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ABSTRACT 

The purpose of this study was to examine the 

lived experience of women with metastatic breast cancer who 

have undergone a bone marrow transplant. The health-

related quality of life is affected by this experience. 

This study is a secondary analysis of data collected in 

1993-1994 at a major New England cancer research center. 

Data were analyzed using a phenomenological approach to 

derive an essential structure of the lived experience. 

Similar findings in this study were found in the literature 

review. Understanding the lived experience will enable 

health care providers to make educated, sensitive 

interventions to ensure optimum care of these patients. 

Findings indicate women reflect on the transplant process 

and experience a wide range of emotions during and after 

the procedure, and have ongoing physical discomforts and 

disabilities as they strive to return to a normal life. 
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CHAPTER ONE 

Introduction 

Breast cancer is the second leading cause of cancer

related deaths in women in America (Greenlee, Murray, 

Bolden, & Wingo, 2000) . Metastatic breast cancer is 

incurable with conventional chemotherapy, and has been 

reported as having a median survival of only two to three 

years (Lazarus, 1998; Dickson & Lippman, 1997; BMTinfo 

1999) . One of the current treatment modalities for 

metastatic breast cancer (stage IV) is high-dose 

chemotherapy (HDC) with autologous hematpoietic progenitor 

stem cell support or bone marrow transplant (BMT) . 

The side effects of the high-dose chemotherapy can 

significantly affect the patient's quality of life, 

specifically the patient's health-related quality of life 

10 

(HRQOL) for months to years after transplant. Patients have 

reported fatigue, eating difficulties, physical 

restrictions (Baker, Zabora, Polland & Wingard, 1999), 

cognitive changes (Meyers, et al., 1994), sexual 

dysfunction (Altmaier, Gingrich, & Fyfe, 1991; Winer, et 

al., 1992, Prieto, et al., 1996), and mood disturbances 

(Gaston-Johansson, Franco, & Zimmerman, 1992, Gaston-



Johansson & Foxall, 1996, Fromm, Andrydowski, & Hunt, 

1996). Patients also experience difficulties in returning 

to their former vocational, social, and familial roles 

(Baker et al., 1999) which affects their health-related 

quality of life. 
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In spite of the lack of strong statistical data 

indicating the advantage of high-dose chemotherapy over 

conventional chemotherapy (Hilner, Smith, & Desch, 1992; 

Lazarus, 1998; ASCO, 1999), the treatment is being offered 

and frequently used today. Breast cancer is the most 

commonly reported indication for use of BMT (either 

allogeneic or autologous) according to the Autologous Blood 

and Marrow Transplant Registry (ABMTR) of North America and 

the International Bone Marrow Transplant Registry (IBMTR) 

(BMTinfo, 1999) . 

Purpose of the Study and Research Question 

Women and their physicians are choosing to treat 

metastatic breast cancer with high-dose chemotherapy. 

Health-Related Quality of Life may be greatly affected by 

this treatment. Health care professionals should look at 

not only disease free survival outcomes of transplant but 

also the effect of treatment on the patient's HRQOL. There 

are few qualitative studies in the literature which study 



the woman's perspective of quality of life before, during, 

and after treatment of breast cancer with bone marrow 

transplant. 

Understanding the patient's perspective of HRQOL, may 

help health care professionals caring for women undergoing 

treatment for metastatic breast cancer with high-dose 

chemotherapy to plan interventions, and to ensure that the 

HRQOL of the patient is considered in the plan of care. To 

gain an understanding of the impact bone marrow transplant 

has on a woman's HRQOL, it is essential to research the 

event from the woman's perspective. 

12 

The purpose of the study is to describe the meaning of 

Health-Related Quality of Life from the woman's perspective 

before, during, and after bone marrow transplant for 

metastatic breast cancer. The study is a secondary 

analysis of data collected on patients undergoing bone 

marrow transplant for metastatic breast cancer. The 

research question is: What is the experience of health

related quality of life to women with metastatic breast 

cancer who undergo a bone marrow transplant? 



Significance to Nursing 

Nurses caring for breast cancer patients undergoing 

transplant can impact the patients' HRQOL. The nurses' 

knowledge of the experience of HRQOL for the patient 

before, during, and after transplant can greatly affect 

how, what, and when they teach, what they counsel patients 

and family members, and the care they give the patient 

before, during, and after treatment. 

Understanding the specific needs of the patients 

enables nurses to provide optimum care. Understanding the 

full impact of high-dose chemotherapy on the HRQOL will 

assist nurses in enabling women to make informed consent 

when they are considering treatment. Evaluation of HRQOL 

outcomes may assist the health care professionals in 

identifying patients and families at risk of encountering 

pre and post treatment problems. Interventions can be 

13 

designed to address these issues to support the patient and 

family through the process. 

Health-Related Quality of Life 

Health-Related Quality of Life (HRQOL) has been 

defined as how acceptance, adaptation, and adjustment are 

utilized in relation to disease and quality of life 

(Padilla & Kagawa-Singer, 1999). In 1995, Shumaker & 
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Naughton defined HRQOL as referring to individuals' 

subjective determinations of the "influences of their 

current health status, health care, and health promoting 

activities on their ability to achieve and maintain a level 

of overall functioning that allows them to pursue valued 

life goals, and that is reflected in their general well

being. The domains of functioning that are critical to 

HRQOL include: Social, physical, and cognitive 

functioning; mobility and self-care; and emotional well

being" (as cited by Padilla & Kagawa-Singer, 1999, p. 74). 

While these domains can be studied objectively, using 

various measures, it is important to consider individuals' 

meanings of these domains in relationship to their lives. 

Health-Related Quality of Life has been linked with 

two types of conceptual models in the literature. These 

models are meaning-based and function-based (Costain, 

Hewison, & Howes, 1993). In quality of life studies of 

patients undergoing bone marrow transplant, quality of life 

has been measured objectively in terms of ability to 

perform occupational and social roles, and self-care and 

physical functioning (Altmaier, Gingrich & Fyfe, 1991, 

Andrykowski, Brady, & Henslee-Downey, 1994, Grant, et al., 

1992, Litwins, Rodrigue & Weiner, 1994, and Wingard, 1994). 
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Ability to perform within these domains and the ability to 

fulfill the patients' present and future goals is the basis 

of the determination .of quality of life in these models 

(Aaronson, et al., 1987). 

Subjective determination of health-related quality of 

life has been qualitatively measured by deriving meanings 

from patients' reported observations and opinions of their 

experiences with treatment and disease, and through the 

"patients' understanding of their situation, autonomy, 

beliefs, choices, and relationships with others" (Hinds & 

Haase, 1999, p. 98). HRQOL is unique to the individual, it 

is difficult to uniformly measure as each person perceives 

their situation differently (Jones, 1995). Ferrell, et al. 

(1994) derived their model of how BMT impacts HRQOL using 

qualitative data and defining the domains of physical well

being and symptoms, social well-being, psychological well

being and spiritual well-being. 

Haase and Braden (1999) suggest that in reviewing the 

literature on HRQOL, there is difficulty in distinguishing 

between "concepts related to QOL and indicators that 

clearly identify the essential characteristics of QOL" (p. 

55) . The difficulty in identifying the essential 

characteristics of HRQOL is that the perception of quality 
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of life is unique to the individual which can change 

according to circumstances and over time. Webster's 

Dictionary (1984) defines the word quality as "any of the 

features that make something what it is" (p. 1161). 

Features related to quality of life are physical, social, 

spiritual, and psychological factors (Cella & Tulsky, 1990, 

Donovan, Sanson-Fisher, & Redman, 1989, Ferrell, Grant, 

Padilla, Vemuri, & Rhiner, 1991). A definition of a "good 

quality of life" by Aaronson & Beckermann in 1987 (as cited 

in Gertz, 1998) has been expressed in terms of contentment, 

happiness, fulfillment, satisfaction, and the ability to 

cope. 

Determining quality of life related to health should 

be viewed from the patient's perspective. Steeve's (1992) 

states patients' understanding and meaning of illness can 

affect the way they adapt and cope. This can influence the 

individual's perceived quality of life. He states "it is 

clear that the way in which people choose to construct the 

meaning of various experiences has a bearing on their well-

being", (pg. 899) . 

For the purpose of this thesis, health-related quality 

of life will be considered a subjective state of mind, 

unique to the individual and based on his or her physical, 
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emotional, and spiritual harmony which have been impacted 

by health and wellness, and the individual's meaning of 

events concerning health and wellness. These events can be 

functional or psychological. 

Conceptual Orientation 

Leidy & Haase's (1999) model of Personal Integrity 

(Being Whole) was derived from examining the meaning of 

functional status from the patient's perspective in 

patients with COPD. They extracted that the sense of self 

was identified with the concept of "being able" and "being 

with". The sense of personal integrity is linked to 

health-related quality of life. The model is adopted here 

to illustrate the individual's derived meaning of quality 

of life related to experiencing bone marrow transplant for 

metastatic breast cancer. 



Being Able 
(Effectiveness) 

~ Physical 
predictability 

~ Energy 
~ Variety in form of 

expression 
~ Expertise 

FIGURE 1. 

Health-Related Quality of 
Life 

Being Whole 
(Personal Integrity) 

~ 
~ 

~ 

~ 

~ 

Being With 
(Connected ness) 

Familiarity 
Comfort 
Shared 
experiences 
Understanding 
Trustworthiness 

Conceptual Representation Of Quality Of Life (adapted 

from Leidy & Haase, 1999) . 

Health-related quality of life in this conceptual 
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model is meaning-based and is related to personal integrity 

and the harmony of "being able" and "being with". "Being 

with" is defined in terms of connectedness. Connectedness 

is conceptualized as having meaningful, significant, 

relationships with others, with a spiritual-being, with 

nature, and/or with one's inner-self (Haase, et al., 

1992). The characteristics of "being with" are 

familiarity, comfort, shared experience, understanding, and 

trustworthiness (Leidy & Haase, 1999). 



"Being able" is described as having effectiveness in 

ability to do for oneself and for others. Important 

aspects of "being able" include the ability of physical 

competence, contribution, and purpose through daily 

activities, including self-care, family roles, tasks, and 

the ability to work. Characteristics of "being able" 

include physical predictability, energy, expertise, and 

variety in the form of expression (Leidy & Haase, 1999) . 
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This model is chosen to illustrate the Health-Related 

Quality of Life for women who have undergone a bone marrow 

transplant for metastatic breast cancer because I believe 

the concepts of "being able" and "being with" are essential 

characteristics of quality of life and can be applied to 

any population. The concepts are also essential 

characteristics of domains identified as part of HRQOL by 

Padilla & Kagawa-Singer (1999): Social, physical, and 

cognitive functioning; mobility and self-care; and 

emotional well-being". Being able and being with as 

defined by Leidy & Haase (1999), have functional and 

psychosocial elements, and are subjectively identified by 

the individual. 



Summary 

Metastatic breast cancer is being treated today with 

high-dose chemotherapy and bone marrow transplant despite 

controversy over the lack of statistical evidence that BMT 

is superior to conventional therapy. High doses of 

chemotherapy can cause significant side effects which may 

impact the patients' health-related quality of life. 

Health-related quality of life is essential to understand 

from the individual's perspective in order for nurses and 

health care professionals to provide quality care, for 

designing appropriate care interventions and for patients 

to give informed consent. 

20 
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CHAPTER TWO 

This chapter will provide an overview of the history 

and background on bone marrow transplant, defining 

pertinent terms used in the field. A literature review on 

definitions of health-related quality of life, and health

related quality of life of patients who have undergone 

autologous and allogeneic bone marrow transplant for 

various malignancies and specifically for breast cancer are 

explored. 

Background and Definitions 

Each year nearly 50,000 women die of breast cancer, 

the second most common cause of cancer deaths in North 

America (Rawlings & Horowitz, 1999, Wingo, et al., 1995). 

Survival rates are related to the extent of disease at the 

time of diagnosis (Hudis & Munster, 1999). Women who have 

metastatic breast cancer (stage IV) have a median survival 

rate of about two years (Lazarus, 1998). The American Bone 

Marrow Transplant Registry (ABMTR) reported 3500 autologous 

blood or marrow transplants in 1996. This number is only a 

fraction of the actual number as the ABMTR only receives 

data on 40%-50% of the transplants performed in North 

America. Breast cancer is the most common indication for 

transplant today. Treating breast cancer with high-dose 



chemotherapy has become accepted, although a controversial 

practice in the United States (Dickson & Lippman, 1997) . 

22 

High-dose chemotherapy, alone, or in combination with 

total body irradiation, has been found to be effective in 

reducing or curing certain cancers (Rosenzweig, 1998). 

Using higher doses of chemotherapy to achieve a more 

effective cell kill has been used since 1960's according to 

a study by Skipper, et al in 1964 (as cited in Lazarus, 

1998), and a study by Redan, et al. in 1968 (as cited by 

Hudis & Munster, 1999). Clinical trials on solid tumors 

with high-dose chemotherapy were conducted in the 1980's 

(Lazarus, 1998). Transplants have been used in patients 

with solid tumors (breast, lung, and testicular), and in 

patients with lymphomas, leukemias, and multiple myeloma as 

well as in non-malignant diseases such as aplastic anemia 

and metabolic storage diseases (Buchsel, 1995). 

Hematopoietic stem cells, the primary cell from which 

all blood cells are derived, can be obtained either from 

the peripheral blood stream, umbilical cord blood, or from 

the bone marrow (Pelehach, 1996) . (See Table 1 for a list 

of terms and their definitions used in bone marrow 

transplantation.) There are three types of bone marrow 

transplants: allogeneic, autologous, and syngeneic. 
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Allogeneic transplants involve patients receiving someone 

else's stem cells or marrow, either from a family member, 

or from an unrelated donor. An autologous transplant is 

the harvest andre-infusion of the patient's own bone 

marrow or stem cells. A syngeneic transplant is between 

identical twins; the donor is considered to be a perfect 

match for the patient. Patients who have had an allogeneic 

transplant have a higher risk of complications than 

autologous or syngeneic transplants due to the ablation of 

the patient's own bone marrow and the immunosuppressive 

therapy they must undergo to ensure the donor marrow does 

not reject the patient's tissue, a condition known as graft 

vs. host disease (Buchsel, 1995). 



Table 1. Terms Used in Bone Marrow Transplantation 

Term 
Allogeneic transplantation 

Autologous transplantation 

Engraftment 

Graft 

Graft rejection 

Graft-vs-host disease 

Hematopoiesis 

Hematopoietic stem cell 

Syngeneic transplantation 

Definition 
Transplantation between 
individuals who are of the 
same species, but who are 
not genetically identical. 

When the individual 
donating the tissue or 
organ is also the person 
receiving it. 

When stem cells colonize 
in the marrow space of the 
host and begin to divide 
and replicate. 

Any tissue or organ used 
in transplantation. 

