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ABSTRACT
The purpose of this descriptive-exploratory, secondary analysis study was
to explore the relationships between numt)er of side effects, ambivalence over
emotional expression, perceived side effects burden, and psychological
distress in women with advanced breast cancer six days prior to receiving an
experimental procedure; namely, an autologous t}one marrow transplant. The
sample consisted of 21 middle aged (M=:46.24), mostly married (n=14)
Caucasian (n=20) women who had recently completed induction therapy and
were found eligible to participate in a highly experimental treatment for their
advanced breast cancer (Stage III or IV). Spearman's correlation analysis was
used to Identify relationships among the variables. The significance value was
set at < .10. This study supported a strong significant positive relationship (r =
.589) between ambivalence over emotional expression and psychological
distress and a moderate significant positive relationship between number of
side effects and psychological distress (r = .38). Implications and limitations are
discussed.
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CHAPTER I
INTRODUCTION
Breast cancer In women remains a common clinical challenge for health
care professionals: In the United States approximately 178,800 women were
diagnosed with breast cancer in 1998 and one in eight women will develop
breast cancer in her lifetime (Landis, Murray, Bolden, & Wingo, 1998). The
American Cancer Society estimates that 175,000 new cases of female breast
cancer will be diagnosed in the United States in 1999, and 43,300 will die from
this disease (Landis et al., 1999). Although detection and therapy have
improved, breast cancer remains the second major cause of cancer death and
the leading cause of death among women 35 to 54 years old (Landis et al.,
1998).
The five-year survival rate for local stage breast cancer currently is 96%,
this rate decreases to 20% when the cancer is diagnosed with distant
metastases (United States Department of Health and Human Services, 1997).
Clearly, improved treatment modalities are needed because, despite improved
detection, mortality rates have remained fairly stable over the past 50 years.
(Hortobagyi & Buzdar, 1995). One such treatment modality is
autotransplantation, which exploits a steep dose-response relationship seen in
breast cancer through the administration of high-dose chemotherapy followed
by rescue with either the patients' own bone marrow or, more frequently,
peripheral blood stem cells to avoid lethal myelosuppression (Appelbaum,
1996).
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Purpose
The purpose of this study was to describe the relationships between
number of side effects, ambivalence over emotional expression, perceptions of
side effects burden, and psychological distress in women with advanced breast
cancer prior to receiving an experimental treatment; namely an autologous
bone marrow transplant (ABMT). Assessment of potential problems with the
coping style of ambivalence over expressing emotions, increased side effects
burden and psychological distress will help healthcare providers understand
and provide appropriate psychological/emotional care for patients during this
phase of treatment. Additionally, obtaining intraperson-factor information can
help determine which interventions are more effective in patients having
differing coping styles (Meyer & Mark, 1995). The long-term goal is to contribute
to the expanding body of cancer nursing research in identifying potential risk
factors associated with increased psychological morbidity and mortality in
breast cancer patients undergoing experimental treatments. Screening patients
for psychological factors that may predict a need for targeted interventions might
be particularly beneficial in helping the patients overcome psychological
morbidity after treatment.
Problem
Background
Treatment of breast cancer is determined by stage of disease. For patients
with stage I breast cancer (tumor 0-2 cm, negative lymph nodes, no metastasis,
excision of the primary tumor plus radiation therapy is the appropriate therapy)
(National Institutes of Health, 1990). However, patients with stage II breast
cancer (small tumor with lymph node involvement or tumor 2-5 cm without
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lymph node involvement, no metastasis) require systemic therapy. The goal of
systemic treatment is the eradication of occult or micrometastases. Patients
with stage III breast cancer (any size tumor with lymph nodes on the same side
of the body or fixed axillary lymph nodes, or tumor > 5cm, no metastasis) are
considered high risk, especially with more than 10 positive lymph nodes or
inflammatory disease. These patients have only a 30% survival at 10 years with
conventional therapy (Antman, 1991). Patients with stage IV breast cancer
have metastatic disease, in which case the cancer has spread to a distant site
such as the liver, lungs, bone marrow, or brain. Cure for patients with stage IV
breast cancer is not possible with conventional chemotherapy. These patients
have a median survival of approximately three years (Harris, Morrow, & Norton,
1997).
Because metastatic breast cancer is a lethal disease despite some
responsiveness to systemic chemotherapy, experimental therapies such as
high-dose chemotherapy with autologous bone marrow transplantation (ABMT)
IS being utilized (Dillman et al.,1996) in patients with stage III and IV breast
cancer. Unlike an allogeneic transplant, where patients receive t)one marrow
from another individual, autologous bone marrow transplant (ABMT) patients
serve as their own donor. During an ABMT the patient's immunologically
deficient or malignant bone marrow is destroyed by high-dose chemotherapy,
alone or in combination with total-body irradiation (TBI). This marrow is then
replaced by an infusion of marrow from the patient (an "autologous transplant")
harvested prior to chemoradiation and then "purged" of malignant cells by
additional chemotherapeutic agents. BMT involves a decision to accept a
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potentially fatal treatment during a period of adjustment to the initial illness
diagnosis.
At the time this study was proposed to evaluate quality of life in women with
advanced breast cancer preparing to undergo an AMBT, the outlook for survival
looked promising. Unfortunately, recent results from four eagerly anticipated
studies from the United States and Europe involving more than 2,000 women
with breast cancer have found no difference in survival for patients treated
aggressively with high-dose chemotherapy followed by bone marrow transplant
or peripheral blood stem cell transplant compared with patients who had less
rigorous therapy (Stephenson, 1999). Although the future use of ABMT is likely
to decrease, information from this study is important from the perspective of
identifying the prevalence and characteristics of patients who have difficulty in
expressing their emotions and what impact this may have on perceptions of
side effects burden and psychological distress. It is very likely other intense
experimental treatments will be developed, replacing ABMT. It is important to
anticipate how women may respond to the experience based on data.
There has been some research examining the coping style and
psychosocial adjustment among breast cancer patients at different timepoints in
the disease, such as early-stage breast cancer (Carver et al., 1993, 1994;
Jarrett, Ramirez, Richards, & Weinman, 1992; Watson et al., 1991),
postdiagnosis (Burgess, Morris & Pettingale, 1988; Stanton & Snider, 1993),
postmastectomy (Meyerowitz, 1983), and during chemotherapy (Manne et al.,
1994). However, there is a paucity of research examining coping and
adjustment relationship for patients with advanced breast cancer preparing to
undergo an experimental treatment. Assessment of the psychological status of
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prospective ABMT patients prior to AMBT seems to be of great importance in
anticipating difficulties during the ABMT process and preventing emotional
crises during or after ABMT (Futterman, Wellisch, Bond, & Carr, 1991). Specific
research questions addressed in this study are presented in Chapter 11 (p. 26).
Significance of the Problem
Experimental treatments are conducted within clinical trials. Clinical trials
can '.... represent either the last hope for patients whose cancers have not
responded to standard, approved drug regimens, or the best hope for patients
for which there is no effective standard treatment' (Vanderpool & Weiss, 1987,
p.16). Many advanced breast cancer patients who have failed numerous
therapeutic regimens, enrolling in a clinical trial may offer their best hope or last
hope. Despite the recognition that clinical trials are important in improving our
understanding of how best to manage breast cancer, it is estimated that only
approximately 5% of women with breast cancer participate in clinical trials (Hill,
et al., 1994). People tend to participate in clinical trials out of therapeutic
motivations, with the overhwhelming desire to try the therapy as long as there is
a chance for a positive outcome (Strauss. 2000). If all other treatments have
failed, it should not seem unreasonable for a patient to desire the experimental
therapy with the chance, even if slim, that it might be beneficial (Straus, 2000).
Nursing has been involved in clinical trials since the Iate1970's (Supper's,
Yarbro, & Mayer-Scogna. 1979) in various roles including patient advocate and
nurse researcher. Nurses have made valuable contributions related to clinical
trials; particulariy. in areas such as symptom control and quality of life.
After a long period of neglect, in the past 2 decades there has been a surge
of interest among oncology researchers and health care providers in the study
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of quality of life and psychosocial adjustment. Attention has focused on several
questions: Which patients are most vulnerable to psychosocial difficulties?
What challenges emerge for patients with different sites of disease at different
phases of treatment? Medical factors such as extent of disease and disability
(Gotay, 1984; Schag et al., 1993; Cella, & Tross. 1986; Hall, Fallowfield &
A'Hern, 1997; Hilton, 1989; Maunsell, Brisson, & Deschenes, 1992), choice of
treatment (Morris & Ingham, 1988), and time since diagnosis (Vinokur, Threatt,
Caplan, & Zimmerman, 1989), play an obvious role in shaping psychological
responses to cancer. However, medical variables are not the sole determinants
of a patient's experience. As with other chronic diseases, the perceptions and
personal resources that a patient brings to the illness have a clear impact on the
adjustment process (Simonton & Sherman, 1998). The effects of demographic
factors, premorbid illness, personality, subjective meaning or appraisal, coping,
and social support are becoming increasingly clear (Simonton & Sherman,
1998). Those with a premorbid history of psychiatric difficulties are at greater
risk. Those with a more pessimistic personality style, who tend to expect bleak
outcomes in all areas of life, also seem to experience a more troubled course
(Carver et al., 1993).
Coping
Many coping researchers have adopted the Lazarus and Folkman (1984)
model in which coping is studied in an effort to bring about relief or restore
emotional equilibrium. Lazarus and Folkman (1984) have suggested that
adjustment to a stressful situation is influenced by the characteristics of the
stressful situation along with attributes of the individual, the individual's

situation-specific cognitive appraisals, and the coping strategies the individual
uses to manage the situation.
Coping refers to the person's cognitive and behavioral efforts to manage
(reduce, minimize, master, or tolerate) the internal and external demands of the
person-environment transaction that are appraised as taxing or exceeding the
person's resources (Folkman, Lazarus, Gruen & OeLongis, 1986). Appraisal of
person-environment relationships is a cognitive process influenced by
preexisting personality traits, developmental level, values, and perceived
resources (Lazarus, 1990).
Within the model advanced by Pearlin and Schooler (1978), coping is seen
as having three main (protective) functions; management of the problem
causing the distress through elimination or modification of the conditions giving
rise to it, alteration of (perceptually controlling) the meaning of the experience
so as to neutralize its problematic character, and regulation of the emotional
distress produced by the problem.
Cancer includes a wide range of situations with which to cope-such as
change in disease status, potential geographic dislocation, painful or
frightening symptoms, ambiguity atx>ut the prognosis, and uncertainty about the
future.

Little is known at>out what predisposes individual's with cancer to cope

in specific ways. Why does one cancer patient construe his or her situation in a
positive light, whereas another does not? What predisposes a person to use
avoidant coping strategies, such as fantasizing or social withdrawal, in
response to cancer? Which individuals are most likely to respond by seeking
and using available support (Dunkell-Schetter et al., 1992)? Many questions
on the determinants of coping remain unanswered. These questions concern
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how coping behavior is affected by life events; various forms of treatment;
demographic characteristics such as age, gender, and social class; external
resources including social support; internal resources of personality
characteristics or coping styles such as being unable to express emotions; and
finally, the appraisal of the disease-related event.
Manifestations of Psychological Morbidity
There have been efforts to identify women who have greater psychosocial
morbidity associated with breast cancer (Hughson et al., 1988; Dean, 1987;
Maunsell et al., 1992). Among the principal personality characteristics
attributed to cancer patients in general are repression and denial, poor outlet for
emotional discharge, inability to express hostile feelings, rigidity, impairment of
self-awareness and introspection, a tendency to self-sacrifice and self-blame,
and a predisposition for experiencing hopelessness and despair (Abse et al.,
1974). A history of prior psychiatric problems, depression, anxiety, or stressful
life events has been consistently associated with poorer adjustment among
breast cancer patients and their families (Ell, Nishimoto, Mantell, & Hamovitch,
1988; Maunsell et al., 1992; Morris, Greer, & White, 1977; Roberts et al., 1994;
Weisman, & Worden, 1976; Wellisch, Jamison, & Pasnau, 1978 ).
Other common manifestations of psychosocial morbidity are anxiety,
depression, chronic helplessness, emotional suppression, sexual dysfunction,
low self-esteem, an impairment of cognitive ability, social relationships, and
work capacity (Block, 1997). Many advanced cancer patients feel isolated
because of these emotions, and feel unable to discuss them with health
professionals (Spiegel, 1990). Individuals whose coping styles rely on
cognitive or behavioral avoidance experience greater distress than do those
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who use other coping patterns (Carver et al., 1993). Patients who feel more
isolated, perceiving limited emotional support from others, experience greater
adjustment problems (Stanton & Snider, 1993; Helgeson & Cohen, 1996).
A number of studies of cancer patients have reported an association
between poorer disease outcome and lower levels of self-reported distress
(Derogatis, Abeloff, & Melisaratos, 1979; Fawzy et al., 1993; Gorzynski et al..
1980; Levy et al.. 1985; Rogentine et al., 1979). These results often have been
interpreted as reflecting the harmful effects of a repressive, avoidant coping
style, in which situationally appropriate emotional discomfort is unrecognized or
disavowed (Simonton & Sherman. 1998). Such findings are consistent with an
older, methodologically limited literature dating back to the 1950s, (Bacon.
Renneker. & Cutler. 1952; Blumberg. West. & Ellis, 1954) in which patients with
rapid tumor progression were characterized as highly passive, compliant,
accommodating and unable to express negative emotions (Simonton &
Sherman, 1998).
Predictors of Adaptation
Although an understanding of who is most vulnerable to psychological
morbidity is expanding, little is known about who is likely to adapt most
successfully. Good adjustment may be most likely in cancer patients who hold
optimistic beliefs (Carver et al.. 1993; Carver et al., 1994), seek social support
(Taylor et al., 1985), and engage in active problem solving (Carver et al., 1993).
For example, the personal view that one can anticipate good outcomes in life,
rather than bad. even in difficult circumstances (e.g., an optimistic life view) may
prevent the breast cancer experience from being as stressful as it is for those
who do not share this life view, particularly those whose life view is the
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converse—a pessimistic one (Scheier & Carver. 1985). Although the optimistic
person will be distressed with having breast cancer and the stress of
undergoing an ABMT, she will t)e more apt to actively pursue health promotion
activities reflected in self-care options as diet, exercise, and stress
management, seeking out information, seeking social support, engage in
acceptance, positive reframing, and making use of one's religious beliefs rather
than negative ones such as denial or behavioral disengagement such as using
alcohol or drugs to cope (Carver et al., 1993). An active/assertive/optimistic
response pattern to a cancer diagnosis can have a positive impact on survival
and quality of life (Block, 1997).
An adaptive strategy for coping with physical discomfort might be problemfocused. Problem-focused stategies would involve management or alterations
of the person-environment relationship (the source of stress) (e.g., seeking
advice of one's physician or taking medication, or learning enabling skills such
as relaxation techniques in dealing with pain management), whereas the best
strategies for dealing with ambiguity about the future might be emotional
regulation which involves efforts to reduce or manage distress (e.g., distraction
or avoidance).
Summary
Identification of individuals at greatest risk for psychological or behavioral
problems related to undergoing an experimental procedure; namely, bone
marrow transplant, is important for many reasons, but the most salient ones
have to do with a means to efficiently identify individuals in greatest need of
preventative or rehabilitative support services. This chapter provided an
introduction to possible variables related to individuals at risk for psychological
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and behavioral morbidity. Discussion was provided regarding the paucity of
information related to pre-transpiant coping styles and psychological
adjustment.
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CHAPTER 11
CONCEPTUAL FRAMEWORK AND REVIEW OF THE LITERATURE
Conceptual Framework
The conceptual framework for this descriptive study is based on Roy's
Adaptation Model. Roy's Adaptation Model considers that the basis of nursing
knowledge is founded upon an understanding of people adapting within their
given life situations (Andrews and Roy, 1991a). Roy considers people as biopsycho-social beings who must be treated as a unified whole.
Conceptualizations of the variables explored in this secondary analysis are
depicted in Figure 1.
Roy defines the environment as all conditions, circumstances and
influences that surround and affect the development and behavior of the person
or group (Andrews & Roy 1991a). The concept of health is defined in the model
as "a state and process of being and becoming an integrated and whole
person. Lack of integration represents lack of health" (Andrews & Roy. 1991a,
p. 19). This idea stems from the thought that adaptation is a process of
promoting physiological, psychological and social integrity leading to
completeness or unity (Andrews & Roy, 1991a).
The concept of adaptation assumes that people are open systems which
respond to stimuli from both outside and inside the person. The term adaptive
"means that the human system has the capacity to adjust effectively to changes
in the environment and, in turn, affect the environment" (Andrews & Roy, 1991a,
p.7). Coping mechanisms assist the person to adapt to the changing
environment. The person then is conceptualized as an adaptive system
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Environmental
Stressors

>Coping
Mechanisms

>Adaptive Responses

+
Focal Stimuli
Number of Side Effects
From Breast Cancer or
Previous Treatment

Adaptive
Responses in the
Self-Concept Mode

+
Psychological Distress

Perception of
Illness Impact
Side Effects Burden

Residual Stimuli
Ambivalence Over
Emotional Expression

Figure I: Proposed conceptual relationships among number of side effects, ambivalence
over emotional expression, side effects burden, and psychological distress within The
Roy Adaptation Model Conceptual Framework
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engaging in interchange with the environment experiencing numerous internal
and external stimuli.
The process of health Roy (1984, 1987) refers to is the process of
adaptation in each of four integrated adaptive modes: physiologic, self concept,
role function, and interdependence. The integration of these four adaptive
modes reflect wholeness and the goal of nursing is to promote adaptation in
these adaptive modes and thereby contribute to health. When people are in an
adaptive state, they are free to respond to other stimuli. 'This freeing of energy
links the concept of adaptation to the concept of health" (Roy, 1984, p.38).
Adaptation is seen as the positive response to a stimulus, while a negative
response is termed maladaptation. The goal of nursing is to promote positive
and effective adaptation to the imposed change (Andrews & Roy, 1991b).
Nursing is viewed as promoting patient adaptation by collaborating with the
patient in identifying needs and planning interventions (Roy, 1987). Roy (1987)
asserted that the generation of nursing knowledge should be focused on the
processes by which persons affect their health status and on the nursing actions
to enhance these processes.
Types of Stimuli
According to Andrews and Roy (1991a) the environment is composed of
three types of stimuli: focal, contextual, and residual which necessitate
adaptation:
* focal stimuli - changes or situations which immediately affect the
individual, such as disease process or external event. This stimulus
triggers a change in the person which may result in an adaptive or
ineffective response. For example, when a person experiences pain, it
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becomes his/her focal stimulus until some action is taken to alleviate the
discomfort (isenberg, 1991). For this study, the focal stimuli is advanced
breast cancer reflected in the internal alterations produced by the
disease or previous treatment, such as pain, fatigue, hair loss, and
nausea.
* contextual stimuli - all the other stimuli present which may influence a
response to the focal stimuli.

