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Foreword
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From the first time I met Theo, I knew we would do something important together. I was leading the Administration for Community Living, and he had just become the Executive Director of the National Council on Independent Living. The disability community was reeling from the devastating impact of the COVID-19 pandemic. We were doing everything we could in our respective roles to address the immediate and urgent needs of disabled people. But we both understood that while our response was necessary, it was not enough. What we really needed was to take on the long-standing, systemic discrimination and barriers that had become visible during – but were not unique to – the pandemic.  

We immediately formed a deep connection.  Theo is the perfect combination of big ideas and principles, along with a get-it-done attitude.  We found in each other a partner ready to seize an opportunity to make the world a more just, inclusive place. And we had quite the opportunity before us!  

I was helping lead an update to the “Section 504 rules” for the first time since the historic “504 sit-ins” almost 50 years ago, and Theo quickly became an invaluable collaborator. Section 504 of the Rehabilitation Act is the foundation of disability rights.  The law prohibits disability discrimination in all programs and activities that get federal funding, reaching hospitals, doctors’ offices, and states’ Medicaid and disability service systems.  The pandemic had shone a spotlight on the long-standing discrimination that disabled people endure in the health care system – from denials of lifesaving treatment to inaccessible medical equipment and segregation in institutions – and created the momentum and urgency to update the rules. 

After more than two years of hard work in an unprecedented partnership between the federal government and the disability community, we released updated rules that are the strongest tool we’ve ever had to address the health disparities and discrimination that too many disabled people face every day. Theo and I both view the Section 504 rules as one of the most important disability policies in decades. 

Working closely with Theo, I learned who he was as a person and leader. I saw how his own experiences with discrimination – some of the very types we were working to prohibit in these new rules – fueled his determination. Theo exemplifies a quality that I often say is one of the greatest strengths of the disability community: grit. Grit is the combination of focus and perseverance. It’s an unwavering focus on a clear long-term goal and the ferocious determination to work hard to reach it. Grit is finding a way around every roadblock and getting back up when you get knocked down. It’s a combination of passion and resiliency. As you read Theo’s memoir, you will see he truly embodies our community’s grit.  

I also have learned about leadership from Theo. He is the definition of a servant leader, always listening to, centering, and empowering the people who are most impacted. He prioritizes the needs of the community and measures success by his impact on the lives of others. Theo is a man of deep faith, and it is clear that his motivation to serve comes from a higher force. 

As we were planning the event to announce the final Section 504 rules, I knew Theo had to be the one to speak about their importance. For anyone who has heard Theo speak, he is the quintessential preacher, powerfully weaving together personal, moral, and legal aspects into one.  

There are some speeches that stand the test of time. Theo’s speech that day will be one of those. Everyone in the room got chills, hearing him speak about how together we had punched ableism in the face and his hope that it would be a knock-out punch. He warned us, however, that it would be up to us to fight for it. I think of Theo’s call-to-action almost daily now, as we are fighting unprecedented rollbacks in disability rights and the critical services that make those rights a reality. His words have never rung more true.  (I encourage you to listen to his speech, which starts around minute 17 here: https://www.youtube.com/watch?v=mYliKkvNi98). 

I am privileged to call Theo a colleague and friend.  I have deep gratitude for his courage and honesty in sharing his powerful disability journey with all of us. It is not the usual disability story that is told.  Theo’s memoir brings an important perspective to the disability narrative. Reading his memoir added fuel to my motivation to fight for a world where every person is valued and included, particularly in these challenging and uncertain times. I believe it will have the same impact on you. 

— Alison Barkoff

https://www.linkedin.com/in/alison-barkoff-31b363135
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Prologue
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People often ask, “How did you cope with becoming disabled at fifteen?”

My answer is always the same: I started a new life and closed the chapter on the old one.

I haven’t lived just one life, I’ve lived four. Each one distinct, each one carrying its own lessons, heartbreaks, and triumphs.

The first began in a little shack with a tin roof and no inside plumbing.

The second began on a football field, the day I became paralyzed.

The third began when I discovered my voice as a leader.

And the fourth, well, that one began in the White House.

Each one distinct, each one carrying its own lessons, heartbreaks, and triumphs.

