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This book is dedicated to Josh, Mia, and Isabelle—the loves of my life

to Lyna, Nancy, and Caroline—my beloved sisterhood

to my parents, 葉世福 and 林桂英, who did their best for me

and to my brother Mau, who walked me safely down the street




Prologue

Hello, welcome.

My name is Julie Yip-Williams. I am grateful and deeply honored that you are here. This story begins at the ending. Which means that if you are here, then I am not. But it’s okay.

My life was good and my life was complete. It came to so much more than I ever thought possible, or than my very humble beginnings would have given me the right to expect. I was a wife, a mother, a daughter, a sister, a friend, an immigrant, a cancer patient, a lawyer, and now a writer. I tried to live always with good intentions and a good heart, although I am sure I have hurt people along the way. I tried my best to live a full, rewarding life, to deal with the inevitable trials with grace, and to emerge with my sense of humor and love for life intact. That’s all. Even though I am dying in my early forties, and leaving my precious children behind, I am happy.

My life was not easy. That I survived infancy was something of a miracle, that I made it to America, also a miracle. Being born poor and blind in Vietnam on the losing side of a bloody civil war should have defined my life and sealed my fate. Those things marked me, but they did not stop me. Dying has taught me a great deal about living—about facing hard truths consciously, about embracing the suffering as well as the joy. Wrapping my arms around the hard parts was perhaps the great liberating experience of my life.

Directly or indirectly, we all experience the hard parts. The events that we hear about on the news or from friends, those tragedies ending in death that happen to other people in other places, which make us sad but also relieved and grateful as we think, There but for the grace of God …—destructive hurricanes and earthquakes, violent shootings and explosions, car accidents, and of course, insidious illnesses. These things shake us to the core because they remind us of our mortality, of how impotent we truly are in the face of unseen forces that would cause the earth to tremble or cells to mutate and send a body into full rebellion against itself.

I set out here to write about my experience of that, both the life lived and the trials endured—neither comprehensively, you understand, but enough to fully show you the distance I traveled and the world in which I made my life. And what began as a chronicle of an early and imminent death became—if I may be very presumptuous—something far more meaningful: an exhortation to you, the living.

Live while you’re living, friends.

From the beginning of the miracle, to the unwinding of the miracle.

JULIE YIP-WILLIAMS

February 2018
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Death, Part One

March 1976, Tam Ky, South Vietnam

WHEN I WAS two months old, my parents, on orders from my paternal grandmother, took me to an herbalist in Da Nang and offered the old man gold bars to give me a concoction that would make me sleep forever. Because I was born blind, to my Chinese grandmother, I was broken. I would be a burden and an embarrassment to the family. Unmarriageable. Besides, my grandmother reasoned, she was showing me mercy—I would be spared a miserable existence.

That morning, my mother dressed me in old baby clothes soiled with brownish-yellow stains from my sister’s or brother’s shit that she had not been able to wash away, even after countless scrubbings. My grandmother had ordered my mother to put me in these clothes and now stood in the doorway to my parents’ bedroom, watching my mother dress me. “It would be a waste for her to wear anything else,” she said when my mother was finished, as if to confirm the rightness of her instruction.

These were the clothes in which I was to die. In desperate times such as those, there was no point in throwing away a perfectly good baby outfit on an infant that was soon to become a corpse.

Our family drama played out in the red-hot center of the Cold War. South Vietnam had been “liberated” by the North eleven months earlier, and a geopolitical domino came crashing into the lives of the Yips.

By 1972, the war had turned decidedly against the South, and my father was terrified of losing what few possessions he had risking his life for a country for which he, as an ethnic Chinese man, felt little to no nationalistic pride. In his four years of military service, my father never talked to anyone in his family during his brief home leaves about what horrible things he had seen or done. His mother’s attempts to spare him the ugliness of war by using bribery to get him a position as a driver for an army captain had not been as successful as they had all hoped. He found himself driving into enemy territory, uncertain where the snipers and land mines lurked, and sleeping in the jungle at night, afraid of the stealthy Vietcong slitting his throat while he slept on the jungle floor, and then jerking into motion by explosions that ripped open the silence of a tenuous calm. In the end, the constant fear of death—or, worse yet, of losing a limb, as had happened to some of his friends—overwhelmed whatever notions he had of honor and his fears of being labeled a coward. One day, he walked away from camp on the pretext of retrieving supplies from his jeep and didn’t look back. For a week, he walked and hitchhiked his way to Saigon, the capital of South Vietnam, where he hid in Cholon, an old district inhabited by at least a million ethnic Chinese. Cholon was a place with such bustling activity and such a large population of those not loyal to the war effort that he could hide while still being able to move freely about the community.

My grandmother, to whom my father managed to get word of his whereabouts, trusted no man’s ability to remain faithful, including her son’s, and suggested to my mother that she join my father in Saigon. And so my mother, with my two-year-old sister, Lyna, in one arm and my infant brother, Mau, in the other, went to Saigon, and there they lived in limbo with my father until the end of the war, waiting until it was safe for him to return to Tam Ky without the fear of being imprisoned or, even worse, forced to continue military service in a rapidly deteriorating situation. It was not the time to have another child.

