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ABSTRACT

This was a grounded theory study of family caregiving during cancer

chemotherapy. Using an interactionist approach to role theory, a longitudinal study

was designed, with its focus on the caregiver/care receiver dyad. Individual and joint

interviews were conducted with nineteen caregivers and twenty patients across the

course of chemotherapy. Most participants were interviewed three times.

Shifting patterns of self-care and caregiving was the core concept which

emerged from the study. Early in the analysis, it became clear that caregiving could

not be isolated from self-care in this population. Efforts to manage the demands

posed by cancer treatment engaged both members of the dyad. Thus, the study

phenomenon was reconceptualized from caregiving to family-based illness care, a

concept which encompasses both self-care and caregiving. Twelve dimensions of

illness care were identified. Persons with cancer and their family members develop

patterns of illness care such that some dimensions of care are carried out primarily

through self-care, some are carried out primarily through caregiving, and some are

carried out collaboratively. These patterns shift so that at times the caregiving role

expands and at other times the self-care role expands.

Family-based illness care during chemotherapy is carried out under ever

changing conditions. Fluctuation in conditions accounts for much of the shifting of

patterns of self-care and caregiving. Conditions may change in a cyclical manner, in

a progressive manner, or episodically. Changes in conditions correspond with

shifting patterns of self-care and caregiving.
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Patients and caregivers must align their respective roles so that illness care is

carried out adequately and in a way that is congruent with the abilities and

preferences of each person. Patients and caregivers work out their respective illness

care roles through interactional processes. Included are interactions which determine

the parameters of self-care and caregiving and those that adjust the course of action

around a specific illness care task. When a satisfactory "fit" between the self-care

and caregiving roles is worked out, role complementarity is present. When role

complementarity breaks down, gaps or overlaps in illness care occur.

*2%



TABLE OF CONTENTS

CHAPTER ONE
INTRODUCTION . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 1

Family Caregiving Research . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 3
Origins . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 3
Caregiver Health and Well-Being . . . . . . . . . . . . . . . . . . . . . . 5
Model Development . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 6
Caregiving as a Process . . . . . . . . . . . . . . . . . . . . . . . . . . . . 9
Caregiver Role Enactment . . . . . . . . . . . . . . . . . . . . . . . . . 10
Caregiving Across Clinical Populations . . . . . . . . . . . . . . . . . 12

The Research Problem . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 12

Purpose of the Study . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 13
The Target Population . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 13
Significance . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 16
Research Questions . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 17

CHAPTER TWO
EMPIRICAL AND THEORETICAL BACKGROUND . . . . . . . . . . . . 18

Cancer and the Family: A Review of the Research Literature . . . . . . . . 18
The Emotional Impact of Cancer . . . . . . . . . . . . . . . . . . . . . 19
Family Functioning . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 23
Family Caregiving and Cancer . . . . . . . . . . . . . . . . . . . . . . . 25

Caregiver Tasks, Needs, Demands, and Problems . . . . . . . 25
Knowledge about Caregiving . . . . . . . . . . . . . . . . . . . 29
The Role of Health Professionals . . . . . . . . . . . . . . . . . 30

Caregiver Health . . . . . . . . . . . . . . . . . . . . . . . . . . 31
Summary . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 33

Conceptual Framework . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 35
An Interactionist Approach to Role Theory . . . . . . . . . . . . . . . 35
Role Transition Theory . . . . . . . . . . . . . . . . . . . . . . . . . . . 43

Origins of Role Transition Theory . . . . . . . . . . . . . . . . 43
Role Transition Theory in Nursing . . . . . . . . . . . . . . . . 44
Concepts Related to Role Transition . . . . . . . . . . . . . . . 45

Role-taking . . . . . . . . . . . . . . . . . . . . . . . . . 45
Role-making . . . . . . . . . . . . . . . . . . . . . . . . . 47

CHAPTER THREE
RESEARCH METHODS . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 50

Research Design . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 51
Sampling Strategies . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 52

Selective Sampling . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 52
Theoretical Sampling . . . . . . . . . . . . . . . . . . . . . . . . . . . . 53
Sample Description . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 56

xi



Access to Participants . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 59
Protection of Human Subjects . . . . . . . . . . . . . . . . . . . . . . . . . . . 63
Data Collection . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 65

The Interview Guides . . . . . . . . . . . . . . . . . . . . . . . . . . . . 66

Demographic and Cancer-Related Data . . . . . . . . . . . . . . . . . . 67
Assessment of Functional Status . . . . . . . . . . . . . . . . . . . . . . 67

Participant/Researcher Interaction . . . . . . . . . . . . . . . . . . . . . 67
Data Management and Analysis . . . . . . . . . . . . . . . . . . . . . . . . . . 72
Adequacy of the Analysis . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 74
Summary . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 76

CHAPTER FOUR
FAMILY-BASED ILLNESS CARE DURING CHEMOTHERAPY . . . . 77

Overview of the Findings . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 77
Family-Based Illness Care Defined . . . . . . . . . . . . . . . . . . . . . . . . 81
The Dimensions of Family-Based Illness Care . . . . . . . . . . . . . . . . . . 87

Managing Symptoms and Side Effects . . . . . . . . . . . . . . . . . . 88
PRN Medications . . . . . . . . . . . . . . . . . . . . . . . . . . 90

Early Recognition of Serious Problems . . . . . . . . . . . . . 92
Providing Optimal Nutrition . . . . . . . . . . . . . . . . . . . . . . . . 92
Promoting Emotional Well-Being . . . . . . . . . . . . . . . . . . . . . 94
Maintaining the Sense of Self . . . . . . . . . . . . . . . . . . . . . . . 96
Maintaining Social and Recreational Activities . . . . . . . . . . . . . 98
Communicating with Extended Family Members . . . . . . . . . . . . 99
Communicating with Health Professionals . . . . . . . . . . . . . . . 100
Carrying Out the Medical Regimen . . . . . . . . . . . . . . . . . . . 102
Negotiating the Health Care System . . . . . . . . . . . . . . . . . . 105
Seeking Out Holistic or Supplementary Therapies . . . . . . . . . . 107
Reallocating Household Responsibilities . . . . . . . . . . . . . . . . 108
Preparing for an Uncertain Future . . . . . . . . . . . . . . . . . . . 109

Patterns of Family-Based Illness Care . . . . . . . . . . . . . . . . . . . . . . 109
Self-Care Pattern . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 111

Caregiving Pattern . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 112
Collaborative Pattern . . . . . . . . . . . . . . . . . . . . . . . . . . . 112

Shifting Patterns of Self-Care and Caregiving . . . . . . . . . . . . . . . . . 115

CHAPTER FIVE
THE FLUCTUATING CONDITIONS FOR FAMILY-BASED ILLNESS

CARE . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 118

Background Conditions . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 121
Emotional Well-Being . . . . . . . . . . . . . . . . . . . . . . . . . . . 121
Previous Health, Functional Status, and Self-Care Ability . . . . . 123
Knowledge . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 124
Family Roles and Responsibilities . . . . . . . . . . . . . . . . . . . . 125

xii



Employment . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Living Arrangements . . . . . . . . . . . . . . . . . . . . . . . . . . .

Cancer and the Conditions for Illness Care . . . . . . . . . . . . . . . . . . .
Entering the Cancer World . . . . . . . . . . . . . . . . . . . . . . . .

Reaching a Diagnosis . . . . . . . . . . . . . . . . . . . . . . .
Beginning Treatment . . . . . . . . . . . . . . . . . . . . . . .

The Conditions for Care: Initial Disruptions and Arrangements . .
Emotional Well-Being . . . . . . . . . . . . . . . . . . . . . .
Functional Status and Self-Care Ability . . . . . . . . . . . .
Knowledge . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Family Roles and Responsibilities . . . . . . . . . . . . . . .
Living Arrangements . . . . . . . . . . . . . . . . . . . . . . .
Employment Arrangements . . . . . . . . . . . . . . . . . . .

Becoming Partners in Illness Care . . . . . . . . . . . . . . . . . . . .
The Conditions for Care Revisited . . . . . . . . . . . . . . . . . . . . . . . .

Emotional Well-Being . . . . . . . . . . . . . . . . . . . . . . . . . . .
Functional Status and Self-Care Ability . . . . . . . . . . . . . . . .
Knowledge . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Family Roles and Responsibilities . . . . . . . . . . . . . . . . . . . .
Living Arrangements . . . . . . . . . . . . . . . . . . . . . . . . . . .
Employment . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .

Patterns of Changing Conditions . . . . . . . . . . . . . . . . . . . . . . . . .

CHAPTER SIX
INTERACTIONAL PROCESSES IN ILLNESS CARE . . . . . . . . . . .

Achieving and Reachieving Role Complementarity . . . . . . . . . . . . . .
Gaps in Illness Care Roles . . . . . . . . . . . . . . . . . . . . . . . .
Overlap in Illness Care Roles . . . . . . . . . . . . . . . . . . . . . .

Negotiating the Self-Care and Caregiving Roles . . . . . . . . . . . . . . . .
Defining the Parameters of Self-Care and Caregiving . . . . . . . .
Adjusting a Course of Action . . . . . . . . . . . . . . . . . . . . . .

Critical Periods in the Cancer Experience . . . . . . . . . . . . . . . . . . .
The Diagnostic Period . . . . . . . . . . . . . . . . . . . . . . . . . . .
The Side-Effect Intensive Period of the Chemotherapy Cycle
The Junctures Between Treatment Modalities . . . . . . . . . . . . .
The End of Treatment . . . . . . . . . . . . . . . . . . . . . . . . . . .

CHAPTER SEVEN
DISCUSSION . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .

Summary of Study Findings . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Study Strengths and Limitations . . . . . . . . . . . . . . . . . . . . . . . . .

Strengths . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .
Limitations . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .

The Findings in Context: Relationship to the Literature . . . . . . . . . . .

xiii



Family-Based Illness Care . . . . . . . . . . . . . . . . . . . . . . . . 201
Shifting Patterns of Self-Care and Caregiving . . . . . . . . . . . . . 206
The Conditions for Illness Care . . . . . . . . . . . . . . . . . . . . . 207
Interactional Processes in Illness Care . . . . . . . . . . . . . . . . . 210
Critical Periods in the Cancer Experience . . . . . . . . . . . . . . . 212

Significance for Nursing Practice . . . . . . . . . . . . . . . . . . . . . . . . 215
Implications for Future Research . . . . . . . . . . . . . . . . . . . . . . . . . 218
Conclusion . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 220

REFERENCES . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 223

APPENDICES . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 238
Appendix A

Committee on Human Research Approval . . . . . . . . . . . . . . 238
Appendix B

Data Collection Tools . . . . . . . . . . . . . . . . . . . . . . . . . . 242

Appendix C
Theoretical Memos . . . . . . . . . . . . . . . . . . . . . . . . . . . . 312

xiv.



LIST OF TABLES

Table 1: Demographic Characteristics: Patient . . . . . . . . . . . . . . . . . . . . .
Table 2: Demographic Characteristics: Caregiver . . . . . . . . . . . . . . . . . . .
Table 3: Disease Symptoms and Treatment Side Effects . . . . . . . . . . . . . . . .

Figure 1a:
Figure 1b:
Figure 1.c:
Figure 2:
Figure 3:
Figure 4:
Figure 5:

LIST OF FIGURES

Family-Based Illness Care . . . . . . . . . . . . . . . . . . . . . . . . . . .
Family-Based Illness Care As a Family Process . . . . . . . . . . . . . .
Family-Based Illness Care As a Dyadic Process . . . . . . . . . . . . . .
The Conditions For Family-Based Illness Care . . . . . . . . . . . . . .
Self-Care and Caregiving Under Changing Illness Care Conditions
Variations in Role Alignment . . . . . . . . . . . . . . . . . . . . . . . .
Critical Periods in the Cancer Experience . . . . . . . . . . . . . . . . .



CHAPTER ONE

INTRODUCTION

Changes in health care delivery mean that care once provided by professionals

in institutional settings is now often provided at home by the family. A host of

factors including patient and family preference, demographic shifts in the U.S.

population, changes in reimbursement policies, and improvements in treatment

technologies have produced a shift from an institutional focus of care delivery to

outpatient treatment and management of illness (Haddad, 1987; Maloney & Preston,

1992; Stuart-Siddall, 1986; Zuckerman, Dubler, & Collopy, 1990). Many conditions

that were once treated primarily in the hospital now rarely require hospitalization.

When hospitalization is necessary it is often of shorter duration than was previously

the case.

Although care at home for ill or infirm persons has long been provided by

families, the nature of that care is changing in concert with changes in the health care

system (Northouse, 1988). The continuum of family care now ranges from periodic

assistance with activities of daily living, such as driving, meal preparation, and

personal care, to highly technical and demanding procedures necessary to the medical

treatment of illness (Kane & Reinardy, 1990). The availability of increasingly

sophisticated technology and pharmaceuticals for outpatient treatment means that

family caregivers now must have an understanding of treatment procedures and

patient responses that often exceeds the lay person’s traditional repertoire of

knowledge about illness care (Bartlett & Burgoon, 1990; Haddad, 1987; Stuart



Siddall, 1986). Such care may be provided with only intermittent contact with health

professionals (Zuckerman et al., 1990).

This study examines the family caregiving role when the ill person is receiving

chemotherapy for cancer. It investigates the way in which the caregiving role is taken

on when a family member receives a diagnosis of cancer and begins treatment with

chemotherapy. Using an interactionist approach to role theory, the perspectives of

both members of the illness care dyad, the patient and the family caregiver, were

sought in order to develop a grounded theory of illness care at home.

In this chapter, the background for the study is presented. The family

caregiving literature from which the research problem emerged is reviewed. Then,

the research problem itself is discussed along with the purpose of the study, the

research population, and the significance of investigation in this area. Finally, the

specific research questions are posed.

In an exploratory, qualitative study like the one reported here, the findings

often take the researcher into new and unexpected territory. Discoveries are made or

connections established that although not part of the original intent of the research

become inescapable during the process of conducting the study. In this respect,

qualitative research is like a journey in which the ultimate destination is not fully

known at the outset. This chapter provides the reader with an understanding of the

point of origin for that journey.



Family Caregiving Research

Research in cancer caregiving builds on the voluminous body of research

amassed in the past two decades on family care of the elderly. Even though one must

be cautious about generalizing from one population to another, developments in

family caregiving research in gerontology can well serve to inform research in other

populations. Therefore, accomplishments of research on caregivers of the frail and

cognitively impaired elderly will be briefly presented here as foundational work for

the review of cancer caregiving research presented in Chapter 2.

Origins

Family caregiving research had its origins in the 1960's in Great Britain,

where researchers investigated the impact of "deinstitutionalization" of mentally ill

persons on their family caregivers (Grad & Sainsbury, 1963; Hoenig & Hamilton,

1966, 1969; Sainsbury & Grad de Alarcon, 1970). These researchers coined the term

"caregiver burden," the concept that would guide much subsequent caregiving

research.

Other early researchers focused on the well-being of caregivers of chronically

ill elders. Referring to the wives of elderly disabled men as the "hidden patients,"

Fengler and Goodrich (1979) described the effects of role overload and social

isolation on the life satisfaction of caregivers. Golodetz, Evans, Heinritz, & Gibson

(1969, p. ) described the lack of preparation for the caregiving role and the heavy

emotional load it entails:

She is not trained for her job, a priori...She lacks formal
compensation...She has no job mobility. In her work situation, she



bears a heavy emotional load, but has no colleagues or supervisor or
education to help her handle this. Her own life and its needs compete
constantly with her work requirements. She may be limited in her
performance by her own ailments.

Two large surveys further described the role of families in the long term care

of frail or ill elders (Shanas, 1979a, 1979b, 1982; Stone, Cafferata, & Sangl, 1987)

Using national probability samples, they produced a profile of the typical caregiver

and descriptive data about some of the competing role responsibilities and hardships

they faced. Caregivers were found to be primarily (72%) women. Elderly men were

most likely to be cared for by spouses, whereas elderly women, often widowed, were

cared for by adult daughters. Potential stressors in the form of competing role

demands (18% of the caregivers had children under the age of 18 in the household),

employment (20% reporting conflicts between employment and caregiving that

required them to alter work schedules), and advanced age (10% of the caregivers

were over the age of 75) were reported (Shanas, 1982; Stone, Cafferata, & Sangl,

1987).

A landmark event in family caregiving research was the 1980 publication by

Zarit, Reever, and Bach-Peterson. In this article, the Zarit Burden Inventory, the

first measure of caregiving burden to be published, was introduced and correlates of

burden were reported. Although this study was small (n=29) and produced few

significant findings (only frequency of family visits was significantly related to

burden), this often-cited publication served as an impetus for important developments

in several areas of caregiving research. First, it provided researchers with a measure

of stress specific to the caregiving situation. This scale, or derivative instruments,



were used by many researchers to explore predictors of caregiver burden. Second, it

stimulated widespread debate on the nature of caregiver burden and its adequacy as a

reflection of caregiver health and well-being. Eventually, caregiver burden was

conceptualized and measured as a multidimensional phenomenon with subjective and

objective components. Also, general measures of health and well-being came into use

to augment the situation-specific nature of burden. Finally, this study spawned a

decade-long search for factors associated with burden. This research laid the

foundations for recent efforts in the development of models of caregiver stress.

Caregiver Health and Well-Being

Studies of caregiver health and well-being have evolved from the early focus

on caregiver burden into studies that employ multiple indicators of health and use

standardized measures of health and well-being, matched controls, and/or normative

population data. The results have generally demonstrated that caregivers are a group

at risk for various mental health consequences. For example, higher levels of

depression (Dura, Haywood-Niler & Kiecolt-Glaser, 1990; Haley, Levine, Brown,

Berry & Hughes, 1987; Kiecolt-Glaser, Glaser, Shuttleworth, Dyer, Ogrocki, &

Speicher, 1987; Pruchno & Potashnik, 1989; Schulz, Visintainer, and Williamson,

1990), stress symptoms (George & Gwyther, 1986), anxiety and hostility (Anthony

Bergstone, Zarit & Gatz, 1988), and psychotropic drug use (Clipp & George, 1990;

George & Gwyther, 1986; Pruchno & Potashnik, 1989) have been reported among

caregivers than among matched non-caregivers. Lower levels of life satisfaction and



satisfaction with social networks also have been found (George & Gwyther, 1986;

Haley, Levine, Brown, Berry, & Hughes, 1987).

The picture regarding the somatic health of caregivers in relation to controls or

normative population data is less clear. Some investigators have found a higher

prevalence of chronic illnesses among caregivers (Haley, Levine, Brown, Berry, &

Hughes, 1987; Pruchno & Potashnik, 1989) whereas others have found caregivers and

controls similar on measures of physical health (George & Gwyther, 1986). More

physician visits were made by caregivers than controls in the study by Haley, Levine,

Brown, Berry, & Hughes (1987), but fewer were made in the studies by Pruchno &

Potashnik (1989) and George and Gwyther (1986). Pruchno and Potashnik (1989)

note that the finding that caregivers report fewer physician visits and days in bed even

though they have higher rates of diabetes, arthritis, ulcers, and anemia than the

general population suggests an inability to attend to their own health needs. One

study investigated the effects of chronic stress on the immune system of caregivers,

and found poorer immune function in caregivers than in matched controls (Kiecolt

Glaser et al., 1987).

Model Development

Concurrent with research on caregiver health and well-being have been

attempts to identify factors associated with high levels of strain among caregivers.

Numerous factors have been investigated in this regard, including caregiver gender

(Barusch & Spaid, 1989; Fitting, Rabins, Lucas, & Eastham, 1986; Miller, 1990;

Miller, McFall, & Montgomery, 1991; Miller & Montgomery, 1990; Pruchno,



Kleban, Michaels, & Dempsey, 1990; Pruchno & Resch, 1989b; Young & Kahana,

1989; Zarit, Todd, & Zarit, 1986), the kinship relationship between caregiver and

care receiver (Cantor, 1983; George & Gwyther, 1986; Horowitz, 1985; Johnson,

1983, 1988; Johnson & Catalano, 1981; Miller et al., 1991), and behavioral

symptoms and level of functional impairment of the care receiver (Baillie, Norbeck,

& Barnes, 1988; Deimling & Bass, 1986; Gilhooly, 1984; Gwyther & George, 1986;

Haley & Pardo, 1989; Krulik & Hirschfeld, 1985; Ory et al., 1985; Pearson, Verma,

& Nellett, 1988; Worcester & Quayhagen, 1983). There are many inconsistencies in

the results of this body of research. However, in large, multivariate studies, there is

growing evidence that there are different processes at work in the caregiving situation

for women and men (Pruchno et al., 1990; Pruchno & Resch, 1989b) and for spouse

and adult child caregivers (Miller et al., 1991), which in turn result in different

patterns of response. Some inconsistencies are no doubt due to failure to take into

account the full complexity of some variables. For example, Deimling and Bass

(1986) have shown that symptoms of mental impairment are multidimensional and

each dimension affects caregiver outcomes in a unique way. Pruchno and Resch

(1989a) extended these findings by relating symptom trajectory to caregiver stress,

finding that a linear relationship exists for some symptoms whereas a nonlinear

relationship exists for others. More research is needed to clearly understand the

impact of gender, kinship relationship, and functional status on caregiver responses.

Other factors investigated in relation to caregiving outcomes include the

caregiver's appraisal of the caregiving situation (Haley, Levine, Brown, & Bartolucci,



1987; Kinney & Stephens, 1989; Oberst, Thomas, Gass, & Ward, 1989), coping

strategies (Haley, Levine, Brown, & Bartolucci, 1987; Harvis & Rabins, 1989; Pratt,

Schmall, Wright, & Cleland, 1985; Pruchno & Resch, 1989c) and social support

(Baillie et al., 1988; Haley, Levine, Brown, & Bartolucci, 1987; Lindgren, 1990).

This research has demonstrated the key role played by the caregiver’s subjective

appraisal or the meaning attached to the caregiving situation in relation to caregiver

response. Also, there is consistent evidence that the use of problem-focused coping

strategies is associated with better mental health among caregivers. Similarly, the

presence of social support has generally been found to be associated with better

mental health among caregivers. In general, the results of this research have been

more straightforward and readily interpretable than the research cited above.

The cumulative result of this large body of research is an appreciation of the

complexity of the relationships among various factors in the caregiving situation and

the caregivers health and well-being. Several conceptual models of family caregiving

have evolved from this research (Biegel, Sales, & Schulz, 1991; Pallett, 1990;

Pearlin, Mullan, Semple, & Skaff, 1990). These models provide a means of

integrating the many characteristics of the caregiver, the care receiver, and the

caregiving situation and show how they related to caregiving outcomes.

In spite of significant advances in caregiving research in the past two decades,

there remain relatively unexplored areas that are of vital concern to nursing. One of

these is investigation of family caregiving as a process (Given & Given, 1991). As

noted by Given and Given, research is needed that describes the natural course of



caregiving, including acquisition of caregiving skills and changes in care processes

over time. Recently, caregiving has been conceptualized as a career (Lindgren, 1993;

Pearlin, 1992) so as to capture its development over time.

Caregiving as a Process

Although research on caregiving as a process is sparse, there are a few studies

in this area. One study of adaptation to caregiving over time (Johnson and Catalano,

1983) revealed the processes of distancing and enmeshing. The former, more

commonly used by adult children, included establishing greater physical and

psychological distance and enlarging the caregiving network, whereas the latter, more

characteristic of spouse caregivers, included social regression and role entrenchment

in which caregiving takes precedence over other social roles. A similar process,

termed role fatigue, was described by Goldstein, Regnery and Wellin (1981). In the

process of role fatigue, initial role conflict gives way to role constriction through the

elimination of social roles, eventually resulting in the subordination of all other roles

to caregiving. Some caregivers avoided role fatigue through the use of personal

resources, such as hobbies, and by sharing caregiving with others.

Identifying stages or phases in caregiving is another way that researchers have

dealt with caregiving as a process. In a study of spouse caregivers of persons with a

wide range of chronic illness, Corbin (1992) identified four stages: In the first, the

initiation phase, caregivers become acquainted with the work and problems of

caregiving. Following the initiation phase is the settling in phase in which caregiving

arrangements are established and tasks become routinized and integrated into other



aspects of life. In the wearing down phase, caregivers begin to feel the heaviness of

the work of caregiving and begin to feel closed in and experience physical and

emotional fatigue. If the conditions of the wearing down phase persist, then the last

phase, reaching a breaking point, ensues. Reaching a breaking point is a critical

emotional or physical state in which changes in the caregiving arrangements are

needed. In another grounded theory study of caregivers of persons with Alzheimer’s

disease (Wilson, 1989a, 1989b) the social process termed "surviving on the brink"

was identified. Three stages occur over time in surviving on the brink: In the first,

called "taking it on", caregivers coped with the uncertainty and unpredictability of the

situation by self-dialogue, seeking spiritual solace, and unburdening. The second

stage, "going through it", is characterized by a formidable series of problems and

during this time, caregivers coped by taking care of business, selective resourcing,

and protective governing. Finally, "giving it up" is the last stage for caregivers who

come to the decision to institutionalize their relative. It is characterized by the coping

strategies of coming to terms, giving up control and entrusting. Corbin (1992) noted

that progression through stages is not inevitable. Through the use of resources,

phases can be maintained, prolonged, and even reversed.

Caregiver Role Enactment

Another gap in caregiving research concerns the behavioral aspects of

caregiver role enactment. The assumption is often made that caregivers know what to

do for an ill relative and how to do it. This assumption is based on an understanding

of caregiving in which caregiving tasks and activities are part of the "normal" routine
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of personal care and household management, such as meal preparation, transportation,

and personal hygiene. In the context of today’s health care system, this assumption is

often not congruent with the realities of caregiving at home. Changes in health care

delivery, including outpatient management of serious illness and earlier hospital

discharge, mean that informal caregiving now includes aspects of care that are not

familiar to the family member and that he or she may feel ill-prepared to assume

some aspects of the caregiving role. Caregiver preparedness was investigated by

Archbold and colleagues (Archbold, Stewart, Greenlick & Harvath, 1990) in a study

of caregiving after hospital discharge. Role strain 6 weeks after the care receiver's

discharge was broadly related to caregiver preparedness, or how caregivers evaluated

their ability to conduct the caregiving role. By 9 months after discharge,

preparedness was less of a factor in explaining role strain.

Caregiver role enactment also is related to the quality of caregiving. In a

grounded theory study in which the quality of caregiving was explored, Phillips and

Rempusheski (1986) developed a model of the dynamics of good quality and poor

quality family caregiving. Among the factors influencing quality of caregiving were

the caregivers’ normative role expectations for the elder, caregiver perceptions of the

history of events, the care recipient, and his or her behavior, the caregiver's

perception of the reality of caregiving in relation to her or his proscriptions for proper

living and the type of management strategies used by the caregiver.
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Caregiving Across Clinical Populations.

Another relatively unexplored area in caregiving research has to do with cross

population similarities and differences in caregiving. Most of the research in the

1980's targeted the caregivers of frail or cognitively impaired elders. Recently there

has been increased attention to clinical populations and age groups other than those

with Alzheimer’s disease or frailty due to age. Biegel, Sales, and Schultz (1991)

argue for the need for cross population comparison of research findings and synthesis

of theory around caregiving. They examine caregiving in five clinical populations

(cancer, stroke, heart disease, Alzheimer’s disease and chronic mental illness). The

call for cross-population comparisons is especially relevant for nursing because nurses

work with families across the entire life cycle as well as with the full gamut of

clinical populations. Further, nurses have a very particularistic understanding of the

problems encountered within each clinical population.

The Research Problem

The problem taken on in the present study is the gap in caregiving research

concerning the process of taking on the caregiving role. The phenomenon which

serves as the central focus of the study is caregiver role acquisition. Caregiver role

acquisition is the process by which the caregiving role is taken on as a decline in

health status of one person necessitates help from another beyond the "normal" kinds

of assistance provided among adults. Caregiver role acquisition is conceptualized as a

type of role transition in which a new role is added to the role set (Meleis, 1975) and

new patterns of behavior as well as new knowledge and skills are required.
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Purpose of the Study

The purpose of this study was to generate a grounded theory of caregiver role

acquisition related to family caregiving during chemotherapy for cancer. Grounded

theory is a research strategy that insures that theory will be clearly linked to the

empirical world. The study aimed to produce a theory containing the following

elements: a core phenomenon and related subphenomena that reflect the properties

and dimensions of the role acquisition process, conditions that produce variation in

the dimensions of these categories, actions and interactions around caregiving,

strategies for managing caregiver role acquisition, and the consequences of the

various strategies.

The Target Population

The population toward which this research was targeted was that of caregivers

of persons receiving chemotherapy for cancer. This population was chosen because

of rapid strides in outpatient treatment which have had a significant impact on the

nature of home-based care and on the role of family caregivers (Dodd, Thomas, &

Dibble, 1991; Haylock, 1993; Laizner, Yost, Barg, & McCorkel, 1993). Nearly

90% of all cancer care is provided on an outpatient basis (Harris & Bean, 1991). The

increasing use of chemotherapy as a treatment modality, the potential for debilitating

side effects of treatment, and the extended duration of treatment for many persons

means that family caregivers face complex care problems over an extended period of

time. Furthermore, the inception of caregiving in the context of cancer treatment

often occurs abruptly in an atmosphere of crisis, in contrast to the more gradual entry
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into caregiving experienced with other conditions. Thus, it was assumed that there is

a window of time in cancer caregiving in which caregiver role acquisition can be seen

in a more defined and crystallized way than might be possible under other

circumstances. Such a window of time provides a unique opportunity for inquiry into

the nature of caregiver role acquisition.

The magnitude of the impact of cancer on families is reflected in the number

of new cases diagnosed each year. In 1990, it was estimated that 1,040,000 new

cases of cancer would be diagnosed in the U.S. in that year (American Cancer

Society, 1990). In 1993, it was estimated that about 1,170,000 new cases would be

diagnosed. (American Cancer Society, 1993). At the present rate, cancer will strike

3 out of 4 U.S. families (American Cancer Society, 1990). About one in three

Americans alive today will get cancer (American Cancer Society, 1993). In the

1980's it is estimated that 12 million people were under medical care for cancer.

Furthermore, a major Federal effort to reduce the toll taken by cancer has brought

about significant improvements in survival rates. Between 1960 and 1988 survival

rates increased from 39% to 54% for white Americans and from 27% to 38% for

Black Americans (American Cancer Society, 1993; Boring, Squires, & Tong, 1993).

Over the past decade, hospitalizations for treatment have become less frequent and

shorter. Thus a substantial proportion of cancer care over a longer period of time

will be provided primarily by the patient’s family or other informal care providers at

home (Haylock, 1993). While the family has traditionally been the source of much

illness care, the outpatient use of sophisticated and often combined treatment
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modalities has intensified the caregiving role of family members. Like other

caregivers, cancer caregivers often must acquire new knowledge and skills in order to

provide the needed care, including management of side effects and complications of

treatment at home (Northouse, 1988).

There is evidence from research and clinical practice which suggests that

caregivers find the caregiving role difficult. Stetz (1987) reported difficulties in

managing physical care and treatment regimens at home even when the family was

receiving home health services. Forty-three percent of the caregivers in Holing’s

(1986) study of caregivers of dying patients reported difficulty providing care at

home. Some of the difficulties experienced by caregivers are reflected in interviews

in Dodd's (1989) randomized clinical trial of a self-care enhancing intervention in the

chemotherapy context:

Now I know what I should have done is take her over there and have
her hooked up to an IV. Somebody should have said that. This is all
new to me. I knew the liquid was important, but I didn’t know she'd
end up suffering some kidney damage. I’m here and I’m the only one
here...and I’m getting, "Well, you know you weren’t asking enough
questions." (Referring to an episode of severe nausea and vomiting in
which the patient became severely dehydrated)

I knew she had a fever, but I didn’t know what it meant. When my
brother-in-law (a nurse) came to visit, he called the doctor right away
and made arrangements for her to go to the hospital. He was great.
He knew what information to give them.

Thanksgiving was disaster day. That was when I needed help the most
and didn’t have it.
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Given the numbers of families dealing with cancer, these difficulties are

important to understand and ameliorate. However, the literature does not contain a

systematic examination of how the caregiving role is taken on by family caregivers.

Significance

The significance of this research for nursing is underscored by current efforts

at health care reform coupled with current trends in cancer treatment. Health care

reform in the immediate future is expected to intensify the trend toward outpatient

management of illness begun with the advent of prospective payment in the 1980's.

At the same time, the trend toward more sophisticated cancer therapies, often used in

combination and administered on an outpatient basis, will continue. The combined

effects of these trends will mean that more families than ever will be involved in the

home-based provision of cancer care. Taking on the caregiving role in the context of

cancer will be something that more families will do and the complexities of cancer

management will increase the complexities of that role. Thus, knowledge

development regarding caregiver role acquisition in this population is essential.

Nurses play an important role in home-based management of illness. Visiting

nurses have a long tradition of assisting families in providing care to ill members at

home, a tradition that has evolved into modern home care (Bittel, 1989). Similarly,

expansion of the nurse’s role in ambulatory care settings and office practices has been

accompanied by increased nursing responsibility for patient/family teaching and

continuity of care (Harris & Bean, 1991). Because of the assistance the professional

nurse provides the family during the learning process, an essential aspect of the
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knowledge base of the nurse is how caregivers take on and enact the caregiving role.

Knowledge about problems that may occur during the role acquisition process and

points at which professional assistance might forestall impending difficulties enable

the nurse to provide the most effective care.

Research Questions

This study addressed the following questions:

1. What are the patterns of role acquisition in caregivers of persons

receiving chemotherapy?

2. What are the conditions that influence the patterns of role acquisition?

These questions were addressed with a longitudinal, exploratory study design

in which caregivers of persons receiving chemotherapy for cancer and the care

receiver were interviewed after each of the first three cycles of chemotherapy. As

noted above, the grounded theory method of analysis was employed in order to

abstract concepts from the empirical data and determine the way in which concepts

are related to each other.
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CHAPTER TWO

EMPIRICAL AND THEORETICAL BACKGROUND

In this chapter, the empirical and theoretical basis for the present study will be

described. Although not as extensive as the literature on family caregiving for elderly

persons, there is a rapidly growing research literature on cancer and the family. This

literature suggests that acquisition of the caregiving role may be problematic in this

population and supports the need for systematic inquiry in this area. A review of this

literature is the focus of the first part of the chapter. The second part of the chapter

describes the theoretical perspective for the present study. Among the theoretically

based studies on cancer and the family, the most widely used conceptual frameworks

are those of stress and coping. The phenomenon of caregiver role acquisition

suggests an alternative theoretical approach and it is the approach taken by the present

investigator that is addressed in the second part of this chapter.

Cancer and the Family: A Review of the Research Literature

It is impossible to separate caregiver role acquisition from the whole impact of

cancer on the family. The global experience of cancer provides a context in which

caregiving behaviors and interactions occur and caregiving can only be understood

within that context. To provide a context in which to understand cancer caregiving,

literature that addresses the impact of cancer on the family as a whole will be

reviewed first. Specifically, research on the emotional impact of cancer and the

impact of cancer on family functioning will be reviewed. As a family role that arises

in response to a potentially life threatening disease, the caregiving role is taken on
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and developed in a context of emotional and relational upheaval. The possibility of

loss and suffering must be confronted and roles, relationships, and patterns of living

must be adjusted even as the new role is taken on and developed.

The Emotional Impact of Cancer

Researchers who have explored the needs of families of cancer patients have

consistently found many emotional needs. (Hileman & Lackey, 1990; Hinds, 1985;

Tringali, 1986; Wingate & Lackey, 1989). Needs related to psychological stress were

reported by 53% of the family members in Hinds (1985) study. Perry & de Meneses,

(1989) found that all caregivers had experienced a change in their emotional state with

77% experiencing anxiety and 81% experiencing fear. Seventy-seven percent cited an

inability to cope and 66% experienced emotional withdrawal. Seventy-five percent

were experiencing sleep problems.

During the initial diagnostic phase of the illness, fear, anxiety, and depression

are experienced along with shock and disbelief when the diagnosis is confirmed

(Cooper, 1984). The word "cancer" evokes terror for many (Gotay, 1984). As

active treatment begins, anxiety and emotional distress continue. In a study of family

coping and self-care during chemotherapy, concerns about emotional state were

recorded in self-care logs by 62% of the family members. Twenty-three percent of

the family members reported that the affective tone of the family had changed (Dodd,

Dibble, & Thomas, 1992). In the same study, seventy-seven percent of the primary

caregivers indicated that there were emotional adjustments and 23% felt completely

overwhelmed (Schumacher, Dodd, & Paul, 1993).
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During the first year after diagnosis, Hilton (1993) found that family members were

worried, anxious, Scared, depressed, angry, irritable, and had difficulty concentrating.

They felt like they were on a roller coaster ride.

In the advanced stages of cancer, fear and concern about spread of the disease

and death are common (Gotay, 1984). Family members of patients with recurrent

disease experience difficulties with closure, grief, feelings of injustice, fear, anger,

uncertainty, and existential concerns (Checkryn, 1984). Also during the advanced

stages of the disease, feelings of helplessness and aloneness are experienced. Stetz

and Hanson (1992) found that after the death of the person with cancer, what spouses

remembered as most difficult was standing by and observing the slow deterioration of

the ill spouse. Similarly, Cooper (1984) found that standing by empty-handed and

watching mates deteriorate evoked feelings of helplessness for spouses. Mood may be

extremely variable and is affected by rapid changes in status (Masters & Shontz,

1989). Moodiness and short temper can be difficult for family members who

sometimes feel confused about how to relate to someone behaving so differently

(Germino & Funk, 1993).

Guilt is another emotion experienced by caregivers in the advanced stages of

cancer (Hull, 1990). Sources of guilt were multifaceted and included feelings of

wanting caregiving experience to be over, not spending enough time, not being

sufficiently vigilant about caregiving responsibilities, and being impatient and

insensitive with patient.
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In a study in which cross-population comparison was employed, Vachon and

colleagues (Vachon, Freedman, Formo, Rogers, Lyall, & Freeman, 1977) found that

women whose husbands died of cancer perceived the final illness as more stressful

than women whose husbands had died of cardiovascular disease. Eighty-one percent

of the cancer widows rated the final illness as being extremely or very stressful.

They experienced frustration and a sense of impotence in dealing with the illness in

contrast to the more active role played by wives of men with cardiovascular disease.

A great range of emotions were experienced including anxiety, anger, and guilt.

Participants in this study found that the stress of living with cancer as a terminal

illness is worse that the stress of widowhood.

When the whole course of the cancer experienced is considered, there is some

evidence that emotional distress increases with disease progression (Cassileth, Lusk,

Strouse, Miller, Brown, & Cross, 1985). Increasing levels of distress were found

across three groups of families at different points in the disease trajectory. Relatives

of persons receiving follow-up care scored lowest on measures of emotional distress

and relatives of those receiving palliative care scored highest. Those receiving active

treatment were in between.

Although there is evidence that the emotions of patients and family members

have some correlation (Cassileth et al., 1985; Given, Stommel, Given, Osuch, Kurtz,

& Kurtz, 1993; Oberst & Scott, 1988), some researchers have found higher levels of

emotional distress among family members than among patients. For example, Oberst

and James (1985) found that spouses of patients undergoing surgery for cancer had
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higher anxiety levels than did the patients prior to hospital discharge. Although

distress among spouses dropped within 10 days after discharge, by 2 and 3 months

after hospitalization spouses were experiencing anger, fatigue, guilt, and depression.

Analysis of interview data indicated that their distress appeared to be in response to

the patients’ continuing egocentrism, the feeling that no one understands what the

spouse is going through, and a lack of support and appreciation. Cooper (1984)

found that twice as many spouses as patients reported signs of stress such as

nervousness, sleeplessness, inability to concentrate, and irritability. As noted by

Oberst and James (1985, p. 56), "Learning to live with cancer is no easy task.

Learning to live with someone else’s cancer may be even more difficult."

In spite of the emotional distress experienced over the course of cancer,

researchers also have found evidence of overall emotional strength among family

members of persons with cancer. The participants in the study by Cassileth and

colleagues (Cassileth et al., 1985) showed resilience, adaptability, and psychic

resources even under difficult circumstances. And although measures of mood

disturbance and psychological distress were higher in spouses of women with breast

cancer than in the population in general, they were lower than scores for the

psychiatric population (Northouse & Swain, 1987). Thus, research suggests that

family members of persons with cancer experience great emotional distress, but that

they also have emotional resources upon which to draw. When considering caregiver

role acquisition in this population, it is important to remember both the emotional

distress and the emotional resources that shape the caregiving context.

22



Family Functioning

Virtually all aspects of family functioning are affected by cancer. For

example, disruptions in role-related responsibilities, such as employment, parenting,

and household roles, often occur. In a study of family coping and self-care during

chemotherapy, employment and role adjustment issues were reported in self-care logs

by 33% of participating family members (Dodd et al., 1992), while among primary

caregivers, 43% reported work adjustment on a measure of caregiver strain

(Schumacher et al., 1993). Disruption in family roles also has been documented

during hospitalization for cancer surgery and during the recovery period at home.

