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ABSTRACT 

The purpose of this study was to examine negative 

reception to caregiving, its impact on the caregiver and 

caregiving. Qualitative and quantitative methodology were 

implemented. The 20 question, Caregiver Impact Inventory 

CII (Miller, 1993) was designed specifically for studying 

negative reception to caregiving by a chronically ill spouse 

and its impact on the caregiver and caregiving. The CII 

respondent information was audiotaped. Perceptions of 

Caregiving (POC) (Oberst, 1991) measured caregiver threat, 

general stress, and benefit. Caregiver Burden Scale (CBS) 

(Oberst, 1991) measured difficulty and demand and burden, 

Caregiver Strain Index (CSI) (Robinson, 1983) measured 

caregiver strain, and Rosenberg Self-Esteem (RSE) 

(Rosenberg, 1965) measured self-esteem. Eight respondents 

indicated (CII) that negative reception to caregiving by a 

chronically ill spouse had significant impact on the 

thoughts and feelings and self-esteem on the caregiver. 

Caregiver responded by reserving or withholding caregiving 

responses to the chronically ill spouse. The caregivers 

indicated that moderate levels of threat, general stress, 

and benefit (POC), moderate levels of burden (CBS), moderate 

levels of strain (CSI) and low-moderate self-esteem (MSE) 

were experienced. Discussion, implications, and 

recommendations for further research are also presented. 
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CHAPTER 1 

INTRODUCTION 

In our society chronic illness is a common type of 

health concern which disrupts the usual ways in which 

family members behave toward one another (Bruhn, 1977). 

Predominantly, the family member who responds to the role of 

caregiving for the chronically ill is the spouse. Cantor 

(1992) acknowledged that the bulk of the gerontological 

literature on caregiving indicated that in most cases the 

spouse was or will be the major provider and source of 

caregiving activities. The spouse, regardless of sex, takes 

on the primary caregiving responsibilities of the 

chronically ill spouse (Grossman & Kaljian, 1984). 

Background 

Researchers (Eisdorfer, 1991; Pratt & Kethley, 1988) 

have reported that the caregiving spouse will experience the 

burdens and strains of being a caregiver longer as a result 

of improved medical technology that increases the likelihood 

of maintaining a chronic illness. Although medical 

technology has offered no cure for chronic diseases, the 

longevity of the chronically ill has actually increased. 

Over time, the likelihood of the chronically ill spouse 

developing more than one chronic illness has also increased 

(Eisdorfer, 1991; Pratt & Kethley, 1988). 
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As a result, the burdens and strains of caregiving for 

spouses with more than one type of chronic illness makes the 

caregiver subject to developing a chronic illness condition 

him or herself (Lubkin, 1990). Stressors in mental health 

and social involvement exert strain on caregivers (Dellmann-

Jenkins, Hoffer, & Chebra, 1992). Robinson (1983) 

administered the Caregiver Strain Index and determined that 

both men and women experience similar levels and types of 

strain. Cantor (1983) reported that "the impact on the 

everyday life of the caregiver appeared to be clearly 

related to the closeness of kinship bond and the 

availability of the caregiver for continual involvement" (p. 

600) . 

Carey, Oberst, McCubbin, and Hughes (1991) measured 

components of caregiving demands and stress appraisals among 

caregivers of chronically ill spouses and determined that 

the caregiving activities most highly associated with burden 

were giving emotional support, increasing housework, 

providing transportation, managing mood/behaviors, and 

monitoring/reporting symptoms/progress. 

In a study on spouse depression, Schwartz (1989) 

suggested that one cause of spouse depression in caring for 

chronic pain was that the spouse experienced rejection by 

the chronic pain patient/spouse. 

In the case of the chronic pain patient, the 
spouse is likely to be drawn towards their husband 
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who is suffering, but, the patient's angry and 
hostile behavior may also serve to push the spouse 
away. Moreover, the higher the patient's pain and 
suffering the more the spouse may be drawn to him, 
at the same time, the more hostile the patient is 
the more the spouse may be repelled by him. 
Hence, spouses with husbands who experience high 
levels of pain and anger are likely to be caught 
in this conflict. The spouse may avoid 
interaction with the pain patient in order to 
avoid his hostile behavior. The avoidance of the 
patient, however, brings about feelings of guilt 
in the spouse. As a result of being in this 
constant conflict, a spouse may begin to feel 
depressed and helpless. (p. 12) 

To explain the outcome of her study, Schwartz (1989) 

suggested that one possible cause of the spouse's depression 

was the reaction to the hostile and angry behavior of the 

chronic pain spouse. However, Schwartz's study did not 

determine how this impacted the caregiving. Schwartz's 

study implied that negative reception to the caregiver and 

the caregiving by the chronic pain spouse had an impact on 

both the caregiver and the caregiving. Schwartz noted that 

little research had been conducted to explore the impact the 

caregiver spouse's distress had on the chronic pain patient 

and his/her rehabilitation. Further research on the impact 

on the caregiver of hostile behavior by the angry chronic 

pain spouse was suggested by Schwartz (1989). Following up 

on her work, the current study examined the impact on 

negative reception by the chronically ill spouse to 

caregiving and the caregiver by the chronically ill spouse. 
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Statement of the Problem 

A general overview of caregiver burden and strain 

suggested that the caregiver is stressed by a combination of 

several causal factors. Researchers in these studies 

(Cantor, 1983; Carey, Oberst, McCubbin, & Hughes, 1991; 

Robinson, 1983; Schwartz, 1989) stressed the importance of 

further research to understand fully the phenomena of burden 

and strain and the rejecting behaviors of the chronically 

ill spouse toward the caregiving spouse. 

Purpose of the Study 

This study was developed to investigate dimensions of 

caregiver burden and strain and negative reception to the 

spouse's caregiving by a chronically ill spouse. It 

examined negative reception to caregiving by the chronically 

ill spouse and its impact on the caregiver and caregiving. 

This research attempted to address these issues within the 

theoretical context of perceptions of caregiving burden 

(Carey et al., 1991), caregiver strain (Robinson, 1983), 

caregiver self-esteem (Rosenberg, 1965), and negative 

reception of caregiving on the caregiver. 

Questions of Consideration 

To examine negative reception to caregiving by the 

chronically ill spouse and its impact on the caregiver and 

caregiving, this study was guided by the following 

questions. 
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1. Among caregivers who have received negative 

reception to caregiving, what are the 

differences in the activities of daily living 

and quality of life before and after 

diagnosis with a chronic illness? 

2. Among caregivers who have received negative 

reception to caregiving, what are the 

behaviors of the chronically ill spouse when 

she or he rejects caregiving? 

3. Among caregivers who have received negative 

reception to caregiving, what are the 

thoughts and feelings of the caregiving 

spouse when his or her caregiving is received 

negatively by the chronically ill spouse? 

4. Among caregivers who have received negative 

reception to caregiving, how does negative 

reception to the caregiving spouse impact the 

caregiving responses to the chronically ill 

spouse? 

5. What is the perception of caregiving as 

measured by the Perceptions of Caregiving 

(POC) (Oberst, 1991) 

6. What is the caregiver's burden of caregiving 

as measured by the Caregiver Burden Scale 

(CBS) (Oberst, 1991)? 
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7. What is the caregiver's strain of caregiving 

as measured by the Caregiver Strain Index 

(CSI) (Robinson, 1983)? 

8. How does negative reception of caregiving 

affect the caregiver's self-esteem as 

measured by the Measurement of Self-Esteem 

(MSE) (Rosenberg, 1965)? 

Definitions 

For the purposes of this study, the following 

definitions apply. 

Caregiver Burdenfs). "Caregiver's attitudes toward or 

emotional reactions to the caregiving experience (e.g., 

feelings, attitudes and emotions expressed about the 

caregiving situation) or the extent of disruptions or 

changes in various aspects of the caregiver's life and 

household (e.g., concrete events, happenings, and activities 

resulting from caregiving)" (Robinson, 1990, p. 196). 

Care. "Supportive actions that assist, support, or 

help another person or group with evident or anticipated 

needs to improve a human condition or lifestyle" (Wood, 

1991, p. 195). 

caregiver. A spouse, husband or wife, who assumes 

primary responsibility for providing "supportive actions 

that assist, support, or help [the chronically ill spouse] 
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with evident or anticipated needs to improve a human 

condition or lifestyle" (Wood, 1991, p. 196). 

Careaiving. Horowitz (1985) defined four forms of 

caregiving services that were purposeful to this study. 

1. Direct care services. May include any 

combination of supplying transportation; 

running errands; preparing meals; 

housekeeping; personal services of bathing, 

feeding, toileting; and personal health care 

activities such as administering medications, 

changing dressings, observing or charting 

health behaviors, and maintenance of doctor 

or treatment appointments. 

2. Emotional support. Initiating and 

maintaining social contact with the family 

members, friends, and additional significant 

others. 

3. Mediating with formal organizations. 

Interventions with bureaucratic organizations 

such as managing financial resources, 

contracting with business professionals for 

home maintenance, preparing legal forms or 

other documents, or negotiating with health 

insurance or health providers on behalf of 

chronically ill. 
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4. Financial assistance. Financial employment 

of the caregiver for primary or supplemental 

household income. 

Chronic Illness. "The irreversible presence, 

accumulation, or latency of disease states or impairments 

that involve the total human environment for supportive care 

and self care, maintenance of function and prevention of 

further disability" (Curtin & Lubkin, 1990, p. 6). 

Caregiver Strain. "A bio-psycho-social reaction of a 

primary caregiver from an imbalance of care receiver demands 

relative to caregiver resources" (Romeis, 1989, p. 191). 

Needs. "Tangible objects or nontangible feelings or 

states of being perceived and reported by an individual to 

be necessary to well being or survival" (Rawlins, 1991, p. 

213) . 

Negative Response. A mild to severe willful expression 

of verbal or nonverbal behavior or communication consisting 

of one or more combinations of anger, attacking, being bad-

tempered, controlling, critical degradation, making rude 

remarks, demanding attention, being easily upset, 

complaining, showing interpersonal indifference, making 

derogatory comments, being hostile, violent, withdrawing, or 

having brief to long periods of silence (Manne, 1987). 

Perception. "Events that are occurring or expected to 

occur, given the individual's knowledge and experience. 
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Event(s) which is/are occurring to the individual and may 

differ from the actual and unfolding events" (Lubkin, 1990, 

p. 24) . 

Self-Esteem. Two global spheres representing high-

dominance feeling or low-dominance feelings. High-dominance 

feelings include "the individual respects him/herself; 

considers him/herself worthy; does not necessarily consider 

him/herself better than others; does not consider 

him/herself worse; does not feel that he/she is the ultimate 

in perfection but, on the contrary, recognizes his/her 

limitations and expects to grow and improve" (Rosenberg, 

1965, p. 31). Low-dominance feelings include "self negating 

thoughts or verbalization; expressions of shame/guilt; 

evaluates self as unable to deal with events; exaggerates 

negative feedback about self; projection of 

blame/responsibility for problems; rationalizing personal 

failures" (Saylor, 1990, p. 83). 

Assumptions 

The validity of this study rests partly upon the 

following assumptions. 

1. The sample was representative of caregivers 

who experienced rejection of caregiving by 

the chronically ill spouse. 
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2. The participants in this study were 

competent, e.g., were able to answer the 

questions given by the interviewer. 

3. The participants understood the questions as 

intended by the interviewer. 

4. The participants provided candid responses to 

all questionnaires. 

5. The data gathered by interview and 

questionnaires and assessment inventories 

were reliable and valid measures of the 

variables. 

6. Caregivers* perceptions may not have 

taken into consideration the affects of 

medication on the behaviors of the 

chronically ill spouse. 

Limitations 

This study combined features of both semi-structured 

interviews and questionnaires. Specific limitations were 

identified as follows. 

1. The participants may have answered the 

questions in a way which increased their 

positive appearance with the interviewer. 

2. Participants may have answered the questions 

in a socially acceptable way in order to look 

good. 
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3. Participants may have responded in a way they 

believed the questionnaire led them to 

respond, resulting in compliance bias. 

4. The results of the study on negative 

reception of caregiving are limited to the 

participants in this study. 

5. Because the questions on the interview 

questionnaire were prepared for the pilot 

study from two separate instruments, the 

items chosen may not have been reliable or 

valid measures of the constructs represented. 

6. The results of this study do not generalize 

to all caregivers because the sample was 

limited to a specific population in the 

Southwestern United States. 

7. Results may not be generalized to all 

caregivers because the participants were 

volunteers who were not randomly selected. 

8. Lack of representative research studies on 

the rejection of caregiving by the 

chronically ill spouse and the impact on the 

caregiver means this study has a limited 

theoretical basis for negative rejection of 

caregiving by the chronically ill spouse and 

its impact on the caregiver and caregiving. 
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9. Caregivers' perceptions may not have 

taken into consideration the affects of 

medication on the behaviors of the 

chronically ill spouse. 

Summary 

Chronic illness is a health condition for millions of 

spouses in the United States. The burdens and strain of 

caregiving of chronically ill spouses impose a major concern 

for caregivers. Thus far, the introduction has focused on 

the important research of caregiver burden (Carey et al., 

1991; Dellmann-Jenkins et al., 1992; Lubkin, 1990), 

caregiver strain (Cantor, 1983; Poulshock & Deimling, 1983; 

Robinson, 1983), and caregiver distress (Schwartz, 1989). 

This study continued the examination of burden and strain of 

caregiving for a chronically ill spouse on the caregiver. 

The following chapters include a review of available 

literature, an overview of the methods and procedures of 

this study, the results and analysis of the study, and, 

finally, a discussion of the implications of the study and 

the possibilities for future research. 
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CHAPTER 2 

LITERATURE REVIEW 

To understand the concepts of negative reception of 

caregiving and its impact on the caregiver, a review of the 

literature pertaining to the relevant topics follows. The 

literature reviewed in this study focused on caregiving, the 

caregiver, and the chronically ill care-receiver. Studies 

pertaining to dementia or Alzheimer's disease were not 

reviewed because this study did not include respondents who 

provided caregiving to spouses of dementia or Alzheimer's 

Disease. From the literature review, it seemed apparent 

that research investigating the negative reception of 

caregiving by the chronically ill spouse and its impact on 

caregiving had not been previously conducted. 

The literature review is divided into five sections. 

The first discusses current and future trends in chronic 

illness. The second pinpoints primary caregivers. The 

third section reviews caregiver burden. The fourth reviews 

caregiver strain, and the fifth discusses caregiver self-

esteem. 

Current and Future Trends 

in Chronic Illness 

The phenomenon of caregiving for the chronically ill by 

a spouse will become one of the most important personal 
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issues in the latter part of the 1990s and beyond the year 

2030 (Bowers, 1987; Pratt & Kethley, 1988). A demographic 

change in American society is now occurring. Facts in A 

Profile of Older Americans: 1992 (Fowles, 1992) stated that 

the post-World War IX generation is now entering middle age; 

one of every four Americans is at least 50 years old; by the 

year 2000, the number over age 65 is projected to be 13% of 

the population; and by the year 2030, 22%; by 2025, 64 

million Americans will be at least 65 years old; and those 

Americans older than 85 will also increase. 

With the aging of our society and the number and 

proportion of older persons surviving chronic diseases, the 

number of chronically ill husbands and wives is increasing 

rapidly (Eisdorfer, 1991). Lubkin (1990) stated 

The greatest proportion of chronic illness affects 
the older population and diagnoses of chronic 
illness are frequently multiple. To the older 
chronically ill person, longer life expectancy 
means periods of disability, vulnerability to 
other problems, and increasing care concerns. 
(p. 10) 

One important issue of health care concerns is the rising 

population of the chronically ill spouse who require 

caregiving by a spouse. 

Primary Caregivers 

Despite the high personal costs, a spouse generally 

serves as the first line of defense against most of the 

functional losses of chronic illness (Barusch & Spaid, 
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1989) . Miller and McFall (1991) stated that "when the 

primary caregiver was a spouse, secondary caregivers were 

less likely to be involved in care" (p. 7 36) . As reported 

by Ross (1991), "studies (Briggs & Oliver, 1985; Finch & 

Groves, 1983; Horowitz, 1985; Ungerson, 1987) provided 

evidence that caregiving is a gender-linked activity, with 

women assuming primary responsibility for caregiving 

activities" (pp. 124-125). 

Cantor (1992) stated that although wives and husbands 

constitute the majority of sole caregivers, wives are most 

likely to be caregivers for chronically ill spouses. Cantor 

(1992), Horowitz (1985), and a literature search by 

Guberman, Maheu, and Maille (1992) suggested that women have 

been culturally trained in nurturing and caregiving roles. 

They are usually younger than their spouses and consequently 

become the primary caregiver for the chronically ill spouse. 

Hence, the gender of the potential caregiver is the most 

important and constant indicator of involvement in 

caregiving. In attending to the caregiving needs of the 

chronically ill spouse, Miller and Montgomery (1990) 

reported that among couples, women are the primary 

caregivers in approximately two-thirds of care-giving 

couples. 

The occurrence of husbands caring for disabled and 

chronically ill wives is increasing. The 1982 National Long 
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Term Care Survey reported that 85% of disabled married women 

residing with their spouse were dependent on them for 

caregiving. Baum and Page (1991) studied chronic illness 

and family caregiving in multi-generational families and 

noted that male spouses often became the primary caregivers 

to their wives for periods of time when other family members 

were unavailable. Further, Young and Kahana (1989) 

indicated in their review of the literature that men and 

women provide different types of caregiving. Male 

caregivers are more inclined to assist with household 

repairs and driving and make a smaller time and intimacy 

commitment to caregiving than women. The few studies that 

addressed the caregiving experiences of husbands for 

chronically ill wives (Horowitz, 1985; & Vinick, 1984) make 

it apparent that caregiving is a gender-linked activity. 