When the patient's immune 
system attacks the donor's 
transplanted marrow. 

Condition in which a 
donor's T cells attack the 
recipient cells. 

The formation and 
development of blood 
cells. 

Precursor cells of all 
types of mature blood 
cells. 

Transplantation occurring 
between individuals with 
identical genotypes, i.e., 
identical twins. 

24 

Note. Adapted from "The Story of the Stem Cell" by L. 

Pelehach, 1996 Laboratory Medicine, 27(9), p. 591. 
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The complications of the high dose chemotherapy can 

greatly impact the quality of life of the patient during 

and after the bone marrow transplant. High doses of 

chemotherapy suppress the production of blood cells and 

cause destruction of tissue resulting in a high risk for 

infection, bleeding, and organ damage (Buchsel, 1995). Side 

effects of the high-dose chemotherapy can include GI 

disturbances, oral mucosal damage, liver toxicity, cardiac 

and pulmonary toxicity, alopecia, and bone marrow 

suppression (Lin, Tierney & Stadtmauer, 1993). Long-term 

side effects have been found to include fatigue, loss of 

ability to concentrate and short-term memory problems, 

sexual dysfunction, secondary malignancies, eating 

difficulties, physical restrictions, unhappiness with 

physical appearance, and depression (Bush, Haberman, 

Donaldson & Sullivan, 1995, Baker, Zabora, Polland, & 

Wingard, 1999, Prieto, et al., 1996, Meyers, et al., 1994). 

Patients have reported difficulties adjusting to work and 

familial related roles after transplant (Baker, et al., 

1999, Altmaier, Gingrich, & Fyfe, 1991, Litwins, Rodrigue, 

& Weiner, 1994). 



Engraftment of the stem cells marks the end of the 

acute phase of therapy, usually ten to 21 days after 

transplant (Sutherland, 1997) . Patients are most often 

discharged from the program on or about Day +28 for 

autologous and Day +100 for allogeneic transplants. Close 

monitoring by the primary oncologist follows for the first 

to second year after transplant (Buchsel, 1995). 

Literature Review 
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Health-Related Quality of life (HRQOL) has been 

defined and studied in many different ways (see Table 2). 

Survival rates by themselves are not adequate in judging 

the outcome of a patient who is treated for cancer with a 

bone marrow transplant. HRQOL has been identified as being 

an important outcome of treatment that may help identify 

appropriate regimens for patients, and ensure informed 

consent (Moinpour, et al. 1989). Few studies on health

related quality of life in bone marrow transplant patients 

have been done specifically on breast cancer patients. 



Table 2. Selected Definitions of Health-Related Quality of 

Life 

Author 

Aaronson (1990) 

Belec (1992) 

Calman (1987) 

Cella & Tulsky (1990) 

Ferrans & Powers (1985) 

Ferrell, B. R. (1996) 

Grant, et al. (1990) 

Definition of Health-Related 
Quality of Life 

A multidimensional and subjective 
concept consisting of disease 
symptoms, treatment side effects, 
physical, psychological and 
social phenomena. 

The individual's degree of 
satisfaction with present life 
circumstances, multi-dimensional. 

Subjective; influenced by the 
individual's present lifestyle, 
and hopes and expectations about 
past and future experiences. 

Subjective; satisfaction & 
appraisal of actual level of 
functioning compared with ideal 
level of functioning. Multi
dimensional. 

An individual's perception of 
well-being that is derived from 
satisfaction or dissatisfaction 
with areas of life that are 
important to him/her. Multi
dimensional. 

A personal sense of well-being 
encompassing physical, 
psychological, social, and 
spiritual dimensions. 

An individual's personal view of 
the positive or negative 
attributes that characterize 
life. Multi-dimensional. 
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Table 2. Continued 

Leidy & Haase (1999) 

McDaniel & Bach (1994) 

World Health Organization 
(1947) 

Young & Longman (1983) 

"Being with" and "being able". 

The perception of actual life 
conditions and individual's hopes 
and expectations. 

A state of complete physical, 
mental, and social well-being and 
not merely the absence of disease 
and infirmity. 

An individual's perceived degree 
of satisfaction with present life 
circumstances. 

Definitions of Quality of Life in the Literature 
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Health-related quality of life has been referred to as 

those aspects of quality of life which relate specifically 

to a person's health (Sousa, 1999). Quality of life is a 

more generic term not specifically related to health. 

Literature reporting on studies related to quality of life 

and health-related quality of life are diverse, and from 

many backgrounds such as nursing, medicine, psychology, and 

government (Grant & Rivera, 1999) . Often the term is not 

defined, and when it is, the definitions range from 

simplistic to the complicated, using unidimensional and 

multi-dimensional quantitative measures and/or qualitative 

methods. There is a consensus that health-related quality 

of life is multi-faceted, concerns the dimensions of 



physical, social, psychological, and spiritual well-being, 

and is a subjective phenomenon (Ferrell, et al., 1992, 

Calman, 1987, Gaston-Johansson & Foxall, 1996, Bush, 

Haberman, Donaldson & Sullivan, 1995, Belec, 1992). 

29 

In reviewing the literature for the cancer and BMT 

population on the definitions of health-related quality of 

life, Aaronson (1990) defined HRQOL as a multidimensional 

concept consisting of disease symptoms, treatment side 

effects, physical, psychological and social phenomena. 

Young & Longman (1983) define HRQOL as a degree of 

satisfaction with present life circumstances as perceived 

by the individual, and Calman (1987) states it is 

influenced by the individual's present lifestyle and past 

and future experiences. Belec (1992) believes dimensions of 

HRQOL vary in importance and include psychological, social, 

economic, and health dimensions. 

Cella & Tulsky (1990) believe HRQOL is defined by the 

individual's appraisal of, and satisfaction with his or her 

current level of functioning, compared to what he or she 

perceives to be possible or ideal. This definition relates 

with that person's physical concerns, functional ability, 

emotional and familial well being, spirituality, 

satisfaction with treatment, the individual's orientation 
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to the future, social and occupational functioning, and 

sexuality and intimacy. McDaniel & Bach (1994) stated HRQOL 

was the congruence or lack of congruence between actual 

life conditions and individual's hopes and expectations. 

Grant, et al. (1990) studied cancer patients and 

concluded HRQOL was a personal statement of the positivity 

or negativity of attributes that characterize life. They 

included domains of psychological well being, physical, 

symptom control, nutritional concerns, social concerns, and 

affective states. 

Ferrans & Powers (1985) believe the concept of HRQOL 

has health and functioning, social and economic, family, 

and psychological/spiritual dimensions which are part of 

the individual's perception of well-being. The attached 

importance to the dimension and the individual's 

satisfaction or dissatisfaction with these dimensions 

impacts the individual's view of his/her quality of life. 

Health- related quality of life has been described as 

the "being with and being able" (Haase, 1999). Leidy & 

Haase (1999) studied a group of patients with COPD using 

qualitative methods and found those with illness 

" ... experience declines in functional performance as a 

challenge to their personal integrity, as a potential 
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threat to their sense of effectiveness and connectedness 

with the world" (p. 75). The concepts of effectiveness and 

connectedness are linked to "being able" and "being with". 

In a qualitative study of 687 cancer survivors individuals 

were asked three questions: What does QOL mean to you?, 

What makes your QOL better or worse?, and How has the 

experience of cancer affected your QOL? Being able to 

work/financial success, and being able to enjoy 

life/leisure activities were two of the recognized themes 

for the first two questions of the survey. Family, 

friends, and relationships were also identified as being 

essential for HRQOL (Dow, Ferrell, Haberman, & Eaton, 

1999). 

Literature Review on HRQOL in Bone Marrow Transplant 

Patients 

In the following studies, research was conducted to 

measure health-related quality of life using either a 

qualitative or quantitative method, or a combination of 

both. Qualitative research can be conducted by 

interviewing subjects using open ended questions which are 

analyzed and coded into themes of derived meanings (Powers 

& Knapp, 1995) . This method is "the most thorough method 

by which to explore the patient's' perception of his or her 



32 

quality of life", but may be limited by the influences and 

biases of the researcher (Schraub, Bransfield, Monpetit, & 

Fournier, 1987, p. 83). Quantitative methods of analysis 

employ structured and objective measuring procedures and 

may include instruments with forced-choice questionnaires, 

and uni-dimensional, multidimensional, modular or global 

assessment scales (Haberman & Bush, 1999, Powers & Knapp, 

1995). Since HRQOL has been identified as being a multi-

dimensional concept, most researchers using quantitative 

methods have used multiple instruments to measure separate 

domains such as physical function, role performance, 

depression, or symptom distress. 

Table 3. Common Quantitative Instruments Used in Quality of 

Life Research 

Instrument 

Cancer Rehabilitation 
Evaluation System 
(CARES) 

Author 

Schag, et 
al. (1994) 

Description 

Multidimensional, 
Likert-type scale 
for general cancer 
population. 



Table 3. Continued 

Demands of Illness 
Inventory (DI I) 

European Organization 
for Research and 
Treatment of Cancer 
Quality of Life 
Questionnaire (EORTC 
QLQ-C30) 

Functional Assessment of 
Cancer Therapy (FACT) 

Functional Living Index
Cancer (FLIC) 

Linear Analog Self 
Assessment (LASA) 

Medical Outcome Study 
(MOS) Short-form General 
Health Survey 

Multidimensional Quality 
of Life Scale-CA (MQOLS) 

Profile of Moods States 
(POMS) 

Woods, et 
al. (1993) 

Aaronson, et 
al. (1988) 

Cella et al. 
(1989) 

Schipper, et 
al. (1984) 

Selby, et 
al. (1984) 

Stewart et 
al. (1988) 

Padilla, et 
al. (1992) 

McNair, et 
al. (1981) 

Multidimensional, 
Likert-type scale 
for general 
population. 

Multidimensional, 
Likert-type scale 
for general cancer 
population. 

Multidimensional, 
Likert-type scale 
for general or 
specific cancer 
populations. 

Multidimensional, 
Likert-type scale 
for general cancer 
populations. 

Multidimensional 
analog scale for 
breast cancer 
patients. 

Multidimensional 
categorical Likert
type scale for 
general population. 

Multidimensional 
analog scale for 
general cancer 
population. 
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Unidimensional, for 
general population. 



Table 3. Continued 

Psychological Adjustment 
to Illness Scale (PAIS) 

Quality of Life - Bone 
Marrow Transplant Tool 

Quality of Life -
Patient Version 

Quality of Life Index 
(QLI) 

Quality of Life Index 
(QL-index) 

Quality of Life Visual 
Analog Scale (VAS) 

Satisfaction with Life 
Domains Scale for Cancer 
( SLDS -C) 

Sickness Impact Scale 
(SIP) 

Derogatis & 
Lopez (1983) 

Grant, et 
al. (1992) 

Ferrell, et 
al. (1992) 

Ferrans & 
Powers, 
(1992) 

Spitzer et 
al. (1981) 

Lorig, 1996 

Baker, et 
al. (1992) 

Bergner, et 
al. (1981) 

Multidimensional 
Likert-type scales 
for general 
population. 

Multidimensional, 
analog scales for 
BMT population. 

Multidimensional, 
analog scales for 
general cancer 
population. 

Multidimensional, 
Likert-type scales 
for general 
population. 

Multidimensional, 
Likert-type scale 
for general cancer 
population. 
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Global, single item 
analog scale for 
general population. 

Multidimensional, 
for general cancer 
population. 

Multidimensional, 
analog scale, for 
general population. 

Note. Adapted from Stenstrup, (1996), p. 167-167, and King 

& Hinds, 1999, 329-380. 
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Health-Related Quality of Life of BMT Patients 

Most of the initial studies on HRQOL in the bone 

marrow population were done on allogeneic transplants or a 

mix of allogeneic and autologous patients. The majority of 

the studies were conducted on white, middle class, well 

educated, individuals. Patients who have received bone 

marrow from a donor (allogeneic) have a high risk for 

graft-vs-host disease, and must be placed on long-term 

anti-rejection drugs (Caudell, 1997). These patients 

typically have a longer time to engraftment, with higher 

rates of infections, other complications, and graft-vs-host 

disease than patients receiving their own stem cells, and 

consequently their quality of life is greatly affected 

(Buchsel, 1995, Altmaier, Gingrich & Fyfe, 1991, 

Andrykowski, Brady, & Henslee-Downey, 1994, and Wingard, 

19 94) . 

Belec (1992) studied 23 allogeneic and one autologous 

patient who were at least one year post transplant to 

determine perceptions of HRQOL. She used a combination of 

instrument (Quality of Life Instrument) and a semi

structured interview of 11 questions, with content analysis 

to determine 90% of participants underwent a period of 

reappraisal of life values after BMT which positively 
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affected their overall health-related quality of life. 

Themes identified included 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. Family appeared to have the greatest positive 

impact on overall HRQOL. Fifty percent of the patients 

reported decreased energy levels and increased fatigue, 75% 

continued to be concerned about health status, others 

expressed fear of recurrence, and difficulty in returning 

to work due to physical limitations. 

Ferrell, et al., (1992a) interviewed 119 survivors of 

allogeneic BMT, and using content analysis, derived a 

conceptual model depicting the impact of BMT on HRQOL. The 

investigators designed a questionnaire with six open-ended 

questions, which were mailed to the participants. The 

investigators identified four domains: Physical Well Being 

& Symptoms, Psychological Well Being, Social Well Being, 

and Spiritual Well being. These domains were derived from 

themes isolated from the responses. Themes relating to the 

question "What does QOL mean to you?" were identified as: 

Having Family and Relationships, Being Independent, Being 

Healthy, Being Able to Work/Financial Success, Having a 

Heightened Appreciation for Life, Being Alive, Being 



Satisfied and Fulfilled with Life, and Being Normal (p. 

156) . Ferrell and her associates identified four domains 

relating to HRQOL: physical well-being and symptoms, 

psychological well-being, social well-being, and spiritual 

well-being. 
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Steeves (1992) reported on six leukemia patients who 

had undergone allogeneic transplant. He used a hermeneutic 

method of qualitative analysis to investigate the process 

of "meaning-making" and life interpretation. The patients 

were followed from day 0 (the day of transplant) until 

death or to day 100 post transplant. The study was 

conducted to "gain an understanding about a profoundly 

personal experience" (p. 900). The researcher found the 

patients sought meaning in their time spent post transplant 

by examining their social position in a new situation (the 

transplant environment), and by trying to come to an 

understanding of their experiences as a whole. Health

related quality of life during this time could have been 

affected by the meaning the individual placed on their 

experiences. 

Haberman, Bush, Young, & Sullivan (1993) studied 125 

long-term (a minimum of six years post transplant) 

survivors of allogeneic (98%) and autologous (2%) 



transplant using a qualitative method of content analysis. 

