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DEVELOPMENT OF A TOOL FOR PATIENTS TO DESCRIBE THE 

PHENONOMENON OF SUFFERING 

Leta Truett, MN 

December, 1999 

The purpose of the study was to examine the psychometric properties of the 

Description of Suffering Instrument (DSI). The DSI is a new instrument developed form 

themes/categories identified through a review of the literature and from themes/categories 

identified in previous research endeavors in the area of suffering. The 

multidimensionality of the quality of life domains of physical, psychological, social and 

spiritual were utilized as a conceptual framework for the development of the DSI. The 

DSI is a 29-item Likert scale with an open-ended question allowing for comments. 

The population consisted of 284 cancer survivors who are members of a cancer 

volunteer organization. One hundred and fifty five questionnaires were returned for a 

response rate of 55%. The participants mean age in years was 58.7, (SD 11.53), mean 

length of time since diagnosis was 8.8 years, (SD 6.82), and over 70% were married. 

Seventy one percent (n=l 11) were female, and 29 percent (n=44) were male. Breast 

cancer was the predominant diagnosis (66%, n=102). The remainder of the sample had 15 

different diagnoses. 
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Internal consistency reliability and.construct validity were established for the DSI. 

A Cronbach's alpha of 0.9323 indicated a strong reliability. Principal components factor 

analysis with varimax rotation identified six factors accounting for 63. 5% of the variance. 

These constructs were identified as existential issues, functional/physical issues, 

emotional issues, impact of illness, illness support issues, and family support issues. 

The constructs identified by patients provided an improved knowledge base from 

which health care professionals can better assess and intervene in the area of suffering. 

The DSI needs further refinement and validity testing. A concurrent validity study 

utilizing a quality oflife (QOL) instrument to test the relationship to QOL as well as 

experimental studies utilizing the DSI to examine the impact of interventions to alleviate 

suffering are recommended. 
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CHAPTER 1 

INTRODUCTION 

Suffering is a common experience of individuals undergoing diagnosis and 

treatment for cancer. While suffering has been addressed in relationship to the patient's 

response to chronic illness and death, the concept itself has not been well developed 

especially from the patient's perspective. Morse and Carter (1996) point out that much 

of the research into suffering has not defined the concept. Authors have addressed 

suffering by writing around the topic or using examples to describe suffering. Some 

authors even resort to using dictionary definitions of the term, thus limiting the 

understanding of suffering as a multi-dimensional construct. 

In his classic article on the nature of suffering, Cassell ( 1982) describes suffering 

as, "a threat to the person's continued existence or their integrity as persons, a fear that 

goes beyond and is distinct from pain" (p. 640). Cassell suggests the intensity of a 

physical symptom does not necessarily correlate with the suffering one experiences, and 

in some situations, a person may suffer without the presence of physical symptoms. 

Sometimes suffering is associated with pain. In these instances, the person feels out of 

control, the pain is overwhelming such as in chronic pain, or when the meaning of the 

pain is dire (Cassell, 1982). 

Cancer patients, by the nature of the disease and its treatment, are at a high risk 

for suffering. Not only is the diagnosis of cancer a threat to the integrity and/or existence 

of an individual, but the resulting need for multiple modalities of treatment such as 
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chemotherapy, radiation, surgery, and immunotherapy can have a dramatic impact on the 

individual as well. The diagnosis of cancer transposes one's life significantly and can 

result in profound changes in the family dynamics, gainful employment, financial 

security, emotional stability, and overall quality oflife (QOL). 

When referring to the concept of suffering, many relate strictly to the concept in 

relationship to physical pain. An accepted approach is to believe if the pain is adequately 

relieved the relief of suffering will follow. This concept presents a one-dimensional 

portrait of suffering. Suffering is a multi-dimensional phenomenon that needs to be 

described apart from the usual coupling phrase "pain and suffering". 

The phenomenon of suffering in the cancer patient is not well described from the 

patient's perspective. While qualitative research studies have identified characteristics 

and themes of suffering (Battenfield, 1984; Benedict & Bird, 1982; Charmaz, 1983; 

Dildy, 1996; Flaming, 1995; Lindholm & Eriksson, 1993; Pollock & Sands, 1997; 

Truett, in press), the only quantitative study of suffering failed to report reliability and 

validity of the instrument measuring suffering (Benedict, 1989). To assist health-care 

professionals in understanding the nature of their patient's suffering, a valid and reliable 

instrument to assess suffering from a multidimensional perspective is needed. 

Problem of Study 

The purpose of thi~ study was to establish construct validity and internal 

consistency reliability of the Description of Suffering Instrument (DSI) (Appendix A). 

The goal was to develop a reliable and valid instrument with which cancer patients can 

identify key characteristics of their suffering experience. The eventual goal will be to 



develop a clinically useful measure that will assist in the assessment of and intervention 

for suffering. 

Rationale for Study 

3 

Suffering is a multidimensional concept encompassing aspects related to physical, 

psychological, social, and spiritual elements often associated with acute or chronic 

illness. It was predicted that 1,221,800 new cases of invasive cancer were expected to be 

diagnosed in the United States in 1999, and 563,100 were expected to die from cancer-

more than 1,500 a day (American Cancer Society, 1999). The incidence of new cancer 

cases by sex is outlined in Table 1. 

Table 1 

Estimated New Cancer Cases by Sex, United States, 1998 

Total Female 

Breast 176,300 175,300 

Prostate 179,300 179,300 

Colon 94,700 51,700 

Gynecological 81,000 81,000 

Lymphoma 64,000 36,400 

(American Cancer Society, -1999) 

Male 

1,300 

43,000 

27,600 

The percentage of the US population developing invasive cancers of all sites by sex 

(1992-1994) reveals the age group of 60 to 74 to have the highest ratio with (1 in 3) 

males and (1 in 5) females diagnosed with cancer (Landis, 1998). 



The trends in 5-year relative cancer survival rates(%) by diagnosis is listed in 

Table 2 for the top five diagnoses identified in this study (American Cancer Society, 

1999). 

Table 2 

Trends in 5-year Relative Cancer Survival Rates(%) by Diagnosis from 1989-1994 for 

the White and African American Population. 

Site Percentage 

All sites 60% 

Breast 85% 

Prostate 93% 

Colon 63% 

Gyn 68% 

Lymphoma 51% 

The five year survival rates of all cancer are increasing, 60% in the white 

population and 44% in the black population (Landis, 1998). There are approximately 8.2 

million cancer survivors alive today in the U.S. (American Cancer Society, 1999). 

Fortunately, the incidence of some cancer diagnoses is decreasing and the population of_ 

cancer survivors is increasing. Addressing the issu~s of cancer survivors is becoming an 

extremely important aspect in cancer care. 
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The length of treatment protocols var~es depending on the diagnosis and different 

modalities used. Many chemotherapy protocols extend for months due to multiple 

courses of chemotherapy alternating with time off for blood counts to return to a safe 

level. Patients can undergo many adverse physical and emotional reactions during this 

extended time period. Many patients may also be candidates for multi-modality 

treatments such as surgery, radiation therapy, and immunotherapy that complicate the 

clinical experience. Patients may opt for experimental protocols that include high-dose 

chemotherapy as well as experimental drugs with unknown efficacy. These trends along 

with the addition of bone marrow transplant rescue and gene cell therapy have exciting 

research potential but may impact the patient's QOL significantly and lead to prolonged 

suffering. 

5 

While health-care professionals recognize that suffering is a common occurrence, 

it is difficult to describe or quantify. Morse and Carter (1996) suggest the need to 

delineate the characteristics of the suffering experience with the goal of clarifying the 

concept and making it clinically useful. Copp (1974) identified a reluctance to study 

suffering because of its relationship to one's own existence. This reluctance is evident in 

clinical practice when just the mention of the topic generates feelings of discomfort . on 

the part of the health-care professional (HCP). This discomfort may be related to the lack 

of information regarding the concept as well as the feeling on the part of the HCP of not 

being able to adequately address the issue. 

The diagnosis of cancer changes patients' lives and propels them into a world of 

unknowns. Quality of life is affected because the disease or treatment of disease may 
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disable, disfigure, or cause considerable misery from treatment side effects even though 

they may be life saving. Patients differ in their ability to cope with the changes in their 

lifestyle. Many patients need support from a caring person to adjust and move beyond the 

limitations brought about by suffering. Health care professionals need to be 

knowledgeable about the multidimensional aspects of suffering and be able to assess the 

suffering in patients so that intervention can occur. 

Presently, there are no valid or reliable quantitative instruments to measure the 

concept of suffering. While qualitative studies have provided rich data to assist in the 

understanding of suffering, sampling has been limited to small patient populations. While 

these studies are useful to the understanding of the phenomenon of suffering, it is still 

difficult to relate to individual patient experiences. 

To better describe suffering from the patient perspective, a valid and reliable 

instrument needs to be developed. The ultimate goal will be to generate more 

knowledge about the phenomenon of suffering as validated by patients, and to provide a 

measure for health-care professionals to better assess and intervene in the area of 

suffering. 

Conceptual Framework 

Suffering is a significant experience for most cancer patients and is, therefore, 

an important area to be considered by health-care professionals. Unfortunately, there is 

little in the way of research findings on the subject. One of the difficulties has been the 

lack of a solid conceptual foundation for exploration of the phenomenon. 



Rodgers and Cowles ( 1997) used a method of concept analysis to enhance the 

existing understanding of suffering. Their analysis provided a definition of the concept 

of suffering as an individualized, subjective, and complex experience characterized by 

persons assigning to a situation or a perceived threat an intensely negative meaning. 

Kahn and Steeves (1995) formulated a number of succinct tenets about suffering 

that outline the innumerable sources of suffering and suggested that understanding the 

sources of suffering can lead to understanding behaviors, attitudes, and responses of the 

person who is suffering. They maintained that suffering has a basic structure and is a 

universal aspect of human nature. Conceptions of suffering are derived from the 

phenomenologists' view of human lived experience consisting of existential aspects, the 

lived body, experience of time, lived human relations, and lived space. The multi

dimensional aspects of suffering are similar to the dimensions found in the QOL model. 

Examining this conceptual model for underpinning the multidimensional structure of 

suffering can assist in understanding the complex nature of the experience. 

Quality of life is a concept dating back to antiquity. Defined as a 'good life' it 

has undergone many transformations. Because the traditional equation relating QOL to 

performance status has proven to be too limiting, additional dimensions have been 

incorporated into conceptions of QOL. Quality of life has evolved into a 

multidimensional construct consisting of biological/physical, psychological, social and 

spiritual factors (Ferrell, 1996). 

Quality oflife is a broad concept and its use-as outcome criteriae is especially 

relevant to the evaluation of cancer care. Health-care professionals need to be concerned 
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about the patient's response to disease and treatment of disease related to the level of 

wellbeing and satisfaction with the individual's life and not just survival and 

complications. Through the use of outcome criteriae related to QOL, health care can be 

evaluated from a comprehensive standpoint to direct interventions aimed at improving 

QOL in conjunction with increasing survival. (Grant, Padilla, Ferrell, & Rhiner, 1990). 

Ferrell, Wisdom, and Wenzl (1989), and Ferrell, Grant, Padilla, Vemuri, and Rhiner 
J 

(1991) developed a model for QOL for cancer patients that incorporates the domains of 

physical, psychological, social, and spiritual wellbeing as depicted in Figure 1. 

