
  


  
    [image: ]

  


  


  Praise for A Real Boy:



  ‘This wonderfully honest book tells us a great deal, not only about autism, but also about the extraordinary tolerance and unselfishness that is borne out of unequivocal love. At the same time, it reveals some uncomfortable truths about the struggle it takes to access the rights of those with disabilities in our so-called civilized society.’


  Jane Asher, President of the National Autistic Society


  ‘Absolutely brilliant. We laughed and cried. We recognized so many familiar situations … A Real Boy helps to promote a greater understanding of autism to those who don’t understand the condition.’


  Marina Blore, Trustee, Wishing Well House

  www.wishingwellhouse.co.uk
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  HOW AUTISM SHATTERED OUR LIVES – ANDMADE A FAMILY FROM THE PIECES


  



  Christopher Stevens with Nicola Stevens


  Authors’ note: we wrote this book together, just as we’ve brought up David together. Chris had his hands on the keyboard most of the time, so our story is told in his voice.
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  Prologue


  The little boy on his mother’s hip was gazing around the nursery. He had blond curls, and green eyes, and his mouth was open in an enquiring ‘o’. When she put him down, he clung to mum’s arm for a few seconds before bravely standing on his own, his red anorak zipped up, as the nursery teacher beamed at him.


  ‘He’ll be fine,’ the teacher declared. ‘Look at him – he can’t wait for you to be gone so he can start playing with all these toys. Isn’t that right, David?’


  So we went. We’d debated all morning whether we should leave with a fanfare of goodbyes, or slip out unseen– in the end we decided on a loud, ‘See you later, David,’and a smart exit. We’d never left him with anyone before, not even his grandparents, but it wasn’t as if this step was unexpected. We’d been trying for eleven months to find a preschool place for David. This one seemed ideal: a small class, a sunny playground, experienced staff who listened to our welter of instructions. During the half-hour tour, our three-year-old son had investigated the paint pots and the piano, inspected the selection of scooters, and helped himself to a jam tart from the kitchen.


  Home from home, we said. He’ll be bringing his suitcase and moving in, we said.


  The staff smiled patiently while we convinced ourselves.They’re used to fussy families in north Bristol. It’s usual for both parents to cross-examine the nursery leader, and ask for archives of the Ofsted reports – we probably seemed less neurotic than some, since we hadn’t brought an Oxbridge admissions tutor and a feng shui consultant.


  And after all, the first session was only an hour. We’d cope, somehow. Strong coffee was probably the answer, so we drove to Starbucks.


  ‘This is the first time,’ commented my wife, Nicky, as we settled into a sofa in the basement, ‘that we’ve been in a cafe without a toddler, for five years.’


  She checked her mobile, to make sure there hadn’t been any distress calls from the nursery. There was no signal.We were completely separated from our children. We felt like we’d eloped.


  The relaxed mood evaporated as we drove back to the nursery and parked, even before we switched off the engine. David was screaming. It was unmistakably him.No other child could achieve that high, sustained sound, like a buzz saw going through plate glass.


  We had to ring the doorbell three times before anyone heard us. The noise in the nursery was deafening. We were used to it, and it still had the capacity to stun, to drive all thoughts and words out of our brains. The assistant who came to the door, a girl in her late teens, gaped at us, and we gaped back.


  David was in the front room, with the two senior teachers. All the other children had been herded into the art room, behind a heavy door across the hall. Our sonwas spreadeagled on his back with his head thudding into a teacher’s lap. He was trying to squirm out of her grip, so that he could smash his head on the floor instead.


  His face was flushed, but it was an old flush, an exhausted red, as if he was running out of energy for this struggle.


  His shrieks broke off for a couple of seconds, as he heaved a breath.


  ‘I think he’s calming down,’ the teacher gasped.


  ‘Was it worse than this?’ I asked. She nodded, her eyes wide, and the back of David’s skull thumped into her leg again. Nicky knelt, talking to him, trying to hold his hands, but he had no idea that we’d come back.


  ‘It started about two minutes after you left,’ the teacher said. ‘There was no warning – suddenly he was screaming, overturning all the tables and chairs, and nothing would make him stop.’


  ‘We’ll take him home,’ I said.


  ‘That would be best,’ the teacher agreed, fervently. She handed David’s red coat to Nicky.


  There was something odd about the coat. It wasn’t damaged, it wasn’t dirty … it just looked different from usual.


  Its zip was undone.


  ‘When you took David’s coat off,’ said my wife, struggling to slide David’s arm into a sleeve as he thrashed, ‘did you unzip it?’


  ‘We didn’t explain about that,’ I said.


  Nicky’s jaw was set as she wrestled David’s other arm into the coat. With his head hammering against her shoulder, she seized the ends of the zip, slotted them together and slid the fastener up to his chin.


  The screaming stopped.


  David collapsed backwards into his mother’s arms. He sighed once. And then he fell asleep.


  ‘I should have warned you,’ I told the teacher. ‘I thought I’d said, I must have forgotten, there was so much to explain …’


  ‘David can’t stand to have his zip undone,’ said Nicky.‘He wears the coat outside, indoors, to bed, everywhere except the bath.’


  ‘But he must take it off sometimes,’ the teacher protested. ‘We didn’t want him getting too hot.’


  ‘Sometimes he’ll let you lift it over his head. But it has to stay zipped.’


  She picked him up. He was very small, for someone who could make that much noise.


  ‘I wish,’ I said, as we strapped him into his car seat, ‘that he came with an instruction book. David: An Owner’s Manual … like those car books, with 3D diagrams to show which bits are missing in his brain and a trouble-shooting guide – look up “unprovoked screaming” in the index and there’d be a whole chapter of diagnostics.’


  ‘It’s our fault,’ said Nicky. ‘We should have warned them about his zip. Poor David, he couldn’t believe it was happening.’


  I shook my head. ‘There’s too much to explain. If we’d mentioned the zip, we’d have forgotten something else.And most of it is so hard to accept: I’m sure they didn’t take me seriously about having to sing “Here We Go Round The Mulberry Bush” before he’ll let you change his nappy. What we really need,’ I repeated, ‘is a “David manual”.’


