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Abstract

The aim of the present study was to examine the emotional correlates of the
desire io institutionalize in family caregivers of elderly persons diagnosed with
dementia. Subjects were 75 female caregivers and their elderly relatives who
were referred, within the last two years, to the Division of Geriatric Medicine in
Camp Hill Hospital. All care recipients had a diagnosis of dementia made by a
neuropsychologist or geriatrician according to the DSM II-R criteria. It was
hypothesized that caregiver burnout would predict institutionalization over and
above patient disability variables. It was predicted that caregiver burden would
be correlated with the desire to institutionalize but would not predict desire to
institutionalize over and above patient disability variables. Results indicated that
severity of patient disability accounted for 23 per cent of the variance in
caregivers' desire to institutionalize. As expected, caregiver burnout was a
significant predictor accounting for an additional 9 per cent of the variance above
and beyond that accounted for by patient disability. While burden was
correlated with desire to institutionalize, when patient disability was statistically
controlled, burden was not a significant predictor of desire to institutionalize.
Discussion focuses on the need to include comprehensive measures of patient
disability in studies addressing the role of psychological variables in caregiver
stress. It is argued that resource depletion models of caregiver stress may
provide a viable account of the processes involved in caregivers' decisions

concerning the institutionalization of a care recipient.
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Chapter 1

Introduction

When elderly individuals are not able to care for themselves, family
members often assume caregiving responsibility. It has been estimated that
approximately 68% of individuals over the age of 85 live with their families,
either with a spouse or other family members. The majority of these individuals
require some degree of assistance (Gilford, 1988). There are indications that
families may begin to consider institutional placement when they feel that the
demands of caregiving become excessive. The primary aim of the present study
was to examine the affective correlates of the desire to institutionalize in family

caregivers of elderly diagnosed with dementia.
1.1 Aging and Disability

One of the most dramatic changes of the 20th century is the 'graying’ of
the population; never before in history have so many lived to such an old age.
Not only are the numbers of older individuals increasing in absolute terms but
also in relation to the total population. In Canada at the turn of the century
approximately 2.5 million Canadians or 4% of the total population was over the
age of 65 (McPherson, 1983). In 1991, the estimated 3.1 million individuals over
the age of 65 comprised approximately 12% of the population. By the year 2036,
it is projected that this proportion will increase to 25%. Within this elderly
population, the fastest population growth rate is occuring in the over-75 age
group. By 2036, these individuals will comprise 13% of the population, almost
three times the proportion of 5% in 1991 (Health, & Welfare, 1991).



to

Survival into the later years of life brings increasing chronic illness and
disability. The definition of disability adopted by the World Health Organization
(WHO) and the one used in this thesis is: "a disability is any restriction or lack
(resulting from an impairment) of ability to perform an activity in the manner or
within the range considered normal for a human being" (WHO, 1981, p. 8). A
chronic illness is considered to be a disability only if it interferes with an
individual's ability to carry out "normal” activities. The prevalence of disability
increases with age, ranging from 6% in individuals between the ages of 15-34, to
38.6% among the 65 and over group (Statistics Canada, 1990). The prevalence of
disability increases dramatically among the older segments of the elderly
population; over half (52%) of the 75-84 age group and 82% of those 85 and over
are disabled (Statistics Canada, 1986).

1.2 Dementia
1.2.1 Statistics

Mental illness is a significant contributor to disability in the elderly. The
findings of several epidemiological studies suggest that the prevalence of mental
illness in individuals over the age of 65 ranges from 15 to 30% (Canadian Medical
Association, 1987). Dementia constitutes a substantive proportion of mental
problems in the elderly. Estimates of the prevalence of dementia range from
3.5% to 8.0% (Bland, Newman, & Orn, 1988; Canadian Study of Health and
Aging, 1994; Jeans, Helmes, Mersey, Robertson, & Rand, 1987; Jorm, Korten, &
Henderson, 1987; Robertson, Stolee, & Rockwood, 1989; Rockwood, & Stadnyk,
1994; Statistics Canada, 1987). The prevalence rate of dementia increases
dramatically with age from 1.4% in the 65-69 age group to 38.6% in the 90 and

over group. With the ever increasing growth rate in the older age groups the



prevalence of the dementing illnesses is expected to continue to increase from
5.6% in 1981 to a projected 7.4% in 2006 (Statistics Canada, 1987). A recent study
has estimated that approximately 253,000 people in Canada are currently affected
by dementia and it is projected that this number will triple during the next 40
years to approximately 778,000 cases (Canadian Study of Health and Aging,
1994).

1.2.2 Criteria for the Diagnosis of Dementia

Dementia is a term which describes a constellation of symptoms
associated with a number of organic brain diseases. The criteria for the diagnosis
of dementia according to the revised third edition of the Diagnostic and Statistical
Manual of Mental Disorders (DSM-II-R, American Psychiatric Association, 1987)

are:

A. Demonstrable evidence of impairment in short- and long-term memory.
Impairment in short-term memory (inability to learn new information) may
be indicated b inability to remember three objects after five minutes. Long-
term memory impairment (inability to remember information that was
known in the past) may be indicated by inability to remember past personal
information (e.g., what happened yesterday, birthplace, occupation) or facts
of common knowledge (e.g., past Presidents, well-known dates).

B. At least one of the following:

(1) impairment in abstract thinking, as indicated by irability to find
similarities and differences between related words, difficulty in defining
words and concepts, and other similar tasks

(2) impaired judgment, as indicated by inability to make reasonable plans to
deal with interpersonal, family, and job-related problems and issues

(3) other disturbances of higher cortical function, such as aphasia (disorder of
language), apraxia (inability to carry out motor activities despite intact



comprehension and motor function), agnosia (failure to recognize or
identify objects despite intact sensory function), and "constructional
difficulty” (e.g., inability to copy three-dimensional figures, assemble
blocks, or arrange sticks in specific designs)

(4) personality change, i.e., alteration or accentuation of premorbid traits.

C. The disturbance in A and B significantly interferes with work or usual social
activities or relationships with others.

D. Not occurring exclusively during the course of Delirium.
E. Either (1) or (2):

(1) there is evidence from the history, physical examination, or laboratory tests of
a specific organic factor (or factors) judged to be etiologically related to the
disturbance

(2) in the absence of such evidence, an etiologic organic factor can be presumed if
the disturbance cannot be accounted for by any non organic mental disorder,
e.g., Major Depression accounting for cognitive impairment.

In sum, the essential components of dementia from the DSM-III-R criteria
are memory and other cognitive impairments of probable organic origin and
occurring without the presence of delirium. This broad definition of dementia
includes a number of diseases, regardless of age or clinical course, and refers to

both reversible and irreversible conditions.
1.2.3 Types of Dementia

The most common type of dementia is Alzheimer's Disease (AD). AD
accounts for approximately 65% of all cases of dementing illness (Mortimer,
1983). There are a number of degenerative diseases of late life which are often
clinically difficult to differentiate. As Moss and Albert (1988) have pointed out,

due to the high prevalence of AD, often contradistinction of AD is made with



other irreversible dementing disorders. A short description of these dementing
illnesses is presented below to highlight the similarities and differences in
presentation and pathogenesis that may bear on the differential diagnosis of AD.
Although many types of dementia exist, this review will focus on a limited
number of dementias specifically, vascular dementia, Pick's disease, frontal lobe-
type dementia, diffuse Lewy-body disease, Parkinson's disease dementia,
Creutzfeldt-Jakob disease, and normal pressure hydrocephalus, from which AD
may be clinicaily differentiated. A detailed description of all dementing illnesses
is beyond the scope of this thesis (for reviews of this area, see Emery, & Oxman,

1994).

In AD the most characteristic brain changes of the disease are, senile
plaques and neurofibrillary tangles which are Jocated throughout the cortex and
in other areas such as the amygdala and hippocampus. Neurochemical changes,
in particular loss of acetylcholinesterase (AChE) and choline acetyltransferase
(CAT), have been consistently found in AD (Bartus, Dean, & Beer, 1982). The
definite diagnosis of AD is virtually always made at the time of autopsy.
Clinically, the diagnosis is one which is primarily based on exclusion of medical,
neurological and psychiatric conditions which produce similar symptoms. An
important consideration in the differential diagnosis of AD is the clinical course.
While the nature and rate of decline of individuals with AD is highly variable
(e.g., Reisberg 1983), AD is diagnnsed when the individual's history reveals a
uniformly progressive cognitive decline and all other possible causes for this

decline have been excluded.

Recently several investigators have questioned the assumption that AD is
a single disease, suggesting rather that AD may be a complex syndrome with

marked heterogeneity (e.g. Chui, Teng, Henderson, & Moy, 1985; Khachaturian,



1992; Mayeux, Stern, & Sano, 1992). Specifically, the heterogeneity has been
discussed in relation to age of onset, clinical course, patterns of neurological and
psychiatric impairment and response to treatment. Distinctions have been made
on the basis of age of onset (early versus late onset), familial verses sporadic AD,
and language or motor impairments (Chui, et al., 1985; Mayeux, et al., 1992).
Although, subtyping or the notion of heterogeneity has implications for
theoretical conceptualizations of the disease, subtypes have yet to be
incorporated within the standardized clinical classification, such as the DSM III-R
(American Psychiatric Association, 1987). It has been suggested that one of the
future challenges of clinical research on AD will be to expand efforts to refine
diagnostic criteria in a manner that better reflects the heterogeneity of the disease

{(Khachaturian, 1992).

Jorm (1985) has challenged the subtype conceptualization of AD
suggesting that what have been identified as different subtypes may actually
reflect different stages of the disease. Jorm bases his argument primarily on
methodological grounds arguing that the cross-sectional nature of the studies
that have been cited in support of AD subtyping does not rule out the possibility

that identified subtypes represent different stages of single disease.

A stage model of primary degenerative dementia has been proposed by
Reisberg (1982). On the basis of symptom pattern, Reisberg has suggested that
primary degenerative dementia progresses through a series of stages
characterized by increasing impairment and disability. Reisberg’s stages as
measured by the Global Deterioration Scale (GDS, Reisberg, Ferris, de Leon, &
Crook, 1982) are as follows: 1) no cognitive decline; 2) very mild cognitive
decline; 3) mild cognitive decline; 4) moderate cognitive decline 5) moderately

severe cognitive decline; 6) severe cognitive decline 7) very severe cognitive



decline. Reisberg stages may be derived on the basis of scores on mental status
function (Eisdorfer, Cohen, Paveza, Ashford, Luchins, Gorelick, Hirschman,
Freels, Levy, Semla, & Shaw, 1992). Recent research has shown that psychiatric
symptoms and functional impairments occur earlier than predicted by the GDS
(Eisdorfer, et al., 1992). Based on this finding, Eisdorfer and associates suggested
that separate scales measuring cognitive and functional impairments be used

rather than the GDS.

The second most common cause of dementia in the elderly is vascular
dementia which accounts for approximately 10 to 15% of all cases and coexists
with AD in 25% of all cases of dementia (Tomlinson, Blessed, & Roth, 1970).
Vascular dementia is often the result of multiple small vascular accidents or
strokes, although several other pathological conditions may be responsible for
this condition (Niederehe, & Oxman, 1994). Clinically, vascular dementia often
may be distinguished from AD by the onset and progression, associated
pathology, as well as the focal neurologic signs and symptoms. The onset of
vascular dementia is usually sudden and the course often is characterized by
step-wise deterioration, varying with the number and rate of strokes. In
comparison, the onset of AD is described as insidious and the course is gradual
and progressive. Pathology associated with vascular dementia includes all of the
factors which predispose individuals to stroke, such as hypertension, transient
ischemic attacks, heart disease, diabetes mellitus, obesity, cigarette smoking, and
peripheral vascular disease. Vascular dementia is often clinically distinguishable
from AD by frequently being accompanied by labilit of affect and focal "stroke
like" symptomatology (Hachinski, 1983; Hachinski, Lassen, & Marshall, 1974;
Rosen, Terry, Fuld, Katzman, & Peck, 1980).
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It has been suggested that the lack of specificity of the DSM III-R criteria
for Primary Degenerative Dementia of the Alzheimer type may result in the
inclusion of other degenerative diseases such as Pick's disease, frontal lobe
dementia and diffuse Lewy body disease (Erkinjuntti, Hachinski, & Sulkava,
1994). Pick's disease is a rare type of dementia. The pathology of Pick's disease
includes atrophy in the frontal and temporal lobes, inclusion bodies in the
neurons called Pick's bodies, but not the senile plaques and neurofibrillary
tangles characteristic of AD. In contrast to the course of AD, the early symptoms
of Pick's disease are characterized by inappropriate social behaviour and mood

which may occur before memory disturbance is apparent (Lishman, 1978).

Frontal lobe dementia is behaviourally similar to Pick’s disease, with
personality changes rather than cognitive impairments vredominant in clinical
presentation. The pathologically frontal lobe dementia has neither the
histological changes characteristic of AD nor Pick’s disease. The principal
histological alteration is nonspecific neuronal degeneration, especially in the
upper cortical layers (Cummings, & Benson, 1992). Diffuse Lewy-body disease
(DLBD) is characterized by cytoplasmic inclusion bodies (Lewy bodies} in the
cortex. Rigidity and gait disturbance in DLBD may occur before cognitive
impairments. Neuropathological changes include, frontal cerebral atrophy, and
cell loss in the substantia nigra and in Meynert's nucleus (e.g., Forstl, Burns,

Luthert, Cairns, & Levy, 1993).

Parkinson's Disease dementia occurs in approximately 55% of Parkinson's
Disease (PD) patients (Boller, Mizutani, Roessmann, & Gambetti, (1980). PDis a
neurological disease that results from degeneration of neurons in the upper
midbrain, mainly in the substantia nigra, with a large number of neurons with

Lewy body inclusions and decreased amounts of the neurotransmitter dopamine.



The disorder is often distinguishable from AD by the characteristic rigidity, a
resting tremor, bradykinesia and gait disorder. The clinical symptoms ard
course of deterioration of dementia in PD patients is indistinguishable from AD
patients and a number may show similar neuropathological alterations of AD
patients (Boller, et al., 1980). However some PD patients with dementia do not
have neuritic plaques and neurofibrillary tangles asseciated with AD, but may
have cell loss in the basal forebrain, and a decline in CAT (Chui, et al. , 1985;
Hornykiewicz, & Kish, 1984).

A number of types of infectious dementia exist. Creutzfeldt-Jakob Disease
(CJD) is one rare type of infectious dementia occuring usually in the sixth or
seventh decade of life. CJD has been termed a 'transmissible virus dementia’ and
has been shown to be due to a slow acting viral infection. The neuropathology of
CJD is characterized by neuronal degeneration, spongy appearance of the gray
matter and the proliferation of astrocytes. CJD pathology does not reveal senile
plaques and neurofibrillary tangles characteristic of AD, nor the atrophy
characteristic of Pick's disease, nor the vascular problems of vascular dementia
(Lishman, 1978). The onset of CJD is early and the course is one of rapid
deterioration with severe neurological signs and symptoms (Siedler, & Malamud,

1963).

Another syndrome which may lead to dementia is normal pressure
hydrocephalus (NPH). NPH is characterized by enlarged cerebral ventricles
with normal cerebrospinal fluid (CSF) pressure. Individuals with NPH show a
rapid onset of gait disturbance, urinary incontinence and, similarly to AD
patients, dementia. In many cases NPH occurs secondary to lesions, but NPH
may occur as the result of head injury or subarachnoid hemorrhage (Adams,

Fisher, Hakim, Ojemann and Sweet, 1965; Katzman, 1978). Although CSF
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pressure is normal approximately half of NPH patients respond to shunting
which further reduces CSF pressure (Katzman, 1978) and in these cases dementia

is reversible.

In general, the prognosis for individuals with dementia is considered to be
poor. Individuals with dementia are much more likely to develop conditions
which are a consequence of being unable to care for themselves, often resulting
in lower life expectancy (Kraus & McGeer, 1982). The leading cause of death in
individuals with dementia is bronchopneumonia (Burns, Jacoby, Luthert, &
Levy, 1990). Also, conditions such as skin ulceration, due to lack of circulation in
the limbs of those chair or bedridden, lead to medical emergencies and may end
in death (Reisberg , 1983). Other acute events which may lead to death are
myocardial infarct, cerebrovascular accident and pulmonary embolus (Katzman,
1976). On average the length of the disease from onset to death is about 5 to 8
years. Due to the variability of decline between individuals the range of the

disease from onset to death is from under 2 to over 20 years (Katzman, 1976).
1.2.4 Cognitive Deficits and Behavioural Disturbances Associated with Dementia

The classical view of dementia and in particular AD, is one of
homogeneity of cognitive deficits. However, recent evidence suggest that in AD,
cognitive impairments in the early and middle stages of the disease may be
heterogeneous, while changes in the later stages of the disease appear to be
similar (Schwartz, 1990). The following brief description of losses in dementia,
based on this classical view, is a general and simplified discussion of dementia,
however, it must be noted that the heterogeneity of AD is well documented in
research on cognitive manifestations of dementia (for a review, see Joanette, Ska,

Poissant, & Béland, 1992).



11

In general, cognitive impairments in dementia are characterized by loss of
memory, slowed reaction time, impaired visuospatial praxis, language
disturbance, abstract problem solving, attention/concentration and learning.
Memory loss is the most commonly reported deficit. Individuals with dementia
perform poorly on tests of verbal and visual recent memory such as paired
associates, recall of paragraphs and word lists, face recognition, name-face
associates and memory for designs (for a review see Flicker, Ferris, Crook,
Bartus, & Reisberg, 1985). Until the later stages of the disease, there appears to
be some sparing of performance on tasks requiring the immediate recall of verbal
material (Flicker, et al., 1985). Remote memory losses have also been
demonstrated in tests requiring the recall of news items or famous faces and, in
the severely demented, a loss of personal information is also apparent (Wilson,

Kaszniak, & Fox, 1981).

Often individuals with dementia also show performance deficits on
visuospatial tasks as measured by drawing, construction and perception tests
(Flicker, Ferris, & Reisberg, 1993). One of the questions that has been addressed
in this area is whether performance decrements in visuospatial tasks reflect
actual impairments in visuospatial ability. On time limited visuospatial tasks
reaction time is confounded with performance. Although studies have indicated
that dementia patients are slower than normals on both simple and complex
reaction time tasks, even on tasks without time limitations dementia patients’
performance is impaired (Ferris, Crook, Sathananthan, & Gershon, 1986).
Reaction time must be taken into consideration on any time limited task, since
lower scores may only reflect decreased psychomotor speed associated with

dementia.
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Dementia also results in impaired performance on tests of object naming
and category instance fluency. However, it has been suggested that underlying
loss of secondary memory may account for observed performance decrements on
these tasks, as well as on tasks of abstract-problem solving (Flicker, Ferris, Crook,
& Bartus, 1986) attention/concentration (Caird, & Inglis, 1961), and learning
(Miller,1973; Flicker, et al., 1985). Due to the heterogeneity of dementia,
dysphasia may occur early, preceding complaints of memory loss, however in
many cases dysphasia has been reported as absent. Dysphasia, when reported as
part of the symptomatology, in the latter stages of the disease may reduce speech
production to grunts a-* d screams (Reisberg, Ferris, de Leon, & Crook, 1982; Sim,

& Sussman, 1962).

Cognitive changes in dementia are often associated with behavioural
changes (Reisberg, 1983). However, cognitive impairments progress in a
generally predictable linear manner, whereas behavioral disruptions may appear
and disappear in a much less predictable fashion (Pruchno, & Resch, 1989). For
example, one study found that the frequency of behavioural disruptions was
greater in individuals with dementia of mild to moderate severity than
individuals with severe dementia (Haley, & Pardo, 1989). It has been suggested
that the cognitive and physical impairments associated with severe dementia

may interfere with the individual's ability to enact disruptive bekaviors.

