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Mission
Our mission is to enhance the 

quality of life for people with 

Parkinson disease,  their 

families, and caregivers in 

our communities throughout 

Missouri and southern Illinois, 

and to provide funding for 

ongoing Parkinson disease 

research.
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NEWSLETTER 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.”

Telemedicine Reportedly Limited 
in Scope and Availability – 

Got Parkinson Journey DVD?

I was reading an article recently on telemedicine and how it can increase the quality of care for people 
with Parkinson Disease (PD). There were some very interesting statistics I wish to share from this 
Parkinson Action Network article. Did you know that 42% of people who have PD don’t get the 

specialized care of a neurologist or a movement disorders specialist, and instead see only a general 
practitioner for their Parkinson-related healthcare needs? Research has shown that patients with PD 

who receive specialized care are better able to manage their symptoms and the disease. The 
article concludes that while specialized care isn’t something found in every city and 

town across America, the ability to see a neurologist via everyday technology is a 
reasonable option. For the Parkinson community, telemedicine has powerful 

potential in terms of quality of life, better management of symptoms, and 
the greater general patient well-being of PD patients. 

However, current laws limit the availability of telemedicine such 
that the people who need it most cannot access it. We created The 
Parkinson Journey for our patients, families, and professionals in 

rural communities in Missouri who have to drive hours to see 
a movement disorders specialist. Through this DVD, physicians 
and staff in nursing 
facilities can expand 
their knowledge 
about the diagnosis 
and treatment of 
PD. You can have a 

hand in the quality of 
your life, better manage 

your symptoms, and live 
well simply by delivering 

this DVD to your general 
practitioner, family practice 

physician, or nurse practitioner. 
We believe you can make a tremendous 

difference in increasing awareness of 
current gold standards in the care of PD in the year 

2013. You may obtain a free copy for your physicians by 
calling the Center at 314-362-3299 or emailing guyerd@
neuro.wustl.edu. Telemedicine may be years away, but 
this DVD is available now and will help educate those 
participating in your care to deliver better management of 
your symptoms. n

Has your doctor received a 
complimentary copy of the recently 
released DVD, The Parkinson 
Journey? Do you want your children 
to learn about this chronic, 
progressive disease?

Don’t give up your personal copy; 
let us send one to them.

Call with your physician’s name 
and an address or phone number 
and a copy will be provided free 
of charge. Better still, order one 
for your physician and deliver it in 
person at your next office visit.

The
Parkinson 
Journey



2 St. Louis APDA LiNK May 2013

American Parkinson Disease Association

APDA 
GREATER ST. LOUIS CHAPTER

Deborah Dalin Guyer, MA, Coordinator
guyerd@neuro.wustl.edu

Elaine Dreher, Program Coordinator
drehere@neuro.wustl.edu
Michelle Brooks, MSW,  

Program Coordinator/Fundraising Associate
brooksmi@neuro.wustl.edu

ST. LOUIS CHAPTER  
COMMUNITY RESOURCE CENTER
1415 Elbridge Payne, Suite 150

Chesterfield, MO 63017
Office Hours:

Monday–Friday 7:30 AM–4:00 PM
314-362-3299 • 314-747-1601 (fax)

APDA INFORMATION & REFERRAL CENTER
Campus Box 8111 • 660 S. Euclid

St. Louis, MO 63110
www.stlapda.org

ST. LOUIS CHAPTER APDA  
BOARD OF DIRECTORS

Rebecca Daming, President
Tom Mackowiak, 1st Vice President
Bob Goldsticker, 2nd Vice President

Rebecca B. Farris, Secretary
Brian Hantsbarger, Treasurer

MEMBERS AT LARGE
John R. Basilico

Don Carlson
Patsy Dalton

David Dankmyer

Joseph Marchbein
Robert Sanderson
Jack Strosnider
Grant Washburn

Lynda Wiens

DIRECTOR EMERITUS
Susan B. Levin

EXECUTIVE DIRECTOR
Deborah Dalin Guyer, MA

MEDICAL DIRECTOR
Joel S. Perlmutter, MD

NATIONAL AFFILIATION
APDA • 135 Parkinson Ave.
Staten Island, NY 10305

800-223-2732

EDITOR
Deborah D. Guyer

CONTRIBUTING EDITORS
Michelle Brooks

Linda Clark
Elaine Dreher
Betty Hayward

Pete Mackowiak

There are many pervasive myths and 
misconceptions about Parkinson 
Disease (PD) and its treatment. 

Below are some tips to help you distin-
guish between fact and fiction so that 
you can optimize both your care and 
your quality of life.

Myth/Misconception
PD only affects movement. 
Most people, including some physi-
cians, believe that PD only causes 
movement-related (motor) symp-
toms such as tremor, stiffness, and 
slowness.

REALITY
Many symptoms of PD are unre-
lated to movement. Non-motor 
symptoms (“invisible symptoms”) 
of PD are common, and may af-
fect everyday life more than the 
more obvious movement difficul-
ties. These symptoms may include 
impaired sense of smell, sleep dis-
orders, cognitive symptoms, consti-
pation, bladder symptoms, sweat-
ing, sexual dysfunction, fatigue, 
pain (particularly in a limb), tin-
gling, lightheadedness, anxiety, and 
depression.

Secret
Good news: many non-motor 
symptoms of PD are highly treat-
able. For this reason, you should 
write down your invisible symp-
toms, discuss them with your doc-
tors, and seek treatment.

Myth/Misconception
If someone with PD looks good, then 
they also feel good. 
People will often assume that if 

someone with PD looks good at 
one point in time, then they feel 
well all of the time.

REALITY
PD symptoms fluctuate, and not 
all of them are visible. Over time, 
people with PD notice an increas-
ing tendency for their medications 
to wear off between doses. For this 
reason, the way they appear at one 
moment in time may not reflect the 
way they feel most of the time. Even 
when someone with PD looks good, 
they may not feel well because of 
non-motor symptoms.

Secret
Keeping a symptom diary can help. 
If your symptoms fluctuate during 
the day, you should keep track of 
your pattern of “on” times (when 
medications work effectively) and 

“off” times (when medications wear 
off). This will enable your doctor 
to optimize your medications and 
help you to feel more in control of 
your PD.

Myth/Misconception
You can blame PD for everything.
It is easy for you, and for your doc-
tors, to blame PD every time that 
you are not feeling well.

REALITY
Certain symptoms should never be 
attributed to PD. Fever, for example, 
is not a symptom of PD, and usual-
ly indicates an infection. Headache, 
vision loss, vertigo, loss of sensation, 
loss of muscle strength, and chest 

Secrets, Myths, & Misconceptions
Melissa J. Nirenberg, MD, PhD, Assistant Professor of Neurology and 
Neuroscience, and Associate Director of the Parkinson’s Disease and Move-
ment Disorders Institute at Weill Cornell Medical College in New York, NY.

This list was first presented by Dr. Nirenberg at a PD ExpertBriefing in 2009. Watch 
the full seminar online at www.pdf.org/expertbriefings. Adapted from the PDF News & 
Review, Winter 2010. Reprinted with permission from the Parkinson’s Disease Founda-
tion (PDF).

Continued on next page
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pain are not symptoms of PD.

Secret
Your doctor should rule out other 
causes for your symptoms. Sudden-
onset symptoms – such as chest 
pain, shortness of breath, weakness, 
difficulty with speech, or vertigo – 
warrant immediate medical atten-
tion to rule out an emergency.