Regardless of sex and gender roles, in coming years the 

rising elderly population, improved medical technology for 

chronic illness, and changes in medical cost-containment 

measures will increase the likelihood that a spouse will 

become the major provider of caregiving services to a 

chronically ill spouse. As a result, the spouse will find 

him/herself confronting the stresses of caregiving 

associated with providing care to a chronically ill spouse 

(Barusch & Spaid, 1989). 
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Caregiver Burden 

According to Vitaliano, Russo, Young, Becker, and 

Maiuro (1991), burden, as a research construct, was 

developed by Zarit, Reever, and Bach-Peterson (1980) in 

caregivers for demented relatives. Caregiver burden has 

been examined in diverse samples and conceptualized in 

other studies of caregiver burden and chronic illnesses 

(Braithwaite, 1992; Miller, McFall, & Montgomery, 1991; 

Robinson, 1990; Schott-Baer, 1993; Siegel, Raveis, Houts, & 

Mor, 1991). A distinction has been made between objective 

burden and subjective burden. The following definitions 

have been used extensively (Schoot-Baer, 1993) . "Objective 

burden referred to the events and activities associated with 

negative caregiving experience; subjective burden referred 

to feelings aroused in caregivers as they fulfilled their 

caregiving functions" (Montgomery, Gonyea, & Hooyman, 1985, 

p. 5) 

The caregiver's perception or appraisal of the 

illness/caregiving situation is more likely to explain the 

psycho-social outcomes of burden of caregiving. Although 

there is some evidence that some caregivers find caregiving 

satisfying (Seelbach, 1978), most studies have focused on 

the distress of caregiving (Carey et al., 1991). The 

caregiving spouse experiences the burdens of providing 

health care longer to the chronically ill spouse as the life 
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expectancy of the chronically ill increases and the risks of 

multiple chronic conditions also increase (Lubkin, 1990). 

Under these conditions, caregiving becomes a complex set of 

activities, procedures, and roles. 

Bruhn (1977) believes caring for the chronically ill 

spouse as creates changes in role structure and task 

allocation: the caregiver may feel a sense of burden in the 

increased responsibilities and exchange of roles, and 

tension between the chronically ill person and the 

caregiving spouse can increase when the chronically ill 

spouse must give up tasks and roles to the caregiver spouse. 

Rawlins (1991) found that early release of a 

chronically ill spouse who continued to need assistance with 

medications or medical equipment required caregivers to 

acquire learn new skills of providing medical assistance and 

care. This increased caregiving burdens of the caregiving 

spouse. These new tasks, which required performing medical 

procedures or direct care, increased the burden of 

caregiving. Lacking knowledge and adequate preparation, the 

caregiver may be in a dilemma for dealing with health care 

tasks for the chronically ill spouse (Rawlins, 1991). 

Phvsical-Well Being 

Physiological needs are satisfied through adequate 

sleep and diet (Maslow, 1954, 1962). Stone, Cafferata, and 

Sengl (1987) found that 80% of all caregivers provide unpaid 
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help seven days a week. Their study reported the need for 

respite or relief from the burdens of extended, daily 

caregiving tasks, especially when concern over the well-

being of the chronically ill spouse became extremely 

troublesome, and the amount of time devoted to caregiving 

exceeded normal daily activities prior to becoming a 

caregiver. 

Many caregiving spouses eventually become disabled as 

a result of the physical and emotional experiences of 

caregiving (Lubkin, 1990) . The stresses of caregiving are 

particularly profound for the elderly caregivers, and 

physical and emotional health are at a high risk of 

deterioration. McAuley and Arling (1984) and Fengler and 

Goodrich (1979) agreed that elderly caregivers may suffer 

fatigue, anxiety, and depression. 

Socialization/Interpersonal Relationships 

Traditionally, spousal caregiving in later life has 

been considered an exchange of caretaking, when either 

husbands or wives assuming appropriate caretaking roles 

(Ross, 1991). Total involvement in caregiving for the 

chronically ill spouse leads to isolation and separation 

from other family members and friends as friends or family 

retreat from both the chronically ill person and the 

caregiver spouse (Rawlins, 1991). Stressors in mental 

health and lessened social involvement resulting from caring 
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for the chronically ill spouse affect caregivers (Dellmann-

Jenkins et al., 1992). Chenoweth and Spencer (1986) found 

that caregivers' attitudes toward their friends changed, and 

they often withdrew and became anxious in their friends• 

presence. 

Robinson (1990) studied predictors of burden among wife 

caregivers and found that past marital adjustment was the 

best predictor of subjective burden. Less burden of 

caregiving was reported by caregivers with happy marriage 

relationships; caregivers with unhappy marriages felt 

stronger burdens of caregiving. 

Carey et al. (1991) examined caregiving demands and 

stress appraisals among caregivers of chronically ill 

spouses receiving chemotherapy. Of 14 caregiving 

activities, caregiving burden was most highly associated 

with giving emotional support, increasing housework, 

providing transportation, managing mood/behaviors, and 

monitoring/reporting symptoms/progress. 

Caregiver Strain 

Numerous studies have indicated that the experiences of 

caregiving are reflected in the psychological and 

physiological adaptation of caregivers (Brocklehurst, 

Morris, Andrews, Richards, & Laycok, 1987). Pearlin and 

Schooler (1978) defined strain as: "By strain we mean those 

enduring problems that have the potential for arousing 
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threat, a meaning that establishes strain and stressor as 

interchangeable concepts" (p.3). Roemis (1989) 

conceptualized and defined strain as "a psycho-social 

reaction of a primary caregiver resulting from an imbalance 

of care receiver demand relative to caregiver resources" 

(pp. 191-192). 

Robinson (1983) administered the Caregiver Strain Index 

and determined that men and women experience similar levels 

and types of strain. Of the 13 items of caregiver strain on 

the Caregiver Strain Index. Robinson determined that 

involvement in helping, changed lifestyle, and getting along 

with the patient ranked highest for caregivers. 

Roemis (1989) suggested that when the demands of care 

receivers exceeded caregiver resources, the level of strain 

became greater. Cantor (1983) reported 

The impact on the everyday life of the caregiver 
appeared to be clearly related to the closeness of 
kinship bond and the availability of the caregiver 
for continual involvement, particularly if tasks 
required role reversal; and the continual ongoing 
frailty of the chronically ill increased the 
dependency and added additional caregiving strain, 
(p. 600) 

Bass and Bowman (1990) compared caregiving strain to 

bereavement strain and concluded that when strain was at 

excessive levels during caregiving, the caregiver 

experienced greater bereavement strain. 
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Caregiver Self-Esteem 

Maslow (1954, 1962) identified self-esteem as one of 

the four basic hierarchial needs of individuals. 

Braithwaite (1992) summarized Maslow1s concept and reported 

"Self esteem refers to the need to feel worth, to have self-

respect, and to be satisfied with one's accomplishments" (p. 

18). In addition, Braithwaite supported Maslow's topology 

as "particularly relevant to caregiving and stressed . . . 

the four basic needs: physiological, safety, love, and self 

esteem as part of human beings1 essential psychological 

requirements" (p. 18). 

Saylor (1990) suggested that self-esteem could be 

identified when individuals experienced one or more self-

negating thoughts or verbalization, expressed shame or 

guilt, exaggerated negative feedback about self, projected 

blame or responsibility for problems, or rationalized 

personal failures. Rosenberg (1965) considered an 

individual to possess high self-esteem when the individual 

held values of self-respect, worthiness, and equality and 

did not feel that he/she was the ultimate in perfection, but 

recognized limitations and expected to grow and to improve. 

Empirical research with a primary focus on self-esteem 

of caregivers of a chronically ill spouse is lacking. This 

deficit was partially addressed through one study (Robinson, 
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1990) which examined the relationship among social skills, 

social support, self-esteem, and burden in caregivers. 

Robinson (1990) used Rosenberg's (1965) Self-Esteem 

Scale and found that caregivers who had significantly less 

aid, less affirmation, and less affection in their social 

network had lower self-esteem, and caregivers who reported 

losing a greater number of (social) relationships in the 

past year had significantly lower self-esteem. 

Skaff and Pearlin (1992) used the Rosenberg (1965) 

Self-Esteem Scale to examine the absorption of caregivers' 

lives into the caregiving role. The role engulfment 

experienced in caring for a chronically ill spouse can be 

very intense. Skaff and Pearlin documented loss of self as 

evident in role engulfment in caregiving, and this seemed to 

be more evident in women than in men. Positive self-esteem 

was identified as a component of power by Davidhizar (1992). 

Statements of decreased self-esteem and lack of involvement 

aside from caregiving provided evidence for feelings of 

powerlessness in the caregiver's life. 

Specific behaviors relevant to loss of self-esteem have 

been identified in caregiving spouses of chronically ill 

studies: becoming a second victim, developing a precarious 

mental state, self-neglect, self-pity, and guilt (Corbin & 

Strauss, 1988). 
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Summary 

Interest in research on caregiving and the caregiver 

began in the early 1980s when the population shift in aging 

in the United States became evident. Research that has 

focused on spousal caregivers and caregiving in cases of 

chronic illness has been conducted predominantly to identify 

components of burden, while strain and self-esteem have been 

somewhat neglected. This literature search has been highly 

selective, excluding studies that pertain to chronic illness 

from dementia or Alzheimer's disease. 

Chapter 3 discusses the methodology of this study. 
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CHAPTER 3 

METHODOLOGY 

This chapter discusses the methodology utilized in the 

current study. It includes procedures for data collection, 

a review of the instruments utilized and their reliability 

and validity, and the methods of data analysis. This study 

was approved by the Human Subjects Committee of the 

University of Arizona (Appendix A). 

population Sample 

Criteria for selection in this sample included: 

(a) caregiving spouse, husband or wife, of a diagnosed 

chronically ill spouse who was in a physician's treatment 

program; (b) caregiver spouse who had received negative 

reception to his or her caregiving by the chronically ill 

spouse; (c) caregiver's minimum age of 25; and (d) caregiver 

spouse was able to read, write, and follow written or oral 

directions in English; (e) caregiver who agreed to sign a 

consent form; (f) caregiver who permitted a taped structured 

interview of caregiving experiences; and (g) caregiver who 

provided time for self-report questionnaires. 

Instrumentation 

Two major types of instruments were used in this study, 

qualitative and quantitative. The qualitative instrument 

(Miller, 1994) assessed the impact of negative reception on 
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caregiving and the caregiver. The quantitative instruments 

assessed perceptions of caregiving (Oberst, 1991), 

perceptions of burden (Oberst, 1991), caregiver strain 

(Robinson, 1983), and self-esteem (Rosenberg, 1965). As 

supported by LoBiondo-Wood (1990), this study fulfilled the 

following quantitative research objectives. Documented data 

were collected and analyzed from objective, appropriate, and 

stable instruments. Unbiased, objective, and systematic 

data collection methods were implemented. Other 

investigators could evaluate and replicate or repeat the 

qualitative or quantitative portions of this study. 

The following instruments were administered in this 

study: 

Project Explanation Statement 

A Project Explanation Statement (PES) (Appendix B) is a 

questionnaire used by the researcher to screen respondents 

for participation in the study. The PES was designed 

specifically for use in this study. The PES consists of 

introductory paragraphs which describe the research project, 

screening questions which identify the caregiving and 

caregiver requirements of negative reception to caregiving, 

and conditions for an appointment. Potential respondents 

must meet all the requirements in the PES to participate in 

the study. The PES was administered to each person who 

inquired about the study. Respondents met the conditions in 
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the initial contact. The PES was administered a second time 

at the beginning of an appointment to ensure the respondent 

understood the conditions of participating in the study. 

The PES was subjected to a field review of the language, 

format and content prior to administration to respondents. 

Caregiver Profile 

A demographics inventory, the Caregiver Profile (CP) 

(Appendix C) is a self-report questionnaire consisting of 11 

items. Questions were designed to elicit data on sex, age, 

type of chronic illness, educational level, total family 

income, employment, ethnic identification, length of time as 

caregiver, major caregiving activities, hours spent in 

caregiving, and additional types of caregiving assistance. 

The CP was subjected to a field review of the language, 

format, and content prior to administration to the subjects. 

Caregiving Impact Inventory 

The Caregiving Impact Inventory (CII) (Appendix D) 

consists of 2 0 open-ended questions intended to assess the 

impact of negative reception of caregiving by a chronically 

ill spouse. The interview schedule was designed 

specifically for this study. It was administered through a 

structured audiotape interview during which the researcher 

asked the questions to each respondent. Questions for male 

or female were developed. 
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The CII items were structured from interview schedules 

developed by Manne (1987) and Manuel (1985). These authors 

developed questions for audiotape interviews with the 

caregiving spouses of arthritic husbands and wives and 

spouses with cancer. Manne patterned and modified her 

questions from the Camberwell Family Interview, Abbreviated 

Version (Vaughn & Leff, 1976). Manuel developed questions 

and conducted a field trial prior to administering the 

instrument in his study. 

The questions from the Manne and Manuel survey 

instruments were modified to apply to situations of negative 

reception to caregiving by a chronically ill spouse. 

Appropriate questions were selected from each interview 

schedule of Manne and Manuel which were most appropriate for 

this study. The CII was reviewed by professionals for 

language, format, and content in two separate field trials 

to modify the style and content prior to administration. 

Rosenberg Self-Esteem 

The Rosenberg (1965) Self-Esteem (RSE) Questionnaire 

(Appendix E) was designed as a unidimensional measure of 

global self-esteem. Scores on the RSE are intended to 

reflect an overall, global self-evaluation. This instrument 

consists of 10 items based on a four-point Likert-scaling 

format, ranging from "strongly disagree" to "strongly 

agree." Rosenberg did not assign a method to score the RSE. 
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For the purpose of this study, the scale is scored from 10 

to 40 with a low-to-high ranking for positive items and the 

opposite for negative items. For the purpose of this study, 

score ranges were 10 - 19 equaled low self-esteem; 20 - 29 

equaled moderate self-esteem; and 30 - 40 equaled high self-

esteem. Negative items 2, 5, 6, 8, and 9 were reverse 

scored. All items on the scale relate to liking one's self; 

therefore, the scale probably measured the self-acceptance 

aspect of self-esteem more than other factors. 

Rosenberg's (1965) Self-Esteem Survey was used because 

the instrument is simple and easy to administer, and reports 

(e.g., George & Bearon, 1980) indicated it is a valid and 

reliable measurement of self-esteem for older populations. 

The RSE has been administered to examine self-esteem in 

chronic illness studies on adult populations. Curbow and 

Somerfield (1991) administered the RSE to adult cancer 

patients. They identified and documented 14 studies that 

used the intact RSE with adult cancer patients. stevens-

Ratchford (1992) used the RSE to measure the effect of life 

review reminiscence activities and self-esteem in older 

adults. Kinney and Coyle (1992) used the RSE to predict 

life satisfaction among adults with physical disabilities, 

and Haber (1991) administered the RSE to examine the affect 

of employment on the relationship between gender-role 

preference and self-esteem in married women. The RSE has 
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been documented as a valid instrument for the unidimensional 

measure of global self-esteem in adult populations. For the 

purposes of this study, the RSE was titled Measurement of 

Self-Esteem (MSE). 

Careaivina Burden Scale 

The Caregiving Burden Scale (CBS) (Oberst, 1989) 

(Appendix F) was used to assess the burdens of caregiving. 

Permission was granted by Marilyn T. Oberst (Appendix G) to 

use the questionnaire in the current study. 

The CBS was developed as a measure of the demands and 

difficulty associated with family care for the chronically 

ill at home. The 15-item questionnaire measures 15 tasks 

that may be required of informal caregivers. These tasks 

are divided into three factors: direct care tasks, 

instrumental care tasks, and interpersonal care tasks. 

Respondents were asked to indicate (a) the amount of time 

spent performing the tasks and (b) the amount of difficulty 

associated with the task. 

The validity of the revised 15-item CBS has been tested 

using a series of studies of family caregivers. Exploratory 

principle components factor analysis with varimax rotation 

yielded an interpretable three-factor solution explaining 

57% of the total variance. These factors were labeled 

Instrumental, Direct, and Interpersonal Care based on 

interpretation of the item cluster. Intercorrelations 
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between the factors for Demand, Difficulty, and Burden were 

sufficiently high to suggest that these measures should be 

treated as unidimensional rather than multidimensional 

scales; the factors may be useful, however, for describing 

and comparing types of caregiving demands across 

populations. There was a strong correlation (.73) between 

total Demand and total Difficulty, suggesting co-linearity. 

Construct validity has been assessed by testing both 

theoretically and empirically derived hypotheses relating to 

associations between CBS scores and factors assumed to be 

antecedent to Burden and the extent to which CBS scores 

predict certain caregiver outcomes. 

Perceptions of Caregiving 

Permission to use the Perceptions of Caregiving 

instrument was granted by Marilyn Oberst {Appendix H). 

