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ABSTRACT 

The Parse research method of phenomenology was used to explore the universal 

lived experience of quality of life for end-stage cardiac patients. Four individuals with 

terminal cardiovascular dis~ase, who w_ere enrolled in hospice, participated in a dialogical 

engagement. The audio taped dialogical engagements were analyzed utilizing Parse's 

procedure of extraction-synthesis. Three core concepts emerged to formulate a structure 

of the lived experience of quality of life. The concepts identified were: Coherence with 

others creates meaning; Integration of life essences from past-present-future; and 

Struggling with limitation-limitlessness emerges transformation. The structure was 

linked to the Human Becoming Theory and beyond through a process of heuristic 

interpretation. The findings from the study produced new knowledge and understanding 

regarding the human experience of quality of life. 



CHAPTER I 

INTRODUCTION 
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Cardiovascular disease, comprising ischemic heart disease and congestive heart 

failure, is the leading cause·of morbidity and mortality in the United States (Bonneux, 

Barendregt, Meeter, Bonsel & van der Maas, 1994). The number of Americans who 

sustain a myocardial infarction each year as a result of ischemic heart disease is 

approximately 1.5 million. Moreover, 500,000 people die prior to receiving medical care 

(McDermott, Schmitt & Wallner, 1997). Seven percent of adults aged 65 years and older 

who have a history of myocardial infarction will have another one, and 40 percent will die 

within the next year (McDermott, Schmitt & Wallner). Patients with a history of 

myocardial infarction and an ejection fraction of 40 percent or less were found to have a 

60 percent mortality rate during a one to three year follow up period (McDermott, 

Schmitt & Wallner; Multi-center Postinfarction Reasearch Group, 1983). There are 

approximately 4.7 million people in the United States with the diagnosis of congestive 

heart failure. End-stage congestive heart failure has a poor prognosis, with 85 percent of 

men and 65 percent of women dying within six years of their diagnosis (American 

College of Cardiology & American Heart Association, 1995). 

Statement of Problem 

The age adjusted rates of mortality have been on a downward trend since the 

1960's (Pepine, 1997), however, the morbidity of cardiovascular disease has increased. 

The higher morbidity of cardiovascular disease has been associated with substantial 

impairment, thereby, altering functional capabilities, increasing symptoms caused by the 

disease or treatment, which may affect an individual's view on their life or situation 

(Burns, McCarthy, Moskowitz, Ash, Kane & Finch, 1997). Distressing symptoms have 
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been found to have a negative impact on quality of life in terminally ill adults (McGaffic, 

1995). However, little is known about the experience of quality of life in persons with 

end-stage cardiac disease. Therefore, it is important to study the impact that an increased 

quantity of life and the associated impairments have on an individual's quality of life. 

Background 

The decline in mortality may be attributed to changes in risk factors and changes 

in medical care. As a result of the decrease in mortality from heart disease, there has 

been a shift from acute cardiovascular disease to a more chronic disease process 

(Bonneux, Barendregt, Meeter, Bonsel & van der Maas, 1994 ). In exchange for the 

decrease in mortality, there is an increase in morbidity and severity of disease among the 

surviving cardiac patients (Bonneux et al.) As people survive cardiac disease, the 

numbers of people living with chronic heart disease will increase. Additionally, the 

increased prevalence of chronic cardiac disease will be combined with the number of the 

baby boom generation who will develop cardiac disease as a result of the normal aging 

process (Bonneux et al.). The New York Heart Association (NYHA) has identified 

functional capacity as a subjective criterion for measurement of exertional tolerance to 

determine the progression of heart failure (Schwabauer, 1996). The NYHA functional 

classification has been identified as a useful prognostic indicator for heart failure (Adams 

& Zannad, 1998). Class I is defined as no dyspnea with exertion; Class II is dyspnea with 

maximal exertion; Class ill is dyspnea with minimal exertion; and Class IV is dyspnea at 

rest (Miller, 1994 ). 

The symptoms associated with end-stage heart disease are the direct result of the 

scarred and weakened myocardium's inability to contract with enough force to propel an 

appropriate amount of blood forward. This causes a back-up of blood into the veins 

delivering the blood to the heart, creating an increased workload on the lungs and other 
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organs (Nuland, 1995). The most common presenting symptom of heart failure is 

dyspnea with exertion and fatigue (Freidman, 1997). As the disease progresses, dyspnea 

will occur with minimal exertion or at rest. Sleep often becomes difficult, as patients 

may need to be in an upright position to prevent orthopnea. Frequently, patients are 

awakened by the breathlessness that accompanies paroxysmal nocturnal dyspnea (PND) 

(Freidman; Nuland). The sleeplessness contributes to the fatigue caused by the increased 

work of breathing and decreased cardiac output (Freidman; Nuland). Additional 

symptoms of end-stage heart failure include edema, palpitations and angina (Freidman). 

The symptoms progressively limit the patient's ability to exercise and to perform 

daily tasks (Mayou, Blackwood, Bryant & Garnham, 1991 ). Activities need to be 

performed at a slower rate, or may be interrupted frequently as a result of dyspnea, fatigue 

or pain (Mayou, Blackwood, Bryant & Graham). Patients usually need to cut back on 

their hours of employment and eventually retire or go on disability. Additionally, the 

decreased activity tolerance diminishes participation in social and leisure activities 

(Mayou, Blackwood, Bryant & Graham). The changes in lifestyle as a result of end-stage 

heart failure may have a negative impact on feelings of self-esteem, self-worth, body 

image and well-being (Packa, 1989a). The physical and psychosocial changes associated 

with end-stage heart disease may alter the quality of living for these patients (Packa, 

1989a). 

Despite some of the new therapies developed for the treatment of heart disease, 

the illness will continue to slowly progress. As the disease progresses, it is important to 

monitor quality of life, and assist the patient and family prepare for the dying process. In 

end-stage chronic cardiac disease it is often difficult to predict a six- month prognosis for 

referral to hospice. An early referral for these patients may help to meet the physical, 

psychological and spiritual needs during the end-stage illness. Carondelet Hospice 



12 

Services in southern Arizona has developed clinical markers for health care providers to 

serve as indicators for when a hospice referral may be appropriate. The markers for end

stage cardiovascular disease include: a) two or more hospitalizations in the past six 

months due to congestive heart failure and/or multiple myocardial infarctions; b) not a 

candidate for/or refused invasive treatrtient such as cardiac bypass or angioplasty; c) 

recent cardiac arrest; d) anorexia; e) oxygen therapy; f) use of diuretics and three or more 

cardiac medications; g) progressive symptoms of pulmonary edema and or ventricular 

arrhythmias; h) chronic hepatic insufficiency; i) pre-renal insufficiency; and j) cardiac 

ejection fraction if available of less than 20% (Carondelet Health Network). Thus, it is 

clear that end-stage cardiac disease can severely compromise quality of life. 

Quality of Life 

Quality of life (QOL) is a complex, multidimensional concept (Packa, 1989b ). 

The concept first became popular in the 1960s during the development of Lyndon 

Johnson's "Great Society" (Packa, 1989b). Since that time, QOL has received a great 

deal of attention in the areas of health care and social policy (Ferrans & Powers, 1985). 

Despite the intense focus over the years, the concept of QOL continues to be complex 

due to the problems encountered defining and measuring it (Ferrans & Powers). 

Extensive research on the quality of life of people with cancer has led to the 

development of a conceptual framework of quality of life (Ferrell, Dow, Leigh, Ly & 

Gulasekaram, 1995). Four domains of quality of life for cancer patients have been 

identified, and although there has not been complete agreement in the literature on the 

dimensions of QOL, the domains are consistent with the predominant views (Ferrell et 

al.). The four domains identified are physical, psychological, social and spiritual well

being (Ferrell et al.). 
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Ferrans ( 1992) examined how QOL was conceptualized in patients with CV 

disorders by reviewing the instruments used in 22 studies of QOL. She found that the 

conceptualizations could be organized into five categories: 1) social utility, the ability to 

lead a socially useful life; 2) happiness/affect, the balance between positive and negative 

findings; 3) satisfaction, a judgement of life's conditions, ranging from perception of 

fulfillment to deprivation; 4) achievement of personal goals, the degree to which a patient 

accomplishes desires despite constraints placed on him/her; and 5) the ability to live a 

normal life, the closer the person's life to the standard of normalcy, the better the quality 

of life (Ferrans). 

Parse (1994) explored QOL research, and identified four issues relevant to the 

study of QOL: 1) QOL is a broad term identified in many different ways, therefore 

consistent research findings do not exist; 2) researchers continue to quantify QOL through 

the design of definitions and instruments which are generic, and at the same time culture 

and disease specific; 3) some researchers are willing to find new ways of studying QOL; 

and 4) all researchers identify the need for further QOL research. Parse concluded that 

QOL can not be quantified, and provided the Latin origin of the word quality meaning 

whatness. Whatness is then described as the essence of something, and in the study of 

QOL, the essence of life (Parse). The essence of life was described as the substance that 

makes it different and irreplaceable, and differs from person to person (Parse). Therefore, 

the only one than can judge a person's QOL is the person living it (Parse). This idea is 

found in Parse's Human Becoming Theory, where the goal of nursing is to understand 

QOL from the person's perspective. 

Hospice 

Hospice is a philosophy and model of care designed to meet the needs of 

terminally ill patients and their family (Buckingham, 1996; Colburn & Hively, 1993). 
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The ultimate goal of hospice care is to enhance the quality of life of persons with terminal 

illness (Curtis & Fernsler, 1989). This is done by helping the dying person and their 

family maintain dignity and humaneness during the dying process through the provision 

of specialized medical and nursing care (Buckingham). An interdisciplinary team 

provides services to assist with psychosocial support, financial problems, legal concerns 

and spiritual needs (McMillan & Mahon, 1994 ). It is hoped that with the provision of 

caring services, the patients and families will attain a degree of mental and spiritual 

preparedness for death (Buckingham). 

Purpose of Study 

A review of quality of life literature in the health care arena reveals numerous 

studies on the QOL in persons with cancer and AIDS. The QOL literature on cardiac 

patients is limited to singular objective indicators such as improvement of exercise 

tolerance, relief of pain, or return to work (Kavanagh et al., 1996; Trzcieniecka-Green & 

Steptoe, 1994; Rogers et al., 1994; Gunderson et al., 1995; Rector et al., 1993; Cowley & 

Skene, 1994) . Research has also compared the QOL of persons with advanced heart 

disease before and after heart transplantation, utilizing objective criteria (Packa, 1989a; 

Dracup, Wal den, Stevenson & Brecht, 1992). There is little to no literature available on 

the subjective perspective of quality of life in end-stage heart disease and, in particular, 

on the lived experience of quality of life in those with weeks to months to live as a result 

of terminal cardiac disease. 

The purpose of this study is to examine the subjective experience of quality of life 

in persons with end-stage cardiac disease receiving hospice care during the last few 

weeks to months of life. The findings may be used by nurses to provide interventions that 

would assist the terminally ill cardiac patient during their last phase of life. 
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Conceptual Orientation 

Parse's Human Becoming Theory (1995) provides the theoretical framework for 

this study. The theory is appropriate for this study as the goal of nursing is the quality of 

life from the perspective of the person living it (Parse, 1994 ). Parse (1997) states " the 

was , is, and will be of the human becoming theory is a journey in the art of sciencing, a 

coming to know the world of human experience" (p. 32). 

The Human Becoming Theory arose from the simultaneity paradigm (Parse, 

1996). It was created in 1981 as an alternative to traditional nursing theories (Parse). 

The difference between the Human Becoming Theory and other nursing theories lies in 

the beliefs about the human-universe-health process (Parse). Humans in the theory are 

described as unitary beings, free to choose meaning in situations, and are responsible for 

their choices (Parse; Daly, 1995; Bunting, 1995). The human-universe process is mutual, 

meaning that humans and the universe cocreate each other, rather than adapting to each 

other, and one does not dominate the other (Parse). Health within the Human Becoming 

Theory is the process of the human uniquely relating with the universe, and is created by 

the person and universe together (Parse; Bunting; Daly). It is the lived experience of the 

human, a non-linear entity which can not be qualified as good, bad, more or less. It is not 

the opposite of disease, but rather a continuously changing situation that the person 

cocreates (Parse; Daly). Health, therefore, is human becoming (Parse). 

There are three themes of Human Becoming which are extracted from the nine 

assumptions of the theory: meaning, rhythmicity and cotranscendence (Parse, 1996). The 

themes are further specified in the principles which constitute the theory (Parse). The 

three assumptions of Human Becoming are found in Table 1. 
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Table 1 Assum tions of Human Becomin 
1. Human becoming is freely choosing personal meaning in situation in the inter

subjective process of relating value priorities. 
2. Human becoming is cocreating rhythmical patterns of relating in 

mutual process with the universe. 
3. Human becoming is cotranscending multidimensionally with the 

ossibilities. (Parse, 1995, .6) 

The principles of the Human Becoming Theory are derived from the philosophical 

assumptions and are written at a theoretical level of abstraction (Parse, 1995). The 

principles capture the notion of paradox being fundamental to human becoming (Parse). 

