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Praise for Grace Under Pressure:


‘Very powerful, very moving, and an important contribution to better understanding of a much misunderstood condition’ Alastair Campbell

‘This is a book about Asperger’s Syndrome and a book about running, but it’s so much more than that. It’s at heart a love story, testament to the power of a parent’s fierce devotion to their child. Any parent will see in it something of themselves’ Gaby Hinsliff, journalist and author of Half a Wife

‘Incredibly moving and inspiring. A mother always wants what’s best for her daughter, but this mum has to really fight – and run – to get it’ Ruth Field, bestselling author of Run Fat Bitch Run
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For my big girl, the grace of my heart and my little girl,
who brightens my days. And for my husband,
who always said I could.
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The horror, the horror


Imagine that you have a child whom you love very much. Now imagine that you go to collect this child after work every day. Now imagine that every day when you pick your child up her first words to you are: ‘Do I have to clean my teeth tonight?’ Regardless of what you say to your child – yes, yes of course, yes, just like last night, yes, because otherwise you’ll get sore teeth, yes, you know you do, yes, everyone else does, yes, we’ve been through this, yes, come on now, don’t be silly – your affirmative response will prompt anything from twenty minutes to two hours of negotiating, arguing, shouting, tears, temper tantrums or hysterical meltdown. By the time your child has brushed her teeth, you are both exhausted and swear to each other that it won’t be like this any more. The teeth will get brushed, you won’t shout, you’ll both be friends. You hug and kiss, worn out.

The next day you go to pick up your child and the first thing she asks you is: ‘Do I have to clean my teeth tonight?’

This is what evenings with Grace are like, except that her question is: ‘Do I have to do my homework tonight?’

To be clear: Grace’s teacher does not give her masses of homework. What she does give her amounts to about half an hour on four nights a week. I am glad the school gives her homework. I think it’s necessary for her to learn, it’s a good discipline and much of it is enjoyable.

But the daily task of getting her to accept that she’s got to do it is driving me mad. That sentence doesn’t do justice to how it feels. It’s not just mad like: arggh, this again. It’s mad like proper, ancient, deep-in-the-brain lunacy. It’s mad like the dark places where poets and criminals and people in scary films go. It’s mad like Sylvia Plath’s wild, bald moon and the Joker’s rictus grin.

Sometimes I feel like running out of the house even as I’m thinking how much I missed her while I was at work.

Today, to calm myself as Grace raged, I counted up the number of days left on which I have to do this. It’s two weeks till the end of term. There won’t be any homework next week and most of this week’s is done. So really I’ve probably only got one more night of this. I calculated that so far this school year we have had homework negotiations on 196 nights. No – take off Fridays – that’s 156 nights, or 156 hours, if I average out the length of time we reason or row; 6.5 days. So nearly a week of madness.

Put in that context, I’ve had another fifty-one weeks which are better.

So what am I complaining about?

The conversation about homework is really nothing compared to the process of doing it. Or getting Grace to do it while I supervise simultaneously wrangling two-year-old Betty and cooking the dinner and clearing up, which is usually how it goes.

This is no fun, but it’s a lot less no fun for me than it is for Grace.

Grace hates homework with more than your average nine-year-old’s passion. She hates it because she knows she’ll either understand it with a glance and do it in under five minutes (this applies to story-writing, grammar or spelling exercises and any kind of drawing) or she will not understand it (maths, reading comprehension, any instructions that the teacher hasn’t calmly explained several times before Grace brought the worksheets home) and so spend the next hour in a panicky fog of incomprehension.

Tonight it was mainly grammar exercises so we managed, but a set of previously unseen instructions did tip the balance briefly. Grace held her head and rocked back and forth while rolling her eyes, urging herself to understand what she was supposed to be doing. Sometimes when that happens I have to calm her down, or she will start to hit herself. Sometimes I ignore her. And sometimes I tell her off for being silly. Tonight I did all three, and then I shouted. Immediately her level of distress mounted and consequently it took us another ten minutes to calm down, and another five before we could start again.

