Fig. 1. Percentages of diseases at the Higher Brain Function
Clinic in Ehime, Japan (Januvary 1996 to December 2002;
330 outpatients). VD = Vascular dementia; DLB = demen-
tia with Lewy bodies; CBD = corticobasal degeneration.
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FTLD has been clinically underrecognized although
the original center of the criteria suggested that FTD
alone accounts for up to 20% of presenile dementia [3].
Due to the heterogeneity of FTLD, clinical diagnosis is
challenging. A detailed linguistic evaluation is essential
for the diagnosis of SD and PA, and FTD and SD often
share the salient clinical characteristics, such as stereo-
typed behaviors and dietary changes {4-7]. SD cases are
usually misdiagnosed as having atypical AD or Ganser’s
syndrome, even in a specialist setting [8].

Epidemiology of FTLD in Community-Based
Studies

Onset of FTLD occurs most commonly between the
age of 45 and 65. Epidemiologic studies of dementia typi-
cally survey people aged 65 and older, so they may
exclude most cases of FTLD. Our recent community-
based study with neuroimaging demonstrated that there
were 22 with AD, 28 with vascular dementia, and 2 with
FTLD among 60 demented people over 65 years of age
[9].

A community-based study of early-onset dementia
(i.e., less than 65 years of age) in two areas of London
revealed that 12% of cases fulfilled the Lund-Manchester
FTD criteria [10] in contrast to 34% with AD in a sample
of 185 cases [11]. The Cambridge Group has recently
investigated the prevalence of early-onset dementia in a
community-based study [12]. Of the 108 cases, FTLD
occurred in 15.7% and AD in 25% of cases. FTLD
included 13 FTD cases, and 2 each with SD and PA.
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Epidemiology of FTLD in Hospital-Based
Studies

There are three hospital-based surveys in Japan for the
type-specific prevalence of dementia. Of our consecutive
330 demented outpatients (without age limitation) in-
cluding cases of our previous survey [13], 42 (12.7%) had
FTLD (fig. 1). On the other hand, 215 (65.2%) patients
met the criteria of probable AD as established by the
NINCDS/ADRDA. The ratio FTLD/AD was about 1:5.
In our series of patients, 22 FTD, 15 SD and 5 PA cases
were identified (fig. 1). Twenty-two FTD cases who
showed anterior cerebral symptoms with SPECT-de-
tected marked blood flow reduction in the anterior cere-
bral region were divided into 12 frontal lobe degeneration
(FLD) type cases without remarkable cerebral atrophy on
structural imaging and 10 Pick type cases with striking
circumscribed atrophy in the frontal and anterior tempo-
ral lobes on structural imaging (table 1). There was no
family history in all subtypes of FTLD. Of the 75 outpa-
tients in Kyushyu [14], FTD occurred in 6.8% and AD in
45.2% of cases. Of the 327 inpatients in Hyogo [15], there
were 6.8% FTLD and 71.0% AD cases.

Snowden et al. [16] reported that they identified only
12 patients with SD over a consecutive period in which
100 patients with the typical behavioral disorder of FTD
were referred to the Manchester Clinic.

Ikeda/Ishikawa/Tanabe



Table 1. Demographic data of FTLD cases

in Ehime (Japan) dbype: - Pickhype PA
Age, years 66.2+£8.6 66.2+£10.7 66.1+5.5 64.5£9.4 70.9+14.9
Sex (M; F) 9,13 57 4;6 5; 10 2;3
MMSE 17692 18.8+8.2 16.3£10.5 15.3+11.1 14.8+11.1
Duration, years 3.1+20 24%1.1 38+24 27+13 4.8+3.7

Results are means =+ standard deviation.

Heredity of FTLD

The above-mentioned epidemiologic studies, both
community-based and hospital-based, demonstrate that
FTLD is a more common cause of early-onset dementia
than previously recognized. Regarding the subtypes of
FTLD, in Japan, compared with the data from the UK,
FTD isless common, SD may be more common and PA is
equally common,

The reason for this discrepancy may be based on the
role of heredity; namely, most Japanese cases of FTLD
are solitary [17), while the FTLD cases of western coun-
tries were reportedly accompanied by an extensive family
history. In a community-based study by the Cambridge
Group, almost one third of cases (29%) with FTLD had a
positive family history [12]. In a nationwide survey in the
Netherlands, 38% of FTD patients had 1 or more first-
degree relatives with dementia before the age of 80 com-
pared with 15% of the control subjects [18]. In a hospital-
based study by the Manchester group [16], a family histo-
ry was seen in all subtypes of FTLD and 50% of FTD
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Conclusions

Distinctive clinical features in FTLD include behav-
ioral, affective, and cognitive symptoms. In particular,
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INTRODUCTION

Abstract

Aim: Frontotemporal dementia (FTD) is a degenerative dementia in which
primary degeneration of the frontal region of the brain occurs. Because of
the behavioral symptoms, the care of FTD patients has numerous problems.
However, little has been clarified with regard to the actual care situation,
especially in a family care setting. The aim of the present study was to
elucidate the caregiver burden and problems associated with the care of
FTD patients in home care settings.

Methods: Two patients were diagnosed with FTD on the basis of the Lund
and Manchester group criteria at the clinic for outpatients of a hospital
located in Aichi Prefecture, Japan. Semi-structured interviews were con-
ducted with the family caregivers of the FTD patients. The content of the
interview covered the patient course and any problems encountered in the
home setting regarding activities of daily living (ADL), behavioral disorders
and cognitive function.

Results: These FTD patients had abnormal eating behaviors such as cram-
ming of food into one's mouth and the abnormal manner of eating. They had
to be fed bit by bit with total caregiver assistance. They were also overactive,
restless and distractable, which subsequently caused problems with ADL-
assistance including extreme uncooperativeness toward their caregivers.
Other behavioral symptoms associated with FTD, e.g. stereotypic behavior,
distractability and high impulsivity, were also considerably burdening to the
caregivers.

Conclusion: The behavioral symptoms peculiar to FTD pose huge problems
and heavy burden to the family caregiver. More resources should be allo-
cated to specific needs the FTD patients and their families.

been conducted in Japan, reportedly, it is not rare.®

Frontotemporal dementia (FTD) is a degenerative
dementia in which the primary degeneration of the
frontal region of the brain is exemplified by Pick’s
disease. It is the third most prevalent form of degen-
erative dementia, followed by Alzheimer's disease and
dementia with Lewy bodies." In the presenile stage, it
has been reported along with Alzheimer's disease as
the most common type of degenerative dementia.?
Although no large-scale epidemiological surveys have

The clinical diagnostic criteria for FTD have been pro-
posed by members of the international working group
on frontotemporal lobar degeneration. Its main clinical
characteristics beginning with the early course
include a decline in social interpersonal conduct,
impairment in regulation of personal conduct, emo-
tional blunting and loss of insight.' Other recognized
features of FTD included stimulus-bound behavior,
disinhibition, impulsivity, stereotypic behavior, apathy,
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indifference, and eating disorders.*® Since these
behavioral characteristics of the FTD patient translate
into numerous problems at the care level, the treat-
ment of such symptoms is said to be extremely diffi-
cult.* Despite the many clinical findings amassed on
the behavioral symptoms of such FTD patients, little
has been clarified with regard to the actual care situ-
ation, especially in a family care setting.” The aim of
the present study was to elucidate the caregiver bur-
den and problems associated with the care of FTD
patients in home care settings.

METHODS

Two patients were diagnosed with FTD on the basis
of the Lund and Manchester group criteria in July
2002 at the clinic for outpatients of a hospital located
in Aichi Prefecture, Japan. Informed consent in writing
was obtained from the co-residing principal caregiver
who was also a member of the family of each patient.