Disruption in employment, housework, and child care and curtailment of domestic

and social activities were reported by Oberst and James (1985). The difficulty of

juggling multiple roles while responding to illness demands has been reported by

Northouse and Swain (1987) and Germino and Funk (1993).

Role disruptions may be a source of stress for families. Oberst and James

(1985) found that life style disruption may become associated with anger and

resentment over time. For caregivers, maintaining their usual responsibilities while

taking on the roles usually performed by the family member with cancer is a source

of stress (Hull, 1990). Role reversal also may be a source of stress. When adult

children find themselves in a parental, supporting role in relation to a parent with

cancer the role changes can be difficult for parent and child alike (Germino & Funk,

1993)
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What are the primary factors associated with role disruptions? Using the

impact on their caregivers’ schedules as a proxy for disruption in daily roles, Given

and colleagues (Given et al., 1993) found that patient dependencies in activities of

daily living, symptom distress, and immobility were all directly related to impact.

Vess, Moreland, and Schwebel (1985) found that stage in the family life cycle is a

determinant of the pattern of role reallocation.

Family communication is also affected by the occurrence of cancer (Checkryn,

1984; Heinrich, Schag, & Ganz, 1984; Northouse & Northouse, 1987). Several

researchers have found that openness of communication declines as family members

attempt to shield one another from their own distress. Cooper (1984) found that

spouses tend not to share their fears and concerns with patients, while Germino and

Funk (1993) found that family members were concerned that the person with cancer

would not be able to talk about their feelings and that they would not share complete

information about their illness. Hilton (1993) also found difficulty in sharing

concerns for fear of upsetting the partner. However, even though open

communication about cancer-related issues is difficult, many persons perceive no

change or increased closeness in their relationships with family members after a

cancer diagnosis (Cooper, 1984).

In a review of the literature on communication patterns in families

experiencing cancer, Northouse and Northouse (1987) found that communication

issues for patients include maintaining a sense of control, seeking information,
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disclosing feelings, and searching for meaning. Communication issues for the family

include concealing feelings, acquiring information, and coping with helplessness.

In this section, research specifically focused on family caregiving for persons

with cancer will be considered. Because persons with cancer often have relatively

high levels of functional independence over much of the disease trajectory, the

assumption is sometimes made that they have little need for caregiving until the later

stages of the disease. Research has shown, however, that considerable time and effort

is involved, even in the earlier stages of the disease (Oberst et al., 1989). As Oberst

and colleagues noted, participants in their study of caregiving during radiation therapy

had no difficulty thinking of themselves as caregivers.

What is the caregiving role like for cancer caregivers? The nature of the

caregiving role in cancer has been articulated in a number of ways. Some researchers

have compiled typologies of caregiver needs, while others have looked at the demands

of caregiving. Still others have looked at caregiver concerns. Taken as a whole, this

research depicts a family role that is broad in scope and not easy to implement. In

the following sections, research examining caregiver tasks, needs, demands, concerns,

and problems will be looked at first. Then, caregiver health will be considered, along

with factors that predict caregiver health problems.

Caregiver Tasks. Needs. Demands. and Problems

A few researchers have inquired specifically into what caregivers do for their

family member with cancer. Oberst et al. (1989) report that caregivers of persons
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receiving radiation therapy spend the most time and effort on providing transportation,

giving emotional support, and in extra household tasks. Providing emotional support

was the most demanding and difficult activity reported by caregivers.

Much of the research on family caregivers of persons with cancer has focused

on the needs of the caregiver. The typologies of needs that have been developed

consistently reveal the broad parameters of the caregiver role and the many concerns

that caregivers encounter. For example, Blank, Clark, Longman, & Atwood (1989)

documented needs related to treatment uncertainty, role conflict, worry, added

responsibilities, fear of being alone, coping with patient situation, and guilt. Also

found were needs related to lack of support, the relationship with the patient,

activities of daily living, lack of information, transportation, and finances. Wingate

& Lackey (1989) and Hileman & Lackey (1990) also identified the needs of cancer

patients and their primary caregivers. Eight categories of caregiver needs were

identified. Categories included information needs, household management needs,

physical needs, psychological needs, spiritual needs, legal and/or financial needs, and

other needs. Caregivers identified psychological, informational, and household needs

most frequently in both studies. These findings are similar to those of Tringali

(1986). In her study, informational and emotional needs were ranked by caregivers

as very important, while needs related to physical care were ranked somewhat lower.

In a study of 83 caregivers of persons receiving outpatient care for cancer,

Hinds (1985) found needs associated with the physical care of the patient and

affective, financial, and psychological needs. Fifty-three percent reported needs
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related to psychological stress, such as discomfort due to patient suffering, uncertainty

about disease course, insecurity about their ability to provide basic patient care, and

the need for assistance in dealing with fears.

The caregiving role has also been investigated in terms of the demands

involved. In a study of 65 spouse caregivers of persons with advanced cancer (Stetz,

1987), the following constellation of demands was found: managing physical care

treatment regimen, and imposed changes, managing household and finances, standing

by, alteration in caregiver’s well-being and patterns of living, constant vigilance,

unmet expectations from health care system, cancer itself, anticipating the future,

alterations in relationship with ill spouse. Seventy percent of the caregivers

experienced two or more of these caregiving demands. When caregivers reflected on

their caregiving experience after the patient’s death, similar demands were found,

although caregivers’ perceptions of the difficulty associated with given demands had

changed (Stetz & Hanson, 1992).

Other researchers have looked specifically at the problems encountered by

caregivers of persons with cancer. Early studies suggested that problems with patient

care at home were often experienced. For example, Welch (1981) found that 63% of

the caregivers in her study were having some problem related to patient care in the

home setting. In Hinds’ (1985) study, 31% of the caregivers were coping poorly with

the physical care needs of patients, 27% needed guidance to assist them with patient

care and 15% did not receive the guidance they needed. In a review of 447 home

health service records, Wellisch, Fawzy, Landsverk, Pasnau, & Wolcott (1983) found
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that concerns about physical problems, the lack of needed equipment, being

overwhelmed by home care, and the patient’s mood and cognitive status were the

predominant concerns expressed to home health care professionals.

Recent research has focused on identifying the precise nature of the problems

encountered. Managing the side effects of cancer treatment often is considered

problematic by caregivers. Fifty percent of the caregivers in a study by Perry & de

Meneses (1989) were having problems dealing with the side effects of treatment. And

in a longitudinal study with patient and caregivers during chemotherapy, problems

related to cancer, including treatment morbidity (especially fatigue, nausea and

vomiting, pain, anorexia, and low blood counts), were those most frequently

identified in family interviews (Jansen, Halliburton, Dibble, & Dodd, 1993). These

results were corroborated through analysis of data recorded by patients and their

family members in Self-Care Behavior Logs. Eighty percent of the patients and 92%

of family members recorded concerns about the patients’ physical health related to

CanCCI.

In interviews with caregivers later in the course of the disease, Hull (1990)

found that changes in the patient’s mental status were particularly difficult to deal

with because they interfered with communication, expression of unique personality,

and changes in interaction. Safety, medication administration, and elimination were

other concerns of caregivers.

28



Knowledge about Caregiving

Any role requires knowledge about and skill and experience with the tasks

involved if it is to be successfully enacted. While there are many ways to attain role

related knowledge and skill, an approach commonly considered to be effective is

collaboration with a person experienced in the role. There is ample evidence in the

cancer caregiving literature that caregivers lack both the knowledge they perceive as

necessary for caregiving and the involvement of health professionals in their efforts to

develop the caregiving role.

Lack of information about cancer in general and specific aspects of cancer care

has been documented by many researchers (Blank, Clark, Longman, & Atwood,

1989; Grobe, Ilstrup, & Ahmann, 1981; Hileman, Lackey, & Hassanein, 1992;

Hilton, 1993; Hinds, 1985; Tringali, 1986; Vachon et al., 1977). In her study of

family members of persons with breast cancer, Hilton (1993) found a lack of general

knowledge about cancer and lack of information specifically about their own situation.

Family members also often did not know how to provide effective support or their

actions were not perceived as supportive in spite of good intentions. Germino and

Funk, (1993) also found that developing the role of support person was often a

struggle for adult children of persons with cancer. Their concerns included learning

how to be there, providing help and support, and doing the right thing.

Grobe, Ilstrup, & Ahmann (1981) found that two-thirds of family caregivers

for persons with advanced cancer had learning needs in at least one of the following

areas: ambulation, bowel management, comfort care, dietary control, pain
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management, and wound and skin care. Many needed to learn more than one of these

skills. The necessary skills were most frequently acquired by trial and error.

The Role of Health Professionals

It is not surprising that family members encounter problems with providing

caregiving and have extensive learning needs. For many, the caregiving role is a new

situation for which they have little experience or knowledge (Hull, 1990). More

surprising is the finding that in spite of the many needs, demands, problems, and

concerns expressed by caregivers, research has generally shown that they receive little

support from health professionals (Laizner et al., 1993; Northouse & Peters-Golden,

1993; Oberst & James, 1985). Oberst and colleagues (1989) reported that only 17%

of the caregivers of persons receiving radiation therapy identified health professionals

as a source of assistance and 23% indicated a need for additional assistance with

caregiving. In Hinds’ (1985) study, only 11% of the caregivers identified doctors,

nurses, and agencies as sources of support and 16% reported a need for improved

communication with health professionals. Grobe et al. (1981) found that very few of

the skills needed for caring for a family member with advanced cancer at home were

learned from a health professional. Follow-up to ensure that skills were properly

applied was rarely reported. Similarly, Perry & de Meneses (1989) found that

caregivers did not use community resources. The widows of cancer patients

interviewed in the study by Vachon et al., (1977) felt abandoned and expressed anger

at the inaccessibility and insensitivity of health professionals. Even when community

resources are used, their services may add to the burden of caregivers. For example,
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Hull (1990) found that the use of home health aides could be a source of stress rather

than respite when dependability was a problem.

In the research on caregiving for family members with cancer, of particular

concern is Stetz and Hanson’s (1992) study showing that only one-third of the

caregivers queried in the six months following the spouse’s death from cancer

reported that they had no regrets about their caregiving experience. Fifty-one percent

reported they would have sought out additional resources and accepted more help

from others. Others reported that they would have expressed their feeling more

openly to their dying spouse and still others indicated a wish that they had spent more

rttime just "being there." Thus it appears that lack of support has lingering as well as

immediate consequences for caregivers.

Caregiver Health

The research cited above portrays persons in difficult circumstances. The

occurrence of a potentially life threatening disease in a loved one for which rigorous

and prolonged treatment has uncertain results creates a cascade of emotional distress

and numerous adjustments in family functioning. Within this context, family

members strive to provide care at home to their ill relative in the absence of much

professional support. Such a constellation of factors has led researchers to be

concerned with the toll exacted by such circumstances on the caregivers health and

well-being.

Studies that have investigated caregiver health during the period of time in

which they had a family member ill with cancer have found evidence of deficits in
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self-care and exacerbations of existing health problems. For example, Hull (1990)

found that caregivers experienced exacerbations of chronic illnesses, postponed

surgery, and experienced fatigue, absence of time for self, and isolation. In the study

by Oberst and James, (1985), caregivers reported generalized fatigue and multiple

physical problems including aches and pains, indigestion, exacerbation of preexisting

medical conditions, and a variety of minor ailments, including upper respiratory

infections in a study by Oberst and James (1985). Similarly, Welch (1981) found that

caregivers experienced new evidence of or intensification of headaches, sleeping

problems, eating alterations, aches and pains, elimination problems or other physical

symptoms. In a study that explored caregiver self-care agency, Schott-Baer (1993)

found that amount of time spent in caregiving tasks and the subjective burden

experienced were associated with lower levels of self-care agency among caregiving

wives.

Mood disturbance among caregivers is another indicator of health and well

being that has received considerable research attention. Among the factors that

appear to negatively affect caregiver mood are negative appraisals of the caregiving

situation (Carey, Oberst, McCubbin, & Hughes, 1991), lower levels of perceived

adequacy of social support and perceived effectiveness of coping strategies

(Schumacher et al., 1993), and the patient's mood and lower levels of caregiver

optimism (Given et al. 1993). Negative appraisals (also referred to as subjective

feelings of burden) have been found to be related to length of time in the caregiving

role (Schott-Baer, 1993), and duration of treatment (Oberst et al., 1989). Objective
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burden and caregiver strain in turn have been shown to be related to patient

dependency (Carey et al., 1991; Oberst et al., 1989; Schumacher et al., 1993) and

length of time in treatment (Oberst et al., 1989).

A few researchers have investigated caregiver strengths in relation to health

outcomes. Strengths, such as caregiver optimism (Given et al., 1993), family

hardiness (Carey et al., 1991), and purpose in life (Stetz, 1989), have been shown to

contribute positively to caregiver health. Higher levels of caregiver health have also

been found to be related to higher levels of certainty (Stetz, 1989).

Caregiver health thus appears to be dependent on a complex combination of

illness-related demands and the personal resources of the caregiver. Furthermore, the

evidence suggests that time is a factor that must be taken into account in

understanding caregiver health, since it appears under some circumstances that

caregiver health declines as the duration of the cancer experience lengthens.

Summary

In summary, cancer is a disease that profoundly affects families (Lewis, 1986;

Northouse, 1984, 1988). Its impact has been likened to a "repeated ripple effect"

(Lewis, 1986) in that the cancer experience ultimately permeates all facets of family

life. Beginning with the diagnostic period, the meanings, implications, and

consequences of cancer leave no aspect of family life untouched. And with each new

development in the disease process, the ripple effect is initiated again, bringing about

new meanings, implications, and consequences for patient and family alike.
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It is significant for nursing that families must take on the caregiving role at the

same time that they are struggling to cope with the emotional impact of cancer and

adjusting family functioning to accommodate the demands of the illness. Research in

cancer nursing has consistently shown that family caregivers have many informational

needs in this situation and that they receive little guidance from nurses and other

health professionals.

In spite of the now impressive foundation of descriptive work on the needs and

problems of family caregivers of persons with cancer, research on the process of

caregiver role acquisition in this particular clinical context has not achieved the

sophistication of the more general caregiving research. As noted in the preceding

chapter, research on the career of caregiving has begun to identify stages in the

caregiving experience and to delineate the specific concerns and problems of each

stage. Cancer nursing researchers also have noted the importance of disease stage in

understanding the impact of cancer on the family (Northouse, 1984), but there is no

systematic research that has focused on acquisition of the caregiving role at the

beginning of the illness or at critical periods across the course of the disease. The

focus in cancer nursing research has tended to be on the impact of the disease, family

responses, and coping strategies, rather than on the behavioral aspects of

implementing the caregiving role.

This study seeks to explore caregiver role acquisition among family caregivers

of persons with cancer at the beginning of treatment with chemotherapy. The time in

which caregivers are dealing with a new treatment presents a situation in which new
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demands are placed on the caregiver and the need for new knowledge and skills is

encountered. Thus it is a time when the process of caregiver role acquisition should

be visible to the researcher as well as salient for caregivers.

In the next section, a conceptual framework for research on family caregiver

role acquisition will be presented. Even though there is virtually no research

specifically aimed at caregiver role acquisition in the context of cancer treatment,

there is an extensive theoretical literature on roles that suggests potentially fruitful

way in which the researcher might approach the phenomenon of role acquisition. The

insights of role theorists and their implications for the present study will be presented

next.

Conceptual Framework

The theoretical underpinning for this investigation was a synthesis of two

related theoretical perspectives: the interactionist approach to role theory and role

transition theory. These perspectives and related research will be reviewed in this

section. Specific concepts to be explored include role-taking, role-making, and role

acquisition.

An Interactionist Approach to Role Theory

In order to investigate caregiving as a family role, it is necessary to specify

what is meant by the term "role" and present a case for the conceptualization of

family caregiving as a role. Much debate and argument has occurred about the

precise meaning of the term "role," leaving so much confusion in its wake that some

scholars find the term meaningless. As Heiss (1981) noted:
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To immerse oneself in the literature on social roles is to get the feeling
that one has been transported with Alice behind the looking glass.
Only there would one expect to find common words used in such
disparate, confusing, and arbitrary ways (Heiss, 1981, p. 94).

Much of the confusion stems from the disparate nature of the two schools of

thought that have employed the concept of role: structural role theory and symbolic

interactionism. Until recently, these were distinct perspectives with mutually

exclusive assumptions about the nature of the social world. To make clear the use of

the term "role" in the present study, a brief account of the opposing conceptual roots

of the term will be presented.

The term "role" was borrowed from the language and imagery of the theater

and used to denote the parts played by individuals as they live out their lives as if in a

play. The play as metaphor for life is common in Western culture, going back at

least as far as Shakespeare's well known line,

All the world’s a stage and all the men
and women merely players:
They have their exits and their entrances;
And one man in his time plays many parts."

(As You Like It, Act II, Scene vii).

Disagreement about the theoretical connotations of the term "role" stems from

differing views about the nature of the script that guides social action. According to

some theorists, a script, consisting of norms for behavior, is inherent in the positions

or statuses of which a particular social system is composed. An individual occupying

a given position has to learn the appropriate behavior and then enact the role

accordingly. At the other theoretical extreme, roles are akin to improvisational
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theater in which the script provides only a broad guideline with specific behavior

based on the evolving interaction between actors.

The first approach to role theory emerged from structural functionalism,

represented by the works of Linton (1936) and Parsons (1951), and is usually referred

to as structural role theory. The second approach originated in symbolic

interactionism in the writing of Mead (1934) and Blumer (1966; 1969) and is usually

called interactional role theory (Heiss, 1981; Lindesmith & Strauss, 1968; Stryker &

Statham, 1985; Turner, 1986).

From the structuralist perspective, roles are associated with positions in a

social system such as the family or an organization (Heiss, 1981; Lindesmith &

Strauss, 1968; Turner, 1986). Thus roles are associated with such positions as father,

daughter, president and head nurse. Role is conceptualized as the norms,

expectations, rights and duties inherent in a particular position. Such a

conceptualization is based on the assumption that persons follow the "script"

prescribed by incumbency in a position and that such "scripts" are well-defined and

explicit to the role incumbent and others in the social structure.

Interactionist theorists, on the other hand, associate roles with identities or any

socially recognized category of actor, rather than a structured position (Heiss, 1981;

Stryker & Statham, 1985; Turner, 1990). Thus, one can speak of the role of comic,

negotiator, or rebel even though these designations are not related to particular social

positions. Furthermore, roles are conceptualized as socially recognized patterns of

behavior emerging from interaction rather than a prescribed script.
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In the structural approach, little attention is paid to the genesis of roles. They

are taken as "given" in a particular social structure. The focus of structural role

theory has been instead on issues such as conformity to or deviance from roles,

conflict resulting from incumbency in incompatible roles, and socialization or the

process by which one learns and internalizes the expectations and norms for a

particular role (Goode, 1960; Heiss, 1981; Turner, 1962). It is inferred that roles are

determined by society and it is up to the individual to learn and appropriately enact

the roles that he or she occupies. This conceptualization depicts an orderly and stable

social system and seeks to explain how that order is maintained (Heiss, 1981).

Departures from order are conceptualized as deviance (Turner, 1986). There is a

deterministic quality to this conceptualization of behavior in that roles prescribe

certain norms and expectations which in turn influence behavior.

In contrast, the interactionist approach to role theory emphasizes the genesis of

roles and views the individual as an active agent seeking to shape and modify the

social environment (Stryker & Statham, 1985; Turner, 1962). Rather than a

prescription for behavior inherent in a social position, roles are complex patterns of

behavior that emerge from a combination of processes including the person’s

definition of the situation, his or her social identity, and role-taking or the process of

imagining oneself in the role of another person and determining one’s own behavior

accordingly (Lindesmith & Strauss, 1968; Turner, 1962). Research efforts have

focused on concepts such as meanings, the self, identity. Roles are not determinants

of behavior in the linear sense, but are instead created out of interaction. Behavior is
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guided by the emergent role conception. Thus, interactionist role theory postulates a

complex reciprocal influence between the persons in interaction and has a fluid,

indeterminant quality.

Theoretical critiques have focused on the limitations of both of these

approaches when used in their "pure" form (Handel, 1979; Heiss, 1981; Maines,

1977; Stryker & Statham, 1985; Turner, 1986). Structural role theory is claimed to

present an overly socialized and controlled representation of human beings, failing to

take into account the human capacity for spontaneity and creativity. It does not

provide a conceptual means for explaining social change and focuses too exclusively

on social stability and conformity to social norms. Moreover, the individual with his

or her abilities, desires, perceptions, and inclination to impact the social structure is

lacking as an analytic focus in structural role theory. Instead, structural role theory

approaches the social world with a macroanalytic focus, which limits the scope of

phenomena which it can address.

Interactionist role theory has been critiqued as having an opposite and

complementary array of limitations (Heiss, 1981; Meltzer, Petras, & Reynolds, 1975;

Stryker & Statham, 1985). Critics argue that it presents an overly dynamic view of

social life and fails to account for the consistency and regularity in behavior and

social situations. Also it fails to account for the impact of the social structure on the

individual. The dynamic quality attributed to the social world makes it difficult to

operationalize concepts, leading to imprecision in thought and difficulty with theory

building. Furthermore, the microanalytic approach of interactionist role theory does
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not have the conceptual means to deal with social structure beyond the interacting

dyad, focusing too greatly on individual perceptions, identity, definitional processes,

and emergent interaction. Finally, it neglects class and power and the effects of

social stratification on the individual.

Although role theory and symbolic interactionism originally developed as

separate perspectives in sociology, it is increasingly recognized that what were once

considered incompatible or even rival views are instead complementary. As noted by

Lindesmith and Strauss (1968, p. 277), "both of these streams of thought have

enriched sociological theory and have helped counteract elementaristic and

individualistic theories of social behavior by introducing a situational slant and a

social dimension into the consideration of individual behavior." When integrated,

interactional and structural versions of role theory correct the inadequacies on both

sides, increase the scope of the framework, and expand its potential to explain social

phenomena (Handel, 1979; Heiss, 1981; Stryker & Statham, 1985). In the words of

Robert Merton (1975, p. 31), "ideas in structural analysis and symbolic interactionism

are opposed to one another in the same sense as ham is opposed to eggs: they are

perceptibly different but mutually enriching."

Among the many theorists that have advocated an integration of the two

approaches to role theory, the conceptualization put forth by Stryker and Statham

(1985) is one of the most lucid and well-developed. The central feature of their

argument is that

symbolic interactionism requires a more adequate sense of social
structure than it typically exhibits and that role theory can provide that
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more adequate sense. We also believe that role theory requires a more
adequate sense of the processual, constructed aspects of social life than
it generally shows and that symbolic interactionism offers that more
adequate sense (p. 341).

Stryker and Statham argue for a mutual interpenetration of structural role theory and

symbolic interactionism in which the concept of role is the lynch pin by which social

structure and person are linked. Roles thus reflect both a broad set of social

expectations and the personal stamp of the individual role incumbent. They show

how expectations become associated with positions within the social structure and

imply a reciprocal process between these expectations and the individual. Behavior is

the outcome of role-making processes initiated by early expectations associated with

positional norms and reshaped by the unfolding interaction of the participants in the

situation. Thus roles are made as well as played and the mix depends on the larger

social structure in which the interactive situation is embedded. Social structure

imposes limits on the kinds of definitions called into play and consequently on the

possibilities for interaction. Stryker and Statham's views on the integration of

interactional and structural elements of role theory is consistent with that of Heiss

(1981, p. 96) who suggests that the role theory of the future will combine the

macroanalyses of the structuralists with the microanalyses of the interactionists.

Another scholar whose work has facilitated the integration of the structuralist

and interactionist perspectives in role theory is Ralph Turner (1990). He recently put

forth an integrative definition of social roles which emphasizes their gestalt character,

rather than simply their attachment to particular social statuses or positions. Further,

41



he synthesized disparate conceptualizations of roles into a typology which

encompasses both the structuralist and the interactional approaches.

Turner’s definition of social roles is as follows:

A social role is a comprehensive pattern of behavior and attitudes,
constituting a strategy for coping with a recurrent set of conditions,
which is socially identified-more or less clearly-as an entity. It can be
thought of as consisting of rights and duties, or of expected behavior,
provided these terms are interpreted broadly (Turner, 1990, p. 87).

Four types of roles were identified by Turner (1990, p. 88). Basic roles, like gender

and age, are grounded in society at large rather than a particular organization.

Structural status roles, such as mother and president, are attached to a particular

position within a social organization. Functional group roles are recognized items in

the cultural repertoire, although not formally attached to a particular social position.

Value roles, like hero or traitor, embody the implementation or negation of a

recognized value.

Based on this recent work in role theory, it is argued that family caregiving is

a family role of the functional type in that it is a culturally recognized, comprehensive

set of behaviors and attitudes that is not attached to a particular family position.

Integrating the structural and interactionist perspectives, the caregiving role is viewed

as a pattern of interaction shaped by both individual and social structural elements.

Accordingly, there are three possible levels of analysis: the individual, the interacting

role partners, and the social structure in which the role is embedded. This study

focuses on the interacting role partners (caregiver and care receiver).
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Role Transition Theory

Caregiver role acquisition can be further understood by exploring it from the

perspective of role transition theory. Role transition theory examines those junctures

in social interaction in which a new role is taken on or given up. Caregiver role

acquisition involves taking on a new role, so that aspect of transition theory will be

the particular focus of this section.

Origins of Role Transition Theory

The concept of role transition was introduced in sociology by Cottrell (1942),

who identified propositions related to the adjustment of individuals to transitions from

one role to another. Elaborating on Cottrell’s approach, Burr (1972) and Burr,

Leigh, Day and Constantine (1979, p. 59) define role transition as the addition of a

new role to the role set a person has at a particular stage of life or the deletion of a

role from this set. A more specific definition is given by Allen and van de Vliert

(1984) who define role transition as the process of changing from one set of expected

positional behaviors in a social system to another. According to these authors, role

transitions do not necessarily entail a change in social status or position. Instead, a

transition is said to occur when: 1) the focal person moves across positions or when

2) the expected behavior associated with a position changes. These conditions are

elaborated further by Mederer (1984) who claims that role transitions occur 1) with

the gain or loss of a social position, 2) when a role within a social position is gained

or lost even though the social position is retained, and 3) when a change occurs

within the normative context of a role. For example, becoming a parent entails a gain
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of a social position within the family, whereas when a child becomes independent, the

role of financial provider played by the parent is lost (or changed) even though the

position of parent is retained. A change in the normative content of a role is

exemplified by the changes in the disciplinarian role of the parent as the child

matures. Although the parent may continue to play the role of the disciplinarian, the

norms governing the enactment of that role are different when the child is two than

when the child is sixteen.

Approaching role transition from a more structural perspective, Pearlin (1983)

distinguishes changes in position from role changes that occur within an particular

position, designating the first kind of change "role transition" and the second "role

restructuring". Role transition refers to gain or loss of a social position in contrast to

role restructuring which is defined as a shift in the expectations, obligations, and

governing norms among role-related people. According to Pearlin, role restructuring

is potentially more stressful than role transition because it requires overcoming earlier

ways of relating and behaving. For example, learning to relate to an aging parent as

a dependent person in need of care requires overcoming previous patterns in the

relationship in which the parent was not only self-sufficient but the provider of care

for the child. This kind of change may be more difficult than the learning of a new

role.

ole Transitio eory in Nursin

The concept of role transition was introduced to nursing by Meleis (1975;

1986) who defined it as a change in role relationships, expectations or abilities. In



this definition role transitions are not only related to positional changes within a social

system and changes in the norms and expectations associated with a position, but are

also related to one’s ability to enact the focal role. Thus, a role change in which

one’s existing knowledge and skill are no longer adequate is of concern to nursing.

One such instance is taking on the caregiving role in the context of an illness with

which one has no previous experience.

From a nursing perspective, one of the central characteristics of transitions is

their processual nature (Chick & Meleis, 1986; Meleis & Trangenstein, in press;

Schumacher & Meleis, 1994). Transitions occur over time and have movement,

direction, and flow. To fully investigate transitions, data must be collected over a

period of time congruent with the transition experience.

Concepts Related to Role Transition

How do role transitions occur? From an interactionist perspective, they occur

through interaction between the person in the focal role and his or her role partner

and through interaction between the role partners and their social environment. Two

concepts from the interactionist approach to role theory are particularly relevant to

understanding role acquisition. These concepts are role-taking and role-making. Both

are interactive processes that occur throughout the whole period of incumbency in a

particular role, but are especially applicable to role transitions, when a role is taken

or for the first time or undergoes significant change.

Role-taking. Role-taking was defined by Mead (1934) as the ability to

imaginatively place oneself in the role of the other, anticipate his or her reaction to
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oneself, and adjust one’s responses accordingly. According to Stryker and Statham,

"role-taking is the process of anticipating the responses of others with whom one is

implicated in social interaction." (1985, p. 324). Blumer (1969) called role-taking,

the sine qua non of symbolic interactionism. Turner (1986) claimed that role-taking

is the basic mechanism by which interaction occurs. Role-taking is involved in all

symbolic communication in that the individual imagines how the recipient of his

communication understands that communication (Rose, 1962). Consistent with the

interactional approach to role theory, role-taking emphasized the processes through

which the behaviors of interacting role partners is shaped by the ability to take the

role of the other and devise one’s responses accordingly (Turner, 1962). The concept

of role-taking imparts to the interactionist conception of roles a tentative quality in

that the role behavior may shift as the interaction proceeds (Turner 1962). Some

writers (Rose, 1962; Meleis, 1975) liken role-taking to empathy, although others

(Lindesmith & Strauss, 1968; Stryker & Statham, 1985) distinguish the two concepts

on the basis of the affective dimension of empathy.

Applied to family caregiving, the concept of role-taking suggests that when

one assumes the caregiving role, the person mentally places his or herself in the role

of care recipient and enacts the caregiving role accordingly. Also implied is the

reciprocal process, i.e. the care receiver's behavior is shaped by that person's ability

to mentally take the role of the caregiver. From this perspective, caregiving must be

understood as a role linked to the corresponding role of care receiver. Interaction
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between the role partners shapes the behaviors and attitudes of each. The caregiver is

thus one member of an interacting dyad.

Role-making. Role-making is a concept that captures the unfolding, creative

aspects of roles (Turner, 1962). Based on the premise that even structured role

expectations are enacted with a good deal of creativity by the role incumbents, role

making focuses on the processes of role development, evolution and change. It

occurs through interaction so that the first tentative efforts at role enactment are

modified according to the responses of the role partner and others in the role set of

the focal person.

Role-making is essential to the role acquisition process when one is taking on

an unstructured, informal role or a new position within a social structure. However,

even structured roles, such as formal positions within an organization, are enacted

with a good deal of creativity. Thornton and Nardi (1975) identified 4 stages in the

role acquisition process that show how accommodation to the norms and expectations

of a role are infused with the personal stamp of the individual to produce a uniquely

personal interpretation of a given role. The stages they identify are: anticipatory,

formal, informal, and personal. Although the personal stamp of the individual is

important in all roles, is most apparent in the role when the expectations and norms

associated with the role are relatively informal or unclear.

Because of the wide variation in circumstances in which family caregiving

occurs and the lack of specific norms and expectations for caregiving, role-making is

an extremely relevant concept for the process of caregiving role acquisition. Not only
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are role expectations often quite unclear, caregiving may require skills for which the

caregiver has had no previous preparation. Thus the role is created as it is taken on

and enacted. Both caregiver and care recipient are engaged in such creative role

acquisition through interaction with each other.

How does this conceptual framework relate to the larger research project of

which it is a part? In general, it suggests a unique approach to a phenomenon that

has been little studied in the past. Three suggestions for research were gleaned from

the interactionist approach to role theory and role transitions. First, is the suggestion

that both role partners be included in the research design. According to the theory,

roles are created through interaction. Caregiving is a paired role in that to be a

caregiver, there must be a recipient of care. The role partner, in this case the person

with cancer, influences the way in which the role is taken on through his or her

interaction with the person in the focal role. The focal role cannot be adequately

studied in isolation from its paired role.

Second, is the suggestion that the perspectives of the person occupying the role

of interest should be sought. There is a great deal of creativity in the way in which

roles are taken on and enacted. The interactionist approach to role theory emphasizes

the tendency of persons to individualize roles. To understand how personal creativity

influences role acquisition, the perspective of the role incumbent must be sought.

Third is the suggestion that a given role be studied over time. Caregiver role

acquisition is conceptualized as a role transition and role transitions are processes

rather than moments in time. Research must be designed to accommodate this
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property of role transitions to adequately capture the evolving, unfolding nature of

role acquisition.

These suggestions from the theoretical framework were incorporated into the

research design by including both caregivers and patients, by conducting a qualitative

study based on interview data, and by interviewing participants three times across the

course of chemotherapy. These theoretically derived features of research design are

described in detail in the next chapter.
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CHAPTER THREE

RESEARCH METHODS

A longitudinal grounded theory study design was used to investigate the

research questions. As a qualitative research method which aims to inductively

generate theory, grounded theory was uniquely suited to the purpose of this research.

Caregiver role acquisition is a phenomenon about which little specific theory exists.

The grounded theory approach is particularly applicable to research in which the

investigator aims to generate theory using as a basis the experiences and perceptions

reported by those who have experienced the phenomenon of interest. This chapter

details the research strategies used in the present study and includes descriptions of

the research design, sampling, access to participants, human subjects protection, data

collection, data analysis, and the procedures followed to insure scientific rigor.

A hallmark of grounded theory research is the way in which sampling and data

collection strategies evolve over the course of the study. Data collection and analysis

proceed concurrently and as theoretical concepts are developed through analysis,

subsequent sampling and data collection strategies are devised to enhance investigator

insights about those concepts. Generally termed "theoretical sampling," such an

approach involves selecting situations and periods of time in which the concept of

interest is likely to be manifest (Glaser 1978; Glaser & Strauss, 1967; Strauss &

Corbin, 1990).

In the present study, serendipitous events and intentional theoretical sampling

strategies worked synergistically to produce analytic insights that proved central to
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theory development. Consistent with the grounded theory method, these insights

dictated subsequent modifications in sampling, research design, and data collection.

In addition, the exigencies of field research presented situations in which rapid

adaptation to the realities of the research setting had to be made by the researcher to

establish and maintain rapport with participants. The combined effect of theoretical

sampling and researcher adaptations to maintain rapport with participants meant that

methodological strategies evolved over the course of the study. In each of the

sections below, the initial strategy will be described and then modifications and their

rationale will be presented.

Research Design

A longitudinal research design was used in which most participants were

interviewed three times over the course of chemotherapy. Nested within the primary

research design was a more extended longitudinal case study approach in which the

first three dyads inducted into the study were to be followed for the duration of

chemotherapy or for six months, whichever occurred first. The rationale for the

nested design was to provide some preliminary data on caregiving across the duration

of chemotherapy since the appropriate time frame for studying the caregiver role

acquisition during chemotherapy is not presently known.

The original design called for interviews to take place at 3-4 week intervals

between cycles of chemotherapy, approximately 2 weeks after the treatment had been

given. This time frame was chosen to allow time for the initial side effects to

resolve. Participants who were receiving treatment at 3-4 week intervals typically had
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one "good" week before each subsequent treatment during which their vigor and sense

of well-being rebounded. Interviews were scheduled for this week whenever possible.

However, participants also used their "good" weeks for other purposes, such as

vacation trips and visits from family members and friends. Sometimes these plans

made it impossible to schedule an interview to correspond with that cycle of treatment

and in these cases, the interview was postponed until the next cycle. Some

participants suspended chemotherapy temporarily and received a course of radiation

therapy before resuming chemotherapy. And finally, some participants remained so

ill between cycles of treatment that it was not possible to interview them during a

particular cycle and the interview had to be postponed. Thus, participants were

interviewed at varying intervals.

Most participants were interviewed three times. Three were interviewed only

once (one withdrew from the study, one became too ill to interview and subsequently

died, and one received no further treatment after the first interview). One dyad was

interviewed twice. Nine participants were interviewed after completing

chemotherapy. Five had no further treatment planned and 4 were receiving radiation

therapy or were making plans to receive it.

Sampling Strategies

Selective Sampling

The initial sampling plan called for participants to be dyads in which one

person was receiving chemotherapy for cancer for the first time and the other was

their primary family caregiver. Selective (also called purposive) sampling was used
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in the initial stages of data collection. In selective sampling, the researcher selects

subjects in which the phenomenon of interest is most likely to occur (Brink & Wood,

1989; Schatzman & Strauss, 1973; Strauss, 1987). In this study, selective sampling

was used with the intention of obtaining a sample in which the person with cancer

required a level of caregiving beyond the usual kinds of support and assistance

exchanged within families. Thus, caregivers of persons who had a reduced capacity

for self care or who were expected to experience impaired self care during

chemotherapy were initially sought.

Initial sample inclusion criteria were as follows: 1) The type of chemotherapy

administered was likely to produce side effects making caregiving necessary and/or

the patient had a reduced functional status at the beginning of chemotherapy (80 or

less on the Karnofsky Performance Scale). 2) Both caregiver and care receiver

were willing to participate. 3) Both members of the dyad were English-speaking

adults. 4) Caregivers were the spouse, partner, parent, or child of the patient. 5)

The patient had a solid tumor or lymphoma for which she or he was receiving

chemotherapy for the first time. The current treatment could be for the first diagnosis

of cancer or it could be for a recurrence, but the patient must have been receiving

chemotherapy for the first time.

Theoretical Sampling

As the study proceeded, the investigator increasingly made recruitment

decisions based on the principles of theoretical sampling. For example, the decision

was made to interview one patient whose wife (the primary caregiver) was unable to
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participate. Prior to the meeting this participant, several patients declined

participation because the caregiver had so many responsibilities (usually child care

and employment in addition to caregiving) that they did not have the time to

participate. One dyad withdrew from the study for the same reason. Although

difficult to recruit, the experiences of such dyads were thought to comprise an

important dimension of the phenomenon under investigation, so the investigator

decided to include this patient even though his caregiver could not participate.

Another patient lived with two adult children and requested that they both participate.

Another individual patient was included even though she was a single person without

an identified caregiver at the outset of treatment. She planned to depend for support

on a network of friends, rather than on an individual family member. She also

expected to be fairly self-sufficient in terms of managing side effects and her daily

activities during treatment. Finally, one dyad was included in which the caregiver

was not related by familial or other long-term bonds to the care receiver. This

caregiver had been engaged to live with the patient and provide care for her during an

earlier illness and stayed on during cancer treatment. The caregiver had previously

received some training as a medical technician, but was not a licensed nurse. The

contractual nature of the caregiving relationship provided a theoretically interesting

contrast to the other participants in which the caregiving role emerged within the

context of ongoing relationships of long duration.

The following excerpt from a methodological memo details the rational for the

inclusion of these last two participants.
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Sampling to enhance theoretical sensitivity has to do with selecting
participants who are in situations that are similar in some respects to
those of the study participants, but that differ in a significant way.
Such sampling provides comparisons between phenomena that are
close, but not identical. This practice seems useful theoretically in that
it may help to elucidate processes in the phenomenon under
investigation that might not have been noticed otherwise. 09 is an
example of sampling for theoretical sensitivity in that she had a
caregiver, but it was not a family caregiver. Rather, it was a person
with some med tech training with whom she (P) had some sort of
contractual agreement. They provided an interesting comparison in that
there was an explicit "contract" for caregiving. The woman I talked
with today also provides an interesting comparison in that she is
another single woman (like 09), but is on the other end of the
continuum in terms of self-care ability. Like 09, she has to seek out
whatever assistance she needs outside of her family, but she probably
(for the immediate future, at least) will be able to be fairly self
sufficient.

I hesitated momentarily about whether 10 was close enough to being
eligible to include. She’s not technically eligible in that there is an
individual rather than a dyad in her case. However, she does have a
network of friends who she will call on if she needs any kind of help.
I decided to go ahead and include her on the basis of gaining theoretical
sensitivity. (Methodological memo on sampling; July 12, 1993).

As the study progressed, periods of time later in the treatment process were

also sampled. Several people who seemed to be excellent potential informants were

identified by recruiting nurses after the second or third cycle of treatment had begun.

These people were included because they represented variation in gender, type of

tumor, and type of treatment regimen. Their inclusion meant that their three

interviews spanned the mid to latter periods of treatment. Further, the holidays and a

crisis in the investigator’s own family which required her absence from the field for

several weeks resulted in follow-up interviews that occurred later in the treatment

process than stipulated in the original plan. Through these later interviews, the
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researcher discovered serendipitously that some data from later in the treatment period

were desirable. The way in which participants had to deal with constantly changing

conditions first became evident in interviews that occurred by chance in the later

stages of treatment. After this was discovered, intentional theoretical sampling to

target this period of time was instituted. In the final sample, 16 of the patients had

completed one cycle of chemotherapy when the first interview took place, 3 had

completed two cycles, and 1 had completed 3 cycles.

Sample Description

The final sample consisted of 20 persons receiving chemotherapy for cancer

and 19 informal caregivers. As noted above, participants were spousal or parent/child

dyads in most cases. The exceptions were two individual patients, one of which had

a spousal caregiver who was unable to participate and one of which did not have a

primary caregiver. One patient lived with two adult children and requested that both

participate. All but one of the caregivers were family members. The one exception

was the nonrelative who was engaged prior to the diagnosis of cancer to provide care

for an elderly participant who lived alone.

