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Introduction



As I am finishing this book, I’m about to begin training for my last Paralympic Games, Paris 2024. I’m so excited to get started, to enjoy this final year in a world I have felt is my home for many years.


I’m 28 now, and coming to the end of one massive chapter in my life: the swimming career I embarked upon when I was still a child, becoming the youngest ever Irish Paralympian at the age of 13 and winning a gold medal in Tokyo in 2021. But that said, there were many times in my life as I was growing up when I was struggling, and I had no one to talk to, and no one to turn to, and it felt like there was no one else who felt the way I was feeling.


Feeling alone made the difficult things I experienced so much worse; I believed no one had ever felt the same, this different, this other, not enough, and that made things so much harder. It was only when I began to speak out about how I was feeling that I learned I was not alone – far from it, in fact! In the greatest way possible, I wasn’t special in the slightest – many people felt or had felt the same. That they were different, other, not enough. Ironically, my differences became a means of connection with others, a point of similarity, something I came to realise the more I shared about how I felt. Being open and vulnerable started to become something that brought comfort, rather than something scary.


If you are feeling alone, and different, and you can’t find anyone in your world who seems to be experiencing the same thing, or you don’t feel that you can, or want to, talk to anyone right now, I would like this book to be a comfort blanket for you. I hope that my story told here validates what you are feeling, and that this book is a place for you to turn to when you’re feeling alone or conflicted. Hopefully you will be able to find something within these pages that might help set you on the right path.


I often get asked by people who also have a disability, or who might be feeling insecure about themselves in some way, what’s the answer? How did I do it? How did I get the courage to start living a carefree life, and how did I learn to love my body?


At first, when people asked me these questions, I used to get a bit overwhelmed by the feeling that I had to have the answer. People were coming to me, and I needed to give them what was going to work. But, I came to realise, there is no one answer. Certainly nothing I could cover in a DM reply to an Instagram message!


Because the answer isn’t straightforward. It was a slow process and there were a lot of factors involved. I went on a journey to accept my body, learning to accept myself, even discovering that I don’t always have the answer, and that maybe I still have my own work to do on myself. It is an ongoing process.


Which brings us to this book. Rather than trying to answer each query individually, I wanted to put it all down here, a sort of guidebook to how I dealt with things, what I have learned works for me, and reflections on the times I struggled, so you can have it to refer to whenever you need, dip into whenever you find yourself also struggling.


Each chapter covers something that has been important to me along the way, a sort of building block, or something I needed to learn to deal with. At the end of each chapter are three challenges, small, medium and big, because this is how I like to break my goals up when I am setting them – building from the micro up to make larger changes. I would suggest picking a new notebook to use alongside the book as you read, to record observations, feelings or even changes in yourself you are noticing as you work through the chapter challenges. I hope by tackling these challenges, and using the notebook to record your progress, by the end of this book you will be further along on your own journey towards self-acceptance.


This book is a way of explaining how I got from feeling alone and isolated because of my difference to feeling like it is the best thing about me, my superpower. But it will also show the reality of my journey, because it’s not like it happened overnight. There were so many highs – my gold medal, my time on Dancing with the Stars – but also, as you will see, so many lows. As I will explain in the chapters that follow, there is no quick fix.


I am not 100% all of the time, and I never will be. Who is? What I would like to do is humanise things, show you the truth of my story and how I came to self-acceptance, and to hopefully help you to realise that everything you need to do the same is already within you. I’m not special. That’s the most important thing for me: to make people realise I’m not special. What I went through and what I did – everyone has those emotions, everyone has those feelings, and it’s just about recognising them and learning how to deal with them. This book will show you how I recognised them, and how even the negative feelings, emotions and experiences I have had have all played their part in getting me to the place I am in now. Without them, I mightn’t have had the amazingness that comes with everything else. I might have missed the best parts.


I was never bullied as a kid. A lot of the thoughts I had were my own internal ableism. And that was because I hadn’t seen anyone who looked like me, so for many years I felt I was inherently wrong. Ever since I have learned to embrace my arm and my body, I’ve made it my mission to put myself out there as much as possible, and to try and be a role model, to be that person for other people with disabilities to look at and think, if she can do it, I can do it. Visibility is so important.


