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“Previvors will truly be an asset to women and their families who face difficult decisions surrounding breast and ovarian cancer risk. Dina Roth Port does an excellent job communicating the issues and alternatives of this very emotional subject in a factual, well-referenced way. What an impressive book!”

—Leslie G. Ford, M.D., Associate Director for Clinical Research, Division 
of Cancer Prevention, National Cancer Institute, NIH

 

 

“Previvors is a perfect companion for anyone who faces being at high risk for cancer. Since the moment FORCE first coined the term ‘previvor,’ awareness has been growing. This book takes previvor awareness and education to the next level.”

—Sue Friedman, Founder and Executive Director, FORCE

 

 

“The women featured in Previvors are heroes for sharing their stories, and the book will no doubt save many lives. Dina Roth Port has delivered a brilliant resource that will guide women through the genetic revolution with knowledge, and perhaps even more important, hope.”

—Geralyn Lucas, author of Why I Wore Lipstick to My Mastectomy

 

“Previvors is thoughtful and insightful, and an essential guide for countless women who need to learn about their risk for breast cancer and what they can do about it. The five women’s stories paint a vivid picture of what it’s like to be a previvor, while the book is also packed with sound research and advice. I finally have a book I can recommend to my patients who have breast cancer in their families.”

—Christy Russell, M.D., national board member of the American Cancer Society, 
Codirector, University of Southern California/Norris Lee Breast Center

 

 

“Previvors is truly a gift to all women who are at high risk for breast and ovarian cancer. Presented in an easy-to-digest fashion and sprinkled with the inspiring stories of those who have already endured the journey, this book is a long-awaited essential tool.”

—Lindsay Avner, Founder and Executive Director, Bright Pink

 

 

“Dina Roth Port’s Previvors is a superb practical guide for navigating the uncharted waters of the breast cancer gene. Brava to Dina for supplying much-needed information in this engaging book.”

—Jessica Queller, author of Pretty Is What Changes 

“For women with a high risk of breast cancer, navigating the myriad decisions to be made about genetic testing, cancer screening, and risk-reducing surgeries can be overwhelming. Previvors provides valuable, unbiased information. . . . It is a must-read for women at risk, their relatives and friends!”

—Angela Trepanier, past President, National Society of Genetic Counselors

 

 

“When I was considering my preventive mastectomy, I searched for information to help me through the confusing, emotional process of weighing my options and figuring out how to protect myself. Previvors is the book I wished I had then. I urge women who are facing their cancer risk to pick up a copy of this informative guide.”

—René Syler, TV personality and author of Good-Enough Mother

 

“Complete with a tremendous wealth of information and very relatable true stories, this is a book every previvor should read!”

—Rebecca Sutphen, M.D., former Director of Clinical Genetics, Moffitt Cancer Center

 

 

“Dina Roth Port has created an invaluable resource for women with a family history of cancer. This guide provides a clear explanation of the genetic evaluation and testing process, as well as management options for women with a high risk for breast cancer. I highly recommend the book for my patients seeking reliable information on this topic.”

—Therese Bevers, M.D., Medical Director, Cancer Prevention Center 
at M. D. Anderson Cancer Center

 

 

“Previvors is a desperately needed resource for women who are trying to make decisions about their high-risk status. The book spells out the various imaging tests that are available, along with their benefits and weaknesses, and it will help many women sort through such options.”

—Kathryn Evers, M.D., Director of Breast Imaging, Fox Chase Cancer Center

 

 

“Previvors is an enjoyable and educational read that puts readers in touch with the emotional and physical side of having a high risk for someday developing breast cancer.”

—Lillie D. Shockney, R.N., B.S., MAS, Johns Hopkins Avon Foundation Breast Center
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To those we have lost to cancer.

 

To those we have watched suffer.

 

And to those we hope never will.




foreword

During the past two decades, the pace of genetic discovery and medical progress in cancer genetics has been rapid. For many of us who were working in this field in the early 1990s, it has been startling to participate in and witness the expansion of knowledge applied to families affected by the more than fifty inherited genetic syndromes that increase risk for cancers of the breast, ovary, colon, prostate, and other organs. These scientific and medical advances have been accompanied by an equally rapid set of social and ethical accommodations. A young woman reading Previvors today would be surprised to learn that this account of the sagas of Lisa, Mayde, Amy, Rori, and Suzanne would have been called scientifically fictitious, as well as socially stigmatizing, less than two decades ago.

As great as the scientific challenges, a significant obstacle to raising awareness and empowering women at risk for breast cancer was the perceived threat of social stigma. Before the passage of the Genetic Information Nondiscrimination Act in 2008, a powerful and inspiring story like the one in Previvors would have been more difficult to document. Such a moving narrative about women at hereditary risk for breast cancer, speaking openly and referring to their personal histories, would have been viewed by some as a potential risk. While the threat  of genetic discrimination by health insurers or employers is now effectively removed, the perception of stigma remains in some communities. When my team discovered the most common BRCA2 mutation in 1996, and linked it to people of Ashkenazi Jewish ancestry, many were concerned about “group stigmatization” of those members of geographical and ethnic cohorts at higher risk for hereditary diseases. It has taken us the better part of a decade to refocus these groups to recognize the extraordinary opportunities afforded by these discoveries as a means for more effective cancer prevention and early detection.

