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ABSTRACT 

This study is an examination of the informal support 

systems of 40 spouse caregivers of dementia patients in 

relation to two variables associated with maintaining their 

patient at home: (1) the caregiver's experience of psycho

logical distress, and (2) the caregiver's need for formal 

support. 

There now exists evidence to suggest that informal 

supports act to mediate the stress associated with caring 

for a dementia patient; however, research in the area of 

social supports has generally lacked careful definitions of 

the variables at work. To remedy that deficiency, distlnc

tions were made ilL this study between the quantitative and 

quali tati ve dimensions of informal supports and the 

expressive and instrumental functions of informal supports. 

Initial analyses did not support the hypotheses that 

informal supports operate independently to buffer care

gi vers I experience of psychological distress and the need 

for formal support. However, when formal support was 

redefined in terms of two types of services--professional 

counseling services and community services--significant 

findings did emerge. Level of caregiver anxiety was found 

to be significantly related to perceived need for counseling 
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services. Perceived need for community services was 

predicted by the combination of the patient's level of 

cognitive impairment, and the caregiver's experience of 

higher levels of anxiety and lower levels of informal 

expressive support. 

These results suggest that interventions directed 

toward the provision of services should be based on a 

thorough evaluation which includes the patient's level of 

functioning as well as the caregiver's emotional and 

instrumental resources. Professionals working with dementia 

patients and their families must be alerted to those 

caregivers who are at risk of severe emotional distress, and 

services should be provided to them before families collapse 

under the strain of caregiving. 



CHAPTER 1 

INTRODUCTION 

It is estimated that between 5 and 15 percent of the 

population over 65 has evidence of dementia. This figure 

rises with advancing age until by age 80, estimates are that 

20 to 30 percent of the population suffers from some form of 

dementing illness (Subcommittee on Health and Long-Term 

Care, 1984). The dementing illnesses are increasing in 

prevalence and present a major health problem for the 

upcoming decades. Currently, they affect between two and 

four million people in the U.S., and this number is expected 

to increase by 50 percent during the next 25 years unless 

major advances are made in prevention and treatment (Kramer, 

1981) • 

Dementia, as the term is ~sed in this study, refers 

to chronic brain syndrome, an irreversible disease charac

terized by cognitive impairment and memory loss. Among the 

aged, the most common forms of irreversible dementing 

illnesses are primary neuronal degeneration of the 

Alzheimer's type (50 to 70 percent of dementias) and 

multi-infarct dementia (15 to 25 percent of dementias). As 

yet there is no effective treatment for these diseases 

1 
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(Eisdorfer & Stotsky, 1977). Consequently, dementia 

patients require a program of long-term care with a greater 

need for services as the illness progresses (Aronson & 

Lipkowitz, 1981). 

Dementing illnesses impose large demands on the full 

range of long-term care services and facilities. Given the 

growing number of elderly in general, and especially the 

very old who are at greater risk for developing dementia,. it 

is likely that these demands will increase in the next 

several decades (Bergman, 1984). While dementia is the most 

frequent cause of institutionalization for long-term care I 

accounting for more than half of those individuals living in 

nursing homes in this country, almost twice as many (approxi

mately one million) persons with dementia are being cared 

for in the community by their families (Aronson & Yatzkan, 

1984; Brody, 1974; Bergmann et al., 1978). Since placement 

in an institution is generally viewed as undesirable, the 

families of these patients strive to maintain their rela

tives in the home setting as long as possible (Kennie & 

Moore, 1980). 

While home care of dementia patients may be a more 

humane and cost-effective alternative than institutionaliza

tion, the debilitating and chronic nature of the disease 

places considerable burden on family members and caregivers, 

often straining' them to the point that they can no longer 
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offer continued home support and care (Zarit, Reever & 

Bach-Peterson, 1980; Isaacs, 1971; Lowther & Williamson, 

1966; Eisdorfer & Cohen, 1981). According to Wilder, Teresi 

and Bennett (1983), the burden associated with caregiving a 

dementia patient is indicated by 

(a) psychological problems, such as demoralization, 
anxiety and depression; (b) altered lifestyle such 
as economic deprivation, lack of free time, and 
social isolation; and (c) stress-induced health 
problems, such as high blood pressure and peptic 
ulcers (p. 242). 

The physical, financial and emotional stresses of 

caring for a dementia patient are further exacerbated by a 

dearth of community-based health and social services geared 

toward both the patient and the caregiver (Eisdorfer & 

Cohen, 1981). At present, health, social and personal 

services in the community tend to be fragmented and often 

unresponsive or unavailable to dementia patients and their 

families. Families are not receiving the support and 

training they need to effectively care for their relatives 

or their own well-being (Cohen, Coppel & Eisdorfer, 1982; 

Reifler, Larson & Eisdorfer, 1981). The significant void in 

the social service system in meeting the special needs of 

dementia patients and their families has been recently 

acknowledged by the Subcommittee on Health and Long-Term 

Care (1984): 



Almost the entire burden of this disease--financial 
as well as emotional--is borne by the families of 
those afflicted. Nowhere in our society are indivi
dual citizens left so unassisted and exposed to the 
hazards of a catastrophic illness. It reflects the 
largest single gap in our health and social 
programs--the absence of a meaningful long-term care 
policy and delivery system (p. iii). 

4 

Recently, the Secretary's Task Force on Alzheimer's Disease 

(1984) has identified two primary factors that appear to 

contribute to the eventual institutionalization of dementia 

patients: (1) the lack of family caregivers and informal 

supports, and (b) the inability of families to cope for 

sustained periods of time with the behavioral and 

health-care needs of the patients. 

Spouse Caregivers 

The increasing concern about planning for long-term 

care of the aged in the community has led to an emphasis on 

their informal support system. The family's role in caring 

for the person with dementia is well documented. There is 

little doubt that available family care is a major factor in 

the decision to seek institutionalization. When impaired 

old people live alone, when family caregiving is unavail-

able, or when family members cannot give enough assistance, 

the likelihood of institutionalization is much greater 

(Brody, Poulshock & Mascioschi, 1978~ Palmore, 1976; Morycz. 

1980). 
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Contrary to the popular belief that family members 

act as a "shared-functioning unit" in caring for an elderly 

dependent, Cantor (1983) found that there is a hierarchical 

nature to the system of family support, with one member 

usually assuming the maj or burden of care. Because the 

dementia pati~nt is often still married, the spouse is the 

most frequent provider of caregiving services, representing 

the major factor preventing institutionalization (Palmore, 

1976; Johnson & Catalano, 1983; Aronson & Lipkowitz, 1981; 

Shanas, 1979). Spouses are more likely than adult offspring 

or other relatives to give more comprehensive support and to 

give it indefinitely. However, because they themselves may 

suffer from age-related physical, fiqancial and social 

limitations, they are subject to more stress and conse-

quently are at higher risk of being overburdened (Crossman, 

London & Barry, 1981; Fengler & Goodrich, 1979; Johnson, 

1983). 

Thus, while the professional must care for the 
dementia patient, he must also recognize that the 
spouse in this situation is a person very much in 
need of attention and support. It is the spouse who 
controls the quality of care the patient receives. 
Moreover, when and whether the patient requires 
institutionalization depends more on the coping 
skills of the spouse than on the condition of the 
patient (Aronson & Lipkowitz, 1981, p. 570). 

Significance of the Study 

To date, researchers have given little attention to 

understanding the special problems and needs of spouses 
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caring for a dementia patient at home. Much of the existing 

knowledge about caregiving families has been based on either 

anecdotal information that has not been substantiated by 

empirical evidence or an extrapolation of findings from the 

literature on "frail elderly," rather than on spouse care

givers of dementia patients specifically. 

Furthermore, while considerable data are nOvl 

available on the importance of the informal support system 

to the well-being of the incapacitated elderly, information 

is scarce on the nature and effects of the social supports 

available to spouse caregivers of the dementia patient. 

Given the vulnerability of these caregivers and their 

decisive role in the continued maintenance of the patient in 

the home, it seems imperative that research efforts focus on 

a more detailed understanding of the caregiver's informal 

support system. 

The present study is designed as a step toward 

understanding the needs and stresses of spouses caring for 

their dementia patient at home. Employing constructs from 

social network analysis, the qualitative, quantitative and 

functional properties of caregivers' informal support system 

are examined in relation to caregivers' 

formal services and their experience 

distress. 

percei ved need for 

of psychological 
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Knowledge of the needs of caregivers and the 

stresses they endure could guide agency administrators in 

better focusing limited manpower and economic resources on 

the specialized needs of this at-risk population. Research 

in this area could suggest change in public policy and 

enable the continued community living of a large segment of 

the elderly dependent population (Morycz, 1980). 

Furthermore, abetter under stand ing of the na ture of the 

caregiver's informal support system could offer profes

sionals more information on how to mobilize existing 

supports and supplement inadequate or unavailable ones. 

The Nature of Social Supports 

According to Cantor (1980), "a social support system 

is a pattern of continuous or intermittent ties and inter

changes of mutual assistance that plays a significant role 

in maintaining the psychological, social and physical 

·integrity of the individual over time" (p. 133). Within 

this broad definition, she identifies two major SUbsystems: 

the informal support system and the formal support system. 

The informal support system is composed of an elder's 

family, friends and neighbors--those significant others with 

whom the elder has the most frequent interaction. Formal 

supports of the elderly include governmental, community and 

voluntary service agencies, and the health and other service 

programs that are available to provide long-term care 
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services to those elderly living in the community (U.S. 

Office of Management and Budget, 1980; Cantor, 1980). 

The Informal Support System 

During the past decade, considerable research has 

emerged validating the general importance of an individual's 

informal support system. Social support has been identified 

as a factor affecting the well-being of individuals 

confronted with a large variety of social, physical and 

psychological life stressors, including cardiovascular 

disease and heart surgery, strokes, bereavement and 

widowhood, aging and retirement, suicide, and isolation 

(Andrews, 1982; Cobb, 1976). 

While the importance of social support to well-being 

can be attributed to a number of factors, several investiga

tors have hypothesized that such supports act to moderate or 

"buffer" the psychological impact of stressful life events 

(Brown & Harris, 1978; Cobb, 1976; Dean, Lin & Ensel, 1980; 

Eaton, 1978; Myers, Lindenthal & Pepper, 1975; Caplan, 1974; 

Cassel, 1976; Henderson, 1977). This mediating effect has 

been termed the "social support hypothesis": individuals 

with a strong social support system are believed to be 

better able to cope with stressful events; those individuals 

with little or no social support are believed to be more 

vulnerable to life changes, particularly undesirable ones 

(Thoits, 1982). Thus, the combination of low social support 
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and one or more life strains is believed to significantly 

increase symptoms of psychological distress (Cobb, 1976; 

Dean & Lin, 1977). 

Clearly, the stress of living with and caring for a 

cognitively impaired family member can be viewed as a life 

strain. As Kushner (1981) points out, there are similari

ties of individuals and families caring for functionally 

impaired relatives with those who face the care of a family 

member with chronic schizophrenia, substance addiction, 

cancer, and mental retardation. Chief among the factors 

believed to moderate the relation between these life crises 

and the family's capacity to cope with them has been the 

presence of a helpful natural support system (Caplan, 1974; 

Cobb, 1976). 

There now exists a number of studies which have 

examined the role of social support in buffering the stress 

and burden of caring for a dementia patient (Wilder, Teresi 

& Bennett, 1983; Barnes et al., 1981; Levine, Dastoor & 

Gendron, 1983; Morycz, 1983, 1985; Lazarus et al., 1981 i 

Sands & Suzuki, 1983; Zari t, S., Reever & Bach-Peterson, 

1980; Zari t, J., 1982). Al though these studies provide a 

wealth of hypotheses concerning the moderating effect of 

social supports, they suffer from methodological problems 

characteristic of much of the gerontological research on 

social supports. 
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In addition to its role as a moderator of psychologi

cal distress, social support has received recent attention 

as a possible mediating factor between stressful life events 

and professional help seeking. According to Gourash (1978), 

social support networks are thought to preclude the need for 

professional assistance by the provision of instrumental and 

expressive support. Family members and other informal ties 

which provide services to the individual directly are 

believed to function as a "buffer" between the individual 

and the necessity for formal support (Wagner & Keast, 1981; 

Gourash, 1978). 

