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Copin~ Stratc~ics Employcù by ln-Homc Family
Carc~i\'crs or Alzhcimcr', Palicnts
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Mosl dcmcntcd indil'iduals arc now carcd l'or al homc by ramily mcmbcrs.

Thc prcscnt study cxamincd thc c"pin~ stralc~ics cmploycd by ramily

carcgil'crs, thcir perception or burdcn, and thc inlclllai dialogucs cmploycd

by carcgil'crs to strcssful Cl'cnls. Sixtccn (13 fcmalcs, 3 males)

participants wilh an a\'cragc agc of 67.4 YCill's wcrc inlcrl'icwcd. Rcsulls

indicatc that carcgi\'crs who spend lcss hours pcr wcck caring for lhcir

carc rcccil'cr pcrcci\'cd lcss o\'crall burdcn and carcgi\'crs who

subjectil'c1y fcltthatthcy wcrc coping with thcir l'Olc lcndcd to IISC morc

coping stratcgics. Carcgi\'crs' intcrnal dialogucs and commcnts

conccrning problcms coping with Alzhcimcr's paticnts arc includcd.

Key wards: Alzhcimcr's discasc; ln-homc Carcgil'crs; Coping Slmlcgics
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Méthoùes de tr.litement de situation utilisées par
les membres de la famille proùiguantles soins aux patients

alleints de la maladie d'Alzheimer
Ste"en E. Reisler

•

•

Abrégé

La plupart ùes individus en démence sont maintenant soignés à la maison,

par ùes membres ù, la famille. La présente étude fait l'analyse ùes

méthoùes de traitement de situation utilisées par ceux qui prodiguent les

soins, de la façon d~)nt ces gens concoivent leur tâche, ainsi que des

dialogues internes qui ont lieu chez ces personnes lors de situations

difficiles. Seize participants (13 femmes et3 hommes) âgés en moyenne

de 67.4 ans ont été interrogés. Les résultats démontrent que les personnes

qui passent moins d'heures par semaine à soigner les patients sc sentent en

généml moins accablés par celle tâche, tandis que les personnes qui croient

assumer adéquatement leur rôle ont tendance à utiliser davantage les

méthodes de tmitement de situation. Les dialogues et les commentaires

formulés par les personnes qui prodiguent les soins eoncernant les

problèmes aux quels ils ont à faire face avec les personnes alleintes de la

maladie d'Alzheimer sont reproduits plus loin.

Mots-clés: Maladie d'Alzheimer; Personnes prodiguant les soins à la

maison; Méthodes de tmitment de situation
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Chapter 1

Review of the Literature

Alzheimer's disease (AD) is the most common form of
dementia.... Afrected individuals undergo a graduai but
relentless loss or r.1emory and other cognitive abilities.
Social ind~pendenee is lost. Survival is shortened. The
impact on close relatives is devastating. (Hyman, Damasio.
Damasio. & Van Hoesen. 1989)

•

A1zheimer's disease is now reeognized as the most common cause or ad'Ilt-onset

dementia (Priee. Whitehouse, & Struble, 1985). Dementia is delined "as a syndrome of

global loss of cognitive function. especially memory, surricienl 10 impair social or

occupalional function" (Larson, Kukull, Kalzman 1992, p. 43\). Il consisls of

impairment in shorl- and long-term memory, as weil as disturbances of other cognitive

runctions and/or personality changes. This disturbance musl he surricienl enough to

disrupt work, usual social activities, or relationships with others.

The increasing and widespread interest in age-associaled demenlia is a resull of

the rapid aging of the world populalion. As Rocca ancl Amaducci (1991, p. 56) stale,

"The increasing number of elderly people implies a larger number of subjecls al risk for

age-associated neurological disorders such as dementia...." This dictales lhal we take lhe

appropriate action in the provision or h:la11h, social, and olher services (Grundy, 1987).

An increase in the incidence or Alzheimer's disease and olher types or demenlias

will undoubtedly result in an expansion of both the rormal and informai caregiving

networks. Matras (1990) defines rormal caregiving as (a) care provided in closed or

institutional settings such as acute care hospitals or nursing homes; or (b) carc provided

in open or community settings sLich as health services, adult day carc cenlers, privale

homes, or residential groups. In contrast, he defines inrormal caregiving as .:are provided



by the family. For the purposes of this paper, informaI caregiving includes care provided

by family, friends, :md ail other infonnal networks and sellings.

St::veral studics have alluded to the demands, risks, and costs associated with

caregiving (see Clark & Rakowski, 1983). Even with the high emotional cost of caring

for someone with Alzheimer's disease, family members and other caregivers go to great

lengths to avoid institutionaliution of an ill spouse, parent, relative, or friend. Thus, the

informai support system is the primary resource for the aged (Clark & Rakowski, 1983;

Hooyman, Gonyea, & Montgomery, 1985).

This will result in an increase in the emotional and financial costs associated with

caregiving. Already, the costs of fonnal care are high. Estimates of the financial cost of

Alzheim~r'sdisease in the United States range between $24 and $48 billion each year

(Martin, 1989). Partially due to the escalating costs of long-tenn formai care, the

emphasis has shifted from instilUtional to community-based care for individuals, with the

infonnal support system as the primaI)' providers of emotional help and instrumental

services to elderly individuals with Alzheimer's disease (Robinson, 1983). 1t has been

estimated that family caregivers of the frail elderly save the United States federal

govemment from $9 to $17 billion each year (Vitaliano, 1990).

Until recently, research on coping typically excluded individuals over 65 years of

age. But, since the 198Os, there has been a growing interest in coping and the elderly

(sec Barusch, 1988; Cattanach & Tebes, 1991; Haley, Levine, Brown, & Bartolucci,

1987; Karuza, Zevon, Gleason, Karuza & Nash, 1990; Killeen, 1990; Lazarus &

DeLongis, 1983; Stephens, Norris, Kinney, Ritchie, & Grotz, 1989) and social support

for elderly caregivers (see Gallo, 1990; Greene & Monahan, 1989; Haley, Brown, &

Levine, 1987; Haley, Levine, Brown, & Bartolucci, 1987; Jacob, 1991; Thoits, 1986;

Vitaliano, 1990). The research has primarily examined the relationship between

caregiver stress, health effects, and coping.

•
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Nonh Ameriean society is an aging society. Sinee the turn of the century. Iife

expeetaney has inereased l'rom 47 ta 74.5 ycars. Sinee 1900. lhere has bcen an eightfold

inerease in the number of people 65 and older. Presently. in the Uniled States. Il <;( of

the population is avel' lhe age of 65. People over the age of 65 me no\\' the fastest·

growing segmenl of our population. Wilh growing medieal expertise. approximatcly hall'

of lhe populalion should survive unlil age 85. Women arc already approaching lhat

optimum. wilh aboul hall' of ail females living until80 years of age (Plum. 19H6).

By 2050. lhe ralio of Americans over lhe age of 65 is expceted to bc 1 in 5. This

represents a four-fold ir.crease in less than a cenlury (Plum. 19H6). Hecklcr (19H5)

affinns that the over-65 population in the United Stales will more lhan double l'rom 26

million in 1980 to 67 million by the middle of the neXI eentury. represenling m'cr 17% of

lhe total population (Davenpon. 1980). Currently, one in nine Americans is m'cr lhe age

of 65. Martin (1989) further points oUllhal2.2 million Americans arc over lhe age of H5.

and lhat by the year 2040. more than 12.9 million Americans will bc 85 or older.

Moreover, in each decade since 1940, the over-85 age group has increased by more lhan

50%, reaching 8.8% of the total population in 1980 (Rosenwaike & Dolinsky. 1987).

One area lhat has recenlly gained allenlion is lhe effeels of an aging populalion on

in-home family caregivers of palients wilh Alzheimer's disease. The dominanl inslilulion

of long-tenn carl.' is the family. Increased lif~-expcctancy has led to an expansion in lhe

demand for families 10 assume the caregiver roll.' (Long, 1990). Jutms and Veilleux

(1991) report that 70-80 pel' cent of ail caring for tile elderly is shouldered by lhe f'amily

network. Furlher, mosl caregivers are women, primarily wives and daughlers

(Malonebeach & Zarit, 1991; Steinmetz, 1980). Brady (1985) estimales lhal weil over 5

million people are involved in parent care at any given lime.

In arder to l'ully understand ail the implications and demands of lhe caregiving

roll.', we must examine lhe nature and background of Alzheimer's disease; lhe nalure of

family caregiving; and coping with the caregiving roll.'.

•
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Nature and Background of Alzheimer's Disease

Alzheimer's discase is a degenerative disorder which usually affects people over

the age of 65, but is also known to strike individuals in their late forties (known as

presenile dementia) (DSM-III-R, 1987). The basic feature of Alzheimer's is that it

develops so slowly that family members and medical professionals do not recognize the

deterioration for sorne time, It involves a "multifaceted loss of intellectual abilities, such

as memory, judgment, abstract thoughl, and other higher cortical functions, and changes

in personality and behavior" (DSM-III-R, 1987, pp, 119-120).

Origin of Disea~e

The term 'dementia' was used at the end of the nineleenth cenlUry to designate any

state of psychological deterioration associated with chronic brain disease, ln the elderly,

such states were referred to as 'senile dementia' (Berrios, 1990). In 1907, Alois

Alzheimer reported the case of a 51-year-old woman who had progressive cognitive

impairment, focal symptoms relating to higher cortical functions, hallucinalions,

deiusions and marked psychosocial incompetence, An autopsy later showed brain

atrophy, arleriosclerotic changes, senile plaques and neurofibrillary tangles (Berrios,

1900),

Characteristies of Alzheimer's disease

From the time the disease was firsl reported in 1907 by Dr. Alzheimer, research

has focused on its etio!ogy, As Weiner (1991) reports, we stand very close to where Dr.

Alzheimer slood 85 years ago. Thal is, we know \ittle about the causes of the disease.

Presently, suspected cases of Alzheimer's are diagnosed by a process of elimination,

Tests are performed for other forms of dementia. If ail the tests come back negative, we

refer to the disorder as Primary Degenerative Dementia of the Alzheimer type. Thus,

more than 85 years after Dr. Alzheimer reported the disease, we still do not know how

such changes oceur (Hyman et aL, 1989).

•
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The criteria for diagnosis of Alzheimer's disease are threefold: (a) the presem:e of

dementia; (b) an insidious onset, followed by progressive deterioration; (c) the exclusion

of ail other specific causes of dementia and dementia-Iike symptoms by hislory. physical

examination, laboratory tests, and psychometrie and other special studies (Heckler, 1985).

That is, a diagnosis of Alzheimer's can only be made after ail other causes have been

ruled out (Martin, 1989). An accurate diagnosis of Alzheimer's disease can be made only

at autopsy (Perlmutter & Hall, 1985; Price, Whitehouse, & Struble, 1985). Without an

autopsy, ail other diagnoses are based on inforrned inference.

Alzheimer's disease is verified with an autopsy, which shows brain degeneration

consisting of large numbers of neurofibrillary tangles (NFrs) and neuritic plaques (NPs)

(Hyman et al., 1989) as weil as intraneuronal granulovacuolar degeneration in the

cerebral cortex (Davenport, 1980). Neurofibrillary tangles and senile plaques are the

characteristic features of Alzheimer's disease (Schmidt, 1983).

Alzheimer's disease is a brain disorder of unknown etiology which is

characterized bya progressive loss of memory and intellectual function (Heckler, 1985).

ln addition to progressive 10ss of memory individuals afllicted with dementia show signs

of impaired ability to calculate; disorientation to time, place, and persan; defective

judgment; and a labile affect (Davenport, 1980). Earlier stages of the disease are marked

by memory impairments and subtle personality ehanges such as signs of apathy,

withdrawal, etc. Although later stages of dementia are easily recognizable, earlier

symptoms are often poorly defined and missed. Changes are often sa subtle that even

close relatives or friends may be unaware of the beginning stages of dementia. Early

symptoms of dementia are characterized by disturbances in the patient's capacity ta solve

simple problems, or by a deterioration of the patient's thought processes (Davenport,

1980). Weiner (1991) reports that Alzheimer's disease differs from normal age

associated cognitive deficits. Although ail aspeets of cognitive function are impaired in

the luter stages. the processes damaged earliest are: attention. concentration. short-terrn

•
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memory, naming objects, and the ability to copy simple geometric figures. In the carly

stages, an individual inflicted with Alzheimer's disease experiences functional difficultics

in instrumental skills (e.g., shopping, 'Jandling money). As the disease progresses, the

individual has problems with such self-care activities as toileting and dressing (Gauthier

& Gauthier, 1990). By the middle stages of the disease, behavioral problems become

more apparent, while the intellectuai and personality disturbances become more severe.

Individuals with Alzheimer's disease eventually show profound cognitive changes,

inciuding marked disorientation to time, place, and person. The individuai may become

inattentive, incontinent, and totally incapable of self-care (Heckler, 1985). As

Alzheimer's disease progresses, recognition of familiar sUIToundings and faces becomes

impaired (Hymen et al., 1989).

Although "normal" aging brings a decline in performance on the nonverbal

subtests of the Wechsler Adult Intelligence Scale (Wft IS), performance on verbal

subtests is retained. In contrast, similar tests of individuais with Alzheimer's disease

show a marked decrement on tests that assess such ccgni ti ve processes as memory,

temporal orientation, visual perception, and language. In particular, factual memory of

the episodic type, especially the acquisition of new episodic memories and the retrieval of

previously acquired memories becomes progressively impaired (Hyman et al., 1989). In

addition to profound changes in episodic and generic verbal and nonverbal memory

processes, deficits can be secn in decision making, problem solving, sensory integration,

and attention. However, motor and elementary perceptual processes, and both phonemic

and syntactical aspects of language, remain relutively intact until very advanced stages of

the disC<1Se (Hyman et al., 1989).