Semi-structured interviews were conducted with
the family caregivers regarding these patients in the
home care setting. Interviews took place in a hospital
consultation room, without the patient or any other
involved parties. The intake took about 2 h in both
cases. It was not recorded in deference to caregiver
preferences, but the interviewer (KK) was allowed to
take notes. The content of the interview covered the
following topics: the patient course and any problems
encountered when providing care in the home setting
regarding activities of daily living (ADL) (feeding,
mobility, dressing, grooming, bathing), behavioral dis-
orders and cognitive function.

The severity of the dementia of the patients was
assessed with the clinical dementia rating (CDR),""'?
while the cognitive function of the patients was eval-
uated with the revised version of Hasegawa's demen-
tia scale (HDS-R)."® The HDS-R is equivalent to the
mini-mental state examination (MMSE) for the evalu-
ation of cognitive function and has been widely used
in Japan.'*'® Both the severity of the dementia (CDR)
and the cognitive function of the patients (HDS-R)
were assessed by one of the authors (NH) who was
a consultant psychiatrist.

Activities of daily living and instrumental activities
of daily I'iving (IADL) of the patients were assessed by
the interviewer (KK) using the following measure-
ments: Barthel index (20-point version);'®" physical
self-maintenance scale (PSMS);'®" and the instru-
mental activities of daily living scale (IADL).'®'®

CASE REPORTS

Case 1

Case 1: female, 69 years at time of the interview.
Caregiver. 77-year-old husband.

Family make-up: Couple living alone. Their one
daughter had moved away.

Care service used at time of interview: Day care
(6 days a week).

Computed tomography scan findings: Circumscribed
atrophy of the bilateral frontal and temporal lobes,
and prominent atrophy of the caudate nuclei and
amygdaloid bodies were evident, along with very mild
atrophy of the parietal lobes (Fig. 1).

Evaluation at time of interview: Scores were as fol-
lows: CDR 3, HDS-R 0, Barthel index 8, PSMS-0 and
ADL 0.

Life history: junior high school graduate. Married at
age 20. Worked as an office part-timer, working at
home and then as a shop lady.

Present history: In 1988, at the age of 54 years, she
showed poverty of speech output and lost her job.
Since her driving habits became increasingly danger-
ous (e.g. stopping in middle of intersections, driving
against one-way traffic), consequently, her husband

Figure 1 Computed tomography scan of patient 1.
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told her not to drive any more so the car had to be
disposed of. She was taken by a friend to a certain
hospital, she was then diagnosed with Pick's dis-
ease. As her dementia gradually progressed, in 1993,
at the age of 59 years, a number of times she would
bicycle to the station or bus stop, board a train or
bus, then lose her way and have to be taken into
police custody. Her husband hid her bike, so after
that she took walks on her own, She would go out
somewhere, but then be unable to find her way
home. Gradually, she could not go very far, but often
went into homes in the neighborhood. Eventually, her
mastication and swallowing became labored. She
also started singing oldies, restlessly moving around
the house and talking unceasingly. Since the hus-
band was of advanced years and her care placed
increasing demands on him, she was admitted to
day care in 1998, at the age of 65, where she has
remained ever since.

Present conditions of ADL: Since the patient rapidly
forced huge amounts of food into her mouth, she
often suffered from accidental ingestion. For meals at
home, her husband prepares each meal and carefully
feeds her by placing small amounts of food in her
mouth.

Present conditions of behavioral disorders and cogni-
tive function: An hour before fixed mealtimes, she
follows her husband around repeatedly chanting:
‘Mealtime, mealtime!" or ‘Snack time, snack time!’
She herself appears to have fixed the time to go to
bed and get up; she growis angrily about them being
too early, whereas mealtimes are never early enough.
No matter what the demand, once she gets started,
she often never desists. All of a sudden, she decides
to go out somewhere, bolts out into the street or does
something unpredictable. Vigilance is especially nec-
gssary in a store, where she touches everything and
moves things about during shopping trips. At visits to
a hospital or facilities, she shouts and sings loudly,
and knocks things around.

Recently, she often falls asleep with the television
on. Also she forces her way into neighbors' houses,
and she shouts at passersby.

Even more recently, she can only gesture to make
herself understood to a certain degree. Although she
cannot read, shelikes to count, and is especially fond
of counting the number of items priced the same in
the advertising inserts she comes across in the daily
newspapers.

Case 2

Case 2: male, 69 years at time of the interview.
Caregiver: 62-year-old wife,

Family make-up: The couple lived alone. A married
son lived nearby. A married daughter lived far away.
Care service used at time of the interview: Day care
(6 days a week).

Computed tomography scan findings: Circumscribed
atrophy predominant on right frontal and temporal
lobes. Atrophy also remarkable in caudate nuclei and
amygdaloid bodies, with mild atrophy of the parietal
lobes (Fig. 2).

Evaluation at time of interview: Scores were as
follows: CDR 3, HDS-R 6, Barthel index 5, PSMS 0,
|ADL 0.

Life history: High school graduate. Married at age 30.
After changing various jobs, the subject used to run
a small company.

Present history: In 1996, at the age of 63 years, he
frequently refused to take orders from his clients for
no apparent reason. He kept complaining how ‘cold’
it was, even when he took walks in the summer heat.
In 1998, at the age of 85 years, he visited his wife's
mother’'s home every day to deliver the same kind of
boxed sushi. In 1999, at the age of 66, he visited his
son and daughter-in-law's home every day to bring

Figure 2 Computed tomography scan of patient 2.
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the same kind of dolls to his grandchildren. Once
there, he would take his daughter-in-law around to
any number of coffee shops, but then would not
return home. About the same time, he began to drive
very slowly, and even had three car accidents (hit and
run), so his wife had to get rid of the car. Once he
could no longer drive, he began taking long taxi rides.
When he could not scrape up enough money at hocme
for the fare, he would borrow again and again from
acquaintances. When his wife told the taxi companies
they should no longer pick him up, he would take a
train far from home, where he again boarded taxis,
and then had to be held in police custody because he
did not have the fare. Then, he would wander around
on foot again and again from one all-night restaurant
to another. He could not pay, sc left his name and
address to which the restaurant would then send the
bills without informing the police.

In 2000, at the age of 67 years, the patient was

diagnosed with Pick’s disease. He often went out to
nearby coffee shops or dropped into a friend’s house,
and did not return home. His wife changed the front
door lock to a magnetic type, so he could not go out
so often. Thanks to the cooperation of neighbors,
however, his whereabouts became less of a problem.
At home, he kept calling his wife, running around after
her saying time after time: ‘Let’s go out’, ‘Let’s go to
a coffee shop’, or ‘Someone’s here'. The level of car-
egiver burden increased so much that he eventually
had to be put in day care, which has continued till this
day.
Present conditions of ADL: The patient eats tre-
mendous amounts impulsively day or night, eating
extremely fast, simply fokcing things into his mouth
(e.g., he has kept asking for something to drink inces-
santly during the night; he woifs down one banana
after the other). He is unable to sit still'and eat, gets
up restlessly and walks around at home. It is im-
possible for him to stop. He requires total care to
groom and dress himself, but keeps restlessly moving
around all the time. He is vehemently opposed to
taking a bath at home, and even when he does bathe,
he often 'jumps out of the tub and runs naked around
the house'. He always wears diapers, but moves
about so agitatedly that ‘the diapers come off; he then
stomps on the feces and runs around the house that
way'. When he jumps out of the bath, etc., he has
taken to roaming around the house, randomly urinat-
ing and defecating all the while.

Present conditions of behavioral disorders and cogni-
tive function: Any time the patient requests some-
thing, he repeats it over and over again. For example,
until a meal or snack is served, he keeps exclaiming
‘Mealtime, mealtime’, or ‘Snack time, snack time’. He
is also unable to wait for things, constantly needling
his wife when they are together: ‘Let's go! Let's go!
and ‘Let's go out! Let's go out! or ‘Let's go home!
Let's go home!' He demands coffee or tea the minute
he goes into a coffee shop or a friend’s home, but
then almost immediately insists on going home. His
demands and behavioral changes are unpredictable.
He strongly denies doing anything when asked to
stop and rejects requests, making him next to impos-
sible to deal with. In an institution or hospital visit, he
always shouts wildly or sings loudly.

