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1.

How I Failed My First Test the Day After I Was Born

<0/

 noun

a symbol signifying Deaf Power, an expression that embraces and promotes the history, languages, and values of Deaf communities all over the world.

Origin and History: The <0/ symbol is visually derived from the sign for Deaf Power, which is made with an open palm over an ear and the other hand forming a closed fist in the air. As both sign and symbol, <0/ is a bold declaration of profound and defiant pride in our culture and identity as Deaf people.

(Definition borrowed from Deaf American artist Christine Sun Kim and Deaf Australian designer Ravi Vasavan.)

THE DOCTOR ROLLED A MACHINE into the room and parked it at the foot of my mom’s bed, next to a pair of bassinets with stainless steel legs and transparent plastic cradles. Inside the bassinets were my brother Nico and me, both of us just a day old. The doctor unspooled wires from the machine and reached down into each bassinet to stick little felt-pad sensors on the sides of our heads, near our ears. He turned back to the machine, pressed a button, and heard a beep—the test had started.

Through the clear walls of the bassinets, my mom watched her babies with weary eyes. Nico, my ginger-haired twin, had emerged swiftly and without any issues. Mom and Dad cried and laughed as they saw the first of their twins, a baby with fair skin and hair so light you could barely see the strands in his brows. Mom couldn’t celebrate for long, though, because I was still holed up far inside the womb, with no inclination to listen to my mother’s pleading for me to come down and out into the world. Mom pushed and pushed, the clock ticked, the doctor and nurses began to worry. Dad clutched my mom’s hand and urged her on. Mustering up all her might from a depleted reserve of strength, my mom tried one final time to push me out.

But I would not budge.

The doctor put a stethoscope to my mom’s belly and listened close and his eyes suddenly darkened. Everybody out, he ordered, and the nurses ushered Dad away from the bed. Mom asked, “Why, what was the matter?”

The doctor started to speak, and Mom’s eyes moved to his lips.

The year was 1989. Hospitals weren’t required to provide American Sign Language interpreters to Deaf people who requested them. The Americans with Disabilities Act, the landmark legislation that required businesses and service providers in the United States to offer reasonable accommodations for people with disabilities, would not become law for another year.

Without an interpreter, my mom—hours deep into labor—paused her rhythmic breathing and pushing to wipe strands of her deep black hair out of her eyes and get a clearer view of the doctor’s mouth to read his lips.

“The baby’s heartbeat,” she read.

I had overstayed my time in Mom’s womb: my oxygen levels were critically low, and my heartbeat had slowed to a faint, weak rhythm. It was an emergency; my life was at stake before I had even tasted fresh air.

Mom watched as the doctor brought a surgical knife to her belly, and then a nurse put a clear mask over her face and everything went black.

Twenty-one minutes after Nico was born, the doctor pulled me out into the world.

Hours later, Mom woke, her mind still mushy and her vision cloudy from the anesthetic. She squinted, seeing three blurry fingers, then opened her eyes wide to bring Dad and my older brother, Neal, into view.

THREE BOYS, Dad signed.

NO GIRL? Mom asked, slightly forlorn.

NO. SECOND TWIN SAME FIRST, BOY.

The nurse brought in her two newborn babies. At first glance, we could not have looked any more different to Mom. Nico had milk-pale skin and straw-colored hair; I had olive skin and deep brown hair. As we lay side by side on Mom’s chest, the visual contrast between my twin brother and me was so extreme that Mom had to nudge the nurse.

“These are mine?” she mouthed.

“Yes,” the nurse reassured her. “They’re yours.” She pointed toward the hospital bracelets on our tiny wrists, and back toward Mom’s. The information on the bracelets matched up.

Of course my mom had known that fraternal twins could look different from each other, but she wasn’t expecting this. In almost every part of our physical appearance, we contrasted sharply. Nico was strawberry; I was chocolate.

With my dark hair and olive skin, I resembled my parents, older brother, and grandparents. It was a no-brainer that I was related to them. Nico, on the other hand, looked like nobody else in my family. If Nico hadn’t been born my twin, there would have been strong suspicion that he was the milkman’s baby. But he’d shared the same womb as me, so there was no doubt about his lineage. And when you looked into our brilliant blue eyes you could begin to see our sibling resemblance. It was a trait we inherited from our dad and shared with our older brother.

Mom was exhausted and sweaty and still a little bit dizzy from the anesthetic, but she felt immense pride and joy holding her twins, one in each arm. Then a twinge of anxiety brushed at the edge of her consciousness: the doctor’s test. It didn’t really matter to her what the results were. She would not forget how close she had come to losing one of her baby boys, so the most important part—the fact that we were alive and healthy—was accounted for.

But one way or the other, my mom wanted us to have the same test result. Differing results could set her boys on paths far apart from each other, and she didn’t want that.

The doctor removed the felt pad sensors from my little infant head and walked toward my mom, his hands clasped tightly behind his back. He took a deep breath and started moving his lips.

“[Mumble] bilateral hearing [mumble mumble].”

His hands rose to point at his ears.

“[Mumble mumble] frequency [mumble mumble] failure.”

Mom and Dad squinted at the doctor’s lips to try to understand what he was saying.

With a lifetime of practice, Mom and Dad had become decent lip-readers. They had to be; back then, they didn’t have legally mandated access to ASL interpreters, so lip-reading was an indispensable tool in any Deaf person’s communication survival kit. It’s still used often by Deaf people today. In fact, when I meet hearing people for the first time, one of the most common questions I often get is “Can you read lips?”

Among the many options available to Deaf people when communicating with hearing people—ASL interpreters, pen and paper, using the Notes app on a phone—many Deaf people will tell you that lip-reading is nowhere near number one on their list. Even with all the practice in the world, lip-reading is notoriously unreliable. By some estimates the average lip-reader captures only around 30 percent of the speaker’s words—and the odds are even worse with additional distractions. For instance, chewing gum’s a no-no. Missing teeth lead to missing words. And if the speaker has a bushy mustache? They might as well cover their lips; anything but a well-groomed mustache makes lip-reading near impossible.

