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Caroline Wheeler is political editor of The Sunday Times. As a lobby journalist she has an insider's knowledge of Westminster and Whitehall. Caroline has reported on the contaminated blood scandal for 20 years and her work has been credited by politicians, including the former health secretary Andy Burnham, with helping to bring about the Infected Blood Inquiry.










Praise for Death in the Blood



‘This book should rock Whitehall to its foundations. It shows it was complicit in a criminal cover-up on an industrial scale lasting five decades. It should prompt major changes to the way Britain is run – starting with a duty of candour on all public servants.’ – Andy Burnham


‘This is crusading journalism at its best. Caroline Wheeler, a rookie reporter in Birmingham, hearing that contaminated blood transfusions had given hepatitis and HIV to a haemophiliac began to campaign for justice and has continued today as political editor of The Sunday Times. This book chronicles the long campaign, the denials and obstruction and why the Infected Blood Inquiry will soon bring some comfort to sufferers and their families.’ – Lord Owen


‘This is the definitive analysis of the worst health scandal in British history. The terrifying lengths that the state went to to hide this outrage should chill us all. Wheeler's compassion in her approach to the horror she uncovered will stay with me forever.’ – Professor Lucy Easthope, author of When the Dust Settles


‘Caroline shines a fierce light on the darkest of episodes. This is an important account based on years of meticulous investigation. It exposes the shame of how some of the most vulnerable were failed – and reveals the long fight to give a voice to those whose pain was silenced.’ – Laura Kuenssberg


‘Caroline has been so supportive to the victims and survivors of the NHS contaminated blood scandal. She has been an integral part of our long fight for justice and enabled people like me to speak out with confidence, when there was little confidence before.’ – Ade Goodyear, former pupil at Treloar School










About the Book


In the 1970s and 1980s almost 5,000 haemophiliacs contracted HIV or hepatitis C after being infected by contaminated NHS blood products. Factor VIII had been seen as a miracle treatment for haemophilia, a genetic disorder in which the blood fails to clot. But the blood products that were supposed to save lives contained a terrifying secret: they were riddled with deadly diseases. And many ministers and senior government officials knew about the dangers but failed to act.


So far more than 2,800 people in the UK alone are known to have died after receiving contaminated blood products in what has been described as the ‘worst treatment disaster in the history of the NHS’. Yet no organisation or individual has ever been held to account. Instead, those lucky enough to survive have spent the last 40 years desperately searching for answers.


Investigative journalist Caroline Wheeler has been reporting on the scandal for two decades and has been pivotal to the campaign for justice for the victims. As the long-running Infected Blood Inquiry delivers its final verdict she has written an unforgettable epic of human suffering, loss, and in some cases survival against the toughest odds, along with enduring hope that one day the wrongs of the past will be recognised.


Based on thousands of government documents, inquiry transcripts, interviews with prime ministers, cabinet ministers, Downing Street advisers, senior civil servants, doctors and, above all, the victims and their families, Death in the Blood is the shocking inside story of the contaminated blood scandal.
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‘They tried to bury us,
they didn’t know we were seeds.’


Dinos Christianopoulos










INTRODUCTION


The first time I spoke to Mick Mason, I wrote him off as a conspiracy theorist. It was 2001 and I was a naive twenty-one-year-old trainee reporter who by chance picked up a call from him to the newsroom. I had quite recently joined the Sunday Mercury newspaper in Birmingham as a rookie reporter, and part of my initiation was to answer random calls from the public.1


It was a conversation that was to change my life and the course of my career. The thirty-four-year-old told me he was a haemophiliac who had been infected with hepatitis B and C, and HIV, after receiving blood products via the NHS that had been riddled with the deadly diseases. A near-certain death sentence had been passed on him as a teenager. As if that wasn’t bad enough, he had recently received the devastating news that he may also have caught vCJD after receiving blood from a donor who later died of the human form of mad cow disease.


It was the stuff of nightmares, and such an impossibly heartbreaking story that I found it hard to believe. But every word of it turned out to be true – just like the dozens of other harrowing accounts I have heard from the victims of this easily preventable scandal, which has claimed thousands of lives in the UK and destroyed tens of thousands more.


Over the past twenty years, I’ve helped to campaign for justice for these innocent men and women, and their families. Many of them, already facing terminal illness, have suffered the indignity of being forced into financial hardship, while all the time being ignored and stonewalled by the authorities whose negligence caused their suffering in the first place.


At the heart of this tragedy is contaminated blood. In the 1970s and 1980s, nearly 5,000 UK haemophiliacs contracted HIV or hepatitis C after being infected by tainted blood-clotting products. Factor VIII was seen as a miracle cure for haemophilia, a genetic disorder in which the blood fails to clot. But demand far outstripped supply, and much of the product ended up being sourced cheaply from the US.


Across the Atlantic, America operated a dangerously deregulated donation system. People were paid for their blood, which meant much of it came from donors who badly needed cash. As a result, blood sourced from high-risk groups – including prisoners, sex workers, drug addicts and alcoholics – was packaged up and sold around the world. As early as 1975, the TV programme World in Action revealed that the NHS was buying blood harvested on ‘skid row’ – the poorest part of a town, where drug addicts, alcoholics and homeless people typically live – leading to a hepatitis epidemic among haemophiliacs.2 Much of the blood sold to British hospitals came from high-security prisons in Arkansas, where a large number of inmates were infected with hepatitis and HIV. To make matters worse, the donations were pooled, which meant a single batch of factor VIII could include blood from up to 20,000 donors. If just one of those donors was infected, the entire batch could be contaminated.


In the same year as the World in Action broadcast, David Owen, the then-Labour health minister, promised Britain would become self-sufficient in blood products to ensure vulnerable patients were put at minimal risk. It never happened. By 1980, Britain was importing twice the quantity of blood products it produced domestically. This failure to act was bizarre, particularly as Owen’s pledge came amid widespread warnings about the risks of contaminated blood.


One example can be found in a letter from Dr Joseph Garrott Allen, an expert on blood and professor of surgery at Stanford University in California, to Dr William Maycock, head of the transfusion service in Britain, dated January 1975. The American expert warned Maycock of the dangers of using US-pooled plasma from ‘skid row’ donors, and said the products were ‘extraordinarily hazardous’.3


By 1983, British government experts knew that those receiving clotting factor concentrates were also at risk of infection with the deadly new AIDS virus, and recommended that the blood products undergo heat treatment to kill infection-causing viruses. However, implementation was delayed because of cost. Even after a British haemophiliac who had contracted HIV from blood products died of AIDS in August 1983, the government still refused to accept that the disease was blood-borne.


It wasn’t just haemophiliacs who were at risk: contaminated blood was also used in transfusions for the general population. About 35,000 people in Britain are believed to have contracted hepatitis C from contaminated blood, including Anita Roddick, the founder of The Body Shop. The businesswoman was infected by a transfusion of blood after the birth of her daughter Sam in 1971. For decades, Roddick was unaware she had the disease; she only found out three years before her death in 2007.


Medics believe many thousands of others could have suffered a similar fate without ever being diagnosed, meaning the death toll of this tragedy is likely to be far greater than official estimates. So far, more than 2,800 people in the UK alone are known to have died after receiving contaminated blood products in what Lord Robert Winston, the eminent scientist, described as the ‘worst treatment disaster in the history of the NHS’.


The number of people who have lost their lives makes it the deadliest man-made disaster in post-war British history, far outstripping the combined death tolls of other more well-known tragedies, such as Hillsborough, Grenfell and Lockerbie. Yet no organisation or individual has ever been held to account. Instead, the victims who were lucky enough to survive have spent the last forty years desperately searching for answers.