RESULTS

Activities of daily living care problems

Both patients ate huge amounts at a tremendously
fast pace (hyperphagia). They foraged impulsively
without -masticating, simply forcing food into their
mouths. Both were indeed able to carry food in their
mouths, but their fast and reckless eating was a sorry
sight to behold. As a result, they never ate adequate
and appropriate amounts of food. For this reason,
they had to be fed bit by bit with total caregiver
assistance. On the ward or in facilities, ‘food theft’ at
mealtime became a problem; they stole from others,
from food carts, etc. Both patients suffered from den-
tal caries, peridentitis and other dental problems, but
strongly denied it and refused treatment; even if a
tooth fell out, tooth replacement was impossible.

As for mobility, neither patient had any problem
walking. On the contrary, they walked quickly and
would suddenly break into a run, making it difficult to
stop them. :

The patients relied almost entirely on the caregiver
to groom and dress them. They never did it on their
own, and made things difficult for the caregiver by
restlessly moving around and putting up great resis-
tance to any assistance offered.

Bathing was another task requiring total care. The
caregiver task was particularly onerous because the
patients either absolutely refused to take a bath, or
once in the tub would refuse to come out or suddenly
jump out of the tub and dash out of the bathroom.

Caregivers replied that, in all their caregiving
duties, the most difficult involved patient bowel move-
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ments. Since they were physically fit, the patients had
considerable evacuation of feces. Although they wore
diapers, there was always leakage, taking the diapers
off, or random urination and defecation. This meant
a huge amount of cleaning up after them and an
extremely high level of caregiver burden.

Behavioral disorders, cognitive function

Both patients underwent personality changes, and
early in the course both caregivers had the impression
that those in their charge ‘lacked energy and were
tired’, ‘weary’, and that ‘no matter what you ask, you
never get a straight answer’. It appeared to them that
the cause was psychological or due to patient fatigue.
The caregiver of case 1 replied that the subsequent
personality had become puerile, while the caregiver
of case 2 indicated that she no longer knew what the
patient was thinking.

Both patients endlessly repeated any demand they
made. This was especially true at meal or snack time.
Long before anything was served, they would keep
saying ‘Supper, supper!’ or ‘Snack time, snack time!’
The caregivers took this to be obstinate pleading, and
it indeed added to their burden.

Another factor burdening caregivers was the sud-
denness of the patient demands made on them, the
patient behavior eruptions, their violent denials when
forced to stop, and the resistance to demands placed
on them. Either patient would run off at the drop of a
hat; the caregiver could not take their eyes off of them
even for a second. Both caregivers claimed: ‘They
don't listen to what you say, so you eventually end up
hitting them'.

Both patients, moreover, shouted the same words
over and over again (verbal stereotypes, palilalia),
engaged in loud singing, struck various objects and
pursued other such erratic behavior especially when
away from home, or while in or visiting a hospital or
other facilities. These inappropriate behaviors were
often why they were refused access and treatment at
hospitals, institutions and facilities.

Case 2 was consistently roaming around, a par-
ticutarly vexing problem for his caregiver to deal with.
Although case 1 early on would ‘go around to the
same places but seemed to come home’, her care-
giver did not seem to mind. While the roaming in
either case continued for a relatively long time, no
matter how far they wandered, the patients still man-
aged to find their way home. With time they could no

longer return home on their own, however, and so
they only ventured out into the immediate neighbor-
hood. Both patients could sneak out at any time,
forcing caregivers to be alert and never let them out
of their sight.

As for cognitive function, the caregivers and day
care staff felt at the time of the examination that the
patients seemed to understand what was told them
to a certain degree. Moreover, both were still skillful
in some activities (e.g., dicing vegetables (case 1) or
writing their name (case 2)).

There were no reports of
hallucinations.

delusions or

DISCUSSION

In the present study, semi-structured interviews were
conducted with the two family caregivers of the FTD
patients, who had progressed their symptoms over
the years. The interviews provided concrete details on

‘what are still virtually unreported aspects of the family

care of such patients, along with the problems and
caregiver burden specifically associated with FTD
patient care. The results clearly showed that the
behavioral symptoms peculiar to FTD present huge
problems and heavy burden to the family caregivers.

First, bizarre eating behavior is considered one
form of behavioral abnormality, which is peculiar to
FTD patients: the cramming of food into one's
mouth’® and the abnormal manner of eating.® Both
cases in the present study showed such behavior,
which meant much time had to be devoted to assis-
tance, all of which made an immense burden for the
caregivers. The frequent pilfering of food during short
stays in the hospital or facilities also posed a problem.
On the other hand, the changes in dietary preferences
reporied elsewhere®®% do not seem to have been
much of a problem for the family caregivers in the
present study.

While oral and dental care were considered to be
serious problems, family caregivers considered these
were matters they were not equipped to handle.

Problems related. to ADL-assistance included
extreme uncoqperativeness against the caregivers;
the patients were overactive, restless, distractable,
rushing unproductively from one activity to another
while being looked after. Such behaviors were taken
to indicate absolute refusal or resistance by the car-
egivers. These behaviors are considered to result
from a mix of symptoms that was regularly manifested
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in their distractibility,“®* disinhibition,>"# impulsive
violence and mood swings out of irritability.®”

Even when the patient has no intention {o resist
care attempts, there is a tremendous burden on a
single family caregiver who must dress the patient
and chase around cleaning up after him or her follow-
ing the disruptive random urinating, bowel move-
ments and the like. The interruption of stereotypic
behavior is reported to readily trigger violent acts,® but
the caregivers in our study did not notice this, or took
it rather as a sign of resistance or refusal to accept
care.

Stereotypic behavior is also an abnormality pecu-
liar to FTD, and it includes everything from simple
repetitive acts to more complex behavior such as
roaming.* In the cases under study here, repetitive
irrelevant utterances, repstitive singing loudly and
sudden repetitive knocking of objects within reach
may be why facilities are so reluctant to accept such
patients or not allow them off the premises once
accepted. In both cases, despite the exhausting
combination of mealtime demands, their stereotypic
daily rhythm and verbal stereotypes, the caregivers
appeared to give in to the patient's stubborn
demands. Impersistence was recognized from the
extreme behavior shown by case 2,' and his fre-
quently changing demands took the form of verbal
stereotypes. The caregiver appeared to be so intimi-
dated that she gave in to his demands. . '

The distractability and the high impulsivity associ-
ated with FTD?' are considered to make it almost
impossible for caregivers to predict patient behavior.
Since the cases reported here showed such sudden
and dangerous behavior (e.g., running away, suddenly
dashing out into the street), the burden was especially
heavy on the caregivers, who had to constantly be on
the alert. It took a long time before they could figure
out what was behind their patients’ behavior and be
able to deal with it. ‘I don't understand why he (she)
does things like this' voices exactly the kind of care-
giver frustration they experienced, the kind that does
not go away. FTD is still a relatively unfamiliar disease
compared to Alzheimer's, and the dissemination of
more information would help people better under-
stand both the carer and cared for, while lessening
the caregiver burden.

Driving problems fairly early in the course also
caused trouble with both patients. In Japan, hardly
any medical studies have been devoted to driving-

6

related problems with FTD patients and those with
various types of dementia. Studies in this area are
much awaited. The cases reported here could well
have caused very serious accidents. Thus, there is an
urgent need for society to establish safety measures
covering driving issues involving elderly people with
dementia.

