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Foreword

In a nation where breast cancer receives widespread attention, its devastating impact on family members, especially daughters, remains a surprisingly unexplored terrain. Although any life-threatening illness brings tremendous stress to loved ones, breast cancer carries an additional source of concern due to its tendency to be passed down through a family’s female members. Thus, a daughter has more to fear than the suffering and possible death of her mother. In an era of genetic testing and counseling, these women carry a burden that poses continuing questions and decisions about the likelihood of cancer in their own lifetimes.

In this book, Julianne Oktay explores this frontier using qualitative methods to chronicle the stories of forty-one adult daughters whose mothers had breast cancer. Approximately one-third of the mothers survived the illness; the others did not. These daughters, an ethnically diverse group, range in age from nineteen to fifty-two and have experienced maternal breast cancer at a variety of ages and stages of development. Not surprisingly, their experiences include intense grief, loss, and anger but also resilience and a will to live life to the fullest. Amid this, they must appraise their personal sense of risk and make decisions about genetic testing, more frequent mammograms, and other strategies to protect their health.

Oktay’s study stands as an exemplary demonstration of the grounded theory methods pioneered by Glaser and Strauss (1967). Each step of the study, beginning with training interviewers and continuing through data analysis and write-up, is presented clearly and succinctly. In this way, the flexible, iterative nature of qualitative inquiry unfolds before the reader’s eyes. Attention to methods is balanced (but not overshadowed) by attention to ethical concerns, since these interviews invariably dealt with emotionally laden content and raised questions concerning each woman’s decisions about her future. Working inductively from multiple interviews carried out with each woman, Oktay and her colleagues are meticulous in coding the interview transcripts early on, developing a provisional model, then testing it further using iterative sampling just as the originators of grounded theory envisioned. The emergent themes rest upon a firm empirical foundation carefully built and tested for its strength.

As a fellow social work researcher, I was especially gratified to see Oktay conclude the study with concrete, feasible recommendations for counseling and other interventions designed to serve the needs of future generations of women at risk. Medical, nursing, social work, and other providers are given guidelines tailored to the various situations these women must confront, including communicating with other family members, supporting caregivers, and making difficult decisions regarding genetic testing.

The National Cancer Institute made a wise decision to fund this study. It is still rare to see rigorous qualitative research; this book represents an important addition to our expanding archive of knowledge about the psychosocial effects of breast cancer. Whether this devastating disease is experienced firsthand or through the life of a loved one, breast cancer remains a mystery in many ways, particularly in its subjective impact. Oktay and her team of researchers have opened the door to greater understanding.

Deborah K. Padgett, PhD

Professor, New York University School of Social Work

President, Society for Social Work Research (2004–2006)
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Chapter 1 Background and Introduction

DOI: 10.4324/9781315043807-1


Breast cancer is a major killer of American women, with approximately 212,000 diagnosed and 40,000 dying every year (Jemal et al., 2003). Although currently no cure or prevention has been found for the disease, improved survival rates have resulted in increasing numbers of breast cancer survivors. The National Cancer Institute (NCI) estimated recently that there were 8.9 million cancer survivors in the United States. About one-third of the female cancer survivors are breast cancer survivors (NCI, 2002). Many services are now available for breast cancer survivors, including individual counseling, support groups, educational programs, and mentor programs. However, the needs of another group of survivors have been largely ignored—the family members of women with breast cancer. Although the term breast cancer survivor is generally used to refer to living women who have been diagnosed with breast cancer, family members are also survivors, whether they have a mother, wife, sister, or daughter who has been diagnosed with the disease. Little research has been done on the impact of breast cancer on these “survivors,” and few services are available to them.

The impact of breast cancer is most profound in one group of these other breast cancer survivors: daughters. The daughters are a particularly important group to study for several reasons. Daughters not only have a parent of the same sex with a serious illness, but also may lose that parent to a female-related illness. Those who lose a parent when they are young are generally thought to be at risk for long-term psychological consequences. However, little research has been done focusing specifically on daughters who lose their mothers; consequently, little is known about their experiences.

It has long been known that there is a genetic aspect to breast cancer, but the discovery (in 1994) of mutations in two genes (BRCA1 and BRCA2) offered new hope for identification of at-risk women, and eventual prevention or successful treatment. This new knowledge focuses attention on daughters who are at risk of inheriting the disease from their mothers. Although the genetic form of breast cancer applies to only a small proportion of breast cancer diagnoses (5 to 10 percent), daughters in families that carry these mutations have a higher than normal probability of getting breast cancer in their lifetimes than do other women. Because of their increased risk, daughters are prime candidates for the genetic counseling and testing increasingly available for this disease. An awareness of their experience with their mothers’ illness is key to understanding their future needs in the genetic counseling and testing situation.

Another important reason to study daughters is that the mother-daughter relationship is both highly complex and extremely important to women. A better understanding of the mother-daughter relationship and how it is affected by breast cancer is important for providing better services to women who are diagnosed with the disease, to their daughters, and to other family members.


Previous Research

Research on daughters of women with breast cancer is quite limited, but research on the impact of cancer on the family is more readily available. The literature increasingly recognizes that serious illnesses affect the entire family and not just the member who is ill (Rolland, 1994). Studies of families during the illness show that “a significant number of families are seen to function more poorly than other families in the same community” (Lederberg, 1998, p. 981). These studies also find that psychological problems, such as anxiety and depression, are common in family members of cancer patients (Ell et al., 1988; Kissane et al., 1994; Northouse, 1984). Many studies point to the importance of open communication in the family in preventing psychological problems and family destabilization (Cohen, Dizenhuz, and Winget, 1977). Studies on bereavement also point to the long-term impact of cancer on family members (Kissane et al., 1994; Kissane, Bloch, Onghena, et al., 1996).

Studies of cancer’s impact on specific family members have concentrated on two groups: spouses and young children of cancer patients. Studies of young children show that “they show vegetative disturbances, psychological symptoms, acting-out behaviors, and school problems, as well as long-term changes in cognitive performance and personality attributes, such as self-esteem” (Lederberg, 1998, p. 984). These studies also emphasize the importance of open communication (Rosenheim and Reicher, 1985). In addition, children of different ages have varying abilities to understand and cope with information about a parent’s cancer (Christ, 2000; Patenaude, 2000).

Lewis and her colleagues have done extensive research on the impact of breast cancer on the family unit (Lewis, 1996). In studies of families of newly diagnosed breast cancer patients, and those in which family members already have adapted to the cancer diagnosis, they found that the illness results in depressed mood in both parents; this affects marital adjustment, coping, and, ultimately, household functioning (Lewis and Hammond, 1992). Later research focused on the impact of a mother’s breast cancer on her young and adolescent children. Analysis showed higher levels of behavior problems, lower coping efficacy, and low self-esteem scores in these children (Armsden and Lewis, 1994), although these factors were not essentially different from those of children of women with other serious diseases. This is attributed to the impact of illness on the parents’ depressed mood and the resultant marital strain, which leads to self-absorption and inaccessibility. Lewis, who studied children of both sexes, suggests that attachment theory be used to differentiate the impacts on girls and boys.

