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	Dedication

	 

	To every child who has ever been told they were “different”, to those who learned to walk with metal companions, who found strength in silence, who discovered that courage isn’t the absence of fear but the decision to keep moving forward despite it.

	To the warriors who fight battles no one sees, who adapt and overcome not once, but every single day. To those who have transformed their pain into purpose, their struggles into strength, their limitations into launching pads for extraordinary lives.

	To the children who grew up against all odds and not only survived but learned to fight the good fight, this book is your story, your truth, your triumph.

	You are not broken.

	You are not less than.

	You are beautifully, powerfully, perfectly you.

	This book stands as testimony that from where we sit, we can see farther, love deeper, and shine brighter than we ever imagined possible.

	To the fighters, the adapters, the brave ones, this is for you.
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	Introduction

	The View from Here

	 

	From where I sit today, sunlight spilling across my desk, wheels glinting beneath me, I see possibility everywhere.

	This was not always the case. There were years when my view was obscured by pain, limited by equipment, and narrowed by other people’s assumptions about what my life could or should be. There were moments when the weight of metal braces felt heavier than my dreams, when crutches carried me further from belonging rather than closer to it, and when my wheelchair felt more like a prison than a passport to freedom. Looking back, I see that moment differently now; it became a doorway to everything this book explores.

	But through decades of navigating the world with visible disability, I’ve learned something powerful: the view changes not when our circumstances change, but when we change how we see.

	What This Book Is, and Isn’t

	This isn’t a feel-good story meant to make you grateful for your own challenges. It’s a deeper invitation, to understand, to reimagine, and to see disability as a wellspring of creativity and power. It is not a tale of “overcoming” disability because disability is not something to overcome. It’s part of who I am, woven into the fabric of my identity as deeply as my love for design, my passion for service, and my commitment to freedom.

	Instead, this is a story about transformation, about how the very things that mark us as different, the braces, crutches, canes, and wheelchairs, can become our greatest sources of creativity, courage, and purpose. It’s also a practical guide for parents, caregivers, educators, and professionals who want to understand what those experiences feel like for a child, and how to respond with empathy instead of assumption.

	That realization shaped the heart of this book.

	Each story in these pages reveals what it’s like to grow up moving through a world designed for someone else. Each insight chapter translates those experiences into tools you can use, to raise, teach, or care for a child who uses assistive equipment with confidence and dignity.

	Before we explore those insights together, let me share where they come from because the path that shaped them is as essential as the lessons themselves.

	From the Margins to the Center

	My journey has taken me from a dusty village in Ecuador, where doctors told my parents I wouldn’t live long, to hospital ships and rehabilitation centers in the United States, to corporate boardrooms and international stages. I’ve designed shoes for people with hard-to-fit feet, built accessible community gardens, and created a nonprofit that’s touched lives across continents. I’ve also learned that entrepreneurship and technology can be tools of freedom for anyone who has ever been told they don’t belong.

	But more than anything, this is a story about redefining what’s possible and helping others do the same.

	Why This Story Matters Now

	We live in an age that celebrates inclusion, yet visible differences still unsettle people. Despite decades of advocacy and legislation, people with disabilities remain underrepresented in leadership, underestimated in classrooms, and too often invisible in the stories we tell about success.

	For instance, even today, only a few public spaces are fully accessible, and less than 5% of media leaders identify as having a disability. Progress is happening but it’s uneven, and too often invisible.

	This needs to change and it starts with understanding.

	When we limit anyone’s potential based on how they move or what equipment they use, we all lose. The innovations that make daily life easier for everyone, curb cuts, voice recognition, touch-free technology, were born from accessibility. Inclusion is not charity; it’s progress. Those of us who live at the margins have always been inventors, problem solvers, and teachers of resilience.

	This book invites you to learn from that margin to see disability not as limitation, but as leadership.

	How to Read This Book

	From Where I Sit is organized around the evolution of my relationship with mobility equipment and, more importantly, my relationship with myself.

	Each pair of chapters offers both story and strategy. Story chapters open a window into a child’s lived experience with mobility. Insight chapters translate those moments into understanding you can apply whether at home, in school, or in therapy. At the end of each insight chapter, you’ll find three sections: What You Can Do Right Now, What to Watch For, and Key Takeaways. Use them as practical guides for action.

