Living Your Best Life:

Breaking myths, boards, and barriers to
thrive with Parkinson’s Disease

Jori Fleisher, MD MSCE FAAN

Associate Professor of Neurological Sciences

Rush University Medical Center, Chicago, IL USA

Director, Lewy Body Dementia Association Research Center of Excellence,
CurePSP Center of Care, and Advanced Interdisciplinary Movement Disorders

Supportive Care (AIMS) Clinic; Co-Director, Parkinson’s Foundation Center of
Excellence

Living InMotion
June 28, 2025




Breaking...

* Myths: What movement disorders
specialists wish Dr. Google would stop
telling you

« Boards: How a brave person with PD’s
brilliant idea fueled a movement to
KICKOUT-PD

« Barriers: Interdisciplinary home visits,
caring for caregivers, and learning how
to PERSEVERE
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1. Medication stops working
2. It's better to wait on levodopa until you “really, really need it”

3. Stage 3 = Advanced Parkinson’s Disease
4. Lewy Body Dementia is a different thing
5. You will wake up one morning and...



Myth 1: Medication stops working
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Myth 1: Medication stops working
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Myth 1: Medication stops working

FAMILY PACK &

Assorted protection for everyday cuts & scrapes

QUILT-AID™ Comfort Pad designed to cushion painful
wounds while you heal

28 ASSORTED SIZES

see back panel for sires

BAND-AID

BRAND ADHESIYE BANDAGES
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Or... the Safe & Wonderful Tradeoff Analogy

IcyHot

Diet & exercise

o)

Insulin pump

Knee
replacement




Myth 2: It’s better to wait on levodopa until
you ’really, really need it”

Figure. Theoretical Models of Levodopa Use and Associated Disability

|:| Prediagnosis or pretreatment |:| Initial response/mild benefits - Full response: "on® . Awareness of "off": wearing off . Peak-dose dyskinesia
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Al Espay and AE Lang,
JAMA Neurology, 2017



Myth 3: Stage 3 = Advanced Parkinson’s Disease

Degree of disability

Pre-motor/prodromal period

Parkinson’s disease diagnosis

>

Early Advanced/late
Hoehn and Yahr Scale
1.0: unilateral symptoms
2.0 Mild, bilateral involvement, balance is Psychosis
normal
3.0: Mild-moderate bilateral involvement, Fchtlgatlgns
.. . sKinesia
balance is impaired 4 .
Dysphagia
4.0: Severe, can ambulate unassisted Postural instability
. . e Freezing of gait

5.0: Wheelchair- or bedbound unless aided Bradykinesia =209 S0

Rigidit Falls

Y
Tremor
EDS Pain Urinary symptoms
Hyposmia Fatigue Orthostatic hypotension
Constipation RBD Depression MCl Dementia
| I | I I

-20 -10 0 10 20

Time (years)

Kalia LV and Lang AE, 2015.



Myth 3: Stage 3 = Advanced Parkinson’s Disease

TABLE 3. Prevalence

All 1
NMS domains N = 1,072 (%) N =16
Gastrointestinal 654 (61.0) 76 (4
Pain 653 (60.9) 85 (5
Urinary 614 (57.3) 72 (4
Cardiovascular 158 (14.7) 22 (1
Sleep 687 (64.1) 80 (4
Fatigue 623 (58.1) 63 (3
Apathy 328 (30.6) 41 (2
Attention/memory 479 (44.7) 63 (3
Skin 260 (24.3) 24 (1
Psychiatric 716 (66.8) 102 (6
Respiratory 191 (17.8) 16 (9
Miscellaneous 515 (48.0) 62 (3

Barone P, et al, 2009.

NMS domains

All

4-5

N=1,072(%) N =49 {%j

(Gastrointestinal
Pain

Urinary
Cardiovascular
Sleep

Fatigue

Apathy
Attention/memory
Skin
Psychiatric
Respiratory
Miscellaneous

654 (61.0)
653 (60.9)
614 (57.3)
158 (14.7)
687 (64.1)
623 (58.1)
328 (30.6)
479 (44.7)
260 (24.3)
716 (66.8)
191 (17.8)
515 (48.0)

36 (73.5)
39 (79.6)
44 (89.8)
11 (22.5)
40 (81.6)
40 (81.6)
24 (49.0)
32 (65.3)
16 (32.7)
41 (83.7)
15 (30.6)
29 (59.2)