Perceptions of Caregiving scale (POC) (Oberst, 1989) 

(Appendix I) was grounded in cognitive-transactional 

theories of stress and coping, primarily those of Lazarus 

and Folkman (1984), in which appraisal was defined as the 

evaluation of a potentially stressful person-environment 

encounter in terms of its personal meaning or significance 

to well-being. Although the language of primary appraisal 

has been used to label subscales during instrument 

development, some items focus on evaluation of resources 

(secondary appraisal) and perception of coping 
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effectiveness. The instrument, thus, is a measure of 

reappraisal, covering elements of primary, secondary, and 

initial reappraisal, and is most appropriately used after 

the initial stressful encounter has occurred and coping has 

begun. The POC does not measure a global appraisal or 

perception of caregiving. 

The POC consists of 27 items reflecting possible 

appraisals in response to five broadly defined situations 

associated with caring for an ill family member: (l) 

caregiving tasks and responsibilities, (2) relationships and 

interpersonal support, (3) lifestyle, (4) emotional and 

physical health, and (5) overall personal impact. The POC 

measures two types of stressful appraisals, threat and 

general stressfulness, one type of positive, non-stressful 

appraisal, and benefit. Respondent answers are recorded on 

a five-point Likert scale ranging from Very false to Very 

true. 

Caregiver Strain Index 

The Caregiver Strain Index (CSI) (Robinson, 1983) 

(Appendix J) was designed from earlier work by Robinson and 

Thurnher (1979). Permission to use the CSI was obtained 

(Appendix K). The CSI was used to measure the strain of 

caregiving with a sample of spouse, family, friends, and 

neighbors who provided care to chronically ill patients aged 

65 and over (Robinson, 1983). Ten of the 13 questions were 



42 

derived inductively from the earlier work of Robinson and 

Thurnher. The CSI consists of 13 questions identifying 

specific elements of strain related to caregiving. 

Respondents mark yes or no to each question. 

Robinson (1983) computed the score on the CSI by 

summing the 0 (no) and l (yes) responses for the 13 items. 

Therefore, CSI scores ranged from 0 to 13. Cronbach's alpha 

was calculated to assess internal consistency among items. 

The reliability coefficient alpha for the 13 items was .86. 

The alpha for the scale were not improved with the deletion 

of any single item. 

Robinson examined construct validity by analyzing the 

relationships between CSI scores and a number of criterion 

variables which, theoretically, would reflect strain. The 

construct validity of the CSI was examined in three areas: 

ex-patient characteristics, caregiver's subjective 

perceptions of the caretaking relationship, and the physical 

and emotional health of the caregiver. Items within these 

areas were selected from the ex-patient and caregiver 

interviews for their face validity reflecting strain. 

Pearson correlations provided evidence of the validity 

between each criterion in the 13-item questionnaire study 

conducted by Robinson (1983). The CSI is designed as for 

use in a semi-structured interview whereby the examiner 

provides examples for the respondent. In this study, the 
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questions the CSI was modified by using the examples in each 

of the original 13 items. For the purpose of this study 

each question is a closed question response. This allowed 

each respondent to respond to each question on their own 

rather than having researcher set up a semi-structured 

interview. 

Procedures for Data Collection 

Respondents were recruited by these methods: flyers 

(Appendix L), support group presentations (Appendix M), 

referrals from health professionals, and newsletter and 

newspaper announcements (Appendix N). Respondents were 

screened using a questionnaire, the Project Explanation 

Statement (PES), to determine whether they met the criteria 

and desired to participate in the study. The researcher 

explained that the project was a study of the impact of 

negative reception to caregiving by a chronically ill 

spouse. Appointments were scheduled in the respondents' 

homes or in a place arranged by the researcher. 

First, in each meeting the researched provided a review 

(PES) of the study and presented a consent form (Appendix O) 

stating (1) the study was concerned with negative criticism 

by the chronically ill spouse to the caregiving and its 

impact on the caregiver and the caregiving, (2) all 

information given would be confidential and anonymous, and 

(3) they could withdraw from the study at any time. Each 
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respondent was informed that the research project was 

approved by the Human Subjects Committee at The University 

of Arizona. 

Next, the Caregiver Profile (CP), the demographic 

questionnaire, was administered. On completion of the CP by 

the respondent, the researcher administered the Caregiving 

Impact Inventory (CII) by interview. Each audiotaped 

interview was transcribed. Last, in the following order, 

the Perception of Caregiving (POC), the Caregiving Burden 

Scale (CBS), Caregiver Strain Index (CSI), and the 

Measurement of Self-Esteem (MSE) were administered. Each 

respondent read and answered the questions on each self-

report questionnaire. 

Data collection required two hours per respondent. All 

data were collected from each respondent in one appointment. 

Methods of Data Analysis 

To address Questions 1 through 6, the following 

qualitative method was used. 

Qualitative Data Analysis 

A brief overview of qualitative analysis is offered for 

purposes of clarification. Qualitative analysis of data 

that appear in the form of words rather than numbers was 

used for this study. Several researchers (Boyd, 1990; 

McCracken, 1988; Miles & Huberman, 1984; Patton, 1990) have 

supported the value of this type of research. McCracken 
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(1988) confirmed that a principle of qualitative research is 

to maintain control over the number of respondents in the 

study. "The first principle is that less is more. For many 

research projects, eight respondents will be perfectly 

sufficient" (p. 17). 

For analysis of this study, grounded theory was used. 

According to LoBiondo-Wood (1990), "two main uses for 

grounded theory are investigations of relatively uncharted 

waters or to gain a fresh perspective in a familiar 

situation" (p. 190). The methods used to report the 

qualitative data in the tables were designed from models of 

Haase (1987) and Phillips and Rempusheski (1986). This 

study investigated data that do not appear to have been 

researched, or if researched, the findings have not been 

reported. 

Semi-Structured Interview 

Semi-structured interviews were the cornerstone of this 

research. The Caregiving Impact Inventory (CII) was 

administered in face-to-face, taped interviews with each 

caregiver. The open-ended questions were designed to answer 

research questions that focused on the perceptions of the 

caregivers. General and specific questions elicited their 

perceptions on caregiving. 

Interviews were administered using an informal style 

where no forced responses were necessary. All interview 
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questions were asked and answered in the same informal style 

with each respondent. 

Analysis of the data incorporated constant comparative 

methods (LoBiondo-Wood, 1990), and the specific methods 

(Harris-Ricketts, p. 52) used for data analysis in this 

research are presented in the flow chart shown in Figure 1. 

The model of Harris-Ricketts was modified for the purpose of 

this study. 

1. Transcriptions of each tape-recorded 

interview were read thoroughly. 

2. Each line of the transcription was numbered, 

data codes were established, and significant 

statements in each were identified and coded. 

The researcher followed a line-by-line 

analysis of each transcribed answer. 

3. Relevant sentences or phrases were coded for 

theme clusters and themes in the remaining 

lines. 

4. Data were further collapsed into theoretical 

codes to account for theme clusters and 

themes discerned in the data. 

5. Data from all transcripts were clustered and 

summarized into significant categories, theme 

clusters, and themes for final display. 
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Figure 1: Flow chart of data analysis: reduction and 
interpretation. 
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6. Interpretation and conclusions based on the 

identified categories, theme clusters, and 

themes were established. 

It is customary for independent judges to evaluate the 

data for the categories, theme clusters, and themes for a 

consensus of opinion. This study did not use independent 

judges. Therefore, a modified version of comparative 

analysis was implemented. 

Quantitative Data Analysis 

The following questions and statistical procedures were 

used to guide quantitative aspects of this study. 

Statistical Procedures for Social Sciences (SPSS), a 

statistical software program, calculated the measures of 

central tendency and standard deviations of each inventory. 

The measures of central tendency were calculated for each 

inventory in this study. Descriptive procedures were used 

to report the data acquired from the inventories. Due to 

the small sample in this study (N = 8), additional 

statistical methods were not considered. 

The fifth question guiding this study was considered by 

calculating the mean of each sub-scale. According to POC 

scoring directions of Oberst (1991), the POC subscales are 

divided into three categories and scored: The following 

information describes the subscales of the POC. 
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1. Threat; Items 3, 4, 6, 7, 10, 12, 15, 17, 

18, 21, 22, 24, and 26. 

2. General Stressfulness: Items 2, 5, 8, 9, 13, 

14, 19, and 27. 

3. Benefit: Items 1, 11, 16, 20, 23, and 25. 

The intensity of each item was measured on a five-point 

Likert-type scale, with response choices ranging from "very 

false" (1) to "very true" (5). The eight items in the 

General Stressfulness subscale were reverse scored. Mean 

scores for each subscale were calculated; higher scores 

indicated greater threat, general stressfulness, or benefit 

appraisals. The highest scores represent the greatest 

intensity of each subscale dimension. The three subscale 

scores were used separately in subsequent analyses; there 

was no "total" perception score. The POC does not measure 

global perception of caregiving. 

The sixth question guiding this study was considered by 

calculating the mean for caregiver burden (CBS). Carey et 

al (1991) and Oberst (1991) provided the following 

description and method of scoring the CBS. 

Subjects respond twice to items on five-point scales 

ranging from "little or no" to "a great deal" of time spent 

in this activity (demand scale) and "little or no" to "a 

great deal" of difficulty associated with the activity. A 

burden score is calculated for each item by multiplying 
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demand by difficulty, a square root transformation is used 

to return the score to the original metric. Higher scores 

indicate higher caregiving demand, difficulty, and burden 

(1990, p. 1343). For both the Demand and Difficulty scales 

(and their subscales, if used a mean score is calculated. 

Burden is calculated as the square root of the product of 

Demand X Difficulty on an item-by-item basis. 

The seventh question guiding this study was considered 

by calculating the mean for caregiver strain (CSI). The 

dichotomous design for the CSI was structured on a scale of 

1 to 2 (1 = Yes, 2 = No). According to Robinson (198 3, p. 

3470) means above 3.0 for each item indicated a likelihood 

of strain being present in the sample and positive responses 

to seven or more stressor items on the index indicated a 

greater level of caregiver strain. 

The eighth question guiding this study was considered 

by calculating the mean for self-esteem. The Likert scale 

design of the Measurement of Self-Esteem (MSE) (Rosenberg, 

1965) was structured on a scale of 1 to 4 (1 = Strongly 

Disagree, 2 = Disagree, 3 = Agree, and 4 = Strongly Agree). 

Negative items were reverse scored. The RSE does not 

provide specific scoring methods. Therefore, the following 

score ranges were used to guide this study: 10-19 indicated 

low self-esteem; 20-29 indicated moderate self-esteem; and 

30-4 0 indicated high self-esteem. 
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Summary 

This study examined the evidence of negative reception 

to caregiving by the chronically ill spouse and its impact 

on the caregiver and caregiving. Impact on the caregiver 

and the caregiving were analyzed by using the data from 

specific self-reported inventories and inventories that 

measured perceptions of caregiving, caregiver burden, 

caregiver strain, and self-esteem. 

Chapter 4 presents the results of the study according 

to the questions guiding the study and the methods of 

analysis presented in Chapter 3. 
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CHAPTER 4 

RESULTS 

Introduction 

The primary purpose of this study was to examine the 

negative reception to caregiving by the chronically ill 

spouse and its impact on the caregiver and caregiving. This 

research attempted to address these issues in a pilot study 

on negative reception of caregiving within the theoretical 

consideration and perceptions of caregiving (Oberst,1991), 

caregiver burden (Oberst 1991), caregiver strain (Robinson, 

1983), caregiver self-esteem (Rosenberg, 1965). 

Participants 

Criteria for selection in this research included (a) a 

caregiving spouse, husband or wife, of a diagnosed 

chronically ill spouse who was in a physicians's treatment 

program; (b) caregiver spouse who had received negative 

reception to his or her caregiving by the chronically ill 

spouse; (c) caregiver's minimum age of 25; and (d) caregiver 

spouse must be able to read, write, and follow written or 

oral directions in English; (e) agree to sign a consent 

form; (f) provide time for self-report questionnaires, and 

(g) permit a taped structured interview of caregiving 

experiences. 
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Respondents were selected from referrals from health 

professionals, caregiver support groups, flyers, and 

announcements in newsletters and newspapers. Each 

respondent was screened to ensure that he/she met the 

criteria of the Project Explanation Statement (PES) prior to 

participation in this study. 

Appointments were scheduled in the respondents home or 

at an office site arranged by the researcher. Respondents 

read and signed a consent form and answered Caregiver 

Profile (CP) questions. Each respondent participated in an 

audiotaped interview administered by the researcher using 

the Caregiver Impact Inventory (CII); and each respondent 

answered questions on four instruments: the Perceptions of 

Caregiving (POC), the Caregiver Burden Scale (CBS), the 

Caregiver Strain Index (CSI), and Measurement of Self-Esteem 

(MSE). Data were collected in approximately two hours, in 

one appointment, from each respondent. 

Information (CP) regarding sex, age, ethnicity, 

education, employment, income, types of chronic illness of 

the chronically ill spouse, caregiving provider, number of 

years spent in caregiving, number of hours per day spent in 

caregiving, and additional caregiving assistance was 

obtained from all participants in each interview. The 

demographic information obtained from the eight 

participating spouses is presented in Table 1. 
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Table 1. Demographic Characteristics of Respondents (N = 8) 
by number and percentage. 

CHARACTERISTIC NUMBER PERCENTAGE 

SEX 

Female 

Male 

AGE 

Under 49 

50-59 

60-69 

70-80 

ETHNICITY 

Caucasian 

EDUCATION 

High School 

College 

Masters 

Doctorate 

EMPLOYED 

Yes 

No 

INCOME 

$3,000-$4,999 

$5,000-$6,999 

$30,000—$39,999 

$40,000—$49,999 

$50,000—$59,000 

7 

1 

1 

3 

2 

2 

4 

2 

1 

1 

3 

5 

2 

1 

1 

2 

2 

87.5 

12.5 

12.5 

37. 5 

25. 0 

25. 0 

100. 0 

50. 0 

25.0 

12.5 

12 . 5 

37.5 

62.5 

25. 0 

12.5 

12.5 

25. 0 

25. 0 
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Table 1—Continued 

CHARACTERISTIC NUMBER PERCENTAGE 

TYPE OF SPOUSE ILLNESS 

Cancer 4 50.0 

Cardiovascular/Renal 1 12.5 

Multiple Sclerosis 1 12.5 

Parkinson 1 12.5 

Chronic Pain 1 12.5 

CAREGIVER 

Spouse 8 100.0 

YEARS OF CAREGIVING 

0-1 3 37.5 

2-3 2 25.0 

8 2 25.0 

21 1 12.5 

DAILY HOURS OF CAREGIVING 

1 2 25.0 

2 1 12.5 

4 2 25.0 

12 2 25.0 

16 1 12.5 

CAREGIVER HELP 

None 6 75.0 

Family Member 2 25.0 
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The population of this study consisted of eight 

caregiver spouses. The respondents were Caucasian, female 

(N = 7) and male (N = 1) , high school or college educated, 

employed professionals and unemployed homemakers with annual 

incomes ranging from $3,000-$59,000. Illnesses of the care-

receiving spouses were cancer, cardiovascular/renal, 

multiple sclerosis, Parkinson, and chronic pain. The 

respondents were the principle caregivers, but two received 

some assistance from other family members. Caregiving time 

of caregivers ranged from 1 to 16 hours per day. The number 

of years spent in caregiving ranged from less than 1 year to 

21 years. 

Results 

The following instruments were used in this study: The 

Caregiving Impact Inventory (CII) (Miller, 1994), the 

Perceptions of Caregiving (POC) (Oberst, 1991), the 

Caregivers Burden Scale (CBS) (Oberst, 1991), the 

Caregiver Strain Index (CSI) and the Measurement of Self-

Esteem fMSE) (Rosenberg, 1965). The results of analysis 

follow. 

The Caregivers Impact Inventory (CII) transcripts of 

the eight caregiver respondents were analyzed by comparative 

analysis. All eight caregiver respondents participating in 

the study confirmed being a caregiving spouse who had 

received a negative reception to caregiving. The following 
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data were obtained from the descriptions of eight caregivers 

who had experienced negative reception to caregiving. 

Major categories identified were (1) characteristics of 

the situation (perception of caregiving) and (2) responses 

to the situation (the chronically ill spouse, impact on 

caregiving, and impact on the caregiver. Major theme 

clusters identified were (l) pre-chronic illness activities 

of daily living, (2) post-chronic illness activities of 

daily living and quality of life, and (3) negative 

behavioral responses (the chronically ill spouse, caregiver 

thoughts and feelings of negative reception of caregiving, 

and future outcomes). 

The first research question guiding this study was: 

Among caregivers who have received negative reception to 

caregiving, what are the differences in the activities of 

daily living and the quality of life before and after a 

chronic illness? 

The pre-chronic illness phase of the chronically ill 

spouse was identified by the CII question 4, and the post-

chronic illness phase of the chronically ill spouse was 

identified by CII questions 1, 2, 3, 5, 6, and 7. Each 

caregiver reported a contrast in lifestyle before and after 

the spouse's diagnosis with a chronic illness. Theme 

clusters indicated a contrast in their activities of daily 

living and the quality of life. 
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Caregiver characteristics of the situation, the pre-

chronic illness and post-chronic illness activities of daily 

living, and the quality of life for the caregivers (N = 8) 

who received negative reception to caregiving are reported 

in Table 2. 

According to the data, all eight caregiving spouses 

reported lifestyle adjustments in the activities of daily 

living and the quality of life. These included role 

reversals by assuming tasks formally managed by the 

chronically ill spouse, not knowing what to expect each day 

in the health and physical abilities of their chronically 

ill spouse, and emotional mood swings in themselves. Lost 

independence, confinement, and lack of freedom were reported 

by six caregivers. 

