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Abstract

The impact of caring for a spouse
with a progressive dementia on
caregiver’s health behaviors and
health status was examined. Data
collected from 44 spouse caregivers
indicates that:

® Providing full-time care in-
terferes with preventive
health behaviors (eating nu-
tritiously, exercising) and
contributes to high risk be-
haviors (overeating, alcohol
and substance use);

e Health behaviors are fre-
quently used as coping
Strategies;

e Caregivers rated their own
health as poorer than their
spouse’s health; and

o Disabling (arthritis, cardiac
and back problems) and
stress-related health prob-
lems (migraines, colitis) are
a consequence of and inter-
fere with care provision.
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Introduction

Increasing numbers of older
adults are providing care to a spouse
with a chronic illness. As reported in
a national profile of caregivers of
older adults, over one-third of all
caregivers are spouses and almost
three fourths are over the age of 65."
Spouses provide the most compre-
hensive care, are typically responsi-
ble for the most disabled individu-
als, and maintain the role of care-
giver for a longer period than other
caregivers.2 At the same time,
spouses are the most vulnerable
caregivers due to their own advanc-
ing age and concomitant increased
prevalence of chronic illness and po-
tentially diminished physical capac-
ity.>* The health impact of caregiv-
ing is particularly salient among
adults caring for a spouse because
the continued provision of in-home
care may be dependent on the suc-
cessful management of the
caregiver’s physical health.

The correlates and mental health
consequences of caregiving, includ-
ing depression, lowered morale and
well-being, emotional exhaustion,
anxiety, helplessness, and interfer-
ence with social and recreational pur-
suits have been well documented.”®
The consequences of providing full-
time care to a family member for the

caregiver’s physical health have also
received attention.**’

Spouses provide the
most comprehensive
care, are typically
responsible for the most
disabled individuals,
and maintain the role of
caregiver for a longer
period than other
caregivers.

The majority of studies in which
the physical health effects of care-
giving have been examined have as-
sessed self reports of physical health
status and/or illness-related symp-
toms .4( 1) Caregivers perceive them-
selves to be in poorer health than
their age peers,' and this decline is
positively correlated with the length
of time in the caregiving role.’
Caregivers report that their health
status has declined since providing
care to a family member,”"® espe-
cially among husbands caring for a
wife with dementia'” and that health
status is negatively related to the
perceived burden of care provi-
sion.'® Caregiver’s physical health
concerns (i.e., fractures from falls,
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heart attacks, ulcers, and exhaus-
tion® and psychotropic drug use'’
were frequently cited as reasons for
institutionalizing the patient for
whom they were providing care.

Additionally, caregivers reported
higher rates of diabetes, arthritis, ul-
cers, anemia,' ** hypertension, and
heart attacks’' than comparable
population-based samples. A variety
of health problems have been asso-
ciated with demands of providing
full-time care to a spouse, including
cardiac, stomach and back prob-
lems, sleep disturbances, weight
changes, peptic ulcers, alcohol and
substance abuse,””” and hyperten-
sion.!” Compared to other family
caregivers, spouses reported the
most health problems (i.e., more
doctor visits, lower health self rat-
ings, and more psychotropic drug
use) and lower mental health ratings
(i.e., more stress symptoms, lower
ratio of positive to negative affect,
and lower life satisfaction).3 Health
problems related to caregiving,
physical difficulties with care re-
lated tasks (transferring, lifting), be-
ing unable to engage in self-care,
and being hospitalized as a result of
an illness that began since providing
care was reported among spouse
caregivers.23

Physical health consequences
may be especially acute for care-
givers who live with and provide
care for a spouse with dementia due
to the chronic and unique stress as-
sociated with the role.>'"*** De-
mented patients progressively lose
both their ability to perform activi-
ties of daily living and their capacity
for intimacy and companionship,
exhibit cognitive and behavioral de-
clines, may wander or exhibit sleep
disturbances™" and may eventually
lose their personality10 and sense of
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self. Caregivers’ responses to these
changes may be disruptive to pat-
terns of daily self-care and physi-
cally and emotionally exhausting
and destructive.

The health impact of
caregiving is
particularly salient
among adults caring
Jor a spouse ...

