Dear friends,
As we roll into the cooler months for those of us north of the equator
and warmer months for those who live south of the equator, we trust you
are well and staying on top of the scientific milestones being reported as
well as staying on top of your own wellness through whatever means
necessary. At the WPC 2019 we included a Table Tennis room in the
Wellness Way area for the first time and saw more than 100 delegates
try their hand at table tennis during the Congress. We are happy to
announce that the first ever International Parkinson's World Table Tennis
Championship tournament will be taking place in October in Pleasantville,
New York, USA. It's being lead by WPC 2019 delegate and friend, Nenad
Bach, with his co-collaborator Will Shortz, who is perhaps best known for
his expertise in writing the New York Times cross word puzzle. Both avid
table tennis players, they have joined up to host this exciting first time
tournament and we are proud to share the news and support the effort
to get more people moving.
Like this table tennis tournament, the successes that come out each WPC
are hard for us to capture since they often emerge from conversations
had at poster sessions, or collaborations launched over coffee during the
WPC. What the WPC offers is the most unique opportunity for novel
collaborations and helps push how we communicate across the PD
community. A perfect example of this is the recent publication by past
WPC co-presenters, Dr. Julio Angulo, who lives with Parkinson's,
presented on the topic of shame alongside neuroscientist Professor Paul
Krack of Switzerland. After they presented at the WPC 2016, the
conversation continued and recently a joint publication on the very same
topic of Shame and Parkinson's Disease as published recently.
We are looking for more WPC stories, to better understand how the WPC
impacted those who attended and how they carried that impact forward,
whether in a publication, hosting a new meeting, doing new research or
more. Whether researchers, people with PD, clinicians or others, HOW
DID THE WPC IMPACT YOU BEYOND the four days of the congress and
how will that impact spread to others? Tell us your story and we may
highlight it in our forthcoming monthly article on WPC Connections.
Below you'll see our newest Parky the Raccoon, launched for the WPC
2022 in Barcelona. This collector's item is the fourth Parky created by the
WPC with 100% of all funds raised going to the WPC Travel Grants
program to ensure junior researchers/investigators and people with
Parkinson's are supported in their effort to attend the WPC. Order yours
today! If you plan to attend the MDS meeting in Nice, France next week,
order your Parky today and pick it up from the WPC booth in Nice!

Kind regards,

Elizabeth "Eli" Pollard
Executive Director

WPC Blog Highlight
Is there any future in the use of growth factors to repair the brain
in Parkinson’s disease?
by Roger A. Barker MRCP, PhD, FMedSci
Is there any future in the use of growth factors to repair the brain in
Parkinson’s disease? This is a question I am asked a lot by patients
since the publication of the negative GDNF trial earlier this year which
was also linked to a 2 part documentary on the BBC. My answer is, yes,
but the next trial will need to be thought through very carefully.
The premise behind this approach is that the dying and failing
dopaminergic nerve cells (that lie at the heart of what goes wrong in
Parkinson’s Disease (PD)) that project from their site of origin in the
upper brainstem (substantia nigra) to the striatum can be rescued by
giving them a growth factor-if you like a dopamine cell fertiliser. This is
not a new idea but became a major focus following the discovery of a
new growth factor in 1993, Glial cell line derived neurotrophic factor
(GDNF), that seemed very potent at rescuing these cells in the lab. This
led in a relatively short time to a series of trials in patients with PD
where GDNF was directly infused into the brain. These trials gave mixed
results- some showing benefit and others no improvement and so the
field remained unsure as to what to do next, if anything. Many
concluded that this approach had had its day especially given that the
results from similar gene therapy trials using a related GDNF moleculeneurturin – were also not showing signs of obvious benefits to patients.
Button

