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For John,

for the sake of whose difference

I would gladly give up all the sameness in the world


Will it come like a change in the weather?

Will its greeting be courteous or rough?

Will it alter my life altogether?

O tell me the truth about love.

—W. H. Auden,

“O Tell Me the Truth About Love”



Son


I HAD DYSLEXIA AS A child; indeed, I have it now. I still cannot write by hand without focusing on each letter as I form it, and even then, some letters are out of order, or left out entirely. My mother saw this early on and began to work on reading with me when I was two. I spent long afternoons on her lap, learning to sound out words. We practiced letters as though no shapes could ever be lovelier than theirs. To keep my attention, she gave me a notebook with a yellow felt cover on which Winnie-the-Pooh and Tigger were sewn. We made flash cards and played games with them. I loved the attention, and my mother brought a sense of fun to her teaching.

When I was six, my parents applied to eleven schools in New York City, and all eleven turned me down. Despite my advanced reading skills, my test scores said I would never learn to read and write. Only a year later did the principal of one school overrule the exam results so that I could be enrolled.

That early victory over dyslexia taught my family that with patience, love, intelligence, and will, we could defeat a neurological abnormality. Unfortunately, it also set the stage for our later struggle. It made it hard to believe that we couldn’t correct something else that was perceived as abnormal—my being gay.

•  •  •

People ask when I knew I was gay, and I wonder what that means. Recent studies have shown that as early as age two, many boys who will grow up to be gay avoid some rough-and-tumble play. By age six, a good number behave in some ways that aren’t typical “boy.” I knew that many things I liked were unmasculine: I never traded a baseball card, but instead shared the plots of operas on the school bus, which did not make me popular.

I was popular at home, but I was also corrected. Once, when I was about seven, I was leaving a shoe store with my mother and brother, and the salesman asked us what color balloons we’d like to take home. My brother wanted a red balloon. I wanted a pink one. My mother said that I did not want a pink balloon. She announced, over my protests, that my favorite color was blue, so I ended up taking a blue balloon. The fact that in adulthood my favorite color is blue stands as evidence of my mother’s influence; the fact that I am still gay is evidence of its limits.

Though it was supposed to be integrated, my grade-school class actually included only a few black and Latino kids, and they mostly socialized with one another. My first year at school was second grade, and when Debbie Camacho had a birthday party in Spanish Harlem, my mother made me go. I was one of only two white kids who went, out of a class of forty; none of my friends was there and I was terrified. Debbie’s cousins tried to get me to dance. Everyone spoke Spanish, the food was unfamiliar, and I had a kind of panic attack and went home in tears.

I didn’t see the parallels between everyone else’s avoidance of Debbie’s party and my own unpopularity. It never occurred to me that she and I had anything in common. It was only years later that I understood why my mother had made me go, and recognized that it was a moral issue. Then I was glad to have been there: It was the right thing to do. Debbie’s party was the beginning of my tolerance toward people who were different from me, and that attitude ultimately helped me understand that I was okay even though I was different.

A few months after Debbie’s party, Bobby Finkel had a birthday and invited everyone in the class but me. My mother called his mother, sure that there had been a mistake. Mrs. Finkel said that Bobby didn’t like me and didn’t want me there. My mother picked me up after school on the day of the party and took me to the zoo and out for a hot fudge sundae. Now I can see how hurt my mother must have been for me—more hurt than I was, or let myself notice I was. She knew that being different had sad consequences, and she wanted to protect me.

Making me choose the blue balloon had been partly an effort to shelter me and partly an act of aggression. In many ways, my mother encouraged me to be myself, and she made me believe I could be loved for who I was rather than for who the larger world suggested I should be. But at the same time, she wanted to change me in ways that I couldn’t be changed. That made me angry; it still does. The hardest thing to make sense of was the fact that the love was real even though it coincided with the rejection of a central part of me.

I floundered in the tricky waters of elementary school, but at home, away from the cruelty, my quirks were mostly humored. When I was ten, I became fascinated by the tiny European country of Liechtenstein. A year later my father took us along on a business trip to Switzerland, and one morning my mother announced that she’d arranged for us all to drive to Liechtenstein. The same mother who forbade the pink balloon took us to lunch in a charming café, on a tour of the art museum, and to visit the printing office where they made the country’s gorgeous postage stamps, just to indulge my weird fascination.

Still, there were limits, and pink balloons fell on the wrong side of them. My parents’ rule was to be interested in others from within a pact of sameness. I wanted to do more than just be interested in the whole world: I wanted to be a part of it. I wanted to dive for pearls, memorize Shakespeare, break the sound barrier. Maybe I wanted to transform myself because I wanted to break away from my family’s way of being. Maybe I was already trying to get closer to who I wanted to become.

•  •  •

In 1993, I was assigned to investigate Deaf culture for the New York Times. I thought of deafness as a defect. Most deaf children are born to hearing parents—parents who often think deafness is a tragedy, and throw themselves into making sure their deaf children learn to speak and read lips. Teaching those skills usually takes so much time and energy that parents neglect other areas of their children’s education. Some deaf people become very good at speech and lip-reading over time, but at the expense of learning history and math, and they end up fairly uneducated.

Some kids stumble upon Deaf identity as teenagers, and it makes them feel free and powerful. They move into a world that uses Sign as a language and they become proud of the same things about themselves that used to embarrass their parents. Some hearing parents accept this confident new identity, but others struggle against it.

I understood this complex process of self-discovery because I am gay. Gay people usually grow up with straight parents, who often believe that their children would be better off straight. Frequently, they pressure their kids to be or act straight. These kids discover gay identity as teenagers or later, and it comes as a huge relief. So the line between illness (the negative way of looking at a condition) and identity (the positive way of looking at it) is never clear. Something you start out considering as an illness can become a cornerstone of your identity. Also, what some people think of as an illness, others think of as an identity. And the same attribute can be defined as an illness at one time, then in a different historical time it can change to an identity. Sometimes, it can be an identity and an illness at the same time, even for the person who has the condition.

When I started writing about the deaf, the surgical insertion of a device called a cochlear implant, which can offer something similar to hearing, was a recent innovation. Its supporters said it was a miracle cure for a terrible defect. The Deaf community saw it as an attack on their culture. The issue is complicated by the fact that cochlear implants are most successful when they are introduced in infants, meaning that the decision is made by parents before the child can possibly weigh in with an opinion.

My parents would have said yes to a childhood operation that would have made me straight. If such a process is ever invented, I think most of gay culture would be wiped out within a generation. That thought makes me terribly sad.

But it has taken time for me to value my own life. I, too, once wished to be straight. While I have come to understand the richness of Deaf culture, I know that before I did this research, I would have assumed that the only thing to do for a deaf child would be to fix the abnormality.

A few years after I began spending time in the Deaf community, a friend gave birth to a daughter who was a dwarf, and she had a lot of questions. Should she raise her daughter to believe that she was just like everyone else, only shorter? Or should she make sure that her daughter had dwarf role models and developed a dwarf identity? Or should she consider surgery to lengthen her daughter’s limbs? I saw a pattern that was becoming familiar.

First I had found common ground with the Deaf, and now I felt the same way about a dwarf. Who else was out there waiting to join us kids who were different, and whose parents had a hard time figuring out what to do about it?

