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ABSTRACT 

The qualitative research methodology of phenomenology was 

used to explore the experience of surviving breast cancer 

following a bone marrow transplant. Three women who had 

undergone a bone marrow transplant for breast cancer were 

interviewed using an open-ended question. The interviews were 

audiotape recorded. The interviews were analyzed using an 

adaptation of Colaizzi's eight step procedure. Eight theme 

categories were identified: Coming to Know You Have Breast 

Cancer, Going to Nar, The Core of Survival, Knowing Myself, 

Control of Survival, Family Survival, Time Orientation, and 

Possibility of Death. An essential structure was derived from 

the data indicating that survival of breast cancer following 

bone marrow transplant is three dimensional. The dimensions 

include a perspective of the survival experienced in the past 

intertwined with daily survival and a future perspective. 



9 

CHAPTER 1 

INTRODUCTION 

The phenomenon of cancer survivorship is the result of 

progress in the war on cancer. Early detection, screening, 

and advances in intensive supportive care have increased the 

relative 5-year survival rate for all cancers to 52% (American 

Cancer Society, 1993; Dow, 1991). The study of surviving 

cancer in the nursing literature is a relatively new 

phenomenon, with only two long-term studies of adult survivors 

in the nursing literature between 1979-1989 (Carter, 1989b; 

Fisher, 1979). The current reference literature related to 

cancer survivorship generalizes the survivorship experience 

across all diagnostic types. The study of specific cancer 

patient groups is needed (Schmale, et al., 1983). Women with 

breast cancer are one such patient group. 

There is a wide range of survival statistics for breast 

cancer which reflect personal risk factors, disease stage, and 

treatment choices. Newly diagnosed breast cancer will occur 

in an estimated 182,000 women this year (American Cancer 

Society, 1993). For women with localized breast cancer, the 

5-year survival rate is 93% and approaches 100% if the breast 

cancer is in situ; for regional spread the survival rate is 

71%; and for those women with distant metastases, the survival 

rate is 18% (American Cancer Society, 1993). Study of the 

survival experience of women with breast cancer mainly focuses 
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upon having a mastectomy followed by chemotherapy. Autologous 

bone marrow transplant (ABMT) is an additional option that 779 

women had in 1992 in an attempt to increase the survival of 

women with breast cancer (Horowitz & Bortin, 1993). Because 

ABMT is a relatively new treatment for breast cancer, little 

is known about the experience of survival in this group. 

Therefore, the survival experience of women undergoing ABMT 

for breast cancer is an important area for research. 

Statement of the Problem 

One problem identified by several cancer survivorship 

authors is the generalization of survivorship issues across 

cancer types (Carter, 1989; Cella, 1987; and Schmale et al., 

1983). Cancer survivorship research needs to consider the 

probability of site-specific adjustment problems and also must 

consider the sequelae that cancer survivors face as the result 

of the person's specific treatment, i.e., antineoplastics, 

surgery, radiation, biological response modifiers, bone marrow 

transplant (BMT). 

Bone marrow transplant for breast cancer is an intensive 

specialized cancer treatment which involves high dose 

chemotherapy (HDC) with the infusion of bone marrow or 

peripheral stem cells. Survivorship and BMT have been 

studied, with an emphasis on psychosocial and quality of life 

issues. Unfortunately, the breast cancer population has not 

been included in the investigations. 
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There is an absence of qualitative work in the areas of 

BMT survivorship and cancer survivorship as a whole. Just as 

Carter (1989a) suggests, the uniqueness of each disease needs 

to be explored. Many survivorship studies include in the 

study population several disease types, and generalize the 

findings to all cancer survivors. Different populations with 

different disease types may possess different experiences of 

survivorship. It is important to have a qualitative basis for 

future quantitative research in the area of survivorship. It 

is also important for nurses to participate in the care of 

survivors, and by understanding the essential structure of the 

survival experience, successful nursing interventions can 

result at all stages of treatment. 

Finally, there is controversy regarding the use of ABMT 

for the treatment of breast cancer. Resolution of the 

controversy hinges upon clarification related to the 

effectiveness of the treatment for the patient and the cost-

effectiveness of the treatment for the health care system. In 

other words, is the high technology/high cost treatment worth 

the benefits which are obtained? Women who undergo the 

treatment need to be part of the clarification process, with 

input regarding their experience of survival following ABMT 

for breast cancer. 

Therefore, the problem is the lack of a specific, 

qualitative description of the breast cancer survivorship 

experience following BMT. 
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Purpose of the Study and Research Question 

Because high dose therapy with bone marrow/stem cell 

rescue holds great promise for increasing cure rates for women 

with breast cancer, an understanding of the survival 

experience of these women is warranted (Stadtmauer, 1991). 

Therefore, the purpose of this study is to describe the 

everyday experience of women surviving breast cancer following 

a bone marrow transplant. The research question is: What is 

the essential structure of the lived experience of surviving 

breast cancer following a bone marrow transplant? 

Definitions 

Cancer Survivorship; 

The experience of living which begins at the diagnosis of 

cancer. 

Essential Structure of Lived Experience; 

The integration and synthesis of the common elements of 

the experience as described by the study participants. 

Summary 

Breast cancer is a difficult disease to treat. The 

advent of ABMT has brought hope for women with breast cancer 

for survival of the disease. It is important when using new 

therapies to investigate all aspects of its potential 

effectiveness, especially when a treatment is still considered 

by some in the health care arena to be experimental. The 

women's personal experience of survival of breast cancer 

following ABMT will assist in this understanding. 
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CHAPTER 2 

LITERATURE REVIEW AND CONCEPTUAL ORIENTATION 

Introduction 

Literature pertinent to cancer survivorship in general, 

and more specifically related to breast cancer and breast 

cancer with ABMT, is presented in this chapter. An overview 

of the ABMT process and the use of ABMT for breast cancer are 

discussed. A personal perspective is included. 

Cancer Survivorship 

Quint (1963) was the first nurse researcher to study the 

experience of cancer as an illness by qualitatively exploring 

the impact of mastectomy. The 21 women studied described the 

shock of adjusting to unexpected effects, shame about 

disfigurement, and fear of what the future may hold (Quint, 

1963). From 1979-1989, there were only two published nursing 

studies of adult survivors of cancer (Carter, 1989a; Fisher, 

1979). During the same period of time, the majority of 

survivorship research in disciplines other than nursing 

focused upon identification of pre-treatment correlates of 

survival with a smaller number of studies focused upon quality 

of life issues (Carter, 1989a). The survivorship experience 

was not explored during this time period and though research 

in the area of cancer survivorship increased in the mid-1980s, 

qualitative work related to the survivorship experience is 

minimal. 
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Personal Accounts of Cancer Survival 

Several personal accounts of cancer survivorship are 

included in the literature. Mullen (1985) is a physician who 

reflects upon his own personal cancer survival experience. 

The personal narrative defines survival as beginning at the 

point of diagnosis and applying to everyone diagnosed as 

having cancer, regardless of the course of illness. Mullen 

(1985) states that survival is "an absolutely predictable but 

ill-defined condition that all cancer patients must pass 

through as they struggle with their illness" (p. 271). He 

continues by outlining three specific stages of survival: 

acute survival, extended survival, and permanent survival. 

Mullen (1985) supports the need to explore the survivorship 

experience, stating that "actuarial and population-based 

figures give us survival estimates for various cancers, but 

those figures do not speak to the individual patient, whose 

experience is unique and not determined or described by 

aggregate data" (p. 271). 

Keith (1991) provides the personal perspective of a 40 

year old cancer survivor. Communication, hope, and support 

are identified as integral elements of survival, as well as 

the need to integrate the physical, emotional, spiritual, 

intellectual, and social aspects of one's life. Shook (1983) 

compiled the individual experiences of 12 cancer survivors. 

In addition, many individuals, including celebrities, have 

felt strongly enough about their personal cancer survival 
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experience or that of a loved one to document it (Radner, 

1989; Rollins, 1976). 

Reviews of Survivorship 

Dow (1990) reviewed the literature related to the concept 

of survival including surviving life-threatening events, 

surviving disasters, surviving chronic illness, and surviving 

cancer. Five themes identified in the process of surviving 

extreme life-threatening situations were: (1) dealing with 

the indelible imprint of the life-threatening experience; (2) 

the intense feeling of guilt after survival; (3) a persistent 

numbing feeling; (4) isolation from the rest of the world that 

is not immersed in the experience; and (5) a poignant struggle 

for meaning or understanding (Lifton, 1980). Themes in 

survivors of disasters included an element of suffering, 

intense emotional response, recurring dreams/nightmares, a 

perspective on one's own morality, and if survivors are able 

to derive meaning, they can get on with living. Themes 

present in survivors of serious illness included: changed 

values and priorities, improved decision making, and a 

heightened awareness of death with a sharp realisation of 

limited life span (Smith, 1980). 

When reviewing surviving cancer, Dow (1990) discusses the 

concept in relation to Mullen's (1985) previously declared 

stages. In later work by Dow (1991), which overviews the late 

physical and psychosocial effects that survivors face, she 

reverses her opinion about the staging of cancer survivorship 
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recommending that nurses, "intending to conduct research in 

cancer survivorship would serve patients better by studying 

the process intact rather than assigning specifically defined 

stages to the experience" (p. 59). 

Six reviews were found which summarize the current data 

on the physical and/or psychosocial effects of surviving 

cancer. Loescher et al. (1989) performed a review of the 

literature from 1980-1988 and found that much of the 

literature addressing the physiologic effects of surviving 

cancer was based upon research of pediatric cancer survivors 

and was retrospective. There are several potential areas of 

long-term effects of cancer survival (Table 1). Moore and 

Klopvich (1989) also provide a thorough review of the late 

effects of cancer treatment in children and adults including 

late effects in multiple body systems and late effects upon 

the endocrine system, the central nervous system, and the 

iranune system. Genetic counseling and second malignancies are 

also addressed as survivorship issues. 

Helch-McCaffrey et al. (1989) reviewed the literature 

from 1970-1988 in relation to the psychosocial implications of 

surviving cancer. The comprehensive review of literature 

indicated a focus upon the following themes: fear of 

recurrence and death, relationships with the health care team, 

adjustment to physical compromise, alterations in customary 

social support, isolationism, psychosocial reorientation, and 

employment and insurance problems. 
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Table 1 

Potential Long-Term Physiological Effects of Cancer Survival 

Physiologic System Potential Long-Term Effect 

Sexual and Reproductive 

Neurological 

Vascular 

Cardiac 

Pulmonary 

Urologic 

Gastrointestinal 

Oncogenesis 

Impaired Spermatogenesis 
Impaired Oogenesis 
Impaired Vaginal Function 
Impaired Erectile Function 
Impaired Ejaculatory Function 

Neuropathy 
Hearing Loss 
Visual Changes 

Stroke 
Transient Ischemic Attack 
Peripheral Vascular Disease 

Chronic Cardiomyopathy 
Myocardial Fibrosis 

Diffuse Alveolar Damage 
Pneumonitis 
Interstitial Pulmonary Fibrosis 

Glomerular Sclerosis 
Tubular Atrophy 

Liver Injury 
Cirrhosis 
Bowel Ulceration 
Chronic Proctitis 
Fistula Formation 
Esophagitis 
Chronic Aspiration 
Obstruction 

Leukemias 
Second Malignancies 
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Quigley (1989) reviewed the literature from 1970-1988 

that addressed the major components of quality of life and 

identified what she labeled as the "psychosocial consequences 

of cure." The consequences were categorized into emotional 

consequences and social consequences. Emotional consequences 

included anxiety, depression, uncertainty, somatic distress 

and self-esteem and body image. Social consequences included 

re-entry, re-defining self in the non-health environment, 

sexuality, and employment and insurance discrimination. 

Marriage and relationships were areas identified as lacking 

study. 

Quigley (1989) also included a summary of the variables 

reported in the review which correlate with social and 

emotional outcomes in adult cancer survivors. The variables 

can be interpreted as risk factors for the psychosocial 

sequelae reviewed. The variables were social support, time 

since diagnosis, treatment modality, communication of 

feelings, physical distress or residual disability, premorbid 

psychological stability, and the extent of disease at 

diagnosis. 

Cella (1987) similarly enumerated what he identifies as 

factors which affect the differences in adjustment to cancer 

survival: difference in tumor site, initial disease severity, 

current prognosis, recurrence, past treatment modality, 

treatment risks and sequelae, and demographic characteristics 

which are systematically related to specific diseases. Cella 
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(1987) categorizes what he labels as domains found within the 

literature which comprise the range of cancer survivors' 

problems after treatment has been completed. Interpersonal 

distress includes mood, psychological symptoms, self-esteem, 

somatic distress, and cognitive dysfunction. Interpersonal 

disruption includes family adjustment, marital/sexual 

adjustment, and social relationships. Health policy issues 

include insurance discrimination and practical problems in 

follow-up care, and finally, occupational disruption, which 

includes education, work ability, and work discrimination. 

Andersen (1985) reviewed the literature specifically in 

relation to the sexual functioning morbidity among cancer 

survivors. Mood disturbances, changed health status, 

somatization, and reprioritization of life concerns were all 

identified as circumstances that may cause sexual disruption 

in any cancer survivor. 

Study of Cancer Survivors - General Population 

In 1980, Shanfield (1980) studied the extent of the 

psychological effects of surviving cancer. Twenty subjects 

were included in the study who were disease-free from 1-33 

years. Twelve cancer types were represented in the 

population. Open-ended interviews were conducted and a poorly 

described analysis methodology, the idiographic mode, was used 

to interpret the data. Common themes identified were: 

contagion, search for meaning of the disease, guilt, response 

to the health care system, major stress, changes, death, 
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support systems, interview experience, and depression. 

Shanfield (1980) concluded that the experience of surviving 

cancer is a permanent one which possesses a certain 

predictability in adult development and adult transformations. 

Maher (1982), a social scientist, performed an 

exploratory study of 14 cancer survivors of unidentified 

disease types, who were 1 to 15 years post-cancer diagnosis. 

The purpose of the study was to explore the anomic aspects of 

recovery from cancer, with anomia being described as "a 

temporary state of mind, occasioned by a sudden alteration in 

one's life situation, and characterized by confusion and 

anxiety, uncertainty, loss of purpose and a sense of 

separation from one's usual social support system" (p. 911). 

The author discussed the "fit" of the anomic perspective with 

the recovering cancer patient's experience based upon the 

following recurrent themes taken from the interviews: 

withdrawal of intensive social support, ambivalence about 

discontinuing treatment, fear of recurrence, permanent 

disability, resuming a future orientation, dealing with 

experiences during treatment, and confusion about feeling 

depressed. 

The well-being of cancer survivors was investigated by 

Schmale et al. (1983). One hundred twenty cancer patients and 

120 control subjects, ages 21-60 years old, participated in 

the study; 22 cancer types were represented. The purpose of 

the study was to answer the following research questions: (1) 
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Do individuals who have had a cancer experience report a 

quality of life that is different from those who have not had 

such an experience? and (2) Are reports of well-being as 

measured in this group of individuals treated for cancer 

affected by sociodemographic or treatment variables? Self-

report questionnaires were used which included both general 

health and mental health constructs. Cancer survivors were 

found to have a significantly lower sense of self-control and 

more general health worries than the matched sample of healthy 

controls. Sociodemographic and treatment variables revealed 

only marriage and no change in job as being significantly 

related to the amount of general well-being experienced. 