Myth 4: Lewy Body Dementia is a different thing

Braak stages 1 and 2 Braak stages 3 and 4 Braak stages 5 and 6
Autonomic and olfactory Sleep and motor Emotional and cognitive
disturbances disturbances disturbances

Via oifactory
bulb

Premotor
symptoms symptoms

@ Brainstem Lewy body
Via vagus
nervge (@) Cortical Lewy body



Myth 4: Lewy Body Dementia is a

different thing

Parkinsonism Dementia

» Bradykinesia « Changes in
(slowness) attention,

 Rigidity concentration,
(stiffness) decision making,

* Tremor visuospatial

« Balance processing
changes * Fluctuations in

alertness

@ e Hallucinations

s /
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Parkinsonism >1 year PDD
DLB

Parkinsonism

Lewy Body Dementia (LBD)




Myth 5: You will wake up one morning AND...

* Abrupt changes in mobility — less effect of medications, increased
freezing of gait or falls

* Abrupt changes in cognitive status

* New or significantly worsened hallucinations or delusions




Myth 5: You will wake up one morning AND...

 Exclude reversible causes

UTI, UTI, UTI (urinary tract infection)
Pneumonia

Other infectious causes (teeth, feet, seat)
Bowel obstruction/severe constipation
Metabolic derangements, dehydration
Medication errors or new medications
Over the counter pain-PM, cough/cold, or
sleep meds!

New supplements, gummies, CBD, etc.

* Consider low blood pressure

WHEN YOU GET A BLADDER
INFECTION .



Breaking...

* Myths: What movement disorders
specialists wish Dr. Google would stop
telling you

 Boards: How a brave person with PD’s

brilliant idea fueled a movement to
KICKOUT-PD

« Barriers: Interdisciplinary home visits,
caring for caregivers, and learning how to
PERSEVERE
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Exercise and physical activity canimprove many

3 days/waak for at least

30 mins per sesaion of
continuous or intermittent at
modarate tovigorows intenaity
TYPE: Continuous, rhythmic
actnifies such as brisk
walking, running. cycling,
swimming, asrebics class
CONSIDERATIONS: Safety
concama due to risks of
freazing of gat, low blood
pressure, blunted heart rata
respanse. Supervision may be
reguired.

Sees a physical tharapist
specializing in Parkinaon's for
full functional evaluation and
racommeandations.

2-3 non-consecutne days)
waek for at least 30 mins per
seasion of 1015 raps far major
muscla groups; resistance,
spead ar power focus

TYPE: Major muscle groups
of upperflowsar extremities
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machines, resistance banda,
light/madarate handhald
waights or body weight
CONSIDERATIONS: Muscie
siffness or postural instability
may hinder full mnge of motion.

-

Safety first: Exercize during
anperiode, whantaking
meadication. f not sate to
ExMercise on your own, have
someaona with you
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TYPE: Multi-directional TYPE: Sustained stretching
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KICKOUT-PD Pilot

PLOS ONE

RESEARCH ARTICLE

KICK OUT PD: Feasibility and quality of life in
the pilot karate intervention to change
kinematic outcomes in Parkinson's Disease

Jori E. Fleisher,"*, Brianna J. Sennott®, Erica Myrick’, Claire J. Niemet", Monica Lee®,
Courtney M. Whitalock?, Maya Sanghwi®, Yuanging Liu®, Bichun Ouyang', Deborah
A. Hall', Cynthia L. Comella’, Joshua Chodosh o

1 Deparment of Meurclogical Sclences, Rush University Medical Center, Chicago. [linols, United States of
Amarica, 2 Rush Med|cal Coflege, Rush University Medical Centar, Chicago, Minolz, United States of
| America. 3 Yale College. Yake University, New Haven, Connacticut, United States of America. 4 Departmeant
| of Madicina, Mew York Univarsity School of Madicine, Mew York, New Yok, Uinfled Stales of America,
‘ 5 Medicing Senvice, VA New York Harbor Healihcans System, Naw York, New York, United Stales of Amerkca

* Jodi_ Fleishers rush, ey

Single group, unblinded 10-week trial of
twice weekly, hourlong group karate
classes

15/19 participants completed study
87% adherence

Significant improvement in quality of life
(Mean change in PDQ-8 of 5.9, d 0.83, p
=0.01)

53% continued karate six months after
study ended

Fleisher JE et al. PLoS One. 2020 Sept 9;15(9)



