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ABSTRACT 

The purpose of this study was to examine the relationships between symptom 

distress, purpose in life, social well-being, and personal dimension in tem1inally ill 

patients receiving hospice care based on Roy's Adaptation Model. The research design 

was a secondary data analysis of Quality of Life in patients receiving hospice care 

(McGaffic & Mayer, 1996). 

The findings showed that there were significant relationships among pain, purpose 

m life, social well-being, certain personal dimensions (p< .05). There is a negative 

relationship between pain, a single distressing symptom and social well-being (r= - .727, 

p< .05). A significantly negative relationship between pain and financial security (r= -

. 754, p< .05) was determined. The positive relationship between purpose in life and 

social well-being was also found (r= .839, p< .01). Finally, the positive relationship was 

validated between purpose in life and age (r= . 778, p< .05). The implications of these 

finding provide evidence that symptom distress, purpose in life, social well-being, and 

personal dimensions related to each other which support the view that current nursing 

interventions should integrate the physical, psychosocial and spiritual domains to 

promote Quality of Life in patients at the end of life. 



CHAPTER I 

INTRODUCTION 

Statement of the problem 

10 

Human beings are biopsychosocial and spiritual in nature. Constant interaction with 

the environment and adaptation contribute to Quality of Life (QOL) (Roy & Andrews, 

1991 ). A terminal illness may be perceived as a threatening event that can have 

significant impact on Quality of Life. Often accompanying the end of life is physical 

deterioration which may impair physical functioning, alter family roles, and affect life 

satisfaction. In the person who is terminally ill, having a spiritual perspective has been 

viewed as a powerful way to restore and maintain wholeness and health (Fryback, 1993; 

Fryback, & Reinert, 1999), prepare for death (Fehring, Miller, & Shaw, 1997), achieve 

purpose in life and hope (Hall, 1998). However, despite the abundance of research on 

Quality of Life (QOL) in people who are terminally ill, few studies have examined 

quality of life from a holistic perspective, which incorporates all dimensions of the 

individual; biological, psychological, social and spiritual. Stenstrup ( 1996), in a review of 

studies of QOL, cited that physical functioning and psychological well-being are the most 

popular domains explored in the medical oncology and nursing literature, but the spiritual 

domain is the most overlooked. 

Quality of life is a multidimensional construct and each dimension may interact with 

the others, but not all dimensions contribute equally to the global construct (Nuamah, 

Cooley, Fawcett, & McCorkle, 1999; Osoba, 1994). However, few studies have 

quantified and explored the attribution of Quality of Life among bio-psycho-social and 
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spiritual domains. Some studies use a global instrument which points to a single quantity 

that can not detect the interaction among these four constructs (Wright. 1993). 

Another problem with existing research on quality of life at the end of life is that it 

is often assumed that terminally ill people are fragile and too weak to participate in 

research. Most studies have been conducted from the caregiver or health care providers ' 

perspectives on quality of life. However, research has demonstrated significant 

differences between patients' and care givers' perceptions of Quality of Life (QOL) 

(Curtis, & Fernsler, 1989; Padilla, Presant, Grant, Metter, Lipsett, & Heide, 1983 ). 

Statement of Purpose 

The experience of Quality of Life during terminal illness has been reported in the 

literature, but little is examined on holistic concepts of QOL. Additionally, few 

researchers have examined QOL from the patients' subjective perspective. The purposes 

of this secondary data analysis were to examine the physiological, psychological, social, 

and spiritual domains of QOL and to explore the relationships among indicators of QOL 

from perspectives of terminally ill adults. 

Significance 

Worldwide, tens of millions of people die every year as a result of tem1inal illnesses 

such as cancer and AIDS (World Health Organization, 1999). Dying people may 

experience deteriorating physical abilities, accompanied by an array of losses and fears 

associated with hopelessness, helplessness, vulnerability, an unknown future , altered role 

function, and isolation. These changes greatly affect perceived Quality of Life in the final 

stages of life. 
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In terminal illness, it is unclear whether the disease, its treatment, or the chronicity 

of illness is the primary cause of a given symptom (Donovan, 1986). Regardless of the 

cause, distressing symptoms can result in a significant series of discomforts, impairing 

physiologic functioning and decreasing patients' abilities to adapt and engage in daily 

living. Kukull, McCorkle and Driever (1986) found that increased symptom distress is 

associated with an increased risk of morbidity and increased mortality. According to 

Coyle, Adelhardt, Foley, and Portenoy (1990), these common symptoms such as pain, 

fatigue, nausea, depression, anxiety, fear, irritability, anorexia, and dyspnea interact to 

disrupt the sense of equilibrium and harmony, as well as greatly affect the well-being of 

the dying person. These symptoms of distress, which may be biological in nature, are 

believed to have a marked impact on an individual's quality of life (Ehlke, 1988; Holmes 

& Dickerson, 1978; Holmes & Ebum, 1986; Watson, Rhodes, & Germino, 1987). 

The psychosocial domain is recognized to be one domain of Quality of Life. With 

imminent death, psychological distress, particularly anxiety, depression, fear, and worry, 

are prevalent (Reese, & Brown, 1997). Negative mood states are believed to contribute to 

symptom distress (Coward, 1991 ), interrupt social relationships (Budin, 1998), cause loss 

of spiritual well-being (Coward, 1991) and concurrently affect QOL (Heckman, Somlai, 

Sikkeme, Kelly, & Franzoi, 1997). In addition, dying patients may find that their social 

network decreases. Because of troublesome symptoms and a negative mood status, many 

patients don't leave their homes and no longer enjoy the simple activities they enjoyed 

prior to the illness, (Ferrell, 1995). Nunes, Raymond, Nicholas, Leuner, & Webster 

(1995) found that decreasing social support, social stigma, and loss of famil y or 

significant others negatively influenced Quality of Life in persons with HlV. 
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Personal dimensions such as age, gender. and economic status have been found to be 

important indicators of Quality of Life (Baas, Beery, Fontana, & Wagoner, 1999; Piette, 

Wachtel , Mor, Mayer, 1995 ; Wan, Counte, & Cella, 1997). Although the terminal disease 

progress and prognosis in older patients are believed to be considerably worse than for 

younger patients, it does not necessarily imply that Quality of Life is worse in older 

adults than younger ones. Study findings indicate that older terminally ill adults 

experience less symptom distress, more life satisfaction, and higher QOL than younger 

adults (Wan, Counte, & Cella, 1997; Wilder, 1995). With chronic illnesses, patients and 

their families may be faced with a decrease in economic resources related to increasing 

medical expenses and a decrease in income related to unemployment. Findings from 

research indicate that financial inadequacy may lead to more additional symptom distress 

(Kristjanson, Nikoletti, Porock, Smith, Lobchuk, & Pedler, 1998), higher psychological 

distress, less support (Lundberg, Johannesson, Isacson and Borgquist, 1999), and poorer 

QOL (Friedland, Renwick, & McColl, 1996). Friedland, Renwick, and McCall ' s study 

(1996) of the chronically ill found a statistically significant relationship between income 

and the patient's QOL. People with lower incomes were more likely to have a lower QOL 

than those with higher incomes. 

With impending death, a person's spiritual perspective, another domain of Quality 

of Life, may be tremendously affected. Spiritual distress has been characterized by 

feelings of uncertainty, loneliness, hopelessness, despair, grief, and loss over the future 

and has been identified in patients with advanced cancer (O'Conner, Wicker, & Gem1ino, 

1990). As individuals adapt to their terminal illnesses, finding a purpose in life, one 
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dimension of spirituality, is a powerful way for people to find relief from physical and 

psychological distress, restore their integrity, and, ultimately, promote their Quality of 

Life (Hulme, 1986; Murdaugh, 1998). Travelbee (1971) asserts that helping patients find 

purpose in life is an important goal for nursing. Moreover, Taylor (1983) notes, "when 

positive meaning can be construed from the cancer experience, it produces significantly 

better psychological adjustment" (p. 1163). Cohen and Mount (1992) observed in their 

study of terminally ill adults that the source of the sense of quality of life was a new 

awareness of the spiritual dimension of human existence. 

With the threat of death, physical, psychosocial, personal, and spiritual dimensions 

of QOL are affected. When a disease can no longer be cured, promoting adaptation, 

enhancing quality of life, and making the last days as meaningful and comfortable as 

possible are the primary purpose of those caring for the dying. Understanding and 

exploring relationships among dimensions of quality of life are important for nursing and 

provide a direction for interventions which improve quality of life for patients with 

terminal illness. 

Conceptual Framework 

The conceptualization of Quality of Life in this study is guided by Roy' s Adaptation 

Model (RAM), which is presented in Figure 1. In this study, people are conceptualized as 

biopsychosocial and spiritual beings in constant interaction and adaptation with a 

changing environment (Roy & Andrews, 1991 ). In Roy' s model, environmental stimuli 

are categorized as focal , contextual, and residual. For the terminally ill , impending death 

is one focal environmental stimulus, which affects all domains of the individual including 
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biological , psychological, social , and spiritual. By rece1vmg hospice care, patients 

acknowledge that they have six months or less to live. Chapman and Gavrin (l 995) 

observed that patients with terminal illness suffer stress, which is derived from physical 

distress, perceived threats to the integrity of the self, and the psychological threat of 

facing death. These threats to integrity greatly impact clients ' adaptive systems. 

Environmental circumstances are conceptualized as contextual stimuli such as hospice 

care, which contribute directly to adaptation. Individual coping mechanisms, beliefs, and 

past experiences are viewed as residual stimuli, which are the unknown or unclear factors 

influencing the coping process. Residual stimuli are classified as either contextual or 

focal once they are identified (Roy, & Andrews, 1991). However, residual stimuli may be 

unknown. 

According to Roy's model, coping mechanisms are conceptualized as "the complex 

controls within the person" (Roy & Andrews, 1991, p. 13). A person ' s adaptation and 

coping mechanisms are broadly categorized as the regulator subsystem and the cognator 

subsystem. The regulator mechanism is primarily the neural-chemical-endocrine 

physiologic process that prepares the person to fight, flee, or avoid the stimulus (Roy, 

1984). This produces an outcome of adaptation, called the physiological mode. The 

physiological mode emphasizes the maintenance of the physiologic integrity of the 

adaptive system. 
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The cognator mechanism is the ability to direct efforts at altering situations and 

regulating reactions to situations. The cognator mechanism responds through complex 

processes of perception/information processing, learning, judgement and emotion. Three 

modes which are outcomes of adaptation regulated by the cognator subsystem include the 

role function mode, the self-concept mode, and the interdependence mode. 

The role function mode is concerned with the person's performance of role activities 

on the basis of their positions within society, such as age, gender, race, level of education, 

marital status, and economic state. The self-concept mode represents the psychological 

and spiritual domains of a person, and is a composite of a person's beliefs and feelings 

about the physical and psychological self, such as purpose and meaning in life. The 

interdependence mode refers to social function and maintaining satisfying affectional 

relationships with significant others, such as social well-being. These four adaptation 

modes present the outcomes of QOL. Distressing symptoms, purpose in life, personal 

dimensions, and social well-being, from the existing data set were selected that best 

corresponded to Roy's Adapation Model. For this study, the variables, collectively, were 

conceptualized as Quality of Life (QOL). 

The physiologic mode is represented directly by the degree of physical distress 

caused by symptoms associated with terminal illness; the self-concept mode is 

represented by spiritual domain, such as the individual's meaning and purpose in life; the 

role function mode is represented by personal dimensions which are composed of the 

various roles of the individual including gender, race, age, education, income, and marital 

status; and the interdependence mode is represented by the level of social well-being. 
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According to the Roy's Adaptation Model, copmg mechanisms are perceptual

psychomotor processes that link the cognator with the regulator and likewise promote 

integration with the biopsychosocial whole (Roy, & Andrews, 1991 ). Whether there is an 

adaptive or ineffective outcome, the four variables feed back into interaction and 

influence other stimuli. The interrelationship occurs among these four modes, such that 

responses in any one mode may have an effect or act as a stimulus in one or all of the 

other modes. For example, focal stimuli such as pathophysiological changes impact on 

the physiological mode through the regulator processes. Patients may express physical 

discomfort. Moreover, the stimuli additionally influence the other correlated three modes 

through cognator activity. Patients may adapt in various ways, such as manifesting 

distressing symptoms, experiencing social well-being, or having purpose in life. 

Continued positive outcomes or adaptive behavior may result in enhanced QOL; 

continued negative outcomes or ineffective behavior may result in decreased QOL. For 

the purpose of this study, QOL is defined as an individual's perception of his/her 

adaptation in each of the four modes: physiological, self-concept, interdependence, and 

role function. 

Concepts and Variables 

Quality of Life 

Quality of Life is a subjective and multidimensional construct. Four biopsychosical 

and spiritual response modes of physiologic function, self-concept, interdependence, and 

role function were conceptualized collectively as Quality of Life (Nuamah. Cooley, 

Fawcett, & McCorkle, 1999). More specifically, these four response modes are 
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represented by symptom distress, purpose m life, social we11-being. and persona] 

dimensions. 

Symptom distress 

Symptom distress is a physiological response to a terminal illness. The distress 

arises from symptoms associated with the disease itself or from the treatment (Donovan, 

1986). Increased symptom distress reflects maladaptation of the physiological mode. 

Conversely, when the level of discomfort decreases, there is a corresponding effective 

adaptation to the physiological mode. Distressing symptoms such as pain, fatigue, nausea 

and vomiting interact and disrupt the patient's sense of equilibrium and quality of life 

(Coyle, Adelhardt, Foley, & Portenoy, 1990; Donaldson, 1998; Ehlke, 1988; Holmes & 

Dickerson, 1978; Holmes & Ebum, 1986; Watson, Rhodes, & Germino, 1987). 

Purpose in life 

Purpose in life is one dimension of the spiritual domain. Taylor (1983) asserts that 

"when positive meaning can be construed from the cancer experience, it produces 

significantly better psychological adjustment" (p. 1163). Murdaugh (1998) found that 

creating meaning is the final stage of the illness trajectory for adults living with HIV. 

Purpose in life helped participants achieve a balance and promote life quality. 

Social well-being 

In this study, social well-being, is one domain of perceived Quality of Life. The 

social domain of the lives of dying patients represents an interdependence response to 

end-of-life disease (Guillory, 1992). Nunes, Raymond, Nicholas, et al. ( 1995) found that 

clients' feelings of social well-being were significantly lower when social support was 

lost. Simultaneously, social well-being may influence their perception of Quality of Life. 
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Personal dimensions 

Personal dimensions such as gender, race, age, education, income, and marital status 

are used to represent the role function mode in this conceptualization of Roy' s adaptation 

model. These variables representing role function mode have been identified in the 

literature as possible correlates of physical symptoms, perceptions of life satisfaction and 

Quality of life (Degner & Sloan, 1995; Highfield, 1992; Kaczorowski 1989; Sama, 

1993). A number of studies of patients with life-threatening illnesses demonstrated that 

elderly patients have lower symptom distress (Degner & Sloan, 1995; Sama, 1993), but 

have higher spiritual perspective (Highfield, 1992; Kaczorowski 1989) and higher 

perception of Quality of Life (Wan, Counte & Cella, 1997). 

