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Walking to the parking ga-
rage after work recently, I passed 
a poster titled “Illuminating 
Darkness,” advertising artwork cre-
ated by individuals suffering from illness.  I kept 
thinking about the phrase, “Illuminating Dark-
ness,” as I walked to my car and how the APDA 
has the unique ability to illuminate the darkness 
for many people by creating a connection, a link 
to our organization.  The diagnosis of Parkinson’s 
disease is never received with open arms.  In fact, 
I think the symbolism of a dark cloud hovering 
overhead very much captures how many people 
feel when they hear the words, “You have Par-
kinson’s disease.”  Many people know very little 
about PD when they are given their diagnosis, 
and feel lost as to how to proceed.  

Learning about PD, ways to effectively delay 
its progression, and coping 
skills, are ways to illuminate 
the darkness.  Booklets and re-
sources in our library abound 
for the readers in our com-
munity. Traditional exercise 
classes are offered at a growing 
number of locations as well as 
aquatic, dance, and speech ex-
ercise classes.  Monthly support 
groups are held throughout the 
state. Wellness Courses focus 
on developing skills and confi-
dence in managing the every-
day activities and relationships 
that may be challenging. Our 
speakers series (PEP meetings) 
meet quarterly with over 440 
patients, care partners, and 
professionals in attendance at 
our most recent event featuring  

Dr. Larry Elmer, David Zid, and Jackie Russell.
I recently participated in a series of lectures pro-

vided by the American Fundraising Professionals 
(AFP), and they confirmed what I have been told 
before—the #1 reason people don’t give is that 
they are not asked.  So I am asking you to part-
ner in our effort to illuminate the darkness for 
someone who may just be starting that journey.  
If you’ve gained something by participating in a 
program provided by the St. Louis Chapter of the 
APDA, consider making a contribution.  If you 
benefit by reading these quarterly newsletters or 
attending our educational lectures, make a dona-
tion.  I recently spoke to a caller who apologeti-
cally said that she could only make a $25 memo-
rial contribution for a recently deceased friend, 
and I lost no time in telling the donor that we 
accept single-dollar-bill donations and checks 
for $1,000 with equal enthusiasm and apprecia-
tion.  We hope that you will continue to enjoy 
all the services and programs provided at no cost 
and that you value our ability to continue to il-
luminate the darkness for individuals and families 
coping with this devastating disease.  n
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Mission
Our mission is to enhance 

the quality of life for people 

with Parkinson’s disease, their 

families, and caregivers in 

our communities throughout 

Missouri and southern Illinois, 

and to provide funding for 

ongoing Parkinson’s disease 

research.
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NEWSLETTER DISCLAIMER

“The information and reference ma-

terial contained herein concerning 

research being done in the field of  

Parkinson’s 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 pa-

tient’s own physician.”

Illuminating 
Darkness
Deborah Guyer, MA
Executive Director

Upcoming APDA Events
Sun., June 13 Social Dance

2:00 pm-4:00 pm at Congregation Shaare Emeth
RSVP required
Sponsored by Jack Strosnider

Sat., June 26 Trash or Treasure?
1:30 pm-5:30 pm at Congregation Shaare Emeth 
RSVPs required with advance ticket purchase
Sponsored by Kodner Gallery

Late August Parkinson Education Program (PEP)
Time and location to be announced
Topic to include cognitive deficits and dementias in 
PD including discussion of Lewy body dementia

Mon., Oct. 11 Fashion Show & Luncheon
Sheraton Westport Chalet

Sun., Nov. 21 Parkinson Education Program (PEP)
2:00 pm-4:00 pm at Congregation Shaare Emeth
Dr. Joel Perlmutter—Update on PD Research
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I experience cramping of my foot 
about 30 minutes before my medica-
tion is due and bad curling of my toes.  
It is extremely uncomfortable. Can 
anything be done to relieve that?

You are likely experiencing a 
dystonic cramping of the foot 
or toes because of 

“wearing off ” of your 
PD medications’ effect.  
The most common time 
for this to occur, logically 
enough, is in the early 
morning after going all 
night without medica-
tion.  It can also happen, 
as you describe, a certain 
amount of time before the next dose.  
The solution is the same as for other 
symptoms of “wearing off.”  There 
are many different ways to approach 
this depending on the patient’s stage 
of PD, the medications already be-
ing taken, the amount of medication 
being taken at each dose, the interval 
between medication doses, etc.  

There are a number of other as-
sociated issues that limit choices as 
well (such as having significant “peak 
dose” dyskinesias after doses, a history 
of  having had delusions or hallucina-
tions, having thought or memory dif-
ficulty, etc.).  All of this information 
needs to be taken into account by you 
and your neurologist to come up with 
the unique solution that prevents this 
“wearing off ” symptom.  It is impor-
tant to let the neurologist know before 
which dose or doses this occurs and by 
how much time.  Remember “wearing 
off ” can happen right at the time of 
the next dose or even just after the next 
dose (it takes some amount of time for 
that next dose to start “kicking in”).  I 
often find it helpful as one of the early 
steps to be sure that all of the dose in-
tervals are looked at carefully.  For in-
stance, if you just take medicine “four 
times per day” and some intervals are 
significantly longer than others, mak-

ing the intervals even may be one of 
the first things to correct.

Why is sleep so important?

Sleep is a time for the body to 
rejuvenate. Unfortunately, our 
way of life often puts a lot of 

time demands on us.  As a 
result, many people in the 
U.S. are chronically sleep 
deprived.  PD patients 
are no exception.  Fur-
thermore, patients with 
PD may have many other 
reasons to not get a good 
night’s sleep.  They are 
more prone to depression, 

daytime excessive drowsiness associ-
ated with PD which can throw off the 
day-night cycle of rest, Restless Legs 
Syndrome (RLS) and REM behavior 
sleep disorder.  Sleep can be inter-
rupted by becoming too parkinsonian 
overnight (especially excessively stiff ).  
PD-associated dementia can interrupt 
sleep in various ways.  Also, there is 
more likelihood of frequent trips to 
the bathroom at night, various aches 
and pains of arthritis, and a host of 
other causes.

Many patients tell me that on days 
after a good night’s sleep, their PD 
symptoms are clearly less.  It is worth 
some effort to achieve good rest over-
night.  This includes rules to enhance 
the chances to get to sleep (“good 
sleep hygiene”) like not sleeping exces-
sively through the day, getting at least 
some minimal physical activity during 
the day, taking at least an hour before 
going to bed to slow down and relax, 
keeping the bedroom a quiet, cool, 
dark place (no TV or eating), gentle 
stretching before going to bed, no (or 
very little) caffeine at night, avoiding 
excessive alcohol, etc.  

Working with your primary physi-
cian, neurologist or sleep specialist can 
often minimize the causes listed above 
and other potential causes.  n

Questions for the Doctor
Lee W. Tempel, MD
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Facing Parkinson’s Disease Together:  
Keys to Sharing the Care
Terri Hosto, MSW, LCSW

The terms “caregiver” and “care 
partner” are used to refer to a 
person who provides assistance 

to someone who needs help, such as a 
loved one with Parkinson’s disease (PD).  
Caregiving consists of a wide spectrum 
of duties, including driv-
ing to doctor appoint-
ments, preparing meals, 
assisting with aspects of 
personal hygiene, etc.  
The majority of such 
care is provided by fam-
ily members.  Family 
caregivers may be consid-
ered primary or second-
ary caregivers. A primary 
caregiver typically assists 
with multiple aspects of 
day-to-day care and also 
may act as a spokesper-
son for the individual be-
ing cared for.  Secondary 
caregivers generally help with specific 
tasks, like grocery shopping or handling 
finances.  

Early in the disease, the person with 
Parkinson’s (PwP) may remain fairly 
independent in all aspects of self-care, 
as well as in household and community 
activities.  As symptoms increase and 
worsen over time, the PwP will eventu-
ally require more and more help from 
others.  It is important that family care-
givers and the PwP work together to 
determine when, how much, and what 
type of help is needed.  

First, be willing to talk openly with 
each other about the disease and how 
each of you feels about it.  This should 
occur not only at the time of diagnosis, 
but throughout the course of the dis-
ease, as symptoms change and problems 
develop.  Discuss medical decisions you 
might face in the future, along with op-
tions for future care.  The PwP should 
appoint a trusted individual to serve as 
health care proxy so that your wishes 

are followed.  As you learn about PD, 
it can be helpful to meet other people 
who are facing a similar situation and 
connect with knowledgeable commu-
nity resources.  Participate in support 
groups, attend educational programs, 

and consult with health care profession-
als such as physical and/or occupational 
therapists who can help objectively as-
sess what assistance is needed.  Discuss 
preferences in everyday care and try 
to simplify everyday routines to make 
caregiving easier.  