  Eight years later, this is the manual. The book thatshould have come with the boy. It’s a step-by-step primer on a language that can’t be spoken with words or gestures.And it’s an assembly guide, for building an extraordinary family out of everyday components.


  It isn’t a ‘misery memoir’. The supermarket shelves are full of them this year: stories of childhood neglect and brutal upbringings. If you’re looking for that kind of book, put this one down – no one ever neglected David.He’s the centre of attention. He’s also the most blissfully happy little boy in the world, usually … and when, for any reason, he isn’t, we all get to hear about it.


  So forget about ‘misery’. And ‘memoir’ is the wrong word too – this isn’t a book of memories, because the tales in these pages are still our daily experiences. It’s more like a travelogue, the diary of an expedition which started as a trip to Mothercare and became an exploration of the uncharted jungles of parenthood … or a voyage to a land where there was no communication, and every idea was inside out.


  Most of all, it’s a book about life with our son. He’s different from all the other children, but that doesn’t make him any less human. He’s still a real boy.


  


  One


  The call from the hospital came late in the afternoon, just after I’d left for work. Nicky bottled up the news until halfway through the evening, when she couldn’t hold it back any longer. She dialled the newspaper’s front desk and asked to be put through to me, which she had never done before. When I answered the phone, she couldn’t speak. She just sobbed.


  I told the editor that my wife was unwell, and slipped away. When I reached the flat, Nicky had stopped crying. She was on the sofa, wrapped in a white linen-and-lace dressing gown, clutching a scrap of paper, with her knees up and our dog’s muzzle resting mournfully on her toes.


  On the scrap of paper, she had jotted the results of a blood test done earlier that week at the maternity hospital.Our unborn baby was thirteen weeks old, big enough on the sonar scan to look not merely human but, we prided ourselves, a lot like his parents. We were sure he was a boy– it was the way he was lying on his back, with his legs crossed casually, one arm thrown sideways as though reaching for a snack.


  The scan had taken twenty minutes, the blood test barely twenty seconds. We hadn’t expected it or wanted it, but it was offered and to refuse might have seemed rude.‘It’s just routine,’ the nurse had said dismissively, as if the notion that anything could be wrong with our baby was too far-fetched to be worth dignifying with a discussion.


  And now the results were back, and they showed the probability that our baby had Down’s syndrome was more than double the average. Nicky and I were first-time parents-to-be at twenty-nine, and the chances that our child would suffer from a chromosome abnormality should have been one-in-600. Instead, the blood test indicated it was one-in-250.


  We talked about everything this might mean. It meant, statistically, that Nicky could have 250 babies, demonstrating a production-line efficiency which even rabbits would have to admire, and only one solitary child would have Down’s. It also meant, in practical terms, that our unborn baby either did or didn’t have the extra ‘chromosome 21’ which causes the syndrome; the test results couldn’t affect that.


  Ultrasounds, further into the pregnancy, might indicate more clearly whether our baby would be born disabled. In the meantime, the foetus would be growing, developing, becoming more like us. If we discovered, at any time in the next six weeks or so, that this baby had Down’s syndrome, we could opt for a termination. The pregnancy would stop… if we decided to do that.


  There was a test for Down’s which could be done straight away. It was called amniocentesis, and the hospital had already made an appointment with Nicky for us to discuss it with a doctor. It was a crudely simple procedure where a tissue sample was taken from the womb with a long needle.


  ‘We like to have a chat with the mums first,’ the doctor told us, ‘because of the slight risk of complications.’


  ‘What kind of complications?’ we asked.


  ‘In a tiny minority of cases, the test can trigger a miscarriage – we’re not sure why.’


  ‘How tiny?’


  ‘About 1 per cent.’


  ‘So you’re recommending that we take a one-in-100chance of killing our baby, to discover if we’ve lost the one-in-250 lottery for Down’s syndrome?’


  As soon as I started to speak, the doctor raised his hand, but I was too worked up to hold my tongue. Nicky looked as agitated as I felt. Before that moment, I couldn’t have imagined any circumstance that would make me lose my temper with a doctor.


  ‘I’m not “recommending” anything,’ he said. ‘This is just a chat.’


  ‘Even if it is … you know,’ Nicky said, ‘I don’t think I could … you know.’


  And I did know. I knew completely. I couldn’t put it into words either, but I knew we’d made a commitment to the life we had created inside her. We wanted all the best in the world for it. If that meant facing up to the worst, we’d try our hardest.


  Six months later, James was born. He was perfectly healthy. He’s fourteen now, and he still lies on his back with his legs crossed, occasionally reaching for a piece of fruit or a biscuit.


  When James was nearly two, Nicky had the first ultra-sound on our second child. This one hid its personalitybetter. It looked strong, and healthy, and fast asleep. ‘Right number of heads, anyway,’ I joked.


  Nicky chose not to have the blood test. She’d reached that decision a long time ago. We wanted everything to be right for our new baby. And if, God forbid, there was anything wrong, we didn’t want to hear about it.


  



  The first time I saw my wife, she was on a bus and I wasn’t. It was a two-second glimpse, of an exceptionally pretty girl with a bow in her hair – gone in a moment, and it summed up everything that was suddenly good about life. If I’d never seen her face again, I think I would still remember the girl on the bus, twenty-five years on.


  I’d started a college course in Cardiff that week, after seven bleak years at a boys-only grammar school: lessons in economics and classics, from masters who wore gowns and praised Enoch Powell, had given way to anecdotes and banter, disguised as tutorials in journalism, by lecturers who smelled of pubs and Woodbines. I was filled with optimism. Life was brimming with hope. Even the buses were looking good.


  The girl with the bow was standing on the college steps next morning, prettier than ever, chatting to a friend.Naturally, I strolled over with a confident smile to introduce myself … or I would have done, if I could have been sure of saying, ‘Hi, I’m Chris,’ without swallowing my tongue. Instead, I spent six weeks gazing at her across the refectory at lunchtimes, blushing and burying my head in my jumper whenever I caught the girl’s eye, until her friend sent a message via my friend that, if I didn’t stop staring, they might have to get the college security staff involved.


  I managed to blurt out enough words to avoid arrest,but I don’t think I completed a sentence until our first date, on a rainy Bonfire Night: outside Cardiff Castle, she pronged my face with the side of her umbrella. ‘Don’t worry,’ I said, ‘I’ve got another eye.’ And she laughed – not because I had an umbrella sticking out of the side of my head, but because she thought I’d said something funny.