When Saigon fell on April 30, 1975, my parents rejoiced with the rest of Saigon, not because they believed in the new Communist regime but because the war was finally coming to an end. As Saigon changed hands, they celebrated by joining the feverish mobs ransacking abandoned stores and warehouses, taking tanks of gas and sacks of rice and whatever else their hands could carry away. They celebrated by welcoming the news of my pending arrival into this world, and after Saigon fell, they finally went home to Tam Ky, where I came into the world on an unremarkable January evening eight months later. I weighed a little more than three kilograms (between six and seven pounds), big by Vietnamese standards, but not so big that my mother and I were at the risk of dying during childbirth. Hospitals were filthy, and cesareans were not an option in those days; no one knew how to perform them, except maybe in Saigon. My father named me 莉菁, which is pronounced “Lijing” in Mandarin Chinese and “Lising” in Hainanese Chinese, and translated literally means “Quintessence of Jasmine.” My name was intended to convey a sense of vibrancy, vitality, and beauty. My mother, who had waited so long for a new baby, was thrilled. And so was my grandmother—at first, anyhow. Two months later, wrapped in my brother and sister’s old baby clothes, I was in my father’s arms, on a bus, making the two-hour trip north to Da Nang on Highway 1, sentenced to death.
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Life

July 14, 2017, Brooklyn, New York

Dear Mia and Isabelle,

I have solved all the logistical problems resulting from my death that I can think of—I am hiring a very reasonably priced cook for you and Daddy; I have left a list of instructions about who your dentist is and when your school tuition needs to be paid and when to renew the violin rental contract and the identity of the piano tuner. In the coming days, I will make videos about all the ins and outs of the apartment, so that everyone knows where the air filters are and what kind of dog food Chipper eats. But I realized that these things are the low-hanging fruit, the easy-to-solve but relatively unimportant problems of the oh so mundane.

I realized that I would have failed you greatly as your mother if I did not try to ease your pain from my loss, if I didn’t at least attempt to address what will likely be the greatest question of your young lives. You will forever be the kids whose mother died of cancer, have people looking at you with some combination of sympathy and pity (which you will no doubt resent, even if everyone means well). That fact of your mother dying will weave into the fabric of your lives like a glaring stain on an otherwise pristine tableau. You will ask as you look around at all the other people who still have their parents, Why did my mother have to get sick and die? It isn’t fair, you will cry. And you will want so painfully for me to be there to hug you when your friend is mean to you, to look on as your ears are being pierced, to sit in the front row clapping loudly at your music recitals, to be that annoying parent insisting on another photo with the college graduate, to help you get dressed on your wedding day, to take your newborn babe from your arms so you can sleep. And every time you yearn for me, it will hurt all over again and you will wonder why.

I don’t know if my words could ever ease your pain. But I would be remiss if I did not try.

My seventh-grade history teacher, Mrs. Olson, a batty eccentric but a phenomenal teacher, used to rebut our teenage protestations of “That’s not fair!” (for example, when she sprang a pop quiz on us or when we played what was called the “Unfair” trivia game) with “Life is not fair. Get used to it!” Somehow, we grow up thinking that there should be fairness, that people should be treated fairly, that there should be equality of treatment as well as opportunity. That expectation must be derived from growing up in a rich country where the rule of law is so firmly entrenched. Even at the tender age of five, both of you were screaming about fairness as if it were some fundamental right (as in it wasn’t fair that Belle got to go to see a movie when Mia did not). So perhaps those expectations of fairness and equity are also hardwired into the human psyche and our moral compass. I’m not sure.

What I do know for sure is that Mrs. Olson was right. Life is not fair. You would be foolish to expect fairness, at least when it comes to matters of life and death, matters outside the scope of the law, matters that cannot be engineered or manipulated by human effort, matters that are distinctly the domain of God or luck or fate or some other unknowable, incomprehensible force.

Although I did not grow up motherless, I suffered in a different way and understood at an age younger than yours that life is not fair. I looked at all the other kids who could drive and play tennis and who didn’t have to use a magnifying glass to read, and it pained me in a way that maybe you can understand now. People looked at me with pity, too, which I loathed. I was denied opportunities, too; I was always the scorekeeper and never played in the games during PE. My mother didn’t think it worthwhile to have me study Chinese after English school, as my siblings did, because she assumed I wouldn’t be able to see the characters. (Of course, later on, I would study Chinese throughout college and study abroad and my Chinese would surpass my siblings’.) For a child, there is nothing worse than being different, in that negative, pitiful way. I was sad a lot. I cried in my lonely anger. Like you, I had my own loss, the loss of vision, which involved the loss of so much more. I grieved. I asked why. I hated the unfairness of it all.

My sweet babies, I do not have the answer to the question of why, at least not now and not in this life. But I do know that there is incredible value in pain and suffering, if you allow yourself to experience it, to cry, to feel sorrow and grief, to hurt. Walk through the fire and you will emerge on the other end, whole and stronger. I promise. You will ultimately find truth and beauty and wisdom and peace. You will understand that nothing lasts forever, not pain, or joy. You will understand that joy cannot exist without sadness. Relief cannot exist without pain. Compassion cannot exist without cruelty. Courage cannot exist without fear. Hope cannot exist without despair. Wisdom cannot exist without suffering. Gratitude cannot exist without deprivation. Paradoxes abound in this life. Living is an exercise in navigating within them.

I was deprived of sight. And yet, that single unfortunate physical condition changed me for the better. Instead of leaving me wallowing in self-pity, it made me more ambitious. It made me more resourceful. It made me smarter. It taught me to ask for help, to not be ashamed of my physical shortcoming. It forced me to be honest with myself and my limitations, and eventually to be honest with others. It taught me strength and resilience.

You will be deprived of a mother. As your mother, I wish I could protect you from the pain. But also as your mother, I want you to feel the pain, to live it, embrace it, and then learn from it. Be stronger people because of it, for you will know that you carry my strength within you. Be more compassionate people because of it; empathize with those who suffer in their own ways. Rejoice in life and all its beauty because of it; live with special zest and zeal for me. Be grateful in a way that only someone who lost her mother so early can, in your understanding of the precariousness and preciousness of life. This is my challenge to you, my sweet girls, to take an ugly tragedy and transform it into a source of beauty, love, strength, courage, and wisdom.

