
   [image: Cover: The End of Innocence: Britain in the Time of AIDS by Simon Garfield]


   
      
         
      [image: ]

      

   


   
      
         
      iii
    

         
            
        THE END OF INNOCENCE
      

            
        Britain in the Time of AIDS
      

            SIMON GARFIELD

         

         
            
               [image: ]

            

         

      

   


   
      
         
      v
    

         
            For Justine

         

      

   


   
      
         
            Contents

         

         
            
               
	Title Page

                  	Dedication

                  	List of illustrations

                  	Foreword by Russell T Davies

                  	Part I

                  	1: After the Dance

                  	2: Subway

                  	3: False Negative

                  	4: The Fridge That Day

                  	5: Shooting Gallery

                  	6: A Plague on Both Your Houses

                  	7: Suitable Treatment

                  	8: The Church Has AIDS

                  	9: Protest

                  	10: Really at Risk?

                  	11: Safer Sex, Risky Sex

                  	12: Stars and Red Ribbons

                  	Part II

                  	Journal of a Plague Year

                  	Epilogue to the Paperback Edition, 1995

                  	Afterword to the 2021 edition

                  	Appendix

                  	Acknowledgements

                  	Index

                  	Plates

                  	About the Author

                  	Further praise for The End of Innocence

                  	By the Same Author

                  	Copyright

               



         

      

   


   
      
         
ix
            List of illustrations

         

         
            1 The Broderip ward at the Middlesex Hospital (Herbie Knott, Independent)

            2 Social Services Secretary Norman Fowler outside 10 Downing Street, November 1986 (Press Association Photos)

            3 & 4 Professor Anthony Pinching of St Mary’s and Bart’s Hospitals and Sir Donald Acheson, former Chief Medical Officer

            5 Vince at home on the Muirhouse Estate, Edinburgh (John Sturrock, Network)

            6 The Princess of Wales with Sylvia Killick at the London Lighthouse, 1992 (Tehmina Boman)

            7 Members of Act-Up outside Wellcome offices (Richard Maude, Pink Paper)

            8 Simon Callow and schoolchildren mark World AIDS Day in Hyde Park, 1 December 1988 (Keith Dobney, Independent)

            9 A decade of leaflets from the Terrence Higgins Trust

            10 Virginia Bottomley, Health Minister, at a condom production line, November 1991 (Brian Harris, Independent)

            11 The Health Education Authority’s most popular safe sex advertisement from 1991

            12 An advert for the gay press

            13 Stephen Fry lines up the stars for Hysteria 3 (Rex Features, photo by Richard Young)

            14 Derek Jarman canonized by the Sisters of Perpetual Indulgence, 1991 (Richard Maude, Pink Paper)

         

      

   


   
      
         
xi
             Foreword

by Russell T Davies

         

         In January 2021, Channel 4 transmitted a drama I’d written about the AIDS crisis in Britain. It’s a Sin showed the loves, lives and losses of five best friends living in a London flatshare from the years 1981 to 1991.

         I’d dreaded viewing figures of zero – who wants to watch a show about a virus during a pandemic? But thankfully, people watched. And better still, they reacted. It’s said that transmission in the middle of HIV Testing week quadrupled the number of tests. A remarkable man called Philip Normal – the UK’s first openly HIV positive mayor – made a T-shirt of the show’s catchphrase, ‘La!’, and single-handedly raised £500,000 for the Terrence Higgins Trust.

         During all this, people would say to me, ‘Why has the UK version of this story never been told before?’ And I’d say, it has. Time and time again. It’s been told by the charities; it’s been told by a hundred unsung soap and serial writers, slaving away, unnoticed by posh critics; by hard-working theatre writers, who might not have had the shine and glitter of TV (and might be all the better for it); it’s been told by novelists and social workers and nursing staff, by the bereaved and survivors alike.

         And it’s been told by Simon Garfield.

         The first version of this book came out in 1994 and was immediately seized upon as a vital and brilliant piece of work. ‘Powerful and painful,’ said the Observer, with the Guardian adding, ‘Garfield recognises the power of dramatising his story in human terms.’

         And that, I think, is his real triumph. The people. The voices. The truth. It’s far more than a list of statistics – although they’re xiihere too, in detail. But Simon captures the lives being lived. The patients, the families, the doctors, the fighters, the doubters, the partners. The love.

         Stark anecdotes demonstrate the everyday brutality of those times. Malcolm Johnson, once the Rector of St Botolph’s in Aldgate, says, ‘I get calls from people who say, “Will you take my partner’s funeral?” I say, “Yes, of course, when is it?” and they say, “Oh, he’s only just been diagnosed.”’

         These stories are presented simply and beautifully, with dignity, perhaps even poetry. At the end of an interview with Rupert Haselden – whose controversial views are presented with no judgement, only context – Simon writes that after Haselden’s funeral, ‘We all left, back for tea and more tears at his house, to the room where only a few weeks before Rupert had sat up and talked of a vanishing world.’

         Simon captures a wide world and a broad church, knowing, of course, that there’s nothing homosexual about a virus. Stories of intravenous drug users are told here (and Theresa May’s inquiry into contaminated blood transfusions suggests shocking chapters yet to come). All the bastions of British society are called to account; the church, the government, the media, the pharmaceuticals industry and the royal family are all included and stared down.

         There’s a moment to make you gasp when Princess Anne pops up, in 1988, to tell a gathering of world health ministers that AIDS was ‘a classic own-goal scored by the human race against itself’. It throws into sharp relief Princess Diana’s contribution to the cause, far more than a few handshakes. Simon actually gets to meet her and he’s wonderfully wry with her mythology. ‘I’ve never understood the dress frenzy, but this one looks all right.’ And yet, in fairness, he brings respect and records the history of xiiia woman who helped people with AIDS in the face of ferocious criticism. John Junor, writing in the Mail on Sunday, asked of Diana whether she could ‘really want to go down in history as the patron saint of sodomy’. It’s hugely satisfying to think that we talk about Diana to this day, while John Junor is remembered not at all.

         I read this book in 1994 and considered it remarkable. I read it again before writing It’s a Sin and admired it even more. Simon’s writing is the most extraordinary and delicate balancing act; he is our historian, and archivist, and commentator, our soldier and seer, and sometimes a gossip, without ever being our judge.

         I wanted to give The End of Innocence some sort of nod in my script, an acknowledgement of its status and my debt to Simon’s work. I found it in the daftest place. At one point, Simon describes the Gay Lifestyles exhibition at Olympia (‘people call it the Ideal Homo’) and there’s the wonderful Regina Fong on the main stage, singing ‘that song about a little mouse with clogs on’. In Episode 5, I needed a grieving mum to look demented, remembering her son’s childhood and playing nursery songs in the hope of wishing him back to health. So that was the song I chose, that mad little mouse, there on the stairs, right there. Taken from these pages.

         Thanks, Simon. For everything.

         
             

         

         Russell T Davies

July 2021
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3
            1: After the Dance

         

         Rupert, London 1994

         I’m a farm boy from Sussex. My dad was a farmer. My parents divorced when I was eight. I have a brother and a sister. I was sent away to boarding school which I neither liked nor hated and then I realized: I lay in bed at school when I was thirteen and said to myself, ‘Rupert, you’re homosexual.’ I remember being rather pleased. I remember thinking this was going to be a key to meeting all sorts of people in a strange underground world. Far from being horrified, frightened, I remember thinking it was going to be the most fantastic adventure.

         
            Rupert Haselden, 36, is sitting on a large sofa in his house in Balham, south London. It is early February 1994, clear and crisp, and the room is stifling, made airless by a wheezing fan heater. He’s wearing two sweaters and heavy jogging pants. He is thin and pale but quite dashing, a little like the English comic actor Jeremy Lloyd, a big Roman nose and thin oaty hair. He has a rich voice, almost plummy. The room is elegant, packed with a traveller’s treasures, framed by large paintings, giving way to a wild garden visited, this particular afternoon, by an inquisitive heron. By his side there are tea and digestives, and remote controls. By the controls a large black metal box containing his pills. Sam the dog has a noisy nightmare on the sofa opposite.

         

         I was fourteen when I first got picked up by a man in London. In order to get to and from school I had to go to London on the train and change, and on one of these train changes I had gone to the 4toilet on Waterloo and got picked up by some bloke. I was somewhere between fourteen and fifteen when I went into Piccadilly Circus toilet one day and followed a chap out who seemed quite nice and he turned round to me and said, ‘Are you rent?’ I thought it must be some sort of slang for ‘Are you queer?’, so I said yes. He said, ‘Well so am I, so there’s no way then is there?’

         He realized that I was naïve and took me off to coffee at Swan and Edgar’s and told me that he was a rent boy and explained what all that meant and I was transfixed. He lived in Earl’s Court he told me, and that sounded terribly exotic. But I went with him to Earl’s Court and he lived in this terrible hole of a flat with about eight other rent boys.

         But it became, this flat which was one of the most dreadful places I’ve ever seen, became like a second home to me really. During school holidays for the next few years and with the other kids – we were all teenagers – I used to sort of do rent, as they say.

         It was wonderfully naïve and childish. It was basically wanking off old men in the staff bathrooms at the Regent’s Palace Hotel. You got a tenner for it and then you went off to the James Bond movie in the evening. The rent boys got into the few nightclubs that there were for free. This is about 1972–3. I certainly didn’t feel like a prostitute, not that I would have cared if somebody had said I was.

         I finished my schooling and my mother split up with this second husband and I wanted very much to live in London.

         I had a year between school and university, but I didn’t want to continue doing the rent. I wanted to make it a bit more legit and so I wrote four letters: to the Tate, to the Royal Academy, the zoo and to Buckingham Palace asking for work. I said anything would do, and they all wrote back and said no, all except for Buckingham Palace which wrote back and said: ‘Well we might have something, come and talk to us.’ 5

         And I got a job as a sort of glorified office boy, working under the master of the household, and I had a year that I could never have imagined, it was just fantastic. Wherever She went I went, and I met her every day and sort of glammed around and had absolutely nothing to do all day except putting a couple of things in a file. I was just a clerk, but I had an office of status which always amused me and I just swanned around. I mean there I was in Buckingham Palace … I used to do things like going and organizing the private little details of the royal family’s life, so I’d go off to Harrods in one of the cars with a driver and be shown up to the VIP suite. I’d choose binoculars or something ridiculous and take them back to the Palace and get the OK or not.

         We would shoot off to Windsor for the weekend and then we would go off to Sandringham for a few weeks and maybe Balmoral and then be on the yacht and nobody actually seemed to have anything to do. There must have been a few people working terribly hard but nobody else did, and we all spent the time being drunk, jumping in and out of bed with each other.

         It’s quite rare to meet somebody who isn’t gay at the Palace. Office staff tended not to be quite as gay as the footmen and under butlers and kitchen people. I remember the very first night I spent with the royal household, it was in August 1976 and we travelled up on the train, the whole royal entourage to Balmoral. The weekend before I had thought, ‘Oh my goodness, going to the deepest, darkest Scottish highlands for twelve weeks, there won’t be any sex at all, ghastly.’ So I’d had a bit of a binge that weekend in London. I arrived at King’s Cross to meet the train, that was when I really met all the staff for the first time. Two hundred and fifty of us travelling north, and I just looked and it was like some sort of huge gay convention. By the time the train left the station I realized I was in for a ball. 6

         So I had a wonderful year with them, and then they asked me if I’d like to stay on a second year because it was her Jubilee, and I thought it would be great and it was. But during that year I realized something. I had sort of been going to do medicine as a career, and I’d realized I wasn’t a scientist. The whole medicine thing was one of those childhood things where whenever anybody asked it was, ‘Oh Rupert’s going to be a doctor.’ So I didn’t go to medical school, instead I decided I’d better go to New York, get out of it because I didn’t have a clue what to do.

         
            His partner, a BBC film maker, comes into the room. They’ve been together for 13 years. He’s off to South Africa on a business trip. He says: ‘I’ve made a will, Rupert, very rough, just in case anything happens to me. It’s been so long since I made my last one. It’s really about what happens to the house. Here.’ He hands him a handwritten sheet of A4, both sides covered. ‘I’ll leave it on my desk upstairs. ‘A little later his taxi comes. They kiss goodbye. ‘See you soon,’ Rupert says. ‘Do phone.’

         

         I arrived in New York in 1978 with no money. I think I had a couple of hundred quid at the most for the summer. I had one telephone number of somebody I didn’t know at all, a friend of a friend of a friend. I spent the first night in this dreadful dump. On the second night I phoned this telephone number and this chap was extremely nice and helpful and he said, ‘Oh I’ll show you the Village tonight.’ During that evening we bumped into some friends of his and we went back to one of them. He was called Bob, and it was clear that Bob was a very, very successful young designer and had this spectacular loft apartment. The next day Bob contacted me and invited me to dinner and there and then said he was going off, away for the summer, and did I want 7his apartment? Well of course I said yes, but then it turned out to be much more than his apartment.

