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PROFESSIONAL SUMMARY

* Gastroenterologist with more than 20 years of experience.

* At the medical affairs at Takeda pharmaceutical company, did
epidemiological studies using electrical database like JMDC, MDV.

* Joined the project of Ministry of Health, Labour and Welfare
regarding the regional medical care vision with Deloitte

| am not a specialist of dementia!!




TODAY $ TOPICS

* What is Dementia? (3 slides)

Epidemiology of Dementia

Integrated care systems and long-term care insurance

Caregiving burden

Health problem
* Coping with the burden
* Intervention

e QOur research




CAUSES OF DEMENTIA

* Alzheimer’s disease: 68%
e Cerebrovascular disease: | 5%
* Lewy body disease: 9%

* Frontotemporal lobar degeneration: 8%




Hippocampal atrophy
Due to Alzheimer’s disease

Normal Alzheimer’s disease
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CORE SYMPTOMS AND BEHAVIORAL AND
PSYCHOLOGICAL SYMPTOM OF DEMENTIA
(BPSD) BPSD

Wanderings Anger
Aphasia
Recognition decline
Apraxia
Depressed state ? Delusion
Execution Memory
dysfunction defect
Anxteify ar'.id Disorientation JUdSEWE”t Unmotivated
hallucination decline

Excitement Violence




FOUR DRUGS FOR DEMENTIA

mild A D | moderate A | SeverA D
. (764.0M/8)
e D
onepezil 2
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* Rivastigmine

:

* Galantamine

* Memantine
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SUMMARY 1

* Dementia is caused by mainly four diseases

* The number of the drugs effective against core symptoms is just 4.
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* What is Dementia?

* Epidemiology of Dementia (3slides)

* Integrated care systems and long-term care insurance
* Caregiving burden

* Health problem

* Coping with the burden

* Intervention

e QOur research




PREVALENCE OF DEMENTIA
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DEMENTIA IS MOST FREQUENTLY
GCARED

I I I I
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THE NUMBER OF FORMAL
CAREGIVERS
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SUMMARY2

* The number of patients with dementia is increasing with population
aging

* The number of formal caregivers is increasing after the long term
care insurance was implemented but is not enough for the demand.
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* What is Dementia?

* Epidemiology of Dementia

* Integrated care systems and long-term care insurance (6 slides)
* Caregiving burden

* Health problem

* Coping with the burden

* Intervention

e QOur research




CAREGIVING SUPPORT

- Community based integrated care systems, where a care package of
housing, health care, long-term care, preventive care and support for
living can be provided.

In case of ilness: e VWhen care becomes necessary...
e the mmunrly based Integrated Care System Model

-EuipmentforLon Temn Care covered by PubicAid * Communething care
24 hourHome Vist Service QT
-Carrbied Senvice (Mulliundional Long Tem *iasgcan tx pancr
i Group Home & Home Vst Nursing) govemmentdesigneted
facilies
WPrevenive Long Tem Care Senvices ec.

* The Community-based Integrated Care System is
conceived in units of every-day living areas
(specifically equivalent to district divisions for
junior high-schools) in which necessary services
can be provided within approximately 30 minutes.

From https://www.mhlw.go.jp/english/policy/care-welfare/care-welfare-elderly/dl/establish_e.pdf



WHAT IF YOUR PARENTS SUFFER
FROM DEMENTIA?
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LONG-TERM INSURANGE SYSTEM (LTIS)

* Support levels | and 2

* Care need levels | (least disabled) to 5 (most disabled).
[£32iE & RTEDEL]
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From https://kaigo.homes.co.jp/manual/insurance/youshienyoukaigo/



(3) Procedure to use Long-term Care Services

*When certificafion of
long-ferm care need is
obviously necessary
*When a person wants fo get
preventive careflong-term
care senvices

User

|Consu|t the municipal office.l

A 4

Application for cerfification of

long-term care (or support) need

«

Qualification

Family Doctor’ s Written

Basic Ivestgaton
(T4iems)
ents

Special
Comm

Investigation

Evaluation
Care-Required Levels 1to §

z
!
|

(Estimete by computer)

I |

Secondary Judgment
(Screening by the Cerification
Commitiee of Long-Term Care

Need)

2

Certification of long-term

care (support) need

Checklist

program target

Service

Support-Required

Levels 1 and 2

Inapplicable

(Service program target persons)

[

Preventive Care

Drawing a Care Plan

O Facility Services
* Specified Weifare Faciliies for the Elderly
(Special Elderly Nursing Homes)
* Elderly Health Care Faciliies
* Specified Medical Faciliies
* Long-term care & medical-care institution

Preventive Care

persons

A 4

miml

L 2

Management

I Drawing a Care Plan

Y

O In-Home Services
* Home-Visit Care * Home-Visit Nursing
* Qutpatient Care * Short-stay, etc.
O Community-Based Services
* Periodic/as needed Home-Visit Care
* Nighttime Home-Visit Care
* Community Life Care for Elderly with Dementia,
efc.