•  •  •

Because genes and cultural habits get passed down from one generation to the next, most of us share at least some traits with our parents. These are vertical identities, like the trunk of the family tree. Ethnicity, for example, is a vertical identity. Children of color are born to parents of color. Language is usually vertical, since people who speak Greek as a first language usually raise their children to speak Greek too, even if those children also speak another language some of the time. Nationality is vertical, except for immigrants. Nearsightedness and blond hair are often passed from parent to child, but neither one is an important basis for identity—nearsightedness because it is easily corrected, and blond hair because what’s in style shifts all the time, and besides, you can change your hair color easily, many times over.

But what happens when something about you is so completely alien to your parents that you have to learn your identity outside of your family? This is a horizontal identity, one that does not show up on the intergenerational family tree. These identities can come from a recessive gene, a random genetic mutation, or values and preferences that you don’t share with your parents. Being gay is a horizontal identity because most gay kids are not born to gay parents. They need to learn about being gay by observing and taking part in a subculture. Physical disabilities and genius are both usually horizontal identities. Mental illness is also usually horizontal. So are conditions such as autism and intellectual disabilities. Even being a psychopath is a horizontal identity. Most criminals weren’t raised by gang members; they have to invent their own identity outside of their families.

In the twenty-first-century United States, it is sometimes still hard to be black or Asian or Jewish or female, but no one suggests that all people should try to turn themselves into white Christian men. Many vertical identities make people uncomfortable, and yet we don’t try to eliminate them. Instead, over time, we recognize the flaws in our society that have made these conditions difficult for the people who have them. We try to fix the society, not to change the Asians or Jews or women or African-Americans. Parents teach these children a sense of pride about who they are, even when the larger society is divided by prejudice.

The disadvantages of being gay are no greater than those of believing in a minority religion, but many parents have long tried to turn their gay children straight. Many parents also rush to make certain kinds of physical differences “normal.” Some children’s minds are labeled as diseased—with autism, intellectual disabilities, or transgenderism—in part because those minds make their parents uncomfortable. Things get corrected that would be better left alone.

•  •  •

My parents misunderstood who I was, and I have come to believe that all parents sometimes misunderstand the core nature of their own children. Many parents see a child’s horizontal identity as an insult. Those same children are also different from most of their peers. They’re not accepted at home or in the world. Families tend to support and encourage vertical identities. Horizontal ones, however, are often treated as failings.

We use the word illness to criticize a way of being, and identity to validate a way of being. Many conditions can be viewed as both an illness and an identity. Just as in physics, where we’ve learned that energy is sometimes a wave and sometimes a particle, we need to come up with a new vocabulary for conditions that can be both illness and identity.

I thought that if the identity of being gay could grow out of homosexuality, which used to be considered an illness; and if the identity of Deafness could grow out of deafness, which has been widely considered a disability; and if the identity of dwarfism could emerge from what was considered an apparent deformity, then there must be other categories in this awkward in-between territory. Instead of being in a marginal minority, I was suddenly in vast company. Each of these experiences—deafness, gayness, and dwarfism, among many others—can isolate those who are affected, but together our struggles and differences connect us. Everybody is different in one way or another. It’s the one thing we all have in common.

The children I describe in this book have horizontal conditions that their parents find strange and alien. They are deaf or dwarfs; they have Down syndrome, autism, schizophrenia, or severe disabilities; they are prodigies; they are people born out of rape, or people who commit crimes; they are transgender.

There’s an old saying that the apple doesn’t fall far from the tree, meaning children tend to be like their parents. The children in this book are apples that have fallen elsewhere—some a couple of orchards away, some on the other side of the world. Yet many of these children learn to embrace their horizontal identities, and help their families to tolerate, accept, and even celebrate them.

All children are startling to their parents. I have yet to meet any parent who doesn’t sometimes look at his or her child and think, “What planet did you come from?” I’ve yet to meet a child who hasn’t sometimes wondered the same thing about his or her parents. So these dramatic situations expand on a theme. By learning more about exceptional cases, we can start to understand the universal phenomenon of difference within families.

You need three levels of acceptance: self-acceptance, family acceptance, and acceptance by the larger society. It’s important to know how autistic people feel about autism, or dwarfs about dwarfism. Self-acceptance is critical. But compassion and empathy begin at home. Most of the parents and children I have written about love one another across the divide of their differences. When they look deep into their child’s eyes, parents can see both a reflection of themselves and someone entirely strange, and still love their child completely. Children can look back and feel the same combination of reassuring sameness, confusing differences, and overpowering love. The society at large will often take its cues from the family and the self. There is more imagination in the world than one might think.

•  •  •

Most kids want to be like other kids. That was never true for me. Even in kindergarten, I spent recess talking to my teachers because other children didn’t get what I was about. By seventh grade I was eating lunch in the office of the principal’s secretary. I graduated from high school without once visiting the cafeteria, where I would have sat with the girls and been laughed at for doing so, or sat with the boys and been laughed at for being the kind of boy who should really sit with the girls. I liked being different, so when I began to realize my sexual desires were even more forbidden than most kids’, I was thrilled by my own exotic nature. I was also horrified by it; I thought if anyone found out I was gay, I would have to die.

At the top of my list of people I didn’t want to find out were my parents—who had communicated a clear message to me about “being a boy” ever since the time of the pink balloon. As an adult, I can understand that my mother didn’t want me to be gay partly because she thought it wouldn’t be a happy kind of life for me. She also didn’t like to think of herself as the mother of a gay son. The problem wasn’t that she wanted to control my life, but that she wanted to control her life. But there was no way for her to fix her problem of having a gay son without involving me.

Although being gay was a horizontal identity, my discomfort with myself was an inclination I inherited from my mother. My mother was Jewish (a vertical identity) but initially at least, she didn’t want to be. She had learned that attitude from her own father, who kept his religion a secret so he could hold a job at a company and belong to a country club where Jews were not allowed. In her early twenties, my mother was briefly engaged to a man who broke it off when his family threatened to disinherit him if he married a Jew. Five years later my mother chose to marry my Jewish father and live in a mostly Jewish world, but she carried her lifelong experience of anti-Semitism within her. When she saw people who fit certain Jewish stereotypes, she would say, “Those are the people who give us a bad name.” She once said that a girl in my ninth-grade class who was considered a beauty looked “very Jewish.” It wasn’t intended as a compliment.

Like my mother, I carried a need to deny my own identity. Long after childhood, I hung onto childish things. I was immature and prudish as a means to obliterate my sexual desires. I had an idea that I could be Christopher Robin forever in the Hundred-Acre Wood. The last book in the Winnie-the-Pooh series, The House at Pooh Corner, ends, “Wherever they go, and whatever happens to them on the way, in that enchanted place on the top of the Forest, a little boy and his Bear will always be playing.”

I decided I would be that boy with the bear, because what growing up meant for me was humiliating. At thirteen I bought a copy of Playboy and studied it for hours. I wanted to be more comfortable with women’s bodies, but it was much harder than my homework. I wanted a normal life and a family one day, and by the time I reached high school I knew that to achieve that, I’d have to have sex with a woman. I didn’t think I could bring myself to do so. I thought often about dying. The half of me that wasn’t planning to be Christopher Robin was planning to throw myself in front of a train.

When I was in eighth grade at the Horace Mann School in New York, an older kid nicknamed me Percy. This was long before Percy Jackson came along and made the name Percy cool; at the time, it sounded both feminine and weirdly old-fashioned. That guy and I were on the same school-bus route, and each day when I boarded, he and his friends would chant, “Percy! Percy! Percy!” Sometimes everyone on the bus chanted at the top of their lungs for the entire forty-five minutes. I sat there pretending that it wasn’t happening.