Causes of Alzheimer's disease

One of the most disturbing consequences of Alzheimer's disease to family

members and caregivers, is that we are uncertain as to what causes the disease. Although

we are uncertain of the etiology of the disease, several hypotheses have been put forward.

•
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These include (a) neurotransmiller Dl' other neuroehemieal deficits or imbalance.

particularly acetycholine and neuropeptides; (b) selective brain cell death or injury

induced by a slow virus or other atypical transmissible agents; (c) excessive accumulation

in the brain of environmenta! toxins (e.g., exposure to aluminum); (d) genetic factors

such as a defect to the trisomy 21 gene; (e) an autoimmune proees.'; (1) vascular

phenomena; anci (g) head trauma (Davenport, 1980; Heekier, 1985; Larson et al., 1992;

Priee et al., 1985; Rocea & Amaducci, 1991; Schmidt, 1983; Schneck et al., 1982;

Wilcock, 1988).

Prevalenee of Alzheimer's Disease and Other Dementlas

Approximately 4.4% of ail persons over the age of 65 have sorne degree of severe

intellectual impainnent. Sixty-five percent of these elderly individuals suffer from

Alzheimer-type dementia (Brill, 1984). It is estimated !hat over three million Americans

are now affected by Alzheimer's disease, while milder fonns of dementia probably affect

two ta three times this number (Hyman et al., 1989). Of the 3 million Americans,

approximately half suffer from severe dementia (Martin, 1989) and II % of those over the

age of 65 have mild fonns of dementia (Davenport, 1980). No longer can wc consider

chronic dementia as a simple concomitant of "nonnal" aging.

Although Alzheimer's disease has been known to afmct patients under 50 years of

age, the risk of developing the disease increases dramatical!y with age. For instance,

although the prevalenee of Alzheimer's disease among individuals 65 and aider is

approximately 6%, this number inereases ta 10% at age 75 and mushrooms ta 20% for

persans 85 and aider (Heckler, 1985). If one considers future demogmphics, the numbcr

of cases of Alzheimer's disease will double by the year 2000, and quintuple by the year

2040 (Martin, 1989). Plum (1986) reports that the annual incidence rate of new cases of

Alzheimer's disease is about 3.5%. ln addition ta age-related factors, Rocca and

Amaducci (1991) point out that the risk for Alzheimer's disease is higher for females than

for males since women live longer than men.

•
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Alzheimer's discase is a significant cause of morbidity in the elderly population.

Alzheimer's disease and related disorders is now the fourth leading cause of death in the

United States, with an expected 100,000 dying from the iIlness (Brill, 1984). Martin

(1989) reports that patienlS with dementia are expccted to survive one-third as long aCter

onset as unaffected persons of the same age. Kay and associates (1962: ci ted in Schneck,

Reisberg, & Ferris, 1982) found that the average survival period was 2.6 yeals for

demented men and 2.3 ycars for demented women. This compares to 8.7 years and 10.9

years for an age-matched sample of nondemented men and women, respcctively. One of

the devastating apeclS of Alzheimer's disease is that no treatment has yet been shown to

be effective in preventing, reversing, or even arresting ilS biological ravages (Blass,

1984).

•
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Problems Associated with Alzheimer's Disease

Deutsch and Rovner (1991) have indicated that individuals afflicted with

Alzheimer's disease are known to have certain behavioral symptoms. For instance,

..~itation, psychotic symptoms, wandering, and sleep disturbance are common behavioral

problems a~sociated with the disease. The authors go on to indicate that at least 50% of

patients attending outpatient dementia clinics anJ 75% of demented nursing home

patients have behavioral disorders. Rabins (1989) reports that 60-75% of demented

individuals suffer from at least one significant behavioral problem.

Agitation is defined as "inappropriate verbal, vocal, or motor activity that is not

explaincd by needs or confusion per se." Deutsch and Rovner (1991) have identified

threc syndromes of agitation: physical aggression, verbal aggression, and nonaggressive

behaviors. Examples of the most common forrn of agitation, nonaggressive behaviors,

include pacing, motor restlessness, and constant requeslS for attention. Dysphoric

patients may seem lethargic during the day, while the evening brings insomnia and the

"sundowning" phenomenon (increased confusion and disorientation during the evening).

Other manifestations of agitation may include incessant purposeless activity (abulia),



scrcamll1g. episodes of unprovoked or exaggerated rage (Martin. 1989), distressing picas.

apparent psychic torment (McLean, 1987). and irritability (Rabins. 1989).

In 1907, when Alzheimer first describcd the disea~e. one of the prerequisites for

diagnosis l'las the presenee of psyehotic symptoms. Although this is no longer a

prerequisite for diagnosis (DSM-III-R, 1987), a numbcr of patienL~ with dementia of the

Alzheimer's type (DAT) suffer l'rom psychosis. The most common forms of psychosis

are persecutory deiusions, suspiciousness, and the belief that people are stealing l'rom

them (Deutsch & Rovner, 1991). Accusations that things are bcing taken are espccially

common (Rabins, 1989),

Another serious problem for families of individuals with Alzheimer's is

wandering behavior that occurs in 3% to 26% of outpatients attending a dementi.. clinic.

Four types of wandering patterns have been identified: exit-seekers, self-slimulalors,

akathesiacs, and modelers. Exit-seekers attempt to leave, whereas self-slimulalors

manipulate the door, more as an aetivity that for the purpose of lcaving. Akathesiacs arc

charaeterized in much the same l'layas those individuals who exhibit nonaggresive

behaviors, That is, they manifest restlessness, pacing, and fidgeling behaviors.

Individuals who follow people around are considered modelers (Deutseh & Rovner,

1991).

•
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Sleep disturbance, as evidenced by multiple nighttime awakenings is anolher

behavioral symptom that is commonly found in patients with DAT. Reebok (1990: ciled

in Deutsch & Rovner, 1991) found that 23% of subjects had two to five nighttime

awakenings, and another II% had early morning awakenings.

Another feature of Alzheimer's disease is that an individual's ability to express

himself/herself or to comprehend what is being said is affected. For instance, the patient

may say the opposite of what is meant to be said (no for yes), use an incorrect ward

(spaon for pen), or use words that are either combinations of other words (write downer



for pen), or totally made up. These paraphasie errors are an important indicator of

aphasie language disorder (Rabins, 1989).

Although not eommonly reported, sexual prob1ems in the demented are among the

most distressing problems reported by caregivers. Examples of sexual problems indude:

hypersexuality, hyposexuality, and public displays of sexuality. Patients with an

inercased appetite for sexual aetivity frequently forget abouttheir reeent sexual aetivity

(Rabins, 1989).

Early stages of Alzheimer's disease are ehameterized by passive changes In

pcrsona1ity. Examples of passive behaviors include: coarsening of affect, decreased

spontaneity, inactivity, passive changes of insecurity, and less cheerfulness (Deutsch &

Rovne7, 1991). Frequently, these passive persona1ity changes are interpreted as

deprc~sion. Family members and other caregivers report that the most commonly

occurring problcms arc memory impairment, emotional disorders manifested by outbursts

of anger and/or crying, demanding critical OOhavior, physical violence, night walking,

daytimc wandcring, hiding things, suspiciousness, hallucinations, delusions, difficultics

with meals and bathing, and incontinence (Baumgarten, Becker, & Gauthier, 1990; Brill,

1984).

•
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Family caregivers report that obtaining assistance with providing recreational and

diversional activities was their grcatest necd. Caregivers further indicated the necd for

assistance with elimination, nutrition, sleep needs of the demented, physical care,

transportation, safety, and dental hygiene (Baines, 1984). In contrast, the greatest

concern of family caregivers was not OOing able to leave the house. Other concerns

centered around feeling worn out and tired and not knowing the oost way to care for an

individual with Alzheimer's disease. Of lesser concern to caregivers were sexual

relationships and the responsibility of caregiving (Baines, 1984).
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Several studies (e.g., Priee, Cowen, Lorion, & Ramos-McKay, 1989; Haley.

Brown, & Levine, 1987; Brown, 1983; Barrow, 1982) have examined coping-skills

training. Although previous research has identiried the nature of stress associated with

caring for a family member with Alzheimer's disease, some rindings seem contmdictory

ta others.
Nature of Famlly Careglvlng

One of the cruelest ironies of Alzheimer's disease is that while the mind slowly

deteriorates, mueh of the individual's physical vigor retains intact. Thus, the primury

caregiver, most often a spouse or a child, is forced ta see their loved one transrorrned into

a confused and helpless stranger. Heckler (1985) points outthat caregivers are often the

"hidden victims" of Alzheimer's disease. The caregiver is compclled ta meetthe patient's

needs while allempting to preserve his/her own well-being. More often than not, the

spouse caregiver spends exhausting days and nights in limbe between raies: neither wire

nor widow, husband nor widower, deprived not only of a companion but also the

opportunity ta moum. The caregiver sul'fers further emotional strain as the dementia

worsens and patients are no longer able ta reeognize who helps them with their daily

living (Heckler, 1985).

Charaeteristies of Family Caregivers

Most demented individuals are now cared for at home by family membcrs. Those

patients who were previous1y admilled ta hospitals for long-term treatmcnt planning are

now denied this help due ta more stringent utilization criteria and a move towards

deinstitutiona1ization (Brill, 1984). As weil as being necessitated by health care costs,

home care is usually preferred by the aider adult. At least hall' of the home care is

provided by spouses, many of whom are themselves old and vulnerable to diseuse



(Baines 1984). In fact one-third of caregivers are ovelthe age of 65, thus, the infonnal

care system is partially composed of the young-old caring for the old-old (Stone et al.,

1987). Further, it has been shown that men who assume the caregiver role are usually

older than women (Zarit, 1982: citcd in Barusch & Spaid, 1989).

Eventually, the disablcd person becomes increasingly dependent on their children

and relatives. This dependence is not without cost to families caring for their aged adults.

The caregiving raIe may become an overwhelming burden, causing excessive stress, of

which may result personal health problems. For instance, Baines (1984) found that only

10% of a sampie of caregivers reported their health status as excellent. The majority of

caregivers believcd their health to be poor to good. Surprisingly, 70% of caregivers still

reported being satisfied with their raie as carer. Brady (1985) speculates that family

caregivers report feeling satisfied with the caregiver raie because of the nonnative nature

of caring for a parent. She acknowledges that although nonnative, it is a stressful

experience, and one of which wc still know relatively \illie.

One would assume that due to their more advanccd age, men would report grcater

difficulty in managing certain caregiver raies. In fact, the opposite is truc. Barusch and

Spaid (1989) report that female caregivers typically report greater burden than do male

caregivers. They found that women's subjective reaction to caregiving tends to be more

negative than those of men. Severa! theories have been put forth to explain why female

caregivers report greater distress: (a) they experience greater "role overload," as they are

typically younger !han male caregivers; (b) elderly men are more difficult to take care of,

partially because they rely more hcavily on the primary caregiver; and (c) male caregivers

receive more infonnal and fonnal sources of support to case the burden of care.

Feminization of Caregiver Role

In data collected fram the 1982 Infonnal Caregivers Survey (Stone, Cafferata, &

Sangl, 1987), it was revcalcd that over 35% of all infonnal caregivers were spouses, with

wives accounting for ncarly 70% of this figure. Not only do wives make up the majority

•
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of spouse caregivers, bUI women in general assume lhe brunt of the caregiving dulies

(Brady, 1985; Finley, 1989; Kaye & Applegate, 1991; Malonebeach & zarit. 1991;

Stoller, 1990; Stone et al.. 1987). For instance, women spcnd an average of 16 hours a

week pcrforming tasks associated with this raie. They are generally closer to their elderly

relatives than men are: they live closer to, interact more frequently with, and theytend to

pravide more "hands on" personal care than do men (Kay & Applegate, 1991). Sorne

authcrs (e.g., Finley, 1989; Kaye & Applegate, 1991; Stoller, 1990) have labeled it the

feminization of eider caregiving, thus making it a "women's issue in the truest sense."

They have explained this gender difference in terms of a family division of labor, not

unsimilar to the division secn in housekeeping and child care. England and Farkas (1986:

cited in Finley, 1989, p. 85) state that "it seems that women's housework has been

institutionalized to the point that it has virtually taken on a life of ils own, unresponsive to

household variations in potential efficiency, male power, and ideology." Finley argues

that gender differenees in caregiving appear to have been similarly institutionalized.

Women's traditional primary role as homemaker has canied over into caring for

their sick elderly relatives. For many women, this resulls in doing triple dU1y: working

outside the home, caring for growing children, and providing eider care. For many

women, this combination praduces chronic role overload aecompanied by high levels of

stress and probable bumout (Kay & Applegate, 1991). Brady (1985) reports that over

one quarter of the women in her sarnple population had to quit their jobs because of their

elderly mothers' needs for care. Caregiver raie demands take on a greater significance

when it is understood that caregivers rarely relinquish a previous raie, even after they add

caregiving to their repertoire (Killeen, 1990). Thus, two important sources of caregiver

stress for female caregivers are: competing familial obligations and work connict (Stone

et al., 1987).

AIthough women continue to provide to the substantial portion of the caregiving

load, increasing numbers of men are now assuming caregiving responsibilities for their

•
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aging relatives. Stone et al. (1987) report that 28% of caregivers are nliW men, with 45%

of these being husbands. However, nonspousal male caregivers are more likely than their

female counterparts to be secondary caregivers. Il appears that men provide care from a

greater emotional distance, focusing m0re on such concrete, instrumental tasks as legal

and financial assistance. Adjustment to the caregiver role was found to be associated

with being in functional health, being male, and being a spouse caregiver. One

explanation for why men seem to adjust to the caregiving role casier than women is that

they tend to be more emotionally detached (Hinrichsen, 1991). Subsequently, women

suffer more stress and burden than do men (Kaye & Applegate, 1991).

