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Parkinson's Disease and Movement Disorder
Center Monthly News and Updates

April is Parkinson's Awareness Monthl

Around the globe, the PD community takes the month of
April to bring awareness to Parkinson's Disease. We take
this time to educate others about the complexities of this
disease. Many of you have first-hand experience
regarding how little most people know about PD. The
general public have images of Michael J. Fox or
Muhammad Ali and feel that PD is simply a disease
where those afflicted experience tremors and
involuntary movements. But as we all know, PD is so
much more than that.

At the PDMDC, our goal is always to give exceptional PD
care to our patients and their loved ones. We recognize
that PD care is more comprehensive than writing a
prescription for Levodopa or a referral for Physical
Therapy. To us, PD care involves creating space for those
affected by Parkinson's (both directly and indirectly)
where they can come together with others experiencing
similar things.

We invite you to check out our various support groups,
classes, and programs for PD. We feel there is a little
something for everyone. Further down this email, we will
highlight some of our upcoming programs.

Thank you to you all for reminding us every day that
Parkinson's Disease does not need to divide us. This
beautiful Parkinson's Community shows us every day that
we can make the experience of PD better by coming
together.
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Schedule

r Support Group and Class

We use Zoom for all our support groups!

General PD Support Group
1st Wednesday of the
month

2:00 pm - 3:00 pm

Women and PD Support
Group

2nd Wednesday of the
month

11:00 am - 12:00 pm

PD Care Partner Support
Group

2nd Wednesday of the
month

2:00 pm - 3:00 pm

Young Onset PD Support
Group

4th Wednesday of the
month

6:00 pm - 7:00 pm

PD 101

April 10th and September
18th

4:00pm- 5:30 pm

Dancing w/ Parkinson's
Thursdays 11:30 am- 12:30
pm

March 7th- May 23rd

Music Therapy for PD
Tuesdays 1:00pm -2:00pm
Future dates to be
announced

Some classes meet in person.

Register for any of the groups and

classes herel

Therapy Tuesdays Exercise
Class

1st Tuesday of the month
11:00 am - 12:00 pm

Chair Yoga for PD

2nd, 3rd, 4th (and 5th)
Wednesday of the month
10:00o0m = 11:00am

Art Therapy for PD
3rd Monday of the month
10:00 am - 11:00 am

Improv for PD

Thursdays 2:00pm - 3:30 pm
Spring: April 18- June 6

Fall: October 3- November
11

PD 201

March 13th and November
13th

4:00 pm- 5:30 pm

Parkinson's Players Ping
Pong

Saturdays
11:15am-1:00 pm

Parkinson's Players
Instructional Golf and Tennis
Tuesdays 4:00 pm- 5:00pm
Returning this spring/summer
Future dates to be
announced

For a complete list of our groups and classes, including those



https://forms.feinberg.northwestern.edu/view.php?id=1038846

offered at Central DuPage and Lake Forest Hospitals, click
HERE!
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Improv for PD

Northwestern Medicine, in partnership with The Second City, is happy
to bring you Improv for PD.
Date: 8 week series on Thursdays

April 18th- June 6t

Time: 2:00-3:30 PM (CT)

Location: The Second City
230 W. North Ave
Chicago, IL 60614

Cost: $100 for all 8 sessions

Join us for our improvisational group for persons with
Parkinson’s and their care partners You don’t have to be a
professional performer or comedian to learn improv games and
have fun!

In this class, you will learn improvisational theatre exercises that
benefit emotional, physical, and spiritual wellbeing. We hope
that participants find their stress levels decreased and their
laugh life increased!

Space for the group is limited. RVSP Required.
Please contact Katie at movementdisorders@nm.org, if you are
interested in joining.



http://www.nm.org/parkinsons-support

Save the date! Back in person!