KICKOUT-PD
Trial

Recruited 52 individuals, largely from

Rush Movement Disorders:

 PD diagnosis, HY 1-3, + meds, DBS, PT,
oT

 Age 30-90 years

* English-speaking

* Live within greater Chicago area (~45
minute drive to one of five karate studios)

Randomized 1:1 to active or waitlist-

control

Karate Group

Primary
Outcomes

Baseline

Visit (6-Month

Visit)

Control Group

Waitlist

« Baseline group study visit at RUMC

* Prescribed exercise for PD, 150 minutes/week,
moderate exertion”

e Surveys: Demographics, PDQ-8, physical activity

 Mobility: TUG, MDS-UPDRS Il (blinded rater)

e Active: om twice weekly, hourlong classes taught
by certified, black belt instructors with >1 years’
experience teaching adult karate; all received PD
training from PI; attendance recorded by staff

* Six Month study visit at RUMC: identical
assessments + satisfaction,



Results

 Adherence: Mean attendance
at 51 classes over 6 months:
92.5% (SD 5.48%)

o Satisfaction:

 94.4% of active participants
planned to continue karate
beyond 6 months (out of pocket)

e 100% “would recommend
KICKOUT PD to others”

Lower scores indicate higher quality of life.

p =0.002 p=0.12
| f 1

50 r
40

30

20

10

Active Waitlist

® Baseline 6 Month

| Active | Waitlist

n Baseline 6Month P n  Baseline 6Month P
value value
24.22 14.96 spesemneny 23.56 19.16
27 0.002 25 0.12

(15.71)  (15.88) (17.49) (19.54)



KICKOUT-PD Takeaways

Yes! Still going strong: hitps://www.fonsecamartialarts.com/kickoutpd/

Karate is an answer, not the answer
Large-amplitude movement, aerobic + strength exercise
Involve voice and working memory

Appreciate growth and achievements in oneself and others

Accountability, camaraderie, community '

MARTIAL ARTS
T~ P

ROGRAMS ~ CAMPSY TOURNAMENTS v LOCATIONS ~ BIRTHOAY PARTIES SPECIAL EVENTS ONUNE TRAINING STORE CONTAC


https://www.fonsecamartialarts.com/kickoutpd/

Breaking...

* Myths: What movement
disorders specialists wish Dr.
Google would stop telling you

« Boards: How a brave person with
PD’s brilliant idea fueled a
movement to KICKOUT-PD

« Barriers: Interdisciplinary home
visits, caring for caregivers, and
learning how to PERSEVERE




Fleisher Lab:

Novel interventions to reach vulnerable PD and related populations and
improve quality of life in those individuals today

e Hypothesis 1: Human connection is required to reach these populations and
interventions leveraging human connection can change trajectories and health
outcomes

* Hypothesis 2: The science and outcomes will be stronger, more generalizable, and
more sustainable if we build it together

Mild PD

Moderate PD

Advanced PD

Function

_~~ Population represented
in research

Advanced &
< Population receiving clinical care > homebound PD

‘| Population at highest risk of
hospitalization, caregiver strain,
institutionalization, death

Time
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Individuals with advanced PD.. :
are amenable to home visits & research 11

Home Visit

* Review UPDRS | & I,
falls

* Review healthcare
utilization & in-home

services « Vitals and orthostatics
» Psychosocial needs * Real-time medication
assessment of patient & reconciliation
caregiver » Home safety review
» Goals of care * Aware in Care kit

discussion & education education

« Supportive counseling

* Intenm history
+ Physical examination
« UPDRS I
» Hoehn & Yahr
« Schwab & England
« Assessment, plan,
education, counseling

Fleisher JE, et al. ] Am Geriatr Soc. 2018 Jul;66(6):1226-1232



Home visits stabilized quality of life over one
year, despite disease progression

e Subset of prior cohort (n = 27):

* PD only, MMSE >20 at visit 1
e Four visits in ~12 months

* Qutcomes:
 Mean UPDRS total score worsened from 60.5 to 72.3 (p < 0.001)
* No significant changes in any of 8 quality of life domains studied
* No significant change in acute healthcare utilization (p = 0.15)

Fleisher JE, et al. Neurol Clin Pract 2020



IN-HOME-PD: The effects of longitudinal telehealth-enhanced
interdisciplinary home visits on care and quality of life for homebound
individuals with Parkinson’s disease

Jori E. Fleisher =™, Serena P. Hess®, Ellen C. Klostermann®, Jeanette Lee *, Erica Myrick ",
Daniela Mitchem ©, Claire Niemet®, Katheryn Woo *°, Brianna J. Sennott >*, Maya Sanghvi *~,
Natalie Witek *, James C. Beck?, Jayne B. Wilkinzson %%, Bichun Ouyang®, Deborah A. Hall?,
Joshua Chodosh ™!

