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ABSTRACT 

Thirty caregivers were interviewed to determine the 

reasons for the nursing home placement of a relative. A 

three part questionnaire was used to measure the variables 

of change in the caregivers* health, social support, social 

isolation, financial stress, and care receivers1 severity of 

illness. Caregivers consistently identified a decline in 

physical and emotional health, increased social isolation, 

declining informal support, and limited formal support. 

Nearly 50% of the care receivers' demonstrated inappropriate 

behaviors. With the identification of the reasons for the 

nursing home placement, caregivers frequently referred to 

their declining physical, emotional, and social health. 

Nearly 50% of the subjects described the nursing home as the 

only choice, and slightly less than 50% identified feelings 

of guilt. Further education for both professionals and 

caregivers is essential to help meet the needs of elders and 

their families. 
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CHAPTER 1 

INTRODUCTION 

Since the turn of the century, the elderly population in 

the United States has continued to increase at a quicker 

pace than any other age group. By the year 2000, this 

elderly population (those over the age of 65) will have 

almost doubled, with an increase from 11% to 19% (DeAngelo, 

1988) . By the year 2030, the "baby boom" population will 

reach its peak maturity (DeAngelo, 1988). With chronic 

illness replacing acute illness as the leading cause of 

death, few people will reach the end of life without some 

dependency on others. Undoubtedly, with the increasing 

dependency of the elderly, the contribution of the family in 

caring for the elderly is invaluable. 

Gerontologists credit the family with preventing 

premature institutionalization of the elderly earlier than 

professionals and bureaucracy (Brody, 1985). Gerontologists 

estimate that well over five million people are involved in 

"parent care" at any given time (Brody, 1985). "By 1980, 

40% of the people in their late 50's had a surviving parent, 

as did 20% of people in their early 60's, 10% of those in 

their late 60's, and 3% of those in their 70's" (Brody, 

1985, p. 21). Families provide 80 to 90% of elders' home 

care, which includes medically related and personal care, 

household tasks, and transportation (Brody, 1985). In many 
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cases, families share their homes with their severely 

impaired relatives. Furthermore, families are credited with 

linking the elderly to a formal support system, responding 

to elders' emergency needs, and providing intermittent acute 

care. Emphasizing that the nature and duration of family 

care have changed, gerontologists explain that "nowadays 

adult children provide more care and more difficult care to 

more parents over longer periods of time than they did in 

the good old days" (Brody, 1985, p. 21) . 

Along with the increasing demands for parent care, other 

sociodemographic changes are identified as affecting the 

care of the elderly. Since caregivers are typically women 

(Baldwin, 1988), the increased number of women entering the 

labor force suggests that middle-aged women may be 

struggling to manage the multiple roles of wife, mother, 

grandmother, adult/child caregiver, and employee. Further 

complicating the availability of caregivers, the birth rate 

is declining, which may mean a resultant alteration in the 

ratio of home caregivers to those in need of care. 

Undoubtedly, the home care of the elderly and its 

implications for family life are becoming increasingly 

complex. As families prefer to maintain the elderly in the 

community and only after exhausting all resources do most 

families make the decision to institutionalize elders 

(Numerof, 1983), the importance of fully understanding the 



circumstances occurring prior to the nursing home admission 

and the valued types of support used during the process 

becomes evident. 

Purpose of the Study 

The purpose of this study was to describe the 

precipitating events experienced by families who made the 

decision to admit their relative to a long-term care 

facility. More specifically, the purpose was to determine 

the caregivers' perceptions of the reasons for the nursing 

home admission of the relative, and the alterations in 

lifestyle which occurred as a result of the caregiver role. 

Also, the caregivers1 satisfaction with the formal and 

informal support available during this difficult period, 

along with the caregivers' preference for other supports 

which may or may not have been used or available was 

anticipated. 

Research Questions 

The study was designed to answer the following 

questions: 

1. What were the reasons for the nursing home placement 

of an elderly family member as identified by a family 

representative? 

2. What alterations in the caregiver's lifestyle were 

necessitated by the caregiving role? 



3. What types of formal and informal support did the 

caregiver receive regarding caregiving activities and 

nursing home placement three months prior to the nursing 

home admission? 

4. What types of support would the caregivers have 

liked to have had to assist them in the caregiving role and 

how often would they have wanted services to be available? 

Significance of the Problem 

Stressors experienced by family members who must admit 

their frail, elderly relative to a long-term care facility 

are described as building prior to and during the nursing 

home admission process (Baldwin, 1988). Though the positive 

features of caregiving include reaffirmation of parent-child 

ties, the perception of feeling needed, and the opportunity 

to repay parents for caregiving (Baldwin, 1988), the 

physical, psychosocial, and financial costs to the family 

providing community care for the elder are seemingly more 

impressive. As the needs of the elderly change with 

increasing age, helping activities provided by informal 

support ranged from providing transportation to providing 

24-hour care (Horowitz, 1985). 

Specific physical, psychosocial, and financial 

difficulties are associated with the caregiving role. The 

emotional strains of caregiving are recognized by 

researchers as "the most pervasive" consequences of caring 



(Cantor, 1983; George & Gwyther, 1986). Irritability, 

depression, and guilt are further psychological problems 

associated with this role (Lazarus et al., 1981; Rabins, 

Mace, & Lucas, 1982). Family conflict and/or neglected 

family responsibilities are described as common concerns 

of caregivers (Archold, 1983; Rathone & McCuan, 1976). The 

caregiving role is further identified as restricting the 

caregiver's out-of-home activities (Crossman, London, & 

Barry, 1981; Goldstein, Regnery, & Wellin, 1981; Sanford, 

1975). Loss of time for self is yet another stressor the 

caregiver must contend with (Zarit, Reeves & Bach-Peterson, 

1980). Chronic fatigue (Gaynor, 1989; Rabins et al., 1982) 

and declining physical health (Deimling et al., 1989; 

Gaynor, 1989) are examples of physical difficulties 

precipitated by caregiving. Financial difficulties such as 

loss of job and medical expenses are realities of this role 

(Cantor, 1983; George & Gwyther, 1986). These day-to-day 

strains of caregiving, coupled with the fact that in many 

cases the caregiver has little or no preparation for this 

role (Baldwin, 1988), can contribute to a perhaps losing 

struggle for today's well-meaning family of dependent elders 

living in the community. 

As the difficulties of home care for the elder escalate, 

often the caregiver determines that the placement of the 

elderly into a long-term care facility is the only option 



14 

for care. With the placement of the relative, once again 

families face a vast realm of psychosocial and economic 

factors which can weigh heavily on their conscience. Often 

faced with a loved one's physical and psychosocial losses 

with the relatives nursing home placement, they may be 

forced to contend with a familial crisis, the nature of 

their relative's disability, and the mortality of their 

loved one (Hinton, 1982). Anxiety, resentment, extreme 

guilt, and ambivalence are additional psychological 

difficulties associated with the admission of a family 

member to a nursing home (Hinton, 1982; Reimann, 1986). 

Sociological adjustments facing the family can involve the 

intricate reorganization of family roles (Hinton, 1982). 

Family priorities may be modified, schedules interrupted, 

roles reversed, and family mobility limited during this 

process (Hinton, 1982). The cost of the nursing home on top 

of the expenses already incurred for home care provided 

prior to the nursing home admission may be overwhelming to 

the family as well (Hinton, 1982). 

The value of social support for the significant others 

during the period of caregiving leading up to and including 

the nursing home admission of a relative has been recognized 

by several authors (Hinton, 1982; Reimann, 1986; Roozman-

Weigensberg & Fox, 1980; Yarborough, 1986). Various health 

care professionals are in a position to support the elder's 



significant others who are faced with the range of dilemmas 

associated with the home care of an elderly relative. 

Physicians who have established long-term relationships with 

their clients are in a position to counsel caregivers 

throughout the community and nursing home care of the 

elderly. Nurses and social workers working in long-term 

care facilities, hospitals, and the community have the 

opportunity to support effective family interaction, using a 

variety of psychosocial interventions. Understanding the 

needs of the caregiver during this vulnerable transition 

period, Hinton (1982) explained that "the key to effective 

management of collaborative long-term care lies in the 

promotion of healthy attitudes toward the unavoidable 

institutionalization of an ailing parent" (p. 30). She 

further explained that "such support is critical to both the 

parent and child as well as younger generations who will 

follow the example without indifference, guilt or 

overindulgence" (p. 30). 

Definitions 

Social support refers to the types of formal 

and informal assistance provided during the duration of 

caregiving three months prior to the nursing home placement 

of the relative. 

Informal support refers to assistance provided by 

family, friends, and neighbors. 
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Formal support refers to surrogate assistance that 

replaces or extends support that is not available in the 

client's informal support network. The quality of social 

support reflects the caregiver's perceived benefits of 

assistance in providing the caregiver with additional time 

to relax. 

Social isolation refers to the decreased formal or 

informal support resulting from the demands of the 

caregiving role. Factors which reflect social isolation 

include changes in the living arrangements of the caregiver 

and care receiver, the caregiver's decreased time spent 

pursuing personal interests and hobbies, the caregiver's 

decreased frequency of visitation from friends and 

relatives, and a change in retirement plans by the 

caregiver. 

Caregiver finances refer to the caregiver's perceived 

satisfaction with finances available and employment changes 

initiated by the caregiver during the specified three-month 

duration of caregiving. 

Severity of the care receiver's illness refers to the 

care receiver's physical and mental impairments at the time 

of institutionalization. 

Summary 

Providing care to a frail, elderly relative has been 

described as affecting the caregivers' physical and 



emotional health, social support system, and finances. In 

many cases, the extent of such stressors on the caregivers' 

lifestyle leaves the caregiver with limited choices 

regarding the care of the elderly family member. The focus 

was describing caregivers' perceptions of the reasons for 

the nursing home admission of a relative. There was also 

interest in the alterations in the caregivers' lifestyle 

which occurred as a result of the caregiver role. 
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CHAPTER 2 

CONCEPTUAL FRAMEWORK AND REVIEW OF THE LITERATURE 

The conceptual framework and literature review used for 

this study are discussed. In this chapter, Selye's Theory 

of Stress, stress related to caregiving, and the variables 

of caregiver health, caregiver social support, caregiver 

finances, and the severity of the care receiver's illness 

are used as the framework for this study. 

Conceptual Framework 

The construct of stress, the concept of stress related 

to caregiving, and the variables of caregiver health, 

caregiver social support, caregiver finances, and the 

severity of the care receiver's illness form the framework 

for this study (Figure 1). Selye's Theory of Stress is 

described, relative to the elderly population and the 

stressors of caregiving. Stress as defined by Selye refers 

to "a nonspecific response to any demand made to the body. 

A stressor is any physiologic, social, psychological, or 

emotional event that causes a reaction" (MacLean, 1984, p. 

4). Multiple researchers submit that the elderly have a 

decreased tolerance to stress due to the physiological 

wearing over the years (Matteson & McConnell, 1988; Thomas, 

1979). The caregiver's physical and emotional health, 

social support network, and finances, along with the 

severity of the care receiver's illness, are areas of the 



Construct 

Selye's Theory 

Of 

Stress 

Concept Stress Related To Caregiving 

Operational 
Variables 

Caregivers• Caregivers' 
Physical & Social 
Emotional 
Health 

Support 
& Finances 

Severity 
of Receivers1 
Illness 

Figure 1. Conceptual Framework for Study. 
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caregiver's lifestyle which are vulnerable to the stressors 

of caregiving. 

Review of the Literature 

Stress 

Hans Selye's Theory of Adaptation defines stress and 

offers a model of the individual's response to stressors 

(MacLean, 1984). Selye defines stress as "a nonspecific 

response to any demand made to the body. A stressor is any 

physiologic, social, psychological, or emotional event or 

change that causes a reaction" (MacLean, 1984, p. 4). The 

body's reaction to stress was further described as positive 

(Eustress) or negative (Distress). Both reactions are 

identified as causing wear and tear on the body. 

Selye describes the body's response to stress as the 

General Adaptation Syndrome (GAS). The stages of GAS 

include the Alarm Reaction, Resistance, and Exhaustion. 

During the Alarm Reaction, the body responds to the stress 

with a rapid depletion of resources. Following the Alarm 

stage, countershock occurs in which defenses are mobilized 

and many physiologic phenomena of the shock phase are 

resolved. Neurochemical responses are triggered in an 

attempt to return to homeostasis. The Resistance stage 

begins when an individual is able to mobilize energy to 

adapt to the stressor. If the stressor persists, the 

person's ability to adapt is diminished until the body's 



adaptive energies are depleted. Finally, if homeostasis can 

no longer be maintained, the body moves into the Exhaustion 

stage. Selye submits that the energy to maintain 

homeostasis of the body is finite in amount (MacLean, 1984). 

Multiple researchers have discussed the elderly person's 

response to stress. Thomas (1979) described specific 

differences of the stress response of the elderly using 

Selye*s definition of stress. He explained that "the stages 

of resistance and exhaustion of the stress reaction are the 

same for the elderly person as for the younger person with 

the exception of the time factor" (p. 612). This author 

submitted that "the initiation of the resistance stage may 

be slower owing to the delayed response of the older 

organism" (p. 612). Lindsey and Carrieri (1986) have 

emphasized "that the older adults with diminished or 

compromised reserves are at a greater risk for a less than 

adequate response to stressors" (p. 3 02). Using Selye's 

definition of stress, Matteson and McConnell (1988) 

explained that "the age of an individual refers to his 

physiological age rather than the chronological process" (p. 