The fundamental scientific and medical challenge during this period stemmed from the question “What is the point of genetic testing if nothing can be done about it?” At the time, Dr. Francis Collins, then head of the U.S. Human Genome Project, and now head of the National Institutes of Health, cited this aphorism: “It is but sorrow to be wise when wisdom profits not.” This statement from Sophocles was seen by some as encouraging women to think twice about a genetic test with no proven means for prevention or early detection. Contained in the pages of Previvors is a concise distillation of the range of options for medical and surgical screening and prevention that are now available to women who are at greatest risk for breast cancer. Risk-reducing surgery of the ovaries, for example, was shown by our group, and confirmed by others, to decrease the burden of both breast and ovarian cancer in families with BRCA mutations. In other cases, a universal consensus of experts has not emerged as far as the preferred option. One such example is the effectiveness of surveillance using magnetic resonance imaging (MRI) of the breast, compared with preventative bilateral mastectomy. To guide this choice, individual decisions need to be made. In a clear style that is cast in human terms that are also scientifically accurate, Dina Roth Port has provided families with an extraordinary resource. She has created an annotated and informed map of the many paths available after cancer genetic testing.

Previvors is thus an invaluable resource for women and families at the vanguard of the “genetic revolution” in cancer medicine. It also offers inspiration for the scientists and humanists who seek to responsibly translate these scientific discoveries into improved health care for all.

 

KENNETH OFFIT, M.D., MPH 
Chief, Clinical Genetics Service; Vice Chairman, Academic Affairs, 
Department of Medicine; and Vice Chairman, Program in Cancer Prevention 
and Population Research, Memorial Sloan-Kettering Cancer Center 
Member, Cancer Biology and Genetics Program (joint), Sloan-Kettering Institute 
Professor of Medicine and Public Health, Weill Cornell Medical College of Cornell University




[image: 003]

Rori, Amy, Lisa, Suzanne, and Mayde  
(From left to right)




CHAPTER ONE

previvors

Lisa never considered herself a prude, but she wasn’t the type to go into a public restroom, take off her bra, and expose her breasts to a stranger. But that’s just what this young mom did in a Dunkin’ Donuts bathroom one Sunday afternoon. As her friend Mayde encouraged her, Lisa let a woman named Suzanne stare at her naked chest for several minutes. And while this was happening, two other women named Rori and Amy sat at a table and watched Lisa’s preschooler nibble on chocolate-glazed Munchkins.

To an outsider, such an encounter might seem a bit depraved. In fact, it was anything but. Lisa was only doing what Amy and Mayde had done for her in a stir-fry restaurant a few months earlier—a “show-and-tell” of what reconstructed breasts look like after a mastectomy. It’s an initiation of sorts: Someone who has had a mastectomy will go into a bathroom—in a person’s home, Starbucks, McDonald’s, you name it—and give a sneak preview to a woman who is considering one. Touching is often encouraged. Many breast cancer survivors perform these “show-and-tells,” but Lisa, Mayde, Amy, and Rori were different. None of them had ever had cancer, but all had undergone mastectomies to prevent the disease they felt they were destined to get. Suzanne’s same surgery was scheduled for two months later.

These women are previvors: people who have not had cancer but possess a predisposition to develop it. For some men and women, it means having a family history of breast cancer or other risk factors. For others, it also means testing positive for one of the breast cancer gene mutations. While many options exist for the vast number of breast cancer previvors alive today—from surveillance to prophylactic mastectomies—these five women ultimately chose the same path. It was the bond that initiated a special, unique friendship.

That spring day amid the French crullers and jelly donuts, these women from South Florida gathered for the first time. Mayde had met Suzanne when her daughter started tap lessons at Suzanne’s dance studio. After learning that Suzanne’s mother had died young from breast cancer, Mayde encouraged her to tackle her risk head-on and provided her with information on how to do so. Months later, when Suzanne started considering the prophylactic surgery, Mayde invited her to the impromptu get-together at Dunkin’ Donuts to meet Lisa, Rori, and Amy, women she had met through FORCE (Facing Our Risk of Cancer Empowered), a nonprofit organization for women at risk for breast and ovarian cancer. They had all helped each other while weighing their options. Now it was their turn to help Suzanne.

For hours they talked about everything from what size cup they chose and why they kept their nipples to how their husbands reacted to their new breasts. They told stories about their mothers—all had battled cancer; a few of them lost the war. The energy between the five women was palpable. They felt deeply connected to one another, as though they had known each other forever.

It was an unlikely group of friends. At a glance, they are very different:

With short blond hair and funky glasses, Mayde looks like a quirky sophisticate who knows what she’s talking about. And she does. She’s smart as a whip and so knowledgeable about breast cancer you’d think she was an expert in the field. She does extensive research about  everything in her life—from which schools her children attend to what kind of cell phone to buy—so that she can make the best possible decisions. Growing up, Mayde was “that” kid in high school—even though she was one of the youngest in her class, she was president of the honor society, salutatorian, and editor of her school newspaper. She also has an inborn need to help others—she volunteered at local hospitals as a teenager, and she eventually went to medical school and started her own podiatry practice. Now she’s a stay-at-home mom who has made it her mission to guide other women who are first dealing with their risk for breast cancer. If it weren’t for Mayde, the five women in this book never would have found each other.