It’s not just disabled people who I’ve connected with. It’s anyone who has had any sort of insecurity, anyone who has felt like they haven’t belonged. I want this book to be the person I needed when I was a kid, a teenager, or even older. For anyone who feels similarly, I want it to be that for you too, now, in the moment.


I know how bad the demons in your head can get, how paralysing thoughts can be, how you might not even recognise the extent of the negative self-talk you’re subjecting yourself to. I want to highlight the power of the negative, but also of the positive things you can say to yourself. And to look at all the things that are in your control which you can do to make yourself feel better, the pillars of your life that will help you to love yourself.


I want this book to be nearly like a best friend that you can turn to when you don’t have anyone else to talk to. I have a wonderful, loving family, but the thing about me and my arm is that I never told anyone that I was scared, or about the thoughts I was having. I’m not sure, even if I had wanted to, that I could have; I didn’t even understand exactly what I thought. I just knew I had to hide, rather than embrace who I was. And I knew I felt as if I couldn’t be loved, that I was unworthy. These were all things that I kept in. I couldn’t tell anyone because I felt like no one would understand. So I want this book to be something that you can relate to, and hopefully, a place where you will feel understood.


A place where you can find yourself, which means you don’t have to turn to someone if you don’t want to. You can turn to this book and rely on it, as you might a good friend who you can talk to. Sometimes there’s only so much talking to other people we can do, and at the end of the day it has to come from inside you. I want this book to help you with that.


I’ve gone to psychologists; I’ve gone to sports psychologists; I have access to so many people who could help me. But often I have found my strength and inspiration from the books that I read. I want this book to be that inspiration for anyone who reads it.


When you have a difference, adapting to situations is a skill that you learn from a very young age. So when things happen now, and there might be a bit of panic, I’m able to think outside the box a lot more easily than other people because I have learned there is always more than one way of doing something. People will often say to me, ‘Oh, you’ve overcome your disability.’ I hate that, because I haven’t overcome my disability. The world isn’t designed for disability, so I overcome ableism, every day.


Whenever I’m telling my story, my life seems to naturally divide up into chapters. Pre-Beijing, and the thirteen-year-old kid I was at those first Games in 2008. Then the years up to London in 2012, a teenager, struggling to balance wanting to do the things that everyone else was doing with needing to learn what was necessary to look after myself as an athlete.


Then between London and Rio, learning how to better physically mind myself. Becoming a better athlete, stronger, fitter. But then realising in Rio that I hadn’t been minding myself mentally. And finally, the years between Rio 2016 and Tokyo 2020 (its official title, although it actually took place the following year) when I really started to understand how to do that.


The chapter I’m in now, I finally feel like I have all the tools. I’m going to retire from swimming this year, after my last Games in Paris, and I’m already looking forward to what comes next. Where before, a lot of my decisions were made for other people, or influenced by other people, at this point in my life it’s as if I’ve come full circle, and I’m back to where I was when I was a kid; I am swimming because I love it. And as an adult, I feel like I am really learning how to love myself more. I do things for me, and I am comfortable in my own individuality. All those other Games, all those years, I was always so influenced by people around me, letting them make the decisions and just listening to them. Now, I have learned to listen to myself.


In sport they always say, ‘Control the controllables.’ In these pages, I have tried to capture the story of my controllables, the things I did, and still do, to get me where I am today: comfortable in myself. Embracing my difference, seeing my arm as my superpower. To track the ways I’ve managed various aspects of my life, in the hope that they might help you to feel how I feel today. Happy, strong, not afraid, not alone, finding the power in my difference, embracing who I am.


Perfectly Imperfect.


Love,


Ellen
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People often point out to me how relaxed I looked in the moments after I won the gold medal. It was in Tokyo, at the 2020 (2021) Paralympics. If you look back at the video, you can see how calm my face is. It’s not that I wasn’t happy, but in a way, I had known I was going to win. I had been building up to it for so long.