Four months after it began, I came home one day and my mother asked if anything had been happening on the school bus. A boy had told his mother, who had called mine. When I admitted it, my mother hugged me for a long time and asked me why I hadn’t told her. That had never occurred to me, partly because talking about something so embarrassing would only make it more real, partly because I thought there was nothing to be done about it, and partly because I felt that the things the other kids found so disgusting about me would also be disgusting to her.

A chaperone rode the school bus after that, and the chanting stopped. Instead I was called “faggot” on the bus and at school, often within hearing of teachers who said nothing. Homophobia was everywhere when I was growing up, and my school delivered a sharply polished version of it.

In June of 2012, the New York Times Magazine published an article about some male faculty members who had sexually abused boys at the school while I was student there. The article quoted students who later developed addictions and other self-destructive behavior, which they believed was a result of the abuse. One had committed suicide. When I was in ninth grade, the art teacher, who was also a football coach, kept trying to talk to me about masturbation. I thought it might be a trick, and that if I responded, he’d tell everyone I was gay. No other faculty member ever made a move on me—perhaps because I was a skinny, awkward kid with glasses and braces, perhaps because my parents had a reputation of being fiercely protective, perhaps because of the false arrogance with which I tried to protect myself from everyone else.

The article made me sad and confused. Some of the teachers accused of the abuse had been especially kind to me. My eighth-grade history teacher had taken me out to dinner, given me a copy of the Jerusalem Bible, and talked with me during free periods. The music teacher had awarded me concert solos, let me call him by his first name and hang out in his office, and led the glee-club trips that were among my happiest adventures. These men seemed to recognize who I was and thought well of me anyway. Their unspoken acknowledgment of my sexuality helped me avoid becoming an addict or a suicide. But their behavior toward others had been horribly destructive.

The art teacher was fired soon after my conversations with him. The history teacher was let go and committed suicide a year later. The music teacher, who was married, survived when many gay teachers were fired, only to have his reputation destroyed after he died. Other gay teachers, innocent ones, were fired because the school was trying to root out pedophilia, which they falsely equated with homosexuality. The larger school community supported prejudice against gay people in the mistaken belief that gay people were child abusers. It was a terrifying place to be as a gay teen; if anyone found out, I thought, I would be not only a social outcast, but also unemployable for the rest of my life.

The head of the theater department, Anne MacKay, was a lesbian who survived the firings, which targeted gay men. Twenty years after I graduated, we started to e-mail each other. When I learned that she was dying, I went to visit her. Miss MacKay had been the wise teacher who once explained gently that I was teased because of how I walked, and tried to show me a more confident and masculine stride. I had come to thank her. But she had invited me so she could apologize. She felt as if she had failed the gay students to whom she might have been a beacon. We both knew, though, that if she had been more open back then, she would have lost her job.

When I was in high school, I knew she was gay, and she knew I was gay, yet we were never able to talk about it. Seeing her after so many years stirred up an old loneliness. It reminded me of how isolating an exceptional characteristic can be unless we find a way to turn it into a horizontal identity through solidarity with other people like us.

•  •  •

There are a lot of sexual opportunities available to young people, especially in New  York, where I grew up. One of my chores was to walk our dog before bedtime. When I was fourteen, I discovered two gay bars near our apartment. I would walk Martha, our Kerry Blue Terrier, on a circuit that included both of those bars, watching the guys spill out onto the street while Martha tugged on her leash. When I eventually had sex with a man, at seventeen, I felt that I was cutting myself off forever from the normal world. I went home and boiled my clothes, then took a scalding hour-long shower.

When I was nineteen, I read an ad in the back of New York magazine that offered therapy for people who had issues with sex. I knew the back of a magazine wasn’t a good place to find treatment, but I was too embarrassed to reveal my problem to anyone who knew me.

So I took my savings to an office in the Hell’s Kitchen neighborhood and had long conversations about my sexual anxieties without telling the so-called therapist that I wasn’t interested in women. I also didn’t mention the busy sexual life I had by that time with men. I began “counseling” with people I was told to call “doctors,” who prescribed “exercises” with women. These women weren’t exactly prostitutes, but they weren’t exactly anything else.

I wasn’t cured of being gay, but I did eventually recover from the idea that I had an illness. That office on West 45th Street still shows up in my dreams. My treatment took only two hours a week for about six months, and it made it possible for me to have heterosexual experiences that I’m glad to have had. I’ve truly loved some of the women with whom I’ve had relationships, but I was never able to forget that the “cure” that helped me be with them was all about hating myself. The pressure that led me to make the effort to turn myself straight made romantic love almost impossible for me during my early adulthood. I was either inauthentic with women, or self-loathing with men.

My interest in the differences between parents and children grew out of my need to understand the central despair that cast such a long shadow over my otherwise-happy life. While I’d like to blame my parents, I have come to believe that a lot of my pain came from the world around me, and some of it even came from me. In the heat of an argument, my mother once told me, “Someday you can go to a therapist and tell him all about how your terrible mother ruined your life. But it will be your ruined life you’re talking about. So make a life for yourself in which you can feel happy, and in which you can love and be loved, because that’s what’s actually important.”

You can love someone but not accept that person. You can accept someone but not love him or her. I wrongly saw the flaws in my parents’ acceptance of me as proof that they didn’t love me enough. Now I think their experience felt like having a child who spoke a language they’d never thought of studying. Love is ideally there from the second a child is born. Most parents love their children. Acceptance, however, is a process, and it takes time. It always takes time, even when your child doesn’t have a particularly challenging, alien identity. My parents didn’t immediately accept me, but they always loved me. I can see that now. But until they accepted me, I didn’t know if or when they would do so, and that caused me a lot of anguish. It made it much harder for me to accept myself.

How are parents to know whether to erase or celebrate one of their child’s characteristics? When I was born, homosexual activity was a crime. During my childhood, it was also defined as a symptom of illness. It was certainly not something to be encouraged. Now that I’m an adult, being gay is an identity, and I’m pretty happy. The tragic life my parents feared I might have when I asked for the pink balloon turned out not to be the only possibility. Yet, the view of homosexuality as a crime, an illness, and a sin is still held by millions of people. Working on this book, I sometimes felt it was easier for me to ask people about their disabled children, their children conceived in rape, and their children who committed crimes, than it would have been to look at how many parents still respond negatively to having gay children.

If we develop prenatal tests for homosexuality, how many couples will choose to abort their gay children? If we develop a drug that can be used to prevent homosexuality in unborn children, how many parents will be willing to try it? Ten years ago, in a New Yorker poll of parents, one out of three said they would rather have an unhappy straight child than a happy gay one. You can’t hate a horizontal identity much more explicitly than to wish unhappiness for your children as a reasonable price of being sure they won’t be different from you. Self-acceptance is only part of the struggle. So is acceptance by the larger society. Family is the one in the middle, the one that translates between the individual and the society, and for that reason it is especially powerful. All three goals can feel very elusive. So what do we do with the kind of feelings revealed in the New Yorker poll?

I would hate to see my horizontal identity vanish. I would hate it for those who share my identity, and for those who don’t. I hate the loss of diversity in the world, even though I sometimes get tired of embodying that diversity. I don’t wish for anyone in particular to be gay, but the idea of no one being gay makes me miss myself already.

