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ABSTRACT 

This study explored the experience of third and fourth stage cancer patients 

going through the dying process. Grounded theory methodology was used to 

interview six adults with third or fourth stage cancer, and to describe their 

experience of the dying process. 

A beginning theory, Paradox of Living and Dying, emerged from the data 

analysis as six interconnected categories: Life Philosophy, Changes in Status, 

Accept Death but Maintain Hope, Preparation for Death, Living With Cancer, and 

People Caring. Subjects described their perspective of the dying process, and the 

paradoxical and synonymous relationship between living and dying. Identifying 

aspects of the dying process enables oncology nurses to develop effective 

interventions to address the needs of people with advanced cancer. 



CHAPTER 1 

INTRODUCTION 

Death is universal and inescapable. The less instantaneous death is, the 

more choices there are in the process of dying. Though death does not change, 

to some extent the process of dying is in nursing's hands. In the 1960s, Cicely 

Saunders (1966, 1967a, 1967b) and Elizabeth Kubler-Ross (1969, 1975) led a 

movement to confront death and address the needs of the dying. Yet, three 

decades later little progress has been made in addressing those needs. People 

used to die at home, with family and friends caring for them, this may have given 

meaning and purpose to the roles of the dying and the caregivers (Kastenbaum, 

1986; Noyes & Clancy, 1977). Currently, the majority of people die in institutions, 

separated from the rest of the community (Addington-Hall, Mac Donald, Anderson 

& Freeling, 1991; Sager, Easterling, Kindig & Anderson, 1989; Townsend et al., 

1990). Talk of death is considered uncomfortable and generally avoided 

(Buckman, 1989; Gates, Kaul, Speece & Brent, 1992; Kubler-Ross, 1975; Servalli, 

1988). Thus, it may be fair to question if advancing medical technology has made 

dying unacceptable. 

The diagnosis of cancer irreversibly changes a person's life. People may 

live for years with advanced disease or they may die shortly after diagnosis. Either 

way, they live with the constant threat of death (Gotay, 1986; Reed, 1986a). If 
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nurses are to provide effective care, they must ask people with advanced cancer 

their perspectives on the dying process. 

Statement of the Problem 

What constitutes the dying process is elusive. Even the definition of death, 

the completion of the dying process, remains nebulous in the literature. Each 

person defines the process of dying individually (Kastenbaum, 1986). Improved 

treatment for cancer has resulted in an increasing number of people living with life 

threatening illness for longer periods of time. The clinical stage of cancer is 

essential for evaluating prognosis and treatment options (American Joint 

Commission On Cancer, 1992; Glazer, 1986). People with third and fourth stage 

cancer are rarely cured (Glazer, 1986), so when they receive the diagnosis of 

advanced disease, they are presented with their own mortality. They are in a 

position to contemplate the process of dying - where it begins, what it entails, how 

best to cope with it, and if they themselves are experiencing the process of dying. 

People with advanced cancer rely on nursing more than any other health care 

profession for care and support. Their thoughts on the process of dying are 

essential to comprehensive nursing knowledge. 

The sick role is different from the dying role. Society prioritizes health care 

efforts to be restorative. Dominant Western society is a death-denying culture, so 

people who are irreversibly dying are often kept in the sick role. This inhibits the 

dying from fulfilling their obligations and needs (Noyes & Clancy, 1977). The dying 
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person is often put in physical or emotional isolation due to the caregivers' and 

health care providers' inability to deal with the dying process or the concept of 

death (Kubler-Ross, 1975; Society for the Right to Die, 1985; Spiegel, Bloom, 

Kramer & Gotheil, 1989). 

Dying is part of living and should be seen as an opportunity for growth. 

The person experiencing the dying process must not be psychologically 

abandoned. Each person should be allowed to define his or her own quality of 

life and be asked the question "what do you want?" (Kubler-Ross, 1975; Trevelyan, 

1992). 

Purpose of the Study 

The purpose of this study was to explore the experience of third and fourth 

stage cancer patients going through the dying process. Grounded theory 

methodology was used to identify and describe themes and processes from 

information provided when asked what it means to have advanced cancer (Glaser 

and Strauss, 1965). 

Research Question 

1. What is the experience of third and fourth stage cancer patients in the 

process of dying? 

Significance of the Study 

In the past, medicine has shaped society's view of death. The medical view 

of death is changing, although death is still viewed as failure, and care of the dying 
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is generally considered the responsibility of nursing. Legal guidelines for the care 

of patients with an incurable prognosis are being established. However, lack of 

long term physician - patient relationships, heightened apprehension of legal risks, 

and overall lack of guidance on the care of the dying create great pressure for 

aggressive medical treatment regardless of prognosis (Bernat, Gert, Mogielnicki, 

1993; Cook, 1993; Society for the Right to Die, 1985). 

Several social changes are taking place. There is a transition from a 

disease-oriented system, to a health-oriented system of care. Individuals and 

families must have more responsibility for their health care (American Nurses' 

Association, 1980). The nursing profession must actively attempt to influence 

society's view of death and dying so that it may be more acceptable to die, and 

to discuss the needs of the dying. Nursing is the essence of the hospice 

movement, which is having growing impact on how society deals with the dying 

process (Petrosino, 1986). Promotors of euthanasia emphasize the positive 

aspects of death and the negative aspects of dying. Positive aspects of the dying 

process have been discussed (Carson, 1992; Frankl, 1959; Hamera & Shontz, 

1978; Kubler-Ross, 1969; Lane, 1987; Papper, 1985, Reed, 1986a, 1986b, 1987; 

Spiegel & Yalom, 1978; Trevelyan, 1992), but are relatively unknown to the public 

and health care professionals. 

Researchers continue to accumulate data which indicate that psychosocial, 

spiritual, emotional and physical care provided to patients with poor prognosis is 



inadequate (Addington-Hall et al., 1991; Bernat, Gert & Mogielnicki, 1993; Bradt, 

1987; Cartwright, 1992; Curtis & Fernsler, 1989; Dunlop, 1993; Girsch, 1992; 

Kincade, 1983; McCorkle & Quint-Benoliel, 1983; Mogielnicki, Nelson & Dulac, 

1990; Morris, Suissa, Sherwood, Wright & Greer, 1986; Saunders, & Valente, 1988; 

Seravali, 1988; Stephens, 1986; Welch, 1981; Young-Brockopp, 1982). 

Most information on death and dying has been gathered from caregivers' 

and health care professionals' perspective, and first person information is rare 

(Cousins, 1976; Frankl, 1959; Hall, 1989; Papper, 1985; Radner, 1989). 

Researchers interviewing people with advanced disease have focused on specific 

aspects of living with cancer, such as spirituality (Reed, 1987), symptom distress 

(Mc Corkle & Quint-Benoloiel, 1983) or place of death preference (Townsend, 

1990). A few investigators have asked people who are in the dying process for 

their perspective on what they are experiencing (Glaser & Strauss, 1965; Gotay, 

1984; Kubler-Ross, 1975, 1969; Pattison, 1977). To prevent paternalistic 

caregiving, interventions need to be based on a global assessment of the dying 

process which must include the dying person's viewpoint. Patient rights and 

advocacy are talked about, but little research has been conducted to determine 

patient preferences or to sustain choices of interventions. 

Summary 

There is a great need for the general public and the health care community 

to be aware of the positive and negative aspects of the dying process. The 
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nursing profession has an obligation to seek further knowledge of the dying 

person's perspective to develop effective solutions to the problems of people with 

third and fourth stage cancer. 



CHAPTER 2 

REVIEW OF THE LITERATURE 

A review of previous studies and essays regarding death and dying is 

presented in this chapter. The review is organized around the concepts of death, 

dying, the process of dying, and the developmental stage of dying as they relate 

to people with cancer. There is also a discussion of perceptions of the dying 

process and the staging of cancer. 

Death 

The word "death" is intertwined throughout oncology nursing literature, but 

it is seldom defined. In contrast, the definition of death is hotly debated in medical 

and legal literature. Pattison (1977) describes four definitions of death: sociologic 

death (the withdrawal from others or by others), psychic death (regression into self 

to await death), biological death (incapable of self-sustaining bodily functions), and 

physiological death (vital organs no longer function). Bernat, Gert and Mogeilnicki 

(1993, p. 569) defined death as 'the permanent cessation of functioning of an 

organism as a whole." They differentiated death from brain death, which they 

defined as "global brain destruction or irreversible cessation of global brain 

functions." Brain death, or the Harvard Criteria, represents Western society's 

medical, philosophical and legal standard of human death. Kastenbaum (1986, 

p.6) defined death as the "nonreversible cessation of life." He elaborated on the 

confusion over death, stating that philosophical definitions of death, which include 
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the concept of person, are not defined medically or legally. An all-inclusive 

definition of death encompasses beliefs about life, nature, personhood, and the 

mind-body connection. 

There are four views of death which are based on different philosophical 

positions. Medical philosophy views death as dually evil and as a physiological 

phenomenon to relentlessly battle. Naturalistics view death as a part of life, 

potentially correcting nature's mistakes, and ultimately completing a natural 

process. Religious views on death generally equate it with transcendence from 

this life to something different or better. The existentialist view equates death with 

total negation of being (Gadow, 1980). To further complicate matters, in a 

person's mind death can exist in varying degrees and for multiple purposes, and 

have several nonexclusive meanings (Kastenbaum, 1986). Weisman (1972) 

described death as a meaningless concept outside of its context. 

Reed (1986a) stated that it is impossible to hold a neutral position on death. 

She used three instruments; Personal Death Perspective, Belief in After Life, and 

Perceived Distance from Death, to evaluate death perspectives and temporal 

variables in terminally ill and healthy adults. As a person nears death, it is viewed 

as a meaningless failure or as a continuity of living, holding some sort of purpose. 

Views depend more on perceived "time-left-until-death" than on age. Reed found 

that seeing death as a developmental process, or as a continuum towards 

something more was associated with a more positive view of death. Belief in the 
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afterlife was found to be the most significant predictor of a positive at death 

perspective. 

The paradox is that a person sees death as universal, but cannot imagine 

his or her own death. Wanting to live and wishing to die are not mutually exclusive 

(Weisman, 1972). Weisman (1972, 1979) discussed an appropriate, or good, 

death which requires awareness, acceptability, propriety, and timeliness. A good 

death can be described simply as whatever the dying person wants. Examples 

of prerequisites include physical comfort, family and person "letting go", resolution 

of feelings, peacefulness, and not being alone (Samarel, 1989). 

Seeland (1991) describes a person as a "unified field" of energies. What 

physically appears to be death, by current technology, may later be viewed as a 

change in the total "unified field" of a person. This unified field encompasses 

physical, emotional, mental, and spiritual fields of energy. 

There are as many definitions and concepts of death as there are people. 

How one feels about death changes with time, especially in the face of a life-

threatening situation. As death approaches, it asks "here I am, but what am I?" 

(Weisman, 1972, p.226). 

Dying 

The concept of dying is often thought to be synonymous with the terminal 

stage of life (Weisman, 1972). Many physicians have difficulty recognizing when 

patients are dying. Few physicians have witnessed the process of dying outside 
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of sudden death. Physicians may not believe a person is dying until all potentially 

beneficial treatments have been exhausted. Once physicians acknowledge that 

a patient is dying, they may believe there is nothing more to do, and then have 

difficulty relating to that patient (Dunlap, 1993). Once nurses acknowledge that a 

person is dying, they often become more mechanical and spend less time with 

that person (Kastenbaum, 1986). 

The knowledge that a person is dying is powerful. This knowledge changes 

the way the dying person sees the world, and the way the world sees the dying 

person. The possibility of imminent death versus certainty of imminent death 

evokes different responses (Kastenbaum, 1986). When a person believes that he 

or she is dying that person may think there is nothing more to do. Another dying 

person may believe that if there are still knowledge and thoughts, there are 

choices to be made (Saunders & Sykes, 1993). Reed (1987) found that people 

who considered themselves terminally ill had the same potential for well-being as 

their healthy counterparts. 

Aging is sometimes a synonym for dying, as they are both a gradual failure 

of organs as well as personal and social life. It is unclear when a person is dying. 

Are they dying when physicians discover a malignancy? Are they dying when they 

learn of their malignancy or when they accept it? Are they dying when someone 

decides there is nothing more to do? (Kastenbaum, 1986). 
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The Process of Dying 

Several researchers have described the process of dying. Weismann 

(1979) likens the process of dying to war. Families are split apart or drawn 

together, jobs and relationships disintegrate or are created, conflicts are amplified, 

and values uprooted. Goals are forgotten as a cause is pursued, and new 

problems may arise from the cure. 

The five phases of dying observed and described by Kubler-Ross (1969) 

are well known to health care professionals as well as the general public. Initially, 

a person experiences denial and isolation as a buffer, then he or she becomes 

angry. The person may bargain for more time, and then become depressed. 

Eventually, the person may reach acceptance. Phases may be experienced out 

of order, repeatedly or not at all. 

Frankl (1959) described the process of adjusting to life in a concentration 

camp, where the constant threat of death was at first a shock, and then became 

entrenched in the routine of trying to stay alive. Finally, there was liberation, either 

through death, release or self-transcendence. Women with stage IV breast cancer 

evolved through a process towards self-transcendence. As they learned how to 

live with advanced disease, they learned to broaden their perspectives. They 

sought to accept unchangeable adversity and to find meaning in something 

outside of themselves (Coward, 1990). 
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The process of searching for meaning is closely intertwined with the 

process of dying. People with recently diagnosed cancer displayed six themes in 

searching for meaning: answering the question "why me?," facing the 

consequences of having cancer, reviewing life, changing outlook on life, learning 

to live with cancer, and hoping for something. Throughout this process, the desire 

to live was expressed (O'Connor, Wicker & Germino, 1990). 

The goal of a support group for women with advanced breast cancer who 

were in the dying process was to gain or maintain a sense of meaning in their 

lives. The facilitators found that the women were more afraid of the dying process 

than of death itself. They were afraid of pain, isolation, and loss of functioning. 

The facilitators also found that during the dying process, the women experienced 

accelerated personal growth (Spiegel & Yalom, 1978). 

When a person enters the dying process, awareness of their new status 

remains a variable. There are four types of knowing in the Awareness Theory. 

Closed awareness means the person with cancer does not know he or she is 

dying, but the family, and health care professionals are aware. In suspected 

awareness, the person has picked up clues, but no one has come forth to state 

his or her status. Mutual pretense awareness is a "ritual drama" when everyone 

knows but no one is talking. Open awareness remains with ambiguities, but 

everyone knows the person is dying. There are behaviors and discussion between 
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the dying person and others in that context. A person's awareness may change 

and fluctuate during the process of dying (Glaser & Strauss, 1965). 

The dying process can be described as a transition through three belief 

systems; it won't happen to me, it might happen to me, and it is happening to me. 

A person moves through these systems individually with no set regimen. The 

beliefs carry with them multiple emotions which can be experienced at the same 

time (Buckman, 1989). 