Many may disagree, but I have always believed, always, even when I was a precocious little girl crying alone in my bed, that our purpose in this life is to experience everything we possibly can, to understand as much of the human condition as we can squeeze into one lifetime, however long or short that may be. We are here to feel the complex range of emotions that come with being human. And from those experiences, our souls expand and grow and learn and change, and we understand a little more about what it really means to be human. I call it the evolution of the soul. Know that your mother lived an incredible life that was filled with more than her “fair” share of pain and suffering, first with her blindness and then with cancer. And I allowed that pain and suffering to define me, to change me, but for the better.

In the years since my diagnosis, I have known love and compassion that I never knew possible; I have witnessed and experienced for myself the deepest levels of human caring, which humbled me to my core and compelled me to be a better person. I have known a mortal fear that was crushing, and yet I overcame that fear and found courage. The lessons that blindness and then cancer have taught me are too many for me to recount here, but I hope, when you read what follows, you will understand how it is possible to be changed in a positive way by tragedy and you will learn the true value of suffering. The worth of a person’s life lies not in the number of years lived; rather it rests on how well that person has absorbed the lessons of that life, how well that person has come to understand and distill the multiple, messy aspects of the human experience. While I would have chosen to stay with you for much longer had the choice been mine, if you can learn from my death, if you accepted my challenge to be better people because of my death, then that would bring my spirit inordinate joy and peace.

You will feel alone and lonely, and yet, understand that you are not alone. It is true that we walk this life alone, because we feel what we feel singularly and each of us makes our own choices. But it is possible to reach out and find those like you, and in so doing you will feel not so lonely. This is another one of life’s paradoxes that you will learn to navigate. First and foremost, you have each other to lean on. You are sisters, and that gives you a bond of blood and common experiences that is like no other. Find solace in one another. Always forgive and love one another. Then there’s Daddy. Then there are Titi and Uncle Mau and Aunt Nancy and Aunt Caroline and Aunt Sue and so many dear friends, all of whom knew and loved me so well—who think of you and pray for you and worry about you. All of these people’s loving energy surrounds you so that you will not feel so alone.

And last, wherever I may go, a part of me will always be with you. My blood flows within you. You have inherited the best parts of me. Even though I won’t physically be here, I will be watching over you.

Sometimes, when you practice your instruments, I close my eyes so I can hear better. And when I do, I am often overcome with this absolute knowing that whenever you play the violin or the piano, when you play it with passion and commitment, the music with its special power will beckon me and I will be there. I will be sitting right there, pushing you to do it again and again and again, to count, to adjust your elbow, to sit properly. And then I will hug you and tell you how you did a great job and how very proud I am of you. I promise. Even long after you have chosen to stop playing, I will still come to you in those extraordinary and ordinary moments in life when you live with a complete passion and commitment. It might be while you’re standing atop a mountain, marveling at exceptional beauty and filled with pride in your ability to reach the summit, or when you hold your baby in your arms for the first time or when you are crying because someone or something has broken your tender heart or maybe when you’re miserably pulling an all-nighter for school or work. Know that your mother once felt as you feel and that I am there hugging you and urging you on. I promise.

I have often dreamed that when I die, I will finally know what it would be like to see the world without visual impairment, to see far into the distance, to see the minute details of a bird, to drive a car. Oh, how I long to have perfect vision, even after all these years without. I long for death to make me whole, to give me what was denied me in this life. I believe this dream will come true. Similarly, when your time comes, I will be there waiting for you, so that you, too, will be given what was lost to you. I promise. But in the meantime, live, my darling babies. Live a life worth living. Live thoroughly and completely, thoughtfully, gratefully, courageously, and wisely. Live!

I love you both forever and ever, to infinity, through space and time. Never ever forget that.

Mommy
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The Odds

IT WAS MEANT to be a family wedding. Midsummer 2013, everybody gathered in Los Angeles to celebrate my gorgeous young cousin’s happiest day. I didn’t make it. Josh and I had flown from New York with Mia and Belle, intending to stay about a week. For a month or so before that I had been having stomach discomfort—amorphous, other than that it just didn’t feel normal. Nausea, cramping, and constipation had sent me to a gastroenterologist, but nothing appeared to be seriously amiss. Then, in L.A., I started vomiting violently, and so I got to spend the nuptials in the ER.

A colonoscopy revealed a mass in my mid-transverse colon; the colon was almost entirely obstructed. In the lexicon of diagnoses, a “mass” is way down the list of things that you want a doctor to find inside of you. Even before there had been a biopsy, the doctors were pretty sure that it was cancerous. But they wouldn’t know for certain until they went in.

I will never forget the moment I woke up after my hemicolectomy in the recovery room. Josh was being consoled by Tim, the nurse, and my surgeon, Dr. D.C. He was being told that he had to take care of himself in order to take care of me. Tim asked him if he’d eaten dinner and, before Josh could answer, brought him a slice of pizza from his own dinner. Even in my anesthetized state, I knew something had to be really wrong if everybody was fussing over Josh and not me, the person who had just come out of surgery.

So when Dr. D.C.’s youthful face appeared before me, I croaked out, “Is it dire?” Based on the mood in the room, I fully expected the answer to be yes.

Instead, Dr. D.C. said, “No, it’s not dire. It’s very serious, but it’s not dire.” He went on to explain to me that he had successfully removed the tumor, but that he had found one “pea-size drop metastasis” to the peritoneum in the area above the bladder, literally a drop off the main tumor. I thought to myself, Okay that doesn’t sound that bad—a pea-size drop met that was also removed—so why was Josh so upset?