In contrast to the focal stimulus, these

stimulus are not the main concern of the person. Contextual stimuli may
be classified as external or internal to the person (Roy & Roberts. 1981).
All of the women with advanced breast cancer in this study were
experiencing the same contextual stimuli of similar disease pathology
and will all be experiencing an autologous bone marrow transplant. Full
investigation of the contextual stimuli is beyond the scope of this study;
thus, contextual stimuli are not depicted in Figure 1.
* residual stimuli - characteristics, values and attitudes of the individual
which have developed from past experience and whose effects in the
situation are unclear (Roy & Roberts, 1981). They are vague,
ambiguous factors that may be affecting a person, but their influence
cannot be immediately ascertained or validated. After residual stimuli
are validated, they t)ecome either focal or contextual stimuli. Thus,
residual stimuli are potential factors In the situation that may influence the
confronting focal stimulus. For this study, the residual stimuli is specified
as ambivalence over expressing emotions.
The focal stimuli are acted upon by the control processes or coping
mechanisms (see Figure 1) which can be classified as two sub-systems: the
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regulator which responds automatically through the neural-chemical-endocrine
processes and the cognator, the other subsystem which responds through
complex processes of perception/information processing, learning, judgment,
and emotion (Andrews & Roy,1991a).
It is through the functioning of the regulator and cognator mechanisms,
then, that the processes of adaptation occur (Isenberg, 1991). Regulator and
cognator mechanisms are linked through the process of perception (Roy &
Andrews, 1991). Frequently, the regulator mechanism operates at a level
below cognitive awareness. At times, however, outputs from the regulator
subsystem are translated into perceptions in the cognator subsystem. While the
initial processing of stimuli within the control mechanisms (regulator and
cognator subsystems) cannot be observed, cognitive perceptions and the
behavioral outcomes of these coping mechanisms are amenable to
assessment. For this study, the regulator and cognator subsystems are
represented by the p>erceived illness impact of side effects experienced from the
breast cancer diagnosis and previous treatment six days prior to ABMT. Lastly,
level of psychological distress was selected as an indicator of adaptation in the
self-concept mode. Women with advanced breast cancer preparing for an
ABMT may be experiencing psychological distress which may include
depression, fear, anger, generalized anxiety, death anxiety, guilt, and self
blame. See Table 1 for a review of conceptual elements and variables to be
examined within the Roy Adaptation Model.
In summary, dealing with the stress of breast cancer and preparing for a
bone marrow transplant may result in physical and psychological alterations.
Adaptation to the stress caused by the physiological changes requires
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Table 1
Conceptual Elements and Variables to be Examined Within the Rov Adaptation
Model
Concepts From the Roy Model

Variables Examined

Focal Stimulus: an event that confronts
the person's integrity directly and
becomes the focus of attention for the
person who expends energy dealing with
it in order to maintain or restore
adaptation.

Number of side effects from previous
treatment or from the disease process in
women with advanced breast cancer 6
days prior to receiving an outpatient
autologous bone marrow transplant.

Residual Stimulus: characteristics of an
individual or life situation that are present
and relevant but difficult to quantify such
as character traits. Their effects cannot
be determined.

Ambivalence Over Emotional Expression

Coping mechanisms (regulator
subsystem): responds automatically
through neural-chemical-endocrine
processes
(cognator subsystem): information
processing and judgment, which
encompasses such activities as problem
solving and decision making. An
individual's appraisal of the effect of the
focal stimulus on adaptation
Adaptive Response: Self-concept mode the composite of beliefs and feelings that
a person holds about herself at a given
time

Side Effects Burden: Interpretation of
severity of symptoms/side effects
perception of upsettedness and
management of side effects

Psychological distress
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numerous considerations. The way in which the individual perceives the
physiological impact of the cancer process and the interpretation given to these
stimuli may influence the ability to engage in activities that contribute to
psychological well-being.
Research Questions
The research questions posed for this secondary analysis study of breast
cancer patients prior to receiving an experimental treatment, namely; an
autologous bone marrow transplant are:
1.

What is the relationship between number of side effects and perceived
side effects burden in women with advanced breast cancer prior to
receiving an experimental procedure (outpatient autologous bone
marrow transplant)?

2.

What is the relationship between ambivalence over emotional
expression and perceived side effects burden in women with advanced
breast cancer prior to receiving an experimental procedure (outpatient
autologous bone marrow transplant)?

3.

What is the relationship between numt>er of side effects and
psychological distress in women with advanced breast cancer prior to
receiving an experimental procedure (outpatient autologous bone
marrow transplant)?

4.

What is the relationship between ambivalence over emotional
expression and psychological distress in women with advanced breast
cancer prior to receiving an experimental procedure (outpatient
autologous bone marrow transplant)?
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5.

What is the relationship between perceived side effects burden and
psychological distress in women with advanced breast cancer prior to
receiving an experimental procedure (outpatient autologous bone
marrow transplant)?
Definitions

The following conceptual and operational definitions of number of side
effects, ambivalence over emotional expression, side effects burden, and
psychological adaptation will be used in this study:
Number of Side Effects
Number of side effects is defined as the frequency of side effects
experienced by the participants of this study six days prior to receiving an
ABMT. The side effects measured in this study were nausea, appetite, trouble
sleeping, pain, fatigue, bowel pattern, trouble thinking, appearance, skin
changes and hair loss.
Ambivalence Over Emotional Expression
Ambivalence over emotional expression considers three forms of emotional
expression conflict; (a) Pennebaker's notion of inhibited expression-wanting to
express, but actively holding back from expressing; (b) expressing, but not
wanting to (reluctant expression), and (c) expressing and later regretting it
(regretted expression).

Ambivalence over emotional expression is

operationally defined as the degree of positive and negative emotional
expression (King & Emmons. 1990).
Side Effects Burden/Symptom Distress
For this study side effects burden and symptom distress was used
interchangeably to measure the same construct. Symptoms are subjective
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phenomena regarded by the individual as an indication or characteristic of a
condition departing from normal function, sensation, or appearance (Biacklow,
1983). Symptom perception is the physical sensation interpreted in the light of
the experience (Rhodes & Watson, 1987). Awareness of perception of distress
is the ability of the individual to perceive or be cognizant of and discern the
amount of upset, strain, or physical or mental anguish of the experienced event
or symptoms (Lough, Lindsey, Shinn, & Stotts, 1987). Symptoms are stressors
perceptible only to the patient. The perception of a symptom is exacerbated
when the symptom is persistent. Once a stressor (symptom) produces feelings
of physical or mental anguish, unless some action or intervention is instigated
that produces relief, the amount of symptom distress or upset will increase.
Side effects burden for this study is operationally defined as the severity of
signs and symptoms identified by breast cancer patients prior to their outpatient
ABMT; how upsetting the identified symptoms are and how successful the
patient is in managing the side effects. Symptom distress is defined as the
degree of discomfort from the breast cancer or treatment related symptoms as
reported by the patient.
Psychological Distress
Level of adjustment is the effectiveness of behavior in promoting the
individual's psychological integrity. Psychological adjustment is operationally
defined in this study as the level psychological distress experienced by women
with advanced breast cancer six days prior to receiving an outpatient ABMT.
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Review of the Literature
Ambivalence Over Emotional Expression
The ambivalence construct emanated from earlier work by Emmons (1986)
on conflict over goals that demonstrated that any goal coupled with a desire to
inhibit that goal is likely to lead to aversive physical and psychological
consequences (Emmons & King, 1988). Thus, ambivalence over emotional
expression is assumed to be the "crucial component separating a healthy from
an unhealthy style" (King & Emmons, 1991, p. 4) not whether someone is or is
not behaviorally expressive of emotion. Pennebaker (1985) suggested that
lack of expression per se may not t)e pathogenic. Rather, lack of emotional
expression coupled with the desire to express emotion is the (literally) fatal
combination. The inhibition of emotional expression can t}e understood as a
result of an individual's competing desires to express and not express emotion.
Inconsistencies in the literature on emotional expression and illness led to the
identification of ambivalence over expressing emotion as a potentially important
contributor to psychological distress and physical illness and to a variety of
other affective, interpersonal, and behavioral outcomes (Emmons & Colby,
1995).
Related Constructs
The construct of ambivalence over expressing emotions bears resemblance
to the well-established repressive-coping style, or repressive defensiveness
(Jensen, 1987). Persons in conflict over expressing emotion may very well
share similar characteristics with repressive individuals, linked through common
inhibitory processes (King & Emmons, 1990). However, ambivalence is viewed
as a more general construct, "encompassing both positive and negative as well
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as both inhibition and rumination, whereas repressiveness refers to the lack of
recognition and expression of negative emotion only" (King & Emmons, 1990 p.
874).
Schwartz (1990) Temoshok and Dreher (1993) explicated the linkages
among repressive defenses, chronic helplessness/hopelessness, and
dysfunction of the healing system. Over time the inability to express emotion
reinforces unconscious hopelessness, because the person unable to
experience or communicate emotions may be unable to alter stressful social
conditions or assert legitimate needs or rights (Pert, Dreher, & Ruff, 1998).
Viewed from an existential perspective, the repressive coper Is missing an
essential component for an authentic selfhood, having unconsciously sacrificed
access to emotions that form the foundation of a mature identity (Pert et al.,
1998). The sacrifice was usually made in childhood to maintain the selfintegrity, but in later adulthood, this sacrifice becomes an unconscious
impediment to self-actualization (Pert et al., 1998). Although ambivalence over
emotional expression may not be completely consonant with repressive coping,
these constructs may overlap to some extent.
Personality Characteristics
There is some evidence that certain personality features are associated
with an increased risk for and course of cancer (Eysenck, 1995; Gross, 1989;
Temoshok, 1987). The task of identifying mechanisms through which coping
may be related to outcomes has been approached from several directions.
Wheaton (1983) and Kobasa (1979), for example focused on characteristics of
the personality that are antecedents of coping; Wheaton considered fatalism
and inflexibility, and Kobasa considered hardiness. The assumptions
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underlying this approach is that personality characteristics dispose the person
to cope in certain ways that either impair or facilitate the various components of
adaptational status.
Some research studies have found that patients with a lighting spirit' tend
to live longer than others, whereas the prognosis for 'helpless-hopeless'
patients is particularly poor. Watson and colleagues (1991) found that adopting
a fighting spirit (an attitude of optimism in the face of a realistic appraisal of the
illness) is associated with decreased anxiety and depression, whereas,
helplessness, anxious preoccupation, and fatalism were associated with
increased anxiety and depression.
While there has t)een an interest in the role of psychological and social
factors in cancer onset and progression since classical times, systematic
research has only been undertaken in the past 40 years. A consensus has
emerged that several clusters of psychological factors warrant further
investigation, namely a particular personality style, emotional nonexpression,
and feelings of depression or helplessness and hopelessness.

