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ABSTRACT 

This study examined how women with advanced breast cancer manage 

stress associated with disease and treatment so that they maintain 

energy for continued personal development and quality of life during 

what may be a long period of dying. The specific purpose was to test a 

theory proposing that psychosocial resources mediate between illness 

related distress and self-transcendent views and behaviors that, in 

turn, lead to emotional well-being. 

The study employed a cross-sectional correlational design with a 

convenience sample (n=107) of women with stage IIIb or Stage IV breast 

cancer. Subjects had lived with advanced disease for. a mean length of 

time of 1.7 years with bone being the most common site of metastases. 

Subjects completed a questionnaire consisting of 10 instruments indexing 

symptom distress, functional disability, concurrent distressful life 

events, financial concerns, perceived personal control, social support, 

spiritual perspective, self-transcendence, affective well-being and 

cognitive well-being. Factor analytic structural equations modeling was 

used for data analysis. 

There was no relationship between degree of illness distress and 

available psychosocial resources. Therefore, psychosocial resources did 

not serve as mediators between illness distress and self-transcendence. 

Self-transcendence mediated the positive link between psychosocial 

resources and emotional well-being. Negative paths between illness 



distress and both self-transcendence and emotional well-being led to a 

reconceptualization of the theory. 

11 

An alternative model was analyzed with illness distress as a 

dependent variable. Self-transcendence continued to mediate between 

psychosocial resources and emotional well-being. Emotional well-being 

became a mediator between self-transcendence and decreased illness 

distress. Psychosocial resources indirectly served to decrease distress 

through their effect on self-transcendent perspectives and emotional 

well-being. However, the direct affect of resources was to increase 

illness distress. 

Further research is needed to support the reconceptualized theory 

and to clarify the apparent paradoxical role of psychosocial resources 

found in this study. Interventions that facilitate self-transcendent 

perspectives and activities may lead to increased emotional well-being 

and reduced distress associated with advanced breast cancer. 
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CHAPTER 1. INTRODUCTION 

Crisis as Opportunity for Personal Development 

One of the most striking qualities of humans is their ability to 

withstand severe personal tragedy. Taylor (1983) reported on numerous 

studies that indicated that a majority of people who suffered severe 

personal illness or death of a family mer:tber achieved "quality of life 

or level of happiness equivalent to or even exceeding their prior level 

of satisfaction" (p.1161). Others have noten that personal development 

occurs after a personal crisis or tragic experience (Assagioli, 1965; 

Maslow, 1971; Riegel, 1976; Ryff, 1985). Hiatt (1986) stated that 

suffering related to illness can be a stimulus for perceiving the 

impermanence and relativity of certain perceptions and life goals. He 

used as an example patients with chronic pain who may choose to resist, 

to submit to, or to transcend their pain. He further described 

transcendence as facing the pain and then going beyond it to see the 

part of the self that is not in pain but can still function and enjoy 

life. A similar theme, that of people having resilient resources that 

help them to transcend personal misfortune, has been articulated by 

Antonovsky (1979, 1988), Diener (1984), Frankl (1963), and Rosenbaum 

(1988) • 

The Crisis of Advanced Breast Cancer 

The occurrence of advanced breast cancer is an example of a severe 

personal misfortune for many American women and their loved ones. The 

manner in which such women achieve personal development and find purpose 

and meal.ing in life has not been adequately studied. The purpose of 

this study was to better understand how women with advanced breast 



cancer increase their potential for personal development within the 

limitations of their life situation. 

13 

Advanced breast cancer is defined for this study as breast cancer 

initially diagnosed as Stage IIIb or Stage IV, and recurrent breast 

cancer. Breast cancer is the most common type of cancer in women in the 

United states with an estimated 150,000 new cases and 44,000 deaths 

predicted for 1990 (Silverberg, Boring & Squires, 1990). If not 

initially diagnosed with advanced breast cancer, 35 percent of women 

show evidence of local recurrence and/or metastasis within two years of 

initial treatment (stoll,1982). In 20 percent, there is evidence of 

recurrence within two to five years, while in an additional 15 percent 

recurrence is delayed between five and 25 years. Bone metastasis is tho 

first recurrence in about 35 percent. In up to 20 percent, the first 

recurrence is local and involves the previous surgical scar, axillary or 

supraclavicular lymph nodes. The pulmonary system is the site of 

recurrence in another 20 percent; with the liver, peritoneum, brain, 

spinal cord, and the opposite breast accounting for the additional 25 

percent. 

Although recurrent and Stage IIIb or IV disease are considered 

incurable, the course of disease progression is unpredictable and women 

may live for a long time with advanced disease. About 25 to 30 percent 

of women with advanced breast cancer survive from two to five years 

after onset of metastases with an additional five to 10 percent living 

more than five years (Keys, Bakemeier & Savlov, 1983; Stoll, 1982). 

The period of time between onset of advanced disease and death is 

one of potentially enormous distress for women and their significant 
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others. One source of distress is related to the need to come to terms 

with the incurabi1ity of the disease (Cassi1eth, Zupkis, Sutton-Smith & 

March, 1980; Martocchio, 1982; Pattison, 1977; Rosser, 1981; Weisman, 

1979). A second source of diotress may be symptoms related to disease 

and treatment side effects (Germino, 1987; Gotay, 1984). Other sources 

of distress may be the physical inability to fulfill work and family 

obligations, and financial concerns related to costs of treatment and 

inability to work (Saunders & McCorkle, 1985; Weisman, 1979). Problems 

generated by other concurrent life events a.\~o may add to illness 

related distress (Lichtman, Taylor & Wood, 1987; Penman et al., 1987; 

Worden & Weisman, 1979). 

Health Care Provider Relationships with Women Who Have Advanced Disease 

H~a1th care providers have extended contact with women with 

advanced breast cancer. Therefore, they have opportunity to assist 

women find meaning and purpose in living during what may be a lengthy 

period of dying. Martocchio (1987) wrote of the emotional needs of 

patients during the phases of the living-dying interval. She believed 

that meaningful living could continue only as long as there was 

opportunity for authenticity, authentic relationships, self

representation, and feelings of belonging. Unfortunately, health care 

providers have found it difficult to have authentic relationships with 

persons with advanced cancer (Kincade, 1982-83; Vachon, Lyall & Freeman, 

1978). Preservation of life is a principle which underlies the ethics 

of medical interventions (Ruark & Raffin, 1988). Using this principle 

as a guide, even when faced with a situation in which cure does not seem 

possible, physicians may continue to aggressively treat disease in a 
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patient. Physicians also find it difficult to tell a patient that 

available interventions may leave the person worse off than the disease 

itself (Lynn, 1986). 

Degner and Gow (1988) suggested that nurses have been exposed 

primartly to curative and rehabilitative models of care and lack good 

models for living-dying ca~e. This may result in what Shusterman and 

Sechrest (1973) defined as the traditional ways of managing the dying 

(not telling them their true prognosis and isolating them from others) 

and what Atwood (1978) labeled as the phenomenon of selective neglect. 

In a review of nursing research on death, dying, and terminal illness, 

Beno1iel (1983) cited numerous etudies (including her own seminal study, 

Quint, 1966) that point to the social nature of nursing transactions and 

the need to clarify the goals and operations of nursing practice in 

serious illness. 

Paterson and Zderad (1976), in their humanistic nur.sing theory, 

proposed that the concern of nursing is not merely with patients' 

physical well-being but also with their more-being, i.e., with their 

becoming as much more as is possible within a particular life situation. 

In this study, self-transcendence was conceptualized as an indicator of 

more-being. Self-transcendence was defined as the experience of 

expansion of self boundaries inwardly, outwardly, and temporally toward 

the achievement of new perspectives, behaviors, and purpose (Reed, 

1989b, in press). 

Paterson and Zderad (1976) delineated more-being as a particularly 

salient goal of nursing care in patients with life-threatening illness. 

They further proposed that more-being was promoted through authentic 
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relationships between nurses and their patients. It may be that nurses, 

and other health care providers, have difficulty establishing authentic 

relationships with patients who have advanced cancer because they lack 

knowledge of how persons transcend problema related to ~~rious illness. 

An understanding of sources of distress of women with advanced breast 

cancer, and of the resources that eome women use to transcend their 

problems during the disease and treatment process is needed to assist 

health care providers relieve fee~ings of inadequacy based on that lack 

of knowledge. 

Statement of the Problem 

Clinical experience and qualitative research indicate that certain 

patients, with or without assistance from health care professionals, do 

manage the aversive effects of disease and treatment so that their 

energy is freed for finding purpose for, and meaning in, living during 

what may be a long period of dying (Coward, in press). Within the past 

15 years much theorizing and research has been conducted on psychosocial 

adjustment to cancer. Women with newly diagnosed breast cancer have 

been the subjects of numerous studies; for a review of that literature 

see Lewis and Bloom (1978-79), Rosser (1981), and Scott and Eisendrath 

(1985-86). Three studies of women with advanced breast cancer examined 

psychosocial factc~s in relation to length of survival but did not 

address the processes through which psychosocial factors operated 

(Cassileth, Lusk & Miller, 1985; Jamison, Burish & Wallston, 1987, 

spiegel, Bloom & Yalom, 1981; Spiegel, Bloom, Kraemer & Gottheil, 1989). 

Gotay (1984, 1985) compared concerns, coping strategies, attributions 

for cause of cancer, and adjustment in women with early and advanced 



gynecological and breast cancer, but did not study links among those 

variables. 
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No research was found that investigated a link between illness 

distress and self-transcendence or the manner in which such a link might 

operate in advanced breast cancer patients. This problem needs to be 

addressed so that women can be assisted to make choices that increase 

their potential for becoming as much as possible within the limits of 

their life situation. 

Purpose of the Study 

The overall purpose of this study was to test a theory of how 

women with adv~n~9d breaet cn~=~r manage the adverse effects of disease 

and treatment so that they maintain energy for finding purpose and 

meaning in living during what may be a long period of dying. The theory 

wa(s derived from the dialectic life-span model cf human development 

(Riegel, 1976) and the humanistic nursing theory of Paterson and Zderad 

(1976). The theory focuses on distress at a specific point in the 

breast cancer disease process and several psychosocial resources that 

mediate distress and thereby free energy for furthering personal 

development and maintaining a sense of emotional well-being. 

The theory proposes that the crisis of a life-threatening illness, 

such as advanced breast cancer, leads to self-transcendent perspectives, 

behaviors, and purposes. The experience of self-transcendence occurs 

when distress related to the crisis of life-threatening illness is 

mediated by psychosocial resources freeing personal energy for becoming 

as much as is possible within that particular life situation. The 

specific purpose of the study was to examine if the relationship between 
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illness distress and self-transcendence was mediated by certain 

psychosocial resources of women with advanced breast cancer and to 

examine the subsequent relationship between self-transcendence and 

emotional well-being. 

Research Questions 

The research questions addressed by this study were the following: 

1. In women with advanced breast cancer, do psychosocial 

resources serve as mediators between illness distress and 

self-transcendence? 

a. Are the levels of illness distress significantly related to 

levels of psychosocial resources? 

b. Are the levels of psychosocial resources significantly 

related to levels of self-transcendence? 

c. Is the relationship between illness distress and self-

transcendence zero when the effects of the psychosocial 

resources are controlled? 

2. In women with advanced breast cancer, is there a 

significant positive relationship between levels of self-

transcendence and the level of emotional well-being? 

a. Is the relationship between psychosocial resources and 

emotional well-being zero when the effect of self-

transcendence is controlled? 

b. Is the relationship between illness distress and emotional 

well-being zero when the effects of self-transcendence and 

psychosocial resources are controlled? 

I ------ .. -- ._-- - - --
I 
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Summary 

This chapter introduced the problem that is the concern of this 

study. Better knowledge of how women with advanced breast cancer achieve 

self-transcendence and maintain emotional well-being despite serious 

illness can assist health care providers in their relationships with 

such patients. The theory to be examined was briefly discussed and the 

research questions were presented. The next chapter addresses the 

theoretical system of the research study. 
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CHAPTER 2. THEORETICAL FRAMEWORK 

Overview 

The purpose of this chapter is to present the theoretical 

framework that supports the links between the concepts of illness 

distress, psychosocial resources that mediate illness distress in life

threatening illness, self-transcendence, and emotional well-being. The 

foundation of the framework was built upon contextual ism as a philosophy 

of science, the dialectic life-span model of human development, and the 

humanistic nursing theory of Paterson and Zderad. That foundation will 

be discussed before the presentation of the framework itself. 

Foundation of the Theoretical Framework 

Contextualism as a Philosophy of Science 

Rinehart (1978) proposed two general requirements for theory 

development in nursing. One requirement was to identify a philosophy of 

nursing and the other was to identify a philosophy of science. The 

first provides guidelines for content and supplies the criteria for 

selecting and analyzing the problem; the second provides guidelines for 

the structure of the theory. The organizational basis for theoretical 

structure is one of several "world hypotheses" each of which has its own 

root metaphor (Pepper, 1942). Pepper suggested that there were four 

basic world hypotheses that were represented in the approaches to the 

structure of knowledge in a number of scholarly disciplines. These four 

world hypotheses are labeled formism, mechanism, contextual ism , ~nd 

organicism. 

Contextualism is congruent with a dialectic developmental life

span model, humanistic nursing theory, and the philosophy of the 

--_ ... _-------



21 

investigator. The root metaphor of contextual ism is the historic event 

(Pepper, 1942). The historic even~ is not primarily a past event, but an 

event which is going on in the present. The event is seen within its 

socio-historical context and is composed of continually changing 

patterns. "Truth" is the representation of the event, but because the 

event is ongoing and continually changing, reality depends on when one 

looks at the event. 

Within the contextual world view, movement or change in a 

phenomenon is considered to occur as a function of the interaction 

between the changing phenomenon and its changing context (or 

environment). The phenomenon and its environment are completely 

interdependent. The goal of activity is novelty and continual change. 

A phenomenon may have stability but only within a limited timeframe; 

novelty leads to change (which may be orderly or disorderly) and a new 

conceptualization of the phenomenon. 

Dialectic Life-Span Developmental Model 

The contextual world hypothesis is associated with the dialectical 

model for understanding human behavior and life-span development (Baltes 

& Cornelius, 1976; Hultsch & Deutsch, 1981; Kaye, 1976; Riegel, 1976). 

An individual is viewed as continually changing throughout the life

span. Multiple patterns of behavior and development result from the 

interaction of the changing individual and the changing environment. In 

this model, conflict-producing events are considered beneficial because 

they have the potential for generating change. 

Within the life-span developmental psychology literature, a 

dialectical theory for h~man development has been well articulated by 
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Riegel (1976). Riegel believed dev~lopmental change occurs as a result 

of an individual's action that has been triggered by discordance and 

conflict. The discordance and conflict arise out of asynchronies along 

at least four dimensions of developmental progressions - the inner

biological, the individual-psychological, the cultural-sociological, and 

the outer-physical. When developmental progressions are out of step 

among dimensions (or between two individuals in the same dimension) a 

crisis takes place. For example, illness and impending death (a 

situation arising from the inner-biological dimension) is likely to be 

out of sync with an individual's need for control (a developmental 

progression in the individual-psychological dimension). Between

individual asynchronies are exemplified when a nurse directs patient 

care based on knowledge and available time, but must be aware of, and 

adjust actions to, the demands of the patient. 

Riegel (1976) noted that the social basia of human beings results 

in many interactions between humans that may provide a strong impetus 

for further development. A source of contradiction and conflict is an 

interaction between two or more individuals, interacting over time and 

thus growing and developing together. Synchrony or balance is re

established through making choices and taking action; progress in 

developlUtm~ is thus obtal.ned. However, as synchrony is obtained, new 

asynchronies emerge that produce a continuous process of contradiction 

and change throughout the life span. 

Humanistic Nursing Theory 

Humanistic nursing practice theory evolved from the teaching and 

observation of nurse clinicians in practice (Paterson & Zderad,1976). 
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Their conceptualization of theory was derived from Laing's (1967) 

definition of theory as the articulated vision of ~xperience. Chinn and 

Jacobs (1978) described Paterson's and Zderad's nursing theory as a 

normative theory that exemplifies a philosophic approach to nursing 

formalized in a theoretical style. The art-science of nursing is 

approached from an existential perspective. The implicit assumptions of 

the humanistic nursing theory, referenced as being based on the ideas of 

existential philo~o.pher Martin Buber (1958), are the following: 

1. Nursing is a lived experience between unique human beings. 

2. The unique individuality of human beings is actualized through 

relations with other humans. 

3. The uniqueness of human beings is specifically derived from 

their particular potentials and limitations, and the choices 

they have made to follow certain paths in preference to others. 

4. Human beings have the capacity to move toward ever increasing 

human potential by exercising respone.ible choices. 

5. The lived experience between nurse and patient is influenced by 

their individual past experience. The present experience is 

more than the sum total of the past, present and future. 

The goal of nursing is a lived human act; a response to a call 

for help. The response of the nurse is purposely directed toward 

nurturing the well-being and more-being of a person in relation to 

health-illness situations. Well-being is not explicitly defined by 

Paterson and Zderad. From the various contexts in which it is used, 

well-being is presumed to mean physical health. More-being is defined 

as becoming as much more as is humanly possible within the limitations 
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of a particular life situation. More-being is promoted through 

authentic relationships between nurses and patients that foster 

awareness and increase the potential of patients for making choices that 

will lead to finding meaning and emotional well-being. 

The promotion of more-being by nurses was the cornerstone of the 

theoretical framework of this study. The importance of more-being in a 

conceptualization of a theory that is directed toward women with 

advanced breast cancer was exemplified by this paragraph from Humanistic 

Nursing (1976, p.12): 

••• there are instances in which health, taken in its narrowest 

meaning as freedom from disease, is not seen as an attainable goal, 

as evidenced, for example, in labels given to patients such as 

'terminal,' 'hopeless,' and 'chronic'. Yet in actual practice 

these humans' conditions call forth some of the most complete, 

expert, total, and beautiful nursing care. Nursing, as a human 

response, implies the valuing of some human potential beyond the 

narrow concept of health taken as absence of disease. Nursing's 

concern is not merely with a person's well-being but with his more

being ••• 

The assumptions of the theory examined in this study reflect the 

humanistic model in that health is viewed in the holistic sense as more 

than physical health. Health is the result of the integration of body, 

mind, and spirit. The psychological, spiritual, and social dimensions 

of health are as influential as physical health on an individual's 

perception of emotional well-being. 

Humanistic nursing theory is compatible with dialectical life-span 

-- - ---------------------
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developmental theory. Both theories emphasize that human beings develop 

through their relationships with other human beings. The focus of 

humanistic nursing theory is the interaction of nurse and patient. That 

interaction is a means for fostering awareness that leads to actualizing 

the developmental goals of well-being and more-being. The developmental 

goals of well-being and more-being are realized by exercising choices 

within the limits of one's individual potential. Dialectic theory 

explains that the necessity for choice arises out of crises of 

asynchronous developmental progressions that involve within-person, 

person-person, or person-environment conflict. 

Women with advanced breast cancer are faced with the same 

developmental crises experienced by healthy women, as well as the 

additional crises of being ill and being within the living-dying 

interval. Choices that are made by women within this situation may 

influence their potential for physical well-being, further personal 

development, and emotional well-being. The theory tested in this study 

may help increase understanding of the factors that influence further 

personal development in such women. Nurses, through therapeutic 

relationships with women with advanced breast cancer, then may be 

instrumental in fostering awareness of choices that are likely to lead 

to re-establishing synchrony at a higher stage of development. 

Reed (1983) proposed that a contextual-dialectic framework implied 

that nursing interventions with a broad contextual focus may facilitate 

an individual's well-being and further personal development during a 

conflict producing event. The challenge for nurse scientists is how to 

best study the multiple realities of continually changing events in 

.- ---------------
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order to identify and test theories that may lead to nursing 

interventions. The theory examined in this study focuses on several 

illness distress variables at a specific point in the breast cancer 

illness process and on several variables that mediate illness distress. 

The long range objective of the researcher is to test potential 

interventions that enhance self-transcendence and emotional well-being 

in seriously ill patients. 

Presentation of the Theory 

The theory examined in this study originated from clinical 

observations of advanced breast cancer patients in an acute care 

hospital, in an ambulatory chemotherapy clinic, and in a homecare 

hospice. Experience as a facilitator of a weekly breast cancer support 

group also provided a rich setting for observing over time the 

actualizing of the potential of women in all stages of breast cancer. 

The theory proposes that illness distress in women with advanced 

breast cancer, when mediated by psychosocial resources available in 

life-threatening illness, is associated with self-transcendence. Self

transcendence, in turn, is positively associated with emotional well

being. Illness distress is conceptualized as an indicator of the 

construct of stress; psychosocial resources available to persons with 

life-threatening illness are indicators of the broader construct of 

psychosocial resources; self-transcendence is an indicator of the 

construct of more-being; and emotional well-being is an indicator of the 

construct of quality of life. 

The theoretical framework of the theory is diagramed in Figure 1 

(page 29). The definitions of the constructs and concepts are presented 
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in Table 1 (page 30). The concept of psychosocial resources in life

threatening illness is represented by three resources available to women 

that may be intervention focuses for nurses. The operational framework 

of the study with the concepts (as latent variables) and the measured or 

manifest variables is found in Figure 2 (page 74). The operational 

definitions of the manifest variable~ begin on page 73. The remainder 

of Chapter 2 presents the theoretical and research support for the 

constructs, the concepts, and the links among them. 

The Concept of Illness Distress 

Illness Distress as an Indicator of Stress 

Illness-related distress as a source of stress is recognized by 

nurses, health psychologists, and physicians as a practice-related 

phenomenon, yet it is a phenomenon about which there is confusion and 

disagreement (Hinkle, 1974; Lindsey & Carrieri, 1986; Lyon & 

Werner,1987). The confusion may stem from the fact that there are 

several different conceptual definitions of stress. 

In the past, stress has been viewed as events outside of an 

organism that make demands on the organism (Cannon, 1935; Holmes & 

Masuda, 1966; Holmes & Rahe, 1967; Osler, 1910). This description of 

stress reflects the common dictionary definition of stress as a force 

exerted on the body that tends to strain or deform its shape (New World 

Dictionary, 1984). Stress has also been examined as the organism's 

response to events that challenge it (Selye, 1956; Wolf, 1953). 
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Table 1 
Definitions of Constructs and concepts 

Constructs Concept Definitions 

STRESS The experience of tension resulting from 
asynchronies between dimensions of developmental 
progressions (Riegel, 1976). 

ILLNESS Tension resulting from asynchronies between the 
DISTRESS inner-biological dimension and the individual

psychological dimension of developmental 
progression. 

PSYCHOSOCIAL Components of the human being that are in 
RESOURCES continuous and dynamic interaction to assist 

one to reach toward one's potential. 

PERSONAL The degree of belief that one has a response 
CONTROL that can influence the adverseness of an event 

(Thompson, 1981). 

SOCIAL The degree to which one believes he is a valued 
SUPPORT member of a group, and is provided emotional 

support, opportunity to diacuss feelings, 
information, and tangible aid from family and 
friends (Weiss, 1974). 

SPIRITUAL The degree to ':'ilich one has a personal aware
PERSPECTIVE of an energy other t.han the self that guidea 

behavior and gives one a sense of relatedness 
to a higher being, to nature, and to others. 

MORE-BEING The act of becoming as much more as is 
humanly possible in a particular life situation 
(Paterson & Zderad, 1976). 

SELF-TRAN- The degree to which one has reached out beyond 
SCENDENCE personal concerns and has taken on broader life 

perspectives, activities, and purpose. 

LIFE QUALITY The perception of the degree to which one's hopes 
and expectations are fulfilled by experience. 
(CaIman, 1984; CaIman, 1987) 

-- ---------

EMOTIONAL The degree to which one perceives oneself to be 
WELL-BEING happy and satisfied with life. 
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A third conceptualization of stress arises out of the view that 

the organism is dependent upon a constant interaction between itself and 

its environment (Lyon & Werner, 1987). In this view, both the events 

which stimulate the response of the organism and the response of the 

organism are considered as stress (Lazarus, 1981; Mason, 1975; Pearlin & 

Schooler, 1978). This idea of stress ~D both stimulus and responee is 

defined by Feuerstein, Labbe and Kuczmierczyk (1986) as the "stress 

experience". Similarly, Fleming, Saum and singer (1984) defined stress 

as a "process" that involves the recognition of, and response to, a 

threat or danger. 

The third conceptualization of stress, that of stress as an 

experience, process, or transaction that involves interaction between 

one and one's environment, is consistent with the contextual-dialectic 

world view that is the basis for the structure of the theory being 

tested in this study. Stress is defined in this study as the experience 

of tension resulting from asynchronies between dimensions of 

developmental progressions (Riegel, 1976). 

The particular aspect of the stress experience measured in this 

study is that of perceived illness distress related to the crisis of 

having advanced breast cancer. Illness distress is defined as the 

experience of tension resulting from interaction between the stimulus of 

illness and perceived changes in physiological and psychological 

synchrony within a person. 

_.J 
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Sources of Illness Distress 

Sources of Illness Distress in the Living-Dying Interval. 

The living-dying interval was defined by Pattison (1977) as the 

time from when one becomes aware of pending death to the time of actual 

death. He pointed out that advances in medical technology have made it 

possible to prolong the period of dying so that many more people than in 

the past experience this time as a lengthy period of living. Pattison 

divided this living-dying interval into three clinical phases - acute 

crisis phase, chronic living-dying phase, and the terminal phase. 

Because their disease is considered incurable, women with advanced 

breast cancer are living within the living-dying interval. 

In addition to the existential threat of dying, persons in the 

living-dying interval face other sources of illness distress. This 

review of the research related to distress in the seriously ill focuses 

first on cancer patients in general. Following that review, research 

related apecifically to women who have adva~ced breast cancer is 

presented. 

Sources of Distress in Cancer Patients. 

Weisman (1979) identified several areas of concern of persons with 

cancer. He noted that they worried about the same things healthy people 

worried about, plus the uncertainty and chronicity of illness. He 

suggested seven areas of predominant concerns - health, self-appraisal, 

work and finances, family and significant relationships, religion, 

friends and associates, and existential. Weisman believed that the 

first two or three months following diagnosis were the most distressing 

and that, except for periodic exacerbations, some areas became less 
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problematic. Existential, work, self-appraisal, and health were the 

more important areas of concern for most patients. Worries about death 

(existential concern) and self-image (self-appraisal concern) 

predominated at critical moments during the course of disease. 

Weisman and Worden (1986) recently studied the emotional impact of 

recurrent cancer. They reported that patients were not more emotionally 

distressed at recurrence than at the original diagnosis, but were 

sicker, more symptomatic, disabled, and confined by disease. Patients 

with recurrent disease also felt less support from physicians and were 

more pessimistic about their chances for survival. 

