Caring for someone with
Atypical Parkinsonism?

John Dean & Josefa Domingos 2025

Brief: What is Atypical Challenges shared by patients
Parkinsonism and how it differs and families (And what we can
from Parkinson's do about them)
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Atypical Parkinsonism: °

&
Presence of symptoms that are not supposed to be there!
K

QO
&

Asymmetry Progression

Generally much more Progression is considered
symmetrical faster

differences

Medication

Issuies like cognitive decline, May not respond as well,
postural instability, speech & requiring different treatment

5W3"°W'f‘g' and autonomic strategies or therapies.
dysfunctlon —are more severe.
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Severe autonomic
failure in the first
Sy of disease.

Inspiratory
respiratory
dysfunction

Bilateral
symmetric
parkinsonisms

Early bulbar
dysfunction

Progressive gait
impairment

Q
) Severe grinary Recurrent falls Disproportionate @.C’z
Orthostatic retention or (>1 p/ year). anterocollis or 0@3’

hypotension urinary Impaired balance contractures of \O\%

incontinence in 3y of onset. hand or feet in the &
\ —first 5y first 10y

N .

_ Hyposmia, or O(\'TJnexplalned

Absent cortnmon dysiljenecp;ion gyustfilc;?; psychiatric $2  pyramidal

nonmotor : 7 tract signs-

features in 5y dysfunction \\,DQ g

hyperreflexia

Red flags indicative of something else thoaﬁeParkinson’s

&

Postuma RB et al. Mov Disord. 2015 &\

Brief: What is Atypical Challenges shared by patients
Parkinsonism and how it differs and families (and what we can
from Parkinson's do about them)
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Why don’t people know more
about these diseases?

* Rarity of these
conditions
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(MSA-Cerebellar) (MSA-Autonomic)

Essential Tremor
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Qlivopontine X MSA-Multiple
cerebe!la.r I;’ Systems Atrophy (MSA- \Q}
ataxia | (aka SDS or parkinsonism) Q’Q
{(OPCA Shy Draeger —— 9
S 1](h‘01né) Q}%
S
| Atypical h [ Striato-Nigral Q\%
Secondary iopathic Parkinsonls | typical |\ Degeneration &
Post encephalltic | Parki . . [Parkinsonism \ g
Sowoms) | EsiETE disease (IPD) (FKA Parkinson’s Plus) &
/ /f "/ @0
rin Tumer Dementia with | Conicoﬁésgl
Few Bodics [ Ganglionic ™ _
Genetic PD
&
&
(4)
&Q
Modified from Jankovic, J. The relationship between Parkinson’s disease and other movement disorders. In Calne, DB, edi!@?’andbook of Experimental Pharmacology. Berlin: Springer-Verlaq, 1989 227-270
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o
Progressive
5’0’
Supreinuclear
& Multiple system atrophy (MSA-P | MSA-C |...)
° Progressive supranuclear palsy (PSP)

Corticobasal degeneration (CBD)
Multiple system

Diffuse Lewy body disease
afrophy (MSA) yhody

Frontotemporal dementia with parkinsonism

Pallidal degenerations
Cortico-basal . .

Spinocerebellar ataxias (types 2,3,17)

degeneration (CBD)
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Why don't people know more
about these diseases?

* Rarity of these conditions:
* Limited training in medical qu\
education \&\
* Limited evidence, specifically’
on practical treatment igésues
&
oY

&

Q

2
* In timely diagnosiss™
RS

« Difficulties:

\
¢ Accessing prof@\é’\sionals with
expertise >

Challenges of diagnosis:
Qo
,Sb
D d . d
ia ti

gno_s ic sg&gys an
confusnon.{«\e
(Hesitatio@\%omong doctors to
delive&&iagnosis until certain).

/

@}
O
JThe shock of shifting
from a PD diagnosis to
an atypical parkinsonism
diagnosis.

Limited resources or
guidance during the
diagnostic process.

