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To my ever-supportive family.

And to all people dealing with CF,
past, present and future.



WHAT IS CYSTIC FIBROSIS?


Cystic Fibrosis (CF) is the most common potentially fatal inherited disease in the world. There are over 1,200 people with the illness in Ireland, where 1 in 19 people are carriers of the gene that causes it. Cystic Fibrosis affects the glands, including the lungs, digestive system and reproductive system. It causes thick, sticky mucus to be produced that blocks the lungs and intestines, making it easier for bacteria to grow. The mucus also blocks essential enzymes, which help break down food. This means that a person with CF must take medication throughout his/her life to counteract infection and mucus build-up in the lungs and to aid the digestion of food. A person with CF must also follow a demanding daily regime of treatment to stay well. Other organs can be affected too, which can lead to diabetes, osteoporosis and arthritis, among other issues. The biggest difficulties are the constant threat of chest infections and malnutrition. Over the last decade, treatment has improved significantly for people with CF, and there are now more adults than children with CF. There will soon be pensioners with CF.



Foreword


Six years ago my mother fell down a steep flight of stairs and fractured her arm. She was recuperating well from surgery when I visited her in St Vincent’s hospital. While I was there she told me about the person lying in the next bed, a young woman who was surgically attached to earphones while mainlining an impressive variety of jellied sweets. This person wanted to be a writer. She had Cystic Fibrosis. Her name was Orla Tinsley.

My mother told me that this Orla Tinsley was kind, that she looked out for others in the room, seeking out medical staff to help older patients in distress. She also said that Orla was something of an irritant to staff. Every day my mother could hear her behind the curtain educating doctors and nurses on the intricacies of her condition, instructing them about the kind of treatment she did and did not need.

My mother said I should talk to her. So I did.

I had never met anyone like the beautiful young woman behind the hospital curtain. She told me she was eighteen but when she spoke she seemed much older, partly the result, I later understood, of a childhood spent mostly around adults in hospital.

Within minutes I went from having little understanding of Cystic Fibrosis to being overcome by the kind of anger that causes your throat to constrict and your eyes to burn. She was articulate and quietly passionate as she told me the story of CF in Ireland and of her frightening new life in the adult hospital services. I suggested she write about her experiences in the newspaper where I work, The Irish Times. She worried that she would bore people. I told her she might be surprised. Eventually she agreed.

I remember the relief I felt when she filed her first article. Phew, I thought. She can write. I remember worrying as she did her first live radio interviews, feeling responsible for having put her in that stressful situation. In fact, she was a natural born campaigner and spoke with authority and humanity about the unacceptable medical realities for her and the rest of CF community. It was as though she had been doing it all her life.

Our friendship grew. I discovered that Orla had a gorgeous singing voice – don’t let her tell you otherwise – which made her stiff competition in the karaoke stakes. I discovered she was effortlessly stylish, that she loved Audrey Hepburn and idolised Judy Garland.

I discovered, quite by accident, that CF made her an extra-salty person. One day she came round to my house while I was on maternity leave. One of my twin girls, then just a baby, started sucking on her arm as though it was a particularly tasty lollipop. Orla asked me whether I minded. “You know, the salt levels in my system,” she explained. This incident came after months spent ensuring those precious babies weren’t exposed to so much as a whiff of salt. I instigated an immediate sucking ban.

Over the past six years I have also discovered that Orla Tinsley is an intense, determined and driven person. She has had to be. The expression “lives life to the full” isn’t really adequate for Orla. It’s more accurate, but not nearly as catchy, to say that she grabs life by the hair and noisily demands that it offer up every last drop of experience, whether professional, cultural, romantic or otherwise. She is forensically self-aware, as intimate with her weaknesses as she is with her great strengths. She is tenacious and tough, a total terrier of a campaigner. She makes me want to raise my game on a regular basis and even though she grew up hating people for saying it, I am going to say it anyway: My friend Orla Tinsley is one of the most inspirational people I’ve ever met.

This book you are holding in your hand is important on so many levels. It’s a fascinating insight into what being a hospital “lifer” looks like from the inside. It’s a powerful testament to how things can change when a vulnerable person decides to speak out and keeps on speaking when people in authority would like nothing better than for them to lie back on their A&E trolley and think of Ireland.

It’s about how that expression can give other people, a whole community, permission to shout about something they didn’t feel they could articulate before. It’s an inspirational book about growing up and finding your voice.

Many other people and groups have been crucial in the campaign for improved Cystic Fibrosis services in this country. As Orla points out in this powerful memoir, this was not a solo run.

I can only say what her fight for the Cystic Fibrosis unit looked like to me, a friend watching from the sidelines, cheering her on.

For so long that unit seemed an impossibility, an unattainable goal, like trying to shift a shattered limb which logic dictates cannot, will not move. And yet with every sinew of her being, Orla willed that unit into existence. She risked her own health in the process. She risked aggravating people who administered her drugs or decided whether or not she got a hospital bed. She risked censure from those within the CF community who didn’t always take kindly to having an unelected spokesperson or frowned on her campaign strategy of trusting her own gut instincts above almost everything else.

Despite all those risks she worked diligently, many times from her hospital bed, to achieve justice for people with CF. And finally there was movement. Documents signed. Diggers turned on. Bricks laid on bricks. For this and for so many other things unrelated to her campaign or her medical condition I am proud to call her my friend.

Róisín Ingle, Dublin, July 2011



Prologue


The idea of writing a book all about yourself is a strange one. I consider myself pretty boring in general, so I couldn’t see why anyone would be interested. My friend Róisín Ingle told me back in 2005, when I was writing my first piece for The Irish Times, that what you find boring about yourself other people may find fascinating. It reminded me of that question about Patrick Kavanagh that appeared on the Leaving Cert English exam one year: ‘Kavanagh turns the ordinary into the extraordinary.’ Discuss. Kavanagh and his poetry made me roll my eyes. I didn’t understand him. I didn’t see his charm. I was more of a Plath girl. Six years older, I love his work.

Now, I appreciate the ordinary so much. Waking up in the morning, running in the sunshine, sitting on the grass in the park with my friends, cooking a good meal – that simple stuff is what makes me tick. I know now that the ordinary qualities of reality can be mesmerising, but I still wasn’t sure about writing this book. I think partly it was because I have always tried to protect myself from the tag of ‘inspirational sick girl’. I’ve heard that phrase in numerous ways, many times in my life and it has always irritated me. On the other hand, I recognised that making best friends with doctors and nurses and sleeping much of the year away from your parents is not a normal childhood. But then, what is normal? As my dad likes to say, ‘It’s all relative’.