O Preventive Care Services
* Home-Visit Preventive Care — Nursing
* Home-Visit Preventive Care — Rehabilitation
* Home-Visit Preventive Care — Medical
Ma Instruction, efc.
O Community-Based Preventive Care Services
* Small-scale, Mulfi-functional Home-visit
Preventive Care
- Quipatient Preventive Care Support for Elderly

Care Benefits

| Preventive Care Benefits ‘ ‘

Local Support Programs

O Preventive Care/Daily Life Support Service
Programs
* Home-visit services
* Quipatient services
* Other daily life support services, etc.

*When judged fo be excluded from the preventive care/daily life support service program.

O General Preventive Care Programs
(*Every elderly person can use)
* Raising awareness of long-term care prevention
* Support for community-based long-term care
* Support for community-based rehabilitation

activifies. efc.

Care/Daily Life Support

Comprehensive
Support Programs

implementing the

programs

| Comprehensive Programs for Preventive ‘

*Programs available vary by municipality.




THE FAMILY CARE SUPPORT PROJECTS
IN JAPAN

From HEREFEZSMERREIS [BEIRSEROHEE] (SZ&HR)
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Carer Recognition Act 2010

Definition of carer

Carers are people who provide personal care, support
and assistance to people with a disability, medical
condition (including terminal or chronic illness)
mental ilness, or frailty due to age.

The Statement for Australia’s Carers
Ten core principles to guide the framework:

1. All carers should have the same rights, choices
and opportunities as other Australians, regardless
of age, race, sex, disability, sexuality, religious or
political beliefs, Indigenous heritage, cuttural or
linguistic differences, socio-economic status or
locality.

2. Children and young people who are carers
should have the same rights as all children and
young people and should be supported to reach
their full potential.

3. The valuable social and economic contribution that
carers make should be recognised and supported.

4. Carers should be supported to enjoy optimum
health and social wellbeing and to participate in
family, social and community life.

5. Carers should be acknowledged as individuals with
their own needs within and beyond the caring role.

6. The relationship between carers and the persons
for whom they care should be recognised and
respected.

7. Carers should be regarded as partners with other
care providers in the provision of care,
acknowledging the unique knowledge and
experience of carers.

8. Carers should be treated with dignity and respect.

9. Carers should be supported to achieve greater
economic wellbeing and sustainability and, where
appropriate, should have opportunities to
participate in employment and education.

10. Support for carers should be timely, responsive,
appropriate and accessible.

Obligations

Obligations on Australian Public Service
agencies and service providers

3
:

THE NATIONAL STRATEGY IN AUSTRALIA

The Carer Recognition Act 2010 has been enacted
to support caregivers.

National Carer Strategy

Vision
Carers in Australia are valued and respected by
society. They have rights, choices, opportunities and
capabilities to participate in economic, social and
community life.

Aim
To respond to the diverse and changing needs of
carers with services and supports that are
coordinated, flexible, appropriate, affordable,
inclusive and sustainable.

Priority areas

Recognition and respect

Information and access

Economic security

From National Carer Strategy 201 |



SUMMARY 3

* The purpose of the community integrated care system under long
term care insurance is to shift the patients from institution to
home.

* Family caregiver support program in Japan seems to be for the
stable operation of long-term care business, not for caregiver.
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* What is Dementia?

* Epidemiology of Dementia

* Integrated care systems and long-term care insurance
* Caregiving burden (7 slides)

* Health problem

* Coping with the burden

* Intervention

e QOur research




Before and after the start of the long-term care insurance system in
Japan, caregiver burden felt by informal caregivers has widely surfaced
since the system promoted an overall trend of shifting patients with

dementia from institutional care to domiciliary care .




WHAT IS CAREGIVING BURDEN 2

* Caregiving often includes assistance with one or more activities of
daily living (ADLs), including bathing and dressing, as well as multiple
instrumental activities of daily living

* The term caregiver burden is most often used to describe the
situation, where much of the caregiving responsibility fall on

caregivers.
o . e,
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THREE OF THE MAIN REASONS

* Three of the main reasons caregivers provide assistance to a person with
Alzheimer’s or another dementia

(I) The desire to keep a family member or friend at home (65%)
(2) Proximity to the person with dementia (48%)

(3) The caregiver’s perceived obligation to the person with dementia (38%).