The man who had delivered Nico and me was a great doctor, but he was a lip-reader’s nightmare. His lips moved as if they were stitched up, like Frankenstein’s monster. When he spoke, he looked like a ventriloquist speaking for his dummy. Without an ASL interpreter, my parents couldn’t understand him.

Grab a pen and paper, my parents motioned.

The doctor flipped over some papers on his clipboard and scratched out: Your babies have hearing loss.

Mom pointed at her babies and mouthed, “Both of them?”

The doctor hesitated before nodding and wrote: They both display some level of hearing loss.

“What do you mean?” Mom mouthed, bristling at the ambiguity of the doctor’s response. She wanted a straight answer and used her voice to get her point across: “Are they Deaf?”

The doctor took a deep breath and fumbled with his words, trying to find the right thing to say to Mom and Dad.

The D word seemed to make him uncomfortable.

“Well . . . ,” he started, then stopped and nodded. “Yes.” He pinched her thumb and forefinger. “A little bit, one more than the other . . .”

Mom cut him off with her voice. “Are they both Deaf?”

The doctor sputtered and finally gave them the answer: “Yes.”

Then he wound himself up to recite the speech he had prepared for these situations. The news of a failed hearing test often came as an emotional shock to parents. His first objective was to soften the blow. He would explain how the hearing test worked, introduce the possibility of a false result and how further tests might reveal that there was no hearing loss at all. And then, hedging a little bit, he would share about the technology available to help babies with hearing loss.

Bottom line, the doctor wanted to give parents hope.

The doctor began: “Please don’t worry—”

He stopped, because Mom had jabbed a pair of thumbs up in his face.

“Good!” she declared. The doctor then noticed Dad thrusting his fists into the air. He laughed and hugged and kissed Mom as if they’d just pulled the winning ticket to the lottery. The genetic lottery, that is.

Mom leaned over the bed to look at her two boys, moving carefully because she was still exhausted and dizzy and felt stitches tugging at her tummy. These radically different-looking twin boys were undeniably hers.

Nico and I had joined our older brother as the fourth generation to be born Deaf in our family.

The doctor frowned as he surveyed my mom and dad and brother cheering and signing to each other. His confusion at my family’s reaction was and is typical of the medical view on deafness. Doctors often think of deafness as a problem that needs to be corrected instead of a natural difference, one beautiful dot among many on the brilliant spectrum of human diversity, one that was also the crux of a culture, language, and community—a way of life.

Most likely, the moment he confirmed Nico and I were deaf, solutions scrolled through his head: assistive listening devices like hearing aids; organizations and agencies that could provide Nico and I with speech therapy; and even surgical interventions, such as the implantation of sensors that detect sound and send electrical impulses to the brain—also known as cochlear implants.

Likely missing from the list of solutions scrolling through the doctor’s head was American Sign Language, the native language of my family—the one my mother and father used to communicate in the hospital room, and the one that Nico and I would learn from birth and come to deeply appreciate and cherish as a cornerstone of our Deaf heritage.

My family barely noticed the doctor packing up and rolling the machine out of the room with a brief, confused nod.

I was less than a day old and had already taken my first test. According to the doctor, my ears did not work the way they were supposed to, and I had failed.

My family saw the test result differently. Dad was elated, because it meant that Nico and I would be able to experience firsthand the culture and language that shaped him as a Deaf person. My brother Neal, only eighteen months old, was too young to understand the test result and its significance—but if he was a little older he would have been giddy at the news, because it meant his little twin brothers would be able to attend the same Deaf schools as him. Mom was just relieved that her boys were safe and healthy and that our test results would not set us on differing paths in life.

My grandparents came to the hospital to visit. After confirming our health—their first and foremost concern—Mom told them that Nico and I were indeed Deaf. A rascally grin came across my grandpa’s face as he signed DEAF and then raised a jubilant fist: DEAF POWER.

Whatever the doctor might have thought, the newborn hearing test was never a matter of passing or failing to my family. There was no right or wrong; they didn’t consider one result better than the other. If Nico and I had been born hearing, my family would not have been any less thrilled. No matter how our ears fared on the hearing test, we would have been the same chocolate and strawberry bundles of joy to our family.

As for how I felt about the hearing test results? Well, at the time I was most concerned with when my next meal of breast milk was going to be. After all, I had a twin brother to compete with.

But now? I feel that the hearing test revealed only one facet of who I was, still am, and always will be.

I’m Nyle DiMarco. I once dreamed of becoming a math teacher, but life took me on a different path. I won the America’s Next Top Model and Dancing with the Stars reality TV show competitions less than half a year apart. I’ve advocated for disability rights in a United Nations conference and given a keynote speech at the Human Rights Campaign National Dinner. I run a foundation and a production company.

I am also Deaf.

It’s a fact that’s shaped every aspect of my life. The way I experience the world. How I learn new stuff. How I interact and communicate with others, including in English and ASL, the languages I’m fluent in. The community and culture I was born into, and the people I surround myself with and have come to trust.

And, especially, how others perceive me. Anytime I meet someone new, I know the first fact that registers in their heads is that I’m Deaf. Sometimes it puts me behind the eight ball and I have to work a hundred times harder to overcome—and change—the negative stereotypes and stigma surrounding that fact. And other times people think it’s nothing short of amazing, and it’s all I can do to prove that I’m just an ordinary person who happens to communicate primarily using their hands.

Like any other way of living and being, there is some bad, but there’s also a lot of good to being Deaf. There have been times when it’s maddening and frustrating and I feel helpless. There have also been times when it’s downright glorious and I feel blessed and empowered to be this way. It’s weird and remarkable and disturbing and cool, all at the same time.

One thing’s for sure: I can’t imagine living and being any other way. Being Deaf is part of what uniquely colors the small space of the world that I take up. It is the core of my identity, and I’m damn proud of it.

I’ve faced countless more tests since that first one, and I think it’s only fair that I should be judged by the full breadth of my results. From my point of view, I’ve passed a heck of a lot of them, with flying colors.

And I’ve got the stories to prove it.




2.

Queens, New York

Every community has a sacred story. For some communities, it is a profound fable with an important lesson, one that impresses the community’s most cherished values upon the listener. For others, it is a frightening tale that warns of a significant danger, the avoidance of which is critical for the community’s survival.