Myth/Misconception
PD has spontaneous “exacerba-
tions.”
Another common assumption is 
that PD can “flare up” unexpected-
ly, but PD does not work this way. 
Although symptoms may fluctuate 
throughout the day, the progression 
of PD is very slow.

REALITY
If PD symptoms worsen over days 
or weeks, then it is critical to search 
for an underlying cause. Medica-
tion changes, infection, dehydra-
tion, sleep deprivation, recent 
surgery, stress, or other medical 
problems can worsen PD symp-
toms. Urinary tract infections (even 
without bladder symptoms) are a 
particular common cause.

Secret
Certain medications can worsen 
PD symptoms. These include 
antipsychotics, valproic acid 
(Depakote), lithium, and nausea 
medications such as prochlor-
perazine (Compazine), metoclo-
pramide (Reglan), and prometh-
azine (Pherergan). Speak with 
your neurologist before starting 
one of these medications to see 
if there is a better alternative.

Myth/Misconception
Levodopa stops working after five 
years.

This is perhaps the single most per-
vasive myth about PD treatment. 
Many people are reluctant to start 
taking levodopa because of fear of 

“using it up.” Some physicians also 
share this “levodopa phobia.”

REALITY
Levodopa works for decades. Le-
vodopa does not treat all of the 
symptoms of PD, but it dramatical-
ly helps many of the most disabling 
motor symptoms.

Secret
Levodopa has been shown to in-
crease lifespan and markedly im-
prove quality of life.

Myth/Misconception
You should wait as long as possible to 
take the next dose of levodopa.
Many people feel that they should 
wait until their medication has 
completely worn off before taking 
the next dose.

REALITY
Levodopa is most effective when 
taken on time, just before the pre-
vious dose wears off. If you wait too 
long, then the next dose may never 

“kick in,” and the medication may 
not work effectively for the rest of 
the day.

Secret
A medication timer can help. If 
you are experiencing wearing off 
of medications, then it is critical to 
take your doses exactly on time.

Myth/Misconception
Different generic brands of carbi-
dopa/levodopa are usually different 
colors.

REALITY
The color of carbidopa/levodopa 
tablets is relatively consistent be-
tween brands. If the color of your 
tablets changes for no apparent rea-
son, then it is important to verify 
that you are still receiving the cor-
rect dosage.

Secret
The most commonly prescribed 
dosage of carbidopa/levodopa 

– 25/100 mg immediate-release 
tablets – is always yellow in color, 
regardless of the brand. If you are 
supposed to take this dose, and 
your pills are not yellow, then an er-
ror has occurred.

Myth/Misconception
Your doctor can predict your future.
Many people with PD ask their 
doctor to predict their prognosis.

REALITY
PD is highly variable from person 
to person. Even a PD expert has 
no way of knowing what the future 
holds for an individual with PD.

Secret
You can help to change your future. 
You can improve your disease at ev-
ery stage by ensuring that you stay 
fit and receive adequate sleep and 
proper nutrition. Exercise is par-
ticularly important for improving 
mobility, stamina, mood, and qual-
ity of life. n

Secrets, Myths, & 
Misconceptions
continued from previous page



4 St. Louis APDA LiNK May 2013

As many of you know, I spent 
the first 30 years of my career 
as a speech-language patholo-

gist (SLP). I evaluated and treated 
adults who had suffered communica-
tion impairments from head injuries, 
strokes, head and neck cancers, and 
Parkinson disease. I also had the good 
fortune of enrolling in the first class 
of speech-language pathologists ever 
to be trained and certified in the Lee 
Silverman Voice Treatment (LSVT) 
technique.

Susan Levin, Coordinator of the 
APDA Information & Referral Cen-
ter and Chapter Advisor for close to 
25 years, will confirm that I was hesi-
tant to leave my patients to become 
Executive Director of the Greater 
St. Louis APDA. Now I must revisit 
my roots and discuss the increasing 
number of communication-deprived 
Parkinson disease patients. These in-
dividuals who experience an inability 
to be heard or understood too often 
lead very isolated existences. Much 
can be done to help reduce the isola-
tion and silence. 
1. Include the afflicted person in 

conversations and discussions in 
spite of any seeming lack of re-
sponsiveness. 

2. Engage in a LOUD CROWD 
group where you are among oth-
ers also trying to speak with in-
tention and to be heard.

3. Schedule an LSVT evaluation. If 
you are judged a candidate, en-
gage in the four sessions per week 
for four consecutive weeks of 
therapy, but only if you can com-
mit to practice every day for the 
rest of your life.

4. If you are not a candidate for 
LSVT, consider using a personal 
voice amplifier. My friend, Ted 
Simons, has been busy perfect-
ing the Chattervox he originally 
designed for a Parkinson relative. 
The Amplio is another new am-
plifier that is both discreet and 
powerful. There are other voice 
amplifiers, but the Chattervox 
was specifically designed for a 
person with PD, and I think the 
voice quality is superb. (Caution: 
it will only amplify the signal it is 
given, so a whisper is only going 
to result in a louder whisper.)

5. If you are not a candidate for a 
voice amplifier, what are your 
options for communication? A 
simple thumbs up/thumbs down 
gesture to yes/no question, Amer-
ican Indian (Amerind) signs, self-
constructed pages of pictures or 
words, or use of a more sophis-
ticated augmentative device with 
gender-specific voice responses to 
touching or even glancing at the 
device’s screen are available.

 

Remember that some patient’s facial 
muscles are too weak to express dif-
ferences of emotion, so expressions of 
pleasure (smile) or surprise, or con-
cern or displeasure, all look the same.

Please don’t sit in silence. This is al-
ready such an asocial disease. There is 
still so much to communicate to one 
another. n

Communication-Deprived
Debbie Guyer, MA, Executive Director of the Greater St. Louis Chapter APDA

The APDA – Greater St. Louis chapter  
is joining the networked age! 
By this summer we will have a Facebook page and hope to have collected 
e-mail addresses from the majority of our mailing list that is on the web. 
Social media and e-mails will give the APDA the opportunity to promote 
knowledge sharing, provide a platform for communal conversation, and 
inform our constituents about upcoming speakers, special events, and PD 
research. Please send your e-mail address to Michelle Brooks at the APDA 
office (brooksmi@neuro.wustl.edu).



Volume 27, Issue 2 St. Louis APDA LiNK 5

Useful terminology
Acute Care: providing emergency ser-

vices and general medical and surgical 
treatment for acute disorders rather 
than long-term residential care for 
chronic illness.

Skilled Care: health care given when 
you need skilled nursing or rehabilita-
tion staff to manage, observe, and evalu-
ate your care. 

Long-Term Care: a variety of services 
which help meet both the medical and 
non-medical need of people with a 
chronic illness or disability who cannot 
care for themselves for long periods of 
time.

Long-Term Care Insurance: an insurance 
product that helps provide for the cost 
of long-term care beyond a predeter-

mined period. Long-term care insur-
ance covers care generally not covered 
by health insurance, Medicare, or Med-
icaid.

Managed Care: a system of health care 
in which patients agree to visit only cer-
tain doctors and hospitals, and in which 
the cost of treatment is monitored by a 
managing company.

Medicare: a federal system of health 
insurance for people over 65 years of 
age and for certain younger people with 
disabilities.

Medicaid: a federal system of health 
insurance for those requiring financial 
assistance. n

 
More information can be found at 
www.NursesandCo.com

Making the Right Choice in Care
Ann Byrum-Ritter, RN, Nurses & Company
For patients and families struggling to understand and navigate the healthcare system, here is a chart comparing services available in 
your home that may help you choose the right service and understand the jargon describing various levels of care.

