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ON THE HORIZON

The rising incidence of dementia around the world calls
for global collaboration and decisive financing

Nathaniel Counts, Arindam Nandi, Benjamin Seligman, and Daniel Tortorice

he world has been appropriately preoc-

cupied with the COVID-19 pandemic

for nearly two years. But this immediate

crisis should not stop us from prepar-

ing for another impending public health threat:
Alzheimer’s disease and related dementias. Without
investment in more effective and accessible treat-
ments and prevention strategies, dementia will slow
economic growth and undermine global health and
economic equity. Nations must act now to prepare
for this underappreciated global health challenge.
Dementia results in significant declines in not only
cognitive performance but also overall psychological
and physical functioning, inevitably interfering with
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an individual’s ability to remain independent. The
conditions grouped together under Alzheimer’s
disease and related dementias (Alzheimer’s demen-
tia, vascular dementia, Lewy body dementia, and
frontotemporal dementia) have different underlying
pathologies but share important features. All are
progressive and ultimately fatal, and all are irrevers-
ible and lack treatments. Symptoms of Alzheimer’s
disease and related dementias are relatively rare in
people younger than 50, but their prevalence prac-
tically doubles every five years thereafter.

The first step in addressing a problem is under-
standing its scope. A common measure of the
burden of disease is disability-adjusted life years,



which accounts for the impacts on both function-
ing and life expectancy. Though this is an imperfect
measure that can reinforce ableism and ageism, it
still provides a chilling snapshot of the damage
wrought by dementia.

Dementia is currently the sixth greatest contrib-
utor to disability burdens globally among people
ages 55 and up. The burden of disability escalates
with population aging: dementia contributed 33.1
million disability-adjusted life years in 2019, and if
the burden continues to grow at the same rate as in
the past decade, it will contribute 55.1 million in
2030, 81.1 million in 2040, and 115.8 million in
2050. Ultimately, the global burden of dementia
will more than triple over the next 30 years and
it will become the fifth greatest contributor to
global disability in this age group (Bloom and
others 2021).

Worse yet, the center of gravity for the global dis-
ease burden of dementia is shifting from advanced
economies to low- and middle-income countries,
reflecting changes in the global distribution of
older adults. Lower-middle-income countries will
account for nearly 30 percent of the growth in
dementia-related disability-adjusted life years from
2019 to 2050. Upper-middle-income countries
will also account for a growing share (12 percent
growth during 2019-2050). By contrast, the share
in advanced economies will decrease by 30 percent.
By 2050, poorer countries are projected to contrib-
ute more to the global disease burden of dementia
than wealthier ones (Bloom and others 2021).

Dementia’s economic burden

In addition to the human toll, dementia imposes
a substantial economic burden. Researchers have
made several efforts to estimate the economic
and societal burdens of this group of diseases and
forecast the potential future costs. We selected five
representative studies that forecast the economic
or societal burden of dementia to illustrate the
predicted burden (see table).

All the studies forecast substantial increases in the
societal and economic burden of dementia in the
coming decades. Many find that the burden will
more than double between 2020 and 2050, with one
study forecasting a nine-fold increase. The per capita
estimates of forecast economic and societal burden
vary depending on the costs included, the methods
used to quantify and extrapolate those costs, and the
context in which the burden was estimated. All studies

examined direct medical costs, such as outpatient and
inpatient care and long-term care costs; some also
included nonmedical costs, such as transportation
to appointments. Many studies also tried to include
costs associated with informal caregiving.

These findings of dementia’s growing economic
and societal burdens do not account for some key
aspects of their full extent. For example, none
of these studies examined the effects of demen-
tia on productive activities outside of the market
(for example, uncompensated childcare that older
adults provide) or take into account the extent to
which individuals value averting dementia. The
actual social and economic burden is thus likely
to be larger than the studies predict.

These impacts of dementia impede economic
growth. The findings above indicate that the rising
burden of dementia will deplete the labor force and
reduce productivity as individuals take on informal
caregiving roles for those with dementia, as well
as reduce the capital supply available to invest
elsewhere as dementia care consumes substantial
resources. These effects will impact global economic
equity as the burden begins to shift to lower- and
middle-income countries.