Gotay (1984) also compared the experience of cancer during both 

early and advanced stages of disease. The most common source of concern 

for both groups was fear related to their cancer diagnosis, progression, 

and recurrence. The patients with advanced cancer were also concerned 

by disease restrictions on their activities and the side effects of 

treatment. An additional concern in this group was worry about their 

family's future. 

Frank-Stromborg and Wright (1984) studied life-style changes in 323 

patients w~::> had lived with a cancer diagnosis for an average of 28 

months. Most patients had been forced to curtail their daily activities 

because of physical limitations, pain, or weakness. About one-half of 

the patients were taking medication to relieve pain caused by tt,eir 

illness. The majority were disturbed by changes in sleeping patterns. 

About one-half of the patients stated their financial situation had 

changed as a result of their illness (i.e., increased expenses and loss 

of income with concomitant effect on life-style). In terms of 

J , 



psychosocial changes, the respondents reported two types of changes in 

their feelings - a positive emotional change and a negative change in 

body image. Patients now had more empathy with others and cared more 

for their families, but many patients felt lower self-esteem and had 

negative feelings about their bodies. 
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Saunders and McCorkle (1985) discussed several stress-causing 

factors in persons with progressive cancer. These were type of cancer, 

its course and treatment, decreased physical functioning, the presence 

of distressing symptoms, financial concerns, and lack of social and 

personal resources. 

Sources of Distress in Women with Breast Cancer. 

A number of studies have focused on women with breast cancer. 

Lewis and Bloom (1978), in a review of the literature relating to 

psychosocial adjustment, presented numerous references that support the 

view of multiple sources of distress to women with breast cancer. Women 

commonly equated breast cancer with body disfigurement and death. 

Rehabilitation from surgery was often complicated by pain, lymphedema, 

wound drainage, restricted joint mobility, and acute depression. 

Sources of distress also included difficulties associated with chronic 

illness (long term financial costs of treatment, maintenance of 

employment, and problems with family interpersonal relationships). 

Weisman and Worden (1977) compared newly diagnosed breast cancer 

patients with women who had other types of cancer. They found little 

difference in psychosocial distress in either group, and reported that 

few women experienced depression and lowered self-esteem from the loss 

of a breast. Penman et al. (1987) reported findings parallel to those 
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of Weisman and Worden. Their results suggest that women with poorer 

outcomes from mastectomy would be those with other pre-existing chronic 

disease, lower expectation of good social support, other life stressors, 

and a disposition to believe that life outcomes were not under their own 

control. 

Loveys (1989) reported on a recent study of the concerns of women 

with newly diagnosed breast cancer. Content analysis of interview data 

yielded 14 domains of illness related demands: uncertainty, physical 

changes, loss, social interaction/support, making choices, change in 

life context/perspective, treatment difficulties, acceptance of the 

illness, financial/occupational concerns, acquiring new knowledge, 

making comparisons, mortality issues, making a contribution, and 

reconstructing the self. 

Variables Indexing Illness Distress in Women with Advanced Breast Cancer 

The above review of the literature assisted in the choice of 

sources of illness distress that were particularly salient to women with 

advanced breast cancer. These were distress from symptoms of disease 

progression and treatment, physical dysfunction and its effect on role 

functioning, and financial concerns. Concomitant life events identified 

by women with advanced breast cancer as being associated with 

distressful feelings of loss also were included in the choice of 

variables to index illness distress. 

The above four variables were selected to represent measurable 

components of the stress experience of women with advanced breast 

cancer. These sources of distress are in addition to distress 

associated with the recognition of incurability of the cancer. That 
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distress might be measured by determining a woman's position on the 

living-dying interval (Pattison, 1977). However, accurate assessment of 

position on the living-dying interval may not be possible as both health 

care providers and patients are unable to equate advanced cancer with 

dying. Aggressive treatment of advanced breast cancer is encouraged and 

often continues until shortly before death. A sense of a particular 

patient's perception of her position on the dying trajectory may be 

obtained by asking what she believes to be her cancer prognosis. 

Consequences of Illness Distress 

Theoretical support for the stress experience as a demanding 

situation that is associated with calling into action a person's 

psychosocial resources came from Feurstein, Labbe, and Kuczmierczyk 

(1986), Fleming, Saum, and Singer (1984), and Lazarus (1981). Research 

support for the links between the concept of illness distress and the 

specific resources of perceived pers~nal control, social support and 

spiritual perspective is presented in the next section. 

The theoretical link between the stress experience and more-being 

(personal development) ia found in Assagioli (1965), Riegel (1976), Ryff 

(1985), Ryff and Dunn (1985), and Taylor (1983). Although evidence 

exists that self-transcendence and increased emotional well-being may 

occur following a crisis experience, the theor:i examined in this study 

proposes that psychosocial resources are essential elements in the 

crisis experience and that it is activated resources, not illness 

distress alone, that promote self-transcendence and emotional well

being. 
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certainly, self-transcendent perspectives developed over the lif£~ 

span are available to assist persons during crisis situations such as 

life-threatening illness. However, the crisis experience may force a 

person to look for new means to find purpose and meaning that involve 

the activation of psychosocial resources. For example, the situation of 

life-threatening illness combined with what she thought was inadequate 

medical care, made one participant in Coward's (in press) study 

determined to help other women with breast cancer seek a different type 

of care. In so doing, she used several components of social support. 

This same participant found her spiritual resources helpful in that she 

believed that God had chosen her to help others in this special way. 

Cognitive restructuring (a form of personal control) is inherent in the 

acceptance of an inescapable circumstance such as death of a spouse or 

friend, or the inevitability of one's own death. 

The Concept of Psychosocial Resources in Life-Threatenina Illness 

Perceived Control. Social Support. and Spiritual Perspective as 
Indicators of the Construct of Psychosocial Resources 

The concepts of personal control, social support, and spiritual 

perspective are indicators of the construct of psychosocial resources. 

They are sub-concepts of the concept of psychosocial resources in life-

threatening illness and are delineated separately because of their 

importance as possible sources of nurse interventions in the care of 

persons with life-threatening illness. 

Psychosocial resources are components of the human energy field 

that is in continuous and dynamic interaction to assist one to reach 

towards one's potential. The conceptualization of the human energy field 
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was articulated by Rogers (1980) as the basic unit of human life. The 

energy field imposes pattern and organization on a person to assist him 

in maintaining a dynamic equilibrium while undergoing continuous change. 

Rogers' view of the human energy field is similar to the contextual 

model of Riegel (1976) discussed earlier. The human energy field is 

composed of components both internal and external to the human being. 

Interaction between these components (during which both continually 

affect each other) leads to stability at a higher level of complexity or 

evolution of the individual. In the theory examined in this study, 

psychosocial components of the human energy field are considered 

resources because they are available to assist one to become as much as 

one has the potential to become. 

Resources activated by a person within the living-dying interval 

are those resources that mediate distress associated with life

threatening illness. These mediating resources function either by 

alleviating the problems causing illness distress or by lessening the 

person's emotional response to those problems (Lazarus, 1981; Pearlin & 

Schooler, 1978; Rothbaum, Weisz, & Snyder, 1982). To the extent that 

these mediators perform the above functions, energy is freed for the 

potential achievement of self-transcendence. 

Clinical experience and a qualitative study conducted by the 

investigator (Coward, 1986) identified three potential resources that 

serve to decrease illness distress in advanced breast cancer patients. 

These were perceived personal control, perceived social support, and 

spiritual perspective. Each of these sub-concepts of psychosocial 

resources in life-threatening illness is presented separately. 

------------~---
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Personal Control 

Personal control, in this study, is defined as the belief that one 

has at one's disposal a response that can influence the adverseness of 

an event (Thompson, 1981). This definition is broad enough to include 

all types of control (including perceived control) and the recognition 

that control does not need to be exercised to be effective. Thompson 

isolated four types of control - behavioral control, information 

control, cognitive control, and retrospective control. Retrospective 

control commonly refers to attribution, but Thompson defined it in 

broader terms to include finding meaning in the adverse event. 

Thompson (1981) specified how each of the four types of control 

could influence an adverse event. Knowledge of behaviors that can 

reduce the adversenecs of an event may ~educe pre-event anxiety. 

Information has beneficial effects, but does not necessarily reduce 

distress. Knowledge of cognitive strategies does assist a person to 

reduce the impact of a stressful stimulus. Retrospective control may 

depend in part on the meaning assigned to the adverse event, but is 

generally seen as having a positive effect on reducing distress. 

Support for the Link Between Illness Distress and Personal 

Control. 

Caruso-Herman (1989), Martocchio (1987), and Taylor (1983) provide 

theoretical support for perceived control working to reduce the distress 

caused by cancer. Three studies support the link between personal 

control and illness distress in cancer patients. Taylor (1983), in 

describing ways in which women with breast cancer maintained 

psychological control over the course of their cancer, presented 

I 
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descriptions of women using all four types of control as defined by 

Thompson (1981). Lewis (1982) and Lewis, Haberman, and Wallhagen (1986) 

studied personal control in late-stage cancer patients. Control was 

maintained by patients through monitoring progress, redirecting control 

to areas outside of the illness experience, actively giving up control 

of the illness, and waiting it out. Coward (1986) asked breast cancer 

patients what helped them manage disease related problems. statements 

that implied ways women maintained personal control were "I keep a good 

sense of humor", "I keep busy", "I keep fighting", "I've had previous 

practice in coping", and "You can do anything if you have to". 

Support for the Link Between Personal Control and Self

Transcendence. 

The positive association between personal control and self

transcendence is supported by the results of Coward (in press), Lewis 

(1982), Lewis, Haberman and Wallhagn (1986), and Taylor (1982). Self

transcendence is associated with finding meaning in illness, controlling 

aspects of illness that can be controlled, and actively giving up 

control when necessary (acceptance). Each of these manifestations of 

self-transcendence was reported by subjects in the above referenced 

studies, 

Personal Control Measured as Learned Resourcefulness. 

Personal control is conceptualizEd by Rosenbaum (1983) as learned 

resourcefulness. Learned resourcefulness is defined by Rosenbaum as a 

group of learned skills, mostly cognitive, by which a person sel~

regulates internal responses, such as unpleasant emotions, negative 

thoughts, and perception of pain, that interfere with the smooth 
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execution of a target behavior. Learned resourcefulness refers not only 

to one's belief about responses, but belief as to the actual skills and 

self-control behaviors that may be used to influence the adverseness of 

the event. 

Rosenbaum (1983, 1988) noted that learned resourcefulness, as a 

basic repertoire of skills for the self-regulation of internal events, 

is a psychosocial resource for an individual faced with a distressful 

situation. The mostly cognitive behaviors indicative of learned 

resourcefulness were derived by Rosenbaum (1980) from two literature 

bases: a) stress handling methods and b) coping skills therapies 

proposed by cognitively oriented behavioral therapists. The behaviors 

encompass the following four domains: 

1) Use of cognitions and self-instructions to cope with emotional 

and physiological responses to the stress experience. 

2) Application of problem solving strategies. 

3) Ability to delay immediate gratification. 

4) General belief in ability to self-regulate internal events. 

Rosenbaum's conceptualization of personal control contains 

measurable domains that are consistent with the types of control 

referenced as being important to women with advanced breast cancer. 

Rosenbaum's instrument, the Self-Control Schedule, that measures the 

concept of Learned Resourcefulness was chosen to index personal control 

in this study. 

Social Support 

The second resource identified was social support. Social support 

is defined as social relationships that lead people to believe they are 

- - ---------- ._--------
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valued members of a group, and are provided emotional assistance, 

opportunity to discuss feelings, information and tangible aid from 

family and friends (WeiSS, 1974). Six of the eight women with breast 

cancer studied by Coward (1986) mentioned the importance of support from 

family and friends. These people were supportive by provid.ing practical 

aid, being available, and showing their love and conce~" by sending 

cards and gifts. 

Social support La often mcn~icngc aD a factor that lessens physical 

and psychological distress (Barrera & Ain1ay, 1983; Bloom, 1982a; House, 

Landis & Umberson, 1988; Norbeck, 1988; Thoits, 1986; Wortman, 1984). 

Interest in the concept began in the mid-1970s with review papers by 

Cassell (1976) and Cobb (1976) that suggested that more socially 

isolated persons were less physically and psychologically healthy and 

were more likely to die than persons with more social relationships. 

Health care investigators were enthusiastic about social support because 

social relationships were thought to be a more amenable intervention 

focus than health stressors themselves. 

There has been confusion about the role of social support in 

adjustment to a life-threatening illness such as cancer. Wortman (1984) 

stated that the uncertainties and fears related to a cancer diagnosiS 

may lead to an increased need for social support that becomes even more 

necessary as the person deals with anxieties about physical changes, 

treatments, and recurrence. Unfortunately, a cancer diagnosis also may 

make others in a person's usual support system feel threatened, 

apprehensive, and uncomfortable in communicating with the person with 

cancer. This may lead to avoidance behavior and failure of social 



networks to act as buffers against distress, but instead to become 

sources of additional distress. 
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Peters-Golden (1982) identified negative aspects of social support 

for women with breast cancer. She found that 72 percent of 100 breast 

cancer patients thought they were trp.ated differently when people knew 

they had cancer. They thought they were misunderstood, avoided, feared, 

and pitied. Patients reported that expected support networks did not 

always materialize, and that support extended to them was often 

inappropriate. Neuling and Winefield (1988) found that breast cancer 

patients often reported unwanted support from family and friends and 

inadeqcate support from medical professionals. 

The above two studies support th~ Qelief of Wortman (1984) and of 

others (Bloom, 1982ai Thoits, 1986) that social support may be a source 

of distress in illness. A study by Mishel and Braden (1987) on social 

support and uncertainty in gynecological cancer patients helped to 

clarify these issues. The study findings indicated that type of support 

(affirmation, affection, or aid), needs of the patient related to 

uncertainty (i.e., lack of information, unpredictability regarding the 

future, etc.), and phase of illness (diagnosis, treatment, or 

stabilization) interacted to determine how social support influenced 

adjustment. 

Support for the Link Between Illness Distress and Social Support. 

Several studies in patients with breast cancer do support the view 

that social support alleviates illness distress. Women with more 

support had less fear of recurrence (Northouse, 1981). In a second 

study by Northouse (1988), women (and their husbands) who reported 

-.~ 
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higher levels of support also reported higher levels of psychosocial 

adjustment at both three days and 30 days after mastectomy. Woeds and 

Earp (1978) reported that social support had a buffering effect between 

the number of surgical complications and postmastectomy depression. 

Bloom (1982b) found that two indicators of social support (family 

cohesiveness and amount of social contact) were mediated by coping 

responses and were associated with higher adjustmen~ in woman with non-

metastatic cancer. Positive adjustment was also reported by Funch and 

Mettlin (1982) and Lichtman, Taylor, and Wood (1987) to be related to 

supportive relationships. Spiegel, Bloom, and Gottheil (1983) found 

psychosocial adjustment in metastatic breast cancer patients to be 

associated with families described as supportive by both patients and 

family members. 

Social support does not necessarily come from family and friends. 

Bloom, Ross, and Burnell (1978) reported that a social support 

intervention implemented by physicians and an oncology counselor was 

effective in allowing women to ventilate uncomfortable emotions and in 

increasing internal locus of control (defined as self-efficacy in this 

study) • 

Support for the Link Between Social Support and Self

Transcendence. 

Theoretical support for a link between social support and self

transcendence comes is found in Frankl (1963, 1969), Maslow (1971), and 

Yalom (1982) who believed that self-transcendence occurred when a person 

was receptive to other people and reached out beyond personal concerns 

to help others (two components of social support). Empirical support is 



found in Reed (1989a, 1989b, in press) who reported that self

transcendent views and behaviors reflected assisting others or being 

assisted by others in several ways. Bean (1989) reported that cancer 

patients not only appreciated help from others, but felt a need to 

ex~end help and concern to other people. Coward (in press) found this 

to be true in a small sample of Stage IV breast cancer patients. 

Measurement of Social support. 
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Bloom (1982a) wrote that the process by which social support 

assists to promote better health outcomes is not well understood. 

However, she described numerous studies that indicated that social 

support (undefined) decreased vulnerability to disease, buffered between 

a person and poor health habits, and facilitated the adjustment of 

people (and those close to thsm) to stressors. One difficulty in 

understanding the process of social support is related to how best to 

assess it. For example, Penman et al.(1987) found that social contact 

per se was not a predictor of psychosocial outcome following mastectomy. 

A better predictor in that study was perceived social support. 

Wortman (1984) suggested that primary attention in social support 

research be given to the types of support that are effective in reducing 

stress in a target population. She lists types of social support that 

have been described in the literature as (a) expression of positive 

affect (information that one is cared for, loved, or esteemed), (b) 

acknowledgement of the appropriateness of a person's beliefs, 

interpretations, and feelings, (c) encouragement of the open expression 

of those beliefs and feelings, (d) provision of advice or information, 



(e) provision of material aid, and (e) affiliation with a network of 

mutual obligation. 

Wortman (1984) noted that emotional support, opportunities to 

discuss feelings, and tangible aid may be the types of support most 

appreciated by very ill patients such as women with advanced breast 

cancer. Weiss' (1974) conceptualization of social support includes 

those types of support. The variable of social support is measured in 

this study by an instrument based on Weiss' work that was developed by 

Brandt and Weinert (1981). 

Spiritual Perspective 
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The third resource is spiritual perspective. A spiritual 

perspective stems from a person's inherent spirituality and may be 

cultivated to differing degrees among people. One's spiritual 

perspective is conceptualized as being broader than religiosity and may 

not involve participation in religious organizations or activities. 

Spiritual perspective is defined in this study as the personal awareness 

of an energy other than the self that guides behavior and gives one a 

sense of relatedness to a higher being, to nature, and to others. 

A spiritual perspective may lead to a sense of spiritual well

being. Although spiritual well-being has been described as essential to 

the conceptualization of quality of life (an indicator of which is 

emotional well-being), it is rarely discussed in the quality of life 

literature (Ellison, 1983, Moberg & Brusek, 1978, Paloutzian & Ellison, 

1982). campbell et al. (1976) identified rsligious faith as one of the 

two most important domains of life satisfaction for 25 percent of the 

Americans in their sample. Ellison (1983) reported on a Gallop poll 



that determined that 86 percent of Americans regarded their religious 

beliefs as fairly or very important. However, religious or spiritual 

variables have been neglected in most discussions of quality of life 

related to both social policy and, until recently, in health care. 

Nurses have traditionally advocated holistic care of their 

patients and an issue of Holistic Nursing Practice (May, 1989) was 

entirely devoted to spirituality and healing. Fish and Shelly (1978) 

delineated the role of the nurse in the spiritua.l care of patients. 

Soeken and Carson (1987) discussed spirituality, spiritual well-being, 

and apiritual needs of the chronically ill. Conrad (1985) described 

spiritual support as providing a sense of meaning, hope, love, and 

satisfaction with life in the final days of living. 
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It might be expect.ed that practicing nurses would identify 

spiritual concerns and spiritual coping strategies in seriously ill 

patients to better plan and implement comprehensive care. In actual 

practice, it may be that little attention is directed to such matters. 

Hig:1field and Cason (1983), in a study of surgical oncology nurses, 

found limited awareness of patients' spiritual needs or problems. It 

was not clear whether the lack of awareness of nurses was due to lack of 

information about spiritual care, personal philosophies of practice, or 

insensitivity to spiritual needs of patients. Soderstrom and Martinson 

(1986), in their study of patients with advanced cancer, also found that 

nurses had little awareness of their patients' spiritual coping 

strategies. It is hoped that this current study will clarify for nurses 

the relationships among illness distress, spiritual perspective, self

transcendence, and emotional well-being in patients. 



Support for the Link Between Illness Distress and Spiritual 

Perspective. 
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Conrad (1985) and Soeken and Carson (1987) proposed that illness 

may be a spiritual encounter as well as a physical and emotional 

experience. Several studies indicate that spiritual perspectives may 

mediate distress in the chronically ill (Baldree, Murphy, & Powers 1982; 

Miller, 1983; O'Brien, 1982). Miller (1983) found that obtaining 

strength from one's spiritual life was second only to information 

seeking as a coping strategy. In a study of chronic hemodialysis 

patients, O'Brien (1982) concluded that religion was related to 

adustment to end-stage renal failure and dialysis. Baldree, Murphy, and 

Powers (1982), also studying hemodialysis patients, found that prayer 

and trust in God were frequent means of coping. 

For patients with breast cancer, Brandt (1987) found that women 

receiving chemotherapy indicated their religious beliefs were helpful to 

a great extent. Gotay (1985) reported that religion was an important 

dimension to many of her respondents, and that the greater the 

importance of religion, the lower the scores on an impact of eveats 

scale. Johnson and Spilka (1990) also reported that religion was an 

important resource in women with breast cancer, and found indications 

that an intrinsic religious orientation helped women cope with breast 

cancer. Coward (1986) and Soderstrom and Martinson (1986) identified 

that religion and spiritual activities were used by advanced cancer 

patients, but did not report how these were helpful. 
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Support for a Link Between Spiritual perspective and Self-

Transcendence. 

Spirituality and self-transcendence are linked frequently in the 

literature. Reed (1986a, 1987) discussed spiritual perspective as an 

empirical indicator of self-transcendence. Ellison noted that "all of 

the greatest religions of the world recognize and call human beings to 

transcendence as the path to the highest levels of well-being" (Ellison, 

1983, p.331). He defined transcendence as a stepping back and moving 

beyond what is. Ellison conceptualized spiritual "well-being" as having 

both religious and existential components. He believed that both 

components are obtained when one transcends or finds purposes to commit 

oneself to involving "ultimate meaning for life" (Ellison, 1983, p.330). 

Frankl (1969) linked spirituality and self-transcendence in the 

context of finding an ultimate meaning. He believed that it was not 

possible to fully understand the ultimate meaning of life; therefore, 

the highest level of acceptance within self-transcendence was to accept 

courageously the challenge posed by one's incapacity to understand the 

meaning in everything. The acceptance of an ultimate meaning, for 

Frankl, was mediated by faith and trust in an ultimate being. He 

recognized, however, that some individuals may have faith and trust in 

their own conscience, or in human society, without identifying God or an 

ultimate other as mediating the achievement of ultimate acceptance. 

Several studies support the belief that spiritual perspective 

assists one achieve self-transcendence and (through self-transcendence) 

re-establish or maintain emotional well-being. In a study of the 

elderly, Tellis-Nayak (1982) reported a significant correlation between 

._...! 
I 



49 

religious commitment and meaning and purpose in life (potential 

components of self-transcendence). Britt (1990) found a strong 

correlation between spiritual perspective and self-transcendence in the 

well elderly. Although self-transcendence was n~t studied directly, 

four studies of terminally ill patients reported an association between 

spiritual perspective and emotional well-being. Religious beliefs and 

values were associated with low death anxiety (Gibbs & Achterberg

Lawliss, 1978). Spiritual perspective and well-being were positively 

correlated for older ambulatory patients, but not for younger patients 

(Reed, 1986a). In Reed (1987), spiritual perspective and sense of well

being were positively correlated in hospitalized patients. Yates, 

Chalmer, st. James, Follansbee, and McKegney (1981) reported that 

religious belief was positively correlated with life satisfaction. Also 

in that study, religious activity and connections were positively 

correlated with both happiness and life satisfaction. 

Measurement of Spiritual Perspective. 

Ellerhorst-Ryan (1988) discussed instrumentation for measuring 

various aspects of spirituality. She referenced instruments to assess 

spiritual needs of patients, nurses' awareness of spiritual needs of 

patients, and spiritual well-being in patients. None of those 

instruments measured patients' views or behaviors that would indicate 

the importance of spirituality (and, therefore, the availability of 

spiritual perspective as a resource) in patients' lives. Reed (1986) 

developed the Spiritual Perspective Scale to measure the saliency of 

spiritual beliefs and behaviors in a person's life. She described the 

scale as being developed from sets of scales from King and Hunt and from 

-.~ 
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a review of the literature in three areas. These areas were 

religiousness and spirituality (particularly of western culture), adult 

development, and spirituality in health and illness experience. The 

intent of the scale is to operationalize beliefs and interactional 

behaviors related to personal forms of spirituality, but does not 

exclude organized forms of spirituality. The scale taps spiritual 

perspective as it is defined in this study. 

The Concept of Self-Transcendence 

Self-Transcendence as an Indicator of More-Being 

Self-transcendence is conceptualized as an indicator of more

being. More-being is the potential for increased personal development 

that may be actualized through relationships with others within a given 

life situation. Self-transcendence is viewed as a means for persons in 

the living-dying interval to become more by transforming possibilities 

into actualities. Self-transcendence is defined as the experience of 

expansion of self boundaries inwardly, outwardly, and temporally to take 

on broader life perspectives, activities, and purpose (Reed, 1989a, 

1989b, in press). 

The term "more-being" originated from Paterson and Zderad's (1976) 

understanding of Existentialism. Existentialism focuses on the existing 

person and emphasizes the person as he is emerging or becoming. The 

father of modern Existentialism was Soren Kierkegaard (1813-1855). 

Kierkegaard believed that the manne.t" of an individual's existence was 

not predetermined, but that one made oneself, or became, through the 



choices one made. Since one is always making choices in life, one is 

never finished, but is always in a state of becoming. 
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Choices are made without full knowledge of the consequences, but 

with full responsibility for those consequences. Choosing in the light 

of uncertainty produces fear and dread for some Existentialists such as 

Camus and Sarte. Other Existentialists, such as Marcel and Buber, 

rejoice in leaping into the unknown when making choices. 

Stevens (1984) noted that Existentialists also differ in their 

ideas of the nature of relationships between "self" and "other." Some 

believe that only knowledge of self is possible and that other is merely 

an object for the self. Others argue that if one accepts the reality of 

being for oneself, then one must grant the reality of the other. Some 

Existentialists focus on the relationship between self and others by 

exploring the nature of encounters. In this last view of 

Existentialism, it is through one's relations with others that one 

becomes, that one's unique self is actualized. Awareness of self is 

obtained through viewing self in relation to, but distinct from others. 

It is this self awareness which "offers one opportunity for broadening 

one's meaning base, for becoming more - more in accord with one's 

potential for humanness" (Paterson & Zderad, 1976, p. 4). 

Paterson and Zderad (1976) based their notions of how one becomes 

"more" on the work of Buber (1958). Buber discusses the "I-Thou," "l

It," and the "We" ways of relating. The process of gestation has left a 

person with an innate knowing of the experience of closeness to another 

being. Because of prenatal existence, Buber believed that a person is 

born with a "Thou" before becoming aware of an "I." As one grows one 
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sorts out "I" from "Thou," and finds out who one is and who and ~hat is 

other than the self. This original "I-Thou" relationship, repeated in 

other relationships and through more experience, helps one become more 

the person one has the capacity to become. 