Ferrell (1996) maintains the QOL model is only a beginning and describes it as a 

static model depicting only the domains and variables in each domain. Ferrell states, 

"The future of the model needs to. extend it to a theoretical perspective in which 

relationships between items of the model, patient variables, treatment, characteristics, 

disease trajectory, and interventions are known" (1996, p. 914). Ferrell suggests future 

research should be based on theory that directs methods, variables, and dynamic 

interaction between the QOL domains. 

To develop her QOL model, Ferrell (I 996) conducted qualitative and 

quantitative research in order to synthesize the understanding of each domain. 

Individual aspects for each domain were identified with many being relevant across 

cancer populations while others were more specific to certain cancer populations. These 

domains are defined as follows: 

I. Physical Well Being is the control or relief of symptoms and the 

maintenance of function and independence. 

8 
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Physical Psychological 
Well-Being Well-Being 

~ t1/ 
QOL 

t1/ 
Social Spiritual 

Well-Being Well-Being 

Figure 1. Quality of Life Conceptual Model 



2. Psychological well-being is 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 

changes. 

3. Social well being provides a way to view not only the cancer or its 

symptoms but also the person surrounding the tumor; it is the 

means by which we recognize people with cancer, their roles, and 

relationships. 

4. Spiritual well-being is 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 (p. 908). 

Exploration of QOL as a concept in cancer has included individual aspects in 

each domain. The physical well-being domain includes the common symptoms across 

cancer diagnoses as well as including specific physical manifestations in distinct cancer 

populations such as bone marrow transplant (BMT) patients. For example, syinptom.s 

such as pain, fatigue, gastrointestinal problems, and rest/sleep problems are frequently 

present across populations. Visual disturbances and graft-versus-host disease are more 

frequent in BMT patients. The physical effects of cancer surveillance are more specific 

to BMT and thyroid cancer patients. 



The psychological well-being domain is the strongest from a psychometric 

perspective in that studies reveal this domain as predominant based on factor analysis 

and multivariate analysis. Elements such as fear, depression, and anxiety have been 

described as well as issues of survivorship regarding altered priorities, seeking 

normalcy, and fear of recurrence. Some positive changes in QOL have been described 

such as heightened appreciation of life and significant relationships. 

The social well-being domain represents activities related to roles and 

relationships at work or home. The influence of gender in maintaining roles and 

relationships, such as wife and mother, as well as economic factors that force cancer 

survivors to maintain employment despite severe illness and treatment have a profound 

effect on QOL. 

The spiritual well-being domain relates to existence aspects of meaning of 

illness, transcendence, uncertainty of life as well as religious ideology. All groups of 

patients have discussed the life-altering experience of a cancer diagnosis and the 

vulnerability resulting from the unknown outcomes of treatment. (Ferrell, 1996). 

Each of these domains affects QOL as a whole and the inclusion of the aspects 

within each domain yields a greater understanding of the total QOL of the individuaL 

Through the inclusion of aspects from all domains, thorough assessment of the 

individuals QOL is more likely. 

This model was utilized to direct the development of the DSI to assess and 

describe the phenomenon of suffering by the use of the multidimensional format for 
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identifying key elements to include. Ferrell (1993) has indicated suffering transcends all 

the domains of the QOL model. 

Ferrell's (1996) QOL dimensions are incorporated into the DSI and include 

physical, psychological, social, and spiritual characteristics of suffering. Physical 

characteristics of suffering include inability to perform activities of daily living as well 

as recreational activities, fatigue, and unrelieved pain. Psychological characteristics of 

suffering include anxiety, depression, anger, and multiple losses related to disease. 

Social characteristics of suffering include changes in the role in the family, isolation 

from family and friends, and lack of understanding of family and friends. Spiritual 

·characteristics of suffering include fear of recurrence, fear of death, loss of control, and 

hopelessness. 

In an effort to address state of the art knowledge concerning QOL issues, a 

panel of QOL experts convened at a conference in 1995 to review the published 

literature to make recommendations to provide for future direction. The experts 

concluded that there were gaps in theory, knowledge, and practice. Recommendations 

were made to encourage further conceptual work and resolution of QOL 

methodological issues to guide practice and education (King, et al., 1997). 

Assumptions 

The assumptions from the conceptual framework on which the study was based were: 

1. Suffering transcends all domains of QOL (physical, psychological, social, and 

spiritual). (Ferrell, 1993). 
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2. Patients are the experts for identifying characteristics of the phenomenon of 

suffering. 

Research Questions 

The research questions were: 

I. Do the items of the OSI identify constructs that unite a set of characteristics of the 

concept of suffering? 

2. Does the OSI demonstrate acceptable levels of internal consistency reliability at the 

0.70 level? 

Definition of Terms 

The following definitions used for this study were: 

I. The DSI is a 30-item questionnaire developed from qualitative and quantitative 

findings of patients who have participated in research related to the area of 

suffering. Twenty-nine items have a five-point likert scale aimed at having 

patients rank their suffering as: None (0), A Little (1), Some (2), A Lot 

(3), and Very Much (4). One open-ended item asks clients to comment on any 

further aspects of suffering they wish to communicate. 

2. Construct validity includes logical and empirical approaches to validity and 
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seeks to combine the two. Factor analysis is a statistical procedure involved with 

the question of construct validity and essentially consists of methods for finding the 

clusters or related variables. Each cluster/factor is denoted by a group of variables 

whose members correlate more tightly among themselves than they do with 

variables not included in the cluster. Correlations are computed among measures of 



individual differences and such correlations provide evidence about the structure of 

a domain of observables related to a construct. A study of the relationships using 

principal components factor analysis will be conducted examining 

interrelationships among the variables of the DSI. 

3. Internal Consistency Reliability refers to the precision of a measurement as well as 

congruence of items of the measure. Coefficient alpha will be utilized to assess 

reliability of the DSI. 

Limitations 

The findings of the study are limited to cancer survivors who are members of a 

voluntary cancer survivor organization in a large city in Southwest Texas and who 

voluntary agreed to r~turn a questionnaire by mail to the investigator. 

Summary 

The purpose of this study was to establish construct validity and internal 

consistency reliability of the DSI through the use of psychometric testing. The goal was 

to provide an instrument that can be used by cancer patients to identify factors of the 

phenomenon of suffering. This information will be used to provide health-care 

professionals with a clearer understanding and thus improve assessment and 

intervention in the area of suffering. 
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CHAPTER2 

REVIEW OF THE LITERATURE 

Suffering is a factor associated with many disease processes. Although suffering 

is a common experience, many authorities have concluded that traditional definitions are 

too narrow and too simplistic to reflect the multi-dimensional nature of the phenomenon 

(Cassell, 1991; Coyle, 1996; Duffy, 1992; Ferrell, 1993; Hill, 1992; Morse, 1996; 

Rodgers, 1997). A reconceptualization of suffering is needed to broaden the concept and 

permit the opportunity to seek patient-generated information. A better understanding of 

suffering will allow clarification of a significant clinical finding in cancer patients and 

bring to the surface the recognition of the need to better assess this extremely important 

. · life experience. 

A review of the literature on the construct of suffering is presented as it relates to 

suffering as perceived by experts in the field, patient perspectives, and nurse 

perspectives. This is followed up with a review of the quality of life (QOL) conceptual 

model derived by Ferrell (1996) that provided the structure for the development of the 

Description of Suffering Instrument (DSI). 

Suffering 

In a classic article on the nature of suffering Cassell (1982), views suffering as a threat to 

the integrity or existence of a person and describes it as an, "ultimately personal matter." 

( Cassell, 1982, p. 640). In elaboration on the nature of suffering, Cassell ( 1991) makes 

the point that suffering is experienced by the whole person; occurs when an 

15 



16 

impending destruction of the person is perceived; and can occur in relation to any aspect 

of the person. 

Suffering has a temporal element. In order for a situation to be a source of 

suffering it must influence the person's perception of future events. According to Cassell 

(1992}, suffering is an experience of the whole person and the relationship of meaning to 

the way in which illness is experienced. Personal meaning may have varied elements 

related to cognitive, affective/emotional, bodily, and transcendent/spiritual. 

Suffering is defined by Kahn and Steeves (1986) as," an individual's experience 

of threat to self and as a meaning given to events such as pain or loss" (p. 625). The 

tendency to consider suffering as a degree of pain or psychological distress is 

'simplistic' (K;ah~_and Steeves, 1986, p. 625). Suffering derives from the individual's 

evaluation of the significance or meaning of the pain experience. Cassell (1982) and 

Kahn and Steeves (1986) maintain that suffering is a phenomenon that cannot be 

reduced beyond the whole person. A theoretical definition of suffering is derived in 

that suffering is experienced when some crucial aspect of one's own self, being, or 

existence is threatened. The meaningfulness of such a threat is to the integrity of one's 

experience of personal identity. Pain may or may not evoke suffering. Whether or not 

this would be the case would depend on the meaning the individual gives to the pain in 

relationship to the integrity of personal identity. Kahn and Steeves (1986) state, "Any 

threat to personal integrity, whether painful or not, can invoke suffering" (p. 626). 

- . 

Chapman and Gavrin (1993) discuss the underlying physiology of suffering as 

resembling that associated with threat, principally arising from noradrenergic 



mechanisms in the brain. Prolonged stress disturbs circadian rhythms and produces 

disequilibrium that pervades every aspect of life as described in the statement, 

"Relentlessness is the cardinal feature of suffering" (p. 11). 

Morse and Carter ( 1996) maintain that the concept of suffering is poorly 

developed. They elaborate by saying "much of the research into suffering has also been 

unsuccessful in developing a definition of the concept and the void has not gone 

unnoticed" (p.43). Lacking a clear definition of suffering causes many authors to write 

around the topic rather than specifically defining the nature of suffering. Using 

philosophical explorations of suffering has produced findings that are too abstract for 

clinical use. The investigators suggest that delineating the characteristics of the 

experience and identifying related concepts would increase nurses' understanding of 

suffering. 
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Unfortunately, research about the experience of suffering is scarce. Copp (1974) 

states, "suffering, like death, is often not studied because it is intrinsically linked to one's 

own existence; once acknowledged it becomes a personal threat" (p.491). 

According to Watson (1989) the level of suffering, tragically, determines the 

quality of human existence. Suffering is universal but the level, intensity or duration c;>f 

suffering is not. Goldberg ( 1986) makes the point that suffering is often borne silently 

and alone. The evolution of this attitude has resulted in a continued "silent conspiracy" to 

keep suffering a private matter and forces the sufferer to remain alone to deal with the 

unspeakable. Kahn and Steeves (1994) contend nurses have a moral obligation to speak 

out about the suffering they witness. Coyle ( 1996) describes suffering as something that 



happens within a person and only through direct communication of the suffering by the 

individual can we actually know what the suffering entails. 
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In discussion of melioration of suffering, meaning and transcendence are viewed 

as ways in which one is restored to wholeness. Cassell (1983) maintains recovery from 

suffering may require the assistance and borrowed strength from others. 

Graneheim, Lindahl, and Kihlgren ( 1997) studied nine healthy individuals with 

the goal to understand the connection of suffering in life values and their reflections on 

active euthanasia. The fear of suffering i.e., torment, dependence, physical pain, 

abandonment, hopelessness, and feebleness were the foremost considerations of active 

euthanasia. Thorpe (1993) describes among the reasons most frequently sited as 

justifying requests for active termination of life is the fear of prolonged suffering with 

pain and other distressing symptoms. Fifty percent of nurses agreed suffering provided 

sufficient justification for physician assisted dying. 

