
I was fortunate to be able to attend the World Parkinson Congress 2013 held in 
Montreal, Canada, and was so inspired by Bob Kuhn, one of the Opening Ceremony 
speakers, that I requested permission to reprint portions of his welcoming speech to 
share with you.-Debbie Guyer

With Hope Unshaken
Bob Kuhn

Although the world may see people with Parkinson’s shaking uncontrollably, 
struggling to move, weak and wobbly, let them also see our hope. A hope 
that knows the strength found in weakness, the fortitude in frailty, and the 
daring in disability. A hope that clings to the best of our dreams. A hope that 
presses on, not just for ourselves, the privileged few, but for a world that 
looks to us to lead the way. When all seems lost or far away, we must go on 
with hope unshaken. 

We have come here to celebrate achievements made in our 
common quest for the cure. We are here to champion a 

better life. We are here to dispel the discouragement and despair that would dare to take 
away our joie de vivre, our love of life. We are here to share the warmth found in the 
confidence and courage of one another. 

But more than that, we have come seeking something that will fight the fear of future 
days, the loneliness that creeps uninvited into our hearts. We have all come here to find 
hope, something to believe in. Hope that fuels our faith in the scientists and researchers 
who seek solutions. Hope in new medications that will provide relief, however brief, 
from the relentless advances of the disease. Hope in therapies and treatments that alle-
viate the pain. And hope that holds the hands of others half a world away. We come to 
fill our hearts with hope. With hope we are unshaken. Without it we are lost.

For me, it was January 19, 2006, a Thursday. I was not prepared for the words, “You have 
Parkinson disease.” I felt unready for the battle that lay ahead, afraid of the very foe that 
took my father’s life. It was the day I began to learn a secret. 

As serious as many aspects of PD may be, I soon learned there is another more 
soul-crushing symptom. Parkinson’s is a self-isolating disease. For many people with the 
disease their world shrinks. As I began to notice my own propensity to withdraw, I also 
began to listen to the words that people with Parkinson’s were using. It was then that I 
realized the importance of pronouns.

In 2011, social psychologist and language expert, James Pennebaker, wrote The Secret 
Life of Pronouns in which he describes the power of personal pronouns. Consider the 
following facts: “I,” “my,” and “me” are three of the most commonly used words in the 
English language with the word “I” ahead of the pack. Studies show that “I” is spoken 
almost twice as much by people who are depressed. Conversely, the word “I” is spoken 
far less often by truly self-confident leaders. Further evidence suggests that consciously 
reducing your use of words like “I,” “my,” and “me” can improve the way you think and 
feel about yourself and the world around you.

Bob Kuhn
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Disclaimer: The information and reference material contained 
herein concerning research being done in the field of Parkinson 
disease and answers to readers’ questions are solely for the 
information of the reader. It should not be used for treatment 
purposes, rather for discussion with the patient’s own physician.

Changing one’s personal pronoun usage is more difficult than you think. Most people 
have an overwhelming propensity to want to talk about themselves. Let me give you an 
example. At one point on my round-the-world trip, I was on the train from Cuzco, high 
up in the Peruvian Andes, to the extraordinary ruins of Machu Picchu. Seated nearby 
were some younger travelers from Australia.

I decided to try an experiment. The goal was to test how much I could get my fellow 
travelers to talk about themselves while disclosing as little as possible about myself. By 
the end of the two-hour train trip, I knew virtually the whole life story of a number of 
the travelers seated next to me. They knew virtually nothing about me. Not my name, 
my life story, or my special circumstances.

How have we become so self-absorbed? As with some of you, I was born into the post-
war baby boomer “you-can-have-it-all” generation. Our generation stood up against 
authority and insisted upon our personal rights. It was the generation of “free love,” 
freedom to choose, live and let live, do your own thing; no wonder I grew up thinking 
that the world was all about me. And every subsequent generation seems to have built 
upon that self-oriented foundation.

One case in point: What is the current icon that defines our society? The… iPhone!

Whether our future is filled with success or struggle, dignity or disaster, remember the 
power of personal pronouns. We are not alone. We are linked, joined together as a “we.” 
Together, we can improve the quality of our lives. We can expand the scope of awareness 
and help people around the world. Together, we can, and will, find a cure for the plague 
of Parkinson disease. We are, together, people of hope who have the future in our hands, 
and we must reach out to the world around us. As we see our hope take root, grow and 
bear fruit, we must learn to share it with others! 

In order to sustain hope, the global Parkinson community must be committed to coor-
dinating its efforts. We must commit ourselves to collaborate, forgo petty self-interest, 
resolve turf wars and overcome our need to claim credit. If hope is to become more than 
hollow words, just another dream that disappoints, we must see our world differently. 
We must change the dominance of “I.” 

How can we go on with hope unshaken? 

What is that secret lesson I began learning on my diagnosis day more than seven years 
ago? It is committing ourselves to community. Perhaps you can remember it this way: 
What is the difference between illness and wellness? Illness begins with “I.” But wellness 
starts with “we.” 

continued from previous page

Tips & Tricks For My New Role
Are you a caregiver for your significant other or a close family member? Is it hard  
to manage your new role and chores around the house? APDA of Greater St. Louis, 
with the help of Washington University occupational therapy students, will be 
starting a special series of classes to help caregivers with role reversal in the spring. 
Classes may include money management, cooking, sewing, car maintenance, hair 
care, home repairs, etc. If you have any suggestions for our new role-reversal 
classes or are interested in more information on these sessions, please contact the 
APDA Center at 314-362-3299. Additional information about this special series,  
including start dates and times,will be in future newsletters and on our website, 
www.stlapda.org. 
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Letter From The President
Rebecca Daming, President,  
Greater St. Louis Chapter

Thank you for your contributions to the 
American Parkinson Disease Association 
(APDA), Greater St. Louis Chapter. 
Together, our work is changing the lives 
of a loved one or friend, and for patients 
like Christine, a young mother of two 

who was diagnosed in her 30s. Some patients dream of walking 
again or returning to the dance floor. Christine dreams of 
attending her children’s weddings. We are so grateful for your 
partnership which is making a difference in the dreams and  
lives of all of those patients and their families we serve. 

Can you imagine life without Parkinson disease 
(PD)? Each year, for more than 132,000 individ-

uals, the future of their lives, their independence, and 
health are drastically altered when they receive a new 
PD diagnosis. Together, we are making a difference! 
To meet the increasing demand of the PD commu-
nity, last summer we significantly expanded our ser-
vices and opened the Parkinson Community Resource 
Center. Through this center, we have experienced 
a dramatic increase in patient and family program 
participation. By supporting these services, you are 
improving patient’s mobility and quality of life. As a 
very important partner, I am proud to share the return 
on your investment: 

�� Since 2010, with your support, we raised more 
than $1,000,000 to advance APDA’s dual mis-
sion: to ease the burden and to find causes and a 
cure for Parkinson disease.

�� Of that, $588,000 supported critical PD research, 
with significant advancements reported weekly.

�� Another $441,000 was dedicated to Parkinson 
patient services, to assist patients, caregivers and 
family members. Our exercise classes, respite 
care, and support groups are provided at little to 
no cost. 

Can you imagine investing in research that leads to a 
cure? We don’t just hope—we believe there will be a 
cure. Will you partner with us to find a cure by making 
a donation?

As the holidays approach, our APDA family reflects 
on time spent with our own grandparents, parents, 
spouses, and friends who suffer from PD. We serve 
in their honor. We renew our deep commitment 
and investment in this mission. Join us by making a  
commitment of support today. The help we provide 
Christine and others depends on the generosity of 
partners like you. Thank you for your consideration 
and best wishes for a lovely Thanksgiving. 

Rebecca Daming

3rd World Parkinson Congress,  
A Patient’s Perspective
Douglas Schroeder

I would like to share with you my experience 
in attending the 3rd World Parkinson Congress 
in Montreal, October 1-4, 2013. The Congress 
provided an excellent opportunity to further 
my understanding of Parkinson disease and 
its management. The registration booklet 
listed many sessions addressing my interests, 
including advocacy, genetics, and exercise.

There were over 3,150 attendees from 60 countries at this year’s 
Congress. Parkinson stakeholders including scientists, doctors, 

patients, clinicians, and therapists were all represented. The purpose 
of the event was to provide global collaboration advancing science, 
inspiring hope, and community connection.

The event agenda was well structured, with sessions covering a  
variety of topics ranging from scientific research to patient  
advocacy. All sessions I attended allowed time for audience  
questions and answers.

Event Highlights
1.	 The full day Science and Advocacy course. It was a great start 

to the Congress, providing insight into research, treatment 
and management. Topics included levodopa delivery, DBS,  
neuroprotection, and ended with patient engagement and 
“What’s taking so long?” Throughout the day, the knowledge 
and questions of patients in the audience impressed me. 

2.	 An inspiring opening ceremony with a heartfelt caregiver 
speech and the award winning video “Smaller,” an anima-
tion from New Zealand. It is posted on the St. Louis APDA  
website, www.stlapda.org.

3.	 Dr. Susan Bressman led a stimulating round table on genetic 
testing, discussing participant’s family histories. Terry Ellis led 
an equally stimulating round table on exercise, hitting on the 
theme of keeping active.

4.	 First screening of the documentary, “The Astronaut’s Secret,” 
the story of astronaut Rich Clifford’s experience with PD. Rich 
Clifford was there with the director answering questions after 
the showing.

