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			Dedication

			For Rosy – ma fleur de combat –

			my sister, my father and all those

			who didn’t jump ship in the storm

			Epigraphs

			Speed on, my Book! spread your white sails, my little bark, athwart the imperious waves!

			Chant on – sail on – bear o’er the boundless blue, from me, to every shore,

			This song for mariners and all their ships.

			Walt Whitman from ‘In Cabin’d Ships at Sea’

			It was the first time a patient had come to see me on a skateboard, that’s for sure.

			Professor Peffault de Latour

			Preface

			I’ve just hitchhiked across hell. Real hell. Not the one with fires burning everywhere and men with horns listening to heavy metal. No, the one where you think: is my life over?
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			Messing about creatively: a great way to make a living

			6 November 2013

			‘You do too many things at once, you’re not twenty any more,’ people would say to me.

			I’ll have a rest when I’m dead.

			I’m an adrenaline junkie. I’ve got Ali Baba’s cave for brains, crammed so full my eye sockets could burst. I’m never bored, unless people slow me down. There’s a firecracker in my heart and lava flowing in my veins. I’m always on the lookout for the electric spasm of surprise. I don’t know how else to live.

			*

			I’ve always dreamed of being a superhero. To save myself, more than anything. But annihilating my demons would be too easy: the truth is I need them. Kill them and I kill myself. I’ve done my damnedest to be an inventor, a crooner, a semi-poet, an illusionist, a fake skater, a wild-animal impersonator and a devourer of women with skin like freshly tossed pancakes; now I’m an insomniac, anxious and exhausted from believing it all. Like I was taking the piss . . . out of myself.

			My creative bulimia reached new heights when I lost my mother. And it hasn’t stopped rising. We all have crutches to lean on; mine are spinning tops. The rules are simple: don’t stop, apply the brakes sparingly and, above all, don’t allow yourself to be confined – literally or figuratively. Messing about creatively is a great way to earn a living.

			Rock ’n’ roll is an oasis of adrenaline for lost children. Imagine there’s a 40,000-kilometre road going right around the world following the equator: my band Dionysos has driven it four times over in a van. We’re an electric tribe formed by friends over twenty years ago. Being on stage makes my brain grow wings. Add friction to combustible emotions and I’m away.When I feel the hubbub of the crowd vibrating deep in my bones, I just have to give myself over to it. The trouble is, I give more than I’ve got. I’m a very stupid dragon who breathes fire and burns his own wings.

			*

			But on the horizon, I can just make out a desire for gentler things. Go down to the south of France for a bit, see my family somewhere other than in my dressing room after a gig, cycle to the cinema, maybe even become a dad.

			Recently everything has concertinaed. I’m being whisked along by this tour/film/book rollercoaster,* so I assume my crushing tiredness is fairly standard. No holiday for two years, not much sleep, not much sun, but plenty of frenzied joy. Whatever it takes, I’ve got to finish this long sprint and reach the magical finishing line: the release of my first feature film. Can’t fuck up a lucky break like that. This dream of mine is six years in the making: now is not the time to crack. No slowing down!

			*

			It’s the home straight: we’re filming the music video for the ­Dionysos single ‘Jack and the Cuckoo-Clock Heart’, to be released alongside the animated film of the same title. Having left Paris in the small hours of the morning under washed-out stars, the band arrives at the film studio half-asleep. Early starts and rock ’n’ roll go together about as well as a bowl of muesli and a glass of whisky. Everyone’s talking at half speed. I’ve got bags under my eyes the size of ET’s. Thanks to make-up, and the fact we’re shooting in black and white, not everyone notices I’m actually 150 years old. I’ve rarely felt this tired before, but I’m wearing my trademark tight-fit suit and my pointy shoes. What could possibly go wrong?

			*

			The cameras and lights are in place, filming begins. We’re pretending to play the song. Twisting this way and that. It’s hard work and joyous, like jumping waves.

			But at the end of each take, I feel like my heart is going to explode. The sensation of having a nut where my lungs should be and breathing through a blocked straw. Each jump costs me a fortune in breath. My head is spinning. My muscles are rigid. But they keep insisting on ‘one more take’. I’ve done myself in on the long shots and we haven’t even started the close-ups yet. I don’t say anything, try to get my breath back during the breaks. The band is here, so are the people from the record label and the film. There’s no going back, no slackening even. I have to do it all at full throttle. Inventing true stories makes me profoundly happy. Living them and sharing them, happier still. I try and concentrate on that.

			Thirtieth take: I grit my teeth, try to conserve energy on the more extreme movements while keeping up the intensity. I feel seasick. No one notices, which is reassuring but only reinforces my sense of isolation.

			The day is over at last. Everyone’s happy. I catch sight of my reflection in the toilet mirror: I’m paler than Dracula. I don’t say anything to anyone. But the next morning, I go for a blood test.