I lay there in my drugged state, letting their conversations wash over me as I worked myself to greater wakefulness. Dr. D.C. said that I wouldn’t remember anything that was being said that evening. Josh told him not to be so sure about that. I smiled to myself. Years of being with me had taught Josh that my mind is like a steel trap, and that, drugged or not, I don’t forget anything (especially when it’s something I can use against him).

I, in fact, remember a lot from that evening. In addition to the physical discomfort of having just come out of surgery, I remember thinking that the surgery must have taken way longer than the estimated two and a half hours, since it was dusk outside. I remember my brother and cousin coming to visit me in my hospital room. Most of all, though, I remember everyone throwing numbers about. One drop met. Stage IV. Six percent, 8 percent, 10 percent, 15 percent. Thirty-year-old numbers.

Because I had one metastatic spread of the main tumor to another part of my body, regardless of the size of that spread, I was thrown into the category of Stage IV. Stage IV colon cancer is associated with very low survival rates, ranging anywhere from 6 to 15 percent. Dr. D.C. repeatedly told Josh that evening that the statistics on survival rates are themselves based on thirty-year-old studies and therefore should not be relied upon.

Once I grasped that everyone was preoccupied with the numbers, I understood why Josh was so upset. Josh loves numbers. He can do complicated calculations in his head. He’d asked me at various points during our courtship, “What do you think the odds are of us getting married?” He’s memorized every Super Bowl score since the beginning of the Super Bowl. He can remember that Roger Federer was down 5–3 in the second set of the third round of Wimbledon in 2009. For him, as for many people, numbers impose order in an otherwise chaotic world of randomness. And to be told that his wife had Stage IV colon cancer and therefore possibly a single-digit likelihood of living five years was understandably and especially devastating.

Josh sobbed that night and early the next morning, as he googled again and again survival rates for Stage IV colon cancer from the recliner that was doubling as his bed. The light from the iPad cast an eerie glow on his face in the darkness of my hospital room. He didn’t want to discuss the statistics for fear that they would upset me, but Josh can never hide anything from me—that’s one of the reasons I love him so much.

And then he was incredulous when the numbers didn’t actually upset me. “So what?” I said. “Don’t you get it?” he demanded, wanting me to understand the seriousness of the situation.

As much as Josh loves me, he cannot comprehend a fundamental truth about me simply because he hasn’t lived my life. He doesn’t understand that my very existence on this planet is evidence of how little numbers matter to me. Numbers mean squat. I asked him that night to go back to 1976, into the desolation and hopelessness of Communist Vietnam, and set the odds of a blind girl making it out of that unimaginable poverty, of her escaping the stigma of having a physical deformity that would make her undesirable to any man and unworthy of being any child’s mother, and of her withstanding the shame of knowing that she would forever be the burden borne by a proud family that would have to care for her like an invalid for all her life.

I demanded that Josh set the odds of that little girl surviving at sea when so many grown men perished, of her gaining some sight despite years of optic nerve damage, of her achieving academic success in spite of the low family expectations stemming from immigrant ignorance, of her graduating from Harvard Law School, of her establishing a legal career at one of the most prominent international law firms in the world, and finally, of her marrying a handsome, brilliant man from the American South and then having two beautiful daughters with him. Of course, Josh couldn’t set those odds.

Josh has spent many hours reading medical studies, trying to increase the likelihood of my survival. A single metastatic spread as opposed to multiple metastatic spreads yields some additional percentage points, as do my age and level of fitness, as does the fact that I have access to the best medical care in the world, as does the fact that I have a wonderful support system. According to Josh, these raise my odds of living five years to somewhere in the vicinity of 60 percent, which is to him a hell of a lot better than 6 percent.

To be honest, 60 percent doesn’t sound that great to me, either. In truth, anything short of 100 percent is insufficient. But as we all know, nothing in life is 100 percent. The chance of a woman under forty having colon cancer is 0.08 percent according to a Mayo Clinic publication—Josh tells me this sort of thing because I personally don’t google anything to do with statistics. That number takes into account women being afflicted with the disease for both genetic and nongenetic reasons. My tumor showed no genetic markers, which means that the likelihood of me having colon cancer is even less than 0.08 percent. My phenomenal internist told me that in his thirty-seven years of practice he has never come across a case where someone as young as I developed colon cancer for nongenetic reasons. Don’t I feel so special? I had at least a 99.92 percent chance of not developing colon cancer at this point in my life, and I got it.

So numbers mean nothing. They neither provide assurance nor serve as a source of aggravation. Sure, it would have been better if my cancer were Stage I and there had been zero metastatic spread, but even when the odds are in your favor, you can still lose. For all of Josh’s obsessiveness with statistical odds, he always tells me when the underdog wins the football or basketball game and defies the odds, “That’s why we have to play the games.”

Well, I’m here to play the game, and I choose not to live and die by what the oddsmakers say. I choose not to put faith in percentages that were assembled by some anonymous researcher looking at a bunch of impersonal data points. Instead, I choose to put faith in me, in my body, mind, and spirit, in those parts of me that are already so practiced in the art of defying the odds. Coach Taylor always told his ragtag Dillon High School Panther football team on Friday Night Lights, “Clear eyes, full hearts, can’t lose!”

I have clear eyes and a full heart.
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Seeing Ghosts

IN THE FIRST twenty-four hours after my diagnosis, every time I thought about my children, my body would be racked with sobs unrelenting. I had often speculated about the types of women my girls would become one day. The thought of not being there to see whether Mia would indeed grow into a bright, sensitive, aloof beauty and Belle into a gregarious, charismatic spitfire made my already pained stomach hurt even more and my heart ache as nothing else I had ever experienced. The image of them crying inconsolably and in futility for me, for me to lie with them at night and kiss their boo-boos away, for someone—anyone—to love them as much and as well as I, tore my insides into a million ragged pieces.