The behavioral symptoms of FTD -patients are
quite different from those of Alzheimer’s disease
patients.®?'? They are also reportedly different from
those of vascular dementia patients presenting with
frontal lobe syndrome.® Although short-term hospi-
talizations have various advantages both for the FTD
patients and their family caregivers,® few hospitals or
institutions will accept FTD patients because of their
abnormal behaviors. Thus, it is desirable that hospi-
tals or institutions will undertake improvements in
order to provide the short-term stays needed by both
patients and, indirectly, the family caregivers. Also,
new rehabilitation approaches focusing on the frontal
lobe syndrome of FTD patients®?” as weil as the
effectiveness of drug therapy have been reported.?*%
These new approaches may improve the manage-
ment of patients with FTD.

ACKNOWLEDGMENTS

The present study was undertaken with the support
of grants provided by Ministry of Education, Culture,
Sports, Science and Technology (Grant No.
14570375), and the Ministry of Health, L.abor and Wel-
fare (Grant No. H15-025 and No. H15-032).

REFERENCES

1 Neary D, Snowden JS, Gustafson L et al. Frontotemporal lobar
degeneration: a consensus on clinical diagnostic criteria. Neu-
rology 1998; 51: 1546~1554,

2 Ratnavalli E, Brayne C, Dawson K, Hodges JR. The prevalence
of frontotemporal dementia. Neurology 2002, 68: 1615-1621.

3 lkeda M, Ishikawa T, Tanabe H. Epidemiology of frontotemporal
lobar degeneration. Dement Geriatr Cogn Disord 2004; 17: 265-
268.

4 Tanabe H, lkeda M, Komori K. Behavioural symptomatology
and care of patients with frontotemporal lobe degeneration —
based on aspects of the phylogenetic and ontogenetic pro-
cesses. Dement Geriatr Cogn Disord 1999; 10: 50-54,

5 Lindau M, Almkvist O, Kushi J et al. First symptoms — fronto-
temporal dementia versus Alzheimer’s disease. Dement Geriatr
Cogn Disord 2000; 10: 286-293.

6 Bozeat 8, Gregory CA, Lambon Ralph MA, Hodges JR. Which
neuropsychiatric and behavioural features distinguish frontal
and temporal variants of frontotemporal dementia from Alzhe-
imer's disease? J Neurol Neurosurg Psychiatry 2000; 69; 178~
186.



Problems of FTD patients in home care

10

11

12

13

14

18

16

17

18

Snowden J, Bathgate D, Varma A, Blackshaw A, Gibbons ZC,
Neary D. Distinct behavioral profiles in frontotemporal dementia
and semantic dementia. J Neurol Neurosurg Psychiatry 2001;
70: 323-332.

lkeda M, Brown A, Holland AJ, Fukuhara R, Hodges JR.
Changes in appetite, food preference, and eating habits in
frontotemporal dementia and Alzheimer's disease. J Neurol
Neurosurg Psychiatry 2002; 73: 371-376.

Shigenobu K, Ikeda M, Fukuhara R et al. The stereotypy rating
inventory for frontotemporal lobar degeneration. Psychiatry Res
2002a; 10: 175-187.

Litvan |, Therapy and management of frontal lobe dementia
patients. Neurology 2001, 56: S41-S45.

Hughes CP, Berg L, Danziger WL, Coben LA, Martin RL. A new
clinical scale for the staging of dementia. Br J Psychiatry 1982;
140: 556-572.

Homma A. Clinical dementia rating (CDR). In: Otsuka, T,
Homma, A (eds). Assessment Manual of Intellectual Function
for Demented Elderly. Tokyo: World Planning, 1991, 65-69 (in
Japanese).

Katoh S, Simogaki H, Onodera A et al. Development of the
revised version of Hasegawa’'s dementia scale (HDS-R). Jpn J
Geriatr Psychiatry 1991; 2: 1339-1347 (in Japanese).

Arai Y, Sugiura M, Miura H, Washio M, Kudo K, Undue concern
for others' opinions deters caregivers of impaired elderly from
using public services in rural Japan. Int J Geriatr Psychiatry
2000; 15: 961-968.

Arai Y, Zarit S, Sugiura M, Washio M. Patterns of outcome ot
caregiving for the impaired eldetly: a longitudinal study in rural
Japan. Aging Ment Health 2002; 6: 39-46.

Wade DT, Collin C. The Barthel ADL Index: a standard measure
of physical disability? Int Disabil Stud 1988; 10: 64-67.

Eto F. Assessments of Physical Function. In: Japan Geriatric
Society (eds). Textbook of Geriatric Medicineé (revisedi). Tokyo:
Medical View, 2002, 164-169 (in Japanese).

Lawton MP, Brody EM. Assessment of older people: self-
maintaining and instrumental activities of daily living. Gerontol-
ogist 1969; 9: 179-186.

18

20

21

22

23

24

25

26

27

20

Hokoishi K, tkeda M, Maki N et al. Interrater reliability of the
physical self-maintenance scale and instrumental activities of
daily living scale in a variety of health professional representa-
tives. Aging Ment Health 2001; 5: 38-40.

Miller BL, Darby AL, Swartz JR, Yener GG, Mena I Dietary
changes, compulsions and sexual behaviour in frontotemporal
degeneration. Dementia 1995; 6: 195-199.

Kertesz A, Davidson W, Fox H. Frontal behavioural inventory:
diagnostic criteria for frontal lobe dementia. Can J Neurol Sci
1997; 24: 29-36.

Levy ML, Miller BL, Cummings JL, Fairbanks LA, Craig A.
Alzheimer disease and frontotemporal dementias. Arch Neurol
1996; 53: 687-690.

Teri L, Truax P, Logsdon R, Uomoto J, Zarit S, Vitaliano PP.
Assessment of behavioural problems in dementia: the revised
memory and behaviour problems checklist. Psychol Aging
1992; 7: 622-631.

Sisgren M, Wallin A, Edman A. Symptomatological charac-
teristics distinguish between frontotemporal dementia and
vascular dementia with a dominant frontal lobe syndrome. int
J Geriatr Psychiatry 1997; 12: 656~-661.

lkeda M, Imamura T, ikejiri Y ot al. The efficacy of short-term
hospitatizations in family care for patients with Pick’s disease.
Psychiatr Neurol Jpn 1996; 98: 822-829 (in Japanese).

lkeda M, Tanabe H, Horino T et al. Care for patients with Pick’s
disease. Psychiatr Neurol Jpn 1995; 97: 179-192 (in Japanese).
Shigenobu K, Torikawa S, Ikeda M. Cognitive rehabilitation of
behavioural disturbances and executive dysfunction. Brain Sci

. 2002;.24::561~567 (in Japaness).
28

lkeda M, Shigenobu K, Fukuhara R, Hokoishi K, Maki N, Nebu
A, Komori K, Tanabe H. Efficacy of fluvoxamine as a treatment
for behavioural symptoms in FTLD patients. Dement Geriatr
Cogn Disord 2004; 17: 117-121.

Swartz JR, Miller BL, Lesser IM, Darby AL. Frontotemporal
dementia; treatment response to serotonin selective reuptake
inhibitors. J Clin Psychiatry 1997; 68: 212-216.



(GFSTESR 4)

B - 46(10) 1 1063-1069, 2004

1063

| RRERC S SN BRI

.........................................

g h 5!