The paradoxes are considered to be natural rhythms of life rather than a problem to be 

solved or eliminated (Parse). 

Parse' s first theoretical principle states: "Structuring meaning multidimensionally 

is cocreating reality through the languaging of valuing and imaging (Parse, 1995, p. 6). 

When simplified, the principle means that humans construct what is real for them from 

choices made at many domains of the universe, from an "explicit-tacit knowing" 

(Bunting, 1995, p. 223). Many humans make choices and construct meaning from a 

"whole sense of the situation" (Bunting, p. 223). Individuals are active in cocreating 

meaning, which changes with experiences as new images arise, expanding possibilities 

(Parse; Bunting). 

The second principle states: "Cocreating rhythmical patterns of relating is living 

the paradoxical unity of revealing-concealing and enabling-limiting while connecting-

separating" (Parse, 1995, p. 7). This principle means that humans live in rhythm with the 

universe cocreating patterns of relating. The patterns are paradoxical in nature- apparent 

opposites (Parse). An example of the paradox are the bonds an individual forms with the 
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universe as a person grows and changes, at the same time other bonds are severed. 

Similarly, other persons and elements in the universe are changing, moving toward and 

away from one another, revealing aspects of themselves and concealing other aspects, in 

an ongoing pattern of interrelatedness (Parse; Bunting, 1995). The choices an individual 

makes has an infinite number of possibilities and limitations (Parse). When an individual 

moves together and apart all-at-once, they connect and separate with the universe in a 

rhythmical flow of cocreation (Parse). Bunting relates this principle to a kaleidoscope 

where each pattern is unique, more complex and contains elements of all the previous 

patterns. 

The third principle of Parse' s theory states; "cotranscending with the possibles is 

powering unique ways of originating in the process of transforming" (Parse, 1995, p. 7). 

Cotranscending is described as " going beyond the actual in interrelationship with others" 

(Bunting, 1995, p. 224). Relationships with other individuals may empower persons to 

move beyond perceived limits, although the person must do the moving himself/herself 

(Parse; Bunting). Moving beyond the present reality through the process of change 

allows for the creation of new realities (Parse; Bunting). 

Conceptualization of Quality of Life 

According to the Human Becoming Theory, quality of life includes all of one's 

lived experiences; past, present and future. It is the individual's view on living moment 

to moment as perspectives change through the human-universe interconnectedness (Parse, 

1994 ). QOL is shaped by the paradoxes of shifting perspectives. The paradoxes are 

rhythms lived multidimensionally all-at-once (Parse). The paradoxes related to QOL are 

specified in each principle of the theory of human becoming (Parse). 

Structuring meaning multidimensionally, in Principle 1, has the paradox of 

explicit-tacit knowing (Parse, 1994 ). It is a knowing which is clear and spoken; and a 
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knowing which is sensed or implied (Parse). The paradox of valuing, the confirming-not 

confirming, is living what is treasured and not treasured all at once. The paradoxes of 

languaging, the speaking-being silent and moving-being still, are ways individuals 

represent the imaged valued meanings of the moment (Parse). Meaning is only known to 

the person choosing it. Quality of life is the meaning one gives to one's life at the 

moment living it (Parse). 

The paradoxes associated with quality of life in Principle 2, cocreating rhythmical 

patterns of relating, include revealing-concealing, enabling-limiting, and connecting

separating (Parse, 1994 ). Human beings, in living their quality of life, reveal and conceal 

the meaning of the moment when connecting and separating with the universe of people, 

objects, ideas, and situations all at once. As human beings make choices on connections 

and separations with the universe, opportunities and limitations evolve all at once as a 

result of the path chosen (Parse). 

The paradoxical rhythms related to QOL in Principle 3, cotranscending with the 

possibles, includes the pushing-resisting of powering, the conformity-nonconformity of 

originating, the certainty-uncertainty of originating, and the unfamiliar-familiar of 

transforming (Parse, 1994). The pushing-resisting of powering provides an energy source 

for the human-universe process creating a rhythmical forging ahead-holding back that 

enlivens the ebb and flow of life (Parse). The paradoxes of originating relate to the 

process of change, the certainty-uncertainty that emerges from conforming

nonconforming. Transformation evolves from originating, where the initial unfamiliar 

perspective of the universe becomes familiar, and situations have new meaning (Parse). 

Understanding the experience of Quality of Life from the patient's perspective, 

within the context of living with end-stage cardiac disease, is important for nursing 

know ledge. Discovering through research, unique and shared meanings, patterns of 
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relationships, and the rhythmicities of living at the end of life, advances nursing 

knowledge. The increased knowledge provides nurses with the tools to assist patients in 

enhancing the quality of their lives at the end of life. 

Research Question 

The research question was: What is the incarnation of the lived experience of 

quality of life for persons with end-stage cardiac disease? 

Definition 

Quality of Life: 

The incarnation of lived experiences for the unitary person living moment to 

moment through human-universe interconnectedness (Parse, 1994). 

Summary 

Cardiac disease, despite new interventions, leads to premature disability and 

death. The progression of symptoms of end-stage cardiac disease potentially alters the 

quality of life for individuals with the disease. The patient's perspective of their 

experiences of quality of life during the end of life may provide family and care givers 

with an understanding of their experiences and the knowledge of how to assist them 

improve the quality of their living in the last phase of life. Parse's Human Becoming 

Theory provides the theoretical perspective for studying QOL in the population of 

patients with end-stage cardiac disease. This theory highlights the area of end-stage 

cardiac disease as a way of understanding quality of life. 



CHAPTER2 

LITERATURE REVIEW 

Introduction 

Literature surrounding issues of Quality of Life are presented in this chapter. A 

discussion of the literature on quality of life in general, and among specific populations 

including cancer, terminally ill and cardiac patients is provided. 

Quality of Life 
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Gill and Feistein (1994) reviewed seventy-five articles of QOL which reported the 

use of one or more quality of life instruments to assess how well QOL is being measured 

in nursing and medical literature. The articles were reviewed for compliance with two 

sets of criteria set forth by the researchers to evaluate face validity. The face validity of 

the instrument was defined as the application of "enlightened common sense", which is a 

mixture of ordinary common sense and a reasonable mixture of pathophysiology and 

clinical reality (Gill & Feinstein, p. 620). The first set of criteria was directed toward the 

approach used by the researchers in the study of QOL; the second set was directed toward 

the instrument used in the study. The researchers discovered in the review of articles that 

investigators only conceptually defined QOL in 15% of the articles; identified target 

domains in 47% of articles; gave reasons for selecting QOL in only 36% of articles; and 

compiled an overall QOL score in 38% of articles. Additionally, the researchers found 

that the investigators did not distinguish overall QOL from health-related QOL; only 17% 

of the reports inquired about the patients' own rating of QOL; patients were asked to 

supplement the stipulated items with personal responses in 13% of articles reviewed, and 

rate the importance of each item in only 8.5% of articles reviewed. Gill and Feinstein 

concluded by stating most measurements of QOL in medical and nursing literature are 
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aimed at the wrong target. Furthermore, they suggest that QOL can only be measured by 

determining the opinions of the patients and suggest supplementing or replacing 

instruments developed by the "experts" (Gill & Feinstein, p. 619). 

Measurement and Conceptualization 

There were two journal articles 'which explored issues surrounding the 

measurement of QOL. Ferrans and Powers ( 1985) reviewed the literature on studies of 

quality of life to identify the problems of defining and measuring quality of life. Their 

goal was the development of a tool that would overcome the problems of measuring the 

phenomenon. The problems identified in the literature regarding the measurement of 

QOL included: the value and significance of different QOL domains for different 

individuals; a consensus on indicators which measure QOL; and the use of subjective 

versus objective measurement tools. The review of literature also revealed the most 

consistent domain used in QOL measurement was life satisfaction. 

The issues of QOL measurement found in the literature were considered by 

Ferrans and Powers ( 1985) when designing the Quality of Life Index (QLI). Quality of 

life was defined for the QLI as " the satisfaction of needs" (Ferrans & Powers, p. 17). 

The instrument contained two sections: one on importance and the other satisfaction with 

various domains. Each section contained 32 items and the subjects responded to each 

item using a six-point Liekert -type scale ranging from very satisfied to very dissatisfied 

and very important to very unimportant. Categories included for measurement were: 

physical health and functioning, marriage, family and friends, stress, standard of living, 

occupation, education, leisure, peace of mind, personal faith, life goals, personal 

appearance, self acceptance and general happiness and satisfaction. The scores for the 

QLI were determined by adjusting satisfaction response for importance responses. The 

score then reflects satisfaction as well as how much an individual values each domain. 
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The psychometric properties of the QLI were assessed utilizing criterion-related 

validity, stability reliability and internal consistency reliability (Ferrans & Powers, 1985). 

The instrument was tested on 88 graduate students and 77 dialysis patients, with the 

addition of six items relative to dialysis. The results of the assessment of reliability and 

validity supported the criterion-related validity, stability reliability and internal 

consistency when the QLI was used with a healthy sample. Additionally, the QLI was 

found to be reliable and valid when modified for use with dialysis patients. 

Ruta, Garratt, Leng, Russell & MacDonald ( 1994) discuss how existing tools limit 

the ability to measure QOL. They state the available tools include clinical measures of 

health status, which concentrate on physiological or physical measures, and only describe 

limited aspects of a patient's life. Often these measures reflect the clinician's perception 

of disease and correlate poorly with that of the patient's. Interestingly, the QLI was not 

included in the critique of instruments. Additional tools which Ruta et al. found to be 

limited include disability scales, which place emphasis on functional status; and health 

profiles, which include a multidimensional focus, however, the choice of dimensions and 

the value attached to those dimensions were imposed upon the patients. The value 

judgements were made by a group of health professionals or represented the general 

public, but such values differed from those of patients. 

Ruta et al ( 1994) identified the need to develop an instrument which reflects the 

patients' perceptions of their health, and also has meaning and relevance in the context of 

their lives. Their goal was to develop a measurement tool which describes the effect of a 

condition on aspects of a patient's life considered to be of greatest importance, the ability 

to rate the extent to which those aspects are effected by the condition , and is sensitive to 

changes in the condition over time. Ruta et al. using the definition of quality of life as 

"the extent to which our hopes and ambitions are matched by experience" (p. 1110) 



23 

developed the Patient Generated Index (PGn of quality of life. The PGI was completed 

by 359 patients with complaints of low back pain. The validity and reliability of the 

instrument was assessed, and the researchers found the PGI to have potential to measure 

the effect of a medical condition on the patient's QOL. 

Aaronson ( 1991) de·scribed the methodologic issues related to the implementation 

of clinical trial-based quality of life studies. He stressed the importance of developing 

patient self- report questionnaires which are comprehensive and psychometrically sound, 

while also being brief enough to be of practical use in the clinical setting. Aaronson also 

identified the need to develop more fully a conceptual understanding of the relationship 

among health-related quality of life domains. Additionally, Aaronson recognized the 

central role of the patient in quality of life analysis, he also identified that the use of proxy 

raters may be necessary and appropriate in certain situations. Therefore, he identified the 

need for future research on the use of proxy quality of life raters. Finally, he 

recommended that additional attention be paid to the logistical problems surrounding 

clinical trial-based QOL research. He suggested that research designs and data collection 

procedures should be chosen to reduce patient, medical staff and institutional burden. 

Mast ( 1995) explored the oncology nursing research literature published since 

1980. The study included reports that systematically described and measured the quality 

of life for people with cancer or AIDS. The purpose of the review was to describe the 

diverse conceptual and operational approaches to the study of QOL in this population, 

and the implications for QOL measurement in research and practice. Mast identified the 

difficulty in operationalizing such an abstract and individualized concept, which was 

reflected by a variety of definitions and measures of QOL used in the studies. The 

findings of the literature review demonstrated a trend in nursing research, which is the 

development of disease-specific multi-dimensional scales including items reflecting the 
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concerns and aspects of QOL perceived as important by the respondent. Mast concluded 

that nurses need to carefully explore their purposes for measuring QOL and the 

congruence of the evaluation method with the patients perspectives of QOL. Mast further 

stated that the information gained from this examination will enhance the validity of data 

used to evaluate QOL. 

Through the synthesis of quantitative and qualitative research, Ferrell ( 1996) 

provided a summary of the four domains of QOL, voiced by 1,525 patients with cancer. 

Physical Well-Being was described as "the control or relief of symptoms and the 

maintenance of function and independence" (Ferrell, p. 911). Psychological Well-Being 

was described as "seeking a sense of control in the face of a life threatening illness 

characterized by emotional distress, altered life priorities, and fears of the unknown, as 

well as positive life changes" ( Ferrell, p. 912). The Social Well-Being domain "provided 

a means by which to recognize people with cancer, their roles, and relationships" (Ferrell, 

p. 913). Finally, the Spiritual Well-Being domain is described as "the ability to maintain 

hope and derive meaning from the cancer experience that is characterized by uncertainty. 

