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      For my family, who stood beside me through everything, quietly, consistently, and without ever making me feel like I had to carry it alone.

      For those who have been in the trenches with me, who stayed, who saw, and who didn’t look away when things were hard.

      For my nieces and nephews, may you always know you don’t have to shrink yourself to fit the world, and the world is your oyster. 

      And for anyone who has ever felt unseen or unheard. This is for you.

      You are not too much.  

      You are not invisible.  

      And you are not alone.

    

  

  
    
      
        
          
          

          
            Contents

          

        

      

    

    
    
      
        Foreword

      

      
        What Holds

      

      
        A Note Before You Begin

      

    

    
      
        1. A Letter, A Beginning

      

      
        2. Cudal - Spelt C-U-D-A-L

      

      
        3. The Quiet Kind of Pain

      

      
        4. It’s Okay to Not Be Okay

      

      
        5. Advocacy: From Pain to Purpose

      

      
        6. The Decision that Changed Everything

      

      
        7. Crutches and Confidence

      

      
        8. Disability Doesn’t Make Me Inspirational

      

      
        9. When You’re the Disability

      

      
        10. Reinvention Isn’t Failure

      

      
        11. Meeting People and Places That Change Your Life

      

      
        12. Identity Beyond Disability

      

      
        13. It’s Okay to Grieve the Life You Thought You’d Have

      

      
        14. Becoming Who I Needed

      

      
        15. A Letter to Everyone Who Hold’s Someone’s World

      

      
        A Note Before You Go

      

    

    
      
        About the Author

      

    

    

  

  
    
      
        
          
          

          
            Foreword

          

        

      

    

    
      This is not a polished success story. It is a grounded, unfiltered account of what it actually takes to live in a body, and within systems, that were never designed to hold you properly.

      Drawing from lived experience of Spina Bifida, chronic pain, repeated medical intervention, and amputation, this book traces a life shaped not by a single turning point but by ongoing reinvention. It moves through hospitals, recovery rooms, workplaces, and everyday spaces, exposing the quiet negotiations required to function in a body that does not follow predictable rules. Rather than presenting a linear “overcoming” narrative, it reveals survival as cyclical, complex, and often invisible, built through repetition, adjustment, and decisions that rarely look significant from the outside but carry real cost over time.

      At its core, the book examines the gap between being seen and being understood. It challenges the cultural fixation on inspiration, productivity, and performative inclusion, particularly as they are applied to disabled bodies. Through personal moments and broader reflection, it exposes how systems prioritise what is easy to manage over what is real, how tokenism operates beneath the surface of “inclusion,” and how strength is often rewarded when it is performative rather than honest. These insights are not presented as lessons, but as patterns, recognisable across healthcare, workplaces, and everyday life.

      This is not a book about fixing yourself or finding meaning in suffering. It is about staying. About learning to live alongside uncertainty without disappearing, about redefining worth beyond usefulness, and about understanding what actually holds when everything else keeps shifting. Written in a voice that is direct, reflective, and grounded in lived reality, this book offers recognition instead of reassurance, clarity instead of comfort, and a way of understanding resilience that does not rely on pretending things are easier than they are.

      

      Skye Shannon is an advocate, and systems disruptor who lives in the space between survival and truth-telling.

      Born with Spina Bifida, Skye has spent her life navigating a world that wasn’t built for bodies like hers. After decades of surgeries, chronic pain, medical gaslighting, and ultimately amputation, she learned that resilience isn’t something you’re born with — it’s something you’re forced to build, often quietly and without applause.

      Skye’s work is shaped by lived experience, not theory. She writes about disability, grief, identity, reinvention, and the unseen cost of “being strong” in a way that refuses to soften the edges for comfort. Her voice is raw, reflective, sometimes darkly funny, and always grounded in reality.

      Outside of writing, Skye works across disability, human services, and advocacy spaces, challenging systems that prioritise optics over people. She is known for calling out tokenism, centring lived experience, and creating work that values honesty over inspiration.

      This book is not her triumph story.

      It’s her truth.

      And if you see yourself in these pages, that’s not an accident.
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      This book says what most people are too uncomfortable to admit.

      This isn’t a story about overcoming.

      It’s about what it actually takes to live in a body, and within systems. Many of which don’t know what to do with you.

      I once asked a representative from an organisation how a new access program was going to be rolled out for the people it was designed to serve. I was asking on behalf of someone who needed to know. The response I got was: “People should just be thankful we’re doing something.”

