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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 material 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 patient’s own physician.”
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Levodopa-Carbidopa Intestinal Gel—
A New Delivery System for an Old Drug
Paul T. Kotzbauer, M.D., Ph.D., Assistant Professor, Department of Neurology,
Movement Disorders Section, Washington University School of Medicine

O

ngoing clinical studies are currently evaluating a promising new delivery system
for levodopa-carbidopa, one
of the most commonly used drugs
for managing the symptoms of Parkinson’s disease (PD). This new approach uses a pump to deliver the
medication to the small intestine,
and aims to overcome issues such as
variable absorption and short halflife that can limit the drug’s effectiveness when taken in tablet form.
The motor symptoms of PD (tremor, rigidity, difficulty with walking and mobility)
typically respond very well to levodopa-carbidopa, also known by its brand name, Sinemet. The
production of dopamine in the brain gradually
declines in PD, and levodopa is helpful because
it increases dopamine production, which is essential for the proper function of brain circuits
that control movement. The carbidopa component has no effect on symptoms but is included
to prevent side effects such as nausea caused by
levodopa.
Levodopa typically produces a clear improvement in symptoms, but over time many people
develop fluctuations in their response to levodopa. They fluctuate between the “on” state,
during which levodopa works well, and the “off ”
state, during which PD symptoms re-emerge.
These “fluctuations” are caused by the rise and
fall of drug levels that occur each time tablets
are taken by mouth. Some people also develop
dyskinesias or involuntary movements, which
are typically triggered when the peak levodopa
level is higher than optimal after a dose of medication.
When people with Parkinson’s develop dif-

ficulty with either “wearing off ” or dyskinesias, symptoms can sometimes remain wellcontrolled by adjusting medication
doses to keep levodopa levels in the
optimal range, or by adding other
medications that work in combination with levodopa. However as time
goes on, “off ” periods and dyskinesias may become more challenging
despite attempts to optimize medication.
Deep brain stimulation surgery is
a current treatment option that can
improve fluctuations, but an additional option
to directly address the fluctuations in levodopa
levels is currently being evaluated. Carbidopalevodopa has been formulated into a gel that can
be delivered directly to the small intestine by a
pump. A tube is inserted through the skin of the
abdomen into the small intestine. The intestinal
gel infusion system then continuously delivers
the medication to the small intestine, the place
where it is normally absorbed. This bypasses the
unpredictable time required for tablets taken by
mouth to move from the stomach to the small
intestine. The pump can be programmed to deliver the gel at a rate that is optimized for each
individual, a potential improvement over the
irregular delivery that occurs with tablets. The
risks of the surgical procedure required to insert
the tube and the need to carry the pump are potential drawbacks, but the pump can be carried
in a number of ways including a belt bag worn
around the waist.
Studies of the levodopa-carbidopa intestinal gel delivery system have been previously
continued on page 9
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Grieving Losses with
Parkinson’s Disease

Jeff Shaw, Psy.D., Booth Gardner Parkinson’s Care Center

T

he saying, “Adversity is the workshop for growth” comes to mind
when I think about a person being diagnosed with Parkinson’s disease.
The process of receiving the Parkinson’s
diagnosis is usually both a relief and an
overwhelming experience. It is comforting to finally have an explanation for
the symptoms that gradually crept up
over the years. However, the prospect of
being diagnosed with a condition that
is expected to get worse over time and
has no present cure can feel demoralizing. We often assume the worst will
happen and we worry about being severely disabled and completely dependent on others. Diagnosis can also be a
workshop for worry and insecurity.
People have been found to have a fairly predictable way of dealing with bad
news. Grief is a natural and expected response to loss. The duration of grieving
varies quite a bit from one person to another and each person will go through
the process a little differently. The five
common stages of Grieving have been
labeled Denial, Anger, Bargaining, Depression, and Acceptance (as identified
by the author Elizabeth Kubler-Ross).
At the time of diagnosis, many individuals will doubt that the condition really
is Parkinson’s. At this time, people are
often vulnerable to false promises of alternative treatments that profess to cure
or stop the progression of Parkinson’s.
Ignorance Is Bliss
The Denial phase is time where hope
remains strong, and there is quite a
bit of energy expended on getting additional opinions and potential treatment options. Family members may be
distressed and the diagnosed individual
may show poor motivation to follow
up with treatment. Alternatively, family members may deny the diagnosis
is correct, or overly invest in the belief
that there is an available cure. Denial is