The second research question guiding this study was: 

Among caregivers who have received negative reception to 

caregiving, what are the behaviors of the chronically ill 

spouse when she or he rejects caregiving? 

Behaviors of the chronically ill spouse who rejects 

caregiving were reported in Oil questions 8, 9, 10, 11, and 

12. Table 3 identifies the category (responses to the 

situation), the theme cluster (behavioral responses, and the 

themes (types of behaviors of chronically ill spouses who 

rejected caregiving. 
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Table 2. Activities of Daily Living and Quality of Life of 
Caregivers Before and After Diagnosis of Spouses' 
Chronic Illness. (N = 8) 

CATEGORY THEME CLUSTER THEMES 

Characteristics of 
the Situation: 
Before Diagnosis 

Before 
Diagnosis 

Activities of 
Daily Living of 
Caregivers 

Quality of Life 
of Caregivers 

Activities of 
Daily Living of 
Caregivers 

After 
Diagnosis 

Quality of Life 
of Caregivers 

Traveled, played bridge, golf, 
entertained and socialized 
with friends, attended 
seminars and lectures; 
homemakers; vacations with 
family and friends. 

Carefree, independent, 
leisurely, employed, 
focused on career and 
jobs; traveled; entertained 
and socialized with friends. 

Personal activities or 
employment planned around 
the chronically ill spouse. 
Providing care for 
disabilities of the illness, 
medical treatments or 
appointments and tasks of 
caregiving. Learning methods 
to provide medical treatment 
or caregiving. Extensive 
reduction of socialization and 
entertaining friends. Role 
reversals: Taking on 
household tasks and 
responsibilities of the 
chronically ill spouse. 
Personal time adjusted to 
needs of chronically ill 
spouse. 

Emotionally draining; mood 
swings of sadness, anger, 
frustration, despair. 
Persistent fear of declining 
health and physical abilities 
of chronically ill spouse. 
Lost independence and freedom. 
Confinement and loneliness. 
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Caregivers* perceptions of behaviors of chronically ill 

spouses were described as negative responses. Negative 

behaviors of chronically ill spouses that were reported most 

often by the caregiving spouses were criticizing or 

belittling the caregiving efforts; speaking derogatorily of 

the caregiver's opinions about the chronic illness or the 

spouse's state of health; yelling, raising an angry voice, 

or blaming the caregiver for outcomes beyond the caregiver's 

control; disregarding or ignoring the caregiver's requests 

to observe diet/nutrition, medical treatments, or 

medication; silent treatment or withdrawing from the 

caregiver; and hostile angry demands, such as "Just leave me 

alone," in response to attempts to provide care. 

Caregivers' perceptions of nonverbal behaviors of the 

chronically ill spouses that occurred less often were 

hostile facial expressions or complaints regarding 

caregiving services, comparing the care of other family 

members to that of the caregiver, rude or mean remarks to 

the spouse caregiver in private or in front of friends, and 

a "macho" image where the chronically ill male spouse was 

described as wanting to be in charge, to control particular 

events, or to protect. Caregiver's used the term "macho" to 

describe the chronically ill spouse's behaviors when the 

chronically ill spouse rejected their caregiving. The 

caregivers suggested that chronically ill spouses were 
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Table 3. Behavioral Responses of Chronically 111 Spouses to 
Caregiving as Reported by the Caregiving Spouses. 
(N = 8) 

CATEGORY THEME CLUSTER THEMES 

Responses to 
the Situation 

Negative Verbal 
Responses 

Behaviors of the 
Chronically 111 
Spouse: Verbal 

Belittling or critizing 
the caregiving efforts 
of the caregiving 
spouse; critical 
degradation of caregiver 
opinions of chronic 
illness or state of 
health; yelling, blaming 
the caregiver for 
outcomes beyond the 
caregiver's control; 
denies needing 
assistance; hostile 
demands such as "Just 
leave me alone;" 
comparing others care to 
that of the caregiver; 
rude remarks to friends 
regarding quality of 
care. Complaints 
regarding quality of 
caregiving services. 

Negative 
Non-verbal 
Responses 

Behaviors of the 
Chronically 111 Spouse: 
Non-verbal Behaviors 

Disregards or ignores 
Caregiver requests to 
observe diet/nutrition 
or required medical 
treatments or 
medication. Silent 
treatment; shutting 
down; refusing to talk 
about the illness or 
state of health; 
unyielding to care; 
angry facial 
expressions. 
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protecting their male image as a result of declining 

abilities, and seemed hesitant to relinquish control even 

when it could be beneficial to the chronically ill spouse. 

According to these data, negative behaviors of chronically 

ill spouses toward caregiver spouses occur. Thus, negative 

reception of caregiving by the chronically ill spouse, as 

reported by the caregiving spouse, can be identified by 

specific verbal and nonverbal behaviors in the chronically 

ill spouse. 

The third question guiding this study was: 

If the chronically ill spouse reacts negatively to the 

caregiving spouse, what are the thoughts and feelings of the 

caregiving spouse when his or her caregiving is received 

negatively by the chronically ill spouse as measured by the 

Caregiving Impact Inventory (Miller, 1993)? 

The feelings, thoughts, and actions of the caregiver 

spouse were addressed in CII questions 13, 14, 15. The 

responses of caregiver spouses identified the specific 

thoughts and feelings about the negative reception to 

caregiving and the chronically ill spouse? self-talk of the 

caregiver in response to the negative reception to 

caregiving and the chronically ill spouse, and behavior 

toward the chronically ill spouse for negative reception to 

his or her caregiving. Table 4 identifies the category 

(relationship with chronically ill spouse) and the theme 
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Table 4. Thought and Feeling Responses of the Caregiver 
Spouses to Negative Reception of Caregiving by the 
Chronically 111 Spouses (N = 8). 

CATEGORY THEME CLUSTER THEMES 

Relationship with the 
chronically ill 
spouse 

Feelings and self-
talk of the caregiver 

Characteristics of 
the Situation 

Responses to the 
Situation 

Dealing with 
the Situation 

Coping 
Processes 

"a cycle of 
feelings, 
resentful, it is 
painful to be depicted 
as insensitive, 
thoughtless, and non-
supportive. " 
"Distraught, "I wanted 
him no matter what the 
conditions. I told 
myself he really needed 
me." "Anger, ne wants 
to be macho man." "Sad, 
this will pass; forget 
it just now." 
"Impatient, I'm pretty 
impatient with him and 
this situation." 
"Incapable, I don't do 
it well enough; I'm not 
professional enough." 
"Depressed, I can't see 
how I can make it 
better." "Repressed, I 
have to bury my 
feelings, don't discuss 
it, and live with it to 
keep going, accept 
this." "Rationalizing, 
all I'm trying to do is 

Crovide care. It's 
ecause of the pain, the 

debilitating, disabling 
disease." "Helpless, I 
was more of a hindrance 
than a help." "Grief, 
is this what he thinks 
of me; will he go to the 
grave thinking this of 
me?" 
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clusters (self-talk: thoughts, and feelings of the 

caregiver). Data for questions 13, 14, 15, and 16 of the 

caregiver's responses which support the themes are reported 

in Appendix P. 

According to data reported by caregiving spouses, 

negative reception to caregiving by the chronically ill 

spouse affected the feelings and self-talk of all 

caregivers. Examples of emotional responses by caregivers 

included distress, anger, sadness, guilt, resentfulness, 

depression, confusion, helplessness, feeling incapable, and 

suppressing feelings. Some perceptions of caregivers may 

not be viewed as negative by some mental health 

professionals. Caregiver's reported the data in CII 

questions 13, 14, 15 (Appendix P) . 

The respondents' data provided information that 

emotional responses occurred when the chronically ill spouse 

rejected the care or caring attempts of the caregiver. What 

followed the negative reception of caregiving by the 

chronically ill spouse were negative feelings and thoughts. 

Thus, the negative reception of caregiving by the 

chronically ill spouse has an impact on the emotional 

responses and self-talk of the caregiver. 

The fourth question guiding the study was: 

If the chronically ill spouse reacts negatively to the 

caregiver spouse, how does negative reception to the 
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Table 5. Caregivers' Perceptions and Responses To The 
Chronically 111 Spouse: The Impact on Caregiving 
(N = 8) . 

CATEGORY THEME CLUSTERS THEMES 

Impact on the 
caregiving 
responses and 
carcgiving 

Negative responses 
by the caregiver 
to the chronically 
ill spouse: 

Communication 

Negative responses 
by the caregiver to 
the chronically 
ill spouse: 

Carcgiving 
attention 

Responded in similar 
behaviors; stopped speaking 
if chronically ill spouse 
stopped speaking. Sasscd 
back or argued with spouse. 
Stopped discussing feelings 
or thoughts about the symptoms or 
the conditions of the chronic illness. 
Changed his/her mood: spoke abruptly, 
callous and cold-hcartcd 
hearted abruptly, sought scclusion. 
Prolonged or delayed providing help or 
assistance. Provided partial incomplete 
care. Avoided approaching with help. 
Avoided showing tenderness and 
kindness. Became watchful of 
emotional climatc or moods to avoid 
upsetting spouse. Rcduccd the 
commitment to please, lost the 
spontaneity to help even when the 
chronically ill spouse was struggling with 
physical disabilities. Doubtful that 
negative behavior or relationship would 
improve before death of spouse. 
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caregiver spouse, how does negative reception to the 

caregiving spouse impact the caregiving responses to the 

chronically ill spouse as measured by the Caregiving Impact 

Inventory (Miller, 1993)? 

To address this question, caregivers responses were 

identified in CII questions 16, 17, 18. Table 5 identifies 

the category (perceptions on caregiving) and the theme 

clusters (impact on caregiving and themes of caregiver 

behavioral responses to caregiving). 

Caregivers1 perceptions and responses of their 

behaviors toward the chronically ill spouse identified ways 

in which a caregiver may respond to having their care 

rejected. According to the themes identified by the 

caregivers, caregiving responses were affected in the areas 

of communication, and caregiving attention. Themes 

representing communication included such behaviors as the 

following: if the chronically ill spouse stopped speaking, 

the caregiving spouse stopped speaking; sassed back to 

sarcasm and argued with the chronically ill spouse; stopped 

discussing feelings or thoughts about the symptoms or 

conditions of the chronic illness and changed his or her 

mood by speaking abruptly or becoming callous and cold-

hearted. All caregivers (N = 8) indicated having 

communication problems which impacted their caregiving. 
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Negative reception to caregiving was indicated in 

changes in caregiver attention. For example, withdrawing and 

seeking seclusion away from the chronically ill spouse, 

delayed providing help or assistance, provided partial or 

incomplete care, avoided approaching the chronically ill 

spouse for care or help, avoided showing tenderness or 

kindness, became watchful of the emotional climate or moods 

to avoid upsetting the chronically ill spouse, reduced the 

commitment to please, lost spontaneity to help even when the 

chronically ill spouse was struggling with disabilities, and 

doubted that the negative behavior or the relationship would 

improve before death of the chronically ill spouse. 

Examples of encouragement and hope were elicited in CII 

question 19 (Appendix Q). Caregivers attempted to rise 

above their situation through self-encouragement. Examples 

of hoping that the negative behavior of the chronically ill 

spouse would not increase along with increasing 

disabilities, being able to maintain the ability to adjust 

to changes in the chronically ill spouse's personality and 

disabilities, and imagining caregiving experiences as 

something beautiful or meaningful for self or for others. 

Caregivers expressed the hope that the negative behavior 

would not increase along with increasing disabilities. In 

addition, caregivers hoped to maintain the ability to adjust 

to changes in the personality and disabilities of the 
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chronically ill spouse. Two caregivers indicated they hoped 

to turn their experiences into something beautiful and 

meaningful for themselves. Caregivers responses to CII 

question 19, "When you need encouragement, what do you tell 

yourself? What do you hope for?" were more focused on the 

health of the chronically ill spouse. 

The fifth question guiding this study was: 

What is the perception of caregiving as measured by the 

Perceptions of Caregiving (POC) (Oberst, 1991)? 

The POC scale does not measure a global perception of 

caregiving. The POC measures threat (Items 3, 4, 6, 7 10, 

12, 15, 17, 18, 21, 22, and 24), general stressfulness 

(Items 2, 5, 8, 9, 13, 14, 19, and 27), and benefit (Items, 

1, 11, 16, 20, 23, and 25). The highest scores represent 

the greatest intensity of each subscale dimension. 

Threat 

The 13 items of threat for respondents (Table 6) 

indicated moderately high threat (X = 3.65, 3.0 = equally 

true and false, 4.0 = more true than false). Items of 

moderate threat for respondents were coping with the 

situation since its inception (X = 3.38, 3.0 = equally true 

and false) and feeling a sense of loss at not being able to 

meet all of the responsibilities (3? = 3.13, 3.0 = equally 

true and false). 
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Table 6. Perception of Caregiving: Threat (13 items) 
Highest to Lowest Ranges of Mean & Standard 
Deviation (N = 8). 

Questions Mean S.D. 

4. I haven't been doing very well 3.38 1.06 
since this situation started. 

6. I feel a sense of loss at not 
being able to meet all of my 3.13 1.25 
responsibilities. 

3. I feel things are going to get 2.50 1.51 
worse for me. 

7. I worry that I'11 have to give 
up a lot of things in the 2.50 1.41 
future. 

12. I feel a loss because it seems 
like there's no longer anything 
I can do that makes a difference 2.50 1.41 
in how the person needing my 
care feels. 

24. I'm concerned that this 
situation will cause financial 2.38 1.69 
hardship for me in the future. 

26. I'm not sure I can handle this 2.25 1.49 
situation. 

15. This situation threatens to 2.25 1.49 
overwhelm me. 

17. I'm afraid my own physical 2.13 1.3 6 
health will begin to suffer. 

10. I'm afraid that in the future I 
won't have the energy and 2.00 1.07 
endurance I have now. 

18. I worry that in the future I 
will be less able to do the 1.88 1.36 
things I like to do. 

12. I worry that my emotional health 1.88 1.13 
will begin to suffer. 

21. I worry that I won't be able to 
help the person needing my care 1.75 .88 6 
in the future. 
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Items that indicated respondents felt no threat ("3? = 

1.88, 1.0 = very false) were future worry of being unable to 

do the things s/he like to do, emotional health would 

suffer, and being unable to provide help to the person 

needing the care (Y = 1.75, 1.0 = very false). 

All general stress items were reverse scored. The 

eight items of general stress ( Table 7) indicated a 

moderately high general stressfulness (X = 3.69, 4.0 = more 

true than true) for respondents. One item, responsibilities 

will continue to be what they have always been (3T = 3.50, 

4.0 = more true than true), indicated moderately high 

stressfulness. 

Items that indicated low general stressfulness were 

situation doesn't affect my independence (Y = 2.88, 3.00 = 

equally true and false); situation does not affect the 

relationship with the person needing the care (T = 2.50, 3.0 

= equally true and false); and this situation does not 

affect how I feel about myself, and family and friends are 

not affected by this situation (X - 2.13, 3.0 = equally true 

and false). 

Items that indicated low stressfulness were the 

situation doesn't affect my lifestyle (X = 1.88, 2.00 = 

more false than true) and the situation doesn't affect my 

emotional state (X = 1.50, 2.00 = more false than true). 

The aggregate general stress mean ()T = 3.69, 4.00 = more 
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Table 7. Perception of Caregiving: General Stress (eight 
items) Highest to Lowest Ranges of Mean and 
Standard Deviation (N = 8). 

Questions Mean S.D. 

13. My responsibilities 3.50 1.69 
will continue to be 
what they've always 
been. 

5. This situation doesn't 
affect my independence. 2.88 1.81 

19. This situation doesn't 
affect my relationship 2.50 1.60 
with the person needing 
my care. 

9. This situation doesn't 
affect how I feel about 2.13 1.36 
myself. 

8. My relationships with 
friends and family 2.13 1.13 
aren't affected by this 
situation. 

2. This situation isn't 
especially stressful to 2.00 1.31 
me. 

14. This situation doesn't 1.88 1.13 
affect my lifestyle. 

27. This situation doesn't 
affect my emotional 1.50 1.07 
state. 
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true than false) indicated greater general stress in 

respondents. 

Benefit 

As reported in Table 8, one item, discovering unknown 

resources, indicated a high rating (X = 4.13, 4.0 = more 

true than false). Items that indicated moderate benefit 

were more personal growth since the situation began ("3J = 

3.88, 3.0 = equally true and false), more meaningful days 

since the situation began ("5c = 3.38, 3.0 = equally true and 

false), more appreciated by others since the situation began 

(X = 3.25, 3.0 = equally true and false), and a closer and 

more meaningful relationships with others since the 

situation began (X .= 3.00, 3.0 = equally true and false). 

One item, good things will come my way because of how 

difficult situations were being handled, indicated a low 

benefit ("3? = 2.75, 2.0 = more false than true) by 

respondents. Thus, four of six benefit items were indicated 

in this group. The aggregate mean of six items of benefit 

of respondents indicated a moderate (X = 3.40, 4.0 = 

moderate high) benefit. 

Therefore, the perception of caregiving as measured by 

the Oberst (1991) perception of Caregiving indicated 

moderately high levels for threat (T = 3.65), general 

stressfulness (X* = 3.69), and benefit (X = 3.39). The 
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Table 8. Perceptions of Caregiving: Benefit (six items) 
Highest to Lowest Ranges of Mean and Standard 
Deviation (N = 8). 

Questions Mean S.D. 