As Cantor (1980) points out, older Americans are 

fiercely independent and desirous of managing on their own 

as long as possible. According to her model of hierarchical 

compensa tion, when older people are in need of addi tional 

assistance, they turn first to those with whom they have a 

primary relationship, such as a child, friend or neighbor. 

The agencies that comprise the formal support system are 

mainly used as personal or family resources become strained 

or nonexistent, or if requisite skills and know how are 

lacking within the informal system. 

Social, Support Variables 

Although there is evidence to suggest that social 

supports function to moderate the impact of stressful life" 

events, social support research has suffered from inadequate 
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definition and measurement of social support variables. In 

an extensive review of the social support research, Thoits 

(1982) concludes that one of the most important distinctions 

that investigators must make is between the quantitative and 

qualitative dimensions of the informal support system. 

Quantitative and Qualitative 
Dimensions of Social Support 

The quantitative properties of social networks were 

first described by the British anthropologist J. Barnes 

(1954), who used concepts from mathematical graph theory to 

describe an individual's "social field." As interest in 

social networks has increased, subsequent investigators have 

expanded Barnes' concept of social networks to include a 

number of structural and interactional properties: size, 

proximity, frequency of contact, durability, multidimension-

ality, and reciprocity. Al though the concept of social 

network has been examined in relation to physical health 

(Kaplan, Cassel & Gore, 1977), use of health and social 

services (McKinley, 1973), and psychiatric admission 

(Tolsdorf, 1976), the formal application of the tools of 

network analysis has been exceedingly rare in the fields of 

mental health and gerontology (Mitchell & 'I'rickett, 1981; 

Froland, 1979). Furthermore, evidence concerning the contri-

butions made by the quantitative properties of the informal 

support system to mediating the effects of stressful life 
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events is neither clearcut nor consistent (Ward, I.aGory & 

Sherman, 1982; Thoits, 1982). 

are 

According 

due in large 

to Thoi ts (1982), these inconsistencies 

part to a failure by investigators to 

consider the qualitative or subjective aspects of informal 

support. Most research has assessed the quantitative 

properties of informal supports--a line of inquiry which is 

based on the questionable assumption that having a relation

ship is equivalent to getting support (Schaefer, Coyne & 

Lazarus, 1981). However, as Thoits (1982) points out, not 

all social ties are necessarily supportive. She emphasizes 

the importance of considering an individual's appraisal 'of 

the quality of a relationship as well as its structural 

properties. This position is shared by Schaefer, Coyne and 

Lazarus (1980), who have described the qualitative dimension 

of social support as "perceived social support": "an evalua

tion or appraisal of whether and to what extent an 

interaction, pattern of interactions or relationship is 

helpful" (p. 384). 

Types and Functions of Informal Supports 

An additional inadequacy of previous research in the 

area of social supports has been a failure by investigators 

to distinguish among the various types or functions of 

social support. Again, Thoits (1982) maintains that not all 
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types of support are equally effective. While most research

ers have emphasized the emotional support or feelings of 

intimacy derived from social supports, theorists seem to 

agree that social support can have a number of independent 

components serving a variety of supportive functions (Weiss, 

1974; Caplan, 1974; Tolsdorf, 1976; Walker, 1977; Brim, 

1974). Caplan (1974), for example, suggests that "signifi

cant others help the individual mobilize his psychological 

resources and master his emotional burdens; they share his 

tasks; they provide him with extra supplies of money, 

materials, tools, skills and cognitive guidance to improve 

his handling of the situation" (p. 6). 

As a means of distinguishing among the various 

functions of social supports, Dean and Lin (1977) have 

introduced the terms "expressive" and "instrumental." 

Expressive functions are defined as those interactions which 

are geared to the satisfaction of individual needs (e.g., 

affection and support, caring and concern, encouragement and 

understanding, acceptance and companionship). Instrumental 

functions comprise those interactions which are aimed at the 

fulfillment of specific tasks (e.g., advice and information, 

tangible assistance, financial aid, provision of a service). 

The concepts and definitions developed above are 

helpful in that they provide investigators a framework 

within which the various dimensions of the informal support 
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system can be examined. For the purposes of this study, the 

importance of examining the different dimensions and 

functions of informal supports lies in distinguishing among 

their various contributions 

for formal services and 

distress. 

to caregivers' 

experience of 

percei ved need 

psychological 

Most research concerning the relative contributions 

of informal supports to the subjective well-being of older 

people have investigated quantity rather than quality of 

rela tionships. As a result, information available about 

informal supports is limited (Ward, LaGory & Sherman, 1982). 

Similarly, studies attempting to link the need for 

professional help to various social network characteristics 

have yielded inconsistent findings (Gourash, 1981). 

Research on the functional characteristics of social 

supports are even more limited, and have tended to emphasize 

the expressive functions of support and have ignored the 

role of instrumental supports. Consequently, there is 

little information about the relative contributions of 

different types of support to caregivers' experience of 

psychological distress and perceived need for formal 

services. 

Statement of the Problem and Hypotheses 

The purpose of this study was to examine the infor

mal support system of an especially vulnerable population--
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spouse caregivers of dementia patients. The study investiga

ted the types and characteristics of informal supports which 

were 

were 

important in providing 

associated \,li th (a) 

help to caregivers and which 

caregivers' experience of 

psychological distress, and (b) caregivers' perceived need 

for formal support. Four major hypotheses were tested: 

1. The qualitative dimension of informal social support 

will be more important than the quantitative 

dimension in predicting caregivers! experience of 

psychological distress. 

2. The expressive function of informal support will be 

more important than the instrumental function in 

predicting caregivers' experience of psychological 

distress. 

3. The qualitative dimension of informal support will 

be more important than the quantitative dimension in 

predicting caregivers' perceived need for formal 

support. 

4. The instrumental function of informal support will 

be more important than the expressive function in 

predicting caregivers' perceived need for formal 

support. 

Summary 

The dementing illnesses are increasing in preva

lence, presenting a major health problem for the upcoming 
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decades and imposing large demands on long-term care 

services. The extremely debilitating and chronic nature of 

dementia places tremendous financial, social, physical, and 

emotional stress on caregi vers--typically spouses, who are 

themselves frail, elderly, and at high risk of being 

overburdened. The stress of caregi ving is further 

exacerbated by a lack of formal community services designed 

to assist patients and caregivers. 

While much gerontological research has emerged in 

the past several years confirming the critical role of the 

older person's informal support system as a provider of 

emotional help and instrumental services, little information 

is available on the informal support systems of dementia 

caregivers. 

The purpose of this study was to examine the 

informal support systems of spouse caregivers in relation to 

two variables associated with maintaining their dementia 

patient at home: (a) the caregiver's experience of 

psychological distress, and (b) the caregiver's perceived 

need for formal support from the community. It was believed 

that information generated by this research would better 

enable professionals to develop treatment strategies and 

services aimed at supporting caregivers of dementia 

patients. 



CHAPTER 2 

LITERATURE REVIEW 

This review is divided into three sections. The 

fir.st is a discussion of research findings ,.,hich subs tan-

tiate the two major premises of this study; namely, (a) that 

home care of a dementia patient places considerable stress 

on caregivers, and (b) that there current~y exists a 

significant need for formal community services aimed at 

meeting the special needs of dementia patients and their 

caregivers. 

The studies discussed in the other two sections are 

specifically relevant to the hypotheses under investigation 

in this research. Section two is a review of those studies 

which have examined the relation between informal support 

and caregivers' experience of psychological distress. In 

the final section, those studies which have investigated the 

relation between informal supports and caregivers' perceived 

need for for.mal services are discussed. 

While 

The Stress of Caregiving and the 
Need for Formal Support 

there now exists considerable evidence 

documenting the stress of caregiving, there appear to be no 

17 
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published studies that have directly assessed caregivers' 

perceived need for formal support. The information 

presented here concerning the need for formal support is 

based on conclusions from findings of studies which have 

investigated the problems and stress of caring for a 

dementia patient in the community. 

In a British study, Grad and Sainsbury (1965) 

studied the stress associated with caring for an aged family 

member suffering from cogni ti ve impairment. The overall 

effect of patients on family members was rated with respect 
-. 

to caregivers' work, leisure, income, health, and social 

relations. Disruption of domestic routine and social and 

leisure activities were cited most frequently by caregivers 

as sources of stress. While it was found that it was the 

elderly dementia patient, in constant need of care, who 

consti tuted the most taxing group of community-based 

patients, they also found that when community services were 

provided, patients were kept at home more frequently and 

families were able to endure greater burden. Services 

identified as helpful to caregivers included systematic 

visits by social workers, help with housing, money, 

employment and domestic problems, and support, advice and 

counseling. 

Sanford (1975) measured the tolerance of caregivers 

toward problems encountered in giving care to mentally 



19 

impaired older people. Among those patient problems 

caregivers cited as most difficult to tolerate were sleep 

disturbance (night wandering and noctural micturi tion) and 

incontinence. Problems attributable to the caregiver-

depression, anxiety, and conflicts with other family 

members--were also identified as contributing to family 

burden. Sanford emphasized the importance of identifying 

the major source of burden, noting that often the specific 

cause of stress is a situation which can be alleviated by 

appropriate intervention. For example, he suggested that 

difficulties associated with patient problems can be 

rendered less troublesome by appropriate pharmacological 

intervention and by instructing caregivers in the use of 

home health aids. Problems such as depression, anxiety, and 

family conflicts can often be reduced by support from social 

service agencies and family counseling. 

Lezak (1978) addressed the problems of living with a 

characterologically brain-injured patient. She found that 

characterological defects tended to disrupt normal patterns 

of family interaction and created adjustment problems for 

close family members. Past social and psychological ties, 

expectations and vulnerabilities made caregivers susceptible 

to stress and depression. She emphasized the importance of 

counseling family members in caregiving roles, including 

helping them to readjust their expectations, providing them 
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with information about their patient's illness, teaching 

them management techniques, and helping caregivers to 

identify their own needs. She proposed that counseling the 

family improves the quality of their adjustment such that 

the pattern of interaction between family and patient 

improves. 

These studies are helpful in identifying the stress 

and service needs associated with caring for a mentally 

disabled relative. Only recently, however, have investiga

tors begun to examine these issues specifically in a sample 

of dementia caregivers. 

In a review of the literature on senile dementia and 

family burden, Morycz (1980) identified the financial, 

physical and emotional burdens of caregiving as major 

factors in the decision to institutionalize the dementia 

patient. He concluded that a number and variety of inter

ventions are possible and can be used to alleviate many 

problems of the family and help create a more responsive 

system of support for the patient (e.g., housekeeping, 

personal care services, and vacation or relief stays in 

nursing homes or extended care facilities). 

In a sample of caregivers of elderly persons with 

dementia, Zarit, Reever and Bach-Peterson (1980) studied 

factors contributing to feelings of burden. Using a 

29-item, self-report inventory, they assessed feelings 



family members had about their health, 
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psychological 

well-being, social life, and relationship with the demented 

relative. Items on which the caregivers reported the most 

burden were lack of time for oneself, the excessive depen

dency of the patient, and fears about further deterioration 

in the patient's behavior. The amount of burden of 

caregivers was found to be less when more visits were paid 

to the dementia patients. by other rela ti ves. Zari t et al. 

