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      Cystic fibrosis is a genetically inherited disease affecting over 70,000 people worldwide, and over 9,000 in the UK alone.  

       

      Salt is unable to pass easily from one cell to the next, with the result that the body’s balance of salt and water is upset. This leads to a build-up of thick mucus and consequent infections in the body’s organs, particularly in the digestive system and lungs. It requires intensive treatment by physiotherapy and medication. Although until relatively recently it was unusual for ‘the child whose brow tastes salty when kissed’ to survive into adulthood, new treatments have improved the outlook considerably. One day gene therapy may be able to halt the progress of the disease.

       

      The folk tale ‘Love Like Salt’, given here in its Italian version, appears in oral and written versions all over the world. 

       

      A king had three daughters. He called them to him and asked each in turn how much she loved him.

      ‘I love you as much as my eyes,’ said the first, and the King was pleased.

      ‘I love you as much as my heart,’ said the second, and again the King was pleased.

      ‘I love you as much as salt,’ said the third.

      At this the King became angry. He banished his youngest daughter from the palace. She wandered in the forest for many months. One day she returned to the palace, where she found work in the kitchen. On the day of the King’s birthday she prepared the meat for his table, and the vegetables, and the soup, each without salt. When the King tasted his food he exclaimed, ‘It has no flavour at all! Bring me the fool who prepared these saltless dishes for my table!’

      When the cook was summoned from the kitchen, the King recognised his daughter. ‘Who is the fool now?’ he said, and embraced her in sorrow for his cruelty, and in joy at her love for him.
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      We lived for seven years in a small town in France.

      It was not remarkable for its beauty, and therefore did not suffer unduly from it. A wide river ran through it, and for centuries people had made their home there. Sheep and the sun kept the grass on the chalky uplands short-bitten and coarse; the wool was shipped in barges to bigger, busier towns. The local priest deferred to a distant bishop, and even the vegetables were transported to places up- or downstream for sale at market. The postcards in the newsagent showed views of other villages, not this one. With nothing in particular to distinguish it, or thrust it before the world’s attention, it had survived amiably, with no starlet pout or hand on hip. You could imagine living well there, unaffected, largely, by fashion or cravings or sudden seismic shifts in world opinion.

      I was not born there, nor sent there, but went of my own accord. We were looking for a house in a part of France neither of us knew. I had lived in the Pyrenées Orientales, my husband had grown up partly in Provence. He was twenty years older me, and we had two daughters under six who had been born, and lived their lives so far, in London. They had a mother who was a writer, no longer in her earliest youth, and a father who was an academic and teacher and the kindest man on earth.
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        To think up, dream up and conceive works of beauty is a delightful occupation. Like smoking magic cigars or living the life of a courtesan absorbed in her imagination. When the work appears it has all the grace of a child, the wild joy of its creation, with the scented hues of a flower and the ready juices of a fruit already tasted. This is Conception and its pleasures. A man who can draw up his plan in words is immediately thought of as extraordinary. All artists and writers have this capacity. But to bring forth and laboriously raise the child, putting it to bed full of milk each night, kissing it each morning with a mother’s indefatigable love, licking it clean, endlessly clothing it in the loveliest outfits which it immediately tears; but not to be repelled by the mad upheavals of this life, and to make of them the living masterpiece that speaks through sculpture to every beholder, through literature to every intelligence, through painting to every memory, and through music to every heart: this is execution and its labours.

        Balzac, La Cousine Bette

      

       

       

      
         

        And the stone word fell

        On my still-living breast.

        Never mind, I was ready.

        I will manage somehow.

        Anna Akhmatova, ‘The Sentence’

      

       

       

      When they learn about Clara’s illness, the first thing almost everyone says is: ‘When did you realise? How was she diagnosed?’ They want to know what the signs were.