         He also had a wonderful house on Fire Island in the Pines [a fabled gay resort in Long Island, New York]. He used to fly me out each weekend, and he and I became terribly close, non-sexually actually. He was round about forty, twenty years older than me. He had come from nothing and had made a huge amount of money and he just quite obviously loved spoiling me. He loved doing things like, he’d phone up and, it’s all so ridiculous, he’d phone up and say, ‘Look out the window,’ and there’d be a limo. He’d say, ‘Get in it,’ and then it would take me off to the sea plane. He would introduce me to all sorts of other famous designers that were around on the Island at that time. I had a summer like I couldn’t believe. Like everybody else, I fucked my way stupid round the nightclubs and the bars and the bathhouses and everywhere else.

         There were gays on Fire Island for twenty, thirty years before, but it felt very much as though it had only just become chic four or five years earlier. I got the impression that Halston was just building his fantastic place, and Warhol had just built his amazing place and there was a sense that it was all happening. Everybody was somehow somebody. Suddenly people would turn up on your deck and it would be, that bloke Cousins, the figure skating guy and Nureyev was around, and there was all this sort of stuff.

         All of these beautiful grey shingle beach houses with these huge decks in amongst all this greenery … The routine of the day was to get up late and then you probably had staff who prepared everything for you, so we got up around lunchtime and then you did drugs and doing drugs was a big part of being there. You sunbathed all afternoon and in the evening they all had these silver foil things they stuck under their chins. Suntans were very important. Nobody went in the water, nobody swam. I always thought that was very odd. 8

         Teatime you went to the club, back near where the little boats came in, and you then went to the dance. After the dance you slowly crawled back, still drugged out of your heads, back to your houses, had dinner and then after dinner you all went back to the bar, danced some more and then rather than going home you went to this area of scrubland where everybody was fucking everybody, and so you fucked a few people and then you went home to bed.

         I couldn’t believe the scene in New York either. I’d only been there for a very few nights and I met somebody in a bar and they said they were going to go on to the Mineshaft. Now I’d heard of the Mineshaft when I was in London – it had a reputation. I thought, well it’s now or never, so I asked if I could go with him. We walked up and it was very dramatic, because it was in the middle of nowhere in the old meat market section, and we arrived and we went up and they had a big guy sitting on a stool outside the door who sort of checked you out.

         The person I’d gone with disappeared on inside and the guy stopped me and he said that he wouldn’t let me in. I asked him why not, and he said, ‘I don’t like what you’re wearing.’ I said, ‘How about if I wasn’t wearing it?’ He made me strip, stark bollock naked at the top of the stairs in the middle of this pitch dark place lit by a few red light bulbs. And then once I’d done that he let me go in and I stood there and I had never seen anything like it: fist fucking, racks, and the stench of piss and poppers and everything else and the heat and the men and the light was all red and I remember thinking standing there, adrenaline thundering round me and thinking, ‘This is evil, this is wrong.’ I remember being very frightened; it seemed so extreme. But later I was thinking about it a lot, and wanking when thinking about it, and the next thing I knew I was back there and within weeks it felt like home. 9

         New York at that time … you professed to liberation by your promiscuity: that was how you said ‘We are different, this is a different lifestyle from the straight one, we’re not pretending it’s the same, we’ll behave as we wish to.’ And I took full part in it.

         I never, ever once got clap, I didn’t even get crabs, and how I didn’t I cannot imagine, because back in London I seemed to spend my life in the clap clinic.

         Eventually what happened was that I realised that I had to have some sort of work, and I started working for a tiny film promotions company in New York. I started life as a nobody. Peter Yates had made a film called Breaking Away, which the studio, Fox, didn’t know what it was when it was delivered to them. So they handed it to our specialist outfit to try to market it. There was a little screening for the staff of this company to talk about it, and I jumped up and down and said I thought it was fabulous, and my boss turned round and said, ‘Well if you think it’s so fucking good, do something with it.’

         I didn’t actually have a clue what I was doing, but we opened it up in a cinema in New York and were lucky: the New York Times went and loved it and suddenly it became a hit [and was later nominated for an Academy Award for Best Film].

         Peter Yates mentioned to Ray Stark, the head of Columbia Pictures, that there was this English boy who’d done this, and Stark came to New York and took me out to dinner, asked me about what I was going to do. I said, ‘Why don’t you invite me to Hollywood and let me find out.’ Stark made me the script boy really, you know the filing clerk in the script department. I moved up, and then I came back to England when they wanted somebody to work their London office. So I did that, and I was backwards and forwards for eight years.

         In 1982, when I’d been working for Columbia for a couple of 10years, I came back through New York and I phoned up Bob. I knew he was pleased that I suddenly had this good job and was doing well and was no longer just the little boy who … I was staying in a nice hotel. I took him to dinner; I’d never taken him to dinner before.

         I took him to the restaurant where he had taken me the very first night we’d met, and that night he said, ‘Do you want to come and stay with me?’ and I remember thinking he’d lost a lot of weight. I said to him, ‘Yeah, OK.’ We’d often slept in the same bed before and nothing had ever happened, but that night we had sex and we had quite extreme sex and I remember feeling odd about it. I remember feeling I wished I hadn’t done it really; in a funny kind of way it betrayed the friendship that we’d had.

         Then I went back to London and for whatever reason I didn’t get in touch immediately, and about two or three months later, perhaps slightly later than that, I had a telex from his business partner saying that Bob had died and that in fact he’d been ill for some time and had never really recovered from a trip he’d made to Japan or China or somewhere and that he’d had these terrible stomach problems.

         I remember a chill went through me because I knew, I was just starting to hear, about this illness that was happening in New York.

         
            A younger man enters the room carrying supermarket bags. This is Gary, who helps with some of the chores: making lunch, driving him to the hospital. There is also a district nurse who calls round every morning to help him get up and wash. Soon they’ll bring a hoist for the bath and put a frame around the toilet. He’ll get a pair of tongs to help him pick things up from the floor.

         

         I have no real way of proving this but I believe very strongly that I got HIV from Bob on that one night. I certainly don’t harbour 11any kind of resentment or anything. I spent my night with Bob in January or February 1982 – the dates are very difficult. And then after Easter I had this strange illness, and I was just terribly tired and I felt I just couldn’t cope at all. I went to a guy who was the STD consultant from St Mary’s and I remember going to see him privately in Harley Street one afternoon. He examined me and he suddenly said, ‘You’ve got a fever and you’ve been having night sweats, haven’t you, and you’ve got an enlarged spleen.’ He then suddenly said, ‘I want you to come into St Mary’s this afternoon.’

         I was horrified but I knew exactly what he was thinking. I must have started to have read enough about this illness to know what the symptoms were. I refused to go to St Mary’s. He did blood tests on me nevertheless, but of course they didn’t have an HIV test then. I was terrified, absolutely shit scared. Later he told me that the test had come back with an abnormal T-cell count [the standard marker of the body’s immune system] and I imagined I was going to die there and then.

         My partner was concerned that I was being so neurotic about all of this and sent me off to a homeopath. The homeopath there and then said, ‘You do not have this AIDS thing, you are fine.’ That was of course all I wanted to hear and I remember leaving his surgery and thinking this is fantastic, I’m OK. And I never went back to see the doctor again.

         I just got on with my life for the next few years. I was very anxious: I was all too aware that I’d lived in New York in the most dangerous time, and California too. It was all becoming mad – everything you touched seemed to be about AIDS. I lived the next years in a strange state of denial and terror. I started to get more and more paranoid, more and more convinced that I had HIV and unable to bear to look at any … if the newspaper page had the word AIDS on it I turned over, I couldn’t bear to see anything or know anything about AIDS. 12

         But I did start to be safe. We’ve never had a monogamous relationship, but my promiscuity declined after I met my partner. But both of us did a lot of travelling for work and it was always understood that it was OK to meet people and sleep with people when we were away. Basically what happened for me was that I became terrified of any fucking at all, I just found it a turn off. In America I already knew of or knew a lot of people who were ill and I avoided seeing them. This paranoia continued and I started to know of people in London who were ill and in about 1987–8 I knew somebody quite well who got ill and died.

         I suppose it would have been ’89, spring of ’89, when I got what I thought was flu which I couldn’t get rid of, and then I started to get very breathless. I seemed to get worse and the breathlessness got worse, and my brother-in-law is a doctor and my sister insisted that he came and looked at me. He immediately said, ‘You’ve got pneumonia and you’ve got to have this treated.’ Eventually I was so unwell that one evening my sister called an ambulance and I went to the hospital. St George’s.

         They didn’t admit me to the AIDS ward, they admitted me with suspected psittacosis [a contagious infection common in parrots, sometimes passed on to humans; in 1984 there were 410 reported cases in adults and children]. I had a parrot who was sick, so it made sense. My partner was away in America, but my family were obviously in contact with him and he was furious because nobody was doing an HIV test. He eventually phoned up the sister on the ward from California.

         I insisted that I didn’t actually want the test until he was back in London. So I remember one afternoon, they’d put me in a little side room with him and we sat there waiting for the doctor to come and tell us the result. We knew really what the result was going to be. It was just like something out of these awful TV doctor series: 13the door opened and the registrar came in flanked by a couple of his colleagues and he said, actually he was terribly nice, I like this man, and he said, ‘Rupert, you do have HIV and in all probability you have AIDS.’

         My feelings then were a total surprise to me, the most fantastic relief I’ve ever felt in my life. He then didn’t stay very long, the doctor. My partner and I, we felt duty bound at that moment to cry, so we did manage to cry for about two minutes and then I realized I didn’t want to cry at all, I was just so relieved, I was so … I just … there was no more pretending. I’d had eight years of whatever it was, of fear and pretence and kidding myself, and suddenly now here I was, and I had to deal with it and I remember over the next few days going into this ridiculous state of elation.

         They changed my medication and I was feeling much better, and I can remember everybody coming to visit me, my friends and family, and me sitting there, it must have been a very strange sight for them, being sort of euphoric, totally un-upset about it all. I didn’t cry again about AIDS for several months. Very quickly, within a week to ten days, I was well enough to go home.

         I was obviously a bit feeble but within months it was almost as if nothing had happened and I was playing squash and running and taking the dog for a walk and working, a mixture of television scripts and freelance articles.

         Then my partner was also tested, and he also was found to have AIDS and a terribly low T-cell count, twenty or so [a healthy average count is considered to be above 500]. But he was mostly OK too, so I remember for a time saying to people, ‘AIDS is nothing like you imagine it, it’s fine.’

         I didn’t get ill and I didn’t get tired and I didn’t have night sweats, and I think I almost felt that people who were getting ill with AIDS were rather feeble. I was taking AZT [the most commonly 14prescribed anti-viral drug], but I was taking a very low dose and that was it and then after about a year of taking it, I was reading a lot about it and I decided to stop altogether. Then I was on no medication at all. There was just nothing wrong with me and then suddenly one day, about two years ago, I looked in the mirror and there was a tiny pink patch on the end of my nose.

         I tried to convince myself it wasn’t really there. Over the weeks it got a bit darker and eventually I was down seeing the doctor at the hospital and he asked me, ‘What do you think that is on the end of your nose?’ He said he thought it might be Kaposi’s sarcoma. I walked out of the doctor’s surgery and I bumped into this nurse who worked at the hospital who had the tact of a sledgehammer, and she suddenly said to me, ‘Ah Rupert,’ she said, ‘what’s that on the end of your nose?’

         So I said, ‘Well he’s just said he thinks it might be KS.’ ‘Oh God,’ she said, ‘now we’ll start seeing much more of you.’

         I was sent off to the Marsden and sure enough it was KS. Other bits of KS started appearing and for a year it was fine, it was just skin stuff, I had topical bits of treatment. It was a bit embarrassing occasionally when it was on your face but I decided that KS wasn’t really hard to deal with either.

         When I was in hospital with PCP [Pneumocystic carinii pneumonia] I decided that I was going to be completely open with everybody and so I would tell work-related people and we weren’t going to hide it from any of our friends. We have never, ever had a negative reaction to telling anybody. Everybody has always reacted by being very sad for us or sympathetic or whatever, but nobody has ever felt they can’t deal with us any more or shocked or disgusted, well they might be shocked but never disgusted.

         My mother made the decision to talk to her friends about it and now it’s paid off enormous dividends because they have obviously 15over the years learnt quite a lot about AIDS themselves and they really are able to offer her a huge amount of support now that I’m much less well. My mother lives down in deepest Kent, lives in a fairly conventional middle-class world down there.

         I’ve known so many people where their families haven’t dared tell anybody.

         Then I suppose a year or so ago, I played a game of squash, I hadn’t played for a bit and I remember afterwards I had never been so stiff in my life. I knew it wasn’t just like normal stiffness from being unfit; I was stiff for days and days and then I started to feel always a little bit out of breath. Then in the spring they thought that I was getting pneumonia again and treated me for that, then last April [1993] they did a bronchoscopy and they found that I had KS through my lungs.