Definition of terms 

Quality of life is defined as the individual's perception of his/her adaptation in each 

of the four modes: physiological, self-concept, interdependence, and role function. 

Symptom distress is defined as the degree of discomfort rated by the patient's 

perception of the specific symptoms experienced through the adaptation process. 

Purpose in life is a personal perception of his/her adaptation in discovering the 

significance of an event or experience that affords a sense of worth and a reason for 

living. 

Social well-being is defined as a subjective perception of overall satisfaction with 

current social life. This personal perception may be modified and adjusted through 

his/her adaptation process, and is specifically associated with satisfied relationships and 

social support. 
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Personal dimensions are defined as an individual's vanous roles within society 

including age, gender, race, level of education, marital status, and economic status . 

Terminal illness is defined as expected death within six months. 

Summary 

Terminal illness is often accompanied by deteriorating physical abilities, changes in 

role, and social support, which may affect quality of life. Nurses have a responsibility to 

identify factors which assist clients in achieving optimal physical and psycho-spiritual 

adaptation during the process of dying. Roy's Adaptation Model provides a framework to 

explore Quality of Life in the terminally ill adults. 



CHAPTER II 

REVIEW OF THE LITERATURE 

According to Roy 's Adaptation Mode, hospice cares, environmental circumstances 

are conceptualized as contextual stimuli, which contribute to adaptation and promote 

Quality of Life. Four outcomes are the physiological mode, the role function mode, the 

self-concept mode, and the interdependence mode, which present the Quality of Life 

collectively. In this study, Four outcomes of Quality of Life are named by symptom 

distress, personal dimensions, purpose in life, and social well-being respectively. In this 

chapter, a review of the literature related to Quality of Life is provided to establish the 

knowledge of the area of this study. 

Contextual stimuli: Hospice care 

22 

Hospice is not a place or an institution but a concept and philosophy of care 

(Buckinghan, 1996). According to the World Health Organization ( 1990), the term 

hospice is replaced with "palliative care" which is defined as the active total care of 

patients whose disease is not responsive to curative treatment. Through interdisciplinary 

team participation, hospice offers multidimensional care to terminally ill patients and 

their families that will enhance aspects of QOL, maintain dignity and humanness during 

the dying process, and attain a degree of mental and spiritual preparedness for death 

(Buckingham, 1996). 

Reese and Brown (1997) examined psychosocial and spiritual care provided in 

hospice, and they explored care differences among multidisciplinary teams through a 

chart review of 3 7 home hospice patients. These authors observed that spirituality was the 
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most frequently addressed issue by patients and was discussed by clergy. Death anxiety 

was the second issue most frequently addressed and was most frequently discussed by 

social workers. Hospice values and denial were also prevalent; they were most frequently 

discussed by nurses. Although each issue was addressed, the issues were not equally 

emphasized by team members. The involvement of only one hospice, small sample size, 

and its reliance only on information recorded in the charts are limitations of the study. 

In another review of hospice home care programs, no significant improvement of 

QOL for terminally ill patients was found. Smeenk, Haastregt, Witte and Crebolder 

(1998) systematically examined the effectiveness of hospice home care programs on 

Quality of Life in patients with incurable cancer. These authors, using the databases of 

Medline, Embase, CancerLit, and PaychLit, assessed the methodological quality of the 

studies. The selection criteria for inclusion of studies in the review were: (a) the study 

population had to include patients with incurable cancer and a control group; (b) the 

study design had to be prospective; ( c) the intervention has to be aimed at different 

aspects of care, with the main goal of better support for patients at home; ( d) the control 

group had to have received standard available (home) care; and ( e) the dependent 

variables in the study had to include at least one dimension of QOL or the readmission 

rate of patients. Two investigators performed the selection of articles with these strict 

criteria, and they were blinded from each other. If there was any disagreement between 

the two investigators, a consensus meeting took place with a third investigator to make 

the final decision. 
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The researchers found out that nine articles met their inclusion criteria in 358 

relative articles. Among the studies, three studies indicated that home hospice care had a 

positive influence on physical dimensions of QOL; only one found a significant 

improvement in the psychosocial dimensions of QOL; only two studies showed that 

patients were significantly more satisfied with care and had a significantly lower 

readmission time. The authors found that team members visiting patients at home and 

holding regular multidisciplinary team meetings proved to be important elements for 

enhancing quality of life. In studies reviewed, there were no congruent findings about the 

effects of hospice care on QOL. The results only assured that none of the studies had a 

negative influence of home care interventions on QOL, but did not validate that hospice 

home care programmes are effective for patients with terminal cancer. 

Four adaptation modes: Quality of life 

Despite of the growing importance of QOL as a research construct, QOL still 

remains conceptually ambiguous and operationally complex (Mast, 1995). Much of the 

research on QOL has focused on exploring theories and definitions of QOL (Kinney, 

1995; Mast, 1995; Stenstrup, 1996). Other research delineates the various measurements 

of QOL (Mast, 1995; Naumah, Cooley, Fawcett & McCorkle, 1999; Stenstrup, 1996). 

Conceptualizations of QOL and relevant research are the foci of this literature review. 

Kinney (1995) summarized the prevalence of the term "Quality of Life" (QOL). 

From 1978 to 1980, there were 200 publications that contained the phrase QOL. Between 

1988 and 1989, the number increased to more than 1400. From 1990 through 1 994, more 

than 2100 published titles included the phrase QOL. Kinney examined the QOL 
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literature and reported that a number of definitions of quality of life have been proposed, 

but there is no consensus. There is also no agreement on the issue of a single- or multiple

dimension definition. Inconsistent and imprecise definitions, poor differentiation between 

dimensions and determinants of QOL, and confusion of terminology are other unresolved 

issues. Additionally, there is controversy about the number of dimensions that should be 

included when measuring QOL. Some have suggested that at least one dimension must be 

tested (Guyatt, Feeny, & Patrick, 1991), others have argued that at least three or five 

dimensions must be included (Cella & Tulsky, 1990; Spitzer, 1987). Regardless of the 

number of dimensions of QOL examined, QOL should be supported by a theoretical 

framework. A conceptual framework provides a better understanding of the importance 

of each dimension and clarify contributions of each to overall QOL. 

Stenstrup (1996) examined QOL definitions and instruments for measuring it in 

current oncology literature. The author reviewed studies including domains, sample 

patient populations, reliability, validity, and other specifics important to QOL. The 

definition of QOL included several dimensions such as the physical, psychological, 

social, emotional, financial, sexual, functional, and spiritual. Although there is no 

universally accepted definition of QOL, but there is a consensus that QOL should be 

defined by patients' perceptions (Cella & Cherin, 1988; Schipper, 1990; Shumaker, 

Anderson & Czajkowski, 1990). Although definitions and conceptual frameworks may 

differ, similar concepts and domains are included. Physical functioning or physical well

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

domains of QOL in studies. Of these, physical functioning and psychological well-being 
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are the most frequent domains explored in the medical oncology and nursing literature. 

The spiritual domain is the most overlooked. 

Mast (1995) also examined QOL in oncology nursmg research. The author 

reviewed nursing literature published since 1980 from MEDLINE and the Cumulative 

Index of Nursing and Allied Health Literature. Similarly, the author found that the lack of 

consensus in the definition of QOL caused difficulties in operationalizing and measuring 

the concept (Meeberg, 1993; Ragsdale, Kotarba, & Morrow, 1992; Young, & Longman, 

1983). Instead of finding a congruent definition and a measurement of QOL, nurse 

researchers developed a set of categories of QOL and disease-specific multidimensional 

scales reflecting the concerns and aspects of QOL (Ferrans, 1990a; Holmes & Dickerson, 

1987). Mast (1995) concluded that to investigate QOL comprehensively, researchers 

should have a clear purpose, use acceptable QOL indicators based on theoretical 

frameworks, and have the congruence of the evaluation method with investigators' 

interest. 

Nuamah, Cooley, Fawcett and McCorkle (1999) tested a theoretical framework 

for QOL. The authors explored QOL using Roy's Adaptation Model. A secondary 

analysis of data was conducted from a study of QOL in cancer patients receiving 

postsurgical care at the University of Pennsylvania Cancer Center and the Hospital of the 

University of Pennsylvania. The sample included 375 subjects, who were at least 60 

years or older, who had a solid tumor cancer, had cancer-related surgery within two 

months, and had a prognosis of 6 months to live. The participants, aged from 60 to 92 

years, were interviewed at two occasions including before discharge from the hospital 
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and 3 months postdischarge. Variables were measured using the Symptom Distress Scale 

(SDS) (McCorkle & Young, 1978), the Center for Epidemiological studies-Depression 

Scale (CES-D), the Enforced Social Dependency Scale (ESDS), caregiver information, 

demographic and medical information from patients charts. 

The instruments measured the biopsychosocial domains of QOL of cancer 

patients such as physical symptoms, affective status, functional support, social support, 

and environmental stimuli. Structural equation modeling was used to test the propositions 

of the Roy's Adaptation Model. The results showed that all four response modes were not 

interrelated in that the caregiver variable did not contribute appreciably to the measure of 

QOL, during the first or the third month interview. Surprisingly, caregiver support had 

low non-significant correlations with the other variables of QOL including affect status, 

functional status, and physical symptoms (r= .01 to .10) over time. Additionally, the 

findings indicated that QOL at three months is predicted by QOL at the initial interview 

(0.43, t (1)=5.29, p< .001). Environmental factors including adjuvant cancer treatment 

and severity of illness had high loadings and personal dimensions including age, gender, 

income, race and marital status had low loadings. Environmental factors significantly 

predicted QOL at three months by the first interview (differential X2 (27, n=375) = 

134.26, p< .05). The findings from this study suggest that not all domains contribute 

equally to Quality of Life. In summary, Roy's Adaptation Model was validated to fit the 

multidimensional conceptualization of QOL, and was able to provide the indicators for 

theoretical framework to predict patients' QOL. 
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Role Functioning Mode: Personal dimensions 

Dying people may experience physical, psychosocial , and spiritual distress caused 

by physical deterioration and the threat of impending death, but the intensity varies 

widely from person to person. Many studies have identified the influence of personal 

dimensions on the quality of life of patients with terminal illness. Age, gender, education, 

income, marital status have been identified as the variables that influence patients ' report 

of QOL (Greimel, Padilla, & Grant, 1998; Wan, Counte & Cella, 1997). 

Age. The influence of age has been researched in relation to many health-related 

phenomena, including physical symptoms (McMillan, 1989; Sama & Brecht, 1997), 

psychological distress (Baas, Beery, Fontana & Wagoner, 1999), social well-being (Baas, 

Beery, Fontana & Wagoner, 1999), purpose in life (Dirksen, 1995; Taylor, 1993), and 

QOL (Wan, Counte & Cella, 1997). In these studies, age has been described as a modifier 

ofQOL. 

McMillan (1989) explored the relationship between age and intensity of cancer

related pain. A secondary analysis was used to investigate the relationship. Regardless of 

disease stage or treatment, ninety-nine cancer patients ages from 23 to 79 were divided 

into a younger group (:::; 55 years old, n=48) and an older group (> 55 years old, n=51 ). 

The Visual Analogue Scale (VAS) was used to measure pain intensity related to cancer. 

An independent t-test revealed a significant difference in intensity of symptoms between 

younger and older subjects (t= 2.64, p < 0.01). Pain intensity was significantly related to 

age (R= - .22, p< .05). Younger subjects tend to report more intense pain than older 

subjects. 
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The intensity of pain associated with age was also found in another quantitative 

study (Sama & Brecht, 1997). It was hypothesized that demographic variables are related 

to symptom distress in women with potentially fatal diseases. Sixty women, ages 33 to 

80, with lung cancer, were studied. Instruments used included the Symptom Distress 

Scale, the Kamofsky scale, and a demographic survey. The results showed that 

demographic characteristics were related to certain specific symptoms. Age was weakly 

and negatively related to pain frequency (r= - .32). Younger subjects experienced more 

problems with serious pain (t= 3.83, df= 58, p< .001) or had problems with concentration 

(t= 2.00, df= 58, p= .050). The researchers concluded that older participants may 

experience less pain than younger ones. Aging brings normal physiological changes in 

sensation, which may lead to a decrease in the perception of pain. Limitations of the 

study were a small sample size, the use of only women as subjects, and lack of a systemic 

assessment of symptoms, so the results limit generalizability. 

In two other studies, age was found to be an influential variable on psychosocial 

dimensions and social well-being (Baas, Beery, Fontana & Wagoner, 1999; Wan, Counte 

& Cella, 1997). Baas, Beery, Fontana and Wagoner (1999) examined the social well

being of patients with heart failure. One hundred thirty-eight subjects diagnosed with 

Heart Failure Class I (6%) and Class III or IV (60%), were divided into three different 

age groups: ~ 45 (n= 35), 46-59 (n= 68), and ~ 60 (n= 34). Instruments used included 

the Human Activity Profile (Fixx & Daughton, 1988), the Index of Well-Being, and the 

Profile of Mood States and demographic survey. The findings showed that there were 

significant differences in well being among age groups. The level of social well-being 

' 
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increased with age (Tukey 's HSD, CI= .95. p= .05). The other variables. vigor (F=5.27, 

p= .006), depression (F=-6.06, p= .003), anger (F=-9.02, p = .0002), and tension (F=-

6.50, p= .002) also demonstrated significant differences with age. The author concluded 

that age is an influential factor on sense of social well-being. Younger persons may 

likely develop a greater risk for negative mood states because they are faced with many 

of the developmental challenges often faced by older adults earlier than anticipated. 

With growth, learning and experience, older persons may likely develop more efficient 

psychological adjustment and experience a greater sense of social well-being. The 

authors' findings support the theoretical writings of Erikson, Erikson, and Kivnick 

(1986) regarding developmental processes and growth over the adult years. 

In addition, findings from research suggest that age has an effect on the spiritual 

domain (Dirksen, 1995; Taylor, 1993). Taylor (1993) investigated factors associated 

with meaning in life 74 in patients with recurrent cancer (age x=53.7). Instruments 

included the Purpose in Life test, and demographic survey. The results showed that age 

was significantly related to purpose in life (F= 3.87; df = 2,71 , p= .025); increasing age 

is related to having a more meaningful life. 

Overall, the effects of age on QOL were revealed in a study of 466 cancer patients 

by Wan, Counte, and Cella (1997). The authors hypothesized that increasing age is 

positively related to QOL. Sixty-six percent of the subjects were female and most of the 

subjects were diagnosed with terminal illness ( 46.6% ). QOL, demographic, and medical 

information were investigated. Results showed that age was positively correlated with 

QOL (p< .05). Older cancer patients were more likely to have a higher QOL than 
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younger patients. People of increasing ages were likely to have higher physical , social , 

relationship, emotional, functional well-beings (p~ .01 ). The authors concluded that 

patient characteristics such as age is a significant determinant of QOL. 

