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ABSTRACT 

The primary purpose of this study was to develop a 

scale to assess the financial impact of long-term 

caregivers. The secondary purpose of this study was to 

administer the scale (the Financial Impact Scale) to a 

sample of 192 caregivers of victims of Alzheimer's 

Disease in order to shed light on this unique 

caregiving experience. 

Established scale development procedures were 

followed. Factor analysis resulted in a reliable uni-

dimensional 20-item scale with a Cronbach's Alpha of 

.9324. Validity was established by correlating the 

scale with the Zarit 29-item general burden inventory 

and was found to have an r of .6682, p < .001. In 

order to strengthen validity, correlations were also 

calculated between the scale and two global questions 

used widely in the financial planning literature to 

measure financial well-being. The Financial Impact 

Scale was found to have a significant negative 

correlation with one of these questions which related 

to adequacy of income (r - -.3666, p < .05). 

Multivariate Analysis of Covariance (MANCOVA) was 

utilized and revealed several population 

characteristics. Women reported significantly greater 



financial impact than men, whereas men reported 

significantly greater general burden than women. 

Caregivers of dependents without private long-term care 

insurance reported greater financial impact than those 

with dependents who had private long-term care 

insurance. Caregivers of dependents who did not own 

their home reported greater financial impact than 

caregivers of dependents who did own their home. 

Caregivers with dependents with higher levels of 

functioning reported significantly greater financial 

impact than dependents with lower levels of 

functioni ng. 

As a research tool, the Financial Impact Scale 

provides a reliable and valid quantitative assessment 

of an important aspect of the caregiving experience. 

The scale could be used to assist in the design of 

appropriate caregiver interventions. Inclusion of the 

scale in a battery of assessments could shed light on 

caregiver burden. Recommendations were made for future 

research utilizing the Financial Impact Scale. 
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CHAPTER I 

INTRODUCTION 

In the United States, there are an estimated three 

million adults with Alzheimer's Disease (Griffen, 

1984). Alzheimer's Disease (hereafter referred to as 

AD), is an insidious form of dementia. The symptoms 

are gradual and often imperceptible--slowly, one's 

intellectual and physical abilities decline. As the 

disease progresses, mental and phyical abilities become 

so impaired that one becomes completely dependent on 

others for survival. More than half of individuals 

with dementia live with and are cared for by their 

families (Brubaker, 1985). Caring for a chronically 

ill person can be costly in terms of one's 

psychological and physical health, social circumstances 

and financial resources (Frankfather, Smith & Caro, 

1981; Mace, 1984; Wilder, 1983). The term that has been 

most frequently applied to these personal costs is 

caregiver burden (Wilder, 1983). 

In addition to psychological, physical and social 

costs, victims of AD and their caregivers potentially 

face unique financial costs (O'Quin & McGraw, 1985). 

For many caregivers, these (tosts have reached 



catastrophic proportions (Mace, 1984). What makes AD 

victims and caregivers particularly vulnerable to 

financial burden is that public and private insurance 

mechanisms are ill-designed to act as a safety net for 

the financial risks that are associated with AD (Who 

can afford, 1988). Additionally, because of the 

demanding nature of this disease (many victims require 

24-hour a day care), caregivers are often forced to 

quit their jobs in order to provide care (Ouinn, 1987). 

This loss of income occurs at a time when they also 

face many caregiving expenditures. Although 

approximately 25% of the estimated $40 billion spent on 

AD patients annually is paid by state and federal 

governments, the remaining 75% ($30 billion) is paid by 

the victims and their families (Gonzalez-Lima, E. & 

Gonzalez-Lima, F., 1987). Because of the nature of the 

disease, victims of AD require long-term care. In 

terms of finances, long-term care is a potentially 

catastrophic event for the victims and their families 

whether they are cared for in a nursing home or at 

home. Nursing home care on the average, can excef̂ d 

$4,000 a month (Who can afford, 1988). When hidden 

costs such as loss of income are considered, full-time 

home care can be as costly (Hay & Ernst, 1987). 



A work group convened by the National Institute on 

Aging was given the mandate to review concerns and make 

recommendations for future directions in the area of 

AD. The group discovered a paucity of research 

regarding the financial burden experienced by 

caregivers and called for a comprehensive assessment of 

this issue, including possible avenues of relief such 

as tax credits, changes in Medicare, and long-term care 

(Ory, 1985). 

An understanding of the financial burden of 

caregivers of AD patients is important since it has 

already been well documented that financial crises can 

result in stress on a family and its members. Research 

indicates that economic stress is related to mental 

health and family functioning. Strains on financial 

resources can result in depression, marital tension, 

family disputes, and psycho-physiological distress 

(Voyandoff, 1984). 

Objective of the Study 

A review of the literature reveals that although 

there is frequent mention of AD as being a potentially 

financially catastrophic event, there is a lack of data 

to support these claims. Although experience would 



indicate this to be true, in order to move this claim 

beyond having mere intuitive appeal, it is necessary to 

examine this phenomenon empirically. Toward this end, 7 ̂̂j^ 

the primary purpose of this study was to develop a 

scale to assess the financial impact of long-term ^ 

caregi vers. 

Due to the nature and scope of scale development, 

the present study must be considered preliminary in 

nature. In scale development, a preliminary scale is 

one which is useable by virtue of its reliability and 

validity, but has not been refined to maturity. 

Refinement requires further application with large and 

diverse populations in order to standardize scores and 

deepen confirmation of the scale's reliability, 

validity and factorial dimensions. 

The secondary purpose of this study was to 

administer the newly developed scale to a sample of 

caregivers of victims of AD in order to shed light on 

this unique caregiving experience and to examine the 

scale's effectiveness in making population .̂̂  

discriminations. This stage of the study was ^^ 

^ J v̂  

considered exploratory in nature and was not approached 

from the perspective of having specific hypotheses. 



Theory-Based Justification 

It is the purpose of this section to provide 

further justification for the development of a scale to 

assess the financial impact of providing care to a 

victim with AD. Family Resource Management Theory, an 

application of systems theory, provides a framework 

from which to explain the relationship between 

financial factors and behavior (Deacon & Firebaugh, 

1988). This particular theory was selected because of 

its wide acceptance and its common usage in the field 

of family economics. 

It should be noted that it was not the intention 

of the present study to test Family Resource Management 

Theory. The theory is presented here as a model which 

describes the relationship between financial factors 

and behavior, thus providing justification for the 

examination of a heretofore ignored variable in the 

caregiving system. For this reason, the reader should 

not have the expectation that the theory acts as a 

framework for the present study. Rather, the framework 

for the present study is scale development, a common 

statistical procedure which is presented in Chapter 

III. Although not utilized as such in the present 

study, the FIS, as an outcome measure of the caregiving 



experience, would permit future application of the 

Financial Resource Management Theory in examining such 

things as the effectiveness of specific managerial 

processes in reducing caregiver burden. This potential 

is discussed in greater detail in Chapter V. 

Following is a brief overview of the Financial 

Resources Management Theory as explained by Deacon and 

Firebaugh (1988): 

Briefly, a system is "an integrated set of parts 

that function to accomplish a set of goals" (Deacon & 

Firebaugh, 1988, p. 7) Individuals and families are 

viewed as open systems with permeable boundaries which 

interface other systems. Within the family system are 

two subsystems--the personal and managerial. A 

subsystem is defined as "a set of components 

functioning together for a purpose of fulfilling the 

same conditions as a system and playing a functional 

role in a larger system" (p. 7). 

The personal subsystem is composed of two major 

subsystems: developmental and values. The 

developmental subsystem represents a system's (in this 

case either a family's or an individual's) cognitive, 

emotional, social or physical capacities. The values 



subsystem "translates experience and understanding into 

intrinsic and extrinsic meanings" (p. 19). 

The managerial subsystem also is made up of two 

subsystems: planning and implementing. Planning is 

the process of envisioning what is to be done. This 

process involves decision making which requires 

standard setting (the reconciliation of resources with 

demands) and action sequencing (the ordering of the 

steps of an activity). Implementing involves putting 

the plan into effect and checking for potential 

adjustments to the sequence of events. 

The flow of activity of a system is described as 

involving four major processes. These processes are: 

1) input, which includes demands or resources made up 

of matter, energy and/or information entering a system; 

2) throughput, which transforms the input by filtering 

it through the personal and managerial subsystem; 3) 

output, which includes used matter, energy and/or 

information; and 4) feedback, which is the information 

about output that reenters the system as input. 

~^ ̂ . Viewed through this model, the caregiver can be 

seen as a system striving to accomplish a goal 

(providing care) through the acquisition and 

expenditure of certain social, psychological, physical 



and economic resources and demands. These demands and 

resources are transformed into action according to the 

managerial style of the particular caregiver. In terms 

of financial resources, the caregiver possesses a 

variety of methods with which to search for, develop 

and select alternatives. The action taken (or the 

energy expended) is referred to as output. In terms of 

finances, this output can be viewed as action to either 

expend or reserve economic resources. The response to 

this action which provides information back into the 

system is referred to as feedback. In terms of 

finances, currently, there are no empirical tools with 

which to assess this facet of the caregiving system. 

The FIS fills this gap by providing a means with which 

to evaluate the relationship between financial 

demands/resources and one's action. This information 

is integral to an individual's decision making in the 

caregiving role. On a larger scale, this information 

is integral to a policy maker's decision making 

regarding the caregiving role. 



CHAPTER II 

REVIEW OF THE LITERATURE 

Despite the magnitude of the financial problems 

that surround AD and the call for action on the part of 

agencies such as the National Institute on Aging, a 

review of the literature related to the impact of 

dementia on the family revealed limited information and 

attention to financial issues. Following is an 

overview of the literature which addresses: 1) AD in 

general, including diagnosis, treatment and stages of 

the disease; 2) the relationship between financial 

events in general and behavior; 3) the financial 

factors associated with AD specifically; and 4) the 

factors found to be associated with caregiving in 

general. In this latter discussion, the absence of 

specific information regarding financial factors is 

stri ki ng. 

General Description of Alzheimer's 

Senility, once thought of as an inevitable 

characteristic of old age, is now viewed as symptomatic 

of one of the many progressive diseases related to 

structural changes in the brain. One of these diseases 

is known as Alzheimer's Disease (AD). 
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The first known official report of AD was made by 

Alois Alzheimer in 1906 of a 51-year-old female patient 

with symptoms beginning with memory loss and 

disorientation followed by depression, hallucinations, 

profound dementia and eventually death. Autopsy 

revealed atrophy of the brain and lesions on the 

cerebral cortex (McMenemey, 1970). 

Hutton (1988) eloquently described AD as a 

disease which "affects the patient by stripping away 

those aspects of personhood that are held most dear: 

the ability to think, to remember, to interact with 

loved ones, and to lead productive and happy lives" (p. 

4). No one knows the exact cause of AD. According to 

Powell and Courtice (1983), several theories are 

currently under investigation. Heredity is considered 

to be a factor in some AD cases, although the majority 

of AD patients have no family history of the disease. 

Other factors currently being explored include slow-

acting transmissible viruses, environmental toxins, 

neurochemical deficits (e.g., acetylcholine, a chemical 

messenger in the brain), and vascular and immunological 

abnormalities (U.S. Congress, 1987). The cause of AD 

remains a mystery and at present there is no known 

cure. 
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AD can be described both clinically and 

pathologically. In simple medical terms, the pathology 

of AD involves "the association of more or less 

generalized cortical atrophy with the presence of many 

argyrophilic plaques and neurons afflicted with changes 

in the neurofibrils ('tangles')" (McMenemy, 1970, p. 

6). Pathological diagnosis requires a post mortem 

biopsy. For the living, physicians rely on clinical 

diagnoses which are based on physical and behavioral 

manifestations of the disease. Clinical diagnoses 

include a complete patient history, physical 

examination and formal neurologic and mental-status 

testing (Winograd, 1988). 

A typical history reveals a gradual onset of 

cognitive decline followed by progressive cognitive 

deterioration. Stages of the disease have been 

described; however, to date there is "no firm 

scientific basis for precisely delineating these 

stages" and there appears to be great variability in 

the configuration of symptoms among victims (Winograd, 

1988, p. 5). 

Since curative remedies do not exist, treatment of 

AD is "often symptomatic rather than pathology-

specific" (Winograd, 1988). Typically physicians will 
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treat the manifestations of AD, identify and treat co

existing illnesses, and provide support to caregivers 

(Winograd, 1988). 

Financial Events and Behavior 

Economic resources have an important role in a 

family's perception of well-being (Andrews & Whitey, 

1976; Ash, O'Neil & Haldeman, 1985; Ben-Cheih, 1976; 

Brown, 1980; Helburn, 1982; Scitovsky, 1976). These 

perceptions do not appear to be based upon the quantity 

of economic resources but rather on whether they are 

sufficient to obtain the goods and services desired by 

the family or individual. In other words, there is a 

correlation between perception of well-being and the 

size of the gap between what one has and what one 

considers to be adequate. A low-income family may 

experience a sense of well-being while a high-income 

family may consider their wealth inadequate and 

therefore experience a sense of financial burden 

(Dubnoff, 1985). 

Hafstrom and Dunsing (1973) have drawn on the 

distinction between one's perception of the financial 

resources one has (referred to as the level of living) 

and the financial resources one strives to attain 



13 

(referred to as the standard of living). These authors 

devised two questions to tap the perception of both 

one's level and one's standard of living (see questions 

#27 and #28 in Phase I of the Financial Impact Scale, 

Appendix A). These two questions were utilized in the 

present study as one of the means of validating the 

Financial Impact Scale. 

A diverse body of literature supports the notion 

that behavior is related to economic events (Andrews & 

Whitey, 1976; Ash, O'Neil & Haldeman, 1985; Ben-Cheih, 

1976; Brown, 1980; Dooley & Catalano, 1980; Helburn, 

1982; Scitovsky, 1976). More specifically, several 

researchers have provided evidence that perception of 

adequacy of financial resources directly affects the 

stability of a marriage (Ash, O'Neil & Haldeman, 1985; 

Bagrozzi, J. & Bagrozzi, D., 1980; Burns, 1984; 

Caplovitz, 1979; Outright, 1971; Galligan & Bahr, 1978; 

Van Arsdale, 1982; Voyandoff, 1984; Wilhelm, lams & 

Ridley, 1987). Insufficient financial resources have 

been linked with depression and psychophysiological 

distress (Voyandoff, 1984). Other researchers indicate 

a relationship between financial resources and self-

esteem, and anxiety (Cohen, Tell, Greenberg & Wallack, 

1987). 
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According to Helburn (1982), many individuals 

consider financial resources to be the most important 

determinant of quality of life. In a study by Burns 

(1984), 32% of his 335 subjects reported financial 

problems as the primary reason for the breakdown of 

their marriage. In his assessment of the need for 

employee financial counseling, Brown (1980) reported 

that 60% of the cases involving financial problems in a 

pastoral counseling program also had marital and family 

problems. 

Digiulio and Janosik (1982) and Bagrozzi J. and 

Bagrozzi, D. (1980) categorized four causes of 

financial problems: 

1. A crisis situation which reduces income such as 

divorce, illness, death, unemployment or inflation. 

2. Overspending due to a need to build self-esteem 

from material goods. 

3. Lack of information such as money management 

strategies, goal setting and budget preparation. 

4. Changing family financial needs such as a new 

marriage, birth of children, or a child's education. 

Caplovitz (1979) and Wilhelm, lams, and Ridley 

(1987) described the strategies used by families to 

cope with insufficient financial resources. Briefly, 
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these involve increasing income (taking on an extra or 

better paying job), reducing expenditures (buying less 

or cheaper products), increasing efficiency (bargain 

hunting or bartering), or going into debt (using 

credit) . 