      ‘But if someone tells you they’ve got a flat tyre,’ I would say, ‘you don’t say, “How did you know?” Aren’t there other things you’d ask first, like “Can it be fixed?” Or “Do you need a lift?”’ Later I came to see their curiosity more kindly. They wanted me to give them words that would keep them from evil, to stop it happening to them.

      So I’d say that she didn’t gain weight, however much she fed, and for the first few months I did almost nothing but feed her. Everything she took in, she threw up. At six months she kept down so little, it became pretty pointless to try to feed her at all. She caught a lung infection. She coughed. She did not thrive.

      The medical professional has a way of suddenly producing a poetic word where a prosaic one would do. You almost expect the health worker who identifies a baby as ‘not thriving’ to lean into the crib, cackling, and ask, ‘What ails thee, little mite?’ But the medical and the poetic are related terms at opposite ends of a spectrum. It depends with what level of abstraction you see things. Some people see shapes in the clouds: the Virgin Mary, a ship; others see only particles, condensation, light refracted through water molecules. I look at a poem on a page and I see letters, words, but beyond that I see meaning. I knew there must be a scientific reason why my baby was so slight and sick. I had always been wary of science, having been taught early on that it wasn’t for me. Now I needed to understand what the particles in her body were doing, what misprint along the chain of her DNA had caused the malfunction, what creative act of mistranslation had given rise to this state of non-thriving in a baby so very near the start of life.

      She and I went back into hospital when she as a person, and I as a mother, were only a few days old, because she had lost weight since birth, even though she was feeding well – luxuriantly even, with her tiny hands dabbing at me while she sucked, and her eyes tipped back into their orbits in pleasure. But nothing showed up on ‘the tests’. Week after week I took her back to be weighed. No gain. A gram here, a gram there. Then half a kilo lost. A teaching doctor mocked us in front of his students: the elderly professor and his wife. ‘You just have to accept,’ he said, ‘you aren’t producing enough milk.’ I wonder, if Clara had died and a post-mortem had shown why, whether I would have drawn any comfort from saying to him, ‘You just have to accept, you’re a terrible doctor.’

      Because she wasn’t absorbing any nutrients, she became vitamin-deficient and her skin flared up. Unable to get the GP to refer us to a consultant, we paid, when she was eight months old, to see a paediatric dermatologist at a private clinic. A kind man, from South Africa, he asked me whether she tasted salty when I kissed her. He turned away to wash his hands and I tasted her. I felt a bit guilty doing it, like when you lick the spoon from the cake mixture. She tasted of mermaids, of the sea. How did you know, I asked him when he turned back. It seemed like a trick from a fairy story. ‘A friend of my son’s,’ he said. ‘He has cystic fibrosis.’

      At the Royal Brompton Hospital, down the far end of the King’s Road, the respiratory consultant (suddenly appointments with brilliant senior doctors on the NHS came thick and fast) held Clara and talked to her and she followed his finger with her eyes and laughed. A test showed she did have more salt on her skin than you would expect. They took blood so they could look at her DNA. There was a week to wait.

       

      2001 wasn’t a year to flirt with fear for the thrill of it. Terrible, unthinkable things actually had happened to so many people. Early on the afternoon of 11 September I was on the phone to a Microsoft helpline in Boston, waiting in a queue. ‘Can you hear me, ma’am?’ a woman’s voice said. ‘Yes,’ I said. ‘Hold on a second, my baby’s crying.’ ‘Sure,’ she said, in a sing-song, all-the-time-in-the-world voice, a distracted voice, maybe scrolling down eBay. I put the phone down and went over to take Clara from her basket. As I came back across the room a voice on the radio said, ‘We are getting unconfirmed reports…’

      I picked up the phone again and said, ‘Are you in New York?’

      ‘No, ma’am,’ she said, ‘I’m in Boston right now.’

      ‘They’re saying on the radio that a plane has flown into the World Trade Center.’

      ‘I’m not aware of that right now, ma’am. You have a good day now,’ she said.