25. I've discovered resources 4.13 .991 
I never knew I had. 

11. I've grown a lot since this 3.88 1.36 
situation began. 

23. Each day has become more 3.38 1.51 
meaningful since this 
situation started. 

1. This situation has made 3.25 1.17 
me feel more appreciated 
by others. 

16. My relationships with 3.00 1.69 
others have become 
closer and more meaningful 
since this situation began. 

20. I believe good things will 2.75 1.49 
come my way because of how 
I am handling this difficult 
situation. 
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highest scores represented the greatest intensity of each 

perception dimension. 

The sixth question guiding this study was: 

What is the caregiver's burden of caregiving as 

measured by the Caregiver Burden Scale (CBS) (Oberst, 1991)? 

The CBS identified two dimensions of caregiver burden, 

demand and difficulty. Caregiving demand, difficulty, and 

burden scores are summarized in Table 9. 

Means of caregiving demand and caregiving difficulty 

are compared in the analysis of burden. Demand of providing 

transportation indicated a moderately higher (X = 3.75, 3.00 

= a moderate amount) demand than difficulty of providing 

transportation (X = 2.75, 3.00 = moderate amount). 

Providing emotional support to the chronically ill spouse 

and others indicated a moderately high level and was the 

most demanding and difficult (X = 3.50, 3.00 = moderate 

amount). Structuring and planning activities indicated 

moderate demand (X = 3.50, 3.00 = moderate amount) and 

difficulty (Y = 3.25, 3.00 = moderate amount). 

Watching for and reporting symptoms indicated moderate 

demand <2 = 3.38, 3.00 = moderate amount) and a small 

amount of difficulty (3T = 2.50, 2.00 = small amount). 

Increasing housework indicated moderate demand (X = 3.38, 



Table 9. Caregiver Burden: Range of Highest to Lowest Mean and Standard Deviation 
(N = 8). 

Activity 

Providing transportation 

Giving emotional support 

Structuring planning activities 

Watching for and reporting 
symptoms 

Increasing housework 

Additional errands away from 
home 

Managing mood and behaviors 

Seeking information: doctors 
and nurses 

Managing finances related to 
illness 

Coordinating schedules and 
services 

Communication assistance: 
writing, using telephone, 
interpreting 

Caregiving Demand 

Mean 

3.75 

3.50 

3.50 

3.38 

3.38 

3.25 

3.13 

3.00 

2 . 8 0  

2.63 

2.50 

S.D. 

0.71 

1.31 

1.31 

1.19 

1.51 

1.28 

1.13 

0.54 

1.28 

1.19 

1.20 

Difficulty 

Mean S.D. 

2.75 1.39 

3.50 0.54 

3.25 1.28 

2.50 1.31 

3.13 1.13 

2.50 1.20 

3.63 1.19 

2.75 1.04 

2.38 1.30 

2.63 1.51 

2.13 1.25 

Burden 

Mean S.D. 

3.21 0.99 

3.50 0.84 

3.37 1.30 

2.91 1.25 

3.25 1.30 

2.85 1.24 

3.37 1.16 

2.87 0.74 

2.56 1.29 

2.63 1.34 

2.31 1.22 



Table 9—Continued 

Activity-

Providing personal care to 
spouse 

Providing medical and nursing 
treatments 

Assisting with mobility: 
Walking 

Increased child care or baby 
sitting 

Caregiving Demand 

Mean S.D. 

2.25 1.39 

2.25 0.89 

2.13 1.46 

2.13 1.64 

Difficulty 

Mean S.D. 

2.00 1.20 

2.13 1.25 

1.63 0.74 

2.13 1.81 

Burden 

Mean S.D. 

2.12 1.29 

2.18 1.05 

1.86 1.04 

2.13 1.72 

-j 
<Ti 
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3.00 = moderate amount) and moderate difficulty (X = 3.13, 

3.00 = moderate amount). 

Managing mood and behaviors indicated moderate 

difficulty ("5c = 3.63, 3.00 = moderate amount) and moderate 

demand (X = 3.13, 3.00 = moderate amount). Additional 

errands away from home indicated a moderate demand (3E = 

3.25, 3.00 = moderate amount) and a small amount of 

difficulty (X = 2.50, 2.00 = small amount). Seeking 

information from doctors and nurses indicated a moderate 

demand ("5c = 3.00, 3.00 = moderate amount) and a small amount 

of difficulty (X = 2.75, 2.00 = small amount). Thus, 

examination of the mean scores of the eight items indicated 

that demand of tasks was a more moderate burden than 

difficulty of tasks. 

Lowest burden scores were indicated in the following 

seven items. Managing finances related to illness indicated 

a small amount of demand (X = 2.8, 2.00 = small amount) and 

difficulty (x = 2.38, 2.00 = small amount) of burden. 

Coordinating schedules and services indicated a small amount 

of demand and difficulty (X = 2.63, 2.00 = small amount) of 

burden. Communication assistance (writing, using the 

telephone, or interpreting) indicated a small amount of 

demand {X = 2.50, 2.00 = small amount) and difficulty (X = 

2.13, 2.00 = small amount) of burden. Providing personal 

care to spouse indicated a small amount of demand (X = 2.25, 
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2.00 = small amount) and demand (J£ = 2.00, 2.00 — small 

amount) of burden. Providing medical and nursing treatments 

indicated a small amount of demand (X = 2.25, 2.00 = small 

amount) and difficulty (3T = 2.13, 2.00 = small amount) of 

burden. Increased child care or baby sitting (3T = 2.13, 

2.00 = small amount) and assisting with mobility (walking) 

(X = 2.13, 2.00 = small amount) indicated the smallest 

amount of demand and difficulty of burden for respondents. 

Thus, examination of the mean scores of the seven items 

indicated that demand of burden was more frequent than 

difficulty of burden for the respondents. 

The seventh question guiding this study was 

What is the caregiver's strain of caregiving as 

measured by the Caregiver Strain Index (CSI) (Robinson, 

1983)? 

The CSI identified stressors of caregivers for a 

chronically ill spouse (Table 10). Two items that indicated 

high caregiver strain were (1) emotional adjustments because 

of arguments about caregiving and (2) changes in the 

chronically ill spouse from his or her former self (X = .88, 

1.00 = Yes). Two items that indicated moderately high 

caregiver strain were (1) the amount of time caregiving 

takes per day and (2) caregiving demands that left little or 

no personal time for friends (5f = .75, 1.00 = Yes). 
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Table 10. Caregiver Strain: Highest to Lowest Ranges of 
Mean and Standard Deviation (N = 8). 

Questions Mean S.D. 

Emotional adjustments have occurred for me 
because arguments about my caregiving have .88 .35 
happened. 

Changes in my spouse from his or her former 
self during the chronic illness is an .88 .35 
emotional strain. 

Caregiving takes many hours a day of my .75 .46 
time. 

Caregiving demands have left little or no 
time for other family member or friends. .75 .46 

Caregiving is confining because it 
restricts my time and outside activities .63 .52 
with others. 

Personal or family adjustments for .63 .52 
caregiving have disrupted normal daily 
routines and have left me little or no 
privacy. 

Adjustments in my job or work schedule have 
occurred because of taking time off for .63 .52 
appointments or providing health care. 

Caregiving is a financial strain. .63 .52 

Caregiving is a physical strain because of 
assisting my spouse into or out of bed, a .50 .19 
chair, a shower, a toilet, or a car. 

Changes in personal or family plans to 
accommodate caregiving activities occur .50 .19 
regularly. 

My sleep is disturbed during the night 
because of behaviors of the chronic illness .50 .19 
of my spouse. 

Completely overwhelmed could often describe .38 .52 
my feelings. 

Providing medical care such as 
administering medications or changing .25 .46 
dressings for incisions for incisions can 
be upsetting. 
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Four items that indicated moderate caregiver strain were (1) 

confinement of caregiving which restricts time and outside 

activities with others, (2) personal for family adjustments 

that disrupted normal daily routines and left little or no 

privacy, (3) adjustments in job or work schedules because of 

time off for appointments or providing health care, and (4) 

the financial strain of caregiving (X = .63, 1.00 = Yes). 

Three items that indicated low caregiver strain were 

(1) physical strain because of personal assistance to spouse 

for hygiene or getting into or out of a bed or car, (2) 

regular changes in personal or family plans to accommodate 

caregiving activities, and (3) disturbed sleep because of 

chronically ill spouse behaviors (X = .50, 1.00 = Yes). 

Two items that indicated a small amount of caregiver 

strain were (1) feelings of being overwhelmed (3T = .38, 1.00 

= Yes) and (2) providing medical care such as administering 

medications or changing medical dressings (X = .25, 1.00 = 

Yes) . 

Caregiver strain was indicated by 11 stressors which 

scored .50 (X = .50, 1.00 = Yes) to .88 (X = .88, 1.00 = 

Yes). The aggregate score was (X = 7.87) According to 

Robinson, (1983, p. 347) " positive responses to seven or 

more items on the index would indicate a greater level of 

strain." Positive responses from more than 5 or more 
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respondents were made on eight items. Therefore, a greater 

level of strain was identified by respondents in this study. 

The eighth question guiding this study was: 

How does negative reception of caregiving affect the 

caregiver's self-esteem as measured by the Measurement of 

Self Esteem (MSE) (Rosenberg, 1965)? 

The MSE identified self-esteem of caregivers of a 

chronically ill spouse, and specific items of self-esteem 

are reported in Table 11. One item identified a positive 

characteristic of self-esteem, having a number of good 

qualities (X = 3.13, 3 = agree). Positive items that 

indicated a low self-esteem were taking a positive attitude 

toward myself ("x = 2.75, 3.00 = agree), satisfaction with 

myself (3i = 2.50, 3.00 = agree), ability to do things as 

well as most other people (X* = 2.39, 3.00 = agree), and 

feelings of self-worth on a plane with others (X = 2.00, 

3.00 = agree). 

Negative items that indicated a low level of self-

esteem were wishing to have more self-respect (X = 2.88, 

3.00 = agree), thinking that s/he is no good at all (X = 

2.50, 3.00 = agree), feeling useless at times ("x = 2.00, 

3.00 = agree), feeling s/he does not have much to be proud 

of (X = 1.75, 3.00 = agree), and being inclined to feel a 

failure (X = 1.75, 3.00 = agree). 
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Table 11. Measurement of Self-Esteem (Rosenberg, 1965) 
Highest to Lowest Ranges of Mean & Standard 
Deviation (N = 8). 

Questions Mean S.D. 

3.13 .354 
I feel that I have a number of 
good qualities. 

*1 wish I could have more 2.88 .886 
respect for myself. 

I take a positive attitude 2.75 .886 
toward myself. 

*At times I think I am no good 2.50 .926 
at all. 

On the whole, I am satisfied 2.50 .926 
with myself. 

I am able to do things as well 2.39 .916 
as most other people. 

*1 certainly feel useless at 2.00 .926 
times. 

I feel that I am a person of 
worth, at least on an equal 2.00 .535 
plane with others. 

*A11 in all, I am inclined to 1.75 .886 
feel that I am a failure. 

*1 feel I do not have much to 1.75 1.16 
be proud of. 

*These items were reverse 
scored. 
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The RSE does not provide specific scoring methods. 

Therefore, the following score ranges were used to guide 

this study: 10-19 indicated low self-esteem; 20-29 

indicated moderate self-esteem; and 30-39 indicated high 

self-esteem. 

Thus, 7 of 10 items were identified as moderate self-

esteem by the respondents, and 2 of 10 were identified as 

low self-esteem. The aggregate score for self-esteem 

indicated low-moderate self-esteem (x* = 23.62) for 

caregivers of a chronically ill spouse. 

Summary 

This study examined the negative reception to 

caregiving and the impact of negative reception on the 

caregiver and caregiving. The first question identified the 

characteristics of lifestyle in pre- and post-chronic 

illness phases of the respondents. The second question 

identified the behaviors of the chronically ill spouse who 

rejected caregiving by the caregiving spouse. The third 

question identified the thoughts and feelings of the 

caregiving spouse when his or her caregiving was received 

negatively by the chronically ill spouse. 

The fourth question identified the impact of negative 

reception on the caregiving spouse and the caregiving she or 

he provided. The fifth question identified three subscales 

of perceptions of caregiving by caregiving spouses. Threat, 
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general stressfulness, and benefit were identified as 

characteristics of caregiving experienced by the caregiving 

spouse whose caregiving had been rejected. 

The sixth question identified the demand and/or 

difficulty of caregiving burden. Caregiving burden was 

identified in either the difficulty or the demand of the 

tasks by caregivers. The seventh question identified 

stressors of caregiver strain. The eighth question 

identified the caregiver's self esteem. The respondents (N 

= 8) did not provide sufficient information to report more 

than measures of central tendency for the instruments (POC, 

CBS, CSI, and MSE). 

Chapter 5 is a review of the findings and provides 

discussion and conclusions about the findings, limitations 

of the study, and recommendations for further study. 
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CHAPTER 5 

SUMMARY, DISCUSSION, IMPLICATIONS, AND RECOMMENDATIONS 

Introduction 

This chapter summarizes and discusses the findings of 

this study, and offers recommendations. 

Summary 

The primary purpose of this study was to investigate 

dimensions of caregiver burden and strain. This study 

examined negative reception to caregiving by the chronically 

ill spouse and its impact on the caregiver and caregiving. 

It attempted to address these issues by focusing on negative 

reception of caregiving on the caregiver as well as the 

theoretical context of perception of caregiving (Oberst, 

1991), caregiver burden (Oberst et al., 1991), caregiver 

strain (Robinson, 1983), and caregiver self-esteem 

(Rosenberg, 1965). 

The sample for this study consisted of eight caregiver 

spouses. The spouses interviewed were eight Caucasian 

respondents who were high school and college graduates 

between the ages of 27 and 74. Respondents were both 

employed and unemployed, and their annual income ranged from 

$3,000-$59,000 per year. Illnesses of the chronically ill 

spouse were cancer, cardiovascular/renal, multiple 

sclerosis, Parkinson, and chronic pain. The respondents 
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were the principal caregivers, and time spent in caregiving 

by caregivers ranged from 1 to 16 hours per day. The number 

of years of caregiving ranged from less than a year to 21 

years. The respondents were recruited from flyers, support 

group presentations, referrals from health professionals, 

and newsletter and newspaper announcements. 

Respondents met the following criteria: a caregiver 

spouse of a chronically ill spouse, a caregiver spouse who 

had experienced negative reception to caregiving from their 

chronically ill spouse, were willing to sign a consent form, 

were willing to participate in an audiotaped semi-structured 

interview, and respond to four questionnaires at the time of 

the interview. 

Seven instruments were administered in this study. The 

Caregiver Profile (CP) is a self-report questionnaire 

consisting of 11 questions. Data was collected on sex, age, 

type of chronic illness, educational level, total family 

income, employment, ethnic identification, length of time as 

a caregiver, major caregiving, hours spent in caregiving, 

and additional types of caregiving. 

The Caregiver Impact Inventory (CII) (1993) was 

specifically designed for this study to assess negative 

reception to caregiving and its impact on the caregiver and 

caregiving. The CII assessed the type of illness of the 

chronically ill spouse, how long the chronically ill spouse 
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had been in treatment, the pre- and post-chronic illness 

lifestyle of the caregiver spouse, types of negative 

reception and behaviors of the chronically ill spouse, the 

thoughts and feelings of the caregiver spouse when she or he 

received negative reception to caregiving by the chronically 

ill spouse, the responses of the caregiver spouse to the 

chronically ill spouse during negative reception to 

caregiving, and hopes of the caregiver spouse. A grounded 

theory method of comparative analysis was used to analyze 

the data in each interview and to summarize the interview 

data into categories, theme clusters, and themes. 

The Perceptions of Caregiving (POC) scale was the 

second instrument, and it was used to measure threat, 

general stressfulness, and caregiving benefits of caregivers 

who had received negative reception to caregiving. The 

intensity of each item was measured on a five-point Likert-

type scale, with response choices ranging from "very false11 

(1) to "very true" (5). The POC was not designed to measure 

a global perception of caregiving. Mean scores were 

calculated and used to describe threat, general 

stressfulness, and benefit. The measures of central tendency 

were used to describe outcomes of threat, general 

stressfulness, and benefit. 

The Caregiver Burden Scale (CBS) measured caregiver 

burden. It contains separate scales for time spent in 
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caregiving (demand) and amount of difficulty associated with 

each of 14 items. Respondents replied twice to items on a 

Likert-type five-point scales ranging from "none" (1) to "a 

great deal" (5). A burden score was calculated for each 

item by multiplying demand by difficulty. Higher mean 

scores designated higher caregiver demand, difficulty, and 

burden. Mean scores of demand and difficulty were used to 

describe all data. Higher mean scores of demand or 

difficulty indicated whether the item was more demanding but 

less difficult or more difficult but less demanding to 

construct the outcome of burden. 

The Caregiver Strain Index (CSI) consists of 13 items 

that measured the strain of providing care to chronically 

ill patients. The CSI measured 13 stressors common to 

caregiving: inconvenience, confinement, family adjustments, 

changes in plans, competing demands on time, emotional 

adjustments, upsetting behavior, the chronically ill spouse 

seeming to be a different person, work adjustments, 

upsetting behavior, feelings of being completely 

overwhelmed, disturbed sleep, and physical strain and 

financial strain. For the purposes of this study, the 13-

item questionnaire was modified to be a structured, closed 

questionnaire rather than an open-ended interview 

questionnaire so that respondents could answer the questions 

on their own. Higher mean scores designated a higher strain 
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based on stressors. The measures of central tendency were 

used to describe the respondents' levels of strain. 

