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Abstract

This inquiry describes the experience of 45 female breast cancer survivors using Schutz's interpretation of phenomenology as the theoretical framework.The research design is a multicase, comparative situational analysis. Breast cancer survival is explored from the points of view of all study participants. A dialectic is formed that juxtaposes etic and emic views of survival to enhance understanding of the meaning of breast cancer survival. Hermeneutic analysis yielded commonalities in meanings, situations, and life experiences. Analysis was further divided into thematic analysis, depiction of exemplars, and paradigm cases to provide clarity and vividness to the multifaceted phenomenon of breast cancer survival.


  "This is the story of a journey from fear, pain, and darkness to light, hope, and joy. The lived experiences, feelings, and words of 45 different women interweave to form an indelible tapestry. Special thanks to study participants who shared their stories and their lives to help others live with breast cancer."

  In the early 1900s few cancer patients had much hope for long-term survival. There are now more than 7 million Americans alive who have histories of cancer. Many of these people are considered "cured." They have no evidence of disease and have normal life expectancies. Breast cancer is the most prevalent cancer in women and second to lung cancer as a cause of death. "Cancer is a time bomb-breasts are two guns aimed at your chest waiting to explode." In 1994 approximately 182,000 new cases of breast cancer were diagnosed. "I just had the mammogram-it never entered my head-those little dots, how could they be cancerous." "It was scary and sad. It's all so crazily shocking, that you feel OK but someone is telling you that you have cancer." One out of every nine women is predicted to develop breast cancer at some time during her life. "I sat at a luncheon party and thought, one in nine, I'm the one. Now there are three more from our group." The U.S. 5-year survival rate for localized breast cancer has risen from 78% in the 1940s to over 90%. [1]

  These survival rates are very encouraging: The vast majority of women are surviving 10 years or longer. Yet little is known about the long-term impact on quality of life for women with a history of breast cancer. Are there commonalities to the survivor experience? How do survivors integrate a history of cancer into their lives? How has this experience changed their lives? How does type of initial treatment for cancer affect long-term quality of life? How are relationships and priorities altered? Are there significant changes in the health habits of cancer survivors?
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  PURPOSE

  The purpose of this inquiry was to describe the experience that occurs when an adult woman survives a diagnosis and treatment of localized breast cancer without recurrence for a minimum period of 3 years. Knowledge of the commonalities of the survivor experience, including quality of life, health habits, and lifestyle changes, enables nurses and other health care providers to better meet the needs of breast cancer survivors and to help newly diagnosed women benefit from the experiences of survivors.
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  REVIEW OF THE LITERATURE

  The majority of studies to date are quantitative approaches that focus on a selected aspect of the breast cancer experience. The major topics are quality of life of women with advanced metastatic cancer and quality of life of newly diagnosed women receiving various treatment protocols. None of the studies focus on a comprehensive view of breast cancer survival as perceived by the survivors.

  Mahaney [2] and Andersen [3] highlighted the increased attention to quality-of-life issues over the past 20 years and stressed the need for further exploration of long-term survival in symptom-free women. However, the majority of studies focus on measurement of quality of life for women with advanced breast cancer. [4-10] These quantitative studies ask women to rate quality of life on a standardized instrument such as the Cancer Rehabilitation Evaluation System. [11] Other recent studies compare the quality of life as perceived by women receiving one type of palliative treatment protocol vs another type. [12-17]

  Ganz and Schag [18] assessed quality of life in newly diagnosed breast cancer patients during the initial treatment phase. Omne-Ponton et al [19] studied the impact on husbands during the first year after diagnosis. Kiebert et al [20] reported on the impact of breast conserving treatment vs mastectomy on quality of life of early-stage breast cancer patients, statistically comparing the responses of one group to the other on quality-of-life variables. de Haes et al [21] focused on the impact of breast cancer screening programs on quality-adjusted life years. Love et al [22] and Cohen et al [23] studied quality of life specifically related to symptoms associated with tamoxifen in postmenopausal women.

  Fetting [24] reported on the overall psychosocial aspects of cancer. Greer [25] studied the psychosocial response to cancer diagnosis. Schover [26] and Rosenbaum [27] examined the impact of breast cancer on sexuality and body image. Spiegel [28] and Gelbert et al [29] studied peer support groups. Young-McCaughan and Sexton [30] explored the relationship between exercise and quality of life.

