rifled through his possessions, he thought about his time in the US Air Force and the checkpoints he would go through to enter the Pentagon. He pushed down the memories, trying to block the trauma from surfacing. Tom liked to think of himself as a modern-day Don Quixote on a chivalrous quest to help people, alongside him his wife Lorraine, with her analytical brain, and their band of small-town lawyer colleagues. Their lives were an organized chaos, travelling back and forth between Louisiana, where their law practice was based, and Hawaii, where they later moved. They needed the mental break afforded by their second home. After all, they had spent the best part of the 1990s investigating the needless deaths of thousands of American children, an investigation that had now brought him to Angola.

The first family to approach the Mulls came from outside Baton Rouge, the state capital that lies between New Orleans and Angola. Karen and Gary Cross were terrified for their son, Darren Bradley, known as Brad, who was fifteen at the time and had a terminal illness. Since that first meeting, more and more families had approached them until they had hundreds of clients.

The guards were Tom’s first port of call. He knew some of them from his many visits to the prison, so he approached with confidence. He wasn’t fazed by the guns that hung from their torsos. He didn’t feel the need for protection; when the inmates discovered the truth, he was sure they would want to help him. A guard took Tom to a private room. He said he knew a hunter had recently come across a trove of evidence buried in the land outside Angola – needles and medical equipment that Tom believed were proof of the secret industry in the prison. He had spoken to a former inmate and the editor of the prison newspaper, The Angolite, both of whom were scared to testify because of the repercussions they could face. The guards were initially reticent, too. If they gave Tom information on the record, they could lose their jobs. Tom conceded that they could talk privately to begin with. He just needed to get more information. With that, they started to open up.

What the guards were about to tell Tom would prove his theory about how his young clients had come to be infected. Diseases that were rife within the prison walls had started to seep out. Not only across America, but around the world. They were hiding in sanitary medical vials that pharmaceutical companies were billing as a miracle treatment.

‘It blew my mind,’ says Tom. The discovery would help unravel a mystery that had haunted people for over fifteen years. Eventually, it would give victims the weapon they needed to fight for justice.

A quarter of a century later, Tom tells me, ‘You are someone I have been hoping would come along for over thirty years.’




Part One



THE FALL




1. Schoolboy Games

The school day began with a cooked English breakfast. Pupils lined up – some walking, a few on crutches, others in wheelchairs – to find a seat at the refectory tables, where teal-coloured plates were waiting for them. Stainless-steel dishes laden with food were placed in the middle of the tables. They were an active group of children, in spite of their differing physical abilities, and would devour the breakfast before heading to assembly: lower-school children would have theirs in Newton-Davis Hall and upper school in Florence Treloar Hall.

Headmaster Alec Macpherson would address the pupils and they would sing a couple of hymns from red bibles before heading to the first lessons of the day. Some would have to report to the medical centre for routine treatment before joining their peers in class. All were dressed the same, in dark blue uniforms with emerald green ties that were embroidered with a pattern of red overlapping initials: LMTC, for Lord Mayor Treloar College. The T was larger than the other three letters, indicative of the shorthand everyone used for the school: Treloar’s.

Ten-year-old Richard Warwick1 was slowly getting used to this new world that had been thrust upon him in September 1976. He was nearly three hundred miles and a six-hour drive from his parents – the school was in Hampshire while they were up in Scarborough – and he was homesick. He had soft nut-brown hair and hazel eyes, with a smile that revealed delicate teeth. Just a few weeks earlier, his mother’s arms had been around him as she said goodbye while he lay in a hospital bed in the unfamiliar medical centre at Treloar’s – or ‘sickbay’, as the pupils called it. Since then, he had phoned home every week and begged to come back through sobs. His mum, at the other end of the line, would be crying as well. Richard often found himself in tears during those early weeks. He wanted to be with his parents and younger sister for his mum’s Sunday lunches; to greet his dad as he came home from work. Treloar’s was wildly different from anything he had known before. Richard had never worn a tie, never spent much time away from his parents and never had proper friends. His parents had wrapped him up in cotton wool throughout his early childhood and now, with the protective blanket gone, he had to fend for himself. He wasn’t coping. He missed home terribly.

Richard’s first week at the new boarding school hadn’t gone to plan. The problems started on the journey from Scarborough, when he was squeezed into the back of his family’s Austin Maxi. They were somewhere on the M1 when he felt a familiar tickle in his left knee. He had been twisted into an uncomfortable position for a couple of hours when it suddenly gave way. Richard could feel warm liquid seeping into his knee. At first, there was relief from the ache he usually felt in the joint, but before long it became excruciating. He had a bleed coming on – and the timing couldn’t have been worse. Blood was pooling into the joint, causing his knee to swell and swell, until his skin couldn’t stretch any further. To Richard, it looked like his knee had grown to the size of a small football. Adding to his parents’ problems, the car’s brakes had locked on. They pulled into the next service station and hurriedly tried to decide on their next move. They hadn’t brought any treatment with them for Richard – what could they do? Richard started to cry out in pain.

Richard’s parents, John and Denise, were thirty-two years old. His dad was part of Britain’s Cold War effort, working as a telecoms engineer at GCHQ’s Scarborough office, while his mum stayed at home to look after Richard and his sister full time. They had struggled with Richard’s health throughout his life, taking him back and forth to hospital on many occasions. The smallest accident would leave him with terrible injuries: he was forever having his limbs encased in plaster casts and his joints bound with splints. Doctors looked for infections, abscesses and broken bones. They became concerned and brought in social services amid suspicions of abuse; the police were informed. John and Denise were appalled, and fretful about what could be wrong with their son. Denise would cry at the smallest of things because of the stress caused by Richard’s condition; John regularly missed days at work. When Richard was two, their daughter was born, but their attention remained squarely focused on their eldest child. A few months later, Richard’s thumb swelled to the size of a small plum. This time, John and Denise took him to the hospital in Hull for a second opinion, and he was finally given a diagnosis. Richard had severe haemophilia A, a rare genetic condition that makes the body deficient in a protein needed to form blood clots. It could have been identified when he was a baby.

