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FOREWORD

The 15 Asia Pacific member organisations of Alzheimer’s Disease International (ADI)
agreed at their meeting in Singapore in May 2005 to commission a report that would
draw the attention of governments, international organisations and aid agencies to the
dementia epidemic and the threat that it posed to public health systems. We were
asked to act as an Executive to oversee the project.

It is evident that dementia already has dramatic effects on the lives of millions of people
across the region and on public health costs. There is no cure yet but much can be
done to improve the quality of life of people with dementia and the families who care for
them.

The key is to recognise dementia as a health priority and, in doing so, to plan the action
to be taken. The Kyoto Declaration by ADI provides a framework for determining the
actions required. Actions need to be sensitive to the needs of individual countries
respecting their cultural, social and economic contexts.

It is also important to promote collaboration within the region. Countries have a great
deal to share with one another in the development of effective health and care services
for people with dementia and their families. One priority is to undertake research which
improves the information base for those planning services.

It is a remarkable step forward for Alzheimer’s organisations in the region to agree to
this report and its release as a shared basis for advocacy. We sincerely hope that the
report will be useful to policy makers at both the national and international levels.

We would like to thank the Tsao Foundation and ADI for funding this report. We would

like to thank Access Economics for the professionalism with which they have put the
report together.

Clen Qs AR gt T

Glenn Rees Dr Ang Peng Chye Mrs Sung-Hee Lee
National Executive Director President President
Alzheimer’s Australia Alzheimer’s Singapore Alzheimer’s South Korea
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EXECUTIVE SUMMARY

The 15 Asia Pacific member organisations of Alzheimer’s Disease International (ADI)
agreed at their meeting in Singapore in May 2005 to commission a report that would
draw the attention of governments, international organisations and aid agencies to the
dementia epidemic and the threat that it posed to public health systems.

All Alzheimer’s organisations in the region have agreed to the content of this report and
its release as a shared basis for advocacy.

The report:

looks at aspects of the dementia epidemic in the Asia Pacific region;

describes dementia and the identified risk factors for dementia;

considers current burden of disease data and future projections;

provides estimates/projections of dementia prevalence/incidence by country;

considers economic and social impacts of dementia;

OO0 00Do

describes cost-effective interventions and available policy frameworks; and

d makes recommendations for action.

The analysis draws on developed world data in the absence of accessible Asia Pacific
data.

The report was funded by the Tsao Foundation and ADI.
The facts

The 15 ADI Asia Pacific member organisations are located in Australia, China, TADA
Chinese Taipei, Hong Kong SAR, India, Indonesia, Japan, Malaysia, New Zealand,
Pakistan, Philippines, Singapore, South Korea, Sri Lanka and Thailand.

Other countries included in this analysis are Bangladesh, Bhutan, Brunei Darussalam,
Cambodia, Macao, the Democratic People's Republic of Korea, East Timor (Timor
Leste), Laos, Myanmar, Nepal, Papua New Guinea and Vietnam.

The total population of the region in 2005 is estimated from United Nations data as
3.58 billion. The population over 65 years is estimated as 238.9 million with
37.2 million people aged over 80 years. There is great diversity in terms of economies,
language and religion.

The dementias are a group of diseases characterised by loss of short-term memory,
other thinking (cognitive) abilities and daily functioning. Alzheimer’'s disease and
vascular dementia are the commonest types of dementia.

The number of those with dementia will increase in the Asia Pacific region from
13.7 million people in 2005 to 64.6 million by 2050.



Dementia in the Asia Pacific Region:
The Epidemic is Here

TOTAL PREVALENCE: CHINA, INDIA AND OTHER REGIONAL, 2005-50
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The number of new cases of dementia in the region is projected to increase from
4.3 million new cases per year in 2005 to 19.7 million new cases by 2050.

PREVALENCE AND INCIDENCE, ADI AsIA PACIFIC AND NON-ADI AsIA PACIFIC

2005 2020 2050

‘000 people Prevalence Incidence Prevalence Incidence Prevalence Incidence
Australia 1954 60.2 301.3 91.1 664.1 199.7
China (inc Macao) 5541.2 1,721.0 9,596.3 2,916.7 27,004.4 8,269.0
Hong Kong SAR 59.7 185 109.2 32.6 332.0 99.6
India 3,2485 1,026.8 55418 1,714.4 16,290.1 4,974.6
Indonesia 606.1 191.4 1,016.8 314.1 3,042.0 932.0
Japan 1,871.2 570.2 3,251.3 983.4 4873.1 1,417.7
Malaysia 63.0 20.1 126.8 39.0 453.9 138.8
New Zealand 38.2 11.8 54.6 16.6 117.6 355
Pakistan 330.1 107.3 566.6 179.3 1,916.2 584.3
Philippines 169.8 54.8 316.3 99.2 1,158.9 353.9
Singapore 22.0 6.8 52.6 15.7 186.9 56.7
South Korea 246.3 75.5 542.2 164.3 1,569.9 475.4
Sri Lanka 86.0 26.9 148.0 45.1 409.0 125.0
TADA Chinese Taipei 138.0 43.1 2534 76.6 659.3 199.4
Thailand 229.1 714 450.2 137.2 1,233.2 377.0
ADI Asia Pacific 12,844.3 4,005.9 22,327.6 6,825.2 59,910.6  18,238.7
Non-ADI Asia Pacific 859.3 276.2 1,399.6 437.1 4,730.9 1,448.6
Total region 13,703.6 4,282.1 23,727.1 7,262.3 64,6415  19,687.3

Different studies give slightly different results depending on their methodology. But the
dementia epidemic is a certainty because the numbers of people with dementia
increase with an ageing population. And those aged over 60 in the Asia Pacific will
increase from under 10% today to 25% of the total population by 2050 and those over
80 years from 1% to 5% of the population.

el 1
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Apart from the increase in numbers of people with dementia there are other factors that
will exacerbate the social and economic impact of dementia. These include
urbanisation, trends away from extended families and towards nuclear families, and the
increasing number of elderly people who thus live alone. The ability to care for these
people will depend on a mix of formal and informal care giving. Many countries in the
Asia Pacific region may not be well prepared to provide quality health and care
services for people with dementia and their family care givers.

Dementia has the potential to have a devastating impact on the public health systems
of Asia Pacific countries. This is not only because of the “greying” of the population but
because dementia is among the most disabling of all chronic diseases. The “burden of
disease” is measured by the number of years of healthy life lost as a consequence of a
condition. It is the sum of the “mortality burden” (the years of life lost due to premature
death) and the “disability burden” (the years of healthy life lost due to disability). Based
on World Health Organization data there is evidence to suggest that:

O Neuropsychiatric conditions are second only in disability burden to infectious and
parasitic diseases.

d The disease burden of dementia exceeds that of malaria, tetanus, breast cancer,
drug abuse or war and:

U  The disease burden from dementia is projected to increase by over 76% over the
next quarter century.

How this translates in terms of costs in public health will vary greatly depending on the
country and what mix of care is provided, although costs will rise relative to gross
domestic product as prevalence increases. The most effective way to make savings
would be if the onset of dementia could be delayed or incidence reduced through
prevention approaches arising from new research.

For the 15 Asia Pacific region ADI members, Wimo et al (2006b) have estimated the
cost of dementia as $60.4 billion (in 2003 US dollars). 70% of the total regional costs
of dementia care were estimated to be in the advanced economies, which contain 18%
of the prevalence.

The Challenge
There are major challenges for the World Health Organization and governments in the

Asia Pacific to change:

O  Limited awareness of dementia and in many countries a cultural context that
denies its existence or attaches stigma to the condition.

O  An assumption that dementia is a natural part of ageing and not a result of
disease.

a Inadequate human and financial resources to meet care needs and limited policy
on dementia care.

U High rates of institutionalisation in cities in some countries and lack of facilities in
other regions.

U Inadequate training for professional care givers and a lack of support for family
care givers.
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There is much sound advice about how to meet these challenges. The tragedy for
people with dementia and their family and care givers in the Asia Pacific will be if this
advice is not put into practice.

First, there is now a good understanding of the pathway of dementia from early
difficulties resulting from subtle changes in memory and behaviour to high dependence
on care and incapacity. Whilst this pathway will vary from individual to individual, it is
relentless in the loss of individual autonomy. The required service responses will vary
at different points in the pathway and with the individual's needs.

Secondly, an action plan for dementia based on the “minimum actions required for the
care of people with dementia” was presented at the 20th International Conference of
Alzheimer’s Disease International in 2004 in Japan - the Kyoto Declaration (see below).

Thirdly, a growing body of evidence demonstrates the cost effectiveness of various
pharmacotherapies and the benefits from early diagnosis, early intervention and family
care giver education, training and support.

Recommendations

The Asia Pacific region countries already have over half of the world’s population.
Throughout this region, numbers of people with dementia will at least triple between
now and 2050.

Well formulated and planned government policies, in collaboration with private and
community organisations, can reduce the cost impacts of the projected prevalence
growth through cost-effective interventions that deliver quality outcomes for people with
dementia and their families.

Governments in the Asia Pacific region will assist people with dementia and their family

care givers if they recognise that:

U  Dementia is a health priority.

U  Cost-effective interventions exist.

U Policy frameworks and plans support all sectors in making a difference for people
with dementia and their families.

The 2004 Kyoto Declaration (attached) provides a practical way forward and the
framework for a program of action for Governments, non-government organisations
and other stakeholders. Some Governments have already announced national policies.

It is recommended that all Asia Pacific Governments:

1 Consider and adopt the Kyoto Declaration, in the light of their own demographic,
cultural and health care contexts.

N

Develop individually tailored national strategies for dementia that:

Create the climate for change through greater awareness and destigmatisation of
dementia.

U Build effective constituencies and coalitions for partnership between policy
makers, clinicians, researchers, care givers and people with dementia.

U Promote the development of primary and community care services that are
responsive to the needs of people with dementia and their family care givers.

ALTESS
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O  Provide information on the adoption of lifestyles that may reduce the risk of
dementia.

0 Make provision for special needs, including people with younger onset dementia,
and people with behavioural and psychological symptoms of dementia (BPSD).

