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To Carl Thomas Renke, 1957–1996

Life is short, so live it.





‘The hardest thing in this world is to live in it. Be brave, live!’

Buffy the Vampire Slayer






Introduction

Hiya.

Thanks for picking up this book. It’s very nice to meet you. I’m Sam. I’m 36 and I live in London with my two cats. I’m cheeky and lovable and unlovable. I love pasta, coffee, fashion, interior design, pottering around, travelling, being the centre of attention and making people laugh. I like being able to turn an awkward situation into something hilarious. I’m an overthinker and impulsive at times. I’m uninhibited and sometimes my mouth works faster than my brain.

And … I’ve written a book! But you already know that because you’re reading it.

Before we go any further, the one thing I want you to know is that you are the best thing since sliced bread. And you know what, over the years I’ve learned that I am too!

I guess that’s what this book is about. It’s about championing ourselves. Being our own cheerleaders. I’m a great fan of the Mexican artist and thinker Frida Kahlo and have always been struck by what I believed to be her line: ‘I am my own muse.’ That’s what I aspire to be, and I hope this book might inspire you to become your own muse too. I later learned this has been misattributed to her and it was in fact written by artist Oroma Elewa, another strong woman. We really can’t have too many in our lives.

Life can be tough. It throws us all sorts of opportunities and challenges. Sometimes it’s amazing. Sometimes it’s shit. Whatever it is, it’s life and we’re lucky to be living it.

You might think my life is very different to yours. If you know anything about me at all, you’ll already know I have a disability. I was born with a rare genetic condition called osteogenesis imperfecta, which is more commonly known as brittle bone disease.

People look at me and instantly see I look different. I haven’t had an accident that has left me disabled. I don’t look the same as everyone else except that I happen to be in a wheelchair. I physically look different. My bones are curved. I’m just over three feet tall. So far, I’ve broken my bones 200 times. I’ve got scars. I’ve got features that are inherently associated with brittle bones. I look different and it’s why people often stare at me.

They feel they are so far removed from me. They perhaps feel they won’t be able to connect with me in any way as I look so different. But most of the hurdles I face don’t come from my disability; rather, they come from things we all experience. Most of my problems stem from men and money, but more on that later.

My life has been affected by all the things non-disabled people face, including loss. My father died when I was just nine and it came totally out of the blue. He died of a brain haemorrhage, which no one could have predicted, and my life changed overnight. He was only 38 and his death left a huge hole in our family.

Despite this loss, though, I love my life. It can be exhausting, uplifting, wonderful, terrible, beautiful, ugly, amazing, depressing and myriad other things. In fact, it’s pretty much like life without a disability. Sometimes it’s awesome, other times not so much. It’s rather like cats. Sometimes they’re adorable and beguiling and at other times they’re super hard work.

I want this book to do many things. I want it to tell my story. If you’re disabled, I hope some of the things I say about disability will resonate with you. If you’re not disabled, I hope you might learn something about disability and perhaps come to see it differently.

Most of all, though, I want to connect with you on a basic, human level and to talk about feelings and the lessons I have learned through my life.

I guess the biggest thing I want to say is that whatever you’re thinking or feeling, it is valid. It’s not stupid. It’s normal. And, on that note, I want you to forget what you think ‘normal’ is. There’s no such thing. I hope you’ll learn a little about disability and appreciate it can be a beautiful thing. It’s part of my identity and I want to share it.

Non-disabled people often spend their lives surrounded by messages that disability is all doom and gloom. It’s not. Sometimes it gives you real insight. Sometimes it makes life richer.

I’ve been blessed with the ability to communicate, to make people laugh and smile and connect. That’s been my biggest gift. Being able to share my experiences has helped some feel they’re not alone and I want to broaden that reach with this book and to reiterate that life – in all its messy uncertainty – is a beautiful thing.

I genuinely love being alive, and I want to pass that on. Living is such an amazing thing, irrespective of who we are. It’s a one-in-a-billion chance that we managed to get here. We are unique and that’s beautiful. I think we need to reflect on that a little bit more and appreciate the beauty of who we are, irrespective of what we look like.

From my earliest age I was written off as someone who wouldn’t achieve anything. Then I made the decision that I was not going to live for other people. I was going to live for myself. I said yes to things and my life changed. I feel very lucky, and I want to share my story.

