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			For Lily and Oscar

		

	
		
			
			What so clearly appears as an end is better understood as a beginning whose innermost meaning we cannot yet grasp. Our present is emphatically, and not merely logically, the suspense between a no-longer and a not-yet.

			Hannah Arendt, Men in Dark Times

			The splinter in your eye is the best magnifying glass.

			Theodor Adorno, Minima Moralia: 
Reflections from Damaged Life
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		Author’s Note

		I’ve changed the names of a handful of nonpublic figures to protect their privacy.

	
		
			Introduction: The End Begins

			I’m going blind as I write this. It feels less dramatic than it sounds. The words aren’t disappearing as I type. I’m sitting comfortably in the sunroom. The sun is rising like it’s supposed to. I can plainly see Lily sitting next to me, reading in her striped pajamas. The visible world is disappearing, but it’s not in a hurry. It feels at once catastrophic and commonplace—like reading an article about civilization’s imminent collapse from the climate crisis, then setting the article down and going for a pleasant bike ride through a mild spring morning.

			There’s no cure for retinitis pigmentosa (RP), the condition I was diagnosed with more than twenty years ago, so I usually see my eye specialist every other year. At these visits, I go through a full day of tests, but these just track the decline. At the end of the day, we have a short conversation about the someday promise of stem cell or gene therapy. During my last visit, she showed me an illustration of how much vision I had left. It reminded me of ice cubes melting in hot water: two small, wobbly ovals in the center, and two skinny shapes floating along the sides. The wobbly ovals represented the central vision I still had, and the strips were my peripheral vision. I had about 6 percent of what a fully sighted person sees. My doctor frowned graciously as she gestured at the skinny french fry shapes. “When those go,” she said in her medical deadpan, neither cheerful nor grim, “your mobility will become more limited. Those two strips of residual peripheral vision are what you’re using to get around.”

			Describing what I can’t see is surprisingly difficult, mostly because my brain adapts to it so quickly. I have severe tunnel vision, but what I see doesn’t look like a tunnel; the walls of the enclosure aren’t visible. I have the strongest sense of the contours of my blindness in periods when my vision changes—when suddenly there are things I don’t see that I ought to, that I saw until recently. I bump into furniture in my house that hasn’t moved in years. I’ll put a cup down for a moment and it disappears. I’ll painstakingly rake the wobbly ovals and slender french fries of my residual vision across the table’s surface again and again, and when I finally find the cup, it’s standing blamelessly in what even a few weeks ago I would have described as “plain sight.” It’s still in plain sight—it’s just that my sight is growing less and less plain.

			RP is painless, if you don’t count the bruises that accumulate from violent encounters with inanimate objects, like chairs that haven’t been pushed in all the way or cabinet doors that have been left to hang open. The most painful part so far has been the not-knowing. I live much of my life these days in a speculative mode, like a science-fiction writer who looks at the present and tries to imagine the future. As I cook dinner, or walk my son, Oscar, home from school, or find my way from the airport to a train station in an unfamiliar city, I ask myself: What will this be like when I can’t see? I perceive everything with this paradoxical double vision: through sighted eyes, and through blind ones. While most futures are difficult to see, shrouded as they are beneath the fog of contingency, mine is doubly difficult to visualize. The crystal ball remains clouded over.

			But I can’t just accept blindness as a visual death sentence. The blinder I get, the more curiosity I feel about the world of blindness and what possibilities might exist there. So I went out in search of that world, to find a more accurate image of what might be waiting for me.

			

			•   •   •

			Blindness is a radically distinct way of being in the world. Humans are so fundamentally visual in their understanding and experience that blindness requires its own domain. The early science-fiction writer H. G. Wells’s short story “The Country of the Blind” takes this idea literally, imagining a civilization of blind men and women who live without any knowledge or need of the sighted world, in a hidden mountain valley. One day an explorer called Nunez, separated from his expedition in a rockslide, ends up falling into this forgotten valley. There he discovers the fabled country of the blind, which has existed without sight for fifteen generations. Every person he meets was born blind, just like their parents and grandparents and great-grandparents before them. They don’t even understand the concept of sight; their language has no word for see. As he comes to terms with his situation, Nunez proceeds with supreme confidence, repeating the old proverb to himself like a mantra: “In the Country of the Blind, the One-Eyed Man is King.”

			I find myself approaching blindness a bit like Nunez, as an accidental, curious, and sometimes wary visitor to this strange and often beautiful country. For now, I still feel like an outsider. My partial sight sets me at a remove from those who can’t access all the visual information that I do; I’ll never be native to blindness, the way that those born blind are. My brain developed visually, and learning blind skills, from reading with my fingers and ears to drawing mental maps of my city, requires a radical shift in the way I relate to the world around me. But unlike Wells’s character, who escapes in the end, I’m here to stay, slowly becoming a naturalized citizen.

