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ABSTRACT
THE EFFECT OF EARLY NURSING INTERVENTION
ON CHEMOTHERAPY-INDUCED FATIGUE
By

Jennifer A. Shane

Chemotherapy-induced fatigue is a common side effect for cancer patients. This
experimental study attempted to identify the effects of an early nursing intervention
designed to facilitate adaptation to chemotherapy-induced fatigue. Roy’s Adaptation
Model was the conceptual framework. A convenience sample (n=49) was randomly
assigned to experimental (n= 16) and control (n=19) groups. Each group completed the
.Piper Fatigue Scale (PFS) during cycle one of chemotherapy. The control group received
the standard teaching regarding fatigue. The experimental group received additional
instruction about fatigue. Both groups completed the PFS again during the third
chemotherapy cycle (2-3 months later). No significant differences between the two
groups were found. Additional analysis found significant differences between pretest and
posttest for women (p=.036) but not for men (p=.233) and for the younger group
(p=.003) but not the older group (p=.288). Chemotherapy-induced fatigue is a complex

phenomenon requiring continued exploration of causes and treatments.
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CHAPTER 1

INTRODUCTION

Chemotherapy-induced fatigue is a common side effect that often has harsh
consequences on the cancer patient's quality of life. When the diagnosis of cancer is given,
many are able to reach deep within themselves and find the strength and determination to
fight. For most, they anticipate the side effects of treatment and change in lifestyle that
occur in the fight against cancer. What is being observed clinically is that many do not
expect the severity and chronicity of fatigue that usually accompanies chemotherapy.

Nursing is defined as the "diagnosis and treatment of human responses to actual
or potential health problems" (American Nurses Association [ANA], 1980). A primary
concern for oncology nurses is to assist patients to cope with side effects associated with
treatment. As traditional medical management has had little impact on chemotherapy-
induced fatigue (Rhodes & Watson, 1987), nurses are often the patient care providers that
recognize and try to influence chemotherapy-induced fatigue (Potempa, 1989).

Fatigue is a universal symptom without a universal definition (Pickard-Holley,
1991; Nail & King, 1987; Jensen & Given, 1991; Rieger, 1988; Aistars, 1987; Piper,
Lindsey & Dodd, 1987). The variety of disciplines that examine fatigue from their various
perspectives have led to many definitions of fatigue (Pickard-Holley, 1991; Piper et al.,
1989; Nail & King, 1987; Jensen & Given, 1991; Aistars, 1987; Piper, Lindsey & Dodd,

1987; Piper, 1989; Nail, 1990). Piper et al. (1989)
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have defined fatigue as a "subjective feeling of tiredness that is influenced by circadian
rhythm; it can vary in unpleasantness, duration, and intensity. When acute, fatigue serves
a protective function; when it is excessive or chronic, its function is unknown" (p.200).
Nail and King (1987) define fatigue as "a human response to the experience of having
cancer and to undergoing treatment for cancer. Fatigue is a self-recognized phenomenon
involving how the individual feels and how this feeling influences the activities in which
one chooses to engage" (p.257). These definitions present the subjective view or "human
response"” to fatigue.

In 1995, the pharmaceutical company Ortho Biotech agreed to fund a large grant
to the Oncology Nursing Society and Foundation. This project, called the Fatigue
Initiative through Research and Education (FIRE), sponsored grants, studies, and
educational programs designed to enlighten patients, consumers, and healthcare providers
to the scope of the fatigue problem. Together with the recent acceptance of chronic
fatigue as a nursing diagnosis by the North American Nursing Diagnosis Association
(NANDA, 1990) and the definitions of fatigue, nurses are given formal backing for the
study of fatigue and confirm the professional responsibility of nurses to adequately
diagnose and treat chronic fatigue (Potempa, 1989; Skalla & Lacasse, 1992).

Although research documents that fatigue is a common side effect of
chemotherapy (Pickard-Holley, 1991; Rhodes, Watson, & Hanson, 1988; Meyerowitz,
Sparks & Spears, 1979; McCorkle & Young, 1978; Love, Leventhal, Easterling, &
Nerenz, 1989; Benedict, 1989; Blesch et al., 1991; Meyerowitz, Watkins, & Sparks,
1983), a review of the literature reveals few studies focused on nursing interventions

designed to prevent or alleviate fatigue (MacVicar, Winningham, & Nickel, 1989;
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Cimprich, 1993; Johnson, Nail, Lauver, King & Keys, 1988; Mock et al., 1994; MacVicar
& Winningham, 1986). These studies looked at improving functional capacity via aerobic
exercise in cancer patients (MacVicar & Winningham, 1986; MacVicar, Winningham &
Nickel, 1989), restoring attentional fatigue by engaging in activities that promote
fascination (Cimprich, 1993), and decreasing the perception of fatigue by providing
information encompassing the radiation experience including treatment planning for
expected experiences after radiation is completed (Johnson et al., 1988).

Common side effects are often considered by patients as reasons to quit
chemotherapy. Love, Leventhal, Easterling and Nerenz (1989) identified that nausea, hair
loss, and tiredness were each experienced by more than 80% of patients and that almost
half (46%) had thought of quitting therapy by the sixth cycle of treatment. The
researchers summarized that side effects may be better controlled if techniques to help
manage them were identified, especially for tiredness and other more vague or hard to
define side effects (Love et al., 1989). A descriptive study by Nail, Jones, Greene,
Schipper, and Jensen (1991) was designed to increase the knowledge base of oncology
professionals regarding patient experiences in dealing with chemotherapy. The study
revealed that fatigue was the most common side effect, experienced by 81% of the
subjects.

Patients have identified self-care activities that relieve some of these side effects
and enhance acceptance of chemotherapy. Rhodes, Watson, and Hanson (1988) described
the relationship between patients' self-reported symptoms and their self-care activities
while receiving chemotherapy. Subjects reported that self-care activities were most often

inhibited by the symptoms of tiredness and weakness. They also reported that the
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expenditure of energy was decreased by planning and scheduling activities (including
work), decreasing nonessential activities, and increasing their dependence on others
(Rhodes,Watson, & Hanson, 1988). These identified self-care interventions can be
incorporated into a teaching plan designed by nurses. The information can then be given
to patients prior to starting chemotherapy in hopes of facilitating adaptation to
chemotherapy-induced fatigue.

Providing patients with information regarding potential side effects may help
them establish self-care measures prior to the onset of the expected side effects. Dodd
(1983) designed a study "to determine 1) whether patients practice self-care; 2) whether
patients instructed in side-effect management techniques (SEMT) will adopt these
techniques; and 3) whether information on SEMT, given alone or in combination with
other (e.g., drug) information, elicits differential self-care behaviors" (p. 63). The study
revealed that the patients who received SEMT information performed more self-care
behaviors than the patients who received none and that the SEMT groups initiated these
behaviors earlier, before their side-effects became severe. This study points to many
advantages if patients are provided with SEMTs.

Roy's Adaptation Model (RAM) will be used as the conceptual framework for
this study. Many of the articles reviewed for this study have used Orem's self-care
theoretical framework as their foundation and the use of the term "self-care" has been
preserved and incorporated into the paragraphs written by this author. The RAM was
chosen for this study because its focus is on adaptation of the patient to a particular

phenomenon. Through research directed by the Roy Adaptation Model nurses can



improve their understanding of the way patients adapt to constantly changing
environmental stimuli.

Roy's model states that "persons or adaptive systems interact with the
environment and move toward the goal of adaptation and heaith" (Roy, 1984). According
to Roy, the goal of nursing is the promotion of adaptation, thereby fostering a person's
health, quality of life and dying with dignity. A fatigue framework developed by Piper,
Lindsey, and Dodd (1987) is a descriptive model that synthesizes the fatigue literature to
generate nursing theory about fatigue in cancer patients. The framework directs the nurse
to assess possible causes of fatigue in specific patient situations and to select appropriate
nursing interventions to test. Roy's adaptation model, Piper's fatigue framework, and a
teaching tool designed to educate patients about fatigue can be brought together to
promote adaptation by facilitating acquired coping mechanisms.

Problem

The studies presented in the introduction document the prevalence of fatigue as a
reported side effect and its impact on quality of life. These studies along with nursing's
definition of fatigue, NANDA's acceptance of chronic fatigue as a nursing diagnosis, and
FIRE, lay the foundation for the study presented here. The question of interest is what are
the effects of early nursing interventions designed to promote or facilitate adaptation to
chemotherapy-induced fatigue? The purpose of this study is to examine interventions that
promote adaptation to fatigue by randomly assigning first-time chemotherapy patients to
two groups: (a) adaptation-promoting early nursing intervention group or (b) control

group, which receives the regular education given to chemotherapy patients.



CHAPTER 2

REVIEW OF THE LITERATURE AND CONCEPTUAL FRAMEWORK

Literature Review

Oncology nursing has become a specialty over the past 15-20 years. Along with
this trend there has been a growing interest in the phenomenon of fatigue. The increase in
the number of studies in recent years on fatigue in the cancer patient shows that oncology
nurses are dedicated to the scientific study of the fatigue phenomenon. Most authors of
fatigue research agree that oncology nurses need to continue to examine fatigue in order
to intervene successfully.

A review of the literature was conducted regarding fatigue in the cancer patient
and the 15 articles found were divided into 4 topic areas: (a) fatigue as a common side
effect of chemotherapy, (b) patients' methods to counteract fatigue, (c) nursing
interventions for fatigue and, (d) fatigue interventions identified by other professionals.

Fatigue as a common side effect of chemotherapy. Research has suggested that
fatigue is a common side effect of patients receiving chemotherapy. A study by
Meyerowitz et al. (1979) describing the psychosocial effects of adjuvant chemotherapy
(chemotherapy used in addition to the primary surgical treatment) in stage II breast cancer
patients revealed fatigue as the most frequent symptom with an incidence of 96% (48 of
50 patients). An exploratory study by Blesch et al. (1991) designed to examine and

describe "the perception and manifestations of fatigue and its physiological, biochemical,
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and behavioral correlates" (p. 81) found that 99% (75 of 76 subjects) experienced some
level of fatigue. Another study by Meyerowitz et al. (1983) reported on the quality of life
for breast cancer patients receiving adjuvant chemotherapy. Fatigue was identified as the
number one disruptive symptom with 96% of the subjects reporting fatigue. In McCorkle
and Young's (1978) study designed to develop a system distress scale, fatigue was
identified as the fifth (out of 10) most distressful symptom as perceived by the cancer
patient. Weakness/fatigue was reported to be one of the sources of greatest suffering by
patients with lung cancer (Benedict, 1989). Although the greatest limitation of these
studies is their small sample sizes and convenience sampling method, they do indicate that
fatigue is an all too common side effect of cancer treatment that has an impact on the
patient's quality of life.

A study by Irvine, Vincent, Graydon, Bubela, and Thompson (1994) expanded
the research on the prevalence of fatigue by comparing the fatigue experienced by
chemotherapy and radiotherapy patients with the fatigue experienced by apparently
healthy individuals. They found that among their sample there was no difference in the
mean level of fatigue between the cancer patients and the control group before the start of
treatment. But by the end of the 5-6 week course of radiotherapy or 14 days after
chemotherapy the cancer patients had experienced a significant increase in their levels of
fatigue.

Patients' methods to counteract fatigue. Patients are often a great source of
information for nurses. Just asking the patient who has experienced a particular
phenomenon of interest can provide a nurse with a wealth of information to use in future

nursing interventions. In a study conducted by Rhodes et al. (1988), patients were able to
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identify three self-care activities that assisted them to adjust and cope with the symptom of
tiredness/weakness. The purpose of the study was to "examine the relationship between
self reported symptoms and self-care agency perceived by patients receiving antineoplastic
chemotherapy " (p. 186). Patients (n =20) receiving an average of six cycles of
chemotherapy were interviewed by telephone. They reported that the symptoms that most
interfered with self-care activities were tiredness and weakness. The self-care activities
reported most frequently to help with these symptoms included planning/scheduling
activities and work, decreasing nonessential activities and increasing dependence on others
for home management. This study is limited by its small sample size and convenience
sampling but it does imply that "patients adjust their activities to cope with the symptom
of fatigue" (p. 193). Nurses can use the information from this study to take a proactive
stance. By providing the chemotherapy patient with the identified self-care activities prior
to the onset of tiredness and weakness, the patient could adapt to the side effects as they
develop thereby decreasing their severity. This is suggested by the authors as an avenue
for future research and is the focus of the study presented in this paper.

Nail et al. (1991) designed a descriptive study to increase professionals'
knowledge base of patients' experiences in dealing with chemotherapy. A convenience
sample (n=49) was used. It consisted of predominantly white (98%), females (61%), who
were married (75.5%) and middle-aged (mean age = 54.9 yrs). A variety of diagnoses and
treatment regimens were included. A self-care diary was developed by the authors for this
study. The self-care diary included a list of 18 possible side effects and provided space for
other experiences perceived as side effects of treatment (the list was derived from the

literature by the authors). Patients were then asked to rate the severity of each side effect
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experienced and record the self-care activity used at two and five days post treatment.
Fatigue was the most frequently reported side effect (81%). Patients identified that taking
naps, going to bed earlier, sleeping later and keeping busy to keep their mind off fatigue
were self-care activities they employed against fatigue. Limitations include a small
convenience sample (n=49), heterogeneous population including different diagnoses and
treatments, patients who had had previous treatments and therefore possibly altered
perceptions, and combinations of self-care activities used by patients. Despite these
limitations, the authors concluded that the high incidence of fatigue reported challenges
nurses to prepare patients for the likelihood of chemotherapy-induced fatigue.

