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Abstract

Introduction: The dementia experience is not a monolithic phenomenon—and while core 

elements of dementia are considered universal—people living with dementia experience the 

disorder differently. Understanding the patterning of ADRD in the population with regards to 

incidence, risk factors, impacts on dementia care, and economic costs associated with ADRD can 

provide clues to target risk and protective factors for all populations as well as addressing health 

disparities.

Methods: We discuss information presented at the 2020 National Research Summit on Care, 
Services, and Supports for Persons with Dementia and Their Caregivers, Theme 1: Impact of 
Dementia. In this paper, we describe select population trends, care interventions, and economic 

impacts, health disparities and implications for future research from the perspective of our diverse 

panel comprised of academic stakeholders, and persons living with dementia, and care partners.

Results: Dementia incidence is decreasing yet the advances in population health are uneven. 

Studies examining the educational, geographic and race/ethnic distribution of ADRD have 
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identified clear disparities. Disparities in health and healthcare may be amplified by significant 

gaps in the evidence base for pharmacological and non-pharmacological interventions. The 

economic costs for persons living with dementia and the value of family care partners’ time 

are high, and may persist into future generations.

Conclusions.—Significant research gaps remain. Ensuring that ADRD healthcare services and 

long term care services and supports are accessible, affordable and effective for all segments 

of our population is essential for health equity. Policy-level interventions are in short supply 

to redress broad unmet needs and systemic sources of disparities. Whole of society challenges 

demand research producing whole of society solutions. The urgency, complexity and scale merit a 

“whole of government” approach involving collaboration across numerous federal agencies.
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INTRODUCTION

Dementia is a major health problem that exerts considerable health, social, and economic 

costs on individuals, families, and societies, and presents enormous challenges to systems 

providing healthcare and long term services and support1. Considered a heterogeneous 

disorder, dementia is characterized by clinical variability as evidenced by differences 

in etiology, risk, clinical presentation, pathologic patterns, progression, and prognosis. 

Variability extends to epidemiologic trends in rates, population-based risk factors, social 

determinants of health, economic impacts, and access to healthcare and long-term services 

and supports across population subgroups. It is often said that, “When you meet a 

person living with dementia, you have only met one person living with dementia.” This 

statement highlights that the dementia experience is not a monolithic phenomenon, and 

while some elements of dementia may be considered universal, people living with dementia 

(PLWD) experience the disorder differently depending on their disease risk, life and social 

circumstances, environment, preferences, and resources/supports. These inherent sources 

of heterogeneity present substantial challenges to research given the complex interplay of 

diverse presenting conditions, study participants, care settings, interventions, uptake, and 

variability in treatment efficacy, and organizational policies. Such variability can obscure the 

mechanisms of action of treatment efficacy, implementation, and large-scale dissemination 

of dementia care and services.

This paper is based on discussions during the Theme 1: Impact of Dementia panel of the 

2020 National Research Summit on Care, Services, and Supports for Persons with Dementia 
and Their Caregivers. Given that the theme encompasses a wide range of impacts that go 

beyond the scope of this paper (see Supplementary File S1), we focus on describing select 

population trends, care interventions, and economic impacts, with particular attention to 

health disparities. We define health disparity as any health difference closely aligned with 

social, economic and environmental disadvantages in a society2---which if taken broadly 

can include the impact of disadvantages on diverse populations identified by sex and 

gender, race and ethnicity, language, education, socioeconomic status, geography, living 

arrangements, including people living alone or without caregivers, among others.
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METHODS

In summer 2020, the National Institute on Aging (NIA), in conjunction with the Department 

of Health and Human Services as part of the National Alzheimer’s Project Act, hosted 

the second National Research Summit on Care, Services, and Supports for Persons with 

Dementia and Their Caregivers. The goal was to bring together individuals with a variety of 

backgrounds to identify evidence-based programs, strategies, approaches, and research that 

can be used to improve the care, services, and supports of persons with dementia and their 

care partners. The panels were conducted virtually due to the COVID-19 pandemic, and all 

materials are available online at https://www.nia.nih.gov/2020-dementia-care-summit. This 

paper discusses information from the Theme 1: Impact of Dementia panel comprised of 

co-chairs (MPA, INK), speakers (RW, LH, JZ), and discussants (CHH, LT, CF) with input 

from PLWD, other stakeholder groups convened by summit leaders, and public comments 

received by NIA.

