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ABSTRACT 

Purpose: Explore how nurses and patients talk about cancer pain management 

during an oncology clinic visit. Describe the elements of these interactions and the 

patient-researcher discussions in order to evaluate the communication process used to 

report pain and to plan pain management. 

Design: Exploratory design of nurse-patient oncology clinic interactions and 

patient-researcher discussions. 

Methods: Nurse participants completed 1) a questionnaire about clinic time 

spent with patients and 2) Ward's Barrier Questionnaire (BQ) which concerns beliefs 

about the use of analgesics. Patient participants also completed a questionnaire about 

pain and Ward's BQ. Nurse-patient clinical interactions were audio-taped and 

analyzed by means of narrative analysis. Post-questionnaire patient-researcher 

discussions were analyzed also by narrative analysis. Quantitative data analysis was 

conducted on data from the questionnaires. 

Findings: Audio-taped nurse-patient interactions were divided by theme 

grouping into four summary examples: 1) Beginning to want to put it all together 

(56%), Communicating personal uniqueness (22%), 3) Active patient participation 

(13%), and 4) Learning about tests for future treatment (9%). Analysis revealed that 

while over 60% of the participants reported to be presently in pain, pain and pain 

management were rarely mentioned during the interactions. Patients did talk about 

pain extensively during the post-questionnaire discussions. 
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Conclusions: Narrative analysis of nurse-patient interactions can provide 

health care professionals with examples of the quality and extent of information that 

cancer patients need regarding pain management. Not enough attention is given to 

patients' pain reports in the planning of pain management. Without systematic study 

of patients' pain reports and patients' comments on the effectiveness of analgesics, 

oncology clinic pain management will continue to remain inadequate. 
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CHAPTER 1 

THE SCOPE OF THE STUDY 

Cancer is the second leading cause of death in this country, accounting for 

more than 25% of ail adult deaths (Finley, 1998). Even with new clinical treatment 

increasing survival rates for some cancers, the overall incidence of the disease is 

rising. In the year 2002 it is estimated that approximately 1,228,900 new cases of 

invasive cancer will be diagnosed in the United States, and 555,500 Americans will 

die of the disease (Jemal, Thomas, Murray & Thun, 2002). The dread with which the 

disease is regarded has to do not only with high mortality rates, but with the 

expectation that the disease's progression is likely to be accompanied with extreme 

pain. This, unfortunately, is too often an accurate expectation: pain is the most 

common, distressing and incapacitating symptom of advanced cancer, with 65 to 85% 

of patients experiencing moderate to severe pain as the disease progresses (Finley, 

1998; Miaskowski, 2001). 

Cancer pain is not only common, it is also often given inadequate 

treatment over the course of the disease. It is estimated from 30 to 50% of all cancer 

patients in active treatment and more than 70% of those in treatment for advanced disease 

still experience self-reported moderate to severe pain on a daily basis (Bonica, 1990; 

Chandler & Payne, 1998). Eighty-six percent of practicing physicians surveyed believed 

that the majority of cancer patients with pain were under-medicated (Von Roenn, 

Cleeland, Gonin, et al., 1993). Given these statistics, it is hardly surprising then that 69% 
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of the general public surveyed indicated they would consider suicide if cancer pain 

became intolerable (Levin, Cleeland, & Dar, 1985). 

The topic of pain management is one that has received considerable attention in 

the past ten years, and organizations such as the World Health Organization (WHO) have 

designated the relief of cancer pain as one of the main goals of cancer control programs 

(WHO, 1986). The United States Agency for Health Care Policy and Research (AHCPR) 

released its guidelines on cancer pain in 1994, estimating that through the use of these 

national guidelines, with early and aggressive treatment nearly 90% of all cancer pain 

could be effectively controlled (AHCPR, 1994). The American Pain Society (APS) has 

recently published the third edition of its guidelines for using analgesics to treat acute and 

cancer pain (APS, 1992). The American Society of Clinical Oncology (ASCO) issued a 

formal statement on the rights of cancer patients to receive adequate pain management, 

and published guidelines of educational curriculum for oncologists and oncologists in 

training (Ad Hoc Committee on Cancer Pain of the ASCO, 1992). The Oncology Nursing 

Society's (ONS) position paper on cancer pain emphasized that cancer pain is often 

managed inadequately, and stated that individuals have the right to have pain recognized 

as a serious problem and dealt with expediently (Spross, McGuire, & Schmitt, 1991). 

Similarly, the National Institutes of Health (NIH) consensus statement on the 

integrated approach to management of pain highlighted inadequacies of current 

approaches, and specifically recommended the use of multiple treatment modalities for 

cancer patients (NIH, 1986). Though it did not pass, in the U.S. Congress the Wyden Bill 
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(May 3,1999) sought to amend the Public Health Service Act to respond to "the public 

health crisis of pain," and included guidelines for the development of commimity and 

professional resources in treating acute, chronic and cancer pain. Finally, and perhaps 

most significantly, the Joint Commission on Accreditation of Healthcare Organizations 

(JCAHO) in 1999 set new requirements for the assessment and management of pain in 

hospitals and other health care settings. Since JACHO accredits about 20,000 hospitals, 

nursing homes and home-care agencies which together provide approximately 96% of the 

nation's in-patient care these new requirements will have major effects on improving pain 

management. JCAHO standards for the first time recognize that pain is a major, yet 

largely avoidable, public health problem, and also economically mandate the "right" of 

all patients to appropriate assessment and management of pain (JCAHO, 1999). These 

position papers, guidelines, statements of patients' rights and recommendations for cancer 

pain treatment have been developed in part because of the compelling evidence 

documented over at least two decades that umelieved cancer pain is a significant 

problem, one that could be adequately managed with increased professional and 

patient/family education. 

PURPOSE OF THE STUDY 

Inadequate pain treatment for cancer patients is both unacceptable and 

unnecessary. Understanding how nurses and cancer patients communicate is essential for 

optimal assessment, planning and treatment of cancer pain and will help to overcome that 

inadequacy (Spross, McGuire, & Schmitt, 1991). Thus, the purpose of this study is to 
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explore the ways in which the meanings of cancer pain are determined and evaluated 

during the nurse-patient exchanges that occur in a clinical encounter. The meanings of 

pain for the cancer patient that emerge diuing a clinical encounter will be analyzed and 

categorized. The elements of these exchanges and how nurses use this process of 

communication to provide, or not to provide, pain management will be examined and 

described. 

The nurse-patient interactions relevant to pain management have been extensively 

studied from the perspective of the nurse's assessment and treatment decisions and the 

patient's satisfaction with treatment (Carr, 1990; Dudley & Holm, 1984; Ferrell, 

McCaffery & Grant, 1991). However, despite nursing's general acceptance of Peplau's 

axiom that the nurse-patient interpersonal relationship is the "heart of nursing," no 

research has focused on the nurse-patient communication process (Frankel, 1986; 

Lowenberg, 1994; Morse, 1991; Mishler, 1986; Peplau, 1989; Waitzkin, 1990; Zola, 

1991), and no research thus far has explored the ways in which the meanings of pain for 

cancer patients are determined and evaluated in this process. Through a narrative analysis 

of the communication between nurse and cancer patient during clinical encounters this 

study will focus on the way that nurses and patients discuss cancer pain. The analysis will 

also provide descriptions of the cognitive and sociocultural dimensions of pain, the 

backgroimds that often influence the nature of that communication. 

SIGNIFICANCE 

Patients with cancer and their family caregivers are increasingly demanding 
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adequate cancer pain management. In a landmark 1990 legal case involving a terminally 

ill cancer patient admitted to a nursing home in North Carolina, opioid analgesics were 

withheld from the patient and other medications substituted by the nurse because the 

nurse was concerned about possible opioid addiction. The family of the patient proved 

that failure of the nurse and her employer to fulfill their professional obligations and 

responsibilities resulted in increased pain and suffering as well as "emotional and mental 

anguish" for the patient. This constituted "inhuman treatment" inflicted "without regard 

to the consequences and without care as to whether or not the patient received analgesic 

relief and without care that the result and procedures were torture of the human flesh." 

(Anfarola & Donato, 1991, p.407). Based on medical experts testifying on the proper 

medical standard of care for the administration of opioid analgesics and specifically on 

the administration of morphine for the relief of intractable pain and the existence of the 

"Patients' Bill of Rights" giving the patient the right to appropriate pain treatment, the 

jury awarded the family 15 million dollars for compensatory and punitive damages. 

Although the award was later set aside and a confidential settlement figure (probably a 

lesser amount) was agreed on, the case underscored the relatively new legal importance 

of recognizing ethical and professional obligations to relieve pain and suffering (Anfarola 

& Donato, 1991). 

On September 3, 1999, in the first case in the United States, the Oregon Board of 

Medical Examiners disciplined a physician for insufficiently treating pain in his patients. 

Previously, like many state medical boards, the Oregon board had focused on 
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disciplining doctors who had over prescribed opioid drugs. Dr. Paul Bilder was found to 

have not prescribed enough opioid drugs to alleviate pain in six patients between 1993 

and 1998. The board ordered Dr. Bilder to complete a physician's education program and 

a program on physician-patient communications. It also ordered that he undergo 

psychiatric treatment (The Oreeonian. 9/2/1999; The New York Times. 9/4/199). 

These cases point up the serious legal consequences that can result when a health 

care provider chooses to overlook or under-use appropriate pain medications in dosages 

suitable for a patient's need. Medical review boards and law-enforcement officials and 

state legislatures have begun passing laws to shield doctors from being prosecuted for 

prescribing regulated medications against intractable pain. Half of the state medical 

boards in the nation have in recent years adopted model gmdelines, written by the 

Federation of State Medical Boards, to protect doctors from losing their licenses for 

prescribing large amounts of morphine and other narcotics, so long as they are given 

strictly for relieving pain caused by medical disorders. Nineteen states now have laws 

that protect doctors from prosecution and a dozen more states, along with the United 

States Senate, are considering similar legislation. Ten years ago, no states had such 

protection. These legal cases and revisions of state laws represent the change in how the 

public now beUeves pain can and should be treated. 

Unrelieved cancer pain results in patient suffering, decreased quality of life and 

ultimately higher medical and non-medical costs due to increased likelihood of lost 

wages for patient and family and higher utilization of medical services, such as 
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emergency department visits and imnecessary hospitalization (Chandler & Payne, 1998). 

The financial cost associated with caring for patients with cancer-related pain has only 

recently been given significant attention. MediTrends says approximately 12% of all 

hospital admissions are due to unrelieved cancer pain (Ropchan, Ferrell, Grant,, & 

Fleming, 1992). Admission records over a 12 month period in one national cancer center 

revealed that 26% of 5,772 patients studied had at least one hospital admission for 

uncontrolled pain, and that 52% of admissions for uncontrolled pain occurred within two 

weeks of the patient's most recent hospital discharge (Ropchan, Ferrell, Grant et al., 

1992). The 255 readmissions for uncontrolled pain observed in the Ropchan et al. study 

were estimated to cost approximately 5 million dollars over the one-year period. Because 

insurance coverage of readmissions for pain control is likely to be limited, tremendous 

costs to both patients and health care facilities may result. 

Economic reports from two cancer centers further confirm the significance of 

hospital cost for unscheduled hospital admissions for unrelieved pain. At the City of 

Hope in California 26% of all admissions were for unrelieved pain, the average length of 

stay was 12 days at a daily cost of $ 1,800 resulting in an annual hospital cost of 5.1 

million dollars (Ferrell, 1993). At the MD Anderson Cancer Center, Texas, the percent of 

admissions for pain was 24%, with an average length of stay of 10.5 days at a daily cost 

of $1,300 resulting in annual hospital costs of 4.7 million dollars. Stommel quantified 

family out of pocket costs for direct and indirect cost at an annualized $12, 532 with 79% 

for lost wadges (Larsen, Chandler, & Payne, 1996). The City of Hope National Medical 
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Center in California instituted a quality assurance program in pain management to 

educate the medical community of appropriate opioid administration, side effect 

management, and identification of high-risk patients for referral to the hospital's Pain & 

Symptom Management Consultation Service. These efforts resulted in a $1 million 

saving to the hospital (Grant, Ferrell, Rivera, et al., 1995). 

Over 47 million people in the United States have no health insurance and an 

additional 80 million people are estimated to be significantly underinsured for a serious 

or chronic illness (Halyard, 2000). Even those with insurance are faced with the 

problems of deductibles, charges for uncovered services, copayments, and the multitude 

of indirect costs associated with family care giving such as lost work time, transportation, 

and child care. The elderly and minority populations are hardest hit by the constraints of 

a failing health care reimbursement system (Blendon, Aiken, Freeman, Corey, 1989). 

Uninsured or underinsiired people with cancer have extremely few options for cancer 

pain management. Usually they will have limited access to the least expensive modality 

of pain relief, such as oral analgesics, but they will not have access to more recent 

advances in pain management, such as Patient Controlled Analgesia (PC A) pumps, 

intraspinal analgesics, and other more expensive modalities. A multisite chart audit by 

Feirell and Rhiner demonstrated that the uninsured were less likely to have pain 

management provided by PCA or other technological innovations (Ferrell & Rhiner, 

1994). However, oral analgesics, properly prescribed and administered, are very effective 

in controlling up to 90% of cancer pain (AHCPR, 1994). In many cases, unfortunately. 



this control is limited by two factors; a health care professional's inadequate knowledge 

of pain management, or a cost to patients and families that even for relatively inexpensive 

oral medication may be prohibitive (Ferrell & Griffith, 1994). Foley addressed these 

concerns, warning against health care available only to the limited number of patients 

with appropriate insurance coverage. She asserted pain management should not be 

rationed on a financial basis, and therefore health care professionals must leam to use 

cost-effective methods that are available and that will provide adequate pain control 

(Foley, 1986). 

The inhibiting factors for pain control mean that many patients silently endure or 

even conceal pain unless specifically asked in detail about, say, the possibility of pain 

restricting the activities of daily life (Jacox, 1979). This finding is especially important in 

view of the research which suggests that uncontrolled pain can potentially enhance the 

growth of tumor cells (Ahles & Martin, 1992). This probable effect is not a subject of my 

study, but it seems possible that an efficient cancer pain communication process between 

nurse and cancer patient may therefore not only enhance physical and psychological 

comfort, but may also have a potentially crucial retarding effect on tumor growth and 

progression of disease and disease complications. 

The examples cited above could be expanded and multiplied: patient need and a 

climate of health care cost containment mean that adequate pain control will continue to 

be a serious problem area for health care professionals. Despite new drugs and other pain 

control options, the statistical evidence shows that the majority of cancer patients 
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continue to suffer unrelieved pain, indicating that part of the problem may well be in the 

assessment and implementation of treatments. I propose, therefore, to examine how nurse 

and patient communicate with each other, trying to isolate those elements within their 

exchanges which help or hinder mutual understanding of the experience of pain. I will 

record the interaction between nurse and cancer patient during actual visits to the 

oncology clinic, and then use methods of narrative analysis to examine and describe 

elements of clinical pain discourse and resultant meanings of adult cancer pain; in future I 

intend to use this foundation work in constructing a nurse-patient communication model 

useful for clinical interactions. Narrative analysis assumes that examining characteristic 

narrative structures and sequencing will reveal that some issues are marginalized or left 

unexpressed, and that these issues often reveal the attitudes, beliefs, and ideologies of 

both nurse and patient. Therefore my analysis will also be guided by feminist and critical 

social theory, which stress the value of close attention to roles, class, power exchanges 

and possible marginalizations. My focus will not be on a strictly linguistic analysis of 

discourse, but on theme presentation, with particular attention paid to the clinic structure 

as an underlying organizational factor in the nurse-patient communication process and 

nurse and patient roles (Fagerhaugh & Strauss, 1977). 

THEORETICAL PERSPECTIVE 

The methodology of my study is derived from narrative analysis, one of the many 

branches of what is generally termed "qualitative research." Historically, the primary aim 

of science has been to examine particular conditions and establish generalizations that can 
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be applied as blanket rules: the typical end of science is to establish the predictive 

potential of a generalization. However, while propositions describing atoms and electrons 

have a long validity, and the theoretical physicist can regard the processes of the world as 

steady, rarely is a social or behavioral phenomenon isolated enough to have this steady 

state property. "Hence the explanations we live by will always remain partial, and distant 

from real events...and rather short-lived. The atheoretical regularities of the actuary are 

even more time bound. An actuarial table describing human affairs changes from science 

into history before it can be set in type." (Cronbach, 1975). The recognition of this time-

bound nature of human experience and the social conditioning of human judgment have 

produced a critique of "absolute science." The "truth" of science, the view of "reality" as 

a single objective reality, is based on both empirical and theoretical generalizations, but 

as Cronbach said in his classic 1975 paper: 

"Generalizations decay. At one time a conclusion describes the existing situation 

well, at a later time it accounts for rather little variance, and ultimately it is valid only as 

history. The half-life of an empirical proposition may be great or small. The more open 

the system, the shorter the half-life of relations within it are likely to be." (Cronbach, 

1975, p) 

Cronbach is approaching the so-called "post-modem" paradigm, in which science 

and research methods are viewed as multiple, socially constructed realities that may 

change with time. If one accepts this proposal, then empirical or theoretical 

generalizations have meaning only for a particular situation and time. 
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Because of this difference between physics and sociology, qualitative research, 

which is socially based, addresses theoretical generalization in a new way. Its primary 

concern is richly describing the conditions under which the construct or theory operates, 

not with the generalization of the finding to other settings (Morse, 1994). In qualitative 

research the most useful results are particular observations of a social situation, not 

generalizations drawn from a statistical sample (Miles and Huberman, 1994). With 

qualitative studies it is left up to other researchers to decide what in a prior qualitative 

study may be applicable to their own work; a prior qualitative study may provide 

background data or a methodology that would help a researcher explore a similar 

phenomenon, but that researcher would not expect necessarily to sustain a generalization 

from the earlier work. The ability to predict and control is lost in these studies when they 

are based on a multiple reality paradigm. One still needs adequate size and random 

samples. 

Qualitative Research and its Connection with "Truth" 

It is an accepted belief that all science advances through research; researchers 

uncover truth or constructs by studying phenomena, using previously validated and 

replicable methods. To this end, research is constantly said to be striving after "better 

methods for securing the facts deemed necessary to arrive at the generalization which it 

seeks" (Rose, 1990, p. 11). The limitations of research, therefore, are those restrictions 

that may affect the investigator's ability to generalize the study results (Dempsey & 

Dempsey, 1986), and it is agreed that correct statistical analysis in quantitative research 
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will ensure the removal of contaminating error in this research, whether the source of 

error be researcher bias, improper research design, or data collection problems (Miles & 

Hubermann, 1994). Through this process "a coherent body of theoretical generalizations 

[is produced] into which all new research is integrated" (Nicholl, 1992, p. 12). 

Because the concern in qualitative research is with "rich" local data, and not 

primarily with replicable generalization, in qualitative research "truths" are more elusive 

than in a quantitative study. All research claims that reality has been accurately portrayed; 

in quantitative research, the claim for "truth" is supported by a statistical methodology 

(decreasing competing artifacts of confounds, instrumentation, and selection/sampling 

biases). Because it does not rely primarily on statistics to assure accuracy, qualitative 

research is often faulted for failing to achieve methodological rigor (Sandelowski, 1993). 

But qualitative research assumes uniqueness across the human experience, and therefore 

transferability or generalization of study results to other populations may not be possible, 

due to the variability of contexts, of different times and sample compositions. Schofleld 

concisely discusses these issues of generalization in terms of "reality," where reality is 

not only "what is" (current reality) but also "what may be" (trends, changes) and "what 

could be" (the ideal, the exceptional) (Schofield, 1990). 

In qualitative research, what is replicated is not generalization, but process: a 

reader may follow the process (the audit trail) by which the researcher arrived at his or 

her results. Qualitative data are "credible when other people can recognize the 

experience" in the data findings, though other researchers may come to other 
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interpretations of the data (Sandelowski, 1986, p. 35). For example, narrative analysis 

relies on contextually grounded linguistic and interpretive practices, rather "than on rules 

assumed to be sufGciently abstract and universal for every project: (Sandelowski, 1993, 

p. 2). Rigor is faithful adherence to the spirit of qualitative work rather than rules of 

procedure. Narrative analysis assumes that reality is multiple and constructed rather than 

singular, tangible, external, corroboratory, and repeatable. Validity criterion of a 

narrative study can not depend on replicable outcomes (Tesch, 1990) any more than it can 

depend on the consensus of other researchers. The human experience is unique and both 

the study data and the researcher's interpretation must allow for contextual factors. 

Therefore, consistency must lie within the researcher performing data collection and data 

analysis, and this consistency is demonstrated when another researcher can "clearly 

follow the decision trail used by the investigator" (Lincoln & Cuba, 1985, p. 318). 

Narrative Analysis and Critical Theory 

Tne most important element in the post-modem paradigm, which underlies the 

methodology of narrative analysis used in this smdy, is derived &om elements of what is 

referred to in humanities and social science as "critical theory." The historical emphasis 

of critical theory has been on ideology, that is, idea systems produced by the socially elite 

that tend to be false and to conceal truths. It has evolved over time to concerns about 

domination in modem capitalist societies. Critical social theory has been described and 

promoted as a relevant framework for theory development in nursing, both theoretical 

and data based (Powers & Knapp, 1995). The heart of critical theory is the 
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epistemological assumption, that language precedes thought and is necessary to mediate 

human experience as thought, and therefore, to a degree, creates and defines human 

experience. However, because human experience is also individual, language becomes 

somewhat individualized, so, simply put, words do not mean exactly the same thing to 

different people (Duran, 1998). The phrase, "It hurts," has many possible meanings for 

different individuals. Language here is seen as a network mediating between individual 

experience and the common fund of encounters with the world. This conception is hardly 

unusual, certainly in medical settings; often a patient or a nurse will recognize that it is 

very difficult to say just what he or she means so th^t the other person understands 

exactly what is meant. To compensate for the inexactness of language, there must be 

constant readjustment, checking, and evaluation between the nurse and the patient. 

Of course, the very limited time constraints of a clinic encounter may severely 

hinder the possibilities of complete understanding between nurse and patient, and critical 

theory also proposes to examine such particular social contexts. Both human individuality 

and commonality are influenced not only by habits of language, but by changing 

individual cognition, sociocultural experiences and setting, and critical theory guides a 

researcher in examining sociocultural factors such as class, education, gender or financial 

resources that may oppress or constrain clear communication between patient and nurse. 

For example: narrative analysis of nurse-cancer patient encounters might reveal important 

differences in culture, age, or other human characteristics which affect the 

communication processes and so affect pain management. A patient who said he was 



pleased with his pain management plan, but then went on to complain that he was unable 

to attend social functions because of breakthrough pain might be uncomfortable in 

criticizing the nurse or the health care facility, and this apparent contradiction might 

originate in his understanding of the role of a patient. Thus, one element of narrative 

analysis used in this study will focus on these contextual elements in the communication 

process. 

Critical theory allows the researcher to consider both the problematics of 

communication and the effects of social factors; in the form of narrative analysis it helps 

the researcher to clarify what is absent or excluded from a narrative exchange, what is 

marginalized, how discourse is interrupted or redirected, emphasized or de-emphasized 

(Culler, 1981). The analysis of narrative focuses on interpretation of what is said and 

what is not said, what is explicit or implicit, in the "story." Through interpretive analysis 

of narrative, hidden presuppositions and contradictions may be inferred that otherwise 

would not be identified as problematic areas of conmiunication, and thus would remain 

impediments to adequate pain management (Hawthome, 1992; Waitzkin, 1989). Critical 

theory applied to communication data analysis (such as in clinical encounters between 

health care professionals and patients) is becoming more and more a useful approach for 

health care theorists (Hunter, 1994; Sandelowski, 1994; Waitzkin & Britt, 1989; Zola, 

1993). 
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Interpretation of actual nurse-patient communication processes requires a 

research method that is sensitive to both the individual and the general structures and 

nuances present in human speech and social interaction (Bailey, 1995). "Narrative is so 

fundamental to the way human beings think, remember, value, and believe that very close 

work, reflexive woric, is necessary to understand it." (Hunter, 1994, p. x). The use of a 

narrative analysis insures the minute attention and interpretation necessary for the 

understanding of the complexities of discourse (Strauss & Corbin, 1990). Narrative 

analysis is an appropriate research methodology for this proposed study because it 

provides techniques that are sensitive to the individual, the general organizational 

structures and the nurse-patient role interaction nuances present in the health history-story 

form. Narrative analysis through its emphasis on the close reading of speech as 

purposeful story text allows a researcher to uncover hidden presuppositions while 

exploring the flow of a clinical conversation. Contextual matters that may initially 

appear marginal or peripheral to the substance of the communication process, such as 

role, ideology, gender, family, age and organizational structure, can be carefully 

examined with narrative analysis (Hawthorne, 1992). 

Medical practice has always depended on a kind of informal "narrative analysis," 

both by physicians and by nurses: a case history is an interpretation of the patient's story, 

a personal health narrative. In my study I proposed to make this analysis formal and 

methodical. In clinical encounters both the nurse and the patient with cancer have their 

own narratives shaped by a conscious and unconscious response to the structure of the 
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clinical communication process. This structure with its learned but unwritten and 

unspoken rules guides each participant as he or she tells or listens to problems, 

symptoms, and possible solutions. This guidance of what should be told or how 

something should be interpreted in turns shapes future narratives. A patient describes a 

problem that brought her or him to seek clinical advice by recounting a story that has a 

beginning (the recognition of a problem), a middle (what has been done so far to solve 

the problem) and an ending (a request for health care help to intervene or to assist in 

solving the problem. Patients may not tell their stories in chronological order (according 

to the form of a medical case history), emphasize what health care professionals would 

emphasize, or even tell what is medically the most important part of the story because of 

social taboos, language barriers, politeness expectations, role understandings, or 

organizational barriers. Stories also may be cut off or distorted by the most common 

limitation in clinical interviews—the time restriction. A patient may judge his or her 

"story" full and complete, whereas a nurse will hear the same story as lacking in essential 

details and chaotic in structure, and consequently inadequate for successful health care 

planning. Yet that very nurse is quite frequently able to understand some of the patient's 

concerns and devise possible solutions by using her partially intuitive and partially 

learned skills of narrative analysis. 

This comes about because both the patient as the narrator and the nurse who hears 

the story have a common purpose. Both are concerned to grasp the meaning of the 

patient's story in order to direct or to obtain needed and appropriate health care. But 
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before this understanding can be useful for directing appropriate health care, it is 

necessary to determine that as many elements of the story as possible are agreed on by 

both patient and nurse. Patients and nurses are both tellers and listeners, and various role 

structures consciously and unconsciously guide them. Through the examination of the 

content, context, structure and meanings of such stories, a researcher may learn to help 

nurses and patients better communicate with each other; The analysis of interactions 

between patients and nurses structured by the clinical health care system can reveal 

previously imdetected insights into both individual and group health issues (Reissman, 

1993). 

The Place of Praxis in Nursing Methodology in this Study 

There is a fmal theoretical element which is important to my study—the matter of 

praxis in nursing science. Nursing praxis is now generally thought of as the interplay of 

nursing practice with research and theory such that patients and nurses undergo 

transformation and enhanced well-being. I accept this definition and formulate my 

version of it relying particularly on the work of Margaret Newman, Patty Lather, M. 

Litchfield, and Paulo Friere. Margaret Newman states in her theory of health as 

expanding consciousness that health is praxis. Nurses, in her view, facilitate positive 

outcomes for clients through mutual consciousness raising which enables clients and 

nurses to bring about improvement both in their health circumstances and in general 

society (Newman, 1990). Lather adds to this idea the necessity of incorporating critical 

social theory, the questioning of power, gender and resource relationships, into any 
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definition of praxis. To Lather praxis becomes theory in action, and through the process 

of reflexivity the theory is extended to fit more situations (Lather, 1991, 1993). Litchfield 

expands the notion of health as praxis by concluding that it is the on-going reflective 

process situated within the relatedness occurring between client and nurse that leads to 

new understanding and the opportunity to change health circumstances (Connor, 1998; 

Figure 1. Conceptual Framework Praxis 

Praxis 

Practice 

Research 
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Litchfield, Connor, Eathome, Laws, McCombie, & Smith, 1994). I believe ail three of 

these theorists have adapted the ideas of Paulo Friere and his definition of praxis as 

"thoughtful reflection and action that occurs in synchrony in direction of transforming the 

world." (Friere, 1970. p. 1). 

The Importance of Praxis as Process in Nursing Science 

Praxis is important in looking at pain management because we know that the 

considerable body of information about pain control is not being applied in clinical 

practice. Praxis offers a specific emphasis to try and overcome this problem. The most 

important element in my formulation of praxis is to see it as process, expressive of the 

nature of the nurse-patient relationship, i.e. as not a single element but as the relation and 

the on-going alterations produced by the interaction of theory, research and finally 

practice. Interaction means that theory substantiated by research will eventually produce 

changes in how nurses practice. Interaction is crucial in my view because of the many 

studies that have shown how the process of application may break down. The nurse-

patient relationship which is critical to understanding pain and effective pain management 

depends on this interaction. For example, Cody (1997) states that nurses who are 

knowledgeable about the theory of nursing science are a very small minority of working 

nurses, while Barrett (1998) estimates that only 1-5% of all nurses are guided in their 

professional work by nursing theory. From my own clinical experience I would 

regretfully agree that the percentage of nurses importantly influenced by nursing research 

is probably only slightly higher than those guided by nursing theory. The reasons for this 
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are not difficult to understand. At present the workplace socializes the clinician and the 

researcher-theorist into two entirely different worlds, and establishes incompatible norms 

of thinking and doing (Rolfe, 1993). 

Praxis and My Study as Nursing Research 

I wanted my research to be an example of praxis as process, the interaction 

process that illustrated how the nurse-patient relationship in regards to pain management 

depends upon commimication of process interaction. My study proposed the use of a 

narrative theory to help determine the individual meanings of pain which patients express 

to nurses in a clinical situation. My research gave special attention to social variables and 

the awareness of pain as a serious problem in these situations. I wanted to examine how 

the dialogue within the nurse-patient dyad, the exchange of knowledge and viewpoints 

either produces or does not produce effective pain treatment. The fmal step in this 

process, then, would be to produce a model of nurse-patient communication that would 

be likely to lead to more accurate pain assessment and treatment. Such a model, of 

course, would require research beyond the scope of my project, but my work would 

provide a beginning. 

The Significance of this Study for Nursing Practice 

Through awareness of the elements of nurse-patient communication in discussing 

meanings of cancer pain, and an understanding of the nurse-patient relationship as praxis 

nurses may be able to improve that communication within the actual context of the clinic 

visit, and thus pain management may become more effective. Further research delineating 



how nurses should use elements of the nurse-patient communication process (for 

example, what to emphasize and what to avoid) could be based on the information that 

comes from this study. Examining the actual clinical situation is one step to a practical 

exploration of the cancer pain management problem, and it could yield very useful 

applications for any time limited nurse-patient health care encounter. 

Sandelowski (1994) states that one of the first tasks of the nurse is to recognize 

and understand the nature and function of nurse-patient narratives. Through the use of 

narrative analysis, nursing may discover elements of sociocultural context, ideology, the 

underlying structures and features of communication that could provide nurses with an 

essential educational model, adaptable for many different kinds of pain and health care 

situations. But specifically, examining nurse-patient communication about pain in a 

cancer clinic would help nurses to achieve the individualized pain interventions stressed 

as optimal by all major health professional organizations, from WHO to JACHO and the 

Oncology Nursing Society. 

Research Questions 

1. What themes were present in the data? 

2. What elements of communication related to pain were present in the data? 

3. What elements of medical and non-medical language were used? 

4. What meanings of cancer pain were determined? 

5. How did nurses provide pain management? 



35 

SUMMARY 

In conclusion, chapter one described the problem and the significance of adult 

cancer pain. Position statements of major health organizations regarding pain 

management and statistics demonstrating the costs of uncontrolled pain were presented. 

The purpose of the dissertation was stated and the theoretical background of critical 

theory, qualitative research, and narrative analysis was outlined. The appropriateness of 

these theoretical approaches for the study subject was discussed and the problem of 

trustworthiness in qualitative research considered. The framework of praxis as a 

necessary element in nursing research, the intersection between theory, research and 

practice, was emphasized. Finally, research questions were presented. 



CHAPTER 2 

A REVIEW OF THE LITERATURE 

The main fields of literature surveyed as background for this study are (a) 

contemporary definitions of pain, (b) dimensions of cancer pain, (c) the cognitive 

dimension of cancer pain, (d) the sociocultural dimensions of cancer pain, (e) the nurse's 

role in the assessment of cancer pain, and (f) the nature of the nurse-patient relationship. 

Each of these areas will be important to the proposed study. 

Contemporary Definitions of Pain 

The most widely accepted definition of pain, adopted by the International 

Association for the Study of Pain (lASP) and the American Pain Society (APS) is; 

"Pain is an unpleasant sensory and emotional experience associated with actiial or 

potential tissue damage, or described in terms of such damage.... Pain is always 

subjective.... If they [individuals reporting pain in the absence of tissue damage] regard 

their experience as pain and if they report it in the ways as pain caused by tissue damage, 

it should be accepted as pain." (lASP, 1986, p.250) 

This definition emphasizes that pain is an inseparable combination of physical and 

psychological suffering, and that pain reporting varies with each person (APS, 1992; 

Mersky & Bogduk, 1994). Pain is real, even though there may be no chemical or 

neurophysiological test that can measure it precisely, and even though it may occur in the 

absence of organic pathology (APS, 1991). The inability to identify tissue damage 

sufficient to explain the pain is not proof that the pain is of psychological origin 



37 

(Portenoy & Kanner, 1996). Margo McCaffery's (1968) definition has become the 

clinical standard because pain is a highly personal and subjective experience: "Pain is 

whatever the experiencing person says it is, existing whenever he says it does." It is 

necessary to stress these classic definitions because, although the patient's self-report of 

pain is considered the single most reliable indicator of pain (AHCPR, 1992; Jacox, Carr, 

& Payne, 1994; McCaffery & Pasero, 1999) in actual assessment practice many patients' 

reports of pain are still not considered accurate and thus are not acted on by health care 

providers (McCaffery & Pasero, 1999). I agreed with these definitions and used them in 

my study. 

The Dimensions of Cancer Pain 

Foley (1979) has described three types of pain observed in patients with cancer, 

each with a different etiology: (a) pain associated with direct tumor involvement, (b) pain 

associated with cancer therapy, and (c) pain unrelated to either the tumor or its treatment. 

Working with the Gate Control Theory of pain and related models, Ahles, Blanchard, & 

Ruckdeschel (1983) described five dimensions of cancer pain common to each of Foley's 

three types. Pain was categorized as being (a) physiological (organic etiology of pain), 

(b) sensory (intensity, location, quality), (c) affective (depression, anxiety), (d) cognitive 

(how pain influences a person's thought processes, the manner in which a person views 

her or himself, or the meaning of pain), and (e) behavioral (pain-related behaviors such as 

medication intake and activity level). Ahles et al. conducted a study of 40 cancer patients 

with tumor-related pain to assess each of the five dimensions in their model. When 
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compared to cancer patients without pain, the participants in the study had more 

depression, were more irritable, engaged in less physical activity, and took more 

medications. Those who believed that pain indicated progression of cancer had elevated 

depression and anxiety scores. Ahles et al. suggested as a result of their findings that 

treatment for cancer pain should consist of specific therapeutic modalities targeted to 

each of the five dimensions. 

McGuire (1987) adapted Ahles' conceptual framework to conduct a descriptive 

study of 40 cancer patients with pain and 40 without pain. In general, the results 

supported the Ahles' model of five dimensions. Patients with pain had more depression, 

poorer physical function, and more psychosocial problems than the pain-fi-ee patients. 

McGuire (1987) then proposed an important sixth dimension-for effective pain 

assessment-the sociocultural—which considers various demographic, social, and cultural 

characteristics related to the experience of pain. Most recently Spross (1993), and Spross 

and Burke (199S) included a seventh dimension of cancer pain, the spiritual. These seven 

dimensions are widely accepted as the most valid conceptualization of cancer pain. 

