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Bowel incontinence is related to
improvement in basic activities
of daily living in residents of
long-term health care facilities
for the elderly in Japan
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Background: The purpose of the present study is to clarify the target criteria for care in
long-term health care facilities for the elderly in Japan and to investigate the relationship
between changes in basic activities of daily living (BADL) over 1 year and the comprehen-
sive geriatric assessment (CGA) scale.

Methods: An observational study was conducted in a facility in Nagoya, Japan. The pat-
ticipants consisted of 54 residents. The following four scales of comprehensive geriatric
assessment were administered to the residents in both 2000 and 2001: Barthel index (BI),

Lawton scale, mini-mental state examination and geriatric depression scale 15.

Results: The Barthel index was significantly improved in 2001 compared with 2000 (P =
0.007). The Lawton scale was significantly lower in 2001 (P = 0.029). Neither the mini-
mental state examination nor geriatric depression scale 15 scores changed significantly. To
determine the factors that influenced the change in BADL, logistic regression analyses
were performed using the above four scales as independent variables and the BI change as
a dependent variable. In multivariate analysis, a BI score of less than 75 approached sig-
nificance for improvement in BADL (P = 0.094, odds ratio = 2.79). Other logistic regres-
sion analyses were also performed using each ADL task in BI as an independent variable
and the change in Bl as a dependent variable. In multivariate analysis, bowel incontinence
was a significant independent variable (P = 0.006, odds ratio = 10.9).

Conclusion: As bridging facilities between acute-care hospitals and home, long-term
health care facilities are a reasonable choice for the elderly with bowel incontinence.

Keywords: aged, geriatric assessment, incontinence, nursing homes.

Introduction

In Japan, the number of elderly who require long-term
care because they are bedridden or suffering from
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dementia or frailty is estimated to be about 2.8 million
and is increasing. To address the needs of those requir-
ing long-term care, a long-term nationwide care insur-
ance system was started in April 2000. Long-term
health care facilities for the elderly (‘Kaigo Rojin Hoken
Shisetsu’ in Japanese) are among the services this insur-
ance system provides.! These intermediate facilities are
established to provide residents with both appropriate
medical care and assistance with the activities of daily
living (ADL), and to facilitate their return home.? They
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are equipped with rehabilitation equipment and a
trained staff. The elderly eligible for residence in these
facilities are in a stable medical condition and do not
require acute medical treatment; their main require-
ment is assistance with ADL. Rehabilitation improves
their ADL skills, and they are able to return home with
or without in-home services. To obtain beneficial out-
comes for residents in these facilities in Japan, clear tar-
get criteria of care must be established. However, these
criteria have not yet been fully established.

The comprehensive geriatric assessment (CGA) pro-
gram is a systemic multidimensional approach to
improving quality of life and planning care for frail eld-
erly. Many reports, including controlled trials, have
supported the many benefits of a CGA program for
improving living location, functional status and risk of
hospitalization and mortality®* Such programs have
been increasingly introduced in hospitals, care facilities,
and in-home care in Japan.

The purpose of the present study was to clarify the
target criteria of care in long-term health care facilities
in Japan. We investigated (i) evaluation of one-year
changes in CGA scales in long-term care health facilities
in Japan and (ii) which CGA scales are suitable for pre-
dicting residents’ basic ADL (BADL) after 1 year.

Methods

Participants

Subjects in this study were elderly residents in a long-
term care facility in Nagoya City, Japan. All participants
provided oral informed consent prior to participating in
the study. We attempted to perform a comprehensive
geriatric assessment of each participant. Finally, the
subject group included 54 residents (14 men and 40
women, mean age 82.5 years) who had completed a
CGA for 2 consecutive years.

Measuremenis

In the spring of 2000 and 2001, all of the residents
except those who could not communicate underwent
CGA. The CGA scales analyzed in this study were as fol-
lows: the Barthel index (BI) of basic ADL,* the Lawton
scale of instrumental ADL (IADL),” the mini-mental
state examination (MMSE) for cognitive function and
the geriatric depression scale 15 (GDS15) for screening
for depression.®® Because the staff in the facility pre-
pares food and does the housekeeping and laundry, a
full score on the Lawton scale in this study was five
points instead of eight; these three tasks were excepted.