The demographic characteristics of patients and caregivers are summarized in

Tables 1 and 2 respectively. The sample was primarily middle aged. The patients

were evenly divided between men and women. Most of the caregivers were women.

The sample was well educated and middle class. Twelve of the caregivers were

spouses of the patient, 5 were adult daughters, one was an adult son, and one was a

nonrelative.
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Table 1

Demographic Characteristics: Patient

Characteristic Mean (S.D.) Range Frequency (%)

Age 62.4 (13.0) 41-88

Gender

Male 10 (50)
Female 10 (50)

Ethnicity
African- 3 (15)

American 17 (85)
Caucasian

Education

HS grad 1 (5)
Some college 9 (47)
College grad 4 (21)
Grad/Prof School 5 (26)

Employment status
Part time 4 (20)
Homemaker 3 (15)
Retired 6 (30)
Disabled 6 (30)
Unemployed 1 (5)

Occupation
Professional 4 (21)
Business 6 (32)
Administration 3 (16)

Management
Nonskilled labor 2 (11)
Technical 1 (5)
Homemaker 3 (16)
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Table 2

Demographic Characteristics: Caregiver

Characteristic Mean (S.D.) Range Frequency (%)

Age 53.6 (14.9) 24-72

Gender 5 (26)
Male 14 (74)
Female

Ethnicity
African- 3 (16)

American 1 (5)
Asian 14 (74)
Caucasian 1 (5)
Hispanic

Education 1 (6)
Less than HS 2 (11)
HS grad 9 (67)
Some college 5 (28)
College grad 1 (6)

Grad/Prof School

Employment status
Full time 8 (42)
Part time 1 (5)
Leave of absence 5 (26)
Homemaker 1 (5)
Retired 2 (11)
Unemployed 2 (11)

Occupation
Professional 3 (16)
Business 2 (11)
Clerical/ 4 (21)

Retail

Administrator/ 1 (5)
Management

Nonskilled labor 2 (11)
Technical 2 (11)
Homemaker 5 (21)
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The distribution of cancer types is as follows: Breast (2), lung (5),

gastrointestinal (7), genito-urinary (4), gynecological (1), and lymphoma (1). All

were receiving chemotherapy for the first time. Seventeen had an initial diagnosis of

cancer and 3 had recurrent disease. Scores on the Karnofsky Performance Scale

ranged from 50 to 100 with a mean score of 78 ("It takes a bit of effort to engage in

my normal activity") (S.D. = 15.0).

Access to Participants

Participants were accessed through Bay Area oncology practices. It was

thought that this approach would best insure access to potential participants at the

inception of chemotherapy, because the nurses and physicians could identify for the

investigator new patients who were about to begin treatment. Agreements for

participant recruitment were established with 9 Bay Area clinical sites over the course

of the study. These sites included two university health sciences centers (UCSF and

Stanford), a Veterans Administration Medical Center (San Francisco), a community

hospital comprehensive cancer center (Alta Bates), a large hematology/oncology group

practice (Santa Rosa Hematology/Oncology associates), and 4 private physicians’

practices.

The initial contact with potential participants was made by nurses or physicians

in these clinical settings or by the investigator herself after talking with clinical staff

about appropriate persons to approach. Potential participants were given a brief

written description of the study (including overall purpose and time and effort

required) and asked about their interest in participating. Those who agreed to

59



participate were visited at home (or at another site of their choosing) by the

investigator. At that time, the study was described again in detail, questions were

answered, and informed consent was obtained.

Several modifications in participant access were made during the first year of

data collection because access to participants proved to be more problematic than was

initially expected. Consequently, recruitment proceeded very slowly. One difficulty

with recruitment was inherent in the initial study design and the timing of recruitment

efforts in relation to the experience of potential participants. Initially, access to

participants before they began chemotherapy was planned so that at the first interview

their pre-treatment situation and expectations could be explored. The second and

third interview were planned for 7-10 days after the first and second cycles of

chemotherapy respectively. Modification of this procedure was one of the first

critical decisions of the early data collection period. It occurred because recruitment

of participants between the time that the decision was made to begin chemotherapy

and the first treatment proved to be nearly impossible. The period of time between

deciding to take chemotherapy and receiving the first treatment was often only a

matter of a few days. Potential participants and their families were very anxious

during this time. The few persons contacted by the researcher during this period

were anxious and upset about the diagnosis and fearful about what treatment would be

like. In addition, caregivers were very protective of their own time and of patient

well-being and tended to avoid any new commitments when they did not know what

the patient’s response to treatment would be. Sometimes potential participants seemed
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barely able to attend to the researcher's description of the study and queries about

their interest in participating. One family had not yet assimilated the physician’s

recommendation that chemotherapy be given and became very upset when contacted

by the researcher about the study. Furthermore, the nurses who were assisting with

recruitment often did not meet potential participants until they arrived for the first

chemotherapy treatment. While the oncologists knew of people who would be

starting treatment in the near future, they did not actively participate in study

recruitment in most cases. Recruitment after the first cycle of chemotherapy had

begun was much more successful. Therefore, the decision was made early in the

study to approach potential subjects only after Cycle 1 had begun and to interview

them after Cycles 1, 2, and 3.

Other problems with access to participants were inherent in the clinical sites.

Contacts with numerous sites were sought because the investigator believed that the

particular combination of eligibility criteria would mean that there would be few

eligible participants at any given site. Initial discussions with clinicians confirmed

this impression. Therefore, the investigator reasoned that numerous sites were needed

to expeditiously produce a sample. As will be discussed further below, closer

personal involvement with fewer sites probably would have been a better approach.

With numerous sites, it was expected that recruitment would proceed quickly.

However, many problems with recruitment were encountered which delayed sample

accrual significantly and required the addition of new sites (the Santa Rosa group and

one private practitioner) midway through data collection. The first sites were
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contacted about the possibility of participant recruitment at their facilities in January,

1992. It was May before the necessary approvals were obtained and actual contacts

with potential participants began at the first site. By November, 1992, only 8 dyads

were enrolled. New recruitment strategies were devised by the researcher early in

1993 which met with little success. At that time, the decision was made to

discontinue work with the sites which had produced no participants and to develop 2

new sites.

The reasons for difficulty with recruiting were multifaceted. The very specific

nature of the eligibility criteria presented one difficulty. For example, the

requirement that both members of the dyad participate ruled out many potential

individual participants. The attempt to recruit dyads in which the patient was

expected to be fairly ill during chemotherapy ruled out other participants, especially

those who had been healthy until the occurrence of cancer and were expected to do

well during treatment. One collaborating research nurse commented to the

investigator that most of the people in her setting that met the criterion related to

functional status were receiving chemotherapy for the second or third time for

recurrent disease.

Characteristics of the clinical sites also presented some difficulties with

recruitment. Sites varied in terms of their commitment to research and their skill in

approaching potential research participants. The organizational stability of the sites

also varied over the course of the study and affected recruitment efforts. The

reasoning that participant accrual would occur most quickly with the involvement of
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numerous clinical sites was found in retrospect to be faulty. A better strategy would

have been to develop close working relationships with a few sites in which on-site

investigator participation in recruiting and staff development would probably have

worked better. As Burgess (1991, p. 43.) noted, access must be negotiated and

renegotiated throughout the research process. The extent to which this maxim holds

true was well demonstrated in the present study.

Protection of Human Subjects

Human subjects approval was sought and obtained from three committees for

the protection of human subjects (UCSF, Alta Bates, and Stanford), the Nursing

Research Committee at the VA Hospital, and the UCSF Cancer Research Institute

Protocol Committee. Approval letters are contained in Appendix A. On the first

visit with participants, detailed verbal and written descriptions of the study were

provided including potential risks. Participants were encouraged to ask questions.

After their questions were discussed, participants were asked if they were still willing

to be in the study. In all cases, they were and signed, informed consent was

obtained.

Confidentiality of study data was maintained by removing names and any other

identifying information, such as place of employment, names of physicians, and

location of residence, from the typed transcripts. Participants were identified by

number only on tapes, transcripts, and interview guides. Only the investigator had

access to names, telephone numbers, and addresses of participants. All study

materials were kept in a locked file. Most of the interviews were transcribed by a
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person with extensive experience with UCSF School of Nursing research projects and

transcription of research audiotapes. She was familiar with the standards for

protecting confidentiality and these were discussed at the outset of the study. A few

interviews were transcribed by a transcribing service in San Francisco. Their

employees were also familiar with confidentiality standards for research and they

provided the researcher with a signed agreement regarding protection of

confidentiality.

Measures were also undertaken to protect the emotional well-being of

participants. Participants were advised that the researcher did not want the interviews

to add to their emotional distress. They were told that if a topic became too painful

to discuss, it would not be pursued and that the interview could be discontinued if

they desired. They could also withdraw from the study if they should choose to do

so. The researcher was alert during the interviews for signs of emotional distress.

During many interviews, participants wept and feelings of sadness, fear, anxiety, and

depression were shared with the researcher. When painful feelings arose, time was

allowed for their expression and participants were provided with the opportunity to

become composed before continuing the interview. The feelings and the difficulties

were acknowledged in all cases, but since the focus of the research was not on

emotional experiences as such, painful feelings were generally not probed or explored

in depth. However, the investigator became concerned about the emotional health of

a few participants who were depressed. In these instances, assessment and counsel

were deemed necessary. Counsel usually consisted of encouraging the participant to



seek support and sometimes professional intervention. In spite of the emotional pain,

no participants asked to discontinue an interview and no one withdrew from the study

because of emotional distress. Indeed, a number of participants told the investigator

that it had been helpful to have an outlet for emotional ventilation.

No unreported life-threatening chemotherapy side effects were encountered

during interviews, but a number of side effects were discovered for which appropriate

action had not been taken. Some instruction on side effect management was given in

the home, mostly in the form of encouraging participants to follow the instructions of

their nurses and physicians. If a lack of needed information was discovered, it was

strongly suggested that they talk with their nurse about their concern and a specific

strategy for doing so was discussed. However, most participants felt well-informed

and knew with whom they could talk should questions arise. One dyad who was

poorly informed did not seem sure how to access the informational resources at their

clinical site. With their permission, the investigator told the clinical nurse specialist

that they were in need of one-on-one instruction and this was implemented on their

next clinic visit.

Data Collection

Grounded theory calls for an open approach to data collection rather than

adherence to structured procedures. The purpose of data collection is to cast as wide

a net as possible in the effort to capture data that pertain to the phenomenon of

interest (Lofland & Lofland, 1984). Multiple sources of data are sought, including

participant’s accounts of their experiences and observations by the investigator.
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Interviews are open-ended or semi-structured to allow subject matter important to the

participants to emerge (Lofland & Lofland, 1984). The researcher attempts to hold in

abeyance preconceived notions about the data being sought, while pursuing

participants’ own accounts of their experiences. As the study proceeds, data

collection is modified as necessary in order to focus on concepts with relevance to the

emerging theory.

The Interview Guides

Data were collected through semi-structured interviews and observation during

the interview process. Interview guides were developed to specify the kind of data

sought. The caregiver’s interview contained questions about the patient’s illness and

treatment and its effect on the caregiver; the type of assistance provided by the

caregiver and difficulties encountered; the extent of preparation for or experience with

caregiving prior to this illness; interactions with the care recipient, other family

members, and health professionals; and the caregiver’s well-being during

chemotherapy. Patients were asked about their illness, treatment, side effects, and

functional status; what it was like to receive help from another person while ill; and

their interactions with the caregiver, other family members and health professionals.

Many questions in the original interview guides were found not to be relevant for this

sample. Specifically, the original interview guides assumed more patient dependency

than proved to be the case. Therefore, midway through data collection the interview

guides were modified to more accurately reflect the care issues emerging in the data.

The revised interview guides are found in Appendix B. All interviews were
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audiotaped and field notes were kept about investigator observation and reactions

during the interview.

Demographic and Cancer-Related Data

Demographic information was collected including age, gender, ethnic

background, educational level, occupation, and marital status. Disease information

collected included type of tumor, type of treatment, and date of diagnosis or

TCCuITCInCe.

Assessment of Functional Status

Patient functional status was measured with the Karnofsky Performance Scale

(KPS) (Karnofsky & Burchenal, 1949). The KPS rates patient’s physical abilities on

a scale from 0 to 100 in increments of 10 with higher scores indicative of higher

levels of functioning. A score of 100 indicates that the individual feels normal and

has no complaints or symptoms. A score of 10 indicates that the individual is

completely unable to care for him or herself and is near death. The KPS has been

widely used and evaluated in oncology research and practice. Interrater reliabilities

ranging from .76 to .95 have been reported (Conill, Verger, & Salamero, 1990;

Coscarelli, Heinrich, & Ganz, 1984). Criterion validity has been assess by examining

correlations between KPS scores and duration of survival in lung cancer (Hyde, Wolf,

McCracken, & Yesner, 1973).

Participant/Researcher Interaction

In qualitative research, the interaction of the researcher and participants

profoundly influences the nature of the data. Interpersonal rapport is essential for
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open and candid sharing of experiences. The use of interview guides and other data

collection tools provides only a broad framework for data collection. Within this

framework, the real "tool" for data collection is the interaction between the researcher

and the participant.

In this study, there were several facets of the researcher’s interaction with

participants that merit discussion because of their significant impact on the nature of

the data. The first had to do with the home as the setting for the interviews and the

interviewer’s role there as guest as well as researcher. In the home setting, the

researcher is guided by the social conventions for guests in addition to those for

researchers. That meant that some aspects of the interview situation, especially the

conduct of joint rather than individual interviews, were determined by the participants

rather than the researcher in some cases. The initial data collection strategy called for

one-on-one interviews to be conducted privately with both members of the dyad. The

rationale for this approach was that it would allow participants to speak candidly.

However, participants sometimes preferred to be interviewed together and for the

investigator to insist upon separate interviews would have been awkward and would

clearly have fallen outside the expectations of the participants. Also, the physical

structure of some homes made private interviews impractical. Some participants lived

in apartments that were too small to effectively carry out private interviews without

asking the participant not being interviewed to go to the bedroom and close the door.

Such a request would seem to imply a level of secrecy about the interviews that was
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not the intention of the researcher and inconsistent with the view that care at home is

a collaborative endeavor.

In qualitative research in which the researcher is "in the field," that is in the

participants’ natural environment, gaining and maintaining entry to the participants’

natural world is of primary importance. Becoming a part of that world over time

requires sensitivity to its social conventions and ability to maintain rapport with

participants (Lofland & Lofland, 1984). The quality of the data gathered in field

research depends more on the quality of the relationship formed with participants than

on the use of a particular research procedure. Therefore, interviewing strategies were

modified as necessary, based on the circumstances in a particular home. In all such

instances, the decision about how to proceed was made so as to promote rapport with

the participants. These decisions meant that some interviews were conducted jointly,

which was not the original intent, but serendipitously proved to have theoretical as

well as practical merit.

As the study progressed, it became evident that interviewing participants

jointly had advantages as well as disadvantages. Overall, the disadvantages were

probably balanced by the advantages. While candor was lessened in joint interviews,

it was by no means absent. Areas of conflict, fears, worries, personality conflicts,

and difficulties with providing illness care were shared with the interviewer in joint as

well as separate interviews. Often interpersonal conflicts were evident to the

researcher even when they were not voiced by the participants. Also, several

participants found ways to express concerns privately to the researcher. For example
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during telephone conversations in which the other participant was not nearby, by

walking to the car with the researcher, and through comments made while the other

participant was briefly absent from the interview setting, concerns were expressed that

one participant did not want to share with the other or bring up in his or her

presence. Included were marital difficulties, the perception by one participant that the

other was masking some aspect of the "truth," and worries about prognosis. Such

communication validated researcher impressions during the interview and provided

more detailed data about the cancer experience. An advantage of joint interviews was

the tendency of participants to embellish each other’s account with additional details.

Also, sometimes one partner would in essence give the other permission to voice

difficulties with the caregiving situation, when he or she tended to minimize

difficulties. During joint interviews, participants interacted with each other as well as

the researcher and such interaction provided many insights into how they worked out

caregiving issues. When the transcripts of jointly conducted interviews were

compared to separately conducted interviews, it appeared that they rendered equally

valuable kinds of data and each probably corrected the shortcomings of the other.

Regardless of whether they were conducted jointly or separately, there were

two other persistent issues with the interviews that affected the content of the data.

One was the tendency of one participant to dominate the interview. Initially, the

researcher attributed this to personality differences in which one member of the dyad

naturally tended to be more outgoing and talkative and the other more reticent or shy.

However, the person who dominated the interview was most often the patient. It was
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as if the cancer experience was his or her story to tell and the caregiver would defer

to the patient’s account. There was a tendency in many patients regardless of whether

they were interviewed separately or in the presence of the caregiver to focus on the

meaning of cancer to the self and the experience of symptoms and side effects rather

than on interactions with the caregiver and others. Even when directly asked, patient

accounts of interaction were less detailed and nuanced than those of caregivers.

Possibly this was because of the importance many patients placed on maintaining their

"independence" and not viewing themselves as ill or in need of assistance. It was a

difficult interviewing challenge to redirect the focus to caregiver involvement and

caregiver/patient interaction when the patient was eager to tell his or her story and the

caregiver played down the importance of his or her role. Also, caregiving sometimes

involved helping the patient to maintain his or her valued roles and "normal"

identities and emphasizing the caregiver’s role in doing so would seem to work

against that very aim.

Another major interactional consideration that constantly shaped the data

collection process was the researcher’s awareness of the emotional strain of a

diagnosis of cancer and her desire to respect the coping strategies of participants. No

flagrantly unhealthy coping strategies, such as the excessive use of alcohol or the use

of illegal drugs, came to the researcher's attention. However, some participants

coped with having cancer by maintaining a "positive outlook," which sometimes took

the form of minimizing difficulties. It was a challenge to elicit a detailed account of

illness-related care in such instances. These participants did not seem to be in what is
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sometimes called "denial," but rather seemed to be choosing to focus on the positive

aspects of their situation rather than on difficulties or discomfort. As one participant

who had been very ill following chemotherapy said:

I’ve had my problems with upset stomach, nausea, but now that seems
to be in the far past. I don’t even remember when I’ve been sick to
my stomach, since I’ve been feeling so good since last Friday. That’s
yesterday’s news. And I guess that’s pretty well what I do with
anything anyway. I don’t dwell on anything. I dwell on the good
things. I prefer that and I don’t want to think about when I was sick.

He was so ill that subsequent treatments were postponed and then discontinued, but

the investigator was never able to elicit a detailed account of treatment side effects

from him. Because of her desire to allow participants to maintain their coping

strategies, the researcher did not use in-depth probing for details related to

dependency and illness, even when observation indicated that these were relevant

issues. As a result, the data from some participants are thin in these areas.

Data Management and Analysis

Interviews were audiotaped and transcribed verbatim. Each transcription was

reviewed by the investigator for accuracy and completeness. Often segments of

interview that were inaudible to the transcriptionist could be deciphered by the

investigator. Once a complete and accurate transcript was obtained, it was entered

into the Ethnograph qualitative analysis program (Seidel, 1990). Printouts with

numbered lines were made and used for the analysis.

Consistent with grounded theory, coding and memo-writing comprised the

primary analytic strategies. Four types of coding were employed. Topical coding

was used to label lengthy segments of text according to broad topics, such as "care
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tasks" or "side effects." Line-by-line open coding was used to develop conceptual

labels from the raw data. Axial coding was used to relate the conceptual labels to one

another through the use of the coding paradigm. The coding paradigm directs the

researcher to look for properties and dimensions of the emerging concepts, actions

and interactions, processes, and consequences. Selective coding was used to identify

the core category and relate it theoretically to other categories which explained

variation and process in the core category. The latter two types of coding, axial and

selective coding, are essential for moving the analysis from a descriptive basis into

theory in which relationship among concepts are found and variations in concepts are

explained.

In addition to the coding of transcripts, extensive memo-writing was employed

in the analysis. Memo writing was used to explore concepts and relationships and to

sharpen emerging ideas about the findings (Charmaz, 1983). Four types of memos

were used. Methodological memos were used to record issues in Sampling and data

collection and to document key decisions. Code notes were used to explain the

meaning of conceptual labels and to show their relation to the raw data. Analytic or

theoretical memos were used to develop ideas about the emerging concepts and to

relate them to each other. Finally, summary memos were written for the whole set of

interviews with each dyad so as to facilitate apprehension of the "big picture" for each

pair of participants. Change over time and the nuances of dyadic interaction were

apprehended in this manner.
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A number of key insights occurred during data analysis that shaped subsequent

data collection and the analytic focus. Chief among these insights was the realization

that caregiving could not be analytically divorced from self-care in this population.

The persons called "care receivers" during the early stages of the study, often

vigorously resisted receiving help from others and strongly desired to maintain their

self-care practices and sense of personal agency. In spite of recruitment efforts to

target dyads in which the "care receiver" was expected to experience significant side

effects or disease symptoms coupled with a decline in self-care ability, the desire to

maintain self-care and limit caregiving was prominent in the data.

The data thus challenged ungrounded assumptions made by the investigator and

demanded a reconceptualization of the phenomenon targeted by the study. Analytic

memos that trace the thinking which culminated in this reconceptualization can be

found in Appendix C. The new study phenomenon, "family-based illness care,"

encompasses both self-care and caregiving. This reconceptualization was consistent

with the data and was a necessary change in focus to insure that the theory reported

here is firmly grounded in the experiences of the participants as described to the

investigator. The conceptualization of family-based illness care will be described in

the next chapter.

Adequacy of the Analysis

Two measures were taken to insure that the results of this study met the

criteria for scientific rigor as defined for qualitative research (Beck, 1993; Corbin &

Strauss, 1990; Guba & Lincoln, 1981; Sandelowski, 1986). First, the emerging
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analysis was submitted periodically in grounded theory seminar groups. The

investigator took part in two such groups, one led by faculty researchers who are

experienced grounded theorists and the other composed of doctoral students. These

seminars provided the opportunity to present the data and analysis to others so that

they could judge the plausibility of the emerging theory and call the investigator’s

attention to any biases or incompletely analyzed data.

The emerging analysis also was discussed with study participants periodically.

When necessary, categories, properties, and dimensions were modified based on their

comments. As completion of the study grew near, the results of the analysis were

formally presented to four dyads for what in generally referred to as "member

validation (Bloor, 1983; Emerson & Pollner, 1988; Lincoln & Guba, 1985; Hoffart,

1991). In this process, persons who are members of the social world under

investigation review the findings with the investigator to insure that they are a

legitimate representation of participants "realities." Specifically, the dimensions of

family-based illness care, the conditions for care, and the diagrams depicting role

alignment were presented. In the first such validation interview, the caregiver

suggested that the "social and recreational activities," originally a dimension of the

conditions for care, should be one of the dimensions of care instead. Upon reflection,

the investigator agreed with him that it made sense to conceptualize social and

recreational activities as behaviors undertaken to provide self-care or caregiving.

Indeed, this is an aspect of the cancer experience often referred to as "normalizing,"

which seems to be a general term for strategies for managing. Otherwise, participants
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found the findings congruent with their experiences. Their comments tended to

reflect interest in particular findings and the experiences of others, rather than the

theory as a whole. However, this was not surprising, since people tend not to think

of their lives in abstract terms (Sandelowski, 1993). The validation of the findings at

the descriptive level was primarily what was sought by the investigator and was

deemed satisfactory.

Summary

In summary, a longitudinal grounded theory study was conducted in which

persons with cancer and their primary family caregivers were interviewed 1-3 times

across the course of cancer treatment. Some interviews were conducted jointly with

patients and caregivers and some were conducted individually. The first two

interviews took place during chemotherapy. The timing of the third interview varied

and was determined by theoretical sampling strategies. Some were held during the

mid to later period of chemotherapy and some were held after treatment was

completed. Data were analyzed according to the strategies for grounded theory by

Strauss & Corbin (1990) and presented periodically to student peers, faculty

members, and study participants for critique and validation.
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CHAPTER FOUR

FAMILY-BASED ILLNESS CARE DURING CHEMOTHERAPY

Overview of the Findings

The grounded theory reported here emanated from the realization that the

concept of caregiving was too limited to capture the experiences reported by

participants." As noted in Chapter 3, it was necessary to reconceptualize the central

phenomenon of the study from "caregiving" to "family-based illness care." Family

based illness care encompasses both caregiving by family members and self-care by

the ill person. Thus, the theory which emerged from this study is a theory of family

based illness care during chemotherapy. It incorporates the phenomenon of caregiver

role acquisition, but it goes beyond this more narrow concept to address the larger,

interactive situation of which caregiving is a part.

The study findings are presented in three chapters: The first focuses on the

concept of family-based illness care, the second focuses on the ever-changing

conditions under which illness care is carried out during chemotherapy, and the third

addresses the interactions of the ill person/caregiver dyad in relation to illness care.

A brief overview of the findings is given here to orient the reader to the material that

follows.

"The term "participant" is used as a generic reference to the study participants
as a group. When reference to a particular role is made, the term "patient" refers to
the person with cancer and "caregiver" refers to the primary family caregiver. In the
illustrative data, "P" refers to the patient and "C" refers to the caregiver.
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Family-based illness care consists of the behavioral processes by which the ill

person/caregiver dyad seeks to manage the demands posed by illness. These

behaviors occur in response to the wide range of concerns, issues, and problems that

occur with cancer and reflect the full scope of cancer’s impact on its victims and their

family members. Twelve dimensions of family-based illness care were identified:

managing symptoms and side effects; providing optimal nutrition; promoting

emotional well-being; maintaining the sense of self; maintaining social, recreational,

and religious activities; communicating with extended family members;

communicating with health professionals; carrying out the medical regimen;

negotiating the health care system; seeking out holistic or supplementary therapies;

reallocation of household responsibilities; and preparing for an uncertain future. The

locus for action for any given dimension was determined by the needs, abilities,

availability, and preferences of the person with cancer and the caregiver. Patterns of

behavior were discerned such that each dimension of illness care could be undertaken

primarily by the person with cancer (self-care pattern), primarily by the caregiver

(caregiving pattern), or jointly by the ill person and caregiver (collaborative pattern).

A key finding of this study was that these patterns of care shifted over the course of

chemotherapy. Thus, a pattern of care that adequately met the demands of cancer at

one point in time could become inadequate at another time and a new pattern had to

arise. This phenomenon is called shifting patterns of self-care and caregiving. It

constitutes the core concept of the grounded theory reported here.
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As the core concept of the grounded theory, shifting patterns of self-care and

caregiving must be explained analytically. That is, the analyst must identify variation

in the patterns of illness care and account for the way in which they shift over time.

Only by accounting for variation and change does the analysis move from the

descriptive to the theoretical level (Strauss & Corbin, 1990; 1994). In this study, the

concept of shifting patterns of self-care and caregiving was analyzed in relation to the

conditions under which illness care was carried out and the interactions of the person

with cancer and the caregiver. The ever-changing conditions for illness care and the

interactional processes through which the dyad work out their respective roles account

at least in part for the patterns of illness care and the way in which they shift over the

course of chemotherapy.

The conditions for family-based illness care are addressed in Chapter 5. Six

conditions were identified that influenced patterns of self-care and caregiving:

emotional well-being; functional status and self-care ability; knowledge, skill, and

experience; other family roles and responsibilities; living arrangements; and

employment responsibilities. These conditions were in a constant state of flux for

study participants and changes in conditions were related to shifts in patterns of illness

care. Indeed, the ebb and flow of self-care, caregiving, and collaborative care over

time often assumed a pattern that was inherently linked to the pattern of change found

in illness care conditions. Three patterns of changing conditions were identified: the

cyclical pattern, the progressive patterns, and the episodic pattern. Because of the

intrinsic connection between illness care behavior and the conditions under which
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illness care was carried out, shifts in self-care and caregiving occurred in cyclical,

progressive, or episodic patterns in concert with changing conditions.

The interactional processes through which illness care patterns are worked out

are explored in Chapter 6. As the person with cancer and the caregiver take on

illness care and carry it out over the course of chemotherapy, they must fit their

respective roles together so that the needed illness care actions are taken in a way that

is mutually satisfactory. The self-care and caregiving roles are worked out

interactively through role alignment processes. Two types of role alignment processes

were identified. These were termed defining the parameters of illness care and

adjusting a course of action. When role alignment was successful, self-care and

caregiving fit together in a way that was termed role complementarity. Less

successful role alignment processes resulted in gaps between or overlaps in the two

roles. As shifts occurred in self-care and caregiving patterns, role complementarity

had to be achieved and reachieved through ongoing interactional processes.

Finally, the course of cancer treatment as a whole is examined. Such a view

over time revealed periods during which problems with care were most likely to arise.

These were conceptualized as critical transition periods in which new demands

required new care behaviors, changes occurred in conditions, or difficulties with

achieving role complementarity arose. These critical periods are times of heightened

vulnerability for the person with cancer and the caregiver. Four such critical periods

were identified: the diagnostic period, the side-effect intensive period of the
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chemotherapy cycle, the junctures between treatment modalities, and the end of

treatment.

Family-Based Illness Care Defined

Family-based illness care is the whole constellation of actions undertaken by

the ill person and his or her family member(s) to manage the demands that arise

during illness at home. As such, family-based illness care is an umbrella concept that

encompasses the narrower concepts of self-care and caregiving. Illness care is a

behavioral concept that refers to actions and interactions taken in response to the

experience of illness. It refers to collective behavior in that illness care comprises the

actions of multiple individuals within the family. In the context of the present study,

illness care was analyzed in terms of a family dyad consisting of the ill person and his

or her primary family caregiver. However, it is theoretically possible that multiple

family members participate in illness care, making it a function of the family as a

whole. Whether the analytic focus is on a dyad or on the whole family, the persons

involved may be considered role partners who have unique and shared tasks in

relation to the larger family function of managing illness at home.

The concept of family-based illness care assumes a critical distinction between

the concepts of illness and disease. Disease refers to pathological processes, usually

in the realms of biology, biochemistry or pathophysiology, in which organic,

"objective" abnormalities are present. Illness, on the other hand, is an experiential

concept. It refers to the disruption or distress brought about by interruptions in

perceived health and has a deeply unique, personal, and subjective basis. The
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experience of illness is infused with personal meaning and idiosyncratic responses that

cannot be apprehended in an "objective" way by an external observer. Only through

interaction with persons experiencing illness can their unique experiences be

appreciated and, to some extent, commonalities in experience found. In the present

study, family-based illness care is the behaviors undertaken in response to the

experience of illness. Even though participants often had only general knowledge of

their disease state and frequently did not know the details of their chemotherapeutic

regimen, they could give richly detailed accounts of their illness experience in terms

of the impact of the disease on their daily lives.

From a nursing perspective, illness care must be understood in relation to

ongoing health practices in the family, because it arises from daily health habits and

practices and is shaped by them even thought it is a response to the unusual or

extraordinary experience of illness. There is a whole array of ongoing behaviors and

activities that persons undertake to care for their own health and that of family

members. Included are care of the body, promotion of emotional health and well

being, nurture of important relationships, and so forth. Specific actions undertaken in

this regard include personal grooming and hygiene, exercise, maintaining a nutritional

diet, social and recreational activities, expression of emotions, expression of

sexuality, and involvement with meaningful work. Illness care is a specialized

component of this larger constellation of behaviors and activities that arises in those

out-of-the-ordinary situations in which illness occurs. Thus, illness care is a

specialized array of behaviors, the purpose of which is to meet the demands posed by
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a particular illness experience. These demands are not a part of daily life for most

people. Rather, they are unique to the illness situation and elicit special attention

from the ill person and his or her family members.

Although it is a specialized set of behaviors specific to the illness situation,

illness care is not necessarily experientially distinct from ongoing, habitual care

activities. Rather, it arises from and is shaped by them. Illness care involves

modifying and focusing long-standing care habits on a particular illness when it

arises. As will be evident when the dimensions of illness care are discussed, many

behaviors undertaken in response to an illness are in fact a part of ongoing daily life.

They become a part of illness care when they are modified in response to the unique

demands posed by the illness.

Illness care and its relationship to ongoing family health practices is depicted

in its most rudimentary form in Figure 1a. The larger, unshaded circle represents

everything one does to maintain one’s own health and well-being, ranging from

brushing one’s teeth to engaging in satisfying relationships. The smaller, shaded

ellipse represents illness care. In Figure 1b, the undulating line that bifurcates the

shaded ellipse is the intersection of self-care by the ill person and caregiving by his or

her family member(s). This figure depicts an essential feature of family-based illness

care: it is a family function shared by two or more individuals. While it is

theoretically possible to imagine times when illness care is a function of the individual

acting in isolation from others, such was not the focus of this study. It is also the

case that illness care is sometimes carried out by numerous members of a family,
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Figure1c.
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although data on this family configuration of illness care is limited in the present

study. The primary focus of this study was on illness care as a dyadic endeavor,

involving the ill person and one other family member in the role of primary

caregiver. Replacing "family members" with "family caregiver" in Figure 1c shifts

the focus for analysis from the theoretically possible extended family configuration to

the dyadic configuration that was the focus of this study.

Two major properties of illness care were apprehended in the present study:

First, it is a multidimensional phenomenon and a major focus of the analysis was on

identifying these dimensions. Second, as mentioned above, it is a collective

phenomenon involving the actions and interactions of 2 (or theoretically more)

persons. Further, the actions and interactions of the illness care dyad are patterned in

that specific dimensions of illness care may be attended to by one or the other person

acting individually or by both acting jointly. These properties are discussed in detail

in the following sections.

The Dimensions of Family-Based Illness Care

Family-based illness care was found to be a multidimensional phenomenon and

a major component of the analysis was the identification of these dimensions. Twelve

such dimensions were found. In this section, these dimensions are described. The

reader will notice that in the illustrative data presented, it is sometimes the patient and

sometimes the caregiver who is speaking about the illness care actions undertaken.

The data thus exemplify one of the definitive features of family-based illness care, i.e.

that the person involved may be either the person who is ill or the caregiver.
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Managing Symptoms and Side Effects

Managing disease symptoms and the side effects of treatment is a dimension of

illness care that all participants engaged in. The range of symptoms and side effects

and the number of persons experiencing each at some point over the period of data

collection is shown in Table 3.

A wide variety of measures was used to manage symptoms and side effects,

including prescribed medication, natural or herbal remedies, dietary changes,

increased rest, and cutting back on usual activities. "Street" marijuana was used by

several to control nausea and vomiting.

In general, patients were satisfied with the control of symptoms and side

effects and most did not express a great deal of distress. Most of the time, their

experiences seemed to reflect the recent emphasis among oncology nurses and

physicians on managing discomfort during treatment. Generally good and sometimes

extensive efforts were made by health professionals to prepare patients and caregivers

for symptom and side effect management at home. However, problems were

occasionally encountered that resulted in less than optimal management. When they

occurred, many of these problems arose from difficulty with the use of medications

that were prescribed on an as-needed basis (PRN medications) or the inability to

recognize early symptoms of serious problems. Often what was needed were skills

that are the product of professional education and experience, but which with time

become so embedded in professional practice that the professional person does not

recognize them for the high-level clinical judgments they are.
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Table 3

Disease Symptoms and Treatment Side Effects

Symptom/side effect Frequency Percent

Fatigue/loss of energy 18 90

Nausea 15 75

Loss of taste 14 70

Loss of appetite 13 65

Diarrhea 11 55

Mouth sores 11 55

Weight loss 11 55

Constipation 10 50

Hair loss 10 50

Weakness 10 50

Difficulty sleeping 9 45

Vomiting 9 45

Weight gain 7 35

Pain 6 30

Tingling or pain in hands/feet 6 30

Fever 5 25

Heartburn 5 25

Bad taste in mouth 4 20

Difficulty concentrating 4 20

Ataxia 3 15

Bleeding 3 15

Cough 3 15

Edema 3 15

Infection 2 10

Difficulty swallowing/hoarseness 2 10

Problems with eyes/vision 2 10

Difficulty breathing 1 5
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PRN Medications

Managing symptoms and side effects with PRN medications, or medications to

be taken as needed, presented a particularly difficult problem for many participants.

Often problems with their use stemmed from issues related to timing. Medications

were taken at intervals which were too long for effective symptom control or they

were taken too close together and produced their own side effects. Sometimes

participants were reluctant to use the PRN medications that they had available and

tried to reduce their use. In other instances they had not established an effective way

to track medication use so that they knew when another dose was due or could be

taken. The professional nursing judgment regarding PRN administration of

medications and the recording of time of administration was clearly not developed for

many participants in this study. The problems experienced with PRN medications do

not reflect carelessness with medication use at home, however. On the contrary,

participants were conscientious and concerned about medications. Scheduled

medications were meticulously organized and taken with the prescribed regularity.

What became evident was that effective use of PRN medications required unique

skills that are not needed for medications taken on a prescribed schedule.

One caregiver physically separated the antiemetics from the many regularly

taken medications and so forgot about them for a few days:

C: I don’t know why it didn’t register. It took me a day or two before
I registered on the nausea pills. I just didn’t even think about it.
There are all these pills and I had them set over to the side. I had this
container with all of these, but the nausea pills are over here, you see,
so when I wasn’t thinking, I’d rely on this as my reminder for
everything. These are the really necessary ones.
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Her "reminder" was a medication-scheduling aid, often used at home, in which the

medications for the week are placed in slots for the appropriate day and time. Such

aids do not help with medication which is to be taken as needed.

Problems with tracking medication use were voiced by a number of

participants:

P: I’m not a nauseous type, but I sure got nauseated, finally, about
two days after the treatments and I guess we got careless with the pills
and weren’t paying attention to whether we took one or whether we
didn’t. Hell, they’re eight hours apart and you take one and you think,
"Gee, when did I take that now? Was it--"

C: I don’t remember if you took one that night or not. I’m trying to
keep a record. I realize I should have kept a written record. I’m
going to do it the next time.

One patient had inadvertently taken a double dose of his antiemetic just before an

interview:

P: I am a little bit over medicated right now. It’s hard to get used to.
I took one of those tablets about 6:00, I guess, and then I took another
4 hours later. It runs together.

Later in the interview, he thought he might have taken a dose at 8:00:

P: I’m having a reaction, minor, to the medication. I was confused
whether I had gotten up and taken one at six or at 8:00 o’clock. Turns
out I must have taken the later one because I took another one at 12:00

and it’s causing me to have periods of forgetfulness.

Abrupt withdrawal of pain medication by those eager to stop taking narcotics

also occurred, resulting in unnecessary discomfort:

P: I was probably also going through the withdrawals from that pain
medication. Because I just flat stopped after I had no pain and I should
have weaned myself off of them slowly, which I finally did. Close the
barn door type thing after the horse is gone.
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Early Recognition of Serious Problems

Another problem with illness care at home experienced by a number of

participants was early recognition of potentially serious problems. The early

recognition of dehydration was particularly problematic. Six of the 20 patients

experienced dehydration at home. One caregiver interpreted the lack of intake of

food or fluid for several days after chemotherapy to be an expected reaction and did

not bring it to the attention of the nurses or physician until a scheduled visit:

C: That was my first experience at home after chemotherapy. They
told me to expect him to be sick. They told me that he wouldn’t be
hungry, but to give him as much fluid as he could take. So all these
things happened and he’s not eating at all and I’m thinking, "Well, how
serious is this?" and I’m thinking, "Well, the day after tomorrow or
tomorrow I’m taking him in, they’ll look at him, and they’ll take care
of it." So these things were happening that they told me and he isn’t a
complainer so I’m thinking, "Okay, I guess we’re alright," but I didn't
call in and that’s what they (Cancer Center staff) were upset about. I
should have called in because he wasn’t taking the fluids that he should
along with the food. He wasn’t taking food or fluids or anything, so he
was in really bad shape, but I didn’t know that.

Clearly, this caregiver was concerned and engaged in careful reasoning about what

action to take, but did not have the experience that would have allowed her to

recognize his dehydration. While difficulty with early recognition of serious

problems was not as common as difficulty with PRN medications, the potential for

lasting damage makes such problems of particular concern to nursing.

Providing Optimal Nutrition

Actions taken to provide optimal nutrition involved a great deal of time and

effort. Loss of appetite, nausea, developing a distaste for foods previously enjoyed,

and weight loss due to the disease process were very common in this sample.
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Sometimes management of nutrition simply entailed the provision of balanced meals

as a part of ongoing practice within the home. More often, however, new skills were

sought. Even experienced cooks made effort to expand their repertoire in an effort to

find nutritious foods that would be appetizing for the person receiving chemotherapy.

Some participants had to learn to cook. Others who knew how to cook but whose

forays into the kitchen were previously limited to preparing their "specialty" dishes

took on primary responsibility for ongoing meal preparation. As one patient said:

P: C tried to make all sorts of things and he’s looking up cookbooks,
trying to make enticing kinds of things that would appeal and he's good
at it. He turned out to be a good cook. (Cooking is not a new
experience for him), but he never really cooked regular. I mean, he
likes to make Chinese, special things with his wok and things like that.
He never really made oatmeal.