Stoller (1990) reports that male helpers provide intermittent care, and less

frequently undertake routine household chores. Male caregiving tasks are associated with

day-to-day eider care. Male caregivers report the highest feeling of competence for such

tasks as: cooking, cleaning, heme repairs, and case management. They report lower

feelings of competence for such tasks as: bathing, grooming, toileting, and other

functional tasks. Il is in these tasks that men report the highest levels of stress and burden

(Kaye & Applegate, 1991).

Malonebeach and Zarit (1991) report that daughters tend to care for parents who

are more severely impaired in bath instrumental activities of daily living (lADL) and

activities of daily living (ADL). Further, they are more likely to perform personal and

hygienic tasks such as feeding, bathing, and toileting. AIso, daughters provide a fuller

range of assistance compared to other helpers (Stoller, 1990).

CBreglver Roles/l'asks

Caregiving is a complex, lime-consuming role. Sorne of the tasks involved in

carlng for an elderly individual with Alzheimer's disease are: instrumental activities of

daily living (IADL), such as communication (dialing the telephone, finding a phone

number, wriling a simple message, writing a legible signature) money management, food

preparation, home maintenance, and medication management; and activities of daily

•
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living (ADL), whieh include personal hygiene, mobility, dressing, and eating (Barusch &

Spaid, 1989; Noelker & Bass, 1989). Other tasks include: "normalizing" care-reccil'er's

routine, satisfying need for creativity, gaining knowledge about the diseuse/condition

(Clark & Rakowski, 1983), heavy household chores, laundry (Stoller, 1990), shopping,

and assistance (Stone et al., 1987).

Although men report performing more tasks than women (27 tasks in a month as

compared to 23), women reported experiencing more problems than men (an average of

17 problems in a month as compared to 12). More specilïcally, women were more likely

to report greater cognitive and emotional diflïculties. However, men were more likely to

have experienced health problems, to have been hospitaliztd, and to have been unable to

care for themselves (Barusch & Spaid, 1989).

Problems Associaled with the Caregiving Role

Smith, Smith, and Toseland (1991) have identified seven pressing problem

categories of caregiving. They are: (a) improving coping skills, including timc

management and dealing with stress; (b) family issues, including those regarding spouse,

siblings, and children; (c) responding to elder's care needs, including

emotionallbehavioral, physical/safety, and legalllïnancial; (d) quality of the relationship

with eider; (e) eliciting formai and informai support; (f) Guilt and feelings of inadequacy;

and (g) long-term planning. Barusch and Spaid (1989) divided problem situations into

six major areas: care management (e.g., physically difficult, liule time/energy), personal

and psychological (e.g., lonely, depressed, guilty, resentful, angry), interpersonal with

spouse (e.g., arguments, no appreciation, spouse overly dependent), inlerpersonal with

others (e.g., hard to ask for help, others don't understand), financial (e.g., loss of income,

lack of money, worried about fut::re), and personal health related (e.g., problems with

health, hospitalization, unable to care for self)

Caregivers of individuals with Alzheimer's disease report that the most serious

and difficult problems to deal with are physical violence, impaired memory, urinary and

•
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fecal incontinence, and suspiciousness (Brill, 1984). Other problems associated with

caregiver stress include: level of disability, caregiver's health. finances, and safety

problems (Baines, 1984). Several studies (e.g., Barusch, 1988; Brill, 1984; Jutras &

Veilleux, 1991; McLean, 1l}/37) have identified cornmon problems experienced by

families in giving care to individuals with Alzheimer's disease. These problems include

relatives not being helpful, loss of friends, no time for oneself, confiicting family

demands, criticism from relatives, wcrries of carer becoming ill, various feelings like

frustration, sadness, resignation, impatience, anxiety, and exhaustion. Barusch (1988)

found that the most common problems identified were missing the way the spouse was,

worrying over what would happen if the caregiver became ill, feeling depressed, and

finding it physically difficult to perform care-related tasks. In fact 30% to 50% of

caregi\ers in one study (Hooyman, Gonyea, & Montgomery, 1985) felt that their personal

lives had changed for the worse as a result of their role as caregiver. Although, 27% of

the respondents in the same study reported an increase in life satisfaction as a result of

caring for their older relative.

There are common emotional reactions that are associated with caring for a

progressively deteriorating relative or spouse. These include: anger, fatigue, depression,

grief, embarrassment, guilt (McLean, 1987), anxiety, psychosomatic disorders, and self

ulame (Toseland & Rossiter, 1989). Brady (1985) reports a long litany of mental health

symptoms, such as: depression, anxiety, frustration, helplessness, sleeplessness, lowered

morale, and emotional exhaustion. In addition to the emotional strains, the physical

demands of caregiving (e.g., loss of sleep) can also negatively affect physical health

(Toseland & Rossiter, 1989).

Emotional distress in caregivers is intensified when the care-receiver is someone

whom the caregiver feels a deep affection for, or an obligation to. Caregiving situations

are especially difficult when the caregiver role represents a regression from a past
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relationship that was more satisfying. This often leads ta repressed fear and anger, which

cause depression and feelings of guilt and hopelessness (Greene & Monahan ,1989).

Pollack (1987) conceptualized l'ive stages of emotional reactions that family

members deaiing with chronically ill patients go through. Stage J: FTllstratioll. ln the

earliest stage, often beginning before diagnosis, weil family members feel a sense of

disbelief, puzzlement, and discomforl. In this stage, the family feels a sense of

frustration, loneliness, guih, anger, and embarrassment; denial altemates with fear and

resentmelll builJs. Stage 2: Iso/atioll. As the physical and behavioral manifestations of

the illness beeome more pronounced, the caregiver senses more isolation with friends and

relatives phoning less frequently, socializing less, etc. The physical and emotional

burdens of caring for the patient increase. Stage 3: Resell/mell/. As the care receiver

becomes partiaily or totally dependent on the caregiver for ail the activities of daily

living, the caregiver's loneliness, exhaustion, guih, anger, and sadness manifest

themselves in resentmenl. "Why me?" asks the earegiver, who is feeling the burden even

more strongly. Stage 4: Lellillg Go. As the patient's illness continues and dependency

heightens, tht, earegiver must raise the question as to whether the patient needs to bc

institutionalized. This stage usually results with the caregiver experiencing an incredible

sense of sadness and guilt. Stage 5: Relief Versus Despair. The feelings of guilt, anger,

the sadness for the loss, and the relief that sometimes cornes l'rom the end of caregiving

must be confronted.

Even with ail the problems associated with caring for a relative with Alzheimer's

disease, families remain reluctant ta accept formai services, are fiercely independent, and

are hard ta find or serve until they reach a crisis point (Montgomery & Borgatta, 1989).

ln their study on formai and informai caregivers, Noelker and Bass (1989) found that a

large portion of households (42%) did not use formai services to meet personal care and

home heaith needs of elderly relatives.
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Stress and Eurden in the Caregiving Role

Jutras and Veilleux (1991, p. 41) define caregiver burden as the "overall

difficulties experienced by caregivers as a result of the assistance they provide." Miller

and McFall (1991) break caregiver burden into two pans: personal and interpersonal

burden. Persona! burden represents the caregiver's appraisal of his/her limitations in

persona! actions and activities caused by providing care. 1nterpersonal burden echos thc

caregiver's perceptions of the older person's prob1ematic behaviors. Ory et al. (1985:

cited in Novak & Guest, 1989, p. 798) define burden as "the impact of changes in

cognition and behavior of the Alzheimer patient on the family, and the patient's

subsequent need for care and supervision." Novak and Guest go on to describe burden as

being made up of rive factors: time-dependence burden, development burden, physical

burden, socia! burden, and emotiona! burden.

McLean (1987) indicates that the assessment of caregiver burden includes: time

devoted to caring for the demented persen, time spent away from the sufferer, changes to

persona! and socia!life resulting from caring, and frequency of behavioral symptoms and

stress caused by them. Heckler (1985) states that taking eare of an Alzheimer's patient is

physically grueling as weil as emotionally exhausting. She points outthat patients are in

constant need of attention and affection.

Lazarus and Fo1kman (1984) assen that providing care is stressful for caregivers

because the demands of the caregiving situation threaten to overwhelm the caregivers'

coping resources. They have defined stress "as any event in which environmental or

interna! demands (or bath) tax or exceed the adaptive resources of the individual, socia!

system, or tissue system." Lazarus and associates (e.g., Folkman & Lazarus, 1980;

Folkman, Lazarus, Gruen, & DeLongis, 1986; Lazarus & DeLongis, 1983; and Lazarus &

Folkman, 1984) have conceptualized one aspect of stress as hassles of daily living.

Kinney and Stephens (1989, p. 330) have defined hassles as "irritants - things that annoy

or bother you; they can make you upset or angry. Some hassles occur on a fairly regular
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basis and o!hers are relatively rare. Som.: have only a slight effect, whercas others have a

strong effecl." Non-normative events are likely to be more stressful than normative

events (Schulz & Rau, 1985).

Saillie, Norbeck, and Sames (1988) found thattwo conditions of caregiving were

significant predictors of psyehological distress: the mental condition of the eider and the

years of caregiving. It appears !hat caregivers who have been providing eare to mentally

impaired eIders for extended periods of time, and who have low social support are more

prone to psychological distress and depression. Sarusch and Spaid (1989) concluded that

the Most important predictor of caregiver burden was the number of memory or behavior

problems exhibited by the patient. The second Most important factor was caregiver age,

with younger caregivers reporting greater subjective burden. Other causes of

psychological distress and burden that have been identified in !he literature include: level

of assistance provided, participation in personal care activities of daily living, interaction

with professionals on behalf of the elderly, level of functional independence and health

slatus of the demented elderly, level of responsibility assumed by the caregiver, shared

living arrangements, social supports, subjective perceptions of caregiving, and the

relationship between the caregiver and the care receiver (Jutras & Veilleux, 1991;

Malonebeach & Zarit, 1991; Novak & Guest, 1989).

What one must kcep in mind is that although caregiving for an impaired eider has

been termed stressful, "...the primary stressor in caregiving is not necessarily an isolated

event, but rather the extended situation of deterioration and dependency" (Cattanach &

Tebes, 1991. p. 247). However, when the impainnent is chronic (as in the case of

Alzheimer's diseuse), caregiving May be conceptualized as a chronic stressor.

Effecl~ of Caregiving on Physical and Emotional Well·Seing

As already mentioned, there is a heavy emotional strain associated wi!h providing

care to a demented eider. In fact, studies (Gallo, 1990; Greene & Monahan, 1989;

Lawton, Moss, Kleban, Glicksman, & Rovine, 1991) have shown that depression in
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caregivers is above population nonns or comparative groups. Yaffe (1988) lists several

emotional and medical problems that may besiege the adult child caregiver, for instance,

(a) unpreparedness for suddenly assuming the role of caregiver may result in a sense of

helplessness and ambivalence; (b) feelings of parental overdependence, in tenns of both

time and emotion, countered by a sense of guilt for not doing enough; (c) resentment that

expected middle-age freedoms may be lost; (d) anger at siblings for not assuming equal

responsibility in parental care; (e) frustration and demoralization arising from difficult

and tiresome communication with a complex network of professional; and (f) heightened

fear of one's own aging, mortality, personal iIIness or disability. Yaffe concludes that

these feelings may result in depression and emotional collapse, lower life satisfaction,

poorer perception of one's own health, greater use of prescription medication, and greater

use of health care services. This constitutes evidence that it is appropriate to view

psychological well-being as an outcome of caregiving.

A number of studies (Cattanach & Tebes, 1991; Gallagher, Rose, Rivera, Lovett,

& Thompson, 1989; Long, 1991; Preston & Mansfield, 1984; Richman & Aaherty,

1985) have shown that caregiving may have negative effects on health. Caregivers of

functionally hnpaired eiders are more likely to report poorer hea1th than are caregivers of

functionally intact eiders. Haley, Levine, Brown, and Bartolucci (1987) report that

caregivers' subjective appraisals of care-recipient problems were better predictors of

depression than were objective measures. In addition, greater use of such problem

focused coping strategies as logical analysis, infonnation seeking, problem solving, and

affective regulation were related to higher self-reports of hea1th.

Gallagher et al. (1989) report that female caregivers were more distressed than the

normative sample, or thM male caregivers, aud that wives were the most distressed of ail.

They also found that 46% of individuals who sought help suffered from depression, but

among non-help-seekers, only 18% were clinically depressed. In addition, another 22%

of help-seekers had evidence of depressive features. Thus, only 32% of help-seekers
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were clearly not depressed. Vitaliano. Maiuro. Russo, and Becker (1987) found that

wishful thinking was positively related and problem-focused coping was negatively

related 10 depression in Alzheimer's disease spouses. Contmry to their expectations. the

relationship between coping and depression did not vary with appmisal or source of

stress.

•
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Lazarus and Folkman (1984) have idenliried three pathways through which

coping might adverse!y affect somalie health: (a) coping can influence the frequency.

intensity, duralion, and patteming of neurochemical responses; (b) heallh is negalively

affected when coping involves excessive use of alcohol, drugs, or tobacco, or \Vhen it

involves the individual in activities of high risk to life and limb; and (c) certain forms of

coping (e.g., denial) can impair health by impeding adaptive health/illness-rclated

behavior.

Coplng wlth the Careglvlllg Role

Diagnosis of Alzheimer's is a difficult event for a family to cope \Vith. For one

thing, society has attached a certain stigma to the term Alzheimer's disease. Il is very

stressful on bath the patient and the caregiver(s). One reason why it is so stressful is

because we have so many uncertainties regarding the disease (e.g., etiology, diagnosis,

treatment).