	You can read cover to cover or skip to the section most relevant to your child, student, or patient.

	An Invitation to See Differently

	Whether you are raising a child with a disability, teaching one, caring for one, or simply want to create a more inclusive world, this book offers both empathy and strategy. You’ll learn to recognize the emotions behind mobility transitions, to reframe frustration as adaptation, and to use technology and community as tools for independence rather than dependence.

	Most of all, you’ll be invited to expand your definition of what’s possible. Because from where I sit, I can tell you this: strength, creativity, and courage are limitless if we’re willing to see them through a new lens. The view from here is magnificent. Let me show you what I see.
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Chapter 1

	Braces and Playground Rules

	 

	The World Before “Different”

	Before anyone told me I would need leg braces, I didn’t think of myself as all that different. I knew something was not quite right, that my legs didn’t hold me the way I wanted, that I had to grab onto something to stand upright. But as a child, I wasn’t measuring myself against anyone’s definition of “normal.”

	This is perhaps the most precious gift of early childhood, the time before we learn that our bodies are supposed to look and function a certain way, before we understand that there are rules about how we should move through the world, before we realize that some ways of being are considered acceptable while others are not.

	We lived in the country in Ecuador, not even a village, just a dusty road with our home on one side and my uncle’s house across the way. A little farther down was my grandmother’s. That was our world. There were no sidewalks, no playgrounds, just dirt paths and open air. My days were spent sitting, watching, and sometimes trying. The mornings smelled of earth and milk. Roosters crowed, and the air carried the hum of insects and the sound of distant laughter. Dust rose around my feet when I tried to stand, and in that golden haze, the difference didn’t yet have a name.

	In that simple environment, my differences felt less pronounced. There were no stairs to struggle with, no perfectly paved surfaces that highlighted my unsteady gait, no other children running past me with the kind of easy grace I would never possess. Nature didn’t judge. The dirt didn’t care how I moved across it. The chickens in our yard didn’t stare at my crooked steps or whisper about my struggles.

	But even in that accepting landscape, my body told its own story.

	This was a time when people with disabilities were largely invisible. We were institutionalized, kept at home, hidden away. Society’s attitude was clear: if you couldn’t walk, stand, or look a certain way, you didn’t belong in public spaces. I rarely saw other wheelchair users out in the world. The message was everywhere; people like me were expected to stay out of sight.

	The Vocabulary of Difference

	One afternoon, I picked up a machete, heavy and sharp in my small hands, and used it almost like a walking stick. In my clumsy attempt to steady myself and move forward, the blade slipped into my right foot. Blood everywhere. I don’t remember pain so much as the shock of red against the dirt.

	Looking back now, I see this moment as one of my first negotiations with adaptive equipment. Even as a young child, my body instinctively understood that it needed support, assistance, something to lean against. The machete was dangerous and inappropriate, but my impulse was correct; I needed tools to help me navigate the world.

	Other times, it was my left side that betrayed me, my foot dragging, my back curved from scoliosis, each step a crooked, stubborn effort. Running was not in my memory. Jumping, chasing, playing with other children; these were stories I heard, not things I lived.

	But in my family, this wasn’t treated as tragedy. My parents had no money for doctors, equipment, or treatments. We had a cow, we had nature, we had the rhythm of survival. I remember my father carrying me on the front bar of his bicycle to the fields, where he would milk the cow and hand me a cup, still warm and foamy. That was comforting. That was life.

	This acceptance, not of limitation, but of reality, would become one of my greatest strengths. My parents didn’t treat me as broken or lesser. They simply adapted. When I couldn’t walk to the fields, my father carried me. When I couldn’t chase the other children, they found other ways for me to be included. They were teaching me, without words, that every problem has a solution, and that love adapts.

	The Journey to “Help”

	When the decision was made that I needed medical treatment, it wasn’t explained to me in ways I could understand. I was taken to a hospital ship that had docked for a medical mission in Ecuador. The doctors examined me, talked among themselves, and made arrangements. I didn’t know that they had told my family I was malnourished and unlikely to live a long life without help. I didn’t know they’d recommended I be brought to the United States for care.

	I only knew I was leaving home.

	This is where many stories of childhood disability begin, with adults making decisions that children don’t understand, using words like “help” and “treatment” that sound positive but often feel frightening.