The present study was conducted
to contribute to this literature on the
physical health effects of caregiving
by including a focus on the impact
of providing care to a spouse with
dementia on the caregiver’s health
behavior. The relationship between
health behaviors (including physical
activity, cigarette smoking, alcohol
consumption, sleep patterns, and
maintaining ideal body weight) and
overall health status and morbidity
have been well documented (see, for
example,%‘zg). For older adults,
many of whom have at least one
chronic illness, health behaviors
also play an important role in the
self-management of existing condi-
tions and in the prevention of future
health problems or illness complica-
tions. Although the self-help litera-
ture*** has emphasized the need for
caregivers to attend to their own
health, limited attention has been
paid to health behaviors in the em-
pirical literature. The emotional, be-
havioral, and logistic demands of
providing full-time care may inter-
fere with preventive health behavior
(exercise, eating nutritiously) and
trigger high risk health behaviors
(smoking, drug use). Relevant re-
search that addresses this issue is not
conclusive. For example, alcohol
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and drug use, eating, and smoking
were viewed as ways to cope with
the stress of caregiving in one
study,l S but these behaviors were un-
related to the cognitive functioning
of an ill spouse in another recent
study of caregivers."”

The goals of this exploratory
study include:

e To assess caregiver’s health
behavior and health status
change since providing care
to their spouse with demen-
tia;

e To assess coping strategies
with caregiving stress thatin-
volve health behaviors;

e To compare caregiver’s self-
ratings of their own and their
spouse’s health status; and

e To examine relationships
among subjective and objec-
tive caregiver burden and
physical and mental health
outcomes.

This study represents the baseline
phase of a short-term longitudinal
study based on daily health diaries
completed by the present sample of
dementia caregivers.”””" An under-
standing of the health consequences
of caregiving is essential to inform
interventions designed to preserve
the health of caregivers and their
ability to perform caregiving tasks.
In addition, because of the recipro-
cal relationship between physical
and mental health,”*** such inter-
ventions may ultimately prevent or
lessen the potential mental health
consequences (i.e., degression) of
the caregiving role.'*'>*

Procedure and sample

Aletter explaining the purpose of
the research was sent to all care-
givers of patients who were treated
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at a cognitive disorders clinic of a
university medical school (N = 89).
Individuals were asked to return a
self-addressed stamped post card in-
dicating whether they would be will-
ing to be involved in the study. Of
the 69 individuals who returned a
post card, 51 completed a mailed
questionnaire (the majority of the 18
individuals who indicated that they
were not willing to complete a ques-
tionnaire noted that a change in their
caregiving status precluded their in-
volvement in the study). Data from
seven of the 51 respondents was ex-
cluded, resulting in a final sample of
44 individuals (data provided by an
adult daughter, a caregiver whose
spouse died before the question-
naire was received, and five care-
givers of nursing home residents
was deleted).

The 44 spouse caregivers in the
final sample included 23 males and
21 females (see Table 1). Mean age
was 68.2 years (SD = 9.1, range =
43-84). The average educational
level was 14.1 years (SD =34, range
= §-22). All participants were white
and resided with their spouse. Most
caregivers (70 percent) were provid-
ing care to a spouse who had been
diagnosed by a physician (most
commonly by a neurologist) with
Alzheimer’s disease (n = 31); other
diagnoses included Progressive Su-
pra Nuclear Palsy (n = 6), Parkins-
on’s disease (n = 2), Pick’s disease
(n=1), and an unspecified dementia
(n = 1). The spouse caregivers had
been providing care for an average
of 3.3 years (SD = 2.3). Caregivers
reported being diagnosed with an
average of two chronic illnesses or
conditions (X = 2.2, SD = (.7); ar-
thritis, hypertension, heart disease,
atherosclerosis, cataracts, and dia-
betes were most prevalent (reported
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by 38.6, 34.1, 22.7, 18.2, and 114
percent of the sample, respectively).
Mean depression (CES-D) score
was 19.8 (SD = 11.9). As discussed
by Biegel et al.,” CES-D scores
range from 5.6 to 28.9 in previous
research completed with samples of
caregivers, with a modal score of 17.
Older adults residing in the commu-
nity typically score between 8 and 9,
and CES-D scores above 16 indicate
being at risk for clinical depression.
Thus, the majority of research (in-
cluding the present study) indicates
elevated rates of depressive symp-
toms among caregivers.”

Measures

A mailed questionnaire, designed
to address the unique purpose of the
present study and to be comparable
to previous caregiving research, in-
cludes the following sections:

e Demographics;

o Caregiving history;

e Patient’s behavior and care

needs;

o Caregiver’s physical health
status, symptomatology, de-
pression, and health behaviors.