Secondly, give support to one an-
other.  Both sides need to be willing to 
make adjustments and accept help.  For 
example, if you are the PwP, agree to 
have someone else stay with you while 
your caregiver goes out even though you 
think you’re fine left alone.  This may 
help to ease your caregiver’s worry.  And 
you, too, may benefit from socializing 
with someone else.  By doing something 
that will provide your caregiver relief, 
you are showing support for your care-
giver and giving back in return for the 
care given to you.  Also, never underes-
timate the power of a sincere expression 
of gratitude offered to your caregiver.  
Caregiving is often a thankless job done 
out of a sense of caring and wanting 

to do the right thing for a loved one.  
When your caregiver helps you with 
their best intentions, show gratitude by 
saying thank you.  

If you are a family caregiver, it is 
equally important that you learn to ask 

for help.  Don’t try to 
do everything yourself.  
Teach others to provide 
back-up care as needed.  
If someone says, “Let 
me know if you need 
anything,” be prepared 
to respond with a spe-
cific task in mind (e.g., 
“I need someone to stay 
with the PwP so I can 
go out.”).  If others do 
not offer help, don’t let 
that stop you from seek-
ing assistance.  It’s likely 
that others don’t know 
what you need or how to 

help.  It is particularly important to ar-
range time off from caregiving, even for 
brief periods, in order to restore your-
self physically and emotionally.  Taking 
respite is one of the hardest things for 
family caregivers, although it is often 
available through various agencies such 
as the APDA.

 Lastly, being partners in care means 
keeping a balance in your relationship.  
Each person, whether a caregiver or a 
care receiver, needs an individual sense 
of place or position in the family.  It is 
especially important that the PwP has 
opportunities to feel valued by others 
regardless of his/her need for help.  Try 
to focus on what the PwP can do.  Cel-
ebrate successes and good days.  Fam-
ily caregivers must balance caregiving 
priorities with time for rest, relaxation 
and social activities outside of caregiv-
ing.  It’s been said that “the care you 
give yourself is the care you give to your 
loved one.”  Working together, you can 
be true partners in care.  n
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For many, the challenges of caring 
for a loved one are part of daily 
life. Caregiving is a demanding, 

difficult job and no one is equipped 
to do it alone. Getting help is essential 
for your health, and your resilience is 
critical for your loved one. Respite care 
provides short term breaks that relieve 
stress, restore energy, and promote bal-
ance in your life. Working with family 
members or friends may be difficult, 
but there are many respite care options 
and strategies.

Respite care basics 
Seeking support and maintaining 

one’s own health are key to managing 
the caregiving years. Using respite care 
before you become exhausted, isolated, 
or overwhelmed is ideal, but just antici-
pating regular relief can be a lifesaver.  
Respite can take many forms, but boils 
down to two basic ideas: sharing the re-
sponsibility for caregiving and getting 
support for you. Finding the right bal-
ance requires persistence, patience, and 
preparation.

Planning your relief
Planning starts with analyzing 

needs…both yours and your loved one.  
As a caregiver, is support what you need 
most? Some free time? Help with trans-
portation? Keep track of your daily ac-
tivities; then make a list of the areas and 
times when you most need help. Iden-
tifying your loved one’s needs, abilities, 
and preferences will also help you find 
the right match. Are social activities pri-
mary? Assistance with walking, eating 
or medications? Mental stimulation? 
Exercise? Answering these questions 
will help you determine which respite 
options to pursue.

Engaging family members in respite 
care

Family members and friends may be 
able to help out while you run an er-
rand, take a break or even go on vaca-

tion. However, just as the burden of 
caregiving is often more than one per-
son can handle, it can also be a tough 
process for families to share. Even 
the healthiest families can be severely 
stressed by ongoing care, and the divi-
sion of labor is frequently lopsided.  The 
following tips can encourage support 
and participation:

• Talk openly and regularly.  Keep 
everyone up to date on your loved 
one’s needs and condition. Family 
members who don’t share the day-
to-day caretaking experience may 
not fully appreciate the situation. 

• Encourage family members to 
evaluate what they can reasonably 
and honestly do.  Changing roles 
and varying resource levels can 
impact family involvement.  Wel-
come different viewpoints, accept 
limitations, and be willing to try 
alternate strategies.  Share your list 
of needs and take advantage of all 
offers to help. 

• Recognize your own feelings and 
discuss disproportionate tasks. 
Harboring resentment when you 
need more help can lead to your 
burnout and impaired health. 
Ask directly for concrete support 
and specific time commitments. 
Consider establishing an online 
calendar to organize relief and 
reconfirm schedules. 

• Use technology to bridge distances.  
Try free video conferencing services 
to hold family meetings at times 
that work for everyone.  Create 
a web-based community to share 
updates and explore options.  Sites 
like carepages.com keep family 
and friends online and in touch. 

• Participate in support groups. 
Learning how other families 
cope can suggest new options 
and provide reassurance.  When 
siblings are unable or unwilling to 
share the load, peer support can be 
invaluable.

In-home respite care
In-home services can be provided by 

a trained caregiver, occasionally or on a 
regular basis.  Services may last from a 
few hours to overnight, and may be ar-
ranged directly or through an agency.  
This popular respite choice enables 
individuals to remain in their own en-
vironments, and can be invaluable for 
caregivers.  Services may include:

• Cognitive stimulation, recre-
ation, and companionship can be 
provided by home-care businesses 
providing trained staff to cover 
short in-home intervals. 

• Personal care providers assist with 
daily living skills such as bathing, 
dressing, feeding, or toileting.  

• Homemaker services support meal 
preparation, shopping, and house-
keeping.

Selecting respite care services and 
providers

When you devote so much love and 
energy to caregiving, it may be dif-
ficult to entrust your family member 
to strangers.   Whether you engage a 
provider directly or work through an 
agency, you can allay your fears by con-
ducting some basic research. Always 
include the potential care recipient in 
the screening process if he or she is able 
to participate, to ensure that both par-
ties are comfortable and that your loved 
one’s needs are respected.

Working with agencies
Although independent providers are 

generally the least expensive, home care 
agencies and referral services are often 
easier to use.  Use your planning lists 
to help these professionals better serve 
you.

An agency finds and places providers, 
handles payroll, and usually provides 
substitutes for sick or absent personnel. 
If problems occur, you also have specific 

Respite Care
Greg Trusty, Always There Homecare

continued on page 7
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Delay the Disease – Functional Fitness
David Zid

Do you avoid crowds? Would you feel comfortable walking into a large sporting event or a 
concert?  Moving about in large groups of people seems to be a problem for many people 
with Parkinson’s.  The trick is to maintain your focus on walking while keeping your bal-

ance in case the person in front of you stops suddenly, or you get pushed or bumped. These exer-
cises will help you to multitask while walking, which is necessary to confidently move about in a 
crowd. (You will need a playground ball or light medicine ball for some of these exercises.) Keep 
working at this; good luck. Remember to always think about BIG steps.  n

Partner Ball Bounce
Face your partner and stand about 
10 feet apart. Raise the ball over 
your head, and throw the ball to the 
ground using a bounce pass to your 
partner. Allow only one bounce before 
your partner catches it and bounces 
it back to you.  Repeat 20 times. 
Want something more challenging?  
Try walking forward as your partner 
walks backward and bounce the ball 
to each other.  Repeat 20 times.  For a 
real challenge, walk backward as your 
partner walks forward, still bouncing 
the ball to each other. Repeat 20 
times.

Walking with an 
exercise band

Stand 3 feet apart from a partner 
(side by side), positioned as if you 
are going for a walk together.  Hold 
one end of an exercise band (or rope 
or long towel) with one hand while 
your partner holds the other end. The 
band or rope should have tension.  As 
you walk, have your partner pull and 
release the band as you continue to 
walk with big steps. Try to achieve 20 
steps without losing your balance.

Walking While 
Bouncing A Ball

Bounce a ball up and down while 
standing in one place.  When you 
become comfortable with this, begin 
to bounce the ball while walking.  
Bounce the ball once with each step.  
Try to walk slowly with big steps; stay 
in control.  Try to work up to 20 steps 
and 20 bounces without missing.  

Rotational Step 
While Balancing An 
Armload

Repeat the rotational step while 
holding an armload of empty 
containers; i.e., water bottles or milk 
cartons.  Try to carry one more than 
is comfortable to hold in your arms.  
Avoid dropping any of the containers. 
Alternate sides for 10 repetitions.  