Swearer, Drachman, O'Connell and Mitchell (1988) found the 83% of their
sample of 126 individuals with dementia displayed one or more disruptive
behaviours. Studies that have examined behavioural disturbances have found
dementia to be characterized by nocturnal wakefulness, incontinence, angry
outbursts, repetitive gestures and questions, hoarding, paranoid ideas,

wandering, and inappropriate sexual behaviour (e.g., Mace, & Rabins, 1981;
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Rabins, M -e, & Lucas, 1982; Argyle, Jestice, & Brook, 1985). For example,
Baumgarten, Becker and Gauthier (1990) in a sample of 96 individuals with
dementia, found that the most common behavioural disturbances, as assessed by
the patient's primary caregiver, were repetitive questions (reported by 72% of the
sample), losing or hiding things (65%), lack of interest in daily activities (51%),
nocturnal wakefulness (34%), unwarranted accusations (33%), excessive daytime

sleeping (29%), and pacing (27%).

Rabins and colleagues, (Rabins, et al., 1982) examined the most frequent
and most serious behavioural disturbances in 55 patients with irreversible
dementia. Caregivers reported that the most frequent behavioural disturbance
was catastrophic reactions. Catastrophic reactions were defined as an
exaggerated emotional reactions to stress situations such as outbursts of anger,
physical blows, arguing, crying and care resistance. Demanding/critical
behaviour, night waking and hiding things were rated as a significant behaviour
problems. The most serious problem reported by caregivers was violence in

response to care.

As cognitive and behavioural problems associated with dementia become
more severe an individual's ability to engage in basic activities of daily living
may be compromised. After a moderate increase in disability an elderly
individual may move closer to or live with children or relatives. A number of
studies have examined the role of impairment in predicting the transition from
independent living and/or living with family support to institutionalization.
With major changes in disability, transition may be to an institution (Longino,
Jackson, Zimmerman & Bradsher, 1991; Litwak & Longino, 1987; Speare, Avery
& Lawton, 1991). According to Lawton (1982} the transition from independent to

more dependent living arrangements involves two factors: environmental press
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and personal competence. Environmental press refers to an environmental
stimulus or context, which may be comprised of physical, interpersonal and
social forces, with the potential for eliciting a particular behavioural outcome.
Competence refers to physical, mental and emotional resources. A transition is
predicted to occur when the person's disability increases, or competence
decreases, to the point of not being able to deal with the current living situation

or the challenges of the environment increase.
1.3. Characteristics of the Elderly Individual as Predictors of Institutionalization
1.3.1 Statistics

Statistics on institutionalization indicate that approximately 2.5 million
elderly individuals reside in nursing homes in North America and the rate of
new admissions is approximately 1.1 million a year (Liu, & Manton, 1983). By
1995 the rate of institutionalization is expected to increase by almost 50% to 1.9
million a year (Doty, Liu, & Weiner, 1985). Approximately, 23% to 38% of the
elderly are projected to spend time in a nursing home at some point in their lives
(Liu, & Palesch, 1981; Ingram, & Barry, 1977; Kastenbaum, & Candy, 1973). The
majority of the institutionalized elderly have been diagnosed with dementia.
Fifty-five percent of geriatric patients in general hospital psychiatric wards and
approximately 50 to 68% of nursing home samples are diagnosed with dementia

(Kramer, Taube, & Redick, 1973; Pfeiffer, 1977).

In recent years there have been indications of an increase in the age of
admission to institutions. Forbes, Jackson and Kraus (1987) suggested, that the
increase in the age of admission may be due to a trend for elderly individuals

have better health, more community services, and more financial resources than



15
in the past. Forbes et al. (1987) also speculate that increased age of adrnission

may occur due to difficulties in gaining admission to an institution.
1.3.2 Demographic Variables

Demographic variables have been examined as antecedents to
institutionalization. Studies examining demographic variables have often failed
to account for substantive variance ir the prediction of institutionalization.
Nursing home availability (Greene, & Ondrich, 1990) and financial feas:bility of
placement (e.g., Colerick, & George, 1987; Greenburg, & Ginn, 1979; Palmore,
1976; Hammel, Gold, Andres, Reis, Dastoor, Grauer, & Bergman, 1990) are
antecedents which make placement an option. Among the demographic
variables examined, age and sex are the most consistent risk factors for
institutionalization. Many studies have found that age is associated with the risk
of institutionalization (e.g., Branch, & Jette, 1982; Cohen, Tell, & Wallack, 1986;
Cohen, Tell, & Wallack, 1988; Dolinsky, & Rosenwaike; 1988; Ford, Roy, Haug,
Folmar, & Jones, 1991; Hanley, Alecxih, Wiener, & Kennell, 1990; Liu, & Manton,
1983; Morris, Sherwood, & Gukin, 1988; Shapiro, & Tate, 1988; Weissert, &
Cready, 1989), with the probability of institutionalization increasing dramatically
with age from 35% in the 65-74 age group to 68% of those over the age of 85
(Vicente, Wiley, & Carrington, 1579).

Women are also more likely to be institutionaiized than men (e.g., Kane, &
Matthias, 1984; Ford et al., 1991; Morris et al., 1988; Shapiro, & Webster, 1984;
Shapiro, & Tate, 1988; Smallegan, 1985). According to the National Center for
Health Statistics (1983) women are twice as likely as men to live in nursing
homes, which is in part due to the longer life expectancy of women (Hing,

Sekscenski, & Strahan, 1989). Consequently, women out number men in the
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oldest- old age category when institutionalization rates are the highest.
Although sex has been found to be associated with placement, as Wingard, Jones
and Kaplan (1987) point out, when sex is considered as a risk factor in studies
that use multivariate analyses, and therefore, take into account the shared
variance among factors, the relationship between sex and institutionalization is
either no longer significant or diminished. Likewise, it is important to note that
neither age nor sex are explanatory variables. Rather they are best considered
markers for processes related to health status, functional impairment, and

presence or absence of an informal caregiver.
1.3.3 Health status

In research examining the relatior hetween health status and
institutionalization, a distinction has been drawn between physical health status
and functional health status. Physical health status is typically defined in
relation to the medical diagnosis given for a certain condition. Functional health
status refers to the daily tasks that an individual can perform. Itis typically
assessed by observer rated measures of Activities of Daily Living (ADL) and
Instrumental Activities of Daily Living (IADL). ADL measures assess basic
physical self-maintenance activities such as toileting, feeding, dressing,
grooming, locomotion and bathing. IADL instruments measure more complex
behaviours such as, telephoning, shopping, food preparation, housekeeping,

laundering, use of transportation, use of medicine and financial behaviour.

A large number of studies have found health status indicators of declining
or poor health, functional limitaticns and cognitive impairments to be important
in the prediction of institutionalization (e.g., Branch, & Jette, 1982; Hanley, et al.,

1990; Greenberg, & Ginn, 1979; Kraus, Spasoff, Beattie, Holden, Lawson,
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Rodenburg, & Woodcock, 1976; McCoy, & Edwards, 1981; Shapiro, & Tate, 1985;
Shapiro, & Tate, 1988; Vicente et al., 1979). For example, 1982-1984 National
Long-Term Care survey indicated that community dwelling elderly with twe
ADL limitations had a 13% greater probability of institutionalization over a two
year period, than the non- disabled elderly (Hanley et al., 1990). Similarly,
McCoy and Edwards, (1981) found that ADL was a significant predictor of
institutionalization in a sample of elderly welfare recipients. Individuals who
reported difficulty with physical mobility were three times as likely to be
institutionalized than those without this limitation. In a sample of elderly
admitted to an acute-care Veterans Administration hospital, Narain, Rubenstein,
Wieland, Rosbrook, Strome, Pietruszka and Morley (1988) examined predictors
of immediate and 6-month nursing home admission. They found that
individuals with decreased functional status were almost three times as likely to
be admitted to a nursing home 6 months after the initial hospital admission than
those with less ADL impairment. In a six year prospective study, Branch and
Jette (1982) examined predictors of institutionalization in community dwelling
elderly. Although, ADL was not predictive of later institutionalization, IADL

was significantly related to institutionalization.

Studies have also indicated that cognitive function or a diagnosis of
dementia are important factors in predicting institutionalization (e.g., Branch &
Jette, 1982; Greene, & Ondrich, 1990; Kane, Matthias, & Sampson, 1983; Kraus, et
al., 1976; Lamont, Sampson, Matthias, & Kane, 1983; Glazebrook, Rockwood,
Stolee, Fisk, & Gray, 1994; Wachtel, Fulton, & Goldfarb, 1987). For example, a
recent case control study of institutionalized and community dwelling elderly in

Nova Scotia, which examined risk factors for institutionalization, found that the
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presence of dementia was the strongest predictor of institutionalization

(Glazebrook et al., 1994).

While research has been relatively consistent in showing a relatiorship
between health status and institutionalization, often the magnitude of the
relationship has been modest. For example, in a Canadian study, Shapiro and
Tate (1988) examined various combinations of high risk characteristics for
institutionalization among elderly individuals. ADL limitation increased the
odds of institutionalization by less than 3% and having a mental impairment

increased the odds of institutionalization by less than 2%.

A number of studies have examined risk factors of institutionalization
among those diagnosed with dementia (e.g., Heyman, Wilkinson, Hurwitz,
Helms, Haynes, Utley, & Gwyther, 1987; Hutton, Dippel, Loewenson, Mortimer,
& Christians, 1985; Knopman, Kitto, Deinard, & Heiring, 1988; Steele, Rovner,
Chase, & Folstein, 1990). In a five year prospective study, Heyman and
colleagues (1987) found that cognitive impairment, language impairment and
overall severity of dementia were predictive of later institutionalization. Age
had a modifying effect on these variables. Younger individuals with a more
severe level of cognitive and language impairment and greater overall severity of
dementia were at higher risk for institutionalization than older individuals with
a similar level of impairment. Similarly, Knopman et al., (1988) found that
mental status was predictive of institutionalization over a two year period. In
addition, ADL limitations and behavioural disturbance, specifically nocturnal
wandering and irritability, were predictive of institutionalization. Steele et al.,
(1990) also found functional limitations were significantly more likely in
individuals who were institutionalized than those who remained in the

community. Also those who were institutionalized were mcre likely to be
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experiencing psychiatric symptoms of depression, hallucinatory and suspicious
behaviour and behaviour disturbances such as agitation, wandering,
combativeness and resisting caretaking efforts. Mental status did not
differentiate between institutionalized and community dwelling individuals with

dementia.

Studies that have examined both caregiver and dementia patient variables,
have found the role of health status and other patient variables is not as
consistent in predicting institutionalization as those studies that have not
considered the caregiving relationship (Colerick, & George, 1986 Zarit, Todd, &
Zarit, 1986). Zarit and colleagues (1986) examined predictors of
institutionalization in a two year longitudinal study of wives and husbands
caring for spouses with dementia. They found that the objective indicators of
mental status, and memory and behaviour problems did not differentiate those
caregiving spouses who later chose institutionalization from those that had not.
The findings were similar in a larger one year longitudinal study of caregivers to
Alzheimer's patients. Colerick and George (1986), found that the objective
indicators of illness duration, symptoms and their severity were not important
predictors of institutionalization. Similarly, Lieberman and Kramer (1991) found
that mental status and behaviour problems were not predictive of later

institutionalization.

Nygaard (1991) examined predictors of institutionalization in demented
elderly considering their caregivers over a one year period. In contrast to
previous work, behavioural disturbance was significantly associated with
institutionalization. Individuals who wandered and were disoriented at home,
were approximately nine times as likely to be institutionalized than those

without these disturbances. Likewise, Chenoweth and Spencer (1986) found that



behavioural disturbance, specifically combativeness or angry outbursts, were
cited by caregivers to relatives with dementia as reasons for institutionalization.
Pruchno, Michaels and Potashnik (1990} examined both predictors of actual
institutionalization and desire to institutionalize in caregivers to demented
spouses. Significant patient predictors of institutionalization included the ADL
level (specifically whether or not the individual was incontinent) and forgetful,
asocial and disoriented behaviour. The best predictor of later actual

institutionalization was the caregiver's stated desire to institutionalize.

A number of studies have also examined predictors of the desire to
institutionalize in caregivers to elderly relatives. Gonyea (1987) examined the
relationship among a number of patient and caregiver variables and the desire to
institutionalize in caregivers to elderly relatives. The desire to institutionalize
was conceptualized as a three-stage process involving recognition, discussion
and implementation. Patient functional health accounted for less than 5% of the
variance in the implementation stage of institutionalization. Deimling and
Poulshock (1985) found, in caregivers to elderly relatives, that the elder's health
was not a predisposing factor in the caregivers decision to institutionalize. In
caregivers to dementia patients, Morycz (1985) found that functional and
behavioural deficits accounted only for 5% of the variance in the desire to
institutionalize. Hammel, et al. (1990) examined aggressive behaviour in
dementia patients. They found that caregivers who were caring for more
aggressive individuals with more behavioural and memory problems were more
likely to be planning to institutionalize. Pruchno etal., (1990} in a study of
caregivers to spouses with Alzheimer Disease, found that among patient health
status variables only forgetful behaviour of the recipient was a significant

predictor of the desire to institutioralize.
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From this review it is evident that a number of studies have found health
variables, in particular functional and cognitive impairments, to be significant
predictors of institutionalization in community dwelling elderly. In samples of
demented elderly, behavioural disturbances, in addition to functional and
cognitive impairments, are found to be significant predictors of
institutionalization in many studies. The findings are less consistent in studies
that have focussed on elderly with caregivers. In an attempt to reconcile these
discrepant findings, it is necessary to consider differences in sample and
measurement. In the studies that reported a modest relationship between ADL
and instituti~nalization, it is possible that the samples were comprised of more
heterogeneous groups with elderly living both independently and being cared
for by family. Health factors may be more important predictors of
institutionalization when the individual is moving from independent living to
institutionalization. It is likely that the difference between the range of disability
in these studies may be a factor in the degree of importance of health predictors.
In studies that examined only patient characteristics, the samples may be more
heterogeneous and a wide range of disability is possible; whereas, for studies
that have selected elderly based on having a caregiver present, it is likely that a
smaller range of disability exists. Itis possible that when the individual is being
supported by the family the range of disability may be more restricted in the
sample. Consequently, this restriction, decreases the probability that a
significant relationship will be found between institutionalization and health

variables.
1.3.4 Family Support

A number of studies have found that elderly who lack an informal

caregiver are at greater risk for institutionalization: elderly individuals who live
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alone, being separated or never married, and having few or no children are at
greater risk for institutionalization (e.g., Branch, & Jette, 1982; Cohen et al., 1986;
Greene, & Ondrich, 1990; Kraus, et al., 1976; Liu, & Manton, 1983; Shapiro, &
Tate, 1985; Shapiro, & Tate,1988; Palmore, 1976; Glazebrook et al., 1994; Wan, &
Weissert, 1981). Studies have shown the importance of the role of family in
delaying or preventing institutionalization (e.g., Bergmann, Foster, Justice, &
Matthews, 1978; Brody, 1966; Greenberg, & Ginn, 1979; Liu, & Manton, 1983;
Morris, & Sherwood, 1983; Prohauska, & McAuley, 1983; Tobin, & Kulys, 1981;
Vicente, et al., 1979; York, & Calsyn, 1977). For example, in a recent prospective
study, assessing elderly at risk for institutionalization, Shapiro and Tate (1988)
found that not having a spouse at home was the most important predictor of
later institutionalization. Likewise, Maddox (1975) suggested that
presence/absence of family is a crucial factor for elderly at high risk for
institutionalization. Similarly, Barney (1977) found that individuals were more
likely to be prematurely institutionalized if they lacked strong family and
economic supports. Townsend (1965) also found that fewer elderly individuals

who had family were institutionalized.

An examination of community dwelling elderly has shown that the
majority of the severely functionally disabled are not institutionalized due to
family support (Newman, Struyk, Wright, & Rice, 1990). These elderly are often
as functionally impaired as elderly residing in nursing homes (Brody, Poulshock,
& Masciocchi, 1978; Lowenthal, Berkman, & Associates, 1967). Similarly, 90% of
those with chronic mental disability reside in the community with the support of
the family (Kay, Beamish, & Roth, 1964). As noted by Forbes, et al. (1987), Kraus
(1984) observed "that some seriously demented elderly persons continue to live

at home despite severe physical, mental and behavioural problems and needs for
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care that one would ordinarily expect to have resulted in institutionalization.
This tends to occur if the key caregiving relative feels strongly about keeping the
dementia victim at home and cut of the institution.” (p. 42). Thus, at any point in
time, the majority of individuals with cognitive and/or physical impairments
live in the community and the majority of assistance to these individuals comes

from the family (Chappell, 1989).

Recent research has suggested, that the characteristics of the caregiver
may be a more important determinant of institutionalization than characteristics
of the recipient (e.g., Colerick, & George, 1986; Zarit et al., 1986). As noted
earlier, several studies have shown that in samples of elderly being cared for in
the home, health status variables are, at best, modest predictors of
institutionalization (e.g., Shapiro, & Tate, 1988). Based on clinical observation,
Zarit suggested that caregivers differ in their ability to meet the emotional
demands of caregiving (Zarit, et al., 1986). Similarly, Chenoweth and Spencer
(1986) found that those caregivers who appraise their relative’s needs as being
too great for their informal care may be more likely to discontinue care, putting

their elder at a higher risk for institutionalization.
1.3.5 Kinship and Gender

One of the most ubiquitous findings in the caregiving literature is that the
task of caregiving is performed mainly by female caregivers. In a national
caregiver survey Stone, Cafferata, & Sangl (1987) found that approximately 75%
of family caregivers are female. Among spousal diads, 67% were wives
providing care to husbands. Among adult child caregivers, 80-90% are

daughters.
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Both demographic and psycho-social explanations have been advanced to
account for the disproportionate representation of women in the caregiving
population. For example, women tend to marry older men and tend to have
longer life expectancies. Consequently, men are more likely than women to
require care as a function of age-related disability and are more likely to have a
spouse who can provide care. When women require help for an age related

disability, it is likely that they are widows (Lee, 1992).

Three explanations are typically cited for why females are more likely to
be primary caregivers than males; the traditional role of women in assuming
nurturing tasks, stronger attachment to the family, and the traditional division of
labour which allows women homemakers to have flexible time to assume
caregiving responsibilities (e.g. Moen, Robison, & Fields, 1994). Also it has been
argued that caregiving is more consistent with a female rather than male gender
role orientation. According to sociological and psychological theory, gender role
orientation occurs through the process of socialization. The outcome of these
socialization patterns is more affiliative behaviour in women, and more
autonomous and instrumental behaviours in men. For example, women have
been socialized to be the nurturers and traditionally, within the context of
parenting, women are more likely than men to be the primary caregiver. In-
spite-of women's recent move into the paid work force, caregiving or the role of
the nurturer continues to remain normative behaviour and a central self-concept
for women (Abel, 1986; Walker, 1992). Thus, for women the adoption of the
caregiving role to elderly parents or spouses may be viewed as an extension of
their traditional female roles as family nurse and househoic manager (Allen,

1994).
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Bonds of attachment or affection have also been posited as an explanation
for the disproportionate number of female caregivers. Strong affectional bonds
have been shown to be important antecedents of caregiving (Cicirelli, 1989).
Evidence has indicated that these bonds are stronger between daughters and
their parents, than sons and their parents, and are strongest between daughters
and mothers (Lee, 1980; Rossi, & Rossi, 1990). A related explanation for the
preponderance of female caregivers posits that gender consistency may be an
important factor. Research by Lee, et al. (1993) suggested that adult children
were more likely to provide care to a parent of the same gender and that care was
more likely to be received from a same gender child. This tendency towards
gender consistency results in a large predominance of caregiving daughters since
most parents requiring care are mothers. When a father required care daughters
were not as likely to care for fathers as for mothers. It is speculated that kinship
ties which are strongest between daughters and mothers (Lee, 1992; Rossi, &
Rossi, 1990) may account for gender consistency in determining who provides

and receives care.

The findings on role of kinship and gender in determining the pattern of
care, i.e. amount and type of care, and use of formal services, appear somewhat
inconsistent. Studies have indicated that spouses provide more comprehensive
and extensive care than adult child caregivers (Cantor, 1983; Horowitz, 1985;
Johnson, 1983; Shanas, 1979; Soldo, & Myllyluoma, 1983; Stevens, & Christianson,
1986; Stone et al., 1987). However, a number of recent studies have pointed to
the importance of co-residence rather than kinship as more important in
determining the type and extent of care provided by caregivers. These studies
have found that the amount of care provided, and type of care was related to

living arrangement (Chappell, 1991; Noelker, & Wallace, 1985; Stevens, &



Christianson, 1986). In a study examining both kinship and co-residence in
patterns of care to frail elders, co-residence of the caregiver rather than kinship

determined level of instrumental care (Tennstedt, Crawford, & McKinlay, 1993).