So, for my own self-preservation, I stopped thinking about them. I told Josh to not bring them to the hospital, and when he did anyway, I kept those few visits very short. Invariably, they were unpleasant events, with Mia rushing to leave minutes after arriving because she was no doubt frightened by the tubes coming out of Mommy and with Belle being forcibly removed from my room as we were all subjected to her heart-wrenching screams. My babies became someone else’s children. I knew that they were being well cared for by my parents and sister and entertained by an army of relatives. That was enough for me. I had nothing to give them during those days I spent in the hospital, as I continued to reel from the shock of the diagnosis and worked to get myself ready for and then recover from surgery.

In those early days, I could see my children only as casualties of the war I had begun fighting, a war I hadn’t chosen. We were all victims of cancer, with them being the most undeserving.

Then my sweet, crazy, naughty Isabelle—this child who had grown inside my body at the same time the cancer was growing—began making me see things in a different light.

After I was discharged from the hospital, we stayed for an extra two weeks in a furnished, rented townhouse near Beverly Hills, rather than returning to New York immediately. I wanted more time in Los Angeles to follow up with doctors, recuperate, and be with family and friends I normally didn’t have much opportunity to see. My parents’ house was too inconveniently located on the east side. The rental was cheap and served its purpose, but it was old, dirty, and badly in need of renovations. And for better or worse, it was haunted.

Two nights after we moved in, while making our way through the usual traffic on Olympic Boulevard back to the rental, Belle declared suddenly in her babylike voice, “Mommy, I’m afraid of the dark.” It was the first time my unusually articulate, not-quite two-year-old had ever talked about being afraid of the dark. But to tell the truth, I’ve stopped being shocked by the things that come out of her mouth, having concluded that many of her precocious statements were the results of being the younger sibling of a three-and-a-half-year-old who is pretty perceptive herself. “Belle, there are lots of lights. So you don’t need to be scared of the dark,” I reassured her.

Then, that night, the girls insisted that I lie down with them, especially Belle. So I lay down on the edge of the bed, with Belle next to me and Mia next to her. After a few minutes of silence, Belle sat bolt upright and said again, “Mommy, I’m afraid of the dark.” Indeed, the room was dark, but it was lit by the faint glow of streetlights. “Belle, Mommy is right here. I’ll keep you safe. There’s nothing to be scared of. Now lie down and go to sleep!” She obediently lay down and then seconds later sat bolt upright again, looking around the room with those dark, piercing eyes of hers. “But, Mommy, I see ghosts.” Now, that was definitely a first. Mia said she hadn’t been talking to her sister about ghosts, and I believed her. In the past, months ago, they’d played games that involved throwing blankets over their heads and going around in broad daylight, moaning “Boo!” But for Belle to talk about ghosts and associate them with fear of the dark was a bit more than I could expect of even her. Chills ran up and down my arms.

Having just had surgery a week earlier and being keenly aware of how much closer death now seemed, I wondered if the Angel of Death was in that room, and if somehow my clairvoyant child could see him.

The next ten days passed with Belle occasionally stopping whatever she was doing in that house to stare at a spot with the look in her eyes that told us she was seeing something we couldn’t see. Once, she asked whatever it was she saw, “Why did you come back?”

Another time, when our longtime babysitter put the phone to Belle’s ear for her to say hi to the babysitter’s sister, as she had done a dozen times before, before the sister could even speak, Belle told her, “I see a ghost in this room.” After we left that house, Belle didn’t fix her stare on a spot, nor did she speak of ghosts again. But I have no doubt that my child saw something in that rented house. Whether it was the Angel of Death, a guardian angel, or some other random spirit, I don’t know. I do know that my Belle is special, that she has magic within her.

And after I left the hospital, Belle’s behavior toward me changed. She became unusually clingy for a while. I chalked that up to the long separation of my hospital stay. The intensity of her need to be near me eventually eased. Now she will suddenly come up from behind and put her arms around my neck and hug me for a good ten seconds, which is indeed a lot of time for a two-year-old. Sometimes, she’ll come up to me and plant a big wet kiss on my mouth and then throw her arms around my neck and hug me fiercely. Then I’ll look into her eyes in that single second before she wants to run off, and I’ll ask her, “Is Mommy going to be okay, Belle?”

“Yes,” she always says.

Belle is too young to understand that Mommy is sick, yet I believe that some part of her ageless spirit understands what’s going on. When Belle hugs me now, I feel as if she’s giving of herself to me—her hope, her joy, her life force.

When Belle started seeing ghosts, I remembered a poem I had read in high school, “Ode on Intimations of Immortality,” by the Romantic poet William Wordsworth, in which he expressed the idea that children are born “trailing clouds of glory,” with the innocence, purity, and knowledge from having just come from God. It is the process of growing up, and the corrupting influence of society and life, that strips them of all their innate angelic goodness, what Wordsworth called their “hour of splendor in the grass, of glory in the flower.”

And what about us adults, who are long past our moments of trailing clouds of glory and our hours of splendor in the grass, of glory in the flower? What of those of us who have been indelibly (and suddenly) scarred by our broken dreams and who might be swallowed by our own bitterness in the face of illness and impending loss? What are we to do? Wordsworth is not without advice for us:


What though the radiance which was once so bright

Be now for ever taken from my sight,

Though nothing can bring back the hour

Of splendor in the grass, of glory in the flower;

We will grieve not, rather find

Strength in what remains behind;

In the primal sympathy

Which having been must ever be;

In the soothing thoughts that spring

Out of human suffering;

In the faith that looks through death,

In years that bring the philosophic mind.