Moving About in Crowds

Partner Push
Stand with your partner behind you.  
Have your partner gently push your 
shoulder with enough force to cause 
a slight forward loss of balance.  Step 
forward with one leg to maintain 
your balance, and then return to 
starting position. Your partner will 
then gently push you to the right, and 
then to the left.  Take a step either 
way to maintain your balance.  Lastly, 
your partner will tug your shoulder 
backward; you will take a step back 
and return to starting position.  Make 
certain this is performed in a safe 
environment, and that your partner 
does not allow you to fall.  Your 
partner will then randomly push you 
in all four directions; each time you 
will step to maintain your balance and 
return to starting position.  Perform 
this exercise for three minutes – seems 
like a long time but really works for 
balance improvement. 

Rotational Step with 
a Throw

Stand with feet parallel, knees slightly 
bent while holding a ball.  Have 
your partner stand to your right and 
slightly behind you. Take a wide step 
backward and to the right, turning 
your foot out.  As you step, pass the 
ball to your partner with or without a 
bounce.  Have your partner pass the 
ball back to you before you return 
to starting position. Then return to 
starting position while holding the 
ball.  Repeat 10 times.  Repeat this 
motion on the opposite side, 10 
repetitions. 
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At the Movement Disorders 
Center (MDC) at Washington 
University School of Medicine 

(WUSM), we have several research 
studies for which we are currently en-
rolling patients with Parkinson’s Dis-
ease (PD) as well as healthy individu-
als (controls) without PD. Research is 
the primary way for us to learn more 
about PD, to develop better treatments, 
and most importantly, to get closer to 
a cure.  Furthermore, studies show that 
people who participate in research tend 
to do better overall than patients who 
do not.  So, while we hope that altruism 
and a desire to help the PD cause are the 
primary reasons people participate in 
research, there may actually be personal 
benefits as well.  I wanted to take this 
opportunity to discuss various research 
projects here at the MDC for which we 
are currently seeking participants.

My colleagues and I have several 
imaging studies that need volunteers.  
One study is seeking to figure out why 
people with PD are more likely to get 
thinking and memory problems than 
people without PD. Currently, the 
only way to tell what sort of memory 
and thinking problems people with 
PD develop is to look at their brains 
under a microscope (which means 
you are deceased). It would be benefi-
cial if we could try to figure out what 
sorts of memory and thinking changes 
people get while they are still alive and 
we are trying to figure that out with 
this study.  For this research, we need 
people with PD over the age of 50, both 
with and without memory and think-
ing impairment. In addition, we need 
healthy subjects without PD over the 
age of 50 (without a first degree family 
member with PD) for a “control” group 
(this means you spouses!). To do this 
study, you would do either a 30-min-
ute interview about memory and think-
ing or a 1.5 hour assessment of think-
ing and memory (depending on what 
PD patients can tolerate).  You would 

Research Opportunities 
Joel S. Perlmutter, MD, Director of the Movement Disorders Center at Washington University School of Medicine

also have an hour-long MRI (a tube-
like machine that takes pictures of your 
brain, both structure and function of 
your brain) and an hour-long 
PET scan (a machine that 
takes pictures of the way your 
brain functions).  You must 
return yearly or every other 
year for an annual assessment 
of your memory and for ad-
ditional MRIs. You must also 
agree to donate your brain to 
the Movement Disorders group here at 
WUSM at the time of your death. Most 
religions agree with brain donation and 
your family is given the brain autopsy 
results.  If you are interested, please call 
Johanna Hartlein at 314-362-0420 or 
email johanna@npg.wustl.edu. 

We have another imaging study for 
people with PD who have undergone 
bilateral (both sides) deep brain stimu-
lation for PD.  We are trying to figure 
out exactly how these stimulators work 
in peoples’ brains so that we can figure 
out which parts of the brain may be 
activated and deactivated by stimula-
tors, as well as which stimulation points 
may affect motor symptoms (like trem-
or, slowness, rigidity, etc.) and which 
points may affect thinking and memo-
ry.  For this study, we need people who 
have stimulators for PD and who could 
tolerate being off their medicine for two 
separate 8-hour study days.  Subjects 
also cannot have major thinking prob-
lems and must have a motor response 
to stimulation.  For one of the study 
days, we complete a CT scan (takes 
pictures of where the stimulators are 
in your brain) followed by a PET scan 
(takes pictures of the way your brain is 
working). We look at your brain with 
different stimulator settings and differ-
ent contacts.  The following day, we do 
lots of movement tasks like measure-
ments of your rigidity and gait, as well 
as thinking and memory games, which 
are again completed with different stim-
ulator settings and contacts.  If you are 

interested, please call Johanna Hartlein 
at 314-362-0420 or email johanna@
npg.wustl.edu. 

We are currently enrolling 
volunteers for several treat-
ment studies. Currently, 
there are no procedures or 
medicines that are “neuropro-
tective” for PD. That means 
that while we can give medi-
cations to treat the symptoms 
of PD, there is nothing that 

will slow the progression of the disease.  
For that reason, researchers around the 
world are looking for medicines or sup-
plements that may slow or stop the pro-
gression of PD.  One such study by the 
Parkinson Study Group (PSG) being 
done here at the MDC is seeking people 
who have PD who are not yet taking any 
medicine for PD (such as Sinemet, Mi-
rapex, Requip, or Azilect). That means 
this study is looking to catch people 
early on in their disease who haven’t yet 
started PD meds (or if you have taken 
them for less than 90 days total, you 
must be willing to stop them).  This is 
a 16-month study where people either 
get 1200 mg or 2400 mg of Coenzyme 
Q10 (a nutritional supplement) or get 
a placebo (sugar pill).  For this study, 
people cannot have any significant 
thinking or memory problems or any 
current serious cardiac problems.  Peo-
ple also must believe that they could go 
at least 3 or 4 months without starting 
medicine for PD symptoms.  This study 
is being done at many sites in the US, 
Canada, and Puerto Rico, and enroll-
ment ends this summer. If you are in-
terested, please call Johanna Hartlein at 
314-362-0420 or email johanna@npg.
wustl.edu.

Another study for neuroprotec-
tion supported by the Parkinson 
Study Group and being done here at 
WUSM is trying to uncover whether 
a medicine called Isradipine (Dynacirc 
CR) may slow or halt the progression 
of PD.  As in the Coenzyme Q10 study, 
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we are looking for patients with PD 
early in the course of their disease (diag-
nosed for 3 years or less) who have never 
taken medicine for their PD symptoms.   
Isradipine CR is approved by the FDA 
and marketed in the United States for 
the treatment of high blood pressure, 
but this study will also help indicate if it 
is safe, well tolerated, and if it will slow 
the progression of PD. If interested, 
please contact Mary at 314-747-7017.

Another ongoing treatment study 
looking for volunteers is being led by 
Paul Kotzbauer and Brad Racette, two 
doctors at the MDC.  The study is us-
ing carbidopa/levodopa in the form of 
an intestinal gel that is infused into the 
small intestine via a tube and controlled 
by a small pump worn by the patient in 
a fanny pack or holster.  Many people 
with PD respond well to carbidopa/
levodopa tablets (Sinemet) but eventu-

ally develop difficulty with fluctuations 
between the “on” and “off ” states, as 
well as dyskinesias or involuntary move-
ments.  These fluctuations in symptoms 
are primarily related to fluctuations in 
medication levels that occur after each 
dose with carbidopa/levodopa tablets.  
This new intestinal gel infusion sys-
tem delivers the medication at a con-
stant rate directly where it is absorbed 
in the small intestine, and bypasses the 
unpredictable time required for tablets 
to move from the stomach to small in-
testine. It may allow people to remain 
more consistently in the “on”state with-
out experiencing wearing off or trouble-
some dyskinesias. To qualify for the 
study, patients must have idiopathic PD 
and be experiencing difficulty with fluc-
tuations in their symptoms while tak-
ing carbidopa/levodopa tablets, with at 
least 3 hours of off time per day during 
waking hours despite efforts to optimize 
their medications. There is an online 
tool for this study to see if you may be 
eligible, located at www.advancedPD-

study.com. You may also call Pat Dep-
pen, if interested, at 314-362-8548.

 For all of the above studies, you must 
have Idiopathic PD to be included.  If 
you have other serious neurologic prob-
lems such as history of stroke, seizures, 
major loss of consciousness (like from 
a car accident or near drowning), or if 
you are in poor health because of a se-
rious condition such as current cancer 
or advanced heart disease, you would 
likely not be eligible for these studies.  
No costs will be incurred by you or your 
insurance, and some studies actually 
compensate for your time and inconve-
nience.  Remember that it is because of 
research that we know as much as we 
do today about PD and without people 
willing to do research, we could never 
“Ease the Burden or Find the Cure.” 
We appreciate your potential interest in 
our studies and would welcome the op-
portunity to give you more information 
about various research studies being 
conducted at our Center.  n

avenues of recourse (complaints, media-
tion, or arbitration) that are not avail-
able when working with individuals. 