Specific items, scales, and open-

ended questions, organized by the
four specific aims of the study, are
described next.

Caregiver’s health behavior and
health status change

Five one-item indicators were in-
cluded to determine changes in
health behaviors since providing
care to a spouse. For example, par-
ticipants were asked: "Compared to
the time before you began caring for
your spouse, has the frequency with
which you eat balanced, nutritious
meals decreased, stayed the same, or
increased?"

This question format was also
used to assess changes in appetite,
exercise, smoking, and alcohol in-
take since providing care to their
spouse. Respondents were also
asked: "In the past month, have you
taken any medicine or anything else
(e.g., alcoholic beverages) to help
you sleep, calm you down, or perk
you up?"

The physical health impact of
caregiving was assessed by the
question "has your physical health
been affected by caring for your
spouse?" For respondents who an-
swered "yes," space was provided to

Table 1. Demographic characteristics of spouse caregivers.
X SD Range
Age 68.2 9.1 43-88
Education (years) 14.1 34 822
Caregiving (years) 33 23 0-12
N %

Male 23 523
Female 21 477
Spouse’s diagnosis

Alzheimer’s 1 705

Supra Nuclear Palsy 6 136

Parkinson’s disease 2 45

Pick’s disease 1 23
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respond to a second question, "If so,
in what way?" Physical health limi-
tations were assessed by the ques-
tion: "How much do health prob-
lems stand in the way of your doing
the things you want to do?" Re-
sponse choices include: a great deal,
a little, or not at all. For respondents
who indicated that health problems
did interfere with their activities,
space was provided to record an
open-ended response to "If so, in
what way?"

Health behavior coping strategies

Six items were included to assess
the extent to which caregivers report-
ed increasing the frequency with
which they engaged in specific health
behaviors during the past months as
a way to cope with the stress of
caregiving. The items included:

e "Comforted myself with
food,"

e "Drank alcohol,"”
e "Exercised,"”
« "Took medications," and

e "Spent more time
sleeping.”

Response choices included:
never, rarely/seldom, sometimes,
often and most of the time.

Comparison of caregivers and
spouse’s physical health

A one-item indicator, "How
would you rate your overall physical
health at the present time?" was in-
cluded. Response choices, arranged
on a 4-point scale, included: poor,
fair, good, and excellent. This item
has been used extensively with com-
munity samples35 and caregiv-
ers.”™ Self-rated physical health
has been shown to be highly related
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to objective measures of health and
predictive of mortality.’**’ Using
the same format, respondents were
also asked, "How would you rate

Forty percent of the
respondents reported
that their physical
health had been
negatively affected by
caring for their spouse.

your spouse’s overall physical
health at the present time?"* Care-
givers were asked if they have been
diagnosed with any of 21 chronic
illnesses and conditions.(2) A sum-
mary score was created by adding
the total number of chronic illnesses
or conditions reported. Scores could
range from O to 21. Caregivers were
asked if their spouse was diagnosed
with any of the same 21 chronic
illnesses and conditions, and a com-
parable summary score was created.

Relationships among perceived
and objective caregiver burden
and physical and mental health
variables

Perceived caregiver burden was
assessed by a single item, "Overall,
how burdened do you feel in caring
for your spouse?" Response choices
included: not at all burdened, a little
burdened, moderately burdened,
greatly burdened, and very greatly
burdened. As discussed by Pruchno
et al,” this single item correlates
highly with a composite-item bur-
den index.”® Objective burden was
assessed by two one-item indicators.
The amount of time caregivers
spend providing daily care was de-
termined by the item: "About how
many hours a day in the past month
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have you felt on duty in taking care
of your spouse?" The actual number
of hours, on-duty hours, was re-
corded. To assess the length of time
spentin the caregiving role, caregiv-
ing years, a single item was in-
cluded: "When did you start doing
things for your spouse that he/she
used to do for him/herself?" Self-
care was assessed by the item: "In
general, how well would you say
that you take care of yourself?" Re-
sponse choices on a 3-point scale
included: "Very well," "Fairly well,"
or "I neglect my own health."

The number of sick days was as-
sessed by the item: "During the past
six months, about how many days
were you so sick that you were un-
able to carry on your usual activities
such as working around the house or
going to work? The number of days
indicated by the respondent was re-
corded. The 12-item somatization
subscale of the Hopkins Symptom
Checklist (HSCL; 58 items) was in-
cluded.® Respondents indicated the
frequency with which they experi-
enced complaints with:

e Cardiovascular,
gastrointestinal, and
respiratory systems;

e Headaches, muscle pain,
and discomfort; and

o Somatic symptoms
associated with anxiety
during the past week.

