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Fear of Bees

People often ask me what I would prefer to be called. Do they think I have an answer? I'm a crip for life. I cannot walk. I have "lost the use of my legs." I am paralyzed from the waist,down. I use a wheelchair. I am wheelchair-bound. I am confined to a wheelchair. I am a paraplegic. I require "special assistance for boarding." I am a gimp, crip, physically challenged, differently abled, paralyzed. I am a T-5 para. I am sick. I am well. I have a T4—6 incomplete dural lesion, a spinal cord injury, a broken back, "broken legs" to Indian cabbies in New York who always ask, "What happened to your legs, Mister?"

I have a spastic bladder, pneumatic tires, air in all four of my tires.
Solid wheelchair tires are for hospitals and weenies. No self-respecting
crip would be caught dead in one. I use a catheter to take a whiz. I
require no leg bag. That's for the really disabled. I have no van with a
wheelchair lift anymore. Those are for the really disabled, and thank
God I'm not one of them. I need no motor on my wheelchair. Those
are for the really disabled, and I am definitely not one of those. From
mid-chest down I have no sensation. I am numb all the way to my toes.
I know what they're all thinking. My dick doesn't work. The truth? My
dick works sometimes. My dick works without fail. I have two dicks. I
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have totally accepted my sexuality. I have massive problems with my sexuality. Actually, there is no problem with sexuality. It's just not a problem. I think we can just drop this subject of sexuality because it's not an issue. Not at all. The truth? I had a little problem there in the beginning, then I learned how to compensate. Now everything is fine. It's actually better than fine. To be perfectly honest, I am the sexual version of crack. There are whole clinics set up for people who became addicted to sleeping with me. All right, the truth? Not so fast.

You do not have to feel guilty for causing my situation even though your great-great-grandparents may have been slave owners. You do have to feel guilty and fawning and contrite if I ever catch you using a wheel-chair stall in an airport men's room or parking in a disabled space. I feel as though I caused my situation and deserve to be cast from society, on which I am a burden. I am a poster boy demanding a handout. I am the 800 number you didn't call to donate money. I am the drum major in Sally Struther's parade of wretches. I watch the muscular dystrophy telethon every year without fail. I would like to have Jerry Lewis sliced thinly and packed away in Jeffrey Dahmer's freezer. I am not responsible for my situation and roll around with a chip on my shoulder ready to lash out at and assault any person making my life difficult, preferably with a deadly weapon.

I have unlimited amounts of "courage," which is evident to everyone but myself and other crips. I get around in a wheelchair. I am a wheel-chair "racer." I am just rolling to work. I am in denial. I have accepted my disability and have discovered within myself a sublime reservoir of truth. I can't accept my disability, and the only truth I am aware of is that my life is shit and that everyone is making it worse. I am a former food stamp recipient. I am in the 35 percent tax bracket. I am part of the disability rights movement. I am a sell-out wannabe TV star media scumbag who has turned his broken back on other crips.

I am grateful for the Americans with Disabilities Act, which has heralded a new era of civil rights in this country. I think the Americans with Disabilities Act is the most useless, empty, unenforceable law of the last quarter-century. It ranks up there as one of the most pansy-assed excuses for a White House news conference in U.S. history. I think that the disabled community is a tough, uncompromising coalition of activists. I think the disabled community is a back-biting assembly of noisy, mutually suspicious clowns who would eagerly sell out any revolution just to appear on a telethon, or in the White House Rose Garden, or in a Levis' commercial.

I cannot reach the cornflakes in my cupboard. I cannot do a hand-
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stand. I cannot use most revolving doors. I cannot rollerblade. Bowling is more of a waste of time than it used to be. (One of the chief advantages of being in a wheelchair is always having an excuse not to go bowling, even though I do miss the shoes.) I'm telling you these things because I want us to share, and for you to understand my experiences and then, together, bridge the gulf between us. I want you all to leave me alone.

I'm a guy in a chair, crip for life. Everything you think about me is right. Everything you think is wrong.