However, while it is generally held that they all contribute significantly to an individual's 

perception of pain, and thus their response to treatment, these dimensions are complexly 

manifested, interrelated and as yet, incompletely understood (Groenwald, Frogge, 

Goodman, & Yarbro, 1993; NCNR, 1994; McGuire). Of the seven dimensions, my study 

focused only on the cognitive and the sociocultural. These are the pain dimensions most 

importantly mediated by language, and so most likely to determine a patient's 
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expressions about the other dimensions of their pain (Waddie, 1996; Wittgenstein, 1967). 

The cognitive and sociocultural direct, in effect, how a patient understands the 

physiological, sensory, affective, behavioral and spiritual dimensions of cancer pain. 

The Cognitive Dimension of Cancer Pain 

The cognitive dimension of cancer pain, as conceived by Ahies, Blanchard and 

Ruckedeschel (1983), describes how pain influences a person's thought processes, the 

manner in which the person views her or himself. In Ahles et al.'s study patients were 

asked whether or not they thought greater pain indicated a further progression of their 

disease. Those who said "yes" experienced greater levels of depression and anxiety than 

those who said "no." Although, in fact, there was no correlation between pain levels and 

disease progression, patients who believed there was such a correlation suffered more 

debilitating side effects; their "cognition" of their disease produced measurable 

symptoms. Similar results were obtained by Spiegel and Bloom (1983), who found that in 

patients with metastatic breast cancer, the belief that pain indicated worsening disease 

was significantly correlated with reports of increasing pain, more anxiety, and more 

depression. Steeves and Kahn (1987) have asserted that to develop successful treatment 

interventions health care workers must determine how patients feel about the meanings of 

suffering, for it is the meaning that indicates the kind of intervention they need. 

The understanding of the cognitive dimension of pain was importantly extended 

by Barkwell (1991), who reported that cancer patients with pain often attached figurative 

meanings to their pain, describing it as the "challenge," the "punishment" or as an 



"enemy." Patients who viewed pain as a "challenge" reported less pain and had lower 

depression and higher coping scores than those who described pain as a ''punishment" or 

an "enemy." In other words, the nature of the figure patients assigned to their pain 

affected their response to pain man^ement. Further, in Barkwell's study the strongest 

beneficial impact on cancer pain, the depression associated with cancer, and the coping 

with cancer occurred when patients' cognitive response to pain was included in pain 

management treatments. 

Though not formulated as investigations of the cognitive dimension of pain, 

related research about cancer pain has examined the response of cancer patients to 

educational interventions, in the form of nurse counseling and the provision of 

informational pamphlets about pain management. These studies are clearly concerned 

with the same matters as cognitive studies: the relationship between self-image, 

knowledge and pain management, and how these elements can affect patients' responses 

both to pain and to mterventions (Wilkie, 2001). Rimer, Levy, Keintz, Fox, Engstrom 

and MacElwee (1987) demonstrated that an educational intervention of nurse counseling 

and printed materials resulted in a higher likelihood of cancer patients with pain taking 

the proper dose of analgesic on the proper schedule. Crawford (1997) found that cancer 

patients given written information about pain and its control participated more actively in 

their own care and rated their pain management higher. Dougherty and Stuttaford (1993) 

found relatives of cancer patients considered it useful to have cancer pain-management 

information written down so they could refer to it when needed and, like Hinds (1992), 
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concluded that written, reliable information about pain control may dispel unnecessary 

fear and promote feelings of competency. Gordon and Ward (199S) approached the 

problem of pain management from its negative side. Based on research which indicated 

many patients were likely to rate inadequate pain management as "satisfactory," they 

provided an educational program which taught patients how pain control could work 

more effectively. When these patients were given additional pain-control information and 

counseling, they were able to re-evaluate and join in developing their own pain-

management programs and they achieved substantially better pain relief Some of these 

research conclusions seem obvious, and yet they are not often applied in clinical settings. 

Rimer, Kedziera, and Levy (1992) stressed that patient education should be a central 

component of pain control regimens for all cancer patients, while noting that, 

unfortunately, few systematically developed and carefully evaluated patient education 

programs for pain control have been reported. All of these studies support the importance 

in cancer treatment of the ways pain influences a person's thought processes or the 

maimer in which individual patients view themselves and the meanings they give to their 

pain; looking at these cognitive dimensions of cancer pain demonstrates the need for 

individualized pain management. 

Sociocultural Dimensions of Cancer Pain 

It is often difficult to separate the cognitive from the sociocultural dimension of 

cancer pain, because no person develops attitudes, beliefs, or knowledge outside of a 

sociocultural context (NCNR, 1994; Pellino, Willens, Polomano, & Heye, 2002). The 



two elements overlap and interact in the production of meanings of pain that in 

themselves may influence other cancer pain dimensions. The sociocultural dimension of 

pain actually includes patient characteristics which traditionally were referred to as 

"racial" or "ethnic," as well as more general social categories such as age, gender and 

class. As critical theory has exhaustively demonstrated, both kinds of characteristics are 

primarily social constructions; that is, the form of social attitudes toward these categories 

arises from specific and temporary cultural forces, not from innate qualities. Thus the 

sociocultural dimensions of pain, which include the cultural attitudes, beliefs, and 

knowledge about pain of the cancer pain sufferers, the care takers, and the health care 

professionals, involve socially constructed attitudes, or what may be termed "prejudices." 

The sociocultural dimension of pain is important for my study less because of any 

demonstrated differences in the literature between the perception of pain according to 

various social categories (McGuire, Yarbro & Ferrell, 1995), than because of these social 

attitudes, "prejudices," which the literature illustrates (Wolff, 1985). In this section I will 

briefly examine the history of sociocultural studies of pain, then review the conflicted 

results of studies conducted in the past twenty years, and, finally, suggest how the present 

understanding of the sociocultural dimension affects the crucial matter of pain 

assessment. 

History of Sociocultural Studies of Pain 

Two major kinds of sociocultural pain studies have been conducted since the 

1940s: laboratory controlled pain studies and clinical samples of ethnic populations. Both 
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kinds often appear to reflect the social discourse of the time, particularly in attributing 

superior pain tolerance or threshold to dominant population groups and inferior ratings to 

minority groups. For example. Chapman (1944) and Chapman and Jones (1944) applied 

radiant heat stimulation to measure threshold pain differences between "Southern 

Negroes" and "Northern Anglo-Saxons." Their study concluded that "Negroes" were 

"weaker" because they exhibited more sensitivity to pain and lower pain response 

parameters than "Anglo-Saxons." Twenty years later Stembach and Tursky (1965) in a 

study of 60 housewives reacting to electric stimulation divided their sample into four 

ethnic groups; "Yankees," consisting of third-generation Americans of British Protestant 

descent from old New England families; "Irish Roman Catholics," who were first-

generation Americans; "Italian Roman Catholics," who were first-generation Americans 

with parents from southern Italy and Sicily; and "Jews," also first-generation Americans, 

most of whom had parents from Eastern Europe. All groups were said to be socially 

"middle class" with no difference in physiological pain factors. The study found 

significant differences between the groups for pain tolerance, with the "Yankees" 

exhibiting the highest tolerance levels, followed by the Jews, the Irish, and Italians. 

However, studies using controlled laboratory pain to examine sociocultural 

differences in pain responses were not always so clear-cut in their results. More often 

they did not produce defmitive conclusions about differences in those responses, so that 

researchers ended up assigning conflicting levels of pain response to different groups. 

(Fillingim & Maixner, 1995; Wolff, 1985). In an attempt to analyze these conflicting 
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results on cultural differences in response to laboratory induced pain, Zatrick and 

Dimsdale (1990) located and reviewed thirteen studies. They found great diversity among 

the investigations with regard to racial/ethnic classifications, methods of pain induction, 

types of measurement and experimental outcome. They noted that age, sex, experimenter 

ethnicity and the laboratory conditions affected and confounded the response to painful 

stimuli in the studies. They concluded that laboratory studies had no consistent 

experimental evidence to suggest cultural differences in pain response as measured by 

pain threshold; there appeared to be no racial/ethnic differences in the ability to 

discriminate painful stimuli when the experimental confounds were controlled for. 

Studies by clinical sampling of ethnic populations investigating cultural/ethnic 

pain differences produced the same confounds and measurement problems as did 

laboratory pain studies. The clinical samples purported to demonstrate cultural 

differences among ethnic groups, but relied on arbitrary ethnic categories, untrained raters 

of pain who were not checked for biases, and limited definitions of acceptable pain 

responses. Zborowski's (1952) classic work can represent the methodology and the 

problems in these kinds of clinical studies. His categories not only mixed religious 

affiliations with ethnic designations, but included groupings such as "Old Americans." 

He defined his groups as "present-oriented" (e.g., the Italians) and "future-oriented" (e.g., 

Jews), and suggested that depressive or optimistic attitudes were ethnically determined. 

The "Old Americans" were said to be more optimistic about eventual outcomes than 

Jews. Zborowski's data came from staff reports of the patients' reactions to clinical pain. 
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which did not take into account biases about what was considered appropriate pain 

expression and pain response. The study did not investigate either the training of the staff 

or their attitudes toward pain. His expectations about what constituted an "appropriate" 

response to pain were also limited, and, predictably, he found that Protestants and 

patients with British or Germanic heritages reacted in the "most stoical" manner, the most 

"appropriately," to pain. A study as late as Zola (1966) essentially replicated many of 

Zborowski's methods and conclusions. Italian patients were found to express more pain, 

and this expression was said to represent a lower pain threshold than was exhibited by 

more culturally assimilated patients, the "Anglo-Saxon" and "Irish." 

Conflicting Evidence in Recent Clinical Studies of Pain Differences 

Clinical studies of sociocultural pain responses conducted since 1980 have 

frequently produced contradictory results, both in ethnic categories and in social ones. 

Numerous studies examined pain tolerance, verbal complaints of pain, attitudes toward 

pain and illness and orientation toward the future in various sociocultural groups. Some 

studies found ethnic differences in patient's responses to pain, while other studies found 

no ethnic differences. Similarly, the evidence concerning a social factor such as gender in 

pain response is very mixed (Turk & Okifuji, 1999). Females have been generally found 

to have more complex verbal expression of pain, but those studies have not demonstrated 

that this represented any difference in their pain tolerance (Miller, Shuter, 1984; 

Swanson, Manita, 1980). And although women have been reported to consiune more 

analgesic medication more frequently than men (Eggen, 1993), statistics show that men 
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are prescribed opioids more frequently and at higher dosages than women, which would 

seem to imply that men required more pain relief for similar complaints (Unruh, 1996). 

There is no clinical evidence that men with their generally greater body weights need 

more pain medication due to greater body weight than anyone, male or female, with 

normal body weights. Extremely obese patients may retain opioids in their fat tissues 

which may affect their long term tolerance and response to pain medication. 

A brief survey of pain studies illustrates the contradictory results of studies 

labeled "cultural" or "ethnic" research. Kaiko, Wallenstein, Rogers and Houde (1983) 

found in their study investigating the relief of chronic cancer pain with morphine that 

Blacks of either gender, who were in earlier studies considered to have lower pain 

thresholds, obtained pain relief with only 8 milligrams of morphine as compared to 

Whites who received 16 milligrams of morphine. Yet a later study of postoperative dental 

pain by Faucett, Gordon, and Levine (1994) found that Black and Latino patients reported 

significantly greater pain than White participants did. Arab-Americans' responses to pain 

in a 1986 study were again used to emphasize that cultural characteristics heavily 

influenced individual behaviors (Reizien & Meleis, 1986). Vehement, persistent 

complaints about pain were the norm for this group. Stoicism about pain was not valued; 

pain generally was perceived as unpleasant and to be avoided. Family members were also 

very insistent to staff about pain relief for their relative. 

The same year as the Reizien and Meleis study, however, Bressler, Hange and 

McGuire (1986) found that the cancer patient's response to pain could not be predicted on 
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the basis of demographic, clinical or cultural variables. Greenwald (1991) emphasized in 

a study of 536 patients being treated for cancer that there were no statistically significant 

relationships observed between ethnic identity and measures of pain sensation. 

Significantly, all five ethnic groups he designated described pain in the same affective 

terms according to the McGill Pain Questionnaire. Neill (1993) did not find any mean 

differences in pain ratings between Irish, Italian, Jewish, "Yankee," and Black men with 

acute myocardial infarction. Calvillo and Flaskerud (1993) found no difference in pain 

measures between Hispanic and Anglo female, cholecystectomy patients, though nurses 

in the clinic judged the Anglo women to have more pain. 

The Sociocultural Dimension and Pain Assessment 

The conflicting results in sociocultural pain studies have also been noted by many 

recent researchers, Ramer, Richardson, Cohen, Bedney, Dankey, Judge et al (1999), for 

example. Ramer et al recognize that there seems to be no consistent pattern in these 

studies, but conclude that it seems likely there is some sociocultural factor in pain 

response and that more research is needed. My own conclusion is somewhat different. I 

think most "ethnically" and "socially" oriented pain studies are flawed in that they seek to 

establish different pain tolerance levels and responses for socially constructed groups. 

The reason behind this approach often seems to be the expectation that it will be possible 

to establish "objective" pain standards that might provide quantitative formulas for pain 

management programs (McCaffery & Pasero, 1999). 
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One basic error in this approach is the problematic nature of socially constructed 

categories. One cannot read through the cultural or ethnic pain research literature without 

noting vast overgeneralization, stereotyping of various ethnic groups, and methodologies 

that reflect historic biases. Evidence of the unstable nature even of these definitions is the 

confused terminology itself, in which "race," "ethnicity," and "culture" are often used 

interchangeably, often without satisfactory definition (Drevdahl, Taylor, & Phillips, 

2000; Wolff, 1985). In view of this very problem, Wolff (1985, p. 29) has wisely 

suggested that health care researchers collaborate with cultural anthropologists before 

commencing a cross-cultural pain study, because racial categorizations now used in 

designing present pain studies are "cmde and ignore the many differences within each 

group," differences in "attitude, orientation, language, etc., in relation to pain and pain 

behavior." 

Another major problem in comparing these studies lies with researchers 

measuring different aspects of pain. For example, some concentrate differentiating 

population groups based on intensity, some on a vague definition of response related to 

verbal expression or behavior, some purport to measure differences in "pain tolerance" 

and some make "cultural" divisions of the sample by studying the quality of pain, mood 

differences or disease disability. It is necessary, however, to emphasize that in all of the 

pain studies examined, differences seem to arise not from pain response as defined by 

pain threshold or pain sensitivity, but only from the expression of pain, in the intensity of 

the language used to communicate the pain experience. This expression is probably 
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mediated to some degree by cultural norms, but it is likely that equally important factors 

are the context of a clinical setting and the interpretive reaction of health care 

professionals to the expression of pain. Garro (1990) noted both patients' experiences and 

responses to pain and medical care itself are shaped by culture. She urged care givers to 

focus on the cultural and personal meanings of illness and pain to better alleviate 

suffering. The same can be said about awareness of a health care giver's culture and the 

meanings of pain for them. Acknowledgment that prejudices exist is the beginning of 

understanding of differences and pain treatment tailored to different expectations. 

The sociocultural element of pain and pain assessment then is a local and an 

interactive factor. It is not a "set" quality that exists within the patient and which can be 

addressed by rote formula, but a "meeting" of stories, the cultural experience and 

expectations of both patient and health care professional, within the context of a strange 

and sometimes frightening institutional setting. Pain assessment under these 

circumstances cannot rely on some imaginary standard of "pain tolerance." It requires 

instead a standardized method of assessment which will allow the health care professional 

to elicit and understand the patient's own report of their pain, to respond to their "story" 

of their pain with an informed program of pain management. For minorities, however, the 

opposite is often the case. Studies show that sociocultural groups defined by ethnicity, 

gender, age, income, health status, language, or economic status are less likely to be 

given useful medical information by their health care providers (Gerteis, Edgman-

Levitan, Daley, & Delbanco, 1993; Root, 1987; Ventres & Gordon, 1990). 
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Sociocultural factors in pain studies are not important because "ethnically" 

defined groups have innate and unique physiological pain reactions, but because such 

groups are affected by their definition, by their response to the system and by the 

system's response to them. Todd, Lee & Hoffinan (1994) found that Hispanic patients 

seen in an emergency room for extremity trauma were half as likely to receive pain 

medication as were other ethnic groups, though there were no differences between the 

two groups in their own assessment or the physician's assessment of their pain. Thus, in 

the U. S. health care system today many "ethnically" defuied groups receive limited and 

inadequate treatment, whether because of increasing costs, limited insurance coverage, or, 

more baldly, racism, sexism and ageism. Minority groups are more likely to be uninsured 

and to rely on public health facilities, and many studies have documented that such 

groups receive, and even expect to receive, inadequate health care, including pain 

management (Gerteis, Edgman-Levitan, Daley, & Delbanco, 1993; Ramer, et al., 1999). 

These researchers stated that "awareness of the increased risk for poor pain management 

in minority patients may, in itself, lead to improved pain assessment and care for these 

groups". 

In summary, there is no conclusive evidence of any differences in the intensity or 

quality of pain among sociocultural groups, but only differences in the expression of pain 

and the exhibition of pain behavior. This suggests that some attitudes toward pain are 

learned, socially constructed, behavior patterns; they are a product of cognitive factors. 
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and it is important to consider these differences during pain assessment because health 

care professionals and patients alike are influenced by such factors. 

The Nurse's Role in Assessing Cancer Pain 

AHCPR (1992) guidelines define the ethical obligation to manage pain and 

relieve the patient's suffering as the core of any health care professional's responsibility 

and commitment. A 1986 consensus development conference on pain sponsored by the 

National Institutes of Health (NIH) (1986) identified the nurse's role as key in facilitating 

communication between the patient, the health team, and the family. Other nurse practice 

recommendations included assessing and monitoring patient pain, coordinating its 

management, and teaching patients, family members, care givers and other health care 

professionals. The Oncology Nursing Society's (ONS) position paper on cancer specified 

the following role for nurses: "Nurses caring for individuals with cancer pain must 

exercise leadership in identifying and assessing cancer pain and in planning, 

implementing, coordinating, and evaluating the interdisciplinary management of cancer 

pain" (Spross, McGuire, & Schmitt, 1991, p. 15). 

The first step in caring for patients with cancer pain is assessment. The outcome 

of a thorough baseline assessment of the cancer patient with pain should be a nursing 

diagnosis that structures the design and implementation of the pain management plan. 

The North American Nursing Diagnosis Association (NANDA) specified using the 

diagnosis "Alteration in Comfort: Pain" in its 2002 taxonomy, with two sub-categories, 

acute pain and chronic pain. This diagnosis provided the framework for nursing 
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management of patients with cancer pain in the ONS Guidelines for Oncology Nursing 

Practice (Levin et al., 1989). Carpenito, in Nursing Diagnosis: Application to Clinical 

Practice (2002) placed pain and chronic pain under the general rubric of "Comfort, 

Altered." Defining characteristics included the major one of the person reporting or 

demonstrating a discomfort, and a number of minor ones, for example, autonomic 

response in acute pain, guarded position, and facial mask of pain. Carpenito also 

addressed factors related to pain such as pathophysiologic conditions (musculoskeletal 

disorder, visceral disorders, cancer, etc.); treatments (surgeiy, diagnostic tests); 

situational concerns such as immobility, stress, and over-activity; and maturational issues 

such as colic in infancy and recunent abdominal pain in middle childhood. 

McCaffery and Beebe ((1989) cited eighteen other nursing diagnoses that the 

nurse should consider as part of the assessment process. These diagnoses include; 

anxiety, constipation, ineffective individual coping, diversional activity deficit, fatigue, 

fear, knowledge deficit, impaired physical mobility, powerlessness, feeding self-care 

deficit, bathing/hygiene self-care deficit, dressing/grooming self-care deficit, toileting 

self-care deficit, sexual dysflmction, sleep pattern disturbance, social isolation, spiritual 

distress, and altered thought processes. In Carpenito examples of NANDA approved 

diagnoses that may be relevant are activity intolerance, anxiety, constipation, family 

coping, fatigue, and fear, among many others. Certainly the mclusion of all relevant 

nursing diagnoses will focus pain management efforts on the use of multiple disciplines 

to provide interventions for pain. 
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Of critical importance is the need for nurses to document their pain assessment 

and nursing diagnoses in a manner appropriate for their clinical settings (Alley, 2001; 

Dickerson, 2002). The APS quality assurance standards ((1990) recommended the 

documentation of pain intensity and pain relief on standard patient records, such as the 

vital signs sheet or patient flow sheet. Similarly, the AHCPR guidelines on acute pain 

management ((1992) suggested incorporation of assessment data into routine institutional 

records. JACHO (1999) standards now require that pain be assessed and documented for 

all patients. The use of standardized pain assessment and documentation appears to have 

a positive impact on pain intensity and to facilitate management of pain (Paries, Mills, 

Goldsmith, 1991). 

Successful management of cancer pain will ultimately depend on the extent to 

which systematic processes, tools, documentation procedures, and lines of formal 

accountability and responsibility for pain man£^ement are incorporated into institutional 

settings. The ONS position paper (1990) places responsibility for coordination of pain 

management primarily on the oncology nurse. The issue for many nurses, then, is how to 

meet this responsibility. The position paper offered various strategies for clinicians, 

educators, and administrators, and should be used by those wishing to institutionalize 

pain assessment and management. Most importantly, the position paper urged the use of 

the APS quality assurance standards as a basis for incorporating pain into an institutional 

quality assurance system. The APS standards clearly spell out how this goal could be 

accomplished and discuss the obvious advantages of such a strategy, and Miaskowski and 
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Donovan (1992) described how these standards could be mcorporated into an oncology 

nursing setting. The AHCPR guidelines for cancer pain management should also be 

consulted and used in a cancer setting (1994). These guidelines offer very specific ways 

to assess, document, and manage pain, including tools, procedures, and methods, but 

although these are spelled out, they are not used. 

Patient Self-Report of Pain 

Any assessment of pain must be based on a patient's self-report of pain, and must 

involve the patient's interpretations of their pain to insure adequate pain management 

(Corizzo, Baker, Henkelhnann, 2001; McCaffery & Pasero, 1999; Toulos, Gertz, 

Pankratz, & Post-White, 2001). The Agency of Health Care Policy Research guidelines 

for pain management (AHCPR, 1992) prescribe that a patient's self-report of pain is the 

single most reliable indicator of the existence and intensity of any type of pain and any 

resultant distress. The American Pain Society (APS) stresses that 'the clinician must 

accept the patient's report of pain." The World Health Organization succinctly urges 

health care professionals to "believe the patient's complaint of pain" (McCaffery & 

Pasero, 1999). The importance of a patient's self-report of pain during pain assessment 

and pain treatment certainly emphasizes the necessity of studying the nurse-cancer patient 

communication process, something that hasn't been done. 

Research has docimiented that the most common reason for unrelieved cancer 

pain in United States' hospitals is staff failure to routinely assess pain and pain relief 

measures (Gerteis et al., 1993; McCafFery & Pasero, 1999;McGuire et al., 1995;). It is 
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rare for health organizations to assess or treat pain with the goal of real patient 

satisfaction in mind. Pain as an assessed "fifth vital sign" has only begim to be discussed 

in many health organizations, much less designated as an organizational quality control 

concern (American Pain Society Quality of Care Committee, 1995; Berry, 2001; Gordon, 

Dahl & Stevenson, 2000; Greipp, 1992; JACHO, 1999; Miaskowski, 2001). Many 

patients silently endure unrelieved pain or even conceal pain if not specifically asked 

about the possibility of pain restricting activities of daily life and reducing quality of life 

(Jacox, 1979; Gerteis et al, 1993). This finding is especially important in view of research 

which supports the conclusion that uncontrolled pain can potentially enhance the growth 

of tumor cells (Ahles & Martin, 1992; Batten, 1995). An effective and efficient cancer 

pain communication process between nurse and cancer patient may therefore not only 

enhance physical and psychological comfort, treatment planning and coping strategies, 

but may also have a potentially crucial retarding effect on tumor growth and progression 

of disease and disease complications. 

The Nurse-Patient Relationship 

Nurses and patients alike have complained that the experience of being ill has 

been objectified and industrialized in recent years because of advances in technology and 

the development of severe economic constraints in health care systems (May & Purkis, 

1995). Yet the relationship between nurse and patient is still seen as an intrinsically 

therapeutic connection which counteracts these dehumanizing conditions of care 

(MacMahon & Pearson, 1991; Morse, 1991). Peplau's (1989) view of the nurse-client 
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this position, and much nursing research has concentrated on the idealized 

conceptualizations of that relationship or on the appropriate behavior of nurses with 

patients (Lowenberg, 1994). Research on the nurse-patient relationship has focused more 

on what ought to be, on a theoretical ideal, and rarely has it examined what actually 

occurs during nurse-patient exchanges, and more particularly how nurses and patients 

communicate with each other (Brereton, 1995; Brown, 1995). Although mutuality and 

reciprocity in nurse-patient relationships have been perceived as beneficial to both, 

Ramos (1992) points out that previous studies have rarely included patients' viewpoints, 

so it is impossible to judge what degree of mutuality there might be in the relationship. 

Davis (1984), in a critique of existing nursing research, contends that nurses deal with 

"types" of people, behavior, and disease, rather than individuals. These critiques support 

that research focusing on the theoretical nurse-patient relationships does not provide a 

pragmatic evaluation base for nursing interventions with patients. May and Purkis (1995) 

acknowledge this disparity between projected nursing vision and actual practice studies, 

and strongly urge research that examines the communication process actually used by 

nurses in everyday work. If Peplau's ideal is to remain valid, it is necessary to better 

understand this process in a way that will allow it to be theorized for teaching and for 

institutional implementation. 

Lowenberg (1994) urges the necessity of going beyond static criticism of earlier 

relationship research by proposing an expanded nursing research agenda that focuses on 
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the important specific interaction between the nurse and patient during the 

communication process. Certainly such research is vital for understanding the meaning of 

pain for cancer patients if cancer pain interventions are to be devised that take into 

account an individual's cognitive and sociocultural dimensions. To achieve more 

effective cancer pain management, nursing must strive to understand the meanings of 

cancer pain and to interpret the critical issues of ideology, social control, and contextual 

constraints, such as the influence of time restrictions on clinic visits, that may be revealed 

by studying actual nurse-patient encounters. Nursing research must explore the actual 

elements of the nurse-patient communication process rather than basing patient 

interventions on idealized conjectures about that process. The relatively new nursing 

research methodology of narrative analysis enables the researcher to focus upon those 

elements which previously have been ignored. 

Summary 

Chapter two surveyed the main fields of literature providing the background for 

this study. These were (a) contemporary definitions of pain, (b) dimensions of cancer 

pain, (c) the cognitive dimension of cancer pain, (d) the sociocultural dimension of cancer 

pain, (e) the nurse's role in the assessment of cancer pain, and (f) the nature of the nurse-

patient relationship. Each of these categories was defined as a study area and the major 

literature evaluated with particular attention to its relevance for this study. 
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CHAPTERS 

METHODS 

Triangulation of Data 

An interconnected quantitative and qualitative research design (triangulation) was 

used for this naturalistic study. The term triangulation. defined as the use of more than 

one method to study the same thing, is borrowed from trigonometry, where it refers to a 

method for calculating the distance to one point by looking at it from two other points 

(Vogt, 1999, p. 295). Triangiilation in research enables the investigator to validate 

particular pieces of information against at least two sources. For example, in this study, 

the quantitative data supplied by patient-participants in terms of Ward's Barrier 

Questionnaire (BQ) was compared with qualitative data developed from comments made 

by the patients to the investigator while they were completing the questiotmaire. 

Similarly the BQ responses of the nurses were compared to qualitative data obtained from 

the nurse-patient interaction recordings. 

Triangulation of data emphasizes a purpose common to both quantitative and 

qualitative research paradigms; each paradigm provides in-depth understanding of a 

phenomenon. Each research paradigm has inherent strengths and limitations which can 

complement the other, particularly in the case of research which explores the 

complexities of himian behavior and thought (Haase & Myers, 1988). Through the use of 

triangulation, deeper insight into phenomena may be obtained than is possible from the 

structural confines of just one paradigm or method of data gathering. Recognizing the 
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that values both approaches" (Haase & Myers, 1988, p. 136). Though triangulation is a 

method that can be used to explore several viewpoints of the same phenomenon, it does 

not provide theoretical support for the superiority of either the quantitative or qualitative 

research paradigm. Lincoln and Guba (1985, p. 283) insist that triangulation of data is 

crucially important in naturalistic studies, but they caution that there is neither an 

universally accepted definition of "a naturalistic study" nor a universally accepted 

definition of triangulation. 

This study reflected Lincoln and Cuba's two tenets of a naturalistic study: 1) no 

researcher manipulation existed and 2) no a priori judgment was imposed by the 

researcher. Naturalistic research may be defined as research done in a natural setting as 

opposed to experimental research which is conducted in an environment artificially 

purified of variables (Vogt, 1999, p. 187). However, there is no agreement among 

researchers on either the meaning or the purposes of triangulation in research. They 

argue whether triangulation on such issues as how many comparisons a method must 

have to be labeled triangulation, whether triangulation combinations must be totally 

different, whether triangulation means the gathering of all possibilities or only a limited 

number of different sources, methods, investigators, and theories (Mitchell, 1986). 

Powers and Knapp (1995) suggest a sensible approach to this problem. They say that it is 

sufficient in most research for a researcher to define the term triangulation in relation to 

his or her work. What matters is not wrangling over the meaning of such terms but the 
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worth of the research which introduces and develops a particular definition. 

I was guided by Powers and Knapp. In this study triangulation was defined as a 

method whereby a researcher collects more than one source of information about 

observed phenomena for the purpose of richer data analysis and the enhancement of 

contextual validity. Quantitative data and qualitative data were analyzed in this study as 

equally important. Both are equally likely to have validity according to their respective 

methodology strengths; both may be so misused as to misrepresent viewpoints. 

Quantitative data from patient and nurse questionnaires was equally important with the 

qualitative data from the audio-taped nurse patient clinic interactions and the patient 

researcher post questionnaire discussions. 

The richness acquired by obtaining multiple viewpoints provided for enhanced 

completeness of interpretation, though interpretation of any human phenomenon guided 

by any research paradigm or methodology can only approximate a complete 

understanding. In this study the many viewpoints developed from triangulation helped 

the researcher adhere to the analysis criteria of "Does this ring true?" And some times it 

was only through triangulation that the researcher could be reasonably certain that the 

answer was "yes." (Breitmayer, Ayres, & Knafl, 1993). 

The main qualitative research method used in this study was narrative analysis of 

the tape-recorded interactions between nurse and patient. Narrative analysis focuses on 

the recounting of a patient's story and the nurse's reaction to it, and it includes both 

qualitative and quantitative elements. The quantitative elements both reinforce data and 
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add new data. For example, the quantitative analysis of the beliefs of both patient and 

nurse about pain management and pain medications disclosed in the BQ resurface in the 

analysis of some nurse-patient tape recordings. The qualitative comments meide by 

patient participants concerning the prohibitive cost of pain medications and other drugs 

and also concerning the use of alternative pain management techniques resurfaced in 

items that assessed these issues in the quantitative questionnaire. This interconnectedness 

of data obtained by different research methods in this study was not used to check the 

"truthfulness" of a patient's or nurse's responses, but it was useful for enhancing the 

understanding of human communication. In human communication and the exchange of 

ideas what is valued is the understanding of issues that may arise between the teller and 

listener. Viney and Bousfield (1991), writing about narrative analysis, affumed the 

following criteria: 

"We recommend that this method be used, not alone but in conjunction with other 

methods, to add information and to confirm findings from other methods. 

It [narrative analysis] is likely to be of value especially in research programs 

which have been based on analytic approaches to the psychosocial phenomena, because it 

can then provide some synthesis of those phenomena." (P. 764) 

Instrument: Ward's Barrier Questionnaire 

Ward's Barrier Questionnaire (BQ), an instrument to measure patient beliefs that 

are barriers to pain management, was used (with a one item modification) to measure any 

quantifiable patients' and nurses' beliefs in this study that seem to be barriers to pain 
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management. Two studies, both involving large random samples of nurses, have shown 

that nurses believe that patients' reluctance to report pain and to use analgesics are the 

most significant barriers to cancer pain management (O'Brien, Dalton, Konsler, & 

Carlson, 1996; Vortherms, Ryan, & Ward, 1992). The BQ, which has been tested with 

patients with cancer in the United States, Taiwan, and Puerto Rico, supports the 

hypothesis that persons with high barriers scores are more likely to use inadequate 

analgesics compared to persons with lower barriers scores (Ward et al., 1993). In this 

study both the patient participants and the nurse participants were asked to respond to the 

BQ in order to compare the rating of the beliefs of both groups. The BQ assesses the 

extent to which people endorse the following eight beliefs; (A) fatalism about 

experiencing uncontrolled cancer pain, (B) fear of addiction to analgesics, (C) belief that 

"good" patients do not complain about pain, (D) belief that side effects from analgesics 

are worse than pain, (E) fear of distracting a physician from treating one's disease by 

talking about pain, (F) concern about drug tolerance, and, a new variation for this study, 

(G) belief that increased pain signifies disease progression, and, another new variation for 

this study, (H) belief that increased pain means the treatment is working. Ward's BQ has 

another item that was not used in this study: fear of injections. It was not used for two 

reasons: (1) it is now known that the most successfiil way to manage cancer pain is with 

oral opioids (Jacox et al., 1994) and (2) intramuscular injections are practically never 

used with patients with cancer anymore. 
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Other researchers have used variations on the BQ or have developed similar 

instruments and have replicated Ward's finding that patient-related barriers are pervasive 

(Ferrell et al., 1993; Juarez, Ferrell, & Bomeman, 1999; Paice, Toy, & Shott 1998; 

Tomason, et al., 1998; Wells, Johnson, Wujcik, 1998). In this study, another variation of 

the BQ was used. As previously noted, one item was deleted from the original BQ (H. 

fear of injections) and another item based on the researcher's clinical experience with 

patients with cancer was added. The new item was: (H) the belief that pain means the 

cancer treatment is working. The alpha for Ward's original BQ is .82 and the alpha for 

the BQ variation used in this study (the fear of injections deleted and [H] the belief that 

pain means the cancer treatment is working) was 0.81. Both were satisfactory. 

The Qualitative Design of This Study 

Qualitative designs typically guide the analysis of research data, or form 

theoretical considerations and general clinical observation which seem to support that 

theory (Erlandson, Harris, Skipper, Allen, 1993; Lincoln & Cuba, 1985; Miles & 

Huberman, 1994). This study depends on clinical observation, on working with cancer 

pain management, and on my research background in critical theory and narrative 

analysis. The value of qualitative research depends on the richness of insight it provides 

into complex human interactions. Since "richness of data" is a subjective judgement, 

only the researcher can decide when a qualitative analysis is complete, though later 

readers may form their own value judgements (Morse, 1994). The researcher must 

thoroughly document the steps and criteria of the analysis, but even then it is possible that 
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other readers may not reach the same conclusions or interpretations. This freedom of 

interpretation, or reliance on the individual researcher's interpretation, is an element of 

any qualitative research, and it may be considered by some a weakness and by others an 

interpretive strength. In any event, theoretically qualitative interpretation of data does not 

have statistical steps that can be checked off with data conclusions reproduced by every 

researcher, as in a quantitative ANOVA or Cronbach alpha process though a systematic 

methodological approach is used. In any qualitative analysis, assuming the use of a 

guiding theory and methodology, the main research tools are the background, the insight, 

the experience, or in other words, the unique mind of each researcher (Sandelowski, 

1991; 1994). In effect the usefulness of any qualitative research depends on faith in the 

analysis of the researcher and the belief of another researcher that the results are useful. 

Both of these conclusions depend on qualities that cannot be measured statistically, which 

may account for the reluctance in some quarters to accept qualitative research (Mishler, 

1986,1995; Sandelowski, 1994; Waitzkin, 1990). 

Narrative Analysis 

But even with these caveats, qualitative narrative analysis is a useful approach for 

research in which the characteristics of language and the communication process are 

studied. Narrative analysis was defined in this study as a technique or methodology that 

can locate in a "text" both the consciously shaped and the unconscious underlying 

structures and elements of a human narrative (Jakobson, 1985). In this study the narrative 

text was the entire exchange between the nurse and the cancer patient. Of course any 
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narrative analysis must rely on contextually grounded linguistic and interpretive 

practices, rather than on rules assumed to be sufficiently abstract and universal for every 

project (Miles & Hubermann, 1994; Sandelowski, 1993). Detailed audit trails and use of 

systematic criteria in analysis of data should provide evidence of trustworthiness. 