Unfortunately, research that focuses specifically on women whose mothers had breast cancer is very limited. In a review of the literature, Wellisch, Hoffman, and Gritz wrote (1996),


A curious reality emerges if one surveys the psychological literature about the breast cancer patient and her family members. A very substantial literature now exists on the problems of the patient. A smaller but growing literature exists on the impact of breast cancer on the patient’s spouse or significant other. Where the breast cancer patient’s daughter is specifically concerned, the psychological literature becomes minuscule. This is grossly out of proportion to the potential size of this population.

(p. 28)


The earliest study on daughters (Lichtman et al., 1984) found that although many mother-daughter relationships improved, breast cancer created special problems in some mother-daughter relationships. Wellisch has focused much of his research on the impact of breast cancer on daughters (Wellisch et al., 1991, 1992, 1996). While much of this research examines issues of risk and risk behavior, Wellisch has also studied psychological impact of the disease on daughters. On many mental health dimensions, Wellisch and his colleagues found little or no difference between women whose mothers had breast cancer and women not affected by breast cancer. However, they found that the following factors correlated with “psychologically high-risk” daughters: daughter’s age and mother’s survival status. This research also identified the special problems experienced by some adolescent girls when mothers have breast cancer, and established women whose mothers die when they are adolescents as most likely to experience psychological stresses later in life (Wellisch, Hoffman, and Gritz, 1996).



Overview of Study

A qualitative study was conducted to gain a better understanding of the experiences of women whose mothers had early breast cancer (under age fifty). This study focused on the younger breast cancer daughters, those whose mothers were under age fifty at their diagnosis. Several reasons for this exist. Because breast cancer strikes young women and it is a significant cause of death in young adulthood, it is sometimes forgotten that breast cancer is more common in older women. With increasing age, the prevalence of breast cancer increases. For this reason, the largest group of breast cancer daughters are women whose mothers are elderly. I chose to focus on the subset of daughters of younger mothers because the genetic forms of breast cancer are more likely in women who are diagnosed at younger ages. Daughters whose mothers were diagnosed at younger ages also are more likely to be interested in genetic testing, because they themselves will be young enough for the results to impact their reproductive decision making. (A woman who is diagnosed in her seventies is more likely to have daughters who are past childbearing age.) Another reason this study focuses on daughters of younger mothers is that loss of a mother in middle age is normative, and the experience of caring for and losing elderly parents has been extensively studied. Many services for caregivers and the bereaved are now available for women in midlife. However, having a seriously ill mother, and losing a mother, when a daughter is still a child, or a young adult, is not common. I wanted to focus my study on the youngest daughters, since they are the ones who could be expected to be most adversely affected, and for whom few services are available. Approximately 33,000 women under the age of fifty are diagnosed with breast cancer each year. About 10,000 women in this age group die (U.S. Cancer Statistics Working Group, 2003). These cases tell the stories of the women’s daughters.

This book describes the study, presents the elements of a theoretical model developed from the study, and summarizes the findings. Chapter 2 offers a description of the methodology that was used in the study. A “grounded theory” approach was used to create a theoretical model that describes the experiences of breast cancer daughters (Strauss and Corbin, 1998). The most important factors that distinguish the experience were found to be daughter’s age and mother’s outcome (death or survival). The concept of “illness phase” was also used to organize the findings. Illness phases were “family background” (period prior to the mother’s illness), “period during illness and treatment,” “period following mother’s death” (if mother died), and “long-term impact.” This framework, which is described in detail in Chapter 3, is used to organize the material in Chapters 4 through 8. Chapters 4 through 7 describe the cases of women whose mothers died, each chapter being devoted to daughters in a common age category. Chapter 8 describes the experiences of women whose mothers survived. Chapter 9 discusses the concept of risk. It identifies themes related to how breast cancer daughters think about their own risk and what they do to deal with this. In Chapter 10, the results are examined by phase of the experience, and common themes for each phase are identified. The results of the study are summarized, and recommendations are made for practice, in Chapter 11.



Background

This research is part of a fairly new perspective for medical studies, focusing on the experience of the patients and families. Traditionally, medical research has emphasized the biomedical characteristics of a disease, and not how it feels to those who have the disease. To the patient, of course, both are important. However, an overemphasis on the biomedical has led to services that are often insensitive and sometimes even ineffective. If a health practitioner is not aware of what the patient is thinking and feeling, how can he or she provide information, answer questions, facilitate decision making, and help a patient or family member cope with the disease? As chronic illnesses have become predominant in the developed world, patient behavior has become increasingly important in both the prevention and successful treatment of disease. In the case of breast cancer, women are encouraged to conduct monthly self-exams, have regular mammograms, follow up on suspicious findings, eat properly, exercise regularly, and handle stress well. These behaviors are ideally based on a view of disease that is compatible with the biomedical view. Recently, we have learned that even when the biomedical cause of disease is known and the behaviors to prevent it are well understood, as is the case for heart disease (not so for breast cancer, unfortunately), most people do not do what is recommended to prevent the disease. Teenagers (and adults) still start smoking (because it is “cool”), fail to use condoms to prevent human immunodeficiency virus (HIV) infection, and drive while intoxicated. Adults who smoke do not quit, even when they are fully aware of the dangers (e.g., lung cancer, heart disease). (Some people with advanced stages of emphysema and lung cancer continue to smoke.) It is increasingly recognized that to successfully prevent and manage disease, the patient experience must be taken into consideration. The research described in this book is compatible with a biopsychosocial model of illness (Rolland, 1994). This view suggests that an increased understanding of the experience of breast cancer daughters will ultimately lead to better medical care for all women.

This study is a direct descendent of a previous study that I conducted (with Carolyn A. Walter) on the experience of women who have breast cancer (Oktay and Walter, 1991). Carolyn and I set out to examine how women’s life-course development impacted on the breast cancer experience. We interviewed about forty women who ranged in age from their twenties to their late eighties at the time of their breast cancer diagnosis. We found strong support for issues of life-course development as an important (and often overlooked) factor in how women experienced breast cancer and in how it impacted their lives, and also found some unexpected consistencies across the age span. It was clear from this study that the mother-daughter aspects of the illness were important for all age groups in our study:


We found evidence of conflict between mothers and daughters throughout the life course, with breast cancer serving to complicate this already highly complex relationship further. … In many cases, a kind of power struggle seemed to be going on, with both parties wanting both nurturance and independence, or control. … Guilt concerning the possible genetic nature of the disease often made direct communication between mothers and daughters even more difficult.

(Oktay and Walter, p. 196)


Those women with breast cancer who were mothers were especially concerned about the possible impact of the disease on their children. If they had young children, they were terrified about what might happen to the children if they died. If they had daughters, they worried about passing on a genetic link to the disease. If their mothers were living, they focused on how their disease might affect them, or on what they expected from them regarding care and nurturing. The women handled these issues in different ways. Some tried to hide the diagnosis from their children and/or mothers and to carry on as normally as possible. Some made plans for children, in case of their death. Regardless of age, issues such as maternal guilt, poor communication, and mutual protection bore directly on the quality of life of both the cancer survivors and their daughters.

