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Dementia &
Co-occurring Conditions

3
Most Persons Living Wi ementia
tP Living With D tia (PLWD)
[ ] o [ ]
Have Co-Occurring Conditions
Comorbidities of Medicare Beneficiaries: 2021
u Only condition 1to 2 other conditions 3 to 4 other conditions u 5+ other conditions
Heart Failure § 8% 24%
stroke E  10% 25%
Atrial Fibrillation B 13% 28%
Chronic Kidney Disease 15% 34% e
coPD B 13% 26% s
Ischemic Heart Disease 17% 33% o e
Asthma 19% 29% -
Diabetes 20% 35% s
Alcohol Abuse 19% 27% s
Drug Abuse/Substance Abuse [ 20% 26% S s0%
Alzheimer's Disease/Dementia 16% 25% S 5&%
Hypertension 32% 34% 3%
Hyperlipidemia 32% 34% S 3%
Hepatitis (Chronic Viral B & C) 21% 27% s
Osteoporosis 27% 30% AT ——
Depression 23% 29% S a%
Cancer 25% 31% o 3%
Arthritis 27% 31% S 3% Figure courtesy
Schizophrenia/Other Psychotic.. JINIEEAEN 22% 23% o &%
HIV/AIDS 29% 28% S of CMS
Autism Spectrum Disorders 41% 17% _1% 4
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Co-Occurrence of Dementia with Advanced Medical Conditions
and Activities of Daily Living (ADL) Impairment

ADL Impairment Dementia
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Co-Occurrence of Dementia with Advanced Medical Conditions
and Activities of Daily Living (ADL) Impairment
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Challenges for

Dementia Care

7
AD/ADRD Increases Likelihood of
Emergency Department Visits
Percentage Changes in ED Visits per 1,000 Fee-for-Service
Medicare Beneficiaries with Selected Health Conditions (2008-2018)
Percentage
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Health Chronic  Diabetes  Cancer COPD Hyper- Ischemic  Stroke Heart AD and
Condition  kidney tension heart failure other

disease disease dementias

*Includes Medicare beneficiaries with a claims-based diagnosis of each chronic condition. Beneficiaries may have more that one chronic
condition. Created from data from the U.S. Centers for Medicare & Medicaid Services.
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PLWD Have Higher Disenrollment Rates for Medicare Advantage
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National Institute
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Impact of Dementia on Hospice Outcomes:
Increased Likelihood of Extended Enroliment or Disenroliment

35%
30% - B No Dementia

. [ Comorbid Dementia
25% ¥ Primary Dementia Dx
20% — = T
15% =
10% =

0% S

Enrolled <3days Enrolled >6months Disenrolled Disenrolled >6mo

National Institute
m on Aging Aldridge, M.D., et al. (2021) J Palliat Med. 25(3):396-404. 10
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Impact on Care Partners

and Families

Greater Care Demands for People Living with Dementia
Weekly Caregiving Hours in the Last 10 Years of Life By Dementia Status and Caregiver Type
Dementia (n=1742) No dementia (n=2207)
354 351
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30+ Spouse a 301
——— Child
o 25 o 25
S 201 3 20
f: 15 f:- 154
g 3
= 10 = 10
54 T
0 ; : : . : ; : . : = ; ‘ : : ;
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Years before death Years before death

N l H National Institute 2
on Aging Reckrey, J.M., et al. (2021) JAMA Intern Med. 181(2):278-279. 1
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Care Partners Report Difficulties and Stressors

Stress of Coordinating Difficulty of Navigating Difficulty of Finding
Health Care * the Healthcare System Caregiver Support*
70% stressful ~ 30% not stressful 53% difficult 47% easy 66% difficult 34% easy

60% [ 1 | | || 1 | 11 ]
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Very Somewhat Nottoo Not at all Very Somewhat Somewhat Very Very Somewhat Somewhat Very
stressful  stressful stressful stressful difficult difficult easy easy difficult  difficult easy easy

*Percentages of bars may not total the percentages above due to rounding.