“It is mind boggling and
honestly, I'd never even heard
of PSP when it was first
mentioned. | started to
research as much as | could
after the neurologist
mentioned this might be what
he had. | believe it was a NIH
site that described PSP as

a relentless neurodegenerative
disease”.

— Care partner for person living with PSP, 2025
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1/18/2025



“As for the hospice staff,
none of them has ever
worked with an individual
with a PSP diagnosis. In
fact, I'm not sure if they'd
ever heard of it, but that is
not surprising. | have yet
to meet anyone who has
heard of this”.

“It’s so frustrating to see

that many therapists seem &
unfamiliar with my
condition. They want me to
do activities over and over O
and | get so tired for the\\z
rest of the day. It malge% an
already chaIIengmg@
situation even j;zé'rder

S
8
— care partner for person living with PSP —person gv?ng with MSA
R
Q}(@
K
©
&
<
13 &
9®
6\%
0\
(,OQ*
o
S
«
o
&
(3,

» Direct attention g@ dlsease—

specific mtengé’ntlons
* Increase ngaaty to quickly

identi ﬁ%mpllcatlons
. Favc\gégfoatlent and family

agherence to treatments.

K- . .
:QL\OQAdJust or set realistic appropriate

& goals

» Better communication with other

health professionals
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What can we do

about this?

Collective level: families & Q@}
patients participating in advocacy 6QQ’
organizations, patient and @Q}
caregiver networks, share &

experiences, and advocate foreo\
greater awareness and reso\gfbes.
QO

Individual level: Proviq,e6
resources to the teagd‘,\friends,
family you deal wjzgh(f

<

Keep a deta\ué\g diary of
symptomse.g., written notes,

| videos)&é\assist in diagnosis, care
1 treatgﬁ%nts and planning.
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- IPMDC Resources

Parkinson's and

Movement Disorders Center

Inova Parkinson's and Movement Disorders Center

Calendar  Programs: Online ~  Programs: In-person ~ v Patient

PSP

Progressive Supranuclear Palsy

Gure PSP psp.org is a national organization with information and resources for living with PSP, MSA and
c8D.

IPMDC is working on finding ways to support local patients and families with PSP. We've listed the local
programs we're aware of below, o please check back for updates!

https://ipmdc.org/psp

Parkinson's and \Q}
Movement Disorders Center QY
= T )
%O
A : &
Inova Parkinson's and Movement Disorders Center &
0\6
Q
Calendar  Programs: Online ~  Programs: In-person é\QIMHam
<
S
é\b
MSA &
\i_\ﬁ\
>

Multiple System Atrophy <

R4
Multiple System Atrophy (MSA) is o neu m::eganerq\u@?dusmdsr that affects various organ systems in
the body. These systems are involved in ingy bolance, and  while others
reguiate blood pressure, blodder function, urq'&uui function. MSA affects both men and women,
typically between the ages of 50 and 60. I ¥ery rare, affecting only & to 4 out of every 100,000 peaple

MSA s an "atypical” parkinsonism or P‘@ ison-plus it shares symp! with
- %9
&
N
<& ;
S https://ipmdc.org/msa
Q
&
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Find support in your journey
with PSP, CBD or MSA

PATIENT AND FAMILY INFORMATION PACKETS

HEALTHCARE PROFESSIONALS INFORMATION PACKETS

https://www.psp.org/ineedsupport/resources

What Every

Social Worker

Physical Therapist
Occupational Therapist
Speech-Language Pathologist
Should Know About
Progressive Supranuclear Palsy (PSP)

CUESPSP

MEKING THE FEERETS OF 03N DSTANE

Corticobasal Degeneration (CBD)

MSA)

Multiple System A

AComprehensive Guide

to Signs, Symptoms

and Management Strategies

18
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Educational resources for your tfeam

