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About the Book

‘Just like that, I wasn’t a twin anymore … It broke my heart that I hadn’t been able to save her, but I could keep a part of her alive by finishing what she’d started’


The bond between twins is so strong it can never be broken – even in death. When Melissa lost her twin sister Nicole at just 21, she wondered how she would carry on without her soul mate. Her other half. The fun-loving, courageous girl who had always been by her side. Determined not to let Nicole’s illness destroy them both, Melissa vowed to complete the bucket list her sister had written but never completed. From ‘do a bungee jump’ and ‘fart loudly in a lift’, to ‘go dancing in rain’ and ‘get married’, the list includes items that are at times deeply touching, challenging, or downright ridiculous.


My Sister’s Wishes is the moving story of an extraordinary love between two extraordinary sisters.


About the Author

Melissa Tennant grew up in Drumoyne, Glasgow, with her twin sister Nicole and their three other siblings. A close-knit family, they were devastated when Nicole finally lost her long battle with cystic fibrosis after years in and out of hospital. Since her death, the family has been heavily involved in charity fundraising in Nicole’s memory.
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For Nicole. You are my sun, my moon and all my stars.


A note from Melissa …

If you have been moved by Nicole’s story, please register for organ donation in her memory, and one day you may be able to save a life like hers. You can sign up in a number of ways:

• You could fill out a form on the NHS website: www.organdonation.nhs.uk

• You can call the NHS donor line on 0300 123 23 23

• Or you can also join when you register at your GP surgery, or for a driving licence, for a European Health Insurance card, or even when you apply for a Boots Advantage card.

I’d also like to urge you to support the fantastic work that The Butterfly Trust does, providing face-to-face practical support to people living with cystic fibrosis and their families. I don’t know where we’d have been without them.

You can visit their website, www.butterflytrust.org.uk, to find out more.


Prologue

July 2013

The light from the laptop’s screen bathed my tear-stained face in its eerie glow as I sat in darkness in Nicole’s bedroom.

Unable to sleep, I’d crept from my room into hers. I was looking for something, but I didn’t know what. Her funeral was in a few hours and I had an overwhelming feeling that there was some final connection I needed to make with my beloved twin sister; one last piece of her I could keep with me before I had to say goodbye for ever.

Looking around the room, it was exactly as she’d left it when she’d been rushed to hospital eight days before. Only now it was silent, the sound of her infectious giggle just a memory. Her collection of stand-up comedy DVDs were stacked neatly on a shelf, and on her dressing table boxes of tablets jostled for space alongside make-up and bottles of nail polish.

In the corner of the room her oxygen tank stood, once permanently by her side, now no longer needed.

Taking her fluffy pink dressing gown from the hook on the back of the door, I wrapped it around me, inhaling the scent of her DKNY perfume. I closed my eyes and, just for a moment, I was transported back in time 14 days, when we had hugged goodbye for the very last time.

‘Have a brilliant holiday,’ she’d said. ‘Don’t worry about me, I’ll be here when you get back.’

Opening my eyes, my gaze rested on Nicole’s bed, neatly made by Mum with its floral print duvet and pillows. As I remembered all the nights we had snuggled up together for bedtime stories when we were younger and, later, to gossip, paint each other’s nails and watch movies on her TV, I began to sob quietly.

‘I miss you, Nicole,’ I said quietly in the darkness, my heart aching.

I knew Mum and Dad were probably wide awake in their bedroom too, but they had their own grief to cope with, and I didn’t want them to hear me. I wanted to be alone in these hours, before the sun rose on what was going to be the hardest day of my life.

I don’t know why I switched on her computer, or what I hoped to find. Stuck indoors so much because of her illness, the computer and internet had been a huge part of Nicole’s life; her lifeline to the outside world. I suppose I hoped it would contain some last piece of her personality, more tangible than the memories in my mind, which I was terrified would fade.

Opening her Facebook account, I took a deep breath and began to read the hundreds of messages people had written on her profile page since her death a week before.

Big, salty tears rolled down my face at the outpourings of love for my sister.

Next, I looked through her photos, chuckling through my grief at a recent one she’d taken of her two dogs, LouLou and Ralph, dressed up in clothes and jewellery. Comforted a little, but still consumed by this feeling there was something more of her there, I almost switched off the computer before spotting a document saved on the desktop.

‘My Wishes’, it was called.