The same is not true in other parts of the world. Michel Garretta, the former head of France’s blood transfusion service, and his deputy, Jean-Pierre Allain, went to prison in 1992 for knowingly distributing AIDS-infected blood products to haemophiliac patients. Seven years later, the former French socialist prime minister Laurent Fabius, the former social affairs minister Georgina Dufoix and the former health minister Edmond Hervé were also charged with manslaughter. Hervé was the only one found guilty, but he received no sentence.4 In Japan, three former drug company executives – including one who was a former government official – went to prison in 2000.5 In the United States, private drug companies have paid out millions in out-of-court settlements.


When British victims launched litigation against the government in 1989, they encountered a very different response. Ministers decided to ignore advice from Britain’s chief medical officer, who warned the government that it should compensate thousands of victims of the contaminated blood scandal. Government memos from the time reveal that Sir Donald Acheson told Ken Clarke, the former health secretary, that the disaster was a ‘unique catastrophe’, and advised ministers to provide financial support to the victims on ‘humanitarian’ grounds. ‘I hope the Secretary of State will take account of my view that the problem of HIV infection in haemophiliacs can in fact be regarded as a unique catastrophe,’ he wrote. ‘The key feature . . . is that HIV infection, in addition to almost inevitably causing a very unpleasant progressive illness and death, results in a substantial proportion of cases in infection of the female sexual partner and also on average one-quarter of the subsequently conceived children. In both the wife and children, the infection will also prove fatal.’


He added: ‘The tragedy goes beyond anything which has ever been described as a result of a therapeutic accident and is very likely indeed never to occur again. I hope, therefore, that for humanitarian reasons the government will find some way to make an ex-gratia settlement to the infected haemophiliacs in relation to this unique tragedy.’6


Once again, ministers decided to prioritise the public finances over other moral or legal considerations. Clarke rejected Acheson’s advice on cost grounds. ‘I agreed broadly with the points he was making about the strength of the humanitarian needs and I shared the desire to help victims if we could,’ he later reflected. ‘But I did also have to remember all the other worthwhile claims for health expenditure, and my overall responsibility for public funds.’7


The victims and their families eventually received limited ex-gratia payments in 1991. But even when the state finally offered support, it left a stain. Among those awarded payments were 1,200 patients who had been infected with HIV. They were forced by government officials to sign a contract preventing them from making any future legal claims in return for a cash payment of around £24,000.8 It was only after they had signed the contract that they were told they had also been infected with hepatitis C – a fact the Department of Health had known about two years earlier but failed to pass on.9


This apparent stitch-up would have fatal consequences. Patients with both HIV and hepatitis C died more quickly than those with just one of the viruses. Advances in treatment also meant HIV was now less deadly than hepatitis C, which causes severe liver damage. Campaigners say the government was desperate to keep the scandal away from the courts for fear of the publicity, criminal charges and compensation claims that might follow. Jason Evans, the founder of campaign group Factor 8, whose father died in 1993 after being infected with both hepatitis C and HIV, said: ‘It was the greatest trick the Department of Health would ever pull on them.’10 Had patients found out earlier, they could have been given treatments to encourage their immune systems to attack the hepatitis C virus. Although the drugs available were not as advanced as those we have today, they would have significantly improved the patients’ survival chances.


And so the victims’ battle for justice continued into the twenty-first century. Even back in 2001, when I interviewed Mick Mason, justice was his main preoccupation. ‘I want the government to launch a public inquiry so we can discover the whole truth,’ he told me. ‘It is an absolute scandal that this was ever allowed to happen when there are so many checks that could have been done.’11


•


Although Mick Mason’s story first opened my eyes to the scandal, it wasn’t until nearly nine years later that the enormity of the tragedy hit home.


By 2010, I had left the Sunday Mercury in Birmingham and moved to London to work in Parliament as a lobby correspondent for Northcliffe Newspapers Group, which included the Hull Daily Mail. Not long after joining Northcliffe, I got to know Diana Johnson, the Labour MP for Hull North, who was interested in the campaign for justice for the victims of the contaminated blood scandal. She introduced me to her constituent Glenn Wilkinson. The former engineer had been given factor VIII in 1983 to prevent excessive bleeding when he had three teeth removed at Hull Royal Infirmary. Like many of those victims who contracted deadly diseases through contaminated blood, he was delivered a death sentence after undergoing a routine operation, in this case during his lunch hour. At a meeting in Westminster, Glenn told me that he only discovered that he had hepatitis C twelve years later, when it showed up on blood tests. The married father of two, who runs the Contaminated Blood Campaign, was devastated when he was first told the news. His horror turned to anger when doctors told him he should never have been given the blood product in the first place, as his haemophilia was so mild.


By the time I met Glenn, he was already an active campaigner and frequently came to Westminster to meet with ministers and civil servants to discuss the government’s inadequate response to the scandal. During one visit, security staff forced him to remove a protest T-shirt before allowing him on to the parliamentary estate. Glenn was determined; he knew that lobbying the government or seeking legal redress were the only options if those affected were ever to get to the truth of what had happened. With the support of his MP, he used every available opportunity to push the issue up the political agenda. Looking back, Glenn admits he was often concerned that the campaign was futile and would never get anywhere. ‘The harder we went at them, the more the government seemed to push back and obfuscate. It felt like we were bashing our heads against a brick wall, and to be honest, many of us felt that the government was just waiting for us to die so that they could avoid giving us answers and avoid paying out any more money,’ he told me.


When I made my next move to become the political editor of the Sunday Express in May 2014, I was determined to try to help raise the profile of the campaign further. The injustice of Glenn’s story as he battled through ill health to draw attention to the scandal had touched me deeply. It seemed incomprehensible that such ongoing suffering by a group of people who had contracted deadly diseases through no fault of their own could continue to be ignored indefinitely. With a new job at a newspaper with an illustrious campaigning history, I wanted to see if it was possible to use the clout of a national title to finally effect change. Within my first month at the paper, I persuaded the news desk to run the first of what would become a long series of articles on the contaminated blood scandal.


Meanwhile, as I started to look more deeply into the controversy, Glenn introduced me to another veteran campaigner, Mike Dorricott, who was to leave a lasting impression on me. Like Glenn, Mike had mild haemophilia and had been given contaminated blood in 1983 during a routine dental operation. He had been infected with hepatitis C and had struggled to cope with a string of serious health complications, including cancer. The former high-flying executive with United Biscuits eventually found himself physically unable to work after having a second liver transplant. At the age of just forty, he had to forego his comfortable salary for a modest pension that meant he was unable to service his mortgage. The inheritance he had dreamed of leaving to his children was gone.


Despite his travails, Mike retained a joie de vivre that seemed incongruous with the hand life had dealt him. Even as his health deteriorated, he took part in the World Transplant Games in 2013 and won double gold at golf. By the time we were introduced, the father of two had terminal liver cancer. Doctors had told him he had just months to live. But if he was going to die, he was going to go down fighting.


With his family facing an uncertain future, Mike pulled no punches in an interview with me, published in the paper in June 2014. He urged David Cameron to introduce a fairer compensation scheme for those infected by contaminated blood products. ‘My life has been ripped apart by a wholly avoidable situation. Mr Cameron, you can – and should – put this right.’ Mike implored the then-prime minister: ‘My time is now up as the prognosis of terminal cancer will mean I won’t get to see my children grow up into adulthood.’12


Mike, who lived with his family in Sedbergh in Cumbria, had been determined to live long enough to hear the outcome of the Penrose Inquiry, a major inquiry into the infection of Scottish patients with contaminated blood. Although the inquiry would have had no direct benefit for him and his family living in England, he and other campaigners had hoped the findings would put pressure on the Westminster government to act.