      That sentence is this book in miniature. The gap between what is offered and what is needed. The expectation of gratitude in place of accountability. The assumption that presence is enough, that intention excuses outcome, that the people most affected should be quieter and more appreciative.

      This book is not quiet. And it is not appreciative of things that fall short of what people actually need.

      Born with Spina Bifida and shaped by chronic pain, more surgeries than years, and amputation, this is not a clean or linear journey. It is a life rebuilt over and over again — through repetition, adjustment, and decisions that carry a cost most people never see.

      Because what looks like strength from the outside often comes at a price.

      This is not about fixing yourself.

      And it’s not about silver linings.

      It’s about staying.

      About learning what actually holds when everything keeps shifting.

      And about what happens when you stop trying to make your life make sense to everyone else, and start paying attention to what is true.

      The details of my story are specific to me.

      The themes are not.

      Most of us will experience loss, grief, uncertainty, change, reinvention, or a life that doesn’t unfold the way we thought it would.

      At some point, all of us will have to find a way through something we didn’t choose.

      This book is about what helps us through those moments.

      And for anyone who has ever felt unseen or unheard — this is for you.

      Not as reassurance.

      But as recognition.

      You are not too much.

      You are not invisible.

      And you are not alone.
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      This book is not a success story.

      It doesn’t end with everything figured out, and it doesn’t pretend that surviving something hard automatically makes you stronger, wiser, or grateful. Sometimes it just makes you tired. Sometimes it makes you angry. Sometimes it makes you both at once, on the same Tuesday, before you’ve even had coffee.

      This book is for the person lying in a hospital bed wondering how they’re going to get through the next hour, let alone the rest of their life. It’s for the one who has smiled through another appointment and said “I’m fine” so many times it doesn’t feel like a lie anymore,  it just feels like breathing. It’s for the person who has become so good at managing everyone else’s discomfort around their situation that they’ve almost forgotten they’re allowed to have their own.

      It’s also for the people who love that person. The family member who doesn’t know what to say and is terrified of saying the wrong thing. The friend who wants to help but doesn’t know how. The partner who is holding everything together on their end and has no idea that the person they love is holding everything together on their end too, and that both of them are exhausted, and that nobody is talking about it.

      This book is for all of you.

      It’s written from inside one life, mine, but it was written with yours in mind. Not because our experiences are the same. They aren’t. They never will be.  But because some things are true across all of them. The gap between how things look and how they actually feel. The cost of performing fine. The particular loneliness of being surrounded by people who care about you and still feeling completely unseen. The strange, complicated grief of losing a life you hadn’t finished building yet.

      The details of our stories may be different, but most of us will experience loss, grief, change, uncertainty, disappointment, or the need to reinvent ourselves at some point in our lives.

      We will all have moments where life asks more of us than we expected to give.

      This book isn’t about disability.

      It’s about what happens when life changes in ways we didn’t choose, and what helps us keep going when it does.

      I think for a long time I needed permission more than advice. Permission to stop performing strength all the time. Permission to admit something hurt without immediately trying to make everyone else comfortable about it. Permission to grieve things that didn’t come with funerals.

      I spent a lot of my life trying to be the “tough guy.” The one who coped well. The one who made things easier for everyone else. The one who could take pain and keep going without making anybody uncomfortable.

      The problem is that eventually you stop knowing where the performance ends and you begin.

      If any of that is familiar, you’re in the right place.

      You don’t have to read this cover to cover. Open it wherever you need to be. Come back to it when things shift. There’s no wrong way to use it.

      And if you’re in the middle of something right now — if today is one of those days where everything feels like too much and you picked this up because you needed to know someone else has been there too, then I want you to know, before you read another word, that you’re not alone in this.

      Not even slightly.
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      For anyone who learned to read the room long before they learned to trust themselves. And for anyone still in the middle of that learning.

      I remember sitting in a big white room with my leg wrapped in plaster cast, staring up at the ceiling tiles. White. Off-white. One with a crack running through the corner like it had been there longer than anyone cared to admit. There was plaster cast and oscillating saws sitting all around. It was the kind of detail you fixated on when you were trying not to listen to what was happening around you. At the time, it didn’t feel like anything significant. Looking back, it was the beginning of everything changing.

      The plaster felt tight that day. Not painfully tight, but enough to remind me that it was there every time I shifted. The vinyl chair stuck slightly to the back of my legs, and I remember pressing my hands flat against the seat, grounding myself in something solid. There was a smell in the room that sat heavy in the air, antiseptic mixed with something faintly stale, the kind of smell that clings to hospitals no matter how clean they try to make them.

