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Dementia is one of the nation’s most expensive old-age health conditions and the
most time consuming for family caregivers. As many as 6 million people ages 65 and
older live with Alzheimer’s disease in the United States, representing about one in 10
older Americans!

However, rates of dementia are not uniform across the older population. Those with lower levels of
education, the oldest old (people ages 85 and older), women, and racial and ethnic minorities are at
greater risk of dementia. The types of living arrangements of people with dementia—whether they
live at home, in a residential care setting (such as assisted living), or a nursing facility—also differ
depending on the availability of family caregivers and financial resources.

This brief summarizes what we know about the characteristics of people with dementia and their
caregiving and living arrangements based on studies funded by the National Institute on Aging
(see box, page 2). Understanding the characteristics of those with dementia can help lawmakers
design policies that better meet the needs of this rapidly growing population and their families.



BOX

What Is Dementia?

Many conditions and diseases can cause dementia—a set of symptoms that may include memory loss and
difficulties with thinking, problem-solving, or language. Alzheimer’s disease is the most common cause, but
dementia can also be caused by injuries from impaired blood supply to the brain, often after a stroke. Other
types of dementia include Lewy body dementia and frontotemporal disorders.

Alzheimer’s disease and other related dementias are characterized by progressive cognitive decline that
interferes with independent functioning. In the National Health and Aging Trends Study (NHATS)—a nationally
representative sample of Medicare beneficiaries ages 65 and older—respondents are classified into three
categories: those with no dementia, possible (or early stage) dementia, and probable dementia. Participants
are classified as having probable dementia if a doctor has told the person that they have dementia or
Alzheimer’s disease.

For respondents without a diagnosis, dementia status is determined through a test measuring cognitive
functioning, including memory (word recall), orientation (such as knowing the date and year), and executive
functioning (drawing a specific time on a clock). In addition, for respondents unable to self-report, proxy
respondents (typically a family member) answer the ADS, a series of eight Yes/No questions about the
respondent (problems with judgment, reduced interest in hobbies, repeats self, trouble using tools or
appliances, forgets correct month/year, trouble handling finances, forgets appointments, daily problems with
memory/thinking).

Cut points (based on standard deviations from the mean) are then used to group study participants into
different categories. In the 2011 NHATS, 11% of Medicare beneficiaries ages 65 and older were classified as
having probable dementia (10% among the non-nursing home population).?

Clinical guidelines developed by the National Institutes of Health and the Alzheimer’s Association also define
three stages of Alzheimer’s disease (the most common type of dementia):

- Preclinical: Brain changes, including amyloid buildup and other nerve cell changes, may already be in
progress, but significant clinical symptoms are not yet evident.

- Mild cognitive impairment (MCI): A stage marked by symptoms of memory and/or other thinking problems
that are greater than normal for a person’s age and education but that do not interfere with their
independence. People with MCI may or may not progress to Alzheimer’s dementia.

- Alzheimer’s dementia: The final stage of the disease in which symptoms of Alzheimer’s, such as memory
loss, word-finding difficulties, and visual/spatial problems, are significant enough to impair a person’s ability
to function independently.?

People with advancing dementia (or moderately severe dementia) are more likely to have difficulty with one
of three daily living activities (dressing, bathing, or using the toilet) and cognitive difficulties that make it more
difficult to manage medications or finances, whereas people with advanced dementia have difficulty with all
these functions and more.*

No cure for Alzheimer’s disease currently exists, and no treatments have been proven to prevent its onset or
delay its progression, but researchers are studying ways to treat the disease and expand support for people
with Alzheimer’s disease and their families.

More information about different types of dementia is available on the National Institute on Aging website:
https://www.nia.nih.gov/health/alzheimers/related-dementias.
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Dementia Patterns Vary Widely Across Different Groups

Higher educational attainment is associated with a lower risk for dementia. Older adults with
more education have lower prevalence of dementia, more years of cognitively healthy life, and
fewer years with dementia.? In 2015, 6% of older college graduates (ages 70 and older) had
probable dementia, compared with 19% of their counterparts with less than 12 years of education
(see Figure 1).

Numerous studies have found that more schooling is associated with a lower risk of dementia.
Researchers explain this connection in a variety of ways. They suggest that education may directly
affect brain development by creating a cognitive reserve (stronger connections among brain cells)
that older adults can draw upon if their memory or reasoning ability begins to decline. They also
suspect that people with more education may be better able to develop techniques to compensate
or adapt in the face of disrupted mental functions. In addition, education brings multiple advantages.
They point out that people with more education tend to have healthier lifestyles, higher incomes,
better health care, and more social opportunities—all associated with better brain health.