(1980) concluded that primary caregivers would best be 

served by interventions aimed at strengthening the 

caregiver's social support system. Several methods of 

intervention were suggested, including network sessions, 

support groups, and the use of public health nurses, natural 

neighbors, and community volunteers. 

Aronson and Lipkowitz (1981) also examined the 

stress associated with caring for a dementia patient in the 

communi ty. Identify ing a number of psychological, social 

and economic factors affecting dementia patients and their 

families, they advocated an interdisciplinary approach to 

home care in which services of health professionals (e.g., 

physicians, social workers, psychologists) home care 

attendants, lawyers and various institutional personnel were 

all viewed as essential to effective intervention. Further

more, they emphasized the importance of including family 

members in the treatment plan. 
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In a study designed to assess impact of dementia on 

the family, Rabins, Mace and Lucas (1982) interviewed 

primary caregivers of 55 patients suffering from irrevers

ible dementia. Findings indicated that families face a 

number of problems related to the patient's behavior and 

mood i caregi vers themsel ves experienced emotional and 

physical stress. Among the problems caregivers reported for 

themselves were chronic fatigue, anger, depression, family 

conflict, loss of friends and hobbies, worry about their own 

health, and difficulty assuming new roles and responsibili

ties. The authors identified a number of specific 

behavioral problems of dementia patients and emotional 

stresses of caregivers that can be lessened by currently 

available social, psychological and pharmacological 

interventions. For example, they concluded that relief 

services, such as home health aides and day care centers 

"increase the family's ability to care for the cognitively 

impaired at home, lessen the difficulties they face, and 

help keep down escalating nursing costs" (p. 335). 

In addition to the need for community assistance in 

the form of instrumental services, the family's need for 

emotional support and professional counseling services is 

gaining recognition as an important aspect of long-term care 

treatment of dementia patients living in the community. 
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In a discussion of the management of patients and 

family members coping with dementing illness, Eisdorfer and 

Cohen (1981) identified a number of community services as 

potentially helpful in maintaining the dementia patient at 

home (home repair, homemaker and home health services, meal 

preparation, day c.are, telephone checking, transportation 

services, laundry services, and respite services). They 

also stressed the importance of professional counseling to 

help family members adjust and cope with progressive changes 

in the patient, simplify communication interactions, 

restructure the physical environment, routinize patient 

activities, and establish work roles and exercise programs 

for the patient. The authors maintained that many 
-"L\ 

behavioral problems (e. g., aggressiveness, wandering, poor 

communication) can be dealt with successfully if clinicians 

and family members work together. They pointed out that 

professionals need to be alert to family crises which may 

develop as a result of the patient's illness and be 

available to provide family, marital or personal counseling 

as needed. 

Kennie and Moore (1980) have identified changes in 

family dynamics as a maj or source of conflict and stress 

that affect dementia patients and their families. They 

maintained that family therapy can help alleviate both the 

patient's and family's experience of stress. They suggested 
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counseling directed toward specific educational goals, such 

as understanding the 

how to talk and 

prognosis, . and 

reason with 

practical guidance on 

a dementia patient. 

Organizational strategies were also viewed as important, 

including plans among family members to share in patient 

care. 

Working with dementia patients and their families, 

Teusink and Mahler (1984) found that reactions of families 

coping with the disease are similar to the mourning process 

experienced by families coping with death. They concluded 

that the stages of the grief process must be recognized and 

addressed by mental health professionals, so that families 

can mourn their loved one, make necessary decisions for 

care, and reestablish family equilibrium. 

LaBarge (1981), in her work with dementia patients 

and their families, concluded that counseling can help not 

only family members and caregivers, but also patients. She 

maintained that in the beginning stages of the illness, 

while there is still some intact intellectual functioning, 

patients often realize there are problems and supportive 

therapy can play an important role in helping to relieve 

emotional burdens. As the patient becomes more cognitively 

impaired, and care becomes more involved, 

mended group counseling for caregivers. 

LaBarge recom

Counseling 

and dealing caregivers should focus first on identifying 
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with feelings of grief, anger, and guilt~ second, on helping 

family members assume nevi roles and responsibilities; and 

finally, on patient management. 

The use of support groups as a clinical intervention 

for families of mentally impaired elderly has become a 

recent and popular phenomenon. In part, family support 

groups have materialized because existing social services 

have not addressed the needs of caregivers (DHHS Publica

tions, 1984). The perceived value of these groups by family 

members is evidenced by their rapid expansion. 

According to Davis (1983), support groups appear to 

provide a number of functions. They allow caregivers to 

share concerns, clarify problems and roles, and develop 

skills for problem solving and coping. In addition, these 

groups provide valuable education to caregivers regarding 

etiology and symptoms of dementia, and information regarding 

community resources which may be useful to them in dealing 

with their impaired relative. 

In an 8-week support group program for family 

members, Barnes et ale (1981) found that group participation 

was especially helpful for spouses. Among those group 

experiences members cited as most valuable were an improved 

understanding of the disease and its progression, and the 

sharing of feelings and sense of support and acceptance by 

others. The group helped members to resolve feelings 



26 

created by the illness, to become more aware of their O\'ln 

needs and regain some self-identity. Group members also 

benefi ted from the exchange of practical information 

regarding social, legal, and financial problems and availa-

bility of community resources. 

Lazarus et ale (1981) also reported tha t a 

discussion group for relatives of dementia patients served a 

valuable educational and supportive role. . Participants 

increased their understanding of the illness and learned new 

ways to communicate with their relative. These experiences 

apparently contributed to caregivers feeling greater control 

over their lives, enabling them to successfully mourn the 

loss of their loved one and begin to disengage. 

Informal Support and the Experience 
of Psychological Distress 

It is clear that the dementing illnesses have a 

notable emotional impact on family caregivers, often 

straining them to the point where they can no longer offer 

continued support. It is also well documented that the 

presence of social supports can act to reduce the experience 

of stressful situations (Cobb, 1976; Caplan, 1981). Caplan 

(1981), for example, reviewed studies of stress intervention 

and concluded that vulnerability to illness of the indivi-

dual under stress may be reduced if he or she receives 

social support in mastering the stressful situation. 
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Despite evidence in support of such an hypothesis, 

scant attention has been given to examining the relation 

bebleen informal support and psychological distress in a 

sample of dementia caregivers. The few studies which have, 

in part, addressed this issue are discussed. 

In their study of factors contributing to feelings 

·of burden of caregivers of dementia patients, Zarit, Reever 

and Bach-Peterson (1980) found that the extent of burden 

reported by caregivers was significantly related to social 

support. Of the variables considered, including the degree 

of cognitive and functional impairment, occurrence of 

behavior and memory problems, and duration of illness, only 

frequency of visits from other family members had an effect 

on the caregiver's experience of burden. These findings 

suggested that the ability of caregivers to cope with the 

situation may depend on the informal supports available to 

them. However, no information vias obtained on types of 

support provided by family members or on caregivers' 

perceptions of the quality of the support interactions. 

J. Zarit (1982) examined the effects of family role 

change, social support, memory and behavior problems, and 

quali ty of relationships as predictors of burden and dis

tress among spouse caregivers. A social support inventory 

was used to assess both the formal and informal components 

of the caregiver's social support system. 
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Informal social support was measured by asking 

caregi vers about the frequency of contact they had with 

family and friends (quantity of social support), as well as 

whether they had someone to talk to when they became upset 

and whether there was someone who understood what they were 

going through--an index of expressive support. Formal 

social support was assessed by asking caregivers about the 

frequency of services provided by outside persons or 

agencies, e.g., senior day care, paid in-horne health care, 

paid companionship for the patient, and respi te--a measure 

of quantity of instrumental support. 

Quali ty of social support was assessed by asking 

caregivers to indicate whether they were getting all the 

help they needed (combined for both informal and formal 

support). As she hypothesized, J. Zarit found that the 

quality of social support (perceived sufficiency of support) 

was a more 

experience 

important variable 

of psychological 

contributing to caregivers' 

distress than either the 

quantity of informal or formal supports, or the expressive 

function of informal supports. 

Morycz (1985) found that the desire of a caregiver 

to institutionalize a patient with Alzheimer i s disease was 

greatest when the caregiver experienced increased burden or 

strain, when a patient was widowed, when there was more 

physlcal labor involved in caregiving tasks, and when the 
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patient lived alone. Caregivers' experience of strain was 

found to be the most significant variable predicting the 

desire to institutionalize, while the availability of social 

support was found to be the most stable predictor of 

caregiver strain. The availability of someone to stay with 

the patient (front-line help) and the . existence of back-up 

relief had the strongest associations with lower degrees of 

strain. These findings provide further evidence for the 

role of social supports as mediators of burden. They also 

suggest that the stress of caregiving a dementia patient may 

better be managed by the provision of instrumental services 

(respite and companionship services) than by emotional 

support .. 

Informal support and the Perceived 
Need for Formal support 

To this researcher's knowledge, there has been no 

study conducted attempting to link dementia caregivers' 

informal support system and perceived need for formal sup-

port. Much of the existing knowledge about the relationship 

between informal support characteristics and formal support 

has been based on findings from studies which have examined 

frail elders' use of formal services, particularly health 

care utilization. Those studies which have formed the basis 

for the hypotheses developed for this study are reviewed. 
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O'Brien and Wagner (1980) studied a sample of urban 

frail elderly in order to ascertain information about 

patterns of social interaction and sources of assistance. 

They found that higher rates of informal interaction (size 

and frequency) were associated with lower rates of aid from 

formal services and higher rates of aid from informal 

sources. These findings suggest that the. quantity of 

informal support does influence elders' use of formal 

services. However, as the authors point out, these data 

must be interpreted cautiously. It may well be that 

informal supports act to preclude the elders' access to 

formal service agencies, rather than to provide more humane 

and inexpensive alternatives. 

Wagner and Keast (1981) examined the mediation 

function of informal supports of community-residing elderly. 

Mediation was viewed as consisting of two separate sets of 

activities: (a) linking the elderly person to necessary 

organizations, and thus assisting the individual to negoti

ate bureaucratic complexities, and (b) providing necessary 

services to the individual directly, thus preceding the 

involvement of formal services. Similar to the findings of 

O'Brien and Wagner (1980), these authors concluded that the 

informal support system of the elderly is more likely to 

function as a provider of services, precluding the use of 

formal supports when possible. 
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Soldo (1985) examined the factors affecting service 

utilization patterns in a sample of disabled elderly living 

in the community. She found that the probability of formal 

service use by the elderly was related to the severity and 

type of care needs and to the availability of informal care 

providers, e. g., relative, friends and neighbors. Instru

mental services provided by an elder's informal support 

network (assistance with the acti vi ties of daily living) 

were seen as having a substantial dampening effect on the 

probability of the elder's' use of formal supports. The 

disabled older person who depended in whole or in part on 

his or her informal support network had a substantially 

lower chance of tapping into the formal service network. 

Somewhat contradictory findings regarding the rela

tionship between informal supports and utilization of formal 

support were provided by Rundall and Evashwich (1982). 

'Combining the quantitative dimensions of informal support 

(reported level of contact with the social network) and the 

qualitative dimension of informal support (degree of 

satisfaction with that contact), these investigators derived 

a typology of social neblork relationships containing four 

categories: (1) engaged (high quality, high quantity), 

(2) disengaged (low quantity, high quality), (3) abandoned 

(low quality, low quantity), and (4) trapped (high quantity, 

low quality). The authors reported significant differences 
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between three types of relationships in the family network 

in their sample and number of physician visits. The 

findings supported their hypotheses of utilization of 

services in descending order of visits for the engaged, 

abandoned, and disengaged. They concluded that being 

engaged in a social support system, characterized by high 

involvement and satisfaction, facilitates the ability to use 

formal supports when needed. 