Referral services work to match your 
needs with local program options.  Use 
online registries, check newspaper ads 
or the yellow pages to find specialists 
who know local programs and can help 
you navigate their systems.

Paying for respite care
In today’s challenging economy, you 

may think respite services are unattain-
able.   However, thinking creatively can 
uncover valuable resources:

• Traditional funding sources for 
respite care 

• Personal Assets/Insurance:  Al-
though medical insurance generally 
does not include respite coverage 
unless licensed medical profession-
als are involved, long term care 

policies usually fund services up to 
specific time or dollar limits. 

• Veterans’ Benefits:  The VA pro-
vides inpatient respite coverage for 
up to 30 days per year for qualified 
veterans.  In addition, when war-
time vets care for their spouses, 
funding for in-home services are 
available on a state-by-state basis.

Strategies for successful respite 
care

Finding and implementing respite 
care sounds like a lot of work. Relief 
and revitalization is not important for 
you alone; it benefits all touched by  the 
caregiving process.

• Evaluate often.  Observe your care 
recipient before and after respite 
sessions.  Ask for brief updates and 
more detailed reports regularly. 

• Expect changes.  Respite care is a 
process that often requires fine-
tuning. Anticipating and accepting 
changes in personnel or programs 

can keep you from becoming 
discouraged. 

• Attend your support group regular-
ly. Structured and informal groups 
allow you to meet others in situ-
ations much like yours. You can 
talk, vent, laugh, and exchange tips 
with people who understand. If 
you can’t easily leave home, online 
communities, message boards and 
forums can provide much-needed 
support.  n

Respite Care
continued from page 4

Research Opportunities
continued from previous page

Moving?
Don’t forget to change your ad-

dress with the APDA.  Returned 
mailings waste valuable resources 
(money) needed for research, pa-
tient services and operational ex-
penses. Please notify us of ANY 
changes by email to byersc@neuro.
wustl.edu or mailing an address 
correction to APDA, Campus 
Box 8111, 660 S. Euclid Ave.,  
St. Louis, MO 63110.
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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.

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

Cape Girardeau Cape Girardeau

The Chateau Girardeau
3120 Independence St.

St. Francis Med. Ctr. 
211 St. Francis Dr. 

SFMC Cafeteria

Feb. 1, Aug. 2

May 3, Nov. 1

3:30 PM

6:00 PM

Desma Reno, RN, MSN 573-651-2939

Columbia Boone
Lenoir Community Center

1 Hourigan Drive
1st Thursday 4:00 PM

Doris Heuer
Mary Green 573-815-3718

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

Julie Berthold 
Paula Simmons

314-355-6100

Jefferson City Cole
Capital Regional Medical Center 

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

Joplin Jasper
St. Johns Regional Medical Ctr. 

2931 McClelland
Mondays 1:30 PM Nancy Dunaway 417-659-6694

Kirkwood St. Louis
Kirkwood United Methodist

 201 W. Adams
1st Monday 7:00 PM

Terri Hosto, MSW, 
LCSW

314-286-2418

Kirkwood/Oakland St. Louis
Bethesda Dillworth

9645 Big Bend
3rd Friday 10:00 AM

Laurel Willis, BSW 
Shellie Eswine, BSW

314-373-7036 
314-446-2186

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

Rolla Phelps
Rolla Apartments
1101 McCutchen

4th Thursday 2:30 PM Hayley Wassilak
Tyler Kiersz 573-201-7300

Sedalia Pettis
First Christian Church
(Disciples of Christ)

200 South Limit
3rd Monday 4:00 PM Barbara Schulz 660-826-6039

South St. Louis St. Louis
Garden Villas South

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

St. Peters St. Charles
1st Baptist Church of Harvester 

4075 Hwy. 94 S.
1st Tuesday 1:00 PM Ann Ritter, RN 636-926-3722

Ste. Genevieve Ste. Genevieve
Riverview at the Park

21997 White Sands Rd.
Solarium

2nd Wednesday 10:00 AM Jean Grifford 573-543-2162

West County St. Louis
Congregation Shaare Emeth

11645 Ladue Rd.
Library

1st Wednesday 2:30 PM Lisa Ackerman 314-725-1888

St. Louis St. Louis
Pre/Post-DBS
Temple Israel

10675 Ladue Rd.
3rd Thursday 1:00 PM

Steve Balven  
Stan Wilensky

314-249-8812
314-997-5114

Creve Coeur St. Louis

Young Onset
Living and Working With PD

Missouri Baptist Medical Center
3015 N. Ballas, Bldg. D, Conf. Rm. 6

3rd Tuesday 6:30 PM
Jeff Wilsey

Rich Hofmann
314-614-4560
314-369-2624
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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 facilita-
tor, Information that has changed since the last LiNK appears in bold face.

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

Alton Madison
Eunice C. Smith Home

1251 College - Downstairs Conf. Rm.
2nd Monday 1:00 PM Sheryl Paradine 618-463-7334

Belleville St. Clair
Southwestern Illinois College (PSOP) 

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

Mary Frierdich  
Jodi Gardner

618-234-4410 
x7031 or 7033

Carbondale Jackson
Southern IL Healthcare Headquarters    

University Mall
1st Wednesday 1:00 PM Tom Hippensteel 618-684-4282

Carmi White
Phoenix Rehab. & Nursing

615 West Webb St. 4th Tuesday 1:00 PM Carolyn Chastain 618-387-1970

Decatur Macon
St. Paul’s Lutheran Church

352 W. Wood St.
3rd Thursday 1:30 PM Cathy Watts 217-428-7716

Granite City Madison
St. Johns United Church of Christ

2901 Nameoki
1st Thursday

1:30 PM
Call to verify

Hilda Few
Karen Trim

618-797-0527 
618-345-3222

Greenville Bond
Greenville Regional Hospital

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

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

ext. 3703

Matoon Coles
First General Baptist Church

708 S. 9th St. Last Tuesday 1:30 PM Marcia Smith 217-254-4869

Mt. Vernon Jefferson Greentree of Mt. Vernon, 2nd Floor 4th Thursday 6:30 PM Donna & Bill 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.

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

2:00 PM Dan Vonberg 217-546-2125

Vandalia Fayette
Fayette County Hospital 

650 West Taylor, Conference Room
Last Tuesday 1:00 PM Charlene “Pokie” Pryor 618-283-4633

Something wonderful happened 
on Saturday, April 17. Over 440 
patients, caregivers and healthcare 

professionals gathered for the Parkin-
son Education Program (PEP) “Hope 
& Empowerment” sponsored by Teva 
Neuroscience.  Dr. Larry Elmer, Chief 
of the Movement Disorder Division 
and Director of the Parkinson’s Disease 
and Movement Disorders Program at 
the Toledo College of Medicine, was 
featured. He was informative, enter-
taining and hopeful about the future 
for Parkinson’s patients as he addressed 
non-motor aspects of PD, in addition 

to emerging pharmacologic treatments 
for Parkinson’s disease.

David Zid, a professional fitness in-
structor and author of the book and 
corresponding DVD, Delay the Disease, 
and Jackie Russell, a nurse who has col-
laborated with David to develop a Par-
kinson’s specific exercise plan rounded 
out the seminar bringing the audience 
to their feet and on the edge of their 
chairs performing simple exercises to 
enhance their functional skills. The 
crowd was treated to a day of learning 
that left them encouraged and inspired 
to go home and begin to exercise with 

the hope of slowing down the progres-
sion of their disease.

Also, the audience was asked to reflect 
on the value of the day and consider 
placing just $5 into the tribute enve-
lopes on their tables. Over $2,200 was 
collected from those in attendance in 
appreciation for such a fine educational 
experience. This provides seed money to 
feature another guest speaker in August, 
when we will address cognitive deficits 
and Lewy body dementia.  

To purchase a DVD of this event for 
$15, contact the APDA Information and 
Referral Center at 314-362-3299.  n

Some Kind of Wonderful
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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.

New Exercise  
Class
A new exercise class for individu-

als with PD is being offered at The 
Rehabilitation Institute of St. Louis 
(TRISL) starting on May 20, every 
Thursday, 12:00-1:00 p.m., led by 
Janelle Davis, PT.  Call the APDA 
Information & Referral Center 
(314-362-3299) to register for this 
weekly exercise class. 

Classes will be held in the third 
floor gym at 4455 Duncan Av-
enue, in the city of St. Louis and 
free parking is available across the 
street in a paved lot and accessible 
parking on the side of the building.  
Duncan Ave. is easily reached from 
Forest Park Ave., east of Kingshigh-
way and west of Grand.  

