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Outline

* Scope and impact of the behavioral and psychological
symptoms of dementia (BPSD)

* Systematic approach to assessment of BPSD etiology

- Evidence based pharmacotherapy approaches for BPSD
syndromes

- Evaluating response to treatment: efficacy and tolerability

* Novel therapeutics for agitation in dementia




Behavioral Symptoms of Dementia Definitions

* The Psychosis of AD (Jeste and Finkel)
* Neuropsychiatric Symptoms of AD

 BPSD (Behavioral and Psychological Symptoms of
Dementia)

e Includes:

* agitation, aggression, wandering, delusions,
hallucinations, repetitive vocalizations, mood
disturbances.

EEDS: 63arms



Behavioral and Psychological Symptoms of
Dementia (BPSD): Scope and Impact

*BPSD are common (90%+) and associated with caregiver burnout, long term care
placement and elevated morbidity and mortality

*Changes in mood, perceptions, thought content or behavior in dementia are burdensome
and costly to families and systems of care

*BPSD include: apathy, depression, agitation, sleep disturbance, irritability, anxiety,
disinhibition, delusions (50%), hallucinations (25%)

*BPSD may be due to dementia-related brain changes, co-morbid conditions (e.g. infection,
pain, constipation) or may be responses to environmental conditions

*There is only one FDA approved medication for the management of agitation in
Alzheimer’s dementia (Brexpiprazole: Approved May, 2023)



Psychiatric Factors that Impact on the Trajectory of
DAT

Psychosis Functional Cognitive deficits
, decline ,

Delusions l Attention

Hallucinations C . Memory
Social ]:regwetr Executive function
withdrawal ur i‘ou
Institutional
placement
Mood disorder Non-cognitive deficits

Depression . Aggressiveness

- Mania Co-morbidity ggAgitation
Bipolar illness Medical illness Behavioral disturbance

Movement disorders
Substance abuse




Causes of Behavioral and Psychological
Symptoms of Dementia

e FEnvironmental

* Caregiver interactions, time of day, change in routine,
noise, cultural issues

e Medical

* Pain, infection, constipation, electrolyte disturbance,
unstable medical illness, poor sleep

* Psychiatric
* Prior history of psychiatric illness (depression, anxiety
disorder, bipolar disorder, Substance Use Disorder)




Conventional Antipsychotics in Dementia

* Limited efficacy, substantial toxicity

* Associated with a risk of falls

* Cardiac toxicity (i.e., thioridazine)

* Associated with EPS
* Parkinsonism (bradykinesia, rigidity, tremor)
* Akathisia

* Tardive dyskinesia: 28% after 1 year, 50% after 2
years, 63% after 3 years

Adapted from: Schneider LS, Pollock VE, Lyness SA et al. J Am Geriatr Soc. 1990(May);38(5):553-563

EEDS: 63arms



Atypical Antipsychotic Dosing in Dementia

* Risperidone: 0.5-2.0 mg/day
* Olanzapine: 2.5 mg-10 mg/day
* Quetiapine: 25mg-200 mg plus per day
 Aripiprazole: 5-10 mg/day
* Clozapine, Ziprasidone, Paliperidone, Asenapine, Iloperidone, Lurasidone:
Insufficient data.
* Brexpiprazole: Two positive and one negative Phase III trial; FDA approved
May, 2023
* Pimavanserin: FDA rejected application for dementia related psychosis
(April, 2021)
« TD incidence!:
* Risperidone: 5.3% 1 year, lmg/day; 7.2% 2year
* Olanzapine:6.7% 1 year, mean dose 4.3 mg/day; 11% 2 year

1. Woerner MG, et al. Neuropsychopharmacology. April 2011



FDA Warning on Mortality: Atypical
Antipsychotics

 Announced April 11, 2005

* Boxed Warning: atypical antipsychotics used to treat dementia-
rellateg psychosis carry an 1ncreased risk of death compared with
placebo

* 17 PCTs reviewed enrolling 5106 elderly pts with dementia related
behavioral disorders

* Rate of death in drug treated patients was 4.5% vs. 2.6% in placebo
group
* Risk of death 1.6 to 1.7 times that seen in placebo group

e Cause of death - heart related or infectious

« Four drugs involved in trials: aripiprazole, olanzapine, risperidone,
quetiapine

* T medications will have warninc_:ﬁoincluding clozapine, ziprasidone
and olanzapine/fluoxetine (Symbyax)

* 2008: Warning extended to conventional antipsychotics

EEDS: 63arms



What’s A Clinician to Do?

