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				TO MY MOM

				who taught me how to love

			

		

	
		
			
			
				
					“Before you know kindness as the deepest thing inside, you must know sorrow as the other deepest thing.”

					—Naomi Shihab Nye
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				Prologue

				I have a photograph I’ve looked at more than any others. It’s a picture of my two oldest children on the day my second daughter was born. Zaley, our toddler, is embracing our newborn, Anna, on a bed. Their lower halves are wrapped in an off-white knit blanket; Zaley is wearing a heather-gray romper, and Anna’s upper body is bare. Anna is looking toward the window, as if she sees something no one else does. One errant chunk of her hair is angled upward, as though in good humor or resistance to the neutral-colored background of perfection I’d prepared. You can’t tell they’re in a hospital except for the plastic identification bracelet clipped around Anna’s tiny wrist, which bears no diagnosis, just her name and her weight.

				An in-house hospital photographer had taken this picture as part of a set—an invaluable gift from my parents after Anna’s birth. For years, I looked at it closely, asking myself what I had missed. Was there some sign in her searching eyes or the pallor of her skin that might have indicated she was sick? Was there a clue in the way Anna was looking, as my mom put it, “almost wistfully” toward the sun?

				Now I know that there were no clues, no outward symptoms—as we tend to expect of infectious diseases—and this is the key to understanding what she has. What I sought cannot be found in those images because the story is underneath them, deeper than her skin, millions of years old, and buried by factors physical, historical, and cultural that continue to layer themselves, blanket-like, over one of the most dangerous—but overlooked—diseases in the world.

				Now I also know I was asking the wrong question. I hadn’t missed anything. I had felt Anna’s differences from the very beginning. But because of the complex love and sorrow of motherhood, because of the silences that others expect of mothers, I doubted myself.

				The question I now ask when I look at that picture is much bigger than me. The question is: Why is the field of medicine still dismissing my daughter’s disease?

				I’ve found many answers over the course of the last seven years.

				But I’ve also found something else.
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				I don’t remember who first told me about Saint Thomas Aquinas’s “Remedies for Sorrow.” I think I disregarded the idea initially, not being drawn to self-help methods—and honestly, I find his writing difficult to read. But when I thought about the years following Anna’s birth, I was surprised to find that I’d experienced Aquinas’s antidotes in my passage through grief. And identifying them comforted me retrospectively, proving I hadn’t failed as much as I believed.

				I could see that despite my husband’s and my assumptions and mistakes, we had also provided healing to ourselves and our children all along by living a deeply felt, thoroughly introspected life. And if I could now voice all the silences, both medical and personal, and reveal all the treatments, both physical and spiritual, then this story might help others.

				It might even prevent an entire condition.

			

		

	
		
		
			Part I

			WEEPING
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				“A hurtful thing hurts yet more if we keep it shut up, because the soul is more intent on it: whereas if it be allowed to escape, the soul’s intention is dispersed as it were on outward things, so that the inward sorrow is lessened.”

				Saint Thomas Aquinas
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			It’s dawn when I first hear Anna’s silence. The midwife is holding up my daughter, the cord between us not yet severed. She’s fully formed but remarkably small, dangling in the first amber light of the sun. The tower of the hospital chapel is sounding out the tones of the half-past-five bell. My baby remains soundless, suspended—but she’s alive, I can tell. She’s looking at me intensely. She is black-haired and black-eyed. I know her name already.

			My husband isn’t there. The midwife motions for my mom to cut the cord. My mom takes scissors to the bluish rope, then places my child in my outstretched arms. For a few seconds, I’m allowed to hold her to my chest, where I can feel the deep, repeating throb of a mallet hitting a gong. Then a doctor is called. Someone slips Anna from my hands. She’s brought to the corner where people huddle over her. Towels jostle her form.

			“Is she okay?” I ask, again and again. Then, like a pierced bubble, her scream breaks free and fills the room.

			“She’s okay,” the doctor or the midwife says. “But she’s only five pounds.”

			The space changes due to her sound. The pace quickens, the shades grind up into their rectangular sockets, and now the light is a raw, painful white. A nurse demands I eat a package of graham crackers and cheese. I’ve had no drugs for Anna’s birth, and the intensity of it is still strobe-lighting the room. I do as I’m told. Then I’m helped to a wheelchair in my nightgown, which is bright red with purple satin trim. I look a little more regal than I’d planned for an event that has destroyed me like this.

			The nurse brings Anna to me, swaddled. Her hat is too big, with tiny stripes and an oversize bow. My mom appears, holding out my phone, and says, “You need to call Luke.”

			My husband is asleep on the fog-embalmed island in Southeast Alaska where he fishes for salmon from May to September. It’s three a.m. there. But he answers.

			“I’m holding our baby,” I tell him.

			“You are?” he responds, the sleep still like gravel in his voice. “Is everything okay?”

			“Yes,” I say, “but she’s small.”

			“I’ll take the first flight tonight,” he replies.

			Anna is quiet. Her eyes, on mine, are shiny. The nurse rolls us out of the room and into an empty tiled hallway.

			“Hear that?” she says. “They’re playing that song for your baby, for her birthday.”

			The song is Brahms’s “Lullaby.” The beauty of the violin is a blade, cleaving me to pieces. I’m so proud, I can barely breathe.
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			The recovery room faces west. When the pain recedes enough, I leave the bed. I sit in a rocking chair by the window and look alternately at the bruise-colored line of the Rocky Mountains against the sky and Anna’s brand-new moon-white skin. Her head is the size of a grapefruit, still wet. Her hair is matted down in tiny dark swirls. And her eyes, in this light, are magnificently deep and huge, with tentative rays of gray reaching from her pupils into an oceanic blue. During those first newborn hours when babies can be spacey and sleepy, Anna stays awake. There’s something different, even foreign, about this child, like she might contain something that isn’t quite ours.