Gender. Greimel, Padilla and Grant ( 1998) examined the effect of gender on 

physical and psychosocial outcomes. The participants (n=227) were recruited from ten 

hospitals, diagnosed with cancer, with needs for home care, and spoke English. Seventy

one percent of the subjects were female with a mean age of 58 years, and male (29%) had 

a mean age of 61 years. More than two thirds of the men (72%) and about half of the 

women (55%) were diagnosed with advanced cancer (stage III and IV). Study 

instruments included the OARS Multidimensional Functional Assessment Questionnaire 

(OMF AQ), the Kamofsky Performance Status Scale (KPS), the Quality of Life-Cancer 

Scale (QOL-CA), and the Diagnosis, Treatment and Management Variables Tool 

(DTMVT). The results showed that males reported significantly more cancer-related 

impairments (p< .05), more limitations in activities of daily living (p~ .01 ), and poorer 

social resources (p< .05) than females. No gender differences were found in quality of 

life, psychological well-being, physical-functional well-being, symptom distress , and an 

attitude of worry. 

Gender was found to have little effect on QOL in a secondary study of 4 76 cancer 

subjects (Dibble, Padilla, Dodd, & Miaskowski, 1998). Gender differences were explored 

in relation to various dimensions of QOL. Of these, most of the participants were 

diagnosed with advanced cancer (~ 67%). Tools used included the MQOLS-CA 

embracing five dimensions of QOL (psychological , physical , interpersonal well-being, 
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symptom management, and nutrition), the Karnofsky Perfonnance Scale (KPS) score, 

and demographic questionnaire. The results showed that interpersonal well-being was 

only significantly different between males and females (F= 4.87, p ::;; .05). Women 

reported higher interpersonal well-being scores than men. No significant differences were 

found in psychological, physical well-being, nutrition, symptom management, and total 

QOL by gender analysis. Differences in the predictors of QOL for men and women were 

found. For women, psychosocial well-being and physical competence were the most 

important predicator of general QOL. These two variables explained 84.4% of the 

variance in QOL. For men, vitality and personal resources were the major predicators of 

general QOL. These two factors contributed 85.1 % of the variance of QOL. Little effect 

of gender was found on QOL, but each gender has his/her sensitive dimensions related to 

QOL. In the conclusion, the authors suggested that gender-specific measurement tools are 

needed to properly evaluate QOL so that QOL for all patients can be promoted. 

Financial status. Income is another personal dimension that may influence an 

individual's report of QOL. With the onset of a chronic illness, patients and their families 

are faced with a decrease in economic security which is related to increasing medical 

expenses and unemployment. Without adequate financial resources, a patient may be 

unable to afford needed health care, which can simultaneously, impact on his/her QOL. 

However, research investigating effects of income and financial security on QOL is very 

limited. 

Lundberg, Johannesson, Isacson and Borgquist (1999) examined different 

socioeconomic variables in relation to QOL. Subjects (n=4 7 40) were from a genera] 
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population, in one of Sweden's largest university cities. The subjects ranging in age from 

20 to 84, were divided into 4 classes: <10,000 SEK, 10,000-14,999 SEK. 15 ,000-19,999 

SEK and >20,000 SEK (SEK, Swedish crowns; exchange rate 1995 $1 =SEK 7.30) 

according to monthly income. A self-reported postal questionnaire that measured health 

state was used. The mean health-state was .80 for the unemployed and .85 for persons 

that were employed (p< .001). The study supported the hypothesis that increasing income 

is related to a positive health status. 

Kristjanson, Nikoletti , Porock, Smith, Lobchuk, & Pedler (1998) examined the 

effect of demographic variables on symptom distress for 78 adults with stage III or IV 

cancer currently in the care of a home hospice service. The Symptom Distress Scale 

(SDS), demographic questionnaire, and the Kamofsky performance status examination 

(KPSE) were included. The findings revealed that patients who reported that their family 

income was inadequate reported higher SDS (t = - .27, p= .005). The relationship 

between income and SDS suggests that palliative care should involve the assessment of 

financial status and provide available resources to maximize QOL. 

Similarly, Friedland, Renwick and McColl (1996) explored personal 

characteristics as determinants of quality of life. The participants (n= 120) were diagnosed 

with HIV infected and had a mean age of 37 years. The disease diagnoses of the subjects 

were: 29% AIDS, 35% HIV symptomatic, and 35% asymptomatic. Information was 

gathered from self-administered questionnaires. In the study, the results shmved that 

income had a significant relationship to QOL (r= .34, p< .01 ). People with higher 

incomes were more likely to have a better QOL than those with lower incomes. 
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Education. Education is another factor which has a positive effect on health status 

and QOL. Ross and Van Willigen ( 1997) examined the influence of education on quality 

of life. The authors conducted two studies consisting of national samples in 1990 and 

1995. The first study, the Work, Family, and Well-Being (WFW) survey, was used in a 

telephone survey of a national probability sample of 2,592 U.S. households. The second 

used the Aging, Status, and the Sense of Control (ASOC) survey, in a telephone survey of 

a national probability sample of 2031 U.S households. The authors investigated the 

relationships between education and various indicators of subjective QOL such as 

depression, anxiety, anger, aches and pains, malaise, and dissatisfaction. They found that 

the well educated had lower levels of emotional distress (including depression, anxiety, 

and anger) (p< .05) and physical distress (including aches and pains and malaise) (p< 

.05). However, education was not significantly related to subjective social well-being and 

well-educated persons had significantly higher levels of dissatisfaction than those with 

less education. 

In contrast, another study showed that education had little influence on QOL. 

Wan, Counte and Cella (1997) examined the role of various personal characteristics on 

response of QOL of 466 cancer patients with a mean education of 14.1 years. Most of 

the subjects were in stage IV (46.6%). The dimensions of QOL (relationship with 

physician, physical, social, emotional, and functional well being) and an overall measure 

of QOL were examined in this study. Results showed that there were no statistically 

significant associations between education and QOL including physical, social emotional , 

functional well-being, and overall QOL. 
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Marital status. Marital status is an essential factor relating to the patient's 

perception of QOL. Marriage appears to enhance the quality of life through intimacy, 

interdependence, a sense of belonging, and providing support for each other. In studies, 

marital status has been regarded as a measure of social support or social integration, 

which promotes and enhances QOL (Hoskins, Baker, & Sherman et al., 1996; Krongrad, 

Lai, Burke, Goodkin, & Lai, 1996; Metzger, Rogers, & Bauman, 1983). Similarly, Wan, 

Counte and Cella (1997) identified that living with family or others exhibited significant 

effects on the overall QOL. 

Krongrad, Lai, Burke, Goodkin and Lai (1996) evaluated the association of 

marital status and survival in-patients with prostate cancer (n= 146,979). The subjects 

were from the Surveillance, Epidemiology and End Results (SEER) program, during the 

period from 1973 to 1990, and were diagnosed with prostate cancer. Through chart 

review, findings revealed that married patients had significantly longer median survival 

rates than those who were divorced, single, separated or widowed (p< .0001). After 

controlling for age, stage, race and treatment, married patients had a significantly lower 

risk of mortality than those who were divorced, single, separated or widowed (p< .0001). 

Hoskins, Baker, and Sherman et al (1996) examined the effect of marital support 

on the emotional and physical adjustment of 128 women diagnosed with breast cancer. 

Instruments used included the Partner Relationship Inventory, the Profile of Adaptation 

to Life Clinical Scale for psychological adjustment and physical outcomes and the 

Multilevel Assessment Instrument for measuring well-being. The subjects were 

interviewed during six occasions, 7 to 10 days after surgery, one, two, three months, and 
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one year postsurgery. The results indicated moderately large correlations between marital 

support and emotional adjustment over time, but no significant relationship was found 

between marital support and physical adjustment. In that study, patients who reported less 

support in the marital relationship were likely to report more problems with emotional 

adjustment. 

Metzger, Rogers and Bauman (1983) examined the relationship between marital 

status and emotional distress after a mastectomy. Participants (n=598) were recruited 

from four health service areas in southeastern New York State. They had no distant 

metastatic breast cancer, had mastectomy surgery, and ranged in age from 18 to 65. 

Seventy percent of the subjects were married, 11 percent were widowed, nine percent of 

those had never been married, and the remaining were either divorced or separated. 

Physical and medical variables, psychological distress, and demographic data were 

measured. The authors found that the never-married women were least likely to 

experience fear about recurrence (F=- .47, p< .05); divorced women were significantly 

more likely than married women to be distressed about disfigurement (F= .35 , p< .05). 

Marital status also affected degree of depression. When the three unmarried groups were 

compared with the married group, widowed women had the highest levels of depressive 

symptoms. Conversely, most of never-married women were less depressed than the 

married group. Married women had more concerns about disfigurement than unmarried 

women. Additionally, findings from the study demonstrated that married women had 

fewer symptoms of psychological distress and a greater sense of social well-being than 
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do unmarried women. Never-married women had been independent most of their lives 

and were the least likely to exhibit depression. 

In a study of cancer patients (n=466), Wan, Counte and Cella (1997) examined 

the relationship between personal characteristics on QOL in adults with stage IV cancer. 

QOL (relationship with physician, physical, social, emotional, and functional well being) 

and an overall indicator of QOL were measured. Results showed that living arrangements 

exhibited significant effects on the summated rating of QOL (p< .05) and social well

being (p< .001 ). Cancer patients, living with others were more likely to have a higher 

overall QOL and social well-being than those living alone. 

Overall, age, gender, income, education, being married and living with others may 

contribute to Quality of Life. These personal dimensions are one domain of QOL. 

Physiological Mode: Symptom distress 

Symptom distress is a multidimensional phenomenon (McMillan, 1996). 

Symptom distress has a significant impact on well-being and Quality of Life (QOL) 

(McMillan, 1996). 

Much of the research on symptom distress has focused on the effects associated 

with symptom distress, including time of survival (Degner & Sloan, 1995) and end stage 

disease (Degner & Sloan, 1995). Importantly, there is considerable research delineating 

the relationship between symptom distress and QOL, including physical, psychosocial, 

and spiritual aspects (Mast, 1998; McMillan, 1996; Sarna, & Brecht, 1997; Taylor, 1993). 

Other researchers examined the correlations between symptom distress and personal 
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dimensions (Kristjanson, Porock, Smith, Lobchuk, & Pedler, 1998; Tishelman, Taube, & 

Sachs, 1991 ). Effects of symptom distress and related literature were described. 

Several studies of dying adults have found that fatigue is the most persistent 

severe symptom. Degner and Sloan (1995) examined the levels of symptom distress in a 

general ambulatory population of 434 newly diagnosed cancer patients. Seventy-two 

percent of the subjects were diagnosed with end stage lung cancer. Demographic data, 

medical information, and symptom distress data were collected over five years. The 

findings of the study indicated that the most problematic symptoms for patients were 

fatigue (38.9%), insomnia (30.9%), pain frequency (25%), and outlook (25%). 

Additionally, symptom distress was significantly related to the stage of disease. The 

patients with advanced disease had significantly more distress than those in the early 

stages (t= -5.44, p= .00001). Symptom distress was also significantly associated with 

time of survival from diagnosis (r = - .49, p= .0001). Increased symptom distress 

decreased the time of survival. In the study, the authors concluded that symptom distress 

has a significant influence on patients' survival and can be an indicator of disease 

prognosis. The findings suggest that the application of a simple measurement of symptom 

distress in lung cancer patients should efficiently assist in identifying patients with high 

distress who may have shortened survival times. 

Similarly, Sama and Brecht (1997) examined the effects of symptom distress in 

60 women with advanced lung cancer. The Symptom Distress Scale, the Kamofsky scale, 

and a demographic survey were used. The most prevalent of rated symptoms were 

fatigue, outlook, frequent pain, and insomnia. Pain severity and frequency were 
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significantly related to appetite (r= .33, .35 , p< .01), nausea severity (r= .36, p< .01 ), 

bowel (r= .33, .35, p< .01 ), appearance (r= .32, .4 7, p< .01 ), and outlook (r= .30, 31 , p< 

.05). Thus, patients with more frequent and severe pain may likely have poorer appetite, 

more severe nausea, constipation ( a common side effect of pain medications), higher 

distress with appearance and outlook. Additionally, nausea severity and frequency was 

another common symptom significantly linked with appetite disruptions (r= .42, .49, p< 

.01). Moreover, cough and difficulty breathing were significantly related to insomnia (r= 

.31, .35, p< .05), and appetite (r= .26, .34, p< .01 ). Symptom distress also is closely 

related to overall physical function. In the study, the total score of symptom distress was 

negatively related to KPS (r = - .58). Higher levels of symptom distress may be related to 

poorer physical functioning. The limitations in the study including limited items of 

distressing symptoms by only using the SDS, a small sample size, and a single gender of 

women. 

McMillan (1996) explored pain experienced in 118 cancer patients. The subjects, 

ages ranged from 30 to 93, were interviewed on two occasions (within 48 hours of 

admission and four weeks). The Hospice Quality of Life Index (HQLI) with an additional 

item of screening pain, and a demographic questionnaire were used. The results revealed 

that most patients experienced pain (82% ). The researchers observed that the intensity of 

pain was related to different types of cancer (gynecological cancer, genitourinary 

cancers), and to some items in the HQLI ( eating, sleeping, r = - .24, - .22, respectively). 

Stronger pain is likely to be correlated with poor sleeping and eating. On the other hand, 

pain relief was significantly related to enjoyable activity (r = .32, p = .005 ), sleeping (r = 
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.34, p = .002) and overall QOL (r = .41 , p = .001 ). Thus, the findings suggest a direction 

for nursing assessment and intervention in improving quality of life of patients with 

terminal illnesses. 

In another study of 109 cancer survivors (Mast, 1998), it was hypothesized that 

physical distress is related to psychological distress. The survivors, ranged from 29 to 90 

years of age with stage I to III and free from evidence of recurrent or metastatic disease. 

The Symptom Distress Scale, Fear of Recurrence Questionnaire (FRQ; Northouse, 1981), 

Mishel' s Uncertainty in Illness Scale (MUIS), Growth Through Uncertainty Scale 

(GTUS; Mishel & Fleury, 1994), and the Profile of Mood States-Short Form (POMS; 

McNair, Lorr, & Droppleman, 1971) were used to detect symptom distress, fear of 

recurrence, concurrent illness, positive reappraisal, and emotional distress. The findings 

indicated that symptom distress was significantly related to fear of recurrence (r= .422, 

p< .001), illness uncertainty (r= .580, p< .001), and emotional distress (r= .611 , p < .001). 

As anticipated, positive reappraisal had a significant negative correlation with emotional 

distress (r= - .312, p< .001). The results of the research showed that distressing physical 

symptoms contribute directly to emotional distress. However, the positive reappraisal of 

one's life goals and values following breast cancer was strongly associated with less 

emotional distress. Therefore, if a person is able to view cancer as positive and growth

promoting that indeed may help to balance conflict that may accompany cancer survival. 

In another study of 74 adults with recurrent cancer, Taylor (1993) explored social 

and spiritual dimensions associated with distressing physical symptoms. Instruments 

included the Purpose in Life (PIL) Test, Symptom Distress Scale, Enforced Social 
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Dependency Scale, and Psychosocial Adjustment to Illness Scale, two additional surveys 

in the search for meaning, and demographic and illness variables . The findings indicated 

that symptom distress was significantly related to meaning in life (r= - .31 , p< .01), 

adjustment (r= .66, p< .001 ), and social dependency (r= .47, p< .001 ). The results 

suggested that the subjects with recurrent cancer experienced more symptom distress, 

may have less sense of meaning, poorer mood status, and be more dependent upon others 

or equipment. This study provides empirical evidence to support the view that nurses ' 

caring must address the whole person-the physical, social, psychological, and spiritual 

dimensions of being. 