141) . 

As the stress response is known to involve multiple 

mechanisms which are graded according to the individual•s 

characteristics (Lindsey and Carrieri, 1986) , a variety of 

measures have been used to indicate the physiological and 
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psychological manifestations of stress in the elderly 

population and the interrelatedness of these facets of 

stress. 

Animal models have been used to reflect the elderly's 

physiological response to stress because of risks involved 

to human subjects' with physiological studies. McCarty 

(1986) compared young and old rats' sympathetic responses to 

a variety of stressful stimuli. Plasma levels of 

norepinephrine and epinephrine served as the biochemical 

indices of the activity of the sympathetic nervous system 

and the adrenal medulla. When stressed for a brief period 

of time (using intermittent foot shock), 12-to 24-month-old 

rats exhibited a diminished sympathetic-adrenal medulla 

response compared to four-month-old rats. Furthermore, the 

sympathetic nervous system remained in a heightened state of 

activity for a longer period of time following the stressful 

period in aged rats. These results have suggested the 

homeostatic regulation of the sympathetic nervous system is 

slowed in aged rats. 

Faucheux et al. (1989) studied heart rate and blood 

pressure reactivity of 52 women and men, aged 18 to 73 

years, undergoing mildly stressful psychometric tests. 

Blood pressure and heart rate reactivity measured during the 

task as well as during the recovery were significantly 

decreased in older subjects. This finding suggests that age 
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is an important determinant of the magnitude of 

cardiovascular adjustment during minor mental stress in both 

elderly men and women. 

Coleman et al. (1987) examined the apical regions of the 

left ventricular myocardium of aged mice (6 to 27 months) 

that had been subjected to endurance for 2, 10, and 15 

months. Examination of the tissue indicated that running 

stress may be damaging to cardiac tissue in aged mammals, as 

evidenced by an increase in collagen of the interstitial 

connective tissue. Braden (1989) concluded that emotional 

stress experienced by elderly newly admitted to a nursing 

home accompanied by elevations in serum Cortisol levels may 

precipitate pressure sore development in elderly patients 

already determined to be at high risk for pressure sore 

development. 

Measures of psychosocial stressors of the elderly have 

also been varied. Sands and Parker (1980) studied the 

perceived stressfulness of life events for various age 

groups. Amster and Krause's (1974) list of life events and 

Holmes and Rahe's (1967) procedure were used to measure 

stress. Sands and Parker determined that the elderly 

perceived death-related events to be less stressful than did 

the younger subjects. Similarly, West and Simmons (1984) 

interviewed 132 men and 164 women to determine differences 

in perceptions of life stressors. These researchers 
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determined that although the sexes did not differ in terms 

of social support, availability of a confidant, or feelings 

of self-efficacy, elderly women were more affected by the 

stress of life change than were elderly men. Yu (1987), on 

the other hand, measured the psychological stress associated 

with urinary incontinence of the elderly using an 

incontinence stress index developed specifically for the 

study. Yu concluded that both retarded and agitated 

symptoms of depression and feelings of abandonment were 

associated with urinary incontinence. 

Using a different approach to examine the psychosocial 

stress of the elderly, researchers have examined mediators 

of stressful life circumstances of the elderly. Levitt et 

al. (1987) studied the relationship of social support and 

personal well-being of an environmentally stressed group of 

elderly. After conducting structured interviews of 87 

elderly residents in an area targeted for massive 

redevelopment, they concluded that health control and 

support were predictors of affective life satisfaction for 

the elderly. Similarly, Cohen, Ernest, and Holmes (1985), 

studying perceptions of life stressors, interviewed 133 

elderly living in mid-Manhattan hotels. Their results 

indicated that social networks triggered a buffering 

response to stressors as measured by a reduction of stress 

symptoms and increased fulfillment in highly stressed 



elders. Stress in this study was measured using a 15 item 

scale based on Dohrenwend et al. 's (1978) life events list. 

Stress Related to Careaivinq 

The stressors of caregiving have been studied by a 

number of researchers. Research has shown that family 

members assisting seriously impaired older relatives in the 

home experience substantial levels of care-related stress 

(Deimling & Bass, 1986; Johnson & Catalano, 1983; Robinson, 

1983; Smallegan, 1985; Zarit et al., 1980). Changes in the 

caregiver's physical and emotional health, social activity, 

and financial capacities have been identified in the 

literature as responses to the role of caregiving. 

Furthermore, Aurly and McAurley (1983), Chenoweth and 

Spencer (1986), Morycx (1985), Sanford (1975), Smallegan 

(1985), Zarit et al. (1980), and Zarit, Todd, and Zarit 

(1986) found that the caregiver's sense of burden or strain 

was associated with the nursing home placement of a 

relative. 

Explanations of the stressors of caregiving have 

emphasized the uniqueness of each caregiving circumstance 

(Brody, 1985). Brody concluded that family care of the 

elderly person overlaps many "ages and stages" of family 

life. For example, the caregiver may be an elder who also 

is experiencing changes related to aging, or may be a wife 

and mother caring for both a parent and young children at 
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home. Even when the caregivers are the same age, extreme 

differences can exist with caregiving, due to variation in 

lifestyles among caregivers, as well as differences among 

caregiving circumstances. One elderly caregiver may be 

adapting to chronic illness, while another caregiver, the 

same age, may be back in school working toward a second 

degree. Attention to the stressors of caregiving and their 

impact on the lifestyle of the caregiver will enhance the 

health care professionals' ability to individualize 

interventions with each caregiver situation. 

Caregiver Health 

The impact of caregiving on the caregiver's physical and 

emotional health has been discussed extensively in the 

literature. The emotional consequences of caregiving have 

been described by researchers as the most severe 

consequences of this role (Cantor, 1983; George & Gwyther, 

1986). Multiple researchers have described feelings of 

guilt and indebtedness associated with caregiving (Brody, 

1985; DeAngelo, 1988; Gaynor, 1989). Cantor (1983) 

described the patient's health as the overriding worry of 

caregivers. More specifically, spouses' worries focused on 

finances and care receivers' morale, while children's 

worries related to obtaining sufficient help (Cantor, 1983). 

George and Gwyther (1986) indicated that caregivers living 

with their elderly family member averaged nearly three times 
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as many stress symptoms and had significantly lower levels 

of affect, balance and life satisfaction than their 

comparison sample. These researchers further described 

caregivers who resided with their relative as using a higher 

percentage of psychotropic drugs (28%) than comparison 

samples (19%). Similarly, Gaynor (1989) identified that 

after 32 months of caregiving, tranquilizers began appearing 

on medication lists of caregivers. 

Emotional reactions specific to the type of caregiver 

have also been described by researchers. Cantor (1983) 

explained that due to the nature of the relationship, the 

spouse had an increased opportunity for psychological 

stress. Researchers have determined that wives have more 

depressive symptoms than husbands in the role of caregiving 

(Fitting et al., 1986). Johnson (1983) concluded that 

ambivalence associated with caregiving among children "stems 

from competing commitments from families and their jobs" (p. 

381). 

The physical demands of caregiving on the caregiver have 

been elaborated on by researchers. Chenoweth and Spencer 

(1986) reported that 21% of caregivers resorted to 

institutionalization of their relative because they 

themselves became ill or were injured during care. Heart 

attacks, nervous breakdowns, a range of gastrointestinal 

disturbances, and prolonged illness due to exhaustion were 
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physical ailments described as resulting from the caregiver 

role (Baldwin, 1988; Chenoweth & Spencer, 1986). Sleep 

disruptions or bouts of insomnia were further cited as 

difficulties of caregivers (Baldwin, 1988; Chenoweth & 

Spencer, 1986; Gaynor, 1989; Soldo & Myllyluoma, 1983). 

Understandably, researchers have determined that in the case 

of the elderly spouse, the spouse's health was a major 

competing demand with caregiving (Cantor, 1983; Johnson, 

1983) . Similarly, Rabins et al. (1982) identified an 

inverse relationship between the severity of the patient's 

symptoms and the caregiver's self-rated health. 

Furthermore, Deimling et al. (1989) determined that the care 

receiver's activities of daily living limitations influenced 

the caregiver's health decline. 

Social Support 

Social isolation has been consistently described as 

resulting from the demands of caregiving (Chenoweth & 

Spencer, 1986; DeAngelo, 1988; Goldstein et al., 1981; 

Golodetz et al., 1969; Jaeger, 1984). A study by Chenoweth 

and Spencer found that 60% of caregivers studied indicated 

their relatives' illness had affected their relationships 

with other people. Giving up jobs and less frequent 

visitation by friends were lifestyle changes identified by 

researchers (Chenoweth & Spencer, 1986). Ultimately, 

researchers have determined that with the demands of 
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caregiving the caregiver was more likely to give up those 

things which had some elasticity, things which were more 

marginal to personal or family equilibrium. Free time for 

one's self and opportunities to socialize with friends and 

take vacations were the areas of the caregiver's lifestyle 

most frequently compromised for the demands of caregiving 

(Cantor, 1983; Johnson, 1983). Some families indicated that 

their own attitudes toward their friends had changed with 

caregiving. Behavioral changes such as withdrawing or 

becoming tense and anxious in the presence of friends have 

been described by researchers (Chenoweth & Spencer, 1986). 

Deimling et al. (1989), further concluded that adult child 

caregivers living with the care receiver reported more 

activity restrictions, and the presence of the care 

receiver's psychological impairments significantly increased 

the caregiver's interpersonal relationship strain. 

Furthermore, several reports have suggested that caregiving 

may have been accompanied by a suspension or abandonment of 

one's future plans (Cantor, 1983; Robinson & Thurner, 1979). 

Assistance from family, relatives, friends, and 

neighbors typically referred to as informal social support, 

has been identified as mitigating the strains of caregiving. 

Informal social support has been identified as the most 

valued type of support for the caregiver (Quayhagen & 

Quayhagen, 1988; Scott, Roberto, & Hutton, 1986) . 



Differences in types of informal social support utilized 

among male and female caregivers have been addressed by 

researchers. Women caregivers were more likely to report 

having a confidant (Fitting et al., 1986; Pruchno & Resch, 

1989). Men, on the other hand, were more likely to seek 

help with tasks such as housework, laundry, and cooking 

(Fitting et al., 1986; Pruchno & Resch, 1989). Although 

conceptual and operational definitions of social support 

vary from study to study, multiple caregiver studies have 

consistently demonstrated the mediating effects of informal 

social support on caregiver strain. Researchers who studied 

caregivers of non-institutionalized dementia patients 

reported that the degree of burden experienced by the 

caregiver decreased when more visits were paid to patients 

by other relatives or when backup help was available 

(Caserta et al., 1987; Morycx, 1985; Scott et al., 1986; 

Zarit et al., 1980). It was found that the presence of 

another unimpaired adult had the potential to reduce the 

direct responsibilities of the primary caregiver and to 

offset the competing demands of childrearing or household 

chores (Deimling et al., 1989; Soldo & Myllyluoma, 1983). 

Soldo and Myllyluoma (1983) further stressed the 

vulnerability of the spouse caregiver, as they determined 

that no secondary caregivers were identified in households 

in which the older couple lived alone. When an older couple 



lived with others, slightly more than 30% of the caregivers 

had two or more unimpaired adults with whom they could share 

caregiving responsibilities (Soldo & Myllyluoma, 1983). 

Similarly, several researchers concluded that the existence 

of other caregivers contributed positively to the 

elder-helper relationship, suggesting a decreased workload 

per helper and potential peer support group for caregivers 

(Johnson & Catalano, 1983; Stroller, 1983). Cantor (1983), 

reported that the more time and effort the caregiver spent 

in giving assistance, the more likely a disruption of, and 

negative impact on personal life was to occur. Thus, the 

value of secondary caregivers to the caregiver's lifestyle 

has been inferred. 

Several researchers have examined the impact of social 

support on caregiver well-being and life satisfaction. 

Fengler and Goodrich (1979) studied caregivers of disabled 

husbands and determined that the availability of support 

from family, friends, and "sympathizers" differentiated 

"high life satisfaction" caregivers from "low life 

satisfaction" caregivers. Available informal support was 

described by these subjects as both expressive and 

instrumental in nature. George and Gwyther (1986) reported 

that the social, psychological, and financial well-being of 

the caregiver was inversely related to the perceived need 

for social support. Contrary to these findings, Zarit et 
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al. (1986) did not identify the inverse relationship of 

social support and caregiver strain. However, these 

researchers explained that this inconsistent finding 

reflected the fact that both formal and informal social 

support available to the participants throughout their study 

were minimal. 

The lack of availability of an informal support network 

has been considered a significant correlate of 

institutionalization of the elderly. The availability of a 

caregiver has been measured in terms of the frequency of 

contact with an available living spouse, children, or 

friends who are minimal distance from relatives. Various 

cross-sectional, univariate studies have demonstrated a 

positive relationship between being single or widowed and 

being a nursing home resident or applicant (Brody & Gummer, 

1967; Brody, Poulshock, & Masciocchi, 1978; Greenberg and 

Ginn, 1979; Krause, et al., 1976; Townsend, 1965). 

Similarly, in four prospective studies which evaluated 

marital status, the absence of a marriage partner predicted 

the resident's admission to a nursing home (McCoy & Edwards, 

1981; Palmore, 1976; Shapiro & Tate, 1985; Vincente, Wiley, 

& Carrington, 1979). With the exception of Vincente et al. 

(1979), all results remained significant with the 

multivariate analysis. Branch and Jette (1982), however, 

did not find this association. 