Amy’s the youngest and, checking in at just under five feet tall, she looks more youthful than her years. Her personality matches her appearance—she’s bubbly, has a killer sense of humor, and is so outgoing she’ll talk to anyone, anywhere. But she wouldn’t admit to that—Amy appears unaware of her strengths and never boasts or brags. Trendy but reserved (she’s the only one of the women who won’t wear shirts that show off her new cleavage), she’s a dedicated single mom who spends the little bit of “me time” she allows herself on the tennis courts. She’s compassionate and easy to talk to, the kind of friend who will spend hours analyzing over and obsessing about anything. And Amy actually listens. If you tell her something that’s bothering you, she’ll call a few days later to follow up. However, when it comes to her own feelings—particularly about her family’s history of breast cancer—she keeps them inside. She’s quick to say, “I’m over it,” though, in truth, she really isn’t.

If you wanted to describe Suzanne in a few words, an “Italian girl from Brooklyn” would do the trick. With an athletic build and olive complexion, she’s proud of her heritage and considers a slice from New York the only kind of pizza worth eating. Suzanne’s the type of friend who’ll tell it like it is. She’s genuine, always speaks her mind, and doesn’t take “no” for an answer. Her strength also comes from the  fact that she grew up without a mother and had to fend for herself at a very young age. But along with her tough exterior, she wears her heart on her sleeve and will drop everything to help a loved one. She owns a dance studio for kids and spends half her day wiping noses, kissing foreheads, and nurturing little ballerinas before heading home to her own young daughter. Suzanne is also spontaneous and keeps a small suitcase packed in case she ever decides to take a last-minute trip. She has seen firsthand how fragile life can be and always tries to live with no regrets.

Rori is the “Little Miss Sunshine” of the group. She’s someone you just can’t help but love, with a smile that lights up the room and soft brown eyes that sparkle. On the one hand, she’s a girly girl with a flair for fashion—she worked for a major designer for ten years and follows the latest trends. But also being completely laid-back, she’s even more comfortable in stylish jeans and a T-shirt (paired with a great purse and sunglasses, of course). Rori is a hands-on type of person, especially when it comes to her kids, and she spends her days helping at their schools and then shuttling them to and from soccer, football, piano, and dance classes. Of all the women, Rori was the most attached to her breasts and had the hardest time making the decision to have the surgery. Also, though her family has seen its share of tragedy, she tries to block it all out. Instead, she remains a free spirit who believes in holistic living and finds inner peace by running, doing yoga, counting her blessings, and taking each day as it comes.

Lisa is a fireball, a true type-A go-getter. If you want a job done right, Lisa’s the girl you can trust to come through for you. With long dark curls and a raspy voice, she has an infectious personality and is the type to walk into a party of strangers and know everyone by name when she leaves. People gravitate toward her because she has so much energy and is just fun to be around. Lisa is constantly on the go, BlackBerry in hand, making business deals one minute and play dates for her three kids the next. She’s climbed her way to the top of almost  every marketing company she’s worked for and is always looking for her next project. She also loves exercising and finds her workouts to be the only time she “turns it all off.” Lisa aims to find balance in her life and says that, especially after losing her mom, friends are an essential part of that equilibrium.

Despite their many differences, the five women were drawn together that day at Dunkin’ Donuts, sharing a bond not even their husbands, children, or siblings could understand. They started meeting every few weeks for lunch, and in between would spend hours e-mailing, texting, and chatting on the phone. At first, they’d talk about their breasts, but then they’d move on to their kids, jobs, fashion—the typical topics any group of girlfriends might discuss.

The women felt so blessed to have each other, especially since women with an elevated risk for breast cancer have very few outlets besides FORCE and another national organization called Bright Pink. Sure, there are plenty of books for survivors of breast cancer, but almost none for women like them. They are part of a new generation of women who aim to beat cancer before it even strikes. That’s why they decided that they needed to share their stories, not only with each other but also with the thousands, if not millions, of women who are in the same boat. It is our hope to provide these other previvors with a comprehensive resource that will help guide them. In the end, many won’t choose the same course of action these five women did, but they will all have to grapple with similar issues to figure out what’s right for them. This is the book that Lisa, Mayde, Amy, Rori, and Suzanne wish had been available while they were making such agonizing decisions. It is the book they wish their mothers could have had.




CHAPTER TWO

living in fear

When Amy was a little girl, she used to think that someday she’d go to college, get married, and have kids. And then she’d get breast cancer. “I always figured breast cancer was just a way of life,” she explains. “My Grandma Ada died from it right before I was born, and as I grew up I remember that my mother would be so nervous when she had her mammograms each year, acting as if cancer was inevitable. Then, when her results came back fine, I’d overhear her telling my father something like, ‘Good news, I dodged the bullet again.’ My mom was so convinced she’d get breast cancer that I assumed I’d just follow in her footsteps. As a child, I didn’t quite know what that meant. But as I got older and learned what this illness could do to a person, it became terrifying.”