The process of dying can be seen as a living-dying interval which starts with 

the crisis of knowledge and ends with death. Initially, there is an acute crisis which 

taxes psychological resources. Next, there is the chronic living-dying phase during 

which a person deals with the issues of dying. These issues include the fear of 

the unknown, loneliness, sorrow, fear of or actual loss of control, and pain. During 

the terminal phase, the dying person withdraws from an external to an internal 

focus (Pattison, 1977). 

Hodgson (1993) describes the processes a person moves through when 

facing death. The person receives the threat of death, experiences anxiety, 

develops coping strategies and defense mechanisms, experiences emotional 

responses, and acceptance which leads to adaptation. 

The process of dying can be compared to the process of birth. Birth is 

preceded by pregnancy, which generally goes on until the woman feels she is at 

her limit. Then the process of birth begins, out of her control. She may resist it 
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or cooperate. Pain is often necessary. If she is prepared for the process she may 

have less fear and be more able to manage. The outcome may be a new 

beginning (Seeland, 1991). 

Dying as a Developmental Stage 

A developmental stage can be defined as a part of the natural progression 

from a previous, simpler stage, to a later, more complex stage. Development may 

pertain to the physical, cognitive, social, emotional, spiritual, or personal. Theories 

of development are often closely related to time or age (Erickson, 1968; Freud, 

1949; Piaget, 1954). Other theories relate development more to environment or 

circumstances (Bandura, 1977; Skinner, 1976). Rogers (1961) emphasized the 

interaction of self with experiences in a developmental process. 

Kubler-Ross, (1965, 1975) views the dying process as a developmental 

process, and refers to death as the final stage of growth. Facing one's mortality 

can be a major inspiration, a positive and constructive experience. 

Reed (1986a) described the dying phase as the most complex of 

developmental stages. Comparing adults with terminal illness to healthy adults, 

she found that developmental and psychosocial factors influenced death 

perspectives more than health conditions. She postulated that people who are 

dying may view death in a more positive way, and be more willing to discuss it, 

than health care professionals. Reed found that religious development (1986b), 
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spiritual development (1987, 1991a), and self-transcendence (1991b) are 

associated with the end-of-life stage of living. 

Frankl (1959) discussed how some people learn to deal with chronic life-

threatening circumstances productively, such as with self-transcendence, while 

others let go of life. He defined self-transcendence as giving oneself to a cause 

or to another person. The more self-less one becomes, the more human. 

Experiencing self-transcendence requires introspection, emotional strength, and 

inner decision. It is the ultimate freedom and reward. "Fundamentally, therefore, 

any man can, even under such circumstances, decide what shall become of him -

mentally and spiritually" (p.87). The final stage of being, what each person should 

strive for, occurs when a person decides "it did not really matter what we expected 

from life, but rather what life expected from us" (p.98). 

Age, intellectual development, ability to control one's situation, gender and 

interpersonal relationships are a few factors which influence how a person views 

the dying process. People who are emotionally and intellectually mature, either 

through experiences and/or time, tend to see the dying process more as a 

developmental process. It is seen as an opportunity for growth, as much as a 

time for change (Kastenbaum, 1986). 



Attitudes and Perceptions of the Dying Process 

Society 

Society's attitudes towards dying are changing. The general population is 

becoming older, there is increasing literature on the topic, the hospice movement 

is progressing, advancing technology is forcing people to look at death and dying 

issues, and the AIDS epidemic is blatantly defying medicine's recently acquired 

security provided by vaccines (Backer, Hannon & Russel, 1994). Currently, only 

25% of people in the United States die at home. In the near future, this trend will 

reverse, just as other modes of health care are moving into the home. The public 

is becoming better informed and there is an increasing openness to the issues of 

death and dying (Smith, P. 1993). 

Yet in many ways, this society still hides the dead and dying from the living. 

People are embalmed and cosmetically prepared for their funerals. The elderly are 

separated from the young. The dying process as a natural phenomenon is not in 

the media, while violence, abortion, and euthanasia receive most of the attention 

(Pattison, 1977). People who do not have cancer, but live with the high probability 

of a near death, are not considered terminally ill. To have the status of a dying 

person, one generally must have cancer (Cowley, 1990; Dunlop, 1993). Hall 

(1990) gave the example of a 24 year old with leukemia who may be dying, but an 

85 year old recovering from pneumonia is not dying, though they have the same 

life expectancy. 
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The perceived social value of a person, based on age, employment and 

other factors, gravely determines treatment decisions (Glaser & Strauss, 1965; 

Kastenbaum, 1986). One study evaluated the effect of social class on the care 

that people received the last year of their life. The working class (the lower class) 

died sooner, were less satisfied with their care, had poorer housing, and spent 

less time with their general practitioner than the middle class (Cartwright, 1992). 

Another study found unemployed, non-white patients less satisfied with hospital 

nursing care compared to whites with higher income and education (Servellen, 

Lewis, Leake & Scheitzer, 1991). 

Health Care Professionals 

In one study, 45% of nurses and physicians reported feeling comfortable 

talking with a patient about dying (Kincade, 1983). In another study, almost half 

of surgical residents thought that terminally ill patients did not want to discuss their 

prognosis (Rappaport, et al., 1991). Interpreting Kubler-Ross' stages to be written 

in stone, many health care professionals believe every person with advanced 

disease must openly accept and discuss death and dying (Buckman, 1989; 

Pattison, 1977). Yet there is a belief that spending too much time with the dying 

is harmful to caregivers (Fochtman, 1974; Timmermans, 1993). Many nurses avoid 

discussions with dying people by staying busy with physical aspects of care. 

(Benoliel, 1988; Kastenbaum, 1986). Health care professionals may expect a 
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person to be more open about dying than they expect themselves to be (Hall, 

1990). 

Glaser and Strauss (1965) coined the term "status passage", when a person 

moves from nondying to dying status. They discussed a dying trajectory which 

includes lingering deaths (the person has often been socially dead already), 

expected quick deaths (after a dangerous procedure or incident), and unexpected 

quick deaths (the most difficult for nurses and physicians to deal with). Lingering 

deaths are often treated with avoidance, since there is "nothing else to be done," 

or the focus becomes technical aspects of care. 

Physicians experience two facets of fear when dealing with the dying; the 

universal fear of personal extinction through identification, and the fear of 

impotence and defeat. Physicians may feel like the dying person presides on a 

different plane than the living, and the boundaries should not be violated (Servalli, 

1988). The traditional role of the physician as a curative or comforting agent is in 

conflict with telling someone that they are dying (Todd & Still, 1984). 

Physicians and nurses tend to choose specialties which minimize contact 

with dying people (Glaser & Strauss, 1965). They reported that problems of 

working with the dying are lack of knowledge and lack of emotional outlet. Nurses 

also reported lack of time, changing assignments, and poor communication 

between nurses, physicians, patients and families also make caring for the dying 

difficult (Kincade, 1983). Other problems included the stress of identifying with the 
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patient, changes in the patient's appearance, distressing types of death, lack of 

clear policies, and watching suffering (Benoliel, 1988). The work environment and 

occupational demands may be more stressing than working with people who are 

dying (Benoliel, 1988; Vachon, 1986). Hospice nurses report fewer stressors and 

fewer manifestations of stress than nurses in other specialties (Bram & Katz, 1989; 

Vachon, 1986). 

Nurses and physicians have different perceptions about the needs of the 

dying. Physicians have less social and behavioral background, and are more likely 

to see the patient as a diagnostic challenge. Nurses are more likely to see 

patients as part of a family or community, and deal with them more intimately. 

Unlike physicians, nurses preferred scheduled pain medication over dosing as 

needed. When asked where people should die, both preferred at home or on a 

specialty unit (Kincade, 1983). When asked what care they would like for 

themselves should they be dying, demented or in a persistent vegetative state, 

nurses and physicians were unlikely to want aggressive treatment. Many would 

decline care on the basis of age alone (Gillick, Hesse & Mazzapica, 1993). 

Medical students reported that caring for dying patients would be 

professionally challenging, while nursing students reported that it would be more 

personally satisfying. They both reported that talking with people who were dying 

was the most difficult aspect of caring for them (Gates et al., 1992). 
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Some believe that medical and nursing education erroneously separate the 

body and soul, and that education is the key to preventing that dichotomy 

(Cousins, 1976; Lane, 1987). Nursing students demonstrated lower death anxiety, 

and more confidence in caring for people who are dying after completing a course 

on death and dying (Lockard, 1989). Of the schools that responded to a survey, 

15% of nursing and 13% of medical schools offered a complete course on death 

and dying. Over 80% reported information on death and dying was integrated into 

the curricula (Dickinson, Sumner & Durand, 1987). 

There are opposing ideas on what is appropriate care for people with poor 

prognoses. There are four levels of care: 1) emergency, 2) intensive care and 

advanced life support, 3) general medical care, such as drugs, surgery, hydration, 

and nutrition, and 4) general nursing care for comfort, including hydration and 

nutrition if indicated by the patient's hunger or thirst. Health care professionals 

need to listen and follow the patient's lead when undertaking the topic of care and 

dying. However, all levels of care must be offered and discussed (Society for the 

Right to Die, 1985). Communication is verbal and nonverbal. Wishes must be 

clarified, and care taken not to confuse a dying person's values with one's own 

(Kastenbaum, 1986). 

The importance of psychosocial factors on survival and quality of life has 

been investigated. The results of one study found no correlation between longer 

survival and psychosocial support for people with advanced disease (Cassileth, 



Lusk, Miller, Brown & Miller, 1985). More often the reverse has been found in 

studies with the elderly and with people who have advanced disease (Berkman & 

Syme, 1979; Blazer, 1982; Goodwin, Hunt, Key & Samet, 1987; Spiegel, Bloom, 

Kraemer & Gotheil, 1989). Support groups for people in the dying process have 

been found to be helpful in a number of ways. They counter isolation, allow for 

identification and learning, provide unconditional acceptance, are a source of 

hope, and an opportunity for altruism (Spiegel & Yalom, 1978). As a result of 

group therapy, participants reported less mood disturbance, fewer problematic 

methods of coping, and less fear (Spiegel, Bloom & Yalom, 1981). Key features 

of discussion were information about improving communication with family and 

health care professionals, controlling pain and other symptoms, living as fully as 

possible, and direct discussion of death. In one study, women who attended 

support meetings lived twice as long as the control group, who did not attend 

support meetings. Oncologic staging and other traditional therapeutic variables 

were held constant (Spiegel, Bloom, Kraemer & Gotheil, 1989). Wellness therapy 

through groups and camps, is associated with similar emotional and physical 

benefits (Wallace, Graham & Wonch, 1993). The emphasis is on maintaining or 

improving family and social environments, and making life with illness consistent 

or improved over life before illness (Carey, 1975). 

Lane (1987) described the importance of providing spiritual care. She listed 

four spiritual needs, for patients and for nurses: transcending, connecting or 
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belonging, giving life, and being free. She elaborated on these needs and 

provided guidelines for spiritual care. 

Spirituality and self-transcendence are resources for a dying person. Life-

enhancement groups, reminiscence group therapy, logotherapy, meditation, 

prayer, journal-keeping, and group sharing are methods to facilitate spirituality and 

self-transcendence (Reed, 1987; Reed 1991b). Reviewing life may be seen as 

maladaptive, but there is evidence that reminiscing can be therapeutic (Haney, 

1991; Pickerel, 1989). When people feel a sense of history, and believe they are 

part of the past and the future, they may have a more positive attitude towards the 

dying process (Kubler-Ross, 1975). To enable people to maximize their potential 

as unique individuals, their hopes and expectations for the future should be known 

to caregivers and health care professionals (Saunders, 1984). 

Gadow (1980) stated that before questions can be answered of how to care 

for the person in the dying process, discussion must take place as to the concept 

of death. She differentiated between paternalism, (acting on the behalf of another) 

and advocacy, described as assisting an individuals in self-examination, to clarify 

his or her views and reach decisions that are congruent with their understanding 

of death. Nurses must be advocates of self-determination for the dying person. 

Facilities designed for the care of the dying have been in existence for 

hundreds of years. The earliest were Christian foundations, in which religiousness 

may have provided meaning for death (Saunders, 1984). The first hospice was 
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started in 1967, with a different focus than the Hippocratic tradition. Palliative and 

supportive care are the basic principles (Saunders & Sykes, 1993). There are six 

components to hospice philosophy: individualized care, availability of nursing, 

anticipatory care, symptom control, rapid, effective nursing involvement, and 

interdisciplinary management (Petrosino, 1986). The Hospice movement has 

influenced conventional medicine, particularly in the area of pain control and 

interdisciplinary approaches. Barriers to hospice include Medicare restrictions and 

poor reimbursement, health care professionals' lack of education, and difficulty in 

knowing when a person is dying (Rhymes, 1990). 

Families and Caregivers 

Families and caregivers often have different perceptions than health care 

professionals. In one study, there was agreement on which problems occurred 

during the dying process, but not on the frequency. Common problems included 

pain, breathing, poor oral intake, incontinence, mood problems, and blunted 

alertness. Less often, fearfulness, not saying goodbye, dying alone, nausea, and 

nonexplicit code status were also problems. Families thought pain was more of 

a problem than nurses did, and nurses thought stool and urinary difficulties were 

more of a problem than families did (Mogielnicki, Nelson & Dulac, 1990). A quality 

of life study on hospice patients used opinions of caregivers, physicians, and 

nurses who rated the quality of the last two weeks of life to be very low in 80% of 
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the patients. The results did not differentiate between health care providers' and 

family perceptions (Morris, Suissa, Sherwood and Wright & Greer, 1986). 

Nurses and physicians may not realize that some things, such as food and 

water, have symbolic significance to families and caregivers (Society for the Right 

to Die, 1985). Nurses may think families need to vent their feelings, while families 

may consider information more helpful (Hull, 1989). Information and honesty were 

two important needs of families and caregivers (Trigali, 1986). in one study 

families and caregivers were asked for their perceptions regarding the care of 

dying people. In the hospital, 20% thought that treatment for pain, shortness of 

breath, insomnia and depression was inadequate, 50% were dissatisfied with 

nursing care (nurses were too busy), and 39% were dissatisfied with information 

they received. At home, 27% were dissatisfied with the physician, 20% were 

dissatisfied with nurses (nursing care was rushed and without continuity) and 15% 

of the families needed help at night and either had trouble getting help, or could 

not obtain it at all (Addington, Mac Donald, Anderson & Freeling, 1991). 

Families and caregivers often try to protect children from death and dying. 

This lack of experience may lead to problems later, when as an adult they are 

forced to deal with someone in the dying process (Pattison, 1977). Families and 

caregivers often expect a dying person to look different, and if the person looks 

too healthy, they have trouble accepting the prognosis (Kastenbaum, 1986). 
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Family members also try to protect the person who is dying from their own 

death. In one study children of dying parents were surveyed. While 52% of 

offspring believed they knew their parents' wishes for end of life care, 46% did not 

comply with those wishes. Six of 48 patients were deemed competent by their 

physicians. Half of the children of these six did not think their dying parent should 

be involved in the decision making process (Sonneblick, Friedlaunder & Steinberg, 

1993). People who are considered terminally ill are often excluded from decisions 

about their own lives as if their opinions are the least relevant (Kubler-Ross, 1969). 