Table 1 {continued )

Table 1

L)

Bazeline characteristics of IN-HOME-PD participants, Parkinson's Outcomes

Characterislic [N-HOME-PO ~ POP P Rush COE p-vitlie”
Participants, Cantrals,  waluwe eligibility
M =85 N= 319 ponl, HY
=
N =101%
Hewhn & Yabr Co.000)
Stage, n (%)
3 14 (21.54]) 271 £13
ﬁ (E4.95) (60.39)
& 41 (53.048]) A0 by il
(1254} [2E.57)
= ID(15.348) 8{2.51] 112
[E1.0%)
P duration, 15 (10} 11 ¢m* 0,003 Crata ok available
medizn
(IQR)
MoTa ilems, Data ol available
mean (51
[mmesdiare 5.52 (1.36)" 4537 =0.001
S-fbem recall {0.5y"
Delzyed 5- 1.0 [],ﬁ.?]"' 348 <0001
item recall (1377
Wieerlal 1l:]'.BTI"I:IEH.I:IT-"_I-'1 17.16 <0001
fuency (6.3)°

F‘“'ml'll'.ﬂ!-""hw' Project marched control group, and Rush Center of Excellence outpatient climic.
Characteristic IN-HOME-FO POP B Rush COE pevalue
Participants, Controls,  value” eligibility
N =65 N = 319 pod, HY
>3
M = 1015
Age at TH.94 (7.56] .11 <0.001) 7496 <0.001
Leaseline, [7.83)
meaEn (S0
Gender, 1 (%) 0.39 i
Nale 44 {6769 1598 1%
[BZ07) (55.47)
Female 21 {32.31} 121 452
[37.93) (44.53)
Ravee, it (%) [l
Cawcasian A7 (74.600 7 TET
[96.24) (83.32)
African 9 [14.20) 11{0.31} 7o (879
American
Acian F11.11) 7{2.19) A3 (.78}
Pacific 1] 1i{0.31} a
Isbamder
Other 4] 3 (0.94) 10{1.11}
Misstng 2 o 116
Ethmicity, n 0.30 i V.
[Fef
Hispanic 4 {6.15) 11 104
[5.45) fo.3gy?
Nan- 61 {93.E5) o) H9E
Hispanic [QE.55) (H9.62]
Educalion, n =< {.001 Data ol available
("
Less than 9 (13.85) & (1.94)
high school
High school 9 [13.B53) 53
[17.15)
Aginciale’s 12 {18.46} 78
degres [25.24)
Rachelors 10 {15.38) B2
degres [26.54)
Grad wate 25 (38.45) ol
degres [(20.13)
Missing 1] 10
Marital stans, 0.001 .21
1t ()
Single 3 [4.62) 19 108
[5.96) {10.75)"
Married 44 (B7.63) 268 Ga5
[B4.01) (68.93]
Widawed 14 {21.54) 17 150
[5.33) {12.82)
Divareed 4 [6.15) 15 T2(7.1)

[4.70]
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Table 2
Comparison of overall and domain-specific health-related quality of life between IN-HOME-PD participants and Parkinson’s Quteomes Project matched control group. m)

[N-HOME-FD Participants POP Contral Ceroug Belween NINDS
Groups
N Baseline 1 year I Effect N Baseline 1 year p- Effect p-value’
vilue® Hza® wvalue sira™
PDQ-39, mean (50)
Overall quality of life (PDQ- 5 3799 37.38 .74 0.05 alo 553 32.55 =0.001 027 0.0 ‘
[1 (14,101 (li8a] (14610 FERES

Muobility 2 64.75 73.75 .01 39 J13 43.39 49.15 <0001 030 0.29
19,82} (20,24} {27.01) [27.94])

Activities of daily living 3l 55.07 G1.44 .03 .32 d13 37T 41.11 0.001 0146 0.38
[22.95]) (25.74} [24.6E) [25.26])

