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      Introduction


      by Alex Stobbs


      When A Boy Called Alex was shown on Channel 4 early in 2008, I didn’t expect anything other than a few kind words from family and friends. So I

         was overwhelmed and very touched when I received literally hundreds of emails and letters from people all over the world.

         Some of them simply said ‘well done’, while others were from people facing challenges of their own, who said I’d given them

         encouragement and hope. I got stopped in the street many times – I still do – by people saying ‘you’re the kid from the documentary,

         aren’t you?’, or ‘you’re the conductor’ and they always had something kind to say.

      


      Some of the letters were from musicians offering to take part in my next project. At the end of the film, which told the story

         of my quest to conduct Bach’s Magnificat, I was asked what I wanted to do next. That was a pretty straightforward one for me, as I’d already thought about it many

         times. I replied, ‘Bach’s St Matthew Passion – all three hours of it.’ I knew it was a huge undertaking, but I felt I could do it. I didn’t want to settle for a shorter

         or simpler work, because the Matthew Passion means so much to me – it is one of the most wonderful, dramatic and inspiring pieces of music ever written, and I knew I

         just had to have the chance to conduct it. When professional musicians wrote to say they would like to take part, I felt incredibly

         moved by their generosity and encouragement.

      


      This book covers the year from April 2008 up to 5 April 2009, when I fulfilled that dream by conducting the Matthew Passion at Cadogan Hall in London. It was one of the most important years of my life, because not only was I planning to conduct

         the Passion, but I was also taking my A levels, leaving school, and starting my university degree – studying music at Cambridge.

      


      Along the way I had some pretty tough times. I was ill during my A levels, and then just before going to university I had

         to go into hospital for a couple of weeks, and I was back there again for another three weeks a few days after I arrived in

         Cambridge. That was a big low; I was pretty ill and I felt desperate about missing the start of my first term. But I made

         up for lost time when I got back, and there have been some real highs during the year – mostly through people who have been

         supportive and believed in me. I have certainly come to realise what good friends I have, and I’ve also made some incredible

         new ones.

      


      Cystic fibrosis (often abbreviated to CF) is a pretty annoying disease – I wouldn’t wish it on anyone. That’s why it means

         a great deal to me to encourage awareness of it, and support research. That, more than anything else, is what made me decide

         to write this book. I want people to know about CF, and I hope very much that some people reading it will want to help – either

         by giving towards research, or perhaps just by telling others more about the condition.

      


      CF is the most common life-threatening inherited disease in the UK. One in every 2,500 babies is born with it, and there are

         currently 7,500 people who have it. But wonderful, pioneering work is being done. In the 1960s, few children with CF lived

         beyond the age of ten. Today, most people make it to thirty, and some will live to forty. That’s real progress and worth celebrating,

         but there’s still a long way to go, and I very much hope that, in some small way, this book will help.

      


      It’s never easy talking about what it’s like to have CF. In fact, I’ve spent most of my time trying to ignore it and simply

         getting on with my life, so having to sit and write about what it feels like, and the part it plays in my life, hasn’t been

         easy. But I wanted to do it because I’ve found myself in the position of being in the public eye, so I can talk about it on

         behalf of the many others who are dealing with the same problems.

      


      Like a lot of other people who live with ill health, I’m quite driven, determined and – dare I say it – very stubborn at times.

         My mum always says I push myself too hard (and she’s probably right), but I have always seen difficult things as a challenge

         rather than an obstacle, and I just have to prove myself. Nothing gives me more satisfaction than being able to say ‘I did

         it’ and prove the doubters wrong. I’m not the kind of person to be cautious or give in; I want to show others that having

         CF doesn’t mean sitting around feeling sorry for yourself. I’d much rather be striving to achieve things than dwelling on

         the downside of it all.

      


      I want to thank all the people who have helped me throughout my journey so far. The many doctors and nurses in London, Cambridge

         and Kent who have got me back on my feet time after time, the teachers who have encouraged me, and the friends who cracked

         gags when I needed them most, and who have never viewed me as someone who is ‘ill’. Most of all, though, I want to thank my

         family, who have always put me first, loved me no matter how annoying I have been, and taught me that no obstacle is ever

         too big.