RESULTS

Heterogeneity and ADRD Population Trends

Although the incidence of dementia is declining in the US, the number of persons and 

families living with dementia is increasing with population aging as older age is a dementia 

risk factor.3 As the US becomes more diverse, describing population risk patterns for 

Alzheimer’s disease and related dementias (ADRD) will help clinical, public health and 

long-term services and support providers prepare for the needs of their patients, consumers, 

and communities.

Understanding the epidemiology of ADRD can also provide insights about risk and 

protective factors that may be pertinent to risk reduction and the attenuation of health 

disparities. Importantly, health disparities by definition are socially derived and distinct 

from biological differences.4 If the observed racial/ethnic patterning in ADRD and cognitive 

aging is driven by health disparities rather than biological differences – and indeed there are 

clear indications this is the case5 – the disproportionate burden of ADRD could be mitigated 

through intervening on identified social, economic and behavioral determinants.

Based on national and regional data, significant racial/ethnic as well as gender disparities 

in ADRD prevalence exist.1, 4, 6 Although more Whites live with ADRD than any other 

US racial/ethnic group, older Latinos and Blacks are disproportionately more likely to 

have ADRD. Latest population projection data by age, sex, and race/ethnicity (2015–2060) 

indicate that over 43% of Blacks and 40% of Latinos have the greatest estimated burden of 

disease due to ADRD (Figure 1). Regardless of subgroup, ADRD prevalence was higher for 

women than men. Latinos are expected to have the largest increase in dementia cases over 

the projection period.

The mechanisms by which racial and ethnic disparities exist remain unclear. In a regional 

study of members with Type II diabetes across six racially- and ethnically-diverse groups 

in a large managed healthcare system,7 Blacks, Native Americans and Latinos had higher 

dementia incidence and Asians lower incidence, a trend that persisted among individuals 
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in their 90s.7 The rates followed the same racial/ethnic pattern observed in non-diabetic 

populations suggesting that neither access to healthcare nor the disproportionate burden of 

Type II diabetes explain the observed racial disparities in ADRD.8 Thus, other mechanisms 

exist that may account for the disparity over and beyond comorbidity.

Individuals are embedded within community contexts that serve as environmental 

determinants of health or disease risk. Recent work underscores complex overlapping and 

interacting factors that shape ADRD risk over time from birth to adulthood such as place 

of birth and education. For individuals born in US states with high stroke mortality rates, 

the risk of ADRD increases regardless of race. This may help to partly explain the disparate 

burden of ADRD among Blacks, who are 9.6 times more likely to be born in a high stroke 

mortality state.9 These findings suggest the need for clinical, public health, and policy 

interventions that target cardiovascular risk and life course factors that are place-based 

(health behaviors, educational quality, discrimination) especially in high-risk groups as a 

pathway to reduce ADRD incidence.

High-income countries, such as the US, have reported declining age-specific incidence 

of dementia, yet the putative factors that contribute to the decline have not been 

adequately identified possibly due to the many possible mechanisms for health disparities. 