In Hull, after diagnosing Richard with haemophilia, doctors gave him his first treatment for the bleeding disorder. In those days, that meant cryoprecipitate, or ‘cryo’ for short, which was made from fresh frozen plasma and administered in hospital. The plastic bag of yellowish liquid was thawed in a bath of warm water. While he waited an hour or two for it to be ready, the bleed that had taken the Warwicks to Hull continued, becoming ever more painful as blood pooled beneath his skin. Once the bag of cryo was defrosted, the doctor hung it onto a drip and infused it into Richard’s arm. He cried and then shuddered as the cold fluid entered his veins, feeling it crawl up his arm and over his shoulders. ‘Mum, make it stop,’ he whimpered. Richard sat in bed sniffling for the hour and a half it took to infuse two bags. In addition to haemophilia, he had an allergic reaction to the one treatment that would help his blood to clot. To stave off severe anaphylactic shock subsequently, doctors had to give him pre-emptive injections of antihistamine while they waited for the cryo to thaw.

Richard’s soft baby skin became a pin cushion. Throughout his childhood, he needed cryo several times a week. Each dose required another hospital trip. Childhood passed in a blur of medical scrubs and endless days lying prone on the sofa. His parents banned him from going further than the end of the front garden. When he was well, he would sit on the wall and watch the other children run up and down the cul-de-sac, but he wasn’t allowed to join them. By the time he was ten, Richard had lost months of school and fallen behind his peers. It came as no surprise to the family that a new approach would be needed if Richard was to have a chance of developing into a ‘happy, well-rounded’ teenager. The advice came from the hospital and local authority that John and Denise should send him to Lord Mayor Treloar College for secondary schooling. Denise initially baulked at her son being so far from home. But the school had a dedicated haemophilia centre; Richard would be safe there and have a chance to meet boys just like him.

At the service station on the M1 on their way down to Treloar’s, Richard’s parents had to make a decision. They were miles from home and with every second more blood was draining into Richard’s swollen knee. He was in agony. They could return home, where they had supplies of his medicine in the fridge, but the journey back to Scarborough would take hours. They could detour to a nearby hospital, but that offered a new set of problems: Would it have Richard’s medication? What if he was kept in for monitoring? … No, neither of those options would work. The best choice was to get to Hampshire as quickly as possible.

When the Warwicks arrived at Treloar’s in the early afternoon, Richard went straight to sickbay. For the rest of the week, the aluminium travelling trunk containing the brand-new uniform with his name stitched into it remained unpacked in his dorm room. The other three boys he would be sharing a room with in Burnham House settled in and got to know one another while Richard recovered in sickbay. Unruly schoolkids explored their new playground; Richard wallowed in a fug of homesickness.

After he left sickbay and got used to being away from his family, Richard saw just how utopian and liberating his new school was. Treloar’s was a specialist institution for children with physical disabilities, and there were hundreds of other pupils there who were just like him. The campus was centred around a Jacobean mansion, a grand building with gabled roofs and ivy crawling up its limestone exterior. Inside, there were decorative ceilings and wood-panelled walls. The lower school, Froyle, was in the central mansion, while the upper school, Holybourne, was in a newer, purpose-made building. A blue minibus shuttled children back and forth between the two sites, three miles apart. Altogether, Treloar’s covered dozens of acres of English countryside. There were tennis courts, ponds, woodland and a riding stables. The lawns were always neatly trimmed. Everything about it was designed to be accessible for the two hundred and fifty or so pupils, aged nine to eighteen, who had a range of conditions including spina bifida, muscular dystrophy and cerebral palsy. Some had been paralysed after being infected with polio when they were younger, and there were children born with disabilities after their mothers had been prescribed thalidomide for morning sickness. But the largest group was Richard’s2 – those with haemophilia.

Sir William Purdie Treloar, the lord mayor of the City of London, had the idea for a school next to a children’s hospital in 1907. He wanted to help children with non-pulmonary tuberculosis and he had the support of Queen Alexandra, wife of King Edward VII, who dedicated her summer fete to his fund. Within a year, he had raised enough money3 to open the Lord Mayor Treloar College. The combination of fees and additional funding from companies in the City of London meant Treloar’s had better resources than most specialist schools in Britain, with an indoor swimming pool, a hydrotherapy pool and accessible housing. Although Treloar’s was for children with physical disabilities4, its ethos was to let pupils live as active and normal lives as possible, whether that meant learning to swim or preparing for university.

As those early weeks passed, Richard started to feel more comfortable and soon came to think of Treloar’s as a wonderland. He compared notes with other pupils about his unconventional childhood, which became blessedly normal in this new environment. Other boys knew the pain of a joint bleed and the unique embarrassment of seeing their peers be told they can’t hit you because it could kill you. It was a revelation to feel like everyone else. He could live in the way all children should: making friends spontaneously, without judgement, being fearless in the playground. With the nearby haemophilia centre, pupils no longer had to miss days of school when they had a bleed. When students felt the familiar tickle in the joint which came before debilitating pain, they would report to sickbay in the lower school Froyle and wait to be driven to the Holybourne end for treatment at the haemophilia centre. If a child was in a wheelchair5 recovering from a bleed, their peers would help push them around.