As possible confounding factors, we checked the fol-
lowing: hospitalization history for the study periods,
length of each resident’s stay in the facility and where
he/she was before admission to the facility.
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Statistical analyses

Data were analyzed using StatView 5.0 (SAS Institute,
Inc., Cary, NC). First, Wilcoxon tests for changes in
CGA scores over 1year were performed. Then, to
determine the factors that influenced the change in
BADL, univariate logistic regression analyses were per-
formed. In these analyses, the dependent variable was
the change in BI, which was described as ‘better’ or
‘unchanged or worse’, and the independent variables
were age, hospitalization history, length of stay, where
he/she had been prior to admission and CGA scale
scores in 2000. Of these independent variables, age
and length of stay were presented in years and days,
respectively. The others were presented as categories of
data as described below.

e Hospitalization history during the year (yes or no)

e Where he/she had been prior to admission (hospital
or elsewhere (home, other facilities, and so on)

BI score (< 75 or 2 75)

Lawton scale score(< 3 or 2 3)

MMSE score (<19 or > 19)

GDS15 score (<7 or 2 7).

Next, multivariate logistic regression analysis was per-
formed with the independent variables that had shown
statistical significance in univariate analyses.

To further estimate the factors that influenced the
change in BADL over the period of that year, another
logistic regression model was made. Procedures of
these analyses were the same as those mentioned
above. In this model, the change in BI was a depen-
dent variable, and 10 ADL tasks in Bl in 2000, which
were divided into two categories of data (i.e. depen-
dent or independent), were used as independent
variables.

Statistical significance for all analyses was determined
by P<0.0S. Statistical tendency was determined by
P <0.10.

(-] ® @ @

Results

Subjects’ characteristics in 2000

The subject group in this study was comprised of 54
residents who completed the CGA in 2000 and 2001,
and included 14 men and 40 women, with a mean age of
82.5 years (Table 1). The number of residents who had
a history of hospitalization in the course of that year, the
length of stay in the facility, and where he/she had been
prior to admission to the facility are also shown in
Table 1.

Changes in CGA scores between the years 2000
and 2001

The means and standard deviations of CGA scores in
2000 and 2001 are shown in Table 2. Wilcoxon tests
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were performed to evaluate changes in each pair of
CGA scores. On these tests, BI was found to be signifi-
cantly improved (P=0.007) and Lawton scale signifi-
cantly lower in 2001 (P =0.029). Neither the MMSE
score nor GDS15 score changed significantly between
2000 and 2001 (P=0.730 and 0.404, respectively;
Table 2).

Analyses to determine the relationship between
change in BADL and CGA score in 2000

To determine the factors that influenced the change in
BADL, univariate logistic regression analyses were per-
formed. The dependent and independent variables are

Table 1 Subject characteristics in 2000

described in the Methods section. In these analyses, BI
scores less than 75 in 2000 and GDS15 scores seven or
above in 2000 were significant variables for improve-
ment in BADL between the beginning and end of the
year (P =0.027 and 0.031, odds ratio = 3.64 and 3.46,
respectively). Age, length of stay, hospitalization history,
Lawton scale and MMSE were not significant variables
(Table 3).

Multivariate logistic regression analysis was per-
formed with Bl and GDS1S, which had been statistically
significant in univariate analyses, used as independent
variables. In this analysis, BI scores less than 75
approached significance as independent variables (P
= 0.094, odds ratio = 2.79; Table 4).

Number of subjects (male : female) 54 (14 : 40)
Mean age in years (SD) 825 (4.7)
Number of residents who had a history of hospitalization during the study year - 26
Mean length of stay in the facility in days (SD) 4528 (233.5)
Location prior to admission

Acute-care hospital 21

Long-term care medical facilities

Long-term care health facilities 3

Their own home 1;

Other

SD, standard deviation.

Table 2 Changes in comprehensive geriatric assessment scores between the years 2000 and 2001

2000 2001 P-value
Barthel index (/100) 67.5 (25.0) 73.5 (24.0) 0.007
Lawton scale (/S) 2.7 (1.1) 2.3 (1.2) 0.029
Mini-mental state examination (/30) 18.4 (6.7) 18.2 (6.9) 0.730
Geriatric depression scale 15 (/15) 6.5 (3.4) 6.8 (3.4) 0.404

Shown as means (SD). P-values were calculated by Wilcoxon test.