  I remember our first kiss, and our first meal, and so many other firsts that it has taken me half a morning to write this sentence … but the best of them all was the first time I made her laugh.


  She’s still endearingly dangerous with an umbrella.


  By the time we were both twenty-one, I had a job on the Cardiff evening paper and Nicky was studying at the city’s university, and we were living together. Some couples evolve a quiet companionship, based on mutual understanding, where the truth of the relationship is revealed in what’s unsaid. That wasn’t us. We talked all the time. I’d known for certain that I was in love when she spent three hours describing the characters in a movie she’d seen the night before (it was Ryan’s Daughter, with John Mills, and I still haven’t seen it because it could never live up to Nicky’s retelling). We didn’t go to nightclubs or parties much, because we couldn’t talk easily there, and we rarely fell asleep before three, because our conversations wouldn’t cease, even though I had to be up at six to catch the bus. That was my fault, mostly – I never could shut up. I can hold my tongue until I start talking, and then I can’t stop. ‘This boy has verbal diarrhoea,’ the gym teacher wrote on my first report. ‘His mouth should be taped shut.’


  The five words I’ve heard most often from Nicky are,‘Can I say something now?’


  She completed her degree and got a job on a local radiostation, Red Dragon, as a researcher, and then as a presenter of the weekly slot on disability issues. Neither of us is disabled – she simply found the work engrossing, and soon took a post at Bristol University, organizing courses for adults with disabilities. We moved across the Severn, buying the smallest flat in the grandest house in Clifton. It was a Regency mansion built on the spoils of empire, with a ninety-foot entrance passage that extended from the house to the road so that ladies would never be exposed to the elements (or the rabble) when they alighted from their carriages.


  Our apartment was ten times less spacious than the hall.It was so cramped that, to squeeze into the kitchen, you had to sidle in, left foot first – if you went right foot first, you’d have your back to the cooker, and there wasn’t room to turn round. We couldn’t get our sofa through the front door, so we bought another, which was more like a wicker dog-basket: the dog hogged it, and we just sat on the bed.


  We loved the place. Friends would say, ‘It’s so tiny, don’t you feel like you’re always on top of each other?’ And we’d just grin.


  Nicky wanted a white wedding. She got one: we were married in Lapland, in February 1993, so far above the Arctic Circle that the days were only a few hours long and the nights were lit by spectral green rivers across the sky, the aurora borealis.


  On the morning of our wedding, we dressed in the outfits we had prepared and packed so carefully, and walked from our cabin across a trail of packed ice, in temperatures of 40 below zero, to the hotel reception, where a trio of Lapp reindeer herdsmen were waiting to take us to the ceremony in a nearby village. They took one look at Nicky’s beautiful dress of silk and velvet, whichhad cost her many weeks’ salary, and months of designing, fitting and fretting. And they burst out laughing.


  ‘You can ride with the reindeer in these clothes,’ offered the youngest of the Lapps, in careful English, ‘but when we arrive at the village, you will need a funeral, not a wedding.’


  They produced snowsuits padded with rings of insulation like tractor tyres. Then they stood back, smiling, and waited to watch the bride change out of her dress.


  I chased them outside, into the snow. They had their revenge on the ride to the village, when I stepped out of the reindeer sleigh to take a photograph and sank up to my neck in a snowdrift.


  The words of the Finnish ceremony were beautiful. We pledged to love and support each other, with one goal above all the others: to bring up a family. It matched our private reasons for getting married. We had lived together for seven years, and now we wanted to have children.


  After the ceremony, the hotelier, Jussi, gave us a reindeer’s antler and explained it was a traditional Lapp fertility symbol. We didn’t need Nicky’s degree in psychology to work out why, but Jussi added: ‘Place this under your bed and you will have boys.’


  ‘What if we want a girl?’ Nicky asked.


  Jussi looked baffled. He consulted with the herdsmen, and came back: ‘For a girl, hide a hammer under the bed.But not a sledgehammer … a hammer like this.’ He crooked two fingers.


  ‘A claw hammer?’


  I thought I’d understood, but maybe something was lost in the translation – because, after the honeymoon, we put the antler under our bed in Bristol, and James was bornwithin a year. Later, we slipped a hammer beneath the springs … and produced a demolition specialist.


  Our one-bed flat was too tiny for a family, or even a cot.By the time Nicky was six months pregnant, we knew we had to move urgently: she couldn’t get into the kitchen.But the apartment had already been on the market for a year, and despite dozens of viewings, we’d had no offers.House sales were in a slump, interest rates had been as high as 15 per cent, and we were resigned to selling for less than we’d paid. Most of the people who shuffled through our nest waving the estate agent’s details seemed to want nothing more than an afternoon’s free sightseeing.


  With only weeks before the baby was due, my father came to the rescue with a loan which, in effect, made him the temporary owner of a bijou flatlette that had been, we now saw from the title deeds, converted from a stairwell.We moved across the city, to a terraced house with three bedrooms and a kitchen long enough to go bowling in.


  James arrived on 24 February 1994. We were happier than I had ever hoped to be. He was an exemplary baby.The women who ran the toddler group in the church hall at the end of our road called him ‘Smiler’, and that was a feeble understatement, like nicknaming Liberace ‘Flashy’or Genghis Khan ‘Grumpy’: we had the sunniest, cuddliest, cheerfulest baby in Bristol. And though we did our best to conceal it, keen observers might have detected a smidgeon of smugness about us. We had wanted this baby so much– we’d followed all the medical advice with superstitious fervour, and lived an ascetic life devoid of alcohol but steeped in folic acid, and broken the bank to give him the finest cot from John Lewis in a freshly painted nursery in a warm house on a safe street. Despite the scare we’d hadafter the blood test, our little boy had been born perfect.And a secret part of us felt that he was perfect because we’d done everything right.


  Nicky went back to work two days a week, as a careers adviser for teenagers; I was working the evening shift on the city’s daily paper, and having the most fun of my life during the day – trundling a pushchair, heating bowls of puréed fruit, waltzing round the community hall at Baby Ballet. One baby wasn’t going to be nearly enough, we decided. We needed at least eight, in matching sailor outfits, arranged in order of height, and singing harmonies. If we kept doing everything right, eight shouldn’t be too demanding. To hurry things along, we might try for twins next time.