Ermitionsl well being 51 32.11 3235 o3 0.01 J13 2572 B =0.001 021 021
(19.33) [ 20.04] [1B.F5) [20.48)

Stigima a1 23.04 17.03 008 025 a12 17.4% 19.95 0.0z 014 0.0z
[:24.86]) 21.82} (LB.71) [Z0LBE]

Social suppart 51 11.93 12.75 .74 .05 411 11.7% 13.53 0.03 0.12 072
i 14.73] [ 15.449] (15.52) (16.2Z]

Cregnitive mpairment 51 34.93 34.07 74 .05 J12 ey 3203 .06 D11 .30
[20.12) (20.97] (19.94) [21.60)

Commuatication a1 38.40 JA2.68 0 24 d11 3165 36,63 =0.001 QL35 0003

Bodily discomibart

“p-value for comparison between baseline and 1 year within case and control group.

“Cohen's d used to calculate effect size of baseline to 1 year change within each group. H ome Vis its Stabi I ized

“p-value for comparison of change (from baseline to 1 year) between case and control. . ? . i
Bolded values indicate statistical significance, two-tailed alpha, p < 0.05. ( m p d ) q I ty f I f
Ialicized values indicate Cohen's d effect size of small (0.2) or greater. I rove - ua I O I e
IN-HOME-PD: Interdisciplinary Home Visits for Parkinson's Disease; FDQ-39: Parkinson's Disease Questionnaire; FOP: Parkinson's Outcomes Project.



Although there can be MANY symptoms...

Table 38.3 Selected common symptoms and accompanying pharmacologic and non-pharmacologic interventions used in interdisciplinary home

visits
Symptom/issue
Depression, anxiety

Apathy

Cognitive impairment,

dementia

Hallucinations, delusions

Insomnia, sleep—wake
reversal, REM behavior
disorder

Constipation

Pharmacologic treatments
= Selective serotonin or serotonin—
norepinephrine reuptake inhibitor

* Treat underlying depression or anxiety if
present

* Consider stimulants

* Deprescribe anticholinergics

= Acetylcholinesterase inhibitor

* Memantine

= Deprescribe exacerbating medications

» Low-dose quetiapine

* Low-dose clozapine

= Acetylcholinesterase inhibitor

» Melatonin for insomnia and/or REM behavior
disorder (immediate release for sleep imtiation.
extended release for sleep disruption)

* Clonazepam for refractory insomnia and REM
behavior disorder

= Graduated bowel regimen to relieve and
prevent constipation

— Polyethylene glycol

— Stool softeners, laxatives
* Reduce/replace contributing medications (e.g.,
narcotic pain medications)

Fleisher J.E.. Woo. K. Chodosh. J. (2024). In: Malone. M.L. Boltz. M. Macias Teiada. J.. White. H. (eds) Geriatrics Models of Care. Springer

Non-pharmacologic treatments

= Psychotherapy

= Relaxation and meditation exercises (printed, apps.
websites)

= Structured daily schedule

= Cognitive rehabilitation therapy

= Adult day programs, local senior centers

* Dnving evaluation, revocation of license

= Caregiver education on redirection, distraction. not arguing/
attempting to disprove delusions or hallucinations

= Home safety: adequate lighting, removal of firearms,
driving evaluation

= Sleep hygiene education

= Referral to sleep medicine if concern for sleep apnea

= Relaxation and meditation exercises

= Structured daily activity schedule

= Address bedroom safety hazards (sharp corners, absent
nightlights, firearms}

= Constipation and nutrition education

= High-fiber recipes

= Strategies to increase fluid intake (e.g.. flavored water)



...nearly all can be improved* with medication
and non-medication strategies

Orthostatic hypotension

Unintentional weight loss

Pain

Falls

Caregiver strain, burnout

* Deprescribe antihypertensives in collaboration

with primary care or cardiology

* Fludrocortisone

* Midodrine or droxidopa

» Simplify complex medication regimens

» Distinguish and target musculoskeletal.
neuropathic, and dystonic pain

» Musculoskeletal: NSAIDs, acetaminophen,
topical capsaicin-menthol, or diclofenac
preparations

» Neuropathic: gabapentin. pregabalin

* Dystonic: optimizing dopaminergic regimen,

referral for botulinum toxin injections
{outpatient only)

» Deprescribe sedating medications

* Assess for and treat orthostatic hypotension
» Assess for impulsivity: if present. consider
reducing dopaminergics