Nursing interventions for fatigue. A variety of nursing interventions have been
used to try to decrease or alleviate fatigue associated with cancer treatment but few have
been tested empirically (Nail & King, 1987). One study by MacVicar, Winningham and
Nickel (1989) tested the effects of a 10-week aerobic exercise training program on the
functional capacity of women (n=45) undergoing chemotherapy for stage II breast cancer.
Functional capacity was measured as the volume of inspired oxygen in liters per minute.
The results showed that the functional capacity of the experimental group improved
significantly from pretest to posttest but no significant pre- to posttest changes were noted
for the control or placebo groups. Limitations include an undefined relationship between
functional capacity (as defined in this study) and self-care activities, and a small sample
size. Although self-care activities were not measured, the increases in functional capacity
could improve the individual's ability to perform ADLs. The data suggest that nursing

should implement interventions designed to improve functional capacity.



Cimprich (1993) studied 32 women during the three month period following
surgery for localized breast cancer. The study tested the effects of an intervention
designed to minimize or prevent attentional fatigue. The intervention consisted of
engaging in regular activities that promote fascination. Using subjective and objective
measures, attentional capacity was assessed at approximately 3,18, 60 and 90 days afier
surgery. While the nonintervention group showed a pattern of inconsistent performance
over time, the intervention group showed significant improvement in attentional capacity.
This study had a number of limitations including questionable validity and reliability of the
instrument used to measure attention (the instrument was created for this study) and the
inability of the researchers to ensure that the specific restorative intervention was the
reason for the increase in attentional capacity. The possibility exists that any intervention
that facilitated the recovery process could have a beneficial effect on attentional capacity.

Johnson, Nail, Lauver, King and Keys (1988) examined the effect of an
informational intervention on the functional status of radiation therapy patients,
specifically the ability to cope with side effects and mood disturbances. Patients in the
control group (n=42) received the usual information provided to radiation patients. The
experimental group (n=42) received, in addition to the usual information, four
informational messages describing the experience of treatment planning, experience of
receiving radiation, usual side effects (including their onset, characteristics, and activities
to decrease their severity), and the usual experiences once radiation is completed. These
messages were tape recorded and given to the patients at various times throughout the
course of treatment. As measured by the Sickness Impact Profile, the experimental group

reported less disruption in usual activities during and following radiation. The amount of
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emotional disturbance, as measured by the Profile of Mood States was low for both the
experimental and control groups and did not differ significantly. The study supports prior
research findings that preparatory information can lessen the disruption in usual activities
of patients coping with stressful health care experiences. This could be a significant factor
in cancer patients’ quality of life. This was a well designed study as it built on previous
research and the authors tried to address the limitations of the previous studies. The
researchers (a) randomly assigned patients to the experimental and control groups, (b)
restricted the sample to an early stage disease, (c) followed patients for three months after
the study, (d) extended the evaluation of effectiveness by measuring disruption of activities
as well as emotional disturbance , and (e) used appropriate interventions that have been
found to facilitate coping in other health care experiences.

Dodd (1983) examined whether chemotherapy patients instructed in side-effect
management techniques would assume these techniques. Her results were significant in
that the patients (n=24) who received information on side-effect management techniques
showed no significant relationship between severity of side-effects and initiation of self-
care in post-intervention interview (r =.19, p =.36). That is, patients did not wait until
the side effects became severe before initiating side-effect management techniques. The
group (n =24) that did not receive the information continued to show a significant
relationship between the severity of side-effects and initiation of self-care (r = .41, p=
.04) thereby waiting until side-effects became severe before initiating management
techniques. Limitations of this study include a heterogeneous sample (small sample size,
multiple diagnostic categories and chemotherapy protocols) and that patients were asked

to recall the self-care behaviors performed from memory, decreasing the reliability.
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Dodd's findings can be applied to chemotherapy-induced fatigue. If patients can be given
management techniques to help them initiate self-care behaviors prior to the onset of
fatigue then adaptation may be enhanced.

Fatigue interventions identified by other professionals. Gerber et al. (1987)

studied a patient education program designed to teach energy conservation behaviors to
patients with rheumatoid arthritis. Patients were randomly assigned to either the
experimental workbook group (n = 16) or the standard control group (n =9).
Preintervention and postintervention measurements of disease activity, disability and
psychosocial adjustment to illness were taken. Although no statistical differences were
found between the two groups, two measures approached significance. The first was the
amount of time spent being physically active. Physical activity increased in 50% of the
experimental group but only in 11% of the control group (p = .10). The second measure
to approach significance was a better balance between rest and activity achieved by 50%
of the experimental group but only 22% of the control group (p = .07). This indicates that
the experimental group interrupted their physical activity with rest periods, a behavior
identified as important in the workbook. Due to the small sample size, the authors were
not surprised that statistically significant differences were not identified. One of the main
goals of the study was to learn whether the workbook produced the desired behavior.

Others have advocated a variety of nursing interventions to help decrease the
fatigue during cancer treatment. These include conservation of energy, nutritional
management, stress management and management of contributing factors (Rieger, 1988),
as well as patient counseling and promotion of adaptation to fatigue because of its often
chronic nature in the cancer patient (Aistars, 1987).

12
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In summary, a review of the literature has revealed that the nursing
profession needs to continue to explore the phenomenon of fatigue through research.
Although many articles have been written about fatigue in the cancer patient, few have
empirically tested nursing interventions designed to combat fatigue. Because in many
cases medical management does not alleviate fatigue, nursing interventions may be the
only source of hope to improve cancer patients' quality of life. Studies designed to test
nursing interventions often had small, heterogeneous, convenience samples that reduced
the generalizability of the findings. Although these studies add valuable information to the
body of knowledge regarding fatigue, research in this area needs to continue.

Conceptual Framework

Roy’s Adaptation Model. The Roy Adaptation Model (Roy & Andrews, 1991)
provided the framework for this study. Roy's conceptual model of nursing supplies nurses
with a "road map" allowing them to focus on a particular phenomenon, implement
interventions and predict possible outcomes. In this study, the phenomenon of fatigue will
be assessed using the Roy Adaptation Model. A specific nursing intervention will be
implemented at the control processes aspect of the model and the outcome of positive
adaptation will be anticipated (see Figures 1 & 2). Roy's 1984 model of the person as an
adaptive system will be used to more clearly show where nursing will intervene. Roy's
1991 model of the person as an adaptive system is helpful in depicting the interrelatedness
of the four adaptive modes (Figure 3).

Roy defines the nursing’s goal as "promotion of adaptation in each of the four
modes, thereby contributing to the person's health, quality of life, and dying with dignity"

(Roy & Andrews, 1991, p.20). The recipient of nursing care is an adaptive system. Roy
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defines the person's adaptation level as "the changing point that represents the person’s

ability to respond positively in a situation" (Roy & Andrews, 1991, p.10).

Input Contrl | Efeon Qupu
- processes _ :
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Figure 1. The person as an adaptive system.

Note. From Introduction to Nursing: An Adaptation Model (2nd Ed.) (p.30),
by C. Roy, 1984, Englewood Cliffs, NJ: Prentice Hall. Copyright 1984 by
Appleton & Lange. Reprinted by permission (see Appendix A).

Early Nursing
Intervention

N
INPUT CONTROL EFFECTORS OUTPUT
PROCESSES
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Ada tion lev also manifested in responses
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Figure 2. Roy's model applied to chemotherapy-induced fatigue.
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Figure 3. The person as an adaptive system.

Note. From The Roy Adaptation Model: The definitive statement (p.17),
by C. Roy & H.A.Andrews, 1991, Norwalk: Appleton & Lange. Copyright
1991 by Appleton & Lange. Reprinted by permission (see Appendix A).

There are three forms of input or stimuli that make up a person's adaptation
level. These are termed focal, contextual, and residual stimuli. When describing the
relevant stimuli that affect a person's range of coping or adaptation level, the focal,
contextual, and residual stimuli must be reviewed (Roy & Andrews, 1991). The focal
stimulus is the most critical stimulus as it is the immediate threat to the person and is the
cause for the adaptation response. For the purposes of this study, the focal stimuli are the
disease process and subsequent chemotherapy. All other stimuli that may be influencing
the current situation are called contextual stimuli. In this study, examples of this form of
stimuli could include role changes secondary to treatment and disease, responsiveness of
family and friends, and the occurrence of a family milestone (such as the last child going
off to college). The residual stimuli are any remaining stimuli that may be affecting the

adaptation level but either cannot or have not been identified and/or confirmed.
15



The adaptation level and stimuli serve as input to the person as an adaptive
system. The input is then processed through control mechanisms. The regulator and
cognator subsystems are two internal control processes that the adaptive system uses to
respond to changes in internal and external environmental stimuli. The regulator and
cognator subsystems are viewed by Roy and Andrews (1991) as innate or acquired coping
mechanisms. While innate coping mechanisms are genetically determined, the acquired
coping mechanisms can be developed through processes such as learning. It is not
possible to observe the functioning of the regulator and cognator subsystems, but the
responses that are produced can be observed. These responses are manifested through
coping behavior observed in four categories or adaptive modes that were developed by
Roy and Andrews (1991) and that can be used as a framework for nursing assessment.
These modes are the physiological, self-concept, role function, and interdependence mode.

The physiological mode "is associated with the way the person responds as a
physical being to stimuli from the environment" (Roy & Andrews, 1991, p.15). The
activities of the cells, tissues, organs and systems of the body make up the behaviors of
this mode. The stimuli affecting the person will activate the coping mechanisms producing
adaptive and/or ineffective behavior. In this mode "the coping mechanisms are those
associated with physiological functioning and the responses produced are physiological
behaviors" (Roy & Andrews, 1991, p.15). There are five needs associated with
physiological integrity: oxygenation, nutrition, elimination, activity and rest, and
protection. There are four complex processes associated with physiologic integrity:

senses, fluids and electrolytes, neurological function, and endocrine function. These
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combine to form the nine components used as a basis for nursing assessment in the
physiological mode.

The other three adaptive modes in Roy's model are psychosocial modes. The
first of these is the self-concept mode. It includes the individual's psychological and
spiritual aspects. Psychic integrity is the basic need underlying the self-concept mode and
is defined by Roy as "the need to know who one is so that one can be or exist with a sense
[of] unity” (Roy & Andrews, 1991, p.16). The self-concept mode is viewed as having two
components: "the physical self including body sensation and body image and the personal
self comprised of self-consistency, self-ideal, and moral-ethical-spiritual self" (Roy &
Andrews, 1991, p.16).

The second of these psychosocial modes is the role function mode. The roles a
person occupies in society is the focus of this mode. Roy defines a role as a "set of
expectations about how a person occupying one position behaves toward a person
occupying another position" (Roy & Andrews, 1991, p.16). Social integrity is the basic
need underlying this mode and is defined as "the need to know who one is in relation to
others so that one can act" (Roy & Andrews, 1991, p.16).

The final adaptive mode in Roy’s model is the interdependence mode.
Affectional adequacy is defined as "the feeling of security in nurturing relationships" (Roy
& Andrews, 1991, p.17) and is the basic need of this mode. The interactions related to
the giving and receiving of love, respect and value are the focus of this mode.

Though the four adaptive modes are often viewed separately for assessment
purposes, nurses must remember that they are interrelated. This demonstrates the holistic

and complex nature of the person. As shown in figure 3, the four modes are represented

17



as overlapping circles with a central circle representing a person's coping mechanisms.
The behavioral responses manifested through the four adaptive modes "may be either
adaptive and thus promoting the integrity and wholeness of the person (as depicted by the
arrow remaining with [in] the adaptation circle) or ineffective and not contributing to the
goals of the person (arrows extending beyond the adaptation circle)" (Roy & Andrews,
1991, p.21).

Studies using Roy’s model. Roy's Theory of Adaptation or Roy's Adaptation
Model (RAM) has been the framework for numerous studies (Fawcett, 1989). Fawcett
(1990) described an ongoing program of research (four studies in all) designed to develop
and test nursing interventions derived from RAM. Roy's conceptual model served as a
blueprint for the design and conduct of the studies. Support for the credibility of Roy's
model was found in the first three studies (Fawcett & Tulman, 1990). However,
hypotheses in the fourth study were based on a Roy Adaptation Model proposition that
management of contextual stimuli promotes adaptation. Research findings did not support
this proposition and therefore challenge the credibility of the RAM. The authors suggest
that the study may not have thoroughly tested the proposition because the contextual
stimuli, in the form of experimental and control treatments, did not differ substantially
(Fawcett et al., 1993). Fawcett used the Roy Adaptation Model to guide future research
studies and believed it to be a useful framework, especially for content analysis (Reichert,
Baron, & Fawcett, 1993; Fawcett, Tulman, & Spedden, 1994).