Table 3 Univariate logistic regression analyses with change in basic activities of daily living and comprehensive

geriatric assessment score in 2000

Odds ratio 95%CI P-value

Age (year) 1.00 0.89-1.12 0.954
Length of stay in the facility (days) 1.00 1.00-1.00 0.326
Hospitalization history (no) 0.96 0.32-2.93 0.949
Barthel index (< 75 points) 3.64 1.16-11.44 0.027
Lawton scale (> three points) 0.36 0.12-1.12 0.078
Mini-mental state examination (> 19 points) 0.56 0.19-1.67 0.301

3.46 1.12-10.64 0.031

Geriatric depression scale 15 (2 seven points)

Odds ratios are shown for improvement in basic activities of daily living between the years 2000 and 2001.

CI, confidence interval.
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Analyses to determine the relationship between
change in BADL and BI on each task in 2000

To further estimate the factors that influenced the
change in BADL, other univariate logistic regression
analyses were performed. In these, the change in BI was
a dependent variable and 10 ADL tasks in BI in 2000
were independent variables. Bowel incontinence and
urinary incontinence were significantly independent
variables (P < 0.001, P = 0.011, odds ratio = 11.11, 4.60,
respectively) for improvement of BADL (Table 5). Mul-
tivariate logistic regression analysis was performed with
bowel function and bladder function, which had been
statistically significant in univariate analyses, used as
independent variables. In this analysis, only bowel
incontinence was a significantly independent variable
(P = 0.006, odds ratio = 10.9)(Table 6).

Table 4 Multivariate logistic regression analysis

Discussion

Long-term care health facilities are established to pro-
vide residents with both appropriate medical care and
assistance with the activities of daily living (ADL), and
to facilitate their return home. To this end, it is impor-
tant to clarify the factors that influence their BADL and
target criteria that, if met, can enable them to return
home. Improvement of BADL may be influenced by
their diseases or their medical status as presented by
laboratory data. However, it is worth noting that in gen-
eral, reliable data is rarely obtained on residents in these
facilities. Thus, we chose the CGA scale for use in this
study.

In this study, the Lawton scale slightly changed for
the worse for the subject group as a whole. The reason
this for trend is not clear, but one possible reason is that

Odds ratio 95%Cl P-value
Barthel index (< 75 points) 2.79 0.84-9.29 0.094
Geriatric depression scale 15 (2 seven points) 2.61 0.79-8.55 0.114

Odds ratios are shown for improvement in basic activities of daily living between the years 2000 and 2001.

CI, confidence interval.

Table 5 Univariate logistic regression analyses with change in basic activities of daily living (BADL) and Barthel

index (BI) for each task in 2000

Odds ratio 95%CI P-value
Feeding (dependent) 0.38 0.03-4.46 0.441
Bathing (dependent) 3.00 0.66-13.57 0.154
Grooming (dependent) 1.52 0.39-5.97 0.547
Dressing (dependent) 1.88 0.60-5.80 0.287
Bowels (dependent) 11.11 2.94-42.06 < 0.001
Bladder (dependent) 4.60 1.42-14.86 0.011
Toilet use (dependent) 0.97 0.32-2.93 0.950
Transfer (dependent) 1.04 0.32-3.38 0.947
Mobility (dependent) 0.90 0.31-2.66 0.854
Stairs (dependent) 1.13 0.34-3.74 0.839
Table 6 Multivariate logistic regression analysis
Odds ratio 95%CI P-value
Bowels (dependent) 10.9 2.01-59.23 0.006
Bladder (dependent) 1.03 0.20-5.18 0.974
Odds ratios are shown for improvement in basic activities of daily living between the years 2000 and 2001.
Cl, confidence interval.
[ 51
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most residents in these facilities seldom perform some
of the tasks on the Lawton scale, such as shopping and
handling finances, and their ability to perform these
tasks may therefore show a decrease. The Barthel index
showed significant improvement between 2000 and
2001. To determine the factors that influence the
change in BADL, logistic regression analyses were per-
formed. In these, a BI of less than 75 in 2000
approached significance as an independent variable. In
this study, residents unable to communicate were
excluded; they often had low BI scores because they
were bedridden. Thus, BI score of these study subjects
may be relatively higher than that of the other residents.
BI scores of less than 75 in this study may represent
moderately impaired BADL. On the other hand, for
those residents who had Bl scores of 75 and above, there
may be a ceiling effect. Then, this result is reasonable.
However, it is worth showing with data, because long-
term care health facilities are intermediate ones and it is
important to identify residents for whom rehabilitation
will be effective .