The above research supports the notion that 

economic conditions are inexorably linked to how people 

act and feel and that inadequate financial resources 

are bound to result in "stress and tension in a family 

unit" (Van Arsdale, 1982, p. 289). The following 

section will address the potential of caregiving to 

deplete financial resources. 

Financial Factors and Caregiving 

Despite numerous reports that providing care for a 

victim with AD can exact, among other things, a 

financial toll on caregivers (Abel, 1987; Brody, 1985; 

Frankfather, Smith & Caro 1981; Hay & Ernst, 1987; 

Hutton, 1987; Kosberg, 1983; Pillemer & Wolf, 1986; 

Pratt, Schmall, Wright & Cleland, 1985; Scott, 

McKenzie, Slack & Hutton, 1987; Weiller, 1987), 

empirical evidence supporting the notion of financial 

hardship is scant. 
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Hay and Ernst (1987) estimated the total cost of 

AD per patient in 1983 was $48,544 to $493,277, 

depending upon the patient's age at the onset of the 

disease and the length of time before death. He added 

that caregiving for a person with AD costs the family 

and patient approximately $8,700 per year out of their 

own pockets. Hu, Huang and Cartwright (1986) 

estimated total per patient expenditures at $11,735 per 

year. On a societal level, the costs have been 

estimated to range from $27 to $31 billion. These 

costs are particularly worrisome to victims of AD and 

their caregivers because of the inadequacies of private 

and public mechanisms to protect against the costs of 

AD (Weiler, 1987). As a consequence of this lack of 

financial protection, individuals face paying for 

expensive and at times catastrophic caregiving costs 

out of their own pockets (Norman, 1987). 

According to Wyszewianski (1986) although families 

with catastrophic health care expenditures represent 

only a small percentage of all families, they account 

for a disproportional1y large share of total health 

care expenditures. Additionally, most families who 

incur catastrophic expenditures do so not because the 

amounts are large, but because their incomes were 
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relatively low and their health coverage was 

inadequate. It is notable that while only 6% of 

families above the poverty line spent over 10% of their 

income on health care, approximately one third of low 

income families spent that much. 

Hay and Ernst (1987) provided figures for some of 

the specific costs related to AD: 

1. Diagnostic costs were estimated at $874 per person. 

Since the only definitive diagnostic test for AD is 

examination of brain tissue during autopsy, individuals 

suspected of having AD are given a variety of physical, 

neurological and psychological examinations. 

2. Nursing home costs were estimated at $22,500 per 

year for 1983. Similar figures were also reported by 

Hu, Huang and Cartwright (1986). 

3. It was estimated that home care costs the family 

from $5,000 to $12,600 annually. These figures are in 

keeping with those reported by Hu, Huang and Cartwright 

(1986). An additional $3,000 to $4,100 was estimated 

for social service agency costs. 

4. AD victims are rarely hospitalized. The average 

short-term acute hospital costs for a person with AD 

was $373-498. 
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5. The total annual cost for inpatient and outpatient 

physician care was estimated at $349-467. 

6. Drugs were estimated to cost $244 annually. 

7. Travel expenses including visiting 

institutionalized patients and transporting patients to 

and from the doctor were estimated at $447 per year. 

"When the value of lost labor output is 

considered, the social burden of AD is much greater 

still" (Hay & Ernst, 1987, p. 1174). Caregivers are 

often forced to quit their jobs and thus lose income 

(Quinn, 1987). In a study of women who were members of 

families that included three generations of women, 

Brody (1985) found that 28% of the non-working women 

had quit their jobs due to the caregiving needs of 

their elderly parent. A similar percentage of working 

women were considering giving up their jobs for the 

same reason, and many had reported having reduced their 

work hours in order to provide care. 

Caregiving costs are infrequently compensated by 

public or private health insurance schemes; frequently 

they are paid for by the victim or family. These costs 

often compete with other family expenses such as a 

child's education, wedding, or retirement planning 

(Kosberg, 1983). Only ten of the estimated 40 billion 
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dollars spent on AD patients annually is paid by the 

state and federal government (Gonzalez-Lima, E. & 

Gonzalez-Lima, F., 1987). 

Many in this nation assume that public and private 

insurance is available to provide protection for 

families who face the financial burden of caregiving. 

A recent Gallup Poll indicated that 79% of older 

Americans "believed that Medicare would pay for all or 

part of their nursing home care" (Norman, 1987, p. 

253). Another survey showed incorrect and inflated 

beliefs among the elderly regarding coverage for long-

term care (Cohen, Tell, Greenberg & Wallack, 1987). 

Insurance is designed to provide a safety net into 

which we can fall when calamity strikes. Contrary to 

popular opinion, this social safety net is weak and 

incompletely woven for those requiring long-term care. 

When AD strikes, the victim and the family are 

vulnerable to falling completely through the gaps in 

the net. The AD patient is particularly unprotected by 

existing insurance schemes because of the unique 

characteristics of the disease. 

Federal insurance schemes (Medicare and Medicaid) 

have proven to be inadequate for expenses related to AD 

(Who can afford, 1988). Medicare does not cover long-
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term nursing home care and before one is eligible for 

Medicaid, the recipient must "spend down" to a level of 

indigence. Even then, because Medicaid pays less for 

nursing home care than private pay, patients often face 

great difficulty finding a nursing home to admit them. 

The recent passage of the catastrophic illness 

legislation which had a media reputation as the most 

sweeping expansion of Medicare since its inception, 

extends coverage into many previously unprotected areas 

but does not provide coverage beyond the acute stage of 

an illness. The legislation was not designed by its 

congressional supporters to protect those who face 

impoverishment from the costs of long-term care. 

According to the new legislation, when a patient 

is admitted to a nursing home, states in 1992 will be 

required to allow the spouse remaining in the community 

to retain income equal to 150% of the poverty level and 

to retain a minimum of $12,000 in assets. This is an 

improvement--in the past couples who needed financial 

assistance for nursing home care were forced into 

poverty to qualify for Medicaid. This measure is of no 

benefit to the family of an AD victim who has been 

forced to deplete their resources during the uncovered 

pre-nursing home stage of caregiving. Nor will this 
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measure provide solace to the couple who planned for a 

financially comfortable retirement based on earnings 

from accumulated wealth built during their working 

years. These families face dramatic erosions of their 

nest eggs in order to qualify for Medicaid protection. 

The new legislation entitles a chronically ill 

person receiving care at home to 80 hours a year of 

homemaker or health aide assistance. Since this only 

amounts to less than three and one-half days a year, 

this benefit will have little impact in terms of 

meeting the needs of someone providing care for an AD 

victim who requires constant, year-round attention. 

Since the State and Federal governments do not 

offer long-term care protection for the non-poor, some 

70 private insurance companies have developed products 

to provide this coverage. The cost of these policies 

is approximately $1230 per year (Who can afford, 1988), 

which is usually beyond the means of those who need 

protection the most. Virtually all long-term care 

private insurance excludes coverage for mental 

disorders (Who can afford, 1988) rendering coverage for 

AD ambiguous. When AD j_s covered, policies differ in 

the benefits provided. Many policies covering AD 

require prior hospitalization before nursing home care 
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is covered. This is an important feature since AD 

victims usually do not require hospitalization prior to 

entering a nursing home. 

Clearly, as the preceding discussion demonstrates, 

available public and private protection schemes for 

long-term care are particularly inadequate for the 

victim of AD. 

Little is known regarding the amount and type of 

financial assistance provided by caregivers. Stephens 

and Christiansen (1986) documented that financial 

support provided by primary caregivers was most 

frequently in the form of food, clothing, and household 

items and that 43% of caregivers who were children 

provided this type of assistance. It was also reported 

that 36% of the caregivers made cash expenditures and 

the average dollar value of the contribution was $84.00 

per month. The caregivers providing this financial 

support rarely shared this responsibility with another 

person—they were also the ones who provided the 

"hands-on" help. 

Income has been found to be the primary 

determinant of whether and how many services to 

alleviate caregiving could be purchased (Archbold, 

1983). It has been shown that low income reduces the 
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access to resources that might make caregiving more 

bearable (Fengler, 1979), In a study of older women 

caring for disabled spouses, Grossman (1981) found that 

few of the women could afford to pay for services 

designed to alleviate the stress of caregiving (e.g., 

home and respite care). These findings were also 

supported by Rabins (1982) who determined 

[that] since family members find the lack of 
relief from caregiving and chronic fatigue to 
be major sources of distress, we believe that 
relief services, such as home health aids and 
brief hospitalizations, may increase the 
family's ability to care for the cognitively 
impaired at home, lessen the difficulties they 
face, and help keep down rapidly escalating 
nursing home costs. (p. 335) 

There are no indications at present that the 

financial situation for caregivers of AD victims is 

likely to improve in the near future. Pillemer and 

Wolf (1986) pointed out that the increasing federal 

deficit and shifts in government priorities reduces the 

likelihood that public financial support for elderly 

care will be forthcoming. 

Despite the evidence which links financial factors 

to caregiver well-being/burden, this variable has 

received only limited attention in the literature. 
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Factors Affecting Caregiving in General 

Profile of the Caregiver 

Contrary to popular belief, the elderly have not 

been abandoned by their children (Shanas, 1979). 

Pillemer and Wolf (1986) contrasted contemporary 

familial relationships with those of the Hudson Bay 

Eskimos who used to strangle or abandon the old who 

became dependent on others for their food. This 

tradition was necessary in order to insure the survival 

of the tribe. In modern North American society, when 

in need of assistance, older people turn first to their 

families who typically provide help when necessary 

(Branch, 1983; Brubaker, 1985; Hill, 1987). Also 

contrary to popular belief, provision of help from 

adult children is not hampered by huge geographical 

distances (Frankfather, Smith & Caro, 1981). About 18% 

of the elderly live in a household with at least one of 

their children (Shanas, 1979), and many elderly live in 

close proximity to one or more of their children. "In 

1975, half of all people with children lived either in 

the same household with a child, or next door, down the 

street or a few blocks away...{while} only about 5 to 6 

percent live in institutions" (Shanas, 1979, p. 12). 



25 

One reason given for the high frequency of contact 

between the elderly and their children is filial 

responsibility (Brubaker, 1985). This term refers to 

the idea that children should help their parents merely 

because they are related. 

In a study of 753 elder persons and their 

caregivers, Stoller (1985) reported that affection 

toward the older person does not appear to be a 

prerequisite for providing help. However, affection 

does seem to be related 'to the level of stress 

experienced by the caregiver. According to Stoller 

(1985), family obligation, affection and reciprocity 

appear to be the major reasons for providing care. 

It is noteworthy that assistance between family 

members is not unidirectional. The children of the 

elderly were found by Hill (1987) to receive help from 

them with problems of child care and economic 

assistance. A 1987 congressional report entitled 

"Losing a Million Minds" described the AD caregiving 

experience. According to this report, most of the 

needs of those with AD are met by the informal care 

network which consists primarily of family. Formal 

services are used when the informal care system breaks 
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down or when the care needs have surpassed the family's 

caregiving resources (Brody, 1982; Elias, 1987). 

Caregiving for a person with AD typically requires 

long-term supervisory care which is generally not 

provided publicly. Rather, 70-80% of all long-term 

care is provided by families (Abel, 1987). This 

activity is rarely directed at relieving medical 

problems but rather at helping with daily living 

activities and preventing the victim from inflicting 

harm to him/herself (Stephens & Christiansen, 1986), 

The majority of persons with AD live at home (Ory, 

1985), and the majority of those caring for them are 

family members—usually daughters or spouses (Cantor, 

1983; Caserta, Lund, Wright & Redburn, 1987; Grossman, 

1981; Soldo, 1983; Wilder, 1983; Zarit, 1980). Cantor 

(1983) reported that nearly as many daughters were 

primary caregivers as spouses. Caregivers are usually 

middle-aged people who face a high risk of becoming 

"secondary victims" of dementia. With increasing 

longevity, the person assuming the role of caregiving 

is over 60 and the person receiving care is between 80-

90. Often, caregivers are conflicted because of the 

additional responsibility of caring for their 

adolescent children, or because of their having entered 
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the work force after their children have left home 

(Kosberg, 1983; Lazarus, 1981; Miller, 1981). 

According to Grossman (1981) the caregiver in 

elderly couples is most likely to be the wife. These 

spouses are usually old themselves—approximately half 

of spouse caregivers are over 75 (Cantor, 1983; Soldo, 

1983). Spouse caregivers face different stressors than 

caregivers who are adult children. In addition to 

having the lowest incomes among all caregivers (Cantor, 

1983), spouse caregivers are more likely to have health 

deficits which can become exacerbated from the stress 

of providing care (Caserta, Lund, Wright & Redburn, 

1987; Fengler, 1979). Although caregiver age and 

relationship to the dependent individual were not 

specified, in a study by SIuss-Radbaugh (in Ory, 1985), 

20% of primary caregivers experienced a deterioration 

in their own health as a consequence of providing care. 

According to Soldo (1983), 'among elderly couples 

living alone, over 5% of the older caregivers had a 

moderate to high need for assistance themselves" (p. 

607). Fengler and Goodrich (in Springer & Brubaker, 

1984) found that more than half of the elderly wives 

who were caregivers in their study had significant 

i11nesses. 
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A significant proportion of caregivers spend more 

than 40 hours per week providing help to their 

dependent spouse or parent (Abel, 1987; Brody, 1982). 

According to Abel (1987), 44% of caregivers provide 

care on the average for one to five years, and one 

fifth of all caregivers spend over five years providing 

care. 

A study by Soldo (1983) of intrahousehold 

caregiving which used a large 1976 sample of 151,170 

households provided a wide range of information. It 

was reported that although the majority of caregivers 

were not in the work force, a large proportion of non-

elderly caregivers experienced conflict between the 

"competing demands" of work and caregiving. The 

majority of elderly caregivers were not in the work 

force due to retirement for the males and housekeeping 

responsibilities for females. A more recent study by 

Stone, Cafferata and Sangl (1987) reported that: 1) 31% 

of the caregivers in their study were employed; 2) 9% 

of caregivers had left the labor force to care for a 

disabled elderly person, and that wives and husbands 

were equally as likely to quit work to provide care; 

and 3) 20% of all the caregivers who had been employed 

during caregiving had cut back their hours in order to 
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provide care, 29% had rearranged their schedules to do 

so, and 19% had taken time off without pay due to 

caregiving responsibilities. According to Stoller 

(1983) caregivers who are employed women do not 

significantly decrease their hours of assistance to 

parents. Rather, they reallocate their own domestic 

activities and decrease their leisure time. 

Consequences of Caregiving 

Ample research findings have documented the 

adverse consequences of caregiving (Kosberg, 1986). 

Researchers have varied in their approach to 

investigating this phenomenon. Typically, caregiver 

impact has been examined from the perspective of 

caregiver burden which has usually been conceptualized 

as caregiver "cost," "hardship," or as "causing ill-

effects" either socially, emotionally, or physically 

(Poulshock & Deimling, 1984; Wilder, 1983). 

Measurements of the consequences of caregiving have 

typically been conceptualized in ways which do not 

adequately account for financial costs, hardships, or 

i11-effects. 

Following is a review of the major findings in 

studies of caregiving providing long-term support to a 
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dependent elderly relative. Research related 

specifically to the caregivers of victims of AD is 

limited. For this reason, a reliance will also be made 

on the caregiving literature in general. When this 

information relates specifically to AD caregivers, it 

will be so indicated. 

Morycz (1980) stated that "burden to the family 

may be the major factor in the decision to 

institutionalize" an individual receiving informal 

care. He emphasized the importance of making a 

systematic and multi-dimensional study of caregiver 

burden, and suggested that problems contributing to 

burden in the family be categorized into four contexts: 

1) those attributable to the patient; 2) those 

attributable to the caregiver; 3) those that are 

environmental; and 4) those that result from the 

interaction of the preceding problems. Problems 

related to the patient include such behaviors as 

wandering, incontinence, aggression, and sleep 

disturbances. Problems related to the caregiver 

include depression, anxiety, physical strength, 

physical health, and attitudes and expectations toward 

the dependent elderly person. Environmental problems 

were described as relating to such things as the 
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architecture of the caregiving setting, and finances. 