Spiritual well-being involves issues of transcendence and is enhanced by one's religion 

and other sources of spiritual support" (Ferrell, p. 913). 

Ferrell ( 1996), through her experience studying the concept of QOL, has 

recognized the importance of including the patienC s perspective when describing the 

experience of quality of life. Additionally, she has identified methodologic and 

conceptual issues which should be considered when studying the concept of QOL in other 

areas of health care. Following, is a summary of the lessons learned and should be 

considered in future studies on the concept of QOL. 

The perception of quality of life changes during different phases of illness, and 

points to the need for a longitudinal measurement of QOL. QOL measurement is often 

( 
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done utilizing psychometric statistics, however, listening to the patients describe their 

experiences identifies aspects of QOL not addressed with psychometric methods. An 

individual's developmental stage and place in life has a tremendous impact on QOL. 

Finally, a void has been identified with respect to cultural sensitivity and its relation to 

QOL (Ferrell, 1996). These lessons identified by Ferrell emphasizes the need to study the 

phenomenon of quality of life by including the perspective of the persons being studied. 

Padilla, Ferrell, Grant and Rhiner ( 1990) studied 41 cancer patients with chronic 

pain to determine the attributes that define the content domain of QOL. The research was 

a flexible qualitative design, where patients were given the opportunity to answer 

questions now or at some time in the future. Data were accrued until minimal new 

information was gained from the interviews. The researchers asked the participants four 

questions about quality of life: what it means to them, what good QOL is, what bad QOL 

is, and how pain influences their QOL. A nine-step analysis procedure was done to 

systematically and objectively reduce the participant responses to a set of QOL attributes. 

The researchers identified three categories of QOL attributes. The first category was 

physical well-being which consisted of general well-being and disease/treatment -specific 

attributes. The second category was psychological well-being, which includes affective 

cognitive attributes, coping ability, the meaning of pain and cancer, and accomplishment 

attributes. The third category was interpersonal well-being, which included social 

support and role functioning attributes. The future goal of the researchers, after the 

replication of the study in other groups of cancer patients, is the development of a two

part multidimensional tool for QOL measurement. The two parts will consist of a 

measure to evaluate QOL regardless of the disease or treatment. The second part will 

consist of a measure to evaluate the disease/treatment/life event attributes of QOL. 
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Eischens, Elliott and Elliott ( 1998) compared two hospice quality of life surveys 

to determine if hospice nurses found the QOL evaluations useful in designing and 

adjusting patient plan of care; and which instrument was found to be more practical. A 

cross-over study design was used, and surveys were administered to a total of 22 patients. 

Additionally, eight home care nurses w'ere interviewed regarding the practicality of the 

instruments. The two surveys under study were the McGill Quality of Life Questionnaire 

(MQOL) and the Hospice Quality of Life Index-Revised (HQLn. The nurses utilized one 

survey with an eligible group of hospice patients, and in the second phase, administered 

the second survey to newly admitted patients. The nurses were then interviewed 

regarding each form, and the possible changes made in the plan of care as a result of 

utilizing the instrument. The results demonstrated the surveys were beneficial in planning 

care of hospice patients, and the nurses preferred the MQOL. The MQOL was preferred 

because it was shorter, clearer and easier to use, and because of its relevance to the 

hospice setting. The authors cited the limitations which included a small sample size, and 

the use of only one institution. Therefore, the results of the study may not be 

generalizable, and the authors suggest additional research utilizing multiple hospice sites, 

and possibly implementing a control group. 

Quality of Life in Terminally Ill Adults 

Three studies examined the QOL of terminally ill and hospice patients (Curtis & 

Fernsler, 1989; McMillan & Mahon, 1994; Salmon, Manzi & Valori, 1996), and another 

study evaluated the QOL of survivors of a terminal illness after receiving a bone marrow 

transplantation (Belec, 1992). Belec studied the survivors of bone marrow 

transplantation's (BMT) perceptions of QOL. Twenty-four adults who were one to three 

years post-BMT were included in this descriptive study. The researcher utilized the 

general information and cancer version of the QLI, in addition to interviewing the 
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participants regarding their perceptions of QOL. Most of the participants had QLI scores 

in the upper ranges indicating perceived QOL as being acceptable. Family strongly 

influenced overall QOL, and the participants felt they were living fuller lives as a result of 

their life threatening illness. Limitations of the study include a small sample size, 

preventing generalization of the findings; a variety of stages post-BMT and the collection 

of data at only one point in time may not reflect the most accurate picture of QOL; and 

the inclusion of only non-hospitalized survivors of BMT also may not provide an accurate 

picture of QOL. 

Curtis and Fernsler ( 1989) used a descriptive study design to compare the reports 

of QOL of oncology hospice patients with the reports of the primary care givers. A 

convenience sample of 23 patients and their primary care givers were recruited from a 

statewide, Medicare-certified, home hospice program. The researchers felt that because 

care givers are responsible for and interact closely with the hospice patients, their caring 

greatly influences the QOL of the patient. Dying patients may view QOL differently then 

healthy people, and as the disease progress, what creates quality in their lives may 

change. Moreover, the care givers may have difficulty evaluating the patients' changing 

needs and agenda. This may lead to misunderstandings, creating inadequate symptom 

control, dissatisfaction with the role of care giver, and diminished satisfaction of 

psychological and physical well-being for both. The primary care givers of the study 

were defined as family or friends other than the hospice employees who were responsible 

for the patients. Quality of life was defined as the subjective components of physical 

well-being, psychological well-being and symptom control. 

The researchers used the QLI, and found with the exception of pain, there was no 

statistically significant difference between the responses of the patient and the primary 

care giver (Curtis & Fernsler, 1989). With regards to the pain issue, the patients reported 
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less pain than what their care giver recorded for them. The limitations of the study were 

the small sample size and convenience sample, which prevents generalizing the results 

beyond the study. Additionally, the researchers did not pretest the tool with home-based 

oncology hospice patients, therefore, decreasing the validity of the instrument. 

Clinical observations, research and anecdotal stories indicate that when 

confronted with a life-threatening illness, people change the criteria for which they 

evaluate the quality of their lives (Salmon, Manzi & Valori, 1996). Salmon et al, stated 

that the questionnaires commonly used to assess QOL in terminally ill cancer patients 

tend to be symptom based and do not reflect factors which become important to the 

terminally ill, such as meaning of life and the degree to which life has been enriched by 

the illness. Therefore, the investigators studied the meaning of life for patients with 

incurable cancer, with the goal of developing a questionnaire which would be sensitive to 

these areas. They interviewed in depth 13 patients with incurable cancer and their care 

givers. Their responses were evaluated by a panel of patients, clinicians and patient care 

givers and formulated into an inventory which was completed by 200 similar patients. 

An analysis of the principle components identified five dimensions: "clearer perception of 

the meaning of life; freedom versus restriction of life; resentment of the illness; 

contentment with past and present life; past and present social integration" (Salmon, 

Manzi & Valori, p. 755). The questionnaire developed as a result of the study, The Life 

Evaluation Questionnaire (LEQ) was found to be an acceptable and reliable method of 

assessing how patients with incurable cancer evaluate their lives. 

McMillan and Mahon ( 1994) compared the QOL for 67 hospice patients and their 

care givers on admission and at week three. McMillan and Mahon state the major goal of 

hospice is to promote quality of life, even when life was coming to an end. They stated 

that the QOL studies in hospice patients utilized the same indicators found in other QOL 



studies, including depression and anxiety, pain, and religiosity. McMillan and Mahon 

also discussed the research on the QOL for cancer patients in nursing homes and found 

the scores of QOL to be unchanged from weeks 12 to 7 before death. A change in 

physical status and quality of life did not occur until the last month before death. 
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McMillan and Mahon ( 1994) utilized the Sendera Quality of Life Index (SQLn, 

which is a 25 item instrument covering physical well-being, physical symptoms, 

psychological well-being and financial well-being. The SQLI was administered to 31 

patient/care giver dyads at admission and week three after implementation of hospice 

services. The results demonstrated no significant difference in the mean scores for 

patients from admission to week three, although 50% of the patients did report an 

improvement in QOL over the three week period. The care givers reported a significant 

increase in the patient's QOL between admission and week three. The correlations 

between the patient and care givers were moderate. The researchers found that hospice 

may improve aspects of quality of life for some patients near death, and there is a need to 

study variables that are influenced by hospice services. 

Byock ( 1996) discusses the issue of opportunity at the end of life, and states that 

"any examination of the human experience of dying would be incomplete without 

exploring the nature of opportunity at the end of life" (p. 244). The process of dying from 

progressive illness allows for opportunities which range from the mundane to the 

extraordinary. Byock states that hospice care providers have observed that people emerge 

from extreme suffering, and the disintegration of the person they once were, to report a 

sense of wellness as they are dying. Clinical studies are lacking in this area, and 

researchers interested in this area must learn from empiric observation and anecdote. 

Byock , additionally discusses how dying is a part of living, and can be considered a stage 

of life in the individual person and family. He then discusses the concept of dying well 



which can be understood in terms of the "subjective experience of personal growth, 

embodying a sense of renewed meaning and often a sense of fulfillment in life" (Byock, 

p. 251). 

Quality of Life in Cardiovascular Population 
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The quality of life literature in cardiovascular disease focuses on functional status, 

stress reduction and aerobic training to improve QOL, and clinical trials focusing on 

changes in QOL as a result of the medications under study. The research has been 

quantitative in nature, with a narrow range of focus, such as functional status (Kinney, 

Burfitt, Stullenbarger, Rees, DeBolt, 1996). There have been no qualitative studies of 

quality of life in the cardiovascular population. Additionally, no literature was found 

addressing the quality of life among terminally ill cardiac patients. 

Six studies evaluated the QOL in the cardiovascular population, three of which 

were clinical trials assessing the QOL after the initiation of a medical regime (Dracup, 

Walden, Stevenson & Brecht, 1992; Gunderson et al., 1995; Kavanagh, Myers, Bairgre, 

Mertens, Sawyer & Shepard, 1996; Rector et al., 1993; Rogers et al., 1994; Trzcieniecka

Green & Steptoe, 1994; ). Recognizing the importance of self-assessment in the 

evaluation of QOL, a study was designed to measure the QOL of patients with advanced 

heart failure being evaluated for possible heart transplant (Dracup et al.). QOL was 

assessed using both subjective and objective measures such as functional status, physical 

symptoms, emotional state and psychosocial adaptation. When designing the study, the 

researchers assessed previously used instruments, and found them to be disease-specific 

and inappropriate for advanced heart failure patients. The researchers found no 

relationship between ejection fraction and QOL; however, there was a significant positive 

relationship of the 6-minute walking test, NYHA classification, and functional status self

assessment with psychosocial adjustment. The total psychosocial adjustment to illness 
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was found to be affected by the self-reported functional status, depression and hostility. 

The results demonstrate the need to gear QOL interventions toward reducing depression 

and hostility and improving daily activity levels in patients with advanced heart failure. 

A study was done to assess the effects of a 12 month aerobic training program on 

the QOL and cardiorespiratory function ·in chronic heart failure patients (Kavanagh et al., 

1996). There were 21 patients initially enrolled in the experimental group of the non

randomized study. The researchers used a 6 minute walk test, progressive cycle 

ergometer test to subjective exhaustion, a disease-specific QOL questionnaire, and a 

standard gamble test, which were all measured at baseline, 4, 8, 12 , 16, 26 and 52 weeks. 

The QOL tool used was a Chronic Heart Failure Questionnaire which measures dyspnea 

during daily activities, fatigue, emotional function, and coping with illness utilizing a 7-

point scale. The researchers reported the instrument was found to be reliable in patients 

in stable condition, offering a sensitive estimate of the disease-specific QOL. Fifteen of 

the 21 participants completed the 52 week study; two withdrew from the study for non

cardiac reasons, three withdrew for worsening heart failure unrelated to the exercise 

program, and one withdrew after a non-fatal cardiac arrest. Improvements in 

cardiorespiratory function plateaued at 16-26 weeks and were sustained during the 

remaining 26 weeks of study, with associated improvements in the 6 minute walk test, 

peak power output, decreased resting heart rate, and gains in oxygen pulse and ventilatory 

threshold. There was an associated improvement in QOL which paralleled the 

improvements in aerobic capacity. A limitation of the study as a measure of QOL was the 

lack of definition of QOL and theoretical framework. A strength of the study as a 

measure of QOL was the measurement of QOL at several times during the study. 

