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To my parents


‘Love is more thicker than forget
 more thinner than recall
 more seldom than a wave is wet
 more frequent than to fail . . .’


e e cummings


Thanks to Ken McCarthy for his insight that this book should be back in print for new generations of families and for the efforts he went through to find a congenial and supportive publisher. Thanks also for his extraordinary generosity to my current research and clinical work.




Introduction to the New Edition
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When The Other Child was first published in 1988, my daughter Lili was twelve and my son Doran was ten.


The Other Child appeared on the heels of a previous book Doran published in 1985 which, through a series of happy coincidences, became an international bestseller and was translated into six languages including a special American English version (center vs. centre and other changes).


The story of Doran focused, of course, on Doran. He was born six months after his father died and had a severe case of athetoid cerebral palsy. Doctors advised me that he would never sit up unaided, walk, communicate, or otherwise interact meaningfully with the world. Doran was about our efforts to do what the doctors told us was impossible and ends with Doran at eight-years-old walking under his own steam thanks to the efforts of countless people including his sister Lili. If you’re curious about how things have continued to evolve since after this momentous accomplishment thirty-seven years ago, you can take a peek at the book’s afterword.


This book, The Other Child, is about Lili and is for all the children and families who find themselves in a situation like hers.


According to the most recent US Census data, over three million US children—4.3 percent of the under-eighteen population—have a significant disability. When the definition of special needs is expanded, UNICEF puts the number at one in ten worldwide and the US Centers for Disease Control and Prevention puts the number at about one in six for US children between the ages of three and seventeen.


Of course, the severity of challenges is on a broad continuum, but the fundamental issue is the same in all situations: By necessity, a child with serious health challenges requires a great deal of loving time, attention, and energy. Given that none of us have infinite time, attention, and energy to give, it is the normal, healthy needs of the able child for such things, as we all have when we are children, that are sacrificed. The “other child” gets an early, indelible, and unavoidable experience of what we all eventually learn—life is not fair.


“Why is my sibling so different?” “When will he get better?” “Why does he get all the attention?” These are questions that naturally occur in all children’s minds. Additionally, children experience the same range of emotions as adults—jealousy, confusion, despair—but without the benefit of adult perspective. The challenges the “other child” faces are significant indeed and strangely, it’s been hard to find books and other resources that address them which is why I wrote this book.


The Other Child is the story of how I, as a single mother, and my extraordinary daughter Lili faced these challenges and formed a team to support Doran while maintaining a healthy family life that acknowledged and addressed her needs as well.


It was not easy. It was not automatic. It was not perfect. There was a great deal of, sometimes painful, trial and error. But all these decades later, I can say that we have, by any measure, succeeded against what many people would have considered impossible odds.


My hope is that this account will bring practical ideas, insights, and inspiration to families in their own unique situations. You are not alone. Many people are on, have been on, and will continue to find themselves on this undeniably difficult path. There is a way forward and it has the very real potential of being beautiful and satisfying beyond all imaginings. I know. I have lived it.


One final note: As you read The Other Child, please be aware that it is a historical account. It stopped with Lili and Doran at eight and ten respectively. They are now forty-four and forty-six, and many additional wonderful things have happened since then, and continue to happen.


The fundamental challenges of working with a challenged child and “the other child” in the context of family life remain unchanged. However, the clinical methods I’ve developed over decades working with Doran, and now many hundreds of children and adults with cerebral palsy and other serious neurological problems, including autism and seizure disorders, have evolved considerably and are described in the afterword of this book.


Linda Scotson


Forest Row, Sussex, UK




Healthcare and Social Services in the UK and the US
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The UK and the US Healthcare systems appear at opposite ends of the spectrum, and a closer look is revealing.


The UK National Health Services is nationalized and offers the same universal coverage to all, regardless of social class or income. This means that things like doctors and hospital appointments, blood tests, and operations cost nothing to the individual—the whole health service, including Social Services, is paid for by the UK taxpayer.


The US model is more complicated and costs the individual money since it operates around healthcare insurance. The cheaper your insurance the more you must pay on top. In the US your family healthcare insurance may also be paid for through your job. This means that if you have a period when you are not working you often lose your healthcare very soon after leaving work.