Buber described "I-It" as the ~ndividual looking back on past "I

Thou" relationships. Looking back allows the individual to become more 

through interpreting and categorizing those past relations. The 

individual may also become more by relating to others as "We." This is 

the phenomenon of community and of "becoming" through relating with 

family, others, and the community. In summary, each unique individual 

has become what a/he ia through meaningfully relating to others. 

Although the manner of one's existence is not predetermined, and 

one (according to Sarte) may be one's choices, the choices are limited 

in one's given world. One has one's own particular potentials and 

limitations. That explains why the capacity for more-being is defined 

as occurring within the confines of a particular life situation. 

Self-Transcendence 

Choices that enhance self-transcendence are those that extend a 

person's self-boundaries inwardly, outwardly, and temporally so that one 

takes on new perspectives, activities and purpose (Reed, in press). 

Self-transcendence was believed by Frankl (1969) to be an inherent 

characteristic of being human. Frankl stated that one transcends 

oneself either toward another person or toward meaning and that the 

process of self-transcendence is both a meaning-discovering and a 

meaning-giving activity. He believed that people transcend in three 

ways. The first is giving to the world creatively (through family, 
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occupation, and in creative works). The second is in experiencing the 

world by being receptive to others and to the environment. The third is 

in the attitude one takes toward one's predicament when faced with an 

unchangeable situation. Life can never cease to have meaning because, 

even when one is deprived of both the creative and experiential ways to 

find meaning, there remains the opportunity to choose the manner in 

which one faces adversity. 

Frankl's (1966, 1969) beliefs were based on his analyses of human 

experiences of meaning in life. His conclusions were that the capacity 

for self-transcendence was a distinguishing characteristic of being 

hunolan and that human existence was not meaningful unless lived in terms 

of self-transcendence. His description of the life of prisoners in Nazi 

concentration camps (Frankl, 1963) was an example of how humans find 

purpose and meaning even in the most inexplicable and degrading of 

circumstances. 

E~amples of self-transcendence that are closer to the population 

of interest in this study are found in the work of Kovacs (1986), Maslow 

(1966), Reed (1986b, 1989a, 1989b, in press), Levine (1984, 1987), and 

Ya10m (1982). Kovacs (1986), in a phenomenological analysis of work and 

self-transcendence, concluded that the ultimate meaning of one's work 

was to be an instrument for self-transcendence. Maslow (1966), in 

categorizing statements self-actualized persons made about their work, 

found in all cases that they were devoted to a cause or calling beyond 

themselves. Reed (1986b, 1989a, in press) reported the presence of 

self-transcendent views and behaviors in the elderly. Yalom (1982) 

discussed acts of altruism by patients dying of cancer that gave them a 

, - - - - - ------- .-- . _. - -- , 
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deep sense of meaning and were associated with living life more fully 

and dying with less despair than persons whose lives appeared to be 

devoid of meaning. The writing of Levine contained many examples of 

transcendence in dying patients. Of such individuals he said, ..... these 

beings opened wholeheartedly into something beyond their old ways of 

being" (Levine, 1987, p. 6). 

Coward (in press) conducted a phenomenological study of self

transcendence in five women with stage IV breast c~ncer. The study 

participants experienced meaning in each of the ways discussed by Frankl 

(1969). They found a sense of purpose and self-wor.th by helping other 

women with breast cancer, were receptive to help from others, 

experienced their environment more fully, and accepted circumstances 

that could not be altered. The two women who were the most ill had 

accepted the inevitability of their dying and had come to terms with the 

closeness of their death. For the others, acceptance of disability 

associated with their illness had led them to reach out and find new 

activities that provided new purposes and meaning in their lives. 

The dialectic life-span developmental model of human behavior 

helps to explain the phenomenon of self-transcendence in adults (Hulsch 

& Deutsch, 1981; Riegel, 1976). Adults, through their life experiences, 

have had opportunity to accrue insight and energy for further personal 

development. Life experiences that involve conflict from person

environment interaction create a stimulus by making the person 

physically and emotionally uncomfortable. Acceptance of inescapable 

aspects of the experience lead the person to reach out to find new 

meaning and purpose. Finding new purpose and meaning through altruistic 



activities and through being receptive to others and the environment 

then leads to increased feelings of self-worth and emotional well

being. 
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Erikson (1982) also identified the theme of gradual evolution of 

meaning throughout the life-span. He theorized that later in life one 

moves into a stage where one finds meaning in self-transcendent 

activities. He defined this stage "generativity" and said that persons 

in this stage were concerned with establishing and guiding the next 

generation of humans. Erikson's next stage, that of "ego integrity," is 

characterized by emotional integration of previous stages as well as an 

acceptance of one's life as a given and as one's own responsibility. 

Self-Transcendence and the End of Life. 

Self-transcendence as a phenomenon associated with adults as they 

approach the end of life is discussed by Hood and Morris (1983) in their 

theory of death transcendence. These authors distinguish between the 

reflexive self and the transcendent self as two dimensions of body death 

that have been confused in the literature. 

The reflexive self is known to a person only through reflecting on 

the self or seeing the self as others see it (Hood & Morris, 1983). 

This "third person" conceptualization of self survives body death 

through others' recognition of one's works and achievements and is 

referenced in social and existential theories such as those of Mead 

(1934) and Sarte (1957). 

The transcendent self is that aspect of self that is beyond its 

reflexive and more concrete empirically identifiable self. This "first 

person" transcendent self is associated with ideas of disembodied minds 
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and actual survival of body death. Hood and Morris use Lifton's (1979) 

five modes of symbolic immortality to explain their theory for linking 

these first (reflexive self) and third (transcendent self) person 

immortalities. 

Four of Lifton's modes are what Hood and Morris define as 

reflexive self, or cognitive modes of death transcendence. These are 

the biosocial, theological, creative, and natural modes. In the 

biosocial mode, one ~rceives oneself to live on thro~gh one's children, 

family, and other groups. The theological mode includes specific 

religious traditions that provide a sense of cognitively meaningful 

orientations to death. The creative mode includes works and projects 

with which a person identifies that provide continuity despite personal 

death. The natural mode is associated with the perception that the 

natural environment, limitless in time and space, will remain after the 

person's death. 

Lifton's (1979) fifth mode of symbolic immortality, called 

experiential transcendence, is similar to the transcendent self 

immortality of Hood and Morris (1983). Lifton characterized this mode 

as an "ecstatic state" which includes "a sense of extraordinary psychic 

unity, and perceptual intensity, and of ineffable illumination and 

insight" (Lifton, 1979, p. 25). He called this state of experiential 

transcendence the classical mode of the mystic, but proposed that it has 

further Significance in that it is an indicator of the other modes of 

symbolic immortality. In a sense, one travels outside of oneself (in 

the transcendence experience) to vitalize & sense of participation in 



the larger human experience (the cognitive modes of symbolic 

immortality) • 
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Hood and Morris (1983) find significance in linking the first 

person, or experiential, mode of self-transcendence with the third 

person or cognitive modes. In doing this, people have the opportunity 

to transcend death through the personal experience of feeling themselves 

to be pLrt of something greater than themselves. In other words, when 

one has an intense experience of insight and unity with others, creative 

works, God, or nature, one has transcended oneself. 

Frankl's conceptualization of self-transcendence (1966, 1969) is 

compatible with the writing of Lifton (1979) and Hood and Morris (1982). 

The means by which people self-transcend, in Frankl's view, are similar 

to the five modes of death transcendence. Giving to the world through 

creative acts is similar to the biosocial and creative modes. Being 

receptive to others and the environment is similar to the theological 

and natural modes. Acceptance of inescapable circumstances (for 

example, the closeness of death) and making an effort to find new 

meaning and purpose in living, have been documented as having led to 

transcendent experiences (Coward, in press; Levine, 1984; Yalom, 1982). 

support for the Link between Self-Transcendence and Emotional Well

Being 

Support for the link between self-transcendence and emotional 

well-being comes from both theoretical and research literature. Lifton 

(1979), May (1981), and Levine (1984) described ecstatic feelings 

related to self-transcendent experiences. Two of the five women with 

advanced breast cancer in Coward's study (in press) described ecstatic 
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self-transcendent experiences. All the participants in the study 

reported increased feelings of self-worth. Reed (in press) found self

transcendence was related to emotional well-being (measured as lack of 

depression) in the elderly. Frankl (1966, 1969) proposed that self

transcendence was necessary for self-actualization and Maslow (1966) 

found that self-actualized people were indeed devoted to self

transcendent work or causes. 

A relationship between spiritual perspective and emotional well

being through self-transcendence was discussed earlier. If one's 

spiritual perspective encourages self-transcendent perspectives and 

behaviors, and if those perspectives and behaviors lead to a sense of 

spiritual well-being (as a component of emotional well-being), the link 

between spiritual perspective and emotional well-being may be explained 

by self-transcendence. Several studies were cited that indicated a link 

between spiritual perspective and emotional well-being (Gibbs

Achterberg-Lawlis, 1978; Reed, 1986a, 1987; Yates et al., 1981). 

However, the extent to which the emotional (or spiritual) well-being of 

subjects in those studies was explained by self-transcendence is 

unknown. Thus, the proposed link from spiritual perspective to 

emotional well-being through self-transcendence is theoretical at this 

point in time. Findings from this study will help clarify this 

relationship. 

Measurement of Self-Transcendence 

Only one scale that directly measures the level of self

transcendence is available. The Self-Transcendence Scale was developed 

by Reed (1989a, in press) from the longer scale Developmental Resources 
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in Later Adulthood (Reed, 1986b). The scale taps the experiences of 

adults at the end of life that extend their self boundaries 

intrapersonally, interpersonally, and temporally. The perception of the 

degree to which a person has such self-transcendent perspectives and 

activities is thus assessed. 

The Concept of Emotional Well-Being 

Emotional Well-Being as an Indicator of Quality of Life 

Emotional well-being is defined in this study as the extent to 

which one perceives oneself to be happy and satisfied with life. 

Emotional well-being is enhanced by self-transcendence. Support for the 

link between self-transcendence and emotional well-being was discussed 

in the previous section. 

Emotional well-being is one of several concepts that have been 

studied as quality of life in cancer patients. That body of literature 

is reviewed to explain how emotional well-being is conceptualized as an 

indicator of quality of life, and why emotional well-being, rather than 

another indicator of quality of life, wag chosen as the outcome variable 

for this study. 

In a review of over 250 references in the cancer literature that 

mentioned quality of life in the title, Calman (1987) found few that 

defined the phrase. The same was reported by van Dam, Somers, and van 

Beek-Couzijn (1981) in a review of 100 scientific articles between the 

years 1974-1979 in which quality of life was referenced by physical and 

psychological complaints, mobility, feelings of well-being, etc. van 

.------------------
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Dam et ale (1981) recommended abandoning the phrase quality of life to 

"permit precision in discussion." 

The lack of definition for quality of life may be related to the 

fact that quality of life means different things to different people, 

and may even change from time to time for the same person. Quality of 

life also may be difficult to define because of its multidimensional 

quality. Calman (1984, 1987) wrote that quality of life can be 

described only in individual terms and depends on lifestyle, past 

experience, hopes for the future, dreams, and ambitions. Quality of 

life includes all areas of experience, and, in the ill person, must take 

into account the impact of illness and treatment. His definition, which 

emphasizes the importance of personal development, states a good quality 

of life implies that one's hopes and expectations are matched and 

fulfilled by one's experiences. 

In the United States, in the 1960's and 1970's, several major 

public surveys focused on the components of quality of life of Americans 

(Andrews & Withey, 1976; Bradburn, 1979; Campbell, Converse, & Rodgers, 

1976; Cantril, 1965; Flanagan, 1982; Gurin, Veroff, & Feld, 1960). 

Gurin et ale (1960) reported that self ratings of happiness could be 

used to measure levels of psychological adjustment. Can~ril (1965) 

developed a technique for making comparative studies of the concerns and 

hopes of people in different cultures. Bradburn (1969) studied 

psychological well-being and determined that the difference between the 

number of positive and negative feelings was a good predictor of a 

person's overall rating of happiness. In these studies happiness was 

identified as psychological well-being. 
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Campbell et a1. (1976) determined the domains which contributed to 

a sense of well-being in Americans and developed scales to measure 

cognitive satisfaction with life, the affective experience of 

pleasantness-unpleasantness of life, and perceived stress. Andrews and 

Withey (1976) focused on individual perceptions of well-being. They 

identified a set of domains similar to those of Campbell et ale (1976) 

which explained a large amount of the variance in £QQlings about lifa as 

a whole. Flanagan (1982) used the critical incident technique to 

determine five components of what he also called "quality of life." 

The concept of quality of life was more recently introduced into 

the medical and nursing cancer literature. The term has been used to 

direct attention to the fact that not only patient cure and survival, 

but the quality of that survival, are important considerations in 

medical and nursing care (Dean, 1988; Frank-Stromborg, 1988; de Haes & 

van Knippenberg, 1987). Within the medical literature, evaluation of 

cancer treatment traditionally focused on biological outcomes - disease 

free survival, length of overall survival, and control of major symptoms 

(Aaronson, van Dam, Polak & Zittoun, 1986). Early interest in quality 

of life research centered on functional status assessed by a health care 

provider rather than by the patient directly (i.e., Karnofsky, Ablemann, 

Carver & Burchenal, 1948; Zubrod, Schneiderman & Frie, 1960). 

More recent research has measured various other components of 

quality of life such as emotional status or mood state, interpersonal 

relations, treatment side effects, fatigue, pain, role functioning, and 

overall global measures as well (Aaronson et al., 1986; de Haes & van 

Knippenberg, 1987; Dean, 1988; Frank-Stromborg, 1988). Another change 



has been the recognition that information regarding quality of life is 

useful when directly gathered from the patient and significant others 

(Bloom, 1984; Ware, 1984). 
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In the nursing literature, quality of life often has been defined 

by the instrument(s) chosen to measure the concept (Burckhardt, 1985; 

Lewis, 1982; Ostchega, Donohue, & Fox, 1988; Padilla et al., 1983; 

Padilla & Grant, 1985). Exceptions are Ferrans and Powers (1985), 

Longman and Graham (1986), McGinnis (1986), and Young and Longman 

(1983). In these studies quality of life is defined as satisfaction of 

needs (Ferrans and Powers, 1985), the degree of satisfaction with 

present life circu~stances as perceived by the patient (Graham and 

Longman, 1987; Longman and Graham, 1986), and as perception of 

satisfaction with life, capacity for self-care, and energy for chosen 

activities (McGinniS, 1986). Differences in definition and in 

measurement have made croas-study c~~parisons difficult. 

As previously mentioned, Calman (1984) pc':'llted out that quality of 

life encompasses all areas of experience and, that for the ill person, 

includes the impact of illness and treatment. Indeed, numerous research 

studies in cancer patients include symptom distress, physical and role 

dysfunction, and financial concerns as quality of life variables 

(Aaronson et al, 1986; de Haes & van Knippenberg, 1987; Dean, 1988; 

Frank-Stromborg, 1988; Wellish, 1984; Ware, 1984). 

However, the inclusion of variables.that influence quality of life 

as indicators of quality of life would seem to confound the assessment 

of perceived quality of life when conceptualized as the degree to which 

one's hopes and expectations are fulfilled by experience (Calman, 1984, 



1987). For that reason, the variables of symptom distress, physical 

dysfunction, financial concerns, and distress from concurrent life 

events are considered indicators of illness distress in this study. 
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Research in quality of life with cancer patients has also included 

psychosocial resources, f.!uch as socioeconomic status, interpersonal 

relationships, and locus of control as indicators of quality of life 

(Dean, 1988; Frank-Stromborg, 1988). These are actually moderators or 

mediators of illness distrp-s~ rather than indicators of perceived 

quality of life. Like the illness distress concept, the concept of 

psychosocial resources as an indicator of quality of life would confound 

the assessment of perceived quality of life. In the theory being 

examined, the resources of personal control, social support, spiritual 

perspective are expected to mediate the illness distress and positively 

affect self-transcendence and emotional well-being. 

The terms of quality of life, happiness, positive affect, life 

satisfaction, psychological well-being, emotional well-being, and well

being were found by the investigator to be used interchangeably in the 

health care literature (Coward, 1986, 1987). Although quality of life 

is the term most frequently used in studies on cancer patients, the term 

emoti.onal well-being 1s a more precise term when one is iai:ereated in 

measuring the degree to which a person has found happiness and 

satisfaction in life. Also, if an investigator were interested in 

subjects' experiences of emotional well-being, it would seem that 

subjective indicators would be indicated. 
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Emotional Well-Being in Serious Illness 

Chapter 1 began with a reference to Taylor (1983) in which she 

reported on numerous studies that indicated a good "quality of life or 

level of happiness" could occur in the face of personal illness. Diener 

(1984), in a review of the literature on subjective well-being, noted 

that a small proportion of the variance in subjective well-being had 

been accounted for in studies examining the influence of demographic 

variables en the concept. He suggested that, even in unfortunate 

circumstances, people may eventually adapt to misfortune and report 

happiness and satisfaction. This appeared to be the case in lung cancer 

patients and patients who had suffered heart attacks (MCCorkle & Quint

Benoliel, 1983). Although symptom distress was similar in the subjects 

in interviews at one and two months poet diagnosis, the subjects 

reported fewer concerns and better mood at the time of the second 

interview. Reed (1987) also found highly similar scores in well-being 

among terminally ill hospitalized adults, non-terminally ill 

hospitalized adults, and healthy adults in a study on spirituality and 

well-being. 

Benoliel (1983) reviewed the nursing literature on patient 

adaptation to death and dying. Although adaptation is not considered to 

be synonymous with emotional well-being, that research in adaptation did 

provide support for the presence of emotional well-being in persons with 

life-threatening illness. Lewis (1982) reported the presence of self

esteem and purpose in life in late-stage cancer patients that was 

related to a sense of perceived control. Lewis, Haberman, and Wallhagen 

(1987) described several ways in which late-stage cancer patients were 
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maintaining emotional well-being. Patients used a variety of cognitive 

and behavioral strategies such as biding time, refocusing, and 

philosophizing to experience their disease as much more than a 

"declining biological process." 

Measurement of Emotional Well-Being 

Both cognitive and affective components of emotional well-being 

are assessed in this study. The distinction between the cognitive and 

affective components of emotional well-being was originally made by 

Campbell et al. (1976). McKennell (1978) hypothesized that a better 

understanding of perceived quality of life might be obtained if the 

distinctions between cognition and affect were more generally understood 

and researched. secondary data analyses of data from Campbell et al. 

(1976), Andrews and McKennell (1980), McKennell and Andrews (1980), and 

Horley and Little (1985) have helped to clarify the differences between 

cognitive and affective well-being. 

Cognition refers to appraisal and involves perception and 

reasoning. Cognition enters into judgement'of satisfaction in which 

aspiration and standards of comparieon playa part. Affect refers to 

the immediate feeling aspects of an experience. Affect is a feeling 

state which is not tied as much as cognition to standards of comparison. 

At the research operational level, affect is sometimes equated with 

happiness and cognition with satisfaction. 

An example of the effect of cognition on satisfaction with life is 

provided by Calman (1987). He suggested that cancer patients, by 

lowering their aspirations, may restore their attitudes toward life 

satisfaction. Instead of comparing themselves to healthy people (as 
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they did previously) they now compare themselves to other cancer 

patIents and thereby enhance their satisfaction with life. Cognitive 

components of well-being are considered to be more stable and less 

affected by adverse events than are the affective components of well

being. The cognitive aspect of emotional well-being in this study is 

measured by a modification of a one item scale developed by Campbell et 

al. (1976). 

Recent research on well-being has been based on the concept of 

both cognitive and affective components in well-being (de Haes, Pennick 

& Welvaart, 1987; Zautra, 1983). In both of these studies, affective 

well-being was conceptualized as having independent positive and 

negative aspects. The notion of independence of positive and negative 

affect was proposed first by Bradburn (1969), and has been supported by 

recent studies (Diener & Emmons, 1985; Zevon & Tellegen, 1982). In this 

study, the affective aspect of emotional well-being is assessed by the 

Affect Balance Scale developed by Bradburn (1969). 

summary 

This chapter has presented the theoretical framework of the study. 

The foundation of this theory of self-transcendence in women with 

adv~nced breast cancer was the dialectic life-span model of human 

development (Riegel, 1976), and the humanistic nursing practice theory 

of Paterson and Zderad (1976), as well as the contextual world view of 

the researcher. The concepts in the theory, the underlying constructs, 

and the theoretical and empirical links among the concepts were 

discussed. Support for the relationships among the concepts was strong 
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enough to begin to explain how women with advanced breast cancer achieve 

self-transcendence and maintain or restore emotional well-being. 

The research questions developed to evaluate the theory are found 

at the end of Chapter 1 and again at the beginning of Chapter 3. The 

literature reviewed in Chapter 1 and earlier in this chapter indicates a 

link between distress related to serious illness and views and behaviors 

indicative of self-transcendence. Evidence has been presented to 

support the view that a link between illness distress and self

transcendence is due to the mediating effect of the resources of 

personal control, social support, and spiritual perspective (Question 

1). It was proposed that when the mediating effects of the resources 

are accounted for, any link between illness distress and self

transcendence will decrease to zero. Research Question 2 reflects the 

view that self-transcendence is positively associated with emotional 

well-being and that the relationship between illness distress and 

emotional well-being is mediated by self-transcendence and psychosocial 

resource6. 
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CHAPTER 3. RESEARCH DESIGN AND METHODOLOGY 

Overview 

The purpose of this chapter is to present the research approach 

and the methodology used in studying the correlates of self-

transcendence in women with advanced breast cancer. The research 

questions introduced in Chapter 1 were the following: 

1. In women with adv~nced breast cancer, do psychosocial 

resources serve as mediators between illness distress and 

self-transcendence? 

a. Are the levels of illness distress significantly related to 

levels of psychosocial resources? 

b. Are the levels of psychosocial resources significantly 

of aslf-t~an6cendence? 

c. Is the relationship between illness distress and self-

transcendence zero when the effects of the psychosocial 

resources are controlled? 

2. In women with advanced breast cancer, is there a 

significant positive relationship between levels of sslf-

transcendence and the level of emotional well-being? 

a. Is the relationship between psychosocial resources and 

emotional well-being zero when the effect of self-

transcendence is controlled? 

b. Is the relationship between illness distress and emotional 

well-being zero when the effects of self-transcendence and 

psychosocial resources are controlled? 

. --- ---- -------
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The resear~h design is presented first, followed by selection of 

the sample and setting, protection of human subjects, and measurement of 

the variables. The chapter concludes with the data collection 

procedures, the proposed data analysis, and acknowledgement of the 

limitations of the study. 

Rersearch Design 

The study employed a one group cross-sectional correlational 

design (Spector, 1981). A correlational design is appropriate when 

suspected relationships among variables are supported by the literature 

and previous research. Although this design is not used primarily to 

test theory. the results of studies using this design may provide 

support for well-developed theoretical perspectives. Brink and Wood 

(1989) described the cl~ssic correlational design as including the 

following: a large random sample, a theoretical framework to explain 

potential relationships, research questions (rather than hypotheses), 

croes-sectional quantitative data collected on each variable from each 

subject, and correlational analysis. Variations of the classic design 

imple~~nted in the present study ar.e the use of a convenience sample and 

a factor analytic structural equations model for the data analysis. 

Study Sample and Setting 

Sample 

A convenience sample of women with advanced breast cancer was 

recruited for this study. Potential subjects were screened by referral 

sources and only those women considered physically and emotionally able 

to be interviewed were asked if the investigator might contact them 

about the study. 



70 

Sample criteria were women whose initial diagnosis of cancer was 

stage IIIb or Stage IV, and women with recurrent breast cancer. These 

were the diagnoses for which the potential for cure was limited and 

subjects were expected to be aware of the seriousness of thei!" disease. 

Additional eligibility criteria were the ability to understand English, 

age over 18 years, and no known brain metastasis. 

The sample size needed for confidence that a latent variable 

structural p.quations model accurately reflects the population is 

difficult to determine in advance of the analysis (Bentler, 1989; Tanaka 

1987). Tanaka (1987) discussed several Monte Carlo studies in which a 

sample size of 100 was the lower bound when using maximum likelihood 

estimation with latent variable structural models. Bentler (1989) 

stated that five subjects for each parameter to be estimated in the 

model is usually adequate to produce trustworthy parameter estimates and 

chi-square statistics. The parameters are the variances, co-variances, 

and the regression coefficients of the independent variables. In the 

model proposed in this study there were a total of 25 parameters 

(indicated by "*" in Figure 2 on page 74). However, not all of those 

parameters are used in each analyses. For this study, a sample of 107 

women with advanced breast cancer was obtained. 

setting 

Referrals were obtained from several sources. These included two 

offices of a private oncology practice, a private radiation oncology 

practice, a university radiation oncology practice, oncology units in 

four hospitals, and the Arizona Cancer Center. Referrals at the Arizona 

Cancer Center came from the breast surgery clinic, the hematology-



oncology clinic, social workers, and a breast cancer support group. 

Referrals were also obtained from nurse colleagues and from study 

participants. 

Human Subjects Protection 

Approval from the Human Subjects committee of the University of 

Arizona was obtained prior to data collection (Appendix A). In 

addition, it was necessary to formally apply for access to patients at 

eight referral sites. The study proposal was verbally presented to 

Research Committees at three of those sites. 
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A copy of the consent form that was discussed with, and Signed by, 

potential subjects is found in Appendix B. Informed consent indicates 

that the researcher discussed with potential subjects their rights and 

assured them of the confidentiality of the data being collected. The 

names of the subjects were destroyed at the end of the study. The raw 

data were secured in a safe place and reported only as group data. 

Measurement of the Study Variables 

The study design involved the assessment of three latent variables 

(il1nges distress, psychoaocial resources, and emotional well-being) and 

self-transcendence through the measurement of nine manifest variables 

(symptom distress, distress from concurrent life events, functional 

disability, financial concerns, personal control, social support, 

spiritual perspective, affective well-being, and cognitive well-being). 