In a recent meta-analysis of gender differences in caregiving Miller and
Cafasso (1992) concluded that there is little compelling evidence to support the
position that men and women differ in their patterns of caregiving or the
outcome of their caregiving efforts. They highlighted that most research on
gender differences has used inadequate sample sizes to effectively examine
gender differences, and when differences have been observed, they have not
been interpreted within the context of guiding theoretical frameworks. In the
absence of methodological refinement or theoretical development, Miller and
Cafasso have questioned the utility of additional studies addressing gender
differences in caregiving. Thus, while women may represent the majority of
caregivers, their experience of the caregiving situation may not differ

meaningfully from that of men.

Findings have been inconsistent concerning the relationship between
institutionalization and the role of kinship of the caregiver. Some studies have
found that those most likely to desire to institutionalize their relative are adult
children or younger caregivers (often children)(e.g., Morycz, 1985) while others
have found that kinship or sex of the caregiver is unrelated to wanting to
institutionalize (e.g., Hinrichsen, & Neiderehe, 1994). Likewise studies which
have looked at actual institutionalization have found that children are more
likely to place their relative than spouses (e.g., McFall & Miller, 1992). However,
several studies have found that the kinship relationship did not predict
institutionalization (e.g., Hassinger, 1985).
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The present study, as with most of the work in this area, examined
processes related to caregiving in a sample of female caregivers. Unlike many
studies in this area, co-residence was controlled in order to maximize the
homogeneity of the sample with respect to the type and amount of care
provided. In specifying these criteria it was possible to obtain data from those
comprising the majority group of caregivers, while limiting the heterogeneity of

the sample by specifying gender and co-residence.
1.4. Models of Caregiver Stress and Institutionalization

A considerable body of research addressing the emotional, behavioural
correlates and outcomes of caregiving has accumulated. The stress and coping
framework proposed by Lazarus and Folkman (1984) has provided the
conceptual base for much of the theoretical and empirical developments in this
area. This transactional model views individuals as engaged in a dynamic
interchange with the environment. In Lazarus and Folkman's (1984) General
Stress and Coping Model, stress is defined as "a particular relationship between
the person and the environment that is appraised by the person as taxing or
exceeding his or her resources and endangering his or her well-being" (p. 19). In
Lazarus' model the stressor or the environmental situation is appraised by the
individual as to whether it is a threat or not (primary appraisal). If the stressor is
deemed threatening, harmful, or challenging, the individual may invoke coping
mechanisms to manage the stressful situation. Secondary appraisal then
commences in which the individual evaluates his or her ability to cope, which
includes an assessment of, the availability, the effectiveness and the outcome of
coping options. The subsequent intensity of the stress reaction is a function of

the interaction between primary and secondary appraisal.



28

An important component of the Lazarus' transactional model is that stress
is viewed as a subjective phenomena. In other words, since an event must be
appraised as stressful in order to yield a stress response, the processes involved
in appraisal are central in defining a stressor. A stressor is defined only in
relation to the probability that it evokes a stress response. This conceptualization
of stress has been criticized by several theorists for circularity of reasoning (e.g.,
Hobfoll, 1989; Dohrenwend, Dohrenwend, Dodson, & Shrout, 1984; Kasl, 1978).
It has been suggested that the conceptualization of stress in this model blurs the

distinction between stimulus and response.

Zarit (1990) has proposed a modified stress and coping model to account
for emotional and behavioural outcomes of caregiving. Both Lazarus, Folkman
and Zarit proceed from the basic assumption that an individual's primary task is
to appraise and effectively manage stressors to minimize their impact on
emotional well-being. Lazarus and Folkman (1984) argue that individuals are
motivated to minimize their experience of stress, and will engage in coping
strategies to achieve this goal. In this model, coping is classified into two main
categories; problem-focussed coping and emotion-focussed coping. Problem
focussed coping serves to manage or alter situations that have been appraised as
stressful. Emotion-focussed coping is directed at regulating an emotional

response to a situation that has been appraised as stressful.

Zarit's model is primarily distinguished from Lazarus’ model in that he
specifically addresses the caregiving relationship. In Zarit's (1990a) framework,
the stresses or demands of caregiving may include the care-recipient's level of
cognitive impairment, functional disability, behavioural disturbance, and the
duration, amount and type of care which is required (e.g., Cantor, 1983; Lawton,

Kleban, Moss, Rovine, & Glicksman, 1989; Poulshock, & Deimling, 1984). The
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stressfulness of caregiving demands is determined by the appraisals made by the
caregiver. If the caregiving situation is appraised as threatening (primary
appraisal), the process of secondary appraisal is initiated in which the caregiver
evaluates the available resources which may be drawn upon in order to deal with

the stress.
1.4.1 Burden

Several studies have examined the relationship between the subjective
appraisal caregiver stress and emotional outcomes. Burden has been discussed
as one measure of an evaluative response to the demands of caregiving that
mediates the relationship between the primary objective stressor and negative
emotional outcomes (Lawton et al., 1989). Items on measures of burden typically
reflect individuals' subjective evaluations of the stress and strain associated with
various caregiving demands. Lawton (Lawton et al., 1989) suggested that the
assessment of burden refers to all appraisals of caregiving stress and thus

involves both primary and secondary appraisal processes.

In the caregiving literature a significant relationship between measures of
caregiving burden and depression has been well documented (e.g., Jenkins,
Parham, & Jenkins, 1985; Lawton, Moss, Klebar, Glicksman, & Rovine, 1991;
Pruchno, & Resch, 1989). Pruchno and Resch (1989) examined spousal
caregiving to demented patients, and found that depression and burden were
moderately correlated. Similarly, Lawton et al. (1991) found that depression and
burden were significantly correlated in adult child and spousal caregivers to
dementia patients. Using path analytic techniques they found that caregiver
burden predicted severity of depression beyond the variance accounted for by

patient disability.
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Although a consistent r2lationship has been demonstrated between
burden and depression, the burden construct has been criticized by a number of
researchers. First, operational definitions and measurement procedures have
varied widely across studies. Caregiver burden has been defined as "the
physical, psychological, or emotional, social, and financial problems that can be
experienced by family members caring for older adults” (George, & Gwyther,
1986, p. 253). Other definitions range from emotional costs (Thompson, & Doll,

1982) to number of tasks performed (Farthingham, Skelton, & Hoddinott, 1972).

Poulshock and Deimling (1984) have questioned whether the notion of
burden as a unified construct has enough precision to be useful. George and
Gwyther (1986) challenged the usefulness of the burden construct citing a
number of problems. Since the burden construct is applicable only to caregivers
it is not possible to compare noncaregiving groups on level of burden. Therefore
it is not possible to compare relative effects of caregiving with other life stresses.
Thus, the burden measure has limited comparability with noncaregiving groups
and with normative data. Another more basic criticism is that burden
measurement confounds stressor and outcome by requiring that caregivers relate
caregiving to its effects. Since the burden measure is based on Lazarus' mode! of
general stress and coping, which has also been criticized for circularity, it is not

surprising that this measure suffers from the same flaw.

In defense of the utility of the burden construct, it can be argued that
objective measures of health in care recipients suffering from Alzheimer disease
do not adequately capture the most distressing aspects of the disease from the
caregiver's perspective. Itis difficult, for example, to assess objectively such
aspects of Alzheimer disease as the 'loss of personality’, or the impact of the

inability of their relative to recognize them, or the impact of the odd, dangerous
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or disruptive behaviours exhibited by the recipient. Thus it is possible that
subjective measures of burden, while not directly assessing these aspects of
caregiving, provide an indirect reflection of the degree of severity of the

condition.

Recently, Coyne and Fiske (1992) have proposed that viable accounts of
stress and coping need to place greater emphasis on social contextual factors.
Coyne and Fiske (1992) use the term relationship-focussed coping to emphasize
that relationship maintenance may be as much a goal of coping as minimizing
personal emotional distress. They provide data suggesting that the coping
efforts of the caregiver may improve the emotional status of the recipient of care
but at the same time, have deleterious effects on the caregiver's emotional status.
In other words, caregiving may be maintained even though caregiving may
increase rather than minimize the caregiver's distress. While the concept of
relationship-focussed coping has not been developed into a comprehensive
framework, it highlights the importance of distinguishing between coping
efforts aimed at maintaining emotional well-being and efforts to maintain the
caregiver relationship. The desire to institutionalize can be conceptualized as the

caregiver's decision to end the caregiving relationship.

Some investigators have discussed decisions to institutionalize as a
multistage process. According to Gonyea (1987) caregivers first recognize the
need to consider institutionalization. Recognition may be followed by discussion
of possible institutionalization options, the initiation of behaviours that have
institutional placement as their goal. Actual placement is viewed as the final step
of the institutionalization process. There is evidence to suggest that desire to
institutionalize is significantly correlated with actual placement (Morycz, 1985;

Pruchno et al., 1990). Zarit (1990a) discusses institutionalization as one of several



possible outcomes of caregiver stress. Implicit within this model is that the
caregiver may consider institutionaliiation when the demands of caregiving
exceed available resources or call for coping skills that are not within the
caregiver's repertoire. A critical point in stress appraisal may be reached leading
to the decision to terminate the caregiving relationship. Ina two-year
longitudinal study, Zarit et al. (1986) assessed predictors of nursing home
placement in 64 spousal caregivers of Alzheimer patients. They found that the
group in which nursing home placement had occurred scored significantly
higher on initial levels of caregiver perceived burden, even though there was no

difference between groups on the objective measures cf dementia severity.

Hassinger (1985) in a one year longitudinal study, examined the
subcomponents of the burden measure as predictors of institutionalization in 169
caregivers to relatives with dementia. A factor analysis of the Burden Interview
revealed six distinct factors of global physical/emotional distress, anger at
patient, patient dependency, social discomfort, guilt, and lack of privacy. She
found that the participants scoring highly on the factors of anger, dependency,
and lack of privacy for the caregiver, were more likely to institutionalize their
relatives. Of these factors, anger showed the strongest correlation with

institutionalization.

Drawing upon a subset of data from the 1982-1984 National Long-Term
Care survey, McFall and Miller (1992) examined the importance of burden and
functional limitations for the risk of institutionalization in 940 elderly individuals
with spouse or adult child caregivers in 1982. A comparison of those later
admitted to a nursing home with those still residing in the community revealed
that those admitted had caregivers who reported high levels of burden, more

ADL and IADL limitations and greater cognitive impairments. The results
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indicated that burden was a more powerful predictor of nursing home admission
than patient disability variables. Similarly, Brown, Potter and Foster (1990)
found that caregiver burden was the more powerful predictor of

institutionalization than health status variables.

Somewhat inconsistent findings are evident in a study by Gonyea (1987}
who examined factors that influence family members' decisions to
institutionalize their elderly relative. Caregivers were asked to rate the degree to
which they had 1) thought of placing their elderly relative in an institution
during the past year, 2) discussed with others the possibility of placing their
elder, and 3) taken any action towards placing their elder. The results indicated
that burden was significantly correlated with caregivers' degree of recognition
and discussion concerning institutionalization. However, the relation between
burden and implementation was not significant. The main predictor across all
three stages of decision-making was an index of functional disability; burden did
not contribute significant variance to any stage of decision-making once

functional disability was controlled.

Pruchno, et al. (1990) examined predictors of both the desire to
institutionalize and actual institutionalization in 220 caregivers to spouses with
dementia. Measures of functional disability, caregiver depression and caregiver
burden were significantly correlated with the desire to institutionalize. However
burden and depression did not predict desire to institutionalize over and above

patient disability measures.

Findings showing that burden predicts institutionalization over and above
patient disability indicators, are consistent with the position that individual

differences in the appraisal, coping repertoire or coping resources have a
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significant influence on decisions to terminate the caregiving relationship.
However, some investigators have shown that burden does not contribute
unique variance to the prediction of institutionalization. Critical examination of
the literature suggests that the degree to which burden predicts
institutionalization varies as a function of the comprehensiveness of the index of
patient disability. For example, Zarit et al. (1986) used measures of cognitive
impairments and behavioural disturbance as their measure of patient disability
but did not consider the patient's functional impairments. Zarit et al, found that
burden, but not patient disability was a significant predictor of
institutionalization. In addition to measures of cognitive and behavioral
disturbance, Pruchno et al (1990) included measures of functional impairment in
a composite index of patient disability, and found that burden did not predict

institutionalization over and above patient disability.

Another possible reason for the lack of consistency in findings addressing
the relation between burden and institutionalization may concern the
heterogeneity of the burden construct. As defined by Zarit, caregiver burden
may vary both as a function of an inadequate skill repertoire or the lack of coping
resources. Zarit's discussion of burden highlights the repertoire demands of the
stress situation and the “resource consuming” properties of stress. Resources
have been defined as "strengths either within the person or in the external
environment” (Lawton, Moss, Kleban, Glicksman, & Rovine, 1991, p.181). A
number of resources have been examined in the caregiver literature such as,
caregiver physical health, income, education, social support and coping
behaviours (e.g. Pratt, Schmall, Wright, & Cleland, 1985; Zarit, et al., 1980; Zarit,

et al., 1986). Within Zarit's model, caregiving situations may be experienced as
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stressful when they call for skills not within the individual's repertoire or when

they exceed available coping resources.

A more homogeneous construct, reflecting specifically the caregiver's
resource depletion, may be a better predictor of institutionalization than burden.
Recent conceptualizations of stress have moved away from the view that
individuals meet the demands of their environment with a repertoire of coping
skills, to the view that individuals have limited adaptational resources available
to them. This view is most explicitly stated in Hobfoll's resource conservation
model of stress (Hobfoll, 1989). Hobfoll defines psychological stress as "a
reaction to the environment in which there is (a) the threat of a net loss of
resources, (b) the net loss of resources, or (c) a lack of resources gain following
the investment of resources”. (Hobfoll, 1989, p. 156). According to Hobfoll,
resources are the personal characteristics, objects, conditions or energies which
are valued by the individual or aid in the acquirement of valued resources. The
goal of the individual within this model is the retention, attainment and

protection of resources.

Romeis (1989) has emphasized the importance of resource depletion in the
caregiver's decision to institutionalize. In this model caregiver strain is
conceptualized as "a bio-psycho-social reaction of a primary caregiver resulting
from an imbalance of care receiver demands relative to caregiver resources" (p.
191-192). In this model caregiver strain is predicted to occur when the elder's
physical, functional and psycho-social demands exceed the caregiver's personal,
informal and formal resources. As the gap widens between care receiver
demands and the caregiver resources and strain increases, so does the probability

of the caregiver deciding to institutionalize. The model predicts that
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institutionalization will occur when care receiver demands are excessive and

resources are depleted.
1.4.2 Burnout

Romeis' (1989) model of caregiver strain describes a process leading to
institutionalization using terminology similar to discussions in the literature on
burnout. Burnout has been conceptualized as a negative emotional outcome of
the stress process and occurs when resources have been depleted (Maslach, 1978;
Brill, 1984). Burnout has mainly been studied among formal caregivers such as
nurses, physicians, social workers, psychiatrists and psychologists (Enzmann, &
Kleiber, 1990). The earliest work on burnout was conducted by Bradley (1969)
who noted that this phenomenon was found especially in the helping
professions. It was Freudenberger (1974), however, who sparked interest in the
psychological community. Freudenberger (1974) described burnout in terms of
physical signs of fatigue and exhaustion, irritability, mistrustfulness and
stubbornness, a negative and cynical attitude towards work and clients, and as

occurring with depression.

The bulk of recent research has suggested that environmental factors, such
as work setting and organizational factors (e.g., demographics and personality
variables) are significant predictors of burnout (e.g., Burke, Shearer, & Deszca,
1984; Golembiewski, & Scicchitano, 1983; Leiter, & Maslach, 1988; Maslach, 1978;
Maslach and Jackson, 1984). Among; the significant environmental factors are
various aspects of job conditions, such as caseload, role in communication
networks, greater role conflict, work pressure, and lack of promotion

opportunity (see review in Maslach, & Jackson, 1986).
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Maslach and Jackson (1986) have proposed a three dimensional process

model of burnout. The burnout construct is conceptualized as consisting of three
separate but related factors: emotional exhaustion, depersonalization, and
diminished personal accomplishment. Emotional exhaustion refers to the stress
and tedium a person is experiencing in a human service occupation.
Depersonalization refers to a callous and unfeeling response to the recipients of
one's care, and reduced personal accomplishment to a decline in feelings of

success and competence in one's work achievements with people.

The process of burnout has been described by Leiter and Maslach (1988) as
an attempt by workers to deal with feelings of exhaustion (which is the
immediate emotional reaction to stress) by depersonalizing, or losing their
personal relationship with their clients. As the depersonalization process occurs,
feelings of accomplishment diminish resulting in a state of exhaustion, isolation

and discouragement, in short, burnout.

Although no research has examined burnout in informal caregivers, a
number of researchers have speculated that informal caregivers become burned
out in their caregiving roles (e.g., Green, & Monahan, 1987; DeLongis, &
O'Brien,1990; Prohaska, & McAuley, 1983; Young, & Kahana, 1989). Also, ina
review by DeLongis and O'Brien (1990) on stress and coping in caregivers to
relatives with Alzheimer disease, the authors not only refer to burnout, but also
speculate on the processes which may lead to burnout.

"As the patient's dementia progresses, caregivers may have
difficulty understanding their ill family members, and they may

consequently disengage and reduce attempts to emotionally
connect and relate to the family member.



This lack of emotional relatedness can lead to more
depersonalized caregiving and to fewer rewards for sustaining
care. Conversely, those caregivers who become over-involved with
their afflicted relative, losing their sense of self-other
differentiation, may neglect themselves and become burned out by
focusing their energies exclusively on caregiving. Burnout may be
more likely in caregiving with Alzheimer's patients because
caregivers often feel reluctant or guilty about asking for or
accepting help or about seeking respite care (Quayhagen, &
Quayhagen, 1988)" (DeLongis, & O'Brien, 1990, p. 231).

A relationship between burnout and caregiving is further suggested by
research findings showing that depression is prevalent in the caregiving
population. Several studies, using standardized diagnostic criteria, have shown
elevated rates of depression among caregivers when compared with age and
gender-based population norms or noncaregiving samples. Copple, Burton,
Becker, & Fiore (1985) used the schedule for Affective Disorders and
Schizophrenia interview (SADS; Endicott, & Spitzer, 1978) assessed depression in
68 caregivers to Alzheimer patients. They found that 47% of caregivers were
currently depressed and 40% had met the criteria for depressive disorder during
an earlier phase of the recipients illness. Dura, Stukenberg and Kiecolt-Glaser
(1990) found 30% of caregivers to demented patients were depressed, while only
1% of matched noncaregiver controls were classified as depressed. Gallagher et
al. (1989a) found that 46% of the sample of 51 caregivers to relatives with
Alzheimers disease met the criteria for either major, minor, or intermittent

depression.

Using DSM-III criteria, Cohen and Eisdorfer (1988) reported that 27 out of
46 caregivers (55 %) to relatives with dementia met the criteria for major

depression. No relative living away from the patient met the criteria for clinical
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depression. Drinka, Smith, & Drinka (1987) found 83% of their sample of

caregivers to dementia patients met the DSM-III criteria for major depression.

Overall, research suggests that rates of major depression in caregivers may
range from 30-83%. In the general population prevalence rates of depression
have been reported to range 4-9% (Boyd, & Weissman, 1981). It appears
therefore, that, compared to general population estimates, the risk for major

depression may be approximately 9 times higher in caregivers.

Numerous studies have also found the caregivers of Alzheimers patients
score higher compared with non-caregiving samples on self-report measures of
depression (e.g., Dura, Haywood-Niler, & Kiecolt-Glaser, 1990; Fiore, Becker, &
Coppel, 1983; Gallagher, Rose, Rivera, Lovett, & Thompson, 1989a; Gallagher,
Wrabetz, Lovett, Del Maestro, & Rose, 1989b; Haley, Levine, Browr, Berry, &
Hughes, 1987; Kiecolt-Glaser, Glaser, Shuttleworth, Dyer, Ogrocki, & Speicher,
1987). Schulz, Visintainer and Williamson (1990) concluded from their review
that the more severely impaired the recipient of care, the greater the level of

depressive symptomatology in the caregiver.