not necessarily bad, as it allows for individuals to deal with the situation a little
bit at a time and can help foster hope.
Denial is problematic when it prevents
people from making necessary changes
or adjusting plans.
Who Is to Blame?
The second phase of grieving, Anger,
is often directed inward, believing that
we caused the Parkinson’s. Alternatively,
we may blame others (including our relatives) for genetic or environmental risk
factors, or our employers for putting
us in the way of harm. We may question our belief system for allowing such
a condition to happen to us. Often we
become angry at the diagnosing doctor
or at Science and Medicine for failing
us. Anger is often helpful as it can be
energizing, but it can have the negative
effect of stirring up more conflict and
alienating those who try to help us. Anger is often directed toward those that
provide care, and cheats them of the
rewards associated with being a caregiver. Caregivers may therefore physically
and/or emotionally disengage from us,
making us even angrier at the world.
Let’s Make a Deal
The Bargaining often involves magical thinking. We may believe that if we
act a certain way, the reality of the diagnosis will disappear or there will be no
progression of symptoms. Bargaining
can be helpful in that sometimes people
adhere more to an exercise or treatment
regimen. It can be unhelpful if the belief or action takes away from proven
treatments and activities.
Getting Closer
Depression signals that we are wrestling with the negative aspects of the diagnosis (both real and imagined). Often
depression sets in because the imagined
continued on next page
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Grieving
continued from previous page
future is more negative than it actually
will be. Depression is strongest when it
focuses on a negative view of one’s self, a
negative future, and a view of the world
as being a cold, flawed place. Depression often resolves with the stage of Acceptance, which incorporates the losses
with a balancing sense of realistic hope
and faith in one’s ability to cope with
adversity. Concerns regarding physical
changes can be balanced by reassurance
that there are ways of adapting activities
despite some limitations.
Do I Need to Use All Stages?
Why not cut out all those useless stages and simply start with Acceptance? As
it turns out, the process of exploring options and feeling overwhelmed is often
necessary to integrate all possibilities
and to remind an individual of his or
her personal fortitude and coping abilities. Thanks to the stages of Denial and
Bargaining, many people do stumble
onto very helpful resources. A relatively
brief period of depression allows us to
experience the losses, and then work

through them. Parkinson’s can be particularly tricky because it often involves
a series of multiple losses. As we learn
to settle for reduced agility, there may
be additional difficulties with speech
volume, multitasking, and increased
risk while driving. There can be financial pressures, loss in confidence, and
humility associated with receiving more
help from others. Many of these losses
are common as people age, but Parkinson’s disease seems to accelerate the difficulties. Many people struggle with losing credibility in relationships and feel
as if they are treated like children.
Zero to Coping in Six Seconds
People who reach the acceptance stage
the easiest tend to be those who have
already struggled with adversity and
found answers to the questions, such as
“Why Me?” Acceptance involves seeking advice from others to help balance
initial reactions of denial and anger.
Openness to input from others is very
important. We often need reminders
of how we have coped with adversity
before, and a vote of assurance that we
can do it again (even if it takes some
help). We can attend support groups to

Delay the Disease—
Functional Fitness
David Zid

Squat and Widen
Place a short exercise band around
your knees so you have some resistance
while in a squat stance. Perform 10 –
20 squats with knees far enough apart
to maintain resistance on the band.

Rotational Step
Stand with feet parallel, knees slightly
bent. Take a wide step slightly
backwards, turning your foot out.
As you step, keep your head and
shoulders facing forward. Return to
starting position. Repeat this motion
on the opposite side. Continue to
alternate sides for 5 – 10 repetitions.
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receive guidance from others who have
been stuck in the same places (and we
may help to un-stick others). We need
to take perspective from a spiritual
point of view. We will need to be flexible in adjusting to situations that are
seemingly unfair. We make statements
like “This is my life, and I will make
the best of it” and “That was then, this
is now.” We start off thoughts with “I
am lucky because…” We will be gracious care-receivers and allow others to
see our appreciation for their caregiving.
We will care for others in need. We will
maintain and develop friendships, and
find purpose in our lives. Acceptance
includes appreciation of the fact that
life is filled with struggles and there are
some aspects of our future that remain
beyond our control. We remember that
our partners and care providers are likely
experiencing similar losses. Acceptance
involves taking the good with the bad,
and focusing our energies in a helpful
direction. Acceptance is a process. n
Reprinted with permission from the author and Kristin Murphy, APDA Information and Referral Center Coordinator.
Article appeared in the September-October 2010 Pathfinder newsletter.

E

very time I mention incontinence,
it draws the attention of everyone
in the room. The active use of the
pelvic floor muscles is directly related to
your ability to have adequate bowel
and bladder control. These exercises will help alleviate this problem,
as well as prevent future loss of bowel
and bladder control. If you don’t have
a problem with incontinence, do you
want one? So get moving! n
For additional exercise ideas, refer to
our book and DVD, Delay the Disease
– Exercise and Parkinson’s Disease.

Squat and Squeeze

Incontinence

Stand erect and hold a pillow or
playground ball between your knees.
Perform a squat while squeezing the
ball between your knees. Continue
squeezing the ball throughout the
entire squatting motion. Repeat 10 –
20 times.
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Love & Other Drugs Sheds Light on Issues Faced
by Individuals with Young Onset PD

Rich Hofmann, Co-Facilitator of the Living & Working with PD Support Group

W

hen Russ Kirkland, Jeff Wilsey
and I formed the “Living and
Working with PD” Support
Group in 2008, we sought to focus on
the issues of interest to PD patients
who were still working and/or supporting their families, including those not
employed outside the home. We categorized these issues into three areas: financial, physical and personal. As time
went on, we later realized that we also
had three types of members: singles,
married individuals with children at
home, and empty nesters, perhaps the
fastest growing group of people with
Parkinson’s.
The recent movie Love & Other Drugs
is an excellent love story that sheds light
on issues facing young onset PD patients, especially the relationship issues
of a young single woman. It has a happy, reaffirming Hollywood ending, to
the extent that any story about PD can
be considered to have a happy ending.
I offer the following as a review of the
movie and a commentary on other issues
faced by young onset Parkinson patients.