       

      During that week of waiting I visited Waterstones in Camden High Street. I walked disdainfully past the high piles of A Life’s Work by Rachel Cusk. When it came to motherhood, she was on the edge of the lawn, in heels and a hat, on school sports day, while I was sweating it out on the track. Later I read it and managed to smile at her description of her newborn daughter as a ‘tetchy monarch’. At the back of the shop, where they keep the scientific books and dictionaries, next to but not overlapping with the self-help books, I read an entry in a medical dictionary for cystic fibrosis. Clara was strapped to my front in a baby carrier, and I had to peer over her head to see the text. Other mothers were reading to their infants in the children’s section, Peepo! and Maisy Goes Camping. I heard one mother saying to another that she just hated herself for letting her toddler eat an apple that wasn’t organic. ‘I felt like such a terrible mother!’ she said. With her theatrical intonation and wide staring eyes she seemed to be making no distinction between the way she read to her child and the way she talked to her friend about the child, so that I could imagine her saying to her husband that evening in her bending-and-stretching voice, crossing her fingers behind her back: ‘Down I went to the bookshop, and there was a baby, no bigger than my hand!’ I could feel myself inert, uninflected, not a member of any club, a free-floating particle veering towards the furthermost reaches of the set containing all good mothers, popping out of it like a little air bubble, and the cell wall sealing up behind me. As woman-with-apple dramas went, hers seemed pretty unsensational. Is the mother always to blame? I hadn’t yet begun to think about the chances of my happening to make a baby with the one person in twenty-five who carries the CF gene. The chances of that baby having the illness (one in four). When did the muddle in the genetic pattern on my seventh chromosome occur? Generations back? Centuries? ‘I just want my child to be happy and healthy,’ I heard a woman say on the bus, quite casually, as though she was being modest in her wants, as though she wasn’t asking for the moon. I covered Clara’s ears, in case it was a phrase she might stock somewhere for reinspection once she had acquired some language. I suppose she meant she didn’t mind how clever or beautiful or intelligent the child was. Or famous, I suppose we should add to that. Could a child suffer and be happy? Be ill and happy? Be healthy and sad? Was happiness contingent on health? Health on happiness? If health could come from happiness, could we cure her with happiness? But ‘there is no known cure’, the dictionary said.

      Later, when I realised I had reason to fear for my daughter’s life, I kept seeing my difficulties in the light of other people’s losses. However ill and unhappy she was, I still had a chance to pull her clear. Now, when she is doubled up with pain at breakfast then straightens up, smiling, white, and says, ‘OK now,’ I think of people with Ebola, people in Gaza, Ukraine, Syria, Iraq. There are almost more of them to think of than there are happy and healthy people who need no kind of blessing.

      During that week I tell the health visitor at the weigh-in that they are testing for cystic fibrosis. She looks at me in horror, and actually crosses herself. ‘Please God, not that, not that,’ she whispers hoarsely. She recovers herself. ‘My neighbour’s boy, he has it, you know, the cystic fibrosis. He’s had a lung transplant now. Or was it his heart? One or the other! Both, maybe! He’s twenty, he’s… doing very well.’ There is no mistaking, despite the recovery, that we are out of place here. This is a session for well babies. I have come through the wrong door. Her eyes, so used and worn they could be second-hand, with old pouches beneath, full of orange powder, fix on the baby. I can tell she is wishing me back out through the door.

      There is a certain point after which, in any case, the GP and the health visitor are no good to you. Since reading the entry in the medical dictionary I had looked it up on the internet. I knew what it would mean. I didn’t tell anyone. I was doing what my mother would have called ‘keeping myself to myself’. But into my mind comes a girl who was in my class when I was maybe six years old. Her name was Annette, and she seemed to me not really like a child at all. Her hair was stiff and grey, her cheeks were sunken, she coughed all the time. There was something strange about her hands; they were dry and stiff too. The teacher asked us to join in a circle for ‘Ring a Ring o’ Roses’ and she put her hand in mine. It was cold, like the hand of a very old person, one of my great-aunts’, a hand to fumble around in a handbag with, for Polo mints and a bus pass, and I was desperate to release it long before we all fell down dead. Perhaps I did. I know she disappeared from school suddenly one day, and never returned. I think now she had cystic fibrosis, and must have died.