On the other hand, the steps of BI may be rough and
this index may be not sufficiently sensitive to small
changes for residents with high BI scores. Harwood et al.
reported the limited applicability of BI for day-hospital
attendance.” Though this result indicates that residents
with moderate impairment in BI tend to improve in BI
after a year, it does not exclude the effects of rehabilita-
tion on residents with high BI scores.

Moderate impairment in BI in 2000 approached sig-
nificance, not definite significance, as an independent
variable. We suspect that this index is not sufficiently
sensitive to predict a one-year outcome because Bl con-
sists of so many different tasks. Thus, logistic regression
analyses with each task in BI in 2000 and change of BI
for a year were performed. Bowel incontinence was a
significant independent variable in multivariate analysis.
One notable finding in this study was that bowel incon-
tinence was a positive factor for improving BADL in this
facility after a year. In univariate analysis, bladder func-
tion was also significant, though it was not significant in
multivariate analysis. This may be due to the multicolin-
earity of these two variables; because urinary inconti-
nence and bowel incontinence had a strong correlation
(r=0.75) in this study (data not shown). Therefore,
excretory functions of both urination and defecation,
not only defecation, are likely factors that influence BI
score after a year. Cho et al. reported that urinary incon-
tinence was associated with significant declines in
BADL after three years in community-dwelling eld-

erly.'! The reason for this discrepancy is unclear. One

possible explanation is that anxiety about incontinence
causes patients to decrease activities in their community
and home, and that once the staff provides assistance
and instruction - rehabilitation — in this regard,
improvement in BADL occurs. On the other hand,
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Umegaki et al. reported that bowel incontinence in eld-
erly patients in a university hospital in Japan was related
to the facilities” administration after discharge from the
hospital.” Long-term health care facilities are estab-
lished to provide residents with assistance with ADL
and to facilitate their return home. According to our
report and the report by Umegaki et al., it is reasonable
that elderly with bowel incontinence habits are espe-
cially eligible for residence in these facilities in Japan.
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Abstract

With increasing population of older adults in need of care, caregiver’s burden is becoming a major
concern. We investigated the relative contributions of BPSD of care recipients, caregiver’s back-
ground and the care environment to caregiver’s burden assessed by using Zarit burden interview
(ZBI). Among BPSD, inability of finding the way home, inability of managing money and fecal
incontinence were the most difficult symptoms to cope with. A path analysis, by which we
constructed a network model to clarify the contributions of the factors examined to the caregiver’s
burden, indicated that the severity of dementia, the feeling of “would rather die than be in the same
condition” and the physical pain of the caregivers showed great direct influences on the score of the
ZBI. In conclusion, we clarified kinetic and dynamic interactions of factors affecting caregiver’s
burden by using a path analysis. The model indicates that the caregiver’s burden can be affected not
merely by the illness of the care recipients but by the caregiver’s background and the care

environment. ,
© 2005 Elsevier Ireland Ltd. All rights reserved.
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1. Introduction

The proportion of the population made up of individuals aged 65 and older in Japan
exceeded 19.0% in 2003 (MHLW, 2003). Among the elderly population, 13% were
estimated to be in need of care due to their physical or mental disabilities (MHLW,
2000). According to the MHLW (2001), 71.1% of elderly care recipients who live at
home are receiving care primarily from their family members. The Japanese
government launched public long-term care insurance in the year 2000, with an aim
of providing care recipients with the relevant care services according to their level of
disability. Because the present system for evaluating the level of disability is still in its
developmental stage, further revisions are required with particular reference to the
adequate assessment of dementia and related behavioral disturbances, which must be
reflected in the evaluation of relevant care needs. Previous reports have demonstrated an
association between the caregiver’s burden and both the BPSD and the care
environment, but how these factors contribute to the increase of the caregiver’s
burden remains to be clarified. Because the caregiver’s burden is a multi-layered
phenomenon involving various factors on both sides (care recipients and caregivers),
clarification of the complicated relationship between these factors and the caregiver’s
burden should lead to a better understanding of how the burden increases, and thus of
what interventions might help to reduce it.

In this study, in an attempt to clarify the structure of the caregiver’s burden and how it
develops, we here applied a network model using path analysis.

2. Subjects and methods

2.1. Subjects

A total of 116 caregivers of elderly patients were enrolled in this study. All patients were
care recipients who either attended the geriatric outpatient of the Nagoya University
Hospital or used in-home care services from community service providers. Written

informed consent was obtained from all participants.