	The medical model of disability teaches us to see disability as a problem located in the person, as something broken that needs to be fixed. It focuses on cure, correction, and control. The child becomes a project, and success is defined by how closely they resemble the “normal” body.

	But there’s another way to see it. The social model shifts the focus from fixing the child to fixing the environment. It asks different questions: How can we change the systems, spaces, and expectations around this child so they can participate fully? What if the problem isn’t in the body, but in the barriers?

	When we start from that perspective, “help” takes on a new meaning. It’s no longer about normalizing the child; it’s about helping them thrive exactly as they are.

	I wouldn’t understand this distinction for decades. At the time, I simply knew that I was being separated from everything familiar, carried toward something unknown, placed in the hands of strangers who spoke a different language and saw my body through the lens of deficit rather than possibility.

	First Contact with the Medical System

	In the U.S., I was taken to Shriners Hospital. Everything there was strange: the language, the smells, the bright white lights. I remember lying under a heavy piece of equipment during an X-ray, feeling like I was about to be crushed. In my mind, I wasn’t a patient; I was a cucaracha, a cockroach under a shoe.

	This image still haunts me, not because it was traumatic, but because it was accurate. The medical system, for all its good intentions, often treats children with disabilities like specimens to be studied rather than human beings to be understood. We are poked, prodded, measured, and assessed. We are talked about in our presence as though we cannot hear or understand. We are reduced to diagnoses, prognoses, and treatment plans.

	I didn’t understand the purpose of the tests, the measuring, the endless Friday afternoons of therapy. No one explained.

	As a child, I didn’t have words for it. I only knew it felt like being invisible.

	This lack of explanation, this assumption that children don’t need to understand what’s being done to their own bodies, is one of the most damaging aspects of pediatric medical care. When we don’t help children understand their own conditions, when we don’t involve them in decisions about their own bodies, when we don’t teach them to advocate for themselves, we create adults who feel disconnected from their own experience, who struggle to articulate their needs, who see themselves as passive recipients of care rather than active participants in their own lives.

	The Promise of Steel

	I kept hearing a word in Spanish, fierro, steel. They said I would be wearing a brace. I imagined something solid, something that would straighten me out, fix my legs, make them strong. I thought maybe it would give me muscles, or make my thinner leg match the thicker one.

	This is the seductive promise of medical intervention. That the right equipment, the right surgery, the right therapy will make us “normal.” As children, we absorb this message eagerly. We want to be fixed. We want to fit in. We want our bodies to work the way other bodies work.

	But what no one tells you is that adaptive equipment doesn’t make you normal. It makes you functional. There’s a crucial difference. Normal suggests conformity to a standard. Functional suggests the ability to do what you need to do. Normal is about appearance. Functional is about capability. Normal is about fitting in. Functional is about living fully.

	I didn’t know what my brace would really be like until the day it arrived.

	I remember waiting for the brace with a strange mix of excitement and dread, imagining how it might transform me. In my child’s mind, steel meant power, it meant I would finally stand tall, finally move like everyone else. I couldn’t yet imagine that the thing I longed for would also become the heaviest part of me.

	The Reality of Steel

	Two long metal bars, leather straps, a hinge at the ankle. The shoes, drilled into the bars, mismatched sizes because one foot was smaller than the other, were black and white, stiff, and heavy. They were the only shoes I was allowed to wear.

	Looking at my brace for the first time, I experienced what many children with disabilities come to know intimately: the gap between promise and reality. This device was not going to make me normal. It was not going to give me muscles or straighten my spine or help me run with the other children.

	It was simply going to help me stand.

	But even that limited goal came with a price. The leather straps rubbed against my knees, leaving raw blisters. I tried wrapping cotton and cloth around the sore spots, pulling thick socks over my skin to soften the scrape. Nothing worked for long. The brace was cold and unyielding, especially in the Midwest winters. The metal froze against my skin, and every step felt heavier.

	This is the hidden curriculum of adaptive equipment: the lessons no one teaches you about pain management, skin care, the daily negotiations between function and comfort. You learn to live with discomfort. You learn to hide it. You learn that the cost of mobility is constant, low-level pain, and that complaining about it marks you as ungrateful.

	The hinge at the ankle squeaked and clicked so loudly I couldn’t move quietly anywhere. Hide-and-seek was impossible; they could hear me coming before they saw me. This was my first introduction to the loss of invisibility that comes with visible disability. Before the brace, I could choose when to reveal my differences. After the brace, they announced themselves with every step.