But on 25 March 2015 – the very morning the Scottish judge Lord Penrose was due to deliver his findings – Mike collapsed and was rushed to hospital in Newcastle upon Tyne. He spent the last days of his life at the Freeman Hospital surrounded by the people he loved most: his sister, wife and two daughters. His skin had long since turned yellow from liver failure and he could no longer breathe unaided. He was reduced to speaking in a whisper. Even as his major organs began to fail, and he drifted in and out of consciousness, Mike appealed to his sister, Jane, and wife, Ann, to get in touch with me to remind me that his dying wish was for justice for him and his family. ‘Tell her to keep going,’ he implored them, in an effort to ensure that his voice, even after death, would continue to be heard. Mike was just forty-seven years old when the end finally came.


His daughter Sarah, who moved to Leeds to be closer to her dad in the final stages of his illness, has now taken up the fight on his behalf. Speaking to me on the phone several years after his death, her feelings were still raw. She told me: ‘He was a very kind and very humble man, and he strove to do the right thing, so I am trying to take a leaf out of his book. I need to know, for myself and my family, that I have done right by him. I need to get justice and closure for myself.’ Sarah, who found out she was expecting a baby shortly after her dad’s death, added: ‘It’s a joke that it is taking this long . . . There are suspicions that it is being drawn out so that victims will have passed away by the time some kind of resolution is found. There doesn’t seem to be any speed or urgency. I don’t give a monkey’s chuff about the cash – it’s about the liability, the apology, [having] someone to say: “I made a mistake and this is the reason why.”’


Sadly, the Penrose Inquiry raised more questions than it answered. Having cost at least £11.3 million and taken six years to complete, it made only one recommendation: to test patients who had a blood transfusion before September 1991 for hepatitis C if they had not already been examined. The report was also reluctant to apportion blame, angering victims and their loved ones, who branded it a ‘whitewash’. However, far from derailing the campaign, it made those fighting for justice more determined than ever.


It was at this point that Angela Farrugia, who had seen her three brothers die after they were all infected with contaminated blood, came forward to tell me her own agonising story. Angela, an exuberant redhead, was retired and living with her second husband, Michael, when she joined the campaign in July 2015. She revealed her desperately sad story during a long and emotional telephone conversation.


Barry Farrugia, a gas engineer from Dagenham, east London, was the first of her siblings to die in 1986, aged thirty-seven, leaving behind five sons. Like his brothers, he was a haemophiliac. He became infected with HIV, hepatitis B and C, cytomegalovirus and the human herpes virus after receiving factor VIII. Soon after Barry’s death, Angela’s other brother Victor, a former merchant seaman who lived in East Ham, was diagnosed with HIV. He was infected with contaminated blood after undergoing hospital dental treatment and died in 2002 in the same hospital where he is thought to have been infected. It was not until after his death, at the age of sixty-three, that his family, including his son and daughter, discovered he had also been infected with hepatitis C. A third brother, David, who worked for London Underground for more than forty years and lived near his sister in Aveley, Essex, died in 2012, suffering a brain haemorrhage linked to the hepatitis C he had contracted after receiving blood products. He was sixty-nine and left behind a daughter and grandson.


‘We never got over Barry’s death, and when my brother Victor was diagnosed with HIV . . . it was almost too much to bear; it was unreal,’ Angela told me in an interview with the Sunday Express. ‘My mother, Violet, died shortly after Victor was diagnosed, after the rapid onset of cancer. I am convinced she died of a broken heart.’13


Angela’s nephew Tony Farrugia said he ‘lost everything’ when his father Barry found out he had been infected. Tony, now a father of two, who does not suffer from haemophilia, ended up in the Brambles Children’s Home in Luton after his father suffered a mental breakdown following his diagnosis and was detained under the Mental Health Act. Tony, a larger-than-life character who became famous for painting himself blood red during protests to draw attention to the scandal, is desperate for justice. ‘None of this was an accident, it was all completely avoidable,’ he told me. ‘It’s a constant reminder every time one of the victims dies of what we have been through. It’s difficult. You are dealing with it every day. You are around people who are dying. It needs to be dealt with. These people need justice; they need closure; they need to be able to live their lives not having to fight every day. They need the truth. We deserve the truth.’


•


For years, many patients who contracted HIV from contaminated blood lived in secrecy and fear because of the stigma surrounding the disease. But as families like the Farrugias decided to tell their stories, so others were inspired to do the same. Having been contacted on social media by numerous individuals who were willing to go public, I decided, in late July 2015, that it was time to launch a crusade calling for a full and final settlement for the victims.


Nick Sainsbury, Ade Goodyear, Joe Peaty and Richard Warwick helped to launch the campaign in the Sunday Express with the harrowing story of their school days. The boys were all pupils at Treloar School in Alton, Hampshire – a school with a devastating past. For half a century, Treloar’s has been one of England’s leading centres in caring for disabled youngsters. The four men all suffered with haemophilia and had been sent there as children because it offered them the best chance of leading a normal life.


But many of their school friends died before they reached their thirtieth birthdays, killed by diseases including HIV and hepatitis C transmitted by the very blood products that were supposed to save them. In total, eighty-nine boys with haemophilia attended this pioneering school in the decade after 1975. Only sixteen are still alive.


Ade, who attended the school from 1980 until 1989, lost not only most of his school friends; his two brothers, Jason, who had AIDS, and Gary, who had hepatitis C, also died. But the contaminated blood scandal does not just inflict physical harms. Ade now suffers from what he describes as ‘lifeboat syndrome’ and feelings of ‘guilt’ about still being alive. ‘I’ve watched so many people die,’ he told me quietly. ‘I stopped counting at forty – and that was just at Treloar’s.’


The parents of Colin Smith, who was just seven when he died of AIDS in January 1990, weighing less than a four-month-old baby, were the next brave family to back the crusade. Colin, a haemophiliac, was only ten months old when he received factor VIII during an operation to fit grommets at the Royal Gwent Hospital in Newport, south Wales. In one of the most harrowing interviews of my career, Colin’s mum, Jan, revealed that towards the end of his short life he could barely hold up his own body, and had to be picked up in a sheepskin to avoid being hurt.


When Colin fell ill in the mid-1980s, public concern around AIDS had reached fever pitch. The stigma of being associated with the tabloid-styled ‘gay plague’ was devastating. The Smiths were soon dubbed the ‘AIDS family’. The terrible four-letter acronym that had come from nowhere to become such a harbinger of doom was scratched on their door and daubed on the side of their house. The parents of the children at the school Colin attended threatened to boycott it. As he approached his final days, even Colin’s medics objected to the family bringing him home to die. The reason? They said no undertaker would take his funeral.


Colin is buried in the cemetery close to the family home. The epitaph on his gravestone, which the family still visit every week, reads: ‘Keep smiling, freckle face. Miss you always, sweetheart.’14


Colin was not the only little boy whose life was devastated by the scandal. Chris Cornes was an orphan by the age of ten after losing both parents to infections that were contracted from contaminated blood donors. Chris was once part of the biggest haemophiliac family in the UK. His father, Garry, who contracted HIV and hepatitis C from infected blood transfusions, was one of seven brothers. Six suffered from the disorder; five are now dead. Chris’s mother, Lee, discovered she had contracted HIV from Garry when she was seven months pregnant with Chris. She died in 2000. The orphaned boy eventually saw out his childhood in hostels for the homeless, with barely enough money for food and clothes.


Chris, who first spoke to me when he was thirty-one, eventually found work as an account manager in Northfield, Birmingham. But he told me that the contaminated blood scandal had ‘shattered his life’ and led him to contemplate suicide. Although he escaped any physical consequences of the scandal, he has been mentally scarred by the experience and still suffers from post-traumatic stress disorder. He remembers his mother clearly: ‘She used to dote on me. It was as if she was trying to make up for the fact that she and Dad weren’t going to be around very long.’ Sadly, he has fewer recollections of his father. ‘I have almost no memories of him except for one vivid image of us together when he lay dying in bed.’15


Over the next few months, I pored over the details of the broken lives of the victims and their families. Among them were widows who had lost husbands, parents who had lost children and children who had been orphaned. Almost a year after the launch of the campaign, it still looked like Kleenex was going to be the only winner. But with every story, I felt we must be getting closer to a breakthrough.