What is "normal" but another stereotype, no different than "angry black man," "Asian math genius," "welfare mother," or "gay man with a lisp"? Each stereotype thrives in direct proportion to the distance from each class of persons it claims to describe. Get close to the real people and these pretend images begin to break up, but they don't go easily. As each stereotype breaks down, it reveals a pattern of wrongs. Losing a stereotype is about being wrong retroactively. For a person to confront such assumptions they must admit an open-ended wrong for as long as those assumptions have lived inside them. There is the temptation to hold on to why you believed in stereotypes. "I was told gays were like that as a child." "I never knew many blacks, and that's what my parents believed about them." "I was once frightened and disgusted by a person in a wheelchair." To relinquish a stereotypes is to lose face by giving up a mask.

We trade in masks in America. Especially in politics. Politicians love to talk about the "American people" and what they allegedly want or don't want. But who are they, really? The America evoked most often today by politicians and pundits is a closet full of masks denoting race, nationality, and a host of other characteristics. America's definitive social unit of measurement is no longer the family, nor is it the extended family. On the other end of the scale, it is not the village or hamlet, neighborhood or block, city, state, or region. I grew up in America at a time when its logo was the racially balanced commercial image of four or five children, one black, white, Asian, female, and disabled (optional) romping in an idyllic, utopian, and quite nonexistent playground.

You can still occasionally see this image in the children's fashion supplement to The New York Times Magazine. These are happy measuring sticks of a demographic formula, perfect faces of social equilibrium to distract from the fact that each child is usually clad in the designer fabric hard currency equivalent of the GNP of Guyana or Cameroon. In the eighties the fashion chain Benetton crossed the old American emblem with the UN General Assembly and produced its own utopian logo of a
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meticulously integrated, multiracial youth army, no disabled (not optional).

We once portrayed these idealized young people as seeds of a racially harmonious society we dreamed would come. Now those children shout down the long narrow lenses of music video cameras, or gun each other down on the streets. Our communities have become multiracial, just as the dream foretold. But they are not utopias. Integration is no guarantee of harmony. It is what most of the world has known since the end of World War Two. It is this nation's last, cruel lesson of the twentieth century.

Today, if one measures America at all,,it is in audience units. America is the union of all the multiracial groups of ostensibly "normal" people, ranging from submissive and polite to angry and aggressive, who can be seated in a television studio in front of a talk-show host. There they stare at, and react to, the famous hosts, the famous guests, or anyone else on stage. Mad people, older people, teenagers, victims, predators, all of the species in America's great political aviary pass in front of the audience. America turns its thumbs up or down, then goes to a commercial break. There is no verdict. There is just the din of many verdicts. As the camera scans the audience, the people who can be anticipated to have a distinct opinion, or more likely, an outrage, are handed the microphone. "Why don't you just leave him if he beats you?" "It's people like you skinheads who spread hate in this country." America punctuates each of these out-raged questions and challenges with applause, jeers, and shouts.

I caught the delivery of verdicts from one such clump of Americana between commercial breaks on the "Oprah Winfrey" show some time after my accident. I had always thought of myself as a face in the audience. On this show I saw myself on the stage with a group of four married couples, each with a disabled partner. Three of the couples contained a partner in a wheelchair; the other was a blind woman and her sighted husband. The theme of the show that day was something like "One of them is fine and the other one is defective. How do they manage?" The audience applauded with an enthusiasm they reserved for First Ladies, and Oprah herself had that deep, breathy voice. that television talk-show hosts reserve for the inspirational subjects
the serious themes that justify all of those celebrity interviews and fluff. Here, "Grips and Their Spouses" was gripping television.

The couples represented an odd composite of the crip population. This was Oprah's idea of the crips next door, and that next door, in this case, was not necessarily the state institution. Just your average run-of-the-mill crip and spouse combo package. There were no Vietnam vets
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on this panel, no wheelchair jocks, no quadriplegics, no gunshot ghetto homies with their stripped-down Quickie ultra-lights, and, of course, they had neglected to call me.

Three of the couples might as well have had lamp shades on their heads. They were nonthreatening, overweight, jolly, well-adjusted types with a hint of acne, all wearing loud, baggy shirts. These are the people the audience was used to giving a wide berth on the bus and then ignoring. One of the women was in a dented, ill-fitting wheelchair with gray hospital wheels. They said things like, "Hey, Oprah, it just takes more planning. It's no big deal." They laughed a lot. The audience imagined working near one of these people; it did not have to imagine being one.