Response choices included:
rarely/none, sometimes, occasion-
ally, and most of the time.
Depression was assessed with the
20-item Center for Epidemiological
Studies Depression Scale (CES-D),
a highly reliable measure used ex-
tensively with community® and
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Table 2. Health behavior changes since providing percent report that their ap-
care to a spouse with dementia. petite has declined (see Ta-
ble 2). Among the 31
N % caregivers who reported
Nutrition exercising at least once a
Eat less nutritiously 17 38.6 week, 33 percent report
No change 23 523 lower levels of physical
Eat more nutritiously 3 6.8 activity since they began
roviding spouse care. Al-
Appetite ﬁlost one-half of the care-
Poorer 6 13.6 .
No change a4 773 givers who spoke (fB per-
Better 4 91 cent) report increasing the
number of cigarettes smok-
Exercise (n = 31) ed per day since they began
Decrease 10 323 providing care for their
No change 18 581 spouse. Among the 25 care-
Increase 3 91 givers who drink alcohol,
Smoking (n=7) only .4 percent report .in-
Decrease 1 143 creasing their consumption
No change 429 since providing care to their
Increase 3 429 spouse. Almost one-third of
the sample reports taking
Alcohol consumption (n=25) tranquilizers, anti-depres-
EZC cr;zs:ge 1; z:‘g sants, or sedatives to help
’ them sleep, calm them
Increase 1 40 .
down, or lower anxiety.

caregiver samples.'*'"® Elevated
CES-D scores (16 or higher) reflect
symptoms that may accompany
clinical depression.**!

Worry was assessed by the item:
"How often would you say you
worry about things?" Response
choices included: hardly ever, fairly
often, often, and very often. Spirits
was assessed by the item: "In gener-
al, would you say that most of the
time you are in very low spirits, or
very good spirits?"

Results

Caregiver’s health behavior and
health status change

Over one-third of the caregivers
(39 percent) reported that they eat
less nutritiously since they began
providing care to their spouse and 14
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Several caregivers re-
ported improvements in their health
behavior since providing care to the
spouse. Eating more nutritiously,
having a better appetite, exercising
more frequently, smoking less, and
decreasing alcohol consumption
were reported by 7 percent, 9
percent, 10 percent, 14 percent, and
28 percent of the caregivers,
respectively.

Forty percent of the respondents
reported that their physical health
had been negatively affected by car-
ing for their spouse. Over half of
these caregivers (54.5 percent) pro-
vided a written explanation of this
relationship in the mailed question-
naire. The most commonly mention-
ed health impact of caregiving in-
cluded: being tired, exhausted or
fatigued (n = 12); being under stress
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(n = B); sleep disturbances (n = 5);

pressure (n = 3); losing weight (n =
2), limiting opportunities for exer-
cise (n = 2), and having difficulty
concentrating (n = 2). Specific rea-
sons included:

"It just plain wears me out. I
never get a full night’s sleep."

"I have to be up and about
when rest would help with my
bronchitis and ear and sinus
infections. I am constantly try-
ing to be calm when I’'m not."

"He has not been sleeping
much the last three weeks so I
am not sleeping. I'm stressed
out, I’ve lost 10 pounds, and
I’mhaving ahard time concen-
trating at work."

"Stress causes my irregular
heartbeat."

"Each day is a challenge to
deal with my spouse’s depres-
sion. I'm sure my nervous sys-
tem is taking a beating. It’s
tough dealing with a negative
attitude. Fortunately, I'm a
very positive person most of
the time."

"I have gained weight which
affects my cholesterol level,
which is considered high. I
nibble or over eat when I'm
upset by his behavior."

"... loss of weight and unable
to take daily walks because of
not feeling safe in leaving my
wife alone."

"It’s hard to keep my mind on
business because of the lack of
sleep and worry."

"I take better care of myself
now so I won’t be prevented

The American Journal of Alzheimer’s Care and
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chronic illnesses and conditions.