* Caution colleagues about over-reacting — alternative
pharmacological choices (conventional antipsychotics,
Benzodiazepines) not great evidence-base for efficacy and
serious concern re tolerability

* Thorough assessment of etiology of BPSD is vital

 Always employ non-pharmacological strategies which must be
studied in well designed clinical trials with and without
pharmacotherapy

 When using antipsychotics: a careful informed consent with
HCP/guardian required

2004 National Nursing Home Survey: 86% of antipsychotic

medication use was off-label; 43% was non-evidence based!
Kamble P et al. Psychiatric Services. 2010,61:130-136




Dextromethorphan-Bupropion for

Agitation in Alzheimer’s Disease
FDA approved April 2026 for agitation associated with dementia
due to Alzheimer’s disease
First FDA-approved non-antipsychotic medication for agitation
in AD
Previously approved for major depressive disorder

Mechanism involves NMDA receptor modulation and sigma-1
receptor activity

Bupropion increases dextromethorphan bioavailability through
CYP2D6 inhibition

Represents an important shift beyond dopamine-blocking
antipsychotic approaches

© Tufts Medicine 2026 | Private and confidential. Not for redistribution



Benzodiazepines

Minimal efficacy data

Sedating

Further inhibit learning and memory
Cause falls

Paradoxical disinhibition




Guidelines and Approaches for AD Agitation

Treatment!-4

The American Psychiatric Association Practice Guideline
on the Use of Antipsychotics to Treat Agitation or
Psychosis in Patients With Dementia

Victor |. Reus, M.D., Laura J. Fochtmann, M.D., M.B.I, A. Evan Eyler, M.D., M.P.H., Donald M. Hilty, M.D.,

Marcela Horvitz-Lennon, M.D., M.P.H., Michael D. Jibson, Ph.D., M.D., Oscar L. Lopez, M.D.,

Jane Mahoney, Ph.D., R.N., PMHCNS-BC, Jagoda Pasic, M.D., Ph.D., Zaldy S. Tan, M.D., M.P.H_, Cheryl D. Wills, M.D.,
Richard Rhoads, M.D., Joel Yager, M.D. N
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REVIEW

Reduction and prevention of agitation in persons with
neurocognitive disorders: an international psychogeriatric
association consensus algorithm
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American Geriatrics Society 2023 updated AGS Beers
Criteria®™ for potentially inappropriate medication use
in older adults

My the 2025 American Gerlatrion Socloty Neers Criterin™ Update Expert Panel

Assessment and management of behavioral
® and psychological symptoms of dementia
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Key Synergies
Non-pharmacologic treatment should be
used first-line and throughout care plan

Pharmacologic treatments may be considered when
behavioral changes compromise patient/caregiver safety,
and should be personalized

Start low, go slow

Consider d/c of pharmacologic treatment if no response in
4 weeks; decrease/discontinue over time

Use antipsychotics only when benefits outweigh risks (e.g.
when other options failed or are not possible and there
may be harm to self or others)

AE: adverse event; AP: antipsychotics; d/c, discontinuation.

1. Reus et al., Am J Psychiatry. 2016; 173(5): 543-546. 2. Beers: 2023 American Geriatrics Society Beers Criteria Update Expert
Panel. J Am Geriatr Soc. 2023; 71: 2052-2081. 3. IPA: Cummings et al. Int Psychogeriatr. 2024 Apr;36(4):251-262. 4. Kales et al..

J Am Geriatr Soc. 2015; 62:762-769.



‘ Curtail useof medications that
Psychosocial Care may causeagitation; optimize
use of ChE-Is in AD, DLB

Inadequate response or
potential for harm

4 Pharmacologic Care

Panel

- Nocturnal/Circadian Mild-Moderate Moderate-Severe Agitation with

Agitation (with Sundown Agitation or Agitation Agitation Danger of Harm
Syndrome) with Mood Features

Antipsychotic(s) IM Antipsychotics

Trazodone Citalopram

Carbamazepine;
Gabapentin

Prazosin;
Dextromethorphan/
Quinidine; Nabilone

Psychosocial carecontinues

hatrhr;(;i(g):];)ui:: zgiepaer::joseo;nd Adapted from Cummings et al. International Psychogeriatrics. 2024;36(4).251-262. Combl nation
P g )4 AD: Alzheimer's dementia; DLB: dementia with Lewy bodies; ChE-ls: cholinesterase

for agi tation prevention inhibitors; DORA: dual orexin receptor antagonist; ECT: electroconvulsive therapy; IM:
intramuscular; IPA: Intemational Psychogeriatric Association.