			There’s a common set of questions a blind person is almost guaranteed to hear if they spend enough time in public, at least in the US. Strangers will turn to them on buses or sidewalks, and ask, How do you eat? Who dresses you? Can you sign your own checks? Questions like these, which suggest that the world of blindness is an infant’s world, where a blind person can’t even put on a shirt or bring a fork to his mouth without sighted assistance, are infuriating. They exacerbate the painful difference that the experience of disability carries—no one else is being asked how she accomplishes the most basic tasks of daily living as she waits in line for her breakfast burrito. But for someone like me, who still feels like a tourist in the country of the blind, wondering when I might actually move here, these questions have some urgency: I need to know how I will live, and what kind of blind person I’ll be. How will I travel independently? How will I write, and read, and work? How will I watch movies, or appreciate art? How will I experience my son’s journey from little kid to teenager as a blind father?

			This book isn’t merely the account of my own experience of vision loss, though; it’s the chronicle of an intentional journey I took into the greater world of blindness. Writing it has pulled me deeper into blindness than I otherwise would have gone at this stage in my retinal degeneration. As I lose more and more vision, I feel a new motivation to temper my speculations and fears with knowledge and direct experience. Over the last few years, I traveled around the country, exploring every place I could think of where blindness intersects with contemporary life.

			Blind people don’t benefit from the sort of large, well-established institutions that Deaf communities have built. Part of this may be because hearing blind people don’t face the same barriers to verbal communication that Deaf people do, and so they never needed to develop a distinct shared language. Language is the most important feature in the formation of a community, and sign language is no exception. In the US, the signing community is as linguistically and culturally rich as any other language community. Many Deaf students describe their arrival at schools like Gallaudet, the world’s first fully Deaf-centric university in Washington, DC, as a revelation. Having spent their childhoods feeling isolated from hearing families and peers, suddenly they’re plunged into a world of Deaf culture and language, where they no longer need accommodations to eavesdrop on a conversation or attend a lecture.

			Still, I found pockets of concentrated blind life. In Florida, I attended the national convention of the largest blindness organization in the US, wandering among thousands of blind people in the halls of a colossal Orlando convention center, a forest of canes tapping and colliding, and for the first time I felt the power of being in a space where the blind outnumbered the sighted. I met blind activists from across the political spectrum who made annual visits to their representatives in Congress, and others who marched in street demonstrations with their white canes in one hand and placards in the other. In California and New York, I met blind geniuses working at the cutting edge of digital accessibility who spend their days soldering circuit boards, designing 3D-printed objects, and editing TV soundtracks. I found myself drawn to these media-obsessed tinkerers, who seemed to approach their blindness as a feature that spurred creativity and invention.

			I met people who said that their blindness meant nothing to them—that it was a mere attribute, like hair color—and others whose blindness utterly defined and upended their lives. Some recoiled from any mention of the medical cause of their blindness, let alone the prospect of a cure, while others cultivated personal relationships with research ophthalmologists, demonstrating an impressive fluency in the argot of cellular and molecular therapeutics. I sympathized with all of these positions, even as I wondered which attitudes I would adopt for my own life. I tried to understand how blindness was changing my identity as a reader and a writer, as a husband and a father, as a citizen and an otherwise privileged white guy.

			In the middle of the COVID-19 pandemic, I took a trip to Colorado, where I spent two weeks at a radical blindness training center. I wore vision-occluding sleep shades for eight hours a day, five days a week, relearning how to use a gas range and chef’s knives, and how to cross busy Denver intersections, all from a team of blind instructors. It was only a simulation of blindness, but one that helped me understand how I might respond, and who I might become, when the ice cubes of my residual vision finally melt away.

			Figuring out what sort of blind person I should be has become in some ways indistinguishable from the ongoing process of figuring out what kind of person I am, or want to be, regardless of my disability. As I breeze past forty, it seems obvious that one never fully escapes the painful, exhilarating process of self-exploration and reinvention that begins in adolescence.

			The more I explore the world of blindness, the more I come to think of it as a domain that extends well beyond the realm of disability. The late critic Greg Tate wrote:

			
				Race, generally equated with politics, is really in the American context a branch of metaphysics, aesthetics, and anthropology representing a far broader body of concerns where you can readily leapfrog between sex, death, religion, criminality, linguistics, music, genetics, athletics, fashion, medicine, you name it, in the name of African liberation and self-determination.

			

			Is blindness, then, another branch of American metaphysics, with its own concerns one can leapfrog between? Sex, death, and religion, to be sure, alongside medicine, technology, assimilation, cinema, art, literature, mythology, politics, and on and on. Following Tate’s formulation, these concerns also point toward liberation and self-determination: all of blindness’s intersections and interventions into the wider world come with an awareness of the marginalization that blind people experience in their contact with sighted society, whether in the form of overt oppression (blind people denied employment or educational opportunities solely on the basis of their disability) or more insidious and subtle diminishment (the everyday experiences of blind people made to feel incompetent or miraculous as they go about accomplishing the basic tasks of living).