There was a relationship between gender and cooking ability, but to make too

much of this relationship would obscure significant variation among both men and

women. Several of the younger women participants had to expand their cooking

skills:

C: P makes some good chicken dishes and he can just throw it
together and it comes out really, really good. So I feel a little self
conscious when I go in there and try and cook for him, because when
you cook for my dad, it's got to be appetizing to the eye as well as,
you know--

Several unskilled cooks made special effort to improve their cooking ability.

One husband experimented with his own concoctions and made plans to attend classes

in vegetarian cooking. During the concluding interview he commented:

C: And also, one thing I haven’t told you is that all husbands should
learn how to cook. In predicaments like this, they have to take over.
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Because of the intensity of efforts to provide good nutrition, it was particularly

distressing when the person receiving chemotherapy was unable to eat or lacked an

appetite for the food prepared. Sometimes a request for a certain food was eagerly

met by caregivers. They often described their actions to get or prepare a requested

food in terms of running:

C: So they said he had to have liquids and they said preferably
Gatorade. So I dashed out to Costco and bought a whole case of
Gatorade. But he wouldn’t eat and he wouldn’t drink.

When the person making the request had lost the appetite for it by the time it was

prepared, caregivers were discouraged and frustrated.

Promoting Emotional Well-Being

The emotional well-being of the person receiving chemotherapy was another

primary concern of participants. Management strategies in this regard took many

forms. Attempting to refocus pessimistic thoughts to a more optimistic outlook was

used by many participants:

C: I’d been reading some books and they talked about how your mind
works. Mind has a lot to do with it. And I talked to P about this mind

thing. And when I hear him say something kind of negative, I try to
get off on something else and tell him to start thinking about something
good and try not to think about the negative.

Providing light entertainment, teasing, and joking were other strategies.

C: We try and keep it more at an upscale--like the things we watch on
TV and stuff. I try and get comedies when I go rent movies.

C: I just try to keep him cheerful and joke around a lot and we get
along real good anyway, so just try to keep him positive thinking.
That’s about all I can do.
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Another strategy was getting out of the house for short trips or away on short

vacations.

Sometimes caregivers tried to encourage patients, but didn’t feel very

confident about their reassurance:

C: I kept telling’ him, "You know, you’re not gonna remember this.
This is all gonna blow over. This is the worst." But inside I wasn’t sure that
I was right.

There was much evidence in the data of strategies to protect the other from

one’s own emotional distress:

C: I try to keep a consistent attitude more than anything else. No
extremes and I hide my emotions. I keep them under tight control,
particularly when I’m around her and I feel that helps. If I was to
suddenly break down and cry in front of her, it would be devastating
for her. Absolutely devastating. So I do my crying by myself.

Feelings of depression and grief were sometimes experienced and these were

difficult to deal with. Compounding this difficulty was the tendency of the emotions

of one partner to be reflected in the emotions of the other. This "mirroring" of affect

was expressed in statements like, "If he’s feeling better, it makes me feel better.

Lifts my spirits." Similarly, when one was depressed the other often became

depressed. One caregiver realized that she was feeling too depressed to deal with her

depressed father and asked her brother to come visit. His presence seemed to cheer

both father and daughter:

C: I told my brother, I says, "You need to come over here. Cause
Dad's just depressed." I can’t do anything obviously and I’m not
bringing him out of it and it’s just that he doesn’t need to be that way."
I think it helps when (brother) comes over and then we can just sit here
and kid or something like that.
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Sometimes, attempts to cheer the other or to refocus pessimistic thoughts and

anxieties were not helpful. This was especially so when the pessimistic or anxious

participant wanted understanding, empathy, or acknowledgement of the difficulties

and worries he or she was experiencing:

C: I try to be cheerful and I try to say encouraging things and look on
the positive side, though it’s interesting that at time I think she thinks
I’m too positive, that I’m not looking at the possibilities of, the danger
here and the threat to her life. I think she thinks that maybe I should
be more balanced in the outlook and not see this in such a positive
light.

Maintaining the Sense of Self

Cancer posed many threats to the sense of self or those identities and roles that

are well-established and valued, comprising one’s understanding of "who I am."

Patients often voiced concern about the threat to self posed by cancer and its

treatment. These concerns were expressed in statements which took the basic form of

"I’ve always been.... and now I’m not...." For example...

P: It’s difficult because I was active. I was able to get out and do
things. Help my son. He’s a contractor and I could be out and around
doing things, being active and feeling at least that I could make some
difference. It makes a difference. And with a little bit of self
importance. Now it’s as though I’m lucky to be ambulatory at all. I
can’t count on being able to do anything. So that’s upsetting.

P: (Referring to being around the house quite a bit more than usual):
I tell you one thing. I don’t like it because I’m not an around the
house person.

Sometimes even the expression of "negative" identities was preferred to identity loss:

C: Usually my Dad will make smart ass remarks, but he hasn’t put me
down or anything the whole time I’ve been up here and (a friend) said,
"Well, you make him do it. You've got to make him. Don't let him
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be any different than what he used to be. Don’t let him quit fighting.
If he’s been an ass all his life, tell him to start being one again."

Changes in appearance also posed threats to identity. A particularly outgoing

and energetic man with cancer, whose wife described his personality as "larger than

life," described his thoughts about his changed appearance this way:

P: Everybody’s telling you how great you look and you feel terrible.
Eyes are back in your head. Cheekbones-- I never had that. It hurts to
shave. I mean, I always had a nice round face, a couple dimples. I
need the weight. I know skinny’s fashionable, but I need to be about
200. Two hundred just fits my frame. It also fits my personality.
(Being thin) is not me.

One caregiver said:

C: P is very sensitive about how he looks and yet he wants to go to a
movie. So, well, we’ll be sitting in the dark. I said, "You can put the
(sweatshirt) hood up," you know, so that it covers his head.

Many strategies for maintaining identity, roles, and relationships were

undertaken. These were finely tailored to the "self" of the ill person. For example,

simple trips out of the house were made whenever possible. More extensive visits

and trips were also taken when possible and recounted to the researcher with great

pleasure and enthusiasm.

Some patients maintained involvement with highly valued employment roles,

even if not for remuneration. One patient who highly prized his occupational skills

and status went to the office nearly every day, even though he had retired on the basis

of disability when cancer was diagnosed and was no longer able to work full or even

part time:

P: Well, I’m up as normal at 6:30, take a shower, eat breakfast and
then consult with those fellows (at the office) to see if they have

97



everything in line. If they’ve got things in line, okay, fine and I’ll
come back home and sit around. And they may give me, ask me to
help them set up a schedule, adjust this dispatch book. I help them
with that. A little work to me is therapeutic for somebody who's used
to doing work all their lives. And once you take their work completely
away from them, well, then a guy dries up and shrivels away.

Preserving the sense of self was sometimes in conflict with other dimensions

of illness care. The following exchange represents a vigorous defense of self, even

when it meant taking risks with chemotherapy side effects. It also exemplifies the

differing priorities that patient and caregiver could place on different care dimensions.

P: One of the things that the monographs on Adriamycin and 5-FU,
indicate is they both have severe reduction of white blood count, make
you more susceptible to illness. You should stay away from crowds,
you should stay away from people, you should not expose yourself to
that, you should wear a mask if you’re around people. I’m not attuned
to that sort of life.
C: And I’m always nagging him, don’t do this, don’t do that, wear a

sweater, wear a jacket. He doesn’t want to.
P: I’m warm blooded. I am basically comfortable-- I wear sweaters a
lot more now than I used to. But I’m basically comfortable without
them, and I don’t have any inclination to restrict my contact with my
friends or my business acquaintances or neighbors or anybody else just
because I may be more susceptible to a cold or an infection or
something. I figure that I’ll take the necessary precautions but I’m not
gonna go overboard about protecting myself. It’s dumb. If you’re
gonna live your life, you live it. If your life is shortened because
you’ve lived it to your enjoyment, it’s too damn bad, or maybe it’s too
damn good. Anyhow, I’m not about to restrict my activities because of
an illness that ultimately will kill me. I’m going to live the life that I
want to live.

Maintaining Social and Recreational Activities

Maintaining as many of the usual social and recreational activities as possible

was another dimension of family care. Chemotherapy almost invariable brought about
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some curtailment of these activities, but many strategies were undertaken to maintain

and/or resume them. As one patient said:

P: Whatever social opportunities we have, I am determined to do
them. I never say "no."

When customary activities outside the home were not possible, participants devised

ways to pass the time at home through recreational or social activities:

C: It’s just more of the same. I’ve got some cards. He doesn’t like
jigsaw puzzles, but I thought I’d get a box game, like Outburst or some
game, a board game. Something where he’s not just sitting there.
Something he has to at least move his hands or something. And my 10
year old granddaughter loves to play with us. So that he likes.

Very creative measures were undertaken to maintain recreational pursuits. The

caregiver of a patient who was an avid traveller subscribed to cable television in order

to access the travel channel. Through watching television, the patient was able to

travel vicariously during her long confinement at home:

P: I love to travel. As I told you, I traveled a lot. Oh, yesterday, we
got the best TV. We saw Mississippi, New Orleans. We saw
Switzerland. Oh, it was great!

Communicating with Extended Family Members

The occurrence of cancer raised anxieties in family members beyond the dyad

and their household. Communicating with these family members to keep them

informed of developments in the diagnostic and treatment processes was another

dimension of care during chemotherapy. The frequency of telephone calls and visits

with extended family members increased during the illness for many participants.

Reassuring anxious relatives on the phone could be time consuming and emotionally

taxing.
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C: Especially after the diagnosis of the cancer in that it was limited
and not life-threatening, I didn’t see this as something that was
overwhelming the way some members of her family have. And of
course, being on the scene, it’s probably easier for me than them not
knowing her state and they would always call up in great anguish and
fear and I would always have to relieve them. That, by the way, has
been one of my key roles in all of this, communicating with them when
she’s been unable to.

Communication with extended family members could also be a source of

worry or strain.

C: P's sister called us and said, "Well, do you have good doctors out
there?" I got the impression that maybe the only good doctors are in
New York. So I felt a little guilt trip and that maybe I wasn’t pushing
even going to UC enough or going--What else should I do? You know.
I’ve been mulling that one over. That’s the only thing is dealing with
the family a little bit and we’re probably lucky that we’re here and
there aren’t so many of them.

C: When he came home, P’s dad came to see him and this makes me
very angry, too. (Crying). His dad had planned to stay 3 days... and
he couldn’t take it. And he turned around and went home. And P

stood on the front porch and watched his dad drive away crying. And
P’s not one to break down and cry.

P: My parents are like 75 and 80 years old and I wanted to be able to
be with them when I told them for their sakes more than for mine. My
mother's health has been fragile at best over the last few years and I
wanted to be able to be there so that they could see physically that I
was okay and reassure them about that.

Communicating with Health Professionals

Communicating with health professionals was also a dimension of illness care.

Much of this communication was routine, such as making appointments and getting

reports of lab work. Sometimes, however, communication was problematic.

Participants sometimes perceived physicians to be too busy to answer their questions.

100



At other times, specific treatment plans and their rationale were not adequately

communicated:

P: The last time I went in for chemo, I was told I’d be there (in the
hospital) 5 days. What do you mean? Just 3 day ago he said it would
be overnight and I had planned on that and I couldn’t stay 5 days. And
I got the nurses to check this out. Well, he’d like to have some extra
time because the time before he was away and this other doctor was
here. And I don’t know for a fact, but it seemed like maybe some of
the tests or some of the information the doctor got didn’t get passed on.
And so he wanted me--. And I thought, "This is not fair."

Participants sometimes had to "pry" information out of physicians:

P: If we talk about sailing, we’re fine, but he hardly tells me anything.
I have to pry to find out. This apparently has proven to be his best
way to be effective as a doctor and I can’t question it. But there are
times I’d like to be able to tell my family something and I can’t. He
didn't even-- Five days after I was told my tumor was gone (by
another physician), I had an appointment with him and he didn’t seem
to care one way or the other.

Deciding when symptoms or side effects warranted calling the physician was

problematic for many participants. There was a tendency to avoid or postpone calling

because the symptom or side effect was not perceived as serious enough to require the

physician’s involvement. Occasionally such reasoning led to delayed reporting of

potentially dangerous side effects or to enduring more discomfort than was necessary.

P: It’s like I didn’t want to call them Sunday when I was so sick. I
didn’t want to call. I thought, "Doggone it. I’m an adult and here I
am calling. I should be able to handle this, but I can’t. And now I’m
reduced to the level of "I can’t."

Some treatment facilities had a 24-hour hot line for patients and encouraged

them to call it. These hotlines were typically staffed by a nurse and patients
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sometimes felt more comfortable calling the hot line than having the physician called

on evenings or weekends.

Carrying Out the Medical Regimen

The medical regimen structured daily life in many ways for the participants in

this study. The regularity of chemotherapy cycles and midcycle lab work constituted

a framework around which other activities had to fit. Wide variation in chemotherapy

protocols is represented in the data and changes in protocols were made as treatment

progressed. Regardless of the particular rhythm of treatment and lab work that

emerged, the process of receiving treatment and monitoring the response consumed a

great deal of time and participants constructed their lives around it.

While appearing on time for treatments and obtaining the lab work ordered

might seem to be a fairly straight forward activity, participants encountered numerous

issues and problems in this regard. Driving to treatment was found to be more of a

problem than was expected. A few patients drove themselves to and from treatments,

but planning to do so was risky. For example, one patient who usually drove herself

received a greater than usual amount of her antiemetic because of more nausea than

usual during a treatment. Fortunately, on that particular day a family member had

accompanied her and was able to drive her home.

Most participants were accompanied to treatment by the caregiver. For

employed caregivers, this meant a day away from work. For caregivers with accrued

sick leave or family leave, this was feasible, but when the caregiver had few

employment benefits, missing work threatened their continued employment. One
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caregiver who had two part time jobs and was the single mother of 3 children found

the driving demands unmanageable as weekly chemotherapy progressed. She

eventually had to use her limited funds to pay a neighbor to take her mother to

treatmentS.

Transportation to the treatment facility incurred other expenses also, not the

least of which was gasoline:

C: I'm gonna have to have a new car. It’s costing me $340.00 a
month just to come back and forth because I have a gas guzzler and I
never planned on using this car for this, but he has to lay down in the
back seat. I have to have a car that’s big enough for the wheelchair
and a place for him to lay down that’s decent on gas, and so I haven’t
found any. I don’t have time to find one. I’ve got some relatives out
there looking for me.

The distances driven to receive treatment were remarkable. Five of the 20

patients lived an hour or more from their treatment facility under optimal driving

conditions. One lived 100 miles away. An additional 4 participants could easily

spend an hour getting to treatment or getting home under suboptimal traffic, road, and

bridge conditions. One patient said, "Dr. T. said the most difficult thing in his

treatment would be the bridge and I smiled because I knew exactly what he was

talking about."

Expense and time spent were not the only problematic aspects of getting to

treatment. If the person receiving treatment was ill, driving was very demanding for

the caregiver. Driving with someone who was nauseated or in pain presented

particular challenges. When the person being driven was accustomed to driving,
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friction and arguments could arise. Driving in an unfamiliar urban environment was

stressful and tempers could flare:

C: I'm a nervous driver and one day I forgot to take the Golden Gate
101. I was behind a big truck and I went straight and I ended up in
Daly City and came back the back way. And P was all upset at me and
we were arguing and then I feel bad because you’re upset and you
don’t know where you’re going and he’s yelling.

When the caregiver of a person who had been very ill at home and had encountered

many illness care problems was asked what about the whole experience had been most

difficult for her, she answered without hesitation, "Getting to San Francisco!"

Other behaviors related to carrying out the prescribed medical regimen

included getting and taking prescribed medications and managing medical procedures,

such as tube feedings, at home. Getting and taking prescribed medication were tasks

that had to be worked into the routine of care, but for the most part, they were

familiar aspects of family-based care and were unproblematic. Occasionally, long

waits to get a prescription filled after a long day of tests, chemotherapy, and so forth

exacerbated fatigue. Some participants had to learn to do self-injections, and although

this might be considered unpleasant, it was easily learned by participants in this study.

Other aspects of treatment that had to be managed at home did present some

difficulties. Three participants had tube feeding at home during the course of the

study. Two had swallowing difficulties that seriously impaired nutritional status and

the other had jejunostomy feedings to bypass a gastric tumor. Tube feeding provided

numerous management challenges. The rate and amount of feeding that could be

tolerated had to be determined by trial and error in each case. Feeding delivered too
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frequently or too quickly caused much discomfort including bloating and diarrhea.

Managing feedings at home was "scary" at first, especially when only a short period

of instruction was giving prior to turning the procedure over to participants. One

patient insisted on getting his feeding at night which meant loss of sleep for the

caregiver. Another patient found that he "reeked" of vanilla from the flavored

formula he was using and found the constant odor of vanilla nauseating. One

participant became so tired of his feedings that he discontinued them himself, pulling

the tube from his nose.

Negotiating the Health Care System

In order to carry out the physician’s recommendations, participants sometimes

had to go through the tortuous and difficult processes involved with negotiating the

health care system. The tortuous nature of getting hospitalized through an emergency

room admission and the need for advocacy by the caregiver is exemplified in the

following account:

C: He (the physician) says, "Come on down tonight and be admitted."
So we did. We had a problem with the emergency room down there,
which I’ve reported. I guess they’re straightening that out cause we got
in between 6:30 and 7 that evening and we never did go through
Emergency as Dr. S. wanted us to. I finally got mad and said, "I just
called Dr. S. I want this man admitted now," and it was 10:00 when
he was admitted. But what happened was the nurse down here told us
that Dr. S. didn’t leave any orders and that it would be up the
Emergency doctor whether he would be admitted or not. And so I
went to look for orders elsewhere and couldn’t find any and they sent
me back down to Emergency and then I went for the supervisor in
Emergency and I saw his (P's) name written up there with a line
through it so I knew somebody had said something about P in there.
But by this time he had left for the car and he was down laying in the
back seat of the car when they came out and called his name, cause I
went back in to get the clinic card and they called his name, and I said,
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"Well, he’s in the car but I’ll try and get him in." To get him out of
the back seat of the car and put his jacket on, get him in the
wheelchair, bring him in, and then of course the nurse was busy and
she left no word with the receptionist out there, so I’m trying to find
somebody to help and by this time he loses all his cool and he was
shaking like I have never seen him shake. I mean, his whole body was
going like this. That’s when I said, "Get this man admitted." Then
trying to say, "Calm down. Calm down." Well it was beyond that
point. He wouldn’t calm down. So we got him admitted, and Dr. S.
apologized and he says, "That’ll never happen again."

Caregivers also had to push the system to make it move:

C: (Early in the diagnostic process) I went down there to see the
doctor and I said, "This does not look good to me." And I said, "I’m
having trouble sleeping and I’m just really--you know, let’s get on with
it!" And he said, "We are." And so then we started, but it still wasn’t
fast enough. I mean, he did a CAT scan next, but then it seemed
endless before we--we went another whole weekend before we heard

about the results. Well, Dr. D., I told him, I said, "The delays, the
four or five days, is just, you know, could somebody call us between
certain hours so we know or could I call somebody. That waiting is
hell." He ordered the brain scan and I said, "Now when will we get
the results?" He said, "Right away, tomorrow."

Finding the right oncologist or treatment facility involved negotiating the

health care system for several participants. Numerous people were often involved in

this process and for some, chains of referral occurred so that the first person

contacted suggested another, who referred to another and so forth. The initial contact

in these chains was sometimes a health professional, but could also be a friend, family

member, or neighbor. The criteria by which a right "fit" was determined varied.

For this participant, the information provided by the oncologist was crucial:

P: I think that’s the reason why I felt some concern when the first
oncologist we went to just said to stop the hormones and come in on
Tuesday and nothing else. No instructions. And, you know, you’re
stepping into the unknown and you want something to help you go
through this. He examined me, he looked at the records that had been
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forwarded to him from the radiation oncologist and the material I gave
to his receptionist. And he told me what he was going to use--the two
compounds he was going to use. A little lecture on taking the pills that
one takes and he gave me the statistical figure for the success of those
compounds, which didn’t register very well because I don’t feel very
good at math. And then he said okay. He gave me prescriptions for
the pain pills and the Percocet. And then he said, "On Friday, you
stop taking the hormones that you’re taking and on Tuesday you come
in at 3 o'clock and we will begin the treatment." He did not say,
"Bring your wife, you’ll need a driver," or whether I could drive or all
those things. As a result of having seen (first oncologist), I called my
GP and said, "Do you know anything about these compounds?" And
he said, "I’m an internist. I don’t know, but you should get a second
opinion." And he gave me a list of physicians and then 45 minutes
later he called back and he says, "No, I’m going to call over to
(Cancer Center) and talk to people and I’ll get back to you and if
necessary set up a consultation appointment," which is what he did. So
then we had the appointment with Dr. S. and he told us these are the
compounds that you’re going to use. These are the side effects, the
whole process. Again, he quoted his statistics, but, which I don’t
remember, but this was the process. And then there was the additional
information--the NIH bulletins that were on the rack in the department
area where we could pull out and I could see the names of other drugs
that are used for cancer treatments. And the side effects and the eating
and the emotional-- When the book talks about the emotions that
occur, when cancer reoccurs, that was helpful to the whole process.

Fragmentation and lack of continuity and coordination among health

professional was experienced by several participants:

P: Here we are with all this gigantic disease and everybody’s a
specialist now. And you don’t ever see them all together. You don’t
see any of them together...The hospitals are depressing because their
staffing problems are such that you never see the same face twice and I
think there needs to be something to coordinate all this.

Seeking Out Holistic or Supplementary Therapies

Several participants sought out holistic health measures to supplement Western

medical treatment. These measures were adopted to put the person with cancer in the

best possible physical, emotional, and spiritual condition to receive the full benefit of
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chemotherapy and to prevent recurrences in the future. Two participants decided to

switch to a vegetarian diet and began seeking information about new food purchasing

and preparing during chemotherapy. Two other participants obtained "juicers" on the

advice of relatives and learned how to use them.

C: One of the other things I’m looking into is vegetable juices that are
good for preventing disease and helping with overcoming some
diseases. So I was thinking about buying a juicer and I was telling my
sister, because she’s a vegetarian and she is really into herbal medicine
and juices and so she gave me her juicer to use for a few days to see if
that was something I’d really want to do. One of the juices they
mentioned in that book was watercress, carrots, beets, and celery. You
use it as a cleanser for your system.

C: P’s cousin came over and started showing me how to make the
juices. He used carrots, celery, and apple. I even made some
watermelon juice. (Cousin) told me that he had read somewhere that
that was good.

Other approaches to health promotion and healing included an Eastern practice

of healing touch and meditation:

P: Laying on of hands, healing. They don’t massage, just lay hands
on various organs of the body and the warmth of their hands seems to
just relax you and you feel better and can visualize. I’ve had 3
treatments by these friends who’ve offered. They said, "You need
this." I wasn’t familiar with it and I’m still reading how it occurred,
the origin and the person who teaches it.

Prayer and meditation also supplemented medical treatment.

Reallocating Household Responsibilities

Illness care during chemotherapy also included reallocating household

responsibilities. Meal preparation, house cleaning, laundry, and shopping were all

activities that had to be taken on by someone else when they were usually performed

by the person receiving treatment:
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C: P used to do a lot of the cleaning because he’s been retired from
his job for 5 years. So he was doing the weekly cleaning, the house,
shopping, some of the cooking. And he also did a lot of the gardening
and taking care of the house in general. (Now) I've picked up a good
part of it.

Home repairs and maintenance also had to be cut back upon or delegated to others.

Delegation of accustomed household activities was a source of frustration for those

who did them with pride and care and found the quality of work done by others did

not meet their standards.

Preparing for an Uncertain Future

The uncertainty surrounding the future led several participants to initiate or

rethink plans for their family’s future, should they die. One patient who handled

family finances and paper work sought to teach the caregiver and one of their children

to manage this task:

P: My largest concern is I don’t want my wife to be unhappy because
of my illness. And so I want to be sure that the things that I used to do
that involve her life and the boys lives, that she’s able to take care of
them. And so, one of the things I’m trying to do is push her into it,
because a wife over a period of years can become dependent on
someone else. If you don’t do it, you become dependent. And then
when that someone else isn’t there anymore, then everything goes
haywire and they can’t handle it in the event of the demise of
whomever’s doing it.

Patterns of Family-Based Illness Care

As noted above, family-based illness care includes both self-care and

caregiving. Thus it is a dyadic process that consists of shared and unique behaviors

by the illness care role partners. Whether a given behavior was undertaken by one

person or the other was not a matter of chance or a random or unorganized
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occurrence. Rather, each dyad developed its own interface between self-care and

caregiving depending on the needs, abilities, availability, and preferences of each

person. Patterns were evident in the self-care and caregiving interface in that

regularity and consistency tended to occur in each person’s involvement in illness

care. These patterns were typical configurations of behavior for each dyad and they

tended to be recurrent over time. Three patterns were identified in the data: 1) the

self-care pattern, in which illness care was managed primarily through self-care

actions; 2) the caregiving pattern, in which illness care was managed primarily

through caregiving actions; and 3) and the collaborative pattern, in which illness care

was managed jointly through collaborative action.

In the conceptualization of patterns of self-care and caregiving, it is necessary

to think in terms of the interface between the two roles with respect to each

dimension of illness care, rather than in terms of illness care as a whole. Illness care

was too broad and complex an area of endeavor to be characterized in its entirety by

one pattern or another. Such a global characterization would obscure the subtleties

and nuances of illness care involvement, presenting an over-simplified version of what

is a complex dyadic process. Thus, when considering the patterns of self-care and

caregiving, the appropriate point of reference is a dimension of illness care or even a

specific task within a dimension. For example, one member of the dyad might

assume major involvement with the provision of nutrition while the other took

primary responsibility for communication with health care providers. Within the

complex whole of illness care, dimension-specific, individual lines of action were
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evident. Sometimes these lines of action proceeded independently and sometimes they

were intertwined in the shared involvement that characterized collaborative care. In

the following section, each of the three patterns of illness care will be described.

Self-Care Pattern

Many of the persons with cancer in this study were able to provide most of

their illness-related care through self-care actions. These persons had few side effects

and experienced minimal or infrequent disruption in their functional abilities. They

tended to prefer a certain amount of independence in relation to managing illness care

demands. In the self-care pattern, the realm of activity often shrank in relation to

"normal," but it was not necessary for someone else to take on these activities. For

example, one avid gardener would work in the garden for 30 minutes rather than 3

hours at a time. Another cut back on his activities with his church choir and

community organizations. Another worked at his computer for shorter periods of

time each day. Others let housework go. Such cutting back represented a change in

the usual round of activities for the patient, but assistance or caregiver involvement

was not necessary. These activities were simply reduced, placed on hold,

relinquished.

Caregivers’ actions varied in the self-care pattern. In some instances, they had

little involvement at all and probably could not accurately be called caregivers in

terms of cancer-related care. At other times, they assumed a stand-by role, ready to

become involved should it become necessary. When asked about her role in relation

to managing illness-related demands at home, one caregiver answered this way:
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C: I guess just stand-by. I really haven’t done very much. I’m
bracing myself all the time for when he has, you know, throwing up.
He didn’t have that.

Caregiving Pattern

A few participants in this study had a pattern of care that consisted primarily

of caregiver actions. For these dyads, the person with cancer was very ill and his or

her functional abilities were so compromised that there was little choice but to be

cared for by someone else. One patient who was very weak following radiation

therapy, who was unable to swallow because of the location of the tumor, and who

was receiving tube feedings at home during chemotherapy said:

P: My first chemo, they said I’d either have to have somebody here all
the time or go back in the hospital. (Without Chere), I don’t know
what I would have done. If I didn’t have C, I’d be in a mess.

The caregiver did "everything" for her and received an award from the visiting nurse:

P: C did it all. In fact, the visiting nurse gave her an award as a
nurse, an honorary degree in nursing!

The caregiving pattern was difficult for most patients in this sample. For

most, self-care was given up reluctantly. One patient who was nearly bedridden at

home, vehemently described his response to his need for caregiving:

P: Frustration! Frustration! Not being able to get up and do what I
want to do. And the fact that I’m--different lifestyle. Letting
somebody else do for me, which is intolerable! I much prefer doing it
myself.

Collaborative Pattern

Most of the illness care undertaken at home in this sample could be

characterized as collaborative most of the time. In collaborative care, there is mutual
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involvement with a given dimension of illness care. Collaborative action takes the

forms of consulting, advising, and sharing illness care tasks. As one participant said,

it was "putting our minds together:"

C: We just put our minds together and think what are you hungry for?
How can I fix it and let’s try it.

I: What has C’s role been with pain management? P: Well, every
night I ask him, "What pill do you think I should take?" I mean,
"Should I take a pain pill? And he can’t put himself in my body, but
we discuss it and then I usually do what I think I need to do. But he’s
part of-- I mean, he’s so constantly inquiring how I am, that he’s part
of the decision-making.

Patterns across the twelve dimensions of illness care evolved through the

processes of task specialization and task supplementation. Task specialization

occurred when particular dimensions of illness care were primarily attended to by one

member of the dyad while others were primarily attended to by the other. For

example, in one spousal dyad, the husband/patient managed symptoms and side

effects with very little caregiver involvement; similarly, he was almost always the one

who communicated with health professionals, carried out the medical regimen, and

negotiated the health care system. His wife/caregiver was rarely involved in these

actions. She rarely accompanied him to treatment and while she knew what side

effects he was experiencing, usually was not involved with managing them.

However, she was far from being uninvolved in illness care. She focused on

providing optimal nutrition, promoting emotional well-being, and seeking out

supplementary therapies. The patient alluded to their specialized roles this way:

P: I’ve gotten these pamphlets from the nutritionist. And C is already
up on that. She's got books over there about the foods that help you
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and stuff like that. And so she prepares these different foods and she
reads a lot and she fixes whatever she feels like would help. But I’m a
lazy reader. I’m an action person. I was always an action person.

Although she had little contact with health professionals, this caregiver widely sought

information from other sources, including other family members, friends, popular

literature, and television. This couple exemplified a high degree of task

specialization. From a technical/medical perspective, her involvement was nearly

invisible. However, from the perspective of illness care as a whole, she was

exquisitely involved.

Caregivers sometimes sought specialized illness-care tasks as a way of

becoming involved. Involvement was often sought, even when assistance, as such,

was not needed. Even when the person with cancer had a high level of self-care

ability, caregivers were concerned and wanted to be part of the illness care process.

This desire to be involved was a manifestation of ongoing commitment to a loved

one. The challenge was to find a way to become involved without violating the

autonomy of the person with cancer. One caregiver of a man who maintained a high

level of functioning during chemotherapy became involved with his care by seeking

out holistic alternatives to Western medicine. She researched and learned several

approaches that involved healing touch:

C: So I had read that before I went over there, so I had a little sense
of it and then I did read a book on polarity to have a sense of that.
What to do. I felt really excited about learning it because I felt that I
could do something for him. That’s something I could do and I was
really excited about learning it. I would like to get more involved. I
picked up the book just to read until I got sleepy and I ended up
reading the whole thing. It just captured me because I saw some
potential in it of something that I could learn to do.
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Task supplementation occurs when the ill person would carry out a given task

were he or she able, but because of the impact on self-care ability of the illness, he or

she was unable to fulfill that task. Consequently, it was carried out by the caregiver.

In such a situation, the caregiver supplements the patient’s actions.

C: We fix the bath water together. If I’m there, fine, I do it. If he’s
there, he’ll do it. When he gets out of the bath he’s real weak and he
sits down, and I help him to (his bed) after the bath cause he’s pretty
weak then.

Task specialization tended to be based on the desires, interests, and long

standing customs of the role partners and tended to be relatively enduring. On the

other hand, task supplementation tended to be based on the abilities of the person with

cancer and was more dynamic. When ability improved, the ill person tended to

resume involvement in illness care, having suspended it only temporarily.

Shifting Patterns of Self-Care and Caregiving

When viewed over time, the patterns of self-care and caregiving were not

static phenomena. Although there was some consistency in individual involvement

with illness care, patterns of self-care and caregiving were also quite dynamic,

changing in response to changes in the illness care situation. For example, at times a

given action, such as medication management, was carried out through self-care. At

other times it was carried out through collaborative action or caregiving. The

discovery of the dynamic nature of illness care patterns led to the formulation of the

concept "shifting patterns of self-care and caregiving." Because shifting patterns of

self-care and caregiving was so characteristic of illness care in this sample, it emerged

as the core concept of the grounded theory presented here.
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Shifting patterns of self-care and caregiving denotes the patterned yet dynamic

properties of family-based illness care. It suggests that there are both regularities

(patterns) and process (shifts in illness care roles) during chemotherapy. It represents

the way in which involvement in illness care and responsibility for illness care tasks

are transferred back and forth between role partners. Shifting patterns of self-care

and caregiving are exemplified in the following statements:

C: Sometimes, I feed him because he won’t eat. Sometimes he’ll do a
little bit better if I feed him. He lays down on the bed and I will feed
him. I pretty much waited on him before. Now he’s doing fine, but
there before about the only thing he would eat was yogurt, and so I
would feed him the yogurt.

P: He did everything. I’m telling you. He did the cooking and the
shopping and everything, but now we do it together.

I: During the week that she was wearing the pump, did what you were
doing change at all? C: I just did a little more trying to keep her quiet
and resting. And her hands get numb and everything. It makes it a
little hard to get all of her bottle stuff going, so I made sure I did all
that so she wouldn’t have to worry about that. I: So you set up the
tube feedings. C: Yeah, a lot more. Now, half the time she is doing
it and half the time I’m doing it. But when that’s going on she needs
someone around to do it.

P: C. was gone a couple of days. That was the first time I’ve been
alone, here, you know. Now I can take it. Now really though, at first
I couldn’t have done the feeding and all. It wouldn’t have worked, but
now I can do that.

C: (After the second treatment) I didn’t do as much. I think I did
much less. See the first time, I think she was more of a, she was kind
of panicky about it. She felt so terrible. It was the first time. Now at
least on the second one I think she kind of knew what she expected.
She knew what was coming. That’s the difference. And it was easier
for me. You're right. It seems like it was easier for me. And seems
easier to please her, too. Now there wasn’t too much I could do,
because most of the time, she would go out and fix herself whatever
she want to eat and she’ll get her juice. Whereas the first time I used
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to serve her all the time, you know. Juice and everything. And the
second time wasn’t. She’d help herself. She was more independent.

In these statements, participants refer to the illness care dimensions of

providing optimal nutrition, carrying out the medical regimen (tube feeding), and

reallocating household responsibilities and show how the patterns of care change from

caregiving to self-care or collaborative care.

To move the analysis to a theoretical level, it was necessary to identify the

conditions under which patterns of self-care and caregiving shifted and the

interactional processes through which the respective roles were worked out as shifts

occurred. The findings related to these analytical issues are taken up in the next two

chapters. The analysis revealed the very fluid nature of illness care patterns during

chemotherapy and the constant need for adaptation by patients and caregivers.

117



CHAPTER FIVE

THE FLUCTUATING CONDITIONS FOR FAMILY-BASED ILLNESS CARE

Family-based illness care during chemotherapy takes place under conditions

that are in a constant state of flux. Participants often said that they did not know

what to expect from one day to the next. Indeed, conditions could change from one

hour to the next. As one woman said, "We can’t tell from morning till night how I’m

going to be feeling." Some dyads experienced more fluctuation in conditions than

others, but none experienced complete stability over the course of data collection.

The conditions for family-based care constitute a key component of the

grounded theory reported here. At any given time, the conditions shaped what was

necessary and what was possible in terms of meeting the demands of the illness.

Patterns of illness care were integrally linked to the conditions for care and shifted in

response to fluctuations in conditions. Action which worked well under one set of

conditions often required modification under other conditions. Thus, patterns of

illness care cannot be understood apart from the conditions under which that care is

carried out and the dynamic quality of shifting patterns of care is explained in part by

concomitant shifts in conditions.

Figure 2 depicts the interrelationship of conditions and illness care behavior.

The central circle with its undulating line is a reduced version of Figure 1, Family

Based Illness Care. This circle represents the dimensions of illness care and the

shifting involvement of patient and caregiver. The concentric circles surrounding the

inner circle represent the conditions for illness care. Three types of conditions are
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shown: personal (emotional well-being and self-care ability and knowledge),

personal-environmental interactional (family roles and relationships), and

environmental (living arrangements and employment). Fluctuations in these

conditions bring about the shifting patterns of behavior characteristic of family-based

illness care in the chemotherapy population. The impact of illness care conditions on

the patterns of illness care behaviors and the dynamic, shifting quality of each is a

key feature of the grounded theory of family-based illness care reported here.

In order to portray the fluid nature of the conditions for illness care, they will

be described at three points in time. The background conditions, or those experienced

by participants just before the diagnosis of cancer, will be described first.

Background conditions set the stage for the cancer experience and provide a basis for

understanding the degree of disruption experienced during treatment. Then, changes

in conditions that occurred over the course of the diagnostic period will be described.

As the cancer diagnosis became clear and an initial treatment plan evolved,

participants began to make plans for how they would manage at home during

treatment. Thus, this was a period of preparation for illness care at home as well as a

period of medical diagnosis. The arrangements made to accommodate the anticipated

demands of treatment coupled with the emotional shock of the diagnosis itself meant

that this was a time of enormous disruption and change. Because of the significance

of this period, it will be described in some detail. Then, the changing conditions

during treatment will be described. Once arrived at during the period of preparation,

the conditions for cancer-related illness care did not remain stable. For many
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participants, they remained in continual flux over the course of treatment. Even those

with relatively stable treatment experiences found that conditions periodically changed

in significant ways that required adjustments in patterns of care. Finally, the

fluctuations in conditions will be linked to shifting patterns of self-care and

caregiving. This linkage is a central feature of the grounded theory of family-based

illness care because changing conditions are the impetus for the frequent behavioral

adjustments and shifting of illness care tasks experienced by the dyad.

Background Conditions

Background conditions are those dimensions of "normal life" that existed just

prior to the cancer diagnosis. They formed the context out of which arose illness care

during chemotherapy. The background conditions are key elements in understanding

illness care at home, because as cancer treatment began, these conditions began to

change in significant ways. An appreciation of the evolution of background

conditions into the conditions for illness care gives one a sense of the enormity of life

disruption experienced with the diagnosis of cancer.

Emotional Well-Being

Cancer is well known for its devastating emotional impact, but what is the

emotional context in which this impact occurs? Most of the participants in this study

described lives that were rich in emotional satisfactions when cancer struck. They

enjoyed their activities, life styles, families, and friends and many recounted

emotionally satisfying and rewarding lives. However, several participants

encountered the cancer diagnosis under already existing conditions of emotional
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distress. Three of the participants shared with the investigator histories of depression

severe enough to warrant psychiatric treatment with pharmacologic agents and this

therapy was ongoing for each of them at the outset of cancer treatment. Others

related feeling depressed prior to the cancer diagnosis but had not sought treatment.

Several participants also shared with the investigator histories of conflictual or

stressful family situations that affected their emotional well-being. Some spousal

dyads had a history of marital conflict prior to the diagnosis which had led them to

seek counseling. One couple was separated when the patient became ill. Three

participants had histories of alcohol abuse. Some participants were in the midst of

stressful family situations with persons other than the illness care role partner. For

example, one caregiver was in the midst of a divorce, three others were providing

care for chronically ill relatives under difficult interpersonal circumstances, and

another was a single parent.

Other participants were in stressful situations related to employment and/or

household finances at the time of the cancer diagnosis. Several participants were

involuntarily unemployed at the time of the cancer diagnosis. Two had been laid off

during the recession in California that existed during the time of data collection and

another participant of pre-retirement age was disabled as a result of another chronic

illness. Two participants described marginal financial situations that were a source of

much worry and stress and two participants described particularly stress-filled work

environments.
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Previous Health, Functional Status, and Self-Care Ability

Most of the persons with cancer in this study considered themselves in good

health prior to the diagnosis of cancer. Some had had surgical procedures in the past,

but had not experienced any sequelae that impaired their functional states at the time

of the cancer diagnosis. However, three patients had had major surgical procedures

4-6 months prior to the cancer diagnosis and were still recovering from surgery when

the tumor was discovered. None had resumed their usual daily activities when cancer

treatment was begun. None of these surgical procedures was related to cancer.

Several other patients had ongoing chronic health problems which had resulted in

reduced activity levels prior to cancer. One patient had chronic lung disease and had

had lowered activity and energy levels for several years when cancer was diagnosed

and one patient needed assistance with personal care, household activities, and

mobility outside the home as a result of a stroke and heart disease. Two patients had

a recurrence of a previous tumor and one had an earlier experience of cancer which

was apparently not related to the present tumor. These patients had been treated with

various combinations of surgery, radiation therapy, and hormonal therapy for their

initial tumors and had been tumor-free for periods of 6-10 years when the present

cancer diagnosis occurred.

Caregivers generally considered themselves to be in good health. On a scale

ranging from 0 ("My health is very poor") to 10 ("My health is excellent"), the mean

scores at interviews 1, 2, and 3 respectively were 8.0, 8.0, and 8.1. Perceived stress

was moderate. On a scale ranging form 0 (I am not stressed at all) to 10 (I am

123



severely stressed) the mean scores were 6.1, 5.2, and 3.6. The perception that one

was in good health, however, did not mitigate the presence of chronic illnesses.