Financial Issues
In our first year, our support group
focused on the severe financial issues
faced by early onset patients. It is
understandable that a romantic film
would gloss over these issues. Although
the Anne Hathaway character seems to
be an independent artist, she always has
lots of cash for doctors and medications.
Most of our members do not. They
worry about how much longer they will
be able to work and how they will be
able to support themselves and their
families as their condition deteriorates.
Although many of our members have
very supportive employers who accommodate them as best they can on the job,
others have had to leave jobs in which
they can no longer perform. Once diagnosed, people with Parkinson’s have
4
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difficulty obtaining disability or medical insurance other than through their
employer. Then, if they are not old
enough or disabled enough to be eligible for Social Security or Medicare benefits, they become solely dependent on
their partner (if they have one) for both
financial and physical support.
Physical Issues
In our second year, our group focused
on medication, exercise, safety, dietary
and other “daily life” issues for addressing more advanced PD symptoms.  For
our members, these issues are generally
no different than for “late onset” Parkinson patients with the exception of
occupational therapy. Occupational
therapists tend to focus on helping patients alter their home environment so
they may lead a normal life, as much
as possible. Our members are more
interested in altering their work environment or job description so they can
remain employed as long as possible.
Because the movie is intended to be
an upbeat holiday romance, the Hathaway character exhibits only a minor
tremor. She has yet to experience the
ever increasing symptoms that we deal
with everyday. The film does expose
the audience to these symptoms when
the Hathaway character is invited to attend her first young onset PD support
group meeting while attending a pharmaceutical convention in Chicago with
her lover. The camaraderie and interaction do wonders for her outlook and
self-esteem.
Caution #1: In order to lighten up
the presentation of these issues, the
film’s directors chose to structure the
support group’s meeting more like
open-mic night at a risqué comedy
club; i.e., some members use profanity
to express their feelings about the disease. Just cover your ears.  You already
know what they’re angry about.

Personal Issues
For some time now, our group has
been trying to find someone to speak
to us about the psychological and family dynamic issues for PD patients and
their partners. In some cases, these
“personal” issues may be the most important for young onset patients. This
hit home for me while watching the
film. While I was focused on the “technical” PD-related aspects of the film, I
was slow to notice the impact the movie
was having on my wife, Sue. One scene
brought her to tears when Hathaway’s
lover, while entering the support group
meeting room, encounters the spouse
of a late stage PD patient bolting out
of the room and admonishing him to
leave his partner and run away as fast
as he can (before living through the
advanced stages of development of the
disease).
The reactions of partners to the diagnosis of young onset PD range from
total denial of the disease to total rejection and abandonment of the partner.
Rather than accept an inevitable reality,
Hathaway’s young defiant lover sets out
to “fix her,” only to be frustrated that
there are no drugs to cure her or to prevent advancement of the disease. This
is a common reaction for young onset
PD patients and their partners. Eventually he concedes defeat and in the end
commits to staying with her for the
long term, and there is nary a dry eye
in the theater.
The key question is, will he still be
around for the sequel? Many partners
split when their relationship does not
evolve the way they had anticipated.
Other partners seek therapy to cope
with the stresses and frustrations of assuming the role of both breadwinner
and care provider, especially when they
have to stand by and watch their loved
one slowly fade away.
continued on next page
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Love & Other Drugs
continued from previous page
Caution #2: Early on, the film does
contain nudity and sex in scenes which
may be offensive. Close your eyes and
stay with it. I believe these scenes were
included to highlight the despair and
reckless abandon of a single young onset patient who fears that she will never
be able to find a partner willing to marry someone who is “damaged goods.”
PD issues aside, the film is informative about:
• drug company marketing strategies
to generate demand for their
products by running commercials
and courting doctors and/or their
staff to pass out samples and
prescribe their products
• the plight of “late onset” patients
in trying to find affordable
medications
• the frustrations of doctors
(especially internists), in dealing
with insurance companies while
trying to survive financially in
the current managed care medical
environment.
In conclusion, I hoped that there
would be enough romance, sex and social commentary in the film to make
it successful at the box office, and in
doing so, educate the general public
about some of the issues faced by people in our “Living and Working with
PD” Support Group. Unfortunately,
that didn’t seem to happen, and the film
disappeared quickly from the theaters.
Some of you may want to recommend
renting the film (noting the cautions
above) to friends or loved ones who are
interested in learning more about the
disease and issues faced by PD patients
and their families. But for Parkinson
patients themselves who may consider
renting or buying it, I warn that this
look in the mirror may be a difficult one,
especially for our partners. Instead, we
should use the film ourselves as a personal reminder to always be very appreciative of our partners, family members
and friends who support us. n
Volume 25, Issue 1

PD Risk in Urban Areas

Allison W. Willis, M.D., Assistant Professor, Department of Neurology,
Movement Disorders Section, Washington University School of Medicine