Although incident dementia is decreasing, the benefits are concentrated among people with 

higher education.10, 11 Education is a key non-biological correlate of cognitive ability 

that is determined early in life, a source of cognitive disparities,12 and implicated in 

cognitive reserve, improved health, health behaviors, and healthcare access.1 Other putative 

mechanisms for ADRD health disparities include variations in medical conditions, health 

behaviors, environmental exposures, discrimination and structural racism, and epigenetic 

factors, among others. 1, 13, 14

Emerging Evidence for Dementia Care Disparities

PLWD receive care in healthcare systems and often rely heavily on families and close others 

for support. We use the term dementia care disparities to encompass equity concerns in 

healthcare and long-term services and supports. Ensuring that services and supports are 

accessible and effective for all segments of our population is essential for health equity.15 

Because the impacts of dementia and disparities in health and health outcomes for PLWD 

and families often are substantial, equity demands that these disproportionate impacts be 

addressed. For example, racial and ethnic minorities, persons with lower socioeconomic 

status, sexual and gender minorities, and rural populations experience greater challenges 

accessing and receiving quality services – disparities that are growing more extreme and 

entrenched as our older adult population becomes increasingly diverse and stratified.1

Higher dementia prevalence and incidence in certain racial and ethnic populations (i.e., 

African Americans, Native Americans, and Latinos) translates to a higher likelihood that 

families from these populations will be caring for a relative with dementia.3, 7 African 

American and Latino families provide higher intensity caregiving,16, 17 report more unmet 

needs,18 and provide care to PLWD with higher levels of dementia-related behavioral 

symptoms. 19, 20 Studies have found variability in caregiver psychological well-being among 

race and ethnic subgroups.21, 22 Moreover, evidence indicates racial and ethnic minority 

Aranda et al. Page 4

J Am Geriatr Soc. Author manuscript; available in PMC 2022 July 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



care partners may be in poorer health when entering a caregiving role.23 Racial and 

ethnic minorities and care partners with lower socioeconomic status are also more likely 

to experience adverse social determinants of health and discrimination which increase stress 

and create barriers to healthcare access.1, 24

There is growing evidence, most of it based on Black and Latino PLWD, of healthcare­

related disparities (Figure 2). At early stages of help-seeking, there are too often delayed 

diagnosis25, 26 and misdiagnosis,4, 27 and challenges in accessing services and referrals to 

dementia specialist care especially for Latinos and Asians.28 Evidence suggests different 

pharmacological treatment for racial and ethnic minority groups. Post-diagnosis, Black and 

Latino PLWD are less likely to be prescribed and more likely to discontinue anti-dementia 

medications.29, 30 Prior work suggests a potentially problematic increase in antipsychotic 

utilization among Latinos even after controlling for dementia severity.31 and higher hospital 

mortality rates among African Americans and Latinos.32 Black and Latino PLWD are more 

likely to reside in under-resourced nursing homes33 where higher rates COVID-related 

deaths have occurred.34 There is less likelihood for advanced care planning among Blacks 

and Latinos compared with white non-Hispanics35 which could account for more aggressive, 

higher-intensity, costly care at end of life,36, 37 with the latter findings potentially explained 

by care preferences.38

Healthcare system disparities are amplified by significant gaps in the evidence base for 

pharmacological and non-pharmacological interventions,39, 40 including care partner support 

interventions and recruitment strategies. 41 There is well-documented and striking under­

representation of disparities populations in ADRD clinical trials and caregiving intervention 

research. For example, findings from a review of 48 studies,42 found that 67% of the studies 

did not report results by racial/ethnic group, or gender. Among studies that did, nearly 80% 

reported statistically significant differences in treatment outcomes by racial/ethnic group 

membership. Using the NIH Stage Model for Behavioral Intervention Development as a 

guide, we find many interventions that reach Stage IV or Stage V trials have been tested 

inadequately in diverse populations, with minimal or no evidence of efficacy and risk, or 

alignment with study participant preferences. Thus, addressing these evidence gaps will 

require that interventions are sufficiently examined in diverse populations prior to being 

evaluated at the pragmatic trials stage.43

Economic Costs of Dementia

Growth in the ADRD population raises questions about the full extent of the economic 

impact, who bears this burden, and how interventions could improve quality of life while 

reducing unequal burden and access. Evidence regarding disparities in economic costs is 

has received limited attention, yet some subgroup disparities are emerging. As new care 

models and innovations in diagnostics and treatments rise, assessments of their costs and 

effectiveness will aid in equitable distribution of resources.