My community’s sacred story is about where we came from and how we started. It begins at the beginning.

The year was 1813 and the town was Hartford, Connecticut. The Reverend Thomas Hopkins Gallaudet saw a girl sitting under a tree, apart from her siblings playing in the yard. Gallaudet sat down next to her. He spoke to her, but the girl, Alice Cogswell, did not respond to his voice. He thought for a moment, then he picked up a stick and started scratching at the dirt: H-A-T.

Gallaudet took his cap off, then pointed at the letters in the dirt and back to his cap. The girl’s eyes lit up with understanding.

The girl’s father, a wealthy man, was thrilled. He had been confident that his daughter was capable of learning, but now he had confirmation. There was no school for the Deaf in America, but he had heard of schools across the ocean that had been successful in teaching the Deaf. He sent Gallaudet on a trip overseas, with the goal of attaining enough knowledge to start a school for the Deaf in America.

Eventually, Gallaudet alighted on the Institut Royal des Sourds-Muets in Paris. He was guided by the school’s headmaster, Abbé Sicard, and two Deaf teachers. Everyone at the school communicated by hand, through French Sign Language. He was awed by the intelligence and robust communication of the school’s Deaf students. Gallaudet approached one of the Deaf teachers, Laurent Clerc, and asked him to go to the United States to help Gallaudet start the first school for the Deaf there.

Clerc agreed. On the long sea voyage, they learned from each other: Gallaudet taught Clerc English; Clerc taught Gallaudet French Sign Language.

In 1817 in Hartford, the American School for the Deaf, the first school for Deaf children in the United States, opened its doors. There, the French Sign Language of native speaker Laurent Clerc, the signs of the large Deaf community 175 miles to the east in Martha’s Vineyard, and various local sign systems and dialects used by Deaf people, including Native Americans, all blended together.

Soon, an entirely new language was formed—a language different from French Sign Language or any other local signed dialect, a language I would one day proudly claim as part of the Deaf heritage I inherited: American Sign Language.

I WASN’T TAUGHT AMERICAN SIGN Language; I was submerged in it.

That’s how people acquire their native language: they don’t learn it consciously; they naturally absorb it from the available language input in their surroundings. The key is a vibrant and accessible language-rich environment. That’s the vinegar that turns cucumbers into pickles. If you drop a baby into an accessible language-rich jar and give it time, that baby’s going to turn into a native communicator in that language.

For a Deaf baby like me, there were few jars more American Sign Language–rich than the A-frame Tudor-style house where I grew up, located in the Bellerose neighborhood in Queens, New York. Under that roof lived my parents, brothers, and maternal grandparents and uncles—all of whom were Deaf. My grandpa had lived in the house since he was fourteen, and it was passed down to my grandparents from my great-grandparents. My grandparents raised my mom, Donna, and her two brothers, Robert and Charles, there. When Neal, Nico, and I came along, we became the fourth generation of the DiMarco family to live in the house.

As is the case for many Deaf and hard of hearing people in the United States, Canada, and numerous other countries around the world, American Sign Language, or ASL, is the native language of my family. It’s a visual language, expressed through handshapes; facial expressions; movements of our hands, arms, and shoulders; and the use of the space around our bodies. It’s also received visually, which means you listen to ASL through your eyes.

ASL has letters, too. The ASL alphabet mirrors that of English, with each letter represented by a handshape or a sign. Those handshapes form a key foundation of the language; many signs are made using a single letter handshape that is presented in different positions and movements. For instance, the x handshape—a hook formed with the index finger—is used to form the signs for “addiction,” “mining,” “key,” “time,” “hockey,” “electricity,” and so forth.

The ASL and English alphabets may be closely related, but ASL has its own rules, grammar, and syntax, separate from English. For example, in English you might say “I’m going to the store.” In ASL you’d sign STORE ME GO.

Like English and any other vocal language, ASL has dialects, or variants, based on geographical region, age, and ethnic group. In other words, there are accents in ASL. ASL dialects differ from each other in many ways: speed of delivery, placement of hands when making signs, facial expressions. Some words are signed completely differently based on dialect. For instance, the word “birthday” has at least a half dozen signs in ASL, differing by dialect. Sometimes, we can even guess where someone is from based on how they sign ASL.

One prominent ASL dialect is Black ASL, or BASL. Racial segregation in schools for the Deaf gave birth to BASL. Based on research championed by Dr. Carolyn McCaskill, a Black Deaf professor of ASL and Deaf Studies at Gallaudet University, signers using BASL have been found to use larger space around the body to form some signs and use two-handed variants of signs more often.

ASL and other sign languages around the world are the beating heart of Deaf culture. They are the thread that connects Deaf people to one another and holds the Deaf community together. As a visual language without sound, sign languages are naturally accessible to Deaf people.

From birth, I feasted on an all-you-can-eat buffet of ASL. Every conversation in the DiMarco household was readily accessible to me in ASL. When my mom and grandma leaned over me in the cradle for some baby talk, they showered ASL words onto me. Whenever I crawled my way into the middle of a conversation between my dad and uncles, their words, in ASL, were there for my eyes to drink in.

WHEN I TALK ABOUT MY pride in my Deaf identity and how much I cherish ASL as my language, so much of that comes from my mom. She was, and still is, a proud Deaf woman. She preached to us constantly about the value of ASL: How rich and beautiful it is. How it helps us develop and shape our minds, sharpen our critical thinking skills, and become strong and independent people. How, as a means of communication and education, it enables us to access the world.

My mom took it upon herself to introduce my brothers and me to the full beauty and power of ASL. Through her storytelling, my mom guided us further through the wonders of ASL. Every night, with the dedication of a devout Catholic praying the rosary, she signed stories out loud to us boys. I delighted in her animated signing, and how she used her eyes and mouth to add color and imagination to the books she read to us.

Our favorite book was Are You My Mother? by P. D. Eastman. Mom twisted her face as she transformed into characters: signing meek and small as the little bird seeking out his mother; growing big, wide eyes as the kitten; springing a rubbery neck as the clucking hen; putting on dopey eyes and languid signing hands for the dog; and flaring nostrils, frowning eyes, and big, wide, stomping hands as the cow. Following a treasured ASL storytelling rule, she shifted her shoulders from one side to the other as she switched from the little bird to the different animal characters it talked to throughout the story.