Eventually, David Cameron used his last act as prime minister to unveil a £125 million package to increase the ex-gratia payments to those affected. While the additional funding was welcome, it did not provide closure for the victims and their families. And as Theresa May took over as prime minister in July 2016, the chances of achieving justice for the victims looked further away than ever.


Everything changed when May lost her majority following the snap 2017 general election. Less than a month after May re-entered Downing Street, I bumped into Diana Johnson in Parliament – a chance meeting that would alter the course of the campaign. I had worked out that the Democratic Unionist Party (DUP), which was propping up May’s government in a ‘confidence and supply’ arrangement, was supportive of a public inquiry. When I mentioned this to the Hull North MP, by now the co-chair of the All-Party Parliamentary Group on Haemophilia and Contaminated Blood, she offered to ask the leaders of all the main political parties to sign a letter calling for a Hillsborough-style inquiry.


By now, my home was The Sunday Times. In my second week as deputy political editor, the newspaper published the letter.16 Among those who had signed it was the DUP’s Nigel Dodds. Little did I suspect that just days later – and more than seventeen years after I had written my first story about the scandal – the government would finally agree to the inquiry. It seemed almost too good to be true when the prime minister’s special advisor rang me to deliver the news an hour before May announced it on the floor of the House of Commons. ‘Well done,’ he said. ‘Just two weeks into your new job and you have got your inquiry.’


At the time of writing, that inquiry is now preparing to deliver its verdict, due in the autumn, 2023. Hopes are high among campaigners that justice will finally be achieved for the families, many of whom want closure after decades of howling into the wind. Some simply want the answer to the crucial question: why? How on earth was this allowed to happen? Was UK blood policy one of the most monumental cock-ups in modern British history? Or is there a more sinister explanation, one that may make more sense when viewed alongside the countless warnings issued by eminent experts about the deadly effect of contaminated blood products?


Ministers have already paid interim compensation of £100,000 to each of the surviving victims, or, in the case of those deceased, their partners. This was the first sign that the government, which for decades had been ducking responsibility for the tragedy, is prepared to accept liability. The current prime minister, Rishi Sunak, is now under pressure to extend the same interim payment to orphans who have lost parents and parents who have lost children. This would be in addition to any final financial settlement recommended at the conclusion of the public inquiry. However, the question remains: can any sum of money ever be big enough to compensate for the trauma and the broken lives the scandal has left behind?


•


This is the story of four decades of tragedy, lies and cover-ups – but also of the brave victims and their families who refused to be silenced by the authorities, no matter how much they despaired.


In order to tell their harrowing story, I have interviewed dozens of those whose lives have been torn apart by this scandal, as well as reviewing thousands of documents, interview transcripts and statements provided to the Infected Blood Inquiry.


It is the story of a determined group of campaigners who never lost faith, and how they enlisted the support of politicians such as Diana Johnson and Andy Burnham, the former health secretary and current Mayor of Greater Manchester, who threatened to go to the police with a dossier of evidence that exposed what he described as a ‘criminal cover-up on an industrial scale’. In what was his final speech in the House of Commons in April 2017, Burnham provided examples of inappropriate treatment given to patients, tests being done on people without their knowledge or consent, and results from such tests being withheld for several years. He labelled these ‘criminal acts’ and compared the campaign by relatives of infected people to the efforts of the families of Liverpool football fans crushed to death in the Hillsborough stadium disaster of 1989.


I am proud to have played a small part in that campaign, and I will continue to hold the authorities to account on behalf of the families of the dead and those victims still alive: decent people like Sue Threakall, who lost her husband, Bob, after he contracted HIV; Su Gorman, whose husband, Steve Dymond, died decades after being infected with hepatitis C; Mark Ward, who was told aged fourteen that he had contracted HIV from infected blood products; and of course Mick Mason, whose story inspired a young journalist to join a two-decade-long fight for justice.
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Anita Roddick.










1


BLOOD MONEY


1960–75


The birth of a healthy, bouncing baby is cause for celebration. The arrival of Anita Roddick’s second child was no exception. It was July 1971, a year when the Soviet Union launched the first space station into orbit, the Disney World theme park opened in Florida, and the UK’s little-known education secretary, Margaret Thatcher, took the controversial decision to end free school milk for children. Roddick, who years later became a household name as the founder of The Body Shop, had not had an easy time in labour after she was admitted to hospital on the south coast, close to her home in the seaside town of Littlehampton, West Sussex. She had suffered significant blood loss and required an emergency transfusion, but memories of her daughter’s traumatic birth soon faded as she held her newborn child for the first time.


The euphoria of welcoming a new arrival into the world would come to be tinged with heart-rending grief, however. Roddick did not know this at the time, but while giving birth to a precious new life she had also become one of thousands of innocent patients to be handed a death sentence – an avoidable tragedy that would not be discovered for another thirty years.


Roddick’s transfusion had not been screened. The apparently life-saving blood had, in fact, been infected with hepatitis C, a virus that can cause fatal liver damage but can also circulate undetected in humans for many years. The virus did not appear to inflict any immediate effects on Roddick. Five years after the birth of her daughter, Samantha, she opened her first shop in Brighton. A self-confessed hippy who used natural ingredients to make cosmetics she sold in reusable plastic bottles, Roddick’s goal was to earn an income for herself, Samantha and her other daughter, Justine, while her husband, Gordon, spent two years riding horseback from Buenos Aires to New York.


It was not an easy start. Roddick’s premises in Brighton were so derelict that she once joked that she chose green as The Body Shop colour to camouflage the mould on the walls. She then had to sell fifty per cent of the business to a local garage owner to raise money for a second shop after a bank rejected her application for a loan. When Gordon finally rode back from his Latin American sojourn, he suggested franchising branches. It was a fine strategic decision.


The Body Shop was ahead of the curve on environmental issues and expanded rapidly. The company was one of the first to prohibit the use of ingredients tested on animals in some of its products, and one of the first to promote fair trade with developing countries. The Body Shop franchise eventually grew to more than 2,000 shops in fifty countries. By the 1990s, Roddick was the fourth-richest woman in Britain. She became a dame in 2003, and in 2006, she sold the business to L’Oréal for £652 million.


It is not known whether the decision to divest herself of the thriving business was linked to a terrible discovery two years earlier.


The blood transfusion Roddick had received during Samantha’s birth had finally come back to haunt her. The entrepreneur was diagnosed with cirrhosis of the liver. The debilitating illness was detected following a routine blood test that was ordered as part of a medical examination to assess her suitability for a life insurance policy. The blood test indicated abnormal liver function – and subsequent tests uncovered the hepatitis C virus in her blood.


The diagnosis came as a complete bolt out of the blue for Roddick and her family. The only explanation she could find for the illness was the blood transfusion she had received thirty-three years earlier – long before blood donors were routinely screened for the disease.


Roddick was diagnosed in 2004 but did not reveal details of her illness until Valentine’s Day 2007. ‘I have hepatitis C. It’s a bit of a bummer but you groan and move on,’ she wrote in a post on her website. ‘I had no idea I had this virus. I was having routine blood tests when it showed up.’


She added, with her characteristic optimism: ‘I do have cirrhosis. I could still have a good few years – maybe even decades – of life left, but it’s hard to say. I could be facing liver cancer tomorrow.’


Roddick also announced that she had become a patron of the Hepatitis C Trust, a charity she had discovered when she first found out she had the virus. She called for hepatitis C to be taken more seriously as a ‘public health challenge’, and questioned the success of a government awareness campaign.