A number of investigators have suggested that burnout may not be
distinct from depression. For example, Wentzel's (1984) commented that
burnout, may be "...analogous to old fashioned depression related to stressful
working conditions". Many of the features of burnout appear to overlap with the
DSM-III-R criteria for both Major Depression and Dysthymia. Cognitive
descriptions of depression in terms of negative views of the self, the future and
the world are similar to descriptions of burnout in terms of negative attitudes
towards oneself, towards the situation and towards life as a whole (Beck, Rush,

Shaw, & Emery, 1979; Pines, Aronson, & Kafry, 1981). Learned helplessness
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theory has been used to account for both depression (e.g. Peterson, & Seligman,
1984) and burnout (Cherniss, 1980). When one compares the two most widely
used measures of each of these constructs - the Maslach Burnout Inventory (MBI)
and Beck Depression Inventory (BDI), the overlap appears clear. Many of the
items in the two measures are similar. For example, one item on the MBJ, I feel
fatigued when I get up in the morning and have to face another day on the job, is
very similar to the BDI items, I get tired from doing almost anything and I am too

tired to do anything.

Several studies have provided data consistent with the notion that
burnout overlaps significantly with depression. Belcastro, and Hays (1984)
found that burned out teachers were more likely than nonburned out teachers to
be, or have been, diagnosed with depression. Similarly, quantitative
comparisons have generally found moderate zero-order correlations (typically in
the .4 to .6 range) between burnout and depression. Meier (1984) reported a
correlation of .57 between burnout and two self-report measures of depression.
Meier (1984) suggests that these findings indicate that burnout and depression

are similar constructs.

Maslach and Jackson (1986) state that conclusions from Meier's study
should be made cautiously because Meier (1984) did not treat the different
components of the MBI as separate scales. Rather Meier (1984) used a total
burnout score. A number of studies support the finding that burnout, as
measured by the MBI, is a multidimensional construct comprised of three
separate but related subscales (e.g. Maslach & Jackson, 1981) and consequently
should not be treated as a unidimensional construct. Additionally, Leiter and
Maslach's (1988) research suggests that burnout is a process and the temporal

contribution of each subscale differs depending on the stage of development of
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the syndrome, therefore summing the subscale would obscure understanding of
this process. Enzman and Kleiber (1990) examined the relation between the BDI
and subscales of the MBI in 130 human service professionals. Significant
correlations were obtained between depression and emotional exhaustion (r =
40), personal accomplishment (r = -.41), and depersonalization (r =.15).
Aithough these findings are consistent with Meier (1984), suggesting overlap
between burnout and depression, these correlations are small to moderate, and,
therefore, a considerable amount of the variance must be contributed by factors

not common to burnout and depression.

In a factor analytic study of 200 nurses, Firth, McKeown, McIntee, and
Britton (1987) looked at burnout, measured by the MBI, and 'professional
depression’, measured by adapting items from the BDI to assess depression
related to work. Firth et al. (1987) refer to professional depression as
“generalized changes in mood, motivation, and, very likely, behavior in the work
setting”. Findings indicated that the emotional exhaustion subscale was

significantly correlated with professional depression (r =.59).

Although, studies have indicated significant overlap between burnout and
depression, other work has provided data in support of the discriminant validity
of these two constructs. For example, Evans and Fischer (1989), performed a
factor analysis of the MBI items and a measure of transient depressed mood.
Results revealed three separate factors for burnout and a fourth for depression.
On the basis of these findings it was argued that the components of burnout were
distinct from depressed mood. In addition, two studies found no difference in
the incidence of depression in burned out and non-burned out teachers

(Belcastro, 1982; Belcastro, & Gold, 1983).



Finally, Haack (1988) examined the relation between burnout and
depression in a two year longitudinal study of nursing students. He found that
burnout increased over two years while depression tended to decrease as
students became more advanced in their program of study (Haack, 1988). This
decrease in depressive symptomatology corresponded to the increase in burnout
scores. Haack (1988) suggested that as students become more unfeeling towards

patients they become less depressed.

Burnout can also be distinguished from depression on conceptual grounds.
Burnout may differ from depression in terms of underlying attributional
processes. Measures of depression require subjects to report on generalized
symptoms of current distress. Measures of burnout also require subjects to report
symptoms of distress but, only within the context of caregiving. In others words,
measures of burnout require the subject to identify the caregiving situation as the
cause of their current distress. Discussions of attributional processing in
depression suggest that depressed individuals may be more likely to consider
internal rather than situational determinants of their distress (Abramson,

Seligman, & Teasdale, 1978).

The attributional distinction between burnout and depression may have
consequences for caregiver's behaviour. Depressed caregivers, considering
themselves to be the cause of their current distress may be less likely to examine
situational or environmental faciurs in efforts to alleviate their distress. By
identifying the caregiving situation as the cause of distress, caregivers who
report symptoms of burnout may be more likely to engage in behaviour aimed

at reducing the demands of the caregiving situation.
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1.5 The present study.

The primary hypothesis addressed by the current research is that burnout
will be a significant predictor of the desire to institutionalize. The hypothesis is
consistent with Romeis' model suggesting that when caregivers have depleted
their resources they will report that they desire to institutionalize their relative.
It is also hypothesized that burnout will be a better predictor of the desire to
institutionalize than depression. As noted above, the external attributional
orientation of burnout may be more likely to increase the probability of action
aimed at ending the caregiving role. Consistent with this perspective it is
interesting to note that in helping professionals burnout is associated with the

intention to quit one's job (Maslach, & Jackson, 1981; Maslach, & Jackson, 1986).

As discussed earlier, research has indicated that burden may be related to
institutionalization. However, it was also argued that the heterogeneity of the
burden construct may reduce its power as a predictor of the desire to
institutionalize. Burden has been conceptualized as the caregiver's assessment of
the stressors associated with caregiving, as well as, the evaluation of the
resources they have available to manage the effects that caregiving demands
have had on their lives. Caregivers experiencing high levels of burden may still
have resources to manage their situation. It was predicted that burden would be

a less powerful predictor of the desire to institutionalize than burnout.

The present work will also examine the relationship between burnout and
depression, by assessing the ability of these constructs to predict the desire to
institutionalize. Evidence of the discriminant validity of these constructs will be
provided if one construct is a significantly more powerful predictor of the desire

to institutionalize than the other. Based on the review of the depression and
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burnout literature, it is predicted that the emotional exhaustion scale of the MBI

will be related to depressive mood as measured by the BDI.

The present study focussed on the predictors of the desire to
institutionalize not actual institutionalization. As noted earlier actual
institutionalization has been discussed as a multistage process that may span
several years. The desire to institutionalize has been discussed as an important
component of actual institutionalization. The theory of attitude-behavioural
relations (Ajzen, & Fishbein, 1980; Fishbein, & Ajzen, 1975) indicates that
intended behaviour is highly correlated with actual behaviour. Empirical work
has also indicated that the desire to institutionalize is significantly correlated
with actual institutionalization (Colerick, & George, 1986; Morcyz, 1985; Pruchno,
et al., 1990).

A number of secondary questions were also addressed by the present
research. Leiter and Maslach (1988) have discussed the process of burnout as one
that begins with emotional exhaustion followed by depersonalization and ending
with reduced personal accomplishment. The positive correlation between
emotional exhaustion (r = .49, p < .05) and depersonalization, the inverse
correlation between depersonalization and personal accomplishment (r =-.30, p <
.05) and the lack of a relationship between emotional exhaustion and personal
accomplishment have been used as support for their position (r = -.15, p > .05).
However an important distinction between the professional helpers studied in
previous research and the caregivers studied in the present research concerns
their emotional involvement with their recipient of care. It is possible that
differences in emotional involvement may influence the processes involved in

burnout.
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Experimental hypotheses can be summarized as follows:
1a) burnout will be a significant predictor of the desire to institutionalize

1b) burnout will predict desire to institutionalization over and above
patient disability variables

2a) burden will be a significant predictor of the desire to institutionalize

2b) burden will not predict desire to institutionalize over and above
patient disability variables

3a) depression and anger will be a significant predictors of the desire to
institutionalize
3b) depression and anger will not predict desire to institutionalize over

and above patient disability variables

While the relations among the different subscales of the burnout measure
will be examined, and issues associated with the discriminant validity of burnout

will be addressed, no predictions were made.



Chapter 2
Method

2.1 Subjects

Subjects were 75 female caregivers and their impaired relatives who were
referred, within the last two years, to the Division of Geriatric Medicine in Camp
Hill Hospital. Subjects were drawn consecutively from hospital patient files and
new referrals until a sample of 75 primary caregivers residing with relatives who
had been diagnosed with dementia was obtained. Forty-six subjects were wives
caring for spouses ranging age from 52 years to 89 years (M = 69.65; SD = 8.68).
Twenty subjects were daughters caring for mothers and 9 were daughters caring
for fathers. Daughters ranged in age from 28 years to 65 years (M =46.12 ; SD =
7.6). Due to the small number of daughter-father diads, daughter-father diads
and daughter-mother diads were combined for ali analyses. The following
inclusion criteria were employed:

1) a diagnosis of dementia must have been made by a

neuropsychologist or geriatrician according to the DSM ITII-R
criteria for dementia

2) caregivers must have been self identified as the main
person caring for their relative

3) caregivers must have been daughters or wives to the
relative with dementia

4) caregivers must have been residing in Nova Scotia and in
the community with their relative at the time of the
interview

46
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A total of 103 individuals were contacted to participate in the study. Of
those contacted 17 were not eligible to participate due to death or
institutionalization of their relative and 11 refused to participate. The hospital
charts of the individuals with dementia do not contain information concerning
the demographic characteristics of caregivers, and thus it was not possible to
compare the subject sample to caregivers who refused to participate on variables

of interest in this study.

Power analysis was included to ensure that sample size was adequate to
test the primary hypothesis. The primary hypothesis would be tested with one
covariate (patient disabiliry index) and three predictor variables (emotional
exhaustion, depersoralization, and lack of personal accomplishment). On the
basis of previous research addressing emotional distress in caregivers a modest
to moderate effect size was expected. The power analysis was conducted as

follows:
number of covariates = 1
number of predictors =3
sample size =75
effect size = .15
alpha =.05
subject to variable ratio = 15:1
:f2=.15/(1-.10) = .167

df=75-2-1=72



:A=.167 (2 +72+1)=12.53

with an alpha =.05 and n=75, power is estimated to exceed .75 (Cohen,
1988). The subject to variable ratio is significantly high to control for spurious
inflation of R2. The above analysis couid also be performed with n = 60 without

significant reduction in power.
2.2 Measures

Measures of patient and caregiver demographics (see Appendix A),
cognitive status, functional ability, behavioural disturbance, burnout, burden,
depression, anger, desire to institutionalize and social desirability were
administered during the assessment interview. All measures except for the
cognitive status measure were completed by the primary caregiver. The

cognitive status measure was administered by the principal investigator.
2.2.1 Patient Disability Measures

Cognitive Status. The Mini Mental State Examination (MMSE; Folstein,
Folstein, & McHugh, 1975) is a widely used instrument used to assess general
cognitive status. The MMSE contains 11 items covering orientation, memory,
attention, and the ability to name, to follow verbal and written commands, to
write a sentence spontaneously, and to copy a figure (see Appendix B). Total
MMSE score (ranging between 0-30) is obtained by summing the pointc assigned
to each successfully completed item. As a screening instrument, scores of 23 or
less out of a possible 30 indicate impairment. The instrument has high interrater
and test-retest reliability, ranging from .83 to .99 in neurologic, psychiatric and
mixed-diagnoses patient samples (e.g. Anthony, LeResche, Niaz, VonKorff, &
Folstein, 1982; Folstein et al., 1975; Nelson, Fogel, & Faust, 1986). The MMSE was
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reported to have high specificity (.82) and sensitivity (.87) in patients admitted to
a general medical unit (Anthony, et al., 1982). In the present study internal
consistency of the MMSE was estimated by Cronbach'’s coefficient alpha. The
reliahility for the MMSE was .87.

Actinities of Daily Living. Functional disability was measured by the
Physical Self-Maintenance Scale (PSMS; Lawton, & Brody, 1969). This scale
addresses six domains of functioning: toileting, feeding, dressing, grooming,
physical ambulation and bathing. Responses aze made on five-point 5cales
ranging from total independence (1) to toral aependence (5) (see Appendix C).
According to Lawton and Brody's (1969) scoring method total scores are obtained
by dichotomizing the scale into total independence (1) and requires assistance
and/or dependence (0). Lawton and Brody (1969) suggest that the six domains
form a Guttman Scale. In the present study total scores were obtained by
maintaining the five point scale. This scoring system was adopted in order to
retain the sensitivity of the scale to various levels of dependence. The
Instrumental Activities of Daily Living Scale (IADL; Lawton, & Brody, 1969)
assesses whether the individual can perform activities in seven domains: ability
to use the telephone, shopping, food preparation, housekeeping, laundry, mode
of transportation, responsibility for own medication, and ability to handle
finances. Responses are made on three to five-point scales and range from total
independence (1) to total dependence (3-5) (see Appendix D). Similar to the
scoring of the PSMS, Lawton and Brody (1969) dichotomized the scale. In the
present study the range of scores were retained in order to maintain sensitivity.
High internal consistency (.87), high interrater reliability (.91), and comparison
with physician's rating of function (7 =.51, p <.01) indicate that both the PSMS

and the IADL are valid and reliable measures. The internal consistency, as
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measured by Cronbach's alpha, for the PSMS and the IADL scale was .87 and .86,

respectively.

Behaviourul Disturbance. The Dementia Behavior Disturbance Scale (BDS;
Baumgarten et al. 1990) was used as a measure of specific observable behaviour
disturbance. The instrument contains 28 items often associated writh dementia:
passivity, agitation, eating disturbances, aggressiveness, diurnal rhythm
disturbances, and sexual misdemeanor (see Appendix E). The scale has high
internal consistency (.84) and moderate test-retest reliability (.71). A correlation
of .73 between the Behaviour and Mood Disturbance scale (Greene, Smith,
Gardiner, & Timbury, 1982) and the DBD indicated that the construct validity of
the DBD was supported. The internal consistency for the BDS in the present

study was alpha = .80.

Patient Disability Index. For the purpose of the present study a global
index of patient's severity of disability was computed by adding the total score
on the MMSE (reversed), ADL scale, IADL scale and the BDS. To determine the
degree to which the four scales contributed to the overall Patient Disability Index
(PI), item to total correlations were calculated. In the current sample, high scores
on the PI were characterized primarily by disruptions in instrumental activities
of daily living (r = .68) and basic activities of daily living (r = .57). Cognitive
status (r = .40) and behavioural disturbance (7 = .29) contributed less to P1 than
the functional measures. The internal consistency for the patient index scale was

alpha = .90.
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2.2.2 Caregiver Characteristic Measures

Burden Self-Report. The Zarit Burden Interview (ZBI, Zarit et al., 1980) was
used as a self-report measure of burden. This instrument contains 22-items
focussing o the affect of the caregiver in response to recipient
functional /behaviour impairments and the home situation (see Appendix F).
Itemns were obtained from clinical and research experience with caregivers to
dementia patients. Ratings are made on a 5-point Likert-type scale ranging from
never to nearly always present. The measure has high internal consistency
(alpha = .91) and high test-retest reliability (alpha =.71). The ZBI is the most
widely used measure of burden in caregiving s’udies. In the present study, the

internal consistency of the ZBI was alpha = .89.

Zarit Anger Self-Report. An anger subscale of the ZBI was used as a
measure of caregiver anger. The factor analysis performed by Hassinger resulted
in six factors, accounting for 53.5 percent of the variance (Hassinger, 1985). The
anger subscale is comprised of seven items from the ZBI, (see Appendix G). In
the factor analysis of burden reported by Hassinger (1985) anger toward the
patient accounted for the largest percentage of variance (22.4 percent) in the
factor solution. The other subscales were, labeled by Hassinger (1985) were as
follows: global physical/emotional stress (see Appendix H); dependency of the
patient (see Appendix I); social discomfort over the patient’s condition (see
Appendix J); lack of caregiver privacy (see Appendix K) and guilt over

inadequacy in meeting the caregiving role (see Appendix L).

Burnout Self-Report. The Maslach Burnout Inventory was modified for the
present sample of caregivers (MBI; Maslach, & Jackson, 1986). The MBI contains

22 items written in the form of statements about personal feelings and attitudes.



Ratings are made on a 7-point Likert-type scale ranging from never (0) to
everyday (6) present. The scale is comprised of three separate but related factors:
emotional exhaustion (9 items), depersonalization (5 items), and diminished
personal accomplishment (8 items). The emotional exhaustion subscale is a
general measure of the amount of stress and tedium a person is experiencing,.
Depersonalization refers to a callous and unfeeling response to the recipients of
one's care, and reduced personal accomplishment to a decline in feelings of
success and competence in one's role. Maslach and Jackson (1986} reported
reliabilities of .90 for Emotional Exhaustion, .79 for Depersonalization , and .71
for Personal Accomplishment subscales of the MBI. In order to make the items
of the MBI applicable to caregivers the item content was modified (see Appendix
M). For example, items from the MBI were modified by replacing words, such
as, "work", "job", or "my work" to "taking care of my mother/father/husband" or
"being a caregiver”. Referents of "people” or "recipient” were changed to
"mother/father /husband”. Internal consistency of the modified MBI for the total
scale was alpha = .86. The reliability for the MBI subscales were: .95 for
Emotional Exhaustion; .62 for Depersonalization; and .66 for Personal

Accomplishment.

Depression Self-Report. The Beck Depression Inventory (BDI, Beck Ward,
Mendelson, Mock & Erbaugh, 1961) was used as a self-report measure of
depressive symptomatology. This instrument contains 21 items describing
various symptoms associated with depression (see Appendix N). The scale has
been standardized on psychiatric and non-psychiatric samples (Beck, Steer &
Garbin, 1988). In a recent study of caregivers, a BDI cutoff score of 10 yielded
sensitivity and specificity values of .70 and .79, respectively, suggesting that the

BDI is a good predictor of clinical depression (Gallagher et al., 1989a). The BDI is
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also the most widely used measure of depression reported in caregiving studies
(Schultz, Visintainer and Williamson, 1990). In the present study the internal

consistency of the BDI was alpha = .86.

Desire to Institutionalize. The measure of caregiver desire to institutionalize
their relative is based on Gonyea's (1987) work in which the process of
“institutional decision-making" was conceptualized as having four stages:
recognition, discussion, implementation, and placement. Caregivers were asked
to endorse items reflecting different stages of institutional decision making.
These stages included 1) thinking, 2) discussing and 3) taking action. The
measure is composed of 6-items: whether they had thought of placing their
elderly relative in an institution during the past year, whether they had discussed
with others the possibility of placing their elder, and whether they had taken any
action towards placing their elder in the form of telephone inquiries, visitation or
application for admission (see Appendix O). Due to the infrequency of
endorsement, item number 4, concerning patient visitation, was dropped from
the scale. Caregivers' responses to the remaining five items were combined to
form a Guttman scale. The resulting scale was as follows: do not desire to
institutionalize=0; have thought and have discussed institutionalization = 1; have
thought, discussed, and called the institution = 2; have thought, discussed, called

and applied for institutionalization = 3.

Social Desirability. The Marlowe-Crowne Social Desirability Scale (M-CSDS:
Crowne, & Marlowe, 1960) is a 33-item measure which assesses an individual's
bias to answer in a socially desirable manner (see Appendix P). The measure of
social desirability was included as a control measure. Social desirability may act
as a suppressor variable, in that it is not correlated with the criterion variable but

if included in a muitiple regression equation it will increase the value of the
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multiple correlation coefficient (e.g. Jackson, & Messick, 1958). A recent study by
Cappeliez (1989) found that the M-CSDS correlates with the BDI. Based on these
findings Cappeliez suggested that those who were more likely to respond in a
socially desirable manner may under report scores on a self- report measure of
depressive symptomatology. Internal consistency of the M-CSDS was estimatec
by Cronbach's coefficient alpha. The reliability for the M-CSDS in the present
study was .80.