In 1987,

Temoshok advanced a personality style model called Type C, which develops
over time as a way of coping. Such a style is characterized as cooperative and
appeasing, unassertive, patient, unexpressive of negative emotions (particularly
anger) and compliant with external authorities (Temoshok, 1987).
Temoshok and Dreher (1993) have proposed that patterns of repression
and/or hopelessness arise and persist in varying degrees over the course of
one's lifetime. For example, people typically learn to repress their emotions as
a survival method for dealing with painful childhood experiences, or as a way of
maintaining balance within a family structure that may be dysfunctional
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(Temoshok and Dreher 1993). As they pass from adolescence into adulthood
and habitually forego expressing the more intense emotions, they begin to
suffer unknowingly from the legacy of this childhood pattern. In this way,
patterns that have been successful strategies in early years, can tjecome
dysfunctional and archaic in adult years (Temoshok and Dreher 1993).
The Type C coping style was previously characterized as abrogating one's
own needs in favor of those of others, suppressing negative emotion, and toeing
cooperative, unassertive, appeasing and accepting (Temoshok, 1987). This
coping style often appears to be effective, because environmental homeostasis
(e.g., non-conflictual interactions with others), and to some extent psychological
homeostasis are achieved (Temoshok, 1987). The Type C individual is
considered nice, friendly and helpful to others, and rarely gets into arguments or
fights. Moreover, the Type C individual can often obtain sufficient self esteem
from the reflected acceptance and social rewards by the environment to feel
psychologically balanced (Temoshok, 1987).
However, a chronically blocked expression of needs and feelings is thought
to have negative biological and psychological consequences. What may begin
as a conscious suppression of physical complaints in order to please others
(e.g. 'I wont bother Mommy now by telling her I'm hungry') may end up as a
habitual pattern of ignoring and ultimately not even recognizing such biological
signals as pain or fatigue (Temoshok, 1987). A similar pattern Is thought to
occur for psychological needs: loneliness, sadness, and so forth, which may be
considered signals that something is wrong and should be changed, are
suppressed so as not to antagonize or burden others (Temoshok, 1987). Such
a person may in fact be said to be chronically, but unconsciously, helpless or
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hopeless, as he or she feels that his or her needs are not being met. As stress
accumulates, perhaps even including the extreme stressor of developing
cancer, the individual's type C coping style may either break down, revealing
the previously hidden helplessness and hopelessness as depression, or it may
be replaced by a more satisfactory coping style, as the individual learns to
express his or her needs. Or, finally, it may continue, increasingly strained by
the demands placed on it by the accumulating stresses (Temoschok, 1987).
Emotional Expression and Cancer Survival
Does enhanced quality of life serve as a stepping stone to enhanced
quantity of life? (Simonton & Sherman, 1998). In a pioneering study by
Spiegel and colleagues (1989) women with metastatic cancer were randomly
assigned to a long-term psychological intervention or a control condition. The
intervention consisted of participation for 1 year in a weekly supportiveexpressive psychotherapy group, which included discussion of adjusting to lifethreatening illness, processing of existential concerns and self-hypnosis for
pain control. Spiegel has emphasized that the intervention was designed to
encourage emotional expression—sharing and processing the most difficult
emotional states associated with a life-threatening condition. Those who
received the therapy group fared better psychologically than did control
subjects.
At 10-year follow-up, however, it was found that women in the intervention
group on average, had survived twice as long (an average of 1 1/2 years
longer) than those in the control group, with the difference in survival time
beginning 8 months after the intervention ended. No measures of health
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behaviors, immunity, or endocrine functioning were included in this study, and it
is unclear what mediated these differences in survival time.
Fawzy and colleagues (1993) conducted a similar randomized controlled
trial with 68 patients with melanoma, found that participation in a 6-week
structured psychosocial intervention was associated with a reduction in the risk
of recurrence and a statistically significant 3-fold reduction in the risk of morality
over 6 years. Although emotional expression was not an explicit goal of his
cognitive-behavioral intervention, Fawzy's participants did share their ordeals
with others, learned and adopted methods of active coping, and practiced
relaxation techniques. Although it has received little attention, the study of
Fawzy and colleagues (1993) also found that patients who expressed more
distress at the outset of the study, and who evidenced an increase in activebehavioral coping, were significantly less likely to experience a recurrence or to
die of their disease.
These two intervention studies support the proposition that the healing
system is strengthened and balanced not simply by "good" emotions, but by the
experience, expression, and cognitive resolution of all emotions (Pert et al,
1998).
Side Effects Burden
Symptom distress or side effects burden has been alluded to in the medical,
nursing, and psychological literature in discussions of the occurrence of
sickness, illness, or disease and the human response to symptoms (Rhodes &
Watson, 1987). It is important to differentiate between the occurrence of a
symptom and the amount of distress produced by the symptom. The word
"symptom" is broadly used to name any manifestation of disease (Rhodes,
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Watson, & Hanson. 1988). Strictly speaking, symptoms are subjective
phenomena experienced by a person that are not directly observable by
another but instead become known only through the report of the person being
assessed (e. g., nausea, pain, fatigue) (Rhodes, et al., 1988).
Women with advanced breast cancer preparing to undergo an experimental
treatment may be experiencing symptom distress from prior treatment or from
effects of the breast cancer, decreasing their ability to perform activities of daily
living and affecting their quality of life. This study does not distinguish between
symptom distress from previous treatment for breast cancer and the symptoms
from the disease itself. All of the study participants have received previous
treatment for breast cancer which usually involved combinations of surgery,
radiation, chemotherapy and hormonal therapy which often cause distressing
side effects. A mastectomy or lumpectomy with a lymph node dissection
requires physiologic recovery from major surgery. In addition, exercise is
needed to restore range of motion to the affected arm, which often is impaired
(Harris, Henderson & Kinne, 1987). Phantom breast sensations, which include
pain and itching, also are common during the first year following mastectomy
(Lierman, 1988). Side effects of chemotherapy include nausea and vomiting,
hair loss, fatigue, anorexia and menopausal symptoms (Holleb, Fink & Murphy,
1991). Side effects of radiation therapy include fatigue, skin reactions, and
breast tenderness (Holleb et al.. 1991). Treatment with tamoxifen, an estrogenblocking drug, may cause such side effects as nausea, hot flashes, and vaginal
dryness (McDaniel, Rhodes, Nelson. & Hanson, 1995).
While these side effects may be common with women receiving treatment
for breast cancer, both the number of side effects associated with the treatment
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and other problems caused by the side effects vary from women to women
(Longman, Braden & Mishel, 1997). Other variables need to be evaluated to
determine their relationship to symptom distress development. For example,
this study will look at whether there is a relationship between the coping style of
ambivalence over emotional expression and increased side effects burden.
The determination of the adequacy of the person's ability to deal with
symptoms is essential for nurses to know in order to assist patients in measures
for management. Knowledge of the symptoms is based upon the patient's
experiences with the symptoms and their descriptions of what they perceive
(Rhodes, et al., 1988). For example, many patients experience fatigue as a
side effect of a cancer diagnosis and chemotherapy. When a patient
experiences extensive fatigue and states that the distress experienced is low
and that he/she uses appropriate self-care activities to manage the fatigue,
there may be no nursing intervention related to the symptom. However, another
patient with less frequent fatigue who reports a great deal of distress with the
symptom and who initiates inadequate self-care measures may experience
psychological distress and would benefit from a nursing intervention. Nursing
interventions aimed at minimizing symptom distress might then be planned,
implemented, and evaluated in future studies.
In her integrated review of the measurement of symptom distress, McCorkle
(1987) identified symptom distress as a critical variable in predicting or
explaining patient outcomes and concerns. The cumulative effects of symptoms
have been found to influence emotional responses (Love et al., 1989) and
quality of life (Germino & Dalton, 1986). Disease or treatment related symptoms
are possible correlates of adjustment in breast cancer.
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Looking at the impact side effects have on these patients is important
because they potentially involve psychosocial factors in their development and
expression. In addition, side effects can impact on other psychosocial
outcomes, for example, triggering distress in the patient or family, hindering
compliance or complicating the process of obtaining informed consent
(Andrykowski, 1994).
Perceptions of Symptoms
Symptom perception is the physical sensation interpreted in the light of the
experience (Rhodes & Watson, 1987). Awareness of perception of distress is
the ability of the individual to perceive or be cognizant of and discern the
amount of upset, strain, or physical or mental anguish of the experienced event
or symptoms (Lough et al., 1987). Various factors, i.e., age, social economic
levels, culture, family role, education, health knowledge, values, and past
experiences, affect individual's perceptions of distress (Rhodes & Watson,
1987).
The perception of a symptom is exacerbated when the symptom is
persistent. Once a stressor (symptom) produces feelings of physical or mental
anguish, unless some action or intervention is instigated that produces relief,
the amount of symptom distress or upset will increase, if the intervention
successfully alleviates the amount of upset or enables the individual to
successfully cope with the discomfort, the occurrence of the symptom is less
problematic (Nerenz, Leventhal & Love, 1982).
Symptom Distress Versus Symptoms of Distress
Symptom distress differs from symptoms of distress (Rhodes & Watson,
1987). Symptom distress refers to the degree or amount of physical or mental
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upset, anguish, or suffering experienced from a specific symptom, (i.e., nausea,
fatigue, insomnia). Symptoms of distress are the subjective perceptions of the
more global stress responses: (1) "psychological" (mental and overt behavioral
responses); (2) neurophysiological (neurohumoral, including catecholamine
effect on internal organs, heart, etc.); and (3) immunological (Holroyd, Appel, &
Andrasik, 1983). This distinction is important if one considers personality
characteristics or coping styles such as ambivalence over emotional expression
as a factor leading to increased symptoms of distress (i.e., fatigue, pain,
depression, anxiety, guilt, and self-blame).
Researchers have been directing more attention to patients' perceptions
and appraisal of symptoms, assumptions about causative factors, and the
manner whereby responses of health teaching are interpreted. Until recently,
many researchers have viewed symptoms only as indicators of disease and as
side effects of therapy. Fortunately, today more emphasis is being directed
toward other variables such as personality traits and coping styles.
Researchers are now beginning to recognize the importance of careful analysis
of both the symptom (stressor) and how best to provide enabling skills, and
encourage self-care based on different personality characteristics and coping
styles. Symptom distress hampers self-care and threatens independence
(Cacioppo, Andersen, Turnquist & Petty, 1986).

Successful coping styles and

strategies reduce symptom distress, thus, improving quality of life (Rhodes &
Watson, 1987).
Amplifiers of Side Effects Burden
Amplifiers of side effects burden or symptom distress include thoughts
related to the symptom, the degree of attention given to the symptom, the mood
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or mental outlook of the person, and the situation context of the symptom
occurrence (Rhodes & Watson, 1987). This study will address another possible
amplifier of side effects burden; namely, conflict or ambivalence over
expressing positive and negative emotions.
One of the most active areas of research in psychosocial oncology
concerns the application of psychosocial strategies for controlling medical
symptoms (Burish & Redd. 1994). As aggressive treatments become more
common and are applied to a broader range of patients (e.g.. bone marrow
transplant), symptom control has tjecome a greater concern. The creative use
of psychological approaches to enhance quality of life and manage debilitating
side effects have been areas of intense Inquiry (Simonton & Sherman, 1998).
Little is known about specific interventions in management of symptom
distress in patients with a repressive coping style or those with conflict over
expressing emotions. There is a paucity of research on individual differences
(i.e., which patients are most responsive to which interventions). There is some
evidence that those with a "blunting" (i.e., distracting or distancing) coping style
are more responsive to relaxation interventions than are those with a
"monitoring" (ie., vigilant) coping style (Lerman, Rimer & Blumberg, 1990).
Walker and colleagues (1999) examined the feasibility of using an
emotional expression nursing intervention in patients with breast cancer to test
the hypothesis that emotional expression improves psychosocial adjustment.
Their approach was based on Pennebaker's (1989) research on emotional
disclosure. In that, emotional expression is facilitated by having individuals
write about their deepest thoughts and emotions related to a stressful event
(Pennebacker & Beall, 1986). Study findings revealed a high level of
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acceptance and connpletion of emotional expression existed, but no effect of the
intervention on psychosocial adjustment was evidenced. The authors
concluded that emotional expression was feasible for patients with cancer, but
the efficacy of the intervention in improving mood and decreasing cognitive
intrusion and avoidance was not supported.
Psychological Distress
The majority of cancer patients, with the help of various 'coping strategies'
can manage to come to terms with their illness in ways that work reasonably
well for them. Some, however, are unable to achieve a satisfactory emotional
adjustment. Instead, they develop reactions of a kind which increase their own
mental suffering, impair their relationships with other people, and prevent them
from gaining optimum benefit from anti-cancer treatments (Barraclough, 1994).
Primary emotions such as anger, sadness, grief, fear, and joy are essential
elements of the repertoire of human experience, and each emotion serves
adaptive psychobiological and evolutionary functions (Temoshok & Dreher,
1993). By contrast, long-term states of distress (e.g., helplessness,
hopelessness, depression, despair) often result from inescapable or
overwhelming stress, rigidly repressive psychic defenses, anger turned against
the self, unresolved grief, and ineffective coping styles (Pert et al., 1998).
It is seldom possible to pinpoint with confidence any one precise cause of
emotional problems in the individual patient, but one or more of the following
factors often contribute (Barraclough, 1994):
•

The psychological stresses of the cancer diagnosis, for example, concern
about future prognosis and about welfare of relatives.

•

Poorly controlled physical symptoms: for example, pain, nausea, fatigue.
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•

A past history of psychiatric illness.

•

A vulnerable personality, not good at coping with stress.
Depression is among the most frequently reported of emotional problems in

cancer patients, and is important because it can often be treated successfully
(Cody, 1990; Haig; 1992; Massie. 1989; Mermelstein & Lesko, 1992). The
prevalence of depression among cancer patients in general has t)een shown to
be as high as 42% (Lynch, 1995; vant-Spijker, Trijsburg & Duivenvoorden,
1997). Meyers and colleagues (1994) explored the cognitive and emotional
functioning of 61 adult patients before, during, and after BMT. Results
demonstrate that nearly 40% of the sample experienced significant anxiety preBMT. Elevated levels of depression and anxiety may persist in a minority of
patients with breast cancer, even years after the diagnosis (Spiegel, 1997).
Ambivalence Over Emotional Expression:
Relationship to Side Effects Burden
Individuals who are conflicted with respect to their expressive behavior are
more prone to depression, anxiety, and obsessive-compulsive tendencies and
have elevated physical symptom reports, independent of self-reported
expressiveness and neuroticism (Katz & Campbell, 1994; King & Emmons,
1990, 1991). The mechanisms linking ambivalence to psychological well-being
are not yet well understood. As ambivalence would tend to diminish the ability
to accurately and effectively communicate emotion to others, the subsequent
attenuation in social support could provide one explanation by which
ambivalence leads to increased symptomatology (Emmons & Colby, 1995).
It is important to identify patients with ambivalence over expressing
emotions because (1) they may have increased side effects burden-number of
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side effects, be more upset, and be unable to manage their side effects; (2) they
may lack enabling skills to manage their symptoms secondary to negative
coping strategies and feelings of helplessness, hopelessness, depression, guilt
and anger.
After an exhaustive literature review, no studies could t)e found looking at
the relationship t}etween ambivalence over emotional expression and side
effects burden. One can only speculate that women with advanced breast
cancer awaiting an experimental treatment, having ambivalence over
expressing emotions, may have decreased self-efficacy or control or symptom
management capability; especially those women who also are feeling helpless
and depressed. Table 2 addresses issues of coping styles in relationship to
perceived side effects burden.
Shapiro and colleagues (1997) asked the question; "Which coping patterns
are most successful when individuals face a predictably challenging stressor
such as chemotherapy for breast cancer?" (p.143). This was based on their
previous research (1994) in which four coping patterns were identified in cancer
patients: confrontive, avoidant-confrontive; avoidant-resigned and resigned.
The confrontive group endorsed items which indicated that they were
optimistic regarding their future, sought information from medical sources more
often, and wanted to be more involved in their treatment decisions. In addition,
they did not avoid disclosing thoughts atx)ut breast cancer to family and friends
nor were they likely to attempt to distract themselves from thinking about it.
The avoidant-confrontive group consisted of individuals who endorsed
items indicating they were more likely to seek information from medical
professionals, were more optimistic regarding their future, and wanted to be.
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Table 2
Ambivalence Over Emotional Expression: Relationship to Side Effects Burden
Author

Population

Shapiro et al.

Cross-sectional study
of stage II t)reast
cancer patients (n=55)
receiving adjuvant
chemotherapy

Demographic
questionnaire; Medical
Coping Modes
Questionnaire; Social
Support Questionnaire;
Rotterdam Symptom
Checklist

Cluster analyses were used to
split women into confrontive,
avoidant-confrontive,
avoidant-resigned. and
resigned coping clusters.
Coping clusters predicted
significant variance in physical,
psychological, and total side
effects. Confrontive subjects
reported significantly fewer
psychological and physical
symptoms than avoidantconfrontive and avoidantresigned copers. Confrontive
copers also reported fewer
side effects than resigned
copers.

Manne et al.

Cross-sectional,
descriptive study of
breast cancer patients
(n=43) undergoing
adjuvant
chemotherapy. Had
no previous
chemotherapy or
concurrent radiation
therapy

Physical Symptoms
Questionnaire (PSQ);
Ways of Coping; Profile
of Mood States (POMS)
Questionnaires were
completed 3-5 days
prior to last
chemotherapy infusion
(before the 6th-8th
cycle of chemotherapy)

Patients who reported more
physical symptoms engaged
in significantly more
confrontive coping (p < .01)
and escape-avoidance (p <
.05)

(1997)

(1994)

Measures

Results
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involved in treatment decisions. They did not, however, want to think about or
discuss their breast cancer with friends or family and used distraction when the
topic was discussed.
Avoidant-resianed group endorsed items indicating more pessimism about
the future. They did not want to be involved in treatment decisions and avoided
thinking about, or discussing the illness with friends or family (Shapiro et al.,
1997).
Lastly, the resigned group consisted of individuals who endorsed items
suggesting that they felt more pessimistic and hopeless about their future. In
addition, they wanted to be less involved in treatment decisions and were less
interested in seeking information from medical professionals or other sources.
However, resigned copers did not shy away from conversations about the
illness with friends or family and did not avoid thinking about the illness.
The results showed that confrontive copers reported significantly better
physical and psychological functioning during adjuvant chemotherapy than
women who coped using avoidant-confrontive, avoidant-resigned, or resigned
patterns. In addition to being willing to discuss and think about the illness
confrontive copers reported more optimism, information seeking, and more
willingness to be involved in the treatment process.
According to Shapiro and colleagues (1997) the most surprising finding
was the dramatic difference in side-effect profiles between the confrontive and
avoidant-confrontive copers. "Confrontive copers reported significantly fewer
side effects than avoidant-confrontive copers, surprising given that the only
difference between these styles is the degree of willingness to discuss and think
about breast cancer" (Shapiro et al., 1997, p. 153). "Health professionals will
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likely have difficulty discerning the confrontive from avoidant-confrontive copers,
as they will t)oth appear the same in medical settings: They will both be
Information seeking, willing to tie involved in treatment decisions, and
optimistic" (Shapiro et ah, 1997, p. 1523) However, it appears that the critical
differences between these two groups (willingness to discuss and think about
breast cancer) will most likely occur when the individuals are away from
medical settings where confrontive copers are willing to think about and discuss
the illness with family and friends and avoidant-confronters distract themselves
and avoid the topic (Shapiro et al., 1997).
From these results, it seems clear that, in addition to confrontive
characteristics, a willingness to think about breast cancer and t)e disclosing with
family and friends confers tjenefits on breast cancer patients in terms of fewer
reported side effects (Shapiro et al., 1997). Although the specific nature of the
disclosures or thoughts about illness that resulted in having fewer side effects is
unclear, some have suggested that expression of negative feelings is the
important element (Shapiro et al., 1997).
As the researchers discuss in their section on methodological weakness,
results must be interpreted with caution. One weakness was that the study was
cross-sectional, secondly, a select number of coping behaviors and thoughts
were evaluated and mood was not measured as well as the small sample size.
Nevertheless, it appears that side effects and coping style are intimately related.
This study does not address management of side effects in relation to having a
conflict over emotional expression; nevertheless, it is relevant to the purpose of
the current study in that it does show the significance that various coping
patterns have on perceptions of side effects.
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Manne, and colleagues (1994) studied women with breast cancer receiving
adjuvant chemotherapy to see if there was a relationship among coping,
physical symptoms and affect. Eligibility criteria restricted study participants to
chemotherapy naive patients. Results indicated that patients who reported
more physical symptoms engaged in significantly more confrontive coping
(attempts to change the situation or taking risks; e. g., "tried to get the person
responsible to change his or her mind"), and escape-avoidance (behavioral
and cognitive efforts to escape or avoid; e.g., "wished the situation would go
away or somehow be over with"). There was no significant relationship
between self-control coping which describes efforts to regulate one's feelings
(e. g., "I tried to keep my feelings to myself) and physical symptoms. Limitations
of this study are small sample size and the cross-sectional design preventing
causal statements regarding the relationship between coping and affect.
Summary
Both of these studies (Shapiro et al., 1997; Manne, et al., 1994) address the
possibility of coping styles being related to side effects of women with breast
cancer receiving chemotherapy. Neither study addressed advanced breast
cancer patients having received previous chemotherapy awaiting an
aggressive treatment program. Additionally, neither study addressed the
perceived side effects burden-how upsetting the side effects were or the ability
to manage the perceived symptoms.
The present study will consider the possible link between individuals that
are in conflict or ambivalence over expressing positive and negative emotions
and their perception of side effects burden. The question raised is whether
conflicted individuals, with respect to emotional expression, might use more
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ineffective coping strategies and would t)e less likely to engage in active
problem-solving.
Ambivalence Over Emotional Expression:
Relationship to Psychological Distress
Suppressing one's emotional response, particularly negative emotions, has
been thought to t>e a common characteristic of the cancer patient (Cox &
Mackay. 1982; Greer & Morris, 1975; Temoshok 1987), and there is some
evidence that it is associated with poor psychological adjustment among
recently diagnosed breast cancer patients (Watson et al., 1991)
For the advanced breast cancer patient, facing the prospect of a
foreshortened future, in addition to the steady decline of health, ongoing
medication treatment, and the effect of the medical condition on loved ones, is
certain to bring forth an array of painful and difficult emotions (Classen,
Koopman, Angell & Spiegel, 1996). Table 3 summarizes studies related to
ambivalence over emotional expression and psychological adaptation. To
better understand the inhibited emotional expression often reported in breast
cancer patients, Servaes and colleagues (1999), in a retrospective study,
compared a group of breast cancer patients with a control group. The variables
studied were alexithyma, which is a specific disturbance in psychological
functioning that is characterized by difficulties in the capacity to verbalize affect
and to elaborate fantasies (Todarello, La Pesa, Zaka, Martino & Lattanzio,
1989), emotional disclosure, emotional expression, assertiveness, repression,
and distress. No differences were found between the 2 groups in alexithymia,
expressing emotions in general, or willingness to talk with others about
emotions.
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Table 3
Ambivalence Over Emotional Expression: Relationship to Psvcholo<;iical
P'Stress