Mayde also thought she’d get breast cancer someday. When she was seventeen, she watched her mom combat the disease, and later she started keeping a copy of her mother’s pathology report tucked away in her underwear drawer. “I knew I was going to need it eventually,” she says. “It was just a matter of time.”

All diseases are scary, but for some reason breast cancer packs a particular punch. In fact, one survey showed that women fear this illness more than any other, even though cardiovascular disease claims  more than ten times as many women’s lives each year. Holly Prigerson, Ph.D., a psychiatry professor at Harvard Medical School and a psycho-oncologist at Dana-Farber Cancer Institute in Boston works with patients dealing with the psychological aspects of cancer. She says that fear of breast cancer is sometimes so powerful that people become paralyzed by it. “Whether from accounts in the media or firsthand experience, women often have a vivid image of breast cancer as a painful, debilitating, disfiguring disease that eventually attacks your vital organs and kills you,” Dr. Prigerson says. “The truth is, breast cancer is usually not a death sentence. But it’s still many women’s worst nightmare.”

That’s especially the case for women who already know they have an elevated risk for getting the disease. They feel like they’re looking into a crystal ball and seeing a horrifying future. Many have witnessed how breast cancer can destroy a person to the point that it deprives them of their dignity, their spirit, and eventually their life. The thought that that might also happen to them becomes unbearable.




how it begins 

Suzanne remembers being two years old and waking up her mother, Nina, on Christmas morning to tell her that Santa Claus had left presents under the tree. That’s the only memory she has of her mom. The following year, Nina found out she had terminal breast cancer. Two years later, on Suzanne’s first day of kindergarten, she died. She was only forty-seven.

Fear of breast cancer doesn’t just appear out of thin air. It stems from a source; there’s a definitive point in time when it all begins. For some, that might be something as innocuous as reading a magazine story about a woman who battled the disease. For others, it’s often watching a loved one actually suffer to the end with it.

After her mother’s death, Suzanne’s life changed drastically. “My dad worked seventy hours a week as a garment presser and would leave the house early in the morning and come home late at night,” she says. “So my mom’s sister, Aunt Lily, took care of me during the week and then I’d go home with my father on weekends.

“Growing up, I became extremely attached to my dad and was so afraid that he would also become sick and die. Often, in the middle of the night, I’d sneak into his room to check if he was still breathing. My dad rarely talked about my mom, but he never seemed to get over losing her. He became very withdrawn and, in a way, it was like I lost him, too. My sister and brother were ten and twenty years older than me, respectively, so they also weren’t around for most of my childhood. I was very lonely.

“If all of this had happened today, I probably would have gone to see a therapist,” Suzanne continues. “But instead, my family and I relied on each other, our faith, and like most Italians, ‘food therapy’ to get through this difficult time. Every Sunday, Aunt Lily would start cooking the marinara sauce early in the morning while my grandmother would make pasta from scratch. Then in the afternoon my entire extended family would meet at Aunt Lily’s and we’d feast on antipasti, pasta with meatballs and sausage, chicken or roast beef, and a salad. For dessert, we’d usually have my grandma’s anisette-flavored cookies, plus other cakes and sweets. I really looked forward to those Sunday meals because everyone was so boisterous and animated, and we’d all just laugh and have fun together. But the rest of the week was sad for me because life at my aunt’s house wasn’t easy. My aunt and uncle took me in because they felt they had no choice, and they seemed resentful. They were nice to me, but I always felt like a burden.

“When I was a kid, people would often say, ‘Oh, you poor thing. You lost your mother so young. That must have been so hard for you,’ ” adds Suzanne. “Truth be told, her death wasn’t that difficult for me at the time. It’s like telling someone who is blind from birth that  they must miss not being able to see. I couldn’t miss something I never really had. All I ever knew about my mom was from stories my dad’s sister, Aunt Mary, and her husband, Uncle Sal, would tell me. When they’d see me getting worked up about something, they’d say, ‘You’re just like your mom.’ Apparently she was a spitfire and an outspoken, liberated woman. She was a typical Italian mother—warm and loving, but strict. She was also the mom all the kids in the neighborhood wanted to have as their own, and the friend people always turned to for advice. Her death seemed to touch everyone in our community in Brooklyn. In fact, the line to get into her viewing at the funeral home stretched down the block, and afterward the service at the church was packed. But I never wanted to think about my mom too much—especially about how she died. I guess, like my dad, that was always my defense mechanism.”

But as Suzanne grew older, her mother’s history began to haunt her. “My mother got diagnosed with cancer at forty-five and I once read that I should start getting mammograms ten years before that,” she says. “When I turned thirty-five, it was as if someone said to me, ‘Okay, now you can start worrying.’ Oddly enough, I never performed breast self-examinations because I was so petrified that I’d find something. Instead, I would have a mammogram every January and then bury my head in the sand for the rest of the year. My mammograms were thankfully always normal. I never had any lump or breast abnormality. What I did have was the feeling like it was coming. I just knew.”

