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For the past ten years I have provided psychological counseling for women whose mothers, grandmothers, sisters, and even daughters have had breast cancer. More than three-fourths of these women had mothers with breast cancer, and many of their mothers succumbed to the disease. Women at increased risk for breast cancer, because of their family histories, are often emotionally distressed and unable to express the wide range of emotions they feel about their relative’s cancer. These women frequently remain silent because they feel they cannot talk to anyone, and more important, they think their feelings are not normal. Women whose mothers developed breast cancer often suffer the greatest.

Over the course of this past decade I have found it both personally and professionally rewarding to help women become proactive in their health behaviors, particularly as they relate to breast cancer. In 1988 I began to explore the distress issues of women with family histories of breast cancer and found that 27 percent had levels of anxiety and depression consistent with a need for psychological counseling. Some women’s levels of distress were as high as women who had endured and survived Leukemia and Hodgkin’s disease. Through the initial research I did on the psychological issues for these women, counseling strategies emerged that women thought would be most useful for them. The popular request was a group intervention, a forum to openly express feelings of anxiety, fear of disease, vulnerability, anger, powerlessness over breast cancer development, guilt, and isolation and loneliness. In these groups of eight to ten women, handing out written material is extremely important, as it provides concrete information in a clear, concise, and articulate manner about the most salient aspects of breast cancer prevention and treatment, genetic issues, lifestyle behaviors, and stress management. One of the articles that has been given out for the past four years is Laurie Tarkan’s “How Daughters Face Their Mothers’ Breast Cancer,” which was published in the October 1994 issue of McCall’s magazine. Since then, women have been reading it as part of the material for the group session on stress management and coping with being at increased risk for breast cancer. This article has indeed proved invaluable for the daughters of women with breast cancer. For them, it confirms many of the feelings that have been buried inside them for a long time, sometimes as long as twenty years.

All the above exemplifies the need for the chapters in this book. To date, this is the only book that explores the multitude of psychological issues mentioned above that women with mothers with breast cancer think about and cope with almost daily. Reading this book, women will find at least one, and perhaps more than one, woman they can identify with, and thus have the needed validation for their range of feelings about breast cancer. The content of each chapter is quite rich and will provide women with insight into themselves and their mothers. The chapter on a mom who survived breast cancer is essential reading, as it allows daughters to realize that women do survive breast cancer and go on to lead full and meaningful lives as survivors. This chapter also describes a mother’s concern about passing on the legacy of breast cancer. All the emotional issues that women have faced are covered in this book, from personal stories to the section on getting help, and more specifically, how to live without fear.

Laurie Tarkan has provided in-depth coverage of the struggles, the fears, the sadness, and the hopes of women facing the threat of breast cancer. It will be welcomed by daughters of women with breast cancer and by women who have family histories of breast cancer, as well as by women who are breast cancer survivors. The emotional issues, which are often gut-wrenching, are the main purpose of this book and are explored in a most sensitive manner. I would highly recommend My Mother’s Breast to all women who want to cope with their worries about breast cancer and move forward with their lives.
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PREFACE

When I was an editorial assistant at Self magazine ten years ago, my company held a blood drive, so like most conscientious employees, I went down to the conference room, lay down on a portable bed, and offered up my arm. The nurse cleansed my forearm, jabbed it, adjusted the sac, and let me be. But a sac of blood takes a few minutes to fill. As I waited, tears started rolling down my cheeks. The nurse, noticing my situation, came over and asked what hurt. “It doesn’t hurt,” I said. “It’s just something sad I thought of.” As I lay there with my arm out and a tube stuck in it, I thought of my mother as she was when I went to the hospital to visit her when I was ten years old. I remember her lying in the hospital bed with her arm by her side and IV tubes snaking out of her wrist, rising up to a couple of limpid pouches hanging on a tall metal stand. I was frightened by those tubes, invading her body like the disease itself. I was devastated to see my precious mom so weak and sick, and at the mercy of those tubes.

I remember very little of the time before February 26, 1974, the day my mother, Myrna Tarkan, died. I was only eleven years old. Most of these memories, like the hospital scene, are sad or frightening. I have memories of her being too weak to get out of bed or contending with one annoying symptom or another. That could be the result of a morbid selective memory on my part, but it could be the result of the way my mother’s illness was handled in my family. My mother and father went to great lengths to protect me and my older sister, Gail, from knowing the extent of her illness. My father believed that the trauma of knowing that our mother was dying would be worse for us than the consequences of not knowing. But my mother kept the truth from us for another reason. She thought that she would live. She had been diagnosed with a rare liver disorder ten years before she died. One internist told her she could live a relatively long life with the help of drugs to moderate her symptoms. Another internist, fresh out of medical school, said to my twenty-seven-year-old mother, “What are you worried about? You have another ten good years ahead of you.” That made my mother cry.