= Simplify medication regimen

» Optimize psychosis treatment and sleep-wake

cycle

Fleisher, J.E., Woo, K., Chodosh, J. (2024). In: Malone, M.L., Boltz, M., Macias Tejada, J., White, H. (eds) Geriatrics Models of Care. Springer

» Increase hydration and salt intake

* Compression stockings, abdominal binder

* Sleep with head of bed elevated, bed wedge to prevent
supine hypertension

* Exclude treatable/reversible causes, appetite-suppressing
medications

» Confirm age-appropriate cancer screenings up to date

= Screen for dysphagia and dental pain

= Dietitian, speech-language pathology, and dental referrals
» Meal delivery services

* In-home physical and occupational therapy

* Accessible exercise regimens, range of motion exercises to
do with family or paid caregivers

» Relaxation and mindfulness techniques to cope with pain
and discomfort

» Medical alert systems

* Home safety evaluation

» Assistive devices (e.g., walker, (power) wheelchairs,
grabbers to prevent falls while reaching)

= Decluttering/organization services

* Home health agencies

= Caregiver respile services

* Local support groups and individual psychotherapists,
counselors

= Genatric care management services



The (in)evitable triggers for hospitalization
and death

* Leading causes of hospitalization:
— Falls
— Urinary incontinence or infection
— Dehydration + metabolic derangements
— Neuropsychiatric issues: hallucinations, delusions, agitation, depression, anxiety, dementia
— Caregiver strain

* Once hospitalized, individuals with PD and Lewy Body Dementia have excess iatrogenic
injuries, longer lengths of stay

» Hypothesis: Many episodes of acute care utilization are preventable or manageable at
home, if recognized early

— Doing so requires an educated, engaged, observant caregiver

Ornstein KA et al, 2020; Moens K et al, 2015. Fleisher JE et al, 2022;
Kumar P et al, 2021; McKenzie ED et al, 2022



Who is doing the heavy lifting?




Parkinson’s & LBD Caregivers:
Overburdened, understudied

* >83% of community-dwelling people with PD or LBD rely on unpaid caregiving from family
members = 18.5 billion hours of care valued at $232 billion

* Nearly twofold loss of direct income among caregivers in 5 years

* PD/LBD family caregivers have higher caregiver strain, burden, and depression than
caregivers of people with Alzheimer’s Disease and related dementias

 Combined deterioration in motor, cognitive, neuropsychiatric, and non-motor domains, plus

unpredictability, motor & cognitive fluctuations

* Paid caregivers:

Not covered by insurance, including Medicare or hospice

Extremely expensive (~¥SUS 30+/hour, or ~$5,000/week)

High demand, low supply

ngh turnover & burnout pre-COVID, worse post-COVID Corbett A et al, 2012; cdc.gov/aging/caregiving/Alzheimer;
Minimal to no training in dementia, PD, end-of-life care Svendsboe et al, 2016; Roland KP et al, 2019; Martinez-

. . Martin P et al, 2019; Spears CC et al, 2019; Corey KL
Not a sustainable option for most and McCurry MK, 2018; Riffin C et al, 2022.



Home visits are insufficient to change caregiver

strain alone

o

Home Visit Pilot Study:

Among 10 caregivers over 1
year, strain increased from
mild to moderate (17.1 to
23.2,p=0.04)

 Among 3 who withdrew,
median V1 baseline was 42
(range 29-55) suggesting
severe strain

« Conclusion: home visits
aren’t enough to mitigate
caregiver strain

CHICAGO
K23 IN-HOME-PD: Home Visit +

Peer Mentoring Pilot:

» 65 patient-caregiver pairs
receiving 4 visits over 1
year

» 34 experienced caregivers,
6 hours of training to
become peer mentor

» Caregiver matched with a
peer mentor for 16 weeks
(between V2-V3)

Chapter 1: Introduction and Expectations ]
Whiat iz the role ofthe mentar;, program palicies
Chapter 2 Relationship Building g
C oemmunication tipz & strategies; tru:n.t:nleshnntlng
Chapter 3. Self-Care far the Caregher _ 14
lzolaion & loneliress; suppot system; familytension
Chapter 4 Guilt and Anger 16

FO iz unpreddable; changing roles; death & loss
Chapter 5. Remaining Meeds and Termination 19
Continuing support, resources; ending the relationship

Appendix A Emergency Profocaols 22
Vhen to call 911; » reporting suspected abuze
Appendix B: T|p Sheets 2
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IN-HOME-PD Caregivers:

Greater baseline strain than non-equivalent controls, stable over one year

— 34 former or active experienced caregivers completed training

— 51 of 61 eligible caregivers of homebound PD participants enrolled in mentoring, 3 withdrew

— Median of 11 calls in 16 weeks, 30 minutes’ duration (IQR 20-45); mean satisfaction 91/100

J.E. Fleisher et al.