2.3 Procedure

All participants were initially sent a letter by the attending geriatrician
(see Appendix Q, example letter from Dr. Rockwood). Subjects interested in
participating contacted the Division of Geriatric Medicine in Camp Hill Hospita!
and were then contacted by the principal investigator (April D'Aloisio) to further
determine eligibility for the study. Subjects who met the criteria and agreed to
participate were visited in their home by the principal investigator and asked to
complete several questionnaires. All participants were made aware that their
participation was completely voluntary and that they could withdraw at any
time. They were told that agreement or refusal to participate would not
influence their or their relative's current or future treatment at Camp Hill
Medical Centre. Participants were informed that their responses would be kept
confidential and accessible only to the investigators and assistants on the project.
All participants after being informed of all the procedural details of the study
were asked to sign a consent form (see Appendix R) and asked to complete the
questionnaires during one interview (approximately 11/2 hours). The
questionnaires included information on demcgraphics, behavioral and functional
capacity of the Dementia patient, self-report measures of burden, anger,

depression, burnout and social desirability.



Chapter 3
Results

3.1 Descriptive statistics

The data on measures of disability in the present study were compared to
previous studies using similar disability measures. The mean cognitive status
score, as measured by the MMSE was, M =14.0. Mean scores on the ADL and
IADL were M =122, M =24.5, respectively. The mean score on the Behavioural
Disturbance Scale was, M = 26.8 compared to (M = 17.4) reported by Baumgarten
et al. (1990). Mental status scores in the present study were comparable with a
similar study by Hassinger (1985) who described her sample as moderately to
severely impaired. It is somewhat difficult to make comparisons based on
functional disability since past studies have used many different measures with
numerous methods of scoring those scales. Based on the possible range of scores,
mean scores on JADL and ADL in the present indicated that patients were

respectively, severely and moderately impaired.

Patients were also categorized by severity of dementia based on Reisberg's
stages as measured by the Global Deterioration Scale (GDS, Reisberg, Ferris, de
Leon, & Crook, 1982) and dervived on the basis of scores on mental status
function (Eisdorfer, et al. 1992). Patient distribution by stage was as iollows: 5
patients were at stage 2 (very mild cognitive decline); 14 patients were at stage 3
(mild cognitive decline); 10 patients were at stage 4 (moderate cognitive decline);
18 patients were at stage 5 (moderately severe cognitive decline); 24 patients
were at stage 6 (severe cognitive decline); 4 patients were at stage 7 (very severe

cognitive decline).
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Table 1 presents the means for demographic variables for patients cared
for by either wives or daughters. Significant differences between patients cared
for by daughters and wives emerged for patient age, ADL, IADL, and patient
index. Relatives being cared for by daughters were significantly older than
relatives being cared for by wives (F(1,73) = 14.54, p <.001). Daughters,
compared to wives, also rated their relatives as more impaired with respect to
activities of daily living (F (1,73) = 6.64, p < .01) and instrumental activities of
daily living (F(1,73) = 5.39, p < .05.). Relatives being cared for by daughters also
obtained higher scores on composite index of impairment than those cared for by
wives (F(1,73) =7.16, p < .01). Relatives being cared for by daughters and wives
did not differ on time since diagnosis, cognitive status or behavioural

disturbance.

Previous research has shown that daughter and spouse caregivers may
differ on a number of demographic and psychological variables. As shown in
Table 2, a number of demographic characteristics distinguished between spouse
and daughter caregivers. Daughters were younger (F(1,73) = 142.12, p < .001),
had more years of education (F(1,73) = 8.78, p <.01), were likely to have others
residing with them (2 = 4.29, p <.05), were more often employed (y2 = 78.92, p <

.01) and received more formal services than wives (F(1,73) = 7.59, p < .01).

As shown in Table 3 wives and daughters did not differ on burnout,
depression, anger, and burden. However, daughters desired to institutionalize
their relative more than did wives, F(1,73) = 6.11, p < .05. Since a significant
difference was found between daughters and wives on the primary dependent

variable zero order correlations were computed among the dependent variables
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Table 1: Demographic and Clinical Characteristics of Patients, N=75

Spouses Daughters

Patient Age

Mean 72.46 79.97%**

SD 9.63 5.53
Time since diagnosis (years)

Mean 1.67 1.65

SD 1.71 1.93
Cognitive Status?

Mean 15.04 12.48

SD 8.44 7.16
ADLb

Mean 10.58 13.79**

SD 5.65 4.53
IADLC

Mean 23.11 25.93*

SD 5.73 3.97
Behavioural Disturbanced

Mean 23.71 29.93

SD 15.14 11.94
Patient Index€

Mean 73.37 88.17**

SD 25.78 18.71
** p<.001
*  p<.01
* p<.05

dFolstein Mini Mental Status Exam (MMSE) - score is number correct out of 30.

b Activities of Daily Living (ADL)- score ranges from independence (6) to dependence (30).
CInstrumental Activities of Daily Living (IADL) - score ranges from independence (8) to
dependence (31).

dBehavioural Disturbance Scale (BDS) - score ranges from never occurs (0) to all of the
time (112).

€Patient Index - is a composite score comprised of: (1- MMSE) + ADL + IADL + BDS score
ranges from 14 to 203.



Table 2: Major Demographic Characteristics of Caregivers, N=75

Spouses Daughters

Caregiver Age

Mean years 69.65 46.27***

SD 8.69 7.65
Caregiver Education

Mean years 1113 13.10*

SD 2.56 3.17
Caregiver Health

Mean 2.13 1.83

SD 95 76
Caregiver's Change in Health

Mean 2.20 2.03

SD S4 D57
Duration of Caregiving

Mean months 45.17 32.28

SD 9.79 33.34
Mean Time Caregiving

Mean hours per day 6.50 6.83

SD 548 4.08
Others Residing with Dyad

yes 10 27+

no 36 2
Employed

yes 5 14**

no 41 15
Formal Services 45.2 146.4*
=+ p<.001
* p<.0l

* p<.05
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Table 3: Major Characteristics of Caregivers, N=75

Spouses Daughters

Maslach Burnout Inventory

Mean 39.13 41.31
SD 26.69 16.05
Emotional Exhaustion
Mean 18.76 23.31
SD 17.97 12.88
Depersonalization
Mean 447 3.41
SD 6.26 3.43
Personal Accomplishment
Mean 15.89 14.59
SD 9.65 7.46
Beck Depression Inventory
Mean 10.00 8.55
SD 8.27 7.35
Zarit Burden Inventory
Mean 30.07 36.07
SD 16.05 12.12
Anger Subscale of ZBI
Mean 4.39 4.89
SD 3.31 2.73
Desire to Institutionalize
Mean 70 1.28*
SD 94 1.07
*p<.05

Maslach Burnout Inventory (MBI} - total scores range from 0-132

Emotional Exhaustion (EE) - High 27+; Moderate 17-26; Low 0-16

Depersonalization (DEP) - High 13+; Moderate 7-12; Low 0-6

Personal Accomplishment (PA) - Low 39+; Moderate 32-38; High 0-31

Beck Depression Inventory (BDI} - Not depressed<10; mildly depressed 10-17;
moderately depressed 17-25; severely depressed>25

Zarit Burden Inventory (ZBI) -total scores range from 0-88

Zarit Anger Subscale (ZAN) - total scores range from 0-16

Desire to Institutionalize (DI -iotal scores range from 0-3



60

for both spouse and daughter caregivers to determine whether the data for
caregiver groups could be combined into one group. As shown in Table 4, the
direction of the inter-relations do not differ substantially for the two subject
groups. The magnitude of the correlations, although they may differ
significantly from zero for one group and not the other (e.g. patient index), the
difference between these correlations, assessed by Fisher's z test, was not
significant. Thus, while daughter and spouses differed in the mean value on the
dependent variable the relationships among the variables of interest were the
same. For all subsequent analyses the data for daughter and spouses were

combined.

Comparision of scores with norms for formal caregivers (i.e. nurses and
doctors) on the MBI sutscales (Maslach, & Jackson, 1986) indicated that
caregivers were within the moderate range on emotional exhaustion; on the
depersonalization subscale the caregiver scores fell within the low range; and the
average score on the personal accomplishment subscale was within the high
range. Comparisions of MBI scores must be made with caution because the MBI
used in the present study was revised in order to be applicable to informal

caregivers.

The data on depression for the present sample indicate that this sample
was similar to other studies on levels of depression (e.g. Gallagher et al., 1989a).
The distribution of BDI scores was: 49 caregivers scoring were not deprassed
(BDI<10), 13 were mildly depressed (BDI = 10-16), 9 were moderately depressed
(BDI = 17-25) and 4 were severely depressed (BDI>25). With a BDI cutoff score of
10, as suggested by Gallagher and colleagues (1989a), 28% of the sample were
experiencing clinically significant depression. Gallagher et al. (198%9a) reported
that 47% of their sample fell within this depressed range. The average burden
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Table 4: Pearson correlation coefficients between the desire to institutionalize

and predictor variables for daughters and wives.

Maslach Burnout Inventory (MBI)
Emotional Exhaustion (EE)

Depersonalization (DEP)
Lack of Personal Accomplishment (LPA)

Beck Depression Inventory (BDI)

Zarit Burden Inventory (ZBI)

Zarit Anger Subscale (ZAN)

PT ST MBI BDI  ZBI

Subscales: EE DEP  LPA ZAN
Daughters .20 20 38 .20 .25 .36 33 3™ 17
Wives S7 24 A2 48 -08 31 24 33 .19
* p<.0l

* p<.05

Patient Index (PT)

Stage (ST)



scale score (M = 32.4) was lower in comparison to levels of burden reported in
previous studies of caregivers recruitcd through counselling or support groups

(e.g. Hassinger, 1985; Zarit et al., 1986).
3.2 Preliminary treatment of the data

Data were first screened for accuracy of entry, missing cases, fit of the
distribution of the data with the assumptions underlying multivariate analysis
and outliers. All values fell within plausible minimum and maximum ranges

and no missing cases were found in the data.

The assumptions underlying muitivariate regression analysis are that; 1)
each variable and all linear combinations of variables are distributed normally; 2)
there is linearity with the predicted scores, and 3) variability in scores is

homogeneous for all values of the other variable (Tabachnick, & Fidell, 1989).

The regression equation computed for a set of variables is the line which
maximizes the correlation between the observed score and the predicted score
while minimizing the squared deviation of each observed score from the
predicted score. When the assumption of normality is met, for each of the
predicted values the standardized residuals are normally distributed around a
mean of zero. The examination of the distribution of the individual variables
through histograms is one way to screen for normality. It is also possible to
determine normality statistically by determining whether the kurtosis and
skewness of the distribution deviate significantly from normality. Multivariate
normality may be determined from the examination of the residuals scatterplot
where the residual values are plotted against the predicted values. When the
assumption of normality has not been violated values on the scatterplot will be

concentrated along the zero line and will trail off symmetrically above and below



63

the zero line. In addition, normality may be assessed by examining a normal
probability plot which plots the actual normal values of the residuals with the
expected normal values which are estimated from the z score a residual would
have if the distribution were normal. When the assumption of normality has not
been violated the actual values will line up with the main diagonal, when it has
been violated the actual line will deviate above or below the main diagonal

(Tabachnick, & Fidell, 1989).

The individual predictor variables were assessed for departures from
normality. Examination of the histograms for the distributions of the MBI and
the ZBI indicated that these variables were normally distributed. Likewise,
statistical analyses of the kurtosis and skewness of the distributions of the MBI,
and the ZBI indicated that these distributions were not significantly different
from the normal distribution. However, examination of the histogram for the
BDI distribution revealed a negatively skewed distribution and statistical
analysis of the skewness and kurtosis indicated a significant departure from
normality. To adjust for this violation of normality, the BDI was logarithmically
transformed. The transformation improved the shape of the distribution,
however the results of the subsequent analyses were not changed significantly.
Therefore, for ease of interpretation all analyses of the BDI are with the

untransformed data.

The criterion variable was also examined for violations of normality. A
histogram of the Desire to Institutionalize revealed a truncated and negatively
skewsed distribution. In a attempt to adjust for this violation of normality, desire
to institutionalize was logarithmically transformed. However, due to the
truncated nature of the distribution the transformed distribution did not improve

the shape of the distribution or significantly change the results of the subsequent
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analyses. As a result, all analysis reported is with the untransformed data. Due
to the restricted range of variability of the criterion variable correlations between
the variables may be attenusted resulting in a degraded solution and therefore,
conservative estimates of the predictability of the variables of interest

(Tabachnick, & Fidell, 1989).

The assumptions of linearity and homoscedasticity were also assessed by
examination of the residual scatterplot. If a relationship exists between a
predictor and criterion variable which is nonlinear the linear portion of the
relationship will be used to produce a regression equation and the remaining
variance in the predictor will be considered residual. When the assumption of
linearity is violated examination of the residual plot will reveal a curvilinear
pattern. When the linearity assumption is met the residual plot will appear
_ rectangular. Similarly when the assumption of homoscedasticity is violated
examination of the residuals is diagnostic, since it is assumed that the variability
of errors of prediction are similar for the predicted values. When
homoscedasticity is violated the spread of residuals is uneven with the spread
becoming larger at certain values, when met the spread of residuals is

approximately the same for all values (Tabachnick, & Fidell, 1989).

An examination of the residual plots of the linear comuinations of
predictor variables did not demonstrate any serious violations of the
assumptions of normality, linearity, and homoscedasticity. Also examination of
the normal probability plots ruled out the possibility of serious departures from

normality.

The multivariate outliers were assessed by Mahalanobis distance. This

statistic computes the distance of a case from the means of all the variables, or the
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centroid, of the remaining cases. If the case is significantly different, with p <
.001, based on a combination of values the case is identified as an outlier
(Tabachnick, & Fidell, 1989). In the present data no cases were identified by

Mahalanobis distance as outliers.
3.3 Regression analyses

The order of variable entry was based on a transactional model of stress,
in which the demand of the caregiving situation is determined by the appraisals
made by the caregiver. The importance of psychological variables can only be
assessed adequately within the context of caregiving demands, in other words,
psychological variables such as burnout and burden can only be deemed to be of
theoretical and applied significance if they can be shown to predict variance over

and above the variance accounted for by patient disability variance.
3.3.1 The role of burnout in the prediction of the desire to institutionalize

A hierarchical regression analysis was performed to examine the degree to
which the subscales of the MBI predicted the desire to institutionalize. Patient
index was entered at step one of the regression equation. In the second step of
the regression equation the subscales of the MBI were entered. This order of
variable entry allows the level of patient disability to be controlled for
statistically and the subscales of the MBI to be assessed with the effects of patient
disability removed. Table 5 displays the total RZ, the change in R2, the F
associated with the change in RZ, and the zero order correlations between the
predictor variables and the criterion. Severity of patients' disability accounted
for 23% of the variability in caregiver rating of the desire to institutionalize,(Fjnc

(4,70) = 21.60, p <.001). The burnout subscale resulted in a significant increase in
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RZ, accounting for an additional 9% of the variance in caregivers' ratings of the

desire to institutionalize, (Finc (4,70) = 2.89, p <.01).

Beta weights for the regression equation are presented in Table 5.
Standardized beta weights range from negative one to positive one and reflects
the contribution of individual variables to the regression equation. As shown in
Table 5, only the emotional exhaustion subscale contributed significantly to the
prediction of the desire to institutionalize (¢(74) = .25, p < .05). Neither the
depersonalization nor the personal accomplishment subscales added

significantly to the prediction of the desire to institutionalize.
3.3.2 The role of burden in the prediction of the desire to institutionalize

In previous studies, burden has been shown to be a significant predictor of
the desire to institutionalize (e.g. Morycz, 1985; Zarit et al. 1986). In order to
determine whether burden would account for variance in the desire to
institutionalize over and above the patient disability measure a second
hierarchical regression analysis was performed in which the order of entry was:
patient index and ZBI. As previously mentioned, this order of variable entry
allows the level of patient disability to be controlled for statistically and in this
equation allows the ZBI to be assessed with the effects of patient disability
removed. Table 6 displays the total RZ, the change in R2, the F associated with
the change in R2, and the zero order correlations between the predictor and
criterion variables in the second equation. The addition of the ZBI in the second
step did not increase R? significantly. The burden measure did not account for a
significant amount of variance in the criterion variable over and above patient

disability.
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Table 5: Hierarchical regression analysis of the MBI subscales in the prediction of
the desire to institutionalize.

Predictor Variables B Total R2 Changein  Ffor r
R2 Change
Step 1
Patient Index 48" 23 23 21.6™* 48
Step 2
Burnout 31 .09 2.90%
EE .25* .40*8(-
DEP =17 -02
LPA .14 29*
Burnout
Emotional Exhaustion (EE)
Depersonalization (DEP)

Lack of Personal Accomplishment (LPA)

=+ p<.001
“* p<.0l
* p<.05



Table 6: Hierarchical regression analysis of ZBI in the prediction of the desire to

institutionalize
Predictor Variables B Total R2  Change in F for r
R2 Change
Step 1
Patient Index A48** 23 23 21.6™ 48
Step 2
ZBI 20 26 .03 3.20 38

Zarit Burden Inventory (ZBI)

»* p<.001
* p<.0l
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3.3.3 The role of depression and anger in the prediction of the desire to

institutionalize

A third hierarchical regression analysis was performed to determine whether
depression and anger would account for a significant amount of variance in
caregivers' desire to institutionalize over and above the variance accounted for
by patient disability. Again patient index was entered at step one of the
regression equation. In the second step of the regression equation the anger
subscale of the burden measure and the BDI were entered. This order of variable
entry again allows the level of patient disability to be controlled for statistically
and in this equation anger and depression to be assessed with the effects of
patient disability removed. Table 7 displays the total R2, the change in RZ, the F
associated with the change in R2, and the zero order correlations between the
predictor and criterion variables in the second eguation. The addition of
depression and anger in the second step did not increase R2 significantly. The
BDI and the ZAN did not account for a significant amount of variance in the

criterion variable over and above patient disability.
3.3.4 Social Desirability

It is possible that individuals' motivation to respond in a socially desirable
manner attenuated the magnitude of the observed relations in the prediction of
the desire to institutionalize. It was thought that social desirability would act as
a suppressor variable, attenuating the relationship of the predictor variables with
the criterion variable. Social desirability was entered at step one of the regression
equation. In the second step of the regression equation patient index was
entered. In the third step of the regression equation the subscales of the MBI

were entered. This order of variable entry allows the level of social desirability to
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Table 7: Hierarchical regression analysis of ZAN and BDI in the prediction of the
desire to institutionalize

Predictor Variables B Total R2 Changein F for r
R2 Change

Step 1

Patient Index A8 23 23 21.60** 48
Step 2 26 .03 1.39

BDI 18 23*
ZAN -.06 19

Beck Depression Inventory (BDI)
Zarit Anger Subscale (ZAN)

e p<.001
*»* p<.01
* p<.05
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be controlled for statistically and allows the variable of interest to be assessed
with the effects of social desirability removed. Table 8 displays the total RZ, the
change in R2, the F associated with the change in R2, and the zero order
correlations between the predictor variables and the criterion. Social desirability
was not a significant predictor of caregivers' desire to institutionalize. After
removing social desirability patients disability accounted for 26% of the
variability in caregiver rating of the desire to institutionalize,(Finc (4,70) =22.14,
p <.001). The addition of the burnout subscales in the third step did not increase
R2 significantly. Similar analyses were run for the BDI and ZBI, ZAN. Contrary
to predictions, social desirability did not act as a suppressor variable. Instead,
due to degree of overlap of shared variance with the other predictor variables it

weakened the relationship between predictor and criterion variables.
3.4 Correlational analyses of the MBI

Several investigators have questioned whether burnout can be distinguished in a
meaningful manner from depression. For example, Enzman and Kleiber (1990)
reported that emotional exhaustion and depression were significantly correlated
(r = 40). In the current study the emotional exhaustion subscale of the MBI was
also significantly correlated (r = .60, p< .01) with the BDI. The results are
displayed in Table 9.

Evans and Fischer (1989) used a principal components analysis to address
the relation between depression and burnout. Their results indicated that the
subscales of burnout were distinct from depression. To further examine the
relationship among depression and burnout a principal components analysis was
conducted. Principal components analysis produces linear combinations of

variables that provide a mathematical summary of the interrelation of variables



Table 8: Hierarchical regression analysis of social desirability, patient index and
burnout subscales in the prediction of the desire to institutionalize.