Narrative analysis does not eliminate items in a nanative because only one 

respondent speaks about them. There is no quantitative number of times a theme or point 

must be raised in a text in order for a study to be considered valid and reliable. Rigor in 

narrative analysis is based on a thorough audit trail and the accumulation of rich data 

rather than adherence to rules of procedure. In general, narrative analysis assumes that 

reality is multiple and constructed rather than singular, external, and repeatable. 

"Trustworthiness" not "Truth" is the key distinction. "Truth" assumes an objective 

reality measurable by preordained criteria, whereas "trustworthiness" moves the process 

into the complex social world. In narrative analysis validity cannot depend on replicable 

outcomes. Each narrative is unique to each participant, even though it may contain 

patterns and common meanings found in other narratives. 

Narrative analysis is a research methodology that allows a researcher to locate 

underlying structure and elements in a discourse that goes beyond the literal text of the 

story. The purpose of narrative analysis is to provide a mechanism for understanding the 

subjective meaning of events. It allows for the systematic study of personal experience as 

events that have been "constructed" and interpreted by the participants (Mishler, 1989; 

1990,1995; Riessman, 1993; Sandelowski, 1991; Waitzkin, 1990). Though narrative 
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analysis uses diverse methodologies and theoretical perspectives, there is general 

agreement that people tell stories (consciously or unconsciously) in order to create 

meaning and to make sense of events and actions in their lives. Narrative analysis asks 

about the content and context of the story, but also wonders why the story was told the 

way it was, and what the teller's, and perhaps the listener's, expectations are about the 

purpose of the story (Bruner, 1986; Mishler, 1986; Polkinghome, 1988; Sandelowski, 

1991). 

Narrative analysis broadly defined includes I) the discovery of regularities and 

irregularities in a discourse, 2) the discerning of deeper features such as patterns, 

conunonalties, and unique elements, 3) the identification and categorization of elements, 

and the exploration of their connections, leading to the comprehension of the meaning of 

texts through reflection and interpretation (Tesch, 1990). These elements helped justify 

the selection of themes that were found in the audio-taped nurse-patient clinic interactions 

and patient-nurse-researcher discussions. They also helped the researcher select the 

exempla or example interactions &om the four main types of interactions. Data reduction 

was accomplished by summarizing the interactions and then analyzing the summaries 

into themes and data supporting the themes. Sometimes themes were chosen because 

themes should have been given more emphasis than they were, as in the case of pain and 

pain management, but were rather glossed over in the interactions. Because the patients 

discussed these themes in depth in the patient-researcher discussions the researcher felt 

justified in including them in the list of major themes. All forms of narrative analysis 
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awareness, and of course they also imply some understanding of social discoiirses, such 

as cancer pain and pain management in this study, that can shape equally what is said and 

sometimes more importantly what is not said. 

Nurses and other health care professionals have always used an informal process 

of narrative analysis to help them understand their patients better, as well as the patients' 

families and other health care givers. When a nurse interviews a patient she or he listens 

to what the patient emphasizes about his or her problem, observes the order in which the 

patient describes events, and quietly speculates about concerns that the patient may be 

leaving out or glossing over. Such analysis enables the nurse to discover both the 

obvious, and through subde interpretation, the hidden significance of the health care 

discourse. Narrative analysis as a research methodology systematizes and deepens the 

process of discovering and drawing out the broader significance of that discourse. 

Like all research this interpretation of the health care discourse, that is, 

understanding the exchange between nurse and patient, is based on the reduction and 

transformation of source data. However, unlike some research methodologies, the 

multiple forms of narrative analysis use different rules and strategies of text reduction, 

which can lead to different representations of the phenomena being studied. Various 

researchers include, and also emphasize, different features of the text, while excluding 

other features as irrelevant to their interests. For example, some concentrate on word 

patterns, language changes, oral pauses, sentence turns; others may concentrate on 
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symbolic meanings or teller-listener roles. Still others may focus on entirely different 

narrative features, on contextual elements such as social organization and interaction 

(Riessman, 1993). It would be impossible for any researcher, or even a team of 

researchers, to study every aspect of human interaction that is present in any discourse or 

interaction text. One must be selective. 

Thus the practice of narrative analysis does not employ a standardized method. 

The techniques of narrative analysis allow researchers great latitude in choosing how to 

analyze a text, though many researchers are broadly guided by frameworks developed by 

(and adapted firom) Labov and Waletzky (1976; 1985), Polanyi (1985), Gee (1986) or 

Riessman (1987, 1993). In general, narrative analysis examines complex social 

interactions, rather than focusing on the effect of one or a few interventions. It is often 

difficult, therefore, to generalize about the research results of narrative analysis; similar 

problems exist with grounded theory and ethnography. As is the case with other research 

methods, the researcher "solves the variability of analysis problem" by specifying in great 

detail the systematic procedures and thought processes used in the text analysis, though 

there may be considerable disagreement as to what constitutes a reliable and valid audit 

trail (Miles & Huberman, 1994; Mishler, 1986; Riessman, 1993, Sandelowski, 1993). 

For example, Waitzkin in his analysis of physician-patient communication 

specifies as his audit trail the importance of citing his specific analysis criteria and 

making available to other researchers the complete texts of his research results (Waitzkin, 

1990). Hattar-Pollar's and Meleis's (1994) study of Jordanian adolescents, which 



69 

represents the other end of the audit trail spectrum, provided only three generalized 

sentences for an audit trail. Both types of audit trail are considered reputable research, 

though an extensive trail is more common (Bailey, 1996; Hall, Facione & Dodd, 1995; 

Stevens & Meleis, 1992; Stevens, 1994). The publication of the results of narrative 

analysis, particularly those involving extensive audit trails and lengthy reproduction of 

texts, becomes difficult, if not impossible, because of manuscript length limitations in 

journals and books. Just reporting the sxunmaries and audit trails without reduction of 

data would not build nursing knowledge; there must be researcher interpretation in order 

to do that. 

Four Examples of Narrative Analysis 

From among the many methods of narrative analysis, I would like to briefly 

describe four methods, because most researchers who use narrative analysis as a research 

methodology use a combination of elements derived from these general approaches. 

Some researchers argue that stories always follow a chronological structure and must be 

analyzed with a framework that concentrates on temporal ordering. A narrative analysis 

in this definition is said to be always responding to the question "and then what 

happened?" (Charon, 1993; Labov & Waletzky, 1967; Young, 1987). In Labov's and 

Waletsky's view of narrative structure, a teller constructs a story from a primary 

experience and interprets the significance of the events. Their framework depends on six 

elements of analysis: 1) abstract (summary of the story), 2) orientation (time, place, and 

key persons), 3) core or plot (sequential clauses describing the action of events), 4) 
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evaluations (expressions of how the narrator felt about the actions or events, S) 

resolutions (descriptions of the results of the actions taken), and 6) coda (returning the 

listener to the present time and situation). This type of analysis focuses on theorizing an 

ideal form of narrative. 

Some researchers concentrate on exploring thematic sequencing (Culler, 1980; 

Mishler, 1986, 1984; Polanyi, 1985; Riessman, 1987). Theme development, connection 

and emphasis by the narrator are the focus of this narrative technique. For example, 

Mishler's (1990) text sampling procedure does not follow a chronological model in his 

study of artist-craft persons. Instead his analysis reflects a grounded theory theme 

approach based on Glaser and Strauss 1967 (Strauss, 1987). Using this framework, 

Mishler interviewed participants, then listened repeatedly to their taped interviews and 

readings of transcripts to find parallels in their work histories and to produce a 

development and refinement of a model of work history narrative. Then he selected a 

participant as a representative case based on the themes that are present in that particular 

exemplum and used that narrative for detailed analysis and interpretation to reflect all the 

interviews (Ricoeur, 1981, Mishler, 1990). A similar technique was used in this study 

though instead of one exemplum the interactions needed to be divided into four exempla 

summaries to adequately illustrate the study's themes. 

Yet another approach is Gee's (1986) structural analysis which focuses on the oral 

element rather than on literary style. Gee analyzes changes in pitch and pauses, and also 

examines other features that punctuate speech and allow the interpreter to hear groups of 
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lines together. He pays great attention to repetition, parallelism, sound play, 

juxtaposition, foregrounding, and other strategies. For example, in his examination of the 

speech of a woman hospitalized for schizophrenia he borrowed literary terms such as 

poetic units, stanzas, and strophes in order to demonstrate how organized, coherent, and 

meaningful her speech really was, though to an untrained interpreter her speech probably 

would have been considered fragmented and possibly even incoherent (Gee, 1986; 

Mishler, 1990; Riessman, 1993). 

Finally as the fourth type of narrative, Polanyi's (1985) structural approach 

emphasizes the use of narrative paraphrases that combine the most heavily evaluated 

story events and contextualize information from each story. Polanyi's theory stresses that 

narrative analysis should stem from a paraphrase of the narrative which preserves the 

ordering and emphasis of the stories told by the participants. This paraphrase then 

captures the main story lines, operative environmental contingencies, and participants' 

appraisal of what the events meant to them. Particular quotations from these narratives 

which illustrate key themes are preserved verbatim and incorporated into the paraphrases. 

Diagrams summarize how each participant described and evaluated points in the narrative 

(Mishler, 1990; Riessman, 1993). Polanyi's method allows a researcher to handle large 

amounts of data in a reasonable time span. 

Narrative Analysis and Nursing Research 

The use of qualitative narrative analysis in nursing research has been limited, 

though there has been a rapid increase in the last ten years (Bailey, 1996; Hall, Facione & 



Dodd, 1995; Sandelowski, Holditch-Davis & Harris, 1990; Stevens & Meleis, 1992; 

Vezeau, 1994). This increase is concomitant with the increasing acceptance by the social 

sciences of qualitative research methodologies which emphasize the analysis of 

contextual factors such as gender, class, age, culture, ethnicity, role, power relationships, 

and organizational structure (Atkinson, 1997; Benner, Tanner & Chesla, 1992; Bruner, 

1986,1990; Cooper, 1991; Hattar-Pollar & Meleis, 1994; Mishler, 1986, 1990,1995, 

1995,1997; Riessman, 1993; Schroeder & Maeve, 1992; Tanner, Benner, Chesla & 

Gordon, 1993; Waitzkin, 1983; 1990; 1991). 

Nursing researchers are beginning to use various narrative analysis methods as 

they discover that narrative analysis offers a sound holistic approach to investigating 

human phenomena. Knafl, Ayres, Gallo, Zoeller and Breitmayer (1995) in their narrative 

analysis of parental reports of the events preceding a child's diagnosis of chronic illness 

used a framework developed by Beaugrande and Colby (1979) that focused on major 

characters, problems, goals, and appropriate pathways from problems to goals. Larson 

(1995), in her study of multiple dimensions of adaptation in a family, combined 

Polkinghome's (1995) emphasis on data organized into developmental accounts with a 

concern for life-role changes and a macrostructural analysis of plot. Stevens' (1995) 

narrative analysis in her study of the impact of health care's heterosexual assumptions on 

lesbian health care clients used Polanyi's (1985) paraphrase techniques, Labov's and 

Waletzky's (1976; 1985) specific story elements, and feminist social theory. 



Stevens' research also introduces another important theoretical aspect of narrative 

analysis that has been increasingly welcomed by nurses. Her research is influenced by 

the emphasis of critical social theorists on the value of studying social institutions, as 

well as historical problems of domination, alienation, and social struggles urging mutual 

empowerment and social action (1995). Such narrative analysis influenced by feminist 

research methods advocates the use of collaborative and non-exploitative relationships, 

which nursing theorists such as Rogers, Parse and Newman believe should be the 

foundation of nursing philosophy. With this method of narrative analysis, the researcher 

can conduct research focused on gender and power inequality that may serve as a basis 

for health-care policy and care changes (Hall, 1994; Stewart, 1994; Stevens, 1993). 

Maintaining Trustworthiness in Narrative Analysis 
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One major point in narrative analysis is the question of validation or the 

"trustworthiness" of the analysis. Qualitative research is often faulted for failing to 

achieve methodological rigor (Lincoln & Guba, 1985). Narrative analysis as a type of 

qualitative research is also faulted for its lack of generalizability; one narrative, it is 

claimed, can not be validated for consistency in terms of the information given by another 

participant in another narrative because of the revisionist nature of narrative. I decided 

not to deal with the question of whether or not one may test the reliability and validity 

criteria of qualitative research in general as opposed to such criteria for qxiantitative 

research, and instead I concentrated on explaining, and yes, justifying my choice of 

narrative analysis for this study. 

My study was devoted to defining and describing what adults mean when they 

discuss their cancer pain. I could have proposed a quantitative study that would have 

employed a survey of items that participants could check off on a list of current pain 

management concerns and pain man^ement techniques. That would in itself probably 

be a valuable study, but it is not the study I wished to pursue. I wanted to examine the 

actual oncology clinic visit, which often involves thirty minutes or less of interaction time 

with a nurse. Moreover I wished to choose exempla interaction summaries to analyze. 

During my years as a cancer support group facilitator I had been constantly 

impressed by cancer patients' reference to the help they received from clinic nurses in 

managing both present and expected future paui. What I determined to do in the present 

study was to examine and interpret what was actually said and, sometimes more 



important, what was not said concerning pain management in a major cancer center. In 

short, I examined the elements of nurse-patient pain management discourse, and, in 

particular, I studied the meanings of cancer pain that adult cancer patients gave to their 

pain during nurse-patient interactions. 

Narrative analysis is an appropriate method for analyzing the case stories and 

daily concerns that cancer patients bring to the clinic because both patients and nurses 

naturally tend to use a narrative process in information telling and gathering. After a 

nurse introduces herself (or himself) to a patient, or says "Hello" using the patient's name 

if it is a return visit, it is inevitable that the nurse's next words will be "How are you 

doing?" Significant stories often develop from such beginnings. The nurse's meanings 

may come firom a cancer education background, from knowledge of the course of illness, 

and from considerable experience with other cancer patients. However, each patient must 

be treated as an individual. Though nurses are trained in statistics, it is generally neither 

helpful nor effective for them to communicate with patients by quoting statistics about 

cancer treatment or by speaking in technical medical terms. Nurses are really important 

to patients because they have learned how to translate medical terms and the frequently 

bafQing jargon of medical specialists and cancer treatment into "human language." 

Importance of Audit Trails in Narrative Analysis 

Narrative analysis relies on the elaboration of well-defined procedures, on 

sufBcient quotation, and on a detailed description of methods to create a conviction of 

"trustworthiness" (Hall et al., 1992). Sandelowski (1994) reminds us that no two 



76 

researchers will produce the same results in an analysis, for there will inevitably be 

differences in styles and in philosophical and theoretical commitments. A personal 

narrative, and all narrative is personal, is not meant to be read as an exact record of what 

happened, nor is it a mirror of an objectifiable world (Riessman, 1993). Narrative 

analysis recognizes that both teller and listener may be embedded in different world 

views and thus have different perceptions of events. Narrative analysis depends on a 

point of view, and a researcher's reading of a narrative may come from any number of 

recognized or unrecognized but easily categorized perspectives (e.g. feminist, critical 

social theorist, ethnographer, Marxist, abused wife, abuser, chronically ill adult, or bumt-

out health care worker.). Substantiating the historical truth of an event is not the primary 

issue. The focus of narrative analysis should rather be on the understanding of the 

meaning of an event both for teller and listener. (Riessman, 1993; Sandelowski, 1991; 

Waitzkin, 1989, 1990; Bruner, 1986; Mishler, 1994). 

In Reissman's (1993) influential summary of narrative analysis, there are four 

elements of trustworthiness associated with any narrative analysis process; (a) 

persuasiveness, (b) correspondence, (c) coherence, and (d) pragmatic use. In this study 

themes in the interactions provided the researcher with four natural divisions of exempla 

or summary examples. The audit trail for this study found in the appendix provides the 

reader material to judge the other elements of trustworthiness. Mishler believes that the 

trustworthiness of a narrative analysis can only be gauged in terms of how useful other 

researchers find the study. Useful "for what" or "by whom"? one may inquire. Since all 



the elements constituting trustworthiness involve some subjectivity, it is obviously going 

to be difficult to get other researchers or readers to agree on a use time frame. Morse 

(1997) disagrees with the majority of established narrative analysis researchers by 

suggesting that insisting on demand for consensus is impractical and illogical. No one 

else could possibly be so submerged in and knowledgeable about the data as the original 

researcher. According to Morse, it is quite possible, and even likely, that other 

researchers will fail to reach similar analytic conclusions from merely "skinuned data" 

viewed through other foci. The new researcher would not have the knowledge base of the 

original researcher. The new researcher would not have read all of the texts and therefore 

would not have the same potential for insight or understanding which informed the 

original researcher's conclusions. Morse proposes a thorough audit trail as the only semi-

objective criteria for limiting inherent subjectivity and for securing trustworthiness in 

narrative analysis. 

The Application of Narrative Analysis to Research Questions 

My narrative analysis of nurse-patient conununication explored the following 

questions: What were the common themes in these clinic visits? What were the main 

features of a clinic visit and what really goes on? How did nurses and cancer patients 

differentiate satisfactory from unsatisfactory clinical communication? What elements 

were emphasized in the communication process? Were contextual issues abbreviated or 

redirected in order to focus on technical concerns? Did the nursing assessment process 

merely reinforce social ideology or was it a therapeutic interpersonal communication 
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process between nurse and patient? Did narrative analysis reveal reasons why health care 

providers often fail to understand that pain is a multidimensional phenomenon?. Were 

patient and nurse barriers to adequate pain management discussed? Did this analysis 

reveal currently unknown possibilities for a more effective nurse assessment process, and 

thereby reduce the needless suffering of cancer patients which stem from poor pain 

assessment and inadequate pain management? Could the employment of such a process 

increase pain management satisfaction in health care facilities for patients, care givers and 

other health care professionals? 

In this study, analysis of encounter data began with substantive summaries, 

without imposing any theoretical constructs on them. The summaries were then broken 

down using Mishler's previously noted methodology according to theoretical categories 

which indicated relationships between issues that might be useful in describing and 

explaining the data. Representative sections from clinic encounters were chosen to 

illustrate themes and act as exempla interaction summaries. These sections were then 

further analyzed, per Mishler's summary and exemplum framework (1986). Finally, 

these theoretical categories were contrasted, compared, and re-analyzed, in order to 

discover any significant patterns (regularities or inegularities) which can be interpreted 

(Miles & Huberman, 1994). An extremely detailed and systematic audit trail was used to 

track the evolving analysis and to monitor personal responses. Reflexivity guided all 

analysis, which is to say that the researcher tried to be aware of the biases, values, and 

experiences she brought to the study, and she made this awareness explicit in the audit 
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trail. Reflexivity requires that any description or representation of discourse responses 

between nurse and cancer patient must consider how that process of description was 

achieved, and what these claims to presence, or knowledge, are based on (Miles & 

Hubermann, 1994). 

Waitzkin's Criteria for the Interpretation of Narrative 

Waitzkin's (1990) criteria for the interpretation of narrative provided a guiding 

methodology, including the tape recording of nurse-patient interactions, standardized 

transcription and coding, advance choice of some themes and analysis coding, context 

structuring, and analysis of themes. However, I did not follow Waitzkin's (1990) 

criterion of inter-rater reliability, which suggests that other researchers can arrive at a 

consensus of opinion validating my choices and my analysis of themes in the text. 

Instead, by making available full transcriptions and coding procedures to other 

researchers 1 have created a reference trail which can be examined. I had a pain-

management expert and a scholar of critical theory to assist me in resolving ongoing 

thematic problems, and 1 discussed sections of the narratives with them and valued their 

interpretive feedback. The steps in Waitzkin's criteria that I used are as follows: 

1. Tape-recorded interactions were selected to be "representative" of different types of 

nurse-patient interaction discourses in similar settings and under similar conditions. 

2. Other interested observers can listen to recordings. In this study, audio-tapes and 

transcripts of tapes will be kept in the researcher's locked file but will be made available 

on request ftom other researchers who wish to form their own opinions. 
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3. Standardized rules of transcription were applied to the recorded discourse in producing 

texts for subsequent analysis. Two people checked transcriptions for accuracy. 

Transcription procedure will be readily available on request by other researchers. 

4. Inductive procedures for interpreting the transcribed text which addressed both the 

content and structure of the text were determined in advance and assessed for validity in 

relation to theory. Allowance was made for alternative interpretations of similar textual 

material. In this study, the previously delineated elements of critical theory governing 

emergent narrative helped guide the interpretation of the text. 

5. In this study, an experienced qualitative researcher and an experienced pain researcher 

participated in the discussion of data interpretation. The final interpretation was the 

responsibility of the researcher. "Neutrality refers to the freedom from bias in the 

research process and product" (Sandelowski, 1986, p. 33). I provided tracking of the 

research interpretative process, of emergent data theory, and of analytical decisions. It 

was impossible to bring the data interpretation back to the participants for verification 

because the unit analyzed is the dyad, the interaction between nurse and cancer patient, 

rather than individual participants. 

6. If an interpretation is published, a simmiary of the transcript will precede 

interpretation. Within the interpretation, excerpts from the transcript will help 

substantiate the interpretive arguments, and the full transcript will be made available to 

others. 



81 

Preliminary Studies 

A pilot study "In Pursuit of Empathy and Pain Relief: A Phenomenological Study 

of Adults Using Intravenous Patient Controlled Analgesic (PCA) Pain Management 

Following Orthopedic Surgery": with a sample of 6 nurse-patient dyads encounters was 

conducted by the researcher. The purpose of the pilot study was to evaluate (a) data 

collection strategies, (b) the influence of audiotaping on participants, (c) the possibilities 

of obtaining data diversity, (d) the reliability of Waitzkin's (1990) Criteria for the 

Interpretation of Narrative, and (e) the researcher's ability to organize and interpret 

emergent themes. No problems were found with the methods of data collection. These 

methods were used in the proposed study. Although the data obtained in the preliminary 

study was extremely diverse, it contained material appropriate for critical theoretical 

interpretation. It also assured the researcher that data diversity was present and that the 

researcher was adequately prepared to track emergent data and to interpret such data. The 

use of Waitzkin's criteria did ensure consistency of analysis, though in this study the 

researcher decided to consult a pain management expert and a scholar of critical theory to 

discuss the interpretation of data, rather than the panel of qualitative research experts 

Waitzkin uses. A thorough audit trail should enable other researchers to form their own 

opinions, thereby eliminating the unnecessary expense and organizational difficulties 

associated with using a panel of experts for a consensus opinion. 

Narrative analysis of pilot study interviews strongly suggested that use of a larger 

sample could help identify the elements of the nurse-patient conmiunication process 
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which are relevant to the determination of the meanings of pain for patients. The richness 

of the preliminary data strongly suggested that a larger sample would provide greater 

breadth and depth for both the common and the unique elements of the nurse-patient 

communication process. It should also be noted that all nurses and patients involved in 

the pilot study claimed to be dissatisfied with the present nurse-patient communication 

process involved in pain management. 

Sampling 

Qualitative research samples tend to be purposive, rather than random, partially 

because of the way research problems are defined, and partially because the kind of 

random sampling used in some studies does not assure maximum variation of 

participants. A convenience sample was used in this study because it seems clear that 

while each patient with cancer will have some characteristics in common with others, he 

or she will also have some unique characteristics which distinguish him or her from other 

patients with cancer). Though qualitative research generally has small samples, there is 

no accepted definition of how many cases compose a small sample. This problem can not 

be solved using statistics. It must be referred to a study theory fi'amework concerned with 

the conditions under which the theory operates, rather than by generalizing the findings to 

other settings. It also depends upon just how rich and complex the within-case sampling 

is (Sandelowski, 1995; 1997). Sandelowski emphasizes that an adequate sample size in 

qualitative research "is one that permits—by virtue of not being too large~the deep, case-

oriented analysis that is a hallmark of all qualitative inqiiiry, and that results in—by virtue 
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of not being too smail~a new and richly textured understanding of experience." (1995, p. 

183). This study had a sample of 47 patients and 12 nurses, sufficient in this researcher's 

estimation to satisfy reasonable requirements for data richness. 

Recruitment of Patient Participants 

Data were collected from a convenience sample of outpatients (N=47) who were 

currently undergoing treatment for cancer at the Arizona Cancer Center at Tucson, 

Arizona, and from a convenience sample of registered nurses (N=12) who were employed 

at the Cancer Center Clinic. Physicians and clinic nurses were informed about the study; 

they then volunteered to discuss the study with potendal participants during clinic 

appointments. Informational flyers were available in the clinic waiting room. Potential 

participants were approached at random by the researcher in the clinic waiting room when 

they arrived for a treatment appointment. Informed consent was obtained from the 

participants. No eligible participant declined to participate in the study after the 

researcher explained the purpose of the study to him or her. The desire to "help others" 

by talking about their experiences obviously influenced most people to consent to 

participate in the study. Almost all participants remarked to the researcher how pleased 

they were to be able to do something that might help make the experience of cancer 

treatment easier for someone else. Participants also liked the idea of participating in a 

study that focused on what actual cancer patients thought about their experience with 

cancer and cancer treatment. 



Patient participants generally spend as much as six hours in the clinic on the day 

of their cancer treatment because of a heavy load of obligations and responsibilities. 

They make physician appointments, arrange for laboratory tests, coordinate 

chemotherapy treatment with laboratory results, obtain medications from the pharmacy, 

look into clinical trials or other studies, and undergo routine pre-treatment check-ins such 

as vital sign baselines and weight. All of the participants spoke to the researcher about 

"just having to be patient with waiting—it just has to be" and proudly shared their creative 

skills in "making the time pass." Almost everyone brought "waiting room totes" which 

contained a mixture of books, magazines, crossword puzzle books, portable hobbies such 

as knitting and other creative work. There were checkbooks to balance, bills to pay, and 

letters to write. There were also two tables with thousand piece puzzles which were very 

popular with patients in the waiting room. Coffee and tea were available in the waiting 

room, and patients also carried water, juice, snacks and occasionally entire take-out 

meals in their tote bags. Almost all patients came with a relative or friend, and 

participants stressed how important it was to "have a support system with them." There 

were good practical reasons for such support, like help with transportation, but obviously 

it was more important "not to have to face treatment by myself." Many patients 

emphasized how helpful it was to have someone else with them who could remind them 

what the various health professionals said. The phrase "chemo brain," meaning a 

temporary inability to remember or understand things during chemotherapy, was used 

jokingly by many patients in explaining their need to have someone with them at clinic 
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appointments. As one woman said, "I suppose it's really fatigue, but when I say "chemo 

brain" everyone knows what I mean. We [cancer patients] have a language we all 

understand. My doctor even talked about it. But it's the nurses who really understand 

it." 

The clinic physicians and nurses welcomed patients' relatives and friends in the 

treatment rooms. Patients frequently talked with other patients in the waiting room, and, 

as some patients claimed, "the waiting room was like an informal support group." 

Though completion of the questionnaire during the pilot smdy took approximately 15 

minutes, in the actual study the researcher spent from approximately 40 minutes to one 

and one-half hours with each participant as he or she completed the study questionnaires 

(Appendix G). Generally participants wanted to talk their way through the questioimaire 

with the researcher, probably not because the patient participants needed clarification 

concerning items on the questionnaire, but because they wanted to share their cancer 

experiences with the researcher when associations were triggered by items on the 

questionnaire. After each participant finished the questionnaire, the researcher left the 

waiting room in order to record the substance of the comments that each participant made 

during the completion of the questionnaire. 

Setting 

The clinic at the Arizona Cancer Center in Tucson, Arizona was the study setting. 

Tape-recorded clinical interactions between nurse and patient occurred in such places as 

the treatment room or exam room where the nurse-patient dyad interacted. Cancer center 
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scientific review protocol was followed and site permission obtained (Appendix A). 

Sample 

Participants were English speaking and reading adults over age 18 who were 

either registered nurses at the cancer center or patients being treated for a cancer 

diagnosis. There was no exclusion of participants for gender, minority, racial or any 

other personal characteristic. Human subjects approval was obtained (Appendix B) and 

separate consents from the nurse and patient were obtained (nurse Appendix C, patient 

Appendix D). This study was non-invasive research, but because of Human Subject 

regulations covering patients with cancer diagnoses, a written consent rather than a 

disclaimer was obtained from all participants. Both the nurse and patient were asked to 

supply the following demographic information: age, gender, ethnicity, education, and 

marital status. Patients were also asked about their cancer diagnosis, their income, the 

use in their case of alternative pain management techniques, and their insurance status. 

They were also asked about any problems they had with medication costs. Nurses were 

asked how many years they had been employed as oncology registered nurses and how 

many as registered nurses. Sample size was determined in the study by the way this 

researcher analyzed interviews as they occurred. Informational saturation (Lincoln & 

Cuba, 1985) was assessed daily by the researcher, and dyad interaction recording ceased 

when the researcher judged that sufficient information had been collected. 

Procedure 

After obtaining site permission and the consent of the cancer center director of 



nursing (Appendix E), and consent from the Vice President, Patient Case Services, The 

University of Arizona Health Sciences Center, University Medical Center (Appendix F), 

the researcher explained the project and procedure and reviewed the questionnaires at 

several staff meetings, where she also considered questions and requested staff input 

about the procedure. All clinic nurses volunteered to participate in the study though data 

from all the nurses was not analyzed since, for various reasons, not all nurses had the 

opportunity to participate with a study patient. Formal consent was obtained from all 

participating nurses. Several additional staff meetings were held with the researcher in 

order to share information about the study's progress. Staff received instruction in 

operating the tape recorders. The researcher was present in the clinic waiting room 

during all nurse-patient interaction recordings in order to help study patients complete 

their questionnaire or to answer any questions that arose. Prospective patient-participants 

were approached in the clinic waiting room by the researcher as they arrived for clinic 

appointment times, re-informed about the study, and asked if they would like to 

participate in the study. The researcher then obtained informed consent. The nurse 

activated the audiotape recorder when the patient began the nurse-patient encounter and 

de-activated it when the encounter was finished. 

To simplify procedure, a new tape was used for every encounter. A small file box 

in the nurses' office held new coded tapes for each nurse-patient encounter. Another file 

box was used for recorded tape placement. The researcher collected the tapes after each 



day's final nurse-patient encounter. Recorded tapes were kept in the researcher's locked 

file unless they were being transcribed. 

Research Instruments 

Ward's Barrier Questionnaire (BQ) with a one-item modification was used to 

measure quantifiable patients' and nurses' beliefs that are barriers to analgesic use. Two 

studies, both involving large random samples of nurses, have shown that nurses believe 

that patients' reluctance to report pain and to use analgesics are the most significant 

barriers to cancer pain management (O'Brien, Dalton, Konsler, & Carlson, 1996; 

Vortherms, Ryan, & Ward, 1992). The BQ has been tested with patients with cancer in 

the United States, Taiwan, and Puerto Rico, and these studies support the hypothesis that 

persons with high barriers scores were more likely to use inadequate analgesics compared 

to persons with lower barriers scores (Ward et al., 1993). On the BQ patients rate the 

extent to which they agree with each of the items on a numeric scale (0,1,2,3,4,5) with 

verbal descriptors at 0 (do not agree at all) and 5 (agree very much). Frequencies, mean 

scores for each item and for the total scale, were used in analyses. 

In this study both the patient participants and the nurse participants were asked to 

respond to the BQ included in their questionnaire in order to compare the barriers to 

analgesic use of both groups. The BQ assesses the extent to which people endorse the 

following eight beliefs: (a) fatalism about experiencing uncontrolled cancer pain, (b) fear 

of addiction to analgesics, (c) belief that "good" patients do not complain about pain, (d) 

belief that side effects from analgesics are worse than pain, (e) fear of distracting a 



physician treating one's disease by talking about pain, (f) concern about drug tolerance, 

and, a new variation for this study, (g) belief that increased pain signifies disease 

progression. Another belief from Ward's BQ, (H) fear of injections, was not used in this 

study for two reasons: (1) it is now known that the most successful way to manage cancer 

pain is with oral opioids (Jacox et al., 1994) and (2) intramuscular injections are 

practically never used with cancer patients anymore. Other researchers have used 

variations on the BQ or have developed similar instruments and have replicated Ward's 

finding that patient-related barriers are pervasive (Ferrell et al., 1993; Juarez, Ferrell, & 

Boraeman, 1999; Paice, Toy, & Shott, 1998; Thomason, et al., 1998; Wells, Johnson, 

Wujcik, 1998). 

In this study, another variation of the BQ was used. As previously noted, one 

item was deleted from the original BQ (h: fear of injections) and another item was added 

as a result of the researcher's clinical experience with cancer patients. The new item was 

(h), the belief that pain means the cancer treatment is working. There was some 

discussion about the wording of this item; the researcher felt that patients might interpret 

the item to mean than one should have pain if the cancer treatment was working. Other 

researchers said that the wording was correct and the item should not be reverse coded. 

The alpha for Ward's original BQ is .82 and the alpha for the BQ variation used in this 

study (the fear of injections deleted and (h) the belief that pain means the cancer 

treatment is working) was a satisfactory .81. The difference between the two is 

negligible, but no generalization about the pervasiveness of the added item can be made 
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because of the small sample size. The response to item (h) may also be a geographic 

phenomenon. Until a much larger sample is obtained the researcher variation can only be 

interpreted in connection with this study's specific sample. 

A scale (asking patients how upsetting it was when they had pain) and patient's 

self-report (afSrmation or denial) was used to establish the presence of past, present, and 

expected future cancer pain and the burden of pain. A zero to ten scale (zero=no pain 

increasing by ones to 10=the worst pain imaginable) was used for patients to rate past, 

present and expected future cancer pain. Patients had no difficulty rating their pain with 

this conunonly used pain scale. Pain burden was rated by patient selection 

of a phrase that indicated how upsetting their pain was to them: "not painful at all, mildly 

painfiil, moderately painful, and very painful." 

Data Analysis 

Nurses and patients were assigned pseudonyms and numbers by the researcher for 

data analysis purposes and possible research publication. Only the researcher was able to 

match nurse-patient numbers with names on the consents before pseudonyms were 

assigned. This information has been kept separate from the tapes. Pseudonyms were also 

used for both patient and nurse in the exempla summary interactions. 

The assumption is made with narrative analysis that characteristic narrative 

structures and sequencing will emerge though some issues will be marginalized or left 

incompletely expressed, including some issues that reinforce the attitudes, beliefs, and 
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ideologies of both nurse and patient. Analysis of encounter data began with substantive 

summaries, initial reductions of the data in which the encounter was reviewed, 

summarized, that is, without imposing any theoretical constructs on the data. Then these 

substantive simimaries were interpreted in terms of theoretical separations concerned with 

relationships between substantive issues that had been used to categorize, describe and 

explain the data. Finally these theoretical segments were reorganized to permit the 

researcher to contrast, compare, analyze, and ultimately to bestow patterns and 

interpretations on four exempla interaction summaries (Miles & Huberman, 1994, p.7). 

Dyadic data was analyzed as an interacting unit. The communication process was 

defined in this study as being the entire verbal interaction between the nurse and the 

patient with cancer. The dyad of nurse-patient was analyzed as one interaction unit since 

the purpose of this study was to describe the communication processes within these dyads 

and to observe how nurses used these dyadic communication processes to discuss cancer 

pain and pain management. 

Patterns of responses were clustered into themes or categories. As analysis 

progressed and themes became more clearly identifiable, the analytic files became more 

extensive, and these files in turn provided clearer direction for fiuther exploration. The 

researcher's thought process was itself documented for an audit trial, and she maintained 

analytic notes throughout the study in order to document her changing view of the data. 

Analysis emphasized the description of discourse processes occurring within individual 

dyads. A controlled process of constant comparison was employed to discover patterns. 
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or rather to determine the presence, variation, or absence of patterns. Trend analysis, 

frequency counts and dyad comparisons were also made in order to make discovery of 

patterns easier (Rodgers & Cowles, 1993). Using Word-Perfect Windows as well as 

analytic files and notebooks throughout the study facilitated data management. 

Summary 

Chapter three presented the research design and methodology of this study. 