Table 3

Comparison of overall and dimension-specific caregiver strain between IN-HOME PD and POP caregivers.

NI

NINDS
CUESPSP

Parkinsonism and Related Disorders 106 (2023) 105222

IN-HOME-PD Caregivers

POF Caregivers

N Baseline 1 year p [1] M Baseline 1 year p 1] pe

Multidimensional Caregiver Strain Index, mean (SD)

Total caregiver strain 47 2354 (9.43) 24.32 (9.72) 0.51 154 16.45 (10.33) 1797 (10.88) 0.01* 0.73
F‘h}'ii-l:al strain 459 427 (3.09) 469 (2.75) 0.33 156 276 (2.54) 3.13 [(2.9%) 0.3 LR
Social constraints 48 F.HI(3.4]1) 8.13 (3.69) (.60 156 5.93 (3.86) G.23 (3.86) 0.16 0.949
Financial strain 49 1.41 (1.64) 1.51 (1.84) .68 154 0.62 (1.07) 0.71 (1.08) 0.28 0.97
Time constraints 49 4.61 (1.82) 4.55 (2.01) 0.86 156 3.24 (2.33) 3,59 (2.15) 0024 0.27
Interpersonal strain 49 4.04 (3.45) 4.02 (3.28) 0.96 156 2,73 (2.52) 3,07 (2.94) 0.08 0.38
Demanding/manipulative 48 1.06 (1.39) 1.15 (1.52) 0.72 155 1.19 (1.61) 1.25(1.51) 0.64 0.89

p!

*p < 0.05.

value for comparison between baseline and 1 year within case and control group.
p* = value for comparison of change (from baseline to 1 year) between case and control.

IN-HOME-PD:: Interdisciplinary home visits for Parkinson’s Disease; MCSI: Multidimensional Caregiver strain index; POP: Parkinson’s Outcomes Project.



Learnina to PERSEVERE
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/ parsa vir/
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Peer Mentor Support and Caregiver Education in Lewy Body

Parkinson's
ld Foundation

CENTER OF EXCELLENCE

( Lei.iw_. dyDementia

SOCIATION

* Focus groups of former mentors, former mentees, and de novo PD
& LBD family caregivers to review & revise curriculum

e ENTIRELY virtual; opened recruitment nationally in partnership 7
with LBDA & PF email lists & Facebook groups ‘ .
* Trained 36 new mentors virtually from across the US \ i - ./

Recruited 30 new mentees; matched mentors & mentees by
preferences using card sorting exercise

* Pairs communicated by phone or videoconference using revised
curriculum for 16 weeks

Fleisher JE et al. Parkinsonism Relat Disord. 2023 Aug;113:105492



Despite active caregiving demands or bereavement,
LBD caregivers prioritized Learning to PERSEVERE

* 30 mentor-mentee pairs completed 424 calls (15 calls/dyad, median 45 min)
* 100% found calls useful; 100% would recommend to other LBD caregivers

* 90% of mentors would serve as mentors in future

* 50% of mentees would serve as mentors in future

Results of Stage Ib: Learning to PERSEVERE (2020-2021)

Assessment Baseline mean| Post-mentoring| p-value
(SD) mean (SD)

Mentor Outcomes : n =30

LBD Knowledge Test 55.83 (13.34) 64.72 (12.70) 0.01
Dementia Attitudes Scale 120.97 (11.76) 121.60 (11.81) 0.66
LBD Knowledge Test 50 (10.14) 56.85 (14.88) 0.02
Pearlin Mastery scale 32.46 (7.57) 33.04 (6.82) 0.58
Dementia Attitudes Scale 104.25 (13.58) 111.57 (9.38) 0.001
Geriatric Depression Scale 5.0 (3.76) 4.22 (3.19) 0.04
Zarit Burden Interview — Short form 23.18 (8.25) 22.18 (8.52) 0.30