      


   

      A Mother’s Story


      by Suzanne Stobbs


      Of the many hospital appointments I have been to with Alexander, my son, the one following his sixth birthday stands out quite

         clearly in my mind. It was in our local hospital at Pembury, in Kent. As we opened the consulting room door, Alexander’s kindly

         paediatrician, Dr Joe Meyer, swung round in his chair, smiled at us, and said, ‘Six last week, Alexander. How time flies!’

      


      Alexander grinned, but my immediate response was ‘Actually, no, it has seemed more like sixty’. Dr Meyer raised his eyebrows

         in a quizzical fashion, then smiled in empathy as I sank gratefully down, into one of the large chairs by his desk.

      


      The years since Alexander’s birth had been effervescent with activity. Apart from coping with the usual demands of four young

         children born in quick succession, I was home-schooling two of them, driving long distances to take my daughter to her prep

         school, keeping an eye on elderly parents, and trying to get to grips with Alexander’s complex medical needs. Days and nights often coalesced as I attempted to catch up

         with household chores, repeatedly interrupted by Alexander’s coughing fits and bouts of sickness. And then there were the

         dreaded midnight drugs. Little wonder that time could seem suspended; caught in a never-ending sea of need and want that in

         ensuing years would show no change.

      


      Alexander is the youngest of my four and was born on 30 January 1990, two weeks early, with the umbilical cord wrapped twice

         around his neck. I recall the midwife’s momentary look of alarm, before she swiftly and expertly cut the cord. He was the

         smallest and lightest of my children, weighing little more than six pounds, and I remember thinking how fragile he looked,

         and so very pale; a living porcelain doll with a light crown of fine dark hair and unusually sad and forlorn eyes.

      


      Right from the start, breastfeeding proved difficult. I had had no problems at all with the other three, but as I tried to

         feed Alexander he would become tetchy and fretful, greedy for milk, but unable to suckle for long, drawing up his legs in

         obvious discomfort as colicky pain set in. What little milk he did take in would be quickly regurgitated – and then the pitiful

         wails of hunger would begin all over again.

      


      The nursing staff in the hospital where he was born were naturally concerned, not only because of Alexander’s poor feeding

         pattern, but because he had failed to pass meconium, which are the bright green stools of newborn babies, normally excreted

         soon after birth. (I later learned that 10 to 15 per cent of babies with cystic fibrosis (CF) show intestinal obstruction

         within twenty-four hours of birth.) As a result, my intended overnight stay turned into several days and nights.

      


      Meanwhile, my husband, Tim, was holding the fort at home. Thankfully, our daughter Miranda, who was by now four and a half,

         had just started school. Three-year-old Christian attended playgroup a couple of mornings a week, and Patrick, a year younger,

         was the only one needing twenty-four-hour supervision.

      


      Within a day or so Alexander had passed the meconium and his feeding became more settled, so to our relief – and the delight

         of his two brothers and sister – he was finally discharged. I was advised, though, to go straight to my GP if I had any cause

         for concern.

      


      By this time Alexander weighed less than he had done at birth, and because he was so tiny I had very few Babygros that fitted

         him, so one of my first trips out was to drive to our local town, Tunbridge Wells, to buy a good supply of clothes in premature-baby

         sizes. I remember thinking how nice it was for him to have something brand-new, and not handed down from the other three.

      


      As the days passed and Tim returned to his daily commute to London, I began to get back to my normal routine: ferrying the

         children to school and playgroup, accompanied by Alexander in a brand-new portable car seat, lined with a super-soft sheepskin

         rug to keep his tiny frame warm.

      


      I loved every minute of being with the children and felt very happy. My only slight niggle was that feeding times continued

         to be difficult, with Alexander still tending to regurgitate his milk, sometimes with projectile force and often with a curious

         rattle. I was breastfeeding on demand, and with his stomach never sufficiently full, I had to have him with me all the time.