While I might have had an easier life if I had been straight, without my struggles I wouldn’t be me, and I like being myself better than I like the idea of being someone else. I have wondered whether I could have stopped hating my sexual orientation earlier without the over-the-top aspects of Gay Pride: the “dykes on bikes” and drag queens who I used to think gave us a bad name. A friend who thought Gay Pride was getting a bit carried away with itself once suggested we organize Gay Humility Week. It’s a good idea, but its time has not yet come. Nonetheless being able to celebrate myself within gay culture makes up for all the years of self-loathing. Someday I hope being gay will turn into a neutral fact, but that’s some way off. Neutrality, which appears to lie halfway between shame and rejoicing, is the endgame. We’ll know we’ve reached it when activism becomes unnecessary.

It is a surprise to me to like myself. Among all the possibilities I contemplated for my future, that one never came up. In the Gnostic Gospel of Thomas, Jesus says, “If you bring forth what is within you, what is within you will save you. If you do not bring forth what is within you, what is within you will destroy you.” Jesus’s words embrace those of us with horizontal identities. Keeping my gayness locked away nearly destroyed me. Bringing it forth has helped save me.

•  •  •

Modern love comes with more and more options. For most of history, people married members of the opposite sex, and only from their own class, race, religion, and community. People were also supposed to accept the children born to them because one could do little to choose or change them. Physical and social mobility have altered that logic. Birth control introduced greater choice into having children. So did modern fertility treatments. Now, parents can decide whether to initiate, continue, or terminate a pregnancy based on embryo analysis and prenatal testing.

Reports of infants thrown away in dumpsters or abandoned to foster care show that humans have the ability to detach themselves emotionally. Oddly, this abandonment seems to have as much to do with an infant’s appearance as with its health or character. Parents will usually take home a child with a life-threatening internal defect, but often enough, not one with a minor visible defect. Obvious disabilities can offend parents’ pride and their need for privacy. Everyone can see that this child isn’t the one you wanted. Parents expect doctors to fix all kind of problems that aren’t life-threatening. Short kids are given human growth hormones. Cleft palates are repaired. We are eliminating some of the variety within mankind.

Yet, while modern medicine can make us more uniform in trivial ways, we have become more far-flung in our desires and our ways of realizing them. The Internet allows anyone to find others who share his or her quirks or differences. Twenty-five years ago, if your child had primordial dwarfism, you might have had trouble finding anyone else who shared that rare condition; today, you can type the words into Google and find a worldwide community. These online support systems are vital as the lines between illness and identity are challenged and we allow our true selves to emerge.

Modern life is lonely in many ways, but everyone with access to a computer can find like-minded people. Vertical families are breaking down, especially in divorce, but horizontal ones are flourishing. If you can figure out who you are, you can find other people who are the same. Social progress is making disabling conditions easier to live with.

•  •  •

Some vertical identities, such as schizophrenia and Down syndrome, are thought to be entirely genetic. Others, such as being transgender, are thought to be largely a result of the environment in which the fetus develops or the child is raised. Nature and nurture are believed to be opposing forces, but more often it is nature via nurture, not nature versus nurture. Environmental factors can alter the brain. Conversely, brain chemistry and structure partly determine how we are affected by the world around us.

Even though nature and nurture are intertwined, it is easier for parents to tolerate syndromes assigned to nature. If your child has dwarfism, no one will accuse you of bad behavior for having produced such a child. However, a child’s success in accepting his or her dwarfism and valuing his or her own life may be mainly a function of nurture. If you have a child who has committed serious crimes, it is often assumed that you did something wrong as a parent. But there is increasing evidence that some criminality may be hardwired in the brain, and that even the most nurturing parents cannot necessarily sway a child who is predisposed to gruesome acts.

The social perception of whether any supposed deficit is the parents’ fault is a critical factor in the experience of both children and parents. Blaming the parents stems from ignorance, but it also reflects our belief that we control our own destinies and those of our children. Unfortunately, that belief does not save anyone’s children; it only destroys some parents, who crumble under society’s criticism or blame themselves. There is no contradiction between loving someone and feeling burdened by that person. No one loves without reservation. We would all be better off if we could stop disapproving of parental ambivalence. All that children can require of their parents is that they neither insist on perfect happiness nor lapse into the brutality of giving up. These parents need space to feel ambivalent. For those who love, there should be no shame in being exhausted—even in imagining another life than the one they have.

•  •  •

My study is of families who accept their children, and how that acceptance relates to those children’s self-identity. In turn, it looks at how the acceptance of the larger society affects both these children and their families. Our parents are metaphors for ourselves: we struggle for their acceptance as a displaced way of struggling to accept ourselves. Our society is likewise a metaphor for our parents: Our quest for esteem in the larger world is a manifestation of our wish for parental love.

Social movements have come in sequence. First came religious freedom, followed by women’s suffrage and minority race rights. Gay liberation and disability rights ensued. The women’s movement and the civil rights movement were focused on vertical identities, so they gained traction before the movements on behalf of those with horizontal identities. Each movement borrows from the ones that came before.

Preindustrial societies could be cruel to people who were different, but they did not hide them away. Postindustrial societies put the disabled in institutions. That set the stage for eugenics, the belief in scientifically “improving” the human population by preventing “defective” people from reproducing. Hitler murdered more than 270,000 people with disabilities on the grounds that they were “travesties of human form and spirit.” Hitler wasn’t alone. Laws to permit involuntary sterilization and abortion were passed in Finland, Denmark, Switzerland, and Japan, as well as in twenty-five American states.

The disability rights movement, at the most basic level, seeks to accommodate difference rather than erase it. One of its successes is to understand that the interests of children, parents, and society are not the same, and that disabled children are the least able to defend themselves. In spite of persisting challenges, the disability rights movement has made tremendous strides: social progress. At the same time, scientific advances allow parents to avoid having certain kinds of disabled children: medical progress. Some disabilities might be eliminated completely.

It’s not easy to know where to draw the line. There are treatments for many of the conditions I investigated that can erase them to some degree. Most deaf children can get implants that let them hear, more or less. A drug to block the action of the gene that causes most dwarfism is being tested. Is selective abortion the first step in a campaign to eliminate people with disabilities? That might not be the aim of parents, but medical advances could reduce the disabled population by great numbers. I believe in social progress and medical progress, but I wish they were more awake to each other. Sometimes scientists don’t understand that there are people who would prefer not to be cured—just as I wouldn’t want, at this point, to be cured of being gay.

Repairing people’s bodies and repairing social prejudices are goals that sometimes get tangled up in troubling ways. A repaired body may have been achieved through surgical trauma. A partially repaired prejudice can eliminate the basis for civil rights that its existence called into being by making people question the special protections that victims of prejudice often enjoy. If you have the disability of dwarfism, public accommodations need to be made; if you’re just short, it’s your own problem. Disabled people are protected by fragile laws. If they are judged to have an identity rather than an illness, they may lose those protections.

Although we have moved in recent years away from illness models and toward identity models, such a shift is not always a good thing. After I had come to see Deafness and dwarfism and autism and transgenderism as identities worthy of appreciation, I came upon the pro-ana and pro-mia movements, which seek to remove the negative associations around the eating disorders of anorexia and bulimia. Anorexia has the highest mortality rate of any mental illness. To propose that anorexics and bulimics are simply pursuing an identity is as morally questionable as accepting the belief that gang members are merely pursuing an identity that happens to include killing people. It’s clear that there are boundaries to the concept of identity. It’s not clear where those boundaries lie.