Correlations using the different cancer types of the subjects 

were not done, and the authors recommended study of specific 

cancer patient groups. 

Loescher et al. (1990) studied 17 adults more than two 

year post-cancer therapy for the purpose of identifying 

changes, problems/concerns, and needs of survivors of adult 

cancers. Eight cancer types were represented. Deductive 

content analysis was used to identify the physiological, 

psychological, and socioeconomic changes, problems/concerns, 

and needs of cancer survivors. Physiological problems and 

concerns were treatment-related; physiological needs were 

associated with access to medical care. Psychological 

problems/concerns identified were body image, anxiety and 

depression, and fears of recurrence; psychological needs 
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related to counseling and support. Socioeconomic problems/ 

concerns were employment related; socioeconomic needs were 

related to the need for resolution of discrimination issues. 

Inductive findings were categorized into two main themes: (1) 

adapting to personal and interpersonal changes; and (2) 

getting on with living. 

The general cancer survivor population has also been 

studied in relation to specific issues such as employment 

(Hoffman, 1989; Stone, 1975; Wheatley et al., 1974) and 

insurability (Anderson, 1984). 

Study of Cancer Survivors - Specific Populations 

Specific populations of cancer survivors have also been 

studied (Table 2). The breast cancer survivor population is 

discussed in more depth. 

Breast cancer survivorship 

The psychosocial impact of breast cancer upon women is 

well documented (Fetting, 1991; Gellert, Maxwell, & Siegel, 

1993; Greer, 1991; Irvine et al., 1991; Kahane, 1993; Mock, 

1993; Northouse, Cracchiolo, Caraway, & Appel, 1991; Royak-

Schaler, 1991; Wainstock, 1991; Hard et al., 1992). 

Alterations in self-esteem and body image have been explored 

along with the importance of social support to coping and 

adjusting to breast cancer. The current research does not 

show sound evidence for the success of any particular coping 

strategies (Gellert, Maxwell, & Siegel, 1993; Irvine et al., 

1991). It has been found that the majority of women do not 



TABLE 2 

summary nf Literature Review - Specific Populations 

Author/ 
Year 

Cell a & 
Tross, 
1986 

Fobair 
et al., 
1986 

Research Question/ 
Study Focus 

Systematic comparison of 
Hodakins Disease survivors 
with physically healthy 
acquaintances for examina
tion of the psychological 
adjustment to successful 
cancer treatment. 

Determination of the type 
and frequency of psycho
social difficulties among 
long-term survivors of 
Hodakins Disease. Vari
ables explored include 
type of treatment, age at 
time of treatment, and 
time since completion of 
therapy. 

Methods 

Self-report inventories 
interview questions about 
adjustment to cancer -
specific problems, an 
interviewer rating of 
global adjustment, and 
a projective measure 
of intimacy motivation. 

Self-administered ques
tionnaire assessing 
health and physical 
activity, employment and 
finances, home and family 
environment, education, 
and psychologic and social 
well-being. Questions 
were designed to assess 
disruption in three areas 
of life: sense of well-
being, family relation
ships, and employment. 

Maior Findings 

No differences were found on 
most measures between cancer 
survivors and healthy con
trols. The hypothesis of 
greater psychosocial dysfunc
tion in the cancer sample 
sample overall was illus
trated by significantly de
creased intimacy motiva
tion, increased avoidant 
thinking about illness, pro-
prolonged difficulty in 
returning to pre-morbid war 
status, and illness related 
concerns. 

Dissatisfaction in the return 
of energy was found to be 
related to age, time since 
therapy, stage of disease, 
and treatment type. Those 
reporting energy loss were 
also more likely to report 
depression, moderately high 
divorce rates, infertility 
problems and less interest 
in sexual activity were 
reported. Difficulties at 
work were noted by 42% and 

fO 
00 



Author/ 
Year 

Research Question/ 
Study Focus 

Byrne A retrospective cohort study 
et al., of long-term survivors of 
1987 Childhood or adolescent 

cancer using siblings as 
controls to explore the 
effects of treatment on 
fertility. 

Hollen & 1. To describe the prevalence 
Hobbie, of risk behaviors anong 
1987 adolescent long-tern surviv

ors of Childhood cancer. 
2. Describe the survivors' per

ception of the quality of 
their decision-Baking. 

TABLE 2 - Continued 

Methods Maior Findings 

Cox Regression 
Analysis of interviews of 
2283 long-tern survivors 
of childhood or 
adolescent cancer. 

Descriptive study using a 
semi-structured interview. 
Tools used were the Deci
sion Making Quality Scale 
(DHQS) and the Risk 
Behavior Interview 
Schedule 

number of hours worked was 
highly correlated with less 
depression, younger age, and 
return of energy. 

Relative fertility in the 
survivors varied according 
to sex, site of cancer, and 
type of treatment. Both sexes 
showed a depressed fertility 
when treatnent included radia
tion below the diaphraa. Men 
showed a 60% fertility deficit 
with treatment using alkylatng 
agents with or without radia
tion below the diaphram. Women 
showed no depression in fer
tility with alkylatng agents 
alone and only moderate fer
tility deficit in combination 
with radiation below the dia
phram. 

Prevalence rates of risk 
behaviors were comparable to 
the general population. The 
majority of survivors 
exhibited a lack of quality 
decision-making skills. Those 
adolescents with better deci-



TABLE 2 - Continued 

Author/ 
Year 

Temeck 
et al., 
1984 

Reiker 
et al., 
1989 

Research Question/ 
Study Focus 

3. Test the hypothesis that the 
poorer the decision-making 
quality, the more risk 
behaviors seen by the 
adolescent. 

4. Explore the effects of CNS 
prophylactic leukemia therapy 
and academic achievement prob
lems cn quality of decision
making and risk behaviors. 

Case-control study to examine 
the importance of stage, symptoms, 
smoking history, and family 
history as predictors of survial, 
in lung cancer patients matched 
by histology, age, sex and year 
of diagnosis. 

Methods 

Chart Review 

Examined the effect of socio-
demographic and clinical factors 
on long-term outcomes in the 
urea of sexual function, 
relationships, employment, and 
mental outlook in survival of 
testicular cancer. 

Ma-jnr- THivHrvjq 

si on-making cpality exhibited 
less risk behaviors. 

Retrospective study of testicu
lar cancer survivors matched 
sociodemographically with 
controls. Questionnaires were 
used which included the Profile 
of Mood States (POMS), the 
Cancer Patient Behavior Scale 
(PBS), the Concealing Emotions 
Scale (CES), and a Self-Report 
Questionnaire. 

Histology aid stage were forod 
to be the most inpcrtant indi
cators of 1 cog-term survival. 
Though the majority of long-
term survivors had Stage I 
cancers, 1/3 had Stage II or 
III disease. 

Testicular cancer was not 
found to lead to greater umr-
plcyment, divorce or disabling 
psychological prcblenB, though 
the survivors did indicate 
significantly nDEe infertility 
and sexual pcrfcunanoe distress 
hut not mere desire distress. 
Sexual impairments varied 
according to treatment 
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experience long-term emotional distress, though 20-30% do 

experience a disruption in their quality of life through the 

loss of roles, functional abilities, and problems with social 

relationships (Irvine et al., 1991). A woman's psychological 

response to the cancer (denial or positive avoidance, fighting 

spirit, fatalism, helplessness/hopelessness, anxious pre

occupation) was found by Greer (1991) to be a significant 

predictor of disease outcome at 5, 10 and 15 years. Forty-

five percent of the 62 women studied who had responded with 

fighting spirit or denial were alive and well compared with 

the 17% who had other responses 

Initial studies related to women surviving breast cancer 

centered around the mastectomy experience (Anglem & Leber, 

1971; Quint, 1963; Schottenfeld, 1970; Woods & Earp, 1978). 

The earliest of the studies (Quint, 1963) is one of only three 

qualitative studies found by this author related to some 

aspect of the experience of surviving breast cancer. The 

focus of Quint's (1963) work was on the viewpoint of the woman 

who experiences the mastectomy. The views given by the 21 

women studied were categorized into three changes which 

mastectomy initiates: 

1) A period of shock and unexpected events, 

2) A change in bodily appearance, and 

3) Alteration of the future by prospect of shortened 

life and the possibility of slow, painful death. 
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Carter (1989b) performed a phenomenological study of 

survivors of adult cancer and used women surviving breast 

cancer following standard treatment therapies as the study 

population. The purpose of the study was to explore the lived 

experience of breast cancer survivors. Interviews of 25 women 

yielded phases of the survival process, background ways of 

being from which the women interpreted the experience, and the 

women's models of understanding illness. The phases of 

survival identified were: a) interpreting the diagnosis; b) 

confronting mortality; c) reprioritising; d) coming to terms; 

e) moving on; and f) flashing back. The ways of being 

included: a) surviving the dynamics of alcoholism; b) 

relating spiritually to God; c) manifesting a pessimistic view 

of life; d) controlling events and emotions; and e) doing or 

performing. The models of understanding illness used by the 

women were: a) personal growth; b) sin; c) fate; d) stress 

and coping; and e) medical. Carter (1989b) found that the 

women in the study share a common process of "going through" 

the survivorship experience, which includes the above stated 

phases, and each does so related to her specific way of being 

and understanding of illness. 

Also noted by Carter (1989b) was a transformation of the 

Self during the survival process. The transformation was 

described by the informants as a feeling of reconstitution due 

to the cancer experience where a real Self or authentic Self 

emerged. A sense of gratitude for life and greater strength 
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and confidence in their ability to manage life crises was 

verbalized by the informants. 

Loveys and Klaich (1991) qualitatively explored the 

experience of illness demands upon women with breast cancer. 

Semistructured interviews were performed with 79 women newly 

diagnosed with breast cancer to find out what is the impact of 

breast cancer on the daily lives of women of childrearing age. 

Fourteen domains of illness demands were identified: 

treatment issues, changes in life context/ perspective, 

acceptance of the illness, social interaction/ support, 

physical changes, reconstructing a new self, uncertainty, 

loss, making comparisons, acquiring new knowledge, making 

choices, mortality issues, financial/ occupational concerns, 

and making a contribution. Loveys and Klaich (1991) encourage 

nurses to identify the demands of illness specific to each 

woman and then provide nursing interventions, recognising the 

unique aspects of each woman's experience. 

Though three qualitative studies were found in the 

literature, only one of the studies, Carter (1989b), addressed 

the lived experience of surviving breast cancer. As noted by 

Rosser (1981), there is a need for the systematic analysis of 

women's experiences with breast cancer as described by the 

women themselves. The experience of women surviving cancer 

following an ABMT is an area needing such analysis. 
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Overview of Treatment 

Women with metastatic breast cancer have proven to be a 

difficult group to successfully treat. Women with metastatic 

breast cancer are essentially incurable with standard therapy, 

with a median survival of about two years after the discovery 

of metastases, a statistic which has not changed in five 

decades (Antman, 1992). Currently, there is no consensus on 

the optimal therapy for the treatment of breast cancer 

(Hilner, Smith, & Desch, 1992). Autologous bone marrow 

transplant (ABMT) is one of the options that is currently 

being used to increase the survival of women with breast 

cancer, especially women with metastatic breast cancer. 

Autologous bone marrow transplant offers a complete response 

rate that is higher than the 10-20% that is reported with 

standard therapy (Antman, 1992). 

Autologous bone marrow transplant is the administration 

of high doses, four to 10 times standard doses, of 

chemotherapeutic agents followed by transplantation of the 

patient's own bone marrow or peripheral stem cells. The 

purpose of the transplantation of marrow/stem cells is to 

rescue the patient from the severe myelosuppression caused by 

the high dose chemotherapy (McKenzie, 1992; Stadtmauer, 1991). 

There are many potential short-term complications during the 

10 to 30 day period of hematologic engraftment. The patient 

may experience prolonged neutropenia and thrombocytopenia, and 

hepatic, renal, gastrointestinal, or pulmonary toxicities 
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(McKenzie, 1992). Late complications (complications occurring 

after day 100 post-bone marrow transplant) include graft 

versus host disease (GVHD), infections, endocrine dysfunction, 

fertility problems, cataracts, pulmonary and neurologic 

complications, graft rejection, relapse, and second malignancy 

(Nims & Strom, 1988). Nursing care for the ABMT patient with 

breast cancer focuses upon the successful control of short-

and long-term complications in order to enhance survival. 

Following 30 years of experimentation, ABMT was found to 

be a successful treatment in the late 1970s for hematologic 

malignancies such as non-Hodgkin's lymphoma, Hodgkin's 

disease, and acute leukemia (Santos, 1983; Schryber, LaCasse, 

& Barton-Burke, 1987; Stadtmauer, 1991). In the early 1980s, 

breast cancer, as well as other solid tumors such as 

neuroblastoma, testicular cancer and small-cell lung cancer, 

began to use ABMT as a treatment option (Eddy, 1992; 

Stadtmauer, 1991). The effectiveness of ABMT for breast 

cancer has yet to be proven and has become a controversial 

issue. 

Due to the poor prognosis for women with metastatic 

breast cancer treated with standard therapy, some physicians 

advocate ABMT based on possible improvements in life 

expectancy (Belanger, Moore, & Tannock, 1991). Hilner, Smith, 

and Desch (1992) investigated the efficacy and cost-

effectiveness of ABMT in metastatic breast cancer. They found 

that ABMT increases life expectancy by six months at a cost of 
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$115,800 per year of life gained with a complete remission at 

five years of 20%. Hilner, Smith, and Desch (1992) summarize 

that, 

"Even at a relatively high risk of ABMT-

associated death, ABMT was still preferred, 

although the size of the benefit 

substantially dropped. The reason that 

ABMT remains optimal is that the survivors 

of ABMT live a greater number of months, 

even if their survival is prolonged only 

transiently" (p. 2059). 

Eddy (1992) reviewed the published studies of high dose 

chemotherapy (HOC) with ABMT for the treatment of metastatic 

breast cancer and found that a) HDC with ABMT has a higher 

treatment mortality and morbidity rate than conventional 

chemotherapy, and b) HDC with BMT delivers higher complete 

response and overall response rates than conventional 

chemotherapy. Unfortunately, there were no controlled trials 

to address the question of whether the increased response 

rates were associated with longer survival. Therefore, many 

physicians view ABMT for metastatic breast cancer as 

investigational, and have strong feelings about the premature 

widespread use of an unproven therapy (Eddy, 1992; Hilner, 

Smith, & Desch, 1992). Many third-party payers also view ABMT 

for breast cancer as investigational and refuse to pay for 

ABMT using an experimental therapy exclusion (Eddy, 1992; 

Newcomer, 1990). 
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Cancer Survivorship Following BMT 

Literature related to adult survivors o£ BMT is quite 

extensive. The literature primarily focuses upon three areas 

of concern: post-BMT functioning, pre-BMT and treatment 

correlates with survival, and comparisons of outcomes of BMT 

and conventional cancer therapies. 

Post-BMT Functioning 

Post-BMT functioning research has been done in the areas 

of cognitive functioning (Andrykowski et al., 1990a), 

psychosocial functioning (Andrykowski, Hensle, & Barnett, 

1989; Andrykowski, Henslee, & Farrall, 1989; Brown & Kelly, 

1976; Colon et al., 1991; Hengeveld, Houtman, & Zwaan, 1988; 

Lesko et al., 1992; Jenkins, Linington, & Hhittaker, 1991; 

Wolcott et al., 1986), physical functioning (Andrykowski, 

Henslee, & Farrall, 1989; & Wingard et al., 1991), 

psychosexual functioning (Mumma, Mashberg, & Lesko, 1992), and 

general quality of life functioning (Andrykowski et al., 

1990b; Baker, Curbow, & Wingard, 1991; Belec, 1992; Ferrell et 

al., 1992a; Ferrell et al., 1992b; Peters, 1991). 