Predictor Variables p Total R2 Chargein  Ffor r
RZ  Change

Step 1
Social Desirability -.16 .02 .02 1.77 -.16
Step2
Patient Index 48" 26 23 22.14%* A8
Step 3
Burnout 32 .07 2.28
EE 21 40
DEP -.18 -02
LPA 14 29*
Burnout
Emotional Exhaustion (EE)
Depersonalization (DEP)

Lack of Personal Accomplishment (LPA)

»*  p<.001
= p<.l
* p<.05



Table 9: Pearson correlation coefficients among main variables.

73

EE DEP LPA
EE
DEP 36
LPA 32 .08
BDI 60** 35** 22
Burnout

Emotional Exhaustion (EE)
Depersonalization (DEP)
Lack of Personal Accomplishment (LPA)

Beck Depression Inventory (BDI)

“ p<.0l
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in the data set. Principal components analysis is frequently used as a method of
examining the underlying structure or dimensionality of the variance within a
data set. Ininterpreting the results of a principal components analysis, it is
customary to consider components with eigenvalues of greater than one.
Eigenvalues reflect the degree of variance accounted for by specific components,
and values less than one indicate that the factor accounts for less variance than
individual variables included in the analysis. Ir the present analysis only one
component emerged with an eigenvalue greater than one. The component
accounted for 50.5% of the variance in caregiver responses and showed the
strongest association with measures of emotionai exhaustion and depression.

The results are displayed in Table 10.

Correlational analyses were conducted on the subscales of the MBI to
address the process model or burnout proposed by Leiter and Maslach (1988).
They found in support of their process theory of burnout, that emotional
exhaustion was positively correlated with depersonalization, which was
negatively correlated with lack of personal accomplishment. Emotional
exhaustion was not correlated with personal accomplishment. In contrast to the
pattern of previous findings, emotional exhaustion was positively correlated
with both depersonalization (7 = .36, p < .01) and lack of personal
accomplishment (r = .32, p <.01). Depersonalization was not significantly
correlated with personal accomplishment. Table 11 compares the present pattern

of correiations with the pattern presented by Leiter and Maslach (1988).



Table 10: Principal components analysis of depression and burnout subscales.

Component measures Factor loadiugs
EE 85
BDI 82
DEP 62
LPA 49

Emotional Exhaustion (EE)
Depersonalization (DEP)

Lack of Personal Accomplishment (LPA)
Beck Depression Inventory (BDI)



Table 11. A comparison of Pearson correlation coefficients among the subscales

of the MBI in the present study and in the Leiter and Maslach (1988) study.

Present study Leiter and Maslach
EE DEP EE DEP
DEP 36™* 49*
IPA 32% .08 15 30*

Emotional Exhaustion (EE)
Depersonalization (DEP)
Lack of Personal Accomplishment (LPA)

* p<.01
* p<.05
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Chapter 4

Discussion

The main goal of the present study was to determine whether burnout
would predict the desire to institutionalize in caregivers to dementia patients. It
was hypothesized that burnout would predict desire to institutionalize over and
above patient disability. It was also hypot-esized that burden, depression and
anger would be correlated with desire to institutionalize but would not predict
desire to institutionatize over and above patient disability variables. Secondary
goals of the present study were to examine the relationshi> between burnout and
depression and to compare the process of burnout in informal caregivers with

past studies on formal caregivers.

4.1 Sample Description

Similar to past research, a high level of distress was fouxnd in the caregiver
sample. Cappeliez (1993) in a review of depression in the elderly estimated that
20 to 25 percent of the elderly experienced dysphoria, 10 to 15 percent presented
with moderate to severe depressive symptoms and approximately five to eight
percent were clinically depressed. In the general elderly population the
prevalence of clinical depression has been estimated at 9.7% (Blazer, & Williams,
1980) but estimates of rates of dysthymia, dysphoria, and depressive symptoms
in the general elderly population are as high as 26% (Blazer, Hughes and George,
1987). Examination of depressive symptoms in the general elderly population
have yielded average $DI scores ranging from 5.5 to 6.84 (Bourque, Blanchard, &
Vézina, 19%0; Vézina, Landreville, Bourque, & Blanchard, 1991).
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In samples of caregivers to relatives with dementia, studies which have
measured depressive symptomatology using the BDI have found that
approximately 30 to 49 percent of caregivers met the cut off for depression (e.g.,
Dura et al., 1990; Fiore et al., 1983; Gallagher et al., 1989a; Gallagher et al., 1989b).
Studies that have used the long form of the BDI have reported sample means in
the range of 9.39 to 11.2 (Fiore et al., 1983; Gallagher et al., 1989b; Haley et al.
1987). Gallagher and colivagues' (1989a) found, with a sample of caregivers, a
BDI cut off of 10, instead of the traditional cut off of 17 for moderate depression

maximized the sensitivity and specificity of the measure.

In this study, using a cut off of 10 on the BDI, 28% of the sample scored in
the depressed range with 72% reporting no depressive symptoms. Twenty four
percent of caregivers scored within the moderate range and 4% of the sample
was within the severely depressed range on the BDI. The mean BDI score in the
present sample was 9.28. Compared to norms for the general population and for
the elderly it appears that caregivers in this study were more likely to exhibit
depressive symptoms (i.e. 28% reported depressive symptoms). In comparison
to studies with caregivers of dementia relatives estimates of the prevalence of
depressive symptoms and BDI means are slightly below the low end of the

range.

Similarly average levels of burden in the present sample were lower than
those reported in previous studies in which the samples had been self selected
(e.g- Hassinger, 1985; Zarit et al. 1986). As previously mentioned, burdenis a
specific measure applicable only to caregivers and therefore, it is not possible to
compare noncaregiving groups on level of burden. Thus, the burden measure

has limited comparability with noncaregiving groups and with normative data.
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In interpreting the findings it is necessary to consider differences in the
characteristics and selection of the present sample from previous studies. Schultz
et al. (1990) suggested, based on an extensive review of the caregiving literature,
that the more representative the population of caregivers the lower the rates of
depression. Studies selecting caregivers from support groups or the media have
higher rates of depressive symptomatology than those recruiting all individuals
from a geographic location. It is likely that rates of depression are inflated in
studies that have relied on caregivers from support groups, counselling centres
or media volunteers since distress is often the factor which motivates individuals
to seek help. It is not surprising, for studies with such self-selected samples in
which individuals are actively seeking help often to alleviate their distress, that
caregiver distress is high. Unlike many prior studies examining affective states
in caregivers, subjects in this study were drawn from the population of
dementing patients who were referred, within the last two years, to geriatrics at a
local general hospital. While subjects in the present study may also be classified
as help seekers they were seeking help for the purposes of patient diagnosis
rather than for management of their own distress. It is likely that the lower rates
of depression in the present study may be more applicable to the general

population of caregivers and not just those seeking help to relieve distress.

Cifferences in sample characteristics do not appear to be respousible for
differences in rates of depression. A number of studies using the BDI have found
that patient disability is positively correlated with level of depressive
symptomatology (for a review see, Schultz et al. (1990). In the present study,
mental status scores indicated that the sample was moderately to severely
impaired. Similarly, based on the possible range of scores, mean scores on IADL,

ADL and the derived Reisberg stages indicated that patients were moderately to
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severely impaired. In other words the degree of patient disability in this sample

is comparable to other studies reporting higher levels of caregiver distress.

The assumption in the literature has been that elevated rates of depression
in caregivers are the result of the increased stress or burden experienced by these
individuals. In other words, it has been suggested that as a function of increased
stress, caregivers are more likely to experience depressive signs and symptoms
than the general elderly population. In the present study this assumption was
supported. The significant correlation between burden and depression suggests
that caregivers who reported higher levels of burden also reported higher levels
of depression (r =.55, p <.01). Past studies have also found that burden is
positively correlated with depression (e.g., Jenkins, Parham, & Jenkins, 1985;
Lawton, et al., 1991; Pruchno, & Resch, 1989).

4.2 Predictability of patient disability on the desire to institutionalize

Patient disability has been examined by a number of past studies as a
major stressor facing caregivers. Studies have shown that patient disability is
predictive of caregiver's level of distress and is also predictive of
institutionalization (e.g., Chenoweth, & Speicer, 1986; Deimling, & Poulshock,
1985; Hammel et al., 1990; Nygaard, 1991; Pruchno et al., 1990). In our study
patient disability was the most powerful predictor accounting for 23% of the
variance in caregivers' ratings of the desire to institutionalize. A number of other
studies have found patient disability to be’ a much less powerful predictor of
institutionalization than in the present study. Past research has shown
significant but modest relationships between patient disability and desire to
institutionalize (Gonyea, 1987; Morycz, 1985) while others report no relationship
(e.g. Colerick, & George, 1986; Zarit et al., 1986).
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This discrepancy in findings, is likely is due to the comprehensive nature
of the disability index constructed for the present study. Patient disability was
conceptualized as a multidimensional construct comprised of cognitive
impairments, functional disabilities (both instrumental and basic ADL) and
behavioural disturbances. In many studies patient disability has not been
addressed using this comprehensive model. Often only one or two of these areas
of impairment have been assessed (e.g. Colerick, & George, 1986; Gonyea, 1987;
Morycz, 1985; Zarit et al., 1986).

The current findings point to the importance of using a comprehensive
measure of patient disability. If comprehensive patient disability measures are
not used it may lead to an inaccurate focus on the characteristics of the caregiver
rather than characteristics of the caregiving situation. In particular, when
appraisal constructs such as burden are measured the data may imply that some
caregivers exaggerate the stressfulness of their situation. For example, in a study
by Zarit et al. (1986) disability was measured by two scales that assessed
cognitive impairments and behavioural disturbance. Zarit et al, found that
burden, but not patient disability was a significant predictor of
institutionalization. It is possible that a more comprehensive measure of patient

disability may have revealed a significant relationship with institutionalization.
4.3 Predictability of caregiver burden on the desire to institutionalize

It was hypothesized that burden would be correlated with desire to
institutionalize but would not predict desire to institutionalize over and above
patient disability variables. As previously mentioned burden has been
conceptualized as the appraisal of caregiving stress, involving both primary and

secondary appraisal processes. Burden has been viewed as a mediator between



82

the primary objective stressor and negative emotional outcomes (Lawton et al.,
1989). Previous research has found that burden is correlated with desire to
institutionalize as well as actual institutionalization (e.g. Brown et al., 1990;
Gonyea, 1987; Hassinger, 1985; McFall, & Miller, 1992; Pruchno, et al., 1990; Zarit
et al., 1986). In this study burden accounted for 14% of the variance in caregivers'
desire to institutionalize. However, burden did not predict desire to
institutionalize over and above patient disability. Similar findings were reported
by Pruchno, et al. (1990). They found that caregiver burden was significantly
correlated with the desire to institutionalize but did not predict desire to

institutionalize over and above patient disability measures.

As noted earlier, one reason for the inability of the burden construct to
predict institutionalization may be related to the heterogeneity or lack of
precision of the construct. As conceptualized by Zarit and others, caregiver
burden may vary both as a function of an inadequate skill repertoire or the lack
of coping resources. Therefore, caregiving situations may be experienced as
stressful when they call for skills not within the individual's repertoire or when
they exceed available coping resources. However, the examination of burden
subscales, derived from the factor structure reported by Hassinger (1985),
indicated that more specific constructs such as anger or guilt did not provide
greater predictive power. Conclusions based on these data must be made with
caution given that currently there is no evidence to support the construct validity

of the burden subscales reported by Hassinger.
4.4 Predictability of caregiver burnout on the desire to institutionalize

The main goal of the present study was to cletermine whether burnout

would predict the desire to institutionalize in caregivers to dementia patients. It



83

was hypothesized that burnout would predict desire to institutionalize over and
above patient disability. Consistent with predictions, the modified burnout
measure was the only psychological variable that added significantly to the
prediction of the desire to institutionalize above and beyond that accounted for
by patient disability. After controlling for patient disability burnout accounted

for an additional 9% of the variance in the desire to institutionalize.

There are a number of possible reasons why burnout may be a more
powerful predictor of desire to institutionalize than burden. As previously
mentioned, burden, has been conceptualized as the caregiver's assessment of
stressfulness of potential objective stressors and as the appraisal of the effects
that caregiving demands have had on their lives. Those experiencing high levels
of burden may still find ways to cope with their situation. Burnout, on the other
hand, has been conceptualized as the negative emotional outcome of the stress
process and is considered to reflect the failure to cope successfully with stress
(Maslach, 1978; Brill, 1984). Caregivers who report high levels of burnout are
thought to have depleted their resources and therefore, the only option left is to

institutionalize their relative.

The difference between the predictive power of burnout and burden also
may be due to differential precision of the two constructs. Burden taps both the
skill repertoire and/or the lack of coping resources of the caregiver. Burnout
reflects specifically the caregiver's resource depletion. It is possible that the
homogeneity and precision of the burnout construct may produce better
prediction of institutionalization than burden. Although burnout may have
multiple determinants the variable remains homogeneous in that it can be
considered the final common pathway of a variety of stress and coping

outcomes.
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It was also hypothesized that depression would be correlated with desire
to institutionalize but would not predict desire to institutionalize over and above
patient disability variables. Depressive symptoms, similar to burden, have been
found to correlate with institutionalization and with the desire to institutionalize
(Pruchno, et al., 1990). In this study depression accounted for 5% of the variance
in caregivers' desire to institutionalize. However, depression did not predict
desire to institutionalize over and above patient disability. Again, the present
findings are similar to those reported by Pruchno, et al. (1990) who found a
univariate relation between depression and desire to institutionalize, however
depression did not predict desire to institutionalize over and above patient

disability measures.

The conceptual basis of burnout and depression may account for differences
in their predictive power. It was suggested that burnout differs from depression
in terms of underlying attributional processes. Measures of burnout require
subjects to causally link the caregiving situation to their current distress.
Measures of depression require subjects to report on generalized symptoms of
current distress, but do not require any causal attributions concerning the source
of their distress. Itis likely that caregivers reporting high levels of depression
may be more likely to make internal attributions for the cause of their distress
{(Abramson, et al., 1978) whereas, those reporting high levels of burnout have
attributed the cause of their distress to the caregiving situation. Having made a
situational attribution, e.g. I am burned out because ¢: caregiving, it is more
likely that caregivers will act to alleviate their distress by reducing their

caregiving demands.

The present study made predictions based on a number of models. The

stress and coping framework proposed by Lazarus and Folkmar (1984) proposes



that individuals are engaged in a dynamic interchange with the environment.
Zarit's model is also a transactional model and is primarily distinguished from
Lazarus' model in that he specificaily addresses the caregiving relationship.
Hobfoll's resource conservation model of stress (Hobfoll, 1989) proposes that
stress occurs when resources are threatened, lost or not gained through the
investment of resources. Romeis (1989) has emphasized the importance of
resource depletion in caregiver's decision to institutionalize. Romeis’ model
predicts that as the gap widens between care receiver demands and caregiver
resources and strain increases, so does the probability of the caregiver deciding
to institutionalize. The model predicts that institutionalization will occur when

care receiver demands are excessive and resources are depleted.

In all of the above mentioned models the process of becoming stressed or
of institutionalization is emphasized. Terminology used by stress researchers
implies a dynamic interactional process between the stressors and responses.
However much of the research to date has been cross sectional in nature, and
therefore the interactional, dynamic or temporal relations between stressors and
responses have generally been neglected. In addition, these models have
presented a stress process which is mostly unidirectional. In the resource models
stressors are viewed as impinging on resources which dwindle over time.
However, little attention has been paid to the possibility that individuals may

draw on new resources or renew existing resources.
4.5 The discriminant validity of caregiver burnout

A secondary goal of the study was to examine the relationship between
burnout and depression. The discriminant validity of these two constructs was

evaluated using three procedures 1) examination of zero order correlations; 2)
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examination of the factor structure of the constructs; and 3) examination of the
predictive power of the constructs. Research findings based on correlational data
have suggested that a moderate relationship exists between burnout and
depression (typically in the .4 to .6 range). Enzman and Kleiber (1990) reported
that emotional exhaustion and depression were significantly correlated (r = .40).
The current study also found a significant zero order correlation between the
emotional exhaustion subscale and depressive symptoms (r = .60, p<.01). A
significant zero order correlation was also found between the depersonalization
subscale and the BDI {r = .35 p< .01) but not between the personal
accomplishment subscale and the BDI (r = .22, p> .05). Based on this pattern of
correlations it may be concluded that depressive symptomatology and aspects of
burnout overlap. However, it is important to note that the lack of correlation
between personal accomplishment subscale and the BDI would suggest that

components of the burnout scale are distinguishable from depression.

On the basis of high correlations between burnout subscales and measures
of depression, Meier {1984) has argued against the discriminant validity of the
burnout construct. However, it has been argued by Haaga (1991) that the
presence of a significant correlation does not support a position that two
constructs are indistinguishable. He suggests discriminant validity should be
viewed as a continuous rather than dichotomous concept and that discriminant

validity should be assessed using multiple methods.

A principle components analysis was used by Evans and Fischer (1989) to
address the relationship between depression and burnout. Their results
indicated that the subscales of burnout were distinct from depression. In the
present study the same analysis resulted in only one factor which accounted for

54.3% of the variance in caregiver responses. The discrepancy between these
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findings is possibiy due to differences in measurement instruments. Evans and
Fischer (1989) used a six-itemn scale that assessed only subjects’ affective
symptoms of depression. Consequently, the evidence their study provides for
the discriminant validity of these two constructs must be questioned since the
findings are based on an incomplete measure of depressive symptomatology. In
this study a comprehensive, well established, theoretically based measure of the
cognitive, somatic and affective depressive symptoms was implemented, and

therefore the findings may be viewed with more confidence.

Another method of assessing the discriminant validity was to examine the
predictability of the constructs. It was argued that evidence of the discriminant
validity would be provided if one construct was a significantly more powerful
predictor of the desire to institutionalize. The results of the regression analysis
suggest that burnout is distinguishable from depression since the burnout
measure was predictive of caregivers’ desire to institutionalize while depression

was not.

Thus, the correlational analyses and the factor analysis suggest that
burnout and depression share considerable variance. The results of the
regression analysis however reflect a differential relation between burnout and
depression concerning the prediction of desire to institutionalize. In addition,
burnout and depression may also differ with respect to underlying attributional
processes. However, in the present study attributions were not measured
directly and therefore, while the findings are suggestive of an attributional
distinction they are not conclusive. Future studies which employ direct

measures of attributions would allow for more conclusive statements.



38

4.6 The process of caregiver burnout

Correlational analyses were conducted on the subscales of the MBI to
address the process model of burnout proposed by Leiter and Maslach (1988).
Leiter and Maslach (1988) theorized that the sequence of the burnout process
(based on a sample of formal caregivers, i.e. nurses) was: stressful interaction
leading to emotional exhaustion; high levels of emotional exhaustion leading to
depersonalization and depersonalization leading to diminishing feelings of
personal accomplishment. Leiter and Maslach (1988) found, in support of their
process theory of burnout, that emotional exhaustion was positively correlated
with depersonalization, which was negatively correlated with lack of personal
accomplishment. Emotional exhaustion was not correlated with personal

accomplishment.

In contrast to the pattern of previous findings, in the present study
emotional exhaustion was positively correlated with both depersonalization and
lack of personal accomplishment. Depersonalization was not significantly
correlated with personal accomplishment. Consistent with Leiter and Maslach's
(1988) position, it is possible that emotional exhaustion may lead to increased
depersonalization. However, in the present sample, there were no indications
that depersonalization: led to decreases in personal accomplishment. Rather,
emotional exhaustion was associated with reports of lack of personal

accomplishment.

