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Hayley Okines
A Life to Celebrate


Hayley Okines with Alison Stokes


(Final chapter and Afterword by Kerry Okines)


Hayley Okines was just like any other teenager: she loved clothes, shopping, and boy bands, and hated getting up in the morning. But she had progeria, which meant she aged eight times faster than normal, giving her the body of a 126-year-old. Her positive attitude and infectious smile charmed millions of people through her Extraordinary People TV documentaries.


At the age of seventeen, in April 2015, Hayley tragically lost her battle to be the longest survivor of progeria, succumbing to pneumonia in the arms of her mother. This book tells Hayley’s story in her own words, continuing from the bestselling Old Before My Time. She reflects on the pains and perks of growing up with progeria – from the heartbreak of being told she will never walk again to the delight of passing her exams and starting college. Hayley considers mood swings, marriage, music, and what it’s like to be ‘famous’ and is heartbreakingly positive about a future that wasn’t to be.




Foreword


When I first met Hayley Okines at a Sunshine Foundation Progeria Reunion in America she was two years old. In those early years, we had no real understanding of progeria, but knew that the only way to forge ahead towards treatments and cure was together, as a team.


Hayley was one of the first participants in the research that initiated that forward momentum. She participated in The Progeria Research Foundation programs during those early years. In 2005, when she came to the US National Institutes of Health clinical study, she was a shining star – courageous, cheerful and full of hope. Now I see her when she participates in the Boston Children’s Hospital treatment trials and she has grown into an intelligent, beautiful, amazing young woman.


In 2007, Hayley and twenty-seven other children were the first to participate in the first-ever progeria drug trial. She is a pioneer – and one of the reasons that we now have the first treatment for progeria. It has taken the tremendous courage and determination of Hayley, her family and others like them to bring us to this point of progress toward a cure.


Leslie B. Gordon, MD, PhD


Medical Director, The Progeria Research Foundation




Hayley’s Dedication


I would like to say a massive thank you to my Mum and Dad for always being there for me.


Mum, you are the world’s best chauffeur and potato peeler and I would be lost without the Bank of Mum. And Dad, you are a great photographer and have captured so many of our happy family times. I love you both so much.


Mrs G thanks for putting up with me throughout high school and never telling me to shut up.


Courtney for being the ‘biggest loser’ and making me laugh even at times when I didn’t think I wanted to.


Dr Whincup for being the best doctor ever. Whenever I see you it never feels like a horrible hospital appointment, you are more like a friend. You continue to look after me and explain the medical stuff in ways that are easy to understand and not scary. Thank you for your continuous care.


Hayley xxx




Kerry’s Dedication


Thanks to my Mum and Dad for your never ending support and love.


My sister Janie for being my rock: you’ve been there through my darkest times and the fun times too. You are an enormous help to me and Hayley, both physically and emotionally.


My friend Angela for being there to give me a ‘kick up the bum’ when I need it.


To the medical teams and scientists in the UK and USA – a massive thank you for keeping us up to date with the trials and new treatments. Your relentless research is helping us to understand and fight progeria.


Tracey Gilbert, aka Mrs G, who took on the role of being a mum to Hayley throughout her high-school years. It made me happy knowing that Hayley had someone to talk to as a friend and confidante. Every day you made sure she was all right and never once broke Hayley’s trust.


And last, but no way least, Hayley. You may be a mardy-arsed teenager, but you are the reason I get out of bed in the morning. You give me the strength and focus to keep going through the sad times and the good. Your sarcasm and wit make me laugh every day. You are one special daughter.


Kerry




Introduction


People always ask me what it’s like being a teenager with progeria. And I never know what to say because there’s nothing to it. I don’t think of myself as being a teenager with Hutchinson-Gilford progeria; I’m just a teenager. And this book is all about my life as a teenager. But before you start, here are some things you should know...


About me:


•   Just because I’m small, it doesn’t mean I am a baby. I am seventeen not seven and would prefer it if people talked to me like an adult.


•   People who have seen me on TV say, ‘you’re so happy. How can you stay positive all the time?’ But I’m really not a positive person; I can be negative like most teenagers.


•   I hate it when people say I have the body of a 136-year-old because I don’t feel different from any other teenager.


•   I am in a wheelchair because I can no longer walk on my own. But I am not disabled; I just can’t walk on my own.