Writing a book is bloody hard work. It’s not the actual writing that’s torturous, but more deciding what to put in and what to leave out. So, I haven’t tried to structure this book in a linear fashion. Instead, I’ve picked certain episodes in my life and reflected on what they have taught me. I hope you’ll find the lessons I’ve learned as useful as I have.

I also want to be clear that when I’m talking about disability, I’m relaying my own experience of it. Everyone is different and even those with the same condition can experience it in very different ways. I’ve tried to be honest (perhaps oversharing on occasion) because I felt it was important to be straight up.

So, thank you for picking up my book and sharing my journey. I hope you find things you can take from it and apply to your own life. After all, I always think that if I’m thinking or feeling something, then sure as hell other people are too. And we’re better off together. We are, after all, the very best thing since sliced bread …
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A Life Worth Living – and a Fabulous One at That!




I knew this day would come. Writing a book, I mean. It might sound strange, but I was sure from a young age I would make a positive impact on this world and people would one day know my name. I don’t mean that in an egotistical way – I don’t plan to change my name to ‘The Renke’ anytime soon. More that I knew my purpose. Tall dreams for a little person.

There’s a thing I’ve always done whenever I desperately want to hold on to a memory. A favourite birthday, perhaps, or a special Christmas. Lying under a tree in the south of France, with the sun’s rays cascading through the leaves, a gentle breeze moving them from side to side and allowing the light to bounce across my face. So beautiful, hypnotic and fleeting. A postcard moment in time I must capture forever.

I simply say to myself, over and over, that I will remember this moment. I will remember this moment while I take in every detail, as though etching it into my consciousness. I am completely present. Grateful and full of hope in that moment.

If I do this, the memory stays with me, clear as day. It’s almost as though I knew it to be of importance and that I would want to dip back into it at some point in the future. It is why I can categorically say I knew I’d be writing a book and sharing my story one day. In my mind’s eye, I am seven or eight and sitting on my golden Labrador Tessa’s mat in the back living room of our family home. It hasn’t been washed in a while and I can smell the faint wet dog aroma and feel the layer of grease and muck and the rubbery texture under my palm. None of this matters as I love to have after-school cuddles with my best friend.

It is such a bright day, and I am squinting from the sun coming in through the patio doors. Then, all of a sudden, a wave of excitement rushes through my body. I’m not sure what has prompted it – an overheard conversation, maybe, or a programme on TV – but in that moment I see my destiny. I know, I just know, that I am special, a game-changer, a force for good, and that, one day, people will know who I am.

Suddenly I have an innate sense of worth and determination. ‘I’m going to be somebody,’ I say to myself, giddy at the prospect, smiling. ‘Remember this moment, Samantha, remember this moment.’

Before we really get into the inner workings of my mind and you get to learn an awful lot about me – the good, the bad and the fabulous; things I’ve never shared with anyone, even my nearest and dearest – there are a few vital pieces of information you need because, let’s face it, no one really likes a blind date.

First, and most importantly, I am a huge Buffy the Vampire Slayer fan. Fact! Yep, you heard it right, I’m a Buffy über-fan. But just to clarify – and this is very important – I’m not referring to the kitsch 1992 Kristy Swanson dark comedy; sure, it had its moments and Luke Perry was kind of hot, but, no, I’m talking about the hit series from 1997 starring my queen, Sarah Michelle Gellar. That show got me through high school and even now, as an adult, I can be having the worst day and be feeling pretty deflated and all I need to do is pop on an episode of Buffy and I instantly feel an overwhelming sense of calm. It is my version of a baby’s pacifier. I simply feel safe, as if I’m wrapped in a teddy-bear duvet. It is the sense of familiarity. I know what I’m getting when I watch it.

Buffy has also become a part of my identity. Anyone who knows me well knows I’m huge fan and the show, like a signature perfume, has been associated with me since I was a teenager. I’m almost proud to have a passion in my life, even if it is just a teen series. It’s a part of me and one of the reasons I wanted to get into acting. But I’m getting ahead of myself.