Proceeding from Leiter and Maslach's view that emotional exhaustion
initiates the process of burnout, the present results suggest that in family
caregivers, emotional exhaustion may give rise simultaneously to

depersonalization and feelings of lack of accomplishment. The direct relation
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between emotional exhaustion and personal accomplishment may reflect
attachment characteristics that are not present been formal caregivers and their
recipients of care. Although data collected in the present study do not permit
examination of the temporal relation between the subcomponents of burnout, it
is possible that in family caregivers personal accomplishment may play a
mediational role in the process of burnout, rather than being the final stage of the
burnout process. It is possible that the personal accomplishment in family
caregivers may be related to caregiver attachment or gratification in caregiving.
This may act to slow or even circumvent emotional exhaustion or
depersonalization. However, since caregiver attachment or gratification was not
measured in the current study it is only possible to speculate on the importance
of these variables. Longitudinal data will be necessary in order to make strong
claims concerning the process of burnout. In longitudinal studies it will be
possible to examirne the interrelation among the subcomponents of burnout over

time.
4.7 Clinical Implications

To address practical issues, the results of the present study indicate that
patient disability was the most important predictor of caregivers' desire to
institutionalize. The importance of this variable on deciding to institutionalize
would suggest that reducing the objective demands of the caregiving situation
would facilitate the caregiver in maintaining this role. The objective demands of
caregiving may be reduced though the provision of a number of formal services
(Kraus & Armstrong, 1977). Behaviour management techniques may be taught
to caregivers in order to reduce the disruptive behaviours of the relative with
dementia. Respite in the form of home care, day care or hospital stays may

reduce the load of caregiving demands.
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The findings of the present study indicate that not only is burnout a good
predictor of the desire to institutionalize but it is a better predictor than burden,
depression and anger. The modified caregiver burnout measure may be used in
medical assessmients in order to better identify those who are more at risk for
institutionalization. Concerning issues of practicality, this tool requires minimal
time to administer and score and therefore, may be easily included in medical

evaluations in primary care.

The development and evaluation of therapeutic techniques to reduce level
of burnout is also necessary. Due to the lack of empirical evidence, it is difficult
to determine what would help caregivers to experience less burnout or reverse
the process of burnout once begun. To date, insufficient information is available
on the process of burnout and interventions for reversing burnout. Studies on
burnout in formal caregivers have highlighted the importance of a number of
variables which are associated with lower levels of burnout. Of particular
relevance to the present population are the findings of Leiter and Maslach (1988).
They found that supportive interpersonal contact acted as a buffer against
burnout. A number of studies in the caregiving literature have reported lowered
distress in individuals attending support groups (for a review see Toseland, &
Rossiter, 1989). In addition strategic management of the stressor has been shown
to be associated with lower levels of burnout (Pines, & Maslach, 1978). Maslach
and Pines (1977) reported that workers who were able to take work breaks
during the day were less likely to burnout. It is therefore likely that respite
which would allow the caregiver to have short daily breaks would reduce

burnout.
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4.8 Limitations of the Current Study and Recommendations for Future Research

Due to the limitations inherent in the present study a number of questions
were elicited. Therefore, several suggestions may be made for possible directions
in future research. The present work is limited by the cross sectional nature of
the design which makes it impossible to chart changes in affect and/or the
impact of disability as caregivers make the transition from caring to yielding
their role. As Pearlin (1992) has pointed out, the career of caregivers is often
comprised of 3 stages: residential care, institutional placement and bereavement.
Within these stages the demands and stresses of caregiving change. It is possible
that during the course of caregiving changes occur in the relative importance of
objective vs. subjective variables in predicting institutionalization. It is also
possible that early in caregiving the objective indicators of disability may be the
best predictors of institutionalization but as caregivers become worn down by
the demands of caregiving subjective indicators may become more important
predictors of the desire to institutionalize. For example, Zarit and Whitlach
(1992) in a longitudinal study examined well-being in caregivers to dementia
patients as they made the transition to institutionalization. A more detailed
examination of the dimensions of the stress process revealed both change over

time and continuity in various aspects of caregiver well-being.

The cross sectional nature of the design also limits the degree to which
process variables can be examined. Since the temporal relations are obscured by
the design it is not possible to make confident statements about the process of
burnout. It should also be pointed out the Leiter and Maslach's (1988) study
suffers from the same limited design. Therefore, in order to examine possible

changes in the importance of variables over the stages of caregiving or examine
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the temporal aspects in process variables it will be necessary to conduct

longitudinal research.

Another potential concern in this study was the accuracy with which
caregivers assessed the disability of their relatives and their own levels of
distress. The concern of inaccurate positive self-presentation was addressed
through inclusion of a social desirability questionnaire as a control measure.
Contrary to expectations social desirability did not act as a suppressor variable.
Instead, due to the degree of overlap of shared variance with the other predictor
variables, social desirability weakened the relationship between predictor and
criterion variables. Recently much debate has occurred in the literature about the
utility of considering social desirability as a suppressor variable since many
studies have reported the contrary (Block, 1990; Edwards, 1990; Nicholson, &
Hogan, 1990; Walsh, 1990). Itis also been argued that the popularity of social
desirability has waned with accumulation of behavioural evidence (Block, 1990).
Thus, in the present study the need for such a measure of response bias is

debatable since the criterion measure is behaviourally based.

A word of caution is necessary in interpreting the findings of the
regression analyses. As previously mentioned, the truncated distribution of the
criterion variable may have resulted in a degraded solution with conservative
estimates of the predictability of the variables of interest (Tabachnick, & Fidell,
1989). It is therefore possible that other affect variables may have reached
significance if the criterion variable was normally distributed. It is unlikely that
this violation of the assumption of normality reduced the generalizability of the
findings since transformations were performed on the criterion and the results of

the regression analyses were similar.



Finally, the present study examined processes related to caregiving in a
sample of female caregivers. It is possible that the relation between burnout and
the desire to institutionalize may not be generalizable to male caregivers.
However, the results of Miller and Cafasso (1992) indicate that there is little
evidence that men and women differ in their patterns of caregiving or the
outcome of their caregiving efforts. They suggested that future efforts in this
area will need to specify more clearly the theoretical relations that link gender to
caregiving outcomes. The authors note that while gender may be an enduring
attribute the meaning of gender differences is often less than clear.

However, there may be phenomenological differences in the experience of
caregiving in wives and daughters. Change in residence may lead to abrupt
restructuring of the family unit for daughters, while wives do not experience this
restructuring. This change may be compensated for by the number of
individuals in the daughter’s immediate family that may be available to assist
with caregiving demands. In addition, daughters may experience interference
with work roles, while wives are likely to be retired. The decision to
institutionalize may be associated with different consequences for daughters
than wives. For daughters institutionalization may allow the resumption of
previous family and work functions. For wives institutionalization may lead to

an increase in isolation.

4.9 Conclusions

In summary, the findings of the current study indicate that patient
disability is the most powerful predictor of caregivers' desire to institutionalize.
The modified burnout measure was the only psychological predictor that added

significantly to the prediction of the desire to institutionalize over and above that
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accounted for by patient disability. Burden, depression and anger were
correlated with desire to institutionalize but did not predict desire to
institutionalize over and above patient disability variables. Examination of the
relationship among burnout and depression, indicates that these constructs
should be viewed as having some overlap, but also as distinguishable as
evidenced by their discriminability in the prediction of the desire to
institutionalize. The pattern of correlations in the present study suggest that the
progression of burnout may be experienced differently for informal caregivers
than formal caregivers. However conclusive statements concerning process can

not be made due to the cross-sectional nature of this study.

The current zeitgeist in the caregiver literature is to focus on the
characteristics of the caregiver, however, the current findings suggest that it is
important to consider the patient characteristics. It may be worthwhile to
develop measures based on sub-types or specific profiles combining the
cognitive, behavioral and functional impairments of dementia patients in order
to increase predictability. Longitudinal studies would allow for the development
of such subtypes or profiles and would facilitate the identification of those at

greatest risk for institutionalization.
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Patient and Caregiver Demographics

Caregiver Interview

Subject ID
Date of Interview / /__
Day/Month/Year
Visit Time: Start __:_ Interview Time: Start __ :
Study Subject:
Name:
Surname Given Names
Age: Sex:
When was your relative diagnosed with dementia?
Caregiver:
Name:
Surname Given Names
Address:
No. Street Apt.#
City Province Postal Code
Telephone:
Age: Date of Birth: / /
Day/Month/Year
Sex: Relationship:
Marital Status:

Years of Education:

Are you the main person caring for your mother /father /husband?

How long have you been a caregiver to your mother/father/husband?

How long have you lived together?
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Does anyone else live with you?
Husband Children Other

For your age would you say, in general, your health is:

1. excellent 2. good 3. fair 4. poor or 5. bad?

Compared to your own health 5 years ago would you say your health is:

1. excellent 2. good 3. fair 4. poor or 5. bad?

Have you ever been diagnosed with a psychiatric condition?

Condition?

Are you currently employed? If no: When did you last work?

Why did you stop working?

How many hours per week do you work?

On average how many hours do you spend caring or helping your

mother/father /husband with various tasks during the day?
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Have you obtained any of the following services within the past year?
Homemaker Service
1Yes 2No
Number of times per year ____

Help with Personal Care of Mother/Father/Husband
1 Yes 2No
Number of times per year

In-Home Nursing Care
1 Yes 2 No
Number of times per year

Day Center or Day Hospital
1 Yes 2No
Number of times per year

Temporary Hospital or Nursing Care
1 Yes 2 No
Number of times per year

Self-help or Support Groups
1 Yes 2No
Number of times per month

Counseling Services for support in caring for your Mother /Father/Husband
1 Yes 2No
Number of times per month
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Appendix B: Cognitive Measure



Cognitive Measure

Score

Orientation
1. What is the Year?
Season?
Date?
Day?
Month?
2. Where are we? Province?
Country?
Town/City?
House?
Address?
Registration
3. Name three objects (ball, flag, tree), taking
one second to say each. Then ask the patient
all three after you have said them. Give one
point for each correct answer. Repeat the
answers until the patient learns all three.
Attention and calculation
4. Serial sevens. Give one point for each
correct answer. Stop after five answers.
Alternate: Spell WORLD backwards.
Recall
5. Ask for the names of three objects learned
in question three. Give one point for each
correct answer.
Language
6. Point to a pencil and a watch. Have the
patient name them as you point.
7. Have the patient repeat "No ifs, ands, or buts."
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Score

8. Have the patient follow a three stage
command. "Take the paper in your right
hand. Fold the paper in half. Put the paper
on the floor."

9. Have the patient read and obey the
following: "CL.OSE YOUR EYES". (Write it
in large letters.)

10. Have the patient write a sentence of his/her
choice. (The sentence should contain a
subject and an object and should make sense.
Ignore spelling errors when scoring.) __

11. Enlarge the design printed below to 1-5 cm per
side and have the patient copy it. (Give one
point if all sides and angles are preserved and
if the intersecting sides form a quadrangle.)
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% New England Medical Centar

December 9, 1994

April D'Aloisio
Department of Psychology
Dalhousie University
Halifax, Nova Scotia
CANADA B3H 4]1

Dear Ms. D" Aloisio:

I am pleasec to grant you permission to use the Mini-Mental State
Exam (MMSE) in your research on the *Emotional Correlates of the
Desire to Institutionalize in Caregivers to Relatives with Dementia.*
Use of the Mini-Mental State Examination (MMSE) for the purpose of
research or treatment of patients is given without charge. However, if
you would like to defray the costs incurred in reproduction and the
processing of your request, please send a check payable in the amount

of $10.00 to the Mini‘Mmtzl_§m Examination Fund and mail it to the

New England Medical Center
Department of Psychiatry
750 Washington Street
NEMC #1007

Boston, MA

Attention: Ann Lawior

Please insure that the MMSE is appropriately cited (~Mini-Mental
State: A Practical Method for Grading the Cognitive State of Patients
for the Clinician®. Journal of Psychiaric Research, 12(3):189-198,
1975) in any written materials that may resuit from this research.

Sincerely yours,

PN/

Marshal F. Folstein, M.D.
Chairman, Department of Psychiatry

MFF/cde
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Appendix C: Activities of Daily Living Measure



Activities of Daily Living Measure

The following questions are concerning how your mother/father /husband
manages (his/her) daily life. Please indicate by filling in the number which best
describes your relative’s current ability {within the past two weeks) to perform

these activities of daily living (without help, level of help required or not at all).

105

A. TOILET

1. Cares for self at toilet completely, no incontinence

2. Needs to be reminded, or needs help in cleaning self, or has rare (weekly at most}
accidents

3. Soiling or wetting while asleep more than once a week

4. Soiling or wetting vhile awake more than once a week

5. No control of bowels or bladder

B. FEEDING

1 Eats without assistance

2. Eats with minor assistance at meal time and/or with special preparation of food, or help
in cleaning up after meals

3. Feeds self with moderate assistance and is untidy

4. Requires extensive assistance for all meals

5. Does not feed self at all and resists efforts of others to feed him

C. DRESSING

1. Dresses, undresses and selects clothes from own wardrobe

2. Dresses and undresses self, with minor assistance

3. Needs moderate assistance in dressing or selection of clothes

4. Needs major assistance in dressing, but cooperates with the efforts of others to help

5. Completely unable to dress self and resists efforts of others to help

D. GROOMING (neatness, hair, etc.}

Always neatly dressed, well-groomed, without assistance

Grooms self adequately with occasional minor assistance, e.g., shaving

Needs moderate and regular assistance or supervision in grooming

Needs total grooming care, but can remain well-groomed after help from others

AT S I o

Actively negates all efforts of others to maintain grooming
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E. PHYSICAL AMBULATION

1. Goes about grounds or city
2. Ambulates within residence or about one block distant
3. Ambulates with assistance of
cane
walker
wheelchair
and

1. gets in and out without help
2. needs help with getting in and out

4. Sits unsupported in chair or wheeichair, but cannot propel self without help
5. Bedridden more than half the time

F. BATHING

1. Bathes self (tub, shower, sponge bath) without help

2. Bathes self with help in getting in and out of tub

3. Washes face and hands only, but cannot bathe rest of body

4, Does not wash self, but is cooperative with those who bathe him

5. Does not wash self and resists efforts to keep him clean
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Appendix D: Instrumental Activities of Daily Living Measure
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Instrumental Activities of Daily Living Measure

The following questions are concerning how your mother/father/husband
manages (his/her) daily life. Please indicate by filling in the number which best
describes your relative's current ability (within the past two weeks} to perform
these activities of daily living (without help, level of help required or not at all).

A. ABILITY TO USE TELEPHONE

i. Operates telephone on own initiative - looks up and dials numbers, etc.
2. Dials a few well-known numbers

3. Answers telephone, but does not dial

4. Does not use telephone at all

B. SHOPPING

1. Takes care of all shopping needs independently

2. Shops independently for small purchases

3. Needs to be accompanied on any shopping trip

4. Completely unable to shop

C. FOOD PREPARATION

1. Plans, prepares and serves adequate meals independently
Prepares adequate meals if supplied with ingredients

3. Heats, serves and prepares meals or orepares meals but does not maintain adequate
diet

4. Needs to have meals prepared and served

D. HOUSEKEEPING

1 Maintains house alone or with occasional assistance

2. Performs light daily tasks such as dish washing, bed making

3. Performs light daily tasks, but cannot maintain acceptable level of cleanliness
4. Needs help with all home maintenance tasks

5. Does not participate in any housekeeping tasks

E. LAUNDRY

1. Does personal laundry completely

2. Launders small items, rinses stockings, etc.

3. All laundry must be done by others
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F. MODE OF TRANSPORTATION

Travels independently on public transportation or drives own car

Arranges own travel via taxi, but does not otherwise use public transportation

Travels on public transportation when accompanied by another

Travel limited {o taxi or automobile-with assistance of another

U RIS It

Does not travel at all

G. RESPONSIBILITY FOR OWN MEDICATIONS

1. Is responsible for taking own medications in correct dosages at correct time
2. Takes responsibility if medication is prepared in advance in separate dosage
3. Is not capable of dispensing own medication

H. ABILITY TO HANDLE FINANCES

1. Manages financial matters independently (budgets, writes checks, pays rent, etc.),
collects and keeps track of income

2 Manages day-to-day purchases, but needs help with banking, major purchases, etc.

3. Incapable of handling money
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My rambow  ioken of the covenant berween Ale and vou for ceroeruar aeneratons

5301 Olg York Road * Philadelphia. anu 19141 » (215) 456-2900 ¢ FAX: (215) 456-2340
Direct Dial: .
(2157456-2000 FAX(215}456-2017

September 22, 1992

April D'Aloisio
Dalhousie Oniversity
Department of Psychology
Halifax, Nova Scotia
CANADA B3H 4J1

Dear Ms. D'Aloisio,

I'm glad to have you use the PSMS and IADL scales in any way
you wish. I'm enclosing a couple of recent papers on these

8kills = you'll see that there are a few new data among them
but some of the discussion may be useful.

We have a separate Clinical Psychology Department whose
director is Deborah Frazer. I've sent your letter an to her
and she will respond directly to you.

Sincerely,

M. Powell Lawton, Ph.D.
Director, Polisher Research Institute

MPL/ba
encl.

¢c: Deborah Frazer, Ph.D.

. Howerd Brown, Charles H Byer, Lecnerd Canor, Algn € Casroft €33, Josmon | Ferae Bemara Farvnan
Nome Aot § “ornan Nexd J R0kt Waam N Rawetn M D
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Appendix E: Behavioural Disturbance Measure



112

Behavioural Disturbance Measure
The following questions are concerning behaviours which your
mother/father /husband may have demonstrated. Please indicate how often this
problem has occurred during the past week by filling in a number from 0-4.
Please respond to all statements.

How often:
0 1 2 3 . 4
Never Rarely Sometimes Frequently | All of the time
How often
04
1. __ Mother/father/husband shows lack of interest in daily aciivities.
2. ____Mother/father/husband makes unwarranted accusations.
3. ____ Mother/father/husband is verbally abusive, curses.
4. ___ Mother/father/husband empties drawers or closets.
5. ____Mother/father/husband dresses inappropriately.
6. ____Mother/father/husband exposes herself/himself indecently.
7. ____ Mother/father/husband screams for no reason.
8. ___ Mother/father/husband makes physical attacks (hits, bites, scratches,
kicks).
9. ____Mother/father /husband makes inappropriate sexual advances.
10.____ Mother/father/husband paces up and down.
11.____ Mother/father/husband moves arms and legs in a restless or agitated
way.
12.____ Mother/father/husband gets lost outside.
13.__ Mother/father/husband is incontinent of urine (wets herself/himself).
14.___ Mother/father/husband is incontinent of stool (soils herself/himself).
15._____ Mother/father /husband wakes up at night for no obvious reason.

16.____ Mother/father/husband wanders in the house at night.

17.____ Mother/father/husband sleeps excessively during the day.

18._____ Mother/father/husband overeats.

19.___ Mother/father/husband refuses to eat.

20.____ Mother/father/husband cries or laughs inappropriately.

21.____ Mother/father/husband refuses to be helped with personal care tasks
such as bathing, brushing teeth.

22._ Mother/father/husband throws food.
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23.___ Mother/father/husband wanders aimlessly outside or in the house
during the day.

24.____ Mother/father /husband hoards things for no obvious reason.

25._____Mother/father/husband destroys property or clothing, breaks things.

26.____ Mother/father /husband loses, misplaces, or hides things.

27.____Mother/father/husband asks the same question over and over again.

28.____ Mother/father /husband repeats the same action, {(e.g., wiping table)over
and over again.
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Centre de Recherche du
Centre hospitatier Cate-des-Neiges

October 1, 1992

April D*Aloisio

Dalhousie University
Department of Psychology
Halifax, Nova Scotia

B3H 4J1

Ms, D'Aloisio:

Thank you for your interest in our “Dementia Behavior Disturbance Scale®. Please feel
free to use the scale in your research. The instrument is in the public domain and so
there is no cost associated with its use. However, I would be grateful if you could keep
me up to date on resuits of rescarch in which the DBD is used.

1 am enclosing a copy of the questionnaire as it is applied in cur research projects. To
obtain the final scorr: on the scale, simply calculate the sum of the scores on each of the
items.

You may be interested 1o know that the scale is being used in the Canadian
Collaborative Study of the Epidemiology of Dementia, a large-scale study which is
currently in progress in 19 centres across Canada.

Do not hesitate to contact me if you have any questions. Good luck in your work.

Sincerely yours,

fo
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Appendix F: Burden Measure
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Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:

0 1 2 3 4

Never Rarely Sometimes Frequently | Nearly always

How often
04
1. Do you feel that your relative asks for more help than she/he needs?