Given the universality of the suffering experience coupled with the conspiracy 

to keep suffering silent, it is inevitable that patients would become depressed and 

hopeless. According to Knight (1992), depression and hopelessness is the lethal 

combination in wishing to take one's life. Given the possibility to open up the 

communication of the suffering experience coupled with the caring presence of family, 

friends, and health-care professionals, the inevitable wish for death may not be 

necessary. 

Suffering has historically been viewed in a spiritual orientation and many of the 

world religions have incorporated suffering as a part of human experience and nature 



itself The Buddhist, Christian, and Jewish religions view suffering as an inevitable 

component of human life. Each reflects a different approach to dealing with suffering 

ranging from severing attachments and achieving a desireless state; offering up one's 

suffering for the sake of others as a sacrificial act; or acceptance of human suffering in 

congruence with God's eternal plan (Byoch, 1996). 
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Along a more secular orientation, much has been written regarding the meaning 

of suffering. Several authors have concluded new meaning in life can come through a 

suffering experience (Starck 1992; Starck & McGovern, 1992; Steeves & Kahn, 1981 ). 

Frankl ( 1963) wrote in his discussions of the holocaust experience that meaning is found 

through self-transcendence. He describes choice and responsibility are available to the 

sufferer and one is free fo choose how to respond. Ultimately, suffering is viewed as a 

challenge to find meaning. 

While these views are acknowledged and respected, the research effort will focus 

on maintaining the underlying premise that suffering is an undesirable state or condition 

and that suffering undetected will be unrelieved. It is with this in mind that the review of 

the literature will focus on clinical and research data that attempt to describe, assess, and 

intervene to alleviate suffering. 

Suffering from the Patient Perspective 

Much of what is revealed in the literature regarding the phenomenon of 

suffering is assumption and conjecture of authors writing on the subject. Very little is 

documented regarding how persons who have experienced the phenomenon describe it. 
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There have been several qualitative studies and one quantitative study that have 

attempted to provide patient perspectives and these will be reviewed as to their findings. 

In a classic article Copp (1974) suggested that, "no one has markedly enriched 

our awareness of the phenomenon of suffering" (p. 471). In a descriptive study of 148 

patients interviewed in five hospitals, suffering is defined as "the response to pain" (p. 

492). Suffering included many anticipatory fears being more acute than actual pain. 

Common characteristics of pain were described such as treacherous, mean hateful, 

detestable, sneaky, intense, and dark. Coping strategies consisted of focusing, counting, 

words, deep thinking, visualization, and distraction. Percentages were given for various 

. coping styles utilized to deal with pain. Twenty-two percent described struggling to 

overcome pain; 19% perceived pain as a punishment; 11 % viewed pain a~ a challenge; 

and 26% reported value in the pain experience. 

The value of Copp' s study was to highlight the lack of knowledge in the area of 

suffering and to provide more information from the patient's perspective. A limitation 

of this study was that the author failed to differentiate the concept of suffering from 

pain, addressing it instead as a response to pain. 

Charmaz (1983) interviewed 57 chronically ill patients regarding the sources of 

their suffering. The conclusion was drawn that the language of suffering is similar to the 

language of loss. The subjects identified losses due to the illness such as restricted lives, 

social isolation, being discredited, and burdening others. The length of suffering was 

identified as a factor in that those subjects who had improved and moved on viewed 

their suffering as being enlightening while those that continued to suffer expressed a 



sense of loss. The value of this study is the exall}ination of the aspects that cause 

patients to suffer which are similar to those found in the cancer population. Length of 

time is an intriguing aspect, and leads one to wonder if those who were able to move on 

were better able to identify the sources of suffering and seek help to cope, or if they 

were able to conquer suffering on their own. 

Battenfield (1984) interviewed nine adults using an open-ended interview 

technique to establish a schema of attitudes toward suffering and to identify an optimal 

stage of relief for the sufferer. Human responses were identified and stratified into a 

progressive schema from initial impact, turmoil with resolution, coping, 

accepting/understanding, and finding meaning. Each subject was rated as to overall 

emotional affect on a one to five scale from turmoil to contentment. The interviews 

were then subjected to content analysis to determine the client's position on the schema. 

In order to determine if there was agreement between the contentment-turmoil rating 

and the content analysis, a chi square analysis of equal probability at the (12=0.5) level 

was conducted to determine if feeling tones most frequently identified in each of five 

categories were different from the turmoil-contentment ratings. Seven of the nine 

interviews showed the turmoil-contentment rating and content analysis category to be. 

the same. 

Battenfield set out to describe suffering but ended up developing a schema that 

looks more at the process of suffering. The process affects the sufferer from the initial 

impact to the apex of the suffering phenomenon that has been described by Frankl 

(1963) as finding meaning in suffering. The investigator suggests the use of the turmoil-
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contentment scale could assist in the identifying patients who are suffering. Also, use of 

the schema to identify specific attitudes of the sufferer may suggest interventions to 

assist the patient in moving upward toward the apex of finding meaning. A value 

emphasized in this study was the identification of human responses to suffering outlined 

in the schema (immobility, shock, hurt, agony, disbelief, denial, fear, anger, depression; 

guilt, shame, hopelessness, despair, feeling of abandonment, and helplessness). These 

responses closely approximated themes identified in other qualitative studies (Dildy, 

1996; Lindhom & Eriksson, 1993; Truett, in press) and contributed to the development 

of the DSI. 

Benedict (1989) conducted structured interviews with 30 primary lung cancer 

patients to investigate the incidence of suffering in the lung cancer patient. This . 

research was based on a previous work of Benedict and Bird (1982) identifying 

experiences associated with suffering as reported by a group of adults with various 

types of cancer and categorizing them into physical, psychological, and interactional 

aspects. A five-point likert scale quantified the subject's response to 30 questions of the 

greatest sources of suffering. The highest levels of suffering for the lung cancer patients 

were in the area of physical and psychological domains. The greatest suffering was 

associated with disability, pain, anxiety, changed daily activities, weakness, and fatigue 

as calculated by percentages and mean scores. A Kruskal-Wallis one-way analysis of 

variance was done to compare the suffering reported by subjects with and without 

metastatic disease. The group with known metastatic disease differed significantly 

(12=0.028) reporting greater suffering in the domain of psychological issues. The 



comparison of the incidence of problems related to physical aspects, psychological 

aspects, and interactional aspects with the associated suffering were useful in 

determining key characteristics to include in the DSL 

To increase understanding and discover ways to alleviate suffering Lindhom 

and Eriksson (1993) conducted qualitative interviews with 11 nurses and five patients. 

Significant statements were developed into main categories/themes. Patients tended to 

describe the 'what' of suffering as lack of freedom, immobility, lack of strength, 

despair, disappointment, pain, fear, a longing for another human being, and a threat to 

existence. The nurses tended to describe the 'why' or reason for suffering and were 

hesitant and uncertain when describing what patients really experience as suffering. 

The inyestigators maintai~ed they captured what the informants felt about suffering 

rather than a specific definition of suffering. This study provided a distinction between 

the 'what' and the 'why' of suffering and was a valuable contribution to the concept. 
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Dildy (1996) conducted a study to describe the nature, meaning, and impact of 

suffering from the patient's perspective with rheumatoid arthritis. Using a semi

structured questionnaire, 14 recorded interviews in which the experience of suffering 

was described as struggling, loss of dreams, restructuring a future orientation, and 

withdrawing. Two experienced qualitative researchers used a constant-comparative 

technique to analyze the qualitative data and seven patients were interviewed by follow

up interviews to increase validity of the study. Patients described the nature of suffering 

as a process of regaining normalcy. The phases of disintegration of personhood (loss of 

independence and self-sufficiency); the shattered self (mental anguish, pain, activity 



limitation or being 'locked in' and fatigue); and reconstruction of self (feeling 

hopelessness and in some cases considering suicide) were key characteristics of the 

suffering experience. 

Pollock and Sands (1997) explored the meaning of suffering through semi

structured interviews with 20 subjects who had multiple sclerosis. The goal was to 

obtain descriptions from subjects about the characteristics of the suffering experience, 

strategies used to cope, and meaning found in their experience. Suffering experiences 

included numerous stressors and problems within physiological, psychological, and 

sociological domains. These included problems with inability to carry out activities of 

daily living, fatigue, fear of exacerbation, changes in lifestyle, fear of being a burden, 

and decreased social contact. Subject responses about their suffering experiences 

followed a hierarchical progression from shock and denial, through acceptance and 

understanding, and ultimately to finding meaning in their suffering. The investigators 

concluded that there is intrinsic value and healing power in suffering and that the nurse 

can assist the individual to find meaning in their suffering. The major value to the 

proposed study is the specific identification of characteristics of the suffering 

expenence. 
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Qualitative research on the lived experience of suffering has described themes of 

suffering such as, "agonizing heaviness prompted by being with and apart from others, 

objects and situations" (Daly, 1995, p. 50). The core concepts derived from 

interviewing eight patients were identified as paralyzing anguish, entanglement of 

engaging-disengaging, and struggling in pursuit of fortification. 



In order to more fully interpret and understand the phenomenon of suffering, 

(Truett, in press) conducted a phenomenological study about the suffering of seven 

patients who identified they were currently experiencing or had experienced suffering. 

The following themes emerged from the qualitative study: change in lifestyle, 

family/friends lack of understanding, unrelieved pain, withholding information, loss of 

control, overwhelming loss, and anger/frustration. The themes found in this study were 

combined with other characteristics related to suffering derived from qualitative and 

quantitative studies and these were consolidated as follows: 

1) Change in lifestyle--the inability to accomplish activities of daily 

living such as inability to complete tasks, care for self, participate 

in family activities, participate in creative activities, loss of 

stamina and energy, and being forced to stay at ~ome (Benedict, 

1989; Charmaz, 1983; Lindholm & Eriksson, 1993; Pollock & 

Sands, 1997; Truett, in press). 

2) Unrelieved pain--pain that is not adequately relieved by pain 

medication or alternative treatment measures such as rest, 

heat/cold, and interferes with activities of daily living (Benedict, 

1989; Truett, in press). 

3) Family/friends lack ofunderstanding--family and friends inability 

to accept the aftermath of the patient's disease and treatment if the 

problems linger and the patient does not improve in the time frame 

expected (Truett, in press). 
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4) Withholding information/isolation--feeling of not being able to 

give or share information regarding their disease or treatment in 

order to protect family and friends and to avoid the discomfort and 

insecurity of others which forces a self imposed isolation 

(Benedict, 1989; Truett, in press). 

5) Loss of control/powerlessness--loss of control over the ability to 

direct their lives and feeling powerless to deal with the 

overwhelming forces such as the treatment and the side effects of 

treatment as well as the possibility of recurrence and/or failure of 

treatment (Benedict, 1989; Dildy, 1996; Truett, in press). 

6) Anger/frustration--feelings of anger were projected at multiple 

sources such as family/friends, God, and the medical community; 

the frustration of trying to deal with their present circumstances 

and being unable to control events created most of the anger 

(Battenfield, 1984; Benedict, 1989; Dildy, 1996; Truett, in press). 