This situation inevitably presents special problems for single parents with challenged children who wish to take on home therapy programs that need to be coordinated within their working day.


In the UK all parents, regardless of levels of income, who are carers of challenged children under sixteen years of age are also entitled to the Disability Living Allowance (DLA) to help with the extra costs if the child needs “more looking after than a child of the same age who does not have a disability.” The DLA rate is between £26.90 and £172.50 (equivalent to roughly $34.15 and $219 USD) weekly, depending on the level of help the child needs. If a parent spends at least thirty-five hours a week caring for a child who gets the middle or the higher rate of DLA they may also qualify for a Carer’s Allowance. In addition, if the child is unable to walk, walks poorly, or if they are visually impaired, parents can also claim a Mobility Allowance for a car that is big enough to take a wheelchair, or which offers room for special seating.


Under the UK Children’s Act of 1989, there is a general duty on UK local authorities to provide services to safeguard and promote the welfare of children-in-need within their area. The Act obliges local authorities to provide services for disabled children which minimize the effect of their disability and give them the opportunity to lead lives as normal as possible.


UK policy is that, after a child’s diagnosis, parents are directed to apply to their local Social Services for a first initial assessment which will be followed over time by many ongoing assessments. All assessment is free of charge. When making an assessment, Social Services are required to “take into account the needs of the whole family, as well as that of the individual child.”


UK local authorities should also provide means-tested respite care for children (also known as short-term breaks). According to the Children’s Act, this care must also be of “good quality in which the parents have confidence and which ensure the child is treated first as a child and then for any disability that may require special provision.”


In the US Supplemental Security Income (SSI), to help parents care for their children with mental or physical disorders, is limited to families with low incomes. Payments can help to keep families who have children with disabilities under the age of eighteen out of poverty. The SSI can cover the child’s share of the household expenses for basic needs like food, rent, or mortgage and utilities. Benefits can also pay for clothing, school supplies, and other necessities.


If US parents do not receive SSI benefits, the SSI department may consider an evaluation of the parent’s (including step or adoptive parent’s) income and resources in relation to what is left after the bills are paid, to assess if supplementary income may be made available to meet the needs of the disabled child. This process is called “Deeming.” If the remainder of the family income cannot be deemed enough to fund the disabled child’s needs, the family will be entitled to an appropriate SSI monthly benefit.


In most states, children who are eligible for SSI will also be eligible for Medicare. Medicare covers basic healthcare and prescription drugs at little or no cost. It can also be used for other services considered “medically necessary” to meet the child’s disability needs.


However, the US rules about demonstrating disability and income eligibility for both SSI and Medicare are complicated, and parents sometimes need a lawyer to help unravel them since it takes some work to apply for these services and to provide all the required documents. If the decision goes against a family they can appeal, but there is usually a cost involved.


In the UK, the system has proved lifesaving (often on more than one occasion) to thousands of children, including my own. However, in the longer term, although the UK taxpayer is paying for the service it remains limited to surgery, drugs, and standard physiotherapy. Other approaches, for which there are good arguments both from a restorative and a financial point of view to include, are not available. Neither is there an apparent will within the UK National Health Service to evaluate these approaches for their cost-effective potential to improve a child’s quality of life.


In the US, depending on the type and level of health insurance coverage, some types of therapy that, although well-evidenced are still considered “complementary” (such as Hyperbaric Oxygen Therapy, Chiropractic Therapy, and Acupuncture), may be covered, at least in part, by the insurer. Thus wealthier US parents who can afford more broadly-based insurance plans have the advantage of being able to choose therapeutic support for their children that is costly for parents in the UK.


Both the US and the UK systems have their strong and weak points. It also appears that neither system is independent enough of its backers to be willing to revise itself based on evidence that—beyond drugs, surgery, and mainstream physiotherapy—there lies another understanding of health and how to restore it.




Introduction
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In writing about Doran, I became aware that there was a different story to be told, about a child of another type of courage, that of my daughter, Lili.