Indeed, we will grieve not for what is lost but find strength in what remains behind, through the bonds of human sympathy born of common suffering, and in our faith in something greater than we can conceive of. And no doubt, finding strength in what remains behind includes rediscovering the magic and wonder of our powerful children and letting them help us walk through our darkest hours.
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The Warfare, and the Weapons

AN IRONY IN all this is that before this lousy diagnosis, I was in the best shape of my life, working out five days a week. Exactly three weeks after the surgery, I was running again on the treadmill for twenty minutes. As I ran, I grew angry at the cancer. I started yelling at the cancer cells. “How dare you betray my body! How dare you threaten to take me away from my husband, babies, and all who love and need me! I will seek you out and I will destroy you!” I shrank to the size of the cancer cells and I began strangling them with my bare hands, reaching into their very DNA. Then I envisioned the chemo empowering me with a sword, with which I slashed them to a billion pieces, and then a gun. But nothing was as satisfying as crushing them with my bare hands.

Chemotherapy will start quickly, as there is reason to believe that the sooner the chemo starts the more effective it will be. I will be on a regimen called FOLFOX, which consists of three drugs, one of which—oxaliplatin—is very powerful. Common side effects: neuropathy (numbness and tingling, including extreme sensitivity to cold in the hands and feet), nausea, diarrhea, fatigue, weakened immune system, mouth sores, hair loss. Yes, hair loss. Ugh! So I will be shopping for a wig.

I will go in every two weeks. Oxaliplatin will be infused into me through a port (which will be implanted in my upper chest) during a two-hour period. I will then go home with a pump, through which the other two drugs will be infused into my body during the next two days.

The doctor also highly recommends switching to a plant-based diet and banning refined sugars. He says there isn’t any good science to support the proposition that such a diet will reduce the risk of cancer or recurrence, but I figure it can’t hurt. The most important thing the doctor told us is that there is every reason to be hopeful. My age, physical shape, the fact that all visible signs of cancer have been surgically removed, and advances in chemo are all factors working in my favor. To believe, to have faith in the face of self-doubt and uncertainty, is definitely the most difficult part of dealing with cancer. But tricks of the mind are not my forte. The life I have lived has taught me to be a somewhat ruthless realist.
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Deals with God

I DIDN’T GROW up with any organized religion. The closest I came was going through the motions of my mother’s ritualistic offerings to the Buddhist gods favored for generations in our ancestral Chinese villages, and to the spirits of my ancestors on the first and fifteenth of every lunar month. I stood before the fruit—and, on special occasions like Chinese New Year, the poached chicken, fried fish, and rice—holding the burning incense, and asked the gods and my ancestors for things like straight A’s and getting into the college of my choice and, of course, health and wealth for my family.

During my great-grandmother’s and grandmother’s funerals, when I was ages ten and twenty, I also unthinkingly imitated the chanting, bowing, and kneeling of my parents, uncles, aunts, great-uncles, and great-aunts, all garbed in their white robes and headdresses. I didn’t understand the philosophical underpinnings of the rituals, and my mother couldn’t explain them to me the few times I bothered to ask. No one in our family went to temple other than maybe on Chinese New Year, and no one read any religious texts. Our quasi-religious practices were very much rooted in popular cultural and mythic traditions of village life dating back hundreds of years, and not in the esoteric teachings of Buddha and his disciples, which would have been more akin to the Judeo-Christian practices of the West. At school I couldn’t help but absorb some of the teachings of those religions, since biblical allusions permeated nearly every poem, play, short story, and novel we studied in English class, and as I learned in history class, Judaism and Christianity shaped the course of Western civilization.

So I grew to believe in a little bit of everything, developing my own spiritual and philosophical approaches to life. I believe in my ancestors and that their spirits watch over me. And I believe in God, not perhaps in the image of God depicted in the Bible, but an omniscient and omnipotent being nonetheless. I think God is beyond what my little, limited human brain can fathom, but perhaps something my limitless soul can just begin to grasp in my moments of utmost clarity, moments that the Buddha would describe as the outer edges of enlightenment. For simplicity, I called all these unseen forces God.

I talked to (and yelled at) God a lot growing up, especially on sleepless nights, during which I angrily demanded answers to my questions, which pretty much boiled down to Why me? I of course have this question in common with every human who has ever lived. But we all make it our own, don’t we? In my case, Why was I born with congenital cataracts? Why was I forced to live a life limited by legal blindness, forever cursed to not realize my full potential? After all, I could have been a great tennis player, a spy for the CIA, or a legendary diver like Jacques Cousteau. Why could all my cousins and friends drive and I could not? Why were all those pretty but brainless girls always surrounded by the cutest boys while I was shunned because of my thick glasses? Yes, all the things that hurt so much growing up with a visual disability became fodder for the angry tirades at God. God had a lot to answer for.

I listened closely for his response. I searched with my head and heart for the answers to my questions. I found them eventually, over the course of many years. I grew to embrace a belief in universal balance, something the Chinese very much believe in, as evidenced by the idea of yin and yang (e.g., man and woman, earth and sky, sun and moon, good and evil). In the karmic order of the universe, all things will return to equilibrium, and there will—indeed, there must—be balance.

So I made a deal with God on many of those sleepless nights. “Fine, God. If you’re going to throw this crap at me, I demand to be compensated. I want the balance of my life to be restored. For everything that is bad—and you would have to agree that a visual disability of this magnitude is pretty bad—there must be a good. So, I want to name my ‘good,’ my compensation for all the shit that you are putting me through. I want to find the greatest love possible in this world. I want to find someone who will love me until the end of my days with an uncompromising and unparalleled love.” That was the one-sided deal I struck with God again and again.