@Pnrkinion'& = ( )a

Learning Lab

e o e et e N Collaboration between Parkinson

X
xQ

Foundation and CurePSP &

o
Caring for Your Patients with Atypical @Q}
Parkinsonism Q@O
. . . &
Accredited continuing ed fog\zo
2
ften misdiagnosod as Parkinsan's el el * Nurses 0\\
e et o + Occupational Therapist,.g\\6
’ * PhysicalTherapists 600
+ Physicians ,z;\\i)o
e Physician Asg@?a nts
W”K % . PsychologQi}Ql%
AL * Social \Workers
Pre-knowledge Quiz [Lessons 1-5) ) .
Imrouction o Atyica Parkionis . Sp(-:c:}@ph-Language Pathologists
T ——— N
T §
Video, N min \‘)\,
*°
&
XY
19 &
g
&
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A podcast is also@vailable...
B
oY
<
,500 Home Education Hubs ~  Special gl ~  Toolsand Espaniol About

Atypical Parkinsonism Podcast Series.

Atypical Parkinsonism Podcast Series

Accreditation Register/Take course

Overview Faculty & Planning Co:

Parkinson's Foundation adheres to the ACCME's Standards for Integrity and Independence in Accredited Continuing Education, Any
individuals in a position to control the content of a CE activity, including faculty, planners, reviewers, or others are required to disclose
all relevant financial relationships with ineligible entities (commercial interests). All relevant conflicts of interest have been mitigated

prior to the commencement of the activity.

Moderator

* Dan Keller, PhD: has no relevant financial relationships to disclose
Faculty Member(s)

* Heather Cianci, PT, MS, GCS: has no relevant financial relationships to disclose
» Nancy Mentgomery (Care Partner): has no relevant financial relationships ta disclose

« Alexander Pantelyat, MD, FAAN: has disclosed that he is on the Scientific Advisory Board for MedRhythms Inc. and a Consultant
for Ferrer Internacional, S.A. and SciNeuro Pharmaceutics.

* Jessica Shurer, MSW, LCSW: has no relevant financial relationships to disclose
« Julia Wood, MOT, OTR/L: has no relevant financial relationships to disclose

https://education.parkinson.org/professional-education/atypical_podcast
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Other resources
for professionals...

International Parkinson and
Movement Disorder Society

https://www.movementdisorders.org

Fundamentals: Approach to Parkinsonism

Expiration Date

August 30, 2027

e Date

August 30, 2024

Course
Self-Guide:

oy

\4

or

Program Description

This module will serve as a practica

X
xQ
S
%O
Drug-Induced Movement Disorders: Parkinsonism \éQ}
Course Format Release Date Expiration Date . 60

\
Self-Guided May 15, 2017 April 30, 2025 \Q

Q
Program Descriptio&Q}Q

The MDS course Drug@guced Movement
pathophysiology o;

™2

g-induced parkinsa

treatments.
g

RN
NN

N
Q’Zr
Releagg®ate
Octsfer 22, 2024

Multiple System Atrophy
Expiration L
October 22, 2

Course Format

Self-Guided

Program Description

This module on Multiple Syste
MDS MSA criteria and differen’

XY
21 &
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S
Resources for Thgogs"é living with the disease, and their families...
&
QSQ
')0
SYMISSIONMSA  msscowecrioam  wioe 2

2024 CurePSP Virtual Care Conference

2025 International
MSA Congress @Q
R nter:}ationa

i o s
e e
practices related 10 multphs. n%l (MSA).
L YO
Q~\ 2 CREATING A BETTER FUTURE FOR
1o AFFECTED BY PSP & CBI =
© o | [ ] | | =

https://missionmsa.org/

https://www.pspassociation.org.uk https://www.psp.org

22
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Number 3

&
§
o

2s

A@Vﬁcrisis situation
_smay make all these

¢ symptoms worse.

