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Learning Objectives

Dementia Detection
1) to understand the demographic imperative
2) to appreciate the challenges of this initiative

3) to learn about recent efforts to address these challenges

- YU Langone
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Overview

e Revisit what has been a well-described problem

* An old study on detection — are we still making the same mistakes?
* Why do we need public health?

* What is our BOLD Center of Excellence and how did we get there?
* Current research — part of the detection puzzle

e Concluding remarks
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A Personal Story
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Shaped by Clinical Experience

e As a chief medical resident running an urban resident clinic

e 83 year old woman with resistant hypertension
» SBP:158/78; HR: 62 on no meds

* Six months / five visits later: three blood pressure medications
» SBP: 146/82; HR: 64

* Medical resident: “She does not recognize me from last

month’s visit.”
» MMSE: 14 (we had no idea...)
» Results of home visit...
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Do Physicians Identify or Diagnose Dementia?
An Old Story — A New Mandate

* Do We Detect Cognitive Impairment?

* Physicians surveyed (n=729) in southern California health
maintenance organization (2000-01)

* They were asked to estimate the cognitive functioning of one of the
selected patients participating in the cohort study of estrogen and
memory function

* 2-Stage Dementia assessment (TICS/TDQ)
* Medical records reviewed for dementia documentation

Chodosh, et al. / Am Geriatr Soc. 2004;52:1051-1059
N
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Do we recognize dementia when we see it?

On a scale from 0 to 10 with 0 being “no cognitive impairment”
to 10 being “severely impaired”, please estimate your patient’s
level of cognitive impairment by placing an ‘X’ on the
appropriate number.

|”"I""|"”I”"|'"'I""|""I'”J‘”'I“'l‘”'l””|"”l“";""I”"|"”I””|“”I”';|c')"

EARLY DETEGTION OF DEMENTIA

’BOLD QU Langone

Health

Physician Recognition of Cognitive Impairment
Any ruler selection > 0 = recognition of impairment
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11/7/2023

Projected Number of People Age 65 and Older (Total and by Age
Group) in the U.S. Population, 1960-2060

U.S. Population Ages 65 and Older, 1960 to 2060 (Millions)

100 98 Million ------

80

60

40 46 Million ------ Ages 65-84

20

1960 1970 1980 1990 2000 2010 2014 2020 2030 2040 2050 2060

BOLD Source: PRB analysis of data from the U.S. Census Bureau. Fact Sheet: Aging in the United States. PRB. Published 2022. Accessed October NYU Langone
wi 24, 2022. https://www.prb.org/resources/fact-sheet-aging-in-the-united-states/ \ Health

11

Workforce Needed — AD/ADRD

Clinicians / Other Providers
PREVALENCE INCREASES = INCREASED

Primary care physicians BETWEEN 2020 AND 2030 — 1.2 NEED FOR MEMBERS OF THE PAID
MILLION ADDITIONAL DIRECT CARE OIS
Advanced practice clinicians WORKERS

DIAGNOSING, TREATING AND CARING
Geriatricians (MORE THAN FOR ANY OTHER SINGLE FOR PERSONS LIVING WITH

OCCUPATION IN UNITED STATES) DEMENTIA.
Neurologists

Psychiatrists

Other Licensed Providers
Registered nurses L

s 3
Psychologists / therapists 'F' E fo”‘w Y{*' "
Social workers “‘
Personal care /home health aids

Nursing assistants

~
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Alzheimer’s Association. 2023 Alzheimer’s Disease Facts and Figures. Alzheimer’s Dement 2023;19(4). DOI 10.1002/alz.13016
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Projected Increases Between 2020 and 2025
in Alzheimer’s Dementia Prevalence by State

’Bo L D 67%-12% 12.1%-17.3% W 174%-226% W 227x-279x [ 280%-333% YU Langone
e Adapted from: \.« Health
Alzheimer’s Association. 2023 Alzheimer’s Disease Facts and Figures. Alzheimers Dement 2023;19(4). DOI 10.1002/alz.13016

13

Do we need public
health to solve this
problem?
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What is public health?

* Organized structures that engage people (officials, staff, and volunteers)
dedicated to promoting and protecting the health of all people and
their communities

* The health care industry treats people who are sick—public health aims
to prevent people from getting sick or injured in the first place.