Triangulation of quantitative and qualitative methodology was described as it was used in 

this study. Narrative analysis as a qualitative methodology was defined and its various 

forms and applications explained. Examples of the use of narrative analysis in nursing 

research were given, and the kinds of information such research could provide were 

analyzed. The central research questions of the project were stated, and the use of 

Waitzkin's Criteria as a study validation was considered. Ward's BQ was described and 

the importance of the barriers it measures for both patient and nurse was explained. The 

result of a preliminary study was summarized. In the final sections the research design 

was outlined, and descriptions of the study's proposed setting, method of sampling, 

procedure, instruments and data analysis were provided. 
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CHAPTER 4 

THE PRESENT STUDY 

Overview 

This chapter describes the results of the quantitative and qualitative analyses that 

were used to answer the research questions. Study samples and demographic 

characteristics and the results of statistical analyses of the quantitative questions in the 

questionnaires, as well as Ward's Barrier Questionnaire, are included. Levels of 

qualitative analysis are elucidated, narrative analysis results are presented and compared 

to quantitative data, and, wherever appropriate, the quantitative and qualitative outcomes 

are merged. 

Patient Demographic Characteristics 

Demographic characteristics of the sample consisted of forty-seven patients 

(Table 1). Forty-five percent (n=21) of the participants were male, 55% were female 

(n=26). Patient participants varied in age from 25 to 82 years with a mean (SD) of 60.5 

years (15.2). Sixty-eight percent (n=31) of the participants were married, 15% (n=7) 

widowed, 9% (n=4) divorced, 6% (n=3) single, and 2% (n=l) separated. Sixty-four 

percent (n=30) were Caucasian, 21% (n=10) Hispanic, 6% (n=3) Native American, 6% 

(n=3) Black, and 2% (n=l) Asian. Thirteen percent (n=6) had less than a high school 

education, 26% (n=12) were high school graduates, 17% (n=8) had some college, 17% 

(n=8) were college graduates, and 23% (n=l 1) reported being post-college graduates. 

Four percent (n=2) did not respond to the education question. All (N=47) had health 



Table 1 

Demographic Characteristics of Patient Sample, Based on Self-Report (N=47) 

No. Percent 

Age 
Gender 

Male 21 45 
Female 26 55 

Total 47 100 

Marital Status 
Married 32 68 
Widowed 7 15 
Divorced 4 9 
Single 3 6 
Separated 1 2 

Total 47 100 

Ethnic 
Caucasian 30 64 
Hispanic 10 21 
Native American 3 6 
Black 3 6 
Asian 1 2 

Total 47 100 

Education 
Less Than High School 6 13 
High School graduate 12 26 
Some College 8 17 
College Graduate 8 17 
Post College Graduate 11 23 

Total 45 96 
Missing 2 4 
Total 47 100 
Insurance 

Yes 47 100 
M ^ 

Income 60.5 15.2 



Mean (20,000 - 40,000) Range (0-40,000+) 

insurance, and 73% (n=33) reported an income between $20,000 and $40,000. 

Patients' self-reported cancer diagnoses are in Table 2. Sixty percent (n=28) 

reported pain on the day they completed the questionnaire. When asked to rate their 

present pain on a pain severity incremental scale of 0 to 10, 66% (n=31) responded that 

they were presently in pain (mean 5.26, SD 3.55). Eighty-one percent (n=38) indicated 

that they thought they would have pain in the future, while 83% (n=39) spoke of future 

pain when asked to rate that pain on the 0 to 10 scale. The mean (SD) for the item 

measuring the worst pain associated with cancer a patient had (scale 0 to 10) was 6.28 

(3.54). Thirty-six percent (n=l 7) of the sample were presently taking pain medication. 

All had oral analgesic prescribed (Table 3). Seventeen percent (n=8) said they had pain 

"once in awhile," 15% (n=7) said they had pain "several times a day," 38% (n=l 8) said 

they were in "almost constant" pain, and 28% (n=13) said that they "never" had pain 

now. But though only 9% (n=4) of the sample said they were "never" able to relieve their 

pain, 30% (n=l4) said they "sometimes" could relieve their pain. Eleven percent (n=5) 

said they could "usually" relieve their pain, and 49% (n=23) said that their ability to 

relieve pain "varied a lot" (Table 3). 
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Eighty-three percent (n=39) reported their pain to be from "mildly" to "very" upsetting 

(Table 4). When asked to respond to their feelings about cancer pain 40% (n=19) said 

their pain made them "wotried", 36% (n=l7) indicated "depressed", 26% (n=12) 

indicated "angry", 19% (n=9) indicated "afraid", 17% (n=8) indicated Table 2 

Characteristics of Patient Sample, Based on Self-Report (N=47) 

No. Percent 

Diagnoses 

Breast 
Lymphoma 
Leukemia 
Lung 
Prostate 
Melanoma 
Stomach 
Colon 
Bladder 
Thyroid 
Cervical 
Kidney 

12 
10 
7 
5 
5 
3 

26 
21 
15 
11 
11 
6 
2 
2 
2 
2 
2 
2 2 

Total 47 100 
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"desperate", and 36% (n=17) indicated that their pain gave rise to "other feelings" 

and responded "resigned," "out of control," "weak," "confused," "tired," "helpless" or 

"frustrated" (Table 5). Since patients could choose more than one response to this 

question it was not possible to determine participants' highest or lowest ranked feeling 

about pain. Also because of the smallness of the sample size no generalization should be 

regarded as data, except in the sense that the listed feelings were common to this group of 

patients. No patient indicated that pain had a "spiritual nature" or "character building 

component," as has been suggested in previous cancer pain literature. All of the 

participants spoke adamantly about their dislike of pain and the way it limited their lives. 



Table 3 

Present Pain (N=47) 

Frequency Percent 

Pain Now 

Yes 32 60 
No 11 21 
Yes, But Not Certain if Related to Cancer 4 9 
Missing Value 1 2 
Total 47 100 

Pain Right Now (0-10) 
0 = No Pain 10 = Worst Pain Imaginable 

0 16 34 
1 0 0 
2 7 15 
3 4 9 
4 3 6 
5 4 9 
6 3 6 
7 6 13 
8 2 4 
9 1 2 
10 1 2 
Total 47 100 

Will They Have Pain in the Future 

No 
Not Sure 
Yes 
Total 

9 
16 
22 
47 

20 
34 
47 
100 



Table 3 

Present Pain (N=47) Continued 

Frequency Percent 

How Much Pain Will They Have in the Future (0-10 Scale) 
0 = No Pain 10 = Worst Pain Imaginable 

0 8 17 
1 3 6 
2 2 4 
3 2 4 
4 5 11 
5 3 6 
6 4 9 
7 2 4 
8 7 15 
9 5 11 
10 6 13 
Total 47 100 

M SD 
5.26 3.55 
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Table 4 
When Patients Have Cancer Pain (N=47) 

Frequency Percent 

Never 13 28 
Once in a While 8 17 
Several Times a Day 7 15 
Almost Constantly 18 38 

Total 46 98 

Missing Value 1 2 
Total 47 100 

How Upsetting Is Cancer Pain? 

Not at All 8 17 
Mildly 21 45 
Moderately 12 26 
Very 4 9 

Total 45 96 

Missing Values 2 4 
Total 47 100 

M 
2.27 .86 



Table 5 
How Does Pain Make Patients Feel? (N=47 missing volume 1) 

Percent 

Worried 40 
Depressed 36 
Angry 26 
Afraid 19 
Desperate 17 
Other (out of control, resigned, helpless, weak, tired) 36 

Patients May Check More Than One Answer 

Are Patients Able to Relieve Their Pain? (N=47) 

Percent 

Never 9 
Sometimes 30 
Frequently 0 
Usually 11 
Varies A lot 49 
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Fifty-four percent (n=26) of the patients said they presently had or had experienced 

one or more unpleasant side effects from pain medication. Forty-six percent (n=22) said 

they had not experienced any side effects. Though fatigue has generally not been listed 

as a common side effect, 47% of the patients attributed their fatigue to pain medication 

and rated it as the most common medication side effect. Of the other common side 

effects, 38% of the patients (n=18) listed constipation, 34% (n=16) difficulty in 

concentration, 26% (n=l2) insomnia, 19% (n=9) sleepiness, 17% (n=8) nausea (the 

lowest rated specific side effect), and 38% (18) listed under "other side effects" dizziness, 

weakness, weight loss, emlotional upset, aching bones, and coniusion (Table 6). 

Thirteen percent (n=6) of the patients (N=47 with 2 missing values) were very 

dissatisfied with their pain management, 11% (n=5) dissatisfied, 9% (n=4) slightly 

dissatisfied, 13% (n=32) satisfied, and 17% (n=8) were very satisfied. The mean (SD) 

was 3.98 (1.70) indicating that patients were a shade less than "slightly satisfied" (Table 

6). Patients were overwhelmingly satisfied with the time they spent with their oncology 

nurse during treatments. Seventy percent (n=33) of the patients said they always had 

enough time with their nurse, 21% (n=10) said they sometimes wanted more time than 
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Table 6 
Side Effects of Pain Medicines (N=47 missing value 2) 

Frequency Percent 

Fatigue 22 47 
Constipation 18 38 
Difficulty in Concentration 16 34 
Insomnia 12 26 
Sleepiness 9 19 
Nausea 8 17 
Other (dizziness, weakness, weight loss, 

emotional upset, aching bones, 
confusion) 18 38 

One or More 
Patients with. Side Effects with Pain Medicine 54 (n=26) 
Patients with No Pain Medication Side E£fects 46 (n=22) 
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was available, 4% (n=2) said they usually had enough time, and 4% (n=2) said their time 

satisfaction varied a lot (Table 7). 

Patients' Response to Ward's Barrier Questionnaire (BQ) 

The BQ is an eight item self-report instrument measuring barriers to analgesic 

use, or, to put it more accurately, misconceptions, about the use of analgesics. These 

misconceptions stem from a combination of cognitive and emotional beliefs about 

analgesic use that limit or prevent adequate pain management (Appendix I). Ward's BQ 

has been found to be valid and reliable in discovering barriers to analgesic use with 

cancer and non-cancer pain. In this study 96% of the patients had some concern with an 

item on the scale. This indicates that most of the study patients had some barriers to 

analgesic use. If a responder to the BQ had state of the art knowledge about analgesics 

use, the response to any item on the scale should be 0 (do not agree at all) and would 

indicate the participant had no concern with that item. Patients with higher scores on the 

BQ are more likely to have barriers to analgesic use. The rating of "some concem with 

an item" was tabulated by a patient's response to an item of I or greater. 

The following are the percentages of patients that indicated some concem with 

each item; A (79%), B (79%), C(51%), D (66%), E (60%), F (55%), G (83%), H (60%). 

Item H was added to Ward's original BQ by the researcher as a pilot item because of the 

researcher's past clinical experience. Many patients with cancer had talked about how 

they believed that pain experienced during their cancer treatment meant either entirely or 

partially that the cancer treatment they were receiving "was working." The participants 
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Table 7 

Satisfied With Present Pain Management (N=47) 

Frequency Percent 

I. Very Dissatisfied 6 13 
2. Dissatisfied 5 11 
3. Slightly Dissatisfied 4 9 
4. Slightly Satisfied 6 13 
5. Satisfied 15 32 
6. Very Satisfied 8 17 

Missing Values 3 6 
Total 47 100 

M SD 

3.98 1.70 
(Slightly Dissatisfied - Slightly Satisfied) 

Communication Time with Nurse (N=47) 

Frequency Percent 

2. Always Enough Time 33 70 
3. Sometimes Want More Time 10 21 
4. Usually Enough Time 2 4 
5. Varies A Lot 2 100 

Total 

M 2.4 (always enough time - sometimes want more time) 
SD.77 
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in this study in their response to this item (H in the BQ) indicated that 60% did feel that 

pain. This meant their cancer treatment was working. In past studies the alpha for 

Ward's BQ has ranged from .81 to .89. The alpha for this study's BQ variation (injection 

item H deleted, "working" item H included) was .83. The alpha with injection item H 

deleted and new "working" item not included was .81. This was satisfactory. In this 

study, 60% of the patient participants said that this item was of some concern to them. 

This sixty- percent response paralleled the 60% response for item E which measures the 

concern that talking about one's pain might possibly distract a physician from treating the 

cancer. Further studies with different samples need to be done to determine if this new 

item (H) is of general concern to patients undergoing treatment for cancer. 

The lowest patient response for any item on this BQ scale was for item F: pain 

medication should be saved. Fifty-five percent of the patients had some concern with this 

item. In this study, the BQ item G (pain means cancer has become worse) had the highest 

mean (M 2.64, SD 1.83), signifying the most patient agreement of all the items and the 

highest level of erroneous belief about analgesic use, and item C (good patients avoid 

talking about pain) had the lowest mean (M 1.34, SD 1.66) or the lowest level of 

erroneous belief about analgesic use. The range of the means for all items was from 1.34 

to 2.68. There was not a statistical significance among the Standard Deviations for any of 

the items (range of SD 1.49 to SD 1.84) (Table 8). Since responses of 0, 1, 2 indicated that 

participants did not agree with the item (0 indicating the strongest dise^eement, with 

lessening disagreement for 1 and even less disagreement for 2) the means for item 



Table 8 
Patients' Responses to Ward's BQ • (N=47) 

Percent M 

A. Fatalism 
B. Addiction 
C. Be Good 
D. Side Effects 
E. Distract 
F. Tolerance 
G. Progress 
H. Working 

Total BQ (A-G) 
Total BQ (A-H) with Added Item 

79 
79 
51 
66 
60 
55 
83 
60 

2.17 
2.45 
1.34 
1.64 
1.38 
1.45 
2.64 
1.45 

1.66 
1.84 
1.66 
1.59 
1.54 
1.72 
1.83 
1.79 

Alpha 
.81 
.82 

"•Range for all BQ Scales is 0-5. 
0=Do Not Agree At all 
5=Agree Very Much 
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response indicate that the average participant generally had some disagreement with the 

scale items. 

In other words, the average patient-participant did not hold completely firm beliefs 

concerning erroneous analgesic and pain management concepts. Patients were generally 

skeptical about what were clearly erroneous pain beliefs though not certain enough about 

correct pain management concepts to check "disagree strongly." 

Since 60% (n=28) of the patient-participants reported having pain at the time they 

completed the questionnaire and 36% (n=17) said they were presently on pain medication, 

the patients' responses to items on the BQ suggest that some of their current pain may 

have been a reluctance to use adequate analgesics due to erroneous analgesic beliefs. The 

fact that 66% (n=31) of the total patients (n=26) indicated they had current pain on a self-

report pain rating scale suggests that the higher figiire obtained from a "yes" or "no" 

response may confirm that patients' current pain management was not adequate. Patient 

barriers to adequate pain management for these participants may have been influenced by 

other factors than beliefs about analgesic use but this was not measured in this study. 

Participants responding to other questionnaire items, and talking with the 

researcher while they were completing the questionnaires (Appendix J), frequently 

commented that their physicians seemed reluctant to prescribe effective medications. 

Patients also frequently said that they did not feel "comfortable" in many cases with 

discussing prescribed analgesics that were not providing adequate pain relief for them. 
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The cost of medications (both for all medications and for pain medications alone) 

was also a barrier for some participants to achieve adequate pain management. All 

patients had health insurance but while 60% (n=28) said that the cost of pain medicine 

was not a current problem, 17% (n=8) said it was a problem, 13% (n=6) said it sometimes 

was, 11% (n=5) said it might be a problem in the future. Added together, 41% (n=19) of 

the patients indicated they had problems in paying for pain medications. On being asked 

about paying for any medication, 30% (n=l4) said it was not a problem though 70% (23) 

indicated that it was a problem which ranged from "sometimes" to "always". (Table 10). 

Fifty-one percent (n=24) of the sample indicated that paying for alternative pain 

management such as massage, yoga classes, or acupuncture was a problem. Forty percent 

(n=19) indicated they used alternative pain management techniques and 34% (n=16) 

indicated that they would like to try alternative methods either to supplement physician-

prescribed medication or to manage pain by themselves. (Table 11). The nurses were not 

asked whether they felt that paying for medications was a problem for some patients. If 

the study was repeated nurses should be asked this question as it would probably give 

more insight into the nurse-patient relationship especially with the increasing percentage 

of patients who do have difUculties paying for medications today. Nurses are certainly 

going to be instrumental in helping patients find sources to defray medication costs as 

they continue to fimction in their roles as patient advocates. 
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Nurse Demographic Characteristics 

A convenience sample of 12 registered nurses (RN) composed the nurses' sample. 

No eligible clinic nurse declined to participate in the study, but data was used only from 

nurses who had a tape-recorded interaction with a participating patient. Because of a large 

number of missing values in this small sample (approximately 4 to 7 missing values per 

demographic item out of the sample of 12) such as age, years of education, years 

employed as a RN, years employed as an oncology RN, no useful statistics could be 

Table 9 

Ward's Barrier Questionnaire (BQ) Items 

A. Fatalism; Pain Medicine Cannot Really Control Pain 
B. Addiction: People Get Addicted to Pain Medicine Easily 
C. Be Good; Good Patients Avoid Talking About Pain 
D. Side Effects; It is Easier to Put Up with Pain Than 

The Scale Effects That Come From Pain Medicine 
E. Distract; Complaints of Pain Could Distract a Physician 

From Treating My Pain 
F. Tolerance; Pain Medicine Should Be "Saved" in 

In Case The Pain Gets Worse 
G. Progress; The Experience ofPain is a Sign that 

The Illness Has Gotten Worse 

Added Item; 

H. Working; The Experience of Pain is a Sign that the 
Treatment is Working 



I l l  

computed to describe these variables. All of the nurses were female (N=12). Eleven 

nurses were Caucasian; one was Asian. Eight were married, 3 were living with a partner 

and there was an unknown of one. The mean of years of employment as an oncology 

nurse was 12.92 years for the 6 nurses who answered this question (Table 12). 

This problem is one of the di£5culties encountered by a researcher when 

participants are not required to fill in all parts of a questionnaire. Approximately 50% of 

the nurses did not choose to answer some of the above demographic questions. No nurse 

mentioned any reason for not doing so though several nurses did mention to the 

researcher that they were generally asked to participate in so many studies throughout the 

year that they had become weary of answering the same questions over and over. The 

nurse participants completed their questionnaire by themselves; the patient participants 

completed their more extensive questionnaires in the presence of the researcher. The 

nurses did write lengthy responses on their questionnaire's open-ended items which 

concerned ideal versus actual interaction time with clinic patients. There were also many 

positive comments about the preciseness of the BQ and how little time it took to 

complete it. None of the nurses had previous knowledge of the BQ, but after completing 

their questionnaire eight of the twelve nurse participants indicated to the researcher that 

they thought it could be used very effectively in their clinic. A typical comment was, 

"This could be really useful to get to know our patients-easy to remember and fast." 

The nurses' (N=12) responses to the items in the BQ were as follows: A (67%), B 

(67%), C (33%), D (33%), E (50%), F (33%), G (67%), H (33%) (Table 13). Their 
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Table 10 
Is The Cost of Pain Medicine a Problem (N=47) 

Frequency Percent 

Not Now 28 60 
Sometimes 6 13 
Yes 8 17 
Might be in Future 5 11 

Total 47 100 

Alternative Pain Management Cost Problem (N=47) 

Yes 24 51 
No 22 47 
Missing Values 1 2 

Total 47 100 

Is Paying for Any Medicine a problem (N=47) 

1. Never 14 30 
2. Sometimes 21 45 
3. Frequency 2 4 
4. Usually 5 11 
5. Always 5 11 

Total 47 199 

M 2.28 (Sometimes - Frequently) 
m 1.30 
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concern with each item was generally considerably less than the patients' concern (Table 

10). While 96% (n=45) of patients had a concern with at least one item on the BQ, only 

67% (n=8) of the nurses had a concern with some item on the BQ. This approximately 

30% difference between patients and nurses indicates that nurses overall had less 

erroneous beliefs about analgesics and pain management than did the patients. The 

difference in individual items which ranged from 10% (item E, Distract) to 33% (item D, 

Side Effects) also supports this conclusion (Table 14). Since the percentage of concern 

for all items was over 0%, the nurses did have some hesitation about disagreeing with 

known barriers to pain management. For example, instead of an emphatic "0=do not 

agree at all" for item B (People get addicted to pain medication easily) 67% (n=8) of the 

nurses in comparison with 79% (n=33) of the patients indicated that they had some 

concern with this item. Even though cancer pain management literature has emphasized 

for years that patient addiction to opioids is a minimal to non-existent risk (Rimer, Levy, 

Keintz, Fox, Engstrom, & MacElwee, 1987; Ferrel & Schneider, 1988; Hodges, 1989; 

Melzak, 1990; Dar, Beach, Burden, & Cleeland, 1992), both nurses and patients were 

worried about addiction. Though the nurses' concerns about addiction, as previously 

cited, were less than the patients' fears, the percentage of nurses who did have an 

addiction concem (67%) (n=8) may have been a considerable barrier to adequate pain 

management, especially when 79% (n=33) of the patients were concerned with the 

possibility of becoming addicted to opioid medications. In this case, each group might 

well have reinforced an erroneous belief in the other. 
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Table 11 
Use of Alternative Pain Management (N=47, missing value 1) 

Frequency Percent 

Yes 19 40 
No 27 57 
Missing Value 1 2 

Total 47 100 

Patients Who Would Like to Try Alternative Methods 

Yes 
No 

Total 

16 
31 
47 

34 
66 

100 
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Table 12 

Demographic Characteristics of Nurses' Sample (N=12) 

No. 

Female 12 

Ethnicity 
Caucasian 11 
Asian 1 

Martial Status 
Married 8 
Living with Partner 3 
Missing Value 1 
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Table 13 
Nurses' Reponses To Ward's BQ 

Percent M SD 

A. Fatalism 67 2.00 2.00 
B. Addiction 67 1.00 .85 
C. Be Good 33 .50 .80 
D. Side Effects 33 .67 .98 
E. Distract 50 1.17 1.27 
F. Tolerance 33 .50 .80 
G. Progress 67 1.83 1.53 

Added Item 

H. Working 33 

Concern With At Least One Item or More 67 



Table 14 
Comparison of Patients' and Nurses' Responses on Ward's (N=47) (N=12) 

Patients Nurses 

Percent M SD Percent M SD 

A. Fatalism 79 2.17 1.66 67 2.00 2.00 
B. Addiction 79 2.45 1.84 67 1.00 .85 
C. Be Good 51 1.34 1.66 33 .50 .80 
D. Side Effects 66 1.64 1.59 33 .67 .10 
E. Distract 60 1.38 1.54 50 1.17 1.25 
F. Tolerance 55 1.45 1.72 33 .50 .80 
G. Progress 83 2.64 1.83 67 1.83 1.53 
H. Working 60 1.45 1.70 33 1.00 1.91 

Concern With At Least One Item or More 96 67 



Table 15 

Nurses' Usual Time with Patient (N=12) 

Frequency Percent 

5-10 Minutes 3 25 
10-15 Minutes 6 50 
15-30 Minutes I 8 
Missing Value 2 17 
Total 12 100 

Nurses Ideal Time with New Patient (N=12) 

Less Than 30 Minutes 2 17 
30 Minutes 5 42 
Whatever is Needed by Patient 3 25 
Missing Value 2 17 
Total 12 100 

Time With Established Patient (N=12) 

5-10 Minutes 3 25 
10-15 Minutes 2 17 
15-20 Minutes 2 17 
25-30 Minutes 1 8 
Varies too Widely 2 17 
Missing Values 2 17 
Total 12 100 
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The Divisions of the Nurse-Patient Interactions 

According to the first level analysis of the nurse-patient tape-recorded interactions, each 

patient-participant was unique in personality, cancer knowledge, understanding of 

medical terms, and basic concerns. However, these interaction summaries could be 

placed easily in one of four summary exempla categories, categories which were 

developed by analyzing the speakers' themes, the vocabulary and the verbal style of the 

interaction. There were 32 nurse-patient audio-taped interactions. There was a sample of 

47 patient participants but some of the nurse-patient interaction tapes were blank or the 

conversations were impossible to decipher and those tapes could not be used. The 

division of the interactions into categories was derived fi-om analysis of the interaction's 

themes, vocabulary and tone and their consequential grouping. The interactions were 

analyzed into the following summary categories: 1) Beginning to want to put it all 

together (56%, n=18), 2) Communicating personal uniqueness through social 

conversation (22%, n=7), 3) Active patient participation (13%, n=4), and 4) Learning 

about tests for future treatment (9%, n=3). One interaction was chosen as an exemplum 

summary interaction fi'om each category based upon the clarity of the category themes for 

that category. They were called "exemplum sunmiary interactions" because each served 

as an example of the category. All nurses and patients in the exempla summary 

interactions were assigned pseudonyms. 

First Interaction Exemplum Summary CAppendix K) 
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The first interaction exemplum summary, "beginning to want to put it all 

together" was an interaction between a male patient, John, and a female nurse, Susie. It 

was not possible to ascertain the ages, ethnicity, marital status, or education of either 

patient or nurse; it was also not possible to establish the cancer diagnosis of the patient. 

"Let's make it easier on you," might have been Susies's motto for this interaction. "I 

don't understand what I'm reading half the time, but I've gotten to the point where I am 

asking for things," summarizes John's stance in this interaction. Eighteen of'he 32 

nurse-patient interactions (56%) were of this type. Patients in these types of interactions 

were begiiming to ask questions about their cancer treatment and just begitming to have a 

desire to understand treatment and to be active in making treatment decisions. 

Both Susie and John know each other well; John receives once every two weeks 

chemotherapy treatments. He has an implanted port for his chemotherapy. He generally 

brings up the topics that are discussed. There are many interruptions in this type of 

interaction. Comments and questions frequently are only half said before Susie or John 

interrupt each other. Susie, the nurse, interrupts John twice as much as the he interrupts 

the nurse. This interruption ratio is probably because the Susie frequently jimips into the 

conversation before John is finished speaking in order to explain some form of medical 

language he is asking about. John appears very comfortable with her interruptions; he 

needs Susie to explain terms so he can more fully ask questions. John also frequently 

repeats what Susie says as if he were making the sentences his own. In this type of 

interaction the patient appears to be leammg "health care communication." 
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Susie emphasizes her role of medical language interpreter by saying that "a lot of 

it [medical language] is medical mumbo-jiunbo, Greek" and therefore difficult or even 

impossible for the patient to understand. John says he wants physical markers on his test 

results that he can compare each time (like tumor size, number of white blood cells), and 

the Susie agrees that "if you have something like that, a marker, it's kind of nice," but, 

she suggests, it's not always possible. John tells her he is just beginning to want to know 

about such aspects of his cancer treatment and is struggling to understand medical 

language and treatment terms. 

This interaction summary is a very good example of how a nurse's professional 

knowledge may be joined with a very human desire to comfort a patient. Susie uses 

simple medical language to explain things in everyday terms to John. She also reassures 

John that "they (the doctors) usually tell you what you need to know, the most important 

parts." Note Susie's honesty in this statement. Susie uses the modifier "usually" which 

certainly sounds more realistic to any patient. She also notes later that the clinic has been 

going through a remodeling process, and "we haven't quite gotten the scheduling down 

yet." The honest sharing of information that Susie reveals in these exchanges must 

reassure John that the nurse will also be honest about his cancer, his treatment, and his 

prognosis. He says to Susie, "You always know what to say." These are good examples 

of combination of professional and social dialogue that Susie uses to both educate John 

and treat him as the unique human being he is. 
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John is at a beginning level of understanding his cancer diagnosis and treatment 

and is very honest about it. "One of the words I was looking up here-I can't understand 

what they're saying about my CAT scan. One of the words that they had in here, I don't 

know how you pronounce it." Susie does a competent job of interpreting medical 

language into everyday language for the patient. "Lymphadenopathy? Just swollen 

glands. They see something's going on within the lymph nodes." 

John tells the nurse how much he is able to understand of medical language now. 

"A lot of the time I can understand when they give the dimensions of the mass, and then 

the new dimensions, why I can understand that." John also tells the nurse at length that 

he has recently become more persistent about asking his physician to explain his 

treatment thoroughly and to obtain copies of his test results. "I've gotten to the point 

where I am asking for things." 

Susie supports him, saying "Really? It's yours!" and goes on to talk about his 

chemotherapy side effects. She does not respond to the patient's complaint that the 

physician only explained part of the CAT scan, or what seemed like part of the CAT scan. 

Here Susie fails to support the patient's desire to learn more about his disease and his 

treatment. No written material or any other informational sources are suggested though 

Susie supports John emotionally by the word "good" when she says, "It's good to hear 

that two are stable and one is decreased." The patient responds to her, "Yes, that makes 

me feel good." John has conmiunicated an increased aggressiveness and a desire to leam 

more about his diagnosis and treatment though, unfortunately, without a formal checklist 
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the nurse can only rely on an almost social conversation checklist. After explaining his 

burst of aggressiveness, John backs down from his physician criticism and virtually 

apologizes for his outburst by saying, "If it's helpful to somebody-that's great. Tm all in 

favor of helping." 

John says he has had no side effects from his chemotherapy but adds "yet" to keep 

that possibility open. He has just recently recovered from a pathological fracture, and 

Susie is in the midst of praising John by saying "it never really stopped you" when John 

laments, "It slowed me down for several weeks, for two or three weeks." Susie does not 

ask the patient about any pain. John says, "The side effects of my treatment are zero" and 

never mentions having any pain whatsoever, not even with his pathological fracture, 

which most nurses and patients would agree must have involved at least some pain. 

Susie does not ask and John does not continue to talk about it. Since there is no pain 

instrument used no knowledge is gained from the patient for later use by physicians, 

nurses or any other health care professional, but it is common medical knowledge that a 

patient who has had one pathological fracture is highly likely to sustain another in the 

futiu-e. A careful record of his John's reaction to his first pathological fracture, 

particularly all symptoms including pain or the absence of pain, might be useful for later 

treatment. 

In summary, this first interaction reveals a patient who is beginning to want to 

learn more about his cancer diagnosis and treatment. The nurse who knows this patient 

well acts as a patient advocate by translating medical language and cancer terms into 
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words that the patient can understand. She also supports the patient in his new 

assertiveness; he wants more information than he previously did and he now asks his 

physicians for it even though he still says it is difficult for him to understand exactly what 

the medical reports mean. This interaction was almost twice as frequent as the next 

exemplum sununary interaction (56% compared to 22%). It would seem reasonable 

enough that it takes time for most patients to learn to cope both with a potentially life 

threatening disease and to learn about medical tests, treatment options and new daily 

activities (cancer treatments, laboratory visits, physician appointment, etc.). Becoming 

more active in their cancer treatment for these patients appears to require some 

adjustment time before full participation in treatment can occur. 

Second Interaction Exemolum Summary (Aonendix 

"Communicating personal uniqueness through social conversation" 

The second summary is an exemplum interaction between a nurse and female 

patient with bone metastases secondary to ovarian cancer who is now in the middle of a 

course of weekly chemotherapy. The patient, Mary, mentions that she is "half-way done" 

but doesn't mention any details of her treatment. This interaction example was the 

second most common interaction in this study (22%, n=7). Mary, speaks mainly about 

her family, her hobbies, her social life; she speaks rarely of her cancer treatment and 

several times says to the nurse that she doesn't remember exactly what they are doing for 

her or the names of her medications. The summary statement for this interaction could be 

when Mary tells the nurse that she "just wants to get it over with and doesn't care to 
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remember much about her treatment. I want people to know me more than just a cancer 

case." Linda acknowledges Mary and then, reverts back to "tell me more about how 

clever you were to make those earrings." 

Linda, appears to know Mary well and there is genuine liking between Mary and 

Linda. They continue prior "old" conversations from previous clinic visits. Linda asks 

about various family members (e.g. children and grandchildren), speaks about Mary's 

patient's husband's death and the patient's previous bus-driving job. Mary brings Linda 

up-to-date on family concerns and speaks at length about the "wonderful" support that 

her family gives her. There is practically no medical conversation at all in this 

approximately one-hour interaction though chemotherapy, blood counts, and bone mass 

readings are briefly mentioned by the patient. Mary says she "really doesn't want to talk 

about those things" and Linda does not follow up any of these topics even when the 

patient mentions that her white blood count is "pretty low" and she has been given a 

medication to correct it. Maiy can not remember what the medication is called and 

stumbles around trying to remember its name-"Whatever that is, I don't know." 

Linda's response to this problem is to offer the patient something to drink and a 

pillow and blanket. Linda is concerned that Mary receives the type of pillow the patient 

prefers and never returns to the subject of low blood count medication Mary raised 

because the patient tells her she doesn't want to talk about it. Mary talks about her "bone 

cancer" and how it has metastasized "and now it's in the bone. All over." Linda 

responds "in your bones" and Mary adds, "1 think the only one I don't have it in is this 
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left one." Linda's reply is to start to tell the patient something about "cancer being in her 

bones" but Mary changes the subject to making earrings. Linda joins in the conversation 

to talk with Mary about jewelry making. Mary has told Linda she doesn't want to talk 

about cancer or cancer treatment and Linda respects her wishes. Both Mary and Linda 

frequently laugh and seem very comfortable with each other. Both with good spirits 

mterrupt each other frequently. 

The point of this summary is not to criticize Linda for failure to respond to Mary 

with in-depth medical information but to suggest how useful a routine brief check off 

form would be for gathering information from this example of patient quickly at each 

clinic visit. The content of the entire interaction makes it plain that the Mary does not 

want to discuss health concerns or cancer treatment; she prefers social conversation with 

Linda. And Linda knows Mary and responds in kind. 

A checklist of possible medication side effects and other symptoms that could be 

associated with Mary's diagnosis would be useful for both Mary and Linda in this 

interaction. Linda could qtiickly gain information from the patient, and the patient could 

quickly finish that recounting and return to social conversation. Then Linda would have 

information that surely would be useful for Mary in the present and future clinic visits. 

No extensive questions about pain are asked by either Mary or Linda, though 

Mary says she has just recently recovered from a pathological bone fracture. Mary does 

speak about the pain she feels with the shots and says that her low blood count is "really, 

really bad," but Linda nurse merely says, "How do you feel right today?" This response 
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returns Mary to her usual light, cheerful social conversation style as shown by her 

comment, "I'm feeling happy and good. I'm wishing you the same." Linda does ask 

Mary if she put the pre-clinic local ointment on her port to dull the pain when it has to be 

accessed to treat her in the clinic, and Mary says she "forgot but it is not really needed for 

that little pain." Linda responds with "Oh I would need it. I'm a wimp." This would be 

a good time for Linda to ask about Mary's response to other pain, but she doesn't do that. 

Unfortunately Mary receives the judgment that apparently some people are "wimps" and 

some are not. Instead of exploring barriers to pain management Linda reinforces the idea 

of the good patient as one who doesn't complain about pain, but she might also be 

supporting the notion that patients shouldn't be encouraged to complain about pain. It is 

a fact that some patients will not bring up pain complaints on their own without a health 

care professional specifically asking about it. Mary may also believe that analgesic use 

and talking about pain takes up valuable time from limited treatment time. Without a 

routine checklist Linda does not know if pain is a present concern for the Mary. 

Mary and Linda obviously have good rapport; Mary looks forward to being with 

Linda for her chemotherapy. Indeed this clinic tries to schedule the same nurse for each 

patient during treatment in order to encourage strong relationships. Mary communicates 

to Linda a strong sense of her uniqueness as a human being (e.g. her hobbies, how she 

handles stress) and how much her family support means to her (her grandchildren help 

give her injections and medications and stay with her for clinic visits). Mary is very open 

with the nurse about her family and their problems, but Mary hardly ever asks for any 
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medical information regarding her diagnosis, prognosis or treatment. Linda does not 

offer any unsolicited information either. In simunary, this particular exemplum offers a 

good example of the kind of interactions in which social conversation about family and 

hobbies and personal uniqueness are the main interaction themes. 

Third Interaction Exemplum Summary CAppendix \n 

"Active patient participation: Gathering and evaluating information and options" 

This exemplum interaction is between an older male patient vsrith prostate cancer, 

who is participating in a clinical drug study, and a female nurse. It represents the third 

largest interaction group (22%, n=7). The patient is participating in a clinical drug trial. 