      We returned to the hospital at the end of the week, a Friday in February. Clara was so tiny, I didn’t use the pram, or even a sling. I carried her down the street from the tube station just as she was, the way you carry a dessert when you’re going to have dinner with the neighbours. Nico and I were told to wait in the lobby of the hospital till someone came to fetch us. When the nurse arrived she made remarks about public transport and the weather. We rode up to the respiratory department in the lift and she showed us into the doctor’s office. It must have been the end of a long week for him. However much we like and admire the doctors who care for Clara, I always think that they are going home to robust little children who sleep through the night. I expect it is not true in all cases, by any means. I read one day about a CF doctor who had given birth to a child with CF. The gene, or genetic pattern, had been inside her all that time. And then there was the MS specialist who one day noticed a tremor in her own eyelid. There is something particularly poignant about these cases where the disease has been harboured all the time in the body, dormant, while the host person struggles to eliminate it in the outside world.

      ‘Well,’ said the kind doctor, with Winnie-the-Pooh prints on his tie, ‘I’m afraid the results do show that Charlotte has cystic fibrosis.’

      ‘Clara!’ I said eagerly, leaning forward. Tant pis for Charlotte and her parents, in that split second. ‘This is Clara.’

      Glancing at his notes, he said, ‘Sorry, Clara, yes. Clara has cystic fibrosis.’

      There was a long silence. Clara grinned up at me. She had a tooth. Two, even. For her, nothing had changed. Several times the doctor offered us tissues, though neither of us was crying. I took one, so as not to offend.

      ‘You’ll hear us calling it CF,’ he said. I suddenly felt slightly hysterical, remembering how my brother and I had giggled uncontrollably when our driving instructor, who fancied himself as Doncaster’s answer to James Hunt, said, ‘This is the accelerator, but you’ll be hearing me call it the gas.’

      He wouldn’t be hearing me call it that, I thought, using a petit nom, a nickname, for something we would far rather not have any acquaintance with at all, let alone an intimate one. He talked about improvements in life expectancy. Some children even survived into adulthood now, went to university. How long had these been things we couldn’t take for granted? About two minutes. Clara was eight months old. From now on, I felt, if I let my attention falter for a second, she would be snuffed out.

      Every moment became a moment in which I protected my baby. Some of it I did in secret, like a madwoman muttering spells. I thought of her as a candle, cupping my hand around her. Of course she sensed it, though I tried not to let it show. When she was nine and we got bad news she said, ‘It’s OK, Mama, you can cry. It’s scary when I think you’re being brave.’ We entered into a partnership that was not balanced in quite the same way as the usual mother–daughter relationship. She knew as much about me as I did about her. I was sure she could see in the dark. I would wake and find her in my arms, scrutinising me, wondering, it seemed, if I was going to be up to this. The good news, the doctor had said, was that she had the most common gene, twice over. Delta F508. Work was being done on gene therapy, new treatments. There was every possibility she could be helped.

       

      
         

        Through these years… it was not my mind that grew numb, but my soul. An astonishing observation: it is precisely for feeling that one needs time, and not for thought. Thought is a flash of lightning, feeling is a ray from the most distant of stars. Feeling requires leisure; it cannot survive under fear.

        Marina Tsvetaeva, quoted in Tillie Olsen, Silences

      

       

       

      As long as we lived in London, Clara was looked after at Great Ormond Street. Weekly, then monthly, then later three-monthly clinics, on a Tuesday afternoon. Daily physiotherapy, antibiotics, vitamins. When they told us she would probably have to take antibiotics every day of her life, we were horrified. The doctor said, ‘Well, you can try without, but within a few weeks you will be back in this office begging me to write out a prescription.’ Twice a day she had to inhale vapour from a noisy machine that ran for twenty minutes. It was called a nebuliser, but we called it the Green Machine. She might as well start learning her colours.