The young internist was callous but prophetic, though my mother chose to align herself with the older physician’s prognosis. She was optimistic about her life. Like many patients with life-threatening diseases, she did not see herself as a dying person; she saw herself fighting the disease with whatever medicine had to offer, ever hopeful that the next treatment would cure her. She always pushed forward, despite pain, fatigue, fever, and other symptoms. She continued teaching at the local high school, pursuing her doctorate in education, keeping up an active social life, and raising Gail and me. She didn’t think she was dying so she didn’t think she needed to burden us with the scary details of her illness. Though my mother was sick on and off for many years, and very sick the last two years of her life, her death came as a shock to me and my older sister. We were not prepared.

Sometimes I feel that it was not my mother’s illness and death that had the greatest impact on my life, affecting my relationships with people and my sense of security in the world, but rather the silence around that illness. That silence left me with more than the loss of my mother. I lost her without ever being able to say goodbye, or being able to say anything meaningful. We never had that conversation in which my mother would tell me how much she loved me or what a wonderful little girl I was, or how I would succeed in life, or simply that she did not want to leave me. A child does not assume these things; a child does not infer; a child needs to hear the words to know that they are true. So I was left to wonder about these things all my life.

As much as I wonder about her feelings toward me, I wonder about who she was. I was too young to experience her as a person, with all her quirks and vulnerabilities and lovable and not so lovable traits. The knowledge I have about my mother, the woman I envision as Mom, has been cobbled together from the stories I’ve heard, photographs I’ve seen, and my own small bank of memories. The image is minimal at best, a few poignant stories and a list of traits—funny, vivacious, warm, athletic, intelligent, beautiful. She was a feminist who loved the theater, the ballet, antiques, and clothes. It all fills me with great pride, and a great sadness, selfishly for what I missed.

My regret of not knowing my mother has become more cogent since I embarked on this book. During my interviews with daughters, I was struck by a feeling I wasn’t expecting. I envied the time those daughters who had their mothers in their teenage years and in their twenties and thirties and the intimate mother-daughter bond many had described, a bond unlike all others in life. But in writing this book, I have learned more about my mother. I learned because I was compelled for the sake of the book to seek out more information about her life, her sickness, and her death. It forced me to broach the subject of my mother’s illness to my father and for us to speak at length about it for the first time. Those conversations have brought us even closer. I also learned about my mother through the stories I heard from mothers and daughters. These stories have given me insight into what my own mother must have experienced during her illness and what I, as a young child, went through.

My mother died of a rare liver disorder. In interviewing the women for this book, I felt I should apologize because she didn’t have breast cancer. It would have made more sense for me to write this book if she had. As a health writer, I have written on different medical and psychology topics, many of which do not resonate with me personally. But one day I was speaking with a social worker at Cancer Care, Inc., an organization that offers social services and support for women with cancer, and she mentioned that she occasionally counsels daughters of breast cancer patients. Given my own personal background, I immediately took interest in the topic and wrote an article about these daughters for McCall’s magazine, which did touch me deeply. The stories I heard from the daughters I interviewed seemed to reflect my own experiences. The daughters made me cry for them and for myself. They also made me laugh and left me feeling stronger and more hopeful. The article won an award, the Rose Kushner Award for Writing Achievement in the Field of Breast Cancer. Rose Kushner was a journalist who, back in the 1970s, was one of the first breast cancer patients to speak out about the disease and the need for better early detection and better treatments. The award made me realize that this is a topic that needs more attention, so I began to think about writing a book.

I embarked on this book as I approached the age of thirty-seven, my mother’s age when she died. I was afraid that this endeavor would dig up some deep feelings of fear and grief that were buried in my unconscious a long time ago. I was afraid that every story I heard would bring me to tears. To some degree, I haven’t been my lighthearted self during this enterprise. But I haven’t been a wreck either. The reason I could hold it together was that these stories of daughters aren’t all doom and gloom. Many are warm and inspiring, and sometimes humorous; they are about loss and fear but also about courage and love, mother love and the importance of mother-daughter relationships. Many of the daughters have learned from the cancer experience, becoming better people and living richer lives because of it.

For me, my mother’s sickness and her death have both given and taken. They have given me access to the extremes of the emotional world—profound sadness and an exhilarating joy. They have acquainted me with grief at a young age, but have given me a deep sense of compassion for others. They have made me feel alone, but have enabled me to move through my life independently. They have made me feel like an outsider, left out of the normal currents of life (an eleven-year-old dressing up to go to her mother’s funeral is no longer like the other kids who are dressing down for a game of kickball). But being outside has forced me to take unconventional and ultimately rewarding courses in life. My mother’s sickness and death have introduced me to my own mortality at a pre-adolescent age, yet I’ve responded by developing an adventurous, risk-taking spirit and a giddy gusto for life as well as the determination to live the rest of my life happily. Mostly, I’ve pushed myself to go beyond what feels comfortable, motivated perhaps by the need for approval from the one woman who is no longer here to dispense it. In pushing myself, I have achieved more than I thought I could, more than I would have had I not seen those tubes coming out of my mother’s wrist when I was a little girl.
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INTRODUCTION

Six days after her mother died of breast cancer, Lauren Piskin, thirty-three years old at the time and the mother of two young girls, found a lump the size of a marble in her own breast and was certain that it was malignant. Lauren had watched her mother suffer a long illness and watched her mother die, and she was sure that she would follow in her footsteps. She staggered through the next few days of doctors’ visits and diagnostic tests, already grieving her own life. When the results of the biopsy came back, her own dire predictions proved false. The lump was benign. Lauren would live. The biopsy, however, left a small scar on Lauren’s right breast, an indelible reminder of the disease, a mark of the macabre legacy her mother left her.