For Suzanne, the mammograms and waiting for the results were torture. “The nurse who always performed my mammogram was a sweet, sympathetic lady named Sandy, and I used to analyze every last word that came out of the poor woman’s mouth,” she says. “If she wished me good luck as I was leaving, I’d think, ‘Why did she say that? What does she mean? Why didn’t she just say “Have a good day” or “See you next year”? Will I need luck?’ Then, from the day I’d have the  mammogram to the day I got the letter saying everything was okay (which was often up to two weeks later). I’d drive myself crazy. I’d lie in bed at night, staring at the ceiling, thinking, ‘This is it. This is the year I get cancer.’ I’d be completely preoccupied with thoughts of death, imagining scenarios of going through chemo, losing my hair, my husband trying to raise our daughter on his own. I’d allow myself to go to those deep dark places—but just for those few weeks each year. It was the highest level of anxiety I’ve ever experienced.

“Then, after frantically running to the mailbox every day, I’d get the letter saying I was in the clear,” Suzanne continues. “I’d immediately have an overwhelming sense of relief. I would thank God for letting me off the hook, and I’d start living in denial again until it was time for my mammogram the following year.”

 

 

Though her story is sad, Suzanne acknowledges that at least she has no memories of watching her mother suffer. Mayde, on the other hand, does. “I was seventeen and had just started my freshman year of college when my mother had an aspiration of a cyst in her breast that had turned bloody,” Mayde says. “She was admitted to the hospital for a surgical biopsy of the area where the cyst was found. It showed cancer, and she returned to the operating room for a radical mastectomy of that breast the very next day. The day after that, the doctors strongly suggested my mom have a mirror biopsy of her other breast, just to be safe. And when they found cancerous cells in the second breast, they decided to remove that one, too.

“I will never forget when I first saw my mom after her surgeries,” Mayde continues. “My mother, Blossom, is the type of woman who is always well-coiffed and dressed impeccably. But there she was, lying in the hospital bed, hooked up to all these tubes. Some were pumping fluids into her body, while others were draining blood from her chest into these big plastic drums. My mom was comatose from the pain  medication, and her chest was a horrifying sight—the doctors had removed not only her breasts but also her pectoral muscles and everything down to her ribs. She was flat as a board. I just stood there frozen, thinking, ‘My mother isn’t going to make it out of this hospital alive. How can I live without her? What’s going to happen? Who’s going to take care of me?’ Even though I was pre-med and had volunteered at hospitals throughout high school, I just wasn’t prepared to see my mother like that.

“My mom was in the hospital for two weeks and I sat with her every day,” Mayde adds. “She’d slip in and out of consciousness, and when she awoke she’d usually vomit from all the narcotics. She couldn’t eat or speak or even lift her arms because of the incisions from the surgery. My mother eventually did make it home, but she took a very long time to recover. She was in severe pain from nerve damage and developed lymphedema—because her lymph nodes were removed, the fluid in her body had nowhere to drain, causing one of her arms to swell up like a balloon. I took off from school for a few months so I could stay home and care for her.

“I was so damaged from seeing what my mother had endured,” Mayde says. “But I never thought I’d ever have to do the same. I just hadn’t yet made the connection that my mother’s history could somehow affect me. Then, when I was twenty, I took my mother to see Dr. Roy Ashikari, the surgical oncologist who would wind up performing my mastectomy twenty-five years later. After he checked my mother, he turned to me, wagged his finger, and said in a stern voice, ‘Be very careful all your life. Your mother had breast cancer. Always check yourself.’ He made such an impression on me. It was like foreshadowing. That was the first time I realized, ‘Hey, I’m at risk here.’”

While Suzanne’s and Mayde’s fear of breast cancer started with a bang, many women’s worries begin more subtly. Take Lisa, for example. When she was a junior in high school, she felt a cluster of hard lumps in her left breast and her mother rushed her to a doctor to have  them removed. “My mom’s motto was, ‘If it doesn’t belong there, get it out,’ ” Lisa says. Lisa underwent general anesthesia and a surgery that left her with an unsightly three-inch scar across her breast. By the time she turned thirty, she had had three more biopsies of suspicious lumps and another one-inch scar above the previous one (the doctors were able to cut through previous incisions on some occasions). All turned out to be benign. “But each time, as I waited for the results, I’d think, ‘Why is this happening?’ ” Lisa says. “At first, I’d have a ‘Nothing can happen to me’ frame of mind, but as I kept finding more lumps, I started having doubts.” But this was just the beginning for Lisa. It wasn’t until much later that her doubts turned into terror.




close calls 

Whether waiting for the results from a biopsy or worrying about a suspicious mammogram or other indicator that breast cancer might strike, not knowing the prognosis is sometimes just as anxiety-provoking as hearing bad news, says Dr. Prigerson. “When there’s a nonspecific dread that something horrible is going to happen, people tend to build up the likelihood of it in their minds and the fear takes on a life of its own,” she says. “Once they know their results, they might still be terrified if the news is bad, but they can at least then start developing a game plan for dealing with it. Before that, they’re just experiencing pure fear.”