Table 3. Caregiver’s self reports of spouse’s and their own physical health status and

Caregivers Spouses
(n=44) (n=44)
N % N %
*Self-rated physical health
Poor 1 23 0 0.0
Fair 15 341 11 250
Good 23 523 22 50.0
Excellent 4 9.1 10 227
Chronic illness or condition
Anemia 2 45 1 23
Arthritis* 17 38.6* 12 27.3*
Asthma 1 23 0 0.0
Bladder 6 13.6 10 2217
Cancer 4 9.1 2 45
Diabetes 5 114 5 11.4
Emphysema* 3 6.8* 0 0.0*
Gall bladder 2 45 0 0.0
Glaucoma 6 13.6 5 114
Hardening of the arteries 8 182 6 13.6
Heart disease 10 22.7* 2 4.5*
High blood pressure 15 34.1* 8 18.2*
Kidney disease 3 6.8 2 4.5
Stroke 2 46 3 6.8
Ulcer (stomach) 2 45 0 0.0

*Difference between caregivers self-reports of their spouse’s and of their own physical
health status and chronic illnesses and conditions is significant at the .05 level.

from caring for my wife."

One-half of the sample (50 per-
cent) reported that their current
health problems limit their activi-
ties, and almost half of these
caregivers (45.5 percent) provided
specific examples of their limita-
tions. The most commonly men-
tioned responses included: arthritis
(n =5), high blood pressure (n = 3),
and back problems (n = 3). Other
health problems mentioned by at
least one caregiver include: artery
bypass, bronchitis, colitis, Crohn’s
disease, ulcer, kidney trouble, pros-
tate trouble, ear infections, mi-
graines, sinus infections, poor
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circulation, balance problems, dizzy
spells, alcoholism, weight problems,
exhaustion, nerves, lack of sleep,
sleep disturbances, failing eyesight,
difficulty lifting, stress and tension,
worry, and depression.

Health behavior coping strategies

Caregivers reported the frequency
of engaging in specific health behav-
iors to cope with the stress of caregiv-
ing in the past month. Exercise, find-
ing comfort in food, spending more
time sleeping, taking medications,
and drinking alcohol were used as
coping strategies by 79.5 percent,
63.6 percent, 52.3 percent, 34.1 per-
cent, and 34.1 percent of the sample,
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respectively. Exercise, finding com-
fort in food, taking medications,
spending more time sleeping, and
drinking alcohol were used on a fre-
quent basis by 20.5 percent, 15.9
percent, 13.6 percent. 4.5 percent,
and 2.3 percent respectively.

Comparison of caregivers and
spouses physical health

Caregivers rated their own physi-
cal health as significantly poorer
than they rate their demented
spouse’s physical health (see Table
3). Caregivers reported that they had
been diagnosed with significantly
higher rates of high blood pressure,
heart disease, arthritis, and emphy-
sema than their spouses.

Relationship among perceived and
objective caregiver burden and
physical and mental health
variables

As depicted in Table 4, signifi-
cant correlations were found be-
tween the perceived and objective
indicators of burden and physical
and mental health outcomes. Speci-
fically, perceived caregiver burden
is significantly and positively corre-
lated with on duty hours, caregiving
years, sick days, somatization, de-
pression, and worry (all p’s < .05).
Perceived burden is significantly
negatively correlated with self-rated
physical health and self-care. The
two objective burden indicators, on
duty hours and caregiving years,
were not significantly related to the
physical and mental health variables
(with the exception that on duty
hours is significantly negatively cor-
related with self-care; p < .05). Ad-
ditionally, self-care was signifi-
cantly and negatively correlated
with somatization, depression, and
worry. Self-care was significantly
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Table 4. Zero-order correlations, means, and standard deviations of perceived and objective burden and caregiver’s physical and
mental health variables.

1 2 3 4 5 6 7 8 9 10 1
Caregiver burden
1. Perceived burden® — 30%  ALRE _4TRRk _01  —44%x 5% 4]xx 40k 2% _]8
2. "Onduty" hours® — 17 =16 -05 -32* -16 06 18 06  -13
3. Caregiving years® — =20 -06 -17  -09 02 13 -03 09

Caregiver’s physical health

4. Self-rated physical health® — —S54%Kk ARKKkk Q6% _ §3kkk _ §kkk  _A]k* 5Kk
5. Number of chronic illnesses® — =23 .04 32%* 21 35 16
6. Self-care® — -17 —43kKk _ §okkk _ DA% 41 **
7. Sick days® — 17 29 18 -24
8. Somatization® —_ JI8kHx STRRk _ 35kk
Caregiver’s mental health

9. Depression’ —_ SOREE _ 5THR*
10. Wony* —  -18
11. Spirits® —
Mean 2.7 158 33 2.7 22 22 38 190 198 18 2.6
Standard deviation 12 92 23 0.7 19 0.7 12.3 52 119 08 0.7

*p <.05; **p<.001.