Folkman and Lazarus (1980) identified rive factors involved in coping: situalional

factors, including what the event was about, who was involved, how the event was

appraised, as weil as two demographic variables, age and gender. What Lazarus and his

colleagues (e.g., Folkman & Lazarus, 1980; Folkman et al., 1986; Lazarus & DeLongis,

1983; and Lazarus & Folkman, 1984) have conceptualized is a cognitive

phenomenological theory of psychological stress. The overall theoretical framework

involves a transactional reciprocal relationship between the person and the environment.

They have identified two processes which mediate this relationship: appmisal and coping.



Appraisal is a cognitive process. Primary appraisal involves the process through

which an event is evaluated. Secondary appraisal involves what coping resources and

options are available. as weil as which will have the best effect (Folkman & Lazarus.

1980). Three types of stressful appraisals have been hypothesized: harm-loss (refers to

damage that has already occurred). threat (refers to harrn or loss that has yet to occur but

is anticipated). and challenge (refers to an anticipated opportunity for mastery or gain).

Folkman and Lazarus (1980, p. 223) define coping as "the cognitive and

behaviora1 efforts made to master. tolerate, or reduce external and internaI demands and

connic!." There are three key features to this delinition. First, it is process oriellted, that

is it focuses on what the person actual1y thinks and docs in a specific stressful encounter.

Second, coping is viewed as cOlllextual, that is, influenced by the person's appraisal of the

actual demands and the resources for managing them. Third, no a priori assumptions are

made about what constilUtes good or bad coping. Therefore, coping is simply defined as

a person's efforts to manage demands, whether or notthe efforts are successful (Folkman,

Lazarus, Dunkel-Scheller, DeLongis, & Gruen, 1986; Folkman & Lazarus, 1984). There

are two main functions of coping, which are referred ta as problem-focused coping and

emotion-focused coping. Problem-focused coping involves the management or a1teration

of the source of stress for the relationship between the person and the environment.

Emotion·focused coping, on the other hand, refers to the regulation of stressful emotions.

According to appraisal theory, emotion-focused modes of coping will be

employed when the situation is viewed as threatening or harmful, and is appraised as

holding few possibilities for beneficial change. On the other hand, problem-focused

techniques are used when a situation is appraised as having the potential for amelioration

byaction. However, Folkman and Lazarus (1980) report that 98% of stressfuI episodes

were handled with both problem·focused and emotion-focused strategies. What one must

kcep in mind is that appraisal and coping continuously influence each other. Lazarus and

Folkman (1984) report that men are more likely to use problem-focused strategies,
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whereas women are more likely to employ emotion-focused strategies. (For examples of

problem-focused and emolion-focused strategies, see Killcen, 1990.)•
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Coping Strategies

Caregivers of elderly individuals with Alzheimer's disease report using seveml

different forms of coping strategies. These include: prayer, busying self, crying, talking,

hiding feelings, getting away, yelling, ignoring/forgetting, asring for help, taking drugs

or alcohol, exercise, smoking (Baines, 1984), avoidance, active mastery, failure to cope,

seeking information, manage but not change situation, use reframing or other cognitive

restructuring, seek help to change situation (Barusch & Spaid, 1989), social support

(Berkman & Syme, 1979; Gottlieb, 1991; Kaye & Applegate, 1991; Montgomery &

Borgatta, 1989; Toseland & Rossiter, 1989), group intervention (Clark & Rakowski,

1983), formai intervention (Hooyman et al., 1985; Miller & McFall, 1991),

environmental self-management, relaxation (Barrow, 1982), passivity, extended family

(Barusch, 1988), self-reinforcement, assertiveness (Brown, 1983), deliberate effort,

criticism (Hinrichsen, 1991), biofeedbaek, meditalion (Porter, 1981), use of imagery,

deep breathing exercises (Smith, Smith, & Toseland, 1991), passive forbeamnce (Strong,

1984), mutual role-playing, relabeling, situational reinterpretations (Thoits, 1986), and

engaging and disengaging strategies (Cattanach & Tebes, 1991). Moos (1993) divides

coping strategies into two categories - approaeh coping strategies and avoidance coping

stmtegies. He states:

ln general, approach coping is problem-fC'Cused; it reflecls
cognitive and behavioral efforts to mw,lCr or resolve life
stressors. ln contrast, avoidance coping tends to be
emotion-focused; it reflects cognitive and behavioral
attempts to avoid thinking about a stressor and its
implications, or to manage the affect associated with il. (p.
1)

Vitaliano, Russo, Carr, Maiuro, and Becker (1985) report that certain coping

strategies may be maladaptive. They found that coping strategies whose aim is to

regulate emotional reactions are associated with increased anxiety in family caregivers.



ln addition. those strategies which attempt to alter or manage the stressfu\ environment

have been found to be negatively related to depression and anxiety. Neundorfer (1991)

concludcs that examples of positive coping strategies are: problem-solving. reframing.

spiritual support. and reliance on extended family. Examples of negative coping

strategies include: passive avoidance. wishful thinking, confrontive coping, seeking

social support. accepting responsibility, and escape-avoidance.

Pearlin and Schooler (1978) report that women tend to use less effective coping

strategies than men. Perhaps one explanation for this is that men describe themselves as

more active copers, with greater internai locus of control (Barusch & Spaid. 1989;

Folkman & Lazarus, 1980). whereas women tend to view coping as outside of their

control.

Locus of Control

Rouer (1966) first coined the term internai locus of control. Since then, an

effective coping style has been characterized as one in which the stressed individual

assumes sorne control and believes that his/her own behaviors make a difference in the

outcome of a stressfui situation (Preston & Mansfield, 1984).

Brown (1983) reports that internai attributions of blame for failure may he

associated with depression. Simply stated, feelings of control over one's life are

important determinates of psychological well-being in caregivers of Alzheimer's patients

(Cattanach & Tebes, 1991) and help buffer the effects of stress (Richman & Aaherty,

1985). In a study on adult children's filial anxiety regarding the caregiver role. Cicirelli

(1988) found that those participants who had an internai locus of control reported less

anxiety than those with an externallocus of control. Folkman et al. (1986) found that the

more mastery an individual felt. the beuer their health was. In contrast, Rodin et al.

(1980: cited in Karuza et al., 1990) found the opposite.
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Cohen and McKay (1984. p. :!53) define thc term social support as "the

mechanisms by which interpersonal relationships presumably buffer one against a

stressful environment." The buffering hypothesis thus states that psychosocial stress will

have deleterious effects and both health and well-being of individuals with few or no

social supports, while these effects will be lessened for those individuals who have strong

social networks. A more simplistic definition of social support has been presented by

•
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•

House, Kahn, McLeod, and Williams (1985, p. 85). They write:

The term social support (like the terms social network and
social integration) refers to a number of different aspects of
social relationships. Social support is sometimes
defined.. .in terms of the existence or quantity of social
relationships in general, or of a particular type such as
marriage, friendship, or organizational membership.

Social support has the potential of preventing illness to the caregiver by lessening

the effects of certain stressors. Social support could provide needed respite l'rom

caregiving as weil as reduee feelings of isolation and loneliness (Toseland & Rossitcr,

1989). Berkman and Syme (1979) hold that people with few connections (small social

network) are more likely to be sick or physically unable to maintain ties. They found that

people who lacked social and community ties were more likely to have died during the

nine-year follow-up period, than those with more extensive contacts.

Barusch and Spaid (1989) reported an interesting finding conceming social

support for caregivers. Il seems that the primary source of social support for spouse

caregivers was not family members, but friends and neighbors. When spouse caregivers

did tum to family members for support, it was usually to the adult child of the same sex.

Thus, wife caregivers would look to their daughters for support, whereas husband

caregivers would look to their sons. Toseland and Smith (\990) report that individual

counseling, whether by a professional or by a peer, was effective in reducing the amount

of stress involved in caring for a frail elderly parent.
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The major purpose of this study is to determine the different kinds of coping

strategies employed, and in which situations, by family caregivers of Alzheimer's

patients. More specifically, the objectives of this study are: (1) to determine how family

members of individuals with Alzheimer's disease cope with their role as caregiver; (2) to

determine what types of behaviors/problems caregivers are confronted with; (3) to assess

how weil caregivers feel they cope; (4) to assess differential reactions of the caregivers

to their role; (5) to uncover the internai dialogues employed by caregivers in dealing with

stressful events; (6) to examine the effects of the caregiver's l'Ole on women.

Research Questions

1) What coping strategies do in-home caregivers of Alzheimer's patients employ?

2) When do in·home caregivers employ coping strategies?

3) Where (what situations) do in·home caregivers employ coping strategies?

4) What are the most typical behaviors that in·home caregivers have to cope with in in
home situations?

5) When faced with a stressful situation, what are sorne of the internai dialogues and/or
self·instructional statements in·home caregivers use to deal with the problem situation?

6) What are the short·term effects of the in·home caregiving role on the family unit and
on women in parlicular?

Method

Subiecl~

A total of 16 individua\s (13 females, 3 males) ranging in age from 29 to 77 years

(x =67.4 years; s =13.15 years) participated in the present study. Participants were

predominantly primary caregivers (15 primary, 1 secondary) and were predominantly the

care receiver's spouse (13 wives, 3 husbands, 1 daughter, 1 granddaughter). On average,

they had 11.5 years of school (range: 8 to 15 years; s =2.4 years), and had a family



income that ranged l'rom $14,4IXJ to $75,IXJO (x = $34,46:!.50; s =$1 ~,571. 91 J. In tenl1S

of rcligious alTilialion, participants were grollped into thrrr categories: Jcwish (n = 9),

Catholic (n = 4), and other Chlistians (n = 3).

The caregivers provide between 10 to 15~ hours of care pcr week (x = 106.l)

hours; s =44.5 hours) and have been providing care for H lo H4 monlhs (x =42.5

monlhs; s =26.25 months). Caregivers reported that cale provided constitllted both

active (bathing, dressing, etc.) as weil as inactive care (lype of care where the caregiver is

present but there is no requirement for active carel. They reported to have bctween 0 to

12 people (x =3.94 people; s = 3.8 people) thut lhey could lurn 10 for assistance

(emotional and/or physieal) and utilized bet\Veen 0 to 4 (x = 2.25 services; s = 1.125

services) support services (e.g., support groups, day centers, home heallh care,

social/aetivity groups, physical thempy, and psychiatrie therapy) on a \Veekly basis.

The eare receivers (12 females, 4 males) mnged in age l'rom 53 10 Hl) years (x =

7704 years; s = 8.2 years). Care receivers in the study \Vere predominantly diagnosed

\Vith Alzheimer's disease (13 Alzheimer's disease, 1 Alzheimer's disease & Parkinson's

disease, 1 multi-infaret dementia, and 1 dementia, unspccilïed & Parkinson's disease).

The eare reeeivers also had other health problems (:1: =2.2 ; s =lA) \Vhich inc1uded

seizures, uleers, eoronary problems.

Procedure

Participants were recruited l'rom three centers: (a) Alzheimer Groupe (A.G.I.)

Ine., in Montreal, Quebee; (b)The N.E. Focal Point Alzheimer's Day Care Services

Center (ADCSC), in Deerfield Beach, Florida, and (c) the research division of the

Douglas Hospital, in Verdun, Quebcc. The criteria for inclusion in the study were that

care receivers had to be diagnosed by a multi-disciplinary geriatric team, the caregivers

had to be fluent in E.lglish, and that the care receivers had to bc living within the

community (home) and not an institution. An exception that was made with regard to the

last criteria was that one caregiver had recently placed her eare receiver in an institution a

•
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J'cil' weeKs prim 10 the interview. Three potential participanls Il'ere c1iminated l'rom the

study because lwo did nol speak any English and lhe lhird's care reccil'Cf had been

instilulionalized during the prior six months.

Arter inilial contacl over the phone, interviews were arranged. Participants were

informed as to the demands of the interview (Sec Appendix A) and were given the choicc

tn wilhdmw. Nn participanls wilhdrew.

The interviews were semi-slruclUred and ranged l'rom 35 10 180 minutes (x =
106.25 minutes; .\' = 42.7 minutes). Participanls were encouraged to speak openly and

freely and to make whalever comments lhey felt were appropriale. Responses were

lmnscribcd word for word.

Measures

Caregiver backgroulld c!laf(/cTerisTics. 1n addi lion 10 lhe aforemenlioned

demogmphic descriplors, lhe caregivers' functions, as weil caregivers' and care reeeivers'

medieal hislories were aseertained by means of an in-take interview.

Copi/lg sTraTegies, Coping was measured by using part Il of lhe Coping

Responses Inventory - Adult Form (CRI-Adult), a gencml measure of eighl differenl

lypes of eoping responses 10 slressful life cireumslanees (Mons, (993). (ParI 1 of lhe

CRI-Adult was nol used bceause lhe 10 appraisal items il purporls 10 measure arc nol

suilable 10 lhis populalion.) Parlicipanls were asked how orten lhey used eaeh of 48

differenl eoping slralegies (0 = No, /lOI al ail , 10 3 Yeso fair/y a/Tell) 10 gmpple \Vilh

earegiving-relaled cireumslanees (Sec Appendix B). Aeeording 10 Mons (1993), lhe

invenlory assesses eoping rcsponses whieh relleel/ocus- and mel/lOd-of-eoping domains.

The focus-of-coping framework includes lhe eighl seales of: Logical Analysis (LA),

Posilive Reappmisal (PR), Seeking Guidance and Support (Sa), Problem Solving (PS),

Cognilive Avoidanee (CA), Acceplance or Resignalion (AR), Seeking Alternalive

Rewards (SR), and Emolional Diseharge (ED). The ilems ean also bc grouped aeeording

10 a melhod-of-eoping framework whieh divides eoping responscs inlo approaeh and

•
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avoiùance responses (Sec Table 1). Each of lhese III''' sels can he dil'ided int" tll'''

categories that rcl1ccl cognitivc or behal'i"ral coping melh"ds (1\1""s. 199~). Sl'l1res "n•
Reisler. S. C"ping Slrall'gics .'~

•

•

lhc CRI-Adull arc recorded on the rCI'Cl'SC side of thc ansll'er shcet. II'hich all"lI's the

examiner to convert the respondenl's rail' sc"res to Tscores (M = 50; S/)= 10) and t" pl"l

the respondent's coping responses profile (Sec Appenùix Cl.