A skilled ASL storyteller can create a cinematic effect. Watching my mom signing stories was like seeing a movie for me and my brothers. The story times weren’t all just for fun, however. Mom made sure we were paying attention.

WHAT-IS THIS? she would ask, pointing to the cow.

COW.

GOOD. COWS EAT WHAT?

HAY!

GREAT! Mom reached out to tousle my hair. We were drawn into Mom’s storytelling and whenever she threw us a pop quiz question, it jolted us wide awake. When we got a question right and were rewarded with Mom’s smile, it was the best feeling in the world.

She gradually increased the degree of difficulty of her questions, pointing at words in the books and asking us what they meant. We looked at a word and then the pictures, searching for clues in the drawings. We threw out guesses—BOY! GIRL! HOUSE!—and Mom kept shaking her head until we got it.

RIGHT! Mom signed, and again I was rewarded with the best feeling in the world. Next, she asked us how to spell the word. Using ASL handshapes of the alphabet, we spelled the word out letter by letter. Sometimes she covered the word in the book with her hand, which made it harder, but she gave us several tries until we got it.

Mom knew that our primary language, ASL, was our path toward building fluency in our second language, English. During these story times, she used our fluency in ASL to help us recognize and understand English letters and words in print. Slowly, book after book and quiz question after quiz question, she laid the building blocks for our lifelong success in the world out there that is dominated by English.

To nurture our burgeoning language fluency, Mom also sought out videos that featured ASL, which was a lot harder than it might seem. Remember, this was the early-to-mid 1990s, back when the internet was little more than an idea. Nowadays, a YouTube search returns thousands of ASL videos with a single click. (Granted, a lot of them are terrible music videos performed by beginner hearing ASL students, but there are a lot of accurate and genuinely helpful ASL videos available—look for those made by bona fide Deaf people.) But back then? You had to work to find them and get them to the TV in your living room for your kids. I’m talking, of course, about old-school VHS tapes. My mom would keep her eyes peeled for tips about new ASL videos from friends, family, and teachers at our school. Whenever she learned about ASL videos, she’d order them to be delivered to our home, sometimes whole sets.

My favorite ASL video set was an educational video series that showed a fictional Deaf family, the Bravos, that communicated in ASL. The family went through assorted everyday scenarios, like going to the dentist, all the while teaching different relevant ASL vocabulary, including words for having your teeth checked for cavities and so forth. The show captivated me in ways that non-ASL shows could never achieve. The actors onscreen were Deaf like me, and they talked in my language. I’d watch the video set from start to finish over and over again, clutching my favorite blanket and sucking my middle and ring fingers (which made an I love you handshape, which my mom thought was absolutely adorable) as my eyes were glued to the screen.

Besides the Bravo family, there was also Sesame Street on PBS. Deaf actress Linda Bove appeared regularly, teaching ASL signs alongside Big Bird. My brothers and I loved Sesame Street. My older brother Neal even had a Big Bird stuffed animal he carried around with him.

LIKE MOST TWINS, NICO AND I did everything together and shared everything with each other while growing up. But, like our hair color and skin complexions, we had opposite personalities.

When Nico and I were toddlers, Mom and Dad put us in baby walkers and let us dodder around the family room. The room was separated from the hallway by a little step that would stop the walker in place and prevent us from leaving the room. It took me numerous tries—and painful falls—but eventually I figured out how to pick up my walker myself and carry it with me over the step, all by myself. Nico adopted a different method: he stopped his walker at the step and cried his little heart out until someone came along and picked him up.

I had an independent, mischievous streak. I tested limits and had an endless curiosity I sought to satisfy by trying new stuff. My mom would refer to me, affectionately, as her little devil. Nico was my celestial antithesis, a perfect angel with his halo of ginger curls. He was thoughtful, caring, and sensitive, and approached new challenges with caution, tending to think twice before acting. If he did a bad deed, it was because Neal and I convinced him to do it with us. Even then, it rarely took long before his conscience caught up to him.

For example, when Nico and I were about five, my brothers’ and my favorite part of our house in Queens was probably the aboveground pool in the backyard. We passed many sunny summer days splashing around, racing each other swimming freestyle from one end to the other, jumping in from the wooden deck, and seeing who could hold their breath underwater the longest. While submerged in the pool, we made the delightful discovery that we could talk to each other underwater by using ASL, something that hearing folks couldn’t do.

One of our favorite things to do in the pool was to throw objects that sank to the bottom and dive in to retrieve them. The best and most readily available sinking objects, we found, were the rocks that surrounded the pool’s perimeter. We tossed them in, a handful at a time, and dove in, pumping our little arms and legs until we grabbed one or two rocks and carried them to the surface. We often threw in too many rocks, and nearly always left some in the pool when we were finished.

This drove my mom and grandparents crazy. They kept finding rocks in the pool, which they had to clean up every time. They weren’t sure who was doing it.

THROW ROCKS IN POOL, YOU-THREE? Mom asked.

NO, we said, NOT US. We were afraid she’d punish us, maybe take away our pool privileges, so we lied.

Figuring our denial would keep us safely out of suspicion, the very next day we went back to tossing rocks into the pool and leaving them behind when we’d finished. Mom and my grandparents couldn’t figure out who was causing this ongoing problem. Maybe it was some kids from the neighborhood? they thought. But it happened so often that there really were only three possible culprits. Mom didn’t waste her energy trying to get the real story from Neal and me. She pulled Nico aside to talk with him privately.

TELL-ME TRUTH. ROCK POINT-AT-POOL, WHO THROW?

Without Neal and me by his side, Nico never had a chance. He confessed to the entire thing before my mom finished her question, ratting me and Neal out.

BUSTED, Mom told me and Neal.

NICO! Neal and I grumbled. But we forgave Nico afterward, like we always did. We knew he couldn’t help himself. That was just his nature, and we loved him for it.

EARLY IN MY LIFE, I began a bad habit: getting lost. Practically as soon as I learned to walk, I wandered every which way, as far as I could—consequences be damned. I always went alone, of course—Nico never joined me in my reckless wandering.

