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PRAISE FOR ROLLING WARRIOR
AND JUDY HEUMANN

“Any young person will find inspiration in her story to overcome whatever barrier comes their way and to realize their dreams just as she has. I only wished I had the chance to read her story when I was reaching for my dreams!”

— MARLEE MATLIN,
Academy Award–winning
actress and activist

“For the first time, I see myself in someone else. Judy’s lifelong fight and fierce advocacy around disability justice have undeniably paved the way for me to achieve what I have today. . . . A must-read for all young people.”

— ALI STROKER,
Tony Award–winning actress

“Fun, exciting, and honest. This isn’t just a story that disabled children will love; it’s a story about what is possible when we fight for ourselves and each other. It is a story about how tenacity, strength, the power of community, and the willingness to fight for what matters can start a revolution.”

— KEAH BROWN,
author of The Pretty One

“Judy’s advocacy for disability rights began as a fight for her own future and then, as a leader of the movement, spanned the nation and the globe.”

— HILLARY CLINTON

“I met Judy Heumann almost four decades ago, and her writing, activist skills, and kindness helped me to see this simple truth. Her life story as an activist will enlighten readers everywhere.”

— GLORIA STEINEM

“A marvelous memoir by a disability hero who has paved the way for so many of us. This book will inspire a new generation of disability rights activists and guide future leaders as we work toward a barrier-free world.”

— HABEN GIRMA,
author of the bestseller
Haben: The Deafblind Woman
Who Conquered Harvard Law

“A powerful yet tender memoir from one of the most important figures in disability rights history. Judy’s story made me laugh, cringe, and perhaps most importantly, it lit a fire in me to fight harder for disability rights.”

— SHANE BURCAW,
author of Laughing at My Nightmare

“For everyone who cares about human rights around the world, Judith Heumann’s moving story and message of belonging is also a powerful call to action.”

— YETNEBERSH NIGUSSIE,
disability rights activist
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To Marca Bristo, a dear friend,
and to the other relentless disabled warriors who
have passed on. Their legacies are living on as new
leaders take their rightful place in our movement
and continue to fight for equality.

—JUDITH HEUMANN
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To Julian, Oliver, and Olivia.

You amaze me every day.

—KRISTEN JOINER
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CIVIL RIGHTS, plural noun

1. the rights of citizens to political and
social freedom and equality.

—Oxford English Dictionary
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PROLOGUE

The thing to know about me is this: if I’d been born just ten years earlier and my parents hadn’t left Germany when they did, I would have been killed by Nazis. Hitler considered us “life unworthy of life.”

If you were a young disabled child in Nazi Germany in the 1930s, the doctors recommended that your parents hand you over to a special children’s clinic where you were either starved or poisoned. When the Nazis expanded the program to include older disabled children, the doctors experimented with gassing them. Five thousand disabled kids were used as a means to test new innovative ways of killing masses of people. Which meant that we were the experiment for a campaign that was responsible for the systematic dehumanization and murder of almost twenty million people.

My Jewish grandparents sent my father away from Germany before World War II, when he was fourteen, to go live with his uncle and two brothers in Brooklyn. He never saw his parents again. But, in some way, he was the lucky one. My mother was only twelve when she was sent away to live with people she’d never met before. She never saw her parents again either. I guess that my grandparents on both sides were worried enough about Hitler to send their kids away but didn’t think it was going to get as bad as it did. A lot of people didn’t know how bad it was going to get.

So you can see why, when I got sick at one year old and it became clear that I was never going to walk again and the doctor told my parents to put me in an institution, my parents were like, “No way.”

Institutionalization was the status quo for people with disabilities when I was a child in 1949. You basically got put in a building, looked after by nurses, and your parents weren’t even encouraged to visit you. There were all kinds of bad things happening in the institutions to people with disabilities, which nobody was talking about. It wasn’t until I was in my twenties, in the 1960s, that it came out that disabled people were getting locked up, beaten, starved, and used like guinea pigs for medical experiments. We were considered mentally and physically defective. Disabled kids brought stigma to the family. People thought when someone in your family had a disability it was because someone had done something wrong.

Years later, when people would say that what we did changed the world, I said this: “All we did was refuse to believe that we were the problem.”