The APDA is indebted to TRISL 
for their willingness to provide an 
exercise class for PwP living in the 
city of St. Louis and Illinois com-
munities near to downtown.  n

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

Clayton St. Louis
Barnes Extended Care
401 Corporate Park Dr.

Wednesday  
& Friday

1:30 PM
Sue Tucker, OT 

Mike Scheller, OT
314-289-4325

Chesterfield St. Louis
St. John’s Mercy Rehabilitation Hospital

14561 N. Outer 40
Tuesday 1:00 PM Deb Luetkemeyer, PT 314-881-4200

Chesterfield St. Louis
St. Luke’s Hospital

232 S. Woods Mill Rd.
Tuesday 10:30 AM Patty Seeling, PT 314-205-6934

South St. Louis 
County

St. Louis
Garden Villas South

13457 Tesson Ferry Rd.
Monday 11:30 AM

Sue Tucker, OT
Mike Scheller, OT

314-289-4325

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

Ste. 117
Every Tuesday 

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

North St. Louis 
County

St. Louis
Garden Villas North

4505 Parker Rd.
Tuesday  

& Thursday
10:00 AM Shannon Crouch, PTA 314-355-6100

Lake Ozark Camden
Lake Ozark Christian Church 

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

St. Louis City St. Louis The Rehab. Institute of St. Louis
4455 Duncan Ave. Thursday Noon Janelle Davis, PT 314-658-3858

Support Dogs, Inc. is a St. Louis-
based nonprofit organization that 
places assistance dogs with people 

with special needs – whether they are 
physical, hearing, or emotional needs.  
The dogs help the individual lead a more 
productive life while providing compan-
ionship along with their service skills.

Support Dogs places dogs with indi-
viduals with PD to assist with mobility-
related tasks and day-to-day functions, 
such as retrieving dropped items.  The 
dog is taught to retrieve any size item – 
something as small as the back of an ear-
ring or contact lens and give it back to 
the individual.  The dogs can also walk 
alongside the person and act as a bal-
ance mechanism so that the individual 
does not fall.  The dogs have also been 
known to “break” the individual out of 
a freeze, providing the momentum for 
the individual to begin, or continue, 
moving.  Since the dogs are certified to 
exceed Assistance Dogs International 

standards, these dogs are certified to 
accompany their master in all public 
places of accommodation.

When someone applies for a service 
dog, Support Dogs gathers informa-
tion and makes decisions on a case-by-
case basis.  The Support Dogs’ staff is 
incredibly dedicated to providing the 
best trained dog for the person, based 
on the person’s need and situation.  All 
of the dogs are placed at no cost to the 
individual, although they cost approxi-
mately $15,000 to raise and train.

If anyone is interested in obtaining 
a dog through Support Dogs, Inc., 
they simply need to contact the office 
at 314-997-2325 or by email at info@
supportdogs.org.  n

Support Dogs
Bill Dahlkamp
Support Dogs, Inc.
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HONORING
A Speedy Recovery of  

Stephanie Allen
Randee Fendelman

Armbruster Family
Janis Cellini

Ada Billings
Nancy Schmoyer

The Special Birthday of  
Robert Bubla
Ruth Bubla

Julia F. Davis
Jack Davis

John & Lenore Glore’s  
40th Anniversary
Glenn & Sharon North

Debbie Guyer speaking at  
the DBS Support Group Meeting
Stan & Donna Wilensky

Debbie Guyer 
George & Nancy Marble

Lion Paul James
Harmony Lions Club

Rick Miller
Debbie & Larry Bush

Bill Peacock
Mt. Vernon Business and 

Professional Women’s Club

Dr. Joel Perlmutter
Mr. & Mrs. Mark C. Kodner

Winfred Richardson
Ruby Richardson

A Speedy Recovery for  
Linda Saltman
Hilda Fendelman

The Birthday of Sylvan Sandler
Mrs. Bernard Hulbert

Marty Shrader
Judith Ugalde

Jack Strosnider
Mary Ann Hanneken

Lynda Wiens
George & Nancy Marble

REMEMBERING
Douglas L. Allen

Hue Vista Subdivision
Lamesa Press-Reporter South 

Plains Printing
Alison Lynch

Miriam Austrin
Roselynn Gad
Mr. & Mrs. Charles Goldman

Gail “Gisela” Baer
Lori & Norty Cohen
Larry & Faith Comensky
Ed & Linda Dahl
Laura & Dan Finucane

Maxine & Alan Friedman
Debbie & Karl Guyer
Dr. & Mrs. Rod Pearline
Dennis Sands

Joseph Berger
Ralph & Helen Goldsticker

Elizabeth Bowman
Matthew & Barbara Hollis

Vaughn Bowman
Roy & Beth Bommer
Shirley Spoto

B. Gordon Byron
Jean Byron
Peter Byron & Betty Cash

Ray Canady
Kenneth & Virginia Rowold
Three Springs Lodge Nursing 

Home

John Cash
Nancy Nelmes

Jerry Cook
Frank & Sharron Aufmuth
John Barron
Carol Beile
Helen Bussen
Bill & Joyce Casseau
Jennifer Dettwiler
Tim Drew
Frances Earl
Brian Elliot
Diana & Fred Elliot
Elmhurst School District 205 – 

Student Services Department
Richard & Paula Elsen
Jockey International, Inc.
Joann Korte
Sharon McGuire
Mark & Lesley Niggemann
Shannon Pugh
Frank Schneider
Marie Stella
Ronald Updegrave
Susan Westermeyer
Herman Westrich
Stan & Donna Wilensky

William S. Coon
Dean & Mary Patton

Barbara Costley
Arabell Dyson

Jim Crippen
Jacqueline Lawrence

Arle Dalton
Gene & Janet Ingram
Don & Carolyn Knoesel
Claudette & Loyd Marquis

LaVerne Delano
Jessica Duran

Joan E. Doney
Sandra Barclay
Harlan & Nella Blount
Robert & Teddy Branom
Larry & Darlene Boswell
John Careklas
George Chapman

Pat Condra
Carol & John DeBasio
Dave Deem
John DeLuca
Raymond Doney
Tom & Barb Durnin
Marilyn Engelken
Lee & Joy Engert
Jim Freedline
Gracie Gipson
Lillian Goodman
Ned Gregory
Jane Harrison
Jim Hassinger
Marjorie Heath & family
James Hickerson
Rick Hirst
Hilda Hobbs
Bob Hunter
Pam Long
Molly Magill
Pat Martin
Paul L. McKean
Fred & Beverly Miller
Russell & Betty Musgrove
Cathy Nickens
Pat Owoc
Ken & Marilyn Phillips
Ken & Carol Porter
Faye Probus
Mary Ann Prost
Ruth Reaves
Jackie Sanderson
Cliff Schroeder
Gene & Donna Smith
Dorothy Sterrett
Russ & Betty Stokes
Russell Stokes, Jr.
Tom & Judith Sutton
Royce Sykler & family
Greg & Cathy Todd
Minnie Todd
Russ & Debbie Washburn
Howard & Patty Williamson
Jan & William Wirtz
Tom & Vicky Young

Jacqueline Drain
Jim & Fran Carr

Joseph Drain
Mr. & Mrs. Robert Beckring

Ruth Dunavan
Meramec Valley Early Childhood 

Center

William Charles Ederle, Sr.
Mr. & Mrs. D.R. Downey

Donald Ely
Steven & Lisa Knefelkamp

Edwin F. Fox
B&W Foundations, Inc.
Wanda & Tom Bone
Donna & Clifford Copeland
County Form & Supply, Inc.
Don & Gloria Decker
Emerald View Turf Farms
Grace & Charles Etwert
Bob & Judy Falast
Jean Griffard
Armella Huck

Marilyn & Larry Lammering
Fred & Geraldine Muehlhauser
Benita & Don Pickens
Propst Auto Service
Karen Schaffner
Steve & Kathi Spezia
Jim & Ginny Winkelmann
Alan & Marilynne Wirsig
Cathy Zigrang

Fred Ginther
Ed Killius
Jon & Pam Roeder
Clyde Stokes

Eleanor Goldstein
Allen & Arline Kolons

Eileen Goodman
Beverly Schuetz

Ruth Greenberg
Laura Buckley

Emery E. Griffin
Bette Bude
Anthony Paletta
Arnold & Rochelle Schneider

Elaine Harris
Allen & Arline Kolons

Opal Marie Harris
The Meadows at Concord 

Homeowner’s Association

Mary Margaret Blair Hayes
Lilly Abraham
Mr. & Mrs. Tom Acker & Family
Melissa & Scott Beaty
CH Holdings USA, Inc. and 