I suppose my biggest fear is that people will read this and think this is how someone with CF (Cystic Fibrosis) lives their life or turns out, or that it is typical of the challenges faced by all people with CF. This is just one story of a great many. There are people who have CF who have fascinating lives, and people who don’t do much at all. I’m just one voice, but because of all of the campaigning, I’ve become the voice, which hasn’t always sat so well with me.

I started writing this book in 2007, but in a way I had been writing it my entire life. The first time I thought about writing my life story was when I was fourteen and unaware that this was an unusual ambition. I was sitting in the playroom of St Philomena’s Ward in Temple Street Children’s Hospital. I was ‘in crisis’, though I didn’t really know what that meant then. I was stuck, emotionally, and I couldn’t make sense of my situation. My dad was always telling me to write down my feelings, to sort out my emotions on the page, so I asked a nurse to look up the meaning of Meconium Ileus in a medical journal. It was, after all, how this had started, how I had been diagnosed with Cystic Fibrosis and I figured that if I knew how it had started, I would then know how to get out of it. I would write my way into understanding and everything would all be happily sorted.

That wasn’t the case, of course. Crippled by adjectives and poetic illusions, I remained stuck. The words I wrote at that time were short, wispy and don’t make sense when I read them now. They were born out of confusion, anger, resentment, aggression and a desperate need to be good enough. I was sinking into teenage angst. Back then I would have said my writing was ‘creativity’. I felt no-one understood ‘real writing’. (I totally blame my father and his love of adjectives for this.) At that time, I thought creativity was something that could be defined, that you had to pillage your own soul and dredge the depths of the human condition to find it. I had no idea that living, instead of constantly examining, was the most rewarding, liberating experience of all, that it was in itself the real story and that it wasn’t wise to pay too much attention to it.

In 2007 I found myself writing an article about CF care in Ireland. I had written about it before, but this time was different. In the previous few months I had experienced two friends with CF dying and I was becoming increasingly politically aware. But at the same time, I didn’t want to be ‘the girl who writes about Cystic Fibrosis’. I didn’t want to be chained to the cliché of ‘brave girl’ for life. Then I watched the pre-election political party leaders’ debate on television in my apartment in UCD and what I saw and heard infuriated me. I stood there, in front of the television, shaking with anger at the blatant ignorance displayed on the screen. These men knew nothing about CF when it was mentioned and what was worse, they didn’t care. The article I wrote then, in anger, confusion and as a desperate attempt to motivate someone into doing the right thing, was published in The Irish Times just before the general election. It changed my life. Within a few hours of its publication a documentary film company had called asking if they could chronicle my ordinary days, which they insisted would be fascinating. My mother called from home to say a publisher had telephoned and wanted to publish my life story. I had to run in and out of our apartment in Roebuck Hall because there was no phone reception inside. Each time I ran back in, it got more ridiculous. How could one article do so much?

My biggest fear was revealing myself in all of these things. To put myself out there was to stare Truth in the eye and just say it. My life isn’t perfect, it’s boring and rough and complicated and exciting and amazing. It’s normal. I hadn’t yet accepted that though, and so I hibernated and thought: who am I to write a book on CF? Writing a piece in a newspaper was different. It was shorter for one, and I was talking about my personal experience. Róisín argued my experience was valid and that kind of gave me permission to write, but I had never wanted to be defined by CF.

I stayed on campus that summer in an attempt to write this thing – ‘Thing’ because it was a sort of creature that took over my life. Stopping only to see the Rolling Stones at Slane and get manhandled by a bouncer while trying to get backstage to meet Mick Jagger, I was consumed by it. I started off and ended up slumped in depression, caught in a loop of my own madness. Who was I anyway, what was I doing here and could I really tell the truth about myself? So basically I had the same self-indulgent thoughts that I imagine most people have at twenty, particularly if you’re trying to slot your life into a book. I looked at my life and didn’t see how it was interesting; all I saw was shame and fear, a not so dazzling academic record and an inability to ever really complete anything I’d started. My dream was to write fiction, to write something as far away from me as possible. I was of no real interest to me.

It took me another entire year to get my act together and get the writing flowing. Examining one’s own life is no laughing matter. It’s tough and dirty. But the writing of this has helped me grow in ways I didn’t think possible. It has taught me a lot about my good sides and my downright ugly sides. Take it or leave it, it is what it is.



PART 1


Carpe Diem – Seize the day



1.


In 1987 my father was standing on a ladder, painting the new nursery. I was hanging out in my mother’s womb. She was relaxing on the couch in the sitting room. I wasn’t kicking and screaming for once, I was pretty quiet. In fact, I hadn’t moved in quite some time. A sudden screech from downstairs nearly knocked my dad from the ladder. ‘Brian, come quick.’ My mother could feel the warm wetness between her legs. She was bleeding. I was ready to get out of there nine weeks early, or die in the process.

My father raced downstairs and found Mom lying across the couch. There was blood dripping from the couch onto the floor. Mom was scared, but she was also very calm. She was a nurse and she slipped into professional mode immediately. They rang the GP and the hospital, then got into the car. My mother brought a handful of towels to try and stem the flow of blood. Every few minutes she gave Dad an update: ‘There is slight movement, it’s still alive.’ They broke a lot of red lights, then double-parked outside the hospital doors. Once inside, my mom was taken straight to theatre to be examined.

The bleeding stopped and she was put in a cubicle, with a review planned for the morning. With morning came a further haemorrhage and the decision was taken to deliver immediately by Caesarean section. It was that or the baby would die, but my mother told me it was still a difficult decision to make. In 1987, delivery at thirty-one weeks was a high-risk proposition for a baby because its lungs wouldn’t be fully developed. There was no other option.