Z=UIE S

T

[FUHIC

NERREENEA SN TLENEBAL 72,

2003 D 4 I iENEHMORE L REEY 7
N DOWET « BERATEOBIE fTOILID, ZD
Fim b DIEMELERI BT 2RHHE L T
A LR GBDT, KR TIEE A ORER (L BT
) Rt IZ 2003 FE3 B T, MBI B T
5N R A HRIEE D 0 b DI D W TRES
LTAIzV,

FEY—EA LlEEY—EAD
T

bWETE, RFECbI> TNEEZHANTT 3
bOLDFEZPEHANCELSD, 25 LA
KL T, NEZEOHICIEY — AR H %2 B+

* Roles which Psychiatrists should Play in the
Era of the Long-Term Care Insurance in Japan

1) BIBRAFEFE MR EE S RE (8 791-0295 F
15 R RERE(E0T& /), IKEDA Manabu, ISHI
KAWA Tomohisa : Department of Neuropsy-
chiatry, Ehime University School of Medicine,
Ehime, Japan

2) BRBSIERBMAFEEYF, Nomura Mi-
chie : Faculty of Nursing, Ehime Prefectural
University of Health Sciences

3) ENLRFERL Y —MEFREEE - /g
%, ARal Yumiko : Research Unit for Nursing,
Caring Sciences and Psychology, National
Institute of Longevity Sciences

0488-1281/04/ ¥ 500/383¢/JCLS

=R CTT =R

PR ETITY  WHHEFY

Long-Term Care insurance system, Dementia, Psychiatry, Caregiver burden

BEMEM oIz, L L, NMERBROEAICE
v, Y—EREFAT2ICHT > CAFOEBE
Wi L EZ DNEZOESRERCHEA L TE
TBDY, ZOHERE, y—CXZ2FAT EDE
BLWMLTE TR EEZLNBY,

2004 & 4 Hi2id, ¥ —E2ALEOFFEH 303
TN TAERB AR X LR U TR 2 58,
FEEY— A BEIZ 228 EATRIUL K 2.4 1%
B, R - AR ABEZ T AFATHEUE K
14 EETH -1 D,, NRERBRTIE HIEFE
BEL, XEEOIRED 1 >Th 2 EEEDHT
TEREVIBRTEEZY —EXDFHAENBEER
BINLTwa 2 ebHeLTHE, LL, Mgk
NES —EXDFHEE LML, NMERMNETR
HEEY—ERX %2 EH> T3,

2 13 1997 FEC B & vz L BTHE— oD /N
B BERE DN EB N BALIERS O AP E 05 %
FEDHDTH DY, FEREEINERROE
ABIELSEBEND ML TWwE, 2Ok
W, EAdRU7: L ICHIEOERICE-> TH—EX
DHALRLTWLWEENBEWwWSSH 2 LB 23
B, RERBEENETKZON TR ENEED
BEOEERETD, NEEERNELEINT 28
FIZHBZERRLTHBEEDEZ B,

M —ERIEa X FDETHN—FOHEITH
RABD D, NERMICOVWTHEREY—ERHE
BOAFECRY DOH B L 5N, EEIH—EX



1064 HEMESY 46% 108 2004410 B

®1 NEF—CAFEERD

2000 £ 4 A 2001 % 4 H 2002 E 4 A 2003 £ 4 A 2004 £ 4 B
BENES—ER 97 A A 142 T A 172 5N 200 A A 228 A
Mg NES— 2 52 AN 65 AN 69 A 2 HN 75 A
&5t 149 A A 207 A 241 H A 272 HA 303 A

T2 oo EHE O REEIRD

£H REEEAZ(N) e

1997 %10 H 0

1998 ££ 4 H 4

1999 4 4 H 20

2000 £ 4 H 22

20014F 4 H 39

2002 % 4 H 65

20034 4 A 68

2004 £ 4 A 52 AHFTEEHC &
D NEF A BE AL

OFAEHET 27: D%, TEENEOAH L
Wy 2701, FrREEMOT7ETNVERHFEL
72h, ETNEIBHET 2 ENTH 2HAEHD
AR PITE R Iy 2Bk e MR L2 D
TELLEND DY, FHREOREIIEE L
Do

MRODBEMEENERE

TR BED—RKHED, FHREESRNEED
—REEFELD ELHEEND LT VEE
O E» SR I N T X219, 1998 F£0 € 7
HETE, PUITOEEOSMED 5 b—KHE
EZRHEDRERB T NIF T DWTHRETL, Hi
REFEIHETE—XRHECH L TZRHEDIES
BEOEE, FREZEDBOHETIIZTRHUED
D VENEES L VRECHET AEAZHS
PUIZ L7, S5 FNIZ5] & K&, 1999 ££ 10
A & i U] CfTb i 7 BN ERE OFEHE S
(178 £5) i HiERIEM 2 FEIT L, BAEE
DFFOFE, BEELHMHPERIC DV THIITD
Y DIFEICERERE L2, ZOENERE
FHEEICB VT, ERCHMEE T HE
BB X URETT U 7B RHER 23, B g
DIRFEGHNS 1 ED W CENEE OHET (R HE
E) BfTol, FORDTEREOEE, */-EHE
MEBRT, 22—k 5 —KHEDRER

YIEERHEENS E D L D IR 2 RS LY,
COWMETIE, BEFBEOED 2EE D E
C2o 1285V icREEIMIcEhE2E T &
DSE[HE 7 166 4 (3B 52 %4, 114 %4, FE¥E
82.4+17.95%) xR E Uiz, ETHEIRD D BT
%) LR E LB ) O 2 BT, BIKHEE
E—RHEO—BEERLR LT, F—BHOAR
WOWTE, —REENEREE LD bE» -7z
HE, K- BEEER L@, KIZHR
D63UEHDB TNV v —5(AD)EE(35
&) & IS R (VaD) B (41 ), 72 & CIH
REfb ki E RS (CVD) B (29 &) D 3§
TEREAOEARIEE £ —KHEDO—HEILDNWT
EREDRE 21T o7z (K 2),

FORER, HED VDTS PERER LB
R—FHE L ERAEE D—BEPEEE D & 5
Nizo T—HOAEE, FEDVETEI—XHE
DEERHEE & D IR WIEMADS, FFEe LETIE—X
HIEDEGRIEE & D B ER N A S iz, AD B
T — R E D ERHEE & 0 B E@ms, CVD
FECIIMERHEE 03— KHEE & D RO EA A S 4L
7zo EEERHERE & —XRHEIEOMIW 2 BRBEM EoZE%
O EES T AD B S WHEAIN & S N, &
FETHET NVEFHETORE & AROERD A 5
n, Bio ADBETCIZZ OMEBEVIERICHEL A5
NWizo —JHE L BRHEE W 2 B EOEND
STEEMN ADBETEL -T2 b, AD BED
—RHEa Yy 7 COREHFENEHE L LI LR
LTws Elbhb, 4E, —RHUESERIEE
L0 b 2EERED FE o 72 AD BE 6 HIE, £
B RN T AT R TH I CREI T X 5 (8)
EE-o CHVHE LW BETHh- 2L bEH
TRELATH S, RIFLOFAFICBVWTYH, TFE
EHEMFERBED AD & VaD 2T % &, AD
BEOENEEIESHEEESNS Z LOERS N



BEHEY 46% 105 2004410 A 1065

fRG LR (79N) BR & VB (B7N)

3(4 %) 2(2 %)

20(25%) \

43(49 %)
10(11 %)

1(1 %)

7(9 %)

M1 EROEE L 2 EEHEE & —KUEDRR?