Analyzed responses from eight open-ended questions led to 

identified themes pertinent to health-related quality of 

life in transplant patients. The investigators found a 

persistent theme that recovery from BMT is dynamic, highly 

individualized process, with multiple transitions - ups, 

downs, periods of improvement, stability and/or decline. 

Their findings support the multidimensional model of HRQOL 

which include physical, social, psychological, and 

spiritual well-being. Overall, patients reported HRQOL as 

being better or the same as before transplant. 

In summary, qualitative studies have supported the 

theory that health-related quality of life is 

multidimensional and that the experience of BMT can 

profoundly affect a patient's overall view of life in a 

positive way. Recovery is dynamic and highly individual. 

Family and social role function were found to be important 

to patients' HRQOL, which was found to be better or the 
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same as before transplant. Fatigue and fear of recurrence 

were on-going problems after transplant. 
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Comparative Studies of HROOL 

Several studies compared different population groups 

relating to health-related quality of life. Litwins, 

Rodrigue & Weiner (1994) found in a study of 32 allogeneic 

and autologous BMT recipients (at least one year following 

treatment) and 22 recipients of conventional chemotherapy, 

using quantitative analysis, that there was no difference 

in reported health-related quality of life between patients 

receiving conventional chemotherapy and those treated with 

high-dose chemotherapy and transplant. HRQOL was measured 

using standardized indices of quality of life, coping 

style, and satisfaction with health care. Patients from 

both groups reported physical and psychological symptoms 

that prevented them from enjoying recreational and 

vocational activities. 

Molassiotis, Boughton, Burgoyne, & van den Akker 

(1995) reported on their study of 17 autologous transplant 

and 16 allogeneic transplant patients. Three standardized 

questionnaires were used to determine HRQOL. The 

Psychosocial Adjustment to Illness Scale (PAIS-SR) measured 

seven domains of adjustment. These included health care 

orientation, impact of treatment on vocational, domestic or 

social environments, impact of treatment on sexual and 
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extended family relationships, and psychosocial distress. 

The second scale, The Hospital Anxiety and Depression Scale 

(HADS), measured anxiety and depression. The Rotterdam 

Symptom Checklist measured physical and psychological 

symptoms, daily activity function, and perception of 

quality of life. Data were compared between transplant 

types. They reported autologous patients indicated more 

psychological problems than the allogeneic patients after 

transplant, while the reverse was true for physical 

problems. About 25% of both groups had not returned to 

work at the time of the study (mean time post BMT was 42.4 

months). Overall, there was no significant differences 

between autologous and allogeneic transplant recipients in 

health-related quality of life. The investigators 

acknowledged HRQOL is "very individual and subj ecti ve ... and 

many factors contribute to their description and 

evaluation" (p. 514). 

Hjermstad, et al. (1999) compared the health-related 

quality of life of patients who under went autologous and 

allogeneic high-dose chemotherapy and bone marrow 

transplant for leukemia or lymphoma (n = 92), with a group 

of patients receiving conventional combination chemotherapy 

with leukemia or lymphoma (n = 85), and the general 
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population, one year after transplant. Data were collected 

using the EORTC QLQ-C30, an instrument which explored 

socio-demographic data, and physical, emotional, role, 

cognitive, and social function, and global quality of life. 

A 19 item instrument, the EORTC Quality of Life Study 

Group, focusing on physiological symptoms and psychological 

problems was also administered. Demographic data were 

similar in all three groups. 

Results indicated that one year after transplant, 

social, physical, and role function were significantly 

impaired in the study groups when compared with the general 

population. Patients who received an allogeneic transplant 

reported appetite loss and financial difficulties that were 

on-going one year post transplant. Autologous patients 

reported more ongoing physical symptoms such as nausea and 

vomiting, pain, appetite loss, dyspnea, and sleep 

disturbances that the other groups. Fatigue was not found 

to be significantly different in the patient population 

from the general population. Mean scores on Global HRQOL 

were highest in the general population, followed by the 

group who received conventional chemotherapy, then the 

allogeneic, and autologous groups. 



To summarize, the studies discussed above found that 

there was no significant differences between HRQOL before 

and after transplant. Conflicting results between patients 

who had received an allogeneic versus an autologous 

transplant, with one study showing no difference between 

the groups HRQOL, and another finding allogeneic rating 

their HRQOL higher that the autologous sample. Also 

conflicting results in the groups of patients who received 

high-doses versus conventional chemotherapy. One study 

found no significant difference in the HRQOL between the 

groups while the other study the group receiving 

conventional chemotherapy rated HRQOL higher than the 

autologous and allogeneic groups. In the comparison study 
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with the general population and the conventional and high

dose chemotherapy groups (Hjermstad, et al. 1999) the 

general population was found to have less social, physical, 

and role function impairment than patients who had been 

treated with either conventional or high-dose chemotherapy. 

This group of investigators also found fatigue was not 

significantly different between the general population and 

the study groups. 



Quality of Life in Autologous BMT Patients 

Reports of studies of patients' quality of life who 

have received autologous transplants are few. Autologous 

bone marrow transplant is generally better tolerated than 

allogeneic transplant with less incidence of infections 
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and other complications (O'Connell & Schmit-Pokorny, 1997), 

however, health-related quality of life in patients who 

have undergone autologous transplants have not been found 

to be significantly different than patients who have had an 

allogeneic transplant (Molassiotis, Boughton, Burgoyne, & 

van den 'Akker, 1995, Whedon, Stearns & Mills, 1995). Most 

studies have concentrated on the long-term physical effects 

of transplant which impact quality of life. 

Whedon, Stearns & Mills (1995) study of 29 post 

autologous transplant patients treated for lymphoma, 

leukemia, or breast cancer using quantitative methods of 

analysis. Patients were at least one year post transplant 

at the time of the study. The authors found patients 

reported good to excellent health-related quality of life 

in the domains of physical, social, psychological, and 

spiritual well-being. Patients reported fatigue and sexual 

dysfunction as continuing problems. Qualitative data were 

collected but not reported on in this article. 
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Gaston-Johansson & Foxall (1996) reported on the 

health-related quality of life in the acute phase (Day -2 

to Day + 20) of 24 autologous bone marrow transplant 

patients. Health-related quality of life was measured 

using the Quality of Life Index (QLI) , the State-Trait 

Anxiety Inventory (STAI), and the Beck's Depression 

Inventory (BDI) . The goal of the study was to evaluate the 

psychological state and HRQOL during hospitalization for 

transplant. They found that health and functioning, and 

psychological/spiritual domains negatively impacted quality 

of life during the acute phase of transplant (the first 20 

days) HRQOL was lowest at two days before BMT and highest 

at five days post BMT. 

Chao et al. (1992) looked at 58 survivors every three 

months for a year after autologous transplant for lymphoma 

and acute nonlymphoblastic leukemia using quantitative 

measures. The investigators reported patients enjoyed a 

good HRQOL using a linear analog scale (8.9/10, 10 =best). 

Patients reported that at one year 77% had returned to work 

and 64% considered their sexual activity as satisfying as 

before transplant. 



These three studies looked at HRQOL in patients who 

had autologous transplants during the acute phase of 

therapy and one year after transplant. During the acute 

phase, patients' health and functioning and 

psychological/spiritual state of mind negatively impacted 

HRQOL. At one year HRQOL was found to be good to 

excellent. Fatigue and sexual dysfunction continued to be 

problematic to some patients. Most patients were back at 

work at one year post transplant. 
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HRQOL in Women with Breast Cancer Treated with BMT 

McQuellon, et al. (1996) conducted a study on the 

health-related quality of life of 24 breast cancer patients 

(stage II, III, & IV) before and after bone marrow 

transplant. Patients completed five instruments before and 

after (103-502 days) transplant. The instruments included 

the Functional Assessment of Cancer Therapy Bone Marrow 

Transplant (FACT-BMT) Scale, the Profile of Mood States 

Total Mood Disturbance Scale (POMS-TMDS), the Medical 

Outcome Study-Social Support Survey (MOS-SSS) , the Center 

for Epidemiological Studies-depression (CES-D) Scale 

Screener, and the World Health Organization Performance 

Status Rating. A structured interview was administered 

only post-transplant and was scored using answer 
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frequencies. Results showed patients had improved on 

overall health-related quality of life scores post

transplantation. About one-third of the patients 

demonstrated depressive symptoms and were concerned about 

finances and life insurance status, personal appearance, 

and sexual/intimacy issues. Fatigue was reported by 17% of 

the respondents as a post transplant problem. 

In an abstract presented at ASCO in 1992, Winer, et 

al. reported on 61 breast cancer patients (31 patients with 

metastatic cancer) who under went an autologous bone marrow 

transplant in the previous year (median time since 

transplant 28 months) . Data were obtained through 

interview by telephone and mailed questionnaires. Health

related quality of life was assessed using the Functional 

Living Index Cancer (FLIC) Scale, the Symptom Distress 

Scale (SDS) , and the Psychosocial Adjustment to Illness 

Scale (PAIS) . Sexual dysfunction, including pain with 

intercourse and decrease sexual interest, was persistent at 

the time of the study according to 65% of the participants. 

Forty-eight percent of patients were working at the time of 

the study. Health-related quality of life was rated high 

overall and lower in women whose disease had progressed. 
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In a study to compare HRQOL in women with stage II, 

III, and IV breast cancer treated with autologous BMT with 

a group of women with no history of cancer, Hann and 

colleagues (1997) found the post-BMT group (n = 43) to have 

significantly more impairment in physical and emotional 

functioning, role and social functioning, general health, 

vitality, and global physical health than women of 

approximately the same age with no history of cancer (n 

43). Average length of time post transplant was 20.3 

months. The researchers use three self-report instruments 

to collect the data. Investigators found a significant 

relationship between the length of time to engraftment and 

length of the hospital stay to poorer physical health and 

quality of life after transplant. The researchers also 

compared HRQOL in patients less than one year post 

transplant to patients a year or more post transplant and 

found no significant difference in physical or mental 

health of the groups. Fatigue and sleep problems were 

reported as ongoing physical difficulties by more than 50% 

of the respondents. The single best predictor of physical 

health was the performance status at the time of the study. 

Symptom distress was the best predictor of mental health. 
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Breast cancer patients treated with high dose 

chemotherapy and bone marrow transplant report sexual 

dysfunction and fatigue as ongoing problems which affect 

health-related quality of life. Concerns about finances and 

life insurance, and personal appearance are also persistent 

in these patients. Health-related quality of life was 

rated high or improved by most studies, but patients with 

breast cancer rated poorer HRQOL than women who had no 

history of cancer. 

Summary 

Health-related quality of life has been identified as 

being an important outcome indicator in addition to length 

of survival and tumor response (Moinpour, et al., 1989). 

There is a consensus among investigators that HRQOL is 

multidimensional and involves the individual's subjective 

experiences (King, et al., 1997). Bone marrow transplant 

is an intensive therapy which may impact HRQOL acutely and 

chronically. Different diseases, and conditioning regimens 

with varied toxicities, and whether the transplant is 

allogeneic or autologous could affect health-related 

quality of life. And yet, most studies reported in this 

review of the literature combine different diseases and 

transplant types in their research. Timing of the research 



was also varied with some studies collecting data at one 

year post transplant, and some collecting at various times 

from the acute phase to years after transplant. By 

narrowing the data collection with a cross-sectional 

design, a distorted view of HRQOL may emerge. 
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Studies conducted using quantitative methods used many 

different instruments to gauge health-related quality of 

life, assessing ability to function, without taking into 

account the unique perspective each individual has of the 

concept. Many studies have shown patients continue to 

complain of sexual/intimacy issues, fatigue, and have 

concerns about recurrence and personal appearance long 

after transplant. Overall, most studies have reported 

patients' quality of life is the same or better after BMT. 
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Chapter Three 

In this chapter, the research method is described. 

The design, sample, setting, data collection, analysis, and 

protection of human subjects are addressed. A discussion of 

the criteria to ensure trustworthiness is also included. 

Secondary Analysis 

This study uses data collected from a previous 

unpublished study, gathered by Ms. Cheryl Lacasse for a 

study at a major New England cancer research center. This 

secondary analysis focuses on a sub-group of the larger 

primary study that included data on quality of life in both 

autologous and allogeneic bone marrow transplant patients. 

Secondary analysis of data previously gathered has 

been identified as being efficient and economical (Polit & 

Hungler, 1995). One of the advantages of conducting a 

secondary analysis is that it is inexpensive and is 

obtained with less effort than primary data. A 

disadvantage of secondary analysis is that the researcher 

has no control over the over the data collection process 

(Nicoll & Beyea, 1999) . Secondary analysis has been 

identified as being an credible method of generating 

knowledge which may benefit nursing science (Szabo & 

Strang, 1997). 
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Research Design 

This secondary study was designed to investigate the 

experience of women who have undergone bone marrow 

transplant for metastatic breast cancer. A 

phenomenological research approach was adapted in this 

study to gain an understanding of the experience as the 

participants perceived it. Phenomenological research is the 

study of the lived-experience of a particular phenomenon as 

perceived by the individual (Powers & Knapp, 1995). The 

goal of phenomenology is to interpret the lived-experience 

by the use of meanings derived from the individual's 

expression of the experience (Bishop & Scudder, 1991) 

Carpenter (1995, p. 31) states " ... it is the lived-experience 

that presents to the individual as what is true or real in 

his or her life. Further, it is this lived-experience that 

gives meaning to each individual's perception of a 

particular phenomenon and is influenced by everything 

internal and external to the individual". 

Approval for the primary study was obtained by the 

hospital's Institutional Review Board and assigned a 

protocol number. An informed consent was designed and each 

participant gave written informed consent prior to 

administration of the questionnaires and data generating 



question. The investigator of the primary study gave 

written permission for this secondary analysis, and 

approval for the secondary analysis was obtained from the 

Office of Nursing Research. 

Sample 

The convenience sample (N = 17) for the secondary 

analysis included women who underwent bone marrow 

transplant for metastatic breast cancer. The women's age 

range was 27-58. Patients were referred by their primary 

care physician and given informed consent by the 
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investigator. Criteria for the primary study included that 

patients must be over the age of 18, have the ability to 

read and speak the English language, and have no previous 

treatment of a bone marrow transplant. 

Setting and Data Collection 

The primary study was conducted in the bone marrow 

transplant unit and out-patient clinic of the cancer 

center, and/or over the telephone. A few written responses 

to the data generating question were received through the 

mail and are also included in the data. Patients were 

given two questionnaires and the data generating question. 

The General Information Questionnaire was designed to 

gather demographic data on the patients. The patients also 
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were given The Quality of Life Tool, a 28 item, subjective, 

self-evaluation tool, designed to measure various aspects 

of quality of life, using a linear analog scale (developed 

by Padilla, 1983). The patients were then asked "Is there 

anything you would like to tell me about your bone marrow 

transplant experience?". This question was given before 

the transplant, two weeks after admission to discharge, two 

weeks to two months after discharge, and six to twelve 

months after transplant. 