24
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Mobility/falls

X
>
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(o ’ RESEARCH ARTICLE
Morris, M. E., Slade, ili i i i
Bruce, C., McGinley, J. L Enablers to Exercts'b Participation in Rehabllltatlo_n IN progressive su_pr.an_uc_lear
Bloem, B. R. (2021). Pal palsy: Effectiveness of two multidisciplinary
Health Profession Progressive Su m@nuclear Palsy: Health
Perspectives. Frontiers in treatments
Neurology, 11 Professmnalg%rspectlves.
llaria Clerici' *, Davide Ferrazzoli', Roberto Maestri?, Fabiola Bossio', llaria Zivi,
ita Canesi’, Gianni Pezzoli’, Giuseppe Frazzitta'
@ ) ) .
Q Pel inf” Hospita, ,_ylx;‘m:mr by
lascir lospit |, Haly,
sl bakcees
Stade, 5..C.. Finkelstein. D. Exerq,_s(é and physical activity for people with e g
L E"ffé'%fifcﬁ&nﬁii”s' ProgPesswe Supranuclear Palsy: a systematic
Rehalsilwvta;\on.ézlm), 33. ée\new
Journal of Neurology (2020) 267:3169-3176
hittps.//doi 0rg/10.1007/500415-019-09382- 1
REVIEW
Patient and care partner views on exercise
e and structured physical activity for people with Gaitand postural disorders in parkinsonism: a clinical approach

Wittwer, J. E., Winbolt, H.

M., & Morris, M. E. (2019).

Frontiers in Neurology, 10,
8 pages.

Progressive Supranuclear Palsy

Cecilia Raccagni' 0 - Jorik Nonnekes® . Bastiaan R. Bloem? . Marina Peball' - Christian Boehme' - Klaus Seppi’ -
Gregor K. Wenning'

A program of home-based, music-cued
movement is feasible and may improve gait
in progressive supranuclear palsy

26
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Parkinson’s disease

Axial features in parkinsonian disorders

PD | Narrow-based
. . Mediolateral stability
vascular parkinsonism Capable to ride a bicycle Corticobasal syndrome N
Broadbased Festination @
Ng:aca-p:;ee to ride a bicycle :°G it i Broad-based OQ'Q
Mediolateral instabilty A tRncem, a9 (% e et bq}%
No upper limb akinesia/rigidity M:rl:: : :;:n::nsetaryl iy %0\
R ted fall .
Foe(psea eatals Fixed foot dystonia (.\\O\
Abnormal tandem gait Repeated falls ) &\Q.
2 Abnormal tandem gait 2
Slow unsteady gait FoG % 5
: >
Muttiple system atrophy Progressive supranuclear patSy
RS
Broad-based Broad-based >
Not capable to ride a bicycle Not capable to ride a bicycle <
Mediolateral instability Mediolateral instability Ry
Disproportionate antecollis Careless gait \<\0
Autonomic failure Rocket sign (Z
NOH-related falls Backwards falls 0\
Abnormal tandem gait FoG &
FoG freezing of gait, FoG Abnormal tand‘g)@ gait
NOH neurogenic orthostatic Q}\\'Q
hypotension \Q
. s{\o\) Journal of Neurology (2020) 267:3169-3176
&
£
27 &\\Q
%Q;
O
&
Goal 1: Guidance in managing the disease
for better safety & quality of life:
= Strategy training with families
=  Recommendations on protective gear
and assistive devices
= Modifications for the home
SRS
~
Training sitting and standing for Person with PSP
28
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Goal 2: Maintaining standing and
walking as long as possible

- gait training with therapist,
family, friends

29
O
60
Goal3: Keeping active at home with things
Q .
v you might already know
Amplitude-based PD-based programs
30
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Goal 4: Access to specialized
physiotherapy at gym or home - PSP

Home setting

31

Median age at onset: ~55 years
Severe autonomic dysfunction +
variable combination of:

Parkinsonism, poorly
levodopa-responsive

Pyramidal signs MSA-P and
MSA-C

Less cognitive impairment

Wenning GK, Braune S. 2001;15:839-852

32
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Keeping active at home with things you
might already know

==

e I

S
S

,\%9 .
Dance for PD program Otlzgfg - your community

33

Improving
mobility with
specialized
physiotherapy at
the rehab gym

— (MSA-C)

“Every time we talk/see a new
therapist we have to explain again
about MSA symptoms and the
disease, it is very frustrating”.