         I enjoyed breastfeeding, but the sickness and frequency with which I had to change his clothes and bedding was wearying. I

         also noticed how quickly the milk shot through his system, and that he needed changing almost continuously. At this point

         I rang both a nutritionist and a breastfeeding counsellor for advice. But, like my own GP, they didn’t seem unduly concerned

         and their advice was to give the situation more time to settle.

      


      A health check at two weeks revealed that Alexander was still not back up to his birth weight, and he remained extremely pale.

         His skin was translucent, almost ethereal, and had a curious mottled pattern. But my health visitor, Marie-Louise Glover (who

         was herself to have a baby with CF a few years later), visited us regularly and so, with a new house and our other three children

         to look after as well, I pushed my worries to the back of my mind.

      


      But when Alexander was seven weeks old, life suddenly took on a new urgency following a routine visit to our local health

         clinic. Compared to the plump, rosy-hued, lusty-lunged babies that filled the room, I was struck by Alexander’s frail physique

         and pallor. Totally unresponsive to the cries of the babies around him, he almost looked as though he had given up on life,

         resigned and still.

      


      Marie-Louise, who was supervising that particular clinic, took one look at him that day and immediately telephoned the paediatric

         ward in Pembury, telling them to expect a baby who she suspected could be quite seriously ill. It was then, very gently, she

         voiced her concerns to me that she thought Alexander might have some sort of metabolic disorder.

      


      My initial feeling was one of relief that Alexander was going to be taken off my hands and sorted out. In my ignorance, a

         metabolic disorder suggested some allergy or other treatable condition. It didn’t cross my mind that it might be something

         more serious, let alone a life-threatening disease. So, having asked a close friend to look after the other children until

         Tim got back from London, I set off for the hospital with Alexander and Marie-Louise.

      


      On arrival at the hospital, Alexander was examined by a number of doctors. Initially, they wanted to rule out pyloric stenosis,

         a congenital ­condition in which the lower part of the stomach is narrowed, causing a violent spasm of vomiting, because the

         food is unable to get through to the small intestine. When they were babies, both Tim and his brother John had had the necessary

         surgery for this complaint, and we all hoped that this would be the diagnosis – an easily cured condition that would happily

         end all of Alexander’s troubles. However, this was quickly ruled out and a nurse told me that they needed to do further tests

         to establish whether or not he had CF.

      


      I remember going very quiet. The light surrounding Alexander’s newborn presence, and which I cherished so much, had suddenly

         dimmed, and within the shadows I gradually began to understand what was really wrong with him. For I knew a little about CF,

         and I knew that Alexander was now facing a likely diagnosis of a life-threatening disease for which there was no cure.

      


      I felt completely unprepared for this – not for one moment had I thought I’d find myself as the mother of a baby with a serious

         illness. I’d had no concerns with my other three, and my own mother had given birth to seven very healthy babies, including twins – of whom I am the youngest.

      


      The news was then broken to us that Alexander needed to be admitted to hospital. And, fearing this could be a lengthy stay,

         Tim rang his mother to ask if she could come and look after our other children, which she very kindly did.

      


      Alexander was immediately put on a saline and dextrose drip to help rehydrate him. By now he seemed to be visibly deteriorating

         in front of our eyes. It was just so distressing seeing him in such obvious pain as the nursing staff attempted to insert

         needles carrying the vital liquid into his sparrow-like arms. (It was probably just as well that we didn’t know then that

         over the next few years this was a scene to be repeated a hundred or more times.)

      


      He was then subjected to a number of investigations, including blood tests, chest X-rays and stool collections. The most significant

         test, though, would be the sweat test. This is a key indicator of CF, as those with the condition have an increased amount

         of salt in their sweat due to irregular salt flow in the body’s cells. In fact, my health visitor had already asked me if

         I had noticed a salty taste when kissing Alexander and I had replied that I had – little realising the awful significance

         of this.