			Luke calls again. He’s on his boat now, squeezing in one last day of fishing so we can afford for him to come home. I can picture him in his orange fishing overalls, the white sky, his silver boat, the rolling black sea. Mountains in every direction, like they might be able to stop the colossal heaving of the ocean.

			We’d planned it this way months earlier—for Luke to be in Alaska and me to be in Denver—knowing he would miss Anna’s birth. I’d had an unexpected C-section with Zaley, my firstborn, and the recovery had nearly undone me—the feeling of swollen ropes in my abdomen, the painfulness of laughter, the inability to walk around the block for nearly two months. For my second, I wanted a chance at a nonsurgical labor.

			The OB in Sitka had said no, when I’d called from Colorado, still pregnant with Anna. I could not try for a vaginal birth, he said, even though I pointed out that it posed the same risk for me, statistically, as any woman having her first child. It seemed I understood my risk better than the doctor. And yet I would be the one held accountable for endangering my baby. He would be happy to schedule my second cesarean.

			For the first and only time in my life, I preferred Luke’s absence: I couldn’t have this baby in Sitka, where he’d be fishing seven days a week, and I’d be recovering from an operation on a remote island with a nursing newborn and a toddler whose favorite phrase was I want to do something! And while it would have been illegal to force a laboring woman into surgery, I took the OB in Sitka seriously. I respect doctors, I tend to be obedient to authority, and I didn’t yet think of motherhood as an authority of its own.

			Over the phone, I can hear the clang of Luke’s rods going into their stands, the beep of his radio when he powers it down.

			“Her name is Anna,” I tell him. “Anna Ruth.”

			Anna means “full of grace.” And it’s June 19—my grandma Ruth’s hundredth birthday. My dad is in Chicago for her birthday party.

			There’s a pause as Luke’s calm, deep voice covers the country between us, and then he says, “That’s perfect.”

			Everything’s perfect except for the feeling that everything isn’t.
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			Since the 1960s, the public health department in every U.S. state has required that newborn babies, within the first few days of birth, be tested for a battery of diseases and disorders through their blood, which a nurse extracts from the infant’s heel with a tiny stapler-type tool. Those first bulbs of blood are then stamped on an index-size card and compose the Newborn Dried Blood Spot, commonly referred to in medicine as the DBS. Once the baby’s heel has yielded enough blood for five hole-punch-size circles, the card is transported to a lab, where the presence of thirty-some childhood illnesses is assayed. Diseases like phenylketonuria, maple syrup urine disease, cystic fibrosis, and sickle cell anemia are identified by the test, their names already a part of the medical canon, no matter how few or how many children they affect.

			When Zaley was born in 2012, I was not prepared for this taking of her blood. I didn’t expect to see her bleed until she was older—a child mobile enough to fall. The DBS doesn’t require a parent’s written consent, and no one offered to explain it, either. This conversation is absent for nearly every woman holding her newborn child. When I offered Zaley’s heel to be punctured, it was the first time I wondered if my lack of knowledge implicated me in my daughter’s pain.

			Holding Anna now, I realize I’d forgotten to look up the test and its diseases. I ready Anna’s bone-colored foot. I love this appendage to a ridiculous extent already, the sheen of her pearly heel, her raisin-size big toe.

			A nurse pops it with the blade. Anna screams. Not enough blood comes out—her veins are too small. The nurse squeezes again till the foot is a furious purpled web. Then on the underside, the blood appears, pinprick small, and the nurse presses it down on the card. The nurse leaves with the newborn test, and I never see her again.

			I never see the blood on the card again, either. When I picture it today, it’s in a landfill or a dark hospital basement, nearly turned to dust, even though the specimen might hold a clue to the unexplained disabilities of millions of children around the world.
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			The rotating doctors arrive next, and they seem weird. They always come in sets of two. They’re pediatricians from Children’s Hospital, they say, and they congratulate me, but their tone is noncongratulatory. They carry clipboards, poised. One takes Anna to the plastic-walled bassinet, which is near the window. (I am so instinctively protective of her body, I won’t place her in it at all after her birth.) One of the doctors indents Anna’s abdomen, the other one frowns. No one offers the possibility of disease.

			I’m sitting up, chipper—So? Everything okay?—believing that the perkier and less emotional I seem, the better care I will receive. But they just look up like they’re surprised to see me, then one smiles tightly and nods and says, “She’s a beautiful baby.”

			She is, but she’s also more than that, I can sense. I just don’t know what question to ask. When they leave, they sound like shoes, and the door latch clicks with finality. They won’t have answers. They might not come back. I’m hungry.

			I order room service like a queen: fat, mayonnaise-filled sandwiches with fries on the side. Vanilla pudding and redundant Jell-O that jiggles happily when an aproned lady rolls the tray into my room. Anna has no rash, no seizures, no outward trouble breathing. There’s no red flag, except the one inside my sternum, which feels like a damp fabric, flapping wildly, unseen.

			A nurse comes in and washes Anna’s ink-black hair over the sink. When she hands my child back to me, her head smells warm, like sugar cookies and soap. But her eyes are sharp, boring into me in a language I don’t yet know.
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			In the late afternoon, a young woman rolls the second requirement of the newborn screening program into the room: The hearing test cart contains a baby-holding tray and a computer with wires sticking out of it that will go inside Anna’s ears. These electric earbuds will emit loud clicks, prompting an instinctual response in Anna’s innermost ear if she can hear sound.