If you have been handed down this legacy, if your mother has been diagnosed with cancer, this book is for you. You are not the patient yourself, and you cannot presume to be going through what your mother is, but you struggle with it in your own way. It is a harrowing experience for a young woman to watch a mother threatened by any serious illness, and it is especially distressing when the illness is breast cancer. Although tens of thousands of women survive breast cancer every year, and strides have been made toward its diagnosis and treatment, the word cancer still evokes fears of disfigurement, pain, and death. Maybe in five years, or ten, it won’t. For now, the diagnosis still comes with the prospect and the fear of losing mother, which is, for most of us, one of the greatest losses we will face in life. A mother’s diagnosis of cancer, however, comes with another burden. It plucks you out of the general population and places you in a group of high-risk women. Because of the widely publicized genetic link of breast cancer, you face the inescapable question, “Will I be next?” I interviewed more than seventy women for this book, women of all ages and from across the country, and most of the daughters felt certain that they knew the answer.

“The impact of breast cancer comes from two directions,” explains Roberta Hufnagel, PhD, a New York City psychotherapist who counsels breast cancer patients and their daughters, and who is a breast cancer survivor herself. “First, you have the threat of losing this unbelievably important person who is almost a lifeline to you. Second, because you are so identified with your mother, it’s almost as if you’re losing yourself, too. It feels as though what is happening to mother is happening to you,” says Hufnagel.

Daughters try to cope with the crisis of their mothers’ illness, they try not to focus on their fears, they try to take care of their mother, to be strong for her and to hold out hope. They try to put their differences behind them and push their concerns for their own body and their own life to the back of their mind. But it’s difficult, not only because they’re filled with worry and stress, feeling as though a tornado has spun through their life, tossing everything into disarray, but because this crisis is staged within the context of an already complex mother-daughter relationship and because they have lost more than they may realize.

Breast cancer disrupts the natural order of life. We all know, in the deep recesses of our minds, that one day we will care for our ailing mother and one day we will mourn our mother’s death. But we banish the thought. Healthy denial preserves our sanity by keeping us from acknowledging this frightening prospect until we’re older, more established with our own families and perhaps beginning to feel the tug of aging ourselves. Breast cancer, however, often makes daughters face this inevitability early in life, much too early. “You lose your innocence as a result of being dealt this blow. You lose that normal expectation that your mother will live to a reasonably ripe old age and that you will live to a ripe old age,” says Hufnagel. We all go through life with a basic assumption that our parents are going to protect us and be strong for us and be there as a safe haven if we get sick or end a relationship or get fired from a job. We can always run home. “When you don’t have healthy parents, it changes your own sense of power and invulnerability and confidence in the world,” adds Allison Ross, PhD, a psychologist who is in private practice in New York City.

This is something many will have to face one day, but it is more difficult if it happens when a woman is young, in her teens, twenties, or thirties, when she still has the important rites of passage ahead of her, those big moments in life when mother is expected to be there, looking on proudly and guiding her through. Among the daughters I interviewed for this book—six—teen whose stories I tell in full—many were approaching milestones when their mothers were diagnosed. “It came at a real critical time when I was in the midst of planning a wedding,” says Caleen, a thirty-four-year-old public relations manager from Houston, who was twenty-nine when her mother was diagnosed (see Making a Difference). “I was seven months pregnant with my first child,” says Lauren, who was twenty-seven when her mother got cancer. “I was scheduled to fly to San Francisco to give my first major presentation at a big national conference,” says Jennifer, twenty-nine, a political scientist living in Baltimore (see Depression and Fear). “I found out the cancer had spread to her lungs a few days before my college graduation,” says Sunshine, a twenty-two-year-old blond from Las Vegas (see Mothering Mom). Cancer transforms every one of these experiences.

Likewise, among the women I interviewed, many daughters were at an emotional crossroad with their mother: a daughter who was rebelling against her mother in an effort to become her own person, one who was struggling to free herself from a mother’s dominant grip, and one who was just beginning to know her mother as an adult and to relate to her as a friend. Your mother may be your best friend, she may be your biggest critic, she may fill you with admiration or make you cringe in embarrassment, she may encourage you to do great things and frustrate you to no end, but a mother, even one who is flawed, is tantamount to your being.

Each year about 181,000 women in the United States are diagnosed with breast cancer and about 43,800 women die of the disease. All told, over a ten-year period, almost two million women are diagnosed, and for each woman diagnosed, her daughters, sisters, aunts, nieces, and mothers are directly and indirectly affected by her disease.