			

			
				
					* I turned my novel The Boy with the Cuckoo-Clock Heart into a film entitled Jack and the Cuckoo-Clock Heart. 

				

			

		

	
		
			Necessary for life

			8 November 2013

			I walk into one of those medical centres on the street, a sort of mini-hospital. An analysis lab, they call it. After a dose of empty silence, a jab in the arm and a biscuit, I’m free to go. ‘You’re very, very pale, Monsieur Malzieu . . . Will you be all right?’ The nurse who has just given me the injection has the overtrained smile of compassion that’s liable to freak you out.

			It’s the Friday before the Armistice bank holiday, so I won’t get the results until Tuesday. I walk back up Boulevard ­Beaumarchais in slow motion. A little old lady, accompanied by a miniature dog with the same hairstyle as its owner, overtakes me on Place de la République. I buy a copy of L’Équipe and eat some chicken nuggets to avoid thinking about anything for several minutes at a stretch. It sort of works.

			I get home. It’s only round the corner but it’s taken me a while. I’m stiff with cold inside my overcoat, though other people are strolling about in jumpers. I stopped taking the stairs weeks ago; today I’m even out of breath in the lift.

			For months now, people have been telling me I’m very pale. It’s true I look like a vampire. It’s no big deal though. I’ve been more tired than this on tour before. I lie down for a few minutes listening to Leonard Cohen and feel slightly better.

			I call the taxi that’s supposed to be taking me to the music-video edit. While I’m waiting, the telephone rings; a number I don’t recognize.

			‘Hello. Monsieur Malzieu?’

			‘Yes.’

			‘Doctor Gelperowic here. The lab has just called to give me your results as a matter of urgency.’

			‘Really? They told me I wouldn’t hear till Tuesday.’

			‘They decided to check your haemoglobin straight away and it’s very low indeed. You’re severely anaemic. Normal red blood cell levels are between 14 and 17 milligrams. Yours is 4.6. You need an immediate blood transfusion.’

			‘Sorry, what?’

			‘There isn’t enough oxygen in your blood. You need to go to Accident and Emergency right now.’

			‘Right now?’

			‘With a red cell count that low, you shouldn’t even be able to stand up . . . Avoid any physical exertion – you run the risk of having a heart attack.’

			‘Which hospital should I call?’

			‘The closest. And don’t delay.’

			*

			Each sentence is a slap in the face. I’m knocked sideways.

			I sit on my bed and try to get my emotions into some sort of order. My thoughts are blurry around the edges. Questions catapult back and forth, but not many answers. I play back the memory of the previous day, see myself bouncing around like a stupid dragon. I could have frazzled my heart live on film.

			The telephone rings, the same number.

			‘It’s Doctor Gelperowic again. We’ve just been given some new results.’

			‘And?’

			‘Unfortunately all three blood categories are affected. Your platelets are very low.’

			‘Platelets? I can’t really remember . . .’

			‘They’re the cells that prevent bleeding. You have very few.’

			‘What do you mean “very few”?’

			‘Normal is between 150,000 and 450,000 but you have 11,500. Under 20,000 and it’s an automatic transfusion. Have you had any nosebleeds recently?’

			‘Yes.’

			‘Whatever you do, don’t shave, don’t handle sharp objects and try not to bang your head – we need to reduce the risk of haemorrhage. Your white blood cells are also affected, Monsieur Malzieu.’

			‘That’s the immune system, right?’

			‘Yes. You have 750 neutrophils, when you should have double that. I won’t disguise the fact that this is cause for concern.’

			‘Will the transfusion deal with that too?’

			‘Those cells can’t be transfused. Until you get treatment, wash your hands as often as possible.’

			‘But what does it all mean?’

			‘You’ll need to have further tests to get a diagnosis. They’ll want to have a look at your bone marrow to see why your bloods are down.’

			My heart is racing. My little apartment seems huge suddenly. Haemoglobin, platelets, neutrophils, transfusion . . . The words crowd in like menacing shadows under my skull. I type bone marrow into the internet: ‘. . . plays a vital role in the working of the human body. It is responsible for the formation of particular cells (red and white blood cells and platelets), which are known as haematopoietic stem cells. Bone marrow cells produce the combination of blood cells that are necessary for life.’

			Necessary for life?

		

	
		
			Duty freaks

			8 November 2013

			8.30am. I arrive at the A&E department of Hôpital Cochin, as recommended by a doctor friend. The waiting room is a no-man’s-land, separating the outside world from a sliding door disgorging armies of white coats. The place looks like the duty-free area in an airport after a plane crash.