* Public health also focuses on entire populations, while health care
focuses on individual patients.

* Public health has had a major influence on chronic disease, notably,
hypertension, diabetes, HIV, addiction healthcare, and most recently,

COVID-19
- -
NYULangone
Emg.,.l';;.nm Health
15
Is dementia just another chronic disease?
Component Other Chronic Diseases Dementia
Treatment Effective Drugs Marginal effect/behavioral
Decision-making Usually preserved Often lost esp. when late
Self-management Patient +/- care partner Eventually care partner
Care partner training Disease oriented typically Person-centered, safety
Community supports Improving SDoH Direct services / SDoH (?)
Prognosis Often not thought of terminal Shorter term life-expectancy
Adapted from: Reuben DB, Epstein-Lubow G, Evertson LC, Jennings LA. Chronic disease management: why dementia care is different.
Am J Manag Care. 2022 Dec 1;28(12):e452-e454. doi: 10.37765/ajmc.2022.89258. PMID: 36525665.
NYUL
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The scope of public health

GOVERNMENT AGENCIES
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What iIs the role of
public health?
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The 10 Essential
Public Health
Services

To achieve optimal health for all, the Essential
Public Health Services actively promote policies,
systems, and services that enable good health
and seek to remove obstacles and systemic and
structural barriers, such as poverty, racism,
gender discrimination, and other forms of
oppression, that have resulted in health
inequities.

Everyone should have a fair and just opportunity
to achieve good health and well-being. This is
what health equity looks like!

“BOLD
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Build and maintain a
strong organizational
infrastructure for
public health

Improve and innovate

through evaluation,

research, and quality
improvement

Build a diverse and
skilled workforce

Enable
equitable
access

Assess and
monitor
population
health Investigate,
diagnose, and
address health
hazards and root
causes

Communicate
effectively to inform

Utilize legal
and regulatory

YULangone
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What does dementia

have to do with

health equity?
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Wm 12 Factors Associated with Dementia
Early Mid-life Later Life

Life 2. Hearing Loss 7. Smoking ::;::}::::z
3. Traumatic Brain Injury 8. Depression 40%
1. Less 4. Hypertension 9. Social Isolation
Education 5. Alcohol 10. Physical Inactivity
_ >21units per week 11. Air pollution
6. Obesity 12. Diabetes Risk
Unknown
60%
® | | | NYUL
BOLD angone
s Adapted from: The Lancet. 2020.DOI: (10.1016/50140-6736(20)30367-6 k/ Health
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Dementia is a health equity issue Z‘%
Black adults
2x more likely than White adults to develop dementia
(Power et al. 2020, JAMA Neurol)
Black and Hispanic adults
More than 2x likely than Whites to have MCI or dementia.
(Wright et al. 2021, J Alzheimers Dis)
BOLD Power MC, Bennett EE, Turner RW, et al. Trends in Relative Incidence and Prevalence of Dementia Across Non-Hispanic Black and White ‘ NYU Langone
Individuals in the United States, 2000-2016. JAMA Neurol. 2021;78(3):275-284. doi:10.1001/jamaneurol.2020.4471
e v : \,Health
22
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STARTING PREMISE

Dementia is a manageable chronic
condition, if we...

Detect it early — before a crisis
Center relationship — foundation of effective care
Address complexity — it’s our reality
Manage risks — could “No Crisis” be a goal of care?

Y
. NYULangone

\,Health
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Early detection of dementia
IS essential to managing
these risks

What does this have to with BOLD and
how did we get there?

N
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{

2005-2010

{

2011-2017

{

2018

Timeline of National Public Health Policy

* Healthy Brain Initiative established with Congressional support

(2005)

* HBI Road Map 1%t edition released (2007)
* Caregiver Module added to BRFSS (2009)
* Healthy People 2020 adds 2 dementia objectives (2010)

* Cognitive Decline Module added to BRFSS (2011)
* National Alzheimer’s Project Act (NAPA) signed into law (2011)
* National Plan to Address Alzheimer’s 1t edition released

(2012)

* HBI Road Map 2" edition released (2013)

« HBI Road Map 3" edition released (2018)
* RAISE Family Caregivers Act signed into law (2018)
* Supporting Grandparents Raising Children Act signed into law

(2018)

* Building our Largest Dementia (BOLD) Infrastructure for

Alzheimer’s Act signed into law (2018)