Isolation was offered as an example of a problem that 

resulted from an interaction of patient, caregiver and 

environmental problems. 

In a study of the correlates of feelings of burden 

among caregivers of elderly persons with senile 

dementia, Zarit (1980) concluded that of the variables 

under investigation, including degree of cognitive 

impairment, behavior problems, level of functioning, 

and duration of the illness, only the frequency of 

visits from other family members had a significant 

positive impact on the degree of caregiver burden. 

These conclusions were based on a 29-item burden 

inventory which included two questions related to 

finances. Despite the inclusion of these two items, 

financial costs were not treated as a variable in 

predicting caregiver burden. 

In examining the practical, psychological, and 

social problems of families caring for a person with 

AD, Barnes (1981) identified the major problems to be a 

lack of support and information from physicians, poor 

understanding of the disease process, depression, 

feelings of being trapped, anger and fear about the 

dependent person's behavior, isolation, and the 
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caregiver's loss of self-identity. These conclusions 

were rendered from non-structured discussions with 15 

caregivers participating in a bi-weekly support group. 

The findings did not provide information about the 

underlying factors related to the identified problems. 

Among other possibilities, it is feasible, for example, 

that caregiver depression, and feelings of isolation 

and entrapment could have resulted from the 

unavailability of formal support services--it is 

possible, too, that these services were available but 

not affordable. 

In a study designed to investigate the impact of 

dementia on the family, Rabins (1982) used the open-

ended question: "What is the biggest problem you have 

in caring for the patient?" Subjects were provided 

with a structured list of the many problems known to 

occur. The 22 different problems which were reported 

by subjects were rendered into a list of patient 

behaviors including physical violence (the most 

frequently reported behavior problem), memory 

disturbances, incontinence, catastrophic reactions, 

hitting, making accusations, and suspiciousness. 

Financial problems related to caregiving were not 
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included in the structured list, which created the 

potential to bias subjects away from this response. 

Drawing data from a larger study, "The Impact of 

the Entry of the Formal Organization on the Informal 

Support System of Older Americans," Cantor (1983) 

determined that financial strain ranked lowest in 

importance as a producer of stress among primary 

caregivers of dependent frail elderly. She suggested 

that financial strain may be a factor for caregivers 

with lower incomes, but it did not appear to be "as 

pervasive an issue as might be expected" (p. 603). 

This conclusion was based on responses from al1 primary 

caregivers which, in this study, included immediate and 

extended family members, friends, and neighbors. It 

can be expected that spousal caregivers would be more 

likely than any other relative to experience financial 

strain because they are the greatest financial 

contributors to the caregiving situation. Relationship 

to the dependent elderly was not isolated as a variable 

in the statistical analysis. One may speculate that 

the financial stress experienced by spouses may have 

been diluted by the reports of low financial stress by 

other categories of caregivers. Another element which 

may have colored the results is that the typical 
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subject was a member of the middle income group. The 

result that financial concerns were not very pervasive 

may, therefore, not apply to a population of low income 

caregivers. 

In her study of caregivers of impaired elderly, 

Soldo (1983) stated that some form of emotional or 

physical stress is inevitable in any caregiving 

relationship. She identified frustration in locating 

community resources, social isolation, conflicts 

related to the dual role of child-rearing and caring 

for a parent, and exhaustion as the primary potential 

stressors in this situation. Despite the potential 

underlying relationship between these identified 

stressors and financial resources, financial concerns 

were not addressed. 

Wilder (1983) rendered six scales from a 1,600-

item set used in a U.S.-U.K. cross-national study of 

community-based elderly in New York and London. Family 

burden was assessed in terms of: 1) inconvenience, 

which referred to the perception of restriction related 

to caregiving; 2) extendedness, which referred to the 

degree to which the dependent person maintained 

relationships with kin other than the primary 

caregiver; 3) family tradition, which referred to 
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feelings of responsibility toward one's kin; 4) 

behavior, which referred to the degree to which the 

dependent elderly exhibited "angry, aggressive, or 

demanding behavior" (p. 245); 5) dementia, which 

referred to the degree of intellectual impairment of 

the dependent elderly; and 6) activity limitation, 

which referred to the functional incapacity of the 

dependent elderly. Multiple regression analyses 

revealed that the presence of dementia per se was not 

related to family burden, but rather the elderly 

person's noxious behavior. It is striking that this 

attempt to create a multidimensional measure of family 

burden did not comprise items that related to potential 

economic costs. Here again, had these results been 

viewed through a lens designed to magnify the economic 

component, it may have revealed that the family's 

exposure to the noxious behavior could have been 

reduced by using (and paying for) formal services 

designed to alleviate these stressors. 

In a study which focused on identifying coping 

strategies which were used by caregivers of AD patients 

and the relationship between them and caregiver burden, 

Pratt, Schmall, Wright and Cleland (1985) used Zarit's 

(1981) Caregiver Burden Scale to measure the latter 
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variable. The limitations of this instrument to reveal 

much about the financial impact of caregivers has 

already been discussed. Burden scores were not found 

to be related to caregivers' gender, age, education, 

patient residence, or income level. The subjects used 

in this study were participants in an Alzheimer's 

support group and educational workshops. It is likely 

that this sample was biased away from low-income 

participants. Caregiver burden was significantly 

related to caregiver health status and certain coping 

strategies which were identified as confidence with 

problem solving, reframing, and passivity. 

A questionnaire developed by Chenoweth and Spencer 

(1986) was designed to determine the experience of 

caregivers in recognizing the early symptoms of 

dementia, and to determine the difficulties caregiving 

created for family members. Of the 289 respondents, 

45% were providing care for their relatives at home. 

Over half of the caregivers were spouses. In all but 

24 instances, the dependent relative was diagnosed as 

having AD. Caregiver difficulties were identified by 

asking respondents the global question "What are the 

major problems you and your family face in caring for 

your relative?" Responses were reported as: 1) 25% 
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mentioned the problems concerning the necessity for 

providing constant care; 2) 23% found the emotional and 

physical strain to be the major problem; and 3) 20% 

were concerned about the financial costs of providing 

care. The lack of specificity in these conclusions 

results in little more than a sweeping understanding of 

the impact of providing care. In terms of what 

constituted the financial concerns, no further details 

were provided. As in many of the following studies to 

be discussed, it is possible that reports of problems 

which relate to having to provide constant care may be 

due to an underlying problem of having inadequate 

resources to purchase services designed to alleviate 

this problem. 

Poulshock and Deimling (1986) utilized a model in 

which the concept of burden was seen to be a 

"subjective filter" through which the elder's 

impairment and the impact on the life of the caregiver 

were projected. Subjects were 614 families from both 

metropolitan and non-metropolitan areas of Cleveland 

who included an impaired elderly relative receiving 

care from a primary caregiver in the household. Elder 

impairment was measured by the number of Activities of 

Daily Living (ADL) with which the elder required 
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assistance and an instrument designed to measure 

sociability, disruptive behavior and cognitive 

capacity. Caregiver burden was measured by caregiver 

response to questions regarding their experience with 

caregiver tasks related to elderly's ADL limitations 

and mental impairments. Caregiver impact was measured 

via responses to a 34-item inventory of aspects of 

family life that could be altered by caregiving. These 

items covered a variety of areas such as "job conflict, 

financial hardships, caregiver's physical/mental 

health, family relationships and social group and 

recreational activities" (p. 233) and reflected changes 

in the elder-caregiver/caregiver-fami 1y relationships 

(ECF). The 1972 Zung Depression Scale was incorporated 

which displayed the only consistent relationship with 

the other measures in this study. Results demonstrated 

that of all the variables, cognitive incapacity and ADL 

limitations represented the strongest association with 

negative impact on ECF relationships and restriction of 

caregiver activities. 

Kosberg (1986) developed The Cost of Care Index 

which was designed to measure the "costs" (or 

consequences) of providing care for an elderly person. 

This instrument contained 20 items and five dimensions 
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(personal and social restrictions, physical and 

emotional health, value, provocateur, and economic). 

Each dimensic.i was composed of four items. Questions 

representing the economic dimension were: 

1. I feel that caring for my elderly relative 
is causing me (will cause me) to dip into my 
savings meant for other things. 
2. I feel that my family and I must give up (will 
have to give up) necessities because of the 
expense to care for my elderly relative. 
3. I feel that my family and I cannot (will not 
be able to) afford those little extras because of 
the expense to care for my elderly relative. 
4. I feel that caring for my elderly relative is 
(will be) too expensive, (p. 276) 

These items do not address such things as the 

necessity of some caregivers to adjust employment due 

to caregiving, nor do they provide specific information 

regarding the expenses. These questions do, however, 

represent more financial depth than is found in the 

majority of caregiving studies. 

Based on results of a two-year follow-up of a 

study to identify factors which affected caregiving for 

victims of senile dementia, Zarit (1986) concluded that 

burden scores were significantly higher for caregivers 

who institutionalized their dependent relative. 

Nursing home placement was found to be related to 

patient behavior problems such as night walking or an 
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inability to perform daily living tasks. During the 

initial study, burden was found to be higher for women 

than for men. During the follow-up study, however, 

burden was found to be about the same for both genders. 

In a study by George (1986), caregiver burden was 

conceptualized as including physical, psychological or 

emotional, social, and financial problems experienced 

by caregivers. Financial resources were measured by 

reports of household income and a multi-item scale 

which measured the caregiver's subjective assessment of 

their financial well-being. Among other findings, it 

was concluded that when compared to control subjects 

and other caregiver-patient relationships, spouse 

caregivers exhibit greater burden in all four 

dimensions. Patient illness characteristics were not 

significantly related to caregiver burden, whereas 

caregiver characteristics and the availability of 

resources were found to be associated with caregiver 

burden. No evidence was found that caregivers 

experienced decreases in physical health or financial 

security relative to control subjects. 

Hayley (1987) stated a concern that previous 

studies of caregiver burden were based on a limited 

range of caregiver outcomes. His study was designed to 
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assess the psychological, social and health 

consequences of caring for a relative with senile 

dementia. Despite the scope of this study, financial 

consequences were not examined, although it was 

reported that caregivers had significantly lower 

incomes than controls. The results provided evidence 

that when compared to the control group, caregivers 

reported greater psychological problems such as 

depression, a decreased quality of life, and greater 

impairment in their relationship with their dependent 

relati ve. 

Winogrond, Fisk, Kirsling and Keyes (1987) used 

Zarit's (1981) burden inventory to conclude that 

caregiver burden is not directly influenced by patient 

behavior problems but rather by caregiver intolerance. 

This finding led the investigator to conclude that as a 

caregiver "learned more about the disease process and 

gained skills in patient management" (p. 338), he 

became better able to cope with the burden of 

caregiving. This study sheds no new light on the 

financial impact of caregiving. 

Also using Zarit's (1981) burden inventory, 

Caserta, Lund, Wright and Redburn (1987) investigated, 

among other variables, the relationship between the 
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utilization of community services and caregiver burden. 

It was found that low service utilization was due to an 

ability of caregivers to draw upon others in the 

informal care network for support when needed. 

Caregivers who reported not needing formal services had 

lower burden scores. It should be noted that the 

dependent elderly in these cases were not seen by the 

caregiver to be at a stage in the illness that required 

formal care. A longitudinal follow-up of these 

subjects is needed to make any definitive conclusions 

regarding the relationship between caregiver burden and 

utilization of formal services. 

Summary 

Caregiver burden has been broadly measured and has 

been conceptualized to include a range of emotional, 

psychological and physical costs. The financial costs 

of caregiving have received relatively little 

attention. It is generally agreed that the term 

"burden" cannot be treated as a unidimensional concept 

(Poulshock, 1984). The development of a scale to 

assess the financial impact of caregiving will provide 

a mechanism by which another important dimension of 

caregiving can be examined. 



CHAPTER III 

METHOD 

The primary purpose of the present study was to 

develop a preliminary scale to assess the financial 

impact experienced by caregivers of victims of 

Alzheimer's Disease. The development of the Financial 

Impact Scale (FIS) consisted of two phases: 1) the 

pilot study which also served as the purification phase 

in the item selection for the FIS; and 2) the second 

phase involving actual caregivers of AD victims which 

served as a second validity, reliability and factorial 

dimension check. The population analysis, which 

represented the secondary purpose of this study, was 

also accomplished during Phase II. 

This chapter will explain the research method in 

three sections. Section one will describe the samples 

used for Phases I and II. The second section explains 

the measures used in this study, including: 1) scale 

development in general; and, 2) the development of the 

Financial Impact Scale (FIS) including the measures 

used to determine reliability and validity. The third 

section presents the statistical methods used for both 

Phases I and II of the study. 

43 
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Samples 

Two samples were collected for this investigation: 

1) a pilot sample which also served as the purification 

phase; and 2) a sample made up of AD caregivers who 

served as subjects in the second phase of the scale 

development. 

Phase 1 

^ Fifty-one members of the Highland Baptist 

Activity Center in Lubbock, Texas, served as subjects 

for the pilot study. This phase of the scale 

development was also utilized as the item-purification 

phase of the study. This population was selected on 

the basis of its members having had caregiving 

experience (parenting at a minimum) and having been 

responsible for financial matters at some point during 

their lifetimes. Although members of this group were 

not identified as having had experience providing care 

for AD victims, it was concluded that their life 

experiences justified their use in the first 

purification phase of this investigation. This 

justification was strengthened by the fact that 32 out 

of 51 subjects reported either being related to or knew 

someone who has AD. 



45 

Phase 2 

The Texas Tech University Alzheimer Center and 

Alzheimer Disease and Related Disorders Associations 

(ADRDA's) from El Paso, Amarillo, Permian Basin, and 

San Antonio yielded 192 caregivers of AD victims. 

Because this study was sponsored by the Texas Tech 

University Alzheimer Center, actual names and addresses 

of 80 caregivers were provided to this investigator. 

Questionnaires were mailed directly to these subjects. 

In order to protect the anonymity of subjects from the 

other geographical regions, questionnaires were mailed 

in bulk to staff of each of the aforementioned ADRDA's 

who mailed them directly to the caregivers among their 

own membership. In addition to the 80 caregivers from 

the Lubbock Alzheimer Center, the following numbers of 

subjects received questionnaires: El Paso, 38; San 

Antonio, 26; Amarillo, 38; and, Permian Basin, 10. 

This brought the total sample to 192. 

Measures 

This section will describe: 1) scale development 

in general; and, 2) the development of the Financial 

Impact Scale (FIS), including measures to determine 

reliability and validity. 
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General Scale Development 

According to Anastasi (1958), contemporary scale 

development encompasses the same basic steps sketched 

by Sewell (1941) and by Schuessler (1952): 

1. Operationally define the phenomenon being measured. 

2. Collect a group of items which reflects directly or 

indirectly the phenomenon being measured. Acceptable 

sources for these items include previous literature, 

opinions of experts in the field and existing 

i nstrumentation. 

3. Treat the items statistically to determine which 

are the best indicators of the phenomenon under 

investigation. A number of statistical techniques have 

been developed for item selection, including factor 

analysis which was one of the methods utilized in the 

current study. 

4. Determine the validity and reliability of the 

scale. 

Development of the Financial Impact Scale 

The above procedures were followed in the 

development of the Financial Impact Scale (FIS). What 

follows is a chronological description of these 

procedures as utilized in the present study. 
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Step one. Step one of scale development calls for 

an operational definition of the phenomenon being 

measured (Anastasi, 1958). Following are the 

definitions of terms used in the present study: 

1. Alzheimer's Disease (AD): an incurable, 

degenerative brain disease related to structural 

changes in the brain which cause irreversible loss of 

memory, total disability and eventually death. 