Enclos Corp.
Madeleine B. Cole
David & Ann Coleman
Lois Cook
Rosemary & Michael Cooper
Mr. & Mrs. Richard T. Fisher
Mr. & Mrs. Peter Flanigan
Dr. & Mrs. Ted Garrett
Mike & Terri Hennessey
Kathy Jatcko
Carol & Maria Kossmeyer
Loose Change Syndicate
Julia Mayer
David & Babette Meiners
Gerard & Sarah Mudd
John K. Pruellage
Mr. & Mrs. Thomas J. Purcell, Jr.
Mr. & Mrs. Benjamin F. Rassieur, III
H. William & Barbara Reisner
Paul Schnoebelen
Julie & Todd Schnuck
Leslie & Bill Simpson
Jill Stein
Jack & Debbie Thomas
Constance & Edward Williams
Sherri Williamson Boardman
Alvin & June Wolff

Mary Hellebusch
Stan & Donna Wilensky

Joseph E. Hercules
Ameren UE

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, by 
clicking on the Donate link (on the right side of the home page).

continued on next page 
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David Hester
Jennifer Brooks
Lloyd & Dorothy Cook
Kevin, Claire & Jared Oser

Phyllis Hirshberg
Suzanne & Bill Bierman

Wilbur G. Hummell
Connie Brosz

Jack Judd
Friends & Neighbors at Parkside 

Villas
Linda & Dennis Ziese

John Klug Jr.
Ameren UE

Mary Alice Kragh
Narciso & Mirasol Doran
Kathryn & John McGill
James & Susan Perry

John L. Krieger
John S. Krieger

Opal Ladd
Mr. & Mrs. Charles Rodgers

David E. Lee
Charles Wright, Jr.

Pam Leffeler
Darlene Borgmeyer
James & Bonnie Bratton
Connie Buffington
Nancy Carson
Vicki DeWitt
Phoebe Dorn
Jackie Gizzie
Grace Harmon
Maryann & Mike Hoelting
Jeanette Honerkamp
Bruce & Vicki Jaycox
Maralyn Joseph
Jim Kruse
John Leffeler
Jean McDonald
Maxine Ochs
Anne O’Connell
Esther Rogers
Alice Scarry
Janet Stiegemeier
Tom Stiegemeier
Walters Jewelry
David & Sharon Wehmeier
Joanie Wilke
Mel & Diane Wilke
Doris Wines

Charles Lesh
Maxine Gray
Ed & Janice Saunders
Patricia & Kenneth Schark
Richard & Marilyn Smith

Ellis Lipsitz
Terri & Bill Taylor

Helen Long
Ron & Phyllis James
Harry & Darline Long
Geraldine Rinne
Jean Slantz

Rich & Darla Statler

Nick J. Ludwig
Diane B. Ludwig

Jeanette Malina
Mr. & Mrs. Jerry Silverman

Eleanor Maniaci
Alyssa Baumann
Kevin & Holly Manwaring
Kathy & Jim McCorkle
Mike & Pam Paladin
Carolyn & Robert Panosh
Anna Pluchinski
Daniel & Christine Reinagel
Julia Rieck
Ann Ryan
Betty Servia

Cyril Marchant
Friendship S.S. Class of First 

General Baptist Church

Lois Ann Markowitz
Ralph & Helen Goldsticker

Roger J. Maxedon
Carolyn & Leonard Boblitt
Bill & Shirley Cochran
Roger & Barb Daily
Rita Florey
Kelly John & Donna Libby 

Higgins
N. Kincaid
Timothy & Dianne King
James & Marie Luedke
Marilyn McCammack
Charles & Connie Mooney
Richard & Pamela Murphy

Robert Mayer
Helen & Ralph Goldsticker

Harold G. Meyer
Dolores Meyer

Jason C. Miller
Anita Besancenez
Lee & Nancy Brandenburger

Kathryn A. Miller
Ameren UE

Jack Moehle
John Tierney

Eldon Morris
Alice Morris

Alan Dean Morse
Douglas Alexander
Mike & Gloria Clement
Good News Quartet
Susan Morse
Norman & Gloria Ruck

Marie Muckensturm
Janis Corbett
Stephen Dunaway
Mark & Lynn Hasenstab
Mary Lee Thompson

Diane A. Murray
Ameren UE

Kelly Nebuloni
Georgia Brasher
Tina Nebuloni

Rev. George Nicozisin
Sylvia Nicozisin

Marlene Owens
Lewis & Mary Shreve

Roy Pavlack
Ron & Judy Schroeter

Orin L. Post
John & Helen Mason

Ruth Powers
Elizabeth M. Lester

Leo Reinbold
Christina Naccarato

Robert Ritzie
Mr. & Mrs. Roger Anderson
Carmen Carroll
Mickey & Joe Chiecsek
Walter & Kathleen Feld
Ken & Judy Geiman
Charlie & Marilyn Graf
Mr. & Mrs. Robert Groner
Kathy Johnston
David & Alison Kieffer
Emil & Robin Krueger
Mary Ann McGrath
John & Donita Obermann
Linda Plett
Bill & Barb Ritter
Robert & Elizabeth Robison
Marjorie Ross
Mr. & Mrs. Joseph Santucci
Mr. & Mrs. Robert Sasseen
Helen Schuld
Jackie & Mark Trout
Gary & Anne Wilder
Mr. & Mrs. Jerome 

Wingbermuehle

Dwight C. Rogier, Jr.
Mark & Sandra Abert & family
Gerald & Suzanne Ammann
Sue Ammann & family
Gene & Ruth Augustin
Lori Bargetzi
Katie & Bryan Bastilla
Denis & Shirley Bellm
Ray Bircher
Mary Beth Broughton
Gloria & Jim Brown
James Burgett Family
Jim & Adrienne Butler
Jerry Buzzard
Jessie Castegnaro
Nancy Cox
Skip & Joan Dickshot
Wayne & Dorothy Diekemper
John Fisher
Susan Frey
Danielle Frueh
Jerry & MaryAnn Frueh
Alan & Lori Gaffner
Karen & Patrick Gauen
Stan & Sharon Giffhorn
Glen & Romona Gilomen
Leo & Lois Goestenkors
Tom & Bonnie Goestenkors
Carol, Devin, Tyson & Jordan 

Heisner
Howard & Linda Held
Irvin, Dorothy & Mark Helmer
Mary Holdeman
Ronald & Debra Holle
Cheryl & Jerry Holtzclaw
Mr. & Mrs. Mark Hosto
Robert Kakac
Bob & Ruth Klenke
Bryan & Sue Kovach
Herman & Minetta Lebegue
Della Gene Luginbuhl
Bob & Tracy Luitjohan
Wayne & Angela Maedge & 

family

Betty Malan
Leslie & Mary Helen Malan
David & Donna Munie & family
Nekola family
Mr. & Mrs. Larry Prott
Dale & Candace Rapien
Paula & Gene Redman
Dr. David & Ermajean Rehberger
Roger & Debbie Rinderer & 

family
Don Rinderer & Sandy Green
Mr. & Mrs. Don Rogier
Doralee Rogier
Jennifer Rogier
Kay Royer
Joan Sackett
Kim & Duane Schallenberg & 

Sons
Earl & Dennis Schnitker & 

families
Dale, Michele & Mason 

Schrumpf
Sievers Equipment Company
Connie Sparlin
Gerald Sparlin
Tim & Kathy Steinmann
Ric & Vonda Stephenson
Misti & Christian Stout
Dale Stover
Bob & Jane Sudhoff
Gerald & Jane Thole
Tracy Woker
Gary Zilles
Neal “Butch” & Pat Zobrist

Letha Rolph
Delrae & Beverly Busch
Ezekial & Crystal Santa Cruz

Dick Sauerwein
Kim & Eugene Maschmidt
Marilyn Wood

E.Q. “Gent” Schafer
Jannet Beasley

Helen Schaffer
Stan & Angie Klearman

Mary Ann Schien
Shirley Summers

Ronald H. Schmidt
Lois Schmidt
Elsie M. Stanko

Arnold Schnur
Marilyn Schnur

Cora “Gwen” Scorfina
Barry Newmark
Judy Prier
Rothman Store– 
O’Fallon, MO 
Thomas & Susan Schneider
V. Richard & Sherry Scarfino
Bob Smith Family
David & Sally Smith

Elaine Seligman
Allen & Arline Kolons

Peggy I. Shannon
Danny & Stella Keen

William Shrum
Paul Goslik & Rose Blickmann
Donna Keeton
Laddie & Geraldine Swan
Wies Drywall & Construction 

Corp.

continued on next page 

Tributes & 
Donations
continued from 
previous page
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Dorothy Sisk
Award HQ Team
Georges, Amy, Emily & Katie 

Buatois
Vernon & LaVerne Dickmann
Fred Durian
Nancy Farrell
Harold & Phyllis Freiberger
Ann Horgan
Jim & Jane Lister
Cheryl Lubinski
Dan & Mary Ann Overkamp
Wade & Joan Wilkerson
Jan & Scott Zang

Wilma A. Smith
Rosie Dinz & Dee Hunt
Dorothy Stillwell
John Stillwell & Family

Delores Lampe Love Spees
Dr. Nancy Ryan Macklin

Ida Stack
Stan & Donna Wilensky

Richard Stiles
Sandy, Mark, Steve & Robyn at 

Overland Metals, Inc.