			Up until the 1990s, most children didn’t have their hearing checked in the hospital; deafness often went undetected till the age of three or four, permanently altering the way a child’s brain could form and communicate complex thoughts. But when Anna is born, in 2015, 98 percent of American infants will have their hearing tested before they’re discharged, since hearing loss is the most common irregularity in infants from birth—and frequently a sign of systemic disease. Unbeknownst to me, the unassuming metal cart in the room is evidence of something I will strive for during the rest of Anna’s early childhood: proven research leading to major policy changes in pediatric public health.

			The hearing technician inserts the wires into Anna’s ears and tells me the test will be quick. I remember the test from Zaley’s first days. But this time I know Anna will fail. It’s as clear to me as the fact that labor produces a child.

			The woman puts her hand on Anna’s chest to steady her as she starts the test. I hold my breath, trying to create an even deeper silence than the one that exists. I can hear the muffled clicks and see that Anna is falling asleep through them. After a few minutes, the technician pulls the cords from Anna’s ears. Then she gently swaddles Anna while I wait, almost out of air. Only when Anna touches my hands does she say, “I’m sorry, but she actually failed on both sides.”

			Anna is looking at me. I have nothing to give her, no explanation, no voice.

			The hearing technician says she will retest the next day, and if Anna doesn’t pass that one, I need to have her tested again in a week. She gives me no hope that Anna will be able to hear—which I appreciate later—just the information the wires have given her: sound met with silence. The technician leaves, and Anna and I lie in heavy quiet, the bale of my anxiety like weighted oxygen all around us.
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			In Susan Sontag’s often-referenced Illness as Metaphor, she writes: “Everyone who is born holds dual citizenship, in the kingdom of the well and in the kingdom of the sick. Although we all prefer to use only the good passport, sooner or later each of us is obliged, at least for a spell, to identify ourselves as citizens of that other place.” Before having Anna, I conceived of health and sickness as Sontag presents them: two territories, the second of which I would reach on my own two feet—through old age, or an unexpected diagnosis that would be mine alone to bear. But in those first hours of Anna’s life, her silence beckons me to a third place: the border between health and sickness where we will live together.

			This feels like foreign soil. The American prenatal system did not prepare me, as an expecting mother, for the possibility of a disabling contagion. My OBs and midwives had implied that genetic testing and a healthy lifestyle were the best practices of pregnancy, that the twenty-week anatomy scan would reveal any complications, and that the list of disorders in their paperwork was comprehensive, would leave no large stone unturned.

			Luke and I were healthy, we had no history of medical conditions in our families, and it was the fall of 2014: we were—as yet—a country largely unbothered by the risk of grave infectious disease. Viruses that threatened all of humanity were a thing of the past, I’d thought, and if they leaked through our borders, it was in small, combatable numbers, as with fleeting outbreaks of measles, Ebola, polio—fairly nonthreatening flare-ups, quickly squelched by a trustworthy (but vague) public health system designed to prevent and protect.

			As for epidemics in American children, those belonged more to the realm of fiction than to real, current-day life. These kinds of plagues happened only in centuries past, in the pioneer literature I had read as a child and would later read to my kids: malaria in Little House on the Prairie, scarlet fever in Little Women—both diseases so rampant as to be expected, and that presented with symptoms the parents could see.

			No, an infectious disease simply does not occur to me while I’m considering Anna’s anomalies; she has only lived inside me, where things had been handled appropriately. Like any well-read woman in the twenty-first century, I’d understood the fundamentals of pregnancy: no kitty litter (it can carry toxoplasmosis), alcohol (which can cause fetal alcohol syndrome), lunch meats (which carry listeria, very rarely), or sushi (due to high levels of mercury). Aside from these standard no-no’s, I figured if I needed to worry about something contagious and dangerous to her gestation, then my doctors, the CDC, and the internet would have warned me.

			I assumed I was protected from the illnesses of others by my location, my education level, and the American healthcare system. And the only places we’d been with Anna in utero were Alaska and Colorado, where it was just Luke and me, our daughter, and her friends.

			Never, at any of my twenty-some prenatal appointments, had I been told that in the combination above, there was a serious risk.

			In 1975 the journalist Nicholas von Hoffman put it like this: “The idea of preventive medicine is faintly un-American. It means, first, recognizing that the enemy is us.”
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			Anna nurses well; I watch her sleep. When she wakes up, I look at her, and she looks at me. To increase her blood sugar levels, I do the only thing I’ve been instructed to do: I wrap us up, skin to skin, inside a hospital-sheet cocoon.

			But when the doctors come on their rounds again and note her failed hearing test with a light scratch of pen on paper, the alarm inside me rings. When I ask if her failed test and being small for gestational age (SGA) are connected, I’m prodding them to identify something that causes both. But they don’t. They explain them as coincidental events—she probably has fluid stuck in her ears because she’s petite; she’ll probably pass the test when her ears grow and it drains.

			It seems the doctors know best, and yet ironically, I’m left to solve the mystery myself. My midwife pops by, congratulates me on the natural birth, and says we can leave the next morning.
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			That afternoon my mom brings Zaley to meet the baby. Zaley has a creamy blond bowl cut that shimmies above a body in perpetual motion. She talks in complex sentences, somersaults spontaneously, can recite every type of Pacific salmon. We’d assumed our next child would be just as ambitious, would arrive early at gross motor milestones, babbling, then speech. But Anna’s presence has already inverted our relationship to speed.