			I feel an immense sense of connection to this world, alongside a persistent feeling of discomfort and alienation. This is part of the experience of becoming disabled—entering a club that millions unwillingly join every year. But it’s also a basic feature of contemporary life: you may not like your family, but that’s another club you can’t leave. Even more voluntary identities, like one’s religion, hobbies, career, or tastes, can have this character of clubs one both values and disdains. Susan Orlean, describing the bitterly competitive, insular world of orchid collecting in her 1998 book The Orchid Thief, wrote that it, too, was like a family: “It was some kind of way to scratch out a balance between being an individual and being a part of something bigger than yourself, even though each side of the equation put the other in jeopardy.” Blindness is becoming all of these things to me: a bickering, annoying family and a loving, supportive one; an interesting hobby, whose fellow hobbyists can inspire and delight as well as irritate and depress me; an identity that I embrace and revile, that defines me and has nothing to do with who I really am. Orlean identifies this contradiction as fundamentally American: “the illogical but optimistic notion that you can create a union of individuals in which every man is king.” In this way, I have a uniquely American experience of going blind.

			The progression of retinitis pigmentosa—gradual, narrowing tunnel vision that usually ends in blindness, at an unknown date—is a powerful engine of ambiguity. I have become intimately familiar with the pain of living in between: not quite blind and not quite sighted. I called a guy with RP who’d lost his usable vision decades ago for computer advice, and after telling me I was a “lucky bastard” to still have the central vision I did at my age, and that he’d “kill” to be able to see the screen of his TV or laptop, he added sincerely that he thought his life was easier now than it was when he was in the thick of losing his vision. “I don’t have to wake up and worry about what’s going to happen with my eyes today,” he said. “I know they won’t work, and I can get on with my life.” The RP Facebook page refreshes itself every day with accounts of people afraid to unfurl their collapsible canes in public for fear of being called out as frauds, the challenges of their own partial blindness (spilling drinks, asking for rides) overshadowed by the looming threat of “real” blindness, qualified by their constant assurances that they “still drive” or “still work” or “still get around OK” with the shrinking central vision they’re so lucky to have, but God help them if it ever gets to the point at which they can no longer rely on their eyes.

			Visiting that page is among my guiltiest pleasures. Reading the endless scroll of self-pitying posts, buffered by the cheerleading replies they generate (“you got this”; “RP strong”), I feel another kind of alienation: it feels less like a blindness community and more like a community of disease-sufferers, praying for cures and living in fear of the inevitable blindness to come. But as easy as it is to judge these fellow travelers, I engage—in my own way, and usually not on Facebook—in the exact same cycle of self-pity, fear, and football-coach-style encouragement (cloudy eyes, full heart, can’t lose).

			We all live with this sort of ambiguity: beginning in 2021, many people I know celebrated the end of the COVID-19 pandemic again and again, each time thwarted by a new variant, a new spike in deaths, until we finally had to accept that the virus was never going away, and that a more complicated, confusing, and infinitely less comforting endemic reality would persist. So much of life, and loss, exists in this space between binaries: a divorce that doesn’t end a relationship; a move that brings too much baggage to the new destination; a dying relative who’s no longer alive in the way we remember him, even as he breathes the same air we do for years. As painful as the extreme might be in these situations—severing the relationship, forgetting your homeland, mourning your dead—finality also offers relief that ambiguity denies us. Living in this weird shadowy landscape between blindness and sight has forced me to reckon with this, and to try to let go of my desperate desire for resolution.

			My inclination is to just put my head down and barrel into blindness, becoming proficient in all of the skills it requires and then moving on with my life. But the reality of RP makes it hard to turn entirely away from sight. I feel as stymied by the vision I still have as I do by the vision I’ve lost.

			When I was in Colorado, wearing sleep shades and learning how to navigate with a white cane, I had to enter unfamiliar environments and orient myself within them. I’d listen to the echoes the metal tip of my cane made as it hit different surfaces—that’s carpet, that’s tile, this sounds like it must be the metal fire door. Any engagement with the unfamiliar is like this—by degrees, we feel our way through a situation that can at first seem strange and unwelcoming. But with enough persistence, and a spirit of discovery, solid and defined contours gradually emerge. The space becomes familiar, and eventually it feels like a room you’ve lived in for months or years. This is what writing about blindness has done for me. It’s no longer a legendary, proverbial sci-fi country, and has instead become a real place, populated by real people. My hope is that this book will encourage the sighted reader to likewise discover the largely invisible terrain of blindness, as well as other ways of living and thinking they might not have previously considered.

			There are a few common souvenirs that sighted tourists tend to take away from day trips to the country of the blind. The primary one is pity masquerading as empathy: “How difficult their lives are,” one might conclude, while more quietly affirming, Thank god for my eyesight. There’s also the satisfaction of a voyeuristic curiosity: How do they eat, or find their way home from the store, or really know how attractive their partner is? But a longer stay raises more philosophical questions. How does anyone know the world? Does vision deserve the privileged place it holds at the top of the hierarchy of the senses? How much of perception happens in the eyes, and how much takes place in the mind, regardless of which senses supply its stimulus?

			The questions I’m still hounded by arise from the conflict I see between the value of disability—the beauty and power I’ve found in blindness—and its almost definitional sense of loss and exclusion. How can a thing that causes so much alienation also be a source of growth and joy? How can something that estranges us from so much of the world also bring us closer to it? Activists sometimes frame their disability in terms that echo those used by other marginalized groups—locating pride in their oppressed identity. But does blind pride require a wholesale rejection of sight? Could I, for example, find a way to truly embrace my blindness, even if I’d accept a miracle cure if one ever came along?