Sometimes I find myself thinking that Grace will grow out of this. Sometimes I tell myself she’ll learn not to do it. Most of the time, I don’t know what to think, so I just try to deal with the situation in hand and move on.

One of the hardest things about being a good mum to Grace is knowing when the level of homework distress is related to her having Asperger’s Syndrome and when she’s just being a stroppy pre-teen.

Grace was formally diagnosed with Asperger’s Syndrome only last year, after five years of waiting lists, inconclusive assessments, repeated questioning and a lot of shoulder shrugging. By then, Grace’s dad and I had years of rationalising that we suddenly needed to re-examine and recalibrate: from how we reacted to the little idiosyncrasies to how we dealt with odder behaviour, to coping with the bigger things we really worried about. Even now, we’re only at the start of figuring out what’s AS and what’s not (and we don’t always agree).

For a long time, we thought Grace’s distance and ‘otherness’ might be a reaction to us divorcing. We put down to eccentricity her fear of dogs and balloons and hand-dryers. (We’ve since learned that ‘Aspies’ are extraordinarily sensitive to their surroundings – what we heard as loud noise was really painful to her.) Her inability to read people, or to show curiosity about them, or participate in conversations was, of course, classically autistic and seems so obvious now that I berate myself daily for not realising it sooner and tell myself to be more sensitive in future to her behaviour.

So when Grace greets me at the school gates with a glare and the words, ‘I’ll kill myself if you make me do piano practice’, do I accept that she just has no filter for her sentiments and is anxious that she may not be able to play something new? Or do I tell her off for being rude to me and put it down to a nine-year-old’s melodrama?

When she refuses to eat her dinner because I have forgotten about her dislike of houmous (bad middle-class mum!) and put it in the centre of her plate, where it has touched other foods, do I scold her for overreacting and tell her to eat the rest? Or do I calm her down and get her a new plate?

One day, on our way home from school, Grace was railing about the unfairness of being told off by her teacher for lashing out at a classmate (and familiar foe) who was taunting her (again.) In fury, Grace had pulled this girl’s hair – and received a whack from her by way of compensation. They were both reprimanded and warned not to do it again. Grace was baffled by this and felt a huge injustice had been done to her.

As she sat in the car shouting that her life wasn’t fair I tried to reason with Grace that she shouldn’t have touched the girl who was teasing her – no matter how hurtful or annoying. Grace just shouted louder, fists clenched on her lap and the colour rising in her face: ‘This was the WORST day of my LIFE.’

At that, I saw red and shouted back: ‘For God’s sake, Grace, how could you possibly think it’s OK to go around pulling people’s hair? What planet are you on?’

For a moment, she paused. Then her face crumpled – and she looked like a confused four-year-old again – and she bent her head and sobbed. Loudly. Then more loudly. Then wailed and yelled louder still. In the confined space of the car the amplification of Grace’s rage and hurt was overwhelming and unbearable, like an audio bomb had gone off.

Navigating rush-hour traffic I barely saw, I felt panicked and sad. Grace really is on a different planet from the rest of us – it’s how Aspies see themselves. A widely used and popular online forum for the autistic and Aspergers community is www.wrongplanet.net. For a child, being on the wrong planet must be even more frightening and confusing. Had I made a terrible, insensitive blunder and compounded her feelings of separateness and worry? How then should I teach her to rein in the kind of behaviour that looked to others to be self-centred and wilful? Was it one or the other or both?

At home I fretted and frowned while Grace played piano (flawlessly) and I cooked.

Over the dinner table we faced each other in tentative silence. Then Grace said: ‘Hey, Mummy –’ and pulled the silliest face she could imagine. I laughed, and she laughed, and baby Betty cheered and threw food in excitement.

It was a mistake to try to separate bits of my daughter into comprehensible compartments. She is the sum of her parts. She is Grace and she needs patience and understanding and love. Lots of love.

But how could I provide all of that given the state I was in? I was frightened for her, sleepless and worrying and frazzled. I was dizzy with tiredness and knotted with stress. I shouted – all the time. I was entirely incapable of resolving her fears and tantrums with patience and love.