The combined medical and caregiving costs associated with the care of all persons in the US 

with Alzheimer’s dementia were estimated to exceed $500 billion in 2020 and are projected 

to rise to $1.6 trillion (inflation-adjusted) by 2050.44, 45 Of the costs of paid services 

and supports, about 25% are paid out-of-pocket and 75% are paid for by Medicare or 
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Medicaid. For approximately 200,000 Americans who have younger-onset of Alzheimer’s,45 

the proportion of costs paid out-of-pocket may be significantly higher. The per capital 

annual medical costs of persons living with Alzheimer’s age 70 and older, inclusive of 

family care partners’ time, is over $81,000 and will reach $92,060 by 2030 (Figure 3). 

For persons with no Alzheimer’s diagnosis the costs are almost two-thirds less through 

2050.44 The value of time spent caregiving, including all hours across multiple care partners, 

comprises 30% to 50% of the total costs of dementia care, depending on the method used for 

valuing the time of care partners.44, 46 Out-of-pocket and caregiving costs are particularly 

high in the last year of life among community dwelling PLWD, and account for just over 

50% of total expenditures.47

There is a paucity of studies that examine heterogeneity of costs by demographic 

characteristics of PLWD such as race, ethnicity, and living arrangement.48 Studies find both 

higher and lower medical expenditures among non-whites compared to whites and variation 

across types of medical care expenditures likely reflecting differential access to care and 

preference for types of care.49 Typically, PLWD have multiple co-morbid conditions that 

contribute to healthcare use and costs.50 Persons with Alzheimer’s dementia are more 

likely to be hospitalized and have longer stays and use more post-acute skilled nursing 

care and home health care than otherwise similar adults without dementia.51–53 Lifetime 

out-of-pocket medical spending at age 65 is estimated to be more than $38,000 higher for 

PLWD compared to those without dementia.54 Similarly, average lifetime medical care, long 

term care costs and unpaid care costs after age 70, for someone who acquired Alzheimer’s 

dementia, has been estimated to be just over $700,000 compared to $250,000 for persons 

who never acquired Alzheimer’s dementia death.44

Economic costs are devastating for individuals and families and likely unsustainable for 

healthcare systems if numbers of PLWD rise as projected. These estimates are likely an 

underestimate as they often exclude the effects for care partners. Care partners experience 

wage and productivity loss, and increased healthcare utilization. 23, 55 Other financial 

costs to PLWD and their families include changes to living environments to accommodate 

health issues, other paid services, loss of wealth due to financial decision making errors or 

susceptibility to scams,56 and early withdrawals from retirement funds along with lost Social 

Security earnings. Economic impacts may reverberate across generations as adult children 

may bear income and wealth costs now and years later (selling the family home to cover 

long-term care costs, and being at higher risk for acquiring dementia in later life).57 ADRD 

family care partners often incur devastating out-of-pocket costs, and uncompensated labor.46 

Black, Latino and less than high-school educated care partners experience greater out of 

pocket costs.58, 59 Latino and African American women devoted significant portions of their 

annual income to caregiving, 47% and 40%, respectively,58 which may account for increased 

economic impacts for them as they enter later adulthood.

Blacks pay higher healthcare costs compared with white non-Hispanics.60, 61 The economic 

costs of dementia for African Americans is high as evidenced by the fact that although 

they comprise 13.6% of the US population, they represent one-third of the costs of ADRD. 