People Experiencing the Dying Process 

Health care professionals have described how the dying perceive their 

situation. Weisman (1979) observed their experience as initially feeling 

"overburdening mortality," that every day is precious, that physicians do not adjust 

as well to dealing with the terminal diagnosis as patients do, and that they wanted 

to know what to expect. He quoted a patient; "I don't expect a cure, but I need 

all the help I can get. Don't give up on me or anyone else" (p. 5), "The most 

degrading thing was the desertion" (p. 6). 

Even if they are not specifically told, most people are aware of the nature 

and implications of their disease (Germino & Mc Corkle, 1985; Kubler-Ross, 1965). 

The distress and depression they experience when they are told they are not 

curable, is positively correlated to regrets (Gotay, 1984). They fear personal 

extinction as well as the manner in which they might die (Servalli, 1988). Initially, 



they experience crisis which becomes threat assimilation over time, as they learn 

to deal with symptoms (Mc Corkle & Quint-Benoliel, 1983). 

Once they acknowledge awareness of their situation, dying people have 

obligations of how to behave. They are to maintain composure, face death with 

dignity, cooperate with caregivers, and be kind (Glaser & Strauss, 1965). Anger 

may be toward the whole world of survivors, at fate or God, or at anyone who tries 

to help (Buckman, 1989). Although anger is frequently associated with loss, one 

study reported overall low anger scores among people with advanced disease. 

Investigators used the Siegel Multidimensional Anger Inventory in a longitudinal 

study and found that anger was positively correlated with symptom distress, youth 

and depression, and was negatively correlated to church attendance (Taylor, 

Baird, Malone & Mc Corkle, 1993). Waiting and worrying are common, especially 

in waiting rooms. In a qualitative study, subjects reported that silent waiting 

rooms, appointments running late, having to remove clothes, aloof technicians, 

physical disfigurations, and large machines all add to the worrying experience 

(Welch, 1981). Eakes (1993) used qualitative and quantitative methodology and 

found that chronic sorrow was experienced by people with cancer, but that it was 

intermittent and did not preclude periods of satisfaction and happiness. 

During structured interviews, elderly with advanced cancer stated that their 

gains and losses due to illness were approximately equal. Some life events they 

perceived as most significant were visits from friends, starting or stopping cancer 



35 

treatment, increased ability to do activities, visits from physicians or nurses, 

increasing symptoms, receiving mail, death of a close family member, and loss of 

pleasurable activities (Scott, 1987). 

Researchers found that the reactions to recurrent cancer depended on the 

developmental stage of the person and their family. The Impact of Event Scale 

and Psychosocial Adjustment to Illness Scale - Self Report were used in 

semistructured interviews. In this study, recurrent cancer was more upsetting than 

the initial diagnosis for 78% of the subjects. The threat of death was more real, 

decisions were more difficult, and side effects more severe. Forty-five percent 

believed their cancer was some form of punishment. Most reported their 

performance at work was good, but they missed many days, their marital 

relationships remained good, but other social contacts diminished, and that 

caregivers thought patients had more knowledge of the disease process than was 

true. One-third increased their religious activities and reported a greater sense of 

meaning in life (Mahon, Cella & Donovan, 1990). 

Physical aspects of the dying process have been evaluated with 

questionnaires. Some researchers have found that the person who is dying may 

report less pain and nausea, and better sleep than their family members or 

caregivers report (Curtis & Fernsler, 1989). Physical symptoms such as 

hallucinations were not necessarily negative experiences for people in the dying 

process. The visions described were often deceased relatives and nonthreatening 
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figures (Seeland, 1991). More distressing seemed to be fatigue, insomnia, pain, 

nausea, bladder and bowel problems, difficulty concentrating, coughing, breathing, 

dry mouth, dysphagia, pruritis, and confusion (Kurtz, Kurtz, Given & Given, 1993; 

Mc Corkle & Quint-Benoliel, 1983: Saunders & Baines, 1989). One study 

compared self care burden between newly diagnosed and people with recurrent 

disease. Results indicated that self care burden is not significantly higher in 

people with recurrent disease, that fatigue was the most troublesome problem, and 

that they have a realistic understanding of their prognosis, but were still able to 

maintain some hope for remission, control or cure (Munkres, Oberst, & Hughes, 

1992). 

Several qualitative studies have looked at what concerns people who have 

advanced cancer. They are often concerned with quality of nursing care, 

accessibility of physicians, and accuracy of information (Benoliel, 1988). Frequent 

concerns are: health, such as symptoms and side effects; self appraisal, such as 

chance and purpose of survival; work and finances, which are closely tied to 

personal identity; relationships with family and significant others; embarrassing 

consequences of illness; social restrictions, and conflicts. They also have religious 

concerns, such as missing church, and existential concerns, which are often not 

overtly expressed. People with advanced disease tend to have low expectations 

of friends and associates, but appreciate when anyone expresses concern 

(Weismann, 1979). Scanlon (1989) listed similar concerns: debilitation, 



dependency, arranging affairs, uncertain future, lingering, dying alone, loss of 

control, changes in mental functioning, and the afterlife. Heinrich, Schag and 

Ganz, (1983) developed the Cancer Inventory of Problem Situations and listed 

changes in appearance, communication control and anxiety in medical situations, 

pain, prosthetic appliances, dating, sex, employment, and difficulty understanding 

information were common concerns of living with cancer. Spiegel, Bloom and 

Yalom (1981) observed that floating anxiety and helplessness were also concerns. 

Dependency and loss of control are major concerns of people who have 

advancing disease (Lewis, 1989; Pitkin, 1975). Having an external locus of control 

during treatment failure seemed to be a defense, while having an internal locus of 

control and failing treatment may lower self-esteem (Lewis, 1989). 

Finances are often a concern for people who have advanced cancer. Miller 

and Rossner (1991) observed that they may experience frustration trying to find 

someone who is knowledgeable and willing to listen to practical concerns related 

to dying, such as planning a funeral and rewriting a will. Perception of financial 

assets changes from monetary to emotional value. 

The best place to die is also a concern. People who are dying as well as 

healthy adults have been surveyed for their opinions on where the best place to 

die would be. Results from a survey asking people their place of death preference 

indicated that 54% wanted to die at home, 22% in the hospital, 22% in a hospice, 



and 2% wanted to die elsewhere (Townsend, et al., 1990). Other studies resulted 

in concurrent findings (Charlton, 1991; Howe, 1980). 

People who are experiencing the dying process develop multiple ways of 

coping. Getting information, sharing concerns, humor, distraction, taking action, 

acceptance, changing outlook, submitting to the inevitable, withdrawal, negotiating, 

blaming someone or something, and seeking direction from others are methods 

of coping (Gotay, 1984; Weisman, 1979) Living with a life-threatening disease, 

people adapted by living one day at a time, thinking more about life and what is 

important, feeling more grateful, trying to take things as they come and not get 

down, feeling better about self, feeling optimistic about treatment, and enjoying self 

more. Receiving treatment and having human contact were helpful in dealing with 

diagnosis and health status (Longman & Graham, 1986). Although they were 

aware of the nature of their illness, they had a desire to normalize life, to maintain 

routines as much as possible (Lewis, Haberman & Wallhager, 1987). 

People's decision to commit suicide is another method of coping and is 

largely affected by how they view death. The true number of people with cancer 

who commit suicide is unknown. The reported rate is higher than suicide in the 

general population. There is often a three-way link between cancer, depression, 

and suicide (Saunders, & Valente, 1988). Often people kill themselves because 

death is less frightening than real or potential experiences associated with having 
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the diagnosis of cancer (Weismann, 1972). Self-destruction is also dependent on 

societal and cultural views of death (Kastenbaum, 1986). 

Instead of committing suicide, some people seem to decide when to die of 

natural causes. Birthdays, weddings, and holidays are often the apparently 

predetermined dates around which people often choose to die. Death has 

meaning for them which is inseparable from life events (Frankl, 1959; Philips, Van 

Voorhees & Ruth, 1992; Seeland, 1991). 

While no study compared the importance of physical needs to nonphysical 

needs, a general review of literature on the concerns and needs of the dying 

indicated that psychosocial needs were often just as important or more so than 

physical needs (Kubler-Ross, 1969; Lane, 1987; Lehman, De Lisa, Warren, de 

Lateaur, Bryant & Nicholson; Lewis, 1982; Lewis, 1987; McGinnis, 1986; Saunders, 

1989; Saunders & Sykes, 1993; Scanlon, 1989; Scott, 1987; Servalli, 1988). 

Kubler-Ross (1969) found nonphysical needs to be prevalent among the 

dying. Upon asking patients what could hospital personnel do to help, they said 

they needed help to make sure their dependents were taken care of, that 

physicians and nurses should ask about a person's home life and how it affects 

his or her health and perspective on dying. One woman said, "It is the little things 

that count. Why in the world can't they talk with me?" (p.217). 

It is debatable if, in general, people who are dying want or need to talk 

about death and dying. In a study about significant life events of elderly with 
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advanced cancer, in 49 of 53 interviews, subjects brought up the topic of death 

and dying without any conscious prompting by the interviewer. The interviewer 

purposely did not mention death or dying herself. Fourteen of the subjects 

mentioned that they thought about what their deaths would be like (Scott, 1987). 

People may be more willing to talk about end-of-life issues than health care 

professionals believe. Focusing on a person's goals, and not waiting until death 

and dying issues are forced, are important in improving the care of someone with 

a life threatening illness (Wiebe, 1993). Denial is a right, and may be necessary 

in some cases, to maximize quality of life. If a person chooses to be in denial, he 

or she should not be labelled pathologic (Smith, 1993). People who are dying 

often have "middle knowledge." They know, and they do not know about their 

impending death. One discussion about their situation is not enough. They 

cannot be rushed, and they may feel differently about life and death depending on 

the day (Weismann, 1972). 

Using qualitative and quantitative methods, investigators studied patient 

satisfaction with communication about tests, symptoms and treatment. There was 

general satisfaction about factual knowledge, such as medication information. 

Some patients tended to seek out as much information as possible, while others 

avoided information (Streptoe, Sutcliffe, Allen & Coombes, 1991). Buckman (1989) 

stated that communication was the biggest cause of dissatisfaction between 

patients, family, and health care professionals. Mc Corkle and Quint-Benoliel 



(1983) found that interviewing patients may have improved their moods and 

lessened their concerns related to their health status. A survey of over 4,000 

people seeing general practitioners had the following results: 69% thought 

physicians should tell people if they are dying, 88% wanted to be told, 76% wanted 

their family told, 44% reported that their greatest worry was leaving their family, 

and 24% said it was fear of the unknown (Charlton, 1991). 

Besides communication, other nonphysical needs are self-esteem, 

spirituality, and self-transcendence. Anger and guilt over dependency, unmet self-

expectations, criticisms from others, and loss of previous sources of gratification 

may contribute to the elderly losing their purpose for life (Reed, 1991). Lane 

(1987) maintains that every patient, especially those who may be dying, needs to 

connect and belong, needs to give something back, needs to strive for self-

transcendence, and needs to be free. Dame Cicely Saunders (1984) described 

a dying man who gave his money to her so that she could start St. Christopher's 

Hospice. She quotes him, "I want what is in your mind and in your heart" (p.240). 

One researcher asked people with cancer to rank the importance of five 

psychosocial needs. Hope, honesty, and information were the most important. 

Emotional expression and discussion of issues related to death and dying had too 

wide a variation of response to generalize (Young-Brockopp, 1982). Honesty, 

someone to listen and be present, and to facilitate independence were 

psychosocial needs described by other researchers (Mc Ginnis, 1986; Saunders 



& Sykes 1993; Scanlon, 1989). Seravalli (1988) described the wishes of the dying 

to be still among the living, to be appreciated for what one still has to offer, and 

to still have meaning in other people's lives. 

Six survey instruments were used in a study to collect data on factors 

associated with meaning in life among people with recurrent cancer. Results 

indicated that 43% of people with cancer had a clear sense of meaning regarding 

their diagnosis, 41% were indecisive, and 16% lacked any clear meaning. Higher 

symptom distress, youth, being elderly or unmarried were negatively correlated 

with have a sense of meaning about their diagnosis (Taylor, 1993). In a 

phenomenological study, meaningful life experiences for the elderly involved 

concern for others, helping others, taking action, and situations which enhanced 

an overall positive feeling about self or others (Trice, 1990). 

Reed, (1986b, 1991) found that towards the end of their lives people had 

increased religiousness and spirituality (1987). She maintained that the dying have 

the same potential for well-being as the healthy. Religious beliefs greatly affect a 

person's perspective of dying. Awareness and acceptance of different belief 

systems are essential to meeting a dying person's needs (Green 1992a, Green 

1992b). 

People who have been given a life-threatening diagnosis have an altered 

sense of time (Haney, 1991; Lewis, 1989; Mc Corkle & Quint-Benoliel, 1983; Reed, 

1986; Spiegel & Yalom, 1978). They may see time in the context of the next 
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chemotherapy or the next pain treatment (Haney, 1991). The diagnosis of 

advanced cancer brings about an increased awareness of the passage of time 

and an acceleration of the process of personal growth (Spiegel & Yalom, 1978). 

Transcendent death is a method of extending one's future by changing one's time 

perspective through biological, psychic, creative, natural or theological modes. It 

is a buffer against realization for the terminally ill, who must confront time when 

they confront death. As people become more aware of their own mortality, death 

may be perceived less negatively (Reed, 1986a). 

Bradt (1987) used the Beck Hopelessness Scale, the Rotter Internal-External 

Scale, and the Demographic Information Questionnaire and found that people with 

advanced cancer were generally hopeful. In another study, patients were asked 

to complete a questionnaire about the effects of physical disability and illness. 

They reported significantly more positive aspects of having a life-threatening 

disease than family, caregivers or health professionals reported. Positive changes 

were social, family and emotional (Hamera & Shontz, 1978). A dying man was 

quoted, "...entered into a period of stronger feelings and saner understanding. 

And yet here am I - essentially unchanged except for a sort of distillation into a 

more concentrated me - held in a damaged body which will extinguish me with it 

when it dies" (Zinsser, 1940, p. 439). 



First Person Perspectives on Death and the Dying Process 

There are few first person descriptions of what it is like to have a life-

threatening illness. Cousins (1976) described his experience as first not being 

afraid, but just trusting the physicians as they tried to diagnose what he had. 

Once they told him he had a 1/500 chance of cure, he spent a lot of time trying 

to answer "why me?" He found that his pain was greatly affected by his attitude 

and beliefs about the purpose of his pain. He found much relief from his 

symptoms with high dose vitamin C and daily laughter therapy. He believes the 

will to live creates a physiologic reality with therapeutic characteristics. At the time 

of his article, he was potentially cured. 