Parkinson’s and Movement
Disorders Program Open
House

April 10, 2024

Time: 1-3 pm

Location: Shirley Ryan AbilityLab
355 E. Erie, Chicago, IL 60611
10th floor Auditorium A

Jhi Tr’ m

If you would like additional information regarding
programming, have questions, or would like to be removed
from our email list, please contact Kaley Brouwer at
kbrouwer02@sralab.org

Shirley Ryan

Abilitylab.




Parkinson’s 101:
Recently Diagnhosed
Parkinson’s Workshop

An introduction to Parkinson’s disease, including diagnosis, common
motor and non-motor symptoms, treatment and interventions. After a
presentation, you will have the chance to ask your questions!
People with Parkinson’s, family members, care partners, and community
members are welcome to attend.

Class Dates in 2024:
April 10t and September 18th
Time: 4:00-5:30PM (CT)

E-mail Katie Fagan at movementdisorders@nm.org to
Parkinson's

register.
N NorthweStern Foundation
Medicing CENTER OF EXCELLENCE

Register here for PD 101



https://lp.constantcontactpages.com/ev/reg/2snrkmp/lp/bb4f9b29-7884-4c98-a644-9856f01b556a?source_id=ac3c1c86-e479-4796-9172-ab57346d74de&source_type=em&c=
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Parkinson’s Players:
Ping Pong

Date: Weekly on Saturdays
Beginning on December 9t
Time: 11:30AM- 1:00PM (CT)
Location: Edgewater Fitness Center
1106 W. Bryn Mawr
Chicago, IL 60660
Cost: Free for Participants

Please join us for an instructional ping pong clinic at the Edgewater Fitness
Center (following Rock Steady Boxing).

The Parkinson's Players Program is designed to promote play-based
activities and foster friendship with those facing similar challenges.

No ping pong experience is necessary.

Space for the group is limited. RVSP Required.
ntact Katie at movementdisorders@nm.org, if you are
interested in joining.

Parkinson's Players Ping Pong has received a great
amount of media coverage from local outlets! We
are thrilled to see our community embrace this
program.
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TOP NEWS

‘ITSHOWS US
THAT WE'RE
NOTALONFE’

Pingpong class helps Parkinson’s patients
find community, support brain function

BY CINDY HERNANDEZ,
STAFF REPORTER
chernandezilsuntimes.com | @Cindyhs_7

Mike DeBartolo was an avid run-
ner before he began noticing loss of
balance and loss of coordination in
tride.

Then seven years ago, the Win-
netka resident was diagnosed with
Parkinson’s disease.

Though he continued to stay as
ible, he soon realized

y spaces avail-
able for people with his condition
where they could continue to do the
things they enjoyed.

After his diagnosis, he began
helping with a fundraiser that
raised awareness and funding for
research for a cure. But he began
thinking of ways to do more,

“It occurred to me that as good
as raising is, it wasn't neces-
sarily touching people with Par-
kinson's immediately” DeBartolo
said. “l wanted to create something
thats helping people in the here
and now.”

That is how he came up with
Parkinson's Players, a free program
that helps patients connect exer-
cise with play

The Parkinson's Players kick
started last summer. In the warmer
months, participants played golf
or tennis, but as temperatures
dropped they needed an indoor
activity that would still allow them
to get moving during the colder
months.

“I'm play-oriented, and I think
most of us are,” DeBartolo said.
“There’s many fitness centers that
have some focus on Parkinson's, but
what I badn’t seen was play-based,
activity-based exercise.”

For people with Parkinson, ex-

ercise is vital in helj slow the
progression of the , which
is a neurodegenerative condition
that results in a loss of brain cells
in particular parts of the brain at
faster rates than normal aging that
pertain in large part to movement.
It also leads to cognitive issues
such as memory problems and slow

Pingpong, or table tennis, is a
game most people played during
their younger years. What many
probably don't realize is how ben-
eficial it can be to helping brain
function, said Linda Egan, Par-
kinson's program coordinator at
Northwestern Medicine Lake For-
est Hospital.