Families of African-American women with AD bear the lion’s share: 60% of the costs 

of dementia care are borne by families of African-American women with AD.62 For 
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US Latinos 65 years and older living with dementia, it is projected that the direct costs 

(medical plus long-term care) will be $169.1 billion after adjusting for inflation, or 24 times 

greater than costs in 2012 ($6.9 billion) due to the accelerated growth in the older Latino 

population. Lost earnings for Latinos due to AD are projected to increase over 10 times from 

$272 million in 2012 to $2.7 billion in 2060 (in 2012 dollars).63

Costs vary across the continuum of disease from preclinical to prodromal to moderate and 

severe stages.64 Studies report higher cost of mild Alzheimer’s disease dementia compared 

to mild cognitive impairment65 and from mild to severe dementia66 but for whom and why is 

not fully understood. Costs vary across the etiological dementia types,67 although population 

level information on dementia subtype is limited and 30% of dementia diagnoses reported in 

health care claims are for unspecified dementia.28

Misdiagnosis of Alzheimer’s disease is common; about 20% of persons initially diagnosed 

with Alzheimer’s had subsequent diagnoses of non-Alzheimer’s dementia.28 Evidence 

suggests Alzheimer’s misdiagnosis (first diagnosed as Alzheimer’s and subsequently 

diagnosed as non-Alzheimer’s dementia) is associated with higher costs due to more 

inpatient days, emergency department visits and out-patient visits. Persons with diabetes­

related complications and dementia had higher costs than those without dementia68 although 

less is known about the full range of co-occurring diseases for PLWD and their impacts on 

inpatient and outpatient healthcare utilization.

Policies, services, and care delivery environments also impact costs as well as who bears 

the costs. While Medicare pays for home health care, for persons requiring nursing 

home care, Medicare only pays for the first 100 days while Medicaid will cover longer 

stays and memory care units in nursing homes. Newer Medicare benefits such as the 

Annual Wellness Visit, with required cognitive screening, may increase early detection and 

reduce costs, but whether this occurs remains unknown.69 Utilization rates for the Annual 

Wellness Visit cognitive assessment benefit remain stubbornly low nearly a decade after 

implementation. 70 Other changes such as reimbursement incentives to reduce post-acute 

institutional care, have decreased Medicare costs but may be shifting costs to families.71 

Most studies examine costs among beneficiaries in traditional Medicare. Yet over one-third 

of beneficiaries are in Medicare Advantage plans with incentives for care coordination not 

found in traditional Medicare. Medicare Advantage plans have lower hospitalizations and 

readmissions than traditional Medicare72 but whether these differences persist for PLWD 

is unknown. Dementia cost estimates in Medicare Advantage plans vary widely in the few 

studies reporting them.52

Conclusion

Dementia imposes enormous and unsustainable burdens to individuals, families, 

communities, systems of care, government and society at large. These are borne 

disproportionately and increasingly, by certain populations including older people, 

underrepresented racial and ethnic groups, women, people living or having lived in high 

stroke mortality states, and people with low education and socioeconomic status, among 

others.
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Disparities research begins with recognition of disparities, then focuses on understanding 

the mechanisms of those disparities, and ultimately should lead to disparities reduction.73 In 

much of the existing work on dementia healthcare disparities, we have identified differences 

in services and treatment, but it remains unclear to what extent these reflect personal 

preferences, clinically appropriate decisions, or true disparities. Relatively little work has 

moved to understanding mechanisms to reduce disparities although certain areas appear 

ready for this stage of research such as misdiagnosis, anti-dementia medications. Care 

partner support is a critical aspect of routine dementia care, yet we lack sufficient data to 

examine potential disparities in receipt of support.22, 41, 74 There is a paucity of research for 

many disparity populations and glaring gaps in the evidence base for intervention efficacy 

and effectiveness. More research is needed to understand to what extent disparities are 

driven by unequal access, lower quality of care, exposure to discrimination versus patient/

family preferences and clinical appropriateness.