      Nico paced the floor with her at night as she cried – I’m hungry, I’m hungry, I’ve fed all day and all night, and my mother’s sleeping, and I’m still hungry! – reciting poems he’d invented on his walks to and from Bloomsbury, through Regent’s Park, about elephants in the zoo and the wakeful baby; he changed her nappies while talking to her gently but in a tone that suggested – and promised, faithfully – a whole interesting world of things he could introduce her to and explain, one day, not the least interesting of which was the way she could tip up on her minute bottom and put her doll-size legs up in the air towards the ceiling, just so. His tone has not really altered, all these years later. When they stand in front of a painting in the National Gallery, side by side, and he talks to her about the composition, or the story, or the brushwork, and her eyes flick from the canvas to her father and back, he uses a tone that implies that he is as fascinated by this as anyone hearing it for the first time might be, that he doesn’t own the knowledge, but is, like her, newly in receipt of it.

      Right from the start, people asked me: ‘Are you writing?’ I’d always written, and until the birth of Clara I had written for a living. But it was my psychic, not economic well-being people were concerned about – a misplaced concern, I felt, which betrayed a failure on their part to understand both the priorities of any new mother and the extremity of our situation. It also added another layer of guilt. I hadn’t ‘gone back to work’, even if I was both exhausted and fulfilled by the unstinting labour of caring for my beloved child. It was like being nagged to get back out on the game, to prove your employability and your right to work, when you were actually choosing to stay at home in bed with the one you loved. My diaries for that time in my life are all empty. My mental health must have been poor but life was vivid, and imbued into every last crack and crevice with love. I felt I was doing the work I loved, with and for my child. It was fear, checked somewhere inside me, almost never expressed, that stopped me writing, not unhappiness. I felt I needed to contain everything within me, that to write, even if I had time or been able, would have been to squander a kind of power – force in French (feminine) – which was needed for tending and nurturing, and if possible healing. A French psychoanalyst friend seemed to believe writing, for women in particular, had magical powers, that I could somehow write her well, if I wanted.

      Instead I played the piano, a solitary, face-to-the-wall occupation. I learned the Chopin G minor ballade, which was intricate, soaring, angry, devastated music. It wasn’t the emotional outlet that helped, though, it was the fiendish nature of the fingering, the impossible jumps and stretches, the crashing chords and tripping cadenzas – it was a physical release, like throwing yourself around in a padded cell, bouncing off walls.

      At first I had felt unable to draw a line between cystic fibrosis and anything else I knew. Then I read an article claiming that Chopin had died not of tuberculosis, as had always been thought, but of cystic fibrosis. The Poles, who had his heart while the rest of him lay in Paris, refused for many years to allow it to be disinterred for testing. Like many amateur pianists I had felt close to Chopin for years, in that odd way you can feel close to composers, or writers or artists, daily absorbing their most intimate feelings intravenously into your own life’s blood. I have read a number of discouraging articles about Chopin, what a difficult man he was, snobbish and querulous, but I like to think that if, for a while, George Sand loved him, he can’t have been all bad. Nico worked fifteen-hour days, getting up at six with Clara, sitting her in the little screw-on seat at the island table in the kitchen, sponging splashes off his beautiful shirts; or talking to her companionably, standing at the window of our first-floor flat with her in his arms, showing her the cherry blossom and lilac. I dreaded the sound of the door closing behind him as he left to go to work.

      It would be nice to think, in life, that you could be judged a little by the quality of the people who love you.