Richard went from being a boy who had known little more than the confines of his living room and hospital ward, to a teenager who relished the activities Treloar’s had to offer: archery, shooting, boating and fishing. When summer arrived, with its long evenings and warmer weather, some children went camping in the grounds. Richard soon learnt his limits, testing the boundaries with his new friends. Late at night, they would have water fights in their dorm. This was risky for children with haemophilia, but knowledge that doctors were nearby empowered them, freed them. It was a drastic change from the years he had spent watching other children from his garden wall, lying on the sofa in agony and blowing out his birthday candles in a hospital bed.

But it wasn’t just Treloar’s and its on-site haemophilia centre that had given Richard a shot at a normal childhood; a revolutionary new treatment for haemophilia had recently come onto the market.

Haemophilia affects the body’s ability to clot its blood effectively. Blood continues to flow when someone with the condition is injured, either internally or externally. Normally when a person cuts themselves, proteins in their blood called clotting factors link together one by one in a cascade to create a sticky mesh known as a fibrin clot6. Richard had severe haemophilia A, meaning his blood was deficient in a clotting protein called factor VIII. Haemophilia A is caused by7 a recessive gene carried on the X chromosome, so it passes from mothers to sons, skipping generations of families and lying dormant for the next son. As a result, the condition mostly affects men, but some women who are carriers can be deficient in factor VIII. The symptoms include skin that bruises easily, excessive bleeding from wounds and nosebleeds that continue for hours. Other forms of the bleeding condition include haemophilia B, which is caused by a deficiency in the protein factor IX, and von Willebrand disease8, a lack of a factor with the same name, which affects men and women.

There is a common misconception that people with haemophilia are at risk of death from loss of blood after a minor injury like a paper cut. In fact, it is internal bleeding that causes the most damage. When a blood vessel bursts inside the body, people with haemophilia get what is known as a bleed. In around twenty minutes, the joint or muscle fills with blood, becoming solid and permanently damaged. The pain is equivalent to breaking a bone. Any surgery carries a high risk because patients could bleed profusely without clotting medication. The most life-threatening bleeds are those in the brain. Today, more than eight thousand people9 in the United Kingdom have haemophilia A.

By far the best known cases of haemophilia from the nineteenth and twentieth centuries were in the British royal family. Queen Victoria was a carrier10 of haemophilia B, which she passed down to three of her nine children. Her son Leopold had a lethal brain haemorrhage after falling and hitting his head in the South of France when he was thirty, leaving behind his pregnant wife. Two of Queen Victoria’s daughters, Alice and Beatrice, inherited the faulty gene from their mother, becoming haemophilia carriers and in turn passing it on to their children. Alice’s daughter Alexandra married Russia’s Tsar Nicholas II, and in 1904 gave birth to their first son, Alexei. The newborn was swaddled tight as per Russian tradition – so tight that the cloth grated on his newly cut umbilical cord and caused him to bleed. Blood seeped out of his navel without let-up. Doctors said the baby had haemophilia and would be lucky to live to the age of sixteen. To prevent anything from happening to their firstborn son, the heir to the Russian throne, Tsar Nicholas II ruled that Alexei must be protected. The young prince spent his childhood lying down, with ice intermittently applied to various parts of his body. Tsar Nicholas II and Alexandra brought in a mystic with healing powers to help their son, Rasputin. Alexei’s condition was a state secret until 1912. For three generations, descendants of Queen Victoria in England, Russia, Germany and Spain were born with haemophilia. The condition eventually vanished from royal blood lines, but not without leaving a legacy: throughout the twentieth century, haemophilia was often called ‘the royal disease’.

Even for non-royals haemophilia could twist the lines of a family tree. Identical twins Simon and Nigel Hamilton came from a long line of haemophiliacs. Their grandfather had the bleeding disorder, as did many of their cousins. Regardless, they were energetic young boys from Belfast who would quickly seek out whatever sport they could take up as the more popular ones were ruled out: rugby was too dangerous, so they became rowers instead. Still, they were accident prone so would often end up needing treatment. Simon once bit his tongue and it swelled up so badly he couldn’t close his mouth. The mishap earnt him two weeks in hospital. At the dentist, they would both bleed profusely from a regular tooth extraction. With the metallic taste of blood sloshing around their mouths, dark memories resurfaced. Both their grandfather and his brother had bled to death in the 1960s after having their wisdom teeth pulled out.

For people with haemophilia, when in history they were born has dictated what kind of life they will lead. In the same decade that Simon and Nigel’s forebears died from routine dental work, researchers made a discovery that would completely overhaul life for people with the condition. The early 1960s were ‘heady years in the history of haemophilia treatment’, according to Dr Carol Kasper, former director of a Los Angeles haemophilia centre, which culminated in a breakthrough in 196411. Dr Judith Graham Pool, a researcher at Stanford University, found that by freezing plasma and thawing it slowly she could isolate its constituent parts. At the bottom of the thawed plasma was a fibrous-looking paste that remained partly frozen. Dr Pool tested the paste and discovered it was made up of the factor proteins needed for clotting. With that, she had a new treatment for people with haemophilia: cryo, the translucent yellow frozen substance that made Richard shudder as it crawled through his veins. In each treatment, children12 would be given two bags, while adults could receive four to six bags.