      Two adults were talking nearby, and it didn’t take long to realise they were talking about me.

      One kept their voice soft, like lowering the volume would somehow make the content easier to handle. The other avoided eye contact completely, flicking through papers as though that gave them somewhere else to look. I didn’t understand everything they were saying, not in a clinical sense, but I understood enough to recognise the shift in tone. There was a carefulness to the way they spoke, a hesitation before certain words, as if they were trying to step around something heavy without actually naming it.

      I remember sitting very still, not because anyone had told me to, but because it felt like the safest thing to do. My breathing felt shallow, like if I moved too much something would shift that I couldn’t put back. My hands stayed pressed into the chair, my shoulders slightly hunched, my eyes fixed on that cracked tile. I didn’t want to interrupt. I didn’t want to be noticed.

      But I already was. I just didn’t understand what that meant yet.

      I didn’t have language for any of it yet.

      I just knew something about me had already been decided, and I hadn’t been asked.

      That moment didn’t come with an explanation, but something settled into place. I didn’t have the words for it yet, but I understood the feeling. I understood that whatever was being said about me carried weight, and that I was expected to sit inside that weight without fully being part of the conversation.

      It was probably the first time I realised that I was going to have to learn how to read people before I ever really understood myself.

      No one taught me that directly. It wasn’t a lesson that came with instructions or guidance. It came from watching, from noticing the way people spoke, the way they paused, the way they avoided certain things. Over time, that awareness became instinct. I learned to read the room before I entered it, to pick up on tension before it was spoken out loud, to adjust myself in ways that made situations easier for everyone else.

      This story doesn’t start clean.

       I just knew something about me had already been decided, and I hadn’t been asked.

      A letter.

      Not because it’s polished or designed to be inspiring, but because it’s honest. For a long time, I thought honesty had to be softened to be acceptable. I thought it needed to be shaped in a way that made other people comfortable, that made it easier to hear. It took me a long time to realise that truth doesn’t need to be dressed up to matter. It just needs to be real.

      And real was something I spent years learning how to avoid, even when I didn’t realise that’s what I was doing.

      Growing up different teaches you things early, whether you’re ready to learn them or not. You don’t just learn how to manage your body; you learn how to manage other people’s reactions to it. You learn which adults are genuinely kind and which ones are trying to be. You learn to watch faces, to anticipate responses, to adjust your tone before you even speak.

      Long before I understood disability, I understood emotional safety.

      I remember standing in a doorway once, half in the room and half out of it, listening to a conversation I wasn’t supposed to hear. My hand was still on the doorframe, like I hadn’t decided whether I was going in or leaving.

      Someone said my name, followed by a pause that stretched longer than it should have. Then came that careful tone, quiet, measured, like they were choosing words that wouldn’t land too heavily if they got them wrong.

      I didn’t stay long enough to hear the whole thing. I didn’t need to.

      I remember stepping back without making a sound, like if I moved carefully enough I could undo the fact that I’d heard it at all. That was the first time I remember choosing silence without being told to.

      I wouldn’t be the last.

      I became fluent in adapting myself. The way I spoke, the way I presented, the way I showed up in a room, all of it shifted depending on who I was around. It didn’t feel calculated at the time. It felt normal. It felt like something everyone must be doing.

      But that kind of awareness carries its own weight.

      It teaches you, quietly and consistently, that who you are in your natural state isn’t quite enough on its own. It suggests that you need to be adjusted, softened, reshaped into something that fits better within the expectations around you.

      I can remember moments where that adjustment happened without me thinking about it. There were times I held back laughter because it felt too loud for the space I was in, or chose not to ask for help because I could sense hesitation in someone before they even responded. There were moments I downplayed pain, shifting slightly or brushing it off with a quick “I’m fine,” because it felt easier than explaining what was actually going on.

      None of those moments felt significant on their own. They felt practical. Sensible. Necessary.

      Over time, though, they started to build into something else.

      I learned to make myself easier for other people to understand, or at least easier for them to sit with. And every time I did that, a small part of me went quiet. Not gone, just quieter. Waiting. I didn’t think I was losing anything at the time. 

      Looking back, I don’t think I realised I was doing it. It wasn’t a conscious decision to hide parts of myself or make myself smaller. It just felt like the easiest way to move through the world. If I could make things easier for other people, conversations went more smoothly. People seemed more comfortable. There were fewer awkward questions and fewer moments where I felt like I had to explain myself.

