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Dementia occurs as a primary component of Senile Dementia of the Alzheimer's type
(SDAT) and as a secondary component of Parkinson's Disease (PD) in a subset of PD patients.

We compared caregiver distress subsequent to the unique features of these dementing
illnesses. Self- and other-rated depression was compared in spousal caregivers for 23 SDAT
patients, 23 PD with dementia patients, and 23 control subjects. The two caregiving groups

were similar in the length of time they had been providing assistance and in caregiver distress,
and both caregiver groups were more depressed than comparison subjects.
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The prevalence of progressive dementia varies by
type and age. The most common form of progressive
dementia is Senile Dementia of the Alzheimer's type
(SDAT) that occurs in 5-20% of people aged 65 and
over (Council on Scientific Affairs, 1986; Mortimer,
Schuman, & French, 1981). Much less common is the
dementia that is found in a subgroup of persons with
Parkinson's Disease (PD; Marttila, 1987). In contrast
to SDAT caregiving, PD dementia caregiving has not
been studied. This may simply reflect the greater
accessibility of SDAT caregivers. Current prevalence
estimates, however, suggest there are 360,000 cases
of PD in the U.S. (Marttila, 1987), and estimates of
dementia in PD range from 10% (Rajput et al., 1984)
to 35-40% (Lieberman et al., 1979; Mayeux et al.,
1981). As such, caregiving for PD patients with de-
mentia merits empirical investigation. Furthermore,
research comparing dementing conditions may offer
insight into critical events in the caregiving process.

In addition to differences in prevalence, SDAT and
PD dementia victims vary in the progression of cogni-
tive, personality, and motoric changes, as well as in
etiology and symptom features. Motoric symptoms
appear first in PD patients, whereas memory loss and
personality changes appear first in SDAT patients.
The appearance of cognitive and personality changes
most often occurs in PD long after a definitive diag-
nosis has been made.
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Consultation is frequently sought as a direct result
of the easily observable physical symptoms in PD. In
contrast, SDAT has an insidious onset, with subtle
personality and cognitive changes appearing months
or years before evaluation. Prior to a thorough diag-
nostic evaluation, the frequent assumption is that the
SDAT victim's behavior is voluntary or malicious
(Mace & Rabins, 1981). The subsequent conflict often
experienced between caregiver and SDAT victim may
permanently damage their relationship (Robinson &
Thurnher, 1979). These differences in clinical features
at the dementia's onset may have important differen-
tial consequences for SDAT and PD caregivers.

The present study was designed to compare care-
givers for SDAT or PD family members with each
other and also with a sociodemographically matched
control group without similar responsibilities. PD
with dementia caregivers were hypothesized to have
sought evaluation earlier than SDAT caregivers, even
though overall length of caregiving and current pa-
tient impairment were expected to be comparable.
Because SDAT caregivers appear to experience a
more insidious, conflict-laden onset, we hypothe-
sized that SDAT caregivers would have greater dis-
tress related to caregiving than PD caregivers, and
that both groups of caregivers would be more dis-
tressed than peers without similar responsibilities.

Method

Subjects

Subjects were 23 caregivers for a spouse with
SDAT, 23 caregivers for a spouse with PD with de-
mentia, and 23 married control subjects matched for
sex, age, and education. All subjects were white.
Given the smaller prevalence of PD than SDAT as well
as the infrequency of dementia occurring among PD
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victims, the limited availability of PD with dementia
spousal caregiver and patient dyads determined sam-
ple size. All caregivers were providing assistance to
their spouse in their home. Caregivers were assessed
at the university when possible and at home when
caregiving demands prevented travel.

All subjects were recruited from the Columbus,
Ohio metropolitan area as part of a larger study on
stress, immunity, and health in caregivers. Caregivers
were recruited from multiple sources, including neu-
rologists' referrals, hospital dementia evaluation
units, dementia caregiver support groups, respite
care programs, and governmental caregiver support
programs. Control subjects were recruited through
advertisements in local newspapers, area news-
letters, churches, posters in community centers, re-
ferrals from other control subjects and caregivers,
and university alumni publications. All participants
were self-referred in response to announcements
and were paid $30 for participation. Potential partici-
pants were screened for serious health problems,
including recent surgery (within 18 months) and im-
munosuppressive medication.