Ida Stilwell
Lynne Huffman
Mr. & Mrs. Wayne Lindwedel
Valerie Rauscher
Loretta Washburn
Ethel Zimmerly

Helen Storch
Frank Dugan
Southside Support Group

F. Joseph Thomas
Rich & Wanda Johnson

Jean Tierney
John Tierney

Herb Trende
Caroline & John Marinella

Lorena Uthlaut
Helen & Robin Stahlhut

Orval “Buddy” Vogt
Sydne Brown

William Wagner
Dawna Freeland
Sherry Margrabe
Audrey Nessing
Nick, Shawna & Dom Sciarratta

Donald Warman
Gene, Scott & Floyd Warman

Veronica H. Wells
Ameren UE

Harold G. Wesner
Ameren UE

Roy H. Whitener
Ameren UE

Jessie Willkie
Mae L. Hanna

Delores Ziegler
Anna Ziegler

GENERAL
Alliant Energy Foundation, Inc.
Avid Radiopharmaceuticals
Fran & Sid Axelbaum
Bank of America Matching Gifts
Willard & Barbara Benz
Bill & Ada Billings
Suzanne Brabston
Bohn and Dawson, Inc.
Robert Butenschoen
Darlene Bush
Ann Cook
Fern De Greeff
Don & Diane Donlon
Larry Dreppard
Herbert & Mary Ruth Dussling
Charlotte Eldredge
Walter & Marjorie Evans
Suzanne Finney
Norman V. Giovannini
Goldfarb School of Nursing at 

Barnes-Jewish College
Clayton Goss
Bernhard & Else Hartmann
Walter & Patricia Heinecke
Michael & Linda Honigfort
George & Nancy Johann
Bernadine Johnson
Ladue Chapel Women’s 

Association
Cheri & Steve Lasky
Sandy Manzo
Sandra Martin

Karen & Wilford Meister
Don & Frances Melliere
Char Meloney 
Janet Meyer
Floyd J. Morgan
Marcella Mueth
Jack & Linda Neporadny
Darla Personey
Karen Pfitzinger
Dale & Norma Plank
John Polansky
John Paul & Anita Reque
William Richardson
Sachs Fund
Ivan & Betty Sander
Martin Shrader
Margie Stanley
Melanie Yoakum
Anna Ziegler
Ziegler Family
Dick & Margie Zimmerman

TAKIN’ IT TO THE STREETS
Marge & Herb Bilinsky
Kathleen Bueter
Walter & Constance Donius
Kenneth Mihill
Dale & Norma Plank
Judith Ugalde

YEAR END
Darlene Bush
Steve & Lynn Hurster
Ann S. Lux
David B. Marrs, M.D.
Nora Sanders

4/17/10 PEP MEETING
22 anonymous donors
Wilfried Adelt
James Akridge
William Anderson
AW Healthcare
Andy Baldassare
Dorothy Baumstark
Jim & Claire Bellm
Jay & Joan Bender
Stephen P. Berra
James W. Bodenstein
Orville Burkemper
John & Jacqueline Byland
G. H. Carlson
Kim Cleary
Pat Cordes
Francis W. Craig
David & Patsy Dalton

John & Carol DeFrancesco
Jerry Dickson
Celeste Dillon
Ann Donovan
Richard & Phyllis Duesenberg
Ron & Carol Feuerhahn
Shirley Finbloom
Elaine Gerner
Richard Glaenzer
Arnold & Marilyn Goldman
Ralph & Helen Goldsticker
Bob & Nancy Goodson
Gary Graf
Jo & Art Greenwood
Jean Griffard
Peggy Haskins
Ronald & Annette Heier
Thelma Keshinover
Christine Klein
Dolores Koetting
Ed Lutchka
Don & Fran Magruder
Charles Manley
George & Nancy Marble
R. W. Markham
Brad & Cindy Marrs
Marie McHenry
Burl & Valinda McPhee
Jack & Roberta Meehan
Donald & Frances Melliere
Kenneth Mihill
Edith Nash
Maureen Neusel
Karen Olsen
Angelo & Betty Panourgias
Donna Peacock
Jim & Jean Peterson
Jean & Bob Prichard
Sharon Renz
Donald Richmond
Glen Risinger
Joe & Carol Ritter
Nancy Robb & Bill Smith
Ross Family
Richard & Beverly Rowe
Raymond Siebert
Jane & David Smith
St. Peters Adult Day Care
James Stotko
John & Judith Taylor
Sallie & Lee Taylor
Charles & Betty Teeter
Andrew & Rose Vescova
Henry & Mary Vineyard
Dan VonBerg
Maureen Wulf
John Yarbrough

Tributes & 
Donations
continued from 
previous page

In 2006, an idea for a fund-
raiser to benefit Parkinson’s 
disease research was born in 

Hannibal, Missouri, by Lori 
Griffith, a physical therapist 
and runner.  Lori was the 
founder of the Mark Twain 
Area Parkinson’s Support 
Group.  The group was small, 
but it supported Lori as plans 
were set in motion in early 
2006 for a 5K run.  The run 

would be held in the Hull, IL, 
area, a farming community 
across the Mississippi River 
from Hannibal, MO.  Held 
in conjunction with the an-
nual Hull Picnic, the 5K race, 
named Hull of a Race, was run 
through the fields of corn and 
soybeans and the quiet streets 
of the Hull community on a 
sunny Saturday in August.  
With the help of community 

volunteers, Lori and the sup-
port group raised $2,300 for 
Parkinson research.  

Four years later with the 
same small number of sup-
port group members and a 
larger group of volunteers, the 
race was bigger than ever be-
fore, almost doubling in the 
number of competitors.  The 
money raised in 2009 alone 
equaled the amount donated 

in the first three years com-
bined.  Much of this growth is 
attributed to the 1999 gradu-
ating class of West Pike High 
School in Kinderhook, IL, 
who took it upon themselves 
to add a community project 
to their ten-year reunion cel-
ebration.  This unique group 
of young people plans to con-
tinue their support and even-

Hull of a Race

continued on page 15
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Are you a veteran or loved one of a 
veteran who is battling Parkinson’s 
disease and the mounting medi-

cal costs associated with the disease? No 
doubt many of you have already reached 
out to the Veterans Administration only 
to be told that there was no assistance 
available. At long last this appears to be 
changing with several big developments 
occurring over the course of the last two 
years for veterans with PD.

When most people think of the as-
sistance available for our veterans, their 
thoughts turn to the Compensation 
Program. This program pays a benefit 
to veterans who were injured during the 
performance of their duty. Essentially, 
disability compensation is a non-taxable, 
monthly benefit paid to veterans who are 
disabled as a result of an injury or illness 
that was incurred or aggravated during 
their military service. The amount of the 
compensation is based upon the level of 
disability the Veterans Administration de-
termines to be present. Those determina-
tions are made in terms of a percentage 
of disability. The greater the percentage of 
disability the greater the level of compen-
sation received by the veteran. You might 
think of this program as being similar to 
the workers compensation program for 
veterans. For a veteran determined to 
be 30% disabled and has a spouse, 
the family would receive $421 per 
month in compensation. For a 
veteran determined to be 
100% disabled and 
has a spouse, the 
family would 
receive $2,823 
p e r  m o n t h . 
The amounts 
received are in ad-
dition to any other income, 
pension or retirement benefits 
being received by the veteran. 
Unlike some other assistance 
programs, there is no means 

Veterans with Parkinson’s… 
There May Be Real Help Available for You
Stephen C. Jones

test related to the disability compensation 
program.

Traditionally, the problem for veterans 
with PD has been linking their illness to 
their service. They must prove that their 
PD was related to or aggravated by their 
service to our country. With many older 
individuals suffering from PD as part of 
the normal aging process, proving such a 
connection was difficult, if not impossible. 
This all changed on October 13, 2009, 
when Secretary of Veterans Affairs Eric K. 
Shinseki announced that PD, along with 
two other illnesses, was being recognized 
as a “presumed” illness for those who 
served in Vietnam. Studies relied upon by 
the Veterans Administration demonstrat-
ed a link between the herbicides they used 
in Vietnam called Agent Orange and PD. 
This represents a huge change. Now those 
same veterans with PD need only demon-
strate they served in Vietnam during the 
war and their PD is presumed to be related 
to their service. The determination shifts 
to what percentage of disability is present. 