When I was four, I disappeared from the house in the middle of the day. This wasn’t an easy feat—remember, I grew up living in the same house with my two brothers, my mom and dad, my grandparents, and my two uncles. Somehow, among all these people, four-year-old me slipped out of the house without anybody noticing.

My mom was the first to realize I was missing. She checked the swing set and pool in our backyard, walked up and down to check all four floors of the house twice, and looked out the front door at our yard and the street. I was nowhere to be found. Panic setting in, she grabbed my dad and they started knocking on our neighbors’ doors. They used different communication tools, combining them into a frantic mishmash of signing, gesturing, and mouthing words.

HAND-WAVE “Hi!” POINT-AT-NEIGHBOR “Have you” POINT-EYE “seen” POINT-AT-CHEST “my” FLAT-PALM-BY-WAIST PAT-PAT “boy” SHRUG “?”

The method may have been unorthodox, but my parents got the message across. None of the neighbors who answered their doors had seen me, though. Uncle Charles, my mom’s brother, drove my dad around the neighborhood while my mom kept looking on foot, walking past each house on our block, checking the front yards and backyards.

Finally, my mom spotted me, in the backyard of a house across the street. I was sitting on a swing with my neighbor friend, laughing and playing and carefree.

She grabbed onto my hand tight and brought me straight home.

NEVER, NEVER LEAVE HOUSE WITHOUT TELL MOM DAD FIRST, she scolded me. She pointed to my dad, my brothers, my uncle, my grandparents.

ALL-OF-US SCARED. WHERE NYLE? WE LOOK-LOOK LONG TIME.

For all the trouble I’d caused my mom and my family, you’d think I’d feel guilty as heck. But I didn’t. When my mom scolded me, I showed remorse, because I knew it was expected of me and that doing so would help reduce any punishment that might come my way. But inside I wasn’t sorry. The whole time I was away and alone, I didn’t feel any fear. I was doing exactly what I was supposed to be doing, wandering and exploring.

I got lost again when I was a little older, around seven years old. My brothers, Mom, and I were at a waterpark. While I was walking around, a game booth caught my eye and I wandered off on my own, without thinking. When I turned around I saw that I was alone and that my mom and brothers were nowhere to be found.

I didn’t freak out or bawl my eyes out or think at any moment that the world was ending. Oh, I’m lost, I thought. Time to fix it. Calmly, I spotted a security officer, walked up to him, gestured for a pen and paper, and wrote that I was lost.

The security officer nodded, spoke into his walkie-talkie, then took me to the security office, where I sat and gazed at the officers bustling about, doing their work. Eventually Mom and my brothers burst into the office, Mom’s arms reaching out and squeezing me tight.

She told me that she looked all over the waterpark for me, that the entire park had to be closed off to find me, that she was upset, my two brothers were upset.

SORRY, I said. But again, I didn’t cry, and wasn’t scared or truly apologetic.

I wasn’t trying to make my mom’s black hair go prematurely gray with my wandering, at least not on purpose. Causing trouble was never the point. I was just drawn to the world and was content to let my curiosity guide my feet in whichever direction appeared most interesting.

It makes me feel bad to look back and realize how much stress I must have put on my mom in those early years. She rarely let on, though, because she’s a superhero. There’s no doubt about it, I wouldn’t be where I am if not for her. Not only did she do so many things for me and my brothers, she did it while functioning like a single mom most of the time, while my dad continually moved in and out of our lives, battling his own demons and alcohol and drug addiction.

Part of Mom’s resilience and strength as a woman and mother was drawn from her hero, Princess Diana. Mom adored Di and the example she set for the rest of the world. She loved how compassionate Di was and how much empathy she showed for others, especially groups of people that the world had shunned. She was a good person, radiating kindness and grace. Proudly, Mom signed out to Neal, Nico, and me the story of how Di had taken off her glove to shake the hand of a man who had AIDS, to shatter the misconception that HIV/AIDS could be spread through physical touching. With such a small, simple act of kindness, Di sent a message to the rest of the world that it was okay to touch those with HIV/AIDS, to hug and hold them, to continue to give them the love they deserved as they endured.

Princess Diana’s advocacy touched the Deaf community, too. In the 1980s, she became a patron of the British Deaf Association, a U.K. organization that advocated for access and equality for Deaf Brits and was led by Deaf Brits, and she learned British Sign Language, or BSL. When my mom saw footage of Princess Diana signing BSL with Deaf people on Deaf Mosaic, the Emmy Award–winning television magazine show on Deaf news, her heart swelled. Princess Diana was an exemplary role model, and her actions delivered important lessons on compassion, empathy, and caring that Mom wanted to pass along to us boys.

Even as my mom took on all those hats as our superhero de facto single parent, telling us stories, instilling values of love and respect, laying the foundation of our language acquisition, and taking us out to have fun to remind us to have joy in life, she still found the time and energy to take on the role of the strict parent. Indeed, she wasn’t all fun and games. If we crossed a line, she never hesitated to discipline us. She knew she couldn’t be reluctant when it came to disciplining her boys—if she didn’t, then who would?

My mom’s discipline scared the bejesus outta me, in a good way. Her punishments stuck with me, making sure I learned my lesson. And they could be quite embarrassing.

One time when I was five, my mom took me and my brothers grocery shopping. At the checkout register, I spotted a candy bar I wanted, and I asked my mom if I could have it. She had loaded our grocery items onto the conveyor belt and was getting ready to pay.

NO, she said. FINISH GET EVERYTHING WE NEED. CANDY BAR PUT-BACK.

My mom paid, packed up her grocery bags, loaded her boys into her car, and drove all the way back to our house. As she unpacked the grocery bags and put the food into the fridge, she spotted me holding something to my mouth.

WHAT-IS THAT? she asked.

UHH. Busted.

She grabbed the half-eaten candy bar and dragged me to the car. Starting the ignition, she told me that she was taking me back to the grocery store.

STORE MANAGER, YOU TELL-HIM YOU STOLE CANDY BAR, she said.