I suppose I was like most other teenage girls, my head filled with romantic notions as I read Barbara Cartland novels and Harlequin romances. My father forbade me from reading any of what he called in his broken English “I love you” books, so I hid their trashy covers behind white Chinese calendar paper, and he left me alone to dream about my Mr. Right—there are certain benefits to your parents not being able to read English. Of all the things I could have demanded as part of my bargain with God, I chose love because love was unattainable. Finding love seemed out of my control, totally dependent on timing and fate. It wasn’t like scoring the perfect report card, which could be achieved through individual will and hard work. Mostly, though, I thought love to be unattainable because I believed I was unlovable. I mean, who would ever want me, as physically defective as I was? Who would ever willingly agree to be hampered by my limitations? What desirable guy would want to be forced to drive me around, read menus for me, help me down stairs, be precluded from couples sports like tennis, have his family and friends stare at the geeky girl with the thick glasses? No one, I thought.

But God accepted my deal!

He brought tall, (kind of) dark, handsome, and brilliant Josh into my life. As unlikely as it was for this Waspy good ol’ boy from the South to walk unsuspectingly into the office of this immigrant girl from Vietnam with her screwed-up vision on the forty-third floor of a posh skyscraper in lower Manhattan all those years ago, the forces of the universe (a.k.a. God) made it happen. I know that many people never find the kind of love Josh and I share, a love that was tested and strengthened from the very beginning by terrifying challenges (not unlike the life-threatening challenges that face us now). From the start, I always thought Josh had the kindest and most generous heart that a human being could have (as flawed as we both are), and I tried and still do try to fiercely protect his heart from anybody and anything that threatens him. It is the least I can do for this man who loves me so abidingly, this man who makes sure my water bottle is always filled and makes me go to bed when I’ve fallen asleep on the couch, this man who has always read menus to me like it was the most natural thing in the world to do, this man who loves me just as I am.

But I can’t protect him from cancer and all the bad stuff that is beyond my control. I can’t shield him from his now constant fear of life without me. I can’t take away his sense of total helplessness. I can’t promise him that I will win this war. I absolutely hate what this cancer is doing to him. I hate how it makes him cry and rage and despair. I hate cancer more for what it is doing to Josh than for what it is doing to me.

Ever since the diagnosis, fear for Josh and my loved ones seems to live in every molecule of my body. Why did he sleep so much over the weekend? Could he have cancer? What about the wrist pain and indigestion he’s complaining about? I look at my children with the same fears. Does Belle have brain cancer because she lost her balance that one time? Does Mia have cancer because her poop looked unusual the other day? Cancer is so insidious that it attacks your every waking thought. It’s not a disease so much as it is the enemy of existence, come to turn our bodies against us. Whatever modicum of security I once felt is completely shattered. If cancer and bad shit struck once, they can and will strike again. I know it.

So I lie awake at night now with the voices in my head screaming these questions, wondering what horrible thing will happen to me and my family next. And I find myself making another deal with God, going back to my long-ago ideas about the balance between good and bad. In a world where I have no control, what choice do I have but to talk, scream, rant to, and beg of God? I tell him, “If you’re going to do this shit to me again, if you’re going to give me more shit to deal with in my life, fine. I can handle it. You know I can. But my husband, my children, my parents, my siblings, everyone I love—leave them alone. Dammit! Leave them alone! Do whatever the fuck you want with me, but don’t you dare touch them!”

A woman in a support group told me that my deals with God are my form of prayer. I never thought of them that way, since I’ve always been so adversarial with God. But prayer or deal, he’s answered and kept his end of the bargain once before. I obviously can’t tell God to do anything, and there are obviously certain inevitabilities in life, like illness and death at a ripe old age, but God knows what I’m talking about, and I hope he holds up his part of the bargain this time around, too.
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CEA, PET, MRI …

AS PREVIOUSLY NOTED, my life is numbers now. Probabilities, data points, expectancies. But when you have cancer of the gut, perhaps no number more governs your sense of well-being than the number that reflects the level of disease in your blood. Your CEA, it’s called. That stands for carcinoembryonic antigen, which is a fancy term for a specific protein released by tumors, especially those found in the colon and the rectum.

When your CEA drops, the human impulse to hope makes you feel better. When your CEA rises, it can make you feel even more acutely than usual just how much your path might be starting to diverge from the path of the living.

Four months after diagnosis, my CEA was 19.8. This reflected a less than 1-point drop during the second month of chemo, whereas it had dropped 6 points during the first month. Despite everyone on the colon cancer forums and support groups saying that the CEA is a notoriously unreliable tumor marker and that it can go up during chemo, I was upset. In part, I was upset because I’m an overachiever and I like to get the A+, the perfect 100. When I had gestational diabetes, I was obsessive about getting my glucose levels to the optimal numbers through diet, exercise, and then insulin injections, and I delivered two very healthy and appropriately sized babies into this world.

But mostly, I was upset because I was convinced the CEA level not going down fast enough was suggestive of the “burden of metastatic disease.” I asked to speak to the oncologist after I got these results. He took a few hours to call me back, so I texted my UCLA surgeon (who wasn’t even technically my doctor anymore), and he called me within minutes. He said that obviously, we want to see the CEA lower, and that for my and Josh’s peace of mind, I should have a PET scan. PET scans involve the introduction of glucose into the body combined with a radioactive tracer. Cancer cells consume the glucose, so the radioactive tracer lights up with the metabolic activity produced by the cancer.

I should pause here to mention for the benefit of other cancer patients that a good number of institutions (including Sloan Kettering) do not believe in PET scans (at least for colon cancer), on the theory that CT scans are more effective and that PET scans are more likely to produce false positives. When I went to get my third opinion, at Sloan Kettering, I was told that not only do they do solely CT scans but they do them only after treatment is completed (unless there are symptoms that would prompt earlier scanning).

My oncologist agreed with the UCLA surgeon. He told me to come in the following Monday for another CEA test, and based on those results, we would proceed with the PET scan.