In a more recent development, Shinseki 
on March 9, 2010, announced a new plan 
to “fast track the veterans’ claims process 
for service-connected presumptive illnesses 

due to Agent Orange exposure during 
the Vietnam War.” This new effort is 

designed to improve the processing 
time for the 200,000 claims the 
Veterans Administration antici-
pates receiving over the course 
of the next two years as a result 

of the three new presumptive 
illnesses, including PD. 

In his press release, 
Shinseki encourages 
veterans to submit 
their claims as soon 
as possible to begin 
the important com-
pensation process. 

Mere ly  look-
ing at the press 
release might lead 

veterans to the conclusion that the pre-
sumption will only apply to veterans who 
served during Vietnam in country. While 
that is certainly the easiest way to receive 
benefits, the Veterans Administration is 
recognizing that others not formally sta-
tioned in that country were exposed to 
Agent Orange. The Agent Orange was as-
sembled and handled by military person-
nel in the United States and throughout 
the world. Additionally, there is a list-
ing of naval ships that operated in and 
around Vietnam that would have been 
exposed to Agent Orange. While slightly 
more work is involved, disability com-
pensation claims for these veterans can be 
obtained as well. For more information 
related to the disability compensation, 
you may want to visit www.va.gov. For 
additional information about Agent Or-
ange and related exposures, you can visit 
www.publichealth.va.gov/exposures/ 
agentorange.

So, what about veterans suffering from 
PD who did not serve during Vietnam? 
There may still be assistance for you as 
well. There is another benefit called the 
Service Pension benefit that is available to 
personnel who served ninety consecutive 
days and one of those days was during a 
time of war. There is no requirement that 
your service during time of war actually 
be in the war zone. For the Service Pen-
sion there are three levels of benefits with 
the highest level being referred to as Aid 
and Attendance. For married veterans, 
the maximum benefit they can receive 
under the Aid and Attendance program is 
$1,949 per month. Unlike the Disability 
Compensation benefit, the Service Pen-
sion is a means-tested benefit, so your in-
come and your assets do affect how much 
benefit you might be eligible to receive. 

Stephen C. Jones is the Founder and 
Managing Member of Stephen Jones & As-
sociates, LLC, a firm that focuses on Elder 
Law, Long Term Care Planning, Veteran’s 
Benefits and Special Needs Planning. n
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Respite Care
Respite care affords a full-time care 

provider “time-out” to relax and/or take 
care of their own personal needs.

• In Home 
(4 hours/week=16 hours/month) 
Services provided include personal 
care, light housekeeping, help at 
mealtimes, and stimulating activi-
ties. 

• Adult Day Care 
(8 hours/week=32 hours/month).

Respite care is a Shared Cost Patient 
Service, with monthly fees based on in-
come (sliding scale) plus an annual $25 
participation fee.  

Emergency Monitoring Systems
Emergency response systems ensure 

that a person living alone can get quick 
assistance whenever needed, 24 hours/
day, 365 days/year.  

Emergency monitoring systems are 
available for those who demonstrate 
a financial need at a cost of $25/year.

Adaptive Equipment 
Small adaptive equipment is available 

at no charge for those in need.  Items in-
clude plate guards, pill cutters, pill box-
es and timers, built-up utensils, button 
hooks, long-handled shoe horns, zipper 
pulls, magnifiers, and more.

Medical Equipment/Loan Closet
New or gently used durable medical 

equipment available for loan: motor-
ized scooters, power and manual wheel-
chairs, rollators, walkers, electric hospi-
tal beds, hoyer lifts, bedrails, canes, lifts, 
ramps, pedal exercisers, and more.

This medical equipment is made avail-
able for those people with Parkinson’s dis-
ease who do not have a means to pay for 
equipment needed in order to remain in-
dependent and in their own homes.  Indi-
viduals with PD who cannot afford insur-
ance co-pays, have insurance which does 
not cover the specific equipment needed, or 
no insurance at all qualify for loans from 
this equipment closet.

Website
Visit www.stlapda.org to view and 

download previous newsletters and ed-
ucational material, learn about services 
and upcoming programs, make dona-
tions through Pay Pal, link to clinical 
trials and ongoing research, order mate-
rials and educational program DVDs or 
exercise videos. 

Satellite Resource Center
The satellite resource center is an ed-

ucational venue available for computer 
use to connect to a Parkinson website 
or view a webinar, print articles from 
the internet, browse through books and 
booklets on caregiving, exercise, incon-
tinence, sleep disturbances, medication, 
and more, watch a DVD or VHS on 
topics related to Parkinson’s disease, and 
visit with an interested and dedicated 
volunteer.

1415 Elbridge Payne, Suite 168 
Chesterfield, MO 63017

636-537-5455

Open Monday–Wednesday 
11:00 a.m.–3:00 p.m. 
and by appointment

Literature
The following free booklets, edu-

cational supplements and pamphlets 
are available to view and download at 
www.stlapda.org or by contacting the 
St. Louis APDA. 

• Be Active – Exercise Booklet
• Aquatic Exercise 
• Be Independent
• Young Parkinson’s Disease Handbook
• Good Nutrition
• My Mommy has PD 
• Speaking Effectively –  

Speech & Swallowing
• Introduction to Parkinson’s Disease                
• Parkinson Disease Handbook
• Keys to Caregiving 
• Hospitalization of a Parkinson 

Patient
• Parkinson’s Disease and Oral Health

• The Living Will & Durable Power 
of Attorney for Health Care  

• The Family Unit & Parkinson’s 
Disease

• The Challenge of Parkinson’s 
Disease: Adapting to a Nursing 
Home

• Medical Management of Parkinson’s 
Disease, includes Medications 
Approved for Treatment of PD in the 
USA – November 2008

• When Should PD Patients Go to the 
Emergency Room?

• Neuro-Ophthalmology & PD 
• Fatigue in Parkinson’s Disease
• Dr. Andrew Weil’s Recommendation 

for Healthy Aging
• Depression and Parkinson’s Disease 
• Incontinence and Parkinson’s Disease
• Employment & Parkinson’s Disease
• Constipation & Parkinson’s Disease
• Basic Information about Parkinson’s 

Disease
• How to Start a Support Group
• Importance of Having a Will 
• Medications to be Avoided or Used 

with Caution in Parkinson’s Disease
• 34 Helpful Hints

For more information on any of the 
services described in this article please 
contact the St. Louis APDA Informa-
tion & Referral Center, 314-362-3299, 
or visit www.stlapda.org.  n

Services Offered by the St. Louis Chapter 

tually take over the race committee in 
an effort to expand the race and increase 
donations toward research for Parkin-
son’s disease.  

 Fun, good exercise, and community 
togetherness – all working side by side 
toward a common goal.  The 5th an-
nual Hull of a Race will be held Satur-
day, August 21, 2010.  Contact Marilyn 
White at 217-432-5262 for further in-
formation, and join them in the efforts 
to raise even more funds for Parkinson’s 
research this year.  n

Hull of a Race
continued from page 13
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of Dance 

Sponsored by Jack Strosnider  

Recent research suggests that those with PD 
may be able to dance their way to better 
health.  Come to socialize and enjoy an  
open dance floor with a live DJ. 
Gammon Earhart, PhD, PT also will discuss 
the benefits of dance for people with PD.  
Visit www.stlapda.org for more information. 

  Raid your attic for items you think might be worth  
 something!  In cooperation with Kodner Gallery,  
professional appraisers will be on hand to tell you if  
 your item is really Trash or Treasure.   
  Visit www.stlapda.org for additional details. 
  (firearms, knives, swords or other weapons will not be allowed)  

FREE  
Must RSVP by 6/7/10  

314-362-3299 or byersc@neuro.wustl.edu  

$35 for admission and 1 appraisal item 
$10 for each additional appraisal item (limit of 3) 

Must RSVP with payment by 6/14/10 
314-362-3299

All proceeds benefit the St. Louis APDA 

presents: 

Sunday, June 13, 2010 
2:00 – 4:00pm 
Congregation Shaare Emeth  
11645 Ladue Road  
(corner of Ladue & Ballas)  

Saturday, June 26, 2010 
1:30 – 5:30pm 
Congregation Shaare Emeth  
11645 Ladue Road  
(corner of Ladue & Ballas)  

Trash or 
Treasure?

A Celebration