  Carter [31] analyzed the stories of 25 women survivors to develop a causal explanatory model. Wyatt, Kurtz, and Liken [32] explored quality-of-life issues to develop a quantitative instrument to measure quality of life. None of the studies summarized fully explore the phenomenon of breast cancer survival in women with early-stage cancer who have completed initial treatment following diagnosis and remain symptom free. Little is known about the nature of breast cancer survival, its effects on the lives of survivors, and what is perceived as success in living this experience.
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  THEORETICAL FRAMEWORK: PHENOMENOLOGY

  Phenomenology is a theoretical framework that directly guides the questions asked in an inquiry, the methodology used, and the analysis undertaken. This theoretical framework embodies the central concepts of Alfred Schutz, [33] who relied heavily on the works of Husserl and Bergson in the development of his concept of the phenomenology of the social world. Phenomenology is the study of lived experience from the unique perspective of the individual engaged in the experience. Central tenets revolve around the idea of social action.

  A phenomenological approach worldview focuses on a person's experiences: "Far from deflating the everyday as trivial, or as a world unto itself, life world phenomenology permits us to draw connections between the everyday ways in which people 'make sense' of the world." [34](p141) Instead of pinpointing a minute segment of experience, as in quantitative research, a phenomenological view enlarges the experience and attempts to understand it in the complexity of its context.

  A phenomenological approach to research is compatible with nursing's implicit paradigm. Nursing emphasizes a holistic vs a reductionist approach to people and health. The dignity, uniqueness, and value of each human life underlie nursing's philosophy. A phenomenological approach is predicated on the belief that each person has a unique view of the world and that each person's social reality is as valid and true as any other view. [35] As Oiler [36] stated, nursing espouses the individual as creator of his or her own world and definer of his or her reality. Nursing intervention is predicated on understanding that world and reality.
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  METHOD

  A phenomenological approach was used to arrive at an interpretive understanding of breast cancer survival. Spiegelberg's [37] specific steps to implementation of the phenomenological approach were used: bracketing, intuiting, analyzing, and describing. When bracketing, the researcher asked the informant, "Tell me what it is like for you." People live forward; they know what they have lived by reflecting on their experiences. The researcher brackets or suspends for a given time his or her own orientation to be aware of and responsive to information the informant conveys.

  The second step is intuiting. After opening her eyes to the world of the informant, the researcher became immersed in the world of the subject's experience. The focus was on exploring the consciousness of the informant by going beyond the conventional communication patterns to explore the private world of experience and the inferences and implications of what the subject said.

  In the third step, analysis, descriptions of the women's experiences were compared and contrasted and recurring elements noted. There was an identification of the ingredients of the phenomenon of survival and how they related to each other. Last, there was a description of what had been seen. The central characteristics of the phenomenon were described using negation, analogy, and metaphor.
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  RESEARCH DESIGN

  The research design is a multicase, comparative situational analysis. Breast cancer survival was explored from the points of view of all study participants. A dialectic was formed in which emic (one person's perceptions of the experience) description is juxtaposed with etic (other people's perceptions of the same experience) description. These emic and etic views create a dialogue that enlightens and clarifies the subjects' consciousness. [38] An analysis of the data for each individual member was followed by a comparison and contrast with each of the other informants.
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  Sample

  Forty-five white women living in rural, suburban, and urban areas in the Northeast formed the study sample. (Phase 2 will focus on minority women.) Age at diagnosis ranged from 29 to 75 years. Years survived ranged from 3 to 31. What is striking about this sample is that 20 women were diagnosed before the age of 50 and six before age 40, and more than half of the women with mastectomies had bilateral breast cancers.

  Purposeful sampling was used to select survivors; participants had to have received treatment for localized breast cancer at least 3 years before the study and to have no evidence of recurrence or metastasis. All participants were fully informed of the expectations and time commitment involved and signed a contract that guaranteed anonymity and confidentiality. Participation was strictly voluntary.

  The adequacy of sample size was determined by data saturation, which was achieved at 45 women. [39] The sample size was larger than most phenomenological studies, perhaps because of the impact of breast cancer on every aspect of life. Data saturation was not achieved until 29 women with mastectomies and 16 women with lumpectomies were interviewed. An in-depth interview was conducted with each individual at her home. Initial interviews averaged 1 to 1 1/2 hours. Interview tapes were transcribed and initial analysis begun before scheduling the follow-up interview to clear up any misconceptions, note any changes in perception, and validate emerging categories. The second interview averaged 1/2 hour. Fieldnotes included both a descriptive and a reflective component.
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  Validity and reliability

  Researcher bias was controlled to an extent by bracketing and the selection of a coinvestigator with whom to engage in dialogue throughout the research process to promote transcendence of individual bias. [40] Two basic questions were asked to determine validity: (1) Are the findings recognizable by those who lived the experience? and (2) Does the report enable the reader to live the experience? [36] The answer to the second question was determined by each reader of the inquiry. The second interview with each participant provided a validity check and the answer to the first question. A summary of the first interview was shared with each participant at the second interview. Any inaccuracies were corrected, and the revised version was shared in a follow-up phone interview, providing another validity check. The interviews plus a follow-up phone call decreased the possibility of nonrecurring, idiosyncratic episodes.