- Person with MSA

34
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Less conservative treatment options

35

36
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Improving mobility with specialized physiotherapy— CBD

Number 3

Communication

1/18/2025
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REATMENT OPTIONS

&
. ) Vocal fold &
SLP Assistive Devices augmentation (?) &
5
Traditional speech Speechvive Probably not... \@é\é\
. QO
fcherapy is less ) External Speaker QQS\
impactful but still e
helpful Augmentative & &
Alternative Comm %Q?;‘
(AAC) \00“
s
&
,\%"9\
QQ}\Q
.@O\S\
N
&
39 %Q,@\Q
6\6
&
QOQ*
ol
>
)
&*b
{_}(\
’]9{]?
Self-management tips
& .
for communication
O<\6
&
s =  Slow down conversations
= Control noise (incl. visual noise)
*  Use proper lighting
=  Personal amplification
=  Favor global versus side
conversations in groups
= Reduce or avoid talking in
standing position or walking
40
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Addressing fluency issues incl. palilalia and
“festinating” speech

Traditional techniques Technology
* Delayed Auditory Feedback (DAF 9
* Tapping Y Y (DAR) ~@°®
. . * 50-200 ms Y
* Pacing boards and other techniques @
* Minimal adaptation OAQ’
* metronomes @

* HOWEVER, minimal car.gS]%ver
* Alphabet boards N

* Incorporating pitch i@"ﬁing
* Added benefit of visual prompt for

context * Incorporate whg@"nmse or pink

noise to ln\dﬁ%e Lombard effect

@

Aﬁdﬁptatlon effect
&QQ}\
&
41 @@0’0\
\6\%%
&
&
Augme&ﬁohve and Alternative
C@mmumcohon (AAC)
B ~Simple Communication Boards
Alb c|d i P
E(f|g]|h :
Il |j k[l ]|m|[n
o|pP|q st
U|lv | w|x]|y]|z
42
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44
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Example of self-management
tips for drooling

* Preparatory swallow before talking
)

* Keep a towel nearby (incl. &
. o S
wristband trick). (\5’\%
* Incl on pillow at night. Q@’\@
QO

@\
* Keep the mouth ”busX%
* Ice cubes «
&

* Gum/hard candy? @Q

N
* Agreeona doi\sﬁ\rete cue during
mealtimes.&
N

Adyvice for pill swallowing

Take one pill at a time

Take pills in a “puree” such as applesauce
instead of water.

Avoid protein-rich purees like cottage cheese and yogurt

Many meds can be crushed and mixed with
applesauce or other purée

46
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(] o
Improving Mealtimes
X
o"’&@
&
QO&e
&
<
S
s
N

* Plates with prominent lips * Bright lighting Q/z;"
* Built up utensils * Butnot facin%bﬁght light

. <
+ Anti-slip mats * High contrast (&

. . . . 0 . . .
+ Raise the height of plates (PSP-specific) . M|n|m|zeg§?ract|ons: Visual and auditory

X
sF
©
&
\&@

Contending with
impulsivity?

* Limit quantities on the plate

* May require distraction
techniques

* Smaller more frequent meals

24
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Physical and emotional toll of caregiving

“A sense that other caregivers “Feeling overwhelmed
may also be struggling but and unsupported in their
hesitant to openly discuss it or role”. &
seek help”. _ &
Physical & mental &
capacity required 0@6
for care. <>®

“Experiencing sleepless
nights and physical and
emotional exhaustion”.

“Sleep deprivation, =~
stress, and feelings of &\\(’%
being constantly bgl@d

@O

1/18/2025
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Summary

An informed, inclusive, friendlier Society.

Connecting caregivers with a supportive
community, share experiences, and advocate
for greater awareness and resources.

More tailored educational resources, providing access
to expert support, and offering training specific to each
specific diagnose care.

52
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Thank you for coming
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