The clinic visit is strongly structured by the study drug protocol that the nurse carefully 

follows. There are many assessment questions on the protocol. Both Steven, the patient 

and Donna, the nurse, appear to have had many interactions with each other at the cancer 

center. They speak freely, and they expect knowledge of past encounters to be 

remembered. Steven says several times to Donna, "I know you remember this." Steven's 

wife is with him; she says little except to supply more information when Steven asks her 

to do so. Steven husband is very respectful of her opinion. The following exchange 

seems to typify their relationship: "Because I personally think it is sinus. But my wife 

doesn't. And I defer to her, because sometimes I am not the best of sounding boards." 

Steven's part in this interaction tends to be composed of lengthy sentences, 

minutely detailed, and reflecting an impressive medical vocabulary. All three of the 

participants laugh frequently even though the discussion always continues to be 
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composed of technical medical terms. Steven is aware that he is leading the discussion 

and that he can be verbally overwhelming with his medical knowledge and intensive 

questions at times. He jokes about it with Donna, for example, after one of his very long 

questions, he says to her, "OK, your turn." Donna just laughs good naturedly and goes 

right to her study checklist because this seems to be what the patient expects and what he 

more or less demands. Both Donna and Steven are determined to use every bit of his 

clinic time as professionally as possible. They rarely interrupt each other when one is 

speaking; they do laugh a lot and seem to enjoy each other's company thoroughly. But 

basically each clinic visit is an opportunity to exchange new knowledge, double-check 

old theories and do everything possible to enable Steven to conquer his cancer and to 

acquire new knowledge about the e£Qcacy of the study drug. Steven always brings an 

extremely well organized binder with a copy of every test, report, physician visit, and 

literature review regarding his case and medications. He refers to information in it 

several times. He also has a section in his binder for "alternative or expanded medicine" 

regarding his diagnosis and treatment. He has tried several alternative medicine 

techniques and believes that meditation; message and acupuncture have helped and are 

continuing to help him. 

This interaction is typical of several interactions where the patient has 

accumulated a tremendous amount of medical knowledge about the cancer diagnosis and 

treatment. Typically also, Steven is very outspoken about his need to be m control. He 

has gained some of his knowledge from his employment, but that is usually not the case. 
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Steven was employed by various drug companies to evaluate cardiovascular studies. "I 

know what to expect and I know what's going on. I'm an expert on my disease and an 

expert on this drug. It's the last thing left for me." For example, he says to Donna about 

his study drug, "When can I take them as bio-therapy as opposed to chemotherapy? Will 

this drug have an affect on the immune system as chemotherapy did, or is there no 

connection?" 

He makes constant reference to the study drug protocol and literature background 

that he has acquired. "But in the study papers, we also read that it is 40% reporting 

nausea with the medication, which was of interest to me because that is a very high 

quotient for side-effect profile." Donna considers his statements and questions very 

carefully and several times says that they will have to refer to the study drug protocol. 

Sometimes Steven's knowledge is so far beyond that of the typical cancer patient that 

Donna must use all of her medical knowledge to answer such queries as how does his 

body handle the caffeine in chocolate. Donna says, "I have to actually pull out the study 

and look at it, and then try to figure it out." 

Steven replies, "Could you find out for me?" 

And Donna says, "Sure, I will look at it. I think it probably has something to do 

with the way the drug is broken down in the body." 

Steven then says, "Yeah, and technically it's, it's, this—and I did read it~is this 

metabolized by the liver, or is it a first pass kidney, second pass liver?" 

Donna says, "I don't know. I don't know. I'll have to look it up." 
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Most health professionals would have to refer to the study protocol to double-

check how this drug is metabolized. When Steven is told that he may not eat pork 

products, he jokes that he "has found a great recipe for pork ribs on the barbecue." 

Donna laughs and tells him that he will have to ask his study drug physician to explain 

why he can not eat pork products. Steven asks, "But the question is, I repeat, is it the 

high fat content, or is it the curing of the pork meat?" Donna replies honestly to his 

question "I don't know, that's a good question, but I will have to look it up in the study." 

Then she says with good spirits, "Are you trying to make trouble? Use beef!" 

This attention to detail is typical of many of Steven's questions. Donna is never 

flustered by his questions but frequently says she'll have to go get the study protocol and 

check it. Finally she does just that. Some questions even have to be deferred until 

Steven's next appointment with the physician as the biochemistry is beyond both Donna 

and Steven. 

Donna uses an extensive checklist to ask about symptoms. This is part of the 

study drug routine. Only in the nurse-patient interactions concerning drug studies does 

the use of a checklist surface. During this particular interaction it seems like every 

possible cancer and medication side effect is explored. Donna asks Steven to rate his 

pain on a scale of zero to ten (zero equals no pain, ten equals the worst pain possible). 

Steven replies, "It will be about a 2 or 3, and because I don't want it to get to a 10, which 

it was at one point. 1 let it get out of hand. I did not intervene." Steven asks his wife 

about her opinion of his headaches. His wife has another opinion and Steven says, "she 
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may be right." Donna writes it down. Donna has Steven describe precisely where the 

pain is and discuss its intensity, duration, radiation, and what works to relieve it. The use 

of the checklist provides an ongoing tracking of the patient's symptoms, medication side 

effects and physical and mental wellbeing. Donna only has to glance at the checklist to 

be reminded how much Steven has pain with what could be a possible sinus headache and 

to remember just what analgesic he says he needs for adequate pain management. Donna 

double-checks old information against what he is now reporting. This obviously is a 

routine as the patient almost chants the questions along with her. 

Donna asks, "Any new or unusual bone pain? Joint Pain? Muscular pain?" 

And Steven replies, "No, No, No." 

Two themes present in this interaction were prominent in every interaction in this 

study: never giving up hope and facing the fear that cancer is back though many patients 

did not express this as fluently as Steven did. But all of the patients in all of the 

interactions mentioned how hard they were fighting the disease. Steven says, 

"I'm not going to give in. This is not right. It is wrong. I want to get back to 

doing the things I used to do five years ago, and I thought it was going to happen in 

January, and it didn't happen, and I've got to tell you. I am like a kid who was promised 

a bike at Christmas, and then found out that not only didn't I get the bike but someone cut 

my legs off so I would never be able to ride a bike again. I was extremely disheartened, 

disappointed, fnghtened, and concerned. But, we started the medication, and whether it 

works or not, that is not the issue, but it gives us an opportunity and a point to focus on. 
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one last opportunity because as a cancer patient the worst part of this disease is that when 

you wake up in the morning, and you have an ache or a pain, the first thing that goes 

through your mind, is~Oh, My God, it's back!" 

In summary, this interaction summary features an extremely knowledgeable and 

verbal patient who, as he says, "has become an expert on my disease and its treatment." 

This kind of interaction and this kind of patient are typical of patients who are on study 

drug protocols. The study drug protocol provides a pattern to the interaction because the 

nurse uses a checklist of symptoms and possible drug side effects. These patients receive 

a tremendous amount of knowledge and in turn usually become "'the experts on their 

disease and treatment." 

Fourth Interaction Exemplum Summary (Appendix 

"Learning about medical tests for future cancer treatment" 

The fourth interaction summary involves a female patient, Joy, who is undergoing 

preparation for a stem cell transplant and Carmen, a female nurse. The interaction which 

includes both future test explanations and explanations of tests actually done at this visit 

(MUGA scan, bone marrow biopsy) last about one hour and forty minutes. There is 

never any sense in words or tone that either Joy or Carmen feel rushed. They have not 

met each other before, but Carmen has Joy's records and refers to them. The patient is 

impressed by her competence, and she is clearly pleased that she does not have to 

remember and tell this new nurse everything about her diagnosis and previous treatment 

experiences. Joy tells Carmen this several times during this interaction. Carmen also 
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says several times, "Here—^you can see for yourself." As she obviously allows Joy to 

look at laboratory tests in Joy's chart. Report between the two of them is something both 

acknowledge and appreciate. Both mention it; an example of this is that in this 

interaction laughter between the two of them over small shared jokes becomes more and 

more frequent as the interaction progresses. 

Joy tells Carmen she has taught anatomy and physiology to medical and nursing 

students for over thirty years and is therefore quite knowledgeable about some medical 

subjects, though, Joy admits, even with all her education and experience, she "is not very 

well informed about the preparation tests she needs before her stem cell transplant." Joy 

assures Carmen that she is very receptive to being taught by her, and in fact, as she says, 

"she expects to be taught everything." 

This fourth exemplimi interaction summary typifies the interactions of other 

patients who are well educated generally but not well informed concerning specific 

cancer and its treatment; they know their limitations and desire to learn as much as they 

possibly can about their disease and treatment. These patients also frequently mention 

reading cancer information and ask for written information from their nurses. But this 

fourth interaction is different from Steven, the patient, reported in the third exemplum 

interaction summary in that only a few patients like, Steven, (generally those with 

extensive health care or scientific post-graduate training) are able to ask incisive, detailed 

and extremely knowledgeable questions. Steven, in the third interaction understood 

biochemistry, the mechanics of drug metabolism, and cancer physiology. 
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Patients like Joy in the fourth interaction summary have a good basic 

understanding of their cancer and treatment, but though they may become even better 

informed, never attain the level of understanding and ability necessary to ask 

biochemistry questions like the patients in the third interaction group. That is simply 

because those patients do not have the years of health and scientific background that 

Steven in the third interaction had. He had worked many years as a study drug analyst. 

Registered nurses in all four groups, interacted effectively with all their patients, in all of 

the interactions audio-taped. 

In the fourth interaction summary the Joy asks Carmen, the nurse, "what are you 

going to do to me today"? Joy says she wants to learn everything; she wants to be active 

in making her medical decisions. She feels no embarrassment over her ignorance and 

says, "I know a lot of general cancer things but not much about bone marrow transplants, 

ril be your teaching sponge. Nurses always do such a great job teaching patients. 

Talking to me about what they're going to do sometimes makes more sense to me than 

reading books. What's really important—you know how they do it here." 

Joy does tell the nurse about her medical teaching background and indicates that 

while she can understand complex physical explanations, most of her cancer information 

is incomplete. Carmen first checks to see if Joy is comfortable and then proceeds to 

explain a MUGA scan. Carmen starts by spelling out the term and defining it for the 

patient. Throughout her explanation (and throughout all her explanations) she firequently 

pauses to ascertain if Joy understands her and helps lead her in questions. Her 
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explanation becomes more complex as Joy asks questions that indicate she is 

comprehending her explanation. Carmen gives Joy written information to take home 

with her "to refresh your mind" and Joy says she is grateful for all the information. She 

assures Carmen that she'll read anything Carmen gives her. She tells Carmen that she is 

starting a notebook about her cancer—^"both my feelings and what 1 leam." 

Carmen's MUGA scan explanation is brilliant as are all of her test explanations 

she discusses with Joy at this clinic visit. Besides examining the nurse's explanation of 

the MUGA scan, we shall now consider an example of other test explanations that 

Carmen discusses with Joy during this interaction. All the explanations are very 

complete; they are just at the level the patient desires, neither more information nor less 

information than she wishes. Joy compliments Carmen seven times in this interaction for 

"her excellence in teaching and knowing how much I can take." 

M-U-G-A 

"That stands for Multiple Gated Acquisition. We're going to be looking at your 

heart, to see how well it works, basically, as a pump. And we do this on a log of cancer 

patients because sometimes the chemotherapies can kind of be rough on the heart. And 

so we're just checking up. And basically what we get is something called an ejection 

fraction." 

Joy says, "Yes, I've heard of that. 1 used to know that." 

Carmen continues, "Yes, it's a number that the doctors are very familiar with 

dealing with. And what that ejection fraction represents is the percent of blood that gets 
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squeezed out of the left ventricle with each contraction. And it's a ver>' simple 

mathematical calculation. It's a 'ftill minus empty divided by full, times a hundred.' 

And we count the radioactive little gamma rays that come off of your heart as a result of 

labeling a small amount of your blood with radioactive tracer. And so then we're able to 

calculate that ejection fraction. And a normal ejection fraction is 50 percent or greater. 

So that allows you, then, to track how your heart is working. It's kind of a ballpark 

figure, but the doctors know if they see a significant drop in that they need to reassess 

what they're doing. And also they know, starting with chemotherapy, whether or not 

your heart is working normal. So it really gives them a lot of information." 

Joy questions, "And those little specks that I see up there on the screen, is that 

nuclear medicine that we see?" 

Carmen says, "Yes, that's exactly what it is. Those are little, we call them 

photons, but they're little gamma rays that come off of the radioactive blood and they hit 

the camera that's over there. Only certain ones are accepted so that they compose a 

picture. And that picture is taken according to the information from your heartbeat. 

That's why we put those EKG patches on you to feed that into the computer too. So we 

get a full heart cycle and diastole and systole and diastole. And we acquire literally 

hundreds of those. And then we put those all together into what we call a representative 

heart cycle. And that's the data we analyze. It's very accurate, a very accurate assessment 

of how well your heart's working." 

Joy says, "Wow! Sounds good. You really gave me a clear understanding. Thank 
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you. Looks like it's doing OK." 

Carmen replies encouragingly, "It looks lovely. That's a nice looking heart." 

This explanation continues while Joy is looking at the computer monitor screen 

with Carmen, who is pointing out the various parts of the heart and their workings. After 

this process is finished. Carmen says that she is going to do a bone marrow test today 

also. Joy exclaims, "I've had lots of them!" but during and after this test she repeats that 

she has never had such a painless bone marrow test or a health care professional who was 

so considerate of possible pain. Joy is impressed Carmen asks her about past tests, past 

medications to numb the pain, and her reactions to the tests and various analgesics. 

Carmen explains some of the pain medications she can give the patient and says, "I never 

like to promise no pain at all but we can stop most of it." Joy talks about past 

experiences that have been very painful and says several times she is very impressed with 

Carmen's techniques and her thoroughness. Joy confides past painful experiences she 

has had with this test. As she says, she had "a doctor who was new and he couldn't get it 

out, after he got it in. It really wasn't bad, except when that one doctor did it, and 1 think 

he was just learning how. They asked me if he could do it, and I've always tried to be 

helpful—but it was pretty bad. They didn't even offer me any pain medicine like this 

before." Carmen does not comment about the ineptness of the past test but assures Joy 

that "things have changed." Joy agrees and observes that her stem cell transplant 

confirms the point. Joy speaks at length about the new attention to pain management and 

praises Carmen for her knowledge, professionalism, and compassionate manner. Joy is 
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very emphatic about the help that Carmen has given her today-irtforming her about her 

tests, premedicating her for her bone-marrow biopsy, making her feel hopeful about the 

stem cell transplant. This interaction reflects a major theme present in all the 

interactions: Joy's appreciation for Carmen's knowledge, professionalism, attention to 

detail, human compassion and pain management skills. As Joy said, 'They need to give 

nurses big raises because they're the ones that really take care of the patients. People 

should realize that with all these nursing crises and shortages we're having that patient 

care is just going to suffer if we don't keep our nurses happy by paying them and giving 

them the respect they deserve. Nurses translate the medical terms, and they give the care 

to the patient. Nurses make sure patients don't suffer and that they understand what they 

need to know. Nurses never give up. You really should get big raises." While this kind 

of praise sounds almost like a eulogizing commercial for nurses, it is a typical theme 

foimd in all of the interactions. 

This last interaction summarizes an exemplum interaction that illustrates the 

teaching skills that nurses are trained to have and that they use everyday with patients. 

Nurses flmction as patient advocates when they translate complex medical language into 

everyday language for patients. They are not working as "go betweens" for physicians or 

the medical system. They are working as highly skilled health professionals that can 

quickly assess patients' learning needs and guide patients to understand their diagnosis 

and treatments. With cancer treatment becoming more and more sophisticated and 

technically complex it is a vitally important job that nurses perform. This interaction is 
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an excellent example of the small percentage of patients that need and receive highly 

complex treatments to conquer cancer. 

First Level of Analysis 

All nurse-patient interactions were transcribed by a professional medical 

transcriptionist (Appendix O). Then the researcher listened to every tape in its entirety 

(range of 30 minutes to 120 minutes) a minimum of six times to check for errors and note 

phrases, shifts in tone, emphases, and general content. After the fourth listening the 

researcher made theme lists, taking particular note of the items mentioned as well as such 

events as interruptions and episodes of laughter (Appendix P). The researcher thought of 

each speaker as an unique individual. Though she did not know which specific 

participant in the study was being recorded at any particular time, she actually had to 

refrain from giving each participant a pseudonym in order to remind herself that the focus 

of the analysis was on the dyad not the individual. However, this very human desire to 

attach names to individuals may suggest the presence of an inherent natural respect for 

personal qualities which probably should influence the analysis of qualitative data more 

than it sometimes does. Analysis here had to be performed on the nurse-patient dyad, 

rather than the individual patient or nurse because it was important to gain data about 

typical interactions rather than individual interactions. Four interactions were chosen as 

typical of each type of nurse-patient interaction as previously described (Appendices K, 

L, M, N). 

Interactions did not reflect Labov's description of narrative story elements such as 
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abstractions, orientations, complicating actions, resolutions and codas because the 

purpose of the clinic visit was cancer treatment rather than having the patient-participant 

recount his or her cancer experience. The narrative development was also not like the 

standard story development; instead of one or two subjects patients and nurses discussed 

many subjects. Again the focus was on the dyad and not on the patient-participant or the 

nurse participants. This analysis restriction mirrors the actual clinical experience for 

patients and nurses. Three of the four exempla summaries were taken from patients and 

nurses who had been involved in prior clinical experience with each other. Only one 

sununary consisted of a patient who was new to the participating nurse. In none of the 

interactions was there any element of tension or uneasiness between patient and nurse, 

even though the pattern of clinic visits, punctuated with required treatments, tests, and 

various other encounters, does not allow for the gradual development of friendly 

relationships or for patients to be asked "to tell someone their story." In typical clinic 

visits the tteatment comes first and communication is woven around the cancer treatment. 

A research study like this one must examine actual clinic conversations within a context 

of time constraints and the complexities of treatments and cancer tests. 

Second Level of Analysis 

Research Question 1: What themes were present in the data? 

Following the first level analysis, the identification of parts and content, a second 

level analysis involving synthesis and abstraction in order to extract and tabulate themes 

was conducted (Appendix Q). Eleven major themes were discovered: 1) language, 2) 
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nurses, 3) fear, 4) pain, 5) communication, 6) patient role, 7) meaning of pain, 8) patient's 

cancer experience, 9) patient as unique human being, 10) anger, and 11) pain 

management (Table 16). Because the major themes resemble the major themes found in 

any classical literary work, it is important to note the more specialized sub-themes that 

are particularly relevant to nursing. For example, the major theme "Anger" would be 

difficult, if not impossible, to make much of if specific nursing sub-themes were not 

mentioned. Even in the simplest interaction exempliun summary, simplest being defined 

by the small amount of medical technical language it contained (Interaction summary 2: 

"Communicating personal uniqueness through social conversation") where the focus is 

mainly upon social conversation topics several sub-themes emerge and must be noted. 

The analysis is much like an analysis of a poem about life or death. The researcher can 

name the major theme in a few words, but considerable elaborate analysis is necessary to 

explain the concept inside a specific poem. 



Table 16 
Themes 

Language Nurses 

Fear Pain 

Communication Patient Role 

Meaning of Pain Anger 

Cancer Experience Pain Management 

Patients as Unique Politics 

Finances Alternative Medicine 

Physicians Listening 
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Each speaker or participant in this narrative analysis research study uses language or 

describes experience in a way that reflects significant general themes. There may be 

many common points of reference associated with a cancer experience in terms of which 

patients and nurses can communicate, but because patients and nurses are unique human 

beings each will describe experiences in terms that the other will find difficult to 

comprehend. It is only through studying the sub-themes that a reader can approach the 

subtleties of personal meaning, or come closer to understanding a fellow human being.. 

And it is by recognizing both the conunonality and the uniqueness of these universal 

themes, that is, by studying their sub-themes, that a health-care professional can learn to 

communicate effectively with individual patients. It is not enough for a health-care 

professional to agree that cancer pain disrupts an individual's life; it is by understanding 

at least some of the ways an individual cancer patient interprets the influence of pain on 

his life that changes in pain-management goals can be imagined and implemented. Only 

through the understanding brought about by picturing each patient with cancer as an 

individual wrestling with very real, very personal, and very powerful threats like pain and 

fear can effective pain management programs be devised 

In addition to the previously named themes from the exempla interaction 

summaries, three more themes were found in the patient-researcher discussions 

(Appendix R). These themes were 1) finances, 2) alternative medicine, and 3) politics. 

Some patients did not speak about significant sub-themes (e.g. cost of medications, fear 

of losing one's job, criticism of physicians) during the taped interaction but raised these 
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topics on their own and spoke to the researcher about their concerns with them at great 

length after they had completed their questionnaires. At no time did the researcher bring 

up a subject before the patient-participant did, and she also restricted herself to such 

conunents as, "Would you tell me more about how difficult it is for you to pay for 

medications?" Participants were very emphatic about what role the government should 

have in providing prescription drug coverage for all Americans. Not one patient-

participant failed to bring up this theme, and all of them had an abimdance of relevant 

stories to tell about their personal experiences, experiences of relatives, and experiences 

of friends. In general, patient-participants were not in favor of national health-care 

insurance, but all were in favor of a national prescription benefit that would cover all 

citizens. 

Because the focus of this study is to gain knowledge from the complete group of 

dyads, there was no tabulation or accounting as to which specific interaction produced 

particular themes. The phenomenon of researcher reflexivity associated with a particular 

narrative methodology acknowledges that another researcher may possibly interpret 

interactions quite differently than this researcher. Main universal themes are quite likely 

to be found by all researchers using narrative analysis. What would probably be unique 

for each researcher would be the emphasis on particular sub-themes, including sub-

themes that might be only very briefly mentioned because of social restrictions or 

politeness. For example, in all the patient-researcher discussions after the patients 

completed their questionnaires, patients introduced criticism of specific physicians and 
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commented somewhat negatively about the physician role in general. Patients were 

particularly unhappy about past and present pain management, as exemplified by the 

following adverse comments: 

"Doctors are too quick to say nothing can be done about pain. They have a lack 

of options, or a lack of education, I feel. Doctors are concerned only with cure, 

remission. They need education about pain management. My cancer is under control but 

because of the pain I cannot do most things in life. What good is cancer control if the 

pain rules your life?" 

"Doctors should be able to better manage pain. Perhaps nurses should manage a 

patient's pain. The nurses see the patient more often during treatment. They know how 

to speak the patient's language and understand what I mean when I say the pain becomes 

just too much to bear in daily life. 1 know there has to be lots of medicines but my doctor 

doesn't really listen to me. He hardly asks. Someone should have some pain 

management skills." 

"It's like they don't believe you." 

"Why can't the doctors do more for my pain? I have it almost all the time. I try 

to pretend it doesn't matter when the pain is so bad I can't sleep and all I do is cry. 

That's not what a man should do. What am I becoming? The nurses are easier to talk to 

but they don't talk about it much either. I feel like a crybaby and that's not the way I am. 

Really I'm not. I worked construction all my life and now I cry everyday. I'm not a 

wimp. Can't they understand?" 
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There was also some praise for specific physicians and physicians in general for 

the excellence of treatment, including pain management, that patients received at the 

Cancer Center. It appeared to some patients that pain management depended on the 

individual physician more than some other components of their cancer treatment which 

were described as uniformly excellent. 

"I'm not in pain now. When I was in the hospital for 22 days I had my radiation 

oncology doctor on the pain team. He just happened to rotate on when I was there. He 

knew me and believed me. I was treated with an epidural with very satisfactory results. I 

was one of the lucky ones. My doctor knows a lot about pain." 

"My doctor helped me get my pain medicine that very day. I couldn't afford it 

and he got on the phone and right then I had it. Oxycontin works beautifully for me and 

my doctor gives me a nausea medicine to go with it. He really knows what I need. I feel 

safe with him." 

"My physician has me on medicine that does well enough to allow me to do fairly 

much what I want. It usually takes the edge off the pain and helps me fimction normally. 

Meaning what I want to do. He says people don't have to have pain with cancer if it is 

done right. He said he learned about pain management mainly on his own. And worse, 

he feels pretty much alone because he cares about it. I'm glad he's young and can handle 

it. I can't take the pain or knowing if I didn't have him I'd really suffer. I don't like to 

think about it. How does he do it?" 
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This researcher was very careful not to respond to any praise or criticism of 

physicians though it was all carefully recorded in field notes. Some patients were clearly 

embarrassed to be criticizing physicians while others were quite animated in their 

criticism. In some cases patients began to criticize a physician and then quickly changed 

the subject or apologized for bringing up their discontent. Many times a patient began 

with "I know I shouldn't be saying this but..." It was as if a social code was being 

violated, but the patient-participants could not seem to stop themselves. Patients were 

eager to talk with the researcher and told her over and over again how glad they were that 

someone was interested in their experiences, their suffering, their concerns. They 

specifically said that they did not want to complain, but they felt that even though better 

pain management was supposed to be available, no one really seemed to understand how 

badly they needed it. They groped for words as they labored to speak about how difficult, 

how impossible it was to explain their pain to someone else. When the researcher asked 

them about rating their pain, describing location, intensity, duration, what worked for 

relief, what did not work, it was as if for many patients that was the first time someone 

had systematically asked them these questions. If patients aren't asked about pain, many 

will not bring up the subject. They may feel that clinicians find it annoying to hear about 

pain (Lack & Twycross, 1984; Cleeland, 1987; Diekmann, Engber, & Wassem, 1989). 

Patients were able to give quite lucid and detailed descriptions of their suffering and to 

offer ideas as to what might relieve their pain. 
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By using narrative analysis methodology and by giving careful attention to tone 

and subject shifts, this researcher discovered that criticism of physicians for not giving 

adequate pain management was a major sub-theme and an overall concern for all clinic 

patients. In the course of the patient-researcher discussions patients invariably brought 

up pain and pain management. If they did not speak about their own pain they spoke of 

others' pain and pain treatment. 

It is revealing by way of contrast that my narrative analysis of these same patient-

researcher discussions did not discover any criticism of nurses or find even one criticism 

of a specific nurse. This was not only in regard to pain management but all nursing care. 

Nurses were always praised and quite frequently specific nurses were praised at length. 

Patients even asked the researcher in the patient-researcher discussion if they could make 

certain that their praise of the Cancer Center nurses would end up in the report. Nurses 

were held in high esteem. 

A reader should be aware that it is the physician who prescribes the treatment, 

including pain management, and their role is entirely different from the role of the nurse. 

Physicians are seen as responsible for treatment whereas nurses, who generally spend 

more time with patients, are not. Currently the role of the nurse is to carry out the 

physician's treatment plan, provide comfort during treatment, and to interpret medical 

language for the patient. During the patient-researcher discussions many patients raised 

the question, "Why couldn't the role of the nurse be expanded so that they could be 

encouraged to provide more knowledge of the patients to the physician?" Obviously 
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patients are questioning the current clinic structure and the way roles are defined. 

Perhaps the comfort they feel talking to a nurse encourages them to want to improve their 

comfort level with their physicians. Patients want optimal cancer treatment to save their 

lives, but they also want recognition that they are unique human beings. Judging by the 

sub-themes present in these patient-researcher discussions, it is clear that patients feel that 

neither the present clinic system nor the cunent health-care insurance program serves 

their needs as effectively as they might. 

Research Question 2: What elements of communication related to pain were present in 

the data? 

The three major elements of nurse-patient communication found in the audio-

taped clinic encounters were 1) listening, 2) interpretation, and 3) understanding. There 

was also a large amount of social, light talk which helped nurses and patients get to know 

each other better as human beings. Patients talked freely about themselves, their family 

support systems, and their personal hobbies and special interests. Nurses generally did 

not talk about their hobbies or families but asked questions or made supportive comments 

about whatever the patients seemed to want to discuss. In all the interactions nurses were 

definitely working as health-care professionals whereas the patients seemed to be 

interested either in talking about themselves or their cancer treatment or both at once. As 

seen in exempla interactions I & 2, sometimes the bulk of the interaction was concerned 

with social conversation. This social conversation or "getting to know the patient as a 

person" was crucial to many patients. Many patients said in their discussion with the 
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beings" during their cancer treatment. Patients felt that such knowledge wasn't available 

to physicians because patients had so much less personal contact time with them than 

with the nurses. As one patient said, "If I die, at least the nurses will know that I was 

somebody~not just a bone met!" 

Patients were generally very concerned with understanding their diagnosis and 

treatment plan, and the nurses were important to them for that as well. According to 

patients, among the most important roles that nurses performed were to listen to their 

questions and concerns and to translate medical language into everyday language for 

them. This translation might range from a few obscure phrases to lengthy explanations of 

drug effects and tests. For example in the first exemplum interaction the patient says, "I 

can't understand what they're saying about my Cat scan. I don't understand what I'm 

reading half the time." The nurse jokes to the patient that medical language is "Greek" 

and "medical mumbo-jumbo" before she goes on to explain the language. The patient 

tells the nurse that she has now "got to the point where I am asking for things" and the 

nurse encourages the patient to continue to do so. The nurse emphatically says, "It's 

yours!" as she informs the patient of her legal right to obtain copies of her CAT scan 

report and other such reports. The nurse obviously knows her stuff, understands very 

clearly just what level of explanation of a word like Lvmphadenopatholoev the patient 

can grasp. Then the nurse tells the patient that doctors "usually tell you what you need to 

know, the most important parts," when the patient complains that the doctor didn't really 
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explain what she wanted to know, "no, not really. Part of it, but not all of it." This 

exchange is an excellent example of the truly impressive interpretation skills that this 

particular nurse possesses. The nurse does not criticize the physician; she explains the 

report to the patient and encourages the patient to continue to ask about her treatment. 

Professional language is translated into human, everyday, emotional language. In this 

interaction the nurse is listening to the patient; rarely is there any interruption of the 

patient by the nurse. The patient does not explain why she did not bring up her questions 

about her CAT scan at her last physician visit. She waits until she sees the nurse. In the 

BQ many patients acknowledge that they have a concern about taking up a physician's 

limited time with questions about pain management. Many patients seem to feel that a 

physician's role is to cure the cancer rather than waste time educating patients about tests 

that they, because of their lack of medical knowledge, may never truly comprehend 

(Zborowski, 1969; Cleeland, 1987; Diekmann et. al., 1989). Clearly this patient will not 

bring up her CAT questions with her doctor because she knows that she will have more 

time with the nurse and will receive an honest and informed explanation that she can 

understand. 

There is an extremely important point concerning communication which this 

particular case dramatizes. We've quoted the nurse as saying that physicians usually 

explain what patients need to know. This time, however, the physician clearly did not 

explain what the patient wanted to know. Without asking patients what they might want 

to know, as nurses are trained to do, a physician cannot really understand the patients and 
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their needs. Perhaps physicians should find the time, maybe do a little probing and gently 

ask their patients just what they do and do not comprehend. Nurses seem to be better 

aware of their patients' human needs, and the best of them have learned to use their 

experience, their insights, their compassion, and their communication skills to inform and 

reassure their troubled patients. It is worth emphasizing that in the questionnaires 

patients (N=47) were overwhelmingly pleased with the amount of time they spent with 

the nurse during clinic visits. Seventy percent (n=33) said they always had enough time 

with the nurse, 4 % (n=2) said that they usually had enough time, 21% (n=10) said 

sometimes they wanted more time and 4% (n=2) said that the time they wanted with the 

nurse varied a lot but they were generally satisfied with the amount and the quality of the 

time they spent with the nurse during clinic treatment visits (see Table 8). 

The nurses' questionnaires revealed similar satisfaction with the amount of actual 

time they were able to spend with each patient at a clinic treatment visit. Eleven nurses 

of the sample of 12 said that though the exact amount of time varied with each patient 

they felt that patients were usually satisfied with the amount of time they had to spend 

with their nurse. Only one nurse claimed that occasionally she fek that patients were 

dissatisfied with the amount of time she had with each of them. 

Though the nurses felt that their patients were generally very satisfied with the 

amount of time they had in clinic visits, the nurses themselves were not quite as satisfied 

with the time they could give their patients as they apparently thought their patients were. 

Eight percent (n=l), that is, one nurse, said she always had enough time for each patient, 
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41 % (n=5) of the nurses said they usually, but not always, had enough time with patients, 

16 % (n=2) said they would sometimes like more time, and 25% (n=3) said they never 

had enough time with patients. Of course since the sample (N=12) is so small it is 

impossible to determine accurately how well these percentages might be reflected in a 

larger sample. Also it is well known that nurses would always like more time to teach 

patients and to take care of them than is usually available (Table 16). 

The nurses said that an ideal amount of time to spend with each patient varied. 17 

% (n=2) said less than 30 minutes, 42 % (n=5) said 30 minutes and 25% (n=3) said the 

ideal time really was whatever the patient might need. Two nurses did not respond to this 

question. Fifty percent (n=6) of the nurses wrote on their questionnaire that the clinic 

tried to schedule patients and nurses so that patients could develop rapport with a nurse, 

and it tried to allot the patient as much time as was felt necessary for questions and clinic 

treatments. It was also mentioned by several patients on their questionnaires that "the 

nurses gave them whatever time was needed." The clinic manager assured the researcher 

that working out schedules with other nurses in order to give each patient the time he or 

she needed or wanted was part of the clinic work philosophy. The patients noticed and 

approved of that philosophy. Here are a few additional conunents praising the Cancer 

Center nurses; 

"Nurses here make me feel welcomed and so safe." 

"Nurses here are so intelligent. They can always answer my questions." 

"Nurses have practical answers. My nurse helped me get free medication when 1 
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couldn't afford my drugs." 

"Nurses are the ones that provide the follow through for the clinic. Without them 

it would be chaos." 

Research Question 3: What elements of medical and non-medical language were used? 

The first two exempla interactions have far more non-medical language than the 

second two. In the first two the patients use mostly social conversation language, non

medical everyday language, in speaking with the nurse. In fact, the patients suggest that 

medical language is much too difficult or abstruse for them to understand. The nurse in 

these interactions acts as a translator for the patient; medical language is translated into 

everyday language. Lvmphadenopatholoev becomes "swollen glands." Medical 

language is called "Greek" or "mumbo-jumbo" by the nurse in the first interaction in 

order to make the patient feel comfortable despite an inability to understand. Patients are 

praised by nurses for their efforts to understand medical language. Occasional nursing 

jargon pops up in these interactions; in the second interaction the nurse talks about 

"stretchies" when she tries to stretch the patient's shirt to access her IV rather than 

remove the covering shirt. Many times the patient does not understand such terms, and 

the nurse may need to explain her jargon, a sub-type of medical language, as if it were 

genuine medical language. In all of the interactions the nurse is keenly aware that she is a 

translator of medical language for patients. Patients understand and appreciate the 

nurses' work as an intermediary. They suggest that since they often cannot understand 

what their physicians are telling them about their diagnosis and cancer treatment, they 
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must rely on the nurses to translate the physicians' comments in later visits with them. 

After all, the nurse has more time with patients than does the physician. Because a nurse 

also uses her translation skills constantly, those skills become well honed. It is widely 

assimied that this translation skill is part of the nurse's role, yet the available clinical 

research does not offer any quantitative instruments to measure how much time a nurse 

spends "translating" and how much comfort a nurse gives to a patient through this 

service. The stereotype of the clinical physician as a god whose authority is not to be 

questioned is matched by the stereotype of the nurse as god's translator. 

It is the rare patient who has enough medical knowledge to follow treatment plans 

accurately and to consider options intelligently. In the third exemplum interaction the 

patient's extensive medical knowledge makes it possible for the patient and the nurse to 

communicate on a sophisticated level. The patient claims that he has expert knowledge 

of his disease and its treatment, and he acknowledges the nurse as a fellow professional in 

cancer care. Both of them refer continually to the patient's study protocol, and ultimately 

they obtain the study protocol in order to answer several biochemistry questions. This 

kind of patient is unusual but hardly unique. Patients can become "experts" on their 

disease and treatment if they are willing to work at it. Nurses are seen as partners by 

these patients who want to gain as much information as they possibly can about their 

treatment and treatment options, as well as their options with pain management. 

When knowledgeable patients are asked about their symptoms during clinic 

encounters, they may be expected to respond perceptively and then to follow up with 
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questions of their own. They insist on being fully informed about their options, and they 

are also emphatic about the need for careful charting of their changing symptoms and 

responses to treatment. A continuum of care is created when the patients ask perceptive, 

medically sophisticated questions at each visit, for such questions will require ongoing 

reference to records and thereby the development of accurate charting and check lists. 