			

			•   •   •

			
			Oscar recently asked me what my favorite TV show was. (We’d let him watch a few episodes of Seinfeld, and he’d loved it.) Before I could answer, he quickly added, “It’s probably a show about blindness, right?” I assured him that my favorite show was definitely not about blindness (most TV shows with blind main characters happen to be, as far as I’ve seen, not great), but I liked that he had identified this tendency in me, the way that in the last few years I’ve become a sort of blindness collector. After we opened the floodgates on weekday movie nights during the pandemic, we watched the 1940 Technicolor epic The Thief of Bagdad together. Early in the film, we meet the main character, a blind beggar (he’s an ex-sultan, cursed into poverty by an evil sorcerer). Oscar turned to me and said, simply, “Blind!”—as though he were pointing out an eagle that had just landed in our yard. I reached out to give him a fist bump. He was hesitant at first to return it: Why are we celebrating this again? But then he went with it; we’re becoming a blind-positive family.

			At one point in the movie, the sultan told a princess that she was the most beautiful woman he’d ever seen. Oscar asked, “Wait, how can he know that, if he’s blind?” The film had been jumping back and forth in time, to before and after the sultan’s blindness, and we’d been following him in his sighted state for at least half an hour by that point. He’d engaged in all manner of activities—breaking out of an underground dungeon, exploring the bazaars of Basra—without any indication that he was visually impaired in any way. So how had Oscar missed that he was sighted?

			I decided to take this not as a sign of Oscar’s inattention, but rather as another feature of his positive attitude toward blindness. He hadn’t yet absorbed the stereotypes of blindness that popular entertainments perpetuate, of the blind as exiled beggars, cursed, stumbling, and miserable. For him, maybe the sultan was simply blind like I am: clinging to a few degrees of residual vision that he used as best he could. It was perfectly natural to accept a blind character who ran around unfamiliar cities engaging in swashbuckling escapades. As I lose my vision, I want to cultivate this picture of blindness—in Oscar and Lily, in myself, and in the world—of a blind person who’s an active protagonist in his own life. I haven’t seen this vision in many representations of blindness in films, books, art, or TV, which tend to either mock and diminish blindness, or hold it up as a source of occult superpowers, or treat it with condescending pity—deploying it as a metaphor, rather than an everyday style of living. I found the image I wanted elsewhere: in the people I met out in the actual country of the blind, in the teeming variety of their stories of struggle, adaptation, and adventure.

		

	
		Part I
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		Phantom Limp

	
		1.

		Seeing Stars

		There are as many ways of being blind as there are of being tall, or sick, or hot. But the popular view has always conceived of blindness as a totality. The blind bards wandering the countrysides of ancient Japan, China, or Europe, the blind housed in asylums in the Middle Ages, all the pupils in all the schools for the blind from the Enlightenment onward, blind beggars and lawyers, war veterans and toddlers—in the eyes of history, as well as those of most of their contemporaries, they all saw nothing. Modern dictionaries still subscribe to this sense: blindness is the antonym of vision, and connotes a destitution of sight. What else could it mean?

		Despite the poetic impulse to equate blindness with darkness, it’s rarely experienced as a black veil draped over the world. Only around 15 percent of blind people have no light perception whatsoever. Most see something, even if it isn’t very useful, by sighted standards: a blurry view of their periphery, with nothing in the middle, or the inverse—the world seen through a buttonhole. For some, scenes come through in a dim haze; for others, light produces a shower of excruciatingly bright needles. Even those with no light perception at all have little use for the popular image of blindness as darkness: the brain cut off from visual stimulus can still produce washes of brilliant color and shape. One blind man, whose optic nerve—the connection between the eyes and the brain—had been severed, described seeing a continuously swirling (and distracting) “visual tinnitus.” The Argentine writer Jorge Luis Borges, decades into his blindness, still saw color, which sometimes disturbed him: “I, who was accustomed to sleeping in total darkness,” he said,

		
			was bothered for a long time at having to sleep in this world of mist, in the greenish or bluish mist, vaguely luminous, which is the world of the blind. I wanted to lie down in darkness.

		

		The arrival or encroachment of blindness gives rise to a similarly dazzling range of experiences, an efflorescence of blind varietals. There are those born blind, with no visual memories, whose brains—including the visual cortices—develop using four (or fewer) senses to construct their view of the world. Those who become blind in early childhood often retain visual memories that can contribute to an intuitive understanding of visual concepts. The late-blinded may have the most cognitive work to do, forced to relearn basic skills like orientation and information-gathering through new senses, long after their brains’ developmental plasticity has hardened. Some late-blinded adults consciously struggle to preserve their storehouses of mental images, like art conservators touching up old and fading masterpieces.

		People are blinded by their spouses or strangers, by acts of war or sports injuries, by industrial accidents and bad decisions, malnutrition and infection, genetic inheritances and spontaneous mutations. It’s disingenuous to argue that blindness doesn’t have a transformative impact on a person’s life, but in every case, blindness is only part of the story. The life of a blind person is never fully (or even predominantly) defined by their blindness.