      


      On the morning of the sweat test I refused to accompany Alexander to the treatment room, where they were going to swaddle

         his right arm in layers of plastic wadding in order to promote a good amount of sweat. I felt that I just could not be complicit

         in what might be the final diagnosis of a disease that causes tremendous suffering and early death. It was with incredible

         angst that I watched him as he lay cradled in the nurse’s arms as he was being taken away.

      


      That day, Tim had brought Christian and Patrick into the hospital to see their little brother. It was a beautiful spring morning

         in March and, having collected Alexander from the treatment room, we sat outside the League of Friends shop, feeling slightly

         better for a dose of sunshine and the boys for a good helping of chocolate – the two of them blissfully unaware of the morning’s

         horrendous significance.

      


      I felt hollow still and quietly reflective. Deep down I knew what the diagnosis would be, but awaited the confirmation with

         reservation and anxiety.

      


      When the results finally came through, Dr Meyer gently relayed the findings: Alexander did indeed have CF. It was not a good

         diagnosis, he said, but statistics showed that babies, children and even young adults with the disease were doing better all

         the time. There was, he added, every reason to be positive and optimistic.

      


      Although Dr Meyer meant well, his words of hope were lost on me. Tim, as ever, remained positive – but then he knew nothing

         of my early friendship with a girl who had suffered from the disease. I had seen CF ravage her body, and in her last year

         of life she had become crippled, reliant on oxygen, and needing twenty-four-hour care, which was given unstintingly by her

         loving parents.

      


      She was an extraordinary person. Her serenity, compassion and warmth towards all those around her was deeply humbling. In

         her short life she never once complained about her illness and stoically accepted her treatments, however painful and exhausting.

         I recall her swallowing an inordinate number of pills, in between coughing up quantities of purulent green sputum, her body

         wracked by paroxysms of coughing. Movingly, she married her childhood sweetheart, but sadly died shortly afterwards.

      


      By coincidence, my twin brother, Mark, had a year earlier become godfather to a child with CF; and, recalling my friend’s

         awful struggle with the disease, I remember thinking about the difficult times that awaited him.

      


      The faulty gene that causes CF can be found in one in twenty-five people, and if both parents are carriers, then the odds

         of them having a baby with CF is one in four.

      


      Until Alexander was diagnosed, Tim and I had no idea we were both carriers, and it was only then that we realised how fortunate

         we had been to have already had three healthy children. We later met families with two, or even three, children with the disease.

      


      CF mainly affects the lungs, digestive system and sweat glands. As I mentioned just now, it is a condition in which the body

         struggles to regulate the flow of salt between cells in organs, including the lungs, digestive system and pancreas. This altered

         flow of salt affects the production of digestive juices and so the food cannot be absorbed properly, leading to poor weight

         gain. The body’s mucus is severely thickened as well, so that instead of protecting tissues from harm, as it should, it obstructs

         the ducts and airways, causing tissue damage and making the respiratory passages within the lungs more susceptible to bacterial

         infection. For this reason, frequent chest infections and poor digestion are the common complaints of CF sufferers, with resultant

         poor growth and complications such as osteoporosis, liver damage, diabetes and infertility.

      


      Alexander, we later discovered, had the most common CF mutation, Delta F508. Life expectancy is uncertain, but on average

         a baby born in the 1990s would expect to live into their thirties. Most could expect frequent hospital admissions, regular

         courses of intravenous antibiotics to combat the lung infections, and need additional nutrition, including high-calorie supplements,

         or even enteral feeding by way of a gastrostomy. This is a permanent opening into the stomach to receive feeds, along with

         massive amounts of medication – including enzymes, steroids, antibiotics, vitamins, minerals, antacids, antifungal agents,

         puffers and nebulisers. As the lungs of those with CF get progressively worse, they also need the use of portable oxygen to

         assist breathing.

      


      CF is a multi-system disease, involving multi-disciplinary medical teams. It carries with it an extraordinary workload which,

         in our case, would soon become all too apparent.