One of the couples was different; a thin guy in a wheelchair and his pretty, young, unparalyzed wife. They had dated in college before his "accident." They were neatly dressed and clearly held the most fascination for the audience members. "How difficult was it for you after his accident?" Oprah addressed herself to the young woman when she wanted to know some detail. No, she had never thought of breaking up with him after the accident. "It's no different than anything else that might make a relationship difficult." The audience began to applaud while Oprah nodded. On their faces was a kind of sentimental approval. The audience wanted her to know that she could have left him . . she would have had the perfect excuse . . . no jury would have convicted, certainly not in that audience. She seemed slightly sensitive about this point because she insisted again that she had not thought of breaking up the relationship, and that it really was just another thing, like a joint checking account, for a couple to deal with.

The joint checking account line really got them. "I just want to say that I think you are such an inspiration to us all," an audience member addressed the panel. It didn't really matter what the panelists said, especially the young couple. It only mattered what the audience thought about the young man's plight and his courageous girlfriend. It was far more important to assume that he was broken, that she was tied to him now selflessly, and that they would make the best of things. "Yes, Oprah; we manage just fine," she said in her small voice with her husband's nodding assent. Oprah addressed the young man once. "You must be so happy to have someone like Amy," or whatever her name was.

I was rooting for these folks to hold their own. Though I was just a little older, I could tell that I had logged lots more wheelchair time than the young guy on TV. I could feel what was coming. I saw the audience greedily looking them up and down. I saw what we were supposed to think about them. He: strong, brave, and struck down in his youth. She:
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stronger and braver for spending her youth with him. On their faces you could see that the conditions of this public execution were just beginning to dawn on them.

But it was just Oprah. It was all in good fun. I was making too much of a television talk show. They weren't forced to go out onto that stage. A voice inside said, "If you weren't so angry and dysfunctional, John, maybe you would be invited to go on `Oprah' too."

It didn't take long for Oprah to deliver. "So there's one thing I want to know." She looks directly at the young girl as the hungry crowd buzzes with anticipation. Oh, my god, she's going to ask. Like a car accident in the movies, the world slows down at this point. I can see the smile freeze on the face of the young woman. The crowd goes wild. The camera cuts away to Oprah.

"What I want to know is . . ."

She pauses for sincerity. The crowd is totally with her. The woman must know what's about to happen. She must have been asked a million times. I wondered if the guy knew. The guy probably had no idea. Or maybe it was a condition for going on the show. I'm screaming at the TV now: "Tell her it's none of her damn business. We're counting on you out here. Tell Oprah to stuff it!"

Oprah delivers.

"Amy, can he do it?"

Loud gasp from the crowd. I imagine that it must have sounded this way when Sydney Carton's head was lopped off in A Tale of Two Cities. The camera immediately cuts to the woman's face, which has blushed a deep red. She tries something of a laugh, glances at her husband, who is out of the shot. Eventually, when the noise dies down, she says, "Yes, he can, Oprah." She giggles.

The camera pulls wide, and the two onstage seem very small. He takes her hand for comfort. The crowd bursts into applause. Even the other crips on stage are applauding. He withdraws his hand, as though it had been placed in hot oil. The camera cuts back to Oprah, who is nodding to the crowd half-heartedly, trying to get them to stop clapping. She looks somewhere between a very satisfied Perry Mason and a champion mud wrestler. Now we know what the show was really about. It wasn't just Oprah; the whole crowd seemed to care only about this. The oddest thing was that after the question and the embarrassed answer the audience seemed to think they now knew how "it" was done. What did they know? They knew that they had the guts to ask this question; they didn't really care about the answer.

Oprah, here's something I have always wanted to know. Do black
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guys really have giant dicks? The angry voice yelled at the television and then turned it off. Is that what people think when they stare? What constitutes "doing it"? There was no answer for them. There was no answer for me. Questions like these were the weapon. They need no real answer and apparently are always loaded in the chambers of people's curiosity. Stereotypes bring forth righteous anger and deep humiliation. At the same time, they are completely understandable, like an old piece of furniture you have walked by every day of your life.