3 Promote investment in research for cause, prevention and quality dementia care.

The issue of dementia is significant enough to justify collaborative action between
regional governments. This could take the form of an initial meeting of Ministers or
policy makers to set a joint agenda or collaboration, for example, in the areas of
research and service delivery.

Access Economics
21 September 2006
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1. WHAT IS DEMENTIA?

Dementia is a progressive, degenerative condition that affects memory, thinking,
behaviour, emotion and day-to-day functioning.

1.1 TYPES OF DEMENTIA

There are numerous diseases that cause dementia. Some of the most common are
described below.

Alzheimer's disease is the most common cause of dementia and accounts for 50-60%
of all cases. It is caused by abnormal brain tissue changes — known as ‘plaques and
tangles’ that were identified by Alois Alzheimer, a German psychiatrist and pathologist,
in 1906. Onset of AD is insidious and the disease lasts for 3-20 years from diagnosis,
which is largely related to age.

Vascular dementia accounts for a further 20-30% of cases of dementia, and results
from a narrowing of the arteries supplying blood to the brain. The lack of blood can
cause damage to the brain, either due to reduced oxygen supply, strokes or mini-
strokes, demyelination or mixed effects. Onset and life expectancy is similar to that of
Alzheimer’s disease, although the disease course can be highly variable.

Dementia with Lewy bodies (or Lewy body dementia) comprises about 10% (or more)
of all cases of dementia. Lewy bodies, the hallmark of this type of dementia, are seen
under the microscope as abnormal inclusions in brain cells. Progress is quite rapid,
and there can be parkinsonian symptoms, hallucinations, falls and fluctuations in
consciousness.

Fronto-temporal (lobe) dementia was described by Arnold Pick (‘Pick’s disease’). As
well as tangles, there are rounded proteins found in brain cells called ‘Pick bodies’. Its
onset is earlier (sometimes as young as 30-40 years) and family history is an important
risk factor. Several variants of fronto-temporal dementia exist featuring personality and
behavioural changes and speech difficulties.

Younger onset dementia refers to onset of dementia in people aged under 65.
Younger people with dementia are more likely to be working; have children at home;
have heavier financial commitments; have a heritable form of dementia; have high
levels of psychological and behavioural symptoms; have difficulty receiving care; have
family care givers with higher levels of distress; and have higher associated costs and
burden overall.

1.2 RISK FACTORS FOR DEMENTIA

While the causes (aetiology) of dementia are not always completely understood,
certain risk factors are known.

Age is the most well-accepted risk factor, with the likelihood of dementia increasing
from around 1 in a 1000 for people under 65, to 1% for people in their sixties to nearly
25% for people 85 years and over.

Family history: Genetic factors contribute to dementia risk. Younger onset familial
Alzheimer’s disease is a relatively rare autosomal dominant condition, i.e. inherited by
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50% of each generation. Abnormal genes have been identified on chromosomes 14,
21 and 1. Other genes have also been associated with a greater risk of Alzheimer’s
disease but do not necessarily cause the disease. The most important of these genes
is Apolipoprotein E (ApoE). The ApoE e4 variant increases the risk of developing
Alzheimer’s disease but does not cause it. There are strong familial indicators for
fronto-temporal dementia: in some cases there is a mutation of a gene on chromosome
17 that makes tau, inhibiting the protein’s function and causing it to form tangles.
Further research is required to understand the interaction of genes and environment in
the causes of the dementias. There is growing concern that genetic testing may lead to
misunderstanding, such as insurance companies or employers misusing positive test
results.

Gender: Over the age of 80, women are at slightly higher risk of Alzheimer’s disease,
while men may be at higher risk of vascular dementia. The Boston University School of
Medicine Multi-Institutional Research in Alzheimer's Genetic Epidemiology study
showed that by age 93, female risk is 13% higher than male risk.

Cardiovascular risk factors, stroke-related and atherogenic causes contribute to
vascular dementia and there is increasing evidence that they also contribute to
Alzheimer’s disease. These include high blood pressure (severe systolic hypertension),
narrowing of the arteries (atherosclerosis), irregular heartbeat (atrial fibrillation),
ischaemic (coronary) heart disease and attacks (myocardial infarction), diabetes, high
saturated fat and LDL cholesterol intake and smoking. Coronary artery bypass graft
surgery may contribute to vascular dementia.

Education and employment: One hypothesis is that higher levels of education or a
lifetime of mental activity may increase the brain reserve (Stern et al, 1994). Other
studies suggest that specific occupational exposures may increase AD risk, such as
manual work (Fratiglioni et al, 1993) and exposure to organic solvents (Kukull et al,
1995) or electromagnetic fields (Sobel et al, 1995 and 1996), for example in
occupations such as carpenter, electrician, machinist, sheet metal worker, typist or
welder. If further research strengthens this evidence, and the link is not just socio-
economic, there would be further rationale for preventive workplace measures.

Other possible risk factors include depression, diabetes, high levels of homocysteine
(an amino acid) in blood, previous thyroid diseases, head trauma (eg, from motor
vehicle accidents or boxing) and excessive alcohol intake. There has been some
evidence of lower prevalence rates for Alzheimer's disease in some developing
countries and in rural areas, although the evidence regarding ethnic and cultural
influences is unclear.

Possible protective factors that may reduce the risk of developing Alzheimer’s
disease include:

U Use of pharmacotherapies: Epidemiological, though not treatment study,
research has demonstrated that the use of anti-inflammatory drugs (eg, in
treating arthritis) — including non-steroidal anti-inflammatory drugs (NSAIDs) —
and statins, the most widely used cholesterol-lowering drugs, may reduce
Alzheimer’s disease risk or delay its onset . Oestrogen was thought to have a
protective effect until the Women’s Health Initiative Memory Study, a large US
trial, demonstrated an increased risk of Alzheimer’s disease in women aged 65 or
more taking hormone replacement therapy compared to those on placebo.

U  Diet: High intakes of antioxidants from food — vitamin E and vitamin C for
example — may guard against Alzheimer’s disease Other studies have identified
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fish, wine and Ginkgo biloba consumption as having a potentially protective
effect.” Theoretically, consumption of more folic acid and vitamins B6 and B12,
which can reduce homocysteine levels, may also guard against Alzheimer’s
disease.

1.3 DISEASE BURDEN

Mortality: The dementia specific mortality rate is twice the rate of people without
dementia, controlling for co-morbidities and socio-demographic factors. 70% of people
over 75 with dementia die within five years (Wimo et al, 1998:24). Death certificates
grossly under-report dementia as the cause of death, often citing instead respiratory
infection. Life Extension Foundation (2002) estimates Alzheimer’s disease to be the
fourth leading cause of death in developed nations (after heart disease, cancer and
stroke).

Morbidity: Morbid effects of dementia can include, depending on type: gradual
memory loss; decline in ability to perform routine tasks; disorientation to time and
place; impaired judgement, abstract thinking and physical coordination; difficulty in
learning and concentration; loss of language and communication skills; changes in
personality, behaviour and mood (many with Alzheimer’'s have depressive symptoms
and about 20% exhibit aggression, more commonly in men); hallucinations
(experienced by 16% of people with Alzheimer’s) and delusions (false beliefs), often
paranoid (30% of people with Alzheimer’s); loss of initiative; altered sleep patterns,
eating disturbances and screaming. Cummings (2001) lists the prevalence of
neuropsychiatric symptoms that commonly accompany Alzheimer's disease as
agitation (60% to 70% of people), apathy (60% to 70%), depression (50%), anxiety
(50%), irritability (50%), delusional disorders and psychosis (40% to 50%), disinhibition
(30%) and hallucinations (10%). The symptoms and behaviours of dementia, as well as
the decreased functionality in activities of daily living (ADL), can be physically and
emotionally difficult for families and care givers to manage, creating additional loss of
wellbeing.

1.3.1 BURDEN OF DISEASE IN THE ASIA PACIFIC REGION IN 2002

“Burden of disease” is a concept relating to loss of health, life and wellbeing that
originated in work by the Harvard School of Public Health in collaboration with the
World Bank and World Health Organization (Murray and Lopez, 1996). As well as
generating a comprehensive and consistent set of estimates of mortality and morbidity
by age, sex and world region for the year 1990, the original global burden of disease
study also introduced a new metric — the disability adjusted life year (DALY) — to
quantify the burden of disease.

' For example, British Medical Journal (fish), October 2002, the UK Alzheimer’s Society (ginkgo), October
2002, and Journal of Neurology (wine) November 2002 articles cited in Alzheimer Europe (2002).
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Disability-adjusted life years: One DALY represents the loss of one year
of equivalent full health. DALYs for a disease are the sum of the years of
life lost due to premature mortality in the population and the years of
healthy life lost due to disability.

WHO has since undertaken more recent assessments of global burden of disease for
the years 2000, 2001 and 2002, which draw on a wide range of data sources to
develop internally consistent estimates of incidence, health state prevalence, severity
and duration, and mortality for over 130 major causes, for 17 sub-regions of the world.
Estimates for 2002 are available on the WHO website referenced as WHO (2006). The
two sub-regions?, currently comprising 53% of the world’s population, presented in this
report are:

U  The Southeast Asian region (SEARO) comprising (middle income) SEARO B
which includes Indonesia, Sri Lanka and Thailand and (lower income) SEARO D
which includes Bangladesh, Bhutan, Democratic People's Republic Of Korea,
India, Maldives, Myanmar and Nepal; and

U The Western Pacific region (WPRO), comprising (higher income) WPRO A
which includes Australia, Japan, Brunei Darussalam, New Zealand and
Singapore; and (middle income) WPRO B which includes Cambodia, China, Lao
People's Democratic Republic, Malaysia, Mongolia, Philippines, Republic Of
Korea, Vietnam, Cook Islands, Fiji, Kiribati, Marshall Islands, Micronesia
(Federated States Of), Nauru, Niue, Palau, Papua New Guinea, Samoa,
Solomon Islands, Tonga, Tuvalu and Vanuatu.