Puzzled, I opened it and began to read, starting to tremble as I scrolled down the list Nicole must have typed in secret. My heart was thumping so loudly I was sure I’d wake everyone in the house as, one by one, I read my sister’s wishes, hearing Nicole’s voice in every single word: Climb to the top of the Eiffel Tower … Ride a camel … See the Northern Lights … Get another tattoo … it read.

‘It’s a bucket list!’ I said out loud to myself, completely stunned.

But this was no ordinary bucket list, I realised – these weren’t the things Nicole had wanted to do before she died. They were her dreams for when she could start to live properly for the first time. For the day when she received the lung transplant that would free her from the pain and illness of the cystic fibrosis that she’d been born with.

That day had never come, however. She never got the transplant which would have transformed her life and had died exactly seven days ago, without fulfilling a single wish on her list.

She’d talked a lot about her life after a transplant, and all the things she’d do when she was free of the disease, though I’d had no idea she’d actually compiled a list.

Burying my head in my hands, I cried angry tears that my sister had even had to write a list like this. She had been so desperate to live and enjoy life, and she’d never been able to, robbed of her health by her lifelong disease. But then, quite suddenly, my tears stopped as my anger was replaced by an overwhelming feeling of determination.

Nicole hadn’t fulfilled her dreams, but could I do that for her? Was this list our last bond as twins, the final step in the journey of our life together? Twenty-one years hadn’t been enough, and nothing would change that, I knew. But perhaps knowing I’d been able to at least make her dreams come true would give me some comfort in the years ahead without her.

Looking at the framed photo by her bed of us at our eighteenth birthday party three years earlier, our arms around one another, smiling at the camera, I made a promise there and then to my sister: ‘I’ll make your wishes come true, Nicole,’ I whispered. ‘I’ll complete this list for you.’


PART ONE


Chapter One

‘Action!’ I shouted, pointing the camcorder at Nicole.

Clutching a hairbrush in her hand like a microphone, wearing her favourite Cinderella slippers, she twirled around on her bed. ‘I’ll tell you what I want, what I really, really want …’ she sang confidently, flicking her clear plastic feeding tube over her shoulder as if it were a trendy fashion accessory.

I could hardly hold the camera steady I was laughing so much at my sister, always the entertainer of the family. As she spun around, the light caught her copper-coloured curls and her cornflower blue eyes flashed with delight. She looked just like an impish woodland fairy.

It was a rainy Saturday afternoon and, stuck indoors, Nicole and I were making our own entertainment in the bedroom we shared.

‘Look at me, I’m a pop star!’ Nicole giggled, mimicking the Spice Girls’ dance moves perfectly. Strutting up and down the ‘stage’, she posed and pouted for the camera – before suddenly tumbling off to the side, vanishing completely from view.

‘Nicole! Are you OK?’ I asked, wincing at the loud thud as she hit the carpet.

A few moments later her head popped up over the edge of the bed. ‘I’m fine!’ she beamed, before we both burst into giggles at her clumsiness. ‘We should sell that video to You’ve Been Framed, Melissa. I’d be famous!’

That was my sister Nicole all over. Loud and bubbly, we were only eight years old, and she loved being the centre of attention, never taking herself seriously. But the feeding tube that disappeared up her nose, and her breathlessness, were constant reminders to me that, underneath her chatterbox exterior and ready giggle, my sister was ill.

We were born in Glasgow in October 1991. Our mum, Agnes, was a housewife and our dad, Stewart, was a pipefitter, who often worked hundreds of miles away in the north of Scotland.

Dad worked really hard to support us but we weren’t a wealthy family. When we were first born we lived in a tenement flat with two bedrooms in Govan, on the south side of Glasgow. Nicole and I were their first children together, though Dad had two older daughters, Kelly and Laura, from his first marriage, who lived in Southampton. They were 15 and 17 years old when we were born.

Even though twins ran in Mum’s family, she says she nearly fell off the hospital bed in shock when the sonographer told her she was expecting two babies at her 12-week scan. Shock soon turned to excitement though, and Mum and Dad saved hard to buy two of everything, and decorate the flat’s second bedroom as a nursery for us.

Nicole and I were born on 16 October 1991 – our mum’s birthday, as it happens! While I was named after my mum’s favourite character in an Australian soap opera, Nicole got her name from the iconic Renault Clio ads, featuring the French girl called Nicole and her ‘Papa’.