®*One-item indicators, higher scores represent higher levels of the construct (e.g. more burden, better health and self-care, more worry,
and better spirits).

®Numerical indicators.

“Subscale of the Hopkins Symptom Checklist.

CES-D score.

and positively correlated with self-
rated physical health and spirits.

Discussion

The purpose of this study was to
assess the impact of providing care
to a spouse with dementia on care-
giver’s health behavior and overall
physical health. Results suggest that,
for some caregivers, providing full-
time care decreased the opportunity
and/or incentive to engage in pre-
ventive health behaviors (eating nu-
tritiously and exercising) and in-
creased the prevalence of potentially
high risk behaviors (overeating and
alcohol and substance use).

For example, 40 percent of the
caregivers in the present study re-
ported declines in their nutritional
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status that they associated with the
role as care provider. Additionally,
over three-fourths of the caregivers
reported "finding comfort in food."
In general, older adults have been
described as particularly vulnerable
to health-related consequences of
improper nutrition, and this may be
particularly true of spouse care-
givers.”? Caregiving may interfere
with proper nutrition in three ways:

o The stress of caregiving
may result in poor appetite
or overeating, thus directly
affecting eating behavior;

o The financial and time
demands of providing
full-time care may limit
the ability, energy and

motivation required to
purchase and prepare
nutritious foods; and

¢ Because eating behavior is
an inherently social
activity,” caregivers may
perceive few incentives to
share meals with a spouse
whose cognitive and
behavioral declines
preclude a mutually
satisfying social
interaction,** and may
take part in fewer social
activities that involve
meals.

Thus, caregivers may eat alone
and use convenience foods more fre-
quently, eat less regularly scheduled
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meals, and reduce the amount and
type of food eaten.”? Additionally,
several study participants reported
sizeable weight gains (for one
caregiver, over 100 pounds) that
resulted in health complications

Problem drinking may
result in a pattern of
self-neglect and
inattention to proper
self-care activities
...and interfere with
caregiving tasks and
responsibilities.

(increased cholesterol and hyperten-
sion) and were attributed to overeat-
ing as a response to caregiving
stress. Because proper nutrition and
optimal body weight contribute to
overall physical and mental health,
the eating behavior and nutritional
status of caregivers is an important
area for future research.

Anecdotal evidence suggests that
people increase their rate of smoking
during times of stress, due in part, to
the perception that smoking reduces
tension or anxiety.(3) Results from
the present study indicate that, for
one-half of the smokers, caregivers
increase their rate of smoking since
providing care to their spouse. The
chronic nature of the demands of
caregiving may make smoking par-
ticularly hazardous for caregivers
and their ill spouses due to the direct
and passive effects of smoking on
morbidity and mortality.45 Addition-
ally, the daily demands of caregiving
may make quit attempts especially
difficult and may trigger a relapse
among former smokers.*®

Only half of the spouse
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caregivers reported drinking alcohol
(56.8 percent). Of this group, over
one-fourth report decreasing their
alcohol consumption since provid-
ing care to their spouse. The restric-
tion that dementia places on social
activities may help to explain the
decreased intake of alcohol among
this sample. Although only one care-
giver reported increasing their in-
take of alcohol since providing care
to their spouse, one-third of the sam-
ple reported drinking alcohol as a
way of coping with the stress of care
provision. Although alcohol reduces
tension and anxiety when used in
moderation,” attention to the poten-
tially dangerous effect of excessive
alcohol use among caregivers, espe-
cially those who are managing
chronic illnesses or conditions, is
warranted. An additional concern is
that caregiving stress may trigger
excessive drinking or a relapse
among former problem drinkers.***
Problem drinking may result in a
pattern of self-neglect and inatten-
tion to proper self-care activities (nu-
trition, s.leep)49 and interfere with
caregiving tasks and responsibilities.

One-third of the spouse caregivers
reported taking medications (e.g.,
sedatives, anti-depressants) to cope
with the stress of caregiving. As re-
ported elsewhere, caregivers use psy-
chotropic drugs more frequently than
the general popul::tion,” a compari-
son group3 or matched controls.'”*’
Although following a prescribed
drug regimen may help some
caregivers manage stress and anxi-
ety, the potential overuse of such
medications and interactions with
multiple prescription and non-pre-
scription drugs and nutritional status
is a potential threat to the overall
health of caregivers.