2. Do you feel that because of the time you spend with your relative that
you don't have enough time for yourself?

3. Do you feel stressed between caring for your relative and trying to meet
other responsibilities for your family or work?

4, Do you feel embarrassed over your relative's behaviour?

5. Do you feel angry when you are around your relative?

6. Do you feel that your relative currently affects your relationship with
other family members or friends in a negative way?

7. Are you afraid of what the future holds for your relative?

8. Do you feel your relative is dependent on you?

9. Do you feel strained when you are around your relative?

10. Do you feel your health has suffered because of your involvement with
your relative?

11. Do you feel that you don't have as much privacy as you would like,
because of your relative?

12. Do you feel that your social life has suffered because you are caring for
your relative?

13. Do you feel uncomfortable about having friends over because of your

relative?
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14. Do you feel that your relative seems to expect you to take care of
her/him as if you were the only one she/he could depend on?

15. Do you feel that you don't have enough money to care for your relative
in addition to the rest of your expenses?

16. Do you feel that you will be unable to take care of your relative much
longer?

17. Do you feel you have lost control of your life since your relative's
condition?

18. Do you wish you could just leave the care of your relative to someone
else?

19 Do you feel uncertain about what to do about your relative?

20. Do you feel you should be doing more for your relative?

21. Do you feel you could do a better job in caring for your relative?

22. Overall, how burdened do you feel in caring for your relative?

0. Not at all 1. A little 2. Moderately 3. Quite a bit 4. Extremely
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PENNSTATE -

Gerontology Cener The Pennsyivania Swae University
College of Health and Humea D P 210 Hend Building South
Usiveruty Park, PA 16802-6305

October 7, 1992

April D*Aloisio
Department of Psychaology
Dalhousie University
Halifax, Nova Scotia
Canada B3H 4J1

Dear Ms. D'Aloisio:

You have permission to use the Burden Interview in your
reseaxch. (The correct title of the Iinstrument 1is "“Burden
Interview®, not Zarit Burden Interview).

I bave enclosed scme recent papers for your interaest. The
book you inquired about, Caregiving Svstems: Informal and Formal

, 1s an edited volume of papers presanted at a confarence on
caregiving hel@ here a year ago. It will be published early next
year Dby Erlbaunm. You might also look for a paper on the
consequencaes of institutionalization which should be appearing in

the October . I de not have copies available to
include right now.

As for your request about internship possibilities, there is
not currently a clinical training program at Penn State with an
ezphasis on aging. There are still very few programs of that kind,
and I am not sure what I could recommend to ycu.

Good luck with your research.

Sincerely,

ol /2

Steven H. Z3drit, Ph.D.
Professor of Human Develcopment

Nupoe et demerioagy |-+ agnn
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Appendix G: Anger Subscale of the Burden Measure



120

Anger Subscale of the Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:
0 1 2 3 4
Never Rarely Sometimes Frequently | Nearly always

How often

04

1. ____Do you feel that your relative asks for more help than she/he needs?

5. ___ Do you feel angry when you are around your relative?

6. ____ Do you feel that your relative currently affects your relationship with
other family members or friends in a negative way?

9. ____ Do you feel strained when you are around your relative?

16.___ Do you feel that you will be unable to take care of your relative much
longer?

18, Do1 yc;u wish you could just leave the care of your relative to someone
else?

19. Do you feel uncertain about what to do about your relative?
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Appendix H: Global Physical/Emotional Stress Subscale of the

Burden Measure
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Global Physical/Emotional Stress Subscale of the Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:
0 1 2 3 4
Never Rarely Sometimes Frequently | Nearly always
How often
04
3. Do you feel stressed between caring for your relative and trying to meet
other responsibilities for your family or work?
7. Are you afraid of what the future holds for your relative?
10. Do you feel your health has suffered because of your involvement with
your relative?
15. Do you feel that you don't have enough money to care for your relative
in addition to the rest of your expenses?
17. Do you feel you have lost control of your life since your relative's
condition?

22. Overall, how burdened do you feel in caring for your relative?

0. Not at all 1. A little 2. Moderately 3. Quite a bit 4. Extremely



Appendix I: Patient Dependency Subscale of the Burden Measure
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Patient Dependency Subscale of the Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:
0 1 2 3 4
Never Rarely Sometimes Frequently | Nearly always
How often
0-4
8. ____ Do you feel your relative is dependent on you?
12.____ Do you feel that your social life has suffered because you are caring for

your relative?

14. Do you feel that your relative seems to expect you to take care of
her/him as if you were the only one she/he could depend on?



Appendix J: Social Discomfort Subscale of the Burden Measure
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Social Discomfort Subscale of the Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:

0 1 2 3 4

Never Rarely Sometimes Frequently | Nearly always

How often
04
4. Do you feel embarrassed over your relative's behaviour?

13. Do you feel uncomfortable about having friends over because of your
relative?
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Appendix K: Lack of Privacy Subscale of the Burden Measure
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Lack of Privacy Subscale of the Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:
0 1 2 3 4
Never Rarely Sometimes Frequently | Nearly always
How often
04
2. ____ Do you feel that because of the time you spend with your relative that

you don't have enough time for yourself?

11. Do you feel that you don't have as much privacy as you would like,
because of your relative?
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Appendix L: Guilt Subscale of the Burden Measure
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Guilt Subscale of the Burden Measure

The following is a list of statements, which reflect how people sometimes feel
when taking care of another person. Please read each statement and indicate
how often you feel that way: Never, Rarely, Sometimes, Frequently, or Nearly
Always. There are no right or wrong answers.

How often:
0 1 2 3 4
Never Rarely Sometimes Frequently | Nearly always
How often
0-4
20.____ Do you feel you should be doing more for your relative?

21. Do you feel you could do a better job in caring for your relative?
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The purpose of this questionnaire is to discover how various persons feel about
their demands as caregivers. There are 22 statements of thoughts and feelings
about caregiving. Please read each statement carefully and decide if you ever
feel this way about caregiving. If you have never had this feeling, fill in 0 (zero).
If you have had this feeling, indicate how often you feel it by filling in the
number (from 1 to 6) that best describes how frequently you feel that way.

How Often:
0 1 2 3 4 5 6

Never A few Oncea A few Once a A few Everyday
times a monthor |timesa |week times a
yearor |less month week
less

How Often

0-6 Statements:

L. I feel emotionally drained from being a caregiver.

2. 1 feel used up after a day of taking care of my
mother/father /husband.

3. I feel fatigued when I get up in the morning and have to face
another day taking care of mother/father/husband.

4. I can easily understand how my mother/father/husband
feels about things.

5. I feel I treat my mother/father/husband as if she/he were
an impersonal object.

6. Being with my mother/father/husband all day is really a
strain for me.

7. I deal very effectively with the problems of my
mother/father /husband.

8. I feel burned out from being a caregiver.

9. I feel I'm positively influencing my
mother/father/husband’s life through my work as a
caregiver.

10. I've become more callous towards people since I became a
caregiver.

11. I worry that being a caregiver is hardening me emotionally.

12. I feel very energetic .

13. I feel frustrated by taking care of my
mother/father /husband.

14. I feel I'm working too hard at caregiving.

15. I don't really care what happens to my
mother/father /husband.

16. Being with my mother/father/husband puts too much stress
onme.

17. I can easily create a relaxed atmosphere with my

mother /father /husband.



18.

19.
20.
21.
22.

1] ]
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I feel exhilarated after spending quality time with my
mother/father /husband.

[ have accomplished many worthwhile things as a caregiver.
I feel like I'm at the end of my rope.

As a caregiver, I deal with emotional problems very calmly.
I feel my mother/father/husband blames me for some of
her/his problems.
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Appendix N: Depression Measure
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Depression Measure

On this questionnaire are groups of statements. Please read each group of
statements carefully.

Then pick out the one statement in each group which best describes the way you
have been feeling the past week, including today! Circle the number beside the
statement you picked.

If several statements in the group seem to apply equally well, circle each one. Be
sure to read all the statements in each group before making your choice.

1.

WM PO WNRO WN = LN O WP O

WNPPO

I do not feel sad.

I feel sad.

I am sad all the time and I can't snap out of it.
I am so sad or unhappy that I can't stand it.

I am not particularly discouraged about the future.

I feel discouraged about the future.

I feel I have nothing to look forward to.

I feel that the future is hopeless and that things cannot improve.

I do not feel like a failure.

I feel I have failed more than the average person.
As I'look back on my life, all I see is a lot of failures.
Ifeel I am a complete failure as a person.

I get as much satisfaction out of things as I used to.

I don't enjoy things the way I used to.

I don't get real satisfaction out of anything anymore.
I am dissatisfied or bored with everything.

I don't feel particularly guilty.

I feel guilty a good part of the time.
I feel quite guilty most of the time.
I feel guilty all of the time.

Idon't feel I am being punished.
I feel I may be punished.

I expect to be punished.

I feel I am being punished.

I don't feel disappointed in myself.



10.

11.

12.

13.

14.

WRN O LN RO WN = O WN RO Y SR W N

LNNRO

N = O
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I am disappointed in myself.
Iam disgusted with myself.
I hate myself.

I don't feel I am any worse than anybody else.

I'am critical of myself for my weaknesses or mistakes.
I blame myself all the time for my faults.

I blame myself for everything bad that happens.

I don't have any thoughts of killing myself.

I have thoughts of killing myself, but I would not carry them
out.

I would like to kiil myself.

I would kill myself if I had the chance.

I don't cry any more than usual.

I cry more now than I used to.

I cry all the time now.

I used to be able to cry, but now I can't cry even though I want to.

I am no more irritated now than I ever am.

I get annoyed or irritated more easily than I used to.

I feel irritated all the time now.

Idon't get irritated at all by the things that used to irritate me.

I have not lost interest in other people.

I 'am less interested in other people than I used to be.
I have lost most of my interest in other people.

I have lost all of my interest in other people.

I make decisions about as well as I ever could.

I put off making decisions more than I used to.

I'have greater difficulty in making decisions than before.
I can't make decisions at all anymore.

Idon't feel Ilook any worse than I used to.

Iam worried that I am looking old or unattractive.

I feel that there are permanent changes in my appearance that
make me look unattractive.

I believe that I Jook ugly.
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19.
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I can work about as well as before.

It takes extra effort to get started at doing something.
I have to push myself very hard to do anything.

I can't do any work at all.

I can sleep as well as usual.

I don't sleep as well as I used to.

I wake up 1-2 hours earlier than usual and find it hard to get
back to sleep.

I wake up several hours earlier than I used to and cannot get
back to sleep.

I don't get more tired than usual.

I get tired more easily than I used to.

I get tired from doing almost anything.
I am too tired to do anything,

My appetite is no worse than usual.

My appetite is not as good as it used to be.
My appetite is much worse now.

I have no appetite at all anymore.

I haven't lost much weight, if any, lately. I am purposely
I have lost more than 5 pounds. trying to lose

I have lost more than 10 pounds. weight by eating
I have lost more than 15 pounds. less.

Yes No
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21.

WO
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I am no more worried about my health than usual.

I am worried about physical problems such as aches and pains; or
upset stomach or constipation.

I am very worried about physical problems and it's hard to think
of much else.

I am so worried about my physical problems that I cannot think
about anything else.

I have not noticed any recent change in my interest in sex.
Iam less interested in sex than I used to be.

I am much less interested in sex now.

I have lost interest in sex completely.
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Appendix O: Desire to Institutionalize Measure



Desire to Institutionalize Measure
These next questions are about placement in institutions for long-term care.

1. In the last year have you ever thought about placing your
mother/father/husband in a nursing home or other institution? Have you
thought about it:

1 very seriously

2 somewhat seriously

3 haven't thought seriously about it

4 haven't thought about this at all

2. In the last year, have you discussed it with anyone? Yes
3. Have you called a nursing home or institution? Yes
4. Have you visited a nursing home or institution? Yes

5. Have you taken your mother/father/husband to visit a nursing home or
institution? Yes

6. Have you applied for placement? Yes

142

No
No
No

No
No
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Dalhousie UniverSity Department of Psychalogy
Halifax, Nova Scotia
Canada B3H 4)1

[92) 4943417
FAX: (902) 494-6585

Sepiember 14,1992,

Dr. Gonyea
Boston University School of Social Work,
%gay State Rd. Boston, MA

Dear Dr. Gonyes,

{ am writing to request permission = use your questionnaire on the Stages of
Institutional Decision-making in my research on the "Emotonal Correlates of the Desire to
Institutionalize in Caregivers to Dementia Patients”, It is necessary for e to obtain written
pmnissioninoxdutoincludcmismsminmym.mﬁis. 1 would also be interested
in hearing about and/or recciving reprints of your latest work. 1 look forward to your reply.
Thank-you. .
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Appendix P: Social Desirability Measure



145

Social Desirability Measure

Listed below are a number of statements concerning personal attitudes and traits.
Read each item and decide whether the statement is true or false as it pertains to
you personally.

1. Before voting I thoroughly investigate the qualifications of ail T F
the candidates.

2. I never hesitate to go out of my way to help someone in trouble. T F

3. It is sometimes hard for me to go on with my work if I am not T F
encouraged.

4.1 have never intensely disliked anyone. T F

5. On occasion I have had doubts about my ability to succeed in T F
life.

6. I sometimes feel resentful when I don't get my way. T F

7. 1am always careful about my manner of dress. T F

8. My table manners at home are as good as when I eat outin a T F
restaurant.

9. If I could get into a movie without paying and be sure I was not T F
seen, I would probably do it.

10. On a few occasions, I have given up doing something because I T F
thought too little of my ability.

11. I like gossip at times. T F

12. There have been times when I felt like rebelling against people T F
in authority even though I knew they were right.

13. No matter who I'm talking to, I'm always a good listener. T F

14. I can remember "playing sick” to get out of something. T F

15. There have been occasions when I took advantage of someone. T F

16. I'm always willing to admit it when I make a mistake. T F

17. I always try to practice what I preach. T F

18.Idon't find it particularly difficult to get along with loud T F

mouthed, obnoxious people.



19. I sometimes try to get even, rather than forgive and forget.
20. When 7 don't know something I don't at all mind admitting it.
21. 1 am always courteous, even to people who are disagreeable.
22. At times I have really insisted on having things my own way.
23. There have been occasions when I felt like smashing things.

24. 1 would never think of letting someone else be punished for my
wrongdoings.

25. 1 never resent being asked to return a favour.

26. I have never been irked when people expressed ideas very
different from my own.

27.1 never make a long trip without checking the sarety of my car.

28. There have been times when I was quite jealous of the good
fortune of others.

29. I have almost never felt the urge to tell someone off.
30. I am sometimes irritated by people who ask favours of me.
31. I have never felt that I was punished without cause.

32. I sometimes think when people have a misfortune they only
got what they deserved.

33. 1 have never deliberately said something that hurt someone's
feelings.

-, 4 1 94 =3 3

N
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Appendix Q: Letter of Introduction
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Letter of Introduction

Dear

Recently I saw your __(father, mother, husband)  in my clinic. As you

know, I made a diagnosis of and we discussed some aspects of

this disease. As we discussed at that time, an important part of our care for your

(father. mother, husband) is to make sure that you too remain healthy. We

discussed briefly your experience in giving care.

The matter of caregiving for patients with these diseases is currently an
active area of research across North America and is also being investigated at
Dalhousie University. A Ph.D. student in clinical psychology, April D'Aloisio, is
in fact doing her Ph.D. thesis on the experience of caregiving. She has worked
with many of our patients in the past, in particular the elderly and caregivers to
the elderly, as part of her training in clinical psychology. I am writing to ask if

you would consider participating in her study.

If you agree, you may contact me at 496-2687. April will then contact you
and, at a time convenient to you, come to your home, or meet in some other
convenient locale, to discuss your experience with caregiving. This will be in the
form of a structured interview which takes approximately 1 1/2 hours to

complete.

We support April's work and look forward to the results. You are,
however, under no obligation to participate, and of course if you choose not to
participate, this will in no way affect the sort of care which you can expect to
receive. If you do choose to participate, then you can be assured that the results

will be strictly confidential and indeed the results of your participation will be
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known only to April. We are hoping that 100 people will choose to take part in
this project. The information from this survey will be reported for the group and

will not be reported in any way that can allow identification of an individual.
I 'am grateful to you for your consideration of this request.

Yours sincerely,

Kenneth Rockwood, MD, FRCPC
Division of Geriatric Medicine
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Appendix R: Informed Consent Form
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Informed Consent Form

[Subject's Name: id.#

Investigators: April D'Aloisio and Dr. Mick Sullivan.
Project title: The Emotional Consequences of Caregiving

Introduction: You are invited to take part in a research study at Camp Hill
Medical Centre. It is important that you read and understand several general

principles that apply to all who take part in our studies:

(1)  Taking part in the study is entirely voluntary. Your decision on
participation in this study will not affect the quality of care provided to you or

your relative for whom you provide care.

(2)  Personal benefit may not result from taking part in the study, but

knowledge may be gained that may benefit others.

(3)  You may withdraw from the study at any time without penalty or

loss of any benefits to which you are otherwise entitled.

The nature, risks, inconveniences, discomforts, and other relevant
information about the study are discussed below. You are urged to discuss any

questions you may have about this study with the investigators.
Purpose of Study:

Caregiving may put many demands on the caregivers. There is a need to

know how these demands affect caregivers emotionally. Additionally, it is also
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important to understand whether the emotional experience of caregivers
influences their decision to place their elderly relative in a nursing home. The
purpose of this study is to assess your caregiving demands, your feelings and

your thoughts and actions about placing your relative.
Conditions of involvement and Procedures

April D'Aloisio will be meeting you in your home or other convenient
locale for one session, lasting approximately 1 1/2 hours. At this time you will be
asked to fill out a number of questionnaires which pertain to a variety of issues
related to caregiving. You will be asked questions about your relative's health
and behaviour, how you have dealt with and reacted to your caregiving situation

and your thoughts and feelings about institutionalization.
Risks and Discomforts:

We do not expect there to be any risks associated with this study,
however, some participants may find the issues addressed in the questionnaires

distressing.

You may not derive any benefit by participating in this study. However,

the knowledge uncovered by the study may help others.
The Emotional Consequences of Caregiving
Other Relevant Information:

(1)  Confidentiality: When the results of a study such as this are
reported in medical and psychological journals at meetings, the identification of
those taking part is withheld. All questionnaires will be kept in a locked file in

the Clinical Psychology Department at Dalhousie University.
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(2)  Problems and Questions: Should any problems or questions arise in
regards to the study and your rights as a participant in clinical research, you may
contact April D'Aloisio (494-5178) or Dr. Mick Sullivan (494-5177), Clinical

Psychology Department, Dalhousie University.

(8)  Stopping the Study: You can decide to end your participation in the
study at anytime, without influencing your care or your relative's care at the

Camp Hill Medical Centre.
Complete Item Below

I have read and understand the explanation about this study and have
been given the opportunity to discuss it and ask questions. I hereby freely and
voluntarily consent to take part in this research study. I will be given a copy of

the consent form.

Signature of Participant Date

Signature of Investigator Date
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Appendix S: Correlation Coefficents



Appendix S: Pearson correlation coefficients among main variables and
subscales.

ZBI
Subscales ZAN Z5TR ZPRI ZDEP Z50C ZGUI
ZBI 80%* O1** 7 L7 S D2
ZAN 64** S2H* 43 A7* 39
ZSTR 69** S5** 42 A8
ZPRI S6** 21 23*
ZDEP 16 22
Z50C 15
EE T7* 63%* 69 68%* A4+ 36" 20
DEP 46%* 62%% 37 24* .20 46** 13
LPA 33%* 34 29* 18 .06 25* .08
BDI 55** 44** D7 25% 26 37 23*
DI 38** 19 28* 32* 28 .16 07

Zarit Burden Inventory (ZBI)
Zarit Anger Subscale (ZAN)
Zarit Physical /Emotional Stress (ZSTR)
Zarit Lack of Privacy (ZPRI)
Zarit Patient Dependency (ZDEP)
Zarit Social Discomfort (ZSOC)
Zarit Guilt (ZGUI)

Burnout
Emotional Exhaustion (EE)
Depersonalization (DEP)
Lack of Personal Accomplishment (LPA)
Beck Depression Inventory (BDI)

Desire to Institutionalize (D])
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