2. AD victim: anyone diagnosed from his/her symptoms 

by a physician as having AD. 

3. Caregiver: the relative or friend who is primarily 

responsible for the health and welfare of an individual 

with AD. 

4. Catastrophic illness: one in which the family 

incurs costs of up to 10-20% of the total family 

i ncome. 

5. Financial impact: a perception of either high, 

low or neutral costs related to the satisfaction with 

and adequacy of financial resources to meet caregiving 

requirements. "It appears that 'caregiver burden' and 

'caregiver well-being' are but opposite sides of the 

same coin" (George, 1986). The focus on burden rather 

than well-being, as has been done in most previous 

studies, has "substantive and methodological 
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implications" (Ibid). First, instruments designed to 

focus on caregiver burden cannot be administered to 

non-caregivers, thereby preventing the assessment of 

the burden of caregivers relative to other segments of 

the population. Second, "because extant measures of 

caregiver burden explicitly require respondents to 

relate caregiving to its impact, an unwelcome kind of 

confounding occurs" (p. 254). A straightforward 

alternative to overcome these limitations was used in 

the present study which was to use the term "financial 

impact," a more neutral term, which also applies to 

general samples. 

Step two. Step two of scale development calls for 

the collection of a group of items which reflects the 

phenomenon being measured. 

N( A review of the literature and existing 

instrumentation yielded a list of 42 items for the FIS 

and 20 demographic questions. Experts in the field 

reviewed these items and made suggestions for item 

addition, deletion, or adaptation. Experts included: 

the Associate Director of the Alzheimer Disease 

Information and Referral Center at Texas Tech 

University Health Sciences Center; a neurologist 

specializing in Alzheimer's Disease; two caregivers; 
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the head nurse at a local long-term care facility; a 

statistician; a financial planner; and the members of 

this investigator's doctoral committee. 

This process generated additional items bringing 

the FIS to a total of 50 items and the demographic 

questions to a total of 28. These 78 items constituted 

the questionnaire which was used in Phase I of the 

scale development (see Appendix A). FIS items were 

presented in a Li kert-type format which allowed for a 

choice between five responses ranging from strongly 

agree to strongly disagree. 

Step three. Step three in scale development calls 

for the treatment of the items statistically to 

determine the best indicators of the phenomenon under 

investigation. In the present study this was 

accomplished in two phases. Following is a description 

of these two phases. 

The pilot study was used to identify and correct 

problems (e.g., ambiguous terminology) with the 

questionnaire. It was also used as the item-

purification phase because it was deemed necessary to 

render the instrument into a more manageable length for 

the second phase of the scale development which 

involved actual AD caregivers. 
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A Fifty-one members of the Highland Baptist Activity 

Center in Lubbock, Texas, served as subjects for this 

phase of the study. At their February luncheon 

meeting, questionnaires were handed out and subjects 

were given an oral explanation of the study under 

investigation. The investigator asked for a show of 

hands to indicate the number of subjects who either 

knew or were related to someone with Alzheimer's 

Disease; 32 out of 51 subjects reported either being 

related to or knew someone who has AD. Subjects were 

asked to assume the role of the primary family 

caregiver for an AD victim. They were instructed to 

answer the questionnaire according to how they would be 

affected by their own financial resources. This 

process took approximately 90 minutes which included 

approximately 45 minutes for completion of the 

questionnaire. The investigator read each item out 

loud and allowed 30 seconds response time for each 

question. 

Overall feedback about the instrument was 

favorable. Subjects reported no difficulty reading the 

questionnaire or answering questions in the Financial 

Impact Scale. In terms of the demographic section, 

subjects consistently had difficulty answering question 
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#16. This item was later combined with item #17 to 

form one concise question. Subjects tended not to 

answer question #26 which had an open-ended format and 

required respondents to write in an answer. This item 

was later eliminated. In its place, four additional 

demographic questions which were considered to be 

pertinent to the understanding of financial impact were 

included. This brought the total number of demographic 

questions to 30. The 50 FIS items were statistically 

analyzed which resulted in a reduction of the FIS to 20 

i terns. 

Phase II of the scale development utilized an 

instrument which consisted of the purified 20 FIS items 

and the 30 demographic questions. The questionnaire in 

this phase also included the Zarit Burden Scale which 

was used in the validation process of the scale 

development. Copies of the questionnaires used in 

Phase I and Phase II have been added as Appendix A. 

The questionnaire used in Phase II was mailed to 

subjects since it has been found that postal 

questionnaires are a useful and cost-effective method 

of data collection from older subjects, especially 

when: 1) the issue is directly relevant to them; 2) 

the topic is health related; and 3) the study is 
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sponsored by a body that is respected by the 

respondents (Victor, 1988). 

The questionnaire was mailed along with a covering 

letter (see Appendix B) and a stamped self-addressed 

return envelope. The questionnaires were mailed in 

March, 1989. May 31, 1989, was used as the return date 

deadline at which time 116 questionnaires were 

returned. Since this figure represented a 60% response 

rate, a follow-up mailing was not necessary. Of the 

116 returned questionnaires, 18 were spoiled and not 

used in the data analysis. 

Responses from the 98 subjects in Phase II of the 

scale development were subjected to a confirmatory 

factor analysis. At this point in the study, items 

could have been culled further according to their 

factor loadings. Due to the preliminary nature of the 

present study, however, it was deemed advisable to 

maintain all 20 items. It was decided that any further 

culling would be best accomplished in future studies 

involving larger and more diverse populations. 

Step four. Step four of scale development calls 

for determining the validity and reliability of the 

scale. Cronbach's Alpha was used to determine 

reliability in Phase I and Phase II of the scale 
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development. A measurement of financial well-being was 

used to determine validity in Phase I and Phase II (a 

description of this measure follows), A measure of 

caregiver burden was added to Phase II in order to 

strengthen the validity of the FIS (a description of 

this measure also follows), 

Hafstrom and Dunsing (1973) formulated two 

questions to assess an individual's perception of 

adequacy of and satisfaction with one's level of 

living. This measure of financial well-being was used 

in the validation process of the scale development. 

Question #25 (see Appendix A, Phase II) which reads: 

To what extent do you think your income is 
enough to live on? (check one only) 

Can afford about everything we want and 
sti11 have money. 
Can afford about everything we want. 

_Can afford some of the things we want but 
not al1 we want, 
_Can meet necessities only. 
Not at all adequate. 

addresses the perception an individual has of the 

adequacy of his/her income to support what "ought to 

be" enough to live on; that is, what the family or 

individual desires and strives to attain. 

Question #26 (see Appendix A, Phase II) which 

reads: 
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How satisfied are you with your present 
standard of living; that is with the things 
you have and the way you are living now? 
(check one only) 

Very dissatisfied 
Somewhat dissatisfied 
Somewhat satisfied 

Very satisfied 

deals with an individual's satisfaction with his/her 

present financial situation; that is, "what is" rather 

than what "ought to be." 

In Chapter I, Family Resource Management Theory 

was presented as a model which describes the 

relationship between financial factors and behavior. 

This perspective supports the idea that one's results 

on the FIS ought to correlate with one's perception of 

financial adequacy and financial satisfaction. 

Therefore, correlations of questions #25 and #26 with 

the FIS were used in the validation process of the 

second phase of the scale development. 

In order to further validate the FIS, a measure of 

caregiver burden was included in the questionnaire in 

Phase II of the scale development. Based on clinical 

experience, Zarit (1980) developed a 29-item self-

report inventory to measure the degree of burden 

experienced by caregivers of elderly persons with 

senile dementia. Questions in this instrument cover 
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problem areas frequently mentioned by caregivers 

including health, finances, psychological well-being 

and social relationships (see Phase II questionnaire in 

Appendix A). Zarit's Caregiver Burden Scale has a 

reported Alpha reliability coefficient of .79 (Zarit, 

1982). Despite an extensive literature search, no 

information was uncovered regarding the validity of 

this instrument. This instrument, which was used in 

the validation process of the current study, was 

selected because it was the most often cited measure of 

caregiver burden in the literature (Brody, 1985; 

Cantor, 1983; Caserta, Lund, Wright & Redburn, 1987; 

Chenoweth & Spencer, 1986; George, 1986; Gonzalez-Lima, 

E. & Gonzalez-Lima, F., 1987; Kosberg, 1983; Ory, 1985; 

Poulshock & Deimling, 1984; Pratt, Schmall, Wright & 

Cleland, 1985; Rabins, 1982; Soldo, 1983; Wilder, 1983; 

Winograd, 1988). 

In order to further illuminate the financial 

impact of caregivers, it was of interest to examine the 

relationship between financial impact and the level of 

functioning of the AD victim. For this reason, a crude 

measure of level of functioning was included. 

The progression of Alzheimer's Disease varies 

among its victims. Reisberg, Schneck, Ferris, Schwartz 
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and deLeon (1983) developed a Cognitive Function Scale 

(see Appendix C), which consisted of seven clinical 

phases of AD ranging from normal to late dementia. 

Each clinical phase was described in terms of clinical 

characteristics and the functional capacity of the AD 

victim. Question #20 of the FIS (see Appendix A) 

rendered seven statements describing level of function 

from the Reisberg Scale. The nature of the present 

study made it necessary to use short, global statements 

concerning functioning. It was beyond the scope of 

this investigation to attempt an accurate clinical 

assessment of functioning. 

Statistical Methods 

Following is a brief description of the 

statistical methods used in the two phases of the 

development of the Financial Impact Scale (FIS), Phase 

I, which represented the pilot/purification stage, 

utilized correlation, factor analysis and Cronbach's 

Alpha. Phase II also utilized factor analysis, 

Cronbach's Alpha and correlation; multiple analysis of 

variance with covariance (MANCOVA) was used to examine 

population characteristics. 
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Factor Analysis 

Factor analysis is one of the most popular and 

widely used "analysis of interdependence" techniques 

(Churchill, 1986, p. 756), This method has a 

mathematical perspective which combines a group of 

interrelated variables into a linear combination. This 

method also has a conceptual perspective which involves 

a process of determining qualitative dimensions to data 

that are not directly observable (Norusis, 1985). 

This study utilized the SPSS-X (Norusis, 1985) 

main-frame computer program to conduct the Factor 

Analysis. This process involved four steps: 1) 

correlation matrix of all the variables; 2) factor 

extraction; 3) use of the varimax rotation in order to 

transform the matrix into interpretable data; and 4) a 

score was computed for each factor. 

Factor analysis was utilized in the present study 

to identify the presence of groups of items which were 

interconnected. In other words, it was used to answer 

the question: "is financial impact a unidimensional or 

multidimensional phenomenon?" Future studies with 

larger samples can utilize factor analysis to confirm 

dimensionality and to further refine items by culling 

those which do not attain a required factor score. 
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Correlation Analysis 

Correlation analysis is a bivariate technique used 

to measure the linear relationship between two 

variables by generating a statistic (r) which describes 

the strength and direction of the relationship. 

Criterion-related validity was accomplished by 

correlating scores on the FIS with two independent 

validity measures of financial well-being (see 

questions #27 and #28 in Phase I and questions #25 and 

#26 in Phase II, Appendix A) which were used 

extensively throughout the literature. 

Cronbach's Alpha 

Cronbach's Coefficient Alpha determines the 

internal consistency among items. The coefficient may 

have a value between 0 and 1 and is generated by 

combining the total number of items of the scale, the 

variance computed for each item, and the total variance 

within the scale. The closer the coefficient is to 1, 

the greater the scale's internal consistency. A 

coefficient near .50 or higher is considered acceptable 

(Nunnally, 1978). 
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Multivariate Analysis of Covariance 

To illuminate various population characteristics, 

it was decided to utilize Multivariate Analysis of 

Variance (MANOVA) which measures several dependent 

variables instead of only one. This analysis improves 

the chances of discovering changes produced by 

interactions of variables. MANOVA has the advantage 

over a series of analyses of variance (one for each 

dependent variable) of reducing the family-wise error 

rate. Family-wise error rate refers to the increase in 

the probability of Type I error due to repeated 

statistical analyses. 

Multivariate analysis of covariance (MANCOVA) is 

the multivariate estension of analysis of covariance. 

It asks the question, after statistically adjusting one 

or more covariates, are there significant differences 

among groups in the dependent variables. In the 

analysis of the population characteristics in the 

present study, questions #25 and #26 (see Appendix A, 

Phase II) were utilized as covariates in order to 

adjust for subjects' perception of adequacy of and 

satisfaction with income. 



CHAPTER IV 

RESULTS 

This chapter will present the results of the item-

analytic procedure used in the two phases of the scale 

development. Following the results will be a report of 

the population analysis of the 98 subjects in the 

second phase of the study. 

Phase I 

Based upon an extensive review of the literature, 

opinions of experts in the field, and existing 

instrumentation, 50 questions were developed and 

administered to 51 subjects who were collected during 

the pilot/purification phase of the development of the 

Financial Impact Scale (FIS), This phase of the study 

was used to identify any problems with the 

questionnaire. Phase I was also used to render the FIS 

into a manageable length for the subjects belonging to 

the second phase of the scale development (actual AD 

caregivers). 

The first step in the purification process used 

Cronbach's Alpha (a) in an initial culling process. 

The full-scale alpha was .9169 for the entire 50 items. 

60 
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The SPSS-X provides the user with the Alpha if a given 

item was to be dropped from the scale by recalculating 

the reliability measure without that item. With the 

full-scale Alpha of .9169 as the criterion, all items 

that promised to increase the scale's reliability 

beyond this value if dropped were culled. Table 1 

shows that this initial culling process removed ten 

i tems. 

The next step in the purification process focused 

on the remaining 40 items. A selection score was 

assigned to each of these 40 items based on its Alpha, 

its correlation with two external criteria, and a third 

crude discriminate measure. The selection score was 

used to determine whether any given item would survive 

this step. A detailed description of this procedure 

follows. . 

For the remaining 40 items, the full-scale Alpha 

was .9267. All items that promised to increase this 

full-scale reliability, if deleted, were given a 

selection code of "-", while all other items were given 

a selection code of "+" (see Table 2, column 2), 

The two external criteria that each item was 

correlated with were the Hafstrom and Dunsing (1973) 
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questions which were described in Chapter III under 

Measurement of Financial Well-being. The selection 

criteria in each case was the full-scale (40 items) 

correlation with each Hafstrom and Dunsing question. 

The full-scale correlation for question #25 was 

-.1554 while the correlation for item #26 was .2594. 

Individual items that correlated equal to or more 

strongly with the criteria questions were given a 

selection code of "+" while those with weaker 

relationships were given a code of "-", 

The final selection code was a crude discriminant 

value which was derived from an item's ability to 

generate a range of response values. Simply put, a 

specific test item that was answered the same way by 

all subjects provides little information while one that 

draws varied responses contributes more (Anastasi, 

1958). In this investigation, items that drew some 

level of "agree" and some level of "disagree" were 

given a selection code of "+", Items that were 

answered by all subjects only in the "agree" range or 

only in the "disagree" range were given a code of "-", 

The final selection score was derived by simply 

counting the number of "+" selection codes for each 
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item. The protocols used in the decision to retain or 

cull an item was as follows: 

1. Items with a selection score of 3 or 4 were 

retai ned. 

2. Items with a selection score of 1 were culled. 

3. Items with a selection score of 2 were retained if 

the selection code for the item's Cronbach's Alpha was 

"+"; these items were culled if that selection code was 

"-". This procedure lent more weight to items that 

were favored by Cronbach's Alpha. 

This process rendered the remaining 40 items into 

a 20-item scale. These 20 items were subjected to 

factor analysis to determine if more than one dimension 

to financial impact existed. Normally this process 

would be used to determine if it was necessary to cull 

any further items by eliminating any items which did 

not group into any identified factors; further culling 

was not done since the purpose at this point was merely 

to render the scale into a more manageable length. 