And yes, there was loss, but each life taught me how to start again.

This memoir is organized by those four lives, each a cycle of beginning, ending, and transformation. Together, they tell a story of resilience, survival, and the relentless pursuit of being unforgettable.

In every life, I’ll share the lessons, the moments that shaped me, and the people who showed me that even when life changes everything, you can still begin again.

A younger colleague, Catherine Bogdanski, once told me that leaders in the Independent Living Movement often repeat sayings and lessons I’ve shared over the years, what she affectionately calls “Theo-isms.” At first, I laughed. But the more I thought about it, the more I realized she was right. Throughout my journey, I’ve carried not just stories, but truths I’ve wanted to pass on forged in struggle, humor, and hope.

So, Catherine, here’s your credit: thank you for naming my Theo-isms. You’ll find plenty of them in these pages.

This is not just the story of my life. It’s a story about movement, community, and what it means to start over again and again.

Enjoy the journey.
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Part I – My First Life: The Able-Bodied Experience
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Chapter 1: Grandma’s Cookies 
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I remember the day we moved in with Grandma. The Braddy family was always on the move, packing up from one place and starting again in another. We never owned the land we lived on. We were sharecroppers, working fields that belonged to white folks, always under their watch, always at their mercy.

I never fully knew Grandma’s arrangement, but her house felt different. It felt safe. For the first time, it seemed like we had a home that was truly ours, even if it wasn’t.

And then there were the cookies. Grandma had a way of turning the simplest things into gifts that stayed with you. Her cookies weren’t just flour, sugar, and butter. Each one was a message: you matter, you are seen, you are unforgettable. Every time she placed one in my hand, it was like she was pulling me out of the shadows, reminding me that I counted.

I needed that. My older brother, born just before me, received all the attention. He was light-skinned, and in those days, that seemed to make him shine brighter in other people’s eyes. I hated how he was favored, how the world seemed to treat him like he mattered more than me.

I’ll never forget one night when we fled under the cover of darkness. I was probably 7 years old. My father had sharecropped for a corrupt sheriff who treated us like slaves, especially brutal to my dad. That night, we escaped, carrying nothing but desperation and hope. We walked for miles, leaving the county behind.

In the cover of darkness, my light-skinned brother was carried, held close, while I was made to walk. It was as if they forgot about me.

That moment burned into me. I was always the one left standing, waiting to be noticed.

It was then that something deep inside me formed: the need to be unforgettable. To stand out. To make sure the world couldn’t pass me by.

And though that need would change over time, it never fully left me. It became part of who I am.
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Chapter 2: Dad’s Dimes 
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When my dad came home from work, his hands rough from the sawmill, he often reached into his pocket and pulled out a dime just for me. To most people, ten cents isn’t much. But to a little boy longing to be seen, it was everything.

I would clutch that shiny coin like treasure and race off to buy a big bag of cookies, the kind that reminded me of Grandma’s love. But the cookies weren’t the real gift. The dime itself was.

Each time he placed it in my hand, I felt noticed. Important. Connected. In that small gesture, he was telling me I mattered.

That dime made me rich, not in money, but in love. Rich in the knowledge that, at least in my dad’s eyes, I was unforgettable.
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Chapter 3: A Night I’ll Never Forget 
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I was only 8 years old when I learned my dad had died. The news came not in words I fully understood, but in the way the house shifted that night. Suddenly, everyone was moving, scrubbing, cleaning, preparing, as if tidying up could somehow hold back the storm that had already broken.

I didn’t understand death, not really. But I understood enough to know that something permanent had happened, something that would change us forever. My dad, the man who handed me dimes with calloused hands, the man who made me feel rich with love, was gone.

They told us it was tuberculosis. Maybe it was. Or perhaps it was something else. In the 1960s, Black men in the South didn’t get much investigation when they died. Causes of death were stamped onto certificates like afterthoughts. Questions went unanswered, and injustices were quietly buried alongside the bodies.

What I do know is this: that night stayed with me. The confusion. The heaviness in the air. The way the grown-ups carried both grief and silence left me with more questions than comfort.