Novel Therapeutic Strategies for Agitation in
Dementia

* Electroconvulsive Therapy

i Cannabinoids: Non-FDA approved investigational drug

* Synthetic THC (Dronabinol)
* Cannabidiol (CBD)




Cannabinoids for Agitation
in Alzheimer’s Disease

Jobn D. Outen, M.S., M. Haroon Burbanullah, M.D., Ryan Vandrey, Ph.D., R a. t 1 O na.]. e

Halima Amjad, M.D., M.P.H., David G. Harper, Ph.D., Regan E. Patrick, Ph.D.,
Rose L. May, B.S., Marc E. Agronin, M.D., Brent P. Forester, M.D., M.S.,
Paul B. Rosenberg, M.D.

> Neurotransmitter Regulation — serotonin, dopamine

> Neuroprotection and Neuroinflammation — limit oxidative stress, reduce TNF-q, inhibit

glutamate release, block amyloid generation, increase available acetylcholine, limit
microglial and cytokine production

> Improve Circadian Rhythm Disturbances - sleep/activity cycles, appetite, body temp.
> Related Comorbidities — pain, anxiety, insomnia, & others

> Vascular Disease — increase vasodilation & cerebral blood flow

Outen JD et al. Am J Geriatr Psychiatry. 2021 Dec;29(12):1253-1263



THC-AD Study Design and Baseline Characteristics

Aim 1: To compare the efficacy of three weeks of
dronabinol adjunctive treatment to placebo in inpatients,
outpatients, or ALF residents with severe AD Agitation.

8-Year, NIA-funded R0O1 Randomized, double-blind,
placebo-controlled study

Individuals with Dementia and Agitation due to
Alzheimer’s disease

smg/day dronabinol during the first week, 10mg/day
during the second 2-weeks, 5 visits total

Aim 2: To compare the safety of three weeks of dronabinol
adjunctive treatment to placebo in inpatients, outpatients, or
ALF residents with severe AD Agitation.

Table 1. Participant Characteristics
Cohort significantly agitated and cognitively impaired, but

Assessment n (%) mean, SD [spread] no delirium. In ‘good’ or ‘excellent’ health meaning no
Total 75 : .

Age 778,71 [63:95] acute medical or neurologic illness.

Female 49 (65) _
Education (years) 13.8,3.2 [3-20] o Change in PAS
}Nh“.‘f i gz gg; Tx By Week: -.74

amily History _ ]

NPI-C Agitation 15.9,11.5 [0-49] (.31), p=.015;
Short CAM Alert 68 (91) ES=-.53
MMSE 8.6, 6.8 [0-26]

Current Antidepressant 55(73)

Current Antipsychotic 38(51)

Family history of known memory impairment due to dementia. NPI-C= Neuropsychiatric Inventory

Clinician-Rating Scale. CAM= Confusion Assessment Method. MMSE= Mini-Mental State Examination

week

ALF: assisted living facility.
1. Forester B, Leoutsakos JM, Agronin M, Vandrey R, Rosenberg P. The THC-AD Study: The Efficacy and Safety of Dronabinol Treatment for
Agitation in Alzheimer’s Dementia. Presented at: 2024 CTAD; October 29-November 1; Madrid, Spain. LBS4. Presentation 2.




Neuromodulation Strategies for AD
Agitation

Transcranial Magnetic Stimulation (TMS)

Electroconvulsive Therapy (ECT)

zheimer's disease; ECT: electroconvulsive therapy.
arya D et al. Int J Geriatr Psychiatry 2015 Mar;30(3):265-73




Transcranial Magnetic Stimulation (TIMS)

Transcranial Magnetic Stimulation (TMS):
- Uses electromagnetic fields to modulate brain circuits
- 11 RCT’s (Randomized controlled trials) reviewed

- 7 studies (mostly r'TMS) showed significant improvement in
NCD-NPS, including agitation