  By James’s second birthday, Nicky was six months pregnant and her friends were all saying she was too big for mere twins – there had to be triplets in there at least. She probably had a whole tray of buns in the oven. And there were bunfights: kicking, wrestling, stamping. Even under a T-shirt, her tummy looked like Giant Haystacks and Kendo Nagasaki, trapped inside a SpaceHopper.


  The scans showed only one baby, and we couldn’t be sure of its gender. James had left us in no doubt – he’d projected such a definite personality from the womb. We’d sing to him, or play him Mozart and Chopin, or chat away to help him learn to know our voices, as the baby books recommended, and he would reward us with a stretch and a wriggle. Not a Fight-Club Tag-Match Frenzy … just a wriggle. This second baby was immune to chamber music and indifferent to our coos. James would stretch his arms around Mummy’s tum and press his ear to her skin, and we’d say: ‘Can you hear anyone? Does it sound like abrother or a sister?’ And James would look puzzled and shake his head, and his mystery sibling would stay as still as a stone. But later, when Nicky was lowering herself into the car or trying to sleep, the baby would start to churn.


  By seven months, it had stopped being funny. The baby was so heavy, and lay so awkwardly, that Nicky had searing back pains. By eight months, she could barely get out of bed. Physiotherapy didn’t help, and the GP could only advise her to lie still and wait. When her labour finally started, she didn’t seem nervous – however tough the birth would be, at least it meant an end to the pregnancy.


  And it was tough. Seventeen hours passed before her contractions were coming frequently enough for the maternity hospital to admit her, in the early hours of 18 May 1996. It took another ten hours of agony before the baby emerged. At the end, Nicky was close to collapse and I was hallucinating from tiredness: the ward was a medieval torture den, and the consultant with his rack of tubes and needles was the inquisitor. My wife was screaming and her feet were in grey iron stirrups; of the reality of those memories I am certain. This was not the teary, hug-filled scene that greeted James’s birth.


  The baby bellowed when the midwife sponged away the blood. The consultant gave a weak cheer. He didn’t look like Torquemada now: he looked like a doctor who’d been afraid that the infant which had been so uncooperative would be stillborn. While he attended to Nicky, I held my new child.


  ‘Boy or girl?’ I asked. Even now, staring at the baby’s bruised face, I couldn’t tell.


  ‘I never thought to check,’ said the midwife. ‘Shall we look? Good heavens … definitely a boy.’


  ‘You’re here now,’ I whispered. ‘I’m your dad.’


  His blue eyes were open and pointed in my direction, but I didn’t have the feeling he was really looking at me. I thought that he, like me, must be stunned.


  We called him David. It was one of a dozen possibilities we’d toyed with – Isobel, Greta and Ingrid were non-starters now, and he was too blond to be a Ewan (if you’re wondering, Ewans can be gingery or dark, but not blond: that wouldn’t be right). David seemed a serious, purposeful name, suited to a gravely unsmiling baby who spent his first five days eating, sleeping and looking as if he didn’t fully approve of the arrangements.


  And then he started to cry.


  For the next eight months, David didn’t sleep for longer than forty minutes at a stretch, and there was never less than three hours between naps. When he woke, he wanted to feed: Nicky was breast-feeding him and he didn’t so much suckle as attack his meal, like a lion laying into a zebra. After that, he cried. If we held him, he grizzled and whimpered and bleated and moaned, and these pitiful noises gradually built into a head-splitting wail which went on, and on, until it burned itself out and David fell asleep. For forty minutes.


  If we didn’t hold him, he’d start with the head-splitting wail and stoke it up from there.


  We had expected difficult nights. Broken sleep is part of the deal with a new baby. It’s a stock image of life for young marrieds, like a fifties cartoon drawing – dishevelled mum pacing the floor at 3 a.m. with a bundle of howling terylene, while dad is sprawled in an armchair, open-mouthed and snoring. We’d been there with James, and it had felt like a game.


  Nothing about the shattered days and nights whichfollowed David’s birth was fun. We kept telling each other that he’d soon settle into a rhythm and that, till then, we’d have to put up with feeling tired. But it was hard to imagine a baby who could shriek like that would ever learn to stop.Without saying so out loud, we both expected it to get worse, and it did: David’s screams were full of frustration, as if he was going to need a much bigger mouth and stronger lungs before he could really express himself.


  We had, after six weeks of howling, evolved a makeshift set of coping mechanisms. The first focused on James. The new baby had disrupted his life as much as ours (that, too, was part of the deal, we kept saying: it’s what little brothers are meant to do). We made sure we continued to take James to the nursery clubs, dance sessions, soft plays and coffee mornings where his admirers gathered. Since friends couldn’t be expected to admire 15lb of ululating, steaming-mad infant, we didn’t take David. It set the pattern for the next decade: divide and conquer.


  The second survival technique exploited a chink in David’s armour-clad resolve to scream himself blue: he eased off when he was travelling. We’d put him in his pram for a trek to the park, to give the neighbours a break from his noise, and before we reached the corner he’d be starting to settle. If we timed the circuit well, he’d gaze at the sky for a mile or so, with a face full of suspicion and mistrust, as though he couldn’t see what was stopping the clouds from falling on him. And as we arrived home, he’d be asleep, which would give us forty minutes to microwave a meal and wolf it, or pass out on the sofa.


  To fool him into thinking he was on an expedition, we’d roll his pram up and down the kitchen, or rock him in his car seat on the kitchen table. He needed constant movement,but these tricks lulled him. Sometimes he would go whole minutes without screaming.


  We needed a holiday. Ideally, we needed one of those holidays where the parents fly off to Turkey for two weeks, locking their children in the house with a fridgeful of chocolate yoghurts and Diet Cokes. We settled for a family break in north Wales, where my mum and dad had a chalet on a caravan park overlooking Cardigan Bay. It was spectacular and it was free, which was only slightly more expensive than we could afford. The chalet was a four-hour drive away, but we thought we’d be all right, since David liked travelling. We were half right. He gazed out of the window all the way to Builth Wells, our midway point, where he reached a decision.