I think because I had spent so much time working towards it, even in the moment in Tokyo, after I’d won the gold medal, it was the weirdest feeling. You watch sport, and you watch people achieve their goals on TV all the time. There’s this big dramatic exertion of emotion. And I didn’t have that. What I had was a calmness. For ages, I was almost afraid to watch the video back, because I was afraid I’d never feel that calmness again.


Just before I dove into the pool that day, I told myself, ‘No matter what happens, you’ll be OK. I love you.’ That was the first time that I ever really believed those words. And that is how I won a gold medal.


By the time I got to Tokyo in August, one year after the Games were initially planned, a date postponed because of Covid-19, I was in the habit of doing self-talk, especially every time I had a hard session. I would talk to myself encouragingly, and it would help me get through. Still, though, when it comes to the Games themselves, the pressure you feel in the lead-up, when you’re actually in the village, then about to walk out, is very intense.


But on the day, I just kept saying to myself, ‘There’s no way I can’t win gold here.’


In the call room before a race, I always listen to music. The room has chairs everywhere; it’s where athletes wait before their races. Next is a smaller room where the two heats just about to race spend their final moments before getting in the pool. Sitting there, I was so relaxed. I was listening to Eminem – I had gotten into the habit of telling myself, ‘I’m phenomenal,’ every time I raced, listening to his song called ‘Phenomenal’. I took the sentiment from it. That day, my playlist ran out before it was my turn to get in the water, and a Katy Perry song came on, unplanned. Called ‘Unconditionally’, it’s about loving someone else unconditionally, but in that moment, I took it to mean that no matter what happened, I would love myself unconditionally. Sitting in that corridor, it gave me further peace of mind.


In that moment before getting into the water I felt completely relaxed. Even that song was another sign that I could trust that it was going to happen. So when it actually did, when I won gold, that’s why I was so relaxed. Because I had just believed so much that it could happen.


Celebrating your difference


It all came together for me in those moments. But years of work, in the pool, and personally, in all aspects of my life, had gone into being able to meet this challenge with such conviction and self-belief. It’s everything that made up that path over those years that I want to share with you here. All the things I did to get myself to that moment before diving into the water, when I was full of self-belief, self-love, trust in myself and my abilities. How I set goals, big and small. How I learned to love myself, to celebrate my difference.


When I dove into the water, my goggles filled up with water almost immediately, and I couldn’t see a thing. Luckily in training I had counted my strokes, so I knew how many it would take me to get to the other wall, roughly 15 or 16. I mostly couldn’t see the woman in the lane beside me, my main competition; I couldn’t see anything at all. In hindsight, I think this was a good thing, because I couldn’t panic. In the past I would have been really aware of other people around me. And where before, something like my goggles flooding might have thrown me, on that day, I knew I just had to focus on what I was doing. Nothing distracted me, and I was filled with self-belief.


It was just another little happenstance that made me feel that everything was happening as it should. I wasn’t meant to see what was going on. It meant I was laser focused.


When I finished my race, because my goggles were filled with water, all I could see was that my main competitor’s block had two lights on it. I knew she was the closest one to me, that if anyone was going to beat me, it would have been her. Because her block had two lights, I knew my block would have one light.


I had come first. Gold.


My story


Growing up, as far as I could see there was nobody in the world who looked like me. Nobody I knew, no celebrity, nobody in the media, nobody with a body like mine who I could look up to.


When people thought of someone with a disability, they thought of someone who was in a wheelchair, or maybe blind or deaf.


I was born with one arm. I kind of forget now that people don’t know my arm story; I don’t know if I have even told my boyfriend the background. I don’t talk about it that much anymore; I guess I spoke about it more in the beginning because I felt the need to. But I’ve been in the media a fair bit by now, so it had gotten to the point where I felt, OK, people don’t need to hear my story anymore.