In general, post-BMT functioning appears to be related to 

several factors such as type of treatment received, time since 

completion of treatment, and the development of treatment-

related sequelae (Lesko et al., 1992). One-quarter of the 26 

post-BMT patients studied by Wolcott et al. (1986) reported 

significant physical symptoms, high rates of infections, and 

high medical care utilization. But there does appear to be a 
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decrease in illness related dysfunction over time. 

Andrykowski, Henslee, and Barnett (1989) found this to be true 

when they examined the temporal trajectory of post-BMT 

functioning. Three assessments were done at one year 

intervals, and a decrease in illness related dysfunction was 

noted between the second and third assessment. Unfortunately, 

50% of the subjects at both the second and third assessment 

were either unable to work or retired as a result of their 

medical condition. 

Pre-BMT and Treatment Correlates with Survival 

Education, age, dosage of total body irradiation (TBI), 

and time post-BMT have all been studied in relation to length 

and quality of survival following BMT. Andrykowski et al. 

(1990b) found that in the sample of 20 post-BMT patients, less 

education, increased dosage TBI, and older age were all 

associated with poorer status on several measures of post-BMT 

quality of life. Time post-BMT was not found to be related to 

post-BMT quality of life. Andrykowski et al. (1990a) concurs 

with the TBI correlate, finding that increased doses of TBI 

were associated with increased cognitive dysfunction such as 

slowed reaction time, reduced attention and concentration, and 

difficulties reasoning and problem solving. The 30 BMT 

survivors in this study did not show evidence of gross 

cognitive dysfunction. Age at transplant was significantly 

associated with total current functioning and physical 

functioning, with better functioning being reported by 
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patients transplanted before the age of 30 (Andrykowski, 

Henslee, & Farrall, 1989). Time related to psychosexual 

adjustment was studied by Muirnna, Mashberg, and Lesko (1992). 

As time since treatment increased, BMT survivors reported 

decreased sexual satisfaction and poorer body image. 

Psychological history, especially history of depression 

either prior to transplant or diagnosed during the transplant 

period, have been associated with poorer post-transplant 

outcomes and survival. Patients with depressed mood as a 

prominent symptom at the time of pre-transplant evaluation 

have been found to have poorer survival rates (Colon et al., 

1991). Those patients diagnosed as depressed during 

transplantation showed significantly more impairment 

vocationally, socially, and psychologically (Jenkins, 

Linington, & Whittaker, 1991). Patients without a history or 

diagnosis of depression demonstrate adjustment comparable to 

other medical patients, specifically a mixed cancer group 

(Jenkins, Linington, & Whittaker, 1991). 

Comparison of BMT with Conventional Therapy 

Due to the changing health care arena, expensive 

treatment modalities are being questioned. Bone marrow 

transplant is such a modality. For that reason, an emphasis 

has been placed upon the need for studies comparing BMT with 

conventional therapy. Specific components of survival have 

been addressed such as long-term psychological adjustment of 

BMT survivors versus survivors of conventional chemotherapy 
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for leukemia patients (Lesko et al., 1992). No difference on 

psychosocial adjustment between the two groups has been found. 

Wingard et al. (1991) explored the health, functional 

ability, and employment status of 135 subjects who survived 

BMT. The outcomes of the study were comparable to outcomes of 

patients with cancer who receive less intensive treatment: 

- 93% reported they could do normal activities with minor 

or no physical problems; 

- 67% reported global health as good or excellent; 

- 65% returned to full or part-time employment; and 

- most perceived social activities (80%) or physical 

abilities (67%) to be unimpaired or only slightly 

affected. 

Clearly this is an area for future research. 

Qualitative Studies of BMT Survivorship 

The literature possessing a qualitative component related 

to BMT survivorship has been done by nurse researchers. The 

focus of the nurse researchers has been on quality of life. 

Belec (1992) used semistructured interviews along with a 

questionnaire to explore quality of life, or life 

satisfaction. The results suggest that the majority of BMT 

patients studied perceived the quality of their lives as 

acceptable. Three themes identified were: impact of the BMT 

experience on present life circumstances, reflections on the 

recovery period and the decision to undergo BMT, and outlook 

for the future. Ferrell et al. (1992a, 1992b) explored the 
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concept of quality of life for BMT survivors via content 

analysis and developed a conceptual model depicting the impact 

of BMT on quality of life, including physical well-being and 

symptoms, psychological well-being, social well-being, and 

spiritual well-being. 

Peters (1991) studied five adult survivors of bone marrow 

transplants using the grounded theory method. Disruptions in 

quality of life were identified during: the rapid decision

making period, after discharge when physical limitations must 

be managed, and as activities resume but there is an increased 

fear of recurrence. Coping mechanisms identified were: 

adapting to transplant, searching for meaning, and discovering 

a difference. 

Steeves (1992) specifically addressed the quest for 

meaning concept in a study of six BNT patients recruited prior 

to BMT and studied until death or 100 days post-transplant. 

Hermeneutic techniques were used. Two themes were identified: 

how the informants negotiated a new social position based on 

their altered circumstances, and how the informants struggled 

with ways of understanding their experience as a whole. 

Breast Cancer Survivorship Following BMT 

There were no studies found by this author specifically 

using the breast cancer population of survivors of BMT. Also, 

in the studies which used a population of subjects possessing 

a variety of diagnoses, breast cancer was not found to be 

included. Ferrell et al. (1992a) did report seven subjects 
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with a diagnosis of "other." A majority of the work on BMT 

survival addresses the leukemia population and hematologic 

malignancies (Colon et al., 1991; Lesko, et al., 1991; Munsna, 

Mashberg, & Lesko, 1992). The recent use of BMT for the 

treatment of solid tumors warrants research into the survival 

experience of women with breast cancer who choose ABMT as a 

treatment modality. 

Personal Perspective of Survivorship 

This investigation is a phenomenological study of the 

survivorship experience of women with breast cancer who have 

undergone a BMT. The purpose of such a research approach is 

to sensitise the investigator, the reader of the research, to 

the viewpoint of a particular group (Knafl & Howard, 1984). 

In order to successfully describe the human experience as it 

is lived, the researcher must "bracket" her personal 

perspective of the phenomenon, which means the individual 

"must suspend or lay aside what she thinks she already knows 

about it" (Oiler, 1982, p. 179). The following personal 

perspective is bracketed and not referred to for data 

analysis. 

My clinical experience includes both the acute care of 

women with breast cancer who have undergone conventional 

treatment, and more extensively, the acute care of women who 

have undergone ABMT for breast cancer. The nursing care 

provided has been physical as well as psychosocial. 

My clinical experience and a review of the literature 

have led to a personal perspective regarding the cancer 
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survivorship experience. The experience is a multi-faceted 

one, with physical, psychological, social, and spiritual 

components. Disease type, disease severity, treatment 

modality, effects of treatment, time since diagnosis, social 

support, and philosophy of illness all potentially impact the 

survivorship experience. 

Several issues confront cancer survivors, regardless of 

disease type, such as access to medical care and job and 

insurance discrimination. But there are also issues which are 

specific to disease type which must be studied and enumerated. 

The cancer survivor requires continued monitoring and support 

by health care professionals throughout the trajectory of 

disease, which now must include the survival experience. 

Summary 

Much has been enumerated about the physiological aspects 

of surviving cancer in general. Beginning work is being done 

regarding the psychosocial aspects of cancer survival. Yet 

qualitative studies are minimal, and absent is the population 

of women with breast cancer who have had a BMT. Due to the 

new and sometimes categorized experimental nature of BMT for 

breast cancer, study into the survivor experience of women who 

have undergone such therapy, from their perspective, is 

warranted. 
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CHAPTER 3 

METHODOLOGY 

The purpose of this chapter is to describe the research 

design and methodology of the study. The chapter includes 

sections on the sample, the setting, the protection of human 

subjects, the data collection process, the data analysis 

process, and the assurance of trustworthiness. 

Description and Justification of 

Research Approach 

The qualitative research approach of phenomenology was 

used in this study. The goal of this approach is to describe 

experiences as they are lived. Phenomenology examines the 

particular experiences of unique individuals in a given 

situation; for example, women who have undergone BMT for 

breast cancer. Experiences are accepted as they exist in the 

consciousness of the individual (Field & Morse, 1985). 

Unstructured interviews focusing on the phenomenon of interest 

are transcribed and analyzed to provide a description of the 

experience. The derived meanings of the experience are 

identified, and categorized, as a basis to identify the 

essential structure of the phenomenon. 

Phenomenology is a descriptive approach to research and 

the objective is. the identification of the essence of behavior 

(Field & Morse, 1985). A descriptive orientation to research 

is used when little is known about a topic, or when a specific 
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research perspective has not been used to explore a 

phenomenon. This is the case with the study of the experience 

o£ surviving breast cancer following a BMT. The 

phenomeno logical approach can also provide empirical grounding 

for more structured research (Gortner & Schultz, 1988). 

Sample and Setting 

The study sample consisted of three women. The criteria 

for their selection were as follows: 

- At least 18 years of age. 

- Diagnosed with breast cancer at some time. 

- Experienced a bone marrow transplant. 

- English speaking. 

- Willing and able to fully discuss their experience. 

The convenience sample was recruited through a BMT clinic 

at a cancer center in the southwest. All participants met the 

above criteria. All interviews took place in a location which 

was comfortable for the participant. Two interviews took 

place in the participants' homes, and one interview took place 

in the privacy of the participant's office. Interruptions 

included the telephone ringing during one interview, which 

posed little distraction for the participant, and two 

interruptions by a small child in a second interview. The 

interruptions by the small child did not distract the 

participant and she was able to continue each time very easily 

at the point in which the interruption occurred. 
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Protection of Human Subjects 

The study was submitted to the University of Arizona 

Human Subjects Review Committee (Appendix A). A Participant 

Consent Form was given to all potential participants (Appendix 

B). Any questions the subjects had about the study were 

answered. The subject's signature on the consent form 

indicated their willingness to participate in the study. It 

was made clear to all subjects that they could withdraw from 

the study at any time. All three participants chose to remain 

involved. 

To ensure confidentiality, pseudonyms were assigned to 

each of the three participants. The tapes were transcribed by 

an individual transcriptionist, and then stored in a secure 

place in the researcher's home. The hard copy of the 

transcribed interviews, as well as the tapes with all 

identifiers removed, were placed in a locked file. 

Data Collection 

Two participants were contacted in a BMT clinic with a 

short introduction of the research and the researcher, made by 

the participant's oncologist. One was contacted by phone. 

The researcher provided the participants with her educational 

and professional background, as well as her interest in and 

the purpose of the research. 

The initial data-gathering question used in the 

unstructured interviews was, "Please describe your experience 

of surviving breast cancer following a bone marrow transplant. 
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Please describe the experience as fully as you can, including 

all your thoughts, feelings, and actions. Please keep talking 

until you feel you have said all you need to about the 

experience." Participants were given a written copy of the 

data-generating question five days prior to the interview and 

asked to think about their experience of surviving breast 

cancer following a BMT. 

Subsequent open-ended questions such as, "Tell me 

why...?", "In what ways do you...?", "Can you describe to 

me...?", "Can you explain how...?", and restatements of 

participant statements were used to elicit more information, 

clarify information, and obtain more detail. Field notes were 

also used to provide additional notation of affect and non

verbal communication. A demographic data form containing 

information regarding age, date of breast cancer diagnosis, 

prior treatment, day post-BMT, ethnicity, education, marital 

status, number of children, employment, and annual family 

income, was completed at the end of each interview (Appendix 

C). 

Data Analysis 

The audiotape recordings of the interviews were 

transcribed by a single transcriptionist and listened to again 

by the interviewer to gain familiarity with the experience 

descriptions and ensure accuracy of transcribed material. 

Notations of non-verbal communications were also made on the 

transcriptions. 
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Steps of Analysis 

The steps of analysis used in this study were a mixture 

of the steps delineated by Colaizzi (1978), Haase (1987), and 

Hycner (1985). The steps are: 

1. listening to the interviews while reading the 

transcription to gain familiarity with the 

descriptions; 

2. extraction of significant statements; 

3. restatement of each significant statement into a 

more general form; 

4. formulation of statements of meaning; 

5. organization of formulated meanings into themes; 

theme clusters, and theme categories; 

6. organization of themes, theme clusters and theme 

categories into an exhaustive description of the 

experience; 

7. formulation of a description of the essential 

structure of the lived experience. 

Significant Statements. Restatements, and Formulated Meanings 

Following the listening to and transcription of 

audiotaped interviews, significant statements were extracted. 

Significant statements are phrases or statements that the 

researcher believes are significant to the experience. The 

significant statements are then restated in a more general 

form to clarify the statement, if needed. The statements were 

labeled numerically. Next, the significant statements and 



44 

restatements were studied to formulate a meaning for that 

statement. The formulated meanings are words or phrases which 

attempt to describe the underlying meaning of the statement 

for that person. Formulating meanings can be seen as a 

process of getting at the essence of the meaning expressed by 

the subject in a word, phrase, sentence, paragraph, or 

significant non-verbal communication (Hycner, 1985). 

Examples of the derivation of formulated meanings from 

the extracted significant statements are as follows: 

SS: "I'm the type that has to go to the bookstore and 

get everything that I can - current - on what's 

going on in my body." 

RS: Type of person who gathers current literature 

regarding physical status. 

FM: Wants current information to maintain knowledge and 

control of situation. 

SS: "Because I don't want to spend all day everyday 

thinking about cancer." 

RS: Does not want to constantly think about cancer. 

FM: Do not want cancer to be the focus of your life. 

Themes. Theme Clusters, and Theme Categories 

The formulated meanings are then studied and themes 

identified from the formulated meanings. The themes were then 

aggregated into what are labeled theme clusters. The theme 

clusters represent discrete units of relevant meaning which by 

a common theme or essence naturally cluster together (Hycner, 
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1985). The following are examples of themes and theme 

clusters: 

Theme examples: faith in medical care, family 

support, support of good 

friends, platelet donors, 

nurses committed to your 

survival, continuation of 

social life, moving focus 

away from self, humor 

Assigned theme cluster: Facilitators of survival 

Theme examples: people hearing but not 

listening, talking is 

healing, emerging assertive-

ness 

Assigned theme cluster: Listen to Me 

Theme categories were then developed once the theme 

clusters had been identified. The formulation of the theme 

categories is illustrated in the following example: 

Theme category: The Core of Survival 

Assigned theme clusters: What survival is, 

facilitators of survival, 

hindrances to survival, 

balancing, need to maintain 

positive attitude, distrac

tions, the need to 

hope/believe, signs of 

survival. 
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Appendix D presents the theme categories, theme clusters, 

themes, and the corresponding significant statements by 

numerical notation. 

Exhaustive Description 

The exhaustive description is a narrative integration of 

all the themes, theme clusters, and theme categories (Haase, 

1987). The purpose of the exhaustive description is to gain 

insight into the structure of the lived experience (Haase, 

1987). 