Fleisher JE et al. Parkinsonism Relat Disord. 2023 Aug;113:105492



¥ National Randomized, Controlled Trial of Peer
77 krsevere  Mentoring Support and Education for PD and
LBD Family Caregivers

. Weekly, disease-specific, practical guidance through a 12-week curriculum with - '
resources and activities, six months of follow-up ‘

. Experienced caregivers (> 3 years’ caregiving or loved one has passed) will be
trained as peer mentors (n=180) to support newer caregivers

*  Caregivers (n = 502) whose loved ones have had cognitive changes <3 years:
* Half assigned to the active intervention group (full curriculum + weekly calls
with matched mentor)
* Half assigned to lighter intervention group (existing resources only, no
mentor)

All participation is virtual; biweekly surveys are completed online

Share with your friends & families! We've got flyers, support group talks, and more to share!

or email persevere@rush.edu

Follow us! The.Persevere.Study on TikTok & Instagram, Persevere Study on Facebook


https://redcap.link/PERSEVERE1
mailto:persevere@rush.edu

< Persevere Study Q

Posts Photos Videos

Word of the
Week

o9
R,
Capgras
Syndrome

Word of the

Week

Pareidolia

TikTok: @the.persevere.study
Instagram: @the.persevere.study
Facebook: The Persevere Study



https://nam10.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.tiktok.com%2F%40the.persevere.study&data=05%7C02%7CJori_Fleisher%40rush.edu%7C3c15caeac0224f73b39408dd763289df%7C822ee4caeeac4bf4957b97a4bb0b1697%7C0%7C0%7C638796681665258554%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=QydDxW4gh%2FGkUTkXk%2Brh5I1tHuxyAnvvPzQZ5k3pLJA%3D&reserved=0
https://nam10.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.instagram.com%2Fthe.persevere.study%2F&data=05%7C02%7CJori_Fleisher%40rush.edu%7C3c15caeac0224f73b39408dd763289df%7C822ee4caeeac4bf4957b97a4bb0b1697%7C0%7C0%7C638796681669978439%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=gRCPdWAbk40jJAhVvBPdvSNoj6yLl72LvpNQYnclVm4%3D&reserved=0
https://nam10.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.facebook.com%2Fprofile.php%3Fid%3D61566817344645&data=05%7C02%7CJori_Fleisher%40rush.edu%7C3c15caeac0224f73b39408dd763289df%7C822ee4caeeac4bf4957b97a4bb0b1697%7C0%7C0%7C638796681670005021%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=%2FbzaqWt5cTgwF02XODKktcLogd8IM5ga5cpO8crmgT8%3D&reserved=0

Interested in learning more or
participating?

 Scan the QR code to the left!

/ERSEVERE | - vist o

watch a video with more information

PEER MENTORING about the study
SUPPORT AND CAREGIVER i L. . )
EDUCATION  Listed on clinicaltrials.gov, Fox Trial

Finder, alzheimers.gov, LBDA.org, The
New Normal

+ Email us directly at I@'

* Follow us! The.persevere.study on
TikTok & Instagram

m) National Institute on Aglng Rush University Medical Center | 7/1/2( 0
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Conclusions & Takeaways

* Myths busted:
1.
2.

Medications, including levodopa, do not stop working e

Levodopa is both our safest AND most powerful — the better you function

today, the better you function tomorrow

People are living and thriving with advanced PD — many symptoms, many
options, stay connected

Lewy Body Dementia umbrella includes Parkinson’s Disease (chicken) and
Dementia (egg)

Any sudden change in your PD symptoms isn’t usually PD — think infection,
dehydration, and take action fast to avoid the hospital! WHEN YOU GET A BLADDER

INFECTION .




_ KICK P D
Conclusions & Takeaways JL. "
Movement is medicine — you must exercise!

— Karate, along with dance, biking, boxing, drumming, swimming, resistance training:
ALL work. Which will you enjoy, stick with, and build a community around?

Homebound individuals & care partners are reachable

— Amenable to care and research, have many treatable symptoms, and we can
stabilize or even improve quality of life

Despite high strain, caregivers willingly share invaluable lived experience +
mentor newer caregivers, who improve their own knowledge and attitudes

— One of the biggest sources of caregiver support & wisdom is in connecting with
others on this journey. Join us to PERSEVERE!

Every research project or initiative I've undertaken has been spurred,
championed, supported, or codesigned by people or care partners with PD sz

— Get involved, share your ideas, become an advocate or research partner
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