M

any risk factors have been proposed for Parkinson Disease
(PD), e.g., pesticides, magnetic
fields, well water, and metals. However,
most of this data was obtained using
small study groups in isolated parts of
the country. Our recent data suggested that when the incidence
(number of new cases of PD/
total population) is calculated
for the entire country, PD
clusters in the Midwest and
Northeast. Many studies of
PD have focused on risk factors in rural areas, and have
suggested that high dose exposure to herbicides and pesticides increase risk in those areas. My research
interest is in the environmental risk
factors which exist for those who live
in urban areas, not on a farm or near
sprayed crops. To investigate this further, we performed a study to look into
the incidence of Parkinson Disease in
urban areas according to local amounts/
variations of pollution. The pollutants
we chose were metals: copper, manganese, and lead, as these are all pollutants
that may cause nervous system injury,
and have been associated with PD in
other studies.
From our Medicare beneficiary data,
which identifies 500,000 PD cases per
year, we located 35,000 people with
PD who lived in an urban area, had
not moved for at least 10 years before
their diagnosis, and whose diagnosis
had been made or confirmed by a neurologist. We estimated copper, manganese, and lead amounts using the
Environmental Protection Agencies
Toxic Release Inventory data, which is a
publically available industry release and
disposal report database. We compared
the incidence of Parkinson Disease in
areas with the highest amounts of copper, manganese and lead.
Our study had several exciting results.
First, we found that copper, manganese,

and lead come from many different industrial sources – from the food and
beverage industry, to clothing and metal working industries. Second, the areas
where these pollutants were released
did not vary differently from a socioeconomic standpoint. That is, these
metals are released into high
and low income areas alike.
Finally, the incidence of Parkinson Disease in areas with
the highest manganese release
was 78% higher than in those
with no copper, lead, or manganese release. High levels of
copper in the environment
increased Parkinson’s risk by 11%.
These are preliminary results which
will require confirmation. However, this
study is a great first step in answering
the often asked question, “I do not live
on a farm or use pesticides, why did I
get PD?” We will follow-up this investigation by collecting information about
residential and occupational histories,
health habits, and clinical symptoms
which will be included in a nationwide
urban Parkinson Disease risk and outcomes study. If you are (randomly) selected to participate, please fill in the
questionnaire and send it back! n
Willis AW, Evanoff BA, Lian M, Galarza A, Wegrzyn A, Schootman M, Racette
BA. “Metal emissions and urban incident
Parkinson disease: a community health
study of medicare beneficiaries using geographic information systems.” American
Journal of Epidemiology, online Oct. 19,
2010.
Funding from the National Institute
for Environmental Health Sciences, the
National Institute of Neurological Disorders and Stroke, the National Institutes
of Health, the St. Louis Chapter of the
American Parkinson Disease Association,
the American Parkinson Disease Association, Walter and Connie Donius, and the
Robert Renschen Fund supported this research.
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Parkinson’s Disease—A Family Illness
Debbie Guyer, Coordinator, APDA Information & Referral Center

I

was really excited when I received an
email shortly before Thanksgiving
announcing the release on November
24th of a holiday movie that included
a leading character with young onset
Parkinson’s disease. I thought the film
might be a great opportunity to raise the
awareness of PD in the general population, although since taking the position
of Coordinator in 2007, I rarely meet a
person who doesn’t know someone with
Parkinson’s disease.
Coordinators across the country began emailing one another and making
plans to sponsor various events surrounding the showing of the movie,
Love & Other Drugs, a Twentieth Century Fox release about a young pharmaceutical salesman (Jake Gyllenhaal)
who falls in love with a young woman
(Anne Hathaway) who has just been diagnosed with Parkinson’s disease. While
the film’s producers have said that their
work is meant to be a love story with
insight into the pharmaceutical sales
industry, rather than a “disease” film,
we hoped it would be an excellent opportunity to raise awareness of PD and
especially the experience of young onset
patients.
My husband and I went to the theater the day the movie was released. I
recall leaning over to him during the
movie and questioning if it had much
to do with PD at all. Later that week, I
received an email from Rich Hofmann,
a PD patient and a co-facilitator of our
“Living and Working with PD” Support Group, sharing his thoughts and
concerns about the movie. “My wife
and I went to see the movie on Sunday,
and you may wish to think twice before
hosting an event to ‘screen’ the film. I
would also caution any members of our
early onset support group before going
to see it, especially with your spouse/
partner.”
Of course, receiving this email
prompted a phone conversation with
Rich, and he suggested that I also speak
6
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to his wife, Sue, about her impressions
of the movie. Sue is an RN by occupation and a wife by choice. I found it
interesting that she emphasized that
throughout Rich’s illness, she has not
been interested in PD (from a medical
standpoint) but rather interested in her
husband and in being supportive during his journey. Her observations are
that perhaps people who have been diagnosed with PD (or any other neurological disease) are so focused on trying
simply to navigate through life that they
may lose sight of the impact that PD
has on their whole family who come
along for the ride.
For Rich, the film
was an epiphany on the
stresses and strains that
early diagnosis of the
disease can have on existing and/or potential
future relationships. He
reflects that “PD patients fortunate enough
to have care partners,
whether spouses, family and/or friends,
need to remember that their partners
may have altered their career plans and
aspirations to support them while on
their journey.” Sue shared her memories
of when Rich was first diagnosed and
several people asked her if she was “going to leave him.” Sue went on to say
how ridiculous a question that seemed
then and now because even though you
may know the outcome in a chronic illness, you are still partners and in this
together. In the movie we learn, as you
know all too well, that Parkinson’s disease is about good days and bad days. In
an interview with Anne Hathaway, she
revealed that Director Ed Zwick and she
wanted to be sure her character, Maggie,
showed the bad days honestly on-screen.
“But what so much of it is, is anxiety–
anxiety of the future and learning what
is happening to your body. And, so, I
realized that it was so important to imbue Maggie with the psychological trau-