Clearly I had to take myself in hand.

I started by going to the doctor. I told him about Grace and about my high-powered job, which was unravelling. I told him that I couldn’t sleep, that I often woke in tears, that I felt hopeless and useless. The words came as a shock to me even as they came out of my mouth. I felt as though I was observing myself from a corner of the room. When did it come to this? How could I have let it get this bad?

I’m not used to failing.

When I was fifteen, my mum came into my bedroom one night to speak to me. I was sitting on the floor in front of the mirror in my wardrobe, trying out a new hairdo. I had pictures of models from Elle magazine torn out and stuck to the walls; a collage of film stars and singers patched above my bed; torpedo-like lipsticks Blu-Tacked in formation (a jokey homage to flying ducks) over the sink in the corner, upon which bristled a range of potions.

My mum sat on my bed and addressed me in a tone somewhere between affectionate exasperation and despair. I remember so well the way she held herself tightly and the clipped way she spoke the words under the stress of not losing her temper. She told me that I had a choice to make. I could either sit in my room and listen to pop music and paint my face and fritter my life away. Or I could be a serious person. Study, learn and take on the world. Be somebody. Make something of myself. But I’d have to start now. Because time was wasting.

That sense of time passing and the worry of leaving things undone or not done well enough has been with me ever since. The other thing my mum used to tell me – usually when I’d expressed an idle wish that something would hurry up – was: ‘Don’t wish your life away.’ Lately I had found myself thinking of that again and would be immediately rooted to the spot by panic. I could almost feel a breeze lifting my clothes and rustling my hair: the air, the seconds, the minutes – the achievements I was grasping for – swooshing past me and leaving me behind.

All my life I have run to keep ahead, to keep moving, to dodge failure. But somehow here I was, failing. It had caught up with me just the same.

I was not a good mother. I was not a good employee. I could barely function.

The doctor suggested antidepressants and tutted when I shook my head. ‘If it was medicine for your heart, you’d take it,’ he told me. But it was for my heart, I wanted to cry. My heart was breaking. For Grace, for me, for the mess I was making. I didn’t want pills to make me numb. I wanted to feel the fault lines fracturing my chest and the claggy self-pity which clung to me like reeking mud.

So then I went to see a therapist. I refused to take my business to anyone who I suspected would ask me to lie on a couch and assess my family relationships for the next ten years. I wanted someone who would fix me, fast. I found a man who specialised in cognitive behavioural therapy. He said he could help me retrain my brain and substitute my expectations of failure with hope of success.

At one point not far into the sessions, he said to me: ‘Oh boo-hoo, poor you. What are you going to do about it?’

I went back to the doctor and took the prescription for antidepressants.

And I forced myself to keep talking to the therapist.

Eventually, things started to improve. I went whole days without crying. I began to see how self-indulgently bleak I had become. I kept asking myself: ‘What are you going to do about it?’

One day I woke and realised I hadn’t done any exercise for months. My baby daughter was nearly two. I had lost post-pregnancy pounds mainly through stress. My physical health was as neglected as my mental wellbeing. I was round-shouldered and hollow-eyed and the flesh on my belly white and loose. Before Betty’s arrival I used to run – short distances, admittedly – but regularly and with relative ease. Clothes used to look good on me. I used to feel good in my skin.

I got out of bed and went to look for my running kit. After a while I found it: musty, creased and a size too small. I put it on, gritting my teeth against the cling of the fabric to my wobbly thighs and the tight seam of elastic around my waist. I ran down the road and started to feel ill after 200 yards. After five minutes, I wanted to cry and throw myself down in defeat.

I kept going though and finished a small circuit around the local park. The experience was absolutely wretched. Over the next few weeks I tried again, and again. It didn’t get any easier. Frustration and nausea marked my efforts. How I had ever run 3 miles was beyond me. It seemed an impossible target: something that only other people did.

A bit like running marathons.

So.