•   I have dreams, ambitions and crushes.


•   Progeria doesn’t define my life, it just makes it more awkward and interesting.


Some things you should know about Hutchinson-Gilford progeria:


•   It’s a really rare syndrome that makes you age eight times faster than ‘normal’ and really small.


•   There are ninety-four cases in the world, so far, and most people with it die from strokes and heart attacks.


•   It’s caused by a bad gene.


•   It’s not catching, it’s not passed on in families, it’s just bad luck.


•   When I first had it, doctors said I probably would’t live to see my thirteenth birthday. I’ve just turned seventeen.




Chapter 1


‘Why Am I Such A Rubbish Teenager?’


My thoughts on drugs, dates and getting drunk


I want to let you in on a secret. I really am a sad excuse for a teenager. I may be seventeen but sometimes I feel like I really am eight times older. I don’t do any of the things that girls of my age are expected to do like drink, smoke, swear or hang around in parks or on street corners. I hate alcohol: wine is horrible and beer smells like old socks. I’d much prefer a cup of tea or a mug of hot chocolate. I never intend to get drunk in my life because drunken people irritate me so much. Smoking is disgusting. My mum smokes and I hate the smell. I don’t even swear, well at least not out loud, I just mutter swear words in my head.


I only have one close friend now and her name is Courtney. We first met at primary school when we were four years old and have stayed friends ever since. She has stuck by me through all the horrible times and looked out for me at school. I have thousands of followers on Twitter and friends on Facebook but they are mostly people who have seen me in the TV documentaries, which have been shown all over the world. I have had film cameras following me and filming my life since I was four years old, but I still find it weird when strangers come up to me and say ‘Haven’t I seen you on TV?’ Usually I nod and say, ‘Probably.’ The last documentary I made was in 2010. I stopped because I didn’t like being the centre of attention, but those old programmes are still being shown on different channels like Channel 5 in Britain and the National Geographic Channel in America. I don’t like watching them because I look like a baby.


I never stay out late, because I hardly ever go out on my own. Generally I would rather stay at home snuggled under a blanket on the sofa, dressed in my onesie with a cup of tea in one hand, a biscuit in the other, and watch TV, listen to music or read a book. I need to wrap up to keep warm because my body doesn’t have the same layer of fat as most people’s so I feel the cold. I feel cold even in the middle of summer.


I take drugs, a lot! But don’t panic, they are all legal. Since the age of nine I have been part of a pioneering drug trial in America, so I have to take a cocktail of pills every day. Some are because of the trial to find a ‘cure’ for Progeria and others are to keep my heart healthy – but I’ll explain more about the medical stuff later. Mum says I take so many pills I rattle.


Most other girls my age have boyfriends. I don’t, although there is a boy who used to be at school that I liked. I’m not going to say his name but I’ve liked him for a long time. We used to be friends a couple of years ago. Once when we were in maths class he spoke to me. I’m sure I went red. I whispered to Courtney, ‘I think I’m going to be sick’, which is not very cool. Then, when I dislocated my hips and stopped going to school, I didn’t see him for nearly a year. When I went back, he didn’t notice me anymore.


Mum used to tease me and say Harry was my boyfriend. Harry Crowther is just a friend who also has Progeria. He lives in Yorkshire, which is the other end of the country from where I live in Bexhill, but we kept in touch on Facebook and both our mums are friends. He’s fifteen and has atypical Progeria. It’s a different form of the disease from my Hutchinson-Gilford Progeria so he only ages five times faster than normal compared to my eight times. That makes him seventy-five. ‘Harry’s your toy boy,’ Mum says, when she really wants to annoy me. I first met Harry when Mum and I appeared on the TV programme This Morning. He’s two years older than my brother Louis and likes the same things: computer games and video games. Harry is a real gentleman, he’s funny and kind, but he’s not my type. My type is more like Nathan Sykes from my favourite band, The Wanted.