Author

Population

Measures

Results

Servaes,
Vingerhoets,
Vreugdenhil,
Keuning, &
Broekhuijsen,
(1999)

Retrospective study
of former breast
cancer patients (n=48)
and healthy controls
(n=49)

Emotion Self Disclosure
Scale (ESDA), Toronto
Alexithymia Scale (TAS),
Emotional
Expressiveness
Questionnaire (EEQ),
Ambivalence Over
Emotional Expression
Questionnaire (AEEQ),
Scale of Interpersonal
Behavior (SIB),
Weinberger Adjustment
Inventory (WAI)

Only the AEEQ showed a
significant difference between
cancer patients, and controls.
The cancer patients showed
more ambivalence than the
controls with regards to
expressing emotions. The
groups did not differ in
willingness to talk with others
about emotions, the general
tendency to express
emotions, and alexithymia.

Classen,
Koopman,
Angeil &
Spiegel,
(1996)

Cross-sectional
descriptive study of
advanced breast
cancer patients
(n=lOi)

Profile of Mood States
(POMS); Courtauld
Emotional Control
Scale; Mental
Adjustment to Cancer
Scale

There was a strong negative
correlation between emotional
control and psychological
adjustment among advanced
breast cancer patients (p <
0.001).
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To better understand the inhibited emotional expression often reported in
breast cancer patients, Servaes and colleagues (1999). in a retrospective study,
compared a group of breast cancer patients with a control group. The variables
studied were alexithyma, which is a specific disturbance in psychological
functioning that is characterized by difficulties in the capacity to verbalize affect
and to elaborate fantasies (Todarello, La Pesa, Zaka, Martino & Lattanzio,
1989), emotional disclosure, emotional expression, assertiveness, repression,
and distress. No differences were found between the 2 groups in alexithymia,
expressing emotions in general, or willingness to talk with others about
emotions.
The patient group showed significantly more ambivalence over emotional
expression, more restraint, and more anxiety than the healthy controls. When
the patients expressed their emotions they did not want to show their weak side.
They did not want to be a burden to others, and they did not want to hurt them.
As a consequence, cancer patients deliberately chose not to express their
emotions.
A few examples of Ambivalence Over Emotional Expression Questionnaire
(AEEQ) responses make this clearer: "I want to express my emotions honestly,
but I am afraid that it may cause me embarrassment or hurt"; When I am really
proud of something I accomplish, I want to tell someone, but I fear I will be
thought of as conceited"; and "I strive to keep a smile on my face in order to
convince others I am happier than I really am."
Cancer patients showed more restraint than healthy controls. A more
extensive analysis indicated that they showed more impulse control,
responsibility, consideration of others, and suppression of aggression. These
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findings seem to square nicely with the type C (cancer-prone) characteristic: the
patients tend to efface themselves, comply with other persons' wishes, and are
in agreement with the just listed AEEQ items. Cancer patients were also more
anxious than healthy controls, although they did not differ on depression, self
esteem, and well-t>ein9. This seems surprising because it can t>e easily
imagined that having a serious disease like cancer can cause depression and
lower self-esteem and well-being. On the other hand, these data are in accord
with the idea that cancer patients do not want to show their real feelings, avoid
being too confrontational with others, and in that way, endanger social
relationships. Another possibility is that not everyone experiences depression,
lower self-esteem and well tseing.
Contrary to expectations, there was no significant difference in
assertiveness between cancer patients and controls. This finding suggests that
it is not social anxiety that prevents patients from expressing negative emotions;
rather, it is a delit}erate choice not to do so. The image of the breast cancer
patient that has emerged in the present study, is that a women who has
conflicting feelings about expressing her emotions, is reserved and anxious,
effaces herself, and represses aggression and impulsiveness (Servaes, et al.,
1999). However, the researchers felt that it is more likely that the present data
better fits the hypothesis that the cancer-prone characteristics are a
consequence of confronting a life-threatening disease rather than reflecting
premorbid personality features (Servaes, et al., 1999). Nonexpression of
emotions can be the consequence of suffering from breast cancer, which is a
serious illness associated with dramatic physical and psychological problems.
It is possible that patients, in reaction to their illness, display repression.
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expression management, and self-deception as a way of coping with the illness
and in an attempt not to lose emotional support (Servaes, et al., 1999).
The limitation of this study is that it was retrospective in design. The notion
that cancer patients may purposefully inhibit the expression of negative
emotions in an attempt to master their feelings or to maintain social
relationships cannot be ruled out.
There is controversy in the literature as to what one is measuring in studies
of emotional expression. Most theorists speak of emotional repression or
suppression, suggesting that there is physiological arousal which is not
manifested behaviorally (Gross, 1989). If there is, in fact, a physiological
response, one must ask whether this response is suppressed (consciously
inhibited) or is in fact denied (not only not expressed, but also not available to
conscious awareness) (Gross, 1989). Temoshok, however insists that a type C
individual "would never state directly on a self-report scale that interactions with
others were 'ambivalent' or 'avoidant'," suggesting that denial may be at work
(Temoshok, 1987). The following study used the Courtauld Emotional Control
Scale suggesting that suppression may be at work.
Classen and colleagues (1996) found fighting spirit and emotional
expressiveness to tse associated with better psychological adjustment in
advanced breast cancer patients. The study showed a strong negative
correlation between emotional control and psychological adjustment among
advanced breast cancer patients. The limitation of this study is that it is crosssectional in design making it impossible to determine the underlying causal
factors. It could be argued that the relationship works in reverse, namely, that
emotional distress leads to emotional suppression and a tendency to give up
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and not fight the illness (Classen et al., 1996). The cx)nstruct emotional control
using the Courtauld Emotional Control Scale evaluates the extent to which
individuals report controlling the expression of anger, anxiety, and depression,
may or may not also pertain to emotional expression. In contrast, ambivalence
over emotional expression is a construct more explicitly tied to the expression of
experienced emotion, positive and negative.
Summary
The aforementioned two studies address expressing emotions to be key
factors in psychological adaptation. The present study will further explicate the
possible ramifications of being conflicted over emotional expression in relation
to psychological distress in women with breast cancer awaiting an experimental
treatment.
Total Number of Side Effects and
Side Effects Burden:
Relationship to Psychological Distress
Although it has been suggested that treatment for breast cancer is a
significant stressor to all women, one may postulate that individuals who
appraise the treatment as stressful, reflected in higher levels of side effects
burden or symptom distress, will be likely to experience more problems with
psychological distress. Given the demonstrated importance of stress appraisals
(Folkman. Lazarus, Dunkel-Schetter. OeLongis, & Gruen, 1986; Folkman,
Lazarus, Gruen, & DeLongis, 1986), the breast cancer patient's perception of
the degree of current stress should influence how she is coping at least as
much as the medical condition.
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Although it seems reasonable to imagine that cancer patients would be
most concerned with being able to influence the course of the disease, in fact,
their control over more mundane, day-to-day problems, such as their level of
pain, symptoms, and emotional reactions, can t)e related to overall adjustment
(Thompson, Sobolew-Shubin, Galbraith, Schwankovsky & Cruzen, 1993).
Much of perceived control research has assumed that people derive a sense of
control from believing that they can avoid or terminate a stressor (e.g., avoiding
a shock) and has examined the effects of having or not having that control
(Thompson et al., 1993). Avoiding or terminating the threatening event is likely
to be a central goal, but people may also gain a sense of control from feeling
that they can ameliorate, avoid, or handle the various consequences of that
event. Table 4 summarizes studies in which numt)er of side effects and side
effects burden is depicted in relationship to psychological distress.
Several of the reviewed studies suggest a relationship between symptom
distress and psychological adaptation. Additionally, the importance of
perception of control in psychological adaptation is depicted in women with
breast cancer during various stages of treatment.
Thompson and colleagues (1993) found a strong relationship t)etween
perceptions of control and successful adjustment in a heterogenous group of
cancer patients. They speculated that the type of control that contributed most
to this relationship was not the perception that one could avoid the stressor but
rather feeling a sense of mastery over the consequences associated with the
stressor-emotional reactions and daily physical symptoms. Control strategies
patients reported included using communication to influence events in their
personal relationships, change in diet, life style, exercise, positive attitude, and
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Table 4
Total Number of Side Effects and Side Effects Burden: Relationship to
Psychological Distress

Author

Population

Measures

Results

Thompson,
SobolewShubin,
Gailbraith,
Schwankovsky &
Cruzen,
(1993)

Cross-sectional,
correlational study of
men (n=26 and
women (n=45) with
cancer; 42.3% were
breast cancer
patients. 36% were
receiving treatment at
the time of the
interviews

Rubin Relationship
Inventory, Karnofsky
Performar)ce Status,
Center for
Epidemiological Studies
Depression Scale,
Perceptions of control
scale. Malouff & Schutte
irrational Belief's scale.

A greater sense of control was
associated with lower levels of
depression/anxiety (p < .001).
Control over emotions and
physical symptoms accounted
for considerably more variance
(46%) in adjustment than did
marital relationships, medical
control or disease control (9%
to 4%).

Frederickson,
Jackson,
Strauman &
Strauman,
(1991)

Cross-sectional non
experimental design;
subjects n=45 with
unresectable breast
cancer prior to
receiving IL-2/LAK in
Phase II clinical tri£U.

The Apache 11 was used
to measure actual
physiological status, the
Symptom Distress
Profile was used to
measure subject's
perceived physiological
discomfort, and the
Sickness Impact Profile
was used to measure
subject's perceived
effect of the cancer on
psychosocial
adaptation.

Perception of symptoms was
positively correlated with
psychosocial adaptation and
not with actual physiological
status (0.60, p=<.0001)

Budin, (1998)

cross-sectional study
of unmamed breast
cancer patients after
receiving primary
surgery for breast
cancer(n=iOi)

Symptom Distress
Scale, Social Suppxjrt
Network Inventory
(SSNI), and PAIS

Symptom distress was
inversely related to
psychosocial adjustment (r =
54, p <0.001). Social support
was positively related to
psychosocial adjustinent (r =
0.8, p<.01).

Continued .
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Table 4, Continued
Author

Population

Measures

Oberst,
Chang,
McCubbin
(1991)

cross-sectional study
of cancer patients
receiving radiation
therapy (n=72) 15%
were breast carx:er
patients

GastonJohansson,
Ohly, FallDickson,
Nanda &
Kennedy,
(1999)

Descriptive
Gaston-Johansson
Painometer; State-Trait
correlational, crossAnxiety Inventory: Beck
sectional study of 83
breast cancer patients Depression Inventory;
20 days prior to
Medical Outcomes
autotransplantation
Study Short-Form
General Health Survey;
and the coping
strategies
Questionnaire

Significant correlations were
observed between state
anxiety and depression (0.61,
p<0.001) and physical
functioning and role
functioning (0.65, p < 0.001).
Significant, negative
correlations were seen
between state anxiety and
mental health (r=-0.66, p
<0.001), and depression and
mental health (r=-0.7i,
P<0.001).

Nezu at al..
(1999)

Descriptive,
con'elational, crosssectional study of 105
cancer patients.
Breast (41%). All
patients were actively
undergoing medical
treatinents for cancer
(e.g., chemotherapy,
radiation therapy,
surgery, bone)
marrow
transplantation.

Results indicated that the
patients who were less
effective problem-solvers also
reported higher levels of
anxiety and depression as well
as more cancer-related
problems.

Self Care Burden Scale
(SCBS), Symptom
Distress Scale. Family
Hardiness index (FHI),
Appraisal of Illness Scale
(AIS), Profile of Mood
States (POMS-S)

Social Problem-Solving
Inventory-Revised
(SPSI-R); Brief
Symptom Inventory
(BSI) and Cancer
Rehabilitation
Evaluation SystemResearch Form
(CARES)

Results
Appraisal was reported to be
the best predictor of affective
mood and to mediate the
direct effects of symptom
distress on mood.
Fatigue was the most
distressing symptom followed
by loss of strength arxl
difficulty in sleeping.
Symptom distress was the
best predictor of universal selfcare burden. Symptom
distress and somatic mood
were highly correlated.
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rest and relaxation. Because the data is correlational it cannot be concluded
that perceptions of control are a cause of good adjustment-it is possible that
successful adjustment causes one to have higher estimates of personal control.
However, they concluded that not all perceptions of control were associated
with adjustment rules out a simple response bias interpretation for the controladjustment correlation. Another limitation is that the study is cross-sectional
rather than longitudinal. Thus, it is not possible to see how participants
acquired or abandoned their control strategies over the course of the disease
nor to investigate the effects of prediagnostic dispositions on the acquisition of
personal control. However, their findings do suggest that interventions to help
breast cancer patients enhance their feelings of control or management of their
physical symptoms may be most useful if they focus on small daily events, such
as handling emotional reactions and physical symptoms, rather than on trying to
control the course of the disease itself.
A study by Frederickson, Jackson, Strauman and Strauman (1991)
investigated the role of perception and biopsychosocial adaptation In patients
with cancer entering an aggressive cancer treatment program. The Roy
adaptation model provided the framework from which the hypothesis were
derived and tested. The hypotheses proposed that physiological stimuli are
translated by the cognator through perception that alters the biopsychosocial
responses. Results supported that the physiological state of an individual may
not be correlated with how they are experiencing their physical state. Findings
suggest that physiological stimuli are mediated and translated by the cognator
according to the way patients perceive themselves which results in adaptation
in the psychosocial modes. Based on the findings of this study, the role of
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perception appears to be remarkable in its relationship to adaptation.
Adaptation was linked more to the patients' reported experiencing of distressful
physical symptoms than to the measured indices of physiological status.
Conceptually, the findings suggest the role of the control processes in
adaptation and the crucial relationship perception plays in linking the regulator
and the cognator (Frederickson et al.,1991).
Budin (1998) studied 101 unmarried women with breast cancer during the
late postoperative recovery phase fronn either breast conserving surgery, such
as lumpectomy or wide excision followed by radiation therapy to the remaining
breast tissue; or more extensive surgery, such as total or modified radical
mastectomy in which the entire breast was removed with or without
reconstruction. Adjuvant radiation therapy was the standard follow-up treatment
for lumpectomy and chemotherapy was also used with variations in timing
during the recovery period regardless of type of surgery. As expected,
individuals who experienced more distress from treatment-related side effects
also experienced more problems in the vocational, domestic, social, sexual and
emotional aspects of their life. The symptoms that participants rated as
particularly distressful Included fatigue, outlook, insomnia, and ability to
concentrate. The investigator speculated that it would be likely that women with
these symptoms would be likely to have difficulty with vocational, domestic,
social, sexual, and emotional aspects of life.
An individuals appraisal or evaluation of the personal meaning of the
situation (primary appraisal) and her resources for dealing with it (secondary
appraisal) will mediate the effects of other antecedent factors. Appraisal has
been reported to be the best predictor of affective mood and to mediate the

59

direct effects of symptom distress on mood in a sample of patients receiving
radiation treatment. Oberst, Chang and McCubbin (1991) found that moderate
amounts of symptom distress in cancer patients (ns171), 15% of which were
women with breast cancer, were sufficient to engender marked disruption of
daily activities and considerable self-care burden, leading to appraisals of the
illness situation as stressful. Fatigue was found to be the most prevalent and
distressing symptom.
To better understand the emotional state of individuals preparing for an
autotransplantation, Gaston-Johansson and colleagues (1999) recently
examined the relationships among pain, psychological distress, perceived
health status, and coping in patients with breast cancer after treatment with
mastectomy and chemotherapy prior to autotransplantation (n=83).
"Psychological distress was evident through the reporting of mild to severe
depression and state anxiety. This fact demonstrates the necessity of screening
for anxiety and depression in this population before admission for an
autotransplantation" (Gaston-Johnansson et al., 1999, p. 1343). Researchers
were interested only in the side effect of pain experienced prior to
autotranplantation and coping strategies employed. Positive coping strategies
such as praying, hoping and diverting attention were used frequently.
Catastrophizing, a negative coping strategy was used less frequently. Fifty-four
percent of the participants experienced no pain. All mean pain intensity scores
were low.
Nezu and his colleagues (1999) found that cancer patients who were less
effective problem-solvers reported higher levels of anxiety and depression as
well as more cancer-related problems. The results provide support for the
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overall hypothesis that effective problem-solving is strongly linked to
psychological adaptation and therefore is an important coping variable.
Many of the aforementioned studies have shortcomings in their
methodology, such as small sample size, heterogenous samples (e.g.,
consisting of patients at various stage of disease, male and female patients),
and lack of longitudinal designs. This study will provide knowledge in a much
more understudied and important area with an emphasis on side effects burden
of women with advanced cancer patients, and the relationship to psychological
adaptation in a homogenous population. Specifically, all of the study
participants have received similar chemotherapy and surgery, prior to receiving
an experimental treatment. It is important to look at these issues to implement
appropriate intervention strategies. Preadmission data are important as
potential prognostlcators of long-term quality of life (Gaston-Johansson &
Foxall. 1996).
Summary
Chapter Two included a description of Roy's Adaptation Model as the
conceptual framework for this study, definition of terms and a review of the
literature related to ambivalence over expressing emotions, number of side
effects, side effects burden, and psychological distress. This study examines
relationships between environmental stimuli and perception of management of
side effects and psychological adaptation in women with advanced breast
cancer prior to receiving an experimental treatment (ABMT) within Roy's
Adaptation Model. This conceptual framework provides nurses with a "lens
which focuses on the adaptive nature of the individual in response to internal
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and external stimuli" (Frederickson, Jackson, Strauman, & Strauman, 1991, p.
168).