Home Health Hospice Private Services Adult Day Care

Reason for Services
Joint Replacement, 

Back Surgery, Wounds, Falls, 
COPD, Pneumonia

Alzheimer’s, Dementia, Cancer, 
COPD, Renal Failure, End 

Stage Chronic Illness

Companionship, Meals, 
Bathing & Personal Care, 

Safety Concerns, Housekeeper

Dementia, Falls, 
Caregiver Respite

Criteria Patient has a skilled need, 
such as Nursing, PT or OT

Patient chooses to stop 
invasive treatment for 

terminal illness

Client has a need for 
additional assistance to 

remain independent

Client wants to stay in home 
but needs a little extra help 

during the day

Objective Medical Improvement
Comfortable living and a 

peaceful end of life

Provide long or short term 
assistance to keep client 

comfortable at home

Provide respite for caregiver 
and interaction for client in a 

consistent environment

Care Setting Care provided in home 
environment

Care can be provided in home, 
assisted living, or nursing 

home 

Care can be provided in any 
situation where it is needed

Care is provided in a certified 
day health care facility

Scope of Services Limited to skilled needs (PT, 
OT, Nursing, etc.) 

Offers nursing along with 
extra services such as 

bereavement & volunteers

Aide to Skilled Care from 1 to 
24 hours a day

Nurse, aides and activities 
director work to provide 
person centered care

Additional Programs
 Falls Program
CHF Program

Wound Program

Pet Therapy, Journeys 
Dementia Program

Compassionate Touch & 
Aroma Therapy

Nurse Managed
Personalized Care Plan 

Management

Person 
Centered Care
Music Therapy

Pet Therapy

Emergency Care Nurse on call 24 hours a day, 
7 days a week

Nurse on call 24 hours a 
day, 7 days a week as an 

alternative to 911

On call staff available for 
situations that may arise

“Drop in” services may be 
available during regular  

business hours 

Payment/ 
Reimbursement

Covered by Medicare, 
Medicaid and Managed Care

Covered by Medicare, 
Medicaid and Managed Care

Self-pay, Veterans Affairs, 
Many Long Term 

Care policies

Self-pay, Veterans Affairs, 
Many Long Term 

Care policies 
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Study volunteers go through 
considerable trouble and some 
risk to participate, companies 

lose money, physicians invest their 
time, and the Parkinson community 
as a whole waits impatiently for new 
developments and a cure. The failure 
rate of clinical trials is a measure of 
the immense challenge scientists face 
in identifying and tracking the mech-
anisms of diseases, as well as translat-
ing these findings into the develop-
ment of new treatments.

Robin Elliott, Executive Director of 
the Parkinson’s Disease Foundation, 
suggests that when we do get within 
sight of tomorrow’s cures, we will find 
ourselves standing on the shoulders of 
yesterday’s failures. So why does the 
treatment pipeline move so slowly? 
Finding new drugs to treat Parkin-
son disease is a bit like looking for a 
needle in a haystack. We still don’t un-

derstand what causes the disease. Just 
because something works on a mouse 
or monkey doesn’t mean that it will 
work in a human. Parkinson disease 
may not be just a single disease, but 
a syndrome. Robin suggests that we 
need a brain-based version of the 
global positioning system (GPS) that  
will tell doctors, using imaging tech-
niques or chemical analysis of blood 
or spinal fluid, where exactly a person 
is in his/her Parkinson “journey.” And 
these are things that the research com-
munity is working on as we speak.

We will be featuring a column in 
future newsletters where you can read 
about various clinical trials you may 
wish to participate in locally. Just re-
member the points that Robin Elliott 
shares as you ponder your involve-
ment. n

Botox Injections
Morvarid Karimi, MD, Department of Neurology,  
Movement Disorders Section, Washington University School of Medicine

Clinical Trials

Whereas motor and non-motor 
complaints in PD cover a 
wide range, our therapeutic 

arsenal is limited to mainly L-dopa or 
dopamine agonists, physical therapy, oc-
cupational therapy, and speech therapy. 
However, there are a few indications 
for use of botulinum toxin injection in 
PD that are covered by insurance. These 
include excessive drooling and dysto-
nia. While it is easy to identify excessive 
drooling, recognizing dystonia can be 
more challenging. Dystonia can mani-
fest as involuntary inward turning of the 
foot, neck pulling forward, or be more 
subtle, as in excessive tightness and/or 
painful cramps in the neck, arm, or leg, 
especially as the effect of PD medication 
wears off. Many times adjustments to 
the timing and dosage of the medica-
tion can provide relief. Nevertheless, if 
medication fails, injection with botuli-
num toxin can be considered. 

Botulinum toxin injection has been 

used in medicine since the early 80s. 
The extremely low concentration of its 
dosage prevents feared symptoms of 
botulism. Botulinum toxin blocks the 
release of a neurotransmitter (chemical 
messenger) acetylcholine which leads to 

different effects depending on the inject-
ed area: weakening of the muscle, pain, 
sweat, or saliva reduction. This effect is 
reversed by regrowth of the nerve end-

ings which release the neurotransmitter. 
The growth process can take about three 
months, at the end of which time the 
effects of botulinum toxin wear off. The 
relaxation of muscles will reduce cramps 
or improve the abnormal positioning of 
the neck or limb. The reduction of the sa-
liva helps with excessive drooling. There 
are hints that the pain relief is achieved 
via both muscle relaxation and a direct 
effect on pain receptors. The procedure 
is generally well-tolerated and needs to 
be repeated approximately every three 
months. The first rounds of injection are 
usually not as effective; your physician 
usually tries a lower dosage than may ac-
tually be required. Your feedback regard-
ing benefits or potential side effects will 
assist your physician in modifying injec-
tion amounts and patterns. If your PD 
physician does not perform these injec-
tions and decides to refer you to another 
physician, make sure that the injecting 
physician is a neurologist. n

E-Mail Addresses 
Needed For Support 

Group Survey

In order to better meet the needs of 
Parkinson patients and their families, 
we are collecting e-mail addresses of 
current and potential support group 
members. 

If you fit into any of the following 
categories, please send your e-mail to 
Michelle Brooks at the APDA office 
(brooksmi@neuro.wustl.edu):

• If you have had DBS surgery
• If you are a young-onset person 

with PD (still working)
• If you are an adult child of a 

person with PD
A survey will be sent in the late spring 

to those providing e-mail addresses. Let 
your voice be heard! n
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Shaken Not Stirred by PD 
Mark Whitehead

My Mother once told me, when God 
shuts a door tight
He opens a window up wide.
And you get to choose
if you will crawl through
and see what is on the other side.

From the song “Closed Doors and 
Open Windows”

 ©2012 Single Rose Studio, LLC

I will always remember the day I was 
diagnosed with Parkinson disease. I 
was 46 years old with two kids in col-

lege, married to my high school sweet-
heart, and still very much in love. I was 
doing work I had trained for since ju-
nior high and I never dreamed it could 
end. We had been remodeling our mod-
est home for years and had 
just installed a hot tub and 
pool. I was getting ready to 
take my Shodan (black belt) 
test in Aikido. Life was good. 
Then one day I realized I 
could not stop my right 
hand from trembling. 