Trzcieniecka-Green and Steptoe ( 1994) studied the effect of stress management 

and the potential for improvement of QOL in cardiac patients. Seventy -eight people 



32 

were enrolled in a 12-week stress reduction program emphasizing improvements of self

confidence and control after myocardial infarction, CABG or angioplasty. The program 

was developed on the principle that CABG and MI patients often complain of a lack of 

self-confidence and control after the event. The researchers concentrated on three 

domains of QOL including:· emotional state, social activity, and functional activities of 

daily living. The instruments used to study the domains of QOL include the Hospital 

Anxiety and Depression Scale (HAD), the Psychological General Well-Being Scale 

(GWB), the Functional Status Questionnaire (FSQ) and the Social Support Questionnaire 

(SSQ). Reliability and validity were acceptable for all instruments. Additionally, the 

researchers studied personality, spouse/relative ratings, chest pain, demographic and 

clinical measures. The instruments were administered pre-treatment, after the twelve 

week training period, and 6 months after treatment. · The stress management program was 

associated with a significant improvement of the aspects of QOL assessed. The 

limitations of this study was the lack of definition of QOL and theoretical basis for why 

the particular aspects of QOL were chosen for study. 

There were three clinical trials done assessing the QOL of patients with heart 

failure after treatment with an angiotensin-converting enzyme (ACE) inhibitor 

(Gunderson et al., 1995; Rector et al., 1993; Rogers et al., 1994). The patients were 

randomized into a placebo control group and ACE-group (Rogers et al.; Gundersen et al.) 

or an ACE group compared with Hydralazine plus Isosorbide Dinitrate (Rector et al.). 

In Gunderson et al.' s (1995) Ramipril study, the primary objective was to evaluate 

the effects of a 12-week Ramipril treatment on maximal exercise time in 223 patients 

with moderate to severe chronic congestive heart failure (CHF); the effect on QOL was 

the secondary objective. The study utilized a double-blind, randomized, placebo

controlled, multicenter design. QOL in the Ramipril study was evaluated using the Heart 
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Failure Questionnaire, the Sleep Dysfunction Scale and the Psychological Well-Being 

Index. The instruments were administered at baseline and after 12 weeks of the study. 

There were no significant differences in improvement of QOL between the placebo and 

Ramipril groups, however, there was an improvement in sleep in the Ramipril group 

compared to the placebo group. These -results are different from other studies comparing 

an ACE with placebo. Possible explanations for the differences such as an unbalanced 

treatment group at baseline with the ramipril group being less symptomatic; different 

methods of assessing QOL, and different study designs were provided. QOL was loosely 

defined in the study as the ability to function in daily activity and well-being. There was 

no theoretical basis for QOL discussed. 

The Studies of Left Ventricular Dysfunction (SOL VD) is now a well known study 

which evaluated the quality of life among 5,025 patients receiving either enalapril (ACE 

inhibitor) or placebo, and followed for up to two years (Rogers et al., 1994). QOL was 

measured with a short self-administered questionnaire containing 14 scales excerpted 

from previously validated instruments. Seven domains of quality of life were addressed 

in the 14 scales including: 1) physical functioning, 2) emotional distress, 3) social health, 

4) intimacy, 5) life satisfaction, 6) perceived health and 7) productivity or job 

performance. The results of the study demonstrated improved QOL in 6 of the 14 scales 

at one or more follow-up periods in the treatment trial and in one scale of the prevention 

trial among patients receiving enalapril. The QOL scales of social functioning and 

dyspnea in the enalapril treatment group demonstrated consistent improvement during 

two follow-up periods. A limitation of the study was that only 60% of the questionnaires 

were returned at the two year follow-up period either as a result of death or incomplete 

responses in the questionnaires. Again, in this study of QOL, as with others, a definition 

and theoretical basis with rationale for instrument selection was lacking. 
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A report from the Department of Veteran Affairs Cooperative Vasodilator-Heart 

Failure Trial (VHeFT m demonstrated improved survival when enalapril was used in the 

treatment of heart failure compared to the combination of hydralazine and isorbide 

dinitrate (Rector et al., 1993). Two questionnaires specific for heart failure were self

administered to 804 patients in the VheFT II at baseline, at 3 months, at 6 months and 

every 6 months for follow-up for 2.5 years. Analysis of the questionnaire scores 

demonstrated a progressive deterioration of QOL in both treatment groups, with little 

difference in scores between the treatment groups at any follow-up visit. The researchers 

suggested several factors that prevent the generalization of results including: a lack of 

specificity to changes related to the study medications and heart failure; the prevalence of 

other comorbid conditions; low levels of impairment at baseline; previous treatment with 

vasodilators, and finally the characteristics of questionnaires and method of collecting 

subjective information. 

Cowley and Skene (1994) reported on a study done to evaluate the effects of 

enoximone on the mortality and QOL of 200 patients with end-stage heart failure. The 

study was a randomized double-blind, placebo-controlled trial of the addition of 

enoximone to the conventional treatment of diuretics and an ACE inhibitor. All patients 

were evaluated at weeks two, four and six, then every three months. After two weeks, the 

enoximone group demonstrated a significant improvement on scores from a disease 

specific questionnaire compared to the placebo group. The study ended early due to the 

high mortality of those in the enoximone group. In their conclusion, the researchers 

raised the question of what the goal was in treating patients with severe heart failure, and 

suggested that patients with mild symptoms of heart failure, an improvement in survival 

should be the primary objective. However, the researchers suggested that patients with 

severe and disabling symptoms of heart failure, the goal of treatment should be improved 
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risk decreased life expectancy for an improved QOL. 
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Two journal articles provided a general overview of the QOL literature among the 

cardiovascular population. Kinney et al. ( 1996) conducted a meta-analysis of the 

cardiovascular (CV) QOL literature available from 1987 to 1991. Their purpose was to 

identify patterns, trends, gaps and future directions in the CV population. Initially, 103 

studies met the criteria for inclusion in the study, however, 19 studies were eliminated 

due to incomplete data. The number of QOL studies increased from 8 in 1987 to 30 in 

1991, and were found mostly in medical journals (80% ), followed by pharmacology and 

psychology (16.7% ), and nursing (3.6% ). The participants in the studies were mostly 

male, with a mean age of 57.1 years. There were rarely any other characteristics reported 

such as marital status, education levels, sociocultural class or New York Heart 

Association (NYHA) functional class. The majority of interventions were pharmacologic 

(79.8%), mechanical (9.5%), coronary artery bypass grafting (CABG) (2.4%), nursing 

( 1.2% ), and other studies (7.1 % ) including acupuncture, behavior modification, or a 

combination of behavior modification and pharmacologic intervention. 

The results of the meta-analysis revealed a small, but significant treatment effect 

on QOL regardless of the treatment (Kinney et al., 1996). Although undesirable side 

effects may accompany the interventions, there was no negative effect of treatment on 

QOL in the studies reviewed. The results of the meta-analysis raised concerns; the 

greatest concern being the lack of definition of QOL in more than half the studies. 

Definition is important to a study, as it provides a framework for measuring the 

dimensions of the concept. The studies focused on symptoms/side effects and functional 

status, which demonstrates the need to define QOL as a multidimensional concept. The 
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one dimension of the concept, such as symptoms. 
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Measurement of QOL was another concern of Kinney et al ( 1996), and is closely 

related to the definition issue. A majority of the instruments used in the studies were 

unidimensional and standardized, however, there was no mention of the psychometric 

properties of the instruments for groups not previously studied. The other measurement 

tools were developed by the investigators with little evidence of reliability, validity or 

sensitivity to detect change. 

The other concern of the studies identified by Kinney et al ( 1996) was the time 

frame for QOL data collection. Most of the studies only collected data at one point in 

time, and if longitudinal, the data was only collected over a three month period. Kinney 

et al pointed out that data should ideally be collected before, during and after the 

intervention. This points to the need to thoughtfully make choices about timing to avoid 

threats of missing transient effects of treatment and imposing undue burden on study 

participants and staff. 

Packa ( 1989b) also reviewed literature relevant to QOL in cardiac patients, and 

addressed concerns regarding measurement of QOL dimensions and the application of 

QOL data to nursing. The literature reviewed included studies of QOL in angina, 

myocardial infarction, coronary artery bypass graft (CABG), and transplant patients. 

Packa reported that the QOL research of cardiac patients was similar to that of the general 

population in that objective measures were used, and the focus was on singular indicators 

such as return to work or repeat hospitalizations. All studies reviewed were lacking in 

multidimensional measures, such as psychosocial well-being, rather exclusively focusing 

on physical factors such as pain relief or number of angina! episodes, exercise limitation 

and activity tolerance, and the side effects related to treatment. Often, investigators 
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equated improved QOL with being in a better NYHA functional class, returning to work, 

or having fewer complications. An exception to the lack of psychosocial data was found 

in studies of QOL in heart transplant patients, who reported an enhanced awareness of the 

joys of being alive and sharing with one another. 

A variety of methods used to measure QOL were discussed in the literature 

review. There were only two studies that provided a definition of quality of life for the 

purpose of their study. Ferrans and Powers ( 1985) defined QOL as "satisfaction of 

needs"(p. 17), and Ruta et al. ( 1994) defined QOL as "the extent to which hopes and 

ambitions are matched by experience" (p. 1110). The instruments were either 

multidimensional, or unidimensional in which multiple instruments were used. The areas 

of QOL measured could be organized into the domains of physical well-being, 

psychological well-being, social well being and spiritual well being. Other aspects of 

QOL measured in isolated studies included financial status, meaning of life, and 

functional status. This supports Ferrans ( 1992) contention that a lack of consensus on 

definition and measurement of QOL makes comparisons among studies difficult or 

impossible. 

Summary 

Most studies used a quantitative methodology to determine QOL; a phenomenon 

which is dynamic and very personal. Although researchers identify the need to include 

the patient perspective, there were no studies identified which used a qualitative approach 

of inquiry. This is especially important when studying QOL in terminally ill patients. As 

was identified in the literature, values change in the tenninally ill, and what is perceived 

as important in a relatively healthy population may be different in the terminally ill 

population. Therefore, there is a need to study the meaning of QOL in the terminally ill 

population, in particular, those with end-stage cardiac disease. 



CHAPTER3 

METHODOLOGY 

Research Design 
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This research study ·is a sub-study of a larger pilot investigation conducted by 

McGaffic and Mayer ( 1996), examining the subjective experience of quality of life in 

adults receiving community-based hospice care during the last few weeks of life. A 

convenience sample of 30 community-dwelling dying adults were obtained from referrals 

by hospice nurses from Carondelet Hospice and Tucson Medical Center Hospice. Every 

third participant was randomized to the qualitative component (McGaffic & Mayer) The 

participants of the study were, for the most part, well educated, middle class and 

Caucasian (personal communication, C. M. McGaffic, October, 1998). The design of the 

larger study is methodological triangulation, which utilizes multiple strategies of data 

collection and analysis to answer the research questions. The study was conducted over a 

one year period, during parts of 1996 and 1997. 

The qualitative approach of phenomenology is used for this study. The goal of 

phenomenology is to describe experiences of individuals as they are lived. The method 

used for this study stems from Parse's Human Becoming Theory, which is described as a 

rigorous phenomenologic hermeneutic method (Parse, 1996). Hermeneutics is a mode of 

inquiry for which the focus is meaning and its processes are interpretation and 

understanding (Parse, 1995). The goal of the Parse method is to describe structures of 

universal lived experiences to enhance understanding of human becoming (Parse, 1996). 

Universal lived experiences are those that all humans experience, and when given 

opportunity could describe (Parse, 1996). The structures of the lived experience which 

emerge from this method are the paradoxical Ii ving of the remembered, the now-
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movement, and the not-yet, all at once (Parse, 1996). Quality of life is an example of a 

universal human lived experience, and therefore, this method is appropriate for use in this 

study. 

Parse' s Research Methodology 

There are four processes of involved in Parse's research method (Parse, 1995; 

1996). The first process is the selection of participants. This includes persons who are 

willing to describe the phenomenon under study through words, drawings, metaphors, 

stories, music and other media. The second process is a dialogical engagement, which is 

an audio taped discussion (not an interview) between the researcher and the participant, 

which focuses on the phenomenon under study as described by the participant. 

Extraction-synthesis is the third process of the method, and involves dwelling in 

deep contemplation with the participant's description of the phenomenon, with the 

transcription of the audio-taped discussion, to elicit meaning of the experience, and move 

the concrete description across levels of abstraction to the level of science. The resulting 

structure answers the research question. The steps of extraction-synthesis include: 1) 

extract and synthesize essences from transcribed and recorded descriptions (participant's 

language); 2) synthesize and extract essences (researcher's language); 3) formulate a 

proposition from each participant's essences; 4) extract and synthesize core concepts 

from the formulated propositions of all participants; and 5) synthesize a structure of the 

lived experience from the core concepts (Parse, 1996). 

The final step is a heuristic interpretation, which is the weaving of the structure 

into the theory and beyond to expand nursing knowledge. There are two steps of heuristic 

interpretation which include: I) structural integration: connecting the proposition and the 

emergent structure to the theory of human becoming; 2) conceptual interpretation: using 
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the concepts of human becoming to specify the structure of the Ii ved experience thereby 

developing a specific theoretical structure from the principles (Parse, 1995). 

Sample and Setting 

When using the Parse research method, it has been suggested that the sample 

include two to ten participants in orderio produce redundancy (Parse, 1995). 