The factor analysis (principal components analysis 

with varimax rotation) of the 20-item Financial Impact 

Scale yielded two factors (see Tables 3 and 4), 

Factor I, with an eigenvalue of ,7.24 was strong 

while Factor II, with an eigenvalue of 2,24, was 
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relatively weak. An exhaustive content analysis of the 

two factors proved fruitless in arriving at a 

subjective label that could distinguish between them. 

The ambiguity between the two factors made sense in 

light of the presence of only one factor for the FIS in 

phase two of this study. 

The version of the 20-item scale at this point had 

an Alpha of .9071 (internal consistency) which 

represents strong reliability. The FIS also had a 

split-half Guttman correlation of .7191 which is an 

indicator of adequate reliability. 

Phase II 

The following discussion will include: 1) the 

results of the second factor analysis; 2) the results 

of the confirmatory validity and reliability checks; 

and 3) the results of the population analysis. 

Results of the Second Factor Analysis 

In Phase I of the study, the Financial Impact 

Scale (FIS) was narrowed down from 50 to 20 items in 

order to make the instrument into a more manageable 

length for the second phase of the study which involved 

actual caregivers of Alzheimer's Disease (AD). The 20-

item instrument, along with a demographic questionnaire 
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and a general burden inventory (Zarit, 1981) was mailed 

to 98 caregivers. Responses to the FIS were subjected 

to a confirmatory factor analysis which revealed that 

the scale consisted of one relatively strong factor and 

two weaker factors (see Table 5). 

Table 5 demonstrates that there is too much 

overlap in the loadings to allow for a clear separation 

of the items into three factors. For this reason, and 

due to the distance between the eigenvalues among the 

three factors, a decision was made to interpret the 

FIS at this point as having only one factor. This 

decision was supported by the ambiguity in the two 

factors which were present in Phase I. 

Table 5 identifies with an asterisk those items 

which load highest on Factor I. As was mentioned 

previously, with a larger population, this step would 

be used to cull any items that did not load exclusively 

on any identified factors. Because of the preliminary 

nature of the FIS at present, future usage would 

warrant inclusion of the entire 20 items. 

Results of the Confirmatory Reliability 
and Validitv Check 

In Phase I of the study, the FIS was shown to be 

highly reliable and valid. It was important to 
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establish its validity and reliability with actual AD 

caregivers. Therefore, these analyses were repeated in 

Phase II. 

Responses to the 20-item FIS by AD caregivers 

yielded a Cronbach's Alpha of .9324 which represents 

strong reliability. Validity was established by 

correlating the FIS with the Zarit 29-item general 

burden inventory and was found to have an r of .6682, p 

< .001. 

In order to strengthen the validity of the FIS, 

correlations were also calculated with the two Hafstrom 

and Dunsing questions which have been widely used 

throughout the financial planning literature to measure 

financial well-being. Results in Phase II showed the 

FIS to have a significant negative correlation with 

question #25 (r= -.3666, p < .05) which indicated that 

a low score on the FIS (which indicates greater 

financial impact) is related to a higher score on 

question #25 (which indicates inadequacy of income). 

The FIS did not correlate significantly with question 

#26 (r = .1388), which referred to satisfaction with 

one's present financial situation. According to these 

findings, the FIS has validity in terms of adequacy of 
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income but is not valid in terms of satisfaction with 

one's income. 

Results of the Population Analysis. 

In Phase II of the present study it was revealed 

that three caregivers were providing care for two 

family members with AD. Caregivers of Alzheimer's 

Disease (AD) victims were found to be individuals 

homogeneous by race and marital status. From a 

population of 98 caregivers, 93 were anglo (94.9%) and 

87 were married (88.8%). 

The majority of caregivers in this study (60.4%) 

were over the age of 60, female (67,3%), unemployed 

(75.5%) and highly educated (60.2% went beyond high 

school). Caregivers who reported incomes in the less 

than $10,000 per year category (17,3%) represented the 

most frequently reported income group. 

The most frequently reported age group for 

dependents (AD victims) was between the ages of 70-79 

(41.8%) followed by 34.7% over the age of 80 and 23.5% 

under the age of 69. Most dependents were married 

(78.6%) and anglo (93.9%). Close to half of the 

dependents were female (46.9%) or male (51.9%). 

A vast majority of the respondents (83%) reported 

that they believed that a family should not have to 
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deplete their finances in order to pay for caregiving 

costs. Of the total number of respondents who wrote in 

who they thought should be responsible for long-term 

care costs, 73% believed the government should pay and 

26% thought the responsibility was with affordable 

private insurance. 

Of the 13% of respondents who believed that a 

family should use up their financial resources if 

necessary, all but one were in the higher income 

brackets. It is interesting to note that of the seven 

respondents in the $25,000-$34,000 category, all but 

one agreed that a family should use up their own money 

to pay for caregiving costs. 

Table 6 shows the frequencies of the demographic 

characteristics of the respondents in Phase II. Tables 

7 through 15 relate to the results of the MANCOVA. 

Responses to the questionnaire in Phase II were 

subjected to multiple-analysis of variance with 

covariants (MANCOVA) in order to examine differences 

among subjects in terms of their scores on the 

Financial Impact Scale (FIS). Hafstrom and Dunsing's 

questions which measure financial well-being (#25 and 

#26) were treated as covariates in order to adjust the 
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sample by leveling them according to their perception 

of adequacy and satisfaction with their incomes. 

The dependent variables in the MANCOVA were: 1) 

the Financial Impact Scale; 2) the Zarit general burden 

inventory; and 3) a third variable which was added to 

satisfy the curiosity of the experimenter. This 

variable consisted of a subject's response to a single 

item on the FIS (question #11) which asked subjects to 

respond to the statement: "I feel that caregiving is a 

financial burden to me." It was of interest to examine 

this global question's ability to reveal differences 

among subjects. The MANCOVA results demonstrate that 

question #11 was not able to make this discrimination. 

Table 7 demonstrates that subjects over the age of 

60 scored significantly higher on the Zarit general 

burden inventory than did those under the age of 60. 

This differentiation was not found on the FIS or on 

question 11. 

Table 8 shows that females scored significantly 

lower than men on the FIS, which means that women 

reported significantly greater financial impact than 

men. Men, on the other hand, scored significantly 

higher than women on the Zarit scale, which means that 

men reported greater general burden than women. 
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Table 9 reveals that individuals who were 

caregivers of males reported significantly greater 

financial impact than caregivers of females. On the 

Zarit scale, on the other hand, individuals who were 

caregivers of females reported significantly greater 

general burden than those who had male dependents. 

Question 11 showed results similar to the Zarit scale. 

Table 10 demonstrates that caregivers who reported 

having received training in caregiving scored 

significantly lower on the FIS (which indicated greater 

financial impact) than caregivers who did not receive 

training. Caregivers who had received training showed 

greater general burden on the Zarit scale than those 

who did not. 

As can be seen in Table 11, caregivers of 

dependents without private long-term care insurance 

reported greater financial impact than those with 

dependents who had private long-term care insurance. 

This finding was also true in terms of general 

caregiver burden as measured by the Zarit scale, and in 

terms of question #11. 

Table 12 demonstrates that there was no 

significant difference on the FIS between individuals 

providing care for a dependent who received a regular 



71 

income and those who did not. The Zarit scale and 

question #11 did show significant differences. 

Table 13 shows that caregivers of dependents who 

did own their own home reported greater financial 

impact than caregivers of dependents who did own their 

own home. 

Table 14 shows that only the Zarit scale was able 

to significantly discriminate between caregivers who 

thought they could benefit from financial advice and 

those who did not. 

Caregivers with dependents with higher levels of 

functioning reported significantly greater financial 

impact than dependents with lower levels of 

functioning. The Zarit scale was not able to 

distinguish between the burden experienced by 

caregivers with either high or low functioning 

dependents. 
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Table 1 

Step one: Pilot item purification using Cronbach's 
alpha to cull items that detract from overall 
reliability. Alphas listed in the table indicate the 
reliability of the scale with that particular item 
deleted. 

Item 
Numb 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

)er 

1 
2 
3 
4 
5 

6 
7 
8 
9 
10 

1 1 
12 
13 
14 
15 

16 
17 
18 
19 
20 

21 
22 
23 
24 
25 

Chronbach's 
Alpha (a) 
If Item 
Deleted 

.9170* 

.9157 

.9188* 

.9166 

.9165 

.9152 

.9153 

.9171* 

.9150 

.9147 

.9127 

.9146 

.9164 

.9136 

.9148 

.9156 

.9155 

.9135 

.9143 

.9139 

.9164 

.9140 

.9168 
,9177* 
.9170* 

Item 
Number 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

Item 
Item 
Item 
Item 
Item 

26 
27 
28* 
29* 
30* 

31 
32 
33 
34 
35 

36 
37 
38 
39 
40 

41 
42 
43* 
44 
45 

46 
47 
48* 
49 
50 

Chronbac's 
Alpha (a) 
If Item 
Deleted 

.9147 

.9160 

.9182 

.9185 

.9174 

,9147 
,9146 
,9130 
,9143 
,9145 

,9133 
,9130 
.9133 
.9130 
.9154 

.9158 

.9140 

.9170 

.9148 

.9151 

.9138 

.9165 

.9181 
,9150 
.9149 

* Items culled: a > .9169 
Note: Full scale (50 items) a = .9169 
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Step two: Pilot item purification using selection 
score to cull items. 

73 

Item 
Number 

Item 2 

Item 4 

Item 5 

Item 6 

Item 7 

Item 9 

Item 10 

Item 11 

Item 12 

Item 13 

Item 14 

Item 15 

Item 16 

Item 17 

Item 18 

Item 19 

Chronbac's 
Alpha (a) 

(.9324) 

(.9294) 

(.9287) 

(.9317) 

+ 
(.9251) 

+ 
(.9254) 

+ 
(.9241) 

+ 
(.9234) 

+ 
(.9249) 

+ 
(.9258) 

+ 
(.9241) 

+ 
(.9250) 

+ 
(.9261) 

+ 
(.9264) 

+ 
(.9233) 

+ 
(.9243) 

Pearson 
Corr. 

+ 
(-.1545) 

(-.1017) 

+ 
(-.2264) 

(.0208) 

(-.0189) 

(-.0115) 

(.0318) 

(-.0167) 

(-.1360) 

(-.0669) 

(-.0445) 

(-.0095) 

(-.1118) 

(-.0533) 

(.0237) 

(-.0877) 

Pearson 
Corr. 

(.2095) 

(.0563) 

+ 
(.3981) 

(.0484) 

(.1772) 

(.1213) 

(.1258) 

(.1637) 

(.1119) 

(.1275) 

(.1465) 

(.1425) 

(.2048) 

(.1616) 

(.0697) 

(.0978) 

Discrim. 
Value 

-

+ 

+ 

+ 

+ 

+ 

-

+ 

+ 

-

+ 

+ 

+ 

-

+ 

— 

Selection 
Score 

1 

1 

3* 

1 

2* 

2* 

1 

2* 

2* 

1 

2* 

2* 

2* 

1 

2* 

1 
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Item Cronbach's Pearson Pearson Discrim. 
Number Alpha (a) Corr. Corr. Value 

Selection 
Score 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

20 

21 

22 

23 

26 

27 

31 

32 

33 

34 

35 

36 

37 

38 

39 

+ 
(.9240) 

(.9271) 

+ 
(.9237) 

(.9271) 

+ 
(.9250) 

(.9273) 

+ 
(.9249) 

+ 
(.9252) 

+ 
(.9233) 

+ 
(.9246) 

+ 
(.9253) 

+ 
(.9231) 

+ 
(.9241) 

+ 
(.9231) 

+ 
(,9230) 

(.0350) (.2353) 

(.2341) (.1694) 

+ + 
(-.2093) (.3306) 

(.0300) (.0365) 

(-.0456) (.0152) 

(-.1445) (.1226) 

+ 

(-.1806) (.1178) 

(.2015) (-.0706) 

(-.0961) (.2126) 

+ 
(.0233) (.2530) 

(.1107) (-.1475) 

+ 

(-.3349) (.4434) 

(.0303) (.0527) 

(-.0200) (.0377) 

(-.0605) (.0000) 
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Item Cronbach's Pearson Pearson Discrim. 
Number Alpha (a) Corr. Corr. Value 

Selection 
Score 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

Item 

40 

41 

42 

44 

45 

46 

47 

49 

50 

(• 

(. 

(. 

(. 

( 

( 

( 

( 

( 

+ 
9246) 

+ 
9260) 

+ 
,9251) 

+ 
.9253) 

+ 
.9248) 

+ 
.9240) 

.9269) 

+ 
.9251) 

+ 
.9246) 

1 
(.1422) (.0934) 

(.1172) (.1022) 

(-.0887) (.2388) 

(-.1354) (.3511) 

(-.2819) (.2481) 

(-.0578) (.1773) 

(-.0998) (.2721) 

(-.0445) (-.1198) 

+ + 
(-.2151) (.2572) 

Selected items 
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Table 3 

Factor 1: Means and factor loadings selected for 
analysis in Phase I of item purification. (Eigenvalue 
= 7.24; percent of varience = 36.2) 

Item Item Mean* Loading 
Number 

22 I worry about my finances 2.27 .61 
because they are being used to 
pay for major living expenses 
for the person I am providing 
care for. 

31 I worry about money for the 1.76 .57 
future because if the person I 
take care of goes into a 
nursing home, my savings will 
be used up. 

33 I do not worry much about 3.40 .79 
caregiving costs because 
caregiving has not interfered 
with my saving money for my 
own future. 

34 I wish other family members 2.06 .58 
would help pay for caregiving 
costs. 

36 I feel that the person I 2.20 .77 
provide care for cannot go 
into a nursing home because it 
is too expensive. 

42 I feel that caregiving is a 2.18 .56 
financial burden for me. 

44 I feel that it is unfortunate 2.62 .67 
that the person I provide care 
for has had to spend so much 
on caregiving costs that s/he 
will be unable to leave much 
of an estate to his family. 
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Table 3 (Continued) 

Item Item Mean* Loading 
Number 

45 I feel guilty sometimes 2.19 .70 
because I worry about 
caregiving costs. 

46 Overall, I feel that 1.80 .76 
caregiving strains my family 
and social 1 ife. 

50 Overall, I feel that 2.19 .69 
caregiving has been a 
financial drain on me and my 
fami 1y. 

1 = Strongly agree; 5 = Strongly disagree 
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Table 4 

Factor 2: Means and factor loadings selected for 
analysis in Phase I of item purification. 
(Eigenvalue = 2.24; percent of varience = 11.2) 

Item Item Mean* Loading 
Number 

5 I have found it stressful to 1.98 .56 
have to change jobs because of 
my caregiving 
responsibi1ities. 

7 My caregiving responsibilities 1,92 ,73 
have been so stressful that I 
have had to pay to go to the 
doctor for my own medical 
attention. 

9 I feel I cannot afford a 1.90 .50 
vacation because I have had to 
spend so much money on 
caregivi ng. 

11 I feel that I cannot afford to 1.98 .77 
remodel my home in order to 
make caregiving easier. 

12 I worry about my finances 2.45 .80 
because I have had to pay for 
food for the person I am 
caring for. 

14 I worry about my finances 2.58 .45 
because I have had to cut down 
on my own expenses because of 
caregiving costs. 

15 I worry about my finances 1.96 .72 
because I have had to pay for 
my own traveling expenses 
because of caregiving 
responsi bi1ities. 
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Table 4 (Continued) 

Item 
Number 

Item Mean* Loading 

16 I feel resentful because I 2.58 
have had to cut down on my own 
expenses because of caregiving 
costs. 

.45 

18 I feel that I am unable to 
buy clothing for myself 
because of caregiving 
expenses. 

2.31 .62 

20 I feel that my family argues 
more about money now than we 
did before I was responsible 
for caregiving. 

2.41 59 

1 = Strongly agree; 5 - Strongly disagree 
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Table 5 

FIS factor matrix for Phase II (varimax 
rotation). 