I could not do justice to both children in the same book. Lili’s experiences needed their own reflective quality. I realized too that her considerable influence on Doran’s life must be paralleled by other children who share their formative years with a handicapped brother or sister. The difficulties Lili faced also posed wider issues profoundly affecting families with handicapped children and which to some measure impinge upon us all.


Those who have read Doran: Child of Courage will know the highly unusual route I chose to help my son, and the benefits this route has had to similarly challenged children. The message of that time was clear—a brain-injured child has the clinically unaknowleged potential for true rehabilitation. Although degrees of success vary, the blind may see and those expected to become used to a wheel chair, walk. The Down’s Syndrome child may become indistinguishable from her peers. Equally evident was the fact that this glorious possibility was unlikely to be taken advantage of because the treatment programme was either too costly or too time-consuming or both.


From reading old copies of the New Scientist, and watching a series of groundbreaking documentaries on brain plasticity, I gradually became aware that from the late 1970s, the notion of the irreversibility of brain injury had been challenged by many eminent neurobiologists. . . one of the most eminent being Professor Patrick Wall who headed the department of Cerebral Studies at University College London. The liberating possibilities of the wisdom of such potential friends in high places gave me confidence that Doran’s abilities could continue to be enhanced even by a shorter programme, one that would be able to perhaps do more for all families and be much to the benefit of siblings.


Thus when Doran’s time at the Institutes came to an end, we found other ways to maintain his progress which allowed us the extra luxury of discovering the long lost joys of more typical family life. . . joys which were only now available to us because of all that had happened before.


Lili is a particular beneficiary. She can now play with her brother without having him constantly yanked back to his respiratory patterning device or some other valuable exercise. She can see how all the daily hard work pays off as he charges down the lane after her, waving a muddy branch. She has also taken advantage of a shorter home programme to recover from her own problem of dyslexia which, like so many other unexplained symtoms in the world of childhood has a neurological base.


By beginning with Lili’s story, I hope to enable you to identify more closely with the extraordinary problems the sibs of handicapped children live with. Their experiences take up the second part of the book. It is a tribute to them that a remarkable number survive with increased good humour and resilience. Moreover, their role in their individual household provides the crucial difference that allows each family’s little boat not only to keep afloat, but to sail purposefully on. ‘For the growing good of the world is partly dependent on unhistoric acts; and that things are not so ill with you and me as they might have been is half owing to the number who live faithfully a hidden life’—George Eliot, Middlemarch.




ONE
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Lili’s Story




CHAPTER 1
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Lili’s Brother is Born


I learned much from Lili, my first child. She showed me that simply to live can be good. That to see and hear and move are amazing gifts, and stretching out your hands to catch sunbeams and stuff them into your mouth is deliciously funny and perfectly possible.


Lili was self-assured. She educated me on the subject of babies. Now I stood in awe of the occupants of every pram I passed. On her first birthday she had been given a long blue coat embroidered with flowers. Its pointed hood and Tibetan prayer bell bounced and rang behind her, calling out to old friends and collecting new ones: ‘Your daughter is an elf,’ they concluded.


I was a painter. Peter had left a secure job so that the two of us could begin a new career making and restoring lacquered furniture. We had settled in a small cottage on the edge of wood and heathland.


On Christmas Day Lili waved a jester’s wand. She rode on her father’s shoulders while he galloped around the fields leaping brooks and singing carols. Despite his laughter, Peter was severely depressed and close to suicide.


Just after Christmas I knew I had conceived another child. Lili was thirteen months old. Her cot stood at the bottom of our bed with its side down so that she could crawl up to us in the mornings. She chatted first to my stomach and then to her own. Peter showed her how to put her ear against me and listen for the stirrings of this new personality whose growing body would be hidden for so long. The more he contrasted this solid-looking happiness with the apparently irrational despair which plagued him, the more desperate he became. By the end of March he was dead.


I collected all the photographs of Peter I could – harassing the chemist to print over-exposed negatives – and stuck them into a book for Lili. In the evenings we would sit together turning the pages of ‘The Daddy Book’ and sometimes listening to the final movement of Mahler’s 3rd Symphony which was the last music Peter heard before he died.