Caregiver Assessment

The Hamilton Depression Rating Scale (HDRS;
Guy, 1976) was used to assess current depressive
symptomatology. The scale includes 24 items that are
rated by the interviewer based on observation and
the subject's response to probes. A postdoctoral
fellow in clinical psychology and two advanced clini-
cal psychology graduate students served as primary
raters. A third clinical psychology graduate student
established reliability through blindly rating ran-
domly chosen audiotapes; interrater reliability, as-
sessed for 15% of tapes, was r = .85.

The short form of the Beck Depression Inventory
(BDI; Beck & Beck, 1972) provided data on self-
reported depressive symptomatology. In using this
form, the subject chooses the sentence for each of 13
items that best describes his or her feelings during
the past week. Scores range from 0 to 39, with higher
scores reflecting greater depression. This short form
has been used with older populations because it has
fewer somatic items than other depression scales
(Hammen,1980).

The Brief Symptom Inventory (BSI; Derogatis &
Spencer, 1982) measures psychological distress dur-
ing the past week. This 53-item self-report scale pro-
vides data on nine dimensions of psychopathology.
The depression subscale functioned as a dependent
measure in the present study.

Dementia Evaluations

Family members' ratings provide one source of
reliable data on dementia patients' functioning
(Reifler, Cox, & Hanley, 1981). For example, in a
sample of 82 elderly patients, the majority of whom
were demented, a high degree of concordance oc-
curred between family and staff members ratings
among 10 areas of patient functioning (Reifler, Cox,
& Hanley, 1981). In the present study, caregiving

spouses were interviewed regarding the neurologi-
cal examination of their demented spouse with de-
tailed questioning regarding the diagnostic proce-
dures used and current caregiving circumstances.
Time spent caregiving included time directly provid-
ing personal care combined with time spent super-
vising activities. Average hours spent caregiving per
day were determined by multiplying the average
weekday caregiving hours times five combined with
the weekend day caregiving hours multiplied times
two; the total was then divided by seven for an
average per-day figure.

The date of the first neurological evaluation served
as the end point of the time before evaluation (many
patients had received multiple evaluations). Prodro-
mal physical and emotional changes were traced
backwards from the date of the neurological evalua-
tion to the nearest month to determine time to evalu-
ation. Caregivers were required to provide examples
of specific deficits (e.g., memory loss, motor trem-
ors) for prodromal changes to be scored as present.
Length of caregiving was determined by summing
the total number of months between the first month
of assistance to the date of study participation. For
many of the PD with dementia caregivers, caregiving
did not begin until long after the diagnosis of PD had
been made.

Patient diagnosis was based on spouses' reports of
patients' diagnosis, as well as the site, nature, and
extent of neurological evaluation. In the case of
SDAT patients, all had received neurological evalua-
tions that satisfied the National Institute of Neuro-
logical and Communicative Disorders and Stroke/
Alzheimer's Disease and Related Disorders Associa-
tion work-group standards for diagnosis of probable
SDAT (McKhann et al., 1984). PD patients were diag-
nosed by a neurologist following procedures out-
lined by Koller (1987), in which a diagnosis of proba-
ble PD is made following the exclusion of alternative
diagnoses, combined with a diagnosis of Presenile or
Senile Dementia Not Otherwise Specified (American
Psychiatric Association, 1987).

The Blessed Dementia Scale (BDS; Blessed,
Tomlinson, & Roth, 1968) measures negative changes
in a demented person's abilities in daily living, self-
care, and personality domains. Higher scores on this
22-item scale denote greater decrements in ability,
with a potential range of 0-28. Items are read to the
caregiver, who then chooses the best response to
characterize their demented spouse's current func-
tioning and degree of negative change. BDS scores
correlate with senile plaque count during postmor-
tem histological examination (Blessed, Tomlinson, &
Roth, 1968; Erkinjuntti et al., 1988). In addition, the
BDS correlates with neuropsychological testing and
can be used to differentiate degree of dementia
(Erkinjuntti etal.,1988).