Varvarro (1991) applied RAM to women with coronary heart disease. Two key
concepts from Roy's model, the focal and contextual stimuli as influencing adaptation and

the four modes of adaptive response, were used to gather information regarding the life
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experience of women (n = 83) with coronary heart disease. Roy's model was used to
assess the patient's adaptation or non-adaptation to stimuli in the four adaptive modes.
Specific measurements under each of the four modes were outlined and various scales
were used to assess and obtain the measurements. The study reported that the women
identified focal stimuli related to the physiological and role function modes as occurring
most frequently. The physiological stimuli such as fatigue and loss of energy may have
affected role function. The utility of using a nursing theory as an organizing framework to
assess life experiences in women with coronary heart disease was demonstrated in the
study. These studies show the utility of the RAM to various nursing specialties and to

nursing as a profession.

Fatigue framework. Piper, Lindsey and Dodd (1987) proposed a framework for
the conceptualization of fatigue that allows "multiple discipline perspectives, definitions,
and theories to be analyzed" (p.17). Their project was undertaken in part because of the
numerous definitions of fatigue across disciplines and because so little is known about the
varied mechanisms that produce fatigue. The framework can be used to help develop a
nursing theory about fatigue with the goal being to "identify and predict which patients are
at high risk for fatigue in order to test specific nursing interventions that prevent or
ameliorate its occurrence” (Piper et al., 1987, p.17). Figure 4 represents the Piper et al.
(1987) fatigue framework for the conceptualization of fatigue in healthy and clinical
populations. The center circle contains the manifestations of fatigue, both subjective and
objective, that have been reported. The mechanisms of fatigue are situated around the
circle and may or may not have an impact on an individual's fatigue symptoms. Although

the actual mechanisms that produce fatigue are unknown, the framework allows the nurse
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to begin an assessment and possibly intervene. The fatigue framework helps "round out"
Roy's model by having synthesized the fatigue literature and by generating a framework
that allows the nurse to begin to "assess possible causes of fatigue in a specific patient

situation to select an appropriate intervention to test” (Piper et al., 1987, p.20).
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Figure 4. Fatigue framework.

Note. From “Fatigue mechanisms in cancer patients: Developing nursing
theory” by B.F.Piper, A.M.Lindsey, & M.J.Dodd, 1987, Oncology Nursing
Forum, 14, p. 19. Copyright 1987 by B. Piper (see Appendix A).

Need for Further Study

Further study of the fatigue phenomenon in cancer patients is warranted to help
improve the quality of life in this patient population. Often patients do not expect the
severity of fatigue experienced once chemotherapy has begun. They often lack

appropriate measures/activities to help alleviate fatigue symptoms or wait too long to
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implement them. Nurses have a responsibility to assist patients with fatigue symptoms.
The high incidence of fatigue and the lack of impact by medical management on fatigue
open the door for the nursing profession to intervene. Empirical testing of specific nursing
interventions needs to continue. The study presented in this paper strives to add to
nursing's body of knowledge regarding fatigue and related nursing interventions.

Research Question

What are the effects of early nursing interventions designed to promote or
facilitate adaptation to chemotherapy-induced fatigue?

Research Hypothesis

The early nursing intervention group will subjectively adapt to the fatigue
experience associated with chemotherapy more positively, as measured by scoring lower
on the Piper Fatigue Scale (PFS) (Piper et al., 1989), than the control group.

Key Terms

1. Early nursing intervention-- A teaching intervention that is provided to the
patient/family prior to completion of the initial chemotherapy treatment thus enhancing the
patient's acquired coping mechanisms and facilitating adaptation.

2. Fatigue-- "a subjective feeling of tiredness that is influenced by circadian
rhythm; it can vary in unpleasantness, duration and intensity. When acute, fatigue serves
a protective function; when excessive or chronic, its function is unknown" (Piper et al.,
1989, p. 200). Fatigue is manifested as an effector state in Roy's model. Subjective
fatigue will be measured by the Piper Fatigue Scale.

3. First-time chemotherapy patients-- the recently diagnosed cancer patient

(having been diagnosed with a new or recurrent cancer in the past one to three months)

21



presenting to the outpatient chemotherapy clinic to receive a minimum of three cycles of
chemotherapy. Patients will have received no prior medical treatment other than surgery
for their disease (i.e., no immunotherapy or radiation).
Key Concepts

1. Adaptation-- a change in structure, function, or form that produces better
adjustment of a person to his/her environment(Guralnik, 1980, p.15), as measured by the
PFS.

2. Acquired coping mechanisms-- learned behaviors that facilitate adaptation.

To be taught in the early nursing intervention.
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CHAPTER 3

METHODOLOGY

Design

The following experimental study examined the relationship of early nursing
interventions (designed to promote adaptation to chemotherapy-induced fatigue) and
chemotherapy patients' level of adaptation. A pretest posttest experimental design was
chosen to strengthen the study results by achieving "greater confidence in the genuiness
and interpretability of relationships"” (Polit & Hungler, 1991, p. 152). A convenience
sample was used and subjects were randomly assigned to the experimental and control
groups. Manipulation occurred in the experimental group by the use of nursing
interventions designed to promote adaptation to chemotherapy-induced fatigue. Patients
were given the pretest on the first day of their chemotherapy regimen. The control group
received the regular nursing instructions (see Appendix B) that included a statement such
as "You may experience fatigue due to your chemotherapy." The experimental group
received verbal and written information on fatigue (see Appendices B & C). After two full
cycles of chemotherapy (on the first day of the third treatment) all patients completed the
posttest.

Potential threats to internal validity included history, testing, and mortality. The
occurrence of external events during the two to three month time span between the pretest

and posttest may have had an impact on how patients adapted to fatigue. Various pieces
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of literature, well-meaning friends and/or increased media attention could have affected
patients in either group and therefore this threat was minimized. Testing was another
potential threat to internal validity. The effect of taking the pretest may have influenced
the patients' responses on the posttest. Because all of the patients completed the pretest
and posttest, this threat should be equalized, if not eliminated. Loss of subjects in each
group occurred for a variety of reasons including death, discontinuation of the
chemotherapy regimen, failure to have the patient complete the posttest, and failure of the
patient to complete more than 65% of the pre or posttest. This threat is a limitation of this
study and is discussed further.

Threats to external validity included a decrease in the ability to generalize the
study results and the potential for a Hawthorne effect. Although the results of this study
can only be generalized back to the sample, the information obtained will add to the body
of knowledge regarding fatigue. The Hawthorne effect could have affected both groups
due to the extra attention received during the research process. Patients could perceive
their fatigue as less severe and demonstrate this on the Piper Fatigue Scale. This threat
should be equal in both groups as all patients received some form of educational material
regarding side effects.

Sample

The subjects were chosen for study from the outpatient chemotherapy clinic of a
250 bed acute care facility. Approximately six months into data collection the doctors’
group which referred the majority of patients to the clinic moved their practice to a
private office. All patients were transferred to this new office and referrals from this office

were placed on study in the same manner.



Subjects were randomly assigned to the experimental and control groups. The
first 25 numbers between 1 and 50 obtained from a table of random numbers were
designated the experimental group. All others were placed in the control group. The
author then wrote out a master list with three columns that listed the patient number,
assigned group, and place for the patient name. Names of consecutive patients who met
the criteria were placed on the list in order and thus assigned to groups. Each patient had
a packet coded with their corresponding number. The packet included a fatigue pamphiet
(Appendix C) (experimental group only), two Piper Fatigue Scales (Appendix D), a
demographic sheet (Appendix E), and two consent forms (Appendix F) (one for the
researcher and one for the patient). At the completion of this study, the master list was
destroyed via paper shredder.

Subjects eligible for study were recently diagnosed cancer patients (having been
diagnosed with a new cancer or recurrent cancer in the past 1-3 months) who presented to
the outpatient chemotherapy clinic (hospital based clinic or private office clinic) to receive
a minimum of three cycles of chemotherapy. A cycle of chemotherapy varies depending
upon individual aspects of each patient, such as age, type of cancer, and medical history.
Generally, a cycle of chemotherapy is three to four weeks in length. No limits on the type
of cancer, underlying conditions, or type of chemotherapy regimen were placed on
subjects eligible for study as the nursing literature supports that fatigue is a universally
recognized side effect of chemotherapy treatment. Patients had to be 18 years or older
and be able to read and write English. Criteria making patients ineligible for study

included patients having received chemotherapy or radiation therapy for their disease
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process in the past year and patients receiving other concurrent medical treatment such as
radiation or unproven methods for their cancer (recent surgical procedures permitted).

The original sample of 50 patients was reduced to 49 after one patient, having
completed the pretest, was found to be receiving concurrent radiation therapy. The
experimental group contained 24 subjects and the control group had 25 subjects. There
were more females (61.2%) than males (38.8%) in the total sample. Ages ranged from 19
to 83 years of age with a mean of 57.9 years. Of the original 49 subjects only 35
completed both the pre and posttest and, therefore, the study. The 14 subjects were lost
for the following reasons: (a) deceased, (b) taken off chemotherapy, (c) failure to
complete more than 64% of pre or posttest, or (d) failure to complete posttest. The final
sample of 35 subjects ranged in age from 19 to 79 years with a mean of 56.8. There were
12 men (34.3%) and 23 (65.7%) women. These data are summarized in Table 1.

Patients were receiving a variety of chemotherapy regimens for a variety of
cancers (Table 2). Patients were not receiving concurrent radiation therapy or
immunotherapy.

Most subjects in the original group (n = 49) lived in a house (87.8%) and no one
resided in a nursing home. Subjects who lived alone accounted 20.8% of the sample. A
little more than 60% of the sample had 1 or 2 persons living with them. No subjects had
more than 6 persons living with them. Most subjects (89.3%) could rely on those who
lived with them for support with everyday tasks such as housekeeping, errands, and meals.
The remaining sample of 35 subjects also predominantly lived in a house (88.6%). Most
patients had 1-2 persons living with them (64.7%). Among the persons living with the
subjects, 88.2% could be relied on for some type of support (see Table 3).
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Table 1

Sample Characteristics

characteristics original (n=49) remaining (n= 35)
n % n %

Gender

Male 19 38.8 12 343

Female 30 61.2 23 65.7

Age (years)

19-40 8 16.3 7 20.1

41-50 7 14.3 4 11.6

51-60 8 16.3 6 17.3

61-70 16 327 12 344

71-83 10 204 6 17.3




Table 2

Cancer Diagnoses of Sample

type of cancer original (n=49) remaining (n=35)
n % n %

Breast 13 26.5 9 25.7
Lung 6 12.2 3 8.6
Colorectal 16 32.7 15 42.9
Ovarian 1 2.0 1 29
Lymphoma 4 82 2 5.7
Leukemia 3 6.1 2 5.7
Pancreatic 3 6.1 1 29
Bladder 1 20 1 29
Prostate 1 2.0 -- --
Unknown primary 1 20 1 29

Subjects were assessed for the number and types of care services they received in
the home. More than half the subjects (51%) in the original sample of 49 patients did not
answer this question which may suggest that they are not receiving any homecare services.
Of the subjects that did answer this question, very few were receiving meals (4.2%),
nursing services (8.3%) or other (4.2%). No one was receiving hospice or oxygen
services (see Table 4).

Subjects in the remaining sample of 35 did not rely heavily on any particular

homecare service. Many subjects (51.4%) did not answer this set of questions and a blank
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response was considered a "no" answer. Of those that did answer, no one was receiving
meals, hospice, oxygen, or other services. Nursing services were used by 2 subjects

(11.8%).

Table 3

Characteristics of Subjects’ Home Situation

characteristic original (n=49) remaining (n=35)
n % n %

Residence

House 43 87.8 31 88.6

Apartment 3 6.1 2 5.7

Condominium 1 2.0 1 29

Other 2 4.1 1 29

Number of persons living with patient

0 10 20.8 6 17.6
1-2 29 60.5 22 64.7
3-6 9 18.8 6 17.6

Number of support persons

0 10 213 6 17.6
1-2 32 68.0 24 70.6
3-5 5 10.7 4 11.7




Table 4

Care Services Received in Home (n=49)

homecare service number %
Meals

Yes 1 2.0

No 22 44.9

No response 26 53.0
Nursing Service

Yes 2 2.0

No 21 42.9

No response 26 53.0
Hospice

Yes 0 0.0

No 23 46.9

No response 26 53.0
Oxygen

Yes 0 0.0

No 23 46.9

No response 26 53.0
Other

Yes 1 2.0

No 22 44.9

No response 26 53.0
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Subjects were also asked if they had any other medical condition. Of the
subjects from the original group that answered this question (11 subjects left this question
blank), 57.9% did not have another medical problem. Diabetes, hypertension and
migraines were some of the conditions listed by subjects. Most patients (53.6%) in the
remaining sample group denied having a medical condition other than cancer. Diabetes
and hypertension were listed by 25.0% of the sample. Table 5 summarizes these data.