Demographic influences on symptom distress should be also taken into account in 

caring for patients with terminal illness. Tishelman, Taube & Sachs (1991) examined the 

effects of personal dimensions on distressing physical symptoms. The subjects were 

diagnosed in 1987 at a general hospital in the greater Stockholm area. The 46 cancer 

patients with a mean age of 58.8 were administered semi-structured interviews including 

the Symptom Distress Scale and demographic survey. Antonovsky's Sense of Coherence 

Questionnaire, Cutrona and Russell ' s Social Provisions Scale and Smilkstein ' s Family 

APGAR were also included in the study. Patients ' disease stage wasn ' t mentioned. The 

findings indicated that the relationships between some demographic variables and 

symptom distress were found. Demographic characteristics including age (- .348, p< .05), 

marital status (- .492, p< .05), and gender ( .458, p< .01) account for 24% of the variance 

in the distress regarding to frequency and intensity of nausea and appetite. Distress was 

significantly increased related to gender (women), in those who were not married , and in 
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younger persons. No significant differences in other demographic characteristics were 

found associated with pain, and total symptom distress. Finally, the authors reported that 

no measure of socioeconomic status, an important characteristic was the limitation of the 

study. 

Kristjanson, Porock, Smith, Lobchuk, and Pedler (1998) examined patients' 

experiences of symptom distress. Seventy-eight terminally ill patients were randomly 

chosen from an Australian home care setting. Instruments included the Symptom Distress 

Scale, Kamofsy score, and demographic survey. The results showed that only two 

personal dimensions, patients gender (male = .192, p= .044) and their family income (t= 

.27, p< .005) were significantly related to symptom distress. Male patients reported 

higher levels of symptom distress than did women, and patients who cited inadequate 

family income reported higher symptom distress. No differences in degree of symptom 

distress were found associated with patients' age, education, and marital status. 

Much of the research validates that symptom distress such as pain or fatigue is not 

a single phenomenon, but a complex experience that affects all areas of life including 

physical, psychosocial, and spiritual aspects of life. 

Self-Concept Mode: Purpose in life 

Spirituality is an important aspect of human beings. Much research has identified 

that spirituality is an essential component to subjective feelings of health and well-being 

(Fryback, 1993; Fryback & Reinert, 1999). However, because of the broad and abstract 

concept of spirituality, it may be reflected and expressed in various ways. Purpose in life 

has been known to be one pattern of the spirituality. There is also considerable research 
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on how purpose in life occurs and how it can help people to cope with life-threatening 

illness (Coward, 1994; Fryback & Reinert, 1999; O'Connor, Wicker, & Gem1ino, 1990; 

Taylor, 1993). Other research delineates the relationship between purpose in life and 

QOL (Fehring, Miller, & Shaw, 1997; Lewis, 1982; Taylor, 1993). 

In a qualitative study of terminally ill patients, Fryback (1993) explored the 

experience of health in ten patients. Five adults with cancer and five HIV I AIDS, ages 

from 29 to 76 years were interviewed. In the study, the three domains, mental/emotional, 

spiritual, and physical domain were found for patients faced with a terminal diagnosis, 

who experience health and maintain QOL. As described by the informants in the study, 

health was conceptualized as including the concepts of hope, control, love, belief in a 

higher power, recognition of one's own mortality, self-actualization, relationship with a 

physician, feeling good, and health promotion activities. The informants reported that 

they experienced health in a holistic way. When informants noted that they were 

unhealthy, it was not due to their diseases but due to being unable to live their lives fully 

and do the things that they desired. 

Fryback and Reinert (1999) explored spirituality further. They conducted a 

qualitative study to describe the spiritual experience of ten women with cancer and five 

men with HIV I AIDS. Three themes of spirituality were found , including belief in a 

higher power, recognition of mortality, and self-actualization. The sub-themes of belief in 

a higher power were church attendance/religion, spiritual beliefs, and transcendence. The 

sub-themes of recognition of mortality were appreciation of life, appreciation of nature, 

and lives in the moment. The sub-themes of self-actualization were self-love/acceptance, 
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finding meaning/purpose in life and disease. The findings provide a clear understanding 

of spirituality so that nurses can help patients who are living with a terminal diagnosis in 

dealing with the spiritual conflicts. 

Similarly, in a phenomenological study of 20 patients with AIDS, Coward (1994) 

explored how women and men with AIDS find meaning. The findings included nine 

themes of the men's experience, including experiencing fear, taking care of themselves, 

seeking out challenge, creating a legacy, accepting that which cannot be changed, 

connecting with others, letting go, accepting help, and having hope. Eight themes of the 

women's experience were identified: (a) fear and aloneness, (b) experiencing uncertainty, 

(c) using others as role models, (d) finding inner strength, (e) reaching out, (f) having 

purpose/making a difference, (g) viewing AIDS as an opportunity, and (h) having hope. 

All of the informants, although they expressed feelings of fear and sadness associated 

with having AIDS, described experiences of increased self-understanding and increased 

connectedness to others helped them finding meaning and felt a sense of mental well

being within the process of their illness. These findings associated with finding meaning 

are consistent with Frankl's description (1969) that included helping others, accepting 

help, and accepting fate. That connectedness with others serves as important means to 

help people find meaning and purpose in their lives and illnesses. 

Research has found that illness, suffering, or death is the impetus for creating 

purpose in life and serves as a contributor to effective coping and adaptation. As Frankl 

( 1959) noted, suffering creates a search for meaning in which individuals have a powerful 

motivation to make sense of their situation, which in tum ameliorates suffering. Search 
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for meaning and purpose is particularly prevalent and intense in terminally ill patients 

(O'Connor, Wicker, Germino, 1990). O'Connor, Wicker, and Germino explored the 

process of the personal search for meaning in the 30 patients with newly diagnosed 

cancer. Six major themes were identified: (a) seeking an understanding of the personal 

significance of the diagnosis (87%); (b) looking at the consequences of the cancer 

diagnosis (100%); (c) reviewing life (40%); (d) change in outlook toward self, life, others 

(73%); (e) living with the cancer (100%); and (f) hope (87%). 

The time since diagnosis of disease has been validated to be another variable 

affecting purpose in life (Taylor, 1993). Taylor (1993) investigated factors associated 

with purpose in life among 74 adults with recurrent cancer. The Purpose in Life (PIL) 

Test, Symptom Distress Scale, Enforced Social Dependency Scale, Psychosocial 

Adjustment to Illness Scale, and demographic and illness variables were measured. The 

results showed that sense of purpose was significant related to following variables: 

adjustment (r= - .40, p< .001), symptom distress (r= - .31, p< .01), social dependency (r= 

- .28, p< .01) and length of time since diagnosis of recurrence (r= - .31, p< .01). In that 

study, purpose in life was negatively related to length of time since diagnosis. The longer 

people live with the recurrent cancer, the more unclear was their sense of purpose. 

Conversely, the shorter the time since diagnosis, the more clear the sense of purpose. 

Additionally, greater sense of purpose in life was associated with higher psychosocial 

adjustment, lower symptom distress, and greater social independence. Moreover, age 

(F=3.87; df=2,71; p= .025) and martial status (F=2,72; df=4,69; p= .036) were found 

associated with purpose in life; increasing age and being married were related to a greater 
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meaningful life. No differences in degree of purpose in life were found associated with 

patients ' gender, income, education, and living situation. 

Fehring, Miller, and Shaw (1997) detected the variables among spiritual well-being 

in 100 elderly cancer patients. Of those, most of participants were in disease III or IV and 

with a mean age of 73 years. The instruments used included Intrinsic/Extrinsic 

Religiosity (I/E-R) Scale (Gorsuch & McPherson, 1989), Spiritual Well-Being Index 

(Paloutzian & Ellison, 1982), the Miller Hope Scale (Miller & Power, 1988), the 

Geriatric Depression Scale (Yesavage, Brink, Rose, & Leirer, 1983), the Profile of Mood 

States (McNair, Lorr, & Droppleman, 1971), and the Symptom Distress Scale (McCorkle 

& Young, 1978). The findings showed that spiritual well-being which incorporates 

purpose in life in the instrument was positively related to variables of hope (r= . 75 , p s 

.01), religiosity (r= .74, p s .01) and negatively related to variables of negative mood 

status (r= - .50, p s .01) and depression (r= - .52, p s .01). The authors observed that 

greater levels of spiritual well-being were related to greater intrinsic religiosity, hope, 

vigor, and inversely related to negative mood status including tension, depression, anger, 

fatigue, and confusion. Findings from this research suggest that spiritual well-being and 

intrinsic religiosity are important aspects of nursing care for elderly people facing with 

cancer. 

Lewis (1982) examined the effect of purpose in life on psychosocial domains in 57 

late-stage cancer patients. Four variables including the Rosenberg Self-Esteem Scale, the 

Health Locus of Control Scale (HLC), the Lewis, Firsich, and Parsell Anxiety Scale, and 

the Crumbaugh Purpose-in-life Test were studied. The results indicated that purpose in 
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life was significantly correlated with anxiety (r= - .44, p~ .001) and self-esteem (r= . 73 , 

p~.001). 

Interdependence Mode: Social well-being 

Social well-being has been indicated as an essential aspect of adult health 

(Newman, 1991). Research on social well-being has included social support and 

relationships as important dimensions of this concept (Molzahn, Northcott & Dossetor, 

1997). There is also considerable research on various surveys of how social well-being 

influences QOL (Baas, Beery, Fontana, & Wagoner, 1999; Coward, 1991; Pace & 

Stables, 1997; Reed, 1987). 

Molzahn, Northcott, & Dossetor (1997) examined social well-being of 216 

individuals with end stage renal disease (ESRD). Ninety-six patients had received renal 

transplants, fifty-two were receiving hemodialysis and thirty were on continuous 

ambulatory peritoneal dialysis (CAPD). Instruments used included the Index of Well

Being, QL Index (perceived health, support, outlook, ability to work, and ability to 

perform activities of daily living), and demographic and medical variables. The results 

indicated that outlook, morbidity (number of hospitalizations), social support, ability to 

work, and education can contribute 48% of the variance of social well-being (f =36.22, 

p< .001 ). In the study, education was the only one of demographic variables related to 

social well-being of patients with ESRD. No significant relationship was found between 

age, gender, income, marital status with patients' ratings of their social well-being. 

Pace and Stables (1997) determined factors associated with social well-being 

among three different groups of terminally ill adults. Fifty-five terminally ill participants 
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were separated into three groups based on diagnosis: thirty-seven cancer (67%) with a 

mean age of 67 years. seven AIDS (13%) with a mean age of 36 years, and eleven other 

terminal patients (20%) with a mean age of 75 years. The instruments included the 

Spiritual Well-Being Index (Paloutzian & Ellison, 1982), the Abbreviated Loneliness 

Scale (Paloutzian & Ellison, 1982), the Visual Analogue Scale for pain, the Kamofsky 

Performance Scale, the Health Hardiness Inventory (Wallston & Abraham, 1993 ), and a 

modified Sarason Social Support Questionnaire (Paloutzian & Ellison, 1982). The 

findings indicated that there were significant differences in SWB, loneliness, and social 

support among the three groups. The AIDS group reported significantly lower SWB, 

higher loneliness, lower social supports, and more dissatisfied with those supports than 

other two groups. In this study, social support was significantly related to loneliness (r=

.60, p< .05). Satisfaction with social support was significantly inversely related to pain. 

Reed (1987) also found the social well-being was possi~le for the terminally ill. 

The author explored spiritual perspective and social well-being among three different 

groups. Three hundred participants were equally divided into three groups according to 

their diagnosis; healthy adults, nonterminal hospitalized adults, and terminally ill 

hospitalized adults. The instruments used were the Spiritual Perspective Scale and Index 

of Well-Being. The results found that social well-being was significantly related to 

spiritual perspective in the terminally ill group (r= .22, p< .02). Terminally ill patients 

who had a greater sense of social well-being may experience a greater spiritual 

perspective. 
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Similarly, Coward (1991) explored the effects of social well-being on QOL in 107 

patients with late-stage cancer. The Self-Transcendence Scale (Reed, 1986), Bradburn 's 

Affect Balance Scale (ABS), Index of Well-Being (Campbell, Converse, & Rodger, 

1976), Symptom Distress Scale (McCorkle & Young, 1978), the Kamofsky Performance 

Scale (KPS), and a demographic survey were used. Findings were that emotional well

being directly affected self-transcendence (P = .69) and negatively effected illness 

distress (P = - .84). Thus, patients perceiving a higher sense of emotional well-being may 

experience lower illness-related distress and greater spiritual perspective. 

Personal dimensions also are related to social well-being. Baas, Beery, Fontana and 

Wagoner (1999) examined the relationship between social well-being and age among 

138 patients with heart failure. The subjects were divided into three groups: ~ 45 (n= 

35), 46-59 (n= 68), and ~ 60 (n= 34). Instruments included the Human Activity Profile, 

the Index of Well-Being, the Profile of Mood States and demographic survey. The 

findings showed that social well-being was significantly different among different age 

groups (F= 5.01, p< .008). Similar with other studies, the sense of social well-being was 

greater with advancing age. 

Summary 

The conceptual framework for this research comprises of the concepts of symptom 

distress, purpose in life, social well-being, and personal dimensions, which were 

examined in this study. The literature reviewed provided some insight to the current 

knowledge regarding adults with terminal illness. Unfortunately, many of the studies 

didn't explore QOL incorporating physical, psychological, social , and spiritual domains. 
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Taylor's (1997) study of recurrent cancer patients 1s the one of few studies which 

explored Quality of Life from a multidimensional perspective incorporating physical, 

psychological, social and spiritual , as well as examined the interaction among these 

dimensions. Overall, the literature reviewed showed that with impending death and 

deteriorating physical status, adults face many challenges associated with physical, 

social, psychological, and spiritual changes which interact with and effect on each other. 

Also, in the literature reviewed, personal characteristics such as age, gender, financial 

status were found to be influential factors on Quality of Life for patients with terminal 

illness. 
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This chapter delineates the methods used for this study. Included in this chapter are 

design, sample, setting, and data collection method, and instruments. The plan of 

secondary analysis to address the research questions is provided. The purpose of this 

study is to examine the relationships among symptom distress, purpose in life, social 

well-being, and personal dimensions in terminally ill patients receiving hospice care. 

Design 

This study represents a secondary analysis data from a larger pilot investigation 

directed by McGaffic and Mayer (1996). These researchers examined the subjective 

quality of life in dying adults receiving community-based hospice care. The design of the 

primary study was a descriptive exploratory and longitudinal survey (McGaffic, & 

Mayer, 1996). In addition, methodological triangulation was applied in the original 

research through using multiple strategies of data collection and analysis to answer the 

research questions. The previous study was conducted over a one-year period, between 

1996 and 1997. 