  Perhaps, after a couple of hours, he had realized this wasn’t the way to the park; perhaps he thought that, if he stayed silent any longer, his larynx would start to lose its protective coating.


  The rest of that journey has burned straight through my memory and left a hole. I remember it the way I remember falling down steps as a child and putting my teeth through my face: I can picture moments, but I can’t feel the pain.The brain has a safety mechanism that prevents us from dredging up agonies and going insane.


  I know that we drove for two more hours, up the Wye valley and over the mountains to the coast road, trapped in a tin box with a scream that was too painful to be heard: it drilled into the skull. I remember it took all my concentration to keep the car on the road, and that I could relax enough to breathe only when David, on the passenger seat beside me, stopped to draw breath. I remember that Nicky and James were huddled on the backseat, hugging and crying, both with their fingers in their ears.


  Around Machynlleth, the sporadic rain turned torrential. We wound up the windows and sealed the noise in tighter, with the wipers thrashing on the windscreen and the water distorting the hillsides around us. The storm, the scream and the claustrophobia merged in a rippling hallucination, which deepened when the rain tore away a windscreen wiper.


  We reached our seaside town with me half-standing to see through the patch cleared by the remaining wiper. I parked on the promenade to let James and his mum run into a cafe. He’d been promised the first ice cream of the holiday, and neither of them looked like they cared about a drenching when they escaped from the car and hurried across the road.


  David’s screams were no longer constant. They flared up, but he had been awake since Bristol, and he was gradually giving in to sleep. I looked into his mouth. It was raw. Then I caught a flicker of his eyes, before he screwed up his face and bawled again. In that brief glance, his irises hadn’t looked blue. I knew that when I’d held him on the morning he was born, I’d gazed at his swollen, creased face and thought, ‘Blue eyes, like his brother.’ And since then …I couldn’t remember looking directly in David’s eyes.


  That was a guilty thought. I’d spent many hours with James, before he could talk, staring into his face and trying to guess his thoughts. Was this a sign that I loved David less?


  When Nicky and I were trying for a second child, I had nursed an unspoken fear: how could I feel the same adoring affection for any baby but James? It was like a real version of the silly, sulky game Nicky and I used toplay – ‘If I died and you got married again, would you love her as much as you love me?’ (The correct answer to that one, I’d learned, wasn’t, ‘I’d love her differently,’ but, ‘I could never remarry!’)


  It was easy to stroke the blond fuzz on David’s scalp and forgive him for the brain-skewering headache. I’d forgive his brother anything, after all, and I had to treat them equally. But how could I claim I loved the baby as much as the toddler, if I couldn’t even be sure of the colour of his eyes?


  I held David’s hot little hand between my thumb and forefinger, and promised him I’d never love him any less than James. When he looked at me, he’d know I meant it.


  But I couldn’t catch his glance again. When his eyes were open, his irises rolled away from me. At one moment, I thought they were brown; the next, they seemed blue, but bloodshot and red-rimmed. Craning my neck and chasing his gaze as it flickered, I couldn’t get that connection, the bond I’d experienced so often with James. And I blamed myself.


  It wasn’t till David was asleep that I could lift one eyelid, and discovered his eyes were blue but turning green, like his mother’s. I watched him for twenty minutes, his face calm and fearless now, as the rain washed down the windows in folds.


  And after a while I realized that I did love him. I knew he mattered more to me than I could ever matter to myself, and that was just how I defined my love for James and for Nicky. Loving David felt different – but then, I supposed, he was a different child.


  


  Two


  The question everyone asks is, ‘When did you first know?’At its core, there is our instinctive dread of the invisible:‘When did you realize there was something else, something terrible, something unseen?’ Parents of young children ask it with the most urgency, not troubling to disguise their interest as polite small talk: ‘How old was he when you found out?’


  We usually say that we knew something was badly wrong before David was two years old.


  ‘Oh, Josh/Lilly/Mike is nearly three,’ they assure us.‘And Jessie’s almost six – we were a bit worried when she was late starting to talk, but she’s fine now.’


  Perhaps the parents of children with physical disabilities have to nod and grin their way through similar conversations. Perhaps, if David or James had been born with a deformity, couples with babies on the way would be asking, ‘Could you see it on the scans? It wasn’t, like, a complete shock when they were born? Because Sarah’s had the first scan, and it looks pretty normal …’


  Parents with healthy children are permitted to ask crass and insensitive questions. It’s their fear talking, theirdesperate need to believe that nothing bad can happen to their babies. I believe parents of disabled children are permitted to give crass and insensitive answers: otherwise, I’m contributing to the unhelpful myth that babies with special needs are always born into families of saints.


  So I say, ‘One child in six has some sort of learning difficulty or disability in this country. That means, for a family with three kids, there’s a 50/50 chance that something will be up with one of them. Disability is normal. It’s everywhere. We just don’t talk about it.’


  And the truth was that, despite the years Nicky had spent working with disabled students, neither of us gave a conscious thought to the possibility that our baby was screaming because something was badly wrong with his brain. When David wasn’t howling, he was adorable. I once showed him off as he slept, at the church hall toddler group, and a veteran mum, whose oldest was a superan-nuated eight, said: ‘Enjoy it while it lasts – he’ll be grown up before you know it.’


  And I said, ‘I wish I could freeze-dry him, and keep him a baby for ever.’


  That was a decade ago. I have no memory for jokes, but I remember that quip. I heard myself say it, and it sounded dangerous, too cocky to be clever. It sounded like a lie, too– what I really wanted was to help David grow up.


  I must have made dozens of silly remarks that week: I do, every week. Half my conversation, with people I don’t know well, is smart-aleckery. But that joke sticks in my mind, and it can only be because, at some level which my conscious mind would not acknowledge for many months, I already suspected David would always be a baby.


  The first time we dared face the idea that there might besomething wrong with him – something trivial, something easily righted – he was sixteen months old. The community nurse gave him the once-over, weighing him, prodding him and listening to his lungs. She asked how many words he’d mastered, and we said, ‘One. “A-duh.” It means“dog”. His brother had about a hundred words at this age, but then David was much earlier to walk – they all have different talents, don’t they?’


  The nurse made a note, showed David some flashing lights and spinning toys, and then stood behind him and called his name.