I’m the youngest of four, with an older sister, and older twin brothers. We grew up on Dublin’s northside. I was born with my left arm missing from below the elbow. My parents, Eddie and Laura, hadn’t known it was going to happen before I was born – it didn’t show up in any scans. The story they told me is that my mam was very sick in the hospital just after I’d been born, so the first person to see me was my dad. There was a big fuss over me, and he didn’t really understand what was going on; there was also a big fuss around my mam, just a lot of chaos.


When the nurse eventually brought me in for my dad to see me, my arm was pulsing and red. ‘Oh, don’t worry about that,’ she told him. ‘The doctor will be in in a second to sort that out.’


In the heat of the moment with everything that was going on, my dad thought a doctor was going to come in and somehow perform a magic trick where he just needed to maybe cut something, and an arm would appear. As he was probably quite overwhelmed by all that was happening, that was my dad’s logic, because he hadn’t been expecting any of this. And because it just wasn’t a typical thing you would see. I suppose he hadn’t yet had time to properly take it in.


Of course, the doctor didn’t do anything to make an arm appear, and after a day or so, my dad brought me home. (My mam had to stay on in hospital for a short while longer before she was well enough to come home.) Obviously they were a bit shocked, but my parents have always been so good at just going, ‘It is what it is.’ They decided, ‘OK, we’re going to throw her in the deep end [excuse the pun] with her brothers and her sister. This is how it is, and she’ll be fine.’ And so I wasn’t treated any differently. And mostly, for my primary school years, I was fine. In fact, I was a really happy kid, who loved to play, who laughed a lot.


The medical term for being born with different limbs is dysmelia. My parents were never given a reason why it happened. But through my sport I’ve come across many girls with very similar arms to me – in the world of para sport it always seems to be girls who have one arm and boys who have one leg, I don’t know why, and it always seems to be the left arm that’s affected as well. In meeting these girls, I have heard various reasons for why this might happen.


One reason people are sometimes given is that the umbilical cord wraps around the arm in the womb and prevents growth. Another girl told me she poked her stump out of the amniotic sac, and that prevented the arm from growing. I know another girl who underwent a new method of prenatal genetic testing when her mom was pregnant; her mother was the first person to get this test done. The doctors were able to see something in her DNA that showed her arm wasn’t going to grow.


Getting stuck in


Like I say, my parents were never given a reason why. I don’t think any one of us has a specific right answer; there are just lots of possibilities as to what it could be.


Either way, I was treated exactly the same as my older siblings. I went to playschool, did lots of sports and activities. The only difference I knew compared to everyone else was that I went to Cappagh Hospital for rehab. I needed to learn how to use my hand a lot more: I remember that as a kid there was always Play-Doh for me to mess with, to strengthen my hand muscles.


I also got to be quite mobile with my left foot, to the point where I could use it as a hand. The doctor told my parents, ‘Oh, as soon as she starts wearing shoes, she’ll lose that dexterity, she won’t be able to do it anymore,’ but they were wrong; I’m still really flexible and dexterous with my left foot. I can pick things up with it, open doors. If I’m walking around the house and I need to pick up something, I will just lift it with my foot and then put it in my hand. I do this without even thinking about it – it’s more of an automatic thing. I always thought everyone did that! But they don’t. My right foot is completely useless compared to my left foot. It frustrates me so much!


My flexible left foot also helps me in the pool; it means I have more grip. For breaststroke, you turn your feet out and kick. I’m able to do that a lot more easily on the left than I am on the right. It means I need to do a lot more rehab exercises with my right foot to try and get the flexibility up to match my super-strong left foot.


Because of this, my foot means more to me. When I was doing Dancing with the Stars, I remember I hurt my foot at one point, and I was freaking out because for me, it’s like my hand – I need it.


Going to rehab was the only big difference in my life compared to others as a child. I’ve always had a prosthetic, but my mam always gave me the option of whether or not to wear it – my parents never wanted to force it on me.


As a kid, I would always take it off and throw it around, which could sometimes lead to funny situations. One day when I was little, my mam took me with her to the supermarket. I was in the trolley, and I threw my prosthetic into the freezer with the peas and stuff. We moved on without my mam noticing, and then all of a sudden women were screaming at the freezer; they had spotted the prosthetic nestled amongst the bags of peas!