•  •  •

Over ten years I interviewed more than three hundred families for this book. A child’s traumatic origins (rape) or traumatic acts (crime) can have surprising parallels to the conditions of the mind (autism, schizophrenia) or of the body (dwarfism, deafness, multiple severe disabilities), or of both (Down syndrome, transgenderism). I wanted to show that raising and/or being a child with extraordinary abilities (prodigies) is in some ways like raising and/or being a child with reduced capacities.

Each of these chapters poses a particular set of questions, and taken together, they show us the issues faced by children with horizontal identities and their families.

I had to learn a great deal to be able to hear these children and their mothers and fathers. On my first day at my first dwarf convention, I went over to a teenage girl who was sobbing. “This is what I look like,” she blurted, half laughing and half crying. “These people look like me.” Her mother, who was standing nearby, said, “You don’t know what this means to my daughter. But it also means a lot to me, to meet these other parents who will know what I’m talking about.”

Many of the worlds I visited had such a rewarding sense of community that I felt a startling desire to belong to them. I remember walking into a meeting of the National Association of the Deaf and thinking, “I wish I were Deaf.” That’s not to say that I wished I couldn’t hear. I make use of my hearing all the time and I’m very attached to it. But I saw the intimacy and humor shared by all these men and women who had conversations flying from their moving hands, and I wanted to be part of the excitement among them. I do not want to make light of the difficulty of these horizontal identities, but I knew about that going in. What I did not know about or expect was all the joy.

Many of the people I interviewed said that they would never exchange their experiences for any other life. Having a severe challenge intensifies life for both children and parents. The lows are almost always very low; the highs are sometimes very high. Those who believe their suffering has been valuable are able to love more freely than those who see no meaning in their pain.

The world is made more interesting by having every sort of person in it. That is a social vision. We should alleviate the suffering of each individual to the outer limits of our abilities. That is a humanist vision with medical overtones. Some people think that without suffering, the world would be boring. Some think that without their own suffering, the world would be boring. Life is enriched by difficulty. But it is not suffering that is precious. The advantages are achieved in the ways we think about that suffering. Suffering will never be in short supply. The trick is making something exalted out of it.

•  •  •

The question I was most frequently asked about this project was which of these conditions was the worst. Difference and disability seem to invite people to step back and judge. Parents judge which lives are worth living, and worth their living with; activists judge those parents for doing so; doctors judge which lives to save; politicians judge how much accommodation people with special needs deserve.

The tendency to make negative judgments is not confined to people in the mainstream. Almost everyone I interviewed for any chapter in this book was put off by some of the other chapters. Deaf people didn’t want to be compared to schizophrenics. Criminals couldn’t stand the idea that they might have something in common with transgender people. Prodigies and their families objected to being in a book with the severely disabled.

One mother who spoke freely to me about her teenager’s autism only reluctantly told me that he was also transgender. The mother of a transman admitted that her son was on the autism spectrum only after I knew her very well. Where people feel pride and where they feel shame can be surprisingly variable.

We needed the multiculturalism that all the different identities claimed as an antidote to the melting pot of assimilation, where everyone had to conform to a single ideal. Now it’s time for the little provinces of multiculturalism to find their collective strength. Our differences unite us. Intersectionality is the theory that various kinds of oppression feed on one another—that you cannot eliminate sexism, for example, without addressing racism. If we tolerate prejudice toward any group, we tolerate it toward all groups.

In 2011, gay marriage became legal in New York State after several Republicans in the State Senate agreed to support it. One of them, Roy J. McDonald, said that he had changed his stance on gay marriage because he had two autistic grandchildren, which had caused him “to rethink several issues.” Each piece of the battle for broader recognition of one identity strengthens the others. The American poet Emma Lazarus said, “Until we are all free, we are none of us free.” This book is about how we work together for that collective freedom. I encountered activists of every stripe while I did this research. The changes they sought seemed, individually, restricted to their own experiences with horizontal identities, but as a group they represent a rethinking of all humanity.

Some parents want to spur social change. Others use activism to distract themselves from grief, or because it gets them out of the house. Just as belief can result in action, action can result in belief. Parents can gradually fall in love with their children and with their children’s disabilities, and by extension with all the world’s disadvantages. Many of the activists I met were determined to help other people because they could not initially help themselves. By teaching the optimism or strength they had learned to families who were reeling from a recent diagnosis, they strengthened their own families.

I know that the child I was appalled my mother and concerned my father. I used to be furious at them for not embracing this horizontal part of me, for not embracing the early evidence of it. I wish I’d been accepted sooner and better. Acceptance was always easier for my father than it was for my mother, who died when I was twenty-seven and still grappling to define my identity. My father accepts himself more readily than my mother did herself. In her own mind, she always fell short. In my father’s own mind, he is victorious. The inner daring of becoming myself was my mother’s gift to me, while the outer audacity to express that self came from my father.

Writing this book addressed a sadness within me and—somewhat to my surprise—has largely cured it. In the wake of these stories about horizontal identities, I recast my own story. I have a horizontal experience of being gay and a vertical one of the family that produced me. The fact that they are not fully integrated no longer seems to undermine either one. I realized that I had demanded that my parents accept me, even while I had resisted accepting them. I set off to understand myself and ended up understanding my parents. Their love ultimately forgave me; mine came to forgive them, too.

For some parents of children with horizontal identities, acceptance comes when parents realize that they have slowly been falling in love with someone they didn’t know enough to want. As these parents look back, they see how every stage of loving their child has enriched them in ways they never would have imagined.

For the children with horizontal identities, self-acceptance often comes when they find their horizontal communities. Sometimes they are led to these communities by their parents. Sometimes they have to drag their families kicking and screaming into these new worlds. Like mine, their horizontal and vertical identities may never be fully integrated.

This book’s surprising discovery is that most of the families described here have ended up grateful for experiences they would have done anything to avoid.



Deaf


SCHOOLS PLAY AN UNUSUALLY IMPORTANT part in the lives of deaf children. More than 90 percent of deaf children have two hearing parents. They enter families that do not understand their situation. They are first exposed to Deaf ways in schools. The Lexington Center for the Deaf is New York City’s leading institution of Deaf culture and the largest school for the deaf in New York State, with three hundred and fifty students from preschool through high school. My introduction to the Lexington Center for the Deaf came when it was at the center of a controversy.

On Friday, April 22, 1994, I received a phone call from a man who had read my writing for the New York Times and heard I was planning to write on the Deaf. “There’s a situation brewing at Lexington,” he said. “If it’s not resolved, we’re going to see something happening in front of the center on Monday.” I got some further details, and then he said, “You never heard from me. And I’ve never heard of you.” And he hung up.

The school had just announced the hiring of a new CEO. A hearing board member, R. Max Gould, had been elected to the post by the center’s board of directors. Deaf activists, Lexington student leaders, faculty representatives, and alumni organized within minutes and requested a meeting with the chairman of the board to demand Gould’s resignation. They wanted a Deaf CEO. They were brushed off.

When I arrived at Lexington on Monday, crowds of students were marching outside the school. Some wore sandwich boards that read THE BOARD CAN HEAR BUT THEY ARE DEAF TO US. Others wore DEAF PRIDE T-shirts. MAX RESIGN signs could be seen everywhere.