Even now, all these years later, I can still feel the weight of that night pressing against me. It was my first real encounter with loss, and it marked me in ways I couldn’t see then but understand now.

It was the night I realized how quickly love can vanish, and how deeply absence can shape a life.
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Chapter 4: Brother Gone, Brother Returned 
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My brother Johnny was the wild one. Everyone knew it. Where I was cautious, he was bold. Where I tried to stay in line, he tested every boundary he could find. He had a fire in him that both scared and fascinated me.

One day, he pushed too far. Trouble found him, or maybe he went looking for it. Either way, Johnny was gone. Sent away to detention, locked up for choices that seemed bigger than either of us could understand at the time. I never understood the unfairness. He was sent away because a white man said he stole a few coins.

The house felt empty without him. Even though he often stole the spotlight, his presence filled a room. When he left, it was as if a hole had opened in our family. I missed him, but I also carried a mix of emotions I couldn’t name back then. I was angry at him for leaving, confused about why life kept taking people away from me, and afraid about what might happen next.

And then, just as suddenly as he was gone, Johnny came back. Older, harder, and different. There was a distance in his eyes, a kind of knowing that comes only from living through things you can’t explain to others.

We were brothers, but something had shifted. His time away carved a space between us that never fully closed. I still loved him, still looked up to him in my own way, but I also sensed that life had already placed us on two very different paths.

That was the first time I realized how quickly the people you count on can disappear and how, when they return, they are never quite the same.
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Chapter 5: Losing My Brother 
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It is always too hot in the summer, living in Wadley, Georgia. One of my favorite things to do was swimming. I was good at it. 

In Wadley, we didn’t have a community pool. We swam in lakes, different ones throughout the city. Often, we snuck into private lakes. It was fun being chased out of these lakes; usually, the owners didn’t mind, but they ran us off when it became bothersome. They knew it was too hot. 

One of my biggest regrets was asking my older brother, Johnny, to come swimming with us on a particular day. I begged him. I wanted to reconnect with him, and this was my chance. He drowned that day. 

I watched as he went under, waiting for him to return to the surface. He never did. His was the first dead body I saw as rescue divers pulled him out of the lake, and he lay there lifeless.

For years, I carried the weight of his death, thinking it was my fault. Maybe if I hadn’t asked, he would still be alive. The guilt stayed with me for a long time. I lost my brother again, but this time it was forever. 
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Chapter 6: The Knife Fight 
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My mom and stepdad fought a lot, especially when they had been drinking. I hated it. One night, it got really bad; he hit her hard, and she pulled a knife on him. He grabbed it from her, and in that moment, I did something I will never forget. 

I got in between them and grabbed his hand, trying to stop him. But as they struggled, the knife slipped, cutting into my hand deeply. 

My mom then said something that has stayed with me to this day, “Never interfere in grown folks' business.” After that, I stayed out of it. I never tried to protect her again. 

This left me feeling a sense of betrayal. How could she not see I was left with no other choice but to step in? She was my mom!
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Chapter 7: The Tire Jack Incident 
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One afternoon, I was helping my stepdad change a tire. To me, it wasn’t just about the tire; it was about proving myself. I wanted him to see me, to know that I could be useful and handle responsibility. I watched every move he made, eager to be part of it.

In the middle of our work, I heard my mother’s voice calling from inside the house. She needed me for something. But I didn’t answer. I didn’t move. I pretended not to hear her. I was afraid that if I left, I would miss out on my chance to learn, to prove that I belonged at my stepdad’s side.

Then it happened. The tire jack slipped. In an instant, the rim came crashing down, smashing my finger beneath its weight.

The pain was sharp, searing, but the lesson was sharper.

That moment taught me something I have carried ever since: sometimes, in our eagerness to push forward, we ignore the voices of wisdom calling us back. And when we do, life has a way of teaching us the hard way.
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Chapter 8: The Candy Caper 
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I loved my job at the neighborhood store. It gave me a little money, a little purpose, and a sense of pride. But one day, I made a mistake that nearly cost me more than I bargained for.

I told my friends that the store owner always left a window open. It was meant as casual talk, but words have a way of becoming actions. Before long, we had a plan in place. We slipped in at night and stole some candy.
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