Redundancy is an acceptable indicator of sample size sufficiency in qualitative research 

(Parse). In this study, the data were previously collected, but were not analyzed by the 

primary investigators. A convenience sample of four individuals who were diagnosed 

with end-stage heart disease were invited to participate in a dialogical engagement. The 

participants were obtained from referrals from hospice nurses in the Carondelet Hospice 

and Tucson Medical Center Hospice programs. The individuals were at least 18 years of 

age and able to understand and read English (McGaffic & Mayer, 1996). 

Protection of Human Subjects 

The original study was approved by the University of Arizona Human Subjects 

Review Committee (Appendix A). An additional application was submitted to the 

committee for this study, and approval was granted (Appendix B). A Participant Consent 

Form was given to all participants in the study. There were two consent forms used; one 

for Tucson Medical Center Hospice participants (Appendix C), and another was used for 

the Carondelet Hospice participants (Appendix D). 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. 

Numbers were assigned to the participants to ensure confidentiality. The 

audiotapes were transcribed by an individual transcriptionist and kept in a secure place in 

the researcher's office. 
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Data Collection and Analysis 

The participants were initially asked to participate in the study by their home 

hospice nurse within one to three weeks of admission to the hospice program. The 

investigators contacted the participants to arrange a time and place convenient for the 

participant. The original goal of the primary investigators was to collect data within the 

first three weeks of admission and then four to nine weeks after the initial interview. It 

was planned this way to capture the quality of life experience three weeks before death 

and more than three weeks before death (McGaffic & Mayer, 1996). However, due to 

difficulty recruiting participants, there were only three to four participants with end stage 

cardiac disease, and only one was interviewed two times (personal communication, C. M. 

McGaffic, September 29, 1998). The participants were asked, "What is your experience 

of quality of life at this time? Please describe the experience as fully as you can, 

including all your thoughts, feelings, and actions. Please keep talking until you feel you 

have said all you need to about the experience." 

The audiotape recordings were transcribed by a single transcriptionist, and were 

listened to by this researcher to gain familiarity with the experience descriptions and 

ensure accuracy of the transcribed material. It should be noted that this researcher did 

attend one interview to gain perspective of the data collection process and descriptions of 

experience. Once familiar with the described experiences, the data was analyzed using 

the steps of Parse's research method as previously outlined. 

Trustworthiness and Credibility 

Trustworthiness establishes validity and reliability of qualitative research. 

Qualitative research is trustworthy when it accurately represents the experience of study 

participants (Streubert & Carpenter, 1995). Credibility is demonstrated when participants 

recognize the reported research findings as their own experiences. 
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There are four procedures which were used to ensure the trustworthiness and 

credibility of the findings. The first procedure involved listening to the audiotape to 

ensure accuracy between the transcription and the audio taped discussion. The second 

procedure was the creation of an audit trail by keeping accurate records of all raw data 

generated, methods of gene·ration, sources of data, data analysis and the emerging 

research process (Streubert & Carpenter, 1995). The third procedure is known as a 

member check, which was accomplished by conducting a second dialogical engagement 

with the fourth participant. Similar meanings of QOL were identified for the fourth 

participant through the analysis of both dialogical engagements. A final step commonly 

used to ensure trustworthiness and credibility could not be done in this study. This step 

requires the investigators to present the findings to the participants and ask them to 

validate that the findings represent the essence of their experience. Due to the nature of 

this study, the experience of quality of life at the end of life, the participants will not be 

available to review the findings to validate them as being representative of their 

experience (Streubert & Carpenter; Haase & Rostad, 1994). However, the dialogical 

engagement, as described by Parse, is a discussion between the participant and the 

researcher, who are considered equals (Parse, 1995). In this situation, the primary 

investigator was approached with the findings, to evaluate how well they represented the 

experience as described by the participants. The suggestions of the primary investigator 

were incorporated into the findings. 

Summary 

The qualitative research approach of phenomenology enhances the understanding 

of human experiences. The Parse research method assists nurses in listening to the 

messages of others so they may begin to understand how to be with others in ways that 

honor their gifts and joys as well as their brutal illnesses and suffering (Daly, Mitchell & 



Jonas-Simpson, 1996). This was done through a dialogical engagement between the 

researcher and participant, with guidelines available to analyze the meanings of the 

experiences. Trustworthiness of qualitative research was be assured. The steps for 

ensuring trustworthiness in this study were provided. 
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CHAPTER4 

ANALYSIS OF DAT A AND PRESENTATION OF FINDINGS 

The extraction-synthesis and heuristic interpretation of the data is presented in 

narrative form illustrating the integration of the extracted essences, synthesized essences, 

and emergent propositions into the structure of the incarnation of the lived experience of 

quality of life. The structure is then linked to Parse's Human Becoming Theory through 

explanation of the structural integration and conceptual interpretation. Anonymity was 

maintained for the participants who are referred to in this study by numbers assigned to 

them in the larger pilot investigation. Illustrative quotes are used to enhance 

understanding of the emergent structure. 

Description of Sample 

Four Caucasian persons agreed to participate in a dialogical engagement. The 

ages of the participants ranged from 54 to 86. There were three married males and one 

female who was divorced and widowed two times. All four participants were well 

educated, ranging from 12 to 20 years, with a mean of 16.5 years. Two of the participants 

were bedridden and dependant on oxygen at the time of the dialogical engagement. All 

four participants died within three weeks of the dialogical engagement, except participant 

seven, who died within three weeks of the second engagement (personal communication, 

C. M. McGaffic, October, 1998). The three male participants received hospice care for 

three to four months prior to death; the female participant was 

involved with hospice care for over a year. Refer to Table 2 for a summary of sample 

demographics. 
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T bl 2 S a e ID ampe emo2rap ICS 

Participants 
#1 #2 #3 #4 

Age 69 77 54 86 

Gender Male Female Male Male 

Ethnicity European European European European 
American American American American 

Marital Status Married Divorced Married Married 

Yrs. Education 20 years 14 years 20 years 12 years 

Religion Episcopalian None/ordained None Catholic 
for two churchs 

Diagnosis Congestive Ischemic Heart Congestive Congestive 
Heart Failure Failure, Heart Failure, Heart Failure, 
SIPMI& SIP MI, CABG, SIP Double SIPCABG 
CABG PTCA Lung 

Transplant 

Extraction-Synthesis 

The first participant was a 69 year old married male with a diagnosis of congestive 

heart failure. He was married with children from a previous marriage, and step-children 

from his current marriage. His family and friends provided a great deal of support. He 

was well educated, and prior to the deterioration of his health, began teaching a four year 

course on bible theology and church history. He was affiliated with the Episcopal church. 

The extraction-synthesis for Participant 1 is in Table 3. 
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Table 3 Extraction-Synthesis for Participant 1 

Extracted Essences (Participant's Language) 
1. The participant enormously misses activities he enjoyed doing, but is no longer able to 
do as a result of fatigue or the potential consequences to self or others from the shock of 
the defibrillator; he is trying to adapt by participating in activities which require less 
energy. 
2. The participant is gratefu.l for the va~ious forms of support received from family and 
friends, which in tum helps him live with his losses. 
3. The participant is accepting that the end of life is near by planning his memorial 
service, while providing an environment where family and friends can openly discuss 
impending death. 

Synthesized Essences (Researcher's Language) 
1. Reflecting upon· limitations prompts resolve for yielding to change and moving beyond. 
2. Gratitude for kinships promotes connection-separation engendering transformation. 
3. Acquiescing to impending death initiates preparation and allows opportunities for 
langauging with loved ones. 

Proposition 
The lived experience of quality of life at the end of life is yielding to change and moving 
beyond reflected limitations through connection-separation engendering transformation 
while acquiescence to impending death initiates preparation and languaging with loved 
ones. 

The second participant was a 77 year old divorced woman, who was also 

widowed two times. She developed ischemic heart failure after a myocardial infarction. 

At the time of the dialogical engagement, the participant was bedridden, and on 

continuous oxygen. Hospice was her main source -of support, and she had a daughter who 

was a home health nurse in California. She had twelve years of formal education. Her 

mother died when she was a teenager, and was raised by her grandparents. Her 

grandfather was a Methodist minister and was influential in her life, as many of her views 

were developed from him. She was not affiliated with a particular organized religion, but 

was ordained for two different churchs. The extraction synthesis for participant 2 can be 

found in Table 3. 
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The third participant was a 54 year old married male. He had been ill for a long 

time, and developed heart failure after a double lung transplant he received ten years 

earlier. His wife and son served as a support system, but he often became frustrated and 

felt they could do more to assist him. He was well educated and completed medical 

school, however, he never practiced as ·a physician. He was totally bedridden and 

dependant on oxygen. He was severely symptomatic and became easily short of breath 

with the slightest activity. He was in the process of developing his spirituality. There 

were undertones of anger and anxiety. The extraction-synthesis for Participant 3 is 

presented in Table 5. 

Participant 4 was an 86 year old married male, with a diagnosis of congestive 

heart failure. His wife provided him with a great deal of emotional support. He 

frequently spoke of his two children, who also provided him with support. He enjoyed 

going to dinner with his wife and children, despite his fatigue and poor appetite. His 

belief in God and strong Catholic faith provided him with the strength to get through each 

day. He participated in a second dialogical engagement 2 1/2 months after the first one. 

There were not any significant changes. The love for his wife and family and belief in 

God provided him with a positive outlook on his life and situation. The extraction

synthesis for the Participant 4 are found in Tables 6 and 7. 
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Table 4 Extraction-Synthesis for Participant 2 

Extracted Essences (Participant's Lcmguage) 
1. When considering health status, the participant feels her quality of life is excellent 
which she attributes to Hospice care and feels fortunate for the health care received which 
allowed her to live long enough to benefit from the hospice experience. 
2. The participant feels that attitude, frame of mind, and the way you look at life is what 
determines quality of life. . 
3. The participant's attitude has changed from anger to acceptance and understanding 
during the year while under hospice care, which the patient attributes to the great care 
received, people to laugh and joke with, and knowledge about the disease which prepared 
her for the changes over the progression of the illness. 
4. Studying a variety of topics throughout her life contributes to the participant's 
acceptance of illness and impending death as her knowledge provided a different 
approach to life, death and old age. 
5. Accepting limitations was shocking followed by resistance to change and fully 
experiencing life. 

Synthesized Essences (Researcher's La.nguage) 
1. Nourishing care enhances longevity with emerging opportunities for yielding to change 
and moving beyond. 
2. Creating meaning through enhanced appreciation for the life process. 
3. Buoyant connections and enlightenment prompt shifting perspectives in preparation for 
what is to come. 
4. Integration of past and present experiences creates unique insight surfacing regard for 
the intricacies of life. 
5. Acceptance emerges from dialectic struggle with self and creative enjoyment with life 
as it is now lived. 

Proposition 
The lived experience of the quality of life at the end of life is nourishing care, creating 
meaning, buoyant connections, integration of past .and present experience and acceptance 
which enhances longevity, appreciation for life processes, and shifts perspectives creating 
insight and creative enjoyment with life as it is now lived. 
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Table 5 Extraction-Synthesis for Participant 3 

Extracted Essences (Participant's Language) 
1. The participant's quality of life is poor due to his inability to do anything for himself or 
others as a result of his poor health and weakness from being short of breath. 
2. Physical symptoms cause an overwhelming anxiety which in turn worsens physical 
symptoms and contributes to his poor quality of life. 
3. The patient feels his love for his wife: and son, and childhood memories add to his 
quality of life and make it better. At the same time the participant often feels frustrated 
and angry that his wife and son do not understand his illness and can not anticipate his 
needs. He feels guilty for not being able to do his share and having to rely on his wife 
and son for help. 
4. The participant is happy about having a wonderful childhood. Memories are an 
important part of his life now. 

Synthesized Essences (Researcher's Language) 
1. Paralyzing limitations surfaces remorse for perceived disposition in life. 
2. Struggling with imposed hardships creates torturing cycles of comfort-discomfort. 
3. Cherished coherence interfaced with utter anguish reflects from non-contributory 
dependence. 
4. Integration of revered life essences in the past-present-future enhances the life process 
in the relative present. 

Proposition 
The lived experience of quality of life at the end of life is the integration of revered life 
essences from the past-present-future enhances the life process in the relative present, 
while struggles with noncontributory dependence from encumbering limitations as 
cherished coherence interfaces with utter anguish creating torturous cycles of comfort
discomfort surfacing remorse for perceived disposition in little. 



Table 6 Extraction-Synthesis for Participant 4 (First Dialogical Engagement) 

Extracted Essences (Participant's Language) 
1. The participant feels his quality of life is great despite his limitations, due to the 
support and love from his wife and children. 
2. Extreme exhaustion causes limitations, however the participant accepts the changes 
and carries on with what he is able to do despite exhaustion. 
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3. The participant is grateful for the support of his wife, who takes care of all his needs; 
and his children who drive across town to take him and his wife to dinner. He enjoys 
going to dinner to spend time with his family. 

Extracted Essences of Researcher Field Notes 
4. The social activity of going out to dinner with wife and children provides quality of life 
for the participant despite lack of appetite which showed up in symptom distress scale 
done in addition to interview. 
5. The participant's belief in God and his faith gets him through each day which has been 
consistent through his whole life. 