Lili was an early riser. She chatted merrily to herself from about 6 a.m.


‘Lili, could you go back to sleep, I’m so tired.’


‘I’m only talking to me, Mummy.’


‘Could you whisper, darling?’


She would continue very breathily at the same volume while I put the pillow over my head and groaned.


Regardless of the difficulties, it was exhilarating to know that I had a means of earning a living for all of us. We went up to London and found commissions for work restoring lacquered furniture. The horrifying prospect of letting an infant loose amongst thousands of pounds’ worth of fragile antiques evaporated as my dealers fell, one by one, under Lili’s charm. She stood wonderfully still, touching things enquiringly with her eyes.


Lili and I imagined how our lives would change after the birth. The summer was warm. We went for picnics in the forest and sat with our feet in the stream dreaming of the future. Like lovers we had long enchanting wordless conversations. This was our baby and the three of us would undoubtedly thrive.


I did my breathing exercises on the bed or under the apple tree. Lili was nearly two, but she seemed ageless and timeless as she practised beside me, blowing and panting for all she was worth.


In the evenings I read to her. No matter how often she heard them, the little tragedies before the happy endings came close to breaking her heart. But she asked for them nevertheless and would never allow me to skip a word.


When she was asleep I went downstairs to be confronted by some elaborately lacquered chest or screen with decayed surfaces imploring restoration. Our tiny cottage was cluttered with the shadows of an oriental splendour, huge pieces squeezed improbably through the cottage door like genies being squeezed into bottles.


September came. One morning when Lili and I were practising breathing I felt a genuine contraction. As the day wore on we counted them together. Lili rubbed my back and blew down my neck and jumped for joy. By six o’clock I could justifiably phone Judy, a good neighbour who had promised to bring her entire family to help us.


For Lili’s sake I had wanted the birth at home. Although I was over thirty my case looked straightforward. There could be nothing to worry about except the sweat and toil of the actual labour. My close friend Catherine had promised to leave her housing co-operative to manage itself and rush down from Liverpool to look after me the moment the baby chose to be born. Our excitement mounted and Lili and I sought refuge in the bath. Judy found us there covered in suds and breathing heartily.


‘We’re all here,’ she said. ‘The midwife’s on the way.’


‘Mummy’s baby,’ Lili pointed proudly at my projecting navel.


‘Our baby and our friend, Lili,’ I said. ‘It’s really fighting to get out.’


We had everything we needed. Lili produced the new orange bath tub still done up in cellophane, the mild soap and the expensive towel. She brought out an immaculate red stretch suit she had persuaded me to buy and encircled it with some of her own worn ones I had been tempted to tie-dye in orange and plum. She was unpacking treasures. She knew where everything was, she’d watched them lying there quiet and unnecessary for so long; at last they had become of the utmost value, beautiful, distinguished by their purpose. By 9 p.m., our midwife now with us, the contractions assumed total domination. Lili pulled up her pyjamas and arranged her dolls to watch. Sometimes she held my hands.


‘Blow, two, three, blow, Mummy!’


I had explained that the business would be demanding so she let me concentrate.


By eleven o’clock Lili had eaten a bunch of grapes and fallen asleep. The midwife suggested some of us go upstairs and there, at ten minutes past one, Doran was born. I remember how animated and jubilant everyone was. I drew him to me with the sense that something lost was now found. There was a deep content, but also an anxiety, one I chose not to examine immediately because I had no justification and it made no sense.


The next morning Lili scrambled into bed beside us.


‘Our baby,’ she said.


‘Our Doran.’ My words reminded me of my north country roots, and I laughed. ‘He’s his own person too, though just now he needs us, Lili.’


‘Lovely,’ she said stroking his hair, ‘lovely Doran.’


In the middle of all this, a removal van and three carriers arrived to pick up a large japanned chest that had taken up most of the front room. Lili ran out to wave it bye-bye. Catherine’s taxi was blocking the lane, the midwife’s car came close behind her. After listening to the sounds of much reversing and hooting, I slid out of bed. The party found me standing by the door nursing Doran in my arms. The midwife shooed us back. ‘Lili, you’re not to let your mother get up. My, your brother’s very yellow, quite a little Chinaman.’