  A phenomenological inquiry poses few threats to external validity since the approach emphasizes the study of phenomena in their natural settings. [41] External validity is a measure of the degree of affirmation for the experience or an endorsement from individuals with similar experiences. Consensual validation guards against interpretation of meanings not actually supported by the transcripts. [40]
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  ANALYSIS

  The investigators used the HYPERRESEARCH [42] computer software package to assist in content analysis. This hermeneutic process entailed a systematic analysis of the whole text, a systematic analysis of parts of the text, and a comparison of the two interpretations for conflicts and an understanding of the whole in relationship to its parts. Whole cases (the individual interviews) were then compared to other whole cases. This shifting back and forth between cases reveals new themes, patterns, and a global picture of the phenomena. The goal was to seek commonalities in meanings, situations, and lived experiences.

  Analysis was further subdivided into thematic analysis, depiction of exemplars, and paradigm cases. [40] The goal of thematic analysis was to discover meaning and to achieve understanding. Exemplars are vignettes or stories that capture the meaning in a situation so that the reader is able to recognize the same meaningful transaction in a different situation. Paradigm cases provide particular clarity or vividness to the multifaceted phenomenon of cancer survival.
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  FINDINGS

  After transcript analysis, 25 preliminary codes were consolidated into ten major categories: advice, coping and support, diagnosis, life changes, health care providers, health habits, relationships, religion and spirituality, treatment options, and worry about health and recurrence. Each of these major categories was analyzed for recurring themes. Thematic analysis was supported by exemplars that vividly depicted the theme. All themes were then synthesized into three paradigm cases: busy and engaged, helping others with cancer, and deniers.
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  Themes

  Women were concerned about other women and offered advice to all women and especially to those newly diagnosed with breast cancer. To all women the message was to be proactive, to get mammograms, and do self breast exams. "I know there are a lot of women who refuse to go for mammograms or to check themselves because they are afraid they are going to find a lump. It is very important to find cancer early-before it is too late. If you catch it at the beginning, I think the survival rate is amazing. I really do" (36-year-old). Advice to newly diagnosed women was not to be afraid to learn all she could and actively seek and use the support of others. "Take control, become educated, learn all your options-be rational. That's the hard part. I mean, this is the most stressed out time of your life. You're at your worst emotional state and have to make the most important decisions you've ever made" (44-year-old).

  Comments about coping and support were a stark contrast between palpable family support and feeling utterly alone. "I think my family helped me to get through it more than anything. Because your family's with you. You can feel the support. You can touch the support. The support is there" (41-year-old). "The worst part was not having immediate family support. I really had no one that I felt like they would put their arms around me" (60-year-old).

  In terms of life changes, the overwhelming majority of the women reported positive changes. "There was a time when a lot of things would get me in a tizzy. And once I had been through cancer, there frankly isn't much more than can send me into a tizzy. And that's a very freeing thing. I enjoy life more and appreciate all of my days" (52-year-old). Only three women who denied they had cancer reported no changes. A small majority of women who had mastectomies reported negative changes regarding body image and sexuality. "I had reconstruction. The thought of an external pair was repulsive. But the scars are still there- they're still very evident. I would rather have reconstruction than not, but it's far from an ideal situation" (55-year-old).

  Health habits are best summarized in the words of one woman who spoke for all but the three deniers: "I've had cancer once. I'm not going to have it again. I've learned to relax, think positive thoughts, eat better, low fat and exercise. But I don't go overboard" (57-year-old). Regular self breast exams, yearly mammograms, and follow-up visits with health care providers were characteristic of 42 of the 45 women in this sample. They reported better eating habits, attempted to exercise more, and proactively sought balance and relaxation in their lives. All reported taking more time for themselves, reordering priorities, and learning how to say no. "I've had to learn to relax. There's no doubt about that. I've started yoga, and sometimes I just spontaneously take off for the day when pressure builds up. I never did that before" (60-year-old). "I take care of myself better. I no longer feel responsible for others' choices, and I resist being sucked into others' problems because I know life is too short and I'm only in it so long" (30-year-old).