Synthesized Essences (Researcher's Language) 
1. Uplifting connections with beloved enhances vitality. 
2. Peaceful resignation to limitations fortifies resolve for moving beyond. 
3. Gratitude for the support of joyous unions with beloved replenishes the spirit. 
4. Simplicities of daily life enhance the essence of life. 
5. Resilience emerges from faith and fortitude. 

Proposition 
The lived experience of quality of life at the end of life is enhanced vitality through 
uplifting connections with beloved where gratitude for the support of joyous unions with 
beloved replenishes the spirit, the simplicities of daily life enhance the essence of life, 
and resilience emerges from faith and fortitude generating peaceful resignation to 
limitations, and fortifying resolve for moving beyond. 



Table 7 Extraction-Synthesis for Participant 4 (Second Dialogical Engagement) 

Extracted Essences (Participant's Language) 
1. The participant continues to experience a good quality of life despite difficulty 
breathing; his quality of life is associated with time spent going out to dinner with his 
family and accepting his limitations. 
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2. Prayer and the Catholic faith assists the participant to accept his situation and provides 
a source of optimism. 

Synthesized Essences (Researcher 's Language) 
1. Uniting with loved ones engenders peaceful resignation to limitations. 
2. Spirituality fortifies acceptance surfacing harmony for what is. 

Proposition 
The lived experience of quality of life is uniting with loved ones engendering peaceful 
resignation to limitations where spirituality fortifies acceptance surfacing harmony for 
what is. 

Core Concepts 

The structure of the lived experience of quality of life at the end of life for end-

stage cardiac disease signifies the unitary essence of the phenomenon of quality of life. 

Each participant expressed in unique, yet, similar ways, meanings which can be linked to 

the core concepts. The core concepts are coherence with others creates meaning, 

integration of life essences from past-present-future, and struggling with limitation-

limitlessness emerges transformation. 

Coherence with Others Creates Meaning 

The first core concept demonstrates the importance of relationships in the 

participants' lives. Even for participant 2, who had no family close by, relationships with 

the hospice staff created meaning in her life. Participant 3 expressed mixed emotions 

regarding the connections with his wife and son, representing unique meanings of 

coherence. For participants I and 4, coherence with families was an important factor in 



creating meaning in their lives. Additionally, participant 1 had the support of friends 

which helped him adapt to his limitations. 

Participant 3: ...... the good quality of life is I get to see my son, I get to 
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see, be with my wife ....... I've had the opportunity to love them, and at the 
same time I hate them ....... .I can still be very disappointed and angry at 
wife or my son, or separate and still love them to pieces. 

Participant 2: .... healthwise my quality of life excellent and I attribute 
that to hospice. I tell them not to come around because I am enjoying 
them so much .... I am in a good space. You know, I have great care 
and I have people who care and I have people who laugh and joke. From 
that standpoint it is a good experience. 

Participant 1: ....... But, you talk about the support of friends. I have had a 
great friend of whom I had lunch every other week for six or seven years 
down at Tucson Mall. And we have lunch and we just walk around a little 
bit, sit. ...... Now, Kirby, God Bless him, he comes by every three 
weeks .... he picks me up about 9 in the morning and we drive to Pantano 
and Broadway and we have breakfast together ......... other friends call and 
say "are you up to some company?" And when I am I say yeah and I take 
a half hour visit. ...... .1 have Ann ...... and we were married in '72 ...... two of 
her children were still at home and one of mine was still at home and our 
families have really bonded over the years and they are an enormous 
support ...... they send cards, they call, they write some, like Jennifer, one 
of her daughters takes me when she can to get my haircut or something . 
.... it just seems like, I don't know we seem closer now. 

Participant 4: having a good wife, and I have a son and daughter in 
Tucson, and they are very supportive ........ .it means my wife waits on me 
hand and foot, and my children will come over and drive over here and 
pick us up. One of them lives about 10 miles that way and the other one 
10 miles this way, but they still come over and pick us up. And we will 
have dinner. 

At the next level of abstraction, structural integration, coherence with others is 

conceptualized as Assimilation of significant connections. All participants expressed 

significant connections in their lives whether it be family, friends or hospice care 

providers. All of the connections were assimilated, or incorporated, in their lives. The 
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connections contribute to the uniqueness of the individuals. The structural integration is 

then linked to the concept of Valuing in Parse' s theory. 

Valuing is from the first principle of the Human Becoming Theory. The first 

principle denotes the meanings persons create from situations in their universe. The 

choices the participants make about meanings from the coherence with others actively 

cocreates their present realities (Bunting, 1995). These realities contribute to the lived 

experience of quality of life at this time in their lives. 

Integration of Life Essences from Past-Present-Future 

The second core concept which evolved from the extraction-synthesis process is 

the integration of life essences from past-present-future. All participants reflect upon a 

time, or experience in their lives which contribute to their attitude, or another aspect, 

which makes up their quality of life at the moment of the dialogical engagement. 

Participant 3 reflects upon his happy childhood memories which make his quality 

of life good now. Participant 2 relates the knowledge gained from studying a variety of 

topics throughout her life to her current perspectives on life and death. Participant I 

makes plans for the future by planning his memorial service, and provides an 

environment where family and friends can openly discuss his impending death. 

Participant 4 participates in his present life despite his extreme fatigue. His faith and 

belief in God gets him through each day, which has been the situation his entire life, and 

not just since his illness. This finding came about after the dialogical engagement when 

the participant was discussing his life history with the primary investigator. This finding 

was represented in the researcher's field notes. 

Participant 3: The one thing about quality of life too, that I do have , is 
that I have had a wonderful childhood, and so I can look back and feel real 
good about the way I was brought up. And I feel good about what I have 



learned in my childhood. I have learned an amazing amount of stuff, if 
you might, in my life. 

Participant 2: ...... .I am fortunate too in the fact that I think it is attitude 
and the acceptance of this because I have always done a lot of studying 
and so forth in many different areas maybe I have a different approach to 
life, death, and things like old people. 

Participant 1: Got a lot of prearranging done, you know, cremation, 
memorial service ........ . And they all talk very openly about, we can all 
talk very openly, I talk very openly about the fact that Rick set a time 
frame which is by no means guaranteed, you know. 

54 

When advanced to the second level of abstraction, the second core concept of the 

structure is represented as: Interrelationships of the was-is-will be creates. The was-is-

will be are interrelated to create new meanings, and provides potential opportunities for 

growth, or transformation. Moving beyond the present realities with other persons 

provides the energy to create new realities. The concept of interrelationships of the was-

is-will be is related to the concept of originating from Parse's theory. 

Originating has been described in the theory as the creation and generation of 

different ways of being in the universe. Originating occurs when new patterns of 

interrelationships are initiated with the universe (Bunting, 1995). The new patterns may 

evolve at different levels of the universe simultaneously. The emergent patterns evolve 

new meanings, and contribute to the experience of quality of life. 

Struggling with Limitation-Limitlessness Emerges Transformation 

The third core concept to complete the structure of the lived experience of quality 

of life at the end of life is: struggling with limitation-limitlessness emerges 

transformation. All participants spoke of the limitations encountered as a result of their 

cardiac disease. There were multiple levels of limitations, with a variety of degrees of 

acceptance. The most common complaint was a relentless fatigue or exhaustion 
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experienced by all participants. Three of the participants (1, 2 & 3) were dependant on 

oxygen. Two of the participants were bedridden (2 & 3), and became short of breath with 

little exertion. The limitations prevented participants from engaging in activities which 

previously provided pleasure for them. 

Participant 1: ...... There ·are very many things that I have had to drop out of 
my life among them is playing. I was a saxophone and clarinet player in 
several bands, dance bands around town .... .I can no longer drive because 
of the concern about the defibrillator ...... I miss other things, like there is 
a congregational picnic ... there is a great bunch of people, ... but parking in 
the parking lot and then trying to carry the oxygen tank and all the stuff 
we need to bring to the picnic and all over to where the picnic is. 

Participant 2: .... Anyone who is in bed most of the, well, basically all of 
the time now, it can be very, must be a terribly bitter thing if there is no 
one to, that cares. And as I have said, that is one thing that Hospice does. 
I am very fortunate to have them all over ...... when I finally did realize I 
did have to have oxygen I tended to lie down because I was so afraid that I 
would become addicted to it so , I learned practically the hard way that you 
do take your oxygen to the bathroom and the kitchen. 

Participant 3: ..... There are so many things that I would like to do, that I 
can do, that I want to learn to do that I can't do because of my 
compromised health, breath, particularly, and my weakness due to the 
lack of being able to breathe. There is a lot of guilt associated with this 
because I should be able to do as much as I can, and here I am wanting to 
do it for me ... .I am too tired, I am too fatigued, too out of breath, I am 
too sick of being sick. I am just fed up with being sick. 

Participant 4: .. .I can't do anything.-· I am exhausted when we step out the 
door, but I still go. Completely exhausted and it never changes. Even 
sitting here now. I just took a shower and got exhausted. I used to like to 
saw wood and I can't saw any wood. I can't rake the yard. 

There were varying degrees of acceptance. The ability to accept limitations or the 

illness and the dying process, provided a limitlessness in the participants' lives, and with 
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that, transformation emerged. Often times the acceptance of their present realities was 

the transformation. 

Participant I: .... .I used to think that I could get out and help him with the 
yard, but I can't. So we are learning to adjust to that. ..... At this age. I 
think the biggest loss is the energy and the opportunity to do things that I 
am equipped to do, that ·I enjoy doing, and trying to learn to be on the 
other side is quite an experience. 

Participant 2: I am finally getting away from the urge to run out the back 
door and how 1 at the moon or something. That has been gone for some 
time. Some acceptance, I guess, I think with anyone in any area of life or 
phase in our lifetime is that if you learn to accept, I don't say give up 
because you make the most of what you have at any time, you learn to 
basically accept.. ... 

Participant 4: .... The yard gets full of weeds, and they are all over the 
place and I just can't do it anymore. But as I said before I accept that. 
That is all. I can't do anything about it. 
Second Engagement: I might have an off day, but generally speaking I am 
optimistic ...... .1 guess prayer mostly, I am a Catholic. I have learned to 
accept my lot in life so I am not depressed ... .I can still drive, I don't get 
depressed because I know my limitations, I am willing to accept them. 

At the level of structural integration, struggling with limitation-limitlessness 

emerges transformation was conceptualized as rhythms of restriction-freedom evolves 

self-transcendence. All participants communicated a rhythms of restriction-freedom. 

Accepting their restrictions provided the freedom to transcend their current dispositions, 

as new realities emerged with the self-transcendence. This concept of rhythms of 

restriction-freedom is linked to the concept of enabling-limiting in Parse's theory. 

Enabling-limiting is from Parse's second principle. The second principle refers to 

a rhythmical interchange cocreated between the human and universe. As persons grow 

and change, new bonds are formed with certain aspects of the universe, including people, 

places or situations, simultaneously, bonds are broken with other aspects of the universe 

{ 



(Bunting, 1995). With each change in life, new possibilities emerge, at the same time 

persons are limited from opportunities that will not present as a result of the change. 

Heuristic Interpretation 

The central finding of the study is the structure, and provides an answer to the 

question of: What is the incarnation of the lived experience of quality of life for persons 

with end stage cardiac disease? The structure is: 

The coherence with others creates meaning for the integration of life 
essences from past-present-future and struggling with limitation
limitlessness emerges transfonnation. 
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There are three common themes, or core concepts, shared by the four participants, which 

constitute the structure: coherence with others creates meaning, integration of life 

essences from past-present-future, and struggling with limitation-limitlessness emerges 

transfonnation. The core concepts represent universal meanings stated in scientific 

language. A careful examination of the essences will reveal that all participants 

expressed the core concepts in comparable, yet unique ways. 

Once identified, the concepts were linked to Parse's Human Becoming Theory 

through heuristic interpretation (Table 9). Heuristic interpretation is a process of 

advancing the findings of the study through levels of abstraction; from the participant's 

language to the language of the human becoming theory and beyond (Daly, 1995). The 

first level of abstraction is structural integration, where the structure is linked to Parse's 

theory. The emergent structural interpretation is: 

Assimilation of significant connections and the interrelationships of the 
was-is-will be creates rhythms of restriction-freedom which evolves self
transcendence. 
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The second level of abstraction connects the structure to selected concepts of the human 

becoming theory. The conceptual interpretation which emerged from the structure is: 

Valuing is the originating of enabling-limiting 

Table 8 Emergent Propositions 

Proposition, Participant 1 
The lived experience of quality of life at the end of life is yielding to change and moving 
beyond reflected limitations through connection-separation engendering transformation 
while acquiescence to impending death initiates preparation and languaging with loved 
ones. 

Proposition, Participant 2 
The lived experience of the quality of life at the end of life is the nourishing care received 
from buoyant connections enhancing longevity which provides enlightenment, shifting 
perspectives in preparation for what is to come thereby emerging opportunities for 
yielding to change and moving beyond, and where integration of past and present 
experiences creates unique insight surfacing regard for the intricacies of life and 
acceptance emerges from dialectic struggle with self and creative enjoyment with life as it 
is now lived .. 