The share of the older population with dementia has fallen over the past two decades and continues
to decline. Analysis of data from the U.S. Health and Retirement Study (HRS) found that dementia
declined from 11.6% in 2000 to 8.8% in 2012 among those ages 65 and older.® Another study using
data from National Health and Aging Trends Study (NHATS) found a decline from 13.0% in 2011 to
11.8% in 2015 among those ages 70 and older.* The downward trend is likely the result of better
brain health related to higher levels of education.®

FIGURE 1

Dementia Prevalence Rates Vary Widely Across Different Groups

Prevalence of Probable Dementia Among the U.S. Population Ages 70 and Older, 2015
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Source: Vicki A. Freedman et al., “Short-Term Changes in the Prevalence of Probable Dementia: An Analysis of the 2011-2015 National Health and Aging Trends Study,” Journals of
Gerontology, Series B 73 (2018): S48-S56.
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The prevalence of dementia is persistently higher among the Hispanic/Latino population, with those ages 70 and older experiencing more
than double the rate among non-Hispanic white older adults. © Juanmonino/E+ via Getty Images

Dementia prevalence increases with age. About 5% of adults ages 70 to 79 had probable dementia
in 2015, compared with 16% of adults ages 80 to 89 and 31% of adults ages 90 and older. As the
U.S. population grows older, the number of people with dementia is projected to increase sharply.®

Women are slightly more likely to have dementia than men. Among adults ages 70 and older,
10.1% of women and 9.6% of men had probable dementia.

Non-Hispanic whites have lower rates of dementia than other racial/ethnic groups. The rates

of probable dementia among “Hispanic and other” racial/ethnic minorities ages 70 and older (17%)
was double the rate among non-Hispanic white older adults (8%). Recent declines in dementia
prevalence have been concentrated among non-Hispanic white and non-Hispanic black groups,
whereas dementia prevalence has been persistently higher among the Hispanic/Latino population.’

Racial/ethnic differences in dementia prevalence are linked to immigrant status. Researchers have
found that non-Hispanic white, Hispanic, and other immigrants have higher rates of dementia
compared with their U.S.-born counterparts. However, the opposite is true for non-Hispanic black
immigrants, who are less likely to have dementia than U.S.-born, non-Hispanic African Americans.®

Married older people may have a lower risk of dementia than their unmarried counterparts.

A study that tracked a nationally representative set of HRS participants over 14 years found that
married people were less likely to experience dementia as they aged.® By contrast, unmarried older
adults—including those who were cohabiting, divorced/separated, widowed, or never married—had
significantly higher odds of developing dementia over the course of the study.

Divorcees were about twice as likely as married people to develop dementia, with divorced
men facing a greater risk than divorced women. The researchers’ analysis showed that differing
economic resources and health-related factors (such as behaviors and chronic conditions) only
partly accounted for higher dementia risk among unmarried people.
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Dementia-Related Death Rates Vary by State

The rate of Americans who die from dementia is increasing. In 2017, 66.7 deaths per 100,000 people
were attributed to dementia, compared with 30.5 in 2000, according to a recent report from the

U.S. Centers for Disease Control and Prevention (CDC).° Part of this increase may reflect the decline
in mortality due to other chronic conditions, such as heart disease. Since many people may go
undiagnosed, published death rates may understate dementia-related deaths.

In 2017, Alabama, Georgia, Kentucky, North Carolina, South Carolina, and Tennessee were among
the states with the highest age-adjusted death rates for dementia (more than 80 deaths per 100,000
population; see map). Maine, Massachusetts, and Oregon also had relatively high death rates from
the disease, whereas New York had the lowest death rate for dementia (43 per 100,000).

Geographic variations across states may reflect different approaches to diagnosing dementia,
different guidelines for coding dementia, and differences in the socioeconomic status and racial/
ethnic composition of populations across geographic areas." The CDC adjusts for age differences
across states to ensure that differences in death rates between geographic areas are not due to
differences in the age distribution of the populations being compared.