- 4 studies (tDCS, iTBS, some rTMS) showed nonsignificant
results

- Well tolerated, adverse effects mild/transient (headache and
scalp discomfort)

- Promising for use for apathy and agitation, but optimal
parameters remain unclear (dosing, site, duration)

Murphy et al., Int Psychogeriatr. 2023



- Electroconvulsive
Therapy (ECT)
ECT for AD Agitation - Improvement in
agitation/aggression

Acute ECT for Agitation and Aggression in Dementia in roughly 88% of

Table 1 Dl:mngr:lp]]ius and clinical characteristics (n=23) dementla‘ patlents’
[r— e Cohen-Mansfield mostly mild side
Agitation Inventory
Age 73.8 (9.2) = effects
Education 13.9 (2.6) T
Gender X
Female n/a 14 (60.1) a0 o
Race
Caucasian n/a 23 (100) -
Diagnoses n/a a0 - *
Alzheimer’'s disease 13 (56.5) w T
Vascular dementia 4 (17.4) = [
Mixed dementia 2(8.7) vl
Frontotemporal dementia 1(4.3) = 20
Dementia NOS 3(13.00 =
MNo. ECT treatments 9.4 (range: 5-14) =
RUL 17 (73.9) "0
RUL to BL 2 (8.7)
BL 4 (17.4)
Mo. of days on unit pre-ECT 27.9 (20.1) (N=13)  [(N=I2)  WN=14) (N=E)
Total no. of days on unit 57.3 (28.2) o ) T T T
Continuation ECT n/a 15 (65.2) Baseline  #3 #6 #9 #12
recommended ECT Treatment

F=p<l).5; FFF=p<]

MNOS, not otherwise .*;p:_'u:iﬁl:d; ECT, electroconvulsive L]']L'l'alpli-':.
RUL, right unilateral; BL, bilateral; n/a, not applicable.

2015 Mar;30(3):265-73. AD: Alzheimer’s disease; ECT: electroconvulsive therapy; NIA: National Institute of Aging; RCT: randomizel controlled trial.
1. Acharya D et al. Int J Geriatr Psychiatry




ECT-AD

7-Year, NIA-funded RO1 RCT

Individuals with AD complicated by severe agitation/aggression
ECT plus Usual Care vs Simulated-ECT: 9 treatments, 3 weeks
Open-label extension up to 12 months

PIs: Drs. Petrides and Forester

N i iy G can HoSEITAL
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ll Mental Health ¥ “MUSC Health EMORY
REST Services W UNIVERSITY
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US Early Detection Expansion Program - Objectives

Strategic Intent: DAC aims to move healthcare from late recognition of dementia to
proactive detection and comprehensive dementia care.

DAC-SP Core Objectives:

1.
2.

Expand access to early cognitive screening and timely diagnosis

Validate self-serve implementation model rooted in real-world system
feedback

Build system readiness through clinician confidence and operational
preparedness for future Alzheimer’s interventions

Prepare Blueprint for system-wide scaling, with the partner system
recognized as an innovation leader

Generate implementation evidence to capture real-world insights that inform
national deployment

Plan Module

Davos Alzheimer’s Collaborative (DAC) awarded TM a grant for & practices to pilot their model



The
Complete

Family Guide
v Dementia

EVERYTHING YOU NEED TO
KNOW TO HELP YOUR PARENT
AND YOURSELF

Thomas E Harrison

Brent P Forester, MD

Resource for
Family Carers




Takeaways

* Always evaluate the causes of BPSD

* Develop an integrated approach to treatment that always
includes behavioral approaches and augment with
pharmacological interventions when indicated

* Possible role for cannabinoid therapies and ECT




Behavioral and
Psychological Symptoms
of Dementia:

Common, Burdensome, and Undertreated

Laura N. Gitlin, Ph.D., FGSA, FAAN
Distinguished Professor, Drexel University
National Dementia Care Initiative, June 12, 2026



Funding Sources and Disclosures

NIH)

. . alzheimer’s %
National Institutes pe -
of Health association

National Institute on Aging

National Institute on
Mental Health

Veterans Administration
PA Department of Tobacco
e Alzheimer’s Association

e Administration for
Community Living

Disclosure:
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Co-founder of Plans4Care, Inc which provides digital solutions for family caregivers and
healthcare providers

Inventor of online programs to train health professionals in evidence-based programs
addressing behavioral symptoms