      


      During Alexander’s first week or so in hospital, Tim and I were visited by a number of support teams, including physiotherapists,

         dieticians, social workers and psychologists. There was a huge amount to learn and we were deluged by books, pamphlets, leaflets

         and a whole array of goodies, including many freebie trial packs, which all seemed a little overwhelming.

      


      Kind friends sent cards, baked cakes, and helped out generously with the care of our other children. One most welcome gift

         was a complete set of toy musical instruments ranging from chime bars to shakers and whistles which, as well as amusing the

         other three children, ended up being a stimulus for Alexander’s early musical interest.

      


      He was by now being given all the necessary medication vital for his illness, which was mainly crushed-up tablets and liquids

         taken with my breast milk, but he remained on a drip for several days. Thankfully, the nurses gently coaxed me through the

         difficult task of getting him to swallow the medication, and soon I began to feel a little less nervous about it all.

      


      One day I had a visit from a friend, a former nurse who had not yet been told about Alexander’s diagnosis. As I told her he

         had CF, she began to cry. ‘It’s such an awful illness,’ she wailed.

      


      Her reaction shook me. I felt quite indignant that anybody should feel so negative about such a young life, and I think it

         was in that split second that I made up my mind that I would do everything I possibly could to make Alexander’s life a wonderful

         one. As the days went by Tim and I found ourselves completely united in our refusal to accept anything less than a truly positive

         outcome for Alexander, regardless of the diagnosis. His life, we agreed, would become a cause for celebration, not a lament

         for what might have been.

      


      Of course, this positive front was hard to maintain all the time. The first Sunday following Alexander’s diagnosis was Mothering

         Sunday, normally a day of celebration. But that year, with Alexander still in hospital, there was a feeling of deep poignancy

         about it. So, in need of support and company from my church friends and having settled Alexander after being with him overnight

         in hospital, I decided to drive the few miles to Brenchley church. It was only as I pulled up outside that I remembered the

         clocks had gone forward an hour, heralding the start of British Summertime. From my parked car, I watched the congregation

         streaming out of the church, clutching their pretty Mothering Sunday flower posies.

      


      As one friend walked towards me, her daughter, on seeing my eyes fill with tears, thrust her flowers into my hands – a gesture

         of incredible kindness and one that was so hard to take. More tears came thick and fast as seven weeks of physical and mental

         exhaustion finally caught up with me.

      


      Several months before Alexander was born, we had moved from a tiny converted cowshed to one-half of a pretty, chocolate-box

         Kent oast house, set within a small working fruit farm, formerly a hop farm, and surrounded on all sides by orchards with

         fields of cherries, plums, apples and pears spreading out into the distance. Half of this double-cowled oast was derelict

         and inhabited by mice and bats, while our side had been converted in the 1970s and was now badly in need of some TLC (though

         we neither had the time nor the funds to do anything about it).

      


      From our oast roof we had a panoramic view across miles of orchards and fields of sheep, with the white shiny cowls of other

         oast houses nestling in the dips. Summer days saw the skies weighed down with hot-air balloons, moving majestically high above

         us. Periodically they landed in the field next door, much to the delight of the children.

      


      The orchards, haystacks, the old hop poles, the derelict farm buildings, rusty oil cans, apple boxes and all the paraphernalia

         of a bygone age gave the children endless hours of pleasure and I used to let them roam free. Their resourcefulness in always

         finding something to amuse themselves with was a blessing as it let me concentrate on giving Alexander the attention he needed.

      


      When his final discharge date was mooted, I set about spring cleaning our home with a vengeance. The carpets were cleaned,

         rugs beaten, curtains washed, and furniture dusted until the wood shone. Tim and I knew we simply had to be realistic about

         our situation. We had just moved into a rather shabby but beautiful house, situated in a truly picturesque spot, presenting

         a wonderful playground for the children. And, despite our worries about mud, dust, fleas, lice and even crop sprays, we knew

         we couldn’t wrap Alexander in cotton wool. We simply had to make the best of our home situation.