“Research shows exercise is
the only thing available that may
slow progression of Parkinson’s,”
Egan said. “Pingpong is beneficial
because it addresses strength, bal-
ance, eye-hand coordination and
motor planning, all of which are af-
fected by Parkinson's.”

While there are medications that
can help treat physical and motor
symptoms, experts say there is
evidence that shows exercise and
rehab may be able to slow down
those changes in the brain.

“Involvement in a regular ping-
pong program may actually im-
prove quality-of-life scores and
movement scores,” said Dr. Neil
Shetty, movement disorders spe-
cialist at Northwestern Medicine.
“I have a number of patients who
play regul and they kind of
characterize it as an instrumental
part of their exercise, and that they
can see benefits that are mirrored
in their day-to-day balance and co-
ordination skills"

More than 30 people have par-

Patients play pingpong as a part of the Parkinson's Players program at Edgewater Fitness Center in March.

Instructor Robert Owens helps a patient with her technique during a pingpang class.

ticipated since the pingpong class
started in late December. On any
given day, there are at least 12
people in a class, which takes place
on Tuesdays and Thursdays at
Northwestern Medicine Lake For-
est Health and Fitness Center and
Saturdays at the Edgewater Fit-
ness Center:

Robert Owens, who has been
instructing the group since the
summer;, said a patient can feel mo-
tivated when they see themselves
getting better at something

“These people come out and play

table tennis, and they can see them-
selves get better at something”
Owens said. “Its a small sport, but
it's an easy sport to get better at,
more than tennis and some others,
50 you get a sense of progress.”
Though exercise is vital to help-
ing patients with Parkinson’, social
interaction is just as important.
nts can often experience de-
pression and anxiety when they
are diagnosed, so social interaction
can help improve patients’ mood.
Pingpong allows the group to build
connections with each other and

improve their skills at the game,
Egan said.

“Parkinson’s can be a very isolat-
ing disease, and we really want to
get individuals with Parkinson's ina
social group,” n said. “Whether
ith an exereise class or pingpong,
just something where they feel
comfortable being with others and
that gives them the opportunity to
build friendships with people who
are going through similar experi-
ences

DeBartolo has experienced that
firsthand.

“The friendship-making is what
I've found to be even more impor-
tant in this program,” DeBartolo
said. “The program just started
last summer, and its growing very
nicely. I certainly didn't know this
many with Parkinson's before this
program began”

DeBartolo said the Parkinson's
Players has created the community
he was hoping for.

“Community enables you to em-
pathize, and it enables you to relate
to people who have a similar condi-
tion to you. It shows us that we're
not alone,” he said. “Its not that we
want other people to have Parkin-
son's, but since people do, its im-
portant to socialize with each other
because we can relate .. we can
share perspective.”
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Know the ABCs of PD Parkinson’s

All you need to know about Parkinson's disease — from A to Z,

Foundation

This April is Parkinson's Awareness Month and we're partnering with Mitsubishi Tanabe Pharma America to
help people understand the complexity of Parkinson's disease (PD) and recognize its symptoms.
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Anxiety

Balance

Care Partner
Diagnosis

Early Signs
Eitness
Genetics
Hospital Safety
Incidence

Job

Knowledge

Lewy body dementia

Motor Fluctuations

Neurologist

Occupational Therapy

Urinary incontinence

Vertigo

Wellness Wednesday
X

Young-Onset Parkinson's

Zen

Parkinson's symptoms not related to movement are often more troublesome ond disabling than
movement symptoms, These symptoms caon include anxiety, depression, vertigo and more,

More than half of people with Parkinson's will experience o fall in the next year. There are many
tips and ways to prevent falls.

Like Parkinson's, there ore several stages of the core portner journey. Explore free articles, tools
and courses designed for you.

Finding out you have Parkinson's can be a lengthy process. A diognosis is made through a
combination of in-office tests and diagnostic toals.

From smoall handwriting and loss of smell ond trouble sleeping, know the 10 early signs of
Parkinson's.