Women with advanced breast cancer awaiting an ABMT who have conflicts
over expressing their emotions and who have a significant amount of side
effects burden from previous treatment or their disease process may be at
higher risk for psychological morbidity during and after the procedure.
Personality characteristics dispose the woman with breast cancer to cope in
certain ways that either impair or facilitate the various components of the
adaptationai process. It is not known what impact a woman waiting for a bone
marrow transplant that is conflicted over emotional expression, will have on her
perception of the illness and psychological distress.
The mechanism by which ambivalence over emotional expression impacts
side effects burden and psychological distress to ABMT in breast cancer
patients remains speculative. Potentially, ambivalence over emotional
expression may interfere with t}ehaviors that facilitate recuperation, or
psychological adjustment, lead to decreased compliance with the various pre
and post-transplant requirements (medications, self cares, isolation, etc.), or
may influence the selection of coping strategies used by patients. For example,
less problem-focused coping such as self-care.
Currently there are only a few studies in the literature which describe the
nursing needs of advanced breast cancer patients prior to receiving an
experimental treatment such as an autologous bone marrow transplant and the
relationships among side effects burden, ambivalence over emotional
expression and psychological adjustment. The literature suggests that conflict
or ambivalence over emotional expression may impact side effects burden, lead
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to psychological distress, and interfere with successful adjustment. However,
there remains a paucity of research examining these variables in this patient
population.
Information on the relationship between ambivalence over emotional
expression and perceptions of side effects is currently not t)eing collected prior
to experimental therapies such as ABMT. If results of this secondary analysis
reveal a possible relationship and potential indicator of psychological distress,
consideration should be given to incorporating assessment of these factors into
the initial evaluation of cancer patients prior to entering an experimental
treatment and the need for more intense psychological support.
if we can accurately delineate and measure the psychological variables that
apparently affect the course of some cancers, then, in the future, it may prove
possible to devise methods of psychological interventions which, when used in
conjunction with standard treatment, will improve not only the quality of life of
cancer patient but perhaps also, in some cases, their length of survival.
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CHAPTER 111
METHODOLOGY
This chapter describes the research design, setting, sample, data collection
method and instruments employed for this study.
Design
This study is a secondary analysis of the quantitative data from a quality of
life study of women receiving an outpatient autologous blood cell
transplantation for high risk breast cancer and their primary caregivers.
Secondary data analysis is defined as further analysis of existing data for the
purpose of presenting interpretations or knowledge additional to, or different
from, those presented in the original study (Leske, 1990). Secondary analysis
is a type of research in which the data collected by one researcher is re
analyzed by another investigator (Polit & Hungler, 1995). This type of research
is efficient and economical as it examines relationships among data that have
not been previously addressed, saving costs in data collection.
The research design for this study is a cross-sectional descriptiveexploratory design study. The purpose of descriptive studies is to observe,
describe, and document aspects of a situation as it naturally occurs and
sometimes to serve as a starting point for hypothesis generation and theory
development (Polit & Hungler, 1995). A descriptive design is particularly
relevant when little is known about the concepts and their relationships to other
variables (Haberman & Lewis (1990). Descriptive studies document the
essential components of the concept being studied, such as frequency of
occurrence, relationship to demographic characteristics, and critical attributes of
the concept.
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Setting
Subjects from the original study were recruited from a convenience sample
of women with advanced breast cancer who were scheduled to receive an
autologous bone marrow transplant at a large comprehensive cancer medical
center in the Southwestern United States.
Sample
The sample used for this secondary analysis consisted of 21 women with
advanced breast cancer who were preparing to receive an outpatient bone
marrow transplant. The original study group consisted of patients with Stage III
and IV breast cancer and their caregivers. All patients had received an
Induction chemotherapy regimen which generally included doxorubicin. Those
resistant to doxorubicin or those who had received up to 300 mg/m^ of
doxorubicin were treated with other drugs such as paclitaxel, docetaxel or
vinorelbine. Salvage mastectomy was performed following neo-adjuvant
chemotherapy prior to autotransplantation.
Subjects were recruited into the primary study to assess the contribution of
disease, treatment, and personal characteristics effecting their quality of life; to
explore the concerns of the primary caregivers; and to assess the measures
regarding reliability, validity, and sensitivity over time. The full instrument
consisted of 104 questions and was comprised of 7 scales which address the
domains of symptom management, patient knowledge, sources of information
and supports, employment, intimacy and sexual functioning, and emotional
expression. The instrument was administered six days prior to chemotherapy,
on day 100 and again one year following autologous blood cell transplantation.
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This secondary analysis study will focus on data obtained 6 days prior to
A8MT. This timeframe was chosen because assessment and treatment of
patients' emotional state is extremely important prior to transplantation
procedures and associated intensive chemotherapy because efforts can t)e
directed at reducing psychological distress and helping patients better cope
with the upcoming situation
Protection of Human Subjects
The original study was part of a grant proposal approved by the University
of Arizona Human Subjects Committee (Appendix A). Informed consent was
ensured by the original researchers through a consent form. Confidentiality of
the data for secondary analysis will be maintained by aggregate analysis. This
study will analyze data unanalyzed by the original investigator. The principal
investigators of the original study granted permission to this investigator to
perform secondary analysis (Charles Taylor, M. D. and M. J. Bishop, M. 0). See
Appendix B). Appendix C is evidence of the approval from the University of
Arizona Human Subject's Committee.
Data Collection Procedure
The demographic information that was originally collected and that will be
used in this study included age, marital status, ethnic origin, level of education,
monthly income, and employment status (Appendix D).
Number of Side Effects Instrument (Appendix E)
The number of side effects variable was measured by the total number of
side effects marked on the Side Effects Burden Scale. The checklist consists of
10 common side effects of breast cancer and its treatment. The specific side
effects included on the list were nausea, appetite, trouble sleeping, pain.
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fatigue, bowel pattern, trouble thinking, appearance, skin changes, and hair
loss. The number of side effects was determined by using part A of the side
effects burden questionnaire where participants responded on a five-point scale
to side effect and severity (l=no side effect, 2~a little, 3=somewhat, 4- very
much, 5=all of the time). Each side effect was coded dichotomously as either
present or not. Thus, participants indicating 1 for the side effect meant no side
effect; answers 2, 3, 4, or 5 indicated a side effect. Total number of side effects
was determined by adding up the total number of side effects for each
participant.
Number of side effects is one of three possible scores that can be obtained
from the side effects burden scale (personal communication C. Braden): Total
number and amount of side effects (internal consistency and reliability for a
sample of 404 women receiving treatment for breast cancer, as measured by
Cronbach's alpha was a = .76).
Ambivalence Over Emotional Expression Instrument (Appendix F)
The variable was measured by using scores on the Ambivalence over
Emotional Expression Questionnaire (AEQ) King & Emmons, 1990). King and
Emmons (1990) developed the AEQ as an individual difference measure of the
"conflict" component of emotional expression. The AEQ is a 28-item self-report
measure designed to consider three forms of emotional expression conflict; (a)
wanting to express but actively holding back from expressing; (b) expressing,
but not wanting to (reluctant expressing), and (c) expressing and later regretting
it (regretted expression). The AEQ samples conflict in the expression of both
positive (e.g., love and affection) and negative emotions (e.g., anger and
jealousy). King and Emmons (1990), developed the AEQ from 600 items
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gathered during qualitative interviews (Emmons, 1986). Exploratory and
confirming principle components factor analysis on data gathered in three
subsequent studies (N=299, 45. 45) support the use of the AEQ as a single
scale. Internal consistency, as measured by Cronbach's alpha is moderate to
high (a=.89). Test-retest, Convergent and Discriminant validity comparisons
were supportive of the reliability and validity of the scale.
Side Effects Burden Instrument (Appendix E)
The Side Effects Burden Scale was used to measure the patient's symptom
distress (Braden & Mishel, 1994, unpublished). The Side Effects Burden Scale
is based on the Side Effects Checklist which consists of 16 possible side effects
of breast cancer treatment (Longman, Braden, & Mishel. 1997, 1999). The side
effects burden scale used in this study consisted of a 10-item self-report
instrument consisting of three parts which address severity of side effects (part
A), upsettedness (part B), and management (part C). Patients were asked to
provide answers based on the one statement that most closely told how they
had been feeling during the past week, including the day of assessment. A 5point Likert-type format ranging from 1 (normal or no severity) to 5 (extensive
severity) was used for part A. Upsettedness (part B) was measured by a 4 point likert type format ranging from 1 (not at all upsetting or usually able to
manage) to 4 (unbearably upsetting and never able to manage). Management
(part C) was measured by a 4-point likert type format ranging from 1 (never able
to manage) to 4 (usually able to manage). Patients were instructed to answer
their upsettedness with the side effect (part B) only if they experienced more
severity of the side effect; specifically, if they answered #3 "I have the side effect
fairly often," or #4 "I have the side effect most of the time" or #5 "I have the side
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effect all of the time." Patients were then asked to answer their ability to manage
the side effect (part C) only if they answered the upsetttedness question with #3
very upsetting or #4 unbearable. A combined total for all three parts was used
to measure the side effects burden for each patient. A low score indicated little
side effects burden, whereas higher scores denoted higher levels of side effects
burden.
Three scores can be obtained from the side effects burden scale (personal
communication C. Braden): Total numt)er and amount of side effects (internal
consistency and reliability for a sample of 404 women receiving treatment for
breast cancer was a = .76); Total upsettedness (a =.76); and total inability to
manage side effects (a=.76). Longman, Braden & Mishel (1999) report the
validity of this instrument to be supported by the finding that the Side Effects
Checklist was significantly associated with the Symptom Extension Subscale, a
modified version of the Symptom Transition Scale (De Groot, 1989). The
Symptom Transition Scale has t)een used to measure the overall severity of the
illness aspect of side-effects burden.
Psychological Adjustment Instrument (Appendix G)
Psychological adjustment was measured with the psychological distress
subscale of the Psychosocial Adjustment to Illness Scale - Self Report (PAISSR; Derogatis, 1983). The psychological distress subscale is designed to
measure dysphoric thoughts and feelings that are associated with the patient's
breast cancer and the results of the illness and its sequelae. Principal affective
indicators of psychological distress such as anxiety, depression, and hostility,
as well as reduced self-esteem, and inappropriate guilt are evaluated in this
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domain (Derogatis, 1986). Coding of the PAIS-SR responses was such that the
higher the score the greater the distress or dysfunction.
The interrater reliability of the PAIS has been calculated at 0.83 (Conrady,
Wish. Agre, Rodriguez, & Sperling, 1989; Morrow, Chiarello, & Derogatis, 1978:
Strohmyer, Noroian, Patterson, & Carlin, 1993). The PAIS has shown both
construct and criterion validity through an intercorrelational matrix (Morrow et
ai.), and a convergence validity coefficient of 0.81 when compared to the Global
Adjustment to Illness Scale (Conrady et al.). Morrow et al. (1978) found the
seven subscales to t>e independent of each other. The full scale has t)een
previously used with bone marrow tranplant patients and has established good
psychometric pro|3erties (Andykowski, Henslee & Farrall, 1989).
Statistical Analysis
Analysis of the data was completed using the Statistical Packages for the
Social Sciences (SPSS-X) computer program. The alpha level for statistical
significance was set at p ^ 0.10 given the exploratory nature of the study and
the small sample size. The levels of data measurement for this study are
classified as nominal and ordinal. Descriptive statistics were used to describe
the demographic characteristics of the sample.
The Spearman's rho was used to address all five research questions.
Spearman rho was used to determine if significant relationships existed
between number of side effects, ambivalence over expressing emotions, side
effects burden, and psychological distress. Research questions addressed
were:
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1.

What is the relationship t>etween number of side effects and perceived side
effects burden in women with advanced breast cancer prior to receiving an
experimental procedure (outpatient autologous bone marrow transplant)?

2.

What is the relationship between ambivalence over emotional expression
and perceived side effects burden in women with advanced breast cancer
prior to receiving an experimental procedure (outpatient autologous tx)ne
marrow transplant)?

3.

What is the relationship between number of side effects and psychological
distress in women with advanced breast cancer prior to receiving an
experimental procedure (outpatient autologous bone marrow transplant)?

4.

What is the relationship between ambivalence over emotional expression
and psychological distress in women with advanced breast cancer prior to
receiving an experimental procedure (outpatient autologous bone marrow
transplant)?

5.

What is the relationship between perceived side effects burden and
psychological distress in women with advanced breast cancer prior to
receiving an experimental procedure (outpatient autologous bone marrow
transplant)?
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CHAPTER IV
RESULTS
The results of the secondary analyses are presented In this chapter.
Demographic characteristics of the sample and reliability of instruments are
described. Spearman correlations was used to describe the relationships
between and among numfc)er of side effects, ambivalence over emotional
expression, side effects burden, and psychological distress among women with
advanced breast cancer awaiting an experimental procedure, ABMT. The
results of the data analysis in response to the research questions are
presented.
Sample Characteristics
The sample consisted of 21 women with advanced breast cancer who were
awaiting an autologous bone marrow transplant. Women ranged in age from
33 to 63 years with the mean age of 46.24 ^SD =7.67). The women had a mean
education level of 14.6 years fSD = 2.29). The majority of the participants were
on leave from a full-time position (52.4%). The mean monthly family income
after taxes was $3,589 fSP = 423.00). The mean number of individuals living
on the monthly income was 2.76 fSD = 1.3). The majority of the sample was
married (66.7%) and caucasian (95.2%).