‘Having hepatitis C means that I live with a sharp sense of my own mortality, which in many ways makes life more vivid and immediate,’ she said. ‘It makes me even more determined to just get on with things.’


Less than seven months later, Roddick was dead. She suffered an acute brain haemorrhage at around 6.30p.m. on 10 September 2007, after being admitted to St Richard’s Hospital, Chichester, the previous evening suffering from a severe headache. She was just sixty-four.


The entrepreneur’s death left a huge hole in her family’s life. Speaking after her untimely demise, her husband Gordon said: ‘It’s as if somebody has reached into my heart and turned out the lights.’1


Her youngest daughter, Samantha, was utterly devastated. In an interview for The Sunday Times almost a decade after her mother’s death, she told me how she struggled with ‘unconscious guilt’ stemming from the knowledge that the blood transfusion during her own birth ultimately led to the early passing of her indomitable mother. Samantha, who has rarely ever spoken about her mother’s death or the contaminated blood scandal, spoke slowly and articulately as we discussed her plight in an emotional telephone conversation. ‘I was in my late thirties when she was diagnosed and she was in her sixties, and I knew it was to do with my birth,’ she said. ‘It was quite a tender subject for my mum, and I didn’t really dissect how she found out, but I know it really rested very heavily on her heart.’ Samantha, who bears a striking resemblance to her mother, with dark, curly hair framing her face, told me that the greatest tragedy of her mother’s illness was that she had not been diagnosed until it was too late to effectively treat the virus. While Roddick had initially undergone groundbreaking treatment, she had to stop taking the medication after it was found to exacerbate her high blood pressure.


‘The tragedy around my mum was she didn’t get diagnosed until she had cirrhosis,’ Samantha told me. ‘If she had known she had hepatitis C when she was a lot younger, she would have been able to have treatment.’ Samantha, who founded the lingerie brand Coco de Mer, added: ‘How can you think that something as innocent as a woman going into hospital to give birth can lead to someone coming out with hepatitis C? My mum was one of tens of thousands of people who were basically on a Russian roulette.’2


Although the origin of the blood Roddick received is unknown, much of the contaminated blood that entered the UK supply chain was imported from America. ‘There is a cruel irony that my mum got poisoned by a supply chain, because The Body Shop was the first company in Britain to hold their supply chain properly to account,’ Samantha told The Sunday Times in another interview.3


•


Blood, the elixir of life, is at the centre of this unimaginable tragedy. Since the dawn of humankind, curiosity about the mystical and biological functions of blood has led to both dangerous mistakes and revolutionary discoveries.


The ancient Book of Leviticus, the third book of the Torah and the Old Testament, observes that ‘the life of the flesh is in the blood’. Many clinicians would agree with this statement. Red cells carry the oxygen that is required for our bodies and our brains to function. White cells defend us against invasion by lethal pathogens. Platelets and proteins in plasma form clots that can prevent fatal bleeds.


Blood is constantly being renewed by stem cells in our bone marrow; red cells renew every few months, platelets and most white cells every few days. Since marrow stem cells spawn every kind of blood cell, they can, when transplanted, breathe new life into a dying host.


In the verse from Leviticus, the word ‘nefesh’, translated as ‘life’, can also mean ‘soul’, anointing blood with an intrigue that fascinates to this day. The British journalist Rose George has written extensively about the unique biology of blood and its connections to the origins of the Earth and of life itself. ‘The iron in our blood comes from the death of supernovas, like all iron on our planet,’ she writes. ‘This bright red liquid . . . contains salt and water, like the sea we possibly came from.’ George estimates our blood courses 12,000 miles through our veins every single day, while the body’s network of blood vessels runs to about 60,000 miles long – more than twice the circumference of the Earth.4


Ancient humans were not aware of this science. Nonetheless, they were sure of blood’s importance. For them, blood was something mysterious – visible only when dripping from a wound, or during childbirth, miscarriage and menstruation. It was a symbol of life and death.


In pre-modern times, blood was not only a target of treatment but also a source of medicine. In ancient Rome, the philosopher Pliny the Elder reported that gladiators who survived duels in the Colosseum would drink the blood of the fallen in the mistaken belief that it would ward off epilepsy.5


Throughout history, the blood of martyrs was also believed to cure disease. The Golden Legend, a thirteenth-century account of the lives of saints, attributed healing powers to water used to wash the bloodstained clothes of Thomas à Becket, the Archbishop of Canterbury, who was murdered in 1170. In 1483, King Louis XI of France, a paranoid religious fanatic, reportedly drank vast quantities of blood collected from healthy children in a desperate and ultimately unsuccessful attempt to stave off death from leprosy.6


The year 1628 marked a major scientific breakthrough in the history of blood. ‘An Anatomical Essay on the Motion of the Heart and Blood in Animals’ was published by the English physician William Harvey. His revolutionary insight – that blood circulated from the left side of the heart through arteries and returned to the right side through veins – is often cited as the greatest single discovery in medicine.7


Armed with that knowledge, physicians began to consider the possibility of blood transfusions. In 1666, at the Royal Society in London, Richard Lower revealed that he had transfused blood between two dogs, using a goose quill to connect an artery in the neck of one to the jugular vein in the neck of the other. One year later, French physicians introduced blood from a calf into the vein of a young man. The man’s pulse rose, sweat formed on his brow, and he complained of severe back pain before dying shortly afterwards.


Such failures led the Royal Society, the French Parliament and the Catholic Church to suspend blood transfusions for human beings. The procedure was banned from orthodox medicine for 150 years and did not become viable again until 1900, when Karl Landsteiner, a physician at the University of Vienna, discovered blood types. Over the next few years, Landsteiner and his colleagues identified the main blood groups we know today: A, B, AB and O. They showed that the interactions between the different groups determined whether a transfusion would be safe. AB blood carriers were universal recipients, able to receive blood from any donor; O carriers, like Landsteiner himself, were universal donors. Now blood could be more safely administered to patients and become, for the first time, a true therapy.


More discoveries followed. In 1914, it was found that sodium citrate prevented blood from clotting, allowing it to be collected from a donor and stored until it was needed by a recipient. In the First World War, this discovery saved the lives of countless wounded soldiers.


By the 1930s, scientists had learned how to separate blood into its constituent parts, including red cells and plasma – the agent that prevents excessive bleeding when a blood vessel is injured. Platelets and proteins in your plasma work together to stop the blood flow by forming a clot over the injury. This vital breakthrough was greeted with much excitement by a particular group of people who, for centuries, had suffered from a terrible blood disorder that seemed to be passed between families.


•


Incidences of excessive or abnormal bleeding were first recorded hundreds of years ago. The Talmud, a collection of Jewish rabbinical writings on laws and traditions from the second century AD, stated that baby boys did not have to be circumcised if two of their brothers had previously died from the procedure.


In 1803, John Conrad Otto, a physician in Philadelphia, was the first to recognise that a bleeding disorder primarily affected men and ran in certain families. He traced the disease back to a female ancestor living in Plymouth, New Hampshire, in 1720. Otto called the males ‘bleeders’. In 1813, John Hay published a paper in the New England Journal of Medicine proposing that affected men could pass the trait for a bleeding disorder to their unaffected daughters. Friedrich Hopff, a student at the University of Zurich, and his professor Dr Schonlein, are credited with coining the term ‘haemorrhaphilia’ for the condition, in 1828, later shorted to ‘haemophilia’.


Haemophiliacs suffer from an inherited genetic disorder that impairs the body’s ability to make blood clots – a process that is needed to stop bleeding. The female is the carrier of the defective gene. If she bears children, a son has a fifty per cent chance of inheriting haemophilia, while a daughter has a fifty per cent of being a carrier herself, which means she can pass the defective gene on to her children. Male children of a man with haemophilia do not inherit this condition.