Table 1. CRI·Adult Scales and Descriptions

Scale II Description
Approach Coping Responses , " .. ' '. .

•

. ":.

1. Logical Analysis Cognitive allempts to underslanù anù prepare mentally for a
slressor and its consequences.

2. Positil'e Reappmisal Cognitive allempls 10 construc and restruclure a pmblem in a
posilive wav while still acceptinl! the realilv of Ihe siluation

3. Seeking Guidance & Supporl Behavioral allempls 10 scck information. guidance. or SUppol'l

4. Problem Solving Behavioml allempts to take action to dcal direclly with thc
. problem

Avoidance Copin\! Responses .,.,c· .....'.;':':.. >::"!': .•'.:.,;:..:..':>:.. ":").",,'; :.'. ':''- .. " ":'. :.. '::',: ·";'}':.'i':':;""" ".:''''. ';-;1:,

5. Cognitive Avoidance Coglllllve allempls to aVOid lIunklllg reallstically aboul a
1 problem

6. Aceeptanee or Resignation Cogllltive allempts to reacllo the problem bv accepllnl! Il

7. Seeking Alternative Rewards Behavioral allempls 10 get inl'olved in substitute activitics
and crcate new sources of salisfaction

8. Emolional Oischarge Behal'ioml allempts to reduce tension by expressing negatil'e
feelings

Souree: Maas (1993)

ln addition 10 Ihe CRI-Adull, participants were asked 10 gil'e a sclf-assessmenl of

how Ihey pcrceive Ihemselves to he eoping wilh Iheir role as carcgiver. They were Ihen

asked 10 justify Iheir responses.

Measure of bureien. Caregiver burden was measured using Ihe Caregiver Burden

Invenlory (CBI), a 24-ilem measure Ihal el'aluales feelings of burden specific 10 an

individual's role as earegiver (Novak & Guesl, 1989). Respondenls were asked 10

l'CSpond how descriptive (l = Nol al ail descriptive 10 5 = Very descriptive) a given

slatemenl is 10 Iheir silualion (Sec Appcndix D). The inventory is divided inlo l'ive

factors: Time-Dependenee Burden; Developmenlal Burden; Physical Burden; Social

Burden; and Emolional Burdcn. Respondenls' scores on each faclor could range from Cl



to :!5, exeept l'or Factor 3 (with only l'our items), where scores could range l'rom () to :!().

Factor 3 scores \\'ere adjusted by mulliplying thc obtaincd scorc out or:!() by 1.:!5 10 gi"c

an c4uivalcnt scorc out or :!5.

Mea.mre of he/Ulvior di.Hl/rhallCl! in Cl/re recei\'I!T.I'. Thc dcgrcc or bchavior

disturbanee or thc carc rceei ,'crs was delermincd through the administration or a rcviscd

vcrsion or thc Dcmcl,tia Bchavior Dislurbanee (DBD) Scalc (Baumgartcn. Bcckcr, &

Gauthicr, 1990) to thc carcgivers. Thc DBD is a :!6-itcm inst;,umcnt which asks

caregivers whcther thcir care rcceivcr displaycd a givcn bchavior, and il' so, how ortcn

(Scc Appcndix E). In addition to thc standard instrumcnt, participants wcrc askcd how

they copc or would copc with a givcn bchavior disturhancc.

•
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As an inilial step to idenlifyin!, the coping strategics utilil,cd by carcgin'rs,

participants were asked wbicb funclion(s) were Illost dit1ïcult. Sixty-lwo pcrcent or thl'

caregivers reported Ihat having 10 look artel' the greater parl or lheir l'arc rcccivcr's

aclivilies of daily living (ADLs) wus the lllos1 diiTicull uspect of curegiving, Firty-six pcr

eenl reported Ihal lheir own loss of aclivilies and lhe fucl thut the)' huve no tillle for

themselves (37%) were mosl dilTicullto l'ope wilh, ln addilion, 19% of curegivers ulso

stated that not bcing recognized b)' lheir cure receivcrs und luck of cOllllllunÎCution

bclween them and thcir l'arc receivers arc difficullto conlend wilh,

There appears 10 bc a relationship bctween age of curegiver und nUlllbcr of hours

of earegiving performed, The older the caregiver, the more hours of curegiving

perforrned in a week (X 2 =18.51, P < ,(05), Caregivers over the age of 75 uppeUl' to

have a higher Iikelihood of caring for their l'arc receiver for over I(JO hours pel' week,

possibly duc to the faetthatthe)' tend to l'arc for older l'arc receivers who reyuire more

eare and allenlion, ln addition, caregivers who utilize fewer support services (e,g" d'l)'

eenters, home heallh carl', etc,) tcnd to have more hours of caregiving pel' week (X
2 =

16.45, P < ,DI), Caregivers who make use of more support services lend 10 have l'arc

receivers with more secondary health problems (X 2 =10.48, P< .03).

Prevalenee of Specifie Behavlor Dlsturbanees

The prevalence of a problem was measured by finding the percenlage of

caregivers who reporled a givcn behavior disturbance on the DBD scale. The most

prevalent bchavior disturbances identilïed (Sec Table 2) were: Joses, misplaccs, and hides

things (93.75%), shows lack of interest in daily activities (81.25%), and asks the same

question over and over (81.25%). Other bchavior disturbances identified were: empties



(25%), and makes physical attacks (18.75%).

drawers or c1oseL~ (62.5%), is verbally abusive (43.75%), wanders in the hou~e al night•
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Table 2. Pereentage of Care Reeeivers who Exhlbited Behavioral Symptoms

DBDltems Percenta2e (n= 16)
Loses, misplaces, or hides things 93.75
Shows Jack of Interest ln dailv actlVltles 81.25
Asles the same Question over and over agaln 81.25
Overeats 68.75
Emplies drawers or closets 62.5
Dresses inapPropriately 62.5
Wakes UP at night for no obvious rcason 62.5
Wanders romlessly outslde or ln the house dunn2 the dav 62.5
Repeats the same action over and over 62.5
Makes unwarranted accusations 56.25
Paees up and down 56.25
Hoards thin2s for no obvious rcason 56.25
Rel uses te eat 50.0
Is verllallV aDuslve, curses 43.75
Sleeps excesslvelv dunn2 the day 43.75
Cries or lau2hs inappropriately 43.75
Gets lost outside 37.5
Refuses to be helped with personai care tasks 31.25
Makes inappropriate sexuai advances 25.0

.Moves arms or legs ln a restless or a2itated wav 25.0
1 Wanders ln the house at ni2ht 25.0
Screams for no reason 18.75
Makes phvsical attacks (hits, bites, scratches, kicks, spits) 18.75
Destrovs propenv or dothin2, breaks thin2s 18.75
Exposes himsellJherself indecently 0
Throws food 0

Panicipants were asked how they cope or would cope with the various behavior

disturbances displayed by their care receiver. Responses were coded according to

comments and through factor analysis seven themes were identified (See Table 3). The

most common approaches caregivers reponed in their allempts to cope with or handle a

given behavior were: to try reasoning with the care receiver (81 % of items), to ignore the

behavior (77% of items), and to try and distract or involve the care receiver in new

activities (69% of items). Caregivers also reponed that sometimes they handle a given

behavior by yelling, arguing, or fighting back (50% of Items).



•
Table 3. Ways of Coplng Wlth Behavlor Dlsturbances

Response Categories Sample Responses Percentage of Average#of
Items (N =26) Responses/ltems

"Whal again? Why are you doing Ihis."
Try Reasoning With "You shouldn'I say Ihal, you know il isn'I very niee." 81 4.76

"TIV 10 explain 10 him thal il's an inappropriate way 10 aet."
"Vsed 10 il now,juslleave it."

IgnorelLel "Nolhing, 1go aboul my business as besl as 1can." 77 4.75
"Wouldn'I PaV altenlion 10 il because he doesn'I know whal he's sayÎng."

Dislraet/Gellnleresled "Try 10 coax him, bul nothing 1can do."

in Something EIse "Try 10 make a differenee. Try 10 inleresl him in olher aelivilies." 69 1.7
"She knows aboul her iIIness 50 IIIV 10 dislrael her wilh aelivilies."

Argue, Ycil, "Be Mad, yell baek al him. "
"Becarne a liule violent. Pulled her hair, grabbed hold of her and Ihrew 50 5.0Fighl Back her on Ihe eoueh. 1admillhal il was a Ihin~ 10 do."

Paeify, Soolhe, Talk "Be caring, cuddle, give him a hug. Il changes his lemperamcnt."

Calmly "Look al him and quiel him down. If 1stay quiel, he quiets down." 35 2.6
"Talk 10 him and ealm him down."

Treal as a Joke/Don'I "Try ta trealll as a Joke. Il you don'Ilaugh you're going 10 cry."

make an Is~ue
"Same way as wilh a child. Make him gel dressed and prelend 1don'I 27 4.3
nolice whal he's dojn~."

Insisl, Force/Correcl "Force him. Thrcalen 10 gel somebody in 10 help him. Gel angry."
"Foree him, be slriel wilh him." 23 5.0

Behavior "Correel it. Tell him 10 change."

•
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Perception of Burden

Table 4 shows the average score for perception of burden on each question of the

CBI. From the table. we see that on average caregivers perceived themselves to have

more burden on Factor 2 (Developmental Burden - x = 20.25, s = 4.82) items. One can

also see l'rom Table 4 that care receiver dependence (Factor 1: question #2 - x = 4.81, s=

0.54) was viewed as one of the major causes of caregiver burden. Caregivers who did not

make cornmon use of behavioral types of coping reported more perceived burden (F =

•
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4.49, P < .02).

Sociodemographic Factors and Perceived Burden.

Caregivers with a higher farnily incarne (over $30,000 per year) appear to have a

lower perception of emotional burden (X 2 =12.61, P < .05). Caregivers whose care

receivers are old-old elderly have a higher perception of physical burden (X 2 = 7.27, P <

.03).

Hours of Care and Perceived Burden.

ln general, caregivers reported a higher perception of overall burden as hours of

care increased (F =4.33, P < .03). More specifically, as hours of care provided on a

weekly basis increases, caregivers reported a higher perception of developmental burden

(X 2 = 8.89, P < .03). Caregivers who had more free time and had less hours occupied

caring for their care receiver reported a lower perception of emotional burden (X 2 =
12.25, P< .04)..

Support and Perceived Burden.

Caregivers who have larger social networks and more people that they cao tum ta

for assistance (emotional or physical) with their caregiving raie, reported a lower

perception of social burden (X 2 = 13.70, P < .03). Analysis of variance revealed that

caregivers who make use of more support serv:ces have a higher overall perception of

burden (F =4.65, p < .03).



Perception of Burden Items M SD Ranl!e
Factor 1: Tlme-Dependenee Burden (Total of ail Factor 1 scores) 20.0 4.80 7-24
1. My care receiver needs my help ta perforrn many daily tasks. 4.38 1.1:> 1-.'"
2. Mv care receiver is dependent on me. 4.81 0.54 3-)
3. 1 have ta watch mv care receiver constantlv. 3.75 1.53 1-5
4. 1 have ta help my care receiver with many basic 1unctions. 3.88 1.20 1-5
5. 1don't have a minute's break from mv carel!ivinl! chores. 3.19 1.33 1-5
Factor 2: Developmental Burden (Total of ail Factor 2 scores) 20.25 4.82 9-25
1. 1 feelthatl am missinl! out on life. 3.56 1.59 1-5
2.1 wish 1could escape from this situation. 4.0 1.37 1-5
3. My sociall1le has sUllerea. ::us1 1.42 1-5
4. 1 feel emotlonally oramed due ta cannl!. for my care recelver. 4.19 1.17 2-5
5. 1exoected thatthings would be different atthis ooint in my life. 4.69 0.87 2-5
Factor 3: Physical Burden (Total of ail Factor 3 scores) 16.17 6.23 5-25
1. 1'01 not geltmg enough sleep. 3.81 1.52 1-5
2. Mv hea1th has suffered. 3.13 1.63 1-5
3. Carel!ivinl! has made me physically sick. 2.31 1.62 1-5
4. 1'01 Dhvslcallv lIred. 3.69 1.66 1-5
,Factor 4: Social Duroen (TOtal 01 ail ractor 4 scores) 11.lJ() 5.16 5-25
1. 1don'tl!et alonl! with other family members as weil as 1 used ta. 1.38 1.34 1-5
2. My carel!ivinl! efforts aren't appreciated by others in my family. 2.44 2.44 1-5
3. l've had problems with my marrial!e. 1.69 1.69 1-5
4. 1don't 00 as I!ood a lob at worll: as 1 usea to. 2.::.0 2.::.0 1-5
S. 1 leel resenllul 01 other relallves who coulO but 00 not help. 3.0 j.W 1-5

Factor 5: Emotlonal Burden (Total of ail Factor 5 scores) 9.19 4.86 5-23
1. 1 feel embarrassed over my care receiver's behavior. 1.69 1.69 1-5
2. 1 leel ashamed 01 my care recelver. Ul Ul 1-5
3. 1 resent mv care recelver. 1.88 1.88 1-5
4. 1 reel uncomfortable when 1 have rriends over. 1.75 1.75 1-5
5. 1 feel angry about my interactions with my care receiver. 2.56 2.56 1-5
Total Burden Seore (Sum 01 ail mdlVlduailtems) 76.6" 17.17 4j-1O'J

•
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Nole: Factor 3 (Physical Burden) is based on adjusted scores

Self·Assessment of Coping

Participants were asked ta subjectively rate how they felt they were coping with

their raie as caregiver. Twenty percent of the caregivers felt that they were not coping at

ail, while 18.75% felt that they were just barely coping, but at a great cast ta their well

being. Another 37.5% felt that they were adequately coping, but that they could be

coping belter. The final 18.75% felt that they were coping weil. Those caregivers who

perceived themselves not ta be coping weil with their raie attributed part of the problem



to feelings of isolation. In contrast, the caregivers who reported that they are weil

altributed their ability to cope on being able to taIk with someone, having strong religious

bcliefs, and keeping active or interested in a hobby.