Groups of students climbed onto a low wall so their cheers would be visible to the crowd. Others chanted back silently, many hands moving together in repeating words. I asked the sixteen-year-old African-American student-body president whether she had also demonstrated for race rights. “I’m too busy being Deaf right now,” she signed. “My brothers aren’t deaf, so they’re taking care of being black.” A deaf woman standing nearby threw in another question: “If you could change being deaf or black, which would you do?”  The student was suddenly shy. “Both are hard,” she signed. Another student interceded. “I am black and Deaf and proud, and I don’t want to be white or hearing or different in any way from who I am.” Her signs were big and clear. The first student repeated the sign for proud—her thumb rose up her chest—and then suddenly they were overcome with giggles and returned to the picket line.

For many deaf students, schools such as Lexington are the end of terrible loneliness. “I didn’t know that there were other people like me until I got here,” one deaf girl said to me at Lexington. “I thought everyone in the world would rather talk to someone else, someone hearing.” A deaf person’s school is a primary mode of self-identification and his or her introduction to Deaf culture.

When capitalized, Deaf refers to a culture, as distinct from deaf, which is a medical term. This distinction echoes that between gay and homosexual. An increasing number of deaf people maintain they would not choose to be hearing. To them, cure—deafness as a medical condition—is objectionable. Accommodation—deafness as disability—is more agreeable. Celebration—Deafness as culture—trumps all.

•  •  •

St. Paul’s declaration in his letter to the Romans that “faith comes by hearing” was long misinterpreted to mean that those who could not hear were incapable of faith. Rome allowed no one to inherit property or title who could not give confession. For this reason, starting in the fifteenth century, some noble families, where deafness was common as a result of inbreeding, undertook oral education for their deaf children—education to teach them to speak and read lips. Most of the deaf, however, had to rely on sign languages. Their signs were often very primitive, though in urban settings, they evolved into coherent systems.

In mid-eighteenth-century Paris, the Abbé de l’Épée learned Sign. He was one of the first hearing people ever to do so. He then taught the deaf to read and write. It was the dawn of emancipation: You did not need speech to learn the languages of the speaking world. He went on to found the Institute for the Instruction of Deaf-Mutes in 1755.

In the early nineteenth century, the Reverend Thomas Gallaudet of Connecticut set off for England to get information about deaf education. The English told him that their oral method was secret, so Gallaudet traveled to France, where he was warmly received at the Institute. A young deaf man, Laurent Clerc, accompanied him back to America to establish a school for deaf children. In 1817 they set up the American Asylum for the Education and Instruction of the Deaf in Hartford, Connecticut.

The fifty years that followed were a golden age for the American deaf. French sign language mixed with homespun American signs as well as the sign dialect on Martha’s Vineyard (where there was a strain of hereditary deafness) to form American Sign Language (ASL). Deaf people wrote books, entered public life, and achieved widely. Gallaudet College was founded in 1857 in Washington, D.C., to provide advanced education of the deaf.

Once the deaf became high-functioning, however, they were once more asked to use their voices to accommodate the hearing world. Alexander Graham Bell led the nineteenth century oralist movement, which culminated with the first international meeting of educators of the deaf, the Congress of Milan in 1880. There, an edict was passed to ban the use of manualism—a disparaging word for Sign—so that children might learn to speak instead. Bell, who had a deaf mother and a deaf wife, was appalled by the idea of “a Deaf variety of the human race,” and founded the American Association to Promote the Teaching of Speech to the Deaf. Among other things, it sought to forbid deaf people to marry one another, and to keep deaf students from mixing with other deaf students. He went as far as to ask that deaf adults undergo sterilization and persuaded some hearing parents to sterilize their deaf children.

When Lexington was founded, the oralists’ aim was to teach the deaf to speak and read lips so they could function in the “real world.” How that dream went horribly wrong is the grand tragedy around which modern Deaf culture has constructed itself. By World War I, some 80 percent of deaf children were being educated without Sign. Deaf teachers who had signed were suddenly unemployed. Pupils who signed had their hands struck with a ruler. Oralism has been compared to the conversion therapies used to “normalize” gay people. Despite this, schools remained the cradle of Deaf culture, because they were the primary place where deaf people met one another. Few non-deaf people studied Sign. In fact, the notion that Sign might be a full language eluded scholars until the linguist William Stokoe published his groundbreaking book Sign Language Structure in 1960. He demonstrated that Sign had a complex and deep grammar of its own, with logical rules and systems. Sign employs the same mental faculties as English, French, or Chinese.

In hearing children, the critical period for connecting meaning to sounds is between eighteen and thirty-six months. Language-acquisition capacity tails off at about age twelve, though some exceptional people have acquired language much later. Language can be learned only through exposure. In a vacuum, the language centers of the brain atrophy. In the language-acquisition period, most children can learn any language. Once they have language itself, they can learn additional languages later on.

Deaf children acquire Sign exactly as hearing children acquire a first spoken language. Most deaf children can learn spoken languages such as English or Spanish in their written form as second languages. For many, however, speech is a mystical gymnastics of the tongue and throat, while lip-reading is a guessing game. Some deaf children acquire these skills gradually, but making speech and lip-reading the only communication available to deaf children results in permanent confusion. If they bypass the key age for language acquisition without fully acquiring any language, they cannot develop adequate cognitive skills and will suffer from a preventable form of intellectual disability. Forbidding Sign does not turn deaf children toward speech, but away from language.

The 1990 Individuals with Disabilities Education Act (IDEA) has sometimes been interpreted to mean that separate is never equal, and that everyone should attend mainstream schools. For wheelchair users provided with ramps, this is splendid. For the deaf, who are unable to learn the basic means of communication used by hearing people, mainstreaming is the worst disaster since the Congress of Milan. Oralism destroyed the quality of the deaf residential schools, but mainstreaming killed the schools themselves. At the remaining deaf schools, the standard of education is often low. At mainstream schools, much of the education is inaccessible to deaf students. In neither instance are deaf people getting optimal learning. Only a third of deaf children complete high school. Of those who attend college, only a fifth graduate. Deaf adults earn about a third less than their hearing peers.

The deaf children of deaf parents frequently have a higher level of achievement than the deaf children of hearing parents. Deaf of Deaf, as they are called, learn Sign as a first language at home. They usually don’t start learning English until they go to school. Nonetheless, they are more likely to develop fluent written English than are children of hearing parents who use English at home and go to mainstream schools. They have started their lives by gaining fluency in language, and fluency in an additional language therefore comes more readily to them.

Communicating in Sign is more meaningful to many deaf people than being unable to hear. Those who sign love their language. Those who understand signing can see the finest shade of meaning in a gesture. “Like the pleasure some hearing people take in the distinctions between words like ‘dry,’ ‘arid,’ ‘parched,’ ‘desiccated,’ or ‘dehydrated,’ so the deaf can enjoy distinctions in the gestures of sign language,” one fluent signer explained.

It is estimated that one in a thousand newborns is profoundly deaf, and that twice as many have a less severe hearing impairment. Another two or three per thousand will lose hearing before age ten. Deaf culture allows them to think of themselves not as unfinished hearing people, but as cultural and linguistic beings in a world with one another.

•  •  •

After a week of protests outside the Lexington Center, the demonstrators went to the Queens borough president’s office. Greg Hlibok, perhaps Lexington’s most famous alumnus, was going to speak.

Six years earlier, Gallaudet University had announced the appointment of a new president. Students rallied for a Deaf CEO, but a hearing candidate was selected. In the week that followed, the Deaf community as a political force came into its own. Hlibok was the Deaf Rosa Parks, leading the Deaf President Now movement with other student activists. Demonstrations closed down the university and received national media coverage.

They won. The board chairman resigned, and her place was taken by a Deaf man, Phil Bravin. Bravin immediately named Gallaudet’s first Deaf president.