Like many teenage girls I have real issues with my body. I don’t like any part of me. My knees are knobbly and my arms are really thin. I hate showing them, so I always cover them up with jogging bottoms, hoodies and cardigans. Even my nails are not like proper fingernails, they are just little things on the end of my fingers. I don’t agree with plastic surgery but I wouldn’t mind being put to sleep if I could wake up with fingernail implants. I always wear a bandana on my head; I feel naked without one. To me it’s like going out without underwear. I have a pink one and a white one, which I decorate with a daisy chain. I also have a black one, which I used to wear to match my school uniform. I wear bandanas to cover the fact I have no hair. In my old baby photos I have a thick mop of hair and shiny, fat, pink cheeks. Dad says when I was born it looked like I had highlights. But by the time I was three all my hair had fallen out. I remember, when I started primary school, someone asked me what I would wish for if I had a wish. I said ‘nits’ because other kids who had hair got nits but I didn’t.


When I was twelve or thirteen I went through a phase of wearing a wig. It was dark blonde, shoulder-length with a fringe, the same colour as the hair I used to have. I liked wearing it; it made me feel like the other girls. I could shake my head and my hair would flick around. If I had to choose a favourite part of my body it would be my eyes. When I was born Mum said I had eyes as big as a bush baby’s. People tell me I have beautiful blue eyes, but quite frankly I don’t see it.


Shopping for clothes is no longer the problem it used to be. When I was ten my body was the size of a two-to-three-year-old, so I could never find clothes to wear that didn’t make me look like a baby. Mum had her work cut out sewing clothes I liked to make them fit. I am still only the height of a seven-or-eight-year-old, but at least you can buy fashionable clothes for kids these days. I’m actually smaller than my sister Ruby and she’s nine. My biggest problem is finding trousers to fit, because I have a tiny waist and really long legs. That’s why most of the time I wear jogging bottoms with elasticated waistbands made of soft fabric. The last time I wore a pair of jeans I got an open sore on my waist where the denim had rubbed my skin. It took ages to heal. I think my feet have stopped growing at size ten, which is OK as I mostly wear Converse trainers.


I guess you could call me anti-social – that’s the teenage part of me. I’m addicted to my phone, but not in a stereotypical teenager way. I use it to text Courtney all the time and sometimes I will text Mum and Dad but I don’t sit at the dinner table glued to my phone. And I don’t play with it when people are talking to me. I can’t stand people who do that. It’s really rude and irritating.


Now that I’ve grown-up I think Mum finds it hard to know what to do. When I was little we did so much together. She took me on some amazing holidays. We went to Florida and Egypt. I also got to meet lots of famous people like Kylie Minogue, Prince Charles, Simon Cowell, Justin Bieber and Steve Irwin the Crocodile Hunter. But now I am seventeen and in a wheelchair I just like staying at home.


Mum says she can’t remember being as spoilt as me when she was my age. ‘I was a nice teenager,’ she says whenever we argue. But Nanna has a different story to tell. She says Mum was a ‘bloody nightmare’ at my age. She started smoking and drinking at fifteen. And when she was my age she used to go out to discos with her sister Janie. One night, Auntie Janie told me, Mum was so drunk she had to carry her home and when they got to the corner of the street where my nanna lives, she had to sober her up quickly so my nanna wouldn’t shout at them. At least I’m never going to be able to get into such a state that I have to be carried home because I’m so drunk I can’t walk!


So you see I’m really not a very good teenager.




Chapter 2


‘Why Are Parents So Annoying?’


Meet my family


My family is bunch of weirdos, but weird in a good way. I live in a red-brick semi on an estate in Bexhill-on-Sea with Mum, my brother Louis, sister Ruby, three dogs and a cat. Our house has a neat little garden at the front and a big lawn and decking at the back. I also have another brother, Luke, and three sisters, Charlotte, Stacey and Oceana. They don’t live with me, but I love them just the same.


Mum and Dad are divorced now, but they are like best friends, which is a good thing. Dad has a flat of his own near the beach in Bexhill, which is a ten-minute drive from our house. We kids stay with Dad every other weekend or a couple of times in the week. Sometimes Dad sleeps over at our house, mostly if Mum goes to visit her sister Janie.


I’m glad that they have sorted their differences as they went through a bad time before the divorce. They were always arguing and saying nasty things to each other. They couldn’t even look at each other or talk to each other without having an argument and mostly it would start over nothing. Dad would say Mum was a bad mother which would make her really mad and she would shout back at him. Then Dad would shout louder and Mum would raise her voice.