These patients and their nurses are the dyads that change clinic systems. What is done for 

a very well educated, medically informed patient will also have to be done for patients 

who do not have any such extensive knowledge. For example, the use of a pain rating 

scale from 0 to 10 would quickly be made available for all patients, not just those who 

insist that symptom checks are made on them. 

Research Question 4: What meanings of cancer pain were determined? 

Two of the major themes found in the nurse-patient exempla interactions were 

pain and pain management. Comments by patients about clinic pain management ranged 

from "It's perfect!" to "There should be a total turn around about pain management. 

Nurses and doctors really need some follow through here." Frequently patients told long 

stories about their dreadful experiences with mediocre pain management. Even worse, 

just over half the patients claimed that they were in real pain at the present and not much 

was being done about it. When they were asked on the questionnaire if they had pain 

right now, 66% (n=31) said they did, and though more than half of these patients were 

being given oral pain medications for their pain (36 %, n=l 7), they felt that the treatment 

was inadequate. As one patient said," "So far there is nothing better. 1 don't know of 
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anything better. I feel I should be satisfied, but I still doubt this is the best that can be 

done." 

An overriding theme which was not mentioned specifically though very apparent 

throughout all the interactions was "the need to ask the patient about pain and chart 

responses every clinic visit." Patients said that many times they did not complain about 

their pain because "no one asked them about it." Much of the narrative analysis of the 

pain and pain-management themes was based on claims of negligence introduced by 

patients but never thoroughly explored or responded to by nurses, probably because the 

patient's comments contained explicit or implicit criticism of a physician or physicians. 

Such comments obviously created an uncomfortable dilemma for the nurses. In several 

instances patients brought up the subject of past, present or expected future pain but then 

abruptly shifted to another subject. It was as if the patient had breached some unspoken 

code of silence or good manners and then caught himself or herself and dropped the hot 

potato. These instances were usually accompanied by uneasy laughter, or apologetic 

remarks such as "this doesn't mean you, of course" or "he was just a visiting doctor, a 

foreigner," or conversation switches such as "I know this doesn't happen anymore." 

"Those were the old days, not now." "My doctor probably knows what's best for me." 

But some patients were quite open in their conunents about past painful procedures and 

experiences and equally open in their condenmation of pain. They knew that they did not 

deserve this unnecessary pain and were quite likely to say so, suggesting at the same time 

that they knew better pain management treatment existed but they hadn't learned the 
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system well enough to icnow how to obtain it. Many patients mentioned, rather 

apologetically, pain management articles that they had read in popular magazines or 

cancer information printouts. Generally these experiences were spoken about (often at 

great length) during the patient-researcher discussions that occurred after the patient had 

completed the questionnaire, though it was obvious that speaking of such unpleasant pain 

experiences directly to a nurse was not something that most patients were comfortable 

with. Nevertheless, they did speak fi-eely of their dissatisfaction with prior and current 

pain management. 

Eighty-three percent of the patient-participants (n=39) reported their pain to be 

from "mildly" to "very" upsetting (see Table 4). When asked to respond to their feelings 

about cancer pain 40% (n=19) said their pain made them "worried", 36% (n=17) 

indicated "depressed", 26% (n=12) indicated "angry", 19% (n=9) indicated "afraid", 17% 

(n=8) indicated "desperate", and 36% (n=l 7) indicated that their pain gave rise to "other 

feelings" such as "resigned", "out of control", "weak", "confijsed", "tired" "helpless" or 

"frustrated" (see Table 5). Since patients could choose more than one response to this 

question, it was not possible to determine their highest or lowest ranked feeling about 

pain. Also because of the smallness of the sample size no generalization should be made 

about the data except that the listed feelings were common to this particular group of 

patients. No patient indicated that pain had a "spiritual nature" or "character building 

component" as has been claimed previously in cancer pain literature. All of the 
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participants complained bitterly about their hatred of pain and tlie way it limited or 

controlled their lives. 

Patients had a very personalized meaning for cancer pain which generally focused 

on the control that cancer pain had over their daily lives, both in limiting their physical 

activities and interfering with their emotional well-being. Pain was frequently described 

"as an enemy to life, to what one wanted to do." As one patient said, "What good is 

cancer control if the pain rules your life? There is no life then. The cancer is under 

control but because of pain I cannot do most things in life—walk, sit, anything. It is 

impossible to sleep I'm in such pain. The doctor said, 'That's not my field. You'll have 

to go to someone else.' But he couldn't give me any names. Cancer just means suffering 

terribly now." 

Many patients believed that cancer pain had really taken over their lives. 

"Without knowing how or why the pain is related to getting better or getting worse. It 

can terrify and cripple your spirit." 

"I wonder why there is pain~is cancer growing or am I imagining things. What 

will it take to stop the pain? How can I get my life back?" 

"I don't have control in my life. I must not let it win or stop me from doing what I 

need or want to do." 

"Cancer pain means the cancer is out of control." 

"What am I going to do if the pain will not stop?" 

"Cancer pain means that I will die in terrible pain unless my doctor can give me 
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something better than I have now." 

"Cancer pain means that my ability to do things changes and it handicaps my 

regular routines." 

"I'm not able to fimction in a normal way. Like the inability to work." "Cancer 

pain means a worry when you're going to get over it and what's going to happen 

next. It makes me wonder if they got it all." 

Research Question 5: How did nurses provide pain management? 

Some patients felt that such pain must mean that they "were not getting the best 

treatment." As one patient said, "No one really cares about me. In magazines they say 

people do not have to have cancer pain. Why do I? I think I am going to talk to my 

nurse. Maybe she can explain it better to my doctor. She understands what I mean." 

Some patients said that the meaning of cancer pain to them was that "the cancer had 

gotten worse" or that "cancer was a process that couldn't be stopped." 

One patient neatly summed up the difficulty of communicating the meaning of her 

cancer pain to others. "The pain makes me feel angry and all those other things. It also 

makes me feel helpless and vulnerable because you have to ask someone for medicine 

and try to convey the natiu-e and intensity of the pain. Everyone does it differently and no 

one seems to listen to anyone else. That makes it really hard when trying to control the 

cancer is hard enough." 

The three major elements of nurse-patient communication found in the audio-

taped clinic encounters were 1) listening, 2) interpretation, and 3) understanding. For the 
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patients the need for easy social communication was interwoven with these major themes. 

They felt that nurses (and doctors) could be really helpful to them if they would try 

harder to get to know them as real human beings. In the patient-researcher discussions 

after completion of the questionnaires, patients would continually lament, "If only 

people would ask about my pain. Then I'd tell them a lot. But they don't ask and I don't 

want to bring it up. Maybe it's the best that can be done. I don't want to seem like a 

crybaby." 
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Patients used such labels themselves. They talked about "being a wimp", "being a 

complainer," and they feared the possibility that they might be thought of as 

"troublemakers." Patients wanted to avoid any implication that physicians were not 

doing all they could for them (the fact that they were suffering pain obviously suggested 

to them that a great deal more could be done). They often suggested that physicians must 

be too busy "curing their cancer" to do more to relieve pain, which in many cases the 

patients seemed to jjcrceive as almost a required side effect of their cancer. Patients 

laughed and joked to the nurses about 'not having very good pain tolerance" and past bad 

experiences they had. Patients profusely praised physicians and nurses who did known 

painfiil treatments such as bone manow biopsies and port accessing without causing 

patients "horrible pain" though they continued to complain about any pain that they 

thought was unnecessary or excessive. Patients frequently referred to magazine articles 

or cancer information that said "cancer does not have to be painful" and "no one has to 

suffer with cancer pain." 

Obviously not many patients had pain-free cancer experiences to discuss, and they 

used the nurses liberally as ready listeners for their stories about bad pain experiences in 

the past. Surprisingly in none of the interaction transcripts or the patient-researcher 

discussions did any patients suggest that nurses might communicate patients' pain or pain 

experiences to the physicians so that patients would not have to continue to suffer 

needless pain or endure further painful procedures. Nor did any nurse suggest such a 

reasonable possibility. Yet, in many cases, nurses acknowledged that they should bring 
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up questions about drugs and drug side effects with the physicians. Apparently pain 

management, for all the publicity it has received in the popular press and other cancer 

information sources, is still not freely discussed among patients, nurses, and physicians. 

The question of who is listening to the patient was a theme in all the nurse-patient 

interactions. In the four exempla interaction summaries the nurse listened very carefully 

to the patient regardless whether the patient was merely chatting about hobbies, family 

members or social topics or asking detailed medical questions. Nurses are health care 

professionals; they are skilled in giving patients their full attention. They usually do not 

interrupt patients very often except when the talk is mainly social conversation. They 

have been careftilly trained to listen to patients' stories and are extremely skilled in 

putting case histories together and making patient assessments from what might be 

thought (to an untrained person) as rambling stories. There are hardly any interruptions, 

which is rather rare in everyday conversation because nurses have been well educated in 

organizing health care details from patients' stories. The social talk between the nurse 

and patient might seem superficial at first to an unskilled observer; some of this light 

social talk might even be misconstrued. Nurses know how to construct connected health 

care case histories from conversations that do not follow a question answer sequence. 

Nurses always remember that patients came to the cancer center clinic, not to chat with 

nurses socially, but for a very serious reason, to receive cancer treatment. The 

establishment of a light social context, however, relaxes both participants and enables 

them ultimately to communicate effectively about more serious matters. 
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Learning personal details about hobbies, families enables nurses to help plan pain 

management that is individualized and optimal for each patient. 

Many times in these study interactions the nurse acted as an interpreter. Nurses, 

as patient advocates, interpreted medical language into everyday language for the patient; 

the nurse is often highly skilled in imderstanding what the patient wished to leam and 

how best to convey cancer treatment information. Nurses often interpreted medical 

language into more abstruse and sophisticated medical language. In many of the 

interactions the nurse guided the patient's treatment through her verbal skills. Nurses in 

the four exempla interaction summaries were very adept at doing just that. What remains 

to be done, and unfortunately little evidence exists that it is accomplished very often, is 

inter-communication among the nurse, the patient, and the physician. Many patients 

complained in the patient-researcher discussions that it was difficuh to communicate with 

their physicians about pain management. Health care professionals in all fields are still 

stumbling when it comes to achieving real, consensual conunimication between the two 

groups. Effective cancer care, including pain management, is not going to happen until 

communication improves considerably. In these study interactions apparently very little 

clinic time was available to nurses who wish to follow through concerning patient 

concerns with their physicians. This type of communication appeared to be done "on the 

fly" and had no structured time allowed for it. And because there was no systematic 

charting of pain and pain management problems at each visit much valuable information 

was not communicated to physicians or other health care professionals. 
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It is this lack of communication between physician and nurse that limits any real 

understanding of the patient's concerns and questions. And it is not a one-way 

communication problem between physician and nurse, physician and patient, or nurse and 

patient. Each step of the nurse-patient-physician communication pathway must be 

reviewed and improved in order to limit the problems of misunderstanding or incomplete 

understanding which so frequently arise. The three major elements of the nurse-patient 

communication process found in the interactions (listening, interpretation and 

understanding) rapidly become elements of miscommunication because of a simple lack 

of cross communication and systematic charting. For example, just using Ward's BQ 

once at an initial patient visit and charting present and possible future pain concems on a 

patient's record for physicians and nurses to consult would improve understanding of a 

patient's position. It would take only a few minutes to ask the patient about these 

concems at each visit and to chart the responses on a standard pain-management form. 

Such in-depth detail is already available in clinical drug trials. Why can't such routine 

practices be instituted for regular clinic visits? 

Results of the quantitative and qualitative analysis consistently complemented and 

informed each other. For example, narrative analysis of the exempla interaction 

sununaries was remarkable in not providing much specific information about the meaning 

of cancer pain and various pain management routines. These subjects were brought up, 

but the analysis was notable for lack of continuity or lack of significant discussion by 

patients and nurses. In the third interaction summary the patient recounted several 



painilil past cancer experiences (e. g., bone marrow biopsies) and was eager to iiave the 

new "almost painless" bone marrow biopsy done. Her nurse explained that "times had 

changed," though in analyzing that interaction it appeared to be the case that different 

standards of pain management among health care professionals, at least for that 

procedure, were at stake. The nurse had to make it clear to the patient that the extremely 

painiul experiences of the past could still occur. This nurse was a specialist; apparently 

the doctors who had caused the patient such pain previously were not fully trained in the 

prevention of bone marrow biopsy pain. 

In the patient questionnaires the patients said that over 60 % (n=31) of them had 

pain at present, but this large percentage was not reflected in the discussions during the 

patients' interactions. It was only in the patient-researcher discussions after the patients 

completed their questionnaire that this percentage appeared. In the patient's discussion 

100% (N=47) brought up the subject of pain and pain management even though not all 

patients said that they were in pain. Some said that they had never had pain (28%, n=l 3). 

Without the patient's discussions and the questionnaires it would have seemed on 

analysis that very few patients had any concerns about cancer pain. 

It may be observed that all of the patients were also interested in talking about 

such relevant topics as politics, the expense of medications, health-care costs generally, 

and the use of alternative medicines. Every patient wanted to speak with the researcher at 

great length about such subjects of general interest. Even though all the participating 

patients in this study had some form of health insurance, patients were overwhelmingly 
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concerned about the cost of medications. Quite often there was heated condemnation of 

the large pharmaceutical companies, and while most patients were not in favor of a 

national health plan, a single payer health plan, they did advocate new government 

policies that would provide medication benefits for every United States citizen. Every 

patient had at least one horror story about either themselves or some friend or relative 

struggling to pay for medication. 

At times it was difficult for patients to remain composed, and some did become 

very emotional when recounting their stories about medication costs. Many patients 

made such statements as, "They'll cure my cancer but I won't be able to afford to live." 

The non-covered cost of medications was also frequently mentioned as a reason that 

some patients were including various alternative medicines or therapy in their fight 

against their cancer. In many cases the alternative medications or herbs were said to be 

relatively inexpensive. And with the help of a few alternative therapies, some patients 

said that they could feel an immediate effect, an improvement in relaxation or a decrease 

in fatigue, such as they said usually occurred after a massage or relaxation therapy. 

Over 37% (n=18) of the patient-participants said they were using some form or 

forms of alternative medicine for pain management, and 51 % (n=24) said that they were 

using some form of alternative medicine. 32% (n=15) of the patients who were not 

presently using any alternative medicine said that they would like to try some in the 

future. Cost was somewhat a problem with alternative medication. Only 45% (n=21) 

said it was "never" a problem, while the other 55% (n=25) responded that it ranged from 
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"sometimes" a problem to its being a "real problem" which was likely to get worse in the 

future. 

The narrative analysis of the interactions did not specifically focus on physicians 

as a major problem in cancer pain management. Neither did the patient questionnaires. 

The preoccupation with the role of the physicians did appear prominently, however, in 

the patient-researcher discussions which took place after patients completed their 

questiormaires. If patients were not asked about pain they rarely brought the subject up in 

the interactions, yet in the patient-researcher discussion all of the patients brought up the 

problem of the need for physician training or education in pain management. 

The consistent theme was, "I think there might be something better for my pain, 

but my doctor doesn't appear too interested in that area. I wish something more was 

being done." Or "I think more could be done. I don't know what but this can not be the 

best there is." Individual physicians were singled out and praised for their understanding 

of pain management and occasionally in some cases for their cheerful assistance in 

obtaining pain medications at reduced or no cost to patients, but in general physicians 

were judged to be a good less than adequately educated about pain management. When 

one first analyzes the patient-researcher discussions, it might begin to seem as if pain 

management was a major subject which is constantly on many patients' minds. Instead 

what careful analysis reveals is that patients were very reluctant to criticize their 

physician until a more informal opportunity arose, such as the patient-researcher 

discussions. The questionnaires did not ask patients specifically why their pain 
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management was unsatisfactory (if indeed they thought it was), but patients responded 

that their pain management was inadequate generally. They made such short, emphatic 

statements as "It doesn't work." "It should help me more." "I don't get enough 

medication." Perhaps patients are unwilling to commit to writing what they really feel 

about cancer pain management. This hesitancy should be explored further. The analysis 

of actual clinical visits in this study revealed that patients exercised some control over 

what subjects might be considered or discussed. They obviously also felt constrained by 

their natural good will and courtesy to be careful about raising potentially disruptive and 

distressing subjects. It should be observed, nevertheless, that while the researcher was a 

stranger to the participating patients, yet all of them spoke quite freely of their 

disappointments with some physicians concerning pain management. This was certainly 

not the case when patients spoke about their overall cancer treatment. Then no words of 

praise were sufficient. 

It would be impossible to do a study like this without triangulation. Some topics 

are more freely and fully developed when written about, some when talked over or freely 

spoken about in an open conversational way. And some topics are most richly revealed 

or developed through the narrative analysis of texts. All of these approaches were useful 

for this study. In fact, none of them could be omitted by the researcher who attempts to 

provide a balanced picture of painful cancer experiences which the patient-participants 

powerfully desire to share with others. The nurses in their responses to the questionnaires 

and in the nurse-patient interactions also supplied valuable insight into what were 
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obviously very high standards of devoted professional care. It was through analysis of 

the nurse-patient interactions that the necessity and importance of using systematic pain 

management tools to achieve better nurse-patient-physician communication was made 

clear. 

Summary 

Chapter four described the results of the quantitative and qualitative analyses that 

were used to answer the research questions. Study samples and their demographic 

characteristics and the results of statistical analyses of the quantitative questions in the 

questionnaires, as well as Ward's Barrier Questionnaire (BQ) and demographic 

characteristics were included. Levels of qualitative analysis were elucidated, narrative 

analysis results were presented and compared to quantitative data, and the quantitative 

and qualitative outcomes were merged. Through the use of varied, multiple methods like 

narrative analysis of the nurse-patient interactions and triangulization of quantitative and 

qualitative methods, analysis of the patient and nurse questionnaires, and narrative 

analysis of the patient-researcher discussions a larger, richer picture of physician-nurse-

patient problems, relations, and prospects may be acquired. 
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CHAPTERS 

DISCUSSION AND RECOMMENDATIONS 

In Chapter 4 the questionnaires covering nurse-patient relations and patient-

researcher discussions were analyzed in order to explore the ways in which the meanings 

of cancer pain are determined and evaluated during the nurse-patient exchanges that occur 

in a clinical encounter. The meanings of pain for the cancer patient that emerged during 

these clinical encounters were analyzed and categorized. The elements of these 

exchanges and how nurses used this process of communication to provide, or not to 

provide, pain management were examined and described. 

In Chapter 5 the researcher will interpret the data in terms that should illuminate 

the research questions that have been probed in this study. Implications for nursing 

theory and practice will be discussed and some suggestions for further research will be 

offered. 

Overview 

Nurse-patient communication and the meanings of cancer pain were investigated 

from a quantitative and a qualitative perspective. The purpose was to gain an improved 

understanding of the elements of cancer pain management. The results of the quantitative 

and the qualitative investigations supported and enhanced understanding of all the 

relevant data. 

By incorporating quantitative data collection into the research design, the 

researcher accessed more patients than would have been available from only a qualitative 



data collection. The triangulation research design further enabled the researcher and 

presumably the reader as well, to grasp the richness and depth of the answers to the 

research questions. 

The qualitative data collection from the exempla interactions allowed the 

researcher a brief but also, in some ways, a richer view of nurse-patient clinic 

interactions. Through the narrative analysis of these interactions and the patient-

researcher discussions following the completion of the questionnaires, the clinic routines 

and the individual interactions were clarified. With this information the researcher was 

able to portray what actually occurs in an nurse-patient interaction at a cancer center 

clinic. She was also able to study patients and nurses communicating as dyads more 

effectively than if she had to depend on separate lengthy interviews. The everyday real 

world of a cancer center clinic was reflected in the nurse-patient interactions. Patients 

and nurses were observed in their patient-nurse roles, but also their qualities as lively, 

interesting, unique human beings emerged dramatically. The data obtained also made it 

abundantly clear that communication was a very important part of the nursing role and 

that such communication was of great benefit to patients. The use of exempla 

interactions enabled the researcher and, one would hope, the reader as well to concentrate 

on dyad communication without losing sight of the real people involved. Four summary 

interactions were chosen as "exemplum" interactions because of the similarity of themes, 

language and tone that each category possessed. The word "exemplum" was used to 

emphasize the example nature of each interaction summary for that category. 
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Consideration of Previous Cancer Pain Research: Links with the Literature 

The demographics and the beliefs about analgesics held by the patients and nurses 

that were revealed in their questionnaires supported existing theory that reported that 65 

to 85% of cancer patients self-reported moderate to severe pain (Finley, 1998). In this 

study over 60% of the patients said they currently had cancer pain. This finding further 

supports cancer research statistics which report that one-half to two-thirds of all cancer 

patients in active treatment and more than 70% of those in treatment for advanced disease 

continue to experience self-reported moderate to severe pain on a daily basis (Bonica, 

1990; Chandler & Payne, 1998). Eighty-one percent of the patients in this study believed 

that they would have cancer pain in the futiu-e. Thirty-six percent of the sample were 

presently taking pain medication, and all of these patients were receiving oral pain 

medication. Eighty-three percent reported their pain to be from "mildly" to "very 

upsetting," and 54% of the patients who had received pain medication said they presently 

had or had experienced one or more unpleasant side effects from their pain medication. 

These figures reflect national cancer statistics. None of the figures take into account such 

agonizing attendant emergencies as loss of employment and wages, serious depressions, 

likelihood of hospital readmissions for pain management, or any of the other personal and 

family disruptions that a major disease like cancer surely causes. The statistics are 

horrifying enough in human terms, but by themselves they may not help a reader to 

comprehend fully the suffering a patient probably will experience in the struggle against 
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cancer. A less emotional comparison sometimes can be helpful to understand the full 

impact of these figures. 

If the reader of this study translates these statistics into a very different kind of 

comparison, it may be easier to comprehend the terrible suffering that cancer patients 

frequently endure. Think of these statistics in terms of a metaphor such as a family car, a 

family car that fails to run at least 66% of the time. What if you give the favorite old car 

special treatment (read pain medications) and it still won't work? No one would continue 

to purchase a brand of car that had such low performance statistics even if the 

advertisements claimed that the manufacturers were doing the best they could. Would 

any consumer really believe that everything possible to ensure reliability and mechanical 

soundness was being done? And if the buyer of the car should read in magazines and 

trade periodicals (read cancer information) that this poor performance really did not have 

to be, would he or she continue to buy this brand of car? Obviously not. Now consider 

cancer pain. Given the statistics it is hardly surprising that 69% of the general public 

surveyed said that they would consider suicide if cancer pain became intolerable (Levin, 

Cleeland, & Dar, 1985). One of the most feared consequences of cancer is pain (Dar, 

Beach, Barden, & Cleeland, 1992; Ferrell, Rhiner, Cohen, & Grant, 1991). Unfortunately 

pain is the most conunon, distressing, and incapacitating symptom of advanced cancer, 

with 65 to 85% of patients experiencing moderate to severe pain as the disease progresses 

(Finley, 1998). That last statistic can again be compared to a car's performance. No 

consumer would buy a wreck of a car if any other choices were available. 
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But apparently the patient with cancer has very few other choices. Here research 

is not speaking of low 5 to 10% figures but offers horrendous statistics of 50 to 80% 

guaranteed suffering. The patients in this study reflected the national average in every 

pain statistic available in current cancer pain research. Moreover, they reflected the 

statistics developed from Ward's Barrier Questionnaire. Over 95% of the patients in this 

study had some concern with the analgesic beliefs on the scale. The nurses in the study 

had less concern (67%), but still had some concern with each item and that too reflected 

previous research. It is important to remember with both patients' and nurses' BQ 

statistics that 0% concern would reflect what is actually a correct response for each item. 

The 67% of the nurses who had some concern with BQ items illustrates why it is 

important that studies measure what health care professionals think or believe. The same 

forces that shape patients' thinking, though better educated medically, influence health 

care professionals. For example, in movies and on television people practically always 

seem to become addicted to opioids that have been given to them for pain management. 

This kind of thinking may add to the drama of a movie but certainly does nothing positive 

for a person who is suffering from cancer pain. The notion that cancer patients are easily 

addicted to their medications is approximately as accurate, cancer studies have shown, as 

the belief that cancer is a punishment from God. 

Two studies, both involving large random samples of nurses, have demonstrated 

that nurses believe that patients' reluctance to report pain and to use analgesics properly 

are the top barriers to cancer pain management (O'Brien, Dalton, Konsler, & Carlson, 



1996; Vortherms, Ryan, & Ward, 1992). Patients in these studies, and in this study as 

well, were extremely reluctant to report pain unless they were specifically asked about it, 

and even then they hesitated to speak to their physicians about pain. Apparently patients 

felt that it was impolite to complain about their pain to their busy doctors. They felt more 

at ease speaking to nurses about it, though the nurses could hardly be very helpful since 

so little real communication exists between physicians and nurses regarding patients' 

pain. Interestingly enough, however, eighty-six percent of practicing physicians surveyed 

in one study believed that the majority of cancer patients with pain were under-medicated 

(Von Roenn, Cleeland, Gonin, et al., 1993). It seems clear that nurses are not effectively 

communicating patients' pain reports to the physicians, and this failure to communicate, 

compounded by various misconceptions about opioid use, such as fear of addiction or the 

desire to wait until pain becomes truly unbearable, interferes with optimal pain 

management. 

Narrative Analysis and Nursing Themes 

Eleven major themes were discovered in the audio-taped clinic interactions: 1) 

language, 2) nurses, 3) fear, 4) pain, 5) communication, 6) patient role, 7) meaning of 

pain, 8) patient's cancer experience, 9) patient as unique human being, 10) anger, and 11) 

pain management. All of the major themes were analyzed into six to fifteen sub-themes 

(see Table 16). The sub-themes are particularly important to a nursing profession which 

insists that it treats the "whole patient." For example, the theme of fear becomes a health 

theme when it emphasizes the patient's fear of cancer, fear of incompetent and insensitive 



cancer treatment, fear of neglectful pain management. As one patient said so succinctly, 

"When I wake up with an ache or pain, I'm always afraid, really afi^d that the cancer's 

spread. It's back like a memory of a slasher in a horror movie. The thought just jumps 

out and stabs you." Or consider another patient's experience with pain when pain 

management is missing or inadequate. "I'm afi^d I'll die in terrible pain. No one will be 

able to do anything. I'll die screaming. I won't even get to be myself at the end—just a 

screaming body. That's my worst nightmare." 

The four exempla interactions were divided as follows: 1) beginning to want to 

put it all together, 2) communicating personal uniqueness through social conversation, 3) 

gathering knowledge and evaluating options, and 4) learning about medical tests and 

treatment. All four categories were relevant to the patients' desire for some control over 

their cancer treatment. 

The patient-researcher discussions supplied the additional themes of 1) finances, 

2) altemative medicine, and 3) politics. Topics that were raised in the course of the 

patient-researcher discussions, such as cost of medications, fear of losing one's job or 

insurance because of cancer, inadequate pain management by doctors, just never tiuned 

up during the nurse-patient clinical interactions. The omission of such important matters 

from these interactions may seem surprising. Perhaps patients felt that these topics were 

"impolite" or didn't fit the "good patient role." The patient-researcher discussions lacked 

the boundaries that seem to define nurse and patient roles. For once, patients got to 

discuss cancer topics like "the experts" on their own cancer experience that they truly are 
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rather than as "good patients" being treated in a health care setting. 

In these patient-researcher discussions the patients were more emotional than one 

might expect, more emphatic about their opinions, less given to making "social 

conversation." Patients frequently insisted that conunents like the criticisms of the 

"outrageous profits" made by the pharmaceutical companies just had to be recorded and 

included in this study. Though patients often asked that praise be given to specific nurses 

and physicians, the researcher had to remind them that the focus of the study was on 

nurse-patient conununication and on clinic systems and therefore it would not be possible 

to acknowledge specific clinic personnel. However, the patients did lavish praise on the 

nurses in the clinic; they had quite a few complaints about pain management by the 

physicians. Of course the reader must remember that it is the physician who prescribes 

pain management for patients. Nurses may suggest some alternative medicine techniques 

such as imagery and massage but they do not prescribe medications. They thus are not 

subject to the kind of criticism that physicians receive. 

It must be acknowledged that criticism of physicians for inadequate pain 

management fi-equently turned up during the narratives. Patients discarded their usual 

clinic politeness when they talked to the researcher about past cancer pain experiences 

and what cancer pain meant to them. They protested against their poor pain management 

because cancer pain meant that they were hindered or, in some cases, completely unable 

to go about their daily lives. Patients were quite vocal, quite unsparing, in their 

condemnation of what they felt was needless suffering. Patients even referred to cancer 
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articles they had read that said that almost all cancer pain could either be prevented or 

adequately treated. The majority of patients asked the researcher when pain management 

might begin to reflect the insights they read about in popular cancer literature. Their 

anger about pain management rarely showed up during the clinic interactions perhaps 

because the light social conversation that prevailed was operating as an unintended 

placebo for pain. 

Implication of the Nurse-Physician Communication Process 

While there may be a good many reasons for the thematic and tonal differences 

between clinic interactions and patient-researcher discussions, the most important 

explanations seem to be inadequate nurse-physician communication and the failure to 

chart systematically patients' own pain reports and record their reactions to analgesics. 

Patients were aware, perhaps unconsciously, that something was wrong with the pain 

management they were getting. "There has to be something better than what I'm getting 

for pain. I don't know what it is, but there has to be something better than this." Some 

hopeful patients felt that pain management would improve as soon as their doctor found 

the "right medicine" for their pain, but many of the patients were fhistrated or despairing 

over their pain management. "They may cure my cancer, but I'm going to die from the 

pain. I can't do anything." Such patients seemed to feel that their doctors should 

somehow intuit that they were in pain, and they said they did not like to talk about their 

pain because the doctor might get angry. It was as if for them the role of the patient was 

to endure silently ineffective pain man^ement. Some seemed to think that their 



excellent cancer treatment was somehow a trade-off for mediocre pain help. The pain 

was just something you had to accept, couldn't be helped. "I'm lucky. I've had no pain 

yet. And my cancer is being cured. Most people are not so lucky." While patients 

couldn't praise the nurses, and even some of the physicians, enough, what they seemed to 

have mainly in mind when they offered praise was the "curing of their cancer." "I know 

they can do so much more at the Cancer Center for me. I feel sorry for people who can't 

get treated here. If you're from a small town the survival rate must not be very good. I 

don't like to think about it." 

Patients spoke openly to nurses about their pain and their complaints about their 

pain management. "I can tell my nurse everything. I can't do that with my doctor. 

Nurses really listen to you—of course, they have the time." Nurses were "the medical 

language translators" for the patients. "It would all be mumbo-jumbo without my nurse. 

I just can't understand medical terms. My doctor just keeps talking on and on and I don't 

know what he's saying." For most patients the nurses were their only means to 

comprehending what the doctors were saying and doing. Perhaps because the nurse was 

not a power figure, an unspoken feeling that turned up in the narrative analyses, patients 

found it easy to talk to them with them about their pain and their other grievances. 

Nurses "cared" and gave comfort but they did not prescribe treatment. They were out of 

the treatment loop and thus did not have responsibility for the patient's pain. Patients 

seemed unready or unwilling to conclude that the clinic system might have to be changed 

in order to provide better pain management. 
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The nurses were wonderful, patients felt, but there was just so much that they 

could do. During the patient-researcher discussions, patients were extremely vocal about 

the misery their cancer pain caused. They were no longer in charge of their lives. When 

directly questioned, they would admit their terrifying fear of pain, but still they were 

reluctant to talk about it in a treatment setting. The quantitative statistics of this small 

study support the findings of the big surveys which demonstrate that from one-half to 

over two-thirds of people in active treatment for cancer report moderate to severe pain 

(Ferrel, Johnson-Taylor, & Grant, 1993) but that patients are reluctant to report this pain 

unless specifically and repeatedly asked (O'Brien et al, 1996; Vortherms, Ryan & Ward, 

1992). Patient responses to Ward's BQ in this study also reflect the findings in much 

larger samplings that individuals who strongly endorse these barriers tend to under-utilize 

analgesics; conversely, those not endorsing these barriers tend to use adequate analgesics 

(Ward, Berry, Misiewicz, 1993; Thomason, et al., 1998; Pargeon & Hailey, 1999). 

This study was not conducted to reinforce such horrifying statistics (there are 

already hundreds of studies that do just that), but to question yet once more why such 

statistics continue to prevail when current research clearly demonstrates that over 90% of 

all cancer pain can be prevented or alleviated (AHCPR, 1994). It may well be that only 

an extraordinary failure of communication can account for such a tragic discrepancy. 

There was no indication in the analysis of the nurse-patient interactions that 

patients were really ready to communicate their pain concerns to their physicians. It was 

only pain that was mentioned negatively now and then, and occasionally some patients 
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would actually praise their physicians for their excellent pain management. 

Implications for Changes in Clinic Structure: Changes in Patient and Nurse Roles 

To grasp what is really the major obstacle to adequate pain management surely 

requires an examination of the current structure of the clinic visit. Since the clinic made 

no allowance for systematic measuring of patients' pain during their visits (except for 

some clinical drug trial protocols) nurses had no formal incentive to question patients 

about their pain, except in a casual or irregular fashion. Patient notions and beliefs about 

pain were rarely investigated. Since the clinic routine made no provision for such 

inquiries, an opportimity for an immense amount of useful treatment information was 

lost. The rating and locating of pain on a standard form and the investigating of each 

patient's ongoing response to Ward's BQ ought to be a standard part of every clinic visit 

so that this important information, easily obtained in just a few minutes, can be included 

in the patient's chart and passed along to the physicians. Time would be saved and 

valuable information acquired just by adding these two structured instruments to clinic 

visits. 

The three elements of communication observed in the nurse-patient interactions 

were listening, interpretation, and understanding. But what has to be added to these three 

elements is the necessity of ongoing communication, specifically the necessity for the 

nurses to communicate the patients' pain concerns to the physicians. There were only a 

few instances in the interactions, specifically when the patient and nurse were using a 
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clinical protocol for study drugs, that a patient-nurse-physician chain of communication 

was mentioned. 

It seems obvious enough, judging from this small study of actual clinical nurse-

patient interactions, that the structure built into clinical trial protocols ought to become 

part of every clinic encounter. Currently all nurses are taught to use the nursing 

assessment process; assess, plan, implement and evaluate. Communication to another 

health care professional is not assiuned to be part of the process. Or if it is assumed, it is 

certainly not documented systematically, which makes the process less than optimal for 

treating a patient's cancer pain. Physicians obviously can not know what pain concerns 

the silently enduring patient might have if there is no documentary evidence. Written 

documentation and prescribed pain forms ensure that a physician will have access to 

appropriate knowledge about a patient's pain management during the course of cancer 

treatment. Why isn't such information already available? Perhaps because the historical 

context of the "good patient" and the "good nurse" still has a strong influence over the 

structure of clinic visits. 

Modem nursing originated at a time when Victorian ideals dictated the role of 

women, and nursing, predominantly a female profession, reflected society's attitudes 

about women. In Western culture science was seen as the product of logical powers 

unique to males, a belief reinforced even in medical schools and universities (Ashley, 

1977; Erlandson, Harris, Skipper, & Allen, 1993). Thus in 1906, when the modem 

hospital and clinic system was being established. The Journal of the American Medical 
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Association could urge that "every attempt at initiative on the part of nurses...should be 

reproved by the physician and by the hospital administration" (J.A.M.A., 1906). It was 

commonly believed both by physicians and the public that for a nurse "heart qualities are 

better than the most elaborate training and skill" (Kalish & Kalish, 1982). The nurse and 

the physician did not work together as colleagues in those times. The restriction of the 

nurse's role in pain management has been partly a result, therefore, of a traditional and 

almost ingrained social hierarchy within the health care systems. As recently as 1970, 

The American Medical Association's Committee on Nursing approved a statement which 

insisted that nurses should remain in their "logical place at the physician's side," 

functioning "under the supervision of physicians," "in order to extend the hands of the 

physicians"(A.M.A. Committee on Nursing, 1970). The public came to expect the nurse 

to be the handmaiden of the physician, a lowly subordinate lacking any independent 

authority whatsoever to make health-care decisions (Aber & Hawkins, 1992). The 

physician's decisions were not to be questioned. Because most nurses were women (and 

still today over 95% of nurses are female), they had to play the traditional societal role of 

submission to males, and they were certainly not encouraged during their nursing 

schooling or clinical practice to develop independent voices. The "good" nurse's role 

was to carry out the physician's orders, not to question them, not to convey information 

from the patients. The patient's status was even lower on the control barometer than the 

nurse's. A "good patient" was a silent patient, at least in the presence of the omnipotent, 

omniscient physician. It is only recently that health care literature has begun to speak of a 
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collegiate relationship between physician and nurse, and it is also only recently that 

health care literature has begun to value the contributions a patient might wish to make in 

health decisions. Previously patients were perceived as passive recipients of health care 

rather than participants in their own healing process. Patient and nurse roles have 

undergone a remarkable revolution these past ten years (Cole et al, 1998). 