Inadequate funding

Given the growing economic and societal burden
of dementia, global investment in its treatment,
supportive care, and prevention is seriously lacking.
Cancers have more than 50 times as many inter-
ventional clinical trials registered on ClinicalTrials.
gov as dementia, even though the latter contrib-
utes approximately eight times more to disabil-
ity. If dementia received investments compara-
ble to cancer, it would likely initiate a cascade of
much-needed treatment breakthroughs.

Funding for addressing dementia care is, unfor-
tunately, inadequate. Multiple randomized con-
trolled trials demonstrate the benefits of interdisci-
plinary, team-based care for caregivers and patients.
Despite the extensive evidence of their benefit, these
approaches to mitigating the costs of dementia are
under-implemented. Wider implementation may be
hampered by fee-for-service health care payment
models, which undervalue team-based care.

In terms of research and development (R&D) for
new treatments, dementia has one of the highest
failure rates in clinical development. An analysis
of 150 trials completed between 1998 and 2017 for
Alzheimer’s disease found 146 failures; only 4 were
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The growing cost of dementia

Five studies forecast the rising burden of dementia on society and the economy.

" 3 Total Costs Forecast Per Capita Forecast
Article AD/Dementia Country Types of Costs (2020 US$, bllions) Costs (2020 USS)
Cimlerand AD European Direct medical costs (inpatient and outpatient costs, | 2015: 281 2015:553
others (2019) Union AD-related treatment), long-term care, informal 2030: 510 2030: 988
care costs (opportunity cost) 2040: 636 2040: 1239
2050: 766 2050: 1,511
2060: 862 2060: 1,735
2070: 906 2070: 1,857
2080: 933 2080: 1,935
Jiaand others AD& China/Global | Direct medical costs (inpatient, outpatient, out-of- | AD Costs China AD Costs China
(2018) Dementia pocket costs) 2015: 183 2015: 571
Direct nonmedical costs (social sector costs, formal 2020: 272 2020: 820
long-term-care fees, nourishment) 2030: 554 2030: 1,585
Indirect costs (opportunity cost, caregiver mental 2040: 1092 2040: 2.979
health, and patient comorbidities) 2050 2,064 2050:5,439
Dementia Costs Global Dementia Costs Global
2015: 1,046 2015:3,259
2020: 1,452 2020: 4,388
2030: 2,774 2030:7,933
2040: 5,274 2040: 14,388
2050: 9,959 2050: 26,247
Sado and Dementia Japan Direct medical costs (inpatient and outpatient costs) | 2015: 144 2015:1,129
others (2018) Formal long-term-care costs, informal care costs 2020: 168 2020:1,325
(mixed replacement cost and opportunity cost) 2030: 206 2030: 1,704
2040: 221 2040: 1,947
2050: 219 2050: 2,071
Wimo and Dementia Global Direct medical costs 2015: 893 2015:2,784
others (2017) Direct social care costs 2030: 2,180 2030: 6,246
Informal care costs (opportunity cost)
Hurd and Dementia United States | Care purchased in marketplace (out-of-pocket costs, | Replacement Cost Replacement Cost
others (2013) Medicare, long-term-care assistance) 2010: 385 2010: 1,244
Informal costs (replacement cost or forgone wages 2020: 456 2020:1,377
of caregvers) 2030: 646 2030:1,847
2040: 914 2040: 2,493
Forgone Wages Forgone Wages
2010:318 2010: 1,029
2020: 377 2020: 1,140
2030: 534 2030:1,528
2040: 757 2040: 2,066
Sources: As cited in the table.
Note: AD = Alzheimer’s disease. All costs are adjusted to 2020 US dollars and calculated as per capita costs based on the populations in the
region. Because of differences in discount rates, not all forecasts may be directly comparable.

approved by the US Food and Drug Administration
(PhRMA 2018). This equates to a 2.7 percent suc-
cess rate, while the success rate of drug development
programs overall (those eventually leading to FDA
approval) has been pegged at 13.8 percent (Wong,
Siah, and Lo 2019).