The operational framework of the study depicting the variables and the 

proposed links among them is found in Figure 2 (page 74). The variables 

and the instruments used to measure them are summarized in Table 2 (page 

75) • 



Operational Definitions of the Manifest Variables 

For the purpose of this study, the following operational 

definitions of the manifest var.i.ables were used: 

Symptom Distress. The degree of physical and mental suffering 

experienced from cancer or cancer treatment since diagnosis of 

Stage IIIb or Stage IV disease, or since the time of the latest 

recurrence as measured by the Symptom Distress Scale (SDS) 

(McCorkle & Young, 1978). 
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Concurrent Life Events. The degree of distress experienced from 

life events described as being connected with loss or change since 

diagnosis of stage II1b or Stage IV disease, or sir.ce the most 

recent recurrence as meascred by the List of Concurrent Life 

Events (CLE) designed by Coward (1989). 

Functional Disability. The degree to which one is unable to 

maintain role function and self-help activities as measured by the 

Revised Karnofsky Performance Scale (RKPS) (Grieco & Long, 1984). 

Financial Concerns. The degree of worry about money for cancer 

related care as measured by the Financial Concerns Scale (FC) 

(Coward, 1989). 

Personal Control. The degree of belief that one has a response 

that will influence the adverseness of an event as measured by the 

Modified Self Control Schedule (MSCS) shortened by Coward (1988) 

from the Self Control Schedule (SCS) developed by Rosenbaum 

(1980). 
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Table 2 
Variables and Measurement Instruments 

LATENT 
VARIABLES 

Illness 
Distress 

Psychosocial 
Resources 

Self-Trans
cendence 

Emotional 
Well-being 

MANIFEST 
VARIABLES 

Symptom 
distress 

Concurrent 
life events 

Functional 
disability 

Financial 
concerns 

Personal 
control 

Social 
support 

Spiritual 
perspective 

Self-Trans
cendence 

Affective 
well-being 

cognitive 
well-being 

MEASURING INSTRUMENTS 

Symptom Distress Scale (SDS) 
(McCorkle & Young, 1978) 

List of concurrent life events (CLE) 
(Coward, 1989) 

Revised Karnofsky Performance Scale (RKPS) 
(Grieco & Long, 1984) 

Financial Concern Scale (FC) 
(Coward, 1989) 

Modified Self Control Schedule (MSCS) 
(RoSenbaum, 1980; Coward, 1988) 

Personal Resources Questionnaire(PRQ) 
(Weinert & Brandt, 1987) 

Spiritual Perspective Scale (SPS) 
(Reed, 1986) 

Self-Transcendence Scale (STS) 
(Reed,in press) 

Affec:::. Balance Scale (ABS) 
(Bradburn, 1969) 

Satisfaction With Lif~ fCWB) 
(Campbell, Converse & Rodgers, 1976) 

-------------------
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Social Support. The degree of emotional support, opportunity to 

discuss feelings, and tangible aid from family and friends as 

measured by Part 2 of the Personal Resources Questionnaire (PRQ85) 

developed by Weinert and Brandt (1987). 

Spiritual Perspective. The degree to which one has a personal 

awareness of energy other than self that guides behavior and gives 

one a sense of relatedness to a higher being, to nature, and to 

others as measured by the Spiritual Perspective Scale (SPS) 

developed by Reed (1986a, 1987). 

Self-Transcendence. The degree to which a person has reached out 

beyond the self by taking on broader life perspectives, 

activities, and purpose as measured by the Self-Transcendence 

Scale (STS) developed by Reed (1989a, in press). 

Affective Well-Being. The degree to which one has a preponderance 

of positive affect over negative affect as indexed by the Affect 

Balance Scale (ABS) developed by Bradburn (1969). 

Cognitive Well-Being. The degree of satisfaction with life as a 

whole as measured by two items (CWB) based on the :ndex of Well

Being by campbell, Converse, and Rodgers (1976). 

Study Instruments 

The instruments used to measure the study manifest variables are 

described in detail, including reliability and validity aspects, ~elow. 

The published reliability and validity estimates for each instrument are 

summarized in Table 3 (page 78). The instruments were presented in a 

questionnaire packet (Appendix C). Individual instruments within the 
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packet are referenced by a number (i.e., the Symptom Distress Scale is 

12-1) • 

Symptom Distress (50S) 

The symptom Distress Scale (50S) was developed by identifying 

symptom related concerns of cancer patients receiving chemotherapy 

(n=12) and radiation therapy (n=14) (McCorkle & Young, 1978). The eight 

item scale that resulted rated the degree of distress from nausea, mood 

state, lack of appetite, insomnia, pain, immobility, fatigue and bowel 

problems. The eight item scale was pilot tested in 60 additional cancer 

patients. Early in the pilot study, queatione about lack of 

concentration and appearance were added because respondents repeatedly 

mentioned them to the interviewers. An alpha reliability of .82 was 

reported for the 10 item scale (n=53). Graham and Longman (1987) 

reported an alpha coefficient of .77 using the same scale (n=60). Test-

retest reliability was ,78 in a Bt~dy by McCorkle and guint-Benoliel 

(1983) using an expanded 13 item version of the SDS. 

Face and content validity for the scale is supported by the manner 

in which the scale was developed. In the McCorkle and Quint-Benoliel 

(1983) study, discriminant validity was supported when the scale 

differentiated between heart attack (n=65) and lung cancer patients 

n=57). 

The SDS was scored in a positive direction for symptom distress. 

A seven response point Likert format scale was used in this study 

(Appendix C, 12-1). Total scores could range from 10 to 70 (mean scores 

from 1 to 7). 



Table 3 
Estimates of Reliability and Validity of Instruments 

INSTRUMENT 

SDS 

CLE 

RKPS 

FC 

MSCS 

SPS 

PRQ85 

RELIABILITY 

.82 (alpha) 

.78 (test-retest) 

.96 (interrater) 

.75 (alpha) 

>.90 (alpha) 

.87 (alpha) 

VALIDITY 

McCorkle & Quint
Benoliel, 1983 

Grieco & Long, 1984 

Rosenbaum, 1987 

Reed, 1986a, 1987 

Weinert & Brandt, 1987 

77 

STS .78 -.82 (alpha) Coward, in press; Reed, in press 

ABS 

CWB 

.75 (alpha) Badura & Waltz, 1984; 

.61,.69 (test-retest) Funch & Mettlin, 1982 

Not assessed Campbell et al., 1976; 
Andrews & Withey, 1976 

Concurrent Life Events (CLE) 

Several authors suggested that life events unrelated to illness 

may be sources of distress for persons who have cancer (Penman et al., 

1987; Weisman, 1979; Weisman & Worden, 1986). The only available scale 

that assessed life events and asked the subject to evaluate the impact 

of the event was the Life Experiences Survey (Sarason & Johnson, 1978). 

However, this scale had numerous items (events) to evaluate and was 

considered too lengthy to include with the questionnaires for this 

study. Instead, a short question (Appendix C, Q-2) was formulated to 

--- .. -._---_._--------
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ask if a subject had experienced any distressful losses or changes other 

than her illness since being diagnosed with stage IIIb, Stage IV, or 

recurrent breast cancer. If an event was listed, the subject was asked 

to rate the event on a scale from 1 to 7 with "1" indicating no distress 

and "7" indicating the event was very distressful. The possible range 

of scores was 0 (if no events are listed) to 21 (if three events are 

rated as very distressful). The reliability and validity of this new 

scale was assessed in this study and are reported in Chapter 4. 

Functional Disability (RKPS) 

The Karnofsky Performance Scale (KPS) developed oy Karnofsky et 

al. (1948) is the most commonly used instrument to assess physical 

dysfunction and need for assistance in cancer patients. Although this 

measure has a long history of use, reliability and validity have been 

assessed only recently. Several studies are cited that have evaluated 

this instrument. 

Yates, Chalmer, and McKegney (1980) reported an interrater 

reliability of .69 between nurses and social workers when rating 

advanced cancer patients (n=52) within one week of each other in a 

clinic or in the hospital. Construct validity for the KPS was supported 

by correlations of .61 and .63 between the KPS and several variables 

relating to physical function. Low KPS scores also were associated with 

death within a relatively short time. Wood, Anderson, and Yates (1981) 

also found KPS scores associated with physical therapist evaluations of 

physical status (r = .52, .57 & .59). 

Mor, Laiberte, Morris, and Wiemann (1984) obtained an interrater 

reliability of .97 with 47 trained interviewers who rated narrative 

- ._----------------
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examples of advanced cancer patients (n=17) at widely varying KPS 

levels. In Schaq, Heinrich, and Ganz (1984), an interrater reliability 

of .89 was calculated on KPS scores (n=75) obtained at the same time 

from a mental health professional and a physician with cancer patients 

in three health care settings. In that study, construct validity was 

supported by significant correlations between the KPS scores and patient 

reports (n=293) on physical variables selected from the Cancer Inventory 

of Problem Situations (Heinrich, Schag & Ganz, 1983). 

Ganz, Haskell, Figlin, La soto and Siau (1988) correlated scores 

between the KPS and the Functional Living Index-Cancer (Shipper, Clinck, 

McMurrary & Levitt, 1984) in a longitudinal study comparing supportive 

care versus supportive care with chemotherapy. The baseline KPS score 

was rated by a physician~ the baseline FLIC, by the patient. There was 

a significant positive correlation (r=.47) between the baseline scores 

when the FLIC Physical Sub scale items and the KPS were compared. The 

KPS scores, as expected, showed a steady decline over time consistent 

with the poor survival rate of the patient sample. 

Grieco and Long (1984) reported an interrater reliability based on 

simultaneous ratings of .86 on the original KPS, and .96 on a revised 

version that had more explicit descriptive anchors in terms of work, 

social interaction, and self help skills. Concurrent validity assessed 

by a correlation between the two versions was .96 (n=100). 

The revised version of the KPS (Grieco & Long, 1984) was used in 

this study (Appendix C, 2-3). More specific anchors for each level of 

function made this version potentially more accurate and discriminating 

between subjects. Because it was the subjects' personal evaluation of 
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their functional ability that was desired in this study, the subjects 

rated themselves on the KPS. Although the KPS ratings are typically 

done by health professionals, Coward (in press) found that subjects had 

no difficulty rating themselves. Subject ratings in that study ware the 

same as those postulated by the investigator. 

The KPS is an ordinal scale scored in a negative direction for 

dysfunction with "0 dead" and "100 = able to carryon normal 

activity". Scores on the KPS were reversed when coded to reflect the 

level of dysfunction in a positive direction for distress. This was 

consistent with the scoring on the other measures of illness distress in 

this study. 

Financial Concerns (FC) 

Although financial concerns of cancer patients were identified in 

the literature (Lewis & Bloom, 1978-79; Weisman, 1979), little work has 

been done on developing scales to measure the effect of cancer on 

patients' finances. Weisman and Worden (1976-77) had four items 

addressing worries about money in their 72 item Inventory of Current 

Concerns. No reliability or validity estimates were reported for those 

items, but an alpha of .69 was reported on an eight item combined 

Work/Finance Subacale. Frank-stromborg and Wright (1984) used three 

open-ended questions to assess perceptions of changes in patients' 

financial sltuations. Content validity was supported as the questions 

were developed from problems experienced by patients. Reliability was 

not assessed. 

Financial concerns were measured in this study by five items 

developed by Coward (Appendix C, Q-4). The items were based on the work 
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of Weisman and Worden (1976-77) and Frank-Stromborg and Wright (1984). 

The items were refined and assessed for content validity in several 

discussions about financial problems with women attending a breast 

cancer support group. The items were presented in a Likert format with 

seven response choices. The items were scored in a positive direction 

for financial concerns. The possible range of scores on the total scale 

was 5 to 35 (mean scores from 1 to 7). Reliability and validity were 

assessed in the study and are reported in Chapter 4. 

Personal Control (MSCS) 

Personal Control was measured by a shortened version of 

Rosenbaum's Self-Control Schedule (SCS). The original SCS is a 36 item 

Likert format scale developed by Rosenbaum (1980) to assess an 

individual's tendency to apply self-control methods to the solution of 

behavioral problems. Internal consistency reliabilities have ranged 

from .78 to .91 (Rosenbaum, 1988). Content validity was supported by 

the manner in which the scale was developed (Rosenbaum, 1980). 

Construct validity has been supported in numerous studies by Rosenbaum 

and others (Katz & Singh, 1986; Leon & Rosenthal, 1984; Richards, 1985; 

Rosenbaum & Ben-Ari Smira, 1986; Rosenbaum & Palmon, 1984; Simons, 

Lustman, Wetel & Murphy, 1985). 

Coward (1988) shortened the SCS to 14 items based on secondary 

analysis of data provided by Braden (1986) and by theoretically choosing 

items from the four content areas of the original SCS. A shorter, but 

still valid and reliable, instrument was needed to assess the concept in 

women with advanced breast cancer who may be easily tired. The modified 

version of the SCS (MSCS) was tested in a convenience sample of 80 
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healthy women ranging in age from 25 - 86 years (mean = 41 years) 

(Coward, 1989, Feb.). The internal consistency alpha obtained was .75. 

Factor analysis indicated four factors in this 14 item scale. This 

indicated that the modified scale, like the original scale, measured 

four domains of learned resourcefulness. 

The MSCS (Appendix C, Q-5) was scored in a positive direction for 

perceived personal control. The instrument was presented in a seven 

response point Likert format. The possible range in scores was from 14 

to 98 (mean scores from 1-to 7). 

Social Support (PRO) 

The Personal Resource Questionnaire-Part 2 was selected for use in 

this study from the several instruments available to measure components 

of social support. The PRQ85-Part 2 (Appendix C, Q-6) indexes perceived 

emotional support, opportunity to discuss feelings, and to give and 

receive assistance from others. The PRQ85-Part 2, using combined data 

from several adult populations, has demonstrated a three factor 

structure (Weinert, 1987). 

One factor is Intimacy/ Assistance - the degree to which a person 

has others in har network who love and care about her and from whom help 

and guidance are available. A second factor is Nurturance/Reciprocity -

the degree to which there is opportunity for nurturance of others and 

reciprocity of support. The third factor is Integration/ Affirmation -

the degree to which a person has affirmation and is integrated into a 

group with similar interests and values. The PRQ85 items that are 

represented by these three factors fit into the framework suggested by 

Wortman (1984) as the types of social support needed by patients with 
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cancer. Although wortman did not suggest reciprocity, other researchers 

have found that women voiced this need (Bean, 1989; Coward, in press; 

Loveys, 1989). 

The PRQ85-Part 2 is a 25 item Likert format questionnaire that is 

scored in a positive direction for perceived social support. The seven 

response choices for each item lead to a possible range of scores from 

25 to 175 (mean scores from 1 to 7). Weinert (1987) reported a 

coefficient alpha of .87 for the total scale. This coefficient is 

similar to that reported in previous studies with a slightly different 

version of the instrument (Weinert & Brandt, 1987). The construct 

validity of the earlier version of the instrument was supported by 

Weinert and Brandt (1987). Lack of social desirability response bias 

was also substantiated in that study. 

Spiritual Perspective (SPS) 

The spiritual Perspective Scale (SPS) (Reed, 1986) is a 10 item 

Likert format scale which measures the extent to which a person holds 

certain spiritual beliefs and engages in spiritually related behaviors. 

Reliability coefficient alphas have been consistently above .90 (Britt, 

1989; Kurtin, 1990; McEwen, 1988; Reed, 1986a, 1987). Construct 

validity was supported by the results of both of Reed's studies (Reed, 

1986a, 1987). Women, persons in lower socioeconomic groups, and persons 

reporting a religious background scored higher on the SPS. These 

findings also have been reported in other research on spirituality. 

The SPS (Appendix C, Q-7) was scored in a positive direction for 

spiritual beliefs and behaviors. The items were presented in a six 
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response choice Likert format in which the possible range of scores was 

10 to 60 (mean scores from 1 to 6). 

Self-Transcendence (STS) 

The instrument used to measure self-transcendence was the Self

Transcendence Scale (STS) (Appendix C, Q-8) developed by Reed (1986, 

1989a, in press). This instrument assesses activities and perspectives 

in which older adults, or adults at the end of life, characteristically 

engage to expand personal and temporal boundaries and to orient 

themselves toward purposes other than themselves. The STS is a 15 item 

Likert format questionnaire for which coefficient alphas are reported as 

ranging from .77 (Britt, 1989) to .80 (Reed, in press). construct 

validity was supported by Coward (in press) in advanced breast cancer 

patients and by Reed (in press) in the elderly. The STS was scored in a 

positive direction for self-transcendence. The scale was presented with 

four response choices that permitted a possible range of scores from 15 

to 60 (mean scores from 1 to 4). 

Affective Well-Being (ABS) 

Bradburn's Affect Balance Scale (ABS) (Bradburn, 1969) was based 

on Bradburn's hypothesis that happiness is a global judgement people 

make by comparing their negative affect with their positive affect. His 

hypothesis was supported by the finding that although scores on negative 

and positive affect were uncorrelated, they each demonstrated 

independent and incremental correlations with the global happiness item 

used by Gurin et ale (1960). Bradburn's hypotheses was also supported 

by Beiser (1974) using a slightly modified version of the ABS. 
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Bradburn's ABS, and the conclusions arrived at using the scale, 

have been questioned until recent studies using different instruments 

and methods have confirmed Bradburn (Diener, 19a4). Both zevon and 

Tellegen (1982) and Diener and Emmons (1985) used longitudinal designs 

and frequent mood reports to verify the two dimensional structure of 

affect. There is also evidence that different things affect positive and 

negative affect. Zautra (1983) found that support from others and 

responsibility for others '-Iere associated with high positive affect, but 

not less negative affect. Social network bla~a w~s associated with 

negative affect and depression, but not positi~e affect. 

Badura and Waltz (1984) and Waltz (1985) reported the use of the 

ABS as a quality of life variable in a 10ngitQdinal study of 

patients. The internal consistency alpha obtained in this study (n=980) 

was .75 at Time 1 for both dimensions of the scale. The test-retest 

correlation (six week interval) was .61 for the positive affect 

dimension and .69 for the negative affect dimension. construct validity 

was supported by the fact that emotional isolation, stressful 

interpersonal relationships, and physical disability were strongly 

associated with high negative affect. Encouragement and comfort 

received from social networks were associated with positive affect. 

Funch and Mettlin (1982) used the ADS in a study of the role of 

social support in recovery from breast cancer surgery. Social network 

support was significantly related to higher levels of positive affect 

and lower levels of negative affect. Professional support was related 

to lower levels of negative affect. De Haes, Pennick, and Welvaart 

(1986), in their study of early breast cancer patients, distinguished 



between cognitive and affective well-being, but did not study the. 

components of affect. 
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The ABS (Appendix C, (2-10) is a 10 item scale with a "yes" or 

"no" response format. There are five items on the Negative Affect Scale 

(NAS) and five items on the Positive Affect Scale (PAS). The number of 

"yes" answers on the NAS subtracted from the number of "yes" items on 

the PAS is the score on the total scale. This computes to a possible 

range of scores from -5 to +5. Usually, five points are added to the 

final score to eliminate possible negative numbers - making the possible 

range of scores from 0 to 10. The scale is thus scored in a positive 

direction for positive affect. 

The number of response choices for the scale was increased to 

provide more sensitivity as suggested by Beiser (1974). When used with 

this response format, the range of scores possible was -15 to +15. 

Cognitive Well-being (CWB) 

Cognitive Well-Being (Appsndix C, (2-9 and (2-11) was measured by 

two items. campbell et al. (1976) used a one item, "How satisfied are 

you with your life as a whole these days?" with seven response choices 

ranging from "completely satisfied" to "completely unsatisfied". This 

one item correlated at .70 with scores on their 10 item Index of Domain 

Satisfactions that also measured cognitive well-being. Andrews and 

Withey (1976) used a similar stem, "How do you feel about your life as a 

whole?" with a seven point "delighted" to "terrible" set of response 

choices. 

Andrews and Withey (1976) placed their one item (that assesses 

mostly affective well-being) twice within a survey, calculated a mean 
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score from the two answers, and labeled that result Life 3. For the 

current study, the campbell et al. (1976) item was asked twice (with 

slightly different wording) within the questionnaire and the mean of the 

scores on both items was calculated as cognitive well-being (CW-B). It 

was scaled in a positive direction for life satisfaction with a possible 

range of mean scores from one to seven. 

Instrument Presentation Format 

All of the instruments used the same scaling method when possible. 

Usi~g the same method and instructions for each instrument simplified 

the task of the subjects learning how to respond to items and was 

intended to reduce subject fatigue and error. 

Nunnally (1978) recommended using items with at least seven 

response choices. The advantage of giving more rather than less choice 

is that it provides for more discrimination and should increase the 

reliability of the instruments. For this study most of the instrument 

items were presented with the following type of response option: 

Very 
Satisfied 

---:---:---:---:---:---:---
1 2 3 4 5 6 7 

Very 
Dissatisfied 

The anchors varied depending on the question being asked. This graphic 

scale with numbers was the response option preferred by Nunnally (1978) 

and recommended by L. Alaamoni (personal communication). 

The instruments were presented in a 10 page questionnaire packet 

that included a cover letter and final page of demographic questions 

(Appendix C). The questionnaire construction was based on 

recommendations by Dillman (1978). Dillman's Total Design Method 

suggested that time and effort expended by a questionnaire respondent 



could be minimized and maximum data collected by the investigator when 

attention was paid to details of questionnaire design. 

Data Collection 
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Data collection took place during a five month period (November 

1989 through March 1990). The study was explained to potential subjects 

either in person or by telephone. Data were collected during a one time 

interview with most of the subjects. Data collection took between 30 to 

40 minutes, but some interviews lasted over an hour when subjects wished 

to talk further about their illness experience. 

The majority of the subjects (n=63) chose to be interviewed in 

their homes or in the homes of relatives where they were staying during 

cancer treatment. Nine subjects were interviewed during clinic visits; 

four while hospitalized for treatment; two at their location of 

employment; two while they were visiting hospitalized spouses; and one 

at the researcher's home. Twenty-five subjects received questionnaires 

by mail becduse of their time constraints or their geographical 

location. With those subjects, one or two follow-up telephone calls 

were made to answer questions and to determine if any concerns had 

arisen around the questionnaire or the study itself. Two of the mailed 

questionnaires were completed during interviews at subjects' homes after 

they were found to be having difficulty completing the forms by 

themselves. 

Statistical Analyses of the Data 

A causal modeling approach was used for data analysis (Blalock, 

1985; James, Mulaik & Brett, 1987). This approach provided a set of 

rules for making inferences from non-experimental data. Causal model 



methodology relies on theoretical assumptions to establish the 

conditions of causal inference, and the use of multivariate analysis 

techniques to establish statistical control over variables. 
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Several conditions should be met before a theoretical model is 

considered for causal analysis. Blalock (1969) suggested the following 

assumptions as untestable simplifying assumptions, some of which are 

more realistic than others. Causal relationships, temporal ordering, 

and direction of relationships should be made on theoretical grounds and 

stated prior to empirical analysis. These conditions were considered in 

the d~velopment of the theoretical framework of this study. 

Relationships among the variables and their direction were based on 

theory and previous research. The assumption of temporal ordering was 

satisfied on substantive grounds ann was indicated by the staging of the 

variables within the framework (Asher, 1983). Temporal ordering within 

the cross-sectional design of the study was approximated by the time 

frames referenced in the stems of questionnaire items. 

A final assumption in causal models is that all relevant variables 

are either specified or can be safely ignored (Blalock, 1969). This 

condition is usually the most problematic; such was the case in this 

study. It was assumed that the chosen independent variables were those 

that had the most predictive power, and that the effects of any 

unspecified variables would be negligible. 

Statistical analysis of the data was conducted using several 

techniques. The demographic characteristics of the sample were examined 

using descriptive statistics. Internal consistency reliability of the 

study instruments was assessed with Cronbach's alphA coefficient, as 

well as theta and omega coefficients. Reliability coefficients, Pearson 
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correlations, and factor analyses were used to provide support for the 

construct validity of the study instruments. EQS structural equations 

analysis was employed to answer the research questions (Bentler, 1989). 

Residuals were examined for violations of statistical assumptions 

underlying the linear regression model (Verran & Ferketich, 1984, 1987, 

1990) • 

The data collected on the first 25 subjects were used to assess 

preliminary reliability in the study instruments and to determine any 

problems with instrument presentation format and subject accrual. 

Changes made as a result of preliminary assessments are discussed in 

Chapter 4. These assessments were performed with the first 25 subjects 

instead of conducting a separate pilot study. The literature on accrual 

and attrition when studying patients with advanced cancer points out the 

difficulties in accessing this population (Aaronson et al., 1987; 

McCorkle, Packard & Landenburger, 1984; Weisman & Worden, 1986). The 

researcher did not wish to exhaust an already limited population of 

available advanced cancer patients by conducting a pilot study. 

Limitations of the study 

The limitations of this study are related to research design, 

sampling, an: meaeurement. The cross-sectional one group non

experimental design of this study contains serious threats to internal 

validity due to lack of control of history, maturation, selection, and 

mortality and to external validity due to lack of control in selection 

of subjects (Campbell & Stanley, 1963; Cook & Campbell, 1979). 

Cook and Campbell (1979) supported the use of causal modeling 

techniques as tools for theoretical clarification in non-experimental 

studies such as this one. However, the use of causal modeling 
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techniques presumes that all the critical variables are included in the 

model. This was not known with absolute certainty ahead of time, but 

was tested through statistical analyses of the study data. Precision in 

measurement of variables is also necessary. An attempt was made to 

chooso instruments with known reliability and validity, but all 

instruments were assessed further using study data. 

Another weakness was related to the one-time administration of the 

instruments. Emotional well-being of study participants may have been 

temporarily decreased by illness distress before being restored, perhaps 

to a higher level than previously experienced, through the activation of 

psychological resource variables and self-transcendence. The stems of 

the items in the measuring instruments were adjusted in an attempt to 

approximate a longitudinal research design. For example, the stems for 

the items that measured cognitive and affective well-being stated that 

the subject's response was to reflect "today" or "the last few days". 

The stems on the items of instruments that reflected an earlier time 

frame stated, "In the past month ••• " or "In the past few weeks ••• ". 

A final limitation of the study was related to external validity. 

The Ude of a convenience sample may have led to differential subject 

participation. This may limit the generalizabi1ity of the findings to 

those women with advanced breast cancer who are physically and 

emotionally well enough to be interviewed. 

summary 

This chapter presented the research design, the approach to 

subject accrual, protection of subjects, variable measurement, and data 

collection and analysis. The chapter concluded with discussion of the 

limitations of the study. 
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CHAPTER 4. RESULTS OF DATA ANALYSES 

OVerview 

The purpose of this study was to examine if the relationship 

between illness distress and self-transcendence in women with advanced 

breast cancer was mediated by personal control, social support, and 

spirituality, and to examine the subsequent relationshi~ between self-

transcendence and affective and cognitive well-being. The results of 

the data analyses are presented in this chapter. Characteristics of the 

sample are described first, followed by a description of the 

psychometric properties of the study instruments. Data analyses 

pertaining to the research questions are then presented. 