Dr Pool’s findings laid the foundation for a revolutionary new treatment. In the late 1960s13, she shared her research with Dr Edward Shanbrom, medical director at Hyland Therapeutics, a division of pharmaceutical company Baxter Healthcare. He pooled hundreds of donations of plasma together to make a large batch of cryo, then extracted the factor VIII14 proteins and freeze-dried them to create a white powder. This concentrated form of factor VIII could be bottled and stored in a fridge, rather than in freezers. People with haemophilia could simply dilute it with sterile distilled water and infuse themselves. The new concentrate made by Hyland was called Factor VIII and it was licensed in the US in 1969. The American Red Cross, which supplied most of the country’s blood and blood products, decided it would be too expensive to make its own not-for-profit version and instead started shipping its plasma to Hyland so it could supply this revolutionary treatment. To treat patients with severe haemophilia cost tens of thousands of dollars a year. Before long, realizing how much profit stood to be made, other pharma companies released their own versions of Factor VIII, and a multi-billion-dollar industry was born.

The treatment was licensed in the UK in 1973 and started to make its way into the arms of people with haemophilia. Centres like the one at Treloar’s quickly transitioned from cryo to Factor VIII, which was pitched to doctors and patients as a miracle treatment that would change lives. It took just fifteen minutes to administer, rather than the multiple hours cryo needed to thaw and transfuse via a drip. With cryo, patients often had to stay in hospital for a week to complete treatment and recovery. Factor VIII could be administered at home – or even on the move. No more did patients need to go to the haemophilia centre whenever they had a bleed; they could go to their kitchens and retrieve Factor VIII straight from the fridge. Added to that, the new treatment was far less uncomfortable and caused fewer reactions, such as allergies or inhibitors (when the body thinks it is under attack from a foreign substance and tries to destroy the invader). For Richard, that meant no more antihistamines. Life for people with haemophilia became easier and patients around the world felt liberated. ‘Passport to freedom for haemophiliacs,’ said one early advert for Factor VIII.

Gary Webster had his inaugural treatment of Factor VIII aged ten, during his first year at Treloar’s in the Easter term of 1976. Having spent three or four days a month being infused with cryo and waiting hours for it to take effect, Gary was thrilled with Factor VIII. He had hated not being able to play football or ride a bike, so he quickly embraced his newfound freedom: running amok at night, sneaking into girls’ dormitories and enjoying the inter-house rivalries. The teachers were more relaxed, too. They watched balls ricochet off the boys’ legs without panicking that it could bring on debilitating bleeds. As at most British schools in the 1970s, life at Treloar’s could be harsh at times. If a child got carried away and was being particularly disruptive, a teacher might throw a wooden board rubber at them or hit them with a ruler (corporal punishment existed even for children with disabilities). But if the boys with haemophilia had a bleed after being hit with a hard object, they could go to the haemophilia centre for Factor VIII. They were free from the hospital’s handcuffs.

Every year, Headmaster Macpherson would invite some boys to join him on his Moody 36 yacht to race around the Isle of Wight, off the southern coast of England. Gary had a gift for sailing and was invited to help crew the boat in the race. Saltwater sprayed their faces as they curved around the island. When he was older, Gary would skip going home at the weekend and instead travel to London in secret to watch concerts. He saw David Bowie live at Wembley Stadium.

One of the regular Treloar’s trips was to Churchtown Farm, an outdoor pursuits centre in Cornwall for children with disabilities. From one countryside haven to another, they went climbing, abseiling and helped out on the working farm. Doctors as well as teachers would accompany them in case they had a bleed. Gary had recently hit his teens and was on a visit to Churchtown Farm when he bonded with the boy who would become his best friend, Stephen. They were both fans of motor racing and saw themselves as adrenaline-fuelled go-getters. Stephen, whose father was a pig farmer in Norfolk, had a thick country accent and a dry sense of humour. In the same form class, the pair spent all of their time together.

Every era has its fad toys. For Gary and Stephen it was Citizens Band radio, a boxy, metallic precursor to the modern handheld radio. They would thread an aerial out of their dorm room window late at night to pick up signals and talk to people from the local area over the airwaves. They each had a handle: Gary’s was Buttonhole because he was studying tailoring and Stephen’s was Black Panther. With Stephen by his side, Gary had a comrade in arms. They went abroad on one another’s family holidays and became as close as brothers, bound by their haemophilia and the unconventional childhood it necessitated.

Quality of life was improving for people with haemophilia across Britain – and the world. In London in 1978 Dr Edward Tuddenham joined the Royal Free Hospital as co-director of the haemophilia centre, making him one of the country’s leading haemophilia doctors. He was a ruminative man in his thirties, born in South Wales during the Second World War, who spoke with a careful, soft voice. His father, a physicist, had run the local munitions factory during the conflict, after which his family15 had moved to Dorking in Surrey, where he went through the punishment of public school before studying medicine in London. In haematology, the branch of medicine that specializes in blood disorders, Dr Tuddenham found an intimate combination of laboratory and clinical work. He had an interest in pathology, the study of disease, and thought he might want to specialize in malignant haematology, but he changed his mind when he was training. During a stint in adult acute leukaemia, he discovered the psychological toll of looking after patients with a death sentence hanging over them was unbearable.

Dr Tuddenham moved towards benign haematology and narrowed his interest down to haemophilia. The reason for his devotion to the bleeding disorder was twofold: he cared for the patients he was looking after, but he was also fascinated by the factor VIII protein itself. Unlike other clotting proteins, which the body makes in the liver, factor VIII is created in the endothelial cells – those which line every blood vessel like a pavement. Dr Tuddenham became so fascinated by factor VIII that he would dedicate more than fifty years of his life to researching it.