			My mom’s footsteps stop outside the doorway. And under the privacy curtain, I can see Zaley’s size-five feet stalled in place, too, clad in white folded socks and her favorite dirt-caked tennies. Zaley has never approached anything so slowly. She’s just begun her (lifelong) phase of choosing her outfits for herself, and when she emerges in a fancy and layered tea-length gown, she pauses after one step, barely inside the room. Her hands are holding each other, her eyes wide on the baby—this thing we’d discussed, who’s now a person, who is here.

			“Come here, sweetie,” I say, remembering the overpowering panic of love when I first saw her. But even when beckoned, Zaley hesitates with uncharacteristic reserve.

			A few seconds later she tiptoes over, clambers up the side of the bed, and settles at my side. Without a sound, she takes in Anna’s miniature size, her otter-black hair, the sheer fact that this is her sister.

			“Annaroof,” Zaley whispers, all one word, cupping one hand gently over the top of the baby’s head. Then she looks up at me and asks, “Is she okay?”

			I have seen Zaley with other infants, and this is different. It’s a worry that has no reason, just a presence. It’s like she, too, senses something bigger than we’ve encountered before.

			“I don’t know,” I say back.
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			That first and final evening in the hospital, Luke’s parents come to meet the baby, and then our priest, his wife, and Anna’s godparents arrive to sing the Russian Orthodox prayers of birth over her. I don’t tell these close friends about the failed tests. It feels like I’ll be telling a secret only Anna and I know. I listen to the familiar rise and fall of the Byzantine tones, the songs Luke had sung throughout my pregnancy, his voice the sound of all my askings. We anoint Anna with oil, drawing inch-size, scented crosses on her head, her hands, her eyes, her ears.

			Later, when we know what Anna has, we begin to pray for miracles.

			Really, Anna’s first miracle is that she was born at all.
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			The air is warm and close the next morning, as if I’ve been bound in gauze. Anna is asleep next to me on the bed when I hear the door creak open, then the quiet of a person trying to be quiet, and there stands Luke. He has slept on the floor of the Seattle airport and taken the six a.m. His cheeks are pink from fishing, and I can tell he’s gained a few pounds from eating Pizza Express frequently over the last six weeks. Looking at him after our seasonal separations sends a hot zing through me—his thick biceps, ample lips, Coors-colored beard. He holds me tight in the doorway for a few seconds before we face the baby on the bed.

			“She’s so small,” he whispers. “I’m afraid to touch her.”

			“It’s fine, you get used to it,” I say.

			Anna is the size of a guinea pig. Luke slides one palm under her head, then one under her back, but he could hold her entirety in just one of his hook-calloused hands. His eyes go wide as though he’s both afraid of her and in awe of her, and I remember the way he first looked as a father—sturdy, scared, tender in his everyday Carhartts.

			“She failed her second hearing test when you were traveling,” I tell him.

			“We don’t know anything yet,” he says, not looking up, in love already.

			I want to leave the hospital: the beeping and the fussing, the clinical feel that something might go wrong at any moment. I shower quickly, and my dark curls drip down the back of a long black nursing dress. We’re having Anna’s “shotgun” baptism that day, Anna’s second day, before Luke will turn around in forty-eight hours and leave for Alaska again. My mom and I have planned to fly to Alaska with the girls ten days after that.

			A nurse offers me Vicodin and a wheelchair, but I refuse and ask for a few Tylenol instead. Another hospital worker shows us the padding he’s added to Anna’s car seat for infants born premature, even though Anna was born full term. We’ve filled out her birth certificate paperwork, she has eaten and peed, and our discharge is complete, even though it feels like we’re illegally taking Anna from a place she still needs to be. In the hallway, Luke says, “Hang on, I forgot something important,” and darts back into the room. He emerges with two giant nursing jugs—thirty-two-ounce water bottles that have a handle, an accordion straw, and a picture of a bare-shouldered woman gazing down at her newborn child. Luke likes to use these in public, with no shame, in the months after I give birth.

			Better equipped for hydration, at least, we lumber carefully down the stairs, my husband, my fragile child, and I. But the stairs feel like they’re barely there. All former stability has undergone a silent but seismic shift.

			Past the sliding hospital doors, the sun feels relentless and harsh. I canopy my eyes with one hand as Luke fetches his truck, and in this blinding exposure, I long deeply for Alaska, for its shield of precipitation and its abundance of grays—which surprises me because every year, I viscerally dread going back. Instead of riding up front when Luke pulls up, I squeeze into the back next to Anna, my vigilance beginning.

			Before Anna was born, when we’d hatched our plans to bring a newborn across the country, we always tacked on the statement as long as she’s healthy, of course, as though saying it meant she would be (and that it was the only thing that mattered). Now reality is dripping in: What if she isn’t healthy? If she’s sick, has God allowed this illness? And will we be able to provide for her needs in Alaska, whatever they might be?

			Luke looks at me in the rearview mirror and asks if I’m okay, and I say yes, even though my nipples are already cracked and bleeding and slathered with clear jelly under my dress. I don’t talk about how I feel like an overfull cup with my emotions sloshing over every edge. I don’t voice the feral anxiety that is scraping up my throat. I could tell Luke, but I don’t want to worry him when he has the pressure of Alaska and leaving us alone. The reality of the postpartum period seems to belong in a box labeled with the same phrase I’ll later find implied about Anna’s disease: Better left unsaid.