NlH National Institute 13
on Aging Adapted from Alzheimer’s Association 2024 Alzheimer’s Disease Facts and Figures

Family Caregivers Demonstrate Worse Quality-of-Life
Outcomes Than Non-Caregivers

. 0.6
Compared to controls, caregivers

experienced worse outcomes in: 0.4

0.2

Perceived Stress

* Depressive Symptoms
Mental Health
Physical Health

[ ]
Standardized Change
o
o

-04
PSS: Perceived Stress Scale
CES-D: Center for Epidemiological Studies- Depression
-0.6
MCS: Mental Component Score PSS CES-D MCS PCS
PCS: Physical Component Score e Caregiver e Control
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Cumulative Costs are Greater for
Community Residents Living with Dementia

Families of Community-Dwelling Individuals Without

Dementia shoulder a lower proportion of costs,
x1000 including $49,480 informal caregiving costs.
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Families of Community-Dwelling Individuals with
Dementia shoulder a greater proportion of costs,

x1000 including $176,180 informal caregiving costs.
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Examples of Relevant

NIA Efforts
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NIA-Supported Care/Caregiver Research

* NIA’s broad research portfolio includes, but is not .
limited to: RESEARCH
» work investigating the quality, effectiveness, and
access of different models of dementia care and care
coordination
* studies of the economic impact of dementia care on
individuals, families, and society
* efforts aimed at helping develop and evaluate
effective training and other supportive resources for
individuals caring for people with dementia

Ntora st
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Exploring Interventions for Dementia Care & Caregiving

* NIH commissioned a two-part study in 2018 —
* AHRQ conducted a systematic evidence review of the existing
literature
* NASEM developed a comprehensive report on the evidence base
for dementia care and caregiving interventions
* Key Messages:

*  Most caregiving interventions were not assessed because they had small
sample sizes, were pilots, or had high risk of bias MEETING THE CHALLENGE OF

* Recommendations included implementing and evaluating outcomes for two CARING FOR ERSONS LIVING

. . WITH DEMENTIA AND THEIR CARE

types of interventions: PARTNERS AND CAREGIVERS
*  Collaborative Care Models
*  Resources for Enhancing Alzheimer’s Caregiver Health (REACH) I

*  The report recommends broader implementation of these programs in real-
world settings that allow for continual monitoring, evaluation, and quality
improvement

National Institute . A "
mAging https://www.ncbi.nlm.nih.gov/books,

A WAY FORWARD

released in February 2021
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CMS Guiding an Improved Dementia Experience (GUIDE) Model

* InJuly 2023, CMS announced a new voluntary care model, the GUIDE Model, which holds
promise for improved dementia care and dementia caregiving. This is an example of a
Collaborative Care Model indicated by the NASEM report.

* This team-based collaborative care approach aims to support people living with dementia
and their unpaid caregivers by addressing the key drivers of poor-quality dementia care.

* The GUIDE Model will focus on dementia care management and aims to improve quality of
life for people living with dementia, reduce strain on their unpaid caregivers, and enable
people living with dementia to remain in their homes and communities. It will achieve
these goals through a comprehensive package of care coordination and care management,
caregiver education and support, and respite services.

Nl H National Institute 1 9
on Aging https://www.cms.gov/priorities/innovation/innovation-models/guide

Emergency Departments LEading the Transformation of
Alzheimer’s and Dementia Care (ED-LEAD) Study

* Awarded in 2023, ED-LEAD is a 5-year NIA cooperative agreement to lead a
large nationwide multi-site embedded pragmatic clinical trial to advance care
delivery for people living with dementia and their care partners who visit
the emergency department.

* The study will test three interventions—redesigning the emergency
department experience, nurse-led telephone-based care, and transitional
care delivered by paramedics—to reduce future emergency department
visits and hospital admissions and improve quality of care and care
coordination.

:l:t;ugv;:lg Institute
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IMPACT Collaboratory: A National Resource

The Collaboratory is a national resource for embedded pragmatic clinical trials to improve
the care and health outcomes of persons living with dementia and their care partners.

Training Workshop & Training Modules —\.‘ ‘/— Pilot Grant Program
| \

The Long-Term Care Data ‘
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COOperatiVE iS the |argeSt Data & Resources 7 /r oo I T ) D ion Project Grant Program
. e \ s
integrated database of |‘;.,.‘;‘ ‘
electronic health record data

Lived Experience Panel

. gov | |
\ t 1) =
i ) : ‘-3' E— ' Career Development Awards (CDA) Program
from nursing homes in the

‘ .
U.S. More than 2,000 @_3 [ L
facilities are enrolled, e ) R, S R—
representing 500,000+
residents.

Faculty Scholars Program

Linkages with Medicare claims establish a data infrastructure to monitor future public
health emergencies and the impact of treatment and policy changes.
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