His office at the Royal Free was in a brand-new building that towered over Hampstead in north London, the grey love child of a 1970s housing estate and the brutalism of the Barbican. He was in charge of research, with a senior lectureship, while his colleague Dr Peter Kernoff managed the centre on a daily basis. They had two hundred and fifty patients, most of whom were young boys. And he was excited to oversee their transition from cryo to Factor VIII.

It was an unhappy reality that before treatment with cryo began in the 1960s few people with haemophilia had lived into adulthood. With each development, life expectancy had slowly inched up. In the 1940s, someone with severe haemophilia was expected to live until their mid-teens. After the advent of treatment with fresh frozen plasma, that increased to around twenty years old. When cryo became the main treatment, that jumped to fifty-seven years, close to that of the general population. By the 1970s, with Factor VIII widely available, the median age of death was around sixty16.

As the months passed, Dr Tuddenham developed close ties with his patients and their families. Haemophilia care was unique in medicine17 because of its longevity and the frequency with which patients needed treatment. A year into his new job, Dr Tuddenham invited some of the boys from the centre to attend a week-long church youth camp with him and his two sons, who were six and eight. He later linked up with a doctor who ran the haemophilia centre in Bangor, North Wales, and they started taking patients on adventure holidays to Snowdonia National Park. Together they ran an annual summer camp. In the shadow of the highest mountain in England and Wales, the doctors would go climbing and kayaking with the boys. They carried doses of Factor VIII with them in a rucksack. If one of his patients had a bleed halfway up the mountain, Dr Tuddenham would inject them so they could continue their hike. It was thrilling to be able to expand the boys’ horizons and introduce them to invigorating outdoor pursuits. Gaining in confidence, Dr Tuddenham took half a dozen teenage patients on a challenging climb along the Grande Randonnée 10 in the Pyrenees, which runs along the border between France and Spain. The boys carried their own treatment and injected themselves regularly to prevent mountaineering-induced bleeds. On the cusp of a new decade, patients finally had the chance to grab life and run with it.

In the laboratory back in London in 1979, Dr Tuddenham was having some research success. Along with his colleague Dr Frances Rotblat, also a haematologist, he was close to retrieving a pure sample of the factor VIII protein. In the long term, if researchers could sequence its gene, they could clone it and create a synthetic version of the Factor VIII treatment, which would be safer and cheaper because it wasn’t made with human plasma. They worked long hours18 in the labs above the haemophilia centre, sometimes staying through the night, sealed off by heavy fire doors, their shoes squeaking against the plastic of the hospital floors. They had blocks of frozen cryo rich in factor VIII, which they thawed in a stainless-steel bin, before using chemical reactions called precipitation and chromatography to isolate a sample of the protein. To prevent it from breaking down, they used nerve gas. Extreme caution was advised, given they had enough nerve gas in the lab to kill half the population of Hampstead. Biohazard stickers on the door to the lab warned of the dangers.

After an initial grant19 from the Medical Research Council, British pharmaceutical company Speywood, which also supplied the hospital with Factor VIII, provided around £300,000 for the research.

‘Frances, if this succeeds you are going to be rich and famous,’ said Victor Hoffbrand, head of haematology at the Royal Free.

‘No,’ Dr Rotblat replied. ‘[Speywood founder] David Heath will be rich, Ted will be famous, and I’ll be out of work.’

Dr Tuddenham and his team managed to extract a pure sample of factor VIII using monoclonal antibodies and sent it from the laboratory in Hampstead to an American biotechnology company. Dr Tuddenham popped the cork on a bottle of champagne to celebrate. It took Genentech eighteen months to sequence the genetic code of the factor VIII protein, but it would be another thirteen years before the first-version synthetic treatment, known as recombinant Factor VIII, became available to patients in 1992.

Clair was seventeen when20 she fell in love for the first time. She was a quiet and diminutive teenager, not least because she was painfully shy, often speaking so quietly that her voice was almost a whisper. People used to cruelly joke that she should, ‘Shut up, Clair,’ because they struggled to hear her. Sometimes, it was easier not to speak at all. Clair found other ways to express herself through art, using her hands and materials to bring her deepest thoughts into the world.

It was the end of the decade and the 1980s were about to dawn with a heavy rasp of synthesizer and a streak of eyeliner. James Callaghan was in power with a minority Labour government and the Winter of Discontent was drawing in. Shops had recently been forced to ration bread because of panic buying and strikes were about to cause uncollected rubbish to pile up in the streets of London. But those were alien problems to teenage Clair, who was part of the local biker scene in Leamington Spa and spent her weekends clad in leathers, listening to Led Zeppelin.

On 21 November 1978 the sun struggled to break through the clouds all day and the air was cool. Rain peppered with grains of snow fell steadily on the white Regency terraces of Leamington Spa high street. That evening, Clair was going to a local nightclub called Chimes. It was out of character – clubs were for ‘straights’, or non-bikers at least – but she was excited, because she was going with a guy she had recently met. She knew the bouncers would look her up and down in judgement before granting her entry – the dress code was ‘smart’ – but she was determined to be herself. In those days she always wore a leather jacket and jeans. Bryan arrived in the same clothes, leathers and jeans. Three years older than her21 at twenty, Bryan had a zest for life that made him raucous at times. Part of the same scene as Clair, he was into vintage sports cars and rock music. Inside, with a drink in hand and Rod Stewart’s ‘Da Ya Think I’m Sexy?’ prickling through the speakers, Clair looked at Bryan with his thick brown hair and beard; there was a strange kind of magnetism to him.