Why not run a marathon instead? I wondered. If I was going to set myself an impossible target, I should at least make it an impressive one. If I was going to go out and wobble and struggle and wheeze, then it would be more heroic to do it in the pursuit of completing 26 miles, rather than a circuit of two swings, a slide and several dollops of dog shit.

When my therapist asked me in our final session what I was going to do next, I answered: ‘I’m going to run the London Marathon and I’m going to do it for the National Autistic Society.’ He watched me, expressionless, and for a moment I wavered. Was this really wise? Was I falling back into old habits of having to prove myself over and over? Of having to achieve or lie awake worrying about the consequences?

Possibly, but in the process I’d get a lot healthier, I reasoned. I would work off at least some of my anxiety and be calmer and stronger around Grace. I might even do those 3 miles.

At work, I strode over to a friend and announced that I’d decided to run the London Marathon. She looked at me, assessing my cheery smile and slight tremble. ‘Good luck,’ she said. ‘It took me five times before I got a place in the ballot.’

A ballot? I had to hope to be selected? Again, I wavered. Running the marathon had become a Thing very quickly and the prospect of going back to not having something big and scary to do was even bigger and scarier.

I applied for the 2012 London Marathon twice – once through the ballot and again for a place on the National Autistic Society’s team. Then I found a half-marathon that was taking place much sooner and applied for that too. I set up a fundraising page on the internet asking my friends and family to support me in my endeavour to run for the charity that sought to explain and advise about autism and support those affected by it.

Suddenly I was invigorated. I set up a blog (about which I knew nothing technically) and a Twitter feed (ditto). I used too much pink font. But what I lacked in design skills I made up for in energy, invigorated by the belief that after years of desperately trying to do the right thing for Grace, I had finally found a measure of practical support. I sat up late into the night, typing and clicking and formatting, fuelled by the feeling that this – this – would make a difference.

I studied the training plan for the Royal Parks half-marathon and tried to work out how I could build up my twice-weekly not-quite-3-mile run into a 13.1-mile circuit within four months. For a start, it would involve keeping going for more than forty-five minutes: a mysterious and wonderful thing if I could make it happen. I scheduled a training run for the next evening.

All the next day, I watched with delight the rising total on my fundraising page and looked forward to the buoyant pace I would undoubtedly set on my run after work. Alongside the pledges of hard cash, I received several affectionate and encouraging emails, some from the most unexpected sources. I was thrilled that my adventure had moved so many people already.

By the time I got home, a light drizzle had turned into boringly steady rain. Not enough to be a downpour, not enough to be ignorable. I sat and watched the rain drip from the trees and railings outside my house. It was a nice evening otherwise: the air smelled clean and the rush-hour traffic had subsided.

My husband came home grey-faced and tense after a rough day at work. I heard myself suggesting a Chinese takeaway and bottle of wine to cheer him. Result: he perked up immediately, while I was stricken with guilt and a feeling of irresponsibility. As I put down the phone on Man Chui’s perky delivery girl (wait time: twenty minutes) the rain stopped abruptly and light emerged from behind the clouds.

I set my alarm for six o’clock the next morning. Being shamed into training for a fundraising race in which I had cajoled my friends and family to stake money was not a good feeling.

A few weeks later, I ran 5 miles in an hour. More experienced runners will groan or smile at this: it’s not very far, or very fast. But it was further and faster that I’d done before and I was euphoric.

That day the weather was absolutely gorgeous and I started at a modest pace. For the first fifteen minutes the path took me through the park, alongside the stream and down between the allotments, bursting squares of leafy fecundity. As well as making good progress and not being at all out of breath, I settled on the ‘leafy fecundity’ phrase for inclusion in my blog later on, and was feeling very pleased with myself when I popped out at the top of the golf course and turned right for the nature reserve.

At this point, the road sloped upwards and went past an uninspiring development of new flats. The combination of gradient and utilitarian boxes cooled my momentum, though alas, not literally, as the sun had emerged and was now toasting me uncomfortably. Still, I made it up the hill without stopping and coasted into the woodland part of the route prepared for five glorious minutes of downhill pace.