The research design for this secondary analysis was a cross-sectional exploratory 

design to examine the relationships among symptom distress, purpose in life, social well

being, and personal dimensions in adults with end stage cardiac disease or cancer based 

on Roy' s Adaptation Model. 
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Sample 

Data were from a convenience sample of eight individuals who recei ved hospice 

care and who were diagnosed with end-stage diseases in this study. The participants were 

obtained from hospice nurses' referrals in the Carondelet Hospice and the Tucson 

Medical Center Hospice programs. The subjects were at least 18 years of age and able to 

read and understand English. 

Protection of Human Subjects 

The original study was approved by the Human Subjects Committee of the 

University of Arizona (Appendix A). An additional application was submitted to the 

committee for this study, and approval was granted by the College of Nursing (Appendix 

B). A participant consent form was given to all participants in the original study. There 

were two consent forms used; one for Tucson Medical Center Hospice participants 

(Appendix C), and another for the Carondelet Hospice participants (Appendix D). The 

researchers explained the purpose of the study to the subjects and obtained consent from 

each of them. A signature by the participant indicated informed consent and willingness 

to participate in the study. The option of withdrawing from the study at any time was 

made clear to all participants. All participants were interviewed in their home after 

obtaining informed consent. 

All subjects were assigned a code number, and their identifying information was 

destroyed at the completion of data collection. Consent forms were stored in a restricted 

area designated by the Human Subjects Committee, as required by the University of 

Arizona Human Rights Committee. The raw data was stored at a secured location in the 

investigator 's office. 
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Instruments 

In this secondary study, data from five instruments were selected to explore the 

relationships of these variables including the Symptom Distress Scale, the Pain Severity 

Numeric Rating Scale, the Purpose in Life, the Index of Well-Being and a demographic 

questionnaire. 

Demographic data 

A demographic data including gender, race, income, marital status, and age were 

obtained via interviews with patients at the time and the demographic questionnaire was 

used ( Appendix E-1). 

Symptom Distress Scale 

The Symptom Distress Scale (SDS) developed by McCorkle and Young (1978) was 

used to measure the physiologic mode response of physical symptoms. This scale 

measures the degree of discomfort from a specific symptom by rating it with a number 

based on the severity of physical symptoms experienced by the patient. This instrument 

assesses 13 common symptoms: nausea (presence and intensity), appetite, insomnia, pain 

(presence and intensity), fatigue, bowel patterns, concentration, appearance, breathing, 

and coughing. Appendix E-2 presents the items of the scale and the degrees of distress of 

a selected symptom. Each symptom is rated on a scale ranging from one, normal or no 

distress to five, extensive distress. Total symptom distress is obtained by gathering the 

responses of the 13 items; possible values range from 13 to 65. Higher scores indicate 

greater distress; lower scores indicate less distress. 
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The SDS was tested in various studies including patients with cancer, advanced 

cancer and chronic and terminal illness (Fehring, Miller, & Shaw, 1997; McCorkle, 1987; 

McCorkle, Hughes, Robinson, Levine, Nuaman, 1998; McCorkle, & Young, 1978; 

Nuamah, Cooley, Fawcett, & McCorkle, 1999; Sama, 1998). Both internal consistency 

(Cronbach's alpha= 0. 70 to 0.85) and validity (face, content, and construct validity) were 

established. Values of alpha found in patients with terminal illness were 0.74 

(Kristjanson, Nikoletti, Porock, Smith, Lobchuk, & Pedler, 1998). 

Concurrent validity has been established between this scale and many other 

variables (Portenoy, Komblith, Wong, et al., 1994; Sama, 1993). The SDS has 

demonstrated validity in that the scale scores are related as expected, to the stage of 

disease (McCorkle & Young, 1978). Individuals with metastatic diseases had a greater 

number of symptoms with high levels of distress than those with primary diseases 

(McCorkle & Young, 1978). Generally, the SDS takes about five to ten minutes to 

administer (McCorkle, 1987). 

The Pain Severity Numeric Rating Scale (PSNRS) 

The Pain Severity Numeric Rating Scale was used to measure the perception of 

pain (Ferraz, Quaresma, Aquino, Atra, Tugwell, & Goldsmith, 1990). The PSNRS is a 

numeric rating scale (0 no pain to 5 excruciating pain) (Appendix E-3). In clinical trials, 

numeric rating scales and visual analog scales have been highly correlated, however, the 

numeric rating scale is more reliable in participants with lower educational levels (F erraz, 

Quaresma, Aquino, Atra, Tugwell, & Goldsmith, 1990; Syrjala, 1987). 
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Purpose in Life Test (PIL) 

The Purpose in Life test was chosen to measure the self-concept mode of 

spirituality. The Purpose in Life test is an attitude scale designed to investigate the degree 

of experiencing meaning and purpose in life based on Frank ' s concepts (Crumbaugh, 

1968). This test (PIL, part A), a 20-item self-descriptive scale each, with a seven point 

Likert-type ratings (Crumbaugh & Maholick, 1969), which measures overall meaning 

and purpose in life, was used in the present study (Appendix E-4 ). Possible scores range 

from 20 to 140; scores below 92 indicate the lack of a clear meaning and purpose in life, 

those from 92 to 112 constitute the "indecisive" range, and scores above 112 indicate the 

presence of a definite purpose and meaning in life. Cronbach's coefficient alpha for the 

PIL in terminally ill patients was . 70 (Mickley, Pargament, Brant, & Hipp, 1998). 

Index of Well-being (IWB) 

Index of Well-Being is used to measure the interdependent mode response of social 

well-being. The index of Well-Being (Appendix E-5) was developed and published by 

Campbell, Converse, and Rodgers (1976). In this study, social well-being was measured 

by using one item from the Index of Well-Being Scale (IWB) to detect satisfaction with 

life as a whole (Campbell, Converse, & Rogers, 1976). This single chosen item for 

finding of overall life satisfaction is considered more important than the combination of 

semantic differential items (Reed, 1986). This item is a seven point scale in the semantic 

differential format, ranging from one ( completely dissatisfied) to seven ( completely 

satisfied) in response to the statement "In thinking about my life as a whole, I am ... " 

Reliability and validity of the IWB has been examined in previous research (Coward, 
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1990; McGaffic, 1995). The response to this one item correlated with the scores of other 

10 item Index of Domain Satisfactions was at . 70 (Coward, 1990). 

Concurrent validity has also been estimated by a Pearson correlation of 0.35 

. found between social well-being and the two variables of self-esteem and self

competence (Campbell, Converse, & Rodger, 1976). 

Data collection method 

The participants were initially reviewed through selection criteria and asked to 

participate in this study by their hospice home-care nurse within one to three weeks of 

admission to the hospice program. Then, the investigators contacted each participant to 

arrange an interview at a convenient time and place. 

The interview was conducted privately. Participants completed questionnaires 

without any aid or interference, although sometimes, the primary caregiver or family 

member was present by participants' request during the interview. 

The questionnaires were arranged together in a packet with their sociodemograpic 

questionnaire, followed by results of the nine quantitative instruments (McGaffic & 

Mayer, 1996). For the purpose of this study, five instruments including and a 

sociodemographic questionnaire, the Symptom Distress Scale, Pain Severity Rating 

Scale, the Purpose in Life Test, the Index of Well-Being were used. 

The questions were administered in an interview format to minimize participant 

fatigue. Flip charts for semantic differential scales and index cards for the Likert-type 

scales were used so that participants could point to responses. This technique was very 

useful in minimizing fatigue and completing interviews within the 45 minutes. This 
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technique has been used in a similar study of dying adults using most of the instruments 

in this proposed research (McGaffic, 1995). 

Analyses 

The research question was What are the relationships among distressing symptoms, 

purpose in life, social well-being, and personal dimensions in terminally ill adults 

receiving hospice care? Because of small sample size, Non-Parametric statistics, 

Spearman's Rho Correlation was used. The level of significance for this study is at 

p :s; .05. 

Research Hypothesis 

There are seventeen propositions (Figure 2): 

1. Symptom distress is negatively correlated with purpose in life. 

2. Pain is inversely correlated with purpose in life. 

3. Symptom distress is negatively correlated with social well-being. 

4. Pain is inversely correlated with social well-being. 

5. Purpose in life is positively correlated with social well-being. 

6. Age, one personal dimension, is positively associated with purpose in life. 

7. Education, another personal dimension, is positively associated with purpose in life. 

8. Financial security, another personal dimension, is positively associated with 

purpose in life. 

9. Age is positively associated with social well-being. 

10. Education is positively associated with social well-being. 

11. Financial security 1s positively associated with social well-being. 
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12. Age is negatively associated with symptom distress. 

13. Education is negatively associated with symptom distress. 

14. Financial security is inversely associated with symptom distress. 

15. Age is negatively associated with pain. 

16. Education is negatively associated with pain. 

1 7. Financial security is inversely associated with pain. 

Summary 

Non-parametric statistics were used to examine the relationships among the study of 

instruments and a demographic questionnaire. These instruments include the Symptom 

Distress Scale (SDS) (McCorkle & Young, 1978), the Pain Severity Numeric Rating 

Scale (PSNRS) (Ferraz, Quaresma, Aquino, Atra, Tugwell, & Goldsmith, 1990), the 

Purpose in Life test (Crumbaugh & Maholick, 1969), and one item from Index of Well

Being (Campbell, Converse, & Rodger, 1976). The relationships among these variables 

were analyzed by Spearman's Rho Correlation, the Non-Parametric statistics. Statistical 

significance was set at p~ .05. 
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The results of data analysis are presented in this chapter. The sample js djscussed 

and the results of the Spearman 's Rank Order Correlational analysis of symptom djstress, 

pain, purpose in life, well-being, and personal dimensions in patients with terminal illness 

is presented. 

Characteristics of the Sample 

This study was a secondary analysis from McGaffic and Mayer's (1996) study of 

patients with terminal illness. Descriptive statistics were used to analyze key 

demographic variables of the study sample, including age, gender, marital status, 

financial security, and education (Table 1 ). Because the median is insensitive to extreme 

values, the median is appropriately used to describe the demographic data and scores of 

instruments in the small sample size (Polit, & Bungler, 1999). The ages of the group 

ranged from 54 to 89 years, with a median age of 73 years. There were four men and 

four women in this sample. Their educational level ranged from 10 to 20 years . The eight 

participants are Caucasian (100 % ). Religious affiliation for the group included two 

Catholics (25 %), one Episcopalian (12.5 %), and five who claimed other religious 

affiliation (62.5 %). 

Financial status was rated on a scale of one (not at all secure) to four (very secure). 

The median score for financial security was two. Twelve and one half percent were not at 

all secure; 50 % (n= 4) were somewhat secure; and 37.5% (n= 3) were secure. 

Participants had end stage cardiac disease (n=4) or cancer (n=4). All participants were 

receiving hospice care. 
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Table I. 

Personal dimensions (n=8). 

Range Median Frequency (%) 

Age 54-89 73 

50-59 2 25 

60-69 2 25 

70-79 1 12.5 

80-89 3 37.5 

Gender 

Male 4 50 

Female 4 50 

Financial Status 1-3 2 

Not at all Secure 1 12.5 

Somewhat Secure 4 50 

Secure 3 37.5 

Very Secure 0 0 

Marital status 

Married 4 50 

Widowed 2 25 

Single/Never Married 1 12.5 

Divorced 12.5 
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Table I 

Personal dimensions (Continued). 

Range Median Frequency (%) 

Emotional support 

Spouse 2 25 

Family 1 12.5 

More than one 5 62.5 

Education in Years 10-20 14 

10 1 12.5 

12 2 25 

14 2 25 

18 1 12.5 

20 2 25.5 

Primary Medical Diagnosis 

Cancer 4 50 

Cardiac disease 4 50 
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participants indicated that they had various degree of emotional support. Three (3 7.50 %) 

of the participants were supported by their families. Five (62.50 %) identified supported 

from more than one resource. 

Fifty percent of the participants (n= 4) were married. While twenty-five percent of 

the sample (n= 2) as widowed, one subject (12.5 %) was single/never married, and one 

member of the sample was divorced (n= 1 ). 

Variable Scores 

Symptom Distress 

Symptom distress was defined in this study as the degree of discomfort rated by the 

patient's perception of the specific symptoms and experienced through the adaptation 

process. The variable of symptom distress was measured by the McCorkle Symptom 

Distress Scale (SDS) which is a 13 item 5-point likert scale (McCorkle & Young, 1978). 

The median was 29.50. The range of scores was 24 to 41 with a positive skew (.536) 

indicating that most of participants have low to moderate symptom distress, with few 

participants with very high symptom distress. Group scores of the study instruments are 

presented in Table 2. 

Pain 

In addition, pain was an another single item to detect the level of discomfort in 

patients with terminal illness. The Pain Severity Rating Scale, a 6-point Likert scale, 

ranges from zero (no pain) to five (unbearable pain). The median of the sample was 1.50. 

The range of scores was zero to three with symmetric distribution. 
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Group Scores of Study Instruments (n=8). 
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Purpose in Life 

Purpose in life was measured by the Purpose in Life test (PIL) (Crumbaugh, & 

Maholick, 1969). This instrument is a 20-item self-descriptive scale, each ,:v ith Likert

type rating. The reported median scale was 109 and the range of scores was 83 to 132 

with a slightly negative skew (-.035). 

Social well-being 

Social well-being was measured by the Index of Well-Being (Campbell, Converse, 

& Rodgers, 1976). The range of this scale is from one to seven. The median was 5 and 

the range of scores was 4 to 7 with a positive skew (.394). 

Summarily, the scores indicated that these participants experienced a low to 

moderate level of symptom distress and social well-being and had a moderately strong 

sense of purpose in life. 

Research Findings 

Each of the research questions was analyzed using the Spearman's rank order 

correlation coefficients because of small sample size. This method was used to determine 

whether significant relationships existed between each variable. In significance level was 

set at ::; .05. The findings of each research question are discussed in the following 

paragraphs. Table 3 provides the correlation matrix for these conceptual variables of 

symptom distress, pain, purpose in life, social well-being and personal dimensions. 

The first and second hypotheses were that either total symptom distress or pain, a 

single distressing symptom is negatively correlated with purpose in life. ln this study, no 

statistically significant relationship was found between total symptom 
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distress and purpose in life (r= -.216, p= .61 ). However, a negative relationship between 

pain and purpose in life approached statistical significance (r= -.655 , p= .078). Overall , 

the result failed to support the first and second hypotheses. 

The third and fourth hypotheses were that either the overall symptom distress or 

pain, a single distressing symptom is negatively correlated with social well-being. In this 

secondary data analysis, a significant relationship was not found between the overall 

symptom distress and social well-being (r= -.519, p= .188), but the inverse relationship 

was found between pain and social well-being (r=-.727, p< .05). Therefore, the fourth 

hypothesis is supported in this study. 

The fifth hypothesis was that purpose in life is positively correlated with social well

being. The positive relationship between purpose in life and social well-being was 

statistically significant (r= .839, p< .01), that is people with a greater purpose in life may 

perceive higher sense of social well-being than those with a poor meaning in life. The 

hypothesis five is supported. 