From the moment we arrived in the world, Mum says she knew we were going to be very different. I was born first, weighing 4lb and, nine minutes later, Nicole was delivered, weighing 3lb and looking, says Mum, just like a tiny doll. But while I was strong and pink, wailing loudly as the midwife swaddled me in a blanket, Nicole was immediately rushed off to the Special Care Baby Unit, as the doctors were concerned because she was so small and having problems with her breathing.

I spent a week in hospital, but it was another month before Mum and Dad were allowed to bring my sister home to join me. It should have been the happiest time of their lives, getting to know their two baby daughters, but as I thrived and gained weight, Nicole was pale and sickly, and her body made a terrible gurgling sound every time she was fed.

We were the third generation of twins on Mum’s side of the family, but none of the others had lived: all were stillborn or had died as babies. Mum was terrified this family curse had struck again, her mother’s intuition telling her there was something seriously wrong with Nicole.

As the weeks went by, Nicole still wasn’t gaining weight and was referred by our family doctor to the Royal Hospital For Sick Children, in Yorkhill, Glasgow, for tests.

Mum’s maternal instinct had been right. When Nicole and I were just three months old, Nicole was diagnosed with cystic fibrosis, a genetic condition which clogs up the lungs and digestive system with thick, sticky mucus. People with the disease suffer from infections which damage their lungs, and they can become sicker and sicker as their lung function gets worse. The only thing that helps is a lung transplant; otherwise, people with it will die earlier than those who don’t suffer from it.

Because we weren’t identical twins I didn’t have the condition, but doctors explained it was a potential death sentence for my sister. ‘You must both be carriers of the cystic fibrosis gene, which means you have a 25 per cent chance of having a child with the condition,’ a consultant told my shell-shocked parents. ‘Melissa is healthy, though has a 50 per cent chance of being a carrier too but, unfortunately, Nicole has inherited the condition.’

He had gone on to explain that, in the past, she’d have died in childhood. Luckily, there was much better treatment available when Nicole was a baby, but it would only manage her symptoms and only help to keep her as healthy and strong as possible.

‘We can’t cure it and, without a lung transplant, Nicole may not live to see her twentieth birthday. I’m so very sorry.’

Mum tells how she gripped Dad’s hand tightly as she heard these words, the room spinning. She’d never even heard of cystic fibrosis, but now she was being told this disease had come from her and Dad, and could kill her tiny baby daughter.

That night, Mum and Dad stood over our cots which stood side by side, watching Nicole and me sleeping peacefully.

‘I feel so guilty,’ Mum whispered, fighting back tears as Dad cuddled her to him. ‘She’s sick because of us. We passed this disease on to her, Stewart.’

‘Don’t be silly,’ Dad replied. ‘How could we have possibly known we carried this gene? It’s not our fault. We can’t fall apart – she’s going to need us to be strong. They both do. This isn’t going to be easy for Melissa growing up, either.’

You know when people talk about twins being like peas in a pod? Well, that definitely wasn’t Nicole and me. Twin sisters have never been so different: while I was fair-haired and left-handed, she was red-headed (though insisted on being called ‘strawberry blonde’) and right-handed. When it came to our personalities, we were polar opposites, too. Cheeky and outgoing, Nicole was happiest when all the attention was on her. A bit of a diva, Dad would call her ‘the ginger whinger’ to tease her, and she always had to be in charge when we played so she could boss me around. She was forever inventing imaginary games and roping me in to play them with her.

Like the time we set up a radio station which we ran from our bedroom, with her as the pop star and me as the presenter.

Pressing ‘Record’ on our bright pink ghetto blaster which Santa had brought us, I cleared my throat. ‘And today’s special guest is … Nicole Tennant!’

Nicole launched into her favourite pop song of the moment, hogging the plug-in microphone and not letting me get a word in edgeways. Not that I minded playing second fiddle to her. Even though I was the elder twin, and had walked and talked first, I was much more laid-back, and happy for her to be in charge. Quiet and shy, I was a natural worrier. I thought about things a lot, whereas Nicole was much more forward and boisterous.

I used to be in awe of her confidence. When a new family moved into the street, for example, it was Nicole who marched up to the front door and rang the doorbell.

‘Can your kids come out to play?’ she’d ask, while I hung back shyly.

And when our extended family came to visit, she’d prance into the living room to sing and dance for them all, while I was content to sit on Mum’s knee and watch her perform.