29



Objectives

Why Behavioral Symptoms Deserve Attention

Understanding Behavioral Symptoms and
Their Triggers

What Works - Evidence- DICE Approach

Based Nonpha rmaco|ogica| e WeCareAdvisor web-application
. Project ACT

Solutions

Tailored Activity Program



WHY BEHAVIORAL
SYMPTOMS DESERVE
ATTENTION




Setting the Stage — Common Scenario

Mr. Smith cares for his wife diagnosed with dementia 4 years ago. He learned of
the Alzheimer’s Association from a neighbor (by chance) and received some
helpful information from his local chapter. Mr. Smith stopped working to care for
his wife and is financially strained. isolated and depressed. He has difficulty
managing Mrs. Smith’s increasing physical dependence and multiple, co-
occurring behavioral symptoms: pacing, repetitive questioning, trying to leave
home, misplacing objects, rejecting needed help, paranoia, agitation and more.
He does not know how to engage Mrs. Smith and is concerned about her quality
of life. Mir. Smith does not receive any help; his sons live out of state. Mrs. Smith’s
was on anticholinesterase medications which had side effects and were
ineffective. No one has assessed for Mrs. Smith’s behaviors or helped Mr. Smith
mitigate them.




* Responsible for over 80% of long-term
care for persons with dementia

* Rely/assume/demand/ families to:
Inform diagnosis

Carry out disease management (4
to 20 years)

Dementia Coordinate doctor visits, care

transitions
- Assure adherence to
Ca re REI 1eS medical/medication regimens
Make daily care decisions (e.g.,

on Famlly acute disease management)

Manage comorbidities, functional
decline

Ca regive rs Provide proxy consent in

treatments and research

Evaluate whether treatments work

— Manage co-occurring
behavioral symptoms




Percent

Snapshot of Behavioral Symptoms Reported by Caregiver
(COPE- Connecticut N=291; Fortinsky et al., 2020)
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Most Upsetting Behaviors to Caregivers (N=239)

Restlessness -Behaviors are universal
Rummaging / hoarding .

Hallucinations

Physical aggression

Other

Anxious / fearful

Self-harm risk

Shadowing

Screaming / crying

Delusions

Safety concerns

Upset / agitated

Inappropriate behaviors

Wandering / leaving home

Verbal aggression

Toileting problems

Wakes at night

Argumentative

Repetitive questioning

Refusing help / resisting care

0 2 4 6 8 10 12 14 16

Gitlin et al., JAGS, 2010, Project ACT Percentage (%)



Behavioral Symptoms Associated with
Negative Outcomes

7~ N\

ror Family Caregivers and
Society at large

ror Person Living with Demel.tia

e More rapid decline cognitively
e Increased hospitalizations

e Poorer quality of life

e Distressing to person

e Rejection from care facilities

e More time providing care

e Increased depression and
distress

e Distressed/upset

e Trigger for residential
placement

® Increased care costs

Increased 911, ER and
Qspitalizations



UNDERSTANDING
BEHAVIORAL SYMPTOMS
AND THEIR TRIGGERS




Pharmacologic
solutions

Elrcuits involved

Modifi

> Ascending monoamines
> Salience network

> Integrative cortices

> Limbic system

Behavioral e ‘
> Loss of inhibitory control

> Other

> Impaired threat assessment
> Mood instability

> Sensory impairment

> Other

> Genes

> Reserve

> Resilience

> Comorbidities
> Other

Kales et al.,

2015

Disruption in
brain circuitry

Neuropsychiaffic
Symptoms MIPS)
> Agitajie
PSychosis

-pu
U o|® v

to stressors
or triggers

Patient factors

> Acute medical illness

> Pain (change in threshold or
expression)

> Premorbid personality

Premorbid psychiatric disorder

>¥guet needs (fatigue, poor
sleepiagredom, hunger, fear)

> Other

> Emotional state (distress, depression,
fatigue)

> Loss of mastery, stress

> Communication challenges

> Unrealistic expectations

> Caregiving style

> Limited resources (human, financial)

> Other

> Depression

> Apathy

Sleep disruption
> Other

Environmental factors

> Overstimulation or understimulation
> Safety issues

> Lack of activity and structure

> Limited light exposure

> Residence and neighbog#®d

> Other




Example of Nonpharmacological Approach




Strategies

Environmental
adjustments

Caregiver instruction
in communications,
setting up daily
routines, toileting
schedule

Engagement of
person in meaningful
activities




WHAT WORKS?