Characteristics of the sample 

Referral Sources 

The 107 subjects were referred from a variety of sources. The 

largest number (n=39) were patients in a private oncology practice. 

Fourteen subjects were participants in a breast cancer support group; 13 

subjects were referred from a cancer center hematology-oncology clinic; 

six from a private radiation oncology practice; five from a university 

radiation oncology clinic; four each from a community hospital 

chemotherapy clinic and a cancer center breast surgery clinic; and two 

each from a university hospital and two community hospitals. The 

remainder of the subjects (n=16) were referred by colleagues and by 

subjects who had previously completed the questionnaire. 

Demographic Characteristics 

The mean age of the subjects was 61 years (s.d.=13.5) with a range 

of 29 to 86 years and a median of 66 years (Table 4). Ninety-two women 

I -, 
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(91%) in the sample described themselves as Caucasian; eight (8%) as 

Hispanic; one as Black. The range in years of education was no formal 

education to 22 years with a mean of 14 years (s.d.=3.1) (Table 5). 

Occupations, or former occupations, of the subjects were categorized 

according to the system organized by Hollingshead (1975) (Table 6). The 

averago yearly household income of the subjects was between $20,000 and 

$29,000 (Table 7). 

Table 4 
Demographic Data: Age of Subjects 

Age in Years n 

29-30 1 
31-40 10 
41-50 14 
51-60 17 
61-70 31 
71-80 27 
81-86 3 

Total 107 

Table 5 
Demographic Data: Education of Subjects 

Years of Education n 

0-6 3 
7-12 33 

13-16 52 
17-22 19 

Total 107 

1 
10 
14 
19 
29 
25 

2 

100% 

3 
31 
48 
18 

100% 



Table 6 
Demographic Data: occupation of Subjects 

occupation or 
Former occupationa 

Unskilled workers 
Semiskilled workers 
Small business owner, skilled manual worker 
Clerical and sales workers, homemakers 
Semiprofessionals, technicians 
Minor professionals, managers 
Administrators, lesser professionals 
Higher executives, major professionals 
Missing data 

Total 

·categories based on Hollingshead (1975) 

Table 7 
Demographic Data: Level of Income of Subjects 

Yearly Household Income 

Less than $10,000 
$10,000 - $19,999 
$20,000 - $29,000 
$30,000 - $39,000 
$40,000 - $49,000 
$50,000 - $59,000 
OVer $60,000 
Missing data 

Total 

n 

16 
21 
14 
17 

9 
9 

11 
10 

107 

n 

2 
2 
6 

38 
20 
15 
20 

3 
1 

107 

15 
21 
13 
16 

8 
8 

10 
9 

100% 

2 
2 
6 

35 
18 
14 
19 

3 
1 

100% 

94 
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The majority of the sample (n=66, 61%) was married; 20 (19%) were 

widowed, 15 (14%) were divorced, and six (6%) identified themselves as 

never married (Table 8). Length of time since a spouse's death ranged 

from two to 28 years. Length of time since divorce ranged from four to 

25 years. A majority of the sample (n=79, 74%) lived with a spouse or 

partner and/or other family members (Table 9). Twenty-three (22%) women 

lived alone. Of the remaining subjects (4%), four lived with friends 

and one resided in a religious community. 

Table 8 
Demographic Data: Marital status of Subjects 

Marital Status n 

Never married 6 
Married 66 
Divorced 15 
Widowed 20 

Total 107 

Table 9 

% 

6 
61 
14 
19 

100% 

Demographic Data: Living Arrangements of Subjects 

Living Arrangement n 

Alone 23 22 
With spouse/partner 56 52 
With family 23 22 
Other 5 5 

Total 107 100% 
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Disease Characteristics 

Advanced breast cancer was defined as breast cancer initially 

diagnosed as stage IIIb and Stage IV, or recurrent breast cancer. In 

this sample, the mean length of time since initial diagnosis of breast 

cancer was 6.6 years (s.d.=6.6) with a range of less than one year to 39 

years (Table 10). Longer length of time since initial diagnosis was 

associated with increased number of recurrences of disease (r=.32, 

~=.OOO), but was not significantly related (~=.05) to any of the 10 

manifest variables in the study. 

The sample of 107 women with advanced breast cancer included 89 

with recurrent disease (83%), 11 initially diagnosed with breast cancer 

and metastatic disease (10%), and seven with stage IIIb disease (7%) 

(Table 11). The small number of women with Stage IIIb disease, all but 

one of whom had been recently diagnosed, probably reflected the fact 

that this is both a rare and highly fatal type of breast cancer in 

women. 

Of the 89 women who had experienced at least one recurrence of 

breast cancer (83% of the total sample), 34 (31%) had two recurrences; 

14 (13%), three recurrences; and five (4%), four recurrences (Table 12). 

Increased number of recurrences was associated with decreased physical, 

social, and role functioning as measured by the RKPS (r=.19, ~=.02). 

The number of recurrences was not associated with any other study 

variables. Sites of metastatic disease are shown in Table 13. 
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Demographic Data: Length of Time Since Initial Cancer Diagnosis 

Length of Time in Years n 

< 1 year 10 
1 to 2 years 15 
2 to 3 years 10 
3 to 4 years 17 
4 to 5 years 5 
5 to 10 years 24 

10 to 15 years 15 
15 to 20 years 5 
20 to 25 years 3 
25 to 39 years 3 

Total 107 

Table 11 
Demographic Data: Stage of Breast Cancer in Sample 

Stage of Disease n 

Table 12 

Stage IV (recurrence) 89 
Stage IV (initial diagnosis) 11 
Stage IIIb 7 

Total 107 

Demographic Data: Number of Recurrences of Disease 

Number of Recurrences n 

0 18 
1 55 
2 20 
3 ~ 

4 5 

Total 107 

17 
52 
19 

8 
5 

100% 

% 

9 
14 
10 
16 

4 
23 
14 

4 
3 
3 

100% 

% 

83 
10 

7 

100% 
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Table 13 
Demographic Data: Sites of Metastatic Disease in Subjects (n=lOO) 

Initial Diagnosis or First Recurrence 

Bone 
Opposite breast 
Soft tissue (shoulder, neck, 

previous incision) 
Lung 
Liver 
Skin 
Chest wall extension 
Uterus 

Second Recurrence (n=34) 

Bone 
Soft tissue (same breast, shoulder, 

neck) 
Skin 
Opposite breast 
Chest wall extension 
Lung 
Liver 

Third Recurrence (n=14) 

Bone 
Lung 
Soft tissue 
Opposite breast 
Liver 
Chest wall extension 

Fourth Recurrence (n=6) 

Bone 
Opposite breast 

n 

42 
24 

10 
10 

6 
5 
3 
1 

100 

n 

15 

8 
4 
3 
2 
1 
1 

34 

n 

6 
3 
2 
1 
1 
1 

14 

n 

5 
1 

6 

% 

42 
24 

10 
10 

6 
5 
3 
1 

100% 

% 

42 

24 
12 

9 
6 
3 
3 

100% 

% 

42 
21 
14 

7 
7 
7 

100% 

% 

83 
17 

100% 

98 



The length of time since the most recent recurrence in women 

presenting initially with Stage I, Stage II, or Stage IIIb disease is 

shown in Table 14. The length of time since diagnosis in women 

presenting initially with Stage IIIb and Stage IV disease is shown in 

Table 15. 

Table 14 
Demographic Data: Length of Time Since Most Recent Recurrence 

Table 15 

In Women with stage IV Breast Cancer (n=89) 

Years % n 

< 0.5 
.5 to 1 
1 to 2 
2 to 3 
3 to 4 
4 to 5 

5 to 10 
> 10 

Total 

year 
year 
years 
years 
years 
years 
years 
years 

25 
27 
17 

7 
6 
1 
4 
2 

89 

28 
30 
19 

8 
7 
1 
5 
2 

100% 

Demographic Data: Length of Time Since Diagnosis in Women 
Initially Diagnosed With Stage IIIb or Stage IV Breast Cancer (n=18) 

Years n % 

< 0.5 year 5 26 
.5 to 1 year 5 28 
1 to 2 years 5 28 
2 to 3 years 0 0 
3 to 4 years 2 11 
4 to 5 years 0 0 

5 to 10 years 1 5 
> 10 years 0 0 

Total 18 100% 

99 
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The mean length of time since the most recent recurrence in 

subjects with Stage IV disease (n=89) was 1.9 years (s.d.= 4.4 years); 

since diagnosis of stage IIIb disease (n=7), 1.8 years (s.d.= 3.16 

years); and since diagnosis in subjects presenting initially with Stage 

IV disease (n=18), 1.4 years (s.d.= 1.1 years). These data were 

combined to present the length of time since most recent threat from 

breast cancer for the entire sample (Table 16). Unlike the length of 

time since initial diagnosis, longer length of time since most recent 

th~eat from breast cancer was associated with better physical, social, 

and role functioning as measured by the Reversed Karnofsky Performance 

Scale (RKPS) (r=-.22, ~=.01), but also with lesa positive affect as 

measured by the Affect Balance Scale (ABS) (r=-.15, ~=.05) and less 

satisfaction with life as measured by the cognitive Well-Being scale 

(CWB) (r=-. 17, ~=. 03 ) • 

Table 16 
Demographic Data: Length of Time Since Most Recent Threat From 
Breast Cancer 

Years n 

< 0.5 year 30 28 
.5 to 1 year 32 30 
1 to 2 years 22 20 
2 to 3 years 7 7 
3 to 4 years 8 8 
4 to 5 years 1 1 

5 to 10 years 5 4 
> 10 years 2 2 

Total 107 100\ 
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More than half of the ea~ple identified personal medical problems 

other than breast cancer (Table 17). The most common problems were 

arthritis and cardiovascular (myocardial infarction, hypertension, 

varicose veins), followed by diabetes and pulmonary problems such as 

asthma. Two women were epileptics, three had cataracts or gl~ucoma, and 

several listed allergies, and osteoporosis as additional medical 

problems. 

Table 17 
Demographic Data: Medical Problems Other Than Cancer in the Subjects 

Medical Condition n 

None 45 42 
Arthritis 18 17 
Cardio-Vascular 19 18 
Diabetes 7 7 
Pulmonary 5 5 
Other (Osteoporosis, epilepsy, 13 11 

allergies, eye problems, etc. ) 
Total 107 100% 

Almost all the women (n=103, 96%) had experienced surgery 

(lumpectomy or mastectomy) as their initial treatment for breast cancer 

(Table 18). A majority also had received chemotherapy (n=76, 71%) and 

radiation therapy (n=75, 70%). More than half the sample had received 

hormonal therapy (n=63, 59%) and a few had received hyperthermia (n=8, 

7%). One woman was waiting for a bone marrow transplant at the time of 

her interview. 

At the time they participated in the study, 20 (18%) of the women 

were not receiving any therapy for breast cancer (Table 19). 



Table 18 
Demographic Data: Past and Current Treatments for Breast Cancer 

Treatment n 

Surgery 103 
No surgery 4 

107 

Chemotherapy 76 
No chemotherapy 31 

107 

Hormonal therapy 63 
No hormonal therapy 43 

107 

Radiation therapy 75 
No radiation therapy 32 

107 

Hyperthermia 8 
No hyperthermia 99 

107 

Table 19 
Demographic Data: Current Treatment for Cancer 

Current Treatment n 

None 20 
Chemotherapy 44 
Hormonal therapy 34 
Radiation 8 
Hyperthermia 1 

Total 107 

% 

96 
4 

100% 

71 
29 

100% 

59 
41 

100% 

70 
30 

100% 

7 
93 

100% 

18 
42 
31 

8 
1 

100% 

102 
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Forty-four women (42%) were receiving chemotherapy; 34 (31%), hormonal 

therapy; eight (8%), radiation therapy; and one (1%), hyperthermia. 

In summary, the average subject in the sample was Caucasian, 61 

years of age, had completed two years of college, was living with a 

spouse, and had a yearly income of $20,000 to $29,000. The average 

subject had been initially diagnosed within the past four years and had 

a recurrence of breast cancer in a bone within the past year. The 

average subject had no other medical problems expect perhaps mild 

arthritis or hypertension, and was currently being treated for cancer 

with chemotherapy or hormonal therapy. 

Cancer prognosis 

Embedded within the demographic questions were two additional 

questions designed to tap the subjects' knowledge of the seriousness of 

their disease. The first question asked the reason for current 

treatment (Table 20). About half of the subjects who were receiving 

chemotherapy reported that their treatment was to kill cancer cells 

(n=27). Although only 34 were actually receiving hormone therapy that 

inhibits cell growth, 39 subjects responded that the purpose of their 

therapy was to retard the growth of cancer cells Many subjects 

indicated that they did not know the purpose of their current treatment 

(n=27) and 13 did not answer because they were not currently receiving 

treatment. Seven respondents not receiving treatment answered about 

treatment they had recently completed. 

Only one subject believed that her treatment was to make her more 

comfortable, not to cure or control her disease. About half the 

subjects, despite poor prognoses, were being aggressively treated with 



Tuble 20 
Demographic Data: Subjects' Knowledge of the 

Purpose of Their Current Treatment 

Purpose of Treatment n 

Kill cancer cells 27 
Inhibit cell growth 39 
Comfort only 1 
Don't know 27 
No answer 13 

Total 107 

, 

25 
37 

1 
25 
12 

100% 
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chemotherapy. Although the question tapped subjects' knowledge (or lack 

of knowledge) of their type of treatment, it did not reveal what they 

thought about their prognosis. 

Subjects also were asked directly what they thought was their 

cancer prognosis (Table 21). The majority (n=58, 54%) answered that it 

was good, but many added verbally that they had to believe it was good 

or they would not continue to undergo treatment. Twenty-seven subjects 

(25%) answered that they did not know their prognosis. Several said 

they didn't know their prognosis because their physician had not told 

them. 

It had been anticipated that one or both of the above questions 

would be a means to compare subjects' perceptions of the seriousness of 

their disease with other study variables. However, neither question 

appeared to tap the concept well enough to permit comparison with other 

variables. 
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Table 21 
Demographic Data: Subjects' View of Their Cancer prognosis 

Prognosis n % 

Good 58 54 
Limited 28 26 
Poor 10 9 
Don't know 11 10 

Total 107 100% 

Psychometric Properties of the study Instruments 

The importance of reliable and valid measurement of variables has 

led to the development of systematic approaches for evaluation of 

measuring instruments. Reliable and valid measurement is particularly 

important when causal modeling approaches are used because confirmatory 

analysis should be based on a firm psychometric and statistical base 

(James, Mulaik, & Brett, 1985). Although the factor analytic structural 

equation approach in causal modeling provides means to deal with 

measurement error, it remains important to m~asure the manifest 

variables with as little error as possible. 

Reliability Assessment 

The reliability of an inatrument is defined as the ratio of true 

score variance to observed score variance in scores obtained using that 

instrument (Kerlinger, 1986). Of the four methods used to evaluate 

instrument reliability (test-retest, alternate-form, split-halves, and 

internal consistency), internal consistency methods are preferred 



because they require only one time administration and do not require 

splitting of items (Carmines & Zeller, 1979). 
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Cronbach's alpha was the primary method of internal consistency 

used to estimate the reliability of the scales in this study. Alpha is 

equal to reliability in a scale when the scale items are parallel. In 

most measuring instruments, scale items are not perfectly parallel; thus 

alpha is considered to provide a conservative estimate of reliability 

(Armor, 1979; Carmines & Zeller, 1979). Table 3 (page 77) presented the 

reliabilities for the scales as reported from previous studies. Table 

22 (page 108) presents the internal consistency reliability coefficients 

calculated on the present sample. Internal consistency reliability 

could not be evaluated for the one item Karnofsky Performance Scale and 

was an inappropriate means to evaluate the Concurrent Life Events 

measure. Those two scales were not evaluated for reliability in this 

sample. 

All of the study instruments evaluated met the .70 lower bound 

criteria set for internal consistency reliability in early stages of 

research (Nunnally, 1978). However, in causal modeling approaches to 

data analyses, variables should be measured with higher reliability to 

prevent serious distortion in parameter estimates (Asher, 1983; James, 

Mulaik & Brett, 1982). Therefore, the three instruments with alpha 

coefficients less than .80 (the Modified Self-Control Schedule, the 

Self-Transcendence Scale, and the Affect Balance Scale) were further 

evaluated. 

Item analysis of those three scales revealed that one item in each 

scale had an item-total correlation of less than .13. Subsequent 
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reliability analyses with those items deleted did not improve the alpha 

coefficients enough to warrant the omission of those items from further 

analysis. 

Internal consistency coefficients determined through factor 

analyses are not as restrictive as coefficient alpha that requires the 

presence of parallel items in a scale to optimally estimate reliability. 

Theta coefficients (based on principal components analysis) and omega 

coefficients (based on common factor analysis) were calculated for the 

Modified Self-Control Schedule (MSCS), the Self-Transcendence Scale 

(STS), and the Affect Balance Scale (ABS) (Table 22). 

Alpha, theta, and omega coefficients should be the same if scale 

items are parallel (Armor, 1979; Carmines & Zeller, 1979; Zeller & 

Carmines, 1980). Theta and omega coefficients being slightly higher 

than alpha for the MSCS and the STS may indicate that items in those 

scales measure a single concept unequally, or more than one concept 

equally or unequally. The theta and omega coefficients may be more 

accurate estimates of internal consistency reliability for those two 

scales. 

The reason for lack of difference between the coefficients in the 

ABS is not clear. The ABS obviously measures two concepts. One 

subscale of five items assesses positive affect; the other subscale, 

negative affect. Yet the theta and omega coefficients in this sample 

were almost the same as alpha. As in the analysis for coefficient 

alpha, theta and omega coefficients did not increase when Item 10, which 

had an item-total correlation of .01, was deleted. 

I 
--j 
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Table 22 
Instrument PS:l/:chometric ProQerties: Internal Consistenc:l/: Coefficients 

Number 
Scale of Items Alpha Theta Omega 

symptom Distress Scale (SDS) 10 .86 

Concurrent Life Events (CLE) 3 

Karnofsky Performance Scale 
(RKPS) 1 

Financial Concerns (FC) 5 .81 

Self-Control Schedule (MSCS) 14 .75 .78 .79 

Spiritual Perspective (SPS) 10 .93 

Personal Resources 
Questionnaire (PRQ) 25 .92 

Self-Transcendence Scale (STS) 15 .77 .79 .80 

Affect Balance Scale (ABS) 10 .75 .76 .76 

Cognitive Well-Being (CWB) 2 .92 

validit:l/: Assessment 

Instrument validity is a simple concept; it refers to the extent 

to which an instrument measures what it was designed to measure. The 

determination of the validity of a measure, however, is elusive 

(Carmines & Zeller, 1979; Kerlinger, 1986; Spector, 1981). Validity is 

not established by a single method or in a single study; it involves a 

pattern of consistent findings over time (Phillips, 1986). The content 

and construct validity of the 10 study instruments, as determined in 

previous studies, was discussed in Chapter 3. The validity of those 

instruments in this study for use with women with advanced breast cancer 



was evaluated further for content validity by the investigator during 

questionnaire administration, and for construct validity with factor 

analyses and by examining correlations with certain other study 

variables. 
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Kerlinger (1986) described factor analysis as "a powerful and 

indispensable method of construct validation" (p.427). Principal axis 

factor analysis with squared multiple correlations on the main diagonal 

was used to evaluate construct validity for the instruments in this 

study. When more than one factor was expected, varimax rotation was 

used to more easily interpret the composition of the scale. Several 

criteria were used to evaluate extracted factors. Two of these criteria 

were the number of eigenvalues greater than 1.0 and the proportion of 

the total variance explained by the last factor retained (Kim & Mueller, 

1978). Carmines and Zeller (1979) suggested that the proportion of 

variance explained by the first factor be greater than 40%. A third 

criterion was the point that, in a graph of eigenvalues, the eigenvalues 

leveled off to form an almost horizontal slope (scree test) (Cattell, 

1965). Wh~n evaluating factor loadings, significant items were those 

that loaded above .30 with at least .20 between the highest loading and 

loadings on other factors (Carmines & Zeller, 1979). The content and 

construct validity assessments for each instrument are discussed 

separately below. 

Symptom Distress Scale (SOS) The SOS 10 item scale (Appendix C, Q-1) 

was developed through identification of concerns of cancer patients 

receiving chemotherapy and radiation treatment (McCorkle & Young, 1978). 

The majority of the subjects in the current study were receiving, or had 
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recently completed, treatment for cancer. The individual items in the 

instrument were found to address symptoms appropriate to the experience 

of the women in the current study. However, one symptom of women with 

breast cancer receiving chemotherapy was not included in the instrument. 

Alopecia (hair loss) often occurs in women receiving cyclophosphamide 

and/or doxorubicin. The investigator noted this omission during 

administration of the study questionnaire when several subjects, as they 

completed the Concurrent Life Events (CLE) instrument that immediately 

followed the SDS in the questionnaire, listed hair loss as a distress 

promoting event. 

A review of the literature on the development of the SDS 

(McCorkle, 1987; McCorkle & Quint-Benoliel, 1983; McCorkle & Young, 

1978) did not reveal the types of cancer patients from which scale items 

were developed. Subsequent to the development of the 10 item SDS, the 

instrument was expanded to 13 items to better reflect the concerns (such 

as cough and dyspnea) of lung cancer patients. The current 

investigation indicated that an item should be added about alopecia in 

future studies when the instrument is used to measure symptom distress 

in breast cancer patients receiving chemotherapy. 

Internal consistency alpha coefficients have been used to assess 

unidimensionality or the existence of one latent trait underlying a set 

of data. Although Hattie (1985) presents the argument that alpha has 

limited usefulness as a definitive index of unidimensionality, the high 

alpha coefficient obtained for the SDS in this study (.92) provides some 

assurance that this scale measures one concept. Factor analysis of the 

SDS indicated one factor (eigenvalue of 4.55) that explained 45.5' of 



111 

the interitem variance. Factor loadings of the 10 items ranged from .58 

to .77. Both the high coefficient alpha and the factor analysis 

provided strong support for the 50S measuring one phenomenon. 

Construct validity may be assessed by examining correlations 

between instruments measuring similar or differing concepts (Phillips, 

1986). Increased symptom distress is likely to be associated with 

functional disability and with negative affect. Examination of 

correlations between the 50S and the RKPS (r=.38, B=.OOO), and the SOS 

and the negative affect subscale (NAS) of the ASS (r=.33, B=.OOO) 

revealed those expected associations in this sample of women with 

advanced breast cancer. 

Concurrent Life Events (CLE) 

The CLE (Appendix C, Q-2) is a listing of distressful losses or 

changes since diagnosis of stage IIIb or Stage IV disease and the amount 

of distress experienced from those events. This approach was used 

instead of a more lengthy check list that would take longer to complete. 

However, a listing of possible distressful events was needed for most 

subjects to comprehend the intent of the instrument. The investigator 

frequently needed to explain that, in reference to distressful losses or 

changes, she was thinking of "events such as a friend moving away, a 

child leaving home, the breakup of a relationship, or death of a 

significant other person or pet". After several women mentioned hair 

loss as a distressful event, the investigator also referred to that when 

interviewing women who had experienced hair loss. Table 23 presents the 

events listed as diAtressful by the subjects. 



Table 23 
Distressful Events as Measured by the Concurrent Life Events Scale 

Event 

No event 
Death of significant other person or pet 
Loss of sense of being healthy 
Illness in another family member 
Economic losses due to unemployment 
Hair loss from chemotherapy 
Relationship difficulties 
Estrangement from family and friends 

Total 

# of 
events 

22 
29 
25 
13 
12 
1l 

9 
6 

127 

17 
23 
20 
10 

9 
9 
7 
5 

100% 

The scale did appear to tap distressful losses and changes in 
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those women who had expariencsd them. Twenty-two women (17%) listed no 

distressful life experiences beyond those associated with their breast 

cancer. The greatest number of women (n=29, 23%) listed the death of a 

significant other person or pet as a distressful event. These women 

were most frequently referring to the death of a parent or grandparent. 

The loss of the sense of being healthy (n=25, 20%) was made in reference 

to breast ~a~~e~, zids effo~~D of treatment, and other concurrent 

illness. Relationship problems (n=9, 7%) mentioned were infidelity of 

spouse, divorce (their own and that of their children), and loss of boy 

friends. 

The range of scores on the scale was 0-21 with a mean score of 9.4 

(s.d.=7.14). The scale mean seems high considering that 17\ of the 

subjects received a score of zero on the scale. The high mean may 

reflect the fact that subjects did not list an event as distressing 
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unless it was connected with a large amount of distress. High scores on 

the CLE were associated with younger age (r=.-.23, ~=.Ol); symptom 

distress (r=.19, ~=.02); financial concerns (r=.21, ~=.009); and the 

subjects' view of themselves having a poor or limited cancer prognosis 

(r=.-18, ~=.03). 

Internal consistency reliability analysis and factor analysis were 

inappropriate for this Bca1e. The scale did appear to validly measure 

the concept of interest. However, presence of the investigator was 

needed to explain what was wanted in terms of events associated with 

distress and loss. Validity would have been enhanced for subjects 

completing the instrument alone if the instructions had referred to a 

few examples of events likely to cause distress in the subjects being 

studied. 

Karnofsky Performance Scale (RKPS) 

The KPS has a long history of use in cancer patients. The 

instrument is widely accepted and used in clinical decision making. 

There has been no reported use for cancer patients directly rating 

themselves on the instrument except for Coward (in press) and D. Wilke 

(personal communication). Wilke, a cancer nurse researcher, reported 

problems when using the original KPS with subjects rating themselves on 

"work" activities if they were not employed. The five subjects in 

Coward's study (in press) did not have difficulty rating thpmselves 

using the original scale, but several subjects in the current study 

needed clarification that "work" referred to housekeeping and school, as 

well as employment work activities. This study used a revised version 

of the KPS (Grieco & Long, 1984) (Appendix C, Q-3) that was modified to 
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refer directly to subjects. The instructions for self-rating were 

clarified further after several subjects had difficulty following the 

mechanics of rating themselves. Clarification of the instructions 

resulted in fewer difficulties, but one subject's response was not able 

to be evaluated. (This was a mailed questionnaire for which there had 

been no telephone follow-up.) 

The positive correlation between the RKPS and the SDS (r=.38, 

B=.OOO) indicated the expected relationship between decreased physical, 

role, and social functioning and symptom distress from cancer and cancer 

treatment. There was also decreased functioning associated with 

increased number of recurrences of breast cancer (r=.19, B=.03). 