Once on a very hot day on the Washington, D.C., subway a woman sat looking at me for a long time. She was smiling. I suspected that she knew about me from the radio, that she had seen some picture of me somewhere. I am rarely recognized in public, but it was the only plausible explanation for why she kept watching me with a look of some recognition. Eventually she walked up to me when the train stopped, said hello, then proceeded in a very serious voice.

"Your legs seem to be normal."

"They are normal, I just can't move them."

"Right, I know that I mean, I can see that you are paralyzed." I was beginning to wonder where she was going with this. "Why aren't you shriveled up more?" she asked, as though she was inquiring about the time of day. "I notice that your legs aren't shrunken and all shriveled up. Why is that?" I was wearing shorts. She looked at my legs as though she was pricing kebab at the market. "I mean, I thought paralyzed legs got all shriveled up after a while. Were you just injured recently?"

"Uh . . . twelve years ago."

This was a line of questioning I was unprepared for. I continued to smile and listen. I wondered under what circumstances I would ever roll up to a perfect stranger and ask the question, "Why aren't you shriveled up more?" I really didn't have an answer for her. I said something like I try to stay active, eat plenty of salads, vitamins.

She said she knew people in wheelchairs who were much more shriveled up. I can only assume that the expression on my face was one of extreme annoyance and skepticism. Her reaction was to redouble her efforts to convince me that she had some degree of expertise in these matters. She started to click off her credentials. She had worked for the outpatient clinic at a local hospital. She had been responsible for wheel-chair access at some community women's health film festival, and she was once roommates with a woman who signed for the hearing impaired. I should accept her as a progressive, hip, knowledgeable person where disability was concerned, and acknowledge her theories on shriveled muscles.
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I wondered if these disabled people she claimed to know were close friends and if that's what she called them, her "shriveled-up" friends. This was a whole constituency I had failed to encounter. I looked around the train and wondered if everyone who saw me in shorts was thinking, What's this guy trying to prove by not being more shriveled up?

In quite another context, I was once on the other end of this transaction. I was interviewing African musician Hugh Masekele and critic Greg Tate on the radio around the time Nelson Mandela was released from a South African prison. It was a moment of dramatic change, and I wanted to know if American blacks and black South Africans would become closer now, even to the point of some musicians feeling free to visit South Africa to perform. I can recall that Tate smiled and told me some-thing to the effect that black Africans and black Americans are a~ close as they need to be and, in any case, were not interested in performing some sentimental act of reunion for the benefit of whites in the media. In my follow-up I tried to reassure him that this was NPR and that I wasn't one of those insensitive journalists who was ignorant about the black struggle. He was aggressively unmoved. "We don't need white people to tell us when it's time to go home to Africa." No amount of cajoling him into accepting that I was progressive and hip was going to change that point. It was just as true that events in South Africa would bring great changes in political outlook and identity for blacks on both continents, but we didn't get into any of that on the radio that night in 1990. Was there a correct answer or a correct question? Whatever lessons might been drawn from the encounter, it was a minor milestone in nationally broadcast awkwardness.

All stereotypes have some, albeit distorted, basis in fact. With the lady on the Washington, D.C., subway, I had to admit that I knew what she was talking about even if I had no shriveled-up friends, or if I was not prepared to admit that she was anything more than an ignorant boob. People in wheelchairs do lose muscle tone, and legs can become quite thin, especially in neuromuscular disease. My legs are intact even though they cannot be controlled by me. Their own muscles move around spastically. Because this movement happens fairly regularly, the muscles are exercised and therefore they retain their tone and shape. Discussing the clinical details of muscle-tone retention was one thing. I was just wondering how anyone could ask such questions of a perfect stranger.

"Hi. I notice that you have been out jogging, and I'm wondering if you are developing a red chafing rash along your groin right about now? I have a lot of chafed friends with groin rashes, and it looks to me as
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though your legs are not stiff. You are not holding them wide apart as though you're in pain, and I'm noticing that you are not grabbing at your underwear discreetly to ease your discomfort. Am I right in concluding that you are not experiencing a burning, itching sensation in your groin area at this moment?" Not everyone would want to call the police immediately if I rolled up and inquired about their groin discomfort, but I bet I wouldn't have any long conversations on this subject.