Figure 1-1 illustrates that, in this region, nearly 100 million DALY are lost each year
due to neuropsychiatric conditions® the second highest source of disease burden after
infectious and parasitic diseases, and higher than cardiovascular disease, injuries,
perinatal disorders or cancer (neoplasms).

2 pakistan is an ADI member of the region but unfortunately is not included in the data for either the
Western Pacific or Southeast Asian region by WHO.

3 Neuropsychiatric conditions comprise (in the WHO definition) Parkinson's disease, multiple sclerosis,
drug use disorders, insomnia (primary), obsessive-compulsive disorder, post-traumatic stress disorder,
epilepsy, panic disorder, migraine, other neuropsychiatric disorders, Alzheimer's and other dementias,
mental retardation (lead-caused), bipolar disorder, alcohol use disorders, schizophrenia and unipolar
depressive disorders.

SR
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FIGURE 1-1: BURDEN OF DISEASE, MAJOR GROUPS BY GENDER, WPRO & SEARO, 2002,
MILLION DALYS
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Source: Based on data from WHO (2006).

Within neuropsychiatric disorders, dementia accounts for 5.0% of the burden of
disease and ranks 6", behind depression (the giant at 38.5%), schizophrenia, alcohol
abuse, bipolar disorder and mental retardation (all between 5% and 10%). It is also
revealing to compare dementia to other conditions with a similar magnitude of disease
burden. This comparison is presented in Figure 1-2, showing similar disease burden for
dementia to that of all tropical diseases in the Asia Pacific region, and greater burden
of disease for dementia than for sexually transmitted diseases (excluding HIV/AIDS),
poisoning, peptic ulcers, malaria, tetanus and breast cancer.

FIGURE 1-2: BURDEN OF DISEASE, DEMENTIA COMPARATORS, BY GENDER, WPRO &
SEARO, 2002, MmILLION DALYS
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The regional age distribution of dementia’s burden of disease is illustrated in Figure
1-3. Some 80% of the burden of disease is in those aged 60 years and over (compared
to 10% of the region’s population), and 58% in those aged 70 years (compared to 4%
of population).

FIGURE 1-3: BURDEN OF DISEASE, DEMENTIA BY AGE, WPRO & SEARO, 2002, DALYS
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In terms of the years of healthy life lost due to disability, dementia contributes 11.2% of
years lived with disability in people aged 60 years and over — more than stroke (9.5%),
musculoskeletal disorders (8.9%), cardiovascular disease (5.0%) and all forms of
cancer (2.4%). The disability weight for dementia, estimated by international and
multidisciplinary expert consensus, was higher than for almost any other health
condition, apart from spinal-cord injury and terminal cancer (World Health Organization,
2003a).

1.3.2 WHO PROJECTIONS OF REGIONAL BURDEN OF DISEASE FROM
DEMENTIA

The World Health Organization also projects the burden of disease from dementia and
other causes over the next quarter century to 2030, based on average life expectancy
as presented in Table 1-1, as well as other demographic and epidemiological variables.
Female life expectancy at birth is projected to increase by 4.8 years for males and 8.2
years for females in the Southeast Asian region, while in the Western Pacific (reflecting
overall higher life expectancy) the increases are 2.7 years and 4.6 years respectively.
Gains for females are already greater than for males, driving an expectation that the
burden of disease from dementia will be shouldered increasingly and disproportionately
on women (from 60% to 65%, as shown in Table 1-2).
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TABLE 1-1: PROJECTED LIFE EXPECTANCIES AT BIRTH AND AT AGE 60, BY GENDER AND
REGION, 2002-30, YEARS

Life expectancy at birth Life expectancy at age 60
Male Female Male Female

Southeast Asian Region

2002 61.1 63.4 15.3 16.9
2030 65.9 71.5 16.7 19.3
Increase 4.8 8.2 14 24
Western Pacific Region

2002 69.9 73.9 17.8 20.6
2030 72.6 78.5 19.0 22.6
Increase 2.7 4.6 1.2 1.9

Source: Mathers and Loncar (2006: Table 18).

As shown in Figure 1-4, burden of disease in the two Asia Pacific sub-regions from
Group | causes (communicable, maternal, perinatal and nutritional conditions) are
projected to fall from 31% of total burden of disease in 2005 to 19% in 2030. Burden of
disease from injuries is projected to fall only slightly from 14% to 13%, while non-
communicable diseases increase from 55% to 68% of the projected total. This latter
category contains dementia, which also increases its share of the highest share group,
from 1.4% to 1.9% (Table 1-2).

FIGURE 1-4: BURDEN OF DISEASE, WPRO & SEARO, BY GROUP, 2005-30, % TOTAL

DALYs
80% ’ﬂ E Communicable diseases B Non-communicable diseases O Injuriesf
70% Bl
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Source: Based on WHO (2006). Note: Communicable diseases comprise communicable, maternal,
perinatal and nutritional conditions.
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TABLE 1-2: BURDEN OF DISEASE, DEMENTIA, BY GENDER, WPRO & SEARO, 2005-30,

‘000 DALYs

Year Dementia prevalence Female Dementia as Dementia

Persons  Males Females | as% % non- as % total

total communicable | burden of

disease

2005 5,116 2,068 3,048 60% 1.4% 0.8%
2015 6,452 2,508 3,944 61% 1.5% 0.9%
2030 9,012 3,148 5,863 65% 1.9% 1.3%

The disease burden from dementia in the Asia Pacific region is expected to
increase by 76% over the next quarter century (92% for women) — from 5.1 million
to 9.0 million DALY (Figure 1-5).

FIGURE 1-5: BURDEN OF DISEASE, DEMENTIA, BY GENDER, WPRO & SEARO, 2005-30,
‘000 DALYs
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2. PREVALENCE NOW AND TOMORROW

Prevalence refers to the number of people with dementia in a population at a given
point, or over a certain period, of time. International epidemiological studies make it
clear that dementia occurs in every country of the world.

2.1 PREVALENCE STUDIES

Prevalence studies give slightly different results depending on the methods used in the
study (ADI, 1999a), although all studies show a sharp rise in prevalence rates with age.
Although dementia can occur at any age, it is rare below the age of 60 years. Because
of population ageing, in the future there will be relatively more people in the age groups
at most risk for dementia. In the absence of effective prevention or treatment, the
increase in the numbers of people with dementia will come about as a simple
consequence of an increase in the size of the population most at risk, ie of those aged
60 years and over.

211 EARLY ESTIMATES OF PREVALENCE RATES BY AGE GROUP

A statistical integration of results from a number of prevalence studies for people aged
65 and over provided rates rising from 1.4% in the 65-69 year age group to 23.6% in
those aged 85 years and over (Jorm et al, 1987). These figures were derived from
surveys in the more developed countries (Europe, North America, Australasia and
Japan). A pooling of data from European studies gave very similar figures (Hofman et
al, 1991). There is continuing controversy about the prevalence rates in extreme old
age (90 years onwards). One view is that everyone will develop dementia if they live
long enough, but there is an opposing view that the risk of developing dementia levels
out, and may even decline in extreme old age (Jorm et al, 1991).

Gender differences: As noted in Section 1.2 in risk factors, some studies show a
slightly higher prevalence rate of Alzheimer’'s disease in women. However, many
studies show no gender difference in the overall prevalence of dementia.

Studies over time: Two population-based studies surveyed residents of the same area
over long periods of time. The Swedish Lundby study (Roorsman et al, 1986) indicated
no significant change in prevalence or incidence of either multi-infarct dementia or
‘senile dementia’ over 1947 to 1972. In Rochester in the US (Beard et al, 1991) the
register suggested no change in the prevalence of either Alzheimer’s disease or other
dementias between 1975 and 1980.

21.2 REGIONAL DIFFERENCES IN STUDIES

Although Alzheimer’s disease is the most common form of dementia in Caucasian
populations, this may not apply to other national or ethnic groups. Jorm’s and later
research suggested that vascular dementia might be more and Alzheimer's less
common in Japan and in the former USSR, although the overall prevalence of
dementia in Japan is similar to elsewhere. The ratio of vascular dementia cases to
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Alzheimer’s disease cases in Japanese studies varies between 1:1 and 3:1, compared
with a typical ratio of 1:2.5 for European and American studies®.

Dementia may be less common in rural than urban areas, and in developing
rather than developed countries.

O  Prevalence rates for dementia were unusually low in three Scandinavian studies
surveying rural communities. Two other small studies have reported very strong
associations between urban residence and Alzheimer’'s disease (Prince et al,
1994; Baker et al, 1993).

U0  Prevalence has been noted to be lower in developing countries (10/66 DRG,
2000), strikingly so in some studies (Chandra et al, 1998) although data from
developing countries are sparse. Well-conducted studies in Kerala, India (Shaji et
al, 1996) and China (Zhang et al, 1990) suggest similar prevalence rates for
dementia to those seen in developed countries, but dementia seems to be very
rare in Kashmir (Chandra et al, 1998), and among Cree native American Indians
(Hendrie et al, 1993). The best evidence for a contrast between developing and
developed countries comes from a study that compared directly, using the same
methods, the age-adjusted prevalence of dementia in African Americans in
Indianapolis (6.4%) with Africans in Ibadan, Nigeria (1.2%) (Hendrie et al, 1995).

U Ferri et al, 2005 suggest that factors that may underlie regional variations
include: genes, environment, infectious agents, chemical neurotoxins, diet,
vascular disease and its risk factors, lifestyles and interactions between genes
and environment.

2.1.3 RECENT WORLD PREVALENCE STUDIES

Prince et al (1997) estimated a total of 18 million people with dementia worldwide,
assuming the same prevalence in all regions. Wimo et al (2004) estimated around
25 million in 2000 rising to 63 million by 2030 and 114 million by 2050, assuming no
geographic variation in age-specific prevalence rates.