Historically neither the nurse "as the caring practitioner" nor the patient as "the 

one to be cared for" was considered to have enough knowledge, judgment, or skill to 

participate in health-care decisions. Patients were expected to be silent unless expressing 

their unquestioning gratitude for the care given to them. Nurses were also expected to be 

silent, always deferring to a physician's judgment (Goldberger, Tarule, Clinchy & 

Belenky, 1996; Manley, 1995). The notion of what constitutes a "good" patient or a 

"good nurse" has clearly changed, surely for the better. HMO's have come to dominate 

the health care system of the United States in the past ten years (Cole, et al., 1996), and 

the emphasis has shifted from the patient as a silent receiver of health services to an 

"informed consumer." The HMO's encourage patients to take more responsibility for 

their health maintenance by taking better care of themselves and by seeking early 

interventions when they do have health problems. This stance has helped change the 

traditional role of the patient. Patients as "health care consumers" are beginning to learn 

that pain treatment which produces poor results no longer has to be quietly endured or 

tolerated (Kanner, 1997). 

Nurses too, because of the increasing technology required in clinical practice, are 
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being asked to make complex patient care decisions which demand a different kind of 

training and a richer sense of independence and responsibility. In turn, the requirements 

of the new technology have helped give nurses the impetus and bargaining power to 

demand more autonomy in their nursing practice and in their relations to patients. The 

new "good" nurse has become "a patient advocate" and "a partner" to the physician in 

patient health care. The old system of paternalistic health care is in the process of being 

dumped by health care professionals and patients alike. These power issues demonstrate 

how important critical theory is in nursing research. 

This brief history of the roles and relationships of patients, nurses, and physicians 

may make clear why studies like this one are important. Though the sample numbers of 

this study are small, its quantitative and qualitative fmdings reflect those established by 

much larger studies. In a significant sense, however, this study goes well beyond other 

studies of its kind in its emphasis on the theme of adequate pain management. It asks for 

nurse-physician interventions that might reduce the high cancer pain statistics, and it 

insists on the importance of a good communication flow, both verbal and written, which 

will convey information obtained from the patient by the nurse to the physician. What is 

really needed is better communication between health care professionals. 

The Benefits of Change 

The improvement of communication between nurses and physicians will benefit 

patients. Their pain concerns will be listened to, acted on, and followed up in an ongoing 
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process. Health-care professionals must leam how to encourage patients to talk freely 

about their pain discomforts and their analgesic needs. A good begiiming would be to 

focus on enhancing nurse-physician communication by altering the clinical structure 

slightly in order to incorporate pain instruments and to include the use of Ward's BQ. A 

patient's pain report can be documented in every patient's chart, just as JACHO 

regulations currently mandate. Nurses, who already function as interpreters for patients, 

should also be documenting analgesic effectiveness. It has been established that patients 

speak much more freely about their pain and pain-management problems to nurses than 

to physicians. 

Pain statistics are sometimes misleading. Patients may report in questionnaires 

that they are mainly satisfied with their cancer treatment but, as in this study, over half of 

the patients in the samples from larger studies said that they were at that very moment in 

real pain and they also complained that their pain was often inadequately treated. In this 

small study 1 have investigated, using narrative analysis, what really occurs in the cancer 

clinic, and I too have discovered that though patients mainly reported feeling satisfaction 

with their pain management, over 60% were still in pain. Patients were not aware of 

current cancer pain literatiu-e which states that over 90% of all cancer pain can be either 

prevented or alleviated with oral medication. Patient satisfaction ratings seem to be based 

on their 
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perceptions that the pain management they were receiving was the best that they could 

expect. 

Generally attempts at pain management have focused on portions of the problem 

rather than examining the entire process, though there has been considerable progress. 

The training of nurses and physicians is improving, and other patient caregivers have 

become more knowledgeable. Patients' expectations of better pain treatment have been 

enlarged as a result of the greater availability of cancer pain information. There is more 

money to fund specialized research to examine selected elements of the problem of pain. 

There are new pain-management techniques which are effective at preventing or 

alleviating cancer pain. Finally there has been a pharmaceutical explosion of remarkably 

therapeutic pain medications. 

Though some of these accomplishments concem communication between health 

care professionals and patients, none of them have contributed much to the feedback loop 

of patient, nurse and physician. Patients talk easily to nurses. Nurses are effective 

translators of medical language for the patients. Nevertheless, no study has yet focused 

on an intervention that would incorporate into the clinical structure (I) the nurse's 

interpretation skills, (2) the wealth of pain information that nurses ought to be conveying 

from the patient to the physician, and (3) the systematic charting of patient self-report 

pain instnmients. 

Links with the Theoretical Framework 

As reported in Chapter 1, the theoretical perspective of this dissertation is nursing 
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praxis. The findings of this study are congruent with the ftamework and assumptions of 

that theoretical perspective, a perspective linked to nursing theory and focused on 

problem solving. Research and practice are assumed to be reciprocal; that is, there should 

be a continuous feedback loop among theory, research and practice. Communication is 

an essential part of every phase of the nursing theory of praxis. Without communication 

among health care professionals there can be little continuity or sustained purpose. 

Unfortunately communication has rarely been conceived of or written about as an 

essential component of nursing theory. 

For years nurses' "experiential knowledge" was presumed to emanate from 

talking to patients and listening to their self-report, not from "scientific" work or insights 

derived from quantitative research. "Experiential knowledge" was considered to be 

useful only for increasing the nurse's natural empathy or sympathy, the qualities valued 

for comforting patients, though those same qualities would also be appropriate, 

interestingly enough, for questioning pain-management interventions. Nurses' 

"experiential practice learning" always played second fiddle to the orders given them by 

physicians trained in rigid, objective "science"; the inflexible organizational policies that 

were dominant further restricted the use of any "experiential knowing." The nurse's role 

in pain management was assuredly not to evaluate the efficacy of treatment or 

communicate a patient's self-report of pain. (Goldberger, Tarule, Clinchy, Belenk, 1996; 

Hagell, 1989). 



"Caring" Theory and Changing Nursing Roles 

Nursing today is dominated by the idea that it functions in practice within a 

holistic framework which values not only caring and human interaction but also a 

scientific, autonomous, collaborative clinical procedure. Benner says, "Nursing has been 

called the science of caring" (Benner & Wrubel, 1989, p. vii), and her work defining 

standards of excellence in nursing care has established her as an authority on the subject. 

In her new book. From Novice to Expert: Excellence and Power in Clinical Nursing 

Practice, she describes the knowledge, the complex decision-making, and the clinical 

judgments embedded in actual nursing practice in the context of reaffirming the seven 

domains of clinical nursing practice she had analyzed earlier. These domains are 1) the 

helping role, 2) the teaching-coaching function, 3, diagnostic and patient monitoring 

function, 4) the effective management of rapidly changing situations, 5) administration 

and monitoring of therapeutic interventions and regimens, 6) monitoring and ensuring the 

quality of health care practices, and 7) organizational and work-role competencies. The 

helping role, the "comer stone of nursing", is based on caring, concern and compassion. 

Nurses are supposed to blend the "high tech" qualities of modem medicine with the "high 

touch" of caring. 

Today nurse theorists generally define caring as seeing the patient not only as a 

patient, but also as a unique and whole human being. A nurse, it is said, should identify 

or connect closely with the patients, experience what they are experiencing, and, if 

possible, try to decipher what their experience means to them. The nurse's "presence 
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provides meaning; engenders feelings of comfort and peacefulness; diminishes anxiety, 

loneliness and vulnerability; and reassures when no words exist": (Stanley, 2002, p. 940). 

But where in this list of nursing "domains" is a measured statement about the importance 

of constant and carefully structured communication with other health care professionals? 

Where is the nurse who translates medical language for the patient and communicates the 

patient's thoughts and wishes to the physician? Perhaps someplace in the 6th "domain," 

monitoring and ensuring the quality of health care practices. But on reading Benner 

carefully one discovers that the 6th domain of practice describes the nurse as a care 

coordinator "making referrals to other professionals as needed." The implication is that 

this domain is not something the nurse does for every patient, which is what 1 have 

suggested, must be done if there is to be effective cancer pain management. I think that it 

would be far more helpful to the patient and to health care professionals if nursing was 

renamed the science of medical communication. 

Implications for Nursing 

The data point clearly to the need for more analgesic education for both nurses 

and patients, and indeed for physicians and patients' care givers as well. It is clear that 

everyone—patients, care givers, nurses, doctors— should be better educated about pain 

management, and that nurses in particular need to consider ways to facilitate 

communication among patients and nurses and physicians about the pain experience. 

Nursing and medical schools must have required pain management courses. Without 

improved pain knowledge and without eradication of some basic misconceptions (such as 
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the notion that people are very easily addicted to opioids) the same horrendous pain 

mismanagement and patient-suffering statistics will be reported every year in the cancer 

joumals. What we are doing now obviously isn't working well enough, and not enough 

is understood yet of the physiological and psychological effects that pain has upon a body 

already fighting cancer. Good intentions and empathy for suffering patients are 

wonderful but have so far failed to produce the changes necessary to eliminate or 

alleviate needless pain. Education in effective pain-management procedures and 

standards should be mandatory. 

If one reads the statistics on self-reporting of pain fi'om patients and then reads the 

cancer research joumals and learns of the available treatments to prevent or alleviate pain, 

of the work with medication side effects, and of the research already available to educate 

people in adequate pain management, the reader may begin to doubt that any health care 

professional is reading the cancer joumals. Obviously that is not true. The problem is 

that some health care professionals have not yet learned how to use the knowledge of 

analgesic options and medication side effects that is there akeady. And patients haven't 

learned the importance of reporting their pain. What is most needed is good 

communication that values assessment and follow through. 

If these strictures seem too harsh and sweeping, one should consider the rigor and 

extent of the JACHO regulations which currently mandate that every facility that receives 

federal funding in the United States (over 97%) must, as of January, 2002 (JACHO, 

1999), include patients' pain reports and the action taken with patient assessments. Since 
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pain has now been proclaimed as the fifth vital sign, medical facilities covered by the 

mandate must (1) educate staff in adequate pain management and (2) document their 

interventions and results. In these recent JACHO standards, pain is recognized for the 

first time as a major, yet largely avoidable, public health problem. The new standards 

also mandate the "right" of all patients to appropriate assessment and management of 

pain. 

This JACHO regulation has accomplished far more already than have any of the 

benevolent humanitarian pain-management movements or government education 

organizations such as the United States Agency for Health-Care Policy and Research 

(AHCPR). The Oncology Nursing Society's (ONS) position paper on cancer pain 

emphasized that cancer pain is often managed inadequately, and it also insisted that 

individuals have the right to have pain recognized as a serious problem and dealt with 

expeditiously (Spross, McGuire & Schmitt, 1991). Furthermore, in 1994 AHCPR 

released its cancer pain guidelines and estimated that with early and aggressive treatment, 

using the new guidelines, nearly 90% of all cancer pain could be effectively controlled 

(AHCPR, 1994). Unfortunately very few hospitals or other health care facilities have 

implemented these AHCPR guidelines, and cancer pain statistics still remain 

unacceptably high. 

What is needed now? We can begin by ftmding studies that explore the most 

effective ways to re-educate health care professionals, patients, and caregivers. 

Ineffective attitudes and procedures that have been officially repudiated must be 
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dramatically changed if pain management is to reflect the insights and information 

already available in the best medical literature and in the cancer pain journals. 

Study Limitations 

The internal and external validity of the quantitative portion of this study was 

affected by several constraints. The use of a convenience sample increased the possibility 

of sampling error. Generalizability was limited by the small number of participating 

nurses (N=12). The Arizona Cancer Center has approximately 1,500 patient clinic visits 

a month and, like other cancer centers, is limited in the number of qualified nurses 

available to interact with clinic patients who come for treatment. Some research nurses 

and other staff nurses could not be audiotaped with patients during the time allotted to 

this study. There was relatively little to generalize about in the way of demographics. 

Nearly all the nurses were white. It was also impossible to comment on education and 

time spent as an oncology nurse because more than 50% of the nurses declined to answer 

the demographic questions. On the other hand, the demographics of participating patients 

reflect a variety of backgrounds. Ethnicity was in keeping with the general pattern in 

Arizona. Genders were almost equally represented. The spread in ages was close to 

general clinic figures. Education level was also near the national average. The one 

demographic piece of data that did not reflect the national average was insurance. In this 

sample all of the patient participants (N=47) had some form of health insurance, as 

compared to the 58% figure which is the U.S. national average. 
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As would be true of any cancer center clinic, there were a good many more 

patients than nurses (or physicians). It was impossible, therefore, either to compare the 

demographic data (supposing that nurses answered those questions) or to compare 

instruments such as Ward's Barrier Questionnaire which measure barriers to analgesic 

use, and that is unfortunate because it would have been interesting to compare the 

patients' numerical scoring with the nurses' for each of the items and the totals. Because 

of the small number of nurses and patients involved, statistics could only be of anecdotal 

value. What can be said statistically about this study is that generally the nurses' scores 

for each item were at least one number lower (meaning less agreement with the erroneous 

belief) than the patients'. Such a ranking has held true with other studies of nurses and 

patients. Nurses have fewer barriers to understanding appropriate analgesic use than 

patients do because nurses have a better education in analgesics and wider experience 

with human suffering. 

Every patient who was approached and who qualified for this study wanted to 

participate. The convenience sample for questionnaires was stopped at 47 to avoid over 

saturation of data results. And all of the nurses employed at the cancer center volunteered 

to be part of the study. The number of nurses who conducted audiotaped interactions 

with patients determined the final nurse sample of 12. Four exempla interactions were 

chosen for the final analysis, which seemed to this researcher sufficient to avoid 

unnecessary redundancy since the other interactions resembled closely or paralleled the 



four exempla interactions ultimately selected. 

Since the researcher collected ail data, there was less possibility of multiple data 

collection bias, but if the study had used a larger sample, such bias would have been 

difficult to avoid. The researcher was aware of the dangers of leading or confusing 

patients with her body language or verbal signs during the patient-researcher discussions. 

Since the researcher could not obtain videotape permission for the nurse-patient 

interactions or patient-researcher discussion, she was unable to study the possible effects 

of body language during those particular contacts. The patients and nurses themselves 

agreed to the use of video taping, but site permission was denied on the grounds that 

video taping would be too distracting in the clinic setting for other patients and health

care professionals. Perhaps if someone were to conduct a similar study, the question of 

video taping might be reconsidered since it would certainly add more depth to the 

analysis of the nurse-patient interactions. 

Conclusion 

Hildegaard Peplau's conviction that nurse-patient interpersonal relationships are 

what make nursing a valuable profession has helped foster a growing emphasis on the 

vital importance of communication in nursing theory. As Peplau describes the old 

standards, "They (nurses) were not allowed to talk with patients, especially in any 

substantial way—mostly for fear that they would say the 'wrong' thing. Nurses were 

taught only spectator observation; the patient was an object to be inspected or examined. 

Nurse-patient interactions were considered 'dangerous' and were, therefore, mostly 
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covert. Nursing was largely about carrying out medical orders." (Barker, 1993, p.50). 

Nurses were handy to help smooth the way for the physician. 

Peplau's guide to nurse-patient interpersonal relationships should be taught in all 

nursing and medical schools. It has helped inspire my efforts in this study to help subvert 

the old-fashioned view of the role of nursing and the theories that supported it. Though 

tradition continues to insist that the nurse's main job is to support the physician's plan of 

treatment, nurses are beginning now to be recognized as the interpreters of medical 

language for patients. Traditionally communication between the nurse and patient was to 

flow but one way, from physician to nurse. A nurse might serve as a "patient advocate" 

but not as an advocate who would have the temerity to suggest to the physician another 

method of pain management if a patient should ever muster the courage to confide to the 

nurse that the present pain management wasn't working. While traditional notions of the 

role of the nurse are still very much alive and well in health care facilities and nursing 

schools, surely the time has come to demand that two-way communication between the 

nurse and the physician be defined and installed as a vital element of the nursing process, 

as a basic principle to be taught in all nursing and medical schools, in an ongoing 

partnership of all health care professions with the patients and care givers. By setting up 

workshops and classes, instruction in effective communication in general and in pain 

management specifically could be made even more widely available. Caregivers must 

also be included in this important education. It will do little good merely to retrain health 

care professionals and patients if patient caregivers are allowed to perpetuate the old 
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mythology of cancer pain management and withhold medication from patients for fear of 

addiction or fear of violating any of the other barriers identified in Ward's BQ. 

There has never been any real shortage of benevolent compassion or caring in the 

health professions, but benevolent caring has not been enough to provide adequate pain 

management. It will require the restructuring of clinical organization and the 

development of real communication between physicians and nurses to achieve this 

readily attainable goal. What is needed is efficient communication of patients' symptoms 

and concerns. And perhaps caring might be best conceived of as an important element in 

communication, not as a substitute for effective communication. The emphasis on 

vaguely benevolent caring can only sustain the haphazard approach to pain management 

revealed by the narrative analysis of nurse-patient interactions for this study. Both the 

patients and the nurses observed during this research expressed knowledge of the need for 

relieving cancer pain. What was missing was a systematic way to approach the problem 

and to sustain treatment. Instead of effective patient-nurse-physician communication 

about pain management, patient pain concerns were pretty much reduced to a minor item 

during the light social conversation of a clinic visit. Without a systematic provision for 

insuring a continuous flow of information from the patient's pain report to the "caring" 

nurse to the "concerned" physician, effective pain management can only be a distant 

visionary goal. 
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Arizona Cancer Center Site Permission 



ARIZONA. 
CANCER CENTER 

OiaJcal Titelf Adaiaktradve Office 
Room 1902 / (520) 626-900S 

A Regulatory Office That Enhnces Quality Through Rrotocol Compiince 

Jamwy 11,2001 

Chen'i McNieoe, PhD 
UMC College of Nming 
1S15 N. Campbell Avenue 
Tucson, AZ 8S724 

RE: The Nme-PatientCaaununicatian process Used in Cnoer Pain. (CTO Fading #637) 

Dear Dr. McNiece, 

On January 8,2001, the Scientific Review Committee considered your protocol. The Committee members have 
a number of comments that 1 offer to you in the hopes that they stragtba your study. 

• It was noted that there is no dev statement ofhypothesis and attempting to fbrmulate a 
statisticai hypothesis could clarify the goals of this stwfy. 

• Nurses or others approaching patients must obtain pennission to do so by the patient's 
physician prior to approaching the patient 

• In this vein, it would be helpfiil and important to obtain letters of support from the patients' 
physician. 

• Thm wasn't a clear template or stnictwe fir the nurse/patient interaction, and the Committee 
felt that this would create difBcuhy and rigiihiess in evaluating the various interactions fix-
content in a qatematic manner. 

• The nurses who interact with the cancer patients are priicipallydiose who are admim'stiating 
treatment to patients, rather dnn in an idtial evaluation setting, and you may wish to consider 
if such nwsing interactions would be appropriate fiir your study. 

• Anodierobservatioa is that padcnis seen in pain clinic and patients receiving treatment in the 
~ medical radiation/oncology diiiic repreMnt two distinct populations of patients. Patients diat 
are referred to the pain clinic frequently hav« had fiuled interventions te pain control. The 

. quality and the quantity of pain in this pMient population ve likely to be different from the 
l̂ ents receiving treatment 

• You may or mqr not be aware oftbereoentfy enacted Federal mandates fijr assessing pain in 
the Medicare population. Most inatitutions are in the praoess of developing pain assessment 
tools, and perfaqn such developmcnt(s) could be incorporated into your study. 
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SRC - Jan 8,2001 levieir response 
Page-2 . 

• nmlly, the Caamiitlee suggests tint you meet with Dr. \tei«BUhop,t medial oncologist 
who is pcticutariy inlaested in paUiî  ewe, as she have &rtte suggestioDS aid 
itnuraes thit could qiply to your stufy. Dr. Bishop miy be rcMhed at 792-1450 ext 6191. 

b summary, the Comoiiltce suggests you consado'the itove suggestions of how to deal wifli the two 
populatians of pajfeots, how to provide a stmctured interaction between the nurse and the patient and the isBoe of 
otaining the applicahk physician's consent prior to approaching any patiot 

Ihe Conunittee thus voted to approve diis study with minor changes, subject to your reqMose widi ovoall 
scores fir sigpificance, originally, and overall scientific merit of 2.8,2.2, and 2.2 respectively, with 4 being die 
highest passible rating. 

FinaUy, it was mentioned that you fth that you were discouraged to attend the SRC meeting. All reaevchers 
submitting protocols through SRC «e weicome to attend dieir respective review meeting. Neiiha Barbara 
Hauck nor I would intentiflnaUy keep anyone from coming to a review meeting. We regret any 
miscommimicaticn, we also w  ̂you the best with your study and we sincerely invite you to attend and present 
your responses at your earliest convenience. 

Sincaely yours. 

James ROIeson, M.D. 
Chair, Scientific Review Conunitiee 

JRMA»h 

CC: Clinical Trials OfBce 
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Appendix B 

Human Subjects Approval 
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ARIZONA. 
IHEUMVEXSnYOF 

Hunin Snijcctt Cbnwittcc 
3 Novemb<ir 2000 HEAUH SOENCES CENIER 

1622EMdidSata 
P.O. Box 24S137 
lUcsoa.AZ8S724>3U7 
(520) 626^1 

CheiylMcNiccc.ILN.3-S. 
Advisor T«iy Badger, Ph.D. 
College of Nursing 
PO BOX 210203 

RE: HSC A00.140 THE NURSE-PATIENT COMMUNICATION PROCESS USED IN 
CANCER'PAIN MANAGEMENT 

Dear Ms. McNiece: 

We received your revised consent fonns for the above cited research proposal. The procedures to be 
followed in this study pose no more than minimal risk to participating subjects. Regulations issued 
by the U.S. Department of Health and Human Services [45 CFR Part 46.110(b)] authorize approval 
of this ^pe project through the expedited review procedures, with the condition(s) that subjects' 
anonymity be maintained. Although full Committee review is not required, a brief sunmiary of the 
project procedures is submitted to the Conunittee for their endorsement and/or comment, if any, after 
administrative approval is granted. This project is approved effective 3 November 2000 for a period 
of one year. 

The Human Subjects Connmittee (Institutional Review Board) of the University of Arizona has a 
cunent assurance of compliance, number M-1233, which is on file with the Department of Health 
and Human Services and covers this activity^ 

Approval is granted with the understanding that no further changes or additions will be made either 
to the procedures followed or to the consent fom](s) used (copies of which we have on file) without 
the knowledge and approval of the Human Subjects Committee and your College or Departmental 
Review Committee. Any research related physical or psychological harm to any subject must also 
be reported to each committee. 

A university policy requires that all signed subject consent forms be kept in a permanent file in an 
area designated for that purpose by the Department Head or comparable authority. This will assure 
their accessibility in the event that university officials require the information and the principal 
investigator is unavailable for some reason. 

Sincerely yours. 

Davi 
Chairman 
Human Subjects Committee 

DGJrrs 
cc: Departmental/College Review Committee 
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Nurse's Consent 
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UnivtnHy of Arizona, Cotagt off Nuriing 
NURSE'S CONSENT FORM 

Th* Narsc-Pattont CMMMHicatiOM ProcMs m»94 la Caacar Paia 
•aaafaaiaat 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE 
THAT I AM INFORMED OF THE NATURE OF THIS RESEARCH STUDY 
AND OF HOW I WILL FARTICIPATE IN IT, IF I CONSENT TO DO SO. 
SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO 
INFORMED AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS 
REQUIRE WRITTEN INFORMED CONSENT PRIOR TO PARTICIFATION 
IN THIS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND 
RISKS OF MY FARTICIPATION t̂anPdiMrf̂ ECIDE TO PARTICIPATE OR 
NOT PARTICIPATE IN A FREE AND INFORMED MANNER. 

Nurse's Consent 
PURPOSE 
I am iMiasJavHadvta partlcipata volHRtailly in tha abovMHlMl 
rasaarcli profact. Tha parpasa of thia prafact is 1) ta dascriba tta 
cammaalcatiaa alamaata that accar batuvaan tha aaraa aad patlaat 
wflii aaacar darfafi a vlalt ta aa aacalafy clinic, aatf 2) ta.avalaata tha 
aflactlvanaaa af tha vaa^af thaaa alamaata for naiaa-patiaat eaia 
plaanias« : 

SELECTION CRITERIA 
lam haiat lavitad ta partlcipata ia thia atady hacaaaa I am avar 1ft 
yaaia aff spaak aad raad Eaflish, aad am a Raslstarad Naiaa 
wartdnf with caacar patlaats ia tha cllalc at tha Arizaaa Caaear 
Cantar. Appraximataly 5 aaisaa will ha aarailad ia thia stady. 

PR|OCED«IRE(S) 
I will ha afpi!9acliad. by;tha raaaarchar, Charyi McNiaca» BSN, PHD 
Caadidata, RN and aaiiad ta particl|Mta ia this atady at a stair maatias 
NId at tha Afflzaaa Caacar Caatar. Iff I agraa ta partlcipata, i wili ha 
asl̂  jto caaaimt ta tha ffallawiafl: I will haya aach cliaic viait with a. 
pavticiiMitins caacar patiant aadia ta|wd. This aadia tapias wW aaithar 
laaflthan aar iaaaaa tha tatai tima off tha clinic viait. it wiil ha 
axplaiaad ta ma at Uma aff caaaaat that I wiii ha askad by tha 
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rvMarclMr to comptot* a brfaf damographic farm with qaastioas aboot 
aga, gaadar, partnar atatua, athaicity, aducation, and soma spocillc 
caacar symptoms or probiams aftar tha first day off audio taping. 
Complating this qnastlonnaifa will taka approximataly tan ndnutos. 
Tim rasoarchor will collact tha qaostlonnairos at tha and of tha clialc 
d  ̂from tha participating nuraas. AH participating nursas will ha 
assignad aa I.D. aumbar by tha rasoarchar. No namas will bo usod on 
tho quastionnaira or on tho audio tapo laballag. No oaa from tlM clinic 
will road tho answois from tha quastionnaira. Only tha rasoarchar and 
appropriata Unlvarslty off Arizona, Collogo off Nursing, dissortation 
suparrisory fKuHy will hava accass to Information on tho 
quostionnairo, audio tapos, and transcriptions. Each clinic visK with a 
consonting cancar patlont will bo aadio tapod until sampio siza of 
approximatoly a total of SO nurso-pationts Intoractions Is roacliad. 

RiSKS 
Thoro aro no know risks or hazards to mo for participating In this study 
bayond tha timo invoivomont as. a rtsutt off participating In tha projoct. 
I may ask qaostions and Imow that my quastions will bo answorod by 
tha rasoarchar. I am.ffiroo not to aaswor any quastions should I ffsoi 
uncomiortablo. I am Jiroo to withdraw from tho pr̂ foct at any tlma 
without III. will or influoncing my. ompiosfmont at tiM Arizoaa Cancar 
Cantor. My participation la totally voluntary. Participants may aak tho 
rssoarchar, Charyl McNIoco, BSN, PhD Candldato, UN at (520) 323-
0507 quastions about tho study at any timo. 

BENEFITS 
Tho bonolits associatad with this study aro that tho nurso participants 
may havo tho writton raauKs of tids study sharod with thom iff thoy 
riquost this information. By particlpatiag in this study participants 
may darivo a parsonal ffaaling of satisiaction that thay havo 
contrll|utod to cancar communication rssoareh. Thart is no porsonal 
boiiofit to mo from participating In this study. 

CQNFiDENTUILITY 
All Iniormatioa I provido will bo compiotoly conffMontiai. Tha rosuits off 
this study may ba publishad at a latar data, but no namas will bo usod. 
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All tli« infDraiatioii will b« kept In a looted Fllo coMnot and tept for 
posslMo lator rosoareh mo. Eaoh sabioot will bo aaalgaod a aumbor, 
aad that aambor will te oa all dooamonts rathorthan tho subjoot̂  
namo. Only tho rosoaivhor, Choryl MoNloco, UN, PhD Caadldato, RN 
will bavo aocooa to tho InforaMrtioa. 

PARTICIPATION COSTS AND SUBJECT COMPENSATION 
Ttero aro ao moaotaiy partlclpatioa costs or sabjoot componsatlon. 
Approximatoly 10 mlBatos will bo aoodod from iMrtlclpants to 
comploto ttio qaostlonnalro. 

CONTACTS 
I shoald contact tte principal Invostlsator, Choryl McNioco, BSN, PhD 
Caadldato, RN at (520) 323-t5t7 Iff I roqairo addMoaal information. If I 
bavo qaostloas coacoffnin  ̂my rights as .a rosoareh sabjoct, I may. call 
tte HawMia Sahjocts CommHtoo otWco at (520) 626^721. 
^ , 4 . » , J ^ ^ - f -Jj*" .  U' * — - .... „ 
AUTHORIZATIOli-.: .;;-':- r . . 
BEFORE:OIVING MY CONSEMT BY SIGNING THIS FORM, THE 
METHODS, INCONVENIENCES, RISKS, AND BENEFITS HAVE BEEN 
EXPUUNED TO^ME AND MY QUESTIONS HAVE BEEN ANSWERED. I 
MAY, ASK QUESTIONS AT ANY TIME AND I AM FREE TO WITHDRAW 
FROM THE PROJE<rr AT ANY TIME WITHOUT CAUSING BAD 
FEELINGS. MY PARTICIPATION IN THIS PROJECT MAY BE ENDED BY 
THE INVESTIGATOR OR BY THE SPONSOR FOR REASONS THAT 
WOULD BE EXPLAINED. NEW INFORMATION DEVELOPED DURING THE 
COURSE OF THIS STUDY WHICH MAY AFFECT MY WILLINGNESS TO 
CONTINUE IN THIS RESEARCH PROJECT WILL BE GIVEN TO ME AS IT 
BECOMES AVAILABLE. THIS, CONSENT FORM WILL BE FILED IN AN 
AREA HESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH 
A(BCeBS RESTRICTED TO THE PRINCIPAL INVESTIGATOR, CHERYL 
MCNIECEiBSN, PHD C^DIDATE, RN, OR AUTHORIZED 
RiPRESENTilTIVE OF THE, UNIVERSITY OF ARIZONA, COLLEGE OF 
NURSING. I DO NOT GIVE UP ANY OF MY LEGAL RIGHTS BY SIGNING 
THIS FORM. A COPY OF THIS SIGNED CONSENT FORM WILL BE GIVEN 
TOME., , f..;; 



Siibjocfs Signatura Data 

Paraat/Lafal Gaanliaa (Iff aacassavy) Data 

WItaaas <iff aacassavy) Data 

INVESTIOATOirS AFFIDAVIT 
I iiava carainlly axplalaad to tta sabfoct tho aatara of tlM abova 
prajact. I haraby cartHy that ta tho bast of aiy kaowlodgo tho porsoa 
who is sigaing this coasaat fomi uadorstaads ciaarly tiio aatara, 
damaads, banofits, aad risics iavolvad ia his/har participatioa aad 
bis/har sigaatara is iagaiiy valid. A madical probiam ar iaagaaga or 
odacatioaai barriar lias aot prociadad this aadarstaadiag. 

Sigaatara of lavostigator Data 
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UniYtriity of Aifzona, Cotagt off Mining 
SUBJECTS CONSENT FORM 

TIm NHrs«-#atlMt Ceeeemieetlee Proem— Mad i« CaBC«r Pain 
•aiMfMiaHt 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO ENSURE 
THAT I AM INFORMED OF THE NATURE OF THIS RESEARCH STUDY 
AND OF HOW I WILL PARTICIFATE IN IT, IF I CONSENT TO DO SO. 
SIGNING THIS FORM WILL INDICATE THAT I HAVE BEEN SO 
INFORMED AND THAT I GIVE MY CONSENT. FEDERAL REGULATIONS 
REQUIRE WRITTEN INFORMED CONSENT PRIOR TO PARTICIPATION 
IN THIS RESEARCH STUDY SO THAT I CAN KNOW THE NATURE AND 
RISKS OF MY PARTICIPATION AND CAN DECIDE TO PARTICIPATE OR 
NOT PARTICIPATE IN A FREE AND INFORMED MANNER. 

PURPOSE 
I am Mas lnyHad to partlclpata veiuafarily la tha abov»4ltlad : :̂ 
rasaarch projact. Tha purpaaa off thla praiact la 1) ta daacrlba tha 
cammunicatiaii alamaata ttat accar batwoaa tho aaiso aad patfant 
with cancar darlag aa visit to aa aacalagy cllalc, aad avalaata tha 
offocthraaaaa of tha aaa of thoaa alamanta for aaiaa-patiaat oava 
plaaaiag.. ' ' 

SELECTWN CRITERIA 
I am balag lavltad ta partlcipata la thla atady hacaasa I am ovor 18 
yoara aff aga, apaak Eagllah, I am racaMag caacar traatmaat at tha 
Artaeaaa Caacar Coator. Appraximataly 50 sahfacta will ha aarollad la 
thla study. 

PROCEDURE(S) 
If tha cllalc auisa l am schadulad to saa has agiaad ta partlclpata ia 
this study, I adll ha appraachad aad aakad to alaa partlcipata ia tha 
stady.. HI agraa ta partlcipata, Iwlliha askad ta coaaaat ta tha 
foUaarlng: I will hava my cliaic vIsK with tha aarsa aadia tapad. This 
aadia tapiag will aaithar laagthaa or Ipaaaa tha total tima of aiy cliaic 
visit. Baiora my cliaic vlalt with tha partlcipatiag aarsa I will ha asliad 
by tha primary rasaarchar ta camplata a hrlaf damagraphic form with 



212 

quMttons about aga, gaiMlar, partaar atatua, lacoma, iaauraaca, 
attanicity|.adacation, typa aff caacar, aad aooM spacHIc caaear 
aymptama ar proMaoM after my clinic vlait. it will taiia approximataiy 
tan minntea and than will Im iMndad in at tiM cliaic racaption daak 
wiiara it ariil ha piacad in aa atatfy anvaiapa and givan ta tha 
raaaaffcliar. No ana froni tiM cliaic arlil raad my aaawan. if tlia atady 
la atiii cantlnning whan 1 hava aay othor clinic viatta acliadHlad I may 
ba aakad again Iff 1 would Ilka to particlpata ia tiw atudy and I will bo 
ralnfarmad alMat tlw pnrpoaa off tho atudy. Tha aamo procoduro will 
bo iaiiowod aa at tlia firat clinic vlait. 

HiSKS 
Thara ara ao hnaw rialm or haiaida to ma for partlcipatiag in thia atady 
bayand tha tlmo Involvomont aa a raault off participating In tha projact. 
1 may aah quaattona and imaw that my quaatioaa will ba aaawarad by 
tha raaaarchar. I am ffiraa aot to aaawor any qaaationa aiioHid 1 ffaol 
uacomfortoblo. .1 am fraa to withdraw from tha pro|act at any tima 
without ill will or influoncing my traatmant. My participatian la tatoily 
voluntoiy. Participaato may aak tha raaaarchar, Charyi McNIaca, MN, 
PhD Caadldato, UN at (520) 323-0587 quaatioaa about tho atudy at any 
dmo. 

BENEFITS 
Tha banallto aaaaciatad wHh thIa atody ara tiurttha patlaat 
participants may hava tlM writton raauita off this atady aharod with 
tham iff tiiay raquaat thia lafermatlan. By participating In thia atady 
participaato may darivo a paraaaai fooling off satiafactioB that thay 
iunra cantrlbutad to cancar caaMnunlcatian roaaarch. Thara ia no 
poraonalbaaoiH to mo from participating in thiaatady. 