The Measurement of Self-Esteem Scale (Rosenberg, 1965) 

was used to measure self-esteem. The MSE consists of 10 

items on a four-point Likert-type scale ranging from 

"strongly disagree" (1) to "strongly disagree" (4). The 

scale was scored from 10 to 40 with a low-to-high ranking 

for positive items and the opposite for negative items. In 

this study, mean scores of 30-40, indicated a high level of 

self-esteem, mean scores of 20-29 indicated a moderate level 

of self-esteem, and mean scores of 10-19 indicated a low 

level of self-esteem. The measures of central tendency were 

used to describe outcomes of self-esteem in respondents. 

The Rosenberg (1965) Self-Esteem Survey was termed 

Measurement of Self-Esteem (MSE) for the purposes of this 

study. 

The study was guided by the following questions: 

1. Among caregivers who have received negative 

reception to caregiving, what are the 

differences in the activities of daily living 

and quality of life before and after 

diagnosis with a chronic illness? 

2. Among caregivers who have received negative 

reception to caregiving, what are the 
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behaviors of the chronically ill spouse when she 

or he rejects caregiving? 

3. Among caregivers who have received negative 

reception to caregiving, what are the 

thoughts and feelings of the caregiving 

spouse when his or her caregiving is received 

negatively by the chronically ill spouse? 

4. Among caregivers who have received negative 

reception to caregiving, how does negative 

reception to the caregiving spouse impact the 

caregiving response to the chronically ill 

spouse? 

5. What is the caregivers's burden of caregiving 

as measured by the Perceptions of Caregiving? 

6. What is the caregivers burden as measured by 

the Caregiver Burden Scale? 

7. What is the caregiver's strain of caregiving 

as measured by the Caregiver Strain Index? 

8. How does negative reception to caregiving 

affect the caregiver's self-esteem as 

measured by the Measurement of Self-Esteem 

(Rosenberg, 1965)? 

Data appropriate to the study were collected, analyzed, and 

reported. A discussion of results, limitations, 
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recommendations for further research, and a summary are 

presented below. 

Discussion 

Data appropriate to the study were collected from eight 

spouses who were caregivers of a chronically ill spouse. 

The data provided information on behaviors of the 

chronically ill spouse who reacted negatively to caregiving 

and the behaviors, feelings, and thoughts of the caregiving 

spouse. 

Caregiver Lifestyle Changes 

The results of data from the first question in this 

study showed that before diagnosis and after diagnosis of 

the illness, the lifestyle and activities of daily living 

contrasted sharply in how the caregiving spouses spent their 

work, homemaking, and leisure time. The lifestyle and daily 

activities of before the diagnosis of the chronic illness 

were leisurely; carefree; independent; and focused on 

friends, extended family, traveling or vacations, 

homemaking, or employment and career activities. 

The lifestyle and activities of daily living of after 

diagnosis of the chronic illness focused on providing care 

to the chronically ill spouse. Lifestyle and activities of 

daily living were reorganized to provide care to the 

chronically ill spouse. Daily activities or employment were 

planned around the needs and daily agenda of the chronically 
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ill spouse. Reorganizing and changing the focus of 

attention to the chronically ill spouse had a personal 

impact on the amount of time each caregiver had for leisure 

activities, socialization with and entertaining friends, and 

personal enjoyment. 

Reorganizing and changing the focus of attention had an 

impact on the quality of life of the caregivers. The impact 

was shown in the loss of freedom and independence to 

participate in activities away from the home and loneliness 

which resulted from being confined to the care of the 

chronically ill spouse. The impact on the emotions of the 

caregivers resulted in mood swings and feelings of sadness, 

anger, frustration, and despair. Providing care to a 

chronically ill spouse had an impact on the activities of 

daily living and the quality of life of caregivers. The 

fear of declining health of the chronically ill spouse 

seemed imminent to the caregivers. These outcomes appeared 

to leave the caregiver anxious about the future and how the 

chronic illness would continue to impact their activities of 

daily living and their quality of life. The results of this 

study indicated that activities of daily life and quality of 

life change significantly when caring for a chronically ill 

spouse. 
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Negative Behavior of the Chronically 111 Spouse 

The results of the data on the second question in this 

study reported types of behaviors by the chronically ill 

spouse when she or he rejected caregiving by the caregiving 

spouse. The rationale in seeking this information was to 

pinpoint specific behaviors of negative reception to 

caregiving. The data collected revealed significant 

information which had not been reported prior to this study. 

The definition of negative response to caregiving 

established in this study was met. Negative response was 

defined as a mild to severe willful expression of verbal or 

nonverbal behavior or communication consisting of one or 

more combinations of anger, attacking, bad tempered, 

controlling, critical degradation, rude remarks, demanding 

attention, easily upset, complaining, interpersonal 

difference, derogatory, hostile, violent, withdrawal, or 

brief to long periods of silence (Hanne, 1987). One or more 

combinations of negative responses were reported by 

caregivers and used in the comparative analysis of the data. 

When respondents were asked why the chronically ill 

spouse rejected their caregiving, the caregivers reported 

that the chronically ill spouse was protecting his/her self-

image. Two caregivers stated that the chronically ill 

spouse wanted to maintain the image of a "macho" man. 

Caregivers stated this behavior was attempts to control even 
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though the behavior was not supporting caregiving attempts 

to provide care. Negative reception to caregiving was 

explained and rationalized by the respondents as a measure 

of protecting their individual image of their former selves 

when physical abilities were declining as a result of the 

chronic illness. The caregivers seemed to be more resentful 

that the chronically ill spouse would reject their care and 

assistance when it was evident that the chronically ill 

spouse could benefit from it. 

Data showed that negative receptions to caregiving by a 

chronically ill spouse could be identified by the caregiving 

spouse. Negative receptions to caregiving appeared in two 

ways, verbal and non-verbal. Verbal rejection of caregiving 

by the chronically ill spouse took the form of belittling, 

criticizing, blaming, negatively comparing care to that of 

others, resisting, ignoring, embarrassing or yelling at the 

caregiver, or refusing the caregiver's care and, at the same 

time, the caregiver. 

Non-verbal rejection of caregiving by the chronically 

ill spouse took the form of angry facial expressions, 

silence/refusing to talk, or acting hurt. The rejections 

reported by caregivers provided evidence that verbal 

rejection of caregiving was often accompanied by non-verbal 

rejection of caregiving because it was difficult for the 

chronically ill spouse to yell or complain to the caregiving 
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spouse without showing signs of non-verbal facial or 

physical expressions of anger. The rejections reported in 

this study occurred consistently enough to be considered a 

problem when caregivers approached the chronically ill 

spouse. 

The data on behaviors of negative reception to 

caregiving and the caregiver showed that regardless of how 

much the care of the caregiver was needed, the care and the 

caregiver could be rejected. The data which were collected 

showed that (1) negative reception to the caregiver and the 

caregiver's care by a chronically ill spouse occurred and 

(2) spouse caregivers were willing to discuss and identify 

specific occurrences of negative reception of their care. 

Caregiver Feelings and Thoughts 

The results of the data on the third question in this 

study reported the types of behaviors of the caregiving 

spouse when his or her caregiving has been negatively 

received by the chronically ill spouse. The third question 

identified the feelings and thoughts of the caregiver who 

had experienced negative reception to caregiving. The data 

showed the impact that negative reception to caregiving had 

on the feelings and thoughts of the caregiver. 

The data indicated that negative reception to 

caregiving had a negative impact on the self-talk and 

thoughts of the caregiver. Respondents used self-talk to 
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clarify internal feelings and confusion, to justify or 

rationalize the behavior of the chronically ill spouse, to 

blame themselves, or to repress their feelings and thoughts. 

Self-talk reflected struggles with the negative behavior of 

the chronically ill spouse and its impact on the caregiver's 

feelings of competence, confidence, caregiving success, and 

overall caregiving self-concept and self-esteem. 

Negative self-talk was accompanied by negative emotions 

and feelings. Caregivers reported that they experienced 

emotional mood and behavior changes. 

Caregivers in this study felt angry, guilty, resentful, 

impatient, helpless, sad, controlled, frustrated, incapable, 

repressed, confused, and depressed when their care was 

rejected. 

These episodes of self-talk of thoughts and feelings 

were precipitated by the negative reception to their care by 

the chronically ill spouse. Most significantly, this study 

identified data supported by Schwartz (1989). Rejection of 

the caregiving by the chronically ill spouse had two 

affects: (1) the caregiver spouse avoids interaction to 

elude his or her hostile behavior and (2) consequently, the 

avoidance impacted the well-being of the caregiving. 

Following is a description of the impact on the caregiving 

spouse when he or she receives negative reception to his or 

her caregiving. 
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The data study indicated that negative reception to 

care or the caregiver influenced self-talk, thoughts, and 

feelings. The impact on self-concept and self-esteem was 

negative well-being of the caregivers when the chronically 

ill spouse rejected his or her care. The impact of this 

negativity resulted in sometimes acting out toward the 

chronically ill spouse such as withdrawing caregiving 

attention or breakdowns in communication. 

Caregiver Responses To Negative Reception of Caregiving 

The results of the data on the fourth question 

reported the impact on caregiving when the chronically ill 

spouse rejected the care of the caregiver. Caregivers 

reported they responded with negative covert or overt 

behaviors toward the chronically ill spouse. 

The caregivers in this study reported breakdowns in 

communication between themselves and the chronically ill 

spouse. Caregivers argued with the chronically ill spouse; 

reciprocated with long periods of silence; or refused to 

discuss the chronic illness symptoms, medical treatments, or 

medical care. When this happened, the caregiver prolonged 

or avoided approaching the chronically ill spouse. When she 

or he did attempt care, caregiving was done with an attitude 

of resentment or anger. The quality of the relationship 

between the caregiver and the chronically ill spouse 

declined. This had a direct negative impact on the 
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caregiver's attention to the chronically ill spouse and the 

quality of care received. 

Caregivers reported that the quality of care or the 

frequency of caregiving responses was reduced. They 

reported increased resentment and withdrawal from the 

chronically ill spouse. More often than the caregiver 

desired, caregiving was reduced to providing care that was 

immediately necessary for the chronically ill spouse. At 

other times, either partial or incomplete care were 

provided. Showing tenderness or small acts of kindness was 

avoided. The caregivers reported they became very watchful 

of the spouse's mood, disposition, and behavior to avoid 

confrontation or conflict. Spontaneity in offering help 

declined. Rather, the caregiver watched the chronically ill 

spouse struggle with a situation until he or she gave up and 

requested assistance from the caregiver or waited until high 

frustration developed in the chronically ill spouse before 

extending assistance. The caregiver often provided the 

caregiving assistance with resentment or anger. 

As reported by the respondents in this study, 

caregivers and caregiving suffer when the chronically ill 

spouse rejects care. Aggressive covert or overt behavior 

toward the chronically ill spouse left its mark on the 

caregivers. 
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Caregivers reported this type of change in their 

caregiving responses left them feeling "callous" and "cold" 

about themselves and their chronically ill spouse. Because 

of the declining health of the chronically ill spouse in 

this study, caregivers doubted that their care would be 

received in ways that could benefit their chronically ill 

spouse and without a struggle from the chronically ill 

spouse. Caregivers in this study doubted that the negative 

reception to caregiving by the chronically ill spouse would 

improve or change. 

According to the data reported by the caregivers, the 

negative reception of caregiving had a negative impact on 

the caregiver and the caregiving responses. The impact was 

felt most consistently in the quality of the relationship 

with the chronically ill spouse. The impact on the quality 

of care of the chronically ill spouse was significantly 

affected. When the caregiving spouse reduced the quality of 

care or withheld care, the chronically ill spouse did not 

have the quality of emotional support, medical attention, or 

marital relationship that would enhance the conditions of 

their recovery. A chronically ill spouse who rejected the 

care of the caregiving spouse may have jeopardized his or 

her chances for a quicker recovery to an improved level of 

health. In addition, the likelihood that the chronically 

ill spouse would receive the emotional support, medical 
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attention, and care which could enhance their quality of 

life was decreased. 

The impact of negative reception to caregiving by the 

chronically ill spouse affected three areas: the 

chronically ill spouse, his or her quality of care, and the 

emotional well-being and self-image of the chronically ill 

person's spouse. 

One unexpected result of this study was approach-

avoidance behavior of the caregiving spouse to providing 

care to the chronically ill spouse. Although the caregiving 

spouse wanted to approach and provide care to the 

chronically ill spouse, the caregiver was hesitant to act 

because of the uncertainty of the reception by the 

chronically ill spouse to the caregiving acts that needed to 

be performed. The caregivers identified (1) the behaviors 

of a chronically ill spouse who rejected caregiving, (2) the 

impact on the caregiver's thoughts and feelings when 

caregiving was negatively received, and (3) the impact on 

the quality of care the caregiver provided when the 

chronically ill spouse rejected caregiving. Respondents 

also provided a portrayal of the caregiving environment 

resulting from negative reception to caregiving by a 

chronically ill spouse. 

The data presented for Questions five through eight 

were gathered to provide evidence of perceptions of 
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caregiving (threat, general stress, and benefit) and the 

burdens, strain, and self-esteem of caregivers who 

experienced negative reception to caregiving by a 

chronically ill spouse. The data presented for each 

inventory are measurements of central tendency. Based on 

the size of the population sample, further statistical 

analysis was not considered. 

The results of data from the fifth question guiding 

this study showed that threat, general stress, and benefit 

of the caregiver spouse were influenced by negative 

reception to caregiving by a chronically ill spouse. 

Threat 

In general, the eight caregivers reported moderately 

high levels of threat in their environment of negative 

reception to caregiving. Caregivers reported two areas of 

personal threat: (1) threat to their sense of well-being 

since the situation began and (2) feeling a sense of loss as 

a result of not being able to meet all of the 

responsibilities of their situation. 

The caregivers seemed to believe that they could cope 

with financial hardships and that they would handle future 

events to the best of their abilities. Reported ranges of 

income provided financial security for a majority of 

respondents. 
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Concern for threat to future health, emotional well-

being, or changes in future lifestyle were expressed by 

respondents. These data seem to be consistent with the 

respondents• hope for better future outcomes in caring for 

their chronically ill spouse. As reported earlier, 

respondents seemed to cope with events and behaviors of the 

chronic illness and the chronically ill spouse one day at a 

time. Responses on questions eliciting information 

indicated hopeful and wishful thinking and projections of 

what could happen in the future seemed positive. 

Maintaining some level of hope and wishful thinking for a 

better tomorrow was evident. These data seemed inconsistent 

with earlier projections related to the environment and 

conditions of negative reception to caregiving by a 

chronically ill spouse. 

General Stress 

Respondents reported moderately high general stress in 

the POC. The caregivers seemed to believe their 

responsibilities would not decrease but they would remain at 

the same level. Respondents indicated stress occurred when 

they considered the impact on their lifestyle, their 

relationship with their chronically ill spouse, and with 

their self- concept. 

Stressful conditions reported in the POC were not 

considered to be beyond the control or management of 
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caregivers. The conditions were stressful, yet caregivers 

reported being able to keep the stressful conditions under 

their control. Coping strategies of caregivers to negative 

reception to caregiving reported earlier may have influenced 

their management of stressful conditions or events. 

Respondents were positive regarding their personal 

growth in their situations. They reported moderate levels 

of benefit in their caregiving experiences. The perceptions 

of benefits of caregiving broadened the focus and the 

responses of the caregiving experiences. Caregivers 

provided insight to their perceptions of the caregiving 

experiences in a broader context. 

Caregivers reported personal benefits to themselves in 

five areas: (1) gaining insights to resources they never 

knew they had, (2) personal growth in the caregiving 

situations, (3) increasing meaning in their life since the 

onset of caregiving, (4) greater appreciation by others, and 

(5) more meaningful and closer relationships with others 

since the onset of the caregiving experiences. Caregivers 

expressed confidence that good things would occur in the 

future because of how difficulties were managed in the 

present situation. This seemed consistent with wishful 

thinking and hoping that conditions would not worsen. 

Thus, in general, although the caregivers in this study 

had experienced negative reception to their caregiving, the 
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respondents believed that they had benefitted personally 

from their experiences. Therefore, although caregiving in a 

negative environment subjected the caregiver to additional 

threat and stress, the caregivers perceived positive 

benefits from the total experience of caregiving. 

Caregiver Burdens 

The results of data from the fifth question (CBS) 

showed that burden was experienced in two dimensions of 

caregiving: demand and difficulty. A caregiving task could 

be difficult but not demanding, demanding but not difficult, 

or it could be both demanding and difficult. 

Burden was reported in eight areas. Caregivers 

reported burden of caregiving in the following ways. 

Respondents believed that providing transportation was high 

in demand but was not so difficult. The increased demand of 

providing transportation for medical care represented a 

change for caregivers who were accustomed to their spouses 

driving themselves. This presented a change in the 

lifestyle of the caregivers and represented a role reversal 

for the caregiving spouse. 

Giving emotional support to the chronically ill spouse 

was equally high in the dimensions of demand and difficulty, 

while managing mood behaviors was more difficult but only 

moderately demanding. Giving emotional support and managing 

mood behaviors seemed to be consistent with the respondents' 
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experiences in negative reception to caregiving. Given the 

negative environment of the caregiving setting, the 

caregiver was challenged with difficult situations. 

Caregivers who attempted to provide emotional support 

risked rejection. The burden of wanting to provide 

emotional support and being denied the opportunity to do so 

resulted in conflict for the caregiver. 