Much is known of the ordeal a woman with cancer goes through, and many books have been written about what she, as a patient, can expect physically and emotionally. But little is known about what a daughter goes through emotionally, and little has been written. “There is a huge population of daughters, millions and millions, and it is the most ignored population in terms of the impact that cancer has on the family,” says David Wellisch, PhD, professor of medical psychology at the University of California at Los Angeles, who stumbled onto the plight of daughters when he realized how anxious his breast cancer patients became when they spoke about their daughters. Things are just beginning to change for daughters. Researchers who are interested in what keeps high-risk women from seeking appropriate preventive care, and mammography, have been delving into their emotional lives. Likewise, with the advent of genetic testing, researchers have begun to look at what motivates some women to get tested to see if they have inherited one of the gene mutations that have been linked with an increased risk of breast cancer. Moreover, they are studying what happens to women emotionally when they get their results.

The preliminary research, a dozen or so studies on the psychological effects of having a mother with breast cancer, have shown encouraging results. Most daughters are not necessarily more depressed than the average woman. This is especially true for women whose mothers have survived cancer. However, daughters do tend to have more intrusive thoughts about breast cancer during their day-to-day lives; they are more anxious and worried and have more sleep problems than the average person. If the daughters are adolescents or young adults still living at home, they have above average levels of depression and anxiety, according to Bruce Compas, PhD, psychologist at the University of Vermont, who has focused his research on the effect of a parent’s cancer on her adolescent children. The main reason for their distress, Compas’s studies conclude, is not so much the fear of losing mom, but the burden of taking on many more responsibilities than they should have at that age, which changes their day to day life drastically.

Although every daughter’s experience with her mother’s cancer is unique and every girl and woman emerges from it differently, I did hear several common themes repeated by the daughters I interviewed. Thirty-seven-year-old Karen, from Illinois, expresses what many daughters agree was the most difficult aspect of this. “The worst part was when she was in pain. To see her hurt like that was ripping me apart inside. There was nothing I could do to stop the hurt.” Watching helplessly as a loved one suffers from a pain that you cannot control is one of the most devastating things to bear. Universally, daughters also expressed a fear of their mothers dying, even those daughters who intellectually knew their mother had an excellent chance of survival because the cancer was detected early. Furthermore, daughters, true to their female role as nurturers, were often called upon to provide emotional support for their mothers, their siblings, and even for their fathers. Although many fathers were supportive, just as many, according to their daughters, “couldn’t handle it” or “were a wreck.” Lastly, many daughters, even women in their teenage years, expressed sadness that they had to reverse roles with their mother and physically and emotionally become their mother’s mother.

From here, the stories veer off in many directions. Some daughters deal with their mothers’ cancer with optimism and hope; some fall into a deep depression; some drop everything in their lives, including their own husbands, to take care of their mothers; some avoid their mother while she’s ill; some turn a bad relationship with mother into a wonderful one; some make life-transforming decisions for themselves, like getting a divorce or deciding to have a baby; some become exceedingly anxious about their own risk of breast cancer; and some, in honor of their mother, have become hard-working volunteers for the breast cancer cause.

The ways a daughter handles her mother’s cancer are as varied as the girls and women themselves and the families in which they were raised. It depends largely on the person, whether she is optimistic or pessimistic, carefree or worried, emotional or even-keeled. It depends on many variables—how advanced the cancer is, how well her mother responds to treatment, her mother’s coping skills, how good or poor the mother-daughter relationship is, how openly the family communicates, whether there is any dysfunction in the home like alcoholism, how supportive her father and other siblings are, and how involved the daughter becomes in the care of her mother.

Perhaps most significant, though, a daughter’s reaction depends on whether the cancer metastasized and her mother has died. The experience of a daughter whose mother dies is vastly different from one whose mother survives. David Wellisch found that when a mother dies, daughters are more likely to have reversed the mother-daughter roles and cared for their mothers in the final stages of their illness; they are more likely to have altered their long-range plans in life because of the cancer; they believe their mothers were more distraught about breast cancer than other daughters whose mothers survived; and they are left with higher levels of anxiety for their own risk of cancer.

Indeed, many daughters of women who had advanced breast cancer are so fearful of getting cancer themselves that they say things like, “I feel like a walking time bomb,” or they’ll start a sentence with, “When I get breast cancer . . . ” as if it were fait accompli. Witnessing their mothers endure the symptoms of advanced cancer has scared them to death. If they are mourning their mother’s death, their grief serves to heighten the fear. “When you ask daughters what their risk is, many overestimate it,” says Kathryn Kash, PhD, chief psychologist at the Strang Cancer Prevention Center at the New York Hospital–Cornell Medical Center, one of the original researchers of daughters of breast cancer patients. “Some say 80 percent, some say 150 percent, which is mathematically impossible. They are so convinced it’s their destiny.” Many daughters have no doubt that their family has a mutation in one of two genes, BRCA1 or BRCA2, that have been linked to a greatly increased risk of breast cancer. The reality is that only about 5 percent of women with breast cancer have these mutations and only 15 to 25 percent have a family history of breast cancer. In fact, to dispel another misconception, for many women with a family history of cancer, their actual lifetime risk rises very little over the average woman’s risk, a couple of percentage points, and some even maintain the same risk as those in the general population, one in nine at age eighty-five. But try telling that to a daughter whose mother died of breast cancer; she’ll laugh in your face and accuse you of trying to put one over on her.