Amy knows what that waiting game is like all too well. She started getting mammograms when she was in her mid-twenties—fifteen years before the national recommendation—because of her family’s history: Years after Amy’s Grandma Ada died of breast cancer, her mother’s younger sister fought the disease when she was only thirty-four. Then, after years of worrying about breast cancer, Amy’s mom, Anne, got the diagnosis she always knew she’d get. She was fifty-three. “Luckily,  my mom caught the breast cancer early, so she just had a lumpectomy and radiation,” Amy says. “However, when it came back a few years later, she had a double mastectomy. Through it all, my mom was always strong. Her attitude was, ‘I’m going to beat this.’ And thankfully she did. I just couldn’t imagine losing her—my mom was the center of my family, the glue that held us all together.”

Amy’s mammograms were uneventful until she was in her thirties. “One year, a few days after one of my mammograms, I was driving my three kids to see a movie when I got a call from my gynecologist’s office,” she says. “The doctor said, ‘We saw something suspicious. You need to come back for additional pictures. Don’t be alarmed.’ I immediately thought, ‘This is it. I have cancer.’ Somehow, I pulled it together, got to the theater, bought tickets and popcorn, and shuttled my kids to their seats. I sat in that theater petrified, thinking, ‘Here we go. My nightmare is coming true.’ I felt numb and sick to my stomach.

“The next day, I went to an imaging center for an additional mammogram and an ultrasound,” Amy continues. “After the tests, they left me to wait in this windowless room, wearing only a paper robe, feeling helpless. It could have been a minute or two, but it felt like forever. Then the radiologist came back in and said abruptly, ‘Everything’s okay. You can go home.’ And that was it. I was elated, of course, but I also felt like a Mack truck had just hit me. I had a crushing headache and was so drained from the emotional roller coaster that I went home, collapsed into bed, and slept for hours.

“This mammogram was a huge wake-up call,” Amy adds. “I always thought I’d get cancer someday, and now I was in my thirties and approaching the age my aunt was when she was diagnosed. It could be my turn soon.”

 

 

Rori’s big scare also came when a mammogram detected a lump when she was thirty-six. Cancer had ravaged most of her mother’s family,  one by one. First, her two great-aunts died of breast cancer; one uncle died of kidney cancer, another uncle of bladder cancer. Then Rori’s mother, Lois, succumbed to ovarian cancer. A few years later, Rori’s older sister, Lynne, battled the same disease.

So when Rori’s doctors sent her in for a biopsy of the lump, needless to say she was very anxious. “I kept thinking about my mother, who I watched wither away,” she says. “After many surgeries and months of chemo, she was skin and bones and feeling frightfully weak. Right before she died, she literally couldn’t function. I don’t know why—possibly the cancer had spread to her brain—but she was losing her memory and could barely scribble her name. She was so frail that I had to hold her in the shower and help her use the bathroom. She wasn’t my mother anymore.”

Rori also thought about her sister Lynne, who went into remission after eight rounds of chemo. “I never understood how someone so young could have cancer, and here I was with a lump and my history, thinking, ‘I could be next,’ ” Rori says. “I prayed, ‘Let me be cancer-free and I’ll find a way to avoid being yet another link in the chain.’ ” After two biopsies (the doctors wanted to dig a little deeper the second time), she found out her lump was benign.

 

 

As for Mayde, after she witnessed her mother’s horrific radical mastectomy when she was seventeen, her fears only grew in her twenties and thirties as she graduated from medical school, started her podiatry practice, and eventually married Jonathan, who is a radiologist. “Being completely immersed in the world of medicine, I became so aware of my risk that it was always at the forefront of my mind,” Mayde says. She also became particularly frightened when she kept finding suspicious cysts. “I really started getting nervous because my mom always went for cyst aspirations,” she says. “I thought, ‘Uh-oh, I’m following in her footsteps.’ ” Mayde had to have three of her cysts biopsied; each  time, little pieces of one of her breasts were removed. “I felt like I was being chipped away,” she says.

Then, one of Mayde’s biggest scares came two days after she gave birth to her first child, Phoebe. “I was lying in the hospital bed trying to nurse, but my daughter was having trouble latching on,” she recalls. “The nurses brought in a breast pump and, when I started pumping, the fluid that came out of the left breast was tinged with blood. My husband and the nurses looked puzzled and somewhat panicked. A breast surgeon came in and took a sample of the fluid. I wasn’t allowed to nurse on that side, and I ‘pumped and dumped’ while I waited for the results. I remember gazing at my precious newborn and thinking, ‘I can’t believe this is happening during the happiest time of my life.’”

A few days later, the tests came back inconclusive, and since there was no more blood in the milk the surgeon told Mayde they’d just take the “wait-and-see” approach. “I was so overjoyed with my baby that I tried to focus on her and nothing else,” Mayde says. “But I couldn’t help thinking, ‘Something is brewing.’ ” It would turn out she was right.




the last straw 

Fear is a living, breathing thing. The more it’s nourished, the stronger it gets. As it grows, it becomes so powerful that it can actually consume a person completely. And that’s exactly the point when these five women each realized they had had enough.

Lisa, for example, always thought that having lumps biopsied and being left with scars was just something she had to deal with. But then her mother was diagnosed with breast cancer when Lisa was twenty-nine. “Once my mother got cancer, I woke up and realized, ‘I can get this, too.’ After that, every time I’d find a lump, I’d panic.  I had terrible anxiety and would experience tightness in my chest. I started constantly doing breast exams in the shower and was always thinking, ‘Mom’s sick, and I’m going to turn out just like her.’”