  Relationships with friends and extended family were as important as those with primary family. Some friends and relatives came through as expected, but many women found support in unexpected places to fill the gap left by lack of expected support. "Some people in the beginning weren't around...like some you thought would be there for you weren't. You never quite feel the same about them again. But you remember the people who stuck by you and helped you. It's almost like the cream that came to the top" (36-year-old).

  Coming to terms with a life-threatening disease caused the women to contemplate metaphysical issues such as death, nature, the universe, and the meaning of God and of life. "I think having cancer makes you more spiritual, not necessarily more religious. It makes me think more about priorities-like what is the purpose of life? How can I make the most of it? What is the meaning of it all?" (72-year-old). The vast majority of women reported feeling more spiritual and in tune with nature. Some expressed these feelings by increased participation in formal religion. "I go to church more often, on a regular basis. You have a different relationship with Him after surviving cancer. I think you do. You're so grateful, you think differently about Him. You speak to Him differently" (30-year survivor).

  Maybe surprising to some, most women do not worry about their health or cancer returning. "I feel good. You can't worry about it. I mean, sure I could get it again, but I could get a heart attack also. Once a year when I go for my mammogram or when I hear someone I know was diagnosed, I worry a little. But I don't allow myself to dwell on it. You have to think positive" (55-year-old).

  (Table 1) presents subthemes and exemplars related to health care providers, diagnosis, and treatment options. By far, these were the categories about which the women had the most to say.

  [image: Table 1]Table 1. Selected themes and exemplars.
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  Paradigm cases

  Three paradigm cases emerged from the data: busy and engaged (see Table 2), helping others with cancer, and deniers. The vast majority of survivors are represented by the busy and engaged paradigm. After these women were confronted with death and their own mortality, they made the most out of every life experience. These women were risk takers; reported increased quality of life and enhanced enjoyment of family, friends, and nature; were busy yet took time for themselves; felt more compassion, healthier, and more relaxed than before their diagnoses; did not generally worry about cancer; and felt lucky.

  [image: Table 2]Table 2. Busy and Engaged Paradigm Exemplars

  

  The second paradigm case, helping others with cancer, is a subgroup of the busy and engaged paradigm. These women had all of the characteristics of that paradigm case but devoted considerable, sustained time and energy to helping others with cancer. The following comment from one 85-year-old woman best characterizes this paradigm:

  I've been active for 22 years. I go to groups at the hospital twice a week to talk to other women. I do fundraising and drive patients to appointments. I'm busy. I think that's why my health holds up so good. People count on me. That's what keeps me young. I'm also on the board of the Cancer Society. I've helped in every phase of cancer work that I could.

  A small number of women (three), all with lumpectomies, denied that they ever had cancer, even though they agreed to participate in this study. "Oh, I had some bad cells-they're gone-it wasn't really cancer so I can't call myself a survivor." None of these women did self breast exams or reported any changes in their lives.

  At the core of phenomenological analysis is a deep respect for the uniqueness of human experience. The dialectic comes into play. In attempting to totally capture and comprehensibly describe the phenomenon of breast cancer survival, the uniqueness of human nature instills novelty and a measure of unpredictability in the analysis. Both the common and the unique, unpredictable aspects of the phenomenon enable us to more fully understand it. Only from these participants, who were willing to share their lived experiences, can we gain understanding essential to effective nursing interventions.

  It is clear that nurses and other health care providers need to truly listen to women and to understand the meanings breast cancer has for them to give effective care and support. Nurses must be aware of available support networks and refer women to other women with similar experiences. Women who have been diagnosed with breast cancer want and need to make informed choices, and nurses need to help and support them in this decision-making process.

  I feel very fortunate that my doctors and nurses fully discussed the treatment options with me. My sister wasn't assertive, and they didn't involve her. She wanted a lumpectomy, but they dismissed her, saying, we prefer mastectomy. She had the mastectomy, but now she feels they just wanted to get rid of her breast and get rid of her. Neat and tidy. Over and done with."

  There are too many people with cancer. We are all affected. We are all involved. We all need to act. I've had cancer, maybe you haven't-but we are all women and we are all in this together and we go on with life.
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Theme

Exemplars

Diagnosis: The initial
reaction was one of
disbelief, inability to
comprehend how this
could have happened,
and a sense of doom
equated with death.

Health care providers:
Nurses that were
perceived as supportive,
caring, and good listeners
were valued. Surgeons
were perceived as either
wonderful or awful, no
middle range. Oncolo-
gists got universally good
press. The most negative
comments were about
“gatekeepers” (office
nurses, receptionists,
secretaries) and mam-
mography technicians
and radiologists.

