David Cook
2024 Alzheimer’s Disease Director, Government Affairs
Facts and Figures Report

ALZHEIMER'S ()') ASSOCIATION'



2024 2024
ALZHEIMER'’S DISEASE ARKANSAS
FACTS AND FIGURES ALZHEIMER'S STATISTICS

" 60,400 i aserrs . dde376

HMAPPING A BETTER
FUTUSE FOR DEMENTIA _; £ CAREGIVING
[} " i

~ 155,000 ot Condties 7 BB
t. 270,000,000 38.0%
it $4,448,000,000 < ew 25.0%

Fa T . ———
| q? WORKFORCE
= # of Gt

CARE MAVIGATION

s 55 stiemtettad 59 900

poussieeiels 9 A3 @O frwmteiin 2@ Bog
gl oy 21.5%
$396M

it TemIEEL  14.6%
Abcon o o g et e’ 27092
5*_ MORTALITY 282.8% NCREALE i ALTHEIMER'S DEATHE 2000
A ] 559 Suincu Gth

A

ALZHEIMER'S ()') ASSOCIATION'



What We Learned...

There are currently 6.9 MILLION Americans 65+ living with Alzheimer’s
— a number expected to reach nearly 13 million by 2050.

Total cost of care continues to be unsustainable, reaching $360 billion
— $15 billion higher than a year ago.

Deaths from Alzheimer’'s have increased significantly during the past
two decades.

The dementia care workforce, including dementia care specialists and
direct care workers, is not keeping pace to meet future demands.
Special report reveals dementia caregivers want and need help
navigating current health care and support systems.

Six in 10 health care workers (60%) say the U.S. health care system is
not effectively helping patients and their families navigate
dementia care.
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Prevalence
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The number of Americans

65+ living with Alzheimer’s
is expected to double by
2060.

Projected Number of People Age 65 and Older (Total and by Age) in the U.S. Population
with Alzheimer’s Dementia, 2020 to 2060
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Created from data from Rajan et al #5218
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Gender and Racial Differences
in Alzheimer’s Prevalence

* Almost two-thirds of Americans with
Alzheimer’s are women.

» Older Blacks/African Americans and
Hispanics/Latinos are disproportionately
more likely than older non-Hispanic whites
to have Alzheimer’s or other dementias.

» Population-based studies for other
racial/ethnic groups are needed.
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Disease Prevalence by State

State  Number « State prevalence is for 2020 and

lin thousands) - provides updated data from study
Alabama B — published last year.
Alaska 2.4 8.8
P g - * Report eliminates comparisons and
P co 13 % increase between 2020-2025.
California e 12 * Report for first time includes Top 10
Colorado 908 104 U.S. counties for prevalence™ (study
Connecticur 768 — shared previously in conjunction with
Delawars 223 11.3 AAIC 23)

*Populations of 10,000 or more individuals age 65 or older.
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Arkansas Prevalence
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Mortality and morbidity
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Between 2000-2021, Alzheimer’s Deaths
Increased by 141%

Percentage Changes in Selected Causes of Death (All Ages) Between 2000 and 2021
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While deaths from the #1 cause of
death (heart disease) decreased.

5th-leading cause of death among

individuals age 65 and older in 2021. |
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The Progression of Alzheimer’s is
Slow and Burdensome

e Alzheimer’s disease begins 20 years or more
before the onset of symptoms.

e People age 65+ survive an average of four to
eight years after a diagnosis, yet some live as
long as 20 years.

e At age 80, approximately 75% of people with
Alzheimer’s dementia live in a nursing home
compared with only 4% of the general population
age 80.

e The long duration of the disease contributes
significantly to the public health impact of
Alzheimer’s.
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Who Are the Alzheimer’s Caregivers?

« Two-thirds of caregivers are women, and
one-third are daughters.

« About one in three caregivers is age 65
or older.

* More than half of primary caregivers take
care of their parents.

« One quarter of dementia caregivers are
“sandwich generation” caregivers, taking
care of both an aging parent and child.

* 41% of caregivers have a household
income of $50,000 or less.

* 66% live with the care recipient in the
community.
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Caregiving

More than 11 million Americans
provide unpaid care for a family
member or friend with dementia,
a contribution to the nation
valued at nearly

$350 billion.
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Race, Ethnicity and Caregiving

« Two-thirds of caregivers are White. 10% are Black, 8% are Hispanic, and 5% are
Asian American. The remaining 10% represent a variety of other racial/ethnic
groups.

« Black caregivers more likely to provide more than 40 hours of care per week than
white caregivers (54.3% versus 38.6%). Also more likely to care for someone with
dementia (31.7% versus 11.9%) than White caregivers.