In order to understand what really happened, though, let me tell you a story about what the world was like then—before we mobilized our army, took over the San Francisco Federal Building, and faced down the US government.

So I’ll begin at the beginning.






PART ONE
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YELLING AT BLANK WALLS

I got sick when I was just eighteen months old.

Polio is a virus, kind of like the flu. Most people who get it are fine after a week or two, but some end up paralyzed and not able to move. I was one of the paralyzed people. When I got better and the polio was out of my system, I still couldn’t move my legs or lift my arms.

Well, actually, that’s not entirely true. I can lift my arms a little, just not very far. I can lift a glass and drink out of it. I can hold a fork and feed myself. I can dial numbers on my phone, type on my computer, and move my baby toe. All the important things.

Here is what I can’t do: I can’t go to the bathroom by myself. I can’t dress myself, and I can’t walk. I use a wheelchair to get around.

I was born just after World War II ended. Back then, there were several polio epidemics. Everyone was scared of catching it. People didn’t know how it was spread, and there was no vaccine yet, so lots of kids got sick. Nowadays, most people get a shot for it, which is why hardly anyone gets it anymore.

[image: The author as a small child, sitting in a metal-framed bed.]

Me when I was little

For me, polio was no big deal. I was so little I don’t remember feeling sick and I don’t remember ever not using a wheelchair.

But apparently for everyone else, me getting paralyzed was a big deal. I can understand how this would have been pretty big for my parents since I almost died and then they had to adjust the house to make it work for a kid who couldn’t walk. But once they made some adjustments, it was just normal life again. What I don’t really get is how perfect strangers would assume that me becoming paralyzed was a tragedy.

One day, I was considered a “normal” kid, because I could walk and the next, I was considered a “disabled” kid because I couldn’t. People still talk about that day as if I became an entirely different person, even though I was still the same kid.

By the time I was six, I was rolling around on my own. This was an extremely strenuous task. Not because I couldn’t walk and my arms weren’t fully functional—although I can see why you could think that—but because everything in the world had been created as if we didn’t exist.

Streets had curbs (with no ramps), houses had steps, motorized wheelchairs weren’t around yet – and you get the idea. So, this means that I had a manual wheelchair (which required one to have strong arms to push, which I of course didn’t have), and, on a daily basis, confronted curbs and steps that were as impossible to scale as the Great Wall of China.

You know how some people think that if you pretend something doesn’t exist, it will just go away?

Even though thousands of kids were getting polio and ending up paralyzed, no one was saying, “Hey, let’s make little electric wheelchairs so kids can see their friends!” No one was thinking about it, and we weren’t even the first disabled kids in history. Because for as long as there have been humans, there have been people being born blind or deaf or with physical disabilities that make it hard to control how you move, or with dwarfism or some kind of intellectual disability—or some other kind of thing. There have also been kids like me, who become disabled after we’re born—through an illness, accident, or whatever. I think the logic here was something along the lines of: disability is a blight on society; if you ignore it, it will go away.

But I can tell you right now that disability is a normal part of life and if we wish it away that would mean: (1) we’d all have to go away because disability is part of being human; (2) most of my friends would have to go away and that would be sad because they are some of the nicest, smartest people I know; and (3) no more Harry Potter because Daniel Radcliffe has a disability. But I digress. Let’s go back to the time I was little and in a manual wheelchair.

This is what it took to make a normal, everyday trip to my friend Arlene’s house when I was six.


PHASE ONE:

1. Get my mom to push me down our ramp to the sidewalk.

2. Inch my way along the sidewalk. The key to getting to Arlene’s was this super tiny incline. If I could get myself to the top of it, I could use the momentum to coast down the other side.

3. Land at Arlene’s. (P.S. Arlene lived next door.)



Once I got to Arlene’s steps, I launched Phase Two.

Now you’d think that inching my way up a tiny incline would be the awkward part of this expedition—but no. The awkward part was yet to come.


PHASE TWO:

1. Sit by myself on the sidewalk, staring at Arlene’s red brick house. (If the car was in the driveway, I knew they were home.)