Financial Concerns Scale (FC) 

Content validity in this new scale (Appendix C, Q-4) was supported 

by the manner in which it was developed by the investigator from the 

work of Weisman and Worden (1976-77) and Frank-Stromborg and Wright 

(1984), and from discussions with members of a breast cancer support 

group. The first four subjects were presented with a scale containing 

four items. These subjects were asked if they had additional concerns 

not covered by the items. All of them mentioned the hassle of keeping 

track of insurance reimbursement for medical bills. The next six 

subjects were asked directly how much distress was caused by keeping 

track of medical bills. When all but two of the subjects believed this 

to be a problem, the question was included as a fifth item in the 

instrument for the rest of the study sample. 

Item frequencies and reliability analysis after the instrument was 

administered to the first 30 subjects indicated responses over the full 



possible range (1-7) with item means from 2.3-4.0. The alpha 

coefficient was .79. 

The alpha coefficient of .80 for the total sample (n=97) was an 

indication that one factor was underlying the data. Factor analysis 
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further supported the construct validity of the new scale. The first 

factor had an eigenvalue of 2.99 and explained 52.1% of the variance. 

Factor loadings ranged from .39 -.89. Correlations with other study 

variables indicated less financial concern with longer time since most 

recent recurrence (r=-.18, E=04), and more financial concern with lower 

income (r=-.31, E=.OOl), greater symptom distress (r=.47, E=.OOO), and 

with poorer physical, role, and social functioning (r=.33, E=.OOO). 

Modified Self-Control Schedule (MSCS) 

This scale (Appendix C, Q-5) was shortened by the investigator to 

14 items from the original 36 item instrument developed by Rosenbaum 

(1980). Initial reliability and construct validity was supported in a 

convenience sample of 80 women (Coward, 1989, Feb.). Reliability and 

item analyses on data from the first 31 subjects in the current study 

indicated the scale continued to demonstrate acceptable psychometric 

properties. 

The current study further evaluated the construct validity of the 

modified scale. Comparison of internal consistency coefficients (Table 

22) revealed that theta and omega coefficients were slightly higher than 

alpha. This indicated that the items may measure a single concept 

unequally or measure more than one concept equally or unequally (Armor, 

1979). Exploratory common factor analysis revealed four eigenvalues 

over 1.0 that accounted for 57.8% of the variance. This finding agrsGd 
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with Rosenbaum's conceptualization of four content areas underlying the 

instrument items. However, inspection of the factor loadings before and 

after varimax rotation did not reveal that items from each content area 

loaded on the same factor. Also, seven of the 14 items were 

uninterpretabla due to similar size loadings on more than one factor. 

Further factor analysis, specifying one factor, resulted in that 

factor explaining 26% of the variance (eigenvalue = 3.64). Twelve of the 

14 items had factor loadings above .30. In summary, the data from this 

study indicated that the SCS lacked a clear factor structure. This 

result was in agreement with Redden, Tucker, and Young (1983) who, after 

assessment of 306 factor analyses of the original 36 item SCS in a 

population of 1000 undergraduate students, determined that, although a 

six factor structure best explained the data, the scale lacked a clear, 

strong factor structure. 

Bivariate correlations with other study variables revealed the 

expected positive correlations. Perceived personal control was 

associated with positive. affect (r=.34, E=.OOO), spiritual perspective 

(r=.22, E=.Ol), social support as measured by the PRQ (r=.42, E=.OOO), 

and self-transcendence (r~.35, E=.OOO). 

SEiritual Perspective Scale (SPS) 

Although the directions for this instrument (Appendix C, Q-6) and 

the items themselves are careful to not link spirituality directly with 

religious affiliation, many Bubjects did aCBociate the items with their 

connections with church and a higher being. The wording of items (i.e., 

references to prayer, public worship, and God) seemed to reinforce that 

belief. Several subjects who did not believe in a "higher powe~" had 
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difficulty answering the items. These subjects were referred back to 

the introduction of the instrument that defined spirituaU.ty as 

awareness of an energy within and beyond oneself that gave one a sense 

of connection to others, and to nature; not necessarily to a higher 

being. 

The unidimensionality of the SPS was supported by the alpha 

coefficient of .93. Factor analysis specifying one factor resulted in 

an eigenvalue of 5.87 that accounted for 58.7% of the variance. Factor 

loadings ranged from .66 to .91. Factor analysis using default criteria 

for the number of factors and varimax rotation resulted in two factors 

(eigenvalues of 6.25 and 1.05) that explained 73% of the variance. The 

first four scale items loaded on one factor and the last six items 

loaded on a second factor. This may have been caused by a method 

artifact (Zeller & Carmines, 1980). The response categories for the 

first four items refer to time ("not at all" to "about once a day"); for 

the last six items, to attitude ("strongly agree" to "strongly 

disagree"). Subject response patterns differed for the two kinds of 

items as was evidenced in the two factors extracted in this second 

analysis. 

Subjects were not asked to identify their religious background. 

Therefore, it was not possible to determine if persons who scored higher 

on the SPS were those with a religious background as was reported in 

other studies (Reed, 1986a, 1987) in support of scale construct 

validity. Reed (1986a; 1987) found no correlation between the 

SPS and the age of her SUbjects. In the current study, older subjects 

had lower scores on the SPS (r=-.21, ~=.02). Spiritual perspective 
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also was negatively associated with education (r=-.20, B=.02) and income 

(r=-.17, B=.04). There were the expected positive associations with 

personal control (r=.22, B=.Ol), social support (r=.36, B=.OOO), and 

self-transcendence (r=.34, B=.OOO). 

Personal Resources Questionnaire (PRO) 

Subjects had some difficulty completing the PRQ (Appendix C, Q-

7). Two of five reverse items in the original instrument had been 

reworded for the current study because previous experience of the 

investigator indicated that cancer patient subjects felt "tricked" by 

reverse worded items. Three items were left as they were because 

altering the format changed the meaning of that item. In administering 

the instrument, the investigator noted that subjects were confused by 

those three items and took longer to answer them. Some subjects changed 

their answers after realizing they had answered incorrectly. Qther 

subjects also may have answered incorrectly, but did not notice later 

that the pattern was changed and therefore did not change their answers. 

The authors of the original PRQ (Brandt & Weinert, 19B1) reported 

five subscales with intercorrelations among four of the subscales that 

were moderately high (.58 -.62) suggesting overlap of sub scale content. 

Factor analyses of a revised version of the PRQ (Weinert, 1987) failed 

to substantiate the five hypothesized factors. A three factor solution 

that explained 44.4% of the variance was the most satisfactory. 

Factor analyses provided some support for a three factor structure 

underlying the scale. Factor analysis, using default criteria, revealed 

three eigenvalues over 1.0 that explained 47\ of the variance. However, 

inspection of factor loadings found 10 uninterpretable items, with the 
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remaining items loading in groups of two or three over six factors. 

Factor analysis, specifying three factors, found three eigenvalues over 

1.0 that explained 46% of the variance. In that analysis, 11 items 

loaded on the first factor, seven on the second, two on the third, and 

six item loadings were uninterpretable. The alpha coefficient for the 

PRQ in the present study was high (.92), indicating parallel items 

measured with little error. 

Bivariate correlations with other study variables were in the 

expected direction. The PRQ was negatively associated with negative 

affect (r=-.24, E=.006), and positively associated with positive affect 

(r=.46, E=.OOO), personal control (r=.42, ~=.OOO), spiritual perspective 

(r=.36, E=.OOO), and self-transcendence (r=.51, p=.OOO). 

Self-Transcendence Scale (STS) 

The 15 item STS (Appendix C, Q-8) was originally part of a 36 item 

scale, Developmental Resources in Later Adulthood (DRLA) (Reed, 1986b, 

1989a). As a subscale of the DRLA and with an eight-point Likert 

response format, it demonstrated alpha coefficients above .90 and an 

average factor loading of .62. In two recent studies of older adults, 

the 15 item STS, presented in a four response point format, demonstrated 

alpha coefficients of .77 (Britt, 1989) and .80 (Reed, 1989b). 

In the present study, the alpha coefficient was .77; omega, an 

acceptable .80. Item 15 (a reverse worded item) was the poorest item in 

terms of inter-item correlations with only one correlation above .20. 

However, analyses of the scale with that item deleted did little to 

improve internal consistency estimates. The total scale was negatively 

skowed, indicating that most subjects rated themselves high on the 
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items. This has been seen in other populations (P. Reed, personal 

communication). An additional response category at the high end of the 

scale might have increased the variablity in this scale. 

Common factor analysis using default criteria revealed five 

factors that explained 6S% of the variance. ~our items loaded on the 

first factor; three, on the second; two, on the third; and one each on 

the last two factors. Four items were not interpretable. Further 

analysis, specifying one factor, indicated that 12 items could be forced 

on one factor with an average factor loading of .43. As did the 

Modified Self-Control Schedule (MSCS) and the Personal Resources 

Questionnaire (PRQ), the STS failed to demonstrate a clear factor 

structure in this sample. 

Bivariate correlations with demographic variables were not 

significant. It had been expected that older age would be positively 

associated with the STS, but in this sample there was a non-significant 

negative correlation between age and the STS (r=-.08). Bivariate 

correlations with certain other study variables were as predicted. The 

STS was negatively associated with negative affect (r=-.SS, B=.OOO), 

positively associated with positive affect (r=.SS, B='OOO), and 

positively associated with cognitive well-being (r=.S3, B='OOO). 

Affect Balance Scale (ABS) 

This scale (Appendix C, Q-10) has a relatively long history of use 

(Bradburn, 1969). Its use has been controversial because researchers did 

not understand the consistent findings of statistical independence of 

positive and negative affect or the different correlations between the 

two types of affect and certain other variables (Warr, Barter & 
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Brownbridge, 1983). In addition, scale re1iabilities often were not 

reported, and when reported, were not high. For example, Warr, Barter, 

and Brownbridge (1983) obtained alpha coefficients of .66 and .64 for 

positive and negative affect. 

The alpha coefficient for the total scale in this current study 

was .75; theta and omega a slightly higher .76. Since the scale is 

clearly composed of two subscales, the theta and omega coefficients are 

the appropriate internal consistency coefficients to report. 

Alpha coefficients for the positive and negative affect subscales 

were .78 and .68, respectively. Item analysis revealed that one 

negative affect item, (Item 10 "During the last few days, have you felt 

upset because someone criticized you?"), had little variability 

(mean=1.4, s.d=.73) and low inter-item correlations (the highest was 

.16). However, computation of internal consistency coefficients with 

this item deleted did not improve scale reliability. The subjects' 

responses to this item (most of them responded with "not at all") may 

have been related to little contact in the past few days with other 

people (22% of the sample lived alone), good interpersonal 

relationships, high self-esteem that protected them from becoming upset 

by criticism, or denial. 

Construct validity was evaluated with factor analyses using 

default criteria for factor ext:action and also by specifying two 

factors for extraction. The results were identical in both analyses. 

Two factors were extracted that explained 50.6% of the variance and, 

with the exception of Item 10, factor loadings on the two factors 

reflected the appropriate subscale. Item 10 demonstrated an acceptable 
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loading of .37 on the NAS factor, but also had a factor loading of .28 

on the PAS factor. 

Construct validity of the ABS was supported in a previous study in 

early stage breast cancer by comparing scores on the two subscales with 

certain other variables (Funch & Mettlin, 1982). Funch and Mettlin 

(1982) found increased perceived social support associated with 

increased levels of positive affect and decreased levels of negative 

affect. These relationships were supported in women with advanced 

breast cancer in the current study. Higher perceived social support was 

related to higher levels of positive affect (r=.46, £=.000) and lower 

levels of negative affect (r=-.24, £=.006). Age of subjects, in the 

Funch and Mittlin study, was associated with less negative affect, but 

had no relationship to positive affect. Age, in this current study, was 

not related to either type of affect or to the total ASS. 

An anticipated strong relationship between the ABS and cognitive 

well-being (CWS) was supported by the correlation between the two 

variables (r=.63, £=.000). In addition, positive affect was positively 

associated with cognitive well-being (r=.49, £=.000) and negative affect 

was negatively associated with cognitive well-being (r=.-.47, £=.000). 

Cognitive Well-Being (CWB) 

This two item scale, with similar items located in separate places 

in the questionnaire, was designed to permit evaluation of reliability 

and validity (Appendix C, Q-9 and Q-ll). The obtained alpha coefficient 

(.92) and the correlation between the two items (.85) supported 

construct validity. validity was further supported by the relationship 

of the CWB to the ASS and the PAS and NAS subscales discussed above. 



Analysis of the Theoretical Model 

structural Equations Modeling 

Description of the Method 
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Structural equations modeling may be viewed as a combination of 

path analysis and factor analysis (Harlow, Newcomb, & Bentler, 1986). 

Path analysis is used to explain relationships among several measured 

independent variables and several measured dependent variables. The 

objective of path analysis is to find the most parsimonious explanation 

of relationships among the variables. Path an~lysis is limited to the 

extent that the measured variables contain error, and predictions 

between such measures may be unreliable. Having several indicators for 

each construct of interest may help to decrease error. This is 

accomplished in structural equations modeling by setting up a factor 

analytic structure in which each construct (i.e., factor or latent 

variable) has several indicators (measured or mani.fest variables). The 

degree to which each construct is assessed accurately by its respective 

indicators is evaluated through confirmatory factor analysis. 

Relationships among constructs are then assessed through structural 

equations modeling. 

Confirmatory factor analysis results in a "measurement" model that 

indicates how the measured variables load on the constructs and provides 

estimates of factor loadings and error variances for each measured 

variable. The structural equations modeling provides estimates for the 

covariances among the constructs. The statistical significance of the 

individual parameters in a model is tested by forming a z-ratio of each 

parameter estimate divided by its standard error (Bentler, 1989). z-



ratios greater than 1.96 are considered significant beyond the .05 

level. The global fit of the entire factor analytic and structural 

equations model is assessed by a chi-square test. A non-significant 

chi-square value indicates that the overall fit between a given model 

and the data are good. 
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When a structural equations model accurately reflects the 

constructs of interest, the model may be modified by deleting non

significant paths or adding omitted paths and model fit reestimated. If 

the chi-square remains non-significant, difference in fit between such 

subsets of models ("nested" models) is assessed by chi-square difference 

tests. If there is no significant difference between the fit of two 

models, the most parsimonious model is chosen as the final model. 

'Structural Equations Analysis 

The model proposed in Figure 2 was analyzed with Bentler's (1989) 

EQS structural equations computer program obtained from BMDP. Several 

estimation procedures are suitable for use with structural equation 

models. Maximum likelihood (ML) estimation, the most used procedure, is 

based on the assumption that the measured variables are multivariate 

normally distributed. To determine if maximum liklihood was the 

appropriate estimation procedure for the data in this study, descriptive 

statistics obtained from the SPSSX computer program for the 10 manifest 

variables were inspected (Table 24). 

Variables that are normally distributed should have zero skew and 

kurtosis. The univariate distributions for the SPS, PRQ, and the STS 

were negatively skewed. However, there is no agreement as to how much 

skew or kurtosis is too much (A.J. Figueredo, personal communication). 
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Table 24 
Summar~ Statistics for the Manifest Variables. 

Factor Variable n X s.d. Range Skew Kurtosis 

F1 ILLNESS DISTRESS 

V1 SDS 107 3.41 1.33 1.0-6.9 .38 .41 

V2 CLE 107 3.15 2.38 0-7.0 .15 -1.30 

V3 RKPS 106 25.47 16.61 0-65.0 .49 -.55 

V4 FC 107 2.93 1.64 1.0-7.0 .60 -.69 

F2 PSYCHOSOCIAL RESOURCES 

V5 MSCS 107 4.52 .67 2.5-6.0 .03 -.18 

V6 SPS 107 4.83 1.15 1.0-6.0 -1.37 1.34 

V7 PRQ 107 5.92 .77 2.6-6.9 -1.60 3.76 

V8 STS 107 3.35 .36 1.9-4.0 -1.03 2.23 

F3 EMOTIONAL WELL-BEING 

V9 ABS 107 4.65 5.30 -10.0-14.0 -.65 .06 

V10 CWB 107 4.77 1.42 1.0-7.0 -.66 .11 

Newcomb and Bentler (1986) successfully used ML estimation with 

variables having kurtoses of 5.0 and 2.54, and skew of -2.4. Also, 

there is literature support that ML estimation is robust under moderate 

violation of normality assumptions (Bentler, 1987, 1989; Huba & Harlow, 

1987). 

Violations of normality may affect the chi square statistics that 

are used as a global test of the factor and structural equations model. 

Additional fit indices that are not so affected by non-normality may be 
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used to assess the fit of the model. Three such indices, the normed fit 

index (NFI), the non-normed fit index (NNFI), and the comparative fit 

index (CFI), are provided by the EQS program and are reported with the 

model summaries in this study. 

The CFI has an additional advantage in that it avoids the 

underestimation of fit sometimes noted in the other indices in small 

samples (Bentler, 1989). (Small sample data may result erroneously in a 

non-significant chi-square that supports acceptance of model.) The 

values of the NFl, the NNFl, and the eFl range from 0 to 1.0; higher 

values indicating that most of the covariation in the data is accounted 

for by the model. 

Table 24 also indicates that the scaling of the RKPS (with a range 

of 0 to 100) causes a large difference in the variance of the RKPS 

compared to the variances of the other manifest variables. Differences 

in scale of the input variables may compromise the ability of the EQS 

program to efficiently and accurately optimize the problem solution 

(Bentler, 1989). The raw scores of the RKPS were multiplied by .1 when 

the EQS input covariance matrix was computed in order to make the 

variances of the input variables more similar to each other. (Linear 

transformations such as these do not affect parametric statistics.) 

Results of the Measurement and Structural Equations Analysis 

The manifest variables in Figure 2, the direct paths between 

factors, and indirect paths among factors were included in one analysis. 

The overall fit of this first combined measurement and structural 

equations model was not adequate. The chi-square statistic was less 

than the p.=.05 criterion (X2 = 43.927, ~.=.048). Figure 3 presents the 

-- --- ------------------
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factor loadings for the manifest variables and the path coefficients for 

the links &~ong the factors for this model (Modell). A summary of the 

model fit indices for Model 1 and the other models tested is presented 

in Table 25. 

The four manifest variables of symptom distress (505), concurrent 

life events (CLE), functional disability (RKP5), and financial concerns 

(FC) were chosen as indicators of Illness Distress (F1) based on the 

breast cancer literature and experience of the investigator with women 

with breast cancer. However, as they were functional categories, they 

were not correlated enough to be reflective of a common factor in this 

analysis. In addition, the factor loading of the CLE was not 

significant at the p.=.05 criterion. 

Based on the factor loadings and theoretical considerations, Model 

1 was revised. The revised model (Table 25, Model 2), in which two 

manifest variables (CLE and FC) were deleted from the factor of Illness 

Distress (F1), resulted in very good overall fit (X2 = 15.506, df = 15, 

p.=.41, CFI = 1.C). Table 26 presents the factor intercorrelations and 

covariances for Model 2. The manifest variable va (5T5) is presented in 

this table because there were no other indicators of the 5elf

Transcendence factor. The revised model (Model 2) is presented in 

Figure 4. 
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Table 25 
Summary of Model Fit Indices Based on Maximum Likelihood Estimation 

Model Residual 
Model df x 2 df P NFl NNFI CFI 

Model 1 25 43.927 30 .048 .860 .922 .948 
(Original) 

Model 2 21 15.506 15 .416 .940 .996 .998 
(Revised) 

Model 3 20 20.956 18 .282 .919 .980 .987 
(Final) 

Model 4 21 15.506 15 .416 .940 .996 .998 
(Alternative) 

Model 5 21 16.532 17 .486 .936 1.003 1.000 
(Final 
Alternative) 

Table 26 
Model 2: Factor Intercorrelations 

Factor F1 F2 V8 F3 

Illness Distress (Fl) 1.0 

Psychosocial Resources (F2) .09 1.0 

Self-Transcendence (STS) -.31* .67* 1.0 

Emotional Well-Being (F3) -.52* .60* .78 * 1.0 

* J2 <.05 
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Model 2 was evaluated further after deleting the two paths that 

were not statistically significant. Deletion of the non-significant 

paths between Illness Distress (F1) and Psychosocial Resources (F2) and 

between Psychosocial Resources(F2) and Emotional Well-Being (F3) 

resulted in a third, and final, model (Table 25, Model 3) not 

2 significantly different from Model 2 (x diff =5.450, df = 3, p.=>.05), 

but considered superior because it was more parsimonious. Figure 5 

presents the final Model 3. 

Analysis of Residuals 

The chi-square test of significance indicated that the null 

hypothesis (that Model 3 fit the data) could not be rejected. However, 

chi-square tests may be affected by sample size. When a sample size is 

small, one may fail to reject the null hypothesis even if the model fits 

the data poorly (Pedhazur, 1982). Bentler (1989) recommends inspection 

of the residual values (the differences between the observed and the 

reproduced correlations) to further as sese model fit. Those values 

should be small and evenly distributed among variables if the model 

represents the data well. Inspection of the standardized residual 

covariance matrix for the final model (Model 3) revealed values that 

ranged from -.133 to .141 with the average off-diagonal absolute 

residual being .04. This, as well as the high values on the NFl, the 

NNFI, and the CFI, provided further evidence that the final model fit 

the data. 
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The distribution of standardized residuals should be symmetric and 

centered around zero (Bentler, 1989). Inspection of frequency 

distribution histograms of standardized residuals for Model 3 indicated 

close to symmetrical distributions. Ninety two percent of the residuals 

in Model 3 were between -.1 and +.1. 

Analyses of residuals may be used to assess for violations of 

statistical assumptions underlying the regression model. Three 

assumptions in regression are related to the residuals or error terms. 

These are that the residuals are 1) independent normally distributed, 2) 

with zero mean, and 3) constant variance (Verran & Ferketich, 1990). 

Three additional assumptions involving the independent variables can be 

tested with residuals. These are that residuals 1) show no evidence 

that they are correlated with the independent variables in the 

regression equation, 2) show no evidence that the relationship among 

independent variables in the equation is not linear, and 3) should not 

be correlated with each other when plotted against a variable not in the 

model (Verran & Ferketich, 1990). 

The study design (cross-sectional, with no reason to suspect 

dependence among subjects) leads one to assume that the variables, and 

therefore their residuals, were independent. Normality, zero mean and 

constant variance are presumed in a model that fits the data as 

determined by the non-significant chi-square test. Inspection of the 

residual cov~ri~nce mat~ix and the distribution of residuals for Model 3 

confirmed the symmetrical distribution with the mean close to zero. 

Correlations of parameter estimates were examined to look for 

evidence of correlation of residuals with independent variables in the 



134 

regression equations. When residuals of dependent variables are not 

correlated with variables that precede them in a model, it is implied 

that the residuals are not correlated among themselves (Pedhazur, 19S2). 

The correlations between the residual of the dependent variable F3 (03) 

and both F2 and F1 were .00. The correlation between 03 and the 

residual of VS (ES) was .01. When VS was considered as a dependent 

variable, the correlation between VS and the residual of F2 (02) was 

.04; between VS and F1, .OS. Therefore, there was no evidence that the 

residuals were significantly correlated with the independent variables. 

The last two assumptions listed above were not tested in this 

study. Plotting residuals of the independent variables against 

variables not in the model will be dona at a later date. This 

exploratory procedure will be useful to determine other variables that 

may be added to the model to increase the amount of variance in the 

dependent variables explained by the data. 

Findings Related to the Research Questions 

The structural equations written to answer the research questions 

were the following 

1. a. F2 = *F1 + *02 

b. VS ~ *F2 + *EB 

c. VB *F2 + *F1 + *ES 

2. a. 1) VB = *F2 + *EB 

2) F3 = *VS + *ES 

3) F3 = *F2 + *VS + *03 

b. F3 = *F1 + *VB + *F2 + *03 
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The structural equations are rewritten below with standardized 

coefficients as determined in Model 2. The coefficients from the final 

model (Model 3) were not used as some paths specified in the research 

questions, but found to be non-significant, were deleted in the final 

model. 

Research Question 1 

1. Do Psychosocial Resources (F2) mediate between Illness Distress 

(F1) and va (Self-Transcendence)? If so, there should be a 

statistically significant path between Illness Distress (F1) and 

Psychosocial Resources (F2), a significant path between Psychosocial 

Resources (F2) and Self-Transcendence (Va), and a significant path 

between Illness Distress (F1) and Self-Transcendence (Va) that becomes 

non-significant when controlling for the effect of Psychosocial 

Resources (F2). 

1. a. F2 .oa7 F1 (n.e.) + D2 

b. va = .700 F2 + Ea 

c. VB = .700 F2 - .369 Fl + E8 

The answer to the first resear~~ question was clearly negative. 

First, there was essentially no path between Illness Distress (Fl) and 

Psychosocial Resources (F2) (standardized path coefficient =.09, ~.= 

>.05) in th~~ 2~~ple of women with advanced breast cancer. Second, the 

total effect of Illness Distress (F1) on Self-Transcendence (Va) 

(standardized path coefficient =-.31) was statistically significant and 

remained significant when controlling for Psychosocial Resources (F2) 

(standardized path coefficient =-.37, ~ ••• 01). 



Research Question 2 

2. What is the relationship between Self-Transcendence (va) and 

Emotional Well-Being (F3)? 

2. a. 1) va = .664 F2 + Ea 

2) F3 = .779 va + 03 

3) F3 = .149 F2 (n.s.) + .671 va + 03 

b. F3 = .402 va + .365 F2 (n.s.) -.430 F1 + 03 
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If there were a significant positive path between Self-Transcendence 

(va) and Emotional Well-Being (F3), ~uestion 2a asked if Self

Transcendence (VB) served as a mediator between Psychosocial Resources 

(F2) and Emotional Well-Being (F3). There was significant positive path 

between VB and F3 (standardized path coefficient =.779) in Model 2. To 

directly answer Question 2a, Illness Distress (F1) was removed from the 

structural equation predicting Emotional Well-Being (F3) from Self

Transcendence (VB) and Psychosocial Resources (F2). There was a 

significant path between Psychosocial Resources (F2) and Self

Transcendence (VB) (standardized path coefficient =.664, ~=.OOl), a 

significant path between Self-Transcendence (VB) and Emotional Well

Being (F3) (standardized path coefficient =.671, R=.001), and a 

significant total effect of Psychosocial Resources (F2) on Emotional 

Well-S$ing (F3~ ~at~n~ardized path coefficient =.594) that became non

significant when controlling for Self-Transcendence (va) (standardized 

path coefficient = .149, ~=>.10). These results indicated that Self

Transcendence (VB) was, as proposed, a mediator between Psychosocial 

Resources (F2) and Emotional Well-Being (F3). 
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Question 2b asked if Self-Transcendence and Psychosocial Resources 

mediated between Illness Distress and Emotional Well-Being. The answer 

was negative as the path between Illness Distress (Fl) and Psychosocial 

Resources (F2) (standardized path coefficient =.09, B =>.05) was non

significant. Given the non-significant path between Illness Distress 

(Fl) and Psychosocial Resources (F2), an additional exploratory question 

was posed regarding a possible mediating effect of Self-Transcendence 

(Va) on the path between Illness Distress (Fl) and Emotional Well-Being 

(F3). There was a significant negative path between Illness Distress 

(Fl) and Self-Transcendence (V8) (standardized path coefficient =-.365, 

B=.Ol), a significant positive effect of Self-Transcendence (V8) on 

Emotional Well-Being (F3) (standardized path coefficient = .402, B=.Ol), 

and a total effect of Illness Distress (Fl) on Emotional Well-Being (F3) 

(standardized path coefficient =-.522) that remained significant when 

controlling for Self-Transcendence (V8) (standardized path coefficient 

=-.43, B=.Ol). This indicated that Self-Transcendence did not act as a 

mediator between Illness Distress and Emotional Well-Being. 