  He didn’t react.


  She called again, more sharply. Then she rang a hand-bell.


  David ignored her.


  ‘He knows it’s you,’ we said. ‘He’s too smart to be fooled by that one.’


  The nurse shook her head. ‘He ought to turn round. It should be instinct. And his speech is slow to develop …Have you noticed any hearing problems?’


  Had we noticed? The whole street was painfully aware that David had suffered a series of ear infections. The screams that signalled physical pain were even more piercing, even more relentless, than his usual howls of protest at the injustice of existence. On our last visit to the surgery, our GP had hurried out to discover what could make a child scream so awfully – and we were still in the foyer. We hadn’t even reached the waiting room. The same day, one of our neighbours had commented, pointedly, that she’d heard our child crying all night: she lived seven doors away.


  Every ear infection had been chased away with antibiotics,but they always seemed to come back worse than before.It was plausible that David’s hearing was clogged, our GPagreed. He might have a condition called ‘glue ear’, where bungs of mucus blocked off the eardrum. That could make him indifferent to sounds and slow to talk. It could also give him a throbbing headache, reason enough to scream day and night.


  That appeared to explain all our baby’s problems. And glue ear was simple to fix: tiny plug-busters, or grommits, would be inserted into the bungs to clear them, the aural equivalent of Draino.


  ‘How’s he sleeping these days?’ the GP asked.


  We said he was fine, that he liked his eight hours and so did we. It was embarrassing to say much more, because we’d cured David’s sleeplessness with a dose of alternative medicine which had looked like utter mumbo-jumbo. It was also astoundingly effective.


  After eight months with no more than forty minutes of unbroken sleep at four-hour intervals, Nicky and I were prepared to try anything. We’d discovered there was a name for this sleep pattern: Uberman’s polyphase.Geniuses from Leonardo da Vinci to Thomas Edison to Winston Churchill had practised it. By working for 200minutes and napping for 40, day and night, they packed more greatness into every week. David was a natural genius. He’d probably go on to paint masterpieces and win world wars, or at least start some. But we weren’t geniuses, and we were knackered beyond description.


  ‘A real genius,’ I complained, ‘would realize this might be fine for Leonardo, but to the rest of us it’s sleep deprivation torture.’


  We tried lavender bags in his cot, we tried changing himand winding him, we tried leaving him to cry it out, we tried swaddling him, we tried snuggling up to him, we tried pick-up-put-down, we tried dosing him with gripe water, we tried CDs of whale song and womb noise, we tried begging him, we tried screaming back at him, we tried anything, even when it was patent desperation … like spending £57.50 on a session of brain massage by a‘cranial osteopath’.


  The cranial osteo said things like, ‘I can feel an unusually active mind here,’ as she pressed her fingertips to the back of David’s skull. I would have hooted with laughter, if I hadn’t been slumped, half asleep, across her spare treatment table.


  That night, David slept for eight and a quarter hours.And the next night, and the next.


  His ‘unusually active mind’ was diverted by unusual entertainments. We bought him a playhouse: all he wanted to do was open and shut the door. We let him trundle his own pushchair: he’d wheel it back and forth for an hour over a crack in the pavement. We sat down with him to watch Thomas the Tank Engine on video: he ignored the stories, and ran to press his nose against the screen during each burst of title music. At the zoo, he took no interest in the animals, but the mirrorball at the entrance to the insect house entranced him.


  Bristol Zoo is a second home to hundreds of families with toddlers. The walls are high, the gates are guarded, scooters and bicycles are banned and there are no cars.And no dogs – it’s the only park in the city where a two-year-old can hop, crawl, stagger, slide and roll across the grass without getting smeared in something unpleasant.It’s also the only park with lions and crocodiles, of course,but moderate parental vigilance ought to be enough to ensure no one gets eaten.


  Parental vigilance failed, one day just after Christmas.


  David was clambering over the climbing frames in the zoo’s playground, and I was trying to teach him peek-a-boo.Every time his head appeared between the bars, I’d thrust my face towards his and say, ‘Boo!’ Other dads can induce breathless excitement in toddlers with a well-timed ‘Boo!’but I must have been doing it wrong, because David was ignoring me, the way you’d ignore a reeking drunk on a bus.


  A contingent of cub scouts swarmed over the bars, and I stepped back. When they’d gone, so had David.


  The first stage of panic hit me instantly. When a child isn’t yet two, losing sight of him even for five seconds is too long. I scanned the woodchip under the bars to see if he’d fallen, checked the top of the slide to see if he was stuck, and then cast my eyes around the park. There were two or three other children his size, in similar blue tops, but none of them had blond hair. My panic started to swell.


  The worst fear is the most improbable, but so horrific that it’s also the first thought, before more likely dangers are even considered: what if a molester, a paedophile, a child murderer, has taken my son?


  Stories of children snatched from their gardens, or beaten to death on woodland walks with their parents, are rare, but too nightmarish to be forgotten. Stories of children who died under the wheels of 4x4s and lorries are all too common. My immediate reaction should have been to make certain David was not heading for an exit point where he could stray on to a main road. Instead, I was ready to run through the gardens and grab hold of anyone who might have a toddler concealed under their coat.


  I called David’s name, once or twice, half-heartedly. I was too scared to care whether strangers thought I was a bad father for losing my child, but I knew there was no point in shouting. He had never come at our call. Never, not once. David wouldn’t walk across a room if you bellowed his name. He wouldn’t even turn round.


  And if he wouldn’t come to me, the only thing to do was seek him out.


  I checked his favourite places – the insect house, the aquarium, the penguin pool. I ran around the monkey islands, scanning the water. I returned to the playpark, and then repeated my circuit. After twenty minutes, fighting to reassure myself that this was a closed environment and that I’d eventually find David, even if he hid all afternoon, I did what I should have done immediately, and went to the front desk. I reported him missing, checked outside the gates to be certain that he wasn’t lying dead on the main road, and asked the shop staff at the exit to keep an extra eye out for him.


  The tannoy broadcast an appeal as I worked my way around the gardens again: ‘Would David Stevens please go to the information point, where his father is waiting for him?’


  I realized then how different David was from what other people expected of a boy his age.