The disease process for dementia is still not
well understood, which could also be hold-
ing back R&D. Moreover, while hundreds of
candidate therapies demonstrate effectiveness
in animal models, the findings do not seem to
translate well to humans. R&D is also not well
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coordinated globally, and data sharing has been
limited. Finally, clinical trials for dementia are
often prohibitively expensive because of the dif-
ficulty in recruiting participants.

Learning from COVID-19

But there are lessons to be learned from the
COVID-19 pandemic, which has demonstrated
the need for greater planning to escape the woefully
suboptimal cycles of neglect and panic: neglecting
health challenges until they are upon us, and then
panicking to belatedly address them.



TR

Unlike COVID-19—type pandemics, which are
characterized as low-probability and high-visibility,
the gathering storm of dementia is high-probability
and low-visibility. COVID-19 showed that the
global community is able to tackle the most com-
plex research challenges rapidly and effectively
when the economic peril of inaction is obvious
and we invest sufficient resources.

Health care systems worldwide need to begin
reconsidering their approach to delivering care to
people with dementia. Support for interdisciplinary
team-based care for patients and families living
with dementia should be a priority, especially in
high- and middle-income countries. Disease man-
agement programs, which implement standardized
approaches to delivering and coordinating care
for people with particular chronic diseases, and
innovative financing mechanisms (for example,
value-based or outcome-based contracting) are
examples of how such care can be scaled up in
many settings.

With respect to the development of novel ther-
apies, governments of advanced economies must
lead an effort to ramp up spending on dementia.
These countries currently bear most of the eco-
nomic and societal costs of dementia because of
their populations’ age structure and thus have the
most to gain in the short term. Increased invest-
ment would also bolster their economies, offering
additional financial benefits.

Advanced economies should invest in three areas
to boost dementia R&D: direct funding (especially
basic research); stronger incentives for private invest-
ment in R&D; and support for patient access to the
fruits of R&D, including the absorption of patient
costs—particularly in low- and middle-income coun-
tries. This support may extend to development of the
health care infrastructure. As part of any such ini-
tiative, governments of advanced economies should
build a global R&D ecosystem that can develop
necessary clinical trial infrastructure and repositories
of biological samples (biobanks). These governments
should encourage investment in many simultaneous
drug development projects, which, by diversifying
across projects, would mitigate the extreme risk of
a lone development project. The necessary capi-
tal could be raised through the establishment of
a megafund with a government guarantee on the
principal investments. Investments in the mega-
fund could work like bond financing; investors get
their original investment back plus interest from the

proceeds of successful drug developments (Fagnan
and others 2013).

Such investments are critical to improve global
economic equity. Informal caretaking is a large part
of the reality of living with dementia, particularly
as the disease progresses. Family members often
perform that role, and it is intense, difficult, and
often heartbreaking work. Women typically bear
a disproportionate burden of caregiving in many
countries, halting their progress toward equity in
the labor force. Equity is particularly relevant in
low- and middle-income countries, as many of the
risk factors for dementia are associated with systemic
disadvantages (including air pollution and lack of
access to education or nutritious foods). The eco-
nomic burden is thus concentrated among those
already in the most challenging financial situations,
feeding the cycle of poverty. Rich-country efforts to
link, scale, and invest from richer countries can help
the poorer ones realize their full productive capacity
in the coming years.

‘What? So what? Now what?’

In sum, the problem is that dementia is gradually
becoming an overwhelming societal burden. Why
does this matter? In addition to the enormous
health and social burden, dementia is an economic
nightmare about to metastasize as the world, espe-
cially poorer countries, experiences unprecedented
population aging. How do we address this prob-
lem? We need optimal—that is to say, massive—
investments in care, prevention, and R&D, led
by advanced economies that incentivize private
investment and prioritize poorer economies’ access
to the dividends. It is not just the humanitarian
thing to do—it also makes eminently good eco-
nomic sense. [
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