7) Sense of loss--loss expressed in relationship to multiple losses such 

as loss of job, role in the family, health, creative ability, ability to 

function as they had done in the past ((Benedict, 1989; Charmaz, 

1983; Truett, in press). 

8) Anxiety--constant feelings of uneasiness, sense of impending 

doom (Benedict, 1989; Truett, in press). 
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9) Depression--sense of sadness/unhappiness at not being able to 

experience joy and sense of well being (Battenfield, 1984; 

Benedict, 1989; Dildy, 1996, Truett, in press). 

10) Fear--dread of death, future disability and recurrence of disease 

(Battenfield, 1984; Benedict, 1989; Pollock and Sands, 1997; 

Truett, in press). 

11) Hopelessness/despair--giving up the feeling of being able to deal 

with the present circumstances involving the cancer and its 

treatment (Battenfield, 1984; Dildy, 1996; Flaming, 1995). 

12) Guilt/shame--feeling that somehow you are to blame for the 

present circumstances and could have done something to prevent 

the -situation (Battenfield, 1984; Benedict, 1989). 

13) Self-pity--feeling sorry for self in that they did not deserve to have 

the present situation happen to them (Dildy, 1996). 

14) Feelings of abandonment/alienation--feeling alone in the fight to 

save their lives and that no one understands what they are going 

through (Battenfield, 1984; Pollock & Sands, 1997; Truett, in 

press). 

15) Financial problems/job problems--problems related to income and 

expenses related to disease, inability to continue to work to provide 

income to make ends meet (Benedict, i 989; Pollock & Sands, 

1997; Truett, in press). 
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16) Lack of information about disease--not being informed about the 

aspects of disease and treatment and not being able to deal with 

problems successfully (Benedict, 1989; Pollock & Sands, 1997; 

Truett, in press). 

The research findings of these qualitative and quantitative studies attempt to 

describe and define suffering as well as to identify relief for the sufferer. However, the 

literature continues to identify a need to define and describe the concept of suffering 

from the patient's perspective. It is the intention of the investigator to use the data 

consisting of themes and characteristics identified in the existing literature as the basis 

for the development of the questionnaire for patients to identify the elements of 

suffering and to have patients make the interpretation and rank it according to their 

perception. The aim is to use a quantitative measure incorporating the described 

characteristics to allow a larger number of cancer patients to identify the themes and 

characteristics of suffering. 

Suffering From the Nurse Perspective 
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In the area of nurses' perceptions of suffering, the attempt is made to enlarge the 

body of knowledge in the area of suffering. Historically, nursing textbooks lacked 

information regarding suffering and how to alleviate suffering. Although Battenfield 

(1984) used a combination of patients and nurses, the following group of studies 

researched suffering strictly from the nurse's perspective. 



Davitz and Pendleton (1969) conducted a series of four studies related to how 

cultural differences, nursing specialty, patient diagnosis, and patient characteristics 

affected the nurse's evaluation of suffering: 
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Study 1: Using an instrument that included brief comments describing 30 

different patients in a study of cultural differences, 130 nurses were asked to infer the 

degree of suffering experienced by the patient on a seven-point likert scale ranging from 

no suffering to very severe suffering. The one-way analysis of variance revealed a 

significant difference among five groups of nurses (E=S .18) (n=<.01 ). T tests between 

groups indicated significant differences (1=3.72, 3.56, 4.79, 3.09) (ii=<.05) with 

American Negro nurses least often identifying the state of suffering in the scenarios 

presented as compared to four other cultural groups. 
.. 

Study 2: Using an instrument comprised of24 vignettes in a study in specialty 

areas, 116 nurses were instructed to read through each clinical case and indicate their 

inference of suffering on a seven-point likert scale ranging from no suffering to extreme 

suffering. No differences were found in the overall inferences of the degree of patient 

suffering. 

Study 3: Using an instrument of 48 brief patient descriptions concerned with 

diagnoses of leukemia, depression, diabetes, and second and third degree burns, 94 

nurses subjects were instructed to read the items and to indicate the degree of suffering 

on a seven-point likert scale ranging from none to very severe suffering. A split half 

reliability, corrected by the Spearman Brown Prophecy formula, was computed for 

scores on each diagnostic category. Items concerned with burns received the highest 
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suffering ratings and inspection of the confidence limits revealed a significant 

difference (ii=.05) in identifying the burn patient as suffering more as compared to other 

diagnoses. 

Study 4: Using an instrument consisting of 40 brief statements describing 

critically ill patients, 67 nurses were asked to rate the degree of inferred suffering on a 

seven-point likert scale ranging from no suffering to very severe suffering. The results 

revealed a significant difference (ii=.05) in the inferences of suffering according to age 

and socioeconomic class with youthful patients identified as suffering more than aged 

patients and upper class patients as suffering less than middle and lower class patients. 

This series of studies demonstrated the presence of cultural predilections associated 

with nurses' assessment of suffering and that diagnosis, age, and socioeconomic 

differences may influence the nurse's assessment of suffering. These findings 

underscore the need to rely on the patient as the main ,source of information. 

Flaming (1995) conducted a study to uncover the types of patient suffering 

identified by nurses using an ethnoscientific method of inquiry. Seventeen interviews 

with 13 nurses were conducted, transcribed and analyzed inductively. Four major 

domains described broad categories of suffering: 1) to bear it, 2) to stay in control, 3) t,o 

protect and 4) to strengthen. A taxonomy was developed identifying subcategories 

incorporating existential, psychological, physical and social elements into types of 

patient suffering. The findings reported existential suffering occurred when patients felt 

that they have lost meaning and experienced a spiritual crisis or became hopeless. 

Psychological suffering occurred as an assault on the patient's mental status and was 



described as incomprehensible, unbelieved, unrelenting, and in limbo. Physical 

suffering referred to physical pain described as unrelenting, required, or forced 

(required procedures such as radiotherapy or forced procedures such as bone marrow 

biopsies). Suffering related to the social domain was described as behavior to 

manipulate others or actively staying in control. In reviewing the subcategories of the 

taxonomy, there is a distinctive pattern emerging that corresponds to the domains of the 

QOL model as well as specific behaviors in response to suffering. The results support 

that nurses do identify and evaluate patient's suffering. The investigator maintains 

·nurses must connect with patients to truly understand what type of suffering exists. 
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Gunby (1996) interviewed 12 nursing students regarding their experiences in 

caring for suffering _individuals. Students validated that the meaning and purpose 

attributed to suffering by an individual profoundly affects physical, psychological, 

social, and spiritual reactions to the experience of suffering. This phenomenological 

study is imp9rtant in reminding us that there is little in the literature to guide the student 

in identification or alleviation of suffering. 

Although these studies provide valuable information regarding nurses' 

perceptions, the content area of the 'what' of suffering still goes unanswered. It is clea~ 

that nurses do identify and evaluate patient's suffering. Flaming's (1995) taxonomy 

provided valuable information for the construction of the proposed instrument 

development in that it addresses the four domains of the QOL model. 



32 

Nursing Research Related to QOL in the Cancer Patient 

The conceptual framework for this study was derived from the model developed 

by Ferrell (1996) that depicts the QOL domains of physical well being, psychological 

well being, social well being and spiritual well being. The assumption from this 

framework is that suffering transcends all domains of the QOL model (Ferrell, 1993). 

The constructs are similar in that both QOL and suffering are derived from a 

multidimensional framework and must be evaluated from this perspective. They are not 

the same and in fact may be reciprocal, i.e. increased suffering causes decreased quality 

of life or decreased suffering causes increased quality of life. Ferrell (1993) supports 

this in her statement, " Oncology nurses do much to alleviate suffering and enhance 

QOL. for patients with cancer" (p. 1476). Using the QOL model as an underpinning to 

develop the Description of Suffering Instrument (DSI) provided the structure for 

inclusion of the multidimensional domains that have been identified by multiple authors 

and researchers in the area of suffering (Dildy, 1996; Ferrell, 1993, Ferrell, Dow, & 

Grant, 1995; Flaming, 1995; Kahn & Steeves, 1995; Pollock & Sands, 1997; Rodgers & 

Cowles, 1997). 

In the evaluation of QOL instruments Ferrell, Wisdom, and Wenzl (1989) 

indicate that QOL measurement based on respondent-generated definitions are not 

available in the cancer patient population. Without this definition of the content 

domains by cancer patients, they caution that available instruments may have 

overlooked critical aspects of the construct. This persp-ective gives credibility to the 

necessity of involving patients in the identification of the characteristics of QOL as well 



as the characteristics of suffering so that critical aspects of this multidimensional 

construct can be identified. 

Ferrell ( 1996) traces evolution of this QOL model including the domains of 

physical well being, psychological well being, social well being and spiritual well 

being. Many other dimensions have been identified but as Cella and Tulsky ( 1990) 

indicate there is no way to evaluate the accuracy of the breakdown of dimensions due to 

the current level of understanding about the interrelationships between domains of 

QOL. The components of QOL are multidimensional with variance among authors as to 

the exact dimensions it includes. QOL has moved from a global perspective to specified 

and measurable domains. 

A definition of QOL adopted by Cella and Cherin ( 1988) · states, "Quality of life 

refers to patients' appraisal of and satisfaction with their current level of functioning as 

compared to what they perceive to be possible or ideal" (p.69). This description would 

be adequate for operationalizing the constructs of QOL as long as the inclusion of 

multidimensional aspects of QOL were included. 
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Ferrell's model of QOL incorporates six areas of QOL research in various 

cancer populations. Each of the six areas of research has been guided by a conceptual 

model of QOL and includes both quantitative and qualitative data. The areas of Ferrell's 

research were pain, bone marrow transplant, cancer survivors, breast, thyroid and 

ovarian cancer and involved 1,525 cancer patients articulating the meaning of QOL 

(Ferrell, 1996). 
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The first study using a multidimensional model of QOL was with the cancer 

patient with pain. Padilla, Presant, Grant, Metter, Lipsett, and Heide ( 1983) conducted 

ari instrument development study to develop The Quality of Life Index to measure QOL 

in cancer patients. The fourteen-item linear analogue scale included general physical 

condition, normal human activities, and personal attitude related to general QOL. The 

instrument was tested with groups from four settings: oncology outpatient 

chemotherapy (43), radiation therapy (39), oncology inpatient chemotherapy (48), and 

non-patient volunteers (48). The factor analysis yielded three well-defined factors: 

psychological well being, physical well being, and symptom control. A fourth factor 

related to worry over cost loaded onto financial protection. These four factors accounted 

for 73% of the variance in the QOL of cancer patients with the most important construct 

being psychological well being. All 14 items for the three cancer groups had significant 

test-retest reliability coefficients of(r =.60, R< .01). Item analysis across all four 

samples resulted in an internal consistency reliability or coefficient alpha of. 88 

(n< .01). While the instrument was valid and reliable, revision was recommended. 