Frankl (1959) described how humor allowed aloofness and the ability to 

detach from situations. The hardest thing to deal with was not knowing how long 

suffering would go on. Knowing that death was imminent, he wrote, "with the end 

of uncertainty, there came the uncertainty of the end" (p.91). Existential vacuum 

was not knowing (not deciding) the meaning of life. One must find meaning in 

unavoidable suffering to find meaning in life. He discussed paradoxical intentions; 

fear can bring about what one is afraid of, and trying to reach happiness on 

predetermined criteria makes happiness unattainable. No matter what, a person 

needs a future goal, and to constantly strive for it. Even if everything is stripped 

away, he has spiritual freedom. Frankl did not understand why people were 

jealous of youth. Each day that he lived was something that could never be taken 



from him, "having been is the surest kind of being" (p.144). Frankl wrote his theory 

of self-transcendence within a week of being freed from a concentration camp. 

Papper (1985) was a physician who lived with cancer for 16 years, and 

wrote that he was not emotionally ready to deal with the news that it had recurred 

and he had no future. Over time his outlook changed: "Regardless of the physical 

outcome in an individual patient, there is so much good that can be done along 

the way" (p.276). He wrote an article with specific suggestions regarding how 

physicians and nurses can best help a dying person. First, they must have 

knowledge and skill, technically and interpersonally. Nurses should know a 

person's past and present. Second, they should be clinically creative. Protocols 

are too restrictive. Alternatives and decisions must be individualized. Third, when 

relating to patients, avoid statistics, and if they are given, there needs to be a 

discussion of their significance. Ask about past life successes, pay attention to 

details, small commitments should be kept, reach out to patients between 

appointments, have the primary physician stay in charge, listen and offer hope. 

Papper died before his article was published. 

Radner (1989) describes her experience with cancer from symptom onset 

until a few weeks prior to her death. She comments several times about how no 

one ever said the word "cancer." Her father died of a brain tumor, and she writes 

"My family could probably have used some help in living with illness. Now, almost 

thirty years later, my mother, my brother and I are still suffering from that illness, 



that cancer that killed my father" (p. 91). She describes how her mother, and 

several other people lived with cancer, and how much she admired how they 

carried on with their lives and maintained their physical appearance. When she 

was diagnosed, she spent a lot of time trying to answer "why me?" She wrote that 

she was glad her husband and her physicians had not told her how dim her 

prognosis was. She experienced great fear at times, "Please, someone protect me 

from this cancer. Make me feel safe again" (p. 104). She experienced anger and 

rage often. She worked hard to find humor in her situations and meaning to her 

pain and nausea. Several times she wrote that she needed to be in control. 

When her husband finally yelled at her, she felt better because he was treating her 

like she could take it, 'then I wasn't dying. People whimpering and hovering over 

me made me feel like I was dying. People yelling at me made me feel alive" 

(p.199). At one point she discussed death, "We get to live, and then we have to 

die. What we put into every moment is all we have." "Sometimes I feel like I 

couldn't take the deal - it was just too much. Cancer brought life and death up 

close" (p. 101). She stopped seeing an oncologist because he lacked 

interpersonal skills, and because "He looks at me and he sees me dying" (p. 243). 

She wrote that her biggest fear was abandonment. She fought against her cancer 

until the end. "What I learned the hard way is that there's always something you 

can do. In some cases death seems more desirable. But there is always 

something you can do" (p.267). 
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Hall (1990) was a nurse with advanced cancer. She discussed the 

experience of living with a life-threatening illness, waking at night in panic and 

sweats. She is opposed to the staging of cancer, because it is used to predict 

death, and it is based solely on physical elements of the disease. Staging 

excludes social and psychological factors which are important in life expectancy 

and quality. She emphasizes the need for hope. People need hope "until their last 

breath" (p. 180). No one should be labelled unrealistic, because regardless of the 

circumstances, it is normal to hope. 

Cancer Staging 

Fifty-one percent of all cancers have a five-year survival rate (American 

Cancer Society, 1992). No one can predict who will survive cancer, but the stage 

of disease is the most accurate prognostic factor available. Conventional staging 

is done at the time of diagnosis; the TNM system of staging is the most 

commonly used. This system is based on the size of the untreated tumor (T), the 

extent of regional lymph node involvement (N), and the presence of distant 

metastases (M). The histopathologic type and grade of the malignancy determine 

how abnormal the cells look and how fast they are growing. These factors, as well 

as the results of a history, physical examination, and co-morbidities must be 

considered when deciding on a prognosis (American Joint Committee On Cancer, 

1992). 
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The TNM system classifies the clinical-anatomical picture, but overlooks the 

psychosocial impact of cancer. Weisman (1979) developed guidelines for 

psychosocial staging. The first stage is existential plight, and has two substages: 

impact distress, the moment of being told the diagnosis is cancer; and existential 

plight proper, the first few months after being told. The second stage is mitigation 

and accommodation. The person is in remission or cured and is adapting to his 

or her current health issues. The third stage is decline and deterioration, which 

may start insidiously but results from progression or recurrence of disease. The 

person may become anorexic, lose strength, or become depressed. The fourth 

stage includes preterminality and terminality. Some may believe the dying process 

subtly begins with preterminality. In the terminal stage, independence is 

diminished and relinquished. Psychosocial staging of cancer depends on 

observations and listening, and should be used in conjunction with clinical-

anatomical staging. It negates the tendency to treat the malignancy as if it grows 

in isolation of the person. Treating any symptom or side effect requires some 

degree of psychosocial intervention. 

Recurrence of cancer generally removes the probability of cure. Although 

91 % of recurrent disease is stage III or IV, more than half of people with advanced 

disease are self-sufficient at the time of diagnosis. Thirty percent of people with 

recurrence reported that the initial diagnosis of cancer was more distressing than 

recurrence. Their information and support systems were already in place at the 



time of recurrence. Their major concern was, however, survival (Weisman & 

Worden, 1986). Having stage III or IV cancer may partially remove the uncertainty 

of death, but the time of death remains an unknown (Glaser & Strauss, 1965). 

Summary 

In this chapter, a review of the literature on death and dying was presented. 

The concepts of death, dying, the dying process, and the process of dying as a 

developmental stage were discussed. Attitudes and perceptions of death and 

dying were also discussed from the perspectives of health care professionals, 

family and caregivers, and people in the dying process. Common themes run 

through the different perceptions. Most notably, negative outcomes of the dying 

process may be isolation, fear, and loss of purpose and place at home and in 

society. Positive outcomes of the dying process may be personal growth, 

manifested by greater appreciation of things previously taken for granted, and 

finding purposes and meanings beyond oneself. The lack of qualitative and first 

person information about the process of dying indicates a need for nurses to 

investigate the experience of dying from the dying person's perspective. 



CHAPTER 3 

METHODOLOGY 

In this chapter, the methodology and design of the study are described. 

The sample and setting, data collection, analysis, and protection of human 

subjects are also addressed. 

There is limited investigation on the process of dying from the dying 

person's perspective. Instruments and questionnaires developed to evaluate the 

dying process have focused on certain elements, such as concerns (Mc Corkle & 

Quint-Benoliel, 1983), physical symptoms (Addington-Hall, Mac Donald, Anderson, 

& Freeling, 1991), spirituality (Reed, 1987), and self transcendence (Coward, 1989, 

Reed, 1991b). Further qualitative research is warranted due to the lack of global 

information available on the process of dying. 

Qualitative data are narrative and descriptive. Their value lies in the ability 

to give the reader an understanding of the subject's world and in setting the 

foundation for more specific, and often quantitative research (Field & Morse, 1985). 

Previous theories on death and dying have been developed from interviews, 

observations, and clinical experience (Glaser & Strauss, 1965; Kubler-Ross, 1969; 

Weisman, 1975). These are medical and social theories, which have been widely 

accepted. There is a need for nursing to seek exploratory knowledge on the 

process of dying and compare findings to existing literature. The 1990s have 
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brought new aspects to the dying process which need to be discovered and 

addressed by nurses. 

Design 

Grounded theory is an inductive and deductive qualitative method of theory 

development, and assumes the existence of a process (Field & Morse, 1985). 

Grounded theory uses constant comparative analysis to identify themes and 

categories in the data, and discover processes related to the research topic 

(Simms, 1981). Data analysis starts with data from the initial sample, and is 

compared to findings of each subsequent sample thereafter. Categories arise 

from properties, and categories guide choices of theoretical sampling. Theoretical 

sampling is done to substantiate the emerging categories and postulates. 

Theoretical sampling continues until categories are saturated, there are no new 

data (Simms, 1981), and the explanatory power of the core category is established 

(Glaser & Strauss, 1967). Categories are analyzed to see how they relate to each 

other, concepts are developed, and a theory is potentially generated (Antle May, 

1980). Grounded theory is appropriate for this study due to the lack of research 

and the absence of nursing theory on death and dying. 

Setting and Sample 

Interviews took place in a metropolitan area in southwestern Arizona, in the 

subjects' homes or place of the subjects' preferences. The setting for data 

collection was relatively free of distractions, and was chosen by subjects for 
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privacy, comfort and convenience. The sample consisted of six adults diagnosed 

with third or fourth stage cancer. 

Subjects were English speaking and over 18 years of age. Subjects 

indicated their awareness of the life-threatening nature of their disease to their 

physician or nurse prior to the invitation to participate in the study. Subjects were 

recruited in consultation with their physician and nurse on the medical/surgical 

oncology unit at a local hospital. They were contacted by the investigator to offer 

them participation, and to arrange an interview time when appropriate. 

Protection of Human Subjects 

This study was approved by the Ethical Review Committee of the College 

of Nursing (Appendix A) and granted exempt from full University review (Appendix 

B). Written permission from the Chair of Human Subjects and Access 

Subcommittee of the University Medical Center was obtained for clearance to 

begin data collection (Appendix C). A consent form explaining the purpose and 

procedure of the study was given to each subject with a verbal explanation by the 

investigator prior to the interview (Appendix D). Subjects were advised that they 

could withdraw at any time without negative consequences. Subjects were 

informed that their right to confidentiality would not be violated. 

Data Collection 

Interviews began with an open-ended question: What does having third or 

fourth stage cancer mean to you? An open-ended question was used to allow 



53 

the subject to convey significant domains of the dying process (Field & Morse, 

1985; Schatzman & Strauss, 1973). The purpose of the question was to elicit 

information regarding the experience of dying, and what people want their lives to 

be like when they are dying. Follow up questions served to encourage subjects 

to further discuss any domains of the dying process identified as significant. For 

example, in the first interview, the subject frequently referred to "last July when I 

was dying," one follow-up question was, "why did you think you were dying?" In 

subsequent interviews, a similar question may have been asked if the subject 

introduced the topic of dying. To ensure that no stated adverse effects resulted 

from the interview, a 24-hour follow-up phone call was made to each subject. 

At the beginning of each interview, subjects were told that if they did not 

wish to discuss any information or if they wished to stop the interview, that was 

acceptable and their wishes would be respected. Interviews lasted approximately 

45 to 90 minutes, with one exception; the third interview was ended after 20 

minutes because the subject appeared to be having difficulty continuing. Each 

interview was tape-recorded. Field notes were taken to document observations 

of the subject and setting (Schatzman & Strauss, 1973; Simms, 1981). 

Demographic data were collected after the interview, and were not tape-

recorded. Age, gender, marital status, employment, date of diagnosis, diagnosis 

and stage, number of recurrences, and treatment were recorded on a 

demographic form (Appendix E). 
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Data Analysis 

Data analysis began with data collection. After each interview, the 

investigator listened to the tape, and data were transcribed verbatim and entered 

into computer storage discs. Data were organized into conceptual bits from 

paragraphs, sentences, and phrases. 

Properties began forming from the first interview data. Constant 

comparative analysis and theoretical sampling began with the second interview, 

as data were coded into categories (Antle May, 1980; Knafl & Webster, 1988). 

Analytic memos were made throughout the grounded theory process to record the 

investigator's ideas regarding the data and overall impressions of the interviews 

(Schatzman & Strauss, 1973). Hypotheses or propositions were formed about the 

relationships between categories. Theoretical sampling continued based on the 

need to collect more data regarding categories and their relationships to each 

other (Antle May, 1980). Propositions were dropped or revised, and new 

hypotheses were constructed as data were accumulated. Once categories and 

their relationships were saturated, and no new categories emerged, sampling was 

complete. Theoretical properties of the categories were defined. Consolidation 

of categories and their links gave evidence to the beginning theory, Paradox of 

Living and Dying. The theory was continually compared to data and reworked 

until the investigator determined that the theory was reasonably true to the data 

(Antle May, 1980; Glaser & Strauss, 1967). 
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Reliability and Validity 

Prior to beginning the study, the research topic, design, and methodology 

were reviewed and discussed with experts in the area of death and dying to 

determine feasibility and credibility of the study proposal. The investigator 

attempted to avoid threats to reliability and validity such as reactive affects of the 

data to the researcher. For example, the third subject had difficulty during the 

interview, and the investigator explored her difficulty by discussion with her primary 

nurse afterwards and by sampling another recently diagnosed person. The 

investigator was consciously introspective and kept notes on subjective responses 

to interviews to remain as objective as possible (Chenitz & Swanson, 1985). Data 

were gathered until categories were completely saturated to prevent insufficient 

assessment (Lincoln & Guba, 1989). 

Once data were obtained and analyzed, peers in the area of oncology 

nursing, as well as an associate who had advanced cancer were consulted to 

assist in determining if interpretations of the data were trustworthy. Throughout 

the course of data analysis, the researcher reevaluated the findings. 

Interpretations were also compared to qualitative interview data and first person 

writings in the literature, and to an award winning film of a woman with advanced 

cancer. Once the beginning theory, the Paradox of Living and Dying was refined, 

it was compared to the original data to determine congruency (Glaser & Strauss, 

1967). 
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Lincoln and Guba (1985; 1989) discussed four criteria for assessing the 

rigor of qualitative research. Credibility, sometimes referred to as truth value or 

internal validity, is the confidence in the truth of findings. To increase credibility, 

an investigator should take part in peer debriefing, or consultation with peers 

regarding methodology, interpretations and conclusions. Prolonged contact and 

familiarity with data and triangulation also increase credibility. Triangulation is the 

practice of using multiple slices of data from various sources such as observations, 

interviews, and literature for factual verification. Most important are member 

checks, when the investigator formally or informally requests feedback from 

subjects and other concerned parties regarding construct validation. It is an 

opportunity to correct misunderstandings, gain more information, and confirm 

specific, and overall conclusions. 

The second criterion is transferability, which is also referred to as external 

validity, generalizability and applicability. It is the ability to transfer findings to other 

contexts. Theoretical sampling and broader range of data increase transferability. 

The subjects were not limited to one gender or type of cancer to increase the 

range of the data. 

The third criterion is dependability and refers to how consistent conclusions 

are. Other researchers should be able to follow the data collection and analysis 

process, and arrive at comparable conclusions (Lincoln & Guba , 1985; 1989). It 
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is similar to reliability, except with grounded theory, exact results will rarely be 

duplicated. Findings should be relatively stable (Glaser & Strauss, 1967). 

Confirmability is the fourth criterion. It is the objective collection and 

analysis of data. It may be accomplished through auditing, during which experts 

evaluate the process and the product of research, and explore alternative 

explanations to findings. Gathering data from varied sources, internal reflection, 

and considering initial directions for organizing data can also increase 

confirmability (Lincoln & Guba, 1985; 1989). 