The weekend’s downpours had turned the dirt track into a boggy cauldron across which I hopped and cursed. Hopping downhill is a lot less energy efficient than running down and by the time the route wound uphill again towards the kissing gate, I was starting to panic. My energy levels and confidence were shot, but not to complete the run would feel like a big failure. I just couldn’t figure out how I was going to make it up the hill. At this point, the track narrowed into a shadowy tunnel where thorny trees on either side meshed to blot out the sun. I found myself thinking of the scene in The Wizard of Oz where Dorothy is chased through the wood by the scary flying monkeys – oh, for a flying monkey, I wondered wildly. At least then I’d be aloft.

And then – salvation. An elderly hiker was a hundred yards ahead of me, striding along with his stick as I puffed and staggered behind him. Even better, someone else coming the opposite way saluted him and strode towards me with a smile. I was forced to straighten up and smile like everything was fine (although my colour betrayed this) and I summoned the wherewithal – from I know not where – to make it up the hill.

And then it was home free. I had to resort to my iPod and the same pounding’80s rock song to manage the final fifteen minutes, but by that point I was without shame. Whatever got me to the end. I would have worn my shorts on my head if someone had told me it would give me extra reserves of energy.

When I got home I realised that not only had I run for more than forty-five minutes, but I had done it in an almost entirely physical state, engrossed in what my body was doing. My mind was as clear and rested as my body was sweaty and trembling. I felt happy and, if not strong, then calm and sure of myself.

When I went to pick Grace up from school that afternoon I put my arms around her and held her close.

‘What’s up, Mummy?’ she asked me. ‘You look happy.’
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Welcome to the world, baby Grace

Running through the woods one Saturday morning, six weeks later, I kept returning to the day Grace was born.

At around 5 miles I reached a state of calm, my legs moving easily to the rhythm of my breathing. It was early and quiet except for occasional dog walkers and the birds whirring out of bushes away from me as I passed. Overhead, the trees reached high and laced together against the sun, so that the path led ahead of me in cool, dappled shadow. My stride carried me forward; my thoughts carried me back.

Grace was taken out of me ahead of her due date: a consultant-decreed Caesarean to ensure the safe delivery of an upside-down baby. Instead of being allowed to make her own way into the world – predicted some time around New Year’s Day 2002 – Grace found herself suddenly, shockingly airborne, briskly rubbed over, then handed to her similarly bewildered mother two weeks before we had planned to meet.

The first night in hospital she lay beside me in a perspex fish tank, choking in outrage and spluttering viscous bubbles as she sought to expel the amniotic fluid that had not been squeezed out of her by a normal delivery. I was still paralysed from the waist down as the effects of the epidural had not yet worn off, and couldn’t reach over to her from my bed. Terrified and impotent, I squeezed a buzzer over and over to summon a nurse for help as Grace gasped for breath. A nurse arrived and, again, Grace was abruptly hoisted, rubbed and inspected. I held her to me for the rest of the night and finally she closed her eyes to her surroundings and drifted away, fists clenched. I watched her eyes move beneath fragile lids and held my breath.

Now, running and remembering, I wondered if this was where her distance from the world began. In the days and weeks that followed, Grace slept on, stubbornly detached from us all. I would hold her in my arms for hours, or peer into her cot after another feed time had passed, or watch her dream surrounded by cushions on the sofa, one tiny pink sock occasionally twitching. Health visitors scurried in and out, telling me off for not nourishing her properly. I would cry with frustration in my attempts to wake her and try to explain to them how hard it was. I would have to tickle her tummy, strip her naked and blow on her, wipe her face with cool flannels and stroke her cheek over and over to try to tempt her to turn and feed. She lost weight and I gained hollows under my eyes. There were dire warnings of drips and hospital visits.

My breath was loud in my ears and I could hear the faint crunch of dry leaves underfoot as I thought back.

Eventually, after several weeks, Grace came round a little. There was jubilation after she finished 4 ounces of milk – in an hour. The rest of her early baby days soon blurred into a recognisable jumble of nappies, routine, broken nights, teething, and I responded to her summonses with weary obedience.