Daughters feel so certain of their fate, however wrong it may be, because it’s natural to believe that whatever happens to your mother’s body is going to happen to yours. “Every daughter—of healthy and sick women alike—feels a strong identification with her mother’s body and a sense of continuity between her and her mother. She knows she’s made out of the same cloth,” says Evelyn Bassoff, PhD, a mother and a psychologist from Boulder, Colorado, who has written extensively on mother-daughter relationships. With breast cancer, these irrational feelings are affirmed and heightened because of the genetic link. Many women spend their entire life worrying about reaching the age that their mothers were diagnosed, fearing that this is precisely the age when they’ll get cancer, too. This feeling that what happens to mother will happen to me works to the advantage of daughters whose mothers are survivors. They too believe they will get breast cancer, but they are often less grim about their own future, “knowing” that they will survive as their mothers did. As Andrea, a thirty-one-year-old graduate student from St. Paul, Minnesota, whose mother is a survivor, puts it, “In some ways, I dread it more now because I know statistically I’m more likely to get it, but in some ways, I dread it less, because I saw my mom go through it and survive it fine.”


At Risk and Alone

When David Wellisch began his research on daughters, it was the easiest population he’s ever recruited. Within three days of placing an advertisement in a local suburban newspaper, he had almost 400 women willing to participate—more than enough for his research. They responded because they had nowhere else to turn. “I felt like nobody else really understood, not my friends or my boyfriend,” says Laura, a twenty-nine-year-old psychologist, echoing the sentiments of other daughters. “Nobody understood the kind of blow this was.” When Sue, thirty-six years old, a book editor in New York City whose mother was two months away from dying of breast cancer, told her boss that she was going through a hard time, her boss, a woman, said, “Sue, we all have problems.” Daughters shoulder a great emotional and often physical burden, and they usually carry it silently and alone, without advice, without comfort, and without support.

“When I started doing research with daughters, I found women who were exceedingly distressed about their situations and who had been prevailed upon to provide a lot of support and attention and had gotten very little of their own,” says Wellisch. The mother has resources, like support groups—both live or on the Internet—as well as the team of health care professionals that is treating her, and there are even support groups for spouses of women with cancer. But there is virtually nothing for daughters.

The group has been overlooked because they are not quite patients themselves. “We have ignored this population, in part because the breast cancer movement is made up of survivors and this is an issue that may be hard for that group to look at,” says Julianne Oktay, MS, professor of social work at the University of Maryland and co-author of Breast Cancer in the Life Course. “It’s hard because the stories of the suffering of their daughters are extremely difficult for mothers to hear and may make them feel additionally guilty that they’ve done something terrible to their child,” adds Oktay, who is now focusing her research on daughters. The stories in this book may be hard for mothers to read.

By the same token, many daughters feel they have to stifle their concerns and fears about themselves because they believe that people would consider such feelings self-centered in the face of their mothers’ plights. After all, their mothers are the patients, not them. Some women also feel they have to be strong, upbeat, and optimistic for their mothers and their family, so they don’t allow themselves to cry or to feel sad. Even many of the most educated daughters and those with good support systems simply do not know how to deal with the fear, the stress, the grief, the sadness, the guilt, and all the rest of the feelings they have toward their mothers’ illnesses and their own risk. “Daughters are usually amazed at what feelings are buried that come out,” says June Peters, MS, a senior genetic counselor at the University of Pittsburgh, who counsels high-risk women seeking risk assessment or genetic testing. A daughter simply may not feel comfortable sharing these complex emotions with her usual confidantes—particularly if her confidante is her mother.

When daughters don’t talk about their feelings, they can get overwhelmed by them. Keeping in their emotions can lead to anxiety, depression, and anger, which can cause a daughter to make negative choices in her life and in her role in her mother’s illness and recovery. It can hamper her ability to enjoy her own relationships and her own life. Jennifer, of Baltimore, became depressed after her mother’s cancer metastasized, spread to other organs in her body. “I’m of the opinion that any activity that’s not going to extend my mother’s life isn’t worth doing,” she states. Karen, who has kept her feelings to herself, says, “I walk around angry. I take it out on people I shouldn’t. I’m mad my mom’s not here and that nobody could do anything to keep her here.” Perhaps most worrisome, if daughters don’t seek out someone to talk to, their fear may intensify to the point that they are afraid to seek the appropriate preventive medical care, such as regular breast exams and mammography. As Karen admits, “I hardly ever do breast self-exams. I don’t want to feel my breasts because I’m scared of what I might find.” They may also miss the opportunity to make lifestyle changes that may reduce their risk of breast cancer, such as exercising more, eating healthier foods, and avoiding alcohol.