The value of formal social support has been examined by 

researchers, as family supports have been described as 

eroding over time with severe chronic conditions (Eggert, 

Georges, & Pendelton, 1977). Multiple studies have 

addressed the impact of formal support on caregivers who 

face the burden of caring for the elderly in the community 

or admitting their relatives to the nursing home (Appendix 

A). Other types of valuable network interventions designed 

to support caregivers have included peer counselor 

development, case management education programs, church 

sponsored mutual support groups, social support counseling, 

and caregiver telecommunication networks. 

Although support group program objectives address a 

variety of caregiver needs, the bulk of program efforts has 

focused on providing a source of peer support to caregivers. 

With support programs, family members have indicated the 

positive effects of interacting with others experiencing a 

similar situation (Cohen, 1983; Glosser & Wexler, 1985; 

Greene & Monahan, 1987; Hartford & Parsons, 1982; Hausman, 

1979; Helphand & Porter, 1981; Numerof, 1983; Quayhagen & 

Quayhagen, 1989; Roozman-Weigensberg & Fox, 1980; Steuer & 

Clark, 1982; Wells & Singer, 1988; Yarborough, 1986). In 

some cases, home care, respite programs, or a continuation 

of the support group, have followed the initial groups 

(Crossman et al., 1981; Safford, 1980). Acquisition of 
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knowledge regarding the physical and psychosocial 

circumstances regarding the caregiving situation was also 

identified as a benefit of caregiver support groups (Chase-

Goodman & Pynoos, 1988; Hansen, Patterson, & Wilson, 1988; 

Hartford & Parsons, 1982; Hausman, 1979; Lazarus et al., 

1981; Steuer & Clark, 1982). 

Network interventions and their impact on the 

availability and quality of social support for the caregiver 

have been discussed in the literature as well. Hoffman 

(1983) described a peer counselor education program and its 

value to the caregiver caring for her senile husband. The 

social support provided by a church-sponsored, 

intergenerational, mutual support group was also recognized 

as an effective means of mobilizing social support (Haber, 

1983). After a 12-hour training period for 25 to 50 church 

members, a mutual help group was developed to encourage 

congregation members to continue both their physical and 

relaxation exercises (Haber, 1983). Using a different 

approach, Simmons, Ivry, and Seltzer (1985) described the 

effects of developing a case management partnership between 

formal and informal support systems. Preliminary analysis 

of the data concluded that those families involved in a case 

management education program performed more case management 

tasks on behalf of their elderly relatives than those who 

were not involved in the program. Understanding that 



caregivers frequently suffer from social isolation, the 

Veterans Administration respite program support team 

collaborated with caregivers to identify possible means of 

mobilizing caregivers' social support (Miller, Guile, & 

McCue, 1986). Chase-Goodman and Pynoos (1988) addressed the 

increased opportunity for support among caregivers of 

Alzheimer's patients who were involved in a telephone 

network support system. With this program, mini-lectures 

were also accessible through the telephone system. 

Research has demonstrated that institutionalization of 

elders occurs relative to the availability of formal 

support. For example, Nardone (1980) reported that the 

availability of nursing home services was a strong predictor 

of higher rates of institutionalization. Furthermore, 

several studies addressed the value of community resources 

on rates of institutionalization. Nocks et al. (1986) 

compared nursing home admission rates of the elderly who 

participated in a community long-term care project. Over an 

18-month period, the experimental group experienced a 38% 

reduction in nursing home admissions. The Massachusetts 

Home Care Corporation, after targeting home-based support 

services to individuals who exhibited risk factors for 

institutionalization, further supported this concept by 

concluding that home-based services could be an alternative 

to institutional services (Branch & Stuart, 1984). 
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In contrast to the described benefits of formal support 

systems, several studies reflected the inability of formal 

support services to meet the needs of the caregiver. Family 

members of Alzheimer's patients reported brief, curt 

explanations of Alzheimer's disease by health professionals. 

Educational information shared by these health professionals 

focused on the hopeless nature of the condition rather than 

concrete explanations of expected behavioral changes 

(Chenoweth & Spencer, 1986). DeAngelo's (1988) exploratory 

study of 14 family caregivers concluded that in spite of the 

emotional needs of the caregiver, 84% were not able to 

participate in support groups as they had no one person to 

stay with the family member during this period. 

Furthermore, Caserta et al. (1987), who surveyed the service 

needs of caregivers, indicated that a significant need for 

respite services exists, and that awareness of and access to 

services are moderate at best. Caregiver satisfaction with 

the current formal support system is essential to effective 

mediation of caregiver stress. 

Caregiver Finances 

The caregiver's financial situation has been identified 

as a possible stressor of this role. Several studies have 

indicated that the financial strains of this role are 

secondary to the physical and psychosocial demands of 

caregiving (Aurly & McAurley, 1983; Cantor, 1983). Cantor 



(1983) did identify that caregiver's finances became 

strained, particularly with lower income families (i.e., 

spouse caregivers). Further financial concerns of 

caregivers have been identified by Chenoweth and Spencer 

(1986), who studied caregivers of Alzheimer's patients 

anticipating the costs of nursing home placement of a 

relative. 

The demands of caregiving have been found to influence 

the caregiver's ability to maintain a job. Large portions 

of a sample of non-elderly caregivers who were caring for 

relatives in their homes, reported they were unable to work 

for reasons of their own health or family responsibilities 

(Soldo & Myllyluoma, 1983). Brody et al. (1983), found that 

the majority of respondents expected working daughters 

rather than sons to quit their jobs, or to rearrange work 

schedules to care for an elderly parent. This finding is 

perhaps explained by the understanding that daughters 

provide more hands on assistance, while sons' participation 

in care typically relates to the financial needs of the 

parent (Horowitz, 1985). Also reflecting the financial 

strains created by this role, women caregivers have entered 

the labor force because of the need for more money (Brody, 

1985). Similarly, Stone, Cafferata, and Sangl (1987) 

indicated that the likelihood of a husband or a wife 

quitting work to provide care was essentially the same, yet 
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a substantially greater number of daughters left their jobs 

to become caregivers in comparison to sons. 

Severity of Illness 

Difficulties associated with caregiving have been 

explained by examining the physical and psychological 

impairments of the care receiver. Caregivers of patients 

with brain-impaired conditions were found to be particularly 

vulnerable to stress (Deimling & Bass, 1986; Flaley, Brown, 

& Levine, 1987). Quayhagen and Quayhagen (1988) identified 

the most stressful aspects of care for caregivers of 

Alzheimer's patients as embarrassing acts of the patient, 

difficulties with bathing the patient, and difficulties with 

leaving the patient unsupervised. Difficulties associated 

with the physical tasks of caregiving included increased 

frustration (Motenko, 1989) and physical inability to 

perform caregiving functions such as heavy lifting (Barusch, 

1988). Deimling et al. (1989) concluded that patients' 

activities of daily living limitations impact on caregiver 

health, while patients' cognitive difficulties impact on 

caregiver socialization. 

Relative to the impact of the severity of the patient's 

illness, several researchers concluded that not all 

caregivers found the same caregiving tasks to be stressful 

(Deimling & Poulshock, 1985; Zarit et al., 1986). Zarit et 

al. (1986) further indicated that the caregiver's ability to 
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tolerate care-related problems increased as the disease 

progressed. Other researchers have reported that the extent 

of care required was the most distressing aspect of 

caregiving (Brocklehurst et al., 1981; Chenoweth & Spencer, 

1986; Silliman et al., 1986). These researchers emphasized 

that 24-hour care demands can be particularly detrimental to 

an elder spouse's health. 

In spite of the research emphasizing the impact of the 

patient's severity of illness on caregiver stress, multiple 

researchers have determined that caregiver stress is 

minimally correlated with the patient's severity of illness 

(Fengler & Goodrich, 1979; Fitting et al., 1986; George & 

Gwyther, 1986; Zarit et al., 1986). The results of these 

studies also emphasized the impact of the caregiver's 

perception of the difficulties of caregiving as a 

determinant of stress rather than the care receiver's 

characteristics. 

The care receiver's poor health and inability to perform 

activities of daily living have been identified as 

significant correlates of institutionalization. Functional 

disability (Branch & Jette, 1982; Greenberg & Ginn, 1979; 

Shapiro & Tate, 1985), declining health (Shapiro & Tate, 

1985), reduced mental function (Branch & Jette, 1982; 

Greenberg & Ginn, 1979; Shapiro & Tate, 1985), and high 

health service utilization (Branch & Jette, 1982) all 
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demonstrated statistically significant association with 

institutionalization using multivariate analysis. Contrary 

to these findings, Zarit et al. (1986), who studied the 

needs of caregivers of Alzheimer's patients over a two-year 

period, reported no relationship between patients' severity 

of illness and nursing home placement. With their two-year 

follow-up, the researchers determined that after two years 

some of the most troublesome behaviors were no longer 

manifested by the Alzheimer's patients, thereby influencing 

the study's results. 

Data from both cross-sectional and prospective studies 

have identified age as a predictive factor of nursing home 

utilization. This finding may reflect the elderly's 

decreased functional ability or the lack of available formal 

or informal support. Kane and Kane (1982) found that 20% of 

the oldest old (referring to those elders older than 85 

years) as compared to one percent of the young old elderly 

(60 to 65 years of age) resided in nursing homes (1982). 

Cross-sectional studies which support this relationship 

included Brody et al. (1978), Evans et al. (1975), Greenberg 

and Ginn (1979), Krause et al. (1976), and Townsend (1965). 

Although Brody and Gummer (1967) did not identify this 

relationship, their sample size was small and their 

comparison group of residents who had inquired about 
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admission to a nursing home but had never applied could also 

account for the difference in findings. 

Reviewing prospective studies, age was identified as a 

statistically significant predictor of institutionalization 

in both multivariate and univariate analysis (Branch & 

Jette, 1982; McCoy & Edwards, 1981; Nielson et al., 1972; 

Shapiro & Tate, 1985; Williams & Hornberger, 1984; Vincente 

et al., 1979). Perhaps Palmore's (1976), finding that age 

was not a clear predictor of institutionalization over a 

20-year period reflects the study's design. With the 20-

year longevity of the study, the younger subjects' annual 

risk of institutionalization was summed, and balanced 

against the older subjects' risk of institutionalization but 

shorter life expectancy (Wingard, Williams, & Kaplan, 1987). 

Nursing home utilization was found to be higher among 

elderly women than elderly men, as indicated by both 

prospective and cross-sectional studies (Greenberg & Ginn, 

1979; Nielson et al., 1972; Palmore, 1976; Shapiro & Tate, 

1985; Vincente et al., 1979). This relationship is 

understandable, as women have a longer life expectancy and 

therefore out number men in the oldest of old (Wingard et 

al., 1987). However, several studies did not support these 

findings (Evans et al., 1975; McCoy & Edwards, 1981; 

Townsend, 1965). Possibly McCoy and Edwards* sample of 
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welfare recipients and small size explained the difference 

in outcomes. 

Summary 

The results of a variety of studies have demonstrated 

the physiological and psychosocial effects of stress on the 

elderly. The elderly person's ability to adapt to stress in 

many cases, is determined by the elder's physiological age 

rather than chronological age. Because the elderly 

typically have a compromised reserve, they have an increased 

risk for a less than adequate response to stressors. 

Despite the uniqueness of each caregiving situation, the 

caregiver's physical and psychological health, and social 

and financial situation, have been identified as specific 

parameters of caregiving which reflect the stressors of 

caregiving. Guilt, indebtedness, and worry for the 

patient's health have been described as emotional 

consequences of caregiving. Insomnia, chronic fatigue, and 

declining health were examples of physical difficulties 

experienced by caregivers. Loss of time for self and social 

isolation have been identified as further constraints of 

this role. Acquisition of knowledge regarding the tasks of 

caregiving, increased peer interaction and support, and 

improved informal social support networks have been 

identified as benefits of formal support interventions. 

Although secondary to the psychosocial demands of 
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caregiving, financial difficulties such as loss of a job and 

the costs of care are strains of this role, particularly in 

low-income families. The severity of the care receiver's 

illness also was identified as creating a stressor for the 

caregiver. 

As the specific stressors of caregiving become 

delineated, health care professionals can better support 

families who are caring for elderly relatives and must 

eventually admit their relative to a nursing home. An 

understanding of the caregiver's physical and psychosocial 

responses to the tasks of caregiving, and the caregiver's 

abilities to meet the physical care needs of the care 

receiver, are important components of the care of the 

elderly person in the home. 
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CHAPTER 3 

METHODOLOGY OF THE STUDY 

The design of the study is described. The setting, the 

sample size and the sample criteria used for selection of 

subjects, and the method of data collection and data 

analyses are also discussed. 

Design of the Study 

A descriptive study design was used to answer the 

following research questions: 

1. What were the reasons for the nursing home placement 

of an elderly family member as identified by a family 

representative? 

2. What alterations in the caregiver's lifestyle were 

necessitated by the caregiving role? 

3. What types of formal and informal support did the 

caregivers receive regarding caregiving activities and 

nursing home placement three months prior to the nursing 

home admission? 

4. What types of support would caregivers have liked to 

have had to assist them in their role and how often would 

they have wanted services to be available to them? 

Setting 

Subjects were obtained from three long-term care 

facilities located in a large metropolitan area in eastern 

Nebraska. Permission to contact potential subjects was 
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obtained from social workers and administrators of long-term 

care facilities in the area. These representatives of the 

long-term care facilities were informed of the purpose of 

the study. 