At 11.00am on 22 March, a team of doctors introduced me to the world. Years later, I would revel in telling medical students that I was born the weight of a bag of sugar and could have fit into the palms of their hands – their eyes never failed to widen in disbelief. I couldn’t breathe on my own and was put into an open incubator to give me oxygen and keep me alive. My mother remembers waking up after the C-section and looking over to where the cradle should have stood beside her bed. Instead, there was a Polaroid picture of me. She had to wait for my father to arrive to wheel her up to the Special Care Unit (SCU) and my incubator. My parents couldn’t hold me because I was too small. I was literally a baby in a bubble. My premature body weighed only three pounds, but I had long, freakishly spindly legs and arms, and liked to stretch around in my oxygen bubble amid the intravenous lines and the heart rate monitor leads. A doctor came to the ward and gently told them that I might not survive because of the complications resulting from being so premature. My lungs hadn’t developed fully and had to be treated with surfactant, which helps them to develop faster. I also had a small hole in my heart and had to be given medication to help that close over. For the first few weeks after my birth I was on and off life support, tentatively holding on to life.

It was about two weeks after I was born that the doctors began to realise something else was happening. My mother had started to suspect something too. I had a distended stomach, which at first was treated as another complication, but Mom had a feeling that something was wrong. She was right. They did some tests and when the results came back, my doctor diagnosed an obstruction of the bowel – Meconium Ileus – which would require surgery in Temple Street Children’s Hospital. His main concern was whether or not I would survive the transport: by now I was just three weeks old, which meant I was still only thirty-four weeks and therefore not even full-term, and I was still on life support. The night before the transport, a priest came and gave me the Sacrament of the Sick.

I made the journey safely and the surgery was a success. Indeed the operation was the first one of its kind performed by this surgeon and was reported in a medical journal. Professor Fitzgerald, who would be my primary consultant for the next eighteen years, removed my appendix too. Years later he told me it was ‘because it was in the way’ and he was saving me ‘the trouble’ of having it removed later in life. He squeezed out the meconium blockage with his hands. It was the first time he had carried out such a procedure, and I still have the small, crooked scar above my belly button as a testament to his skill. After the surgery, he urged my parents to go home and get some sleep. There was nothing they could do, and in those days there was no accommodation for parents. My mom says that while they didn’t want to leave, they knew they could do nothing and they lived only half an hour away. Getting some rest was the best option. The professor called them later to say he didn’t think I would survive the night; there was very little hope and they reacted in different ways. Dad recalled sheepishly that he drank spirits to deaden the anxiety – something he would never normally do. My mother coped by taking control of the situation, in her mind working through the practicalities that would be involved in the event that I didn’t make it. It was a long night. They ‘comforted’ themselves with the thought that death would be a peaceful release; that if I did survive, perhaps I’d be in too much pain.

In the morning, the doctor phoned to say I was still alive and my condition was stabilising. My father says that moment was simply indescribable. They drove straight up to Temple Street to see me. For the next while, that was all they could do. They weren’t allowed to hold me or lift me from the incubator, so they sat beside me, putting their fingers through the glass barrier to touch my skin. They talked to me non-stop, telling me about their lives, my home, my family. Mom says they wanted to make sure I knew who I was.

When I was four weeks old, a nurse handed me into my mother’s arms for the first time. She remembers that moment as being very emotional and surreal. I was still tiny, with long, skinny limbs, fingers and feet. My parents were now allowed to stay with me all day. They could hold me regularly by reaching inside the incubator and even change my nappy there too. Taking me out of the incubator was dangerous because it meant a loss of body heat. It must have been a strange relationship – intense and remote at the same time.

By the time I was five weeks old the doctors were fairly sure I had Cystic Fibrosis, but would have to wait until I was twelve weeks old to carry out the test on my sweat glands that would confirm it. But as they were 99 per cent sure I did have it, they started treating me with intravenous antibiotics and enzymes that break down food. Their theory was confirmed when the tests were performed seven weeks later: I had CF. After almost four months in hospital, on Derby Day, 15 July, my parents finally took me home to Kildare and the nursery my father had painted.

That was my dramatic entry into the world and my parents’ unexpected crash into CF world. I would need extensive treatment every day of my life and for a long time they would have to give it to me. I would need to breathe in a steamed antibiotic from a nebuliser to loosen the sticky mucus in my lungs. They would have to give me postural drainage physiotherapy every single day by holding me over one shoulder slightly to help drain the loosened mucus down from my chest. My bowel blockage meant that I would need digestive enzymes to combat the gathering mucus in my intestines which would continuously block the natural enzymes that my body secreted to break down fats. I would already be at a disadvantage with my inability to naturally absorb fats because of the mucus. In technical terms, I had no lipase, amylase or protease in my system and without them, any fats I consumed would get caught by the mucus and lodge in my gut.

It would be a vicious circle, however, because my parents’ other job would be to get me to eat as much as possible, whether it was ‘good’ or ‘bad’ food. I had to work harder to breathe, which meant I burnt more calories than the average child. They were warned that this would get worse when I got an infective exacerbation. I would lose most of the weight I had gained, which wouldn’t be very much in the first place, because my body would burn so many calories just staying alive. My mother said it felt like we would have to start fighting right now, and continue every single day, if we were going to beat this. There is no cure for Cystic Fibrosis, they were told. The only thing they could do was keep me as well as possible until one came along. It was what my dad reminded me any time I tried to get out of doing my medication: ‘You need to be as well as possible so that when a cure comes along, we’re ready for it.’

This was my parents’ approach from the start – to be positive, always. They made a rule when I was young that if we were going to manage CF and the unpredictability of it properly, wrapping me in cotton wool wasn’t going to work. They starting researching the best options for me and decided to relocate to Australia because it offered the most beneficial and healthy environment for a child with CF. My life would be better there because the health care was more advanced. Although my dad didn’t have a professional qualification then, my mother was a qualified nurse which should guarantee entry to Australia. My mother was determined. In the visa application interview at the Australian Embassy she outlined my medical needs and we were permitted entry to the country. All the plans were in place for the big move, but a month before we were due to leave, Mom received a phone call. She says an official told her that I would be too much of a burden on the state and therefore Australia wouldn’t accept us. Undeterred, they started planning how they would give me the best life possible at home in Ireland, with as few restrictions as possible. They believed, right from the beginning, that I could lead a full and happy life with CF.

I didn’t hear the story about Australia until I was twenty-one years old. I wished I had heard it earlier. It quelled something that had been niggling at me. I had often wondered why we hadn’t moved to somewhere better, wondered if they had ever even thought about it. On occasion, I had even been bitter about it. In the early days of campaigning for the CF unit at St Vincent’s Hospital people would ask me, ‘Why didn’t your parents just move countries?’ In private, I wondered if the reason was that CF appeared more innocent back then, less threatening. To those who asked, I said my life was here. I got older, and started to mean it. Why should I leave my country because the people in charge of it won’t do their jobs? Nothing would ever change if people just left when they encountered a problem. I had never allowed CF to be the critical factor in any of my decisions, and now I’m glad it didn’t decide where my parents chose to live. The cards fell where they did. Whether it was Ireland, Australia or someplace else, my parents’ attitude and fighting spirit, which they passed on to me, would have been the same and in the end, that’s what has really made the difference.