Table 5

Non-Cancer Medical Conditions of Sample

medical condition original (n=49) remaining (n=35)

n % n %
None 22 579 15 53.6
Diabetes 5 13.2 3 10.7
Hypertension 4 10.5 4 14.3
Depression 1 2.6 1 3.6
DeepVein Thrombosis I 26 -- --
Migraines 2 53 2 7.1
High Cholesterol 1 2.6 1 3.6
Kidney stones 1 2.6 1 3.6
Back problems 1 2.6 1 3.6

The whole group (n = 49) and the final sample of 35 subjects are comparable in
gender and age. Both contained more females than males and had a mean age in the mid
to late 50s. Most subjects lived in homes with support persons. Very few in-home care
services were utilized by the groups. The majority of patients in both groups denied other
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medical conditions or failed to answer the question. Of the other medical conditions listed
by 16 (32.6%) of the original sample and 13 (37% ) of the remaining sample, the majority

were diabetes, hypertension, and migraines.

I[nstruments
Piper Fatigue Scale. The Piper Fatigue Self-Report Scale (PFS) was used to

measure the subjective phenomenon of fatigue experienced by the cancer patients in this
study (see permission in Appendix A). The PFS has two forms, the Piper Fatigue Scale-
Baseline (PFS-B) and the Piper Fatigue Scale-Current (PFS-C). The PFS-B is used to
measure usual patterns of fatigue and any changes experienced during the six months prior
to a medical diagnosis or start of treatment (Piper et al., 1989). Patients are asked to rate
their fatigue symptoms on a 0-10 point scale, circling the number that best indicates the
degree to which they are experiencing the feeling or activity (see Appendix D). The
PFS-C determines fatigue patterns for "now" or "for that day.” The fatigue symptoms are
measured using a visual analog scale (100 millimeter, horizontal) with each end anchored
with verbal descriptions. The subjects are asked to place an "X" on the point of the scale
which best indicates the degree to which they are experiencing the symptom. The PFS-B
and PFS-C are, for the most part, identical. Some of the questions differ in their verb
tense reflecting each scale’s temporal focus. This author chose to use the PFS-B as the
pretest and posttest scale. This assisted in the comparison of the two tests during data
analysis.

The PFS has seven subscales: (a) temporal, measuring the timing of fatigue; (b)
intensity/severity, reflecting the severity of fatigue and the degree of distress and

interference with activities of daily living; (c) affective, reflecting the emotional meaning
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of fatigue; (d) sensory, measuring the physical, emotional and mental sensations
associated with fatigue; (e) evaluative, assessing what the person believes is the cause of
the fatigue; (f) associated symptoms, measuring physical signs and symptoms that occur
concurrently with fatigue; and (g) relief, which measures the perceived effectiveness of
actions taken to relieve fatigue (Piper et al., 1989). The subscales are composed of the
following items: temporal subscale, items 1,3,4 and S; severity/intensity subscale, items 2
and 6-16; affective subscale, item 17; sensory subscale, 18-35; evaluative subscale, item
36; associated symptoms subscale, items 38-39; and relief measures subscale, item 37.
The items from subscales temporal (excluding item 3), severity/intensity, affective, and
sensory are used to calculate the total fatigue score based on earlier psychometric testing
by Piper et al. The subjects’ responses to these items are summed and divided by four.
The higher the score the greater the fatigue experienced by the subject. Scores may range
from a minimum of 0 to a maximum of 400.

The validity of an instrument refers to the degree to which an instrument
measures what it is supposed to measure (Polit & Hungler, 1991, p. 374). Construct
validity was established for the PFS-B by Piper et al. (1989). Using the Profile of Moods
States (POMS) and the Fatigue Symptom Checklist (FSCL), convergent and discriminant
validity were also determined. Moderate convergent validity was supported by a
coefficient of .55 (p <.001) between the general mean intensity of the FSCL and the
affective subscale of the PFS and the validity coefficient of .54 (p<.001) between the
general symptoms subscale of the FSCL and the affective subscale of the PFS. Moderate
discriminant validity was determined by a coefficient of -.57 (p<.001) between the

sensory subscale of the PFS and the vigor/activity subscale of the POMS. For the
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purpose of the validity study conducted by Piper et al. (1989) the total fatigue score was
calculated on the scores of four subscales (temporal, severity, affective and sensory). The
other three subscales (evaluative, associated symptoms and relief) were determined not
essential to the measurement of subjective fatigue when reviewed by 11 fatigue experts in
regards to content validity (Piper et al., 1989).

Reliability is the degree of consistency with which an instrument measures the
attribute it is supposed to be measuring (Polit & Hungler, 1991, p. 367). Piper et al.
(1989) used Cronbach's alpha to measure internal consistency. The reliability coefficients
ranged from an alpha of .69 for the associated symptoms subscale to .95 for the sensory
subscale. The reliability estimate for the total fatigue score was .85 (calculated on the
temporal, severity, affective and sensory subscales only). Reliability of the total fatigue
score for this investigation was established at .97 using Cronbach's alpha.

Demographic information sheet. A demographic information sheet was

developed by the author to gather demographic information about the sample (see
Appendix E). The questions were reviewed by an oncology Clinical Nurse Specialist for
their appropriateness to the phenomenon of fatigue in cancer patients.
Procedure

Prior to the start of data collection, an inservice (Appendix G) was held with the
clinic registered nurses (RNs) giving them information about the study, how to approach
a potential study participant, how to offer them the opportunity to participate in the study
and how to obtain consent (see Appendix F). The researcher prepared a script for the
RN to read when offering participation into the study (see Appendix H). A written

outline with the basic step by step instructions of how to proceed once a patient had been
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placed on study was available for easy reference during busy clinic hours. The RNs had
the opportunity to ask questions at this inservice and were informed that the researcher
would be available by phone at any time throughout the study. The researcher visited the
clinic two to three times per month to monitor progress of the study, assess potential
subjects' eligibility, reinforce importance of keeping control and experimental information
separate, and to answer any questions the RNs had. When the location of the study
moved from the hospital-based clinic to the private office, the same inservice was given to
the new RN assisting in data collection. Two of the clinic RN originally involved in the
study took positions at the new center and were, therefore, able to continue the study with
some level of consistency. The researcher provided the other three RNs with the same
inservice given prior to the start of data collection.

Potential subjects were identified and screened for eligibility by the researcher
and participating RNs prior to their scheduled appointment at the outpatient chemotherapy
clinic. Once a patient agreed to participate, the RN obtained the master form and wrote
the patient's name on the next line which then identified the patient number and group they
were randomized to. The patient packets were precoded by the researcher. The RN then
took the packet, obtained written consent for study participation and had the patient fill
out the PFS-B.

The treatment involved in this experimental study was the implementation of a
nursing intervention designed to facilitate adaptation to the fatigue associated with
chemotherapy by impacting the patient’s acquired coping mechanisms. The typical
chemotherapy patient education given to the control group combines written and verbal

information. The written information includes the Chemotherapy and You booklet
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(National Institutes of Health, 1990), a general information sheet, and specific drug
literature (see Appendix B). The RN then verbally highlighted some of the more
important information individualized to each patient, and his or her diagnosis and
treatment regimen. Often general statements are given regarding the expectation of
fatigue associated with chemotherapy. For example, "Chemotherapy can lower your
blood cell counts. You therefore may experience some fatigue. Many patients find they
need to rest more often.”

The early nursing intervention given to patients in the experimental group
supplemented the typical education patients receive regarding fatigue. A pamphlet
describing the possible causes of fatigue, specific suggestions to help alleviate fatigue and
verbal reinforcement of the information was given to the experimental group patients (see
Appendix C). Patients were asked if they had any questions regarding fatigue. The
teaching involved in the experimental group took approximately five to ten minutes.

The Piper Fatigue Scale and the experimental nursing intervention (or standard
nursing intervention) were administered on patients' initial visit to the outpatient
chemotherapy clinic for their first chemotherapy treatment and prior to release from that
day’s clinic appointment . The Piper Fatigue Scale was administered again after two cycles
of therapy (on the first day of the third cycle) prior to a patient’s release from that day’s
clinic appointment.

Potential Risks and Methods to Reduce Those Risks

As with any research process, a variety of risks are possible. The potential risks

to patients in this study included confidentiality issues, additional stress, and loss of time

and fatigue in completing the questionnaires.
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Confidentiality was maintained to the best of the researcher’s ability. All data
collected were numerically coded. There was only one master form that identified patients
by name. This was destroyed after all requirements for this project were fulfilled. The
subject’s name was not attached to any of the fatigue scales nor did it appear in any of the
results. All data presented is in group form.

Newly diagnosed cancer patients are understandably overwhelmed with the many
new situations they face, especially their first day of chemotherapy. Some patients,
especially the elderly, declined participation in the study for this very reason. One of the
clinic RNs, who put the majority of patients on study, stated that approximately six
patients declined participation because they felt "bombarded"” with information. These
patients were not pressured to participate in the study and were encouraged to verbalize
their feelings. Other patients welcomed the chance to take an active role in a research
study that may potentially benefit themselves as well as future cancer patients.

Although the research process did not keep patients in the clinic any longer than
they would be normally to receive their treatment, patients were allowed to take the
survey home if they were scheduled to return to the clinic the next day. Patients
complained that the scale was too long and that it had redundant questions. Some patients
even made written comments on the survey itself that they had increased fatigue due to the
length of the survey. Every attempt was made to ensure full understanding of the study
and fatigue scale forms and an RN was nearby to answer any questions. They were

allowed to withdraw from the study if they found participation too burdensome.
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CHAPTER 4

DATA ANALYSIS

Of the original 49 patients participating in the study, 4 died before completing
the posttest, 3 were taken off their chemotherapy regimens before completing the posttest,
4 completed 64% or less of the pretest or posttest, and 3 failed to complete the posttest
altogether. An equal number of males (7) and females (7) were dropped from the study.
Nine of the lost subjects came from the experimental group whereas only 5 came from the
control group. These and other subject characteristics are summarized in Table 6.

In addition to the high drop out rate, there was a large amount of missing data.
Subjects had not been informed of the importance of completing the entire survey and this
was evident by the fact that very few subjects completely filled out both the pretest and
posttest. Polit and Hungler (1995) address the issue of missing data in nursing research.
Before selecting one of five approaches, it is important to first determine the distribution
and patterning of the missing data (Polit & Hungler, 1995). By using Chi-square and
Fisher's Exact test the researcher found no pattern in the missing values. It was
determined that the missing data were random and that two separate populations were not
sampled among those that completed or did not complete the study. One of the
approaches described by Polit and Hungler (1995) is to substitute the mean value for the
missing values. This is a particularly useful method when the missing values come from a

multiple-item scale, like the Piper Fatigue Scale. The mean was therefore used to replace
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Table 6
Characteristics of Subjects Dropped from the Study (n=14)

Number of Subjects
Experimental Control
Characteristic (n=9) (n=5)
Age (years
31-40 0 1
41-50 2 1
51-60 1 1
61-70 2 2
71-83 4 0
Gender
Male 4 3
Female 5 2
Type of Cancer
Unknown primary 0 1
Pancreatic 0 2
Lymphoma 3 0
Colorectal 1 0
Breast 3 1
Lung 2 1
Reason for Drop Out
Deceased 2 2
Off Chemotherapy 2 1
> 35 % of survey incomplete 3 1
Failed to complete posttest 2 1
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the missing values on all surveys with less than 35% data missing. If more than 35% of
the survey was not completed, the subject was dropped from the study. As noted in Table
6, three experimental group subjects and one control group subject were eliminated from
the study for this reason.

Complete data were collected on 35 subjects. The experimental group had 16
subjects and the control group had 19 subjects. There were 8 males and 8 females in the
experimental group. In sharp contrast, the control group had only 4 males and 15 females.
Table 7 summarizes these characteristics as well as providing information regarding the
types of cancer in each group.

It is well documented that fatigue is prevalent no matter what type of
chemotherapy regimen patients are receiving. However, other important information may
come from further research that controls for this variable. The chemotherapy regimens of
the experimental and control groups are therefore listed in Table 8.

Other variables that could potentially affect a person’s level of fatigue were
assessed. Issues such as where people reside, how many people live with them and how
many of those they could rely on for support, homecare services, and other medical
conditions are reported in this study. It is interesting that very few subjects had any type
of homecare services. Perhaps the eligibility criteria for this study disqualified the subjects
more likely to have these services, such as the end-stage patient who has repeatedly failed

chemotherapy (i.e.,they are more likely to have had chemotherapy within the last year and,
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therefore, be ineligible for study participation). The data describing other variables that
could affect a person’s level of fatigue are displayed in Tables 9 (Home Situation), 10

(Homecare Services), and 11 (Other Medical Conditions).