Mum always said we were like chalk and cheese, and yet we were as thick as thieves. Nicole called me La La because Melissa was too hard to pronounce when we were learning to speak, and I in turn called her ’Cole. We were forever finishing one another’s sentences.

Our favourite game was School. On a Saturday morning Mum and her mother, Nana, would take us to Govan Market, a bustling selection of outdoor stalls selling everything from clothes to cleaning products. Nicole and I would have saved up our pocket money to spend it all at the stationery stall, buying cheap pencils, jotter pads and marker pens. Back at home, while Mum and Nana had a cup of tea and a natter in the kitchen, we’d transform our bedroom into our very own classroom. We both had an old-fashioned school desk – you know the type with the lid that lifts up? Santa had brought them for us, and we absolutely loved them.

We’d line up all our teddies in front of the desks, as if they were our pupils, then take turns to be the teacher, giving them lessons as we sat at our desks. Although, true to form, Nicole was the teacher more than I was!

At two years old, working as a team, we worked out how to escape from our bedroom, which had a safety gate across the door. I’d lie on the floor and Nicole would stand on my back, and climb over before pulling me over as well.

‘You were a pair of little divils,’ Mum would tell us, when we’d beg her to tell us the story for the millionth time, delighting in our twin naughtiness.

Our twin bond was so strong, in fact, that we instinctively knew if the other was in pain or upset, even if we weren’t together. One time, when we were eight, I was in the kitchen with Mum doing a jigsaw puzzle at the table. Suddenly, I felt a flash of pain across my head and I knew instantly something was wrong with Nicole. ‘Where’s Nicole?’ I asked. ‘There’s something wrong with her.’

‘She’s out in the garden with Dad, sweetheart,’ Mum replied. ‘I’m sure she’s fine.’

But I knew, deep inside, that something had happened to my sister.

At that moment, the back door opened and in came Dad carrying Nicole, who had a nasty cut on her forehead.

As Dad explained that she’d fallen over, I immediately rushed over to my sister to hug her and see that she was OK.

‘Oh, my God,’ Mum said to Dad, clearly shocked at my intuition. ‘Melissa knew Nicole was hurt … I’ve got goosebumps all over my arms. Look!’

But I didn’t understand why she was so surprised. It seemed perfectly natural to me that Nicole and I were in tune with one another.

Children are very accepting and, at first, it was just normal to us that I was healthy and Nicole was sick. I grew strong with rosy pink cheeks, but Nicole was short and pale, with a hacking cough.

Trying to protect us, Mum and Dad didn’t explain to either of us just how serious her illness was. ‘Nicole’s got CF,’ they would say when I asked what was wrong with her. ‘It’s nothing to worry about, it just means her lungs don’t work as well as yours and she needs special medicine for them.’

And, for a while, I just accepted that; too young to even contemplate my parents might have been keeping the truth from me.

Other children noticed too. ‘What’s wrong with your sister?’ they’d ask me, on the days when Mum wouldn’t allow Nicole out to play in the street because it was too cold or wet for her to be out.

‘She’s got CF,’ I’d reply.

‘What does that mean?’

‘I think it means she’s got a bad cough,’ I’d answer, not understanding any more than that.

Mum and Dad doted on me and Nicole, and our brother, Gary, 13 months younger than us. Mum had fallen pregnant by accident when we were just four months old, not long after Nicole was diagnosed with cystic fibrosis.

With a one in four chance of having another baby with the condition, she was offered an abortion but refused to even consider it.

‘How could I have aborted a baby because it might have had cystic fibrosis?’ she said to me years later, when I asked her about it. ‘If I’d done that, I’d have been saying Nicole’s life was worthless; that she should never have been born either.’ She shook her head. ‘I decided that what would be, would be. I’d let Nature take its course. And the moment Gary was born, he was so pink and chubby I knew he was healthy, even before they tested him just to be sure.’

Gary was a typical little brother – in other words, full of mischief. As I was naturally placid and calm, he and I rubbed along well together: maybe he sensed he wouldn’t get a rise out of me so didn’t bother trying to wind me up. When it came to age and maturity, I always felt like I was on an equal footing with Gary, but Nicole and he had much more of a big sister–little brother dynamic, which would grow stronger and stronger as we all grew up. They had what I’d call a rollercoaster of a relationship when we were younger: one day they were best mates, the next they were sworn enemies. If Gary was naughty, Nicole couldn’t wait to tell tales on him to Mum; in revenge, he’d play one of his infamous pranks on her. Once, he smeared the toilet seat with Deep Heat cream just before Nicole went to the bathroom. Her yowls as the skin on her bum turned bright red could be heard at the other end of the street!

