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What is

Parkinson’s
Disease’?

*A progressive brain disorder /
neurodegenerative disease.

*The second most common
neurodegenerative disease, but the fastest
growing.

*|t affects men slightly more than women, 3:2

*\Wide range of possible diagnosis time,
typically 50s-70s years old.

e <50 is early/young onset

*There is no cure. But symptoms can be
treated and managed.

* A movement disorder, but it affects other
body systems as well.



Parkinson’s is
not hopeless.

People with PD can live well
for years with the disease with
expert care, support, and
resources.




What causes PD?

The cause of Parkinson’s is unknown. Genetics and environmental
factors both contribute to increased risk.

Genetic factors (inherited genes or gene mutations) contribute to
about 10-15% of Parkinson’s.

Environmental risks: prolonged exposure to environmental toxins

(contaminated groundwater, pesticides, heavy metals, air pollution).

Dr. McKee says, “genetics loads the gun, environment pulls the
trigger.”

Other risk factors: traumatic brain injuries, older age.




PD GENEration:
Mapping the

PD GENEration Future of

Parkinson's
Disease

National initiative offering free Hebuschoroa il
genetics testing for certain et
Parkinson’s-related genes and free

genetic counseling to help
participants understand their results. Foondeton AN s <

a

Join the PD GENEration today! PD GENEration

MAPPING THE FUTURS ARKINSON'S OFSEASE

PD GENEration is a Parkinson's Foundation initiative that s
offers genetic testing and genetic counseling at no cost for Slg nup tOdOY at
people with Parkinson's disease (PD). When you participate, Pﬂl’kil‘l son.org/

ill h i : .
you will have the opportunity to: PDGENEI’GtIOﬂ

Ask your doctor about it at your next [ E—G—_—_—————
Visit, or visit
Parkinson.org/PDGENEration

For more information, email us at
Genetics@Parkinson.org or call our
Helpline at 1-800-4PD-INFO (473-4636)
to speak with a Helpline specialist in
English or Spanish. Open weekdays
from 9 a.m. to 8 p.m. ET.

Help scientists in their journey to advance
understanding of PD

Improve Parkinson's care and research

&
ca

Aid in development of improved treatments

and personalized medicine for PD parkinson'S
Foundation



Dopamine levels in a
normal and a Parkinson’s
affected neuron.
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What'’s
happening in
the brain?

Misfolded alpha-synuclein protein
clumps together and damages the
neurons that produce dopamine.

This lack of dopamine impacts:
Coordination/movement
Speech
Sleep
Mood
Cognition
And more

Other neurotransmitters are
involved too.




How IS It

diagnosed?

To be 100% certain: with your
brain under a microscope.

History
Clinical assessment  Assessment

with a neurologist Response to
medications

DaT scan and Syn-One Biopsy:
Not usually necessary.




(Movement)
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Non-Motor (Non-Movement)
Symptoms

- Sleeping Dizziness /
Mood Cognition " oy
Difficulty Fainting
e : A s R
depression , REM sleep Especially upon
anxiety trouble with disorder standing
(nervousness or memory Insomnia nOH
— fear) slowed thinking
apathy (lack of word-finding
interest or — difficulty
feeling) ) trouble learning
new things
and paying
attention

- J




More
Non-Motor

(Non-

Movement)
Symptoms

Loss of sense of
smell

Masked face
(diminished facial
expression)

Small
handwriting
(micrographia)

Stooped posture

Soft speech

Difficulty
swallowing

Constipation

Hallucinations




Constipation
Speech What people don’t see

Swallowing difficulties
Panic attacks

Loss of smell
Lack of facial expression
Hypotension

Impulse Control Disorder
and delusional behaviour

Sleep difficulties
Bladder dysfunction
Pain
Depression
Anxiety
Gastric reflux

Hallucinations
Sweating
Dementia

Erectile difficulties




A note on
symptom
worsening

Parkinson’s symptoms don’t
tend to suddenly get worse in
a night or a week.

AV

Underlying causes can exacerbate
symptoms.

UTI Dehydration llIness Stress Depression




TREATMENT
AND

MANAGEMENT




Parkinson’s Disease Management:

Individualized for you

e Medications

e Surgical Options

e Physical, Occupational, and Speech Therapies
e Utilizing multidisciplinary team

e Exercise




o‘n% Exercise 3

Aerobic exercise has the most evidence to be disease modifying

in Parkinson’s disease.

» Aerobic exercise 30 minutes/day 3-4 days per week. Resistance training: 2-3 days per
week.

e Starting early in your diagnosis could be a game changer!
e Helps maintain balance, mobility, strength, and flexibility.
e Helps with mood and constipation

* |t's best to incorporate flexibility (stretching), resistance (strength), and aerobic exercise
into your routine.

 Biking, running, dancing, tai chi, Pilates, non-contact boxing (ROCK STEADY BOXING!), etc.

The best kind of exercise is the kind you’ll do.




Slow
movement IS
better than no

movement!




Carbidopa-levodopa: converts to dopamine in the brain. Extended

release (ER or XR) and immediate release (IR) versions available.
DOSING: 25/100 mg, 50/100 mg ER, etc

Continuous Infusions: Vyalev (foscarbidopa-foslevodopa) and
Onapgo (apomorphine HCI)

Dopamine agonists (pramipexole, ropinirole, rotigotine) act like
dopamine in the brain

MAO-B Inhibitors (selegiline, rasagiline) block the breakdown of

Medications Il

COMT-Inhibitors (entacapone, opicapone) prolong the benefit of
levodopa (help with wearing off)

Others: amantadine, trihexyphenidyl, etc.