Most recently, Alzheimer’s Disease International convened an international group of
twelve experts to review world literature to generate evidence-based estimates for the
prevalence and incidence of people with dementia in all WHO world regions (Ferri et al,
2005). The regions are the Americas (AMRO), Europe (EURO), North Africa and
Middle East (AFRO), Southeast Asia (SEARO) and Western Pacific (WPRO). These
regions are further categorised into subgroups based on patterns of child and adult
mortality from A (lowest) to E (highest). They used United Nations population estimates
to produce estimates for all types of dementia for five age bands from 60 to 84 years
and for those aged 85 years and over, for the years 2001, 2020 and 2040. Ferri et al's
findings are presented in Table 2-1, and summarised in point form below.

U The majority of people with dementia live in the developing world: 60% in 2001
rising to 71% by 2040. The rate of increase in the number of people with
dementia is predicted to be three to four times higher in developing than in
developed regions.

* This difference, if genuine and not just a reflection of different diagnostic practices, remains unexplained.
Two American studies of older Japanese immigrants in Hawaii (White et al, 1996) and King County
(Graves et al, 1996) observed a ratio of vascular dementia to Alzheimer's disease cases that was more
typical of findings among European and American Caucasians.
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U The study showed the highest prevalence of dementia in China and its
developing Western Pacific neighbours (6 million in 2001 increasing to
26.1 million), ahead of Western Europe (4.8 million increasing to 9.9 million) and
North America (3.4 million increasing to 9.2 million).

- The Asia Pacific region countries start with a large number of people with
dementia and will experience rapid growth. Throughout this region,
numbers of people with dementia will at least triple between now and 2040.

- By contrast, developed regions also start with a large number of people
with dementia but will experience a moderate proportionate increase (100%
between 2001 and 2040), while in Latin America and Africa, prevalence
starts with a low number of people with dementia but with a rapid increase
in prevalence. The number of people with dementia will double in some
areas and triple in others between now and 2040.

TABLE 2-1: DEMENTIA PREVALENCE 2001, 2020, 2040 BY WHO REGION

Consensus New Numbers of people Proportionate

dementia dementia (millions) with increase (%)
prevalence cases dementia, aged 60+ | in numbers of

(%) (60+) (millions) people with

per dementia

annum, 2001 2020 2040 | 2001- 2001-

2001 2020 2040
Western Europe — EURO A 54 0.79 4.8 6.9 9.9 43 102
Eastern Europe low adult mortality — EURO B 3.8 0.21 1.0 1.6 2.8 51 169
Eastern Europe high adult mortality - EURO C 3.9 0.36 1.7 23 3.2 31 84
North America — AMRO A 6.4 0.56 3.4 5.1 9.2 49 172
Latin America —~AMRO B/D 4.6 0.37 1.8 41 9.1 120 393
North Africa & Middle East EMRO B/D 3.6 0.21 1.0 1.9 4.7 95 385
Developed Western Pacific - WPRO A 4.3 0.24 1.5 2.9 4.3 99 189
China & developing Western Pacific - WPRO B 4.0 1.21 6.0 11.7  26.1 96 336
Indonesia, Thailand & Sri Lanka — SEARO B 2.7 0.14 0.6 1.3 2.7 100 325
India & S Asia — SEARO D 1.9 0.40 1.8 3.6 7.5 98 314
Africa — AFRO D/E 1.6 0.11 0.5 0.9 1.6 82 235
TOTAL 3.9 46| 243 423 811 74 234

Source: Ferri et al (2005).
The prevalence rates for the region of interest are provided in Table 2-2 below.

TABLE 2-2: DEMENTIA PREVALENCE RATES, BY AGE GROUP, WPRO AND SEARO, %

60-64 65-69 70-74 75-79 80-84 >85
WPRO A 0.6 1.4 2.6 4.7 104 221
WPRO B 0.6 1.8 3.7 7.0 144 26.2
SEARO B 1.0 1.7 3.4 5.7 10.8 17.6
SEARO D 0.4 0.9 1.8 3.7 7.2 14.4

Source: Ferri et al (2005).

Regional prevalence is expected to increase from 9.9 million in 2001 to 40.6 million in
2040 (Figure 2-1).

fe 55
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FIGURE 2-1: DEMENTIA PREVALENCE, WPRO & SEARO, 2001, 2020, 2040
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Source: Ferri et al (2005).

The authors noted the following cautions in relation to the estimates (Ferri et al,
2005:2116).

‘First, these relied on demographic statistics, which might not be accurate
for many parts of the world, especially for older age-groups. Second, we
assumed that age-specific prevalence in each region would remain
constant over time. In fact, changes in risk exposure might increase or
decrease incidence. Improved medical and social care might reduce case
mortality and increase prevalence... Methodological factors might also be
relevant; mild dementia could have been under-detected in the least
developed regions because of difficulties in establishing social impairment.”

2.2 REGIONAL PREVALENCE AND INCIDENCE
ESTIMATES

For this report, dementia incidence and prevalence have been estimated for each
country in the region and in total, using age-gender rates from meta-analysis (see next
section) together with United Nations demographic data.

2.2.1 PREVALENCE AND INCIDENCE RATES USED IN THIS STUDY
The meta-analysis (Wancata et al, 2003) included studies by Jorm et al (1987),
Hofman et al (1991), Ritchie and Kildea (1995) and Lobo et al (2000), with the average

rates derived shown in Table 2-3. These rates fall within the ranges estimated by Ferri
et al (2005) for the Western Pacific and Southeast Asian regions (Table 2-2).

SR
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TABLE 2-3: PREVALENCE AND INCIDENCE RATES, BY AGE AND GENDER, THIS STUDY, %

Prevalence Incidence
Age Male Female Male Female

0-59 0.01 0.01 0.01 0.01
60-64 1.2 0.6 0.1 0.1
65-69 1.7 1.3 0.4 0.4
70-74 3.5 3.3 0.9 0.9
75-79 5.8 6.3 2.0 2.1
80-84 11.8 12.6 3.8 3.9
85-89 18.6 21.5 6.2 6.6
90-94 31.1 33.3 9.6 10.6
95+ 38.1 40.3 8.7 8.7
2.2.2 UNITED NATIONS DEMOGRAPHIC DATA

United Nations demographic data was downloaded for the year 2005 and subsequent
years to 2050, for each country in the region, by age group and gender. Countries able
to be included were limited by data availability. United Nations data were available for:

U Australia, Bangladesh*, Bhutan*, Brunei Darussalam®, Burma*, Cambodia®,
China, China (Hong Kong), China (Macao), TADA Chinese Taipei, Democratic
People’s Republic of Korea, East Timor (Timor Leste)*, India, Indonesia, Japan,
Laos*, Malaysia, Nepal®, New Zealand, Pakistan, Papua New Guinea*,
Philippines, Republic of Korea, Singapore, Sri Lanka, Thailand and Vietham*.

- Countries asterisked above are not ADI members.

d Note that, relative to the two regions defined in the WHO data, the United Nations
data include Pakistan and East Timor (Timor Leste) and separately present Hong
Kong. However, unlike WHO, they exclude the Maldives, Mongolia, Cook
Islands, Fiji, Kiribati, Marshall Islands, Micronesia (Federated States Of), Nauru,
Niue, Palau, Samoa, Solomon Islands, Tonga, Tuvalu and Vanuatu.

0  Demographic data for TADA Chinese Taipei were provided by stakeholders.

2.2.3 REsuULTS — 2005 10 2050

Prevalence of dementia for these regional countries is estimated as 13.7 million
people in 2005, rising to 64.6 million by 2050 (Figure 2-2).

U  These estimates are of similar order of magnitude as the Ferri et al (2005) ones,
bearing in mind that their estimates of 9.9 million for 2001 and 40.6 million 2040
were for earlier years, and exclude Pakistan (while including the smaller South
Pacific Island countries). Moreover, they use slightly lower estimates of
prevalence rates for SEARO D countries, which include populous India.

Incidence of dementia in the region is projected to increase from 4.3 million new
cases per year in 2005 to 19.7 million new cases by 2050 (Figure 2-3).

SR
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FIGURE 2-2: TOTAL PREVALENCE, CHINA, INDIA AND OTHER REGIONAL, 2005-50

70

60

50

40

millions

30

20

10

2005 2010 2015 2020 2025 2030 2035 2040 2045 2050
FIGURE 2-3: TOTAL INCIDENCE, CHINA, INDIA AND OTHER REGIONAL, 2005-50

20
18 O Other

16 B India
14
12
10
8

millions

O N MO

2005 2010 2015 2020 2025 2030 2035 2040 2045 2050

Those projections assume, of course, that the prevalence rate of dementia does not
change in the future. The prevalence rate of dementia might become lower, for
example, if some means of preventing dementia were discovered. The prevalence rate
might also conceivably increase if, for example, better care of people with dementia
meant that they survived longer.

s
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TABLE 2-4: PREVALENCE AND INCIDENCE, ASIA PACIFIC REGION, 2005-50, SUMMARY

Total region 2005 2010 2020 2030 2040 2050
Population (000s) 3583521 3,775,813 4,130,296 4,384,326 4,544,051 4,618,051
Prevalence (000s) 13,704 16,496 23,727 34,311 48,904 64,642
Incidence (000s) 4,282 5,123 7,262 10,427 14,920 19,687
Prevalence rate (%) 0.38 0.44 0.57 0.78 1.08 1.40
Incidence rate (%) 0.12 0.14 0.18 0.24 0.33 0.43

The proportion of people with dementia will increase from 0.38% of the total regional
population to 1.4% over the next 45 years.

Individual country data for prevalence and incidence of dementia are summarised in
the table below.