	The Exhaustion of Being Different

	Wearing the brace was exhausting. I counted the hours until bedtime, when I could finally take it off. I learned to tolerate the weight, but never what came with it. At school and in the neighborhood, the brace made me different in ways I couldn’t hide.

	This exhaustion is something that people without disabilities rarely understand. It’s not just the physical effort of moving with equipment; though that is real and significant. It’s the emotional and psychological effort of being constantly visible, constantly explaining, constantly managing other people’s reactions to your body.

	The other kids ran, jumped rope, and played tag. I stood at the edges, trying to join in, but always being left behind. This is where I first learned about social geography: how physical spaces and social activities are designed around certain assumptions about how bodies work.

	Playgrounds are particularly revealing in this regard. They are spaces designed for running, climbing, swinging, jumping, all activities that assume a certain kind of physical capability. When your body doesn’t work that way, playgrounds become landscapes of exclusion, reminders of everything you can’t do rather than celebrations of what you can.

	Once, during recess, a teacher asked me to ‘sit out’ because she worried I might fall. The other children didn’t look at me cruelly. They just forgot I was there. That quiet forgetting hurt more than any teasing could.

	But standing at the edges taught me something valuable: the power of observation. While other children were busy playing, I was learning to watch, to analyze, to understand group dynamics and social patterns. I was developing skills that would serve me well in leadership roles later in life, the ability to assess situations, to see what others miss, to understand systems from the outside.

	The Politics of Clothing

	Just like braces or crutches, clothes become part of how others see you and how you learn to see yourself. The politics of clothing is really about who gets to decide what “normal” looks like.

	Clothes were a constant battle. I either wore heavy slacks to hide the brace or pulled it over my pants, which looked awkward and unfashionable, even for a child.

	This may seem like a small concern, but fashion and self-expression are crucial parts of identity development, especially for young people. When your clothing choices are limited by your equipment, when you can’t wear what your peers are wearing, when every outfit is a negotiation between function and style, you learn early that your body shapes your options in ways that other bodies don’t.

	This experience would later influence my decision to become a fashion designer, specializing in clothing and footwear for people with disabilities. I understood, from personal experience, the frustration of not being able to express yourself through what you wear, the challenge of finding clothes that accommodate equipment, the importance of feeling attractive and stylish regardless of your physical needs.

	But as a child, I simply felt the sting of being marked as different. Fashion was one more area where my disability set me apart, one more reminder that I didn’t fit into the world as it was designed.

	The Silence of Survival

	I felt what any child would feel, but I didn’t show my feelings openly. That silence, painful as it was, also taught me to listen to hear what others left unsaid, to recognize when someone was hiding their own pain. I was living with a family that wasn’t my own, people who had power of attorney over me while I was in the U.S. I didn’t want to cause trouble or risk losing the little stability I had. So I swallowed the tears, smiled when expected, and carried the weight of the brace and of being different.

	This is perhaps the most damaging lesson that children with disabilities learn: that our emotional needs are secondary to other people’s comfort. We learn not to complain, not to cry, not to express frustration or sadness about our circumstances. We learn that gratitude is expected, even when we’re struggling. We learn that being “good patients” and “inspirational figures” is more important than being authentic human beings with complex feelings.

	The pressure to be grateful is particularly intense for children whose medical care is provided through charity or public programs. There’s an implicit message that you should be thankful for what you’re given, that questioning or critiquing the system that “helps” you is ungrateful, that your role is to be a success story rather than a real person.

	But what happens to all those swallowed tears? What happens to all that unexpressed frustration? Where does all that authentic emotion go when it’s not allowed to be expressed?

	For many of us, it turns inward. It becomes depression, anxiety, a sense of disconnection from our own experience. Or it explodes outward in unexpected ways in rebellion, in anger, in choices that seem to contradict our “inspirational” image.

	Learning to reclaim our right to our own emotions, to express frustration and sadness and anger about the real challenges we face, is one of the most important parts of developing a healthy relationship with disability. It’s not about becoming bitter or negative; it’s about becoming whole.

	For a long time, that silence felt like weakness. But over time, I began to see it differently, not as absence, but as incubation. Beneath the quiet, something strong was forming: the will to adapt, the courage to endure, the beginnings of resilience.