		Some (like Borges, and me) lose their sight gradually. I first noticed something wrong with my eyes in New Mexico. My mom and her boyfriend, Jim, had developed a romantic idea about the American Southwest, where they saw themselves riding horses and motorcycles in the high desert, a more genre-appropriate backdrop to their relationship than the strip malls of suburban New York. The summer before I entered fifth grade, we moved to a house about twenty minutes from downtown Santa Fe. I entered my new elementary school awkwardly, sitting on a utility box at recess, reading The Hobbit in the Hawaiian shirt and shorts I wore year-round. I made friends, eventually, and by middle school I had found my place in a crew of early-nineties southwestern prep-school bohemians, most of them a few years older than I was. I’d follow them into the hills, which were sandy and dotted with piñon trees and juniper bushes, and we’d smoke pot out of wooden pipes we’d bought from long-haired guys at the farmers’ market. If I was too young to be smoking pot, I was definitely too young to be taking psychedelics, but I did that, too, keeping up with this group of brilliant and occasionally troubled weirdos in backward English driving caps and Stüssy jeans. We all hung out at Hank’s house, because Hank’s mom was maximally permissive, getting stoned with us and letting Hank decorate his room like the set for a post-punk staging of Alice in Wonderland.

		It was on the hill behind Hank’s house that my journey toward blindness really began. I soon noticed that my friends were better at navigating those darkened hillsides than I was. At night, if I wasn’t following directly behind someone, or paying painstaking attention, I would walk directly into a piñon tree. My friends laughed and marveled at how high I must have been, and I started to pursue that role: the bloodshot slo-mo wiseacre. The night sky was already perforated, splintered, and fractured, the constellations animated by hallucinogens; how could I be sure that there was anything wrong with my eyes while I was rattling the doors of perception so hard? At other times, the night blindness was more difficult to brush off. At the movies, I was increasingly unwilling to get out of my seat until the lights came up—the prospect of picking my way through a dark, undulating forest of knees and legs in search of the exit was embarrassing, a feeling that was compounded by the confusion I felt about why I seemed to be the only person experiencing it. When I mentioned this new impediment to my mom, she dismissed it: everyone has “night blindness,” she said—it’s dark at night!

		Eventually, I used some pre-Google search engines to diagnose myself. (My dad, who had moved to the Bay Area when we’d moved to New Mexico, had bought me a modem.) Searching for “night blindness” on the early web, I found information about eye diseases on a website whose name I’ve forgotten—the lean, lost grandfather of WebMD. Your eyes, this ancient website told me, have two types of cells: rods and cones. These make up the retina. The cones allow you to see color and account for central vision. The rods give you peripheral vision and are more light-sensitive; they allow you to see in the dark. Retinitis pigmentosa encompasses a family of inherited eye diseases that gradually kill off the rods. As a result, RP usually appears early in life as mild night blindness, before manifesting as slowly narrowing tunnel vision during the day. (One medical source I found later summarized my story with eerie precision: “Mild night blindness is often ignored by the patients and becomes apparent in the teen age, at evening parties.”) RP concludes, usually in middle age, with a flourish: complete functional blindness.

		By this time, I was attending a boarding school in Ojai with the children of Montana ranch families and California Central Coast citrus barons. (My mom had begun getting more work as a screenwriter, so we had moved to Santa Barbara.) Night blindness had gone from an ambiguous inconvenience to a fact of life. I assumed I had RP, or something like it, but didn’t discuss it with anyone aside from occasionally complaining about it to my mom. When other students snuck into the woods at night to smoke pot, I stayed in the dorm, reading or hanging out with the art-damaged pocket of anti-rancher resistance. I frequently worried that I’d permanently destroyed my intellectual capacity by eating so many psychedelics back in New Mexico; my peripheral vision was filled with flashers and floaters and spinning phantom ceiling fans, visual reminders of the fact that I had ruined a perfectly good brain.

		It wasn’t until I’d returned home after my freshman year in college that my mom decided I’d been complaining about my eyes long enough that I should get them checked out by a specialist. She got me an appointment at an eye clinic at UCLA, where I submitted to a long regimen of tests, including an ERG, which involves numbing your eyes and then attaching electrodes to your eyeballs to measure the amount of electricity your retinas are putting out in response to light. (It’s like testing the charge on a battery, but the battery is part of your face.)

		When I finally met with the doctor, a soft mustachioed man named Dr. Heckenlively, he confirmed what I’d gleaned from Wikipedia’s great-uncle years earlier: I had “classic RP.” I could probably expect to maintain good vision during the day through my twenties and thirties. The night blindness would gradually become more severe, and my peripheral vision would erode. As I approached middle age, the degeneration would sharply accelerate. There is no treatment, he told me, but science is making great progress, so by the time I was really blind, in twenty or thirty years, there would hopefully be a cure. In the meantime, there were some vitamins I could take to try to prolong my useful vision. Did I smoke? Yes, of course I smoked. I also had a radio show on the college station called A Thousand Frowzy Steams. Well, the doctor told me, I’d need to quit immediately—cigarettes are terrible for ocular health. Can you see stars? he asked. This was something I’d already noticed: starlight had become too dim for me to register. It was also the detail that brought it all home for my mom. She sat up straight: “You can’t see stars!”