Secondly, although I sound unmistakably northern and am a proud Lancashire lass who often forgets to use the word ‘the’ (as in ‘put it on table’), I was born in Germany. My last name, Renke, is Germanic-sounding but, while my mother is German, my surname comes from my British father. From the scraps of information I’ve been able to piece together, my grandfather, George, came from Lithuania and, during the Second World War, he escaped from whatever nightmare he found himself in and ended up in America. As a foreigner and a non-English-speaking fella, he decided that, to blend in with Western civilisation, he would shorten his tough-to-pronounce surname to Renke. None of our family knows what his original name was and I hate to burst your bubble, Granddad, but Renke still sticks out like a sore thumb. After all, the name Renke is hardly Smith or Wilson, is it?

It’s a strange thing to have a unique last name and I should point out early on that it is pronounced with a silent ‘e’, although most of the teenage boys I went to school with would only interact with me if they called me Renkeeeeeeee. Never Samantha or Sam. Simply Renkeeeeeeee. My point here is to be proud of your identity even if people cannot for the love of cheese pronounce your surname correctly. You may have an unusual name, or hair that goes wild in the rain. You may be super tall or have an unusual accent. You may be brilliant at spelling or terrible at maths. But it’s all these elements that make up what is essentially you. Sure, you can change things if you want to, but embracing the quirky, unusual and uniquely you bits of you is surely a better way to go.

Another piece of information about me that I feel the need to share – perhaps unwisely – is that my pubic hair grows straight, not curly. And when I say straight, I mean it looks like I’ve taken a pair of GHDs to my pubis. This is, of course, an absolute overshare, but I’ve never found the right time or place to bring it up in conversation and I’m dying to ask if this is something other women experience? So, please, if you too have salon-quality, coiffured straight pubic hair, seek me out on social media and DM me. I’d like to take comfort in the fact that I’m not the only straight pubis’d person out there.

Continuing in confessional mode, another thing I’d like to admit is that I’m also really bad at spelling. I can still remember cheating in my primary school spelling tests. Thinking I was sly as feck, I would lift the lid on my wooden school table, balance it on my head, the weight pushing into my crown, and rummage around pretending to find my rubber when really I was looking at my pre-written cheat sheet.

To this day, I totally pretend to know words I have no clue about – like, all the time. So often I’ve looked at Wikipedia on my phone, under a table, just so I can understand what’s going on during a meeting. Take the word ‘nuanced’. I’m still not clear how to use it or what it means, but I see and hear it everywhere. I’ve looked it up a bunch of times, but somehow it just won’t stick. It’s like ‘effected’ and ‘affected’. Who really knows? So I’ve learned to simply throw words into a sentence and hope for the best. It’s all about how confidently you deliver them. It totally throws people off and they think you know what you are doing.

Writing this book, then, has been pretty darn hard. Harder than I expected. I didn’t think it would be a walk in the park, but, jeez, the sleepless nights, the imposter syndrome and the wishing I’d listened more to my wonderful English teacher, Mrs Gardner, when she told me to stop repeating words and shorten my sentences. Show don’t tell.

What I’m trying to say is don’t let the small things hold you back. If you want to write a book, but are terrible at spelling, who cares? Worry about that bit later. Plus, there are all sorts of things – from autocorrect to editors – that are there to help. If you have something you want to share with the world, then share it!

Another fun fact and an absolute need-to-know about me is that I adore fashion and can visualise each and every garment in my wardrobe, under my bed, stuffed in my airing cupboard, or in vacuum-packed bags. I can bring them all together – the handbags and shoes, the whole shebang – and arrange them in my mind like some computer software programme or those fuzzy felt dollies you dress up to create a flawless ensemble. I may not have many raw talents but this, folks, is a skill and one I thought everyone possessed until people started to come to me for fashion advice.

Even bigger than my love of fashion is my love of interior design. It’s taken over my little flat in Shoreditch, East London. I’ve learned that I just like pretty things. Pretty, not expensive. Like my Buffy passion, having a home that reflects my personality and style brings me calm. It’s a tricky one to explain if you aren’t into interiors, but you know that little flutter you get when it’s Christmas and you wake up on a rainy and miserable-AF day, then you switch on your twinkle lights and somehow the harshness from the bitter cold outside isn’t so harsh any more? Well, that’s the feeling I get every time I come home. Calm. Independence. My little sanctuary.