2.2. Measurements

A structured questionnaire was handed or sent to the caregivers of the care recipients.
The questionnaire asked about the care recipient’s and caregiver’s background, clinical
conditions, care environment, familial and economic status, and the caregiver’s burden was
sent to each of the caregivers. The severities of physical disability and dementia were
evaluated according to the criteria shown in Tables 1 and 2. These criteria are normally
used for evaluating the level of disability when care recipients apply for services provided
for by the public long-term care insurance policy. Respondents were also queried in regard
to the types of services provided and the presence or absence of an intimate counselor and
an alternative caregiver. In addition, the caregivers were asked whether or not they had to
relocate in order to provide care, whether the demands of providing care had forced them to
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Table 1
Criteria of the severity of physical disability

1 Almost independent in daily living despite some disabilities and able to go out of home by self, going
out of home by self using public transportation

2 Almost independent in daily living despite some disabilities and able to go out of home by self, going
out of home by self within neighborhood

3 Almost independent in domestic daily living but unable to go out of home without assistance, spending
most of day time out of bed and able to go out of home with assistance

4 Almost independent in domestic daily living but unable to go out of home without assistance, spending
a considerable day time in bed and seldom go out of home

5 Spending most of day time in bed and require any assistance in daily activities but able to keep sitting
position, able to move to a wheel chair from bed and do eating and toiletting out of bed

6 Spending most of day time in bed and require any assistance in daily activities but able to keep sitting
position, require assistance to move to a wheel chair

7 Bed ridden all the time and require assistance for toiletting, eating and dressing, unable to roll over
without assistance

8 Bed ridden all the time and require assistance for toiletting, eating and dressing, unable to roll over
without assistance

quit their job, whether they found their role rewarding, and whether they ever took time off
from providing care.

The BPSD of the patients were assessed using an original list (Table 3). The lists
consisted of 18 symptoms (nos. 1-18) included in the primary assessment dataset of the
public long-term care insurance and 17 symptoms (nos. 19-35) selected from the lists
applied in previous studies (Sanford, 1975; Greene et al., 1982; Baumgarten et al.,
1990). For each applicable symptom, the caregivers were asked to rate the degree of
difficulty in coping with the symptom by providing a score ranging from 0 (none) to 10
(very severe).

The caregiver’s burden was assessed by the Zarit burden interview (ZBI) (Zarit et al.,
1980). The ZBI has 21 questions with four choices for each item, and the total score (full
score: 84) was used for the analyses. We also asked the caregivers to self-rate their overall
sense of burden and life satisfaction on a scale of 0 (extremely low) to 100 (extremely

high).

Table 2
Criteria of the severity of dementia

0  Not demented

1  Almost independent both domestically and socially despite some dementia symptoms

2 Hampered in daily living with mental symptoms, abnormal behaviors and communication disorders,
but barely maintain independence with close supervision by others ‘

3 In constant need for assistance because of incapacity due to mental symptoms, abnormal behaviors and
communication disorders. Problematic symptomes or behaviors are observed

4  Incapacitated in daily living with frequent mental symptoms, abnormal behaviors and communication
disorders, and unable to maintain independence without assistance by others

5 Inneed of specialized medical care because of extreme mental disorders, problematic behaviors or
severe physical ailments persistent manifestation of psychiatric symptomes such as delirium, delusion,
agitation, or self-inflicting injury
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Table 3
The list of BPSD
1 Delusion of being robbed
2  Confabulation or spread around
3 Hallucination
4  Changeable mood
5  Sleep disturbance
6  Verbal and non-verbal abuse
7  Repeated story
8  Loud voice
9  Resistant to care
10 Wandering
11  Restlessness
12 Inability in finding the way home
13 Request to go home
14  Hording useless things
15  Inability of managing the hot things
16  Destroying property
17  Filthy behavior
18  Allotriophagy
19 Confusion between present and past
20  Misrecognition for family
21 Misrecognition of acquaintance
22 Inability of managing money
23 Inappropriate sexual behavior
24  Hiding things
25  Compulsive behavior
26  Misinterpretation for caregivers’ contact
27  Hanging around persistently, repetitive question
28  Disturbing conversation
29  Waking caregiver up
30 In need to be watched out
31  Reduction of interest
32  Appears unhappy or depressed
33 Abnormal appetite
34  Urinary incontinence
35  Fecal incontinence

In addition to the above assessment of caregiver’s burden, with an aim to clarify relative
contributions of caregiver’s feeling to the burden, two questions asking a sense of loss as
the care recipient’s cognition declines and whether or not he/she would rather die than be in
the same condition were included in the questionnaire. Also, a covert wish if the care
recipient would disappear and a latent desire for dying to escape from the burden were

asked.