MAP

The Highest Age-Adjusted Death Rates From Dementia Are Clustered in
Southern States

Age-Adjusted Deaths Per 100,000 Population by State, 2017
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Source: Ellen A. Kramarow and Betzaida Tejada-Vera, “Dementia Mortality in the United States, 2000-2017,” National Vital Statistics Reports 68, no. 2 (2019).
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Most People With Dementia Live in Settings Other Than Nursing Facilities

In 2015, about 85% of Americans with probable dementia lived at home in the community or in
supportive care settings (such as assisted living or personal care homes), whereas about 15% lived
in nursing facilities.? Among those with dementia living in settings other than nursing homes in 2011,
80% were in traditional community settings and about 20% lived in residential care settings (about
15% in assisted living and another 5% in independent living).®

The availability and capacity of family and other informal caregivers, income and asset levels,
and the type of care needed all contribute to determining the setting in which older adults with
dementia live. Eligibility for government programs and the availability of services, some of which
vary by state, also play key roles.

People with advancing dementia who live at home are more likely to be racial and ethnic
minorities, foreign born, and less educated. Krista Harrison and colleagues used NHATS data
to examine the living arrangements of older adults with advancing dementia, defined as probable
dementia that interferes with some aspects of personal care or household activities (see box,
page 2)M Those living at home were much more likely to be black or Hispanic, not born in the
United States, and lack a high school diploma—characteristics that are linked to socioeconomic
disadvantage and health disparities (see Figure 2, page 7).

People with advancing dementia who live at home have more social support but also more
chronic conditions. Older adults with advancing dementia residing at home tend to have more
social support (a partner, larger social networks) and less functional impairment than their
counterparts in residential care or nursing facilities. At the same time, home-dwelling people
with dementia tend to have worse overall health and more chronic conditions.

The researchers question whether “living at home with dementia is achieved at the expense of
trade-offs on family members’ mental, physical, and financial well-being, or results in disparities in
unmet needs or access to high-quality dementia care.”

Most older adults with cognitive impairment who live alone rely on an adult child for assistance.
Milder forms of cognitive impairment often precede a dementia diagnosis (see box, page 2). For
those with cognitive impairment residing alone, another analysis of NHATS data showed that in
. 201, two in three (66%) relied

o\ on an adult son or daughter for
assistance that enabled them to
live independently!® About one in
eight relied on paid professionals
as primary caregivers. Most of the
adults with cognitive impairment
were older, widowed females.

Most Americans with probable dementia are cared for at home or in supportive
care settings like assisted living centers. © Willowpix/E+ via Getty Images
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FIGURE 2

The Characteristics of Older Adults With Advancing Dementia Differ By Care Setting

Socioeconomic and Demographic Characteristics of Medicare Enrollees Ages 65 and Older With Advancing Dementia, by Care Setting
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Notes: All differences comparing home versus residential care versus nursing home significant at P> .05. The amount used in many states in 2012 to determine eligibility criteria for
Medicaid-paid nursing home care was $25,000.

Source: Krista L. Harrison et al., “Care Settings and Clinical Characteristics of Older Adults With Moderately Severe Dementia,” Journal of the American Geriatric Society 67, no. 9
(2019): 1907-12.

Where People With Dementia Live and How They Receive Care Depends
Partly on Their Ability to Pay

Most older people, including those with dementia and their caregivers, prefer to receive care at
home rather than in nursing facilities, and many families take pride in providing care themselves.
Reflecting these preferences, an increasing proportion of Medicaid funds for lower-income older
adults are being spent on home- and community-based services and support (such as personal
care assistance and home-delivered meals) rather than on institutional care!® These services vary
considerably by state and aim to enable people with dementia to continue living at home or in a
residential care setting rather than in more costly nursing facilities.

Higher-income people with dementia are somewhat more likely to live in residential care,
whereas lower-income people with dementia are more likely to live in nursing homes or at
home."” Medicare and Medicaid policies contribute to shaping these residential patterns. Medicare
does not pay for most long-term support and care, in either a residential care setting, such as an
assisted living facility, or a nursing home. For lower-income older adults (or those who spend down
their savings or assets to qualify), Medicaid may pay a portion of supportive care costs, primarily

in nursing facilities, depending on the state. The median annual cost of assisted living, one type of
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residential care that typically provides social

but not medical support, was $49,000 in

2019. The median annual cost of a nursing

facility that provides medical support, which Dementia care is more costly

often serves lower-income older people with than other conditions and puts a
Medicaid coverage, was $90,000.® . . -
disproportionate burden on families.