My interest in studying these issues further was sparked by the National Breast Cancer Coalition (NBCC). In the early 1990s, this group of breast cancer activists identified a set of priorities, called “The National Action Plan on Breast Cancer.” They were successful in getting the National Institutes of Health to supplement the traditional breast cancer research agenda and to provide some funding for research on these issues. One of the priorities dealt with the psychosocial aspects of the new genetic discoveries in breast cancer. In response to the call for proposals of the National Breast Cancer Coalition and the National Cancer Institute (NCI), I developed a proposal to do a qualitative study on daughters, focusing broadly on their experiences and not only on risk. The value of this type of study is precisely that it does not define the question narrowly in advance. This leaves the researcher open to explore the issues raised by the women themselves. In contrast, most research, especially funded research, sets up a very specific set of research hypotheses based on previously developed research and theory. These hypotheses are then tested, usually based on data from very specific questions on a structured questionnaire. This type of research (quantitative research) is valuable when there are well-substantiated theories, strong prior research, and good instruments that measure what is being studied. The women of the NBCC convinced the federal research establishment to listen to survivors and advocates; the NCI funding makes it possible to study the experiences of the daughters, whose voices had not yet been heard.

This research also has roots in the feminist concept that an important goal of research is to give voice to women (Reinharz, 1992). Gilligan (1982a,b) and Miller (1986) have emphasized the importance of research that is based on women telling their life stories. Other feminist researchers have argued that women’s voices have often been silenced, leading to the further oppression of women (Belenky et al., 1986). By listening to these stories, and allowing daughters to use their own voices, it is hoped that this research empowers them, and at the same time, informs others (professionals, policymakers, etc.) who can use this knowledge to provide better services. Another aspect of both feminist and qualitative research is the recognition that I am a real embodied person, not an objective, national, uninvolved scientist. This book necessarily reflects my own voice (not just the voices of the daughters) and my own experiences. Therefore, I use my own voice to bring in my own experience as I reflect on the experiences of daughters. I hope that this will allow the reader to assess the validity of my conclusions, and to separate my voice from the voices of the women I studied.

It is important to note that this study does not judge the daughters, nor does it attest to the accuracy of the material. No indication was evident that these women were trying to deceive us, nor did they have any reason to do so. Also, no attempt was made to identify psychological processes, such as denial or projection, or inaccuracies in knowledge. The goal was to present the perspectives of the daughters and to allow them to speak in their own voices. When Hope Edelman (1994) published her influential book, Motherless Daughters: The Legacy of Loss, some reviewers said that the women sounded “whiny” and suggested that they “get over it!” However, such comments are judgmental and suggest that there is a correct way to react to a life tragedy such as the early loss of a mother. There isn’t. What is important is the way women react, and not whether they “measure up” to some cultural ideal. In addition, this book does not make any attempt to diagnose the women. The goal here is to break away from the pathological perspective that is used in medical professions and to allow the women to speak about their experiences.



Personal Background

Qualitative research of this type requires the researcher to identify themes that emerge from the data (interviews). In so doing, I make use of my own personal experience, in addition to my professional background and theoretical frameworks, in the process. I have not had breast cancer myself. However, I was diagnosed with rheumatoid arthritis when I was thirty-two. At the time, I had two young daughters, ages eight and four. As I slowly learned how to live with a chronic illness, I tried to keep the illness from interfering in my children’s lives. I worried that I would be less of a mother, because I often had less energy and was sometimes self-absorbed. I also worried that I would be unable to give them an optimistic, hopeful, and confident worldview. I realize now that the mother-daughter aspects of my earlier study were so compelling to me because of their connection to this experience in my own life.

My experience as a daughter also played an important role. My mother was an extremely strong and competent woman, and conflict was always a component of our relationship. For years, I took her for granted and did not recognize how special she was or how lucky I was to have her in my life. I rolled my eyes and complained to my friends about her, secretly proud of her accomplishments. She was extremely healthy until her early eighties. Around the time this study got underway, she began to show signs of memory impairment. I watched helplessly as she declined gradually, fighting for control, covering up her failings, pretending, denying. She was, for the first time in my life, vulnerable, and I became her protector. I learned to pretend (deny) along with her, trying to preserve her dignity. During the time I was writing this book, she went from a fiercely independent woman to one who sits quietly, frustrated that she is so “useless,” made helpless and fearful by even the most basic of life’s daily activities. I have been changed by this experience in many ways and have gained more understanding of the feelings of the daughters in my study.



Summary

Daughters, regardless of whether their mothers survived breast cancer, constitute an overlooked group of breast cancer survivors. This remains true, in spite of the fact that many studies show that breast cancer impacts the family as a whole and children in particular. Previous research has found that daughters are at high risk for psychological complications later in life, particularly if they were adolescents at the time of diagnosis and if their mothers did not survive. Recently, the discovery of two breast cancer genes (BRCA1 and BRCA2) has focused increased attention on daughters, because they are at higher-than-average risk. Because their mothers’ illness was a life-altering experience for these women, they are different than other populations that are at high risk for this disease. To provide appropriate health education and genetic counseling for this very special group of high-risk women, their experiences with their mothers’ illnesses need to be better understood. They enter the health system with a history of serious illness and, in many cases, with the loss of a key attachment and identification figure—a mother.

To provide effective services to these women, this previous life experience must be taken into consideration. An increased understanding of daughters’ experiences also can help mothers who have been diagnosed with breast cancer as they deal with their own daughters’ reactions. It also can help daughters whose mothers have been diagnosed better understand the dynamics of their relationship under the stress of a life-threatening disease. Finally, it has the potential to help health professionals and planners design services that may prevent future problems in breast cancer families.






Chapter 2 How the Study Was Done
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The following chapters present the results of a qualitative research project on the experiences of women whose mothers had breast cancer before the age of fifty. Qualitative research is a methodology that developed out of the fields of anthropology and urban sociology. It was the prevalent form of social science research in the days before quantitative methods became the “gold standard” in most social science fields. Although quantitative methods (e.g., surveys, questionnaires, statistical analysis) dominated social science research for many years, recently the pendulum has begun to swing back.

Quantitative research involves a search for knowledge of a “reality” using methods based on quantification, or measurement. Scales and indexes are used to measure such social science constructs as self-esteem, satisfaction, depression, and quality of life. These indexes often are used to evaluate interventions in practice fields such as social work and psychology. They also are used extensively in the social sciences to test theories about the correlates, causes, and consequences of these concepts. Qualitative researchers in the social sciences began to challenge this paradigm in the 1960s and 1970s. They critiqued the idea of a single, knowable reality, recognizing that there are multiple realities depending on the viewpoint of the observer, and pointing out how seemingly objective scientists often let their social and political notions influence their research. In addition, they recognized that in social science, the units that are studied (i.e., personalities, families, relationships, communities, societies) are highly complex, and cannot be fully understood using simplistic measures and statistical models. Qualitative researchers have developed a number of methodologies and techniques that aim to describe complex realities, and to build theories that can incorporate relationships and interactions that are multifaceted, constantly changing, and viewed differently by different parties.

The research that was used in this study adheres to this view and utilizes some of these methods. It is based on the assumption that reality is “constructed” by the people who experience it. Instead of trying to sort out a single “truth,” it tries to describe the viewpoint of the individual, recognizing that the same situation will be viewed differently among participants. The qualitative researcher’s goal is to describe the view of “reality” of the “insider.” The position taken in this type of research is that the viewpoints of those who live through what is being studied (in this case, the daughters) are important and valid, regardless of whether they are substantiated by others. For example, in this study, the viewpoints of the daughters are presented. It is understood that the views of the mothers, fathers, physicians, grandparents, and brothers could be quite different. But this does not make the daughters’ views any less valid or important.