			On a noticeboard are written three rules (they’re considerably less cool than the Three Rules in Gremlins†):

			3. For a non-urgent examination you will probably have to wait (several hours).

			2. If your condition is serious, you will be treated quickly (less than half an hour).

			1. If your condition is life-threatening, you will be treated immediately.

			Two nurses escort me through the sliding door; I’m to be treated immediately. Everyone is very calm and, from the moment I hand over my blood test results, very quick. Questions, jabs, questions, a drip, a strange patch stuck on my sternum. Questions. Waiting.

			Around me, it’s the Court of Miracles. A man with a third knee high on his upper tibia, a woman with such a realistic black eye you’d swear it was movie make-up, an old lady repeating over and over again, ‘Aaaah, it huuuuurts, they’ve amputated it,’ even though all her arms and legs are sticking out, intact, from under her blanket. I’m sitting on my bed-on-wheels, a fat bit of sticky tape clinging to the hairs on my forearm. I look at the clock. The minute hand is moving at the speed of the hour hand. The batteries must have had it.

			Two porters arrive and offer to help me into a wheelchair.

			‘But I can walk . . .’

			‘We’ve been told to transfer you in a chair, Monsieur.’

			They bundle me up in blankets: let the karting commence! There’s something Chaplinesque about whizzing along in a wheelchair in the sleet to the anxious click-clack of your ­beloved’s high heels as she runs to keep up. I watch her losing ground, like a doe that’s lost her way and is learning to gambol on tarmac. The clouds drift quickly between the buildings, sped on by the wind. My blanket slips off. The porters stop, pick it up and tuck me in like an elderly baby.

			Eventually, we arrive at the entrance of the Achard building. An automatic door slowly opens. For a minute I think it’s raining inside the reception area, the atmosphere is that sad. The lift is reserved for people who are ‘unwell’. That’s not a lift I’d take ordinarily; it can’t apply to me, surely. The corridors roll on by. My fear grows with every metre.

			We reach a department marked Intensive Care. Everyone’s wearing masks, white coats and potato-bag hairnets. It’s reminiscent of a sci-fi nuclear power station. We’re nearing the reactor: the sterile room. To gain access there’s a freezer door leading to an airlock. There’s medical equipment on a table and a sort of chimney, like a kitchen smoke-extractor. Surgeons’ costumes are hanging on pegs. A light turns from red to green and a second door opens. With a gentle push, I’m wheeled inside. Blue walls and silence, broken by noises from the machines. What the hell am I doing here? The worst memory of my life comes back to me. When I lost my mum in a room just like this one. My heart is trying to climb out of my throat. The door closes, I’m trapped. Right now, I should be editing the music video somewhere.

			*

			How long am I going to be here? Where’s Rosy? Why won’t they let her in? What are they going to do to me? What the fuck is wrong with me? I’d love to go back to the real world, after a transfusion or two; but something tells me that won’t be possible. I’m on a train that’s ground to a halt and there hasn’t been an announcement to say why. There’s no way of knowing what awaits me.

			Night slips beneath the slats of the badly drawn blind. I’m staying in the wheelchair because the bed scares me. I watch the tiny TV without switching it on. Someone brings me a meal in aluminium trays.

			‘Will I have to sleep here?’

			‘The doctor will let you know for sure, but I think so, Monsieur Malzieu,’ replies a mask.

			The cutlery is in a plastic sleeve, which the healthcare assistant rips open so I can help myself without her having to touch it. Who would have thought hell would be this clean?

			Something’s happening in the airlock. I recognize Rosy’s silhouette: she’s here at last. A breath of life. She’s worried but does her best to reassure me. Her hugs are a refuge. In my last book, I invented the true story of how we met. ‘The girl who disappears when you kiss her’ gathers up a heart that is lying in crumbs on the ground. It belongs to the depressive inventor with a knack for feeling lovelorn. She sticks it back together, one piece at a time, with passionate patience. That’s exactly what happened with us. And then today’s unfathomable earthquake struck.

			Rosy is perched on the bed, on the edge of the void. She’s wearing her clothes from another world, the one I belonged to a few hours ago. The colours, the wind, the cars and the trees are trapped on the other side of the windowpane. I can’t touch, see or hear anything any more. I make a nest with my arms and huddle inside; Rosy wraps her arms around mine.

			*

			Just then, a battalion of nurses comes into the room armed with two trays. On the first, two bottles of disinfectant solution and a chrome syringe the size of a pen. On the second, an assortment of small torture instruments and a pile of compresses. Everyone’s wearing a mask. A nurse asks Rosy to leave. Another rips the patch off my sternum. ‘Too high up. Pointless,’ she says. My chest is wiped and rewiped with a cold product of some sort. It feels like they’re preparing a target. Needles are being ­sterilized all over the place. I don’t dare ask what they’re gearing up to do; I’m frightened of the answer. A haematologist with a kind voice quietly informs me that she has to carry out ‘a rather unpleasant procedure called a myelogram’. She’s going to remove a bit of bone marrow from my sternum and analyse it to find out why I’m not producing blood cells.