Treatment options: There
were three categories of
reasons for women who
had mastectomies:
personal choice (safer,
more thorough, fear of
radiation), no choice due
to medical condition, or
direct or subtle pressure
from the surgeon.
Women who had
lumpectomies were much
more assertive and active
in treatment choice and
sought second opinions.

“I prepared. I got everything in order. I got the coffee pots out and dusted
the folding chairs and everything. I thought I was never coming home.”
60-year-old (preparing for her own wake)

“I can remember vividly where I was. I was stopped at the light at the
intersection of Farmington and Sisson Avenue and thought—I have
cancer. It sounded so foreign.” 50-year-old

“I was cleaning out boxes—you know, stuff you had as a kid—saying,
well, I guess I'm done for. It got my dad, now it will get me.”” 34-year-
old

“It was just something that if I was going to have cancer, it was a good
place to have it. Let them take it out and put it in the garbage some-
where so I don’t have to look at it again.” 70-year-old

“I retired the day I heard I had cancer. Whatever is left of my life, I want
to use it the way I wanted.” 82-year-old, 30-year survivor

“The technicians at the mammography center were extremely insensitive.
I changed centers for my yearly follow-up, and they are just as bad.”
54-year-old

“My doctor was good. His office nurse, or maybe his secretary, was
awful. I was anxious about the results of my tests and she told me to
call back tomorrow—that she was too busy to deal with me today. She
was a jerk. Actually, when I thought about it, Dr. X was the jerk; after
all, he hired her. I don’t go to him anymore.” 62-year-old

“Joan, my nurse, was wonderful. She really listened to me and took the
time to really hear what I was saying. The night nurse could have cared
less about me. I guess she was technically competent, but who cares. I
was just another task to her.” 40-year-old

“I really like my surgeon. He is a master at his craft. I didn’t want to look
at the scar, but it was OK. He did such a good job.” 32-year-old

“My surgeon didn’t have compassion. He played it down. I think it’s a
male chauvinistic thing because breast cancer is a woman'’s disease.”
42-year-old

“What makes me angry about my mastectomy is not the surgery, but that
1 wasn’t sensible. I didn’t take control of my life and let my husband
and doctor make the decision for me.” 66-year-old

“If I had a lumpectomy, I'd have a hole there. You’d have to fill it
somehow, and maybe they wouldn’t get it all out. Having the whole
thing off made me feel better, a whole lot better.” 39-year-old

“My doctor said, I think we will do a mastectomy because it’s surgery
and it’s for sure. If you were my wife that’s what I’d do. I said but it’s
my breast and I want a second opinion. That’s when he sent me to the
radiologist who said I was an excellent candidate for lumpectomy.
That’s what I had and I'm very happy.” 65-year-old

“I had no choice. There was cancer in both breasts. Dozens of micro-
scopic little things.” 53-year-old

“My finances weren’t great. I got a used prosthesis from the [American
Cancer Society]. My insurance wouldn’t pay for one. I couldn’t stand
it. It made me nauseated, the thought of someone else’s breast. My
insurance paid for surgery, but not a prosthesis. So that’s why I had an
implant. It wasn’t because I wanted a breast.” 38-year-old
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“It’s been years since I’ve even had a
cold. I think it’s being more relaxed
and enjoying life more.” 44-year-old

“When you’ve recovered from something
like this, you value everything in your
life. You value every day.” 70-year-old

“Life is short, make the best of what you
have. If you are healthy after you’ve
been through breast cancer, then you
should make the most of every day.
Each moment is too precious to
waste.” 38-year-old

“My life is perfect. Better than ever. I
appreciate everything more and have
lots more fun.” 66-year-old

“Well, sometimes I really wish I had the
other breast back. I have one fake one
and one real one and only one nipple.

And then I look in the mirror and say, you
are a very lucky woman.” 31-year-old

“I have no qualms about discussing the fact
that I had breast cancer. Notice I use the
past tense. I have no complaints whatso-
ever.” 67-year-old

“I used to be afraid to fly and passed up a lot
of vacations. Now I am taking flying
lessons. You learn to seize the moment. If
you can deal with cancer, you don’t have to
be afraid of stuff like flying.” 36-year-old

“I want to do it all, see it all. God, you realize
you could die and there’s so much out
there. I enjoy the birds, the flowers, the
sunsets. I enjoy every minute of life.” 52-
year-old

“Success is surviving breast cancer. Success
is dying from something else.” 42-year-old