Table 5 presents the demographic

characteristics of the sample.
Number of Side Effects
The top three most frequently reported symptoms were nausea (90%),
fatigue (81%), and trouble sleeping (81%) (See Table 6). Trouble thinking
(52%) and pain (48%) were reported with the least frequency. The median
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Table 5

Socio Demographic Characteristics of the Sample

Characteristic

N

%*

Gender
Female

21

100

Ethnicity
Caucasian
Mex. American

20
1

95.2
4.8

14

66.7

2
2
2
1

9.5
9.5
9.5
4.8

4
4
5
8

19.1
19.1
23.8
38.0

Occupation
housewife
unskilled
white collar
professional/manager

l
1
11
8

4.8
4.8
52.4
38.1

Employment Status
medical leave from P/T job
medical leave from F/T job
retired
unemployed
missing

2
11
4
3
1

9.5
52.4
19.0
14.3
4.8

Marital Status
married
living with another more
than 6 months
separate
divorced
never married
Education Completed
11-12
13-13.5
14
16-18

Continued

Table 5
Socio Demographic Characteristics of the Sample - Continued

Characteristic

Income - monthly (US$)
<1,000
1,000-1,999
2,000-2,999
3,000-3,999
4.000-4,999
5,000-5,999
6,000-6,900
missing

N

2
1
2
4
3
3
2
4

%*

9.5
4.8
9.5
19.0
16.7
16.7
9.5
19.0

Age (years)
Mean =46.24
SD =
7.67
Range = 33-63

* Some patients chose not to answer all questions. Missing data excluded for
% computation where applicable
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Table 6
Types of Side Effects Reported
Side Effect

Nausea
Fatigue
Trouble Sleeping
Hair
Appetite
Bowel Pattern
Appearance
Skin Changes
Thinking
Pain

= 21)
Percentage of Respondents
Reporting Symptom

90%
81%
81%
76%
76%
71%
67%
67%
52%
48%
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number of side effects reported by the study participants was 8 out of a possible
range from 0-10, and a Mean of 7.24 fSD = 1.79) (See Table 7).
Ambivalence Over Emotional Expression
Subjects reported a mean total ambivalence over emotional expression
rating of 73.43 fSD = 19.38, range = 42-114) out of a possible total range of 28140 (See Table 7). Greater than fifty-percent of the patients reported feeling
"quite often or frequently feeling like this" to the following questions: "I try to
avoid sulking even when I feel like it" (62%); "I try not to worry others even
though sometimes they should know the truth" (57%); "When someone t)others
me, 1 try to appear indifferent even though I'd like to tell them how I feel" (57%);
and "I try to refrain from getting angry at my family even though I want to at
times" (52%).
Greater than 75% of the patients (n.= 21) reported "never feeling like this" or
"a little bit" to the following questions: "When I am really proud of something I
accomplished I feel I will be thought of as conceited" (81%); and "I want to tell
someone when I love them, but just is difficult to find the right words (76.2%). In
general, the patients experienced a moderate amount of ambivalence over
expressing their emotions particularly negative emotions.
Side Effects Burden
Study participants were asked to indicate the severity, upsettedness and
management of the side effect exp)erienced the week prior to filling out the
questionnaire. As indicated in Table 7, the mean for total perceived side effects
burden was 46.43 ^SD = 18.36; range 16-85), out of a possible range of 10-130.
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Table 7
Possible and Actual Ranges. Medians. Means, and Standard Deviations for
Measures (N =2n
Instrument
Scale

Possible
Range

Actual
Range

Median

M

SD

Number of Side Effects

0-10

4-10

Ambivalence Over
Emotional Expression

28-140

42-114

75

73.43 19.38

Side Effects Burden

10-130

16-85

50

46.43 18.36

5-20

6-13

9

PAIS
Psychological Distress

7.24

8

9.33

1.79

2.06

A higher score on the number of side effects (taken from Part A of Side
Effects Burden Scale) indicates a greater frequency of side effects.
Higher scores on the AEEQ indicates more ambivalence over expressing
positive and negative emotions. Higher scores on the Side Effects Burden
scale indicate increased severity of side effects, higher upsettedness and less
ability to manage side effects. A higher score on the PAIS indicates more
psychological distress.
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As shown in Table 8, hair loss was rated as the most severe of the ten possible
side effects (M = 3.19) fSD s .29). As indicated in Table 9, 71% (q = 15) of the
participants had a lot of hair loss with 33% (q = 7) finding it very upsetting and
5% (n_=l) finding it unbearable. Ten percent (q = 2) frequently were able to
manage the hair loss, and 29% (n - 6) were unable to manage it.
Patients found fatigue as the second most severe side effect fM = 2.86; SD
= .30) (Table 8). As shown in Table 9, 43% (n = 12) reported feeling quite tired
to very tired with a range from often (24%; a = 5) to frequently (19% q = 4) to
always (14% q = 3). Twenty-four percent (q = 5) of the patients reported fatigue
as being very upsetting; 19% (n = 4) were frequently able to manage it; and 5%
(n = 1) were unable to manage it.
Patients found difficulty sleeping as the third most severe side effect (M =
2.38; SC =

-25) (Table 8). As shown in Table 9, approximately 37% of the

patients (n = 6) reported difficulty with sleeping with a range from often (4.8%; n
= 1) to usually (19%; n = 4) to finding it impossible to sleep (5%; 0.= 1). Twentyfour percent (ii.= 5) of the patients reported the symptom as very upsetting.
Ninteen percent (n = 4) were frequently able to manage their sleeping difficulty,
and 5% (n = 1) were unable to manage it.
In general, the majority of symptoms were mildly distressing. Three
symptoms were found to be particularly distressing to these women. Hair loss
was reported to be the most distressing side effect reported by 71% of the
patients causing the most upset in 33% of the patients with 29% being unable to
manage the symptom. Approximately 25% of the women found fatigue and
difficulty sleeping distressful.

Table 8

Side Effect Severity Ratings During the Pre-Autotransplantation Period

Side Effect

Mean*

SD

Median

Range

Severity

Hair Loss

3.19

.29

4.0

1-4

Fatigue

2.86

.30

3.0

1-5

Trouble Sleeping

2.38

.25

2.0

1-5

Nausea

2.24

.17

2.0

1-4

Appearance

2.21

.26

2.0

1-5

Appetite

2.0

.17

2.0

1-4

Bowel Pattern

2.0

.20

2.0

1-4

Skin Changes

1.90

.18

2.0

1-4

Pain

1.86

.26

1.0

1-5

Thinking

1.62

.15

2.0

1-3

* Higher scores indicate greater severity

Table 9

Percentages for Severity. Upsettedness. and Management of Side Effects (N=2n
Nausea Appetite Sleeping; Pain Fatigue

Bowel

ThiniiinK Appearance Skin

Hair

SEVERITY
Never
Sometimes
Often
Usually
Always

10
67
14
10
0

24
57
14
5
0

19
52
5
19
5

52
29
5
10
5

19
24
24
19
14

29
53
10
10
0

48
43
10
0
0

24
43
10
10
5

33
48
14
0
5

24
5
0
0
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IIPSET
Not at all
Mildly
Very
Unbearable

10
5
10
0

0
19
0
0

0
5
24
0

0
10
5
0

0
33
24
0

0
10
10
0

0
5
5
0

5
5
14
0

5
10
5
0

24
10
33
5

MANAGE
Never
Sometimes
Frequently
Usually

10
0
5
0

5
0
5
0

5
0
19
0

0
5
5
0

5
0
19
0

5
0
5
0

5
0
5
0

0
5
10
5

14
0
5
0

29
0
10
0

•vl
(O
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Psychological Distress
Seventy-four percent of tfie sample experienced a little bit of fear,
nervousness and worry with a range of quite a bit (23.8%) to very much (4.8%);
(M = 2.33; SU = -13. range = 1-4). Thirty-eight percent of the sample
experienced no sadness, depression or hopelessness with a range of a little bit
(57%) to quite a bit (5%); (M = 1-67, S.D = .13, range = 1-3). Forty-three percent
of the sample experienced no anger, bad temper or getting upset easily with a
range of a little bit (48%) to quite a bit (9%); (M = 1-67, SH = -15, range = 1-3).
Sixty-two percent of the sample experience no self blame or feelings of letting
people down with a range of a little bit (29%) to quite a bit (9%); (M =1

^=

.15, range = 1-3). Fourteen percent of the sample experienced no worry about
illness or anything else with a range of a little bit (53%) to quite a bit (33%); (M.=
2.19,

= 1.5, range = 1-3).

Subjects reported a mean total psychological distress rating of 9.33 rSD =
2.06, range = 6 -13) of a possible total range of 5-20 (See Table 7). In general,
the majority of patients were experiencing a little bit of fear, depression,
hopelessness and anger, minimal self-blame, and a little bit to quite a bit of
worry.
Instrument Reliability
The instruments used in this study were tested for internal consistency
reliability using Cronbach's alpha coefficient, following Burns and Grove's
(1993) suggested criteria for acceptability. For newly developed instruments, a
reliability of .70 is considered the lowest acceptable coefficient. For welldeveloped instruments, a reliability of .80 is considered acceptable (Burns &
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Grove, 1993). See Table 10 for the internal consistency of the scales used in
this study.
The standardized Cronbach's alpha for the Number of Side Effects was .68
(Part A of Side Effects Burden Scale). The standardized Cronbach's alpha for
Ambivalence over Emotional Expression Scale was .92. For the Side Effects
Burden Scale, the standardized Cronbach's alpha was .82. The standardized
Cronbach's alpha for the Psychological Adjustment Sub-Scale was .65. The
internal consistency of all instruments was considered acceptable although the
standardized coefficient alpha was below the .70 criteria for the Psychological
Adjustment Sub-Scale.
Results Related to Research Questions
For all the following research questions Spearman's rho was calculated to
determine whether a significant relationship existed between the variables.
Standards used to estimate the magnitude of the correlations are those of
Cohen (1988): a small correlation is an r of .10 to .29; a medium correlation is
an r of .30 to .49; and a large correlation is an r of .50 and above (See Table 11
for Spearman's rho relationships among the variables).
Research Question 1: What is the relationship between number of side effects
and perceived side effects burden in women with advanced breast cancer prior
to receiving an experimental procedure (outpatient autologous bone marrow
transplant)?
For this question Spearman's rho was calculated to determine whether a
significant relationship existed between number of side effects and side effects
burden. The results showed a small positive non-significant relationship (r =
.233);(c = .309);(df = 19).
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Table 10
Internal Consistency of Scales

Scale

Coefficient aipha

Numtser of Side Effects (Part A, Side Effects Burden)

.68

Ambivalence Over Emotional Expression

.92

Side Effects
Part A
Part B
Part C

.82

Burden
.68
.79
.86

Psychological Adjustment (PAIS subscale)

.65
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Table 11
Spearman Rank-Order Correlations Analyzing the Relationships Among the
Study Variables: Numt>er of Side Effects r# SEV Ambiyalence Oyer Emotional
Expression ^AEEV Side Effects Burden ^SEBK and Psychological Distress rPD)

#SE
#SE

AEE

SEB

PD

1.0
.156

1.0

1.0

AEE

.334

SEE
PA

.233
.380*

1.0
.059
.589"