			Luke reaches back, and I hold one of his hands and one of Anna’s the whole way to St. Elizabeth’s, our church.
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			Eight years prior, on a snowy Sunday afternoon, I’d met Luke for the first time at St. Elizabeth’s. My oldest brother, David, was in Catholic seminary at the time and had suggested I come see a Byzantine church—one of several smaller Eastern Catholic churches shadowed by the Roman Catholic church and nearly identical, liturgically, to Russian Orthodoxy. Reluctant to attend, I’d been unexpectedly moved by the rich sensory details of the space. Under a vanilla-colored dome, hand-painted icons stood on narrow, gilded stands. Parishioners didn’t sit; they walked, bowed down, gently kissed the paintings of the saints. A thin plume of incense ribboned into the room, catching the sun as it swirled. Something there seemed more palpable to me than it had in all my Sundays growing up: perhaps there was something invokable and knowable around us, even if it was something we couldn’t fully understand.

			There was no cry room; children roamed freely and loudly around the church—at one point, sweeping their hands against the priest’s robe, to impart healing, as he passed. (Some of these children were the priest’s kids, I would later learn; Orthodox and Eastern Catholic priests can marry before they’re ordained.) Different from the Roman Catholic church in which I’d been raised, something here felt authentic, ancient, laid bare.

			What struck me most, though, was what I heard: no instruments, just melody and harmony curling around each other, midair. It was tear-inducing, prickling my skin—then it all swooped down to silence and goose-bumped me again. There were six or seven choir members. And one of them was the most attractive guy I had ever seen.

			Luke was wearing a navy blue sweater and jeans, and his voice—the tenor line—seemed to lift above the others and hover there in the smoky shafts of light. I tried not to look at him, but I could hear him even without looking, and I knew (alongside a little prayer that went Please God, let him not be gay, married, or in seminary) that he was it for me.

			After church, the people gathered for a potluck in a space with skinny, sun-filled windows, and I watched the choirboy set up chairs and then pour coffee for everyone in the room. When he finally sat down across from me, he said, “I’m Luke,” simple, unwavering. He looked at me for longer than a person usually looks at a person. Good thing I married him, or I would have thought about him for the rest of my life.

			Luke was the oldest of six boys, he said, and when I asked what he did for a living, he mentioned—in his characteristic downplaying way—that he had a small salmon-guiding business in Sitka, Alaska, during the summer. Most people associate Sitka, Alaska, with the Sitka in the Sandra Bullock rom-com The Proposal, which features stony mountains, affluent homes, and cedar forests, all filmed…on the coast of Maine. That movie hadn’t come out yet, but I definitely conjured something more Hollywood-Alaska than what Sitka really is. And I know I asked Luke what the elevation of Sitka was—a town where he fished. On the sea.

			I was nervous, Luke is easygoing. I was teaching high school English at the time, in New Orleans actually, and I was just home for a few weeks. But I saw May in front of me as clear as day: I would wrap up finals, book a ticket, and see what Luke’s life was like.

			Every time Luke visited me, for the rest of that spring, I would ask him to sing. When I thought of him, I thought of the sound of him first—his deep and confident voice over the phone; his mouth, in that church, sending up the Psalms. From the very beginning, our relationship was built on the foundation of sound.
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			Though my prenatal care providers hadn’t prepared me for the ubiquitousness of illness, my religion should have. In scripture, God is referred to constantly as a healer; in Orthodoxy, as the Great Physician. Meaning, then, that we are all vectors of sickness, whether inherent or acquired, physical or mental. According to Orthodox teaching, this does not mean we are culpable or less worthy of love; it means we need more than ourselves. This I feel sharply after Anna’s birth.

			Climbing the steps to the church, I regret not accepting the painkiller from the nurse. The church has no air-conditioning, and my vagina feels like it might drop out of my body like a part coming loose from a car. Luke joins the choir in the corner, and the girls and I slide into a pew in front of Luke’s parents and mine. Anna is wearing the cream-colored gown Luke wore as a child. When the prayers begin, they have more allusions to sickness and healing than I’d been aware of before. “That this water may prove effectual for the averting of every plot of visible and invisible enemies,” Father Chrysostom prays over the font where Anna will be submerged. “Make it a fountain of incorruption, a gift of sanctification, a loosing of sins, a healing of sicknesses.”

			I have always loved the elevated diction of the Orthodox liturgy, and for a second, I wonder if Anna can hear the words, too. But I remember what the doctors said—that it’s just fluid in her ears, that it will pass—and I adopt this belief, cling to it, reject any notion she might be deaf.

			At one point during the service, the priest lays the baby on the ground, and the mother comes and picks the child up. It has always moved me, this gesture of isolation met by rescue, and when I hinge down in my pained body and lift Anna from the floor, I can sense that my responsibility to her will be greater than I understand.

			After church, we have a party in the same room where I first spoke to Luke. It’s lit by the same tall windows and silvery-blue wallpaper that has always been there. It’s full of the long white tables Luke has always set up and taken down. Like all the other baptisms we’ve had in our community, there is vodka being poured and people singing “Many Years” and a huge cake being cut into squares. But now there’s this snow-colored baby, asleep again, draped over Luke’s back, and looking at her casts a shroud of unfamiliarity over the room.
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			Two days later Luke leaves for Alaska. His absence is a chasm, no matter how planned his departures. I take Anna to the hospital again, where she fails another hearing test. And this time I cry from a place much more muscular than my eyes. The nurse places her hand on my shoulder, and my sobs are shaking her arm. From far away, she says we should see an audiologist—if they’ll see us on such short notice—before we leave for Alaska. Do I want her to make some calls? I nod. She calls four, finds one. It’s not close, but they’ll see us the next day.
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			At home, I nurse and pump, nurse and pump. When I’m done being sucked, I let Zaley play with the breast pump knobs. She’s an airplane pilot, heading to Sitka, Alaska. She needs copious lactation cookies to stay focused for the duration of the flight. I pretend to ignore the roar of my anxiety, but when that game is over, I let Zaley watch Mary Poppins because it’s two and a half hours long.