2.


In my bedroom at home there was a white-and-pink wardrobe. At nighttime I imagined if I opened it Narnia would be there, waiting for me. Occasionally, after I finished my bottle of Ribena, I’d turn off the light and stick my head into the wardrobe just in case I caught a glimpse of snow further on. I never did, but it never stopped me secretly hoping. I loved the idea of imaginary worlds and loved reading and making up stories with my dad. Imagination was greatly valued in our household.

My bed had been built by my uncle Frank. Above it were pinned my two favourite things: Mom’s race number from the Flora Ladies Mini-Marathon 1992 and an adult-sized red bath towel featuring Mickey Mouse’s grinning face. My mom says he was my favourite Disney character when I was very small, but I’m pretty sure it’s always been the Little Mermaid. Although it’s also true that I had a toy Mickey Mouse that was my bedtime partner, even though his worn-out nose hung on by a stitch. My dad said it was because he’d been on so many adventures to Dublin, to the hospital.

Mom had taken part in the tenth year of the mini-marathon and I remember that she trained all year, walking everyday. My mom loved walking and the house was buzzing with excitement on the day of the race. Afterwards, Dad and I huddled together in a pub waiting for her to arrive. He remembers it because it was the day he turned his back on me for a second and when he turned around again, I was gone. The few seconds of blind panic until he found me chatting to some random women were enough to convince him to keep a sharper eye on me. I was terrible like that – I’d talk to a chair. I remember staring up at the sweaty bodies filtering in and out, anxiously looking out for Mom. When she arrived and showed off her medal, we were so proud.

The Mickey Mouse towel was purchased some months after the race, when my dad was in Cape May, New Jersey, in the USA. He went there for four months one summer to finance himself through the rest of his degree. He and his best friend, Ken, had completed one year of their degree courses and needed funds to see them through the rest. Before my dad left I told him I wanted him to bring me home a red or a pink-and-white tape recorder. I was very specific: it had to be able to record voice and play tapes so I could interview people. When Dad reminded me about this request later, I felt a little sceptical, but I know I was good at communicating from an early age. Dad says that’s just the way I was – I knew exactly what I wanted. We still have no idea how I knew which one I wanted. I think it was probably in an American TV programme, which was where most of my wild ideas came from.

Dad worked two jobs in Cape May, one at a hotel from 5.00am to 6.00pm and the other from 7.00pm to 11.00pm at a shop selling Irish goods and souvenirs. Between jobs he spent his time trying to figure out the next installment in ‘The Adventures of Nutty and Notty’, two squirrels that lived in a tree outside his house. He claims I harassed him for the next episode on the phone or by letter. I reject these accusations, of course. His other preoccupation was hunting down that tape recorder. After scouring Cape May, he eventually managed to discover there was a similar one in Pennsylvania, and nothing would stop him until he got it. To me, my dad was like Flash Gordon or Batman, he could do anything. He sent a picture of himself home in a letter: he was standing with his foot on top of a giant shark which was beached near where he worked. I imagined my dad wrestling the shark in the water, brute strength, cunning and a sharpened seashell his only weapons.

On the day Dad was due to return from America, in late September, Mom and I walked along the lane beside our housing estate to visit Snowy, a white pony, naturally, who lived in a field on Blackberry Lane, which was on the south periphery of our estate. We went there often to feed Snowy slices of apple, and this time I climbed a red fence nearby and we searched the sky for airplanes with my dad inside. Our world wasn’t the same without him.

When we were all together our house was a place of magic. My Mom made mouthwatering Rice Crispie buns with marshmallows and Smarties. When my dad came home from work he would open his hands and orange-flavoured sparkle ice pops would fall from the sky. I never caught him throwing them up in the air first. In my eyes, he was a magician. Anytime I had a problem he would tell me the same thing: ‘There’s always a way. Just think outside the box. If you can’t do it one way, try another.’ My earliest memory of him telling me this is when I was sitting in my red high-chair in our kitchen. He told me over and over again that the people who did well in life were the ones who remembered to think positive and positivity was addictive; there was never a reason to be sad. That lesson was my first. He called it Positive Mental Attitude and it became the mantra I lived by. Whenever I was faced with a difficult situation, which of course was often, I would take a deep breath and repeat to myself in a whisper, ‘Positive Mental Attitude, Positive Mental Attitude …’ My dad was fanatical about this idea and he made me the same. I’m glad now, looking back over my life, because many times it was the only life-ring I had to cling to, especially when facing doctors and needles and unpleasant treatments on my own.

My parents never tried to hide the fact that I had CF, they were open and easy about it. Our neighbours, Mr and Mrs Cullen, started burning smokeless fuel in my honour, so the smoke wouldn’t waft into our garden and make me cough. My mother was mortified as we secretly stuck to the regular. The truth was that, unlike cigarette smoke, coal smoke didn’t cause me irritation and anyway, smokeless fuel was more expensive. The Cullens were on one side of our two-storey house and on the other side were Tom, Mary and Brian. Every morning, when I was leaving for school and Tom was leaving to go to work, he would call out to me, ‘Thumbs up for Tom, thumbs down for Mr Cullen’. When I was five it was a constant competition between those two as to who was my favourite neighbour.

My dad loved theatre. He’d spent his spare time before I came along in any local play that was being put on. He loved the stage and really appreciated people who enunciated properly. My parents enrolled me in Speech and Drama classes in the Christian Brothers’ primary school, which I went to until I was nine. I wasn’t really interested in studying for the grades, like the rest of the girls. I just went for the role-play and the fun of it. I don’t think my parents knew about the grades system in the beginning, which was similar to piano grades, and I wasn’t interested by the time they did. In truth, I was kind of intimidated by the other girls in the class, like when I went to Irish dancing. It was a funny dynamic: I wanted to beat them all to prove I was the best. I liked to tell them riveting dramatic tales or stomp the hardest. This did not gain me friends. My dad loved to recite the words ‘This That These Those and Them’, enunciating the ‘th’ sound carefully. He made me say them anytime I slipped up and fell into the Dis and Dat that was part of the flat midlands accent. My dad maintained that the way you spoke could make a difference to how people regarded you.

