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An email exchange between two friends who live with Parkinson’s — published in
The New York Times — gives a closer look at the thoughts and feelings the
disease brings. Here, the Foundation answers common questions and shares
more information on living with Parkinson's.
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This fact can be surprising to anyone
unfamiliar with Parkinson’s. I often tell
people — especially those early in the
disease — that your Parkinson’s is your
Parkinson’s. Your symptoms, how they
change over time and how they impact your
life: all unique to you. Some people are
bothered mostly by shaking (tremor). Others
by walking and balance problems. Still
others, by mood or sleep changes.
So, how can you navigate this? Focus on your
journey. Find the resources, support systems
and other tools to manage your Parkinson's.
Talking with others about common
experiences can be helpful.
Learn more

In Parkinson’s, there’s no blood test or brain
scan that can tell if you have the disease. To
diagnose it, doctors examine your movements
and ask about your medical history. That’s
why it can sometimes take a while to get the
correct diagnosis. And why it’s important to
see a “pro,” if possible. Parkinson’s “pros” are
called movement disorder specialists, and
they are experts in diagnosing and treating
the disease.
These experts can be hard to find in some
places around the world. And they can have
long waiting lists. For these reasons, MJFF
created a program that supports the training
of new Parkinson’s doctors around the world.
Learn more

I get it! Too much information can be overwhelming (and sometimes misleading). Some
individuals, like journalist and person with Parkinson’s Michael Kinsley, prefer a less-is-more
approach. Kinsley has said, “I see good doctors, take my pills most of the time, and go about my
business. I couldn’t tell you some of the most basic things about Parkinson’s and how it works.”
Not wanting to know much about Parkinson's, especially early on, is understandable. But I’d
encourage anyone navigating this disease to know the facts about Parkinson’s. It can help you
better understand the disease and and make informed decisions about your care. Ask your
doctor and other people with Parkinson’s for credible resources and websites.
Learn more

When processing a new Parkinson’s diagnosis
or as symptoms change over time, it’s normal
to feel depressed or anxious. These mood
changes also can be symptoms of having
Parkinson’s, just like shaking or slowness.
There are many treatment options to support
you, such as medication or talk therapy.
Exercise, too, can boost mood and ease worry.
Learn more

Many people worry about sharing their diagnosis.
They don’t want to be treated differently. Or have
people feel sorry for them. But, most say they feel
relief after they share. And they wish they’d done
it sooner. Keeping a secret can be a burden. (And
this stress can increase your Parkinson’s
symptoms, which can make it harder to hide.)
It’s your story. You decide whom to tell, what to
tell and when to tell. You will likely tell loved ones,
children, friends and colleagues in very different
ways and at different times.
Learn more

In my conversations with Parkinson’s families, I
often hear, “Is there reason for hope?” Absolutely.
Parkinson’s drug development is bursting with
possibilities. Many people find (and keep) hope by
joining research studies. Curing the disease
requires us to understand its biology much better,
and you can help make that happen — whether
you have Parkinson’s or love someone who does.
You can also find hope in other actions:
exercising, building a care team and connecting
with others. And you might try to focus on the
positive, however small. Michael J. Fox has said,
“Gratitude makes optimism sustainable.”
Learn more

In sharing their frank correspondence, Steven and Véronique
gave us a gift. They gave us a closer look at the feelings,
worries and questions that Parkinson’s brings for so many. And
they showed us the power of connection in finding answers
and building a path forward.
When Parkinson’s is part of your life, making connections is
key. Parkinson’s can feel lonely. But I want every person and
family living with the disease to know you aren’t alone.
Whether you want to talk (or email!) with a friend, meet
others in a support group, or just exercise together, the
community is here for you. For every step of your journey.
Learn more
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