An Alternative Model 

A direct link between Illness Distress and Self-Transcendence or 

Illness Distress and Emotional Well-Being was not postulated in the 

originally proposed Modell (Figure 2). However, Model 2 and Model 3 

provided strong empirical evidence that such links may be present. The 

theory behind the models indicated that distress related to life

threatening illness led to self-transcendent views and behaviors, but 

proposed that it did so indirectly through psychosocial resources. 

Because of the empirical evidence that illness distress was affected 
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directly by self-transcendence and emotional well-being, an additional 

structural equations model was explored that postulated illness distress 

as the dependent variable. 

The structural equations determined in the alternative model were 

the following: 

1. V8 .668 F2 + E8 

2. F3 .686 V8 + .138 F2 + D3 

3. Fl -.082 V8 -.842 F3 + .664 F2 + Dl 

The alternative model, Model 4 proved to have overall goodness of 

fit that was exactly the same as Model 2 (Table 25) with factor inter

correlations identical to those presented in Table 26 for Model 2. As 

can be seen in the diagr~~ of Model 4 (Figure 6), two direct paths in 

Model 4 were not statistically significant. When these paths were 

deleted from the structural equationa, the resulting final alternative 

model, Model 5 (Table 25), did not differ significantly from Model 4 

(X2diff =1.026, df = 1, ~ =>.30). A diagram of Model 5 is presented in 

Figure 7. Model 5 is offered as a final parsimonious alternative model 

based on empirical evidence gleaned from earlier analyses. 

The inclusive Model 4 was examined for the mediating effect of 

Self-Transcendence (V8) on the path between Psychosocial Resources (F2) 

and Emotional Well-Being (F3). The coefficients from Model 5 were not 

used as some paths specified in the research questions were deleted when 

found not to be significant. There was a statistically significant path 

between Psychosocial Resources (F2) and Self-Transcendence (V8) 

(standardized path coefficient = .668, ~=.OOl), a significant path 

between Self-Transcendence (V8) and Emotional Well-Being (F3) 
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(standardized path coefficient = .686, E=.OOl), and a significant total 

effect of Psychosocial Resources (F2) on Emotional Well-Being (F3) 

(standardized path coefficient = .597) that became non-significant when 

controlling for Self-Transcendence (V8) (standardized path coefficient 

=.138, E=>.10). Therefore, as in Model 2, Self-Transcendence was found 

to be a mediator between Psychosocial Resources and Emotional Well

Being. 

The paths among Self-Transcendence, Emotional Well-Being, and 

Illness Distress also were examined. The positive link between Self

Transcendence (V8) and Emotional Well-Being (F3) was significant 

(standardized path coefficient = .686, E=.OOl), the negative link 

between Emotional Well-Being (F3) and Illness Distress (F1) was 

significant (standardized path coefficient = -.842, E=.OOl), and the 

total effect of Self-Transcendence (V8) on Illness Distress (F1) 

(standardized path coefficient = -.660) became non-significant when 

controlling for Emotional W~ll-Being (F3) (standardized path coefficient 

= -.082, E=>.lO). Therefore, Emotional Well-Being was found to be a 

mediator between Self-Transcendence and Illness Distress. 

Summary 

This chapter has presented the results of the analyses of the data 

from a sample of 107 women with advanced breast cancer. The demographic 

characteristics of the study sample were presented first. Reliability 

and validity analyses of the 10 study instruments were discussed. The 

structural equations model analyses were described and answers to the 



study research questions determined in the analyses were presanted. 

Contrary to expectations, Psychosocial Resources did not mediate the 

relationship between Illness Distress and Self-Transcendence. As 

proposed, Self-Transcendence mediated the positive link between 

Psychosocial Resources and Emotional Well-Being. 
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Empirical evidence gleaned from structural Models 2 and 3 

indicated alternative models (Model 4 and ModelS) that also fit the 

data. When Illness Distress was reconceptualized as a dependent 

variable, Self-Transcendence continued to mediate the relationship 

between Psychosocial Resources and Emotional Well-Being. In addition, 

the new models indicated that Emotional Well-Being mediated the negative 

effect of Self-Transcendence on Illness Distress. Psychosocial 

Resources had a direct positive effect on Illness Distress, but 

indirectly (through Self-Transcendence and Emotional Well-Being) served 

to decrease distress. 

Interpretation and discussion related to both of the final 

structural equations models (Model 3 and ModelS) are found in Chapter 

5. Chapter 5 will also discuss methodological issues related to the 

analyses and implications for theory development, nursing pract{ce, and 

research. 
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CHAPTER 5. DISCUSSION, IMPLICATIONS, AND RECOMMENDATIONS 

overview 

This study tested a theory of how women with advanced breast 

cancer manage the adverse effects of disease and treatment so that they 

maintain energy for personal growth within the limitations of their life 

situation. A review of the literature indicated that pivotal life 

events such as cancer could lead to continuing personal development with 

positive outcomes such as self-transcendent views and behaviors 

(Assagioli, 1965; Coward, in press; Frankl, 1963, 1969; Hiatt, 1986; 

Maslow, 1971; Riegel, 1976; Ryff, 1985; Taylor, 1983; Yalom, 1982). 

Theoretical and empirical support was offered for the mediating effect 

of the psychosocial resources of personal control, social support, and 

spiritual perspective on the relationship between distress related to 

cancer and personal development or adaptat.ion (Bean, 1989; Coward, 1986; 

in prEiss; Gotay, 1985; Lewis, 1982; Lewis, Haberman & Wallhagen, 19B6; 

Johnson & Spilka, 1990; Taylor, 1983; Wortman, 1984). Self

transcendence (as an indicator of personal development) was proposed to 

be positively associated with emotional well-being (Coward, in press; 

Frankl, 1966, 1969; Levine, 1987; Lifton, 1979; Maslow, 1966; May, 1981; 

Reed, 1989b, in press). 

Results of the data analyses presented in Chapter 4 are discussed 

in this chapter relative to interpretation of the findings, 

methodological isaues, and implications for nursing practice and 
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research. Recommendations for further study based on the present data 

also are presented. 

Interpretation of the Results 

Discussion related to the results of the study focuses on the 

research questions and the links among the study concepts. 

Interpretation of the results related to Model 2 are presented first. 

Research Question 1 

Research Question 1 concerned the links between advanced breast 

cancer related distress, the psychosocial resources of personal control, 

social support, and spiritual perspective, and self-transcendent views 

and behaviors. Psychosocial resources were proposed as mediators of the 

relationship between illness distress and self-transcendence. A 

positive link was predicted between the degree of distress since 

diagnosis of advanced disease and currently perceived psychosocial 

~esources. A positive link also was predicted between perceived 

psychosocial resources and current perception of views and behaviors 

indicative of self-transcendence. If the above two links were present, 

a statistically significant path between illness distress and self

transcendence that became non-significant when controlling for 

psychosocial resources would indicate that psychosocial resources served 

as mediators between the other two concepts. 

Analysis of the data (Figure 4: Model 2) indicated that 

psychosocial resources were not mediators. No relationship was found 

between illness distress since diagnosis of advanced disease and 

perceived psychosocial resources. The explanation for the non-existence 

of a path between illness distress and psychological resources may have 
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been that the degree of distress experienced from cancer and cancer 

treatment in the women in the study actually was not associated with the 

resources available to them. Available resources might have been better 

explained by other factors, one of which was the presence of 1ife

threatening disease, a factor in common to all the subjects. 

Psychosocial resources positively and significantly related to 

self-transcendence. This link had been predicted because the process of 

self-transcendence was believed to be connected to a person's ability to 

cognitive1y restructure a bad experience, to give to and to accept 

assistance from others, and ability to find purpose and meaning from 

something other than the self that may be related to a spiritual 

perspective (Britt, 1990; Coward, in press; Frankl, 1966; Reed, in 

press). Cognitive restructuring (an indicator of personal control), 

social support, and spiritual perspective were the components of 

psychosocial resources measured in this study because they were found 

previously to be important to women with breast cancer. 

Several literature sources led to the prediction of a positive 

link between illness distress and self-transcendent perspectives (Hiatt, 

1986; Levine, 1987; Riegel, 1976; Ruff, 1985; Ruff & Dunn, 1985; Taylor, 

1983; Ya1om, 1982). However, a significant negative path was found 

between reported illness distress and self-transcendence that was not 

eliminated when controlling for available psychosocial resources. This 

negative path indicated that women reporting less distress had more 

self-transcendent perspectives and women who viewed their past and 

current distress more negatively had fewer self-transcendent views and 

behaviors. All of the subjects were experiencing a life-threatening 
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illness and most scored quite high on the measure of self-transcendence. 

Perhaps the experience of life-threatening illness in and of itself had 

a positive effect on self-transcendence, but too much distress, as 

measured in this study by symptoms and functional disability, prevented 

some women from having the energy to develop self-transcendent 

perspectives. This view of the effect of distress on self

transcendence was a basis for this study, but is admittedly the opposite 

of the view of Levine (1984, 1987) who wrote that the more severe the 

distress, the greater the potential for self-transcendence. 

More self-transcendent views and behaviors and less severe 

distress might be expected to be associated with the length of time 

since diagnosis of cancer. It may take time for one to accept the fact 

of life-threatening cancer, manage therapy for that cancer, and to reach 

out beyond oneself toward others and/or toward meaning. However, in 

this study, there was no association between the level of self

transcendence and the length of time since original diagnosla or since 

diagnosis of recurrent disease. This finding was similar to that of 

Lewis (1982) who found that length of time since diagnosis in persons 

with terminal cancer was not related to self-esteem or finding meaning 

and purpose in life. In the current study, subjects did report better 

physical, social, and role functioning and less financial concern the 

longer it had been since the most recent threat from breast cancer. 

:;:~·.i.:a was unlike the subjects in Lewis' study who reported more anxiety 

and less sense of personal control over their health the longer it had 

been since their diagnosis. 

-_ .. _--------- -------
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When psychosocial resources were found not to mediate the 

relationship between illness distress and self-transcendence, the 

possibility of psychosocial resources moderating that relationship was 

considered. A moderator is a variable that affects the direction and 

strength of relationship between an independent variable and a dependent 

variable. Baron and Kenny (1986) stated that a moderator variable 

should be uncorrelated with both tna independent and the dependent 

variable to ensure a clearly interpretable interaction term. Such was 

not the case in this data set. Psychosocial resources were not 

correlated with illness distress, but were highly correlated with self

transcendence. Therefore, tha effect G~ any inteLaction between illness 

distress and psychosocial resources on self-transcendence could not be 

determined. 

Research Question 2 

Research Question 2 examined the link between reported self

transcendent views and behaviors and emotional well-being. The strong 

positive path found in this study between the two concepts was expected 

from the findings in two p!evious stu1~98 (Coward, in press; Reed, in 

press). Coward found that women with advanced breast cancer (n=5) 

reported increased feelings of self-worth, connectedness with others and 

nature, physical feelings such as lightness and relief of burden, and a 

sense of being healed following self-transcendent experiences. Reed 

found self-transcendence negatively correlated with two scales measuring 

depression in the well elderly (n-55). In addition, analysis of 

qualitative data in Reed's study indicated specific patterns of self-
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transcendence that the elderly participants reported were important to 

their emotional well-being. 

In the present study, there were also positive relationships 

between psychosocial resources and both self-transcendence and emotional 

well-being. The link between specific reSOUl.'ces and emotional well-

being in cancer patients has been confirmed in many studies; for 

personal control (Lewis, 19A2; Lewis, Haberman & Wallhagen, 1986; 

Taylor, 1983); for social support (Bloom, 1982b; Funch & Mettlin, 1982; 

Lichtman, Taylor & Wood, 1987; Penman et al., 1987; Spiegel, Bloom & 

Gott.heil, 1983); and for spiritual perspective (Kurtin, 1990; Reed, 

1986a, 1987; Yates et al., 1981). 

The significant path between psychosocial resources and emotional 

well-being in this study became statistically non-significant when 

controlling for self-transcendence. This finding, unique to the current 

study, indicat ... ~d that self-transcendence served as a mediator between 

psychosocial resources and emotional well-being. The importance of this 

finding for nursing practice and further research is discussed later in 

this chapter. 

An additional question explored the relationships between illness 

distress, self-transcendence, and emotional well-being. Might self-

transcendence serve as a mediator between the two other concepts? Such 

was not the case in this analysis. There was a significant negative 

path between illness diatress and self-transcendence, and a significant 

positive path between self-transcendence and emotional well-being. The 

significant negative total effect of illness distress on emotional well-

being remained significant when self-transcendence was controlled. 

_. ______ •• _ .• • ___ I 

I 
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Th~ Altern~tive Model 

Some interesting findings also were obtained by looking at the 

study variables from the different perspective suggested by the results 

of the analysis of Model 2. An alternative means to explain the 

negative path between illness distress and self-transcendence was to 

consider that the occurrence of advanced breast cancer initiated the 

process of self-transcending, and that the resulting self-transcendence 

served to reduce distress. The occurrence of advanced cancer also may 

have served to mobilize the psychosocial resources that facilitated 

self-transcendence and decreased illness distress. This possibility was 

examined in an alternative model (Figure 6: Model 4) that postulated 

illness distress as a dependent variable. 

The results of the analysis of the alternative Model 4 support the 

proposition that self-transcendence, as in Model 2, may serve as a 

mediator between psychosocial resources and emotional well-being. Self

transcendence also explained lower illness distress, but did so only 

through the mediating effect of emotional well-being. That self

transcendent perspectives decrease the effects of illness distress in a 

life-threatening illness such as advanced breast cancer through their 

effect on emotional well-being is a second important finding of this 

study. 

In Model 2, illness distress had no direct effect on psychosocial 

resources. However, in Model 4 there was a significant path between 

psychosocial resources and illness distress (standardized path 

coefficient = .566) indicating that resources served to increase 

distress when self-transcendence and emotional well-being were 
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controlled. The reason for this positive path coefficient was not 

clear. The positive relationship between psychosocial resources and 

illness distress may be due to the spurious effect of a third variable. 

A third variable affecting both resources and distress in this study was 

the presence of advanced breast cancer. However, the same potential 

third variable did not affect the path between illness distress and 

psychosocial resources (standardized path coefficient = .09) in Model 2. 

It is possible that the positive path between the two factors in 

Model 4, in the presence of an low non-significant bivariate correlation 

(r=.1l9), was an artifact of the path analysis. The total effect of 

psychosocial resources on illness distress, computed as the sum of the 

direct effect (.566) and the product of the indirect effects through 

self-transcendence and emotional well-being (-.447), was the same as the 

bivariate correlation (.119). 

However, there is evidence in the soc;.al support literature that 

support may not be uniformly positive (Barrera, 1986; Bloom, 1982a; 

Thoits,1986; Wortman, 1894) and negative effects of social support have 

been documented in studies of breast cancer patients (Neuling & 

Winefield, 1988; Peters-Golden, 1982). It also is possible that a high 

sense of personal control may cause distress in a person faced with 

uncontrollable cancer. A spiritual perspective that equates illness and 

the threat of death as punishment for past sin may increase perceived 

distress. An additional explanation of the positive path between 

resources and distress might be that a person with strong psychosocial 

resources is more distressed at the possibility of losing those 

resources through death than a person with fewer resources to lose. 
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Limitations Related to the Study Methodology 

Research Design 
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Limitations of the study related to research design, sampling, and 

measurement were presented in Chapter 3. The cross-sectional design 

made it difficult to assess the obvious longitudinal effect of the 

independent variables on the dependent variables. Temporal ordering of 

the variables was approximated by the time frames referenced in the 

stems of the questionnaire items. For instance, subjects were asked to 

assess their illness distress since the diagnosis of advanced cancer and 

their emotional well-being in the last few days. It was possible, 

however, that all subjects did not follow these criteria as they 

completed the items. 

A second limitation related to design was the staging of the 

factor of Illness Distress before the other factors. The findings of 

the study suggest that, in a population already stressed by the fact of 

life-threatening illness, Self-Transcendence and Emotional Well-Being 

directly effect Illness Distress. 

Sampling 

Several sampling conditions limit the generalizability of the 

study results to women with a certain level of physical and emotional 

well-being. First, referral sources did not inform all women with 

advanced breast cancer about the study. Judgements were made regarding 

whether individual women were physically or emotionally able to be asked 

about participation in the study. Second, 10 women who gave permission 
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to be contacted were not reached due to husband or daughter 

"gatekeepers" refusing to let the researcher discuss the study with 

their ill relative. Third, several women, when they heard the purpose 

of the study, did not wish to participate in a study that might bring up 

emotional issues concerning their illness. One woman articulated this 

by saying, "I don't want to talk about it just now. It's all I can do 

just to face each day." 

Instrument Reliability and Validity 

The reliability and validity of the 10 study instruments were 

previously discussed individually for each instrument. Six instruments 

had internal consistency coefficients of .80 or above, two were close to 

.80 (.76 and .79), and two were not assessed. The structure of the CLE 

was such that internal consistency reliability was not an appropriate 

measure of reliability. Inter-rater reliability of the RKPS could have 

been assessed, but was not due to oversight on the part of the 

researcher. The study des~gn precluded test-retest as a means to study 

stability reliability. content validity was supported in all 

instruments. Factor analyses provided strong support for construct 

validity in the Symptom Distress Scale, the Financial Concerns Scale, 

the Spiritual Perspective Scale, and the Affect Balance Scale; limited 

support for the Modified Self-Control Schedule, the Personal Resources 

Questionnaire, and the Self-Transcendence Scale. 

Several changes related to instrumentation might have improved the 

measurement of the study concepts. Existential distress related to 

advanced breast cancer was assessed in two demographic questions, but 

was not used in further anal~sis because neither question was considered 



a valid measure of that variable. A better assessment of existential 

distress is needed. 
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Two other variables, concurrent life events associated with 

distress (CLE) and financial concerns related to cancer (FC), also were 

deleted when they were found not to be functional categories of the 

factor of illness distress. This left the factor of Illness Distress 

(F1) with a minimal number of variables to reflect that factor. 

Additional instruments indexing self-transcendence also would have 

enhanced the measurement of that concept in the type of analysis used in 

this study. An advantage of factor analytic structural equations 

modeling is that measuring a concept with several indicators permits the 

use of the common meaning (covariance) of the indicators thereby 

eliminating the potentially confounding influence of measurement error 

found in the use of separate indicators (Huba & Harlow, 1987). In this 

study, self-transcendence was measured with only one variable. This was 

necessary because there were no other instruments known to the 

researcher that directly measured the concept. 

A last issue related to reliability and validity is the low ~ange 

of responses obtained at the upper end of the Self-Transcendence Scale 

(STS). The negative skew of the data for this scale may be due to the 

subje~~~ being high in self-transcendence. In other words, the negative 

skew may be the actual distribution for the biased sample obtained in 

this study. However, the variability of responses on the STS might be 

improved if an additional response category were added at the top of the 

range. Inspection of the four response choices available for the STS 

(Not At All, Very Little, Somewhat, and Very Much) indicates that an 
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additional response such as "Mostly" or "Most of the Time" would be 

appropriate between "Somewhat" and "Very Much". An alternative way to 

increase the number of response choices, and perhaps increase the 

variability in responses, would be to anchor a numerical scale (1-7) 

with word choices (e.g., "Not At All" and "Very Much") as was done with 

most of the other instruments in this study. 

specification Error 

The statistical theory underlying the general linear model assumes 

that all relevant variables, and no irrelevant variables, are included 

. in the analyses. The amount of variance accounted for in self

transcendence (58%) by illness distress and psychosocial resources in 

Model 3 indicated that not all the relevant variables were included in 

the model explaining self-transcendence. The amount of the variance 

accounted for in emotional well-being (71%), the final dependent 

variable, also indicated that not all relevant variables were included 

in a model explaining emotional well-being in the study population. 

Plotting the residuals of the independent variaDles against certain 

demographic variables (i.e., the number of recurrences of breast cancer, 

marital status, and age) not included in the original model may help to 

identify other indicators that will further explain both self

transcendence and emotional well-being in the study population. Two 

variables, CLE and FC, were deleted from the factor analytic model 

because they were not functional categories of illness distress. 

Because these variables may affect self-transcendence and emotional 

well-being directly, they will be included separately in further 

analyses of the study data. 
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Methodological Strengths 

Theoretical Framework 

This study had several strengths not common to previous studies 

with cancer patients. Many studies of cancer patients have looked at 

negative aspects of the illness and how they af~ect a broad 

conceptualization of quality of life (Dean, 1988; Frank-Stromborg, 1988; 

Welch-McCaffrey, Hoffman, Leigh, Loescher ~ Meyskens, 1989). This study 

proposed that continuing personal development and associated emotional 

well-being can result from a stressful life event and attempted to 

clarify the mechanisms through which that takea place. The study also 

focused on emotional well-being as one indicator of quality of life. It 

thereby did not confound quality of life with performance status, 

symptoms, psychological functioning, and social functioning as has been 

done in many studies of cancer patients (Aaronson et al., 1986; de Haes 

& von Knippenberg, 1987). 

sample 

The sample was relatively large for a clinical study and 

consisted of one gender of subjects and one type of cancer. More 

specifically, only the category of advanced disease within the 

population of women with breast cancer was studied. Although 

generalizability of the results is limited to women with advanced breast 

cancer, this population may be quite different from other cancer 

patients. If so, separate study of this population is necessary. 

Instrumentation 

Care was taken to make the data collection as easy as possible for 

the subjects. Subjects were interviewed at times and locations 
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concise in order to obtain as much data as possible without fatiguing 

subjects. This was an ethical issue as well as an attempt to reduce 

error in the data. 

Data Analysis 
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The analysis of the research questions was performed with factor 

analytic structural equations modeling. This analysis technique has the 

advantage of allowing one to study complex relationships among multiple 

indicators of several constructs. Because nurses describe health and 

illness in holistic terms and may wish to plan interventions with a 

broad contextual focus, structural equations modeling of complex inter

relationships is a valuable technique for nursing research. 

Implications for Nursing Theory Development 

The findings of this study are useful for nursing theory 

development and tGCicing. The alternative model, which examines self

transcenJ~nce as being initiated by life-threatening illness and as a 

means of promoting emotional well-being and reducing illness distress, 

should be explored further in women with advanced breast cancer and in 

persons with other life-threatening illnesses. 

The findings of this study apply only to women. Of interest is 

whether the process of self-transcendence differs between men and women. 

Reed (1989a, 1989b, in press) and Britt (1990) have studied self

transcendence and concepts related to emotional well-being in well 

elderly men and women. The alternative model might also be further 

developed for and tested in that population. 

----------------
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Implications for Nursing Practice 

The conceptualization of this study was based on the need to 

better understand the process of self-transcendence to promote the 

phenomenon in patients with life-threatening illness if it served to 

explain emotional well-being during a time when little could be done to 

achieve return to good physical health. The findings of this study 

provide support for the notion that women with advanced breast cancer do 

use available psychosocial resources to achieve self-transcendent 

perspectives and behaviors. Psychosocial resources and self

transcendence appe~r to contribute to emotional well-being that, in 

turn, leads to reduced illness distress. At the same time, however, the 

reeources may serve to increase illness distress. Knowledge of these 

findings, when further supported in other studies, may lead to 

interventions to help women find a sense of emotional well-being within 

their present life circumstances. 

One of the psychosocial resources of women with advanced breast 

cancer supported by the results of this study was percaived personal 

control. Currently being studied in women being treated for breast 

cancer are behavioral interventions to promote self-help behaviors such 

as problem solving skills, reprioritizing abilities, cognitive reframing 

skills, a~d belief in self (Braden et al., 1990). These behavioral 

interventions are being compared when taught by nurses in self-help 

classes and in individual independent study programs. 

The psychosocial resources of spiritual perspective and social 

support were supported for women with advanced disease in this study as 

well as in a recent study by O'Conner, Wicker and Germino (1990). In 

-------------------
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the latter study, personal search fur meaning within life-threatening 

illness was facilitated by religious faith and a renewed appreciation of 

supportive family and friends. Nurses may facilitate this process of 

personal development by encouraging patients to explore what the illness 

has meant to them and what is important to them at this time. Providing 

opportunity for patients to have ample private time with persons who 

provide spiritual and social support was suggested by O'Conner, Wicker 

and Germino (1990). Encouragement of women with breast cancer to use 

what they have learned from their individual experiences to help other 

women in similar situations was suggested in Coward (in press). 

Most important is the communication of the findings of this study, 

and similar studies, to nurses and other health care providers in 

clinical practice. Clinicians can not use the findings to increase 

their understanding of women with advanced breast cancer if they do not 

learn of them. The sharing of results can be accomplished by several 

means. Verbal communication of major findings may be presented directly 

to nurses in health care settings or at clinical conferences. Articles 

may be published in journals read by clinicians. In addition, study 

findings may be submitted directly to organizations in which both health 

care providers and breast cancer survivors participate. such 

organizations are the National Alliance of Breast Cancer Organizations, 

the Y-Me Breast Cancer Support Program, and the National Coalition for 

Cancer Survivorship. 

Recommendations for Further Researcl. 

Additional analysis of the present study data is planned. First, 

certain demographic variables, as well as the variables indexing 
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distress from concurrent life events and financial concerns, will be 

added to the structural equations models. The additional variables may 

explain more of the variance in the dependent variables in the 

equations. Additional variables may be identified by plotting the 

residuals of the independent variables against variables that were 

measured in the study but not included in the structural equations. 

Second, the effect of the various components of social support (as 

tapped by the subs cales of the PRQ) on self-transcendence and on the 

components of emotional well-being may give clues as to specific 

interventions that would be most useful for women with advanced bra~~t 

cancer. 