		I don’t remember sharing my mom’s dismay. Part of this must have had to do with the fact that I’d already successfully diagnosed myself, and I felt validated by the doctor’s confirmation of what I’d pieced together from the web. My main memory of the day is of Dr. Heckenlively himself, whom my current retinal specialist refers to with awe as a “giant in the field.” His manner was so serious that it almost seemed inappropriate to have a vulnerable response to what he was saying—it felt like I was being enlisted into his army, or accepted into an elite internship program. The focus was on our newly shared endeavor, and I now had a grave responsibility. This was no time for blubbering.

		As my mom and I left the eye hospital, I wore a flimsy sheet of dark plastic under my glasses, protecting my dilated pupils from the glare of L.A. at noon. I remember fumbling in the bright restaurant we went to for lunch, my eyes struggling to adjust, knocking over a saltshaker as I reached for my iced tea.

		Afterward, we visited a museum downtown, where we saw a show of Richard Serra’s Torqued Ellipses—huge steel sheets rolled into standing curves set within one another, creating open tunnels. Wandering through these brief mazes, each with only two or three turns to make inside, made it feel like the shape of the whole world had changed; the world itself became a torqued ellipse, with only a strip of the outside splashing in. I felt at once claustrophobic and expansive. The sculptures somehow made the world feel larger.

		

		•   •   •

		Ancient Greek had one word for totally blind people, tuphlos, and a different one, ambluôpia, for “dull-sightedness.” Ancient writers shared our modern predilection for using blindness as a metaphor for heedlessness and various other moral, intellectual, or spiritual failings. The Greeks and Romans spoke of blind ignorance, blind leadership, and the blindness of wealth and love; the Old Testament described bribery blinding its recipient, and the blindness of those who don’t heed the voice of the Lord—those who “have eyes but are blind” (Isaiah 43:8).

		Bruegel’s 1568 painting The Blind Leading the Blind makes literal (and adds several participants to) the biblical proverb “If a blind man leads a blind man, both will fall into a pit.” The painting shows six blind men in a line across the canvas, each holding the shoulder or stick of the man in front of him. The blind guy at the back of the line looks like he’s doing all right. As the eye travels across the composition, though, the aspect of disaster gradually increases: the faces contort with growing confusion and distress as the men grimace and stumble, until we see the final blind man, arms and legs thrown wide, falling backward into the proverbial pit. The rest of the men are about to fall in on top of him.

		Most disability histories describe the plight of blind people in these terms—as though they spent their lives in this muddy, cold pit. “Want and suffering were the rule rather than the exception and the blind were an economic liability,” Richard S. French observed in his representative study, From Homer to Helen Keller. “Toleration alone makes such abysmal beggary possible, and rarely does the blind man rise above it.” A tour through the Western canon offers a highlight reel of blind abjection: the pathetic stumbling of the cyclops Polyphemus, his eye pierced by Odysseus with timber that had been sharpened and then heated to a glowing red point; Oedipus taking long pins from his mother’s garment and plunging them into his eyes (“The bloody pupils / Bedewed his beard. The gore oozed not in drops, / But poured in a black shower, a hail of blood”); the third-century BCE biblical story of Tobit, who goes blind after a swallow shits in his eyes, believes his wife has become a criminal to support him, and prays for death.

		Several sources describe the practice in Athens and Sparta of killing congenitally blind babies, as well as those with deformities—“club feet, webbed hands, fused fingers”—and more severe conditions the Greeks classified as terata. The infants would be carried outside the settlement and placed on the side of the road, or in a hole, sometimes in clay vessels, to be killed by being “exposed to the elements,” a weird euphemism we use to refer to the actual causes: hunger, cold, heat, animal attack, a flood of water.

		Beyond these grim portrayals, until the advent of disability studies in the 1990s, scholarly books dedicated to reconstructing the lives of disabled people were scant. Most histories of blindness were promotional tools: blindness organizations commissioned official histories (like Frances Koestler’s The Unseen Minority, funded by the American Foundation for the Blind), and heads of blind schools wrote their accounts with a view toward assembling compendia of blind suffering to spur donations. Richard S. French, the sighted superintendent of the California School for the Blind, wrote in his own 1932 study that “not only the monstrous and crippled were destroyed but many infant blind must also have suffered a like fate.” (French goes on to assert that “among the more primitive peoples . . . old, sick, and crippled persons were a drag upon free movement and a burden to society. They were disposed of in various ways, even buried alive and on occasion eaten.”)

		In A History of Disability, the first major study of the subject in Western culture, though, Henri-Jacques Stiker saw little evidence that the blind and Deaf were included in the terata. There is no question that some children were in fact “exposed.” Plato and Aristotle both apparently approved of the practice. But Stiker points out that the ancient Greeks drew a distinction between defect (which “jeopardized conformity,” and suggested a curse from the gods) and illness (which was seen merely as a weakness, and thus worthy of compassion). Sensory disabilities were, he argued, categorized as illnesses, not defects. Stiker also cites Cicero, who wrote that blindness and deafness can be rewarding, offering “ ‘pleasures of the dark and of silence’ that cannot be enjoyed by those who see and hear.”