Middle-income people with dementia are
less likely to receive paid care. An analysis
of NHATS data by Jennifer Reckrey and
colleagues showed that only one in four older adults with probable dementia living at home (25.5%)
received paid care in 2015.° Among the fraction with advanced dementia, only about half (48.3%)
received paid care. Analysis showed that those receiving paid care were more likely to qualify for
Medicaid, be male, unmarried, have fewer children, and require more help with daily activities than
their peers without paid care.

The researchers observed that older adults with probable dementia in the lowest and highest
income groups (below $12,000 and above $43,000 annually) were somewhat more likely to
receive paid care, reflecting that “not just functional need but also financial resources and Medicaid
eligibility” contribute to patterns of where older people with dementia live.

“[Tlhe middle class, who neither qualify for Medicaid-funded home care nor have the means to pay
for significant paid caregiving out of pocket, face a unique challenge: They must either rely solely
on family caregivers to meet their needs or pay out of pocket for paid caregivers until their wealth is
exhausted and they become Medicaid eligible,” the researchers write.

Monetary Costs of Dementia Care Shouldered by Families

Dementia care is more costly than other conditions and puts a disproportionate burden on families.
What people with dementia need most is supervision and help with personal care and household
activities—services not covered by Medicare—whereas the drugs or surgeries commonly used to
treat conditions such as heart disease and cancer are covered.

“The lifetime cost of dementia is high,” report researchers from the RAND Corporation. Using
HRS data, RAND researchers found that those who live with dementia for at least six months

pay, on average, $38,500 more out of pocket from age 65 to death (adjusting for length of life,
demographics, lifetime earnings, and other health conditions).?° These dementia-related costs are
nearly all composed of spending on nursing homes.

Similarly, Amy Kelley and colleagues used HRS data to show that health care for Medicare
beneficiaries in the last five years of life was far more costly and involved significantly higher
uncovered out-of-pocket costs for those with dementia than for those with heart disease, cancer, or
other medical conditions.?' Out-of-pocket costs averaged $62,000 for people with dementia, more
than 80% higher than for someone with heart disease or cancer.

Families of older people with dementia also spent a larger share of family assets for care in the

last five years of life than families of those with other conditions. During these years, families spent
nearly a third of their wealth (32%) on dementia care, compared with 11% for other diseases. African
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Americans, people with less than a high school education, and unmarried or widowed women faced
the greatest economic burdens (see Figure 3).

FIGURE 3

The Cost Burden of Dementia Is Highest Among Economically Vulnerable Groups

Out-of-Pocket Expenditures on Dementia During the Last Five Years of Life as a Percentage of Wealth, by Population Subgroup

100%

90%
83.6%

80%

70%

60% 58.2%
50% 47.5%
40% 36.4%
32.2% 31.8%
30% 24.3%
20%
0% 13.8%
10% 7.4% .
o% I
TOTAL Black Non-black Less than High school Female, Female, Male, Male,
high school  graduate married not married married not married

Source: Amy Kelley et al., “The Burden of Health Care Costs for Patients With Dementia in the Last Five Years of Life,” Annals of Internal Medicine 163, no. 10 (2015): 729-36.

The challenge, according to the researchers, is that “Medicare does not cover health-related
expenses most valuable to those with chronic diseases or a life-limiting illness, such as homecare
services, equipment, and non-rehabilitative nursing home care.” These costs are “largely borne by
individuals and families, particularly among vulnerable subgroups.”??

When intangible costs are considered, caring for an older parent with dementia at home may be
as costly as institutional care. Norma Coe and colleagues calculated the median direct and indirect
costs to a daughter who cares for her mother who cannot be left alone.?® Their estimate accounted
for not just a caregiver daughter’s lost earnings but also her future employability, lost leisure time,
and impact on her well-being. Their findings suggest that costs total nearly $200,000 over two
years, about the same as full-time care in a nursing facility.