Essential Structure 

The essential structure of the experience of surviving 

breast cancer following a BMT is an integration and synthesis 

of the common elements of the experience as delineated in the 

exhaustive description (Haase, 1987). The participants were 

contacted by telephone to validate the essential structure to 

confirm that their experiences are the same as what is 

described by the essential structure of the lived experience 

of surviving breast cancer following a BMT. 

Trustworthiness 

The trustworthiness of a phenomenological study can be 

assessed based upon a set of criteria proposed by Guba and 

Lincoln (1989). 

Credibility 

The credibility criterion is similar to the internal 

validity of a study. Guba and Lincoln (1989) describe it as 

the established match between the constructed realities of 
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respondents and those realities as represented by the 

evaluator (p. 237). Techniques to be used by the researcher 

to ensure credibility are now discussed. 

Persistent Observation 

The persistent observation technique assists in assuring 

that there has been sufficient observation in order to 

properly identify the characteristics and elements in the 

situation that are most relevant to the issue (Guba & Lincoln, 

1989). My work for many years with both women with breast 

cancer and women with breast cancer who have chosen BMT as 

their treatment modality, enables me to understand more fully 

the experience of surviving breast cancer after a BMT. 

Peer Debriefing 

Guba and Lincoln (1989) suggest that an objective peer 

may pose searching questions in an effort to assist the 

researcher (p. 237). The committee chairperson, who is an 

expert in qualitative research methodology, consulted with the 

researcher to "test out" the findings. Also on the committee 

are two experts in the area of oncology who provided 

consultation regarding the analysis of concepts emerging from 

the study data. 

Progressive Subjectivity 

Progressive subjectivity is intended to provide a check 

on the degree of privilege of the researcher (Guba & Lincoln, 

1989). It is the researcher's priori construction, or 

personal perspective. The researcher's personal perspective 
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was described in Chapter 2. It was discussed with the thesis 

committee, then bracketed prior to data collection and data 

analysis. The personal perspective was re-examined in light 

of study findings after data analysis was completed. 

Member Checks 

Guba and Lincoln (1989) think that member checks is the 

single most crucial technique for establishing credibility. 

The member check process is one of testing the data analysis 

and interpretations made by the researcher with the actual 

participants. Participants in the study were contacted by 

phone and the findings discussed with them. Additions and/or 

deletions were integrated at that time. 

Transferability 

Transferability is equated with external validity or 

generalizability (Guba & Lincoln, 1989). Transferability is 

obtained when a thick description is present (Guba & Lincoln, 

1989). Though there is some controversy regarding the exact 

definition of a thick description, it should provide an 

extensive and careful description. The transcribed interviews 

provided an extensive amount of data related to the survivor

ship experience. The data should contribute to the study of 

survivorship by other researchers. 

Dependability 

The dependability criterion is parallel to reliability. 

Dependability is concerned with the stability of data over 

time (Guba & Lincoln, 1989). The dependability criterion is 
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assured through: (1) en established, trackable, and 

documentable process; and (2) a confirmable bookkeeping system 

(Guba & Lincoln, 1989). The committee chairman reviewed the 

seven step process of data analysis and consulted with the 

researcher throughout the process. The data were ordered with 

hard copy reference to ensure adequate management of data. A 

word processing program was used to track data through the 

analysis steps. 

Confirmability 

Confirmability is likened to the conventional criterion 

of objectivity. Guba and Lincoln (1989) believe that 

confirmability is "concerned with assuring that data, 

interpretations, and outcomes of inquiries are rooted in 

contexts and persons apart from the evaluator and are not 

simply figments of the evaluator's imagination" (p. 243). The 

results of the study were thoroughly reviewed by not only the 

chairman of the committee who is versed in the research 

methodology, but also the two remaining committee members who 

possess oncology expertise. 

Summary 

The qualitative research approach of phenomenology is 

useful when studying the reality of a lived experience. 

Interviews are performed and specific steps are outlined for 

the data analysis process. Trustworthiness must be assured in 

qualitative research, maintaining credibility, transfer

ability, dependability, and confirmability. 
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CHAPTER 4 

ANALYSIS OF DATA AND PRESENTATION OF FINDINGS 

An exhaustive description of the data is presented in 

narrative form representing an integration of the theme, theme 

clusters, and theme categories. Over 1,500 significant 

statements were extracted from the raw data. Twenty-nine 

theme clusters were then identified and assigned to one of 

eight categories. Pseudonyms were assigned to each of the 

three participants. Illustrative quotes are used to enhance 

the understanding of various components of the exhaustive 

description. 

Description of Sample 

The three married, Caucasian women interviewed ranged in 

age from 34-44 years. Two of the women possessed a graduate 

degree and the third had completed several courses in college. 

All the women had children who were currently living at home. 

The ages of the children ranged from one year to 15 years old. 

The two women who were not currently employed were not 

employed prior to treatment. The one employed participant was 

employed prior to treatment. Prior breast cancer treatment 

included left modified radical mastectomy with chemotherapy, 

bilateral modified radical mastectomy with chemotherapy, and 

chemotherapy alone. The number of days post-BMT ranged from 

20-403. 
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Exhaustive Description 

Theme Category: Coming to Know You Have Breast Cancer 

The process of coming to know you have breast cancer was 

described by all the participants and includes two components: 

(1) The Actual Diagnosis, and (2) Searching For Rationale 

(Table 3). 

Table 3 

Theme Category - Coming to Know You Have Breast Cancer 

Theme Cluster Themes 

Actual Diagnosis Complaint not recognized 
Diagnostics 
Struggle for confirmation 
Confirmation of worst fear 

Searching For 
Rationale Why me? 

Knowing risk factors 

Actual diagnosis 

Though each woman's circumstances surrounding the 

diagnosis of breast cancer were somewhat different, all the 

women described the story of their initial diagnosis of breast 

cancer. For two of the women, their complaint was not 

immediately recognized and much personal perseverance was 

required to confirm the fear that breast cancer was present. 
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Amy: "I should have been diagnosed... 
prior to that when I complained of a lump 
that I found in my breast." 

Janet: "the gynecologist really didn't 
think (the biopsy) was necessary, he 
wanted to wait because I'd had a clean 
mammogram two months before." 

All the women told of the diagnostic procedures 

experienced to confirm the diagnosis of breast cancer and the 

extent of the breast cancer including mammograms, biopsies, 

chest x-rays, and bone scans. One woman experienced an 

intense struggle for confirmation to the point that she even 

felt as though she was being ignored by the medical authority. 

Amy: "So because the nodes would come 
and go they would say it's nothing, it's 
nothing, it's nothing." 

The confirmation of the diagnosis of breast cancer was a 

confirmation of the women's worst fear and they remember it as 

a surreal and shocking experience. 

Amy: "They're talking to you, their 
mouth is going, but you're not hearing a 
word they say because alls you're 
thinking is bad, bad, bad, bad." 

Paula: "And I'm just standing there with 
my mouth open and I see these 
microcalcifications that weren't there 
two years ago. I'm like going like I 
just can't believe this." 

Searching for rationale 

The surreal and shocking experience of being diagnosed 

with breast cancer led to a search for the rationale as to why 

the diagnosis had occurred. 
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Paula: "and I was just really upset you 
know, why this would happen. I'm still 
wondering." 

All three women noted the presence or absence of a family 

history of breast cancer. 

Amy: "There's no history of cancer in my 
family. Breast cancer, that is." 

Janet: "There's a strong history of 
breast cancer. Most of the people in my 
family that get it - all down my mother's 
line - die of it within two years." 

Paula: "I don't have a family history of 
it." 

Other risk factors noted include age of birth of the 

first child and the amount of stress in one's life. 

Theme Category: Going to War 

The experience of fighting with the cancer as part of 

survival was verbalized by all the women. The fight, or going 

to war, included: (1) knowing the enemy; (2) having plans of 

action; (3) knowing what you are fighting for; (4) knowing who 

your allies are; (5) overcoming obstacles; (6) fighting the 

big battle - BMT; and (7) living in the aftermath of the war 

(Table 4). 

Knowing the enemy 

The cornerstone of preparing for fighting the war was to 

know the enemy. This included a versed knowledge of 

statistics. 
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Theme Category - Going to War 
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Theme Cluster Themes 

Knowing the Enemy 

Plans of Action 

What You Are 
Fighting For 

Knowledge of statistics 
Gathering information 
Understanding your cancer 
Understanding your treatment 
Palpable enemy 
Covert enemy 

Determined and ready to fight 
Seeking options 
Required treatment 
Wanting aggressive treatment 

More time with your children 
The life you have with family 

A1lies 

Obstacles 

Husband as greatest ally 
Fami1y 
Special friends 

Chemotherapy 
Complications 
Post-BMT interventions 
Fatigue 
Third party payors 
Cost 

The Big Battle 
BMT 

The Aftermath 

The last option 
Putting BMT into perspective 
The most challenging battle 
Enduring the side effects 
Winning the battle 

Change in Focus 
Potential and fear of recurrence 
The positive life changes 
Plan if BMT fails 
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Amy: "Bone marrow transplant, 
right now, is only 25% proven cure 
rate, you know, for long-term 
survivors. Well, it doesn't mean 
that you have to be in that 75%." 

Knowledge o£ statistics also included knowledge of ways 

to enhance your survival or beat the enemy. 

Janet: "The statistics show that 
survival rates are much better if 
you attend a support group and 
become an active member." 

All the women were extremely motivated to gain knowledge 

about their disease and treatment. They actively gathered 

information and gained strength for the fight through the 

acquisition and understanding of that information. 

Janet: "I'm one of those people 
that in terms of medical treatment 
I do better the more information I 
have." 

Paula: "And the more antiplastic 
tumors that I had are definitely 
more responsive to chemotherapy. 
The patients that benefit the most 
from adjuvant chemotherapy are the 
one who have very antiplastic tumor 
the way I did." 

The women who found the lump in their breast which was 

eventually diagnosed as breast cancer experienced the palpable 

enemy. 

Amy: "One of them was the size of 
a walnut, the other one was just 
coming." 

Janet: "So I felt the lump and 
there was never any question in my 
mind that it was breast cancer. I 
mean I felt the lump and was 
hysterical that morning." 



The covert enemy was experienced both by unexpected, 

impalpable diagnosis and by unseen growth of tumors. 

Paula: "The lump wasn't even 
palpable at the time." 

Amy: "All of the sudden it's grown 
three times." 

Plans of action 

Following the gathering of information in order to better 

understand the disease and its treatment, a plan of action was 

developed to fight the cancer in order to survive. A major 

component of the plan was determination and readiness to 

right. 

Amy: "And I would say you're not 
going to get me down. You're not 
going to get me down." 

Janet: "And my goal became that 
day - I decided when I woke up that 
morning that I was going to take my 
walk alone, without anybody going 
with me, not even walking next to 
me to supervise me." 

The plan of action not only included simply seeking 

options for the standard treatments, but also wanting the 

treatment to be aggressive. 

Janet: "I elected to do a 
bilateral mastectomy although the 
left side was totally clear. But 
my risk of having breast cancer -
not a movement of cancer but just 
having a new cancer - in the left 
breast was so high given the 
situation that it didn't seem worth 
fooling around with." 

Paula: "I really wanted the 
maximum treatment." 
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What YOU are fighting for 

All three women in the study possessed a strong family 

life with all of their children living at home. Surviving 

breast cancer meant being able to spend more time with the 

children and enjoy the life that had been buil ; with the 

family. This was what the women were fighting for. 

Janet: "If you want to talk about 
what motivates people to fight a 
cancer diagnosis, one of the 
biggest motivating factors is 
having small children in the 
family." 

Janet goes on to discuss how emotional connections to 

others, especially your family, are what spurn your survival. 

"I think that people who really 
want to survive don't necessarily 
want to survive for themselves. 
They have a reason to live and it 
isn't that they want to live 
another 20 years or they have some 
life goal. I think for most cancer 
survivors survivorship is really 
based on other people." 

Allies 

Family and special friends were all named as allies in 

fighting the war against breast cancer. Allies were people 

who aided you in decision-making, support, and maintenance of 

a positive and determined attitude. Husbands were noted by 

all the women as the greatest ally. 

Paula: "I mean my husband helps me 
more than anyone. 

Obstacles 

Obstacles in the war impeded progress forward toward 

survival but were endured. Chemotherapy, whether related to 
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standard treatment or the chemotherapy associated with BMT, 

was an obstacle. 

Amy: "I hate chemotherapy. I hate 
it. I hate it." 

Paula: "So I had a lot of trouble 
tolerating chemotherapy." 

Complications experienced by the women associated with 

treatment were also viewed as obstacles. The complications 

represented additional difficulties piled on top of the 

already emotional and physical challenge of the fight for 

survival. 

Paula: "I mean it's bad enough 
that I had breast cancer, why 
couldn't I have just been a normal 
bone marrow transplant patient?" 

Post-BMT interventions such as BMT follow-up clinic 

appointments, transfusions, and radiation treatments were 

obstacles to be overcome. It was as though after surviving 

the BMT, the women simply wanted to live their lives without 

further interruptions. The appointments, transfusions and 

radiation treatments were reminders that the fight was not 

completely over, and obstacles to survival were still present 

and needed to be overcome. 

Paula: "When I was going to the 
cancer center so frequently it was 
hard to think about it as much. 
When you don't go as frequently, 
you know, you can get it out of the 
mind." 

Amy: "I just have one more 
obstacle (radiation)." 



59 

Fatigue was an obstacle experienced and strongly 

verbalised by all the women. Fatigue was an obstacle to 

living life the way in which one desired. Fatigue was 

responsible for the alterations which needed to be made in 

each woman's daily lifestyle. 

Janet: "I came home, walked...from 
the car to the front door, played 
with my daughter for an hour, and 
had to go take a two hour nap." 

Fatigue was something which had to be consciously dealt 

with every day in order to survive. In a way, it dictated the 

lives of the women. 

Amy: "I think, okay, how important 
is my nap right now? Do I really 
need it, or can I put it off and 
just go to bed early at night once 
Bob is home?" 

Janet: "And you have to decide how 
you want to spend limited energy." 

One woman experienced the financial obstacle of both 

third party payors and the cost of BMT. Frustration was 

experienced in relation to the paperwork involved and the 

rules which needed to be followed in order to initiate 

treatment. 

Amy: "Insurance companies drive me 
crazy too. They really drive me 
crazy. I was out here the whole of 
May and the whole month of June 
knowing that something wasn't right 
but yet the insurance company 
wouldn't even look at me because we 
didn't get the papers in on time." 

The Big Battle - BMT 

Though all the women underwent treatment with standard 
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chemotherapy prior to BMT, and two of the women underwent 

mastectomy, all three women conveyed the belief that BMT was 

the biggest battle fought. BMT was the last option for 

survival. 

Amy; "It was a bigger fight. I 
had the gung ho (attitude) all 
along, but this time it was more 
important because this was the end. 
I mean, there's no other options 
other than transplant." 

Janet: "The problem with going 
through a bone marrow transplant is 
that you're pretty much doing the 
most radical thing that you can." 

The BMT battle was conceptualized as an aggressive, risky 

treatment with the potential for various side effects, both 

short- and long-term, including the possibility of death. It 

was a battle which they spent a greater amount of time 

preparing for both physically and emotionally. To success

fully survive the BMT battle the women found the need to put 

the BMT into a perspective that they could cope with. 