Many characteristics of qualitative design flow from this worldview or epistemology. For example, although research questions are developed at the start of the study, they are treated as tentative and are refined as the study progresses. This is necessary because the researcher does not understand the “insider’s” view at the start of the study, and as he or she comes to understand this construction of reality, the research questions may change. Similarly, decisions about the sample, the study settings, and the data analysis also may change as the study progresses because as the researcher gets closer to the viewpoint of the participants, his or her ideas will change and early views will seem naive or unrealistic (Maxwell, 1996). This chapter describes some details of how this particular study progressed.

As discussed in Chapter 1, this research evolved from a previous project that presented the views of women with breast cancer (Oktay and Walter, 1991). In their voices existed a strong concern about the impact of their illness on their families, especially their children, and, because they were female and at risk of the disease themselves, most particularly their daughters. I decided to study daughters whose mothers had had breast cancer to see if the mothers’ concerns were well founded and to help both mothers and daughters manage the challenges of this dreaded disease.


Project Structure

The study that forms the basis for this book was funded by the National Cancer Institute, under an initiative that was put into place in response to pressure by breast cancer advocates (National Action Plan on Breast Cancer). One requirement of this funding resource was that the researchers collaborate with “consumers” in the community. In response, I created an advisory board of health professionals and breast cancer survivors and advocates and met with this board periodically throughout the project.

I started the project by recruiting a respected colleague and friend, Julia Rauch, to serve on the project team. I also included two doctoral students, one of whom also served as project manager. I wanted to have an African-American interviewer on the project to be able to match interviewer and respondent, and Michelle Jones, the second doctoral student, was hired to meet this need. Michelle became a strong member of the team who not only related well to the African-American women she interviewed but also contributed in very significant ways to the development of the study hypotheses and themes. The final member of the team was Carolyn Walter, co-author of my previous study of women with breast cancer, who served as a “peer debriefer” for this project. She met with the team periodically and led discussions of problems or potential problems throughout the study. She also met with me and served as a sounding board as I developed the basic ideas and themes of the study. Carolyn and I tend to shift easily back and forth from discussion of professional issues to personal ones, and this proved invaluable in a project of this nature; using our own experiences as mothers and daughters, while not allowing them to overwhelm the voices of the respondents was very helpful.

To prepare for our first interviews, the research team of four interviewers had a daylong session with our peer debriefer. Carolyn asked each of us to talk about our own relationships with our mothers and our previous experiences with illness in the family. We worked as a team to identify areas in which each of us could have difficulty interviewing. We shared ways we could ask difficult questions and reviewed how to approach problems if they arose.



Recruitment

My aim was to recruit informants who were split fairly evenly across a wide age distribution, and to have approximately half be women whose mothers survived and half whose mothers had not. This “sampling” strategy was based on the notion that these two factors would be important in understanding daughters’ experiences. Because I was interested in studying women who might be interested in genetic counseling at some point, I set the cutoff for their mothers’ diagnoses at “premenopausal.” However, most daughters did not know their mothers’ menopausal status, so this language was changed to “mother’s age at diagnosis was under fifty.” For the same reason, I limited the study to those daughters who did not have breast cancer themselves. I accepted only those over age eighteen and those whose mothers had been deceased for at least two years. Most of the women met this criteria; exceptions were made when very good informants whose mothers had died more recently volunteered.

This study is retrospective because it is based on the remembered experiences of women who are reporting on past events. Although the analysis includes chapters on children and adolescents, no actual children or adolescents were interviewed. All respondents were adult women recalling experiences they had when they were youths.

Although the basic assumptions of the study (that the daughter’s age and whether or not the mother survived would be important variables) did not change as the study progressed, I found that breast cancer had a much lower impact on women whose mothers survived than on those whose mothers died. Therefore, over the course of the study, I focused increasingly on women whose mothers had died and stopped recruiting women whose mothers had survived. (In technical terms, saturation was reached with those whose mothers survived much sooner than for those whose mothers died.) Also, locating women whose mothers died when they were children or young adolescents proved difficult. This is partly because the incidence of breast cancer increases with age, and partly for reasons that will become clear in Chapter 4. As the study progressed, I stopped accepting women into the sample who were in late adolescence or early adulthood, and continued to search for more women who were young adolescents or children at the time of mother’s death.

Forty-one women participated in the study, recruited through a combination of referrals from advisory board members (42 percent), other health professionals and advocacy group members (7 percent), newspaper advertisements (26 percent), and a recruiting brochure (16 percent). Approximately 9 percent of participants were self-referred.



Sample Description

The analysis suggested that the important age for those whose mothers died was the daughter’s age at mother’s death, while for those whose mothers survived, it was their age at time of mother’s diagnosis and treatment. Sixty-three percent of the women interviewed lost their mothers to breast cancer. Regarding age at mother’s diagnosis, I initially grouped the women into four categories: the youngest group (one to ten years old) made up 27 percent of the sample, 27 percent were between eleven and seventeen, 31 percent were between eighteen and twenty-five, and the remainder (15 percent) were over twenty-five. The age categories were adjusted during the course of the analysis as themes were developed. In the final analysis, the age groupings were changed to one to nine, “children” (17 percent); ten to fifteen, “young adolescents” (20 percent); sixteen to twenty-two, “late adolescents” (28 percent); and over twenty-three “young adults” (35 percent). Most were white (73 percent), but outreach to the African-American community resulted in 27 percent who were African American. The ages of the participants at the time of the study ranged from nineteen to fifty-two, with an average of thirty-three years.



Interviewing

After screening for eligibility, women were matched to one of four interviewers by race (white, African American), age (under forty, forty and older) and religion (Jewish, non-Jewish) to increase the rapport between informant and interviewer. Interviews took place in the women’s homes, generally lasting from one to two hours; the longest interview was four hours. Interviews with women whose mothers died were almost always longer than those with women whose mothers survived.

The study was designed so that each woman would be interviewed three times. The first interview was primarily an opportunity for each woman to “tell her story.” The purpose of the second interview was to fill in areas that had not been explored fully in the first interview, to explore in more depth special areas relevant to the case, to present our beginning ideas to the respondents, and obtain their feedback. During the third interview, discussion focused on a questionnaire (based on the theoretical model) that the informant completed prior to the third interview. This third interview was primarily confirmatory.

Each interview was shared with the team shortly after it was completed and then reviewed briefly before the second interview. The interviewers wrote up summaries of each interview (see Appendix I for an example), and shared them with the informants at the following interview. The researchers conducted a total of 103 interviews; all were audiotaped and transcribed.

A basic interview outline was used to guide the interviews (see Appendix I), but the interviewers always started with very general questions, designed to elicit a woman’s story in her own words. (For example, “I understand that your mother had breast cancer. Could you tell me something about how that was for you?”) Respondents tended to be eager to share their experiences. Some women spoke for an hour or more in response to a general question followed by further probes (e.g., “How did you feel about that?” or “Tell me more about…” or “Then what happened?”). Probes were simple “pumps” that encouraged a respondent to say more, questioned feelings, or requested information on other family members (“How did this affect your father?”) (Weiss, 1994). Appendix II provides a detailed description of a typical interview conducted by the author.