I didn’t like having a prosthetic; I felt it wasn’t me and instead was just getting in the way. My arm would get really sweaty, bacteria would build up, and I would get sores that were extremely painful. It’s hard enough keeping a kid clean without having to think about prosthetics.


I remember my first day at school, going in I had a prosthetic on and we all brought our teddies in. I was happy and excited – that was generally the kind of kid I was in primary school. I don’t remember feeling different. I would always leave for school with my prosthetic on and come back with it sticking out of my bag. (When I started going to the senior school, I had an electric arm so that I could cycle. It had sensors on either side and would open and close. But the battery would last for just half an hour, and after that it would be stuck on just closed or open, one or the other, and I wouldn’t be able to use it anymore.)


I never felt othered or different in primary school. I wasn’t insecure or aware of my arm like I later became in secondary school. I played GAA, did hip-hop and tap dancing. And obviously, I swam. Kids were never mean to me or anything. I was always surrounded by people who were so open to trying things another way.


With GAA, for example, I used to play for Scoil Uí Chonaill. To pass a ball, you have to hold the ball and then obviously hit it like that. I figured out my own method that worked for me, and that was absolutely fine.


The only time I ever felt excluded was when a substitute swim teacher made me wear an armband. That wasn’t fun, and my mam went through her for it afterwards when she found out.


I guess I was vaguely aware that I was different, but I never felt othered, and, most importantly, being different didn’t feel like it was a bad thing. I was just Ellen, a happy kid who loved to run around, who laughed a lot, who liked to play.


A lot of this is down to my parents. I think what they gave me, or the sense they created around me, was that there were never any barriers. It was only as I became an adult, moving out more into society and doing my own thing, that I started to see the barriers. Then, it was society and other people putting up these barriers. My parents had never put up any blocks; at no point when I asked if I could do something was no the answer. Their approach was always just about adaptation, and a matter of trying to figure out a way of doing something.


My dad comes from a really big family, he’s one of seventeen, so he’s always had to work hard. If he wanted something, he had to figure out a way of getting it. And I guess he was always competing with his siblings for whatever was going. So he is just so good at figuring out how to get things done. And then my mam was brilliant at nurturing, and making sure that I believed in myself.


My parents would get very defensive if someone said no to me. Because there was no reason why the answer should be no. When it’s no, it’s just a lack of imagination, and a lack of creativity. And fear as well. My parents have just never had that fear. It was always about possibility. I grew up really loved.


It was when I went to secondary school and moved into my teenage years that things started to change. I began to really feel my difference from everyone else – being different is the worst thing possible for a teenager – and I began to feel really insecure about my arm. I started to hide it, resting it behind my back in family holiday photographs, always wearing loose hoodies with long sleeves that would conceal my arm. My mental health began to suffer, and I became more and more silent: scared to talk up, afraid of confrontation, keen to fit in and pass through unnoticed, with no confidence whatsoever in my own views and opinions.


Finding my safe space


The pool became the only place where I felt safe. Amidst all the change of secondary school, the sense of being unlike everyone else, of never being enough, it was my constant. I found people there who are still to this day some of my best friends. People with whom I felt I belonged, a feeling that was missing in school.


When you train together like that, there’s a sense of solidarity. You’re in it together, the fun times and the hard times. No matter what the session or the set was, by the end of however long it lasted, we’d completed it together. So there’s bonding, and joy that comes with it. There was also a sense of acceptance. My swim teammates never treated me any differently. They were just my family – that’s how I feel about them and other people in the swimming world. I guess that’s why I was a bit overwhelmed at my last World Championships in 2023, because professional swimming is my home, and it is also my family, and I’m going to miss it.


The pool was somewhere I never felt the need to hide myself; it would have been impossible even if I’d wanted to, stripped back as I was to swimsuit, goggles and hat. But I never felt the desire to hide who I was, or to conceal my body, in the pool. It was the place that showed me I could be confident, strong, make friends, achieve things, speak up, laugh, even when I felt I couldn’t do these things anywhere else in my life. At times it was like living two different lives or being two different people, but even when I struggled, deep down there was always a part of me that knew I could be a happy, confident person, because I had experienced that as a kid, in the pool, at school, with my family.