Sample 

A sample of 30 caregivers who were family members and 

met the following criteria comprised the study sample: 

1. Were able to read and speak English. 

2. Had cared for the nursing home resident in the 

caregiver's home for at least two months prior to admission 

to the nursing home. 

3. Had cared for a person who was 60 years of age or 

older at the time of admission to a nursing home. 

4. Had cared for a person who was admitted to a nursing 

home facility within the past six months. Thirteen, 10 and 

7 subjects were identified at the three facilities. 

Protection of Human Subjects 

The research project was reviewed and approved by the 

University of Arizona Human Subjects Committee. There are 

no known risks for human subjects with this project 

(Appendix B). Anonymity was assured. 

Method of Data Collection 

Representatives of the long-term care facilities (nurse, 

administrator, or social worker) contacted the caregivers 

who met the sample criteria to obtain permission for the 



46 

release of their name to the investigator. After the names 

were received by the investigator, a letter was sent to all 

potential subjects (Appendix C). A follow-up telephone call 

to potential subjects was made to determine subjects' 

willingness to participate in the study. Those subject's 

who agreed to participate in the study, were contacted for 

an interview. 

At the time of the interview, the subject was asked to 

read a disclaimer statement (Appendix D). The interviews 

lasted 45 minutes to one and one-half hour. 

Instrument 

A three-part questionnaire developed by Knight (1983) 

was modified to guide the structured interviews for this 

study (Appendix E). Modification of Knight's tool for this 

study included an additional question regarding the 

caregivers' changes in employment and an additional open 

ended question addressing events which may have precipitated 

the nursing home placement. Content validity and 

reliability were established with the previous usage of this 

tool. Knight's questionnaire was reviewed by two doctorally 

prepared nurse gerontologists and a master's prepared nurse 

practitioner, and then piloted on four caregivers. 

Demographic Information 

Questions one through seven elicited demographic 

information including caregivers' age and sex, patient's age 
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and sex, caregivers' relationship to the patient, length of 

time the patient was cared for, and length of time since the 

patient was admitted to the long-term care facility. 

Caregiver Health 

The caregiver's self-rated physical health was measured 

by three questions designed to assess changes in the 

caregiver's self-reported health status, frequency of visits 

to the physician, and fatigue level since the assumption of 

caregiver duties. Caregiver fatigue was further determined 

by two questions regarding the perceived adequacy of sleep 

as measured by the number of hours of sleep per night the 

caregiver would have liked to have had in comparison to how 

many hours of sleep per night the caregiver actually had. 

The caregiver's self-rated emotional health was measured 

using a checklist of 20 possible emotions. An open-ended 

question at the end of the interview was also included to 

elicit negative feelings associated with the nursing home 

placement. The responses to the open-ended question were 

reported according to frequency distribution of specific 

categories. 

Social Support 

There were 23 questions designed to obtain information 

about the types, sources, and perceived quality of 

assistance provided during the specified duration of 

caregiving. Two questions were included to assess the types 
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and sources of support. Other possible responsibilities of 

the caregiver were listed to determine who, if any one, 

provided assistance with those tasks. The duration and 

perceived benefits of assistance of supports to the 

caregiver were measured with two items. 

The caregiver's use of formal supports was determined 

using a checklist. The caregiver was asked to identify the 

availability of confidants, using a checklist. 

The variable of social isolation was measured by 14 

items which addressed changes in the living arrangements of 

the caregiver and care receiver, no time spent pursuing 

personal interests and hobbies, decreased frequency in which 

the caregiver left the home, decreased frequency of 

visitation by friends and relatives, and changes in 

retirement and vacation plans. Eight questions were 

designed to determine the changes in living arrangements 

which occurred when the caregiver assumed the caregiving 

role. The socio-emotional atmosphere of the living 

arrangements were assessed with two items. 

Changes in time spent pursuing personal interests and 

hobbies and changes in the frequency in which the caregiver 

left the house were determined by four questions. 

Caregivers were asked to identify persons who typically 

visited prior to caring for the patient, and the extent of 

the visitation since assuming the role of the caregiver. 
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Caregiver finances referred to caregiver's perceived 

satisfaction with finances available and employment changes 

initiated by the caregiver during the specified duration of 

caregiving. This variable was measured by two questions. 

Severity of care receiver's illness was measured using 

Katz et al.'s (1974) 14 item scale. This scale measured the 

severity of the care receiver's illness. Urinary and fecal 

incontinence were assessed using two additional questions. 

Two open-ended questions were used to determine the 

caregiver's perceived reason(s) for admitting the relative 

to the nursing home. 

Summary 

Structured interviews of 30 caregivers who admitted 

their relative to nursing home were used to elicit the 

stressors related to caregiving. A 55-item questionnaire 

was used to measure the indicated variables of changes in 

the caregivers' health, social support and social isolation 

factors, the caregiver's financial strain, and the care 

receivers' severity of illness. 
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CHAPTER 4 

RESULTS OF DATA ANALYSIS 

The results of the data analyses are presented in this 

chapter. The characteristics of the sample are presented 

first followed by a description of the responses to the 55 

item questionnaire. 

A three part questionnaire was used to measure the 

variables of changes in caregivers* health, social support, 

social isolation, financial stress, and the care receivers' 

severity of illness. A total of 30 structured interviews 

were conducted to determine the caregivers1 reasons for the 

nursing home placement of their relative. 

Frequency distributions and percentages were used to 

describe the responses to the questionnaire. Two open-ended 

questions were analyzed categorically. 

Characteristics of the Sample 

Caregivers consisted of three male and 27 female 

subjects (Table 1). Their relationship to the patients was 

as follows: three were husbands, two were sisters, 13 were 

wives and 12 were daughters. Caregivers' ages ranged from 

30 to 89 years (x=65.57, sd 15.91). The length of time 

care was provided in the home ranged from 60 to 1,245 days. 

The care receivers consisted of 14 males and 16 females. 

Their ages ranged from 60 to 93 years, with a mean age of 

79.07 years (sd 8.43 years). The length of time patients 



Table 1 

Characteristics of the Sample: Acre and Sex. 

(N=30) 

Careaivers' Care Receivers i 

Sex N % Sex N % 

Male 3 10 Male 14 47 

Female 27 90 Female 16 53 

Total 30 Total 30 

Careaivers' Care Receivers' 

Aae N % Age N % 

30-50 5 17 60-70 3 10 

51-70 11 36 71-80 14 47 

71-90 14 47 81-90 7 23 

91-100 5 17 

Missing 1 1 3 

Total 30 30 
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had been in the care facility ranged from 15 to 194 days, 

with a mean length of 105.2 days (sd 54.84 days). 

Reasons for Nursing Home Placement 

Participants were asked their reasons for the nursing 

home placement of their relative as identified by a family 

representative. Two open-ended questions were asked: "if 

there was any specific thing that occurred or that they were 

thinking about that made the caregiver realize that they 

could no longer care for the patient at home" and "what 

their feelings were when it did became necessary to make 

their decision." 

Caregivers described their reasons for the nursing home 

placement of their family members. In every case, the 

responses to both of the above questions overlapped. The 

caregivers consistently expressed feeling confident that 

they had made the best choice for both themselves and the 

care receiver (Table 2). 

Of the 30 respondents, 16 (53%) of the family members 

denied guilt. They explained that the nursing home was "the 

only choice." Fourteen described feelings of guilt. 

However of the 14, eight described feelings of guilt, yet 

added that they understood that nursing home placement was 

the only choice. While six of the 14 caregivers described 



Table 2 

Reasons for Nursing Home Placement 

Comments Which Denied Guilt, Explaining the Nursing Home 
Placement Was "The Only Choice": 

"My marriage was stressed." 
"His requests weren't always justified." 
"I couldn't risk an accident. 
"We both knew it was coming, it was the only choice." 
"I didn't feel guilty, I couldn't risk his safety." 
"I knew the care would be good so I didn't feel 
guilty." 

"No guilt but I was worried regarding his acceptance of 
the home." 
"She needed 24-hour care, I hoped she could improve 
with more medical and nursing care." 

"She needed too much care." 
"I had done everything I possibly could, It was beyond 
me." 

"No guilt! Relief." 
"Even though I knew that could be me I didn't feel 
guilty, it was the only choice." 

"He didn't always know me." 
"I didn't feel guilty. His doctor made the choice." 
"No guilt, entirely relieved." 



Table 2-Continued 

Reasons for Nursing Home Placement 

Comments Which Identified Guilt, Further Identified the 
Need for Nursing Home Placement. 

"I felt disloyal like I was putting her where she 
wouldn't want to go." 

"Her image of the nursing home was of the 50's, she 
needed more information." 

"I wondered if they would be good to her. The family is 
not able to spend the time they'd like to with their 
mother." 

"I felt guilty and I am worried that the nursing home is 
depressing for her." 

"It was the best choice for both of us." 
"I had no other choice, it was getting to be too much 
for me." 

"I knew that if I got sick from doing too much we'd 
both end up in the nursing home." 

"I had to make the decision alone, other family members 
refused to assist. I wondered what other family 
members would think." 



Table 2-Continued 

Reasons for Nursing Home Placement 

Comments Which Identified Guilt For Reasons Other than 
Nursing Home Placement. 

"I felt guilty in the sense that I still have my 
health." 
"I want the best for him, like he always did for me." 
"I felt guilty for my own health, you want your spouse to 
have equally as you do." 

"It was a difficult choice, I felt guilty for what I 
had, yet I know I couldn't have prevented his health 
changes." 

"The nursing home was a mystery for us, I felt 
overwhelmed by emotions. I didn't know how to tell 
friends." 
"I felt so guilty in the sense that I still had my 
health. If I could, I'd go to the nursing home and he 
could have my health." 
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guilt feelings, the guilt feelings were not about the 

nursing hone placement. 

Comments of caregivers who denied guilt clarified their 

responses. Explanations of their feelings included "my 

marriage was stressed," and "his requests weren't always 

justified." One caregiver explained "I couldn't risk an 

accident, we both knew it was coming. It was the only 

choice." 

Of the respondents, eight (26%) described feelings of 

guilt, yet they recognized the necessity of care in the 

nursing home. Comments were "it was the best choice for 

both of us" and "I had no other choice, it was getting to be 

too much for me." 

Furthermore, six caregivers described their feelings as 

guilty, but not about the nursing home placement. These 

comments included: "I felt guilty in the sense that I still 

have my health" and "I want the best for him, like he always 

did for me." 

Alterations in lifestyle were clearly reflected by 

examining the caregivers' physical, emotional, and social 

health. Responses to questions relating to these three 

areas follow. 

Physical Health 

Interview questions eight through 12 were designed to 

measure changes in caregivers' self-rated physical health. 
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Interview question eight was designed to assess changes in 

caregivers' physical health since they began caring for the 

patient. Of the 30 respondents, 14 (46.7%) reported no 

change in their health since the caregiving prbcess began. 

Furthermore slightly more than half, 16 (53.3%) reported 

their health to be poorer at the time the patient was 

admitted to the nursing home than when they began caring for 

the patient. Seventeen (56.7%) continued to visit the 

physician as often as necessary. Six (20%) visited the 

physician less often then necessary, and seven (23.3%) of 

the caregivers were unable to visit the physician when 

necessary. When asked which of the following best described 

the way they felt on most days, when they were caring for 

the patient, none of the caregivers said very rested, 15 

(50%) said somewhat rested, and 15 (50%) responded not 

rested at all. When asked how many hours of sleep they 

would have liked to have had, eight (26.6%) said five to six 

hours, 20 (60.6%) said seven to eight hours, and two (6.7%) 

said nine hours. In comparison, six (20%) of the caregivers 

said they actually received three to four hours of sleep, 

six (20%) said they actually received five hours of sleep, 

nine (30%) said they received six hours of sleep, and nine 

(30%) of the caregivers said they received seven to eight 

hours of sleep. 



58 

Emotional Health 

The caregivers' self-rated emotional health was measured 

using a checklist of 20 possible emotions. Caregivers were 

asked if any of the following feelings occurred while they 

were caring for the patient and if so how would they 

describe those feelings (Table 3). 

Negative emotions prevailed. As noted in table 3, 15 

(50%) of the caregivers experienced feelings of 

bewilderment. Furthermore, 21 (70%) of the caregivers 

experienced feelings of guilt, isolation, and loneliness. 

Feelings of sadness, confinment, frustration, depression, 

anger, and anxiety were experienced by 21 (71%) to 26 (89%) 

of the caregivers. Feelings of pressure, resentment and 

fatigue were experienced by 27 (90%) of the caregivers. 

Caregivers further described their emotions by identifying 

if their emotions increased, remained the same or decreased 

over time. The majority of negative emotions (confinement, 

fatigue, guilt, pressure, depression, frustration, 

isolation, and loneliness) increased greater than 80% of the 

time. Emotions identified as increasing over 50% to 70% of 

the time were bewilderment, resentment, anger, anxiety, 

sadness, and embarrassment. Also in table 3, caregivers' 

positive feelings were identified as occurring minimally in 

comparison to negative emotions. Of the 30 caregivers, 11 



Table 3 

Caregivers' Feelings While Carina for the Patient. 