			The next morning I take Zaley to my parents’ house, where she’ll stay with my mom, and from there I drive on a fast highway to a modern-looking hospital where I will find out, yet again, whether my baby is hearing or not. The audiologist is young, and I resent how long it looks like she was able to spend getting ready in the morning. She sticks electrodes all over Anna’s head and tells me to hold her as still as I can for the next two hours. While Anna providentially obeys, the auditory brainstem response (ABR) measures her brain wave activity in response to sound.

			At the end of the test, the audiologist tells me quietly that Anna’s brain didn’t respond to sounds at all.

			While I sit stunned, the audiologist says it’s still early, Anna is still small, and we should have more testing done in a month. I hold the back of my hand up to my mouth and cry as quietly as I can, as though emitting sound would be a betrayal of the way Anna is.

			“One last thing,” the audiologist says. “Is there any genetic hearing loss in either of your families?”

			“Not that I know of,” I answer.

			She does not mention that there’s one infectious disease that causes more hearing loss and deafness in children all over the world than any other nongenetic cause.
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			In the audiology community, providers strive for a model commonly known as the “1-3-6” approach to treatment: the baby will have their hearing tested before one month of age; they will be diagnosed by three months of age; and they will receive intervention by six months of age. Intervention means education for the baby so they can reach their potential, whether that’s becoming fluent in sign language or speech, or only being able to express their most basic needs. In the United States, the first goal is close to being met. The second goal is not: Over 60 percent of children who fail their hearing screening never receive a documented diagnosis. And less than half are enrolled in early intervention services before they’re six months old.
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			Back at home, Anna’s phantom diagnosis follows me through our house, while I pack raincoats for Alaska, carry my soundless baby from room to room, and try to occupy a toddler who wants to paint and run a lemonade stand and aggressively snuggle the baby anytime I put her down. Gone is the alternate universe of the hospital and its quiet remove, and here is the painful reality of two young children and my husband at a great distance. Zaley wants to be in Alaska NOW. Or she wants to go swimming at six in the morning—my favorite thing to do with her, and a loss I didn’t anticipate before having a second child. Anna never reacts to any of Zaley’s impassioned requests, and her oblivious quiet imposes on me a volume of its own.

			I know maybe I shouldn’t go to Alaska, but the fear of doing everything without Luke is unthinkable. I’m doing that now, and it feels like a withering.
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			Luke’s mom, Anita, comes over. The seventh child in a line of towering brunettes, Anita is of average height, very slender, and has short blond hair. She’s always impeccably dressed, and she tells it like it is. After raising six boys and tending to the messes that came with them, her attention to detail is beyond impressive. She’s slipping Anna into a clean onesie when she notes that her right arm is less elastic than her left. Lifting one arm, then the other, over Anna’s head, she shows me that the right arm won’t pull straight. Anita had a child who was different, too: her sixth boy, Max, was born with craniosynostosis—a malformation where his skull lacked a soft spot at birth, necessitating a surgery, while he was an infant, to have part of his cranium removed. His seizures came next.

			I can feel the heat and sting that precede tears when I tell Anita something bigger, something as yet unmentioned, seems wrong. Anna no longer wants to nurse on the right, turn her head to the right, or unclench her right fist, which is never relaxed. She never sleeps for more than a minute in the car because the Moro reflex (the oh-crap one, where the baby’s arms fly up like they’re falling through space) kicks in as soon as she enters sleep.

			Anita cups her hands behind Anna’s head and beholds her, undistracted, as if Anna were the most valuable trophy a person could win. But she doesn’t discredit my concerns. She knew something was up with Max in utero, before any doctors did. She knows that when mothers sense a veil over their child, they’re the first to lift the edge, to peer under the protective covering.

			Some friends—maybe out of fear or maybe out of hopefulness, but likely out of both—prefer to insist on the health they’ve already imagined into the body of my daughter. It’s not in our nature to embrace the atypical or to allow illness, at least initially, the possibility of power. “Don’t worry, she’ll catch up!” they say when they bring dinner. Or “Did you see that? She turned toward your voice!” But I know differently. This is a feeling untouched by the false reassurance most of us are so keen on giving. It’s clear only to me: she isn’t hearing. It’s clear only to me: we’re missing something we can’t yet see.

		

	
		
		
			3
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			My whole adult life I have protected myself with silence in medical situations. At the risk of seeming weak, abrasive, hysteric, obsessive, or pushy, I don’t ask all the questions I have of any medical professional I see. Which is why, when I get to the pediatrician’s office and a smiling nurse leads me to a lamplit room with an oatmeal-colored couch where I can nurse my ten-day-old before weighing her on the scale, I don’t ask the nurse to turn the emo music off, even though it must be grating on any postpartum mom. I place Anna on my huge left boob—the only side she’ll take from now on—knowing it won’t suffice. And I practice the quiet I’ve learned to adopt.