Throughout the sessions there were many inspiring snippets. Some 
of my favorites were “Optimism is a choice,” “Dopamine is not the 
whole story,” and “FDA approval is not required for exercise.”

From a patient’s perspective, I found the event to be a valuable expe-
rience. I witnessed the passion of the community, heard firsthand 
the complexities in finding a cure, and noted the clear message on 
the importance of exercise. Attending was the right decision and I 
came away with a better appreciation of the Parkinson community.  
The next Congress will be held in Portland, Oregon, in late  
September, 2016. Join me in attending! 
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GETTING DRESSED
Elaine Benton 

Struggles with zips and buttons, 
are outweighed by far,

By the complexities, and 
difficulties, of doing up my bra!

The clips are frustratingly small, 
and usually at the back,

So no matter how I twist myself, 
those clips I can’t attack.

When finally my socks are on, and I’m near the 
point of exhaustion,

I then tackle putting on my shoes, which takes 
much contortion.

I’m horrified, after all that effort, to find that my 
socks don’t match,

But I’m far too tired, and it’s now too late, for this 
mistake to catch.

So often when I go out, not looking quite my best,

I may have non-matching socks, or forgot to button 
my vest.

My makeup might well be smudged, with mascara 
on my nose,

I’m a novel fashion disaster, from my head down to 
my toes.

But I always wear a great big smile, and that’s the 
important part,

And forgiven any wardrobe error, as people see my 
heart.

My eyes still twinkle as once they did, which should 
give a clue, 

That although today I look a mess, inside I’m just 
like you. 

So getting dressed can take some time, and best 
done not alone,

Or I’d be ready to venture out, when you’re on your 
way home!

It’s not a good feeling needing help, with such a 
simple task,

But sometimes there’s no alternative, and for help I 
have to ask.

This poem can also be viewed on YouTube: 
www.youtube.com/watch?v=2C6gDawqLjY or 
on Elaine’s website www.elainebenton.net. 
Reproduced from Elaine Benton’s book, Parkinson’s, Shaken, 
Not Stirred, with author’s permission.

Questions for the Doctor
Pratap Chand, MD, FRCP, Professor of Neurology, Director of 
Movement Disorders, Department of Neurology & Psychiatry, 
Saint Louis University  

Leah Cuff, APRN, ANP-BC, Nurse Practitioner, Department  
of Neurosurgery, Department of Neurology & Psychiatry, Saint 
Louis University (cuffle@slu.edu)

Q	� I noticed in Dr. Keith Roach’s column that one of his readers, 
a Parkinson patient, found that Vitamin D greatly relieved his 
symptoms. Do you know anything about that?

A	� A study in Finland showed that patients with higher serum  
Vitamin D concentration had a reduced risk of PD. Another 
study in Japan  showed that in patients with Parkinson’s who 
took  Vitamin D every day for a year, the  disease  did not  
progress as much as in those who took a placebo. But this effect 
was seen in only those who had certain types of a gene for the 
Vitamin D receptor. 

	� Vitamin D can help with muscle strength and balance in the elderly 
population and thereby help the balance problems and muscle 
fatigue in patients with PD. There is ongoing research in studying 
the role of Vitamin D in PD. We recommend that patients with 
PD have their blood levels of Vitamin D levels checked and if it is 
low, to take Vitamin D supplements.

Q	  �Our daughter has a child with egg allergy. She also knew that 
her dad had gotten flu shots in the past, but this year Jim had 
a bad reaction a few hours after the injection that lasted most 
of the night. We did learn that this year’s injection was more 
potent, but we were not advised to forgo a flu shot.

A	  �The flu can be serious for some individuals, especially the very 
young or elderly, people on immune suppressive medication, and 
people with chronic medical conditions. As with any illness, PD 
motor symptoms and cognitive problems can worsen while you 
are ill. With flu, you may have a fever and decreased fluid intake, 
and this can lead to dehydration and weight loss. An extended 
time in bed recovering from the flu can cause additional weakness 
leading to more difficulty with movement and increasing your 
risk of falls if you have balance problems. In general, it is recom-
mended that patients with PD have the flu vaccination. However, 
if you have had a reaction to the flu vaccination in the past, there 
is a risk of reaction if you get vaccinated. Do discuss this with your 
primary physician.

	� Antiviral medicines can help reduce flu severity if started within 
two days of symptom onset but will not protect you from  
getting the flu.  Oseltamivir and Zanamivir are examples of  
antiviral medications. If you do get the flu, you can discuss this 
treatment with your primary physician. 

Dr. Pratap Chand

Elaine Benton 
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Optimism Reigns!
Optimism Bowls
Richard Jacques hosted the second 
annual Bowl to Benefit APDA (Greater 
St. Louis Chapter) on July 13 and  
collected $1,100 for research and patient 
services in the local St. Louis commu-
nity. He honors the loving memory  
of his mother, Frances, who had PD. 

Optimism Walks and Runs  
in Hull, Illinois
For the third year in a row, the Mark 
Twain Area Parkinson Support Group, 
under the leadership of Marilyn White, 
contributed $10,000 in proceeds from 
the Hull of a Race 5K/10K Run/Walk 
event. This check was immediately  
forwarded to the National APDA to 
support research to find the cure. This 
year marked the eighth year for this 
event, held in the small town of Hull, 
IL, just outside Hannibal, MO. Each 
year this event has grown. This year 
there were 232 runners/walkers and 17  
children who participated. Save the date 
of August 16, 2014, for next year’s Hull 
of a Race.

Optimism Bakes
The Barnes-Jewish St. Peters Hospital 
and weekly Parkinson Exercise Group 
hosted their second annual bake sale 
on August 23 with proceeds restricted 
to support patient services. Together 
they raised $670 which will be used  
to fund the many local patient services and  
programs, such as exercise classes, Tai 
Chi classes and aquatic exercise classes 
held weekly.

Optimism Creates  
Critters for a Cause
Sherry Wolz of Licking,  MO, has created 
critters for a cause benefiting the Greater 
St. Louis APDA Chapter. Sherry attends 
craft fairs and has sold an array of cute 
critters resulting in $82.06 donated in 
July and an additional $197.66 this fall.

For more information about hosting 
your own Optimism event, contact the 
APDA office at 314-362-3299. 

OPTIMISM 10,000 CLUB  
MEMBERS 2013

Community Partnership  
at Benton Homebuilders

Wells Fargo Commercial Banking

OPTIMISM 5,000 CLUB  
MEMBERS 2013

Brinkmann Constructors 
Mark & Mary Burkhart

Carol House Furniture, Inc. 
Jeffrey & Liselotte Fox

James & Alison Bates Foundation 
Moneta Group 
Sterling Bank 

Teva Neuroscience 

OPTIMISM 4,000 CLUB  
MEMBERS 2013
Hilliker Corporation 

Luxco
Scottrade

OPTIMISM 3,000 CLUB  
MEMBERS 2013

Thomas & Charlotte Benton
BJC HealthCare 

Bruce & Pam Schneider 
Delmar Gardens Enterprises 

Express Scripts 
Slay Industries 

Truffles in Ladue 

OPTIMISM 2,000 CLUB  
MEMBERS 2013

Lucy Bauman
Jim & Anna Blair

Ted Hume
Steve & Lynn Hurster

Michael & Nancy Klein
KPMG 

Dave & Christine Sadler
Matt & Annemarie Schumacher

Southern Illinois Parkinson Support Group 
Jack Strosnider, Sr.

OPTIMISM 1,000 CLUB  
MEMBERS 2013

Aspenhomes
Terry & Kathy Bader

Steven & Susan Barron
Kay Bruchhauser

Jean Byron

OPTIMISM 1,000 CLUB  
MEMBERS, CONT.

David Dankmyer-Matter Family Office
Jim & Doris DeLaet

Edward Jones 
Steven & Linda Finerty

For Pete’s Sake & Budget Billboards 
Jane Goldberg

Guarantee Electrical 
Alan & Marty Lemley
Maryville University 
Annetta McAninch

Miss Elaine 
Sima & Philip Needleman

Erma O’Brien
Martin Shrader

David & Cindy Smalley
Solon Gershman, Inc. 

St. Louis Cardinals 

OPTIMISM 500 CLUB  
MEMBERS 2013

John & Jean Basilico
BJC Homecare & Lifeline 

BrightStar 
Don & Carol Carlson

Chesterfield Support Group 
Craftmaster Furniture, Inc. 

David & Patsy Dalton
Rebecca & Michael Daming

Walter & Connie Donius
Diane & Don Donlon
Janet & Al Forsman

Leslie Friedman
Friendship Village of Chesterfield 

Bryan Garcia
Larry & Gail Glenn

Joanie & Mark Goldstein
Mary Griesemer

Rose Hodel
Steven Horn
Linda Hyken

Mark & Nancy Kodner
David Michael Lansdowne

Charles Manley
Joe & Elissa Marchbein

Jay Reeg
Ann Ritter

Anne Ross-Weldy
Sylvia Saddler

Serta Mattress Co. 
Mary Stein

Karen Suroff
Robert Tomenendal

Cassidy Turley
Gordon & Marilyn Wall

Don & Norma Ziegenhorn
Richard & Margaret Zimmerman

The Optimism Campaign recognizes individuals or businesses who contribute $500 or more in donation 
and/or sponsorship of an event during each calendar year. These contributions were received between 
January 1 and October 25, 2013. 
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APDA Advanced Center for Parkinson Research  
at Washington University in St. Louis
Joel S. Perlmutter, MD

I am delighted to provide this yearly update for the 
activities at the APDA Advanced Center for Parkinson 
Research at Washington University. We have had 
another excellent year of progress made possible 
by the support from the Greater St. Louis Chapter of 
APDA and all of our volunteers. 