If I were not so haunted by these experiences I could simply dismiss each intrusive questioner as just another dangerous psychopath or ignorant clown. More often than not, the intrusions are humorous, and they usually contain nuggets of some elusive truth. Each encounter is a parable about the increasing distance we humans all hail from even as we are more closely packed together on this planet. Perhaps the correct answer to the woman on the train was to take a deep breath and calmly explain the details of my legs and muscles as I understood them. Yet to do so I would have had to admit that there was a category of shriveled-up people, and that I was not one of them. I would also have had to concede that it was perfectly permissible for her to walk up to me and say something outrageous when that was the last thing I believed.

In her question she was demanding that I acknowledge a relationship with her that I wasn't prepared to admit I had. At the very least, I did not realize that I was a part of her own confrontation with the experience of disability. I was a part of this woman's experience of disabled people. That experience was so powerful that she suspected I might be having it along with her. But I was not. "No, I am John! I am a person, not a wheelchair. You must deal with me as I think of myself." This was how I responded. I could dismiss her even though I completely understood what she was talking about.

Encounters with strangers who claimed the right to ask bizarre de-tailed questions about disability had long ago become common for me when, in 1993, a man boarded a commuter train in New York bound for Long Island. He opened fire on the passengers and killed seven people. The event was a headline for the people of New York City and part of the footnoted background noise of crime for much of the rest of the country. His murderous rampage was psychotic and horrific to be sure, yet trapped within the bloody savagery was a plaintive cry that someone acknowledges his relationship with the rest of the world. He surely had no cause to express that relationship in lead and gunpowder, but what was not reported about the LIRR killings, and which was reflected in extensive conversations with people of every race and occupation for weeks later, is that no one in 1993 was in the least surprised by the fact
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that a black man in America would be that angry, that he might be carrying a gun on a train, that he might look at the faces of the people around him with unreasoning hatred even though he did not know them.

We accept our masks so completely that we scarcely recognize the faces of the real people behind them, including our own. Getting beyond them requires a leap that people are rarely prepared to take. For me to accept why someone might have had their own preconceived notion about shriveled-up people in wheelchairs is to accept that it was somehow natural for crips to be considered diseased. For an African-American to enthusiastically accept a white person's celebration over seeing black Africans and black Americans coming together is for them to concede that slavery and apartheid were some brief natural mistakes of history and that all some white guys need to do is adjust the political control panel and everyone will be free to kiss and make up . . . prefer-ably on "Oprah," "Donahue," or "Nightline."

Often these meetings of the mask end in anger or bitterness. It is much harder to use such encounters to inform. In order to convince you that another view is possible, I have to accept your degrading stereotype about wheelchairs for a moment. That is the one thing I have declared at the outset that I will not do. I can explain myself' to the drivers on the road who honk or presume that I am lost, to the woman inspecting me to see if my legs are shriveled up, or I can dismiss them angrily. It is their choice to be curious or dogmatic. It, is my choice to inform or punish.

It is the rare encounter in which both parties leave feeling that they know more about the other. Usually, the stereotype remains real along with the accumulated bits of anger from each face-off. In America in this half-century, we can claim to have made the effort to integrate our communities and to learn more about the diversity within them. But along with these changes it has also become clear that we, in America, are all experiencing this slow accumulation of anger. The tide rises, droplets at a time. Each failed encounter is a capillary tied off, raising the pressure to the heart and denying oxygen to the brain. It has been this way for a long time. It gets harder to laugh at all of this, but it is still possible.

Once a flight attendant noted how adept I seemed to be in getting on planes. She had seen me move from my wheelchair to a small movable seat, to be rolled down the narrow aisle of the airliner; then she saw me move with quick, confident arm motions into the passenger seat.
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"You really don't let anything stop you, do you? I saw you get on that plane and you just didn't stop at all. I just think that is great." "I travel a lot."

"I guess you are the first handicapped person I have ever seen up close. Have you ever thought of killing yourself?"