* Correlation is significant at the s 0.10 level
** Correlation is significant at the 0.01 level (2*tailed).
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Research Question 2: What is the relationship between ambivalence over
emotional expression and perceived side effects burden in women with
advanced breast cancer prior to receiving an experimental procedure
(outpatient autologous bone marrow transplant)?
For this question Spearman rho was calculated to determine whether a
significant relationship existed between ambivalence over emotional
expression and side effects burden. The results showed an insignificant
relationship (r = .059): (a = -80); (slf = 19).
Research Question 3: What is the relationship iDetween number of side effects
and psychological distress in women with advanced breast cancer prior to
receiving an experimental procedure (outpatient autologous bone marrow
transplant)?
For this question Spearman's rho was calculated to determine whether a
significant relationship existed between ambivalence over emotional
expression and side effects burden. The results showed a medium positive,
significant relationship (r = .38): (ja = .089 ): (d! = 19).
Research Question 4: What is the relationship between ambivalence over
emotional expression and psychological distress in women with advanced
breast cancer prior to receiving an experimental procedure (outpatient
autologous bone marrow transplant)?
For this question Spearman's rho was calculated to determine whether a
significant relationship existed between ambivalence over emotional
expression and side effects burden. The results showed a strong significant
positive relationship (l= -589): (b = .005): (SH = 19).
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Research Question 5: What is the relationship between perceived side effects
burden and psychological distress in women with advanced breast cancer prior
to receiving an experimental procedure (outpatient autologous bone marrow
transplant)?
For this question Speamrian's rho was calculated to determine whether a
significant relationship existed between ambivalence over emotional
expression and side effects burden. The results showed a very small positive,
non-significant relationship (i = -156); (c = .498); (jif = 19).
Summary
The sample characteristics of the 21 women who were about to undergo an
experimental treatment for advanced breast cancer were described. Instrument
reliability, and statistical analyses for each of the research questions were
presented. All three instruments showed acceptable internal consistency
reliability.
A conservative approach was taken and nonparametric analyses
(Spearman's rho) was used to analyze the data. Nonparametrics was used due
to the small sample size and the use of nominal and ordinal scales.
Two statistically significant relationships were evidenced, a positive
relationship in ambivalence over emotional expression and psychological
distress and number of side effects and psychological distress. These findings
indicate that there is strong evidence for the idea that women with advanced
breast cancer who have ambivalence over expressing their emotions and a
higher number of side effects will have more psychological distress.
Non-significant relationships were found between number of side effects
and perceived side effects burden, ambivalence over emotional expression and
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perceived side effects burden; and perceived side effects burden and
psychological distress. These findings indicate that there is no evidence for the
ideas that women with advanced breast cancer who have an increased number
of side effects will have more perceived side effects burden; nor for the idea that
women with ambivalence over expressing their emotions will have more
perceived side effects burden; and finally, that women with advanced breast
cancer with more perceived side effects burden will have more psychological
distress.
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CHAPTER V
DISCUSSION
In this chapter, the findings of the study are reviewed and discussed
relative to the literature and the conceptual framework. Results for each of the
research questions are discussed. Limitations of the study, implications for
nursing, and recommendations for further research are presented.
Discussion of the Findings
The profile of the participants in this study depicts a group of mostly married
Caucasian women, who are educated, white collar workers on leave from work,
with a moderate income. The majority of symptoms were found to be mild to
minimally distressing. However, hair loss, fatigue and trouble sleeping were
reported as causing moderate to severe side effects burden. In, general, the
patients in this study had a moderate amount of ambivalence in expressing their
emotions, mainly negative emotions, and were experiencing a mild to moderate
amount of psychological distress related to worry about the upcoming lifethreatening experimental treatment.
Number of Side Effects and Perceived Side Effects Burden
The first research question sought to describe relationships between the
number of side effects and perceptions of side effects burden. Findings from the
present study showed a small positive relationship but failed to find statistically
significant relationships between the two variables. The relatively small sample
size might be a reason for non-significant findings. It does follow that women
with a higher number of reported side effects would have more of a tendency to
report higher scores on the side effect burden scale than women with lower
number of side effects. The majority of patients reported experiencing a number
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of side effects from their disease process as well as from previous treatment for
their breast cancer. The patients in this study reported a moderate number of
side effects but the majority did not have significant side effects burden with
most of the side effects. The findings suggest that patients may experience
many side effects but may not have distress over the side effect due to either
decreased severity or ability to manage the symptom. The most common side
effects reported were nausea, fatigue and trouble sleeping. Hair loss was
reported to be the most severe side effect followed by fatigue and trouble
sleeping. Hair loss also caused the most upsettedness with the least
management ability. This finding is understandable and is consistent with the
literature in regard to the burden of the symptom (Goodman, Ladd & Purl, 1993).
Alopecia or hair loss is the most common cutaneous side effect of
chemotherapy and often the most distressing (Goodman et al.,1993). Hair
contributes to body image and is associated closely with one's sexuality.
Consequently, the actual loss of one's hair can have a devastating emotional
impact on a patient.
The frequently reported symptoms of nausea, fatigue and trouble sleeping
were similar to those reported in other studies. In a study of breast cancer
patients receiving adjuvant chemotherapy conducted by Longman, Braden and
Mishel (1996), 51% of the participants reported nausea; fatigue was reported by
83%, and difficulty sleeping was reported by 59% of the patients.
Ambivalence Over Emotional Expression and Perceived Side Effects Burden
The second research question examined relationships between
ambivalence over emotional expression and perceived side effects burden.
There was no statistically significant difference between the two variables. This
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finding indicates that there is no evidence for the idea that women with
advanced breast cancer who have ambivalence over expressing emotions
have more symptom distress. On the contrary, even though patients reported a
mean number of side effects, seven out of a possible ten, the majority of
symptoms were mild causing minimal upset and were manageable. One can
only speculate that the majority of these patients had effective coping skills,
learned adequate self-care skills by trial and error, received adequate
educational instruction, or learned other problem-solving techniques. This
finding is not consistent with the idea that patients with high ambivalence over
emotional expression would use more avoidant-coping strategies. Patients
most likely use a number of coping strategies to deal with their stress. It is not
clear whether personality factors have a direct effect on coping.
Carver et al. (1989) have pointed out that the impact of personality
characteristicss on coping is modest and that coping preferences exist
independent of personality factors. Although coping preferences can also be
seer: as personality characteristics, they may influence coping indirectly through
their impact on appraisal (Carver et al., 1989).
Participants in this study had a moderate level of ambivalence over
emotional expression indicating that their feelings were in conflict when it came
to expressing emotions, particularly negative emotions. This finding is
consistent with other research findings. Servaes and colleagues (1999) also
found that breast cancer patients showed more ambivalence over emotional
expression; particularly, negative emotions than a control sample.
Surprisingly, seventy-five percent of the study participants had minimal side
effects burden with the exception of nearly a third of the patients finding hair
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loss to be very upsetting with an inability to manage it. There are several
possible reasons for these findings including the idea that patients might t)e
reluctant to express having any problem with side effects for fear of alienation
from others. As fear of alienating others would be more typical of the individual
having conflict over expressing their emotions.
Additionally, one must take into consideration the idea that this is a group of
advanced breast cancer patients that are fully aware of the risks and possible
benefits of entering into the upcoming experimental treatment. They have
needed to become resourceful in their decision-making process through
becoming educated by various resources such as computers, books, the
American Cancer Society, the National Cancer Institute, talking with friends,
health care providers, and other women having undergone the experimental
treatment. Finally, one can postulate that these patients might believe that it
would be of fruitless to complain of any symptom distress in that they were
informed of the possible risks including side effects associated with their cancer
treatment; but, nevertheless decided to proceed.
The relationship between ambivalence over emotional expression and side
effects burden has not been previously researched. Shapiro and colleagues
found that confrontive copers, (those optimistic regarding their future, sought
information from medical sources more often, and wanted to be more involved
in their treatment decisions) had fewer reported side effects. Total side effects
burden was not researched in their study.
Conversely, Manne and colleagues (1994), in a study of a group of women
with breast cancer, found that the more confrontive copers (those that attempted
to change the situation or take risks) reported more physical symptoms. In
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general, patients in the current study reported having most of the typical
symptoms associated with treatment for breast cancer; but, were able to
generally manage most of the symptoms.
Numt)er of Side Effects and Psychological Distress
The third research question examined the relationships between number of
side effects and psychological distress. The relationship between number of
side effects and psychological distress was moderately positive and significant.
It follows that women with a higher number of reported side effects would likely
have more psychological distress.
The women experienced a moderate number of side effects (approximately
7 out of 10) with a mild to moderate level of psychological distress. These data
are consistent with other reports. Leventhal et al., (1986) in a cross-sectional
study of women with breast cancer receiving adjuvant chemotherapy, found that
the index that counts up the number of side effects experienced does a better
job predicting distress and difficulty than does any other measure the
researchers had identified. No single side effect is as informative as the total
number. Further, emotional distress may also arise due to the potential of
chemotherapy to reduce the patient's sense of control over events (Leventhal et
a!., 1986).
Side Effects Burden and Psychological Distress
The fourth research question examined the relationship between side
effects burden and psychological distress. A very small positive, non-significant
relationship was found between perceived side effects burden and
psychological distress. Because of the non-significant findings, it is of limited
value to discuss these results much further. As previously mentioned, the
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majority of women reported mild to moderate distress, mostly related to worry,
but were for the most part able to manage most of the reported side effects. The
symptoms that patients rated as particularly distressful were hair loss, fatigue
and trouble sleeping. It follows that women with higher levels of these
symptoms would tend to have higher scores on the psychological distress scale
than women with less side effect burden. Other studies have found significant
relationships. In a study of persons receiving radiation therapy (Oberst et al.,
1991), symptom distress was the best predictor of universal self-care burden.
Those with more symptom distress had marked disruption of daily activities and
considerable self-care burden, leading to appraisals of the illness situation as
stressful. Budin (1998) also found symptom distress to be inversely related to
psychological distress in a group of unmarried breast cancer patients after
primary surgery for breast cancer.
It is likely that patients in this study used some problem-focused coping
strategies since they were able to manage most of their side effects. Nezu and
his colleagues (1999) found that cancer patients who were less effective
problem-solvers reported higher levels of anxiety and depression as well as
more cancer-related problems. The results provide support for the overall
hypothesis that effective problem-solving is strongly linked to psychological
adaptation and therefore is an important coping variable (Nezu et al., 1999).
Ambivalence Over Emotional Expression and Psychological Distress
The fifth and final research question sought to examine the relationship
between ambivalence over emotional expression and psychological distress.
One of the principal findings of the study was the significant positive relationship
between ambivalence over emotional expression and psychological distress.
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As predicted, women with higher levels of ambivalence over emotional
expression tended to have higher levels of psychological distress. There was a
moderate amount of ambivalence over emotional expression and a mild to
moderate amount of psychological distress in the study participants.
Psychological distress was evident through the reporting of symptoms
including fear, nervousness, depression, sadness, guilt, hopelessness, self
blame, anger and worry. The highest reported psychological distress was
"worry about their illness or anything else" where 11 patients (52%) had a little
bit, seven patients (33%) had quite a bit, and the remaining three patients (14%)
had no worry. These findings are slightly less than reported by Meyers and
colleagues (1994) in a population of adult cancer patients pre-transplant in
which nearly 40% of the sample experienced significant anxiety pre-BMT. A
more closely linked study done by Gaston-Johnansson and colleagues (1999)
showed significantly more anxiety in a group of advanced breast cancer
patients awaiting an autotransplantation. The participants reported a range of
mild (49%) to severe/high (26%) state anxiety.
In the present study eight patients (38%) had no depression, sadness, or
hopelessness; twelve patients (57%) reported mild symptoms; and one patient
(5%) reported a moderate amount of the symptom. These findings are similar to
the findings of the prevalence of depression among cancer patients in general
as being as high as 42% (Lynch, 1995, vant-Spijker et al., 1997).
It is understandable that these women would to be experiencing
psychological distress prior to their upcoming experimental treatment. The
majority appeared to k>e having a little bit of depression, anger and guilt with
mild to moderate distress levels of worry.
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Findings in this study of a moderate amount of ambivalence over emotional
expression are consistent with other literature. Servaes and colleagues (1999)
reported more ambivalence in expressing emotions in a sample of former
breast cancer patients when compared with a control group. In a similar study
done by Classen and colleagues, (1996) a strong negative correlation was
reported between emotional control and psychological distress among
advanced breast cancer patients.
In summary, at first glance, the investigator found it surprising that the
majority of these women were coping quite well considering the crisis situation
they were in. This thinking is more in alignment with early research on breast
cancer which suggested that severe emotional reactions such as depression,
anxiety, and anger were the norm (Meyerowitz, 1980; Miller, 1980). More
recent studies paint a more positive picture, finding that women with no prior
psychiatric disorder are unlikely to develop severe psychological symptoms
(Carver et al., 1993; Stanton & Snider, 1993; Thompson et al., 1993).
Additionally, if one looks at the coping literature, individuals often emerge from
a crisis with new coping skills, closer relationships with family and friends,
broader priorities, and a richer appreciation of life (Stewart, Sokol, Healy &
Chester, 1986).
Better responses might be due in part to the belief by patients and many
health professionals that psychological factors play a major role in cancer onset
and progression. The media have promoted popular ideais of overcoming
cancer through "mind over body," and there are self-help tx)oks and retreat
centers where patients can learn imagery and relaxation techniques to fight
their cancer. Guided imagery visualizing white cells attacking cancer cells,
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cognitive restructuring (thinking positive thoughts), and assertiveness training
have all been promoted alongside traditional health care for the cancer patient
to "combat" disease (Levenson & Bemis, 1991). Although responses are not as
severe as in the past, this should not obscure the fact that the experience
remains a major stressor and life crisis; especially, in women preparing to
undergo an experimental treatment. Furthermore, the experience is worse for
some patients than for others.
Conceptual Implications
The Roy Adaptation Model proposed In this study contends that the focal
stimulus of number of side effects of women with breast cancer triggers coping
strategies in order to deal with stress and promote adaptation. A positive
relationship was found between the number of side effects, perceived side
effects burden, and psychological distress. Based on the findings of this study,
the role of perception appears to be remarkable in its relationship to
psychological distress, which was an indicator of adaptation in the self-concept
mode. That is, the perceived side effects burden was positively related to
psychological distress.
The present study findings of a moderate positive significant correlation
between number of side effects and psychological distress are in keeping with
the Roy model proposition that focal stimuli influence adaptation responses.
The present study findings of a small correlation between perceived side effects
burden and psychological distress are in keeping with the Roy model
proposition that the control processes influence adaptation responses. The
ambivalence over emotional expression characteristic and perceived side
effects burden were not related in this sample. In other words, the residual
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stimuli had no influence on how patients in this study perceived the stressor of
frequency of side effects. However, the residual stimuli did show a relationship
on psychological adjustment. Presence of high levels of ambivalence over
emotional expression was found to significantly influence psychological
adjustment. These results support Roy's proposition of the adaptive person
where residual stimuli, thought to be a possible influence, has been shown to
affect adaptation. Based on the findings of this study, it is possible that
ambivalence over emotional expression could become a contextual stimuli in
future studies, influencing how the individual deals with the focal stimulus.
In summary, four of the relationships among the concepts were positive and
two of those were statistically significant. All of the relationships were in a
direction consistent with expectations. These results provide information on the
predictors of adaptation in the self-concept mode. Generally speaking, they
underscore the importance of developing interventions aimed at certain
variables, notably the focal stimulus of perceived number of side effects and the
residual stimulus of ambivalence over emotional expression. See Figure 2 for
the revised conceptual framework showing relationships among the study
variables.
Within the context of the Roy model, nursing intervention is directed toward
promoting adaptation. Intervention is accomplished through management of
environmental stimuli, including increasing, decreasing, maintaining, and
removing otherwise altering or changing relevant focal or residual stimuli.
Thus, nursing interventions in this study might be directed at reducing the
number and severity of side effects and assisting patients in expressing their
positive and negative emotions. Lastly, testing concepts and relationships
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Figure 2: Revised conceptual relationships among number of side effects, ambivalence
over emotional expression, side effects burden, and psychological distress within The
Roy Adaptation Model Conceptual Framework
* Significant relationships
0 Non-significant relationships
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within the Roy Adaptation Model was a useful guide for the present study by
increasing understanding of the process of adaptation for women with
advanced breast cancer preparing to undergo an experimental treatment.
Nursing Implications
The present study has several important implications for nursing. Nurses
are in a key position to recognize and deal with the symptomatology
experienced by patients waiting to undergo an experimental treatment.
Adaptive tasks for nursing gleaned from this study include assisting
patients with their expression of emotions, providing interventions aimed at
decreasing troublesome side effects such as hair loss, fatigue and sleeping
difficulties, and referring patients for psychological counseling if indicated.
Clearly, incorporating assessment of emotional expression in the initial
evaluation of cancer patients prior to entering an experimental treatment is
important.
As indicated in the present study, patients with breast cancer who are
scheduled for an experimental treatment are experiencing side effects from their
disease process and previous treatment for their breast cancer. Generally, the
women were able to manage most of the side effects. The obvious clinical
implication of such findings is that distress from side effects may be controllable
with thorough identification and techniques for management including those
side effects that may be more hidden (e.g., tiredness).
Results of this study show that it is important when assessing symptoms in
patients to pay particular attention to those signs and symptoms that are
perceived as distressful and ones that the patient is unable to manage. For
example, hair loss was reported to t}e the most severe side effect, causing the
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most upsettedness and most difficulty in management. Two patients with
contrasting views took time to write a comment on the Side Effects Burden
questionnaire regarding how they perceived hair loss. One patient stated "My
appearance has changed but I do not look bad. I dont mind my bald head and
others around me are not bothered, either. We all take it in stride and laugh a
lot about it. fNO bad hair days!) Children think I'm totally cool! A second
patient wrote "I expect hair loss, having had experienced it before, and it's
demoralizing and makes me feel very un woman like and mad."
Nurses are in a key position to assist patients with the devastating side
effect of hair loss. Although alopecia is not preventable, certain measures may
minimize or delay hair loss and scalp irritation, in light of the uncertainty of hairpreserving techniques, more emphasis needs to be placed on psychological
support of the patient experiencing hair loss from the cancer treatment and on
helping the patient find appropriate ways to adjust to the alopecia. There are a
number of cognitive reframing and problem-solving stategies to help patients
deal with the inevitability of losing their hair. For example, some clinicians
advise patients to cut long hair in anticipation of hair loss. Short hair may make
hair loss less noticeable, make remaining hair appear thicker, and possibly
decrease the weight of the hair shaft (Goodman, et al., 1993).
Oncology nurses need to be cognizant of potential complex psychological
and physiological challenges. Since patients in this study will be treated
primarily in an outpatient setting, as are many of the patients preparing to
participate in clinical trials, it is even more critical for the nursing staff to provide
necessary educational and self-care strategies for the patient and the caregiver
during this stressful time period.
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Nurses must pay attention to attempts at management through trial and
error learning that could t)e easily helped to be more efficacious. An ongoing
plan of routine symptom assessment throughout the course of breast cancer
would promote the prompt initiation of appropriate interventions that may
prevent the development of adjustment problems.
Training nurses and physicians to improve their skills in psychological
assessment, provision of information, advice and emotional support are urgent
and essential topics in oncology, especially when complex treatments such as
ABMT, are performed. Emphasis needs to tie placed on managing patients
reporting high levels of ambivalence in expressing their emotions. For
example, individuals who are low in emotional expression may need different
kinds of educational and health resources to promote adjustment while
preparing for their upcoming experimental treatment. If emotional expression
can be learned, patients with breast cancer would be prime candidates in order
to promote adaptive responses and maximum quality of life. Although
personality traits and coping t)ehaviors are not easily altered and do not offer a
ready avenue of intervention, information on personality and coping styles may
be very useful in tailoring interventions to the individual. For example, support
groups are often an effective way to exchange information and gain emotional
support from people who share similar problems (Thoits,1986), but not all
individuals respond well to group interventions; very introverted individuals
might prefer written materials they could study at home. Patients high in
ambivalence over emotional expression might tjenefit from interventions of
disclosure through keeping journals.
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Symptom control, essential for all patients receiving chemotherapy, may
need greater attention for those having received prior cancer therapy awaiting
an experimental treatment such as an ABMT.