Chronic illnesses reported by caregivers included diabetes, hypertension, rheumatoid

arthritis, asthma, and sinusitis. One caregiver was pregnant. One had surgery during

the period of time that her husband was receiving chemotherapy, one sustained a knee

injury that required immobilization, and one was having perimenopausal hot flashes.

Caregivers rated their health as very important. On a scale ranging from 0 (I never

think about my health) to 10 (My health is a top priority) the mean scores were 8.2,

8.6, and 8.0.

Knowledge

Participants had varying levels of experience with illness care at home prior to

their experiences with cancer. Several patients and caregivers were able to draw on

previous experience with providing care for an ill family member. For some patients,

earlier experiences shaped their own behavior once they became ill. In particular,

patients who had found a relative difficult to provide care for in the past made

conscious efforts to not be similarly difficult for their caregiver. Although previous

experience with caregiving was drawn upon by some in the present situation, a

number of participants found no similarities between the previous and current

situations.

Most patients and caregivers knew little about chemotherapy prior to the

patient’s own treatment with it. As one caregiver said:

C: I really don’t know anything about cancer. I don’t know anything
and I haven’t been around anyone who's had cancer.

124



Some thought that chemotherapy and radiation were the same treatment modality:

C: I didn’t even know what chemo was before I came down here. My
girlfriend, whose son is taking it, told me what it was. I thought it was
radiation and she told me it wasn’t radiation, it was something else.

When asked what questions he would like to ask the oncologist, another caregiver

replied:

C: What exactly is chemo'? I know it’s radiation treatment, but, uh--.
P (interrupting): No, it’s not radiation. C: (Laughs and rolls eyes).

Family Roles and Responsibilities

Family roles and responsibilities were an important structural feature of daily

life for participants and a source of satisfaction and support as well as of worry and

concern. As noted above, two participants had responsibilities for young children.

Four couples had adult children living at home. Four caregivers were providing care

for elderly parents or parents-in-law when the patient was diagnosed with cancer.

Employment

At the time when the first signs of cancer were discovered, 2 patients and 9

caregivers were employed full time. One patient and 4 caregivers were full-time

housewives. Two patients and 2 caregivers were unemployed. Another 3 patients

and 12 caregivers were employed part time. Many part time workers had retired

from full time employment, but continued in a paid position in some capacity after

"officially" retiring. Two patients were temporarily disabled because of another

illness and 2 were permanently disabled. Eight patients and one caregiver were

retired.
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Living Arrangements

At the beginning of the cancer experience, 14 of the dyads lived together.

Twelve of these were spousal dyads. One household consisted of the patient and 2

adult children and one household consisted of the patient and her non-relative

companion/caregiver. Five patients lived alone and four caregivers lived with family

members other than the patient prior to the cancer diagnosis.

These conditions provide an overview of the life circumstances in which

cancer occurred. Many study participants were experiencing a period of stability in

their lives prior to the cancer diagnosis. However, some were in the midst of other

major life transitions, such as pregnancy, job change, marital change, or another

illness when the first suspicion of cancer arose. Thus the background conditions for

illness care varied considerably across the sample. However, regardless of the

stability or flux out of which the cancer experience evolved, it resulted in enormous

disruption in the lives of participants. This disruption will be examined next.

Cancer and the Conditions for Illness Care

Entering the Cancer World’

The first awareness that something was amiss ushered in a difficult period of

time for study participants. During this time, they were entering the complex world

of cancer, dealing with the terror of becoming clients of that world, and struggling to

*"Cancer world" and "cancer culture" were in vivo codes, terms used by
participants which captured the experience from their perspective. These terms refer
to the loosely connected maze of health care specialists, treatment facilities, medical
technology, community-based support services, and information resources.
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prepare for the unknown but feared demands of treatment. It was a time of

simultaneously having to cope with a devastating diagnosis, make rapid decisions

while in emotional shock and physical discomfort, and arrange their lives to

accommodate cancer treatment. During this time, two intertwined processes

occurred: the often protracted process of medical diagnosis and treatment decisions

and the process of creating the conditions at home in which treatment could be

accommodated. Thus, one of the first aspects of illness care to be carried out was to

create those very conditions which would allow illness care to proceed. In this

respect, there is an active, reciprocal interaction between illness care itself and the

conditions for illness care. In addition to these two processes, most of the study

participants engaged in an interactional process called becoming partners in cancer

treatment. This process created and solidified a dyadic focus for illness care.

In this section, a brief overview of the process of medical diagnosis and the

beginning of treatment will be provided to give the reader a sense of how participants

entered the cancer world. Next, the conditions for care identified previously will be

revisited. Profound changes in these conditions occurred during this period as the

background conditions evolved into the conditions for illness care. Finally, the

process of becoming partners will be discussed. Although these processes will of

necessity be described sequentially here, they occurred simultaneously, making

extraordinary demands on those involved.
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Reaching a Diagnosis

Study participants began to enter the cancer world with the first intimation that

something was wrong. The way in which participants became aware of the first sign

of cancer varied. Three participants discovered a lump through self-examination and

sought medical care. Ten others had symptoms for which they sought an explanation.

These symptoms included pain (3), cough (2), hoarseness (2), gastric distress (1),

weakness (1), and abdominal distention (1). One participant entered the diagnostic

process after a syncopal episode. Two participants were being monitored for cancer

related enzymes because of previous tumors and began a new series of treatments in

response to rising enzyme levels. Tumors were discovered on routine examinations

for three participants and during surgery for a unrelated problem for another.

Regardless of the first sign of cancer, its discovery launched participants into

the diagnostic process, a particularly difficult period of time. For some, the diagnosis

was made swiftly and was followed immediately by treatment recommendations. For

others, achieving a diagnosis was a protracted process which involved numerous

inconclusive tests and consultations with a number of physicians. The presence of a

malignancy was not always suspected at first and some participants went through a

course of treatment for a benign disorder before more aggressive measures were

taken. Others encountered problems of access to health care because of limitations in

or lack of health insurance and were referred to several facilities before finding one

that would provide a complete workup and treatment. Even after the initial diagnosis

of cancer was made, there was a period of time for some participants in which the
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diagnosis was refined and the extent of disease evaluated through further tests and

surgical procedures. Thus, the period of time between the first sign of cancer and the

arrival at a reasonably definitive diagnosis spanned weeks, if not months.

As the diagnosis became clear, the question of the right course of treatment

became salient. Deciding upon a treatment plan for many participants meant

considering a range of options. Participants tended to accept the physician’s

recommendation regarding the preferred type of treatment. However, some sought

second opinions at this point and some considered getting a third opinion.

The window of time for making treatment decisions could be very short:

P: It's overwhelming. Like I said, I think the time factor is a big one,
because it’s not like you can gather all this information and then go
away to think about it for a while. I mean, you pretty much have to
act very quickly, make decisions about, "Am I gonna go to the East
Coast for a second opinion? Am I gonna stay here?"

Beginning Treatment

After varying lengths of time in the diagnostic process and the decision-making

period, participants began treatment. This was a critical step, for it signaled an active

process in which participants felt that they were doing something about the cancer.

The anxieties of the diagnostic period had turned into the reality of having cancer.

While the treatment period was fraught with uncertainties about the efficacy of

treatment and its eventual outcome, the distress of uncertainty was mitigated to a

certain extent by the sense that now something was being done.

Most persons in this study received a combination of treatment modalities.

Only 6 were treated with chemotherapy alone during the period of time captured in
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the data. Six had chemotherapy and radiation. Four had surgery followed by

chemotherapy and 4 received all three of the major treatment modalities: surgery,

chemotherapy, and radiation. For some chemotherapy was given alternately with

radiation. Thus, the initial demands posed by treatment and the logistics of receiving

it varied considerably.

During the process of establishing a diagnosis and beginning treatment,

participants attempted to make projections about what would occur during treatment

so that they could make the necessary arrangements in their lives. Such projections

were difficult, however. Often, only a tentative course of treatment could be plotted

at the outset, so that the duration of treatment and precisely what it would entail were

not known initially. Further, many of the participants had no previous experience

with someone with cancer upon which to draw. Others had known someone with

cancer but did not find the experience of the acquaintance relevant to their own. In

general, participants tended to expect the worst in terms of side effects and disability.

The diagnostic and preparatory period was noteworthy for the lack of contact

between study participants and oncology nursing specialists. Most participants saw

multiple medical specialists during this time, but not one mentioned a nurse as an

important professional figure in their cancer experience until chemotherapy was

begun. At that point, they began to have access to the education, support, and

guidance provided by the nurses in the setting for chemotherapy administration. But

by then, participants had already been through a long process of planning for how
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they would manage the demands of treatment at home. This process was undertaken

with no guidance from nursing and with little guidance from physicians.

The Conditions for Care: Initial Disruptions and Arrangements

As the diagnostic process unfolded, changes that were far-reaching and even

dramatic occurred in the life contexts of participants. Some of these changes were

inherent in the cancer situation, arising from the disease process itself and its

meaning. Other conditions were actively changed by the participants themselves in

order to meet the projected demands of treatment. In this section, the background

conditions will be revisited in order to demonstrate the fluctuations in conditions that

occurred early in the cancer experience.

For many participants, cancer treatment was begun in an atmosphere of

emotional crisis. Patients and their family members often felt stunned by the

suddenness with which their lives were changed and the rapidity with which they had

to assimilate the diagnosis of a life-threatening disease and make treatment decisions.

As one woman said,

P: He told me that it was malignant and that was devastating (crying).
I’ve cried so much. But that was devastating to hear that word.

Another said of her response to the diagnosis:

P: I like to went crazy...Oh, I was so upset. I was really upset and
extremely depressed.

The possibility of losing a loved one to cancer opened up a empty void for some

caregivers as they imagined life without the person with cancer:
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C: He's just about the most important thing to me. (Sobbing). He’s
all I got.

The devastating prospect of losing a loved one was not the only source of

emotional distress during the diagnostic process. Unfortunately, the way in which the

diagnostic process was carried out was also a source of distress for some participants.

They were especially distressed when their concerns were treated with apparent

casualness by physicians. For example, one caregiver was very angry when a breast

lump which the patient had been advised not to worry about turned out to be cancer.

A full year after the patient first brought the lump to the physician’s attention, a

mammogram was done which revealed breast cancer. As the caregiver said:

C: Well, first I had some anger in me. The first doctor didn’t have
her take a mammogram the first time she complained about this lump.
Things like that. First I was angry. I really still am. Because (if it
had been found) at that time we wouldn’t have gone this far.

Other participants experienced anger as a result of delay in getting treatment started

after the diagnosis was made:

P: It seemed to me an inordinate time to make a determination and get
me started. I’ll tell you, my personal feelings were that it was too
damn large. It was, "What the hell’s the difference how soon you get
the treatment." That was the impression I got. And I was becoming
more and more angry.

Overall, the diagnostic period was a time of intense emotional distress for

participants. The emotional upheaval and crisis of this period of time constituted an

enormous disruption in the well-being of patients and caregivers alike. It created a

very difficult context in which to begin the new endeavor of cancer-related illness

Ca■ e.
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Functional Status and Self-Care Ability

A few patients experienced a decline in functional status and self-care ability

during the diagnostic period relative to their background health. However, most

experienced no such decline until they began to have side effects from the

chemotherapy. Those who noticed a decline from the outset were generally those

with active disease symptoms. Pain, weakness, edema, and difficulty eating were the

primary symptoms producing early disruptions in self-care ability. For example, one

man described the symptoms that resulted from a pelvic tumor and lower extremity

edema this way:

That’s restricted my movement a great deal and I can’t stand and I
can’t do much walking or sitting without having my leg elevated. And
then, of course, I’m fighting the pain all the time. The pain is in my
back and it’s quite intense and so I’ve been taking different pain
medications.

Describing the effect of these symptoms on his day-to-day life he said:

It’s as though I’m lucky to be ambulatory at all. I can’t count on being
able to do anything at all. So that’s upsetting.

Knowledge

As noted above, participants had little previous knowledge of or experience

with cancer. At this point, it was difficult for participants to even project what kind

of knowledge they might need:

C: I'm just worried because I don’t know what to expect. I really
don’t. He mentioned one time that he was having twinges or something
and ...he was saying, "Well, if I have a seizure?" and I thought about
what if something does happen, what am I to do? I’d like to learn CPR
and I’d like to learn some other things. I don’t know if any of it can
help, but anything I can do to help. It’s kind of scary in a way. I
don’t know what to expect.
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Lack of knowledge, coupled with vague and uncertain projections about what kind of

knowledge would be needed, was frightening:

C: I'm afraid that something might happen where I’m not prepared to
take care of it. And what do I do? Do I throw him in the car and take

him to the emergency room? I found out where the closest hospital is
and I thought, "Well, what if I can’t get him in the car, call 911?
What?" And I don’t even know what to tell the doctors if anything
does happen. I just know that he's been taking chemotherapy and
that’s it. I don’t know where his cancer is, I don’t know anything
about it. I think I need to know more about it.

As they set about acquiring the knowledge considered necessary, participants

used many sources of information. Approaches to information-seeking ranged from

casual to highly systematic research. Most participants read widely and read much,

even to the point of saturation. Scientific literature and lay publications alike were

used. Friends with experience with cancer were frequently consulted:

C: That’s why I’m trying to learn about it and read up about it or
something. I have a girlfriend, her son's gone through it. She told me
a few things about it. She told me how to not let him get depressed
and to make him do things. I didn’t even know what chemo was
before I came down here. My girlfriend told me what it was. I
thought it was radiation and she told me it wasn’t radiation, it was
something else. But I’ve talked to my brother a little bit and he's told
me and stuff, but I don’t know. My dad won’t tell me. I mean I can
ask him questions and he just tells me what he wants me to hear.

Popular literature was a frequently used source of information:

I: Did anyone sit down with you and explain what (chemotherapy) was
and what to expect?
C: Not really. Not really. I’ve kind of glanced over this book. And
see, I have some other things to read, too. I’ve read an article in the
Kiwanis magazine. They had a good article.
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Participants varied in the degree to which they found health professionals to be

good sources of information. Comparing his present experience with chemotherapy to

surgical treatment for cancer 6 years previous, one patient said:

P: This time it was as though every question I would ask, seemed I
couldn’t get a direct answer about anything. It’s certainly been my
major problem is just the not knowing and the ignorance. The
information that I got was always secondhand or what I could glean
myself from investigation. And there isn’t a hell of a lot out there to
learn.

P: (The nurses have been involved with teaching) only to the point
where they gave me that book and told me if there were any questions
or what have you. But otherwise, they haven’t been involved.

P: This nurse was the--that was the first time that I’d gotten any direct
answers to any of my questions. She took the time to give me the
information that I felt I needed. She wrote a number of things down
for me, what to expect, gave me the booklet on chemotherapy and I
read that.

Some information was discovered serendipitously. One couple described at

length (in separate interviews) a television movie they had seen about a young man

with cancer and his caregiver. Both participants portrayed themselves as being

riveted by this movie, and in spite of the many differences in situations, they gained

some useful information from it. The caregiver found the portrayal of the patient’s

mood swings to be particularly helpful and reassuring, since this was something that

she had to deal with. In spite of the great meaning that both patient and caregiver

found in this movie, the physician’s comment was, "Why didn’t you watch the

Olympics instead?" The patient said, "Well, I can pretty much predict what’s gonna

happen there!"
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The timing of information was critical. In the early stages of treatment some

participants expressed difficulties with getting enough information and some

experienced information overload. Information was desired, but was also found to be

frightening:

C: The one thing that I think we both found rather disturbing is the
literature that they gave us prior to the treatment. It paints such a
drab, dark picture. I think it should be "This is the worst that can
happen," instead of, "this will occur." I mean, they’re too negative.
And it frightens a person actually. P: Oh, it does. I know I tried to
read part of one book one evening just before I went to bed and that
was a bad thing to do, to read those books just before going to sleep,
because I dreamt about it all night long and I didn’t sleep at all.

Some participants consciously chose not to seek information:

P: (Referring to educational material on chemotherapy side effects): I
flipped around in it and made up my mind I’m not going to look at the
side effects because of power of suggestion and the problems I get the
Lord will give me and I’ll be happy with it. So that was my attitude
about the side effects. I didn’t know what they were, so I didn’t have
any for the first course.

Family Roles and Responsibilities

Family roles and responsibilities also began to shift as participants made

arrangements for care at home during treatment. In spite of not knowing what kinds

of assistance they might need, most patients anticipated needing or wanting the

involvement of a family member in the treatment process. Identification of who this

person would be was thus one of the early steps in creating a context at home for

cancer treatment. For married participants in the present sample, this person was

without exception the spouse. This seemed to be a function of expectations about the

spousal role and simple physical proximity. For a number of participants, the spouse
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was the only family member living in the immediate geographical area. Concerned

children were often involved in various ways, but often they lived at some distance.

For patients who were not married, the identification of a caregiver was a more

complicated matter. Adult children most often filled the caregiving role. However,

when the patient had several children, the one who ultimately took on the caregiving

role was carefully matched for the position. This matching process seemed intuitive

and unspoken, rather than an overt, conscious decision-making process. Several

factors influenced the identification of the caregiver. Most important was the

judgement that the personalities of patient and adult child were compatible. Also

considered was the history of the relationship. Anticipated needs in conjunction with

the availability of the caregiver were also factors. If it was expected that the patient

would need someone residing in the same household who could be there on a 24-hour

basis, the caregiver's living arrangements, employment situation, and other family

responsibilities were key considerations.

C: My brother couldn’t take off work any more. He was losing a lot
of work taking him back and forth. And they just knew I needed to be
out of the situation I was in. It kind of helps us both for me to come
up here and move. I have another sister and she's...I don’t know. I
think I’m just the best person to handle Dad. I’m strong enough to be
able to handle him and everything... My sister, if she came up here
she would drive him nuts. We get along a lot better. We always have.

As the caregiver became involved with cancer-related care, his or her other

family responsibilities had to shift to accommodate the new and presumably extensive

role. In particular, arrangements for the care of children and elderly family members

had to be made.
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Living Arrangements

Three caregivers relocated in order to live with the person receiving treatment.

One caregiver moved in with her father, one made arrangements to stay with her

mother in the mother’s home for the duration of treatment and recovery from

treatment, and one spousal dyad who were separated at the time of the cancer

diagnosis reconciled and reestablished a joint household, a process that required

moving for both. Although only 15% of the sample experienced these kinds of

relocation of household, when they did occur, they presented unique strains.

Adjusting to a new community, being away from friends and family, managing two

households, and moving into a new home could be difficult.

C: I get tired of sitting here by myself. I get kind of bored and lonely
and it gets kind of expensive calling my friends.

P: There’s an adjustment there for both of us. I'm afraid she has to
adjust more that I do. It’s been a major adjustment for C, I guess.
And that’s difficult for me to accept, that I know that this is not easy
on her or wouldn’t be easy on anyone. What the hell, that’s why I've
lived alone. I’m an irascible old fart. And I rather enjoy being that
way...If I don’t (temper that now), I'm afraid I’ll lose her.

Employment Arrangements

Extensive employment arrangements were made by both patients and

caregivers with respect to the upcoming treatment for cancer. Employed patients

made arrangements with employers and clients for reducing or eliminating

involvement in work responsibilities:

P: My employers say don’t come to work if I don’t have to. A lot of
the things these days I can do over the phone anyway.
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Some caregivers made similar arrangements with 2 of the employed caregivers

taking leaves of absence and 2 others reducing work-related responsibilities. One

caregiver described how she worked out plans to be away from the office as needed

for illness care:

C: I just sat down and told her (supervisor). She said, "I understand."
I said, "Well, thank you, because if you didn’t understand, I’m sorry.
Cause my first priority is my family. My family comes first."

Another found focusing on her work so difficult that she could not continue:

C: I couldn’t concentrate very well at all when this first happened, and
maybe it was precipitous to drop out but there’s no way you can do a
job like that the way I was doing it. There was just no way I could do
it and I looked at my own self-care in that case and said, you know,
this is-- I can’t think.

Thus, during the period of diagnosis and preparation for treatment, far

reaching changes occurred in family roles and responsibilities, living arrangements,

and employment. In addition, there were urgent efforts to acquire the knowledge

needed for cancer-related illness care. It was a period of emotional upheaval for all

and increasing functional impairment for some. The overall effect was a

transformation of the background conditions into the initial conditions for illness care.

Some of this transformation was brought about through the efforts of patients and

caregivers. Other aspects of the transformation, such as disruption of emotional well

being and declining functional ability, were inherent in the cancer situation. It was an

extraordinarily difficult period for study participants as they strove to shape the

conditions at home for illness care and to cope with the devastating diagnosis. Also

during this time, changes also began to take place in the relationship of the
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patient/caregiver dyad. The interactional processes through which these changes

unfolded were so significant for creating and solidifying a dyadic approach to illness

care that they will be dealt with in some detail in the next section.

Becoming Partners in Illness Care

As the diagnostic and early treatment process evolved and the conditions for

illness care at home were created, new interactional processes between the person

with cancer and the caregiver also emerged. Although interactional processes will be

dealt with in more detail in the next chapter, one process central to the early period of

the cancer experience will be addressed here. This process is called "becoming

partners in illness care." Among study participants, partnerships for care emerged to

a greater or lesser degree. At one end of the continuum were those dyads in which

the caregiver provided only occasional assistance with tasks, such as driving. At the

other end were those dyads in which a deep, mutual involvement with illness care

emerged. This mutual involvement was conceptualized as a partnership. Partnerships

were the basis for the collaborative pattern of care which characterized most of the

dyads in this study most of the time. In partnerships, the person with cancer had the

self-care ability to participate in much illness care, but also desired the caregiver's

involvement and the caregiver wished to be involved. Since collaborative care carried

out through a partnership was the primary mode of illness care in this study and since

an illness-related partnership was a new interactional experience for many of these

dyads, the process of becoming partners will be discussed in some detail here. Other
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configurations for care, such as networks, were less well represented in the data and

will not be addressed.

Becoming partners was the process of developing a mutual involvement with

the cancer world and the management of treatment-related demands at home. When a

partnership developed, there was ongoing participation by both members of the dyad.

They experienced treatment together, one receiving it and the other as

supporter/caregiver. Often, participation with cancer treatment and with illness care

at home were spoken of in the plural:

C: We feel this is a treatment we have to go through to prevent any
further outbreaks or something like that.

Functioning as partners in relation to illness care was a new practice for many

dyads and represented a change in their accustomed approach to getting health care.

It was a reflection of the seriousness of the situation. In the past, routine

appointments were handled individually, but the seriousness of the cancer situation

elicited the involvement of a family member. As once caregiver said:

C: It’s only been with the serious problems that I’ve been attending
(medical appointments). Usually, I had no idea that she was having a
checkup, unless she told me.

Some dyads had a long-standing tradition of partnership in relation to care for

other illnesses. For example, several dyads had established an illness-care partnership

for major surgical procedures in the past. While previous experiences formed the

basis for interaction as partners, the specific content of illness care in the cancer

situation was found to be different by study participants and they voiced little carry

over from the earlier experience to cancer-related care.
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An important avenue for establishing a cancer-related partnership was going

together to medical appointments and treatments. Going together was far more than

the provision of transportation. Instead, this practice constituted a primary way of

becoming mutually involved. It afforded an opportunity for both to become familiar

with the treatment environment and to talk with the nurses and physicians. In short,

it was a way of finding out what was going on:

C: (It's) not that she couldn’t be dropped of (for treatments) and left
by herself, but I think we all want to know what’s going on and that’s
one way to feel part of it.

Going together to treatment and consultations also allowed caregivers to be a

"second set of ears" and to hear information which was later discussed by the dyad:

C: (What going with him) means is that there’s two pairs of ears
listening and interpreting and each of us hears different things and then
we can ask questions. And so I think it’s really important for the
spouse to attend the consultations and meetings. And I took a lot of
notes and we reviewed them later and I said, "Did you understand that
they said for you to do this?" "Oh, I understood this." But I think it’s
really important to attend those meetings and to be present whenever
there’s a conversation going on. Because last time Dr. A. was asking
him some questions about different things that happened and some of it
he didn’t remember that it had happened and I did, so that was helpful
as well.

These statements contrast with those of family members who provided transportation,

but did not become involved as partners:

C: I've been through it with a few friends before. I knew what to
expect, but it’s boring. So I stayed there a few hours and I went and
came back.

C: I went in with her, sat there for about 2 hours. For me, it was
boring and she was dizzy, you know, and I didn’t want to talk to her
too much otherwise. I didn’t know if she was gonna get sick or
nothing. But it wasn’t that bad. It was just that I was just bored.
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Dyads who formed illness care partnerships engaged in all aspects of the

cancer world together. This was a foreign world to participants with newly diagnosed

cancer and the world of chemotherapy was new to all study participants. Being part

of the cancer world entailed becoming familiar with treatment options, learning the

language of the cancer world, and reading about popular approaches to treatment

which could be interwoven with medical treatment (i.e. thinking positive thoughts).

Joint involvement in these activities formed a solid, shared experiential basis for

understanding what having cancer was like and understanding the cancer world itself.

A shared experiential base solidified the partnership and created a perspective that

caregivers with more peripheral contact with the cancer world sometimes failed to

grasp.

The difficulties of grasping what it is like to be a member of the cancer world

when one is only an infrequent participant was vividly illustrated by a patient who had

a network of friends who provided support, but who did not have a primary,

consistently present partner in the treatment process. On one occasion she was

accompanied to treatment by a friend with whom she had an ongoing relationship but

who was not geographically close enough to be a regular part of her cancer world.

On one occasion her friend was in the Bay Area and accompanied her to treatment.

The friend was surprised at how quick and apparently "easy" the treatment was:

P: They had everything drawn up and ready to go it was like lickety
split and I was out of here, and I don’t want anybody to think this is
easy, and he said to me, "Oh, you’re done already." And I said,
"Yeah, she had it already drawn up and she didn’t have a patient and I
sat right down and we went--" It’s like don’t ever think just because
it’s fast that it’s easy!
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Becoming partners in the treatment process allows a shared experiential basis

for understanding the meanings and difficulties of membership in the cancer world

that color what often are simple technical procedures. As the patient above said,

"This isn’t a B12 shot!"

How did partnerships evolve? Sharing information and inviting the caregiver

to be present for treatment sessions were important interactional processes in the

development of partnerships. Without them, it was difficult or impossible for a

partnership to form. One caregiver who wanted to become more involved but whose

role was kept relatively peripheral by the patient said:

C: I want to know what’s going on and I want to know everything and
my Dad just tries to protect me from it. I’m his baby.

Patients who invited participation by caregivers did so in many ways. Often reading

material was shared:

P: Symington. I used that book. Somebody gave me that book and I
read it thoroughly and gave it to C to read.

Sometimes, caregivers held back until they perceived their participation to be invited:

C: What had not happened when he went for the radiation and when
he also went for consultation with the first oncologist, is I did not go
with him to those meetings and when we went to UCSF I did. And I
realized it was very important for me to do that. I offered to go with
him to the consultation about the radiation and he said, no he didn’t
think that was necessary. Later I think it was interpreted that I wasn’t
interested. But then we talked about it at a later time. And I said,
"Well, you know, I asked but you said it wasn’t necessary." But then
we talked about it. And he then asked that I go with him to the other
OTICS.

Professional and institutional practices did not always facilitate involvement of

the partner. One shy caregiver whose intense involvement with managing cancer
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related demands was readily apparent at home was quiet and unassertive in the

treatment facility. When not invited to be present for medical consultations, she

stayed in the waiting room:

C: Of course, I didn’t get a chance to listen in or anything because
when he was in there with the doctor, whoever checked him out, I
wasn’t in there with him. I just stayed in the waiting room.

An employed caregiver who also felt somewhat left out had this suggestion for

hospitals:

C: Maybe when someone like P is released from the hospital it should
maybe be after hours, so the person that’s going to be working with
him at home can come in and sit and go over this before he’s sent
home. But generally, they want you out before noon. And a working
person can’t manage that. But maybe they could shift their entry of a
person into the hospital so they can release him after 4:00 or 5:00 and
then the family member that’s having to maintain a job can be there at
that time. To me, that would be helpful.

The Conditions for Care Revisited

As noted above, participants had experienced considerable change in the

conditions of their lives by the time they began chemotherapy. They had gone

through much emotional turmoil upon receiving the diagnosis of cancer, they were

dealing with reduced levels of functional ability due to pain, anorexia, weakness, and

possibly surgery or radiation. Information had been gathered from many sources.

Some who had been living alone now had someone living with them. Patients and

caregivers alike had adjusted their occupational responsibilities or taken leaves of

absence. Arrangements for the care of other family members had been made. This

period of time was notable for the major disruption and extensive arrangements in the

lives of many participants.
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The collection of data over time revealed that the disruptions and arrangements

of the first phases of cancer were not followed by what could be characterized as a

stable or settled phase. Instead, the conditions under which family-based care were

carried out continued to be in flux. These fluctuations were more dramatic for some

participants than others, but all experienced at least intermittent changes in conditions

across the course of treatment. In this section, the conditions for family-based care

will be revisited yet again, so as to show how conditions remained in continual flux.

Emotional Well-Being

Over the course of the treatment process, the emotional distress experienced

during the diagnostic period tended to moderate for many participants. They found

treatment not to be as bad as they had expected and regained a sense of emotional

well-being as a result. When tests to evaluate the effect of treatment on the tumor

revealed regression or remission of disease, feelings of joy, hope, and optimism

resulted.

However, emotions could be quite volatile over the course of chemotherapy.

One participant cogently described the emotional swings across the course of

chemotherapy in term of terror, elation, and let down:

P: When I was first diagnosed, it was just the stark terror of having
cancer and not knowing if you’re gonna live and having everyone
mobilize around you and all that. The family and the visiting and
everything. Then now since I’ve been in remission probably for a
couple, it seems like it’s a couple months, maybe it’s not that long, six
weeks? Isn’t that funny? It seems to me like months. So it takes, I
feel like it takes a different kind of coping and then I’m going through--
initially, I felt very elated that I was in remission, and then I felt,
almost like a sense of letdown from the previous energy and
mobilization and kind of feeling tired.
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Another described the emotional swings that occurred over the course of a day:

P: I notice I go through emotional highs and lows and right now I feel
great. Earlier, a half hour ago, I felt blah. So that’s what happens.
I’m not looking forward to 6 months of this crap.

Emotional swings also occurred when side effects began:

C: We were both kind of euphoric that we thought he got away with
not being sick....Everything seemed fine, he just felt like he was
normal him. So, I felt saddened when he started throwing up and
puzzled and I thought, "Oh, gosh."

The long duration of chemotherapy took an emotional toll. As treatment wore

on, participants experienced many emotions, including depression, anger and

frustration:

C: He's been real depressed about the chemo and having to go in,
even though he thinks it’s helping him and everything. But he is just
tired of going in and feeling like crap for most of the time.

C: P's been feeling pretty depressed the last couple days. He was
crying in the car on the way home. He was saying he didn’t want to
leave me, he didn’t want to die. That’s been going on for the last
couple of days. I think that’s because of the weight going down and he
seems to be getting weaker.

Four months into a 6-month course of treatment, one patient said:

P: What I’ve been going through the last few days is just feeling really
angry about all the side effects from the chemotherapy and I think it’s
from the constant reminder that it creates for me... So I literally, the
other day, said, "Maybe I should just quit."....So I'm probably in a
very different space than I’ve been in since the beginning.

Referring to the middle period of treatment, another patient said:

P: That was frustrating because you want to do things, but you can’t
do them. You have to rely on other people.
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As treatment proceeded, loneliness set in for some. One caregiver felt

particularly lonely over the Christmas holidays, a time during which her husband was

very ill with severe side effects:

C: It was a very lonely, very lonely time. I think it was mostly lonely
because I felt like there was no one....I was a lost soul. I really was.
And you don’t feel like calling anybody, especially during the holidays
when, you know, here you are with all those horror stories and this is
supposed to be a happy holiday. You don’t feel like intruding on
somebody.

Emotional distress made providing illness care difficult for some. One

depressed caregiver said:

C: My emotional state right now (makes it difficult to help P), cause I
think that makes it worse for him. He gets upset when I’m upset. And
I try and keep it in.

Functional Status and Self-Care Ability

Functional status and self-care ability varied greatly across time for almost

every one of the participants. In some instances, striking changes were noted from

one interview to the next. One participant who had been bedbound and too ill to be

interviewed in the middle of treatment had resumed many of his usual activities at the

conclusion of treatment, including being able to take oral nutrition on his own rather

than by tube feeding. Another participant who was followed for 5 months felt well

enough to manage much of his care independently after 2 months of treatment and

shortly thereafter felt well enough to return to work. However, in another 2 months

he had experienced a sudden and massive resurgence of tumor activity, became

terminally ill and lived for only another 2 months. Yet another participant was very

independent after the first cycle of chemotherapy, doing most of his care himself and
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working part time. He was almost unrecognizable to the investigator a month later

during a clinic visit. He was barely able to walk and required the use of a cane at

this time. With a change in treatment protocol, his functional status improved.

The volatility of functional status is illustrated in the following examples:

P: I’m amazed at how well you’re able to get between the treatments.
I think that’s very reassuring to me. Gee, I plan to take a trip back
East after the next treatment.

P: It’s horrible, that sick to your stomach all the time. And there are
times when I’ll wake up and I’ll feel great. But there are times that it
just--you can’t depend on it going to be one way or another and it
changes. Your feelings change. Either you’re sick or you’re not.

Changes in functional status and self-care ability could be rapid and dramatic:

C: For almost two and a half weeks, he has just had juices and liquids
and very little solid food. And yesterday, the radiologist said, "No
more radiation until you can take a little more food and you’re not so
sore in this area." And then he prescribed this new medication. When
I got home from work, he was dressed, he was mobile, and he was
actually eating again. And last night he went out to a restaurant with
friends and lo and behold, he had a bowl of chili! And he said it tasted
so good. He just could not believe that he got it down and it didn't
cause a problem for him. He was elated when he came home.

The extent to which functional status could vary from one treatment cycle to

the next is demonstrated in the following example. At the first interview, the person

with cancer said:

P: I feel very well. I do not, at the present time, feel any restrictions
brought about by the illness at all or the medication.

After his next cycle he said:

P: By Saturday night I knew I wasn’t feeling good. Sunday I went to
bed and basically I didn’t get out of bed for two weeks as far as
activity is concerned. I got up and I’d walk around and I’d sit down
and read the paper or something like that, but I was bedbound as far as
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I’m concerned. I had absolutely no will to do anything. I was
moribund.

The effectiveness of illness care practices also varied with the presence of side

effects. When something that had previously worked became ineffective, participants

were frustrated:

C: When he’s not eating we feel very helpless. We feel frustrated.
One day it’ll work and the next day it won’t and, what’ll I do now and
what can I think of next and sometimes a soft-boiled egg is great, the
other time I give him a soft-boiled egg he says, "Ooo, it takes like fish
food." "Why are you changing your cooking," he says? I says, "I’m
not. Your taste buds are changing."

Caregiver health and functional ability also varied across the course of

chemotherapy. One caregiver who became exhausted said:

C: You get about 2 hours sleep and the machine (tube feeding pump)
goes off. You get up, empty it, and clean it out and flush him out and
then he goes back to sleep and then it’s hard for me to go back to sleep
for a while. Saturday, P wanted me to come in there and lay down by
him while he was getting fed and I fell asleep about 3:00 in the
afternoon and I woke up, emptied out his tube, laid down, fell back to
sleep again. It was just like I’d taken a sleeping pill. I slept hard.

Knowledge

In spite of gains in knowledge during the early period of illness care, there

were times when knowledge was inadequate for the demands of treatment. Especially

when a new treatment was instituted or new or worsening side effects were

encountered, knowledge and experience might be inadequate. Even participants who

had become quite sophisticated about illness care during cancer treatment sometimes

were unable to recognize deviations from an established pattern of response. Actions

that effectively managed the demands of illness at one point, were sometimes not
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effective in the new situation. Thus, although knowledge, skill, and experience

increased over the course of treatment, the adequacy of a given body of knowledge

could suddenly become inadequate under new circumstances. Participants continued

to seek new knowledge over the course of chemotherapy, but such behavior usually

did not have the sense of urgency characteristic of the early period of treatment.

P: When I first got cancer, I’d hit the libraries and I read everything
that I could read and I became aware of how little we really know
about the disease. And I’m interested if I see something on television,
that they’ve come up with a new drug or something like that. It
interests me, but not to the point that I’m gonna have to go check that
out. Not now, no.

Information-seeking tended to be more focused at this point, tailored to

specific care problems which arose, rather than targeted at knowledge about cancer in

general.

C: There’s another lady at church who’s going through chemotherapy
and I was telling her how ill P was, nauseated, and she suggested
Ensure. I thought you need a prescription to get it. I wasn’t sure what
it was and she said, "Oh, no," and she sent me to Walgreens.

P: Of course, in reading this pamphlet, that’s been my bible, and I
think, "Well, this will happen or that will happen, so I’m not disturbed
by it now.

Family Roles and Responsibilities

Family roles and responsibilities also tended to fluctuate over the course of

treatment. For some caregivers, new needs of family members other than the person

with cancer arose and required the caregiver’s attention. This required new

arrangements so that all needs could be covered. The new family needs were
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evaluated and acted upon in light of changes in the patient’s condition and needs and

other resources that could be called upon.

I: Has there been any change in the pattern of your life, between being here
and going home periodically? C: Yeah. I’m usually able to go home a few
weekends. Like last week I had to go home because (husband’s mother)
needed to go in for a test and it was going to take all day and he couldn’t get
the time off. So I went down Tuesday and came back Thursday. And she
was here and she was fine.

Living Arrangements

Household composition was generally stable for most participants over the

course of treatment. However, two households moved during treatment, adding

considerably to the stress endured during treatment. For one household, the move,

rather than the cancer treatment, was the major stressor encountered.

Households that had undergone significant restructuring in preparation for

treatment had ongoing adjustments to make over the course of chemotherapy.

One caregivers who relocated missed her home and friends and found being in a new

community difficult:

C: I hate this area. I just never have liked it. I lived here a long time
ago and I hated it then and I hate it now. And I don’t like the
weather. It’s kind of chilly. And I’m not one to go out and meet
people either. I’m kind of shy.

A temporary problem in living arrangements was encountered by some

participants when the caregiver had to be away for a short time. Trips away were

usually planned for "the good week," but even so, they could be difficult for patient

and caregiver alike. At other times the caregiver's absence promoted more self-care

for the patient, which was seen as beneficial:
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C: I take off and leave when I’ve got business to take care of or
something. He seems like he gets up and eats more when I’m gone
than he would when I was here.

Employment

Shifts and outright changes in employment were also a part of the changing

conditions during treatment. After the initial employment arrangements were made,

new work related demands and new arrangements continued to evolve. Among the 4

patients and 9 caregivers who were employed full or part time during treatment, 7

made changes that either were in response to the illness or influenced their

involvement in illness care. Two patients returned to work during treatment. Two

caregivers who were educators experienced the beginning of a new school year during

the treatment process. One caregiver had a change in working hours which increased

her availability during the day and one caregiver considered changing employment

completely to improve her health benefits. One caregiver who worked in a sensitive,

highly technical, and potentially risky setting curtailed his responsibilities at work

because of the potential for accidents during the stressful diagnostic and early

treatment period. He resumed his usual responsibilities at work as he and his wife

settled into a treatment-period routine.

When looked at as a whole, an enormous amount of fluctuation in conditions

was evident for each dyad. Both caregivers and patients could experience change in

any or all of the conditions. The mix of self-care and caregiving thus occurred under

dynamic and ever-changing conditions and the changes ranged from patterned and

predictable to unexpected and dramatic. Constructing lines of action and interaction
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under such variable conditions required participants to adapt quickly and to recognize

impending changes and their implications for illness care. The volatility of conditions

experienced by some participants can not be apprehended by looking at small data bits

or even at whole interviews. It can only be seen by looking across the whole period

of time captured in the data.

When the fluctuations in illness care were examined across time, it was

possible to see that changes in conditions often occurred in patterned sequences.

These patterns are taken up in the next section.

Patterns of Changing Conditions

In the preceding chapter, it was noted that patterns of self-care and caregiving

emerged for each dyad in relation to the dimensions of illness care. In that respect,

the concept of pattern has to do with the way in which illness care tasks were

apportioned in terms of self-care, caregiving, and collaborative care. When the

fluctuations in the conditions for illness care were analyzed, another aspect of the

concept of pattern became evident. In this respect, it was the fluctuation in the

conditions for care that assumed a pattern or a characteristic configuration over time.

Furthermore, these patterns of condition fluctuations were intrinsically linked to the

shifts between self-care, caregiving, and collaborative care such that identical patterns

emerged for illness care conditions and the ebb and flow of the interface between self

care and caregiving behaviors.

The data revealed three patterns for the fluctuations in illness-care conditions:

a cyclical pattern, a progressive pattern, and an episodic pattern. The same patterns
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also applied to the shifting interface between self-care and caregiving. In other

words, cyclical changes in conditions brought about cyclical changes in self-care and

caregiving and so forth. Figure 3 depicts the shifting interface between self-care and

caregiving under the three patterns of fluctuations in conditions.