One interestiilg finding was that caregivers whose care receivers had morc

secondary health prablems appear ta have a higher subjective rating of coping (12.73, p <

.05). One possihle explanation is that caregivers who care for individuals with more

heallh prablems may be more resigned to their role as caregiver and therefore intemalize

more personal satisfaction of knowing thatthey are doing their besl. Caregivers who fell

thatthey wcre having trouble coping with their raie, tended to have a higher perception of

overaii burden (F= 3.68, P < .04).

•
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Types of Coplng

Table 5 summarizes the frequency that caregivers reported using a given coping

strategy. Caregivers were most likely to accept their raie and the problems associated

with it (Acceptance and Resignation), reduce tension by cxpressing negative feelings

(Emotional Discharge), and attempt to construe and restructure their problem (Positive

Reappraisal). Caregivers were least likely to seek information, guidance, or support

(Seeking Guidance and Support), attempt to understand and prepare mentaily for a

stressor and its consequences (Logical Analysis), and attempt to deal directly with the

prablem (Problem Solving). On average, caregivers utilized more avoidance (x =
222.19,s =20.29) and behavioral (x =216.19, s =28.06) types of coping strategies.

Sociodemographic Factors and Coping Strategies.

There appears to be a relationship between types of coping strategies used and age

of caregiver. aider caregivers appear to use less cognitive avoidance (X 2 =13.81, P<

.03) as well as less cognitive types of coping strategies (X 2 = 13.44, P < .04). Caregivers

who have been caring for longer periods of time (over three years) tended to use more

approach coping strategies (X 2 = 20.23, P < .02). HeaIthier caregivers seem to use more

approach styles of coping (X 2 =12.58, P< .05).
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Type of Coping M SD RangeStrateltv
LOltical Analysis 42.94 7.36 29-55

Positive Reappraisal 58.88 8.58 44-69
Seeking Guidance & 42.81 7.74 31-58Support

Problem Solvinlt 48.38 9.63 34-64
COltnitive Avoidance 50.56 8.69 34-65

Acceptance or 62.69 6.39 49-74Resiltnation
Seeklng Alternative 49.63 11.12 37-78Rewards
Emotional Discharl!e 59.31 8.81 48-79

Approach Copinlt 193.00 22.96 155-237
Avoidance Copinlt 222.19 20.29 180-262
COltnltlve Copin2 199.00 17.51 161-222
Behavioral Copinlt 216.188 28.06 173-277

Approach Cognitive 85.75 1\.53 70-Hl!Copin2-
Approach Behavioral 107.25 14.07 8i-129Copina
Avoldance Cognitive 113.25 10.28 88-131Coplnlt

Avoidance Behavioral 108.94 16.87 85·148Copln2
Total Composite 415.19 38.72 354-499

Note: Scores converted to T scores (M =50; SD =10)

Social Networks and Coping Strategies.

Analysis of variance revealed that the larger a caregiver's social network and thc

more individuals he/she could tum to for assistance, the greater the number of coping

strategies practiced (F =7.37, P < .(05). However, caregivers who have smaller social

networks and less people that they can tum to for assistance, have a higher likelihood of

practicing avoidance coping strategies (X2 =18.33,p < .03) in general, and specifically

tend to use more cognitive avoidance coping strategies(i =19.36, P< .02) while using

less behavioral avoidance coping strategies (X2 =19.00, P< .03).



Self-Assessment of Coping and Ulilization of Coping Strategies.

In general, people who rated/perceived themselves as coping tended to utilize

more coping Slfategies (F = 4.72, P < .02). More specifically, caregivers who

subjectively rated themselves as coping with their role as caregiver tend to use more

OOhavioral coping strategies (F = 5.06, P < .02), especially approach OOhavioral ,coping

strategies (F =3.89, P < .04).

Internai Dialogues and Comments Made by Careglvers

•
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CRI-Adult.

On average, 7.1 (s =3.01) comments ~r item on the CRI-Adult were made.

These comments ranged from general observations about the inventory to realizations

about their raie as a family caregiver of an individual with Alzheimer's disease and how

to cope with that role.

Strategies for Coping With Alzheimer's Patients. Many of the caregivers

advocated the use of support groups, day centers, and care assistance programs like home

health care. As one caregiver stated, "One way to cope is ta participate in a group. Only

a person in a similar position knows." Another stated, "lt helps both sides." However,

not ail the caregivers were advocates of support groups, as one caregiver commented,

"How am 1 going ta help others, when 1 can barely help myself? And 1 have no time."

Another caregiver made this observation, "l've got enough with my own, 1 don't need to

hear other peoples' problems."

For the most part the caregivers in the study seemed to accept that !iUle or nothing

can 00 done to help their care receiver. This resignation was oost summed up by one

caregiver who commented: "It's an iIIness and 1 have no control and 1 must deal with it

one way or another." Still, the majority of the caregivers in the study appeared to remain

hopeful that their situation would get beUer. One caregiver finds comfort and inspiration

in a card which states, "Look for tomorraw, it's going to be a brighter day."
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When asked if Ihey had made a plan of action, ail 16 caregivers slaled that il \l'as

impossible 10 make any long lerm plans, and the general consensus \l'as that you jusl have

10 lake il one slep al a lime. One caregiver commented, "Just do daily plans. can't go

bcyond Ihat. Do try 10 make liltle plans for the \l'eek." Anolher slated. "Can't. have Iried,

but bccause she is so erratic. 1don't knOlI' what to do next." On going over in one's mind

what one would say or do, one caregil'er remarked, "No, bccause Ihey don'I \l'ork. Thal's

planning and you ean't plan wilh Alzheimer's bccause mood changes 100 much." Another

stated, "( just do. Whatel'er you think of, il willturn oUllhe olher ll'ay."

The caregil'ers interl'iewed in this sludy were not inleresled in Irying 10 anlicipale

any new demands that are going to bc placed on Ihem. As one curegil'er plainly put it,

''l'm fearful of nell' demands, don'tll'antto think aboutthem." Another remarked, "1 don'l

bcliel'e in borrowing trouble." One caregil'er expressed the following altitude, "Taking

things one step at a time. No sense dril'ing yourself crazy untilthe lime COllles. Going 10

\l'orry about something that may nel'er happen'!"

Although earegil'ers try to forget their dilemma, Ihe majority of c'lregil'ers in Ihe

study reported that it is impossible to forget. One caregil'er conullented, "It's always in

the back of your mind. But have to say, if ('m going to live, this is whall have to do. 1

had la block la survive." Anolher stated, "Can't. Vou forgel momenlarily as a way of

self proleelion, bUI Ihen you're right back wherc you were." One caregil'er proposes that

the only way someone ean momentarily forgel about caring for an indil'idual with

Alzheimer's disease is ta do olher things, la inl'olve onesclf in other actil'ilies.

Caregil'ing for a 10l'ed one wilh Alzheimer's disease can be a very frustrating

experience, and sometimes earegil'ers l'cel the need to take out Iheir fruslrations. Some

stated thal they take their fruslmtions out on themsell'es, while olhers admitted 10 yclling

al Iheir care reeeiver. As one earegil'er eommenled, "('m trying nol 10 (in reference to

yelling and taking his fruslmtions out on his care receil'er). (hale 10 have 10 repeat

Ihings. (don'I rcally aeeept her iIIness. (don'Ilike Ihe idea of not bcing able to help her."



Anothr.r remarked, oYes, then l'm sorry because he doesn't understand." As one

caregiver observed, "Need patience and understanding. Have to be very giving of

yourself."

One way to try to cope with the perils of caring for an individual with Alzheimer's

disease is to try to take a step back and be more objective. However, the majori ty of the

caregivers reported that it is impossible to be objective because they are too involved.

For instance, one caregiver remarked, "How can you be objective about a situation like

this, you would have to be a whiz." Another simply stated, "It's right there, you can't."

One caregiver had this to say: "You sorta try, but it doesn't work. Tomorrow will be

better because l'Il just ignore il." While another caregiver declared, "Oh 1 do, that's the

way l'm coping. l'm involved physicaIly, but in terrns of my survivaI, l'm doing whatl

have to do to survive."

Sorne caregivers in the study advocated talldng with a friend as a measure of

coping. For instance, one caregiver explained, "You can't be reluctant to taIk about il."

But another caregiver stated, "Something 1 have to face myself, but how do you do it,

when you can't win."

For the mast part, the caregivers in the study commented that there was no good

side to the illness. However, one caregiver expressed, "At least 1 have someone to live

with. Have a companion, it's not ail bad."

Genera! Comments on Coping and Being a Caregiver

Apart from responding to the various questionnaires in the study, caregivers were

encouraged to speak freely and to make aoy comments or observations that they feH

would be appropriate. Caregivers' internai dialogues showed that they are aware of the

reality of their situation and have accepted or are resigned to the fact that their care

receiver's condition is not going to improve. Caregivers repeatedly commented on the

importance of self·survival and protection, the need for support, and the difficulties in

caring for a loved-one with Alzheimer's disease.

•
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The comments and observations represent an example of and sorne insight inta

the dialogues that take place when cap.ng for an individual with Alzheimer's disease. The

comments were grouped into 17 themes. of which sample commenls arc supplied.

Tlieme 1: Tllings dUJIlwlp you eope

• ·Religion has been important in my time of need. 1pray every day.·

• ..... ou lcam to ignore a lot of things.·

• 'In the beginning, 1 had very liule patience. but now 1 do. 1 used to take everything

personally,like he was trying to get my goat.·

• ·Having an activity makes you less uptight towards the person. Il makes you forget the

problems and lets you face il a liUle beUer. Il makes me feel beUer.·

• ·Enjoy the peace of being alone. That's restful ta me.·

TlIeme 2: Ways ofdeaUng with one', eare reeeiver

• ·The low key approach is best. In tenns of tone and reaction. don't give slatements

and/or actions any importance.·

• ·They go by the tone of voice, more than by whatthey undersland.·

• ·Vou cannot argue with people like !hat.•

• "Can't get angry with them. Il is the worstthing you can do.·

• ·Can'ttry and make them undersland, because they don't.·

• ·Can't reason with her because she has Alzheimer's.·

• ·Patience, that's the most important thing.·

• ·No use going against their ideas because they don't undersland. Can't go against what

they have in their minds because it's not usually bad.·

• "Now 1 recognize that 1should have ignored a lot of things that he did and said.·

• ·1 can see where a caregiver can agilate a problem. Certain times you have to stop. If

you see you're not getting through, you gel back to it an hour laler.·

Tl/eme 3: Rewards ofearegiving/Wl.y caregivers care

• ·1 get a 101 of hugs and kisses, he sometimes smiles and says 1 love you.•

•

•
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• "My only ambition right now is to help her. Helping her, helps me, it gives me peace of

mind."

• " Even with ail the thoughts 1had, 1did everything possible. 1didn't neglect him. This

helps me getthrough the day. 1felt it was my duty."

• "l'm doing things like this because he was a good guy and we had good years together."

• "One thing 1do know is lhal if anylhing happens, 1have done the OOsl for him and lhal

wili help me deal with il."

• "A happy day for her is a happy day for me."

• "Caregiving by a sense of love, duty, and responsibilily."

Theme 4: Needfor lIupport and help

• "If 1had someone 10 stay wilh her, 1wouldn'l 00 so nervous and irritable."

• "When wilh people, 1don'l have lime 10 fcel sorry for myself. 1 lry 10 surround myself

as much as possible."

Theme 5: Hope

• "1 do hope lhal sorne miracle would happen, sorne vaccine, for lhe OOlterrnenl of

mankind."

• "This is a sickness where lhere is no hope, il's a malter of lime. 1 don'l OOlieve in

miracles."

An example of false hope

• "Somelimes when he smiles 1lhink he's getting OOller, he's gelling OOlter!"

Theme 6: On l'ellenJ/ng one 'II CfJrt! receiver

• "Can't resent my care receiver, because it's nol his faul!."

Theme 7: Reasom why il is luud to he a good cangiver

• "My husband was a1ways selfish, it makes it hard to 00 a good caregiver."

• "1 become frustrated and impatient when he has trouble expressing himself. 1 don't

know if l'm angry at him or at myself."

•
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TlIeme 8: Resignation and acceptance

• "You accept things the way they are, you have no choices in life. "

• "Sometimes 1get frostrated and agilated, but other times l'm resigned to it.

Theme 9: Planning

• "Have to leam to play games. There are no set standards and no one can tell you how to

deai with something."

• "There's no eut and dry answers."

• " Can't plan and can't deal with things ahead of time. One day at a time. When you

survive that day, you go on to the next. Have to be one step ahead of the game."

Theme 10: Placement

• "1 wouldn't place him until the last straw. 1had it ail and 1feel 1owe it to him in care."

• "1 consider placement like incarceration."

Theme Il: Caregiver sleep pattems

• "She sleeps better than 1do."

• "Even when 1sleep, l'm not sleeping. 1have one ear out."

• "Sleep with one eye and one ear open,like when you have your firsl child."

Theme 12: Anol6gy ID caringfor a child

Sixty-two percent of the caregivers commented on how caring for an individual with

Alzheimer's disease is comparable to caring for a child.