From that night, Clair and Bryan were firmly together. They would talk into the small hours, confessing and learning all they could about one another. Bryan told her how he had left school when he was sixteen and was now working in a petrol station. One day, he wanted to run his own station, or chain of them; she dreamt of going to art school and becoming an artist. Into adulthood, he harboured a lifelong ambition to tour the wild plains of Iceland.

The couple basked in the warm haze of early love, spending long evenings together at the pub drinking lager dashes. When Bryan had the day off, he would drive Clair into the countryside so they could explore the Warwickshire hills. The days were innocent as they got to know one another in the final months of the decade.

Clair noticed Bryan had an edge to his ambition. He walked with a limp, which he initially brushed off when she asked him about it. As they got to know one another more intimately, Bryan trusted her with the truth. He had severe haemophilia A, a genetic condition which meant his blood couldn’t clot properly without medication. As a child, he had gone to a specialist boarding school called Treloar’s. But Bryan refused to be defined by the condition and the prejudice that came with having a disability in the 1970s. The last thing he wanted was for people to think of him as a victim. Haemophilia was precisely the reason he was a vintage car fanatic. The risks of riding a motorbike were serious, but behind the wheel of a car, he existed without haemophilia.

As Clair approached the end of her time at school in the summer of 1979 she decided to stay in Leamington Spa and train as an archive conservator rather than doing an art foundation course, so she could begin her life with Bryan. They were young enough to know exactly what they wanted in life. Theirs were modest ambitions – save money, buy a house, move across the country, drive classic cars and have children – but they desired more for their future than the three-day weeks and candlelit evenings of 1970s Britain. They started lining their bank account with savings to go towards their own home.

Clair soon learnt exactly what it meant for Bryan to live with haemophilia. Every so often his mood would slowly change and he would become taciturn, the opposite of his usual gregarious self. Bleeds were a game of endurance and he refused to let them strip him of his independence. When the pain became excruciating, he would retreat to the kitchen to get his Factor VIII from the fridge. It looked like the white crumbling powder of a dishwasher tablet and was stored in a box that could just as easily have contained paracetamol as Factor VIII. For him, it was a mundane household object. Bryan would mix distilled water into the little glass vial that contained the powder, extract the solution through a syringe and inject it into a vein. The bleeding would ease and he could relax. The treatment enabled him to be active and carefree, at least to a degree, but if he overexerted himself he could still trigger a bleed. At other times, they came on spontaneously.

Bryan was used to missing out when he had a bleed, so if Clair wanted to be with him she was going to have to come to terms with sometimes doing the same. But when he was feeling well – which was most of the time – Bryan was outside making the most of life. Clair had one of those profound realizations that come to people in the early stages of love: she was happy to arrange her life around Bryan.

It was a cold afternoon in the late 1970s and Richard Warwick had been at Treloar’s for a couple of years. He and his fellow pupils filed into the dining hall for dinner and were met with an uncommon scene. The hall was filled with large wooden refectory tables as always, but as they came through the door there was a member of staff waiting for them. The teacher was selecting certain pupils and directing them to a table away from their peers. Instead of following his normal route, Richard was one of the pupils who was sent in the opposite direction. He did as he was told. Sitting down, he noticed his usual teal-coloured plate had a red sticker on it. In fact, all the plates and cutlery on the table were marked with little red dots. The boys sitting around him looked at one another with confusion. They all had haemophilia22.

Without explanation, they were given their food separately. The catering staff brought the usual stainless-steel serving dishes to their tables, piled with food as on any other day, but these, too, were marked with red stickers.

The next day, the pattern was repeated: the boys with haemophilia were directed to sit on their own table and use the crockery marked with red stickers. Richard was disturbed by the change. Something strange was happening within the school, and he wondered if it had anything to do with the illness some of them had recently had.




2. Outbreak

Ten-year-old Ade Goodyear was hopping with excitement when he returned to Treloar’s after the Easter holidays in 1981. He was still in his first year at the school, but the experience had already been transformative. Coming from the grey maritime city of Portsmouth, he was struck by the beautiful green hills around Treloar’s, and the views that went on for miles and miles. Ade was an active boy who liked riding his bike, skateboarding and climbing trees. If the winter term had been fun, he was expecting the latter months of the school year to be even better. He wanted to get out on the river and into the grounds with the coming warm weather.

But as soon as Ade put his bag down in his dorm room he noticed a piece of paper on his bed. ‘Adrian, report to the medical centre,’ it said. There was no signature, just the instruction.

Without saying hello to any of his friends, Ade turned and made his way1 to sickbay, taking his small, still-packed tartan suitcase with him.

Ade was an inquisitive but sheltered boy who was loving towards his peers and shied away from conflict. Adults always remarked2 on how precious-looking he was, with his strikingly blue oval eyes and mop of dark brown hair. He had been adopted after an early life that was complicated by illness. When he was six months old he was diagnosed with severe haemophilia A, around the same time that his mother developed kidney disease. The former would have been manageable if not for the latter: she didn’t have the energy to get herself better while looking after Ade. So the local authority in Portsmouth put him into foster care with Bernard and Margaret Goodyear, who formally adopted him when he was six. Ade became one more fragment of a splintered family, each person making their own individual way in the world. He lost touch with his two half brothers from his mother’s first marriage, Gary and Jason, who also had haemophilia A and who went to live with their father.

On his third day at Purbrook Infant School in Portsmouth’s outer suburbs, Ade had felt humiliated when the headmaster brought him to the front of the assembly hall and told his fellow pupils he couldn’t be harmed in any way because of his haemophilia. Teachers were told not to hit him with a slipper. Children were told not to hurt him. The bullying started that very day and continued throughout his time at Purbrook. When he was nine, a child smacked him on the elbow with an iron bar to see what would happen. Ade’s bone shattered. His adoptive dad Bernard pulled him out of the school and he never went back.