      


      In order to keep Alexander’s medicines away from the other children I cleared out a cupboard set high in our little kitchen.

         And so began the ‘Highlands Oast Pharmacy’, which in future would take over two more cupboards, a whole new fridge, half the

         garage, and a big chunk of Alexander’s room.

      


      Soon my notice board was crammed with lists – from the amount of medication that Alexander was taking, to the times he should

         take it, to the next clinic appointment, health care checks, and all his prescription renewals. Not to mention, of course,

         the other children’s school and playgroup events. Thankfully, Marie-Louise went out of her way to support me during those

         early post-hospital days, as I faced the difficult task of getting Alexander to swallow all his medication. Teaspoons of jam

         and fromage frais became the easiest way to get him to ingest the many multi-coloured pills that he needed. More often than

         not, though, he would spit or vomit them out – and if some did make their way in, the strong enzyme powder he needed would

         often ulcerate his mouth. Some of this powder would inevitably be transferred on to me, making feeding times painful for both

         of us.

      


      Because Alexander’s weight was still only increasing at a snail’s pace, I agreed – reluctantly – to supplement his breast

         milk with bottles of full-cream cow’s milk combined with large amounts of high-calorie powder. This was to be his staple diet

         for the next six years, although at times he had to be fed through a naso-gastric tube, passed up his nose and down into his

         stomach. This is an unpleasant procedure, but vital at times to maintain his weight.

      


      Wherever we went, bottles of milk and the special powdered Duocal, together with tubs of fromage frais, accompanied us. For

         a long time that was all Alexander would eat, until at the age of three he started to accept spaghetti hoops and then gradually,

         over the next few years, he began to tackle home-made beef stew, crisps (always smoky bacon), ice-cream, Twix bars, strawberry

         milkshakes and McDonalds chicken nuggets and chips.

      


      For some reason he did not want to eat food offered by other people, and this was a problem. At parties, as he got older,

         he would eat virtually nothing and was reluctant even to drink a prepared milkshake. Babies and children with CF are often

         reluctant eaters, but Alexander seemed so incredibly faddy about his food that, with hindsight, I think he should have been

         seen by an eating disorder specialist. However, the dieticians seemed happy enough with his gradual weight gain.

      


      To fight off the fatigue that inevitably crept up on me during the day, I used to lie down with the children after lunch,

         sneaking off after twenty minutes to start the household chores. I did the same in the evening. Alexander was still prone

         to tummy ache and wind, with occasional bouts of sickness, and needing to have his back gently rubbed to placate him. But

         as I often fell asleep myself, I had to set an alarm. Late in the evening I became a night owl, using the little time I had

         to myself to make curtains and furnishings for the house.

      


      Twice-daily sessions of physiotherapy were vital to keep Alexander’s lungs healthy, by dislodging the pockets of mucus that

         are often prevalent in early chest infections. When he was a baby we could gently tap his chest. As a toddler, a physiotherapy

         bed or a foam wedge tipped him up for a more rigorous percussion.

      


      Physiotherapy became increasingly important when, at eighteen months, Alexander’s sputum revealed a significant growth of

         pseudomonas, a germ more usually associated with teenagers and young adults with CF. With this germ already in his lungs at

         such a young age, it was decided that he should have daily doses of antibiotics via a nebuliser. Soon steroids were introduced

         into the regime to fight inflammation, and various puffers used to open up his airways. By now, the ‘Highlands Oast Pharmacy’

         was bursting at the seams.

      


      After this Alexander became a regular in-patient at Pembury Hospital, having two-week courses of intravenous drugs, either

         infused or injected into cannulae inserted gently into his arms. As we lived only a twenty-minute drive away, it was easy

         to come and go with the other children in tow, and the hospital playroom became as much a home to his brothers and sister

         as it was to Alexander. Because it was a general paediatric unit, we encountered children and babies suffering from a variety

         of medical conditions – and from time to time we got a sharp reminder that life could deal out a very cruel set of cards.
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