To advance knowledge we need to prioritize research that examines individuals and groups 

that are disproportionately affected by ADRD and disease burden yet have limited resources 

to prevent, treat, or manage cognitive decline. Research opportunities and care strategies 

will need to identify risk factors and social determinants of health and promote multilevel 

strategies that incorporate multiple action points similar to the breadth of determinants 

presented in the NIH Health Disparities Frameworks. 14

Towards this end, future research will need to integrate multiple sources of population-level 

and clinical data and to employ rigorous methods for quantifying heterogeneity in genetic, 

health, functional, social, behavioral, financial, and neighborhood impacts for PLWD and 

care partners across diverse groups. Employing rigorous methods for identifying the drivers 

of heterogeneity would facilitate opportunities to reduce the impact of dementia and to 

derive greater value from funds expended by individuals, families, public and private payers, 

and taxpayers.

Whole of society challenges demand research producing whole of society solutions.

As noted by a recent NASEM report,74 most dementia care research has focused on 

interventions at the individual level, and underrepresented groups have not received adequate 

attention. Thus, although significant evidence gaps exist, opportunities to study interventions 

at the community, policy and society levels can pave the way for innovation. Given 

the enormous number and heterogeneity of PLWD and informal care partners along 

with insidious health disparities, individual, family, and policy level interventions are of 

heightened urgency to redress broad unmet need and institutionalized disparities.

The urgency, complexity and scale merit a “whole of government” approach involving 

collaboration across numerous federal agencies. The National Institutes of Health (NIH) is 

the most well-resourced and visible federal agency sponsoring and conducting dementia care 

research. Important complementary activities are led by agencies including the Center for 

Medicare and Medicaid Innovation (CMMI), the Administration for Community Living, 

the Centers for Disease Control and Prevention, the Health Resources and Services 

Administration, the Veterans Administration, the Agency for Health Research and Quality, 
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among others. To the extent practicable, the engagement of the Departments of Labor, 

Commerce, Justice and Education would strengthen these efforts by addressing challenges 

in the dementia care workforce, economic burdens of dementia, and redressing abuse, and 

exploitation. Thanks to congressional action, NIH funding for ADRD research has grown 

from approximately $500 million in fiscal year 2012 to $3.1 billion in fiscal year 2021.75 

While the bulk of funding remains centered on biomedical research, NIH expanded its 

dementia care research portfolio; in fiscal year 2020, NIH supported 67 dementia care and 

caregiver intervention research projects.75 However, other agencies lag behind. For example, 

only four CMMI Health Care Innovation Awards focused on dementia. Despite the National 

Alzheimer’s Project Act’s decade-old mandates for an annual national plan and creation 

of a federal advisory council with representatives from many of these agencies, no formal 

mechanism exists to facilitate coordination of dementia research agendas across agencies. 

Additional resources would allow agencies to accelerate ADRD disparities research and 

then scaling, disseminating and improving effective dementia care interventions in ways that 

optimize quality of life, improve value, and ensure health equity.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Key Points

• Dementia incidence is decreasing yet the advances in population health are 

uneven.

• Significant gaps exist in the evidence base for pharmacological and non­

pharmacological interventions, and readiness to disseminate in real-world 

settings for underrepresented groups is lagging.

• The combined medical and caregiving costs associated with the care of 

all persons in the US with dementia is high and unsustainable based on 

projection estimates.
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Why Does this Paper Matter?

Ensuring ADRD healthcare services and long term care services and supports are 

accessible, affordable and effective for all segments of our population is essential for 

health equity. Research addressing risk factors and social determinants of health is 

needed to reduce individual, family, healthcare and societal disease burden of ADRD 

across all groups, and groups that disproportionately bear the burden.
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Figure 1. 
Estimated prevalence of Alzheimer’s disease and related dementias in the US Population 

aged ≥65 years, by sex and race and ethnicity; United States, 2014.
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Figure 2. 
Emerging Evidence of Care Disparities for African-American and Latinx Persons Living 

with Dementia.
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Figure 3. 
Average Annual Costs Are Increasing and Higher for Persons Living with Alzheimer’s 

Disease
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