New Fellow—Dr. Tritia Yamasaki: Dr. Yamasaki began her 
post-doctoral fellowship in July 2013. She has been working in 
Dr. Marc Diamond’s lab on a new project trying to identify new 
markers that may help in the diagnosis of PD. Her fellowship 
(like others in recent years including Drs. Norris and Ushe) is 
supported, in part, by the Chapter.

DBS: Investigation of deep brain stimulation (DBS) continues 
to be a major area of our research activities. We continue our 
studies on the effects of stimulation aimed at different parts of 
a part of the brain called the subthalamic nucleus (STN). The 
STN is the target for placement of the wires used in DBS for 
PD, but exactly which part of the STN should be stimulated 
remains a controversy. Drs. Eisenstein and Black’s team has 
found a way to more precisely distinguish the effects of DBS at 
different parts of the STN. This is particularly important since 
different parts of the STN may have very different effects on 
movement, thinking, and mood. In a related study, Dr. Norris 
has determined how the location of the wire used in DBS may 
change after the initial surgery. 

Thinking problems: In the last two years, we reported that think-
ing problems in PD are associated with widespread deposits 
in the brain of a protein called alpha-synuclein. In addition, 
almost 2/3 of people also have another abnormal protein called 
A-beta. Abnormal A-beta is well known to play a role in  
Alzheimer’s disease, but we now believe that it plays a very dif-
ferent role in PD. We found that the distribution of A-beta in 
the brains of people with PD differs from that found in people 
with Alzheimer’s disease, as demonstrated by PET scans that 
show where the A-beta is located in the brain. In addition, we 
have more evidence that these proteins in the brain are differ-
ent in PD than in Alzheimer’s disease by taking measurement 
of spinal fluid – the fluid that flows around the brain, which 
can provide clues about different chemical processes within the 
brain. These studies are important because they help us to iden-
tify targets for trying to treat thinking problems in PD, and that 
treatments for Alzheimer’s disease may not necessarily work for 
PD. We are continuing our studies using PET, thinking tests, 
MR scans, genetic markers, and spinal fluid examination. These 
studies are led by Drs. Campbell, Foster, Cairns, and Kotzbauer, 
as well as Johanna Hartlein. This study was entirely funded by 
the Chapter. The study is now funded by a five-year grant from 
the NIH and a grant from the Michael J. Fox Foundation. We 

still need more volunteers with PD with or without thinking 
problems and also need spouses or people without PD for com-
parison. 

Brain networks: One of the hot new topics in brain research 
is to identify groups of different brain regions that work 
together for specific types of thinking processes. We call these 
groups of brain regions – networks. Much of this work is done 
with MRI scanning with a person lying quietly in a scanner.  
It turns out that while quietly lying like this, our brains seem 
to have a lot of background noise activity that can be measured 
with MRI. Careful analysis has found that seemingly random  
background brain activity (noise) measured by the MRI is  
actually different parts of the brain working together in syn-
chronization. We call these synchronized networks “rest-
ing-state” networks since we can find them in people at rest. 
We published a paper about how these resting state networks 
are different in people with PD. Such changes may help explain 
problems with walking, balance and tremor. We also have found 
how some changes in thinking are associated with changes in 
other brain networks. These studies are led by Drs. Campbell, 
Snyder, and Susan Criswell. A key player has been Carl Hacker, 
an MD/PhD student at Washington University. Drs. Kristen 
Pickett and Gammon Earhart along with another recently 
graduated PhD student, David Peterson, have been using 
these methods to investigate the brain mechanisms underlying  
freezing of gait – the sudden cessation of movement that may 
occur when starting to walk, turning, walking through door-
ways or walking in crowds. They also are investigating different 
rehabilitation strategies to improve walking in PD. 

Exercise: Dr. Earhart continues to be incredibly productive with 
her research team with multiple studies published this past year 
on various exercise and rehabilitation strategies to treat people 
with PD. Her studies range from ongoing dance therapy to 
using MRI scanning methods to investigate how various reha-
bilitation strategies affect the function of brain networks. This 
type of work may help to optimize treatment strategies and has 
already promoted dance therapy approaches for PD around the 
world. 

Measuring Progression of PD: One key problem in testing new 
treatments to try to slow PD progression is to have a mea-
surement of the severity of PD. Many different methods have  
been tried using brain imaging methods with PET or MRI 
scanners, but the methods may not have worked as well as 
hoped. We have made major progress in developing and val-
idating brain imaging measures of PD severity. We just pub-
lished findings that prove that most of the measures that have 
been used only work in the very early stages of PD, but after 
that, the measures in a part of the brain called the striatum 
(the part that has loss of the chemical messenger dopamine) 

Dr. Joel Perlmutter

continued on next page
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continued from previous page

no longer reflect PD progression. However, we found that 
aiming the PET scanner at a different part of the brain called 
the midbrain, allows us to make good measurements of PD 
severity. The midbrain contains the brain nerve cells that make  
dopamine, and certain types of PET scans now permit us to 
measure the degree of loss of dopamine nerve cells. This work 
has been done by Drs. Morvarid Karimi, LinLin Tian, Steve 
Moerlein, and graduate student, Chris Brown.

Dopamine Receptors: Dopamine receptors are the key parts 
of nerve cells that permit the chemical messenger dopa-
mine to communicate between nerve cells. Since PD causes  
reduction in brain dopamine, changes in dopamine receptors 
are important to help us design better drug treatments for 
PD. We recently published a paper that more clearly defines  
how the different types of dopamine receptors are distributed in 
the brains of people with and without PD. This study was led by 
Dr. Jinbin Xu. Other chemical messengers also are involved in 
PD, including one called acetylcholine. Dr. Xu has led develop-
ment of a new PET tracer to permit us to measure nerve cells 
that use acetycholine. 

Treating PD: Finally, we have indeed made progress in the 
development of a medication that has potential to slow PD  
progression. This work has been done in collaboration with Dr. 
Laura Dugan at the University of CA in San Diego. She discov-
ered a new drug called carboxyfullerene and we have completed 
a 10-year study that we have now submitted for publication. 
This study demonstrates that carboxyfullerene has potential to 
slow damage to dopamine producing nerve cells that degener-
ate in PD. Once this is published there are still many steps to 

determine whether this will be an effective treatment for people 
with PD and will require several years of study. Of course, no 
studies can be done without FDA approval. Even if we obtain 
FDA approval for the study, it is possible that this drug may 
not work in PD. As I have said before, progress is made by 
hard, steady work. Quick short-cuts frequently lead us down 
the wrong paths, so please be patient with this line of research. 
Again, this work was initially supported by the Chapter and 
then by two separate NIH grants. 

These are only highlights of the research currently going on at 
the Advanced Center. This research wouldn’t be possible with-
out the team of researchers consisting of faculty, staff, students, 
volunteers, and support received from the Greater St. Louis 
APDA Chapter. Drs. Racette, Willis and Criswell have also 
made some amazing progress and I only hinted at some of these 
studies. They continue to focus on environmental causes of PD 
and parkinsonism, the epidemiology of PD, and health care  
disparities. This work has potential impact on health care policy 
in this country and will be discussed in future newsletters.

Remember, volunteers and caregivers make this research  
possible. Chapter support has been and continues to be  
critical in obtaining preliminary data to allow us to receive 
NIH grant support. We make progress by working together. 
Of course, thanks must go to Debbie Guyer and all the efforts 
of the Chapter and the APDA Information and Referral 
Center, as well as to Susan Donovan who is the administrative  
assistant for our research center. We clearly depend heavily on 
these two incredibly effective people, and we appreciate all of 
their efforts. 

Self-Management Workshop
Want to play more of a leading role in your disease management?

The Program in Occupational Therapy 
at Washington University School of 
Medicine is now offering self-manage-
ment workshops to individuals with PD 
as a part of a new research study. Those 
enrolled will participate in the Chronic 
Disease Self-Management Program 
(CDSMP), a six-week class series that 
offers tools and information to help 
people manage their condition and par-
ticipate fully in life. Interactive classes led 
by trained facilitators explore a variety of 
topics including: 

�� Managing symptoms such as pain, 
fatigue and difficult emotions

�� Healthy eating and exercise 
choices

�� Evaluating new treatment choices 

�� Appropriate use of medications
�� Effective ways to talk with 

healthcare professionals and  
loved ones

Additionally, group discussion and 
collaboration help members develop 
appropriate goals and problem-solving 
strategies related to their disease. Study 
participation includes attendance at six, 
two-hour classes, once a week and agree-
ment to other study requirements (ques-
tionnaires and a debriefing interview). 
There is no monetary compensation for 
participation but previous research on 
the CDSMP suggests a wide variety 
of benefits in adults with chronic dis-
eases, including improved self-efficacy, 
decreased health-care costs, and preven-
tion or delay of disability. 

Who is Needed?
1.	 Volunteers must be diagnosed 

with PD.
2.	 Volunteers can be males or  

females over 30 years of age.
3.	 Volunteers must not be 

experiencing any problems with 
thinking and memory that interfere 
with their daily activities.