  The announcer was right to assume an eighteen-month-old would know his own name and that he was lost. He’d want to hear that his father was waiting. Perhaps he would have found a family, and told them that he couldn’t find his dad.


  David couldn’t do any of that. It was obvious, though I’d managed not to see it until then. He knew no more language than a baby two months old – and that madehim easier to find. I wasn’t looking for a naughty runaway, or a frightened, lost lamb. David probably hadn’t even noticed my absence. He’d be doing the usual David things.It had to be the insect house.


  And it was. He was tucked into a corner, where he wouldn’t be trampled, lying on his back and gazing at the mirrorball. He showed no sign that he’d missed me, nor that he understood how worried I’d been. I tried to hug him, but he ducked away.


  He wouldn’t leave the insect house, until a break came in the ambient music. Most children wouldn’t even notice it was there, masked by the whirring, chittering recordings of insect sounds. But David would always wait for the last note – and if the room was crowded, and he couldn’t push his way out before the tape restarted, he’d have to sit through it again.


  I was holding the hood of his anorak – he wouldn’t take my hand – as I guided him towards the exit, and thinking that his glue ear couldn’t be too bad if he could hear that music, when David lunged forward and disappeared up a woman’s skirt.


  She wasn’t even looking in his direction. I yelled his name, which was pointless, and the woman screamed, exactly the way you’d guess a woman would scream if a strange child with cold hands bolted up her skirt.


  ‘Sorry!’ I said. ‘Sorry, he thinks you’re his mum.’ I had no idea if this was true, but we’d had a similar encounter at a playgroup, a few weeks earlier, when David’s hand had disappeared into a cleavage. The way that woman had yelped made me think David knew what he was looking for, and had found it.


  The woman at the zoo was jerking her leg and shouting,‘Stop it! Stop it!’ at the squirming form. She slid a hand down her waistband to dislodge him, but it was obvious David had taken firm hold of something. I could only hope it was a thigh.


  ‘Shall I, umm?’ I said, and crouched to grab David’s ankles. I didn’t know if I should reach inside her skirt. It might seem too forward: I’m still not sure about the etiquette in that situation.


  David was beaming when he emerged. Since no apology or explanation would be enough, I simply dragged him away, while his victim gaped after us.


  ‘How was the zoo?’ Nicky asked later.


  ‘David had fun,’ I said.


  The following week, we went to the children’s hospital.That wasn’t fun. The waiting room had a sliding door, and everything went wrong from there.


  This was the plan: the specialists were going to change David’s life. They would bore holes through his glued-up deafness and drain away the pain, and he’d start talking and stop screaming, and we could all relax.


  We rolled up at the children’s hospital twenty minutes early. Nicky usually cares more about punctuality than I do, but I’d dreamt, the night before, that we’d lost the appointment by arriving thirty seconds late. In my dream the hospital receptionist was a bullish woman, more like a police sergeant behind her desk, who gloated that David would be deaf all his life because I couldn’t be bothered to get out of bed.


  The real receptionist was small and smiling, with a Jamaican accent mixed up in her Bristol burr. I liked her instantly for greeting David instead of Nicky and me:‘Hello, little fellow, how are you today?’


  She asked our names and checked our appointment, and added to David: ‘I love your wonderful curly hair.’


  ‘It’s better now I’ve washed the Weetabix out of it,’Nicky admitted.


  ‘Oh, ho – messy eater, are you? Do you like sweeties?’She reached under the counter and offered an open bag of wine gums. David ignored it.


  I picked out a red one and pressed it into his hand. ‘Go on,’ I said, ‘sweetie. Yum yum!’


  David sniffed it, and dropped it.


  The receptionist managed not to look hurt. ‘Don’t like the red ones? Choose another! No? Well, you need to go up the stairs at the end of the corridor through the doors, along the corridor on the second floor, up the stairs at the end, and then you go past the sensory room …’


  Inevitably, we got lost. David let out occasional yells, though nothing to make the walls quake, as we stumbled around the maze. By the time we found the waiting room, we were all on edge.


  A bright, furry Fimble was lying across one of the plastic chairs. As I sat down, I nuzzled David’s face with it.


  The screams were awful. It was as if I’d pushed a live rat at him. Every other child in the room, and there were eight or nine, started crying, though all of them together were not half as loud as David, who arched his body and ripped himself out of my arms to the floor. He stood up and threw himself down, stood up again and hurled himself sideways at the chairs, cracking his head across the edge of a seat. I tried to hold him, but he pulled free, stumbling towards the sliding door.


  ‘I didn’t mean to …’ I gasped to Nicky. ‘I was trying to …’


  David seized the stainless steel door handle in both fists and bellowed as he hauled the door shut. Then he headbutted the plywood, shrieked again and slammed the door back along its runners.


  Nicky crouched to inspect the livid marks under David’s curls. His head jerked away, and the door hurtled shut with a bang and a scream.


  I tried to pry his fingers off the handle, but the shrieking intensified. I backed off.


  The door hammered open, rammed shut, smashed open, crashed shut. And when it flew wide again, a man in a tweed suit stepped in and held it open. He was tall, in his mid thirties, with a peninsula of brown hair from the crown of his head, and he pointed at David with the end of a fat fountain pen: David tugged at the handle, and flung himself howling at the man’s feet.


  ‘Who’s he here to see?’


  He was asking me, but Nicky answered: she knew that I wouldn’t remember my own name at that point, much less the hearing specialist’s. ‘Miss Jackson,’ she said.


  The man raised his eyebrows, and his forehead puck-ered all the way to the vanished hairline. Evidently, David was not typical of Miss Jackson’s patients.


  ‘It might have been the sight of that door that set him off,’ I put in. ‘He’s got a bit of a thing about doors lately.’


  ‘A bit of a thing,’ he repeated. ‘An obsession, would you say?’


  ‘No! Obsession? No, no. He’s a bit young for getting obsessed about anything.’


  The man in the tweed suit just tapped his chest with his pen and watched David thrash on the floor. With his free hand he pinned the door back.


  ‘What’s his name?’ he asked suddenly, with the air of a man who has allowed himself to waste too much time on a distraction. ‘I’ll ask Miss Jackson to fit him in as soon as she can. In the meantime, the best thing, if he wants to play with the door, is to let him do it.’