Many of the daughters I interviewed for this book seemed surprised and relieved that I was asking how they fared during their mothers’ cancer. For some, our conversations alone helped them work through some of their unresolved feelings about their mothers’ illness. Being asked to delve deeper into their feelings was revealing to them, and voicing them was therapeutic. Some women realized they had feelings they had never known, and some went back to talk to their mothers about things they hadn’t discussed. After speaking with many women, I selected sixteen whose stories seem to capture the different feelings and themes that arise for daughters.

Lauren, the mother of two, who had her own cancer scare, so identified with her mother that when her mother got cancer, she felt as if she were going through cancer herself (see Friends and Foes). Felicia, on the other hand, a forty-three-year-old poet and professor of English, had a troubled relationship with her mother and felt a sudden urgency to make things right after her mother was diagnosed. Sunshine, the post-grad from Las Vegas, and twenty-year-old Jill from Long Island, New York, both became their mothers’ caretakers and dealt with the stress of a role reversal at a young age (see Mothering Mom). Suzanne and Lisa, two close sisters living in Boston, were glued to their mother’s side from the moment of diagnosis through her last chemotherapy treatment (see Sisters Sticking Together). Kathie, forty-six, a costume designer from San Francisco, was diagnosed with breast cancer, as her mother was, but Kathie handled her own cancer much better than she handled her mother’s (see My Mother, My Self). Nineteen-year-old Stacey (name has been changed) was a troubled teenager whose rebelliousness intensified when her mother was diagnosed (see Adolescent Angst). Kelly (name has been changed), from Canada, who was only eleven years old when her mother was diagnosed, and Julie, thirty-five, a therapist living in Southern California, both developed body image problems because of their fear of breast cancer (see Adolescent Angst). Stephanie, a thirty-five-year-old hair colorist from New York City, was estranged from her mother but finally came home when her mother’s cancer metastasized (see Anger and Love). Jennifer, the political scientist from Baltimore, fell into a depression and has put her life on hold as she awaits the outcome of her mother’s treatment (see Depression and Fear). Judy, forty-one, a marriage, family, and child counselor from Northern California, became so fearful of cancer that she decided to have a prophylactic mastectomy, the controversial procedure in which a high-risk woman’s healthy breasts are removed preventively (see Depression and Fear). Caleen, the public relations pro, and Marcia, a forty-three-year-old New Yorker who works in international development, both became activists for the breast cancer cause. Cynthia, thirty-one, a commodities broker on Wall Street, tells a story about the personal growth that occurred as she was dealing with her mother’s illness.

The stories of these women of all ages and from all parts of the country, presented with complete honesty and candor, will provide insight into your own experience. You may, as you read, feel some relief from the anxieties and feelings that have weighed you down. Maybe this book will motivate you to reach out to other daughters or to seek appropriate medical care and counseling if it’s something you need. As Julianne Oktay puts it, “We need to pay more attention to how to make this experience less painful and more meaningful for daughters.” I hope this book will do that for you.
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FRIENDS AND FOES

“It’s not good to be so attached—because when illness comes, it is devastating. It is like losing a limb.”

Lauren Piskin, 38


LAUREN PISKIN SYOSSET, NEW YORK

Before breast cancer, Lauren Piskin never questioned the attachment that she felt toward her mother, and indeed, she felt lucky to consider her mother, Joan, her best friend. Lauren and Joan, though separated by a generation, were two of a kind, possessing the type of mystical connection that twins often report. They talked alike, they could finish each other’s sentences, they had the same mannerisms, the same high-pitched laugh, the same lithe bodies, and they were both warm and open, the kind of people you’d feel comfortable confiding in. Even Lauren’s passion for figure skating was an echo of her mother’s schooling in ballet. As Lauren passed through her twenties, her feelings, her thoughts, her psyche and identity were still entwined with her mother’s.

As a young girl, Lauren believed that she was one of the lucky ones. She grew up happy, in a quiet suburban neighborhood in Jericho, Long Island, with a mother who doted on her family. “My mother spent her whole life involved with me and my brother, but she was almost obsessed with me,” recalls Lauren, now thirty-eight years old. She traces their bond back to the days when she began figure skating. Her mother would shuttle Lauren back and forth from early-morning skating lessons, school, after-school lessons, and competitions. The demanding schedule forced them together for a large part of each day, but Joan’s support went beyond playing chauffeur. She anticipated—and took care of—all her daughter’s needs.

While the mother-daughter bond is naturally strong, most girls and their mothers eventually jiggle it loose. Mothers try to encourage independence, and girls rebel in various ways when they struggle to achieve their individuality. Lauren never did. When she got married, she moved twenty minutes away from home and called her mother four or five times a day. Her mother was always there to help. “If I had a problem, I’d tell her and she’d give me the answer and I would accept it. My mother always coped for me. She was my strength,” says Lauren. But with hindsight, Lauren admits, “It’s not good to be so attached—because when illness comes, it is devastating. It is like losing a limb.”