The hypotheses six to eight were that personal dimensions such as age, education, 

and financial security are positively associated with purpose in life. In this study, a 

significantly positive relationship was found between age and purpose in life (r= . 778, p< 

.05). Older people may likely have a greater sense of purpose in life than younger people. 

No significant relationships were found among other personal dimensions ( education and 

financial security) with purpose in life. In this study, hypothesis six is support. 
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Correlation Matrix for Conceptual Variables using Spearman's Rho correlation (n=8) 
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The ninth hypothesis to the eleventh hypothesis were that personal dimensions such 

as age, education, financial security are positively associated with social well-being. 

There were no significant relationships between personal dimensions and social well

being. Hypothesis nine to eleven are not supported. 

The twelfth through seventeenth hypotheses were that personal dimensions such as 

age, education and financial security are negatively associated either with the whole 

symptom distress or pain, a single distressing symptom. In this study, the personal 

dimensions including age, education, and financial concerns were not found significant 

relationships with the total symptom distress. Nevertheless, pain was found inversely 

related to financial security (r= -. 754, p<.05). This finding suggests that there is a 

relationship between perception of pain and financial security. No other personal 

dimensions were revealed the significant relationships with pain. Hypothesis seventeen is 

supported. 

Summary 

The purpose of this research was to determine the relationships among symptom 

distress, purpose in life, social well-being, and personal dimensions including age, 

financial security, and education. The Symptom Distress Scale (SDS), the Purpose in Life 

(PIL) , Index of Well-being, and demographic questionnaire were used. Brief descriptions 

of these instruments and the variables in question were presented. Using the Spearman 's 

Rank Order correlation, pain, purpose in life were respectively negatively and positively 

related to social well-being. Additionally, age was positively associated with purpose in 

life and financial security was inversely related to intensity of pain. 
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CHAPTER V 

Discussion, Conclusions, and Recommendations 

In this chapter, the results of the data analysis of symptom distress, purpose in 

life, social well-being, and personal dimensions associated with Quality of Life for 

patients with terminal illness are examined and discussed. Implications for nursing 

practice, recommendations for further research, and limitations of this study are also 

addressed. 

Findings related to variables of the Conceptual Framework 

The purpose of this study was to describe the relationships among symptom 

distress, purpose in life, social well-being, and personal dimensions for adults with 

terminal illness who receive hospice care. The significant relationships among the 

variables in relation to the conceptual framework are depicted in Figure 3. 

The results of the data analysis demonstrated that social well-being among adults 

with terminal illness is related to pain and purpose in life. Age and financial concerns, 

two personal dimensions, were found to be related to purpose in life and pain 

respectively. No further relationships were found in this research. 

Hypothesis One and Two. In this study, no significant relationships were found 

between symptom distress and purpose in life. Perhaps this is due to the small sample 

size. The overall symptom distress did not correlate with purpose in life, but the single 

item of pain, a distressing symptom, showed an inverse relationship with purpose in life 

that was approaching significance. As a whole, these results do not support the Roy's 

hypothesis. Also, these are inconsistent with previous research findings on threatening 
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life disease. Coward (1991 ), F emsler, Klemm, Miller (1999), and Taylor (1993 ) 

suggested that symptom distress and purpose in life/ spirituality were an effect by each 

other. They stated that an individual who is experiencing a life-threatening exacerbation 

of symptom may focus only on their discomfort and physical domain. Seeking or 

discovering meaning may not be important in that situation. Contrarily, when symptoms 

and suffering are well controlled, patients may tum to give meaning to life and illness, 

which in tum helps to relieve suffering. 

While total symptom distress was not correlated with purpose in life in this study, 

the single item of pain showed a negative statistical relationship with purpose in life. That 

whole symptom distress scales differ from a single item of distressing symptoms (pain) 

may be explained by the following reasons. First is probably due to the sensitivity of the 

instrument. As cited by Degner, Sloan (1995), Sarna, and Brecht ( 1997), patients with life 

threatening illness perceived various distressing symptoms and different distressing level. 

They observed that fatigue, pain, and insomnia were the most problematic symptoms. 

These patients may perceive severe pain, but simultaneously, may feel no trouble with 

coughing. This phenomenon may rebate the severity of symptom distress by using total 

symptom distress scale. Second, the different result between pain and symptom distress is 

probably related to this specific patients group. In this study, participants were diagnosed 

either with cancer or with cardiac disease. Pain is not only the most prevalent of 

symptoms for cancer patients, but chest pain is also the commonly troublesome symptom 

for patients with cardiac disease. These reasons may explain why pain. the one item 
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distressing symptom did show a more significant and stronger correlation with purpose in 

life than total symptom distress scale. 

Hypothesis Three and Four. According to the results, social well-being among 

patients with terminal illness was not significantly correlated with symptom distress, but 

was inversely correlated with a single distress symptom (pain). This finding implied that 

as the intensity of pain decreases that sense of social well-being increases. It also 

supports the Roy's hypothesis that pain, a distressing symptom, has an inverse 

relationship with patients' social well-being. 

This result is supported in the literature. In a longitudinal study of terminally ill 

adults, Pace and Stables (1997) found that patients with increased intensity of pain were 

unsatisfied with their social support. Coward (1991) observed that social well-being 

negatively affected illness distress. Thus, patients perceiving a higher sense of social 

well-being may experience lower illness-related distress. In this study, the relationship 

between total symptom distress with social well-being differs from that found between a 

single item of symptom distress and social well-being. This may be due to the difference 

in the sensitivity of instruments and the small sample size as mentioned previously.:. 

Hypothesis Five. The findings also demonstrated that there is a positive 

relationship between purpose in life and social well-being. This result supports past 

research studies among patients with terminal illness. In a study of women with late-stage 

cancer, Coward (1991) discovered that self-transcendence (a measure of spirituality) was 

related to social well-being. In another exploration of spirituality, Reed (1987) found a 

positive relationship between terminally ill patients ' spiritual perspectives and their sense 
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of social well-being. Additionally, Taylor (1993) discovered the same association 

between purpose in life and social dependency for patients with recurrent cancer. F ehring, 

Miller, and Shaw (1997) found a correlation between spiritual well-being and extrinsic 

religiosity (embracing social support) among patients with advanced cancer. As noted by 

Fryback (1993), Fryback and Reinert (1999), spirituality is the broad and abstract 

concept, it may be reflected and expressed in various ways. Of those, purpose in life has 

been known to be one pattern of spiritual dimension. Whether directly using the Purpose 

in Life test or non-specifically using other instrument of spirituality, these studies 

validated that meaning in life is positively related to social well-being. 

The results of this data analysis support a strong relationship between social well

being and purpose in life. As defined previously, social well-being embraces social 

support and social relationships with significant others including families, friends, and 

others. In past studies, connectedness has been demonstrated to be a determinant of 

seeking and maintaining purpose in life among people with life threatening illness 

(Coward, 1994; Frankl, 1969; Fryback, & Reinert, 1999). People acquire purpose and 

meaning in life through contact with others in both helping and being helped. Therefore, 

keeping social contact not only helps patients to seek purpose in life, but simultaneously 

helps them to maintain social life and social networks which foster social well-being. 

Hypothesis Six, Seven, and Eight. Although older subjects were found to have a 

significantly greater sense of meaning than younger adults, no other personal dimensions 

were found to be associated with the sense of meaning in life among these patients with 

terminal illness. This finding supports the Roy's hypothesis of the conceptual framework 
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regarding age as a variable associated with purpose in life and consistent with pnor 

research findings (Highfield, 1992; Kaczorowski, 1989; Taylor, 1993). Highfield (1992) 

found that older patients with lung cancer reported higher levels of spiritual health than 

did younger patients. Kaczorowski (1989) found a positive relationship between age and 

spiritual well-being in adults with cancer. In a study of recurrent cancer, Taylor (1993) 

also demonstrated that increasing age was related to a greater perception of meaning life. 

In this study, older persons were more likely to have already accomplished many 

important life goals and had had more experience in coping with prior illness and loss 

which may have provided them with more experience in discovering meaning during 

their illnesses. On the other hand, younger persons may focus more on pursuing self

actualization and accomplishment which may not leave them time to think about the 

purpose and meaning in their lives. 

Additionally, in this study, financial status was found to be positively associated 

with purpose in life, but the relationships were without statistical significance. Moreover, 

education was not found either the correlation with purpose in life, or statistical 

significance. These findings fails to support the Roy's hypothesis of the conceptual 

framework regarding financial status and education as variables associated with purpose 

in life. Nevertheless, these results were consistently reported by Taylor's (1993) study of 

recurrent cancer patients. 

Hypothesis Nine, Ten, and Eleven. According to the results, there were non

significant relationships between personal dimensions and social well-being. It does not 

support the conceptual framework's hypothesis that there are significant relationships 
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between personal dimensions and social well-being. This result also differs from the 

findings of previous studies (Baas, Beery, Fontana & Wagoner, 1999; Friedland, 

Renwick, & McColl , 1996), which is most likely due to the small sample size. 

Despite some contradictions, age has been confim1ed to be an influential factor on 

sense of social well-being in the literature (Baas, Beery, Fontana & Wagoner, 1999). 

Younger persons are likely to develop greater negative mood states and social well-being 

when they are faced developmental challenges of adulthood that are beyond their 

anticipation and preparation. With advanced age, experience and maturation bring more 

efficient psychological adjustment and therefore a greater sense of well-being. However, 

this relationship was not identified. 

Additionally, in this study, financial status was posi6vely related to social well

being, but this finding did not approach statistical significance. This is also inconsistent 

with previous research findings in which income was related to social life satisfaction 

among the AIDS patients (Friedland, Renwick, & McColl, 1996). The small sample size 

and problems with instrument sensitivity for social well-being may offer explanation for 

both non-significant findings related to age and financial status with social well-being. 

Moreover, no statistically significant relationship was found between educational 

and social well-being. The finding is similar to reported either by Ross and Van 

Willigen 's (1997) study of the general population, or by Wan, Counte and Cella 's (1997) 

study of terminally ill patients that education had little correlation with social well-being. 

This well-educated subjects, small sample size, and issues of instrument sensitivity for 

social well-being also may contribute this result. 
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Hypothesis Twelve to Seventeen. The significant relationships between personal 

dimensions and symptom distress were partially supported. There were inverse 

relationship found between the personal dimensions of these participants and either the 

whole symptom distress or pain, a single distressing symptom. Nevertheless, only 

financial status was found to correlate with pain with significant statistics. Patients with 

more financial security reported a lower intensity of pain than those with less financial 

security. This result is also validated in prior research. Kristjanson, Nikoletti, Porock, 

Smith, Lobchuk, and Pedler (1998) discovered that advanced cancer patients with 

inadequate family incomes may likely have higher levels of symptom distress than those 

with adequate incomes. This finding is reasonable in that without adequate financial 

resources, a patient is unlikely to be able to afford needed health care which may directly 

impact symptom control and management. 

Additionally, the significant relationship between age and either whole symptom 

distress or pain did not emerge in this sample; therefore there is no support for this 

hypothesis of the conceptual framework. This finding is also incongruent with findings in 

the literature. In prior studies of terminal illness, the relationship between age and pain/ a 

distressing symptom was inconsistent. McMillan (1989) and Sarna and Brecht (1997) 

found a negative relationship between age and pain/ symptom distress, while Mast ( 1998) 

and Tishelman, Taube and Sachs ( 1991) did not. 

In the current study, education did not significantly relate to either whole 

symptom distress or on a special distress symptom (pain). The findings were not only 

opposite to the negative correlation predicted, but these relationships were much weak, 
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even close to zero. This is consistent with most of studies that have concluded that 

education has little effect on symptom distress or pain among patients with life 

threatening illness (Kristjanson, Porock, Smith, Lobchuk, & Pedler, l 998 ~ Wan, Counte, 

& Cella, 1997). 

Summarily, according to the findings, most of variables did present a 

multidimensional phenomenon related to each other. Reliving pain is helpful in fostering 

meaningful life, improving social function, and decreasing financial concerns. 

Also, as anticipated, purpose in life, representing the self-concept mode of Roy's 

Adaptation Model and had significant correlations with pain, social well-being, and age. 

For younger patients with terminal illness, discovering and strengthening purpose and 

meaning in life may be help them to comfort when in distress, to foster social well-being. 

Additionally, social well-being, the interdependence mode of Roy's adaptation 

Model, was demonstrated to be correlated with pain and purpose in life. Promoting 

patients' social well-being may be helpful in alleviating symptom distress and finding 

purpose in life. 

Finally, age and financial status (role function mode), were found to be associated 

with purpose in life and pain respectively, which also supports personal dimensions to be 

one domain of Quality of Life. 

Implications for Nursing Practice 

These findings suggest implications and applications for nursmg practice to 

improve the QOL of patients using Roy' s model. The association of symptom distress, 

purpose in life, personal dimensions and social well-being as an outcome of Quality of 
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Life in patients with terminal illness is partially supported by the results of this study. 

Using empirical indicators of Quality of Life as a multidimensional phenomena was 

supported. Current nursing interventions should incorporate the physical. psychological , 

social, and spiritual domains in patients with end stage disease. Additionally, an early 

identification and thorough assessment of the individual faced with terminal illness can 

provide the health care provider with the information needed to design an effective 

holistic intervention. Particularly, nursing interventions should focus on identifying 

factors related to each domain of Quality of Life in terminally ill patients. Also, this plan 

should be individualized to meet specific client needs, including physical changes, 

psycho-social disruptions and spiritual responses, as individuals move to end stage 

disease. Therefore, by planning, implementing, and evaluating nursing interventions 

throughout interdisciplinary team participation, terminally ill patients' biopsychosocial 

and spiritual beings may be maintained and their overall Quality of Life may be 

improved. 

Although there are advanced in palliative care and symptom control in terminal 

disease, many of dying patients still suffer from unrelieved distress. Without adequate 

symptom management, most patients cannot function psychosocially and spiritually. An 

early accurate and systemic physical assessment of terminally ill patients are important to 

help the care provider with to design an effect intervention. Relevant factors related to 

physical distress should be identified. According to the results of this study, nursing 

interventions should be designed to effectively relie~e the symptom distress of tenninally 
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ill patients, particularly for those who experience low income, lack of purpose in life and 

social support. 

Additionally, spirituality is a salient and valuable asset in palliative care. 

Evidence exists that people who do not successfully find meaning in a negative life event 

experience greater physical, psychosocial distress than people who do discover meaning 

(Coward, 1991; Reed, 1987; Taylor, 1993). Thus, nursing interventions should be 

designed to assist people to ascribe meaning, particularly for those who experience high 

symptom distress, having poorer support, and younger patients with terminal illness. 

Although no specific nursing interventions have yet been tested for efficacy in finding 

and increasing sense of meaning, meaning is created through connectedness as defined by 

Frankl (1969). Thus, strategies to develop a clear sense of meaning may include 

encouraging patients to share their life stories, to create legacies, facilitating social 

support, providing information to promote understanding of their situations and other 

disease related issues (Taylor, 1993). 

Moreover, social support and interpersonal relationships are essential needs for 

terminally ill patients (Nunes, Raymond, Nicholas, Leuner, Webster, 1995). Nurses 

caring for persons with terminal illnesses include assessment of social support, network 

and interventions aimed at fostering social support to promote the psychosocial 

adaptation of person with end stage disease and to maintain Quality of Life, particularly, 

for those who experience high symptom distress, lack of meaning in life. 