To understand my story, it 
is important to know that 
Mary and I started our life 
together with little more 
than some secondhand fur-
niture, bus passes to get us 
to work, and lots of love 
and hope for a brighter fu-
ture. We had our lean years and we were 
looking forward to what we called “our 
time.” By the time I saw the neurologist 
at the first appointment, my entire right 
side would tremble when I was still, or 
at least trying to be still. Sleep was dif-
ficult and for the first time in my career, 
I was starting to miss deadlines. The 
panic it caused sent me back to a local 
doctor who prescribed a mild sedative. 
I was also taking pain medicine for the 
injuries I had sustained during Aikido 
training. All the elements for a person-
al and emotional crash were firmly in 
place. The match that ignited the burn 
was a prescription for the new dopa-

mine agonist drug. My wife said some 
time later that she really didn’t know me 
during those months. I was forced to re-
tire and go on disability. 

Mary is not one to sit by and watch 
something go wrong. If I’m a type A 
personality, she is a type A+. Not happy 
with how things 
were going, she 
s t a r t ed  look-
ing for another 
n e u r o l o g i s t , 
and God (via 
a good friend) 
sent us to the 
of f ice  of  Dr. 
Joel Perlmutter. 
For anyone who 

has not met 
D r .  P e r l -
mutter  in 
person, you 
owe i t  to 
yourself to 
go to one of 
his lectures 
o r  w a t c h 

one of his videos. What you see is what 
you get, and more. The “more” is a reg-
istered nurse/research assistant named 
Johanna Hartlein. I wish I were gifted 
enough to find the words to adequately 
describe what Johanna means to Mary 
and me. “Above and beyond” might 
come close. She is always there for us, 
even after regular business hours, if 
we’re having a problem or concern with 
PD medicines or other health issues and 
need guidance in a hurry.

Dr. Perlmutter reviewed all the medi-
cations I was taking and had me stop 
taking most of them. Parkinson’s was 
now the main focus of my health and 

everything else was given a lower prior-
ity. He put me on Levodopa, “the gold 
standard” of PD drugs, along with a 
small amount of the dopamine agonist. 
Later we would drop the agonist and 
increase the Levodopa, which is what I 
take today. Both Mary and I have been 

recruited into various studies 
by the Movement Disorders 
Center, which has helped us 
feel we are part of the solu-
tion and efforts for finding a 
cure. 

Now when my meds are 
“on,” I do a little art, a little 
engineering, a little guitar 
playing, and a little writing. 
Mary and I have created a 
small company, Single Rose 
Studio, LLC and I have a 
new album of 12 original 
songs, which we wrote to-
gether. We have two grown 
children and three grand-
daughters. Mary is employed 

full time at Ameren, and her co-workers 
have been very thoughtful and support-
ive since my diagnosis.

I still can’t work full time, and I sel-
dom drive and am never alone. I’m able 
to stay connected to my old vocation 
due to a progressive-thinking company, 
Structures, Inc. They installed a com-
puter link in my home office and give 
me just enough work so that I’m chal-
lenged and intellectually engaged, but 
not enough to get stressed out. I owe 
them much, and I love them all. How-
ever, PD and life in general have taught 
me the quality of these projects doesn’t 
really matter. What matters is staying in 
the game as much as you can. 

PD is a disease I have. No more, no 
less. I will not let it define me. Each 
morning when I wake up, I tell myself 
today is God’s gift to me; what I do with 
it is my gift to Him. And later when I 
order my coffee and the waitress asks 
how I take it, I smile and say, “Same as 
everything else; shaken not stirred.” n
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“Online” GIVING - Make it Easy on Yourself
Tributes and donations to the Greater St. Louis Chapter of the APDA make up about one third of the organization’s annual 

budget, which funds both Parkinson research and patient services. An easy way to support the APDA on a regular basis is to 
set up automatic payments through online banking. Those giving online can set up their contributions for as much as they 
want and when and where they want it to be distributed.

This form of giving has become popular as a way to support Parkinson’s and other causes. One APDA Board Member and 
support group leader reports that “this has been the easiest way to give on a regular basis – an easy, painless way to make a 
huge impact.” For more information or to set up online giving, contact the APDA Parkinson Community Resource Center 
at 314-362-3299 or drehere@neuro.wustl.edu.
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Jack Buck

With your support of this event, we honor the memory 
of Jack Buck, who also lived with Parkinson Disease, by 
continuing to seek an end to this devastating disease.

Monday,  
May 20, 2013

Algonquin Golf Club

340 North Berry Road 

Saint Louis, Missouri 

63122

Honorary Chair

John Mozeliak,  

GM–St. Louis Cardinals

Schedule
10:00 am Registration
11:00 am Lunch Buffet
12:00 pm Shotgun Start
5:00 pm Cocktails,  

Q&A with John Mozeliak
6:00 pm Dinner, Raffle, Awards, 

Auction

Special Events 
Rolex Raffle
BMW Hole-in-One
Diamond Hole-in-One
Q&A with John Mozeliak
Appearance by the
Rams Cheerleaders

Don’t Golf?
Come enjoy some of the
best cuisine in Missouri from
Executive Chef Brian Bernstein

Celebrity Sponsors: Wells Fargo, Benton Homebuilders Community Partnership
Major Sponsors: Carol House Furniture, Brinkmann Constructors, Mark Burkhart, Moneta Group LLC

Golf Cart Sponsors: Barnes-Jewish Hospital, Schumacher Creative
Contest Sponsor: KPMG   Lunch Sponsor: Steve and Lynn Hurster

Cocktail Sponsors: St. Louis Cardinals, Luxco, For Pete’s Sake & Budget Billboards
Hole-in-One Sponsor: Autohaus (BMW 325i) valued at $40,000

Hole-in-One Sponsor: David Kodner Personal Jeweler ($25,000 diamond)
Raffle Sponsor: Simons Jewelers ($10,000 Rolex Watch)

ALL proceeds from the event will be used by the APDA–Greater St. Louis Chapter to fund research conducted at the Center for Advanced Parkinson 
Research (WUSM) and to fund patient services in our local communities. *Sponsors as of 4/12/13. Sign up to be a sponsor today!

The American Parkinson Disease Association-
Greater St. Louis Chapter
is Pleased to Announce the
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Missouri Support Group Calendar
Sponsored by the 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 facili-
tator. Information that has changed since the last LiNK appears in bold face. *Info subject to change.

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 1:30 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
Lynda Wiens

636-532-6504
314-540-2662

Chesterfield St. Louis
For Caregivers Only

APDA Community Resource Center
1415 Elbridge Payne, Suite 150

2nd Monday 11:00 AM Dee Jay Hubbard 314-362-3299

Chesterfield St. Louis
ACOP Support Group

APDA Community Resource Center
1415 Elbridge Payne, Suite 150

*Thursday,
June 20

6:15 PM
Debbie Guyer

Mark Hoemann
314-362-3299
636-278-5197

Columbia Boone
Lenoir Community Center

1 Hourigan Drive
1st Thursday 4:00 PM

Patsy & David Dalton
Doris Heuer

573-434-4569
573-999-2106

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 
ext. 129

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 
ext.56765

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

573-964-6534
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
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Exercise Classes
Our Exercise Classes meet once a week or otherwise as noted. 
Information that has changed since the last LiNK appears in bold face.
Attend one class per week at no charge or for $20/month, attend as many classes as you want.

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 10:00 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

Spring session
April 8-June 14

Summer session 
July 8 - Sept 10

1:00 pm 
Tuesdays
11:30 AM
Tuesdays

Brenda Neumann
636-896-0999 

ext. 21

Florissant St. Louis
Garden Villas North

4505 Parker Rd.
Tuesday  

& Thursday
10:00 AM

Bobby Lautenschleger, 
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.