Amy: "Going in there I realized 
okay, sure it's a transplant but 
it's not a horror. Once I went in 
there I realized, you know, hey, 
it's another procedure. It's a -
it's just another - whether it be 
surgery. Whether it be 
chemotherapy. It's just another 
procedure." 

Janet: "He would reminisce about 
all the life-threatening outdoor 
adventures we ever had and we'd 
compare them to bone marrow 
transplants. And we'd laugh and 
say this isn't nearly as scary as 
the time we dropped off Cedar Falls 
in the canyon." 
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Putting the BMT into a perspective which they could cope 

with helped the women endure the side effects which they did 

experience. The side effects of the high dose chemotherapy 

were fought aggressively by the women, and they do recall them 

in vivid detail. 

Amy: "Alls I had was the whole 
esophagus rotted away. A lump by 
the top of my throat. A lump down 
at the bottom where it was trying 
to get into my intestinal tract and 
it couldn't go through there." 

Janet: "So they gave me my bone 
marrow and I didn't feel very good 
and 1 had rashes and fever and 
sores and vomiting and you know the 
whole spectrum of what goes on in 
bone marrow transplant." 

Paula: "And then when I was in for 
transplant I had really a bad 
mucositis, you know, I threw up 
blood and had bloody stools and 
really couldn't swallow my own 
saliva." 

Due to the difficult experience of the side effects of 

transplant, all the women verbalized the accomplishment of 

winning the BMT battle and surviving transplant. 

The aftermath 

The aftermath of the war is the time period that begins 

following the completion of BMT. The aftermath is designated 

by a change in focus from breast cancer survival to BMT 

Amy: "I'm 
surviving that, 
that transplant. 

still high from 
From surviving 

fl 

Paula: "Hell, like I'm really 
happy to be alive." 
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survival. Survival of the BMT carries with it a new set of 

concerns including infection, bleeding, complete engraftment, 

dependence upon blood products, and fatigue. 

Paula: "A lot of this year has 
been spent with my concern over my 
bone marrow recovery and not so 
much thinking about is the breast 
cancer going to be coming back." 

The potential for and the fear of recurrence is very real 

for these women and a component of their new survival 

following BMT. The potential for recurrence is communicated 

as a potential reality by all the women, though it does 

frighten them all to a certain point. Recurrence is not the 

focus of their life, but a potential reality for them. 

Amy: "But I know the potential is 
there for, you know, a spot to show 
up on my 1eg." 

Janet: "But in my situation what I 
have is an active concern about the 
cancer coming back...in my heart of 
hearts I don't doubt that someday I 
will have a recurrence of this." 

Paula: "I realize that I'm still 
at very high risk for recurrence." 

The aftermath also includes, much to the surprise of the 

women in the study, several positive life changes as a result 

of surviving breast cancer following BMT. The women enjoy 

their life more and have removed the negative aspects of their 

lives in order to lead a more positive and fulfilling life. 

Amy: "I think my life is much 
fuller now...because of breast 
cancer, as sick as it may seem. 
Little things don't bother me 
anymore." 
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Paula: "And so I would say that 
I'm actually in some ways happier 
now than I was before I had breast 
cancer." 

The aftermath included plans for future fights in the 

event that the BMT is unsuccessful in the long-term. Though 

each woman possessed a different plan for fighting cancer in 

the future if it were to return, they all had accepted the 

possibility and were prepared to fight again if the need 

arose. 

Janet: "You know I'll have the 
option of fighting it one more time 
if I want to." 

Theme Category; The Core of Survival 

The core of survival is what survival means to the women 

interviewed and how they actually survive. The core includes: 

(1) what survival is; (2) facilitators of survival; (3) 

hindrances to survival; (4) balancing; (5) the need to 

maintain a positive attitude to survive; (6) distractions; (7) 

the need to hope/believe; and (8) the signs of survival (Table 

5). 

What survival is 

The women described survival as a unique and very 

individual experience. 

Amy: "Each person is so much 
different." 

The women viewed themselves as being in a special set of 

circumstances in that they chose BMT as treatment for their 
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Theme Category - The Core of Survival 
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Theme Cluster Themes 

What Survival Is 

Facilitators 

Hindrances 

Balancing 

Need to Maintain a 
Positive Attitude 

Distractions 

Need to Hope/Believe 

Signs of Survival 

A unique individual experience 
Coping with survival is emotional 
Wanting to continue role as mom 

Family support 
Support of good friends 
Platelet donors 
Nurses committed to your survival 
Faith in medical care 
Moving focus away from self 
Continuation of social life 
Humor 

Physical reminders of cancer 
Support groups 

Good with bad 
Risk of BMT with chance for 

survival 

Self-talk 
Positive attitude affects health 
Move forward to a happy life 

Take time from self-contemplation 
A busy and full life 
Care for children 

Hope for wellness 
Hope for cure 
BMT is hope for survival 
Wanting to believe in survival 

Increasing blood counts 
Independence from blood products 
Moving out of danger zone 
Hickman removal 
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breast cancer, either as a last option, or as aggressive first 

line treatment for the disease. 

Though all the women possessed a fighting spirit, they 

did verbalize the intense emotional nature of surviving breast 

cancer. The women experienced anger and depression. 

Counseling was a successful coping strategy for one woman. It 

was difficult for the women to maintain strong exteriors and 

emotional moments were experienced by all the women. 

Paula: "So I'm obviously not a 
cool cucumber when it comes to my 
breast cancer." 

Amy: "A couple of time I wiped out 
my dresser, you know, just throwing 
everything across." 

The survival experience also included the ability to 

continue the role of being a mother. It was important to the 

women to maintain the role of being a mother, not only for 

themselves but also so that the children could maintain their 

role as children. 

Janet: "The goal of all my 
treatment was to be a mother." 

Facilitators of survival 

Facilitators of survival are actions, beliefs, people, 

and ways of thinking which assist in the process of surviving. 

The facilitators provide strength and support to the survival 

experience. The facilitators aid the woman in moving forward 

in her survival and living the life that she wishes. 

People who served as facilitators of survival were 

family, friends, platelet donors, and nurses who were 
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committed to the women's survival. Platelet donors were 

viewed as real links to life, and people who were willing to 

make a personal sacrifice for the women's survival. 

Janet: "I literally wrote the best 
way to help the patient is to 
donate platelets...and all of the 
sudden we were flooded with people 
who wanted to be platelet donors 
and I ended up with a list of 60 
people." 

Paula: "I had three siblings that 
were regular platelet donors for 
M A  I* me • 

Janet specifically noted the support gained from nurses 

who were committed to her survival. She felt that certain 

nurses could emotionally commit to her survival and others 

could not. 

"I also found that certain nurses 
were willing to make an emotional 
commitment to your survival. Some 
nurses weren't willing to do that. 
You know, they had lost patients 
recently or they just found that 
their patients were too fragile and 
scary and it was too hard to commit 
emotionally. They were good nurses 
and they were caring but it was 
difficult for them to deal with you 
as - as a person that was trying to 
get well." 

Faith in medical care is another facilitator of survival. 

Being confident in the medical care received and being able to 

trust the health care professionals aided maintaining a 

positive survival experience. 

Paula: "I have a lot of faith in 
the doctors that took care of me." 



Janet: "It turned out the bone 
marrow transplant experience and 
surviving it - it turned out from a 
human point of view to be a 
terrific positive experience, 
partially because I had such good 
medical care." 

The women also found that moving the focus of life away 

from themselves facilitated their survival. 

Amy: "You have to put yourself a 
lot of times on the back burner. 
Which is very, very good." 

The women found that continuing their social life despite 

lifestyle changes caused by cancer and BMT was helpful in 

moving the focus away from themselves. Also, humor seemed to 

move the focus away from the severity of treatment situations, 

especially during the period of BMT. 

Hindrances to survival 

Hindrances to survival were those things which made the 

survival experience more difficult. Physical reminders of 

cancer were hindrances to survival. Physical reminders 

included alopecia, weight loss secondary to BMT, and the 

hickman catheter. The women did not express distress 

regarding the physical changes as they affected their body 

image, but as they reminded the women daily of their cancer 

and the BMT experience. 

Paula: "having the hickman in for 
14 months...you know, that was 
hard." 

Support groups were also unanimously found to be a 

hindrance to survival. Support groups did not benefit any of 
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the women interviewed and all verbalized disappointment at the 

lack of support which they received after attending the 

groups. The groups did not provide enough positive support 

and assistance in providing ways in which to move forward with 

a happy life. All the women found the groups to be depressing 

and elected eventually not to participate in them. Two of the 

women noted the potential usefulness of support groups for 

other women, especially as a forum for gathering information 

and for women who possess minimal family and friend support. 

Amy: "I think for the older group 
it's really, really important to 
try to get these other people, 
empty nesters, single women 
involved in these support groups." 

Janet: "My experience with support 
groups ...was, you know, it was a 
really nice bunch of people but it 
didn't really give me any moral or 
spiritual enlightenment...and it 
didn't make me feel any stronger 
and for the most part I found the 
support group depressing." 

Paula: "I did go to some support 
group meetings, but I found that 
those really aren't very helpful 
for me and are often kind of 
disturbing for me." 

Balancing 

Two types of balancing were part of the survival 

experience of the women. The first was the balancing the good 

with the bad. Balancing the good with the bad was a way of 

processing and eventually accepting the negative aspects of 

cancer diagnosis, treatment, and survival. 
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Amy: "It (catheter placement) was 
really icky but in the end it, of 
course, it all worked out okay." 

The women also balanced the risk of BMT with the chance 

it held for survival prior to transplant. The chance at 

survival overshadowed the risk for all the women who did 

undergo BMT. 

Amy: "It isn't without side 
effects, of course - because they 
give you such high doses of the 
drugs. But I thought that's my 
only chance." 

Need to maintain positive attitude 

The maintenance of a positive attitude was at the core of 

the survival experience for the women. Maintenance of a 

positive attitude was primarily achieved with self-talk. The 

women were constantly coaching themselves on their abilities 

to achieve short-term goals as well as the long-term goal of 

surviving breast cancer. 

Janet: "I looked at all those 
bags (I.V.s) and thought, you know 
Janet, if you don't start getting 
those bags off that rack you're 
never going to go home." 

The women believe that the positive attitude which they 

possess has a positive effect on health outcomes, and to a 

certain extent, they can impact their survival by maintaining 

a positive attitude. 

Amy: "because if you stay upbeat 
you keep eating, you have the 
desire to go outside, which I did 
every day, and you find that 
strength to just push yourself that 
much further." 
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All of the effort put forth by the women to maintain a 

positive attitude culminated in an effort to move forward to 

a happy life. There was a change in the outlook on life to 

live a positive, happy and healthy life and enjoy the days of 

their survival. 

Janet: "My approach toward having cancer 
and surviving the bone marrow transplant 
is very much to be happy and laugh a 
lot." 

Distractions 

The difficulties of survival were buffered by many 

distractions which enabled the women to take time away from 

self-contemplation. 

Amy: "You set up distractions so that 
you can deal with it... It's something 
that is going to take an hour or two so 
your mind's going to be occupied so you 
don't have to think about yourself." 

Janet: "If you live actively, you don't 
necessarily have enormous time for self-
contemplation." 

Distractions included a busy and full life, and care of 

children and involvement in the children's lives. 

The need to hope/believe 

The ability to continue the fight for day-to-day survival 

was fueled by hope. The women displayed two distinct hopes: 

(1) the hope for wellness, and (2) the hope for cure. The 

hope for wellness was centered around health and the ability 

to be surviving cancer and at the same time living life 

comfortably in regards to the physical effects of having 

breast cancer. The hope for wellness also includes the hope 
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that the treatments you have undergone will in fact make you 

wel 1. 

Janet: "I'm just hoping that the bone 
marrow transplant buys me a lot of years 
before recurrence." 

Along with hoping for wellness, the women also hoped for 

cure. They wanted to be cured of the breast cancer so that 

they could live without its constant domination of their 

lives. BMT was viewed as a hope for that cure. 

Paula: "And I'm desperately hoping that 
I'm cured. I want to be cured." 

Hope was distinguished by the women from belief. The 

women could hope for wellness and cure, but they must believe 

in their own ability to survive for the hopes of wellness and 

cure to be realised. 

Paula: "In the depth of my being I think 
I am (cured)." 

Janet: "and I believed from day one that 
I would survive and be well. I always 
believed that I would get better and have 
my whole life back. I truly believe that 
I will live and be well." 

Signs of survival 

Specific events took place which indicated that survival 

was taking place. The indicators were directly associated 

with survival of the BMT experience. The signs included 

increasing blood counts, independence from blood products, and 

hickman removal. The women also moved out of the danger zone 

which was exemplified by the increase in white blood cells 
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which reduced the fear of infection, and an increase in 

platelet count which reduced the fear of bleeding. 

Amy: "Like last week I went - my counts 
were up. Great! Less risk of me getting 
a virus, or a bug, or something like 
that. My platelets are up. Good. I'm 
not going to bleed to death." 

Theme Category: Knowing Myself 

There was a great deal of introspection included in the 

survival experience. The women were confident in themselves 

and (1) knew themselves; (2) solidified personal philosophies 

of their survival; and (3) wanted others to listen to them 

(Table 6). 

Table 6 

Theme Category - Knowing Myself 

Theme Cluster Themes 

I Know Myself 

Solidifying Personal 
Philosophy 

Listen To Me 

Self-knowledge of own body 
Belief in ability to heal self 
Hill to survive 
I am responsible for my survival 

There are no guarantees 
Acceptance of unknowns in cancer 

treatment 
Acceptance of things you do not 

have power to change 

People hearing but not listening 
Emerging assertiveness 
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I know myself 

The women had an awareness or self-knowledge of their own 

bodies. They were aware of their personal health histories 

and how their bodies responded to treatments. The women 

consistently monitored changes in their bodies. 

Amy: "I know my body." 

Self-knowledge of one's own body strengthened the belief 

the women possessed in the ability to heal themselves. 

Janet: "I'd lie there in bed and try and 
think of ways to get better all by 
myself." 

Amy: "He do have the power to heal 
ourselves." 

The women expressed not only the will to survive but also 

the importance of assuming the responsibility for their own 

survival. 

Amy: "The doctors are only human. They 
can - they're only doing what is proven. 
But it is up to you to prove otherwise, 
and you can do that. You can really do 
that." 

Assuming responsibility included responsibility for treatment 

decisions also. 

Paula: "And I think in retrospect I 
would have made, you know, the same 
decision to go ahead and do the 
transplant." 

Solidifying personal philosophy 

The solidification of personal philosophies was the 

acceptance of three ideas: (1) There are no guarantees; 
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Amy: "So not all tests are correct. I 
mean everything in this life is not 
foolproof... there's just no absolutes." 

(2) there are many unknowns in cancer treatment; 

Paula: "And I know that these things 
aren't black and white - nobody knows." 

and (3) There are things which you do not have the power to 

change. 

Amy: "A lot of things you really don't 
have the power to change. So you cope 
with that and you're going to realize 
that okay, I don't have the power to 
change what is going on with me, but what 
can I do to ensure that it's number one, 
it's not going to happen again or number 
two, that I can deal with it and go on 
without it disrupting and taking over my 
life." 

Solidifying the above personal philosophies enabled the 

women to recognize what they could and could not control in 

their survival. It also enabled the women to use their 

limited resource of energy to fight the battles, both mental 

and physical, which they could have an impact upon. 