HEE =—XK | ERPRHEE & —RHEDS B

HERE > — K EERHEES—REEL D b 1 BEEY

HEE > > —K RIS S —RHE L D b 2 BREL EE
C g <—X  BERHEES—RHEL D b 1 BIEEL

B e <<—X:ERHEEN—XHEE LD b 2 BIED EY

AD E(35 A) VDE (41 A)

3(9 %)

16(46%)

CVD#(29 A)

10(34 %)

21(51%)

0(0 %)

2 BEBPERRIETE & —RFEDORF™
HEE=—RK : BRARHEE &£ —RHE B

HE>— R ERIEEN—RHEL D b 1 BRES

B > > — R EREES—REEL Y b 2 BB EGE
[ #EE <—Xk : EEHEENS—RHEL D b 1 EREEE

TWn59,

%7z, RO H2FEE T b AD BH I EHM
M7 [HEbe, RO BRG] K&I» T,
MICOESTTE S| L 29 BERADELHE
D EEMIAERGRE PR L, 7 ORE, FRHEE
R FREOEBE L OREGICK X 2T
Boh, BRAEC 0%, R2I3ETFVEE
DM TRERL T\Ww319, AD Bk, »7% 0
FFUIIREET b3E%, AL OiiEs & < ALETY
R THBEd, —BLomDLTw2 L3

HoNELOTH S, HMOPhRAERR ORI,
HEELAD BEORER T EMRICEET 2 2
LRIERREHLWEBbh D, AkEbERE Bt
WELFEETTIE, ADWCIZ TOEEITIEH 5
3, BIEMIBEIEZMAE (FTLD) & Lewy /MARIE
R (DLB) BERMEE L D NEEMEFE S
N3 EBRRBEI N, FTLD 3 ABE R
HEESEBNE] s & DTERLE D T2 D ICKRIKED
NEEHITRE W EEZ o 5589, RIEFRHH
ELEEEEL RUBEENHII I kWwizoi+



1066 FEMEY 462%-10% 20045 108

WERY AFRERF (39.0)

28(72 %)

HEEBER(1390)

73(53 %)

3 MERATE LR B B EERIEE L —RH5E O RE"?
HERE = —R | BERMERE & — R S —B

L HEE> R I ERHEER - RHELD b EW

g <—X: EREES—XRHE LD BEL

DRBESKRE T EHE 2 oNB, A
DLB 3mSR e EOLIREEREEL,
—F 2V AERPSHE LEREIL 7w, ERRo
EEIBBL Wi, —ERTORETIE, 2%
7o 2 FAFORVEHHCRENMTbN S L ERICH
NTELLMELSBE SN DAREED D 5,

D& DR ENED BEEOENEEESL
i N TWwd &Ew S EFEE 2T, 200344
Ao o, NERBR—XFEY 7 hBthElsh, &
FREEE S SSHEMLS LI VEHES Iz 79 TEH
Wigolz, £/, EEHONEREEESW BT
ZRYECETABEDOT - RERATL LI
L0, EHEETIZETL TORWIAERERD H
LEEMEDENEE I DONWT, BEANODEEDY
B — R EOBETRMEIEE I ENTES
Y, KRN ZRPEMAEEIC RS L&
Too ETOFERI, Iy SEEICHRTL Tl
BN LM, LD LI, £ WWAD®
FTLD, DLB BE 1z > W T I3 S F{EEH
RRERE EHCIBE T 2 2 L IZFEHICEE L v, L
Teh¥o T, RBBOREHIER O T HE» &8
CTWEMBENEBREL LD, BREORT
HIEIWCIEREIER & 2O N EEDESEN
BhE 28T 2 Z L RS T 52,

BB ERAMEICHITD
ENERE
BAED—XHE ST T T AR T —F DA

EOWTHBEINTWE ), EEEEHRE~DHE
IS UM IR H B 2 L MR X LTIz,
L LFORILIZWER R EN Ty, RPFE
TR T — Y ICETWTES NIz —RYE 7 o
7T LW, BEBBREOENEEICH LIRS
NTWLELEREOENE L, EEEE LR
FrREMT, 2> Pa—F itk s —RHEZRE
RAPHELBENEELEDL DB 0%
W U7e, Lo LRTRIRRZE 178 2D 5 b,
FEEBER (139 B) HbE~DABE % & LR A
R (39 &) (M EBNBALIERR 31 &, NiEE
MNREREER 2 44, JRBE64) D 2 BRICH T, BRIR
HeTE & —RHED—BEREEE Lico A—EHID
NHEZDWTE, —XRHEPERHEEL D &
o8&, BholtEla 2R LIz, TOFBR
(M3), FXEBEFEITERRAFTER I A—R ¥
5E L EERMEE O—BENFE I EL - 12, BRHE
ED—IHE L DEVEE, BUE&ERE bICE
EZRETED -2, BEERERRD bW ho
720
NEERRHIEIC B W T, BEE ClIo/ERFE
DB BT RS E L RN M OB ORMGEE X
T Twizv, WL DT o e EEREE IXEA ST
BEORTENEER OREGHCE T TIT
RLDTHY, FEThHhhiFarvEa—sD—XK
HIEEENWRKRESHEWI EBEENT, L
L, BFEEEHDITD BHRANERICHR—X
HI5E L EERMEE O—BEMEWER E o7, 2



HES 46% 108 2004410 B 1067

A
A

: .

A A

A A A

A A A o

A A A

A A
A A

s :

A A

60 F
sl A A
40 §
z
B A
a0 A &
7Y _A
L
J=1 | A
20 2
10 F & g
A
0 A A R

Bi EXE BN =

M4 HEAEERONELED

2 BAEI ENE4 BENES

J-ZBI : the Japanese version of Zarit Caregiver Burden Interview

DI EEEEPBEEINT LS, RN
EDT—IDHICETHTES N E—RHED Y
v I REENECLTIED S I L DRSS 25718
LTwabDeBbhsb, ZOBETTIE, T
BIOBENEEICIIEEBREDEIVELHS, §

B Ewole—EDERIZA DNZ 5Tz, Z
5 L A—EfIOEROIES> DYy, FEHEED
HIEPHERAFTE LN TE— LS &%
EZLTwa EEbNS,

ERL7- kS, NERBOKRE D 12
BNEEHEOHMIERCHY, TORTRIRICE
JANERZTTEL, EFERBITLINERIELL
FMEL T ZEBTERTH %, TKRTE, &
NoO—RHEEDTNE_RHETHBESI NS Z
EWXB->TWEDT, FHREERE, & ki
BHOTHEAFIIEETH S,

BNEECTESEORR

GRIFRT N & NEREOBRED 1 D1,
EELNEEONEEHEOBGELIL T NS, B
FEDNERRO—RHEa Y v 7 I NEZEDN
EEHZFHE T 2EE R v, L L, NEER
FIERAIROBND 1 DI 3RENEDNE LR
WrdblTonhTnwd, 22 CELIZHASE
Zarit Caregiver Burden Interview??” (J-ZBI) %

T, LT TITh e AR E TR O E A
EREEDENEE L ENEZEONEEHOMR
EET LT, AR TIRSEIORITHREDONRE
DS bR AFTE EMEOZEZRL, FEREN
HETHLIELEE 1024 (B3R 4L, L1104,
EHER82.219.0 ) AR E Lz, BRENE
BOXMREBIIEZRE 94, BENiEL: 384,
BENE2:21%4, BENEI: 84, FENEL13
%, ENES 134 THD, ZORE, &L
THERROENERE & AEAEOM I IZ/HBRE
RV EEZSNTM@Y, BENEE L NE
BHEHOMICEMEBRA SN h -T2 id, N
I B R R T B DS SRR 72 1 ik e b
ZEERRBLTWSE EEbNDS,

Erz, EHO—ATHBHI b N ERREANL
Fie, RO CRKOFEZERL, F
ESNTENEEIZ]-ZBl CHIE I LN EE
DONEAHERML TR VI EERLEY, &
DHFE R, NMERRIC L 2V —EXFHBRIC
KEEINTWBR I s, FBENEEIGCTY
—EADBER I N TV B DO TENEERONEE
HoZREASN G- LRI N TV S,

NERBIEAERONEAHEOZIIZOVT
X, FHHOOFTETIT A0 %L D EE»EHE
BRA Lz EEZELTEY, WML+ 54



1068 EEY 46%-108 20044E10 8

10%%2KREL ER-79, &7, ZBRKBITS
FE CHEBROBRTH Y, ERESIEE
ETONEETEE D HRERI S ¥ T2 L7
TE5%, LyL, FHo0FEEY 2HL D4 kE
BBl T OfRENY T, NERBRE AR TNE
BHEIZEDLLEVWETINEEZELSZVDT, &
%, FEEESTONEAHCEELRIZTNEL
DBERZFHICHRETL, NEAELPMRIEIE
AE+oREELE—XHECY Yy 7IRBREL T
W ZERBETH 5,