		A reader of these lines in the ancient world would have likely thought of Homer. Later scholars have questioned Homer’s identity as a historical figure, a single blind man who authored the Iliad, the Odyssey, and an impossibly vast range of other poems. But the story of the blind bard or rhapsodist, traveling from city to city to sing his epic poems of gods and war, was widely known and esteemed.

		Perhaps the Homeric legend opened other doors. The historian Martha L. Rose finds several primary sources that suggest that blind people contributed to ancient societies (and their economies) in ways that extended beyond the stereotypes of blind bards like Homer or the blind beggar stumbling into a pit. Rose acknowledges the likely presence of blind fortune tellers, itinerant bards, and beggars in ancient Greece (there are similar traditions of blind bards and mystics in China and Japan), but she also offers historical evidence for blind scholars; those with the means would likely have dictated their writing to slaves (who surely experienced far greater oppression than the average blind person in antiquity). There were probably blind shepherds and dairy farmers, miners and rowers. Rose even suggests that blind people might have fought in wars, pointing to a line from Plutarch that describes the Greek general Timoleon: “In his camp at Mylae, his vision was obscured by a cataract in the eye, and it was plain to all that he was getting blind; he did not, however, desist from the siege on this account, but persisted in the war and captured the tyrants.”

		The blind person in the developed world of today must contend with roads filled with deadly traffic and appointments that might be dozens of miles away, and a tremendous social and civic premium placed on the ability to read print and interact with visual information. Life in an ancient Greek village, by comparison, had no cars to mow one down, and generally offered little reason to travel beyond one’s ambulatory orbit. Any information one might need could be conveyed aurally. The world, even to a newly blind person, might seem eminently manageable. When I proposed this idea to my friend Sheri Wells-Jensen, she agreed. “Being blind in a little village in Ecuador, where I lived in the Peace Corps,” she said, “was a little easier than trying it in the US.”

		

		•   •   •

		Dr. Heckenlively’s prediction turned out to be accurate: during my twenties, years passed without my really noticing a change in vision. I came close to getting beaten up once, when I stepped on a rockabilly’s boot at a dimly lit dive bar. I stayed in my seat until the credits had rolled at the end of every movie. Games like tennis got harder—I couldn’t track the ball as it whizzed in from my absent peripheral vision. I left people hanging for high fives and handshakes. But real blindness was still mostly abstract, a distant eventuality, in the same category as fatherhood, or death: this will probably happen someday, but not today. My life held the lightest flavor of blindness, like a single lemon wedge floating in a pitcher of ice water.

		During these years, I enjoyed a series of spectacularly doomed romantic relationships. Then one of my Jewish insurrectionist friends from high school set me up with a friend of his, Lily. She was a fifth-year comparative literature PhD finishing her dissertation at Berkeley; I was living in San Francisco by then, working at a literary magazine. It was a blind date. Our eyes met. She had long brown hair, large, watchful eyes, and a hyphenated last name. The second part of her surname, Wachter, means “watcher” in German—it was originally Wachnachter, a likely permutation of Nachtwächter, or “night watchman.” Her dissertation dealt with attention, the ways that a nation during wartime must be on alert, and how that experience of watchfulness gets reproduced in its poetry. This seemed cool. I fell in love with her. We moved in together, the night-blind and the night watcher, and adopted a dog. Soon she got her first job offer, at a university somewhere in Missouri. I drove her through the rain to the Marin Headlands, where we walked our dog up to a dramatic promontory overlooking the Pacific Ocean, a few yards from a crumbling antiaircraft mount. As she walked ahead of us, I knelt down and said to our dog, “Oh, no, what have you eaten?” Lily turned around and said, “What did he eat?” I presented her with a small jewel box. “Oh, what did you do?” she said, and I asked her to marry me.

		On our walk back down the trail to the car, the leaves on the trees still dripping with rainwater, I felt the need to say, “You remember I’m going blind, right?” At the time, it felt like a joke. It was a joke, because of course she remembered. We’d talked about it many times. It was also a joke because it seemed so distant, like reminding her I was mortal. But blindness was present in our relationship from the beginning. When we went out dancing, as we did that night after we got engaged, I made my way through the club with a hand on her shoulder, to avoid treading on any more rockabilly feet. I was still driving during the day then, and more than once I’d had to race the sun to get us home before my driving became (even more) dangerous. Part of me, though, really wanted to know: Did she realize what she was getting herself into? Did she know what it meant to be blind? (Did I?) Mirroring my joke, she replied, “Oh, really? You are? Maybe I shouldn’t marry you, then.” But then she added, “I know, and yes, I still want to marry you.”

		Later that year, I retired from driving altogether. I was making a left turn, having checked and seen a clear path, and suddenly a furious pedestrian was banging on my hood, shouting “Open your fucking eyes.” A few weeks later, at a four-way stop, I hit the gas and Lily yelped as a cyclist zoomed past, inches from the car’s grille. I was in my early thirties, and my retinal degeneration was just starting to rev up. We moved to Columbia, a university town in the middle of Missouri, where Lily had gotten the job. She drove us the whole way.