CONFIDENTiALITY 
All iaffoimaUaa I prayido will bo complotely coafldoatial. Tha rasulto off 
thia atady may ba pubiiahad at a iator date, bat ao namaa will bo aaad. 
Ail tha Information will ba leapt In a iachad Piia cabiaat and kapt for 
poaaHMa later roaaarch uaa. Each aabjact will ba aaaignad a aumbar, 
and that aambar will ba oa ail docamaato rathar than tha aubjac^s 
nama. Oaly tha raaaarchar, Charyi McNIaca, BSN, PhD Candidate, KN 
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will liav* accMS to th* Infenmatioii. 

FJUmCIPATION COSTS AND SUBJECT COMPENSATION 
TliMn* ar« no moMtary participation costs or sakfsct componsatlon. 
Approidinatoly 10 mlautos will bo aoodod from participants to 
coinplote tlio qnostlonnairo. 

CONTACTS 
I should contact tho principal invostlgator, Choryl HcNIoco, BSN, PhD 
CandMato, RN at (520) 323-S5t7 If I roqniro additional information. If I 
liavo quostions concomlng my rigirts as a rosoarch suhjoct, I should 
caH tho Human Sul̂ ccts Committoo ofRco at (520) 020-6721. 

AUTHORIZATION 
BEFORE GIVING MY CONSENT BY SIGNING THIS FORM, THE 
METHODS, INCONVENIENCES, RISKS, AND BENEFITS HAVE BEEN 
EJCPtAINED TO ME AND MY QUESTIONS HAVE BEEN ANSWERED. I 
MAY ASK QUESTIONS AT ANY TIME AND I AM FREE TO WITHDRAW 
FROM THE PROJECT AT ANY TIME WITHOUT CAUSING BAD FEELINGS 
OR AFFECTING MY MEDICAL CARE. MY PARTICIPATION IN THIS 
PROJECT MAY BE ENDED BY THE INVESTIGATOR OR BY THE 
SPONSOR FOR REASONS THAT WOULD BE EXPLAINED. NEW 
INFORMATION DEVELOPED DURING THE COURSE OF THIS STUDY 
WHICH MAY AFFECT MY VMLLINGNESS TO CONTINUE IN THIS 
RESEARCH PROJECT WILL BE GIVEN TO ME AS IT BECOMES 
AVAILABLE. THIS CONSENT FORM WILL BE FILED IN AN AREA 
DESIGNATED BY THE HUMAN SUBJECTS COMMITTEE WITH ACCESS 
RESTRICTED TO THE PRINCIPAL INVESTIGATOR, CHERYL MCNIECE, 
•AN, PHC, RN, OR AUTHORIZED REPRESENTATIVE OF THE 
UNIVEmiTY OF ARIZONA, COLLEGE OF NURSING. I DO NOT GIVE UP 
ANY OF MY LEGAL RIGHTS BY SIGNING THIS FORM. A COPY OF THIS 
SIGNED CONSENT FORM WILL BE GIVEN TO ME. 

Sul̂ ocfs Signaturo 

Paront/Logal Guardian (if necossary) 

Dato 

Dato 
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WMmm Mcossary) Hate 

INVESTIGilTOII'S AFFIDAVIT 
I hava caraftilly axplaiaad to tlw svfe|act tha aatara of tha abova 
pra|act. I hafaby cartHy that to tha bast off my liNovifiatfga tha panon 
wfha is aigniag this caasaat ffonn uadafstaada claarly tha aatoia, 
damands, banalHs, and rislcs iavolvad in his/hor partloipatlaa and 
fiis/har signatoia is lagaily vaHd. A madical probiam or languaga or 
adncatlonai banriar has not pracindod this undorstonding. 

Signatura off Invastigator Data 
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Sqitember 13,2000 

To Whom It May Concern: 

Cheryl McNiece has permission to use the Arizona Cancer Center/UMC clinic for the nurse 
patient communication project during normal working hours. She also has my permission to have 
limited access to the nursing staff of said clinic. 

Ms. McNiece is working on developing a protocol, and it is my understanding that she will need 
to interview patients and &cilitate the nur^patient interaction during our regular treatment 
perud. 

I have reviewed the conqilete protocol and note that she has a patient consent form, \^ch gives 
her the proper access to our patients. A complete copy of her protocol, ak>ng with the necessary 
required documents is being submitted along with t^ site approval letter and a conq>lete copy of 
said documents will be filed with the Clinical Trials Office forthwith. 

niuic 
Clinical Nurse Manager 
Arizona Cancer Center 

AD/bah 

C/JICERCDfTER 
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UA/K: 
UNlVDtSnYMEDiCALCCNIDt 

IMI NonbCuiipbeaAweaue 
P.O.Boi245l2S 
Ibeson. Aiixona 8572*-S 12S 

Adnrinittnliaa 
(520)694-6501 
Fic (520) 694-4085 

Sqiieiiiberl2.2000 

<3iarles Taylor, MD. 
Scientific Review Omunioee 
Medical Director, Clinical Roeaicb 
Shared Setvice/C^linical Trials Office 
Arizona Cancer Center 

Dear Dr. Taylor 

Tlie purpose of iiits letter is to infonn you that I am in fiill support of the research being conducted by Cberyl 
McNiece, BSN, FhD Candidate, RN. 

After reading Cheryl McNiece's research protocol. The Nurse-Patient Cammnnication Process used in Cancer Pain 
Management, I believe that this study will be important in fiirther'improving nurse-patient pain maiugement 
satisfaction. This snidy aims to analyze and systemuically evaluate the communication elements that nurses and 
patients currently use in the oncology clinic that lead to effective pain inanagemesL No research has yet analyzed 
the nurse-patient communiatiQn ptocess used to help plan pain managemem during the time fiame of the actual 
clinic visiL The identificatiott and description of the effective elements of clinic conmunicatiaa regarding pain 
management may help nurses itiuetuie mate effideady the allotted tine for clinic visits. This research will not 
significantly add to the nurse's woricload. The nune a asked only to turn on and turn off a non-intnistve micro tape 
recorder wlien speaking with a participating patient and dien answer a one time questionnaire about pain 
communicatioaatlheendofdied^. This qucstiaonaire has been pikM studied to require approximately an average 
of 4 to 6 minutes to complete. The leseareher, Cberyl McNiece. will be spealdng to patient participants in the 
Cancer Center waiting room only. The study basically will not intemipt the flow of the clinic's organizatiao and the 
researcher consideiately asb for only a few seconds ^ the nurse's time. 

I believe that this research nay be very valuable in increasing both nurse and patient satisfMon with pain 
managenxnt commnnicatioa 1 strongly support this proposal and do not fisel diat the nurses at die Arizona Cancer 
Center will feel burdened by the minute amoont of tinie asked of diem if they wish to participate m this study. 

Sincerely, 

"TKiu+y 
Marty Eatiquez, RN, MS 
Vice Presideni, Pati^ Care Services 
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Appendix G 

Approval Letter for Ward's Barrier Questionnaire 



February 22,1999 

Cheryl McNiece 
University of Arizona 
College of Nursing 
Tucson, Arizona 8S721 

Dear Ms. McNiece; 

You have my permission to use the BQ in your research. Your project sounds fascinating and I 
would be very interested in receiving a copy of your completed work. 

Best wishes, 

Sandra Ward. PhD. E(N, FAAN 
Associate Professor 

SW;rTk 

UNIVERSITY of WISCONSIN-MADISON Sciioni. OF NUHSIKC • 600 HIGHLAND AVENUE • MADISON WISCONSIN USA 
Admintst ration 

Ornct or ni£ Dean 6ct.i6). S155 
DmmrjK AM4ias 6oS.z6).us^ 
Alumni Rulations 60ll.26i.fi64 
rewoNNtt 6ol.zd).io79 

6ol.26}.S3t) 

Reseirdi and Graduate Snidies 

CiUUUATF AOMISSIONS 6O8.X6).F:5L) 

Docrovju. Pbu(;»am 608.16). 5172 
RUUBCII 5O8.Z£}.J2«9 

ETHNIC STUOIU 6O8.^}.I6O(> 

FAX 6OH.26).})J2 

Outreach 6c Uiidergnduaic Studicf 
UNDCKCIAOIUTK ADMISSIONS .̂26).(I7I 
HONOKS l'«OC«AM 6o8.26).n7l 
STVOCMT Suvicis 609.165.^01 

Ol/MCACH ft COKTINUINC bo 608.l6l.0566 
FAX 6o8.l6}.f])i 
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Appendix H 

Patient's Questionnaire 



Nurse-Patient Communication 

Patient Questionnaire 

I am conducting a study about oncology clinic nurse-patient 
communication. The aims of this study aie to Identify discussion 
elements in the clinic visit between nurse and patient that lead to 
better pain assessment, pain management planning, and treatment 

Your clinic encounter with a participating nurse today will be tape 
recorded. You will be aslced to complete a 10 minute questionnaire 
after your clinic visit This information will be used for research 
purposes only, and your recorded encounter and answers on the 
questionnaire will not be used with your name. Only an I.D. numlier 
assigned to you by the researcher will be used. Your doctors and 
nurses will not see your answers on this questionnaire or hear your 
tape recording. This will not affiect your treatment In any way. Oniytlie 
researcher will see your answers. 

If yoaclioose to complete this questionnaire and sign a consent for 
aiidio taping, it is assumed that consent for the use of this information 
is granted. 

It would be greatly appreciated if you would take about 10 minutes 
aifter your clinic visit to answer the questions In this questionnaire. 

Thank You for your help! 



Date 

I.D. Numt)er 

Date of Birth 

Type of Cancer When diagnosed. 

Marital Status: (Check one) Ethnic Group; 
^Married 
Living with partner 
Separated 
Divorced 
Widowed Years of Education: 
^Single 

V Patina 

H l̂th Insurance Coverage: 
^Yes What Kind: 
No 

Since you were diagnosed with cancer have you had any pain related to 
your cancer or cancer treatment? 

^No 
Yes 

^Yes, I have had pain but I don't know if my pain was related to my 
cancer or cancer treatment 

On this scale please indicate the worst pain you have had since you were 
diagnosed with cancer. (Circle one number) 

0 1 2 3 4 5 6 7 8 9 10 
Npne Worst 

Do you have any pain right now related to your cancer or cancer treatment? 
No 
^Yes 
^Yes, I have pain txjt I don't know if my pain is related to my carK»r or cancer 

treatment. 
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On this scale how much pain are you having right now? (Circle one number) 
0 1  2 3 4 5 6 7 8 9  1 0  
None Worst 

Do you expect In the future to have any pain related to your cancer or cancer 
treatnnent? (You may check more than one answer) 

No 
Not certain right now 
Yes, I think I will have pain in the future. 
^Yes, sometimes I worry that I will have pain in the future. 

On this scale how much pain do you think you will have in the future?(Circie 
onenumt)er) 
0 1  2 3 4 5 6 7 8 9  1 0  
None Worst 

When do you have pain ? 
I almost never have pain 

• I have pain once in a while 
I have pain several times a week 
I am in some degree of pain almost constantly 

How upsetting is it to you when you have pain? 
Not at all 
^Mildly upsetting 
Vo*y upsetting 
^Unbearable 

How does pain make you f̂ l? 
Angry 
Afraid 
Worried 
Desperate 

..Depressed 
^Other 

Please explain: 



Are you able to do things to help your pain? 
• .Usually 

Frequently 
^Sometimes 
Never 
It varies a lot 

Do you have any of these pain nnedication side effects that cause you 
problems? (You may check more than one) 

^constipation or gas 
urinary probleni 
insomnia 
^difficulty concentrating 
^sleepiness 
nausea 
^confusion 
fatioue 
^others (Please name) 

Please answer this question. There are no wrong or right answers. 
Write as little or as much as you would like. 

Cancer pain means to me that.... 

Please respond to the next seven items by circling the number (0,1,2,3,4 or 
5) that comes closest to how much you agree with that item. There are no 
right or wrong answers; we just want to know what you think. 
(Ward's Pain Beliefs) 
A. Pain medkane cannot really control pain. 

0 1 2 3 4 5 
Do not agree at all Agree very much 

B. People get addicted to pain medicine easily. 
0 1 2 3 4 5 
Do not agree at all Agree very much 
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C. Good patients avoid tall(ing about pain. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

D. It is easier to put up with pain than with the side effects that come from 
pain medicine. 

0 1 2 3 4 5 
Do not agree at all Agree very much 

E. Complaints of pain could distract a physician from treating my 
underlying illness. 

0 1 2 3 4 5 
Do not agree at ail Agree very much 

F. Pain medicine should be 'saved' in case the pain gets worse. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

G. The experience of pain is a sign that the illness has gotten worse. 
0 1 2 3 4 6 
Do not agree at ail Agree very much 

H. The experience of pain is a sign that the treatment is working. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

Select the phrase that indicates how satisfied or dissatisfied you are 
with the results of your present pain treatment overall. 
Very dissatisfied Slightly satisfied 
^Dissatisfied Satisfied 
^Slightly dissatisfied Verv satisfied 

If you are satisfied with your present pain treatment please explain why. 
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If you are not satisfied with your present pain treatment please explain why. 

Do you feel that you have enough time to talk with your nurses? 
(You may check more than one answer) 

No, I never have enough time 
• ^Yes, I always have enough time 

Sometimes I would like more time 
^Usually I have enough time, txjt not always 

It varies a lot with the questions I have 

Is paying for any medication a problem for you? 
Never 

- Sometimes 
Freouentiv 
Usually 
^Alw^s 

Does the cost of all your medications limit your optkms for pain 
management? 

^Notnow 
Sometimes 
^Yes 
It might be a problem in the future 

_lt might be a problem in the future, but I do not know for certain 
Other 

Please 
explain • • •  ̂



Does the cost of alternative pain nnanagement methods (such as massage, 
hert>al therapy, acupuncture, prayer, relaxation classes, meditation, 
psychotherapy, aroma therapy, health club, dietary supplements, rolfing, 
colonic therapy, energy t)alanctng, special diet, or others) limit your use of 
these options? 

(You may check more than one) 
^Never use any of these 
^Just thiniung about aftemative pain management now 
Cost is not a problem now 
^Sometimes cost is a problem 

; Yes, cost is a real problem 
Cost will probably be a problem in the future 
Cost might be a problem in the future, but I do not know for certain 

What altemative therapies do you use for pain management? 
Don't use any 
Don't use any now but I mioht use some in the future 
(Such as ^" ) 

I use. - • •  ̂ • ^now. 
I wtxjid liketotrv ; ^  ̂ _now. 

What is your or your family's yearly income after taxes (take-home pay) from 
all sources (job, pension, social security, veteran's benefits, disability, food 
stamps, etc)? 

SO-5.000 ^$5,000-10,000 
^$10,000-20,000 ___$20,000-30,000 
^$2«),000-40,000 $400004-
prefer not to answer 

How many people live on this income (it provides at least half of their 
income)?. 

Are you now employed? 
No 
Yes, part time 
Yes, full time 
Retired 
^On medical leave from full time job 

- On medical leave firom part time job 

Thank you very much for your time and help! 
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Appendix I 

Ward's Barrier Questionnaire (BQ) Adapted 



Ward's Barrier Questionnaire 
Please respond to the next eight items by ctrding the number 
(0,1.2,3,4 or 5) that comes closest to how much you agree with that 
item. 
A. Pain medicine cannot really control pain. 

0 1 2 3 4 5 
Do not agree at all Agree very much 

B. People get addicted to pain medicine easily. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

C. Good patients avoid talking about pain. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

D. It is easier to put up with pain than with the side effects that 
come from pain medicine. 

0 1 2 3 4 6 
Do not agree at all Agree very much 

E. Complaints of pain could distract a physician from treating 
underlying illness. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

F. Pain nnedidne should be 'saved' in case the pain gets worse. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

G. The experience of pain is a sign that the illness has gotten 
worse. 

0 1 2 3 4 5 
Do rK>t agree at all Agree very much 

H. The experience of pain is a sign that the treatment is working. 
0 1 2 3 4 5 
Do not agree at all Agree very much 
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Nurse's Questionnaire 
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Nurse-Patient Communication 

Nurse Questionnaire 

I am conducting a study about oncology clinic nurse-patient 
communication. The aims of this study are to identify discussion 
elements in the clinic visit between nurse and patient that lead to 
better pain assessment, pain management planning, and treatment 

This information will be used for research purposes only, and your 
answers will not be used with your name. Only an I.D. number 
assigned to you by the researcher will be used. The doctors and other 
clinic nurses, and patients will not see your answers on this 
questionnaire. Only the researcher will see your answers. 
If you choose to complete this questionnaire, it is assumed that 
consent for the use of this information is granted. 

It would be greatly appreciated if you would take about 10 minutes to 
answer the questions in this questionnaire. 

Thanic You for your help! 
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Date 

I.D. Number, 

Date of Birth 

Marital Status; (Check one) 
Married 
Living with partner 
Separated 
Divorced 
yVidowed 
^Never Married 
^Dating 

Ethnic Group; 

Years of Education; 

Degrees & certifications 

Years of working with patients with cancer 
Years of working as a Registered Nurse 

Please answer this question. There are no wrong or right answers. 
Write as little or as much as you would like. 

Cancer pain means to me that.. 

Please respond to the next seven items by circling the number (0,1,2,3,4 or 
5) that comes closest to how much you agree with that item. There are no 
right or wrong answers; we just want to know what you think. 

A. Pain medicine cannot really control pain. 
0 1 2 3 4 5 
Do not agree at ail Agree very much 
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B. People get addicted to pain medicine easily. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

C. Good patients avoid talking atx)ut pain. 
0 1 2 3 4 5 
Do not agree at all Agree very nwch 

D. It is easier to put up with pain than with the side effects that come from 
pain medicine. 

0 1 2 3 4 5 
Do not agree at alt Agree very nnuch 

E. Complaints of pain could distract a physidan from treating my 
underlying illness. 

0 1 2 3 4 5 
Do not agree at all Agree very much 

F. Pain medicine should be "saved" in case the pain gets worse. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

G. The experience of pain is a sign that the illness has gotten worse. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

H. The experience of pain is a sign that the treatment is working. 
0 1 2 3 4 5 
Do not agree at all Agree very much 

Select the phrase that indicates how satisfied or dissatisfied you think 
most of your patients are with their present pain treatment overall. 

Very dissatisfied ^Slightly satisfied 
Dissatisfied Satisfied 
^Slightly dissatisfied Very satisfied 
Varies a lot but usually satisfied Varies a lot but usually unsatisfied 

Why do you think some patients are unsatisfied with their pain treatment? 
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Why do you think some patients are satisfied with their pain treatment 

Do you feel that you have enough time to talk with your patients? 
(You may check more than one answer or write your own answer) 

^No. I never have enough time. 
Yes, I always have enough time. 
^Sometimes I would like more time. 
Usually I have enough tinne, but not always. 

Jt varies a lot with the questions they have that day. 
_Some days I am so rushed that I don't have as much time to talk to 

patients as I would like. 

What would be an ideal length of time for you to have with every patient at a 
clinic visit? 

How much time do you actually get to spend with each patient on an 
average? 

Thank you very much for your time and help! 
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Exemplum Interaction Summary 1: "Beginning to put it all together." 



*n r J 
c4oarl 
Not certain of exact diî nosis. Nutk and patient don't speficialiy meotioii it. Not breast. 
No mention ofpainexcqitunmemiaiiedwHiireferenoe to patient pathologiGal fracture. Nurse 
says maî  would stiO be in bed. How amazing patient was. 
Patient has had zero side eftcts. s j  ̂

Medical laî uage versus means to understanding 
t̂ 's do that and make it easier on you." 5-14 this could be the nurse's motto of this interaction. 
Nurse here is talking about making the airline check from the clinic. Looking up number from 
dinic, giving to patient, and haviî  patient use clinic phone. Patient was goiî  to use his ceO 
phone. 
Easier in this interaction conies dirough knowledge, translation of medical laî iuage, assurance, 
praise, listeniî  to patient's entire sentance, and humor. Both patient and nurse seem at ease with 
each other. 
Ftow of clinic: when interrupted by another nurse with a question, neither nurse nor patiem seem 
awkward about this. Pause, answer and then go on. Haroioay withkaowlcdgeaaidjadgemeat 
4-18 "If it's helpiiil to somdxxly, uh...that's great. I...rm  ̂in &vor of hdpiî ." (Talkn  ̂about 
another nurse looking for chart to check order) ^7* it. «« • 
Tone: equals with acceptance ofpatient and nurse roles as inteU^ent human beings. Pridecomes 
out «dien patient speaks of asking for what he wants now. Praise from nurse as this is how it 
should be. No sense of possible medaiess of patient before. 

CMale patient. • 
female mine 
patient and nurse know each other 
Chemotherapy i ,i 
patient has no side eflfects except being beaten down. 
This changed patient's treatment from once weekly to once every two weeks but patient still says 
"zero" skie e£^s 
dkl patient expect to be beaten down 
patient had p4rtholqgical fracture and did not treat that as major problem 
nurse iiill of praise for patient (specific praise for spedfic actions) 
patient has a port 

Summary 
patient getting chemotherapy. Hasaport. Bit ofchat about who gets credit for accessing it. 
Patient obviously had labs before chero so nurse jokes about not getting credit for accesing port 
Nurse talks about work history in rdation to use of drug patiem is receiving for chemodierapy. 
Patient said drug put him into complete remission. 
But patient s  ̂"I can't understand what they're saying about my CAT scan."(2-8) "I don't 
understand w  ̂I'm reading half the time" 2-28 
Nurse explains word. 
Nurse calls medical language "greek" 2-27, "medical mumb" 2-36 (patient's response to both is 
laughter) 
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Exemplum Interaction Summary 2: "Communicating personal uniqueness 

through social conversation." 
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C4liai2  ̂

Summary . u o 
female patient-female nurse—weekly chemotherapy 
granddaughter with patiert 
chemothenq ,̂ old patient, mets to the bone 
nurse uncomfortable with taping, joking about doing eveiythiî  for patiem (nurse probably does 
that anyway) 
'*stretchies** non medical language (in mder to connect IV) patient doesn't understand so nurse 
wasted her time using nursing jargon. 
Nurse mentions nurse's sense of humor (wants it noticed) tdls patiem she has been looking 
forward to working with you all day. P^ent sî  *^ve you realty?" Nurse says, "I have." And 
expect she has. Just shows nurse is uncomfortaUe with tajring. ît nurse goes ahead and does 
it) 
Patient's granddaughter last week answered the nurse's question to the patient, "ain't gettin 
nothin now!" (Sex) patient wu asked about what was she getting IV-complamt. Nursereminds 
patient of this to poiM out her sense of humor? S  ̂they might have to cover the microphone. 
(Sodal nature of chemotherapy visit. Patient as a human being. Nurse as nurni and huî  
being.) 
(I think that iiurse feels she should be more medical language focused and not so social with 
patients. Probably would rdieve her to understand she is an interpreter of medical laî uage for 
patios and'that is GOOD. Hasn't completely thought out her role. 
Talks atwirt patiert-swatch — 

^^ -̂-raients savs shots for bones hurts "YeaHy bad" nurse doesn't reply  ̂
—'Nurse says how are you foeKî  today/ "Happy and goocF 

talk about moving to new house. 
Nurw conoments purpose of study is to see Iww odd people when thqr are being recorded" 
(Good sense of humor) patient reinforces nurse, **You're doing a great job" 
talk about patients okl ĵ  
nurse assesses patient's port. Reminds patient to take deep breath (professionalism) 
nurse asks patiert why alie didn't put lo  ̂on before she came. Forgot. Nurse says she would 
because she's a wimp. (I^Hce touch) 
granddaughter gives her shots. Hurts. 
Talk about Navalbine. Bkxxi counts. Nurse offers drink, pillow, blanket. 

talk about patiert's bone cancer. 
Making eariiî . 
Talk about old job-bus driver. 
Cha^ng about hudiand's illnei»: prepares you for this; waiting and waiting 
disomnect IV. "Good to go" 

/vn t — la 
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Exemplum Interaction Summary 3: "Active patient participation" 



"• 4̂<.r>iie /v 
C4™ir3 V 

the worst part of cancer fear it's back: 
"I'm not going to give in.: You have an ache or a pain, the first tiling that gods through your 
mind, is, oh my god, it'sbacl̂  
"One last opportunity" study drug 
male patienL female nurse, wife here too but says Uttle-except to reinforce what patient says. 
Patient very reqiectfiil of wife. ''Yeah, and I d  ̂to her, because um sometnnes I am not the 
best of soimding boards." 
know each other well 
Patient on study drug 
chemotherapy versus biotherapy (what is diffeience?) Ft knows difference. 2-35 "When I take 
them as biotherapy as opposed to a chemotherapy." Will this have same effect on immune system 
as chemotherapy ̂ d." Note patient doesn't use jaigon like "chemo." 
Patient read study back ground and really knows it. "First pass kidney, second pass liver?" "40% 
reportiî  nausea with the medication.-, .that is a very h  ̂quotient for side effect profile." 
nurse sî  going to check your thyroid...and patient sî  "but it is a thyroid stimulating 
hormone.: (taking about his fiitigue) 
recent surgeiy.patient still has drain, nurse asks about it. 
nurse short answers—"good" "absohitely" *Vight" patient long semences. patient in control of 
speakiî  and subjects 
Nurse does ask 1  ̂about pain, "related to the surgery" nurse says she wants to go through my 
list 
patient has had headache fisr month: Excedrin works for Mm. 
Says nonsteroidals won't woik on this. Nurse says 7-44"not at all? Not even a little" 
8-13 "I don't think it is good for you to wait around, you know, till Monday when the headache is 
so bad that you are uncomfortable. (Note the pairing of so bad and uncomfortable~not the same 
class at all) 
Nurse asks patient to rate pain on a scale 
patient says on a 1-10 basis. It is probably is a 2 or a 3 when I recognize it, was a 10 at one 
point" says that's when he had signs of sinus infection 
prostate cancer 
patiem is very medically educated. Understand language. Expat on his disease. Expert on 
drugs, side effects. In control. "Yeah. I let that last one get out of hand." (Says to nurse "OK 
it's your turn [to ask questions])Stoical. Main problem now is fetigue. Nausea. Sore throat. 
Still working but getting harder to do because of fetigue. Works in medical fiekl. Used to work 
for drug companies inputting cardiovascular studies. 1-16 "I know what to expect and what's 
goiî  on." 
Nurse admits she doesn't know: win have to look it up. Does. Folkiws throî . 
Summary 
nurse commenting on his "little nausea" patients thinks it is correlated with your drugs. 
"Absohitely" patient told to take half hour after eatiî littie nausea. So he took 1 hour after 
eating=nausea abated by 75% "roller coaster stomach" patient uses layman's term to describe 
detail of nausea to nurse. 
Good professional listeniî  by nurse. 2-34 "What were the other questions you had?" 



242 

Appendix N 

Exemplum Interaction Summary 4; "Learning about medical tests for future 

cancer treatment" 
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C4iiir4 

^ f ^ - I • 
femalepatiem,fismalenurse-'JMlMftr 
patient taught anatomy & physiology to metfical and mining students 
muga test, bone manow biop ,̂ sldn test read, preparing for transplant 
straight forward and inteUigent; a model 

Summary 
Patient asks what you're going to do to me tod .̂ 
MUGA explanation: see how well hear works 
nurse asks psdern if she would like to see it: asks permission & respect 
"that's a lovely, k>vely heart" reassures patient 
bone marrow 
patient says. "Are you any good at it?" "1 never like to promise that, you know, some people 
have no pain at all, and some people have kit, 

Range of patiem's experience. Patiem tell story about Chinese doctor couldn't get it out. Had to 
go get help. Compares him with another doctor who is great 
"We're the ones t̂  do them all the time here: )So why let any others do them?) 
Patient asks about using local iqection. Nurse says yes and pain medkane throî  IV that makes 
you sleepy. "That's OK with me." 
Demerol & Versed 

Things have changed." 
"They didn't even offer me any before. It leaUy wasn't bad, except when the one doctor did it, 
and I think he was just learning how.; 
"You have a nice personality for woridî  with people." 
"Do you have a preference?" (Asks patiem) about which skle. 
Patiem education: Your bone's a little flatter right here. 
"I have hurting in the left groin and the there m my back, on the left skie. ...don't know if it's 
arthritis or lymph node...or something in the colon. 
"I tiy to make it as comfortable as possible." "I think everybody in this place tries to make 
patients as comfortable as possible." Tve never been any place where I've been treated more 
grandly. (Motto of this utenctioa) 
"That's why 1 don't like a tot of medicine. Makes me feel like I'm not in control. 
"I have a high tolerance of pain anyw .̂" 
"You're the kind ofnurse we need. They need to give nurses big raises. Because they're the 
ones that really take care of the patients. 
Nurses give pain relief and they care. 

JC* 

,̂1 7 -̂ * _ 

Ctt tt <1 in 

/®r 4̂  ̂

^  1  f f -  f t ,  C A  *  
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 ̂•'  ̂ V// r 

,auj)i ^ .«y</»>«-»^*** 

e J , . I See-That's fine. And yau'D(9titenien cut off], 
^ 2 I was real imeresicd in whit you're going to do to me today. Whtt are you going 

W**#--- 3 todo? 
4 OK, the tea that we're going to do is caOed a MUGA scm, [speUs it out:] 
5 Nt-U-G-A. ŷiu**U 
6 That stands for Muk^ie Gated Acquisilion. We're going to be looking at your e 
7 hevt,toseehowweflitwofks,ba^cal>y,asapun^ Andwedothisonalotof ** 
8 cancer patients because aometimes the chcnothen^ can kind ofbe rough on 
9 the heait And so we're juat checking up. And haaicaUy what we i 
10 called an ejection fraction. 
11 It's a number that the doctora are vetvfr'''ai''-'1ff»frlifrimg with. And what that 
12 qection ftaction represeiits is the"percent ofbtood that gets squeezed out of the... 
13 lUverkqjping:] Ufi, that goes out ^ 
14 Goesoutoftheleft venn^ with each conractioa And it's a very simple 
15 maihtmiKat It's... 8 5 "Kill iuiiua anpty divided by fiiD, g Ifyndred." Aint*^ - • - '' 
16 we count the ladkMctiveiitue gamma mat come ofrofyourhean as a result 
17 oflabeling 8 small amount ofyourbkiod with radioacthw tracer. And so then 
18 we're able to calculate that eiectkm fraction. And a mm^l riaeiinn ftartinn w yn 
19 per cent or greater. So that iJlows you, then, to son of track how your heart is 
20 working. It s... it's kiod ofa ball p^ um, figure, but the doctors know if they 
21 see a sigmficatt drop in that that they need to reassess what they're doaig. And 
22 abotheyknow, staitiig with chemotheiapy, whether or not your heart B working 
23 normally. So it really gnes them a tot of nibtniation. 
24 And all those little spades that I see up there on the screen, is that, uh, nuclear 
25 medicne that we see? 
26 [Overlapping:] Yeah! That's...that's exactly what it is. Those are little, um, 
27 those are... we call 'em photons, hut they're little gamma now that come off of the 
28 radioactive blood, and they... they hit tl^ the camera, that's... that's over you. 
29 And, um, only certain ones are accepted, um, so that they compose a picture. And 
30 that picture is taken according to the infbmatun from your htMbeat. That's why 
31 we put those... those EKG patches on you, to feed that into the computer, too. So 
32 gf* " 'ifllf cycle and diastole and systole and diastole. And we acquire 
33 iiterally hundreds ofthose. And then we put those all together into vitat we call 
34 repicjiuiiatwe heart cycle. And that's the data that we analyze. So it's... it's a 
35 vR^jggiate... 
36 7o^s^)pB>g:]^oim^joo^ [Laughs] A 'r'-
37 It s a veiy accurate aasessmemofhow well your heart s working. 
38 WeDitkiokedlikeyouputsomebloodbackiotony.uh, where you made the... 
39 [Overiapping:] That's bow we... that's how we see your heart, is'cause I... I 
40 drew some btood first, and then 1... I kept the blood sterile, and I asemieaBv A*. Aw 
41 mixed it with a taqramoiBttofradioactive tracer, and then reimroduced your own ^ 
42 bkxNl... 
43 [Overlapping:] Oh! Good deal! [Laughs] 
44 back into you. [Laughs] Yeah, we don't warn to give you someone else's bkiod! 

1 
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iSSfiSi 

?a:rfr 

I 
32 
33 
34 
35 
36 
36 
37 
38 
39 
40 
41 
42 

0>T 

4«<  ̂ ^'iry 

''' -^ X. -' 

* it^CmTiC'-'' It'Qdo, biit....lie^>fiiitoaoiiiei)odyelie,wly.tlMt'dbefineinihnie.^ *•* -'''- '̂ 
OK, Nawlme... ^ *'••'•'- "" 
Nivefcte. 7,7̂ :::̂ "̂ !..:::. 
...[? ]Ready[?)fbrI2iiiinuies?WesiioaldbegettinKa...It'nprtHbiybeten 
loone instead ofttweoty to one [?]] here. 
It's aU right 
She came n and I'm sure she could just [?] drive down Kino to Valencia, ah 
Go right down Campbell to Vakncia. 
That's not a bad [ ? ] 
In the beginning [ ? ] 
Ifwe'regomindoiLTtaBydiditrigbi,butyoucan't[ ? 
But I drained it. 
You drained it? 
[drained it 
Thenyouneeda[ ? ] 
...AndtbenJant ? ]it. 
...and had a CAT scan, [ ? ]. 
But, no, who put the needle in? 
UMi...PaL 
...condition 

1 

W/L 
( /  

//// 

No...no. 
We dont get credit for that, do we? 
Hnanm? 
( ? JDoittbesaiK 
I mean he took the needle [out]. It was iace...yeah. 
(ML' Wen, good. 
OK. And... 
We don't get it. 
[ ? ] and we get nothin'. 
p-Mgh]  ̂r 
Akighty. 
You GOuU just tiy the other [?] pin {?] what you did, and [ ? ]. 
I toJd a 001^ people, when, ah, I did tegular oncology units for two yean, nd 
then I went and worked on the bone manow transplant unita. Just befiire I came 
to woric on the bone manow transpiam unit, was when NavcBiine was first on the 
market. 
Fiist[?]. And it was originaily [released] fi>r[ ? 1 fbonel cancer. And k was juat. 
kind ofjust to giw them an emra [month or two [^]. So... when I canK to work 
Ine, low and a BITytan after thittil's eveiywbere, and [I was like] [?]. I said, 
"Are these people that sick? They dra'tksok that skkrA^ they're Ske,*^o, we 
use it all the time now. We give ft for breast cancer, lhis,...evetything.'' It's 
amazing that drugs get approved for one use, and then-fventually we use it [?] for 
otherthings. W^ that's what happened with my CLL.) got into, uh, an 

i"*-
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Example of Second Level Analysis 



i medicallanguage-aibiUiice,whoe>q)laiiis S^^**.'r y ct̂ *r-% 
i evwyday langiage-tnBulation 
 ̂ worrics-iiwinmce,rx cost, daily Uving coats, jobs, out patient eqiaues 

A. nurse's role . 
/*v. support of others, pt advocates  ̂
 ̂listening to patient, not KsteniHg r- -

C<k. Mowcanvouteinomeoneistoening~~'̂  
 ̂it a good patient role / 

fear 
fear of cancer returnng 
lack of control 
fear of not getting best care 

7 social conversation 
/-C use of humor 

waitiî  (Room) 
Patiett seen as unique human being 

/r. nurse as nurse-proftsaonal, caring 
nurae as human being 
fiw of cancer being back 

,'P study drugs 
side eflfects-subgroup themes: nausea, &tigue, bowd problems, headache, appetite problems, 

'icei dizziness,chemo br  ̂
' ̂  nursing shortage-patiem suflferiî  

nurse's knowledge 
kind of nurses needed 
reassurance language 

X emotional language 
A cotrnmnicitioo skills 
•f how to know communication is eflfective 

pcct. patient's cancer experience/past/present/fiiture 
C\. who'sVin control 
 ̂nurse's honesty 

/TV professional listening 
Patient's helpfiilness toward others 

fi advances in cancer treatment 
clinic business 
the way cancer changes you 

 ̂ how one knows treatment is working 
tti interpretatkm -who does it, to whom, when, 

use or lack ofuse of check lists 
 ̂ systematic pain check list 

t 
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