NESHICEITT

B4y AT RRERERS - MERBRR<,
2004 £ 7 H 30 Hic [/rEfrREIERE LICE T
ZER| LD, ZOBEZ, Faoby
T 2N ERHNBOHUERMNZ S0, ENEE
DMEVLIRE I, FowhREEND (¥ - FIHA
] O E L, NMERBRLSAOHIE b —k Lk
ol [BEKENETFHY AT 5] OBARED
AABZETH S,

Db, [MBEHNENETFHYAT Al KB
W, NETFHCENESLEITRBDHI»5D
WOMEABKYITH B Z s, BIE, NERE
AN BT 2 EEEL TW AN ETIAE
¥ MBI 2 HNEELCEEFEL, NEERD
R E—Tub U TN 255l -
EEIT2ZLELS, CHICEY, BHETRZE
DNFETH » BT B 5 B8 L HER 251k
ENBI LR,

HxlE, 2002567 A5 HILETIC B W TR
FHEEFZEELTED, I BEOERENSH
FixtL T, BB FHAAZIT> TE P,
29 LIz FRiNT AR, BEIFONERRY —EAD
FIAAHBIA LA —RWBITTE 2 XD v b 235
2—75, HIREIZXTRE OIRE & 108 ¢ & 2 FHH R
EWRZ T, FEGTHIICE TS &I { W\,
L7z535C, $FlzafHiREORFESL, chhrsd
DOHRETH b, 2, BEHEDFEIH D FHD
72 DA & SO IEBISCHREATEZE (& 2 B VXtE
B A Y —EAHEZHE) THEBVERESE O OEE

FEERFERLIYD, HIBER SIHBHRI B S7D
LThH, HOHEROFABERENZNEZRTE R
WZELEEE Lo TWD, HREBEAAIZT T
{, KEE&D-ECHBSR 2 RRFIHEEIC
IDAATHL Z L, BHBORISERDRE
D1DOTH2,

HHDIC

BARIEE, HEBERCBWTEBREE L Ty
PO OTEOEREZBORE, REZBLLTH#E
FEBEEEANDENM, 773V vy—ELTTr 7T
77 OVER, RS E X LR TNEER LD
PO EFSTHE, #20OHTYH, MEIOERR
D S LI RDBENT W B DI, HiREE
B LEREOFERPHETES CHEY s %E T
b5, NEREERSTOEYZNEE~DE
ERAEEICT 27043, AEEORKIEHE, T
BEOEREWR, —RUETCEE»VLEB>TZ
BU, ZFRUENOERMEEBRE ORAKGE
%= FEAERRTEIRY L 2 OBEERE, NERR
BEHICERE T2 LI ERICEETH S, £/
Ko BHEF D 2813, FRMEEROEMHE
REERED LS CNETERLFTITT O s
L, WREBNOr 7T T VERKELED, S
NEOWRET 5 BRTH 2 FEBRE DFEHERSL
ITEREE T 2HEEY ZRFAELLV T 52
EBRBRBETHLEEbIS,

51T, BRI L > T, NEEBEIE LR
BUTHRE USRI B T2 « R R
HIEOMEY LM B EREL T 2 & b EELRE
HD12Ths o, NERRHEIEITHD,
PIF BB IR ER RHE 2B L TN ERREEN S
THEWIBE»S, INSIFFEBICEA SR
DTHb, LL, BPEPFREEOHE, 1&
& A EFIEVEIRBEONERREN 2T LT
WAOWHERTH 2, ZHFEMIIEITHS
EWHEEROIEHE L H DY, iz, HIOOHE
B K o T D ATRE R T B & v D FE
BREEPEREMAERED D ORMBIOHFHR L,
BINCHSREL T B L B VEL, ZhsDER)




FIA & A2 OFRO SN T 2 MR &,
IR ZE X O U ST B

FFZDO—EIE, THL 16 FEEBANRBBEIAEEOMH

TEWEY 463% 108 2004410 B

SRR ITE Y,

BT UT>7bDTH B,

3CHk

11)

12)

13)

1069

Yy, SafE, WRE, W10 EENE
BRRETFNVEEC BT LENEREO—RAE L
KHEEDO T L HEROEL D —h I LTI B %
WEt, HEESE 36 633-665, 1999

-, BEME, BRETT, i MERRRE
BORKRE, FEMBHEFHESE 11 0 990-999, 2000
Ikeda M, Hokoishi K, Maki N, et al : Increased
prevalence of vascular dementia in Japan:@A

V) ST TV oA v — BB B R community-based epidemiological study. Neurol-
ST, B ASAHI Medical 7Yoo <= —H ogy 57 © 839-844, 2001
FIWIFES 85 HSAs VR v A 14, 2004 14) MEF IHRICH SN L MMER - THRE
9) Arai Y, Kudo K, Hosokawa T, et al : Reliabil- (BPSD) & 3&Wfik, &R AEaE (FIRH)
ity and validity of the Japanese version of the 15) #GHIE, WHY, KEE, i [Eoby, WY
Zarit Caregiver Burden Interview. Psychiatry LIS & D ERRE 7 VHEIIC B W TR
Clin Neurosci 51 : 281-287, 1997 B NEE LD GELSFHT S NI T VY NA
3) Arai Y, Ikegami N : How will Japan cope with —RO—BI. FEHERARCE 14 1 1241-1244, 1999
the impending surge of dementia? In : Wimo A, 16) BAEEARBEILR A REH B E THE R E - 2
Jonsson B, Karlsson G, et al ed. Health Eco- ﬁ%ﬁﬁﬁ&lﬁ%ﬁ%ﬁi&@ﬁ?ﬂﬁﬁ@@%, 1999
nomics of Dementia. J Wiley & Son, Chichester, 17) BEE&EFHBEEF—L—Y, NEREEE
pp 275-284, 1998 18) Kumamoto K, Arai Y, Hasimoto N, et al:
4) Arai Y, Sugiura M, Miura H, et al : Undue con- Problems family caregivers encounter in home
cern for other’s opinions deters caregivers of care of patients with Frontotemporal Lobar
impaired elderly from using public services in Degeneration. PSYCHOGERIATRICS (in press)
rural Japan. Int J Greriat Psychiatry 15 961- 19) BRETL, hE%Y, BEME, i AERRES
968, 2000 HIRIC B 2 EEBHABEONEY —CRF A LN
5) FAFEZET, M R AR R R, FFIEE L 6 222-230, 2001
L NET RIEONELHEABR LT, BE 20) B{EH0E, MWHY, HUEE  NMERRHIEC BT
KSR REEE 12 1 465-470, 2001 L ENEE - NEAHOBGR—TLETRRICB T 5
6) Arai Y, Zarit SH, Kumamoto K, et al: Are WEl, HEAREE 124 1 1074-1078, 2000 }
there inequities in the assessment of dementia 21) BEME, WHY, KEE, fb ARERREIERH
under Japan’s LTC insurance system? Int J FERORER B L REHEERIEMOER £ —X
Greriat Psychiatry 18 : 346-352, 2003 HIERRORFIE OV T—HROFEMICBY 5K
7) FHHET  Zarit M EIARE AR (J-ZBD) aY. WiERE 8 1 717-721, 2000
B X UEMBK(J-ZBL ), HAEEBK 62 45-50, 22) BEWRE, WHEZE, B{EE, M /EREHIETR
2004 - FEBOHER B & CHHHERIENIC & 2 B
8) Arai Y, Kumamoto K : Caregiver burden not g@#ﬁﬁtuaﬁ\'ﬂﬁ%%@_ﬁﬁKO“F—E%%%
“worse” after new public Long-Term Care LR AT IS B B ARES, HEEEE 37 1 1009-
(LTC) insurance scheme took over in Japan. Int 1011, 2000
J Geriatr Psychiatry (in press) 23) BENRE, WHFE 7V YN~ —RJOUY 7,
9) EFEE— | NEEHTTR O L R O R EEBREORM,. BENARE 16  451-457, 2001
M. HEESE 41:201-203, 2003 24) BB, WEHF  MERRIEEERE. EHE
10) MRS, WRRAT, TUHE, fh ABREONET 32GHTIIS) < 133-141, 2003
2 T, BAERMESMERE 10 181-92, 1999 ' :
—OE>E0