         I was told by my consultant I should recognize how serious things had got, and without saying so in so many words he implied that I should make sure I had a good summer; I knew that he didn’t think I would be around by November. Initially the chemotherapy worked really well, but by October it was clear it was working less well. Whenever we walked anywhere I kept saying ‘You’ve got to slow down.’ I found myself in the afternoons just wanting to not do much. I’d go to the supermarket and carry the bags and realize that I was pretty out of puff. I also had some terrible pains in my gut and in November I went into hospital with CMV [cytomegalovirus, a virus belonging to the herpes group].

         By the time I came out a month later, things had changed very dramatically. In the hospital I was no longer well enough to get from my bed in the hospital to the loo; I just sat on the loo almost in tears, trying to get my breath again. I came home and I suddenly found that all I could do was sit on the sofa. At night I was 16determined to get to the bedroom upstairs but it was a real fight. I began to wonder what the hell was going to happen.

         I remember saying to one of the nurses, ‘My fear now is dying of suffocation.’ I could just see my breathing getting worse and worse, and it was happening so fast, so quick day by day. Then I’d heard about this new drug which they were using at the Kobler Centre in a very narrow trial. My consultant at St George’s said there was some way in which they could make an application for the drug on compassionate grounds. It was very expensive. I don’t know why but I had this obsession that this was the drug that I needed. I am now using it once a fortnight as a form of chemotherapy. It has very many of the same effects of normal chemotherapy, a feeling of nausea and unwellness for several days, but it has helped me a great deal. But I’m very breathless still, and if I got up now and went into the kitchen, I’d be out of puff. I have very bad KS; while the lung thing was happening the KS just suddenly blew up in my groin and my leg here and there. The whole of this thigh is just solid KS.

         I take thirty tablets a day. I resent all of them. They discovered I had MAI as well [mycobacterium avium-intracellulare, an aerobic bacteria, another AIDS indicator condition], and so I take three lots of antibiotics every day. I take anti-sickness tablets. I take Acyclovir [an antiviral herpes treatment]. I take eight tablets of dihydrocodeine a day. What other ones? I’m probably missing out some; I just seem to take tablets all the time and I have a box here which is just filled with my tablets, and I’ve got a bag behind there which is just packed. I go to the hospital probably seven or eight times a week, five times for radiotherapy and two or three times for other things. I suspect I’ll be dead by the summer.

         I’ve talked a lot about dying with family and with friends. I go through different periods of feeling wonderfully enlightened and 17calm and then the next day hopeless and neurotic and depressed, but depression isn’t the dominant feature. Shortly after I got ill, to my horror I could actually feel this illness attacking my body. But I felt that’s all – I didn’t feel it was killing me as a person.

         I’m racked sometimes with guilt about it because I feel I’m inflicting huge amounts of pain on my family and close friends through this. I’m going home to my mum this weekend with my brother and I know she will be terribly brave with me about my not being well and finding it hard to move around her house and things, but I know that it’s agony for her.

         However politically correct I try to be, it’s impossible not to feel that this was self-inflicted. People get furious with me when I say this. I was talking to a couple of people from the Terrence Higgins Trust the other day who were livid, saying ‘How can you say that? That’s what we’re fighting against, to try and stop people feeling that this is our fault.’ When I say self-inflicted, I’m not making a judgement, it’s just that there is no denying that it was my lifestyle that led to this event.

         
            In September 1991 he wrote an article for the Guardian1 that provoked howls of outrage. He did not write specifically about his own life or illness, but about the ‘inbuilt fatalism to being gay’. He reasoned that, unable to reproduce, gay men were self-destructive, ‘living for today because we have no tomorrow’. It was a passionate piece, roaming the London clone scene, surveying the damage. At first, he says, gay men changed their lifestyles, lived in fear. But now fear was giving way to acceptance and gay men were again returning to the clubs, ‘no longer in search of liberation but increasingly in what, terrifyingly, we are coming to see as our fate’. There were pickets at the Guardian offices; Derek Jarman held up the article in fury. Haselden was putting the cause back years, the letters said. ‘How dare he speak for the rest of us!’

         

         18I was very concerned about a number of young friends that I had who were finding great thrills in not having safe sex, night after night in the clubs. And I felt that gay liberation had, as I said, got stuck in the liberation phase. Unlike feminism and race issues which had moved on beyond that, in the face of AIDS we had retreated to the ghetto and to the support structures that it supplied. We seem to not have any clue of a future and nobody seems to be discussing the future, everybody’s so busy coping with this awful present of illness everywhere. I felt we continued to only offer one lifestyle up for inspection, which was the lifestyle of the ghetto, boys in blue jeans and T-shirts running off to the clubs and the discos, and that we were failing to reveal the range of lifestyles that gays live.

         Not until the doctors and the carpenters and everybody else would stand up as doctors and carpenters and say, ‘Here we are and this is me,’ would we ever truly become liberated. I think that in the face of AIDS we were embarrassed to do that. AIDS has been a very retarding force for gay liberation.

         There is another side to that: I have the highest respect for the way the gay community has responded to AIDS. The fact that it has the profile that it has and that it has the understanding and the acceptance and the government money is a real testament to what gays have managed to do.

         I was taken aback by the force of the anger. They called me ‘self-loathing’, which is nonsense; I’m proud to be gay. I got the most bizarre calls. I got one call: ‘Is that Rupert? This is the Lesbian and Gay Switchboard. We’re just phoning you up vis-à-vis your article. We had a meeting and discussed the fact that you could only possibly have written an article like that if you were seriously depressed and we were phoning to offer you support.’

         I said: ‘I’m furious that you’re doing this, I’m not depressed, it’s what I believe.’ 19

         I’m quite optimistic in some ways: but we have to move on, move on if we can. Personally I’m pleased I’ve lived as long as I have. It’s been a fullish life, and I’m not too sad that I know it’s almost over. On my medical chart there’s a sticker for every year with AIDS and I’ve got five. When we first used to go to [the AIDS unit at] St George’s we used to virtually have the run of the place. Now it’s crowded. It’s difficult to get the appointment you want.

         
            At Rupert’s funeral on 16 May 1994, every mourner, and there must have been at least 200, placed a long-stemmed yellow rose in a huge waterless glass vase. The funeral, in St Paul’s Church in Clapham Old Town, was suffused with Monteverdi and incense. The service was taken by Malcolm Johnson, who knew Rupert well and had discussed this day with him at great length. Shortly before he died, Rupert had told him that he felt like a man all set to go on holiday, bags packed, but still waiting for the taxi. His mother spoke about her boy, about his charm and kindness and love. A friend sang the same song Frankie Valli sang after the death of Valentino. A man read Siegfried Sassoon. And his partner spoke, about their 13-year relationship and about an archway they had designed together for their garden. Shortly before he died, peering from a window, Rupert saw him lay a hollowed stone in the archway: the stone contained some of his possessions. These included a Biro to complete his long-promised autobiography, some holistic treatment to counteract the effects of chemotherapy, a condom, a box of matches from the Stonewall bar in New York, a coin commemorating the Wedding of Charles and Diana and a tin soldier from his childhood. And then we all left, back for tea and more tears at his house, to the room where only a few weeks before Rupert had sat up and talked of a vanishing world. 20

         

         Postscript to paperback edition:

         
            Nine months later, on 14 February 1995, Rupert’s partner Nigel Finch died with AIDS. His funeral took place in the same church. Finch worked on the BBC arts and culture series Arena, and was responsible for many of its most memorable programmes. He died shortly after completing a highly acclaimed film about Stonewall, the rebellion considered to be the beginning of modern gay liberation.

         

         
            Notes

            Principal interview: Rupert Haselden.

            1. an article for the Guardian: ‘Gay Abandon’, Weekend section, 7 September 1991. See also ‘Forum: Glad to be gay … honestly’, Guardian, 14 September 1991.
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            2: Subway

         

         
            The blood-dimmed tide is loosed, and everywhere

            The ceremony of innocence is drowned;

            The best lack all conviction, while the worst

            Are full of passionate intensity.

            W. B. Yeats, ‘The Second Coming’, 1921

         

         Don’t Sleep with Americans

         The club in Leicester Square was called Subway, an American name, an American concept, a quid on the door and then down to the basement, as to hell, hot no matter the month, packed even early, loud as you could bear. A disco: a great DJ, fast records, mostly imports, a lot about freedom. For this was indeed liberation, a gay bar far from home: clones, leathers, black boys, some poppers, the Village and Bay Area scene. There was a real treat at the side, a back room, a fuck-room they called it, quite rare in London, an experience you could never forget.

         Perhaps a thousand men knew about it, and a few hundred went. Mostly it was the same people every night. If you didn’t fancy the Heath or Clapham Common and you wanted something harder than the Burlington or Brownies and you liked the Flamingo on Berwick Street before they shut it down, then you’d come here. If you were Tim Clark and you worked as a waiter at Joe Allen, the hip media/theatre restaurant in Covent Garden, then you’d come here. ‘Just a room with nothing in it,’ he says. ‘An ordinary sized doorway led into this black hole. One area had some sauna-style trestle seats along the walls, but that was it.’ 22

         On the trestle seats, there were semi-naked men.

         
            If, like me, you didn’t wear contact lenses and you didn’t wear your glasses for reasons of vanity, it was just a nightmare, a great nightmare orgy. If you wanted somebody in particular, you just had to wait outside until you saw them go in and make sure that you followed close behind and keep them in your eyesight. It was all hands. Sometimes, if your eyes adjusted to the gloom, you could make out whether this person was under fifteen. Sometimes you would recognize halfway through the act: this person you were doing it with was somebody you actually knew.

         

         If you were Holly Johnson, in a band soon to be called Frankie Goes To Hollywood, you came here on a weekend down from Liverpool. Taken to Subway1 by a friend who worked at the bar, he observed ‘a room off the dancefloor that did not seem to be the toilet’. ‘What’s in there?’ he asked his friend. ‘I wouldn’t go in there if I were you.’ He went of course, and remembers ‘flashes … visions … blue jeans round ankles and white vests or T-shirts scattered about or rolled up over the heads of uniformly crop-headed, moustached men’.

         Peter Scott occasionally visited too, relief from his work as a college lecturer, a break from his shifts on Gay Switchboard. By the early 1980s, Scott had been a Switchboard volunteer for several years. Based in a tiny office in King’s Cross, this was a service for the gay and lesbian community, one that had no counterpart in the heterosexual world. Part Samaritans, part nightclub information line, part radical grass-roots organization, it was the only national service of its kind, financed mostly by bucket rattling. It was staffed by a rota of a hundred volunteers, and fielded about a hundred thousand calls a year: one call would be a coming-out crisis; the 23next a general depression call; the third from someone who was bored and wanted a chat; the fourth might be someone wanting the location of the gay pubs in Southampton; the fifth about an accommodation service; the sixth a legal emergency, perhaps a child custody matter.

         Switchboard was a trusted service dealing with a very young community, a community that had only developed its sense of identity and assertiveness since the 1960s. There were gay and lesbian befriending groups and coming-out groups throughout the country, and some localized help-lines, but the London Gay Switchboard was by far the biggest, the most politicized, the most efficient. If there was an anti-homophobia campaign to be launched, or a venue to be saved, or a medical crisis to deal with, then Switchboard would be the only place you could call with any confidence.

         A lot of people called about sexually transmitted diseases (STDs). For a sexually active gay man in the late-1970s these were no more than an occupational hazard.

         ‘There was everything,’ Tim Clark says,

         
            especially if you went for back-room sex or multiple partners cruising on the Heath. Syphilis, gonorrhoea, herpes, crabs – just the regular risk you ran, and you inevitably caught them with frequency. You would have regular appointments at the clinics and the treatments usually cleared things up fast. Going from injections to tablets was the big event of gay liberation as far as I was concerned. No more excruciating bum-numbing injections.

         

         Peter Scott had a big STD file too: he reckons he’s had over two thousand partners. He’s had syphilis twice, and gonorrhoea more times than he likes to remember. He read a lot of medical literature and by 1980 it was clear to him that there were a range of STDs 24that had the possibility of getting out of hand. There was still no vaccine for hepatitis B. There was talk of strains of gonorrhoea that were becoming harder and harder to treat. There was talk of a ‘gay bowel syndrome’. The understanding of what might constitute safe sex was already emerging; a few men were even using condoms.

         ‘Who needs his lover’s pick-up germs?’2 asked Andrew Lumsden, the editor of Gay News in the early 1980s.

         
            I hear much more enthusiasm for monogamy and full-time chastity these days than for a long time past, and with one ear I’m delighted. The coming out of the randiest, cruisiest gay men has seemed at times to put an intolerable pressure on those who for whatever reasons don’t want to lead a sexual life with strangers … we’ve come perilously close at times to it being ‘ungay’ not to screw around.

         

         Abstention would be fine for a while, the writer believed, but then he’d ‘get restless, and become a romantic for anonymous sex. I maunder on about the extraordinary gentleness shown one another in this country by men making it on heath or in fuck-rooms with other men.’