-
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2019-2020

 {

2021

L

2022-2023

{

Public health policy and guidance on dementia, cognitive health and caregiving

* HBI Road Map for Indian Country 1%t Edition released

(2019)

* Healthy People 2030 expands to 3 dementia objectives

(2020)

* Initial BOLD awards distributed (2020)

« Additional BOLD awards distributed (2021)
* NAPA adds new goal on risk reduction (2021)
* Formation of the HBI Collaborative (2021)

* National Strategy to Support Family Caregivers 1

edition released (2022)

* HBI Road Map 4t edition released (2023)
* Next round of BOLD awards distributed (2023)

@ HEALTHYBRAIN
INITIATIVE

Collaborative

2

(2}

WHAT IS BOLD?

BUILDING OUR LARGEST DEMENTIA INFRASTRUCTURE

Federal enabling legislation passed in 2018
The Centers for Disease Control and Prevention
empowered to create dedicated, dementia-focused

public health infrastructure

Competitive application process
* Initial awards — 2020: 3 Public Health Centers of Excellence, 23

public health programs

-
BOLD

EARLY DETECTION OF DEMENTIA

Second round —2023: 43 public health programs

A~
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MOST STATES NOW HAVE BOLD

2020 2023

2023 CDC BOLD Award
Recipi

[ Geographic Location
of Awardees

Pugﬂ.im
- ‘NYU
NYULangone
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Research Findings and Evidence-Informed Practices

PUBLIC HEALTH
CENTER OF ...
EXCELLENCE
S e B 2 PUBLIC HEALTH
CENTER of EXCELLENCE

ONDEMENTIA
PUBLIC HEALTH CENTER OF EXCELLENCE CAREGIVING
EARLY DETECTION OF DEMENTIA
| /
Assisting the Development of

Caregiving-Focused Programs and
Initiatives

Increasing Early Detection PI'O“.‘Oting RiSk_
and Awareness of Dementia Reduction Strategies

28
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http://www.alz.org/risk-reduction

NYU BOLD Public Health Center of

Excellence for Early Detection of Dementia
Mission, Vision, and Actions to Increase Early Detection

Finding evidence-based public health strategies
for early detection and better care for older adults with dementia
and their care partners

“ Collect and widely Co-create solutions Promote change
- share ways to with national within stakeholder
improve detection partners organizations
EARLY DETECTION OF DEMENTIA natlonW|de

A~
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Who we are....

BOLD Public Health Center of Excellence (PHCOE)
on Early Detection of Dementia

Soo Borson, MD

Joshua Chodosh, MD, MSHS
(Co-Lead)

(Co-Lead)

Simona Kwon, DrPH

Matthew Lee, MPH, DrPH
(Co-Investigator)

(Assistant Professor)

Karyn Marsh, PhD

(Co-Investigator) senem Suzek, MA

(Program Director)

Alok Vedvyas, MS, MSJ

- Alexandra Nordyke
(Program Analyst)

(Project Coordinator)

l@b@

CDC: NU58DP006911

BOLD BOLD (Building Our Largest Dementia Infrastructure) \ YUHLeaar:ﬁ?ne

EARLY DETECTION OF DEMENTIA
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Leveraging Our Network

e Across the country, we facilitate

PHCOE-EDD National Partner Network

connections between groups
conducting similar work

We engage our national stakeholder
network to ensure reach, relevance,
and sustainability, which continues to
inform our early detection materials.
We provide programs with technical

assistance in various forms including
PHCOE Partner Status

expert feedback.

[ Emerging partners
[ Partners of interest
identified

Our leads and co-leads routinely
present at national, regional, and local | N
venues to advocate for early

detection. e Plieitg\sico
. VY
NYULangone
E..?..L...D::_ Health

[l Estoblished partners

31

Organizational Strategic Focus

Public Health Departments P

.BOLD \NY,U Langone

e o Sk Distinct but interactive sectors

Health

32
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“Early” Detection

Persons who are

without support

Detection means
identifying the
problem

impacted already suffer in silence
know
.Fémilies become frustrated, leads to
misinterpret negatively spiraling
“Early” symptoms relationships
too often means
any detection Care partners

endure isolation

Anyone can detect, health
care professionals diagnose

I

I

***9)doad ‘uo132913p INOYUM
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Our strategies for effective
communication include:

dementia diagnosis

* This has to happen in Primary Care

-
BOLD

EARLY DETECTION OF DEMENTIA

* Being prepared to have effective, productive conversations

— having simple encouraging statements as openers

* Recognizing that all three sectors play an important role

— knowing that detecting a problem is just the beginning

* Understanding the role of screening tests and when they can be helpful

* Having a clear understanding of cognitive impairment and the elements of a

A~
NYULangone
\, Health
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Early Detection Toolkit for Health Systems