		Our house turned out to be a forty-minute walk from downtown. The days got short, snow covered the ground, and we knew almost no one. Working from home, I started to feel isolated, like a dog waiting to be walked, springing to life at the jingle of car keys, tail wagging, wondering, Where are you going? To a park? Can I come? I casually researched blindness support groups online. A retinal specialist in San Francisco had written the name of one on the back of a brochure years ago, but I hadn’t felt like I needed such a resource then—my night blindness was a conversation piece, a humorous liability at parties. But now, more blind, I was becoming more curious, and probably, though I couldn’t quite admit it, more in need of support. I found a meeting of the local chapter of the National Federation of the Blind (NFB) and reached out to two of the organizers, who invited me to their fall picnic at a park ten miles from our house. I invited Lily along—in part because otherwise I would’ve needed to take a taxi, but also because I didn’t want to show up alone.

		At the park we wandered among giant gazebo-like shelters, cicadas screaming. Eventually we found the group, about fifteen people gathered around a few picnic tables covered in an intensely midwestern potluck spread. The meeting was already in progress. The handful of sighted people there looked at us silently, and it seemed safe to assume that none of the blind people knew we were there. We stood uncomfortably at the side of the shelter as the group argued about the best ways to promote an upcoming trivia night fundraiser. Was buying an ad in the local paper worth it? I felt Lily’s discomfort burning next to me like a radiator. “Are you OK?” I whispered. “Do you want to leave?”

		“I can stay if you want to,” she said, desperate to leave. When we got back to the car, she said, “That was really weird.” I agreed, but I also recoiled from her characterization. I had noticed the blind woman in a wheelchair, using a strange device that looked like it somehow converted the text on a laptop screen into metallic braille. I’d noticed the other people with multiple disabilities, and the modest scale at which the group was operating—arguing over how to spend their tiny publicity budget. If I had gone to the meeting to find other blind people whom I might commiserate with or learn from, or befriend, the first impression was more off-putting than I’d expected. Part of it was surely just geographical culture shock, but a greater part was a different kind of culture shock—our discomfort with disability. I know now that the people there had experience and knowledge that could have helped me. But I didn’t go back to another meeting.

		Being newlyweds in central Missouri with no friends or family for hundreds of miles made having a baby seem like an obvious next move. Though RP is an inherited condition, I can’t find it in my family history, and Lily and I didn’t spend much time worrying over the possibility that we’d be passing it on to our child. Our understanding of the genetics was fuzzy: the doctors didn’t know which mutation had caused my condition. In the examination room at the ob-gyn’s office, before our discussion of what disabilities we wanted to test for and under what conditions we would terminate the pregnancy, I found an activity book on creationist biology called Understanding God’s World tucked into the magazine rack, which added a note of ancient superstition to our visit. A technician scrawled the word boy on a scrap of paper and folded it in half. We walked to a lakeside park next to a beach slick with goose shit to read it.

		That October, a few days before Lily’s due date, we watched Paul Ryan and Joe Biden bicker and snipe at each other in the vice presidential debate and fell asleep. A few minutes after I’d drifted off, Lily woke me to say that her water had broken. Her mom, who was visiting in hopes that she’d be in town for the birth, drove us to the hospital. The roads were wet and empty, and I exerted a useless vigilance from the back seat. In the delivery room, I tried to stay out of the way. I tend to miss signals that someone needs to use the space I’m occupying, so I found a patch of wall that was empty of medical equipment and parked myself there, moving forward to rub Lily’s back and then receding when the nurses took over. Early the next morning, when Oscar was finally born, tiny and beautiful and screaming, the nurse asked if “Dad” wanted to cut the umbilical cord. This seemed like a terrible idea, handing surgical scissors to a part-blind guy and asking him to use them on the most tender creature on earth. I awkwardly declined. The nurse pushed back—this was in the printed-out birthing plan we’d brought along. “Nope, that’s your job, Dad!” They showed me the stretch of umbilical cord they’d marked between two clamps. I was to take the gleaming scissors and cut right there. I belabored these instructions; the possibility that I would accidentally slice his belly or otherwise puncture him seemed real. Then I inhaled and cut the cord.

		When I held him for the first time, his tiny red face filled my central vision. I could see nothing else.

		I couldn’t drive to the store in the middle of the night for diapers, but once the diapers were in the house, I became proficient at changing them. Walking with Oscar, I had to double my care; I occasionally slammed my head against cabinets, and I was haunted by the prospect of accidentally crushing his face into a doorframe. There were some close calls, though no more than a fully sighted parent might’ve had, including one mild concussion at a playground that was, in my defense, pretty unsafe for any child. We managed not to kill him.

		As he learned to speak and soon wondered aloud why I couldn’t see the fork I’d just dropped, I tried to explain my vision to him. For some reason, in these conversations, I always used the word peepers. Like, “I couldn’t find the fork because I have bad peepers.” I was trying to find soft, fun language for blindness. I didn’t want him to see it as a sad thing. When he was four, I overheard him say to a friend, “We need to clean up these toys now, otherwise my dad will trip over them. He has bad peepers.”

		The world looked more or less as it always had, but my blind spots were growing ever larger. If before I was surprised that I couldn’t find a pencil or a mug, now entire cars and small buildings went unnoticed until I swiveled my head into just the right position. I was teaching part-time at the university and one day the two women who ran the English Department office greeted me on their way to lunch.

		“How’s your
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