Coe et ale (1984) also examined the effects of 

health services utilization and simultaneous participation 

by elderly in network systems. Using the typology of social 

networks developed by Rundall and Evashwich (1982), results 

of this study showed that the highest rates of use of formal 

health services to be among the abandoned, those elderly who 

had a perception of too little contact with their informal 

support system and expressed a desire for more contact. 

Although there is evidence to suggest that informal 

s~pports function to moderate elders' need for formal 

service, research findings are inconsistent. These inconsis

tencies underscore the importance of examining the various 

dimensions of the elder's informal support system in 

relation to their perceived need for formal support. 

Summary 

Despi te an abundance of evidence to suggest that 

social support can mediate the experience of stress, only 
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recently have investigators sought to identify social 

support as a factor specifically affecting the psychological 

well-being of caregivers of dementia patients. And while 

these studies are rich sources of hypotheses concerning the 

mechanisms of social support, they suffer from definitional 

and operational problems characteristic of much of the 

gerontological research on social supports. Consequently, 

we know very little about the relationship between informal 

supports and the stress associated with caregiving a 

dementia patient. 

Data are just beginning to emerge regarding the link 

between elders' informal support system characteristics and 

formal support. However, these studies are also limited by 

problems of definition and measurement and have failed to 

yield consistent findings. The maj ori ty of these studies 

have examined the quantitative dimension of informal sup

ports and their relation to service utilization in samples 

of frail elderly. As a result, there is no information 

available on the relationship between the quality of 

informal supports and perceived need for formal supports 

among dementia caregivers. 

The study undertaken here differs from previous 

research in three maj or respects. First, the findings are 

based on measures of dementia caregivers' relationships with 

members of their informal support system--family, friends 
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and neighbors--those caring units which have been identified 

as a critical variable providing support to elders and 

preventing insti tutionali za tion. Second, the results are 

based on measures which assess the quantity and quality of 

dementia caregivers' informal supports, as well as the 

functional components of the informal support system and 

their relation to psychological distress and perceived need 

for formal support. Finally, while help seeking of 

professional services has been examined in terms of elders' 

utilization of formal supports, this study assesses formal 

support services in terms of dementia caregivers' perceived 

need. 



CHAPTER 3 

METHOD 

In this chapter, the methodology used to test the 

hypotheses is discussed. Included are descriptions of 

(a) the sample population studied; (b) the instruments used 

to assess the variables under investigation, (c) the 

procedures employed (e.g., subject recruitment and test 

administration); and (d) the statistical technique used for 

data analysis. 

§ubiects 

The issues reviewed above were investigated in a 

sample of 40 spouse caregivers, 22 females and 18 males, who 

were caring for their dementia patients at home. The ages 

of caregivers ranged from 60 to 90 years; the mean age of 

the total population was 72.6 years. All caregivers were 

white, over 50 percent had some college or post high school 

education, and 77 percent perceived their physical health as 

good or excellent. Only 10 percent of the caregivers 

reported marked financial stress, e. g. r diff icul ty making 

current payments, not having enough financial resources to 

meet emergencies. 

35 
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For this study, dementia was defined as memory loss 

and cognitive impairment consistent with clinical diagnoses 

of Alzheimer I s disease, multi-infarct disease, or a 

combination of both. Diagnoses were confirmed by medical 

and, in all but five cases, neuropsychological evaluation 

records. In the present sample, 23 patients were diagnosed 

as having Alzheimer's disease, 11 were diagnosed as having 

multi-infarct disease, and six were diagnosed as having a 

combination of both Alzheimer's and multi-infarct disease. 

The patient's current level of cogni ti ve functioning was 

assessed by the Mini-mental State Examination (MMS) 

(Folstein et a1., 1975). Patient scores on the MMS ranged 

from 0 to 28, with a mean score of 12 out of a possible 30. 

Measures 

Independent Variables 

The Social Support Rating Scale (SSRS). This 

measure is a subtest of the Philadelphia Geriatric Center 

Mul ti-Level Assessment Instrument (Lawton, 1982). The 16 

questions were designed to measure three quantitative 

properties of the subject's social domain: size of informal 

support system, proximity of family and friends, and 

frequency of contact with family members and friends. 

Subject responses were rated by scaled points. Low ratings 

indicated little or no support; high ratings indicated a 

high degree of involvement with the informal support system. 
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The subject's quantitative social support score was a sum of 

all ratings recorded for interactions with both family 

members and friends. Sample items include: "About how 

often do you talk. with (relative) on the phone?"; "In the 

last year, how often have you dropped in or visited friends 

who live in this neighborhood or elsewhere in Tucson?" (see 

Appendix A). 

Lawton (1982) has provided norms on the Social 

Support Rating Scale for a sample of 426 elderly community 

residents: mean score, 56.82; standard deviation, 15. 75. 

In the present sample, the mean score was significantly 

higher than that of Lawton's sample: mean, 63.85, standard 

deviation, 11. 93 (.!; 3.72; E = <.001). This would suggest 

that in comparison to Lawton I s sample, the present sample 

had more informal supports available to them. 

The reliability and validity of the Social Support 

Rating Scale have beerr affirmed by Lawton et ale (1982) in a 

study of the psychometric properties of the Multi-Level 

Assessment Inventory. Reliability of the SSRS was (.77) for 

internal consistency (alpha) and (.73) for test-retest. 

Internal validity, based on correlations between interviewer 

ratings on the SSRS and independent blind ratings by 

clinical psychologists was (.56). 

Informal Support Inventory. This instrument was 

designed by the researcher to assess the types and degree of 
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helpfulness of the caregiver's informal support system. 

relatives, friends, and 

Support Rating Scale, 

Drawing from the list of family, 

neighbors generated by the Social 

participants were asked to identify those five individuals 

who were the most important sources of support and 

assistance in their lives at the time of the interview. In 

order to measure perceived social support (quality), 

subjects were asked to rate the degree of helpfulness on a 

5-point scale (5 = "not at all" to 1 = "frequently") of each 

person identified, along five different support interac

tions: emotional support, encouragement, companionship, 

advice, and tangible assistance (see Appendix B). These 

five support functions have been identified as factors 

affecting one's successful coping with stressful situations 

(Hirsch, 1980; Figley, 1980; Caplan, 1974). A total 

qualitative score was derived by averaging the combined 

ratings of degree of helpfulness across all five interaction 

functions. This approach to measuring the 'quality and 

functions of social supports has been illustrated by 

Schaefer, Coyne and Lazarus (1981). Each of the five 

support interactions was also viewed as providing one of two 

functions of social support: advice and tangible aid 

comprised the instrumental functions of support; emotional 

support, encouragement, and companionship comprised the 

expressive functions of support (Dean & Lin, 1977). 
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A separate qualitative score for expressive support 

was derived by averaging the combined ratings of degree of 

helpfulness for those interactions defined as providing 

expressive support, e.g., emotional support, encouragement, 

and companionship. A separate qualitative score for 

instrumental support was also derived by averaging the 

combined ratings of degree of helpfulness for advice and 

tangible aid. Low scores reflected a high degree of qualita

tive support; high scores indicated a low degree of 

qualitative support. 

The Informal Support Inventory was developed specifi

cally for this study, and prior reliability and validity 

data are not available. The items were selected for 

inclusion because of their face validity (Figley, 1980j Dean 

and Lin, 1977) or utility as demonstrated in other studies 

(Schaefer, Coyne and Lazarus, 1981). 

Dependent Variables 

Formal Support Inventory. An interview-format 

questionnaire was developed by the researcher to determine 

the caregiver's perceived need for formal support services. 

A number and variety of both professional counseling 

services and community social services were assessed. 

Professional counseling items included in the inventory were 

selected from current literature related to managing the 

patient and family dealing with dementia (Eisdorfer & Cohen, 
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1981; Reichel, 1983; Eisdorfer, Cohen & Preston, 1981; 

LaBarge, 1981; Hayter, 1982; Reifler & Wu, 1982; Barnes et 

al., 1982). Community service items were selected from the 

Mul ti -Dimensional Functional Assessment: The OARS Method

ology, Section B, Community Services (Duke University, 

Center for the Study of Aging, 1978). In addition, those 

services which have been identified in the literature as 

particularly helpful to dementia patients and their families 

were included; 

incontinence. 

e.g., respite, day care, 

Caregivers were asked 

laundry service for 

to indicate their 

perceived need for a particular service on a 5-point scale, 

ranging from 1 ("no need") to 5 ("severe need"). A total 

score representing caregivers' need for formal services was 

computed by averaging the combined ratings across all 

inventory items (see Appendix C). 

While formal validity and reliability testing has 

not been completed on the community services section of the 

OARS, the Comptrol~er General (1977) noted that in the GAO 

study in Cleveland, Ohio the 118 agencies who used the OARS 

service definitions reported no difficulties in appropri

ately identifying the services they provided to the elderly. 

Brief Symptom Inventory (BSI). This self-report 

inventory is widely regarded as a reliable and valid measure 

of psychological distress (Derogatis, Lipman, Covi, Rickels 

& Uh1enhuth, 1970). Subj ects were required to indicate 
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their degree of distress during the past two weeks on each 

of 53 items. Responses range from 0 ("not at all") to 4 

("extremely") (see Appendix D). The Brief Symptom Inventory 

was chosen for, this study because -it provides both an 

overall measure of distress (Global Severity Index), as well 

as nine categories of symptom dimension which have been 

identified by factor analysis: (1) somaticism, (2) 

obsessive-compulsive, (3) interpersonal sensitivity, (4) 

depression, (5) anxiety, (6) hostility, (7) phobic anxiety, 

( 8) paranoia, and (2) psychosi s. It is important to note 

that while clinical terminology has been used to describe 

each of the nine symptom dimensions, the labels assigned to 

the factors do not accurately describe a respondent's level 

of distress. Items selected for inclusion in each factor 

represent a broad range of symptomology, from mild to severe 

manifestations. For example, on the psychosis scale, items 

indicative of mild interpersonal alienation were included, 

as were symptoms reflective of dramatic psychosis (e.g., 

thought-broadcasting). Therefore, the use of the term 

psychosis in describing a withdrawn, isolated lifestyle must 

be interpreted cautiously. Symptoms (items) comprising each 

of the nine symptom dimensions of the BSI are presented in 

Appendix E. 

Pearson and Gatz (1981) have reported norms on the 

Global Severity Index for a sample of non-demented elderly 
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have reported norms, 
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Hale, Cochran and Hedgepeth (1984) 

standardized on a sample of older 

normal subjects, for all nine symptom dimension scales. In 

the present study, mean scores on the global and nine 

symptom dimension scales were within the normal limits 

reported by Pearson and Gatz (1981) and Hale, Cochran and 

Hedgepeth (1984). 

Descriptive statistics 

presented in Table 1. 

for 

Procedures 

all variables are 

Subj ects were recruited from spouses of dementia 

patients who were participating in the Memory Disorders 

Clinic, Arizona Health Sciences Center, and members of the 

Tucson chapter of the Alzheimer's· Disease and Related 

Disorders Association (ADRDA). All subjects were identified 

as primary caregivers i e.g., the person with whom the 

patient lives and has the most contact. Caregivers were 

asked to voluntarily participate in this study, and written 

informed consent was obtained prior to participation in the 

study. Participants were advised of their rights to 

withdraw from the study at any time, to ask questions about 

testing procedures, and to share in the results of the 

study. 
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Table 1. Means and standard deviations on variables. 