      The cystic fibrosis gene had unfolded itself in our daughter’s body like a paper flower meeting water. Now I could think of it as Chopin’s gene. Inhabiting Chopin at the piano, or being inhabited by him, whichever way around it was, I was also embracing the gene, accepting it. A gene isn’t a ‘thing’, though, much as I liked to think of it as such, as though I’d been bequeathed a locket of Chopin’s, or a ring. It’s a sequence, a pattern of proteins, just as a sentence is a string of words, a pattern of letters. It takes only one typo, one letter in the wrong place, to change the pattern. The interpretation of the message by the protein-making mechanism leads to the development of the disease, with its various devastating symptoms. An American scientist, noting the similarity between chains of proteins making up a gene that finds expression in a particular condition (having blue eyes, having problems shifting salt molecules) and musical notes that form clusters and melodies, had invented a system for translating protein sequences into music. You can imagine the results might sound similar to certain experimental works by contemporary composers. Some of them do. But some of them sound more like things we are already familiar with. The author had back-translated a Chopin nocturne (opus 55 no. 1) into a DNA sequence which turned out to bear a quite remarkable similarity to a genetic pattern they might have expected to find had they been granted permission to disinter Chopin’s heart and analyse the protein sequences. Reading this made me feel rather queasy. It sounded more like Scientology than science, something disreputable and self-referential. But I was glad, at least, to discover Clara was a member of a set that may have included Chopin.

      Chopin’s heart was finally exhumed on the night of 14 April 2014, in the presence of thirteen people, scientists and ‘other experts’ – musicians, perhaps – together with the Archbishop of Warsaw. The jar of cognac containing the precious organ, repatriated from Paris to Warsaw after his burial at Père Lachaise, was disinterred, inspected, photographed, prayed over, then returned to its resting place. A forensic scientist remarked, ‘The spirit of this night was most sublime.’ All those present were sworn to secrecy. Nothing has been published. No genetic analysis took place, so far as is known. It remains unclear whether he died of cystic fibrosis. People generally prefer the diagnosis of TB. Tuberculosis chic looked a lot like heroin chic, and must have given a leg-up to many a lesser artistic talent than Chopin’s. Whatever he died of, it remains a mystery – to some, though not to me – how someone so unwell for so much of his life could have produced music of such extraordinary beauty. In the end, the poetic interest was placed above the scientific one. The Polish Culture Minister remarked, ‘We in Poland often say Chopin died longing for his homeland. Additional information which could be gained about his death would not be sufficient reason to disturb Chopin’s heart.’

       

      A week after Clara was born, and a few days before she was readmitted to hospital, my parents drove down the A1, stopped as always at Sainsbury’s in Bedfordshire for a bun and a cup of tea and, after the usual frantic flurry with parking vouchers, rang the bell at the flat. I’d begun to notice that every time my mother came through a door she stumbled through it as though she’d been out wandering all night on a blasted heath. I remember looking at her and thinking, Something’s very wrong. She sat on the sofa in her coat with the baby on her knee, not moving, just being with her, as though infusing her with something, for a long time. My father, on the other hand, threw her and nuzzled her, pressed her nose like a little button for summoning a lift, and sang to her. He watched over her when she slept, and when she was diagnosed he adopted a tone of vigorous optimism, which he preserves to this day.

      When Clara was a few months old my mother offered to take the baby for a walk in the pram. ‘I loved walking you when you were little.’ ‘What if she gets hungry?’ ‘We’ll come home again, won’t we, darling?’ she said happily, peering in at Clara, on to whose tiny features I was already projecting my own mistrust. They left the house, and I fell into a deep sleep. I dreamed I had a review to write, an imminent deadline, and hadn’t even read the book, which in the dream was The Tiger Who Came to Tea and was very long and dense, with pages of footnotes. I would need to read the secondary literature in the British Library. Did I have time to get there and back before they returned? At once my eyes jerked open and the flat was empty. Where was my mother? Where was my baby? I checked the clock. They’d been gone two and a half hours. Clara was so hungry; I didn’t yet know why, but she needed to feed constantly. Had I been quite mad to let them out of my sight? I was guilty – of sleeping. I ran out into the street. No sign. I ran around the web of roads nearby, past the church, the library, up to the park, back again, to the doctor’s surgery, anywhere I could think of. I got home. My mother was outside, sitting on the step, rocking the pram. ‘Hello, dear. Did you get lost?’