4.	 Volunteers must not have a 
history of brain surgery or other 
neurological problems besides PD.

5.	 People taking certain medications 
or with other serious systemic 
health problems (e.g., heart failure) 
will be excluded.

The principal investigator of this study 
is Dr. Erin Foster. For more informa-
tion about the study and how to get 
involved, please contact Tasha Doty at  
314-362-7160. 
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Focus on Fashion & Philanthropy:   
18th Annual Auction, Luncheon,  
& Fashion Show

Over 400 
people joined 

us in the Versailles 
Ballroom at the Westport Sheraton 

Chalet Hotel on October 14, 2013, to support the 
APDA at the annual auction, luncheon, and fashion show. They 

happily took their seats after shopping for 
wonderful baskets and one-of-a-kind items 
during the silent auction. Courtney Landrum 
joined Victoria Babu as co-emcees, and they 
kept the commentary running and amusing. 
Dr. Mwiza Ushe spoke enthusiastically of the 
progress being made for people with 
Parkinson’s and the promising research 
being conducted at Washington University 
School of Medicine. He also expressed his 
gratitude for APDA funding his fellowship and 
encouraged guests to continue their support 

for patient services, programming, and research. Debbie Guyer shared 
her recent trip to the World Parkinson Congress and a video short 
entitled “Smaller – A Poem about Parkinson’s.” Honorary Chair,  
Jack Strosnider, spoke of his 25+ year connection to the APDA and his 
passion for helping those who are touched by Parkinson disease.

The event was a great 
success, raising over 

$95,000 to support our 
mission, and we could not 
have done it without the 
help of our tireless volun-
teers. Lynda Wiens, Auc-
tion Chairperson, is the 
woman behind the creative 
and beautiful baskets. Our 
support groups, exercise 
classes, and fashion show committee brought wonderful items 

for the auction, and Lynda assembled 
them into enticing displays. Congratula-
tions and our deep appreciation goes to 
our Fashion Show Committee members 
who went from shop to shop, restaurant 
to restaurant, collecting items and gift 
cards for the silent auction.

Fashion Show Co-chairpersons Sherrie 
Rieves and Kathy Wunderlich gathered 
a lovely group of models and brought 
fresh ideas to the show. The guests were 
treated to fashions by new and returning 
boutiques as well as two local designers, 

including Details Women’s Bou-
tique, Distinctions, Lauren Bander, 
Panache Collection by Karen  
Burkart, PURE by Jen, and Savvi 
Formalwear. A round of applause 
goes to our 30 models and boutique 
owners and designers who selected 
fashions from their racks and fit our 
models for the show.

Wunderlich Fibre Box also  
sponsored the St. Louis Sirens to 
sing some familiar songs, with a 
humorous twist, to the delight of the  
audience. 

Luncheon favors were cookies 
in the shape of dress forms cre-
ated by Candis Theodoro of CT 
Cookie Treats. And a special 
thank you to Aimee Bachman 
of Studio 9 Freelance Design 
who created the lovely dress 
form pin cushion centerpieces 
that were sold to benefit the 
APDA.

A heartfelt thanks to all the  
volunteers, bankers, and run-
ners who made sure the event  
progressed smoothly. For many years now, volunteers from 

Elsevier have come to help with 
the auction as their day of giving 
back to the community. We also 
had many APDA volunteers 
who helped with our programs,  
assisting the staff before, during, 
and after the event. Thanks to 
all who attended the event – we 
hope you had a great time. 

For a complete viewing of all the 
photographs taken by and cour-
tesy and video production by Larry  
Balsamo of Video Views, visit 
www.stlapda.org. 
Photos courtesy of Cathy Hartman, Art & 
Soul Photography

Katie Byrum &  
Rich Schindehette

Debbie Guyer and Jack Strosnider

Dr. Mwiza Ushe

 Peyton and Grant LaMartina

Kozzy, Sherrie Rieves and  
Rich Schindehette

Megan Yu, Karen Burkart, Amy 
Shands, Dee Dee Cortopassi

Julia Garlich and Sabrina Rallo
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Silver Level ($5,000)
James & Alison Bates 

Foundation – Nancy Rapp
Benton Homebuilders 

Community Partnership
Jeff & Lotta Fox 
Moneta Group

Bronze Level ($3,000)
The Delmar Gardens Family
Express Scripts
Hilliker Corporation
Luxco
Schneider Industries
Scottrade
Slay Industries
Truffles in Ladue

Pewter Level ($1,200)
Terry & Kathy Bader
Barnes-Jewish Hospital
Steve & Susan Barron
Edward Jones
For Pete’s Sake &  

Budget Billboards 
Ted Hume
Steve & Lynn Hurster
Maryville University
Matter Family Office
Annetta McAninch
Miss Elaine
Jack Strosnider

Wine Reception ($500)
Art Harper of Garland 

Wines
BJC Home Care Services
BrightStar
Friendship Village

Centerpiece Sponsors
Nurses & Company Home 

Health and Hospice
Studio 9 Freelance Design

Entertainment Sponsor
Wunderlich Fibre Box

In-Kind Donations
Cathy Hartman Photography
CT Cookie Treats
FastSigns of Bridgeton
Partyland
Studio 9 Freelance Design

Auction Basket Items 
donated by
Addie Tompkins
Adorn Salon, Kena Blanton
Alan and Marty Lemley
Alpine Shop
APDA Monday Exercise Class
APDA Tai Chi Class
Barbara L. Nelson
Bethesda Health Group
Betty Shepley

Blueberry Hill/Pin Up Bowl
Bob & Marilyn Warren
Build-A-Bear Workshop
Carlyn and Paul Hatz
Chuck Enzwiler
Continuum, LLC
D3 Systems, Craig Miller
Damhorst Toys & Puzzles
Dave & Christine Sadler
David & Sandi Bahr
Delmar Gardens Enterprises
Delmar Gardens of Chesterfield
Delmar Gardens of Creve Coeur
Delmar Gardens of O’Fallon
Delmar Gardens of South 

County
Delmar Gardens on the Green
Delmar Gardens Private Duty
Delmar Gardens West
Dot & Dwight Rasmussen
FastSigns of Bridgeton
Garden Villas North
Garden Villas South
George & Nancy Marble
Great Clips
Imagination Toys
Jane Domke
Jean & Jerry Sadler
Jennifer Shannon
John & Josephine Mazzola
Joyce Jansen
Judy Macher
Karl & Deborah Guyer
Kevin Steincross
Kitchen Conservatory
Ladue Florist
Linda Siegfried
Madison’s Dancewear
Mary & John Buck
Mary Strauss
Massage Envy
Nancy Rapp
Neil Brown
North County Parkinson 

Support Group
On the Run
Petropolis
Plaza Motor Company
Rebecca & Michael Daming
Robert & Lynda Wiens
Rosalee & Eugene Clervi
Scotsman Coin & Jewelry
Sheridan’s Frozen Custard
Sherry’s Cuddly Critters
Shoe Stop
St. Louis Blues
St. Louis Marriott West
St. Louis Rams Foundation
Stages St. Louis
Ste. Genevieve Parkinson Pals
Sweet & Sassy West County
Sweet Be’s, Inc.
Sylvia Saddler
Ted Drewes
The Autograph Guys
The Fountain on Locust
The Gatesworth Parkinson 

Support Group
Tim & Kathy Mayer

Tom & Vicky Young
Trader Joe’s - Chesterfield
Trader Joe’s - Des Peres
Video Views
Vincent’s Jewelers
West Oak Cleaners
William & Ada Billings
Wunderlich Fibre Box
Zen Nails & Salon

St. Louis Restaurant Gift 
Certificates donated by
Almonds
Blackfinn American Grill
Brazie’s Ristorante
Brick Tops
Bristol Seafood Grill
Cafe Napoli
Candicci’s Restaurant
Deer Creek Coffee
Edgewild Restaurant & Bar
Extra Virgin, An Olive Ovation
Favazza’s on the Hill
Fleming’s Prime Steakhouse
Gianfabio’s
Hot Wok
Kreis’ Restaurant
Krieger’s - Chesterfield
Latitude 26
Naked Vine
Oceano Bistro
Olive Garden – Fenton
P.F. Chang’s China Bistro
Paul Manno’s Ristorante
Paul Mineo’s Trattoria
Spiro’s Restaurant
Tahoe Joe’s
The Cheesecake Factory
The Pasta House Co.
The Tavern Kitchen & Bar
Trattoria Marcella
Viviano’s Festa Italiano
Wild Horse Grill
Yia Yia’s

Raffle Items donated by
APDA Board of Directors
Dierberg’s
Rich Hofmann & the  

Young Onset/DBS Parkinson 
Support Group

Mobil On the Run
Jason Morris
Schnucks
Straub’s
Vincent’s Jewelers
Waterway Gas & Wash
Whole Foods Market  

– Town & Country

Contributions Received from
Sid & Frances Axelbaum
Steve & Pat Bander
John & Jean Basilico
Jay & Joan Bender
Joyce Berger
Charles & Carole Borchelt
Edie & Harvey Brown
Rebecca Bruchhauser Farris