I wondered if this question appeared in this flight attendant's official training manual under the heading of "Handicapped Patrons: Suggested Conversation Starters."
"Do you ask lots of people on your airline if they think of suicide?"

"Oh, goodness no, that would be crazy. I was just wondering about you because you get around so well that you must have really done a lot of praying to get this great attitude."

My great attitude was eroding fast. There was nothing to do but say something like, "Well, you know, I just think that if you take the energy to do things instead of just staring into space, life can be pretty interesting." Brilliant, John. No wonder you can't get on "Oprah." I was hoping that she would just take my word about not committing suicide during the flight and leave the pilot, standing nearby, out of this conversation when she came out with her other big question.

"Can you, I mean, can your body, I mean are you able to do it with a woman?"

This line did not sound like one from the manual. Some business-class passengers had gotten up from their seats and were slowly walking up toward the lavatory. She continued to look at me, expecting an answer. I could say yes and giggle like on "Oprah"; I could take some time and clinically explain the situation and perhaps gain the attention of the business-class passengers, or we could exchange phone numbers. But what is the real correct answer?'

"Paralyzed from the waist down" describes so little of the experience of a spinal-cord injury that most crips use it as a kind of shorthand joke. In my case I am paralyzed from the nipples down. When people learn of this they are shocked to realize that there is no international check-point at the waist. It is an arbitrary demarcation. In actual fact, relatively few people are paralyzed from the waist down. Everyone has their particular line separating sensation from numbness. Each line of separation is invisible to the eye. In some people the aspects of temperature and pressure and muscle control are separate. Some spinal-cord-injured people can feel pressure but not temperature in some parts of their body, and vice versa. There are people with almost total sensation but with no motor control . . . a partially damaged fiber-optic cable . . .
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picture but no sound . . . bad reception. All of these metaphors aid understanding, but none is precise. The trace of each paraplegic and quadriplegic's sensory border zone is as unique as a fingerprint. Each person has a different answer to the question: What does paralysis feel like?

Not being able to sense the rhythms of your body is to be cast off from the familiar. But the shock is in learning that nothing physical has really changed beneath the skin. Your body is your body whether you can feel it or not. There is actually no reason to believe that loss of feeling makes you any different from the same old bag of water and flesh that you have always known. The bag fills. The bag empties. Life goes on.

In sensation there is the illusion that we are complicit in the body's biology. It is sensation that lures humans into endowing their bodily processes with intent and intelligence. Sensation makes a heart "burn," puts butterflies in the stomach, and a frog in the throat. Sensation creates the little gatekeeper in the brain working the body's control panels. Sensation is the neural confirmation that the brain needs the body more than the other way around. In feelings, the brain is permitted to believe that it gets to vote on processes it has no part of The body requires no brain to get most of its work done. The infuriating truth about a brain-dead person is that they are perfectly alive. The fact that they, cannot have a conversation is a requirement only another brain would demand; the same brain would make no such demand of a pet fish and yet continue to feed and take care of it. When people no longer want their fish, they flush them down the toilet with no attendant scandal, or simply eat them with some nice steamed vegetables on the side. But there is no endless Kevorkianesque discussion of the "brain dead fish" and the necessity of removing its life support. You kill the fish, you kill the person. It's your call. The brain is capable of making such decisions. People make life and death decisions all the time. The brain wants more, though. It wants the world to act as though what has no brain is not alive. This is folly, and just a trifle arrogant.

The brain can neither explain life, nor explain it away. While consciousness is something of a mystery, it is not permitted to intervene in the mechanics of the body. The identity of limbs and organs is mechanical, and in the case of the large intestine and bladder, fluid mechanics. Loss of sensation reveals these mechanics.

A friend visited me in the hospital shortly after my accident, and as she sat on the bed next to me and we talked, I placed my hand on her leg, which was next to mine. I had assumed that it was my leg I was
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touching, but when I looked down and saw hers I realized that without sensation I could not tell the difference between my leg and someone else's. Her leg is not the same as mine. But because of an injury to my spinal cord, her leg and my leg felt the same to my hand, that is to say, numb. I recall with a hearty Protestant blush the times, and there have been many, when I have placed my hand on a leg under the bedsheets and while caressing its skin realized that it was my own leg, not that of a companion sleeping beside me. Guiltily, I withdrew my hand from my own leg which, truth be told, gets relatively little attention. To have been tricked by one's own body is unsettling. On the other hand, part of the attraction of touching someone else's leg, assuming they were not also paralyzed, is that it would respond to my touch. My own will not. It is the strangest sensation of all.