(N=30) 

Emotion Experiencing Decreasing Increasing Remaining 

This Emotion Over Time Over Time The Same 

N % N « N % N % 

Neaative Feelinas 

Pressure 27 90.0 0 0.0 22 81.0 5 18.5 
Resentment 27 90.0 1 4.0 21 77.8 5 18.5 
Fatigue 27 90.0 1 4.0 22 80.0 4 16.0 
Sadness 26 86.6 0 0.0 19 73.1 7 26.9 
Depression 26 86.7 0 0.0 21 80.8 5 19.2 
Frustration 26 86.7 0 0.0 24 92.3 2 7.7 
Confinement 25 83.3 0 0.0 19 87.0 4 16.0 
Anger 22 76.7 0 0.0 14 60.9 9 39.1 
Anxiety 22 73.4 1 4.0 18 77.3 3 18.2 
Isolation 21 70.0 0 0.0 10 90.5 2 9.5 
Loneliness 21 70.0 0 0.0 17 81.0 4 19.0 
Guilt 21 70.0 0 0.0 20 95.2 1 4.8 
Bewilderment 15 50.0 0 0.0 9 60.0 6 40.0 
Embarrassment 4 13.4 0 0.0 2 50.0 2 50.0 

Positive Feelinas 

Supportive 18 60.0 4 22.2 8 44.4 6 33.3 
Fulfillment 14 46.6 4 28.6 6 42.9 4 28.6 
Worthwhile 13 43.4 3 23.1 5 38.5 5 38.5 
Rewarded 12 40.0 0 0.0 6 50.0 6 50.0 
Valued 12 40.0 2 15.1 3 30.8 7 53.8 
Satisfaction 11 36.7 2 18.2 3 27.3 6 57.5 
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(36.7%) to 12 (40%) of the caregivers experienced feelings 

of satisfaction, reward and value. While 13 (43%) to 18 

(60%) of the caregivers expressed feeling rewarded, 

fulfilled, worthwhile, and supportive. Those experiencing 

feelings of fulfillment and supportiveness described these 

feelings as primarily increasing over time (43% to 44% of 

the time). Those identifying feelings of value and 

satisfaction described those feelings as remaining the same 

over time (53.8% and 57.5%). Those experiencing feelings of 

reward, and worthwhileness found these emotions to remain 

the same over time and increasing over time equally. 

Social Health 

Further lifestyle changes such as changes in living 

arrangements, time spent pursuing personal hobbies and 

interests, how often the caregiver left the home, social 

isolation, frequency of visitation of friends and family, 

and effect of caregiving on vacations, and on retirement 

were also assessed. 

Living Arrangements 

In describing their living arrangements relative to 

caregiving, in six (20%) of the cases the care receiver 

moved into the caregivers* homes. In three (10%) of the 

cases, caregivers moved into the patients' homes. In none 

of the cases did both the care receiver and caregiver move 

into a different home. In 21 (70%) of the cases, there was 
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no change in the living arrangements of the caregiver or the 

care receiver. In circumstances where the patient moved 

into the caregiver's home, seven (23%) indicated there was 

an available bedroom, one (10%) of the family members had to 

give up their room, and in two (20%) of the cases a family 

area was transformed into a bedroom. When caregivers were 

asked how many other adults lived in the house at the time 

they were caring for the patient, six caregivers identified 

one adult and one caregiver identified three adults. Those 

with one adult living with them were four spouses. There 

was one adult child and one was a sister. In the case of 

the caregiver with three adults, all were friends. 

The caregivers were asked how many children lived in the 

house at the time they were caring for the patient. Of 

those responding, one said four children while two said one 

child. Of the 30 respondents, five (16.7%) described no 

significant change in household tension, while the majority, 

25 (83.3%) described an increase in household tension. 

The reactions of other family members/friends toward the 

caregiver were also described. Of the 30 caregivers, 21 

(70%) described the reactions of family members and friends 

as supportive to their contribution to the care of the 

patient, six (20%) of the reactions of other family members 

and friends towards the caregivers when they were caring for 

the patient were described as noncommittal to the 
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caregivers' contribution to the care of the patient, three 

of the caregivers (10%) reported reactions of other family 

members and friends as being critical of their contribution 

to the patient. 

Leisure Time and Social Contact 

Changes in leisure time associated with the demands of 

caregiving were assessed. Prior to caring for the patient, 

24 (80%) of the caregivers spent five to eight hours daily 

pursuing personal interests and hobbies, while six (20%) of 

the caregivers spent nine to 12 hours daily pursuing 

personal interest and hobbies. In comparison, after caring 

for their relative 17 (56.7%) spent one to four hours 

pursuing personal interests or hobbies daily, 12 (40%) spent 

five to eight hours pursuing personal interests and hobbies 

daily, and one (3.3%) spent nine to 12 hours pursuing 

personal interests or hobbies daily. Respondents were asked 

to compare how frequently they left the home prior to and 

during the caregiving experience. Prior to caring for the 

patient, 25 (83.3%) of the caregivers left their home daily, 

while five (16.7%) left the home one or two times a week. 

After caring for the patient, 17 (56.7%) of the caregivers 

left the house everyday, 11 (36.7%) of the caregivers left 

the house one to two times a week, and two (6.7%) of the 

caregivers left the house once or twice a month. 
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To further assess support, caregivers were asked to list 

all the persons who usually visited prior to caring for the 

patient and describe their frequency of visits during the 

time they were caring for the patient. The responses were 

identified as children (24), family other than children 

(10), neighbors (15), and friends (15). Frequency of 

visiting with the caregiving process reflected additional 

stressors. Half of the children's visitation remained the 

same while half increased with time. Roughly half or six of 

the neighbors* visitation decreased over time, seven 

remained the same over time, and two increased with time. 

Of the friends, 14 of the friends' visitation decreased over 

time, while one friend increased over time. 

Retirement and Vacation Plans 

The effect that caring for the patient had on vacation 

plans was also assessed. Of the caregivers, seven (23.3%) 

indicated no change in vacation plans was necessary, 15 

(50%) of the caregivers indicated an adjustment in vacation 

plans was necessary, and eight (26.7%) of the caregivers 

indicated that vacation plans were canceled. When asked 

about impact of caregiving on retirement plans, 19 (65.5%) 

of the caregivers indicated that no change in retirement 

plans was necessary, and 10 (34.5%) said an adjustment in 

retirement plans was necessary. However, none of the 

caregivers indicated cancellation of retirement plans. 
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Availability of Formal and Informal Support 

Three questions about support were asked: what types of 

formal and informal support did the caregivers receive prior 

to the nursing home admission, and what types of support 

would the caregivers have liked to have had to assist them 

in their role, how would they have wanted services to be 

available to them. Specifically, the types, sources, and 

perceived quality of assistance provided three months prior 

to placement were elicited during the interviews. 

Assistance With Care of the Patient 

Of the 30 caregivers, 20 (63.3%) received assistance in 

caring for their loved one. Of these 20 caregivers, four 

(20%) received assistance with physical care, 10 (50%) 

received respite care, four (20%) received assistance with 

socialization, and nine (45%) received surveillance 

assistance. In describing the individuals assisting the 

caregiver, 11 (55%) of the 20 caregivers received assistance 

from family non-household members, seven (35%) of the 

caregivers received assistance from health professionals, 

and two (10%) of the caregivers received assistance from 

neighbors. 

In describing the amount of assistance, seven (35.5%) of 

the caregivers described the assistance as increasing with 

time, seven (35%) of the caregivers described the assistance 
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as remaining the same over time, and six (30%) of the 

caregivers described the assistance as decreasing over time. 

In further describing the quality of assistance 

received, eight (40%) of the caregivers described the 

assistance as giving them added time to relax and rest, 10 

(50%) described the assistance as not giving them additional 

time to rest and relax, and two (10%) described the 

assistance as giving them less time to rest and relax. 

Assistance With Other Responsibilities 

Responsibilities in addition to the caregivers' role 

were also identified. In two (7.7%) of the cases, the 

caregiver was responsible for childcare. Twenty nine (97%) 

caregivers were responsible for cooking and housekeeping. 

Twenty nine caregivers (97%) were responsible for laundry. 

Two (7%) were responsible for paid employment. Six (20%) 

were responsible for shopping and 10 (33%) were responsible 

for transportation. 

Respondents indicated which responsibilities if any were 

usually shared. None of the caregivers received assistance 

with caring for children. Of the 29 caregivers responsible 

for cooking, one (5%) received assistance with cooking. Of 

the 29 caregivers responsible for housekeeping, four (15%) 

received assistance with housekeeping. Of the eight 

caregivers responding laundry, two (20%) shared this task. 

Of the two caregivers responsible for paid employment and 



66 

six respondents for shopping, none of them received 

assistance with this task. Of the 10 caregivers responsible 

for transportation, one (10%) received assistance. 

Sources of assistance with these activities were 

categorized. The researcher asked if they were church 

members, family members, friends, neighbors, social 

agencies, or other? Of the 18 caregivers, two (11.1%) 

received assistance from the church, eight (44.4%) of the 

caregivers received assistance from family, two (11.1%) of 

the caregivers received assistance from friends, three 

(16.7%) of the caregivers received assistance form social 

agencies, three (16.7%) of the caregivers received 

assistance from others. Housekeeping services were 

identified in the other category. 

The amount of assistance received in sharing their tasks 

was determined. Assistance was identified as increasing 

with time by two (11%), remaining the same with time by 11 

(61%), and as decreasing with time by five (28%). 

The quality of the assistance provided was described. 

Of the caregivers receiving assistance, one identified the 

assistance as increasing their free time. Fourteen 

identified their free time as remaining the same. Three 

described the assistance as decreasing their free time. 
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Caregivers1 Perception of Formal Services 

Formal services used by caregivers were described as 

providing much help, did not really help, or was more 

trouble than it was worth. 

Formal Supports 

Formal supports in the community were used minimally. 

Table 4 reflects all those services used by the caregivers. 

Visiting nurse association and home health aid were used the 

most, but still this occurred in less than 50% of the cases 

13 (43%) or 11 (36%) of the time. Other formal services 

were used by eight caregivers (26%) or less. 

The caregivers' thoughts about services not used were 

assessed. Respondents were asked if they were not aware 

that it was available, thought they could not 

afford to pay for it, or thought it would not be helpful. 

In examining why formal services were not used 

frequently, caregivers most commonly indicated that they 

thought they could not afford to pay for it (day-care and 

Meals-On-Wheels do not pertain) as presented in table 5. Of 

the 22 caregivers who did not use day-care, 10 (45%) thought 

it would not be helpful. Of the 27 caregivers who did not 

use Meals-On-Wheels, 17 (63%) were not aware it was 

available. Of the 29 caregivers who did not use a support 

group, 13 (45%) were not aware that it was available, and 14 

(49%) thought they could not afford to pay for it. 
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Table 4 

Services Used bv Caregivers. 

(N=30) 

Services Used Opinion of the Service 

Provided More Did Not 

Help Trouble Help 

Than 

Worth 

N % N % N % N % 

Visiting 
Nurse 

13 43 3 23 9 69 1 8 

Home Health 
Aid 

11 36 2 18 9 82 0 0 

Daycare 8 26 0 0 4 50 4 50 

Financial 
Assistance 

2 6 1 50 1 50 0 0 

Homaker 
Service 

7 23 1 14 6 86 0 0 

Meals On 
Wheels 

3 10 0 0 2 67 1 33 

Respite 
Care 

2 7 0 0 1 50 1 50 

Support 
Group 

2 3 0 0 1 50 1 50 

Other: 
Transportation 
Service 

1 3 0 0 1 100 0 0 
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Table 5 

Services Not Used bv Caregivers. 

(N=30) 

Not Usina Services Opinion of the Service 

Unaware Thought I Thought It 

Has Could Not Would Not 

Available Afford It Be Helpful 

N % N % N % N % 

Support 
Group 

29 96 13 45 14 48 2 7 

Financial 
Assistance 

28 93 3 11 20 71 5 18 

Respite 
Care 

28 93 6 21 15 54 7 25 

Meals On 
Wheels 

27 90 17 63 8 30 2 7 

Homaker 
Service 

26 76 9 35 10 38 7 27 

Daycare 22 73 4 18 8 36 10 45 

Home Health 
Aid 

19 63 5 26 8 42 6 32 

Visiting 
Nurse 

17 57 1 0 15 88 1 6 
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Availability of a Confidant 

Support was also assessed by determining if the 

caregiver had anyone with whom they could discuss their 

feelings with and what the relationship was. Of the 30 

respondents, 25 (83.3%) responded yes. Almost half of the 

confidants were identified as family members, more than one 

third of the confidants were identified as friends, four 

(16%) of the confidants were identified as health 

professionals, and two (9%) of the confidants were 

described as those in social services department. None of 

the confidants were neighbors. 

The quality of interpersonal reactions was assessed by 

asking the caregivers how they felt after talking with their 

confidant. Did they always feel better, did they usually 

feel better, did they never feel better, or did they usually 

feel worse? Of the 25 caregivers, 10 (40%) responded they 

always felt better after speaking with a confidant. Five 

(20%) usually felt better with a confidant. Nine (30%) 

never felt better after speaking with a confident. One 

(10%) usually felt worse after speaking with a confidant. 

Financial Health 

When asked to describe their financial situation, four 

(13.3%) of the caregivers had just enough money for the bare 

essentials. Twenty two (73.3%) had enough money for the 

bare essentials and savings. Three (10%) had money and 



savings beyond essentials. One (3.3%) caregiver had enough 

money and savings so they never had to worry. 

Caregiving responsibilities causing the caregiver to 

have a change in employment were determined. Of the 30 

caregivers, six (20.3%) indicated that caregiving 

responsibilities caused a change in employment. Of these 

six caregivers, five (93.3%) indicated that they had to 

resign from their employment, and one (16.7%) indicated that 

they had to take on employment. 