Cyclical changes in illness care conditions were characterized by a rhythmic

periodicity in conditions which were accompanied by a rhythmic ebb and flow of

illness care involvement by each person. Cyclical changes were most often changes

in functional status and self-care ability as a result of the waxing and waning of

chemotherapy side effects. A cyclical pattern of change in functional status is

exemplified in the following statement:

P: I feel stronger. After the last treatment, about a week, week and a
half after that, I began to feel stronger. My driving was better. I’m
able to sit behind the wheel and drive...Come Friday, they shoot me
again. Everything changes.

Another condition that fluctuated in a cyclical pattern was emotional well-being.

Discouragement, frustration, and depression occurred for some participants during the

period of side effects and optimism and emotional energy returned as side effects

waned.

Another pattern found was progressive change in illness care conditions.

Progressive change was unidirectional, rather than cyclical. As depicted in Figure 3,

progressive change sometimes produced a steady increase in the amount of caregiving

in relation to self-care. The reverse also occurred, i.e., the amount of caregiving in

relation to self-care steadily decreased for some participants. In the progressive
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pattern, change was most often linked to the cumulative effects of treatment,

recovery from surgery, or worsening or abating of disease symptoms.

For example, one patient was very independent with self-care at the outset of

treatment. Even though he had had a long hospitalization for a complicated surgical

procedure, he had been healthy and strong prior to the diagnosis of cancer and was

able to continue to do much illness-related care for himself. When asked what her

role was when he came home from the hospital, his caregiver said,

C: Well, I did what I could for him. You know, he’s an engineer by
rights and he had his intravenous drip going the way he wanted. He
knew exactly what he wanted done and it wasn’t necessary for me to
really do much of anything other than ask him a hundred times a day
how he’s feeling, which he didn’t like and just be there.

He did well for a while, was able to drive himself to his treatments, and returned to

work while receiving chemotherapy. However, a sudden resurgence of tumor growth

occurred three months after the first interview. He became terminally ill and died at

home in approximately three more months. During the last three months of his life,

his caregiver gradually took on increasing amounts of illness care and was providing

nearly round-the-clock nursing care before his death.

Finally, there were episodic changes. These tended to be one-time or

irregularly occurring events that altered the conditions for care. Examples of episodic

change in illness care conditions include a return to work, an illness in a family

member other than the person with cancer, or illness of the caregiver. A treatment

cycle in which side effects were unexpectedly worse than usual also caused an

episodic pattern of change. One patient who had had minimal nausea and vomiting
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during the first few cycles of treatment described his response to a more difficult

cycle:

P: I think I’d only been sick to my stomach where I’d thrown up, only
once or twice before, throughout all the treatment. But then after that
last one, it was just almost constant, day and night. And so I really
went down, as far as my energy and everything else, because I’m
having a hell of a time eating. I was really just a shell. Hell, I
couldn’t hardly walk.

During this cycle, his caregiver greatly increased her involvement in illness care

greatly in relation to previous and subsequent cycles.

It should be noted that two or more patterns could be evident in any given

dyad. For example, one participant experienced a gradual resumption of activities as

tumor-related pain abated across the course of treatment. He was able to resume

household activities, driving, and some recreational activities. However, he

experienced considerable nausea and vomiting after each cycle, so for a few days his

self-care ability dropped and rebounded in a cyclical pattern.

Given the ever-changing conditions for care and the shifting patterns of self

care and caregiving, the question must be raised as to how the role partners worked

out their respective lines of action in such a fluid situation. This question is

addressed in the next chapter.
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CHAPTER SIX

INTERACTIONAL PROCESSES IN ILLNESS CARE

Thus far, family-based illness care has been conceptualized as a broad range of

behaviors undertaken by the person with cancer and the family caregiver in order to

meet the demands of the illness. The respective roles of the ill person and caregiver

are constantly shifting in concert with the ever-changing conditions under which care

is given. In this chapter, the question of how the self-care and caregiving roles are

worked out vis-a-vis each other will be addressed. As the conditions for care change,

it is necessary to keep the self-care and caregiving roles in alignment so that the

demands of the illness are adequately met and so that patient and caregiver are

satisfied with their respective roles. Keeping the roles in alignment is a fluid,

interactional process in which subtle adjustments and readjustments are constantly

necessary. The following passage exemplifies the interactions around role alignment

for one dyad with respect to the management of side effects:

C: Sometimes over this period (the side effects intensive period of the
chemotherapy cycle), when he gets confused, he’ll ask me stuff like a
little boy. "Should I do this or should I do that?"
P: Well, C's pretty knowledgeable on all these things, cause she can
give you the right answer to a lot of things. So I lean on her to, uh--
C: Take care of things, medical things.
P: Yeah.

C: I sometimes throw it back in your lap, though, cause you are the
guy that’s doing it and I think that’s important. You have to tell me
how you feel. I don’t know how you feel. It’s your pain, it’s your
nausea, your whatever. Nobody can judge that and we have to have a
big discussion on how you feel and he isn’t used to looking into his
feelings. That’s not his thing.
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From an interactional perspective, he "leans on her." Sometimes she "throws

it back into his lap." The interactive processes through which role alignment occurs

are like a dance: through a series of actions and responses, the patient and caregiver

work out their respective parts and carry out the needed illness care behaviors.

When role alignment is successfully achieved through interaction, role

complementarity is present. Role complementarity is a "fit" between the self-care and

caregiving roles. Role complementarity is never a static state; rather, it must be

achieved and reachieved as the fit between the respective roles slips slightly out of

focus and is brought back into focus through interaction. When role complementarity

slips, gaps or overlaps in illness care roles occur.

Although achieving and reachieving role complementarity is an ongoing

process across the duration of the cancer experience, there were periods in which

conditions tended to be in the greatest flux and role complementarity was at risk for

breaking down. These periods are conceptualized as transitional periods in the cancer

experience and they will be examined in the final section of the chapter.

Achieving and Reachieving Role Complementarity

Webster's New Twentieth Century Dictionary defines the verb "complement"

as "to make complete; to be a complement to." A complement is "that which

completes or brings to perfection; something added to complete a whole; either of two

parts that complete each other." This is the sense in which the term "role

complementarity" is used here. That is, the actions of the person with cancer and the

caregiver, when considered as a whole, allow illness care to be carried out in a way
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that completely meets the demands of the illness and takes into account the needs,

abilities, and preferences of both persons. When illness care cannot be carried out

solely through self-care, caregiving completes, or complements, what the person with

cancer is able to do for him or herself.

One patient eloquently captured the sense of caregiving as action to complete

illness care actions that she was not fully able to:

P: It’s like C's an extension of you. Like everything I can’t do, he
does. I mean, it’s just like one person. He’s like my third arm or
something, right there. He just does everything.

Another patient spoke of the way the caregiver completed the symptom management

process, filling in with suggestions when she did not feel well enough to think of what

to do.

P: I guess by then (bedtime) I’m really in such discomfort I really
don’t know what to do and since C is not in the same discomfort, but is
listening to my symptoms, he’ll offer a good suggestion, which I’ll
follow.

Caregiving as completing or complementing self-care actions was captured by another

patient in the statement, "I couldn’t have done it without C."

Role complementarity is depicted in Figure 4. This figure focuses on the

interface between self-care and caregiving in the basic illness care diagram which was

introduced in Chapter 4. Shown in Figure 4 are variations in role alignment, i.e. role

complementarity and gaps and overlap in illness care. In role complementarity, the

interface of self-care and caregiving is characterized by a match or fit between the

two roles. Illness care needs are fully met and there is no undesired infringement of

one role on the other.
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When role complementarity existed, it was the outcome of smooth interactional

processes and was so taken-for-granted by study participants that they did not

comment on it to the investigator or even seem to take note of it. Role

complementarity only became evident to the investigator through its absence in some

situations. When breakdowns in role complementarity occurred, they made visible its

presence in other situation. Although participants did not speak directly about "fit"

between their respective roles, role complementarity was manifested through

expression of satisfaction with the role of self and the role of the other.

Gaps in Illness Care Roles

When neither role partner was able to manage one or more of the dimensions

of illness care, role complementarity broke down and a gap in illness care occurred.

Gaps in illness care are represented by the unshaded area in the illness care circle in

Figure 4. As depicted, gaps can open and close and reopen over time. Opening and

closing of illness care gaps was the result of the combined effects of fluctuation in

illness care conditions and the interactional processes involved in role alignment.

Gaps in illness care occurred in a number of circumstances. Most common was the

circumstance in which a new and potentially serious side effect developed for which

immediate action was needed, but not taken. Such circumstances involved many

factors. For example, in some instances neither patient nor caregiver had the

knowledge needed to make a judgment about what action to take. Or the caregiver

might lack the decision-making authority to take an action deemed necessary. The

patient might not be able to communicate to the caregiver about a problem for which
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assistance was needed. Or the caregiver might not be present when a problem arose

which the patient was not able to manage independently. Often, multiple factors

coalesced to create a gap between the self-care and caregiving roles. For example,

one patient developed a fever, but neither he nor the caregiver took the action of

calling the clinical nurse specialist. Neither seemed knowledgeable about the potential

seriousness of a fever, although the caregiver seemed more inclined than the patient to

call. However, she deferred to his role as father and decision-maker:

C: I (later) told (clinical nurse specialist) that his temperature was 101
and I was in there and I was kind of bathing him down a little bit and
he felt real real hot and he was like, "Don’t worry about it, don’t
worry about it." And I’m just so used to listening to my dad knowing
all that it’s time I guess that now I should start taking care of him
instead of him taking care of me all the time...I’ve never been around
anybody that has had a fever. I have a stepson and the first time he
had a fever and he got delirious, the first person I called was Dad and I
said, "Dad, he's talking weird and I don’t know what to do." And my
dad told me, "Don't worry about it. He’s just delirious and everything
is okay. You just bathe him down and everything." And so, I know a
little bit about that from that. And I was reading that card and it said,
"If you have a fever, if you have chills," and I said, "Dad, it says on
here to call. Don't panic, but call." And he said, "Oh, don’t worry
about it." So now I know to call, because (clinical nurse specialist)
told me to go ahead and call. But if I hadn’t talked to her, then I
would never have known to call.

Another patient experienced nausea and vomiting that was considerably more

severe than that experienced with previous cycles of chemotherapy. She described

her experience as follows:

P: Monday I couldn’t eat or drink. I tried to eat a little something or
drink something and it came right back.... It was horrible. This was
the worst, absolutely the worst. Then on Tuesday it was the same
thing and I tried to do something. I couldn’t do anything and by this
time I couldn’t do anything at all.
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The caregiver, who had returned to work, was not at home during the day and did not

realize the extent to which side effects were more severe during this cycle. This

couple usually communicated openly about every aspect of cancer and its treatment

and the caregiver was an attentive and intensely involved partner. However, with

worsening dehydration, the patient became unable to communicate in her usual way

and the caregiver became unaware of how she was feeling:

P: I just felt so crummy and I didn’t quite know what to do. It’s like I
just started feeling so bad and it just sort of overwhelmed me. You
know, just felt really bad. What do I do? I don’t know. And so it’s
not that I didn’t want to talk, it’s just that I didn’t feel good. As far as
talking with C and telling, him, "This is how I feel." I didn’t feel
good enough to do that. I just couldn’t put it together.

Since he was at work, the caregiver could not maintain his awareness through

increased observation and monitoring of cues in lieu of verbal communication. His

absence during the day and a breakdown in verbal communication in the face of the

patient’s worsening condition led to the emergency:

P: I didn’t know if she was eating (during the) daytime. She’d just
say, "Oh, I feel bad today." And I’d say, "Well, what’s new?" After
the chemotherapy one or two days, she always felt bad. So I thought
this is normal and all that. So I thought she was eating enough or I
would be more concerned. And then she had the emergency, but I
thought she was eating at daytime when I was at work. I didn’t know
that she was throwing up.

Gaps like this have unfortunate consequences for the caregiver as well as for

the patient. Family members who value the caregiving role and want to do it well

may feel responsible for gaps in illness care. Self esteem may suffer if they perceive

that they did not do something that needed to be done. As this caregiver said:

.
:-
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P: I kind of screwed up through this...This time she caught me off
guard. I didn’t know she was that bad off. I didn’t realize it. I
thought she was eating. When there was an emergency call I thought,
"My God, I didn’t realize it!"

Gaps in illness care also occurred when the patient was capable of self-care

action and the caregiver expected him or her to carry out self-care, but the patient did

not take the initiative:

C: Oh, he likes to be waited on. In fact, I have a problem sometimes
when I have, um, I only have the weekends to get things done now.
Weekends I have to go shopping. He doesn’t go with me because it’s
too tiring for him, and if he did he’d have to wait in the car. So if I’m
not home in time for his medication, he won’t take it and I get after
him, but he’s not thinking. He’s relying on me to give him his
medication at the proper time. So there have been a couple of times
when he didn’t get his medication until quite late and so the third
medication had to be later on in the evening instead of when we usually
give it.

C: There’s a lot of things that I think that he could be doing for
himself. If I don’t watch the time, he’ll let the pain get ahead of him.
I tried to tell him, "Don’t let the pain get ahead of the medication."
After 4 hours, I say, "Well, P, you’ve gone 5 hours now. How is it?"
But it seems to me like he should be aware. Because in the moving
and everything, I’m trying to put furniture away and wash. And it was
hard for me to keep track. It seemed like if I had been the patient, I
would have said, "I need this, I know I need that and I’m gonna reach
over and take it."

Gaps in illness care can be related to caregiver health, also. If the person with

cancer is too ill to carry out self-care and the caregiver becomes ill also, the needs of

both for care may go unrealized. One caregiver with chronic, severe sinusitis became

ill during a period of time in which the person with cancer was also quite ill with

severe mucositis, inability to eat, diarrhea, and dehydration:

C: I was just almost out of it too. I was struggling with a sinus
infection too and there was not much demand for me, except I did the
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worrying and just trying to get something into him was my primary
concern. And I wasn’t making much progress. I was in tears a lot of
the time. Cause I just couldn’t seem to do what I was supposed to do.
P: She took Septra for about four or five days and broke out in hives
and all I could see was the infection getting worse and her getting as
disabled as I was.

C: It was really scary.

Overlap in Illness Care Roles

Another type of breakdown in role complementarity involved overlap in the

self-care and caregiving roles. Overlap occurred when one person tended to take on

illness care tasks that the other person wished to do for him or herself. Overlap was

thus perceived as an infringement upon the personal agency and autonomy of the

person with cancer. Situations in which role overlap occurred were usually related to

the investigator by the patient with a certain amount of indignation:

P: And so I tell C, "Lighten up a little bit. Lighten up. Let me do
this." (She says), "Oh, don’t, you can’t pick up this package of
groceries and take them." And I’ll go, "Why not? Let me do it.
That’s not too cool."

P: I said, "C, I don’t want you to just go to work and run here all
through the day and you calling and then taking care of your kids. And
you know, you’ve got to stop thinking about me and worry and think
about yourself and do something for yourself. I don’t want that." But
she won’t listen to me. She won't. She's always been that type of
child. I: If she were to come by less often, could you manage? P:
Oh, sure, I could manage, but she ain’t gonna do it. I don’t care who
tell her. She’s not gonna do it.

This patient’s caregiver seemed to have a need for being a "super caregiver" and

didn’t seem to realize that her mother thought that she was doing too much:

C: I do her laundry for her, I do errands, you know, I go to the store
and stuff like that on the days that she don’t feel like gettin’ out of the
house. I’ll go to the store and make her sit up here and make a list of
all the things that she wants and then I go and pick it up and bring it
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back. Then I cook her dinner, make sure she has her lunch, make sure
she’s eaten her breakfast. Make sure she has her lunch and her dinner,
and her medication. Then I clean up everything and then it’s time for
me to go back to work. (In the evening) I’m calling my mother about
every 5 to 10 minutes, right mama? P: Uh huh. Every 15 minutes.

Another caregiver seemed to be more attuned to the wishes of the person with cancer:

C: And P doesn’t like for you to push. He tells me he doesn’t like me
to push. I think he kind of gets insulted if you just keep insisting.

Overlap in illness care roles is also depicted in Figure 4. This diagram

exemplifies the situation in which the caregiver infringes on aspects of illness care

that the patient wishes to do for self. The undulating dashed line represents the ebb

and flow of the patient’s self-care abilities. The caregiving role is represented by the

solid line well into the "territory" of the patient’s self-care abilities. The interface of

self-care and caregiving thus overlaps and the darkly shaded area in the center of the

circle represents illness care behaviors which the patient would prefer to do for self,

but which have been appropriated by the caregiver.

Neither gaps nor overlap in the self-care and caregiving roles was a prominent

occurrence in the data. Most dyads achieved and maintained a high degree of mutual

satisfaction with their respective involvements with illness care. Although serious

gaps leading to flagrantly inadequate care and serious overlap leading to sustained

conflict are theoretically possible and familiar to clinicians, they did not occur for

study participants during the period of time covered by data collection. (Or if they

occurred, they were not conveyed to the researcher). Instead, role complementarity

would slip slightly, but was reachieved quickly as a "fit" was reestablished between

illness care roles. Achieving and reachieving complementarity in illness care roles
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occurred through interactional processes conceptualized as "negotiating the self-care

and caregiving roles." In the next section, these interactional processes will be

explored.

Negotiating the Self-Care and Caregiving Roles

Negotiating the self-care and caregiving roles is an interactional process in

which the persons with cancer and their family caregivers work out their respective

involvement in care. Through interaction, the desire for involvement of each person

and his or her ability to be involved with care are manifested, eliciting a response

from the role partner. This interaction flows from the previous relationship of the

dyad and so is shaped by long-standing history of interaction and working out of

actions around areas of mutual concern. Often, interactions around cancer-related

care flowed so seamlessly from long-standing interactional habits that they were

carried out intuitively and did not really enter the conscious awareness of participants

until probed for by the interviewer. For other dyads, cancer-related care required a

departure from long-standing interactions. As one father whose daughter relocated to

provide care during chemotherapy said,

P: Having Chere is difficult for me. I fall into the old pattern of
father attitude. And I don’t like that. I retired from that when they
grew up. It’s not something that I want to do now and I find myself
falling into the thing and I know that it’s wrong. It’s wrong of me to
impose that on C. I’ve lapsed a few time. So I try to watch myself
and it’s a learning process.

Various modes of interaction took place. Sometimes, interaction took place

through discussion of the patient’s need for and willingness to receive assistance from

the caregiver:

:
:
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C: Well, before he actually started treatment, I could see that he was
uncomfortable, not being able to do the things he used to be able to do,
pull weeds, or whatever. Take the dishes out of the dishwasher. It
was obvious that he was accustomed to doing that and he wanted to
continue and I said, "Wait a minute. Let’s clear the air here and talk
about those things that you can do and those things you can’t do and
not feel guilty about not being able to do certain things." I felt
comfortable doing that and that helps me cause I don’t want to over do
either. So I'm very conscious when I do offer assistance and when I
don’t and some times I do hold back and not offer hoping that if he
does need it he will let me know.

C: Like I said, he mostly does everything. He doesn’t want me to
make an invalid out of him. He doesn’t want pity. And anything he
can do, lift, you know, usually I have him to lift things for me because
it hurts my back to lift something heavy and he’ll do it. I said, "Well,
you had that surgery so your wounds haven’t even healed." And he
said, "I know what I can to and will you please let me do it?" So then
I just let him do it. Go ahead and lift it.

However, discussion or verbal exchange did not seem to be the primary mode for

interaction. More often, there was nonverbal signalling of caregiver willingness or

reluctance to be involved or patient willingness or reluctance to have the caregiver

involved.

C: I think I’ve been helping clear the table or cooking and stuff, don’t
you think so? P: Oh, yeah. He could tell by my face too when I’m
getting tired. C: Basically, like she said, I can tell by her face, I
guess, is the big thing and how tired she feels. And if she's tired or
something, I tell her to go sit down and take it easy.

"Just doing it" was a way in which the ill person behaviorally signalled his or

her desire for independent action:

P: I try not to be a big old baby, but there's times where you are, but
I’d rather get up and do it, rather than to sit back and whine and have
somebody else do it for me. That’s not my nature anyhow.
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Interactions also were played out mentally by participants. Interactional

scenarios with the role partner were imagined in order to construct a course of action:

C: I'm thinking, "Well, I should take him back to the doctor but he’ll
have a fit and that’ll make things worse."

P: The chemotherapy part is like, hey, no problem. It’s the dependent
stuff and being sick and looking sick that’s the scariest part for me.
And I just can’t imagine any part of my family being able to deal with
that, cope with that in any way.

Participants also interacted with themselves around the need for assistance.

One man who did not describe a lot of interaction with his caregiver did describe a lot

of internal dialogue or interaction with himself in which he comes to grips with the

fact that he is not able to do as much for himself as he would like:

P: I think everybody’s gonna have to accept it for themselves. I think
that was one of the hardest things I’ve ever had to do. ... Just making
up your mind that you can’t do it any more.

Another man imagined the possible consequences of pursuing an independent course

of action:

P: I visualize it (a task to be done) and uh, maybe I better not tackle
that and get somebody else to do that. [I: What would be an example
of something that you wouldn’t tackle?] P: Well, for instance, like I
had a new roof put on. Now normally, I’m gonna go get some paint
and jump up there and start painting those eaves before the weather sets
in. But in my mind, my mind is telling me call somebody else. Let
them do that. Maybe I better listen to my mind. I might get up there
(on the ladder) and get dizzy and fall off.

Internal dialogue about self-care and caregiving also took the form of prayer:

P: I couldn’t pick up a pencil. I couldn’t do nothing. Wherever they
set me or put me, that’s where I was till somebody moved me. But my
daughter lift and pulled and pushed and I said, "Dear God, I can’t have
my poor child doing this. She's killing herself. I got to get strength to
do something for myself. This child is killing herself, you know. I

171



just got to do. I just got to try to help her. I just gotta do something
for myself."

Two broad types of interactional processes were identified in the data and will

be discussed below. The first is called "defining the parameters of self-care and

caregiving." This process consists of interactions in which a broad, philosophical

stance concerning giving and receiving help is articulated. Values regarding

independence, collaboration, and dependence are voiced. Conditions under which

receiving assistance is acceptable are identified. These interactions help to set the

stage for family-based illness care during chemotherapy and allow patients and

caregivers to come to a more or less shared philosophy about care during illness.

However, even when a shared philosophy existed, it was necessary to make many

day-to-day adjustments in self-care and caregiving actions. These are

"microinteractions" which often occurred around a particular care task. They show

the nuanced, subtle, and shifting aspects of self-care and caregiving. Here these

microinteractions are termed "adjusting a course of action."

Defining the Parameters of Self-Care and Caregiving

In the process of defining the parameters of self-care and caregiving the

persons with cancer and the caregiver attempted to come to a mutual understanding of

the self-care and caregiving roles by defining what these roles meant and what actions

they were willing or unwilling to do. Parameters of self-care and caregiving stem

from personal philosophies and values around independence, dependence, and

collaboration. Personal philosophies were often articulated through stories about

other persons who had been ill and how they or their family members had behaved in
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that situation. Many of these stories were very detailed and vivid images of the

person involved were communicated to the interviewer. The participants themselves

were sometimes involved in these stories. At other times, the stories were about

situations in which participants in the present study were observers. The characters

described in these stories were often presented as persons who exemplified either

admirable or (more often) objectionable behaviors during an illness:

P: Now, a man up the street, before he died, his wife, everything he
wanted to do his wife said, "Oh, no, don’t do that." And he was just
outraged. He said, "She's gonna put me in the grave before I’m ready
to go." And his daughter, she said, "Mother just keeps my father
angry, because she'll just wait on him all the time and all the time he
says, 'I can do this, I can do this.’" That’s the only time they would
argue. Don’t. Don’t do that. So I would tell my wife, "Don’t. Back
off, back off, let me do this. Offer your help, but if it’s rejected, don’t
feel bad about it."

P: I learned what not to do when you’re sick from C’s mother-in-law.
You should try to be pleasant. It makes a difference. If you’re
depressed and everything's wrong, it a terrible world and yak, yak,
yak, it doesn’t help. So I try to play like it’s great. It’s not bad.
C: That is an example of what not to do.
P: I was thinking about what not to do if you get sick. And I hope I
don’t do it.

Personal philosophies about giving and receiving assistance during an illness

were articulated by participants in other ways as well. Often these philosophies

included principles of reciprocity:

C: My mother's been a giver all her life and now it’s time to start
taking and whether she can give these people back what she's taken
from them...if she can’t do it, somebody further down the line will do
it and that’s how things work. And that’s very hard for her, I think.

P: I guess because I haven’t felt that way (that her independence was
threatened). I feel like I have a long enough track record of being
independent and that it's appropriate in the situation of a cancer
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diagnosis to be more dependent. So that makes it okay to do that.
Your family’s willing to be involved so it just fits for you all.

P: It’s a different role for me to be doing so much receiving. I've
liked receiving. I’ve been very touched, very moved by the givingness
and the availability and the effort that everyone has made. I mean,
given the gravity of the diagnosis, it seemed to me that what everyone
was doing was appropriate...Also, I should mention this cause it’s
probably not something I talk about. I’ve still been very giving with
them all along.

Personal values in terms of action, personal agency, and independence were

also voiced by participants. Many had been in good health until the diagnosis of

cancer. Being seriously ill was a novel experience for them and violated their

identities as independent, autonomous persons. The threat to identity posed by the

illness led participants to clearly articulate the values associated with personal

autonomy:

P: (Referring to C's caregiving activities): I think part of it is he’s
very protective and it’s very sweet. And dear. At the same time I had
to let him know don’t treat me like I’m sick. I’m used to being an
independent person and doing my share.

P: I think it is very important to the medical people that they get
across to the patients, don’t allow themselves to become, you know, the
word, uh-dependent. They’ve got to do things for themselves as long
as-- Even to the point where it might hurt sometimes. They have to
do something to keep themselves active.

Generational issues were also invoked as philosophies around giving and

receiving help were expressed. One elderly mother who was encouraging her middle

aged daughter to devote less attention and worry to the mother and more to herself

put it this way:

P: I said, "C, you’ve got your life to live. Mama don’t want you to
just wrap yourself around. You've got to live your life. You've got a
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long life. I’ve lived my life." And I said, "And just think, the good
Lord has let me stay here with you this long and you’ve got to make a
life of your own."

In her interview she seemed to be saying that she was reaching the natural end of her

life span. She perceived her daughter as being excessively vigilant and overly

solicitous of her well-being.

Another interactional process that signals a perspective on involvement in

illness-related care is called "making self available." In making oneself available,

caregivers made tentative overtures toward involvement in care and then assessed the

ill person’s reaction before taking any further action. Caregivers voiced their

availability and observed the response. Patients could then take action to involve

them or not:

C: I tell him, "If you need anything, if you want anything while
you’re in bed, let me know and I’ll get it. I’ll hear you if you call me
and I’ll get up and get it. If you want a glass of water, I’ll get it."
But he won’t do it.

C: And the only thing that I know to do is just give him a little space.
I try to let him know I care about him, want him to get well, and I
want to help. And after he does that, to give him the space, but other
than that I don’t know what to do.

Other interactions in defining the parameters of self-care and caregiving had to

do with designating leadership. In designating leadership, patients and caregivers

dealt with expectations about who was to initiate actions and set the tone for illness

care. A number of caregivers indicated that they expected the person with cancer to

be the "leader" in determining how the dyad would manage treatment demands.

175



C: You went into this thing feeling well and I don’t play any sick roles
with him until he’s like this and then he has to lead the way and tell us
what he wants to do and how we wants to do it.

Designating leadership was sometimes communicated verbally, as in the

examples above. In other instances it appeared to be signalled through behavior:

P: C is needing to settle herself into some sort of routine, so she’s
been trying to find out what I’m doing and then sets her program
around it.

Adjusting a Course of Action

Even when the broad parameters of the self-care and caregiving roles were

made explicit, there were countless, daily, ongoing interactions around specific care

tasks. Through these "microinteractions," the persons with cancer and the caregivers

refined their respective roles by communicating their expectations and responding to

the actions of the other. The process of adjusting the course of action shows how

subtle and finely nuanced dyadic interaction around managing the demands of illness

care really is. In the following account, the caregiver describes how her involvement

varied across time and in differing situations:

C: He doesn’t really want me down there when he's throwing up or
something. But then you get the times where he gets where it would be
like he wants attention or something. He comes down the stairs
breathing real hard and I go, "You okay?" He's holding to the chair,
"Yeah, I'm okay." And then when I go up there and pour it on it’s
like, he gets--he’ll sit there and pick up his book and then, well, that’s
time for me to go.

This passage exemplifies the fluid, dynamic, shifting nature of the interactional

processes through which patients and caregivers worked out their respective roles.

Some interactions result in greater caregiver involvement, others in less. In this
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section, some of the fine-tuning of roles that took place around specific care tasks are

described. These microinteractions are termed "adjusting a course of action" and

include processes through which the dyad maintains or realigns illness care roles as

conditions change.

Through the interactional process of assigning responsibility, expectations

regarding the initiation of actions in a given dimension of illness care were made

clear. In the following example, the dimension of illness care at issue is carrying out

the medical regimen and the patient is taking responsibility for not following through

on the physician’s recommendations:

C: I should never have let you not go back to the cancer doctor once a
year.
P: Honey, that was my fault. Gee, that was just when I was so tired
of medical tests then.

In the next example, the caregiver attempts to involve the patient in promoting

adequate nutrition and he turns the responsibility for deciding what food to prepare

back to her:

C: I’ll ask him, "What would you like to eat?" He said, "You know I
don’t know! Don’t ask me that question cause you know I don’t know
what I want to eat and right now I don’t want anything. I don’t want |

to see any food, don’t want to smell any food." And I tell him if |

there's anything he thinks he would like, I’ll try to get it and cook it,
fix it for him. And he said, "Now you know I can’t tell you now what
I want to eat." He says, "Just go ahead and cook what you want to
cook and when you get it ready, just call me in to eat." I say, "Okay."
So that’s what I’m trying to do.

Both of these examples pertain to responsibility for initiating action and both show

how initial attempts to give or take responsibility were turned around through

interaction.
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Another interactional process which occurred around specific care tasks is

called soliciting caregiver involvement. In soliciting caregiver involvement, the

patient draws the caregiver into a particular dimension of care through verbalization

or behavior or both. In this poignant example, a very ill patient who had been trying

to avoid disturbing the caregiver’s sleep reaches a point where his involvement is

needed. Because of the distance from their home to the treatment facility, they were

staying in a motel:

P: I woke up about 3:00 and I was so cold, so we had two big queen
size beds and I said, "Can I come in bed with you to get me warm?"
So he tried to get me warm and I just couldn’t get warm and I had to
sit up. So I decided to sit in a chair and he got blankets for me and
wrapped me up and about 4:30 I said why don't you call the hospital
and find out what I can do cause I was just miserable. I felt ill and I
was dry heaves and just very, very bad. So he says, "We’re better
than that." He said, "I’m gonna take you to the hospital right now."
So he took me. We went to emergency and as soon as they started the
IV’s and got me-- Cause I was dehydrating, which is what I was afraid
was happening.

Another interactional process is called pushing for action. In pushing for

action, one member of the dyad prods the reluctant other to act. The response to

pushing for action was a signal for how much involvement by the other was desired.

Caregivers often found it difficult to know when and how hard to push as the

following passage shows:

C: (I wasn't) pushing him to do things the way I had before and yet I
know that I have pushed him to do things in the past and it’s sort of
like, "Leave me alone." So, okay, I’ll leave you alone. And he was
expecting me to push him. Last time (I always refer to last time as
being 10 years ago), he went for meditation therapy and he was reading
a lot of books on effective meditation or positive thinking and
visualization, all that and he didn’t seem to be doing it this time. And
I didn’t push. He did that on his own before and this time, I just
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expected him to do it on his own and he hadn’t been doing it and yet I
wasn’t pushing him to do it and he was wondering why I wasn’t
pushing him more. And (I wasn't) because... Well, I thought he doesn’t
like for me to push him, so I’ll leave him alone.

In this instance, the patient’s feelings about being pushed had changed, so that

increased caregiver involvement was welcomed, whereas before it had been resisted.

The antithesis of pushing for action is backing off. In backing off, caregivers

reduced their involvement in care based on the perception that the patient desired

more independence. In the following examples, both caregivers describe interactional

efforts to back off when they perceive that to be what the patient wished:

I: Is there anything you can do for him when he’s not feeling so good?
C: No, no. And then if he wants to get kind of grouchy, I try to stay
my distance and go out there and start pulling weeds, give him some
space.

C: I don’t call during the daytime. (I) don’t want to bug her. She
doesn’t like that.

At other times, caregivers persisted in offering their assistance with an illness

care task until the patient revised his or her original stance and acquiesced to the

caregiver's offer:

C: After he's taken his injection and he was supposed to take this
Tylenol 4 hours later and he was in bed . He was already in bed and
he woke up when I came in the room and I said, "Did you take your
Tylenol?" And he said, "No, come to think of it, I didn't." I said,
"Well, why don’t I give it to you right now?" And he said, "Well,
okay, if you want to." Usually he likes to get up and do things for
himself.

In persisting, caregivers risked irritating the patient as the following passage shows.

Knowing when to push, when to back off, and when to persist were highly subtle,

exquisitely nuanced interactional processes.
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C: Seems like he just doesn’t want you to say anything. So then I try
to give him space and then sometimes he gets a little cold, chills and
he’ll throw a blanket around and I’ll offer to throw the blanket and
he’ll say, "No, I’ll be okay." But then a few minute later I’ll ask him,
which probably is annoying to him, "Are you still a little cool?" You
want me to throw a blanket across you?" And he’ll say, "Yeah, I am a
little cool." I’ll say, "Well, I’ll go get the blanket," run and get the
blanket and throw it across.

Patients participated in this interactional dance by sometimes going along with

the caregiver's efforts on their behalf so as to not push the caregiver too far away.

One man who was adamant about wanting to maintain his independence said:

P: But now, C’s got me eating spinach, broccoli, cabbage, stuff like
that. I could take that or leave it. More leave it than take it, but she’s
a great one on that, so I go, "Okay, okay, I’ll do it." She'll always
ask me, "Well, what do you want to eat for dinner, anything special?"
I’ll say, "Cook it, don’t ask me, I don’t have a taste. Just cook it,
whatever you’re gonna cook and put it on the table. Then I'll come eat
whatever it is. Even if I don’t have the appetite, I’ll do it. Because I
feel like she’s doing something to help me and I don’t want to turn that
around.

Finally, there were interactional processes around changing conditions and

concomitant changes in the self-care and caregiving roles. When conditions for care

changed, patterns of self-care and caregiving could also shift and these shifts were

worked out through interaction. In some instances, participants accepted shifting

patterns of self-care and caregiving under changing conditions. One patient, who

experienced a severe decline in functional ability due to side effects of chemotherapy

was asked if there was any change in what the caregiver did for him during the week

that he was so ill. His reply reveals his change of response to her constantly vigilant

behavior:
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I: Was there much change the week or 10 days that you were feeling
really bad after your last chemotherapy? Was there any change in what
C did for you? P: Oh, yeah, well, of course. I mean she was always
there. I mean, before that she used to bug me, right there Johnny on
the spot, trying to see if she could do something for me, but it was
needed during that period and I appreciated it.

Others resisted shifts in patterns of care, even when conditions changed. The

caregiver of another person who experienced such severe weakness after one

treatment that he could not walk without a cane was also asked if there was any

change in what she did for him during this time:

C: Pretty much the same. And I would try to like help him to go
down the steps and he wouldn’t want me to. He didn't stop.
Sometimes he’d sit down for a while and then he’d get up and start
doing something. I guess it was best for him that he did go ahead to
get his mind off himself, but he was so weak he could hardly stand up.
He was really in bad shape.

As conditions continued to change, reclaiming customary activities took place.

In reclaiming customary activities, patients took over familiar activities that had been

relinquished as they became too ill to carry them out. Caregivers then had to

relinquish responsibility for tasks taken over during period of increased illness. One

patient who usually was responsible for cooking said:

P: I’m having a hard time giving it up. I mean P regards it as his
kitchen now and it’s his domain and I’m--

At a later interview, when her self-care ability had improved she said:

P: Just this morning, C says to me, "What do you want for
breakfast?" and I said, "I can get my own breakfast." I think there’s a
point where caregiving has to step back. I mean, for me, anyway.

Shifting patterns of illness care, the conditions for care, and interactional

processes to bring about role complementarity were highly interrelated phenomena.
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The following passage illustrates how caregiver involvement in care, the conditions

for care, and interaction work together to bring about a shift in the pattern of self-care

and caregiving. In this passage, the caregiver is referring to her role in monitoring

the side effects of chemotherapy. Over the course of treatment, the patient had been

able to maintain a high level of functional independence and self-care ability, resulting

in conditions for care that differed from the caregiver’s initial expectations. Through

interaction, the patient said she would involve the caregiver if worsening side effects

occurred, in effect promising to solicit her involvement if it was needed.

C: There was no real big, big reaction to this and I kept coming over
or whatever just to make sure things were alright. And I don’t want to
keep saying, "Are you alright? Is there anything going on?" I think I
was doing too much of that and so now she just seems like she was
before. Everything seems okay. And I would hope that if there is a
problem that she would say something.
P: You’ll hear.

At the time of this interview, the pattern for this dyad was primarily self-care,

although the caregiver remained watchful for the need for increasing her involvement.

The interactional processes outlined here constitute the larger concept of

negotiating the self-care and caregiving roles. Through defining the parameters of

self-care and caregiving and adjusting a course of action around specific tasks under

specific conditions, the dyad worked at achieving the fit between the respective roles

conceptualized as role complementarity. In the foregoing examples, slippage in role

complementarity was occasionally evident. Also evident is the way in which one

person or the other responds to that slippage to reachieve a fit between the two roles.
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Critical Periods in the Cancer Experience

The use of multiple treatment modalities means that cancer treatment today is a

long process. It often spans 6 to 12 months and if a relapse occurs, treatment can be

even longer. As one caregiver said:

C: It’s just this all takes so much time. It’s not like you have an
operation and it’s better or it isn't. It just takes a lot of time and
waiting to see. It’s a long process. This is a whole different lay out of
the way you have to deal with this.

When the treatment experiences of study participants were considered as a

whole, it was possible to identify critical periods in which difficulties were most

likely to be encountered. These were transitional periods in which conditions were

changing, self-care and caregiving patterns shifted, and there was a need to realign

the self-care and caregiving roles. In this section, the concepts which comprise the

grounded theory reported here will be integrated with the dimension of time with

particular attention given to those periods of greatest vulnerability as reported by

study participants. Four such critical periods were identified: the diagnostic period,

the side-effect-intensive period of the chemotherapy cycle, the junctures between

treatment modalities, and the completion of treatment. These were periods in which

transitions in self-care and caregiving patterns were likely to occur and not

infrequently, these periods were where gaps in role alignment happened. Although

not every participant experienced distress during each of these critical periods, the

potential for at least four significant, illness-related transitions in a 6-12 month span

of time reveals the potential vulnerability of persons going through cancer treatment.
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Consistent with reports in the literature, many participants described their experience

with cancer treatments as a roller coaster. As one caregiver said,

It’s a roller coaster when you look at the whole thing. I mean, it is a
roller coaster. It’s still a roller coaster.

Her statement clearly integrates the constant shifts experienced with the concept of

time.

Critical periods in the cancer experience are depicted in Figure 5. The

straight line running horizontally through the center of the figure represents time

while the undulating line represents the patient’s self-care ability. The shaded areas

represent the four critical periods identified in the data. To illustrate the concept of

critical periods over the cancer experience as a whole, all three of the major treatment

modalities are included in the diagram in a generic order. In reality, treatment

modalities may occur in any order and there are critical junctures between each.

A significant finding with respect to these illness-related transitions was the

lack of availability of nursing support. Of the four transitional periods identified

here, three (the diagnostic period, the junctures between treatment modalities, and the

end of treatment) were notable for their lack of access to nurses. Participants

sometimes mentioned their difficulties with getting information during these periods

and experienced lack of continuity in their contact with physicians. Although nurses

could ameliorate these difficulties, they were absent from participants accounts of

these periods in almost every instance.
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The Diagnostic Period

The diagnostic period was presented in Chapter 5 as a period of disruption and

turmoil characterized by emotional distress, the presence of cancer-related symptoms,

and the need to quickly arrange the conditions of one’s life in order to accommodate

the as yet unknown demands of treatment. For most participants, the diagnostic

process spanned a period of time. It began with the first intimation that something

was wrong and culminated in the diagnosis itself along with a determination of the

extent of disease. For some, the diagnostic periods spanned several months. The

diagnostic period could also overlap with the beginning of treatment, especially when

the extent of disease was not fully known until a surgical procedure was performed.