People with PD who exercise for 2.5 hours per week experience o slowed decline in gquality of life.
Find the exercise that works for you.

12.7% of participants in our study have a genetic tie to Parkinson's. PD GENEration is a global
initiative that provides genetic testing and counseling to people with PD, at no cost.

People with Parkinson's are at o higher risk of hospitalization and longer hospital stays. Know
how to prepare and advocate for yourself with our Hospital Safety Guide.

Nearly 90,000 people in the U.S. will be diagnosed with Parkinson's this year.

“How long will | be able to work with Parkinson's?" This question is especially important to people
with young-onset PD.

Find the information you need now — from tools that help you work alongside your care team to
resources that empower you.

Robin Williams brought awareness to the life-changing, prevalent disease known as Lewy Body
Dementia, a progressive brain disorder where cognitive decline is an early symptom.

Also known os “on-off" times, motor fluctuations are changes in the ability reloted to medications.
“On" times are when you hove good symptom control, "Off” times are when medications wear off,

Neurclogists (and specialized neurologists called movement disorders specialists) diagnose and
treat Parkinson's.

Rehabilitation theropies — occupotional, physical and speech therapies — con slow disease
progression, address symptoms and enhance mental health.

Parkinsonism is the collection of signs and movement symptoms associated with several
conditions — including Parkinson's disease.

OQuwr bilingual Helpline answers Parkinson's questions, provides referrals to health professionals
and local resources. Call us at 1-800-4PD-INFO (1-800-473-4636) in English or Spanish,

Parkinson’s research can lead us to breakthroughs in treatment and care at any moment. Explore
our currently funded research and how to join a PD study.

Parkinson's symptoms and progression are unigue to each person. Knowing the stages of
Parkinson's can help you cope with changes as they occur.

70-90% of people with PD experience a tremor. While most common in the hands, tremors can
also occur in the lower lip, jaw, leg or internally.

People with Parkinson's may experience bladder problems, The most common is a frequent and
urgent need to urinate.

Dizziness (feeling faint, weak or unsteady) and vertigo (the folse sense that you or your
surroundings are spinning) are common signs of Parkinson's,

Access at-home resources through weekly online events. PD Health @ Home offers events that
focus on wellness, exercise and mental health.

Join our online Parkinson's community. We're on X, and all social media channels!

Young-onset Parkinson's occurs in people who are 50 years of age or younger, who often
experience a different set of challenges.

Stress can make PD symptoms worse. Maintaining emaotional health is essential to living well
with Parkinson's and can help manage symptoms.

Survey about Parkinson's Education

At the PDMDC, we always want to make sure we
are providing educational programming and
content that is of interest to our patients and their
loved ones. We have received feedback from a



https://www.parkinson.org/parkinsons-awareness-month

variety of folks asking to learn more about certain
topics. A survey was composed to determine what
areas are of most interest. Please complete the
survey below. It is only 8 questions and takes less
than 5 minutes to complete.

Survey Link

Thank you in advancel!

Research Corner



https://northwestern.az1.qualtrics.com/jfe/form/SV_cANNzvQwZK7oP5A
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Do you have Parkinson’s disease and
are interested in research?

You may be eligible for the Voice-PD study that aims to objectively quantity
severity of vocal and speech related symptoms associated with Parkinson’s Disease.

‘ou qualify for the stud
- Diagnosed with PD, or
- Prodromal PD, or
> Age-matched healthy control
What is involved if | participate?
Study duration: 10 weeks
7 study wvisits of combined televisits and
at-home assessments
Speech tests, PD clinical assessment, and
short questionnaires

Participant Resource

> Reimbursement will be provided for your
time during on-site and telehealth visits

If you are interested in participating or want to learn more,
please contact

Max Galarce
max galarce@northwestern edu
Telephone: (312) 503-4270

This study is in need of participants who are in more
advanced stages of Parkinson's Disease, as well as people
who do not have Parkinson's Disease. Please email Max
Galarce at max.galarce@northwestern.edu if interested.