Padilla, Ferrell, Grant, and Rhiner (1989) conducted a qualitative study to 

identify attributes defining the content domain of QOL in cancer patients with chronic 

pain. A convenience sample of 41 patients with pain was accrued until minimal new 

information was obtained through interviews. This study was the first to determine the 

content domain of QOL attributes in cancer patients with pain. Three broad categories 

consisting of physical, psychological, and interpersonal well being were identified. 
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Ferrell, Wisdom, and Wenzl (1989) investigated QOL as an outcome variable in 

the management of cancer pain. The City of Hope Quality of Life Survey, a 28-item 

multidimensional 100mm analogue scale representing areas of physical well being, 

psychological well being, general . symptom control, specific symptom control, and 

social support was developed. The sample of 150 subjects was divided into three 

groups: cancer patients with pain, cancer patients without pain, and persons without 

cancer. Internal consistency reliability was (.r-2:0.65). Analysis of variance for construct 

validity demonstrated cancer patients with pain had significantly lower scores on all 

four scales of the instrument: physical well being (12=0.001 ), psychological well being 

(g=0.001), symptoms (12=0.001), and social concerns (g=0.006). 

Factor analysis with orthogonal rotation identified psychological well being as 

the most important construct that accounted for the most variance when defining QOL. 

Other explanatory factors included worry, nutrition, pain, mobility, esteem, strength, 

finance, and fatigue. The investigators concluded that the multidimensional nature of 

the QOL instrument provided a valuable measure of the contribution of effective pain 

management to the QOL of the cancer patient in pain. 

Ferrell, Wisdom, Wenl, and Brown (1989) conducted a study to determine pain 

relief and overall QOL in cancer patients receiving controlled-release Morphine versus 

immediate release Morphine utilizing The City of Hope Quality of Life Survey. The 

instrument demonstrated content validity (CVI=0.90), internal consistency reliability, 

(alpha=0.82), and construct validity supporting nine major factors of psychological well 

being, worry, nutrition, pain, mobility, esteem, strength, finance and fatigue. 



The second area of research using the QOL model was in the bone marrow 

transplant patient population. This research broadened the view of QOL beyond the 

advanced cancer patient and led into the area of the long-term cancer survivor research. 

While this population was found to be very different in terms of life expectancies the 

compromises in QOL were very consistent. 
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Ferrell, et al. (1992a) and Ferrell, et al. (1992b) conducted a study examining the 

impact of bone marrow transplant on QOL. This qualitative study consisted of a one

time interview of 119 bone marrow transplant (BMT) survivors using six open-ended 

questions. The responses provided insight into the concept of QOL from a unique 

perspective of BMT survivors. The findings identified domains of QOL ·consistent with 

previous findings, but also included factors unique to BMT survivors such as recurrent 

colds, infertility, and visual disturbances under physical well being; fear of recurrence, 

and desire for normalcy under psychological well being; realignment of roles and 

relationships, and attempts to return to work or school under social well being; and 

altered beliefs, values, and religiosity under spiritual well being. Based on these results 

the investigators developed a conceptual model depicting the impact ofBMT on QOL. 

The third area of QOL research was conducted in the population of general 

long-term cancer survivors (Ferrell, Dow, Leigh, Ly, & Gulasekaram, 1995). The 

conceptual framework was based on the QOL model adapted for cancer survivors. A 

sample of 687 members of a cancer-survivor organization completed The Quality of 

Life-Cancer Survivors (QOL-CS) instrument consisting of 41 items representing the 

four domains of QOL. Fatigue and pain had _the most negative effects in the physical 



subscale. The psychological subscale was the lowest among the four subscales with 

distress related to initial diagnosis and treatment plus the fear of recurrence as major 

factors. Family distress and sexuality were the most negative influences in the social 

subscale. An important aspect of this research to emerge is the potential for improved 

QOL gained from the cancer experience as represented in the spiritual subscale with 

outcomes such as hopefulness, having a purpose in life, and improving personal 

relationships. 
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After conducting studies in global populations of cancer patients, studies were 

conducted in specific cancer patient populations sue~ as breast cancer, thyroid cancer 

and ovarian .cancer. (Dow & Ferrell, 1996; Dow, Ferrell, & Anello, 1997; Ersek, Ferrell, 

Dow,&. Melancon, 1997). These populations have brought the unique ramifications of 

the different cancer diagnoses to QOL issues such as fear for female relatives of breast 

cancer patients; long-term surveillance to detect recurrence that disrupts personal and 

work lives as in the thyroid cancer patient, as well as maintaining hope and coping with 

uncertainty in the diagnosis of diseases with high morbidity and high mortality as in the 

ovarian cancer patient. Ferrell (1996) identifies a major task ahead of reconciling the 

-concept of QOL and its measurement across cancer populations. The short~term goal is 

to identify the relevant core issues across populations and refine the population-specific 

modules. 

The qualitative and quantitative research methods and findings of (Ferrell, 

Wisdom, & Wenzl, 1989, and Ferrell, Grant, Padilla, Vemuri, & Rhiner, 1991) were 

integrated to form the conceptual framework of the proposed study. The research 



findings provided support for a multidimensional framework for measuring QOL as an 

outcome variable in the management of cancer patients. Findings from these studies 

provided a basis for a QOL questionnaire that was used as a model for the development 

of an instrument to assess suffering. The goal of this study was to develop of an 

instrument to quantify patient responses to themes/characteristics presently identified in 

the existing knowledge base in the area of suffering. 

Summary 

The research findings of the phenomenon of suffering from the patient's and the 

nurse's perspective were reviewed, and themes and characteristics of the suffering 

experience identified. These findings were critical to development of the DSI that was 

used to allow a large population of cancer patients to identify the characteristics of 

suffering. The research findings in the d.evelopment of a QOL conceptual model 

d~picting four dimensions including physical, psychological, social and spiritual well 

being were reviewed to demonstrate a basis for the structure/underpinning of the DSI. 
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CHAPTER3 

PROCEDURE FOR COLLECTION AND TREATMENT OF DATA 

The purpose of this study was to examine the psychometric properties of the 

Description of Suffering Instrument (DSI). The following steps were involved in the 

instrument development process: item development, content validation, establishing 

construct validity, and determining internal consistency reliability. Item development 

and content validation were previously completed. The focus of this study was to 

establish construct validity and internal consistency reliability. 

The DSI is a new instrument that was developed from themes/categories 

identified in qualitative and quantitative research · in the area of suffering ( Copp, 197 4; 

Battenfield, 1984; Benedict, 1989; Benedict & Bird, 1982; Dildy, 1996; Flaming 1995; 

Gunby, 1996; Lindhom & Eriksson, 1993; Truett, in press) utilizes the QOL domains of 

physical, psychological, social and spiritual as the conceptual framework (Ferrell, 

1996). The DSI is a 29-item likert-type questionnaire with a 30th item that is an opened

ended question. 

Content validity is the extent to which the instrument measures what it is intended 

to measure. It is the determination of content relevance of the elements/items of an 

instrument by the application of a two-stage process of development and 

judgment/quantification as described by Lynn (1986). In the development stage of an 

affective instrument, one must identify the dimensions of the variable to be measured, 

generate items for all dimensions and assimilate items into a useable form. Once this is 
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occur. Content validity is different from face validity in that it can be quantified. Face 

validity is an unstandardized approach and should not be confused with content validity, 

which is the determination by one or more content experts that the elements/items of an 

instrument represent the content domain being assessed. The judgement-quantification 

stage or stage II of content validity has two steps: (1) assertion by a specific number of 

experts that the items are content valid; and (2) that the entire instrument is content valid. 

A minimum of five experts provides a sufficient level of control for chance agreement 

(Lynn, 1986). 

The content validity index ( CVI) is the most widely used quantification of 

content validity which is derived from the rating of the content relevance of the items 

on an instrument using a four-point ordinal rating scale, where one indicates an 

irrelevant item and four indicates an extremely relevant item. The actual CVI is the 

proportion of items that receive a three or four rating by the experts. A CVI of 0.78 or 

greater is necessary to establish content validity beyond the 0.05 level of significance 

(Lynn, 1986). 

Construct validity is appropriate when trying to describe or understand a 

complex phenomenon which is not a single measurable entity but a construct which is 

derived from measurement of other, directly observable variables. There are three major 

aspects of construct validation: specifying the domain of observables related to the 

construct; determining the extent to which observabl~s tend to measure the same thing; 

and performing subsequent studies to determine the extent to which supposed measure 



of the construct are consistent with the best guess about the construct (Nunnally & 

Berstein, 1994). 
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Identification of underlying dimensions or factors greatly simplifies the 

description and understanding of complex phenomena such as suffering. Factor analysis 

is a statistical technique used to identify a set of factors that can be used to represent 

relationships among many interrelated variables. Factor analysis helps identify the 

underlying constructs that are not readily observable or understandable and is involved 

with the question of validity. It essentially consists of methods for finding the clusters 

of related variables. Each cluster/factor is denoted by a group of variables whose 

members correlate more tightly among themselves than they do with variables not 

included in the cluster. Exploratory fact~~ analysis involves two steps: condense the 

variance shared among variables and define th~ number of factors; and perform a stage 

of rotation that makes the final result more interpretable (Nunnally & Bernstein, 1994). 

Factor analysis is a grouping technique that assists in the understanding of 

concepts. It examines interrelationships among large numbers of variables and 

disentangles those relationships to identify cluster of variables that are closely linked 

together (Burns & Grove, 1997). It tests the validity of ideas about item types in order 

to decide which items should be included. The purpose of factor analysis is to reduce a 

set of data so it may be easily described and used. 

Reliability is concerned with demonstrating th~t the instrument's performance is 

repeatable or that the test yields similar results when conditions for making the 

measurement change, i.e. different people administering it. It refers to the precision of a 
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measurement or how well it measures whatever it measures. The reliability of the test is 

directly related to the average correlation of the items which demonstrates internal 

consistency. The precision with which the reliability is estimated for any test is a direct 

function of the precision with which the average correlation of items in a test estimates 

the average correlation of all items in the domain (Nunnally & Bernstein, 1994). 

Coefficient alpha is used for determining internal consistency reliability. When an 

instrument is demonstrated to be reliable, it is assumed the items are positively 

correlated with each other because they are measuring a common entity. An instrument 

is considered to have internal consistency reliabi~icy when the Coefficient alpha is at a 

0.80 level or greater. Nunnally and Berstein (1994) suggests in the early steps of 

research of a construct, one saves time and energy by working with instruments· that 

have only modest reliability, for which reliability of 0.70 or higher will suffice. 

Setting 

The setting for this mail survey was a large volunteer cancer service. It is a 

private organization funded by contributions from individuals, congregations, 

foundations and corporations. It is an ecumenical Christian ministry and cooperates and 

collaborates with other agencies and institutions that serve cancer patients. It is not 

sponsored by or officially affiliated with other cancer programs and has volunteers on 

duty in several area .hospitals. The volunteers are cancer survivors or family members of 

cancer survivors and are trained by the organization t9 give information and off er 

support to cancer patients who express a need for this service. The service is free of 

charge. 



Population and Sample 

The population consisted of284 cancer survivors who are members of a cancer 

volunteer organization that assists cancer patients by teaming them with other cancer 

patients who have had similar experiences. The criteria for subject selection were that 

the subject was a cancer survivor who had undergone cancer treatment and was a 

member of the volunteer organization. The sample consisted of cancer survivors who 

returned a completed questionnaire. 

Estimation of the sample size is tied to the number of items included in the 

questionnaire. The DSI has 29 items with the additi~n of an open-ended question for 

further comments at the end. Tabinchek and Fidell (1996) maintain a sample size of 

approximately five times the number of variables is desirable in order to use factor 

analysis. The projected sample size needed for this study was 145 patients. 