         The word from the STD clinics was: ‘If you have an STD, don’t have sex,’ but for many men this was unthinkable; besides, some of them had an incubation period during which the disease could be passed on unknowingly. There was discussion about what ‘no sex’ actually meant: was kissing OK? Was anything OK if it didn’t involve penetration? As a rule, liberated gay men didn’t like to be told how to live their sex lives; restrictions were seen as an infringement of their hard-won civil rights; it was no longer illegal to have sex between consenting adults over 21, and just let the new moralists – doctors, health educationists, whoever – tell them otherwise. 25

         The relationship gay men had with STD clinics was extremely variable. Some were excellent, and men would self-refer to places like the Middlesex, St Mary’s and St Thomas’s, clinics that were often staffed by gay doctors. There were sympathetic centres in Manchester, Liverpool and Edinburgh too, but many sited in areas with a smaller concentration of gay men were moralizing and disapproving. Many doctors had a problem with their patients’ attitude, a problem they shared with most of the general public: why, they wanted to know, did homosexual men inflict such diseases on themselves with such regularity? How could promiscuity be a birthright? And hey, they didn’t even do it the normal way. If the doctors were homophobic, through disbelief and incomprehension as much as fear, then how would others comprehend? And how would anyone show concern in a time of crisis?

         
            *

         

         When Peter Scott first read about AIDS, it still had a variety of gay-related names. As part of his job, he heard about it earlier than most, in the reports from America in mid-1981; men on both coasts dying of rare cancers and pneumonias, all of them gay. His first thought was:

         
            Uh-oh, it’s coming along, a bit like I expected with this superstrain of gonorrhoea that wouldn’t respond to treatment. After a year it became clear that this was something that would also affect this country. This was a seriously dangerous train, some way down the tracks. And of course the tragic thing is that we didn’t realize how far down the tracks it already was.

         

         Most people didn’t know of anyone who had an AIDS-related illness for quite a while. For British gays in 1981, the syndrome remained something that happened to other people, something that 26might never happen here, an American problem. Gay News, the only national gay newspaper, had a circulation of about 23,000 and sold itself on a mixture of hard news, gossip and high hedonism. In November 1981 it reported disapprovingly of the tone taken by a New York Times article on the ‘gay cancer’ which stated there was no apparent danger to non-homosexuals from contagion, and that of the 41 cases so far, none occurred outside the homosexual community or in women. ‘The moral was clear,’3 Gay News reported. ‘If gay men insist on having lots of sex with a variety of partners, they will have to suffer the revenge of cancer.’

         The Gay News article, written by two Canadian doctors, suggested the disease was being used as another stick with which to beat gays for their lifestyle. The message was: Worry, but not too much. ‘Undoubtedly,’ it concluded, ‘the factors which lead a small number of gay men to develop Kaposi’s sarcoma will eventually be isolated – with or without gay-financed research. In the meantime we must endure the publicity which sensationalizes another “gay disease”.’

         For a while, one theory dominated. AID (as it was first known, the ‘syndrome’ came later) may have been caused by amyl nitrite or isobutyl nitrite ‘poppers’, a recreational drug hugely popular in the gay world. Originally used as a medicinal relaxant, poppers dilated blood vessels and provided an instant rush that removed inhibitions and heightened orgasm. Widely regarded as harmless and non-addictive, poppers were on legal sale in shops and clubs, cost a few pounds per bottle and went by the name of Hardware, Quicksilver and Ram (in the United States, where their sale was prohibited, they were marketed as ‘room odorizers’). Occasionally users would complain of heart palpitations or headaches, but nothing more. In this new cancer crisis, poppers rivalled promiscuity as the immediate cause, an attractive and plausible key to immunosuppression. 27

         ‘The alleged connection between [poppers] and Kaposi’s is analogous to the relationship between tobacco smoke and lung cancer,’4 an article in Gay News declared in July 1982, ‘except that the statistical evidence on tobacco and lung cancer comes from a lot more victims and is far more conclusive.’ The article then weighed up the existing evidence. A report in the Lancet summarized an American study of 20 men with Kaposi’s sarcoma, which found that poppers were ‘the only drug that 100 per cent of patients reported ever having used, although one patient reported using it only once in his life in 1977’. Further correspondence in the Lancet reported that two French Kaposi’s patients had never used the chemical. Gay News noted that poppers had been around for decades without reports of serious side effects and that they were also used by heterosexual men and women. Why had there been no cases reported in Britain, it asked, where poppers were the gay drug of choice? Perhaps there was a reason: the links to cancer were thought to be with amyl nitrite, not the isobutyl nitrite more popular in the UK.

         The article had a large impact on the community, not least because of its concluding paragraph. This reported that Alex Comfort, the British writer on sex, believed that ‘uniquely homosexual acts, or those more often practised by gay men than by other groups, might be relevant. Until the questions [about sexual practices] are asked, no one can say he is wrong.’

         ‘The question was, why was it just gay men?’ says Linda Semple, who worked on Gay News and Gay Switchboard. ‘At the paper we had so many theories coming in, and some really crackpot ones.’ Some people thought it was caused by a strain of amoebic dysentery. Others were convinced it was airborne and ‘going to get us all, like TB’. One letter ran to 17 pages in green ink. It came with a map and if you looked very carefully you could see that all the 28major outbreaks of AIDS in the world coincided with where the United States had naval bases.

         ‘All hell started to break loose,’ Semple says,

         
            and the editor said ‘This is nonsense, this is patent nonsense. We’re not going to print these stories, we’re going to try to find out what’s going on.’ That was good, but when we got more information the problem was how you imparted it. You couldn’t scare people too much and you couldn’t dictate. There were commercial considerations as well. We began to get information about attacks on the bathhouses in America and we were thinking, ‘Well what’s going to happen if we start publishing things saying don’t go to Subway, because of the back room.’ And we also had some letters saying, ‘This is an American thing, why the hell are you devoting any space to it?’

         

         At Gay Switchboard, AIDS caused huge political rifts. It was the classic debate, the same one that engaged activists in America: if you tell people to change their sexual lifestyle, is this impinging on their rights? Peter Scott says that some people at Switchboard believed quite early on – certainly by the end of 1983 – that AIDS was most likely to be sexually transmitted. No proof, ‘but all the signs were there’. But advise people to use condoms in 1982 and 1983? You’d have as much chance as persuading them to be celibate, so no one tried.

         The commonest form of early advice presented you with two options. If you were already in a relationship you could do whatever you liked, so long as you didn’t screw around outside it. If you weren’t in a relationship, then you should cut down on your number of partners. In 1983, when the HIV virus was isolated first in France and then in the United States (called at that time LAV and 29HTLV-III), the advice was that only about 10 per cent of people who had the virus would get AIDS, because many more people were infected than were unwell with any of the AIDS indicator diseases; most were perfectly healthy. Almost everyone was caught out by the long incubation period. ‘There was even a sort of constructive optimism about it,’ Scott says.

         ‘A few people were going, “Grow up, get real, we must protect people, we must get people to protect themselves,”’ Linda Semple says:

         
            But everyone else was saying, ‘No, it’s not up to us, it’s up to them.’ And for some time Switchboard’s line was, ‘It’s safer than crossing the road.’ That was the phrase we told new trainees to use. I’m paraphrasing, but it was basically ‘If you’re a really pernickety queen, then take care, but really sex is as safe as crossing the road.’ There were a few people at Switchboard who were very unhappy with that line, and they left.

         

         ‘In Edinburgh, gay men wouldn’t sleep with Americans,’ says Alastair Hume, who ran Key West, a gay bar, in the early 1980s. ‘They thought if you don’t go with Americans, then it wouldn’t come over here, but they were actually just hiding from it, because they knew there was incredible traffic.’

         Ships used to dock frequently at the naval port; there was the Edinburgh International Festival, ‘a sexual delight’, according to Hume, ‘with people from all over the world, going like bunnies’; and then there were the cheap flights to sunnier climes.

         As news from America spread, Hume and others began organizing leaflet distribution in his bar and benefits for research at the gay disco Fire Island. Key West, Fire Island: an ideal of gay nirvana. How different those places sounded now. 30

         It was hard persuading some people. ‘The other pubs weren’t that interested,’ Hume says:

         
            These days the gay scene keeps patting itself on the back for being so stunningly wonderful at practising safer sex – crap! Complete and utter crap. You will always, in any community, get some people doing the right thing, but then you get the others who just have one drink too many, and don’t give a shit. That was the attitude then.

         

         In London, Tim Clark would still visit Subway, but he’d notice small changes:

         
            I remember the posters going up about AIDS and condoms and poppers, but nobody paid much attention. The risk did not seem great at that stage, and we still didn’t know of any English people who’d actually come down with it.

            I remember the first one that I knew was a friend’s former boyfriend. We didn’t know anything about his diagnosis, when it happened or how it happened, but he just faded from the scene and was occasionally spotted just behaving appallingly, drunk and wild-eyed and staggering around. He just carried on drinking until he collapsed. Collapsed amongst his dustbins one night, and was carted off to hospital and died very shortly after that.

            Anyone infected kept it hidden, and it was just a matter of great shame. You turned yourself into an untouchable. There was little solidarity at that stage. The impression you got was that it was somehow connected with promiscuity, and the people who got it defined themselves as being sluts. I just remember so many instances of people who kind of died fairly quickly and refused to admit it to anybody. One of them was part of the glamorous 31model crowd, an actor, at Joe Allen every night. He clearly died as much of shame as anything. He was one of those ‘pneumonia’ death certificates which were pretty common at that time. Doctors conspired in this, responding to the signals that we were all giving out.

         

         At the beginning of July 1982, Terry Higgins, 37, was being examined at St Thomas’s Hospital, London. It was the same appalling story: the doctors knew his immune system was wrecked, recognized the rare pneumonia and other opportunistic infections, but they couldn’t say why or how; they knew, but they didn’t really know.

         Rupert Whittaker, Higgins’s young lover, then a student at Durham University, remembers that Higgins had been ill for a while. Whittaker used to call him from the university and Higgins would complain of terrible headaches. Whittaker was on holiday in France when he heard that his partner had collapsed. He arrived at the hospital to find Higgins looking awful, grey and unconscious. He was in isolation.

         But he made some progress and became well enough to leave. He became more of the person he was before: easy going and warm and supportive. It was these traits, together with his physical attractions, that Whittaker found so attractive. He was unemployed, a transitional period after leaving his job as a computer programmer.

         Then he fell ill again with something else, another strange disease, up and down all the time. Whittaker suggested to Higgins’s doctor that maybe it was this American thing, but he remembers all the doctors there as dismissive. ‘I was not next of kin – I was not worth considering.’5 He says that one of the house staff said they planned to write up and publish the case and if he wanted to find out more he’d have to read it. The nurses were more supportive, but could offer little practical help. 32

         On 4 July 1982 Whittaker met some friends in Hyde Park. He had called his lover earlier to ask what he should bring, but when he arrived at St Thomas’s he found the curtains drawn around the bed:

         
            There were people in there doing something,6 there was a lot of muttering, and I stood at the bottom of the bed and asked the nurse, ‘Is it all right to see him at some point?’ I was taken in to another room and I had some ice cream or something and I said, ‘Could you put this away for him later?’ They took me into a waiting room and brought me a cup of tea, and about five or ten minutes later they came by and said, ‘I’m afraid he’s dead.’

         

         No one knew anything. Nothing to read up. A nightmare funeral to arrange.

         Five months later, in November 1982, some of Whittaker’s grief had subsided, but the anger and confusion remained. Capital Gay, the newly formed London paper that was to play an important role in the dissemination of AIDS information, ran the headline ‘US Disease Hits London’, reporting that Higgins was among four Londoners to have died to date. It was Rupert Whittaker’s friend and prominent activist Martyn Butler who first came up with the idea of a charity to raise money for research. The project was described as ‘a massive entertainment machine’, and it was to kick off with a themed party at the gay disco Heaven.

         ‘Immune deficiency is already quite a problem in this country, and Kaposi’s sarcoma will take quite a few lives before long,’ Martyn Butler predicted in Capital Gay. Another aim was to establish a widespread public health education programme, ‘should that become necessary’. ‘I’m amazed at the ignorance about it, even within the gay community,’ Butler told Gay News; the paper 33described how AIDS was still thought of as ‘a media import like Hill Street Blues’.

         The Terry Higgins Trust would donate its first proceeds to the research being conducted at St Mary’s Hospital, Paddington. A man called Floyd was organizing the Heaven party.7 ‘I will be using my talents as choreographer and artiste to make people aware of what is happening with Sarcoma,’ he said. It was probably quite a night.

         Education is a slow process: while the Terry Higgins Trust and Gay Switchboard and the gay press advised and cajoled and passed on as much information as they could glean from the United States, they had little hope of reaching a wider public. Many ‘non-scene’ gay men were also unlikely to be aware of the severity of the crisis.