The interviewers copied the tapes, and the project manager sent these to one of the several study transcribers. The original tapes were stored in the locked project file. Transcriptions were returned within a week, and the interviewers reviewed them while listening to the tapes, so that corrections could be made while the interview was still fresh. Once corrected, the transcription was entered into a computer database.

The interviewers contacted each woman by phone within a few days of the interview, to ask how she was feeling, see if she had anything to add, and follow up on any referrals made. In most cases, these calls were fairly insubstantial. However, in several cases, women raised important areas that had been “forgotten” during the interview. Sometimes an additional interview was done; more often, the interviewer made a note to bring up these areas at the next scheduled interview. During these phone contacts, most women indicated that they had enjoyed the interviews and were happy to be involved in the study.



Team Meetings

The biweekly team meetings continued throughout the active phase of the study. In these meetings, the team (myself and three interviewers, one of whom was project manager) discussed each case, identifying areas that hadn’t been fully explored, as well as “themes” that seemed to characterize each case. As the study progressed, the team identified more prominent themes as cases were compared and contrasted.

These discussions also provided an opportunity to improve interview techniques, and to address problems that came up as the project progressed. The meetings provided a venue in which the team could support the interviewers, and helped each of us learn from our mistakes. After the third set of interviews, team meetings offered an opportunity to identify which parts of the model had been validated and to explore any needed changes to the model.



Advisory Board Meetings

The advisory board, which met twice a year, gave generously of their time and played a major role in recruitment of daughters and in helping interpret the findings. I shared with them case studies, emerging problems, and early interpretations of findings. They responded honestly and with humor, demonstrating their professional and personal experience. The advisory board was a major asset to the project, and I am forever grateful to these individuals.



Coding and Analysis

This study used grounded theory methodology and techniques (Glaser and Strauss, 1967; Strauss and Corbin, 1998) to produce a theory that is derived inductively—that is, developed out of the data. A grounded theory study contains several important components. One of these is the notion of “constant comparison,” which means that the ideas constituting the theory are developed and refined throughout the project. As concepts are formed, they are compared to new data and refined until a point of saturation is reached.

“Theoretical sampling” is another concept used in grounded theory research: the sample’s characteristics are determined as the study progresses, and new cases are sought on the basis of theoretical development. For example, in this study, one of the important variables that emerged from the data was the birth-order position of the daughter. Many of the women in the study were older daughters, and so, as the study progressed, we sought women who were younger sisters to determine how their experiences differed. Women were sought in each of the four age categories until we believed that we were no longer getting new material (had reached saturation).

Each interview was read and coded line by line. Codes and comments were noted in the margins. Each transcript was then coded on the computer, creating an analytical “tree,” using the Non-Numerical Unstructured Data Indexing, Searching, and Theorizing (NUD*IST) software (see Appendix I). The conceptual framework was revised based on constant comparisons between the coding scheme and the data as new data were coded. I met weekly with the research project manager to review the coding process and revise the conceptual framework. As the project progressed, the coding categories became more stable and few new categories were added.

Analysis moved to identification of broader concepts and categories and to identification of prominent themes over time. Because the major variable in our analysis was daughter’s age at time of mother’s illness and death, a matrix which crossed these concepts and categories with the age categories was eventually created. The same was done for the two main categories: mother survived and mother died. This matrix forms the basis for the chapters that follow.

Another important technique of the grounded theory method is “negative case analysis.” This means that as the theory develops, the researcher searches for cases that do not fit the theory. When such cases cannot be found, the researcher can conclude that the theory building is adequate. Finding “negative cases,” on the other hand, suggests that additional theory building is necessary. For example, in this study, one finding was that the impact of breast cancer on women whose mothers survived often was fairly minimal. To test this, we searched for cases of women whose mothers survived who felt that their mothers’ breast cancer had had a major impact on them. When we found these negative cases, we used them to more fully develop the model (see Chapter 8).



Trustworthiness

Qualitative studies are subject to three types of bias: researcher bias, respondent bias, and reactivity (Padgett, 1998). This study employed several devices to reduce bias. We interviewed our respondents three times, over a period of eighteen to twenty-four months, providing what is called “prolonged engagement.” Over this time period, the interviewers became respondents fairly well acquainted with the respondents and gave them opportunities to bring up information and ideas that they may not have raised had we done only one interview. It was not uncommon for women to remember information between the first and second interview. (They often said that the interview got them thinking, and talking to relatives, to clarify their impressions of events that occurred long ago.)

Triangulation (using multiple sources of data) was also used to increase validity. Our study had four interviewers, and all four read transcripts and interview summaries and identified possible themes and areas for further exploration. This made it difficult for any researcher to allow preexisting ideas to define the direction of the study. Peer debriefing throughout the project provided external validation for developing ideas. Other forms of external validation occurred when we shared our emerging model with the advisory board and when we gave presentations on the project to varied audiences. These presentations also provided validation for emerging ideas and alerted us to important issues that we had not examined.

Member checking was probably the most important device we used to ensure trustworthiness. We routinely asked our respondents for their feedback during the interviews and in the questionnaires and focus groups that took place at the end of the project. Six separate questionnaires were developed, one for each category in the matrix model. The questionnaires were sent to the informants in advance of the third (final) interview. In the final interview session, interviewers and respondents discussed the questionnaires; interviews noted respondents’ reactions to the model, placing particular emphasis on identifying topics the women disagreed with or areas that were missing from the model. (This is also triangulation of method.)

Throughout the project, I kept a journal, recording ideas, problems, and progress of the study. (A sample journal entry is shown in Appendix I.) The journal and the record of the “nodes” developed in the N4 (NUD*IST) program made it possible to trace the emergence and development of ideas, creating what is called an “audit trail.”



Writing

All writing for the project was done by the author, with the help of several editors, at the conclusion of the grant. At that time, we had created a report that presented the basic findings for the National Cancer Institute. After The Haworth Press offered me a book contract, I worked on the manuscript over the next four years, as time from administrative responsibilities and parent caregiving allowed.

I began by developing case studies for each of the women in the study. Here, the term case study is used to refer to the women’s stories. This allowed me to read and become familiar with all of the cases, including the ones in which I was not the interviewer. Case studies were written in order of the daughter’s age at the mother’s diagnosis, and included all cases, whether the mother did or did not survive. Although I knew that I wanted to organize the book by age of daughter, I had difficulty deciding where to draw the lines between age categories, as some cases seemed to belong in more than one category (e.g., child and adolescent). Eventually, I divided the adolescents into two categories: young adolescent and late adolescent. However, situations were not always neat, and in writing the chapters, I often had to refer to cases from other chapters to provide support for the themes. I wanted to include all of the case studies in the chapters themselves, but to conserve space some cases were moved to Appendix III, in an abbreviated form.

Another dilemma was how to present the women whose mothers survived. I considered the idea of including them in the chapters with the women whose mothers died, because they contributed to the themes in the section on “experience of mother’s illness.” However, I decided to create a separate chapter for them. I initially placed it before the chapters on women whose mothers died, thinking that it would be better to start with the lower emotional intensity of these cases. However, this created problems because in discussing the themes for those whose mothers survived, I wanted to make comparisons to cases whose mothers died, and these cases appeared later in the book. Therefore, I have placed the chapter on women whose mothers survived after the chapters on those whose mothers died. Conclusions about the common themes for each are developed in Chapter 10.