ESEIRFITHEED /Ny 7 F o IN—BE Y RWLIZDOWT

L. BB X URTEFICFIT S L7 JE5E 1 B RGeS
TBEROBP W LETOTC, HEEBDH IEx
EE WV, T&2bb 2004 i1 2003 ELUFEITOH

HOBBID Ttz LE T,

2. BEEOSBECD oo T 2 EEELIATIC RITO MR

http://www.netpassport.or.jp/~wsatsuru/
& 171-0014 HEEFEHFEBEX LS 4-13-4
BB HFVLLEYT, THEXPEED JBS (R

HP TV A AR R EREE 7y 7 ABHE WL L

EHEEEE 7y 7 2% 03-3985-4701 Fax 03-3985-4703

£,

EFERBRTE




(TFIERR 5)

Journal of Epidemiology

Vol. 14, No. 5 September 2004

Young Investigator Award Winner's Special Article

Family Caregiver Burden in the Context of the Long-Term Care Insurance System

Yumiko Arai.’

This paper covers our recent work regarding family caregiver burden for elderly. The topics are as fol-
lows: cross-sectional studies on caregiver burden; changes in caregiver burden; appropriateness of the
Long-Term Care insurance assessment scheme; attitude towards caregiving among caregivers; and
the development of the short version of the Japanese version of the Zarit Caregiver Burden Interview

(J-ZBL_8).
J Epidemiol 2004;14:139-142.
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Introduction

An increase in the number of impaired elderly people and a con-
comitant decrease in the capacity of informal care (partly due to
the increasing development of the nuclear family and more
career-oriented women) have now made caregivers' burden a
social issue not only in Japan but many in developed countries.

It was Professor Steven Zarit of Pennsylvania State University
that first proposed an operational definition of caregiver burden as
the extent to which caregivers perceived their emotional or physi-
cal health, social life and financial status as suffering as a result of
caring for their relative. He then developed an assessment tool for
the feelings of caregiver burden based on the above definition, the
Zarit Burden Interview (ZBI)."? The ZBI is now the instrument
most widely used in North America and Europe for assessing the
burden experienced by family caregivers who look after the com-
munity-residing impaired elderly.

We developed a Japanese version of this assessment scheme,
called J-ZBI,? which is currently the most widely used assessment
tool for caregiver burden in Japan. This paper is a review of our
most recent work related to caregiver burden.

Cross-sectional studies on caregiver burden

A study was conducted using the J-ZBI in Japan in 1998 in order
to identify the factors related to the feelings of burden experi-
enced by family caregivers who looked after the impaired elderly.
As in previous studies in North America and Europe, it was found
that behavioural disturbances were a strong correlate of the feel-
ings of caregiver burden (odds ratio = 4.75, 95% confidence inter-
val = 1.45-15.54, p=0.01).* The above findings did not differ after
the Long-Term Care (LTC) insurance system was implemented,
behavioural disturbances have remained a strong correlate of the
feelings of caregiver burden (odds ratio = 7.16, 95% confidence
interval = 1.48-34.70, p=0.01).}

Changes in caregiver burden
We conducted a survey every year from 1998 through 2001 tar-
geting all disabled elderly and their principal caregivers residing
in Matsuyama Town located in rural northern Japan. The design
of this Matsuyama Caregiver study was described in detail else-
where.®’

As a part of the study, a longitudinal analysis was conducted
between October 1998 and October 2000. This analysis was an
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attempt to determine how caregiver burden may have changed
before and after the implementation of the LTC insurance system.
It was found that the number of services used in 2000 was signifi-
cantly greater than in 1998. However, caregiver burden itself did
not change from 1998 to 2000, the first year in which the new
system had been in place! We conducted a similar analysis to
compare caregiver burden between 1999 and 2001. As shown in
Figure 1, there was no significant difference between the mean J-
ZBI score in 1999 and 2001.° Overall, these longitudinal studies
show that the degree of caregiver burden did not change among
the caregivers who had been providing care prior to the launch of
the LTC insurance scheme.

We also made comparisons between caregivers of the disabled
elderly in 1999 and those entrusted with their care in 2001 in
terms of their degree of caregiver burden by Analysis of Co-vari-
ance (ANCOVA), adjusting for other variables. As shown in
Figure 2, the adjusted J-ZBI mean score in 2001 was not signifi-
cantly different from that in 1999, indicating that feelings of bur-
den among caregivers did not change after the implementation of
the LTC insurance system.’

Appropriateness of LTC insurance assessment scheme

In the LTC insurance, services are allocated based on the
Government-certified Disability Index (GCDI) (Yokaigodo).*® We
were interested in whether the LTC insurance system in Japan
indeed developed a fair and appropriate way of allocating
resources to the nation's disabled elderly population, especially
those with dementia. Specifically, our study investigated whether
the GCDI scores under the LTC insurance program adequately
reflected the needs of people with DAT (dementia of Alzheimer's
type) and VD (vascular-type dementia). As a result, the GCDI
score among the DAT patients proved to be lower than among the
VD patients, indicating that DAT patients were classified as "less
disabled" on their GCDI than VD patients, as shown in Figure 3."
Since the amount of care services patients are allowed to use
under the LTC insurance plan is determined solely by the GCDI
score, it appears that the people with DAT in the study were
allowed fewer care services despite the fact that the severity of
their dementia was the same as for a VD patient.

Long-Term Care insurance

Bl score I *
Barthel Index (BI) 9{ 10.3
7
15
i
No. 9 l A
Number of different care services used A 1 E h 6
0 :
0.9
Hour/day
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4
J-ZBl score
Japanese version of Zarit Caregiver | 3| [ —{
Burden Interview (J-ZBI) 20F

2000 2001 vear
#: p<0.05, #k: p<0.01

Figure 1. Changes in variables between 1999-2001.
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Caregivers who looked after
the disabled elderly in 1999

Caregivers who started to look after
the disabled elderly in 2001
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Figure 2. Comparisons of J-ZBI score between caregivers who looked after the disabled elderly in 1999 and
those who started to look after the disabled elderly in 2001. Adjusted by caregivers' age, caregivers' sex
(female=1), age of disabled elderly, duration of caregiving(month), no. of family members, ADL score

(Barthel Index), score of behavioral disturbances (TBS).
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Figure 3. Government-certified Disability Index(GCDI)
(Yokaigodo) and severity in DAT and VD patients.

Attitude toward caregiving among caregivers

The LTC system has demonstrably changed the attitudes of care-
givers. It was found that more caregivers came to believe that
society must look after the elderly after only one year under the
new program." In the short space of a year, there was an obvious
shift from the idea that the care of old folks falls to the family to
the virtually unheard-of notion that society must shoulder the
problems of the world's fastest-graying population.'>

Development of short version of Japanese version of Zarit
Caregiver Burden Interview (J-ZBI_8): its reliability and validity

In the era of LTC insurance, it has become even more important
to monitor the well-being of not only the impaired elderly but also
the family caregivers. In this regard, in order to facilitate the
assessment of family caregiver burden in clinical settings, we pro-
posed a short version of the J-ZBI, consisting of the following
two factors: Personal strain (5 items) and Role strain (3 items).
These eight items are presented in Table 1. It was demonstrated
that the newly proposed short version, J-ZBI_8, had high reliabili-
ty, concurrent validity and construct validity."* Subsequently, the
cross validation was conducted.”*'¢ Overall, the J-ZBI_8 produced
results comparable to those of the full version, i.e., the J-ZBI. The
shorter yet no less reliable and valid eight-item version will thus
lead to easier administration of the instrument for assessing fami-
ly caregiver burden in clinical settings.
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