FIS 
Item 

1 
2 
3 
4 
5 
6 
7 
8 
9 
10 
1 1 
12 
13 
14 
15 
16 
17 
18 
19 
20 
Ei gen-
val ue 
% of 
Var. 

Factor 

.3134 

.3471 

.4370 

.4821 

.5290 

.6953* 

.6952* 

.6633* 

.4301 

.5725* 

.5958* 

.7104* 

.7693* 

.7826* 

.7888* 

9.3154 

46.5 

Factor Load 
I Factor 

.6327 

.5045 

.7665 

.5559 

.3273 

.5386 

.6151 

.4210 

.3078 

.4264 

1 .53 

7.7 

Ii ngs 
II Factor III 

.5984 

.4445 

.7722 

.4832 

.5448 
,3142 
.4284 

.6239 

.3632 

.4089 

.3025 

1 . 10 

5.5 

* Items loading on Factor I with no higher 
loadings on other factors; items with 
potential for inclusion in final scale. 
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Table 6 

Frequencies of the demographic characteristics of the 
respondents in Phase II 

Characteristic Frequency Percentage 

Caregiver Age 
59 or under 
60 and over 

Dependent Age 
69 or less 
70 - 79 
80 and over 

Caregiver Ethnicity 
Anglo 
Black 
Hi spanic 
Other 
Missing 

Dependent Ethnicity 
Anglo 
Black 
Hi spanic 
Other 
American Indian 
Missing 

Caregiver Gender 
Male 
Female 

30 
68 

98 

23 
41 
34 

98 

93 
1 
1 
1 
2 

98 

92 
1 
1 
1 
1 
2 

98 

32 
66 

98 

30.6 
60.4 

100.0% 

23.5 
41 .8 
34.7 

100.0% 

94.9 
1 .0 
1 .0 
1 .0 
2.0 

100.0% 

93.9 
1 .0 
1 ,0 
1 ,0 
1 .0 
2,0 

100.0% 

32.7 
67.3 

100.0% 
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Table 6 (Continued) 

Characteristic Frequency Percentage 

Dependent Gender 
Male 50 51.8 
Female 46 46.9 
Missing 2 2.0 

Missing 

98 100.0% 

Caregiver Employment Status 
Working 23 23.5 
Not-working 74 75.5 

98 100.0% 

Caregiver Marital Status 
Married 87 88.8 
Not-Married 11 11-2 

98 100.0% 

Dependent Marital Status 
Married 77 78.6 
Not-Married 21 21 .4 

98 100.0% 

Caregiver Education 
Grade 11 or less 19 19.4 
Grade 12 or GED 19 19.4 
Beyond High School 59 60.2 

1 1 .0 

98 100.0% 
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Table 6 (Continued) 

Characteristic 

Fami1y Income 
4,999 or 
5,000 -
7,500 -
10,000 -
15,000 -
20,000 -
25,000 -
35,000 -

less 
7,499 
9,999 
14,999 
19,999 
24,999 
34,999 
49,999 

50,000 or more 

Frequency 

15 
9 
17 
12 
1 1 
7 
13 
7 
7 

98 

Percentage 

15.3 
9.2 
17.3 
12,2 
11.2 
7. 1 
13,3 
7. 1 
7. 1 

100,0% 

Table 7 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by AGE OF CAREGIVER with 
question 25 and question 26 as 
covari ates. 

Scales 
Means 

<60 60+ df 

FIS 
Zarit 
FIS #11 

56.3 
77.3 
2.7 

60.6 
85. 1 
2.6 

1 .29 
4.63* 
.06 

1 ,72 
1 ,72 
1 ,72 

Wilks Lambda = .87 
* p < .05 

(p < ,05; df = 3,70) 
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Table 8 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by GENDER OF CAREGIVER 
with question 25 and question 26 as 
covariates. 

Means 
Scales Males Females F df 

FIS 
Zarit 
FIS #11 

67.7 
91 .3 
3.2 

55.6 
79.0 
2,4 

6.01* 
9.96* 
3.80 

1,72 
1,72 
1 ,72 

Wilks Lambda = .88 (p < .05; df = 3,70) 
* p < .05 

Table 9 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by GENDER OF DEPENDENT 
PERSON with question 25 and question 26 
as covariates. 

Means 
Scales Males Females F df 

FIS 52.9 
Zarit 78.7 
FIS #11 2.2 

Wilks Lambda = .87 (p < .05; df = 3,69) 
* p < .05 

67.3 
87.5 
3.2 

10.90* 
4.60* 
8.39* 

1 ,71 
1,71 
1,71 
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Table 10 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by HAS CAREGIVER BEEN 
TRAINED IN CAREGIVING? with question 
25 and question 26 as covariates. 

Means 
Scales Yes No F df 

FIS 50.5 60.5 5.33* 1,72 
Zarit 73.4 84.0 4.04* 1,72 
FIS #11 2,6 2.6 .56 1,72 

Wilks Lambda - .86 (p < .05; df = 3,70) 
* p < .05 

Table 11 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by DOES THE DEPENDENT 
HAVE PRIVATE INSURANCE THAT COVERS 
LONG-TERM CARE? with question 25 and 
question 26 as covariates. 

Means 
Scales Yes No F df 

FIS 70.5 58.9 11.61*** 1,71 
Zarit 89.3 82.2 7.95** 1,71 
FIS #11 3.4 2.6 10.32** 1,71 

Wilks Lambda = .85 (p < .05; df = 3,69) 
** p < .01 

*** p < .001 
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Table 12 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by DOES THE DEPENDENT 
PERSON RECIEVE REGULAR INCOME? with 
question 25 and question 26 as 
covariates. 

Scales 
Means 

Yes No df 

FIS 
Zari t 
FIS #11 

59.3 
83.5 
2.6 

59.5 
70.5 
2.8 

3.48 
6.89* 
4,76* 

1 ,70 
1 ,70 
1 ,70 

Wi1ks Lambda = 
* p < .05 

89 (p < .01; df - 3,68) 

Table 13 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by WAS/IS DEPENDENT A 
HOMEOWNER? with question 25 and question 
26 as covariates. 

Scales 
Means 

Yes No df 

FIS 
Zari t 
FIS #11 

58.6 
83.0 
3.6 

70. 1 
89.4 
3.2 

7.88** 
4.63* 
6.82* 

1 ,70 
1 ,70 
1 ,70 

Wilks Lambda = 
* p < .05 

** p < ,01 

89 (p < .05; df - 3,68) 
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Table 14 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by CAREGIVER DESIRES 
FINANCIAL ADVICE with question 25 and 
question 26 as covariates. 

Means 
Scales Yes No F df 

FIS 55.43 65.83 3.79 1,68 
Zarit 79.4 88.7 8.39** 1,68 
FIS #11 2.4 3.1 2.22 1,68 

Wilks Lambda = .89 (p < .05; df = 3,66) 
** p < .01 

Table 15 

MANCOVA: Scores on FIS, Zarit, and 
FIS question 11 by LEVEL OF DEPENDENT 
FUNCTIONING with question 25 and 
question 26 as covariates. 

Scales 

FIS 
Zarit 
FIS #11 

Means 
Low 

63.9 
85.6 
3.0 

High 

52.7 
80.4 
2.2 

F 

8.39** 
1 .46 
9.70** 

df 

1 ,59 
1 ,59 
1 ,59 

Wilks Lambda = .85 (p < .05; df = 3,57) 
** p < .01 



CHAPTER V 

SUMMARY AND CONCLUSIONS 

Summary 

The primary purpose of this study was to develop 

the Financial Impact Scale (FIS), a preliminary scale 

to assess the financial impact experienced by 

caregivers of victims of Alzheimer's Disease (AD). The 

resulting scale is intended for further analysis as a 

research instrument and as an assessment tool to help 

in the planning and implementing of the configuration 

of services utilized by caregivers. 

The FIS was found to be a unidimensional scale 

which measures general financial impact. The FIS was 

found to have a stronger reliability (Cronbach's Alpha 

of .9324) than the Zarit general burden inventory 

(Cronbach's Alpha of .8778). The FIS was also found 

to be a valid instrument with a correlation of .6682, 

(p < .001) with the Zarit inventory and a correlation 

of -.3666 (p < .05) with one of the two Hafstrom and 

Dunsing questions which measured the perceived adequacy 

of one's income to support what the family desires or 

strives to attain. 

88 
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The FIS did not correlate significantly with the 

Hafstrom and Dunsing question which measured 

satisfaction with one's present financial situation. 

Although this interpretation would require further 

study, it may be that caregivers feel they have 

sufficient financial resources for their current needs 

but their financial goals and dreams are seen as no 

longer attainable. In other words, caregivers may be 

maintaining their current lifestyle but not their 

desired lifestyle. 

Future studies are necessary in order to calibrate 

the FIS. Mean scores on the FIS in the present study 

were 59.1 with a possible range of scores from 20-100. 

The lower the FIS score, the greater the financial 

impact. Without comparison studies with groups of non-

AD caregivers, a score of 59 tells us very little by 

itself. The uncalibrated FIS score is analogous to a 

newly developed thermometer with the sensitivity to 

register differences in temperatures using a scale 

ranging from 20-100 points. A temperature of 59 does 

not indicate either hot or cold. Until this figure is 

anchored to experience (e.g., when it is 59 degrees 

outside, it feels really hot), or to an already 

established gauge (e.g., 59 is equal to 105 
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Fahrenheit), it has no relative meaning. Future 

studies may reveal that an FIS score of 59 represents 

serious financial impact, or it may not. What is 

important at present is that the FIS has been shown to 

be a reliable and valid instrument that is a sensitive 

measure of differences in financial impact. 

The secondary purpose of this study, was to 

conduct a population analysis using the FIS on a sample 

of AD caregivers. This study revealed several 

significant findings. A discussion of these findings 

follows in the next section. 

Conclusions 

This section will include: 1) the limitations of 

the present study; 2) a discussion of the findings from 

the population analysis; and 3) the implications of the 

present study. 

[imitations 

Some caution must be taken in generalizing from 

the results of this study to the general population. 

The subjects in this study shared membership in a 

common organization and this poses certain limitations. 

Possible sampling bias may exist as a consequence of 

subjects having qualities that differentiate them from 
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caregivers in general. Sample bias may exist due to 

the sample size, the under-representation of minority 

and low-income caregivers, and the selection of 

subjects from similar geographical areas. However, in 

terms of the preliminary nature of the present study, 

the homogeneity of respondents is not considered 

problematic at this stage of the scale development. 

The use of non-AD caregivers in the pilot stage of 

the scale development may have weakened the initial 

selection process of FIS items. However, this sample 

was deemed to have enough familiarity with AD and 

financial matters to warrant serving in this capacity. 

The validity and reliability measures of the resulting 

20-item scale provide support for this decision. 

An additional limitation of this study related to 

the necessity to rely on the caregiver's report of the 

dependent's diagnosis of AD. As was mentioned earlier, 

diagnosis of AD can only be confirmed during autopsy. 

Discussion of the Population Analysis 

The caregivers of AD victims in the present study 

were, for the most part, not unlike caregivers in other 

studies. They were typically white, retired, married 

women, over the age of 60. The surprising fact that 
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the majority of respondents were highly educated (60.2% 

went beyond high school) probably related to the sample 

source. 

According to results of the Multiple Analysis of 

Variance with Covariants (MANCOVA), scores on the FIS 

differ significantly according to certain factors. One 

of these factors was gender. The finding that females 

reported significantly greater financial impact than 

men is consistent with the finding that caregivers of 

males reported significantly greater financial impact 

than caregivers of females. This finding is further 

illuminated by the fact that men reported significantly 

higher general burden on the Zarit scale than did 

women. Together, these findings portray a caregiving 

experience which is in keeping with stereotypical 

gender roles. It appears that women within this 

cohort, who have typically been financially dependent 

on their husbands, are more likely than men to suffer 

financial hardship once their relationship changes and 

the wife assumes an unfamiliar role. Men, on the other 

hand, who were typically dependent on their wives for 

nurturing and general household obligations, are more 

likely than women to suffer greater general burden than 

women once they assume their unfamiliar role. 
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It was surprising to discover that caregivers who 

reported having received training in caregiving scored 

significantly greater financial impact than those who 

received no training. There is insufficient evidence 

at present to do more than hypothesize. However, one 

interpretation of this finding is that the more one 

knows about what to do, the greater are one's 

expectations. A more critical interpretation is that 

caregiver training has been sufficient in raising 

awareness, but not sufficient in addressing the needs 

of AD caregivers. Due to the exploratory nature of the 

population analysis, further study is required to more 

fully understand this finding. 

It was not surprising to discover that caregivers 

of dependents with private long-term care insurance 

reported significantly less financial impact that those 

with dependents without this coverage. This is 

consistent with the discussion within the review of the 

literature that addressed the inadequacy of public 

protection schemes for the AD victim. This finding 

also suggests that private policies provide enough 

coverage to make the caregiving experience 

significantly less financially stressful for those with 

private policies than for those without. Even so, of 
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the nine caregivers of dependents with private 

insurance, seven found the insurance inadequate in 

covering caregiving costs. 

Contrary to expectations, caregivers with more 

functional dependents reported significantly greater 

financial impact than those with lower functioning 

dependents. This finding suggests that caregiver 

finances may be impacted more greatly in the earlier 

stages of AD. It is noteworthy to mention that there 

was no significant difference in financial impact 

between caregivers whose dependents lived in a nursing 

home versus those who did not live in a nursing home. 
I 

One possible explanation is that caregivers must make 

the greatest financial adjustments in the early stages 

of the disease; by the time they face nursing home 

costs (which are clearly the largest caregiving 

expense), they may have depleted their financial 

resources either out of necessity or intentionally so 

that the dependent qualifies for public assistance. It 

is interesting to note that the Zarit scale was not 

able to differentiate between the burden experienced by 

caregivers with either high or low functioning 

dependents. This points to the notion that general 
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burden is experienced similarly for caregivers of 

dependents at all stages of the disease. 

It was surprising to find that caregivers of 

dependents who did or had owned their own homes 

experienced greater financial impact than caregivers of 

dependents who did not own their own homes. Without 

further investigation, it is mere speculation, however, 

gender roles may provide an explanation for this 

phenomenon. Most caregivers are women. According to 

stereotypical gender roles, these women were likely 

used to relying on their husbands for house repairs and 

other maintenance tasks. There is some appeal to the 

notion that having to take over the task of hiring 

professionals to do work their husbands either did 

themselves or arranged for someone else to do may be 

associated with increased financial stress for these 

women. 

Only the Zarit scale was able to significantly 

discriminate between caregivers who thought they could 

benefit from financial advice and those who did not. 

That the FIS did not make this distinction suggests 

that the desire for financial advice is independent of 

financial impact. In other words, the 68 respondents 

(69%) who reported that they could benefit from 
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financial advice wanted this advice whether they 

experienced greater or lessor financial impact. 

Impli cations 

As a research tool, the FIS is user-friendly. It 

can provide a great deal of information using a range 

of simple to sophisticated statistical procedures. 

Simple frequency data can provide information about an 

individual's or a group's caregiving experience. 

Additionally, data from the FIS can be subjected to 

sophisticated and complex analysis to answer a spectrum 

of research questions. 

Current long-term care policies are predicated on 

the assumption that families can share the 

responsibilities of caregiving (Abel, 1987). As the 

caregiver pool declines due to such demographic changes 

as declining family size, an increase in the elderly 

population, and more females in the workplace (Halpern, 

1987), our society faces an increased reliance on 

formal caregiving services. This trend points to the 

necessity of a thorough understanding of the caregivers 

ability to purchase services. The FIS offers service 

planners a useful tool for better understanding the 

caregiving experience. Moreover, caregiver advocates 
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may utilize the FIS to assist in the development of 

policies aimed at appropriate and affordable 

interventions. In terms of policy or program 

evaluation, the FIS provides a reliable and valid 

quantitative assessment that enables longitudinal 

measurement of change in the caregiving experience. 