Listen to me 

Trying to get others to listen to concerns was conveyed 

by the women. They felt as though people, including family, 

friends, physicians, and the women in support groups, heard 

what they were saying but did not listen to their concerns. 

Others did not understand either what they were trying to say 

or what they needed. 

Amy: "They'd call up...'what's really 
going on? Tell me the truth.' Or my 
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mother. 'But that's what I thought you 
said.' But mom, that's not what I meant. 
People hear what they want to hear. 

Paula: "and I kind of broke into tears 
and you know, I don't think anyone (in 
the support group) understood. They all 
said, 'well, you look good. I'm sure 
everything will be okay." 

Trying to get others to listen and understand led to an 

emerging assertiveness of the women in an effort not only to 

meet their own needs but also in an effort to speed treatment, 

recovery, and hasten survival. 

Janet: "And when the team rounds - I 
realized that I needed to push the 
team...You have to ask - you have to say 
to the team I don't want to do this 
anymore." 

Theme Category: Control of Survival 

There is a necessity of women surviving breast cancer 

following a BMT to control the survival experience. This 

includes obtaining and maintaining control of survival (Table 

7). 

Obtaining control 

The first way in which the women obtained control of 

their survival experience was to take a stand on the choice to 

survive. Once they had deliberately chosen to survive breast 

cancer, they had obtained an element of control over their 

survival experience. 

Amy: "I could sit there and say oh no, 
no, no. Poor me, poor me. What am I 
going to do? Or I can just say this is 
my only choice." 
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Table 7 

Theme Category - Control of Survival 

Theme Cluster Themes 

Obtaining Control Taking a stand on survival 
Regulation of care options 
Breaking the rules 
Do not let cancer monopolize 

your life 

Maintaining Control Self-care 
Adapting your lifestyle 

Once a stand was taken to survive, control was further 

obtained by the regulation of care options. The women 

controlled a great deal of their care, especially during the 

BMT. 

Janet: "I decided that I was going to go 
off one medication every day and that was 
how I was going to get all the bags off, 
and start eating and start drinking again 
because that was obviously how you got to 
go home." 

Another way in which control could be obtained was to 

break the rules post-transplant outlined by the BMT health 

care professionals. The women who broke the rules verbalized 

that they did so intelligently, and based upon their belief in 

the ability to do so safely. But breaking the rules afforded 

the women a certain degree of control over their post-

transplant survival. 
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Janet: "And we basically broke a lot of 
the doctor's rules in the first three 
days. And I think it was the right thing 
to do, to break the rules. We broke them 
conscientiously. We didn't do it in a 
way that would endanger me." 

Paula: "The nurses... used to go crazy 
because I finally said you know, I would 
go swimming with it (the hickman)... if 
I'd go swimming I usually would come in 
and betadine it. 

And finally, ultimate control was obtained by not letting 

the cancer monopolize the women's lives. 

Janet: "Because I don't want to spend 
all day every day thinking about cancer." 

Amy: "You can't become all-consumed with 
it." 

Maintaining control 

Once the women thought they had obtained control, they 

did things on a daily basis to maintain a sense of control in 

their survival. Participation in self-care activities helped 

them maintain control. 

Paula: "I basically draw my bloods and 
then I would just drop them off. I took 
care of it." 

Janet: So I insisted on showering and 
walking every single day of the entire 
hospital stay being unhooked, and I think 
that it was psychologically good." 

The women also adapted their lifestyles to required post-

BMT appointments and the side effects of treatment so that 

they could continue with desired activities. The personal 

adaptation in order to continue with desired activities was a 

way to maintain control. 



Paula: "And then it looked like gosh, 
you know, I'm going to be transfusion 
dependent. So we just decided well, 
we'll get transfused up there. So I got 
transfused in Seattle and Portland." 

Janet: "And if someone calls up and 
invites you to dinner Thursday, and 
that's the window when you're really 
punky you just move it to Sunday when you 
know you'll be okay." 

Theme Category: Family Survival 

In addition to the personal fight for survival which was 

experienced by the women, there was also a survival experience 

of the family. The woman's personal fight for survival had an 

(1) impact on others in the family; and (2) cultivating the 

survival of the family became a priority (Table 8). 

Table 8 

Theme Category - Family Survival 

Theme Cluster Themes 

Impact on Others The family as survivors 
Adapting the family lifestyle 
Role changes 

Cultivating Family 
Survival 

Involving the family 
Helping the children 
Communication with the children 

Impact on others 

The most powerful impact which surviving breast cancer 

had upon others was that the family became survivors also. 

The survival experience included every member of the family. 
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Amy: "So everyone is surviving it, it is 
not just the person that's actually going 
through the transplant. It's that whole 
core, that whole family that are going to 
be survivors." 

The family adapts its lifestyle to the changes caused in 

family life by the survival of the woman with breast cancer. 

Amy: "She (daughter) wouldn't sign up 
for (drama) because what if something 
happened so that I can't drive her? What 
if I end up in the hospital for one 
reason or another? Then she can't 
fulfill her obligation to school." 

And the family members experience many role changes as a 

result of surviving cancer. Role changes were experienced by 

the children, as well as the major role changes undertaken by 

husbands. 

Amy: "She (15 year old daughter) all of 
a sudden felt like she had to take on the 
role of mother...she felt that okay, I've 
got to be the back-up, just in case." 

Janet: "And him (husband) you know, 
trying to take care of the baby because I 
didn't feel well." 

Paula: "I'd just come back from the bone 
marrow harvest, and I was really 
nauseated and (daughter) had just started 
her period. I said I'm sorry, your 
father's going to have to help you." 

The role changes were difficult for family members at first, 

but adaptation took place and surviving became a way of life. 

Cultivating the survival of the family 

Adjustments were made by the family to integrate becoming 

survivors of cancer with the previous family lifestyle. 



Specific actions were taken to cultivate the healthy survival 

of the family. 

The first action was for the survivor of breast cancer to 

involve the family in her survival. Excluding family members 

from the survival experience was a detriment to both the 

family members and the survivor's emotional acceptance of the 

lifestyle changes caused by cancer. 

Janet: "I thought to myself, you know, I 
don't think that most of my friends and 
relatives really understand what's about 
to happen to me...I went back and wrote a 
one page...five paragraph layman's 
explanation of what was a hickman 
catheter, and a bone marrow harvest, and 
a stem cell harvest, and why those things 
are good and what was a bone marrow 
transplant and how it worked." 

Paula: "but they (children) knew all my 
problems this last year. And (daughter) 
would say well, what was your platelet 
count?" 

Cultivating the survival of the family also included 

helping the children understand and work through the emotions 

surrounding having a mother who is surviving breast cancer. 

The most important aspect of helping the children was 

communicating with the children. 

Amy: "My husband and I were always up 
front with the kids, letting them know 
what was wrong with mom. Each one to the 
ability that they were able to comprehend 
it." 

Theme Category: Time Orientation 

Time orientation of women surviving breast cancer 

following a BMT was bracketed into the concept of future 

orientation versus the concept of daily orientation (Table 9). 
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Table 9 

Theme Category - Time Orientation 

Theme Cluster Themes 

Future Orientation vs. 
Daily Orientation 

Plan for the future -
a mechanism for survival 

Uncertainty of the future 
Daily Survival 

Future orientation versus daily orientation 

The women's survivorship experience included making plans 

for the future. The plans served as a mechanism for gauging 

their survival. The plans for the future were a way of 

stating that they were planning on surviving and participating 

in the planned activity. The actual participation in future 

plans would be a milestone to their survival. 

Amy: "Like we're going on a trip to the 
Grand Canyon with the kids, but that is 
not going to be until you know, May. 
Once I'm past my hundred days." 

The women made definite plans for the future, but the 

women spoke somewhat tentatively about their plans, and spoke 

of the uncertainty of their future. 

Paula: "But I realize that my future is 
extremely uncertain." 

When the uncertainty of survival crept in the women 

changed their focus to daily survival. The daily survival was 

given more importance than the plans for the future, because 
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if they did not make it through the day, there would be a more 

difficult future. 

Amy: "Am I going to survive being able 
to go to the store and not pick up a cold 
from this little kid? Am I going to be 
able to manage in a crowd without 
somebody having a bug? Am I going to be 
able to go to the soccer field without a 
dust storm kicking up and me hacking my 
brains out?" 

Theme Category; Possibility of Death 

The possibility of death either from the breast cancer 

itself or the BMT procedure was part of the survival 

experience. The women experienced (1) thoughts of death; and 

(2) a preparation for death and dying (Table 10). 

Table 10 

Theme Category - Possibility of Death 

Theme Cluster Themes 

Thoughts of Death 

Preparation for 
Death and Dying 

Thinking of dying is frightening 
Realization of potential death 

with BMT 
Thoughts of death never completely 

absent 
Too young to die 

Acceptance of potential death 
from breast cancer 

Discussions with loved ones 
Concerns for children 
Extraction of promises 



Thoughts of death 

Death became a potential reality for the women when they 

began to consider BMT and when they were undergoing the BMT 

procedure itself. 

Amy: "So then all of a sudden I 
realized, okay, I'm going to be getting 
these high dose chemotherapies, you know, 
here are all the side effects. I just 
might not come out of here." 

Janet: "The literature on bone marrow 
transplant and the conversations that you 
have prior to transplant with your doctor 
and your family conference...is all 
oriented toward the possibility that you 
may not survive the procedure." 

The thoughts of death were frightening for the women. 

Amy: "It was scary. It was really, 
really scary." 

And though the possibility of death was eventually accepted by 

the women, the thoughts of death are never completely absent 

from their minds. 

Paula: "I mean I realize that it's sort 
of looming over there." 

Janet: "I think about dying all the 
time." 

Thoughts of death included the feelings that the women 

were too young to die. Being young was reason enough to fight 

to survive. The women wanted to survive to spend more time 

with their families. 

Amy: "But I'm going to be in that cure 
part because I am too young to die." 

Janet: "and I'm 36, so I certainly don't 
want to die right now." 
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Preparation for death and dying 

The first piece of preparation for death and dying was 

the acceptance of the possibility of death from breast cancer. 

The women verbalized the reality of dying from breast cancer, 

but also verbalized that there was a possibility that they 

would die from some other cause. The acceptance of mortality 

in general was reached, and a new survival began following the 

acceptance of death. 

Janet: "But dying is - dying isn't part 
of having cancer. Dying is part of 
living." 

Paula: "I realize...that next year I may 
not be alive." 

Following the acceptance of the possibility of death, the 

women had discussions with their loved ones, primarily their 

husbands. 

Amy: "It wasn't until we were in the 
hospital that I actually talked to my 
husband about it. 

Janet: "For my daughter's sake we've 
tried to make the whole family understand 
what my survival prospects are." 

Discussions included the updating of wills, organization 

of finances, concerns for the future of the children, and the 

extraction of promises related to the family's life in the 

event of death. 

Amy: "and said make sure, promise me 
you'll stay here with the kids. The kids 
are adjusted here." 

Janet: "if I die I really want you to 
get remarried. I really want you to 
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marry somebody that's going to like 
(daughter) a lot. That's the primary 
criteria." 

Essential Structure 

The essential structure of the experience of surviving 

breast cancer following a bone marrow transplant is the 

synthesis of the common elements of the experience as 

presented in the exhaustive description (Haase, 1987). The 

experience of surviving breast cancer following a bone marrow 

transplant is three dimensional. The daily experience of 

surviving breast cancer following a BMT is intertwined with 

past experiences of surviving breast cancer beginning at the 

time of diagnosis, and plans for survival in the future. 

The time of diagnosis and search for knowledge and 

treatment options is easily recalled and an embedded portion 

of the survival experience. A survival strategy was developed 

and a stance taken to survive during the time period of 

initial diagnosis. 

The survival experience is a direct confrontation of the 

breast cancer which culminates in the battle of BMT. Bone 

marrow transplant is recognized as an aggressive and risky 

procedure which carries the hope for survival and more time to 

live with family. The choice for BMT is a deliberate one, and 

parallels the assertive fight for survival exhibited 

throughout the experience. 
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Personal determination, knowledge of self, and belief in 

the ability to aid in the healing process through a positive 

attitude and participation in care are at the forefront of the 

survival experience. There is recognition of people and 

activities which contribute to survival, as well as 

recognition of those things which stand in the way of 

survival. Some things must be endured for survival to occur, 

such as chemotherapy and radiation. Other obstacles can be 

removed, and a sense of control in the survival is obtained. 

The women take responsibility for their own survival. 

There is the realization of many uncertainties in 

treatment and in the future. The uncertainty is tempered with 

the acceptance of the inability to change many things, 

including the possibility of dying. Plans for potential death 

are discussed with loved ones around the time of transplant, 

and survival moves forward once the possibility of death is 

confronted, though it is never completely absent from the 

survivor's mind. 

Daily survival is undertaken post-BMT, and alterations in 

lifestyle and fears occur secondary to recovery from BMT. The 

lifestyle changes are subscribed to and fears subside as the 

amount of time post-BMT increases. 

Surviving the BMT strengthens the future orientation. 

Plans which could not have taken place during the active fight 

against breast cancer are finally made. There is more comfort 

and confidence in making plans for the future, and the feeling 
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that the plans will be realized. Though fear of recurrence 

exists, the focus is to be a happy and well survivor, enjoying 

life and family. 

Summary 

The exhaustive description and essential structure 

illustrate the complexity of surviving breast cancer following 

a BMT. The struggle to survive is a purposeful endeavor. 

Bone marrow transplant adds physical difficulty to the 

survival experience of women with breast cancer, while at the 

same time bringing hope for the future. 
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CHAPTER 5 

CONCLUSIONS AND IMPLICATIONS 

Information attained from investigation into the lived 

experience of surviving breast cancer following a BMT 

possesses important implications for the practice of nursing. 

Though generalization of findings is not the purpose of 

phenomenological study, the results of such an investigation 

can be used to impact the nursing care of women who are 

surviving breast cancer and have experienced a BMT in a 

positive manner. Insight into the survival experience 

provides nurses with a broadened perspective from which to 

assess the needs of women surviving breast cancer. It also 

provides a direction for future research. Nursing 

implications as well as a comparison of findings to the 

literature, methodological limitations, and implications for 

future research are discussed. 

Nursing Implications 

The findings of this study may be used by nurses to gain 

understanding of the survivorship experience of women who have 

experienced a BMT for breast cancer. The implications of this 

study will hopefully make nurses more cognizant of the 

characteristics of survival throughout the breast cancer 

experience, and specifically related to BMT. The women in the 

study were intent upon sharing their experience, which 

indicates our need to listen to the experience, and further 
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explore the issues labeled as important by women surviving 

breast cancer following BMT. 

Coming to Know 

The women in this study participated in the diagnosis of 

their breast cancer either by actually palpating a lump by 

breast self-exam or from a routine mammogram. In all cases, 

early detection interventions were used to detect the breast 

cancer. All the women were aware of at least one risk factor 

associated with breast, cancer. The knowledge of risk factors 

and the participation in early detection activities indicates 

the importance of the education which has been targeted at the 

female population in order to assist in early detection and 

intervention of breast cancer. Nurses must continue to 

champion early detection education for breast cancer. Such 

education may prove to have a direct impact on the survival 

and eventual quality of life of women diagnosed with breast 

cancer. 