2.3. Statistics

Pearson’s correlation coefficients (r) were calculated for parametric data and
Spearman’s rank of order correlation coefficients (p) were calculated for non-parametric
data. We used the chi-square test with Yates correction, and Fisher’s exact test for
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categorical comparisons of the data. Differences in the means of continuous measurements
among the groups were tested using the Student’s t-test and one-way analysis of variance
(ANOVA). Tukey’s test was performed for multiple comparisons when ANOVA showed a
significant difference. The internal consistency of the ZBI was calculated by Cronbach’s
alpha. Multiple regression analysis, using the step-wise method with the variables of
significant measures detected in the univariate analyses, was conducted to identify the
factors contributing to the ZBI. Patients whose relevant data was missing were excluded
from the multivariate analysis. To clarify the process by which the caregiver’s burden
develops, a path analysis was performed for the variables which had a significant
relationship with the ZBI, using multiple regression method as described by Munro (2001)
and Polit (1996). Path analysis is an extension of the regression model, used to test the
fitness of the correlation matrix. A p-value of <0.05 was considered to indicate statistical
significance; all tests were two-tailed. All statistical analyses were performed on a personal
computer with the statistical package SPSS 11.0 and Amos 4.02 for Windows (SPSS Inc.,
Chicago, IL).

3. Results
3.1. Autributes of the care recipients

Seventy-four percent of the care recipients were female. The mean age of the recipients
was 79.8 £ 9.1 years (here and in all other cases & S.D.), and the mean duration of
receiving care was 46.6 + 42,1 months. The numbers of cohabitants were: none (6.4%),
one (14.7%) and more than two (78.9%). The mean severity of physical disability was
3.2 + 2.0, and the mean severity of dementia was 2.0 + 1.3. A majority (94.4%) of all the
care recipients surveyed used some care services as follows: day service (73.8%), respite
care (25.2%), home visit care (25.2%), use of supporting instruments of care (21.5%),
home visit nursing (10.3%), home visit by physician (8.4%), bathing service (3.7%), home
visit dentistry (2.6%) and in-home rehabilitation (0.9%).

3.2. Antributes of the caregivers and the care environments

A majority (84%) of the caregivers were female. The caregivers’ relationships to the
care recipients were: spouse (30.4%), daughter (30.4%), daughter-in-law (27.8%), son
(8.7%) and others (2.6%). The mean age of the caregivers was 60.8 £ 11.5 months and the
duration of providing care was 45.3 -+ 42.2 months. A majority (79.3%) of the caregivers
experienced some physical pain of their own, and many of them had to either retire from
their work (19.5%) or change their residence for care (13.2%). Meanwhile, 27.2% of the
caregivers answered ‘“‘poor” or “mildly poor” to the question about a premorbid
interpersonal relationship with the care recipients. Seventy-eight percent of caregivers had
an intimate counselor, and 56% of them had an alternative caregiver. The caregivers found
their roles rewarding at the following rates: always, 4.5%; often, 4.5%; sometimes, 28.2%;
rarely, 24.5%; none, 38.2%. The frequencies of physical pain felt by the caregivers were:
always, 22.1%; often, 8.0%; sometimes, 30.1%; rarely, 18.6%; never, 21.2%. The
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frequency of respite from the care was: more than once a week, 41.1%; a few times per

month, 23.4%; never, 35.5%.

Twenty-five percent of the caregivers had a strong sense of loss due to the deterioration
of cognitive function of the care recipient, and 46.0% of them thought they would rather die

if they were in the same statu

3.3. The BPSD

s as the care recipient.

Fig. 1 shows the frequencies of observed BPSD and the difficulties in coping with the
BPSD. The mean number of BPSD reported by the caregivers was 11.7 & 7.9. The mean of
the cumulative score of difficulties was 63.5 4 52.1.
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Fig. 1. The frequency of BPSD to be observed, and the difficulties of coping with each symptom. The horizontal
bar chart shows the frequencies of BPSD to be observed, and the kinked line shows the difficulties to cope with the

symptorms.
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3.4. Caregivers’ burden

The mean ZBI score was 35.3 & 15.6. The reliability was high, with a Cronbach’s & of
0.915, and the alpha was also high (@ = 0.918) when it was calculated only for the care
recipients with dementia. The overall burden score was 56.6 & 25.8, and the score was
strongly correlated with the ZBI score (r=0.623, p < 0.001). When the subjects were
limited to the care recipients with dementia, Cronbach’s & of the ZBI score remained high,
with o = 0.918, and the ZBI score was also strongly correlated with the burden score with
an r of 0.528 (p < 0.001).