The FIS can be used diagnostical1y to assess 

financial impact in general or to pinpoint specific 

areas of financial hardship by examining separate items 

from individual respondents. This assessment may aid 

professionals such as social workers whose job it is to 

coordinate services to alleviate caregiver burden. 

The FIS provides a means to further illuminate the 

caregiving experience. Inclusion of the FIS in a 

battery of assessments may shed light on certain 

reports of burden. For example, what might be reported 

as a specific caregiver strain (e.g., lack of respite 

care) might be shown to relate to an underlying problem 

of not being able to afford respite services. 

The FIS provides a means for further illuminating 

previous caregiving research. For example, it was 

reported that despite a demonstrated need for support 

services, utilization has been relatively low (Caserta, 

Lund, Wright & Redburn, 1987). A comparison of 
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financial impact with service utilization would shed 

light on whether financial factors influence service 

uti1i zation. 

Future studies are necessary to validate the FIS 

on categories of caregivers other than those in the 

present study. Clearly, the subjects in this study 

represent the most privileged in our society. Future 

studies are necessary to examine the financial impact 

of less fortunate caregivers. 

The financial impact of caregivers could be 

further understood by follow-up studies to assess the 

coping strategies used by caregivers to adjust to the 

extra expenditures related to caregiving. For example, 

it should be determined whether caregivers have reduced 

spending in other areas, increased their income, or 

adjusted their shopping patterns to spend their 

financial resources more efficiently. 

The above examples of potential uses for the FIS 

provide a context from which to discuss the FIS and its 

relationship to the Financial Resources Management 

Theory, the theoretical model which was used to justify 

the examination of financial factors in the caregiving 

experience. Financial Resources Management Theory has 

been described in Chapter I as consisting of a 
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managerial model with four major processes: 1) input; 

2) throughput; 3) output; and 4) feedback. Together 

these system components form a complex web of elements 

and interactions. Thus, an understanding of a given 

system is dependent upon knowledge of the major 

elements and the often subtle ways these parts interact 

with each other. 

In the review of the caregiving literature, it was 

noted that study has focused on such system elements as 

social, psychological and physical. It was also noted 

that there was little research on the economic 

component of the system of care. Specifically, no 

studies had been able to demonstrate an ability to 

measure the economic component of system output. The 

most utilized tool, the Zarit scale, simply measured 

general burden--no finer distinction about the economic 

situation of caregivers could be made. There was no 

way to determine how much of a given caregiver's burden 

was related to the financial impact of the caregiving 

situation. Considered in this light, it can be seen 

that the present study's contribution was to provide a 

tool for researchers and others to measure this crucial 

output component of the system. The FIS may be thought 

of as a part of the system of care because its 
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measurements may be used by researchers, social 

workers, the medical care sub-system and policy makers 

as a feedback element into the overall system of care. 

The findings from the population analysis in the 

present study point to several directions for the 

planning and implementation of caregiver services. 

Programs designed to provide training to AD caregivers 

must be geared toward their unique situation. Methods 

proven to be effective in general caregiving situations 

may be ineffective in the care of someone with AD, 

Caregiver training could be made more appropriate by 

accounting for the gender differences which were found 

in this study. Male caregivers could benefit more than 

women from education in strategies to alleviate general 

burden while women, more so than men, could benefit 

from education in the management of financial matters. 

(This is not to say that both genders could not benefit 

from caregiver training in other areas). Because 

financial impact appears to be highest in the earlier 

stages of caregiving, it would be important to provide 

financial education as early as possible. The 

importance of developing an intervention strategy aimed 

at educating caregivers in how to better cope with the 

financial responsibilities associated with caregiving 
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is supported by the high percentage of respondents 

(69%) who reported that they believed that they could 

benefit from financial advice. 

It is clear from this study that caregivers hold 

the government responsible for protecting them against 

financial catastrophy caused by caregiving expenses. 

Many caregivers are willing to pay for affordable 

private long-term care protection. Whatever the 

solution, caregivers who already are devoting their 

lives to care for their loved ones do not believe they 

should carry the financial burden to the extent of 

making themselves impoverished. 

Of necessity, subjects' responses were submitted 

to forms of statistical analysis that abstracted their 

common experiences. Their feelings of love, fear, and 

thoughts of hope and worry were reduced to numbers for 

the benefit of the computer. Many subjects, perhaps 

out of concern that the researcher's quest for 

objectivity would not see the human anguish they live 

with daily, found spaces in the margins and between the 

lines of the printed questionnaire to write messages in 

their own words. Since this dissertation is about 

them, I believe it is fitting to conclude by giving the 

caregivers the last say. The following is a sample of 
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unsolicited notes quoted from the margins of the 

questionnai res. 

It is baffling! At times she will look at me 
and want to know who I am—One morning she 
insisted that I take her to our neighbor's so 
that she could ask if I was her father or her 
husband. She still doesn't believe that this 
is our house and that we have lived here for 
the last 10 years. There are many frustrating 
things for me to accept—the costs, the worry, 
the bewilderment. However, I know full well 
that she is far more confused than I will ever 
be. 

I have paid heavy taxes and continue to do so 
with the new Medicare rates which do not 
provide for long-term nursing care and are 
worthless to Alzheimer Disease sufferers. 
Finances are a major worry. I'm afraid that I 
will not be able to afford both nursing home 
costs and my own living costs. 

I worked for 25 years while raising five 
children in order to accumulate a decent 
retirement income. It is not fair that after 
all that effort, I can not get help from 
Medicare to take care of my wife until I use 
up al1 my savi ngs. 

My husband has become very violent. Even 
though I have at times feared for my life, I 
have resisted putting him into a nursing home 
because of the costs. 

I know some people who just deeded their 
savings to their children so they could 
qualify for government help—while others had 
to spend everything, leaving the remaining 
spouse impoverished. The government must 
create a long-term health care plan. I would 
happily contribute to a mandatory plan--
especially if I was fortunate to never have to 
use it. 
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As long as our savings last, I want my husband 
to have the care that he needs. When all our 
money is gone and we have to sell our house, 
I'm not sure what will become of me. I pray! 
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1. In what year were you born? 2. In what year was the 
dependent person born? 

Are 

Are you 

you: (check one) 
anglo 
black 
hispanic 
asIan 
American Indian 
other 

_Ma1e Female? 

4. Is the dependent: 
anglo 
black 
hispanic 
asian 
American Indian 
other 

6. Is the dependent? 
Male Female 

7. 

8. 

Your employment status: (check one) 
working full-time 
working part-time 
retired 
unemployed 
never worked 

Your marital status? (check one) 
married 
never married 
widowed 
divorced 

9. Is the dependent? 
married 
never married 
widowed 
divorced 

10. How many years did you attend school? (check the highest 
level) 

less than grade 8 
between grade 8 and 12 
high school degree 
beyond grade 12 
completed college 
graduate school 

11. How many persons regularly live in your household? 

12. Living arrangements of the person you provide care for; 
s/he lives alone 
s/he lives with me 
s/he lives with his/her spouse 
s/he lives with another relative 

13. Relationship of dependent person to you: 
spouse 
parent 
brother or sister 
other (please identifv) 
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14. How many years has it been since you first noticed signs 
that the person you care for had Alzheimer's Disease (check one) 

. less than one year 

. between one and five years 

. between five and ten years 
over ten years 

15. Have you received any special training in caregiving? 
yes no 

16. Please Identify services which you have used to help you 
provide care. Please indicate how these services were paid for 
by placing an "X" in the column which best represents the method 
of^payment. (If payment came from more than one source, put an 
"X" in the box representing the source which paid the most). 

Service Method of payment 
Caregiver Patient Insurance Free Other 

Meals on Wheels 
Support Group 
Homemaker services 
Respite care 
Visiting nurse 
Adult Daycare 
Other 

(please specify) 

17. Please identify help you would use if it was affordable? 
a. b. 
c. d. 

18. Does the person you care for qualify for Medicaid? 
yes no 

If yes, does this coverage seem adequate to cover caregiving 
costs? 

yes no 

19. Does the person you care for qualify for Medicaref? 
yes no 

If yes, does this coverage seem adequate to cover caregiving 
costs? 

yes no 

20. Has anyone In your family had to stop working due to 
caregiving responsibilities? 

yes no 

If yes, how much were they earning per year before they 
stopped working? $ (before taxes). 

What year did they stop working . 
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26. With what you have learned from your caregiving experience, 
please describe briefly any advice you would give to other 
caregivers which could make the financial part of caregiving 

27. To what extent do you think your Income is enough to live 
on? 
(Check one only) 

Can afford about everything we want and still have 

money. 

Can afford about everything we want. 

Can afford some of the things we want but not all 
we want. 
Can meet necessities only. 

Not at all adequate. 

28. How satisfied are you with your present standard of living; 
that Is with the things you have and the way you are living now? 

very dissatisfied 

somewhat dissatisfied 

somewhat satisfied 

very satisfied 
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21. Does the person you care for have private insurance which 
pays for long-term care expenses? 

yes 
If yes, does this coverage seem adequate to cover 
caregiving costs? yes no 

_no 
If no, do you feel that caregiving would be less of 
a financial burden for you if long-term care insurance 
had been arranged? yes no 

22. Your family income (before taxes for 1988): (check one) 
less than $5,000 
$5,000 - $7,499 
$7,500 - $9,999 
$10,000 - $14,999 
$15,000 - $19,999 
$20,000 - $24,999 
$25,000 - $34,999 
$35,000 - $49,999 
$50,000 or more 

23. Does the person you provide care for receive a regular 
Income: 

yes no 

If yes, please identify the sources of that Income? 
a. b. 

If yes, please Identify the amount of that income? 
(before taxes for 1988). 

24. Have you received professional help with the financial 
matters of the person you provide care for? 

yes no 

If yes, what was the occupation of the person you received 
help from: . 

25. Does the person you provide care for own his/her own home? 
yes no 

If yes, will (or has) the house be (been) sold in order to 
pay for caregiving costs? 

yes no 
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1. I feel that my role as caregiver would be easier if I could 

afford certain equipment or supplies (for example, wheel chair, 

special bed, etc.). 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

2. Caregiving would seem less stressful if I could afford to pay 

for outside help (for example, respite care, house cleaning, 

visiting nurse, etc.). 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

3. I resent having to pay for outside help for things that other 

family members should be helping with. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

4. Since I have had to cut-back on my work hours in order to 

provide care, I worry more about money. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

5. I have found it stressful to have to change Jobs because of 

my caregiving responsibilities. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

6. I have had to take more out of the savings account to pay for 

caregiving costs than I feel comfortable with. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

7. My caregiving responsibilities have been so stressful that I 

have had to pay to go to the doctor for my own medical attention. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

8. Overall, I feel that finances play a role in how well I think 

I can provide care. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
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9. I feel I cannot afford a vacation because I have had to spend 

so much money on caregiving. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

10. 1 worry because I have had to use money that I need for 

other things in order to pay for caregiving costs. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

11. I feel that I cannot afford to remodel my home In order to 

make caregiving easier. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

12. I worry about my finances because I have had to pay for 

medical bills for the person I am caring for. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

13. I worry about my finances because I have had to pay for 

transportation costs for the person I am caring for. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

14. I worry about my finances because I have had to pay for food 

for the person I am caring for. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

15. I worry about my finances because I have had to pay for my 

own travelling expenses because of caregiving responsibilities 

(for example, you may live far enough away that you have to pay 

for transportation costs to get to and from the person you are 

responsible for). 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

16. I feel resentful because I have had to cut down on my own 

expenses because of caregiving costs. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
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17. Shopping is more work now because I must be extra careful 

with money now that I am responsible for providing care. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

18. I feel that I am unable to buy clothing for myself because 

of caregiving expenses. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

19. I worry more about money now that I am responsible for 

caregiving. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

20. Ifeel that my family argues more about money now than we did 

before I was responsible for caregiving. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

21. I feel that I am able to afford to pay for all the help I 

need with caregiving. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

22. I worry about my finances because they are being used to pay 

for major living Expenses for the person I am providing care for 

(such as mortgage payments, rent, utilities, house repairs, 

etc.). 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

23. I feel comfortable handling the financial affairs of the 

person I am taking care of. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

24. I feel that the person I take care of had his/her financial 

affairs in good order before s/he became dependent on me. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
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25. I feel confident because I understand the steps I need to 

take If the person I am caring for is no longer able to make 

financial decisions for him/herself. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

26. I feel that other members of my family are resentful because 

they have had less money to spend because of our caregiving 

expenses. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

27. I feel that the person I take care of has enough money to 

pay for all his/her caregiving costs. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

28. I feel that it was a problem arranging to get a power of 

attorney from the person I provide care for. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

29. I worry less about caregiving costs because the person I 

take care of has Insurance which helps to pay for caregiving 

costs. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

30. I worry about money for the future because the person I take 

care of had supported me financially. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

31. I worry about money for the future because if the person I 

take care of goes into a nursing home, my savings will be used 

up. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
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32. I feel that arranging the financial affairs of the person I 

provide care for was a problem. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

33. I do not worry much about caregiving costs because 

caregiving has not Interfered with my saving money for my own 

future. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

34. I wish other family members would help pay for caregiving 

costs. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

35. I feel that the person I provide care for would rather not 

spend money on caregiving necessities because s/he wants to 

leave his/her entire estate to relatives. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

36. I feel that the person I provide care for cannot go Into a 

nursing home because It is too expensive. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

37. I feel that the physical strain of caregiving would be less 

If I could afford to pay for outside help. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

38. I feel that the emotional strain of caregiving would be 

less if I could afford to pay for outside help. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

39. I feel that I would have a better social life If I could 

afford to pay for outside help with caregiving. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
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40. I feel that being responsible for another person would be 

easier If I had help identifying all the benefits s/he may be 

entitled to. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

41. Having to manage the financial affairs for the person I 

provide care for is a problem for me. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

42. I feel that caregiving Is a financial burden for me. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

43. I feel that having Alzheimer's Disease causes a financial 

burden for the person I provided care for. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

44. I feel that it is unfortunate that the person I provide 

care for has had to spend so much on caregiving costs that s/he 

will be unable to leave much of an estate to his family. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

45. I feel guilty sometimes because I worry about caregiving 

costs. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

46. Overall, I feel that caregiving strains my family and social 

life. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

47. Overall, I feel that caregiving has negatively affected my 

physical health? 

Strongly Agree Agree Undecided Disagree Strongly Disagree 
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48. Overall, I feel that meeting the needs of the person I 

provide care for Is worth the effort. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

49. Overall, I feel that the person I provide care for has 

caused my or my family much aggravation. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

50. Overall, I feel that caregiving has been a financial drain 

on me and my family. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 



Following are general questions we need to ask about you as a caregiver. Please remember. 
you will not be identified by name. 
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1. In what year were you born? 2. In what year was the dependent 
person liom? .^j 

3. Are you: (check one) 
anglo 
black 
hispanic 
asian 
American Indian 
other 

4. Is the dependent person: 
angle 
black 
hispanic 
asian 
American Indian 
other 

5. Are you Male Female? 6. 

7. 

8. 