Data were collected face-to-face and/or by telephone 

interview and written verbatim by a research assistant. 

Several mailed responses to the data generating question 

were also included in the research. The research assistant 

obtained demographic data, using the General Information 

Questionnaire and administered the Quality of Life Index 

prior to the interview with the data generating question. 

Data were typed and coded to ensure patient 

confidentiality. The Quality of Life Index data are not 

included in this secondary analysis. The women in this 

study were typically white, well-educated, upper-middle 

class, who sought out investigational therapies when 

conventional treatment failed (C. Lacasse, personal 

communication, April 24, 2000). Other demographic data are 



not available for the secondary study, except for the age 

range of the women. 

Data Analysis 
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Using a phenomenological approach, the data were 

analyzed using thematic analysis. Thematic analysis is used 

as a method to find related categories with similar meaning 

(Holloway, 1997). Data were analyzed based on Colaizzi's 

(1978) method which was adapted by Haase (1987) . Individual 

subject's responses to the data generating question is 

termed a "protocol" per Colaizzi (1978) . 



Table 4. Steps of Data Analysis 

Step Method 

1. Getting a feel for and making sense of each 
protocol by reading the interviews several 
times. 

2. From each protocol, extract significant 
statements which are relevant to the phenomenon 
being studied. 

3. Formulate a general restatement of each 
significant statement. 

4. Derive a "formulated meaning" for each 
significant statement. 

5. Identify themes, theme clusters, and theme 
categories from the collective protocols. 

6. From identified themes, formulate an exhaustive 
description of the phenomenon. 

7. Formulate the essential structure of the 
phenomenon. 

Note. Adapted from Colaizzi, 1978 and Haase, 1987. 
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Step one of the data analysis process included reading 

and rereading each individual interview of the subject's 

response to the data generating question. The second step 

involved isolating statements which were pertinent to the 

phenomenon being studied. In step three, each identified 

significant statement from which the underlying meaning was 



extracted, was restated as a "formulated meaning". In 

this step the significant statement was put into the 

language of science (Haase, 1987) . This process was done 

for each protocol and common themes were identified and 

organized into clusters and categories. From the 

identified themes, an exhaustive narrative description of 

the experience was formulated. Finally, an essential 

structure of the phenomenon was identified. 

Trustworthiness 

Trustworthiness of a study using qualitative research 

methods and a phenomenological approach may be addressed 

using criteria outlined by Guba and Lincoln (1989) . These 

criteria include credibility, transferability, 

dependability and confirmability. 

Credibility 

Credibility is identified as being parallel to 

internal validity, and is the assurance that there is a 

match of the findings of the investigator and the reality 

of the participants (Guba and Lincoln, 1989) . Credibility 

in this secondary analysis was maintained by using peer 

debriefing and member checks. Peer debriefing, described 

as "'testing out' the findings with someone who has no 

contractual interest in the situation" (p 237) was used by 
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having the thesis chairperson and members of a 

phenomenology seminar review and validate that the themes 

derived from the interviews remained true to the data. 

Member checks is cited as being "the single most 

crucial technique for establishing credibility" (Guba & 

Lincoln, 1989, p. 239). It is the process of testing out 

the investigators interpretation with members of the 

stakeholding groups from whom the original data was 

collected. The findings were shared with women who have 

undergone a bone marrow transplant for metastatic breast 

cancer to ensure the findings were true to their 

experiences. 

Transferability 

57 

Transferability, identified by Guba & Lincoln (1989) 

as being parallel to external validity or generalizability, 

is established by providing a "thick description". A thick 

description is meant to give a complete picture of the 

participant's emotions, thoughts, and perceptions 

(Holloway, 1997). A detailed description of the time, 

place, and context of the study is given to provide a thick 

description. 
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Dependability 

Dependability, a concept parallel to reliability, is 

found when the stability of the data are tested over time 

(Guba & Lincoln, 1989) . This criterion is met through 

maintaining an established, trackable, and documentable 

process. Data in this secondary analysis was coded and 

tracked using computer software Microsoft Word 97. The 

process and content of data analysis of this secondary 

analysis were monitored and audited by the thesis committee 

chairperson and the phenomenology seminar participants. 

Confirmability 

Confirmability is the concept most closely aligned 

with the concept of objectivity, which is concerned with 

assuring that the data interpretations are rooted in the 

context of the data and not "figments of the evaluator's 

imagination" (Guba & Lincoln, 1989, p. 243). Confirmability 

was maintained by discussing study findings with the thesis 

chairperson and the phenomenology seminar participants. An 

audit trail was provided to establish confirmability to the 

thesis chairperson. 



Summary 

Phenomenology is used in this secondary analysis to 

best understand the lived-experience of the individual. 

The research design, setting, sample, data collection, and 

data analysis have been described and discussed. 

Trustworthiness and credibility of the data using methods 

described by Guba & Lincoln (1989) were also addressed. 
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CHAPTER FOUR 

Analysis of Data and Presentation of Findings 

In this chapter a description of the sample and 

findings of the analysis of the data are presented. The 

data included 17 protocols from which 495 significant 

statements were derived. An exhaustive description follows 

which was formulated from the integration of eight theme 

categories, 19 theme clusters, and 69 themes. A discussion 

of how themes are related across the time span is included 

in the presentation. Included in the chapter are tables of 

each of the theme clusters with theme categories and 

themes. A complete table of themes is provided in Appendix 

A. To maintain strict confidentiality, participants were 

assigned a code during data analysis to identify each 

individual protocol. To simplify identifying the 

participants in presenting the findings, a pseudonym is 

used for each individual. 

Description of the Sample 

Participants in this secondary analysis were women 

with metastatic breast cancer who had undergone a bone 

marrow transplant. The women's ages ranged from 27-58 

years old. No other demographic data were available for 

this investigation. The women were part of a larger study 



on quality of life of patients who had both allogeneic and 

autologous bone marrow transplants. This group of women 

had bone marrow transplants between October of 1993 and 

September of 1994. They were followed for up to a year 

after transplant. Each of the women were interviewed 

either face-to-face or over the phone. A few written 

responses to the data generating question were received 

through the mail and are also included in the data. Data 

were collected during admission for transplant, two weeks 

into the hospitalization, at discharge, two to four weeks 

after discharge, three to four months after BMT, five to 

six months after BMT, and one year after BMT. 

Exhaustive Description 
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Presentation of the eight theme categories and 

nineteen theme clusters follow. Each category of themes is 

presented with a detailed description of theme clusters. 

Quotes from the data are included to enable understanding 

of the exhaustive description. 



Table 5. Theme Categories and Theme Clusters 

Theme Categories 

Choosing The Path 

Things Known And Unknown 

HCP Relationships, The Good, 

The Bad And The Ugly 

Examining The Process 

Emotional Stew 

Will I Ever Be The Same? 

Each Little Step Brings Me A 

Little 

Bit Closer 

Theme Clusters 

How I Got Here 

The Way To Survive 

Uncertainty 

Longs For Familiarity 

Ready Or Not 

Are You Hearing What I Am 

Saying? 

Thanks For Being There 

For Me 

How Was It? 

How Am I Doing? 

Feelings 

Fear 

Physical Discomforts 

The Path There 

Moving Forward 

Being Able 
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Table 5. Continued 

The Way I See The Big Picture Believe It Or Not 

With God's Help 

Making Sense Out Of It 

All 

Realizing It Is Here To 

Stay 

Theme Category: Choosing the Path 
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This category includes themes which reflect how the 

participants arrived at transplant and how they portrayed 

their struggle with bureaucracy and finding support for 

their endeavor. Most patients reflected on their struggle 

during the pre-BMT period, while others addressed the issue 

after transplant. Table 6 lists the theme clusters and 

themes in this category. 

Table 6. Theme Category: Choosing the Path 

Theme Cluster Themes 

How I Got Here The Battle Cry 

Priorities 

Jumping Through The Hoops 



Table 6. Continued 

The Way To Survive 

How I Got Here 

Anything To Survive 

Tangible Support 

The Sorority 

Most of the reflections on "How I Got Here" occurred 

in the pre-BMT phase. Glenna described how she arrived at 

transplant after fighting the insurance company. She said 

"I've been through a long battle to get to this point, 

lawyers and everything", and described how she had to 

convince the insurance companies this was not an 

experimental treatment. Other participants described how 

they prioritized concerns. The importance of being able to 

care for one's children was stressed by several 

participants. Glenna stated at admit, "(Children 12, 15, 
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17) I worry about them. I've always been home for them. .. The 

disease itself has been the least of my concerns". Hilary 

spoke of how "when you start to feel well, you want to do 

things for yourself, not tackle bills" as she reflected on 

her priorities five months after her transplant. 

Another theme in this category was how some patients 

felt they had to make special efforts to be able to have 



the transplant. Glenna described how the process of 

getting to transplant was overwhelming. Eva talks about 

the necessity of driving 24 hours to arrive at the 

transplant center. She says "It takes 24 hours to get to 
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(the hospital), it's a very long drive, but you do what you 

have to." 

The Way To Survive 

Other participants echoed the same sentiment of doing 

what one has to do to survive. One participant addressed 

having to learn new tasks to make it through the transplant 

procedure. Another participant stated "I went through it 

(transplant) because I had to do it" as she reflected on 

her decision to complete the transplant. Betty stated at 

one year after transplant, "It's like having a baby, at the 

time it's awful but after awhile you look back and say it 

really wasn't that bad. It was definitely worth it". 

Patients talked about the support they received which 

aided them to arrive at and get through the transplant 

procedure. Support was not only psychological but tangible 

as well. Glenna described how fellow teachers had donated 

their sick time to her and how a social worker found her an 

inexpensive hotel to stay in. Many of the women found 

support in other women who have breast cancer, and who have 
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had a transplant. One patient said "I find great support 

in other women with breast cancer. We are like a 

sorority." Eva spoke of a woman she met who had also 

experienced a bone marrow transplant for breast cancer 

saying "she was an inspiration of hope and energy", and 

"she helped me through so much". Two other patients 

commented on attending support groups for patients who have 

had a bone marrow transplant. 

Another strong issue of support for the patients was 

others' faith in the BMT program. Kathy said it best when 

she stated: 

I got so much support while I was there (in the 

hospital) and that helped me out so much. It was 

important to me that everyone at (the hospital) 

believed in the BMT process. That belief in the 

program has carried my own beliefs in it. I have a 

girlfriend who is considering BMT, and received chemo 

at a local hospital where the nurses told her they 

didn't believe in BMT. She was very hurt and upset 

that they expressed that attitude to her. At (the 

hospital), all staff said 'You are going to be okay'. 

I needed to hear that and believe that. I felt the 

staff believed in it, and that meant everything to me. 
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Theme Category: Things Known And Unknown 

The "Things Known And Unknown" category encompasses 

patients' feelings about the experience of transplant and 

the state of their disease at the time of the interviews. 

Also included in this category are expressions of longing 

for familiarity, and how participants expressed being ready 

or not for the transplant procedure, the physical reaction 

to transplant, and a feeling of a need for control. 

Table 7. Theme Category: Things Known And Unknown 

Theme Cluster Themes 

Uncertainty Uncertainty About Disease 

Uncertainty About The Future 

Anticipation 

Longs For Familiarity Homesick 

Physical Environment 

Distressing 



Table 7. Continued 

Ready Or Not 

Uncertainty 

Not Informed About The 

Process 

Surprised At The Severity 

Knowing What's Corning 

Need For Control 

Participants expressed their feelings of uncertainty 

about their diagnosis and about the state and extent of 

their disease. These sentiments were expressed after 

transplant from two to four weeks after discharge to one 

year after transplant. Lisa was uncertain of how much 

radiation therapy she would need due to the unknown extent 

of her disease. Kathy and Eva both expressed that 

uncertainty about the state of their disease caused fear. 

Glenna expressed uncertainty about the future. At six 

months after transplant Debbie's cancer had recurred. She 

said "I'm starting cherno on Monday to treat bumps in my 

right arm. They tell me they are not lymph nodes, only 
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superficial ones. 

they are." 

It doesn't sound too good to me whatever 
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Another theme was the feeling of anticipation. Connie 

had anticipated the worst from the transplant experience, 

and was surprised she did well. Three months after 

transplant she said "Not nearly as bad as I expected, and 

it went more smoothly than I thought." Fran also 

anticipated the worst and said, "It wasn't as bad as I 

thought it would be" at the time of discharge. Debbie, 

anticipating the worst, stated "at this time, my quality of 

life thing is probably going to be really bad". This was at 

five months after transplant after the cancer had recurred. 

Betty anticipated the transplant process to be hard, but it 

was much more difficult than she anticipated. At one year 

after transplant she reflected, "they said it's hard, 

you'll have some (problems), but I'm telling you, I had a 

lot of (problems)". 

Longs For Familiarity 

Often during the long hospitalization, participants 

wished for the familiarity of home and loved ones. Many 

patients traveled hundreds of miles from their homes to the 

transplant center and friends and family were left behind. 

One participant stated her feelings during the admission to 

BMT, "I wish I could have done this whole thing closer to 

home". Fran said at the time of discharge, "The time in 



the hospital was the most difficult for me ... (it was) very 

depressing staying in the hospital for 20 days." 

Another issue of hospitalization, was the physical 

environment of the hospital room. Nan expressed her 

feelings at the time of discharge: 
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My only complaint is that the room I was in was like a 

broom closet. It was very dark and I felt like I was 

going to die in there. The only window I had was 

blocked by all the nursing supplies, and I felt the 

atmosphere in the room wasn't friendly. 

Ready Or Not 

Many participants expressed a sense of being 

unprepared for the transplant experience, for the side 

effects of the medications, the length of time to recovery, 

or about the severity of the physical reaction. Others 

felt they were very well prepared by the health care team. 

Other patients talked about needing to have some control 

over the medical decision which would effect their life. 

The feeling of being unprepared was expressed across 

the timeline of pre-BMT to one year post transplant. Betty 

stated at admission " ... not sure what to expect". Robin said 

during her hospitalization "I didn't expect anxiety attacks 

from the Dilaudid." Betty again voiced her feelings at 
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discharge when she said, "(It was a) learning experience. 

Not prepared for what happens, because nobody told me. For 

example about Amphotericin". Other patients expressed 

surprise at the length of time to recovery during the 

months after transplant. One patient said, "(It) was a lot 

worse than I thought it would be, worse than I thought. 

Patient care was excellent, but for myself just didn't 

expect all that happened". At six months, Hilary was still 

recovering from the transplant, and said "I just never 

realized how long it would take to recuperate". At one 

year after transplant, one participant stated, "I think 

looking back at the BMT it was much harder than what was 

originally portrayed to me ... it was much harder than I 

anticipated. 