The severity of dementia was related with the ZBI (r = 0.334, p = 0.003), but it did not
have a significant association with the burden score (r = 0.154, p = 0.163). Meanwhile, the
severity of physical disability showed no significant correlation with the ZBI or the burden
score.

The ZBI and the burden score were significantly associated with the duration of care
(ZBI: r = 0.223, p = 0.021; burden score: » = 0.219, p = 0.018, respectively), the presence
of an intimate counselor (r=—3.685, p <0.001; r=-2.179, p=10.024), and the
frequency of physical pain in the caregivers (o= -0.311, p=0.001; p=0.293,
p = 0.002). The presence of an alternative caregiver made the burden score slightly higher
(t=—1.988, p =0.049), but did not affect the ZBI (t = —1.581, p = 0.117). No significant
difference of the ZBI or the burden score was seen depending on the caregiver’s gender, age
or economic status. There was no significant difference of the ZBI or the burden score
depending on a familial relationship. The ZBI and the burden score were the highest if the
caregiver was daughter-in-law (mean ZBI score: 38.1 4 13.8, mean burden score:
65.0 = 23.6, respectively). The premorbid interpersonal relationship between the caregiver
and the care recipient was not significantly related with the ZBI score (p = 0.034;
p =0.730) or the burden score (p = —0.170; p =0.071).

Multiple regression analysis for the ZBI showed that the significant variables were the
severity of dementia (standardized f=0.740), the presence of an intimate counselor
(standardized B=0.289), and the BPSD of disturbing conversation (standardized
B=0.294), appears unhappy or depressed (standardized B =0.304) and urinary
incontinence (standardized 8 = 0.205) with an adjusted R? of 0.401.

3.5. The influence of burden on the caregivers’ mental status

The covert wish if the care recipient should disappear was observed consistently in 5.2%
of the caregivers, often in 1.7% of them, sometimes in 17.2%, occasionally in 31.0%, and
44.8% of the caregivers never had the wish. The wish was highly related with the ZBI and
the burden score (ZBI: p =0.431, p < 0.001; burden score: p=0.391, p < 0.001). The
caregivers’ latent desire to die in order to escape from the burden was observed consistently
in 0.9% of caregivers, often in 2.6% of them, sometimes in 5.3%, occasionally in 17.5%,
and 73.7% of them never had the desire. The desire was also related with both the ZBI and
the burden score (ZBI: p = 0.442, p < 0.001; burden score: p =0.396, p < 0.001).

Furthermore, the caregivers’ satisfaction score was highly associated with the ZBI and
the burden score (ZBI: r = —0.490, p < 0.001; burden score: r = —0.343, p < 0.001). The
overall satisfaction was related with the presence of an intimate counselor ( p = 0.006), but

—196—



"S109339 10°I1p POZIPIEPUE]S 9U3 MOYS SISqUUNU S, 'SS[qBLBA 9} PUE [g7 oW Jo [opow ped oy], 7 “S1g

STe)S OTIoU0OH

ST0

ISATSSIRD 9ATIRWIO)E
ue Jo oouesaxd oyf, - - BIUSWIAP JO A1ISASS

i I0[2SUNO0d SypWInUL
910~ \

ue Jo ooussaxd oy,

0 10"
800 cro X
9Ip 03 3359 1uate] oY, uonIpUOD sures U | ey
0 3q uey} 9Ip Iayiel PIROM 57
€60 )\ o
MmelAIou] uoping ey | € 700 J mo:vz@nm.mmﬁ% MH
A/ droox o1e0 ® 107 £31d Sureayg &

o UL .
) 770
9%'0 4
T0 R

—197—

J. Onishi et al./Archives of Gerontology and Geriatrics 41 (2005) 159-168

R

s 810 .
: ured 1eo1sAyd SI'o
sreaddesip juoidoa: !
SI.D ST} JI YSIM HIA0T) i [URY)
B - b
i SE0 0 7o
: v
i
: vuatdions areo e ™ _’m miqesip feotsAyd jo £
1ar 1LT9AD
o disuonzey JIGESTP JedTSAYd JO AJLIDASS
yusrdrser ared € im /L
diysuonear Teuosiodiolur pigIouwIaig SIed JO UonBIN( 98e s 19A18018))