         This changed a little in the spring of 1983, when first Panorama and then Horizon broadcast documentaries about the syndrome. The Horizon programme, ‘Killer in the Village’, had the greatest impact, not least because it examined the exponential growth of the epidemic thus far. The number of cases doubled every few months; if it continued at this rate, there’d be a million cases by 1989. It looked at all the theories – poppers, ‘immune overload’ from too many STDs, a communicable agent – and presented a sobering statistic from California to back up the latter: in a study of gay men with AIDS, nine out of 13 cases had known each other sexually. The programme talked to many patients and doctors, but they were all in the United States. For Britain, it only had a concluding question: ‘Do we already have the hidden seeds of an epidemic here?’

         ‘It was one of the first programmes that carried the message that gay men’s lives are worth taking seriously,’ Peter Scott remembers. ‘There were practically no programmes that presented the happy healthy homosexual as a good ideal.’

         The novelist and journalist Martin Amis reviewed it for the 34Observer. He listed the ‘eerie invitation to diseases’8 that AIDS presented. ‘Brain diseases carried by cats, types of TB carried by birds, “profound diarrhoea” carried by livestock: AIDS is a visitation that makes you believe in the Devil.’ Amis liked the tone of the programme and echoed what he believed were its conclusions. We all knew that the more promiscuous we were, the greater our chances of catching an STD:

         
            With AIDS, though, it seems to be promiscuity itself that is the cause. After a few hundred ‘tricks’ or new sexual contacts, the body just doesn’t want to know anymore, and nature proceeds to peel you wide open. The truth, when we find it, may turn out to be less ‘moral’, less totalitarian. Meanwhile, however, that is what it looks like. Judging by the faces and voices of the victims, that is what it feels like too.

         

         The Daily Telegraph excelled itself: AIDS, Sean Day-Lewis stated, was ‘newly fashionable’, but there was a ‘problem’ with it: ‘The problem remains that AIDS or the “Gay Plague” is not limited to active homosexuals.’ More questions than answers, the reviewer noted, and no useful information about the British position. ‘The film thus served chiefly as a warning which, in the absence of complete scientific explanation, can still be seen by those with a mind to do so as a supernatural gesture by a disapproving Almighty.’

         Dr Jonathan Weber and Dr David Goldmeir of St Mary’s Hospital, London, noticed other responses to the programme. In the first six months of 1983 they saw ‘hundreds of patients with anxiety about the disease, and three had severe psychiatric illness with fear of AIDS as the dominant feature’. The doctors wrote to the British Medical Journal, noting that one of the three patients 35was fine until he saw the Horizon documentary, after which he developed an irrational conviction that he was carrying AIDS; another patient was a 32-year-old heterosexual man who said he had been sexually assaulted by a gay man in San Francisco. He then saw the Horizon programme, and developed acute anxiety that he was infected. He watched the video 30 times.

         Gay Switchboard logged many calls after the programme, and they allayed fears as best they could. ‘People called up saying they had flu, night sweats, weight loss and coughs that wouldn’t get better,’ Linda Semple says. ‘The main problem was telling them where you could go to find out more. The STD clinic was the obvious choice, but that often had a lot of stigma attached to it. You could go and see your doctor, but your doctor was likely to know less than we did.’

         So a conference was called for 21 May 1983, the first of its kind in Britain, to pool information from everyone in the field. The Health Education Council paid for the hire of Conway Hall, Red Lion Square, and for the expenses of Mel Rosen, of New York’s Gay Men’s Health Crisis. Two hundred and fifty people heard Switchboard’s Terry Webb open the meeting with a call to arms and a nod towards the general election less than three weeks away. ‘We would like to see the great public concern translated into action by the authorities.9 We think the need for action is urgent, not just for homosexuals, but for heterosexuals as well. The actions taken so far in this country are the result of individual effort … it’s just not enough.’

         Dr Ian Weller, a young specialist in infectious diseases from Middlesex Hospital who had just surveyed the AIDS scene in New York, told the meeting: ‘I don’t think it will be very long before other grants come. The money you raise should go to other things. We must get our research funding from central government.’ 36

         Mel Rosen got personal. ‘I hope you get very scared today because there is a locomotive coming down the track and it is leaving the United States.10 For someone who gets AIDS everything begins to fall apart, and if you’re gay and you don’t have a lover, you go home to an empty apartment.’ Rosen explained how the Gay Men’s Health Crisis provided ‘buddies’ to support a person with AIDS with practical chores and emotional support; it provided legal advice too, and a financial aid and housing service. There were 1,361 confirmed cases of AIDS in the United States by May 1983; 520 were dead. The GMHC was getting about five thousand crisis calls a month.

         ‘There was legionnaire’s disease and a few people died … and the government put money into it,’ said Rosen. ‘Two hundred gay people had to die before the government responded [with small localized grants]. There is no funding if you are expendable, if you are a gay person.’ New York was changing:

         
            Every one of us knows someone who has died. It makes you old. We are learning to organize funerals. We are learning now that free sexual expression may be fatal and that indiscriminate sex may be fatal. When we go into a bar we ask people about their health … We are waking up and looking at our friends and saying, ‘Thank God you are healthy.’

         

         It was an alarming meeting; if you were complacent before it, you felt devastated after it. ‘Within ten minutes of Rosen starting to speak everyone was united in disbelieving shock,’ remembered Tony Whitehead, a teacher just starting an MSc in education and a member of Gay Switchboard. ‘I don’t mind telling you I was very very scared.’

         Whitehead held an informal Switchboard meeting at his flat in 37Marylebone. Could it cope? Was it geared up to expand to provide the sort of practical services outlined in Rosen’s speech? Or should Switchboard somehow join forces with the nascent Terry Higgins Trust?

         Since its inception six months earlier, the trust had organized several fundraising events, and was talking of setting up its own telephone service and printing information leaflets. But those involved, though passionate about their cause, had little experience of managing or structuring an organization of the sort the British crisis now demanded. Whitehead called Martyn Butler, Rupert Whittaker and others and arranged a public meeting for 19 August 1983 upstairs at the London Apprentice, a popular gay City of London pub; this was the second birth of the trust, fired by Switchboard experience and attended by a dozen professional gay men with some experience of the situation in the United States. The name was lengthened: Terrence sounded more formal, more serious. Within four months it was a registered company, with charitable status coming a month later.

         The first trust leaflet, a scrappy folded photocopied sheet of A4, was almost a verbatim copy of those available in clubs in New York and provided the first health education information in Britain. ‘Watch out for these symptoms,’ it warned. ‘Swollen glands, pink to purple flat or raised blotch or bump, weight loss, fever, night sweat, cough, diarrhoea.’ What should you do if you had these? ‘Go to a doctor who is up to date on gay health; tell your doctor you are gay; if you’re not sure he knows about AIDS – ask him; if he is not familiar with AIDS, or not sympathetic – get another doctor.’

         Advice on lifestyle changes was considered reasonably daring for the time, but today seems hopelessly inadequate. There was no concept of an incubation time, no suggestion that anal sex might be a high-risk activity, no mention of condoms. ‘Have as 38much sex as you want,’ it read, ‘but with fewer people and with healthy people.’ It stated that current opinion ‘points to something like a virus that may be transmitted sexually. It makes sense that the fewer different people you come in sexual contact with, the less chance this possibly contagious bug has to travel around. If you don’t know if your partner is healthy – ask him directly to be honest with you about his health.’ It concludes with a large message: help yourself! The subtext of the times was: Because Nobody Else Will.

         Meetings at Tony Whitehead’s flat continued for the best part of the year. Robin Bell of the Gay Medical Association attended regularly, as did Julian Meldrum, an influential figure on the gay scene. Whitehead displayed commitment and charisma and soon became chair; his ability to present a respectable, measured and eloquent front to the non-gay media was one of the organization’s strongest assets:

         
            There were about ten of us, all white middle-class gay males, I’m afraid to admit. There was a real sense of digging in, of being besieged. We were getting no help from the government, and there was a very real concern that they wouldn’t deal with AIDS through education, but just by proscription, by controlling those people who were thought to be infected. It is hard to stress how deeply entrenched anti-gay prejudice was, and still is. There was all this prejudice, and a feeling that no one outside the community cared about our well-being at all. It was a war situation, but it was a war only recognized by those that were actually being shot at.

         

         Even internally, politics battled again against plain speaking. ‘Our information tried to be the most prudent we could be. The information on the first leaflets – reduce the number of sexual partners 39– was something I supported, but I remember being accused at gay student meetings and elsewhere of trying to further some secret agenda of putting gay men back in the closet.’ A year or so later, when it became apparent that condom use might reduce the risk of infection, there were further conflicts, but for other reasons. ‘The medical people in the trust believed that if we promoted condoms it would be giving the green light to intercourse, and condoms would break and we would be spreading infection,’ Whitehead says. ‘We won through in the end, but it became a resigning issue.’

         Similar debates continued to occupy Gay Switchboard, and the recollections still haunt. ‘The thing that keeps me awake at night is the worry that we weren’t butch enough about the safer sex message early enough,’ Linda Semple says:

         
            I’ve heard a lot of people say they worry that people died because we weren’t quick enough off the mark. Whether that was because of internal bickering or whether it was because we just didn’t know enough, I don’t know. In my better moments I think well, we always did say there is this information, it’s up to you.

            Now it’s the complete opposite. A 21-year-old will call up Switchboard and say, ‘I’m having sex.’ And although you’re not supposed to tell people how to lead their lives, someone on Switchboard will say to him, ‘Right, use a condom or you die.’

         

         By March 1983, six cases of AIDS had been reported in Britain. By 31 July 1983 there were 14. The Communicable Disease Surveillance Centre in Colindale, north London, only began recording cases in 1982, so there were probably several other cases before this date. Of the 14, all the patients were white men. There were six cases of Kaposi’s sarcoma, five cases of Pneumocystis carinii pneumonia and three cases of other opportunistic 40infections, including cytomegalovirus and toxoplasmosis. There had been five deaths.

         The patients ranged in age from 20 to 45. All but two were gay men; one was also a drug user. The other two cases were an indication of what was to happen to the course of AIDS in Britain next. One was a haemophiliac. This man had received Factor VIII, the blood clotting concentrate, from the United States. Noting this first case, the Public Health Laboratory Service wrote in the British Medical Journal: ‘Although the risk from blood products imported into Britain seems at present very small,11 further supplies of Factor VIII for this country will be manufactured only from plasma collected in accordance with the US Food and Drugs Administration regulations designed to exclude from plasma donations [all] donors from high risk groups.’ In fact, by the time this reassurance appeared, it was already too late: blood products were already widely infected.

         The other patient was a heterosexual, a Lancashire man who said he was neither gay, nor an intravenous drug user, nor a haemophiliac; that is, he fitted into none of the standard groups that were considered to be at risk (these were the groups that had so far mapped out the epidemic in the United States, where 70 per cent of 1,800 cases were gay men, the rest mostly heroin addicts, haemophiliacs or Haitians). Britain now faced a number of questions for the first time: could the agent causing AIDS break out into the ‘general’ population? Were women at risk? Babies? Could it be controlled? These were enormous questions, and they would change all aspects of the debate in this country.

         Some of the answers came quickly. By 31 September 1983 there had been 24 cases, ten more than two months earlier. This number included another haemophiliac, and a woman, a 33-year-old from Liverpool, neither a drug user nor a transfusion recipient, who 41died of both Kaposi’s and Pneumocystis pneumonia four weeks after being admitted to hospital.

         In time, the government would wake up to this problem. But it will become clear that the response was too slow to save hundreds, possibly thousands of lives. Money for a general health education programme, for the provision of specialist health care, for scientific and clinical research, would not be made available for three years.

         Hysteria, The Early Years

         
            ‘I told her, this Mail On Sunday journalist, that the story was so good, it had so much, she didn’t need to make any of it up. Did she listen?’

            Professor Tony Pinching

         

         It was a great newspaper story, of course: sex kills you. It was even better than herpes, that last great sex ‘n’ health riot a couple of years back. You could pack in any amount of prejudice, moralizing and hand-wringing in a double-page spread, and because so little was known, even by government scientists (as the Daily Mirror observed), accuracy was a bonus, a lucky by-product. Much of what appeared before the spring of 1983 contained at least some useful information; the usual biases prevailed, but doctors were quoted at length even in the tabloids (the calming ones were of rather more use than the ones who remained ‘terrified’). The tabloids then realized they’d been missing out on something great: a chance to legitimize their homophobia.