They loved to wind each other up but underneath the squabbles was a very deep bond. Often Mum would find them snuggled up on the sofa together, fast asleep, after watching one of our favourite Disney DVDs.

With Dad away working for weeks at a time, Mum was often on her own with three young children to look after. And her life was a constant juggling act of caring for Nicole while still finding time for me and Gary.

Nicole had a strict routine of medicines before every meal – the cystic fibrosis meant her body couldn’t absorb the nutrients she needed to grow and gain weight – and physiotherapy to clear the mucus from her lungs several times a day. And most of the time it fell to Mum to do all this.

Even a minor chest infection could mean Nicole had to spend a week in hospital hooked up to antibiotic drips, with Mum running between the hospital and home. But she just got on with it. She’s one of those very down-to-earth Glaswegian women with endless patience and energy. A spade’s a spade to Mum – she doesn’t get overly emotional about things. That’s always just been her way of coping. If she was ever stressed or tired, we didn’t see it.

With a large extended family, there were always aunts, uncles and cousins around to help, thankfully – especially to mind me and Gary when Mum had to take Nicole to her regular hospital appointments. Our Nana was a constant presence in our childhood when we were growing up. Dad’s mum developed dementia when we were young, and was in a home, so we didn’t have a very close relationship with her, and the rest of his family had either died by the time we were born, or lived down south in Southampton, so it was our mum’s family who we were closest to. Nana, a no-nonsense Glaswegian woman just like Mum, was the hub of our large extended maternal family, which included Mum’s brother, Jimmy, who was married to Irene and had two daughters called Dianne and Christine; her brother, Joe, who had three sons called John, Joseph and Francis with his wife May; and her brother, John, married to Fiona, parents of Katrina and Paul.

Mum also had a sister, Betty, but she had died aged just 23, long before we were born, and twin sisters who had died at birth.

Nana lived near us and I remember her house always smelled of furniture polish. It was full of heavy, mahogany furniture which was her pride and joy and she’d spend hours polishing it all, roping us in to help when we visited. By way of reward, her kitchen always contained a stash of fizzy drinks and sweets to which we had unfettered access, much to our delight, and she always slipped money in our pockets when we left to go home. She wasn’t someone to smother you in hugs and kisses – she was quite reserved when it came to emotions – but we adored her and I could see where my mum got her quiet strength and ability to cope so well with everything cystic fibrosis threw at her.

As well as Nana, our older cousin, Katrina, was always around from the day we were born. She was nine years older than us and when we were babies, she would help Mum care for us, changing nappies and making up bottles. As we got a bit older, she became our babysitter, taking us to the cinema or to the local park, where she taught me, Nicole and Gary how to do handstands and cartwheels.

In fact, Nana, Katrina and the host of our aunts, uncles and cousins were always visiting our house, offering to help Mum and Dad in any way they could – with Nicole’s care. And, as I got older, I began to feel flashes of jealousy at all the attention Nicole got, especially because I didn’t understand how ill she really was. Nicole this and Nicole that … sometimes it felt like she was all anyone talked about, especially as when family visited they always made a huge fuss of her.

When we were three, Nicole had to spend two weeks in hospital with a chest infection. Watching Mum rush into the house for a quick shower and change of clothes before she returned to the hospital for another night by Nicole’s bed in the children’s ward was hard, and one day, I began to cry.

‘What’s wrong?’ she asked, gathering me up in her arms and stroking my hair.

‘Mum, I miss you,’ I sobbed, burying my head in her chest, my tears soaking her top. ‘I hardly ever get to see you. You’re always at the hospital with Nicole.’

‘I’m sorry,’ she soothed, wiping away my tears. ‘You know I love you just as much, don’t you? It’s just that Nicole needs me right now.’

As I got older, I just accepted that Nicole needed more of Mum’s time. A sensitive wee soul, I didn’t want to upset Mum, so tried not to complain.

She’d never known anything else, so Nicole was usually good about sticking to her routine of medicines and physiotherapy. Sometimes, though, her rebellious streak and longing to be just like everyone else would get the better of her.