      ‘I didn’t, no. Did you?’

      ‘Oh no. But we went all round the houses. And past the ship.’

      ‘Ship?’ We were miles from the river.

      ‘The blue and white liner. In the dock.’

      She must have meant the block of flats on the main road, which had recently been painted blue and white. We went back into the flat and I fed Clara and sat down to write my review. The book’s title in French had been Mal de Mer, a pun equating seasickness and motherhood. The English translator had given it the title Breathing Underwater. My father returned from his shopping trip in Oxford Street with a pair of competitively priced trousers from Marks & Spencer. Nico was in Italy. ‘Here’s Daddy,’ my mother told Clara. ‘There’s something wrong,’ I told him later. ‘She’s losing her —’ But what was she losing? Her grip? Her mind? Her faculties? Her senses? Her sense of direction?

       

      When Clara was diagnosed I told my parents straight away. I phoned them with the news almost a year to the day after I had told them I was expecting a baby. But I don’t think my mother ever took it in. In a drawer by her bed, after she died, I found several notes in her handwriting, on scraps of paper. The letters were more spaced out than they had been when she was young and well and busy; you could read the effort of spelling, of word composition, where before words had just been discrete blocks of cursive script with a meaning. New milk first by thumb when open fridge door, read one. Even I found that quite complicated, but I knew my father must have told her she should use up the least fresh milk first. What a complicated idea that must have been for her – opening the fridge door, for a start. Which way does it open? Left side? Right side? Like a book? Milk in the door. Bottom shelf. My thumb – here, this one. New milk. Not good. Take old milk – good. Not near my thumb. There. Away from thumb. It makes me feel giddy, again, to think of it. Another note says, Memory clinic – oh how I wish we had not started down this road. Frightened. And a diary entry. Cistic fibers. Crossed out. Try again. Sisters fibrosis.

       

      
         

        The English are a literary people, they prefer the idea of a thing to the thing itself.

        Virginia Woolf, The Diary of Virginia Woolf

      

       

       

      When my cousin decided to move to France – perhaps there’s a gene for it – her children’s nanny came to work for us. I was a bit apprehensive, as nannying was something I had done for other people and not something I’d ever imagined anyone would do for me. The first morning, I went out into Camden, with Clara in the pushchair, to meet Bobbie, and saw her coming towards us down Parkway from the tube with a bunch of daffodils in her fist. I held my hand out to receive them. ‘Actually,’ she said, moving them out of my reach, ‘they’re not for you. They’re for Clara.’ I had become so used to people commiserating with me I had forgotten that flowers could be for celebration, an expression of delight.

      Bobbie set us on our feet, and made me laugh. We got on our knees together and scrubbed the stained carpets, we pored over prescriptions and instructions for use, and she carried Clara on her shoulders as she grew. In all these years, she is the only person outside the immediate family who ever learned what medicines Clara needed and how to administer them. By the time she left to have her own late, miraculous baby, I was immeasurably stronger, less afraid.

      When Clara was almost three, our second daughter was born. If there was a French reflexive verb for giving birth to yourself, that would be the one to use for what Verity did in the Elizabeth Garrett Anderson Hospital. As much as everything around Clara was medicalised and monitored and scrutinised, so everything to do with Verity seemed to happen while someone was sneezing, or looking the other way. We had been in the hospital two or three minutes, and were put in a waiting room. The midwife went out into the corridor to look for the paperwork. She came back in and found us sitting on the floor with a newborn baby where two minutes earlier there hadn’t been one. She clearly thought we had pinched her off the ward. It was such a joy, to produce a baby like that, into her father’s hands, a baby we already knew didn’t have CF. With her arrival everything steadied up and stabilised.