Although concerns about nutri-
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tion, eating behavior, smoking, alco-
hol and medication use among
caregivers have been raised, some
caregivers reported making im-
provements in their health behaviors
since they began providing care to
their spouse, and 80 percent of the
sample reported that they view exer-
cise as a means of coping with the
stress of caregiving. As discussed by
Nowack,” the daily practice of pre-
ventive health behaviors may be
viewed as abehavioral health coping
strategy and as a mediator of the
stress-illness relationship. Results
from the present study indicate that
taking care of one’s health was asso-
ciated with less worry and depres-
sion and higher overall spirits. The
mechanism by which self-care influ-
ences psychosocial outcomes may
be an increased sense of personal
control over health behaviors, sym-
ptoms, or the course of a chronic
illness or condition.” Personal con-
trol over some life domains (care-
giver’s own physical health) may be

The mechanism by
which self-care
influences psychosocial
outcomes may be an
increased sense of
personal control over
health behaviors ...

especially salient for caregivers of
dementia patients because the cog-
nitive and behavioral declines asso-
ciated with the illness cannot be con-
trolled. Responses to open-ended
questions in the present study indi-
cate that, for some caregivers, main-
taining one’s physical health is
perceived both as an investment in
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personal well-being and in the abil-
ity to provide full-time care at home
for as long as possible. This finding
may serve as a powerful incentive
for other caregivers to engage in pre-
ventive health behaviors and de-
crease high-risk behaviors.

Results also support the view that
caregivers are the "hidden pa-
tient."”"** First, almost half of the
caregiversin the present study report
that their overall health status has
been negatively affected by provid-
ing care for their spouse, particularly
in terms of exhaustion, fatigue, and
sleep disturbances. The physical
health self-ratings reported by the
present sample are comparable to
those reported in samples of spouse
caregivers,”'w(4) but lower than
age-based norms."*> What is not-
able, however, is that the caregivers
in the present study rate their own
health as poorer than they rate their
ill spouse’s health.’ Also, care-
givers report significantly higher
rates of specific illnesses compared
to the rates for the spouses for whom
they provide care; arthritis, high
blood pressure, heart disease, arthri-
tis and emphysema (similar findings
were reported elsewhere).'®’?
Caregivers report that their arthritis
and high blood pressure and heart
and back problems limit their activi-
ties, including their ability to care for
their spouse. Because these illnesses
and conditions, particularly arthritis,
result in dynamic patterns of physi-
cal disability and impairments in ac-
tivities of daily living over time,”
the ability to consistently provide
full-time care to a spouse with de-
mentia may be compromised. Fi-
nally, several of the caregivers men-
tioned activity limitations due to
stress-related illnesses and condi-
tions, including colitis, migraines,

and ulcers.”® The extent to which
these conditions were triggered or
aggravated by the demands of
caregiving cannot be assessed in the
present study, but represent an im-
portant focus for future research and
caregiver interventions.

The extent to which
these conditions were
triggered or aggravated
by the demands of
caregiving ... represent
an important focus for
future research and
caregiver interventions.

As discussed in the introduction,
previous research has documented
significant associations between
perceived caregiver burden and a
variety of mental and physical health
outcomes. In this study, perceived
burden was positively associated
with depression and worry and
negatively associated with self-rated
physical health and self-care ratings.
Objective burden, measured by on-
duty hours, was negatively corre-
lated with self-care. Additionally,
self-care behaviors were negatively
associated with depression and posi-
tively related to self-rated physical
health and spirits. Although the
causal relationships among these
variables cannot be explored in the
present study dueto the correlational
nature of the data and small sample
size, several pathways between bur-
den, self-care, and physical and
mental health outcomes can be for-
mulated. Perceived and objective
burden may have both indirect and
direct effects on self-care activities.
Because results indicate that per-
ceived burden is associated with on

duty hours, the time available to
caregivers for adequate self-care
may be limited. Alternatively, per-
ceived burden may be related to self-
care via its indirect effects on de-
pression. Depressed older adults
may be less motivated or able to
engage in preventive health behav-
iors, manage their chronic illnesses
and conditions, or to provide care for
their spouse.33’34 In other words, the
impact of perceived burden on self-
care may be mediated through de-
pression (especially given the mag-
nitude of the correlationbetween de-
pression and self-care, r = —-.52).
Testing the potential mechanisms of
the relationship between burden,
self-care and physical and mental
health outcomes is a fruitful area of
future research.