• "It just occurred to me that some of the answers are exactly what you would do with a

child."

• "Such a responsibility. Worse than having children because children remember and you

have hope for them."

• "Have to realize that she's like a child."

Theme 13: Wanting to give up

• "Sometir.les wished he would die or that 1 would walk out. But never really meant it.

Sometimes 1hated him. "

•
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• "1 know whal il involves, and l'm going 10 fighllo the end for sure."

• "Jusl wanllo give up, bul you can't."

Theme 14: Trying to forget

• "While you're doing il, il's a differenl world. BUI once you PUI your coal back on, you

know Ihal you're going back 10 Ihe problem."

• "There's somelhing new every day, you can'I gel away from Ihis. Can'I forget."

• "You cannol gel away from il, il is always Ihere."

T1u.me 15: Fœlors which negatively affect coping

• "After 1yeU al him, 1feel so guilly because 1know he doesn'I understand."

• "After 1yeU al him, 1feel guilly. Il lets off sleam, but it just adds 10 the pressures.

• "Somelimes she doesn'I know me visually."

• "Even though you're nol giving physical carl' 10 the person, you are giving mental care."

• "Always have the stress of not knowing what's in store. Whal is going ta happen next."

Tlleme 16: Gelleml comments on coping

• "Living from happiness 10 misery."

• "You see il, you feel il, you eal it. You feel that you can'I make a mistake for her

benefit."

• " The devil keeps fighting god, and il's going la get worse."

• " 1do the !>est 1can under Ihe circumstances."

• "You never exactly know how you will rcact ta something and it depends on how you

feel at the moment. If you're nOllired, you lei him do it, if you're tired and/or nervous,

you yeU."

• "When it gets dark, 1gel nervous. 1have sundowning 100 because 1get nervous."

• "It's nol easy and it's going la get worse. 1know thallhe longer it is, the worse il's going

ta get me."

• "Nothing is rational in this sickness because you can't talk ta the persan, you can't reach

out. You have no relationship. It's Iike speaking ta a wall, table, or chair."

•
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• "Don'tlike myselr sometimes when 1get angry."

• "You're the only one who can control what you're saying or doing." (with referenœ 10

caregiving).

• " \t's not on1y sad. There's a lot or humor. Ir you sit and cry, there's a lot to be sad

about. But we have to look atthe humor or situation. \l's the only way 10 survive."

• "Have to teaeh yourselr not to reel guilty. No matter what decision you take. it's not

good."

• "It cornes to the point where you know the mistakes she's going to do and thercrorc can

anticipate."

• "The worst thing is seeing him deteriorating right in rront or you. \l's like seeing

someone around without a head."

•
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A primary objective of this study was to determine how family members of

individuals with Alzheimer's disease cope with their raie as caregiver. The œsults

confirm previous findings (e.g.• Long. 1991; Barusch, 1988; Haley et al.. 1987) that

family caregivers experience stress. burden, and feelings of guilt associated with their

caregiving raie. Several factors were found to contribute to how weil caregivers cope

with their raie and responsibilities as caregiver. ln addition. it appears that different

coping strategies elicit bener caregiver coping.

Coping Strategies: What, When. and Where

The present study found that family caregivers tend to employ primarily

avoidance or emotion-focused coping strategies. Caregivers who rarely employed

behavioral coping stnllegies had a higher perception of overall burden. This supports

Long (1991) who found that caregivers' use of emotion-focused coping increased as

stress increased.

Caregivers reported using more acceplance or resignation and emotional

discharge forms of avoidance coping and less positive reappraisal. This is particularly

alarming since Stephens et al. (1988) reported that caregivers who engage mostly in

escape-avoidance coping reported greater depression and more connict in their personal

relationships. while those engaging in posill.e reappraisal demonstrated greater positive

affect.

The present study found that the greater the social network, the greater number of

coping strategies employed by caregivers, regardless of type. ln addition, those

caregivers who utilized more than one coping strategy perceived themselves as coping

with their role as caregiver. Caregivers in the present study who had reported having



severaI people that they could tum to for assistance used less avoidance coping and had a

lower perception of social burden than those who had fe·.·· people to tum to. Similar

findings were reported by Haley et al. (1987). who found that social support was a

significant predictor of caregiver outcome. Gold, Cohen, Shulman, Zucchero. Andres.

and Etezadi (in press) report that affect management techniques. such as finding sorne

positive features in overwhelmingly negative situations, appears to he a usefui coping

strategy. Cohen, Gold, Shulman, and Zucchero (in press) report that sorne positive

aspects of caregivmg act as a buffer to reduce the intensity of thr. burden experier:ced.

Two in pai1icular, perceived adequacy of social support and quality of past relationship,

appear to mitigate the negative effects of burden and stress in caregiving. Austrom and

Hendrie (1992) report that health. economic security, social interaction, and peer and

marital relationships are important overall predictors of well-being.

The findings show that as caregivers utilize more support services (e.g., day care,

respite) their perception of burden increased; this may be explained by the fact that the

caregiver's perception of burden is inOuenced by a subjective impression of care-receiver

health based on the usage of support services as well as knowledge of the disease. Gold

et al. (in press) report that their study failed to indicate the utility of social services in

increasing the positive aspects of caregiving. Another possible reason why caregivers'

perception of burden was higher when they utilized more support services is that the

caregiver makes use of these services when they are close to or arc considering placement

for their care receiver, a time filled with feelings of guilt (Aronson, 1988). Gold, Andres.

Dastoor, Grauer, and Bergman (1989-90) found that caregivers made very Iiule l.lse of

support services, except for the period just prior to institutionalization, a finding which

seems to support the hypothesis that caregiver burden is inOuenced by the usage of social

servir.es, and the realization of placement. Further research is necdell to determine the

extent of caregiver burden as a factor of social services usage and impending placement.

•
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McGuirc and Kinney (1993) found that the strongest predictor of caregiving

hassles wa~ caregivers' appraisals of care recipients' cognitive functioning. An objective

a~sessment of the care recipients' actuallevel of cognitive impainnent was not a predictor

of caregiving stress. This implies that a caregiver's perception of his/her care receiver's

cognitive deterioration is more stressful than the care receiver's actuallevel of decline. ln

aùdition, they found that caregivers with more knowledge of Alzheimer's disease reported

fewer caregiving events as stressful. This suggests that experienced caregivers know

""hat to expect. resulting in a less stressful caregiving experience, a finding that seems to

contradict the results found in the present study. Nevertheless. by providing caregivers

with more knowledge about the course of Alzheimer's l!!~ease and aspects of general

caregiving. we might be able to reduce caregi.ers' appraisals of caregiving as siressful

thereby reducing caregiver burnout (McGuire & Kinney. 1993).

Caregivers who repoi1ed being in better health tended ta use more approach fonns

of coping and appeared ta be coping better with their role as caregiver (based on internaI

dialogues). Gold et al. (in press) found that the ability ta enjoy caregiving was more

Iikely ta occur for caregivers who were experiencing better health, which suggests that

health is crucial for positive outcomes of caregiving.

Copine with Behavior Disturbances

The most common behavior disturbances of care receivers, reported by caregivers

in the present study, were losing or hiding things, lack of interest in daily activities, and

repetitive questions. The more severe and violent behaviors such as inappropriate sexual

advances and physical aggression were less frequent. Similar findings were reported by

Baumgarten, Becker, and Gauthier (1990) who found that increased behavioral

disturbance was positively associated with disease duration and severity.

ln the present study, caregivers reported that they were most Iikely ta utilize a

given coping strategy when their care receiver displayed a given behavior disturbance.

The most cammon reactions of the caregivers ta these problematic behaviors was ta try
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reasoning with their care receiver and to ignore the behavior. Caregiver~ repartcd that

allempts at reasoning with their care receiver were futile and led ta stress and caregiver

stmin. whereas allempts at ignoring a given behavior met with more success and helped

the caregiver to cope. However. caregivers did reportthat ignoring a given behaviar \l'as

not always feasible due to frustration with their care receiver. This usually led ta vcnling

and verbal aggression by the caregiver, which added to their feelings of gui Il and

caregiver straÎn.

Short- and Long-Term Effecl~ of Caregiving

Caregiving for an individual with Alzheimer's disease is a stressful and potentially

physically and emotionally harmful role that many family members, usually wives and

daughters, have to endure. Caregivers in the present study reponed that although they

had wanted to quit and stop carlng for their loved-one, they continued with their role and

caregiving responsibilities out of a sense of duty, even though it was harmfulto their own

well-being. With increased burden and stress, caregivers arc Iikely to suffer more health

problems, become a burden on society themselves due to the cost of medical and mental

health care, and be forced to relinquish their caregiving responsibilities in favor of formai

caregivers or institutionalization. Miller and McFall (1991) found that use of formai

helpers was greater in situations combining high levels of need, burden, and insufficient

support l'rom the informai network.

Studies (e.g., Killeen, 1990; Stephens et al., 1988) have shown that one of the

effects of caregiving is deereased health. Caregiver burden appcars to be related ta

decreased caregiver health. Gold et al. (1989-90) found thatlength of caregiving wa~

related to poorer caregiver psychological health. They also repon that psychological and

physical health of the caregiver are crucial in infiuencing caregiver burden. Caregivers

whose health is poor repon that caregiving is more distressing when the relationship with

the care receiver has been difficult before the onset of dementia, when the patient has

mulliple behavioral and memory problems, and when caregivers have l'cil' pleasurable
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activities in which they engage. Gold et al. (in press) found that as caregiving situations

become more stressful. social support was experienced as less satisfactory. Thus,

caregivers may receive balh less satisfactory and fewer amounts of social support as

lenglh of caregiving and care recipient's cognitive deterioration escalates. This occurs

when the caregiver needs more social support to act as a buffer against health complaints

and dislress.

The emotional predisposition caregivers has been found to affect their health

(Reis, Gold. Andres, Markiewicz & Gauthier, in press). Reis et al. (in press) found that

feelings of burden and dec1ining health were related and that caregivers who are neurotic

are vulnerable to the negative effects of caregiving. Further, these caregivers may benefit

from early interventions that provide functional help, emotional support, and medical

care.

•
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Austrom and Hendrie (1992) conc1ude that many variables interact to determine

the effect of caregiving on one's well-being. They state, "The impact on quality of life is

nol simply a function of how one copes with each of the stressors described; rather, there

appears to be a complex relationship between the caregiver, the perception of his/her

caregiving burden, and the caregiver's relationship with the patient and others in the

social network, which together mediate the stress and well-being relationship" (p. 59).

Suggestions for Caregivers

From comments and observations made by caregivers in the present study, it is

conc1uded that a successful caregiver needs to be flexible and have the ability to adapt.

The majority of the caregivers reported that taking things one day at a time was essential,

and that planning should be undertaken on only a small scale. The majority of caregivers

reported that due to lack of time, they were forced to eut down on activities. However,

thase caregivers who were able to maintain some of their leisure activities perceived

themselves to be coping better than most caregivers they know. Thus staying active

through sports (swimming, walking, golfiilg), engaging in a hobby, and meeting with



friends and going to a restaUr.lnt arc ail possible ways to give a caregiver much necded

personal lime away from their care receiver. One caregiver in thc study. who was unablc

to leave his care receiver, suggests that finding snme aclivity that one can do alone in thc

hOllse (c.g., listening to music) is important. The need to have lime alone and rcjuvcnate

was strongly advocated by the caregivers in the present study. Caregivcrs must

rememher that heing a martyr is not a healthy response. They need to accept help from

friends and family, and to make use of outside services throughout lheir caregiving career

and notjust in the final stages prior to institutionalization. There is a need for innovalive

programs and services that mect the changing needs of caregivers (Gold et al., 1989-90).

Regular use of social services should he encouraged throughout the caregiving time-span,

not just near the point of institutionalization. Agencies should increa~e their efforts lU

work with the entire family unit, notjust the primary caregiver. Aronson (1988) suggcsls

that goals established by the caregiver should he to maximize whatever function the care

receiver has remaining.

Caregivers often hecome so involved in caring for their care receiver that they

forget about caring for themselves. Aronson (1988) strangly recommends that carcgivers

include themselves in the caregiving plans. She suggests the following

recommendations: (1) Begill la leI go. Caregivers need to leam to put sorne emotional

distance hetween themselves and their care receiver. Caregivers must recognize that a~

their care receiver's dependency increases, their need for independence will increase; (2)

Work 011 resolulioll. Caregivers should try to worle towards a sense of closure and should

try to resolve connicts rather than create new ones; (3) Avoid marlyrdom. Martyrdom

may lead to isolation, which can create more stress. Caring for an individual with

Alzheimer's disease is a big job; seek and accept whatever help is available; (4) Use a

cOllfidall/. Share your feelings and experiences with someone you trust. This can he a

friend, family memher, or mental·health professional; (5) Look for I!le "si/ver lillillg ;11

I!le black cloud." No one goes unchanged from the impact of Alzheimer's disease.
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Caregl\'ers should consider how they have grown as an individual due to their expcrience

(e.g., learning to do things on one's own); (6) Us/en /0 your OIVn feelings. Caregivers

should consider how lhey fecl and pay attention 10 possible symploms (e.g., being tired,

feeling ill, feeling sad), and diseuss these symptoms with a doelor; (7) Allend a support

group. Attendanee at a support group may provide information, emotional supporl,

caregiving tips, and a chance 10 think about rebuilding social suppons and to plan for the

fUlure; (8) Use respi/e services. Ali caregivers need lime away from their caregiving

responsibilities, be il an hour at a time, an afternoon, a weekend, or a week. Caregivers

must seek out opportunities 10 gel relief whether from family, friends, paid workers, or

community agencies; (9) Venli/ale. It is important for caregivers to express their

frustrations, although this should be away from the care receiver as much as possible

since yelling at one's care receiver leads to feelings of guilt. The caregiver should try

lalking with a friend, attend a support group, or talk with a counselor. Physical exercise

is also a great source of relief; (lO) Be good 10 yourselJ. One of the things a caregiver

may miss is the positive feedback, the thank-yous, holiday celebrations, and gifts. The

caregiver should indulge in sorne of the things that make them happy (e.g., go to a

restaurant, go to the barber or beauty shop, see a movie); and (Il) Take Ihings in

manageable chunb. Although planning and decisions have to be made, not all decisions

have to be made at one time. Take things in discrete portions - one day at a time.