Protection of Human Subjects 
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Approval of the study with exempt status was received from the Human 

Subjects Review Committee (HSRC) of the Texas Woman's University (Appendix C). 

A letter was sent to each cancer survivor outlining two risks of participation including 

potential loss of confidentiality and anxiety responding to the questions about suffering. 

They were requested not to include their names on the return forms and were given 

·phone numbers of the investigator, the cancer volunteer organization, and the Office of 

Research and Grants Administration at Texas Woman'_~ University for any questions or 

concerns related to the study. Return of the questionnaire signified consent to 
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participate and no identifying information was mcluded in the questionnaire to allow for 

anonymity. 

Instruments 

The DSI and a demographic questionnaire were used in this study. 

Description of Suffering Instrument 

The DSI (Appendix A) is a 29 item likert-type questionnaire with a 30th item 

asking the patient to comment on individual areas of suffering that had not been 

identified in the previous questions. It has a five-point likert scale aimed at having 

patients rank their suffering of the item as: None (0), A little (1), Some (2), A lot (3), 

and Very much (4). The items in the DSI could be summed into a score to assess the 

level of suffering from zero (the lowest level of suffering) up to 116 (the highest level 

of suffering). 

The first step in the development of the DSI, the domain identification, was 

accomplished by a thorough review of the literature in the area of suffering. This 

information was combined with the themes identified in the qualitative study conducted 

by the investigator to describe the phenomenon of suffering form the patient's 

perspective. The incorporation of the research findings of qualitative and quantitative 

research to identify themes/characteristics was integral to the development of the DSI. 

In the second step, questions were generated to describe all themes/characteristics 

of suffering identified in the domain identification ph~e. In the third step, the questions 

were refined or reworded as necessary through face validity and arranged in suitable 

sequence. Face validity, although not considered a true psychometric assessment 



technique, was conducted by having three colleagues review the tool for readability, 

logic, and soundness or relevance of instructions and questions. A pilot study was 

conducted to establish content validity through calculation of the CVI and to perform 

preliminary internal consistency reliability. The focus of this study was to establish 

construct validity, and internal consistency reliability of the DSI. 

Demographic Questionnaire 

A demographic questionnaire (Appendix B) was filled out by each of the 

participants in order to describe the sample. Nominal level variables included are 

gender, diagnosis/stage of disease, and marital status. Age and length of time elapsed 

since diagnosis yield interval/ratio level data. 

Pilot Testing 
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As a part of a pilot, the DSI was sent to three colleagues for readability and then 

sent to nine content experts for evaluation. A content validity index (CVI) was done 

through the review of eight content experts in the field of suffering with the result of 20 

items having an actual CVI of three or four and nine items with an actual CVI below 

this level. The CVI for the entire instrument evaluation or proportion of total items 

judged content valid was calculated to be 0.6896. This included the omission of four 

items related to CVI scores less than 0.57. Seven of the remaining items were revised 

based on recommendations from the experts making the item more specific and 

theoretically sound. The item revisions are not reflect~d in the CVI score. After revision 

of the questionnaire a pilot often patients was done to measure the internal consistency 



reliability. A Cronbach's alpha= 0.8689 was obtained which ranks above the desired 

0.7 level for new instruments. 

Data Collection 
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After approval was received from a large voluntary cancer-survivor organization, 

the revised DSI, demographic sheet, and explanatory letter was mailed to 284 cancer 

survivor members. The following protocol was conducted: 

1. Questionnaires were mailed to members using the assistance of the 

organization to obtain addresses of members. Instructions were sent 

explaining the demographic and DSI qu~stionnaires and directions for filling 

out each form. 

2. Letter to members was included explaining the purpose of the questionnaire, 

benefits and potential risk of participation, how confidentiality was to be 

protected and provided numbers to call if they have any concerns regarding 

the research. 

3. Self-addressed envelope was enclosed for returning the questionnaire. 

The participant was informed that return of the questionnaire indicated their 

desire to participate. 

Upon return of the questionnaires the information was entered into SPSS-PC for 

analysis of data utilizing Cronbach' s alpha and factor analysis procedures for reliability 

and construct validity. 
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Treatment of Data 

The treatment of the demographic data consisted of measures of central tendency 

for the interval/ratio data utilizing the mean and standard deviation of age and time 

elapsed since diagnosis. The nominal data describing gender, diagnosis, and marital 

status were represented by percentages and :frequency measurement (Monro & Page, 

1997). 

To address the first research question, construct validity was addressed by using 

factor analysis. The ordinal data from the ranking of the variables/items of the DSI was 

entered into an SPSS-PC data file and treated as interval data. An exploratory principal 

components factor analysis with the varimax rotation was performed. The varimax 

rotation maximizes the loading on one factor and minimizes the loadings on all others 

(Ferketich & Muller, 1990). Items with individual factor loadings of at least 0.40 were 

selected for retention of a factor (Smyth & Y arandi, 1996). Factors with an eigenvalue 

of 1 or greater determined the number of factors to be extracted. The interpretation of 

the results was in relationship to the conceptual framework and the assumption that 

suffering transcends all the domains of quality of life. 

To address the second research question, internal consistency reliability was 

established using a Coefficient alpha. A Coefficient alpha of 0. 70 was considered a 

sufficient indicator of reliability of the DSI (Nunnally & Bernstein, 1994). 



CHAPTER 4 

ANALYSIS OF DATA 

The aim of this methodological study was focused on establishing reliability and 

validity of the Description of Suffering Instrument (DSI). The descriptive and 

inferential statistics employed for data analysis included descriptive demographic data, 

Cronbach's alpha for internal consistency reliability, and factor analysis for construct 

validity. The treatment of the demographic data allowed a description of the 

participants; the questions in the instrument were examined for precision; and the 

findings were examined for clusters of related varia~les. 

Description of Sample 

The sample consisted of 155 cancer survivors who were members of a voluntary 

cancer survivor organization that returned completed questionnaires. This represents a 

55% return out of the 287 questionnaires that were mailed. The study participants were 

cancer survivors over the age of 18 and had previously been treated for a cancer 

diagnosis. Seventy-one percent (n=l 11 ) were female, 29 % (n=44) were male. Seventy

one percent (n=l 11) were married, 10 % (n=l5) were single, 12 % (n=l8) were divorced, 

and 7 % (n=l 1) were widowed. The mean age of the participants was 58.7 (SD=l 1.53), 

and the mean years of time since diagnosis was 8.8 (SO=6.82). Of the top five cancer 

diagnoses, 43% (n=66) had breast cancer, 12% (n=18) had prostate cancer, 8% (n=12) 

had colon cancer, and 7% (n=l 1) each had gynecologic~! and lymphoma cancer. The 

remaining 11 diagnoses were less than five percent each. 
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Findings 

The aim of the first research question was to identify constructs that unite a set of 

characteristics of the phenomenon of suffering as a means of determining construct 

validity using a factor analysis approach. A principal components factor analysis using a 

varimax rotation was performed on 155 participant scores. Principal components analysis 

extracts clusters of intercorrelated variables that account for variance in the observed 

variables. Varimax rotation is an orthogonal rotation that maximizes the variance of the 

loading within factors across v:ariables. Previously set acceptance criteria included 

eigenvalues greater than 1.0, and retention of indivtdual factor loading of 0.40 or higher·. 

The principal components analyses of the sample extracted six factors with 

eigenvalues of 1.0 or greater and individual loading of greater than 0.45. The individual 

factor loading of at least 0.40 for retention of an item is recommended (Smyth & 

Y arandi, 1996). Factors with an eigenvalue of 1 or greater determined the number of 

factors to be extracted. The smallest number of factors is desirable for reasons of 

parsimony. An orthogonal rotation is based on the assumption that the factors are 

uncorrelated and thus the independence of the factors is maintained (Polit & Hunger, 

1_999). 

The six factors accounted for 63.5% of the variance for the sample and were 

identified as: Factor I-Existential issues, Factor 2-Functional/physical issues, Factor3-

Emotional issues, Factor 4-lmpact of illness issues, F~ctor 5-Illness support issues, and 

Factor 6-Family support issues (Table 3). 



Table 3. 

Principal Components Factor Analysis ofDSI Scores. 

Total Variance Explained: 

Eigenvalue % of Variance Cum.% 

Factor 1 10.44 36.01 36.01 

Factor 2 2.46 8.47 44.48 

Factor 3 1.71 5.89 50.37 

Factor 4 1.52 5.23 55.60 

Factor 5 1.28 4.41 60.01 

Factor 6 1.03 3.54 63.55 

Total 63.55% 

The most frequently used rotation is the varimax rotation, which maximizes the 

loading of one factor and minimizes the loading on all others. The advantage of the 

varimax is the extracted factors have a greater number of items that load only on those 

factors (Ferketich & Muller, 1990). 
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Table 4 examines the variables that loaded onto another factor of greater than 0.40 

to analyze the proper placement of the variable: 



Table 4. Rotated Compound Matrix. 

Factor 1 Factor 2 Factor 3 Factor 4 Factor 5 Factor 6 

Factor !--Existential issues: 
Threat to existence .797 
Fear of recurrence .776 
Anxiety .708 
Sense of doom .605 
Dread of procedures .587 
Depression .509 
Hopelessness .453 .410 .410 

Factor 2--Functional/physical issues: 
Side effects .775 
Loss of independence .702 
Fatigue .651 .404 
Inability to perform ADLs .609 .475 
Loss of control .592 
Change in my appearance .494 

Factor 3--Emotional/feelings issues 
Disbelief this has happened .771 
Feeling sorry for self .636 .403 
Feeling of being alone .565 
Helplessness .555 
Anger associated with disease .481 
Feeling of guilt .459 
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Table 4. Rotated Component Matrix, Continued. 

Factor 4--Impact of disability issues: 
Frustration due to limitations 
Fear of being disabled 
Sense ofloss due to changes 
Financial problems 

Factor 5--Illness support issues: 
Unrelieved pain 
Lack of information 
Problems with HCP 
Change in belief system 

Factor 6-:,-Family support issues: 
Inability to share information 
Lack of understanding 

Factor 1 Factor 2 Factor 3 Factor 4 Factor 5 Factor 6 

.746 

.691 

.572 

.457 

.744 

.659 

.648 

.561 

.758 

.669 
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In Factor 1- Existential issues, seven variables loaded with values greater than 

0.45, and represented a threat to survival or fear of the unknown. Hopelessness loaded , 

onto Factors 2-Functional/physical issues at 0.410, and Factor 3-Emotional/feeling issues 

at 0.410 possibly indicating a dual nature of the variable related to physical and 

emotional issues. However, this item was retained in Factor 1 because the loading was 

greater than 0.45. 

In Factor 2-Functional/physical issues, six variables loaded with values greater 

than 0.49, and represented an inability to perform activities of daily living or physical 

effects of disease or treatment of disease. Two variables loaded onto other factors at 

greater than 0.40. Fatigue loaded onto Factor 5-Illness support issues possibly due to 

unrelieved pain or the perception-pf overall lack of support in the area of 

functional/physical issues. Inability to perform ADL' s loaded onto Factor 5-Illness 

support issues possibly due to perceived lack of support from lack of information or 

problems with healthcare professionals in addressing functional limitations. However, 

items were retained in Factor 2 because the loading of these items was greater than 0.60. 