Posture was also a big thing in our family, and this was mostly because of CF. Ken, Dad’s best friend, was training to be a physiotherapist and he did his final year thesis on exercise and CF. Ken warned me that coughing would create a natural hunch that stemmed from my body protecting my chest when I coughed. He said that a lot of adults with CF ended up with a hunched back as a result. My father scared the hell out of me, reminding me constantly of this and warning me not to do it or I would end up looking like Quasimodo. Every now and again he’d randomly bark, ‘shoulders back, chest out’, and it worked. Even while sitting on my space hopper watching Mork and Mindy, I had good posture. It also resulted in some people in school thinking I was a snob. To them I walked around with my head in the air and talked ‘funny’, which of course I did. It wasn’t easy.

I did physiotherapy twice a day with my parents. The massive V-shaped foam platform was kept in the spare bedroom and all I had to do was lie over it as they clapped my back. They started doing it for me when I was just a baby, and apparently I found it really relaxing. So much so, in fact, that clapping my ribs with a lightly cupped hand and loosening the mucus sometimes made me doze off. Not the desired result of a session! They would have to decide who would be the evil one to wake me up so I could cough it out. My parents tell me I loved doing physio and never had any trouble with it, until I hit the teenage years. They came up with ingenious ways to get the mucus moving around in my chest so I could cough it out – minus the sleep. My dad got me a grey trampoline that I loved bouncing on and for my birthday my Granny Tinsley got me a red space-hopper. It was great craic. Dad told me a different story each time he did the physio. My favourite was the long saga of Sally and and her horse, Silver, who became stranded on a desert island.

The Ketts house was at the top of our road. Their mom, Marie, minded me after school until I was nine because my mother worked as an ICU nurse. Marie’s daughter, Niamh, was like the sister I never had and Barry and Rory were like my brothers. They all played musical instruments, so I started learning piano too. Mom said if I got that right, then I could play anything, that’s what she’d heard. I became a pupil of our neighbour, Joe, who had written successful music for the Eurovision Song Contest. The problem with piano was that I kept missing so many lessons. In the beginning I just practiced on a piece of paper that had the keys drawn on it, but, as time went on, hospital interrupted my plans and thus began my love/hate relationship with finishing things. If I didn’t care enough and couldn’t do it well enough, I wasn’t going to bother finishing it. This seemed like the right way to go about things. It didn’t mean I was a ‘perfectionist’ or that it might make my life a little complicated down the line.

It is a difficult trait for someone who also doesn’t like losing. When my Uncle Paddy visited from England he would photograph everything – he had records of our family from before I was born. When Uncle Paddy arrived on one particular visit, the neighbourhood girls were playing in our backyard and I decided we should have a race on camera. I was daydreaming so much that when they yelled ‘Go’, I still stood there, hand on skirt, twirling around. When I finally did set off, they were on the way back. Naturally, I demanded we do it again. My cousin Edel said to run it in slow motion, like they do after a big race on television to determine the winner. So they ran slow motion and I ran ahead of them, while they roared at me to come back and stop cheating. It was completely my fault that I hadn’t gone the first time, but I didn’t know how to lose.

I was six years old when Dad brought me hurriedly up to the Ketts one day as Mom was going into the hospital to have a baby. ‘Your Ma’s not really going to have him today,’ my friend Niamh said. ‘It’s too early.’ Mom was at the hospital, about to give birth to my brother. Some hours later I ran to my dad’s car as it turned into our driveway. Niamh was right after all. Mom was still in hospital; it was a false alarm. Why? Why wouldn’t he just come out? I was impatient to see him. Ten weeks later he did come out – four weeks late. His name was Jack and they immediately did a test to check his health status. He didn’t have Cystic Fibrosis. Our family was complete.
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I was in hospital a lot when I was young but as a good friend said once, if you asked a fish about its life it would probably never mention water. CF was simply an integral part of life; I didn’t know any different. Spells in hospital were so much part of the fabric of my life that separating it from ‘normal life’ was difficult. I knew other kids in my class and in my town didn’t have to go there, but I didn’t feel bad because of being in hospital or having CF. Everyone told me I was special and I felt that I was. I didn’t feel lucky or unlucky to have this childhood. I just knew I was different and that was okay. I felt like I knew more than most kids my age.

Hospital was my second home from the start, at times my first home. I spent my first four Christmasses there with acute infections. My earliest memories all involve CF, but in different ways. My first is of moving between different rooms on the children’s ward, trying to find the handheld computer game of The Lion King my dad had got me. It had gone missing on the ward while I was in the schoolroom. I searched the different rooms to find it and eventually saw a boy playing it with his mom. She said she had bought it for him, so I thought it couldn’t be mine. Later that day my dad went to talk to the boy’s parents. When he came back, he told me they had taken it and that he had gotten it back. I felt kind of bad about taking it back.

The public ward on the top floor of Temple Street Children’s Hospital was known as Top Flat. I attended there from the age of two until eleven. My earliest memory of Top Flat is when I was five or six. Colette was another patient in hospital, she was thirteen and I slept in the room opposite hers. I shared with five other kids, but she was in a large room on her own. Her room had one other bed in it, but it wasn’t being used. She had Cystic Fibrosis, too, but that didn’t mean anything to me then – I had no conception of cross-infection and the dangers we posed to each other. I loved to go into her room and colour beside her, chatting about my day. My mother says I used to put on shows and sing to her, too. We were friends and I didn’t understand why the nurses and my mother tried to keep us apart.

One of my roomies liked to drive the Fisher Price car around after midnight. I didn’t mind. He never had many visitors and it gave me an excuse to stay up. Not that you’d need it on that ward. The adults nicknamed it ‘Beirut’ because of the rapid rhythm of the days and the harebrained antics that went on day and night. One night a nurse was thrown into a bath full of leftover dinners, mostly baked beans, to mark her last shift before changing jobs. There was a great sense of character to the ward, and there was always time for fun.