         For the broadsheets it was initially a science story, culled from the medical journals. ‘Mystery disease kills gays’12 reported the Guardian in December 1981; ‘Cancer one of the “gay syndrome” 42illnesses’ said The Times a day later. The Sunday Times ran the fullest report so far in September 1982:

         
            A deadly new illness that has killed more people than legionnaire’s disease and toxic shock syndrome put together is now the subject of intensive investigation … The research has been complicated by the fact that the number of heterosexuals among the patients has now increased to about 20 per cent … most of the heterosexuals are heroin addicts who could well have been exposed to blood by needle sharing.13

         

         In May 1983 the Daily Telegraph ran the news that ‘“Gay Plague” may lead to blood ban on homosexuals’, and included an article from its ‘medical consultant’, a retired doctor: ‘Indiscriminate promiscuous homosexuality is taking its toll through AIDS and GRIDS (gay related immune deficiency disorders). California and New York, the happy stamping grounds of homosexuals in America, are the original homes of these “wages of sin”.’

         The same year The Times and the Guardian both ran full-page specials. The Times reported all the theories and the chances of a cure; it also chastised the Communicable Disease Surveillance Centre for its inability to provide any AIDS totals outside Britain and the United States and the doctors interviewed in the story for failing to come up with ‘a crack up-to-date command of the subject’. The piece was headlined ‘AIDS is here’. Five months later, in November, the Guardian wasn’t so sure: ‘If AIDS is here,’ it reported, ‘it will surface next year’, and this despite the 24 British cases to date. The article was backed up by a tough editorial:

         
            Our own Government’s response to what may prove a major medical and social problem has so far been slow and insufficient 43… Mr Norman Fowler [the Social Services Secretary] may soon have to explain convincingly why he has maintained his decision to depend largely on American Factor VIII blood for Britain’s haemophiliacs, instead of continuing to buy from countries where AIDS is not prevalent, or seeking to become self-sufficient.

         

         It concluded with the hope that the homosexual population ‘should now be regarded as potential casualties, and not victims of prejudice’.

         No such quarter from the tabloids. The popular press took a while to warm up; it was the classic thing: homosexuals – and drug users – didn’t matter much to their readers unless they were famous, or until they threatened them. So in January 1983, as Britain faced the ‘Killer Love Bug Danger’14 (Sunday People), the point was made that although it affected mostly homosexuals now, AIDS could also hit people involved in ‘normal’ relationships. This soon became Find the Victim. In the mid-1980s journalists would don white coats and crash the Middlesex or St Stephen’s, but initially the beat was San Francisco or New York, devastated reporters sending back shell-shocked prose.

         In July 1983, the Sunday People disclosed ‘What the gay plague did to handsome Kenny’. This was an ‘AIDS exclusive’, revealing the ‘disturbing truth’ about Kenny Ramsaur, a 28-year-old New Yorker. There were two large photographs, before and after. Before, dark and dashing, his ‘bright eyes show no hint of the agony to come’. After, following promiscuous sex between males, he was ‘doomed’ and looked ‘as if he’s been badly beaten up’. But ‘no mugger did this to handsome Kenny’. It also reported that ‘the Department of Health says that although the AIDS statistics for Britain are of concern, they are not so bad as to merit special funds to find a cure’.

         Four months later, the Sun ran its own ‘special on the disease 44doctors can’t cure’, blaming Skytrain, Freddie Laker’s cheap flights, for the spread of the syndrome in Britain. The Sun also splashed on the two pictures of Kenny Ramsaur, again noting how ‘his brooding good looks were transformed and his face blew up like a deformed football’. He died a few days after appearing on television, ‘but had helped to save countless others’. Precisely how was not made clear, but there was a moral to the tale: ‘Any homosexual who indulges in violent sex play, the complete sex act, and exchanges partners with regularity, is asking for it.’

         The pictures of Kenny Ramsaur surfaced again more than a year later, in December 1984, when the News of the World ran an investigation on ‘the deadly invader’. The main story was ‘My doomed son’s gay plague agony’,15 a ‘horrifying tale of complacency and carelessness’ in which a 26-year-old man was only diagnosed with AIDS the day before he died. And this despite his ‘suppurating sores’, etc. But there were no pictures, so they dragged out poor Kenny, who was looking handsome as ever. That was before, of course; after, his good looks had turned into ‘a grotesque swollen parody’. This always happened, the newspaper said: ‘As the killer virus spreads, their faces become contorted … until they become skeletons.’

         ‘Fleet St does not like homosexuality,’ said Derek Jameson, the editor of the Daily Star, on a BBC Open Space programme. ‘They think it is abnormal, unnatural and evil because it is wrong.’

         Reports of the hysteria that had affected San Francisco – dustmen reluctant to collect garbage in gay areas, bus drivers wearing gloves when handling tickets – began to appear in Britain at the end of 1983. ‘Scared firemen ban the kiss of life in AIDS alert’; ‘AIDS: now ambulance men ban kiss of life’; ‘Policeman flees AIDS victim’. The sub-text was: if people in authority are frightened of these people, imagine how scared you the reader should be. A refusenik doctor would be even better, and in November 1983 they found 45one. Professor Keith Simpson, 76, a pathologist and specialist in forensic medicine at Guy’s Hospital, London, thought it unwise to perform an autopsy on a 22-year-old gay drug addict who had died from a drug-related pneumonia (a coroner recorded a verdict of accidental death). ‘I decided not to expose either myself or the mortuary staff to the risk of getting AIDS,’16 he said. ‘How would you like to be labelled a homosexual or a drug addict if you caught the disease?’ he asked, defining his own brand of social death. Professor Simpson’s belief that nothing would be gained from an autopsy, since the cause of death was known, was frowned upon by Colin Berry, secretary of the Association of Clinical Pathologists. ‘AIDS is far from being a well-studied disease. Autopsies might well reveal something about it.’ The Daily Express ran an ‘Expert refuses “AIDS Death” probe’ story; the Mirror plumped for ‘Top doctor shuns “sex death” victim’; the Waltham Forest Guardian, the paper serving the south-east London area where the man died, ran with ‘Body blacked in AIDS scare’, and called Professor Simpson ‘Britain’s most famous pathologist’. The professor was involved with the Haig, Christie and Lucan murder cases.

         Priorities wavered in the hunt for treatment. ‘Torture of Innocents’ claimed the Sunday Mirror as it exposed ‘Chimps in “sex plague” tests’. In other weeks, animal rights campaigners were crackpots and violent fanatics, but on 4 December 1983 they were the chosen ones. ‘Healthy chimpanzees are being injected with the mystery killer disease AIDS in a new bid to find a cure for humans,’ the paper said, explaining that it mainly affected homosexuals. ‘Animal lovers are horrified. They have started massive campaigns to stop the research which could lead to a horrible and lingering death for the animals. They are appalled at the grim fate of the animals so popular in zoos and portrayed in such a lovable way on the famous PG Tips TV commercials.’

         
            *

         

         46‘It was like dealing with a foreign story: it happened to other people, in other countries. It happened in this country, but to a very foreign group of people,’ says Roy Greenslade, assistant editor (features) of the Sun from 1981 to 1986:

         
            The consensus that informed the debate, such as it was, was that all homosexuals are perverts. Flowing from that, AIDS appeared to be just desserts for being involved in deviant sexual behaviour. It was quickly realized that it came about due to anal sex, and heterosexual executives on the Sun thus fed in the fact that it was a Gay Plague. AIDS tended to suggest that it might stop all that kind of behaviour, and might lead to fewer gays being around. This might shut them away again, and if you shut them away then they wouldn’t be influencing other people to ‘go gay’.

         

         At a dinner party for Sun top brass in early 1983, Rupert Murdoch, the paper’s proprietor, mentioned that the AIDS epidemic in the United States was ‘incredibly worrying’. According to Greenslade, Kelvin Mackenzie, the paper’s editor, took the hint and had a look at it:

         
            Kelvin took it as an opportunity for a good lark, like most things. There were lots of anti-gay jokes bandied about on the paper, which shut up to a great extent when Les Daly arrived (an openly gay features executive who was later to die of AIDS). Kelvin liked Les a lot, and he wasn’t his only gay friend. His relationship with gays was not in any way difficult. But there were other people on the paper, in the newsroom, who regarded all homosexual activity as the devil’s work.

         

         47These people were clearly in tune with their readership. ‘AIDS is like everything else,’ a reader wrote. ‘When you mess up with nature, you have it coming to you mate. Homosexuality isn’t natural. And if it isn’t natural it goes against the laws of nature. It’s just another plague. A homo plague.’

         Les Daly would protest occasionally about one or two of the Sun’s wilder AIDS stories. ‘Kelvin would always be rather paternalistic,’ Greenslade remembers,

         
            saying ‘Well you’re quite right Les, a bloody disgrace, I’m going to deal with it.’ I think Kelvin hoped it would pass, and Les was realistic enough to realize what sort of paper he was working for.

            And the tone slowly changed. In 1985–86, when it transpired that heterosexuals could get it, the attitude changed to ‘heterosexuals couldn’t get it if they only slept with one decent woman’.

         

         Private Eye capitalized on the hysteria. On the eve of the June 1983 election, the magazine spoofed the AIDS panic and the Daily Mail’s breathless support for the Conservatives. ‘Shock finding by doctors – aids threat to labour voters’.17 According to its report, ‘Labour voters are 90 per cent more likely to contract the horrifying cancer-virus AIDS than Tory voters.’ A doctor offered advice on how best to stay healthy: ‘Vote Conservative.’ In another issue ‘The Gays’ cartoon, drawn by Michael Heath, featured one character asking another: ‘I suppose you know what GAY stands for – Got AIDS Yet?’

         What could you do if you took offence? Julian Meldrum, a member of the Terrence Higgins Trust and secretary of the Hall Carpenter Archives, which monitored gay media coverage, wrote to the Press Council with a detailed critique of about 60 articles 48published in 1983. In January 1984 he addressed a European conference on AIDS held in Amsterdam,18 at which he outlined a proposed code of conduct he had drawn up for the National Union of Journalists. ‘We must not confuse bad news with bad reporting,’ he said, but what upset him about the reporting was that so much of it had been ‘untruthful, dishonest, inaccurate, incomplete, unfair to people with AIDS and to those seen as being at highest risk of contracting it’. He acknowledged that it was unlikely that his code of conduct would be rigorously enforced, believing ‘the union would lose a lot of members if it were’, but he read it out anyway. One, the problem should not be exaggerated; two, cut the gay plague stuff, as AIDS is not confined to any one section of the community; three, cut the plague metaphors – it is not an airborne virus, it cannot be caught casually; and four, respect the rights to privacy and dignity of people with AIDS: no hounding, no naming. He ended with a plea to use the media for beneficial ends.

         Unwittingly, early hysteria may have played a part in the control of the British epidemic. In 1984, Julian Meldrum and doctors at the department of genito-urinary medicine at the Middlesex Hospital, London, conducted a brief experiment to gauge the effect of mass media coverage of AIDS on the incidence of gonorrhoea.

         The sample was small and included just those men, homosexual, bisexual and heterosexual, who attended the Middlesex clinic between January 1982 and September 1983. But the results were startling. During 1982 and the first quarter of 1983, when the media coverage was only sporadic, rates of gonorrhoea remained fairly constant, both among gay/bisexual and straight men. But between April and September 1983, when the researchers counted a total of 258 news items compared to 42 in the previous 15 months, rates of gonorrhoea fell markedly. In fact they only fell among gay or bisexual men, from an average of 230 cases per quarter to about 49 150; among heterosexuals the rate increased. The suggestion was clear: because gonorrhoea has a short incubation period of only a few days, it was possible to surmise that gay men were changing their sexual behaviour; either cutting down on partners or altering their type of sexual activity. Much of this could be attributed to the influence of gay organizations, particularly Switchboard, the Terrence Higgins Trust and the gay press. But who could say that even the most shameless expressions of tabloid homophobia didn’t have at least some beneficial results?

         
            Notes

            Principal interviews: Peter Scott, Tim Clark, Linda Semple, Rupert Whittaker, Alastair Hume, Tony Whitehead, Roy Greenslade.

            1. Taken to Subway: Holly Johnson, A Bone in my Flute, Century (London, 1994), pp. 143–4.

            2. ‘Who needs his lover’s pick-up germs?’: ‘They say there isn’t a plague’ Gay News, 235, March 1982.

            3. ‘The moral was clear’: ‘Gay cancer or mass media scare?’, Gay News, 228, November 1991.

            4. ‘The alleged connection’: ‘Cancer, poppers and gay men’, Gay News, 245, July 1982.

two French Kaposi’s patients: Isabelle Gorin et al., ‘Kaposi’s sarcoma without the US or “popper” connection’, Lancet, 1982, i, p. 908.

            5. ‘I was not next of kin’: transcript of interview with Rupert Whittaker conducted in February 1993 in San Francisco for The Plague, made by Barraclough Carey for Channel 4.

            6. ‘There were people in there’: ibid.

‘US Disease Hits London’: Capital Gay, 26 November 1982.

‘I’m amazed at the ignorance about it’: ‘Crossing the pond’, Gay News, 262, March 1983.

            7. A man called Floyd: ‘US Disease Hits London’, op. cit.

The Horizon programme: ‘Killer in the Village’, BBC2, 25 April 1983.