Severity of Care Receivers' Illness 

The extent of the care receivers' needs was assessed. A 

total of nine items were adopted from Katz et al.'s (1974), 

functional status scale to measure the severity of the care 

receivers' illness (Table 6). Thirteen (33.3%) needed 

maximal assistance or were unable to perform their own bath. 

Sixteen (53.4%) needed maximal assistance or were unable to 

dress themselves. Fifteen (50.0%) needed maximal assistance 

or were unable to walk. Ten (33.0%) needed maximal 

assistance or were unable to transfer. Six (20.0%) needed 

maximal assistance or were unable to eat. 

The care receivers' control of urination was assessed. 

Seven (23.3%) of the care receivers had complete control. 

Twelve (40%) had occasional mishaps. Four (13.3%) had 
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Table 6 

Patients' Needs for Assistance. 

(N=30) 

ADL Unable to 
Perform 
AOL 

Maximal 
Assistance 

Minimal 
Assistance 

Unassisted 

N % N % N % N % 

Bathing 10 33. 3 3 10.0 13 43.3 4 13.3 

Dressing 7 23. 4 9 30.0 9 30.0 5 16.7 

Walking 5 16. 7 10 33.3 7 23 3 8 26.7 

Transferring 5 16. 7 5 16.7 12 40.0 8 26.7 

Eating 4 13. 3 2 6.7 10 33.3 14 46.7 
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frequent mishaps. Seven (23.3%) of the care receivers were 

incontinent of urine. In assessing patients1 control of 

bowels, seven (23.3%) had complete control of bowels. Ten 

(33.3%) had occasional mishaps. Nine (30%) had frequent 

mishaps. Four (13.3%) were incontinent of bowels. 

The patient's communication ability was also assessed. 

Of the 30 care receivers, 24 (73.3%) communicated their 

needs all of the time. Three (10%) communicated their needs 

most of the time. Two (6.7%) communicated their needs some 

of the time. Three (10%) did not communicate their needs at 

all. 

In an attempt to determine the patients' awareness of 

time, place and person, it was found that 17 (46.7%) were 

oriented to time, place and person all of the time. Ten 

(33.3%) were oriented to time, place and person most of the 

time. Four (13.3%) were oriented to time, place and person 

some of the time. Two (6.7%) of the care receivers were 

oriented to time, place and person none of the time. 

The appropriateness of the patients' behavioral patterns 

was determined. Seventeen (56.7%) demonstrated appropriate 

behavior, while five (16.7%) demonstrated a mixture of 

appropriate and inappropriate behavior. Two (6.7%) 

demonstrated inappropriate behavior (nondisruptive), and six 

(20%) demonstrated inappropriate behavior (disruptive). 
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The amount of time spent caring for the patient was 

assessed. Sixteen (57.1%) of the caregivers spent one to 

six hours with the care of the patient. Seven (25%) spent 

seven to 13 hours with the patient. Three (10.7%) spent 14 

to 17 hours with the patient. Two (7.1%) spent 20 to 24 

hours a day with the patient. 

Summary 

A 55 item questionnaire was used to measure the 

variables of changes in the caregivers health, social 

support, financial strain, and the care receivers' severity 

of illness. The caregivers limited formal and informal 

support, and the patients' need for assistance and 

caregivers' financial limitations contributed to the 

caregivers1 role strain. The caregivers' emotions at the 

time of the nursing home placement further indicate the 

complexities of their role. 



CHAPTER 5 

DISCUSSION OF THE RESULTS 

In this chapter, the results of data analyses are 

discussed in view of the current literature. More 

specifically, the research findings in this study relative 

to current research findings are described and include: the 

reasons for the nursing home placement as identified by a 

family member, the alterations in the caregivers' lifestyle 

necessitated by the caregiving role, formal and informal 

support regarding caregiving activities, the types of 

support the caregivers would have liked to have had. 

Physical, emotional, social, and financial stressors of 

caregivers who have admitted their family members to the 

nursing home were described. Necessary lifestyle changes 

related to caregiving consistently coincided with past 

research findings. 

Characteristics of the Sample 

The caregiver profile represented in this study is 

consistent with the caregiver profile represented in the 

literature (Cantor, 1983; Johnson, 1983). Of the 

caregivers, 24 (81%) were female, and they were primarily 

elderly (a mean age of 65.57). Past researchers have 

described this population of caregivers as extremely 

vulnerable due to the physical nature of the caregiving 

demands and the nature of their relationship to the patient. 
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Thus, this elderly caregiver population may be described as 

being at high risk for experiencing role strain. 

Reasons for Nursing Home Placement 

Cantor (1983) indicated that the patient's health was 

the predominant worry of caregivers. Similarly, responses 

to the open ended question "was there anything that made you 

realize you could no longer care for the patient in the 

home," indicated that "health" was an overriding worry of 

caregiving. Comments such as: "He needed 24 hour care," 

"His safety was at risk," and "I felt guilty that I had my 

health," reflect this. Previous studies have linked the 

caregivers' ill health with nursing home placement 

(Chenoweth & Spencer, 1986). In this study, caregivers 

responded with similar concerns. They explained, "I had no 

choice, it was getting to be too much for me," and "I knew 

that if I got sick from doing too much we'd both end up in 

the nursing home." 

Although in the past, investigators have associated 

feelings of guilt with the nursing home placement of a 

relative (Brody, 1985; DeAngelo, 1988; Gaynor, 1989), the 

results of this study present another view of the 

caregivers' feelings of guilt. Twenty one (70%) of the 

caregivers described feelings of guilt during the caregiving 

process (Table 3), yet by the time the caregivers looked at 

the option of longterm care (Table 2), 16 (53%) (a decrease 
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in 17%) denied feelings of guilt, explaining that the 

nursing home placement was the only choice. Perhaps as the 

caregiving process progressed, these caregivers were able to 

recognize their own physical, emotional, and social 

limitations. 

Emotional and Physical Health 

The risks to caregivers' vulnerable emotional and 

physical health was evident according to the data in this 

study and reported studies in the literature. Chronic 

fatigue and declining physical health have been cited as 

physical difficulties of caregiving (Deimling et al., 1989). 

Similarly in this study, 13 (43.3%) visited the physician 

less often than necessary or not at all. Their failing 

physical health was further described in the data, as 30 

(100%) of the caregivers described themselves as only 

somewhat or not rested at all. Greater than 22 (60%) would 

have liked to have had seven to eight hours of sleep while 

only nine (30%) received this amount and 12 (40%) received 

five hours of sleep or less. Sleep disturbances, such as 

these, have been cited in the literature (Baldwin, 1988; 

Chenoweth & Spencer, 1986; Gaynor, 1989; Soldo & Myllonoma, 

1983) . 

Researchers have emphasized severity of the emotional 

demands of caregiving especially for the spouse (Cantor, 

1983). The consistent expression of negative emotions 
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reflects the severe vulnerability of the caregivers prior to 

nursing home placement of their loved one (Table 3). In 

contrast to the negative emotions expressed, minimal 

positive emotions were described. These positive emotions 

could perhaps reflect the caregivers' satisfaction with 

their own ability to exhaust all resources prior to 

placement. As reflected in this study, caregivers 

frequently concluded the nursing home placement was the only 

choice. 

Social Support/Social Isolation 

Informal social support, (i.e., assistance from 

families and friends) is identified as the most 

valuable type of support in mitigating the strains of 

caregiving (Scott, Roberto & Hutton, 1986). Also, lack 

of informal support has been considered a significant 

correlate of institutionalization (Greenberg & Ginn, 

1979; Townsend, 1965). Elderly caregivers, such as the 

majority in this study, have been identified as having 

a limited support system related to the death of family 

members; and decreased social interaction (Deimling et 

al., 1989; Soldo & Myllonoma, 1983). The informal 

support system of these caregivers similarly appeared 

limited. Of the 30 persons interviewed, only 19 

(63.7%) of the caregivers received assistance in caring 

for their loved one. The results indicated the 
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caregiver provided the majority (> 50%) of assistance 

with care. Assistance from health professionals 

(formal support) was the second most frequently 

identified source of assistance with a frequency of 

seven (35%) (Table 4). When asked about the formal 

support services' ability to meet the caregivers' 

needs, caregivers most frequently identified that the 

service was more trouble than it was worth. The 

quality of assistance from all sources was further 

described. Of the caregivers, 18 (60%) indicated the 

assistance either "did not give them additional time to 

relax" or "gave them less time to relax." Past 

research indicates that caregivers' own attitudes 

toward their family and friends changed with 

caregiving. Examples of behavior cited in the 

literature include withdrawing, and becoming tense and 

anxious in the presence of friends (Chenoweth & 

Spencer, 1986). In this sample, nine (30%) caregivers 

described family members and friends as noncommittal or 

critical of the caregivers' contributions to the 

patient. Furthermore, 25 (83%) of the caregivers 

described an increase in household tension related to 
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caregiving, thereby indicating minimal quality support 

of the caregiver. 

Past research has indicated that women are more 

likely to report having a confidant than men, while men 

are more likely to have assistance with household 

chores (Fitting et al., 1986; Pruchno & Resch, 1989). 

As expected with this primarily female population, 25 

(83.3%) caregivers reported having a confidant. 

However, the quality of support provided by the 

confidant reflects questionable support. Half of the 

caregivers never felt better or usually felt worse 

after speaking with the confidant. Assistance with 

other responsibilities such as cooking, housekeeping, 

and care of children, was limited. This was an 

expected response from this primarily female 

population; men are more typically apt to seek 

assistance with household chores (Fitting et al., 

1986). This study's results revealed that caregivers 

thought formal assistance was not available, not 

affordable or not helpful (Table 5). Lack of available 

quality formal support for caregivers has been 

described in multiple previous studies (Casserta et 

al., 1987; Chenoweth & Spencer, 1986; DeAngelo, 1988). 
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Researchers have further established that free time 

for oneself, along with opportunities to socialize with 

friends and take vacations were areas of the 

caregiver's lifestyle most frequently compromised by 

the demands of caregiving. The caregivers in this 

study responded similarly. For example, prior to 

caring for the patient 28 (93.3%) of the caregivers 

left the house daily; however, after caring for the 

patient, only 17 (56.7%) left the house daily. Before 

assuming the caregiving role, 24 (90%) of the 

caregivers spent five to eight hours pursuing personal 

interest and hobbies. After caring for the patient 

however, 17 (56.7%) spent one to four hours daily 

pursuing personal interests or hobbies. Of the 30 

respondents, 23 (76.6%) indicated an adjustment or 

cancellation of vacations plans was necessary. 

Furthermore, ten (34.5%) respondents indicated an 

adjustment in retirement plans was necessary. 

Financial Health 

Once again, spousal caregivers are most frequently 

identified as affected by financial stressors. The 

financial effects of caregiving have been reported 

especially in the lower income group (Cantor, 1983). 
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In describing the caregivers1 financial status, 26 

(86.6%) had just enough money for the bare essentials, 

and or just enough money for the bare essentials and 

savings. The financial limitations of the respondents 

are further reflected in their changes in employment 

status. Of these caregivers, six indicated a change in 

employment was necessary. 

Severity of Care Receivers' Illness 

Past research has identified that caregivers with 

family members having brain impaired conditions were 

particularly vulnerable to stress (Deimling & Bass, 

1986; Flaley, Brown & Levine, 1987). Of the caregivers 

studied, 13 (43%) revealed inappropriate behavior 

(nondisruptive or disruptive). Such data further 

reflect increased vulnerability of these caregivers. 

Researchers have further indicated that difficulties in 

caring for the brain impaired will impact on the 

caregivers' socialization. This was also reflected in 

this study. Data on caregivers' socialization 

indicated a 24.6% decrease in the caregivers who left 

the house everyday. 

Past researchers have described the stressfulness 

of caregiving tasks to vary depending on the perception 
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of the caregiver. Comments regarding nursing home 

placement of the relative indicated the caregiver's 

perceived demands of caregiving as extremely stressful 

(Fengler & Goodrich, 1979; Fitting et al., 1986; George 

& Gwyther, 1986, Zarit et al., 1986). The extent of 

care has been identified as a primary contribution to 

feelings of stress (Brocklehurst et al., 1981; 

Chenoweth & Spencer, 1986; Stilliman et al., 1986). In 

this study, 17 (57.7%) spent one to seven hours with 

the patient, while 12 (40%) spent seven to 24 hours 

with the care recipient. 

Limitations of the Study 

Knowing that caregivers may experience specific 

difficulties related to their developmental stage, the 

study's small sample size and varying sample 

characteristics have provided data with a range of 

descriptors. The varying characteristics of the sample 

further limit the generalizability of the results. 

Additional testing of the questionnaire would be 

appropriate. 

Implications for Nursing 

The need for education regarding the caregiving 

process for both the health professionals and 
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caregivers is evident. The need for improved 

understanding of the caregiver/care receiver dyad is 

essential, especially with the changing health care 

system and changing family dynamics. Support services 

referrals from the physicians office would provide 

additional support to caregiver's and their families. 

An improved self-understanding of the caregiving 

situation should contribute to positive decision making 

for caregivers. Expanded resources for families such 

as respite care, sitters, daycare, and social support 

groups would be valuable. Quality dissemination of 

information regarding support services is equally 

important to the prevention of premature nursing home 

placement. 

Conclusion 

A 55 item questionnaire was used to measure the 

variables of changes in the caregivers health (physical 

and emotional), social support, finances, and care 

receivers' severity of illness. Limited social support 

along with financial stressors has left elders and 

families in this study with many unmet health needs. 