The placement of the material on risk also created some difficulty. Ideally, this material would have been part of the section on long-term impact for each age category. However, I did not identify differences in how daughters perceive their risk by age at diagnosis or by mother’s survival status. Therefore, the material on risk is presented in the case studies in Chapters 4 through 8, and it is discussed in a single chapter later in the book (Chapter 9).

Once case studies were developed, I identified major themes in each of the three phases of the daughters’ experiences. I also did some literature review at this point, to connect the findings to other researchers’ writings. This is different than the process of quantitative research, in which the literature review is done at the beginning of the project and used to identify the problem. In contrast, qualitative research is inductive, starting with the data (daughters’ experiences) and going on to the literature only after the themes have been identified inductively. A wonderful research assistant, Hannah Cosdon, helped extensively with locating relevant literature and commenting on the case studies from her clinical background. This helped me to connect the findings to the research literature and to identify implications for clinicians. Another research assistant, Dr. Kathryn Adams, helped me edit the case studies, and to connect them to the discussion of themes, creating draft chapters.

After deciding which cases would be used in the text, I sent copies of the case studies to the women to read. I am sensitive to the fact that seeing one’s own (often) very painful memories in print can be a difficult experience. I wanted the women to approve their case studies before publication. I also wanted them to be able to choose pseudonyms if they so wished. I made most changes in the case studies that the women requested, even when it meant that material had to be omitted. However, when respondents wanted me to omit material that was key to the analysis, I attempted a compromise, omitting something they thought might hurt the feelings of a family member, but leaving in the substance.



Conclusion

This chapter described the methodology of the qualitative research study that forms the basis of this book. Qualitative research uses an inductive model that focuses on the view of the insider—in this case, the daughter of a woman with breast cancer. Intensive interviews were conducted with adult daughters who were of various ages at the time of mother’s diagnosis or death. From these interviews, broad themes that described the experiences of each category of women were identified. These themes were checked with the research participants, as well as with an advisory board of health professionals and breast cancer advocates. Trustworthiness of the study was ensured by a number of methods. Appendix I includes some examples of the methodology used in this study. Appendix II offers a typical interview description. Appendix III includes additional case study material in an abbreviated form. Appendix IV offers additional resources for those interested in delving into these topic areas.






Chapter 3 A Daughter's Experience of Her Mother's Breast Cancer: Theoretical Model
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A primary goal of this study is to build a theoretical model (see Chapter 2). This chapter presents the basic structure of the model that was developed from analysis of the interviews with women whose mothers had breast cancer. This study identified three factors that are absolutely critical to understanding a daughter’s experience. Table 3.1 illustrates the three factors and their major categories.

TABLE 3.1. Major factors and their categories in the theoretical model.


	Factor

	Categories






	Outcome of mother’s illness

	

	Mother survived


	Mother died







	Daughter’s age

	

	Child


	Young adolescent


	Late adolescent


	Young adult







	Phases of experience

	

	Period before mother’s illness


	Period during mother’s illness and treatment


	Period following mother’s death (if mother died)


	Long-term impact










Mother's Survival

The first factor was whether the mother survived the breast cancer. This factor is almost so obvious that it hardly needs mentioning; however, it forms a basic pillar of the theoretical model that was developed. In addition, although this factor is so basic, many studies on daughters do not take this into account and simply group all daughters of women with breast cancer together (Wellisch et al., 1992).

Although this factor seems easily defined, it was not always so in the study. Obviously, it was known whether a woman’s mother died. However, when a mother had had breast cancer and was a survivor, there was no guarantee that she would remain cancer free. In fact, several equivocal cases occurred. For example, Ramona’s mother was diagnosed when she was eight. At the time of the first interview, Ramona was in her early forties, and her mother had recently died after a recurrence of her breast cancer. Even though her mother had died, she was considered to be in the “mother survived” category for the purposes of the study, because her experience throughout her young adulthood (the end cutoff of the study) was that of a woman whose mother survived. Two other women had mothers who were without health problems at the time of the first interviews but had recurrences by the time of the later interviews. These cases too were classified as “mother survived,” because the data from our interviews were of a woman whose mother had survived up to that time. The reasoning was that any one of the other women whose mothers survived could have a recurrence of the cancer in the future. This is the meaning of the “mother survived” category, which could more accurately be titled, “mother survived to the point of the interviews.”



Daughter's Age

The second critical factor was the age of the daughter. The daughter’s age was central in determining her experience when her mother got breast cancer. Because our study focused on women whose mothers were under age fifty at time of diagnosis, daughters ranged in age (at mother’s diagnosis) from one year to the early thirties.

The experience of illness and, possibly, death of a mother is very different for a child than it is for a young adult. Age had a special importance in the period after death for women whose mothers died. The cognitive and emotional capability of a young child is limited and precludes a complex understanding of the meaning of death. In addition, a younger child is much more dependent on the mother; her loss can be much more threatening. An older child may have the capacity to understand the illness and death cognitively, but may not be able to handle the emotional impact. A family may seek to rely on an older adolescent or young adult daughter to help the mother, or other family members, thus replacing some of the mother’s functions. This is less likely to occur with a younger daughter. As with the outcome of the mother’s illness, this factor also is quite obvious and hardly needs extensive explication. Even so, the division of the sample into age groups was not always clear-cut. A daughter of eleven, for example, might be similar to younger children, but in other ways her experiences could more closely resemble those of young adolescents. Initially, I had expected to divide the sample into four groups: children, adolescents, young adults, and adults. However, the experience of the adolescent group could not be described clearly, because those who were young adolescents had quite different experiences from those who were close to adulthood. I tried many ways to divide the population, and ended up separating the adolescents into two groups: young adolescents and late adolescents. This worked well with my sample and helped clarify themes in each of the groups. However, any division is to some extent arbitrary, because age is not a set of clearly differentiated stages; instead, everyone experiences a unique progression. Developmental age is not the same as chronological age, and movement from one stage to another is gradual, not sudden. The subjects of the study are real people and not theoretical “ideals”; cases in each category often reflect themes of other age categories. For example, the case of a daughter who is placed in the “early adolescent” group may demonstrate themes from children and late adolescents.

Another important consideration regarding age is that the daughters who were children when the mother was diagnosed or when she died were adolescents and young adults before we interviewed them. All respondents were over eighteen at the time of the interview, although the age range was wide (up to the early fifties). Thus a woman who was a child during her mother’s illness may describe experiences from her adolescence and early adulthood that reflect themes of women whose mothers were ill at a later point in the daughters’ lives. Although a woman who was a child at the time of her mother’s illness may relate to some themes discussed in the sections on early adolescence, late adolescence, and young adulthood, the reverse is not true. (A woman whose mother was diagnosed when she was a young adult is less likely to find the themes of those who were children and young adolescents relevant to her situation.)