The Memory and Behavior Problem Checklist
(MBPC; Zarit, Reever, & Bach-Peterson, 1980) mea-
sures behavioral excesses and deficits in dementia
patients, and the caregiver's reaction to those prob-
lems. The 29 items include some of the problems
most distressing to caregivers (e.g. , the patient's
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inability to dress and feed him- or herself, inconti-
nence, inability to communicate, hiding things, and
inability to recognize familiar people). The scale pro-
vides three scores: a measure of the frequency of
problem behaviors, a measure of associated care-
giver distress, and a third score that combines fre-
quency and reaction to produce a summary mea-
sure. The MBPC frequency score was used in the
present study to measure the extent of current be-
havioral manifestations of dementia.

The Global Deterioration Scale (GDS; Reisberg et
al., 1982) provides a rating of dementia stage in pa-
tients who have been previously diagnosed with de-
mentia. The scale has seven well-described anchor
points, from 1 (no cognitive decline) to 7 (very severe
cognitive decline). Ratings were based on caregivers'
reports of the affected family members' history and
current functioning. Interrater reliability using the
GDS was assessed by comparing the ratings made by
the first author (JD), a clinical psychologist with geri-
atric assessment experience, with those of senior
graduate students who had done the interview. The
first author, blind to the prior rating, based his rat-
ings on information from the caregivers' ratings of
their spouse on the BDS and MBPC. Reliability was
computed for 18 randomly chosen cases (35%); the
Pearson product-moment correlation between the
original and comparison GDS scores was excellent,
r = .92.

Results

Means for the demographic variables are shown in
Table 1. Each group had 16 women and 7 men.
Multivariate analysis of variance (MANOVA) showed
no significant differences between groups on educa-
tion and income, F < 1. Analysis of variance (ANOVA)
showed no significant differences between groups
on age, F < 1. At the time of evaluation, all caregivers
cared for their demented spouse in their home.
ANOVA was chosen as the preferred statistical pro-
cedure throughout due to its robust nature in the
presence of variations from the underlying assump-
tions (Keppel, 1982). This robustness was important
due to the limits in sampling imposed by availability
of subjects caring for spouses with PD and dementia
at home. (Full ANOVA tables are available upon
request from the first author.)

Comparisons of the time between the disease's
onset and the formal diagnosis for the two caregiver
groups showed a mean difference of well over on^
year; PD with dementia caregivers reported signifi-
cantly less elapsed time prior to diagnosis, F(1,44) =
4.43, p < .04. Total number of months providing
assistance demonstrated no significant group differ-
ence, F(1,44) = 1.31, p < .26. To determine if daily
caregiving responsibilities were different for the PD
and SDAT groups, we compared number of hours
per day spent caregiving. SDAT caregivers were care-
giving over five more hours per day and the differ-
ence was significant, F(1,44) = 10.35, p < .002. Means
on patient impairment and caregiving variables are
presented in Table 2.

Table 1 . Demographic data by group and sex for caregivers of
SDAT and PD with dementia patients

Characteristic

Age (M, SD)
Education (n, %)

Graduate or
professional

College degree
Partial college
High school
Partial H.S.

Yearly Income (n, %)
$40,000 or more
$30,000-39,999
$20,000-29,999
$10,000-19,999
$9,999 or under

AD
caregivers'

68.83 (5.82)

5 (21.74)
2 (8.70)
9 (39.13)
6 (26.09)
1 (4.35)

4 (17.39)
1 (4.35)
8 (34.78)
8 (34.78)
2 (8.70)

PD
caregivers*

68.17 (6.89)

3 (13.04)
4 (17.39)
7 (30.43)
8 (34.78)
1 (4.35)

3 (13.04)
1 (4.35)
9 (39.13)

10 (43.48)
0

Controls

66.91

5
7
4
4
3

9
2
5
6
1

(4.81)

(21.74)
(30.43)
(17.39)
(17.39)
(13.04)

(39.13)
(8.70)

(21.74)
(26.09)
(4.35)

aAD = Alzheimer's disease; PD = Parkinson's disease.