Systematic coding and constant comparative analysis increase the validity 

of qualitative findings (Knafl & Webster, 1988). The investigator's prior experience 

with people who have advanced cancer, and who are in the dying process, as well 

as field notes, analytic memos, literature, and expert opinions were used in data 

collection and analysis to prevent impressionistic conclusions (Glaser & Strauss, 

1967). 

In grounded theory, a theory is a developing entity, subject to modification 

and reformulation as data indicate. Theory which is based on data maintains 

some accuracy, as data are the definitive source of information of a social. 

phenomenon (Glaser & Strauss, 1967). 

Summary 

Grounded theory was used as an inductive and deductive qualitative 

method of explaining patterns of living with advanced cancer. People diagnosed 
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with third and fourth stage cancer provided an emic perspective of the dying 

process. Factors involved with the process of dying were explored and described. 

Lack of research on the dying process influenced the decision to use the 

grounded theory approach. Constant comparative analysis, theoretical sampling, 

and adherence to rigorous methodology allowed valid conclusions to be made. 
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CHAPTER 4 

ANALYSIS OF DATA AND 

PRESENTATION OF FINDINGS 

The data analysis is presented in this chapter. Categories derived from the 

data, a description of their properties and of the relationships among the 

categories are also provided. 

Description of the Sample 

The sample consisted of six adults with third or fourth stage cancer who 

lived in Southwestern Arizona. Four were women, two were men, and the mean 

age was 65. The primary diagnosis varied (Table 1); the length of time since the 

diagnosis of cancer ranged from one month to nine years. Each subject was 

interviewed once, and at the time of the interviews, four were receiving treatment, 

one subject had recently completed treatment with a good response, and one 

subject had not responded to radiation, and no further treatment was planned. 

Two of the subjects had third stage cancer, two had fourth stage cancer, and two 

of the subjects had not been formally staged, but their physicians verified that their 

cancer was consistent with either third or fourth stage disease (Table 2). Four 

subjects were retired, one was receiving disability, and one was self-employed and 

temporarily not working. All subjects were married, all were European American, 

and English was their primary language. 
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Table 1. Summary of Demographic Data 

Subject 1 2 3 4 5 6 

Age 53 61 73 77 62 73 

Gender F M F F F M 

Primary 
Diagnosis 

leiomyo 
sarcoma 

NHL* NHL* meso
thelioma 

NHL* lung 
cancer 

* = Non Hodgkin's Lymphoma 
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Table 2. Stages and Treatment 

Subject 1 2 3 4 5 6 

Stage IV IV III * * III 

Date of 1/1990 1 2/1992 3/1994 1 2/1993 1986 3/1994 
Diagnosis 

Number of 4 1 0 0 2 0 
Recurrences 

Treatment R C R C R R 

* Physician verified that stage of cancer was consistent with third or fourth stage 
cancer, subject was not formally staged. 

R = Receiving Treatment 
C = Completed Treatment 
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Coding, Analysis, and Categorization 

Data analysis began with the first interview and continued through the sixth. 

Analysis of 549 data bits involved clustering the data bits as properties, then into 

categories, until a beginning theory emerged which described the dying process. 

The first subject was a 53 year-old woman who had stage IV leiomyosarcoma for 

four years. She had just had her fourth exploratory laparotomy to remove all 

visible cancer, and was planning to start chemotherapy again. The interview 

opened with the grand tour question, "what does it mean to you to have fourth 

stage cancer?" Areas of inquiry were based on the subject's focus of discussion. 

Twenty-three properties emerged from the first interview data (Table 3). 

Some of the properties included Changes in status which pertained to 

physical health improvement or deterioration. Talking with family members, 

friends, other people with cancer and health care professionals about dying, death, 

and cancer comprised Discuss cancer and death. Definition of dying was the 

subject's description of how she determined that she was dying. Everyone is 

going to die describes a particular view of life and death in reference to the 

acceptance of dying from cancer. Get out of bed included statements about the 

need to be active, productive, and to get out of bed. Life philosophy included 

data about how to live life and how to view life and death. Data bits about family, 

friends, and health care professionals doing helpful or meaningful acts of caring 

were grouped as People caring. Preparation for death included statements about 
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Initial Properties 

Appreciate Life 
Accept Death But Maintain Hope 
Anger and Depression 
Changes in Status 
Definition of Dying 
Discuss Cancer and Death 
Dissatisfaction With System 
Everyone is Going to Die 
Family Coping 
Good Out of Cancer Diagnosis 
Get out of Bed 
Humor 
Information About Diagnosis 
Know It Is There 
Life Philosophy 
People Caring 
Prayer, Meditation and Faith 
Preparation for Death 
Previous Experiences 
Socializing and Physical Appearance 
Talk With People Who Have Cancer 
Treated Differently 
Treatments and Chemotherapy 
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funeral plans and financial considerations. Previous experiences about cancer, 

death, and life experiences which relate to living with cancer comprised Previous 

experiences. Treated differently consisted of data bits about being ignored, or 

avoided by acquaintances and friends who had discovered that the subject had 

cancer. The theme of the first interview was Accept death but maintain hope. The 

first subject often stated awareness that death related to cancer was likely, but that 

she intended to continue living. 

The second subject was a 61-year-old man who had fourth stage Non-

Hodgkin's Lymphoma for two years. He had recently completed treatment for 

recurrence of his primary tumor, and was probably in remission again. The 

second interview began with the same grand tour question. When the subject 

introduced a topic consistent with a property from the first interview, follow-up 

questions to further explore the property were asked. Follow-up questions in the 

second interview related to being treated differently, information about diagnosis, 

talking about cancer, and previous experiences. Themes of the interview were 

how to live life (Life philosophy), and descriptions of self. Data were compared to 

the first interview, and several new properties were developed. These included 

Self definition. I'm not sick. Prediaanosis routine, and Prevent cancer in self and 

others. 

Self definition included statements describing the type of person he was. 

I'm not sick included discussion of the difference between having cancer or being 
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treated for cancer and being sick. The property Prediaanosis routine 

encompassed data about daily living routines which were interrupted by symptoms 

of cancer, treatment, and side effects of treatment. Asking why, thinking about 

having cancer, and recurring despite living healthy and thinking positive, 

comprised the property Preventing cancer in self and others for the second 

subject. 

The third subject had been diagnosed with third stage Non-Hodgkin's 

Lymphoma a few weeks prior to the interview. She was a 73-year-old woman who 

had just completed her first course of chemotherapy. The interview started with 

the grand tour question and lasted approximately 20 minutes. The interview was 

ended when she became tearful and appeared to be having difficulty talking about 

her experience. The subject spent most of the time discussing previous 

experiences (Previous Experiences), such as her father and a good friend who 

both had cancer. A follow-up question related to seeking information about 

diagnosis. No new properties were developed with the thrid interview, although 

previously established properties were supported. 

After comparing the third interview results to prior interviews, some 

categories were developed. Cancer symptoms was developed to broaden Know 

it is there, and included any physical symptoms of cancer. Accept death but 

maintain hope became a category and was expanded to include a new property 

Purpose for life, and the existing property Appreciate Life. Self definition. Everyone 
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is going to die. Prediagnosis routine and Prevent cancer in self and others became 

properties of the category Life Philosophy. 

A 77-year-old woman with advanced mesothelioma was selected for the 

fourth interview. She had been told there was no effective treatment for her 

diagnosis, and had received 10 radiation treatments without good response. She 

had been diagnosed five months prior to the interview, was still active, and fully 

independent. This subject was selected to explore the aspect of "not being 

treatable" while living with advanced cancer. Follow-up questions related to being 

treated differently, information about diagnosis, previous experience, prediagnosis 

routine and activity level, and cancer prevention. The properties and categories 

were further developed, and the themes of the interview were Prevent cancer in 

self and others, and Accept death but maintain hope. Several times she 

questioned the cause of her cancer, and if it might be too late to change her 

lifestyle. The fourth subject referred to dying while stating that she was still actively 

seeking treatment options. 

Constant comparative analysis resulted in the development of a new 

category: Living with cancer. Living with cancer became a category which 

encompassed Talk with people who have cancer. Information about diagnosis. 

People caring. Family coping. Good out of cancer diagnosis. Socializing and 

physical appearance. Anger and depression. Dissatisfaction with the system. 

Prayer, meditation and faith, and Treated differently. 



At this point, the developing properties and categories were compared to 

first person writings and qualitative interview findings in the literature (Buckman, 

1989; Cousins, 1976; Frankl, 1959; Hall, 1990; Kubler-Ross, 1969, 1975; Papper, 

1985; Radner, 1989; Schultz, 1978; Weisman, 1979). Properties which were 

reinforced by the majority of the cited literature included People caring. Anger and 

depression. Treated differently. Socializing and physical appearance. Good out of 

cancer diagnosis. Categories which were reinforced included Life Philosophy and 

Accept death but maintain hope. Developing properties and categories were also 

compared to the movie Shadow Lands (Eastman, 1993) which supported Accept 

death but maintain hope. Life philosophy. People care. Discuss cancer and death. 

Preparation, and Good out of Diagnosis. 

The fifth subject was a 62-year-old woman who had lived with Non-

Hodgkin's Lymphoma for eight years. Her stage at diagnosis was not known, but 

upon progression four years after diagnosis, her cancer was consistent with third 

or fourth stage. She had a good response to chemotherapy in the past, but at the 

time of the interview her tumor was considered aggressive, and it was unknown 

if she would go into remission from treatment. She was selected because of the 

length of time she had cancer, and because she was currently undergoing 

chemotherapy. Follow-up questions related to being treated differently, if there is 

a difference between being sick and having cancer, previous experiences, and 

prediagnosis routine. The themes of the interview were Life philosophy, a 
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discussion of how she dealt with having cancer, and Self definition, when she 

described the type of person she considered herself to be. Several categories 

were further developed after the fifth interview, but no new properties or categories 

emerged. 

For the sixth interview, a 73-year-old man with stage III lung cancer was 

chosen because he was recently diagnosed. He had undergone radiation and 

chemotherapy adjunctively and had several more courses of chemotherapy 

planned. Follow-up questions related to previous experience, discussing cancer 

and death, preparation, being treated differently, and information about diagnosis. 

Themes of the interview included discussion of radiation and chemotherapy 

(Treatment and chemotherapy) and practical preparations before death 

(Preparation for death), although he verbalized intentions to continue living (Accept 

death but maintain hope). 

Reviewing the data from the first five interviews, the investigator was having 

difficulty placing certain properties into categories. The sixth interview satiated 

several categories and helped resolve characteristics of these categories. 

Comparative analysis of the six interviews resulted in five categories: Accept 

death but maintain hope. Life philosophy. Changes in status. Preparation for death, 

and Living with cancer. Smaller, more specific properties were grouped together 

to develop the categories (Table 4). The category Cancer symptoms had been 

absorbed by Changes in status. 
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Categories Properties 

Accept Death but Maintain Hope 

Changes in Status 

Life Philosophy 

Appreciate Life 
I'm Not Sick 
Purpose for Life 

Cancer Symptoms 
Definition of Dying 
Know It's There 
Prediagnosis Routine 
Prediagnosis Symptoms 
Treatment and Chemotherapy 

Everyone Is Going to Die 
Humor 
Get Out of Bed 
Prevent Cancer in Self and Others 
Previous Experiences 
Self Definition 

Living With Cancer Anger and Depression 
Dissatisfaction With System 
Family Coping 
Good Out of Cancer Diagnosis 
Information About Diagnosis 
People Caring 
Prayer, Meditation and Faith 
Socializing and Physical Appearance 
Talk With People Who Have Cancer 
Treated Differently 

Preparation for Death Discuss Cancer and Death 
Practical Preparations 
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To estimate the reliability of the categories and their properties, data sheets 

were distributed to two master's prepared oncology nurses, a baccalaureate nurse 

with 17 years of oncology experience, and a man who had been undergoing 

various treatments for fourth stage liposarcoma for three-and-a-half years. Raters 

were asked to determine themes in the data for comparison to the investigator's 

findings. Reported findings were similar to the investigator's. 

The raters introduced new properties including There is nothing we can do. 

and Protect family which became properties of Preparation for death. Told of 

diagnosis became a property of Changes in status. Alternative treatments 

separated from Treatments and chemotherapy as a property of Changes in status. 

The cliche "there is nothing we can do" was made frequently during several 

of the interviews. Data related to this statement were clustered into a property. 

Protect family referred to withholding information about diagnosis from family 

members to prevent upsetting them before it was necessary. Told of diagnosis 

is a cluster of subjects' descriptions of how they were given the news that they 

had cancer. Alternative treatments included any statements about alternative or 

nonconventional treatments for cancer. 

Recoding 

Further analysis and discussion with raters resulted in data recoding to 

refine the conceptual nature of the categories and the relationships between the 

categories. The five categories were reorganized into six categories. Most 



consistent in the data from the six interviews was the concept of accepting death, 

but maintaining hope for life. The PARADOX OF LIVING AND DYING was 

developed as a beginning theory of the dying process. 

The categories included Accept death but maintain hope. Changes in status. 

Life philosophy. Living with cancer. People caring, and Preparation for death-

People caring was separated from Living with cancer to clarify the relationship 

between the properties. People carina was divided into the properties Family 

caring. Friends carina, and Healthcare professionals carina, and included Family 

coping. The categories and their properties are presented in Table 5. 

Life philosophy was found to be a stable variable for people. Their life 

philosophy may have been challenged or upheld during the oncology experience, 

but it was the guiding force in dealing with third or fourth stage cancer. Factors 

that influenced the development of life philosophy included Previous Experience. 

Self definition, and the knowledge that Everyone is going to die. Aspects of life 

philosophy were Humor. Get out of bed, and Prevent cancer in self and others. 

Changes in Status refers to how subjects perceived they were doing, such 

as Prediagnosis symptoms. Cancer Symptoms, being Told of diagnosis. Know it 

is There, and Definition of dying. Also included were responses to changes in 

status; Alternative treatments. Treatments and chemotherapy, and alterations in 

Prediagnosis routine. 
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Final Categories Properties 

Accept Death but Maintain Hope 

Changes in Status 

Life Philosophy 

Living With Cancer 

People Caring 

Preparation for Death 

Appreciate Life 
I'm Not sick 
Purpose for Life 

Alternative Treatment 
Cancer Symptoms 
Definition of Dying 
Know It's There 
Prediagnosis Routine 
Prediagnosis Symptoms 
Told of Diagnosis 
Treatment and Chemotherapy 

Everyone is Going to Die 
Humor 
Get out of Bed 
Prevent Cancer in Self and Others 
Previous Experiences 
Self Definition 

Anger and Depression 
Dissatisfaction With System 
Good Out of Cancer Diagnosis 
Information About Diagnosis 
Prayer, Meditation and Faith 
Socializing and Physical Appearance 
Talk With People Who Have Cancer 
Treated Differently 

Family Caring 
Family Coping 
Friends Caring 
Healthcare Professionals Caring 

Discuss Cancer and Death 
Practical Preparations 
Protect Family 
There is Nothing We Can Do 
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Accept Death but Maintain Hope was an ambiguous but very apparent 

reality of living with advanced disease. Negative changes in people's status led 

them to accept death. Positive changes supported hope for life. This category 

encompassed Appreciate life. I'm Not Sick, and Purpose for Life. Being conscious 

of the threat of death led a person to Preparation for death, while being hopeful 

that life would continue was part of Living with cancer. 