Watching for and reporting medical symptoms had 

moderately high demand but low difficulty. Respondents 

consistently reported being observant and watchful of 

medical symptoms. The negative impact of caregiving 

increased when the chronically ill spouse was unwilling to 

discuss the symptoms. 

Structuring and planning activities were demanding but 

not difficult. Increasing housework was more demanding than 

difficult. Additional errands away from home had high 

demand but the difficulty was moderate for caregivers. 

Seeking medical information from health professionals for 

the chronically ill spouse was moderate in demand and not so 

difficult. Additional tasks of keeping up with medical 

appointments or information for medical treatments were new 

responsibilities for the caregiver. All of these burdens 

represented an increase in responsibilities in tasks and 

activities. 
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The changes in lifestyle of activities of daily living 

and the quality of life were affected when the spouse became 

chronically ill. Tasks that were previously performed by 

the chronically ill spouse became responsibilities of the 

caregivers. This increase in demand represented the highest 

caregiver burdens for the respondents. Adjustments by 

caregivers increased their burdens and had a broad impact on 

lifestyles, the activities of daily living, and the quality 

of life. 

Caregiver Strain 

The results of data from the seventh question (CSI) 

indicated that stressors of caregiver strain when arguments 

increased between the chronically ill spouse and the 

caregiver and the chronically ill spouse changed from his or 

her former self. As reported by the caregiver spouse, the 

changes in the personality of the chronically ill spouse was 

a stressor of caregiving strain. When these were combined 

together, the two represented strain for the caregivers. 

Two stressors, the amount of time caregiving took per 

day and caregiving demands that left little or no personal 

time for the caregiver seemed consistent with reports of 

stressors in caregiver burden and caregiver perception of 

caregiving. Caregiving spouses sacrificed time for personal 

enjoyment in order to fulfill the responsibilities of 

caregiving to the chronically ill spouse. This sacrifice 
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was made by the caregiving spouse even though their care may 

have been received negatively by the chronically ill spouse. 

Additional sacrifices which were reported as moderate 

stressors of caregiver strain were confinement to home away 

from friends or leisure activities and personal, family, or 

work adjustments. These stressors were reported in addition 

to the stressors of negative reception to caregiving. The 

negative environment between the caregiver spouse and the 

chronically ill spouse appeared to be an important 

characteristic of threat, general stress, benefit of 

caregiving, and caregiver burden. 

Caregiver Self-Esteem 

The results of data from the eighth question (MSE) 

showed self-esteem was affected in an environment where care 

was negatively received by the chronically ill spouse. 

Caregivers believed they had good qualities, and they worked 

at having a positive attitude, being satisfied with 

themselves, and doing things as well as others. Self-esteem 

seemed threatened in how caregivers felt about their 

capabilities and meeting their responsibilities. The impact 

of negative reception to caregiving on the caregiver seemed 

evident in their low regard for their personal satisfaction 

in their personal abilities, performance, feelings and 

thoughts. 
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The negative behaviors of the chronically ill spouse 

seemed to impact the way the caregiver felt and thought 

about themselves. When caregivers were belittled, ignored, 

compared to others, blamed, yelled at, or controlled, their 

self-esteem seemed to suffer. Regardless of the impact of 

negative reception to caregiving on their self-esteem, the 

caregivers indicated they had a high regard for their good 

qualities. 

Self-esteem was measured in the context of negative 

reception to caregiving. "Life was seen in terms of the 

individual's personal philosophy, which was created from 

meanings layered upon the perceptions of past experiences 

(Steffenhagen & Burns, 1987, p. 59)." In general, the past 

experiences of the caregivers in this study may have 

provided them with a strong positive self-esteem. However, 

the experiences of being a caregiver for a chronically ill 

spouse may have created difficulty in sustaining this 

positive self-esteem when care was rejected. 

Implications 

This study was undertaken to investigate, examine, and 

report information on rejection of caregiving by a 

chronically ill spouse and the impact of rejection on the 

caregiver spouse and his or her caregiving. Findings in 

this study suggest the following: 



109 

1. There is a population of caregivers who have 

experienced negative reception to caregiving 

by a chronically ill spouse. 

2. Caregivers in this population are willing to 

report their caregiving experiences of 

negative reception to caregiving by a 

chronically ill spouse, their relationship 

with the chronically ill spouse, and the 

impact of negative reception on caregiving 

and on themselves. 

3. Caregivers are willing to participate in both 

qualitative and quantitative research 

methods. 

4. Qualitative research provided specific 

information about a phenomenon which have not 

been reported previously. Possible 

hypotheses for future testing are as follows: 

a. A chronically ill spouse does reject 

care of the spouse caregiver, and the 

negative behaviors have an impact on the 

quality of care he or she receives from 

the caregiving spouse. 

b. Negative reception to caregiving has 

both verbal and non-verbal behavior 

components. Negative reception to 
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caregiving by a chronically ill spouse 

may impact the caregiver and the 

caregiving negatively. 

c. The effects of negative reception to 

caregiving on the emotional well-being 

of the caregiving spouse may be 

evidenced in caregiver outcomes, quality 

of care and measures of threat, general 

stress, benefits, strain, burden, and 

self- esteem. A recursive cyclical 

series of events strengthens the impact 

over time (Figure 2). 

d. Negative reception to caregiving results 

in an approach-avoidance (Horowitz, 

1976, 1979; Roth & Cohn, 1986) dilemma 

for the caregiving spouse. She or he 

may want to provide care but be 

reluctant to approach the chronically 

ill spouse because of fear of rejection. 

This finding was supported in this study 

but a larger population sample and 

further study are needed. 

The research on negative reception to caregiving and 

its impact on the caregiver, the caregiving, and the 

chronically ill spouse is important to mental health 



Figure 2: Negative reception to careglvlng: lt> Impact on the caregiver and caregMng (Miller, 1994) 
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professionals and to medical health professionals. This 

study suggests that caregivers require particular assistance 

from mental health and medical health professionals to 

explore the caregiving concerns in caregivers. Getting at 

the source of the caregiver1s concerns may be as simple as 

asking the caregiver how his or her chronically ill spouse 

accepts caregiving. 

Recommendations 

Future research examining negative reception to 

caregiving and its impact on the caregiver can improve the 

present study in a number of ways. The following 

recommendations are suggested. 

1. Redesign the Caregiving Impact Inventory 

questionnaire for better specificity of data 

of the questions. 

2. Replicate the qualitative study and increase 

the number of respondents in the population 

sample, controlling for a larger population 

sample of males and females. 

3. Redesign the study for further exploration of 

inconsistencies between data reported 

verbally and data on the questionnaires. 

4. Investigate and implement an instrument to measure 

self-esteem of caregivers other than Rosenberg 

Self-Esteem (RSE). 
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5. Investigate the phenomenon of negative 

reception of caregiving by a chronically ill 

spouse and its impact on the caregiver in 

other cultures. 

These results and recommendations have implications for 

future research. The population of chronically ill persons 

who require the caregiving services of their spouse is 

increasing, and caregivers will require assistance from 

mental health and behavioral therapists who have knowledge 

of these phenomena. This assistance can be provided when 

mental health professionals better understand the phenomena 

of caregiving, caregivers, and chronically ill spouses. 
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Project Explanation Statement 

I. Initial Telephone Contact or Face To Face Meeting 

Your name and/or telephone number was provided by 

At . I am Wanda Miller and 1 am 

conducting b study to develop a better understanding of experiences of spouses who nre caregivers for 

chronically III spouses. I believe this research project may provide new information on the thoughts, feelings 

and concerns or caregivers. This information may benefit the medical and mental health professionals and 

contribute to a better understanding of the concerns of spouses who provide caregiving services. This research 

project is a pilot study on negative reception to caregiving and It's Impact on the caregiver. 

I am requesting participants to answer two screening questions and if the conditions can be met to 

participate by signing o consent fornti to provide approximately 2-3 hours of your time in 1 to 2 appointments 

at either your home or another site to answer questions about your caregiving experiences. Your information 

will be recorded in an audio cassette taped interview and on questionnaires. 

Would you like to know more about how to participate In this study? 

To participate in the pilot study, I must first ask you two questions. Please answer either "Yes" or 'No* 

to each question. You may request the question to be read again. 

II. Screening Questions 

Question L: Are you a caregiver who Is married to a chronically It) spouse who is in a physicians 

treatment program? 

Answer: Yes No 

Question 2: At any time during your caregiving experiences or your chronically ill spouse, has he 

(or) she shown negative verbal or nonverbal behavior towards your caregiving? 

Answer Yes No 

III. Conditions of Participation: 

A. Answers or "yes" to each question. Onlv those who answtr ~ves* to each Question AND agree 

to participate further In the research protect. 

E. Follow-up statement: 

Would you be willing to participate farther in this research project? 

Set an appointment time to meet: 

Subjects Home: Could you provide a private room OR Alternate Site: Could you meet at 

(chosen conference room site) to discuss the full participation in the research project? 

I will have a permission and consent form for your participation and answer further questions. 

IV. Conditions of NO Participation 

Answers "No" to ellher or the above questions 
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Caregiver Profile 

Thank you for volunteering to participate in the research project on caregivers and 
caregiving. Please Do not write your name on the questionnaire. 

Please check the space next to the question or nil In the blank. 

1) Sex: 

Female Male 

2) Your age (In years) 

3) Please specify the type of chronic Illness of your spouse 

Cancer 

, Cardiovascular Disease Other 

4) What Is the highest level you went to In school? 

Elementary School 

Intermediate School 

High School 

College 12 3 4 years (Please specify the number) 

Post Graduate year(s) Masters Doctorate 

5) In 1993 what was your total family Income? 

Under $3000 $17000 • $18999 
S3000 - $4999 $19000 -$20999 
55000 - $6999 $21000 . $24999 
$7000 - $8999 $25000 • $29999 
$9000 • $10999 $30000 • $39999 
$11000 • $12999 $40000 • $49999 
$13000 - $14999 $50000 • $59000 
$15000 - $16999 Over $60000 

Are you employed? Yes No 

7) What Is your ethnic Identification? 

Caucasian Hispanic Oriental 

Black American Indian Other (please specify) 

8) How long have you been a caregiver to your chronically ill spouse? (Please specify the amount) 

Weeks Month/s Years 
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Are you the major provider of coreglvlng for your chronically ill spouse? 

Yes No 

Approximately how many hours do you spend each day In careglving to your chronically III spouse? 

Ilour(s) 

What, If any, additional careglvlng assistance do you receive tn your home for your chronically III 
spouse? 

Family Member Neighbor Frlend/s Visiting Nurse , Sitter 

Other (Please specify! 
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INTERVIEW FORMAT 

Caregiving Impact Inventory: Hale 
Instructions t 

I will audiotape the interview so that we will have an accurate 
record of the information we are discussing. I will be making written 
notes in addition to the audiotape. Again, be assured that everything 
you say will be kept confidential. It will be better if you do not 
use names in order to keep the identities of persons unknown. 
Examples are: "my wife11 or "she" when referring to your chronically 
ill wife. 

A caregiving spouse of a chronically ill wife generally has a vide 
range of experiences in performing your caregiving responsibilities. 
To help better understand the experiences of caregiving by a spouse 
of a chronically ill wife I will be asking you questions about your 
personal caregiving experiences. I will be asking you general 
questions and specific questions about what it is like to care for 
a chronically ill vife. You may be as general or as specific as you 
wish with your answers. If you want me to read the question again/ 
please ask. If you have questions, please feel free to Btop me at any 
point during the interview. 
Let's talk about your caregiving experiences with your wife's chronic 
illness 

Questions: 

1) What type of chronic illness does your wife have? 

2) How long ago did the chronic illness develop? 

3) Bow long has she been in a doctor's care and in the doctor's 
treatment program? 

4) What was your life like before your wife developed ( the 
disease)? 

5) Hov did you learn about how to provide care for your wife. 

6) How does your daily routine or schedule change when you have to 
provide caregiving for your wife? 

7) What problems do you see the chronic illness of your wife 
creating for you? 

8) What has been the most difficult thing for you as a caregiver? 

9) How would you describe the way your wife reacts to your 
caregiving? 
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INTERVIEW FORMAT 

10) What happened when your wife reacted in a negative way to your 
carogiving? What does she aay? What does she do? 

11) Describe ' 2-3 examples of carogiving experiences that were 
received in a negative way. 

12) What could be the reasons she did not accept your attempts to 
provide caregiving? 

13) What did you think during those times? 

14) How did you feel during those times? 

15) What did you tell yourself during those times? How did you act 
toward her during those times? 

16) What did you say to her about the way you think and feel? 

17) How does her unacceptant behavior affect the caregiving you 
provide to her? 

18) In what ways do you think things could be different in these 
situations. 

19) When you need encouragement, what do you tell yourself? What do 
you hope for? 

20) What else would you like to tell me about your caregiving 
experiences that my questions have not addressed? 

Thank you for the information you have shared with me. 
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INTERVIEW FORMAT 

Caregiving lopaot Inventory* Female 
Instructional 

I will audiotape the interview bo that wo will have an accurate 
record of the information we are discussing. I will be making written 
notes in addition to the audiotape. Again, be assured that everything 
you say will be kept confidential. It will be better if you do not 
use names in order to keep the identities of persons unknown. 
Examples are: "my husband*' or "he" when referring to your chronically 
ill husband. 

A caregiving spouse of a chronically ill husband generally has a vide 
range of experiences in performing your caregiving responsibilities. 
To help better understand the experiences of caregiving by a spouse 
of a chronically ill husband I will be asking you questions about 
your personal caregiving experiences. I will be asking you general 
questions and specific questions about what it is like to care for 
a chronically ill husband. You may be as general or as specific as 
you wish with your answers, if you want me to read the question 
again, please ask. If you have questions, please feel free to stop 
me at any point during the interview. 
Let's talk about your caregiving experiences with your husband's 
chronic illness 

Questions: 

1) What type of chronic illness does your husband have? 

2) Row long ago did the chronic illness develop? 

3) How long has he been in a doctor's care and in the doctor's 
treatment program? 

4) What was your life like before your husband developed (the 
disease!? 

5) How did you learn about how to provide care for your husband. 

6) How does your daily routine or schedule change when you have to 
provide caregiving for your husband? 

7) What problems do you see the chronic illness of your husband 
creating for you? 

8) What has been the most difficult thing for you as a caregiver? 

9) How would you describe the way your husband reacts to your 
caregiving? 
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IKTERVIEW FORMAT 

10) What happened when your husband reacted in a negative way to 
your caregiving? what did he say? What did he do? 

11) Describe 2-3 examples of oaregiving experiences that were 
received in a negative way. 

12) What could be the reasons he did not accept your attempts to 
provide oaregiving? 

13) What did you think during those times? 

14) Bow did you feel during those times? 

15) What did you tell yourself during those times? Bow did you act 
toward him during those times? 

16) What did you say to him about the way you think and feel? 

17) Bow does his unacceptant behavior affect the caregiving you 
provide to him? 

18) in what ways do you think things could be different in these 
situations. 

19) When you need encouragement, what do you tell yourself? What do 
you hope for? 

20) What else you would like to tell me about your caregiving 
experiences that my questions have not addressed? 

Thank you for the information you have shared with me. 
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MEASUREMENT OF SELF-ESTEEM 

The statements In this questionnaire are to help you describe yourseir as you see 
yourseir. Please respond to each item as if you were describing yourself to yourseir. Do 
not omit any item. Read each statement carefully, then select one of the four responses 
listed below. Put the number (1, or 2, or 3. or 4 ) of the response you chose in the blank 
space to the right or each question. 

Strongly Disagree Agree Strongly 
Disagree Agree 

1 2 3 4 

Questions: 

1. On the whole, I am satisfied with myself. 

2. At times I think I am no good at all. 

3. I feel that I have a number of good qualities. 

4. I am able to do things as well as most other people. 

5. I feel I do not have much to be proud of. 

6. I certainly feel useless at times. 

7. I feel that I am a person of worth, at least 
on an equal plane with others. 

8. I wish I could have more respect for myself. 

9. All in all, I am inclined to feel that I am a failure. 

10. I take a positive attitude toward myself. 



APPENDIX F 

CAREGIVING BURDEN SCALE 



129 

Caregiving Burden Scale 

Marilyn T. Obersl 

We are interested in learning more about your caregiving situation. What 
tasks and activities are you doing because someone in your family is ill? 
We would like to know two things about each of the activities listed below: 

1. How demanding is the activity? How much time do you 
spend performing the activity? 

2. How difficult is the activity for you to do? Does it take a 
lot of effort? Is it bothersome to you? 

We are aware that some things you do may require a great deal of time but 
may not be difficult for you to do. Yet, other things you do only occasionally 
may be quite difficult or bothersome. There are no right or wrong answers. 
We are interested in knowing about vour caregiving experience. 

Read each of the following activities and mark how demanding and how 
difficult or bothersome the activity is for you to do. 