Two patients felt they were very well informed about 

what to expect during transplant. During her 

hospitalization, Kathy stated, "I received good info the 

whole way". And Eva said at five months after transplant, 

"Basically the BMT recovery is very slow, they do tell you 

it will be slow, and guess what? They're right." 

Another issue identified from the participant 

interviews was the need for patients to have some control 

over medical decisions which affected their quality of life 



as this statement from Paula after her discharge 

illustrates: 
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I am faced with a quality of life issue, should a 

perfectly good catheter be removed? The doctor says 

yes, but I say NO since I have no peripheral access. 

Do I really want to be tortured with blood tests? The 

answer is NO. I have had enough razor blade cuts and 

jugular IVs catheters in the groin, etc. I would like 

to live as normal a life as I had before the cancer. 

Keeping the catheter in would allow me this luxury. 

Theme Category: Heath Care Provider Relationships: The 

Good, The Bad, And The Ugly 

Relationships between the health care providers and 

the participants was very prominent throughout the 

transplant experience, from admission to the one year 

anniversary. There were many complaints and many praises. 



Table 8. Theme Category: Health Care Provider 

Relationships: The Good, The Bad, And The Ugly 

Theme Cluster Themes 

Are You Hearing What I Am 

Saying? 

Thanks For Being There For 

Me 

Communicating 

Betrayal 

Need To Be Heard 

Anger At HCP 

Trusting The Health Care 

Team 

Grateful 

Nurtured Through The 

Process 

Are You Hearing What I'm Saying? 

Communication between health care provider and the 

participants was not always ideal. At times throughout 

the transplant period, patients felt they were not being 

heard. A sense of betrayal and anger at the health care 

provider was present at times. Paula voiced her feelings 
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at the time of admission about her relationship with her 

doctor: 

Had personality problems. Dr. S didn't listen to me. 

I found all my tumors. I know the difference between 

infection and not. I need to be my own advocate. I 

need to question why physicians do what they do. The 

doctor should be put in a bed for at least 24 hours. 

Doctors need to listen more. 

Another patient complained about how some health care 

providers were hesitant to treat her due to the fact she 

was a post transplant patient. She said " Frustrated 

because physician will not treat me due to BMT", and 

"(physicians) are afraid of me because I'm a post BMT 

patient". 

Thanks for Being There for Me 

Other patients were very happy with the care they 
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received. Patients looked to their physicians for answers 

to their medical problems, and relied on their health care 

providers for insight into their health status. The 

participants found comfort when their health care providers 

listened to them and kept them well informed. Hilary said 

at one year after transplant "The protocol was difficult, 

but I think well of (the hospital) . I felt there was 
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tremendous monitoring at (the hospital), and I think Dr. E. 

and E. are an excellent team. They're caring, devoted, and 

know how to handle breast cancer." 

Grateful 

Many patients expressed their gratitude for the care 

they received, for the emotional and financial support 

given, and for health care provider's patience, and 

readiness of the health care providers to respond to 

questions. Kathy said "I got so much support while I was 

there (at the transplant center) , and that helped me out so 

much". Connie was grateful she was getting answers to her 

questions during admission, and said, "Everyone has been 

very good at answering my questions." 

Nurtured Through The Process 

Nurses were a source of comfort to the patients as 

they went through the transplant. They were seen as 

nurturing the participants through the process, from 

admission to their year anniversary. Kathy expressed that 

"I felt as if I could rest because nurses were wonderful 

and made me comfortable so I didn't have to worry about 

anything" during her hospitalization. Eva said she 

"thought the nurses did a great job", and Nan thought the 

"nurses were friendly". Kathy said at two weeks after 



discharge that " ... a big part of my recovery was due to the 

nursing staff, they anticipated everything, they know the 

protocol, and what to expect. They were instrumental 

during my stay at (the hospital) and my quick recovery". 

Theme Category: Examining The Process 

Participants went through many reflective periods as 

they were going through the transplant process. They 

reflected back on the hospitalization period, and examined 

how they thought they were doing physically throughout the 

one year time span. Some patients felt they could not 

trust how they felt and how the reality of their physical 

heath. 

Table 9. Theme Category: Examining The Process 

Theme Cluster Themes 

How Was It? Reflecting On The Beginning 
So Far So Good 

How Am I Doing? Monitoring 

Feels ... 

Not Knowing 
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How Was It? 

Patients reported many different reflections on how 

they believed their transplant experience was. Some 

believed it was tolerable, while others felt it was not as 

bad as expected. One patient was pleasantly surprised her 

experience was not as difficult as anticipated, while 

another believed the process was grueling. One patient 

said the process was a physical and mental ordeal, and 

believed it was a terrifying experience. Glenna said "The 

BMT was rough, and the treatment terrible". Betty said at 
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one year post transplant, "I have very mixed emotions about 

the BMT. It was hard, but you do get over it." Another 

patient stated, "I felt the BMT was easier than my previous 

experience was with melphalan, With the melphalan I had 

vaginal bleeding, mucositis, and vomiting and nausea, and 

during the BMT I had minimal side effects". 

Throughout the one year follow up of these patients 

they expressed the feeling of 'so far so good'. Betty said, 

"up until now things have gone well", and Glenna said, 

"I've had an easy time of my treatments up to this point", 

on admission to the hospital to begin the transplant 

procedure. At discharge Betty said, "Everything went 

well", and at two to four weeks after discharge Fran said, 



"Everything's going great". Other patients had similar 

comments on their status at various times throughout the 

process. 

How Am I Doing? 

Patients were very conscious of methods used to 

monitor their progress to recovery and to relapse. 

Following the blood counts was a trend throughout the time 

span. Patients also followed their tumor markers and how 

well they were able to eat, sleep, and care for themselves 

as indicators of their health status. Eva stated at three 

months after transplant, "My blood counts are still very 

low, but my RBC's have stabilized and haven't received 

anymore since Labor Day, and no platelets since July." 

Connie said at three months, "Oh yeah, it's great. I have 
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a clear cat scan right now". Hilary recalls that after a 

hospitalization for acute diarrhea six months after 

transplant that "The only thing that kept me going mentally 

was that my blood was GOOD ... and that's how I knew I'd be 

okay". At one year, Betty stated "My blood counts are 

still erratic, three weeks ago they were 3.6 and yesterday 

they were 2.8. They are still up and down, but he'll 

recheck them in three weeks, he said. My one-year check up 

showed that everything was negative and I feel good about 
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that". Sara commented, "My CT scan and my mammogram are 

alright now. I'm at the jumping off period". Participants 

found comfort in having something as tangible as a blood 

count, or a diagnostic test to tell them they were doing 

okay. Debbie expressed how she could not trust how she 

felt with how she really was after she found out she had 

relapsed five months after transplant, "I don't understand 

how I can feel so good and be so sick inside". Many 

patients throughout the transplant experience simply 

verbalized how they felt as "I really feel good", or "I 

feel great". 

Theme Category: Emotional Stew 

The theme category looks at the emotional stew 

patients went through over the year, and at the fears they 

expressed about the cancer, the treatment, and their life. 

Table 10. Theme Category: Emotional Stew 

Theme Cluster Themes 

Feelings Emotions 



Table 10. Continued 

Fear 

Feelings 

Happy 

Hopelessness 

Anguish 

Struggling To Maintain 

Optimism 

Hope 

Relief 

Frustration 

Annoyance 

Anxiety 

Down And Out 

Angry 

Fear Related To Recurrence 

Fear Of Related To Dying 

Just Give Me A Chance 

Fear Of Loss Of Control 

Fear Related To Basic 

Needs 

Participants expressed a variety of emotions from 

happy, to hopeful and hopelessness, to anguish, relief, 
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frustration, annoyance, anxiety, and anger throughout the 

transplant experience from admit to the one year 

anniversary. Hope and happiness are expressed by Fran when 

at three months after transplant she said, "I think it's a 

great procedure, and I'm very happy I had the opportunity 

to have had this done". Ida said at two months after 

discharge, "I think it worked out well, and I'm glad I did 

it!" 

Several women expressed hopelessness as they reported 

their cancer recurrences. They talked about how depressed 

they were as they talked about their recurrence. Eva said, 

"I have been sick ... and depressed about the recurrence". 

Debbie expressed her anguish and desperation as she stated, 

"I went to (the hospital) and talked to them about Phase I 

drugs, but they're just too experimental for me and I'd 

have to go to (the hospital) everyday and I have two young 

children ages five and seven, and I can't subject them to 

that again". 

Many times optimism was expressed during the study. 

Patients were optimistic about the future, that their 

functional ability returned, and that they wish to convey 

optimism to others. Fran stated at one month after 

discharge, "Everything's going great. Eighty-five percent 
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back to normal. Taste buds have fully returned, and I'm so 

glad I did the BMT!" Kathy, in expressing her wish to 

maintain an optimistic attitude stated at three months 

after transplant, "The restaging is going to be very 

difficult for me. I find I'm afraid to read certain things 

because of what it might tell me". Hilary said at one 

year, "I feel very hopeful, and I hope that I convey that 

to other people". 

Hope was expressed for return to normalcy, to be 

cancer free, and for survival. Sara said at one month 

after discharge, "Nothing (bad) to say about BMT. I went 

through it because I had to do it, but it wasn't easy. I 

just hope it works! Nothing really awful comes to mind, I 

did it, and I have a positive attitude". Hilary stated at 

one year, "I feel physically that I'm cancer free", and "I 

do hope I can be a good statistic for this protocol". Hope 

was also engendered from others, as Eva explained, "The 

other thing is that I meat a girl named J.F. who went 

through BMT a year before me. She wrote letters to me, she 

visited me, and she was an inspiration of hope and energy". 

The believe others had faith in the BMT program gave Kathy 

hope as she expressed at three months after transplant, "At 

(the hospital) all staff said 'You're going to be okay'. I 
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needed to hear that and believe that. I felt the staff 

believed in it, and that meant everything to me. One nurse 

told me, 'You're going to be fine,' and I knew she meant 

it". 

Another sentiment which was portrayed during the 

transplant timeline was relief. Relief the participant 

made it, relief at a quick recovery, relief to see progress 

physically, and symptoms were improving. Lisa said at 

three months after transplant, "Back to my normal life. 

Doing just about everything," as she expressed her relief 

at a quick recovery. Hilary stated at six months post 

transplant, "all my parts are working, ... I feel so much 

better". 

Frustration and annoyance were also expressed by the 

participants during the transplant process. Connie relates 

her frustration at one year due to physical disability, 

ongoing illness, and that cancer treatment causes more 

medical problems: 

Frustrated because physician will not treat me due to 

BMT. If I was in Boston, I think this herniated disk 

issue would have already been addressed and taken care 

of. I had a laminectomy in '90 on (L4), and due to 

the exertion of coughing with my bronchitis (due to 



radiation pneumonitis) I have re-injured that same 

area in my back ... I 've been out of work a lot due to 

this injury, and I'm very frustrated that nothing is 

being done for it ... This is not really post BMT issue, 

but due to bronchitis from pneumonitis . I guess it's 

somehow related. So today was a good day to talk to 

me because I'm very frustrated. 
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Eva talked about her frustration over the length of time to 

recovery at three months after transplant. She stated, 

"They do tell you the recovery time will be slow, but you 

think oh, not me, but evidently it is true, and I find that 

most frustrating". Paula stated at three months after 

transplant, "I'm not able to do everything I want to at 

horne, and I find that most difficult and very frustrating 

because I'm a very active person". 

Participants found persistent health problems 

annoying, and Andrea related at one year after transplant, 

"I don't think I was prepared for the small, long term side 

effects. I think that's annoying. GI problems are really 

annoying and feet numbness are lingering .... My persistent 

vomiting, nausea, and diarrhea episodes still continue 

since last March. They last about 24-48 hours and it comes 



on suddenly and seems to come about once a month. I'm 

really annoyed with that." 

Robin discussed her anxiety at three months after 
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transplant. She said, "I seem to be constantly anxious. I 

am worrying about everything and everyone around me". She 

also talked about her reaction to a drug which caused 

anxiety, she said, "It lasted an hour or two and I couldn't 

shake the feeling of dying". Glenna recalled how she felt 

waiting for a test result which was critical for 

determining her eligibility for the transplant protocol. 

She stated, "Afraid I wasn't going to be accepted. I felt 

it was inflexible and didn't feel well about (the) test 

because my BMT was based on that result. That made me very 

anxious about that test, and felt they didn't consider the 

patient's anxiety about it". 

Patients also expressed feelings of depression, 

despondency, and anger during the transplant process. 

Hilary was down when she was contacted three months after 

transplant. She said, "I have just come out of (the local 

hospital) for the second time since leaving (the transplant 

hospital) . I have been 'sick as a dog' every day since 

leaving and have experienced much pain. I can't cope with 

this all ... " Paula talked about the emotional toll of 



transplant at three months, she said, "I think the worse 

toll of the BMT is not the physical part but the emotional 

one. I have all this time on my hands and it's very 

depressing not feeling well and winter being here". Eva 

discussed her despondency and anger at losing a friend to 

breast cancer, and stated " ... I do have a lot of emotions 

today that have gotten me very down, and very angry". 

Fear 

Fear was an overwhelming emotion experienced during 

this time. Some of the participants expressed fear of 

dying, fear of recurrence, fear of losing their one chance 

at survival, fear of loss of control, and fear of the 

inability to meet their basic needs. Hilary discussed her 

fears as she described being hospitalized for severe 

diarrhea, " ... all I did was vomit and have diarrhea ... and 
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wasn't able to keep even a popsicle down. I lost 40 pounds 

and looked like a concentration camp person .... I didn't eat 

anything for about two months, and they were afraid to give 

me TPN due to the risk of infection". Debbie voiced her 

fear of dying when she found her cancer had come back. She 

said, "My chances seem to be getting slimmer, I only hope 

they can keep it localized". 
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Kathy spoke about her fear of recurrence at two months 

post transplant: "The hardest part right now is to put the 

BMT behind me. The fear of recurrence, the doubt, the 

what-ifs, etc. It's the mental part that's the hardest to 

deal with right now. The restaging is going to be very 

difficult for me". 

Theme Category: Will I Ever Be the Same? 

The next theme category, "Will I Ever Be the Same?", 

addresses the issues of physical discomforts and the path 

to recovery. 



Table 11. Theme Category: Will I Ever Be the Same? 

Theme Cluster Themes 

Physical Discomforts. Fatigue 

The Path There 

Physical Discomforts 

Physical Discomforts 

Lingering 

All Consuming 

Treatment 

Ongoing Treatment 

Financial Woes 

Body Image 

Fatigue is one of the most complained about physical 

side effects of the high dose chemotherapy given at 

transplant. Patients indicated fatigue interrupted their 
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daily activities; Opal said "I still get very tired in the 

afternoon", and Connie said, "My energy is almost back to 

normal", both at six months post transplant. Eva 

complained, "I still can't grocery shop, I get too tired", 

and "I picked raspberries this morning very slowly, and now 

I'm resting, I have to plan things ahead ... but by Monday I'm 
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wiped out!" at four weeks after discharge. Hilary stated 

at one month after discharge, "I'm so tired this week!", 

and Nan said at the same time period, "I'm just very tired, 

and trying to pace myself around the house". 