      The problem was that over time I got so good at managing other people’s comfort that I stopped paying attention to my own. I became very aware of how I was coming across, how much space I was taking up, whether I was asking for too much or making things harder than they needed to be. What I wasn’t paying attention to was what all that adjusting was costing me.

      I think that’s the tricky thing about adaptation. People talk about it like it’s automatically a positive thing, but adaptation can sometimes drift into self-erasure without you noticing. You become so focused on fitting into the space that you stop asking whether the space is a good fit for you.

      At the time I thought I was learning how to belong. Looking back now, I think I was mostly learning how to be acceptable.

      I thought I was doing what I needed to do.

      That version of me hasn’t disappeared. She still shows up in subtle ways, in hesitation, in second-guessing, in that familiar question of whether I’m being too much. Because for a long time, I believed that taking up space required permission, and that permission came from being manageable.

      I spent years trying to be less. Less loud, less emotional, less visible. Less everything. Looking back now, I can see how much energy went into that. At the time it felt normal. I wasn’t consciously trying to disappear; I was trying to fit. I thought if I could just be easier, a little less emotional, a little less complicated, a little less noticeable, life would be smoother. People would be more comfortable. Things would be easier.

      The problem is that when you spend enough years adjusting yourself for everyone else, you eventually lose sight of where those adjustments end and you begin. What starts as adapting slowly becomes editing. You stop asking what you think or what you need and start focusing on what will make the situation easier for everyone around you.

      I didn’t realise it then, but I was spending so much time trying to earn belonging that I never stopped to ask whether belonging should have required that much work in the first place.

      I can remember sitting on the edge of a hospital bed one afternoon, legs aching, listening to adults speak in that same careful tone I had come to recognise. I didn’t fully understand the conversation, but I understood the feeling behind it. There was something about me that needed explaining, something that needed adjusting, something that didn’t quite fit without intervention.

      At some point, without anyone saying it outright, I started to believe that maybe if I was easier, if I took up less space, things would feel different.

      That I would feel different.

      That belief stayed with me far longer than it should have.

      And that is exactly why this letter matters.

      

      Letter to my younger self

      Hey,

      If you’ve ever been told you’re too much, too loud, too emotional, too stubborn, too hard to explain. I see you.

      I was you.

      And even then, even when you didn’t know it yet, there was nothing wrong with the way you took up space.

      You were born into a body that people didn’t quite understand. Spina Bifida. Hips out of place. A future that came with more questions than answers. You were told you might never walk, and if you did, it wouldn’t be for long.

      You didn’t understand all of that at the time, but you felt it in the way people spoke, in the way they looked at you, in the way conversations changed when you entered the room.

      You spent more time in hospitals than most kids spend at school. You learned the layout of waiting rooms before you learned multiplication tables. Surgery, recovery, appointments, and uncertainty became part of the rhythm of your life before you even had the language to question it.

      Then came the pain. Quiet, constant, relentless. The kind that doesn’t always show on the outside but sits in your body like it belongs there. And you kept going. You walked until walking almost broke you.

      Eventually, you made the hardest decision of your life.

      You chose amputation.

      Not because you gave up, but because you wanted a chance to actually live.

      It didn’t fix everything, and it didn’t suddenly make life easy. What it gave you was a beginning. Something you hadn’t had before.

      And here’s what I need you to understand.

      You are not broken. 

      You are not a burden.

      You are not too much.

      Even though you’re going to spend years believing that you are.

      You are enough.

      You don’t have to shrink to make other people comfortable, and you don’t have to prove your worth by how much you can endure.

      Even if you don’t believe that yet, I need you to hear it.

      I am proud of you.

      Your scars tell a story of survival.

      Your crutches tell a story of persistence.

      Your life, messy and complicated as it is, matters.

      And if someone tells you that you can’t do something, you don’t need to argue with them. You don’t need to convince them.

      You just keep going anyway.

      Exactly as you are.

      With love,

      Me 

      (the adult who is still figuring it out, but wanted you to hear this anyway)

      

      Writing that now feels different to how it would have felt back then. There is a part of me that knows the younger version of me wouldn’t have fully believed it. She would have nodded along, taken what she could from it, and then gone back to doing what she thought she needed to do to fit in. Because believing something about yourself takes longer than just hearing it.

      For a long time I believed there was something wrong with me because I was different.

      Not because anybody sat me down and said those words, but because difference is often treated like a problem that needs solving.

      It took me a long time to understand that different and wrong are not the same thing.

      If there is one thing I hope people take from this chapter, it’s this:

      You do not have to become smaller to be accepted.

      You do not have to earn your place.