Preparation for death included the properties Discuss cancer and death. 

Practical preparations. Protect family, and There is nothing we can do. How a 

person prepared for death was directly related to how a person lived with cancer. 

Living with cancer was also directly affected by preparing for death, and 

included Anger and depression. Dissatisfaction with the system. Good out of 

cancer diagnosis. Information about diagnosis. Prayer, meditation and faith. 

Socializing and physical appearance. Talking with people who have cancer and 

being Treated differently. How people live with cancer was determined by their life 

philosophy, changes in health status, ability to accept death while maintaining 

hope for life, and by people caring. 

People caring influenced how a person lived with cancer a number of 

different ways. The properties Family caring. Family coping. Friends caring, and 

Healthcare professionals caring described this relationship. 

Continually referring to the original data resulted in much rethinking and 

recoding before the final categories and their properties were clarified. The first 
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four interviews introduced the most new topics and ideas, while the fifth and sixth 

interviews served more to illuminate how properties related to each other, thus the 

development of categories, and finally the beginning theory, the PARADOX OF 

LIVING AND DYING. Figure 1 is a model depicting the relationships between the 

categories. 

Paradox of Living and Dying 

The beginning theory PARADOX OF LIVING AND DYING originated from the 

data and describes the dying process. Six categories emerged as aspects of the 

theory; Life Philosophy, Changes in Status, Accept Death but Maintain Hope, 

Preparation for Death, Living With Cancer, and People Caring. 

Life Philosophy 

Before people are diagnosed with cancer, they often have a life philosophy, 

or a belief system about how to live. Once they have cancer, this philosophy 

guides how they live with advanced cancer. Data bits provided direct evidence of 

this category. 

That's my theory. And I may be wrong, but I think you should fight with 
everything you got. If they've got something to try, you should try it. 
(1:1671-1674) 

And this is the way I dealt with adversity all my life. It's just something you 
have to do. You just don't quit. No matter how bad you feel, you just don't 
quit. You just keep going. (2:411 -416) 

Well, I guess that's where you develop the philosophy that, that of "just deal 
with it." That's all. Don't cry about it, don't snivel, don't stand around and 



People Caring 

Living With Cancer Life Philosophy 

Preparation 
for Death 

Changes In Status Accept Death but 

Figure 1: Relationships between the categories of Paradox of Living and Dying 
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whine, just make the best of a situation and go on about your business. 
You've got things to do. (2:724-732) 

Life Philosophy: Properties of this category include Everyone is going to die. 

Humor. Get out of bed. Prevent cancer in self and others. Previous experiences, 

and Self definition. 

Everyone is going to die is the perspective that if you didn't die from 

cancer, you would die from something else. 

Some people, uh, it's been proven they can have cancer, never treat it, and 
get well. Others treat it to the death and they die anyway. And you are 
going to die anyhow. (1:1668-1671) 

I'm amazed by myself, thinking how can I sit here, but I'm going to die one 
of these days, but you're going to die too, everybody is. (1:77-79) 

And lymphoma, the way I have it, I know there is no cure. But it won't kill 
me, I won't die from lymphoma, I'll die from something else. Pneumonia, 
or whatever. (5:220-223) 

Humor: As part of their life philosophy, some people found humor in 

situations arising from having cancer. 

It was huge, great big cantaloupe size. My friend, we all take this with 
humor, and that's really helped us too, you know, she brought me a 
cantaloupe sat it by my bed in the hospital. My other friends got so mad 
at her. I said, oh, that was funny. But it depends on the person, you know. 
Everyone might not appreciate it, but I thought it was funny. (1:373-380) 

But it got, it got...l tried to find humor in it all. (2:1520) 

You know, my daughter keeps sending me these funny baseball hats. Did 
I tell you this? She sent me one that says "bad hair day" Isn't that a riot? 
(5:82-85) 
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Get out of bed: Being physically incapacitated, especially to the point of 

having to stay in bed, was an affront to most people's view of how life should be 

lived. 

I thought this is it. I'm not coming back out here. I went back to bed, I got 
so depressed, I was crying. And I remember crying Saturday night, saying 
"Pa, come get me. Come get me." (1:1858-1862) 

Because I just can't stay in bed, I just...people die in bed, you know. Get 
out of bed, walk around, it's good for you. That's my attitude. (2:300-304) 

...and that's the hardest, because I've always been so physically active. 
Cross country skiing, hiking...(5:108-110) 

Oh, I just don't like laying here. I'd rather be home fighting with my 
computer, or working out whatever needs doing around the house, or 
traveling in the motor home or something. This is very nonproductive. 
There is just so much TV you can watch. (6:175-180) 

Prevent cancer in self and others: People often questioned why they had 

cancer or why it recurred when they had lived a healthy lifestyle and kept a 

positive attitude. 

I, really, I just come out here in the backyard and sit down for a while and 
said, "Boy, what the hell did I do wrong?" You know. Because then you 
think about your lifestyle, you eat healthy and you exercise, and you try to 
do the right thing. And all of a sudden you end up with cancer, you know. 
(2:110-118) 

What I should have done with this reading, was prior. You know, and 
having known people with cancer of course, because now, I'm finding, if I 
had known the symptoms...some of the symptoms, I could have mentioned 
to my doctor, and we would have gotten this sooner. (3:128-133) 
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People also seemed to be protective of others, to prevent them from getting 

cancer. 

Someone gets tired now buddy...my husband never goes to the doctor. 
You know for anything, anything. He coughs wrong, and he goes. He 
never went before. I ain't going to the doctor, I'm fine. It costs too much 
money. But now he goes and they say...well I asked him to quit smoking 
so he tried. He just can't. (1:1206-1213) 

Previous Experience: Life philosophies are shaped by experience. Previous 

experiences with cancer, hardship, and everyday life provide a method of living 

with adversity for people with third or fourth stage cancer. 

I had a miscarriage, a stillborn, three living children, and one got killed in a 
motorcycle accident. So I got two left...when my dad died I went into like, 
real bad that I had to have nerve pills. For, uh, a few weeks, to cope with 
that. When I lost the baby I had a kidney quit, so I was on a, taken to an 
internal medicine doctor. And so B. took me to him, and he said if she 
doesn't snap out of it in a day or so, we'll have to get her into a psychiatric 
doctor. Right there I snapped out of it. I said, there ain't nothing wrong 
with me. So you pull threw things different ways. (1:492-501) 

Now my dad had cancer. Of the, cancer of the liver, and the colon. His 
was sort of a different treatment. From the time I had taken him to our 
original doctor, until the time he died was only six weeks. And he never 
had any pain, and um, he had some pain when they took him to the 
hospital, he had obstruction of the bowel. So there was this six week 
period, and there was no pain, and I told, I've been told all my life that I'm 
like my dad. He was 73 when he got it, and I'm 73, and I got cancer. So 
I thought, well, this will just carry through. (3:97-109) 

Well, I've always been able to deal with things, I've always coped. When 
you raise seven children, you know, you...it's uh, not something I haven't 
been able to deal with. You know, on a sailboat, you're dealing with 
problems, and sometimes major problems and they need to be solved. 
(5:162-168) 



79 

Self definition: How people view themselves influences how they approach 

life. Previous experiences and self definition largely determine life philosophy, 

which in turn guides future experiences, and confirms self definition. 

Well, I'm one of these, I'm not kidding you, I'm going to fight this to my 
death, I will fight. I will fight. I've got too much going on and I know that 
keeps me going. Probably too nosy. (1:1405-1409) 

I'm the type of person, there's not too many things in life that can get me 
down. I laugh over it. (1:1605-1607) 

Because I've always been an incredibly healthy person, uh, I considered 
myself at that time a jock. (2:43-37) 

I've always been strong emotionally. I'm not subject to depressions or 
bouts of sadness. I've been fortunate that way. (5:173-175) 

All my life I've been the guy in charge. Now I'm not. (6:417) 

Changes in Status 

Changes in status conceptualizes fluctuations in physical health, and events 

which signify to people how they are doing physically. These changes impact on 

their perception of their prognosis. Data bits directly testify to the importance of 

this category. 

And, uh, I don't know how long I was there, two or three months, through 
all this. And my doctor finally came back, she said, no reason to continue 
with this, you are improving. She says, we're going to stop the Hospice. 
(1:168-172) 

"Well", he says, "no more chemo, you're cancer free." And I just almost 
broke down and cried, I really did. I think he thought I was crazy, because 
I just grabbed him and hugged him. Couldn't say anything. But then I 
went home and got better and better and better. (2:305-313) 
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So for four years nothing happened. And then in 1990 it really exploded, 
and I was really sick. I was in Daytona beach and I was on a boat, and I 
didn't realize what was happening, but those tumors were growing, and I 
was in terrible pain. (5:22-27) 

Properties of this category include Prediaanosis routine. Prediaanosis 

symptoms. Told of diagnosis. Cancer symptoms. Treatment and chemotherapy. 

Know it's there. Definition of dvina. and Alternative treatments. 

Prediaqnosis routine: Daily living routines which have been interrupted by 

cancer symptoms or treatment is a great loss for people who have advanced 

cancer. 

Like I told you earlier, I like to go a lot, but I also like to go out back and 
just drink coffee with B. That's a big thing for me. And that's something 
else I miss in this hospital, they give me coffee, but I'm not sitting outside, 
and B.'s not here. (1:1831-1836) 

One thing I used to do is walk every morning. Which I can't do now, and, 
uh, I would like to get my health back. (4:199-201) 

...and we had the use of their house for the summer. And I thought I was 
headed for remission. That was kind of a lost hope. I don't know. And we 
travel a lot in our motor home. I don't know how much of that I'll be able 
to do. (5:394-400) 

Prediaqnosis symptoms: Before people find out they have cancer, they 

experience a variety of problems which relate to their inability to continue with their 

prediagnosis routine. 

But anyway, I got tired, and started falling off my routine and I got very 
angry about it and I talked to my wife about it. I said, "I don't understand 
this, there is no logical reason for this." (2:72-77) 
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He said he couldn't find anything wrong with me. So I was in the hospital 
three or four days, and they released me. And then, I had another attack 
on the seventh of December...(4:22-26) 

Told of diagnosis: The moment that people are told they have cancer is not 

forgotten. Subjects described the circumstances when they were told, or how they 

reacted to the news. 

Well, one day I went in there so bad, I couldn't walk, couldn't work, he 
finally touched my stomach after a year, and said "oh, you have a large 
tumor in there." (1:369-372) 

They took that out and diagnosed it, and they called me up and said "Well, 
you've got cancer." I thought that was rather odd. I had always heard they 
were very delicate about telling people they had cancer and all this that and 
the other thing. That old doctor just called on the phone and says, "Well, 
you've got cancer." I said, "Whoa." I had to sit down and think about it. 
That was the worst I'd ever felt. That day, that afternoon. (2:90-103) 

...and he came to my room and said, Mrs. D., you have cancer. And I 
couldn't believe it. (4:31-33) 

Cancer Symptoms: Although all the subjects in this study were active and 

independent, physical problems associated with advanced cancer can be chronic 

or acute and seem to affect people's outlook on life. 

So, this was in February, and July it just keeps growing in there. It got 
harder and hurts, couldn't go to the bathroom. I ate a salad one day and 
didn't think anything of it, and that night I got so sick I thought I was 
dying...(1:53-55) 

In this area, it's going through to, underneath the shoulder blade. And I 
take pain pills about every five hours. And the doctors all insist that I take 
the pain pills, l...the worst thing that could happen to you is you become 
addicted to the pills. But it doesn't cure anything. Really, it doesn't help 
anything. It keeps me reasonably comfortable...(4:271-279) 
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Treatment and chemotherapy: Procedures, surgery, and chemotherapy 

consume valuable time and energy in the lives of people who have third or fourth 

stage cancer. 

Let's load up on the chemo and all that, and she said let's just hold off. 
You need time to rest and be a person. (1:671 -673) 

That Taxol just, boy, excuse the expression, just kicks my butt. (2:142-144) 

Of course we had a discussion about that, because I had told them how I 
felt all these years. That I wasn't going to get treatments. And my husband 
and three doctors, they convinced me. (3:22-25) 

...the nodes would go down. But I wouldn't stay in remission for very long. 
I respond well, I mean I can have chemo and have the tumors in my 
abdomen and within 24 hours the pain is gone. And they are dissolved 
and gone. (5:53-58) 

Know it's there: People know when their cancer has recurred before any 

tests are ordered. They do not forget the signs of the disease. 

And I don't sit around thinking about this cancer being there constantly. 
The only time it bothers me like this right before the operation I was getting 
sore. And can't go up against anything. In my case, it gets real sore right 
by the belt. Not pain but I have to back off. It's just, you know it's there. 
(1:696-702) 

Then one day on the golf course I was just walking along, carrying my bag 
and all of a sudden this incredible tiredness come over me again. Just like 
my legs, just like water. And I actually sat down, right there on the fairway. 
And the guy I was playing with, uh, an old friend of mine, who knew about 
the cancer before, and I said,"Partner, I think I'm in trouble. I think I got the 
God damn cancer back." (2:201-213) 
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Definition of dying: People with advanced cancer often are aware that they 

may live for years or they may die in the near future. Different people have 

different ways of determining if they are dying. 

Around July fourth they called the family in, and again, way back, you 
accept that you are going to die with it...(1:62-64) 

Well, I thought it was awfully funny, no one's ever come right out and said 
you're dying. But my doctor didn't believe in that. (1:89-92) 

But once they tell you, you got Hospice, that really puts you in the state that 
you are dying. (1:164-166) 

Alternative treatment: People turn to alternative therapies to approach 

healing through methods neglected by traditional medicine. Some people 

consider alternative therapy for preventive measures, some only when nothing else 

works. 

Some kinda drug. I says I promise, if it ever comes to the day that they say 
that, I will call you. Till then, these people are doing me great, I'm not going 
to change.(1:317-320) 

I have a friend who has a brother-in-law who is taking treatments at a clinic 
in Tijuana Mexico. And she's been after me to talk to this doctor in Tijuana. 
(4:158-161) 

...I was involved with the L. clinic. It's an immunology clinic in San Diego, 
and uh, I guess that's what helped me get through those four years...you 
become vegetarian, uh, vitamin therapy, um, working with the T cells and 
the immune system to boost those we made our own vegetable juices, 
beta, uh, carrot juice, carotene, and desiccated liver. We ate vegetarian for 
four years. Very healthy diet. And we were able to manage that on the 
boat. (5:181-190) 
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Accept Death But Maintain Hope 

People with third or fourth stage cancer may discuss the seriousness of 

their disease, and then state that they are not going to die anytime soon. Being 

realistic yet hopeful is not mutually exclusive. Positive thinking appeared to be a 

way of life. 