			‘Put your arms by your sides, take a deep breath, try to relax and don’t move.’

			Now’s a good time not to look at the harpoon they’re wielding. Thick. Long. Bevelled like a dodgy pack of cards.

			Two warm hands envelop mine on either side of the bed. The haematologist-with-the-kind-voice approaches. Her body over mine, weapon in hand. ‘Get ready for a prick . . .’

			That’s putting it mildly. Get ready for an impaling, more like. She plants the thing in my sternum with both hands, using all her weight to pierce the skin and reach deep into the bone. It’s like being stabbed with a banderilla. I try my hardest to breathe normally and not watch what’s going on.

			‘And, I’m drawing it out . . .’

			My torso’s lifting off the bed; it’s like she’s trying to tear out my ribcage. Agonizing, screeching pain. I’m winded, my heart’s pounding. At last the harpoon is out.

			‘You can breathe, it’s over.’

			Actually, I can’t breathe right now: I’m a fucking trout who doesn’t know how.

			‘Can you gauge the pain from zero to ten?’

			‘Seven, eight . . .’

			I don’t say ten to save face. I’m still holding hands with the nurses; I can’t let go. The haematologist-with-the-kind-voice is delicately handling the carrot-shaped bone sample she has extracted from me. She slices it into strips for the biologists to analyse. Like she’s preparing crudités. Then:

			‘Monsieur Malzieu, I’m sorry . . . We need to redo the marrow puncture.’

			The nurses look at me contritely.

			‘Like before? The same thing?’

			‘Yes, there’s too much blood in the sample . . . I’m worried it won’t be suitable for analysis.’

			There’s blood all over my chest. It’s still flowing under the dressing. They’ve sponged it, compressed it, but it won’t stop. I feel like I’m witnessing my own autopsy. The haematologist prepares her second banderilla. I’ve been kidnapped by barbar­ians disguised as women with honey-sweet voices. My nerves are unravelling, my body stiffens from head to toe. The protective hands close around mine again.

			‘Try to think of a place you like. A beach, somewhere sunny . . .’ suggests one of the nurses. What I’m thinking is that I resemble a lamb on a spit.

			The haematologist looms over my chest again. Her shadow is slowly climbing up my face. I shut my eyes as tight as I can.

			A second harpooning. My muscles like taut elastic bands. A second reincarnation as a trout. Breathing shallow, heart jackhammering.

			‘It’s a brutal procedure, I’m sorry, but it’s the only way we can examine bone marrow . . . Do you want a small tranquillizer, something to calm you down?’

			‘I wouldn’t say no to a whisky and Coke.’

			‘Ah, sorry, we don’t do that here,’ the haematologist replies gently, as one might talk to a child, whereupon the battalion moves on.

			The blood is taking its time to congeal under the dressing. Rosy has returned and she slips her delicate bottom on to the edge of the bed. The light from her big eyes has the effect of a strange balm.

			‘Try to sleep,’ she whispers. I relax slightly, stroking her forearm. We kiss and it’s like the inside of a meringue. I hold on to this lull in the storm, trying to think as little as possible.

			*

			A few hours later, the haematologist comes back into the room. I check straight away: she hasn’t got her chrome tray.

			‘How are you feeling, Monsieur Malzieu?’

			She chooses just the right tone of voice. Giving nothing away . . .

			‘The first result has come through. There are no blast cells, so you haven’t got acute leukaemia.’

			‘Leukaemia . . .? Acute leukaemia?’

			‘Yes. I didn’t want to mention it earlier, but that’s what we feared from your blood tests.’

			Acute leukaemia! When I heard those words it started raining coffins.

			‘We need to do further examinations to get a diagnosis and decide on your treatment. We’ll know more on Tuesday.’

			‘But it’s less serious than acute leukaemia?’

			‘I can’t say for now. I don’t have enough information. At best, it’s a vitamin problem, although, saying that, with such a low blood cell count it’s unlikely. At worst, you’ll need to have a bone marrow transplant.’

			‘A bone marrow transplant? What is that?’

			‘Replacing your diseased bone marrow with a healthy donor’s. It’s a tough treatment . . . But try not to worry, we’re a long way off that.’

			The haematologist-with-the-kind-voice is walking on eggshells and the cracking is getting louder by the second.

			‘You’re sure you don’t want a tranquillizer to help you relax?’

			‘No, thank you . . .’

			‘Stay strong, Monsieur Malzieu. I’ll see you on Tuesday.’

			

			
				
					† In the 1980s fantasy film there are three rules for looking after a Mogwai: no bright light, don’t get him wet, and never feed him after midnight, no matter how much he begs.
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