Proposition, Participant 3 
The lived experience of quality of life at the end of life is the integration of revered life 
essences from the past-present-future enhances the life process in the relative present, 
while struggles with noncontributory dependence from encumbering limitations as 
cherished coherence interfaces with utter anguish creating torturous cycles of comfort
discomfort surfacing remorse for perceived disposition in life. 

Proposition, Participant 4 ( First Dialogical Engagement) 
The lived experience of quality of life at the end of life is enhanced vitality through 
uplifting connections with beloved where gratitude for the support of joyous unions with 
beloved replenishes the spirit, the simplicities of daily life enhance the essence of life, 
and resilience emerges from faith and fortitude generating peaceful resignation to 
limitations, fortifying resolve for moving beyond. 

Proposition, Participant 4 (Second Dialogical Engagement) 
The lived experience of quality of life at the end of life is uniting with loved ones 
engendering peaceful resignation to limitations where spirituality fortifies acceptance 
surfacing harmony for what is. 
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Table 9 Progressive Abstraction of Concepts with Heuristic Interpretation 

CORE CONCEPT 

Coherence with 
others 
creates meaning 

Integration of 
life essences 
from past-present-future 
emerges transformation 

Struggling with 
limi tati on-limitlessness 

STRUCTURAL 
INTEGRATION 

Assimilation of 
significant connections 

Interrelationships of 
the was-is-will be 

creates 

Rhythms of 
restriction-freedom 

emerges transformation evolves self-transcendence 

CONCEPTUAL 
INTERPRETATION 

Valuing 

Originating 

Enabling-Limiting 

~~----4•~ • 
Structural Integration 

Assimilation of significant connection and the interrelationships of the was-is-will 
be creates rhythms of restriction-freedom which evolves self-transcendence. 

Conceptual Interpretation 
Valuing is the originating of enabling-limiting. 

Summary 

The extraction-synthesis and heuristic interpretation of the data demonstrate the 

complexity of the concept of quality of life. The concepts which emerged are interrelated 

within the structure, and then linked to Parse's theory. The struggle with the limitations 

associated with end-stage cardiac disease creates new possibilities through the process of 

acceptance. 
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The knowledge acquired from an investigation into the lived experience of quality 

of life for end-stage cardiac· patients holds important implications for the discipline of 

nursing. Although the results of the study can not be generalized to the general 

population, the information gained can impact the nursing care of patients with terminal 

cardiac disease. Moreover, the findings from this study add to extant knowledge and the 

theoretical development of the Human Becoming Theory. Understanding the experience 

of living with end-stage cardiac disease provides nurses with a heightened awareness 

from which to asses terminally ill cardiac patients. It also provides direction for future 

research. Generation of nursing knowledge as well as a comparison of findings to the 

literature, methodologic implications, and implications for future research are discussed. 

Nursing Knowledge 

The findings of this study may be used by nurses to gain understanding of the 

experiences of persons living with end-stage cardiac disease. The implications of this 

study will enhance awareness of the experience of those living with end-stage cardiac 

disease. Nurses need to listen to the experiences of persons living their dying with 

cardiac disease, in order to further explore issues of importance expressed by the patients. 

Coherence with Others Creates Meaning 

The participants had significant relationships with others creating meaning in their 

lives. The concept of relationships and the meanings that arise reflect the findings of 

Martensson, Karlsson & Fridlund ( 1997) who identified a similar theme of feeling 

support from the environment among male patients with congestive heart failure (CHF). 

The male patients expressed both positive and negative feelings about the support from 
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their environment. The environment included the health care system, family, friends and 

acquaintances (Martensson, Karlsson & Fridlund). 

The participants of the study received a great deal of social support, which for the 

most part had an impact on their psychological well-being. This is similar to findings of 

Friedman and King ( 1995) who studied :the relationship of emotional and tangible support 

to psychological well-being among older women with heart failure. Social support was 

conceptualized in the study as having three dimensions: emotional support, which 

includes the provision of love, care and concern; informational support, which includes 

the extending of information and guidance relevant to a stressful situation; and tangible 

support, which includes acts to assists individuals in daily functioning (Freidman & 

King). Emotional and tangible support were found to be critical components of social 

support, and contribute to different aspects of psychological well-being in older females 

with heart failure. 

McGaffic ( 1995) studied the patterns of spirituality and health among aging adults 

and dying adults living in the community. A pattern emerged among the group of dying 

adults where diminished purpose in life, self-transcendence and spiritual perspective were 

associated with less well-being, a greater amount of negative and less positive symptoms, 

less power and heightened death awareness (McGaffic). This finding was similar to 

Participant 3 in the current study who experienced-an increased number of negative 

symptoms, as well as conveying a sense of diminished power, life purpose and well

being. The older adults in McGaffic's study, on the other hand, experienced greater 

purpose and self-transcendence, which was positively correlated with greater well-being, 

more positive and fewer negative symptoms and more power. This finding was similar to 

the three remaining participants of the current investigation, who through self-



transcendence experienced more acceptance for their situation, thereby, enhancing a 

greater sense of well-being. 
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Nursing can assist end-stage cardiac patients and their families or other significant 

relations, by providing education on what to possibly expect as the disease progresses. 

Additionally, suggestions on maintaining open lines of communication between the 

patient and care givers will improve both the emotional and tangible support provided to 

the patient. This education by nursing will develop the family's function and capacity to 

support the patient, thereby creating the potential to have a significant effect on the 

patients emotional state, adding to the quality of their lives. 

Integration of Life Essences from Past-Present-Future 

Another theme identified in the study by Martensson, Karlsson & Fridlund ( 1997) 

was the feeling of resignation could be interpreted. In this theme, there is no hope for the 

future and patients may feel that nothing can influence their life situation. Often times 

these patients accepted that nothing could be done and passively awaited their death. 

This theme appears to be similar to one of the participants of the current investigation 

who felt that there was nothing he could do to help himself, and also felt inadequate in his 

perceived role in the family. This participant's resignation was different than the other 

participants, who had a more positive outlook on their situation despite their limitations. 

When nurses live in true presence with individuals, they may empower them to move 

beyond their present reality, thereby transforming resignation to acceptance. 

Although only one of the participant's of the current investigation demonstrated 

similar feelings of resignation, nurses may encounter similar patients in their practice. 

Nursing can play a vital role in assisting the patients to transcend their state of 

resignation. Inclusion of significant others is an important aspect of this process. The 

significant others can provide the nurse with information on how the patient functions. 
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Any positive actions which may potentially improve their situation or outlook on their 

situation should be supported by the nurse, and the demonstration and promotion of 

additional actions to improve their outlook should be provided (Martensson, Karlsson & 

Fridlund, 1997). Additional measures nursing can apply to improve potential resignation 

include allowing the patients to control as many events as their energy allows, treating the 

patient's decisions and expressed wishes with respect, providing information on what is 

to be expected and when to possibly expect it, and provide hope for the future. 

Three other participants of the study demonstrated more of a positive outlook on 

their current situation. This occurred as a result of acceptance of their present realities. 

This is also similar to another theme identified by Martensson, Karlsson & Fridlund 

(1997) of a belief in the future. Persons in their study, who had a belief in the future, had 

attitudes that they can manage their situation and that it was possible to influence their 

life situation and improve it. Patients who were more hopeful were able to execute their 

daily activities despite their restriction, which arose as a result of their CHF. The hope 

that these patients experience is not to return to their original state, rather, they do not 

want to remain in a state of imbalance with themselves. 

Nursing interventions then could be possibly directed at providing hope for the 

future. This can be done by educating patients on setting realistic goals, and to be active 

in the decision-making which affects their health. -Again, education on the trajectory of 

CHF allows patients to make informed decisions on their health care and contributes to 

enhancing hope for their health situation. 

Hope was also found to influence adaptation in patients with CHF. Rideout and 

Montemurom ( 1986) studied hope, morale and adaptation in patients with chronic heart 

failure. Their study was based on the clinical observation that some patients with chronic 

heart failure adapt better than others. The differences in response to disease were related 
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to psychosocial factors, rather than variation to severity of disease. Patients who were 

more hopeful maintained involvement in their life despite restrictions from their heart 

failure. This reinforces the need for nursing interventions to include the enhancement of 

hope for the future and active participation in their life and with significant others. 

The part-present-future orientation of participants provided meaning for their 

current reality Ii ving with heart failure. Schussler ( 1992) discusses how personal 

experience and knowledge impact the significance of an illness for an individual. The 

meaning individuals assign to their illness may be from both conscious and unconscious 

sources and can function as a core which influences emotional or motivational responses. 

Schussler conducted a study to assess coping strategies and individual meanings of 

illness. He found that individuals who felt the ability to control and accept their illness 

lead a more active and problem-related coping. Whereas individuals who do not perceive 

their illness to be controllable and lack acceptance utilize a passive and emotional method 

of coping. With this knowledge in hand, nurses can assist patients with heart failure by 

having them come to an active, accepting attitude toward their illness. This can be done 

through life review, and a reflection process with patients to identify previous areas in 

their lives where they were able to come through a potentially threatening situation and 

what helped them get through. The identification and reinforcement of positive coping 

strategies may provide hope to accept their current situation in life. 

Struggling With Limitation-Limitlessness Emerges Transformation 

All the participants struggled with the limitations resulting from their heart 

disease. Fatigue and exhaustion were the most common complaints, and were 

experienced by all participants. A study by Schaefer and Potylycki ( 1993) described the 

fatigue experience in patients with CHF. Both quantitative and qualitative methods were 

used to assess the experience of fatigue. Patients described fatigue as containing both 



physical and emotional components, and was experienced as being tired and exhausted. 

The fatigue presented in association with stress, physical activity, and from the disease 

process. Patients in the study used interventions of rest, distraction, medicine, physical 

and spiritual activities. 
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Fatigue was also identified by Martensson, Karlsson & Fridlund ( 1997). Fatigue 

presented in their findings as the theme of feeling lack of energy. The lack of energy 

consisted of both physical and mental components, and were synergistic with each other. 

Physically, lack of energy was described as a reduction in power or energy. The mental 

lack of energy was described as the cause for resignation to fatigue before trying to carry 

out the intended physical work. 

Nursing interventions involve educating patients on the causes of fatigue, which 

may help them deal with lifestyle changes realistically. The education should also 

involve recognition of the problems that cause the patient's fatigue, and to plan their 

activities so there is an opportunity to rest prior to a predicted event. Encouraging 

patients with CHF to ask for help from significant others and prioritizing or letting go of 

unnecessary tasks may prove to be rewarding. This intervention involves inclusion of 

significant others. Referrals for home health aids or nutrition services may also decrease 

the amount of energy expended on such tasks, providing more energy for activities the 

patients enjoy. 

The other limitations experienced in the current study included dyspnea with 

exertion, dependence upon oxygen and weakness, all of which prevented participants 

from pursuing pleasurable activities. Martensson, Karlsson and Fridlund ( 1997) also 

identified the theme of feeling restriction. This was experienced as both physical and 

social limitations caused by CHF. The patients were reminded of physical restrictions in 
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everyday life, and social restrictions, which may prevent persons from continuing in work 

and leisure activities that were previously a natural part of every day life. 

A final finding associated with the concept of struggling with limitation

limitlessness is the variable level of acceptance to the limitations imposed by CHF. 

Acceptance created new realities for the participants and provided opportunities for 

transformation and transcendence. This finding can be related to the final theme of 

gaining awareness identified by Martensson, Karlsson and Fridlund ( 1997). In this study, 

strategies of avoidance and confrontation emerged in the acceptance and adaptation to the 

life situations created by CHF. The avoidance strategy consists of attitudes where CHF 

steers the life situation. This creates a fixed pattern of life and a restricted life situation 

emerges. The confrontation strategy illuminates the ability to adapt to CHF and make the 

best of the situation with the least possible effect on daily life. 

The nursing implications of limitation-limitlessness, feeling restriction and 

gaining awareness involve teaching patients the ability to recognize the signals of their 

bodies, and change their lifestyles. One method of achieving this is through methods 

encouraging self-awareness such as meditation, journaling, self-reflection, visualization 

and life review (Reed, 1991). These methods allow patients to transcend perceived self

boundaries. 

Another finding of interest, which also pertains to acceptance of limitations and 

life situations is age difference among participants and levels of acceptance. There was a 

significant difference in the acceptance of limitations and illness among the 54-year-old 

and he 86 year old male. The 86 year old male came to an acceptance of his limitations, 

and did not let them interfere with his life, which was not the case for the 54 year old who 

held onto resentment regarding his limitations and life situation. This finding was also 

identified by Reed ( 1987), who found age to relate significantly to well being in the 
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terminally ill. Younger terminally ill patients had a lower level of well being than did 

older terminally ill patients. This finding was attributed to Neugarten's timing-of-events 

theory, where dying is considered more timely in older persons and therefore may be 

integrated with greater ease in the older terminally ill population. 