‘Good Mummy,’ said Lili, patting the pillows invitingly. Catherine had brought her a xylophone and she began to play to Doran, singing out all the nursery rhymes she knew. He looked towards her keenly, his eyes flashed.


Catherine said, ‘He’s the most alert baby I’ve ever met.’


During the afternoon Lili led a procession of small groups of visitors up to see ‘Our Doran’. She picked flowers from the garden and arranged them in jam jars around the house and bedroom with happy concern for our comfort. She found some blackberries in the lane and brought a bowl up the stairs to feed me. We had often fed each other, like birds. Doran continued staring very hard towards us but his stare was preoccupied.


Lili had been born with her welcoming eyes wide open. We had found each other delightfully familiar. For some reason her brother was keeping his distance. The name I’d given him, ‘Doran’, meant ‘stranger’ and it was already apt.


‘Lili, can you guess what he’s thinking?’ I said. She touched my breast and looked up inquiringly. Then she put out her tongue to lick him on the nose and stretched her arms round us.


‘Sing, Mummy.’


‘What?’


‘Bubbles.’


So I sang ‘I’m forever blowing bubbles’. It was Lili’s favourite song but just then it made me unaccountably sad.


Before Catherine took her out for the afternoon, my daughter, who was now officially Doran’s sister, tucked us in and began her own medley of lullabies.


‘Shut your eyes tight, Mummy.’ I obeyed until she left, then I lay looking at Doran and feeling increasingly anxious about his skin colour. Could jaundice be a symptom of something more serious? Lili’s happiness had such bloom to it, she was so secure. She had tried hard to be wonderful and she was prodigiously proud of her success. We had seemed on course for domestic bliss. On impulse I phoned the doctor. He was out but when the midwife came I persuaded her to test Doran’s blood. The procedure was a simple prick on the heel and the results were due the following day.


Lili began to sense that something had changed. She kept coming in to look at Doran who was increasingly yellow and silent. She brought us apples and handfuls of dried fruit, saying, ‘To keep your strength, Mummy.’


We were all dressed and downstairs when the news came. Doran had a dangerously high level of bilirubin, a toxic bile pigment, in his blood. He needed hospitalization fast. Lili disliked abrupt changes, she preferred to say ‘bye-bye’ to everything gently, but there was no time. I simply grabbed the keys and pushed everyone towards the car. The little girl’s eyes were fixed on her brother, she didn’t try to take a doll or a book, she came quietly and sat on the back seat leaning over the stiffening jaundiced baby in Catherine’s arms.


There was an overriding urgency on behalf of Doran but my heart went out to my girl child, whose nature was as lovely as her face. I remembered a song with the line: ‘To those whom much is given, much more will be required.’


Doran was snatched into intensive care. He began to have his first seizures almost immediately. Lili tried to follow him. She was brought back by the nurse: ‘Stay with your mother, poppet.’ We could only wait while they assessed my blood to determine what could have caused this state of affairs and what blood to transfuse into Doran, who had been given a 50:50 chance of survival: the doctors told me tactfully that there were possibilities of severe brain injury.


Lili remained rooted by the glass door to the unit. She saw Doran as her special responsibility. Since she was nearer to him in age than I was it seemed natural to her that she should be consulted. The sister came up behind me.


‘There’s a room for you upstairs, Mrs Scotson, if you’d like to stay. Can your friend look after your daughter?’ I had never been separated from Lili in a way that prevented us reaching each other in a matter of minutes.


‘We could both come early in the morning and stay until supper.’


‘Mrs Scotson, this is only the fourth day after your delivery, you ought to be in bed.’


‘I need to be with my children.’


‘Your own health is the most important thing to your family. Please take this very seriously.’


Lili sat on my knee and began undoing the buttons of my blouse. She was very good at removing people’s clothes.


‘I don’t want to leave you but someone has to feed Doran.’ I began working my way back over the buttons.


‘Me,’ she said.