They would mostly argue when we were in a different room and didn’t think we were listening. But it was impossible not to listen as they would be so shouting so loudly. Sometimes Louis, Ruby and I didn’t know where to look or what to do. I’m sure the people living in the next street could hear them too. The trouble is they are both opinionated. At first I felt sad and a little bit guilty, because they had only been married for five years and I had wanted them to get married in the first place so that I could be Mum’s bridesmaid. When I asked my dad why they always argued, he said, ‘We just stopped liking each other’, which is really sad.


I have a typical teenage daughter’s relationship with my mum. Sometimes we’ll shout and say horrible things to each other. Then we’ll be upset and say, ‘I’m sorry, I never meant the things I said,’ and we’ll be nice to each other again. Mornings are always the time when we argue the most, especially when I get up and find she’s moved my things and I can’t find anything. A typical morning goes like this:


Me: ‘Where have you put my laptop charger?’


Mum: ‘I haven’t touched it.’


Me: ‘Well I left it on the coffee table last night before I went to bed.’


Mum: ‘Well I haven’t seen it.’


Me: ‘You’re the only one who has been in the house.’


Mum: ‘Is this it?’


And she’ll get it out of the cupboard when I know for a fact I didn’t put it there.


One time I was really annoyed with her because we’d run out of sugar. It sounds like a petty thing, but I was getting ready for school and I went into the kitchen to make a cup of tea. That may not seem like a big deal, but believe me it takes a lot of effort to manoeuvre my wheelchair down the hall and into the kitchen without taking the wallpaper off the walls. Then when I poured the tea into my cup, I reached over for the sugar jar and found it was empty, so I had to use icing sugar instead. It was disgusting.


When Mum does things that annoy me, I text Courtney ‘I’m so mad’ and she’ll text me back ‘I’m so mad’. It’s so weird it usually happens at the same time. Then we’ll send each other a picture of our favourite bands and that always cheers us up. Courtney and her mum don’t argue as often and me and Mum. Whenever I think bad things about Mum, I always feel bad afterwards but we never say sorry. We just start talking again but never really apologise. I’m not good at apologising.


Sometimes when Mum is in a bad mood or unhappy it’s because she has argued with her friends on Facebook. I don’t go on Facebook but Mum is always on there. She has thousands of friends but there are some people who irritate her. Once there was a woman she used to be friends with who started saying horrible things about her, and Mum was really upset. One weekend when Dad took us out for the day Mum went out with her. I was thinking, ‘What are you doing? I thought I banned you from seeing her, but I saw you talking to her in the street. Can you just not talk to her?’At times I feel like I’m the adult. I wanted to ground her for a week, lock her in her room and confiscate her phone so that she couldn’t go on Facebook; I thought that might make her happy.


Mum says that we kids have no respect for her. I do respect her, it’s just I’m just not very good at showing it. I know it can be hard for her because of my progeria. She has taken care of me all my life, looking after me, taking me on all the hospital trips and stuff. She always acts so strong but sometimes I know that she isn’t OK. She tries not to let me, Louis and Ruby know, but I know. She doesn’t know I know, but I do. When that happens I never know what to say, I’m not good at comforting people. Usually I will tell Ruby to go and give Mum a hug and that seems to help.


My dad is the brains in our family. He’s really technical and knows all sorts of weird and clever stuff. Anything to do with gadgets and computers and fixing stuff, he’s the man. He knows loads about history and how things are made. He takes us on days out to see art exhibitions or visit museums and parks or for walks along the sea front. Sometimes he annoys me in different ways from Mum, but I still love him. Depending what mood he’s in, he can be really irritating, especially when we are sitting together on the sofa watching TV and he starts poking and tickling me. He mostly does it because I’m an easy target and I can’t run away. I either find it hilarious or just tell him to stop, depending what mood I’m in.


My sister Ruby is nine years old and is much taller than me. Mum calls her Booby because she’s the baby of the family. I was seven when she was born and I really wanted a little sister to play games with and put make-up on. Before she was born I used to put my hands on Mum’s pregnant belly and feel her moving inside. When Ruby is in a nice mood, she is the sweetest kid ever. She’ll happily run errands for me like going to the shop to buy me chocolate. But when she’s in a bad mood she is so horrible. Honestly, she is like nine going on nineteen. She can have such an attitude. I can’t really talk much because I have a bad attitude too but I’m the oldest so it’s OK for me to be moody and a bit hypocritical. When Ruby is in a bad mood she will start arguing with me for no reason. We are both argumentative people and fight over normal sister things. For example, I will ask her to go upstairs to my bedroom to fetch my headphones or go into the kitchen to fetch me a drink of water or something. And she’ll say ‘Why can’t you do it?’