Your employment status: (check one) 
working full-time 
working part-time 
retired * 
unemployed 
never worked 

Your marital status? (check one) 
married 
never married 
widowed 
divorced 

Is the dependent person: 
Male Female 

9. Is the dependent person: 
married 
never married 
widowed 
divorced 

10. How many years did you attend school? (check the highest level) 

less than grade 8 
between grade 8 and 12 

. high school degree or GED 
beyond grade 12 
completed college 
graduate school 

11. How many persons regularly live In your household? 

12. Living arrangements of the person you provide care for: 

she/he lives alone 
she/he lives with me 
she/he lives with his/her spouse 
she/he lives with another relative 

, she/he lives In a nursing home 
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13. Relationship of dependent person to you: 
spouse 

_ parent 
. brother or sister 

other (please Identify) 

14. How many years has it been since you first noticed signs that the person you care for had 
a memory problem? (check one) 

less than one year 
between one and five years 
between five and ten years 
over ten years 

15. Have you received any special training in caregiving? 
. yes . ^ no 

16. Please identify help you would use if It was affordable? (check all that appjy) 
a. Respite care 
b. Adult daycare 
c. Visiting nurse 
d. Homemaker service 
e. Other, please Identify —^ 

17. Does the person you care for qualify for Medicaid? 

yes .X. no 

If yes, did she/he have to use up savings before qualifying? 

yes ...J no 

18. Does the person you care for qualify for Medicare? 

yes no 

If yes, does this coverage seem adequate to cover caregiving costs? 

yes no 

19. Has anyone In your family had to stop working due to caregivinp resoonsiblilties? 

yes . no 

If yes, how much were they earning per year before they stopped working? 

$ (before taxes). 

What year did they stop working? 
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20. Does the person you care for have private Insurance which pays for long-term care expenses? 
yes; If yes, does this coverage seem adequate to cover caregiving costs? 

yes no 
no; if no, do you feel that caregiving would be less of a financial burden for you if 

long-term care insurance had been arranged? yes no 

21. Your family income (before taxes for 1988): (check one) 

less than $5,000 $20,000 - $24,999 
$ 5,000 - $ 7,499 $25,000 - $34,999 
$ 7,500 . $ 9,999 $35,000 - $49,999 
$10,000 • $14,999 $50,000 or more 
$15,000 - $19,999 

22. Does the person you provide care for receive a regular income? yes no 
If yes, please identify the main source of that Income: 

a. Social Security 
b. Pension 

- c. Interest from Investment 
d. Other: 

If yes, please Identify the amount of that Income: (before taxes for 1988). 

23. Have you received professional help with the financial matters of the person you provide care for? 

yes no 

If yes, what was the occupation of the person you received help from? 

24. Does (did) the person you provide care for own his/her own home? yes no 

If yes, will (or has) the house be (been) sold in order to pay for caregiving costs? 

yes no 

25. To what extent do you think your income is enough to live on? (check one only) 
Can afford about everything we want and still have money. 
Can afford about everything we want. 
Can afford some of the things we want but not all we want. 
Can meet necessities only. 
Not at all adequate. 

26. How satisfied are you with your present standard of living: that is with the things you have and 
the way you are living now? 

very dissatisfied 
somewhat dissatisfied 
somewhat satisfied 
very satisfied 
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27. Did the person you provide care for have his/her financial affairs In order before he/she 
became dependent on you? 

yes no 

28. Could you benefit from advice on how to handle the financial affairs of the person you 
provide care for? 

yes no 

29. Are (were) you supported financially by the person you provide care for? 

yes no 

30. Do you think people should have to use up their money in order to pay for long-term care? 

yes no 

If no, who should pay for long-term care? 

31, In terms of functioning and self-care, which of the following descriptions best fits the person 
you provide care for: (check the most advanced stage) 

1. Has no difficulty functioning or taking care of self. 

2. Complains of forgetting location of things. 

3. Co-workers have noticed decreased ability to do work, and/or difficulty traveling 
to new location. 

4. Shows a decreased ability to perform complex tasks (such as planning dinner for 
guests, handling finances, shopping, etc.) 

5. Requires assistance in choosing proper clothing. 

6. Requires help with feeding, and/or toileting, bathing, or walking. 

7. Requires constant assistance in all activities of daily life. 
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FINANCIAL IMPACT SCALE 

EXAMPLE 

Each atatement Is followed by five responses. Please circle the 
response (only one for each statement) which best represents your 
caregiving situation. 

Example 1. I feel that participating in this study is worthwhile. 

Strongly Agree Agree Undecided Disagree Strongly Disagree 

1* I feel that I cannot afford to remodel my home in order to 
make caregiving easier. 

2. I have found it stressful to have to change Jobs because of 
my caregiving responsibilities. 

3. I feel that my family argues more about money now than we did 
before I was responsible for caregiving. 

A. My caregiving responsibilities have been so stressful that I 
have had to pay to go to the doctor for my own medical attention. 

5.. I do not worry much about caregiving costs because caregiving 
has not Interfered with my saving money for my own future. 

6. I feel I cannot afford a vacation because I have had to spend 
so much on caregiving. 

7. I wish other family members would help pay for caregiving costs. 

8. I worry about my finances because I have had to pay for food 
.for the person I take care of. 

-9, I feel that the person I provide care for cannot go into a 
nursing home because it is too expensive. 

10. I worry about my finances because I have had to pay for my own 
traveling expenses because of caregiving responsibilities. 

11. I feel that caregiving is a financial burden for me. 

12. I feel resentful because I have had to cut down on my own 
expenses because of caregiving costs. 
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Financial Impact Scale, continued 

13. I feel that It is unfortunate that the person I provide care 
for has had to spend so much on caregiving costs that she/he 
will be unable to leave much of an estate to his/her family. 

lA. I feel that I am unable to buy clothing for myself because 
of caregiving expenses. 

15. Overall, I feel that caregiving strains my family and social 
life. 

16. I feel guilty sometimes because I worry about caregiving costs. 

17. Overall, I feel that caregiving has been a financial drain 
on me and/or my family. 

18. I worry about my finances because I have had to pay for 
medical bills for the person I take care of. 

19. I worry about my finances because they are being used to pay 
for major living expenses for the person I take care of. 

20. I worry about money for the future because if the person I 
take care of goes into a nursing home, my savings will be 
used up. 
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ZARIT BURDEN INVENTORY 

1. I feel resentful of other relatives who could but who do not 
do things for the person I provide care for. 

2. I feel that the person I provide care for makes requests 
which I think are over and above what she/he needs. 

3. Because of my involvement with the person I provide care 
for, I don't have enough time for myself. 

A. I feel stressed between trying to give to the person I take 
care of as well as to other family responsibilities, Job, etc. 

5. I feel embarrassed over the behavior of the person I take 
care of. 

6. I feel guilty about my interactions with the person I take 
care of. 

7. I feel that I don't do as much for the person I take care of 
as I could or should. 

8. I feel angry about my interactions with the person I take care 
of. 

9. I feel that in the past, I haven't done as much for the person 
I take care of as I could have or should have. 

10. I feel nervous or depressed about my interactions with the 
person I take care of. 

11. I feel that the person I take care of currently affects ray 
relationship with other family members and friends in a 
negative way. 

12. I feel resentful about my interactions with the person I 
take care of. 

13. I am afraid of what the future holds for the person I take 
care of. 

14. I feel pleased about my interactions with the person I 
take care of. 

15. It's painful to watch the person I take care of age. 

16. I feel useful in my interactions with the person I take 
care of. 

17. I feel the person I take care of is dependent on me. 

18. I feel strained in my interactions with the person I take 
care of. 



Zarit Burden Inventory, continued 

19. 
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20. 

21. 

22. 

23. 

24. 

25. 

26. 

27. 

28. 

29. 

I feel that my health has suffered because of my involvement 
with the person I take care of. 

feel that I am contributing to the well-being of the 
erson I take care of. 

feel that the present situation with the person I take 
are of doesn't allow me as much privacy as I'd like. 

feel that my social life has suffered becsuse of my 
nvolvement with the person I take care of. 

wish that the person I take care of and I had a better 
elationship. 

feel that the person I take care of doesn't appreciate 
hat I do for him/her as much as I would like. 

feel uncomfortable when I have friends over. 

feel that the person I take care of manipulates me. 

feel that the person I take care of seems to expect me 
o take care of him/her as if I were the only one he/she 
ould depend on. 

feel that I don't have enough money to support the person 
take care of. 

feel that I would like to be able to provide more money 
o support the person I take care of than I am able to now. 
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COVERING LETTER TO EXPERTS 

Dear 

I am in the process of developing a financial 
impact scale for long-term caregivers. Using your 
expertise in this area, I would greatly appreciate it 
if you would review the following items for both form 
and content and make recommendations for item addition 
or deletion. In order to insure clarity, questions 
should read at approximately an eighth grade level. 

Your participation is important. Currently we 
know very little about how providing long-term care 
affects a family financially. It is hoped that the 
results of this study will illuminate this facet of the 
caregiving experience and thereby contribute to 
alleviating some major problems faced by caregivers, I 
have received much support and enthusiasm so far 
regarding this study. I look forward to sharing the 
results with you. 

Thank you for contributing what I know to be your 
valuable time. I will contact you a week from today in 
order to personally pick-up your remarks. Please feel 
free to make any additional suggestions. 

Sincerely, 

Kathee Todtman 
Doctoral Candidate 
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COVERING LETTER READ TO PILOT SUBJECTS 

It is my understanding that many of you recently 
attended a program on Alzheimer's Disease, For those 
of you who did not attend, I would like to give you a 
brief description of the disease. 

Dementia is the term used by doctors to refer to 
the loss of mental powers. Alzheimer's Disease is a 
form of dementia in which memory loss never improves 
and continues to get worse. The disease progresses 
from severe forgetful1ness to total mental disability. 
As the disease progresses, people with Alzheimer's 
become more and more dependent on others for their 
survival. 

Many studies have been done to examine how taking 
care of someone with Alzheimer's affects a person 
emotionally, physically and socially. To date, no one 
has examined how taking care of someone with 
Alzheimer's affects a person financially. The purpose 
of this study is to do just that. The results of this 
study will provide information from which policy makers 
and service providers can plan for solutions to help 
relieve the burden experienced by caregivers. 

You may be wondering why you, someone who is not 
taking care of a person with Alzheimer's, are being 
asked to participate in this study. The answer is very 
simple. You are participating in the stage of the 
study in which the questionnaire is being developed. 
At this point, the questionnaire is very long and has 
more questions than we need to find out how taking care 
of someone with Alzheimer's affects a caregiver 
financially. Your answers to these questions will help 
us figure out which questions are better than others to 
use in this study. Once we examine your answers, we 
will choose only a few of these questions to put on the 
final questionnaire which will be mailed to people who 
are actually taking care of someone with Alzheimer's 

As you can see, you are an important part of this 
study. Your participation will bring us another step 
closer to understanding what it is like to be 
responsible for someone with a devastating disease such 
as Alzheimer's, 

I would like to explain to you how the 
questionnaire works. To begin with, please d^ not 
write your name anywhere on the questionnaire. We have 
no need to identify you personally and can assure you 
that you will remain anonymous. 
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COVERING LETTER TO PILOT SUBJECTS, continued 

I am going to read you a number of statements 
which have to do with taking care of someone with 
Alzheimer's Disease. In responding to these 
statements, I would like you to assume the role of the 
caregiver. Some of you may be or have been in a real 
caregiving situation. If so, please refer to that 
experience in your response. For those of you who have 
not had direct experience providing care for someone 
with Alzheimer's Disease, please do your best to 
imagine how it would be for you if you were faced with 
that responsibility. Use your own financial history to 
respond to these statements. For statements which 
refer to the experience of the person you provide care 
for, imagine that you are providing care for a real 
member of your family and respond to those statements 
by referring to his/her financial history. 
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QUESTIONNAIRE COVERING LETTER 

Dear Caregiver: 
As a caregiver for someone who needs long-term 

care, I am sure you are interested in any knowledge 
that can make caregiving less stressful. Currently, we 
know very little about how providing long-term care 
affects a family financially. The enclosed 
questionnaire is part of a study to examine this. Your 
completion of this questionnaire is important--the more 
we know, the closer we can come to solving some of the 
problems experienced by individuals, like you, who are 
responsible for caregiving. The results of this study 
will help us identify areas where financial help is 
needed. 

Since financial matters are private, I would like 
to assure you that any information you provide will be 
kept in strict confidence. You will remain anonymous 
throughout this study and your name will be in no way 
connected to the findings. 

Although the questionnaire may appear long, it is 
very easy to fill out. It should only take you 20-30 
minutes. When you have completed the questionnaire, 
please return it in the enclosed self-addressed stamped 
envelope. 

Thank you for helping. Your answers are very 
important to this study because they represent hundreds 
of others who are not in our sample. Although we 
encourage you to participate, your completion and 
return of the questionnaire will not affect the care of 
your charge. You should understand that you are not 
obligated to complete this questionnaire. 
Sincerely, 

Kathee Todtman 
Ph.D. Candidate 

J, Thomas Hutton, M.D., Ph.D. 
Director, Texas Tech Alzheimer's Center 
JTH/te 
Enclosure 

If you do not speak English and require translation of 
this questionnaire, please contact me. 
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Brief Cognit ive Rating Scale (BCRS) 

H.liny 

Axis I: 
Concentration 

Axis II: 
Recent Memory 

Axis III: 
Past Memory 

Axis IV: 
Orientation 

(Circle Highest 
Score) 

1 
2 
3 

Axis V: 
Functioning and Self-

Care 

1 
2 

3 

4 

5 

6 

1 
2 
3 
4 
5 
6 

No objective or subjective evidence of deficit in concentration. 
Subjective decrement In concentration ability. 
Minor objective signs of poor concentration (e.g., on subtraction ol serial 

7» from 100). 
Oclinitc concentration dclicit for persons ol their bacltground (e.g.. mailted 

deficit on serial 7s; frequent deficit in subtraction of serial 4s from 40). 
Marlted concentration deficit (e.g., giving months backwards or serial 2s 

from 20). 
Forgets the concentration task. Frequently begins to count lorward when 

asked to count backwards Irom 10 by Is . 
Marked difllculty counting torward to 10 by Is . 

No objective or subjective evidence of deficit in recent memory. 
Subjective impairment only (e.g., forgetting names more than lormerly). 
Deficit in recall of specific recent events evident upon detailed questioning. 

No deficit in the recall of major recent events. 
Cannot recall major events of previous weekend or week. Scanty knowl

edge (not detailed) ol current events, favorite TV shows, etc. 
Unsure of weather; may not know current president or current address. 
Occnslonal knowledge ol some recent events. Little or no Idea ol current 

address, weather, etc. 
No knowledge of any recent events. 

No subjective or objective Impairment In past memory. 
Subjective impairment only. Can recall two or more primary school teach

ers. 
Some gaps in past memory upon detailed questioning. Able to recvll at 

least one childhood teacher and/or one childhood friend. 
Clear-cut deficit. The spouse recalls more of the patient's past than the pa

tient. Cannot recall childhood friends and/or teachers but knows the 
names of most schools attended. Confuses chronology In reciting per
sonal history. 

Major past events sometimes not recalled (e.g., names of schools at
tended). 

Some residual memory of past (e.g., may recall country of birth or former 

occupation). 
No memory of the past. 

No deficit in memory for time, place. Identity of self or others. 
Subjective Impairment only. Knows time to nearest hour, location. 
Any mistake in time > 2 hrs; day of week > 1 day; date > 3 days. 
Mistakes in month > 10 days or year > one month. 
Unsure of month and/or year and/or season; unsure of locale. 
No idea of dale. Identities spouse but may not recall name. Knows own 

name. 
Cannot Identify spouse. May be unsure of personal Identity. 

No difficulty, either subjectively or obiectlvely. 
Complains of forgetting location of objects. Subjective work ditliculties. 
Decreased job functioning evident to co-workers. Difficulty in traveling to 

new loc.nlions. 
Decreased ability to perlorm complex tasks (e.g.. planning dinner lor 

guests, handling finances, marketing, etc.). 

Requires assistance in choosing proper clothing. 
Requires assistance in leeding. and/or toileting, and/or bathing, and'or am

bulating. 
ReqLires constant assistance in ail activities ol daily life. 