Blood is made of different types of cells, including red blood cells, white blood cells and platelets, which are all suspended in a straw-coloured liquid called plasma. Platelets are the cells responsible for making blood clot. When a blood vessel is injured, platelets clump together to seal the injury site. They also initiate a complicated chemical reaction to form a mesh made of a substance called fibrin. This reaction always follows a precise pattern, with each clotting protein, known as coagulation factors, turned on in order. When all of the factors are turned on, the blood forms a clot that stops the injury site from bleeding any further. Ordinarily, there are a number of coagulation factors circulating in the blood, waiting to be turned on when an injury occurs. However, if one of the factors is missing, the chemical reaction cannot occur as it should. Each coagulation factor is given a number from I to XIII. The effects of any missing factor will vary, but can include blood loss, which can be severe and life-threatening.


There are two main types of haemophilia. Haemophilia A, which occurs due to low amounts of clotting factor VIII, and haemophilia B, which occurs due to low levels of clotting factor IX. Haemophilia B is also known as Christmas disease, after Stephen Christmas, the first patient to be described with the condition. Both types are typically inherited from parents through an X chromosome carrying a non-functional gene. However, sometimes a new mutation may occur during early development, or haemophilia may develop later in life due to antibodies forming against a clotting factor.


In more recent times, haemophilia became known as the ‘royal disease’ because the haemophilia gene was passed from Queen Victoria to several ruling families across Russia, Germany and Spain.


Haemophilia was a life-threatening disease at the time, and those who suffered from the condition were often at risk of bleeding to death. Prince Friedrich of Hesse and by Rhine, a haemophiliac, died before his third birthday in 1873 after suffering from a bleed on the brain after falling from a third-storey window, an injury that almost certainly would not have been fatal had he not had the bleeding condition.


Even with advances in medicine, the risks associated with haemophiliacs bleeding to death have always been considered great, leading some physicians to conclude that any treatment, no matter how potentially risky, would be better than none.


It is understood that Queen Victoria’s gene was caused by spontaneous mutation. Of her children, one son, Leopold, had haemophilia, and two daughters, Alice and Beatrice, were carriers.


Beatrice’s daughter married into the Spanish royal family and passed on the gene to the male heir to the throne, while Alice had a carrier daughter, Alix, who became Empress Alexandra on her marriage to Russia’s Czar Nicholas in 1894. Their son, Alexei, who was born in 1904, was treated for haemophilia by the mysterious and self-professed holy man Grigori Rasputin. Alexei’s haemophilia was so severe that trivial injuries, such as a bruise, a nosebleed or a cut, were potentially life-threatening. He led a difficult life before being executed by the Bolsheviks during the Russian Revolution in 1918.


If Alexei had survived a few more decades, he might have benefited from the discovery of blood plasma. Often described as ‘liquid gold’ due to its amber colour, plasma was easier to transport and lasted longer than whole blood transfusions. It saved countless lives, and certainly helped the Allied forces during the Second World War. When a soldier is critically wounded, blood loss is extremely dangerous. In addition to the loss of oxygen-carrying red blood cells, the greatest concern is the loss of fluids, which results in low blood pressure. By transfusing casualties with plasma, blood volume is maintained and blood pressure remains at a normal level, preventing shock.


Because the red blood cells are removed from plasma, the need to match the blood type of the donor to the recipient is unnecessary. In addition, dried plasma can be stored for long periods of time without refrigeration and transported across great distances. Medics on the battlefield simply reconstituted the dried plasma by adding water before transfusion.


Dr Charles R. Drew, an American surgeon, developed the key techniques for preserving plasma in the US. The first African American to receive a Doctor of Science degree, Drew proved that plasma could be stored significantly longer than whole blood. He was headhunted by British officials during the Second World War to create a blood bank for soldiers and civilians. This became known as the ‘Blood for Britain’ programme and met the desperate need for blood to treat those wounded during the Blitz.8 It was followed by a huge operation to recruit volunteers in America to give a pint of blood to aid the war effort, establishing the principle of blood donation. To encourage people to come forward, Drew first devised the use of bloodmobiles, trucks with refrigerators serving as donation centres. The American Red Cross participated in the scheme, collecting 13 million units of blood from 14.7 million donors by the end of the Second World War.9


Britain also did its bit for the war effort, setting up blood donation centres across the country. Bristol was at the epicentre of the donation programme and became the headquarters for the National Blood Transfusion scheme. At the start of the war, just 2,000 donors were registered; however, by 1944, when the system was running at peak efficiency, British soldiers wounded on D-Day received blood and plasma almost exclusively donated by Bristolians.10


After the war, the new miracle plasma was even more in demand, and more was needed for modern surgery and pioneering treatment, particularly for haemophiliacs and patients with von Willebrand disease, the most common hereditary blood-clotting disorder.


In the early 1960s, Dr Judith Graham Pool discovered a process of freezing and thawing plasma to get a layer of factor-rich plasma. A group of researchers at Stanford University, USA, discovered it had ten times the concentration of factor VIII, the missing coagulation factor in patients with haemophilia A. Cryoprecipitate, as it was known, was heralded as a wonder cure for haemophilia, as it was seen as the most effective way to stop bleeds. However, it could only be administered via transfusion in hospital, and because there was still only a small number of donors, it was always in short supply.


The real game-changer came with the development of factor concentrates. It was discovered that if cryoprecipitate was dissolved, treated chemically and subjected to a centrifugal process, it produced a crystalline powder, which had ten times the clotting power of cryoprecipitate. This became known as factor VIII concentrate because it mimicked the naturally occurring factor VIII coagulation factor.


The first plasma-derived factor VIII concentrate was approved in 1966, followed by a factor IX concentrate in 1970. Clotting factor could be freeze-dried into a powder that was easy to store, carry and transport. It meant that people with haemophilia could be treated more quickly and have their bleeds dealt with at home or at work, enabling them to lead more normal lives. When a cut or bruising led to bleeding, they could simply take a bottle containing factor VIII, or factor IX, out of the fridge, inject themselves with it and their blood would start clotting.


Seismic scientific discoveries often come hand in hand with potent commercial opportunities. Major pharmaceutical companies could smell the emergence of a significant new revenue stream. The creation of a booming global plasma trade in the 1960s marks the genesis of the contaminated blood scandal.


Sadly, haemophiliacs were to bear the brunt.
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Dame Anita Roddick, who was infected with tainted blood products in 1971, is one of the earliest victims in the UK.


By then, the four pharmaceutical companies who manufactured plasma products for patients across the world – Baxter, Bayer, Armour and Alpha – had begun to engage in disturbing and unethical practices. As demand grew, these companies went to extreme lengths to find enough donors.


The first ominous warning of the tragedy that was about to unfold was chronicled in 1970 by Richard Titmuss, Britain’s leading commentator on social policy at the time, in the book for which he is most remembered, The Gift Relationship. He demonstrated conclusively that the British system of voluntary blood donation was superior to the American paid-for system in two crucial respects. It avoided contamination of blood products, but it also reaffirmed, on a personal level, the collective duty of care to strangers on which the NHS was founded. The book stated: ‘In the United States, Britain, and other modern societies the most dangerous of these hazards [resulting from the use of blood and blood products] is serum hepatitis. It is becoming a major public health problem throughout the world.’ The book concluded that a private market in blood entails ‘much greater risks to the recipient of disease, chronic disability and death’.11


Not a lot happens in the rural southern US state of Arkansas, best known for hosting the World Cheese Dip Championship and the World Championship Duck Calling Contest. But inside the Arkansas Department of Corrections, looming among the cotton rows in this ‘deepest of the Deep South’ town, a global scandal was brewing.