TABLE 2-5: PREVALENCE AND INCIDENCE, ADI ASIA PACIFIC REGION AND NON-ADI ASIA
PACIFIC REGION

2005 2020 2050

‘000 people Prevalence Incidence Prevalence Incidence Prevalence Incidence
Australia 195.4 60.2 301.3 91.1 664.1 199.7
China (inc Macao) 5541.2 1,721.0 9,596.3 2,916.7 27,004.4 8,269.0
Hong Kong SAR 59.7 185 109.2 32.6 332.0 99.6
India 3,248.5 1,026.8 5541.8 1,714.4 16,290.1 4,974.6
Indonesia 606.1 1914 1,016.8 3141 3,042.0 932.0
Japan 1,871.2 570.2 3,251.3 983.4 4,873.1 1,417.7
Malaysia 63.0 20.1 126.8 39.0 453.9 138.8
New Zealand 38.2 11.8 54.6 16.6 117.6 355
Pakistan 330.1 107.3 566.6 179.3 1,916.2 584.3
Philippines 169.8 54.8 316.3 99.2 1,158.9 353.9
Singapore 22.0 6.8 52.6 15.7 186.9 56.7
South Korea 246.3 75.5 542.2 164.3 1,569.9 475.4
Sri Lanka 86.0 26.9 148.0 45.1 409.0 125.0
TADA Chinese Taipei 138.0 43.1 253.4 76.6 659.3 199.4
Thailand 229.1 714 450.2 137.2 1,233.2 377.0
ADI Asia Pacific 12,844.3 4,005.9 22,327.6 6,825.2 59,910.6  18,238.7
Non-ADI Asia Pacific 859.3 276.2 1,399.6 437.1 4,730.9 1,448.6
Total region 13,703.6 4,282.1 23,727.1 7,262.3 64,6415  19,687.3
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3. ECONOMIC AND SOCIAL IMPACTS

Over half of the world’s population lives in the Asia Pacific region. The previous chapter
highlighted the impact of demographic ageing, driven by lower infant mortality rates
and higher longevity, on the regional population, which will increase from 3.6 billion in
2005 to 4.6 billion by mid-century. Those aged over 60 years will increase from under
10% to 25% of the total, and those over 80 years will increase from 1% to 5% of the
population. This will, in turn, underlie an increase in the prevalence of dementia from
13.7 million people to an estimated 64.6 million.

Other trends will exacerbate the economic impact of dementia.

U  Urbanisation often involves young people moving away from agricultural
villages, with elderly people left behind, and many become lonely and
unsupported.

U  There are also trends away from extended families and towards nuclear
families, with the number of elderly people who live in the same household as
their children declining in every country which records these figures. More ready
acceptance of divorce fragments families further and may reduce the ties
between elderly people and their adult children. More women are returning to
work once their children reach school age, and have less ability to provide care.

U  Increasingly, the elderly live on their own - between 30% and 40% in most
Western countries, compared with around 10% in the mid twentieth century, a
rapid and enormous social change towards single-person households. As a
general rule, elderly people in Western societies value their independence and
regard both sharing with their children and institutional care as inferior outcomes
to continuing to live in their own home. These trends are now beginning to
appear throughout the developing world also, with serious implications for health
and welfare services and, particularly, the care of elderly people with dementia.

These trends suggest a growing pressure on family carers, and a greater likelihood that
for many elderly people there will simply be no relatives around to provide care.

Dementia care is a mix of family (or informal) and professional or paid (formal) care
giving and different nations have vastly different health care systems and patterns of
care. Even among the wealthier economies, there is a great range in how dementia
care is provided, due to differences in family patterns, traditions, economic strength,
care organisation and financing. In recognition of the dimensions of the dementia
epidemic, South Korea and Australia have made dementia a health priority and
adopted an integrated strategy to address it. The Ministry of Health in Singapore has
established a comprehensive and integrated blueprint on dementia care and the
strategies include forming a dementia network that will co-ordinate services, training,
research, improve collaboration and facilitate early identification and diagnosis.
Unfortunately, most countries in the Asia Pacific region are still not well prepared to
provide quality health and care services for people with dementia (Chiu and Chiu,
2005).

3.1 HEALTH CARE SERVICES

In most developed countries, the advice sought by people with dementia and their
families is initially medical. People expect to be diagnosed by a doctor but assessment
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can be problematic dependent on the training and experience of doctors. Often if
symptoms become more marked, the patient is referred to a specialist, such as a
neurologist, psycho-geriatrician or geriatrician.

In developing countries, doctors are scarce and specialists rare. Elderly people and
their relatives may be less willing to consult them with problems such as failing
memory, deteriorating speech or increasingly bizarre behaviour because mental illness
may be feared and stigmatised. A particular challenge is to distinguish dementia from
depression in those with low education levels (10/66 DRG, 2003).

Cultural responses to dementia symptoms and types may vary. For example, in India
cases of dementia involving anger may be more easily recognised than those involving
forgetfulness (Cohen, 1995). In China, medical help may be sought after a stroke, but
not in response to failing powers of memory (Liu et al, 1994). It is widely held that
symptoms of dementia such as deteriorating memory, if present without signs of
physical deterioration, may be dismissed simply as the inevitable consequence of old
age (Chandra et al, 1994).

Providing appropriate help from medical and social welfare services may be hindered if
people with dementia and their relatives are unaware of what help is available, or if
they perceive it as not appropriate for them; or if the service-provider remain ignorant of
their needs. Difficulties of service delivery are particularly likely for people who have
been international migrants, and most acute for those who do not speak the national
language. Many countries in the region now contain substantial numbers of such
people, who may revert more to their original language as dementia progresses.

3.2 INFORMAL FAMILY CARE

Research has shown that family care givers remain the cornerstone of support for
people with dementia, who generally live in their own homes and are cared for by a
female care giver, usually a spouse or a daughter.

In developing countries caring is associated with substantial psychological, practical
and economic strain (10/66 DRG, 2004a). This is because:
U Very few care givers receive any allowance or benefit related to this care.

U Few people with dementia have access to pensions or receive any disability
allowance.

a A substantial proportion of care givers have to give up work.
U Increased expenditures are incurred for health services.

d The combination of reduced income and increased cost results in stress for
households who exist at or near to subsistence level.

In developed countries, not withstanding better access to services, family care givers
provide the greater part of care. The physical, emotional and economic costs of caring
translate again into carer stress. In the USA, the annual cost of informal care was
estimated as US$18 billion per year in 1998 US dollars (Larger et al 2001). In
Australia, the replacement cost of informal care was estimated as nearly one third of
the total real costs of dementia of A$5.6 billion in 2003.

Faced with increased numbers of those who will require care, a critical issue across the
region is the future supply of informal family carers as a consequence of a mix of
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factors including trends away from extended families, increased female workforce
participation and changing attitudes. This will increase the pressure for financial
support for family carers, as well as for better support of family carers through well
planned community care services such as carer education, support and respite
services which give the family carer information and time to themselves.

3.3 COMMUNITY CARE

Community care services are the foundation on which is built the possibility of
supporting older people in their homes and their family carers in the often stressful task
of providing much of the care. The reality is starkly different in developing and
developed countries.

In developing countries, the challenge is to design sensible interventions in
circumstances where dementia is a hidden problem and health care services may not
be oriented or resourced to meet the needs of people with dementia and their family
carers. The approach adopted by the 10/66 Research Group (www.alz.co.uk/1066/) is
to identify cases of dementia in the community; to determine a means of delivering the
intervention in a home setting using existing resources and to have regard to the
resources available. Elements of an approach to address those needs may include
training for workers in the identification of those with dementia, the identification of
workers able to undertake such work and who have the trust of the community, and the
provision of basic education to care givers about the management of dementia
including problem behaviours.

In developed countries, government policy generally embraces the principle of giving
the aged person the choice of remaining in their own home for as long as possible,
avoiding premature entry to expensive residential care. As a consequence, the funding
for community services has increased as has the range of services available. Such
services can empower the person with dementia and their care givers through
information, education, counselling and support groups. Also they can directly assist in
care through provision of meals and assistance with activities of daily living (eating,
showering and mobility), home cleaning, nursing and respite care. In practice, access
to these publicly provided services is rationed through capped funding. Apart from
availability, a key issue in the provision of community services is how to achieve the
flexibility necessary to respond to the particular needs of the person with dementia and
their care givers through effective coordination of services and well trained workers.
Trained volunteers often provide an important contribution to the provision of
community services.

3.4 RESIDENTIAL CARE

Residential care is generally a prominent feature of care for frail older people in
developed countries. An informal survey done by the Ministry of Health in Singapore of
6,492 residents in nursing homes in 2004 showed that 26.4% had been diagnosed as
dementia and 8.6% were possible dementia cases. In Australia, around a quarter of
men and nearly half of women aged 65 can expect to enter residential aged care at
some point in their lifetime (Mason et al, 2001).

There has been a trend in developing countries away from institutional to home-like
environments. Mainstream residential services may care for people with a range of
complex nursing needs and reduced cognitive capacity and require well trained staff.
Others may provide special services for those with severe behavioural and
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psychological symptoms of dementia and employ specially trained staff. Design
features for any residential care service for people with dementia will need to
compensate for the cognitive changes of dementia and will “maximize awareness and
orientation, promote feelings of, and actual safety and security, provide opportunities
for significant social contact, and support functional ability through meaningful activity”.
(Cohen and Wiseman, 1991).

Pressure for admission to residential care can be very strong. There is some evidence
of a high rate of institutionalization of older people with dementia in some Asian cities
(Chiu et al, 1998) possibly reflecting the breakdown of traditional family support.

The extent of dementia and cognitive impairment among elderly people in residential
care is very considerable. Figures from Japan, Australia, the USA and Europe report
that in residential institutions for the elderly, between 42% and 66% suffer from
moderate or severe cognitive impairment (Fries et al, 1997; Jagger and Lindesay,
1997). At least 60% of Australia’s nursing home (high level care) residents and 30% of
hostel (lower level care) residents have dementia, while more than 90% and 54%
respectively have a mild, moderate or severe cognitive impairment (Rosewarne et al,
1997; 2000).

While the populations of some countries continue to find the practice of segregating
their elderly impractical or culturally unacceptable, there are strong indications that
demand grows when economies begin to boom, elderly people accumulate wealth, and
younger families are less able or willing to care for them.

3.5 COSTS

Economic costs of dementia can include a range of cost elements including:

U health system costs — hospital, primary care, specialist medical services,
pharmaceuticals, diagnostic imaging, allied health services, health research,
public health awareness;

U care services — whether provided by in the home or in residential
accommodation — including recurrent expenditure and capital facilities;

O  productivity losses, especially for people with early onset forms of dementia
who may have to stop work because of their dementia;

U aids, equipment and home modifications — eg memory aids, bathing and
toileting aids, safety aids, adapted cutlery and common items such as clothing,
daily pill boxes, mobility/transport aids, nursing aids; and

U the deadweight losses of government transfer payments, including the
distortions and administration costs of taxation revenue foregone and additional
welfare payments, which can be large in developed economies in particular.