The morning always brought a fresh set of challenges. If the nurse didn’t get to me first, my alarm call was the strong waft from the cleaning lady’s mop and bucket and the rackety noise of the floor polisher banging against my bed. Thud. Wake up! It still happens to this day. Shower, breakfast and IVs followed and hopefully my line would work and the morning wouldn’t be disrupted by people trying to re-site it. There was no getting out of going to the schoolroom, but that didn’t stop me trying. I wanted to be good and go, but some mornings the atmosphere on the ward was much more fun. I would put it off as long as possible by saying I was too tired. If I was lucky, Dr Murphy or a nurse might wander in at just the right moment with some drugs and delay me legitimately for a while. They were on to me though, and I rarely got away with it. Listening in on the nurses’ love lives and what dresses they wore out at the weekend – these are fascinating things when you’re six.

The primary school was run by the principal, Mrs Dawson, and aided by one teacher, Mary. Mrs Dawson had curly grey hair and Mom remembers how kind she was to me: ‘She treated you as if you were her own. I knew you were safe.’ In my eyes, Mrs Dawson would let me away with murder. Mary was the complete opposite. She was kind, but stern. There was no messing about with her. If Mary started talking in Irish to another adult in the room, you knew something was up or worse still, that you were the reason for this as Gaeilge conversation.

Around 9.30am Mrs Dawson would arrive at the foot of my bed. I could always get away with staying in bed longer if I told her I didn’t feel like getting up – despite the fact that I was dressed beneath my bedsheets. There was no hope of it with Mary though. She’d march right up to the top of the bed and say things like, ‘Amach as an leaba! ‘ or ‘SUAS!’ The words hurt my head and there was no way to escape her.

In retrospect it must have been so difficult for them to try to keep their pupils interested. Most of us were doped up on drugs with the average attention span of a goldfish. The school had limited resources, but Mom always made contact with my school to find out the books my class was doing and to keep me up-to-date. Sometimes, if I was tired or unwilling to continuously focus, I got to play on the computer for a break. And sometimes when I wanted to do more I was made to take a break, because I would wear myself out. When I look back now, I wonder if it made me a bit of a slacker in some ways, but how else could the adults have handled that situation?

The school day lasted from 9.30am to 3.00pm. The schoolroom was a small room on the first floor near the front of the hospital. We walked there in single file most days – ‘we’ usually meaning me and some post-surgery kids, most likely recovering from tonsillitis or appendicitis. Sometimes there were other regulars like me, kids with chronic illness who knew how things worked. If some other kid had CF, we couldn’t ever be in the same room together because of the risk of cross-infection. There was generally always one or two children I knew I couldn’t ever mix with, so I always checked with the teacher first to find out whether they were in that day. If anyone presented an unknown risk, the school or playroom staff would have to contact infection control to find out if we could share the same space. If you found yourself in a situation with someone you shouldn’t be mixing with, it was usually by accident: they would be walking out of the school room when you were on your way in, for example. When that happened, we’d shove our backs up against the wall as we passed each other or fold our bodies into the grooves in the narrow corridor so we didn’t pass any bugs to each other. It’s just the way it was. I never really thought about what sort of infections were in the ‘outside world’, as I called it. The idea that sitting beside someone on a train might infect me, for example, was not even on my radar. I was aware of people with colds, coughs or running noses – all visible dangers. I was angry if someone didn’t follow the rules in the hospital and I usually made it known. I wasn’t afraid of anybody though, inside or out, which wasn’t always a good thing.

Most of the time there were around four or five children in the schoolroom. It was a rectangular room that had a computer on the right as you went in the door and a bookcase on the left. On its shelves were the books for each curriculum and opposite it was a smaller bookcase, full of novels. There were two sets of grey tables placed together, like the ones in a normal classroom, where the students and teachers would sit side by side. Everyone learned at their own pace, so each child was usually learning something different from the person beside him or her. It was the teacher’s job to keep track of everything.

The unpredictable happenings of the schoolroom kept me occupied throughout the day. Every morning the blackboard would show the day, the date, what the weather was like and what was happening. It is Monday the 22nd of March. It is Spring. It is Orla’s birthday. At 12.15 we gathered back on the ward to sit on the blue and orange plastic chairs and eat lunch, which was usually shepherd’s pie, heavy on the peas and slim on the meat. I would open my Creon capsules and sprinkle them onto my shepherd’s pie and gobble it up. Up next was the softest, creamiest ice cream and green-on-orange jelly. Afterwards the classroom assistants would round us up for school again for an afternoon of Art or Computer.

When I was very young, I would stay downstairs in the afternoon with Colette, painting on the large printing paper with green on the back while leaning against the hospital table. My mom remembers that she would arrive and drag me out of there, horrified because she knew the risk of cross-infection was high. Colette had a very different bacteria from me, one that could make me very sick. It was hard to understand at that age. One day Colette’s room was empty. A nurse told me that Colette had ‘moved to another ward’. I always knew when adults were lying – too much smiling involved. I had to wait for my mom to come in that evening to find out what had happened. The ‘other ward’ turned out to be ICU. She died a few days later. My parents explained to me that she had been very sick, but it didn’t register until much later in life that she had the same illness as me and that the boundaries they had tried to impose on us, the boundaries I broke again and again, were to protect each of us against the bacteria the other had.

An average day in hospital felt like it lasted much longer than at home. The best part was that there were no real rules. Despite their being rules regarding medication and therapy, the compensation was the lack of social restriction. There were things my parents found difficult – more so than me. My mother says, ‘It was so hard when we watched some of those ridiculous young doctors trying to put lines in on you in A&E.’ I remember those moments, where an hour and seven or eight needle jabs would go by before my dad would tell the doctor to stop and call for someone else. I had ‘floppy veins’ that were overused and the heavy IV antibiotics I was on twice a day had ruined them.

Those moments were always balanced with some sort of reward at the end – like a toy, or even a story from my father. I was good at being strong. The Power Ranger session probably had a lot to do with this, with its line about leading a double life and that you must be strong and fearless, because that in turn makes you stronger. I stared right at the needle when they told me to look away. I became immune. The only option was to smile and tolerate and get on with it. These moments were always balanced out by my parents being there. Dad would firmly tell me that ‘the power of the mind controls’, and I felt like I was the one who was in control, that I was strong enough and powerful enough to overcome anything.