At the borough president’s office, Greg Hlibok was electrifying. An articulate signer can create a picture by using signs and gesture. Hlibok compared the Lexington board to adults playing with a dollhouse, moving around the deaf students like little toys. He seemed to be building the house in the air. The students cheered, waving their hands over their heads, fingers splayed, in Deaf applause.

A week later an emergency board meeting was scheduled, but the day before it was to take place, R. Max Gould resigned. The chairman of the board followed suit.

At Lexington graduation the following week, Greg Hlibok said, “From the time God made Earth until today, this is probably the best time to be deaf.”

•  •  •

Most hearing people assume that to be deaf is to lack hearing. Many Deaf people experience deafness not as an absence, but as a presence. Deafness is a culture and a life, a language and an aesthetic, a physicality and an intimacy different from all others.

And yet the battle between oralism and sign language continues.

Parents fear losing their children to the Deaf world. This is more than a dark fantasy. I met many Deaf people who thought of the previous generation of Deaf people as their parents. The higher achievement levels of Deaf of Deaf were used as an argument that deaf children should be adopted by deaf adults.

The Deaf psychologist Neil Glickman has spoken of four stages of Deaf identity. People start out pretending to be hearing, with a discomfort similar to that of the only Jew at the country club or the only black family in the suburb. They progress to marginality, feeling they are a not a part of either deaf or hearing life. Then they immerse themselves in Deaf culture, fall in love with it, and disparage hearing culture. Finally, they achieve a balanced view that there are strengths in both the deaf and the hearing experience.

•  •  •

Shortly after Lexington’s graduation in 1994, I attended the National Association of the Deaf (NAD) convention in Knoxville, Tennessee, with almost two thousand deaf participants. During the Lexington protests, I had visited deaf households. I had learned how deaf telecommunications work; I had met dogs who understood Sign; I had discussed mainstreaming and oralism; I had become accustomed to doorbells that flashed lights instead of ringing. I had observed differences between British and American Deaf culture. I had stayed in a dorm at Gallaudet. Yet I was unprepared for the Deaf world of the NAD.

The NAD has been at the center of Deaf self-realization and power since it was founded in 1880, and the convention is where the most committed Deaf gather for political focus and social exchange. At the president’s reception the lights were turned up high because deaf people lapse into speechlessness in semidarkness. Across the room, it seemed almost as though some strange human sea were breaking into waves and glinting in the light, as thousands of hands moved at stunning speed.

The NAD is the host of the Miss Deaf America pageant, and Friday night featured the competition. The young beauties, dressed to the nines and sporting state sashes, were the objects of considerable attention. Genie Gertz, Miss Deaf New York, the daughter of Russian Jewish parents who emigrated when she was eight, delivered an eloquent monologue about finding freedom in the United States—which included, for her, the move from being a social misfit in a country that is not easy on disability to being Deaf and proud. It seemed like a striking idea that one might be deaf and glamorous: an American dream.

Disconcerting though it may sound, it was impossible, at the NAD convention, not to wish you were Deaf, part of the society you were inhabiting. I had known that Deaf culture existed, but I had not known how heady it is.

How to reconcile this Deaf experience with the rest of the world? Today a bilingual and bicultural educational approach, commonly referred to as Bi-Bi, is used at both the elementary and secondary model schools on the Gallaudet campus. In a Bi-Bi curriculum, students are taught in Sign and then learn English as a second language. Written English is given a high priority; many students perform on par with their hearing counterparts. On average, schools employing a solely oral approach graduate students at eighteen who read at a fourth-grade level; students from Bi-Bi schools often read at grade level. Spoken English is taught as a useful tool, but is not a primary focus.

Some Deaf activists argue that being deaf is not a disability. The danger of this line of reasoning is that if deafness is not a disability, deaf people should not be protected under the Americans with Disabilities Act (ADA) and should not have the right to various accommodations: translators in hospitals and courtrooms, relay interpreters on telephone exchanges, captions on television programs. None of these services is automatically available to people in the US who, for example, speak only Japanese. If deafness is not a disability, then on what basis does the state provide for separate schools, and on what basis does it provide Social Security disability insurance? Deaf people have to subscribe to the disability definition in order to gain access, but that can undermine their struggle for other rights, those that come of being seen as their own “normal.”

When parents choose Sign for their deaf children, they surrender them in some ways to Deaf culture. Whereas oral communication places strain on the deaf member of the family, the decision to sign places the greater strain of understanding on the hearing members. I met many deaf individuals who said that being deaf is of course a disability. I also met deaf people who subscribed to the old deaf self-hatred, who were ashamed and saddened when they gave birth to deaf children, who felt they could never be anything more than second-class. In some ways, it doesn’t matter whether their ears are cured or their self-image is cured, but they are out there and they need validation.

•  •  •

Bridget O’Hara did not grow up at the best time to be deaf. Luke and Mary O’Hara, both hearing, married young, moved to a farm in Iowa, and started to have children. Their first, Bridget, was born with Mondini malformation, a syndrome in which an essential part of the inner ear is not fully formed. It is associated with degenerative deafness and other neurological impairments, including migraine headaches and poor balance. Bridget’s hearing loss was diagnosed when she was two; the Mondini diagnosis came many years later.

Luke and Mary were advised to raise her just like any other child, and Bridget desperately tried to figure out speech and lip-reading without special education. “My mom labeled everything in the house so I could see what words went with what things, and she made me use full sentences, so I have good spoken English compared to other deaf people,” Bridget said. “But I could never find confidence in myself. I never said anything that didn’t get corrected.”

Bridget had three younger sisters. “My sisters would go ‘Duh! You’re so stupid!’ My parents’ body language made it clear they thought the same thing. At some point I just stopped asking questions.” Bridget was so roundly teased for her errors that she came to suspect even her most powerful intuitions, which left her profoundly vulnerable. The only person Bridget trusted unconditionally was her sister Matilda, two years younger than she was.

Bridget was the first deaf person to attend her school. She had to lip-read all day. She would come home from school exhausted from it, and because she was a good reader, would curl up with a book. She didn’t have any friends. “I didn’t realize that there was a Deaf culture out there. I just thought I was the stupidest person in the world.”

Bridget and her sisters were subject to their father’s violent temper. He would whip the girls with a belt. Bridget preferred outdoor chores to indoor ones, and she often helped her father in the yard. One day they came in from raking, and Bridget went upstairs to take a shower. A minute later her father, naked, stepped into the shower with her. “I was naive in many ways because I didn’t really have communication with anyone,” she recalled. “But I somehow knew this was not right. But I was afraid.”

In the months that followed, Luke began to touch her, then forced her into submissive sexual acts. “At the beginning, I would question my father. He would escalate the physical abuse, and I would get whipped. I blame my mother almost more, for not doing anything.” About that time, Bridget walked in on her mother in the bathroom holding a bottle of pills. When Mary saw Bridget, she poured the pills down the toilet. “After I got older,” Bridget said, “I realized she was that close to killing herself.”

When Bridget was in ninth grade, her grandparents took all the grandkids except her to Disney World; she had gone previously and it was the others’ turn. Bridget’s mother went along, so Bridget was left home with her father. “I now have no memory whatsoever of that week,” Bridget said. “But I apparently told Matilda about it when she got back from Disney World, and she later said she couldn’t have anything to do with Dad, because of what he did to me.” I wondered whether the abuse was linked with her deafness. “I was the easier mark,” Bridget said.