In many cases, the nursing home placement of the 

relative was viewed by caregivers as "the only choice." 
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Health care providers have a responsibility to provide 

quality support to elders and their families prior to 

and during the nursing home admission process. An 

understanding of the caregivers' responses to the tasks 

of caregiving and their perception of support provided 

is essential to quality care of the elder and their 

family. 

Summary 

As reflected by previous research, caregivers in 

this study consistently identified a decline in 

physical and emotional health, increased social 

isolation, and declining informal support. Ultimately 

understanding the physical, emotional, and social needs 

of elders and their families will enhance the 

healthcare providers1 ability to be supportive. As 

chronic illness replaces acute illness as the leading 

cause of death, an understanding of the caregivers* 

needs becomes a requirement of care. 
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Hausman (1979) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

48 family members of 
elderly referred from 
nursing homes and 
social services 
agencies; 5 groups of 
6-15; 8 
90-minute weekly 
sessions 

Problem solving and 
decision making 
regarding obligations 
to family members 

Post-program 
quest ionnaire 

Members frequently 
identified benefits 
of program as: 
support from others 
in a similar 
situation; value and 
belief changes 
regarding familial 
obligations 

Roozman-Weinsberg & Fox (1980) 

Participants and Group 
Meetings 

General Purpose of 
Program 

Evaluation Method Evaluation Outcome 

12 adult children of 
long-term & newly 
admitted nursing home 
residents; 6 2-hour 
group sessions 

Sessions included: 
physiological & 
psychological 
aspects of aging; 
institutional living 
& nursing care; 
coping with 
institutionalization 
of a relative; 
helping yourself & 
your relative; 
discussion of 
effects of group 
experience 

Pre- and post-
program 
questionnaire 

Families reported 
increased comfort in 
the presence of a 
crying parent 

oo 
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Safford (1980) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

106 relatives of the 
mentally impaired aged 
in the community and 
nursing home; weekly 2-
hour sessions 

Offer practical 
information regarding 
mental impairments 
and other effects on 
family; provide a 
climate for 
participants to 
discuss individual 
problems 

No formal methods A long-term support 
group followed for 
participants who 
completed the program 

Helphand & Porter (1981) 

Participants and Group 
Meetings 

General purpose of 
Program 

Evaluation Method Evaluation Outcome 

Family members of 
elders in a nursing 
home; recruitment by 
self-selection to 
invitation; monthly 1-
hour sessions 

Improved 
communication 
between staff & 
families regarding 
policies of long-
term care facility, 
aging process; group 
sharing & problem 
solving 

Post-program, open-
ended questionnaire 

Feelings expressed 
revealed emotional 
support among group 
members 

00 
00 



Crossman, London, & Barrv (1981) 

Participants and Group 
Meetinqs 

General purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

101 wives of disabled 
men attending day care; 
groups of 15-20; 
bimonthly meetings 

Respite, socializa
tion, mutual support 

No formal method Self-advocacy evolved; 
wives collaborated 
with professionals to 
develop other support 
programs Buch as home 
care, overnight 
respite, and community 
education programs 

Lazarus, Safford, Cooper, Cohler, & Dysken (1981) 

Participants and Group 
Meetinqs 

General purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

4 family members of 
Alzheimer's disease 
patients; 10 weekly 
sessions 

Program themes were: 
1) magical 
expectations vs. 
acceptance; 2) 
coping with 
afflicted relatives; 
3) attitudes toward 
health 
professionals; 4) 
discussion group & 
its termination 

Combined postest of 
Vanderveen's family 
unit inventory, 
Rozenbergs• self-
esteem scale, 
Hopkins 
depression/anxiety 
symptom checklist, 
Rotter's locus of 
control, and a goal 
attainment scale 

Increased caregiver 
beliefs in becoming 
separate from the 
family unit; increased 
locus of control; goal 
attainment scale was 
ineffective as initial 
goals were unrealistic 

00 
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Hartford S Parsons (1982) 

Participants and Group 
Meetinqs 

General Purpose of 
Program 

Evaluation Method Evaluation Outcome 

Families with dependent 
adults; recruited from 
a counseling program 8-
10 per group; 8 90-
minute, closed-group 
sessions 

Support caregivers* 
emotional, 
behavioral, and 
knowledge needs 

Participants' 
reports, 
programmers * 
observations of 
participants' non
verbal 
communications, pre 
& post-test of 
Ontario attitudes 
toward older people 

Improved caregiver 
functioning 

Hinton i 1982) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

Family members who 
admit relatives to a 
nursing home (N not 
specified); pre
admission counseling, 
admission adjustment 
counseling, & follow-up 
programs 

Assist the family & 
patient to feel 
secure with 
admission decision; 
assist family & 
patient in feeling 
comfortable with 
nursing home 
environment; assist 
family in feeling a 
part of the 
treatment plan 

None described Not evaluated 

vo 
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Steuer & Clark (1982) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

Caregivers of dementia 
patients attending a 
clinic; Group 1 
attended 8 90-minute 
bi-weekly meetings; 
Groups 2 & 3 attended 8 
90-minutes weekly 
sessions 

Group 1: didactic 
needs followed by 
questions & answer, 
group commitment to 
attend identified; 
Groups 2 & 3: 
unstructured, and 
time limited group 
work; goals 
identified from the 
group members 

Informal group 
cohesiveness & 
observations 
discussed 

Didactic structure of 
group was unsuccessful 
as evidenced by poor 
attendance; closed 
group with moderate 
structure was 
effective for airing 
feelings & receiving 
information; groups 
were more successful 
when group members 
were more alike 

Cohen (1983) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

Family members of 
elderly met for 2 hours 
weekly for 10 weeks 

Provide mutual 
sharing & support; 
assist with decision 
making; teach 
assertiveness, 
stress management, 6 
communication 
skills; provide 
information 
regarding adult 
development & aging 
process and 
community resources 

Subjective 
evaluation 
questions at 
group's conclusion; 
relating program's 
value, strengths & 
weaknesses of 
group; quality of 
leadership & 
possible 
improvement 

"Positive" comments 

vo 
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Numerof (1983) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

Family members of newly 
admitted nursing home 
residents; 4 2-hour bi
monthly meetings 

Link the family with 
the facility; 
provide a support 
network for the 
family 

Informal evaluation 
by program 
coordinators; 
ongoing needs 
assessments with 
group 

"Positive response" 
resulting in ongoing 
family group meetings 

Closser & Wexler (1985) 

Participants and Group 
Meetinqs 

General Purpose of 
Meetinqs 

Evaluation Method Evaluation Outcome 

10-20 relatives of 
patients with diagnosis 
of dementia in 400-bed 
teaching hospital; 8 2-
hour weekly sessions 

Provide information 
regarding physical & 
behavioral aspects 
of Alzheimer's 
disease; teach 
problem management 
skills; provide 
opportunity for 
sharing 

5-point Likert 
scale to describe 
helpfulness of 
meetings 

Program was rated 
"very helpful"; 
support form others & 
opportunity to 
verbalize feelings 
were cited as the most 
helpful aspects of the 
program 

ID 
to 



Schmidt & Keves (1985) 

Participants and Group 
Meetings 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

10 family members of 
Alzheimer's patients 
admitted to a day 
hospital; 90-minute 
weekly sessions 

Information 
regarding 
Alzheimer's disease 
& support dealing 
with stressors of 
caregiving 

At initial meetings 
goals were 
established 

Because initial goals 
were unrealistic, 
difficulties within 
the group occurred 

Truqlio-Londriqan & Hayes (1986) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

16 family members of 
adult elders living in 
the community; 6 2-hour 
sessions 

Develop group 
cohesion; 
increase/enhance 
family members': 
understanding of 
changes that occur 
with aging, 
functional 
independence & their 
environmental 
manipulation, 
ability to perform 
nursing skills, 
skills in 
assertiveness; 
familiarize family 
with community 
resources 

Pre-group 
quest ionnaire 
designed to assess 
the members' 
concerns; post-
evaluation informal 

A follow-up group 
evolved; increased 
caregiver confidence & 
skills & valuable peer 
support were 
identified 

vo 
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Yarborouqh (1986) 

Participants and Group 
Meetings 

General Purpose of 
the Proqram 

Evaluation Method Evaluation Outcome 

56 caregivers who had 
placed relatives in a 
nursing home (both 
long-term & transition 
residents); a series of 
5 letters 

Designed to assist 
caregivers in 
adjusting to the 
nursing home 
admission of a 
relative 

Caregiver burden 
scores of knowledge 
and bias about 
aging 

Increased knowledge 
about aging & 
decreased burden 

Greene & Monahan (1987) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

208 caregivers caring 
for the frail elderly 
in the community; 8 2-
hour weekly sessions 

Assist caregivers in 
overcoming negative 
feelings through 
group discussion; 
information on 
techniques to 
support the 
caregiving role; 
relaxation training 

Reduced form of the 
Burden Scale by 
Zarit et al. (1980) 

Reduced nursing home 
admission rates from 
17.2% to 5.2% 

vo 
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Haley, Brown, & Levine (1987) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

37 Alzheimer's disease 
family members 
recruited from MD's, 
radio programs, 
newspapers, home health 
& social services, 10 
90-minute sessions 

Provide information 
regarding dementia; 
provide support & a 
problem-solving 
environment 

Beck depression 
inventory scale, 
life satisfaction 
index, negative 
impact on 
elderly/caregiver 
family 
relationships, 
health & daily 
living form, 
participant 
satisfaction 
questionnaire 

Groups were rated as 
helpful; no 
significant change in 
psychological & social 
functioning 

Chase-Goodman St Pvnoos (1988) 

Participants and Group 
Meetincts 

General Purpose of 
Proaram 

Evaluation Method Evaluation Outcome 

5 adult children 
caregivers; middle-aged 
St elderly women caring 
of husband; 15-minute 
phone conversations 
among Alzheimer's 
caregivers 

Provide intimate 
support from 1:1 
peer contact; 
provide caregiver 
access to 
information 
regarding 
Alzheimer's disease 

Informal Varied intimacy among 
group members 

10 
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Hansen, Patterson. & Wilson (1988) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

Resident Enrichment & 
Activity Program 
(REAP), which included 
a new family meeting, 
open houses, mutual 
support group, 
quarterly family 
meetings; family care 
planning conferences, & 
unit newsletter 

Provide all family 
members with a more 
active role in the 
unit; increase 
meaningful 
activities for 
residents on the 
unit; supplement 
staff led 
programming 

Monitor all family 
meetings, programs, 
& activities; 
interview family 
participants & unit 
nursing staff for 
perceptions 

Families felt a part 
of the nursing home 
unit 

Wells & Singer (1988) 

Participants and Group 
Meetinqs 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

Family committee, 
resident committee, 
staff committee, & 
joint resident/staff 
committee were 
developed 

Enhance social 
environment through 
committee work of 
families, staff & 
residents 

Preprogram 
multiphase 
environmental 
assessment 
procedure, social 
climate 
questionnaire 

Staff, residents, & 
families displayed 
positive effects; 
family conferences 
were initiated as a 
result of program 

U) 
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Quavhaqen S Quavhaqen (1989) 

Participants and Group 
Meetings 

General Purpose of 
Proqram 

Evaluation Method Evaluation Outcome 

16 family dyads, 10 
treatment groups, 6 in 
comparison group; 
recruited through 
Alzheimer's Disease 
Research Center; dyads 
were instructed to work 
together 1 hour daily 

Patient-caregiver 
dyads were to 
participate in a 
stimulation program 
of conversation, 
memory provoking 
exercises, & problem 
solving techniques 

Log of patient & 
caregiver activity 
& length of time; 
burden interview 
(Zarit, et al., 
1980); Hopkins' 
symptom checklist; 
health assessment 
scale 

Caregivers in 
treatment group 
maintained their 
mental health status & 
degree of burden over 
time in comparison to 
the control group who 
demonstrated increase 
burden & mental health 
symptoms 

vo 
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T H E  U N I V E R S I T Y  O F  A R I Z O N A  

T U C S O N ,  A R I Z O N A  85 7 2 1  

COLLEGE OF NURSING 

MEMORANDUM 

TO: 

FROM: 

DATE: 

Susan Ibarrola 

Carolyn Murdaugh, Ph.D., 
Director of Clinical Research " 

L-J 

December 1, 1989 

SUBJECT: Human Subjects Review: 'Stressors of Caregivers Who Admit Family Members to 
Nursing Homes' 

Your project has been reviewed and approved as exempt from University review by the College of 
Nursing Ethical Review Subcommittee and the Director of Research. A consent form with subject 
signature is not required for projects exempt from full University review. Please use only a 
disclaimer format for subjects to read before giving their oral consent to the research. The Human 
Subjects Project Approval Form is filed in the office of the Director of Research if you need access 
to it. 

We wish you a valuable and stimulating experience with your research. 
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Dear 

Your name was received from 

. I am 

conducting a study entitled "Stressors of Caregivers 

Who Admit Family Members to Nursing Homes." The 

purpose of this study is to identify the impact that 

caring for your family member prior to his or her 

admission to a nursing home had on you. It is hoped 

that the results of this study will assist nurses and 

other health care professionals in understanding some 

of the difficulties encountered with the tasks of 

caregiving. 

The purpose of this letter is to request your 

participation in this study. Approximately 45 minutes 

to one hour of your time will be needed to complete the 

study questionnaire. The questionnaire can be 

administered at the nursing facility or your home at a 

mutually agreed upon time. 