David & Sarah Butler
Don & Carol Carlson
Louise Cini
Jeffrey & Debra Dalin
David & Patsy Dalton
Rebecca & Michael Daming
Walter & Constance Donius
Grace Duffield
Janet & Al Forsman
Ron & Carol Feuerhahn
David & Amy Fitter
Leslie Friedman
Gentiva Home Health
Karl & Deborah Guyer
Donna Haerr
Brian & Barbara Hantsbarger
Paul and Carol Hatfield
Jeanine Heller
Denise Johnson
Grace Kasal
Ira & Barbara Kodner
Phyllis Kodner
Luann Koop
Thomas Mackowiak
Joe & Elissa Marchbein
Doris & John Martin
Pam and Jim Miller
Jim Moss
James Neville
Karen Phon
Robert & Nancy Potter
Anne Ross-Weldy
Robert & Jackie Sanderson
Sylvan & Ruth Sandler
Phillip & Susan Schreiber
Matt & Annemarie 

Schumacher
Elizabeth & Jeremy Shook
Donald & MaryAnn Stohr
Jack Strosnider, Sr.
Karen Suroff
Robert Thach
Linda Vandivort
Grant & Therese Washburn
Judith Welde
Robert and Lynda Wiens
Leslie A. Wilson
Tom & Vicky Young

Committee Members
Lauren Bander
Mary Buck
Ann Cook
Gerry Francis
Josie Mazzola
Barbara Nelson
Nancy Rapp
Dot Rasmussen
Sherrie Rieves
Betty Shepley
Addie Tompkins
Marilyn Warren
Lynda Wiens
Kathy Wunderlich
Vicky Young
Amy Yount

Models and volunteers  
listed on page 11

Thank You to Our Amazing Sponsors!

Dr. Anna Conti

MaryAnn Carson

Tracy Geiger

Laura Hettiger
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Tributes & Donations 7/20/13 – 10/25/13
Tributes are a wonderful way to acknowledge the memory of a beloved person as well as honor those who mean so much to you. Tribute 
envelopes can be obtained from the Center at 314-362-3299. Contributions can be made directly on the APDA Greater St. Louis Chapter website, 
www.stlapda.org.

Honoring
Courtney & Chuck Adams’ 

Anniversary
Roz Gad

Bob Bean’s 90th Birthday
Ralph Goldsticker

Ronnie Brockman - Women 
of Worth Award
Gail & Larry Glenn

Rebecca Bruchhauser
Kay Bruchhauser

Mary Buck
Chesterfield Support Group

Joe & Mickey Chiecsek’s 80th 
Birthdays
Jack Strosnider

Renee Dobkin’s Birthday
Pam & Jerry Brown

Nat & Beth Erdman’s 
Marriage

David & Patty Coleman
Pamela & Curtis Cross

LaDonna & Bruce Patterson
Charles & Pamela 

Wentworth
Bill & Jan Erdman

Kenneth & Sharon Johnson
Al Forsman

Elaine Niesse
Charles Frank’s Birthday

Pam & Jerry Brown
Ralph Goldsticker’s Birthday

Larry & Andi Goldsticker
Bob Goodson

Judy Goodson
Karin Gubin

Fran & Sid Axelbaum
Debbie Guyer’s Special 

Birthday
Michelle Brooks & Family
Rebecca Bruchhauser Farris
Anne Ross-Weldy
Phillip & Sue Schreiber
Jack Strosnider
Bob & Lynda Wiens

Lawrence Hamtil
Laura Hamtil Klages

Natalie Handelman’s 
Birthday
Joyce & Art Margulis

Brian Hantsbarger
Howard Rosen

Barb & Ira Kodner’s 50th 
Anniversary
Penny Kodner

Mark Kodner
Barbara & David Boxer
Dr. & Mrs. Milton Fujita

Larry Ladd’s 70th Birthday
Karen Ladd

Carl & Jackie Larson’s 56th 
Anniversary
Carl & Jackie Larson

Joe Marshall
Beth Gordon
David Van Swaringen

Denise Pollis - Plano 
Symphony Orchestra’s 
Woman of the Year
Andi & Larry Goldsticker

Nancy Potter
Paul & Carol Hatfield
Tom & Ruth Iverson
Katie Klingler

Norman Ross’ 70th Birthday
Glenda Chrisman
Mike Hughes
Phyllis Ross
Anne Ross-Weldy

Ruth & Sylvan Sandler’s 
Anniversary
Gertrude Hulbert

Joyce & Rich Sass’ 55th 
Anniversary
Fran & Sid Axelbaum

Pat & Ken Schark’s 50th 
Anniversary
The Gilners

Mike Scheller
Jan & Bill Erdman

Dorothy Schenberg’s 
Birthday
Pam & Jerry Brown

Jim Sgro
Janis Cellini

Sydney Temkin
Roberta Hayman

David Waldman’s Bar 
Mitzvah
David & Sharna Kohner

Dr. Robert & Lynda Wiens
Murrell Cunningham
Denise Johnson

Remembering
Bob Acord

William & Cynthia 
Rinehart

Paul T. Althoff
Mary Creech & Family

Frank Altman
Roberta Hayman
Linda Hyken

Evelyn Artz
Julie & Robert Blythe
Shirley Heidebrink
Gail & Linda Kleen
Maryann & Pat Mulvihill

Marcelline & Wade Schott
Leo & Gloria Williams
Jeff Williams
Martin Williams

Jerry Axelbaum
Ann & Marty Epstein
Cookie & Martin Goldberg
Joy & Fred Levin
Marilyn Lipman
Rochelle Popkin & Steve 

Snitzer
Dr. & Mrs. Jack Rosen
Joyce & Richard Sass
Joan & Les Sherman
Murray Vittert

Charles V. Barrale
Dick & Margie 

Zimmerman
Dwayne Baskett

Mr. & Mrs. Mac Davis
Jack Boess

Bill & Terri Taylor
Joseph Bolin

Robert & Nancy Goodson
Adele Boonshaft

Harlan & Barbara Floom
Dorothy Helen Bruce

Lois Wells
Bill Bruchhauser

Kay Bruchhauser
James L. Buehne

Kenneth & Doris Barket
Andy & Ellen Barnett
Larry & Carol Brennan
Dave & Nancy Druley
Bob & Debbie Hanak
Ann & Roy Hatchard
Mr. & Mrs. Kenneth W. 

House
Amanda Martingano
Joe & Melissa Nazzoli
Daniel & Barbara Ruesche
Leo & Shirley Uebel
Jeanne & Donald Volansky

Eve Bunten
Dennis & Laura Fox
Robert & Brigid Secrist

Conrad Busse
Mark & Jane Akin
Roger Schewe Family

Donna Jean Canham
Kent & Sharon Bangert
Deborah Beal
Steven & Cheryl Bingamon
James Buckles
Judith & Robert Carney
Glenda Church
E. Edward Crabtree
Karen Dennis
Karen Ferguson
Mary Lou Ferriell
G. L. & Lynette Fleming
Roger & Ruth Garrison
Bonnie Huston
Stephen & Patricia Johnson

Thomas & Joy Madsen
Jerry & Laura Marietta
David & Beverly McGlade
Mary Metcalf
Betty Lou Nicholls
Charles & Patricia 

Ohlemeyer
Lois Pasley
Jeannine Patrick
Janice Pea
Darren & Lynette Shasteen
Lucille Shasteen
James & Sandra Smith
Paul & Shirley Stanley
Mary Kathryn Stewart
Harry & Deborah Tilley
Richard & Suzanne Turney
Cathy Watts
Associated Anesthesiologists 

of Decatur
Mario Cirio

Gail Glenn
Philip Cobert

Barbara Becker
Teresa Deshields
Carolyn Golfin
Missouri Cameo Club
Parkway South High School

Harry A. Dalin
Karl & Debbie Guyer

Rosemary Dalton
Ann Brand

Ned I. Day
Jim & Jane Buhr
Jacob Dairaghi
Bob & Clara Eaton
Lois & Bob Estes
Susan Fluegel
Jeanne Gilbert
Joan Hearst
Mary Lee Huskey
Vic & Sharyn Lenz
Donald & Patricia Loso
Bonnie Marin
John Milton
John & Patricia Noonan
Stephen & Kala Noonan
James & Barbara Riebow
Richard & Nina Schlueter
Alison Skarda LaValley & 

Jean B. Skarda
John & Helen Taucher
Karen Wagner
Margie & Glenn Wiesner

John DeFrancesco
Mr. & Mrs. Hoelker

Ron Duncan
Esther Manuel

Don Essen
Mary Stein

Suzanne E. Finney
Eric Kittner
Joe Sheehan

Margaret Fessler
Richard & Frances Nelson

Robert Flaherty
Billie Lambert

Robert Martin Franklin
Anna Franklin
Ronald & Phyllis Parmer
Cynthia Siqueiros

Lesslie Frawley
Mike & Nancy Klein

Charlotte Friedlander
Beverly & Jerry Silverman

Harvey Frolichstein
Barbara & David Boxer

Jim Gehlert
Ivy & Art Baebler
Ray & Muriel Hoffstetter

Dr. Marvin Gernstein
Steven Arenberg
Selma Balk & Family
Morton & Norma Baron
Alice Boeschenstein
Earl & Jerilynn Changar
Louis & Evelyn Cohen
Mr. & Mrs. Charles Cook
Daniel Cook
James Cook 
Diamond Ventures
Fred & Bunny Drain
Steve & Linda Finerty
Dorothy & Billy Firestone
Lois Friedman
Bettie Gershman
The Gitt Family
Marilyn & Arnold 