Running into our three-bedroom cottage flat which we’d moved to when Nicole and I were one (which was only about two minutes from our first house!), I burst into the living room one afternoon, panting for breath.

‘Can she come out to play yet?’ I pleaded with Mum, sweaty and excited after a game of tag with the other four-year-olds in our street. ‘Please?’

‘Not yet. She has to finish her physio,’ replied Mum, Nicole lying on her front on the sofa as Mum clapped and pounded her back to clear the mucus.

At that, Nicole looked up at me with a glint in her eye, then suddenly leapt up from the sofa and grabbed my hand. As we ran out of the front door into the blazing sunshine, we were giggling madly.

‘Come back, you cheeky pair!’ Mum shouted, but she was smiling, knowing there were times Nicole just needed to feel like everyone else her age.

A few months before our fifth birthday, Nicole and I started school at St Jerome’s Primary School in Govan. For weeks beforehand, we were fizzing with anticipation – every night we’d lie awake in our shared bedroom, whispering excitedly.

‘What do you think our teacher will be like? Kind or cross?’ I’d ask. ‘I hope she doesn’t shout at us!’

‘Do you think we’ll get to sit together in the classroom?’ Nicole would ponder. ‘I hope so.’

What we didn’t know then, which Mum only told us years later, was that the school had originally wanted to split us up into separate classes. They thought we’d each do better on our own, especially me, because I was the quieter twin. But Mum had point-blank refused, insisting the natural dynamic of our relationship shouldn’t be interfered with and that splitting us up would only make us unhappy, not more likely to thrive, at school.

On a sunny morning in August 1996, we walked the short distance with Mum from our home to the school gates, hand in hand, both dressed in navy skirts, blazers and a white shirt and tie. I had blue ribbons in my hair while Nicole had green, and we each had a tartan backpack.

‘What’s wrong with that little boy?’ I asked, as we walked through the school playground, troubled at the sight of a boy our age sobbing and clinging to his mother’s legs. ‘I don’t think he wants to go in,’ Nicole said. ‘It must be because he doesn’t have a twinny to keep him company like we do.’

Looking over my shoulder at the little boy, so upset, I squeezed Nicole’s hand and felt grateful I had my sister at my side so I didn’t need to feel scared or nervous. I knew that without her I might have been one of those crying children, but her confidence rubbed off on me.

At first, we were a bit of a novelty at school as the only pair of twins in our year, and we soon had a big circle of friends. Nicole was, unsurprisingly, the alpha girl of the class, always the one who picked the teams for games in the playground, and a real teacher’s pet. ‘I’m going to tell on you!’ was her favourite phrase but, despite being a bit of a tattle-tale, everyone loved her and wanted to be her friend. Even then she had a magnetism, and people wanted to be close to her.

But I didn’t mind. I knew I was always her number one friend, and she was mine.

There were times when Mum was forced to be cruel to be kind concerning school, for the sake of Nicole’s health, and that wasn’t easy for any of us. Like the time when our class at St Jerome’s started rehearsing for the end-of-year play: The Elves And The Shoemaker.

All the girls were desperate to play the part of the shoemaker’s wife, but it was Nicole and I who were given it to share between us. For weeks, we stayed up late in our bedroom practising our lines and the songs we’d have to sing, so excited about the show. I was more nervous than Nicole about performing, but with her encouragement my confidence grew.

Then, the day of the play, Nicole got a bad chest infection.

‘You’re not well enough to go into school,’ Mum told her that morning, as Nicole coughed and spat phlegm into a tissue, too weak to even get out of bed.

‘I can’t miss the play! Please let me go!’ she wailed.

But Mum stood firm, knowing Nicole wasn’t well enough. ‘I’ll call your teacher and explain,’ she said. ‘Melissa, you’ll have to do Nicole’s part for her, as well as your own.’

‘I hate stupid CF!’ Nicole screamed with frustration, burying her head in her pillow in rage.

I left for school upset, knowing how disappointed Nicole was and hating the disease which made my sister’s life so hard at times. And even after all the build-up and excitement, I couldn’t really enjoy being in the play. As I took my bow at the end, with the rest of my class, all I could think about was poor Nicole stuck at home, missing out once again.

After our first year at primary school, we went on our first foreign family holiday, to Tenerife. Despite the fact that Nicole’s health was quite stable at that time, Mum still had to pack a huge suitcase stuffed full of medicines and high-protein milkshakes to make sure Nicole got the nutrients she needed every day.