In 1964, some pharmaceutical firms, including Baxter and Bayer, took the fatal decision to collect blood from prisoners in an apparent attempt to cut costs and boost profits. At the Cummins Unit, home to Arkansas’ male death-row population, and the place where the country and western singer Johnny Cash once performed as part of a tour, inmates ‘would regularly cross the prison hospital’s threshold to give blood, lured by the prospect of receiving $7 a pint’. One commentator described it as a ‘creepy ritual to behold’, with ‘platoons of prisoners lying supine on rows of cots, waiting for the needle-wielding prison orderly to puncture a vein and watch the clear bags fill with blood’.12


Administrators, more recently under the state governorship of Bill Clinton, then sold the blood, which could be traded on the international plasma market for $50 a pint, to brokers, who in turn shipped it to other states, and to Japan, Italy, Spain and Canada. Half the profits were funnelled back to the Arkansas Department of Corrections.13


Unfortunately, many of the prisoners were addicted to drugs and their blood contained several deadly diseases, including hepatitis – the same virus that eventually killed Roddick.


Dangerous blood being injected into the global blood supply did not seem to concern the Arkansas prison authorities. Years later, they were exposed for doctoring prisoners’ medical records to remove any evidence that the inmates were carrying the deadly diseases.14


Bill Douglas, a former prisoner and hepatitis sufferer, described the regime in the Cummins Unit in Arkansas, where he regularly donated plasma. ‘They didn’t care if you had to crawl to get there so long as you were able to give blood,’ he said. ‘You were never checked. It was like a cattle chute. That’s the way it was done.’15


Dr Edwin Barron, a medical administrator at the facility, was so disgusted by the practices there that he decided to resign. ‘They did little or no screening of anybody,’ he said. ‘It was obvious to me . . . that this was a time bomb that had been planted here.’16


The pharmaceutical companies were raking it in and seemingly failed to share his concerns. One of those involved was the reincarnation of a company that already had form for prioritising profits over human lives.


Bayer is a chemical and pharmaceutical giant founded in Barmen, Germany. During the First World War, it manufactured chemical weapons including chlorine gas, which was used to horrendous effect in the trenches. Bayer later merged to form the massive German conglomerate Interessengemeinschaft Farben, or IG Farben for short. It became the largest company in Germany and the single largest donor to Adolf Hitler’s election campaign.


During the Second World War, IG Farben used slave labour in many of its factories and mines. By 1944, more than 83,000 forced labourers and death-camp inmates had been put to work in the IG Farben camp at Auschwitz in Nazi-occupied Poland.


Auschwitz was a vast labour and death camp that consumed as much electricity as the entire city of Berlin, and is estimated to have cost more than one million lives. IG employee and SS major Dr Helmuth Vetter, stationed at Auschwitz, conducted human medical experiments by order of Bayer. He was convicted of war crimes in 1947 and was executed in 1949.


Years later, correspondence between the Auschwitz camp commander and Bayer was unearthed. It dealt with the sale of 150 female prisoners for experimental purposes and involved haggling over the price. One exchange noted: ‘The experiments were performed. All test persons died. We will contact you shortly about a new shipment at the same price.’17


In 1946, the Nuremberg war crimes tribunal concluded that without IG Farben the Second World War would simply not have been possible. Telford Taylor, the chief prosecutor, warned: ‘These companies, not the lunatic Nazi fanatics, are the main war criminals. If the guilt of these criminals is not brought to daylight and if they are not punished, they will pose a much greater threat to the future peace of the world than Hitler if he were still alive.’ The indictment also warned that due to the activities of IG Farben, ‘the life and happiness of all peoples in the world were adversely affected’.18


A few years after the conclusion of the war, in 1952, Bayer quietly re-formed out of the disgraced assets of IG Farben.


Back in Arkansas, problems with blood plasma supply were not solely down to the high-risk prison donors. Risks of infection also increased exponentially because of the decision by pharmaceutical companies and so-called blood fractionisers, which transform the blood into medicines for haemophiliacs, to mix blood provided from large groups in the manufacture of factor VIII products. Blood extracted from as many as 60,000 donors could be used for each batch, meaning one infected donor could contaminate each batch and then infect every patient who received it.


Many victims were later able to trace batch numbers of the blood products they received back to the Arkansas prison. The first to do that was Carol Anne Grayson. Her husband, Peter Longstaff, a haemophiliac, died aged forty-seven after being infected with HIV, hepatitis B and C, and vCJD. Grayson, who lives in Jesmond, Newcastle, told the Northern Echo: ‘Batch numbers of treatment received by my husband Peter who had both viruses was tracked back via US lawyers to Arkansas State Penitentiary where prisoners sold their blood, which was used by the NHS. Blood was imported from the US putting profit before safety and sourced from high-risk donors [. . . violating] virtually every safety rule in the book.’19


In the UK in the early 1970s, another issue was emerging. With all the excitement around developments in blood plasma, the NHS was struggling to keep up with surging demand. The Department of Health and Social Security was facing regular criticism in the media for failing to meet the ongoing need for new blood products that could be more easily administered at home.


A small amount of domestically produced factor VIII concentrate was made at the Blood Products Laboratory (BPL) in Elstree, north London, and at a smaller plant, the Protein Fractionation Laboratory, in Oxford. But by 1972, clamour from patients – in particular haemophiliacs – led to increasing quantities of commercial factor VIII being imported to the UK from the United States.


Despite repeated promises from politicians that the UK would become self-sufficient and produce enough home-grown factor concentrates, this was never achieved. The reasons for this have been the subject of intense debate over the decades; many blame the lack of a centralised funding model, and the absence of a central body with the executive power to direct and coordinate efforts.


The introduction of the imported factor concentrates caused quite a stir among the haemophilia community. At the time, nothing substantive was yet known about the dangerous donor and sourcing process, and many believed the treatment would be a gateway to a healthier and more normal life.


The Yorkshire Post and The Sunday Times both ran campaigns attacking the lack of the new blood plasma products in the early months of 1975. In one article in the Yorkshire Post, entitled ‘Angry Doctors Speak Out’, Dr Peter Jones, the head of the Newcastle Haemophilia Centre, is quoted extensively about the frustration he felt about the perceived undertreatment of his patients at a time when commercial concentrates were available.


He said: ‘The answer lies in the reorganisation of the British Blood Transfusion Service. Personally, I am not prepared to wait for that reorganisation or for a British product to become available in sufficient quantities. When I see my patients growing up and suffering, I am convinced that home therapy is the only answer. The sooner a patient treats a bleed, the sooner it stops and the less concentrate it requires . . . [It] is the same old British story – no money to develop anything.’20


In its annual report for 1975–6, the Scottish National Blood Transfusion Service reflected the increased calls for the use of factor concentrates:




Of all the blood products available, the only one which has aroused an emotive response in the UK (Scotland is less vociferous) is the supply of factor VIII and its use in the treatment of haemophilia. Parliamentary questions, newspapers, wireless and television have all been used to publicise the demands of the pressure groups. Propaganda has been along two main lines – a demand for immediate implementation of home therapy regimes . . . and a philosophy that the haemophilia patient should lead a perfectly normal life.21





Few ordinary citizens knew at this stage that the miraculous and hugely popular new treatment carried hidden dangers. But the World Health Organization (WHO) did. In May 1975, it published Resolution 28.72 on the use and supply of blood and blood products, which expressed ‘serious concern’ at the international blood and plasma trade. One of its principal concerns was that there was a ‘higher risk of transmitting diseases when blood products have been obtained from paid donors rather than from voluntary donors’. The WHO, therefore, recommended that its member states promote the development of national blood services based on the voluntary, non-remunerated donation of blood.22


This resolution from the WHO was one of the first warnings on record to be ignored. Sadly, it would not be the last.