1. Medical or nursing treatments (giving medicines, changing dressings, skin care, etc.): 

DEMAND DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 

A great deal 
Quite a iot 
A moderate amount 
A small amount 
None None 

2. Personal care {bathing, toileting, feeding, getting dressed, etc.): 

DEMAND DIFFICULTY 

A great deal 
Quite a lot 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

A moderate amount 
A small amount 
None 
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3. Assistance with walking, getting in and out of bed, exercises, etc: 

DEMAND DIFFIC1 II TV 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

4. Emotional support, "being there" (for the patient and/or others): 

DEMAND DIFFICULTY 

A great deal 
Quile a lot 
A moderate amount 
A small amount 
None 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

Watching for and reporting symptoms, watching how the patient is doing, monitor progress: 

DEMAND DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

6. Providing transportation or "company" (< 
appointments and/or treatments with the 
errands, etc): 

DEMAND 

A great deal 
Quile a lot 
A moderate amount 
A small amount 
None 

iriving, riding along wilh the patient, coming to 
patient, driving the patient around town on 

DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 
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7. Managing finances, bills, and forms islalfidJfiJtlisJIlness: 

DEMAND DIFFICULTY 

A great deal A great deal 
Quite a lot Quite a lot 
A moderate amount A moderate amount 
A small amount A small amount 
None None 

B. Additional household tasks 
home repairs, etc.): 

DEMAND 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

, cooking, cleaning, yard work, 

DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

9. Additional tasks outside the home 
running errands, etc.): 

DEMAND 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

for food and clothes, going to the bank, 

DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

1 0 .  S t r u c t u r i n g / p l a n n i n g  a c t i v i t i e s  f o r  t h e  
things for the patient to do, etc.): 

DEMAND 

A great deal 
Quite a iot 
A moderate amount 
A small amount 
None 

patient or family (recreation, rest, meals, 

DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 
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1 1 .  M a n a g i n g  b e h a v i o r  p r o b l e m s  { m o o d i n e s s ,  I r r i t a b i l i t y ,  c o n f u s i o n ,  m e m o r y  l o s s ,  e t c . ) :  

DEMAND DIFFICULTY 

A great deal A great deal 
Quite a lot ' Quite a lot 
A moderate amount A moderate amount 
A small amount A small amount 
None None 

1 2 .  C h i l d  c a r e / b a b y s i t t i n g ,  e l d e r  c a r e ,  o r  p e t  c a r e  bevond vour usual responsibility: 

DEMAND DIFFICULTY 

A great deal A great deal 
Quite a lot Quite a lot 
A moderate amount A moderate amount 
A small amount A small amount 
None None 

1 3 .  C o m m u n i c a t i o n  ( h e l p i n g  t h e  p a t i e n t  w i t h  t h e  p h o n e ,  w r i t i n g  o r  r e a d i n g ,  e x p l a i n i n g  
things, etc.): 

DEMAND DIFFICULTY 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

A great deal 
Quite a lot 
A moderate amount 
A small amount 
None 

1 4 .  C o o r d i n a t i n g ,  a r r a n g i n g ,  a n d  m a n a g i n g  s e r v i c e s  a n d  r e s o u r c e s  ( s c h e d u l i n g  
appointments, arranging transportation, locating equipment and services, and finding 
outside help): 

DEMAND DIFFICULTY 

A great deal __ A great deal 
Quite a tot Quite a lot 
A moderate amount A moderate amount 
A small amount A small amount 
None None 



133 

1 5 .  S e e k i n g  i n f o r m a t i o n  a n d  t a l k i n g  w i t h  d o c t o r s ,  n u r s e s  a n d  o t h e r  p r o f e s s i o n a l  h e a l t h  c a r e  
workers about the patient's condition and treatment plans: 

DEMAND DIFFICULTY 

A great deal A great deal 
Quite a lot Quite a lot 
A moderate amount A moderate amount 
A small amount A small amount 
None None 

© 1991 
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PERCEPTIONS OF CAREGIVING 

Each of the statements below represents a feeling, belief, or attitude that someone like yourself 
might have about the illness of a family member and about your role of providing the care and 
support needed by that family member. We refer to this care and support as "caregiving". 

Directions: 
Please think about how you have felt about your own caregiving situation during the past week. 
We would like to know how true each statement is of your own thoughts and feelings. 

Read the following true or false choices. Use these choices to answer each of the statements 
about caregiving: 

VERY TRUE 

MORE TRUE 
than false 

= 5 You feel that way most of the time. 

<= 4 You feel that way much of the time. 

Equally TRUE 
and FALSE 

3 You feel that way some of the time and the opposite 
way some of the time. 

MORE FALSE 
than true 

= 2 You feel that way only sometimes or once in awhile. 

VERY FALSE = 1 You never feel that way or rarely feel that way. 

There are no right or wrong answers. 

We are aware that your feelings about your caregiving situation and family illness which 
brought it about may change from day to day and week to week. Read the following statements. 
Circle the answer that is closest to how you are feeling now and have been feeling over the 
past week. 

VERY MORE EQUALLY MORE VERY 
FALSE FALSE TRUE TRUE TRUE 

than and than 
true FALSE talse 

1. This situation has made me feel more 
appreciated by others. 

2. This situation isn't especially stressful 
for me. 

3. I feel things are going to gel worse lor me. 

2 

2 
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4. I Invent been doing wry well 
since this situation started. 

5. This situation doesnl allcct my 
Independence. 

G. I led a sense el toss at not being able 
to meet all my responsibilities. 

7. Iwenythairihavewgive upabtol 
things in the luture. 

S. My relationships with Iriends and tamSy 
a/en! aflccled by this situation. 

9. This situation doesnl aftect how I (eel 
about myseff. 

10. I'm alra'd that h the future I won't have the 
energy and endurance I have now. 

11. IVe grown a lot since this situation began. 

12. I lee! a loss be cause A seems (kg there's 
no longer anything I can do that makes a 
difference in how the person needing my 
cars leels. 

13. My responsibilities will contInuo to bo 
what they've always been. 

14. This situation doesnl affect my CJcstyie. 

15. This situation threatens to overwhelm me. 

16. My relationships w9h clfierj have become 
closer and more meaningful since this situation 
began. 

17. fm afraid my own physical heaSh win begin 
to sutler. 

IB. I worry thai In tho ttrture I w3l be less able to 
do the things I Pke to do. 

19. This situation doesn't ailect my relationship 
with the person needing my care. 

20. I believe good things win come mywaybecause 
of how I am handling this difficult situation. 

21. I worry thai I wont be aile to ho£ the person 
needing my caro In the future, 

22. I wony that my emotional heaflh wil 
begin lo sutler. 

23. Each day has been me morn meaningful since 
this situation starled. 

24. I'm concerned that this situation win cause 
linancial hardship lor me in the tuture. 

25. I ' v e  discovered resources I never knew 
1 had. 

2G. rm not sure 1 can handle this situation 
In the luture. 

27. This situation doesn't aflect my emotional 
state. 

VERY MORE EQUALLY MORE VERY 
FALSE FALSE TRUE TRUE TRUE 

than and than 
true FALSE fatso 

. 5 

5 

5 

5 

S 

5 

S 

s 

5 

Itll UM^T. 
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Caregiver Strain Questionnaire 

Please read the following questions and answer each question. Please answer all 
question by marking an either Yes or No by each example. 

Yes No 

1. Gareviving takes many hours a day of my time. 

2. Careglving Is confining because It restricts my time and 
limits outside activities with others. 

3. Personal or family adjustments Tor careglving have disrupted 
normal doily routines and have left me little or no privacy. 

4. Careglving demands have left little or no time for other 
family members or friends, 

5. My sleep is disturbed during the night because or behaviors of 
the chronic illness of my spouse. 

6. Careglving is a physical strain because of assisting 
my spouse into or out or a bed, a chair, a shower, a 
toilet, or a car. 

7. Changes in personal or family plans to accommodate caregiving 
activities occur regularly. 

8. Emotional adjustments have occurred for me because arguments 
about my caregiving have happened. 

9. Providing medical care such as administering medications or 
changing dressings for incisions can be upsetting. 

10. Changes in my spouse from his or her former self during 
the chronic illness is an emotional strain. 

11. Adjustments In my job or work schedule have occurred because or 
taking time off for appointments or providing health care. 

12. Careglving Is a financial strain. 

13. Completely overwhelmed could often describe my feelings. 
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El a Sv j 
13 ATTENTION ALL CAREGIVERS ™ 

Are you the caregiver of a chronically ill spouse? 

Would you consider participating in a research project 

on caregiving and caregivers? An opportunity is available 

for you to make a contribution to an important study on 

Negative Reception of Caregiving: 

Its Impact On The Caregiver 

Wanda Miller, a graduate student in Counseling & 

Guidance at the University of Arizona, is veiy willing to 

tell you how you can participate in the research project. 

Please call Wanda at 886-0672 for more information on 

this new study on caregiving and caregivers and for your 

participation in this new research project. 

Don't delay, Act today. 

Wanda Miller, Graduate Student The University of Arizona 
Counseling & Guidance 621-3218 

13 El la 
i i 1 3 
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PRESENTATION TO A SUPPORT GROUP 

I. Caregiving As An Unplanned Role 

A. Caregiving, a major topic of research 
quote from the Arizona Daily Star. 

II. Research Project 

A. Negative Reception to Carecrivinq: Its impact 
on the Caregiver. 

III. Request for Respondents 

A. Handout of the flyer. 

B. Contract sign-up sheet for potential 
subjects. 
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NEWSLETTER OR NEWSPAPER ANNOUNCEMENTS 

Newsletter 

WANTED/RESEARCH EXCHANGE 

Wanda Miller, a Graduate Student in Counseling & 

Guidance, at the UA is seeking participants for a 

research project on caregivers of chronically ill 

spouses. For information about the project or 

participation, contact: (602) 886 - 0672. 

Newspaper 

Wives or husbands who are caregivers of a 

chronically ill spouse are needed for a research 

project on caregivers and caregiving by Wanda 

Miller, a graduate student at the UA. Please call 

Wanda at (602) 886 - 0672 for details on 

participation in this important study on 

caregivers and caregiving. 
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Permission and Consent To Be In The Research Project 

Wanda Miller is conducting a research project to develop a better understanding of 
experiences or spouses who are caregivers for chronically ill spouses. I believe this research 
project may provide new information which may benefit the medical and mental health 
professionals and caregivers. 

As you have provided caregiving to a chronically ill spouse, you know the thoughts, 
feelings, and concerns of providing caregiving services to a chronically ill spouse. I am 
requesting your help in this research project by participating in an interview and completing 
questionnaires. 

This study is requesting you to provide information in an audio cassette taped 
interview and to complete questionnaires. Your identity will be protected in this research 
project in the following procedures: 

Your participation in this research project is completely voluntary and confidential. 
You will not receive paid compensation for your participation. Your name will not appear 
on the audio tape cassette or the questionnaires. You will be assigned a number to protect 
your identity. Your name will not be used in connection with the reporting of the research 
results. At any time during this project, you have the right to refuse further participation 
and to withdraw your participation. Should you choose to withdraw from this research 
project, your information would be destroyed by Wanda Miller. 

I have been informed of my rights to privacy and confidentiality to participate in this 
research project and to the voluntaiy nature of my participation. 

I also understand that I may withdraw my consent to participate in the research 
project at any time. 

Name Date 
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Table 4: Examples of caregivers' responses to CII questions 

which support the themes. 

Caregiver 1: "It sorta painful to be depicted as 
insensitive, thoughtless, and non supportive. If 
I am sitting at my desk doing something and she is 
puffing and cursing in the next room, I want to 
continue working at my desk. I don't need to jump 
up and begin to run to the next room. I resent 
that". I generally acknowledge those feelings. I 
am feeling resentful now because I am being 
interrupted, she is cursing, and if I don't or 
won't go give help, then I feel guilty, and if I 
go to help feeling motivated by guilt, then I feel 
resentful to her for making me feel guilty. I 
would generally acknowledge those feelings. I am 
doing better now than 5 years ago. I was a 
pouting person and I would convey by body 
language, and scouring and so on". 

Caregiver 2: "I was sorta distraught. What I 
thought and what has gotten me through every, 
episode - and maybe gotten him through too- is 
that I wanted him no matter what the conditions. 
I wanted him to stay with me. I felt sad, 
furious, terrified. I recall those things in 
equal mixes. I would tell myself a bunch of 
messages depending on the moment. Sometimes I 
would tell myself, "I can't bear this. I cannot 
do this...At other times I have a great 
resilience, a sense of confidence." 

Caregiver 3: "I'm afraid I'm pretty impatient. 
I'm not impatient with him, I'm impatient with 
this whole situation. I feel really guilty when 
I'm impatient. I feel really guilty because I 
think, he can't help it. I feel impatient. 
Helpless makes me feel so helpless. Because I 
think, what can I do? In fact I told him last 
summer, because one day he said "If you would just 
get out of my way, I would be alright." so I felt 
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like I was more of a hinderance than a help. I 
was impatient. I said, Oh, just cool it, just 
cool it. This is going to take a lot of getting 
used to". 

Caregiver 4: "I can't imagine what he is going 
through. But X also can't imagine what I can do. 
I can't see how I can make it better. And that in 
a way for the first time in my life, I feel like a 
really hard person. Helpless is how I feel and 
also very angry, angry. Because it is hard to put 
away observations when you've had them before. 

Caregiver 5: "...In the beginning, I would fight 
back. I still do. But nothing like I used to. I 
would say "I don't understand you and I don't know 
why you are treating me this way. I would sass 
him back. And then, I would get the silent 
treatment. Well I tell you, I did a lot of 
praying. In the very early days, he wanted to be 
macho man. Well, I felt like I wanted to kick him 
in the seat of the pants. It is frustrating when 
you are the one that has to do it and he won't 
accept it. I tried to make myself believe that he 
really needed me. That I had to hold together and 
be the strong one because he needed me. But I'm 
not so sure that was the smart way to go...I kept 
telling myself this will pass, but of course it 
never did, it just got worse". 

Caregiver 6: "In the beginning I was just able to 
rationalize that it was just his pain talking. I 
got to the point where I wanted to buy a t-shirt 
that said, "Verbal Punching Bag," because that is 
how I felt. Eventually, my rational side would 
kick in and I would say O.K., it's just the pain. 
I kept telling myself over and over its the pain 
talking. I would feel angry because I know all I 
was trying to do was take care of him". 

Caregiver 7: "Well, I just sorta backed off, 
leave it be and just accept it as it is. I had to 
bury my feelings and you know, don't discuss it, 
you live with it. Well I felt upset, kinda 
depressed. "How do I approach this? Where can I 
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come around to discuss it?" And X seem to have to 
repress a lot of the feelings I have so that I 
don't have any kind of problem or added stress for 
him. I kind of withdrew. I pulled away. I didn't 
say much of anything. I try to cope with it 
myself. I said, Is anybody out there listening, 
what about me, sometimes. This will pass, this 
will pass, just go on. Maybe it wasn't all that 
important, maybe it wasn't all that necessary. 
Maybe, I'll look at it in another angle, or bring 
it up another day, or see if it will go away." 

Caregiver 8: "He needs her more than he needs me. 
I guess it makes me feel bad. I feel bad. I would 
do just about anything. I ask what its all about. 
If I am in a good mood, I might laugh, toss it 
off. If I'm not, I might grovel in a feeling of 
self pity. You know a feeling that takes me back. 
If you want to do something for somebody and the 
person rejects you, it makes you feel bad. I want 
to feel respected and to not feel so completely 
demolished. Basically, that's me, I think." 
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Examples of caregivers• responses of encouragement and hope 
for CII question 19. 

Caregiver 1: "I wish that she could be stable 
rather than the gradual decline that we've seen 
over the last 20 years. There's a kind of 
unpredictability and decline so that X don't think 
she is going to make it sometimes. I would wish to 
be around with her... and I don't want to die 
myself." 

Caregiver 2: "I have a very aesthetic approach to 
my life...shaping of my own life into something 
beautiful. And that's how I can get through some 
of this experience is what I said earlier. By 
God, if I'm going to do this, I'm going to do it 
well. If giving it a kink of aesthetic dimension, 
doing it beautifully and doing it for a reason." 
Caregiver 3. "Forget it, read a book, play with 
the dog. Well, I hope he never gets to be really 
bad like you see at the support groups. So I just 
hope that he never gets to be really bad." 

Caregiver 4. "Just for today. I am past telling 
God what to do. I have done that, and I am passed 
that. I hope for a day when we can have good 
vibes, good times, and laughter. That's it." 

Caregiver 5. "I ask my cousin, Am I doing 
everything right? And he said, "You can't take 
all the responsibility for this because he needs 
to assume some of the responsibility". 
"I tell myself, he (spouse) doesn't mean this 
because that wasn't my husband talking. It is, 
but, it wasn't normal. I just hop that if he 
can't get better, and I don't see any possibility 
of him getting better, that he, won't get to be a 
complete invalid. I don't mean invalid body wise, 
I mean invalid in his mind. I hope he can still 
keep his mind where you can talk to him and reason 
with him." 

Caregiver 6: "Mainly, it's o.k., he is not mad 
at me. He's just grumpy because of the pain. 
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It's the pain talking. If he were himself, he 
wouldn't think of these things he is saying to me. 
Basically that's the only rationalization I have 
to keep me going. I hope everything is over now 
since he had the operation." 

Caregiver 7. "Well, I try to find something to 
do, to get out of the house, to find something 
positive, to find somebody to talk to. If I can 
find somebody to talk to, I can find relief in a 
sense. I hope to be able to hand this with a 
reasonable amount of dignity and to go on and 
maybe it sounds selfish, but I hope my husband 
doesn't have to suffer, and that it won't drag on 
for a real long time that he would be in a bad 
state... I really hope it doesn't drag on too 
long." 

Caregiver 8: "I read books or go to the 
therapist. The therapist is the big thing for me. 
It would be really nice if we could gradually grow 
closer before the time goes. Outside that, that 
we stay as well as possible. Oh if he would get 
better, but his situation is very scary." 
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