ma of her diagnosis. Maggie is caught
up in a world where all she can see is
her disease and throughout the course
of the film she learns to accept it with
that wonderful line in the movie, ‘Parkinson’s isn’t my life. I have Parkinson’s.
Why does it have to be my life?’”
Rich is extremely grateful for Sue’s
commitment, but cautions that unfortunately, not all partners are as dedicated to staying the long downhill course
that is PD. So he reminds PD patients
to be vigilant in expressing appreciation
to their partners and not be so self-absorbed as to ignore the affect that their
disease and behavior have on
their partners’ lives. “While
our motor skills deteriorate
and our cognitive skills may
wane,” he says, “our eyes,
ears and hearts still work, so
we should be aware of the
feelings, and compassionate to the needs, of our care
partners and families.”
I quite agree with Sue and
Rich and am mindful that both the person with PD and the family members
actually experience this disease together.
This illness does not exclusively belong
to the person with the diagnosis. Developing and sustaining a support system is so important that we have recently formed a dedicated caregiver support
group (check our listing) led by Dr. Dee
Jay Hubbard and enlisted the services of
Linda Pevnick, LCSW, as the new facilitator for the Living & Working with
PD Support Group starting in February.
Linda specializes in relationship counseling for individuals and couples and
has significant experience working with
couples coping with chronic diseases.
We implemented these changes to help
PD patients and their partners realize
that while they can’t control what happens to them, support is available to
relieve stress on their relationships and
facilitate living a productive, happy life.
n
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IRA & Charities—Working Well Together
David Dankmyer, J.D., LL.M, Financial Management Partners
Jarad K. Mitchell Stiles, J.D., LL.M.

I

f you are planning to make a charitable gift from your estate, consider
leaving your taxable IRA assets to the
St. Louis American Parkinson Disease
Association. If you leave an IRA to your
heirs, they may face double taxation (income taxes and possibly federal estate
taxes). Instead of having the federal government tax more than half of your IRA
assets, you can apply 100% of those assets to a charitable purpose that is important to you. In essence, the value of
your charitable contributions grow as
the tax liabilities shrink…a WIN-WIN!
An IRA (except Roth IRAs) may be
subject to two levels of taxation upon a
donor’s death as it is subject to estate tax
and income tax levels (the lump sum is
considered ordinary income). Essentially, if the donor’s unified credit has been
expended, the IRA is taxed at a staggering effective rate of 57.75%. This
is using the rates of 2011, as currently
enacted; the effective rate in 2013 is an
even higher 72.1%.
To illustrate: if a donor dies in 2011
and their IRA has a value of $1 million,
the donor’s unified credit is expended
and the taxable rate is 35%. $350,000
($550,000 in 2013) would be due for
estate taxes. The remaining $650,000
($450,000 in 2013) is taxed as
ordinary income to the beneficiary (at 35%), resulting in
another tax liability of $227,500
($171,000 in 2013). The beneficiary receives $422,500 ($279,000
in 2013). Had this IRA been gifted
to a charity as a tax-free rollover IRA,
the charity (listed as the beneficiary)
would receive the entire face amount of
$1 million. This more than doubles the
charitable dollars donated to a worthy
cause and is a way to spend your charitable dollars wisely.
The Tax Relief, Unemployment Insurance Reauthorization, and Job Creation
Act of 2010 (Tax Relief Bill), presents a
rare opportunity for qualifying individuVolume 25, Issue 1

als to make current charitable donations
by rolling over their IRA to a charity.
Normally, the deduction would be subject to income tax and only eligible for
a below-the-line deduction, which could
be subject to limitations and phase outs
which could erase or minimize the tax
benefits of the contribution. For 2010
and 2011, such limitations are not possible for donations of up to $100,000
from an IRA. Specifically, the Tax Relief
Bill amends the Internal Revenue Code
and extends tax-free rollover IRA distributions from individual retirement plans
until Dec. 31, 2011.