Table 7
Final Sample Characteristics (n=35)

Experimental Control
(n=16) (n=19)
Attribute n % n %
Age (years)
19-40 4 25.0 3 15.8
41-50 0 0 3 15.8
51-60 4 25.0 3 15.8
61-70 5 31.2 7 36.8
71-83 3 18.8 3 15.8
Gender
Male 8 50.0 4 21.1
Female 8 50.0 15 78.9
Type of Cancer
Breast 4 25.0 5 26.3
Lung | 6.3 2 10.5
Colorectal 9 563 6 31.6
Ovarian 0 0 1 5.3
Lymphoma 0 0 2 10.5
Leukemia 1 6.3 1 5.3
Pancreatic 1 6.3 0 0
Bladder 0 0 l 5.3

Unknown primary 0 0 1 5.3
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Table 8

Chemotherapy Regimens (n=35)

Experimental Cantrol
Chemotherapy Regimen (n=16) (n=19)

5FU/Leukovorin
SFU/Levamisole
CMF

CAF
Carbo/Taxol
VP16/Carbo
MVAC
Carbo/CTX
CHOP
CTX/VCR
MOPP
Velban/Estramustine
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Table 9

Variables of Home Situations That Might Affect Fatigue

Experimental Control

Variable n % n %
Residence

House 13 81.3 18 94.7

Apartment 2 12.5 0 0.0

Condominium 0 0.0 1 53

Other 1 6.3 0 0.0
Number of Persons Living with Subject

0 4 26.7 2 10.5

1-2 8 533 14 73.7

3-5 3 20.0 3 15.9
Persons for Support

0 4 26.7 2 10.5

1-2 9 60.0 15 79.0

3-5 2 13.4 2 10.6




Table 10

Use of Home Care Services Among Experimental and Control Groups

Experimental Control

Variable n % n %
Meals

Yes 0 -- 0 --

No 7 43.8 10 52.6

No response 9 56.3 9 474
Nursing Service

Yes 0 -- 2 10.5

No 7 43.8 8 42.1

No response 9 56.3 9 474
Hospice

Yes 0 - 0 --

No 7 43.8 10 52.6

No response 9 56.3 9 474
Oxygen

Yes 0 - 0 -

No 7 43.8 10 52.6

No response 9 56.3 9 474
Other

Yes 0 -- 0 -

No 43.8 10 52.6

No response 9 56.3 9 474




Table 11
Medical Conditions That Might Affect Fatigue

Experimental Control
Variable n % n %
None 6 54.5 9 52.9
Diabetes 2 18.2 1 5.9
High Cholesterol 1 9.1 0 --
Hypertension 0 - 4 23.5
Kidney stones 1 9.1 0 --
Depression 0 -- 1 5.9
Bad back | 9.1 0 -
Migraines 0 -- 2 11.8
Hypothesis

The hypothesis for this study was: the intervention group would subjectively
adapt to the fatigue experience associated with chemotherapy more positively, as
measured by scoring lower on the Piper Fatigue Scale, than the control group. Both the
experimental and control groups pretest and posttest scores were totaled and used to
compare the two groups. Parametric tests included the paired and independent t-test and
ANCOVA. Based on preliminary findings, further paired and independent t-tests were
done. The findings do not support the research hypothesis.

The total scores on the PFS ranged from 1 to 293 (see Table 12). Using a paired
sample t-test, the relationship between the samples' pretests and posttests was examined.
There was a significant increase in the pretest to posttest scores of the entire sample. The

mean pretest score was 95.03 (s.d.= 67.72) and the mean posttest score was 126.57 (s.d.=
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78.41) (t=-2.58, d.f =34, p= .014). Asexpected, this shows the progression of fatigue
for this group of cancer patients receiving chemotherapy. Independent sample t-tests
showed no significant difference between the experimental and control groups’ pretest.
The experimental group’s mean pretest score was 96.69 (s.d.= 83.94) and the control
group’s mean pretest score was 93.63 (s.d.= 52.78) (t= .13, d.f=24.4, p= 901). The
posttest scores also showed no significant difference. The experimental group had a mean
score of 124.87 (s.d.= 91.10) on the posttest and the control group 128.00 (s.d.= 68.50)

(t=-.12, d.f = 33, p=.909).

Table 12
Piper Fatigue Scale Scores
NUMBER OF SUBJECTS
TEST Experimental Control
Pretest
1-74 9 7
75-150 3 9
151-225 1 3
226-293 3 0
mean 96.69 mean 93.63
Posttest
1-74 6 4
75-150 3 7
151-225 5 6
226-293 2 2
mean 124.87 mean 128.00
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A paired sample t-test was then used to examine the relationship between the
pretest and posttest scores for the experimental group as well as for the control group.
The experimental group scores showed no significant difference between the two times ( t
= -1.27,df= 15, p = .224) but the control group scores did (t =-2.61, df=18,p=
.018). This suggests that the control group had significantly more fatigue from pretest to
posttest.

Analysis of covariance was used to compare the two groups posttest scores
while controlling for the pretest. A significant differencewas found between the pretest
and posttest scores (F = 11.73, p =.002). No difference was found based on group
membership (F = .04, p = .834) (Table 13). The variation explained by the nursing

intervention was small (R-squared = .268).

Table 13
Analysis of Covariance for Posttest Fatigue Scores

Source of Variation d.f MS F p
Between groups 1 213.36 .04 .834
Covariate 1 56043.40 11.73 .002
Within groups 32 4779.26

Additional Analysis

Pearson's r was used to examine the relationship between age and the pretest and
posttest scores. A moderate inverse relationship which approached significance was
found between the age of the subject and the pretest ( r =-.30, df = 35, p = .074) and

posttest ( r=-.31, df = 35, p = .066) scores. This suggests that younger subjects may
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have experienced greater fatigue. Another Pearson's r examined the correlation between
age and the number of people living with the subject. Again, a significant inverse
relationship was found (r = -.4554, df = 34, p = .007). The younger the patient the more
people lived with the patient.

The intriguing findings regarding young patients experiencing more fatigue led to
more analysis of data. Paired sample t-tests showed a significant difference between the
pretest and posttest scores for women (pretest mean 97.35 [s.d. = 71.58]; posttest mean
134.52 [s.d. = 84.74] [t = -2.23, df = 22, p = .036]) but not for men (pretest mean 90.58
[s.d. = 62.39]; posttest mean 111.33 [s.d. =65.26] [t =-1.26,df =11, p =.233]). The
subjects were then broken down into two age groups: a younger age group (ages 19-60)
and an older group (ages 61-79). T-tests showed a significant difference from pretest to
posttest in the younger group (t = -3.58, df = 16, p = .003) but not in the older group
(t=-1.10,df= 17, p = .288). Independent sample t-tests showed no significant difference
between the young and old groups on the pretest (t = 1.04, df = 33, p = .305) or the
posttest (t = 1.55, df = 33, p =.132).

Subjects identified causes of fatigue and relief measures they used. The
chemotherapy treatment, sleep disturbance, and cancer were the three most common
causes of fatigue listed by subjects on the PFS. Other reasons for fatigue included pain,
coping, and the post-operative recovery process. The primary relief measure was rest,
such as relaxing, napping, or getting a good night’s sleep. The next two most frequently
identified relief measures were positive reading and thinking and prayer/bible study. It is
interesting that none of the subjects in this study identified delegating tasks as a relief

measure.
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CHAPTER 5

DISCUSSION AND IMPLICATIONS

Hypothesis

The purpose of this study was to investigate whether an early-nursing
intervention, the handing out and discussing of information regarding fatigue, could help
patients subjectively adapt to the fatigue associated with chemotherapy. The findings
presented in this study did not support the hypothesis. Both the independent t-tests and
ANCOVA showed no significant differences between the experimental group and the
control group scores. It is interesting to note that the control group’s mean fatigue score
on the pretest was lower (93.63) than the experimental groups (96.69) and that their mean
posttest score was higher (128.00 for control and 124.87 for experimental). These value
differences were not significant, however, a larger sample and reinforcement of the
information on the brochure during the course of the study may strengthen the study and
the results.

Additional Findings

Interesting and valuable information did emerge from the data analysis. Paired t-
tests showed significant differences between the pretest and posttest for women (p=.036)
but not for men (p=.233). This finding led to questions such as: Are there multiple role
issues that occur for female patients? Are women more comfortable expressing their

feelings and therefore more apt to report their level of fatigue through the PFS?
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Lee, Lentz, Taylor, Mitchell, and Woods (1994) examined fatigue as it related
to women's lives, particularly their internal and external environmental demands. They
found no significant relationship between the severity of fatigue and age (an internal
demand). The internal environmental demands that showed the strongest correlations with
fatigue were anxiety ( r =.239, p <.001) and depression (r =.231, p<.001). A
significant relationship was found between fatigue and the external environmental demand
called Negative Life Event (r=.177, p=.002). Of course, a diagnosis of cancer and
subsequent treatment with chemotherapy is considered a negative life event. No other
external environmental demands, such as positive events, role behavior including parenting
and homemaking, or conflicting social support, correlated significantly with fatigue in
these women.

Another study by Libbus, Baker, Osgood, Phillips, and Valentine (1995) looked
at fatigue in healthy women. Their objective was to identify relationships of behavioral,
socio-demographic, and emotional factors among women generally thought to be healthy
who complained of persistent fatigue. They used an investigator-designed survey to
gather demographics, the Piper Fatigue Scale (PFS), and the Beck Depression Inventory
to assess subjective fatigue and depression, respectively. Women who perceived
themselves as having difficulty coping with stress had higher levels of fatigue. The authors
suggest that this finding could indicate that women become less able to handle stress as
their level of fatigue increases. No significant relationship was found between women's
fatigue scores and either the percent of responsibility for household tasks or number of
hours worked at a job outside the home. This finding supports Lee et al. (1994) study

which found women's internal demands to correlate with fatigue better than external
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demands. Clearly these findings do not support the theory of multiple-roles as the cause
of increased fatigue in the women of this study sample.

Paired t-tests on the younger and older groups of the sample showed a
significant difference between the younger group (p=.003) but not the older group
(p=-288). Questions that arose from this finding included: Do older patients, many of
whom are retired, have more time to rest? Do younger patients feel more tired because
they do not expect nor have they usually experienced such physical exhaustion before?
Perhaps the older patient, who is more likely to have suffered a physical ailment, has to
adapt less than the younger patient.

Graydon, Bubela, Irvine, and Vincent (1995) reported on the fatigue-reducing
strategies used by cancer patients. In this study, an interesting correlation between age
and fatigue was found. The older the subject, the greater the relief of fatigue at the second
interview (r = 0.21, p <0.05). Other than to report the correlation, the authors did not
discuss this finding further. As mentioned earlier, Lee et. al. (1994) found no significant
relationship between the severity of fatigue and age. Further investigation, including
focusing on age of subject, methods of coping, and previous adaptation to physical and
mental stressors will need to continue.

Relationship of Findings To Conceptual Framework

The findings of this study do not support the intent: that the outcome of positive
adaptation be enhanced. Roy's theory is holistic and therefore complex. Fatigue and the
mechanisms that produce fatigue are also very complex. This study focused on and tested
for the complex nature of fatigue, hoping to capture all that was needed to assist patients

to adapt to this severe side effect. There are obviously other factors. residual stimuli as
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well as contextual stimuli, that influence and impact a patient’s level of fatigue. Perhaps
assessment for contextual stimuli takes longer than this study allowed for. Often this type
of information is elicited once a rapport has been built with a patient. Perhaps there is
residual stimuli common to certain groups (such as young women) that have yet to be
uncovered.

There is also the control processes aspect of Roy's model. While this study
focused on the acquired coping mechanisms there are the genetically determined innate
coping mechanisms. Again, a group of people (such as young or old, male or female) may
cope and, therefore, adapt better or worse than another group. Patients may have also
needed more reinforcement of the information regarding fatigue. Perhaps the acquired
coping mechanisms need time to develop.

Reinforcement of this information may need to be done over and over, especially
considering that the patients received it on their first day of chemotherapy, a day full of
new information. Incorporating more effort into identifying as many of the residual and
contextual stimuli as possible and reinforcement of the fatigue information throughout
chemotherapy treatments may have achieved better results.

Roy's adaptation model was a useful tool that assisted in the theoretical design of
this study. The model served to organize a plan to assist patients to adapt to fatigue, and
in light of the findings, also served to guide future research as adjustments in the research
process can be made based on Roy’s model.

Limitations
This study used a small (n = 35), convenience sample. Therefore, findings can

only be generalized back to this sample. In addition, the large amount of missing data and
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dropout rate hindered aid data analysis. Although a rigorous process was used to deal
with the missing data, complete data would have made for a larger final sample. [t also
may have been beneficial to have the same RN (or researcher) to assist all subjects in
completion of the surveys. Unfortunately, this is not always possible in a fast-paced clinic.

In view of the research findings regarding women and fatigue, it would have
been helpful to add the Beck Depression Inventory or similar scale. However, many
subjects complained that the PFS was already too long, redundant and, for lack of a better
word, "nonsense.” The researcher believes this viewpoint contributed to the amount of
missing data. Having someone very familiar with the PFS present during the time when
patients were filling out the surveys may have assisted patients to understand the rationale
behind the PFS. Many sﬁbjects were overwhelmed by having to fill out the PFS on the
first day of chemotherapy. There may be a better time to fill out the PFS other than the
first day of treatment although it is important to assess the fatigue level prior to the start
of therapy. To add another scale, such as the Beck Depression Inventory may have
proved even more overwhelming for subjects.

The PFS is composed of 7 subscales yet only 4 of these subscales are used to
obtain a fatigue score. To eliminate the other 3 subscales would not considerably shorten
the PFS. The evaluative, timing, and associated symptoms subscales comprise 4 open-
ended questions that allow for valuable assessment data for nurses.