Continue Reading
WPC 2019 Abstract Highlight
A cross-sectional natural history of Parkinson’s disease as
reported by >10,000 patients
Ira Shoulson*1, Lakshmi Arbatti1, Connie Marras2, David Standaert3,
Caroline Tanner4, Luba Smolensky5, Catherine Kopil5, Jamie Hamilton5,
Emily Flagg6, Carol A Christopher1, Andrew Nguyen4
1 Grey Matter Technologies, Sarasota, Florida, USA; 2 University of Toronto, Toronto, Ontario,
Canada; 3 University of Alabama, Birmingham, USA; 4 University of California, San Francisco, USA;
5 Michael J Fox Foundation, New York City, New York, USA; 6 University of Rochester, Rochester,
New York, USA

There has been no systematic research to characterize the course of
neurological disease as reported directly by patients. Using natural
language processing (NLP), expert clinical curation, and machine
learning (ML), we analyzed the Patient Reports of Problems (PROP) from
Parkinson disease (PD) patients who volunteered to answer in their own
words: (1) What bothers you the most about your PD? and (2) In what
way does this problem affect your daily functioning? Participants were
also asked to reply to what bothers them the 2nd most, up to 5
bothersome problems. From February-August 2018, >10,000 consenting
patients worldwide entered their verbatim PROP replies, age, and date
of PD diagnosis by computer keyboard (about 40% used mobile/tablet
devices) on the Michael J Fox Foundation (MJFF) FoxInsight.org research
platform, with an ongoing accrual rate of about 1,000 new
patients/month.
Using NLP-derived and clinically-curated terms, motor and non-motor
symptoms were classified with respect to age and 0–10 years since
diagnosis. Motor and non-motor symptoms constituted 60% and 40%
respectively of patient-reported problems: Tremor was reported at all
disease durations; Rigidity and Bradykinesia were more frequent with
increased duration of PD; Postural Instability (imbalance, unsteadiness)
was reported early within 0–3 years of diagnosis, and was more
common with age of the patient and longer duration of PD. Sleep, Pain,
Mood and Cognition problems were more frequent with increased
duration of PD. Fatigue symptoms were similar across duration of PD
and age. Constipation was more frequent with increased age and
duration of illness. These relationships will be illustrated by 3-D videos.
The PD-PROP represents the largest compilation of patient reported
verbatim problems for any neurological disorder. The verbatim patient
reports and application of NLP/ML techniques show utility in capturing
bothersome problems and provide a cross sectional natural history of PD
from the perspective of patients – to be further informed as patients are
invited every six months to update their PROP replies and longitudinal
data accrue. The PDPROP can be further customized to develop fit-forpurpose clinical outcome assessments applicable to clinical trials. Deidentified PROP data are being made available to scientists for analysis
by the MJFF.

Download the WPC 2019 Abstract Book
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Parky the Raccoon

If you follow us on social media, you have seen our favorite fuzzy friend.
You may not realize this, but our little raccoon makes a huge impact. One
hundred percent of the profits from the sale of each Parky the Raccoon
go to the WPC Travel Grant fund. Over the past four years Parky has
raised over $12,000 to help people with Parkinson's, medical
professionals from low income countries, and young clinicians and
researchers attend the WPC! Who knew that a raccoon could be so
effective at bringing the Parkinson's community together?
Parky the Raccoon was born in the summer of 2012 when Bob Kuhn,
ambassador for the 3rd World Parkinson Congress and person with
Parkinson's, decided to create a companion for his around the world trip.
Bob's 70 day trip was designed to help him connect with people around
the world who lived with PD or cared for someone with PD. He created a
cardboard cutout of Parky the Raccoon to spark conversations. Everyone
was curious about this unique little animal, indigenous to North America,
but virtually unknown to the rest of the world
It was at the 3rd World Parkinson Congress in Montreal where Parky
came to life as the WPC mascot. Parky now resides with humans all
around the world. See the map!
Why a Raccoon?
The distinctive mask, represents the "Parkinson's mask."
Raccoons are inventive when faced with challenges. Excellent
problem solvers, with a high level of curiosity, and the ability to
survive in diverse environments, quite similar to people with
Parkinson's who creatively solve the challenges of living with PD.
Parkinson's affects sleep and raccoons are often nocturnal, but not
exclusively so.
They can be mischievous. After all, Parkinson's is serious enough in
itself. It's good to have a little fun.

Order your Parky
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