Spring session
April 8-June 14

Summer session
July 11-Sept 12

2:00 PM
Thursdays

Brenda Neumann
636-896-0999 

ext. 21

Lake Ozark Camden
Lake Ozark Christian Church 

1560 Bagnell Dam Blvd.
Monday 4:00 PM Alice Hammel, RN 573-964-6534

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

Springfield Greene
Park Crest Baptist Church

816 W. Republic Road
Last Thursday 11:00 AM Kay Meyer 417-350-1665

St. Peters St. Charles
Spencer Road Library

427 Spencer Road, Room 259
1st Tuesday 1:00 PM

Sherrie Rieves 
Ann Ritter, RN

636-926-3722

Ste. Genevieve Ste. Genevieve
Ste. Genevieve County Mem.Hosp.

Education Conference Room
Hwy. 61 & 32 Intersection

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

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

Missouri Support Group Calendar
continued from previous page
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Illinois Support Group Calendar
Sponsored by the 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 face.

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

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

Greenville Bond
Greenville Regional Hospital

200 Healthcare Dr.
Edu. Dept., Edu. Classroom

2nd Monday 1:00 PM Alice Wright
618-664-0808 

ext. 3703

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

Mt. Vernon Jefferson
Greentree of Mt. Vernon

2nd Floor
4th Thursday 6:30 pm Donna Peacock 618-242-4492

Quincy Adams
Fellowship Hall of Salem

Evangelical Church of Christ
9th & State

3rd Thursday 12:00 PM Barb Robertson 217-228-9318

Springfield Sangamon
Christ the King Parish Ctr.

1930 Brentwood Dr.
www.parkinsonssupportcentralill.org

3rd Sunday in Jan., 
Mar., May, July, 
Sept., & Nov.

2:00 PM Pam Miller 217-698-0088

Land vs. Water Exercises - Why Water?
Steven J. Bunn, Aquatic Specialist, Strength and Conditioning Professional, US Paralympic Coach

Parkinson disease is a disorder that 
affects nerve cells in the part of the 
brain controlling muscle movements. 

The disease progresses slowly without re-
ducing life expectancy. In fact, people with 
Parkinson disease can have decades of pro-
ductive living after being diagnosed. These 
years can be enhanced and even extended by 
appropriate exercise and physical activity.

What kind of exercise can you do to 
increase your neuromuscular function? 
Central nervous system training involves 
multi-joint movements that are performed 
at variable speed and with variable degrees 
of resistance. Examples of this would in-
clude pushing, pulling, stepping, jumping, 
or lunging. Do these motions in a pool. 
Buoyancy reduces compression and weight 
bearing stress on immersed joints, and the 

hydrostatic pressure of the water can re-
duce edema (swelling) in the submerged 
limb.

Do water-specific movements. These are 
movements that can be performed safely 
in the water, but considered high-risk in 
a land-based exercise program. The actual 
movements will vary from individual to 
individual based on ability, as well as stage 
and progression of the disease. An exam-
ple would be the individual that utilizes 
a wheelchair on land who is able to par-
ticipate in a water-walking program due 
to the increased buoyancy provided by the 
aquatic environment. Water exercise is aer-
obically efficient and may provide an ideal 
cardiovascular conditioning medium for 
many individuals. Walking and running 
in water require one-half to one-third the 

speed of land running or walking to reach 
the same metabolic intensity. Furthermore, 
the heart works more efficiently in the wa-
ter, requiring 10 to 17 beats per minute 
below land rates. Twenty minutes of water 
exercise will equate to as much as 60 min-
utes of land exercise.

As a rehabilitation, fitness, and athletic 
training professional, I feel that the aquatic 
environment will continue to be utilized as 
a component of a client’s road to successful 
outcomes. In the athletic arena or on the 
road to recovery, the value of water exercise 
is vital. Contact the Parkinson Resource 
Center to enroll in our aquatic exercise pro-
gram provided at no cost to participants by 
the Greater St. Louis APDA Chapter, 314-
362-3299. n
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HONORING
The special birthday of 

Chuck Adams
Roselynn Gad

Dr. Sylvia Awadalla
Ken Shapiro

The Buck Family
Steve Horn

Don Carlson
Debbie Guyer

Lisa Hawgood Cox
Grant & Nancy Hawgood

Elaine Dreher
Stan & Donna Wilensky

The 50th birthday of  
David Dye
Ken & Mary Shapiro

Bill Gerth
Vernon & Erika Gerth

Arnold Goldman
Daniel Goldman

Debbie Guyer
Tom & Jeanette Kowalski
Ken Shapiro

The special birthday of Dr. 
Jules Hartstein
Penny Kodner

The 90th birthday of  
Stanley Hoffman
Sara Lee Fitter

Terri Hosto
Debbie Guyer

Rik Knopf
Joanie & Mark Goldstein

Mark Kodner
Steve Hurster

The speedy recovery of  
Horty Levinson
Allen & Arline Kolons

Joe Marshall
Bill Marko & Peter 

Hughes

Larry McIntyre
Diane McIntyre

The 90th birthday of  
Ellen Nissenbaum
Sara Lee Fitter

The birth of Mr. & Mrs. 
Harvey Rothschild’s great 
granddaughter
Jerry & Beverly Silverman

Ruth & Sylvan Sandler
Teri & Roger Cohen

The special birthday of 
Sylvan Sandler
Gertrude Hulbert

The birth of Eileen & Larry 
Schechter’s granddaughter, 

Norah
Bill & Terri Taylor

The 2nd birthday of Abby & 
Lily Schreiber
Jack Strosnider

The special birthday of Phil 
Schreiber
Karl & Debbie Guyer
Ruthy Kolker

The speedy recovery of Phil 
Schreiber
Karl & Debbie Guyer

The Bas Mitzvah of Bari 
Seiter
Tab & Debbie Cohen

Dr. Todd Silverman
Steve Hurster

The 88th birthday of Jack 
Strosnider
Karl & Debbie Guyer

Herb & De Wiegand
Shirley Thompson

REMEMBERING
Arthur Ansehl

Mark & Nancy Kodner

Ramon R. Besse
Mary Lou Arras

Edmund Blum
Barker Family
Doris Bender
The Berra Family
Grace Bleikamp
Ron & Jean Buesinger
Dolores Chisholm Family
Forget-Me-Not Garden 

Club
Beth Goll
Billie Goll
Phil & Jean Gruber
Donna Heinicke
Mark & Suzanne Jansen
Mary Ann Mastorakos
Mike & Monica Meara
Diana Runge
Nancy Schaeffer
Jack & Mary Kay 

Schneider
Nick, Linda, & Natalie 

Schneider
The Stahlhut Family
Brad & Renee Stout
Jennifer & Mike 

Strathman
Taster’s Choice
Jeff & Carol Toedtmann
Jane Tomicich

Josephine Bonan
Larry & Gail Glenn

Harold Boraz
Barbara & David Furman

Bill Bruchhauser
Father Edward Adelmann
Gerald Adelmann
Janice K. Adelmann

Patricia Chinderle
Bryan & Stacey Crain
Jim & Joyce Folley
Marjorie Johnson
Pamela Johnson
Joe Marchbein
Joannie Morrison
Dean Robison
Rodney & Laura Sadler
Gary & Susan Snyder
David & Laura Stringer
Janie Walter

Robert Bubla
Ruth Bubla

RD Burke
Alan & Jeanette 

Nissenbaum

Jean Caskanett
Tom & Joan Dannenberg
MMVA/STL
Gene & Nina Pool

Agnes Choisser
Consolidated 

Management Services

Harry Dalin
Barbara Bianco

Lynn Darron
MoARNG Retiree Assoc.