The truth was, as much as I missed my friends, I really enjoyed hospital. Apart from the needles and the inexperienced doctors, I loved connecting with older people. I wanted knowledge and I wanted it fast. I wanted to know everything. Back then, infections weren’t as big a deal as they are for me now. There was no real pain involved, no coughing up blood, no really debilitating factors. CF was a breeze When I saw someone with CF who had a ‘bad’ bacteria, I always felt sorry for them and then was secretly thrilled that I was healthier than them. I was winning. That was always the goal: stay healthy, eat whatever I wanted and be creative. CF was like a pair of shoes I put on every once in a while, and usually had fun prancing around the hospital in them until I went home. The needles and the doctors and the screaming as the interns tried, for sometimes the eleventh time, to get a needle in my vein were all manageable. It just wasn’t a big deal.

The hospital always had a warm feeling to it. And then there were the frequent visits from celebrities who wanted their picture taken with the inspirational sick kids. It was a joke to me, of course – ‘inspirational sick children’ meant nothing. I was just getting on with it. The porters at the front door knew my name and there was a human-sized brown teddy bear sitting in a wicker chair that I always passed on the way in. He was chained by the foot because he was there for charity. People saw him and put money in the box beside him. The corridors were long but familiar. It was like walking into my own home, except the ceilings were higher and instead of three friendly faces, there were hundreds. The ladies in the pink and green uniforms who worked in the canteen always said hello and snuck me a chocolate bar whenever I passed by.

Across the road from the hospital stood a group of flats with brown walls that had faded to a mucky colour with age. There were spiked red iron fences around them and sometimes I imagined there was a secret vortex of people swirling about inside. I had a clear view of the flats from the treatment room. I usually stared at them out of boredom while waiting for some doctor to come down to put in a new IV line. There was something warm and thrilling about all those people and all of that life just heaving around. I saw glimpses of those people every day – someone decorating a Christmas Tree or lighting up a cigarette – but I would never really know them and that fascinated me. I wanted to know what they were doing and why and how and what it all led to. I could hear arguments, see women walking around, getting ready for a night on the town. Once, at around one o’clock in the morning, I saw a man corner a woman up against a wall and she screamed so much I had to go and tell the nurse. There were children hanging around at night too, swigging from bottles and making noises like they were banging timber. One time, when I was ten, a boy waved up at my window, pulled down his pants and stuck his bum up in the air.

I always watched the kids who hung around at walls after school. They were so exotic to me. Back home I waited on the green beside the church for my parents to pick me up after school, which they did without fail. I ate a packed lunch, not stuff bought at the shop during break. The kids in the flats often walked home with a bread roll in their hands. At first I thought it was cool and kept begging my parents to let me buy my lunch when I went back to school, but my mom said it wasn’t cool at all, that it was sad because their parents didn’t take the time to make them lunch. I still thought it was cool though, like those kids had a responsibility I didn’t have.

Fundraising events were a regular part of hospital life. I had my first introduction to them at age two when I had my picture taken with Friar Tuck and Little John from the local pantomime, Robin Hood. In the photo is a little girl with a big bouncy mop of golden curls looking slightly startled at the camera which the guy dressed as Friar Tuck is pointing at. It was published in a national paper and my parents framed it.

Whenever I was an inpatient I passed the time between drugs, physio and school getting involved in whatever event was on. I didn’t feel any desire to lie in a bed all day. My lungs may have been stuffed up, but my brain was bored by lack of movement. I wanted to talk and sing and entertain. I loved having my photograph taken and as I got older I hung out in the fundraising office between school and needles and played with the free toys or chatted about what celebrities were coming next, what the newest fundraising incentive might be. They called me Ms Tinsley because I loved sauntering around like a little lady of importance, sorting it all out. It was a welcome distraction and I would get so caught up in it I’d forget why I was really there.

Back then, it was interesting because I saw the wide gap between the people who needed the equipment and those who had the power to give or withhold it. Money was the mediator. It was the difference between care and abject cruelty, between life and death. All that was missing was money, and I found it so strange that the government wouldn’t provide it. The fundraising efforts were amazing, but even then I was aware that everything took so long. A machine or piece of equipment would be needed urgently, but it would take years of chipping away at the cost for the fundraising team to finally be able to purchase it for the hospital. Everyone knew it needed to be bought and everyone spoke about it and helped out, but the biggest bit of the jigsaw – the government input – was missing. Here was this unified sense of goodness aiming towards one goal, yet despite all the hard work of the team, it never came easy.

During one hospital admission in 1994, when I was seven, my favourite nurse asked me to take part in a fashion show she was holding in aid of the genocide victims in Rwanda. She explained to me that thousands of little girls and boys just like me had nothing left after the genocide, and that we could help them. I remember sitting on my hospital bed and telling Mom that I was going to be in a fashion show and it would be amazing and I would wear designer clothes from Clery’s in Dublin. I figured she would like that because both she and Nana liked Clery’s. She raised an eyebrow. Just who was it that wanted to parade her daughter around in a fashion show? I told her it was just Liz and it was for the orphans and it was fine. My mother was less than impressed. She was very protective of me and I can only imagine what extreme thoughts were going through her head when she heard the words, ‘Your seven-year-old daughter’ and ‘fashion show’, given that I was so precocious and loved to perform. My dad was all for throwing me up on stage because he loved performing, but my mother was more level-headed. She had a practical side that I didn’t always give her credit for. Sometimes she worried too much, whereas if it made sense in my head I just wanted to do it.

When the nurse came in and explained that it would be for charity, that there were other children from the hospital involved and youth groups too and that there would be plenty of adults there, my mother finally said yes. Phew! Although if she had said no, I would probably have just asked Dad. We had to drive to Dublin for rehearsals and I was paired with another girl who had long wavy blonde hair that fell right down her back. She was eleven to my seven, but I was tall for my age. Before the show we lined up to get our make-up applied in ten seconds flat by a woman with a handheld mirror. We had to walk down the catwalk, high-five each other and then walk in a circle before standing back-to-back, arms folded, and smirk with satisfaction My green check trousers and red blouse with white collar made me feel extremely cool.

Each day in hospital the physio would come. Deirdre. There were four with the same name, which was also the name of my best friend in school. But much of the medical detail from my hospital spells eludes me – it’s like I saw it as a place where life just unfolded, rather than a place that was outside the norm, that was to be feared in any way. I trusted most of the people looking after me, but from a young age I was assertive when I needed to be.