The sister was definite: ‘Chicken, your brother has to stay with us. We’ll do our best for him.’


Lili pursed her lips. There was a painful silence, then she said, ‘Can I go to Lucy?’


The improvised holiday was arranged quickly by phone. Lucy was just three and didn’t live far away. Catherine could deliver Lili there at once.


Lili kissed me and then went back to the glass door to cry out, ‘Bye-bye, Doran.’


I was left with a responsibility to keep her brother alive and to bring him home to her safely.


A week later Doran was discharged from hospital. He was now a seriously handicapped infant – stiff, deaf and blind. He raged against this permanent night with all his energy and took succour in the only way open to him – he breast-fed voraciously. This violent life style produced acute indigestion so that when he wasn’t complaining about the deprivation of his senses he was screaming with the pain of a distended stomach. I knew nothing then about brain injury, and the diagnosis of a chronic and irreversible complaint did not enlighten me.


I went to collect Lili with an old friend called ‘Bert’ (so called because her surname was Lancaster like the film star, although she chose to spell the name with an ‘e’). Lucy’s mother met us at the gate.


‘Lili talked about you every day but she didn’t seem to mind your not being there. How’s Doran?’


‘Alive and fighting, he’s in the car with Bert. Where’s Lili?’


The children were finishing lunch. Lili bounced off her chair and ran over.


‘Mummy, Lucy,’ she said putting Lucy’s hand in mine as though we’d just met for the first time. ‘Doran well?’


She went back to the table. ‘Mummy’s here,’ she said to the other children, ‘with Doran.’ There was a faint note of triumph in her voice. She led them out to the car to meet her brother who could still pose as a reasonably substantial baby before the uninformed. Then Lili hugged everyone and waved farewell.


Our cottage was familiar but distant. We had already changed and had to begin again to make the place our home. Before Catherine left she had taken considerable trouble to decorate the spare room to encourage me to move at least one child out of my bed. Bert held on firmly to Doran. ‘Just relax, you two,’ she said. The most comforting occupation we could find on that first day home was looking at ‘The Daddy Book’ which was also full of pictures of Lili as a baby.


‘Was I always smiling, Mummy?’ she asked.


‘From the moment you were born.’


‘When will Doran smile?’


While I was turning the pages, Bert said, ‘Lili ought to have a room to herself, Linda – she’s old enough. She was fine at Lucy’s without you. Don’t backslide now.’


I relieved her of her screaming charge and gave him succour.


‘It’s perfectly normal for women and children to bed down together, Bert, lots of tribes expect them to.’


At that moment Doran lurched away from the nipple he’d been gripping between his gums and howled with indigestion. I leapt up and began rubbing his back. Lili put her fingers over her ears and Bert resolutely tried another tack.


‘At least if Lili has a room of her own she’ll get some sleep. I suppose you and Doran will work something out.’


Lili had never been taken to bed and left awake. Our days used to interweave so harmoniously that the thought of a fixed bedtime for either of us didn’t cross my mind.


‘This is the moment,’ Bert said, ‘to establish a routine.’ The little girl went happily into the pink and yellow room hung with mobiles. She listened attentively to a goodnight story and closed her eyes when I kissed her as do all good children who get kissed in books. I came downstairs and reclaimed Doran. But minutes later Lili reappeared. She crawled behind the sofa and called, ‘Find me, Mummy!’ Bert went into battle. An hour passed before my daughter began to recognize Bert meant business. Then she shook her golden head and stamped her foot. ‘I am angry, Mummy,’ she said indignantly. When she did consent to stay in her room we heard loud thumps resonating through the ceiling. Bert reported that Lili was jumping off the bed.


‘Don’t worry, Linda. She isn’t crying, but she’s a child, not a saint.’


After a significantly long silence we tiptoed up to find Lili sleeping with a doll under each arm and a picture book open beside her. Doran and I catnapped throughout the long and seemingly endless night. He was having his back patted, partly to dislodge wind and partly for human contact, when Lili opened the door.


‘Doran better?’ she asked curling up beside us.


‘He will be, Lili, only we’ve got to make him want to be.’