The worldwide ‘direct’ cost of dementia is estimated at around US$156 billion, based
on a worldwide prevalence estimate of 27.7 million people with dementia and cost-of-
illness studies from key countries relating direct costs of care and gross domestic
product (GDP) per capita (Winblad, 2005). Currently, 92% of the total worldwide costs
of dementia care were found in what the researchers termed “the advanced
economies,” which contain 38% of the prevalence.

For the 15 Asia Pacific region ADI members, Wimo et al (2006b) have estimated the
cost of dementia as $60.4 billion (in 2003 US dollars) for an estimated 12.6 million



Dementia in the Asia Pacific Region:
The Epidemic is Here

people with dementia (almost half of their estimates of the worldwide dementia
population), based on a costing model rather than exact calculations®. In the region,
70% of the total regional costs of dementia care were estimated to be in the advanced
economies, which contain 18% of the prevalence.®

O  Of this $33.6 billion are the estimated “direct” costs. The methods for the direct
cost estimation are detailed in Wimo et al (2006a). The direct cost model is
based on a selection of dementia health cost data from countries where they are
available. The relation between these costs and GDP per capita is estimated
and imputed, with various adjustments, to the other countries where no data are
available.

O  The remaining $26.8 billion are the estimated costs of informal care. The base
case of the cost model of informal care uses a conservative estimate of the
amount of informal care for people with dementia living at home (in terms of
personal activities of daily living) multiplied by the average wage in different
countries of the world (ie, a replacement valuation method).

Costs are projected to increase as prevalence grows for regional economies. In
Australia, the real financial costs of dementia are already around 1% of GDP and are
likely to exceed 3.3% of GDP by mid-century (Access Economics, 2003). The
expected increase in costs, for both Governments and the rest of society, given the
projected increase in dementia prevalence in developing countries, presents a great
challenge for their resource-constrained social and healthcare systems. However, a
glimpse of future impacts and lessons learned can be gained from regional countries
further along the demographic ageing transition, such as Japan, Singapore, Australia
and New Zealand.

In particular, scientists, advocates and those affected by dementia are calling for
increased funding for research and support services, in the hope of finding a way to
reduce dementia incidence, delay onset, or find more cost-effective means of treatment
and care. One study (Access Economics, 2004) found that if the average onset of
Alzheimer’s disease could be delayed in 2005 by:

d 5 months, there would be a 5% reduction in new cases each year, resulting in
3.5% fewer cases by 2020 and 4.8% fewer cases by 2040, with a cumulative
savings by then of nearly twice the total annual costs in 2005.

U 5 years, there would be a 50% reduction in new cases each year, resulting in
35.2% fewer cases by 2020 and 48.5% fewer cases by 2040, with a cumulative
savings by then of nearly 20 times the total annual costs in 2005.

If dementia onset can be delayed, this reduces the average number of years spent
living with the condition (assuming that overall life expectancy remains constant). As a
consequence, there tend to be fewer people living with dementia over prolonged

® For example, as a consequence of the assumptions, Japan, a strong economic nation with a high GDP

per person, high average wage and many people with dementia, accounts for 57% of the modelled costs
of the total 15 ADI members. The prevalence figures are based on demographic data and prevalence
rates from meta-analyses for age class prevalence Fratiglioni and Rocca (2003). Wimo et al (2006a)
varies the prevalence in the sensitivity analysis. Costs are converted to US dollars at 2003 purchasing
power parities.

® The ‘advanced’ economies comprised Australia, China (Hong Kong), Japan, New Zealand, Republic of
Korea, Singapore and TADA Chinese Taipei. Prevalence estimates were those of Wimo et al.
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periods. As health services and dementia costs tend to be higher for these people than
for newly diagnosed individuals, the cost savings of prevention may potentially be even
greater than estimated above.

Recent developments in neuroscience, genetic and medical technology suggest that
prevention in terms of slowing the progression of dementia is possible. However, there
is a need for further research and, in particular, large randomised prevention trials,
before the potential gains of delay in the onset can be quantified. If any of these or
other future prevention strategies could delay the onset of dementia even modestly, the
total years of disabled life and disease burden due to dementia may be significantly
reduced, with associated substantial public health resource allocation implications.

The next chapter briefly explores other options for providing cost-effective solutions.
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4. COST EFFECTIVE INTERVENTIONS

Although there is currently no cure, there are ways to reduce risk factors, treat and
manage the behavioural and psychological symptoms of dementia, and improve quality
of life for the individual and family carer, through:

U promoting an understanding of what is quality dementia care;
U prevention and early diagnosis/intervention;

U psychosocial approaches including support, counselling, education and memory
loss programs for people with dementia and informal families/carers;

O  use of medications (pharmaceutical and natural) to treat cognitive decline and
memory loss;

U medical and surgical interventions;
O  the availability of appropriate community services, including respite; and

U residential care services, including dementia specific services.

The progression of dementia, the variety of causes and differences in individual
circumstances prevent any mechanical approach to treatment. Rather, a model of
severity by types of care for patients with behavioural and psychological symptoms of
dementia (see the “Brodaty Triangle” diagram in the Appendix) illustrates the different
levels of management that need to be in place. The triangle was developed in Western
countries so may not be directly translatable to the developing countries of the region,
while still providing useful insights.

4.1 THE IMPORTANCE OF ECONOMIC ANALYSIS AND
COST-EFFECTIVENESS STUDIES

Faced with the growing prevalence and costs of dementia, it is important for
Governments and care providers in the Asia Pacific region to manage scarce
resources in a way that best provides for people with dementia in the future —
optimising wellbeing for people with dementia and their care givers at an appropriate
level of cost.

In order to select the most appropriate models of care, a valuable tool is provided by
economic studies that assess the “cost-effectiveness” of various interventions.

U Cost-effectiveness evaluations measure the dollars required to purchase a year
of healthy life and are measured in terms of “dollars per quality adjusted life year”
($/QALY). Other currency measures can also be used.

d Interventions that, overall, save both “dollars” and healthy life are defined as cost-
saving or dominant therapies.

If one intervention has a lower $/QALY than another, it would offer a more efficient
approach than its comparator. Naturally, other criteria as well as efficiency are
important in order to determine how resources are spent on dementia care. Equity of
access is also important, so that people in remote areas, for example, can receive the
same services as those in urban areas, although it might cost more to provide the
same services in remote locations. Quality and sustainability might be other criteria to
consider in determining how to allocate resources for dementia care.
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Another key consideration is to what extent services should be subsidised or
reimbursed by Governments. There have been useful lessons learned in this respect
by those nations that have travelled this path and conducted economic studies of
appropriate thresholds that would represent ‘good value’ as an investment in health
and wellbeing.

“While there is no accepted standard for what constitutes good value, the
range from US$50,000 to US$100,000 per QALY has often been used as a
rough benchmark for the United States... A value of £20,000 to £30,000
has been used in the UK (Devlin et al, 2004, based also on Hirth et al,
2000).”

Naturally the US benchmarks may not be appropriate in other places and would be
expected to vary from country to country. However, it is important for each regional
member to consider, measure and make decisions regarding the relative cost-
effectiveness of different dementia care options, and to what extent the Government
will reimburse their provision, armed with appropriate information and evidence from
prior economic analysis and experience.

It is important because there are positive solutions and responses to the dementia
epidemic. The next section presents a small subset of these.

4.2 COST EFFECTIVENESS OF PHARMACOLOGICAL AND
NON-PHARMACOLOGICAL INTERVENTIONS

There is an accumulating literature on cost effectiveness of carer interventions,
different modes of care, respite care and consultation approaches in relation to
dementia, as well as on pharmacological interventions. Although many psychosocial
and pharmacological/diagnostic interventions have been shown to be cost-effective,
most studies tend to focus on medications.”

For example, cholinesterase inhibitors can help ameliorate the symptoms of dementia
(eg, delaying the progression of symptoms of Alzheimer’s Disease for nine to twelve
months and possibly longer) although they do not reverse disease or prolong life
(Lopez et al, 2002). Economic studies have shown that these pharmacotherapies may
have three important impacts:

1 permitting a delay in the institutionalisation of a person with dementia;

2 reducing the number of hours of informal care-giving required in the short run;
and

3 improving the quality of life for people with dementia and care givers.

There are other beneficial effects — for example, using these drugs may save costs by
reducing the use of other drugs such as antipsychotic medications, of reducing the
need for other therapies (such as primary care visits, hospitalisations) and of enabling
people to continue working.

" For example, the Cost Effectiveness Analysis (CEA) Registry provides public electronic access to a
database of the results of cost-effectiveness studies in the published literature. The Registry is located at
the Center for the Evaluation of Value and Risk in Health at Tufts-New England Medical Center
http://www.tufts-nemc.org/cearegistry/
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Lopez et al (2002) concluded:

“Whereas short term benefits in cognitive and functional competence with
CEl use are to be expected, it is the longer term outcome (the delay of
entry into a nursing home) that demonstrates the powerful effect of these
drugs. This suggests that physicians should be cautious in judging the
medication response after only a few months of treatment, as the full
benefits of CEIl use take place over a longer time frame.”

In addition to the evidence basis for the cost-effectiveness of various
pharmacotherapies and for early diagnosis and intervention, there are also some
important studies showing cost-effectiveness of interventions for carer education,
training and support. For example:

O  a meta-analysis of 34 care giver interventions from 30 studies showed that they
reduced psychological morbidity and helped people with dementia stay at home
longer, albeit with variation in outcomes depending on the modality of the
intervention (Brodaty et al, 2003a);

U4 the Mittelman study from New York, showed that family carers of people with
Alzheimer’s Disease who received family and individual counselling were able to
give care for almost a year longer than those in the control group;

U  based on this efficacy, support programs for family carers as delivered through
the Early Stage Dementia Support and Respite Program in Australia, was
estimated (Access Economics, 2003) to accrue returns around 7:1; and

U the study continues to make new findings on effective care giver interventions,
such as reducing depression (Mittelman et al, 2004).