Lauren remembers in vivid detail the day her parents rushed home, cutting short their vacation, because her mother felt two lumps in her breast. Lauren was twenty-seven years old at the time and seven months pregnant with her first child. She and her husband had been living with her parents because their own home was being renovated. “I remember their faces. They were panic-stricken.” They were worried because less than a year before, Joan had found a lump and had a mammogram, an X ray of the breast, but the test didn’t detect anything suspicious. Now the family was afraid the mammogram missed something. “We didn’t question the mammogram or tell her to get a second opinion because we were all so relieved,” Lauren recalls. But the new mammogram confirmed their worst fear: Joan, at the age of fifty, had breast cancer which seemed to be advanced. Cancer was also detected in eight lymph nodes, a sign that cancerous cells had probably migrated to other parts of the body. Everything was a crisis from that moment on.

“After they got the news, I remember my father pacing in the garage crying. My mother was in the bathroom crying hysterically, saying she wanted to see her children grow old, to see her son get gray on his temples, her grandchildren get married,” says Lauren.

Joan had both breasts removed in a procedure called a bilateral modified mastectomy, and then she underwent chemotherapy, in which potent cancer-killing drugs are given in a pill or intravenously once every two or three weeks for about six months. Because of the potency of these drugs, after each treatment, women typically suffer from fatigue, nausea, and vomiting; over the course of the treatment, many lose their hair. The family embraced Joan during this difficult time, and closed themselves off from the rest of the world. Lauren never left her mother’s side. She didn’t talk to her friends, didn’t answer the phone, and even shut out her husband. “It was my mother, me, my father and brother, and that was it,” recalls Lauren. “At first I couldn’t get hold of myself. I could barely find my way through each day. You are almost your mother living through the pain. You cannot even make the separation. I identified so much with my mother.”

Lauren’s reaction is not unusual. There is such a strong identification physically between mother and daughter that many daughters believe whatever happens to their mothers is going to happen to them, says psychologist Evelyn Bassoff. When there is still that childlike identification with mother, as Lauren had, a daughter can feel as if there is no way of separating herself from what her mother is experiencing.

While the family was still in crisis mode, Lauren gave birth to her first child, Rachel. “I don’t know if the elation of having a baby could be any greater than what we all felt,” says Lauren. For her mother, though, it was bittersweet. “My mom spent most of my labor in the hospital bathroom throwing up and running a temperature from the chemotherapy. When they wheeled Rachel out to her, she was lying on the floor with my brother, praying she would be strong enough to stand up to see her granddaughter,” recalls Lauren. Soon after the birth, the family got more good news: Joan’s cancer was eradicated. So the family returned to a relatively normal life, with Lauren once again turning to her mother for advice and support in raising her child.

But two and a half years later, during a routine X ray of Joan’s lungs, a shadow was detected. Further tests confirmed that her cancer had metastasized to her lungs and liver. When cancer spreads to other organs, chances of survival drop dramatically—the five-year survival rate, the standard measure of the effectiveness of treatment, is about 22 percent. For Lauren’s family, the whole cycle of panic, fear, treatments, and pain started again, and that’s when Lauren realized that she hadn’t done a very good job at emotionally separating from her mother. Joan began taking the chemotherapy drug Taxol, which doctors say helped keep her alive for six years, far longer than they had predicted. But they were years of turmoil for Lauren and her family.

It’s almost like my life for six years had been stop and hold, stop and hold. I pushed my husband away from the beginning. The relationship with him came second, or third, since I had two daughters by then. I was angry at my husband a lot because I didn’t think he understood since his parents are healthy. Luckily, he was very close to my mother, which I think saved our marriage. When I look back, I realize how extremely supportive he was through all those years. But I couldn’t function. Every week there was another CAT scan [a diagnostic imaging test] or treatment, and each time she’d talk to me, she would tell me about it and how she was slightly better or slightly worse. I couldn’t take seeing and hearing about the treatments and what they were doing to her. I have such visual memories of certain times, like the time I took her to the beauty parlor. The stylist was combing her hair and every piece is coming out of her head. And I’m thinking to myself, nothing is working. This is it. I was so destroyed that my only means of survival was to try to separate a bit. We were holding on to each other for dear life. But part of me began to feel angry at her for putting me through this, and that is what finally helped me pull away.


The involvement Lauren had with her mother both emotionally and practically for so many years left her depleted and depressed. She could not live her own life during her mother’s sickness. “It’s very important for a daughter to develop some effective boundaries and limits in terms of what she does for her mother, and to not put her own life on hold to the point that she risks neglecting her job, pushing away her husband, or even depriving her children of her attention and love,” explains UCLA psychologist David Wellisch. “I found that daughters who don’t put limits on their involvement with the illness are more prone to feeling depressed and angry over time. Whereas those who put limits on what they do are prone to feel positive about themselves,” he says.