Data collection took 11/2 years because more patients were receiving concurrent
radiation than the researcher anticipated. This excluded a large number of potential
candidates for study participation. Each patient that was placed on study took

approximately 3 months to complete the pretest and posttest. The time frame for data
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collection allowed for a greater threat of history. Many things were happening in the
oncology arena regarding fatigue during this time. The Oncology Nursing Society held
the Fatigue Initiative through Research and Education (FIRE). The pharmaceutical
company sponsoring FIRE provided free literature to oncology patients regarding fatigue,
its mechanisms, and interventions to help alleviate it (generally the same information
presented in the fatigue pamphlet). Although the researcher was aware of this information
and tried to maintain experimental conditions, it is easy to see that information of this
type may have reached the study subjects (both experimental and control).

Data regarding the status of subject’s co-existing diseases (such as diabetes,
cardiovascular disease, or depression) and/or physiological causes of fatigue (such as
anemia) were not gathered or statistically controlled for. Questions arose about whether
these physical states had an impact on the total fatigue score? Measures for these
conditions could have been gathered (such as the routine CBCs for anemia) or added
(such as the Beck Depression Scale) but this author believed fatigue to be universal in the
chemotherapy population, even in patients without evidence of concurrent disease or
physiological changes. Theoretically, random assignment should eliminate concerns
regarding co-existing disease and physiologic causes but future researchers may want to
assess the impact of underlying medical conditions and physiological causes on fatigue

more carefully.

Implications for Nursing

Practice. The prevalence of fatigue in cancer patients is not disputed and this

study affirms this as well. The findings clearly point to the need to continue to holistically

assess for chemotherapy-induced fatigue. Roles, stressors, coping mechanisms, and
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supports should be included in order to assure the best possible outcome for each
individual. Teaching patients that getting them through chemotherapy-induced fatigue is a
team effort, that no intervention will alleviate all of their fatigue, and that what they are
experiencing is normal are avenues for hope and success.

Nurses also need to be mindful of different groups within the chemotherapy
population. Findings of this study point to very different needs based upon age, sex, and
perhaps other attributes. Although all the information regarding different groups is not yet
available, keeping in mind that there are most likely significant differences can assist in
positive outcomes until we know more.

Education. Educators need to be aware of the trends in nursing. Fatigue and
other quality of life components are issues that nurses are focusing on in the 1990s.
Educating nurses regarding the theories about these issues is vitally important. Holistic
assessment must be taught to nurses so that appropriate interventions can be implemented.
This allows for the best possible outcomes. Finally, timely follow-up and evaluation are
skills every nurse needs to incorporate into his or her practice.

Administration. Administrators also need to be aware of the trend focusing on
fatigue. This allows them to encourage RNs to attend conferences and workshops
regarding quality of life issues such as fatigue. Administrators can promote the
dissemination of information and literature regarding fatigue to the RNs under their
direction through task forces, bulletin boards, and journal review clubs. The nursing
profession as a whole needs to continue striving to understand the patterns, causes, and

effects of fatigue. This will only benefit future patients.
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Implications for Research

Fatigue has become a priority issue, especially in oncology nursing research. It is
a side effect that diminishes quality of life for the majority of cancer patients and requires
nursing to understand and, hopefully, control it better. The interest in fatigue is
tremendous and research will continue. There are so many aspects of fatigue that need
attention, as this study demonstrates. Questions include: Why does the level of fatigue
vary from person to person, even if type of cancer and chemotherapy regimen are
controlled for? Why is fatigue subjectively rated higher for younger women than for
younger men or older men and women? These and countless other questions need to be
addressed in future research studies.

As is often the case in nursing research, a larger sample would have decreased
the sampling error and increased the confidence in generalizing the results. Future studies
would hopefully draw a large number of chemotherapy patients from a variety of hospitals
and clinics thereby decreasing the sampling error and increasing the sample size. A power
analysis may also help determine how large a sample is needed to detect what may be a
small difference between outcome variables. Polit and Hungler (1991) suggest 100-300
subjects in each group (for a total sample of 200-600) to detect a small to moderate
difference in outcome variables.

Changing the research procedures might also clarify the results. It may be
beneficial to add a third survey at the sixth cycle of chemotherapy or skip the third cycle
posttest and perform the posttest at the sixth cycle. This, however, would increase the

length of time of data collection.
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Throughout the chemotherapy courses, RNs could continue to reinforce the
information in the brochure, referring to it casually during chemotherapy administration.
This may help increase the likelihood that the patient assimilates the information regarding
fatigue and, therefore, utilizes the information to help himself or herself adapt to fatigue.

The PFS was also noted by the subjects of this study to be quite lengthy and
tiresome. Unfortunately, eliminating 3 of the 7 subscales only reduces the survey by 4
open-ended questions. The majority of the PFS would still need to be completed.

Perhaps future researchers could assess or develop other fatigue scales for their length and
appropriateness in this population of patients or assist patients in completing the PFS.
Assessment of concurrent medical and physiological conditions should also be done.

Many routinely collected measures like CBCs can be assessed. Consideration to the
addition of scales like the Beck Depression Scale should also be given. This may add
support to the need to develop or find a more concise instrument to assess fatigue.
Summary

The prevalence of fatigue in cancer patients will not diminish until more
knowledge regarding fatigue and its mechanisms is obtained. Adaptation to fatigue was
assessed as a possible relief measure in this study. The findings did not support the
hypothesis but that should not discourage future research about adaptation and fatigue.
Both are very complex processes and may require numerous studies before yielding data
that will directly benefit patients. The Roy Adaptation Model proved useful in the
theoretical design of the study and can guide future nursing research regarding fatigue.

All realms of nursing should continue to focus on fatigue and other quality of life issues as

these are so important to the quality of care patients receive.
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APPENDIX A (continued)

To: Jean Wison
Appleton & Lange Publshers
Fax§ 2036549486

From: Jennifer A. Shane, RN, OCN, MSNo
1800 Post Or. NE
Belmont, Mi 49306
616-361-0946 (H)
616-774-6165 (W)

Oear Jean,
| amusing Roy's adaptation model as the theoretical framework for my thesis proposdl. |

request permission to use the foflowing figure in that proposal. o
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Roy, C. & Andraws, H.A. (1991). The Roy Adaptation Mode: The defiitive statemert, Norwali/] .
Appleton & Lange. p. 17, Figure 1-3.
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APPENDIX A (continued)

To: Barbara Fiper .
190 Professional Ctr Parkway
San Rafael, CA 94803

From; Jennifer A. Shane
1800 Post Dr. NE
Beimont, MI 49306
616-361-0946 (H)

616-T74-6155 (W)

Dear Barbara,

I have written to you in the past fo request permission to use your PFS as the instrument in my
masters thesis proposal. | am nearing the data collection aspect and am beginning to “see the fight at
the end of the tunnel®. | am writing to request pemmission to use the Fatique framework for the
conceptualization of fatique in my proposal. My source came from the following reference:

Pper, B, Lindsey, AM., & Dodd, M.J. (1987). Fatigue mechanisms in cancer patients: Developing
nursing theory. Oncology Nursing Forum, 14, p.19.

If permission is granted, please sign below and retum to the above address. Thankyou. '
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APPENDIX A (continued)

BARBARA F. PIPER, R.N., M.S.
190 PROPFESSIONAL CENTER PARKWAY

SAN RAFAEL, CA. 94903
Dear M

(416) 491~1441
Thank you for expressing interest in using the "Piper Fatigue Scale"
(PFS). The instrument contains 41 horizontal visual analogue scale
(VAS) items that measure four dimensions of subjective fatigue: the
temporal dimension (5 items), relating to the timing, frequency,
pattern and duration of fatigue; the intensity/severity dimension
(12 items), relating to the severity, distress and degree of
disruption in activities of dally living; the affective dimension (6
items), relating to the emotional meaning attributed to fatigue; and
the sensory dimension (19 items), relating to the physical, emotional
and mental symptoms of fatigue.

Poad

Individual subscale and total fatigue scores are calculated and
range from "0" to "100". Four additional "open-ended" items are
included that identify perceived causes, relief measures, associated
symptoms and additional fatigue descriptors.

Reliability-and. validity. estimates have been calculated for.breast
and lung cancer -patients receiving radiation therapy (RT) and
breast .cancer -patients receiving chemotherapy (CT).-In these
samples, - internal -consistency rellabilities (Orenbach's alpha) Fange
from .80 to .98;-concurrent validity estimates (correlations between
PFS, Fatigue Symptom Checklist and Profile of Moods State .scores)
are moderate to strong: The VASs can be scored by hand or by
computer using a software program specifically designei for the PFS
and used with a digitizer tablet.

Investigators using the PFS are asked to furnish sample data useful
for further development of the PFS such as age and sex -
characteristics; subscale and total fatigue scores; and reliability-
validity estimates if calculated. A copy of the final manuscript also
would be appreciated.

To receive a copy of the PFS, two articles describing the
development and testing of the PFS and additional information on
how to order the digitizer and software program, please forward a
cashier's check in the amount of $256.00 to the above address.
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I am delighted that you are interested in studying fatigue and I
look forward to reading about your contributions in the literature.
If I can be of further assistance, please contact me.

Barbara P. Piper, R.N.; M.8.
Doctoral Candidate, U.C.S.F. School of Nursing and
Oncology Staff Nurse, U.C.S.F./Mt. Zion Medical c_enters.
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APPENDIX B

CENERAL INFORMATION WHEN RECEIVING CHEMOTHERAPY

If. you have any questions or concerns call the St. Mary's Regional Cancer Center
at 774=6714é. The center 1is open Monday through Friday from 8:00 am to 4:30 pm.
Any ezergencies that ocaur at other timas -will be handled by the physician who

is "On Call". Call your oncologist's office number and the answering service
w:.u contact the doctor for you.

Dr. Scbong/Dr. Yost/Dr. Seott 774~8200

Dr, ‘Marks/Dr. Oviatt/Dr. Anderson/Dr. O'Donnell 456-7892
Dr. "SanDiego 7174-4 446

Dr, M.Campbell/Dr. A.Campbell 942-1310

If you ever need to call the RCC or your doccor with s problem, take your temper-

-ature firec. You will need to buy & cthermometer if you do not own one. Always

call {f your tempereture i{s 100 degrees or greater, orally no matter what time o!
day or-night, veekend or holiday! You tay have an infection. Signs and sympctom:
of infection include:

8. Shaking chills are often a sign of & rapidly rising temperaturs,
1f these .occur take your temperature immediately and call your
doctor 4f 4t is 100 degrees or greater.

b, Poul smelling, cloudy or bloody urine, pain and/or burning upon
urination,

-C+- Persistent cough, productive cough (elpeciclly {f phlegn is green)
with or without accompanying chest pain.

d. Reddness, swelling and/or pain enywhere else (e¢.g.: an old IV site
or & stubbed toe that will not heal).

3, Headsche and/or stiff neck with accompanying’ fever.

A% Remember: Always call if your not feeling well and have & fever!lil

Nausea and Vomiting: You may feel nsusested for one to two days sfter your chem
therapy. Alwvays call if you are taking the medication for nauses and are still
feeling nauseated. Here are some ways to help prevent or minimize nausea (esp.
for the firet 24 hourl sfter receiving your treatment)?t

a, If given a prescription for compazine, phenergen, torcan or tigan,
take one tab every 4=6 hours sround-the~clock (except when sleeping)
for the first 24 hours after receiving chemotherapy. Then take one
tab every 4=6 hours as needed. (Always READ and FOLLOW the directions
on the presciption label {f different than above).

b. E.:é. light dinner. Avoid ecating your favorite foods or spicy, greasy

0048,

¢. "Rest once you've arrived home, Take it easyl!! Watch TV or read a

8 good book.

Infora your oncologist of all medications that you take. Aspirin and any ibuprc
product (Motrin, Advil and Nuprin) {ncrease blecding. DO NOT TAKE these unless
check with your oncologist, For minor sches and pains take Tylenol,

Call if sny skin rashes sppesr and do not clear up. Avoid excessive exposure t¢

the sun if veceiving certain chemotherspeutic agente., See drug handout sheets
for various side effects associated with gsach agent, -—
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APPENDIX B (continued)

Cood mouth care is importent. Inspset your mouth deily and use & soft tooth~
brush sfter every meal. Rinse vell sfter brushing with selt and socds rinses at
least ixper day (1 tsp. of salt plus ons tsp. of beking sods {n 8 o3. to ons
pint of water). This can prevent and/or halp hsal mouth sores that scastimes
sccompany chemotherapy trestaent. Plesss call-if the folloving occurs::

s, Houth sores which do mot iaprovs with sslt sad scda rinses.

b. Savere mcuth sorss thet liair or pravent you from asting or drinking.

. White patches in your mouth.

Avo{d alcohalie drinks on .the day of.chemothezapy. Alcohol dehydraces your body
of fluids needsd to help flush out the cbemotherapy. -Unless contraindicated by
your doctor for other health Tessons, {ncreasing your fIuid intake vhile oa
chemothatapy s beneficial, -

YTour weight will be checked on each visit. Do not begin any weight loss diet with-,
out consulting your oncologist. A well balanced high procein diet is very important
to help normal cslls Tepair- themselves. . .ot .