I would appreciate your support. I will be 

contacting you personally by telephone in the next 

several weeks to discuss any questions you have and 

invite you to participate in the study. 

Susan Ibarrola, BSN, RN-(402) 334-5807 
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Stressors of Caregivers who Admit Family Members to 

Nursing Homes 

DISCLAIMER STATEMENT 

You are being asked to voluntarily give your 

opinion on the statements in this questionnaire. You 

will be giving your consent to participate in the study 

"Stressors of Caregivers Who Admit Family Members to 

Nursing Homes." The purpose of this study is to 

identify factors in the caregiver's decision to 

relinquish their role. It is hoped that the study will 

assist health care professionals to better understand 

the role of the caregiver. Approximately 45 minutes 

will be necessary to complete the questionnaire. 

Your name is not on the questionnaire and only the 

investigator will have access to the gathered data. 

You may choose not to answer some or all of the 

questions, if you so desire. Whatever you decide, the 

care of your family member or friend will not be 

affected in any way. Your questions will be answered 

and you may withdraw from the study at any time. There 

are no known risks. 

Susan Ibarrola, BSN, RN (402) 334-5807 
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QUESTIONNAIRE 

DEMOGRAPHICS 

THE FOLLOWING QUESTIONS ARE INCLUDED TO OBTAIN SOME 

INFORMATION ABOUT THE PATIENT FOR WHOM YOU WERE CARING 

PRIOR TO HIS/HER ADMISSION INTO THE NURSING HOME, AND 

ABOUT YOU, THE CAREGIVER. FOR PURPOSES OF CLARITY, I 

WILL READ YOU THE QUESTION AND THEN RECORD YOUR ANSWER. 

1. What is your present age? 

2. What is your sex? Male Female 

3. What is the patient's age? 

4. What is the patient's sex? Male Female 

5. What is your relationship to the patient 

6. How long have you taken care of the patient? 

7. How long ago was the patient admitted to the 

nursing home? 

Days Weeks Months 
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PART 1 

THE QUESTIONS IN THIS SECTION ARE INCLUDED TO OBTAIN 

INFORMATION ABOUT YOU, THE CAREGIVER. THE FIRST 

PORTION ADDRESSES YOUR HEALTH; THE SECOND PORTION 

ADDRESSES THE HELP AVAILABLE TO YOU. 

8. How would you rate your health at the time the 

patient was admitted to the nursing home as 

compared to when you began caring for the patient? 

Better than when you began caring for the 

patient 

The same as when you began caring for the 

patient 

Poorer than when you began caring for the 

patient 

9. Which of the following best describes your 

attention to your own health status during the time 

you were caring for the patient? 

Continued to visit the doctor as often as 

necessary 

Visited the doctor less often than necessary 

Was unable to visit the doctor when necessary 
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10. Which of the following best describes the way you 

felt on most days when you were caring for the 

patient? 

Very rested 

Somewhat rested 

Not rested at all 

11. How many hours of sleep per night would you have 

liked to have had? 

12. How many hours of sleep per night did you get? 
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Did any of the following feelings commonly occur 

while you were caring for the patient, and, if so, 

how would you describe those feelings? 

Decreased Remained Increased 

Over Time the Same Over Time 

Anger 12 3 

Confinement 12 3 

Fatigue 12 3 

Guilt 12 3 

Pressure 12 3 

Sadness 12 3 

Valued 12 3 

Anxiety 12 3 

Depression 12 3 

Frustration 12 3 

Isolation 12 3 

Resentment 12 3 

Satisfaction 12 3 

Worthwhile 12 3 

Bewilderment 12 3 

Embarrassment 12 3 

Fulfillment 12 3 

Loneliness 1 2 3 
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R e w a r d e d  1 2  3  

S u p p o r t i v e  1 2  3  

PART 2 

THE FOLLOWING QUESTIONS ARE TO OBTAIN INFORMATION ABOUT 

SOCIAL SUPPORTS WHICH ASSISTED YOU DURING THE TIME YOU 

WERE CARING FOR THE PATIENT. THESE QUESTIONS REFER TO 

WHAT GENERALLY OCCURRED. 

14. Did anyone assist you in caring for the patient? 

Yes No 

15. If yes, which of the following best describes the 

type of assistance received? 

Physical care (bathing, feeding, ambulating) 

Respite care (took patient for part of day or 

overnight) 

Socialization (spent time talking with the 

patient) 

Surveillance (sitter) 
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16. Which of the following persons assisted in caring 

for the patient? 

Church members 

Family, household members 

Family, non-household members 

Friends 

Health professionals 

Neighbors 

Other (please specify) 

17. Which of the following best describes the usual 

amount of assistance received in caring for the 

patient? 

Increased with time 

Remained the same 

Decreased with time 

18. Which of the following best describes having 

someone help take care of the patient? 

Gave me added time to relax and rest 

Did not give me added time to relax and rest 

Gave me less time to relax and rest 



Which of the following tasks were you usually 

responsible for in addition to caring for the 

patient? 

Caring for children 

Cooking 

Housekeeping 

Laundry 

Paid employment 

Shopping 

Transportation 

Other (specify) 
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20. Which of the following tasks, if any, were usually 

shared? 

Caring for children 

Cooking 

Housekeeping 

Laundry 

Paid employment 

Shopping 

Transportation 

Other (specify) 

21. Which of the following persons assisted in sharing 

your tasks? 

Church members 

Family 

Friends 

Neighbors 

Social agencies 

Other (specify) 
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22. Which of the following best describes the amount of 

assistance received in sharing your tasks? 

Increased with time 

Remained the same 

Decreased with time 

23. Which of the following best describes having 

someone share your tasks? 

Increased my free time 

Free time remained the same 

Decreased my free time 

24. Did you use any of the following services while you 

were caring for the patient, and, if so, how much 

help did the service provide you? 

More Trouble Provided Did Not 

Than It Was Much Help Really 

Worth Help 

Day care 1 2 3 

Financial assistance 1 2 3 

Home health aide 1 2 3 

Homemaker service l 2 3 

Meals-on-Wheels 1 2 3 

Respite care 1 2 3 
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Support group 1 2 3 

Visiting nurse 1 2 3 

Other (specify): 1 2 3 

If you did not use the services, which of the 

following best describes your thoughts about the 

service? 

Was Not Thought I Thought 

Aware That Could Not It Would 

It Was Afford To Not Be 

Available Pay For It Helpful 

Day care 

Financial assistance 

Home health aide 

Homemaker service 

Meals-on-Wheels 

Respite care 

Support group 

Visiting nurse 

Other (specify): 

2 

2 

2 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 

3 

3 

3 
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26. During the time you were caring for the patient, 

did you have anyone with whom you could discuss 

your feelings? 

Yes No 

27. Was this person a 

Family member? 

Friend? 

Health professional? 

Neighbor? 

Social worker? 

Other? (specify) 

28. After talking with , how did you feel? 

Always Usually Never Usually 

Felt Felt Felt Felt 

Better Better Better Worse 

Family member 1 

Friend 1 

Health professional 1 

Neighbor 1 

Social worker 1 

Other (specify): 1 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 

4 

4 

4 

4 

4 

4 
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THE FOLLOWING QUESTIONS ARE INCLUDED TO OBTAIN 

INFORMATION ABOUT YOUR SOCIAL RELATIONSHIPS WHILE 

PROVIDING CARE TO YOUR RELATIVE. 

29. Which of the following living arrangements were 

necessary so you could take care of the patient? 

You moved into the patient's home 

The patient moved into your home 

Both moved into a different home 

No change occurred 

Other (specify) 

30. If the patient moved into your house, which of the 

following occurred? 

There was an available bedroom 

A family member had to give up their room 

A family area was transformed into a bedroom 

Other (specify) 

31. How many other adults lived in the house at the 

time you were caring for the patient? 

32. What was their relationship to you? 

, and 
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33. How many children lived in the house at the time 

you were caring for the patient? 

34. What was their relationship to you? 

/ i 

, and 

35. Which of the following best describes your usual 

living situation while you were caring for the 

patient? 

Tension in the household decreased 

No significant change in household tension 

Tension in the household increased 

36. Which of the following best describes the reactions 

of other family members/friends toward you when you 

were caring for the patient? 

Supportive of your contribution to the care 

of the patient 

Noncommittal toward your contribution to the 

care of the patient 

Critical of your contribution to the care of 

the patient 
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37. Prior to caring for the patient, how many hours per 

day did you spend in pursuing personal interests 

and hobbies? 

1-4 hours 

5-8 hours 

9-12 hours 

Other (specify) 

38. After you started caring for the patient, how many 

hours per day were spent in pursuing personal 

interests and hobbies? 

1-4 hours 

5-8 hours 

9-12 hour 

Other (specify) 

39. Prior to caring for the patient, how often did you 

leave the home? 

Every day 

Once or twice a week 

Once or twice a month 

Other (specify) 



119 

40. After you started caring for the patient, how often 

did you leave the home? 

Every day 

Once or twice a week 

Once or twice a month 

Other (specify) 

41. List all the persons who usually visited you prior 

to caring for the patient and describe their visits 

during the time that you were caring for the 

patient. 

Decreased Remained Increased 

Over Time the Same Over Time 

2 

2 

2 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 

3 

3 

3 



120 

42. Which of the following best describes the effect 

that caring for the patient had on your vacation 

and retirement plans? 

No Change Adjustment Cancellation 

Was Was Was 

Necessary Necessary Necessary 

Vacation plans 12 3 

Retirement plans 12 3 
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PART 3 

THE FOLLOWING QUESTIONS ARE TO OBTAIN INFORMATION ABOUT 

YOUR FINANCIAL SITUATION RELATIVE TO THE CARE THAT YOU 

PROVIDED. 

43. Did caregiving responsibilities cause you to have a 

change in your employment? Yes No 

If yes, which of the following best describes the 

employment change which was necessitated by caring 

for the patient? 

You had to cut back in employment 

You had to resign employment 

You had to take on employment 

44. If you were asked to describe your financial 

situation, would you say: 

You have just enough money for the bare 

essentials and no savings 

You have enough money for the essentials and 

limited savings 

You have money and savings beyond the 

essentials 

You have enough money and savings so you 

never have to worry 
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PART 4 

THE NEXT SET OF QUESTIONS REFERS TO THE FUNCTIONAL 

ABILITIES OF THE PATIENT AT THE TIME OF ADMISSION TO 

THE NURSING HOME. THE QUESTIONS WILL HAVE SPECIFIC 

RESPONSES. 

45. Did the patient require any assistance in bathing? 

Required no assistance 

Required minimal assistance (such as washing 

back) 

Required maximum assistance (such as washing 

back, legs, arms) 

Required total assistance (unable to assist) 

46. Did the patient require any assistance in dressing? 

Required no assistance 

Required minimal assistance (such as tying 

shoelaces) 

Required maximum assistance (such as putting 

on clothes) 

Required total assistance (unable to dress or 

undress) 
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47. Did the patient require any assistance in walking? 

Ambulated unassisted 

Ambulated with minimal assistance (such as a 

cane) 

Ambulated with maximum assistance (such as 

constant physical aid) 

Unable to ambulate (bed-bound) 

48. Did the patient require any assistance in 

transferring? 

Transferred unassisted 

Transferred with minimal assistance (such as 

trying to sitting) 

Transferred with maximum assistance (such as 

total lift) 

Unable to transfer (bed-bound) 

49. Did the patient require any assistance in eating? 

Required no assistance 

Required minimal assistance (such as cutting 

meat) 

Required maximum assistance (such as putting 

food on utensil) 

Required total assistance (had to be fed) 
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50. Which of the following best describes the patient's 

control of his/her urination at the time he/she was 

admitted to the nursing home? 

Complete control of urination 

Occasional mishaps 

Frequent mishaps 

Incontinent of urine 

51. Which of the following best describes the patient's 

control of his/her bowel elimination at the time 

he/she was admitted to the nursing home? 

Complete control of bowels 

Occasional mishaps 

Frequent mishaps 

Incontinent of bowel elimination 

52. Which of the following best describes the patient's 

ability to communicate? 

Communicates needs all of the time 

Communicates needs most of the time 

Communicates needs some of the time 

Does not communicate needs 
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53. Which of the following best describes the patient's 

awareness of time, place, and person? 

Oriented to time, place, and person all of 

the time 

Oriented to time, place, and person most of 

the time 

Oriented to time, place, and person some of 

the time 

Oriented to time, place, and person none of 

the time 

54. Which of the following best describes the patient's 

behavioral pattern? 

Appropriate behavior 

A mixture of appropriate and inappropriate 

behavior 

Inappropriate behavior, non-disruptive (such 

as laughing) 

Inappropriate behavior, disruptive (such as 

abusive, aggressive) 



126 

55. How many hours per day did you usually spend 
J 

assisting the patient? 

1-6 hours 

7-12 hours 

13-18 hours 

19-24 hours 

THESE FINAL TWO QUESTIONS DO NOT REQUIRE SPECIFIC 

RESPONSES. I WILL READ YOU THE QUESTIONS AND I WOULD 

LIKE YOU TO ANSWER THEM IN YOUR OWN WORDS AND I WILL 

RECORD YOUR ANSWERS. 

56. Admitting a loved one to a nursing home can be a 

very difficult choice. Were there any specific 

things that occurred or that you were thinking 

about that made you realize that you could no 

longer care for the patient in your home? 

57. Often, individuals feel guilty when they have to 

place a loved one in a nursing home. Would you be 

willing to share with me what your feelings were 

when it became necessary for you to make this 

decision? 
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