The diagnostic process has already been discussed at some length in Chapter 5

in relation to the process of creating the conditions for treatment. That material will

not be repeated here. Instead, this period of time will be further conceptualized as a

transition in which study participants moved from the perception of good health or

stable chronic illness to the experience of having a life-threatening disease. Thus it

involved a transition in health perception which precipitated the need for new self-care

and caregiving practices and new conditions which would facilitate illness care

behaviors. As noted in Chapter 5, disruptions in emotional well-being, functional

abilities, ongoing family roles and relationships, living arrangements, and employment

could occur and pre-existing knowledge and skill in relation to self-care and

caregiving could be found inadequate.
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The Side-Effect Intensive Period of the Chemotherapy Cycle

Once chemotherapy began, most participants established a rhythm of side

effects in which periods of side effects alternated with days or weeks in which they

felt relatively well. This periodicity is captured in the following statements:

C: He was sick for about a week after his chemo and then it’s been 2
weeks almost now. Since last week he’s been a lot better.

P: I got kind of sick the last week of the treatments (a 2 weeks on, 2
weeks off treatment cycle) where I was really throwing up. But
normally, I don’t feel too awful bad. Tired and stuff like that, but
other than that I’m really not too bad.

The specific rhythm of side effects varied according to the chemotherapeutic agents

used, the timing of their administration, and the particularities of individual response.

Some patients were very ill during the days immediately after treatment. Others had

a delayed response in which they felt relatively well for several days after treatment

and then became ill. These rhythms were predictable for some and variable for

others. Regardless of the particular rhythm established, the caregiving role tended to

expand during the side-effect intensive period of the cycle and then contracted when

the person with cancer felt better. The following statement illustrates how the

caregiver expanded her role with respect to providing nutrition for a patient who

either collaborated with her on meals or prepared them independently for most of the

chemotherapy cycle.

C: Right after he got back from the hospital, he didn’t want to eat
anything. I mean, he didn’t even want to think about food and I had to
go in there and try and get him to eat something. He didn’t eat for a
couple days.
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Problems with care arose during these periods of time when neither caregiver

nor patient had the knowledge needed to manage severe side effects or when caught

by surprise by an unusually severe response when milder side effects had become the

norm. The data previously used to illustrate gaps in illness care were accounts of

these such side effect-intensive times. They illustrate how alert caregivers must be

for transitions in their role, able to quickly take on care activities with the onset of

side effects and able to back off as the side effects subside.

The Junctures Between Treatment Modalities

The junctures between treatment modalities is another period of time in which

difficulties with illness care arose for some participants. The spectrum of treatment

modalities represented in this sample included surgery, chemotherapy, and radiation

therapy. Although there was wide variation in the sequence and pacing of treatment

modalities, surgery followed by chemotherapy followed by radiation therapy was

typical.

Treatment modalities were often self-contained worlds, with people, places,

and procedures that had little bearing on the people, places, and procedures of the

world of another treatment modality. For example, when completing chemotherapy

and beginning radiation therapy, the nurses and physicians who participants regularly

saw and communicated with changed. They had to become familiar with the layout

and procedures of a new treatment facility. The rhythm of treatment changed from

cyclical to continuous. And new treatment-related problems and issues arose that

required new skills for management. During the transition from one treatment world
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to another, patterns of illness care required change for some participants and

difficulties with role alignment arose.

For example, one participant, who had achieved a degree of stability during

chemotherapy and who experienced her relationship with her medical oncologist and

clinical nurse specialist as very supportive, found the radiation oncology environment

unexpectedly stressful. The possibility of a second malignant tumor was raised

casually in her presence. Symptoms which had been thought related to ongoing,

noncancerous conditions, were suddenly linked to the possibility of tumor spread,

even though she had been told some months previous that the tumor was in remission.

A three hour wait to see the physician was required. Suddenly, this woman who had

been doing well was very upset. As she said:

P: I did get thrown on Wednesday...I was really thrown...I was really
a wreck the rest of the day.

Early in the period of chemotherapy, this patient and caregiver had carried out

the medical regimen collaboratively. Specifically, he had usually accompanied her to

treatment and provided emotional support at that time. As chemotherapy proceeded,

this pattern shifted under the conditions of improved functional status, good side

effect control, and increasing emotional well-being for her and increased employment

demands for him. Consequently, during the latter cycles of chemotherapy, she had

carried out the medical regimen primarily through self-care actions. This was the

pattern of illness care when she went for her first radiation consultation and it proved

to be inadequate for both.
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P: (My next) appointment is on January 3 and I’m definitely bringing
C. with me. And I’ll bring food and a backpack of activities and
books, cause they seem to have a big wait all the time. It’s a very
unpleasant place...It’s a feeling of dehumanization, which I don’t have
at all with my oncologist. I mean, (medical oncologist and nurse) are
like sunshine compared to what I experienced last Wednesday...But for
the next appointment, he's going with me. Because it’s good to have
someone else there where there is that feeling of your being really
thrown by all kinds of weird statements and just the environment and
three hour waits.

This situation illustrates a gap in illness care in which the pattern of carrying

out the medical regimen and promoting emotional well-being that had worked during

chemotherapy was not adequate for the new situation. Role alignment needed to

occur in which the caregiver resumed a more active role in these dimensions of illness

care. The occurance of this gap in illness care was distressing for patient and

caregiver alike.

P: C. was gone, and I felt pretty lonely. I would of really liked him
to be here.

The caregiver said:

I’m sorry I wasn’t there to comfort her at this moment when she felt so
bad...I was just angry and upset that she was upset. I’m sure that this
experience on Wednesday would have been much different if I was
there and I had been talking to her for those three hours so she
wouldn’t have been alone in the room.

The End of Treatment

The completion of treatment represented yet another transitional period, one

which was marked by ambivalence for many. On the one hand, it was a relief to

have completed the arduous treatment process. On the other hand, being "cut loose"
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from active treatment and entering the uncertain world of living with a history of

cancer was anxiety provoking.

C: You know one thing though maybe you should tell her also your
feeling about, um, like Dr. N. dropping her after this--
P: Oh, being cut loose?
C: Like cut loose. She’s worried about that. I said, "Well, go every
month if you want to."
P: Well, it scares me when I think I don’t know what’s happening
inside of me. I don’t know if anything is shrinking, going away,
growing, getting worse, getting better. I don’t have any idea. And it’s
like if I don’t have someone helping me try to fight this, then it’s very
scary to me. So it’s like when I’m through with this last one, it’s
gonna be scary that I don’t have someone there fighting it through the
way that they know how to fight it for me since I can’t take care of it
myself.

A few participants were seen after the completion of the whole treatment

process. Of concern was the scant professional attention given to helping them

establish concrete plans for recovery from treatment. These participants had

experienced side-effects that would persist for a period of time, recovery from which

would seem to have been hastened by a concerted effort at rehabilitation. Loss of

strength, reduced endurance, and altered appearance were all realities of cancer

treatment that outlasted the treatment process itself. For example, loss of strength

was a serious concern for one man who was a construction worker. He and his

caregiver on their own developed a regimen of exercise and nutritional support to

promote his recovery from a long and debilitating period of treatment. Part of this

regimen was a gradual increase in household activities. Seemingly routine activities

assumed great importance to him:

P: Well, when you’re used to being active, your mind is going and
your body is going at the same time. You're planning something in
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your mind and how to build it and how you’re gonna do this job and
the easiest way, how much help you’re gonna need and all of a sudden
everything's wiped out, just like the blackboard cleared. You can’t do
nothin’. It’s very frustrating. Frustrating. Then when you start
getting well, like I was saying, you’re not well enough but your drive
is still there. You’ll see something there and you’ll want to do it, get
up and move this over here, or stack some wood over here or
something like that. Your brain is sayin', "Well, you gotta get this
done," but you’re body doesn't go along with it. You don’t have the
energy or the strength to do it. So you try. Like I started with the
leaves. The wind was blowin', we got leaves all over so I go out and
I’d rake a pile of leaves, gettin' a little bit of exercise at a time and
take a little rest and go out rake the leaves and then watch the wind
blow them all over the neighbor’s yard and out in the street, and out in
the field and every place else. Go out and do it again, just to get that
exercise. Really wasn’t accomplishing anything. At least I got it in
my head that I did. You know, I was doing something. It wasn’t just
sittin’ here watching the TV, going berserk.

He also demonstrated to the researcher some strengthening exercises that he had

developed on his own. Although his motivation was high in terms of these exercises,

they were not systematic or gradually progressive enough to restore his strength as

effectively as a program with professional guidance might. This man needed to get

back to work. However, his work required considerable physical exertion and to

safely return, he needed a graduated strengthening program with realistic interim

goals. As part of his recovery program, he had also stopped smoking and reduced his

drinking. Overall, it seemed to be a period of time in which he was particularly open

to changing his health practices. Periodic professional support might have promoted

long term motivation for change.

Although few participants were interviewed this late in the treatment process,

the exemplar given above was typical of the way in which recovery from treatment

was approached. That is, there was a great desire to get back to "normal" as quickly
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as possible, but little professional guidance for a progressive and individualized

program of recovery. Thus, the end of treatment is conceptualized as a critical period

in which ongoing professional support might facilitate full and timely rehabilitation.
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CHAPTER SEVEN

DISCUSSION

Summary of Study Findings

This study generated a grounded theory of family-based illness care during

cancer chemotherapy. Although the study began as an investigation of family

caregiver role acquisition, interviews with 20 persons with cancer and 19 of their

family caregivers revealed that caregiving in this population could not be isolated

conceptually from self-care. The persons with cancer often could do many of the

tasks required to manage the illness and treatment side effects at home and most

preferred to do as much for him or herself as possible. Caregivers provided support,

but often did not need to "assist" the ill person in the sense of carrying out for them

tasks related to the illness or activities of daily living. Further, there was often a

delicate balance between self-care and caregiving with frequent shifts in the respective

roles vis-a-vis each other. At times, a given action, such as medication management,

could be undertaken by the patient. Under other conditions, caregiver involvement

was necessary. Under still other conditions, the caregiver could back off, reducing

his or her involvement in illness care and promoting increased independence by the

patient.

Because of the interlocking nature of the self-care and caregiving roles, the

central study phenomenon was reconceptualized from caregiving to the broader

concept of family-based illness care. Family-based illness care is an umbrella concept

that encompasses both caregiving by family members and self-care by the ill person.
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This conceptual refocusing facilitated data analysis and ensured that the grounded

theory accurately reflected the experience of participants as reported to the

investigator. The resulting grounded theory has four interrelated components: the

concept of family-based illness care, the fluctuating conditions under which illness

care is carried out, the interactional processes through which illness care roles are

negotiated, and critical periods in the illness trajectory during which difficulties with

illness care are most likely to be encountered. Integrating these components of the

theory is the concept called "shifting patterns of self-care and caregiving." This

concept integrates the dimensions and behavioral patterns of family-based illness care

with the conditions and interactive processes that bring about shifts in the balance of

self-care and caregiving over time. Each component of the theory is described briefly

below.

Family-based illness care is a multidimensional phenomenon that comprises the

whole range of actions through which the ill person/caregiver dyad seeks to manage

the demands posed by illness. Twelve dimensions of family-based illness care were

identified: managing symptoms and side effects; providing optimal nutrition;

promoting emotional well-being; maintaining the sense of self; maintaining Social,

recreational, and religious activities; communicating with extended family members;

communicating with health professionals; carrying out the medical regimen;

negotiating the health care system; seeking out holistic or supplementary therapies;

reallocation of household responsibilities; and preparing for an uncertain future. The

locus for action for any given dimension was determined by the needs, abilities,
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availability, and preferences of the person with cancer and the caregiver. Behavioral

patterns were discerned such that illness care could be undertaken primarily by the

person with cancer (self-care pattern), primarily by the caregiver (caregiving pattern),

or jointly by the ill person and caregiver (collaborative pattern). A key finding of this

study was that these patterns of care shifted over the course of chemotherapy. Thus,

a pattern of care that adequately met the demands of cancer at one point in time could

become inadequate at another time and a new pattern had to arise. This phenomenon

is called shifting patterns of self-care and caregiving. It is a key property of family

based illness care and constitutes the core concept of the grounded theory reported

here.

Six conditions were identified that influenced patterns of illness care: the

emotional well-being of patient and caregiver; functional status and self-care ability;

knowledge, skill, and experience; other family roles and responsibilities; living

arrangements; and employment responsibilities. These conditions were in a constant

state of flux for study participants. Shifts in the patterns of illness care behavior often

coincided with changes in conditions. Three patterns of changes in conditions were

identified: the cyclical pattern, the progressive pattern, and the episodic pattern.

Because of the intrinsic connection between illness care behavior and the conditions

under which illness care was carried out, shifts in self-care and caregiving occurred in

cyclical, progressive, or episodic patterns in concert with changing conditions.

As the person with cancer and the caregiver take on illness care and carry it

out over the course of chemotherapy, they must fit their respective roles together so
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that the needed illness care actions are taken in a way that is mutually satisfactory.

The self-care and caregiving roles are negotiated interactively through role alignment

processes. Two types of role alignment processes were identified. These were

termed defining the parameters of illness care and adjusting a course of action. When

role alignment was successful, self-care and caregiving fit together in a way that was

termed role complementarity. Less successful role alignment processes resulted in

gaps between or overlaps in the two roles. As shifts occurred in self-care and

caregiving patterns, role complementarity had to be achieved and reachieved through

ongoing interactional processes.

Finally, the course of cancer treatment as a whole was examined. Such a view

over time revealed periods during which problems with care were most likely to arise.

These were conceptualized as critical transition periods in which new demands

required new care behaviors, changes occurred in conditions, or difficulties with

achieving role complementarity arose. These critical periods were times of

heightened vulnerability for the person with cancer and the caregiver. Four such

critical periods were identified: the diagnostic period, the side-effect intensive period

of the chemotherapy cycle, the junctures between treatment modalities, and the end of

treatment.

Study Strengths and Limitations

Every study should advance knowledge into unexplored territory in some way.

On the other hand, no study is faultless in design or execution and often its findings

raise more questions than they answer. In this section, the present study design and

|
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implementation will be critiqued for its strengths and limitations. In the following

sections, the contributions to knowledge made by this study and implications for

future research will be taken up.

Strengths

A significant strength of this study was the inclusion of both illness care role

partners, i.e. the person with cancer and his or her primary family caregiver. In

much caregiving research, the ill person is represented in terms of his or her personal

characteristics such as age and gender, and illness characteristics such as functional

status. Often missing in caregiving research is the patient as a person, complete with

his or her sense of self, treasured roles, abilities, values, feelings and desires. By

interviewing both members of the dyad, the patient as a person was made visible and

his or her reactions to receiving care from a family member during illness could not

be missed. The patient’s active role in carrying out illness care became evident and

the interactions through which this process occurred were revealed.

The study design which produced this result was derived from an interactional

approach to role theory. The findings of the present study suggest that this theoretical

perspective provides a fruitful way of opening up the interactive processes involved in

family-based illness care. The use of this theory was thus another strength of the

study.

Another strength was the longitudinal design in which up to 3 interviews were

conducted cross the course of cancer treatment. This design feature revealed the

degree of changing conditions with which participants had to contend. In visiting
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participants at home over time, the investigator sometimes found the changes in the

climate of the home environment palpable as she entered. This phenomenon would

not have been so striking had one-time interviews been conducted.

While the longitudinal design was one strength of the study, its restriction to 3

interviews is a limitation. Most participants had already begun treatment by the time

the first interview was conducted. The first interview was timed to correspond as

nearly as possible with the beginning of chemotherapy and participants were accessed

through medical oncology practices. However, many participants had been in

treatment for some time at this point, having already undergone surgery or radiation

therapy. A design in which participants are recruited at the very beginning of the

treatment process and followed to its conclusion is needed to further develop the

notion of critical periods in the cancer experience, shifting patterns in carrying out all

dimensions of illness care, and fluctuations in the changing conditions for care.

Another limitation was imposed by the sampling strategy. The strategy of

recruiting dyads resulted in a sample which was remarkable for its lack of serious

interactional problems between patients and caregivers. However, the investigator

was aware of potential participants who declined study involvement in the context of

serious relationship difficulties that occurred during treatment. Clinical experience

bears out the observation that cancer treatment can take a toll on family relationships.

The strategy of sampling dyads rather than individuals seemed to mean that a certain

amount of cooperation and willingness to collaborate was inherent in the decision to
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participate in the study together. The result of this feature of sampling strategy was

that limited data were available on the variations in role complementarity. Recruiting

caregivers and patients as individuals rather than in pairs would probably expand the

data on problematic situations in which role complementarity is not achieved or is

achieved with difficulty. Included in such data might be situations in which there was

a failure of the caregiver to provide the necessary care for a patient who was too ill

for self-care; situations in which the patient pushed the caregiver away, even though

he or she was unable to carry out all self-care actions needed; and situations in which

conflict was produced by ongoing infringement by the caregiver on the patient’s self

care role. These variations in role complementarity need to be further explored under

a different study design.

Recruiting dyads rather than individuals also influenced the range of data on

the severity of illness encountered in the home. Patients who were extremely ill

tended not to participate and so data on caregiving and self-care under these

conditions is limited. Again, recruiting individuals instead of or in addition to dyads

would allow caregivers of very ill persons to participate, even if the person with

cancer was unable to do so.

Finally, the practical realities of recruiting encountered in this study limited

the amount of flexibility that could be implemented with theoretical sampling.

Collaborating nurses wanted to know exactly what the investigator wanted in terms of

participants and seemed to function best with very unambiguous and consistent

guidelines. They were familiar with clinical trial models for subject recruitment with
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their strict and unvarying eligibility criteria. They were not familiar with theoretical

sampling. On site investigator involvement would be needed to expand theoretical

sampling beyond that reported here. As it was, the investigator just happened to be

present to make the decision to include those participants who did not strictly meet the

initial eligibility criteria.

The Findings in Context: Relationship to the Literature

In this section, each of the major concepts generated in the present study will

be examined in light of related literature. This study breaks new ground in the cancer

caregiving research literature; therefore, there are just a few studies pertaining to this

particular population with which to compare the present findings. For this reason, the

caregiving literature in general and, to a certain extent, the literature on chronic

illness management, were consulted in order to place this study within the context of

current research and theory. Such an approach has obvious limitations, in that some

study findings may be uniquely related to this particular clinical population. For

example, the volatility of conditions for care observed in the present sample may be

uniquely characteristic of the period of intensive cancer treatment. invoking the wider

literatures on caregiving and chronic illness management is a step toward developing

and refining theory that pertains to family-based illness care in many clinical

populations.

Family-Based Illness Care

As noted in Chapter 4, the relevance of the concept of family-based illness

care for nursing rests on the distinction between illness and disease. Illness has an
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experiential connotation, whereas disease has to do with organic pathology. Scholars

have addressed this distinction from a variety of perspectives. Phenomenologists refer

to illness as a "lived experience" (Benner & Wrubel, 1989; Kestenbaum, 1982).

According to Benner and Wrubel (p. 8), "illness is the human experience of loss or

dysfunction, whereas disease is the manifestation of aberration at the cellular, tissue

or organ level."

From the perspective of anthropology and psychiatry tempered by his personal

experience of living with a chronic illness, Kleinman has written extensively about the

distinction between illness and disease. According to Kleinman, Eisenberg, & Good

(1978, p. 252):

"That distinction (between disease and illness) holds that disease in the
Western medical paradigm is malfunctioning or maladaptation of
biologic and psychophysiologic processes in the individual; whereas
illness represents personal, interpersonal, and cultural reactions to
disease or discomfort."

Later Kleinman (1988, pp. 3-4) wrote:

When I use the word illness in this book, I shall mean something
fundamentally different from what I mean when I write disease. By
invoking the term illness, I mean to conjure up the innately human
experience of symptoms and suffering. Illness refers to how the sick
person and the members of the family or wider social network
perceive, live with, and respond to symptoms and disability. Illness is
the lived experience of monitoring bodily processes....And when we
speak of illness, we must include the patient’s judgments about how
best to cope with the distress and with the practical problems in daily
living it creates.

The concept of illness as a lived experience with biologic, social, and cultural

dimensions resonates with the holistic focus of the domain of nursing that has been

articulated with increasing clarity and conviction in recent years. Citing Kleinman's
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work, Germain (1992, p. 4) argues that, "This view of the importance of the

psychosociocultural as well as the biologic dimension of sickness is consistent with

those who profess holistic nursing."

The conceptualization of family-based illness care developed in this study

claims for nursing an interest in illness as a family experience. This claim is

congruent with nursing’s commitment to restorative care. In the home environment,

restorative care is usually a primary responsibility of the patient and family. Nurses

provide support and guidance, but most of the work is done by the ill person and

family.

Nevertheless, nursing support is crucial for families during illness. The taking

on of illness care is a transition in family life for which professional nursing support

should be available. Because illness care in the context of cancer is such a wide

ranging constellation of behaviors and occurs under such fluctuating and unstable

conditions, continuity of nursing support should be available throughout the cancer

experience. In order to provide such support, nurses need to be aware of the full

range of illness care behaviors undertaken at home. A behaviorally focused,

comprehensive approach to the conceptualization of family-based illness care is

needed to provide the theoretical foundation for nursing involvement in family-based

illness care. The results of this study contribute to such a theoretical foundation.

The focus on illness-care behaviors or action distinguishes the present findings

from those of researchers who have used a stress and coping framework to explore

family issues during cancer treatment or during chronic illness in general. For
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example, Woods and colleagues (Woods, Haberman, & Packard, 1993) have

developed the concept of "demands of illness." The demands of illness are stressors

faced by families during chronic illness. According to Woods et al., three domains

comprise the demands of illness: 1) disease-related demands, including the physical

and psychosocial experience attributed directly to the disease; 2) personal disruption

demands or challenges to the status quo in terms of one's sense of integrity,

continuity, and normalcy; and 3) illness demands linked to environmental

transactions, which are illness-related difficulties or challenges in relationships with

one’s family, the broader social network, and health care providers. While these

demands of illness bear some clear similarities to the dimensions of illness care

identified here, it is important to note that illness care constitutes not stressors with

which the family must cope, but behaviors carried out in order to provide the needed

care during illness. This behavioral focus provides a basis for nursing intervention

aimed at fostering family competence with illness care.

Illness care as conceptualized here is closely related to the concept of

caregiving load developed by Oberst and associates. Caregiving load is what

caregivers do and 14 dimensions have been identified by Oberst and her research

team (Carey et al., 1991; Oberst et al., 1989). These dimensions are medical/nursing

treatments, personal care, assistance with mobility, emotional support, monitoring and

reporting symptoms, provision of transportation, managing illness-related finances,

additional household tasks, structuring activities, managing mood and behavior,

running extra errands, coordinating and scheduling, assisting with communication,
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and increasing care for others. Other researchers have developed similar concepts

that include dimensions of behavior. For example, the caregiving demands identified

by Stetz (1987) include managing the physical care, treatment regimen, and imposed

changes; managing the household and finances; standing by; alterations in spouse

caregiver’s well being and patterns of living, constant vigilance, unmet expectation

from the health care system, cancer itself, anticipating the future, and alterations in

relationship with ill spouse. These dimensions of caregiving load and the demands of

caregiving are congruent with the dimensions of illness care identified in the present

study and attest to the credibility of its findings. In general, there is considerable

agreement among research results in terms of the behavioral dimensions of care at

home related to cancer.

Taking the concept family-based illness care as a point of departure, what did

the present study reveal about it? It is a wide-ranging constellation of behaviors that

is very fluid. Interaction with the conditions for care and interaction between the role

partners means that there is constant adjustment and movement. Not only is it a

roller coaster, as so often described, but it is something like dancing on a roller

coaster. Patient and caregiver must constantly align and adjust their behavior vis-a-vis

each other as well as vis-a-vis the sometimes volatile illness care conditions. The

concepts developed in this study, shifting patterns of self-care and caregiving,

fluctuating illness care conditions, interactional processes, and critical periods in the

cancer experience reflect the fluidity and change inherent in these concepts as a unit.

Although they have not been brought together as a unit by researchers previously,
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each concept does have a research history and constituency. In the following

sections, each concept will be examined in light of previous work within its area.

Shifting Patterns of Self-Care and Caregiving

Shifting patterns of self-care and caregiving is the core concept of the theory

of family-based illness care. This concept represent not only the interlocking nature

of the self-care and caregiving roles, but the dynamic nature of the interface between

them. To what extent have self-care actions and caregiving actions been viewed as

interlocking roles? Research on management of illness at home tends to be

individualistic in focus. The focus tends to be on either the ill person or the

caregiver. Seldom is illness care presented as a collaborative endeavor that includes

both self-care and caregiving. An exception to this general observation is found in

the work of Corbin and Strauss (Corbin & Strauss, 1988; Corbin, 1984) who

conceptualized chronic illness management as a collaborative effort by spouses. They

define collaboration as "the manner in which couples work together--the work pattern

that they have established between them." Collaboration is characterized by a

mutually agreed upon division of various kinds of work, i.e. work related to the

biographies of the individuals in addition to illness-related work. According to

Corbin and Strauss (1988, p. 90), illness-related work consists of regimen work,

crisis prevention and handling, symptom management, and diagnosis-related work.

Every day life work encompasses the daily round of tasks that keep a household

going. Both members of the couple engage in both kinds of work, imparting a dyadic

focus to the grounded theory developed by Corbin and Strauss.
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The similarities between the present findings and the Corbin and Strauss work

lend validity to the notion that illness-care at home is multidimensional and that it is

carried out by the dyad, rather than by individuals acting alone. In particular, the

fact that the data in the present study demanded the conceptualization of illness care

as a dyadic endeavor even though the investigator’s original intent was to focus on

caregiving, lends weight to the validity of a dyadic focus.

The present theory differs from the Corbin and Strauss findings in that many

aspects of household and biographical work are here included as dimensions of illness

care. This was done because these behaviors are carried out in a different way with a

greater sense of urgency during illness than during the "normal" situation. For

example, when the ill person felt hungry for a particular food, caregivers often said,

"I ran out to get it" or "I ran and fixed it." Such urgency of response does not

ordinarily characterize food procurement and preparation. In short, "normal"

activities were carried out in a special way in the context of illness and

conceptualizing them as a component of illness care allows one to see how the

disruptions of the illness permeate all aspects of family life.

The Conditions for Illness Care

A significant finding of this study is the remarkable fluidity of conditions

during cancer treatment. Identifying the conditions that influence variation in a

phenomenon is one of the basic tasks of the scientist and much attention has been

given to the conditions under which various caregiving outcomes occur. However,

the phenomenon of interest is usually some aspect of psychological response to
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caregiving, rather than the behavioral aspects of care or the doing of the caregiving

role. Thus, more is known about how conditions impact such phenomenon as

caregiver burden, depression, satisfaction and so forth than is known about the

conditions that influence the behaviors required for illness care.

The conditions under which self-care is performed have been investigated by

Dodd and colleagues using Orem's (1993) Self-Care Deficit Nursing Theory. Dodd

and Dibble (1993) investigated basic conditioning factors (age, gender, education,

health state, healthcare system factors, family system factors, and patterns of living)

and power components of self-care agency (ability to maintain requisite vigilance with

respect to self, controlled use of available physical energy, ability to reason,

motivation, and ability to acquire technical knowledge) in relation to self-care

behaviors undertaken during chemotherapy. The basic conditioning factors and power

components bear some similarities to the conditions for illness care identified

inductively in the present study. Dodd and Dibble found that functional status, social

support, educational level, and anxiety explained 47% of the variance in self-care

behaviors. Not directly taken into account in their study were the caregiving

behaviors undertaken by family members, although it is possible that self-care

behaviors recorded by patient were actually a composite of self-care and caregiving.

Carefully portraying the conditions for family-based illness care is one way to

discover the unique, population specific characteristics of illness care. In this study,

functional status is a condition that was found to wax and wane with cycles of

chemotherapy. The rapidity with which functional status declines and rebounds and
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the periodicity typical of chemotherapy effects presents a unique, cyclical pattern of

illness care not found in other populations. In addition, the practice of using multiple

therapeutic modalities in cancer treatment presents its own constantly changing set of

conditions within which illness care must be carried out.

The fluidity of conditions across the course of cancer treatment has not

received sufficient attention by researchers. Such fluidity raises particularly serious

question in relation to measurement in this population. The conditions under which a

measurement is made may change from one day to the next or from one week to the

next, producing variation that may not be captured with a one-time measure or even

with repeated measures. For example, one patient in this study whose score on the

Karnofsky Performance Scale was 100 on the day of the first interview was one of the

participants most disabled by side effects. The week prior to the interview, she had

been dependent on the caregiver for almost every dimension of illness care.

Finally, no studies are known to the investigator in which changing conditions

are linked to shifting patterns of self-care and caregiving such that the self-care and

caregiving roles expand and contract vis-a-vis each other as conditions change.

Further investigation of the conditions for illness care could help researchers better

understand the volatility of conditions during cancer treatment. Perhaps future

research will show that such volatility is a unique characteristic of this clinical

population.
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Interactional Processes in Illness Care

The concept of role complementarity and the process of achieving and

reachieving role complementarity through interaction have received scant attention in

the research literatures on caregiving, self-care, or chronic illness management. Role

complementarity is a concept that assumes a dyadic focus for analysis, so the dearth

of research in this area is a reflection of the few studies that consider patient and

caregiver as a unit. However, most participants in this study vividly portrayed illness

care as a partnership in which there were individual and shared tasks. In many

instances, care was the product of actions by both role partners. Family members

were involved in care even when "assistance" as it is usually understood, was not

needed. Thus, when the perspectives of those living the phenomenon of interest was

sought, the need to focus on the dyad as a unit was inescapable and the way in which

the self-care and caregiving roles fit together became a relevant question.

The one study known to the researcher in which the fit between the role of the

ill person and the role of the caregiver is represented in the findings is the grounded

theory study conducted by Corbin and Strauss (1988) with couples managing chronic

illness at home. They addressed the processes of role alignment, division of labor,

and coordinating illness-related work and noted that these processes are carried out

through interaction by the role partners. Role alignment is a dynamic process and

realignment must occur as circumstances change. Further, problems encountered in

caregiving are managed through the interactional process of "working things out."
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Working things out occurs through negotiation, discussion, compromise, debate,

teaching, bargaining, threats, demands, and commands (Corbin, 1992).

As noted above, the congruence between the present findings and the Corbin

and Strauss findings lends validity to both studies. The congruence of findings is no

doubt due in part to the use of a common theoretical perspective which suggested

looking at interaction as a means of understanding the way in which roles are

acquired and developed.

Although there is not yet a large body of research on caregiver/care receiver

interaction, there is a growing conviction that an interactional perspective would

further caregiving research. Kahana and Young (1990, p. 76) have argued for such a

perspective, noting that "it is becoming increasingly apparent that caregiving involves

complex interactions with potentially positive or negative consequences for both care

recipients and caregivers." They address dyadic models of caregiving, contrasting

relational/dynamic models of caregiving with static caregiving outcome models. Of

the three relationship models they identify, the contingency, feedback, and congruence

models, the congruence model most closely resembles the findings in this study.

According to Kahana and Young (p. 87):

The congruence model of caregiver/care-recipient interactions is
concerned less with the factors which generate or reinforce dependency
and more with the match or mismatch between patient dependency
needs and caregiver behaviors directed at meeting dependency needs.
In this model, positive outcomes (for both caregivers and care
recipients) are seen as resulting from a close fit between the degree of
patient dependency needs and caregiver responses to those needs.
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Although Kahana and Young use patient dependency to illustrate their model, they

note that it could be equally well used to explore other relational issues in caregiving

such as control, stimulation, and affective support.

The empirical findings reported here support the utility of such a model and

expands it by specifying a range of behaviors that constitute illness care, as well as

the interactional strategies through which role alignment is achieved for the dyad.

When Kahana and Young call "congruence" is called "role complementarity" in the

present study. In spite of differences in terminology, they both are defined in terms

of "fit" between the caregiver and care receiver. In the congruence model, the match

or mismatch occurs between the patient’s dependency needs and the caregiver’s

behavior directed at meeting those dependency needs. In the present study, the

conceptualization of role complementarity takes account of the autonomy, self

direction, and self-care abilities of the ill person, rather than assuming that the illness

has imposed a certain level of dependency on him or her. The congruence model is a

need/response model, whereas role complementarity implies a collaborative model

involving two persons as persons.

Critical Periods in the Cancer Experience

Critical periods in the cancer experience is a concept that has been addressed

by other nurse researchers. For example, in a longitudinal study that spanned

hospitalization for cancer surgery and recovery at home, Oberst and Scott (1988)

found that hospitalization was a particularly critical period for family members.

Although family distress declined immediately after discharge, it had risen again at 90
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and 180 days after discharge suggesting that these are also critical periods. In a

review of the literature on family caregiver’s needs, Laizner et al. (1993) noted that

the period from one to three months post hospitalization for cancer appeared to be a

critical period in terms of caregiver perception of needs. This study extends these

observations by identifying four critical periods across the whole cancer treatment

experience.

The identification of critical periods in the cancer experience furthers

knowledge about health and illness transitions, a central concept in nursing (Meleis &

Trangenstein, in press; Schumacher & Meleis, 1994). Transitions can be

conceptualized as staged processes that occur over time or they can be conceptualized

in terms of critical periods in which the process can evolve in one direction or another

(Meleis & Trangenstein, in press; Turner, 1970). The qualitative studies of family

caregivers of persons with Alzheimer’s disease by Wilson (1989a) and Lindgren

(1993) exemplify the conceptualization of caregiving transitions in terms of stages.

The present study took the alternative route, interviewing participants over time and

noting points in the illness care trajectory when problems with care were most likely

to occur. Both types of conceptualizations have merit. However, staged processes

are most useful for describing typical pathways traversed by persons in similar

situations, whereas the critical periods approach suggests points at which intervention

may most effectively make a difference in outcome (Turner, 1970). As Lewis (1986)

has noted:

Linear staged models of the family’s response to cancer as espoused in
the clinical and theoretical literature need to give way to more dynamic
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models that depict the family moving through multiple transitions, each
of which are characterized by such things as uncertainty, role changes,
existential concerns, tension, and emotional strain. (pp. 285-286)

More recently, Lewis (1993) has argued for the need to link research in

clinical therapeutics and psychosocial transitions as experienced by the family coping

with cancer:

Although the medical process from diagnosis to cure, or from diagnosis
to recurrence and death, identifies critical points along the disease
trajectory and provides helpful labels for physicians and nurses, this is
not the same trajectory experienced by the patient and family. Instead,
within the same time frame, there are critical junctures and
psychosocial transitions that the diagnosed person and the family
experience... These junctures represent psychosocial transitions. The
family’s adjustment to cancer involves moving through these transitions
in ways that facilitate the meaning of the experience, that maintain the
family’s ongoing functions, that respond to the illness-related
demands....The development and evaluation of clinical therapeutics
around the family’s psychosocial transitions form an area of needed
research in nursing. Nurses have opportunities to assist the family to
process their illness-related transitions. (pp. 127-128)

This study examined illness-related transitions during cancer treatment from

the perspective of patients and caregivers, thus providing insight into the transition

experience. Such insight is essential for theory development around transitions

(Meleis & Trangenstein, in press). Further, this study suggested that the links

between illness-care behaviors, the conditions for illness care, and interactions

between patient and caregiver are important components of critical transition periods.

Further exploration of these linkages in relation to the concept of transition will

promote theory development in the future.
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Significance for Nursing Practice

Family-based illness care in its entirety is a concern of nursing. Thus, one

implication of this study is that the scope of nursing assessment and intervention needs

to be congruent with the full scope of illness care as it is carried out at home. The

findings reported here reveal illness care activities undertaken at home to be wide

ranging, extending far beyond the management of symptoms and side effects. Nurses

must be aware of the full range of illness care activities so that they can tailor their

assessments accordingly. For example, although symptoms and side effects,

nutrition, and emotional well-being are usually assessed routinely, the actions related

to maintaining the sense of self or the difficulties encountered in negotiating the health

care system usually receive less attention. It is difficult in typical oncology nursing

practice environments, such as offices, clinics, and hospitals, to grasp the full range

of illness care activities in which clients are engaged at home. This study provides

nurses in these practice settings a view of illness care practices in the home and

suggests parameters for assessment which would yield a fuller understanding of how

the client is doing.

The range of illness care activities reported here extends into areas which

might seem straightforward and unproblematic from the professional perspective.

However, participants noted many problems, even with seemingly routine tasks such

as driving. Other tasks that would seem straightforward to the professional were

found to require a level of clinical judgment that was difficult for the nonprofessional

person. Examples include deciding when to call the nurse or physician and skillfully
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managing PRN medications. By identifying these as dimensions of illness care, this

study suggests a broader approach to nursing assessment than is found in current

practice.

The dynamics of the illness care process, especially the nature of dyadic

interaction around illness care, is another finding of this study with relevance to

practice. This finding supports the emphasis other researchers have placed on family

centered care (Lewis, 1986; Northouse, 1984, 1988) and argues the need for early

and ongoing involvement with the family by oncology nurses. Family caregivers are

intimately involved and concerned with illness care at home through complex and

subtly nuanced interactional processes. The voices of both persons, patient and

caregiver, must be heard by professionals in order to provide knowledgeable and

relevant intervention.

Another aspect of the dynamics of illness care with significant implications for

nursing practice has to do with the very fluid nature of the conditions under which

illness care is carried out. Patients and family members often said that they didn’t

know what to expect next, that the whole experience was like a roller coaster ride.

While it may not currently be possible to make cancer treatment more predictable in

terms of its effects, it is possible to assist families to cope with the roller coaster by

providing ongoing and detailed assessment and support.

In this regard, the concept of planned vigilance is suggested as a relevant

aspect of the nursing process in oncology nursing practice. Planned vigilance is a

dimension of oncology nursing care characterized by careful watchfulness,
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attentiveness, and readiness to intervene should problems arise which require

intervention. It is a nurse-initiated stance that requires constant attunement to the

subtle signs of change in ability to manage illness care, to declines in well-being, and

to increasing distress. Also required is forethought about when critical periods in the

cancer experience are likely to occur for each dyad.

In planned vigilance, the nurse takes the initiative with regard to ongoing

client contact, planning with clients how and when the nurse’s vigilance will be

manifested. For example, periodic telephone calls between treatments could be

suggested by the nurse and planned in advance with clients. A number of participants

said that they wished someone, a nurse or physician, would call them at home

periodically just to check. One patient articulated a need expressed by many who said

they would like more ongoing monitoring, but didn’t feel that they should "bother"

the nurse or physician by calling unless a major problem arose:

P: I don’t know how doctors regard the patient once they’re gone from
their office and whether there is any plan on their part to offer anything
other than when say a patient calls in some distress. I haven’t noticed
any kind of follow-up, but I mean, the doctor that I’m seeing is always
very quick to respond to a telephone call and so on, but there’s no
outreach and I don’t know whether that’s something that doctors should
do or not. I have felt during this past three weeks, more than the first,
that I would have liked maybe a more structured outreach plan from the
doctor’s office, whether it was the doctor or even just the nurse,
because I’ve been reluctant to call when I just feel like, "Well, I’m not
gonna call again and, you know, if you have a stomach ache." I mean,
it does, it seems almost boring to keep calling. Well, not keep calling.
I haven’t called that often but, I don’t know. Maybe if there was some
kind of a plan that maybe you call in, you were expected to call in,
once or twice a week or something, even to the nurse, or the doctor.
Whether just to say how you were doing, whether there was a problem
or not. I mean, it didn’t have to be any lengthy kind of thing. And I
kind of think that might have been an anchor for me.
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Planned vigilance on the part of the nurse would meet the needs voiced by this

participant. She would know that her call would be expected or that someone would

call her whether or not she had a specific problem. How and when such ongoing

contact is to be maintained would be mutually decided and planned. Another

participant noted that dental offices call the day after a dental procedure just to check

and asked why this wouldn’t be even more important after a chemotherapy treatment.

Planned vigilance would go beyond encouraging patients and family members to call

if problems arise. With planned vigilance the nurse would take an active role in

suggesting key times for interaction with patients and caregivers and would develop a

mutually agreeable plan for communication from the beginning. Also, planned

vigilance would help clients prepare for rapidly changing illness care conditions and

would help them understand that such conditions are characteristic of chemotherapy.

In short, planned vigilance would demonstrate the nurse’s concern for client

well-being during this extraordinarily dynamic, even volatile, period of time when

there may be acute feelings of vulnerability. It would relieve clients of the

responsibility for deciding whether or not a given concern is a legitimate reason for

calling the office or whether the call will be perceived as unnecessary, ill-timed, or

disruptive. Finally, it would insure ongoing contact with persons whom clients often

perceive as life-lines of support.

Implications for Future Research

Future research should address illness care structures other than the dyadic

configuration investigated here. Although in this study, as in others (Woods et al.
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1993), a primary, dyadic partnership was readily apparent, the data indicated that at

key periods, other family members (and sometimes friends) were involved. These

persons supplemented and reinforced the efforts of the primary dyad, providing

support to the patient at times, to the caregiver at times, and sometimes to both. The

dynamics of illness care networks is thus a promising avenue for future research and

would implement nursing’s commitment to research on the family unit as a whole

(Feetham, 1984; Gilliss, 1991).

Additional research is also needed to explore more fully the variations in role

alignment. As noted above, the sampling strategy employed in this study produced a

sample in which dyads generally experienced high degrees of role complementarity.