Other physical discomforts seemed to be lingering and 

all consuming. Robin states during her hospitalization, 

"I'm having nausea, vomiting and diarrhea the entire time 

here and my sleep patterns are poor. I've just started to 

eat ice cream, and hot chocolate, so far." Hilary during 

hospitalization said, "I feel terrible, I have constant 

nausea and diarrhea". At one year post transplant, Connie 

reported "Since November I've been on pain pills and 

receiving physical therapy with no relief". Hilary spoke of 

ongoing physical discomforts: " The night I came home my 

intestines went haywire", and "I had a finger nail that had 

a fungus growth on it and I used a bandaid and that nail 

still is causing me problems". 

The Path There 

Patients talked about their treatments they had 

received or were receiving at the time of the interviews, 

and about the ongoing treatment for or to prevent cancer 

recurrences. Also concerns about finances, and body image 

were addressed. Eva was still transfusion dependent at one 
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month after transplant, saying "Well my platelets and my 

hematocrit continue to drop and I'm not manufacturing my 

own platelets yet. I feel pretty good after I'm infused 

with platelets". Hilary described how strong medications 

were needed to control her diarrhea at two weeks after 

transplant, "I'm still having terrible diarrhea, and they 

just started me on opium", and "My nausea has been a little 

controlled with Ativan, but it really makes me drowsy". 

Concerning finances, Glenna said at admit, "I'm done 

worrying about financial side of things", and Hilary stated 

at five months post transplant: 

Another issue are the bills. When you start to feel 

well you want to do things for yourself, not tackle 

bills. I was fortunate to receive financial aid from 

(the hospital) which I am very grateful for. But I'm 

at the point now where I'm afraid to walk to my 

mailbox for fear of more bills. 

Glenna also talked about how she felt about body 

image, saying "I laugh at one question of difficulty with 

personal relationships. When you're bald and boobless of 

course personal relationships are difficult". And again 

Glenna stated at one month after transplant, reflecting on 

her recent mastectomy, "I've had a mastectomy on August 
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9th, and I'm really having some major body image problems 

with that right now". Participants also described how 

they felt after they had had a mastectomy, or had lost all 

their hair. Lisa stated, "I'm back to marketing sales for 

my advertisement company. 

I'm really feeling well". 

I still look a little scary, but 

Many participants referred to the ongoing treatment 

they were receiving for their cancer such as radiation, 

mastectomy, and chemotherapy for or to prevent relapse. 

The sense that therapy was a constant intrusion in their 

lives was portrayed. One patient commented on the fact 

that at six months post transplant her central venous 

catheter was still in. She said, "My Hickman is still in 

and I haven't taken a shower since January 11, 1994 (eleven 

months ago)". After radiation therapy, Connie stated, "I 

had some problems from radiation therapy. I developed 

pneumonitis in lungs, but its clearing up". Paula also had 

radiation therapy, "I started radiation therapy to my 

sublclavicular and axillary areas for a total of 23 

treatments". Debbie relapsed and had to go back on 

chemotherapy, "I'm starting chemo on Monday to treat bumps 

in my right arm", and Lisa, "I went into hospital on Friday 

for a mastectomy and got home on Sunday ... I start six weeks 



of radiation therapy next week to mastectomy area. Not 

sure of the other radiation sites, waiting for the 

pathology report now". 

Theme Category: Each Little Step Brings Me A Little Bit 

Closer 

This theme category includes theme clusters which are 

related to moving closer to recovery, or recurrence as the 

case may be, and being able. 

Table 12. Theme Category: Each Little Step Brings Me A 

Little Bit Closer 

Theme Cluster 

Moving Forward 

Themes 

Time 

Wishing For Normalcy 

Improving Physically 

Return To Normalcy 

I Can Think Again 
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Table 12 Continued 

Being Able 

Moving Forward 

Has Gotten Beyond 

Transplant Experience. 

Basic Needs 

Work 

Travel 

Ongoing Treatment 

The concept of time was present throughout the study, 

as many of the participants noted how time passed in 

relation to their recovery. These statements reflect the 

sense that time heals. Margaret noted at two months after 

transplant, "Seem to be getting better, the further away 

from transplant I am", Betty stated at one year, "I think 

the farther from transplant I am, the better off I am". 

Another participant expressed a similar sentiment, Glenna 

stated at five months post transplant, "The longer I get 

away from the BMT, the better I keep feeling". Hilary 

said, "Little by little, I'm doing things as much as 

possible". 

The sense that time flies was illustrated by 

Margaret's comment, "I'm so surprised that time is passing 
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as fast as it is!", and Eva's, "I didn't expect to be done 

so quick!" both during hospitalization. Time stands still 

was another theme derived from the interviews, as 

represented by, "It's been a very long two weeks so far", 

during hospitalization, and "I just never realized how long 

it would take to recuperate", taken from an interview five 

months post transplant. 

Participants often expressed their wish to return to 

normalcy, their return to normalcy, or indicated evidence 

that they were on the road to recovery. Paula stated "I 

would like to live as normal a life as I had before the 

cancer", at discharge. Hilary referred to her wish to 

return to normalcy at one year post transplant when she 

said, "I tend to be a very driven person and I need to 

remind myself to stop sometimes". Lisa stated at three 

months after transplant, "Back to my normal life, doing 

just about everything. I'm travelling full time work since 

about one month (ago) II Connie stated at six months, "My 

energy is almost back to normal", and Lisa at one year, "My 

life is completely back to normal". 

Patients also expressed the return of being able to 

think clearly after the transplant as a sign of recovery. 

Hilary at five months stated, "I started to drive, because 
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my alertness has returned", and at one year, "I work at the 

church, and I feel better physically and mentally". 

Being Able 

Being able to return to normal everyday activities was 

noted often during the time span, and indicated a step 

towards returning to a normal existence. Being able to do 

basic necessities of life such as eating, sleeping, 

exercise was portrayed as milestones by the participants, 

as was returning to work and travel. Some of the comments 

made included " ... I used to have Ativan every night to sleep, 

and I no longer take it", said Margaret, and Debbie, "I've 

been going for walks everyday", and Lisa, "I started work 

again, and have been walking everyday", all at one month 

post transplant. And Connie at four months post transplant 

said, "I feel I am back to a normal routine, both at home 

and at work, equal to before my diagnosis. I feel great", 

and Fran, "I'm able to do almost everything. Taste buds 

have fully returned". Eva said, "I'm eating well, and I'm 

gaining weight". Glenna stated at five months after BMT, 

"I'm back to work as a second grade teacher full time now, 

and just enjoying it". 
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Theme Category: The Way I See The Big Picture 

This last category reflects the participants thoughts 

on how they believed in the transplant, their thoughts on 

quality of life, the spiritual aspect of their experience, 

and attempt to make sense of the situation. Also included 

are reflections on how cancer is a mainstay in their lives. 

Table 13. Theme Category: The Way I See The Big Picture 

Theme Cluster 

Believe It Or Not 

With God's Help 

Making Sense Out Of It All 

Realizing It Is Here To Stay 

Themes 

Faith In Treatment 

QOL 

Miracle 

Spiritual Faith 

Trying To Put It Into 

Perspective 

Need To Tell Her Story 

Chronic Cancer 

Its Back 
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Believe It Or Not 

This theme cluster is related to the participants' 

faith in the treatment, and their thoughts on quality of 

life. Nan stated at two months after transplant after she 

had recurred, "Since we last talked I was hospitalized for 

a cancerous tumor removal, and I'm having another one 

removed on Monday from my neck. So far, so much for BMTs." 

Fran declares at six months, " I would advise anyone in my 

shoes to go for the BMT. No matter how awful it sounds, 

it's worth it!" Paula reflected her gratitude on the issue 

of quality of life being addressed in the following 

statement: 

Thanks for dealing with a very important issue during 

a BMT (QOL) . All too often the medical profession is 

concerned with healing a patient rather than their 

quality of life during grueling chemotherapy and 

residual affects left after chemotherapy is finished. 

Is it worth it to go through these treatments only to 

die six months later? I would have to say NO to this 

last question. I would be content to be adequately 

medicated to control the pain and hopefully would be 

able to die peacefully and with dignity. 



With Godrs Help 

Spirituality was addressed by some participants as 

important support. Hilary spoke of her recovery as a 

"miracle"r and stated "I 1 m really moved by being well. I 

felt that God had other work for me and this thought kept 

me going. I had a lot of prayer support which is very 

strongly appreciated and fel t ... I r m very moved by being 

well 11 
• 

Making Sense Out of It All 
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Participants tried to put the experience into 

perspective at various times throughout the time span. 

Betty said at discharger "(It 1 s a) learning experience"r 

and Eva said one month after transplant/ "my brain is going 

all the time". Betty stated at one year 1 "I have very 

mixed emotions about the BMT and I 1 m trying to write a book 

about it. It was very hard 1 but you do get over it". 

Realizing Its Here To Stay 

Participants over the course of the year/ with all the 

persistent physical discomforts and disabilities/ came to a 

slow realization that cancer was a chronic condition. 

Others/ faced with recurrence found it a constant battle. 

Andrea stated 1 "I know I have to balance the term wellness 

with these long term side effects" after a long bout with 
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diarrhea, peripheral neuropathy, and decreased oral saliva. 

Nan expressed resignation with her recurrence as she 

commented, "they're just going to remove the tumors as they 

come up. No chemo or radiation therapy at this time. I 

guess I'm doing okay". Eva states at one year: 

Please be advised that I have recurred since your last 

questionnaire. I was able to return to teaching in 

late January/February, but then I developed eye 

trouble and head numbness. All doctors said shingles, 

but they never came. CTs and MRis showed an 

abnormality by the right optic nerve. In February and 

March I had 25 radiation blasts to my head. I'm now 

at Hartford Hospital trying to get detoxified off the 

powerful drugs. I have been sick!!!" 

Essential Structure 

The essential structure of the lived experience of 

health-related quality of life to women with metastatic 

breast cancer who have undergone a bone marrow transplant 

is derived from the synthesis of the components that were 

gleaned from the data analysis. The components are used to 

give definition and structure to the lived experience. 
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The process of undergoing a bone marrow transplant 

begins as women are admitted to the hospital. At this time 

there is a reflection on the difficulties that lead them 

there, the hassles with the insurance companies, and the 

jumping through hoops to be accepted into the bone marrow 

transplant program. Priorities are evaluated. There is a 

sense that the women would do anything they had to for 

survival. A gratitude of those that have helped them get 

there through the psychological and social support is also 

prevalent at admission. Also at the time of admission there 

is a sense of hope present. There is a longing for 

familiarity of home and family. 

Throughout the time period, from admission to the year 

anniversary, there is a sense of uncertainty about the 

future, and the state of the disease. Women feel they are 

unprepared for the length of recovery, severity of 

symptoms, and the side effects of medications. There is a 

lack of communication between the health care providers, 

but a sense that nurses are comforting and nurturing. Women 

examine the process to recovery after transplant to 

determine how they are doing. They monitor their blood 

counts and diagnostic tests as tangible indicators they are 

doing well. 
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An emotional stew of feelings is present throughout 

the time span that range from happiness, hopelessness, 

anguish, relief, annoyance, and depression. Women struggle 

to maintain optimism constantly. Fear is also present, and 

is related to the fear of dying, and of recurrence. 

After transplant and throughout the year following, 

women suffer a constant barrage of physical discomforts 

that are invasive in their daily lives. Also invasive is 

the ongoing treatments, radiation therapy, and surgery 

related to prevention of, or recurrence of the cancer. 

Women struggle with body image changes, and dealing with 

the financial impact of transplant as they get farther away 

from the BMT. 

As the women return to normal life, they milestone 

their recovery by their return to work, ability to 

exercise, the ability to eat, sleep, and do other everyday 

normal activities. They reflect on their spiritual faith 

and their faith in the transplant itself, trying to find a 

sense of meaning in the whole experience in the context of 

their lives. There is a realization that the cancer is a 

chronic condition, as they continue to struggle with the 

many side effects and ongoing treatments, or recurrence. 



Summary 

Chapter Four was a presentation of a secondary 

analysis of data collected between 1993 and 1994 of women 

diagnosed with metastatic breast cancer who underwent a 

bone marrow transplant. The data were analyzed to 
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determine the health related quality of life during the 

time of admission to one year after transplant. Seventeen 

protocols revealed 495 significant statements. An analysis 

of the significant statements led to the formulation of 69 

themes, 19 theme clusters, and eight theme categories. An 

exhaustive description of the experience was presented. 

This began with reflections on the difficulties leading up 

to transplant, prioritizing concerns, support received, and 

concern for loved ones as the patients were hospitalized. 

Patients struggled with uncertainty and longed for horne and 

family during hospitalization. The patients' relationships 

with health care providers and nurses were found to have an 

important impact on the transplant experience. Many felt 

they were inadequately prepared for transplant. Patients 

monitored their progress, and experienced a myriad of 

feelings. They suffered from ongoing physical disabilities 

and discomforts, and intrusive treatments. Finally, they 

considered their faith in the treatment and with God, the 
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chronicity of the disease, and attempted to make sense of 

their experiences. The essential structure of the lived 

experience was presented as derived from the data analysis. 



Chapter Five 

Discussion, Implications, and Conclusions 

In this chapter, the experience of women with 

metastatic breast cancer who have undergone a bone marrow 

transplant as determined by the data analysis will be 

discussed and implications for nursing practice are 

suggested. The relationship of the results to the 

conceptual model and review of the literature in Chapter 

Two will also be examined, as will the study limitations, 

and suggestions for further research. 

Methodology 
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Phenomenology is a method of inquiry which attempts to 

study the lived experience from the unique perspective of 

one who has experienced the phenomenon. In that sense, it 

is not expected the findings will resemble those of another 

study (Corben, 1999) . However, phenomenology is "a 

suitable method for the investigation of phenomena 

important to nursing practice, education, and 

administration" (Carpenter, 1995, p. 35). The intent of 

phenomenological inquiry is to understand the essence of an 

experience. Nursing is a holistic practice, caring for the 

patient's mind, body, and spirit. Phenomenology is 

appropriate for nursing science as a method of coming to 
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understand the patient's whole experience and its affect on 

his or her life in an attempt to improve the quality of 

life for patients with similar experiences. By 

understanding the human experience, and relate that 

understanding to others' similar experiences, nurses may be 

able to provide appropriate and quality care which may 

ultimately improve the patient's overall health-related 

quality of life . 