Variable Mean S.D. Range 

Social Support Variables 

Quanti ty (Social 63.85 11.93 36.00-85.00 
Support Rating Scale) 

Quality (Informal 27.89 5.76 14.10-45.50 
Support Inventory) 

Expressive (Informal 12.07 3.08 6.60-23.00 
Support Inventory) 

Instrumental (Infonnal 15.82 3.29 7.50-22.50 
Support Inventory) 

Formal Support (Fonnal 4.10 1.09 1.00-7.62 
Support Inventory) 

Counseling Need (Fonnal 2.43 .80 1.00-4.80 
Support Inventory) 

Service Need (Formal 1.67 .42 1. 00-2 .82 
Support Inventory) 

Psychological Distress Variables--
Brief Symptom Inventory 

Global .41 (.36)a .27 t. 49) a .03-1.34 

Somaticism .24 (.48) b .35 (.50)b .00-1. 71 

Obsessive-Compulsive .76 (.78)b .50 (.63) b .00-2.16 

Interpersonal sensitivity .34 (.36)b .42 (.51) b .00-1. 75 

Depression .54 (.48) b .43 (.54)b .00-1. 83 

Anxiety .48 (.39)b .40 (.46) b .00-1.50 

Hostility .54 (.33)b .45 (.42) b .00·-1. 60 

phobic arudety .06 (.21)b .17 (.39)b .00-.80 

Paranoia .24 (.41)b .28 (.48) b .00-1.00 

Psychosis .21 (.26)b .22 (.37) b .00-.80 



Table l--Continued 

Variable Mean 

Patient Mental status and caregiver 
Sociodemographic Variables 

Mental status (Mini
Mental State Exam) 

Age (years) 

Financial status* 

Education (years) 

Heal th Status* 

12.92 

72.92 

2.30 

13.90 

2.05 
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S.D. Range 

8.44 0.00-28.00 

8.11 60.00-90.00 

.85 1. 00-4. 00 

3.44 8.00-23.00 

.71 1. 00-4. 00 

* Financial status and health status by self report: 1 = excellent, 2 
= good, 3 = fair, and 4 = };Oor. 

a Age-related norms from Pearson and Gatz (1981). 

b Age-related norms fDDm Hale, Cochran and Hedgepeth (1984). 
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Each of the four measures identified above were 

administered once to each subject. The Social Support 

Rating Scale, the Informal Support Inventory, and the Formal 

Support Inventory were administered in a structured 

interview format. The Brief Symptom Inventory was completed 

independently by the subj ect, following an explanation of 

the instructions. All administrations were conducted by the 

researcher either at the Arizona Health Sciences Center or 

at the subject's home. The entire interview required 

approximately one and one-half hours. 

Data Analysis 

The hypotheses were tested using stepwise multiple 

regression analyses based on the Statistical Package for 

Social Sciences Regression Program (Nie et al., 1975). This 

technique was used to determine the best linear combination 

of independent variables which predicted the dependent 

variables in this sample. The predictive ability of 

independent variables in stepwise multiple regression is 

based upon their order of entry into the prediction 

equation. Therefore, in each analysis, the predictor 

variable which was most highly associated with the dependent 

variable (i.e., largest bivariate correlation) was entered 

into the regression equation first. The contributions of 

the remaining predictor variables were assessed after 

controlling for the contribution of each preceding variable 
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entered into the stepvlise regression. Each analysis was 

concluded when all independent variables had entered which 

significantly « • 05) contributed to an increment in the 

explanation of variance in the dependent va~iable. 

In order to determine which informal support vari

ables best predicted caregivers' experience of global 

psychological distress, two separate stepwise multiple 

regressions were performed. In the first of these analyses, 

the quantitative and qualitative dimensions of informal 

support were used as independent variables and the BSI 

global severity index was used as the dependent variable. 

In the second analysis, the functions of informal support 

(expressive and instrumental) served as independent 

variables predicting caregivers' experience of global 

psychological distress. Addi tional analyses were carried 

out in order to examine the associations of the informal 

support variables with each of the nine symptom dimension 

scales of the BSI. In the first set of analyses, quantity 

and quality of informal support were used as variables 

predicting each of the 

second set of analyses, 

functions of informal 

nine symptom dimensions. In the 

the expressive and instrumental 

supports were used as variables 

predicting each of the nine symptom dimensions. 

Two separate stepwise multiple regressions were 

conducted to determine which informal support variables were 
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most highly associated with caregivers' perceived need for 

formal services. In the first of these analyses, the 

quantitative and qualitative dimensions of informal support 

were used as variables predicting caregivers' perceived need 

for formal services. In the second analysis, the expressive 

and instrumental functions of support were used as variables 

predicting caregivers' perceived need for formal services. 

Summary 

The sample consisted of 40 spouse caregivers of 

dementia patients recruited from the local ADRDA chapter and 

ongoing research proj ects at the Arizona Health Sciences 

Center. Each subject completed, by interview or self 

report, the following four inventories: the Social Support 

Rating Scale, the Informal Support Inventory, the Brief 

Symptom Inventory, and the Formal Support Inventory. These 

instruments were useo ~o assess, respectively, the quantita

tive dimension of informal supports; the qualitative dimen

sion and functional characteristics of informal supports; 

the experience of psychological distress; and the perceived 

need for formal support. 

Hypotheses were tested using four stepwise multiple 

regression analyses. Caregivers' experience of psychologi

cal distress and perceived need for formal support were the 

dependent variables. Dimensions of informal support 

(quali ty and quantity) and functions of informal support 
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variables. 

and instrumental) were the 

48 

independent 



CHAPTER 4 

RESULTS 

Intercorrelations Between Variables 

Pearson correlation coeff icients were computed 

between all variables. The intercorrelation matrix is 

presented in Table 2. Quantity of informal support was 

found to have a signific!=lnt « . 01) positive correlation 

wi th quality of informal support (r = .61) and with the 

expressi ve and instrumental functions of support (r = .51 

and r = .59, respectively). Quali ty of informal support 

demonstrated significant positive correlations with the 

expressi ve and instrumental functions of support (r = .90 

and r .= .91, respectively) ,_ as would be predicted given the 

fact that the later two were subsets of the former. The 

instrumental and expressive functions of informal support 

were also significantly correlated (r = .63). The high 

correlations among informal support variables should be kept 

in mind when interpreting the following regression analyses. 

The BSI global severity index demonstrated 

significantly high correlations with all of the nine symptom 

dimension scales except phobic anxiety. The strongest corre

lations were between BSI global' and obsessive-compulsive 
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Table 2. Intercorrelation matrix for all variables. 

1 2 3 5 6 7 8 9 10 n 12 13 14 15 16 17 18 19 20 21 22 23 

1. Q-J.a.ntity -.61** -.51** -:59** .09 .16 -.07 -.01 .09 .09 .09 -.18 .01 .17 .11 .n .06 .02 -.07 .09 .06 .07 -.03 

2. Q-lality 

3. £xpressive 

"i. Instnr..ental 

5. Fa..'TIal support 

6. Counsel ing Need 

7. Se..'"Vice Need 

8. BSI--Glob31 

9. Saraticis.l 

10. ctuessive-CanpJlsive 

ll. Interpersonal Sensitivity 

12. Depression 

13. A!'lXiety 

14. Hostility 

15. Phobic Anxiety 

16. Paranoia 

17. Psychosis 

18. ~\ontal Status 

19. hge 

20. sex 

21. Finaoce 

22. iliJcation 

23. Health 

• p ( .01 

** p ( .001 

.90** .91** .05 -.07 

.63** .11 -.02 

-.01 -.n 

.27 -.06 -.09 -.n -.11 

.n -.e -.~ -.U -.11 

.17 ~5 -.W -.07 -.00 

.08 .22 -.25 -.24 -.U -.24 -.08 

.01 -.28 -.27 -.24 -.21 -.36 -.19 

.14 -.13 -.17 -.20 -.04 -.08 .04 

.26 -.23 -.05 

.37 -.18 .03 

.11 -.24 -.12 

.08 

.03 

.10 

.10 

.14 

.04 

.94** .79** .30 .24 .39* .20 .43* .52** .35 .11 

.20 

.13 

.U 

.26 .-.23 -.05 .08 

.24 

.12 -.12 

.09 -.10 

.15 -.12 

.27 

.21 

.29 

.52** .28 

.24 

.31 

.03 

.12 

.39* .29 .44* .61** .34 .27 -.06 -.06 

.26 -.01 .27 .21 .27 -.10 .07 .15 -.45* -.02 -.24 

.74** .47* .58** .47* .63** .34 .60** .71"* -.12 -.27 .11 -.30 .06 -.14 

.23 .17 .14 .36 .09 -.13 .14 .05 .09 .13 .11 .47* .43* .26 

.41* .49**.47* .58** .23 .53** .62** .02 -.06 .14 -.13 -.08 .09 

.42* .41* .33 .69*· .46* .49** .16 -.11 .U -.07 .21 -.06 

.63** .61** .25 

.61** .20 

.06 

.26 .53** -.04 -.09 

.27 .50** .17 -.15 

.18 .00 .12 

.34 -.05 -.08 

.03 

.12 

.39* .59** -.10 -.30 .02 .07 -.04 -.20 

.15 .35 .04 -.11 .29 .13 

.46* .02 -.14 -.09 -.25 

.U -.W 

.~ -.n 

.13 -.n -.10 -.48*· .18 -.12 

.08 .39* -.15 .05 .00 

.29 -.18 .10 -.01 

.00 -.09 -.M 

.~ -.00 

-.05 

lJ1 
o 
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(r = .73), psychosis (r = .71), hostility (r = .63), 

paranoia (r = .60), and depression (r = .58). Several of 

the nine symptom dimension scales also demonstrated signi

ficant correlations. Obsessive-compulsive was significantly 

correlated with psychoticism (r 

sensitivity with phobic anxiety (r 

anxiety (r = .63) and hostility (r 

= .62); interpersonal 

= .69); depression with 

= .61); and anxiety with 

hostility (r = .61) and psychosis (r = .50). 

The need for formal support demonstrated 

wi th both the 

signifi

need for cant positive correlations 

professional counseling services and the need for community 

services (r = .94 and r = .78, respectively). These high 

correlations would be expected given the fact that 

counseling and community services were subcategories of 

formal support. The need for formal support was also 

significantly correlated with BSI anxiety (r = .53) and 

depression (r = .43). The need for professional counseling 

services was highly correlated with the need for community 

services (r = .52) and with BSI anxiety (r = .61) depression 

(r = .44) and obsessive-compulsive (r = .39). 

Of the sociodemographic variables assessed, age was 

found to be a significantly high correlate of psychosis and 

expressive support. 

correlated with the 

Caregi ver sex 

patient's mental 

was significantly 

sta tus (1vlMS ) , and 
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financial and educational status of the caregiver were 

significantly correlated with somaticism. 

Analyses Related to Hypotheses 

Hypothesis l: The qualitative dimension of informal 

support will be more important than the quantitative 

dimension in predicting caregivers' experience of 

psychological distress. 

Hypothesis 2: The expressive function of informal 

support will be more important than the instrumental 

function in predicting caregivers' experience of 

psychological distress. 

Informal Supports as Predictors 
of Global Distress 

Using the BSI Global Severity Index as the dependent 

measure f tests of the hypotheses were conducted by perform-

ing two separate stepwise multiple regressions. Contrary to 

expectations, the regressi9~ equations in each analysis 

failed to reach significance. In the analysis performed to 

test the prediction of global distress by the quantitative 

and qualitative dimensions of informal support, neither 

independent variable achieved a level of significance to 

enable its entry into the prediction equation. Similarly, 

in the analysis conducted to predict caregivers' global 

distress by the expressive and instrumental functions of 

informal support, nonsignificant results were found. 



Informal Supports as Predictors 
of Nine Symptom Dimensions of 
Psychological Distress 
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Further tests of the hypotheses were conducted to 

examine the associations of informal support variables with 

the BSI subscales. Separa te stepwise multiple regressions 

were performed using each of the nine symptom dimension 

scales as a single dependent variable. Only one analysis 

reached significance. In the analysis predicting psychosis 

by expressive and instrumental support, the expressive 

function was found to be a modestly significant predictor. 