Bridget’s grades started to slip in her sophomore year of high school. More and more material was in lectures rather than in reading. She couldn’t follow what was going on and was being tortured by classmates. Every time she went to the bathroom, she’d get beaten up by a gang of girls; she came home one day with a gash on her face that required stitches. Soon the girls started dragging her to the janitor’s closet between classes, where boys would take advantage of her sexually.

“What angered me the most was adults,” she said. “I tried to tell them. They wouldn’t believe me.” When she came home with her shin cut open and needed stitches again, her father called the school. Bridget couldn’t hear what he said and no one told her.

Bridget began having attacks of vertigo. “I now know that is a symptom of Mondini malformation. But I can’t help wondering how much was also because of all the fear.” Someone asked Bridget if she wished she were hearing, and she said she really didn’t; she wished she were dead. Finally, she came home from school one day and announced that she was never going back. That night her parents told her there was a deaf school just forty-five minutes away, which they had never mentioned because they wanted her to be part of “the real world.” Bridget enrolled at fifteen.

“I learned to sign fluently in a month,” she said. “I started blossoming.” Like many other deaf schools, this one had a low standard of education, and Bridget was academically ahead of her peers. She had been unpopular at her previous school because she was seen as an idiot. She was unpopular at this one because of her academic prowess. “Nonetheless, I became outgoing and made friends for the first time,” she recalled. “I started caring about myself and taking care of myself.”

Bridget had tried to get her mother to leave her father, but the family was Catholic and her mother had always “played the Catholic card.” But after Bridget went off to college at NYU, her parents announced plans to divorce. “My mother had felt that I needed to have both of them,” Bridget said. “Once I left, I guess she felt free.”

In the years that followed, Bridget’s headaches escalated; several times she blacked out and collapsed. When she finally went to a doctor, he told her she needed immediate surgery for her malformation. She told him her symptoms were probably psychosomatic, and he was the first person to say to her, “Don’t be so hard on yourself.”

Bridget eventually finished her degree and got a job in finance, but five years later the episodes intensified again. Her neurologist told her not to work more than twenty hours a week. Eventually she was told it was too dangerous to continue working at all.

In her thirties, Bridget began having vision problems. She was wearing extremely powerful hearing aids, and they were amplifying the sound so much that they were stimulating her ocular nerve, causing her vision to blur. Her doctor recommended a cochlear implant. This is a mechanical device that is placed surgically in the brain and connected to a transmitter. Sound reaches the transmitter and is conveyed to the implant, which stimulates the parts of the brain involved with hearing. In this way, sound information bypasses the ear and goes straight to the brain.

Bridget is now able to understand some speech. “I love my implant,” she told me. Her daily headaches became weekly. Her vision returned to normal. But she still has unreliable and sometimes paralyzing symptoms. She has taken volunteer jobs, but employers want consistency, and her symptoms are unpredictable.

In 1997, Bridget’s mother was dying of cancer. She was too sick to be alone. The three hearing sisters had families and couldn’t deal with her, so Mary came to New York, to Bridget’s small apartment. She lived another eighteen months. The burden of what was unsaid became intolerable. “I didn’t get into the sexual, but I did talk about the physical abuse,” Bridget said. “She started crying, but she wasn’t ready to admit her part.” When the care got to be more than Bridget could handle, Matilda moved in to help. “Matilda and I would talk at night, and Matilda talked about the sexual abuse,” Bridget recalled. “It had a real impact on her, even though it happened to me and not to her.” Matilda’s anger was terrifying to Bridget.

Shortly before Mary died, Bridget’s aunt called Matilda, saying that Mary was imagining crazy things in the hospital, weeping desperately about how Bridget had been sexually abused by her father and Mary hadn’t done anything about it. “So my mother never apologized to me,” Bridget said. “But she knew what happened, and she apologized to someone.”

A year later, Matilda seemed to be struggling; she kept talking about what had happened to Bridget, and she still seemed very, very angry. Then she got divorced and she disappeared. “I didn’t hear from her for almost two months,” Bridget said. “Then she came to town, and I knew she was depressed. She said, ‘I should have been the one who died.’ ” A few weeks later, Bridget learned that Matilda had hanged herself. Bridget explained to me, “I feel that I let her down. That my problems and my deafness and my sexual abuse were a burden on her.”

Bridget’s two remaining sisters have both learned Sign and taught it to their children; they now have videophones so everyone can be in touch. When one lost her husband to leukemia, she made sure there were interpreters at the funeral. They organize a family trip every year, which includes Bridget’s father and Bridget. I wondered how Bridget could tolerate those vacations. “He’s old now,” she said, “and harmless. What he did to me is a long time ago.”  Then she began to weep quietly. “If I didn’t go, my sisters would want to know why. They have no idea what happened; they were much younger than Matilda and me. What would happen if I told my sisters?” She stared out the window for a long, long time. “What happened when I told Matilda?” she finally asked me. She shrugged her narrow shoulders. “A week in Disneyland every year—it’s really a small price to pay.”

The story of deaf children being abused is much too common. Bridget was rare only in being willing to tell me about it. It’s an open secret that deaf kids have trouble telling their stories. When a Deaf theater group did a piece in Seattle about incest and sexual abuse, they sold out an eight-hundred-seat auditorium, and they hired counselors to wait outside the theater. Many women and men broke down in tears and ran out during the performance. “By the end of the show, half the audience was sobbing in the arms of those therapists,” one person who attended said.

•  •  •

The story of Spencer Montan lies at the other end of the spectrum. “I had never met a deaf person,” his mother, Barb, said of the time when she learned her son lacked hearing, “so I can only describe it as free-falling.” Her husband, Chris, is president of Walt Disney Music, and his whole life has been about sound. When Spencer was diagnosed, Chris was “rocked, devastated.” Barb contacted Tripod, a California school for both deaf and hearing children started by the parents of another deaf child.

The Montans decided almost immediately that they would learn to sign. “Spencer would take speech therapy, but we would learn his language and culture,” Barb said. “I’ve got to go where he’s going. I can’t let any cognitive delay happen.” Chris worried that the language gap would undermine his ability to be a good father. He said to Barb, “We can’t have Spencer feel like he grew up in a hearing household and got left out.”

Deaf students from Cal State came over to instruct Spencer and his family in ASL. Barb and Chris created such a strong signing environment that Spencer didn’t know he had a disability until he was four or five. Spencer could understand his parents’ amateurish signing as well as full-fledged ASL. Because public education does not begin until age five, they enrolled their son in a privately funded Montessori preschool program for deaf and hearing children, which was part of the Tripod system. Spencer’s development in ASL was rapid; the hearing kids in the class learned nearly as fast.

The Montans did consider cochlear implants. At that time, a large part of the Deaf community opposed the implants. They claimed that they were taking away the next generation of Deaf children by making them effectively hearing. This point of view was shocking to most hearing people, who generally assumed deaf people wanted to hear—that deafness was an illness rather than an identity. They had no idea about Deaf culture, poetry, clubs, lives. Of course, most hearing people wouldn’t want to lose their hearing, but for Deaf people, being deaf is not a loss, but a way of being. As one Deaf woman said to me, “There are ways that life is easier for men than for women, but I don’t experience being a woman as a loss. It’s who I am and a valued part of me. My deafness is the same.”  To many people with this identity, the idea of the cochlear implant seemed like an assault on their culture, and they felt insulted by the device and by the question of “curing” the deafness they so cherish.
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