Goldman
Sally Hoffman
Mr. & Mrs. Theodore 

Hoffman
Jane & Lawrence Kahn
Ann & Dr. Hal Kanthor
Elinore Kasnetz
Berl & Joan Katz
Bruce & Kathy Kendrick
Eugene Kornblum
Nancy & Ken Kranzberg
Suzanne Lasky
Mark Lincoln
Jerry Mandelstamm
Marchbanks Company
Phyllis & George Markus
Ron & Paula Meyer
Barbara & Michael 

Newmark
Frala & Aaron Osherow
Phyllis & Ed Ostendorf
Jill & Danny Powell
Sissy Price
Paul & Judy Putzel
Richard & Sally Rosenthal
Joy Sandweiss & Family
Marc & Marsha Schieber
Jean Schneider
Avery Seidel
Carl & Jo Seltzer
Taylor & Beth Sherwood
Barbara & Ed Shifrin
Richard & Miriam Sisson

continued on next page
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Dr. Marvin Gernstein, cont.
Sally & Nardie Stein
JoAnne & Alan Travis
Tom & Elaine Tucker
Hal Tzinberg
Dr. Stanley &  

Mrs. Dale Wald
Charles & Gigi Werner
Ellen & Bruce White
Helen Ziercher
Tova & Carl Zimmerman

Mary Gocke
Vincent Gocke

Helen Goldsticker
Larry & Andi Goldsticker

Alma Griffith
Shar Boland & Family
Mary Smith

Danny Haegele
Sarah Westover

Lee Hall
Elizabeth Shepherd

Bernhard Hartmann
Gloria & Lawrence Lyons
Emmy T. Payne
James & Kimberly 

Wimmerstedt
George F. Hohmann Sr.

Air Masters Corporation
Automation Solutions 

Group
Bob & Gloria Chesnut
Janet Davis
Bill & Maureen Fahey
Gateway Mechanical Fire 

Protection
Graybar Electric
Jeffrey & Monica 

Hartenstine
Daniel Davis & Gail 

Holzhausen
Le Nguyen & Lam Ho
Philip Noser
Joan O’Malley
Julie & Matt Peterson
Kathleen Price
Dorothy Rothery
James & Patricia Viviano
Mary Weinhardt

Larry F. Holder
Matthew & Jackie Holder

Harold Howard
Martin & Barbara Becker

Lewis James
Norma J. Finley

Helen Jane Kennedy
Jorie O’Malley

Eleanor Killeen
Karen Alvarez
Dave & Gay Dodge
Rich & Linda Dolan Family
Bob & Cindy Gallagher
Eric, Michelle & Laura 

Goldstein
Grant Niehaus & Cindy 

Granfield
Dorothy Henschke
Julie Propes

Donna Kluba
Urban Kluba

John L. Krieger
The Krieger Family

Barbara Lance
Alexander Lance

Thomas Lasker
Fran & Sid Axelbaum

Ray Levine
The Weisel Family

Teckla M. Leyerle
Judy & Lindsay Black
Mike & Judy Dudukovic
Richard Leyerle
Jack Strosnider

Raymond Luebbert
Stanley & Annette 

Cassmeyer
Anna Castrop
Jerald & Ann Cowley
Margaret Hunton
John & MaryAnn Link
Gary & Gerri Lock
Mark & Kim Luebbert
Raymond & MaryAnn 

Luebbert
Leon & Lucille Peters
Richard & Laramie 

Thompson
Dexter & Mary Christine 

Wilson
The Canteen Fund
Huebert Builders, Inc.

Veronica Mary Mater
Margo-Lea Hurwicz
Thomas & Joann Mangus
Elizabeth & David Michel
Sherwood & Jane Parker
Christine Wallach
Bruce & Rosalie Wallach

Dr. William B. Mill Jr.
Dr. Insook Chung
Gery & Linda Kotthoff

Eugene J. Norton, Jr.
Dave & Sandy Lawson
Vickie Powers
Joan & Edward Smith
John & Joan Walker

Celia Novack
Maxine Harris

Jerry Osherow
Ralph Goldsticker

William Peacock
Business Women’s Club

Lester Perlmutter
Ellen Farber
Gertrude Hulbert
Joe Marchbein
Kathi & Stuart Rosenberg
Bill & Terri Taylor

Charlie Peters
The Wilensky Family

Eugene Rabon
Harold & Helen Klamen

Mary Ann Rielly
Thomas J. Rielly

Rachel Lee Roberts
Bob & Liza Streett

Elfrieda J. Roth-Roffy
Frank & Dorris Laube
John & Shirley Roth-Roffy

Shirley Rosenthal
Linda Hyken

Carl Schulz
Perri & Elizabeth Pryor
The Sims Family
Jeffrey & Virginia Sims
Gene & Dorothy 

Vogelgesang
Rich & Sharon Vogelgesang
George & Betty Vogt

Dr. John Napton Searfoss
Robert & Mary Searfoss

Charlotte Smith
Lloyd & Mary Karmeier
Rob Rogger & Julia 

Olszewski
Ruth Snider

The Newberry Group
Betsy Holden Steiner

Larry & Andi Goldsticker
Nat Stengel

Gary & Debra Dalin
Jackie Stroder

Tim & Karen Heggs
William J. Sweetman

Carl & Jill Acord
Mariah Bizaillion
Robert & June Bizaillion
Linda Butler
Charlie Daughhetee & 

Sandra Edwards
Richard Distler
Stephen & Beth Groene
Ronald & Barbara 

Grosenheider
Benjamin & Deborah 

Heimann
James & Vivian Heinemann
Deborah & James Kanyo
Theodore & Patricia Klasner
Duane & Diane Ratermann
Thomas & Kelly Retzer
John & Shannon Sholar
Laci Sweetman
Sue Sweetman
Mark & Jeannine Turner

Frances Marlene Tadlock-
Martin
Debbie Guyer
Stan & Donna Wilensky

William “Bill” Tenney
Don & Rose Marie Fiedler
Lois McNames
William & Mary Nabholz
Art & Joan Ruehmann
Mr. & Mrs. Norman 

Schroer
John & Diane Walther
Earl & Mary Whitehead

Dr. Kevin W. Toal
Tom & Karen Arnold
Dennis & Mary Lee 

Chivetta
Paul Shymkus
Steve & Sue Zub

Joe Tretter
Sue & Sol King

Danny Vukson
Eli Vukson Family

Harold Weisenstein
John & Judy Rodden
Richard & Norma Vance

General
Anonymous
John Bolger
Thomas & Margaret Bruno
Sam & Barbara Burns
Kevin Casey
Dick & Nancy Chin
Jean Cody
Bob & Linda Coulter
Linda & Edward Dahl
Patricia Dalton
Richard Distler
Linda Marie Ellerman
Lou Fassi
Judith Fehrmann
Walter & Carolyn Heuer
Harold & Francile Hill
Helen Hilsman
Micheal Horrell
Catherine Ingersoll
Mr. & Mrs. Ryan Jones
Diane Kapacinskas
Allan & Patsy Laird
Gordon Lambert
Freda Lohr
Charles Manley
Susan Mayer & Jack 

Duepner
James McClain
Glenn & Carol McDevitt
Char Ann Meloney
Janet Meyer
James Miller
Ann Moglia
Karen Pfitzinger & John 

Kehoe
Parkinson Support Group of 

Central Illinois
Dale & Norma Plank
Theresa Prince
Frank Reynard
Julie Rhoads
Robert & Jennifer Schuller
Richard Schumacher
Patrick & Janice Scott
Pam & Michael Smith
Joan & Warren Solomon
Beverly Spindler
Lois Szalacinski
Marilyn Trentman
John & Marilyn Truitt
Gordon & Marilyn Wall
Harold & Barbara Weiner
William Pezold Council 

Knights of Columbus, 
Ladies Auxiliary #7198

Angela Faye Wolfe

Off the Rack Models
Katie Byrum
MaryAnn Carson
Dr. Anna Conti
DeeDee Cortopassi
Brook Dubman
Eliana Dubman
Garett Dubman
Julia Garlich
Sandra Gaskill
Bruce Geiger
Lynne Geiger
Tracy Geiger
Laura Hettiger
Grant LaMartina
Peyton LaMartina
Melinda Mierek
Kathee Moore
Nancy Nix-Rice
Monica Perlmutter
Sabrina Rallo
Sherrie Rieves
Ragini Salomon
Rich Schindehette
Annemarie Schumacher
Amy Shands
Tracy Wright
Kathy Wunderlich
Amy Yount
Megan Yu
Kozzy (the dog)

Additional Volunteers
Lisa Ackerman
Linda Clark
Kim Cleary
Elaine Dreher
Jack Duepner
Bob Funke
Karl Guyer
Benjy Levin
Joyce Levin
Kathy Mayer
Susan Mayer
John Mazzola
Maggie McCarthy
Craig Miller
Dayle Norber
Dwight Rasmussen
Christine Sadler
Art Spellmeyer
Jack Strosnider
Susan Westermeyer  

continued on next page

continued from previous page

Nancy Nix-Rice and Kathee Moore
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Recognizing and Treating Non-Motor Symptoms  
in Parkinson Disease—Part 1
Okeanis E. Vaou, MD, Neurologist, Movement Disorder and Sleep 
Specialist, Noran Neurological Clinic PA, Minneapolis, MN

While motor symptoms are the most 
common in Parkinson disease and are 

used for diagnosis, the non-motor symptoms 
dominate the Parkinson’s patient life and 
may also be missed in the doctor’s visit. These 
include fatigue, depression, sleep distur-
bances, constipation, bladder and other auto-
nomic disturbances (sexual, gastrointestinal, 

cardiovascular) and sensory complaints, such as pain. Other 
common complaints include bradyphrenia, confusion, demen-
tia, lack of motivation, apathy, behavioral changes in mood 
and hallucinations. Based on the Braak theory, olfactory and  
autonomic disorders predate motor PD symptoms by 20 years.