      We decided we’d move to France as soon as Nico retired. He didn’t want to turn into one of those faculty ghosts who haunt the library stacks. It seemed a lovely idea. The children would go to the village school, and one day to lycée. I had lived much of my adult life in France, having been somehow set up to love it from an early age. Love it? To look for it, maybe. I inherited the idea of France from my parents. All through my childhood, ‘Ah, France’ was said on a sigh, a downward hushing tone, already a place remembered, lost, regretted. That was its charm. It was the lost domain before I ever found it.

      My father had studied in Montpellier for a year when he was at Birmingham University. Photos survive of a very young man in shirtsleeves, already in training to be a Methodist local preacher, posing with a baguette, about to hop on a bus to Nîmes for the weekly Protestant temple service, 1950. There was a poetry to France, the idea of France, which I detected in my parents’ voices when they spoke of the first holiday they spent together, on the Ile Saint-Louis. The phrase, this inscrutable series of sounds, was like a word in itself, meaning ‘longing’. In 1974 we actually visited France, and I made my first acquaintance with what I thought of as England’s closet cousin, who dressed, ate, smelled, danced, spoke quite differently, and was only visible at certain times of the year. We flew to Le Bourget in a plane from East Midlands Airport and stayed in a hotel just behind the Moulin Rouge. The lift between floors was a green-painted cage. My parents taught me to say, ‘Encore du sucre, s’il vous plaît, madame,’ and sent me into the kitchen with a bowl. In the evenings we ate chicken and chips and chocolate ice cream. There were filles de joie in every doorway in our street. My father suggested they were ‘shop girls’ waiting for buses.

      Every day we went out visiting. We slogged round the Louvre; or up the Eiffel Tower; or to Fontainebleau, where we were reproached by a garde nationale for eating our home-made sandwiches on a bench opposite Napoleon’s bedroom; or to Versailles, where I desperately hoped we might repeat the experience of Miss Moberly and Miss Jourdain, who stepped back into the time of Marie Antoinette when visiting the gardens in 1901. We went to the Galeries Lafayette and looked up at the painted ceiling, and my father bought us notebooks with squared paper.

      When I was around fifteen, my piano teacher gave me a book: Le Grand Meaulnes. I struggled through it, and the dimness of my understanding of it in a way supplemented my reading, since it was a book about scarcely apprehended things, places glimpsed in the mist, people half forgotten, encountered perhaps in a dream. Alain-Fournier, the author, had died in the First World War. I had never seen a dead body, though I had had vivid, very visual dreams about war as a small child, mostly about waiting, sitting under trees waiting, cleaning equipment and waiting. I don’t know where these images could have come from as at that stage we didn’t have a television and never went to the cinema. No one I knew had ever died, only people in history books and songs. I imagined Rupert Brooke, and Alain-Fournier after him, found in the river with his toes turned up, after weeks spent lolling in the corner of a foreign field, boots crossed at the ankles, chewing on a stalk of grass. This misconceived image of the events of the Great War probably owed something to the complete absence of images for it in my childhood. There were no films, photos or paintings in our lives that might have supplied illustration. Uncle Eddie, who lived on a very steep hill in Sheffield, smoked an acrid pipe and had a small brass turtle with threepenny bits in on the mantelpiece, had been in it. He was said ‘never to speak’ about it, and spent most of his time making dolls’ houses. My maternal grandfather had run away to fight at the front at fourteen, and been sent home only on being discovered still to be underage a year later. They were all old men, so that it seemed to have been a war for old men, and the children of my generation, the grandchildren of the combatants, felt that it was a war that all the old men had survived; only young men had been killed. These ruptured literary lives had a poignant appeal to me as a morbidly literary teenager. What I connected with was the young men’s idyll, which was closely bound to their doomed awakening sexuality and awareness of the fleeting nature of childhood.

      And just as we were encouraged to believe that ‘Jesus died for me’, I believed that certain writers who died before I was born
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