The findings of the study lead to several recommendations for 

further research. The first recommendation is a broad one under which 

the additional recommendations are subsumed. 

1. Continue a research rrogram that includes the strategies of critical 

multipliam. Some of these strategies are consultation with multiple 

stakeholders in the development of research questions, probing of more 

than one type of question in a single study, multiple data collection 

and analysis modes, and the use of multiple theoretical and value 

frameworks to interpret research questions and findings (Houts, Cook, 

and stadish, 1986). 

2. Locate or develop additional instruments to assess self

transcendence and existential distress. 

3. Sense of increased self-worth and purpose in life have been 

suggested as outcomes of personal development within crisis situations 

(Coward, in press, Ryff, 1985; Ryff & Dunn, 1985). These variables were 

._---------------
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not assessed in the present study as the research~r did not wish to risk 

fatiguing subjects by asking them to complete additional instruments. 

However, further support for the value of promoting self-transcendence 

in women with advanced breast cancer might be obtained by studying the 

effect of self-transcendent perspectives and behaviors on sense of self

worth and the finding of meaning and purpose in life. 

4. Test the alternative model in a longitudinal study of women with 

advanced breast cancer. A longitudinal study would clarify the process 

of self-transcendence and the relationship of this phenomenon to illness 

distress. 

5. This study focused on women with advanced breast cancer because they 

were expected to have more distress to manage than would women with less 

advanced disease. If the data from this population supported the 

proposed theory, comparison of relationships among the study variables 

in populations not so distressed might yield important differences 

between women with advanced breast cancer and other populations. The 

results of this study provided support for the presence of self

transc~ndence in thi~ ~pu1ation and for links between the phenomenon 

and psychosocial resources, increased emotional well-being, and 

decreased illness distress. The breast cancer literature identified 

similar sources of distress as well as significant existential concern 

in women with newly diagnosed breast cancer (Lewis & Bloom, 1978; 

Loveys, 1989; Penman et al., 1987; Weisman & Worden, 1977). Examining 

the theory in a longitudinal study in that population would help to 

determine differences between the two breast cancer populations. 
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6. Test the alternative model for differences between men and women and 

in other categories of life-threatening illness. 

Summary 

This chapter discussed the results of the data analyses, 

methodological issues related to those analyses, and implications for 

theory development, nursing practice, and further research. The 

findings of the study suggest that 1) self-transcendence may be a 

mechanism through which psychosocial resources contribute to a sense of 

emotional well-being in women with advanced breast cancer, and 2) self

transcendent views and behaviors may decrease iilness distr~Bs in that 

population through the mediating effect of emotional well-being. 

Additional analysis of the study data and proposed future research will 

attempt to further clarify these relationships in women with advanced 

breast cancer and in other populations. 
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118: A89.135 CORREIATES OF SEIF-TRAN~ IN ~ WITH STAGE IV BREAST 
CMn:R 

Dear Ms. Coward: 

We received your above referenced project. 'l1le procedures to be followed in this 
study pose no rrore than minimal risk to participating subj~. RegUlations 
issued by the U.S. Department of Health and Human Services [45 CFR Part 46.110(b) I 
authorize approval of this type project through the expedited review procedures, 
with the condition(s) that subjects' anonymity be maintained. Although full 
Comnittee review is not required, a brief surmary of the project procedures is 
sul:mitted to the Con1IIittee for their endorsement and/or conrnent, if any, after 
administrative approval is granted. 'l1lis project is approved for one year effective 
23 Ottober 1989. 

'l1le Human Subjects Cortmi.ttee i!rlStitutional Review Board) of the University of 
Arizona has a current assurance of conpliance, nurrber H-1233, which is on file 
with the Department of Health and Human Services and covers this activity. 

Approval is granted with the understanding that no changes or additions will be 
made either to the procedures followed or to the consent form(s) used (copies of 
which we have on file) without the knowledge and approval of the Human Subjects 
Coornittee and your College or Departmental Review carmittee. Any research related 
physical or psychological harm to any subject ImlSt also be report€i'l to .::ach 
comnittee. 

A university policy requires that all signed subject consent forms be kept in a 
permanent file in an area designated for that purpose by the Department Head or 
c:ooparable authority. 'Dlis will assure their accessibility in the event that 
university officials require the information and the principal investigator is 
unavailable for sane reason. 

Sincerely yours, 

Milan Novak, H.D., Ph.D. 
Chairman 
Human Subjects Comni ttee 

Ifi/ms 

cc: Departmental/College Review CoIlInittee 
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APPENDIX B: CONSENT FORM 

~ RELATED TO EMOTIONAL WELL-BEING IN ~ WITH~~ 

I AM BEING ASKED TO READ TIlE FOLLOWING MATERIAL TO ENSURE THAT I AM INFORMED OF 
mE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL PARTICIPATE IN IT, IF I 
CONSENT TO 00 SO. SIGNING TriI3 FORM WILL ltiDICATE THAT I HAVE BEEN SO INFORMED 
AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN INFORMED 
CONSENT PRIOR TO PARTIClATION IN TIllS RESEARCH STUDY SO THAT I CAN KNOW TIlE 
NATURE AND THE RISKS OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT 
PARTICIPATE IN A FREE AND INFORMED MANNER. 

I am being invited to voluntarily partiCipate in the above titled study. 
The purpose of the study is to determine factors that relate to emotional well
being in women with breast cancer. I am being asked to participate in the 
study because I he.ve breast cancer. 

If I agree to participate, r will be asked to fill out 10 pencil and paper 
forms plus a page of demographic information. This .ill take sbout 45 minutes 
at a place and time convenient for me. The investigator may also obtain 
information related to my diagnosis and treatment from my medical record. 
There sre no benefits to me from partiCipating except that I may derive a 
better understanding about what helps me to maintain a sense of well-being in 
spite of being ill. There are no costs or risks to me in participating. If I 
have questions or feclllncoiiifoi"tlible .hlring the completion of the forms, I 
will let Doris Coward know. If she cannot help with my concerns, the interview 
may be terminated and rescheduled. I am also free to withdraw from the study 
at any time without incurring any ill will. 

My name will not appear in connection with the study and all information 
I give will be kept confidential. I will let Doris Coward know if I would like 
to receive a summary of the results of the study. The investigator, Doris 
Coward may be contacted at the sddress below or st (602)795-9449. 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, INCONVENIENCES, 
RISKS, AND BENEFITS HAVE BEEN EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN 
ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS AT ANY TIME AND TIlAT I AM 
FREE TO WITIIDRAW FROM THE PROJECT AT ANY TIME WITHOUT CAUSING BAD FEELINGS OR 
AFFECl'ING MY MEDICAL CARE. MY PARTICIPATION IN TIllS PROJECT MAY BE ENDED BY 
THE INVESTIGATOR OR BY THE SPONSOR FOR REASONS THAT WOULD BE EXPLAINED. NEW 
INFORMATION DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME AS IT 
BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT FORM WILL BE FILED IN AN 
AREA DESIGNATED BY 'idE HUMAN SUBJECTS COMMI'rrEE WITH ACCESS RESTRICTED TO THE 
PRINCIPAL INVESTIGATOR, DORIS COWARD, OR AUTHORIZED REPRESENTATIVE OF THE 
COLLEGE OF NURSING. I UNDERSTAND THAT I DO NOi GIVE UP ANY OF MY LEGAL RIGHTS 
BY SIGNING TIllS FORM. A COPY OF THIS SIGNED CON:;OO FORM WILL BE GIVEN TO ME. 

Subject's Signature Dste---

I have csrefully explained to the subject the nature of the above project. I 
hereby certify that to the best of my knowledge the person signing this consent 
form understands clearly the nature, -!amands, benefits, and risks involved in 
her psrticipation and her gignature is legally valid. A medical problem or 
langu~ge or educational barrier has not precluded this understanding. 

Signature of Investigator Date 

Doris D. Coward, HSN, RN 
Doctoral Candidate 
College of Nursing 
University of Arizona 
Tucson, AZ 85721 



APPENDIX Cs QUESTIONNAIRE PACKET 

~ ~ TO EMOTIONAL WELL-BEING IN ~ ~ ~ ~ 

Thank you for agreeing to participate in this study. I very much 
appreciate you taking the time to complete this booklet of 
questionnaires. 

I am interested in the things about your illness that have caused 
you distress and things which have helped you feel good despite your 
illness. The information obtained from the answers you give will help 
me and other nurses understand how to better assist women with breast 
canct!r. 

Please take your time and provide all of the information asked for 
if you can. I am happy to answer any questions you might have as you 
complete the questionnaires. 

Doris D. Coward, HSN, RN 
~vctoral Candidate 
College of Nursing 
University of Arizona 
Tuc8on. ~2 85721 
(602) 795-9449 
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Q-l. The following is a list of symptoms that you may have had because of 
your cancer or csncer treatment. Place an "I" on the line above the number 
that best describes the amount of distress you have had 1!!.!lll your ~ 
recurred or .I2!!. learned .Y2!!..!!!!!. Stage IV ~ ~ 

I Nausea. I FELT AS SICK AS I --:--:--:--:--:--:-- I DID NOT FEEL 
POSSIBLY COULD HAVE 7 6 5 4 3 2 I SICK AT ALL 

2 Hood. I COULD NOT HAVE FELT -:-:-:-:--:--:- COULD NOT HAVE 
MORE MISERABLE 7 6 5 4 3 2 I FELT HAPPIER 

3 Appetite. I COULDN'T FACE FOOD --:--:--:--:--:--:-- NORMAL 
AT ALL 7 6 5 4 3 2 I APPETITE 

4 Pain. WORST PAIN I EVER HAD -:-:-:-:-:-:- NO PAIN 
7 6 5 4 3 2 I 

5 Mobility. NOT ABLE TO GET AROUND-:-:--:-:-:-:- ABLE TO DO 
7 6 5 4 3 2 1 EVERYTHING 

6 Fatigue. I COULD NOT HAVE BEE.'l -:--:-:-:-:-!- I WAS NOT 
MORE TIRED 7 6 5 4 3 2 1 TIRED AT ALL 

7 Bowel pattern. idE WORST I EVER HAD --:--:--:--:--:--:-- NORMAL BOWEL 
7 6 5 4 3 2 1 PATTERN 

8 Concentration. I COULD NOT CONCEN- -:-:-:-:-:-:- NORMAL 
!RATE AT ALL 7 6 5 4 3 2 1 CONCENTRATION 

9 Appearance. WORST I EVER HAD -:-:-:-:-:-:- APPEARANCE DID 
7 6 5 4 3 2 1 NOT CHANGE 

10 Insomnia. COULDN'T HAVE BEEN -:-:-:-:-:-:- NO CHANGE 
WORSE 7 6 5 4 3 2 1 IN SLEEPING 

Q-2. Life events other than illness can cause feelings of distress. Please 
list below any other distressful changes or losses you have experienced ~ 
.I2!!. ~ .I2!!. had recurrent or Stage IV breast £!!!£!!:.:. 

-------------------
2 

3 

HOW DISTRESSFUL WAS THE ~ FOR YOU? 

VERY NO 
DISTRESSFUL-:--:-:-:-:-:-DISTRESS 

7 6 5 4 321 

VERY NO 
DISTRESSFUL-:-:-:-:-:-:-DISTRESS 

7 654 3 2 I 

VERY NO 
DISTRESSFUL-:-:-:-:-:-:-DISTRESS 

7 6 5 4 3 2 1 
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Q-3. I am interested in how well have you been able to take care of yourself, 
get around, and do your usual activities. Look first at the 'tomments" below. 
Choose the one that best describes you during lli past few .!2!!!!!.!. Pick 
a "grade" number from the numbers next to that comment. Place it in the space 
provided here. 

Comments 

91-100 Normal, no complaints, no evidence of disease or impairment. 
I can do all my activities as usual. 

81-90 I can do my usual actiVities, but have minor symptoms of 
disease or impairment. My work is not adversly affected. 

71-80 I can do my usual actiVities, but it takes effort. I have 
some symptoms of disease or impairment. I do most of my 
work and social activitles. 

61-70 I can take care of myself, but I do not carryon my 
usual activities or work full-time. 

51-60 I csn take care of myself, but I do not work, attend school, 
or do routine housework. My social activities are limited. 

41-50 I need assistance cariDg for myself and frequent medical care. 
My social activities are severely limited. I can do only a few 
things beyond caring for myself, such as light housework. 

31-40 I can do little for myself and need special care and assistance. 
I am confined to my bed or a chair more than 50 percent of 
my waking hours. 

21-30 I am unable to care for myself and probably should be in 
the hospital. 

Q-4. Many people with cancer havt! money worries related to their 
Hlnes!', Pl~!!se !'l!!c~ !I "X" on the scales above the number that best 
describes your concern about money matters.!!!!!.££..I.!!!!. became ill? 

How much has your illness 
caused you increased worry 
about financial matters? 

NOT AT ALL -:-:-:-:-:-:- VERY MUCH 
I 2 345 6 7 

2 Have you had concerns related NOT AT ALL -:-:-:-:-:-:- VERY MUCH 
to paying your medical bills? 1 2 3 4 5 6 7 

3 Have you felt burdened about 
paying for other services 
related to your illness 
(such as household help, 
meals out, etc.)? 

4 Are you concerned about 
future financial needs 
reiited to your illness? 

NOT AT ALL -:-:-:-:-:--:- VERY MUCH 
1 2 345 6 7 

NOT AT ALL -:-:-:-:-:-:- VERY MUCH 
1 2 3 4 5 6 7 

5 Has it been 9 problem to keep 
trsck of insurance reimbursement 

166 



167 

Q--S. The following statements are examples of things people think or do to 
help themselves feel better. Please CIRCLE the number of the response 
that is most characteristic of you. 

6 VERY CHARACTERISTIC OF HE 
5 RATHER CHARACTERISTIC OF HE 
4 SOMEWHAT CHARACTERISTIC OF HE 
3 SOMEWHAT UNCHARACTERISTIC OF HE 
2 RATHER UNCHARACTERISTIC OF HE 
1 VERY UNCHARACTERISTIC OF HE 

STATEMENTS 

When I have to do something that is anxiety 
arousing for me, I try to visuslize how I will 
overcome my anxieties while doing it ................. 6 5 4 3 2 

2 Often, by changing my way of thinking I am 
able to change my feelings about almost anything ••••• 6 5 4 3 2 

3 When I am feeling depressed I try to 
think about pleasant events •••••••••••••••••••••••••• 6 5 4 3 2 

4 When I am faced with a difficult problem, I 
try to approach its solution in a systematic way ••••• 6 5 4 3 2 

5 When I find that I have difficulties in 
concentrating on my reading, I look for 
ways to increase my concentration •••••••••••••••••••• 6 5 4 3 2 

6 When I am in a low mood, I try to act 
cheerful so my mood will change •••••••••••••••••••••• 6 5 4 3 2 

7 When I am depressed, I try to keep myself 
busy with things I like •••••••••••••••••••••••••••••• 6 5 4 3 2 

8 I tend to postpone unpleasant duties even 
if I could perform them immediately •••••••••••••••••• 6 5 4 3 2 

9 When I find it difficult to settle down 
and do a certain job, I look for ways 
to help me settle down ••••••••••••••••••••••••••••••• 6 5 4 3 2 

10 First I prefer to finish a job thst I have to 
do and then start doing the things I really like •••• Il 5 4 3 2 

11 My ~~lf-esteem increases once I am 
able to overcome a bad habit •••••••••••••••••••••••• 6 5 4 3 2 

12 To overcome bad feelings that accompany failure, 
I often tell myself that it is not so 
catastrophic and that I can do something about it ••• 6 5 4 3 2 

13 When I feel pain in my body, I try 
to divert my thoughts from it ••••••••••••••••••••••• 6 5 4 3 2 

14 I usually plan my work when faced 
with a number of things to do ••••••••••••••••••••••• 6 5 4 3 2 



Q-6. A person's spiritual perspective may help them to feel better when 
they are ill. Spirituality has different meanings for people. In general, 
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it refers to the awareness of an energy both within and beyond the self that 
gives one a sense of connection to a higher being, to nature, 
and to others. 

In answering the following questions about your spiritual views, think 
about what spirituality means to you personally. Answer each question by 
placing a "x" above the space that contains the group of words that best 
describes you. 

1. In talking with your family or friends, how often do you mention 
spiritual matters? 

----:----- -----:----:----:----
NOT AT LESS THAN ABOtn' ONCE ABOtn' ONCE ABOUT ONCE ABOUT ONCE 

ALL ONCE A YEAR A YEAR A HONni A WEEI A DAY 

2. How often do you share with others the problems and joys of living 
according to your spiritual beliefs? 

---:-----: :----:----
NOT AT LESS THAN ABOtn' ONCE ABOUT ONCE ABOUT ONCE ABOUT ONCE 

ALL ONCE A YEAR A YEAR A HONni A WEEK A DAY 

3. How often do you read spiritually related ~terial? 

NOT AT LESS THAN ABOUT ONCE : ABOUT ONCE : ABOUT ONCE : ABoUT ONCE 
ALL ONCE A YEAR A YEAR A HONni A WEEK A DAY 

4. How often do you engage in private prayer or meditation? 

---- ----- -----: : :----
NOT AT LESS THAN ABOtn' ONCE ABOUT ONCE ABOUT ONCE ABOUT ONCE 

ALL ONCE A YEAR A YEAR A MONni A WEEK A DAY 

5. Seeking forgiveness is an importaat part of my spirituality. 

STRONGLY AGREE -:-:-:-:-:- STRONGLY DISAGREE 
6 543 2 1 

6. I seek spiritual guidance in making decisions in my everyday life. 

STRONGLY AGREE -:-:-:-:-:- STRONGLY DISAGREE 
. 6 543 2 1 

7. My spirituality is an important part of my life. 

STRONGLY AGREE --:--:--:--:--:-- STRONGLY DISAGREE 
6 5 4 3 2 

8. I frequently feel v~ry close to othera, to nature, or to God or a 
"higher power" during prayer, during public worship, or at important 
moments in .y daily life. 

STRONGLY AGREE -:--:-:-:-:- STRONGLY :m:AGREE 
6 543 2 1 



9. My spiritual views have had an influence on my life. 

STRONGLY AGREE -:-:-:-:-:--- STRONGLY DISAGREE 
65432 1 

10. My spirituality is especially important to me because it answers many 
questions about the meaning of life. 

STRONGLY AGREE -:-:-:--:--:- STRONGLY DISAGREE 
6 5 4 3 2 

Do you have any views about the importance or meaning of spirituality in 
your life that were not mentioned in the questions above? 

Q-7. People experience different amounts of support from various people in 
coping with an illness or other life stress. The following statements 
refer to your relationships with 0 spouse or mate, relatives, and friends 
in your life. Please read each statement and CIRCLE the number that 
most closely describes you. There is no right or wrong answer. 

STATEMENTS 

1. There is someone I feel close to who 

7 STRONGLY AGREE 
6 AGREE 
5 SOMEWHAT AGREE 
4 NEUTRAL 
3 SOMEWHAT DISAGREE 
2 DISAGREE 
1 STRONGLY DISAGREE 

makes me feel secure •••••••••••••••••••••••••••••• 7 6 5 4 3 2 

2. I belong to a group in which I feel important ••••• 7 6 5 4 3 2 

3. People let me know that I do well at 
my work (job, homemaking, etc.) ••••••••••••••••••• 7 6 5 4 3 2 

4. I can count on my relatives and friends 
to help me with problems •••••••••••••••••••••••••• 7 6 5 4 3 2 1 

5. I have enough contact with the person 
who makes me feel special ••••••••••••••••••••••••• 7 6 5 4 3 2 1 

6. I spend time with others who have the 
same interests that I do •••••••••••••••••••••••••• 7 6 5 4 3 2 I 

7. There is little opportunity in my life 
to be giving and caring to another •••••••••••••••• 7 6 5 4 3 2 

8. Others let me know that they enjoy working 
with me (job, committees, projects, etc) •••••••••• 7 6 5 4 3 2 1 

169 



STATEMID!TS 

9. There are people who are available if I 

7 STRONGLY AGREE 
6 AGREE 
5 SOMEWHAT AGREE 
4 NEUTRAL 
3 SOMEWHAT DISAGREE 
2 DISAGREE 
1 STRONGLY DISAGREE 

needed help over an extended period of time •••••• 7 6 5 4 3 2 

10. There is someone to talk to about 
how I am feeling ••••••••••••••••••••••••••••••••• 7 6 5 4 3 2 

11. Among my group of friends we do favors 
for each other ••••••••••••••••••••••••••••••••••• 7 6 5 4 3 2 

12. I have the opportunity to encourage others 
to develop their interests and skills •••••••••••• 7 6 5 4 3 2 

13. My family lets me know that I am important 
for keeping the family running ••••••••••••••••••• 7 6 5 4 3 2 

14. I have relatives and friends that will help 
me out even if I can't pay them beck., ••••••••••• 7 6 5 4 3 2 

15. When I am upset there is someone I can be 
with who lets me be myself ••••••••••••••••••••••• 7 6 5 4 3 2 

16. I feel no one has the same problems as 1 ••••••••• 7 6 5 4 3 2 

17. I enjoy doing the little "extrs" things that 
make another person's life more pleasant ••••••••• 7 6 5 4 3 2 

18. I know that others appreciate me as a person ••••• 7 6 5 4 3 2 

19. There is someone who loves and cares about me ••• 7 6 5 4 3 2 

20. I have people to share social events and 
fun activities with •••••••••••••••••••••••••••••• 7 6 5 4 3 2 

21. I am responsible for helping provide for 
another person's needs ••••••••••••••••••••••••••• 7 6 5 4 3 2 

'2. If I need advice there is someone who would 
assist me work out a plan for dealing with 
the situation •••••••••••••••••••••••••••••••••••• 7 6 5 4 3 2 

23. I have a sense of being needed by another person.7 6 5 4 3 2 

24. People think that I'm not as good a friend 
as I should be ••••••••••••••••••••••••••••••••••• 7 6 5 4 3 2 

25. If I get more sick there is someone to 
give me advice about caring for myself ••••••••••• 7 6 5 4 3 2 
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Q-8. I am interested in the extent to which you are currently experiencing 
the following feelings and activities. 

Please indicate the degree to which each item below describes you by 
drawing a CIRCLE around the number that is the best respons~. 

AT THIS TIME IN MY LIFE 
I SEE MYSELF AS ••• NOT AT VERY VERY 

ALL LITI'LE SOMEWHAT MUCH 

Having hobbies and interests I can enjoy •••••• 1 

2 Accepting myself as I grow 01der •••••••••••••• 1 

3 Being involved with other people or my 
cO::lI:: unity when possi ble •••••••••••••••••••••• 1 

4 Adjusting well t~ my present life situs~ion ••• l 

5 Adjusting to the changes in my physicel 
abilities •••••••••••••••••••••••••••••••••••••• 1 

6 Sharing my wisdom or experience with others ••• l 

7 Finding meaning in my past experiences ••••••• 1 

8 Helping younger people or others in some way •• l 

9 Having an interest in continuing to 
learn about things ••••••••••••••••••••••••••••••• l 

10 Putting aside some things that I once 
thought were important •••••••••••••••••••••••• 1 

11 Accepting death as a part of life ••••••••••••• l 

12 Finding meaning in my spiritusl beliefs ••••••• l 

13 Letting others help me when I may need it •••• l 

14 Enjoying my pace of life •••••••••••••••••••••• 1 

15 Dwelling on my past unmet dreams or goals ••••• 1 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

Please feel free to list on the lines below any other things that are 
important to you at this time in your life that were not listed above. 

Q-9. Please place a "I" above the number that best describes your 
thoughts at this time. 

1. How satisfied are you with your life as a whole these days? 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 
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Q-1O. The following list describes some of the ways people feel at 
different times. Please indicate how often you felt these ways 
during lli.!!!!l few days. 

(Circle One Number 
For Each Feeling) 

During the last few days NOT AT ONCE SEVERAL OFTEN 
have you felt ••• ALL TIMES 

--------
Particularly excited or 1nter~sted in 
something? •••••••••••••••••••••••••••••••••••••• 1 2 3 4 

2 So restless that you couldn't 
sit long in a chair? ••••••••••••••••••••••••••• 1 2 3 4 

3 Proud because someone complimented you on 
something you had done? •••••••••••••••••••••••• 1 2 3 4 

4 Very lonely or remote from other people? ••••••• 1 2 3 4 

5 Pleased about having accomplished something? ••• l 2 3 4 

6 Bored? ••••••••••••••••••••••••••••••••••••••••• 1 2 3 4 

7 On top of the world? ........................... 1 2 3 4 

8 Depressed or very unhappy? ••••••••••••••••••••• 1 2 3 4 

9 That things were going your way? ••••••••••••••• 1 2 3 4 

10 Upset because someone critized you? •••••••••••• l 2 3 4 

Q-ll. Please place a ,~" above the number that best describes your thoughts. 

1. In general, how satisfied are you with your life these days? 

COMPLETELY COMPLETELY 
SATISFIED -:-:-:-:--:-:- DISSATISFIED 

7 6 5 3 2 

There are B lew more questions on the next page. The answers to 
those questions will help me interpret the results of the study. 
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Demographic Information 

1. Present AG,E~----
2. RACEo' _____ _ 

3. EDUCATION {highest grade completed) ___________ _ 

4. OCCUPATION (or former occupation)-

5. Marital status: (Circle number) 
1 SINGLE, NEVER HARRIED 
2 HARRIED 
3 DIVORCED •••• WHEN? ___ _ 

4 WIDOWED ••••• WIIEN?----

6. Present Living arrangement: (Circle number) 
1 ALONE 
2 WIn! SPOUSE/PARTNER 
3 WITII FAMILY ••• WHO? ________ _ 

4 OTIIER 

7. What is your estimated yearly household income (before taxes)? 

1 LESS TIlAN $10,000 
2 $10,000 - $19,999 
3 $20,000 - $29,999 
4 $30,000 - $39,999 

5 $40,000 - $49,999 
6 $50,000 - $59,999 
7 OVER $60,000 

8. Medical problems other than cancero _______ , ______ _ 

9. Date of first cancer diagnosis (month and year) 

Dates of any cancer recurrences (month and year ) ________ _ 

10. Previous and current treatment for cancer (Please include dates) 

1) Surgery 
2) Chemotherapy ___________________ _ 

3) Radiation 

4) Hormone therapy ___ _ 

5) Other therapy'----------

11. If currently being treated for cancer, what is thp. rea,on for the 
treatment? 

12. Do you believe your cancer prognosis is GOOD, LIMITED, or POOR? 

.1.73 
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