      You do not have to spend your life apologising for who you are.

      And if you’ve spent years believing you’re too much, maybe the problem isn’t that you’re too much. Maybe you’ve just spent too much time in places that couldn’t hold all of who you are.

      These are starting points. The words don't have to be exactly these — but the content, the level of specificity, and the honesty of tone should be close to this.

      That’s the thing about growth. It doesn’t arrive all at once, and it doesn’t always land when you expect it to.

      That letter is where this book begins.

      For a long time, I believed survival was the goal. If I could just keep going, keep proving myself, keep showing that I could handle whatever was thrown at me, then eventually I would earn my place. I thought endurance would somehow make me undeniable, like if I could carry enough without complaint people would stop seeing me as fragile, complicated, or difficult to hold.

      What I didn’t understand then was that surviving and living are not the same thing.

      Living came later, and it didn’t arrive in a way that felt dramatic or obvious. It came in quieter moments, in spaces where everything slowed down enough for me to notice what wasn’t working anymore. I can remember sitting alone one night, long after everything had gone quiet, staring at the ceiling and feeling strangely disconnected from the life I had built. Nothing was technically wrong, but nothing felt right either, and I think that was the first time I realised how much of my life had been built around proving I could cope rather than asking myself whether I actually was.

      That was the first time I asked myself a different question. Not what I should do, not what other people expected from me, and not how to keep pushing through whatever came next, but what I actually needed underneath all of it.

      For most of my life, I had done what was expected. I kept going. I kept smiling. I kept presenting strength in a way that made other people comfortable, even when I was struggling underneath it. And people responded to that version of me. They saw resilience, determination, and strength. What they didn’t see were the parts I kept hidden, the nights I couldn’t sleep, the thoughts I didn’t share, the effort it took to hold everything together, because I had spent years making sure they never had to.

      That’s the thing about performing strength. It works for a while, sometimes well enough that even you start believing the performance yourself, but eventually something underneath it starts pushing back. Eventually you realise there’s a difference between surviving your life and actually living inside it, and once you notice that difference properly it becomes very difficult to unsee.

      I didn’t understand it then, but this was the beginning of something I would spend years trying to name, the gap between being seen and being understood. Not where things suddenly made sense, and not where things became easier, but where I slowly stopped pretending I was fine simply because everybody else had become comfortable believing I was.
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      For anyone who has ever known what easy felt like — and had to learn how to live without it.

      I grew up in regional New South Wales, in a small country town called Cudal — spelt C-U-D-A-L, but pronounced “Cuddle” by anyone who wasn’t from there.

      People always smiled when they heard the name. Like it was a novelty. Like it couldn’t possibly be a real place where real lives happened. But Cudal was real. It was solid. It was home. And for a long time, I thought it was the whole world.

      Home wasn’t something I questioned back then. It was just there, steady and predictable.It was dust on your shoes at the end of the day, sunburnt shoulders in summer, and the sound of tractors carrying across paddocks in the distance. It was knowing which dogs belonged to which house, which gates you could open without asking, and which ones you definitely couldn’t.

      It was Saturdays at rugby or soccer and Sunday mornings that smelled like toast and instant coffee. It was the kind of place where routine felt safe, where nothing dramatic happened, and that was exactly the point. The loudest thing most days was the wind pushing through gum trees or crows arguing over scraps.

      Nothing changed.

      Until it did.

      As a kid, you don’t know how to appreciate that kind of life. You don’t realise how rare it is to grow up somewhere that lets you be small without demanding anything from you. There was no expectation to perform, no pressure to be anything other than what you already were. You were allowed to exist without explaining yourself.

      That kind of environment leaves a mark, even if you don’t recognise it at the time. It sets a baseline for what safety feels like. It shapes what you come to expect from people and what you’re willing to tolerate later on.

      Cudal didn’t need a map. It had one main street, a pub everyone ended up at eventually, a post office where the person behind the counter knew not just your name but your family’s as well. There was a servo, a corner store, and not much else.

      What it lacked in size, it made up for in familiarity.

      People waved when they drove past, even if they had already seen you twice that day. You couldn’t duck into the shop without running into someone you knew, and not in a polite, nod-and-move-on kind of way. It was a stop, a conversation, a question about your mum or your dad, a comment about something that had happened last week that everyone already knew about.

      Your neighbours weren’t just neighbours. They were part of your life whether you planned for it or not. People looked out for each other, sometimes in ways that felt comforting, sometimes in ways that felt intrusive, but always with the belief that being involved was better than being distant.

      That
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