Last year, scientists in Scotland published a study which showed that babies born just one or two weeks early were more likely to develop learning difficulties or conditions such as autism. When I was told nearly ten years ago that Grace would have to be delivered by early elective Caesarean I was secretly relieved. She was my first child and I had lain awake in bed at night, looking at my huge bump and fluttering with panic at the prospect of pushing something so big out of me.

That Saturday morning I ran 11 miles. At the end I wondered how many of them would have been necessary if I had just asked what might happen, instead of signing that consent form.

I have suffered many of those moments in the months since Grace’s diagnosis. Thoughts of ‘What if?’ and ‘Why didn’t I?’ and – the real kick in the stomach – ‘How could I not have realised?’ circle inside my head and beat in my blood.

For I knew that Grace was different, though somehow I also did not.

She was a sunny toddler, big-eyed and interested in everything around her. She would observe and ponder and smile. I would talk to her – streams of Mummy chatter that carried us both along through the days. Only recently, I realised that I was carrying us both along because Grace was not responding. At the time it didn’t occur to me that a two-year-old could chat back. I thought it was normal to talk for two, to ask the same thing several times and then answer it myself. I heard plenty of mums around me doing the same. I just didn’t pick up on the difference in the ages of our children. Then one day, several months ago, standing in the hallway winding a scarf around my neck, I said brightly to baby Betty: ‘Let’s go out, shall we?’ The resounding ‘Yes!’ from her nearly felled me. She laughed to see the look of surprise on my face and said it over and over again. I laughed with her, but I was as devastated as I was delighted.

As Betty’s vocabulary exploded; as she pointed and named and asked question after question after question, I wanted to weep for my baby Grace and my earlier self, swimming unknowingly in that silence.

Why did I not know? There are enough books, tapes, websites. Everywhere there are baby gurus to tell us how our children should be developing. I had the middle-class parent’s library: Penelope Leach, Sheila Kitzinger, Miriam Stoppard. I studied Grace minutely, daily, end to end. From the freckle on her thumb to the pin-prick dimples beside her ears, to the tea-leaf birthmark on her leg, I knew her.

And yet, I didn’t.

From early on, Grace had an independent, stubborn spirit. She had strong, straight eyebrows, black lashes and hazel eyes that turned topaz in sunlight. With a clear and even gaze she would examine things for ages and refuse all attempts to budge her. Rainy-day walks and trips to the park could be torture as she would have to step in every puddle, with both feet, and observe the ripples. Queuing for the swings in the playground, she would roar with baffled anger and impatience at being made to wait, then switch to profoundly calm enjoyment when her turn came.

At times, her intractability alarmed me. But then I would observe another parent’s playground fight or hear the shrieks of another red-faced child in the supermarket. At home, Grace and her father were clearly similar. She was like him, I thought: a clever, obdurate philosopher convinced of her own rightness and certain of her path.

When Grace was two and a half, we all moved to the United States. It was a new take on an old problem: her dad and I were frayed and rowing and wondering if we might be better at being us somewhere else. We took ourselves and Grace out of beaten-down, on-the-up north London and moved to the suburbs of Washington DC: picket fences, flag-poles, yard sales and all. Our new neighbours were a man from the Department of Defense, who had converted his cellar into a safe room full of bottled water and declined to be drawn into conversation, and a smiling salesman and his smiling stay-at-home wife who, smilingly, pointed out to us on day two that we had to park our car facing in the same direction as everyone else’s.

Grace loved the flight, loved the house, loved the sandpit and the screen door, behind which she would stand and survey the street and listen to the crickets’ endless chirrup. At nursery school, however, her teacher raised an eyebrow and told us: ‘She likes to go to Graceland, doesn’t she?’