The first significant crack in the façade came six months later, in December 1975. An investigation team from Granada’s groundbreaking World in Action programme first exposed the murky world of the US plasma trade to a mainstream audience.23 It sent a team of reporters to the Hyland Donor Centre in San Jose, near San Francisco, one of twenty-four clinics in the US producing plasma products sent to treat haemophiliacs in the UK. The documentary focused on the fact that US donors were paid, which meant that blood banks became a magnet for those on the lowest rung of the socio-economic scale, desperate for their next fix. Such was the scale of the phenomenon among the country’s down-and-outs, they even had their own phrase for donating: ‘Ooze for booze.’


It didn’t seem to matter to the company featured in the programme, the Hyland Division of Baxter Laboratories, that the blood they were selling on to foreign health services such as the NHS came from donors who were already infected with life-threatening forms of hepatitis.* The programme revealed that the health risks from US paid donors were thirteen times greater than from British volunteer donors because of their backgrounds.


The makers of the episode, entitled ‘Blood Money’, spent four weeks in the US observing clinical practices after an unprecedented outbreak of hepatitis among UK haemophiliacs appeared to be linked to a blood product called Hemofil, manufactured by Hyland. Hemofil, a synthetic form of factor VIII, contained blood plasma taken from paid donors, including America’s drug addicts and alcoholics.


At least sixty cases of hepatitis linked to this treatment were identified in the UK at the time, including two that may have contributed to the patients’ deaths. The outbreak was discovered by Dr John Craske, a consultant virologist at a Manchester hospital. His study on the surge in cases of hepatitis among patients at the Bournemouth haemophilia centre who had used a commercial concentrate was published in the Lancet on 2 August 1975.


He told World in Action:




Checking amongst the incidence of hepatitis in the local population shows that there was no abnormal incidence of hepatitis in the local community or amongst the various patients affected, and it seemed therefore that the most likely thing was the introduction of some new product or something else associated with their treatment.


We therefore checked the transfusion histories of these patients, and it became apparent that this jaundice was associated with the administration of one particular batch of a commercial concentrate . . . called Hemofil, which had been introduced for use for the first time at the end of 1973.24





Professor Ari Zuckerman, a leading British hepatitis expert who accompanied the television crew, added: ‘Well, it’s been recognised for a number of years now that bought blood does carry a higher risk. And it’s difficult to actually pinpoint the reason, but it seems that individuals who are willing to sell their blood are normally from a background which appears to be rather poor socio-economically.’25


World in Action visited the Hyland Donor Centre in East Baltimore, USA, in the heart of the city’s red-light district. The decision was taken to film outside the clinic after the TV crew was denied access to the centre by the pharmaceutical company. The reason given by the company was: ‘unattractive outside situations, unattractive donors’.26


At 6a.m., the film crew filmed a queue of donors waiting to give blood in freezing temperatures. The queue was largely made up of unemployed African Americans. Some were homeless, while others said they were on parole or had recently left prison. The crowd was fractious, and the narrator suggested many of those present appeared to have been drinking alcohol. The camera panned in on one individual who was swigging from a bottle before sticking it underneath the band of his trousers and tucking his shirt over it to obscure the evidence. The narrator claimed the plasma industry was booming because of the recession America was suffering.


‘Government rules say that any donor under the influence of alcohol is unsuitable, and centres tell donors not to drink twenty-four hours before selling plasma,’ said the narrator. ‘But many we saw did just that. Donors are allowed to sell half a litre of plasma twice a week. They usually get two pounds fifty for the first half litre and five pounds for the second.’27


For every litre of blood donated, Hyland was left with about half a litre of plasma. Up to 6,000 litres were ‘pooled’ before there was enough to extract the concentrated factor VIII, which could then be sold on for a profit.


Dr James Mosley, of the University of Southern California, told the programme there were risks from pooling thousands of donations to make Hemofil, as just one unit of blood carrying the disease could contaminate the entire batch. He said:




If it’s one in a thousand and you pool them, it’s going to contaminate the other nine hundred and ninety-nine, and particularly if there is a concentration technique which not only concentrates the factor that you are interested in – the clotting factor – but also concentrates the virus.


Unfortunately, that happens to be true for the clotting factors – the virus is concentrated along with them. So even with the best donors, a large pool is a risk, and the larger the pool, the higher the risk.





Asked to assess the risk of getting hepatitis from a clotting factor concentrate, Dr Mosley said: ‘Probably one hundred per cent if the individual is susceptible.’28


When journalists posed as donors at five Hyland centres, the checks to reduce the potential risk of high-risk donors giving blood were largely absent. The undercover reporters were shocked by their findings. No checks were made on false addresses, which would have excluded donors who were homeless. Drugs checks were also not always carried out, and physical examinations were not always done fully but were certified as such. Certain medical questions, such as those about their medical history, were also not asked, but were filled in on forms as having been answered satisfactorily.


According to the programme, Hyland had been warned thirteen times since November 1974 for breaking federal regulations at its plasma centres and processing plants. The same year, the US Bureau of Biologies was forced to close one centre temporarily.


Yet Hyland was not the only manufacturer of plasma to face these kinds of criticism from the programme. When World in Action spoke to Russell S. Tate, the manager of a centre owned by another unnamed supplier, he agreed that ‘quite a few’ alcoholics and drug addicts got through their screening processes to give blood. Asked if it was ethical to take blood from such people, Tate responded with a chuckle: ‘American business. I don’t know whether it is ethical or not, but up to this point in time, no one has found an acceptable substitute for human blood, and so we have to get it somehow.’29


The programme also revealed an explicit warning from Dr J. Garrott Allen, the US-based world-renowned hepatitis expert, in a letter to William Maycock, the then-head of the British Blood Transfusion Service. Dr Allen had written to Maycock saying:




Commercial blood banking perpetuates the high-risk rates for hepatitis we encounter with their products and it also tempts these same firms to sell residual products. It does not take much commercial blood in a mixed combination to bring up an astounding attack rate from one that is relatively unnoticed; this is the basis of my concern about Britain purchasing commercial blood products from our country.





Like the WHO’s warning, this stark letter was also ignored by the government – an action that would astound and disgust victims’ families when it emerged years later.


World in Action interviewed Dr William Maycock, who denied he was complacent about the risks from imported concentrates from the US. He said: ‘No, I don’t think so. I think the quality of this material was controlled, both here and in America.’ He added: ‘Dr Allen’s views are more his observations that had all been published and were well known to those concerned who were using this material.’30


Maycock’s failure to sound the alarm would have devastating consequences. But others were not so dismissive. David Owen, a UK health minister at the time the programme aired, was concerned about its revelations when briefed by World in Action, but he said the UK was not in a position to refuse foreign donors as it was not then self-sufficient in plasma. Asked about the risk of viruses entering the blood supply, Owen told the programme: ‘We’ll never be absolutely certain, even when we produce it ourselves, so there is always some risk. There’s a risk from any form of using blood from donors. But you have to balance the risk. At the moment, in this country, we have not got full production facilities of our own. I would much prefer it, and the sooner we’ve got our own, the better.’


He added: ‘As soon as we’ve got our own, and we’re self-sufficient, then comes the question of whether it is reasonable to any longer rely on provision from other countries, and I think that raises some profoundly important moral issues as well as the whole question of whether you’re satisfied with their standards of safety.’31


British patients who were injected with imported factor concentrates from the US told the programme they were concerned about the terrible impact of the recent spikes in hepatitis uncovered by Dr Craske.


Keith Proud, a young, long-haired, bearded hippy wearing rose-tinted glasses who lived with his mother in Gateshead, revealed that he had been treating himself at home with Hemofil for the past two years, and had recently been diagnosed with hepatitis.


‘It started off with backache, things like that, feeling pretty rotten, and a couple of days after that, I started to turn yellow, the whites of my eyes went yellow. I started vomiting and generally feeling pretty rough,’ he told the programme. ‘I couldn’t eat anything. I was only drinking fluids.’
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