Accept death but maintain hope is a category directly reflected in the data. 

You know what to expect, and so I plan, in my mind, and I didn't never give 
up. I still haven't given up. But in my mind I have accepted the fact that 
this cancer can kill me, but it's not going to get me without fighting. And 
that's just the way I feel. (1:30-35) 

...he would call me all the time. When everybody knew I was dying, he'd 
call me. None of my family's given up though. But we had to cope with it 
in case it did. (1:763-766) 

I fully expect to die from this. With cancer, you don't win. Never win. If 
you just come out a draw, you're miles ahead. You always hear, this 
person beat cancer, that person beat cancer. I never bought that, that of 
cancer is just lurking around some dark corner, just waiting to get you...just 
don't give up, that's my battle cry. Just don't give up. The minute your 
mind says I quit, your body quits. Your mind controls your body. We know 
that. Just be aware that it could happen...don't dwell on it. This will be an 
uphill climb all the way. (2:1597-1609) 

You don't know what to do, somewhere out there, there should be 
somebody who might have some good ideas. But I don't know where to 
find them. (4:169-172) 

...and I didn't question him on the success rate for lymphoma. I chose to 
do the tough one. I thought, I'm gonna get this bugger. (5:304-306) 

Well, they just summed it all up. They come right out and said not 
everyone comes out a winner. Some win, some lose. They cure some, so 
I figure I'm going to be one of them. (6:14-17) 
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Three properties help define the category of accepting death, but hoping 

for life: Appreciate life. I'm not sick, and Purpose for life. 

Appreciate life: As part of understanding the seriousness of cancer, some 

people verbalized gratitude and appreciation for their life. 

Well, when you went through this for as many years and still are alive, I 
think I'm lucky to be able to be a person walking around. These last nine 
months have been heaven sent. (1:663-666) 

C. and I are spoiled, being together so much. Even as a pilot, I was home 
a lot. Particularly in the middle of the week. You could go out and do 
things, when it's really not crowded. Camping and there's nobody out 
there in the middle of the week. (6:344-349) 

I'm not sick: People differentiated between being sick and living with cancer. 

Sometimes being sick was a worse state, sometimes it was viewed as better. 

I am not sick, I feel very guilty. There's got to be somebody out there 
waiting for a bed that's really sick, that needs some care. I said, "all you 
have to do is get a needle in my vein and get this stuff dripping and, hell, 
I'm walking up and down halls," you know, looking for things to do. I'm not 
sick. (2:1388-1397) 

And for me, I won't be that sick, and I'll never take treatments. I'll have 
about six weeks, depending on what my, how my life is running...(3:110-
112) 

...being sick, whatever sickness means, you have that possibility of being 
better. Cancer is, uh, you live with it. (5:218-220) 

Purpose for life: Some people discussed the things that keep them fighting 

for life. 

My biggest thing in my thinking is, I tell the doctors I gotta stay here 
because I gotta help raise those grand kids.(1:1410-1412) 
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...and I mean it's a shuffle. You don't bounce out of bed and bounce into 
your clothes, that's for sure. You just kinda just get 'em on and get on 
about your business of staying alive. Doing something, try to do something 
productive every day. Go out and plant flowers, I mess around with this 
and I mess around with that. (2:343-352) 

Preparation for Death 

Preparation for death has to do with emotional, psychological and practical 

preparations for people living with cancer as well as for their families. Despite the 

hope to live, most people with third or fourth stage cancer give some sort of 

forethought to their death. 

Properties of this category include Practical preparations. Discuss cancer 

and death. Protect family, and There is nothing to do. 

Practical preparations: People planned funerals, finances, and living 

arrangements for themselves and their families. 

I said my family knows what I want, I want to be cremated. I don't want an 
expensive wedding. A wedding! Funeral. And I said my family knows 
exactly what I want done. I said, and my son wants to take the ashes 
home with him. And I said, do you think Mr. S. would sing at my funeral? 
(1:108-115) 

Well, one thing, it...you learn to tie up loose ends. (4:483) 

From the financial angle only, she doesn't have to worry, because my 
retirement is set up so she has income for life, so we deliberately moved 
into a smaller home, in T., we bought this nice big thing in S.V., but now 
we're going to skinny way down, into a smaller home...if I come out on the 
negative side of this, she won't have to do all that. Get a smaller place, and 
getting rid of a bunch of excess. (6:155-167) 
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x Discuss cancer and death: Talking with family, friends and healthcare 

professionals was a large part of trying to prepare everyone for the possibility of 

death, and the troubles of living with cancer. 

My husband and I was walking around the quarters, and we went back to 
the door and he said, it's sure nice that they gave you a room by yourself. 
It's such a big room. And I said B., that's to hold the family when you're 
dying. I said they gotta give you a private room. He just about fainted. He 
didn't know that I realized. (1:65-71) 

But she understands the cancer. She's not happy with her grandma having 
cancer. I think, I always thought that on any subject, if you talk to a child, 
they can understand you. (1:443-446) 

...verbalizing the problem just seems makes it go away. It's just not as 
important as it may have seemed if you got into your head. "Oh my God, 
it's going to get me down." Come on, let's talk about it. It's not going to 
get you down. It's just not going to do it. Basically that's it. And I talked 
to my wife some more, some evenings when she gets home. Of course 
she's concerned about me. I say, "Mama, I just feel terrible, and I'm a little 
depressed..."(2:438-451) 

Protect family: Part of living with third or fourth stage cancer is protecting 

family from the realities of the disease. 

For some reason I felt I shouldn't tell my wife right away. But I kept it 'till 
the next day. He called me on a Friday afternoon, that's what it was, yeah. 
So I told her the next day. She got all over me for not telling her right away 
or calling her at work. It would've just upset her at work and it's better to 
do it on the weekend anyway. But it all worked out. We dealt with it. 
(2:125-137) 

We haven't told the other one. Wait and see how this comes out. Due to 
her personality. Worry or whatever. When something is real definite, why 
I guess it's time to tell her. (6:119-125) 
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There is nothing to do: The phrase is a powerful death sentence, given in 

its exact words or words to that effect. Part of living with advanced cancer is not 

accepting that there is nothing that can be done. 

They were going to give it a good try. And they finally decided not to. And 
then they were still talking about doing it and I said I really super want just 
a guy out of college and let him give it the best shot he's got. I said this 
for two years. Everyone kept telling me there was nothing to do. (1:209-
215) 

And their opinion was the same as hers, they shrugged their shoulders. 
There wasn't anything that could be done.(4:123-125) 

He said at my age, going through all this, the recovery time, was probably 
not really the best idea. So we're back to square one. (4:141-144) 

Living with Cancer 

Life philosophy and changes in health status are forces which collide at the 

time of diagnosis, and begin a new episode of life for people with third or fourth 

stage cancer. Accepting and preparing for death, while hoping for life are part of 

Living with cancer. Properties of this category include Anger and depression. 

Dissatisfaction with system. Good out of cancer diagnosis. Prayer, meditation and 

faith. Socializing and physical appearance. Talk with people who have cancer. 

Treated differently. Information about diagnosis. 

Anger and depression: Depression is common during chemotherapy and 

hospitalization. Anger stems from frustration with health care or simply from 

having cancer. 
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So, um, they left the room, I mean you're sitting there all by yourself. And 
they didn't say anything. And I told B., I'm very easy going, I take so much 
it is sick sometimes. I hit a point I said get me out of here. I want to go 
home. If I'm going to die, I'm going to do it at home. I'm not going to do 
it sitting around waiting on them people sitting out there discussing me 
when they don't know what the...l was mad. (1:218-224) 

But anyway, I got depressed, and I never get depressed like that. But I 
think it was the fact that, again, I'm down here with nobody...(1:1870-1872) 

...when my energy is low and I can't come back up, I get, well, uh, during 
chemo it just seems to happen, I get, I got a little depressed. And then I 
get angry at myself, for getting depressed. (2:174-180) 

I got really mad. At myself. At everyone concerned. Just that was the 
temperament, I just got mad at everybody. (2:237-238) 

Dissatisfaction with the system: Frustration, anger and dismay are common 

reactions to the health care system. 

That's why I pay through the nose now for good insurance. Because I will 
never go to those people again. But I had to go to him, and he kept 
treating me for diverticulitis. (1:365-368) 

"Well, Okay, don't want to break your protocol." My God, you know. "But 
just remember, I am a human being." (2:1125-1128) 

Then I said several other things, and they're not worth repeating, and I lost 
my temper, but that's basically it. When people are down, and they're 
mentally down, that's the last time in the world you want to mess with them. 
Now some people you can get away with it, but you're hurting them, you're 
really, you're making them feei like they're less than a real human being. 
You're treating them like a commodity. And they are not commodities, 
they're people. If you're an institution of healing...(2:1303-1331) 

But I cannot understand why I have to, if I am neutropenic, sit down there, 
even though I'm wearing a mask, and all around me are really sick 
people...contagious, kids coughing. For three hours, doing tests, when I 
could be up here on the floor, in isolation, and the tests could be done 
here. No matter how I'm admitted, whether it is through the emergency 
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room, through the cancer center, but both times it has happened on a 
weekend. My pulse was way up, they did a cardiogram, I was furious. I'm 
a pretty calm person, it's just that the reason for a hospital is patient care. 
And I don't consider that good patient care. (5:346-362) 

Good out of cancer diagnosis: Some people find good things resulted from 

living with cancer. 

And so after all this last year, he calls me all the time to tell me he loves me. 
He comes, anytime he's around, he just walks up and hugs me. I don't say 
anything to him. I don't have to say anything to him. I believe that is the 
greatest thing I ever got out of all this. Not the only thing, but one of the 
best things to come out of it. (1:803-810) 

And positive lifestyle changes were made, such as becoming a 

vegetarian: 

...that just came about because of the lymph, the immunology clinic. But 
we've made some life long changes in our eating habits. It really did, uh, 
beans and rice are more useable, better protein than meat. (5:314-318) 

Prayer, meditation and faith: Turning to God for strength, and knowing 

others are praying for you is helpful for some. Trying different ways of tapping 

inner strength is part of living with cancer. 

I don't know where I get all my strength, I don't. God's the best thing I got. 
(1:75-77) 

I'm living proof. But my Uncle K. is very religious. And he sends me letters 
you know, everything from the Bible. And he just, he's great. But he prays, 
he's got his church praying. They light candles for me and all the way 
around, surrounded. And I think that makes a difference. (1:275-282) 

Well, whatever this something he's talking about. He said no, there's 
something else. You have to dig down deep, he said it's inside yourself. 
He said I want you to go meditate. He meditates. And I said, B., I don't 
know if your meditation is the same as mine. I just think a lot, I keep telling 
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myself I can beat this. And I'm not going to give up, I may die tomorrow, 
but while I'm here I'm going to enjoy my life. No, he says, you go in. He 
had this way he does it. He shuts off all the lights and burns candles, and 
plays music. And I tried it a few times, and it is different than what I was 
doing. (1:760-784) 

Socializing and physical appearance: There is a need to continue living as 

part of the family or in society without being a spectacle or frightening anyone. 

I look in the mirror when I'm naked and I just want to go stick my head in 
the oven. (2:1610-1611) 

Other than losing my hair, that seemed to be the worst to me. Of course, 
to lose my hair...(3:28-30) 

But sometimes priorities change to simply living despite looking different. 

...and my granddaughter was here last July, and I went with my tube and 
everything. My doctor says, "so what if they look at you? They looked at 
you when you were bald, that didn't bother you." I said I'm going. So I 
took that dirty old tube to the grocery store or wherever. (1:609-614) 

And I was grumbling at the doctor about being over weight, and he looked 
at me and said, sick people don't gain weight. And I thought boy, I better 
look at this a little differently. I didn't complain about my weight after that. 
(5:39-44) 

And little children, they'll look at me, they'll look at my husband, they'll look 
at their mother, and a little grin will happen. Kids are so great. So, I don't 
know. I'm not going to be bothered with all that stuff. Besides it's in. It's 
the fashion. So I'm right there in the fore front. (5:136-142) 

Talk with people who have cancer: There is a community among people 

who live with cancer. They see others on the street, they sit together in the 

treatment areas, sometimes silently, sometimes making small talk, sometimes 

offering support, sometimes not knowing what to say. 
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...I was in once for chemo and the little girl in the bed next to me was 
diagnosed with cancer, and she was pregnant. She wasn't going to treat 
it because the baby. I don't know what happened to her. I talked to her 
for a long time. I never know what to say to anybody. (1:578-584) 

But since I have cancer and lost my hair I see people with hats on, before 
it never drew my attention. Now I think, I wonder if she's bald, I wonder if 
she had chemo...(1:1556-1559) 

...just in passing down there in the cancer center. That's the only people 
I've been around. And there has been only one or two conversations. I 
think the people down there are pretty much into themselves. Although if 
you do talk to them, I'm sure a lot of times they'll really unload. (2:1460-
1466) 

On the other side of the coin, I fine that it's a community. And I'll have 
former cancer patients come up to me, and say things to me, little words 
of support. (5:122-125) 

Treated differently: Many people have not noticed a change in the way 

people relate to them, but for some, being treated differently has been one of the 

hard things about living with third and fourth stage cancer. 

There is a very small amount of people that can even talk to you if you're 
with cancer, let alone when you're dying. (1:401-404) 

...but I feel strong about it, but when you have cancer, people talk to you 
and look at you different. And a lot of them will find out you have cancer 
and they won't even talk to you at all. And I've been told some people are 
afraid they'll catch cancer. (1:537-542) 

And that's a bummer. That's a bummer. You appreciate sympathy, but 
that's, and uh, the first couple of times, well, my son's in laws, they're very 
very warm and wonderful people, but, they were in visiting a couple of times 
when I was on chemo and I was, oh boy, I told Mother, I said, "we aren't 
going to do that again." They're just, they're going out of their way to make 
you feel comfortable and not hurt your feelings, be careful what they say. 
You can't do that. If you got a cancer patient around, hey, treat him just 
like he doesn't have cancer...(2:915-932) 
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Information about diagnosis: People often seek information about their 

diagnosis. Family and friends set up a network of providing information and ideas 

to people who have cancer. 

So she's the one that sent me all the information. From those computers 
they have back there. And when, which I haven't done lately, and when 
they do an operation and Cat Scan, I send a copy to her, and she takes it 
to another hospital and has them read it. (1:976-982) 

Talked to a lot of people. I've got friends calling all over the country, trying 
to get ideas from various hospitals. (5:149-151) 

...they send me articles and papers about alternative therapies and what's 
going on. (5:178-179) 

Some people do not seek information about their diagnosis, and prefer to 

concentrate on simply fighting it. 

I was a little surprised at myself. I said, "I'm going to research this thing 
and find out everything I can about it." And I never did do it. Never did do 
it. It wasn't that I was afraid to find out anything about it, I was not, I said, 
"Well, the hell with it. I got it, we're treating it, let's just concentrate on that." 
(2:1001-1023) 

I read the pamphlets they gave me here. But I, I don't go around watching 
all the TV shows about it and dwelling on the subject at all. I try to go on 
living, let the doctors cure this stuff. (6:298-302) 

People Carina 

People carina has to do with what other people do when they are with 

people who have cancer. How others care and cope has a great impact on the 

lives of people who have third and fourth stage cancer. Properties which portray 
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this caring include Family carina. Family coping. Friends carina, and Healthcare 

professionals caring. 