H

ere is how the tax free IRA rollover works. The charity is directly transferred funds from your
IRA. Any amount transferred from the
IRA does not pass onto the donor and
thereby the donor does not realize any
income. The donor avoids paying income tax. To qualify to make a charitable tax-free IRA rollover, the donor
must be qualified and the donation
must be made to a charity.
To be a qualified donor, the donor
must be at least 70½ years of age at the

time of the distribution. The reason
70½ is the age is because at age 70½
someone holding an IRA has a required
minimum distribution. If someone
who is 70½ fails to take the required
minimum distribution, penalties of up
to 50% may apply to 401Ks and IRAs.
If a donor makes distributions to a charity this will count. If the donor forgot to
take a minimum distribution for 2010,
they can rectify this at any time before
Feb. 1, 2011 without incurring penalties.
This tax-free distribution from the
IRA must be made to a qualified charity and not a donor advised fund or
supporting organization. After attaining qualified donor status the amount
donated from the IRA is limited to
$100,000. In lieu of an income tax deduction for naming a beneficiary, it is
treated as an above the line deduction,
essentially never happening for income
tax purposes. This is in fact better than
a deduction as an above the line deduction is taken off of your gross income,
and as such, is available to everyone
without any phase out or limitation.
The timing of the distribution is important, distributing it as late in the taxable
year as possible, so that the income continues to grow.
The actual cost of the $100,000 transferred to the charity is substantially less
to the donor, so there is more value for
the donor’s dollar. The actual $100,000
donation costs the donor less because
the $100,000 donated is pre-taxed (no
income tax has been paid). Assuming
the 35% rate of income tax (the taxpayer
has already been placed into the highest tax bracket from other income),
to make this an effective donation
of $100,000 in post tax dollars, the
amount of money earned would be
approximately $153,846.15. If the
$100,000 was instead received by the
donor (beneficiary of the IRA), the donor would receive after-tax income of
$65,000. n
St. Louis APDA LiNK
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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 facilitator. Information that has changed since the last LiNK appears in bold face.
City

8

County

Meeting Site

Day of Meeting

Time

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

Chesterfield

St. Louis

APDA Satellite Resource Center
1415 Elbridge Payne, Suite 168

1st Tuesday

10:30 AM

Lisa Ackerman
Lynda Wiens

314-725-1888
636-537-5455

Columbia

Boone

Lenoir Community Center
1 Hourigan Drive

1st Thursday

4:00 PM

Doris Heuer
Mary Green

573-815-3718

Creve Coeur

St. Louis

For Caregivers Only
Shaare Emeth, Library Conf. Room
11645 Ladue Rd.

2nd Monday

11:00 AM

Dee Jay Hubbard, PhD 314-362-3299

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

Linda Pevnick, MSW,
314-362-3299
LCSW, BCD
314-369-2624
Rich Hofmann

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

Ladue

St. Louis

The Gatesworth
1 McKnight Place

2nd Wednesday

1:00 PM

Lake Ozark

Camden

Lake Ozark Christian Church
1560 Bagnell Dam Blvd.

3rd Thursday

Noon

Patsy Dalton

573-964-6534

Oakland/
Webster Groves

St. Louis

Bethesda Institute
8175 Big Bend, Blvd., Suite 210

Last Friday

10:30 AM

Laurel Willis, BSW

314-373-7036

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

Ste. Genevieve County Mem.Hosp.
Education Conference Room
Hwy. 61 & 32 Intersection

2nd Wednesday

10:00 AM

Jean Grifford

573-543-2162

St. Louis

St. Louis

Pre/Post-DBS
Sunrise on Clayton Senior Living
7920 Clayton Rd.

3rd Thursday

1:00 PM

Steve Balven
Stan Wilensky

314-249-8812
314-997-5114

St. Louis APDA LiNK

Leader(s)

Phone

Desma Reno, RN, MSN 573-651-2939

Maureen Neusel, BSW 314-372-2369

February 2011

APDA Wellness Course

for People with Parkinson’s Disease and their Caregivers
What is a Wellness Course?
The Wellness Course is an education
and support group of 10-12 people
with PD and their family members who
meet once a week for 6 weeks (two-hour
sessions). The course is designed to develop skills and confidence for managing the everyday activities and relationships that may be challenging when
living with PD.
Occupational therapists with training in Parkinson’s disease facilitate the
weekly small-group discussions that enable members to share ideas for resources and adaptations, express feelings and
problem solve challenges. The APDA
offers the course at no charge.

What will you gain from participating in the Wellness Course?
In a supportive group you can:
• Examine your lifestyle to identify
obstacles and available support for
feeling well
• Develop self-help skills to manage
the consequences of living with PD
• Identify community resources and
build supportive networks.

• Maintaining fitness routines and
healthy eating habits
• Tips for managing medications
and everyday activities
• Long-range planning for life with
Parkinson’s disease
• Caregiver and care-receiver
relationships
• Cognitive and communication
concerns.

Course topics selected by the group
members include past topics such as:
• Coping with emotional and
physical changes
• Adaptations for daily living skills at
home and work

We anticipate offering two courses in
2011—one this spring and another in
the summer. You must register for the
course to attend. Please sign up using
the form below as class size is limited
and courses fill up quickly. n

Name_________________________________________________________________________________________
Address_______________________________________________________________________________________
City, State, Zip__________________________________ Phone Number (_________)______________________
Best time(s) of day to attend course:
___ Morning ___ Afternoon ___ Evening
Preferred location(s):
___West County ___ South County___ North County ___St. Louis city ___ St. Charles
Other (specify)_ ___________________________________
Cut out and return to:
St. Louis APDA, Campus Box 8111, 660 S. Euclid Ave., St. Louis, MO 63110
OR fax to 314-747-1601, email to guyerd@neuro.wustl.edu or call 314-362-3299