« Black dementia caregivers — 69% less likely to use respite services compared
with white caregivers.

« Hispanic, Black, and Asian American dementia caregivers indicate greater care
demands, less outside help/formal service use, and greater depression when
compared with white caregivers.

ALZHEIMER'S ()') ASSOCIATION'



State Caregiver Health Data

Percentage of Dementia Caregivers Reporting Health Conditions by State, 2016-2022

Poroentage Peroentage

Percentage Reporting Percentage Reparting

Reporting at Least Percentage Freguent Reporting at Least Percentage Freguent

Cmee Chronic Reporting Poor Physical Ome Chronic Reporting  Poor Physical

State Conaditinm Depression Health State Comnditinm Depression Health
Alabama 575 ins 150 Montana® 56.9 22.8 1
Alaska 517 277 15.2 Mebraska 576 25.4 132
Arizona 66T 277 155 MNevada 54.2 311 1
Arkansas T2.EB 380 250 Mew Hampshire G662 28.4 147
Californas 810 186 131 Mew lersey 623 279 12E
Colorado 53.0 367 155 Mew Mexico 648 31.3 126
Connecticut 64.0 7.5 D4 Mew York 54900 247 120
Delaware B1.E 233 1 Morth Carolina 58E 41.0 1E1
District of Colsmbsa® 651 t 1 Morth Dakota 60.1 304 BB
Florida 65.4 2B.E 136 Ohio E17 278 174
Georgia 64.9 332 151 Ciklahoma EB8.2 39.6 172
Hawaii 496 16.5 El Ciregon 574 336 85
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e Arkansas is one of
14 states with
updated BRFSS
caregiver health
data.




Arkansas Caregiving

More than 155 thousand
Arkansans provided 270 million
hours of unpaid care for a family
member or friend with dementia,

a contribution to the state valued
at $4.448 Dbillion.
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A rka nsas D emen t i a *Preliminary findings based on 23-24 data collected by

Alzheimer’s Arkansas

Caregiver Respite
Grant Program

- $200k Annual funding

- Funding depleted by March

- Majority of Grant Recipients
in Metro’s

- 89% of grant recipients are
not Medicaid eligible

- Access issues in rural areas
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Use and costs of Health care,
Long-Term Care and Hospice
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Alzheimer’s is One of the Costliest Conditions to
Society and the U.S. Economy

Distribution of Aggregate Costs of Care by Payment
Source for Amernicans Age 65 and Older with Alzheimers
aor Other Dementias, 2024°

Total cost:

£160 Billion (&) Projected future

increase
Medicare

- 5164 B, 45%

M $15 billion N eq rI y

increase
- :’;:';:m $360 $ 1
e Billion Trillion

v
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Workforce
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Despite Growth, Direct Care Workforce
Shortages Remain Significant

Direct care workers play a vital role in caring for people living with dementia in private
homes, adult day services, residential care, skilled nursing homes and other settings.

Between 2012 and 2022, direct care workers increased from 3.2 million to 4.8
million.

Job growth reflects preference for “aging in place” and public policies expanding
access to home and community-based services.

Although sizable, these employment projections fall short of true workforce demand.

— Turnover rates remain high — estimated at 77% annually for direct care workers
and 99% for nursing assistants in nursing homes.

— To fill the service gaps, Arkansas will need to increase its home health and
personal care aid workforce by 29.5% by 2030 (21,900 -> 28,350)
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Lack of Dementia Care Specialists

« 55% of PCPs caring for people living with Alzheimer’s report
there are not enough dementia care specialists in their
communities.

« Arkansas is one of 20 states that have been termed
“dementia neurology deserts.”

* Arkansas will need to increase the number of practicing
geriatricians by 143.5% to care for those projected to have
Alzheimer’'s dementia in 2050.
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Special Report

Mapping a Better Future for
Dementia Care Navigation
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What We Did

« Conducted two nationwide surveys of U.S. dementia caregivers
(1,500+) and health care workers (1,200+) most likely to provide care
navigation services, largely nurses, social/community health workers.

« Survey of dementia CGs included responses from Asian, Black,
Hispanic, Native and White Americans.

« Surveys examined several issues, including:

v CGs/HCWs experience, exposure and attitudes on dementia care
navigation (DCN).

v/ DCN services and supports provided/needed.

v/ Perceived benefits of DCN for both people living with dementia
and their caregivers.

v/ Barriers to dementia care navigation.
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Key Takeaways: Dementia Caregiver Survey

 Dementia caregivers want and need help navigating the current health
care system. 70% say care coordination is stressful.

« Cost of care and care coordination are top stressors for dementia care
caregivers.

« The vast majority of dementia caregivers — 97% — say having navigation
support would be helpful.