Finally, personal characteristics should be also take into consideration in caring. 

In this study, younger people may be faced with more difficulties in adaptation than older 
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people. Without adequate financial support, people may experience more distress than 

those with adequate financial support. Those factors should be noticed and consulted with 

other experts. Social workers are the ones who help those people with financial insecurity 

to seek for available resource. 

Limitations of the Study 

Several limitations must be considered in this study. The major limitation was the 

small convenient sample size (n=8) which largely limits the generalizability of the 

findings. More sophisticated statistical analyses (parametric statistics and regression 

method) could not be used with a sample of the size, therefore a more complicated 

exploration (difference among marital status, gender, disease diagnosis) could not be 

pursued. 

Another possible limitation is related to instrumentation in a secondary analysis. 

Although time and cost savings are two distinct advantages of using an existing data set, 

the original study was designed with a different intent and purpose. This has contributed 

to many of the limitations of this secondary analysis. In this study, the Index of well

being was the best measure of the interdependence mode in the available data set, but it 

may not be an appropriate and specific measurement for social support and interpersonal 

relationships for patients with terminal illness. Also, measures of the role function and 

adaptation need to be a more specific, instead of using the demographic survey. 

Recommendations for Further Research 

This study used a convenience sample from a small, only Caucasian and well

educated group of terminally ill adults with two diagnoses. Recommendations for further 
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research include replicating this research with a larger sample size, who are represent 

different races with various educational and financial status. Having a sufficiently large 

and heterogeneous sample permits comparisons between people with different genders, 

races, marital status and living arrangements and allows use of more sophisticated 

statistical analyses (parametric statistic and regression method). Increasing the sample 

size and conducting the study in different hospices and cities are also suggested. 

Additionally, this study should be replicated using a single diagnosis. Different diagnoses 

may have various effects on patients' perceptions. A longitudinal approach may provide a 

more complete understanding of the effects of terminal illness on Quality of Life. 

Using specific and sensitive instruments for measures of interdependence and role 

function modes are suggested for further research. Particularly, family issues should also 

be taken into consideration in exploring interpersonal relationships, since family 

members play an essential role in patients' care. Also, in this study, the measurement of 

spiritual outcomes (self-concept mode) was limited to purpose in life. In further research, 

including other aspects of spiritual health is suggested to elicit more complete results. 

Finally, the effectiveness of different intervention approaches is needed in further 

research to enable nurses to enhance symptom management, strengthen social support, 

and promote patients' spiritual health in patients with terminal illness. 

Summary 

The results of this study provide reassurance that each domain of Quality of Life 

including physical, interdependence, self-concept, and role function can be affected in the 

face of end stage disease, even though only part of the hypotheses were supported by the 
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study findings. These findings support the view that current nursing interventions should 

incorporate physical, psychological, social, and spiritual domain and should be based on 

individuals' perspectives. Several limitations were found in this study including a small 

sample size and a less sensitivity instrument in measuring social function. Therefore, 

further research is needed to clarify and explore issues associated with Quality of Life 

among patients with terminal illness. 
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of research from review by our Committee. 
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Chairman 
Human Subjects Committee 

DGJ/j s 
cc: Departmental/College Review Committee 



85 

APPENDIXB 

ADDITIONAL HUMAN SUBJECTS APPROVAL 



86 

THE UNtVER.SrrY OF 

ARIZONA~ 
HEALTh SCIE."-CES (P..,'11.R 

J ~ ,:- 5,,J ; . . ..\ :- :zun~: "' "' -
: : : t' : r·n -: : 

JIQ&t f 

:<...::..: HSC A97 .18 P-.. ~ 0 !\::;:::-::-~-:::::!\A.:.. S':"':;:Y O? Q::A:...ITY C)~ ~ .. 

:<.:..-.::.._ .. _NG :-...,_,::::i:-.:-.::.. CJ...? ... ~ 

' .,... _,_ . Mc3a:::::.c: 

~e recei ved yot.:.r above ci:ed research proposal. The proced~res t o 
be ::o2.:owed · - ::r:is sL.:.dy pose no mo:r-e than minirr:al r.:...sk t.o 
par:icipating subjec:s. ~egulat.ions issued by the U.S. Depa:r-tment 
o:: :-:ea::..tr: and Euma!: Serv :.ces [45 CFR Part 46 .110 (b ) J at.:.:horize 
a.ppr~·;al of th.:...s :y--pe project through the expedited review 
procedures, wit::-: che co:-:di tion ( s ) that subjects' anonymity be 
uai~tained. Alchough ::ull Committee review is not requi:r-ed, a brief 
sus~ary of the project procedures is submitted to the Committee for 
:heir endo:r-sement a:-:c. / or comment, if any, after adminis:rative 
approval is granted. ~tis project is approved ef:ective 19 ?ebruary 
:997 fer a period of one year. 

~he ~uman Subjects Cc~mic:ee (Institutional Review Board ) o f . che 
0niversity of Arizona has a current assurance of compliance, number 
~-1233, which is on fi l e with the Department of Health a n d Human 
Services and covers ttis activity. 

~pproval is gra!:ted wi:h :ie understanding that no further ctanges 
er additions will be rade either to the p:r-ocedures followed or to 
:ie ccnsent form(s ) used (cooies of which we have on file ) ~it hou c 
:ie knowledge and approva: oi cte Human Subjects Committee a~d y our 
C::01.lege or Department.al Review Committee. A.ny research :::elated 
ptysical or psyc~olos~=al harm ~o any subject must also be reported 
:o eac~ comm ~~:ee. 

A ~~i ve:::sit y pol ~c y re~~ires ttat a~l signed sub j ect c o~se~: f o :::ms 
je kept~~ a perma~e~: =~le in an area designated for t hat p~rpo se 
~y :~e Depa:::tmen: Eea~ or comparable authority. This wi ll ass u re 
:~e:.~ a=cessibil:.t y i~ t. he even: that university of:icia:s :::eau~ :::e 
:~e i~:crmati o~ a~a :~e principa~ i~vestigator-is u~ava~la~:~ : o ::: 
s~r..'= reasc:::1. 

v~?::: :::s 

~epa:::[me~~a~ / Col :ege Rev i ew Committee 



APPENDIXC 

THE CONSENT FORM 

The Tucson Medical Center Hospice 

87 



HUMAN RESEARCH 
UNIVERSITY OF ARIZONA HEAL TH SCIENCES CENTER 

SUBJECTS CONSENT FORM 

A Longitudinal Study of Quality of Life For Persons Receiving Hospice C~re 

l AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM INFORMED OF 

THE NATURE OF THIS RESEARCH STUDY ANO OF HOW I WILL PARTICIPATE IN IT, IF I CONSENT 

TO DO SO. SIGNING THIS FORM WILL INOICA TE THAT I HAVE BEEN SO INFORMED ANO THAT I 

GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRrTTEN INFORMED CONSENT PRIOR 

TO PARTICIPATION IN TiilS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE ANO RlSKS 

OF MY PARTICIPATION ANO CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE IN A FREE 

AND INFORMED MANNER. 

PURPOSE; 
lam being invited to voluntarily participate in the above-titied research project. The purpose of this project 

is to describe the subjective experience of quaJity of Ufe tor peBOnS receiving community-based hoapice 

care. 

SELECTION CRITERIA 
I am being invited to partcipate in this study because I: a) am 21 years of age or older; b) am receiving 

hospice home care; c) have been diagnosed with a medically defined terminal illness (6 months until death 

is anticipated); and d) I am aware of rrry medical diagnosis and prognosis. Approximately 40 people are 

being asked to partcipate in this study. 

PROCEDURES: 
It I agree to participate, I will be asked to consent to the following: I will be asked tGanswer questions that 

will be recorded by the investigator on questionnaire forms. I may be ukad a question about my quality of 

life that will be audio recorded. I will also be asked a quesdon about my quafity of Dfe that wiD be audJo 

recorded. l will be asked about my health and about my perspectives on issues surrounding life and 

death. There will be two interviews scheduled 3-9 weeks apart. Each interview wiU take about 60-90 

minutes at a place and time convenient to me. If I become tired during the interview, I may ask the 

investigator to complete the interview within 48 hours. If I feef uncomfortable during the interview I will let 

the investigator know and the interview will be terminated. 

RISKS: 
It is possible that I may become tired during the interview or that questions asked may cause an emotionaJ 

response. 

BENEFITS: 
I may learn something about my quality of life that was previousfy unknown to me. 

CONFIDENTIALITY: 
AJI information associated with this study will be held in confidence and onty Che,yl McGafflc. Ketty Mayer, 

and the Research Assistant will have access to the informati~. My name will not be used on the paper 

and pencil forms or audio recording. Only the principaJ investigators (Cheryl McGaffic and KeUy Mayer) 

will ~now my identity. Som,e of the information from this study may be used by stlJdents to complete their 

Masters theses or by the principal investigators in future research. I will let the investigators know if I 

would like to receive a summary of results of this study. The investigators, Cheryl McGaffic and KeUy 

Mayer may be contacted at the address below or at (520)-62S.2378. 

Che~I McGaffic.RN, PhD 

Kelly Mayer. RN. MS. OCN 
The University of Arizona 

College of Nursing 
1305 N. Martin P.O. Box 21023 
Tucson. AZ. 85721-0203 

PARTICIPATION COSTS AND SUBJECT COMPENSATION: 

The only known costs to me are time to complete the interviews. I will be compensated S5.00 for each 

interview. 

Subject's :n1tials -----
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LIABILJTY: 
I understand that side effects or harm are possible in any research program despite the use of 
high stancaros of care and could occur through no fault of mine or the investigator invotved. 
Known side effects have been described in this consent form. However. unforeseeable harm 
may also occur and require care. I understand that money for research-related side effects or 
harm, or for wages or time lost. is not available. I do not give up any of my legal rights by 
signing this form. Necessary emergency care will be provided without cost I can obtain further 
information from Cheryl McGaffic or Kelly Mayer at 626-2478. If I have questions concerning 
my rights as a research subject. I may call the Human Research Committee office at 324-5512. 

AUTHORIZATION 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, 
INCONVENIENCES, RISKS ANO BENEFITS HAVE BEEN EXPLAINED TO ME AND MY 
QUESTIONS HAVE BEEN ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS 
AT ANY TIME ANO THAT I AM FREE TO WITHDRAW FROM THE PROJECT AT ANY TIME 
WITHOUT CAUSING BAO FEELINGS OR AFFECTING MY MEDICAL CARE. MY 
PARTICIPATION IN THIS PROJECT MAY BE ENDED BY THE INVESTIGATOR OR BY THE 
SPONSOR FOR REASONS THAT WOULD BE EXPu\lNED. NEW INFORMATION 
DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME AS 
IT BECOMES AVAILABLE. I UNDERSTAND ·THAT THIS CONSENT FORM WILL BE FILED 
IN AN AREA DESIGNA TEO BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATORS (CHERYL MCGAFFIC AND KELLY 
MAYER), OR AUTHORIZED REPRESENTATIVE OF THE COLLEGE OF NURSING. I 
UNDERSTAND THAT I 00 NOT GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING THIS 
FORM. A COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject's Signature Date 

Parent/Legal Guardian Signature (if necessary) Date 

Witness(if necessary) Date 

INVESTIGATOR'S AFFIDAVIT 

I have carefully explained to the subject the nature of th~ above project. I hereby certify that to 
the best of my know1edge the person who is signing this consent form understands cJear1y the 
nature . demands. benefits and risks involved in his/her participation and his/her signature is 
legally valid . A medical problem or language or educational barrier has not precluded this 
understanding. 

Signature of Investigator Date 

Subject' s Initials ___ _ 
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UNIVERSITY OF ARIZONA HEAL TH SCIENCES CENTER 
SUBJECTS CONSENT FORM 

A Longitudinal Stuay of Quality of Life For Persona Receiving Hospice Care 

I AM BEING ASKED TO READ nfE FOLLOW1NG MATERIAL TO ENSURE TH.AT I AM INFORMED OF 
THE NATURE OF THIS RESEARCH STUDY ANO OF HOW I WILL PARTlCIPA TE IN IT, IF I CONSENT 
TO DO SO. SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO INFORMED AND THAT I 
GIVE MY CONSENT. FEDERAL REGULA TlONS REQUIRE WRITTEN INFORMED CONSENT PRJOR 
TO PARTICIPATION IN THIS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND RISKS 
OF MY PARTICIPATION ANO CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE IN A FREE 
AND INFORMED MANNER. 

PURPOSE: 
I am being invited to voJuntarily participate in the above-titled research project The purpose of this project 
is to describe the subjective experience of quality of life for persona receiving ~-based hospice 
care. 

SELECTION CRITERIA 
I am being invited to participate in this study because I: a) am 21 years of age or older, b) am receiving 
hospice home care: c) have been diagnosed with a medically defined terminal illness (6 months until death 
is anticipated); and d) I am aware of rrry medical diagnosis and prognosis. Approximately 4'0 people ant 
being asked to participate in this study. 

PROCEDURES: 
If I agree to participate, I will be asked to consent to the following: I will be asked to answer questions that 
will be recorded by the investigator on questionnaire forms. I may be asked a question about rrry quality of 
life that wilrbe audio recorded. I wiU also be asked a question about rrr, quaUty of life that wiJI be audio 
recorded . l will be aSKed about rrry health and about rrry perspectives on issues surrounding life and 
death. There will be two interviews scheduled 3-9 weeks apart Each interview will take about 60-90 
minutes at a plaaJ and time convenient to me. If I become tired during the intetview. I may asx the 
investigator to complete the interview within 48 hours. If l flNN unc:omtortab6e during the interview I will let 
the investigator know and the interview will be terminated. 

RISKS: 
It is possible that I may become tired during the interview or that questions asked may cause an emotional 
response . 

BENEFITS: 
I may learn something about my quality of life that was previously unknown to me. 

CONFIDENTIALITY: 
AJI information associated with this study wiD be he6d in confidence and onty Chelyl McGafflc. Keay Mayer. 
and tt,e Research Assistant will have access to the infonnation. My name wil not be used on the paper 
and pencil forms or audio recording. Only the principal lnvesogatDrl (~ McGafflc and KeUy Mayer) 
will know my identity. Some of the information from this study may be uaed by students to comP'ete their 
Masters theses or by the principal investigators in future research. I will let the investigators know If I 
would like to rece,ve a summary of results of this stucfy. The investigators, Cheryl McGaffic and Ketty 
Mayer may be contaded at the addre$! below or at (520)-626-2378. 

Chery l McGaffic.RN. PhD 
Kelly Mayer, RN . MS. OCN 

The Univtnrty of Arizona 
College of Nursing 
1305 N. Martin P.O. Box 21023 
Tucson, AZ 85721--0203 

PARTICIPATION COSTS AND SUBJECT COMPENSATION: 
The only known costs to me are time to complete !tie interviews. I will be compensated $5.00 for each 
1nterv1ew. 
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LIABl lliY 
1 understand that side effects or harm are possible in any research program despite the use of 

high stanaaros of care and could occur through no fautt of mine or the investigator invotved. 