	The Seeds of Resilience

	Despite all the challenges, those early years with leg braces taught me skills that would serve me for the rest of my life. I learned problem-solving: how to navigate stairs, how to manage pain, how to modify activities so I could participate. I learned creativity: how to play games differently, how to find ways to belong even when I couldn’t do what everyone else was doing.

	Most importantly, I learned that adaptation is possible. My body had to work differently, so I learned to work differently. My social experience was different, so I learned to create different kinds of connections. My challenges were unique, so I learned to develop unique solutions.

	These are the hidden gifts of childhood disability, not inspiration about “overcoming” challenges, but real skills that emerge from real experience. Problem-solving. Creativity. Adaptability. Resilience. Empathy. The ability to see systems from multiple perspectives. The capacity to find alternatives when the obvious path is blocked.

	Children with disabilities often grow up to be innovative adults precisely because we’ve had to innovate from the beginning. We’ve had to find ways around obstacles, develop creative solutions, and think outside conventional frameworks. These are valuable skills in any context, but they’re particularly valuable in leadership, entrepreneurship, and social change work.

	The question is not whether children with disabilities develop resilience; we have no choice but to develop it. The question is whether the adults around us recognize and nurture that resilience, whether they help us see our adaptations as strengths rather than compensations, whether they support us in developing our unique gifts rather than trying to make us as “normal” as possible.

	For adult readers, especially parents, it’s worth pausing here to consider what this journey looks like from a child’s perspective. The medical interventions that seem like obvious solutions to you may feel like violations to your child. The equipment that represents progress to you may represent loss to them. The goals you have for their body may not align with their experience of living in that body. This doesn’t mean the interventions are wrong; it means they need to be accompanied by emotional support, honest communication, and space for the child’s authentic feelings.

	From my first wobbly steps in leg braces, I was learning that the goal was not to be like everyone else. The goal was to be fully myself, to find ways to live and move and connect that honored both my capabilities and my limitations, to discover that being different wasn’t a problem to be solved but a reality to be embraced.

	The braces were heavy, uncomfortable, and limiting. But they were also my first teachers in the art of adaptation, my first introduction to the possibility that equipment could be a tool of freedom rather than a symbol of limitation. They taught me the playground rules and how to rewrite them. The goal was never to fit in, but to learn when and how to change the game itself.

	 


Chapter 2

	What Parents Should Know About Braces

	 

	When a child first receives an assistive device, a brace, splint, or any piece of adaptive equipment, they’re being introduced to far more than a medical intervention. They’re beginning a lifelong conversation with their own body. How adults handle this introduction can turn that conversation into one of empowerment or one of shame. This chapter explores how to ensure it’s the former.

	The Psychology Behind the Equipment

	By the time a child is five, they’ve already started to notice how people’s bodies look and move and they begin forming ideas about what’s “normal.” That’s why the early years are such an important window. The way adults talk about equipment during this stage can either build confidence or plant seeds of shame.

	When a child receives their first brace, they’re at a crucial stage of identity formation. For young children (ages 3-6), this is when they’re learning to assert themselves and explore what they can do. The introduction of adaptive equipment during this sensitive period can either support healthy confidence or inadvertently create shame about their bodies.

	Research shows that children’s adjustment to assistive devices is heavily influenced by their parents’ and caregivers’ attitudes. When adults frame equipment as a tool for freedom rather than a symbol of limitation, children are more likely to develop positive associations with their devices. Conversely, when adults express sadness, pity, or excessive concern about equipment, children internalize the message that something is fundamentally wrong with them.

	For instance, one mother described her daughter’s brace as her ‘superhero legs,’ emphasizing strength and mobility. Another parent focused on what her son couldn’t do without it. Both children wore similar equipment but one saw it as power, the other as punishment.

	A parent’s attitude isn’t just emotional; it becomes linguistic. The way you explain your child’s equipment, the tone you use, and the story you tell about why it exists all shape how they’ll understand their body.

	What adults sometimes overlook is that a brace isn’t just a device; it becomes part of a child’s daily sensory world. Children make sense of their bodies through touch, movement, and pattern. When something new changes the way they walk, sit, or play, they naturally try to understand what it means. If they aren’t given words or explanations, they fill in the blanks themselves and young children tend to personalize everything.