Lastly – and possibly most importantly – I am a devoted and rather eccentric Sphynx cat mother. I always thought I was a dog person, but here I am with two Sphynx cats. Yep, Sphynx cats. My baby girl, Lola, is literally my BFF and my drinking partner because, you know what they say, you aren’t drinking alone if the cats are at home. Then there is Bruno, who is named after my German ‘Opa’, aka granddad, who is dead and therefore can no longer get annoyed that I named my cat, who looks like a scrotum, after him.

For those unfamiliar with the breed, just think back to that Friends episode – ‘The One with the Ball’ – in which Rachel buys a pink, furless fur baby and carries it on a velvet pillow. The one in which Joey sees the furless nugget and yells: ‘THAT IS NOT A CAT!’

There are like a gazillion memes out there about how these cats resemble a plucked chicken or a ball sack, or that they are the devil’s spawn. The poor sods really do get a hard time. They are undoubtably the Marmite of the cat world. People either love them or hate them with a fiery passion. So why on earth would I opt for an alien-looking cat as my pet instead of a fluffy, soft-on-the-eye breed like a Persian? Well, put simply, I see myself in them. No, I don’t resemble a wrinkled scrotum and I am not the product of incest. Instead, like me, Sphynx cats are a genetic mutation. They’re a fluke: unique, intelligent and extremely affectionate. Yet some may argue they are not supposed to exist – the Sphinxes we know today began in 1966 in Ontario, Canada, when a short-haired cat gave birth to a bald kitten which, as icky as it sounds, was then mated back with its mother. At least, that’s how the story goes. But the result is a wonderfully distinctive and special breed.

My list of things you need to know about me ends with the fact that I was born with a rare condition called osteogenesis imperfecta. Can you see where I’m going with this one? As I mentioned earlier, osteogenesis imperfecta is more commonly known as brittle bone disease, but I much prefer the term condition. I mean, ‘disease’ sounds like I have syphilis and warts and stuff. I can categorically say that you can’t catch brittle bones from me. Perhaps the odd cold sore, but no harm will come to you from my brittle bones unless you really piss me off and I run you over in my power wheelchair.

I’m not diseased. That just sounds rooted in ableist oppression, where you’d lock disabled people away or see them as untouchable. I’m just different from your typical person or what society sees as ‘normal’.

My condition is genetic, which, by definition, means it is inherited from parents or someone in your bloodline. Yet, true to form – I had to be the overachiever – I was born with a mutated version of brittle bones that doctors call type three. Neither Mama nor Papa Renke has the condition – and, no, they are not related, which, rather horrifyingly, is a question they have been asked on more than one occasion. As far as we can tell, no one else in our family has the condition. I am one of a kind and I’ve always sort of loved that about me.

So, without wanting to sound like a medical journal, what is osteogenesis imperfecta and how does it impact my life? Here are some fun facts.

Contrary to popular belief, eating a block of cheese each morning isn’t a cure. I shit you not. You’d be surprised how many people upon hearing of my condition decide to embark on what can only be described as ‘disabledsplaining’ and insist that brittle bones will go away if I just eat more cheese. News flash: no amount of Babybel or Red Leicester will undo my genetic make-up or alter my genome.

I suppose I get the connection some people try to make between brittle bones and calcium intake, but I mean, come on, guys. Apart from being completely unsolicited, patronising and grossly inaccurate advice, this kind of ableist microaggression is totally infuriating to the point where I simply want to poke people in the eye with a carrot and yell, ‘SHUT UP!’

Brittle bones isn’t a calcium deficiency. Just like anyone else, my calcium consumption only helps to keep my bones strong as much as it would the next person. Instead, it’s a collagen issue. To be more specific, a deficiency of type one collagen. Yes, collagen – that stuff some people like to pump into their lips and cheeks. We naturally produce different kinds of collagen to help our teeth, bones, skin and arteries stay strong and durable. In my case, there’s a lack of it, which affects the density of my bones.

I get a lot of people asking if I will ever be cured and the odd person on the street will literally lay their hands on me and say I can be cured if I subscribe to whatever religion or fad diet they are advocating. There is no cure for brittle bones and, gosh, we really have this obsession with curing and changing people, don’t we?

Let me make this crystal clear: I have never wanted to and will never want to be cured of brittle bones. Most disabled people I’ve met feel the same way about their condition, their chronic illness, neurodivergence and so on. Sure, we don’t want to be in pain or unwell, and sometimes we do get sick of the skin we are in, but we are who we are and being made to constantly feel like we aren’t good enough is draining and darn rude.