I always remembered what Dr Murphy had told me: the patient knows best. He had been a consultant of mine since I was three weeks old. He had a moustache and sometimes mumbled his words. He often thought out loud, which made his moustache ruffling even funnier. My mother says he was a father figure to me. Strange as it may sound, I had to trust him with my life. Just like I had to trust the numerous nurses and physiotherapists and then the dieticians and others when they came along. I didn’t feel different in a bad way from my friends, but I did feel like parts of me were separated out and existing in different places. I imagined that my friends were coherent, all the pieces of them held tightly together within their families. But emotionally and spiritually I was connected to all these different professional people from a very young age. I knew about their lives, their boyfriends, their families, their decisions and I was learning from all angles. Sometimes this was confusing. I got close to someone in hospital, they told me all about their life and then I went home and didn’t see them for months. At home, I’d talk about the details of something they’d said or done and it must have been strange for my mother, listening to my banter about people whose personal lives she was not privy to, from a part of my life where she was in some ways more the outsider than they were.

When I asserted myself to doctors it was usually around the issue of needles. It was self-protection. It wasn’t that I was scared of needles, they didn’t actually hurt that much. I learned early on that, apart from luck, when it came to siteing cannulas, a bit of style and a lot of patience were required. Unfortunately, this was lost on many doctors, particularly junior ones. I would sit in the treatment room waiting to be seen, hoping the person who walked through the door was a registrar or a doctor with proper experience. If it was an intern, I would usually tell them to leave. Interns, the cool dudes of the doctor chain, breezed into the room as though surfing their own private wave. They were here, they were ready and they had put in a cannula before and wanted to do it again, man. I learned from a young age who could and who shouldn’t be allowed to perform this procedure. They weren’t all bad.

As a kid I felt sorry for interns because they had no idea what they were in for with me. My veins are particularly difficult to insert a needle into. My mother says it’s because I was so premature – my veins weren’t yet grown fully when I was born and they never recovered. Interns would typically come in, try and distract you with some natter about how clever you were for telling them which needle was better for your tiny veins and just feel along your arm and jab you. Sometimes they forgot to strap on a tourniquet and would simply spring their finger on a spot that looked blue and felt spongy and just shoot. Needless to say, once I learned to identify them, I gave them the boot quickly or we would have been there all night. Sometimes we were. When I was nine and telling them what to do or that there were no good veins in the area they were looking in, they would smile and ask to wait for the IV nurse in the morning. I badgered them really, but it was necessary.

I usually knew within minutes of them walking into the room what kind of needle-handler they were going to be. If they came in munching a bag of Tayto crisps, took one glance at my hands from over the edge of the sink as they washed off the salt and said, ‘No problemo!’, I still couldn’t be entirely sure. There were other indicators that had to be taken into account. Was his hair gelled or natural? Was he actually looking at you, or through you and the next six patients he had to see to the couch in the doctor’s lounge? Gelled hair usually meant they spent time on their appearance, which would sometimes mean they didn’t spend much time looking for a vein. Their conversation fillers were usually tiring and unoriginal. They were the type of guys who couldn’t deliver. They would ask me to talk about school, or ask me how many brothers and sisters I had. Sometimes they’d tell me I was brave and say how much they’d love to have my hair, if only they were a girl. I had been through it so many times it made me cynical and bored. I respected them more when they didn’t play the distraction game. When the female doctors started showing up as I got older, it got more complicated. I never understood how they could work all day and night in high-heels. I always had more respect for the girl running around in scrubs and runners. I felt like she had seen some gritty stuff, like she had more experience. In retrospect, this is all bonkers, but as a kid this was the sort of coding that helped me assess the situation. Or rather, that kept me thinking I was in control.

I learned to say things like ‘So now you are asking me about this to try to distract me? Stop. It won’t work. Thanks,’ or ‘No I don’t want to look away.’ My most familiar lines were, ‘You’re looking in the wrong place. They disappear when you go in, so don’t try there. Try here and here. If you can’t do it, it’s okay. Not many people can.’ They responded better to that approach because their egos were less bruised. ‘I always get it, I never miss,’ they might say. When they didn’t manage it, mostly I would just tell them it wasn’t a reflection on their ability and I would head back to bed so that my team could sort it out in the morning. I was a precocious child, but I always dreaded those nights when an IV was necessary, they were the most frustrating part of hospital.

There were only two people I really trusted when it came to affairs of the veins: Eileen and Carmel, the official intravenous nurse and the phlebotomist. Carmel was always perfectly made up, with electric red lipstick and matching nails. Her short blonde hair and glamour were like an ad for Chanel. When Carmel stuck her head out the door of the blood-testing clinic, she would wink at me conspiratorially and usher me in with one perfectly manicured finger. Eileen, on the other hand, was always in a hurry. I didn’t go down to see Eileen – she came up to the ward to see me, and woe betide any patient who wasn’t ready when Eileen came calling. It was poor Eileen who had the experience of trying to get in the trickiest long line ever. A long line was much worse than a peripheral cannula. There isn’t much I hate in life, aside from cigarette smoke and spiders, but long lines were right up there. For a long line, the cannula was threaded up through the vein in the arm. On this occasion, Eileen could only get so far and no further, so she tugged the line to try to pull it through. You know if you get smacked in the stomach with a football and winded? You feel sick deep inside your stomach? That’s how my arms felt as she was tugging with the tube deep inside my veins, like weaving thread through a doll. She was just as traumatised as me and ended up crying, too. After that experience they decided to look at alternative ways to give me antibiotics. I’m sure Eileen was as relieved as me to hear that.
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Getting back to home life after hospital was always difficult. My mother says I was giddy and it would take me a while to calm down into family life. Hospital life was faster; I was always alert and aware of what was going on and there wasn’t a lot of relaxing involved. From a young age I was bad at relaxing. I felt like it was giving in to the idea of being ill. I hated the idea of staying in bed all day and would only do it if it meant not having to get up for school.

Just like not hating having CF, I didn’t hate the absences from school that came with it, but I really missed the friendships. I had two great loyal friends and though it was always hard to get back into the groove of school, it never took too long to settle in again. I played soccer and auditioned for shows and sang in anything I could get myself into. School was a breeze. I was good at most subjects and I was one of the top two best singers in the class. The other was my best friend, Deirdre. She had straight black hair that was always neatly tied up in a bun or ponytail and she spent painstaking time colouring inside the lines. Her crayoning was so heavy that you could scratch through it and make funny shapes. It usually took her all of colouring time to do it, whereas I just threw a few colourful lines on the page and it was done. I really admired her work, but for me, the faster I was done, the more quiet time I had in our junior infants library, which was much more fun. Deirdre and I were partners in crime at school.
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