She put her chin against my elbow and reached out cautiously towards her brother. ‘If we have a good time,’ I said, ‘he’ll feel it too.’


‘Sing “Bubbles”,’ Lili blew softly into my face. ‘Sing,’ she said.


Between feeding and burping Doran and lines of song, I managed to convey the idea that we should have real fun. I knew that to pretend it would be useless. I’d thought this over very carefully in the hospital and returned to my gut feeling that life must be for learning how to love. I found myself quoting again:




For the good are always merry,


Save by an evil chance.


And the merry love the fiddle,


And the merry love to dance.





I would bless my children with happiness. Life wasn’t in a book or a picture, it wasn’t over the next hill, it was here in my hands. Lili was already enjoying it. Doran arched his back. His protest, partly panic, partly anger, rose to a familiar crescendo. Lili tugged the bedclothes over her head. After a moment, she threw them back.


‘Doran wants tickles,’ she said pulling him down from my lap and wriggling her fingers vigorously across his chest. A look of surprise passed over her brother’s face. He made a new sound which certainly wasn’t anger and which Lili took to be laughter. She persevered gleefully until I was dressed. Thus the discovery that Doran was ticklish made it possible for us to go downstairs peacefully and plan the day. While breakfasting on chopped apples, oats and yogurt, we made a list of Lili’s friends and reviewed which ones would like us to visit them. Then she decided that it would be a lovely idea to see herself full length in the mirror above the table and stood among the plates as if this were the most normal etiquette after a meal.


‘Darling, get down please.’


She waved her spoon and put her wooden dish upside down on her head. Little droplets of yogurt coursed down her cheeks and clung to her curls.


‘Please, Lili.’


‘I’m having fun for Doran.’ She banged the dish with the spoon. It slipped over one ear and crashed to the floor. Doran and I jumped back. Before we could recover, our midwife – inevitably – walked in.


‘They’re difficult to control at this age, aren’t they?’ she said.


‘Who’re “they”, Mummy?’


I helped her clamber down.


‘If you open the cupboard, darling, we can find the dustpan.’


The midwife was followed by our doctor and health visitor, all of whom treated the house as if it were still part of the hospital. By the time our social worker appeared we were tired and demoralized.


I made her a cup of tea and determined to resist being drawn into further empty conversation. While she was shyly stirring the sugar about, Lili appeared with a large book and climbed resolutely onto her lap. As the pages opened they tipped the hot sticky liquid down the woman’s blouse and into the thick tweed of her skirt. Lili had been leaning forwards and was spared.


‘Are you all right, dear?’ The woman set her down gently. ‘It was kind of you to bring the story. When I’ve dried off I’ll read it to you.’ She patted her knee. ‘Only don’t cuddle too close unless you want a damp patch.’ She found a towel. ‘My name’s Mavis. I’m going to try to be useful.’


Mavis came every week, she looked for practical solutions to our immediate problems and while she did so she was either bathing Lili or burping Doran or making me a cup of tea.


Doran needed constant pleasurable stimulation to persuade him that there was more to life than fear and pain. When I put him down, Lili took over. Once I discovered her standing in the middle of the room with her hands over her ears and her eyes shut. I waited to find out what the game was. ‘I’m Doran,’ she said, ‘I’m Doran.’


A week after Doran was out of hospital, Lili had her second birthday. There was a large house called Oaklea in the village which had been converted into flats and was now inhabited by students of the Rudolf Steiner College, most of whom had families. The ground floor was open house and the children ran about freely, sometimes in fancy dress, invariably with sticky fingers. A message came that the house had clubbed together to provide a birthday party. So long as that community existed there was a place to go which welcomed us and where the women were ready to offer help and hope to me – and cake and mischief to Lili.


We took off each morning to visit these friends, singing in the car as it dived under the tawny autumn trees along the lane. Before the cottage door shut Lili would always jerk the last book from the long bookcase and send the whole shelf plunging to the floor. It was a piece of normal childish mischief that she delighted in. For my daughter life went on.


Our doctor had stopped coming round. He was a young man oppressed by the weight of his responsibility towards the child he’d once blithely met newly delivered into the world.
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