Take a moment and ask yourself how you would feel if someone continually questioned your sexuality, race, ethnicity, religious belief or gender? It wouldn’t feel too great, would it? So why assume disabled people want to be cured? We’ll come back to this point a little later.

A doctor once described my condition really well to me. As a visual learner, it’s stuck with me. I find it useful whenever I’m trying to explain brittle bones to anyone unfamiliar with the condition. Think of bone like an Aero chocolate bar (or any chocolate bar with bubbles in it). If you cut that chocolate bar in half, you would see it has a host of tiny bubbles inside it. Bones are like that. However, the bubbles in my bones have gone that bit extra. I mean of course they have! Instead of being teeny tiny ones, they’re pretty much gaping craters, which means my bone density and the stability and elasticity of my bones are pretty weak and temperamental. I’ve had around 200 broken bones to date, and they began in utero. Clearly, I was a disco baby and enjoyed jumping around in my mum’s womb, but it meant multiple fractures even before I came into this glorious world.

When I was born, my bones – including my skull – were so fragile that during my formative months I had to be carried around on a pillow rather than cradled in my parents’ arms. Again, we wonder why I turned out to be such a fierce and fabulous – if not melodramatic – diva, considering I started my life like an Egyptian princess. Cleopatra clearly had nothing on me.

Another fun fact. Even though I have had so many fractures, each and every one still hurts like a motherfucker. ‘But you must just get used to it, don’t you, Sam?’ people ask. No. I do not. It’s just another of those annoying questions. I’m less sure of the logic behind it and, rather than wanting to poke them in the eye with a carrot, I’m inclined to say: ‘Well, let’s find out, shall we? Pass me that hammer over there and let’s start bashing your knees repeatedly and see if you get used to it?’

I am not a violent person. I know you may be questioning that right about now, but I am a pacifist. I even cried when I once rolled over a grasshopper with my wheelchair and still feel guilty to this day. But when you’re faced with the constant bombardment of insensitive and ignorant comments and incessant questions about your condition, you can sometimes want to snap, even if it is just in your head.

So, I guess it’s a bloody good thing I’m writing this book, so I can get it all out in the open and set the record straight. To be clear: breaking bones, no matter how often you do it, hurts. You never get used to it. There are degrees of damage. There are little hairline fractures that can happen on a weekly basis as a result of a simple movement, such as picking up the kettle or sneezing. Then there are more serious compound or clean breaks that can ironically also happen from, well, picking up the kettle or sneezing. Or, more often than not in my case, drinking too much vodka while wearing slippery tights and falling off the toilet.

Last time this resulted in me cracking my skull and fracturing my collar bone in two places. Not my finest moment, granted, but I was having fun with one of my oldest and closest friends, Kate, up until that point, so all in all it wasn’t quite as bad as it sounds. Plus, I learned a valuable life lesson in the process. Not to wear sheer slippery black tights ever again.

For those of you who’ve never experienced a broken bone, firstly, you lucky bastards. Bone pain is a weird pain that’s uniquely specific. It’s not a bruise or an ache or a sting, it’s a combination of all these things. When it happens, you instantly know. Not necessarily because the pain comes straight away, but because a hit of adrenaline washes over you as if your body is preparing to go into battle: shields up, swords drawn. And it’s not until moments later that the searing, flame-like heat comes coursing through your arm or your leg. It’s as if someone’s lit a match inside your body. As it starts, you can hear your heartbeat in your ears, pounding much louder and faster than normal.

If you are a pro like me, you’ll know to keep still for as long as possible. You try to keep still because as soon as you start to move, the real pain kicks in as the free nerve endings present throughout your bones are severed and they start to realise what the fuck just happened and wake up. Ergo pain. Then gravity begins to play its part. Under normal circumstances we are extremely grateful to have gravity on our side because it keeps our bottoms from floating off into outer space, but when you have a fracture, gravity wants to pull that bone down. In particular, when you have a broken femur or a collar bone, gravity is your worst nightmare. Every single move can be excruciating, as though someone has tied a piece of string to the fracture and keeps bloody tugging on it.