In Factor 3-Emotional/feeling issues, six variables loaded with values greater than 

0.459, and represented the psychological responses to a threat to the integrity of person. 

Feeling of being alone loaded at 0.403 onto Factor 6-Family support issues possibly due 

to the isolation imposed by not being able to share information and a perceived lack of 

understanding by family members. This item with a loading of0.565 clearly belonged 

with Factor 3. 



In Factor 4-lmpact of disability issues, four variables loaded with values greater 

than 0.457, and represented responses resulting from the .disabilities experienced by 

cancer patients. 

In Factor 5-Illness support issues, four variables loaded with values greater than 

0.561, and represented areas where patients encountered problems with support such as 

pain control and lack of information from health care professionals. Change in belief 

system needs to be reevaluated due to the vagueness of the question in that the patient 

could have experienced a strong positive or negative response. 

In Factor 6-Family support issues, two vari~bles loaded with values greater than 

0.669, and represented difficulties related to family interactions and communication. 
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The aim of the second research question was to demonstrat~ an acceptable level 

of internal consistency reliability of the DSI at the 0. 7 level indicated as sufficient for 

new instruments. This question was tested by using a Cronbach's alpha to determine 

internal consistency reliability. The standardized reliability coefficient based on the 29-

item total for the DSiwas 0.93. Consequently the DSI was found to have strong internal 

consistency reliability. The alpha if item deleted scores for each of the items ranged from 

0.9275 to 0.9313, thereby suggesting that each of the items equally affect variation in the 

total score and any deletion would only slightly alter the above reported reliability. 

Question 30 of the DSI was included to permit the opportunity for open-ended 

comments about suffering. Eighty-seven ( 56 % ) of p~icipants responded. These data 

will be analyzed at a later time. 
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Summary of Findings 

A total of 155 cancer survivors returned completed questionnaires consisting of 

the Demographic Questionnaire and the DSI. The participants ranged in age from 25 to 

83 years of age with a mean age of 58.7 (SD=l 1.53). Seventy one percent were female 

and 29 percent were male. Breast cancer accounted for approximately 43% of the cancer 

diagnoses with 15 other diagnoses at fewer frequencies. Approximately 72% were 

married with the remaining 28% being divorced, single or widowed. The mean length of 

time since diagnosis was 8.8 (S0=6.82) years. 

A principal components factor analysis using a varimax orthogonal rotation was 

performed using 155 participant responses. The analysis extracted six factors meeting the 

preset criteria. These factors accounted for 63.5% of the total variance for the sample. 

This analysis confirmed that all items of the DSI interrelate in identifying the constructs 

that unite a set of characteristics of the phenomenon of suffering thereby answering the 

first re~earch question. 

Internal consistency reliability was demonstrated by a Cronbach's alpha of 0.93 

indicating high internal consistency reliability. This result favorably answered the second 

research question in demonstrating an acceptable level of internal consistency reliability 

exceeding the 0. 7 level indicated for new instruments. 



CHAPTER 5 

SUMMARY OF THE STUDY 

The purpose of this study was to establish the construct validity and internal 

consistency reliability of the Description of Suffering Instrument (DSI). The DSI is a 

newly developed instrument designed to allow cancer patients to identify the 

characteristics that contribute to the phenomenon of suffering. The goal is to provide an 

instrument that allows health care professionals to assess the state of suffering of patients 

in the hope of providing improved interventions. 

The instrument was developed from a compilation of research findings, both 

qualitative and quantitative, that identified themes/characteristics of suffering. Ferrell's 

(1996) Quality of Life (QOL) Model was used as a conceptual framework for the 

development of the DSI. The dimensions of QOL that underpin the model are physical, 

psychological, social, and spiritual. The assumptions derived from the model are that 

suffering transcends all domains of QOL and patients are the experts at identifying 

characteristics of suffering. Based on these assumptions, specific research questions 

focusing on the construct validity and internal consistency reliability of the DSI in 

measuring suffering were generated. 

This chapter will present a discussion of how the study was conducted with the 

focus on the psychometric properties of the DSI. The findings will be related to the 

conceptual framework and compared to previous research in the area of suffering from 

the review of literature section. Conclusions, implications, and recommendations will be 

made based on the study findings. 
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Summary 

In this methodological study, 155 cancer volunteers returned questionnaires 

regarding their perception of the characteristics of suffering. The DSI is a 29 item five

point likert scale that was designed to measure suffering in areas related to physical, 

psychological, social, and spfritual domains. The demographic profile of the cancer 

patients was included to describe the cancer patients who responded to the mail survey. 

Due to the voluntary nature of the survey, the findings are limited ·to and representative 

of only a segment of the population of cancer patients who responded to the survey. 
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Descriptive and inferential statistics were employed to describe the sample and to 

analyze the data in relationship to the psychometric properties of the DSI. Construct 

validity and internal consistency reliability were performed utilizing factor analysis and 

Cronbach's alpha testing of the instrument. 

Discussion of Findings 

Study findings are discussed in relationship to the demographic variables and are 

further guided by the research questions that focus on internal consistency reliability and 

construct validity of the Description of Suffering Instrument. These questions are 

discussed with consideration to the current conceptualization and measurement of 

suffering found in the review of literature. 

Demographics 

In the sample of 155 cancer patients, 71 % (n=l 11) were female and 29 % (n=44) 

were male. In the top five diagnoses represented in the sample, approximately 43% 

(n=66) were breast cancer patients, 12% (n=18) prostate cancer patients, 8% (n=12) 
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colon cancer patients, 7% (n=l 1) gynecological cancer patients, and 7% (n=l 1) 

lymphoma cancer patients. The large percentage of breast cancer reflects the majority 

representation of women in the sample. This finding reflects the status of breast cancer as 

the number one cause of cancer in women and as the second leading cause of death in 

women (American Cancer Society, 1999). The other 11 diagnoses in the sample were less 

than five percent each. These percentages are reflected in similar proportions to the 

estimated new cancer cases by sex, site, and state (American Cancer Society, 1999) 

Marital status revealed that a high percentage of survivors were married (71.6%, 

n=l 11), while the remaining survivors (28.4%, n=4~) were single, divorced, or widowed. 

The mean age of participants was 58.7 (SD=l 1.53) which corresponds to cancer being a 

disease primarily affecting the older population. The mean years of time since diagnosis 

was 8.8 (SD=l 1.53) which reflects a trend of increased survival in cancer survivors. 

The sample exhibited similar demographic characteristics to members of the 

voluntary cancer survivor organization. That group consists of70% female and 30% 

male. Eighty-nine percent are married with 11 % either single, divorced or widowed. In 

the information available on diagnoses, the breast cancer population comprises 40% and 

the prostate cancer patient 11 %. Overall, the sample is representative of the study 

population 

Validity 

Research question #1 was developed to evaluate the validity of the DSI in 

identifying constructs that unite a set of characteristics of suffering. A principal 

components factor analysis with varimax rotation revealed clusters of related variables. 



Six factors accounting for 63.5% of the variance were identified meeting the preset 

criteria of eigenvalues of 1.0 or greater and an individual loading value of at least 0.45. 
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Factor 1 or existential issues accounted for 36 % of the variance and loaded seven 

variables: threat to existence, fear of recurrence, anxiety, sense of doom, dread of 

procedures, depression, and hopelessness. The classical definition of Cassell (1982) and 

Kahn and Steeves (1986) reflect that suffering is a threat to the integrity or existence of a 

person is further supported by the identification of existential issues as being the greatest 

factor associated with suffering in this study. The top four loading variables of threat to 

existence, fear of recurrence, anxiety, and sense of doom are related to the issue of 

survival. Dread of procedures has been previously identified by Copp (1974) in a classic 

study in pain where anticipatory fears of procedures was identified as a major component 

of the suffering experience. The identification of fear of recurrence, depression, and 

hopelessness supports much of the findings of the qualitative studies (Battenfield, 1984; 

Dildy, 1996; Graneheim, Lindahl, & Kihlgren, 1997; Lindhom & Eriksson, 1993; Truett, 

in press) that described these aspects as major themes of the suffering experience. These 

variables reflect the human response to a threat to existence and are directly related to 

suffering. Knight (1992) identified the conditions of depression and hopelessness as 

being the lethal combination in wishing to take one's life. 

Factor 2 or functional/physical issues added an additional 8.47% of the variance 

and loaded six items: side effects, loss of independence, fatigue, inability to perform 

AD L's, loss of control, and change in appearance. Functional/physical issues become an 

integral part of suffering when viewed in the context of the inability to maintain 
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independence due to the disease process or the side effects of the treatment. Loss of 

independence, inability to perform ADL's, and loss of control support previous findings 

(Battenfield, 1984; Benedict, 1989; Charmaz, 1983; Dildy, 1996; Graneheim, Lindahl, & 

Kihlgren ,1997; Lindhom & Eriksson, 1993; Pollock & Sands, 1997; Truett, in press) 

identifying suffering as a multidimensional concept. The variables of side effects and 

change in appearance loading on functional/physical issues give more appreciation to the 

impact of disease and treatment of disease and the need to intervene in symptom 

management to prevent undue suffering from these aspects. 

Factor 3 or emotional/feelings issues added an additional 5.89% of the variance 

and loaded six variables: anger associated with disease or treatment, feeling of guilt 

related to disease, disbelief this has happened, feeling sorry for self, feeling of being 

alone, and helplessness. These findings support the pr~sence of the dimension of 

emotional/psychological and the impact the disease and treatment has on the feelings of 

self worth. Anger at multiple sources and the inability to control events has been 

identified as the origin of the emotion (Battenfield, 1984; Benedict, 1989; Dildy, 1996; 

Truett, in press). Feelings of guilt in that something could have been done to prevent the 

present situation has been reported (Battenfield, 1984). Disbelief and shock have been 

documented by several researchers as human responses involving suffering in the initial 

impact of disease (Battenfield, 1984; Benedict, 1989; Pollock & Sands, 1997) with 

researchers indicating a hierarchical progression with these responses occurring early in 

the disease process. The feeling sorry for self, feeling of being alone, and helplessness are 

closely associated to the mental anguish of the shattered self as described by Dildy 
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(1996). The feeling of being alone is similar to a theme of suffering as described by Daly 

(1995) as paralyzing anguish related to being apart from others. The helplessness 

experienced by patients can be related to the loss of control/powerlessness in order to 

deal with the overwhelming forces of disease and treatment of disease (Benedict, 1989; 

Dildy, 1996; Truett, in press). 