Her father and I thought her solitary habits were a reaction to the move. Grace’s pink-cheeked and soft-bodied childminder-cum-Nana had been replaced by a gruff Ghanaian nanny who expressed her devotion through rough hair brushing and nail clipping and stern exhortations to eat well. Her earnest Hackney nursery (report card: ‘Today Grace enjoyed expressing her emotional feelings and blowing bubbles’) was replaced by a church-like Montessori school where the children wore smart sweaters and had names like Frank and Mary. We thought the Montessori system would suit her independent spirit; in fact, it was possibly the worst choice we could have made. Grace was encouraged to find her own level of often lonely play: counting beans into jars, swooshing water between cylinders, reading and rereading her favourite book (A Platypus, Probably). At playtime, when the children dived outside to pedal round and round on tiny red trikes, laughing and careering and shouting, Grace would stand to one side and watch. Or she would spin herself around, arms by her sides, with her eyes looking to the side as if she thought she might catch up with herself if she went fast enough.

We thought she had shut down protectively while she got her bearings.

Around this time, I gave Grace a copy of Disney’s The Little Mermaid on DVD. In retrospect it feels as though the precise moment should be freeze-framed, blown up, writ large and trumpeted aloud. Sirens should have gone off, the ground should have trembled. People should have clutched each other and turned to watch. For this was a defining moment. Grace watched the film and was entranced. She watched it again, and again. Very soon we had to set rules about how often and when she could watch it. When she couldn’t watch it, she wanted to talk about it, scene by scene. She began to draw mermaids and spot them wherever we went (you’d be amazed how often the symbol occurs once you begin to look). Before very long, Grace could recite huge chunks of the film, word for word.

At Hallowe’en there was only one thing she wanted to be. We obliged, laughingly and just a little awkwardly, telling ourselves it was sweet and she’d be so happy and, anyway, it was just the thing she was into for now. I ordered a mermaid costume from an online party firm. When it arrived it was more Rita Hayworth than Ariel, but the look of delight on Grace’s face will stay with me for ever. We have a short film of her wearing the outfit and singing the song ‘Part of Your World’ from the film. She is two years and ten months old and she is word perfect, despite struggling to get her tongue around some of the vocabulary and clearly not knowing what much of it means. She stands in front of our stripy Crate and Barrel sofa, on a jute rug, by a bookcase and shimmers and wiggles in her green sequinned dress, every action remembered and mimicked in perfect detail. Proudly, she brushes her flowing red wig back from her forehead and, at one point, continues to sing as she picks strands of it off her tongue, to the sounds of muffled parental giggling behind the camera. She is gorgeous and bittersweet as she lilts: ‘I want to be where the people are … wish I could be part of that world.’

Not long afterwards the nursery school informed us that Grace had failed a hearing test. We got the news in a crisp, impersonal letter, along with a referral to a specialist children’s centre for further tests. There were no alarm bells, nor formal warnings. Like so many of the medical responses to Grace in her early years, the tone seemed to be one of: ‘It’s probably nothing to worry about, but best to get it checked out.’

So we attended our appointment. Standing opposite the building, a Soviet-style concrete square, I had a brief flicker of worried thought: would this be the beginning of something? Grace’s still-baby hand was in mine as we waited for the traffic lights to change so that we could cross. I looked down at her fine hair and bare arms and at her profile. She was regarding the cherry blossom on the tree across the street, waiting for me. I tugged her arm gently and she turned and squinted up and we smiled at each other.

Inside the building, a woman explained that Grace would have been expected to respond to various stimuli in the first test, and that this exercise would take place in a more controlled environment to allow no margin for error. Grace was seated in a small booth in front of a grid of switches and lights. She was fitted with huge headphones that sat heavily on her small cheeks. Her expression was blank: from our seats in the corner of the room her father and I could not tell if Grace could hear the voice in her ears asking her to complete various tasks. She seemed passive and accepting of the experience. She was also interested enough to complete the tests accurately this time. There was nothing wrong with her hearing. We went home.

No one suggested anything other than that this was the end of the episode. There was no further discussion, no hint that this might be a clue to something else. It was three years before the next childcare specialist handed me a report card noting that ‘Grace has poor attention and listening skills, reduced eye contact and a tendency to hum to herself’ as the first clues to the fact that she might have Asperger’s Syndrome.