 More than 4 in 5 dementia caregivers — 85% — say having access to a care
navigator would influence their choice of provider.
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Key Takeaways: Health Care Worker Survey

« 60% of workers surveyed say the current health care system is not
effectively helping people living with dementia and their caregivers
navigate dementia care.

* Nearly half of these health care workers (46%) say their employers’
practices and hospitals do not have a clearly defined process for care
coordination and clinical pathways for people with MCI, Alzheimer’s
disease or related dementias.

« While many of these workers are helping dementia caregivers address
current challenges -- 75% of health care workers assisting dementia
caregivers say they have no formal dementia care training.
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Difficulties and Stressors Dementia Caregivers

Experience

Stress of Coordinating Health Care* Difficulty of Navigating the Difficulty of Finding Caregiver Support®
Health Care System
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Top Stressors for Getting Dementia Care

‘Whorries about cost and expenses

Coordinating with multiple dectors

Secheduling and helping with appointments

Getting help to take a break

Finding appropriate doctors

Finding support services and resources

Fesling unprepared to be a caregiver

)
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Transportation to dockor visits

Getting care for urgent needs
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Contacting administrators or billing

Getting prescriptions
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Understanding recommended treatments

Lack of knowledge about the dissase
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Findimg climical trials
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Health care workers most likely to provide navigator-type
support and services

Navigator’s Professional Role

50%

42%
40%

35%
30%
20% 18%
e
14% 12%
10% 7%
- =
1%
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| \ | \ | | |
Nurse Social Physician Community Caregiver Navigator Not sure Other
worker assistant health worker
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Anticipated Outcomes for Care Recipients Receiving Care
Navigation
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Anticipated Outcomes for Dementia Caregivers Receiving
Care Navigation
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Navigation services dementia caregivers view most
valuable

Care Navigator Services That Would Be Valuable to Dementia Caregivers

Having a 24/7 support or help line to call 36%

Coordinating care and communication between different specialists 34%

Help understanding the care recipient's condition 34%

Assistance with insurance or public benefits

Help with scheduling appointments 31

31
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Training on how to care for someone with thinking or memory problems

%

Help managing behavioral symptoms

30%

Help understanding the health care system

Help finding services to take a temporary break from caregiving 30%
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Time Spent on Navigator-Type Services and % of
Patients with Cognitive Issues

Patients Receiving Mavigation Services
Wheo Have Mild Cognitive Impairment,

Professional Time Spent Providing
Alzheimer's Dise ase or Other Dementia

Mavigator-Type Services

. Mean percentage of time . Mean percentage of patients
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Services Provided That Support Dementia Care for
Patients and Their Families

E Prowided especially by medical professionals E Provided espacially by nonmedical professionals

Referrals to community support services and resources

Helping with emotional and cultural support

Screening for safety nesds

Help understanding the health care system

Help managing behavioral symptoms

Coordimating care and communication between different specialists E7%

Help understanding mild cognitive impairment or dementia

Help manitoring medications

Help with planning for end-of-life decisions

ALZHEIMER'S ()') ASSOCIATION'



Most Valuable Services in Supporting Dementia Care
for Patients and Their Families

E Seen as especially important by medical professionals

Referrals to community support services and resources

=1

Traiming on how to care for someons with dementia
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Help managimg behavioral symptoms

Helping with emotional and cultural support
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Coordinating care and communication between different specialists
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Help finding services to take a temporary break from caregiving

Help understanding the health care system

5T

Screening for safety needs

Help understanding mild cognitive impairmant or demeantia

Help monitoring medications
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Health Care Workers’ Views on the Effectiveness of
Dementia Care Navigation

Health Care System's Effe ctiveness at Helping
Dementia Patients and Families Navigate Health Care

Own Organization’s Effective ne ss at Helping
Dementia Patients and Families Navigate Health Care
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Barriers to Dementia Care Navigation

. Seen as a barrier Seen asthe biggest barrier
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Lack of community- Current pay ment Lack of trained health Lack of trained nurse

based resources for meodels do not incentivize care socialworkers practitioners

dementia caregiver care coandination
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In Summary

 The 2024 Facts and Figures special report offers deeper insights from dementia
caregivers and health care workers about the current state of dementia care
navigation (DCN).

« Studies show effective DCN can improve health outcomes, reduce costs and
lessen caregiver stress.

» Dementia caregivers would welcome DCN support and believe it offers benefits
for both PWDs and caregivers.

 Formalized DCN programs are not widespread currently, although upcoming
CMS pilot program (GUIDE) could help build momentum for change.

We want our report will be a catalyst for change — encouraging health systems
and practices to enhance dementia care navigation to help people living with
dementia and their caregivers.
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