Factor 4 or impact of disability issues added an additional 5.23% of the variance 

and loaded four variables: frustration due to limitations, fear of being disabled, sense of 

loss due to changes, and financial problems. These variables are closely related to the 

emotional/feelings issues as associated with the functional/physical impact of the disease 

or treatment. Frustration due to limitations and fear of being disabled are closely 

.. associated with themes identified-by Dildy (1996) in activity limitations or being 'locked 

in'; 'restricted lives' as described by Charmaz (1983) as well as the fear of being a 

burden (Charmaz, 1983; Pollock & Sands, 1997). Sense of loss due to changes in life 

style has been identified by researchers as related to multiple losses such as loss of job, 

role in the family, creative endeavors and independence (Chamaz, 1983; Benedict, 1989; 

Truett, in press). Charmaz (1983) concludes suffering is the 'language ofloss' and the 

need to assess the feelings of patients in this area plus intervene when appropriate is 

critical. Financial problems most likely loaded on this factor due to the impact ofloss of 

independence, income producing activities, and the cost of treatment of disease. This 

variable supports Dildy (1996) in the description of the disintegration of personhood in 

the inability to be self-sufficient. 
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Factor 5 or illness support issues added an additional 4.14% of the variance and 

loaded four variables: unrelieved pain, lack of information; problems with healthcare 

professional, and change in belief systems. The findings support the widely held view 

that suffering is different from pain ( Cassell, 1982; Hill, 1995; Kahn & Steeves, 1986) 

and that suffering is related to pain only when pain is unrelieved. Lack of information and 

difficulty with healthcare professionals ensuring adequate interventions for issues such as 

pain can lead to suffering in the cancer patient. These items relate to the findings that 

patients suffer when they are uninformed about the aspects of disease and treatment of 

disease and as a result of this they are unable to deal.with problems successfully 

(Benedict, 1989; Polluck & Sands, 1997; Truett, in press). These variables also support 

the identification of patients feeling that they are 'being discredited' as described by 

Charmaz, 1983). Change in belief system loaded onto this factor probably due to the 

impact of dealing with cancer and existence issues. This finding supports the feelings of 

abandonment/alienation in feeling alone to fight the battle of survival (Battenfield, 1984; 

Pollock & Sands, 1997; Truett, in press). 

Factor 6 or family support issues added an additional 3.54% percent of the 

variance and loaded two items: lack of understanding and inability to share information. 

These items support the findings of patient suffering related to social isolation/alienation, 

longing for another human being, and withdrawing from social contact because of the 

inability to communicate what they are going through (Charmaz, 1983; Daly, 1995; 

Lindhom & Eriksson, 1993; Pollock & Sands, 1997; Truett, in press). Daly (1995) 

describes this feeling as anguish at being apart from others. 
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The assumption from Ferrell's (1996) quality oflife (QOL) conceptual framework 

that suffering transcends all domains of QOL has been supported by the findings of this 

study in the identification of physical, psychological, social, and spiritual domains as 

follows: 

The spiritual domain was represented in the identification of existential issues as 

the factor with the most variance. Issues of the life-altering experience of a cancer 

diagnosis plus the vulnerability of unknown outcomes associated with this domain was 

supported by the findings:Further findings of fears ofrecurrence, anxiety, depression, 

and hopelessness related to survival were identified . .. 

The physical domain was represented in the identification of functional/physical 

issues as the second factor. Variables representing the physical manifestations of side 

effects as well as changes in physical appearance were identified. Functional disabilities 

such as inability to perform activities of daily living and fatigue that interfered with the 

ability to function were identified. Further findings included in this domain were loss of 

control to direct their lives from a functional standpoint and loss of independence due to 

disability. Factor five or illness support issues identified the variable of unrelieved pain as 

a source of suffering which would be related to the physical domain. 

The psycho logical domain was represented by the identification of 

emotional/feelings issues and impact of disability issues as the third arid forth factors. 

The feelings revolved around self worth, being alone, and shock and disbelief this was 

happening. The impact of disabilities variables underscores the suffering identified with 

the inability to function and maintain independence. 
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The social domain was represented by the identification of family support issues 

as the sixth factor. The issues of lack of understanding and inability to share information 

was descriptive of the social isolation and alienation associated with the diagnosis of 

cancer and the impact on the family roles and dynamics. 

Reliability 

Research question # 2 was developed to determine if the DSI achieved an 

acceptable level of internal consistency reliability by reaching a level of0.7 or greater. 

Using a Cronbach's alpha the internal consistency reliability of0.92 exceeded the 

minimal level for a new instrument indicating that items on the DSI are a measure of 

suffering. At this time there are no other instruments developed to measure suffering that 

would permit comparison. 

Conclusions 

Based on the study findings, the following conclusions are offered. 

1. The DSI demonstrated construct validity through the identification of six 

factors of suffering. 

2. All 29 items of the OSI were found to interrelate in measuring the concept of 

suffering thus establishing the presence of construct validity. 

3. The six factors identified in the construct of suffering were consistent with the 

multidimensional domains of the quality of life model utilized as the 

:framework for the development of the instrument. 

4. The DSI demonstrated a high level of internal consistency reliability in this 

sample of 155 cancer patients. 



Implications 

The implications for health care professionals based on the conclusions of this 

study are as follows: 

1. The identification of the existential issues as being the most important of the 

factors gives rise to consideration of the need to assess this area more thoroughly and to 

provide improved communication and support to patients in the areas of threat to 

existence and vulnerability as it relates to fear of recurrence. 
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2. The second factor identified in suffering is in the physical/functional domain. 

The importance of these findings support the need to i~entify the presence of 

physical/functional disabilities, as well as the impact of side effects of treatment, in order 

to intervene to assist the-patient and family in identifying strategies to allow patients to be 

more independent and less of a burden. 

3. The way in which emotional/feelings issues (factor three) differs from the 

impact of disability issues ( factor four) is related to innermost feelings of self worth 

versus feelings derived from outside factors as they affect the evaluation of self worth. 

The separation of these areas into two distinct factors is important in the consideration of 

the impact of suffering and how to assess and intervene in specific ways to address both 

of these issues. 

4. The fifth factor identified was labeled as illness support issues and reflected 

the variables of unrelieved pain, lack of information, problems with healthcare 

professionals, and change in belief system. This finding supports the need to eliminate 

the barriers to effective pain management and to provide improved assessment and 
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intervention to prevent the needless suffering of patients due to the inadequate treatment 

of cancer pain. The area of lack of information and problems with healthcare 

professionals are closely related in the failure of the healthcare system to adequately 

address the primary concerns of patients. The variable of change in belief system as an 

element of suffering is unclear since the wording of the question could have been in a 

negative or positive direction. Further development of this question is indicated. 

5. The sixth factor identifies the need to include patients and family members 

together in the communication process and to assist them to discuss the implications of 

the disease and the treatment of disease on the family dynamics. 

6. The underlying premise of this study is that suffering is an undesirable state, 

which if left undetected will be unrelieved. The findings of this study have 

demonstrated the characteristics of suffering as identified by cancer patients, and these 

data have been examined to identify underlying constructs by finding clusters of related 

variables. These clusters or factors transcended the domains of the QOL model of 

physical, psychological, social, and spiritual. The problem involved with the condition 

of suffering is that it is inadequately assessed and thus inadequately treated. The OSI is 

an ·instrument that can be utilized to identify a patient's suffering profile and alert 

healthcare professionals to the areas needing attention. Since the topic of suffering is 

uncomfortable for many health care professionals as well as patients, an instrument of 

this nature would be helpful to initiate discussion of areas of concern and provide 

specific intervention to alleviate suffering. 



Recommendations for Further Study 

The following recommendations for further study are proposed based on the 

present study: 
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1. Replicate the instrument development study of the DSI on multiple 

populations of cancer patients to further establish validity and reliability of the 

instrument to increase generalizability. 

2. Conduct methodological triangulation studies utilizing qualitative and 

quantitative methods on the same sample to increase credibility and validity of 

the DSI. 

3. Conduct a concurrent validity study utilizing a QOL instrument to test 

relationship to QOL. 

4. Conduct intervention experimental/quasi-experimental studies to investigate 

the impact of various interventions on suffering utilizing the DSI. 

5. Include multicultural groups in future studies involving the DSI. 

6. Include the DSI in future research studies on drug therapies for cancer pain to 

investigate the impact of pain medication on suffering. 
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DESCRIPTION OF SUFFERING INSTRUMENT 

Instructions: 
The following instrument consists of a series of statements regarding your experience of 
suffering since your diagnosis and treatment of cancer. After reading each statement, 
please determine your level of suffering on the following scale: 

0 = none, 1 = a little, 2 = some, 3 = a lot, and 4 = very much. 

To what degree did you experience suffering related to the following areas? 

1. Inability to accomplish normal activities of daily living. 

O=none 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

2. Pain that is not relieved by pain medicine or other treatment measures. 

O=none 1 =a little__ 2=some_ 3=a lot_ 4=very much_ 

3. Thinking that my family or friends do not l;lllderstand what I am going through. 

O=none_ 1 =a little_ 2=some_· _ 3=a lot_ 4=very much_ 

4. Inability to give or share information with my family or friends regarding my disease 
or treatment. 

O=none 1 =a little 2=some 3=a lot _ 4=very much_ 

5. Loss of control to direct my life since my diagnosis. 

O=none 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

6. Anger associated with my disease or treatment. 
O=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

7. Sense of loss due to changes since my diagnosis. 
O=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

8. Sense of doom related to my diagnosis or treatment. 

O=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

9. Depression or sadness related to my disease or treatment. 
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O=none 1 =a little 2=some 3=a lot_ 4=very much_ 

10. A threat to my existence because of my disease. 

O=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

11. Hopelessness in dealing with my disease or treatment. 

O=none 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

12. Feelings of guilt related to my disease 

O=none 1 =a little 2=some 3=a lot_ 4=very much_ 

13. Feeling sorry for myself 

O=none 1 =a little 2=some 3=a lot_ 4=very much_ 

14. Feeling of being ~one in the fight to overcome my present circumstances. 

O=none_ · 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

15. Financial problems related to my disease or treatment 

O=none 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

16. Lack of information regarding my disease or treatment. 

O=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

17. Change in my appearance related to my disease or treatment. 

O=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

18. Fatigue that interfered with my ability to function. 

O=none 1 =a little_ 2=some_ 3=a.lot _ 4=very much_ 

19. Fear of recurrence of my disease. 

O=none l=a little 2=some 3=a lot_ 4=very much_ 
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20. Dread of unpleasant procedures related to treatment of my disease. 

0=none 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

21. Side effects related to my treatment. 

0=none 1 =a little 2=some 3=a lot_ 4=very much_ 

22. Change in my belief systems (spirituaVtranscendental) since my diagnosis. 

0=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

23. Anxiety related to the unknown outcome of the disease or treatment. 

0=none_ 1 =a little_ 2=some_ 3=a lot_ 4=very much_ 

24. Fear of being disabled in the future. 

0=none 1 =a little 2=some 3=a lot _ 4=very much_ 

25. Frustration related to present circumst~ces. 

0=none 1 =a little 2=some 3=a lot _ 4=very much_ 

26. Problems with health-care professionals. 

0=none 1 =a little 2=some 3=a lot _ 4=very much_ 

27. Disbelief that this has happened to me. 

0=none 1 =a little 2=some 3=a lot _ 4=very much_ 

28. Loss of independence. 

0=none 1 =a little 2=some 3=a lot_ 4=very much_ 

29. Helplessness in the face of events. 

0=none 1 =a little 2=some 3=a lot_ 4=very much_-
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30. I there anything else you would like to say about your experience of suffering? Please 
feel free to comment below. 
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DEMOGRAPIDC QUESTIONNAIRE 

AGE ----

GENDER -----

DIAGNOSIS ________________ _ 

TIME ELAPSED SINCE DIAGNOSIS ___ MONTHS, ___ YEARS 

MARITAL STATUS __ Married __ Single __ Divorced __ Widow(er) 
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tt it is the decision of the research committee (for student research) or the department coordinator 
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Leta Truett, MN, RN 

Title of the Research: Development of a Tool for. Patients to Describe the Phenomenon 
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