            8. He listed the ‘eerie invitation to diseases’: Observer, 1 May 1983.

‘newly fashionable’: ‘AIDS: The price of promiscuity?’, Daily Telegraph, 26 April 1983. 495‘hundreds of patients with anxiety’: ‘AIDS scare is making people ill, say doctors’, Capital Gay, 19 August 1983.

            9. ‘We would like to see the great public concern’: reported in Capital Gay, 27 May 1983.

‘I don’t think it will be very long’: ibid.

            10. ‘I hope you get very scared’: ibid.

            11. ‘Although the risk’: ‘Surveillance of the Acquired immune deficiency syndrome in the United Kingdom, January 1982–July 1983’, Editorial prepared by the Public Health Laboratory Service, BMJ, 1983, 287, pp. 407–8.

            12. ‘Mystery disease kills gays’: Guardian, 10 December 1981.

‘Cancer one of the “gay syndrome” illnesses’: Times, 11 December 1981.

            13. ‘A deadly new illness’: ‘Mystery new killer disease’, Sunday Times, 5 September 1982.

‘“Gay Plague” may lead to blood ban on homosexuals’: Daily Telegraph, 2 May 1983.

‘Indiscriminate promiscuous homosexuality’: ibid.

full-page specials: ‘AIDS is here’, Times, 27 July 1983; ‘The lurking killer without a cure’, Guardian, 2 November 1983.

            14. ‘Killer Love Bug Danger’: Sunday People, 16 January 1983.

‘What the gay plague did to handsome Kenny’: Sunday People, 24 July 1983. ‘special on the disease doctors can’t cure’: Sun, 11 November 1983.

            15. ‘My doomed son’s gay plague agony’: News of the World, 30 December 1984. ‘Fleet Street does not like homosexuality’: Derek Jameson, Open Space, BBC2, quoted in Panic by Robin McKie, Thorsons (Wellingborough, 1986). ‘Scared firemen ban the kiss of life’: Daily Express, 18 February 1985. ‘AIDS: Now ambulance men ban kiss of life’: Daily Mirror, 19 February 1985.

‘Policeman flees AIDS victim’: Daily Express, 24 August 1983.

            16. ‘I decided not to expose’: Daily Express, 2 November 1983.

‘AIDS is far from being a well-studied disease’: World at One, BBC Radio 4, 2 November 1983; quoted in Times, 3 November 1983.

‘Expert refuses “AIDS death” probe’: Daily Express, 2 November 1983.

‘Top doctor shuns “sex death” victim’: Daily Mirror, 2 November 1983.

‘Body blacked in AIDS scare’: Waltham Forest Guardian, 4 November 1983.

‘Torture of Innocents’: Sunday Mirror, 4 December 1983.

            17. ‘Shock finding by doctors’: Private Eye, June 1983.

‘I suppose you know what GAY stands for’: Private Eye, 4 November 1983. a detailed critique: letter from Julian Meldrum to the director, the Press Council, 30 June 1983.496

            18. European Conference on AIDS: ‘AIDS and the Press’, paper by Julian Meldrum, written 3 January 1984.

Unwittingly, early hysteria: I. V. D. Weller et al., ‘Gonorrhoea in homosexual men and media coverage of the acquired immune deficiency syndrome in London 1982–3’, BMJ, 1984, 289, p. 1041.

         

      

   


   
      
         
50
            3: False Negative

         

         At the beginning of 1981, Dr Tony Pinching was working in his lab at Hammersmith Hospital, London, when he got a call from a friend in the United States. Though he originally set out to be a neurologist, Pinching, 33, was now working almost exclusively with diseases that affected the immune system, specifically with patients who were immuno-suppressed, through treatment for transplants or auto-immune disorders. His friend in America was working in a similar field and had heard at a meeting some interesting news of specialists who were seeing rare diseases that had no apparent cause and pointed to a total immune system breakdown. They were baffled: why were these guys getting so sick?

         Pinching hoped this might turn out to be a useful mystery. The biology of immunosuppression had reached a sort of plateau: so much was unknown about the immune system, about cell formation and function, about the correct use of steroids and other treatments; they needed either some more advanced techniques or some new ideas. He thought: ‘This new disease, whatever it was, might tell us something.’

         A few months later, after the first clinical reports of active homosexuals falling sick in California and New York were published, Pinching received two more memorable phone calls. A houseman at St John’s Hospital, London, asked if Pinching could run any tests on a patient he had with a skin disease, probably a cancer infection. The second was from Willie Harris, the senior genito-urinary physician at St Mary’s. Harris had heard that Pinching might soon be joining St Mary’s as a consultant in clinical immunology and told him about a group of patients at St 51Mary’s Praed Street Clinic. These were sexually active gay men, regular users of recreational drugs, no strangers to sexually transmitted disease – in fact just the sort of people who they knew were becoming unwell in America. The thinking was: if this disease is going to happen over here, we’d better get in quick and investigate what’s going on. If it wasn’t going to happen, then the reasons why not might also be interesting.

         So Pinching joined the St Mary’s virologists and microbiologists on the study, which soon included more than a hundred men answering intimate questions and submitting to endless blood tests. Funding of the study, the first in Britain, came initially from existing resources and later from the Wellcome Trust and the National Kidney Research Fund. The Medical Research Council (MRC), the government-funded body, also considered supporting the project, but eventually turned it down. The official reason was that the study was too wide-ranging, but there was another explanation too: ‘They thought it would be purely an American thing,’ one of the St Mary’s researchers remembers. ‘They said, “We haven’t got anybody ill, it’s not important. If we do get people, we’ll fix it later.”’

         The initial results of the study were inconclusive, but gave sufficient cause for concern: the men studied showed none of the AIDS marker illnesses, but there were plenty of immune cell abnormalities and evidence of decreased T-helper cells (the standard marker of the body’s ability to fight disease). In their report, the researchers concluded that the weakened immune systems they had detected might represent ‘a latent phase of AIDS’. They didn’t have to wait long to be proved right.

         Within weeks, Pinching had seen his first AIDS patients. Pneumocystis, then Kaposi’s, then encephalopathy, a progressive brain disorder. Most fitted the pattern: many partners, some travel 52to the States, some previous STDs. Many died within weeks of admittance.

         Within St Mary’s, most of Pinching’s fellow doctors found it hard to come to terms with this syndrome; it was still an American thing, still a freakshow. So he decided to bring a patient along in person to one of the hospital’s case presentations, a regular forum for rare disorders. Often this kind of thing was just done with slides, but Pinching discussed it with one of his patients, and explained that it might help demystify matters:

         
            I just wanted them to know that this wasn’t a Martian, this was an ordinary bloke, only he happened to be a gay man, so what. So he came in, and I can still hear the drawing in of breath, the hush that descended. Here was the moment of reality for that audience; this wasn’t just a strange disease that we read about in the journals with a strange sort of people who do bizarre things. This was an ordinary bloke, you could have met him anywhere, and he was terribly straightforward.

         

         Across town, at the Middlesex Hospital, Professor Michael Adler, a genito-urinary specialist, was also seeing his first patients. ‘I can remember his face,’ he says of the very first, ‘I can remember every sort of skin lesion he had.’ And he can remember the prejudice shown towards his patients:

         
            It was very difficult to get them hospitalized, it was very difficult to get patients treated as normal human beings. People were frightened, they thought it was contagious, the patients had to be put in side wards, you couldn’t get the domestic staff to go in, you couldn’t get the porters to go in. We treated people extremely badly. It was like medicine six hundred years ago.

         

         53Dr Ian Weller worked in the same department. Weller was still relatively new to infectious disease, but in February 1983 he had attended the first post-graduate course on AIDS in New York, where he had visited the Memorial Sloan Kettering Hospital and the Veteran’s Hospital and had seen the growing toll first hand. One of the first things he read on his return to London in March 1983 was a brief note in the Lancet. The headline read: ‘Acquired Immunodeficiency Syndrome: No UK Epidemic’.1 It explained how serious AIDS had become in the United States, but quoted the Communicable Disease Surveillance Centre saying that in its work to date it ‘has not so far detected an important problem in England and Wales’.

         The following week Weller met Carl and Ray, his first AIDS patients in the clinic. In the hospital he recalls

         
            enormous problems with staff at all levels. Every step of the way was a battle. The fears then were not necessarily unfounded, as we didn’t know what we were dealing with. There were doctors and surgeons deciding not to do a certain procedure because it was deemed to be ‘inappropriate’. This was largely influenced by an anxiety or fear. This fear would go right across to the domestic staff. One night I was sitting in a patient’s room, and this hand came round the door with food on it, and just dumped it. I laughed with the patient, who said ‘It happens all the time.’ Within five minutes a bunch of flowers flew across the room – whoosh! That time I didn’t even see the hand.

            Whenever that happened we just got a hit squad together to deal with the specific problems when they occurred, just to explain to people. At one hospital there was even a move to have a committee of three wise men who would meet to decide whether a given operation was appropriate or not. As if the physician looking after the patient couldn’t tell.

         

         54In July 1983 Weller, Adler and others applied to the MRC to fund a cohort study of men at their clinic;2 they were seeing about 115 homosexual men each day. Again the MRC turned it down. They reapplied and a year later were awarded £160,000, about £110,000 less than their original request. It was an intensive study, examining many aspects of natural history and immune abnormalities, and it attempted to establish an antibody test for markers which might identify patients at risk. As in all these early projects, the patients were open about their lifestyles and eager to help. ‘Like us,’ Weller says, ‘they were optimistic at that time that the people who were dying were going to be the minority. They thought, “It’s not going to happen to me.” There was a wonderful optimism. Slowly, as the natural history studies published their results, we saw the doubling time of the cases, and you suddenly realize what sort of epidemic you have.’

         It wasn’t long before these doctors began seeing women with AIDS. The first Tony Pinching looked after was a heterosexual English housewife who had one partner – her husband:

         
            It turned out he’d been having a few others, mainly in Africa, on the side. And she told us lots of things about herself and it was quite clear that she’d just had conventional, heterosexual intercourse and she’d never injected drugs, and everything was unremarkable. That told us that there was going to be a heterosexual epidemic. I didn’t need any more convincing, though it took a lot of people a bit longer to convince our health officials, and possibly quite rightly so. But as a clinician you’re in a privileged situation of hearing very early exactly what was going on.

         

         In October 1983, the Medical Research Council called the first meeting of its Working Party on AIDS. To date it had received 55four applications for AIDS-related research and its staff had realized two things: first, the procedure for allocating grants was slow and cumbersome, involving approval by several boards and peer groups. Many applications would have to wait four months before receiving a response. This was a necessary process to ensure that any research it backed was both necessary and cost-effective, but it might also prove a handicap in a health crisis when a fast-track response was needed. Even more significant, perhaps, was the fact that because AIDS was so new, few people at the MRC knew what was good research and what wasn’t; in fact, very few people knew what was going on at all. Those who did were the very people applying for grants.

         The Working Party, consisting initially of 12 members and several observers from the MRC and Department of Health and Social Security, was convened to smooth out these problems. All the familiar faces attended: Dr Pinching, Professor Adler and Dr Harris, as well as Dr Robin Weiss of the Institute of Cancer Research and Dr Richard Tedder of the Middlesex. Of the others, almost all would also do critical work in the coming years. The meetings were chaired by Dr David Tyrrell, the director of the MRC Common Cold Unit.

         On 10 October 1983 they met for the first time at the MRC’s Regent’s Park headquarters to guide policy and compare notes. In summary, this is roughly what those doctors knew at that time:3

         
	AIDS is a profound impairment of the immune system, first recognized in the United States five years ago, first reported in the journals three years ago. About 3,200 cases have occurred in the US; 30 cases have been confirmed in the UK, of whom half have died. Hardly any patients lived for more than two years after diagnosis.56


            	The two most common early manifestations of the disease are the tumour Kaposi’s sarcoma and Pneumocystis carinii pneumonia. Because of the general impairment in immunity, other infections are common. There are a number of early marker diseases that are either AIDS in a mild form, or a precursor to it. This AIDS-Related Complex (ARC) may be characterized by persistent generalized lymphadenopathy (PGL – an enlargement of the lymph glands), diarrhoea, fever and weight loss.

            	The immune defect appears to be the result of reduction in the T-cell population (a type of white blood cell also known as T-helper lymphocytes or T4 lymphocytes), and an increase in T-suppressor cells.

            	In the US, gay men account for about 70 per cent of all cases. Other groups at risk are haemophiliacs who receive Factor VIII concentrate, intravenous drug users and recipients of blood transfusions. The pattern of transfer is thus similar to the hepatitis B virus, which can be transmitted sexually and through blood. Women can contract AIDS and it is thought likely that babies may be infected in utero.

            	The cause of AIDS is not known, but it is thought most likely that it is a virus, possibly a mutant strain of a recognized condition: those being studied include Epstein-Barr virus, cytomegalovirus and two retroviruses called human T-cell leukaemia virus (HTLV) and lymphadenopathy-associated virus (LAV). AIDS has a long incubation period, anything from a few months to four years, during which the patient is unaware he or she is carrying but may pass it on.