Ecological Model of

i
- TABLE OF \: Dementia Detection Stakeholders
BOLD E ;
CONTENTS DETECTIO! A, AT
UDVER & ) f i\
Early Detection m | “’
of Dementia Toolkit - | — S \ /

Health Systems

Where is dementia detected?

YU Langone

\,Health

\ Feolings matter: Use
L 1mgdpy|l|ly

body language.

Building trust

35

Many organizations,
departments (local, county, and state)
have embraced and are engaged in
achieving better dementia detection and
care

Exemplars
Wisconsin

“BOLD
_ _ \lunleaa'}fﬁ ne

PUBLIC HEALTH CENTER OF EXCELLENGE
EARLY DETECTION OF DEMENTIA
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Early Innovator Spotlight : Wisconsin’s State-Wide Early Detection
Engine — Dementia Care Navigation as Part of Public Health

2023

Kristen Felten
Aging and Disability
Resource Centers .
(ADRCs) county-level | |
agencies — free 2021: Dementia Care Specialist
services to public program became a state budget
* Created dementia program resc \1"\ rces line item

care specialist ! S

70 Dementia Care Specialists
working in Aging and
Disabilities Resource Centers,
covering all 72 counties and 5
tribes.

program
BOLD P Zry ROCK COUNTY QWISCONSINDEPARTMENT /N;t”_angone
| ol 1 54 WISCONSIN of HEALTH SERVICES \/Health
37
Partner Activities: Key Strategies
Public — Academic Partnerships leverage mutually needed resources
* Telehealth — addressing issues reach and scalability (equity)
* Project ECHO — broad educational reach (equity)
* Annual wellness visits
* Webinars
* Website resources
Linking public health — community resources
* Memory screenings
* Qutreach
* Dementia-informed community services
® UL
angone
Em?.,.l'mbm \,Healgh
38
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Fast forward: Dementia Care Navigation as Part of Health Care Delivery
GUIDE Model: CMMI’s Alternative Payment Model for Dementia 2023

Margaret has been diagnosed with dementia. Her daughter, Kathy, is her caregiver. Margaret an
Kathy are concerned about Margaret’s future and being able to meet her evolving needs af

Conmonnumhc-nsm
B ool s+ and Kathy feel

rtain about how t0 access the resources

S gty s \

W fr

YU Langone
\-r

o
BOLD Health

s https://www.cms.gov/priorities/innovation/innovation-models/quide
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Related Research on a National Scale
Using Pragmatic Designs for
Clinical Trials

HearVA-ED
ED-LEAD

G
Bo L D | | \Y/U Langone

PUBLIC HEALTH CENTER OF EXCELLENGE
EARLY DETECTION OF DEMENTIA

Health

20



The HEAR-VA Pilot Study: Hearing
assistance provided to older adults in
emergency departments

Testing the feasibility and potential benefit of providing a simple
hearing assistance device (personal amplifier) during an emergency

department (ED) visit, for people who reported difficulty hearing
(what if you also have cognitive challenges?)

Screening for self-reported hearing difficulty for patients 60 years and
older and likely to be discharged home (ESI: 3-5)

Hearing Handicap Inventory — Survey (10 items)

RCT — 1:1 randomization '
Intervention participants received personal amplifiers
« e
BOLD VA HSR&D HX002421-01A1 3

41

HEAR-VA Pilot Study: Outcome Measures

Post-discharge survey
6-item Hearing and Understanding Questionnaire (HUQ)
3-item Patient Understanding of Discharge Information (PUDI).
Use of the personal amplifier during their ED visit.