As illustrated in Section 3.5, however, the most cost-effective interventions are likely to
be those that could delay the onset of dementia, potentially through new research.

SR
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5. POLICY CHALLENGES AND FRAMEWORKS

With the ageing of the population, the exponential increase in the number of people
with dementia has become one of the major health challenges for health care systems.
This comes at a time when economic and social changes have weakened traditional
support mechanisms through family care giving. While there is some commonality in
the policy issues that need to be addressed by all countries, in the Asia Pacific region
the policy challenges faced by developing countries may be significantly more difficult.

d There is a low awareness of dementia as an illness, together with somewhat
nihilistic acceptance, and misperceptions that it is a part of ‘normal’ ageing and
irrevocably ‘incurable’, with no treatment possible. Thus, people with dementia
are often diagnosed quite late, by which time their carers frequently may be
under a lot of stress and not aware of the availability of any help.

d In most regional countries, there are inadequate human and financial
resources and a policy vacuum on dementia care, as it is not yet seen as a
health priority in many countries. With scarce resources, the ‘urgent’ (such as
infectious conditions) may displace important long term issues such as dementia
care.

U There is inadequate training for formal carers and a lack of support for
informal carers.

In developed countries, a continuing policy focus is the increased provision of
community care services both to prevent premature institutionalisation and to control
the exploding cost of residential care services to governments. There is concern about
the abuse of older people and the need to protect their rights as, for example, in the
Elder Abuse Prevention Law that came into force in Japan in April 2006 and the
measures being introduced by the Australian Government. Greater investment in
dementia research is needed if more effective medical interventions are to be found.

5.1 2004 CONSENSUS STATEMENT

As a response to the very real problems associated with the impact of dementia in
Asia, a consensus program on improving the quality of life for people with dementia
(QoLDEM) was adopted in 2004. The Consensus Statement provides a useful best
practice document both for workers in the field of dementia care and for policy makers
to review current practice and to plan the way forward (Chiu and Chiu, 2005). The
Statement is endorsed by the World Psychiatric Association, the International
Psychogeriatric Association and the Pacific Rim College of Psychiatrists.

Noting the demographic drivers of the dementia ‘explosion’ projected for the region
over the coming decades, signatories to the agreement warned that the development
of infrastructure and programs for dementia care, awareness of dementia as a disease
and the expectations of policy-makers regarding dementia, do not match the growth in
projected prevalence.

5.2 PATHWAY OF DEMENTIA

The “pathway of dementia” is used to help raise the awareness in the community of the
symptoms of dementia and to inform people of the positive aspects of what can be
done to obtain positive outcomes (Naidoo and Bullock, 2001). The reasons for
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developing .an integrated care pathway for dementia are to ensure a policy framework
that focuses on early diagnosis of dementia, appropriate information for all those
involved, care based on evidence, enabling individuals to remain independent and at
home for as long as possible, and services responsive to the needs of the person with
dementia and their family at all stages of dementia.

Pathways are a way of demonstrating from the perspective of a person with dementia
and their family the decisions that need to be taken in respect of their care irrespective
of where they may live.

Drawing on the Consensus Statement and other studies (Naidoo and Bullock, 2001;
Grossberg and Abhilash, 2003) the pathway can be described in the following way.

5.2.1 PRE-DEMENTIA

Contributors to healthy ageing are a healthy lifestyle which includes a balanced diet,
exercise, meaningful social activities and low stress. Population risk factors should be
reduced including hypertension, hypercholesterolemia, smoking, diabetes, obesity,
vascular diseases and heavy alcohol use. Taking antioxidants, optimising intellectual
activities and treating psychiatric morbidity (eg, depression) should be part of this
strategy. Research into possible interventions and the development of dietary and
supplement guidelines are desirable. Strategies to achieve better quality of life will
include: reduction of poverty, improved education, financial security, healthy
accommodation and environment. The role of health promotion, health maintenance,
quality health care programs and accessible transport is also important. Further, the
enhancement of spirituality (meaning of life) in this period, with resulting life
satisfaction, supported by health-promoting family values, satisfying friendships and
recreational pursuits are seen to be valuable. A sense of usefulness in old age, aided
by the participation in lifelong learning will assist in the maintenance of cognitive
capacities as well as enjoyment of life.

5.2.2 EARLY DEMENTIA

Education of primary care physicians as well as specialists is crucial to early
identification, diagnosis and treatment. Validated instruments for cognitive assessment
should be used routinely by all physicians working with the elderly. The physician who
makes the diagnosis of dementia should provide the person with dementia and carers
with appropriate counselling and explanations of the diagnosis, course and prognosis
of dementia, as well as any hereditary implications.

Early planning for the future of the person with dementia is important in all areas of life,
including financial and legal arrangements, driving competence, lifestyle change,
relationship with family members and psychological wellbeing. Support for carers
should be planned and implemented at this early stage.

Ready access to affordable medications at this stage is essential and management of
medical co-morbidity can have a significant positive impact. Home-based support,
elderly day care, pursuing voluntary work and trans-generational activities with younger
members of family and community will add to quality of life. Physical, psychological
and financial abuse must be prevented, with the establishment of guardianship
legislation providing a sound basis for abuse prevention.
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5.2.3 MODERATE DEMENTIA

As the dementia progresses, behavioural and psychological symptoms of dementia are
common and serious problems that affect the quality of life of the person with dementia
and their care givers and, as a consequence, can result in premature
institutionalisation. Strategies to prevent behavioural and psychological symptoms of
dementia should be developed including through psycho-social approaches and
medication. Medical co-morbidity must be identified and effectively treated, including
under-nutrition, infections, infestation from unhealthy environments, the impacts of
major surgery or anaesthesia, dental care, hearing and visual impairment, and
gynaecological needs.

Safety issues for the person with dementia should be pursued. Many older people may
continue to drive despite having impaired abilities. Families should be warned of the
hazards of wandering and counselled on appropriate strategies. Families and care
givers should be counselled on ways of modifying the place of living to reduce the risk
of falls and reducing exposure to danger including through the removal of harmful
substances and sharp objects.

The education of non-health-related professions such as the police, staff of shops,
banks and restaurants should be undertaken to provide a more accepting, tolerant and
supportive out-of-home environment. Medication education and compliance should be
monitored, for prescribed as well as self-initiated (herbal or over-the-counter)
medication. Reduction in care giver stress must be part of service delivery at this stage.
Sudden, unexpected changes to familiar environments should be avoided; relocation of
persons with dementia should be undertaken in planned stages accompanied by a
program of familiarisation.

5.24 SEVERE DEMENTIA

In this late stage, effective management in the residential care setting or at home is
important. The use of restraint should be avoided as a care option. The privacy, dignity
and autonomy of the person with dementia must be constantly respected. Food should
be provided for personal enjoyment as well as nutrition, as this may be of particular
cultural importance. Quality nursing and personal care in quality places are essential,
as is the appropriate use of medication, avoiding both over- and under- use. The care
environment should be calm, reassuring and comfortable and respond to the spiritual
needs of the person with dementia.

5.2.5 END-OF-LIFE ISSUES

A Living Will, matters of inheritance distribution and decisions regarding resuscitation
should have been settled before capacity is lost. Quality palliative care should underpin
all care at this stage to assist the person with dementia to die with dignity and comfort.
There is a need for open debate about how to achieve these outcomes for the person
with dementia and their families. The necessity for timely and effective bereavement
counselling of family and staff members in care facilities should be established
routinely, together with the need for culturally and religiously appropriate rituals before
and after the death of the person with dementia.
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5.3

In October 2004, the 20" International Conference of ADI was
held in Kyoto, Japan. The conference drew to a close with ADI
setting out the Kyoto Declaration — an action plan for dementia,
based on the “Minimum actions required” outlined in WHO
(2001). The challenge for the Region now is to put this plan

THE KYOTO DECLARATION

(Table 5-1) into action.

TABLE 5-1: MINIMUM ACTIONS REQUIRED FOR THE CARE OF PEOPLE WITH DEMENTIA

Ten overall
recommendations

Scenario A

Low level of resources

Scenario B

Medium level of
resources

Scenario C

High level of resources

1. Provide Recognise dementia care as a Develop locally relevant Improve effectiveness of
treatment in component of primary health care. training materials. Provide management of dementia in
primary care Include the recognition and refresher training to primary | primary health care.

treatment of dementia in training care physicians (100% Improve referral patterns.

curricula of all health personnel. coverage in 5 years).

Provide refresher training to primary

care physicians (at least 50%

coverage in 5 years).
2. Make Increase availability of essential Ensure availability of Provide easier access to
appropriate drugs for the treatment of dementia | essential drugs in all health | newer drugs (eg
treatments and associated psychological and care settings. Make anticholinesterase agents)
available behavioural symptoms. Develop effective care giver under public or private

and evaluate basic educational and
training interventions for care
givers.

interventions generally
available.

treatment plans.

3. Give care in the
community

Establish the principle that people
with dementia are best assessed
and treated in their own homes.
Develop and promote standard
needs assessments for use in
primary and secondary care. Initiate
pilot projects on development of
multidisciplinary community care
teams, day care and short term
respite. Move people with dementia
out of inappropriate institutional
settings.

Initiate pilot projects on
integration of dementia care
with general health care.
Provide community care
facilities (at least 50%
coverage with multi-
disciplinary community
teams, day care, respite
and inpatient units for acute
assessment and treatment).
According to need,
encourage the development
of residential and nursing
home facilities, including
regulatory framework and
system for staff training and
accreditation.

Develop alternative
residential facilities.
Provide community care
facilities (100% coverage).
Give individualised care in
the community to people
with dementia.