Some of the limitations of the
present study should be noted. Al-
though the sample size is relatively
small, all participants were recruited
from a statewide list of patients who
sought a consultation or treatment
from a cognitive disorders clinic at a
large university. This recruitment
strategy may be less likely to result
in a particularly distressed group
than one derived from support group
membership lists, although the sam-
ple cannot be assumed to be repre-
sentative of all spouse caregivers in
the community. Due to the small
sample size, gender differences
were not explored. Because previ-
ous research has documented both
greater impact of stress on health™°
and alcohol consumption’’ among
women than men, additional research
is needed to clarify the potential gen-
der differences in the impact of
caregiving on health behaviors.'”®
All data collected for the present
study is self reported. As discussed
recently,’ self-reports of physical
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health status may be biased by the
depression and anxiety that
caregivers may experience.

A comparison group of care-
givers of non-demented spouses was
not available. Thus, it is not possible
to consider whether the findings are
unique to dementia caregivers or
also pertain to other types of spouse
caregivers. Finally, the data used in
the present study is cross-sectional;
therefore, the stability of the rela-
tionships cannot be assessed. As
mentioned previously, however,
caregivers from the present study
also completed daily health diaries
for 10 weeks to permit the examina-
tion of patterns of change over time
in the perceived stress of caregiving,
health behaviors, and mental and
physical health status. Preliminary
results of this data indicated high lev-
els of variability among caregivers,
but a strong pattern of covariation
over time in perceived stress and
caregiver health.’® This relationship
was mediated, for several caregivers,
by the specific type of caregiving
stress experienced (hassles with be-
havior problems, cognitive changes,
or activities of daily living).*'

Conclusion

Data from the present study indi-
cate that caregivers report several
high risk health behaviors and the
tendency to engage in these behav-
iors as a response to the stress of
caregiving. Although additional re-
search based on large representative
samples of community-dwelling
caregivers is needed, results suggest
that interventions that focus on the
physical health and health behaviors
of caregivers is warranted. Because
older adults may be more willing to
seek help for their physical health
concerns than for symptoms of men-
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tal distress,” interventions that em-
phasize health behavior change may
be attractive to a wide range of care-
givers. The prevention of health
problems and the self-management
of existing illnesses and conditions
may extend caregiver’s ability to
provide full-time in-home care, re-
duce the likelihood of the demented
patient being institutionalized, and
promote positive physical and psy-
chosocial outcomes among
caregivers. Because increasing
numbers of older adults will provide
care for a spouse with a dementia in
the future, the development of inter-
ventions with a preventive focus is
especially timely.4d

Footnotes

(1)Exceptions to this focus on self reports
include: a) ongoing research by Gallagher-
Thompson et al ™~ that examines the impact
of caregiving stress on cardiovascular riské
b) completed work by Kiecolt-Glaser et al®
that suggests that caregiving stress compro-
mises immune function, and c) completed
work by Moritz et al.'’ in which living with
a cognitively impaired spouse was found to
increase systolic blood pressure in men not
treated for hypertension.

(2) A checklist was provided for this purpose
and included: diabetes; high blood pres-
sure/hypertension; heart trouble; circulation
problems/hardening of the arteries; paraly-
sis; effects of stoke; arthritis/ rheumatism;
stomach ulcer; asthma; glaucoma/pressure
behind the eye; cataracts; cancer; liver
trouble/jaundice; gall bladder trouble; kid-
ney trouble; bladder trouble; broken hip;
broken bones, anemia; Parkinson’s disease;
and emphysema.

(3) Empirical evidence suggests a strong
relationship between perceived stress and
changes in smoking status, although the pre-
cise causal mechanism of this relationship
has not been isolated 5! Specifically, it is
difficult to determine whether stress inhibits
quit attempts and/or increases smoking rates
or if attempts to quit fail because of per-
ceived stress.

(4) In the present study, self-rated physical
health was rated as poor, fair, good, and
excellent by 4.5 percent, 31.8 percent, 52.3
percent, and 9.1 percent of the sample, re-
spectively; these ratings are very compar-
able to the 5.1 percent, 26.5 percent, 53.1
percent, and 15.3 percent for the Pruchno et

Related Disorders & Research, January/February 1994

al.'? sample of 315 spouse caregivers. Sim-
ilarly, Moritz et al.'” reported that among her
sample of 318 spouse pairs, 39.2 percent and
59.6 percent rated their health as poor/fair
and good/excellent.
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