WHO ARE THE CAREGIVERS?

* Approximately two-thirds of Alzheimer’s and dementia caregivers are
women

* About 30% of caregivers are age 65 or older

* Approximately 10% of caregivers provide help to a spouse with
Alzheimer’s disease or another dementia

* Over one-third of dementia caregivers are daughters caring for a

parent m
. '-“:. - ‘
< .

\/ From 2022 Alzheimer’s disease facts and figures




THE FREQUENCY OF WOMEN
CAREGIVER IN THE WORLD

* The United States: 61.5%
* Japan: 51.9%

* France, Germany, the United Kingdom, Italy and Spain: 56.3%

from the 2018National Health and Wellness survey




TIME NEEDED TO CARE BY THE SEVEN
LEVELS
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THE NUMBER OF THOSE WHO HAVETO
STOP WORK DUE TO CAREGIVING

(FAN) (%)
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SUMMARY 4

* Caregiver responsibility fall on women like daughter, who love
dementia parents.

* They have to quit job to continue to give a dementia person their
care.

* The system that supports caregivers is necessary so that they can
keep job.
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* What is Dementia?

* Epidemiology of Dementia

* Integrated care systems and long-term care insurance
* Caregiving burden

* Health problem (3slides)

* Coping with the burden

* Intervention

e QOur research




WHY HEALTH PROBLEM?

Dementia
symptoms
worsen

Increased emotional
stress and depression.
Insufficient sleep.

Developed

* high levels of

stress hormones,

* impaired immune function,
* slow wound healing

* coronary heart disease

* depressive symptoms

Delayed or did not do
things they should

to maintain

their own health



TABLE 10 Percentage of Dementia Caregivers Who Report
Having a Chronic Health Condition Compared with Caregivers of
People without Dementia or Non-Caregivers

Dementia Non-Dementia Non-
Condition Caregivers Caregivers Caregivers
Stroke 52 3.4 3.2
Coronary heart 8.3 7.2 6.6
disease
Cardiovascular 11.8 9.5 8.6
disease™
Diabetes 12.8 11.1 11.3
Cancer 14.3 13.3 11.5
Obesity 32.7 34.6 29.5

From 2022 Alzheimer’s disease facts and figures



WHAT IS PROBLEM IF CAREGIVER IS
UNHEALTHY?

* Distress on family caregivers is associated with increased odds of
institutionalization of the patients with dementia.




SUMMARY 9

 Caregiving burden leads to insufficient sleep

* The stress of providing dementia care increases caregivers’ susceptibility
to disease and health complications

* These result in difficulty keeping care dementia patients at home;
It is very hard to maintain the community based integrated care systems




TODAY $ TOPICS

* What is Dementia?

* Epidemiology of Dementia

* Integrated care systems and long-term care insurance
* Caregiving burden

* Health problem

* Coping with the burden (2slides)

* Intervention

e QOur research




GOPING WITH BURDEN

Coping strategies are defined as specific behavioral and phycological
efforts to mitigate stress that caregivers feel when they try to handle

external and internal demand that exceeds the resources of them.




THREE DOMAINS OF GOPING
STRATEGIES

|) Emotion-focused (i.e. to ameliorate depression symptoms,
anxiety, stress and burden by using thoughts and indirect actions)

2) Problem-focused (i.e. to alter or control them in an active and
constructive way)

3) Dysfunctional (i.e. to relive them by confrontation, escape and
avoidance)




SUMMARY 6

* The emotion-focused strategies like wishful thinking might tend not to
look for help from others, in which case such caregivers were more
likely to suffer from depression.

* The problem-focused strategy is widely adopted and is effective when
dealing with specific problems .

* The combination of emotion focused and problem focuses strategies has
been reported to be better.




TODAY $ TOPICS

* What is Dementia?

* Epidemiology of Dementia

* Integrated care systems and long-term care insurance
* Caregiving burden

* Health problem

* Coping with the burden

* Intervention (2 slides)

e QOur research




NON-PHARMAGOLOGICAL
INTERVENTIONS FOR CAREGIVERS

(a) Those aimed at reducing the objective amount of care provided
by caregivers (i.e., respite)

(b) Those aimed at improving the caregiver’s well-being and coping
skills (e.g. psychosocial and/or psychoeducational interventions).




INTERVENTION TOOLS

* The tools should prevent “familism”, which means less delegation of
caregiving responsibilities to outsourced caregivers.

 Of them, online communication tool could facilitate the interaction
regardless of geographic distance




SUMMARY 1

* The intervention based on the adequate coping strategies is necessary
to mitigate caregiver burden so that they continue to give cares.