4. Educate the

Promote public campaigns against

Use the mass media to

Launch public campaigns

public stigma and discrimination. Support promote awareness of for early help-seeking,
nongovernmental organisations in dementia, foster positive recognition and appropriate
public education. attitudes, and help prevent management of dementia.
cognitive impairment and
dementia.
5. Involve Support the formation of self-help Ensure representation of Foster advocacy initiatives.
communities, groups. Fund schemes for communities, families, and
families and nongovernmental organisations. consumers in policy-
consumers making, service

development and
implementation.

AL ESS
E:.‘u-.'m-




Dementia in the Asia Pacific Region:

The Epidemic is Here

6. Establish
national policies,
programs and
legislation

Revise legislation based on current
knowledge and human rights
considerations Formulate dementia
care programs and policies.

- Legal framework to support and
protect those with impaired mental
capacity

- Inclusion of people with dementia
in disability benefit schemes

- Inclusion of care givers in
compensatory benefit schemes
Establish health and social care
budgets for older persons.

Implement dementia care
policies at national and
subnational levels.
Establish health and social
care budgets for dementia
care. Increase the budget
for mental health care.

Ensure fairness in access
to primary and secondary
health care services, and to
social welfare programs
and benefits.

7. Develop human
resources

Train primary health care workers.
Initiate higher professional training
programs for doctors and nurses in
old age psychiatry and medicine.
Develop training and resource
centres.

Create a network of
national training centres for
physicians, psychiatrists,
nurses, psychologists and
social workers.

Train specialists in
advanced treatment skills.

8. Link with other
sectors

Initiate community, school and
workplace dementia awareness
programs. Encourage the activities
of nongovernmental organisations.

Strengthen community
programs.

Occupational health
services for people with
early dementia. Provide
special facilities in the
workplace for care givers of
people with dementia.
Initiate evidence-based
mental health promotion
programs in collaboration
with other sectors.

9. Monitor
community health

Include dementia in basic health
information systems. Survey high-
risk population groups.

Institute surveillance for
early dementia in the
community.

Develop advanced
monitoring systems.
Monitor effectiveness of
preventive programs.

10. Support more
research

Conduct studies in primary health
care settings on the prevalence,
course, outcome and impact of
dementia in the community.

Institute effectiveness and
cost-effectiveness studies
for community management
of dementia.

Extend research on the
causes of dementia. Carry
out research on service
delivery. Investigate
evidence on the prevention
of dementia.

“People tend to think the onset of dementia deprives you of everything, that
you are lost. That's not true. | wanted to send the message that | am getting
on with my life, just like normal. My brain may be failing but | won't be
alone. | will continue to try and live out my life my own way.”

Mr Ochi, 73 years, speaking in Kyoto of his dementia diagnosis (pictured

below).

RLCESS
ﬁ CCONCRAETS
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5.4 ADI CALL TO ACTION 2005

With the release of the new global dementia prevalence estimates (Ferri et al, 2005) in
December 2005, ADI presented a ‘call to action’ in response to what the press reported
as ‘a ticking time bomb’ (Media release, Friday 16 December 2005).

There is already a great need for community based services, welfare and
support and these new figures show that pressure on governments for
dementia services will increase dramatically in the next few years. (ADI,
2005).

Lessons for policy-making, planning, and allocation of health and welfare resources are
summarised below, focusing around four major themes.

1 Primary prevention should focus on targets suggested by current evidence: risk
factors for vascular disease including hypertension, smoking, type 2 diabetes,
and hyperlipidemia (Breteler et al, 1998). The epidemic of smoking in developing
countries and the high and rising prevalence of type 2 diabetes in Asia are
particular causes of concern. More work is needed to identify further modifiable
risk factors.

2 GPs/primary care: For many low-income countries the most cost-effective
approach will be community primary care to support and advise family care givers
(Shaji et al, 2003; 10/66 DRG, 2004a,b; Patel and Prince, 2001). Day care and
residential respite care are expensive but important elements of a community
service. Residential care is unlikely to be a government priority, but private
nursing and residential care homes are already opening to meet the new
demand. If government policies are well formulated and planned with the
projections described in this paper in mind, the inevitable shift of resource
expenditure towards older people can be predicted and its consequences
mitigated (Kalache, 1991). The health and social care needs of the large and
rapidly growing numbers of frail, dependent older people should be a matter of
great concern for policymakers in developing regions.

3 Achieving progress with dementia care in developing countries has much to do
with creating the climate for change. Poor awareness is a key public health
problem with important consequences: affected people do not seek help, and if
they do, health care services tend not to meet their needs (10/66 DRG, 2004a);
dementia is stigmatised, and sufferers can be excluded from residential care and
denied admission to hospital (Shaji et al, 2003; 10/66 DRG, 2004b; Patel and
Prince, 2001); no constituency is available to lobby government; and families
tend to have less support or understanding from others and experience
substantial strain (10/66 DRG, 2004a).

4 NGOs (ADI): National Alzheimer's associations help to raise awareness and
create a framework for positive engagement between policymakers, clinicians,
researchers, care givers, and people with dementia. Their advocacy, empowered
by evidence of prevalence, effect and need, will help to foster the development of
more responsive services.

5.5 RESEARCH

It has been 100 years since Alzheimer’s disease was first described. However, it is
only in the last 25 years that increased investment in research has made possible
progress towards a better understanding of Alzheimer’s disease and other forms of
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dementia. What happens next will depend on an even greater commitment to research
to slow the onset of dementia or even to find a cure.

Until more effective medical interventions are found, it is important to give priority to
improving quality of life for people with dementia and their care givers, through
improving care service and delivery, non-pharmacological approaches to management
and a focus on the needs of special groups including, those with younger onset
dementia. It is important in this work to establish a priority for the work of the 10/66
Dementia Research Group (www.alz.co.uk/1066/) in developing countries in its aims:

0  To estimate the numbers of person with dementia in those countries which have
not been studied.

To use these studies to learn more about the causes of dementia.
To describe care arrangements for people with dementia.

To qualify the impact of providing care on care givers.

I I W

To encourage the development of support services, and to test how effective they
are.

RLLESE
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6. CONCLUSIONS AND RECOMMENDATIONS

The Asia Pacific region countries already have over half of the world’s population.
Throughout this region, numbers of people with dementia will at least triple between
now and 2050.

Well formulated and planned government policies, in collaboration with private and
community organisations, can reduce the cost impacts of the projected prevalence
growth through cost-effective interventions that deliver quality outcomes for people with
dementia and their families.

Governments in the Asia Pacific region will assist people with dementia and their family

care givers if they recognise that:

U  Dementia is a health priority.

U  Cost-effective interventions exist.

U0 Policy frameworks and plans support all sectors in making a difference for people
with dementia and their families.

The 2004 Kyoto Declaration provides a practical way forward and the framework for a
program of action for Governments, non-government organisations and other
stakeholders. Some Governments have already announced national policies.

The Asia Pacific region countries already have over half of the world’s population.
Throughout this region, numbers of people with dementia will at least triple between
now and 2050.

It is recommended that all Asia Pacific Governments:

1 Consider and adopt the Kyoto Declaration, in the light of their own demographic,
cultural and health care contexts.

2 Develop individually tailored national strategies for dementia that:

O  Create the climate for change through greater awareness and destigmatisation of
dementia.

U Build effective constituencies and coalitions for partnership between policy
makers, clinicians, researchers, care givers and people with dementia.

U  Promote the development of primary and community care services that are
responsive to the needs of people with dementia and their family care givers.

U4 Provide information on the adoption of lifestyles that may reduce the risk of
dementia.

U Make provision for special needs, including people with younger onset dementia,
and people with behavioural and psychological symptoms of dementia (BPSD).

3 Promote investment in research for cause, prevention and quality dementia care.
The issue of dementia is significant enough to justify collaborative action between
regional governments. This could take the form of an initial meeting of Ministers or

policy makers to set a joint agenda or collaboration, for example, in the areas of
research and service delivery.
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APPENDIX: BRODATY TRIANGLE

SEVERITY vs TYPES OF CARE FOR PATIENTS WITH BEHAVIOURAL AND PSYCHOLOGICAL SYMPTOMS OF DEMENTIA

Tier | Description Tiers 2-7 Level of Disturbance & Intervention Use Cumulative
percentage

1 No dementia i Strategies to prevent dementia remain unproven, although some evidence exists for the protective effects of Vitamin E, Vitamin C, statins,
antacids, low cholesterol, hormone replacement therapy, education, increased social, mental and physical activities, treatment of vascular
risk factors and prevention of hypertension.

2 Dementia no 39% * Interventions not widely researched. Medications slowing progression of dementia may also prevent emergence of BPSD. For example

BPSD galantamine has been shown to lower rate of emergence of BPSD. There is evidence that environmental modifications, higher staff ratios
and staff training, may prevent emergence. Early intervention programs for dementia such as Living with Memory Loss program run by
the Alzheimer’s Associations may also prove effective.

3 Mild BPSD 29% * Night time disturbance, wandering, mild depression, apathy, repetitive questioning, shadowing. Management through care giver, staff and
general practitioner education, environmental modifications, general activity programs e.g. education of care givers, multi-sensory
stimulation; abilities-focused program; enhanced nursing home environment; education & environmental modifications; client centred
care; visual barriers; activities, medication guidelines & educational rounds.

4 Moderate 21% % Major depression, verbal aggression, psychosis, sexual disinhibition, wandering. Management through psychogeriatric consultation —

BPSD medications, behavioural management, e.g. physical activity programme; individualised music; stimulated presence; behavioural
management techniques; bright light therapy; outdoor environments; increased environmental quality; telephone hotline for BPSD.

5 Severe BPSD 10% % Severe depression, psychosis, screaming, severe agitation. Management in dementia specific nursing homes or by psychogeriatric team
e.g. dementia special care units; individually tailored psychogeriatric management.

6 Very severe 0.9% & Physically aggressive, severely depressed, suicidal. Management in psychogeriatric or neurobehavioural units; psychiatric hospitalisation.

BPSD
7 Extreme 0.1% & Physically violent. Management in Intensive Specialist Care Unit.
BPSD

Source: Brodaty et al (2003b). *Statistics based on clinical observations. # Statistics based on Lyketsos et al (2000). BPSD = behavioural and psychological symptoms of

dementia.
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