John DeFrancesco
Jack Bradley
Tom & Carolyn Bryant
Linde Fincher
Jolly Boys & Girls
The Knaubs, Lewis’, 

Carpenters, Lamberts, 
& Wagners

Joanne Kuhn
Jean Prichard
Richard Raffel
Jack Strosnider, Sr.
Joseph & Nancy Suda
Jill Wilmarth & Family

Patricia Donohue
Laura, Lisa, & Cyndi

Audrey Dori
Ray & Patricia Adams
Lynn & Richard 

Blockyou
Diane Ceretto
Kevin & Jean Colbert
Community Sports, Inc.
Rick & Diane Cummins
Charlene & Louis Dori
Charles & Katherine Dori
Louis & Nancy Dori
Ronald & Rebecca Dori
Ehnet, Inc.
June Fortenberry
Ken & Claudia Hlavek
Rudolph Hlavek
Rose Hodel
Verna Jedda
Virginia & Raymond 

Lynch
Meg, Magen, Allison, 
Bonnie, & Angie
Cletus & Joan Mueth
Dave & Pat Oelrich

Nancy & John Prather
John & Pamela Rehling
Roy Wolfmeier Truck 

Service
Joseph & Denise 

Schoppet
David & Debra Steppig
Mark & Deborah 

Vahlkamp
Franklin & Ruth Jean 

Vickers
Doug & Carol Williams

B.J. Edwards
Parkinson’s Pals

Damiano Falcone
Joseph & Alison Falcone

Emmett Gamache
Cheryl Cable
Susan Christensen
Beverly & Alfred 

Ketsenburg
Janine & Mike McGovern
Victor & Patricia Meuser
Rita Mohr
Michael & Rachel 

Pauluhn
Terri Meyers & Dave 

Shaffer
James & Patricia Webb

Eleanor Garcia
Mark & Brenda 

Altadonna
Aspect Software
The Bedwell Family, The 

Finucane Family, Ann 
Hesse, & Hank & Olga 
Davis

Mary & Daniel 
Cunningham

Craig & Carla Farrell
Gary & Mary Fitzgerald
Bryan Garcia & Barbara 

Ries
Jeanette Gregson
William Griffin & Jenny 

Harris
Gloria Grodsky
Joann Hartman
Kenneth Jr. & Anita 

Hartman
Bill, Brenda, & Jamie 

Lanman
Tricia Matzenbacher
Jim Muscs
John & Pat Parker
Janis Rau
Harold & Imogene Ries
Harvey Ries & Diana 

Hamilton
Lloyd & Betty Wacker

Carol Giger
Gateway Truck Plaza
Cynthia & Ronald 

Yelverton

Clarice Gladney
Edward & Mary 

Heininger

Helen Goldsticker
Larry, Andi, Julie, Daniel, 

& Rachel Goldsticker
Diane Katzman Design, 

LLC
Bert & Elizabeth 
Schweizer, II

Bobby Graham
Mark & Margot Johnson

William Gregg
Christel Maassen

Sam Grossman
Cheri & Steve Lasky

Stephanie Grothen
Pat Schark

Richard Hazen
Bill & Shari Reller

Walter Heinecke
Mr. & Mrs. Barry 

Copelin
Warren Davis
Joanne Diekroeger
Bernard & Marilyn 

Edison
Marty & Ann Epstein
Pam & Len Erickson
Timothy Halls
Bryce & Betty Hudgins
Mark & Cathy Litow
Julia Prothro
Patricia & William 

Richter
Joyce Spiegel
Mr. & Mrs. R.J. Wegner

Rosella Hilch
Allen & Arline Kolons

Mildred Pat. Hines
Anthony & Victoria 

Grillo
Nancy Mogelnicki

Robert Hoemeke
Janet Cerneka

Dixie Holland
William & Sue Christie

Carol Wisa Johnson
Kathleen & Ray 

Trentman.

Roland G. Jonas
Brenda Brinkmann
Donald & Lois Ditzler
Pat Herbert
Thomas & Audrey 

Humphreys
Bill Katterhenry
Charlotte & Clyde 

Kennett
Nancy & Gail Jones
Paul & Shirley Meckfessel
Premier Financial Partners
Mr. & Mrs. Bill Shoulders

Robert Keller
Caterpillar Orders & 

Scheduling

Tributes & Donations
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 314-362-3299 or made directly on the St. Louis APDA website, www.stlapda.org.

continued on next page 
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George Kerbel
John & Mary Dufaux
Keith & Karen Etling

Esther Lange
Russell & Kathy Klein
Dale & Mary Lou Lake
Ruth Lange
Jason & Tricia Schleifer

Angie Lanzone
Diana, Joe, Amanda, 

Danny, & Christi 
Backer

Jane Bartold
Jean Burnette
John & Jay Eritreo
Wayne & Kathy Goerss
Richard & Martha Grein
Tony Lanzone
Glenda & Bob Matulewic
Mr. & Mrs. Jeffrey 

Murphy
Matthew Napoli & Mary 

Buchanan
Charissa Steffensmeier
LeRoy & Janice White
Michael & Carol Wishon

Earl Lee
Joan Barnes
Cahokia Unit School 

District
Virgil & Joann Hallberg
Erica Hampton
Diane Hartman
Roma Mollo Votrain

Bernard Markovich
Anthony & Maryrose 

Behr
Irma Cannas
Ann & Tony Daus
Ray & Ann Fujarski
Pete, Karla, Kelly, & Ryan 

Shelton
Kathy Stewart
Jim & Marge Swiney
Don & Janet Zachritz

Jeanette Rose Martin
Bob & Joyce Martin 
& family

Justin McCauley
Helen Haselroth

Anna Minder
Pride of Hi Green Lodge 

932

Patricia Morris
Alvin & Rheta Cook & 

family
Ferguson Christian 

Church
Gary & Debbie Hente
Gus Kamenko
Mr. & Mrs. Rennie 

Rodarmel
Robert & Alyssa Wisdom

Sylvia Moss
Mike & Bernice Resnick

Patrick Michael Mulqueeny
Jill Mogil

Rev. George Nicozisin
Sylvia Nicozisin

Richard Anthony Nolbert
Barb Krafve
The Miramonti Family
Kelly & Sally Waite
Barb & Mark Wille

Richard Oster
Timothy Cantwell
Ron & Marilyn Oster
Ranchero Drive neighbors
Russell & Jeanne Roberts
Mary & Malcolm Truss

Richard Parcel
Norma Blankenbeker
June & Ronald Gross
Marilyn Parcel
Carroll Robertson
Leota Smitley
Russell & Linda Young

Leslie Pedigo
David & Jane Brown
Sara Grauch
Betty Harris

Louis B. Pence
Robert Brame
Mary Howe
Joan Julet
Louella Pence

Gearld Peters
Debbie Guyer

Harold Pruetzel
Cindy Abell
Natoli Family
Jeff Peterson
Tom & Sherri Schuette

Elmer J. Purk
David & Athlyn Dew
Judith Henke

Gertrude Recht
June Bierman
Barbara & David Furman
Larry & Gail Glenn
Debbie & Karl Guyer & 

family
Allen & Arline Kolons
Buddy & Hadassah 

Lebman
Rod & Peggy Bleich 

Pearline
Sherry & Lenny Simpson
Bill & Terri Taylor

Mary Louise Reeg
Lloyd Abernathy Family
The Bader Family
Roger, Susan, Ian, & 

Amy Berent & Yuriy 
Shrifteylik

Beth’s Bunko Group
Mr. & Mrs. Frank Brydels
Don & Joyce Collins
CSI Leasing
James & Carol Cheng
Bill & Alveda Ehrlich
Bob & Joan Hirner
Christi, Keith, & Ari 