A recent study of more than 1,072 PD patients revealed more 
than 98.6% had non-motor symptoms which were both-
ersome. In addition, medications used to treat the motor  
symptoms often-times worsen the non-motor symptoms, such as  
orthostatic hypotension.

PAIN
Many patients experience shoulder, leg or back pain prior  
to the onset of motor symptoms of PD. These patients are  
usually evaluated for pain by other specialists such as orthope-
dists, and diagnosed with arthritis or frozen shoulder. This pain 
is a constant dull pain, most of the time related to PD, and is 
usually relieved with PD medication. Another cause of pain in 
PD patients is leg cramps, which appear during off states or 
during walking, and improve with dopaminergic treatment.

HYPOSMIA
Hyposmia, the reduced ability to smell and detect odors, has 
been found to be a symptom preceding the onset of motor 
symptoms of PD by an average of four years. Decreased  
sensation of smell is not typically a common complaint 
of patients with PD, but in one study 45% of PD patients 
were anosmic, 57.1% were hyposmic and only 3.3% were  
normosmic. Hyposmia is now being studied to be used for early 
PD diagnosis.

AUTONOMIC NERVOUS SYSTEM

BLADDER
Urinary urgency is one of the most common symptoms in PD. 
Detrusor hypereflexia and uninhibited bladder contractions 
cause urinary frequency and nocturia, which trouble patients 
with PD, waking them up at night and causing fragmented 
sleep. This usually adds to the preexisting bladder problems 
of BPH (Benign Prostatic Hypertrophy), which is prevalent 
in the elderly male group. Treatment of urinary urgency and  

frequency with a peripheral antimuscarinic agent, such as  
oxybutinin, is helpful. A tricyclic antidepressant may also be 
used to improve sleep, as well as urinary urgency.

ORTHOSTATIC HYPOTENSION
Orthostatic hypotension may present itself as a feeling of  
lightheadedness, pre-syncope or syncope, may worsen cognitive 
state, and cause symptoms of fatigue, weakness or blurry vision. 
This happens because PD affects the autonomic nervous system 
and in particular, both the parasympathetic ganglion neurons 
and sympathetic cardiac plexi. This affects the vasoconstriction 
and blood pressure control. In addition, levodopa, dopamine 
agonists, and selegiline decrease blood pressure. Patients with 
PD rarely have orthostatic hypotension as severe as patients 
with MSA.

Increasing fluid and salt intake, compression stockings, and 
exercise to calf muscles are some of the conservative measures 
to increase blood pressure. However, if this is not enough to 
treat hypotension, Fludrocortisone, Midodrine or Pyridostig-
mine may be considered.

GASTROINTESTINAL
Due to parasympathetic dysfunction in PD patients, the gastro-
intestinal (GI) system is also affected. Gastric dysmotility with 
delayed gastric emptying affects digestion. Symptoms of bloat-
ing, reflux and indigestion are some of the resulting symptoms. 
Gastric emptying can also affect levodopa absorption, leading 
to medication failure or inadequate treatment. 

One of the most common complaints among PD patients is 
constipation. This is due to many factors, such as parasym-
pathetic dysfunction, decreased fluid intake and immobility.  
Usually increasing dietary fiber, vegetable, fruit and fluid intake, 
as well as exercise can be helpful. Medications commonly 
used, such as polyethylene glycol powder (Miralax) and other  
laxatives can adequately treat constipation. In severe cases,  
apomorphine can help with constipation. Studies have also 
shown that intrajejunal use of duodopa has helped with consti-
pation and other bowel symptoms.

SIALORRHEA
Increased salivation and drooling are seen in 31% of PD 
patients. This occurs mostly because of decreased frequency of 
swallowing, rather than overproduction. Chewing on candy or 
gum is an easy way to overcome drooling and excessive saliva-
tions. If this is not effective, medications such as peripherally 
acting anticholinergics glycopyrrolate or propantheline can be 
helpful. In medically refractory cases, neurotoxin injections to 
the salivary glands can decrease production of saliva. 
Article appeared in the Minnesota Messenger, Spring 2013 edition and is 
reprinted with permission from the Minnesota APDA Information & Referral 
Center. Part 2 continued in the next issue of LiNK.

Dr. Okeanis Vaou
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City County Meeting Site Day of Meeting Time Leader(s) Phone

Ballwin St. Louis
Meramec Bluffs Care Center

40 Meramec Trails Dr., Activities Rm.
4th Tuesday 2:00 PM Gayle Truesdell 636-923-2364

Cape Girardeau Cape Girardeau
Cape Girardeau Public Library

711 N Clark Street, Oscar Hirsch Room
3rd Monday 6:00 PM

Desma Reno, RN, 
MSN

573-651-2939

Chesterfield St. Louis
APDA Community Resource Center

1415 Elbridge Payne, Suite 150
1st Tuesday 10:30 AM

Mary Buck
Nancy Rapp

636-532-6504 
636-537-3761

Chesterfield St. Louis
For Caregivers Only

APDA Community Resource Center
1415 Elbridge Payne, Suite 150

2nd Monday 10:30 AM Dee Jay Hubbard 314-362-3299

Columbia Boone
Lenoir Community Center

1 Hourigan Drive
1st Thursday 4:00 PM

Patsy & David Dalton 
Doris Heuer

573-356-6036 
573-434-4569 

Creve Coeur St. Louis

Pre/Post-DBS Group
Missouri Baptist Medical Center

3015 N. Ballas, Main Parking Garage
4th fl. CLI Rm. 419

3rd Tuesday 6:30 PM
Steve Balven
Joe Vernon

314-249-8812 
636-230-8279

Creve Coeur St. Louis

Young Onset Living and Working with PD
Missouri Baptist Medical Center

3015 N. Ballas, Main Parking Garage
4th fl.,CLI Rm. 419

3rd Tuesday 6:30 PM
Doug Schroeder
Rich Hofmann

314-306-4516 
314-369-2624

Festus/Crystal 
City

Jefferson
Disability Resource Association

420 B S. Truman Blvd.
3rd Tuesday 1:00 PM Penny Roth

636-931-7696 
x129

Florissant St. Louis
Garden Villas North

4505 Parker Rd.
4th Thursday 11:00 AM

Melissa McGuire 
Nancy Robb

314-355-6100 
314-869-5296

Jefferson City Cole
Capital Regional Medical Center 

SW Campus, Cafeteria
3rd Wednesday 3:00 PM Jennifer Urich, PT 573-632-5440

Joplin Jasper
The Alliance of Southwest Missouri
2914 East 32nd Street, Suite 102

Mondays 2:00 PM Nancy Dunaway 417-623-5560

Kansas City Jackson
VA Medical Center

4801 Linwood Blvd.
Hall of Heroes Room

3rd Tuesday 11:00 AM
Jesus Torres

Nikki C. Caraveo, 
RN, BSN, CNRN

816-861-4700 
x56765

Kirkwood St. Louis
Kirkwood United Methodist Church

201 W. Adams, Room 201
4th Tuesday 7:15 PM

Terri Hosto, MSW, 
LCSW

314-286-2418

Ladue St. Louis
The Gatesworth

1 McKnight Place
2nd Wednesday 1:00 PM

Maureen Neusel, 
BSW

314-372-2369

Lake Ozark Camden
Lake Ozark Christian Church

1560 Bagnell Dam Blvd.
3rd Thursday Noon

Patsy Dalton
David Dalton

573-356-6036 
573-434-4569

Rolla Phelps
Rolla Apartments
1101 McCutchen

4th Thursday 2:30 PM
Hayley Wassilak 

Tyler Kiersz
573-201-7300

South St. Louis St. Louis
Garden Villas South

13457 Tesson Ferry Rd.
2nd Wednesday 10:00 AM Jack Strosnider 314-846-5919

Springfield Greene
Mercy Hospital

1235 E. Cherokee
Last Thursday 11:00 AM Kay Meyer 417-350-1665

Missouri Support Group Calendar 
Sponsored by the American Parkinson Disease Association, Greater St. Louis Chapter
Our Support Groups meet once a month or as noted. Support Group day and time may change periodically. For current 
updates on support groups and exercise classes, call the APDA Information & Referral Center or the facilitator. Information 
that has changed since the last LiNK appears in bold.

continued on next page
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City County Meeting Site Day of Meeting Time Leader(s) Phone

St. Peters St. Charles
Spencer Road Library

427 Spencer Rd., Room 259
1st Tuesday 1:00 PM

Sherrie Rieves 
Ann Ritter, RN

636-926-3722

Ste. Genevieve Ste. Genevieve
Ste. Genevieve County Mem. Hospital
Education Conf. Room, Hwy. 61 & 32

2nd Wednesday 10:00 AM Jean Griffard, RN 573-543-2162

Trenton Grundy
Royal Inn

1410 E. 9th Street
1st Thursday 10:00 AM

Novy &  
Mary Ellen Foland

Gloria Koon

 
660-357-2283 
660-485-6558

Washington Franklin
Washington Public Library

410 Lafayette Avenue
2nd Monday 6:30 PM Carol Weber 314-713-4820

Webster Groves St. Louis
Bethesda Institute

8175 Big Bend Blvd., Suite 210
Last Friday 10:30 AM Laurel Willis, BSW 314-373-7036

Wentzville St. Charles
Twin Oaks at Heritage Pointe

228 Savannah Terrace
1st Thursday 1:00 PM

Ann Ritter, RN
Sherrie Rieves

636-336-3168 
636-542-5400

continued from previous page

Illinois Support Group Calendar 
Sponsored by the Greater St. Louis American Parkinson Disease Association
Our Support Groups meet once a month or as noted. Support Group day and time may change periodically. For current updates 
on support groups and exercise classes, call the APDA Information & Referral Center or the facilitator. Information that has 
changed since the last LiNK appears in bold.