Family carina: Helpful or meaningful actions of family members are sources 

of happiness and strength. 

My family will fix me something, go buy me something, whatever I want. I 
can, I'm so lucky. I'm sure not everyone has this, they couldn't have it all. 
(1:1071-1073) 

My husband is super super. I mean to tell you he's super. 91:1087-1088) 

Well, she's my main, my main rock. We've been married 39 years. (2:521-
523) 

...I really got bad that day. And doggone if he didn't fly in, he was stationed 
in Hawaii. He grabbed a hop and flew in from Hawaii. And boy, that 
picked me up. I'm telling you, that really picked me up. (2:532-538) 

Oh, he's my caregiver. You know, he's been there for me 100%. (5:89) 

Family coping: Watching family members try to deal with everything can be 

hard on people who have advanced cancer. 

...and he either had to work late, he got off late, he had to make a deposit 
after work. This was before he finally found out he could cope with it. And 
he had to cope with it a different way than most people. (1:865-870) 

He copes with it through me, I think. He gets strength knowing it doesn't 
upset me. But he still gets down. (1:962-964) 

Two of my daughters I'm really close to, I have three girls and four boys. 
The boys have not been forthcoming. But the girls, it seems easier for 
them. I do have one son who's really good. He'll call me now that he 
knows I'm in the hospital. But the other three, it's very difficult for them. 
(5:65-71) 



95 

Friends carina: Friends provide practical and emotional support, especially 

if the relationship does not change or suffer because of the cancer. 

But those two people are the only people who have stayed by my side. 
Like true friends, like the friends that we all had in a circle, they are the only 
two that still...we're real close. (1:1141-1145) 

...and there is one woman who, I, when I was in Long Beach, who used to 
come in and say, Oh, your dishes need to be done. She'd do the dishes 
for me. We were in a needle work class. She'd come by and show me her 
projects, how they were progressing. It's the small things. (5:74-82) 

I was feeling poorly, and C. got all worried about it, and didn't feel she 
could drive back up here. Well, one drove my car, and the wife followed 
and took him home. They're all offering to do things. Offer to drive my wife 
around. (6:144-151) 

Healthcare professionals carina: Nurses and physicians can have great 

influence over the hope and happiness of people who are living with third or fourth 

stage cancer. 

And she was a great influence on me, my doctor. She's always upbeat. 
(1:84-85) 

I went home, they put me on Hospice. To me those people are beautiful. 
(1:163-164) 

I remember one of the chemo nurses, A., down there, I come in there one 
morning, this is during my first chemo and I felt so bad. I'm surprised I 
could drive myself down there. Anyway, and then I told her I said "Darling", 
and I guess I sound like woof, woof, I said, "A., I really really feel bad." And 
she stood in front of me and said, "Okay," she said, "you're allowed five 
minutes to snivel and then that's it." That struck me so funny that I got to 
laughing. That was great, that was the greatest thing in the world to 
say...(2:733-748) 
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Summary 

In this chapter, data analysis and findings of the study were presented. 

The beginning theory, Paradox of Living and Dying was developed to describe the 

dying process, and how people live with advanced cancer. The categories of Life 

Philosophy, Changes in Status, Accept Death but Maintain Hope, Preparation for 

Death, Living With Cancer, and People Caring were derived from the data, which 

make up the beginning theory Paradox of Living and Dying. 
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CHAPTER 5 

CONCLUSIONS 

Discussion of the findings and comparison of the findings to other literature 

are presented in this chapter. Limitations of the study, recommendations for future 

research, and implications for nursing practice are also presented. 

The purpose of this study was to explore the experience of third and fourth 

stage cancer patients going through the dying process. Grounded theory 

methodology was used to develop a beginning theory, Paradox of Living and 

Dying to describe aspects of the dying process and how people live with 

advanced cancer. 

Discussion of the Findings 

Trying to understand what life is like for people who have third and fourth 

stage cancer, and to understand how they view the dying process, resulted in the 

development of a beginning theory, Paradox of Living and Dying. Six categories 

related to living with advanced cancer emerged from the data: Life philosophy, 

Changes in status, Accept death but maintain hope, Preparation for death, Living 

with cancer, and People caring. During the course of life, people often develop 

a philosophy about how to live. This philosophy is based on previous life 

experiences, self concept, and knowledge that death is inevitable. In this study, 

three beliefs gave substance to subjects' life philosophies: 1) humor is an 

important source of strength to endure adversity, 2) getting out of bed, being 
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productive, and active are innate requirements for well-being, and 3) if you live 

right, take care of yourself, and think positive, you should either not get cancer, 

or you should be able to withstand its assault. 

Before people are diagnosed with cancer, they go about their daily routines, 

but begin to experience changes in their health status. Prediagnosis symptoms, 

being told "you have cancer" and cancer symptoms alter people's worlds. 

Fluctuations in health continue indefinitely. People often know without being told, 

that the cancer is recurring. At times when health is not good, people may 

evaluate if they are dying. This evaluation may rely greatly on the actions of health 

care professionals. Treatments and chemotherapy, including alternative therapies, 

can dominate periods of life, but can also be a source of hope. 

Acknowledging the seriousness of advanced cancer does not squelch the 

hope for continued life. Data from this study indicated that the desire to live is a 

human drive which enables people to continue living despite their illness. Subjects 

verbalized that appreciating life and having a purpose for living improved living and 

provided strength. Differentiating between having cancer and being sick seemed 

to either temper or revitalize hope, depending on one's view. 

The dichotomy of accepting death and hoping for life leads people two 

ways. Eventually these lead to preparing for death, which generally occurs 

through discussion with family members and making practical preparations. 

Protecting family members from issues related to cancer seemed to be a natural 



tendency. The death sentence "there is nothing to do," made people bluntly face 

their mortality, but did not necessarily stave off hope. 

Through hope for life, people embark on the era of living with cancer. 

Everything affects how people live with cancer; their life philosophies, changes in 

their health status, preparation for death, other people caring for them, and their 

knowledge of two possible realities, life and death. 

In this study, aspects of living with cancer included feeling depressed, 

frustrated and angry at the cancer and at the health care system. Looking for 

good things, praying, meditating and having faith improved life. Looking for and 

receiving information may also have helped. Talking and being with other people 

who have cancer became a part of life. Being treated differently, going out in 

public or seeing family and friends while physically showing signs of cancer, 

became parts of life which sometimes required patience, strength, and a sense of 

humor. 

No one is without the influence of others. When people show that they care 

about a person who is experiencing third or fourth stage cancer, that person's life 

is altered, and often much improved. The benefits of human caring must not be 

underestimated. 

Comparison of Findings with Other Literature Sources 

The idea that people can remain hopeful despite bleak odds has been 

discussed in the literature. Kubler-Ross (1969, 1975) and Weisman (1974, 1979) 
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interviewed advanced cancer patients over a period of time and found that the 

desire to discuss their thoughts and feelings, especially regarding death or dying, 

varied day to day. Both found that hope was beneficial. Kubler-Ross theorized 

that people go through five stages when they are dying; denial and isolation, 

anger, bargaining, depression, and acceptance. She stated that the one thing 

which usually persists through all the stages is hope. Even the most realistic and 

accepting patients still remain hopeful that something unforeseen may happen, 

and they will achieve remission or cure. Her published interview data, and her 

interpretations of the data are similar to some of data of the six categories of 

Paradox of Living and Dying. In particular, her work is supportive of Preparation 

for Death and Living With Cancer. 

Weisman (1974, 1979) studied people with cancer and developed a 

psychosocial staging system. But a basic assumption of his theory is that people 

cope with cancer the same way they coped with previous life events. This is 

consistent with the data pertaining to Life Philosophy. He also discussed Middle 

Knowledge which is the state of simultaneous awareness and denial. He found 

that most people experience a mixture of acceptance and denial throughout their 

experience with cancer, and refer to "hoping as coping." None of the data of 

Paradox of Living and Dying was categorized as "denial." However, Middle 

Knowledge is similar to the idea of accepting death but maintaining hope. 

Weisman's overriding premise is that living and dying are phases of the same 
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process. Several other studies have found that people with cancer are generally 

hopeful, although they are aware of the seriousness of their condition (Bradt, 1987; 

Munkres, Oberst & Hughes, 1992; O'Connor, Wicker & Germino, 1990) 

Thirty years ago Glaser and Strauss (1965) developed grounded theory 

methodology, and the Awareness Theory. This theory was based on data from 

interviews with terminally ill patients, and described social interaction between 

health care professionals, family, and the patients in the process of dying. Some 

of the descriptions in their book Awareness of Dying resemble data in this study. 

Reed (1986a) described the dying process as a developmental stage. She 

found that religious development (1986b), spiritual development (1987,1991 a), and 

self transcendence (1991 b) were associated with the end-of-life stage of living. 

Reed's findings were not supported by the data of this study. Only the first 

subject initiated the discussion of prayer, meditation and faith. 

In the literature, first accounts of life-threatening experiences were similar to 

the data from the six interviews. Frankl (1959) described living in a concentration 

camp with a 1/28 chance of survival. His philosophy included humor, a positive 

self concept, and a purpose for living. He found good things in his situation, and 

he believed that human caring, and maintaining hope for life were essential for 

survival. 

Radner (1989) wrote a book about her experience with ovarian cancer, and 

described humor as a way of life. She referred to herself as dying at different 
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times, but continued to try treatments, conventional and unconventional, until 

shortly before her death. She described many of the properties of Living With 

Cancer, especially Socializing and Physical Appearance. She emphasized how 

nurses, friends, her husband, and her dog made it possible for her to enjoy her 

life. Changes in her health status provoked conversations with people about 

cancer and death. She resisted anyone who told her there was nothing to do. 

Papper (1985) had multiple myeloma for 16 years and he outlined what 

nurses and physicians could do to provide better care for people with advanced 

cancer. He was aware that death was inevitable, but he had hope for cure or 

remission. At times when he lost that hope "I felt like a grey veil had descended 

over me." He gave great thought to preparing his family and himself for death, 

and discussed how this was difficult since he did not know when he would die. 

Similarities to the data of People Caring, Accept Death but Maintain Hope, and 

Preparation for Death were apparent in his writings. 

Shlain (1979) wrote an essay about his experience with Non-Hodgkin's 

Lymphoma. He was troubled by changes in his appearance because he was 

afraid his presence would remind people of their own mortality, and they would be 

uncomfortable around him. He debated about how to prepare for death, such as 

retiring early. He needed some control over the dying process, and used diet and 

meditation to feel more active in his treatment. Shlain's description was consistent 
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to data from Living With Cancer, Life Philosophy, Preparation for Death and Accept 

Death but Maintain Hope. 

Hall (1990) was a nurse with advanced cancer; she believed people die as 

they lived, and that it is human nature to remain hopeful even when people are 

terminally ill. She believes everyone is dying, and the difference for people with 

advanced cancer is that they are more aware that they will die. She is opposed 

to staging people with cancer because it may wrongly rob them of hope. 

Perceiving a future, enjoying life, finding a reason to live, and finding treatment 

were things which promoted hope. Her views were consistent with the data from 

the six interviews. 

Limitations of the Study 

There are several limitations of this study. Nurses and physicians referred 

subjects who were considered articulate and open to discussion about their 

experience. This screening limited the investigator's choice of subjects. One 

finding of the study was that subjects accepted the seriousness of their cancer, 

but awareness of diagnosis and prognosis were prerequisites for participation. 

Each subject was interviewed once, and truthfulness of the data was dependent 

on the willingness or ability of subjects to accurately describe their views. The 

subjects were all married and European American. Because grounded theory 
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methodology was used, findings cannot be generalized beyond the context of the 

subjects interviewed. 

Recommendations for Further Research 

The Paradox of Living and Dying is a beginning theory which requires 

further study and development. This beginning theory raises many questions 

about the process of dying as it relates to the process of living. While 

conceptually these processes are opposites, in reality they appear to be 

inseparable. 

The process of dying must be studied more in depth through qualitative and 

quantitative methodology. Specifically, questions which need answers are: 1) what 

defines the dying process for people with advanced cancer, and 2) what do 

people want their lives to be like when they are in the dying process. Studies are 

needed to compare data from people who are newly diagnosed, people who have 

lived with cancer for some time, and people who are considered cured, to 

investigate their perceptions of the dying process. This should be done with 

different samples and longitudinally with the same sample. The process of dying 

needs to be studied among different ethnic groups for a comprehensive 

understanding of needs and interventions. 

Actors, physicians and other professionals are often in the media and 

literature describing their experiences with cancer. The literature search for this 

study found one article written by a nurse who had cancer. Research about 
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nurses who have life-threatening illnesses should be done, because these people 

truly are in a position to share insights about the process of dying and how it 

relates to life. 

Implications for Nursing Practice 

Theoretical descriptions of what it is like to live with third and fourth stage 

cancer and what people want when they are in the process of dying provide 

nurses with an informational foundation for interventions. There are many 

assumptions about how to care for people with advanced cancer or who are in the 

dying process. For instance, they may be expected to discuss death and dying, 

to give up their hope for a future, or to relinquish their authority over their own lives 

when they are still capable of decisions. No two people are alike. The data of 

Paradox of Living and Dying indicate that people want to be treated with respect 

at all times, by their nurses, physicians, and administrators of health care facilities. 

They want a system which is more user friendly and efficient. Nurses need to gain 

more power in the health care system. If nurses would combine power with 

knowledge of the experiences of oncology patients they could create a system 

which could accommodate the unique needs of people who have cancer and who 

are dying. 

Nurses must facilitate family and friends in caring for people with third and 

fourth stage cancer. Advocating a flexible, caring environment within homes and 

hospitals promotes well-being for everyone involved. 
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Nurses must take a greater social role by educating the public through 

mass media, group and one-on-one teaching about advanced cancer, its 

treatments and outcomes, and how to be of help to someone who has third or 

fourth stage cancer. 

People who have third and fourth stage cancer want to continue to live their 

lives with daily goals and future plans. While maintaining honesty, nurses must 

assist and encourage people with advanced cancer to lead fulfilling lives. 

Summary 

The purpose of this study was to explore the experience of third and fourth 

stage cancer patients going through the dying process. The beginning theory 

Paradox of Living and Dying emerged from the data. Life Philosophy, Changes 

in Status, Accept Death but Maintain Hope, Preparation for Death, Living With 

Cancer, and People Caring were categories portraying aspects of living and dying 

that people with advanced cancer experienced. 

In this chapter, a summary of the beginning theory Paradox of Living and 

Dying and literature supporting its categories was presented. Limitations of the 

study, recommendations for further research, and implications for nursing practice 

were also discussed. 
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AS IT BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT FORM WILL 

BE FILED IN AN AREA DESIGNATED BY THE HUMAK SUBJECTS COMMITTEE WITH 
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