The Multiple R was .36; beta was -.36; [F(l,38) = 5.86, P < 

.05]. The instrumental function of informal support did not 

contribute significantly to the regression equation. ·In 

interpreting these findings, it is important to keep in mind 

that scores reflecting caregivers' perceived degree of 

expressive support are weighted counter intui tively--high 

scores indicate a low degree of expressive support. 

Therefore, the negative correlation and beta weight would 

suggest that subjects who perceived themselves as receiving 

more expressive support from their informal support system 

experienced more interpersonal alienation. However, these 

results must be interpreted cautiously. Examination of the 

distribution of subject scores on the psychosis scale 

revealed a positively skewed distribution and the presence 

of a single outlier--one subj ect score which was extreme. 
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Compared with a sample of healthy, community residing elders 

(Hale, Cochran and Hedgepeth! 1984) whose mean score was .26 

(S.D. = .37), the present sample as a whole obtained a lower 

score (mean = .21, S.D. = .22). Perhaps most revealing was 

a survey of those items on the psychosis scale which were 

endorsed by subjects. It was found that over one-half of 

the caregivers reported "Feeling lonely even when you are 

with people." It would appear that the results of this 

analysis are more accurately interpreted as a correlation 

between expressive support and one single item of the 

psychosis scale. This finding would suggest that even when 

caregivers perceive themselves as integrated into an 

emotionally supportive network of family, friends and 

neighbors, they still experience feelings of loneliness. 

This is not surprising when one considers that for most of 

these caregivers, the loss of their spouse to dementing 

illness has meant the loss of their life-long partner and 

major source of emotional support--a relationship which 

cannot easily be replaced. 

Hypothesis 3: The quali tati ve dimension of informal 

support will be more important than the quantitative 

dimension in predicting caregivers' perceived need 

for formal support. 

Hypothesis 4: The instrumental function of informal 

support will be more important than the expressive 
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function in predicting caregivers' perceived need 

for formal support. 

Informal Supports as Predictors 
of Caregivers' Perceived Need 
for Formal Support 

Two separate stepwise multiple regressions were 

performed to determine which dimensions of informal support 

and which functions of informal support were more highly 

associated with caregivers' perceived need for formal 

support. Results of both analyses failed to support the 

hypotheses; none of the informal support variables emerged 

as statistically significant in predicting caregivers' need 

for formal support. 

Additional Analyses 

Predictors of Professional Counseling 
Services and Community Services 

In order to better examine caregivers' perceived 

n~ed for formal support, two unique dependent variables were 

developed from items on the Formal Support Inventory: 

(1) professional counseling services, and (2) community 

services. An index of caregivers' perceived need for 

professional counseling services was computed by averaging 

scores on those items which reflected a need for services 

provided by an informed, concerned, objective mental health 

professional, e.g., help dealing with feelings, patient 

management techniques, stress reduction techniques, and 
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information about the nature and course of dementing 

illness. An index of caregivers' perceived need for 

community services was computed by averaging subjects' 

scores on items which reflected a need for services provided 

by community agencies and organizations, e.g., home health 

services, adult day care, respite, mobile meals, social and 

recreational activities, and business and legal services. 

Multiple regression analyses were conducted in order 

to determine the prediction of each of the formal support 

variables (professional counseling and community services) 

by informal supports, psychological distress, the patient's 

mental status (MMS), and the five sociodemographic variables 

(education, financial status, age" sex, and health of the 

caregi ver) • 

In the first analysis, only the anxiety dimension of 

the BSI entered the equation, accounting for almost 37 

percent of the variance in the need for professional 

counseling services. The multiple R was .606; [F(l,38) = 

22.14, p < .001]. It is important to note that an examina

tion of intercorrelations revealed that anxiety is highly 

correlated with many of the other BSI symptom dimensions: 

depression, hostility, and psychosis (r = .63, r = .60, r = 
.49, respectively); global distress, obsessi ve-compulsi ve, 

interpersonal sensitivity (r = .47, r = .46, r = .40, 

respecti vely) • These high correlations suggest that while 
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other symptom dimensions did not further contribute 

significantly to the explanation of variance of criterion 

scores, they did share in the variance attributed to 

anxiety. This may explain why other symptom variables 

failed to enter the prediction equation. 

In the second analysis, 40 percent of the variance 

in predicting the need for community services was explained 

by a combination of three variables: patient's mental 

status, anxiety, and expressive support. The patient's 

level of cogni ti ve impairment was found to be the most 

significant predictor, accounting for 22 percent of the 

variance among criterion scores. The resulting Multiple R 

between MMS and community service need was .469, [F(1,38) = 
10.75, p < .005]. 

At step two of the analysis, anxiety entered the 

prediction equation, accounting for an additional 9 percent 

of the shared variance, [F(2,37) = 8.22, p < .001]. 

The last variable to enter the prediction equation 

was expressive support, which added another 10 percent to 

the shared variance, [F(3,36) = 8.23, p < .001]. 

Results of the above stepwise multiple regression 

analysis are presented in Table 3. In this table, the R2 

values represent the proportion of the variance in the 

dependent variable which can be attributed to the predictor 

variables. Multiplying each of these values by 100 gives, 
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Table 3. Results of stepwise multiple regression analysis 
predicting formal community service needs. 

Variable Multiple R R2 Beta F for 
Beta 

Mental status (patient) .46 .22 -.47 -3.59** 

BSI--anxiety .55 .31 .38 2.84* 

Expressive support .64 .41 .33 2.45* 

Overall F test F(3,36) = 8.23** 

* p < .01 

** p < .001 

Table 4. Results of stepwise multiple regression analysis 
predicting somaticism. 

Variable 

Finance 

Education 

Overall F test 

* p < .01 

** p < .001 

Multiple R 

.46 

.61 

.22 

.38 

F(2,37) = 11.36** 

Beta 

-.44 

-.40 

F for 
Beta 

-3.42** 

-3.08* 



59 

the percent of variance in the dependent measure accounted 

for by the predictor variables. The beta weights are 

standardized regression coefficients for each of the 

independent variables. The relative importance of each 

predictor variable is indicated by the magnitude of its beta 

weight. The sign of the coefficient indicates whether the 

relationship was positive or negative. Examination of the 

b t . ht d R2 . t' T bi 3 1 d th t th e a welg s an lncremen s ln a. e revea e a e 

level of the patient's cognitive functioning was the most 

important within the regression equation. The negative beta 

weight indicated that the more severely impaired the 

patient, the higher the caregiver's perceived need for 

community services. Anxiety demonstrated a positive 

relationship with the criterion variable, indicating that 

the higher the self-reported level of anxiety, the higher 

the caregiver's perceived need for community services. An 

inverse relationship was found between expressive support 

and the need for community serviqes. Keeping in mind that 

the scaling direction of expressive support is counter-

intuitive, this finding implied that the less emotional 

support caregivers perceived themselves as receiving from 

their informal support system, the higher their perceived 

need for community assistance. 
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Predictors of Psychological Distress 

Additional analyses were undertaken in order to 

determine the prediction of psychological distress by 

informal supports, the patient's mental status, and the five 

sociodemographic variables. Separate multiple regressions 

were conducted in which the BSI global and nine symptom 

dimension scales were each used as single dependent 

variables. 

Three analyses yielded significant results. BSI 

somaticism was predicted by caregivers' financial and 

educational status, which together accounted for 38 percent 

of the variance in the criterion variable. Finance entered 

the equation first, accounting for 22 percent of the 

variance, [F(1,38) = 10.76, p < .005]. Education contrib

uted another 16 percent to the shared variance, [F( 2,37) = 

11.36, P < .001]. The results of this analysis are pre

sented in Table 4. Examination of the beta weights revealed 

an inverse relationship between each of the predictor 

variables and somaticism, implying that the higher the 

financial and educational status of the caregiver, the less 

somatic complaints. 

BSI anxiety was predicted by sex of caregiver, which 

accounted for 11.3 percent of the variance, [F(1,38) = 4.86, 

p < .05]. Females reported a higher level of anxiety than 

males. 
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BSI psychosis was significantly predicted by age of 

the caregiver, which accounted for 22.7 percent of the vari

ance, [F(1,38) = 11.17, p < .001]. The inverse beta weight 

indica ted that older caregivers reported less symptomology 

indicative of a withdrawn, isolated lifestyle. 

Summary of Results 

The major results of the regression equations are 

summarized as follows: 

1. The informal support variables failed to demonstrate 

their hypothesized significance as independent 

predictors of caregivers' experience of psychologi

cal distress and perceived need for formal support. 

2. Caregivers' perceived need for professional 

counseling services, a unique function of formal 

support, was predicted by caregivers' experience of 

anxiety. 

3. Caregivers' perceived need for community services, a 

unique function of formal support, was predicted by 

a combination of patients' mental status, care

givers' experience of anxiety, and caregivers' 

experience of emotional support. 

4. Three BSI symptom dimension scales were predicted by 

sociodernographic variables: sornaticism was 

predicted by the educational and financial status of 

the caregiver; anxiety was predicted by sex of 
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caregiver; and psychosis (feelings of interpersonal 

alienation) was predicted by age of caregiver. 



CHAPTER 5 

DISCUSSION 

The purpose of this study was to examine the 

informal support systems of spouse caregivers of dementia 

patients. Previous research in this area has been hampered 

by a lack of clarity in the conceptualization of social 

suppor~ variables. Therefore, in the present study distinc

tions were made between the dimensions of informal support 

(quantity and quality) and the functions of informal support 

(expressi ve and instrumental) • Four hypotheses were 

developed to examine the contributions of these variables to 

two factors which have been associated with maintaining the 

dementia patient at horne: the caregiver's experience of 

psychological distress, and the caregiver's perceived need 

for formal support. 

Measaring Informal Supports 

The failure of the present study to find statisti

cally significant differences between informal support 

variables can be attributed, in part, to limitations of the 

measures employed. The high correlations among informal 

support variables indicated that the measures used may not 

63 
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be sensi ti ve enough to tap unique conceptua 1 differences 

between variables. For example, it was assumed that the 

Social Support Rating Scale (SSRSi Lawton, 1982) would yield 

an index of quantitative support independent of quality and 

function of support. However, because of the nature of 

relationships which were assessed by the SSRS, this did not 

prove to be the case. According to Cohen and Wills (1985), 

measures of the quantity of an informal support system are 

those that describe the structural properties (e.g., size, 

frequency of contact) of an individual's connections with a 

wide variety of community relationships. While the SSRS did 

assess the structural properties of the caregiver's informal 

support system, these properties were assessed in the 

context of IIclose relationships, II not simply a wide variety 

of superficial relationships. 

Furthermore, the SSRS asked respondents to indicate 

whether there was anyone in particular in whom they confide 

or talk to about their problems. It is noteworthy that in 

the present sample only one caregiver indicated that they 

had no one in whom they could confide or talk to about their 

problems. According to Cohen and Wills (1985), having a 

confidant or close relative is likely to provide several 

kinds of functional support and represents a qualitative 

index of social support. Therefore, it is not surprising 
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that in the present study, having a number of social connec

tions was strongly related to the perceived helpfulness of 

relationships (quality) and the availability of both 

expressive and instrumental support. 

Similar difficulties arose in assessing the 

functions of informal support. A significantly high correla

tion was demonstrated between expressive and instrumental 

support, suggesting either that the measure employed failed 

to realize a distinction between the functions of informal 

support or that caregivers who perceived themselves as high 

in expressive support, also saw themselves as high in 

instrumental support. This later explanation is supported 

by Cohen and Wills (1985), who note that although social 

support functions can be distinguished conceptually, in 

naturalistic settings they are not usually independent. It 

is likely that individuals who have more emotional support 

also have more access to instrumental support. 