L  sioj0eg spuordioas a1e)

166

SI0108] S,19A1891R)




J. Onishi et al./Archives of Gerontology and Geriatrics 41 (2005) 159-168 167

no significant association was found with the age of the caregivers, the relationship, the
duration of care, annual income, the presence of an alternative caregiver, the presence of
physical pain or the premorbid interpersonal relationship between the caregiver and the
care recipient.

3.6. Path analysis (Fig. 2)

A path analysis indicated a significant network model of the relationship around the
caregiver’s burden, showing an adjusted R? of 0.370. The severity of dementia, the sense of
“would rather die than be in the same condition” and physical pain of the caregivers
showed large direct influences on the score of ZBI. The total frequency of BPSD
significantly affected both pity for the care recipients and the sense of “would rather die
than be in the same condition”, but the burden was significantly influenced only by the
sense of “would rather die than be in the same condition”’.

4. Discussion

In the present study, the ZBI was used to assess the caregivers’ burden. The reliability
and the validity of ZBI for the Japanese population have already been examined by Arai
et al. (1997). However, despite the fact that the ZBI was originally developed for the
caregivers of care recipients with dementia, none of the reports had adequately addressed
the utility of the interview in assessing caregiver’s burden in dementia care.

Caring for a patient suffering from dementia tends to keep caregivers bound at home,
thereby increasing the caregiver’s burden. The difficulty of coping with such unpredictable
patient behavior as sudden tantrums or wandering often distresses the caregiver (Haley,
1997). The strong association of urinary and fecal incontinence with caregivers’ burden
observed in this study is consistent with previous reports demonstrating that incontinence is
a strong predictor for collapse in caregiving at home (Ouslander et al., 1990; etc.).
Moreover, the results demonstrated that patients’ urinary and fecal incontinence make it
difficult for caregivers to continue their regular job or to take time away from caregiving
due to the time required for this special care. Hence, it may be essential to pay particular
attention to the management of a patient’s continence in terms of reducing caregivers’
burden. In addition to incontinence, we confirmed strong associations of various BPSD,
such as nocturnal delirium, hallucination, interfering with family conversation, and
appears unhappy or depressed, with the caregiver’s sense of burden.

Pearlin et al. (1990) constructed a model in which the primary stressor can be added to
and modified by the care environment and the caregivers’ background as secondary
stressors. The present study showed that the duration of care, the presence of an intimate
counselor, and the presence of physical pain in caregivers were strongly associated with the
burden.

In the present study, regression analyses could not construct models with a high,
adjusted R? for the ZBI and the burden score. But the path analysis indicated a network
model with a higher adjusted R?, which yielded abundant information of the variables
involved with care burden. The path analysis showed strong direct effects of severity of
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dementia, the sense of “would rather die than be in the same condition”, and physical pain
on the caregiver. The fact that pity for the care recipient has only little direct effect for the
ZBI might suggest that the caregiver’s sense of burden stems from concerns of the
caregiver’s own rather than from his/her compassion for the care recipient. We believe that
the network model clarifies the relative involvement and kinetics of various factors
influencing the caregiver’s burden. In particular, the presence of an intimate counselor to
the caregivers and physical pain had substantial impact on caregiver’s burden. The overall
frequency of BPSD had a significant effect on the caregivers’ sense of pity or the desire that
they would rather die than be in the same condition. Meanwhile only the feeling that they
would rather die than be in the same condition had the largest effect on the caregiver’s
burden. These results may imply that it is the depreciation of demented care recipients as
human, not the sympathy for them that loads the caregivers’ mind with the burden.

The caregiver’s burden is a complicated concept because it has a multi-layered
structure. The structure consists of various factors such as the care recipients’ illness, and
physical, psychological, and social stress for the caregiver.

In conclusion, the path analysis in the present study revealed the kinetic and dynamic
interactions of factors affecting caregiver’s burden. The results indicate that caregiver’s
burden can be affected by physical and psychological status of caregivers, as well as by
medical conditions of care recipients. The application of this analytical method may help to
establish strategies to reduce caregivers’ burden by a better understanding of how the

burden develops.
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