Known side effects have been described in this consent form. However, unforeseeabJe harm 
may also occur and require care. I understand that money for research-related side effects or 
harm. or for wages or time lost, is not available. I do not give up any of my legal rights by 

signing this form. Necessary emergency care will be provided without cost I can obtain further 

information from Cheryl McGaffic or Kelly Mayer at 626-2478. If I have questions concerning 

my rights as a research subject, I may call the Human Subjects Committee office at 626-6721. 

AUTHORIZATION 

BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE METHODS, 
INCONVENIENCES, RISKS AND BENEFITS HAVE BEEN EXPLAINED TO ME ANO MY 
Of.JESTIONS HAVE BEEN ANSWERED. I UNDERSTAND THAT I IIAY ASK QUESTIONS 
AT ANY TIME ANO THAT I AM FREE TO WITHDRAW FROM THE PROJECT AT ANYTIME 
WITHOUT CAUSING BAO FEELINGS OR AFFECTING MY MEDICAL CARE. IIY 
PARTICIPATION IN THIS PROJECT MAY BE ENDED BY THE INVESTIGATOR OR BY THE 
SPONSOR FOR REASONS THAT WOULD BE EXPLAINED. NEW INFORMATION 
DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLINGNESS TO CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME AS 
IT BECOMES AVAILABLE. I UNDERSTAND THAT THIS CONSENT FORM WILL BE FILED 
IN AN AREA DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATORS (CHERYL MCGAFFIC ANO KELLY 
MAYER), OR AUTHORIZED REPRESENTATIVE OF THE COLLEGE OF NURSING. I 
UNDERSTAND THAT I 00 NOT GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING THIS 
FORM. A COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Subject 's Signature Date 

Parent/Legal Guardian Signature (if necessary) Date 

Witnesslif necessary) Date 

INVESTIGATOR'S AFFIDAVIT 

I have carefully explained to the subject the nature of the above project. I hereby certify that to 

the best of my knowiedge the person who is signing this consent form understands dearty the 

nature . demands. benefits and risks involved in his/her participation and his/her signature is 

iegail y ·,1a1id . A medical problem or langi.;age or educational barrier has not preciuded this 
~nders:anding . 

Signat :..;re of Investigator Date 
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DEMOGRAPHIC QUAETIONNAIRE 
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Sociodemo~raphic Information Questionnaire 

.4.ge : 

i =Fem:iie 
2=:\laie 

\lumber of Years of Education: __ 1_High School Diploma= 12) 

Ethnicity: 

\-1arirn.l Status: 

Primary C ~egiver: 

\ 1edicai Diagnosis: 
Date Diagnosed: 

Other .\ !eci icai Conditions : 

'.J ::i te . _.j r:::tte ci :o Hos1:;1 c~: 

:i~re ? :-c \2 ::.os1s Gi, e:1 : 

3, '-'nom: 
\\l1cre : 
:-:1m11 , [):-esem: 

1 =European American 
2=Mexican American; Latino 
3=African American 
4=Asian American 
5=Native American 

!=Married 
2=Divorced 
3=\Vidowed (Date Spouse died) __ 
4=S ingie.1N ever :vlarried 

l =Spouse 
>FJmily member 
3=Friend 
-+=P:iid .4.ssistant 
5=0ther 

' cs ::u 

!Dr-: ___ _ 
lnter;1 ew 1 ~ 

Date:Time : ---
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~ouune T::ne oi" ~JSI Dose 

Religious or Spiritual Affiliation: 
1 =Protestant 

>Catholic 

PR.'.: "T ime or" L.1st Dose 

3= Episcopalian 

-+=Jewish 

~=Other ( Ple:ise describe, --------

How wouid you describe your present health?: 

What do you consider your financial status·: : 

l=Poor 

:=Fair 

3=Average 

4=Good 

5=Excellent 

1 =Not at all secure 

2=Somewhat secure 

~=Secure 

~=Very secure 

What things are :,ou most concerned about at this time? 

Sources or· cmouonai suppon: 
1 =Spouse 

>F:imiiy 

>Friends 
4=(lergy 

~=i-fosmce 
o=()the:-
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THE SYMPTOM DISTRESS SCALE 



$ymorom Distress Scale 

· ,s :· ·.,:~ :-:,ns 
::.ccn of the foilow,ng ccras i ists 5 cifferent numbereo storernents. ihink aoout wnar 

eac:-- sraremenr says, ~hen 01ace a circ 1e arouno the one storemenr on each cora ~hat most ·.: :ose 1v inoicores how vou hove oeen feeiina 1otelv. i"he statements on each cord are ran1<ea ; ro~ •o 5. wnere numoer one inoicates no proolems and number five indicates the ~ox ;m um amount of oroolems. Numbers two through four indicate you feel somewnere in 
:ier · ..... eeri ~hese two extremes. Please circle one numoer on each care. 

Nausea ( l 1 
I se1com feel 
any nausea at 
all 

Nausea (2J 
When I do nave 
nausea, it is 
very rniid 

Aooet i te 
I have my 
normal 
apper i te 

:nsor.nia 
. s1ee:, as 
·Neil as i 
alwavs have 

:,!Jin · : J 

I a1mosr 
never ~ave 
:,a in 

:,'.Jin ·.2; 
,',' he!i .:o have 
:Jain. · ~ :s 
, erv ~ , 1d 

=- --: r ·:: .·e 
~-.1a1 lv 
- '.) T ; • ec 
:; a : 

2 

I am nauseous 
once in o 
while 

When I do have 
nausea, it is 
mildly 
distressing 

My appetite is 
usually, but 
not always, 
pretty good 

I have 
occosionol 
soells of 
s leeo iessness 

I hove pain 
once in a 
wni le 

'Nhen ; do nave 
:,air.. :r :s 
...,i id lv 
:: i stress1n~ 

c:m 
xc::s1ono 1l v 
-:~r:er 7::-ea 

Oegrees of Distress 

3 

I am often 
nauseous 

When I have 
nausea, I 
feel pretty 
sid< 

I don't really 
en joy my food 
like I used to 

I freouent Iv 
hove trouble 
getting to 
sleeo and 
staving asiee:, 

l f requenr iy 
have coin
several times 
a weeK 

7'he ::::ain I co 
., ave :s usua ;iy 
foir :v :r,Te~se 

~'lere ere 
~ rec•.:en t Iv 
:,er :ocs -.... nen 
cim ::::uite t i rea 

4 

I am usually 
nauseous 

When I have 
nausea, I 
feel very 
sick 

I hove to 
force myself 
to eat my food 

I have 
difficulty 
sleeping almost 
every night 

I am usually 
in some degree 
of pain 

~he :,ain I have 
is usua il y very 
intense 

I am usually 
·.1erv ti red 

5 

I suffer from 
nausea almost 
continually 

When I have 
nausea, I am 
as sick as 
I could 
possibly be 

I cannot 
stand the 
thought of fooa 

It is almost 
impossible for 
me to get a 
decent night 's 
sleeo 

I am in some 
degree of 
pain almost 
constantly 

-:-~e !)Oin ~eve 
is a1mos r 
unDecr::::: :e 

-Yios r cf • ':e 
ti me. ! ~~e ! 
exnousTe'J 
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=ewe · 
'"'eve ....,v .Vtv ~owe : : freouer,rlv am usuo1iv Vtv crese-,r 

-or':'.C ! :iowe1 ;:,cltern -.ave c iscomforr i :i a:sccmior~ ::iowe 1 ::,c: Te~~ 

.)a~ ·e!"n occas ional Iv ~:-om ·rw present :ieccuse of :1v -.cs c:-ianc;:eo 

ccuses '.:ie some ::,owe1 :,oTtern oresent ~owe 1 arcsr 1ca :: v 

aiscornf on oartern •rom wnc T was 
r"lor:-nat : or .,..,e 

·=.) '" c e~ rr ::r :en 
-,c·., e -iv I occosional lv : often hove ; usuallv nave I just car. T 

, or~a: coi iit v nave rrouole tro11b le at least some seem to 

· o concentr::Te cone en rrct ing concen rrat ing difficulty concentrate 
concentrat ing OT o tl 

,.:..ooecrance 
'-'v cooearance Mv aooeorcnce .Vi v aopeorance My appeorcnce Mv aooeorance 

, as ::,asica l lv hos gotten a is definite ly is definite1v hos cnangeo 

-,oT c:-:angea iittle worse worse then i t worse then i t drcsticaily 

used to be, but used to oe, from what i t 

I am not greatly and I am was 

concerned concerned 
ooout it about it 

3reothina 
i usually I occasi ono 11 v I often hove I con hordlv I almost always 

::,reotne hove trouble trouble ever breathe hove severe 

:,or~olly breath ing breathing as easily as trouole with 
I wont my breathing 

J ut !ooi< 
am "10t I om a little I om quite I am worrieo I am worried 

: ear·ui or worr iec about worried, but and a little ano scared 

...,orr 1ea !hings unafraid frightened about things 
about things 

:ouc!i 
se1aom ; have en : often I of ten couor.. I of ten hove 

:::u<;:~ occos ionai cougn and occasionally ::,ers isten r one 

cougn ~eve severe severe cougning 
cougning spe : is soe ll s 
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THE PAIN SEVERITY NUMERICAL RATING SCALE 



101 

r ~in ::,event\· \: umericai Rating ~ca1e ( PSNRS) 

P!eJse r~ue , ·our DJtn on a scJit: or Oto :5 . \\ 1th U bein~ no pJin at all ana .5 being. excruc1J11ng. pJin . 

0 1 2 3 4 5 
\Io Pain Excruciating 
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THE PURPOSE IN LIFE TEST 



-------------------------------------------- :net 
40• -------- Sea------ Cl1urtaca11on ---------------

.1- C. Cr ,.- ~ "-.D. 99-----·--' . ..,~ ........... . 
PA~T A 

PIL ~T. M•r r M.D . 
.._ ........... C1&ale ~---.. 

For ucn oi the followmt natamenu. cwdfl ffil numoer U'l8t woutd be 
most nearty true for vou. Nou tt\81 the flUffiOen alW8VI •stand from one 
exveme f•bnv to ru oooosiU kind oi fNhnt ... NIU'tl'a•·· ifflSNin no ;ua1· 
ment 1rdler W8V: try to uM U'lil mmv u tiflll u DODiD ... 

-----------------1. I am usuaUy: 
, 2 

CDfflD ... tv 
bo'9G 

2. l.ift to ffll 1Nt11S: 
, e 

IIW9VI 
ncnm1 

3. In life I haw: 
, 2 

no eoa•• or 
1,ms., au 

3 

s 

3 

4. My personal ••ifl:8nce is: 
1 2 3 

lJneriv muninv'-s 
wn:nout pwpo• 

5. Ew.,y aay is: 
1 6 s 

c:anSDnttv ,.. 

' (nevvaU 

' (neuiraj) 

' lneutnll 

lneuvaU 

5 

3 

s 

s 

3 

.-SYCHOMlnlC AfflUA TIS , ___ _ 
----···-

• 

2 

I 

I 

2 

7 
out.ram. 

MlftU:llalJc 

1 
cam....-.v 

f'OIRllle 

7 
Vr,ct.., .... 

and aims 

7 
w.,y c,uroowiul 
and munanvtut 

, 
IUCUy Ule •me 

,_ .,. 
'OtlM A 
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6. If I couad choose. f wou•d: 
1 2 3 4 5 6 i 

preie, ,,..., to neutrali ~ ake n,ne more 
haw oeen com hwes 1un hke 

thas one 
7 . After retarrn;. I wou&d: 

i 6 5 ..1 J .. , • do some of the eacrtan; ,neutral) loaf comclete•v 
thrngs I t\aw 11wev1 went.a tc ~he ren of mv life 

8. In •d'\ievtnc; I ift ;oai1 I haw: 
i 2 :3 4 ! i 7 

mac:ie no Drop9a (neutral) ~o9"ftl,ed tc cam, 
wnataver picu fulfillment 

9. My life as: , 2 3 4 5 6 7 
emcnv. filled only !neUU'all running over with 

with dtsoaar eacrun; gooa thinqs 

ic. If I shouid die today, I would fNI thlt my life has been: 
7 6 5 4 3 2 i 

, , • ln tt••MinQ of mv life. I: 
, ~ J 

otun wonder 
,vny I ex ast 

(neu,nO 

~ 

(neutral) 

12. tu I view me world in relation to my 1if1. tht worad: 
1 4 J 4 3 

com.,.etatv cantu1n me 

13.. I :im a: , 

(neutral I 

~ 

'. neutra1l 

6 

6 

g 

ccmolstetv 
WOrtftlUI 

' 11wavs see a 
ruson ior my 

t:e,ng nere 

7 
fits mun1n9iullv 

with my life 

i 
..,.ry resoons,cle 

i)erson 
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,,. Con~n,nv m11n·s frNdom to make hrs own choices. I btheve man 11: 
7 6 5 i 3 2 1 

abloaute&y fr• to 
f'Nke all lift chOICIS 

is. With reprd to dHtli, I am: 
7 6 5 

preoarea anci 
unafraid 

(neutr~II 

' (neutraU 

16. With r~rd tc s.uicide. I have: 
1 2 3 4 

thou;nt of n .,,oustv 
as a way out 

(neutral) 

3 

5 

camo11tety bound by 
lim1utaons of hefeartv 

ana env.ronment 

2 

6 

, 
unoreoared and 

fri9htmed 

' never 9iven it 1 

-=na thouvrn 

17. I re,ard my ability to find I muning, puroo•. or miaion in lift 11: 
7 6 5 4 J 2 1 

wry vrut (neuvall practicatly none 

18. My lift is: 

' 6 5 
in mv hands and I 
am ,n c:cnff'OI of it 

19. Facing my daily ulks is: 
7 6 S 

a source of olenure 
and utll'fact1on 

20. I have a iscover.a: 
, 2 

no miaion or 
puroo• m I if• 

3 

4 
(neuvall 

' (neuvaU 

' (neutral) 

3 

3 

s 

2 , 
out of my hands 

Ind cantroUed 
bv emrnal facmn 

2 , 

6 

1 c,ainiul and bor, 
int expertence 

7 
clur-c:ut ;oats 

Ind I UtlrfV 1nv 
life ourDOM 
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INDEX OF WELL-BEING 
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:NDEX OF WELL-BEING 

;ir@ct•~ns· Here are s::me words and phrases wh1c~: wou l d :ike ·.:ou :. c 

jesc:=-:..be now you :eel acou~ ·_: ::ur present. 2.. i.:e . ?u t an "X" over :he line : hat. ·_:ou 

:hi~K cesc. desc:=-:..bes how yo u : ee l acout :·our ~:..feat t his t:..me . 

Index of Well-Being 

In chinki~g about ~y ~i!e as a whole I am: 

COMPLETELY 
COMPLETELY 

DISSATISFIED __ I __ I __ I ___ I __ I __ I __ I SATISFIED 

* Source: Campbel:, A., Converse , ?.E. & Rodgers, W. L. (1976) 

The ,.....;al i t·t of ?.me,... ~ can 1; ~e. New York: Sage. 
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