Tears immediately started streaming down my cheeks. I was terrified. Stealing was wrong, and I would be headed straight to jail. Cops were going to slap handcuffs on my wrists and haul me to the slammer in the back of their car. I was a bad person, about to be branded a criminal for the rest of my life. There was no turning back.

NONONO ME SORRY! DON’T-WANT GO! PLEASE! I begged and pleaded, only stopping to use my hands to wipe the snot and tears that dripped and drooped down my face.

My mom was resolute. YOU MUST TALK-TO MANAGER.

She parked and pulled me by the hand all the way to the grocery store manager’s office.

She held out the candy bar and signed: NYLE, TELL-HIM.

I felt like crapping my pants. My hands shook as I stammered out what I’d done: CANDY BAR ME STEAL. ME SORRY.

My mom repeated what I said, using her voice and mouthing to make sure the manager understood. The manager’s face turned stern. He tut-tut waved his finger and told me, with my mom’s help interpreting, that what I’d done was wrong and if it happened again there might be worse consequences.

I took his scolding with a large lump in my throat, waiting for the hammer to drop. It was coming, I knew, it was only a matter of time. I braced myself.

Then he pointed toward the door. He was letting me go. That was it. No cops or handcuffs, no jail, no criminal record.

Satisfied, my mom took my hand and we drove back home. I was furious and nearly burned a hole in the back of her head with my angry stare. I promised myself I would never forgive her.

I was wrong.




3.

Fire in the Belly

In the year 1880, a bunch of older white men with prim side-parted coiffures and handlebar mustaches descended upon Milan, Italy. They had come from all over Europe and the United States for the International Congress on Education of the Deaf.

It is now known simply as the Milan Conference—one of the greatest tragedies in the history of the Deaf community.

James Denison, from the United States, was the sole Deaf delegate in attendance. The purpose of the conference was to decide the best, most effective approaches to educate the Deaf, and only 1 of the 164 delegates in the room making those decisions was Deaf.

Also in attendance was Edward Miner Gallaudet, the youngest child of Thomas Hopkins Gallaudet, who in 1864 had founded the world’s first and only college of the Deaf, Gallaudet College (today called Gallaudet University).

Since the American School for the Deaf had opened in Hartford in 1817 under the leadership of Laurent Clerc and Thomas Gallaudet, dozens of schools for the Deaf had been established all over the country. In these schools, American Sign Language was used to teach Deaf students and unlock their potential.

It was the golden age of Deaf education in the United States. It didn’t last forever. Sign language had too many enemies.

One was Alexander Graham Bell. Bell was a treacherous man who espoused many ideas that deeply harmed my community. He did not even do the thing he was best known for: inventing the telephone. The idea and design for the telephone was first created by a poor Italian American named Antonio Meucci, with whom Bell shared a lab. Meucci could not afford the patent; Bell could.

Anytime I see Bell’s name, I feel pain and anger. Bell would have been opposed to the very idea of my existence as a multi-generational ASL-fluent Deaf man. He devoted his life to the study of speech and teaching Deaf children how to speak. He propagated the eugenicist view that Deaf people should not marry each other (so they couldn’t make more cute Deaf babies like me) and advocated for oral education of the Deaf—or teaching the Deaf through auditory languages. He was opposed to teaching Deaf children sign language; he and Edward Miner Gallaudet frequently clashed over this topic.

The Milan Conference gave Bell the upper hand. Despite Edward Miner Gallaudet’s passionate pleas for sign language education during the conference, the delegates voted overwhelmingly in favor of oral education as the preferred method of instruction for the Deaf. The delegates also voted to declare sign language harmful to learning how to speak, lip-read, and understand ideas, establishing so-called pure oral education as the preferred method and effectively banning sign language from the education of the Deaf.

Thus, in part because of the Milan Conference, began the decline of the golden age of Deaf education. For decades, the oral education method proliferated in Deaf schools in western Europe and the United States. At those schools and elsewhere, hearing administrators decided that Deaf people who communicated in ASL were incapable and stripped them of their jobs.

Some Deaf community members, however, continued to use ASL with pride. At home, Deaf parents taught it to their children. Black Deaf people, whose segregated schools in the South continued to use ASL, were instrumental in carrying our language through this dark age. Despite our community’s best efforts, as the years passed, ASL became less and less accessible to the majority of Deaf people, who were born into hearing families.

Shockwaves from the Milan Conference were still rippling through Deaf education more than a century later, when I enrolled in the Lexington School for the Deaf in Queens.

YOUR HEARING AIDS WHERE? MISS Dawes, my teacher, asked.

ME FORGOT, LEFT-AT HOME, I signed back. I tried my hardest not to smile, because Miss Dawes would get mad if she knew I didn’t bring my hearing aids to school on purpose.

Every morning in class, we repeated a daily ritual to make sure we had our hearing aids and that they were working properly. After putting our backpacks away in our cubby holes, we placed our hearing aid devices on a table in front of Miss Dawes. She took the little battery cells out of our aids and inserted them into a black device with a needle that swung from 0 to 100. If a battery cell made the needle swing to 100, that meant it was full of juice and Miss Dawes would congratulate us with a big smile and a cheer. There was only one battery tester, so we lined up and took turns testing the batteries on our aids one by one.

I dreaded this ritual. It was boring and a waste of time. But more importantly, I despised my hearing aids. Putting them on was like letting a dam open to a flood of noise. My classmates yelled, hands banged on tables, paper crinkled. The ear molds burrowed uncomfortably into my ears, and sometimes if there was too much loud noise, or if something pressed close against my molds, a piercing EEEEEEEE!! burst out in my aids. That high-pitched sound made me want to rip off my ear molds, then dig into my ear canal and itch and rub until the noise was gone and there was just numbness. At home, I hardly ever wore my hearing aids. Everybody in my family talked in ASL, and we could all understand each other just fine without the aids.