Table 2. Mean and Standard Deviations for Patient
Impairment and Caregiving Variables

AD caregiverb PD caregiver"

Variable3 M SD M SD

MBPC frequency** 58.13± 8.84 (19.82) 39.04± 8.84 (20.48)
BDS total** 16.61 ± 2.17 (4.91) 12.30± 1.93 (4.44)
GDS*** 5.96± .41 (0.98) 4.00+ .75 (1.71)
Hours/day spent

caregiving** 13.01 ± 2.71 (6.29) 7.65± 2.13 (4.93)
Months prior to

diagnosis* 36.35 ±13.00 (30.14) 20.57 ± 8.47 (19.62)
Months spent

caregiving 47.04±14.59 (33.82) 65.61 ±30.20 (69.97)

•'MBPC = Memory and Behavior Problem Checklist (Zarit,
Reever, & Bach-Peterson, 1980); BDS = Blessed Dementia Scale
(Blessed, Tomlinson, & Roth, 1968), and GDS = Global Deteriora-
tion Scale (Reisberg et al., 1982).

bAD = Alzheimer's disease; PD = Parkinson's disease; ± indi-
cates confidence interval for mean with 22 df and alpha = .05.

*p < .04; **p < .003; ***p < .0001.

A MANOVA comparing the two caregiving groups
on patient impairment measures (the GDS, the
MBPC frequency score, and the BDS total score) was
significant, F(3,42) = 7.31, p < .0005. Subsequent
ANOVAs showed significantly less impairment in PD
patients on the GDS, F(1,44) = 22.80, p < .0001, the
MBPC frequency measure, F(1,44) = 10.32, p < .003,
and BDS total score, F(1,44) = 9.51, p < .004.

Relationships among average daily caregiving
hours, BDS total score, MBPC frequency score, and
GDS were explored by calculating Pearson product-
moment correlations. These results are presented in
Table 3. All variables were significantly correlated,
p < .01.

A group by sex MANOVA compared the three
groups on depression, using the HRDS and the De-
pression Subscale of the BSI; sex was included be-
cause of the well-documented gender differences
in depression (Beck, Steer, & Garbin, 1988). This
MANOVA demonstrated a significant main effect for
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group (Wilkes Criterion F[4,22] = 4.43, p < .002), and
for sex, f(2,61) = 3.30, p < .04, but not for the
interaction, F(4,122) = 1.43, p < .23. The main effect
for sex on distress measures was explored with
ANOVA on the HDRS and BSI Depression Scale.
Women demonstrated significantly greater depres-
sion on the HDRS, F(1,67) = 5.01, p < .03, but not on
the BSI Depression Subscale (F < 1). As regards the
group effect, subsequent ANOVAs found significant
group differences on the HDRS, F(2,66) = 5.35,
p < .007, but not on the BSI Depression Subscale,
F(2,65) = 1.07), p < .35. Post hoc pair-wise compari-
sons using Tukey's test showed that PD with demen-
tia and SDAT caregivers scored significantly higher
on the HDRS than comparison subjects, p < .05, but
did not differ from each other. It is possible that the
HDRS is a clinically more sensitive measure, espe-
cially because its length and breadth contrasts with
the brevity of the BSI Depression Subscale. Means
for depression measures are presented by group in
Table 4.

To determine if SDAT caregivers differed from PD
with dementia caregivers on distress measures when
the level of patient impairment was controlled, a
MANCOVA was computed with the PD with demen-
tia and SDAT groups by using the GDS, MBPC fre-
quency scores, and BDS total scores as covariates. A
significant group effect was demonstrated, F(2,38) =
3.39, p < .04. Subsequent analysis of covariance
(ANCOVA) found no group difference on the HDRS
(F < 1) or the BSI Depression subscale, F(4,39) =
2.49, p < .06.

Table 3. Pearson Product-Moment Correlations Among
Patient Impairment Variables and Average

Daily Caregiving Hours

Measure11 MBPC frequency CDS Caregiving hours

BDS total score
MBPC frequency
GDS

.64* .67***
.72***

.42*

.57***

.50**

aBDS = Blessed Dementia Scale (Blessed, Tomlinson, & Roth,
1968); MBPC = Memory and Behavior Problem Checklist (Zarit,
Reever, & Bach-Peterson, 1980), and GDS = Global Deterioration
Scale (Reisberg et al., 1982). n = 46.

*p < .004; **p < .0005; ***p < .0001.