Diarrhes can oceut vith chemotharapy. You mey try over-the-countst Kecpactste as
dizected. Call 4if diarthea petsists or if you ave hiving grestsr then 1-3~ loocss
stools per day. . .

Jain pills may .coultlﬂltt you. Drinking & lot of fluids end seting & high fibdber-
and voughage diet {s laportent. Call {f conscipation psrsists.

We have numszous paaphlets and matsrials fres 6f'charge for you., Ask {f you would
1like to read some information about your cancer md treataent.

1f you receive soma of your chemocharapy in the hospital and the doctor Cells yc\; )
to go to ths Regional Cancer Canter for labs or & follow-up sppointeenc, CALL
Shirlay -end make an sppointaent st 774=6714,

£.Ci batveen 8:00 am and
=, Monday throug on, RPh. 774~6648~Jf 1t {a an emergency
end slfter houts or the weekend, call your oncologist.

For Dr. Sobong/Yosc/Scott pstients: Once you have compleced your chemotherapy
treatzents you will bs seen ac the Ramons offfce (515 Lakeside Dr. S.E.). After
your l{.ru appoincmenc thers, all calls should be made to 774-8200. Lf you .sts
unable ‘to get shold of someons, We are alvays happy to sseieC you {n any Vey ve cen.
It you have now or st snytime have finencial probleas, please let us know, ve may
be able to offer same sssistance. Also, do not be embarcassed to ask questions
vegarding your sexuality ((ntimste relationships, tole changes, impotence, fercility
meastrual periods, ste). Privacy and confidentially will be msinteined.
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APPENDIX B (continued)

Doxorubicin (Injection)

N

HEALTH SERVICES

A commonly used brand name is Adriamycin RDF,

NATIONAL CANCER INSTITUTE

Office of Cancer Communications

About Your Medicine

Doxorubicin (dox-oh-RO0-bi-sin) belongs 10 the general
group of medicines known as antingoplastics. ft is given by
injection to treat some kinds of cancer.

i any of the information in this leafiet causes you special con-
cem or if you want additional information about your medicine
and its use, check with your doctor. nurse. or pharmacist.

Before Using This Medicine

Discuss with your doctor the possible side effects that may

be caused by this medicine. Some of them may be serious
and/or long-lerm.
Tell your doctor, nurse, and pharmacist i you . . .

* are allergic to any medicing, either prescription or non-
prescription (OTC):

* are pregnant or intend (o have chidren;

¢ are braast-feeding an infant;

* gre taking any other prescription or nonprescription
(OTC) medicine:

* have any other medical problems, especially chicken pox
{including recent exposure), heart disease. herpes 208
ter (shingles), infection, or liver diseass:

* have ever been ireated with x-rays oc cancer medicines.

Proper Use of This Medicine

While you are using this medicine, your doctor may want you
10 drink extra fluids $0 that you will pass more uring. This wil
mwmmom,mmmwww

Doxorubicin often causes nausea and vomiting. However, it
is very important that you continue 10 receive it, even if you
begin to feel i Ask your doctor, nurse, or pharmacist for
ways {0 lessen these effects.

Precautions While Using This Medicine

It is very important that your doctor check your progress
at regutar visits 10 make sure this medicine is working prop-
erly and 1o check 1or unwanted effects.

While you are being treated with doxorubicin, and for several
weeks after you stop treatment, do not have any immuni-
2ations without your doctor's approval. Daxorubicin lowers
your resistance and there is a chance you might get the
infection the immunization is meant to prevent. Other people
in your household should also avoid immunizations since they
could pass the infection on 10 you. Also, 8void people with
colds or other infections,

Side Effects of This Medicine
Side Effects That Shouid Be Reported To Your Doctor
immediately
o Fast or irreguiar « Redness, pain, or swelling at
heartbeat the place of injection
o Fever, chills, or sore o Shortness of breath
throat -Swlingoﬂmmdlowctlegs
* Unususl bieeding or bruising
* Wheezing

Side Effects That Should Be choﬂodAsSoonA:
Possible

* Darkening or redness « Side or stomach pain
of the skin (after x-ray « Skin rash or iiching
treatrment) * Sores in the mouth and on
* Joint pain the lips

Side Effects That Usually Do Not Require Medical
Attention
These possibie side efiects may QO sway during treatment;
however, if they continue or are bothersome, check with your
doctor, nurse, or pharmacist.
« Darkening of the soles, ¢ Diarthea

paims, or nails * Nausea and vomiting
Doxorubicin causes the uring {0 tumn reddish in color, which
may stain clothes. This is not biocod. Nt is to be expected and
lasts for 1 or 2 days after each dose is given.
‘This medicine often causes a temporary and total loss of hair,
After treatment with doxorubicin has ended, normal hair
growth should return,
Other side efiscts not kisted above may aiso occur in some
patients. if you notice any other effects, check with your
doctor, nurse, or pharmacist.
After you stop receiving doxorubicin, it may still produce
some side effects that need attention. During this period of
time. check with your doctor immediately if you notice short-
ness of breath, swelling of feet and lower legs. or fast or
irreguiar hearideat.

. o

The infermation in this leafiet has been e d rom

Wﬂhm-nw.uﬁ“m“al’.-

ummmumum ol
this medicine.

12

® {988 The Uniced Scates Ph il G lac, D

Special lnstrucuo.ns:
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APPENDIX B (continued)

Fluorouracil (Injection)

Yo

Some commonly used brand names or other names are Adrucil and 5-FU.

NATIONAL CANCER INSTITUTE

Oftice of Cancer Communications

About Your Medicine

Fluorourscil (fiure-oh-YOOR-8-8l) beiongs'to the group of
medicines known as antimetabolites. it is given by injection
10 reat sOme kings of cancer.

1 any of the information in this lsafiet causes you special con-
cern or i you want additions! information sbout your medicine
and &3 Use, Check with your doctor, murse, Of pharmacist.

Before Using This Medicine

Discuss with your doctor the possible side effects that may
be caused by this medicine. Some of them may de serious
and/or long-term.

Tell your doctor, nurse. and pharmacist it you . .

¢ are allergic 10 any medicine, onwprmipﬁonorm
prescription (OTC):

* gre pregnant or intend to have chilaren;

o are breast-feeding an infant;

o are {aking gny other prescription o nonprescription
(OTC) maedicine:

¢ have any other medical prodlems, especially chicken pox
(including recent exposure), herpes 20ster (shingles).
infection, kigney disease, or liver diseass;

¢ have ever been trested with x-rays or cances medicines.

Proper Use of This Medicine

Fluorourscil often causes nauses and vomiting. However, it
is very important that you continue 10 recsive the medicine.
even if you begin 1o feel . Ask your docter, nurse, or phare
macist {or ways (o lessen these eflects.

Precautions While Using This Medicine

it is very important that your doctor check your progress
at regular visits 10 make surs this medicine is working prop~
erly and 10 check for unwanted affects.

While you are being treated with fiuorouracil, snd for several
weeks alter you s1op lreatment, do not have any immuni-
zations without your doctor's approval. Fiuorouraci lowers
your resistance and there is @ chance you might get the
infection the immunization is mesnt 10 prevent. Other people
in your household should slso avoid immunizations since they
could pass the infection on 10 you. Also, avoid pecpie with
colds or other infections.

Side Effects of This Medicine

Sice Effects That Should Be Reported To Your Doctor

immediately

o Bigck tarry s100is ¢ Nauses and vomiting

¢ Diarrhea (severe)

* Fever, chills, or sore ¢ Sores in the mouth and on
throat SI". kips
Hesartdum * Stomach cramps

) o Unusug! biseding or bruising

Side Efects That Should Be Reporied As Soon As
Possidie
o Chest pain « Difficutty with balance
o Cough « Shoriness of breath
Side Effects That Usually Do Not Require Medicsl!
Attention
These possidie side effects may go sway during treatment;
howsver, if they continue or are bothersome, check with your
doctor, nurse, or pharmacist.
« Loss of appetite * Skin rash and Kching
o Nauses and vomiting * Weakness

(mild)
This medicine Qfen causes & temporary loss of hair. After
treatment with fiuorouracil has ended, normal hair growth
shouid return,
Other side effects not isted adove may 8iso occur in some
patients. if you notice any other effects, check with your
doctor, nurse, of pharmacist.
After you stop recelving flucrouracit, it may stili produce*
some side etfects that need sttention. Duririg this period of
time, check with your doctor immed!ately if you notice fever,
chills, Or s0re UWoat Or unwsual bieeding or bruising..

The infermation in this leefist hae boon sslectively sbetrasted frem
USP D tet woo 98 on sdunationsl oid and does net sover ofl pos-
olbie wees, sctions, presavtions, side effects, or Inleractions of
his Mmedicine.,

© 1938 The Unitad Ststes Pharmssoptial Convention, nc.

December 1987

Special Instructions:
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APPENDIX C

Fatigue

What it Is &
What to do about it

@,B

HEALTH SERVICES

A wuerber of Mercy Health Services

< WHAT IS FATIGUE?

Fatigue is when a person feels tired sooner
than usual after a physical, mental, or emotional
activity. It can make you feel as if you have lost
energy. You may find that you are not able to do as
much during the day as usual. Many people describe
fatigue as feeling tired or weak. Most of the time it
goes away with rest or sleep. Fatigue can range from
fecling "pretty good” tofecling like youare “ready to
drop.” People have called it being "wom out,”
“weary,” “listless,” or “poaped” or having "no en-
ergy.” Fatigue canaffecthow much energy youhave
for life's daily tasks, and it can affect how well you
do those tasks,

¢ HOWDO YOU KNOW YOU ARE
FATIGUED?

Noteveryone feels the same way when she
or he is fatigued; howeves, there are some common
ways people look or act when they feel tired. Fatigue
can affect a person's outlook by changing his or ber
driveorinterest in life. Sometimes a fatigued person
may feel like crying, or be or she may want to sleep
more often. Talking more slowly is common, and a
fatigued personmay give short answers toquestions
because be or she just may not feel like talking.
Fatigue may cause someone to look pale or shaky;
she or be may not smile as often. Paying attention to
concentrating may also be difficult. Normal tasks
such as bousework or yard work could be difficult to
start or finish. People may have all oc none of these
common signs of fatigue; they are simply things to
watch for.

<+ WHO FEELS FATIGUE?

Most people with cancer will be fatigued at
some time during their iliness. Radiation, chemo-
therapy, surgery, and treatment with biological re-
sponse modifiers have been shown (o cause fatigue,
Fatigue is also a common problem for other types of
patients: those with kidney or beart disease, food
poisoning, chronic fatigue syndrome, or long-term
illnesses, as well as those having surgery.

¢ WHAT CAUSES FATIGUE?

Fatigue can be caused hy physical prob-
lems, mental stress, or difficultics in a person’s daily
life. Physical problems that might cause fatigue are
tumors, stress, medications, anemia, or 8 hormone
imbalance. Tumors can cause fatigue by competing
withbe body for nutrients. A person whohas nausea
or is vomiting may not take in the food needed o
keep up his or ber energy. Surgery, infections, or
fever cause the body 10 need more energy. Without
enough energy, a person will (ecl fatigued. Some
palients find that it takes a long time for their energy
(0 return after treatment; however, most find that it
returns quickly once treatment is finisbed.

How someone thinks or feels can affect
fatigue as well. Some patients feel fatigue as a
symptom of anxiety or depression. Feelings of grief
or Joss can also make a person feel tired or listless.

Emotional stress in a patient’s daily life
may increase feelings of fatigue. Conflict, worry,
sadness, or iensions among family members or oth-
ers will require energy to work out. Times of crisis,
such as recurrence of cancer, are hard to cope with
for both patients and thelr families. More energy is
needed to bandle these crises,

Changes in daily schedules or routines can
cause fatigue. In ahospital, many tests can be given,
somelimes within a short time span. Sleep routines
may be different at night; this can ofien cause feel-
ings of being wom out. Many patieats with cancer
need to change their routine with respect to bow they
get from one place toanother. Don't forget thatif you
need awalkeror crutches to move, you will useextra

energy.

¢ HOW CANI{CONTROL MY FATIGUE?
Knowing whatis causing your fatigue will
belp you decide bow to make it less severe. Think
very hard about whatactivities tire you the most. Try
making alist with two columns, Write the things that
must be done today in the first column and the things
that can wait until tomorrow in the second column.
Then rank activities by listing them in order from
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APPENDIX C (continued)

most important to least important, Use this list 1o
make a plan that you can stick 10, starting with the
most important activities; try 10 use the suggestions
listed below. Many of them ase based on the idea of
using less energy 5o that you can save what energy
you do have for the most important activites. This
idea could be thought of as putting energy "into the
bank" to Iater "withdraw” when you need it Keepin
mind that setting easy goals that you can really
achieve may belp to lessen your feelings of fatigue.
Most of these ideas bave come from other patients
with cancer who have used them to cope with their
fatigue,

¢ SPECIFIC SUGGESTIONS

4+ Skoor lle down often. Short periods
of rest are better than long ones. This is because the
heart rate slows down very quickly at the beginning
of a rest petiod, but more slowly at the end of arest
pexiod. Many short rests, then, give the heart more
chances (0 beat slower and thus tire less.