Follow-up phone calls at 4 days and 35 days post-ED visit
Information on return ED visits after discharge

~~

~BOLD NYULangone

S i Health
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7 months

Screening — Enrollment — Retention

| Assessed for eligibility (n=538) ‘

Figure 1. Consort Diagram ‘

Excluded (n=405)
« Did not meet inclusion criteria (n=205)

]

« Declined to be screened (n=132)

Wineﬂ to participate (n= 68)

Randomized (n= 133)

Allocated to Control Group (n=67)
Qmpleled discharge survey (n =63)

L ; Allocation )J ¥ \

/ Allocated to intervention (n=66) )

ompleted discharge survey (n =60)

\

—/

ED Re-Visit Follow-Up

4

up only (n=3)

EARLY OETECTION GF DEMENTIA

Lost to follow-up (n=11)
« Unable to reach patient by phone for 5 and

30 day follow-up (n=6)
+ Unable to reach patient for 30 day follow- .

+ Withdrew from study (n=2)

Lost to follow-up (n=11)

« Unable to reach patient by phone for 5 and
30 day follow-up (n=3)

Unable to reach patient for 5 day follow-up
only (n=3)

+ Unable to reach patient for 30 day follow-

H

NYUL
\ angone
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Intervention

Contral

Intervention

Gonrol

Intervention

Control

Intervention

Control

Intervention

Contral

Intervention

Control

EARLY DETECTION OF DEMENTIA

19%

21%

3%

3a%

1%

6%

24%

4a%

100

Hear-VA: Hearing and Understanding

1: Their voices were very claar

| —

2: | was able lo hear the sounds that | wanted lo hear
| ]

3: Noises did not cause a problem for my hearing
.

4; Listening did not make me tired

5: 1 was able 1o understand what they said

6: | was able to undarstand without maki

o
Percentage

Y —

Response sirongly disagree disagree

NYUL
\ angone
\_H

ealth
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Understanding of Discharge Instructions

1: Did they tell you what was wrong with you?

Intervention 25%

Control 64%

2: Did your medications change?

Intervention 65% 35%

Control 75% 25%

3: Did you get instructions about what to do when you get home?

Intervention 27% 73%

Control | 34% 66%
100 50 0 50 100
’ Percentage N
. NYULangone
Eg_!';! Response No [ ves \,Health
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ED Revisits

ED revisit within three days
Intervention group : 3%
Control patients: 9%

(95% Cl =-15.4% — 3.6%)

ED revisits within 30-days
Intervention group: 23%
Control group: 27%

(95% Cl =-20.3% — 20.0%)

How many of these patients are cognitively impaired??

NYUL
angone
BOLD Health

EARLY DETECTION OF DEMENTIA
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HearVA-ED Stage 1 Implementation

Figure 1.
Strategy Timeline

M Stage3 ‘_
0 ¢

Full randomization: Study Research Associate (RA) screens, fits with device,

<> Data analysis and conducts discharge survey
O Local advisory meeting Stage 1: RA conducts screening, Emergency Department (ED) staff fits with device,
RA conducts discharge survey A~
Stage 2: ED staff screen and fits with device, RA conducts discharge survey NYU I.
Bo L D Stage 3: ED staff screen and fit with device, RA complete discharge survey by phone \' H al}%ﬁne
FuBLE ea

EARLY OETECTION GF DEMENTIA
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ED-LEAD:
Emergency Departments LEading the
transformation of Alzheimer’s and Dementia care
Core Faculty
Joshua Chodosh, MD, Abraham Brody, PhD, RN, Corita Grudzen, MD, Manish Shah, MD, Keith Goldfeld, DrPH
MSHS FAAN MSHS MPH Statistical Core Lead
Contact PI, Project Lead mPI, Project Lead mPI, Core Lead mPI, Project Lead
’ NIH/NIA 1U19AG078105-01A1 iY\UL
- ‘ angone
E.,g.l'mbm \,Healgh
48
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Agency for Healthcare Research and Quality

August 2020, little evidence of widespread dissemination of any general care
approaches for PLWD; identified a need for larger, longer-term, more rigorous studies

National Academy of Science Engineering and Medicine (NASM)
Committee recommended three next steps in PLWD interventions:

1) the use of strong, pragmatic designs that incorporate both quantitative and
gualitative methods to enable a better understanding of fidelity and contextual
factors;

2) inclusivity among both the research team and participants

3) assessment of real-world effectiveness, with an expansion of focus from
individual to community/policy-level interventions.
® NYUL
\ angone
BOLD \— Health
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Pragmatic Trial —what is it and why do that?