Other medications for other problems: depression, sleep, etc.

Talk to your doctor about what is best for you.




Medications: ON and OFF

E &

ON: When your medications are
in effect and you're getting good
symptom control. Too much
levodopa could cause
dyskinesia.

% >

OFF: When your medications
aren’t working or wearing off
and your symptoms are more
noticeable and difficult again.



Advanced Treatment Options

Deep Brain Stimulation (DBS)

e Electrodes implanted in your brain, controlled by a remote.
e Helps particularly in people with tremor, dyskinesias, fluctuation issues with meds.

Lesional treatment: Focused ultrasound, Stereotactic Radiosurgery

e Procedures that create lesions or scars on part of the brain.

Ask your doctor if surgery is a good option for you.




Only one side
of the body is
affected

Symptoms
affect both
sides of the
body

Balance
and stability
become
affected

Symptoms
increase,
however are
able to stand
and walk

Assistance
is required
for everyday
activities

Stages o
Parkinso




Terms

Tremor — An involuntary, rhythmic shaking of part of the body. It often affects the
hands, but can also affect the legs, chin, lips or face.

Bradykinesia — Slowness of movement. Daily activities may take longer.

Rigidity — Muscle stiffness that can occur in any part of the body. It can limit range of
motion.

Dyskinesia — involuntary movement that can look like fidgeting, wriggling or body
swaying. It is a side effect of levodopa and disease progression.

Dystonia — When muscles contract, causing part of the body to curl or twist. Examples
include curling of the toes or in-turning of the foot.



Terms

Postural instability — Trouble with balance making someone unsteady when standing.
It increases the risk of falls, especially backwards.

Freezing of gait — Sudden inability to move when walking or feeling like your feet are
stuck to the floor.

Motor symptoms — The three main motor symptoms of Parkinson’s disease are
tremor, bradykinesia and rigidity.

Non-motor symptoms — These are symptoms that are related to Parkinson’s disease
but do not cause movement trouble. Some examples include anxiety, depression,
memory and thinking changes, constipation, fatigue and urinary frequency and/or
urgency.



Terms

ON Time — The periods of time when Parkinson’s medications are working well and
controlling Parkinson’s symptoms.

OFF Time — The periods of time when Parkinson’s medications have worn off or are

not working well and Parkinson’s symptoms return. This can include motor and non-
motor symptoms.

Motor fluctuations — Variations throughout the day in motor function. People may

have periods of ON time, when medications are working well, alternating with OFF
time, when medications are not working well.



Awareness, Patience,
Support

-'j AWARENESS: Letting others (friends, family, community, other healthcare providers)
ﬂ;/zz know about PD helps bring more helpful awareness to symptoms and issues.

PATIENCE: The body and mind are slowing down, and stress does not help! A little
patience can go a long way.

m SUPPORT: Utilizing support systems (family, friends, caregivers, organizations,
community, support groups, etc) can be majorly helpful.



Parkinson's
Foundation

Hospital
Safety Guide

Awareness:
Hospitalization

When people with PD go to the hospital, it is rarely for PD:
usually UTI, fall, surgery, etc.

Parkinson’s Foundation Hospital Safety

Guide

can be found easily online. Don’t be afraid to tell your team
about it!

It helps remind you and your healthcare team that:

. Regular movement is important.
. There are medications to be avoided in PD patients.

. It’s very important that you get your CORRECT
medications ON TIME
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Your care team wants to support you!



AWARENESS + SUPPORT
Other Team Members

Psychiatrist,
Psychologist,
and/or therapist

Physical
Therapist (PT)

Primary Care Sleep medicine Exercise
Provider (PCP) P Physiologist

Speech
Language Support Groups
Pathologist (SLP)

Your personal
care partners

Occupational
Therapist (OT)




AWARENESS +
SUPPORT:
Parkinson's © InYourArea  Q Search l

Foundation Ca re

Understanding Parkinson's Living with Parkinson's Resources & Support AR N I a rt I I e rS
Resources & Support * Be educated

Living well with Parkinson’s disease (PD)
means getting the support you need —

from tools that help you work alongside In Your Area For Care Partners ® B e i n V O | V e d

& > C () & parkinson.org/resources-support/carepartners & e

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

Helpline Community Grants

your care team to resources that empower PD Library O T

you.
Hospital Care Kits Find Your Chapter PS Ta k e C a r e O f
Online Education Blog

yourself too




PATIENCE
Coping with PD Challenges

L Independence _

Find things you can take Reflect on what independence Create new roles or adapt old ones.
control/ownership of: your exercise  means to you. Consider ways you If you must retire sooner than you
routine, your daily attitude, how can maintain independence with would have liked, look for volunteer
you view Parkinson’s, etc. support from loved ones. opportunities.

Work on getting comfortable with Reconfigure your lifestyle. Rather Reflect on your identity. As things
uncertainty. You may need to “go than cutting out the things that are  change, it can be an opportunity to
with the flow” more depending on  hard, try making adjustments. look at things in new ways.

how you feel each day.



RESOURCES

s Parkinson’s Foundation

e Helpline: 800-4PD-INFO (800-473-4636)
e Website: Parkinson.org

e Michael J Fox Foundation

e michaeljfox.org

e  Northwest Parkinson’s Foundation

e Nwpf.org
e HOPE kit
e Speak Up app




Resources




Research Studies

o PD GENEration: Parkinson.org/PDGENEration

o GEARS: Further studying the benefit of exercise in
Parkinson’s Disease.

oFox Trial Finder (michaeljfox.org)



Thank you all for attending today!

@ uestions?
.-. Q

Please try to keep your questions
generalized for the group benefit.