To ensure trustworthiness of the data in 

phenomenology, the findings should be returned to the 

original participants to find agreement with the essential 

structure (Guba & Lincoln, 1989) . This was not possible 

with this data set as contact has been lost with the 

participants. Trustworthiness was met by sharing the 

findings with other women with metastatic breast cancer who 

had similar experiences of bone marrow transplant. 

Relationship of Results with the Review of the Literature 

This study was an examination of a process over time 

of the lived experience of women with metastatic breast 

cancer who had undergone a bone marrow transplant. The 

review of the literature for this study looked at 

quantitative and qualitative quality of life studies in 

autologous and allogeneic bone marrow transplant 
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recipients. The relationship of the results to this study 

and the literature are discussed in the following section. 

In looking for common findings in the literature and 

in this study, consideration of the methods used, and the 

samples must be made. Much of the literature on quality of 

life in patients who have undergone a bone marrow 

transplant is devoted to allogeneic, or a combination of 

allogeneic and autologous patients. The methods of study 

are also variable, with most using quantitative methods, 

and some a combination of qualitative and quantitative 

methods. Findings which are similar in this study and in 

the literature reported in Chapter Two are discussed below. 

These are examined in the same order as they appear in 

Chapter Two, and related as much as possible to the theme 

categories which were derived in this study. 

In finding relationships between this study and the 

literature, the qualitative literature is examined first. 

Belec (1992) found themes which support the findings in 

this study. Her themes included: The Impact Of BMT 

Experience On Present Life Circumstances, Reflections On 

The Recovery Period And The Decision To Undergo BMT, and 

Outlook For The Future. Her findings related to The Impact 

Of The BMT On Present Life Circumstances indicated that for 
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about 75% of her sample, health continued to be a major 

source of concern, including a fear of recurrence, lack of 

energy, and increased fatigue which limited the ability to 

work, and exercise. These correspond to the findings in 

this study with the theme categories of Choosing the Path, 

Things Known and Unknown, Examining the Process, Emotional 

Stew, Will I Ever Be the Same, and Each Little Step Brings 

Me a Little Bit Closer. In this study participants 

similarly had physical and psychological repercussions of 

transplant which affected their current life circumstances, 

including fatigue and impact on ability to work and 

exercise, and fear of recurrence. The theme Reflections On 

The Recovery Period And The Decision To Undergo BMT 

corresponds with this study's findings of how participants 

arrived at transplant and how they portrayed their struggle 

with bureaucracy and finding support for their endeavor in 

the theme categories of Choosing the Path, Things Known and 

Unknown, and Examining the Process. Belec discussed how 

her participants reflected on the choice of coming to 

transplant, support, and they're anticipated length of 

recovery and severity of symptoms matched with reality. She 

identified her Outlook for the Future theme as patients' 

"outlook for the future which was filled with much hope and 
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optimism", and their wish to live as normal a life as 

possible (p. 35). Patients in this study did express hope, 

and an attempt to maintain optimism, as identified in the 

theme cluster Emotional Stew, and the wish for normalcy in 

the theme category of Each Little Step Brings Me a Little 

Bit Closer. 

A common thread in this study and Ferrell, et al.'s 

qualitative study (1992a) are the themes derived from her 

question to the study participants of uwhat does QOL mean 

to you?" These were identified as: Having Family And 

Relationships; Being Independent; Being Healthy; Being Able 

To Work/Financial Success; Having A Heightened Appreciation 

For Life; Being Alive, Being Satisfied and Fulfilled With 

Life; and Being Normal (p. 156). These themes support the 

findings of this study. The first theme, Having Family and 

Relationships is similar to the theme of Longing for 

Familiarity identified in Things Known and Unknown. The 

themes of being healthy, independent, being alive, being 

able to work, are all identified in this study as important 

recurrent themes to the participants. Theme categories 

these issues are addressed in are Carrying On With Life, 

Emotional Stew, and The Way I See The Big Picture. In the 

four domains of Ferrell's conceptual model of quality of 
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life: physical well-being and symptoms, psychological 

well-being, social well-being, and spiritual well-being are 

impacted by the bone marrow transplant. This notion is 

also supported by the current study. 

In 1992, Steeves' found patients struggled with ways 

of understanding their transplant experience. This study 

supports his findings, as suggested in the theme category 

of The Way I See The Big Picture. Steeves examined 

patients across a timeline, from day 0, to day 100 post 

transplant. The current study is also longitudinal, but 

from pre-transplant to one year post transplant. 

Haberman, Bush, Young, & Sullivan (1993) found BMT to 

be dynamic, highly individualized process, with multiple 

transitions - ups, downs, periods of improvement, 

stability, and/or decline. This was also found in the 

current study. Although highly individualized, many common 

themes were found throughout the process. The theme 

category, The Way I See The Big Picture, addressed the 

realization of the chronicity and recurrence of the cancer. 

The comparative studies reported in Chapter Two looked 

at comparing the health-related quality of life in patients 

from different groups, either those who had an allogeneic 

or autologous transplant, or patients who and undergone 
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conventional chemotherapy treatment, and in one case, with 

the general population. The findings of these studies are 

significant in that autologous patients continued to have 

ongoing physical symptoms, including nausea, vomiting, 

pain, appetite loss, dyspnea, and sleep disturbances, which 

prevented them from enjoying recreational and vocational 

activities at one year post transplant (Hjermstad, et 

al.,1999, Litwins, Rodrigue, & Weiner, 1994, Molassiotis, 

et al., 1995). This finding is supported in this study as 

well as illustrated in the theme category of Will I Ever Be 

the Same? 

In examining the literature of quantitative studies of 

quality of life in BMT patients to find similarities in the 

findings of the current study, reports of ongoing fatigue 

impacts HRQOL as does sexual dysfunction (Whedon, Stearns & 

Mills, 1995 and Chao, et al., 1992) which is not identified 

as a concern in the current study. Chao, et al., also 

found 77% of patients had returned to work at one year post 

transplant. Participants in the current study had also 

returned to work at one year post transplant, but the 

frequency is not known. 
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In the group of studies on women who had undergone BMT 

for breast cancer, findings indicated fatigue was an 

ongoing problem as were concerns about finances and life 

insurance status, personal appearance. (Hann, et al., 1997 

& McQuellon, et al., 1996), These findings are similar to 

the current study's findings as identified in the theme 

category of Will I Ever Be The Same? which found common 

concerns of ongoing problems of physical disability and 

discomfort, body image difficulties, and financial 

concerns. 

In conclusion, similar findings from this study and 

those in the literature included examination of the process 

of arriving at transplant, reflection on the support 

received and the impact of the transplant procedure on the 

lives of the women, including ongoing physical discomforts 

and disabilities, particularly fatigue, body image and 

financial concerns, and fear of recurrence. The ability to 

return to work, exercise and other everyday normal activity 

was identified as important issues post transplant. 
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Discussion of the Relationship of the Findings with the 

Conceptual Model 

The conceptual model adapted from Leidy & Haase (1999) 

is supported from the findings of this study. The two 

components of the HRQOL Being Whole Model are Being Able 

and Being With, were found to be common themes throughout 

this study. Being Able is related to functional status and 

as defined in the model has components of physical 

predictability, energy, variety in form of expression, and 

expertise. In this study, the ability to function was 

greatly impacted by the persistent and overwhelming 

physical discomforts and disabilities related to the 

transplant, and ongoing treatment for cancer. Participants 

measured their return to normalcy by their ability to 

return to work, and to exercise, and do other routine daily 

activities. 

The other component of the model, Being With, is 

defined as a connectedness which is an ability to have 

meaningful, significant relationships with others, a 

spiritual being, with nature, and/or with one's inner-self 

(Haase, et al., 1992). The concept of connectedness is 

associated with familiarity, comfort, shared experiences, 

understanding, and trustworthiness. This studied 
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identified commonalities in the data which were related to 

longing for familiarity of home and family, concern about 

the ability to care for children and loved ones, 

relationships between health care providers, gratitude for 

support both social and psychological, and a connection 

with faith and spirituality. These themes impacted the 

participants well-being as they traveled from admission to 

their year anniversary after transplant. Clearly the 

ability to function and connectedness is an important 

component of health-related quality of life. The model 

developed by Leidy and Haase (1999) is appropriate for 

demonstrating health-related quality of life in the current 

study. 

Discussion of Findings and Implications For Nursing 

Practice 

Phenomenological research results, as suggested by 

Steeves (1994), should allow the reader to develop their 

own interpretations of the findings. This researcher shall 

offer the following personal interpretation and suggestions 

for nursing practice, which may offer insights to the 

reader. The data analysis led to the derivation of an 

essential structure of the lived experience of women with 

metastatic breast cancer who have undergone a bone marrow 
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transplant. The health-related quality of life of these 

women was impacted at the time by the transplant itself, 

and the psychological and physical repercussions from the 

ongoing physical discomforts and disabilities, and ongoing 

treatments for the prevention or recurrence of the breast 

cancer for the year following the transplant. 

Table 14. Implications For Nursing Practice 

· Ongoing patient education across the time line of pre

transplant to the one year anniversary and beyond, as 

needed. 

· Provide 24 hour access of available Health Care 

Provider for questions, reassurance. 

· Ensure access to financial counseling and support 

groups. 

· Provide accurate, timely information, and test results. 

· Explain test results and ensure realistic expectations. 

· Acknowledge fears and provide ample opportunities for 

patients to express fears. 



Table 14. Continued 

. Educate primary oncologist, oncology clinic nurses, and 

patient's primary care physician about what to expect 

for long term side effects of treatment . 

. Be aware and sensitive of ongoing concerns about 

financial issues and body image . 

. Be aware and sensitive of important milestones to 

patients . 

. Maintain and express a positive attitude about 

treatment . 

. Address the patient's spirituality/faith throughout 

treatment. 
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The findings suggest women typically go through a 

period of appraisal of how they arrived at transplant, 

including the process of "jumping through hoops" of dealing 

with insurance agencies and meeting study inclusion 

criteria, identified in the theme category of How I Got 

Here. Participants at this stage also identified a sense of 

hope, and of considering priorities, and of doing what one 

must to survive. At this stage nurses could offer support 

through supplying access to financial counseling, support 

groups of other patients who have successfully completed 



the transplant process, and educational resources on 

financial aid. 
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In the theme category of Things Known and Unknown 

common themes were identified of patients feeling 

unprepared, and uncertain about their state of disease and 

the future; a sense of anticipation, and longing for 

familiarity. Patient education is essential to allow the 

patient to have a sense of comfort in knowing what to 

expect. Printed material which could be often referred to 

would be of value during this time of stress. Twenty-four 

hour access to a qualified health care professional who is 

familiar with the patient, the treatment, and the protocol 

may also be comforting. 

The theme category of Health Care Provider 

Relationships: The Good, The Bad, and The Ugly, relates to 

the relationships between the health care providers and the 

patients. Many patients felt there was a lack of 

validation of their concerns, and there was a sense of 

betrayal, and anger between the participants and some of 

their health care providers. On the other hand, there was 

a sense of gratitude and trust toward some health care 

providers, and that the nurses provided a nurturing 

environment for the patients during the process. Nurses 



can encourage good, open communication between the health 

care providers throughout the transplant process. 
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Patients reflected on their progress as illustrated in 

the theme category Examining the Process. Participants 

reported monitoring their diagnostic tests and blood counts 

as a means to judge their recovery or relapse. Ensuring an 

understanding of the blood and diagnostic test results and 

being sensitive to the need for accurate, timely 

information will assist patients as they monitor their 

progress. 

The category of the Emotional Stew illustrates the 

many emotions a patient goes through during treatment, 

recovery and relapse. Acknowledging the possibility of 

fears up front and providing ample opportunities for 

expression of fears would be beneficial to the patients. 

Providing a source of psychosocial support such as a social 

worker, counselor, and/or support group can aid the patient 

in venting their emotions and help the patient to find 

appropriate coping mechanisms. Also, seeing that others 

have similar feelings help to normalize the experience for 

the patient. 



Physical discomforts and ongoing treatment are 

components of the theme category Will I Ever Be the Same? 

Ongoing physical discomforts and disabilities seemed at 

times to be all consuming to these patients, even up to a 

year after transplant. Educating the primary oncologist 

and the oncology clinic nurses of the persistent side 

effects of bone marrow transplant is essential if the 

patient is no longer seeing the transplant physician and 
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nurses. Participants also reported problems with financial 

concerns and body image difficulties. Nurses must be aware 

these are issues after transplant and arrange for 

appropriate referrals. 

The theme category of Each Little Step Brings Me A 

Little Bit Closer is related to moving closer to recovery 

and return of functional abilities or relapse. Patients 

identified the return to normal function and marked the 

ability of being able to return to work, exercise, and 

other normal daily activities such as being able to grocery 

shop or drive a car. Being aware that these are important 

milestones for the patients may increase nursing 

sensitivity. 
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The Way I See The Big Picture is the last theme 

category and reflects the participants' feelings on their 

faith in God and treatment, trying to put the experience in 

perspective in the context of their lives, and the 

realization of the chronicity of the cancer. Spirituality 

should be addressed upon meeting the patient to put the 

patient at ease with his or her beliefs, so that they can 

be comfortable in addressing their feelings about their 

faith in the clinic or in the hospital in the presence of 

the health care team. A positive attitude about the 

treatment, and a sensitivity to the patients feelings 

should be maintained by the health care team. 

The purpose of this study was to describe the 

experience of health-related quality of life to women with 

metastatic breast cancer who undergo bone marrow 

transplant. The researcher believes this was accomplished 

by the detailed data analysis and derivation of the 

essential structure of the lived experience. Being able to 

understand the experience from the perspective of one who 

has the experience will enable nurses to provide sensitive 

and appropriate care as detailed above and help patients to 

achieve the best possible health-related quality of life. 
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Discussion of Limitations 

Design 

In the literature review in Chapter Two, most studies 

were cross-sectional, with a few examining patients at the 

one year anniversary. One study examined patients pre-

transplant and one year post transplant (McQuellon, et al., 

1996), one at the first twenty days of transplant (Gaston

Johansson & Foxall, 1996), and two longitudinal studiesi 

Steeves (1992) examined six patients from Day 0 to Day 

+100, and Chao, et al., (1992) examined patients every 

three months for one year post transplant. The longitudinal 

design of this study is unique in that it examines patients 

from the time of admission for transplant to one year post 

transplant. This approach was helpful to examine the 

impact of the transplant over time. However, the fact is 

that many of the women were having ongoing treatment, or a 

recurrence of their cancer with physical symptoms, which 

contributed to the health-related quality of life. 