The spine is a knotted code of some evolutionary ladder. There, in a mysterious order, the functions of the body are laid out on a schematic. At the bottom is sensation for the feet, move upward and you encounter nerves for the muscles of the leg, the buttocks, hips, abdomen, chest, arms, and neck. In the fine print is another message. One of the lowest set of nerves just above the tailbone controls sensation of the bladder and genitals. Just above are the nerves of sensation for the muscles of the large intestines. The abdominal muscles fall silent one by one as you proceed up the vertebrae until about the fifth vertebra in the thorax.

At this point, there is an additional nerve connected to the genitals. It controls some involuntary functions. The toggle switches that open the bladder sphincter, that open the rectum, and that control orgasm are on this 220-volt nerve. The strictly voluntary nerves at the bottom can control things until certain physical limits are met. But when the limit is reached there is no more discussion. The higher nerve fires.

The childhood battle between release and anal retention takes place between the sacral vertebrae and the thoracic. The higher nerve always wins. Orgasm works in this way. Foreplay happens in the lower nerves, then at a perfect moment the higher nerve takes over and in men, at least, one decisive little sphincter opens like clockwork. An orgasm arrives with the rush of a train and the control of a free fall. It has nothing to do with sensation. Sensation is only the illusion of control. What we think of as advanced—our sensation—is on the bottom of the ladder.

The crucial functioning of these systems has to do with the loop between the voluntary nerves on the bottom of the spine and the involuntary nerves in the middle. If the loop is unbroken, then sphincters remain closed. If the loop is broken, then neither voluntary nor involun-
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tary systems are available. Lower injuries between the base and the middle of the spine generally mean that while the body retains more muscle control, more use of legs and abdominals, it is incontinent, impotent, and incapable of having an orgasm. Injuries above the middle mean more severe paralysis in terms of pure muscle loss, but because the voluntary and involuntary nerves can talk to each other on what's left of the spinal cord, bladders stay closed and an orgasm is possible if difficult.

The effect of this curious neural ordering is to divide the wheelchair crips (males particularly) into jocks and sex gods. The lower injuries make all of the layups on the basketball courts . . . the higher injuries, the quadriplegics, get all of the dates. In my case the injury was in the middle. My bladder is spastic, which means it is closed until opened by a catheter. Sexual function is erratic, unpredictable, but orgasm and ejaculation are reliably achieved through some aggressive manual stimulation. Without sensation, though, making this happen can be frustrating. It is hard to know what I did right, or if it doesn't happen, what I did wrong.

There is a kind of harrowing ambiguity about a body without the familiar warning sensations associated with the control of bodily functions. The body is suddenly a saboteur. To be in public becomes a trip behind enemy lines with a time bomb taped quite literally to one's abdomen. To go out and have a large meal and a few drinks in-public is a kind of intestinal roulette until one becomes fluent in decoding far subtler and more direct messages and warnings about what is going on in the body.

Much of the independence seen among spinal-cord-injured people today stems not from any newfound magnanimity on the part of society or a breakthrough in wheelchair technology, but from the development of plastic. During World War One the souls whose chest and spinal fractures could be stabilized could look forward to a short life of gradual kidney failure. After just a few weeks, the kidneys would back up or become infected from uncontrolled draining. Death would come within a year in most cases.

Plastic was a material that could be fashioned into tubes and inserted up into the bladder to empty it. It revolutionized the prognosis for the spinal-cord injuries in World War Two, and the victims of polio. More details buried inside the cold phrase, "paralyzed from the waist down." What inkling was there that an injury to the spine even involved the bladder?. Bladder stuck shut . . . wait a minute. The nurse told me that I should be grateful that it was stuck shut and not stuck open. She was right.
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It makes all the difference in the world if paralysis results in an uncontrolled bladder that is stuck in the open position versus an uncontrolled bladder stuck in the closed position. Mine is closed. It means that I will fill until emptied. But I must insert a tube inside just as the nurse did, every four hours or so for the rest of my life. Why some bladders are stuck open and others are stuck closed reveals some crucial details about the spinal cord, to say nothing of the laundromat.