4+ Take naps. Naps can be helpfulaslong
as thay don't cause you to have problems falling
asleep at night,

4 Plan activities. Limit the energy used
on planning activities. Do the important activites
first, and decrease the number of less important
activities. Most people have more energy for the
things thatthey enjoy and feel best when doing them.
Let others belp you by lelling them what they cando
fwmﬁyuwmdﬁlylifesimple.

4 Read. Many people find that reading
belps them keep their mind off fatigue.

4+ Walldexercise. Regular, light exercise
suchas walking has been shown to decrease fatigue,
as well as nauses and vomiting, in some patients.

4 Use distraction. People usemany rou-
tines tokeep their mind off how tired they are. These
routines might include: going to work, taking car
rsides, listening to soft music or relaxation tapes,
doing yoga, or anything else that helps you to relax
afterahard day. A hopeful outiook on the problem of
fatigue will also belp.

+ Sloep. Startor follow anormal sleeping
routine.

+ Eat a balanced dlet. Eiting the right
foods to give you energy is impostant, The National
Cancer Institute publishes a free booklet called Ear-
ing Hints, which may be belpful. You may ask your
nurse ordoctos for thisbookler. Youmay also ask for
areferral toa dietitian, whoalso can give you belpful
ideas.

+ Make sure you're comfoitable.
Whea you are 100 cold or (00 bot you may tire more
quickly. Avoid temperatures greater than 75 degrees
F and bumidity greater than 60%.

4+ Maintain your soclal life. To lessen
fatigue, many people limit their social life and other
funactivities first. Try tokeep a balance between the
activitiesyoumustdoand those that make you happy
in daily life,

4 Takk to your doctor or nurse
praciitioner. Some patients bave gotienrelief from
fatigue by taking medications, 30 ask your doctor or
nurse peactitioner if these or other methods might be
used 10 treat your fatigue.

4 CONCLUSION

For many people, fatigue can be a hard
problem tomanage. What works for one person may
not work for another. Finding out what wocks best
takestime and effort, so keeptrying to find out which
metbods work best for you. The American Cancer
Society and the National Cancer Institute can pro-
vide you with more information about various kinds
of cancer and cancer treatments, as well as the side
effects of these treatments,

Created by Karen A, Skalla & Cheryl Lacasse
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APPENDIX D

For each of the following questions, circle the number which best describes
the fatigue you are experiencing now.

1. To what degree are you experiencing fatigue now? (23-24)
No fatigue A great deal of fatigue
0 1 2 3 4 5 6 7 8 9 10

2. How severe 1s the fatigue which you are experiencing now? (25-26)
No fatigue Worst fatigue ever experienced

0 1 2 3 4 5 6 7 8 9 10
3. How long have you been feeling fatigued? (check one response only) (27)
minutes

hours

weeks

A

B

C. _______ days
0

E months
F

Other (Please describe)

4. How would you describe the fatigue which you are feeling now?

A. Intermittent Continuous (28-29).
°©o 1 2 3 4 s 6 1 8 9 10

B. Acute Chronfc (30-31)
0 1 2 3 4 5 6 7 8 9 10

C. Localized Generalfzed (32-33)
(To a specific muscle group/extremity) (Whole body is fatigued)

0 1 2 3 4 S 6 ? 8 9 10
Adapted from Piper 1992.
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APPENDIX D (continued)

To what degree has your fatigue changed in the past week? (34-35)

Decreased Increased
0 1 2 3 4 5 6 7 8 9 10

To what degree 1s the fatigue you are feeliné Eausing you distress?(36-37)

No distress A great deal of distress
0 1 2 3 4 5 6 7 8 9 10

To what degree 1s the fatigue you are feeling interfering with your
ability to clean your house/home? (38-39)

A great deal
0 1 2 3 4 5 6 7 8 9 10

To what degree is the fatigue you are feeling interfering with your
ability to cook for yourself? (40-41)

None

A great deal

None
0 1 2 3 4 5 6 7 8 9 10

To what degree s the fatigue you are feeling interfering with your
ability to bathe or wash yourself? (42-43)

None A great deal
0 1 2 3 4 5 6 7 8 9 10

To what degree is the fatigue you are feeling interfering with your
ability to read? (44-45)

None . - i A great deal
0 1 2 3 4 5 6 7 8 9 10

To what degree is.the fatfgue you are feeling interfering with your

ability to dress yourself? (46-47)

None ~ ‘ A great deal
0 1 2 3 4 5 6 7 8 9 10

To what degree s the fatfgue you are feeling interfering with your
ability to complete your work or school activities? (48-49)

None A great deal
0 1 2 3 4 5 6 7 8 9 10

To what degree is the fatigue you are feeling interfering with your
ability to visit or socialize with your friends? (50-51)

None A great deal
0 1 2 3 4 5 6 7 8 9 10

71



14.

15.

16.

17.

APPENDIX D (continued)

To what degree is the fatigue you are feeling interfering with your
ability to engage in sexual activity? (53-54)

A great deal
0 1 2 3 4 5 6 7 8 9 10

Overall, how much is the fatigue which you are experiencing now
interfering with your abflity to engage in the kind of activities you
enjoy doing? (55-58)

None

A great deal
0 1 2 3 4 5 6 7 8 9 10

How would you describe the degree of intensity or severity of the fatigue
which you are experfencing now? (57-58)

Mild Severe
0 1 2 3 4 5 6 7 8 9 10

To what degree would you describe the fatigue which you are experiencing
now as being:

None

A. Pleasant Unpleasant (59-60)
0 1 2 3 4 5 6 7 8 9 10

B. Agreeable Disagreeable (61-62)
0 1 2 3 4 5 6 7 8 9 10

C. Protective Destructive (63-64)
0.1 2 3 4 s 6§ 7 8 9 10

D.  Positive Negative (65-66)

0 1 2 3 4 5 6 "7 8 9 10
E. Normal Abnormal (67-68)

0 1 2 3 4 5 6 7 8 9 10
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APPENDIX D (continued)

People feeling fatigued may experience certain feelings/sensations which

indicate to them that they are fatigued.

For each of the following questions,

circle a number that best indicates the degree to which each feeling/sensation
is being experienced by you

18.
19.
20.
21,
22,
24,
25.
26.

27.

To what degree

Refreshed
0 1

To what degree

Strong
0 1

To what degree

Awake
0 1

To what degree

Lively
0 1

To what degree

Alert
0 1

To what degree

. Refreshed .

0 1
To what degree

Energetic
0 1

To what degree

Vigorous
o "1

To what degree

Interested
0 1

To what degree

Calm
0 !

are you

2

are you

2

are you

2

are you

2

are you

2

are you

2

are you
2

are you

2

are you

2

are you

now.

now feeling: (69-70)

3 4 5 6
now feeling: (71-72)

3 4 5 6
now feeling: (3-4)

3 4 5 6
now feeling: (5-6)

3 4 5 6

now feeling: (7-8)

3 4 5 6

now feeling: (9-10)

3 4 5 6
now feeling? (11-12)

3 4 s 6
now feeling: (13-14)

3 4 s 6
now feeling: (15-16)

3 4 5 6

now feeling: (17-18)
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Exhausted
9 10
Heak
9 10
Steepy
9 10
Listless
9 10
Orowsy
9 10
Tired
9 10
Unenergetic
9 10
Sluggish
9 10
Bored
9 10
Nervous
9 10



28.

29.

30.

31.

32.

33.

34,

35.

36.

APPENDIX D (continued)

To what degree are you

Patient
0 1 2

To what degree are you

Motivated
0 ] 2

To what degree are you

Happy
0 1 2 3

To what degree are you

Relaxed
0 1 2 3

To what degree are you

Exhilarated
0 1 2 3

To what degree are you

Able to concentrate
Q 1 2 3

To what degree are you

. Able to reﬁember

0 .1 2 - 3

To what degree are you

now feeling: (19-20)

3 4 5 6

now feeling: (21-22)

3 4 5 6

now feeling: (23-24)

4 5 6 7

now feeling: (25-26)

4 5 6 7

now feeling: (28-29)

4 5 6 7

now feeling: (30-31)

4 5 6 7

now feeling: (32-33)

4 5 6 7

now feeling: (34-35)

Impatient
8 9 10

Unmotivated

8 9 10

Sad

Tense

Depressed
9 10

Unable to concentrate
9 10

Unable to remember
9 - 10

Able to think clearly Unable to think clearly
0 1 2 3 4 5 6 7 8 9 10

Overall, what do you believe is most directly contributing to or causing
the fatigue you are now experiencing? (36-37)
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APPENDIX D (continued)

37. Overall, when you experienced fatigue today, the best thing you found
which relieved your fatigue was: (38-39)

38. 1Is there anything else you would 1ike to add that would describe your
fatigue better to us? (40-41)

39. Are you experiencing any other symptoms right now?

No

Yes (42) Please describe (43)

2775N
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APPENDIX E

This survey is divided into 2 sections. The first is the information section that asks
you some basic questions about yourself, your diagnosis, and your treatment. The second
section is the main part of this survey. Please follow the directions provided and answer
all of the questions to the best of your ability. Thank you for your time.

SECTION 1-- Information

1. Age: 2. Sex: M F

3. Type of cancer:

4. Chemotherapy regimen (name of chemotherapy drugs you are receiving):

(if you are unsure, please ask a nurse to fill in this information for you)

5. Previous history of cancer? Yes No

If yes, were you treated with (circle all that apply):

a. chemotherapy b. radiation c. surgery

6. Where do you live? in a house in an apartment in a nursing home
other (please specify)
7. How many people live with you? (please include all adults and children)

8. Of'those living with you, how many can you rely on for some type of support?
(for example, help you with housekeeping, meals, errands, etc.)
9. Do you have any type of home care? Meals on wheels Nursing services

Hospice Oxygen Other

10. Do you have any other medical condition? If so, please specify
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APPENDIX F

Information and Informed Consent for Research Project Participation

The study in which you are being asked to participate is titled “Assessment of
chemotherapy-induced side effects.” The purpose of this study is to evaluate the
effectiveness of nursing techniques used to help patients with side effects brought on by
chemotherapy treatments. As a participant you will be asked to give permission to the
researcher to gather and use data from your records which include age, sex, primary and
secondary diagnoses and type of chemotherapy treatment. You will also be asked to fill
out two scales. The first one will be filled out today and takes approximately 15 minutes.
The second scale will be filled out on the first day of your third treatment. This form also
takes approximately 15 minutes.

Every attempt will be made to maintain your confidentiality. Each form will be
numerically coded so that only the researcher can identify which subject filled out which
forms. After all data are collected the list of names and numbers will be destroyed. Your
name will never appear on the research materials. All final reports and papers will never
discuss individual findings and will include only group data.

Risks associated with participation in the study include confidentiality issues (see
previous paragraph), time loss (time involved in entire study should not exceed 1 hour)
and additional stress by having to participate in a study on your first day of chemotherapy
treatment. Every attempt will be made to facilitate and expedite the research process.

The researcher or an RN will be available to answer any questions you may have. You
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also retain the right to withdraw from the study at any time without any change in the
services or care provided to you at the clinic. While there are limited personal risks
associated with participation in the study, there are also limited personal benefits. The
indirect benefit of the project is its impact on nursing practice provided to you and other
patients undergoing similar treatment.

This study is being conducted by Jennifer Shane, RN, and is a partial fulfillment of
requirements for the master’s degree program at Grand Valley State University. It is
understood that the researcher is in charge of this study and with your welfare as a basis,
may decide at any time that you should no longer participate in the study. If you choose,
you may also withdraw from the study at any time. Ifyou have any questions about the
study, please feel free to contact Mrs. Shane at 361-0946-H or 774-6218-W.

I have read and understand the above information and have been given the
opportunity to question and clarify the information reviewed. I consent to participate in
the research study described. I also authorize the researcher to include the information in
reports or nursing literature while maintaining confidentiality. A summary of the results

will be made available to me upon my request.

Participant date Witness date
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Outline of Nursing Inservice

I. Introduction to research project
. Background information
a. Literature review
b. Conceptual framework
III. Research question and hypothesis
[V. Procedure of study |
V. Criteria for patient eligibility
VI. How to offer participation and obtain consent
a. Script
b. Case scenarios
VII. Interventions
a. Control vs Experimental group

VIII. Questions and Answers
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Script for Offering Participation

One of our former chemotherapy nurses is working on her thesis. She is trying to
impact cancer patients’ quality of life by exploring more about what nurses can do to
alleviate side effects associated with chemotherapy. We are assisting her with this project.
All you need to do is read and sign the consent form (which explains more about the
study) and then fill out a questionnaire today and again when you come in for your third
cycle of chemotherapy. The form only takes 10-15 minutes to fill out and you can do it
while you wait. By all means, if you do not care to participate, that’s OK. It will not
affect the care you receive here at all. If you have any questions today ask me otherwise
the consent form lists the researchers’ phone number. Would you care to read the consent

form?
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