EVIDENCE-BASED
NONPHARMACOLOGICAL
SOLUTIONS




Project ACT NIA Funded RCT
% Reducing Targeted Behavioral
Symptom at 16 weeks (N=272)

m Control Group

Got Worse Stayed

same Got better

Gitlin et al., JAGS, 2010

Target:
Most distressful
behaviors

Up to 10 sessions delivered by
occupational therapists and
nurses
Rule out underlying medical
infections
Caregiver support and skill
building:

* communication training

e problem solving
Strategies targeted to distressful
behavior

e Structured routines,

simplification
* Environmental modifications



Mean Burden Score

| 4 y . -
Burden
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Mean CES-D Score

Depressive Symptoms

11.0
10.5
el
a v
10.0 r—
9.5
9.0
=4~ Control
8.5 ~— Experimental
p=.045
8.0 T
Baseline Four Months
Assessment Timepoint
Overall Perceived Change
4
=~ Control
3.5 1
=8~ Experimental
3 4
& —
& —
L
O 25
c
©
Q
=
2 g
1.5 1 p =001
1 r
Baseline Four Months

Assessment Timepoint




EVALUATE
if treatment
plan works

Gitlin et al., 2012; Kales et al., 2013, Kales et al, 2019




A web-based application that uses the
DICE approach to generate tailored
recommendations to assist caregivers
manage challenging behaviors, based
on his/her unique situation and in the
context in which symptoms occur

. eCAREDS |

ADVISOR

* DICE (Describe, Investigate, Create, Evaluate) is a process to
learn more about why behaviors might be occurring and what
you can do to prevent and manage them,

» After you answer some questions (Describe and Investigate),
WeCareAdvisor will Create a behavior prescription that fits
your situation.

+ Try the tips for a week, then come back and Evaluate how well
they worked. WeCareAdvisor will offer new tips if you need
them.

ﬂﬂ”@
ASNS — NS\




About WeCareAdvisor

How can DICE Help with
Problem Behaviors?

Create a New DICE
Behavior Prescript’ on

Past DICE Prescrip\ ons

How Other Caregivers
Use DICE

Test Your Knowledge of
Dementia

introduction

WCareAdvisor

Peer Navigator

Hi Molly. I'm Maria, and I'm the main caregiver for my
husband. He was diagnosed with dementia 2 years ago.

As you know, caring for someone with dementia is hard work.
The good news is that WeCareAdvisor is here to help. People

About WeCareAdvisor

How can DICE Help with
Problem Behaviors?

Create a New DICE
Behavior Prescription

Past DICE Prescriptions

How Other Caregivers
Use DICE

Caregiver Survival Guide
Daily Tip Log

All Behavior Tips

Test Your Knowledge of
Dementia

Hi Molly!

Log out | Help

choose a different behavio
behavior.

Create a New
DICE Behavior
Prescription

Choosegs##®havior:

ou are not sure which one to pick, yo
of what we mean by that behavior will by

Tap the behavi
and examples
appear.

@® | Aggression
Agitation

Anxiety
apathy
Appetifmggd Eating
Delusions
Depression
Disinhibition
Hallucinations

Irritability

Here's a list of common behaviors in dementia. You may be dealing with
more than one of these behaviors, but start by choosing the one that is most
challenging for you or Phili n

Create a New DICE
Behavior Prescription

Past DICE Prescriptions

How Other Caregivers
Use DICE

Caregiver Survival Guide

All Beh: H

Test Your Knowledge of
Dementia

Mg Notes

PLEASE NOTE: THIS PAGE IS NOT INTENDED FOR URGENT QUESTIONS. If you have a question or
concern that can't wait until your next appointment, call your health care provider right away. If
there is an emergency, call 911 for help.

Your notes will be saved automatically.