* Diverse “real world” settings

* ED-LEAD will study 3 novel interventions in a range of health systems that vary in geography, size, academic
versus community focus, and patient populations

* As a pragmatic trial using non-experimental clinical interventions, PLWD and care partners are not considered
ED research participants — therefore not consented for participation

* Pragmatic design incorporates both quantitative and qualitative methods to enable a better understanding of
fidelity and contextual factors

* Methodological Challenges and Alternative Solutions

* We are interested in identifying dyads with high need, not necessarily captured by measures of dementia
severity alone.

e Our clinical selected assessment tools, including social determinants of health (SDoH) and symptom and
caregiver burden screens, are used because they are actionable and can improve the health or well-being of
dyads, as opposed to research assessments alone.

A~
NYULangone
\, Health
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Gaps in ED Care
Large Gaps Exist in the Emergency and Post-
Emergency Care of Persons Living with Dementia and

their Care Partners
* Redesign of Emergency and Post-Emergency Care Needed for
PLWD and their Care Partners

* Little Evidence to Support Dissemination of Care Practices in
PLWD and their Care Partners

Effective Models of Care Can be
Optimized for PLWD

Core Functions of Complex AD/ADRD Burden Affects
Interventions Need Study in Women and Persons of Color —~
BOLD Pragmatic Trials Disproportionately | NYUHL:a':%‘I’“e
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Why do we care?

* Over 6 million Americans have Alzheimer’s Disease or an Alzheimer’s Disease Related
Dementias (AD/ADRD), projected to reach 13 million by 2050.

* Healthcare costs for AD/ADRD exceeded 8305 billion in 2020, and dementia is how the
sixth leading cause of death in the United States.

* More than 50% of older adults with AD/ADRD visit the emergency department (ED)
each year and those who do are seriously ill, have excessive healthcare costs (e.g.,
admissions, repeat ED visits) and mortality. This amounts to approximately 3 million
ED visits annually.

\\ /‘/ In persons living with dementia (PLWD) who

e have serious illness, an ED visit is a critical
CE\'Eﬁ?L\ event and an opportunity to address the
unmet needs that preceded it.
- /< ? L
angone
Eg.l'mbm Health
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Major Study Goal & Outcomes

* To improve the care of persons living with dementia (PLWD) and their informal care partners by
addressing emergency and post-emergency care through different combinations of three PLWD-care
partner dyad focused interventions:

Emergency Care Redesign (ECR)
Nurse-led Telephonic Care (NLTC)

Community Paramedic-led Transitions Intervention (CPTI)

1) optimize a concurrently run emergency care redesign, nurse-led telephonic care, and community paramedic-led
transitions intervention in PLWD for feasibility, fidelity and usability in two EDs;

2) study the effectiveness of these three interventions, alone and in combination in cluster-randomized multifactorial
trial embedded within 80 EDs on: ED revisits within 30 days (primary outcome), 14 days, and 6 months (secondary)
of discharge, hospitalizations within 14 days, 30 days, and 6 months of discharge (secondary), and healthy days at
home within 6 months of discharge (secondary). following the index ED visit; and
3) determine site, provider, patient, and care partner-level characteristics within diverse population associated
with variation in implementation of each intervention.
« _—
BOLD QY{U Langone
b Health
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Interventions

N

o NYUL
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Transitions Care Grounded in a Conceptual Model

2 L. Provider 3. Dyad 5. Transition 7. Follow-up

c engagement & engagement & Jannin care

g accountabilit: education P 2

9

w 2. Physical,

8} . Physical, . : .

g s ey

o ssessment 8

=

2

(7]

s Emergency Care Redesign

'E Interdisciplinary teams + structured workflows, templates,

g huddles + clinical decision support + scheduled follow-up

2 .

e Nurse-led Telephonic Medicine

£ Structured, nurse-led assessment + management of

9( symptoms, care partner burden + advance care planning

"_'.I" Community Paramedic-led Transitions

8 Structured, scheduled home visit + phone intervention by trained A~
BOLI community paramedics + clinical decision support NYU Langone
i \— Health
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11 1 1. Caring Kind
Partl CI patl ng Health SyStemS 2. Johnngopkins University
3. Kaiser Permanente Southern California
4. Sloan Kettering Research Institute
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