A final finding of interest relates to the differences in spiritual beliefs among the 

three older participants of the study and the younger male, where the three older 

participants have a greater sense of acceptance and well-being when compared to the 

younger participant. The three older participants had strong religious backgrounds, 

compared to the younger male who was in the process of "working on it [spirituality]". 

Reed ( 1987) also identified a small yet significant connection between spirituality and 

well being among terminally ill adults. Spirituality was defined as personal views and 

behaviors which relate to a dimension greater than the self. Spirituality was described as 

broader than the concept of religion, and represents a method of defining other concepts 

of prayer or God, which provides meaning to the current life situation. This knowledge 

can provide nurses with additional tools to assist patients in accepting and transcending 

their current life situation. Sharing this knowledge with patients may provide an impetus 

for finding new meaning in a situation, where previously resigned to the circumstances at 

hand. 

Implications for Practice 

Reflecting upon the study of the lived experience of quality of life for end-stage 

cardiac disease raises a question for this investigator. Why is it that so few terminally ill 

cardiac patients are enrolled in hospice programs? The answer may be found in the 

technological and pharmacologic advances that have occurred in health care arena over 

the years. The development of better immunosuppressive agents and increasing number 

of transplant centers provide new options for terminally ill cardiac patients. 
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Improvements in artificial heart technology also provides new options, for end-stage 

cardiac patients providing a bridge until a donar heart may become available. 

Additionally, new surgical procedures, such as cardiomyoplasty provide new options for 

patients who are not eligible for heart transplantation. However, this procedure is still 

under investigation, and considered to be a radical treatment (Amsterdam, Cohn, 

Konstam & Pitt, 1995). Technological advances also consist of new advanced 

pacemakers and internal cardiac defibrillators which prevent sudden death. The care of 

cardiac patients often time focuses on extending the quantity of life, without always 

considering quality. Studies on quality of life are limited to functional status, and may 

not consider the whole person and what constitutes quality of life for the individual. 

This investigator proposes as another implication to nursing practice, the referral 

of patients with progressive cardiac disease to a palliative care team. The goal of 

palliative care is a decrease in the severity of symptoms and improvement of quality of 

life (ASAP Care, 1998). Palliative care differs from hospice care in several respects. In 

Hospice care patients have a terminal disease, with less than six months to live. Palliative 

care, on the other hand, is for all dying people, not just for those in terminal stages. 

Additionally, palliative care is appropriate for dying patients with an indefinite time to 

live. Palliative care and hospice care are similar in that they both provide psychosocial 

and spiritual services, as well as follow-up bereavement for the family after the patient 

dies. 

Cardiac patients would fit into this scenario well. They are not giving up on 

extending quantity of life, and continue to undergo the newer treatments, or wait for a 

donar heart to become available. With the addition of a palliative care referral, the 

patients have the opportunity to improve their quality of life through the assistance of care 

to diminish the severity of disease, psychosocial and spiritual support, and the opportunity 
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to prepare for death should treatment be unsuccessful. The approval of a new diagnosis 

code by the Health Care Financing Administration (HCFA) in 1996, will allow for the 

development of a new diagnosis-related group (DRG) and payment for end-of-life care 

for people who die in hospitals or require hospitalization for palliative care at the end of 

life (Cassel & Vladeck, 1996). 

Finally, nurses should serve as patient advocates to improve the care to dying 

patients. This includes dignity, choice, comfort, the involvement of family members and 

loved ones in the care at the end of life. End-of life care should be considered an integral 

part of care provided by the health care systems (Cassel & Vladeck, 1996). Nursing can 

play a pivotal role in assuring this goal. 

Theoretical Implications 

The phenomenological approach using Parse's research method proved beneficial 

for the study of quality of life at the end of life. The approach generated a structure of the 

lived experience of quality of life for patients with end-stage cardiac disease. The study 

also contributes to the expansion of the Human Becoming Theory by revealing a new 

structure representing a lived experience of health. The method was appropriate for use 

as the goal of the Human Becoming Theory is the quality of life as perceived by the 

person who is living it, which was focus of this study. The uniqueness of symptoms and 

resulting life situations experienced by patients with cardiac disease reinforces the 

complex and dynamic nature of the concept of quality life. The experience of QOL may 

different throughout the disease progression, which suggests the need to continually study 

this multidimensional, individual concept utilizing qualitative methods of inquiry. 

Limitations of the study include inability to generalize the findings to the general 

cardiac population. All participants of the study were middle class and Caucasian with 

advanced education levels. Additionally, studying quality of life in a different population 
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of cardiac patients may reveal different concepts and relationships which limit the ability 

to generalize. However, the new concepts and relationships would further extend 

knowledge and enhance understanding of the lived experience of quality of life. 

Research Implications 

Quality of life for end-stage-cardiac patients should be studied in different 

populations to expand the knowledge base and understanding of the phenomenon. Under 

served and minority populations should be included in such studies. Their perspectives 

may be different since they may lack the financial resources to pay for advanced 

technological interventions or the newer, more expensive medications. 

Studying the quality of life in patients receiving palliative care, as a proposed 

implication, may shed light on the beneficence of such interventions. Additionally, a 

study of the quality of life for patients living with artificial hearts may provide new 

perspectives to increase knowledge and understanding of the universal lived experiences. 

Further research could be done focusing on the individual concepts identified in the 

structure, including coherence with others, integration of past-present future creates, and 

struggling with limitation-limitlessness emerges transformation. Finally, further research 

of universal lived experiences using the Parse methodology will enhance understanding 

of the complexity of lived experiences in unique ways, and illuminates the notion that 

health is cocreated with the universe. 

Conclusion 

The incarnation of the lived experience of the quality of life at the end of life is a 

complex phenomenon. It incorporates the was-is-will be all-at-once to create new 

meanings of the present reality. Nurses can assist patients who are living with end-stage 

cardiac disease to mobilize transcendence by energizing the person to move beyond the 

meaning of the moment to create a new meaning of what is not yet. 
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Cheryl McGaffic, Ph.D. 
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RE: HSC A97 .18 A .LONGITUDI?:lAL STUDY OF QUALITY OF LIFE FOR PERSONS 
RECEIVING HOSPICE CARE 

Dear Or. McGaffic: 

We received your above cited research proposal. The procedures to 
be followed in this study pose no more . than minimal risk to 
participating subjects. Regulations issued by the U.S. Department 
of Health and Human Services [45 CFR Part 46 .110 (b)] authorize 
approval of this type project through the expedited review 
procedures, with the condition(s) that subjects' anonymity be 
maintained. Although full Committee review is not required, a brief 
summary of the project procedures is submitted to the Committee for 
their endorsement and/ or comment, if any, after administrative 
approval is granted. This project is approved effective 19 February 
1997 for a period of one year. 

The Human Subjects Committee (Institutional Review Board) of the 
University of Arizona has a current assurance of compliance, number 
M-1233, which is on file with the Department of Health and Human 
Services and covers this activity. 

Approval is granted with the understanding that no further changes 
or additions will be made either to the procedures followed or to 
the consent form(s) used (copies of which we have on file) without 
the knowledge and ·approval of the Human Subjects Committee and your 
College or Departmental Review Committee. Any research related 
physical or psychological harm to any subject must also be reported 
to each committee. 

A university policy requires that all signed subject consent forms 
be kept in a permanent file in an area designated for that purpose 
by the Department Head or comparable authority. This will assure 
their accessibi_lity in the event that university officials require 
the information and the principal investigator is unavailable for 
some reason. 
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Chairman 
Human Subjects Committee 
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HUMAN RESEARCH 
UNIVERSITY OF ARIZONA HEAL TH SCIENCES CENTER 

SUBJECrs CONSENT FORM 
A LongitudinaJ Study of Quality of Life For Persons Receiving Hospice C~re 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM INFORMED OF 
THE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL PARTICIPATE IN IT, IF I CONSENT 
TO DO SO. SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO INFORMED ANO THAT I 
GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN INFORMED CONSENT PRIOR 
TO PARTICIPATION IN THIS RESEARCH STUDY SO THAT I CAN KNOW TiiE NATURE AND RISKS 
OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE IN A FREE 
AND INFORMED MANNER. 

PURPOS~ 
I am being invited to voluntarily participate in the above-titled research project The purpose of this project 
is to describe the subjective experience of quality of life for persons receiving community-based hoapice 
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 medicaily defined terminal illness (6 months until death 
is anticipated); and d) I am aware of my medical diagnosis and prognosis. Approximately 40 people are 
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 fom,s. I may be asked a question about my quatity of 
life that will be audio recorded. I will also be asked a question about my quafity of Ufe that wiU be audio 
recorded. I will be asked about rrr, health and about rrr, perspectives on issues surrounding life and 
death. There will be two interviews scheduled 3-9 weeks apart. Each interview wiil 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 feet uncomfortable during the interview I wi8 let 
the investigator know and the interview will be tenninated. 

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. 

CONFIDENTlAUlY: 
All information associated with this study will be held in confidence and only Che,yl McGafflc. KeUy May•. 
and the Research Assistant will have access to the information. My name will not be used on the paper 
and pencil fonns 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 students to complete their 
Masters theses or by the principaJ 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, Che,yl McGaffic and KeUy 
Mayer ma.y be contacted at the address below or at (520)-626-2378 . . 

Che~IMcGaffic,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 wiU be compensated $5.00 for each 
interview. 

Subject's Initials ___ _ 
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LIABILITY: 
I understand that side effects or harm are possible in any research program despite the use of 
high standards of care and could occur through no fault of mine or the investigator involved. 
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 AND BENEFITS HAVE BEEN EXPLAINED TO ME AND MY 
QUESTIONS HAVE BEEN ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS 
AT ANY TIME AND THAT I AM FREE TO WITHDRAW FROM THE PROJECT AT ANY TIME 
WITHOUT CAUSING BAD 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 EXPLAINED. NEW INFORMATION 
DEVELOPED DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLJNGNESS 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 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 knowledge the person who is signing this consent form understands ciearty 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 preduded this 
understanding. 

Signature of Investigator Date 

Subject's Initials ___ _ 
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UNIVERSITY OF ARIZONA HEAL TH SCIENCES CENTER 
SUBJECrs CONSENT FORM 

A Longitudinal Study of Quality of Life For Persons Receiving Hospice Care 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE THAT I AM INFORMED OF 
THE NATURE OF THIS RESEARCH STUDY AND OF HOW I WILL PARTlCIPA TE IN IT, IF I CONSENT 
TO 00 SO. SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO INFORMED AND THAT I 
GIVE MY CONSENT. FEDERAL REGULATIONS REQUIRE WRITTEN INFORMED CONSENT PRIOR 
TO PARTICIPATION IN THIS RESEARCH STUDY SO THATI CAN KNOW THE NATURE AND RISKS 
OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR NOT PARTICIPATE IN A FREE 
AND INFORMED MANNER. 

PURPOSE: 
I am being invited to voJuntarily participate in the abov•tttied research prcject. The purpose of this project 
is to describe the subjective experience at quality of life for persons 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 rrf'f medical diagnosis and prognosis. Approximately 40 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 my quality of 
life that wilrbe audio recorded. I will also be asked a question about my quaUty of life that will be audio 
recorded. I will be asked about my heaJth and about my perspectives on issues surrounding life and 
death. There will be two interviews scheduled 3-9 weeks apart Each int&Mew wiJI 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 feet uncomfortabNt during the interview I will let 
the investigator know and the interview wiU 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 team something about my quality of life that was previously unknown to me. 

CONFIDENTtAUTY: 
All information associated with this study win be held in conftdence and onty Cheryl McGafflc, Keay Mayer, 
and the Research Assistant will have access to the infonnation. My name wil not be used on the paper 
and pencil forms or audio 1'9COrding. Onty the pnncipat investigators (Ct1e1Yt McGafflc and Kelly M8yer) 
will know my identity. Some of the infonnation from this study may be used by students 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, Cher,I McGafflc and Kelty 
Mayer may be contacted at the address below or at (520)~26-2378. 

CherylMcGaffic.RN.PhD 
Kelly Mayer, RN. MS. OCN 

The University of Arizona 
College of Nursing 
1305 N. Martin P.O. Box 21023 
Tucson, /42 85721--0203 

PARTICIPATION COSTS AND SUBJECT COMPENSATION: 
The only known costs to me are time to complete the interviews. I will be compensated $5.00 for each 
interview. 
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LIABILITY: 
I understand that side effects or harm are possible in any research program despite the use of 
high standards of care and could occur through no fault of mine or the investigator involved. 
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 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 AND MY 
QUESTIONS HAVE BEEN ANSWERED. I UNDERSTAND THAT I MAY ASK QUESTIONS 
AT ANY TIME AND 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 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 AND KELLY 
MA YER), OR AUTHORIZED REPRESENTATIVE OF THE COLLEGE OF NURSING. I 
UNDERSTAND THAT I DO 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 

ParenULegal Guardian Signature (if necessary) Date 

Witness(if 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 knowledge the person who is signing this consent form understands clearty 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 
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