  David scrambled up, and emphatically shut the door on him.


  ‘That was Dr Howe,’ one of the other mothers told us, with a note of reverence that I’d thought existed only in Australian hospital soap operas.


  David calmed down when he got the door rolling into a rhythm. I had half hoped that Dr Howe’s word would catapult us to the front of the queue, but others in the waiting room were called, and each of them stepped past David with a polite, ‘Excuse me,’ and an anxious, sidelong look.


  Ten minutes passed to the rumble-thud, scrape-thud of the sliding door. Parents talked in low voices, and the other children played with the scattered dolls and trains and Lego, and another ten minutes went by, until one father finally lost his patience and barked at me: ‘Does he really have to do that?’


  My first instinct, when David was being antisocial, had always been to apologize, but something about the doctor’s reaction made me weigh my reply now. ‘Did you like the alternative?’ I asked him after a few seconds.


  ‘I suppose he gets to do whatever he likes at home,’ said the woman beside him.


  I turned away. A boy of three or four pottered across to inspect me. He was wearing a clear plastic contraption around one ear. I didn’t know exactly what it was, but for the first time I had doubts about the earaches. Whateverthat object was on the side of the boy’s head, it looked medical and uncomfortable, and he wasn’t screaming. He wasn’t obsessed with the door.


  Obsession – what kind of word was that to use about my own son? And what kind of place had we dragged him to? Didn’t he have enough problems, that we had to drum up more for him?


  ‘I’ve had enough of this,’ I muttered to Nicky, and I had already stood up, when David swept back the door to reveal the tweed-clad doctor and a woman in a sapphire jacket and skirt. They made a natty couple against the chipped green enamel of the corridor walls, like wealthy Westerners slumming it in the Eastern Bloc.


  ‘David Stevens?’ asked the woman, looking around the adults, though it was obvious the child was right beside her, struggling against Dr Howe’s foot to shut the door.


  I held out my hand.


  ‘I’m Andi Jackson,’ she said. ‘Dr Howe is the consultant paedio – he tells me David was getting a bit bored with waiting.’


  David let me scoop him up, but when we took one step into the corridor, he started screaming.


  ‘Got to leave the door now,’ Dr Howe told him loudly.


  ‘It isn’t the door,’ I said, as David broke off his howl to suck air in. ‘I think he expected … to leave, he wants … to go the other way!’


  By the time I’d been able to cram that sentence into the gaps, we had reached Miss Jackson’s room, and Dr Howe parted company with us. He might have had half an idea of sitting in on the examination – if so, he’d thought better of it.


  The room was a windowless office lined with speckledplasterboard. The speckles were holes, as small as grape seeds, and they seemed to deaden even David’s shrillest yells.


  ‘No good bellowing in here,’ I told him. ‘The world can’t hear you.’


  Miss Jackson looked harassed. I guessed a hearing specialist needed sensitive ears. David was probably endangering her career.


  ‘I can’t examine him like this,’ she said, and rummaging through a toy box found a plastic clock, shaped like a house. The cover of its attic window slid back; behind it was a green cuckoo. Holding it up to David’s face, she pulled back the little door with a fingertip and clicked it shut.


  David scowled. He didn’t want to pay the clock any attention, but it had a sliding door. Snatching the toy with a roar, he wrenched at the plastic cover. It was sturdier than it looked: he could slide it, he could waggle it, but he couldn’t snap it. Simmering with pique so intense I could almost see it steaming off him, he quietened down.


  ‘I have a feeling,’ Miss Jackson said, ‘that I’ll need to be quick about this.’ She lifted a pair of headphones, like the cans on a seventies hi-fi. David shook his head vigorously as soon as the cushioned earpieces touched his skin.


  ‘Hang on,’ I said, ‘he likes this.’ I cupped my palms over his ears and pressed them flat. ‘This chills him out sometimes,’ I explained, peeling my hands back and pushing them flat again. ‘OK, now try the headphones.’


  He wasn’t having it: one jerk of his chin sent the headset tumbling.


  Miss Jackson tried holding just one earpiece to the side of David’s head. He leaned away so much that he almostrolled off the seat. ‘Is there anything you can do,’ Miss Jackson asked hopefully, ‘to make him understand that we do need him to put these on? Just for a minute? The headphones play sounds at varying volumes and pitches, and I want him to tell us when he can hear them. We could make it a game.’


  ‘That’s probably too ambitious.’


  ‘He doesn’t communicate at that level?’ Miss Jackson prompted. ‘So how does he communicate? Does he ask for things by name? Does he point? Does he try to drag you or push you in the direction he wants?’


  ‘Oh yes,’ I said, glad to hear a question I could answer positively. ‘He’s very assertive with the dragging. A good shove and a scream, we soon get the message.’


  ‘But he doesn’t point, for instance?’


  ‘Too busy screaming,’ I said. ‘And also, if his ears are blocked and they’re hurting, he has trouble hearing, and he gets frustrated, so he screams, and he can’t think of anything else when he’s screaming.’


  I was labouring this point, intent on making Miss Jackson understand what verdict we expected her to deliver.


  ‘You think it might be a vicious circle?’ she asked, gingerly probing David’s lugs with a flashlight.


  ‘He’s playing with that clock,’ I pointed out. ‘Now, the other day, at a toddler group, I spent about ten minutes trying to get him to say “clock”. There was a big wind-up alarm clock that played a tune, and he loved it, so I kept telling him, “Clock, clock, clock,” over and over.Eventually some woman said, half joking, “Yes, I think he’s learned that word by now.” But I’m not so sure. I think his poor old ears must be so horrendously gummed up that he can’t hear any words distinctly enough to mimic them.’


  Nicky poked my arm, a gesture that implied I ought to have an ‘off’ switch.


  Miss Jackson put the flashlight down. ‘I can’t see any blockages in the ear canals,’ she said. ‘It appears he can hear sounds, but I can’t say how clearly.’


  ‘Music, mainly,’ I insisted, playing my last defence.‘David responds to music, but I don’t think he can distinguish verbal sounds: they’re too muddy. Isn’t that the problem?’


  Miss Jackson hesitated. She gave David a look, somewhere between worry and pity. ‘Possibly,’ she said at last, with a weak emphasis that suggested it was barely possible at all.
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