Then I’ll say, ‘Do you realise how long it’ll take me?’ I have to drive my wheelchair out through the living room, making sure there’s nothing in the way, to get into my lift and go upstairs. Then when I get to my room I have to get my chair out of the lift and send the lift back down so I have enough room to move my chair around the room, get what I want, call the lift back up, get in and go back down. When I’ve done all that it will take ten minutes.


‘It will only take you ten seconds,’ I say.


‘You can’t be bothered to do anything round here,’ she says.


And I say, ‘That’s because I can’t!’


Then Mum chips in and says, ‘You need to be stop being so horrible to Ruby because she does everything for you.’


And I say, ‘She doesn’t – only when she’s in a good mood.’


I really wish I could just get up and do things for myself, it gets really frustrating. I wish I could do simple things like looking for the remote control for the TV when I want to change channels or walk into the kitchen and get tomato ketchup from the cupboard to put on my dinner. Whenever we argue, Ruby will always try to get last word and I’ll shout back, then we both get shouted at by Mum. If the fights get really out of hand Louis will step in and drag Ruby off or slap her, then Ruby cries and Mum gets really mad. When that happens we both know it’s time to stop.


The rest of my family know when I’m in a really bad mood; I don’t shout, I go completely silent and stick my headphones in my ears and listen to music. Sometimes I crash into the walls with my wheelchair but not on purpose. If I wasn’t in the chair I would probably just stomp off and slam the door. Whenever I’m in a bad mood I text my friend Courtney and that always makes me feel better.


Ruby’s fashion sense is ‘different’ to say the least. Courtney’s sister is the same age and she has pretty good fashion sense, but Mum still picks Ruby’s clothes for her. Once when Courtney was sleeping over at our house, Ruby came downstairs in a short skirt, no tights and a bright yellow spotty top. It was so embarrassing. Half of her tights have holes in them.


Mum is always telling me not to be so nasty to Ruby. ‘You used to look the same when you were her age,’ she says. But I have photos and hours of TV documentary films that prove I never dressed that badly. Sometimes I wonder why Mum takes her side because she’s always moaning at her about the state of her bedroom. It’s disgusting and messy and you can’t even see the floor. Mum has refused to go in there and clean it. ‘Things will start crawling out of there soon,’ she says.


Lately Ruby has started to wear make-up but I think she should stop. The other day she came in with dark rings around her eyes. I said, ‘Are you wearing make-up?’


‘It’s only a bit of mascara,’ she said.


I told her to take it off. She’s only nine, she shouldn’t be wearing make-up. When I was her age I used to wear kids’ make up but not for real. Once, when she was little, she got hold of Mum’s make-up and put eye shadow and mascara all around her eyes – and on the carpet. I laughed a lot but Mum didn’t think it was funny.


Whenever I ask her if I can put make-up on her up she looks scared. I don’t know why, she used to let me do it when she was younger. It’s not as if I hurt her. Well that’s not actually true. Once I was curling her hair and I burnt her ear with the irons, but it wasn’t my fault. I asked her to sit still but she kept moving. I said sorry but it was awful, she started crying and had a red mark on her ear. I felt really bad. I said ‘Sorry, but please don’t move next time.’ Actually, there wasn’t a next time! I think Ruby was relieved when I gave up hairdressing in school!


Despite our fights Ruby knows that whenever she is sad, she can talk to her big sister. She gets sad a lot, mostly thinking about Maddie. Maddie was my best friend. She was three years older than me and had progeria too. She was only eleven when she passed away. It’s weird because Ruby was only a baby when it happened but she remembers lots about her. I can’t remember things that I did when I was a baby but Ruby talks about the times we would visit Maddie and her family and play on a trampoline with her sisters. I can always tell when Ruby is feeling down because she stays in her room and writes poems. When she is in one of those moods, she will say things like ‘I miss Maddie so much.’ I tell her that I miss her too.


‘She was my best friend,’ I’ll say. Then I’ll talk about our friendship. ‘We were so close people used to think we were sisters,’ I say.


We only ever argued once – and that was the night before she passed away when she wanted to play my Nintendo DS and I wanted her to play with our Barbie dolls.
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