* The online communication fits the intervention like psychoeducation.




SUMMARY 50 FAR

* In Japan, after the implementation of long term care insurance, the
dementia patients are cared at home by family caregivers

* The shift from institution to home causes caregiver burden problem.

* In the current healthy system, nobody care about informal caregivers.
Especially, the systems which provide financial support with caregivers
are necessary.

* The online intervention would be good to mitigate caregivers distress,
resulting in maintaining the community based integrated care systems



TODAY $ TOPICS

* What is Dementia?

* Epidemiology of Dementia

* Integrated care systems and long-term care insurance
* Caregiving burden

* Health problem

* Coping with the burden

* Intervention

* Our research (15 slides)




GOLUMN OF DEMENTIA

You can select your favorite topics and learn them
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Two sections for their conversation

With care managers With other peers
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INFORMATION AND COMMUNICATION
TECHNOLOGIES (ICT) FOR INTERVENTION

* Online communication is a candidate interventional tool for

facilitating the interaction between healthcare professionals and/or
other caregivers regardless of geographic distance.

Use application Facilitate the conversations Mitigate the burden and
among other participants BPSD symptoms




* Criteria of inclusion

»Family caregivers of the patients who diagnosed as dementia by
DSM-V and visit Nagoya University Hospital.

» Care managers and helper
 Required number of subjects

»Informal caregiver 15, demented patients 15

e Methods

Zarit score Measuring caregiver burden

Abe’s BPSD score Assessment of BPSD




LARIT SCGORE

* Currently use revised version contains 22 items evolved from 29-item
version published in 1980.

* Each item on the interview is a statement which the caregiver is asked to
endorse using a 5-point scale.

v'Interpretation of Score:
—0 - 21 little or no burden
—21 - 40 mild to moderate burden

—4| - 60 moderate to severe burden

— 61 - 88 severe burden

* The two-factor mesured:|) personal strain and 2) role strain.




BPSD (BEHAVIORAL AND PSYCHOLOGICAL
SYMPTOMS OF DEMENTIA JSCORE

e UseAbe's BPSD score with 10 BPSD items for assessment of BPSD

ABS score sheet.

Inquiry Seldom Occasionally Sometimes Often

1) Wandering in/outside home
2) Eating or toilet problem

3) Delusion or hallucination

4) Offensive & abusive words
5) Day-night reversal

6) Excitation & agitation

7) Apathy & indifference

8) Depressive & gloomy mood
9) Violent force

10) High irritability
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Total score 44.




Table 1

\$T'I'hC demographic and clinical characteristics of caregivers and patients (n=13)

Caregivers

Gender

Male

Female-

Age

40-49
50-59
60-69
70-79
>80

woe s

—

Duration of care (years)

less than 1-
1-2
2-3
3-4
4.5

more than 10

BN W

Patients with dementia®

Gender

Male

Female

Age”

60-69
70-79
>80

Type of demential,

Alzheimer’s disease
Cerebrovascular disease
Frontotemporal lobar degeneration

MCI-

e - s ]

Long-term care sgryjgce’;

Commuting rehabilitation service
Commuting for care

Home-visit nursing care

PN )

—

Long-term care/support need:;

Independence

Requiring support level 1
Requiring support level 2
Requiring long-term 1
Requiring long-term 2-

Requiring long-term 3
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From Nagoya | Med Sci. 86 2024.



THE CORRELATION BETWEEN THE ZARIT
SCORES AND ABE'S BPSD SCORES

Zarit score
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From Nagoya | Med Sci. 86 2024.



EFFECT OF WEB APPLICATION ON
CAREGIVER BURDEN
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From Nagoya | Med Sci. 86 2024.




EFFECT OF WEB APPLICATION ON
BPSD
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DISCUSSION

Our findings indicated that exchanging information in the virtual
community could alleviate caregiver burden, although not the BPSD of

their patients with dementia.

Therefore, whether or not the reduction of caregiver burden alleviates
BPSD remains unclear.




NARATIVE META ANALYSIS

Internal Medicine

The Japanese Society of Internal Medicine

doi: 10.2169/internalmedicine.0911-22
Intern Med Advance Publication
http://internmed.jp

Caregiver Burdens, Health Risks, Coping and Interventions
among Caregivers of Dementia Patients: A Review of the
Literature

[ REVIEW ARTICLE ]

Yasuyuki Goto', Kohei Morita’, Mina Suematsu®’, Takahiro Imaizumi® and Yusuke Suzuki’

From https://www.jstage.jst.go.jp/article/internalmedicine/advpub/O/advpub_0911-22/ article
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