Lauren fell into the former group. Depressed and angry, she decided to get help and contacted a psychologist who works for Cancer Care, Inc., a cancer support organization based in New York. In therapy, Lauren began to see just how tied her identity was to her mother’s and how she had relied so much on her mother to help her cope. Armed with this knowledge, Lauren began to disengage. First, she resisted the urge to call her mother as much, and although this meant speaking once or twice a day rather than five times a day, it was progress. But perhaps more significant, she stopped turning to Joan with her problems.

I turned to myself. I’ve developed a lot of inner strength through this. I don’t lean on anyone anymore. I’ve learned to cope, to take one day at a time, to be happy. I didn’t feel as if things were as urgent anymore, like she was going to die in two days and I had to be there to hear every little detail of her illness. I could get away from it, but my mother never could and that hurt a lot. Before my mother died, I said, “Mom, I know in the last year or so, I haven’t always been there for you. Sometimes I’ve been a little selfish. ” And she said to me, “Lauren, don’t ever feel that way. I love you no matter what.”


Joan also tried to let go of Lauren. She found other women with breast cancer whom she turned to for support and friendship so that Lauren could become a bit freer to focus on her own life and her own children. But once Lauren began to think of herself, she began to fear for herself.

The real thorn in my side is knowing that this can be inherited. I’m scared to death that I’ll get breast cancer. I feel like my life has gone like my mother’s life, and I feel like, why shouldn’t I get it because I am her. I’m totally obsessive about this. I do breast self-exams every night and I unconsciously feel my breast while I’m walking down the street. I’ve woken up so many nights sweating, dreaming I was in the hospital on chemotherapy, dreaming I was losing my hair. I feel guilty because my thoughts should have been only about my mother, but I got riveted to myself.


Her fears are not unusual. Many daughters believe that their mother’s fate will be their own. The fact that there is a known hereditary factor in breast cancer risk has fanned the fears of daughters. Because they are like their mother physically, because they have the same hair color, the same hips, the same eyes, and maybe some similar personality traits, they think they have inherited everything from their mother, including a predisposition to breast cancer, explains psychologist Roberta Hufnagel. “But these other traits are not at all related to whether they’re at risk for breast cancer,” she says.

When Lauren’s mother died in 1994, her own fears escalated. “My grieving turned into a fear of dying. I was very angry at everyone and feeling very lonely and scared,” says Lauren. Whether it was a self-fulfilling prophecy or a mere coincidence, only six days after her mother died, Lauren found a lump in her own breast and felt certain that her own death was imminent. It turned out to be benign. A few years later, however, she had a similar scare, and all the images of her mother’s death and all her fears came back to haunt her. Again, it was benign.

To help alleviate the fear, Lauren goes to a breast specialist every three months. Her husband, Jay, who stuck it out through those years when Lauren had pushed him away, is now her greatest support. Jay accompanies her on her doctor visits and stays on top of all the cancer research. “In a way, we made it through the worst of times,” says Lauren. “We’re both here to remember what happened and to deal with the future head on.”

Lauren had considered joining the breast cancer prevention trial, a large-scale study to determine whether the antiestrogen drug tamoxifen could prevent breast cancer in high-risk women. Lauren didn’t qualify for the trial because she didn’t have enough risk factors. She has even thought about taking the more radical path of prophylactic mastectomy, the procedure in which a woman’s healthy breasts are removed preventively. “Honestly, I don’t care about my breasts. When you watch someone you love so much, the person you’re closest to in your whole life, go through so much pain for these breasts,” says Lauren, gesturing toward her own chest, “you just don’t want them anymore.”

Recently, she decided to take the BRCA genetic test to see if she had inherited the gene mutation that increases a woman’s risk of breast and ovarian cancer. Before she got tested, Lauren met with a genetic risk counselor, who calculated her risk of breast cancer and who talked to her about all the implications of the test, including her medical options if she tested positive. It’s important for any woman who is considering this test to thoroughly understand the consequences for herself and her family (see To Test or Not to Test). Despite some of the drawbacks of testing, it was an easy decision for Lauren to make because she could not live with the uncertainty of not knowing. “I was ready to face whatever the outcome was. If it was positive, I was going to take my breasts off,” she says. “There was no question in my mind.” The test, fortunately, was negative, meaning that Lauren has probably not inherited the mutation. This brought her some relief. “It helped mentally. It’s not a guarantee that I won’t get breast cancer, but it released a little bit of my anxiety,” says Lauren.

She was also relieved for her daughters, Rachel and Tori. “The hardest thing is to think about my daughters, because I can’t bear for them to go through what I’ve endured. I’ll never forget what I saw my mother go through. Every time there’s some news about breast cancer, I sit in front of the TV and cry. I hope and pray that soon they’ll come close to something so my girls don’t have to suffer with this.” Indeed, Lauren has made a concerted effort to make her girls independent. She saw it as a blessing that her second child was also a girl, so that the sisters would have each other to lean on if Lauren ever got cancer. “Rachel and Tori are already best friends,” says Lauren. “My mother used to say to me, ‘I’ll always be here for you.’ I can’t promise this to my daughters. Instead I say, ‘Your sister will always be here for you.’ The scariest part is looking at my girls and wondering who would take care of them.”
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