Levodopa-Carbidopa
continued from page 1
conducted in Europe, where it is approved and marketed under the brand
name Duodopa. Those studies indicated that levodopa levels in the
bloodstream are maintained at a more
constant level compared to tablets, alVolume 25, Issue 1

lowing people to remain more consistently in the “on” state without troublesome dyskinesias.
Further studies in the United States
are currently in progress to determine
whether the levodopa-carbidopa intestinal gel (LCIG) system is safe and effective, which would enable the system

to be approved by the FDA for use in
this country. The Movement Disorders Center at Washington University
School of Medicine is one of many sites
participating in these ongoing clinical
studies to evaluate this levodopa delivery system as a new option to improve
the control of PD symptoms. n
St. Louis APDA LiNK
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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

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

618-382-4932

Decatur

Macon

St. Paul’s Lutheran Church
352 W. Wood St.

3rd Thursday

1:30 PM

Cathy Watts

217-428-7716

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

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

The LOUD Crowd

T

he Problem: More than 1.5 million people in the United States
have Parkinson’s disease, a neurodegenerative disorder with familiar
symptoms of tremor, slowness of movement and impaired balance. Less recognized is that nearly 89% of people with
PD have difficulty simply speaking, creating an inability to be heard and understood even by family members and
friends. Onset of the communication
problem may be so gradual that many
patients do not realize they need help
until their speech has severely deteriorated, making treatment even more
challenging. Early intervention is essential in maintaining the ability to communicate effectively.
The Symptoms:
• vocal fatigue
• decreased volume (soft voice)

10
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• decreased ability to project one’s
voice
• hoarse, scratchy or breathy vocal
quality
• imprecise articulation or slurring
of words
LSVT LOUD: The LSVT method
helps 90% of people with PD improve
their functional communication and
has been found to minimize mild swallowing difficulties. In 16 treatment sessions administered over 4 consecutive
weeks, patients learn to use increased
effort when communicating, improving
overall strength, endurance and coordination of speech.
The LOUD Crowd: The practice
doesn’t stop after a month. As the disease progresses, speech can become
more difficult and patients fall back into
old habits. Since Parkinson’s disease is

Donna & Bill Peacock 618-242-4492

progressive and continually challenging to those who have it, the LOUD
Crowd group was developed through
the efforts of Samantha Elandary, an
LSVT certified clinician in Dallas and
Director of the Texas Voice Project for
Parkinson’s Disease. This maintenance
group was conceived to provide ongoing accountability and encouragement.
Upon completion of the LSVT, patients
participate in monthly group speech
therapy sessions designed to maintain
the communication skills they have
regained through the intensive 4 week
LSVT LOUD program.
Role-playing exercises and exchanges
in various communication environments provide the setting for practicing the newly acquired LOUD voice
(which is really a voice produced in the
normal range). The group members
hold conversations, read stories and
continued on next page
February 2011

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.
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

Chesterfield

St. Louis

The Cedars at JCA

Thursday

2:30 PM

Faye Bienstock, PT

314-754-2180

Creve Coeur

St. Louis

Aquatic Exercise —Rainbow Village
1240 Dautel Lane

Thursday
Oct. 7 – Dec. 16

2:00 PM

Brenda Neumann

636-896-0999
ext. 21

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

St. Peters

St. Charles

Aquatic Exercise—St. Charles YMCA
3900 Shady Springs Ln.

Thursday
Oct. 7 – Dec. 16

2:00 PM

Brenda Neumann

636-896-0999
ext. 21

North St. Louis
County

St. Louis

Garden Villas North
4505 Parker Rd.

Tuesday
& Thursday

10:00 AM

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

The LOUD Crowd
continued from previous page
emit prolonged “aahhs” as the certified
LSVT clinician records the decibel levels and compares the scores to the last
session. Parkinson’s disease skews sensory perception, leading some to speak
in softer tones to the point that their vocal cords are so weak they become mute.
The muscles needed for speaking and
swallowing weaken from lack of use,

primarily because they’ve received miscues from the brain for months or years.
The problem starts as a sensory problem. The patient thinks they are speaking normally, but it’s actually very soft.
Then they lose muscle strength and
the physical endurance to speak at appropriate loudness levels. Only a small
percentage of Parkinson’s patients (4%)
ever receive speech therapy throughout
the course of the disease. This LOUD
Crowd group will once again be offered,

Don’t forget
Another easy way to contribute to the APDA
during these tough economic times is to
request an eScrip card.
Volume 25, Issue 1

Bobby Lautenschleger,
314-355-6100
PTA

in partnership with Missouri Baptist Medical Center and the St. Louis
APDA incorporating practice and play,
preserving skills that people with PD
have worked so hard to regain.
The LOUD Crowd group will begin
in May at Missouri Baptist Medical
Center on Ballas Road. If you are interested in joining the next session of the
LOUD Crowd, please contact Debbie
at the APDA Information & Referral
Center at 314-362-3299. n

Every time you shop at Schnucks,
they will automatically contribute up
to 3% of every dollar you spend to the
St. Louis APDA by using this card. If you
do not have an eScrip card, call St. Louis
APDA at 314-362-3299 and request a
Schnucks eScrip community card. We
will enroll you and mail the card out
the same day.
St. Louis APDA LiNK
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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).