When role complementarity slipped, it was usually reachieved quickly. However,

nurses in clinical practice work with families in which gaps and overlaps in illness

care occur and these phenomena need further investigation.

Finally, future research needs to be designed to further explore the junctures

between treatment modalities. Participants in this study expressed some fear of

"falling through the cracks" at treatment junctures. For health professionals, each

treatment modality is a world of its own with its unique staff of specialists,

technology, and physical space. However, patients and their family members do not

appear to so compartmentalize aspects of treatment. They experience the treatment

process as a whole and disruptions in its continuity are distressing. Research is

needed that departs from the focus on treatment modality and looks at the cancer

treatment experience as a whole.
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One participant used the metaphor of "conveyor belt" to describe the

experience of being inexorably pulled along through the treatment process. Data in

the present study indicates that the "conveyor belt" is at risk for breaking down

between subspecialties in oncology practice. Advanced nursing practice should be

organized so that practice corresponds with the illness experience as a whole. If this

were the case, nurses could "convey" clients through the treatment modality

junctures.

Conclusion

It is now time to come full circle and consider the origin of the journey in

light of its eventual destination. In Chapter 1, it was noted that qualitative research

often takes the researcher into new and unexpected territory. Such was the case with

this study as the data persistently pulled the researcher away from a narrow focus on

caregiver role acquisition. Returning now to the point of departure for the journey,

how do the original research questions look in light of the findings? Was caregiver

role acquisition lost long the way?

Caregiver role acquisition was not lost, but neither did it have the prominence

for study participants that the researcher initially expected. This is not to say that it

was not important to participants. Rather, it was embedded in a larger and more

compelling process, that of family-based illness care in its entirety. Caregivers were

intimately involved in illness care, but often took their involvement for granted,

finding little remarkable about it. Yet when all the dimensions of illness care were

considered, caregiver involvement was extensive and exquisitely tailored to the
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personhood of the patient. Caregiving required attention to a wide range of issues.

That caregivers took their involvement for granted did not lessen the importance of

the caregiving role. It is just that caregiver role acquisition occurred in concert with

the self-care role taken on by the patient during chemotherapy. Thus, role acquisition

in this context is inherently dyadic. That the ill person was also involved with illness

care did not so much obscure the caregiving role as point to its interactive, fluid, and

complex nature.

In spite of caregiver’s extensive involvement with illness care, caregiving was

an intentionally subtle process. Most of the patients were healthy and active prior to

the diagnosis of cancer and the loss of independent action regarding their health was

not easy. This study provided a window through which to look at family-based illness

care early in the illness trajectory. It was a period during which a transition was

made (for most participants) from good health to a serious if not yet debilitating

illness. The subtleties of caregiving during this period have to do with the caregiver’s

wish to be involved with and supportive of the ill person without compounding his or

her losses by prematurely infringing upon independence. Thus, caregiver role

acquisition at this point in time was a process of taking on a new dimension of a long

standing role without taking over dimensions of self-care that were important to the ill

person. The process of taking on without taking over characterizes caregiver role

acquisition in this clinical situation and reveals the sensitivity with which caregivers

need to shape their involvement with illness care. Rather than obscuring the process
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COMMITTEE ON HUMAN RESEARCH
OFFICE OF RESEARCH AFFAIRS, Box 0962
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CHR APPROVAL LETTER

TO: Susan R. Gortner, Ph.D. Karen L. Schumacher, R.N., M.S.
3207 Market Street Box 0606
San Francisco, CA 94114

RE: Role Acquisition in Family Caregivers of Persons Receiving Chemotherapy

The Committee on Human Research, the UCSF Institutional Review Board holding Department of Health
and Human Services Multiple Assurance #M-1169, has reviewed and approved this application to involve
humans as research subjects, with the following

CONDITION: First, the Procedures section of the consent form should state what the interviews are about
and indicate the estimated length of time to complete the interviews. Second, the Reimbursement section of
the consent form should state how subjects are being paid, i.e., in cash or by check. This section should
also indicate when the payment will take place, i.e., before the interview phase, when the study is
complete, or after some delay. Please submit two copies of your revised consent form to Box 0962. Once
these copies have been received and accepted, the status of this protocol will be changed from Conditional
Approval to Approval.

APPROVAL NUMBER: H555-07608-01. This number is a UCSF CHR number and should be used on all
consent forms, correspondence and patient charts.

APPROVAL DATE: January 9, 1992. Expedited Review

EXPIRATION DATE: January 15, 1993. If the project is to continue, it must be renewed by the expiration
date. See reverse side for details.

ADVERSE REACTIONS/COMPLICATIONS: All problems having to do with subject safety must be reported to
the CHR within ten working days.

MODIFICATIONS: All protocol changes involving subjects must have prior CHR approval.

QUESTIONS: Please contact the office of the Committee on Human Research at (415) 476-1814 or campus
mail stop, Box 0962.

Sincerely,

Reese T.
zº

Chairman
Committee on Human Research

HEPC Project #91007608
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August 21, 1992

MEMORANDUM TO: Karen L. Schumacher, RN, MS, 1444 Funston Ave, S.F., 94.122
Michael Cassidy, M.D., Comprehensive Cancer Center

FROM: Committee for the Protection of Human Subjects

SUBJECT: LETTER OF APPROVAL OF PROTOCOL
Protocol #489
Title: Role Acquisition in Family Caregivers of Persons
Receiving Chemotherapy
Expiration Date: August, 1993

The above listed protocol was approved by the Committee for the Protection of
Human Subjects at its meeting on August 20, 1992, with the recommendation that
Michael Cassidy, M.D. be added as the physician principal investigator in both
the protocol and the consent form.

A renewal form will be sent to you before the protocol's expiration date. In
order for the protocol to be considered for renewal, the renewal form and any
required documentation must be completed and submitted before that month's agenda
cutoff.

Any of the following changes must receive Committee approval: protocol
modification(s) affecting subjects; Consent form modification(s);
protocol/procedure deletion(s), including reclassification of any of the
procedures to standard therapy.

All complications must be reported immediately to the Committee. Unanticipated
risks or new information that may affect the risk/benefit ratio must be promptly
reported to, and reviewed by, the Committee to ensure adequate protection of the
welfare of human subjects.

Please direct renewal forms and questions about agenda due dates to Louise James,
Medical Staff Services Office, 204-1414. If you have any other questions, please
contact either of the CoChairperson(s), Doctors Carol Brosgart or Susan Jacobson.
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Investigators
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UCSF Study # H555-07608-01

HISTORY OF ILLNESS

I would like to begin by being sure that I understand what the experience of having cancer
has been like for you. Would you tell me about it beginning with when you first noticed that
something might be wrong?

Probes:

What was the first symptom that you noticed?

When did you first consult a physician or other health care provider about it?

How was the diagnosis made? (Tests, X-rays, hospitalization?)

How were you told about the diagnosis?

What was suggested for you in terms of treatment?

What is the goal of your treatment?

Probe:
Cure

Prolong life
Relieve pain or other symptoms
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What concerns do you have about chemotherapy?

Probe:

Do you have any concerns about how you will manage during this time? If
so, would you tell me about them?

Overall, how has having cancer affected your life at this point?

Probes:

How has it affected your work?

How has it affected your family life (or home life)?

How has it affected your ability to do for yourself?

What is a typical day like for you? Has it changed as a result of having cancer?
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TREATMENT

How did your first treatment go?

Probes:

What side effects have you experienced?

What was the evening after you had the chemotherapy like for you?

How was the day after chemotherapy?

How was the following week?

For each side effect or symptom mentioned ask

How severe was it?

What did you do about it?

Did anyone help you to manage (side effect)?

If so, how were they involved?
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CAREGIVING ROLE

How has (Caregiver) been involved since you began chemotherapy? What kind of things
does he or she do to assist you?

Does anyone else help out? If so, how have you worked it out with them in relation to who
does what?

Who provides the most assistance to you at this time?

(For non-spouse caregivers) How did it happen to be (Caregiver) who is helping you the
most?

Getting help from family members during an illness and giving help during an illness usually
means that some changes are made in the way things go between the people involved. How
have you and (Caregiver) worked out whatever changes you have made?
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Does (Caregiver’s) involvement (or assistance) present any difficulties? If so, what is it that
has made involvement difficult?

From you perspective, is there anything that interfere's with (Caregiver's) ability to be
involved (or provide assistance)? If so, would you tell me about it?

Is there anything that facilitates (Caregiver’s) involvement (or helps him or her to provide the
kind of assistance he or she wants to)? If so, would you tell me about it?

SELF-CARE

Think about an event, a day, or any happening since you began chemotherapy that was
especially important to you. Would you tell me about it?

People receiving chemotherapy sometimes tell nurses that they feel unprepared or uncertain
about what to do. Have you had to deal with any situations in which you did not know what
to do or were unsure of what to do? If so, would you tell me about it?

Have there been any situations when you felt particularly good about what you were doing to
take care of yourself? If so, would you tell me about it?
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SIDE EFFECTS

Have you had any of the following side effects? (Ask about any side effects not already
discussed).

Nausea

Vomiting

Loss of appetite

Loss of taste

Bad taste in mouth

Mouth sores

Weight loss

Difficulty concentrating

Bleeding

Constipation

Diarrhea

Fatigue

Weakness

Infection

Fever

Hair loss

Tingling in hands/feet

Weight gain

Weight loss

Blood in urine

Difficulty sleeping

Also ask about any disease symptoms, such as pain, shortness of breath, edema, etc.

For each positive response ask:

How severe was (side effect)?

What did you do about it?

Did anyone help you to manage (side effect)?

If so, who helped you to manage?

How were they involved?
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FUNCTIONAL STATUS

Has your chemotherapy affected any of the following activities? (Ask about any functional
status changes not already discussed).

Driving Walking

Household chores Bathing

Errands Eating

Meal preparation Sleeping

Elimination

If so, how?

For each positive response ask

Has anyone helped you with (activity)?

If yes, who helped you?

How did they help you?
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WHICH OF THESE STATEMENTS BEST DESCRIBES YOUR ABILITIES AT THE

KARNOFSKY SCALE

PRESENT TIME?

cr1

I feel normal; no complaints or symptoms. 100

I am able to carry on normal activities; 90
minor signs or symptoms of illness.

It takes a bit of effort to engage in my 80
normal activity.

I can care for myself, but am unable to 70
carry on normal activity or to do active work.

I require occasional assistance, but am able 60
to care for most of my personal needs.

I require a considerable amount of assistance 50
and frequent medical care.

I require special care and assistance. 40

I feel severely disabled and need to be hospitalized. 30
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BACKGROUND INFORMATION

Now I would like to ask some general questions about you and your background.

What is your age?

(Note gender)

Female

_ Male

(Note relationship to caregiver)

_ Spouse

Parent

Child

Other (specify

Are you employed at a paid job?

Yes

No

If yes, are you working

Full-time

Part-time (change)

Part-time (no change)
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If no, are you

What is your ethnic background? (Just note, if obvious).

A homemaker

Retired

On disability

Involuntarily unemployed

African-American

Asian/Pacific Islander

Caucasian

Hispanic

Native American

Other (specify: )

What is your religious affiliation?

Buddhist

Catholic

Jewish

Protestant

None

Other (specify: )

Do not wish to state a religious affiliation
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How much education have you had?

Attended some high school

Graduated from high school

Attended some college

Graduated from college

Attended graduate/professional school

I do not need to know your family’s income, but I would like to ask if it is sufficient to meet
your basic requirements?

Yes

No

Do you have any out-of-pocket expenses for cancer treatment?

Yes

No

If so, is your income sufficient to meet these additional expenses?

Yes

No
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What kind of health insurance do you have?

Blue Cross/Blue Shield

HMO (specify:

Other private insurance (specify:

Veterans

Medicaid
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CANCER HISTORY AND TREATMENT:SUMMARY

Type of Cancer Chemotherapy begun

Breast Karnofsky (date)

Lung

Colo-rectal Disease Status

_ Lymphoma _ Initial

_ Other (specify) _ Recurrent

Date of Diagnosis Previous Treatment

Surgery (date)

Type of Chemotherapy Radiation (date)

Other (specify)

Portions of this interview guide were adapted from the interview guide in "Self-Care
Interventions to Decrease Chemotherapy Morbidity" (CHR H452-02914-04), Marylin J.
Dodd, PI and the Homegoing/Expected Benefits and Recovery questionnaire in "Elder
Recovery after Cardiac Surgery (CHR H555-03050-04) Susan R. Gortner, PI and the
Monitoring Recovery questionnaire in "Improving Recovery after Cardiac Surgery" (CHR
93.9101-05), Susan R. Gortner, PI.
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UCSF Study # H555-07608-01

TREATMENT

Many of the questions that I will be asking you during this interview are the same as the last
time I was here. I am asking the same questions so that I can understand any changes that
have occurred over the course of your chemotherapy treatments.

Perhaps you could begin by bringing me up to date on what has taken place since my last
visit.

[Be sure the following specific topics are covered.]

How did your most recent treatment go?

Probes:

What side effects have you experienced?

What was the evening after you had the chemotherapy like for you?

How was the day after chemotherapy?

How was the following week?
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Has there been any change in the way in which the cancer has affected your life since the
last time I saw you?

Probes:

How has it affected your work?

How has it affected your family life (or home life)?

How has it affected your ability to do for yourself?

How has it affected your daily activities?
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CAREGIVING ROLE

(Refer to previous description of how treatment is going and ask): How has (Caregiver)
been involved?

Have there been any changes in (Caregiver's) involvement (or the things he or she does to
assist you)? If so would you tell me about them?

Does (Caregiver's) involvement (or assistance) present any difficulties? If so, what is it that
has made involvement difficult?

From your perspective, is there anything that interfere's with (Caregiver's) ability to be
involved (or provide assistance)? If so, would you tell me about it?

Is there anything that facilitates (Caregiver's) involvement (or helps him or her to provide the
kind of assistance he or she wants to)? If so, would you tell me about it?

Have there been any changes in what do others (family, friends, neighbors) do to assist you?
If so, please describe.
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SELF-CARE

Think about an event, a day, or any happening since your last treatment that was especially
important to you. Would you tell me about it?

Have there been any situations since I was here last when you felt unsure of what to do in
relation to taking care of yourself? If so, would you tell me about it?

Have there been any situations since I was here last when you felt particularly good about
what you were doing to take care of yourself? If so, would you tell me about it?
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SIDE EFFECTS

Have you had any of the following side effects? (Ask about any side effects not already
discussed).

Nausea Fatigue

Vomiting Weakness

Loss of appetite Infection

Loss of taste Fever

Bad taste in mouth Hair loss

Mouth Sores Tingling in hands/feet

Weight loss Weight gain

Difficulty concentrating Weight loss

Bleeding Blood in urine

Constipation Difficulty sleeping

Diarrhea

Also ask about any disease symptoms, such as pain, shortness of breath, edema, etc.

For each positive response ask:

How severe was (side effect)?

What did you do about it?

Did anyone help you to manage (side effect)?

If so, who helped you to manage?

How were they involved?
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FUNCTIONAL STATUS

Has your chemotherapy affected any of the following activities? (Ask about any changes in
functional status not previously discussed).

Driving Walking

Household chores Bathing

Errands Eating

Meal preparation Sleeping

Elimination

If so, how?

For each positive response ask

Has anyone helped you with (activity)?

If yes, who helped you?

How did they help you?
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ILLNESS-CARE EXPERIENCES

As you know, this study is about how families manage illness care (or manage the demands
of chemotherapy) at home. I’m referring not only to the emotional coping that takes place
with the diagnosis of a serious illness, but to what people do to manage symptoms, side
effects, and so forth. With this in mind, I wonder if you would tell me about your
respective roles with illness care.

How have you worked out what your respective roles are? Are there things that you do
jointly to manage the demands of chemotherapy? Are there things that you trade off
depending on how you feel? Are there things that one or the other tends to do most of the
time? Can you give me an example?

How would you compare your current experiences with illness care related to cancer with
your previous experience with illness care at home?

Imagine yourself talking with someone who is just beginning chemotherapy. Let’s say their
family situation is similar to yours and they are dealing with a similar kind of tumor and
treatment protocol. What could you tell them about your experience that might be helpful to
them?

That is my last question. Is there anything else you would like to add?
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Portions of this interview guide were adapted from the interview guide in "Self-Care
Interventions to Decrease Chemotherapy Morbidity" (CHR H452-02914-04), Marylin J.
Dodd, PI and the Homegoing/Expected Benefits and Recovery questionnaire in "Elder
Recovery after Cardiac Surgery (CHR H555-03050-04) Susan R. Gortner, PI and the
Monitoring Recovery questionnaire in "Improving Recovery after Cardiac Surgery" (CHR
939101-05), Susan R. Gortner, PI.
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UCSF Study # H555-07608-01

TREATMENT

Many of the questions that I will be asking you during this interview are the same as the last
time I was here. I am asking the same questions so that I can understand any changes that
have occurred over the course of your chemotherapy treatments.

Perhaps you could begin by bringing me up to date on what has taken place since my last
visit.

[Be sure the following specific topics are covered.]

How did your most recent treatment go?

Probes:

What side effects have you experienced?

What was the evening after you had the chemotherapy like for you?

How was the day after chemotherapy?

How was the following week?
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Has there been any change in the way in which the cancer has affected your life since the
last time I saw you?

Probes:

How has it affected your work?

How has it affected your family life (or home life)?

How has it affected your ability to do for yourself?

How has it affected your daily activities?

Overall, has chemotherapy turned out to be what you expected it to be like?
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CAREGIVING ROLE

(Refer to previous description of how treatment is going and ask): How has (Caregiver)
been involved?

Have there been any changes in (Caregiver's) involvement (or the things he or she does to
assist you)? If so would you tell me about them?

Does (Caregiver’s) involvement (or assistance) present any difficulties? If so, what is it that
has made involvement difficult?

From your perspective, is there anything that interfere's with (Caregiver's) ability to be
involved (or provide assistance)? If so, would you tell me about it?

Is there anything that facilitates (Caregiver's) involvement (or helps him or her to provide the
kind of assistance he or she wants to)? If so, would you tell me about it?

Have there been any changes in what do others (family, friends, neighbors) do to assist you?
If so, please describe.
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SELF-CARE

Think about an event, a day, or any happening since your last treatment that was especially
important to you. Would you tell me about it?

Have there been any situations since I was here last when you felt unsure of what to do in
relation to taking care of yourself? If so, would you tell me about it?

Have there been any situations since I was here last when you felt particularly good about
what you were doing to take care of yourself? If so, would you tell me about it?
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SIDE EFFECTS

Have you had any of the following side effects? (Ask about any side effects not already
discussed).

Nausea Fatigue

Vomiting Weakness

Loss of appetite Infection

Loss of taste Fever

Bad taste in mouth Hair loss

Mouth Sores Tingling in hands/feet

Weight loss Weight gain

Difficulty concentrating Weight loss

Bleeding Blood in urine

Constipation Difficulty sleeping

Diarrhea

Also ask about any disease symptoms, such as pain, shortness of breath, edema, etc.

For each positive response ask:

How severe was (side effect)?

What did you do about it?

Did anyone help you to manage (side effect)?

If so, who helped you to manage?

How were they involved?
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FUNCTIONAL STATUS

Has your chemotherapy affected any of the following activities? (Ask about any changes in
functional status not previously discussed).

Driving Walking

Household chores Bathing

Errands Eating

Meal preparation Sleeping

Elimination

If so, how?

For each positive response ask

Has anyone helped you with (activity)?

If yes, who helped you?

How did they help you?
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ILLNESS-CARE EXPERIENCES sº

This space is reserved for any questions arising from the analysis of the first two interviews.

}* :

That is my last question. Is there anything else you would like to add? |
º
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Portions of this interview guide were adapted from the interview guide in "Self-Care
Interventions to Decrease Chemotherapy Morbidity" (CHR H452-02914-04), Marylin J.
Dodd, PI and the Homegoing/Expected Benefits and Recovery questionnaire in "Elder
Recovery after Cardiac Surgery (CHR H555-03050-04) Susan R. Gortner, PI and the
Monitoring Recovery questionnaire in "Improving Recovery after Cardiac Surgery" (CHR
939101-05), Susan R. Gortner, PI.
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UCSF Study # H555-07608-01

CAREGIVER INTERVIEW SCHEDULE
TIME 1

I would like to begin by being sure that I understand what the experience of having a family
member with cancer has been like for you. Would you tell me about it beginning with when
you first realized that something might be wrong?

Probes: Onset of symptoms
When and how cancer first diagnosed
Treatment since then

Decision to begin chemotherapy
Changes in her/his ability to care for self
Current CTX side effects, symptoms, problems

Try to establish disease trajectory and where current CTX fits into
trajectory

What is the purpose of the chemotherapy?

Probe: Cure

Prolong life
Relieve pain or other symptoms

What do you expect chemotherapy to be like?

Do you have any concerns about how you will manage during this time? If so, would you
tell me about them?

R_*,

s
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TREATMENT

How did (Care Receiver's) chemotherapy go?

Note side effects and any other problems that may have occurred

Ask how these problems were managed, focusing on respective roles of
caregiver and care receiver.
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CAREGIVER'S HISTORY * ,

Now I’d like to know about you. What is a typical day like for you? |
Probes: Family (household composition, extended family)

Work

~

What changes have occurred in your life since (Care Receiver) became ill?

Probes: Work

Household management
Changes for family as a whole
Changes in relationship with care receiver

How is your health?

Probes:

9. It
Overall Health /~

º

Sleep

Nutrition *-

Exercise/Recreation --

Social Contact

What do you do to keep yourself healthy? r

º
R",
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On a scale of zero to ten, how stressed are you right now?

0 1 2 3 4 5 6 7 8 9 10

I am not I am

stressed at severely stressed
all

On the same scale, how would you rate your health right now?

0 1 2 3 4 5 6 7 8 9 10

My health is My health
very poor is excellent

On the same scale, how important is your health to you right now?

0 1 2 3 4 5 6 7 8 9 10

I never think My health
about my is a top
health priority
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CAREGIVING ROLE

How have you been involved in taking care of (Care Receiver) since he or
she began chemotherapy? What kind of things do you do to assist (Care
Receiver)?

Does anyone else help out? If so, how have you worked it out with them in relation to who
does what?

Who provides the most assistance to (Care Receiver) at this time?

(For non-spouse caregivers) How did it happen to be you who is helping
(Care Receiver) the most?

Getting help from family members during an illness and giving help during an illness usually
means that some changes are made in the way things go between the people involved. How
have you and (Care Receiver) worked out whatever changes you have made?
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Does involvement (or assistance) present any difficulties for you? If so, what is it that has
made involvement difficult?

Is there anything that interfere’s with your ability to be involved (or provide assistance) If so,
would you tell me about it?

Is there anything that facilitates your involvement (or helps you to provide the kind of
assistance you want to)? If so, would you tell me about it?

Think about an event, a day, or any happening since (Care Recevier) began
chemotherapy that was especially important to you. Would you tell me about it?

Caregivers sometimes tell nurses that they feel unprepared as a caregiver or uncertain about
what to do. Have you had to deal with any situations in which you did not know what to do
or were unsure of what to do? If so, would you tell me about it?
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Have there been any situations when you felt particularly good about what you were doing
for her (him)? If so, would you tell me about it?

Have you ever taken care of someone who was ill at home before? Children? Parents?
Spouse? If so, what was that experience like? How does your present situation compare
with it? Did that experience prepare you in any way for your current situation?
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SIDE EFFECTS

Has (Care Receiver) had any of the following side effects? (Ask about any side effects not
already discussed).

Nausea Fatigue

Vomiting Weakness

Loss of appetite Infection

Loss of taste Fever

Bad taste in mouth Hair loss

Mouth Sores Tingling in hands/feet

Weight loss Weight gain

Difficulty concentrating Weight loss

Bleeding Blood in urine

Constipation Difficulty sleeping

Diarrhea

Also ask about any disease symptoms, such as pain, shortness of breath, edema, etc.

For each positive response ask:

How severe was (side effect)?

How was it managed?

Did anyone help (Care Receiver) to manage (side effect)?

If so, who was it?

How were you involved?
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FUNCTIONAL STATUS

Has chemotherapy affected any of (Care Receiver's) following activities? (Ask about any
changes in functional status not already discussed).

Driving Walking

Household chores Bathing

Errands Eating

Meal preparation Sleeping

Elimination

If so, how?

For each positive response ask

Did anyone help with (activity)?

If yes, who was it?

How did they help?

How were you involved?
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BACKGROUND INFORMATION

Now I would like to ask some general questions about you and your background.

What is your age?

(Note gender)

Female

_ Male

(Note relationship to care receiver)

_ Spouse

Parent

Child

Other (specify

Are you employed at a paid job?

Yes

No

If yes, are you working

Full-time

Part-time (change)

Part-time (no change)
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If no, are you

A homemaker

Retired

On disability

Involuntarily unemployed

What is your ethnic background? (Just note, if obvious).

African-American

Asian/Pacific Islander

Caucasian

Hispanic

Native American

Other (specify: )

What is your religious affiliation?

Buddhist

Catholic

Jewish

Protestant

None

Other (specify: )

Do not wish to state a religious affiliation

* R
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How much education have you had?

Attended some high school

Graduated from high school

Attended some college

Graduated from college

Attended graduate/professional school

I do not need to know your family’s income, but I would like to ask if it is sufficient to meet
your basic requirements?

Yes

No

Do you have any out-of-pocket expenses for cancer treatment?

Yes

No

If so, is your income sufficient to meet these additional expenses?

Yes

No

■

sº
2
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Portions of this interview guide were adapted from the interview guide in "Self-Care *: • *

Interventions to Decrease Chemotherapy Morbidity" (CHR H452-02914-04), Marylin J. → *
Dodd, PI and the Homegoing/Expected Benefits and Recovery questionnaire in "Elder – 1

Recovery after Cardiac Surgery (CHR H555-03050-04) Susan R. Gortner, PI and the I

Monitoring Recovery questionnaire in "Improving Recovery after Cardiac Surgery" (CHR z
93.9101-05), Susan R. Gortner, PI. 2 ”
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UCSF Study # H555-07608-01

CAREGIVER INTERVIEW SCHEDULE
TIME 2

Many of the questions that I will be asking you during this interview are the same as the last
time I was here. I am asking the same questions so that I can understand any changes that
have occurred over the course of (Patient's) chemotherapy treatments.

Perhaps you could begin by bringing me up to date on what has taken place since my last
visit.

[Be sure the following specific topics are covered.]

How did (Patient’s) most recent treatment go?

Probes:

What side effects did you notice?

What was the evening after he/she had the chemotherapy like?

How was the day after chemotherapy?

How was the following week?
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Has there been any change in the way in which the cancer has affected your life since the
last time I saw you?

Probes:

How has it affected your work?

How has it affected your family life (or home life)?

How has it affected your daily activities?

People often find that the relationships among family members change over the course of
cancer treatment. Have you found this to be the case for you? If so, what changes have you
experienced.

Have you noticed any changes in your patterns of interaction with (Patient) regarding

Changes in household management?

Changes in self-care?

What changes have you experienced?
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CAREGIVING ROLE

(Refer to previous description of how treatment is going and ask): How have you been
involved?

Have there been any changes in your involvement with (Patient’s) treatment and care (or the
things do you do to assist Patient)? If so would you tell me about them?

Does involvement (or assistance) present any difficulties for you? If so, what is it that has
made involvement difficult?

Is there anything that interfere's with your ability to be involved (or provide assistance) If so,
would you tell me about it?

Is there anything that facilitates your involvement (or helps you to provide the kind of
assistance you want to)? If so, would you tell me about it?

Have there been any changes in what do others (family, friends, neighbors) do to assist (Care
recipient)? If so, please describe.
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Think about an event, a day, or any happening since (Care recipient's) last
treatment that was especially important to you. Would you tell me about it?

Have there been any situations since I was here last when you felt unsure of what to do for
(Care recipient) or how to be involved? If so, would you tell me about it?

Have there been any situations since I was here last when you felt particularly good about
your involvement (or what you were doing for (Care recipient)? If so, would
you tell me about it?
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CAREGIVER'S SITUATION

Have any changes occurred in the way a typical day goes for you since the last time I was
here?

Probes: Work

Household management
Changes for family as a whole
Changes in relationship with care recipient

Have their been any changes in your health?

Probes:

Overall Health

Sleep

Nutrition

Exercise/Recreation

Social Contact

What do you do to keep yourself healthy at this point?

What (problem, concern, issue) is most important for you at this point?

What have you done about the (problem, concern, issue)?
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On a scale of zero to ten, how stressed are you right now?

0 1 2 3 4 5 6 7 8 9 10

I am not I am

stressed at severely stressed
all

On the same scale, how would you rate your health right now?

0 1 2 3 4 5 6 7 8 9 10

My health is My health
very poor is excellent

On the same scale, how important is your health to you right now?

0 1 2 3 4 5 6 7 8 9 10

I never think My health
about my is a top
health priority

* * * * * *
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SIDE EFFECTS

Has (Care Receiver) had any of the following side effects? (Ask about any side effects not
already discussed).

Nausea Fatigue

Vomiting Weakness

Loss of appetite Infection

Loss of taste Fever

Bad taste in mouth Hair loss

Mouth Sores Tingling in hands/feet

Weight loss Weight gain

Difficulty concentrating Weight loss

Bleeding Blood in urine

Constipation Difficulty sleeping

Diarrhea

Also ask about any disease symptoms, such as pain, shortness of breath, edema, etc.

For each positive response ask:

How severe was (side effect)?

How was it managed?

Did anyone help (Care Receiver) to manage (side effect)?

If so, who was it?

How were you involved?

cg2 rev. 7/93



297 -

FUNCTIONAL STATUS jº
Has chemotherapy affected any of (Care Receiver) following activities? (Ask about any
changes in functional status not previously discussed).

Driving Walking

Household chores Bathing

Errands Eating

Meal preparation Sleeping

Elimination

If so, how?

For each positive response ask

Did anyone help with (activity)? º,

If yes, who was it? T ".

How did they help? ºut.

How were you involved? 4.
~~

T] .
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ILLNESS-CARE EXPERIENCES

As you know, this study is about how families manage illness care (or manage the demands
of chemotherapy) at home. I’m referring not only to the emotional coping that takes place
with the diagnosis of a serious illness, but to what people do to manage symptoms, side
effects, and so forth. With this in mind, I wonder if you would tell me about your
respective roles with illness care.

How have you worked out what your respective roles are? Are there things that you do
jointly to manage the demands of chemotherapy? Are there things that you trade off
depending on how (Patient) feels? Are there things that one or the other tends to do most of
the time? Can you give me an example?

How would you compare your current experiences with illness care related to cancer with
your previous experience with illness care at home?

Imagine yourself talking with someone who has a family member just beginning
chemotherapy. Let’s say their family situation is similar to yours and they are dealing with a
similar kind of tumor and treatment protocol. What could you tell them about your
experience that might be helpful to them?

That is my last question. Is there anything else you would like to add?
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Portions of this interview guide were adapted from the interview guide in "Self-Care
Interventions to Decrease Chemotherapy Morbidity" (CHR H452-02914-04), Marylin J.
Dodd, PI and the Homegoing/Expected Benefits and Recovery questionnaire in "Elder
Recovery after Cardiac Surgery (CHR H555-03050-04) Susan R. Gortner, PI and the
Monitoring Recovery questionnaire in "Improving Recovery after Cardiac Surgery" (CHR
93.9101-05), Susan R. Gortner, PI.
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UCSF Study # H555-07608-01

CAREGIVER INTERVIEW SCHEDULE
TIME 3

Many of the questions that I will be asking you during this interview are the same as the last
time I was here. I am asking the same questions so that I can understand any changes that
have occurred over the course of (Care Receiver's) chemotherapy treatments.

Perhaps you could begin by bringing me up to date on what has taken place since my last
visit.

[Be sure the following specific topics are covered.]

How did (Care Receiver's) most recent treatment go?

Probes:

What side effects did you notice?

What was the evening after he/she had the chemotherapy like?

How was the day after chemotherapy?

How was the following week?
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Has there been any change in the way in which the cancer has affected your life since the
last time I saw you?

Probes:

How has it affected your work?

How has it affected your family life (or home life)?

How has it affected your daily activities?
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CAREGIVING ROLE

(Refer to previous description of how treatment is going and ask): How have you been
involved?

Have there been any changes in your involvement with (Patient’s) treatment and care (or the
things do you do to assist Patient)? If so would you tell me about them?

Does involvement (or assistance) present any difficulties for you? If so, what is it that has
made involvement difficult?

Is there anything that interfere’s with your ability to be involved (or provide assistance) If so,
would you tell me about it?

Is there anything that facilitates your involvement (or helps you to provide the kind of
assistance you want to)? If so, would you tell me about it?

Have there been any changes in what do others (family, friends, neighbors) do to assist (Care
recipient)? If so, please describe.
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Think about an event, a day, or any happening since (Care recipient's) last
treatment that was especially important to you. Would you tell me about it?

Have there been any situations since I was here last when you felt unsure of what to do for
(Care recipient) or how to be involved? If so, would you tell me about it?

Have there been any situations since I was here last when you felt particularly good about
your involvement (or what you were doing for (Care recipient)? If so, would
you tell me about it?
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CAREGIVER'S SITUATION

Have any changes occurred in the way a typical day goes for you since the last time I was
here?

Probes: Work

Household management
Changes for family as a whole
Changes in relationship with care recipient

Have their been any changes in your health?

Probes:

Overall Health

Sleep

Nutrition

Exercise/Recreation

Social Contact

What do you do to keep yourself healthy at this point?
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What (problem, concern, issue) is most important for you at this point?

What have you done about the (problem, concern, issue)?
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On a scale of zero to ten, how stressed are you right now?

0 1 2 3 4 5 6 7 8 9 10

I am not I am

stressed at severely stressed
all

On the same scale, how would you rate your health right now?

0 1 2 3 4 5 6 7 8 9 10

My health is My health
very poor is excellent

On the same scale, how important is your health to you right now?

0 1 2 3 4 5 6 7 8 9 10

I never think My health
about my is a top
health priority

cg3 rev. 7/93



308

SIDE EFFECTS

Has (Care Receiver) had any of the following side effects? (Ask about any side effects not
already discussed).

Nausea

Vomiting

Loss of appetite

Loss of taste

Bad taste in mouth

Mouth Sores

Weight loss

Difficulty concentrating

Bleeding

Constipation

Diarrhea

Fatigue

Weakness

Infection

Fever

Hair loss

Tingling in hands/feet

Weight gain

Weight loss

Blood in urine

Difficulty sleeping

Also ask about any disease symptoms, such as pain, shortness of breath, edema, etc.

For each positive response ask:

How severe was (side effect)?

How was it managed?

Did anyone help (Care Receiver) to manage (side effect)?

If so, who was it?

How were you involved?
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FUNCTIONAL STATUS

Has chemotherapy affected any of (Care Receiver's) following activities?

Driving Walking

Household chores Bathing

Errands Eating

Meal preparation Sleeping

Elimination

If so, how?

For each positive response ask

Did anyone help with (activity)?

If yes, who was it?

How did they help?

How were you involved?
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ILLNESS-CARE EXPERIENCES

This space is reserved for any questions arising from the analysis of the first two interviews.

That is my last question. Is there anything else you would like to add?
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Portions of this interview guide were adapted from the interview guide in "Self-Care
Interventions to Decrease Chemotherapy Morbidity" (CHR H452-02914-04), Marylin J.
Dodd, PI and the Homegoing/Expected Benefits and Recovery questionnaire in "Elder
Recovery after Cardiac Surgery (CHR H555-03050-04) Susan R. Gortner, PI and the
Monitoring Recovery questionnaire in "Improving Recovery after Cardiac Surgery" (CHR
93.9101-05), Susan R. Gortner, PI.
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Theoretical memos in which this was discussed include the following:
I need to loosen up my definition of caregiving and stop looking for
caregiving as I understand it from home health practice and focus on
what is here is the data. Caregiving as I understand it may occur later,
but for most of these people, the patient is still fairly independent, even
if he or she has had to cut back some or modify what they do. (Memo
on Caregiving, August 31, 1992)

Two problems have nagged at me throughout this data collection and
analysis. The first has to do with my thinking about what caregiving
is. This problem goes way back to last summer when I wrote a memo
about the need for loosening up my definition of caregiving. I had
planned to target participant recruitment so as to have a sample in
which "caregiving" [my definition (mostly from my home care practice
and interviews for Marylin)] was likely to occur. This desire led to my
fairly narrow eligibility criteria: i.e., I wanted to target chemotherapy
protocols that were likely to result in quite a bit of morbidity for the
care receiver. Even though I have pretty much followed through on
this recruitment strategy, I have found that caregiving as I understand it
doesn’t happen a lot in this sample. I think that a number of family
member participants don’t really think of them selves as doing
"caregiving," but rather as doing an extension of the usual role--with
some modifications. More importantly, I don’t think many of the
patients in my study would spontaneously think of themselves as a care
receiver and some would vigorously resist that designation if I were to
make it in their presence. Often the focus is on maintaining their
accustomed activities, roles, and patterns of behavior (including
independence or personal agency) and they will accept and appreciate a
little help or support, but I think the term "care receiver" implies more
disability than I am seeing in the data. I don’t think they think of their
family member as a "caregiver" either.

I told David (classmate) a couple of weeks ago that I was going to have
to deal with the concept of self-care in this analysis. "Caregiving" is
only part of the story here. There is a lot of self-care in the data and
self-care is generally valued by both members of the dyad (with some
exceptions) over being taken care of. So what I am seeing is a subtle
(in most instances) shift away from self-care ability with filling in by
the "caregiver." This tension between self-care and caregiving has
been nagging at me for some time. Today I had the insight that that is
a crucial, if not the essential, issue in my data. The diagnosis of
cancer and the beginning of chemotherapy seems to set up a tension
between self-care and the need for assistance in the context of a fairly
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dramatic crisis in which the issues of mortality and loss suddenly loom
large. This is the time in which a family member starts to get involved
with the "caregiving" role (or involved with illness-care in a new way).
They get involved in the tension between self-care and assisted care
because it is they who constitute the front line for assistance. Knowing
when and how to help is the problem for the "caregiver." Knowing
when to hold on to and when to let go of usual patterns of behavior is
the problem for the patient. At the interactional level, achieving some
synchrony in the holding on/letting go/taking on/holding back dance. It
is more subtle and nuanced than I was really looking for--I was looking
for the dramatic and sometimes horrendously difficult caregiving
situations that I was accustomed to in home care. But that was a

population that was in home care by virtue of self-care or caregiving
difficulties of one kind or another.

Anyway, thinking about this self-care/caregiving tension this afternoon,
in light of the discussion about interactional synchrony last week in
Julie Corbin's seminar, it suddenly came together than achieving
synchrony in self-care/caregiving expectations, behaviors, etc. is what
this data is all about. (Analytic Memo: Caregiving and Self-care,
6/10/93).

The insight that caregiving and self-care took place in a finely balanced and

subtle "dance" led to the need to reconceptualize the basic phenomenon of the study.

Caregiving alone was too limited in scope to encompass much of what was in the

data. There was a need for a concept that would subsume both caregiving and self

care. The first attempt at naming this phenomenon resulted in a category called

"family-based illness care." This concept was discussed in the following memo:

Illness-care is a concept that Annemarie and Tami (Annemarie
Kesselring, PhD and Tamar Krulik, DNSc, qualitative researchers and
UCSF graduates) and I discussed yesterday as an encompassing concept
that would subsume both self-care and caregiving. It includes both
caregiving and self-care roles/patterns of behavior and the interaction
between the key actors in the family. Since it includes interaction (and
perhaps the dyad as a unit), it is more than the sum of caregiving and
self-care.
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I have never really thought about family-based illness care per se. I
have thought a lot about caregiving and some about self-care, but not
about illness care as something larger that has an interactional
component. I think illness care may include both persons as individuals
with the whole complexity of individuals (identities, commitments,
emotions, skills, etc. etc. etc.) plus jointly constructed understandings
of the situation (joint or dyadic definition of the situation, if you will),
plus the interactions between the two individuals. I guess it is through
interaction that a joint definition of the situation occurs and a more or
less mutually understood and agreed upon course of action is arrived at.
It is through these interactional and separate processes that illness care
occurs. (Memo on Family-Based Illness Care; August 18, 1993).

Illness care is a pattern of behavior that involves the "patient" and one
or more members of the family when the illness is severe enough to
disrupt patient’s usual self-care practices. In this study, the focus for
inquiry is illness care undertaken by the patient-primary caregiver dyad.
I am looking at 1) what illness care is i.e. the content of this pattern of
behavior and 2) how involvement in illness care is worked out
interactionally between patient and caregiver. Thus the focus has two
primary dimensions: a behavioral dimension ("behavior" involves
cognition and affect as well as action) and an interactional dimension
(dyadic interaction). The behavioral dimension has as its "problem"
the acquisition and use of the skills and resources needed for illness
care (knowledge, assessment/interpretation of symptoms, side effects,
etc., technical tasks, etc.). The interactional dimension has as its
"problem" bringing the actions of patient and caregiver into some kind
of synchrony. I might say that the behavioral dimension is the "what"
of the illness-care process and the interactional process is the "how" of
illness care. (Memo on Illness Care in Families, August 23, 1993).
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