Lisa and her mom, Arlene, were best friends. “We did everything together—shopping at flea markets, playing backgammon, taking my kids to Gymboree,” Lisa says. “We had the same thick New York accent and even looked alike, though her curls were red and mine are dark brown. Then one day my mom found a lump and immediately went to the doctor to get it checked. I’ll never forget when she called me and said the words no one ever wants to hear: ‘I have cancer.’ I was driving and I started crying so hard I had to pull over. Those few words shattered my world.”

Arlene had a lumpectomy, followed by chemo and radiation. “That’s when I really became frightened because my mom began to look ill,” says Lisa. “She was exhausted and often nauseous, and she shaved off all her beautiful curls because she didn’t want to deal with losing them bit by bit. Her wigs were hot and itchy, so she’d usually just wear a bandana. People would sometimes stare at her, and I’d be like a mother hen, trying to distract her so she didn’t notice. I was so overwhelmed with seeing my mother suffer that after dinner with my family, I’d lock myself in my home office and just weep. I even left my demanding corporate marketing job because, in part, I wanted to be around to help my mother in any way that I could. To me, time with her was too precious.”

Arlene’s treatment seemed to work, but five years later the breast cancer metastasized to her bones and she had to start chemo and radiation all over again. This time, she was living with a chronic illness, and the doctors were focused on giving her the best quality of life possible and preventing the cancer from spreading further. Every few months, they’d whip up a different cocktail of medication. When that stopped working, they’d try another.

Then, while on a family vacation in New York two years later, Lisa  received a call from her brother. He said that their mom had taken a turn for the worse.

“What are you talking about?” Lisa asked.

“Lisa, it’s really bad,” her brother said. “You have to come home.”

“What do you mean?” she said. “Can I talk to Mom?”

“No. She can’t talk. You have to get home. I think this is the end.”

“I couldn’t believe it,” Lisa says. “My mom had just left me a message on my cell phone the day before asking about my trip and telling me how much she missed me. I was in shock but somehow composed myself, got on a flight back to Florida the next morning, and raced from the airport directly to the hospital.

“When I reached the ICU, all I kept thinking was, it can’t be  that bad,” she continues. “Well, it was. The cancer was in my mom’s liver, and overnight she had become unconscious, filling with fluid, and turning bright yellow. I screamed when I saw her. The woman lying in that bed didn’t look anything like my mother. That’s when I became hysterical. I whispered in her ear, ‘Mom, I wish I could help you!’ My brother told me that Mom was completely out of it because she was on so much morphine, but she suddenly squeezed my hand really hard. I felt she was trying to tell me that she knew I was there. I just cried, held her hand, and told her I loved her. She died within minutes. I watched the monitor as her heart rate began to slow. It was a countdown to death. In my heart, I knew she was ready to go, but I wasn’t ready to let her go. I just stood there and stared at my mother, dead. The disease finally beat us. No more Mom. No more Grandma Arlene. That was the moment when my life would never be the same again.”

The following year, while Lisa was still deeply mourning her mother, she became more vigilant than ever about screening. She went for an ultrasound, and this time the test showed two lumps in her right breast—two lumps that Lisa had never felt herself. “That really scared me,” she says. “I had found all my previous lumps, but never noticed  these. What if they were the ones that turned out to be cancerous?” And though they weren’t, Lisa says that she had had it. “My mother had just died, and I was so sick of this disease. I was done dealing with breast cancer.”

 

 

For Suzanne, she always had the threat of breast cancer looming over her, particularly since her mother died from it when Suzanne was only four. However, her last straw was mistakenly being told she had the disease. At the time, she was contemplating undergoing genetic testing and was meeting with an oncologist who asked her to bring along her recent mammogram. That mammogram, it turned out, had a slight change from the previous year and Suzanne was going to get an MRI the very next day to make sure that everything was okay.

“When I first met with the oncologist, she took my mammogram and put it up on a light board in her office’s reception area,” Suzanne says. “She studied it for what seemed like hours and then began pacing back and forth.”

“There’s something wrong, isn’t there?” Suzanne asked.

The oncologist sat down next to her and took her hand. “I see it,” she said, her eyes staring directly into Suzanne’s. “I see the spot they are talking about. This is very, very serious. You need to have a biopsy immediately.”

The whole office froze. The patients within earshot became absolutely silent. Suzanne felt like the room was closing in on her. Everything went blank and she could feel the blood draining out of her face. There was an eerie white noise in her head, like something out of an Alfred Hitchcock movie.

“You see cancer?” she asked.

The doctor nodded.

“Are you sure?”

“Well, the only thing that is one hundred percent sure is a biopsy,  so I am having my secretary call the best surgeon we know and we’ll see how soon you can get in,” she responded.

At this point Suzanne wasn’t really sure what the doctor was talking about. Since the mammogram only showed a cloudy area, she was thinking, “There is no lump. There’s nothing to biopsy.” But Suzanne took her word for it and said, “You’re an oncologist. This is your field. You know what cancer looks like.”

The doctor nodded.

“Is it invasive?” Suzanne asked.

She nodded again and said, “Invasive ductal carcinoma.”