For a week, I mulled over my 19.8 CEA and let it fester. It got me down. I had a few crying episodes, which is unusual for me these days. Josh played our song (Joshua Kadison’s “Beautiful in My Eyes”). He had sung it to me at our wedding reception. I sobbed hysterically, thinking back on that day full of promise and glorious possibilities, when we made vows about staying together through sickness and health but had no fucking clue what was in store for us or what it’s like to weather true sickness—we still don’t fully understand, although we certainly understand better than we did that day. I fixated on thoughts of Josh finding comfort in the arms of another woman as he dealt with the stresses of an ailing wife, à la John Edwards. I don’t think that Josh would cheat on me at this stage, but you never know what grief will do to a man.

Let me pause here to address the issue of Josh and another woman. He and I have talked candidly about Josh remarrying if I don’t make it. I affectionately call the hypothetical woman the Slutty Second Wife. I understand that if I die, Josh will need companionship and my girls will need a mother figure, and I’m okay with that. But I will state here for the record and to get this off my chest, any woman who encroaches on our relationship while I am still living will have to answer to me. And to her and the Slutty Second Wife (if she is not the same person), I promise this—if you screw with Josh and my children, either while I’m still alive or after I’m gone, if you find a way to get around my ironclad estate planning and take assets from my children into your grubby little hands, if you otherwise harm any of them, I will haunt you from the afterlife and I will hurt you.

Where were we? Oh, it was a rough week waiting for the next CEA test. When the day came, I had blood drawn at 11:30. The nurse-practitioner emailed me the results at 3:30: “Did you hear the good news? Your CEA is 1.8. It’s normal!” I couldn’t believe it. Normal? Is it possible to have such a dramatic drop in one week? Possible yet improbable, I suspected. I went back in to see the doctor that day. He said he was suspicious of the results and was having that blood sample retested. And since I was already there, I should have more blood drawn for yet another CEA reading. So I had blood drawn again at 4:30. The CEA on the retest came back at 17.8—how can a lab screw up so bad? The CEA on the second blood sample came back at 16.5. I told the doctor, yeah, great it’s lower, but how can there be such a discrepancy in the CEA of the same person within five hours? He had no satisfying response—just the unreliability of CEA, and we shouldn’t hang our hats on it.

Because the CEA was still elevated, I went ahead and scheduled the PET scan, right after a trip to D.C. for a colon cancer event. I had to wait through the weekend to hear the results. At least there was much distraction, with Josh’s parents visiting and Mia’s birthday party on Saturday. Yes, life marches on, cancer or not.

Two spots lit up on the PET scan, one to the left of the spine by the psoas muscle and one in the right pelvis. Dr. A.C. thought the spot by the psoas muscle was probably nothing. To gain further clarity, he wanted me to have an MRI of the abdomen and pelvis. Josh and I asked a series of questions: Would the surgeon have seen these spots during the surgery? Not necessarily. Would the CT scan performed right after the surgery have picked these spots up? No. Is this scan bad? No. Is she going to be okay, and I mean … I know what you mean. Yes, I think she can be cured.

I admire Josh for having the courage to ask that last question, and I admire the doctor for making such a statement. Nice to hear, but it honestly doesn’t mean much to me. It’s not that I don’t have the courage to ask about being cured, but rather I think whatever the answer, it is irrelevant. Cancer is a dynamic disease. Doctors are not omniscient. An answer one day will not necessarily be the same the next day.

But all the same, I was feeling good and optimistic. The psoas muscle spot was probably nothing, and the thing in the right pelvis, if cancer, likely represented only one cancerous lymph node, but the MRI would tell us more.

For some reason, the secretary scheduled my MRI with Josh. He was anxious that I get it done right away. The only available spot was the next day at 7:45, so Josh said yes. After I completed Round 6 of chemo, he and I walked over to the MRI facility on First Avenue. Josh went home to relieve our nanny and see the girls before they went to bed. The MRI took about forty-five minutes and involved lying in a tube that made me think of coffins and being buried in the ground—more so than the PET scan, because the MRI machine is even narrower, and more confining. The only thing that was not tomblike was the constant banging and clanging of the machine, which sometimes made my entire body vibrate on the table. It also involved lots of inhaling and exhaling and holding my breath for significant periods of time. I got done a little after 9:00, took the subway, and didn’t get home until after 10:00. It was a long, exhausting day.

I got the MRI results the next afternoon. The psoas muscle spot, the one that the surgeon and the oncologist had thought was probably nothing, is in fact something. There are two cancerous lymph nodes in that spot—one is necrotic (i.e., dead cancer), and the other is alive. Now you see why I don’t put too much stock in doctors’ prognostications.

I forwarded the MRI report to Josh. Upon review, he is “rationally optimistic.” The fact is that my organs are clean, which is a good thing, and for there to be two lymph nodes involved seems like not a big deal. But you can begin to understand how absurd all this sleuthing and surmising can be. In a strange role reversal, I am not so optimistic. First of all, PET scans and MRIs cannot reliably detect growths on the peritoneum. The one tumor found (and removed) outside my colon during surgery was a drop metastasis on the peritoneum above the bladder. These recently discovered cancerous nodes are likely there.

From the beginning there has been talk about me being a good candidate for something called HIPEC surgery—shorthand for hyperthermic intraperitoneal chemotherapy—a grueling procedure that involves making a massive incision and bathing my abdominal cavity in heated chemo for ninety minutes. If it sounds equal parts sadistic and desperate, that’s because it is. The procedure is also known among the cancerati as the “shake and bake.” The cut is ugly, and the recovery is hard. I feel like these MRI results put me that much closer to HIPEC, and I’m not happy about it.

I’ve
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