			After all, the last time I voiced my concerns, during my pregnancy with Anna, I’d basically been refused entry from the clinic that was supposed to take care of me. Early in my second trimester, I’d had a severe, persistent cold that felt like mono, and after I left a message for my OB, the nurse had called me back and said: “If you’re that sick, you shouldn’t come in.”

			Who knows—maybe my OB believed my complaints to be somatization: not physical illness but questionable self-reported symptoms arising from emotional distress. That characterization is attributed overwhelmingly to women, even when they do have a discernible disease. In the United States, women in the middle of a heart attack are seven times more likely to be sent home from the hospital than men. And this glaring disparity shows up in medical research as well: of the $42 billion the National Institutes of Health spends on medical research each year, only $5 billion is specifically allocated to issues in women’s health.

			So even in Dr. Kono’s office, where I’ve always felt seen and heard, I feel the American medical system’s legacy of pinning women’s problems on hysteria and hormones, not on valid concerns. No, I won’t mention the sadness streaming into the room through the speakers. Because if my child, for some reason, has contracted something that began inside me, during pregnancy, that means it’s a woman’s disease. And that means I need to be cool and collected to earn a diagnosis.

			And that is what I’m here to obtain.

			Silently, I’m also anxious as hell because we’re leaving for Alaska the next day, and I’d like the pediatrician’s permission before we leave. From the couch where Anna is too-slowly drinking, I look at the pictures of children they have on the walls: hearing, standing, smiling, seeing—no hearing aids, walkers, wheelchairs, or glasses. These pictures wound me now, even though I’ve been looking at them for years. As soon as your life changes, you see everything differently—even what’s not there.

			I meet the nurse in the hallway, as instructed, with Anna’s warm back in the palms of my hands. The nurse weighs her, and I watch, in shock, when the first number doesn’t tick upward beyond a four. The nurse says, “She’s a little one, isn’t she?” and directs us back to the couch. Then Dr. Kono comes in.

			A writer himself, he published a book of poetry during his residency about his time caring for severely ill children, children who would never become adults. Dr. Kono has seen Zaley for years, he knows about our lives in Alaska, and he’s easy for me to trust. He’s a young father and Stanford-educated, with round black glasses, dark skin, and a slight frame, and he doesn’t do the song-and-dance routine our pediatric dentist does that makes me embarrassed for her.

			I can’t handle anything but honesty at this point, and honesty is all I have to give. Just that morning, while driving to the doctor’s office, I felt like I might have a little freak-out. I wasn’t sure what that was going to look like, but I pictured a plate shattering and my hair going all crazy, and I was saying the Jesus Prayer on repeat: Lord Jesus Christ, have mercy on me. For days, Luke has been asking me over the phone if I’m okay, and all I can say is no. I’m mad that he’s gone, even though I know he has to be. I’m mad that even though I consider myself independent, his distance increases the gravity of all our problems.

			Dr. Kono sits down on the stool, folds his hands. We go through the basic newborn checklist, and then he asks me the same thing every hearing technician and doctor has asked me so far: “Is she startling to any sounds?” No, I tell him, no, not ever. This always feels like the incorrect answer.

			“Can I hold her?” Dr. Kono asks, holding out his hands—a warm consolation, as opposed to the cold, papered table. “Hmm. She is small,” he says, orienting her face up on his lap. “She also failed her hearing tests?” I nod. He doesn’t say more. He presses his hands gently into her lungs. He brings her feet in toward her hips, then back out, like a little unaffected frog. He looks in her eyes and her ears, rubs small circles on her neck. Every motion he performs, though gentle, is like clicking a ratchet strap tighter and tighter around my core. Just when I think I can’t take a breath, he hands her back to me and rolls his stool away.

			“She seems pretty healthy,” he says, fingers folded again. “But if you have time today, I want to test her for a little-known virus that can cause hearing loss and smallness at birth. It’s called congenital CMV.”

			“What if she has it?” I ask. It’s the first time I’ve heard the letters CMV. I figure maybe it’s something like the flu, and it will go away within a week.

			“CMV is a common virus that stays in your system forever, like chicken pox,” he says. “If you caught it when you were pregnant, it wouldn’t harm you. But if it crosses the placenta, it can pose serious challenges for a fetus because they’re in the midst of development.”

			“If she has it,” I ask, flinching, “can you treat her for it?”

			“There’s an aggressive treatment for newborns. In some cases, it can reverse hearing loss and stop the progression of the virus. But you have to start the medication during the first month of life.”

			The word reverse stands out, like some kind of wizardry that might undo Anna’s inabilities.

			“How do you test her for it?” I ask.

			“It’s a simple urine catch,” Dr. Kono tells me, stool stalled in place, no preparation to leave the room till I acquiesce. “The nurse will strap what she calls a ‘potty purse’ onto Anna, and hopefully she’ll pee into it before you have to leave.” He’s quiet then, undisturbed by the silence, as I weigh my options.

			“Do you think I can still go to Alaska tomorrow?” I ask, feeling like a child.

			“I think so,” he says. “We won’t get the CMV results back till you’re up there. But a pediatrician in Sitka can temporarily direct her care.”

			So I agree to the test. Susie, an older nurse with spiky blond hair and a jaguar-print sweater, comes in. We’ve seen her before; she’s blunt and spunky, and I like her. On goes the potty purse—a transparent pouch like a miniature sandwich bag, attached with clear, easy-peel tape. I nurse Anna, and she fills the bag with a triangle of pale yellow pee. Susie folds a new diaper onto Anna with gentle finesse.