At the Treloar’s sickbay with his tartan suitcase, Ade was ushered into an isolation room and told to wait. There were two beds, but it was otherwise empty. A nurse came in and asked him to sit on the edge of one of the beds for an examination. She pulled down the lower lids of his eyes and nodded grimly. They had a yellow tinge.

‘You need to stay in this room for two weeks,’ she told him.

Ade began to feel ill; there were aches and exhaustion, then he lost his appetite. His body would convulse intermittently and vomit green bile. He was the sickest he had ever been. For a fortnight he remained in the isolation room, the starkness of its white walls broken only by a single painting of a toy boat. Hours passed as he oscillated between feeling terrible and staring at the small picture of the boat for some kind of solace, some escape. There was no television, just the murmur of a radio to keep him company.

A small moment of respite came when his adoptive mum phoned the school. She was concerned that she hadn’t received her usual weekly call home.

‘I’ve gone yellow again,’ he told her.

After they ended the call, he wondered why he wasn’t at the hospital – that was how dreadful he felt. As he stared at the picture on the wall, he felt frighteningly unwell.

A week into his stay, a new boy joined him. The two of them lay in separate beds, unable to speak. When Ade had recovered, he found out they were two of ten boys who had been taken down by a bout of hepatitis. That word wasn’t new to his ten-year-old ears, because Ade had, in fact, had hepatitis twice already.

The first came just a few hours after his inaugural dose of Factor VIII. He was seven and had a bleed in his right ankle. The doctor at St Mary’s Hospital, Portsmouth, mixed the white powder with distilled water, drew it into a syringe and injected it into Ade’s arm. Ade’s skin blistered around the puncture wound and up his arm. He later turned yellow, then started to vomit. Bernard Goodyear recognized hepatitis in his adopted son straight away; he had served in the British Navy, which had a history3 of outbreaks of the virus. Bernard was furious that his boy could have contracted an infection like that while in hospital.

‘What have you done to my son?’ he demanded from the doctor. ‘Why does he look like that?’

The doctor told Bernard he didn’t need to worry. This was a normal reaction to Factor VIII, a treatment so revolutionary it would change Ade’s life. Hepatitis was always a risk with blood products, but it didn’t outweigh the benefits and the illness would eventually pass. From that day, Bernard was suspicious about the treatment that doctors were giving Ade. He wanted to know what they were injecting his son with. He would ask Ade to recount every word the doctor had said to him. Then he insisted on leaving work to come to every appointment. After one bleed, Bernard took Ade out of hospital early against a doctor’s advice. But that was one of his last protective acts, because when Ade was nine Bernard had a heart attack and died unexpectedly. Ade’s early months at Treloar’s were tainted by grief. Slowly, he started to feel safe and happy there, but when he contracted hepatitis, he didn’t have his former protector to act for him.

Ade left isolation at Treloar’s after a fortnight, but the hangover from his symptoms continued throughout the term. He couldn’t concentrate in lessons and was put on ‘lighter learning’ for six weeks. All the promise that summer term had to offer went unrealized – and the memory of how unwell he was stayed with him.

Over successive years4, Ade himself grew more suspicious of the haemophilia treatment and began to echo his dad, asking his mum if there was something wrong with Factor VIII. But having been a nurse herself, Margaret was certain of one thing: doctors cured people, they didn’t harm them.

Dr Tony Aronstam had become director of the Treloar’s haemophilia centre in Autumn 1977. He was a burly man with salt-and-pepper hair, a thick grey moustache and eyes that were heavy-lidded but kind. He wore the smart clothes of a 1970s medical professional: a shirt, tie and heavy tweed jacket. Originally from South Africa, he spoke with short, rounded vowels. On the wall of his transfusion room hung a picture of Queen Victoria and Leopold to remind the children that theirs was the royal disease – and they were aligned with some of the great makers of history.

In his role, Dr Aronstam was responsible for5 the care of fifty-five children with severe haemophilia, including Richard Warwick, Gary Webster, Gary’s best friend Stephen and, later, Ade Goodyear. From his first days in the vast grounds it was clear to Dr Aronstam that he was going to need to be more than just a doctor to these boys, many of whom were living far from home. With their parents not around to discuss their care on a regular basis, he had to be a blend of doctor and guardian. The work was all-consuming. It required long hours and a kind of emotional investment that was new to Dr Aronstam. Ade and the other children looked up to him as an almost heroic figure: unlike teachers, he never had reason to discipline them and he made their bleeds go away. He was lucky that his own three children were uncomplaining about having to share their father’s time with his patients.

Dr Aronstam set about devising a treatment strategy, first poring over the notes of his predecessor, which included information about five and a half thousand bleeds treated at Treloar’s over four years – an average of nearly four per day. In the year Dr Aronstam joined, pupils would have nearly one thousand four hundred bleeds and the haemophilia centre would administer almost two thousand transfusions of Factor VIII and cryo. As well as reacting quickly when patients had bleeds, he had to assess their joints for damage and make sure their condition wasn’t worsening. His wife Gill helped him as a research assistant, processing the piles of clinical information that amassed in the haemophilia centre.