Suzanne thought, “Here we go. I’m just like my mom. People don’t survive cancer in my family, so why should I?” Again, she was picturing herself going for chemo treatments, her daughter growing up without her just like she grew up without her mom. She couldn’t foresee one step at a time. She jumped right to: “I’m dead.”

Suzanne immediately called Mayde, who had become a mentor of sorts since she was the person who had encouraged Suzanne to confront her risk in the first place. The next day, Suzanne headed to Mayde’s husband’s radiology practice for her MRI. Mayde went with her for moral support and to make sure everything ran smoothly. “As soon as the test was done, Mayde ran to the room where the breast imaging specialist was evaluating my results,” Suzanne recalls. “I was in a chair at the other end of the hall, and when I saw her lean out of the radiologist’s room and give me a thumbs-up, I started sobbing. I almost collapsed and needed my husband, Pascal, to hold me up. I had been so convinced I had breast cancer that the relief was overwhelming. But I also knew the relief would be short-lived. I thought, ‘Today I’m fine. But what about tomorrow?’ I just couldn’t take this waiting game anymore.”

 

 

While Lisa and Suzanne can pinpoint the exact incidents that put them over the edge, Amy cannot. “It was as though all signs were  pointing to breast cancer,” she says. “First, there was my family history and that horrible mammogram scare, but one day my best friend from college, a mom of two young children, called to tell me she had breast cancer. That scared me beyond belief. How could this happen to her? It was supposed to be me.

“Then a mom at my kids’ school was going through chemo,” Amy continues. “The disease was just everywhere. And every time I heard about someone who got cancer, I thought, ‘That could be me.’ I then had a second mammogram scare and began looking at everyone as a statistic. I’d be on the tennis court and I’d think, ‘Okay, if one in eight women get breast cancer in their lifetime and there are sixteen girls on my team, that means two of us will likely get breast cancer. I’ll be one of them. I wonder who the other will be?’ I knew this was not a way to live.”

What made matters worse was the fact that Amy couldn’t really discuss her fears with too many people. From the time her mom was diagnosed with breast cancer, her parents and siblings always had the attitude of “What happens in the family stays in the family.” Amy couldn’t tell anyone but her closest friends what her mom was going through. When she went to a hospital in Miami for her mother’s mastectomy, for example, she didn’t even tell anyone where she was. Then, years later, when dealing with her own suspicious mammograms, Amy barely talked about it. “I had the same kind of attitude as my mom—I’ll deal with this and move on,” she says. However tormented she might be, dealing with cancer—even just the possibility of it—was a private matter.




one more factor 

For each of these five women, fear originated from a different source and manifested itself in unique ways. But the one commonality that  helped push each of them over the edge was the fact that they were all moms.

“When you have kids, life in general is just scarier because, as the saying goes, there’s a little piece of your heart out there in the world,” says Rori, a mom of two boys and a girl. “I feel such a strong need to protect my kids, and I’m determined to leave them at a ripe old age. Of course, I could get hit by a car tomorrow, but there’s no way I was going to let cancer get me.”

Rori explains that her conviction comes from dealing with her mother’s death when she was thirty. “My mom was my life,” she says. “I lost my father to kidney failure when I was fourteen, so she was all I had. I loved her more than anything. Just like me, my mom was a happy-go-lucky free spirit who taught me about finding the best in people. She was adventurous and glamorous, and she embraced every aspect of life—from traveling and fashion to art, food, and music. Even when I was an adult, she made every day together so exciting. I felt so empty when I lost her to ovarian cancer, and my life has never been the same since. It breaks my heart just thinking of my kids’ ever experiencing the same pain.”

Lisa agrees. “My mom and I used to talk on the phone at least two or three times every day, and I still often reach for the phone to call her, even years after her death. I’m so devastated not having my mother with me, and I’m not willing to let my three kids go through what I’ve been through. They lost their grandmother. That’s enough.”

“It’s a matter of responsibility,” Mayde adds. “When I was single and didn’t have anyone depending on me, the threat of breast cancer was scary. But once I had my son and daughter, the fear hit a whole new level. I wasn’t just afraid for myself anymore. I was afraid for them.”

Like many moms, Amy thinks of logistics. “With three kids, I just don’t have time to get sick and deal with having breast cancer,” she says. “I have to keep up with them.”

As for Suzanne, she never really understood what it meant not to have a mom until she became one herself. “After I adopted my daughter, Nina (named after my mom), I realized how profound my loss was,” she says. “I didn’t have that person who loves you unconditionally and knows every little idiosyncratic thing about you. For instance, I know that the only kind of orange juice Nina will drink is pulp-free Tropicana in a plastic cup with a straw, and that she wears shoes a size too big because she doesn’t like feeling them on her feet. Sure, I had some motherly influences in my life. When I was a kid my dance teacher, Miss Bonnii, would do my hair and makeup before my recitals, while all the other girls in my class had their moms fussing over them. But when I got married, no one helped me pick out my dress or plan my wedding. No one showed me how to change a diaper or swaddle a baby when Nina was an infant. If I could help it, there was no way I’d let my daughter miss out on all the things I missed by not having my mother around. I decided I’d do whatever I could to make sure I was there for her.”
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