Discussion

As predicted, PD with dementia caregiver dyads
sought evaluation earlier than SDAT caregiver dyads.
Additionally, although the chronicity of caregiving
was comparable between caregiver groups, SDAT
caregivers were providing more hours of care per
day and were caring for more dependent, less able
spouses. A strong association between the level of
spouse impairment and daily caregiving hours was
found. Given the comparable length of caregiving, it
appears that SDAT caregivers were coping with a
more precipitous decline in their spouses' abilities,
in addition to a more insidious onset.

In contrast to predictions, SDAT and PD with de-
mentia caregivers did not differ on distress measures,
but both caregiver groups showed greater distress
than the control group. It could be argued that a
substantially larger sample size might show statisti-
cally significant differences between SDAT and PD
caregivers' mean depression scores. Although this is
potentially true, the differences appear clinically irrel-
evant and sequelae appear comparable: both care-
giver groups appeared mildly depressed.

Because the onset of SDAT is thought to be more
insidious, we had hypothesized that differences in
caregiver distress would appear secondary to the
more ambiguous onset of SDAT. Mean time between
appearance of symptoms and formal diagnosis was
used as an analogue measure of process differences
between the two disorders. It was thought that ear-
lier evaluation, through offering an organic reason
for negative changes in the patient, might reduce the
likelihood of assumed malice on the part of the
dementia victim. This in turn could spare families the
relationship damage associated with the insidious
onset of SDAT (Robinson & Thurnher, 1979), and
would make a strong case for greater screening and
earlier diagnosis of at-risk individuals.

The differences in time to evaluation did not cor-
respond to late process differences in distress. Our
sample, however, included SDAT and PD with de-
mentia caregivers who were late in their caregiving
process. It is possible that initial differences had
decreased as caregiving extended past the early
years. Although no SDAT versus PD differences in

Table 4. Means and Standard Deviations on Distress Measures by Group

Measure

HDRSJ

Mean
Confidence interval
SD

BSI depression
Mean
Confidence interval
SD

AD caregiver

Male

4.86
± 5.34

5.76

47.14
± 5.10

5.49

Female

9.06
± 4.15

7.79

55.44
± 5.28

9.92

PD caregiver

Male

5.29
± 3.41

3.68

58.43
± 8.55

9.24

Female

7.88
± 3.15

5.91

54.80
± 5.95

9.43

Comparison subjects

Male

.43
± 1.05

1.13

52.71
± 7.74

8.36

Female

3.81
± 1.85

3.49

51.88
± 4.92

9.25

Note. Confidence intervals for means are calculated at alpha = .05 with 15 df for males and 6 df for females. HDRS = Hamilton
Depression Rating Scale (Guy, 1976); BSI = Brief Symptom Inventory (Derogatis & Spencer, 1982).

JAD (Alzheimer's disease) and PD (Parkinson's disease) caregivers significantly different from comparison subjects but not each other at
p < .05.
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sequelae were found, the difference between
groups in time to evaluation merits further explora-
tion, especially as it may relate to differences in early
onset process changes within a family.

Level of spouses' impairment and extent of prob-
lem behaviors had negligible effects on caregiver
distress, even though PD with dementia victims
likely had much more limited mobility. This finding is
consistent with prior research showing that caregiver
characteristics rather than patient characteristics are
the best predictors of caregiver distress (Haley et al.,
1987; Quayhagen & Quayhagen, 1988). The similarity
in distress between caregiver groups regardless of
the patient's diagnosis and level of impairment ar-
gues that the findings regarding SDAT caregivers
may generalize to caregivers of PD with dementia
patients in middle- to late-stage dementia.

In summary, the results indicate that both SDAT
and PD with dementia caregivers caring for middle-
stage demented spouses are significantly distressed
and comparably so. It appears that caring for a family
member with middle-stage progressive dementia,
regardless of specific subtype of dementia and asso-
ciated onset characteristics, is associated with dys-
phoria that sometimes falls within a clinically signifi-
cant range. Further research aimed at establishing
the significant events within caregiving, regardless of
progressive dementia subtype, is needed. The
present results suggest further investigation of early
caregiving differences relative to time to evaluation
could be instructive. Though the present results pro-
vided only weak support for differences, the poten-
tial benefit to families when the cause of negative
changes are known argues for additional study.
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