Johaningmeyer
Howard & Michele 

Kalina
Marilyn & John Kirkham

Ed Kottmeier
Bill & Carol Nejelski
Margaret Neterer
Cathy O’Neal
Dorothy Poulin
Laura & Walter Pruitt
The Reeg Family
Mr. & Mrs. John Reusch
Schott’s Pharmacy 

Employees
Valerie Smith
David & Laura Suedkamp
Jane & Sandy Thal

Danny Richardson
Kenneth & Kathy Erb
Charlie & Joan Natsch
Andrew Richardson
Loretta Richardson

Mary Ann Rielly
Thomas Rielly

Lessie Rongey
Bonnie Boeving
Gerald & Marjorie 

Dehart
Sherry & Robert 

Hamilton
Joseph & Denise Hoepker
James & Jeanette Manion
Richard & Aletha Proffitt
John & Barb Rinderer
Sylvia Silver
Kenneth Stogner
Mary & Kenneth Stogner
Mike & Jen Sudduth
Harlend, Sandy, & 
Bill Waldron
Martin & Rebecca Walker
Larry & Shannon 

Westerfield

Christy Rosen
Bill & Terri Taylor

Mildred Schmaltz
Nancy & Art Adams
Mary Bathon
Dorothy Beckerle
Ed & Doris Dalton
Charlie Morris
Jim & Debbie Pleimann
Mr. & Mrs. Edward 

Quint
Betty Rizos

Jackie J. Schmidt
Larry J. Schmidt

Richard Schneider
Carolyn Foster

Murray Sennet
Larry & Andi Goldsticker

Harvey Shapiro
Betty Abrams
Paul Arenberg
Susan Arenberg
Cathy Barancik
Lois & Babe Bender
Harv & Barb Citerman
Charles & Karen Elbert
Bryan Fadem
Bryan & Ann Gold
Scott & Lisa Goldberg
Ralph Goldsticker
Judy & Joe Glik
Charlotte & Henry Fisher
Randy & Denise Freeman

Milton Hieken & Barbara 
Barenholtz

Ralph Herzmark
Judy & Tom Johnson
Phyllis & Steve 

Kamenetzky
Ina Landsbaum
Pamela Reznick
Bruce Shapiro
Sylvia Silver
Karen Smith
David & Laura Stone
Bert & Margie Talcoff
Randy & Ruth Wall
Harold Zarkowsky

Linda Haines Shubert’s 
father
Pixie & Bob Messey

June Singer
Joe Marchbein

Billy G. Smith
Nancy Robb

Isobel Smith
Paul & Lou Hutchens
Roy & Mary Smith

Joseph Smitley
Marilyn Parcel
Brad & Maryann Smith

Clifford Stratton
Debby Decker
Sharon & Mel Shaver
Sandra Ray

Thomas J. Sullivan
Frances Crimi
Mary & Wally Fague
Martin & Julia King
Nancy Robb
Joe & Lorna Sowders
Rich & Susan Wurm

Christopher Switzer
Norman Giovannini

Joe Tretter
Sue King

William G. Trotter
Tim & Julie Guethler
Angela Lauer
Rob & Debbie Nelson
Mark & Cheryl Stuesse

Linda Vargas
Nascote Industries

Alan Wasserman
Linda Hyken
Judy & Stan Kolker
Phyllis & Marvin 

Sandweiss
Pat & Frank 

Schoonyoung

Jack H. Wasserman
Linda Hyken

Edwin Waterman
Howard & Sylvia Baltz
Erika Beck & John Oliver
The Berson Persons
Megan Curiel
Mr. & Mrs. L.J. Drury
Bonnie & Bob 

Hendershot
Ken & Doranne Keyes
Rose Malt
Karen & Dan Rocchio

Nancy & Bill Thomas
Dana & Mark Trokey

Fred Weinstein
Jill & David Mogil & 

family

Eva E. Weiss
Bob & Nancy Goodson
Irma Mills
Ron & Linda Weiss

Jake Weiss
Lee Shapiro

Michael Williams
Earl & Catherine Adkison
Richard & Carole 

Bergmeier
Gus & Terry Elia
Roberta Gittemeier
Sandra Goeke
Jane Gooding
Nancy Johann
Jimmy & Ruth McVay
Donald & Mary Lou 

Miller
Clinton & Marcia Moor
Dale & Norma Plank
Jim & Kathy Schweigert
John & Donna Self
Jim & Rose Stotko

Marvin Young
Robert Epstein

GENERAL
Barbara & Keith Allen
Ray & JoAnne Barnett
Christine Bartosiak
Thomas & Charlotte 

Benton
Bill & Ada Billings
Thomas & Margaret 

Bruno
Joan Bueckendorf
Robert R. Butenschoen
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PD Does Not Have To Be That Painful
Jonas Bromberg, PsyD, is a clinical health psychologist practicing in Wellesley, MA. He has more than 20 years 
of experience helping individuals and families cope with and manage chronic illness. Much of his work involves 
helping people understand their medical conditions, and teaching them skills and strategies to live fuller, 
healthier lives in spite of their illness.

When most people think about 
the symptoms of Parkinson dis-
ease (PD), they tend to focus on 

the obvious symptoms that affect move-
ment, such as balance, tremor, involun-
tary movements, and stiffness. But these 
are not the only symptoms people with 
PD experience. Pain is an under-recog-
nized and under-treated symptom of PD, 
with estimates of the prevalence of pain 
ranging from 40 to 83 percent. In some 
people with PD, pain symptoms can be 
even more disabling than their motor 
symptoms, and significantly reduce their 
quality of life. For many people with PD, 
pain is an important source of distress, 
yet it is frequently overlooked in clinical 
treatment in favor of the more obvious 
motor symptoms of the disorder. In fact, 
pain is assessed with only a single item on 
the Unified PD Rating Scale, the most 
widely-used assessment tool in research 
and clinical practice. 

Chronic pain in PD may be due to 
direct dysfunction in pain transmitting 
pathways, or related to motor symptoms 
such as stiffness, rigidity, dyskinesia, and 
dystonia. Unfortunately, many of the 
medications used to treat PD may cause 
or exacerbate pain. The timing and dosing 
of medications play an important role in 
the mechanisms of PD pain. 

People with PD pain experience more 
severe depression than people with non-
PD-related chronic pain which nega-
tively impacts functioning. Two-thirds of 
people with PD have sleep disorders, and 
research shows that 20 percent of people 
with PD suffer from restless leg syndrome, 
a potentially painful condition that causes 
insomnia (the inability to sleep) and hy-
persomnia (the inability to stay awake). 
Sleep deprivation is associated with a de-
creased pain threshold, muscle aches and 
stiffness, anxiety, and depression, all of 
which exacerbate the underlying cause of 
sleep deprivation in people with PD. Be-

cause the relationship between pain, de-
pression, and sleep problems in PD can 
create a negative cycle, it underscores the 
importance of both identifying and treat-
ing chronic pain. 

Interestingly, people with PD pain re-
port their pain to doctors less frequently 
than people with non-PD pain, and 
astoundingly only half of those report-
ing pain received any form of treatment 
for it. Few patients described their pain 
symptoms to their provider without be-
ing specifically prompted. As a result, ap-
proximately half of all PD patients are 
missing out on potentially helpful pain re-
lief. Many people with PD undergo many 
unnecessary and expensive workups be-
fore the PD is considered as the probable 
cause of the pain. Unlike other forms of 
chronic pain that can be relieved by anal-
gesics, pain in PD may not respond effec-
tively to painkillers, making the provision 
of behavioral strategies an important need. 