According to Mahon and

colleagues (1990), nurses should not assume that previously treated patients
have adequate information in symptom management.
A primary role of the nurse caring for patients in clinical trials is that of
patient advocate. Fear, anxiety, and uncertainty are commonly expressed
patient feelings (Lake & Jenkins, 1993). It has k}een suggested that cancer
patients are particularly vulnerable t>ecause of their diagnosis and all of the
implications associated with cancer. Indeed, patients with advanced disease
such as breast cancer might try anything to treat their disease. It is imperative
that these patients not t)e taken advantage of in the clinical trials arena. The
need and positive benefit of patient education in the cancer research setting
goes without question. The education needs of clinical trial patients are similar
to those of non-clinical trials patients. All patients share the common need for
information about the disease process, goals and expectations of treatment,
anticipated side effects, self-care strategies, treatment duration, coping
strategies, and referral to resources.
Lastly, when looking at psychological adjustment in women with breast
cancer awaiting an experimental treatment, nurses need to remember that
coping is more than simple adjustment. As Zeidner and Saklofske (1996) so
succinctly stated "Coping....is the pursuit of human growth, mastery, and
differentiation allowing us to evolve in an ever-changing world" (p 506).
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Limitations
Limitations of the study include those inherent in use of secondary data
analysis. One limitation of this study was the analysis of only selected variables
from the original study, which give a less complete picture of the potential total
results of the original study. Other limitations in use of secondary data analysis
are that only the variables in the original study could be chosen, and the
investigator has no control over the original data collection. For example, sore
arm (s) would have been of obvious value in this study with reference to a more
complete picture of possible side effects and side effects burden.
Most importantly, however, was the instrumentation limitation imposed by
this secondary analysis method. An additional scale requesting information on
specific coping strategies would have been helpful in linking ambivalence over
emotional expression to specific forms of coping strategies.
Several methodological limitations should be noted when considering the
current findings. First, the relatively small sample size is a weakness. Sample
size consisted of only 21 participants, which limits generalizability of the
findings. Clearly, future research involving more representative sampling will be
necessary to assess the generalizability of these findings. A second limitation
was the cross-sectional study design preventing causal inferences since a
casual modeling methodology was not employed in this study; thus highlighting
the need for longitudinal or causal modeling designs in future studies. A third
limitation is that the patients deemed eligible for this study may have received
slightly different induction regimens even though the potential side effects are
similar. Additionally, they may have had different timeframes for their
mastectomy as well as different length of times since diagnosis. Newly
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diagnosed patients as well as patients previously treated were accepted into
the study providing they had a 50% reduction in tumor mass after induction
chemotherapy. It would have t>een helpful to include this information in the
demographic questionnaire.
Although statistically significant, no firm conclusion can be drawn about the
direction of influence between ambivalence over emotional expression and
psychological distress because the data was collected at only one point in time.
It is also possible that better adjusted Individuals find it easier to express their
emotions.
Limitations of the present study include those common in coping research—
for instance, lack of certainty as to whether self-reports of coping behavior
reflect accurately how a person behaves. As Temoshok (1987) points out, in
her work with type C individual's, that individuals who are ambivalent over
expressing emotions would never state directly on a self-report scale that
interactions with others were 'ambivalent' or 'avoidant', suggesting that they
may be in denial.
Also, since all of the measures used in this study were self-report, a social
desirability response set may have influenced patients' scores on the measures
of ambivalence over emotional expression, side effect burden and
psychological distress. Patients who t>elieve that it is socially correct to report
low levels of psychological distress or side effects in frightening or painful
situations may believe that it is also "correct" to deny problems with expressing
emotions. Additionally, the use of self-report instruments to the exclusion of
interviewer measures or structured interviews limits the data to perceptions of
study participants only.
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Another limitation of this study was that the majority of the participants were
Caucasian, married, well-educated and middle class. Hispanics and blacks
were under represented in the present study. Future studies should include
cancer patients from more varied ethnic backgrounds and also should strive for
more socioeconomic diversity than characterized in the present sample.
Future Research
A replication of this study would be a worthwhile endeavor adding different
variables related to self-help or enabling skills and evaluating their relationship
to side effects burden, information gleaned from this kind of study would assist
in answering the question raised in the present study as to why approximately
75% of women with advanced breast cancer reported minimal burden with the
majority of side effects. There is every reason to believe that differences In
personality and coping play a role in the success with which patients adapt to
the experience. Future studies are needed to explore personality styles and
coping strategies used by patient's entering into an experimental treatment.
This would help in providing enhanced interventions and help prevent
psychological and physical morbidity with cancer patients in general.
Additional questionnaires could be used such as the COPE (Carver et al.,
1989). The COPE scale is an inventory of coping responses with a range of
conceptually distinct scales. Responses assessed by the COPE range from
aspects of problem-focused coping (e.g.. active coping, planning), to the use of
social support, to turning to religion as a coping device, to positive reframing of
the situation, to aspects of avoidance coping (e.g.. denial, behavioral
disengagement).
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Patients facing an aversive experimental treatment such as an ABMT need
to be given concrete information on how to manage distressing treatmentrelated side effects such as nausea, vomiting, and fatigue. An alternative
framework could be tested focusing on self-help strategies. Such a framework
is Braden's (1990) Self-Help Model focusing on enhancing enabling skills
(problem solving, cognitive reframing. and belief in self).
Nursing research is needed regarding interventions that use findings from
this study targeted at patients preparing to undergo an experimental treatment.
Another area of focus would be testing the effectiveness of specific nursing
interventions in promoting adaptive responses to breast cancer and
determining the cost-benefit of those interventions i.e., emotional expression
through journaling.
Ail of the patients in this study were required to have a caregiver available
during their outpatient ABMT. Another study looking at the impact of social
support as a possible mediator to successful coping and adaptation would be
worthwhile. This would also provide analysis of contextual stimuli, within Roy's
Adaptation Model, in future research.
The generalizability of this study is limited to that of advanced breast cancer
patients. Although the study indicates that individuals who are ambivalent over
expressing emotions have more psychological distress prior to an experimental
treatment, it does not provide information in determining if this coping style
predicts future adjustment. Future research using a longitudinal design should
be conducted to address this question.
More research is needed regarding the interpretation of the meaning of side
effects. Leventhal, et al., (1986) reported that 10% of breast cancer patients
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participating in their study, gauged the effectiveness of their treatment in terms
of the level of side effects they experienced. Absence of side effects was taken
to be a sign that the chemotherapy was not having enough beneficial impact.
Replication of this study using a longitudinal design would permit the
researcher to examine changes related to ambivalence over emotional
expression, side effects burden, and psychological distress along the breast
cancer trajectory, both before and after the experimental treatment.
Additionally, future research is needed to address relationships between
contextual stimuli, such as
Lastly, the use of causal modeling in replication of this study would be a
worthwhile endeavor. Theoretical model testing using a causal modeling
methodology involves making causal inferences based on nonexperimental
data (Asher, 1983). Because of the nonexperimental design of the present
study, one cannot draw causal inferences from the results. Nevertheless, there
is an interest in this investigator to unravel causes and effects from the present
study findings. The method requires synthesizing a clearly specified theoretical
framework with a correlational, descriptive, quantitative design with a statistical
model using multivariate equations to provide estimates testing the specified
relationships in the theoretical model (Hinshaw, 1984; Asher, 1983). Three
conditions that must be met for this type of causal modeling methodology are:
(1) time ordering, (2) existence of a relationship, and (3) absence of
spuriousness (Asher, 1983). For example, the first condition simply means that
if ambivalence over emotional expression is a cause of psychological distress it
must precede the development of the psychological distress. It is often
problematic to determine the causal sequence in cross-sectional data; however.
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the theory used in the present study, based on Roy's Adaptation Model, does
provide the basis for specifying the sequence (i.e., what comes first, second,
third etc). The second condition is that there must be an association between
the two variables; individuals with ambivalence over emotional expression must
be more likely than those without the variable to develop psychological distress.
As has already been discussed, the present study findings do show a
relationship. The third condition stipulates that the relationship between the two
variables must not be spurious-i.e., must not be the result of a third variable that
is related to both. This essentially means that the relationship t>etween
ambivalence over emotional expression and psychological distress must persist
even when the effects of confounding variables are controlled. This third
condition is usually the most difficult and may require additional exploratory
work prior to doing path analysis.
Summary
The findings of the research were discussed in relation to the literature and
the conceptual framework. The results of the study are congruent with or similar
to findings reported in the literature. The findings fit the conceptual framework.
Limitations of the study were addressed, implications for nursing were
presented, and recommendations for further research were suggested.
Research has shown a number of variables that interact with stress to
produce an outcome. A distinction can be made between variables that are
believed to be protective factors and those that increase vulnerability. Conflict
or ambivalence over expressing emotions and number of side effects appear to
be risk factors that increase the impact of stress on adjustment.
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Data from this study offer new insights into side effects burden, ambivalence
over emotional expression and psychological distress and the relationships
among these variables in patients who are preparing to undergo an
experimental treatment. The results of this study provide information about side
effects burden, ambivalence over expressing emotions, and psychological
distress that will permit health-care professionals to better prepare patients for
an experimental treatment.
Healthcare providers need to be aware of these potential experiences in
order to promote appropriate assessments, provide effective care, and make
necessary referrals. Further research regarding appropriate interventions, such
as using disclosure as a coping strategy, is needed to assist patients with the
many challenges associated with participating in a clinical trial such as an
autotransplantation. More theory-guided research is necessary to understand
how person and situation variables are linked to stress, coping with it, and
adjustment or maladjustment.
As long as psychosocial interventions cannot be provided for all patients
because of scarce resources in the current medical environment, it is important
to find ways to assess who is at the greatest risk for poor adjustment so that
those at the greatest risk can be targeted for intervention (Andersen, 1992;
Irvine, Brown, Crooks, Roberts & Browne, 1991).
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Dear Ms. Friedman:
We received documents concerning your above cited project. This project involves secondary
analysis of existing data [data access granted by Charles Taylor, M.D., PI, and Maria Bishop, MJ).,
collaborator (originally collected under HSC #97-28); data provided without patient identifiers].
Therefore, regulations published by the U.S. Department of Health and Human Services [45 CFR
Part 46.101(b) (4)] exempt this type of research from review by our Comminee.
Thank you for inforaiing us of your work. If you have any questions concerning the above, please
contact this office.
Sincerely,

David Cj. Johnson, M.D.
Chairman
Himian Subjects Committee
DGJ^s
cc: Departmental/College Review Committee
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BREAST CANCER PATIENT DEMOGRAPHIC DATA
Answer all of the following questions.
Age:

Date of Birth:.
Month

Day

Year

Address:
Street
Town/City

State

Date of Interview:
Marital Status

Zip Code
Interviewer:

(Check One)

Married
Living with partner
more than 6 months
Separate
Divorced
Widowed
Never Married

Ethnic Group:
White
Mex-Am
Af-Am
Nat-Am

EMPLOYMENT STATUS
If you are not working now, check one:
On medical leave from P/T job
On medical leave from F/T job
Retired
Unemployed
What kind of work do you do (or did you do) and for how long?
Type of Work
Full Time
Part Time
Length of Time
(yes or no)
(how many hours
(number of yrs)
per week)
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EDUCATION
How Many years of school have you completed? .
CHILDREN
Do you have any children?

YES

NO.

If Yes how many children do you have? What are their ages?
Name

Aoe

Name

Aae

WHO LIVES AT HOME WITH YOU? (Check all that apply)
Live alone
Husband
Children (Number)

Other family (Relationship)
Friend(s)
Other

WHERE WERE YOU BORN?
Arizona
Elsewhere in U. S. (Name state)
Mexico
(Name state)
Other (please specify)
INCOME
What is your family income after taxes (take-home pay) from all sources
(job, pension, social security, veteran's benefits, etc.)?
$_
How many people live on this family income (it provides at least half their
income)?
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Each of the following describes side effects you have with treatment of breast
cancer. Think about what each statement says, then place a circle around the
one statement that most closely tells how you have been feeling during the past
week, including today?
If you circle choices 3, 2, or 1 for part A, answer Part B which asks how upsetting
it is. If you circle choices 2 and 1 of part B, then answer C which tells how well
you were able to manage the problem. Circle one answer.
1.

NAUSEA
A.
5
4
3
2
1
B.

I never have nausea.
I have nausea once in a while.
I have nausea fairly often.
I have nausea half of the time at last
I have nausea all of the time.
How upsetting is it to you to have nausea?
4
Not at ail
3
Mildly upsetting
2
Very upsetting
1
Unbearable
C.

2.

Are you able to do things to manage nausea?
4
Usually
3
Frequently
2
Sometimes
1
Never

APPETITE
A.
5
I have normal appetite and enjoy good food.
4
My appetite is usually, but not always, pretty good.
3
I don't really enjoy my food.
2
I have to force myself to eat my food.
1.
I cannot stand the thought of food.
B.

How upsetting is it to have no appetite and not enjoy food?
4
Not at all
3
Mildly upsetting
2
Very upsetting
1
Unbearable
C

Are you able to do things to help your appetite?
4
Usually
Frequently
3
2
Sometimes
1
Never

TROUBLE SLEEPING
A.
5
I Sleep as well as I always have.
4
I sometimes have trouble getting to sleep and staying asleep.
3
1 often have trouble getting to sleep.
2
I have difficulty getting to sleep and staying asleep almost
every night.
1
It is almost impossible for me to get a decent nights sleep.
B.

How upsetting is it to you when you can't sleep?
4
r^t at all
3
Mildly upsetting
2
Very upsetting
1
Unbearable
C.

Pain
A.
5
4
3
2
1
B

I almost never have pain.
I have pain once in a while.
I have pain several times a week.
I am usually in some degree of pain.
I am in some degree of pain almost constantly.
How upsetting is it to you when you have pain?
4
Not at all
3
Mildly upsetting
2
Very upsetting
1
Unbearable
C.

FATIGUE
A.
5
4
3
2
1.
B.

Are you able to do things to help you sleep?
4
Usually
3
Frequently
2
Sometimes
1
Never

Are you able to do things to help your pain?
4
Usually
3
Frequently
2
Sometimes
1
Never

I seldom feel tired
There are periods when I am rather tired.
There are periods when I am quite tired.
I am usually very tired.
Most of the time, I feel very tired.
How upsetting is it to always feel tired?
4
Not at alt
3
Mildly upsetting
2
Very upsetting
1
Unbearable
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6.

BOWEL PATTERN (PROBLEMS WITH PAINn-ENDERNESS DURING
BOWEL MOVEMENTS)
A.
5
I have my normal bowel pattern.
4
My bowel pattern sometimes causes me some discomfort or
distress.
3
My bowel pattern sometimes causes me a lot of discomfort or
distress.
2
I am usually In a lot of discomfort or distress because of my
present bowel pattern.
1
I am in almost constant discomfort or distress because of my
tx}wel pattern.
B.

How upsetting is it not to have a normal bowel pattern or pain
during txjwel movements?
4
Not at all
3
Mildly upsetting
2
Very upsetting
1
Unt>earable
C.

7.

Are you able to do things to handle your fatigue?
4
Usually
3
Frequently
2
Sometimes
1
Never

Are you able to do things to handle these bowel
problems?
4
Usually
3
Frequently
2
Sometimes
1
Never

THINKING
A.
5
I have my mrmal ability to think.
4
I occasionally have trouble thinking.
3
I occasionally have considerable trouble thinking
2
I usually have considerable difficulty thinking.
1
I just cannot seem to think at all.
B.

Does it bother you when you cannot think straight?
4
Not at all
3
Mildly upsetting
2
Very upsetting
1
Unbearable
C.

Are you able to do things to help your thinking?
4
Usually
3
Frequently
2
Sometimes
1
Never
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8.

APPEARANCE
A.
5
How I look has not changed.
4
Sometimes I am womed that I k)ok bad.
3
I am often worried that I look bad.
2
Most of the time I am womed that I kX3k bad.
1
I eun eUways worried that I look bad.
B.

How upsetting is it to you that you look bad?
4
Not at all
3
Mildly upsetting
2
Very upsetting
1
Unt^arable
C.

9.

SKIN CHANGES
A.
4
None at all
3
Just a litUe
2
Some change
1
A lot of change
B.

1 0.

Are you able to do things to your looks?
4
Usually
3
Frequently
2
Sometimes
1
Never

How
4
3
2
1
C.

much do these skin changes bother you?
Not at all
Mildly upsetting
Very upsetting
Unbearable
Are you able to do things to handle these skin changes?
4
Usually
3
Frequently
2
Sometimes
1
Never

HAIR LOSS
A.
4
None
3
Just a little
2
Some
1
A lot
B.

If you had hair loss, did you find it upsetting?
4
Not at all
3
Just a little
2
Very upsetting
1
Unbearable
C.

Are you able to do some things to manage your hair loss?
4
Usually
3
Frequently
2
Sometimes
1
Never

APPENDIX F
AMBIVALENCE OVER EMOTIONAL EXPRESSION
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Below and on the next page are statements that refer to typically occurring
emotional reactions. We want you to decide how frequently you have felt like
the thoughts being expressed in the statement, and then indicate this using the
5 point scale below:
1
I have never
felt like this

2

3

4

5
I frequently
feel like this

The statement may consist of two thoughts. Carefully read the statement as a
whole before deciding on how characteristic it is of you. For example, consider
the item:
"I try to honestly criticize others for their own good, but I worry that they may get
angry with me if I do so"
You would give this item a high rating if and only if you both honestly criticize
others and worry atx)ut their getting angry. If you simply try to criticize others
and you don't worry about their anger, or if you dont try to criticize others at all,
then you would rate this item lower. It is important to consider the complete
thoughts being expressed before you respond.
1.

I want to express my emotions honestly but I am afraid that it may cause me
embarrassment or hurt.

2.

I try to control my jealousy concerning my romantic partner even though I want
to let him or her know I'm hurting.

3.

I make an effort to control my temjjer at all times even though I'd like to act on
these feelings at times.

4.

I try to avoid sulking even when I feel like it

5.

When I am really proud to something I accomplished I want to tell someone,
but I feel that I will be thought of as conceited.

6.

I would like to express my affection more physically but I am afraid that others
will get the wrong impression.

7.

I try not to worry others even though sometimes they should know the truth.

8.

Often I'd like to show others how I feel, but something seems to be holding
me back.

9.

I strive to keep a smile on my face in order to convince others I'm happier than
I really am.

10.

I try to keep my deepest fears and feelings hidden, but at times I'd like to
open up to others.
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11.

I'd like to talk at)out my problems with others, but at times I just cant.

12.

When someone bothers me, I try to appear indifferent even though I'd like to
tell them how I feel.

13.

I try to refrain from getting angry at my family even though I want to at times.

14.

I try to show people that I tove them, although at times I am afraid that it may
make me appear weak or too sensitive.

15.

I try to apologize when I have done something wrong, but I worry that I will be
perceived as incompetent

16.

I think atx)ut acting when I am angry but try not to.

17.

Often I find that I am not able to tell others how much they really mean to me.

18.

I want to tell someone when I love them, but it is difficult to find the right
words.

19.

I like to express my disappointment when things don't go as well as planned,
but I don't want to appear vulnerable.

20.

I want to express my emotions honestly but I am afraid that it may cause me
embarrassment or hurt.

21.

I try to hide my negative feelings around others, even though I am not t)eing
fair to those close to me.

22.

I would like to tie more spontaneous in my emotional reactions but I just cant
seem to do it.

23.

I try to suppress my anger, but I would like other people to know how I feel.

24.

It is hard to find the right words to indicate to others what I am really feeling.

25.

I worry that if I express negative emotions such as fear and anger, other
people will not approve of me.

26.

I feel guilty after I have expressed anger to someone.

27.

I often cannot bring myself to express what I am really feeling.

28.

After I express anger at someone, it bothers me for a long time.

APPENDIX G
PAIS INSTRUMENT
PSYCHOLOGICAL ADJUSTMENT (SUBSCALE VII)
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1.

Recently, have you felt afraid, nervous, or worried?
4 - Not at all
3 - A little bit
2 - Quite a bit
1 - Very much

2.

Recently, have you lost interest in things? Have you felt sad, depressed, or hopeless?
4 - Not at all
3 - A little bit
2 - Quite a bit
1 - Very much

3.

Recently, have you gotten upset easily, felt angry, or had a bad temper?
4 - Not at all
3 - A little bit
2 - Quite a bit
1 - Very much

4.

Recently, have you blamed yourself for things? Have you felt guilty, or like you have let
people down?
4 - Not at all
3 - A little bit
2 - Quite a bit
1 - Very much

5.

Recently, have you womed much atxaut your illness or anything else?
4 - Not at all
3 - A little bit
2 - Quite a k>it
1 - Very much
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