			“Whatever you find out, love, it’ll be okay,” she says. She has adult sons with medical issues, she says, and they have shaped her life. It’s my first glimpse that what we’re facing might be life-altering, but I clamp down into confident denial. I smile, keeping the idea of disability where it belongs—in the anecdotes of others. I’m doing what most educated mothers might do in this situation: rationalizing that because I’d read pregnancy blogs and pregnancy memoirs and evidence-based pregnancy guides, this “common” virus couldn’t really be that common, or I’d have heard of it before—therefore it can’t be happening to me.

			I click Anna into her car seat and pack up our things. In the hallway, I pluck a mermaid sticker off the counter to bring back home to Zaley.
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			Unless you’ve heard of CMV, you will not Google CMV. You will not go to the CDC’s website—as I do, while Zaley is napping and Anna is looking up from my lap—and click ten circuitous links to reach the information they have posted about CMV. It’s only when you’re facing a diagnosis of congenital CMV (when the information is nine months too late) that you begin to learn about the disease—a condition the medical world has contested disclosing to pregnant women for the last seventy-some years.

			The basics appear quickly, impartially at first, on the screen: CMV stands for cytomegalovirus, and congenital isn’t related to congestive as I’d always assumed; congenital means “from birth.” The CDC’s website explains: “Over half of adults by age 40 have been infected with CMV. Most people infected with CMV show no signs or symptoms. When a baby is born with cytomegalovirus (CMV) infection, it is called congenital CMV.”

			Instantly, I feel calmed by the tone and content of the CDC. There’s no urgency here. If CMV simply happens to the majority of adults and is seemingly unpreventable, it must not be so bad. Then I come to this fact: “By the age of five years, one in three children has been infected with CMV, but usually does not have symptoms.”

			I understand that these children are fine because they aren’t a fragile, still-blooming fetus, as Dr. Kono had said. The problem is that toddlers have mothers. Mothers who might be trying to have their next baby and shouldn’t come into contact with CMV. Next, I Google, How long do toddlers excrete CMV? An American Academy of Pediatrics (AAP) link appears, and I click it to read that toddlers can “shed” CMV contagiously in their saliva, urine, snot, and blood for months, even years.

			And I had never been told.

			Something happens to my eyes. It reminds me of when I’m pheasant hunting with Luke and a bird explodes from under our feet, how I black out momentarily before I see the wings rising up, desperate, into the refuge of the sky.

			I have so many questions, and there are so many studies. But it only takes a few minutes to assemble the pertinent facts: if the virus is contracted by a pregnant woman through intimate contact with a CMV-infected child, it can replicate into the placenta and the uterine wall, then into the fetus, where it has the potential to impact all fetal growth. Once the baby is born, congenital CMV can manifest with visible symptoms, or the baby can look fine but exhibit progressive symptoms as time goes along.

			And the spectrum of those symptoms is violently broad: deafness, blindness, cerebral palsy, developmental delays. Epilepsy, lung disease, autism, death. Most of which you won’t be able to see at birth, all the studies make clear. And most of these symptoms will never be linked to congenital CMV without a doctor interested in looking deeper; they’ll be labeled later in childhood, identified as their own separate conditions.

			Gone goes the ground again, like the hospital stairs. There’s a hot pounding in my now-fire-rimmed ears. If I stand up, I know the room will be cut up with holes, aswirl in black. So I sit, as though this enormous nondisclosure could be digested if I’m calm enough to allow it. I do read, with the tiniest bit of relief, that 80 percent of babies born with CMV will go on to have no symptoms at all. But then I realize that 20 percent is a large chunk, by any statistician’s standards.

			And the percentages seem to silence a harrowing fact: that 100 percent of babies born with CMV have the potential to end up with permanent delays.
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			In concrete numbers, around 40,000 American babies are born each year with CMV, of whom 6,000 to 8,000 will end up with lifelong disabilities. Children disabled by congenital CMV outnumber children disabled here by any other congenital condition or disease, including Down syndrome, spina bifida, cystic fibrosis, and pediatric HIV.

			Numbers don’t usually become people in our perception. But I, more than most, can intimately conceptualize CMV’s reach. Sitka’s population fluctuates between 6,000 and 8,000 people (depending on the size of the cruise ships docked in town), so those numbers aren’t just numbers to me; they are actual human beings. They’re the workers and shoppers in three grocery stores, the entire staffs of the Coast Guard base and two hospitals, the congregations at fifteen churches, the people going to the movie theater, the hikers, the artists, the trollers and long-liners and sport fishermen—every man, woman, and child on our island would be deaf, blind, disabled, and/or dead every year that we return to Sitka if I wanted to picture how many humans are annually impacted by congenital CMV, in our country alone.

			I’m looking at Anna in my lap, the same baby she’ll be no matter the research I unearth. But I can feel a deep churning inside me, an impulse that will both plague and direct me for as long as I live. If Anna does have CMV—which I’m still loath to believe—then her growth restriction wasn’t just a random mishap during my pregnancy; this was a serious upending of her development due to a dangerous, undisclosed disease.

			The last thing I read is a study from 2013, stating that congenital CMV is the leading cause of birth defects and developmental delays in the United States.
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			I’m not reading anymore; I’m watching something else that’s happening on the edges of my screen. The watchful gods of the internet have been populating my laptop with ads carefully selected for pregnancy. There are Land of Nod bookshelves lining a laughably white nursery where poop must not exist; a crib that can play a recording of a mother’s heartbeat and that guarantees 30 percent more sleep for the newborn at night; a photo of a pregnant woman in a wheatfield with glossy flat-iron curls, both hands on her bump, leaning down to kiss her toddler on the lips.

			I don’t
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