            	There is no effective treatment. All that can be done is to treat specific diseases, but as these are often very advanced upon presentation and often accompanied by many complications, effectiveness is severely limited. Drugs such as interferon and 57Interleukin II can be used on an ad hoc basis to boost the immune system, but any minor beneficial effects are strictly short-term.

            	The disease may have originated in central Africa. A mild form of Kaposi’s sarcoma has been endemic there among young men for many years. While these cases have mostly been benign, a more virulent strain, similar to that found in the West, has recently been diagnosed.

         

The first MRC meeting noted that AIDS posed fundamental, new and unexpected questions of basic science. Those present had never been so helpless in the face of a new condition: the playing field was so wide, the rules as yet unexplained. Were the cases they had seen so far the tip of an iceberg? Had they recognized the problem early enough? Would the American epidemic give them the breathing space they needed? No one could say for sure, but as they returned to the wards that afternoon and in the following weeks, their hopes that their experience would be confined to a handful of cases seemed increasingly remote.

         Two months later, the doctors gathered again.4 There was no good news. Dr Pinching reported back from two other meetings he had attended in recent weeks, at the New York Academy of Sciences and the Royal Society of Medicine in London. These meetings, precursors to the big annual international AIDS conferences, were by now regular occurrences, marked by much excitement and initially little professional jealousy. Pinching found no major new findings at these particular gatherings and noted that although there was much scientific activity some of it was not well thought out.

         Professor Adler had been to the World Health Organization meeting in Denmark in October 1983, where it was reported that 58there were 268 European cases. Dr Palmer, of the Public Health Laboratory Service (the parent of the Communicable Disease Surveillance Centre), had visited the Centers for Disease Control in Atlanta, where he learnt that the wife of a haemophiliac had recently developed AIDS, confirming that heterosexual transmission was not only possible, but likely.

         It was up to Tony Pinching to write up the minutes. He knew these were terrible times, but professionally it was also the most exciting period he had known. He split his time between the lab and the filling wards, where he attempted to allay the fears of those around him. AIDS tended to attract those clinicians who didn’t feel threatened either by the infection risk or by young people dying. Pinching had previously looked after patients with suspected Lassa fever and had worked in renal units which were only just recovering from the Edinburgh hepatitis outbreak, in which many patients and staff became sick and died after the contamination of dialysis units.

         That episode had tightened up guidelines on the handling and cleaning up of blood. He tried to remember them as best he could when he dropped at St Mary’s a bottle of blood from a contact of a patient who had AIDS in the States. He scrubbed the floor and his hands and it was only later, while he was driving back along the Westway to Hammersmith, that he saw a deep cut across his finger. He remembers thinking: ‘Mmm … I wonder what was in that blood.’

         As yet there was no way of knowing, but the announcement in April 1984 that the viral cause of AIDS had been isolated would change everything.5 The precise sequence of events would later become the subject of litigation, because it soon emerged that the HTLV-III retrovirus that American oncologist Robert Gallo isolated in his labs at the National Cancer Institutes, Maryland (a retrovirus that was shown to destroy T-cells and was present in 88 59per cent of the AIDS patients he tested), was but a variant of LAV, the virus that was isolated months earlier by Luc Montagnier at the Institut Pasteur in Paris. To the bulk of the medical world the value of the discovery was never in doubt (even though some questioned US Health Secretary Margaret Heckler’s optimism that a vaccine was now perhaps only two years away). Gallo swiftly developed a test for antibodies to HTLV-III (the human T-cell leukaemia virus type III, which changed its name to HIV, the Human Immunodeficiency Virus, in 1986).

         In Britain, clinics such as James Pringle House, the genito-urinary department of the Middlesex, soon found it hard to handle the number of tests being conducted on patients. A meeting of AIDS colleagues held at the hospital in February 1985 recorded that ‘the demand for antibody-HTLV-III testing has been such that Virology have not been able to cope with current staffing. Routine testing is to be reduced to a minimum’.6 Blood donor centres filled up too, not so much because people wanted to give blood, but because since all donations were being tested it was the easiest and least embarrassing way of finding out whether you were HTLV-III positive. Subsequent meetings at the Middlesex noted other problems: the considerable number of ‘false positives’ and ‘false negatives’, the latter consisting of individuals tested too soon after infection, at a time when the virus was undetectable by the first primitive screening methods; these people might unknowingly infect others. And then there was counselling, or the lack of it: how did you tell a patient that there was a chance they might soon die?

         ‘We were obviously very naïve,’ says Ian Weller:

         
            We performed a large number of anti-HTLV-III tests without written consent. Blood was taken from patients with AIDS, patients with lymphadenopathy, patients with multiple sexual partners, 60and controls. What we told the patients at that stage was that ‘We don’t know what this test means. It may well mean that you’ve been infected with the virus and you’ve recovered. You’ve got antibodies, and you may be immune.’ That shows how little we knew.

         

         Originally doctors thought the situation might be similar to that of hepatitis B, in which only a small proportion of people infected actually get sclerosis of the liver. In early 1984, the common belief was that out of one hundred people infected, perhaps only one would develop AIDS. Five years later, that figure would be revised to about 90 per cent.

         In September 1984 the results of the first significant British study of the prevalence of HTLV-III was published in the Lancet.7 Nineteen doctors from seven different clinics and labs had helped conduct the survey, carried out with a prototype of the test which became commercially available only a year later. Two thousand people were studied, the vast majority in London, but some also in Manchester. In one sense the results were reassuring: only those groups previously identified as being at risk (gay men, haemophiliacs, drug users) were found to have high levels of antibodies to HTLV-III; out of a thousand random tests on blood donors outside these groups, none was HTLV-III seropositive. But in another sense the results were extremely worrying: 30 out of 31 patients with AIDS tested positive, which was to be expected, but 89 per cent of those with persistent generalized lymphadenopathy, the pre-AIDS marker, also tested positive, which was considered high. Of gay men tested who believed they were well and had no symptoms of illness, 17 per cent were found to have the virus. Less than 2 per cent of drug users tested were positive, but the figure for haemophiliacs was 34 per cent; the tests on haemophiliacs were conducted on sera stored since 1982. The doctors stressed that ‘it 61would be unwise to presume that AIDS will necessarily develop in seropositive subjects’, but their optimism was short-lived.

         ‘What happened then,’ says Ian Weller, ‘was that we started to see that the people who had antibodies started to get sick. Then the virus detection techniques improved, so more and more people were found to be virus positive, and the whole atmosphere around the patients changed once we knew what it really meant.’

         Shortly after the test became available, Tony Pinching took the test too, still curious about that cut on his hand. His test was negative.

         What could you tell people who had tested positive? With no cure and no effective treatment, and with newspapers daily muddling the number of virus carriers with the number of AIDS cases, how could you convince anyone that their life wasn’t as good as over? Some patients convinced themselves that optimism was all there was; this wasn’t self-deception, it was what their doctors believed too. There were advantages in early diagnosis: warning signs could be heeded, new drugs tried.

         In mid-1985 Charles Farthing, a research registrar at St Stephen’s Hospital, London, wrote a draft advice paper for people who were HTLV-III positive. It was a type of written counselling, perhaps the first of its kind in Britain. It explained what being antibody positive meant in terms of health expectancy and again struck optimistic chords: ‘Hopefully the majority of HTLV-III antibody positive individuals will never become unwell, let alone develop AIDS … Take care of yourself. Think positively. Do not transmit this infection to others. Soon, perhaps very soon, there may be a successful treatment for this new disease.’

         Meanwhile, there could only be practical advice and lifestyle changes: report any opportunistic infection early; get plenty of rest; exercise, but don’t overdo it; balance your diet; limit the alcohol and cut out the cigarettes; don’t share a toothbrush or razor 62blade; don’t carry an organ donor card; and don’t have any live vaccines for things like yellow fever or polio.

         People were advised not to be frightened of asking questions about new drug trials, and to be aware of the potential side effects. The Terrence Higgins Trust and the Body Positive self-help group were promoted as good sources of support, but the word was not to tell many friends or your employer of your positive result: they might turn ‘nasty’. And telling your GP might affect applications for life and medical insurance.

         And then there was sex. Dr Farthing provided the most thorough guide yet to what was known and what was considered unsafe. Exactly which sexual activities transmitted the virus were unknown, but surveys of gay men provided some good indications of relative risk. ‘Men who are only passive in anal intercourse are much more likely than others to be HTLV-III antibody positive,’ Farthing advised. Active anal intercourse and oral sex were considered to be less of a risk, though there were many HTLV-III positive individuals who swore that they had never had passive anal sex. ‘A condom, whilst probably a reasonable protection if it remains intact, can break easily with anal intercourse, and if it does there is no protection at all. It is surely important therefore to restrict active anal sex only to those partners whom you know for certain to be also HTLV-III positive.’ Clearly this presented other risks, such as impairing immunity through contracting another STD.

         The only way to be absolutely certain of not transmitting infection was to have ‘entirely non mucous membrane contact or “dry” sex’. Kissing was deemed to be very low risk, although ‘live virus has been isolated from semen and saliva and therefore considerable saliva exchange or any semen exchange could theoretically transmit the virus’. The choice was yours, the guidelines said, while 63noting that ‘restricting anal sex only to an already regular partner or to partners whom you know to be positive, cutting down on the total number of partners or having only “safer” or entirely safe dry sex with antibody negative individuals is what most antibody positive individuals decide’.

         This advice had a very limited circulation, reaching only those already infected. The Terrence Higgins Trust was also beginning to provide similar information. But education for the general public was far less detailed and far more coy. In January 1985 the Health Education Council, a government-financed organization, issued a pocket-sized pamphlet (numbered STD 21) that set out the basics. There was no mention of anal intercourse or details about kissing or safe sex; understandably, since for most people such events did not exist or were considered repulsive and sinful. Politically, it was unimaginable to discuss homosexual sex in anything approaching an intricate or frank manner. This rendered the leaflet’s information of very little specific value to gay men, the group most at risk: specifically it stated that ‘it’s not yet known whether the way you have sex affects your risk of getting AIDS’, a far less assertive comment than that already present in medical literature.

         The leaflet was available primarily in STD clinics and GPs’ surgeries, its purpose clearly to settle nerves and ease the fear; you can’t get it from shaking hands or sharing glasses. Before setting out the symptoms, the leaflet stated ‘Now hang on … as you begin to read this list of symptoms you might start thinking “Yes, I’ve got that … and that … and that … Oh no, I’ve got it.” Well, perhaps, but most probably not.’ The original draft of the leaflet ended with the comment that ‘There is a lot of research being done in the USA.’ This was later amended to include the words ‘and other countries’, suggesting that the UK was playing its part too. There was another, more significant change. The second draft of the leaflet, prepared 64in June 1984, contained the observation: ‘In a very small number of cases AIDS has been passed on from the mother to the newborn child.’ It was deleted from the version printed six months later, despite widespread knowledge of mother-to-baby transmission at the time. This was not an oversight but a conscious decision not to unduly alarm pregnant mothers.

         The timidity of the pamphlet provided a significant pointer to what the Department of Health and government ministers considered to be politically acceptable when dealing with such intimate matters. The tone of the leaflet and much of its contents resurfaced in the first nationwide government AIDS education campaign more than a year later.

         
            *

         

         In December 1984 there were 96 reported cases of AIDS in the UK, 421 in Europe, predominantly in France and West Germany, and 6,993 in the United States. The British number was still small but growing rapidly. By the end of February 1985 it had risen to 132. The headlines were still hysterical – we were to have a hundred thousand cases of AIDS by 1990, we were to have one million people infected. It was the unique cases that now aroused most tabloid interest: the AIDS grandmother, the AIDS pilot or the AIDS nurse. In February 1985 the newspapers got wind of a terrible accident,8 first reported in the Lancet. While caring for a woman who had lived in central southern Africa and was later diagnosed with AIDS in a Hampshire hospital, a young female nurse received a ‘needlestick’ injury to her finger when she was resheathing a hypodermic needle on a syringe containing blood freshly drawn from an artery. Thirteen days later she developed a severe flu-like illness with sore throat and headache. Then a rash. Then severe pains in her joints. Then generalized lymphadenopathy. The woman’s first HTLV-III test was negative. Three weeks later another 65test showed she was positive, the first recorded case in the West of a hospital worker contracting the virus from a patient.

         This was the ideal tabloid story, the perfect tragedy: young nurse, a member of a caring profession, inevitably pretty, gets infected not by sleeping around or indulging in other detested activities, but simply by doing her job. There should be hell to pay, because this was an innocent victim. The next big story, about the blood supply, also carried the heavy subtext of innocence and guilt. By March 1985 there had only been three reported cases of AIDS among Britain’s five thousand haemophiliacs, a cause of some relief and not a little complacency. What no one knew then was that approximately 1,200 haemophiliacs had already been infected with the virus.9 Many of them had been carrying it for four years.

         
            Notes
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