Parkinson's
Foundation




UPCOMING NATIONAL
EDUCATIONAL PROGRAMS

PD HEALTH @ HOME (National Virtual Programming)
Don't forget our weekly (M, W, F) virtual programming that
focuses on Mindfulness, Wellness and Fitness! Our PD Health @
Home offers so much! To learn more visit this

link: Parkinson.org/PDHealth

Join us every Monday as our expert speaker leads
you in guided relaxation techniques to help boost
brain power and reduce stress.

Reqister Virtual

Learn about current research that is taking various
approaches to develop a freatment that may significantly
slow PD’s progression.

Reqister Virtual

During this webinar we will explore why people with
Parkinson’s progress differently, how to live well in the
marathon of PD, and how treatment and care needs may
change over time.

Register Virtual

As a reminder, the Foundation has a variety of resources
available to support you and the PD community, including:

HELPLINE: 1-800-4PD-INFO (473-4636)

or helpline@parkinson.org

PD Conversafions an online PD community, to connect with
others living with PD and be part of a network of support.
Newly Diagnosed Guide

Medical Alert Card

Fact sheet: Staying Safe in the Hospital with Parkinson's
Disease

Tips for How to Prepare for a Telemedicine Appointment
Hospital Safety Guide

Podcasts

PARKINSON'S DISEASE AND MOVEMENT DISORDERS CENTER
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https://secure3.convio.net/prkorg/site/Calendar?id=112470&view=RSVP&_gl=1*1005p9p*_ga*NzI0MTIwNzkwLjE2OTAyOTc5Njc.*_ga_57LEHWK3JX*MTcxMTM4NjQ5Mi4xMDYuMS4xNzExMzg2NDkyLjAuMC4w&_ga=2.71272976.1088532779.1711386493-724120790.1690297967&_gac=1.182868308.1707925871.Cj0KCQiAn-2tBhDVARIsAGmStVl46MLhzo3rWR7wh6pVBRcnbu18TwsuTaJHR8rIJA5yaM0Tz5DGOSYaAjdREALw_wcB
https://secure3.convio.net/prkorg/site/Calendar?id=110329&view=RSVP&_gl=1*1ujk5bu*_ga*NzI0MTIwNzkwLjE2OTAyOTc5Njc.*_ga_57LEHWK3JX*MTcwNjEzMDY0NC43My4xLjE3MDYxMzA3NDEuMC4wLjA.&_ga=2.114378820.2105996777.1706130644-724120790.1690297967
https://secure3.convio.net/prkorg/site/Calendar?id=112494&view=RSVP&_gl=1*1bsthb1*_ga*NzI0MTIwNzkwLjE2OTAyOTc5Njc.*_ga_57LEHWK3JX*MTcxMTM4NjQ5Mi4xMDYuMS4xNzExMzg2NjYyLjAuMC4w&_ga=2.113749639.1088532779.1711386493-724120790.1690297967&_gac=1.251623028.1707925871.Cj0KCQiAn-2tBhDVARIsAGmStVl46MLhzo3rWR7wh6pVBRcnbu18TwsuTaJHR8rIJA5yaM0Tz5DGOSYaAjdREALw_wcB
https://www.parkinson.org/events/2024/Apr17WW
http://helpline@parkinson.org/
https://www.pdconversations.org/s/
https://www.parkinson.org/newlydiagnosed
https://www.parkinson.org/pd-library/books/medical-alert-card
https://www.parkinson.org/sites/default/files/attachments/Staying Safe in the Hospital With Parkinson%E2%80%99s Disease.pdf
https://www.parkinson.org/blog/tips/Telemedicine
https://www.parkinson.org/Living-with-Parkinsons/Resources-and-Support/Hospital-Kit
https://www.parkinson.org/Living-with-Parkinsons/Resources-and-Support/Podcast
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