Another reason it was difficult to divide the sample into clear age categories is that the duration of the breast cancer varied widely. If the cancer was discovered late and the mother’s period of illness was short, the mother’s cancer likely took place while the daughter was within a single age category. However, if the mother survived for many years, the daughter may have gone through several age categories. I tended to classify these daughters by their age at mother’s death because the death was such a significant event in the daughter’s life. These cases may be used to illustrate themes in earlier chapters (e.g., Janice, Chapter 6; Nancy, Appendix III).

Daughter’s age at the time of diagnosis is helpful to understanding the experience of illness and treatment for cases in which the mother survived. However, experience after the illness is more complex. Mother and daughter continue to age and to interact with each other at different stages in their lives. The mother-daughter relationship evolves as they go through various developmental stages. The woman who was a child at her mother’s diagnosis continues to interact with her mother throughout her adolescence and adulthood. The daughter matures and the mother feels less vulnerable as years of survivorship increase; the mother often is more likely to share with her daughter. Because the ages of both mothers and daughters are constantly changing, the patterns in their relationships do not get fixed at the point of diagnosis (or death) as they do for those whose mothers died. For this reason, Chapter 8 is not subdivided into age categories. The themes in these mother-daughter relationships are very similar, regardless of the daughter’s age at her mother’s diagnosis.

Age was identified as a central organizing concept for the entire theoretical model. Daughters confirmed the importance of this factor. Ninety-two percent rated daughter’s age as “very important” or “somewhat important” on the administered questionnaire.



Phases of the Breast Cancer Experience for Daughters

The third factor central to understanding the experience of the daughters was the identification of critical phases. The phases that demark the experience of women whose mothers have breast cancer are


	period prior to mother’s illness (family background),


	period during mother’s illness and treatment,


	period following mother’s death (if mother dies), and


	long-term impact.




These four phases apply to all age groups, although the issues that were most salient in each of these phases differs for each age group. The first three phases generally are clearly demarcated for women whose mothers die, while the shift from “period after mother’s death” to “long-term impact” is more of a gradual process, and may be more psychological than temporal.

For women whose mothers survive, no clear demarcation exists between the period of mother’s illness and treatment and long-term impact. At the end of treatment, women are monitored for signs of recurrence. Although most recurrences happen within three to five years of the original diagnosis, they (or a new breast cancer) can occur at any time. Therefore, although the probability of a recurrence or a new diagnosis declines over time, it never completely disappears. For this reason, phases 3 and 4 blend together into a single phase, “experience following mother’s illness,” for cases in which the mother survies.


Phase 1: Experience Before Mother's Diagnosis (Family Background)

The first phase (period before mother’s illness) differs from the others in that it is not a defined period; it is a description of the context in which the illness occurred. The impact of this period, referred to as a “passive” period, is not discussed extensively in the following chapters. However, it identifies an important set of background factors that can help practitioners prevent problems before they become obstacles.

This study identified three characteristics of the family that were especially important in shaping the daughters’ experience. These were family configuration, family communication style, and prior family problems.


Family Configuration

The family configuration was an important component of family background. Daughter’s birth-order position was identified as an important predictor of her experience. If the daughter was an only child, an only daughter, or an oldest daughter, regardless of her age, she tended to carry more responsibility and often assumed a mothering role with younger siblings. Younger daughters often learned from their older siblings on how to behave, and what to feel and think.

Gender of siblings also was an important factor. Women with sisters found great comfort in sharing with them and, if the mother died, in mourning their loss. Women who had brothers generally did not find the same comfort in these relationships. Youngest daughters whose siblings had already left home at the time of mother’s illness may have experienced a sudden role shift, and for the first time carried heavy family responsibilities.

Another important component of the family configuration was the presence of a marital partner. In two-parent families, fathers may have been able to care for their wives, so these tasks may not have fallen on daughters. However, in single-parent families, daughters took much more responsibility for mother’s care. This also occured in two-parent families in which the father had never played a role in child rearing. Breast cancer is always a major threat to a family’s stability, but in these families, the threat was even greater. In addition, in some cases, the father had died before the mother became ill. Daughters knew that they could lose their mother too. Not surprisingly, daughters in these families tended to be especially fearful.



Communication Style

Communication style also emerged as an important famly characteristic. Many of the women in our study identified “lack of open communication” as a problem in their families even before the mother’s illness. A history of secrecy created an atmosphere that made it difficult to share information and feelings. In these families, daughters experienced feelings of foreboding and even extreme fear. They never felt certain that they had been given all the information about the illness and often suspected that things were happening without their knowledge.



Prior Family Problems

Closely related to family communication style was whether the family had experienced problems in the past. The presence of past family problems often made it more difficult for daughters whose mothers died to successfully resolve their loss, resulting in complicated mourning. If the family had a chaotic lifestyle and little stability for the children, breast cancer may have been seen as just another in a series of crises. For example, if the family had a history of alcoholism or drug abuse, this would have an effect on the daughter’s experience when mother was diagnosed. For example, in one family with a heavily drinking father, the mother tried to protect the children from him and to cover for his lapses. When the mother died, she could no longer do this and the children lost a buffer between themselves and their addicted father. In another case, a history of child sexual abuse and a lot of secrecy surrounding it existed in the family. When the mother died, the daughter felt she lost her only opportunity to learn about her family history and gain an understanding of the forces that had shaped her childhood. Another case involved depression and alcohol abuse in the mother. In this case, the daughter had a very conflictual relationship with the mother, and when the mother got breast cancer, the cancer became part of the ongoing conflict. When the mother died, the daughter was left with much unresolved guilt and anger. Finally, one mother used her cancer diagnosis to induce guilt on her daughter. The daughter did what her mother wanted but felt furious about it. This type of situation can make for complicated grief, and the effects of these family problems can reverberate in the families for many years.

When the final questionnaire was sent to the informants, 100 percent of those whose mothers survived said that “daughter’s birth order and gender of siblings” was important, as did 96 percent of those whose mothers died. For the factor “family communication patterns,” the figures were 100 percent (mothers survived) and 92 percent (mothers died). For “prior family problems,” the figures were lower: 70 percent and 86 percent respectively. This is not because they believed that prior family problems were less important, but because some families did not have prior family problems.




Phase 2: Experience of Illness and Treatment

The second phase of daughter’s experience when the mother was diagnosed was the period during the mother’s illness and treatment. This phase comprises several components, which vary by age of the daughter and are discussed in detail in Chapters 4 through 7.


Illness and Treatments

The characteristics of the breast cancer itself and how early it is diagnosed are important factors in understanding daughter’s experience. Breast cancer can spread (metastasize) beyond the breast, where it is much harder to treat. When women are initially diagnosed, their breast cancer is “staged,” and this determines which treatments are recommended. Women with early stage disease have less aggressive treatment (lumpectomy and radiation), while women with later-stage disease are more likely to have a mastectomy followed by chemotherapy. Breast cancer is not like a flu; once it is gone, the illness is not over. The disease can recur at any time after treatment, but, as stated earlier, most recurrences occur within five years of the initial diagnosis.