The difficulties encountered in examining social 

support variables are not unique to this 

they illustrate the dilemmas currently 

study. 

faced by 

Rather, 

social 

support researchers. While limitations can be expected in a 

new area of research, clearly there exists a need for 

continued refinement of social support concepts and 

instrumentation. 
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Informal Supports and Psychological Distress 

The emotional stress of caring for a dementia 

patient has been well documented in the literature. Among 

the factors believed to help families cope with the stress 

of caregiving has been the presence of a helpful natural 

support system (Cobb, 1976; Zarit, Reever and Bach-Peterson, 

1980). Recently, investigators have begun to make distinc

tions among social support variables, arguing that the 

dimensions of informal support and the functions of informal 

supports contribute differently to the mediation of stress. 

While most studies have emphasized the importance of the 

qualitative dimension of support (perceived helpfulness) and 

the expressive function of support over quantity or 

instrumental functions (Cobb, 1976; Dean and Lin, 1977; J. 

Zari t, 1982), the results of the present study did not 

produce evidence to demonstrate significant relations 

between informal supports and psychological distress. 

The lack of findings is attributed, in part, to the 

limitations of social support measurement which were 

discussed earlier. However, when interpreting the findings 

of this study it is also important to keep in mind the 

nature of the caregiver sample studied. Despite the stress 

of caregiving, subjects were, by experience of psychological 

distress, symptomology and social support, representative of 

a sample of normal, healthy, older individuals living in the 
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community. In fact, when compared to a sample of community 

residing elderly persons (Lawton, 1982), the present sample 

had significantly higher levels of social support with less 

variability among scores. And for all measures of psycho

logical distress, the means and standard deviations of 

caregivers in this sample were within normal limits compared 

to norms developed on a sample of heal thy older adul ts 

living in the community. 

In order to demonstrate a relation between social 

support and psychological distress, Cohen and Wills (1985) 

point out that it is most desirable to have a large sample 

with broad ranges of social support and psychological 

symptomology. It is possible that the restricted range of 

both the social support and psychological distress data of 

the present sample contributed to the lack of significant 

findings. 

Informal Supports and Formal Supports 

Recent studies examining the relation between 

informal and formal supports have indicated that the 

informal support system, by the provision of both expressive 

and instrumental services, acts to mediate the need for 

formal services (Gourash, 1978). Specifically, it has been 

suggested that the provision of instrumental services is the 

more important function in precluding the elders I need for 

formal support (Soldo f 1985). Contrary to these findings, 
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the results of the present study failed to demonstrate that 

informal supports had a direct buffering effect on care

givers' need for formal services. 

Counseling Support and Community Services 

When formal support was redef ined as providing one 

of two distinct types of support (counseling support and 

community services) and additional analyses were computed, 

significant findings did emerge. 

Caregivers' experience of anxiety ~as highly associ

ated with the need for counseling support. This finding 

suggests that when caregivers experience elevated levels of 

symptoms such as nervousness, tension, panic, and fright, 

the more they see the need for a supportive, helpful 

professional relationship in which they can talk about 

feelings and concerns, gain some knowledge and understanding 

about their patient's illness, and learn ways to cope with 

the stress ~ssociated with caregiving. 

The significance of this finding was especially 

telling when one considers the normatively representative 

nature of the sample under study, and the high correlations 

found between anxiety and other psychological distress 

scales (e. g. , global distress, depression, obsessi ve

compulsive, and interpersonal sensitivity). This implies 

that caregivers who are experiencing psychological distress 

would welcome the availability of formal supports aimed at 



69 

the provision of professional counseling services. Further

more, it suggests that professionals who are alert to those 

caregivers who are having difficulty coping with the 

emotional demands of caring for a dementia patient can 

intervene to provide supportive therapy as it is needed, 

before the stress of caregiving becomes overwhelming. 

One of the most important findings to emerge from 

this study was the combined significance of three variables 

in predicting the need for communi ty services: pa tient ' s 

mental status, caregiver's experience of anxiety, and 

caregi ver' s experience of expressive support. This result 

underscored the importance of examining the stress involved 

in caregiving from a multidimensional perspective. 

Currently there exists some question about whether 

the frequency and types of patient problems or the perceived 

strain associated with them is the more important predictor 

of institutionalization of dementia patients (J. Zarit, 

1982; Morycz, 1985). Regardless, it does seem clear that as 

patients lose more of their cognitive abilities, they also 

lose the capacity to care for themselves and require 

increasing amounts of supervision and assistance. Care

giving moves from assisting the patient with acti vi ties of 

daily living to actually performing them for the patient. 

Consequently, it should not seem surprising that individuals 

who were caring for a severely impaired dementia patient 
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demonstrated a greater need for community services (e.g., 

home health and homemaker services, personal care services, 

respite, mobile meals) than those who were caring for a 

mildly or moderately impaired dementia patient. 

Anxiety also proved to be a significant factor in 

the prediction of caregivers I need for community services. 

However, where anxiety was found to be the single most 

important predictor of counseling support, it figured less 

important than the patient I s level of cognitive impairment 

in the prediction of the need for community services. This 

suggests that while anxiety alone is highly associated with 

caregivers' need for a supportive relationship, the combina

tion of anxiety and greater caregiving demands results in a 

greater need for more tangible kinds of community services. 

The need for community services further increased 

when individuals who were caring for a more impaired patient 

and who were experiencing psychological distress were also 

feeling a lack of expressive support. Although highly 

correlated with the other informal support variables, it is 

important to note that it was the quality of expressive 

support reported by caregivers which was found to be the 

most important informal support variable influencing the 

need for community services. 

for the independent effects 

and suggests that it is 

This finding provides evidence 

of different types of support 

the emotional function of 
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support--the feelings of intimacy derived from an 

individual's informal support system--that acts to mediate 

the stress of caregiving and buffer the need for community 

services. 

The results of this study have important implica

tions for professionals working with dementia patients and 

their families. The interaction of patient and caregiver 

limitations in predicting the need for community services 

argues for the value of a multidimensional evaluation aimed 

at identifying (1) the patient's current level of cognitive 

and behavioral functioning, (2) the caregiver's experience 

of psychological distress, (3) the availability of a helpful 

informal support system, and (4) the need for counseling-and 

community services. A thorough understanding of the 

patient's level of functioning and the caregiver's emotional 

and instrumental resources would serve to alert service 

providers to those caregivers who are especially vulnerable 

and in need of formal supports. 

If, as a society, we are committed to a policy of 

maintaining dementia patients in the community for as long 

as possible, we cannot afford to ignore the needs of 

caregivers--those on whom the burden of this disease falls. 

Neither can we afford to limit attention and support to 

those individuals who are visibly collapsing under the 

stress of caregiving. Rather, we must intervene to provide 



72 

the necessary assistance as the illness progresses and 

special needs arise--before caregivers have exhausted their 

capacity to cope. 

Further Research 

The results of this study reflected the current 

status of social support "research; they raised more 

questions than they answered. 

learned about the" dimensions 

There is a great deal to be 

and functions of informal 

supports and how they act to mediate caregivers' levels of 

psychological distress and the need for formal support. 

Continued research requires careful distinction among social 

support variables, and these variables must be explored in 

large, heterogeneous samples, using sophisticated instrumen

tation. 

Also needed is a greater understanding of the care

giver's relationship with formal health and social services. 

Additional studies should examine the factors influencing 

the need for formal services as well as those factors 

affecting the utilization of services. Studies on the 

coordination of different services should look not only at 

combinations of formal support services, but also at the way 

these services can be combined with informal interventions 

provided by family, friends, and neighbors. Documentation 

and evaluation of the cost-effectiveness and efficiency of 

informal and formal support services would also be valuable. 
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Perhaps the most important aspect of dementing 

illness from a service perspective is the progressive nature 

of the disorder which leads to different service needs at 

different levels of impairment. Longitudinal studies would 

be helpful in understanding the spectrum of service needs 

when caring for the mildly, moderately, and severely 

demented patient. 

While spouses represent the major factor in provid

ing home care to dementia patients, the role of caregiver is 

often assumed by adult offspring. Research is needed to 

identify the unique stresses and service needs of this 

population of caregivers. 

Summary 

Resul ts of the present study failed to support the 

hypotheses that informal social supports operate indepen

dently to mediate the dementia caregiver's experience of 

psychological distress and the need for formal services. 

The lack of findings was explained by the failure of the 

social support measures to adequately assess distinctions 

among social support variables, and by the relatively low 

variability demonstrated among predictor and criterion 

scores. 

Despite these limitations, significant findings did 

emerge when perceived formal support need was redefined in 

terms of counseling support and community services. 
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Caregi vers who experienced higher levels of anxiety were 

found to perceive a significantly higher need for counseling 

services. A higher perceived need for community services 

was predicted by the combination of the patient's level of 

cognitive impairment, the caregivers' experience of higher 

levels of anxiety and lower levels of expressive support. 

These findings have important implications for 

professionals working with dementia patients and their 

families. Interventions aimed at the provision of services 

must be based on a thorough evaluation which includes the 

pa tient' s level of functioning, the caregiver's level of 

emotional distress, and the availability of a helpful 

informal support system. More importantly, interventions 

must be aimed at providing help to caregivers before the 

strain of caregiving becomes too much and they can no longer 

maintain their patient at horne. 

Further research is needed to better understand the 

role of informal supports as mediators of psychological 

distress and formal support; to identify needs and 

strengthen community services to caregivers, especially as 

they relate to the patient's decline in functioning; and 

finally, to better understand the unique needs of adult 

offspring caregivers. 
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SOCIAL SUPPORT RATING SCALE 

(Philadelphia Geriatric Center Multi-Level Assessment Instrument) 

1. Is there anyone in particular in ~.Jhom you confide or talk to about 
your problems? 

lb. Who is that? (CHECK ONE ONLY) 