City County Meeting Site Day of Meeting Time Leader(s) Phone

Belleville St. Clair
Southwestern Illinois College (PSOP)

201 N. Church St., Rm 106
2nd Monday 1:30 PM Jodi Gardner

618-234-4410 
x7031

Carbondale Jackson
Southern IL Healthcare Headquarters 

University Mall
1st Wednesday 1:00 PM Bill Hamilton, M.D. 618-549-7507

Champaign Champaign
Savoy United Methodist Church

3002 W. Old Church Road
Every Monday 10:00 AM

Charles Rohn
Chuck Arbuckle

217-549-6167
217-586-3100

Decatur Macon
Westminster Presbyterian Church

1360 West Main Street
3rd Thursday 1:30 PM Kathy Broaddus 217-820-3096

Glen Carbon Madison
The Senior Community Center

157 N. Main St.
3rd Wednesday 10:30 AM

Marilynn Kozyak 
Jeanette Kowalski

618-288-3508 
618-288-9843

Jacksonville Morgan
Passavant Area Hospital

1600 W. Walnut–Meeting Room 2
1st Wednesday

Apr.-June, Aug.-Sept.
6:00 PM Karen Ladd 217-243-4904

Mattoon Coles
First General Baptist Church

708 S. 9th St.
Last Tuesday 1:30 PM

Roy and Kay 
Johnson

217-268-4428

McLeansboro Hamilton
Heritage Woods – Fox Meadows

605 S. Marshall Ave., Dining Room
1st Wednesday 1:00 PM Paula K. Mason 618-643-3868

Springfield Sangamon
Christ the King Parish Ctr.

930 Barberry Dr. , SW Bldg.
www.parkinsonssupportcentralill.org

3rd Sunday in 
Jan., Mar., May, 

July, Sept., & Nov.
2:00 PM Pam Miller 217-698-0088

14 LiNK   November 2013 	 Volume 27, Issue 4



City County Meeting Site Day of Meeting Time Leader(s) Phone

Clayton St. Louis The Center of Clayton
 50 Gay Ave., Mind/Body Room Wednesday & Friday 2:00 PM Mike Scheller, PTA 314-289-4202

Chesterfield St. Louis St. Luke’s Hospital
232 S. Woods Mill Rd. Tuesday 11:00 AM  Patty Seeling, PT 314-205-6934

Chesterfield St. Louis Gardenview Chesterfield
1025 Chesterfield Pointe Parkway Thursday 1:00 PM Brandon Sunderlik 

Faye Bienstock
618-971-5477 
314-917-9983

Chesterfield St. Louis
Tai Chi

APDA Community Resource Center
1415 Elbridge Payne, Suite 150

Wednesday
or Friday

10:00 AM
11:30 AM Craig Miller 314-362-3299

Chesterfield St. Louis APDA Community Resource Center
1415 Elbridge Payne, Suite 150 Monday 1:00 PM Susan Mayer, 

MHSPT 314-362-3299

Creve Coeur St. Louis
Aquatic Exercise
Rainbow Village

1240 Dautel Lane

Fall Session
Oct. 7-Dec. 10
Winter Session
Jan. 6-Mar. 14

1:00 PM
Tuesdays Brenda Neumann 636-896-0999 

x21

Florissant St. Louis Garden Villas North
4505 Parker Rd. Tuesday & Thursday 10:00 AM Bobby Lauten-

schleger, PTA 314-355-6100

Joplin Jasper The Alliance of Southwest Missouri
2914 East 32nd Street, Suite 102 Monday 2:00 PM Nancy Dunaway 417-623-5560

South St. Louis 
County St. Louis Garden Villas South

13457 Tesson Ferry Rd. Monday 11:30 AM Mike Scheller, PTA 314-289-4202

St. Peters St. Charles
Barnes-Jewish St. Peters Hospital  

Healthwise Center
 6 Jungermann Circle

Every Tuesday 
except 1st Tuesday 11:00 AM Holly Evans, COTA 636-916-9650

St. Peters St. Charles
Aquatic Exercise
St. Charles YMCA

3900 Shady Springs Ln.

Fall Session
Oct. 7-Dec. 10
Winter Session
Jan. 6-Mar. 14

2:00 PM
Thursdays Brenda Neumann 636-896-0999 

x21

Lake Ozark Camden Lake Ozark Christian Church
1560 Bagnell Dam Blvd. Monday 4:00 PM Alice Hammel, RN 573-964-6534

Exercise Classes
Our Exercise Classes meet once a week or otherwise as noted. Information that has changed since the last 
LiNK appears in bold. Attend one class per week at no charge or for $20/month, attend as many classes as 
you want. No RSVPs are required.

Tremble Clefs
Tremble Clefs is a nation-wide program for people with Parkinson’s, their family members, and care partners. The goal of this group 
is to be a participant-led, musical experience. Prior to the start of the group, the facilitator will gather input from interested partic-
ipants on the structure and expectations for the group. Through vocal exercises, singing as a group, and playing instruments, mem-
bers will come together and bond over a shared joy of making music. This experience will take advantage of the many physical and 
emotional benefits of singing. The Tremble Clefs singing program can help address voice and communication problems through 
breathing, stretching, posture activities, vocal exercise, rhythm and movement, and a strong social support system. Additionally, by 
engaging members of the Parkinson community in this meaningful, social activity we hope to promote increased confidence and 
well-being.

If you are interested, please contact the Center at 314-362-3299. We anticipate this program will start in the spring, and have 
already begun to accept names of people interested in group singing and this musical experience. 
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Remember to 
use your eScrip 
card every time 
you check out at 
Schnucks grocery 
stores and earn dollars  
for APDA Greater St. Louis Chapter!

Check out our new Facebook page,  
at www.facebook.com/
APDAGreaterStLouisChapter

Keep up with the latest news, program 
information, and share articles and 
photos with Facebook friends.

LIKE US and spread the word!

Washington University School of Medicine
American Parkinson Disease Association
Campus Box 8111
660 S. Euclid Ave.
St. Louis, MO 63110
Address Service Requested

Non-Profit Org.
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American Parkinson Disease Association

Join the APDA Team of Runners and Walkers at the  
 2014 GO! St. Louis Marathon & Family Fitness Weekend

We are honored and excited that our chap-
ter has been chosen as an official charity of 
the 2014 GO! St. Louis Marathon & Family  
Fitness Weekend to be held April 5 and 6. 
When you walk or run for Team APDA, you 
will be playing a key role in helping to raise 
awareness of Parkinson disease. Each partici-
pant is asked to raise a minimum of $250 which 
will be used to fund Parkinson research. Our 

goal is to raise at least $10,000 this first year as part of GO! St. Louis.  
The four main events a participant can choose from are Marathon,  
Marathon Relay, Half Marathon, and 5K Run or Walk. The 5K will be 
held on Saturday, April 5, in Forest Park, and the rest of the events will be 
on Sunday, April 6, in Downtown St. Louis. There is also a kids fun run 
and Mature Mile for adults 60+ on Saturday.

In order to join Team APDA or to volunteer on Sunday, April 6, please 
contact Michelle Brooks at 314-362-3299 or brooksmi@neuro.wustl.edu. 
After completing a commitment agreement, participants will be given a 
discount code to use when registering online. We encourage you or your 
friends and family to sign up early as some events do sell out. The walk/
run committee is also looking for corporate and individual sponsors to help 
defray the cost of Team APDA shirts.

February 2
Parkinson Education Program (PEP)  
on Deep Brain Stimulation (DBS)
Program will consist of a panel of experts on DBS 
(Drs. Pratap Chand (SLU), Terry Rolan (MU), Mwiza 
Ushe (WUSM)). Discussion will include who is a 
candidate for this surgical treatment, is there a 
window of opportunity, what is involved in the 
surgery, and what can I expect after the stimulators 
are turned on.  SPECIAL GUEST APPEARANCE by 
Brent Peterson, former professional NHL ice hockey 
player, and coach and director of operations for the 
Nashville Predators, who will share his personal 
story of his toughest faceoff and DBS experience. 
Brent will be joined by other Blues hockey greats – 
so don’t miss this special opportunity to learn about 
DBS and be inspired.

April 5-6
2014 Go! St. Louis Marathon & Family 
Fitness Weekend; Downtown St. Louis.  
Visit www.stlapda.org to register for this event.

May 19
APDA Annual Golf Tournament honoring the 
memory of Jack Buck. Tournament will be held at 
Algonquin Golf Club. 

2014–Save the Date!