A comprehensive approach to treating 
PD requires clinical attention on chronic 
pain and its psychosocial consequences in 
addition to motor impairments. To bet-
ter understand the problem of pain in 
PD, we conducted a research study with 
clinical experts, people with PD pain, and 
family members who served as primary 
care partners for a person with PD. From 
our interviews with clinical experts, one 
of the most frequently cited issues was the 
relative lack of patient education about 
chronic pain. All of the experts indicated 
that patient education is a crucial com-
ponent of an effective pain management 
plan. While most providers gave patients 
resources to learn about pain, a few stated 
they did not routinely do this, and usu-
ally only provided this information when 
asked for it.

We also asked the experts about the spe-
cific treatments they perceived to be most 
effective for relieving PD pain. The clini-
cal experts emphasized that a combina-

tion of therapies and treatments, tailored 
to the individual, is the best approach for 
pain relief. Physical movement therapies, 
massage, and acupuncture were the most 
cited treatments. Among the participants 
that could prescribe medication, the most 
common approach to managing their pa-
tient’s pain was adjusting the timing and 
dosing of their PD medications. 

Many people with Parkinson’s receive 
treatment from many different provid-
ers (primary care doctors, neurologists, 
nurses, physical therapists, occupational 
therapists, psychologists, and movement 
specialists). Because of this, we asked ex-
perts to identify who is primarily respon-
sible for managing their patient’s pain. 
Some were not sure, and cited a lack of 
communication between providers that 
sometimes exacerbated this problem. Of 
those that did identify a clear “owner” of 
the pain problem, most identified physi-
cal therapists and occupational therapists 
as the ones that work most directly in ad-
dressing pain problems in people with PD. 

Among the experts we interviewed, we 
learned that a major challenge for doctors 
is being able to distinguish when pain is 
caused by another medical problem, and 
when it may be a non-motor symptom of 
PD. Experts said this could be especially 
difficult because the pain symptoms may 
look like other painful conditions such as a 
back pain, arthritis, thinning of the bones, 
or abdominal pain, all of which may be 
due to the normal process of aging.

From our interviews with people with 
PD and their care partners, nearly one-
third of them did not get any specific 
kind of treatment for their pain. When 
we asked what was most helpful in reliev-
ing pain, every person we interviewed 
said that doing some type of exercise or 
physical activity was the most helpful part 
of his or her pain treatment plan. This in-
cluded stretching, yoga, tai chi, walking, 

continued on next page 
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These groups with a Parkinson connection recently conducted 
successful events. We wanted to showcase their efforts to inspire you 
to consider small ways you can increase awareness and help generate 
funds to ease the burden and find a cure. Take the challenge and host 
your own Optimism Event.

biking, swimming, and aerobics. Twenty-
five percent of the people we interviewed 
attributed improvements in their pain 
symptoms to adjustments made to their 
Parkinson medications, and another 
twenty-five percent reported over-the-
counter pain medicines helped reduce 
their pain. In addition, nearly one-third 
of the participants told us that using social 
support (talking with others about their 
pain) and engaging in pleasurable recre-
ational activities or hobbies were effective 
for reducing pain.

We asked people whether they com-
municated with their doctor about their 
pain. Many people said they did not talk 
about their pain with the doctors be-
cause they did not want to distract them 
from focusing on their motor symptoms. 
Some said they felt like they didn’t want 
to bother their doctor with this problem. 
Nearly half of the people said their physi-
cal therapist had been the most helpful 
in relieving their pain. Whether this was 
because physical therapists asked more 
often about pain, or that the treatments 
provided by physical therapists are espe-
cially effective, could not be determined.

So what does all this mean for some-
one with PD? First, talk with your doc-
tor about your pain. Advocate for your-

self. Don’t suffer silently and let your pain 
be overlooked because PD is primarily a 
movement disorder. By gathering a care-
ful history and doing a thorough physical 
exam, your doctor will most likely be able 
to determine the cause of your pain and 
provide effective treatment. Even if you 
are not experiencing pain now, ask your 
doctor which provider on your team will 
be primarily responsible for helping you 
manage pain if it does become a problem.

Second, PD does not only affect people 
physically; it also affects them emotionally. 
If you are feeling sad, discouraged, or hope-
less, talk with your doctor. In many cases, 
your emotional outlook can make your 
pain and motor symptoms worse. There 
are many effective treatments for depres-
sion, which can improve both quality of 
your life and your physical symptoms. 

Finally, don’t try to live with your pain. 
Pain is a major source of distress and dis-
ability for many people with PD. It is 
important to let your doctor know if you 
are in pain, and don’t hesitate to ask that 
your pain symptoms be treated. While 
the medical world is just beginning to un-
derstand the underlying mechanisms and 
relationship between PD and pain, many 
effective treatment options exist right 
now to relieve this serious non-motor 
symptom. Remember, the best treatment 
of Parkinson’s includes attention to both 
motor and non-motor symptoms. n

Two Optimism events have been 
held since our February newslet-
ter: a Trivia Night held in honor 

of Marty Rudloff and a t-shirt sale at 
a basketball game in honor of Charles 
Shore.

This second-ever trivia night was 
sponsored by St. Louis Esprit Softball 
team. The softball team holds a trivia 
night each year to raise money for the 
season. This year they raised $700, 
bringing the total two-year contribu-

tion to a praiseworthy $1900 for the 
Greater St. Louis APDA, serving the 
state of Missouri and southern Illinois. 

You impress us with your dedication 
and loyalty to Marty.

Coach Chris Shore from Cassville, 
MO is so well liked and inspiring that 
his girls basketball team sold “Make a 
Difference” t-shirts. The team (as well 
as their opponents) wore the shirts 
during practice and held a 50/50 draw-
ing at a recent girls’ basketball game 
in Cassville. They raised $450 toward 
our cause which will definitely make a 
difference. Coach Shore plans to make 
this an annual event. You go, girls! n

“You cannot do a kindness 
too soon, for you never 
know how soon it will be 
too late.”

Ralph Waldo Emerson
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Mon., May 20 Jack Buck Memorial Golf 
Tournament  
benefiting the Greater St. 
Louis APDA
Reservations required for 
golfers as well as for cocktail/
dinner-only participants. 
Held at Algonquin Golf Club. 
More details on page 8 of this 
newsletter.

Tue., June 4 Improving Communication in Parkinson Disease:  
One Voice, Many Listeners
Angela Roberts-South, MA, CCC-SLP, Ph.D. Candidate, Western University, 
Ontario, Canada
PD ExpertBriefing register at www.pdf.org

Mon., Oct. 14 Fashion Show/Luncheon
at the Sheraton Westport Chalet – reservations required. May request 
invitations for this event by calling the Center at 314-362-3299.

Did 
you know you 

can find past APDA 
newsletters, fliers for upcoming 

events, chapters from The Parkinson 
Journey DVD, information on APDA 

services and programs, educational 
materials, and donation information on 
our website: www.stlapda.org? If you 
have not been there yet, check it out. 

The website and our Parkinson 
Community Resource Center 

(and its staff) are here for 
you.

Be
st 

Kept Secrets

Going Green 
in 2013

 
In an effort to help keep the LiNK 
mailing list current and  to protect 
the environment, please contact 
the Greater St. Louis office at 314-
362-3299 or via email at drehere@
neuro.wustl.edu to make any of 
the following changes to your 
contact information or mailing 
preferences:
• Misspelled name
• Receiving multiple copies
• Prefer to receive our newsletter 

via email
• Invalid address
• Removal from our mailing list

Save The Date!