Nurses must continue to be advocates for women in the 

health care system. The women in this study experienced a 

struggle to achieve their diagnosis. The women's own 

assertiveness is what led to the diagnosis. Women should not 

only be encouraged to be assertive in their health care, but 

they should also have support in the assertiveness from nurses 

and health care professionals. 
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Going to War 

The women in the study gained strength for their fight 

through the knowledge they had gathered about their disease 

and treatment. The women actively sought out such 

information, which means it was not easily attained in the 

health care arena. The acquisition of new knowledge can be a 

demand of illness (Loveys & Klaich, 1981). Nursing must 

identify the educational needs of women throughout the 

spectrum of breast cancer survival and provide appropriate 

educational materials. Specifically mentioned by the women 

was BMT literature targeted at the woman who has breast 

cancer. Literature specific to women with breast cancer who 

are choosing BMT could assist in preparation for the BMT 

battle. 

The common theme of the husband as the greatest ally 

reflects the findings of Schmale et al. (1983) that marriage 

was significantly related to the amount of well-being 

experienced by cancer survivors. Nurses need to recognize the 

importance of including husbands in the plan of care for 

breast cancer patients. Inclusion of husbands in the plan of 

care needs to occur not only in the acute care setting, but 

also outpatient chemotherapy clinics and follow-up clinics. 

Nursing can assist in the management of fatigue in women 

surviving breast cancer, especially women recovering from BMT. 

Women wish to maintain their pre-diagnosis activities as free 

from the interruptions of fatigue as possible. Nurses can 
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educate women on the management of fatigue and their 

activities of daily living. 

And finally, the determination and fighting spirit 

illustrated by the women in the study appears to be an asset 

to their survival. This reflects Greer's (1991) finding that 

women's psychological response was a significant predictor of 

disease outcome at five, 10, and 15 years. Specifically 

mentioned by Greer (1991) was the fighting spirit. Sixty-two 

percent (62%) of the women with the fighting spirit were alive 

and well versus 17% who had other responses. Nurses can be 

advocates of the fighting spirit and encourage women to 

identify fears and concerns regarding treatment and survival. 

Nurses can assist in identification of obstacles to the 

fighting spirit and advocate resolution of the obstacles. 

The Core of Survival 

The findings of this study indicate that survival is an 

experience which becomes a way of living. Survival includes 

facilitators, hindrances, and distractions. Nurses who were 

identified as committing to the survival of the women assisted 

in the survival process. Nurses need to examine the elements 

of their emotional commitment to patients who are surviving 

cancer. Nurses need to examine what their definitions of 

survival are as compared to those of the patients they care 

for. Nurses might also examine what helps and what hinders 

their ability to emotionally support the surviving cancer 

patient. 
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The women in this study did not find support groups to be 

a positive or helpful experience. This finding supports 

additional reports of women with breast cancer who verbalize 

unmet needs and the search for support groups which address 

the specific needs of women with breast cancer (Houts, Yasko, 

& Kahn, 1986; Mor, Guadagnoli, & Wool, 1987). The needs of 

women who are surviving breast cancer following a BMT may be 

different than women who have undergone standard therapy 

alone. What may be most helpful for women who have 

experienced a BMT is patient seminars focusing on educational 

needs. Nurse facilitated seminars on symptom management such 

as fatigue post-BMT may be more helpful than support groups. 

Knowing Myself 

The women in this study possessed a great deal of self-

knowledge and used that self-knowledge to survive. Nurses 

need to explore women's self-knowledge and the tactics which 

they are using in the process of self-care and self-healing 

and incorporate them into the plan of care. 

Nurses should also recognize the personal growth and 

transformation of self which occurs in the survival experience 

(Carter, 1989b). Nurses must recognize, and reflect in their 

plans of care, the survivors need to integrate physical, 

emotional, spiritual, intellectual, and social aspects of 

one's life in the experience of survival (Keith, 1991). 
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Control of Survival 

Controlling events and emotions is an important theme to 

adults surviving cancer (Carter, 1989b). It was important to 

the women in this study to obtain and maintain control. 

Nurses may want to include strategies in their plan of care 

which provide a greater sense of control to the women 

surviving breast cancer. Strategies may include an increased 

amount of self-care activities and greater participation in 

care options. 

Family Survival 

Quigley (1989) reported on the importance of social 

support in minimizing the psychosocial sequelae associated 

with surviving cancer. Recognizing and including the family 

in the survivorship experience of women with breast cancer 

could impact upon the psychosocial adjustment of those women 

and their families. Nurses can examine how they can include 

the family throughout the survival process. Family 

conferences should be used to keep the entire family aware of 

the treatment and survivorship experience of the woman with 

breast cancer. The family can be encouraged to participate in 

the care needs of the survivor. And finally, the needs of the 

family should be assessed and appropriate interventions, 

including referrals to additional health care professionals, 

made. 

Time Orientation 

The theme of survivors of cancer resuming a future 

orientation was reported by Maher (1982). The women in this 



study reported resuming their future orientation following a 

BMT. The reactivation of a future orientation may be a sign 

that the woman is more comfortable and confident in her 

survival, and is therefore able to plan for the future. 

Nurses may want to assess the future orientation of women who 

have undergone a BMT as a way of determining the confidence 

she possesses in her survival. 

Nurses may also want to focus on how they can help women 

who have experienced a BMT for breast cancer develop 

strategies for their daily survival. The strategies could 

include interventions to assist with activity intolerance and 

fatigue; ways to cope with fears of infection; precautions to 

take to combat the potential for infection; and precautions to 

take to combat the potential for bleeding. 

Possibility of Death 

The women in this study gained insight and eventually 

accepted their own mortality. They thought through the 

possibility of their death and began to plan ahead to assure 

that their wishes were recognized. This finding is reflective 

of the theme identified by survivors of disasters. Dow (1990) 

found that survivors of disasters also gained a perspective on 

their own mortality. Dow (1990) also found that survivors of 

serious illness had a heightened awareness of death. 

The majority of the preparation took place around the 

time period of transplant. Nurses should be made aware of the 

potential for women to be exploring the issues of death and 
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dying around BNT. Nurses can assist by providing information 

regarding advanced directives in the respective institution 

and state. Nurses can provide support by verbalizing to the 

women the appropriateness of sharing emotions and wishes 

regarding death and dying to family members and legal counsel. 

Cultural diversity must be taken into consideration when 

approaching issues of death and dying. 

Methodological Implications 

The phenomenological approach using Colaizzi's (1978) 

seven step method proved beneficial for the study of the 

experience of women surviving breast cancer following a BMT. 

The researcher was able to acquire a large data base for the 

description of the experience. The amount of data was large 

but easily managed through the use of a word processing 

program, though the methodology was, at times, time-consuming. 

Subject recruitment was halted after three subjects due to the 

large amount of data gathered. 

Limitations to the study include recognition of the 

different lengths of time post-BMT of each of the 

participants. Two of the women were less than one month post-

BMT, and one was greater than one year post-transplant. 

Though the broad range in terms of length of survival of the 

participants did not pose a problem with this study, a 

criterion to add consistency could be to interview women who 

were all at least 100 days or one year post-BMT. Also, all 

the women were high school graduates, with at least some 
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college education. Therefore, the educational needs of these 

women may be different than a larger, more diverse sampling. 

The researcher was somewhat disturbed at first by the 

labeling of one of the major categories as a war. But what 

the women were describing was a true battle to survive. They 

had fought long and hard to arrive at the point in survival 

where they stand right now. 

Implications for Future Research 

The usefulness of phenomenology to future nursing 

research lies in its ability to point us in a direction of 

study which has been documented as being of value to the 

population studied. The survival experience of women who have 

undergone a BMT for breast cancer points to many areas of 

needed nursing research. First of all, the education needs of 

women with breast cancer may be changing. The women in this 

study actively sought out information about their disease and 

treatments, especially BMT. Research related to the 

educational needs of women at the time of diagnosis, 

especially for women with advanced or aggressive disease who 

are looking at experimental options, requires further study. 

Exploration into the characteristics of women choosing 

BMT is warranted. The women in this study were aggressive in 

their health care decisions. Investigation into the fighting 

spirit of women who have chosen BMT would prove helpful, 

especially in comparison to women who chose standard 

therapies. 
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The impact of fatigue on the quality of life of BMT 

survivors could be investigated. Is the fatigue experienced 

by BMT survivors different than the fatigue experienced by 

other cancer survivors? What type of education do BMT 

patients receive from health care professionals regarding the 

management of fatigue? How do BMT survivors manage the 

fatigue they experience? 

Nurses can study themselves to discover the nature of 

emotional commitment to BMT patients. The length of BMT 

inpatient stays is from 14-45 days. What type of 

relationships develop between BMT nurses and BMT patients, and 

what characteristics of those relationships do BMT patients 

find helpful for their survival? 

All the women in this study did not find breast cancer 

support groups to be helpful. The needs of women attending 

breast cancer support groups, specifically women with breast 

cancer who have experienced a BMT, require reexamination. The 

expectations and personal goals of the women attending the 

groups should be investigated. And finally, the needs of 

family members of those women who are surviving breast cancer 

following a bone marrow transplant could be identified. 

Conclusion 

The lived experience of surviving breast cancer following 

a BMT is multifaceted. It includes a past, present, and 

future orientation. It includes a struggle with a sense of 

determination. Though the women accept responsibility for 
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their survival, they acknowledge their needs from others in 

order to successfully survive. Health care professionals can 

assist women survivors of breast cancer throughout all the 

dimensions of survival. 
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Thi Univirsjty OF 

Human Sub|«cis Committee ARIZONA 1640 N Wtrrwi IBldg. S2i* 
Tucson, Amnna 85724 
(602)626-672) or 626-7S-

HlAlTH SCJINCIS CiNIIR 

January 20, 1994 

Kelly Mayer, R.N., B.S.N, 
c/o Leanna J. Crosby, D.N.Sc. 
Departnent of Nursing 
College of Nursing 
Arizona Health Sciences Center 

RE: THE LIVED EXPERIENCE OF SURVIVING BREAST CANCER FOLLOWING A 
BONE HARROW TRANSPLANT 

Dear Ms. Mayer: 

He have received docunents concerning your above cited project. 
Regulations published by the U.S. Department of Health and Human 
Services (45 CFR Part 46.101(b) (2) exempt this type of research 
from review by our Committee. 

Please be advised that approval for this project and the 
requirement of a subject's consent form is to be determined by your 
department. 

Thank you for informing us of your work. If you have any questions 
concerning the above, please contact this office. 

Sincerely yours. 

William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:j s 

cc: Departmental/College Review Committee 
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SUBJECT'S CONSENT FOR THE STUDY OF 

THE LIVED EXPERIENCE OF SURVIVING BREAST CANCER 
FOLLOWING A BONE NARROW TRANSPLANT 

I AN BEING ASKED TO READ THE FOLLOWING MATERIAL TO 
ENSURE THAT I AN INFORMED OF THE NATURE OF THIS 
RESEARCH STUDY AND OF HOW I WILL PARTICIPATE IN IT, 
IF I CONSENT TO DO SO. SIGNING THIS FORM WILL 
INDICATE THAT I HAVE BEEN SO INFORMED AND THAT I 
GIVE NY CONSENT. FEDERAL REGULATIONS REQUIRE 
WRITTEN CONSENT PRIOR TO PARTICIPATION IN THIS 
RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND 
THE RISKS OF NY PARTICIPATION AND CAN DECIDE TO 
PARTICIPATE OR NOT PARTICIPATE IN A FREE AND 
INFORNED NANNER. 

PURPOSE 

I am being invited to voluntarily participate in the above-
titled project. The purpose of this project is to learn more 
about the experience of surviving breast cancer following bone 
marrow transplant so that nurses can provide more effective 
interventions to women who are surviving breast cancer. 

SELECTION CRITERIA 

I am being invited to participate because I am a woman who has 
undergone a bone marrow transplant for breast cancer, I am 
over 18 years of age, I am English speaking, and I am willing 
and able to participate. 

PROCEDURE 

If I agree to participate in this study, I understand that the 
procedure will be that of an audiotaped interview. I 
understand that I will be asked to tell of my experience of 
surviving breast cancer following a bone marrow transplant. 

RISKS AND BENEFITS 

There are no known risks for participating in the study, nor 
are there any direct benefits. Indirect benefits include 
learning more about the survivorship experience of women with 
breast cancer who have undergone a bone marrow transplant. 

CONFIDENTIALITY 

Identifying names will not be on the transcribed material. 
Kelly Nayer, R.N.; Joan Haase, R.N., Ph.D.; and authorized 
nursing personnel may have access to the information. 
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PARTICIPATION COSTS 

There are no costs. 

AUTHORIZATION 

BEFORE GIVING NY CONSENT BY SIGNING THIS FORM, THE 
METHODS, INCONVENIENCES, RISKS, AND BENEFITS HAVE 
BEN EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN 
ANSWERED. I UNDERSTAND THAT I MAT ASK QUESTIONS AT 
ANT TIME AND THAT I AM FREE TO WITHDRAW FROM THE 
PROJECT AT ANY TIME WITHOUT CAUSING BAD FEELINGS OR 
AFFECTING MY MEDICAL CARE. MY PARTICIPATION IN 
THIS PROJECT MAY BE ENDED BY THE INVESTIGATOR OR BY 
THE SPONSOR FOR REASONS THAT WOULD BE EXPLAINED. 
NEW INFORMATION DEVELOPED DURING THE COURSE OF THIS 
STUDY WHICH MAY AFFECT MY WILLINGNESS TO CONTINUE 
IN THIS RESEARCH PROJECT WILL BE GIVEN TO MB AS IT 
BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT 
FORM WILL BE FILED IN AN AREA DESIGNATED BY THE 
HUMAN SUBJECTS COMMITTEE WITH ACCESS RESTRICTED TO 
THE PRINCIPAL INVESTIGATOR, KELLY MAYER, R.N., OR 
AUTHORIZED REPRESENTATIVE OF THE NURSING 
DEPARTMENT. I UNDERSTAND THAT I DO NOT GIVE UP ANY 
OF MY LEGAL RIGHTS BY SIGNING THIS FORM. A COPY OF 
THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

INVESTIGATOR 

I have carefully explained to the subject the nature of the 
above project. I hereby certify that to the best of my 
knowledge the person who is signing this consent form 
understands clearly the nature, demands, benefits, and risks 
involved in her participation and her signature is legally 
valid. A medical problem or language or educational barrier 
has not precluded this understanding. 

Signature of Investigator Date 

Name (please print) 

Phone Number 
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DEMOGRAPHIC DATA FORM 
FOR SURVIVORSHIP PHENOMEHOLOOICAL STUDY 

Date:. 

Age: _ 

Time: 

Date of Breast Cancer Diagnosis: 

Prior Breast Cancer Treatment. 

Day Post-Bone Marrow Transplant. 

Ethnicity: Caucasiai 

Highest Level of 
Education Completed: 

Marital Status: 

Children: 

Current Employed? 

$ 0 
$11,000 
$21,000 
$31,000 

Hispanic 

American Indian. 

Grade School 

Some College 

Graduate Degree. 

Single 

Hidowed 

Yes ; 

Ages: 

Black. 

Asian. 

High School 

College Degree. 

Married 

Divorced 

How many? 

How many of your children are currently 
living with you? 

No_ 

Yes_ No_ 

Were you employed prior to your hone 
marrow transplant? 