Loss of control is a dark fear, particularly in America. Why we should so fear losing control in a world that we have no control over anymore is one of the central questions of American culture. The notions of control and power are themes of American policy. Going with the flow and becoming attentive to the subtleties of one's economy or politics are not themes of American policy anywhere in the world. The frustrations in our superpower identity, the frustrations of homelessness, bankruptcy, and incontinence are all facets of the same fear. People who lose control are deviants or failures. People who have control are heroes, role models, victors over adversity, people "with their shit together."

It is the keenest insight gained from a loss of sensation to discover that the icons of control over the body are illusions. For all its urgent tangibility, sensation is the illusion of control over the body rather than the mechanism for that control. Sensation in the body is more a curtain than a window. It hides more about the body than it purports to reveal. The nerves in the skin and muscles give you the "sense" that your limbs are extensions of the brain, which they most assuredly are not. Phan-toms of pain and pleasure determine our actions, while the body's processes inexorably continue. Sensation is life's ultimate mask, at life's ultimate costume party: consciousness.

In demanding simple names for complex experiences, our society loses the precious details. A person asked to define the word paraplegic will undoubtedly remark that it is someone who has lost the use of his or her legs. The handicapped, the disabled, the confined to a wheel-chair, the mobile in a wheelchair, the physically challenged, the mobility-impaired, the broken in half, the chronically stared at, the person with disability, the about to wet his pants, the intestinally challenged, the numb from the nipples down, the shrapnelly challenged, the amputee, the confined to a car wreck: all of these names could also accurately describe someone in a wheelchair, on a wheelchair, or with a wheel-chair. The obsession with finding the right name leads us away from the unique. The whole is diminished by ignoring its parts.

My seven-year-old niece, Sarah, was once sitting on my lap, having long ago gotten used to Uncle John never walking. As a child whose notions of normal had not solidified in concrete, she was free to think
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far and wide about the implications of my physical condition. Much farther and wider than even I. She grabbed my thigh and looked into my eyes with a questioning, probing gaze that only a child can give. "Can you feel that, Uncle John?" she asked.

"No," I told her incredulous, shaking head. She moved her hands up on my legs and pounded with a force that she was convinced would have caused her own leg pain. The look in her eyes was exhilarating, as though she were on the edge of some experimental breakthrough. "Can you feel that, Uncle John?" She tried a fist out on her own thigh and winced. "Wow." She thought for a moment and then pinched a loose bit of skin above my left knee. "You feel nothing, Uncle John?" "Nothing, Sarah."

She was deep in thought, examining the implications of such a truth. She was satisfied that I had no sensation, but she still needed further elaboration. She suddenly burst out with a last question: "So if a bee stung you right here, Uncle John . . ." She pointed to a place on my thigh where one summer she had been stung. It was her ultimate test, her ultimate definition of pain. I shook my head. "Nothing, Sarah. Ten bees could sting me there."

She turned around on my lap. "Mommy, Uncle John can't even feel a bee stinging him on his leg." Her mom was occupied with making sandwiches or having a rare conversation with an adult. She had noted with some alarm Sarah's blows to my legs, wondering if her persistent daughter might continue the investigation with a fork or other sharp object. "That's right, Sarah. Uncle John can't feel anything on his legs, but it's not all right to hit him." Sarah was lost in thought until she said triumphantly, "Then you aren't afraid of bees."

In a future world where the thoughts of little girls can matter as much as those of presidents and generals, the fear of bees as a metaphor for spinal-cord injury might even be an appropriate topic for "Oprah." It would truly be an indication of the millennium if in supermarket parking lots in the twenty-first century the signs on the parking spaces in the

front said: RESERVED FOR PEOPLE UNAFRAID OF BEES. If you need a name for

me, call me John. If you want to know if I can "do it," perhaps that can be discreetly arranged. If you want to say one thing more about me, you may comfortably note that I am a person not afraid of bees.
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