At school, Miss Dawes signed, too. But she also used her voice to speak English while signing at the same time, a form of communication called simultaneous communication, or sim-com. For sim-com to be effective, both voiced and signed modes of communication need to be delivered equally—both in substance and clarity. That’s how it works, in theory. But in practice, the speaker will usually lean toward one of the two, typically the speaker’s dominant mode of communication. For Miss Dawes, a hearing person, that was spoken English. She leaned heavily on it, and often only signed every second or third word she spoke. She also exaggerated her mouth movements, encouraging us to work on reading her lips and understanding her voice. I kept trying to figure out which part of her communication to focus on. When I tried to concentrate on her spoken English, I had to cut through the static from my hearing aids and the atmospheric noise in the classroom to focus on Miss Dawes’s voice. At the same time I kept my eyes glued on her lips, trying to match up some of the sounds and lip and tongue movements and make words from them. Trying to decipher Miss Dawes felt like one of those word games we played sometimes in class, where we took strings of mixed-up letters and tried to unscramble them into real words. The process exhausted my brain.

Learning through my eyes was much easier. When I talked with anyone in ASL, I understood the words as soon as the signer’s hands made them. Miss Dawes wasn’t very good at signing, and her hands kept skipping words. But even then, I could still understand her a lot better when I focused on her signing instead of trying to listen to her spoken English. I couldn’t understand why I needed to wear the hearing aids at school and go to all the trouble trying to understand the sounds when I understood the words so easily by seeing them in sign language.

What I didn’t know then was that I didn’t have much of a choice. All the Deaf schools in New York City taught their students this way, mandating hearing aids and using sim-com in classrooms. Another option was mainstream school, but that would have meant Nico and I would have been the only Deaf kids in our classes, funneling all of our communication with the teacher and our peers through a sign language interpreter. We wouldn’t even have the scraps of signing we got from Miss Dawes’s sim-com—no one else in our mainstream classes, other than the interpreter, would be able to sign with us.

I might have been stuck at this school, but I wasn’t going to take its hearing aid mandate lying down. One morning before school, I had an idea: if I forgot my hearing aids at home, maybe Miss Dawes would give me a break for the day. Even better, she might realize that without my hearing aids, I would be able to understand only her hands. Just perhaps, she would try harder to sign clearly.

After I told her I’d forgotten my hearing aids at home, Miss Dawes took a deep sigh and shook her head.

“You KNOW you need to BRING your HEARING AIDS to school EVERY DAY,” she sim-commed, signing fewer than half the words she spoke.

“YOU need to become MORE RESPONSIBLE,” she said.

I nodded solemnly, accepting this gentle chastisement with all the graceful regret I could muster. I wanted Miss Dawes to skip to the part where she let me go through the rest of the school day without my hearing aids. Out of the corner of my eye I could see Nico shaking his head at me. As the cliché goes, we all have an angel on one shoulder and a devil on the other; I swear Nico has an angel on each shoulder. He showed up to school every day with his hearing aids in hand and the batteries fully charged.

“I KNOW you’re WORRIED about MISSING INFORMATION today without your HEARING AIDS.”

Another solemn nod from me.

“BUT you DON’T have to WORRY!”

Wait, what?

Miss Dawes grabbed hold of my hand and walked me down the hall to the area where the speech teachers’ classrooms were, and the office that we knew as the audiologist’s. I knew the audiologist as the special doctor that focused on our ears. I’d gone to the audiologist’s office before, where she put me in an enclosed sound booth and turned on different noises to test my hearing.

There was a long line outside the office. Some of the other students in line didn’t have hearing aids in their ears. Some of them held broken ear molds. Miss Dawes dropped me off at the end of the line and told me to come back to the classroom when I was finished.

What was I waiting in line for? I wanted to ask Miss Dawes, but she’d already gone.

One by one, the kids ahead of me filed into the office and then came out with new hearing aids and earmolds fit snugly into their ears. My spirits sank lower and lower with each student who filed in and out.

The line dwindled until it was my turn.

Rows and rows of drawers lined the walls of the audiologist’s office. The audiologist smiled and sim-commed, “FORGOT your HEARING AIDS, huh? Let me see, NYLE . . . Nyle . . . oh! Here we are.”

She picked out two ear molds from a drawer labeled with my name. Then she opened another drawer and pulled out new hearing aid devices, exactly like the ones I’d left under my bed that morning. She connected the ear molds to the aids, then inserted them into my ears. The rubbery plastic of the molds felt cold to the touch. The audiologist reached behind my ears to switch the aids on, sending a wave of static through my ear canals.

“Okay!” the audiologist said, her voice amplified. “You’re ALL SET!”

She grabbed me by the shoulders, spun me around, and nudged me out the door.

Miss Dawes greeted me as I slunk back into the classroom. She inspected my ear molds and said, “CAN you HEAR me NOW?”

I gritted my teeth and fake smiled. Miss Dawes cheered and gave me a big thumbs up.

“NOW YOU’RE READY TO START LEARNING!”

Those last words from Miss Dawes made me feel uneasy. Earlier that morning, I decided to leave my hearing aids at home because they irritated me and I didn’t like wearing them. It never crossed my mind that I left them home so I could get out of learning that day. The opposite, actually, was true: without the distraction of the hearing aids and being forced to pay attention to two things at the same time—Miss Dawes’s voice and her signing—I would have been more ready to learn than ever.

I didn’t need the hearing aids to learn, and it confused me that Miss Dawes thought I did.

I fumed silently in my seat. Miss Dawes and the audiologist might have outsmarted me this time, I thought, but I wasn’t going to give up anytime soon.

THE LEXINGTON SCHOOL FOR THE Deaf has been around since the Civil War. My brothers and I were the third generation of our family to go to school there; my grandma was the first, starting way back in the 1940s. The Milan Conference had taken place more than sixty years before, but its long shadow still darkened the halls of Deaf schools; the pure oral education approach the conference had endorsed was ironclad law at Lexington. Its Deaf students, including my grandma, were expected to use their voices at all times. Using the hands to communicate was strictly banned and looked down upon with disgust and disdain by teachers and administrators—all of whom were hearing.

My grandma was born Deaf to hearing parents. Her father was a distinguished family doctor, carrying on a proud family tradition as the fifth generation to practice medicine. Her mom taught courses on shorthand at a local business college. Though she lived just a fifteen-minute drive away from the school, her parents had her sleep in the dorm on weekdays, and she came home only on the weekends. Her parents hoped the more time she spent immersed in the Deaf school surrounded by teachers and other staff who reinforced speaking, the stronger her speaking and listening skills would become; perhaps she might even progress enough to pass as hearing.