(SKIP TO Q. 2) NO 1 
- Yes: 

~~~------------------~--Spouse 2 
Child 3 
Other relatj.ve 4 
Friend, neighbor S 
Other 

---:"( S=-=P:"::E:":::C::::"IFY=)- 6 

Now about your family: 

2. Do you have any living children? 

3 Y3S 

1 No 
o Not answered 

3. Do you have any living brothers or sisters? 

3 Yes 
1 No 
o Not answered 

4. Are there any other relatives to whom you feel very close? 

3 Yes 
1 No 
o Not anst.Jered 

(NO RELATIVES Qs. 2-4 [0] SKIP TO Q. 6) 

Sa. Please think of your relatives (besides those who live here in 
this house/apt./room) whom you feel close to: your 
(children/brothers or sisters/other relatives). t~at are their 
first names? 

(NO RELATIVE FEELS CLOSE TO [0] SKIP TO Q. 6) 

(ASK Qs. Sb THROUGH 5f FOR EACH RELATIVE NAMED) 



5b. HOv1 is (name) related to you? 

5c. About hOvl often do you talk ~l7ith (name) 
on the phone? 

5d. About how often do you visit (name) in 
(his/her) home? 

5e. About ho", often does (name) visit you 
in your home? 

Sf. ~~ere does (name) live? 

FREQUENCY CODE 
Qs. I5c-e 

1 Never 
2 3x yr. or less 
3 4-IOx year 
4 Ix month 
5 2-3x month 
6 Ix week 
7 2-4x week 
8 5x week or more 
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Q. 5a 
FIRST 
NAME 

Q. 5b 
RELATION
SHIP 

FREQUENCY 
Q. 5c Q. 5d 
PHONE S VISITS 

-OTHERS 

Q. 5e 
OTHERS 
VISIT S 

Q. 5f WHERE LIVES (SPECIFY) 
Local city: neighborhood, 

intersection, or address 
Other: town and state 

TOTAL REL ASUM BSUM CSUM DSUH 

6. Would you stay with any or your children/brothers or sisters/other 
relative) if you were sick for a while? 

3 Yes 
1 No 
2 Don't know 

7. In the last year, how often have you: 

a. dropped in on or visited friends who live in (this 
building,) this neighborhood or elsewhere in the 
(city/area)? 

b. had friends who live in (this building) this 
neighborhood or elsetl7here in the (city/area) drop 
in or visit you? 

c. talked on the phone to friends or written letters 
to them? 

d. arranged to meet ,·11 th a friend mmy from your home 
or his? 

FREQUENCY 
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8. Do you have any friends or neighbors who would help you if you were 

sick for a short time? 

3 Yes 
1 No 
2 Not ansl'lered 
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INFORMAL SUPPORT INVENTORY 

Intervie~'ler : 

Now, I'm going to ask you some questions about your relationships 
with those people who are in some way significant to you at this 
time in your life. Thinking back to those people you mentioned 
before (in the previous questionnaire), I would like you to list the 
5 individuals who are the most important sources of support and 
assistance to you. These persons may be family members, relatives, 
friends, and neighbors. 

(Interviewer instructions: List the first names of persons 
mentioned. Ask the social support questions for these 5 persons). 

Interviewer: 

Indicate to what degree each person helps you in the follmving ways: 
To what degree does (person from list) give you 

a. Emotional Support - defined as care, love, affection, comfort, 
sympathy; a sense that a person is on your side, makes you feel 
better when you feel upset or under pressure. 

b. Encouragement - defined as praise, compliments, reinforcement 
regarding your actions; a sense that a person makes you feel 
important. 

c. Companionship - defined as a social relationship; someone l'lho takes 
your thoughts off problems, is fun to be with; someone to go with to 
the movies, to dinner. 

d. Advice - defined as provision of information and advice; a person 
vlho helps with problem solving, decision maldng; someone who knm'ls 
where to go for help. 

e. Tangible Aid - defined as someone who supplies some service, helps 
tvi th specific tasks, such as, lending money, providing 
transportation, helping l'lith chores, stays ~'lith patient, takes 
patient out, entertains patient. 

(Interviet'ler instructions: Record responses on attached sheet) 



List first names: 

1. 

2. 

3. 

4. 

5. 

5 not at all 

4 rarely 

3 on some occasions 

2 often 

1 very frequently 

Emot Encrgment Adv Compnshp 
81 
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FORMAL SUPPORT INVENTORY 

A. Counseling Services 

(These would include support services provided by an informed, concerned. objective professional, 
e.g., social worker, mental health counselor, psychologist) 

Interviewer: I am going to read through a list of counseling issues and services that some people 
find helpful to explore and utilize in caring for ill relatives. As I do, please indicate 

1. ~fuether you are currently using a particular counseling service (circle yes or no) 

2. Your felt need for this service (circle level of respondent's need) 
1 = no need; 2 = mild need; 3 = moderate need; 4 = high need; 5 = severe need 

a. Specific information about 
nature and course of patient's 
illness 

b. Coping techniques; learning to 
handle the stress of caregiving 

c. Learning ways to manage 
patient's behavior 

d. Help with problem solving, 
decision making (e.g., institu~ 
tionalization) 

Currently 
use service 

yes no 

yes no 

yes no 

yes no 

No 
1 

1 

1 

1 

1 

Mild 
2 

2 

2 

2 

2 

Moder. 
3 

3 

3 

3 

3 

High 
4 

4 

4 

4 

4 

Severe 
5 

5 

5 

5 

5 
00 
w 



Currently No 
use service 1 

e. Help dealing with feelings yes no 1 
(grief, anger, guilt) 

f. Support (encouragement, 
listening. understanding, yes no 1 
reinforcement) 

g. Advice (where to go for help) yes no 1 

h. Help identifying ways to yes no 1 
strengthen your support network 

i. Counseling for personal, yes no 1 
marital, family problems 

j. Counseling for patient yes no 1 

k. Other (specify) yes no 1 

Mild Moder. 
2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

2 3 

High 
4 

4 

4 

4 

4 

4 

4 

4 

Servere 
5 

5 

5 

5 

5 

5 

5 

5 

co 
.t::. 



B. Community Social Service Support 
(These would include support services provided by community agencies and organizations public or 
private) 

Interviewer: I am going to read through a list of community support services that some people 
find helpful to use in caring for ill relatives. As I do, please indicate 

1. ~fuether you are currently using a particular service (circle yes or no) 

2. Your felt need for this service (circle level of respondent'e need) 
1 = no need; 2 = mild need; 3 = moderate need; 4 = high need; ~ = severe need 

a. Live-in companion 

b. Part-time occasional 
companion 

c. Home health service (Visiting 

Currently 
use service 

yes no 

yes no 

nurse, home health aide) yes no 

d. Homemaker/household (routine 
household chores--cleaning, yes no 
laundry) 

e. Personal care service for patient 
(bathing, dressing, feeding. yes no 
toilet care) 

No 
1 

1 

1 

1 

1 

1 

Mild 
2 

2 

2 

2 

2 

2 

Moder. 
3 

3 

3 

3 

3 

3 

High 
4· 

4 

4 

4 

4 

4 

Severe 
5 

5 

5 

5 

5 

5 

co 
Ul 



Currently No Mild Moder. High Severe 
use service 1 2 3 4 5 

f. 11eal preparation/nutrition 
(home delivered/group meals yes no 1 2 3 4 5 

g. Laundry service (diaper 
service. e.g., incontinence) yes no 1 2 3 4 5 

h. Shopping service (groceries, 
medications, clothes) yes no 1 2 3 4 5 

L Transportation yes no 1 2 3 4 5 

j. Adult day care yes no 1 2 3 4 5 

k. Respite service (temporary 
round-the-clock care for patient yes no 1 2 3 4 5 
while caregiver is away) 

1. Telephone visiting/checking yes no 1 2 3 4 5 

ID. Home repair service yes no 1 2 3 4 5 

n. Assessment of physical 
environment (safety) yes no 1 2 3 4 5 

co 
0'1 



Currently No Mild Moder. High Severe 
use service I 2 3 4 5 

o. Relocation (to apartment 
or sheltered housing) yes no I 2 3 4 5 

p. Social/recreational services 
(caregiver participation in yes no I 2 3 4 5 
group activities) 

q. Employment/educational services 
(caregiver help in finding yes no· I 2 3 4 5 
or changing employment) 

r. Information/referral service yes no I 2 3 4 5 

s. Administration, legal, 
protective service (help with 
legal matters, personal business yes no I 2 3 4 5 
affairs, money management) 

t. Systematic, multidimensional 
evaluation (professional review 
of overall condition, including yes no I 2 3 4 5 
health, mental health, social 
and financial situation) 

u. Religious service activities yes no I 2 3 4 5 

co 
'-J 



Currently No 
use service 1 

v. Long-tel~ care (nursing 
home, foster home) yes no 1 

w. ADRDA (monthly meetings, 
support groups) yes no 1 

x. Other (specify) yes no 1 

Mild Moder. 
2 3 

2 3 

2 3 

2 3 

High 
4 

If 

4 

4 

Severe 
5 

5 

5 

5 

co 
co 
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BRIEF SYMPTOM INVENTORY 

Instructions: Below is a list of problems and complaints that people 
sometimes have. Read each one carefully, and select one of the 
numbered descriptors that best describes how much discomfort that 
problem has caused you during the past two weeks. including today. 
Place that number in the space to the left of the problem. Do not 
skip any items, and print your number clearly. 

Descriptors: 

o not at all 
1 a little bit 
2 moderately 
3 = quite a bit 
4 extremely 

How much were you distressed by: 

1. Nervousness or shakiness inside? 

2. Faintness or dizziness? 

3. The idea that someone else can control your thoughts? 

4. Feeling others are to blame for most of your troubles? 

5. Trouble remembering things? 

6. Feeling easily annoyed or irritated? 

7. Pains in heart or chest? 

8. Feeling afraid in open spaces? 

9. Thoughts of ending your life? 

10. Feeling that most people cannot be trusted? 

11. Poor appetite? 

12. Suddenly scared for no reason? 

13. Temper outbursts that you could not control? 

14. Feeling lonely even when you are with people? 

15. Feeling blocked in getting things done? 
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16. Feeling lonely? 

17. Feeling blue? 

18. Feeling no interest in things? 

19. Feeling fearful? 

20. Your feelings being easily hurt? 

21. Feeling that people are unfriendly or dislike you? 

22. Feeling inferior to others? 

23. Nausea or upset stomach? 

24. Feeling that you are w'atched or talked about by others? 

25. Trouble falling asleep? 

26. Having to check and doublecheck what you do? 

27. Difficulty making decisions? 

28. Feeling afraid to travel on buses, subways or trains? 

29. Trouble getting your breath? 

30. Hot or cold spells? 

31. Having to avoid certain things, places, or activities because 
they frighten you? 

32. Your mind going blank? 

33. Numbness or tingling in parts of your body? 

34. The idea that you should be punished for your sins? 

35. Feeling hopeless about the future? 

36. Trouble concentrating? 

37. Feeling weak in parts of your body? 

38. Feeling tense or keyed up? 

39. Thoughts of death or dying? 

40. Having urges to beat, injure or harm someone? 



41. Having urges to break or smash things? 

42. Feeling very self-conscious \vith others? 

l.3. Feeling uneasy in crowds? 

44. Never feeling close to another person? 

45. Spells of terror or panic? 

46. Getting into frequent arguments? 

47. Feeling nervous when you are left alone? 

48. Others not giving you proper credit for your achievements? 

49. Feeling so restless you couldn't sit still? 

50. Feelings of worthlessness? 
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51. Feeling that people will takp. advantage of you if you let them? 

52. Feelings of guilt? 

53. The idea that something is wrong with your mind? 
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SYMPTOMS COMPRISING THE NINE SYMPTOM DIMENSION 
SCALES OF THE BRIEF SYMPTOM INVENTORY 

1. Somatization 

Faintness or dizziness 
Pains in heart or chest 
Nausea or upset stomach 
Trouble getting your breath 
Hot or cold spells 
Numbness or tingling in parts of your body 
Feeling weak in parts of your body 

2. Obsessive-compulsive 

Trouble remembering things 
Feeling blocked in getting things done 
Having to check and double check what you do 
Difficulty making decisions 
Your mind going blank 
Trouble concentrating 

3. Interpersonal sensitivity 

Your feelings being easily hurt 
Feeling that people are unfriendly or dislike you 
Feeling inferior to others 
Feeling very self-conscious with others 

4. Depression 

Thoughts of ending your life 
Feeling lonely 
Feeling blue 
Feeling no interest in things 
Feeling hopeless about the future 
Feelings of worthlessness 

5. Anxiety 

Nervousness or shakiness inside 
Suddenly scared for no reason 
Feeling fearful 
Feeling tense or keyed up 
Spells of terror or panic 
Feeling so restless you couldn't sit still 
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6. Hostility 

Feeling easily annoyed or irritated 
Temper outbursts that you could not control 
Having urges to beat, injury, or harm someone 
Having urges to break or smash things 
Getting into frequent arguments 

70 Phobic Anxiety 

Feeling afraid in open spaces 
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Feeling afraid to travel on buses, subways, or trains 
Having to avoid certain things, places, or acti vi ties 
because they frighten you 
Feeling uneasy in crowds 
Feeling nervous when you are left alone 

8. Paranoid Ideation 

Feeling others are to blame for most of your troubles 
Feeling that most people cannot be trusted 
Feeling that you are watched or talked about by others 
Others not giving you proper credit for your achieve
ments 
Feeling people will take advantage of you if you let 
them 

9. Psychosis 

The idea that someone else can control your mind 
Feeling lonely even when you are with people 
The idea that you should be punished for your sins 
Never feeling close to another person 
The idea that something is wrong with your mind 
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