In class in secondary school, I would hide my arm, covering it under a long sleeve. I constantly dreaded the reactions of others. Just the anticipation of that was as much a problem as the occasions themselves when someone would say something. The expectation of the next time keeping me in a state of anxious alert for when I would next be pulled sharply up and out of my day as I crashed into the ignorance, prejudice or just plain awkwardness of others’ reactions to my body, and be made to feel different in front of my peers. The thing every teenager dreads was a constant possibility for me.


There is the time a teacher asks, ‘What’s wrong with your arm? Did you break it?’


The bell for the end of the class goes, and I run off, embarrassed. Someone else, a classmate, fills her in. And again, I am left feeling different, othered, and wondering if this is how everyone sees me. If all they see when they look at me is my disability – something I then felt very uncomfortable about.


Sometime after this, when I’m studying for my Leaving Cert in the Institute, a guy I have been friends with for a year asks one day in sixth year, ‘Oh, did you break your arm?’


Me: ‘No, I just don’t have an arm.’


And his shocked expression, making me feel like a freak, and so small.


A boyfriend warning me out of the blue that I can no longer be friends with one of the other guys in our group. I am completely confused – what does he mean, I can’t be friends with him anymore? It makes me cross. He isn’t going to tell me who I can and can’t talk to. He won’t explain, but instead tells me just to leave it, that this guy is not a good person, and I should avoid him.


Later one of the girls in the group fills me in: they had all been sitting around one day when I wasn’t there, and this boy had said, ‘Oh yeah, Ellen would be hot if she had two hands.’


These kinds of things only served to confirm what I already assumed society was thinking about me. And were why I wanted to avoid people ever noticing me too much, why I preferred to go under the radar, because when someone did say something like that to me, straight away it would confirm what I thought people were thinking. It confirmed my fears. That I was different, and that there was something wrong with me, that I was less than. I remember once in sixth year, I was in a biology practical and my partner was on his way, but he was late. The teacher asked, ‘Oh, where is your partner for this practical?’


I said, ‘Oh, he’s on his way in.’


And he replied, ‘Oh, OK, good. Because you’re already at a handicap.’


When people said things like that to me, it would jar me. Handicap is such an outdated term and it’s an automatic negative. It’s an automatic feeling of ‘I’m less than’. It’s that kind of thing that puts you in a constant state of hypervigilance, on edge, ready for the next remark. And when it was a teacher or someone in authority saying it, it was even worse, because they’re the people that teach others, people who other people look up to.


I always had an insecurity, a big dread of the teachers, because of their superiority, and the fact that they were in charge. I was afraid of their reactions, and their not knowing, because obviously if they did react badly, and they’re the adult, then what was everyone else going to act like?


I spent my entire teenage years trying to avoid these kinds of moments, gripped with the fear of when the next one might happen. It meant that any kind of self-acceptance or self-worth was beyond me in most aspects of my life, because it could feel as if everything around me was telling me I was not enough. Different meant being of less value.


Things got to a point where I had no self-worth or self-respect. I found it hard to have an opinion about anything, and I constantly doubted myself. In the classroom, I hated having to answer questions, for fear I would get something wrong. If someone criticised my taste in music, I would internalise that, start to believe that what I thought was stupid.


Eventually, I got sick of it. I knew I could feel better, knew I could be happy. I had been a happy, much-loved child. I had experienced happiness and certain levels of confidence in my life in the pool. I wanted to change. It didn’t happen overnight, and in many ways I’m still a work in progress, and always will be. But this book is my account of how I did that. How I managed to change, to come to love my differences, to feel comfortable in myself. To love myself.
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we should learn to love
ourselves so loudly,
it silences our insecurities.

Louise Kaufmann







OEBPS/images/cover.jpg
Perfectly
Imperfect

Embrace

your
DIFFERENCE