Limitations and Future Directions

The small sample ~ize of the study permits only guarded generalization of the

results. However, the in-depth interviews and the internai dialogues obtained through

these interviews provide imponant information about the dimensions used by caregivers

to define their situations and the coping strategies used. Another limitation of the study is

that all participants were volunteers. One cannot be certain of the representativeness of

the sample since individuals who participate in such studies are not the norm. It may be

that the findings reported here are innated since participants may have been seeking help.
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Another limitation of the present study was that the coping in"entory used

(Coping Response Inventory-Adult Form) is a general measure of coping that is not

specifie to caregivers of Alzheimer's patients. An inventory geared specifically lowards

assessing the coping strategies of caregivers should bc undertaken.

In conclusion. programs should bc implemented at the national. provincial, and

municipal levels (at the federal. state, and county levels in thl United States) to enable

easier access to support services. Although these already exist in many regions. they

need to bc expanded. Caregivers reported that availability of day-care programs and

respite was too low and cost was too high. Therefore, more funding is needed to help

caregivers to continue caring for family membcrs in the home. a far less expensive option

than instilUtionaiization.

•

•
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APPENDIX A

Coping Strategies Employed by ln-Home Family
Caregivers of Alzheimer's PatienL~

Inforrned Consent Form

•

1 have been inforrned that the research in which 1will participate is part of a

Master's Thesis for the Department of Educational and Counselling Psychology and lhat

the purpose of the research is ta examine sorne of the ways caregiver's cope with stresslul

situations that they eneounter in their raie as caregiver. 1have been informed lhat my

participation requires me to answer 3 questionnaires, and tha! these questionnaires will be

answercd during an interview at a time and location convenient 10 me, and lhat the tolal

time involved to complete the tasks should nol exceed 90 minutes. 1 have been advised

that ail information 1provide will be trcated with complete conlidentiality and

anonymity, that 1am free to withdraw from the ploject at my discrction al any time, and

that no risks or deception are involved. 1am aware that 1may expecl frank and sufficient

answers to any questions 1may have conceming the rescarch and my participation.

1 agree ta participate in this research and a1low :my information 1providc to be

used in any way deemed appropriate by the researcher responsible for this projCCI.

Name ,(please print)

Signature _

Date _
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APPENDIXB

Coping Resoonse Inventorv Part II

(Moos. 1993)

Circ/e tlle appropriate respollSe on tlle answer sileet:
Circ/e "N " if your response is NO. Not al ail.
Circ/e "0 " ifyour respollse is YE.s. Once or Twice.
Circ/e "S" ijyour respo//Se is YES, Sometùnes.
Circ/e "F" ijyour respo//Se is YES. Fairly oftell.
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1.

2.

3.

4.

5.

6.

7.

8.

9.

10.

II.
12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

• 26.

Did you think of different ways to deal with the problem?

Did you tell yourself things to make yourself feel better?

Did you talk with your spouse or other relative about the problem?

Did you make a plan of action and follow it?

Did you try to forget the whole thing?

Did you feel that time would make a difference - that the only thing to do \\'as wait?

Did you try to help others deal with a similar problem !

Did you take it oUlon other people when you felt angry or depressed?

Did you try ta take a step back flom the situation and be more objective?

Did you remind yourself how much worse things could be?

Did you talk \Vith a ftiend about the problem?

Did you know what had to be done and med hard to make things work?

Did you try not ta about the problem?

Did you realize you had no control over the problem?

Did you get involved in new activities?

Did you take a chance aJ,J do something tisky?

Did you go over in your mind what you would say or do?

Did you try to see the good side of the situation?

Did you talk with a professional person (e.g., doctor, lawyer, clergy)?

Did you decide what you wanted and try hard to get it?

Did you daydream or imagine a betler time or place than the one you were in?

Did you think that the oU!come would be decided by fate?

Did you try to make ne\\' ftiends?

Did you keel' away from peopit in general?

Did you try to anticipate how things would turn out?

Did you think about ho\\' you were much betler of than other people with similar

problems?
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27. Did you seek help from persons or groups with the same type of problem'!

28. Did you try atleasttwo different ways to solve the problem'!

29. Did you try to put off thinking about the situation, even though you knew you

\Vould have to at sorne point?

30. Did you accept it; that nothing could he done'!

31. Did you rcad more as a source of enjoyment?

32. Did you yell or shout '" let off steam?

33. Did you try to sorne persona! mcaning in the situation?

34. Did you li) to tell yourself that things \Vould get hetter?

35. Did you try to find out more about the situation?

36. Did you lcarn to do more things on your own?

37. Did you wish the problem would somehow he over with?

38. Did j'ou expect the worst possible outcome?

39. Did you spend more time in re<;reatiOiIaI activities?

40. Did you cry to let your feelings out?

41. Did you try to anticipate the new demands that would he placed on you'!

42. Did you think about how this event could change your Iife in a positive way?

43. Did you pray for guidance and/or strength?

44. Did Y.:lU take things one day at a time, one step at a time?

45. Did you try to deny how serious the problem really \Vas?

46. Did you lose hC'pe that things would ever he the same?

47. Did you tum to work or other activities to help manage things?

48. Did you do something that you didn't think would work, but alleasl you were doing

something?
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CRI·ADULT ANSWER SHEET Form: Actual Ideal

N.me _

M.rit.15t.tu. _

D.,e __ 1__ 1 Sex __ Age __

Ethnie Group Education

Part 1
Describe the problem or situation _

----------------------------_._--

DI't • Definilely l'to MI't = Mainly l'ta MY = Mainly Yes DY = Definilely Yos

1. H.ve you ever f.cad • problam IIka thi. befora?

2. Did yeu know this problem W85 90ln9 to occ:ur?

3. Did you have anough time to gat ra.dy te handla thl. problem?

4 Whan thi. problam occurrad. did you thlnk of Il a. a thraat?

5. When thl. problam occurrad. did you think of it a•• challanga?

6. W•• this problam c.usad by somathlng yeu dld?

7. W.s thls problam caused by somathlng someona alsa dld?

8. Did anythlr,g good coma out of daaling with thls problam?

9. Has thls problam or situation been ..soIYod?

la. If the problam has been workad out. did It turn out ail rlghl for you?

Part 2

,
ION MN MY DY

IDNMN MY DY

ION MN MY DY

ION MN MY DY

!ONMN MY DY

ON MN MY DY:
,

ON MN MY DY;

ON MN MY DY i
ON MN MY DY 1

ON MN MY DY;

~ • No ~ot at ail o • Yes Once or twice S iii Yes Sometimes F" Yes fair'y ohen

•

!17 118 119 120 21 'i22 123 i24
i ~ 0 S F ,N 0 S F 1'< 0 S F NOS F 1'< 0 S F NOS F 1'< 0 S Fil'< 0 S '

25 126 27 28 :9 130 131 132
1'< 0 S F IN 0 S F 1'< 0 S F 1'< 0 S F 1'< 0 S Fil'< 0 S F. 1'< 0 S F 1'< 0 S '

• Adaple<! and R:produe<:d by special permission of the Publisher. Psyehological Assessmanl Resources •
Ine.• 16204 North l'Iorida Avenue. Lutz. FIorida 33549. from the Coping Responses Inventory by Rudolf
Moos. PhO.. Copyright 1993 by PAR. Ine. Forther reprodueùon is prohibiled withoul permission from
PAR.lnc.
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• APPENDIX C (CON'Tl

CRI-AD(JLT PROFILE

T Sccre Re. Score T Score

a':,- 14·18
13

'6 18 ,

-"'" ..
'6 18 ' . ':.'. , "'::n 76
':"=

17 " .".~'·f1i::~..~;. __;-.;: . 12 -:--.
'"-3

11i'';'''.~:••'' ~: 1
7:

'2 18 Il -,

.\
'h

71
:~ ..~.;t~ , . :li ":~ , •

- '1
70 '0
69 17

~5~::~
10 69

68 18 ~..~. é8.'.
6 18 III ~18 I~i"?'.' " ~,;"!:tJ

..~. . 67
é6

' ..
~sr.;-~. ~ '. ...... . 9 66e, 17 17 13 ~.'j; \, 6~

54 IS 17 12 64
63 ",U 8 63
62 16 16 14 16 12 ll ..- 62
61 la 61
60 15 15 15 Il .'.:0. ...\;..;, ~.~ _ ... • ~ .10 7 60
S9 13 Il ~9
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Caregivcr Burden Invcntory (Novak & Gues!, 1989)

NolV IVe would Ii/œ to kllOIV 1I01V you see your experiellce as a caregiver alld I,,'hat
your feelillgs are abolit givillg care. Thillk ofyour experiellce as afallli/y caregiver.
How lVell does each ofthe follolVillg statemellts describe your experiellce ill carillg for
YOllr care receiver illthe pastlllollth?

Not at ail Slightly
3

Moderately
4

Quite
5

Very

15.

16.

17.

18.

19.

20.

21.

22.
23.

• 24.

1. My care receiver nceds my help ta perform many daily tasks

2. My care rcccivcr is dcpendent on me

3. 1have to watch my care receivcr constantly

4. 1 have ta help my care receiver with many busic functions

5. 1don't have a minute's break from my caregiving chores
Factor 1 Score

6. 1 fcel that 1am missing out on Iife

7. 1 wish 1could escape from this situation

8. My sociallife has suffered

9. 1feel emotionally drained due la caring for my care receiver

10. 1expected that things would be different at this point in my life
Factor 2 Score

II. l'm not geuing enough sleep

12. My health has suffered

13. Caregiving has made me physically sick

14. l'm physically tired
Factor 3 Score

1don't get along with other family members as weil as 1 used ta

My caregiving efforts aren't appreciated by others in my family

l've had problems with my marriage

1don't do as good a job at work as 1used to

1 fecl rescntful of other relatives who could but do not help
Factor 4 Score

1 fcel cmbarrassed ovcr my care receiver's behavior

1 fcel ashamed of my care receiver

1 resent my care receiver

1 fecl uncomfortable when 1 have friends over

1 fcel angry about my interactions \Vith my care receiver
Factor 5 Score

Total Burden Score
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<Baumgarten, Becker, & Gauthier, 1990)

•

11lStructiolls:

For each question discuss ho\\':

(1) Dacs exhibit this problem? Ho\\' often? If yeso how do you cope \Vith il'!

(2)If \\'ere ta exhibitthis problem. ho\\' would you cape with it?

1. Shows lack of interest in daily activities.

Yes No Ho\\' often _

How would you cape if He/She did _

2. Makes unwarranted accusations.

Yes No How often _

How would you cape if He/She did _

3. Is verbally abusive, curses.

Yes No How often _

Ho\\' \\'ould you cape if He/She did _

4. Empties drawers or C!osets.

Yes No How often _

Ho\\' would you cape if He/She did _

5. Dresses inappropriately,

Yes No How often _

Hal\' would you cape if He/She did _

6. Exposes himself/herself indecently.

Yes No How often _

How would you cape if He/She did _

7. Screams for no reason,

Yes No Hal\' often _

Hal\' would you cape if He/She did _

8, Makes physicai attacks (hits, bites, scratches, kicks, spits).

Yes No How often _

Hal\' would you cape if He/She did _

9, Makes inappropriate sexual advances.

Yes No Hal\' often _

Hal\' \\'ould you cape if He/She did
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10. Paces up and do\\'n.

y cs No Ho\\' often _

Ho\\' \\'ould you cape if He/She did _

11. Maves arms or legs in a restless or agi taled \\'ay.
y cs No Ho\\' often _

Ho\\' \\'ould you cape if He/She did _

12. Gels losl oulside.

Yes No Ho\\' often _

Ho\\' \\'ould you cape if He/She did _

13. Wakes up al nighl for no obvious rcason.

y cs No Ho\\' often _

Hol\' would you cape if He/She did _

14. Wanders in lhe house al nighl.

y cs No How often _

How would you cope if He/She did _

15. Sleeps excessively during lhe day.

Yes No Ho\\' often _

How would you cape if He/She did _

16. Overcals.

Yes No Ho\\' often _

How would you cope if He/She did _

17. Refuses la eal.

Yes No How oflen _

How would you cape if He/She did _

18. Crics or laughs inapproprialely.

Yes No How often _

How would you cape if He/She did _

19. Refuses la be helped wilh personal care tasks, such as balhing, dressing, brushing leelh.

y cs No How often _

How would you cape if He/She did _

20. Throws food.

Yes No How often _

How would you cape if He/She did _
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21. Wanders aimlessly outside or in the house during the day.

Yes No Ho\\' often _

Ho\\' would you eope if He/She did _

22. Hourds things for no obvious reason.
Yes No Ho\\' often _

Hall' would you cape if He/She did _

23. Destroys property or c1othing, breaks things.

Yes No Ho\\' often _

Ho\\' would you cape if He/She did _

24. Loses, misplaces, or hides things.

Yes No Hall' often _

Ho\\' would you cape if He/She did _

25. Asks the same question over and over again.

Yes No Hall' often _

Ho\\' would you cape if He/She did _

26. Repeats the same acùon (e.g., \\'iping table) over and over again.

Yes No Hall' often _

Ho\\' would you cape if He/She did _

*Permission ta revise scale was granted by the principal author in a phone conversation

in May, 1993.