Most U.S. adults ages 65 and older do not have long-term care insurance. In 2014, just 11% of
older adults had such coverage, which protects them from catastrophic expenses related to long-
term care support and dementia care if they did not qualify for Medicaid, analysis of HRS data
showed.?* Caroline Pearson and colleagues estimated that by 2029, only about half of middle-
income seniors ages 75 and older will have sufficient financial resources to pay for supportive care
in a private residential setting (such as assisted living) if they develop conditions such as dementia.?®

Unpaid Family Members Provide Most of the Care for People With Dementia

Although older adults with probable dementia represent only about 10% of people ages 65 and
older, they receive 41% of all care hours, and their informal caregivers make up one-third of all
caregivers, according to data from the 2011 NHATS and the related National Study of Caregiving.?®
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Overall, daughters provide the bulk

of unpaid care hours for people with
dementia (39%), followed by spouses
(25%), sons (17%), and other family and
friends (20%). Older adults with dementia
have larger caregiving networks than
those without dementia and are twice as
likely to have multiple caregivers sharing
tasks.?”

Caring for people with dementia living
at home is the most time-intensive
type of elder care. Among adults ages
65 and older who received help, those
Compared with their parents’ generation, baby boomers who develop with probable dementia received many

dementia may be less likely to have a spouse or an adult child to serve as .
a caregiver. © Willowpix/E+ via Getty Images more hours of care, averaging 92 hours

per month versus 68 for those without
dementia.?® Caregiving was particularly time consuming for spouses or daughters or those who lived
with the care recipient, totaling 145, 102, and 143 mean hours of caregiving per month, respectively.?®

Another team of researchers found even larger differences in care for people with and without
dementia, using data from the HRS and a somewhat different definition of care and age range.®°
Among adults ages 70 and older, those with probable dementia received more than twice as many
hours of monthly care on average than adults without dementia: 171 hours versus 66 hours.

Many people with dementia rely on family members even when they have paid care. Reckrey and
colleagues showed that among those with probable dementia who lived at home and had paid care
providers, informal family caregivers provided more than half the total weekly care hours (83 hours
of paid and family care).®' In addition, Judith Kasper and colleagues found that family caregiving
does not end when older adults with dementia move into residential care settings such as assisted
living; about 80% of older adults with dementia living in residential care had at least one family or
unpaid caregiver assisting with self-care or household activities.>?

Unpaid caregivers for older adults with dementia report more difficulties than caregivers of
those without dementia, but the differences have narrowed. Many of the circumstances of unpaid
caregivers of older adults with dementia improved between 1999 and 2015, according to Jennifer
Wolff and colleagues.® They found that among primary family caregivers of older adults with
dementia, the proportion reporting substantial physical or financial difficulty declined during the
16-year period, and their use of respite care nearly doubled.

Looking Ahead

The recent decline in the share of U.S. older adults with dementia is good news for families and
health care providers. However, researchers question whether dementia prevalence can continue
to decline in tandem with higher rates of obesity and diabetes, which are both cardiovascular risk
factors for certain types of dementia.

Research has also identified large and growing disparities in dementia risk by socioeconomic status

and race/ethnicity, which could slow progress in reducing dementia prevalence. The high rate of
probable dementia among Latinos is of particular concern, given the increasing numbers of Latinos
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in the U.S. population.® A better understanding of the causes of the recent decrease in dementia
prevalence can help shape interventions that could contribute to further declines, with tremendous
implications for older Americans, their families, and the costs of public programs. Policies that
address growing disparities in dementia risk by ensuring equity of access to the resources and
environments that contribute to healthy cognitive function are crucial to the overall health of the U.S.

older population.®®

Regardless of trends in dementia prevalence, rapid population aging in the United States will
contribute to an increase in the number of people living with dementia in the coming decades.
Demographers foresee shifting family structures as the large baby-boom generation (ages 56 to 74
in 2020) approaches ages when the risk of dementia increases. Declines in marriage, high rates

of divorce, and lower fertility over the last few decades mean that more baby boomers may reach
older ages without a spouse and with fewer adult children, on average, than earlier generations to
rely on for care, suggests Emily Agree.*®* However, the chances of having a partner still living in later

life may increase, depending on mortality trends.

As the pool of traditional family caregivers for older Americans changes, patterns of family care for
people with dementia and other functional difficulties may shift as well. Policymakers can help by
making paid care more affordable and implementing policies that support the emerging roles of
siblings, friends, cohabiting partners, and more distant relatives as caregivers.

Given that family caregivers “provide the lion’s share of care in the community,” Reckrey and
colleagues call for expanding direct payments to family members who provide care. They also argue
for “new ways of making paid caregiving more accessible throughout the income spectrum” via
Medicaid expansion, increased spending on home- and community-based services, and tax credits
or tax deductions for paid caregiving expenditures.®”
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