As I write this now, I have Grace’s file in front of me. It is a pink binder with multicoloured elastic straps in which I keep all her important stuff. From it spill early drawings, her first birthday cards, school photographs. There is her red medical book, noting her vaccinations and weight gain as a baby. There is Lily and the Mermaid, the first book she wrote at the age of five, proudly bound and illustrated. As I thumb through the contents of her file, their nature changes and the sheaves of paper start to look more official.

There are more reports, more headed notepaper. They make for bleak reading. They do not tell of my funny, talented daughter. They do not recount how marvellously she draws and acts and dances. One of them tells me Grace’s language skills are at the low end of normal. Another tells me that she can’t understand concepts or abstract ideas and interprets questions too literally. Whose daughter is this? My Grace is no dolt. She sparkles and entrances and holds any room in the palm of her hand. Still another report notes that Grace is easily distracted and doesn’t greet people correctly or engage in social interaction appropriately, often offering irrelevant information or digressing to talk about her own interests. What I thought was dreamy or artistic or eccentric or childish has been formalised into quite something else.

True, Grace’s social skills were definitely off as a small child. She would be invited for playdates and then drift around the friend’s house until she found something to which she would devote her entire attention, regardless of what the friend was doing. When little chums came to our house, I would have to direct her in playing together, having once too often discovered the friend cast aside as Grace – usually wearing an astonishing creation – acted out her own invented game. Birthday parties were a nightmare because she was terrified of balloons, having been jolted into traumatised shock when one burst near to her at one of the first she attended. At her own party she remained largely aloof, though clearly happy. At nursery school she made one close friend.

In Washington I started to run. My job was highly stressful, worries about Grace were constant, niggling hooks into my brain, and the atmosphere at home was strained. At first, I went to the gym and ran on the treadmills there. I would turn our jeep down mile after mile of massive boulevard, park in a three-storey holding pen for the giant trucks which seemed to be the obligatory mode of transport in that city and then make my way upstairs to the air-conditioned workout zone. I worked my way from ten minutes without stopping, to twenty, to thirty. But each outing was time-consuming and although the hours away from home were often a relief, the experience was not particularly enjoyable or reinvigorating.

So I took to running outside, starting in small squares around the grid of our suburban home and gradually making them wider. I would run at six o’clock in the morning to beat the crushing summer heat, wearing the smallest of shorts and vests and praying that no one would see me. Five minutes into my run I would be limp and soaked, entirely reliant on shouty, strident songs on my iPod to drive me forward. In winter, I would put on three layers and wince as I breathed in sub-zero air through my nose instead of my mouth in order not to set my teeth on edge. I ran 3 miles, three times a week.

The months passed.

We moved back to London when Grace was four, our family unit now in pieces. I rented a flat in a pretty yellow house in south London that had bluebells and roses and a foxhole in the front garden. I bought curtains for Grace’s room that had castles and princesses and fairies on them. I signed her up for art club and swimming lessons – the latter a huge hit, given her mermaid obsession. Her father moved into a flat on the other side of the village and Grace would trot up and down the hill according to the calendar we had worked out between us.

On days when Grace was not with me, I would run and run and think about her until the thinking wore off. I could still only manage a maximum of forty-five minutes each time – out over the heath and through the park, down avenues of chestnut trees under big skies to the crest of the hill, where the glittering glass of Canary Wharf and the cranes of the Millennium Dome would be spread out below. I would check my mental bruises since the separation and fret about Grace’s state of mind.

Walking her to school in the mornings, I had started to notice how difficult it was to talk about normal things with her. Conversation had to be snatched in fragments amid Grace’s tumbling stream of consciousness, from rambling stories involving her as a mermaid or the latest adventures of one of her imaginary characters. She had little or no desire to talk about her surroundings or her day ahead. Again, I thought perhaps she was constructing a protective shield, and would try gently to draw her out in order to discover how she was feeling. Sometimes, equally gently, she would smile at me, and continue her tale as though I had not spoken. Other times, she would just raise her voice and talk over me.
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