Go back to previous page




Use of Technology to Deliver Knowledge and Strategies to Manage Behavioral

Symptoms

Effect on Standard

Caregiver Error
Distress (N=57)

WeCareAdvisor ||-6.25 1.39 451 <0.0001 weCARE»
(1 month -
Baseline)

WeCareAdvisor -4.45 1.88 -2.37 0.02
vs. Waitlist

Waitlist -3.83 1.29 -2.97 0.004
(2-month-1
month)



Total Wellbeing (Perceived Change Index)
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Gitlin et al., JAGS, in press



Caregiver Distress with Behavioral Symptoms

Caregiver Distress with Behavioral Symptoms

20 —8— Control
Intervention
19 \

17
16

15 1

I | I
BL Month 1 Month 3
Visit



e

>50 % of caregivers

depressed (>5 PHQ-8)
Depressed &
nondepressed used
APP similarly
Depressed caregivers
benefited affectively
(less distress with
behaviors)
Nondepressed
caregivers reported
fewer behaviors and
severity

Depressed and
nondepressed

reported improved
wellbeing

/

7.5

6.5

Number of Behaviors

BL

== Depressed Delayed

**+ Depressed Immediate

Month 1 Month 3

== Not Depressed Delayed

eee Not Depressed Immediate



Distress
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Tailored Activity /'Used in home care,\

Prog ram (TAP) adult day, hospitals,
worldwide

Assess interests &
abilities of person
with dementia
Develop 3 activities
Instruct caregivers in
use of activities,
placement
throughout the day,
taking care of self and

stress reduction /

Funded by NIMH #R21 MH069425;NIA Randomized Trials







[ For Persons Living with ]

Improved
Dementia _
Eewer quality of
ealth
Reduced events life
phyS|caI
Reduced dependence
behavioral
Improved ~ SYMPtoms
i Caregiver
[ For Caregivers ] B lonce
Improved
caregiver
wellbeing .
And cost savings for Health Systems,
More time
® for self

Gitlin et al., 2008; 2010; 2014; 2017; 2025; Novieli et al., 2018; O’Connor et al., 2017);
Lancet Report, 2024; Garjdo under review;
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Health-Related Events

32% less in TAP than attention control group

#PLWD Deaths

#PLWD Hosp.

#CG Hosp.
H TAP M Control

#CG Depression

TOTAL #



Key Take Aways

Behavioral symptoms can be prevented and
managed

Use problem-solving approach — considering
factors associated with the person living with
dementia, caregiver(s) and living environment;
consider caregiver burden

1,000+ strategies - a strategy effective for one
family may not be acceptable or helpful to
another

Use DICE approach, TAP approach or future
technologies to identify and personalize strategies
to context



Resources for Families and Health
Providers

“Sometimes you just need a
checklist.” (Washington Post)  Liying with Dementia: Impact on Individuals,

Caregivers, Communities and Societies

. . — 7 Massive Open Online Course (MOOC
A CAREGIVER'’S P (M03C)

IDE TO

DEMENTIA T

Drs. Nancy Hodgson and Laura Gitlin lead the MOOC, an
international educational forum for health professionals, students,
family caregivers, and anyone affected by dementia.

SIGN UP TODAY! www.coursera.org/course/dementiacare

LAURA N. GITLIN, PH.D.
CATHERINE VERRIER PIERSOL, PH.D., OTR/L

https://www.amazon.com/Caregivers-Guide-Dementia-Activities-
Strategies/dp/1933822902/ref=sr_1 1?s=books&ie=UTF8&qid=14545 Living-Dementia-Implications-

99837&sr=1-1&keywords=gitlin+and+piersol Individuals-ebook/dp/BO7DLRQYAG

https://www.amazon.com/Better-
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https://www.amazon.com/Caregivers-Guide-Dementia-Activities-Strategies/dp/1933822902/ref=sr_1_1?s=books&ie=UTF8&qid=1454599837&sr=1-1&keywords=gitlin+and+piersol
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https://www.amazon.com/Caregivers-Guide-Dementia-Activities-Strategies/dp/1933822902/ref=sr_1_1?s=books&ie=UTF8&qid=1454599837&sr=1-1&keywords=gitlin+and+piersol
https://www.amazon.com/Caregivers-Guide-Dementia-Activities-Strategies/dp/1933822902/ref=sr_1_1?s=books&ie=UTF8&qid=1454599837&sr=1-1&keywords=gitlin+and+piersol
https://www.amazon.com/Better-Living-Dementia-Implications-Individuals-ebook/dp/B07DLRQY4G
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Reminder

Please complete the NDDC GUIDE Participant Survey to help us
understand the impact of the new Participant Agreement and share

findings with key partners.
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Save The Date

GUIDE Affinity Group: Wednesday, June 241
Topic: GUIDE Participant Agreement V2




Please complete the webinar evaluation

Thank you for attending!
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