In the sun and heat, Nicole was much stronger and less plagued by CF symptoms than in cold, rainy Glasgow.

At the side of the swimming pool was a tropical-themed bar, and every day Nicole and I would sit up on the high stools, sipping a fruit juice with a brightly coloured umbrella sticking out of the glass. We thought we were so grown-up, both of us in our neon pink swimming costumes and plastic sunglasses.

Because Nicole was so well on that holiday, Mum was able to relax her strict regime of physiotherapy a little, and give Nicole a bit more freedom than she was able to at home.

‘You’d hardly know she was sick out here,’ I overheard her say to Dad one day, as they lay on sun loungers while me, Nicole and Gary jumped in and out of the pool at the holiday apartments we were staying at. ‘It’s so good to see her like this, like a normal child. I wish she could be like this all the time.’


Chapter Two

You know those moments when you look back at your childhood, and realise you’d become a little bit more grown-up? Like when the stabilisers came off your first bike, or you were allowed to go into town shopping with your friends by yourself?

Well, for me, one of those moments was when we were seven, and for the first time ever I properly realised that my sister was very sick.

Walking home from school, I was in a huff. Mum had collected Nicole earlier that day to take her to a hospital appointment, and Nicole had boasted to the whole class she was going to McDonald’s as a treat on her way home. I was raging. ‘Why does she get special treats because of her CF?’ I muttered to myself as I stamped into the house.

Walking into the kitchen, I saw Nicole sitting at the table, her face streaked with tears.

‘What’s that?’ I asked, pointing at a plastic tube taped to her cheek, which snaked up her nose one way, and behind her ear the other.

Nicole said nothing, looking down at the table miserably.

‘It’s called a feeding tube,’ Mum answered. ‘Nicole’s body isn’t growing as fast as it should because of her cystic fibrosis. This is just to help her grow up to be a big, strong girl. We’ll put special milk in it at night time while she’s asleep.’ Mum bent down to cuddle my sister. ‘Come on now, Nicole. Don’t get upset about it.’

Mum was trying to smile but her face looked strained and her voice was wavering. Instinctively, I knew this was something bad. Why did my sister need a tube up her nose to feed her? I’d seen people on TV who were in hospital with them, but they were all really ill. I felt very confused. If CF was just a cough, then why did Nicole need this? Suddenly I remembered hearing Mum on the phone to a friend a few weeks before: ‘… she’s not gaining weight the way she should be. Her body can’t absorb enough nutrients. We think she’s going to have to be tube-fed …’ she’d said. Now it all made sense.

Running over to the kitchen table, I flung my arms around my sister. ‘Don’t cry, ’Cole. I think it looks cool.’

‘Thanks, La La.’ She sniffed, rubbing her eyes. ‘I think I’m going to call it Sally The Snake.’

That night I lay in bed watching as Mum hooked the machine up to Nicole, the pouch of high-calorie milk flowing through the clear tube and up into her nose.

‘Is it sore, Nicole?’ I whispered, after Mum had kissed us goodnight and turned off the light.

‘No, it just feels a bit tickly up my nose,’ she replied. Then she started giggling as the machine started whirring and clunking noisily. ‘If I’ve got a milk machine, does that mean I’m a cow? Moooooooo!’

We fell asleep that night laughing, thanks to Nicole’s special gift for seeing fun in just about everything.

Every night after that, I fell asleep to the whirring sound of the machine feeding my sister; a constant reminder that she was ill, even if neither of us fully understood what was wrong with her.

Nicole got used to the feeding tube quickly, flicking it over her shoulder and boasting to other children it was her pet snake called Sally. But using it wasn’t always easy.

A nurse would come to our house once a week to change it. One day, I was sitting watching cartoons as the nurse threaded a new tube up Nicole’s nose. She then switched on the milk machine to check it was working OK, whereupon Nicole began choking and vomiting.

‘It hurts,’ she cried. ‘Make it stop!’

Mum’s face drained of colour as the nurse quickly removed the tube, which had become blocked. It was all over in less than 30 seconds, but it was scary seeing my brave sister so frightened. I cuddled her tightly as the nurse re-inserted the tube, feeling Nicole trembling with fear in my arms.

I got used to seeing her with the tube, but I still hated it. I could see how people stared at her in the street when we went shopping with Mum, and how other children suddenly began to play very gently with her, as if they were afraid
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