Dr Aronstam had an open-door policy6: children could come and see him whenever they wanted. He attended daily treatment appointments in the centre, which had ten beds, a surgery, consulting rooms and physio space. His colleague Dr Mounir Wassef lived in the grounds of Treloar’s with his wife, so he could look after children when they had bleeds in the middle of the night. There was a collegiate atmosphere between the staff and pupils, who had a playful rapport. One of the nurses, Annie Kelly, would call the patients her ‘Golden Boys’, because cryo had been yellow and sometimes it and Factor VIII would turn them the same colour.

Once a week, Dr Aronstam would go to Headmaster Macpherson’s office to drink coffee and discuss how the boys with haemophilia were getting on: who was in pain, who hadn’t been feeling well. The news would filter down to teachers so they could make adjustments for those who were having a tough time. Dr Aronstam didn’t have to answer to Macpherson – he was employed by the National Health Service, not the school, and the headmaster trusted him to give the pupils with haemophilia the best treatment available. Macpherson didn’t question7 the other healthcare professionals working across the needs of children at the school either. He took for granted that everyone was doing their utmost to give the children a bright future.

Dr Aronstam wasn’t going to waste the privilege of his position at Treloar’s. With dozens of pupils living next door to the haemophilia centre, he had the opportunity to improve care not just for his patients, but for many more. Like his predecessors, he started collecting information after every bleed so he could review and update the practices of the haemophilia centre according to hard data. He conducted controlled clinical studies to see if there were improvements to be made. Some research was paid for by pharma companies who made Factor VIII, and much of it contributed to scientific papers he wrote. First, there was the question of how to make the most of Factor VIII and its transformative properties. Dr Aronstam followed his peers across the country and started to prescribe the concentrate in a new way: to actually prevent bleeds rather than merely reacting to them. This preventative method, known as prophylaxis, was being promoted by pharmaceutical companies and pioneered by doctors as a way to treat haemophilia. The idea was that by giving patients regular doses of Factor VIII, they might maintain a high enough level of the protein in their blood to stop bleeds altogether.

The young pupils at Treloar’s didn’t know the intricacies of their treatment, but they noticed it change over time. In Hampshire, at the opposite end of the country to Scarborough, Richard’s parents no longer had control over their son’s treatment. John and Denise didn’t know when Richard had a bleed, or what the doctors at the Treloar’s haemophilia centre were prescribing him. Even Richard’s specialist doctor back home, Dr Layinka Swinburne, lost influence over her young patient’s care. In the month before Richard went to Treloar’s, Dr Swinburne had written to the school’s haemophilia centre to ask them to restrict Richard’s treatment to one brand of Factor VIII, Kryobulin, which was made by Austrian company Immuno in Europe. He could be allergic to others, she said, like he had been to cryo. Dr Peter Kirk, who worked alongside Dr Aronstam, replied that he would ensure Richard’s treatment would remain the same8 at the school.

In the first weeks following his traumatic arrival at Treloar’s in 1976 Richard had had multiple bleeds in his left knee and right elbow. He had gone to the haemophilia centre on 27 September, then again on consecutive days in October. Each time, he was given Kryobulin. But then on 12 October, after a bleed in his left knee, Richard was given Hemofil, which was made in America by Baxter’s Hyland. For the next year, almost every time Richard went to the haemophilia centre with a bleed, he was treated with Kryobulin. Most of his bleeds were in his left knee or right elbow, but occasionally he had them elsewhere: a right-hand finger or left thumb. But the stability in his treatment didn’t last. By October 1977 Treloar’s doctors were treating him with whatever Factor VIII product they had to hand. They had fifty-five patients with severe haemophilia in their care and they chose to prioritize convenience for their centre over the requests of their patients’ home doctors. In his first two and a half years at Treloar’s, Richard received more than two hundred transfusions of Factor VIII. These included eighty doses of Kryobulin and seventy-three of Lister, which was made by the NHS at Blood Products Laboratory in Elstree, near London. The rest came from America: twenty-four of Factorate by Armour Pharmaceutical, sixteen of Hemofil and fifteen of Koate by Bayer’s Cutter Laboratories. Dr Aronstam wrote in Richard’s medical notes that his treatment had been so changeable because of the ‘difficulties that we experience in supplying’ Factor VIII for all the boys.

In the early 1980s, the boys were on a constant hamster wheel of injections. New treatments were being pumped into their veins and blood was taken to be tested. Dr Aronstam and his colleagues took samples from the pupils once a month, sometimes every fortnight. The children would stretch out their arms for the test without knowing what it was for. When they were having prophylactic treatment, they could be given Factor VIII every day. They would have breakfast, then go to the haemophilia centre, where the treatment would be laid out for them to inject themselves with. Richard went through multiple phases of having prophylaxis at Treloar’s, receiving Factor VIII every other day for more than a month. He didn’t understand why he was having to inject himself day after day – and no one explained it to him.

Gary’s friend Stephen, along with9 a handful of the older boys at Treloar’s, asked medical staff why they were being given Factor VIII when they hadn’t had a bleed.

‘I’m sure they’re bloody experimenting on us,’ Stephen said to Gary, concerned about the number of injections they were being given.

But Stephen’s questions about why the doctors were plying them with so much treatment fell on deaf ears. Doctors Aronstam and Wassef were in charge and they didn’t feel the need to explain every decision to their young patients. As doctors, they had the authority, and they expected the boys to defer to them.

As he moved through the lower school at Treloar’s into the upper school, Gary noticed that his medical programme was changing, and he wasn’t happy about it. He began having prophylaxis to prevent bleeds during physio to loosen his joints. Gary only had bleeds once or twice a month, but to stop him from causing further damage in physio, doctors told him to inject himself beforehand. In 1981 he was prescribed Factor VIII three times a week – Monday
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