The treatments the mother had held an importance in the daughter’s experience. Many mothers discussed in our study had mastectomies. The main impact of this surgery on the daughters was the separation due to hospitalization. For younger daughters, this may have been the first time that the mother was away from home, and the separation was often frightening. Another item of interest for many daughters was the mother’s mastectomy scar. Some mothers in our study had radical mastectomies and were left with major scarring and deformity of the chest wall. These women often covered themselves and did not allow their daughters to see the scars. Daughters who had previously had free access to the mother’s body and private space found it painful to be closed out of her room or bathroom for the first time. Other daughters were upset when they caught glimpses of the mother’s scar. In some cases, when mothers had prostheses, very young daughters played with them. In contrast, older daughters often helped mothers find the prostheses and attractive clothes.

Chemotherapy was especially traumatic for daughters. This treatment usually results in hair loss, and seeing the mother this way made the illness real to daughters. Young adolescents were particularly disturbed if the mother lost her hair, weight, or interest in taking care of herself. When the mother was too weak or ill from the chemotherapy to perform household tasks, daughters often took on chores such as cooking, doing laundry, and supervising siblings.

For women whose mothers do not survive, two additional phases are identified: phase 3 (experience after mother’s death) and phase 4 (long-term impact). The components of these phases are presented in Chapters 4 through 7. Because the phases are experienced differently by daughters (whose mothers die) of different ages, separate chapters have been written for each age group.





Interactions of Outcome, Age, and Phases of Daughter's Experience

The central components of the theoretical model of daughters’ experience when mother has breast cancer cannot be considered separately, as they are intricately interrelated (see Figure 3.1).


[image: ]
FIGURE 3.1. Relationship between the major factors Identified in the study.


Relationship Between Outcome of Mother's Breast Cancer and Phases Experienced by the Daughter

The phases a daughter goes through are determined by the outcome of her mother’s illness. Although the first two phases (experience prior to mother’s illness and experience during illness and treatment) are the same regardless of whether the mother survived, the next two stages are very different for the two groups of daughters.

For women whose mothers died, the phases are period before mother’s illness (family background), experience of mother’s illness and treatment, experience following mother’s death, and long-term impact. For women whose mothers survived, only three of the phases are relevant: period before mother’s illness (family background), experience of mother’s illness and treatment, and long-term impact.

Young girls, adolescents, and young adult women whose mothers survived experienced the illness phase similarly to those whose mothers died. When a child’s mother dies, the daughter’s age at the time has a long-term impact. However, when a mother is diagnosed with breast cancer and survives, the mother’s status as a survivor continues; this fact impacts the daughter throughout life’s stages. In these cases, the mother-daughter relationship continues to evolve as mother and daughter go through various developmental stages and life experiences. The woman who was a child at her mother’s diagnosis interacts with her mother through her young adolescence, late adolescence, and young adulthood. Her relationship with her mother evolves as she develops, and the breast cancer may remain an issue in their relationship. In cases of suvival, mothers and daughters have many opportunities to fix problems that may have developed when the mother was diagnosed; old issues can be renegotiated at any time. As a daughter matures, she may be more comfortable asking her mother about her past illness, and as a mother feels less vulnerable as cancer-free years increase, she may be more willing to open up to her daughter. Because the ages of the women and their mothers are constantly changing, the patterns do not get fixed at the point of diagnosis (or death). For this reason, the age of daughter at mother’s diagnosis is less of a defining factor for women whose mothers survive than it is for those whose mothers die.

For women whose mothers survived, there is no clear period after the illness. Many daughters of women who survived did not appear to detect major changes in their mothers after the illness, and generally described a fairly quick “return to normal.” This is probably because the mothers were successful in protecting their daughters from their worst fear. (This issue is discussed further in Chapter 8.)



Relationship Between Daughter's Age and Phases

The different phases of the experience of mother’s cancer are also very different for daughters depending on their age. Although the basic components of the phases are somewhat similar, the way they occur for daughters of different ages is very different. The daughter’s age influenced what happened to her in each of the phases of the experience. For example, it influenced what information was shared with her, what role she played in the illness, and how profoundly she was affected by family changes if her mother died. For example, one characteristic of the illness phase is “increased responsibilities.” All daughters experience increased responsibilities, but the new role of a child is very different from the new role of the young adult.




Structure of the Book

The first three chapters of this book have provided the background of the study and the framework of the theoretical model that was developed. The structure of the rest of this book is based on the combination of these three factors: mother’s outcome, daughter’s age, and phases of the experience. The next section deals with the experience of women whose mothers died (Chapters 4 through 7). Each of the chapters deals with a single age group: children (Chapter 4), young adolescents (Chapter 5), late adolescents (Chapter 6), and young adults (Chapter 7). Each chapter is organized by the phases of the experience. Women whose mothers survived are discussed in Chapter 8. While the four chapters on women whose mothers died discuss the critical phases or time periods, the chapter on women whose mothers survived focuses on the experience following mother’s illness (see Table 3.2). This is because the period during mother’s illness is virtually the same as it is for women of the same age whose mothers died.


TABLE 3.2. Major factors and organization of Chapters 4 through 8.


	
	Outcome of mother’s Ilness




	Daughter’s age
	Mother died
	Mother survived





	Child

	Chapter 4—Phases of Experience

	Period before mother’s illness


	Mother’s illness and treatment


	Period following mother’s death


	Long-term impact





	



	Young adolescent

	Chapter 5—Phases of Experience

	Period before mother’s illness


	Mother’s illness and treatment


	Period following mother’s death


	Long-term impact





	Chapter 8—Phases death of Experience

	Period before mother’s illness


	Mother’s illness and treatment


	Experience following mother’s illness








	Late adolescent

	Chapter 6—Phases of Experience

	Period before mother’s illness


	Mother’s illness and treatment


	Period following mother’s death


	Long-term impact





	



	Young adult
	Chapter 7—Phases of Experience

	Period before mother’s illness


	Mother’s illness and treatment


	Period following mother’s death


	Long-term impact





	





Chapter 9 addresses daughters’ risk, because breast cancer has a genetic component. Daughters must not only experience their mothers’ illness, but face the possibility that they are at risk for breast cancer. Chapter 10 reorganizes the early material to focus on each of the critical phases (see Table 3.3). This chapter identifies broad themes for each phase, and describes patterns based on comparisons of the four different age categories. Finally, Chapter 11 summarizes the results and considers the implications of the study for health professionals, advocates, and breast cancer patients and their families.

Table 3.3 Organization of Chapter 10.


	Phases of experience

	Mother’s outcome

	Age of daughter






	Period before mother’s illness

	All daughters

	All age groups




	Period of mother’s illness and treatment

	All daughters

	

	Child


	Young adolescent


	Late adolescent


	Young adult







	Period following mother’s death

	Daughters whose mothers died

	

	Child


	Young adolescent


	Late adolescent


	Young adult







	Long-term impact

	Daughters whose mothers died

	

	Child


	Young adolescent


	Late adolescent


	Young adult











Conclusion

This research provides an illustration of the experiences of women whose mothers had breast cancer. The study identified three factors as central to understanding a woman’s experience with her mother’s breast cancer: her age, whether her mother survived, and the phases of the daughter’s experience. Four age groups were analyzed: women who were children (one to nine), young adolescents (ten to fifteen), late adolescents (sixteen to twenty-two), and young adults (twenty-three and up) at the time of mother’s illness. Four phases of the experience were identified: the period before mother became sick (family background); mother’s illness and treatment; experience following mother’s death (if mother died); and long-term impact on daughter. Issues related to daughter’s risk are also discussed.
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