2. Prepare to yell.

3. Shout at the top of my lungs, “ARLENE! COME OUT AND PLAY!”



We lived on one of those streets where there were tons of kids and everyone knows each other. I was the only kid in a wheelchair, but this meant literally nothing to us. We were little and we just figured things out, like you do when you’re little. If everyone was roller skating, we put roller skates over my shoes and I skated in my chair. If everyone was jumping rope, I turned the rope for the kids who were jumping. We didn’t even think about it. Me being in a wheelchair just felt like me having straight hair when Mary had curly. Sometimes I think kids are so much smarter than adults.

[image: ]

But inching around in a world pretending that disabled kids don’t exist was not the worst thing about having a disability when I was little. I’ll tell you the worst thing.

I was five. It was September. I had that fluttery feeling. You know, the one you get when something big’s happening. It was the first day of kindergarten. I picked out what I wanted to wear the night before and got my mom to lay it out on my bed. That night I couldn’t sleep.

When we got to school the next morning, my mom pulled my chair up the steps backward and pushed me into the building. I looked around at everything, trying to figure out where my class was, checking out all the other students. Everything was so alive. I barely noticed when a man stopped my mom in the hallway.

I knew something was up, though, when I saw the look on my mom’s face. Her mouth got tight and her eyes turned dark. Then she turned me around, tipped my wheelchair back, and bumped me down the steps out of school. When I saw we were going back home, the butterflies in my stomach turned into rocks. But I was quiet. When my dad got home that night, my parents had a long whispery conversation, after which my dad’s shoulders got really straight in that way they do when he’s very angry.

I didn’t go to school the next day. Or the next day. Or the next.

Then my mom told me I wasn’t going to go to school. I was going to stay home with her instead. What she didn’t tell me was that the principal had said I’d be a “fire hazard.” Which meant that if there was a fire, he thought I’d block the teachers from getting the other kids out of the school.

I didn’t understand why I had to stay home with my little brother, Joey, while everyone I knew went to school. It made no sense. I could tell my mom thought so too. But her eyes just looked sad. Like the brown leaves falling off the trees in our yard.

The next day, I sat by the window and watched Arlene and Mary and all the kids on our block walk down the street together. They were talking and laughing. I swallowed really hard and turned my head away. I still didn’t really understand why I wasn’t going with them, but didn’t want to make my mom feel bad.

I know now that my parents didn’t get why I couldn’t go to school in a wheelchair—especially in America. My mom thought there was a solution to any problem if you just tried hard enough. She was tiny and my dad called her Mighty Mite.

One of the first things my mom did was try to get me into the Jewish day school near our house. The principal told her I could go to the school if I learned Hebrew first.

So my mom decided I was going to learn Hebrew. Somehow, she found a friend of a friend to teach me and took me for lessons, literally every single day for one summer. Until (according to my mother) I spoke Hebrew better than the other kids. Then she called the school back and told him I’d learned Hebrew. But the principal, who was probably in shock that I’d actually done it, backtracked.

“I’m terribly sorry but it’s just not going to work,” he told my mom.

At the beginning of what should have been my first grade, the board of education called my mother and told her they would send a teacher to my home for instruction. This was the beginning of Mrs. Campfield, who started coming to our house twice a week for about two and a half hours. During those hours, I was supposed to learn to read and do math and do all the other things my friends had already been doing for two years. Mrs. Campfield was nice, but when you compare my two and a half hours to my friends’ twenty-five hours a week in school, the idea that I could catch up with them was ridiculous.

It was around then that my parents started to get really worried that the board of education had no intention of educating me. Which was actually the truth. By that time, I’m sure some of the board members were getting tired of my mom trying to figure out a solution for me. They probably thought, “Why hasn’t that lady gotten the memo? Disabled kids don’t need to go to school. They’re supposed to stay home or go to an institution.”

It felt really weird when my little brother Joey started school. Every morning I watched him on his way to school. When I saw him getting ready, reaching for the door, I wished I could go too.

Have you ever had the feeling that something doesn’t make sense but because everyone around you is acting like it does, you just kind of accept it?

That was me.

I processed it this way: Mary and the Catholic kids on my block went to Catholic school, Arlene and the Protestant kids and my brother went to public school, and I went to “school” at home. We all went to different schools.

And that worked for me. At least, until the day of the boy.

[image: ]

Arlene was pushing me around the corner to the store. When we crossed the street in front of my mother’s doctor’s house, some kids appeared, walking toward us. Arlene shifted my wheelchair to the side when one
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