The best is when you are on your way to the hospital in an ambulance. Seriously, ambulances feel like they have zero suspension. You can literally feel every single bump. I mean, the one vehicle that should glide like an eco-hybrid carrying precious cargo feels more like you’re on the Wild Mouse ride at Blackpool Pleasure Beach. Every time the driver puts on those brakes it feels like someone’s pushing your fracture to the ground.

Another misconception is that people with brittle bones take longer to heal. Surprisingly, we heal somewhat faster than the average Joe. Not by much – we aren’t secret superhumans – and there is a logical explanation. Think back to the chocolate analogy and the bubbles and imagine some tiny Playmobile figures frantically trying to fill in those gaping holes. These miniature builders are always working on my bones because my body knows they are pretty shoddy and weak, so when I fracture, the healing process begins immediately. If you don’t have brittle bones, your little builders are always on sabbatical – until, that is, the day that you might break something. All this means your body takes a little more time to get going on the healing process. The downside of having these little builders constantly in action is that we tend to sweat an awful lot. Sweaty palms were a high school nightmare for me. Our bodies are constantly working overtime, so we experience fatigue too.

I am much more than my diagnosis, yet I am so incredibly proud of my disability identity, even with all of its distinguishing complex characteristics. Truth be told, I’m sharing my condition with you because throughout my life, like many disabled people, I have been at the receiving end of countless questions about why I’m so small, why I look different and – my personal favourite – ‘what’s wrong with you?’

For all the negative comments I get, I am hugely positive about my disability and the opportunities I get to make a difference in the world. I do a lot of work on making things more inclusive and accessible and have so many fingers in different pies that I often describe myself as the Del Boy of the disability community. Don’t get me wrong: my life isn’t always easy but being grateful for all that is good and being able to see the positives makes life a hell of a lot easier, I can tell you.

Being yourself and embracing all that is uniquely you is one of the hardest, but most valuable, life lessons you can learn. Sure, we could all spend hours every day wishing we were blonder or darker, less geeky, more geeky, or a zillion other things, but it takes so much less effort and is so much more rewarding to simply learn to love ourselves as we are.
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What Is Normal?


‘In order to be irreplaceable, one must always be different.’

Coco Chanel






Words have power. They can make or break us. Build us up or tear us down. We must choose them wisely. They have the potential to define us. Their energy can linger, circling our brain like a plane ready to land. Infecting our thoughts. Totally sneaky, ready to pounce when we least expect, plunging us into absolute self-doubt and playing havoc with our self-worth.

Sticks and stones can totally break our bones but words can bloody hurt too. A ‘flippant’ remark. An outdated trope. An ignorant comment. A label. A microaggression, often described as being like death by a thousand paper cuts. That primary school teacher’s frustrated remark that ‘if you hit my desk with your wheelchair again, I will throw you and it out of the window’, which stays with you even though they thought you were too young to remember. The school bullies’ taunts: ‘midget’, ‘Mini-Me’, ‘spaz’. And the biggest and most often loudest voice of all: the internal voice telling you that you aren’t good enough, you don’t belong. The power of words.

I know that words only have power if you believe in them. If you believe you are beautiful, ugly, a failure, a success. Yet I often wonder how you carve out your own path, negate a label, go against the grain and own a word. Give it new meaning. How do you take away the power given to it by others and make it your own? How can one person take on the world and challenge and redefine language?

Well, for starters, you are not alone. One of the main reasons I am writing this book is because I’m an over-thinker, a worrier. As a child this presented itself in night terrors, vomiting, being awake in a dream state, eyes rolled back and sobbing uncontrollably. I adopted obsessive-compulsive behaviour. I took on countless routines. Each night I’d have to tuck my dolls into their crib because if I forgot, something terrible would happen. Before my dad died, I was worried I would fracture; after my dad died, I would worry about losing my mother. The crib was really cute. It was red with gingham curtains, and it would rock. As a child I would bum shuffle as I didn’t use my wheelchair at home. At night I would shuffle across the room and tuck the dolls in with the duvet my grandma had made.

I have been gifted with the power of the ‘gob’. You hear me before you see me, and I love that about me. My laugh has been described as a witch’s cackle (but at least I’m laughing). My neighbour in the flat above often reminds me that he can hear me singing through the floorboards (at least I’m not crying).

I’m loud and proud and, at three feet something tall, I take that as a win. In all honesty I really don’t have a filter. I’m not scared
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