It was a misguided hope. The goal should never be for Deaf people to pass as hearing, but to achieve their full potential using methods and languages that work for them. Speech didn’t work for my grandma; she never learned how to speak well. To this day, she has no ability to articulate words clearly using her mouth.

The school, as is typical of the oral education school of thought, confused speaking ability with intelligence and potential to learn. They saw my grandma struggle with speech and put her on a vocational learning track. In high school she took life skills courses and learned how to cook and sew; she didn’t take more academic classes, such as history or English literature, that would have rounded out her education, improved her world knowledge, and honed her ability to think critically.

It turned out to be a blessing in disguise that my grandma’s parents had her sleep in the dorm, because it was the one place in school where Lexington students could use sign language. The school’s strict ban on signing faltered at the thresholds of the dorm buildings, and beyond them, the Deaf students thrived. Their hands flew, and their eyes eagerly drank in the information these hands presented. In the sanctuary of the dorms, my grandma learned sign language from her Deaf peers who had grown up in Deaf families. It was her saving grace.

Grandma’s parents looked down on sign language. They did not sign and adamantly spoke when trying to communicate with her. When she was thirteen years old, her grandparents moved in to live with her family. Her parents told her she shouldn’t dare use her hands to communicate, not even to make a gesture. Grandma’s parents thought signing was beneath humans—that it was for monkeys.

But when her parents were out of the house and she found herself alone with her grandpa, he did something that floored her. He approached her, put up his hand, and started fingerspelling. Surprised, she asked her grandpa how he had learned. Continuing to fingerspell, he told her that his brother, my grandma’s great-uncle, was Deaf like her. As he ended the conversation, he put a finger to his lips and mouthed to my grandma, “Don’t tell your mom and dad.” He knew her parents wouldn’t be pleased if they knew he’d communicated with her in sign language.

Grandma was surprised by this new information from her grandpa. She had only met her great-uncle once, when she was five, and didn’t remember him. Her parents had never told her that there was another Deaf person in her family. She later learned that her Deaf great-uncle was a printer—a common occupation for Deaf people because they were impervious to the awfully loud racket that printing machines made. The printing trade was often taught at Deaf schools, and printing jobs provided many Deaf people with a comfortable income to support their families. But my grandma’s father, the fifth-generation doctor, looked down on the printing trade, and prayed that his daughter would learn to speak capably and achieve a career that was, in his eyes, more sophisticated.

Grandma put her head down through her vocational classes at Lexington, snatching what little she understood from the teachers who taught orally. Her final courses at Lexington trained her how to be a keypunch operator for IBM computers. But every day she looked forward to when the final school bell rang and she could run to the dorm and start signing with her friends. After she graduated, she met my grandpa, who had attended another Deaf school in a different part of the city. He too had endured oral education and had learned ASL the same way she did—through friends, out of sight of the school’s administrators and teachers. They started a family, my mother being the first of their three Deaf children, and Grandma became a devoted mother and homemaker.

One thing that stayed with Grandma from her time at Lexington was the punishments the teachers gave to students who violated the no-signing rule, herself included; she was a common rulebreaker. She and her other friends couldn’t help it—signing was natural to them. They felt compelled to use their hands and faces to communicate, and they relished the full access to information they had when they signed. But each punishment was humiliating. Sometimes it was multiple sharp raps of a wooden ruler across the legs and the knuckles, or a literal dunce hat, which the offending person had to wear while sitting in the corner. Other times, Grandma told me, the teacher handed her a long piece of chalk, put her in front of the blackboard, and instructed her to scratch out, hundreds of times:

I will not sign in class.

I will not sign in class.

I will not sign in class. . . .

And twenty years later, the very same words were being written on the very same blackboard, only the hand holding the piece of chalk was my mom’s. Little had changed at the school in the generation that passed since Grandma finished her schooling. The oral education philosophy still ruled, and signing was still banned, looked down upon, and met with severe, degrading discipline. But there was one significant difference: the advancement of technology had brought forth hearing aids, which Mom started wearing at the age of three, as mandated by the school.

At Lexington, Mom learned how to use her voice to speak better than Grandma had, but her skill was still marginal. Often, she could only articulate single words, and sometimes, if the words were easy enough, maybe a full sentence. Though it was nowhere near the competency required for effective everyday communication outside the school, Mom still spoke better than most of her classmates and was considered a model student. The school shrewdly reinforced speaking among its students by handing out awards for the best students, and once gave Mom the Speech Student of the Week award. It came with a pin featuring those exact words, which she wore on her shirt with pride. She was only seven then, and the award boosted her self-esteem.

Yet anytime she found herself with her friends out of sight of the teachers, she would sign. As for my grandma before her, signing came to her naturally. Mom was more fortunate than my grandma because she had Deaf parents and lived in a signing household. Many of her peers came from Deaf families, too, and friend gatherings outside of school helped her build her signing fluency far more rapidly than her speaking ability. And so, even with the speech award pin on her chest, when Mom went to the restroom and bumped into a friend, she immediately started chatting with her in sign language. They were in one of the school’s few safe spaces, beyond the vigilant gaze of teachers, administrators, and other strict signing ban enforcers. Without thinking, they continued to chat in ASL as they opened the restroom door and walked out into the hallway. Mom, whose head was turned as she walked to keep her eyes on her friend’s signing, was not watching where she walked. Wham! She walked smack dab into a massive belly. She craned her neck up and up until she could see the person’s face and gasped. It was the school superintendent, and he was not pleased.

“Why are you signing?” he spoke. Mom didn’t know what to say.

The superintendent’s eyes darted to Mom’s shirt. He looked at the pin, and then back at my mom’s face.

“Give that to me, please.”

Mom’s self-esteem dropped to the floor. Today, she knows that the award meant nothing, and that she shouldn’t have felt bad for having it taken away. But at age seven the school had so conditioned her—brainwashed her—to take pride in her speaking ability that the order to return the pin deeply humiliated her.

Delivered in oral education for Deaf students that clearly struggled with it, classes progressed as slow as molasses. Mom and her classmates didn’t learn and thrive; they
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