Yes No 

Annual Faultily Income: 

10,999 
20,999. 
30,999 
40,999 

$41,000 - 50,999. 
$51,000 - 60,000. 
OVER $60,000 
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THEME CATEGORIES, THEME CLUSTERS, 

AND THEMES 



THEME CATEGORIES, THEME CLUSTERS, AND THEMES 

Complaint Not Recognized 
1.5, 1.26, 2.101, 2.102, 2.103, 
2.106 

Diagnostics 
1.33, 1.91, 1.113, 2.110, 2.111 
3.4 

Struggle for Confirmation 
1.5, 1.10, 1.28, 1.34 

Surreal Experience 
1.467, 1.469 

Shocking Experience 
3.6, 3.9, 3.10, 3.186, 3.189 

Searching for Rationale Showing Risk Factors 
1.435, 1.594, 2.96, 2.97, 2.116 
3.7, 3.8 

Nhy Me 
1.436, 3.130, 3.131 

Going to War Knowing the Enemy Knowledge of Statistics 
1.124, 1.142, 1.517, 1.518, 
1.520, 1.632, 2.67, 2.68 

Gathering Information 
1.490, 1.515, 1.516, 2.45, 2.46 
2.47, 2.48 

Understanding Your Cancer 
1.22, 1.295, 1.407, 1.408, 2.3, 
2.87, 2.88, 2.90, 2.91, 2.92, 
2.93, 2.104, 2.105, 2.293, 3.2, 
3.3 

Theme Category Theme Cluster 

Coming to Know You Actual Diagnosis 
Have Breast Cancer 



THEME CATEGORIES, THEME CLUSTERS, 

Theme Category Theme Cluster 

Going to War - Knowing the Enemy -
Continued Continued 

Plans o£ Action 

What You Are Fighting 
For 

AND THEMES - Continued 

Understanding Your Treatment 
1.20, 1.149, 2.14, 2.18, 2.381, 
3.393 

Palpable Enemy 
1.14, 1.15, 1.18, 1.29, 2.94, 
2.98, 2.99 

Covert Enemy 
1.119, 3.5 

Determined and Ready to Fight 
1.127, 1.193, 1.214, 1.241, 
1.648, 2.4, 2.304, 2.454, 2.455, 
2.464, 3.58 

Seeking Options 
1.28, 1.129, 1.140, 2.70, 3.62 

Required Treatment 
1.25, 2.5, 2.113, 3.11 

Wanting Aggressive Treatment 
1.143, 2.32, 2.26, 2.89, 2.114, 
2.125, 2.473, 3.61 

More Time With Your Children 
1.114, 1.145, 2.1 

The Life You Have With Your Family 
1.558, 1.559, 2.134, 2.136, 
2.141, 2.142 



THEME CATEGORIES, THEME CLUSTERS 

Theme Category Theme Cluster 

Going to War - Allies 
Continued 

Obstacles 

AND THEMES - Continued 

Husband as Greatest Ally 
1.157, 1.158, 1.571, 1.536, 
2.163, 2.164, 2.165, 3.141, 
3.142, 3.181, 3.362, 3.363, 
3.364, 3.367 

Paroily 
1.404, 1.405, 2.271, 3.139, 
3.140, 3.144, 3.145 

Special Friends 
2.228, 2.233, 2.234 

Chemo 
1.151, 1.164, 3.157, 3.158, 
3.159, 3.162 

Complications 
1.166, 1.167, 3.36, 3.226, 
3.384, 3.385, 3.386 

Post-BMT Interventions 
1.501, 1.502, 1.619, 2.119, 
2.34, 3.18, 3.210, 3.211, 3.22, 
3.26, 3.358 

Fatigue 
1.393, 1.397, 1.400, 1.415, 
1.416, 1.492, 2.332, 2.432, 
2.433, 2.434, 2.436, 2.447, 
2.465, 3.50, 3.54, 3.55 

Third Party Payers 
1.81, 1.82, 1.83, 1.84, 1.86, 
1.107, 1.136, 1.137, 1.160 



THEME CATEGORIES, THEME CLUSTERS, 

Theme Category Theme Cluster 

Going to War - Obstacles - Continued 
Continued 

The Big Battle - BMT 

The Aftermath 

AND THEMES Continued 

Cost 
1.150, 1.153, 1.154, 1.155, 
1.161 

The Last Option 
1.292, 1.296, 2.26, 2.31 

Putting BMT Into a Perspective 
You 

Can Cope With 
1.209, 1.211, 1.212, 2.240, 
2.242, 2.243, 2.244, 2.245, 
2.252, 2.253, 2.254 

The Most Challenging Battle 
1.234, 1.236, 1.242, 1.283, 
2.23, 2.297, 2.383, 2.384, 
2.401, 2.402, 2.405, 2.406, 
2.414, 2.415, 2.416, 2.446, 
3.66, 3.163 

Winning the Battle 
1.446, 2.27, 2.28, 2.283, 2.284 
2.288, 2.299, 2.301, 2.302, 
2.474, 3.1 

Change in Focus from Breast Cancer 
Survival to BMT Survival 

1.251, 1.278, 1.298, 1.299, 
1.445, 1.458, 1.459, 3.29 

Potential and Fear of Recurrence 
1.294, 1.631, 1.637, 1.641, 
2.29, 2.486, 2.491, 3.60, 3.121 
3.169, 3.171, 3.172, 3.177, 



THEME CATEGORIES, THEME CLUSTERS 

Theme Category Theme Cluster 

Going to War - The Aftermath -

The Core of Survival What Survival Is 

Facilitators of 
Survival 

AND THEMES - Continued 

Potential and Fear of Recurrence 
3.178, 3.179, 3.194, 3.197, 
3.198, 3.199, 3.2200 

The Positive Life Changes Resulting 
From Surviving Breast Cancer 

1.584, 1.585, 3.50, 3.52, 3.53, 
3.116, 3.117, 3.119, 3.168 

Plan if BMT Fails 
1.635, 2.475, 2.493, 3.180 

A Unique Individual Experience 
1.245, 1.246, 2.86, 3.24, 3.25, 
3.34, 3.366 

Coping With Survival is an 
Emotional Experience 

1.431, 1.442, 1.443, 2.99, 3.76, 
3.77, 3.203 

Wanting to Continue Role as Mother 
1.335, 1.336, 1.338, 1.339, 2.1, 
2.2, 2.135, 2.153 

Family Support 
1.404, 1.405, 1.512, 1.543, 
2.267, 3.139, 3.140, 3.144, 
3.145 

Support of Good Friends 
2.28, 2.233, 2.234, 2.300, 2.392 

Platelet Donors 
2.161, 2.171, 2.172, 2.173, 
2.176, 2.177, 3.31, 3.146 

Nurses Committed to Your Survival 
2.198, 2.204 



THEME CATEGORIES, THEME CLUSTERS 

Theme Category 

The Core of 
Survival - Contiued 

Theme Cluster 

Facilitators of 
Survival - Continued 

Hindrances to Survival 

Balancing 

AND THEMES Continued 

Faith in Medical Care 
1.647, 2.175, 3.72, 3.390, 
3.391, 3.392 

Moving Pocus Away From Self 
1.401, 1.402, 1.403, 1.410, 
2 .80 ,  2 .81  

Continuation of Social Life 
2.77, 2.78, 2.79, 2.335, 2.336, 
2.339, 2.340, 2.349, 2.350, 
3.222 

Humor 
1.570, 2.260, 2.268, 2.269, 
2.270 

Physical Reminders of Cancer 
2.364, 2.364, 2.367f, 3.212, 
3.213, 3.214, 3.357 

Support Groups 
1.533, 2.71, 2.73, 2.74, 2.82, 
2.84, 3.346, 3.347, 3.348, 
3.351, 3.352, 3.353, 3.359, 
3.360, 3.373, 3.374, 3.374, 
3.378, 3.379, 3.380 

Balancing the Good With the Bad 
1.23, 1.24, 1.168, 3.43, 3.56, 
3.66, 3.67 

Balancing Risk of BMT with Chance 
for Survival 

1.132, 1.143, 3.57 



THEME CATEGORIES, THEME CLUSTERS, AND THEMES - Continued 

Theme Category Theme Cluster 

The Core of 
Survival -
Continued 

Need to Maintain 
Positive Attitude 

Distractions 

The Need to Hope/ 
Believe 

Self-Talk 
1.215, 1.216, 1.217, 1.1643, 
1.644, 2.24, 2.25, 2.127, 2.387, 
2.388, 2.419, 2.437 

Positive Attitude Effects Health 
Outcomes 

1.228, 1.229, 1.233, 1.285, 
1.551, 2.20, 2.295, 2.308 

Desire to Move Forward to a Happy 
Life 

1.449, 1.507, 2.76, 2.355, 
2.357, 2.469, 2.470, 3.336 

Distractions Take Time Away From 
Self-Contemplation 

1.417, 1.418, 1.419, 1.420, 
1.421, 1.422, 2.333 

A Busy and Full Life 
1.413, 1.414, 1.509, 1.510, 
1.511, 1.529, 1.542, 2.239, 3.16 

Care of Children and Involvement in 
Their Lives 

1.411, 1.412, 1.528, 1.530, 
2.330, 2.334 

Hope for Hellness 
1.35, 1.50, 1.112, 1.135, 2.492, 
3.40, 3.41, 3.102, 3.394 

Hope for Cure 
3.204, 3.205, 3.206, 3.394 



THEME CATEGORIES, THEME CLUSTERS, 

Theme Category Theme Cluster 

The Core of The Need to Hope/ 
Survival - Believe - Continued 
Continued 

Signs of Survival 

Knowing Myself I Know Myself 

Solidifying Personal 
Philosophy 

AND THEMES - Continued 

BKT is Hope for Survival 
1.141, 1.147, 1.213 

Wanting to Believe in Survival 
1.69, 1.74, 1.112, 2.126, 2.128, 
2.130, 3.207, 3.397 

Increasing Blood Counts 
1.450, 1.452, 2.381, 3.20, 3.30 

Independence Prom Blood Products 
3.23 

Hickman Removal 
1.455, 1.456, 1.457, 3.21, 3.382 

Moving Out of the Danger Zone 
1.451, 1.453, 1.623 

Self-Knowledge of Own Body 
1.92, 1.95, 1.96, 1.99, 2.15, 
2.441 

Belief in Ability to Heal Self 
1.192, 1.197, 1.227, 1.521, 
1.522, 2.16, 2.24, 2.25, 2.127, 
2.178, 2.305 

I Have the Hill to Survive 
1.345, 1.346, 1.358, 1.519, 
1.612, 1.613, 2.126, 2.133 

I Am Responsible for My Survival 
1.524, 1.525, 1.550, 2.179, 
2.255, 3.59, 3.64 

There Are No Guarantees 
1.625, 1.626, 3.73 

Acceptance That There Are Many 
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THEME CATEGORIES, THEME CLUSTERS 

Theme Category Theme Cluster 

Knowing Myself - Solidifying Personal 
Continued Philosophy - Continued 

Listen to Me 

Control of Survival Obtaining Control 

Maintaining Control 

AND THEMES - Continued 

Unknowns in Cancer Treatment 
1.432, 1.433, 1.434, 2.17, 2.19, 
3.68, 3.69, 3.74 

Acceptance of Things You Do Not 
Have the Power to Change 

1.202, 1.579, 1.580, 1.587, 
2.35, 2.477, 2.478, 2.479 

People Hearing but Not Listening 
1.98, 1.608, 1.609, 3.359, 3.360 

Emerging Assertiveness 
1.53, 1.93, 1.100, 2.107, 2.108, 
2.428, 2.430, 2.431, 2.422 

Taking a Stand on the Choice to 
Survive 

1.146, 2.130, 2.467 
Regulation of Care Options 

1.234, 1.235, 1.287, 1.504, 
1.505 

Breaking the Rules 
2.354, 2.359, 2.360, 2.361, 
2.362, 3.218 

Do Not Let Cancer Monopolize Your 
Life 

1.582, 1.583, 2.472, 3.336 

Self-Care 
1.72, 1.73, 2.24, 2.85, 2.296, 
2.345, 2.356, 2.412, 2.413, 
2.420. 2.424. 2.425. 2.445. 



THEME CATEGORIES, THEME CLUSTERS, 

Theme Category Theme Cluster 

Control of Maintaining Control -
Survival - Continued Continued 

Family Survival Impact on Others 

Cultivating the 
Survival of the 
Family 

AND THEMES - Continued 

Self-Care - Continued 
2.452, 2.453, 3.216, 3.217, 
3.221 

Adapting Your Lifestyle to Continue 
Desired Activities 

1.337, 1.398, 2.341, 2.342, 
2.343, 2.346, 2.347, 2.369, 
2.369, 2.370, 2.371, 2.372, 
2.373, 3.110, 3.111, 3.112 

The Family as Survivors 
1.384, 1.385, 1.385, 1.386, 
1.388, 1.398, 2.33, 2.170, 
2.226, 2.230, 2.232, 2.250, 
3.98, 3.99 

Adapting the Family's Lifestyle to 
Changes Caused by Survival 

1.312, 1.316, 1.317, 1.337, 
1.394, 3.84, 3.109, 3.110, 
3.111, 3.112, 3.225 

Role Changes 
1.314, 1.318, 1.319, 1.341, 
1.342, 1.361, 1.392, 2.58, 
2.195, 2.231, 2.249, 2.331, 
3.85, 3.86, 3.88 

Involving the Family in Your 
Survival 

1.380, 1.568, 2.143, 2.145, 
2.159, 2.160, 2.162, 3.98, 3.99 



THEME 

Theme Category 

Family Survival -
Continued 

Time Orientation 

CATEGORIES, THEME CLUSTERS 

Theme Cluster 

Cultivating) the 
Survival of the Family 
Continued 

Future Orientation vs. 
Daily Orientation 

Possibility of 
Death 

Thoughts of Death 

AND THEMES - Continued 

Helping the Children 
1.308, 1.309, 1.310, 1.377, 
1.378, 1.379, 3.93, 3.94, 3.97 

Plans for the Future: A Mechanism 
for Survival 

1.220, 1.221, 1.255, 1.264, 
1.265, 1.266, 1.482, 1.484, 
1.615, 1.616, 2.37, 2.323, 
3.105, 3.106, 3.107 

Uncertainty of the Future 
2.55, 2.56, 2.325, 3.28, 3.208 

Daily Survival 
1.254, 1.258, 1.259, 1.260, 
1.485, 1.487, 1.488, 1.614, 
2.466, 3.209 

Realization of Potential Death with 
BMT 

1.175, 1.176, 1.186, 1.187, 
2.118 

Thinking of Dying is Frightening 
1.178, 1.184, 1.185, 1.256, 
2.41, 3.173 

Thoughts of Death Never Completely 
Absent 

2.36, 2.309, 3.175 
I Am Too Young to Die 

1.527, 2.319, 2.320 



THEME 

Thww Category 

Possibility of 
Death - Continued 

CATEGORIES, THEME CLUSTERS, 

Theme Cluster 

Preparation for 
Death and Dying 

AND THEMES - Continued 

Acceptance of Potential of Death 
Prom Breast Cancer 

2.38, 2.39, 2.50, 2.51, 2.129, 
2.311, 2.312, 2.313, 2.315, 
2.321, 2.322, 2.324, 3.122, 
3.176 

Concerns for Children in the Event 
of Death 

1.182, 2.43, 2.53, 2.60, 2.63, 
2.131, 2.487 

Extraction of Promises for Family's 
Life After Her Death 

1.182, 1.183, 2.59, 2.60, 2.61 
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