Therefore, how can their physical discomforts and 

disabilities, and even some of the emotional turmoil be 

attributed solely to the impact of bone marrow transplant? 
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Sample 

Another consideration in this secondary data analysis 

is the sample of the women who were the participants in the 

study. Typically, women who were treated in this study 

were white, well-educated, upper-middle class women who 

sought out investigational therapies when conventional 

treatment failed (C. Lacasse, personal communication, April 

24, 2000). A survey of the demographics of the literature 

reported in Chapter Two also supports this notion. This 

sample is not representative of a culturally, 

educationally, and economically diverse population that now 

receives bone marrow transplant as experienced by this 

investigator. Therefore, due to the homogeneity of the 

sample, the essential structure which was derived from the 

data set may not be representative of the current 

population of women who are treated with transplant. 

Another issue with this secondary analysis is the 

absence of the demographic data (with the exception of the 

age range) on the women who were interviewed. This data 

may have been helpful in understanding the impact of age, 

and previous therapies on the individual women's health

related quality of life. 
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Data Collection 

Limitations of this secondary analysis include lack of 

control in formulation of the data generating question, and 

participation in the data collection. Data collection in 

this study was not controlled via audio or video tape. 

There is some question whether the data is a verbatim 

collection or an interpretation of the women's 

conversations. Since the study is a secondary analysis, 

the researcher was not able to participate in the data 

collection, and was not present to hear the words or see 

the expressions of the women as they spoke. This makes the 

quality and depth of the interpretation limited. It is 

also difficult to determine if the data collected met 

saturation of the experience. Saturation is the point in 

data collection were repetition and confirmation of data 

occurs (Streubert, 1995). 

Another limitation in this study is that the data for 

this study was collected in the early 1990's at an 

important New England clinical research cancer center. 

Historically at that time, women with metastatic breast 

cancer were offered high dose chemotherapy with bone marrow 

transplant, as they are today, with the hope of prolonging 

life, as there is no known cure for metastatic breast 
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cancer (Harris, Morrow, & Norton, 1997). One of the many 

side effects of chemotherapy is suppression of the bone 

marrow (Buchsel, 1995). Cytokines or growth factors are 

now used routinely to prevent or shorten the length of time 

in which the bone marrow is suppressed. 

In the early 1990's, and during the time of the data 

collection for this study, cytokines were not routinely 

used (Bociek & Armitage, 1996). This may be a factor in the 

length of time the participants in this study continued to 

have fluctuating blood counts and ongoing physical 

disabilities which may have been related to infection. The 

ongoing physical discomforts and disability impacted 

greatly on the women's ability to function in daily 

activities and subsequently their quality of life. It is 

difficult to say whether this would still be the case 

today, as transplant for breast cancer is often performed 

in the outpatient setting, with the use of cytokines to 

prevent prolonged myelosuppression, and the use of stem 

cells (which engraft quicker than bone marrow) instead of 

bone marrow (Buchsel, 1995). 

Another problem with the study is the recent 

revelation that one of the major studies on the value of 

high dose chemotherapy with bone marrow transplant for 
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women with metastatic breast cancer was falsified (Sledge, 

2000). This news has caused much concern in the transplant 

world. The relevance of the treatment has been under 

question (Stephenson, 1999, Sledge, 2000). Whether the 

findings will be able to be used in the future on women 

with metastatic breast cancer who undergo a bone marrow 

transplant is unknown at this time. However, as indicated 

in the findings in this study, health care providers must 

display an honest faith in the treatment regimens they 

offer to patients. Health-related quality of life can be 

affected by the faith placed in the treatment by the 

patient and the health care providers. 

Recommendations for Future Research 

Recommendations for future research include the role 

of feminism as a culture in the treatment of women with 

metastatic breast cancer. This is suggested in the 

findings by the sample of this group of women who were 

white, well educated, and upper-middle class, who sought 

out investigational treatment. A search of Medline, 

Cancerlit, and Cinahl was performed for the terms feminism 

in combination of breast cancer without results. This 

would be an interesting area to study. 
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Another area of study would be a qualitative study on 

the health-related quality of life in women with metastatic 

breast cancer who undergo an outpatient stem cell 

transplant. It would be interesting to see the contrast of 

the treatment received seven years ago with today's 

treatment. This may not be possible if insurers no longer 

pay for transplant due to the current position on the value 

of transplant for metastatic breast cancer. 

While the findings for this study are related to women 

who have undergone a bone marrow transplant, and treatment 

for these women have changed over the last eight years, the 

findings may be significant in other populations who are 

being treated with highly aversive and/or experimental 

treatment, such as the AIDS population, the Hepatitis C 

population, or other solid organ transplantation patients. 

Summary 

This chapter included a discussion of the findings and 

the implications for nursing practice, the relationship of 

the results to the review of the literature, a discussion 

of the relationship of the findings and the conceptual 

model, a discussion of the study limitations, and 
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recommendations for future research. This study found many 

similarities in the review of the literature and the 

findings of this research. An understanding of the 

experience of women who have undergone a bone marrow 

transplant helps to understand the women's health-related 

quality of life. This understanding may assist nurses to 

provide optimum care to these patients. 
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APPENDIX B 

THEME CATEGORIES, THEME CLUSTERS, AND THEMES 



Theme Category Theme Cluster Themes 

Choosing The How I Got The Battle 
Path Here Cry 

Things Known 
And Unknown 

The Way To 
Survive 

Uncertainty 

Priorities 

Jumping 
Through The 
Hoops 

Anything 
Survive 

Tangible 
Support 

The 
Sorority 

To 

Uncertainty 
About 
Disease 

Uncertainty 
About The 
Future 

A07.17, A07.2, A07.3 

A07.1, A07.7, E14.11, 
F04.7, A07.4, A07.5, 
A07.7, F11.6, F08.29 

A07.8, A07.18, D05.11 

A03.2, A07. 21, 
DOS.lO, D18,2, 
A07 .19 I G02.13, 
A07.20, D07.6 

A07.10, A07.11,A07.23, 

A07.15, F.05.17, 
F05 . 25, F08.18, B17.4, 
F08.17, A07.16, 
F05.27, E11.8, E11.9, 
E11.13, E11.12 

G05.6, D12.7, D12.8, 
E11.20 

G02.5, C07.8 

Anticipation C06.1, E03.3, F04.2, 
G02.9 

Longs For 
Familiarity 

Homesick A02.3, C05.4, A11.1 
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Theme Category Theme Cluster Themes 

HCP Relation
ships, The 
Good, The Bad 
And The Ugly. 

Ready Or Not 

Are You 
Hearing What 
I Am Saying? 

Thanks For 
Being There 
For Me 

Physical 
Environment 
Distressing 

Not Inform
ed About 
The Process 

Surprised 
At The 
Severity 

Knowing 
What's 
Corning 

Need For 
Control 

Cornrnunicati 
ng 

Betrayal 

Need To Be 
Heard 

Anger At 
HCP 

Trusting 
The Health 
Care Team 

C06.3, C14.1, C14.3, 
C14.5, C14.7, C14.4 

A02.2, C02.2 C02.4, 
G02.11, B17.1, 007.9, 
EOl.l, A03 . 1 

G02.8, E02.1, E02.2, 
E02.4, F08.19, BOS.l 

Bll.l, FOS.ll 

C16.11, C16.13, 
C16.16 

A16.1, C02.3 

GOS.S, A16.4, G02.10 

A16.7, A16.2, C16.17, 
A16.5 

A16.8, C16.4, C16.2, 
C07.6, G08.21, G03.8 

E01.3, FlS.S, G05.4, 
G03.1, A16.9, A16.6 
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Theme Category Theme Cluster Themes 

Examining 
The Process 

Feelings 

How Was It? 

How Am I 
Doing? 

Emotional 
Stew 

Grateful 

Nurtured 
Through The 
Process. 

Reflecting 
On The 
Beginning 

So Far So 
Good. 

Monitoring 

Feels ... 

Not Knowing 

Emotions 

Happy 

F08.81, F08.26, 
A03.3, F08.5, G08.20, 
G08.16, Ell.7, F08.1 

Bll.2, B11.3, C14.6, 
C05.2, Dll.l, D12.2, 
D15.2, Dl1 . 2, D11.3, 
D11.4, Dll.S, E02.3, 
G06.4, G08.17, 
G08.18, D07.3, G08.19 

F06.5, G02.14, D18.1, 
El6.10, G01.8, E.13.4, 
G08.15, D18.3, D07.1, 
D07.2 

A02.1, A07.12, 
A07.14, C07.1, D06.1, 
D12.1, D18.5, FOS.l, 
F05.3, 
Fll.l 

F08.41,DOS.l,Ell.2 
E05.4,F15.4, G02.3, 
G02.6,F08.42,Fl5.3,DO 
4. 3, 
E03.2,E05.5, F05.6, 
A16.3 
B13.2, F03.1, F07.1, 
G02.2, D04.2, D04.6, 
E03.10, E04.5, Ell.S, 
E12.5, F06.1, F12.6 

D05 . 8, F04.1 

F05.23 

F08.4, FOS.S, F07.4, 
F07.2, E09.1, F06.2 

133 



Theme Category Theme Cluster Themes 

Hopeless
ness 

Anguish 

Struggling 
To Maintain 
Optimism 

Hope 

Relief 

Frustration 

Annoyance 

Anxiety 

DOB.l, GOS.ll 

F04.14, F04.6 

D05.5, D06.2, E11.21, 
E12.6, G08.14, G06.2, 
E11.19 

A07.22, G06.1, 
A07.13, A09.2, A11.3, 
D18.4, E09.2, E11.15, 
E05.7 E06.3, E06.4, 
F06.3, F09.1, G02.7, 
G03.7, A09.1, F05.18, 
D06.4, E03.1, G08.12, 
F05.9, 
F05.28,G08.22,D07.11, 
D18.7, D18.8, F04.18, 
F03.3, E11.16, F04.19 

C07.7, D04.4, D18.6, 
Dl8.9, E04.2, F15.2, 
F08.2, Ell.l, E11.14, 
E12.2, G08 . 7, F08.16, 
E16.12,G03.4, F08.7 

F08.20, F08.21, 
D05.9, G01.2, E16.5, 
G01.16, G03.10, 
G01.3, G03.12, 
G03.15, G03.9, D08.8, 
D08.9, E05.15, C07.4, 
E08.5 
E16.1, F15.7, G01.14 

C07.5, E17.1, E17.2 
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Theme Category Theme Cluster Themes 

Fear 

Will I Ever Be Physical 
The Same? Discomforts 

Down And 
Out 

Angry 

Fear 
Related To 
Recurrence 

Fear Of 
Related To 
Dying 

Just Give 
Me A Chance 

Fear Of 
Loss Of 
Control 

Fear 
Related To 
Basic Needs 

Fatigue 

Physical 
Discomforts 

Lingering 

E05.3, F08.35, F09.4, 
D08.3, E08.4, E14.4, 
C06.4, GOl.l, C06.2 

F05 . 24 

F05.19, E11.18, 
E14.1, A11.3 

B17.3, F04.5, F04.16, 
F04.17, F05.20, 
F05.22, F08.40, 
F05.26, F05.21 

C07.2, C07.3 

C16.7,C14.2,C16.12,Bl 
7.2 

F08.37, F08.39, 
F08.43, F08.44 

F05.4, F15.6, D05.4, 
D05.13, D14.2, F09.5, 
F03.4, C05.3 

B05.2, BOS.l, B08.2 
G01.6 

E14.7 E01.2 E04.1 
E08.2 
F15.1 F08.36 F05.2 
G01.9 G08.2 G03.16 
F05.15 
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Theme Category Theme Cluster Themes 

Each Little 
Step Brings Me 
A Little Bit 
Closer . 

The Path 
There 

Moving 
Forward 

All 
Consuming 

Treatment 

Ongoing 
Treatment 

Financial 
Woes 

Body Image 

Time 

E08.1 E08.3, F08.33 
F11.2, 801.13, 803.11, 
808.1, 801.4, 805.3, 
D14.3, D05.14, E16.4, 
F08.34, F03.5, B17.5, 
D08.2, D08.5, F08.38, 
F08.46, 801.7, 801.10, 
801.11, F05.13, B17.6, 
C14.8, C14.9, E14.9, 
B17.7, D05.3, 805.9, 
805.10 

C16.3, C16.14, D05.2, 
D05.6, D08.6, D08.4, 
D08.7, E16.2, E11.04, 
E16.11, 801.5 

F07.5, D07.7, D12.6 
D07.4 D12.3, E04.7, 
E04.4, E17.3, E16.3, 
F03.6, F15.8, F04.3, 
F04.20, 808.4, 803.3, 
803.2, F05.14, F05.16, 
D15.1, D15.3, E12.4, 
805.7, 805.8, F04.8 

F08.28, F08.32, 
F08.30 

A07.25, F12.4, F12.5, 
D07.5, D15.4, 803.14 

E13.1, F07.3, F08.11, 
802.12, 802.17, F08.3, 
B13.1, C05.1, B08.3, 
C06.5, D07.10, E05.1, 
E05.8, E16.8, F05.10, 
F05.12, F09.2 
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Theme Category Theme Cluster Themes 

Carrying On 
With Life 

The Way To See 
It 

Being Able 

Wishing For 
Normalcy. 

Improving 
Physically. 

Return To 
Normalcy. 

I Can Think 
Again 

Has Gotten 
Beyond 
Transplant 
Experience 

Basic Needs 

Work 

Travel 

Believe It Or Faith In 
Not Treatment 

C16.15, E05.9, E11.3, 
E16.6 1 F08.48 1 G03.17, 
G08.2, E11.17 

F09.3, F08.15, F08.22 

F08.8, G02.16, F08.14, 
D14.4, E03.7, E12.1 
E12.3, F12.1 F08.9, 
Fll.3, F12.7, G03.5, 
D12.5, E06.2, F08.47, 
F05.7 

F08.12, G08.9, F08.13 

E03.9 

E13.2, D04.5, D06.3 

D12.4, E03.5 1 F03.2 1 

F11.4 1 F12.2 1 G02.1 1 

G03.6 1 G08.8 1 E04.6 1 

E14.8 1 F05.8 

D04.1 1 E03.6 1 F12.3 

E14.3 1 F04.11 1 E09.10 1 

E09.11 1 F06.4 1 F06.6 1 

G06.3 1 G06.5 1 G08.10 1 

G08.13 1 

G08.11 
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Theme Category Theme Cluster Themes 

With God's 
Help 

Making Sense 
Out Of It All 

Realizing It 
Is Here To 
Stay. 

QOL 

Miracle 

Spiritual 
Faith 

Trying To 
Put It Into 
Perspective 

C16.1, C16.5, C16.6, 
C16.8, G08.6 

F08.6, F08.10, F08.49 

F08.23, F08.24, 
F08.25, F08.26 

C02.1, D05.7 

Need To Tell G02.15 
Her Story 

Chronic 
Cancer 

Its Back 

E16.7, G01.15 

E04.3, E14.2, E14.5, 
E14.6, GOS.l, G05.2 
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