HONORING
The Special Birthday of
Alan Abram
Beverly & Jerry Silverman
The Special Birthday of
Monroe Abrams
Helen & Ralph
Goldsticker
To wish Happy Holidays to
Jorge & Pearla Alegre
Phillip & Susan Schreiber
The Birth of Nathan Beckett
Bill & Terri Taylor
The Buck Family
Steven Horn
Robert S. Coulter
Catherine L. Rudolph
To wish Merry Christmas to
Mr. & Mrs. William E.
Cribbin
Mr. & Mrs. Jack Cribbin
The 66th Wedding
Anniversary of Harry &
Lil Dalin
Jeffrey & Debra Dalin &
Family
Karl & Debbie Guyer &
Family
Walter Donius
Doug & Phyllis Britt
The Wedding Anniversary of
Barbara & Harlan Floom
Roberta Hayman
The Special Birthday of
Helen Goldsticker
Bert & Elizabeth
Schweizer
The Special Birthday of
Lois Grand
Vicki & Norman Litz
Debbie Guyer
Lynda Wiens
Larry L. Hall
Mark Hall
The Special Birthday of
Neil Handelman
Joyce & Art Margulis
Alison Pass

Dr. Joel Perlmutter
Edward & Rita Balk
Mark & Nancy Kodner
Dr. & Mrs. William B.
Mill
Phyllis Ross
Bob & Doris Ebersole
Norman Ross
To wish Happy Chanukah to
Sylvan & Ruth Sandler
Zoe Shepard
To wish Merry Christmas
to our children- Douglas
& Kathy Schroeder;
Tom, Robin & Bradley
King; Brian & RaDonna
Landgraf and Darren
Schroeder
Claude & Donna
Schroeder
The 65th Wedding
Anniversary of Mr. &
Mrs. Bert Schweizer
Ralph & Helen
Goldsticker
Anita Selle
Howard Selle
Charlotte A. Shelburne
John T. Baldwin
Martin Shrader
Judith & Stephen
Ellenburg
Judith Ugalde
Walter Slattery
Virginia Slattery
To wish Merry Christmas to
Steve Squires
The “Gang” – Employees
of SMC
Jack Strosnider
Lois & Kirk Light
South St. Louis County
Exercise Class
The Speedy Recovery &
Continued Good Health
of Phyllis Taylor
Roselynn Gad
The Birthday of Charles E.
Tuttle
Nina & Edgar Wolff

Gaye Horrell
Michael Horrell

Patsy Walker
Jane C. Walker

Bob & Mara Meyers
The Feuerbacher/Wilkins
Group at Merrill Lynch

Deanna Wallerstein
Sheldon Wallerstein

Ms. Bobbie Nathan
Nina Wolff
Andre Nutis
Alice Nutis
Marlene Pelton
Edward & Celeste Dillon
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The Special Birthday of
Ruth Shapiro Weiss
Bernard Mellman
Our New Granddaughter,
June Viloria Wiens
Robert & Lynda Wiens

St. Louis APDA LiNK

Lyndsie & Ryan Wilson
Terri Shelton

Emil Bax
John & Sharon Chruma

Norma J. Ziegenhorn
Donald L. Ziegenhorn

Edwin A. Beck
Bill & Barbara
Gerdemann
Mike & Becky
Lichtenberg
John & Marlyn Rybacki
Kerry & Anita Sullivan
& Boys

REMEMBERING
Doug Allen
Lois Sterbenz
Elva L. Auman
Kate Beck
Helen Baker
Mary Ellen & John Black
Dr. Andrew Baldassare
Patsy Androlewicz
Sue Baebler
Robert & Premsri Barton
Audrey & Mark Brasher
Max Burgdorf
Kathy Collins
Melissa Ginter
George & Barbara
Giudici
Richard & Kathi
Hoormann
Sue Huber & John
Yarbrough
Frank & Regina Kekeisen
Mary Jane Lynch
Barbaree G. Lyon
JoAnn C. Merz
John & Susan Murphy
Mr. & Mrs. Robert Olsen
Dr. Richard O. Olson, Jr.
Dr. & Mrs. Richard
Pennell
Nancy Ross
George & Geri Steckel
Nicole Swanson
Stan & Chris Tarter
Jan Thomas
Robert & Lynda Wiens
Leroy W. Bartling
Susan & O.J. Finke
Gene & Sharon
Frederking
Butch & Carol Gogolek
Gerry Gutzler
Lyle & Donna Hackstadt
David & Donna
Haertling
Roger & Sara Hake
Corey & Stacy Hoelscher
Elfrieda Hoelscher
Norman & Sharon Kasten
Melissa & Tim Kuhn
Larry & Mary McClay
Gene & Janice Mittendorf
Ron & Sharon
Ogrzewalla
Don & Helen Polczynski
Allen & Jean Porter
Elsie Pries
Kenneth Rennegarbe
Robert & Phyllis Shubert
Glen & Joann Snead
Virgil & Elaine Spenner
Richard & Connie
Tomaszewski

Selma Berger
Stan & Donna Wilensky
Kenneth Bleich
Ray & Lois Morganstern
Jack Boettigheimer
First Class Solutions, Inc.
Mr. & Mrs. Jim Botts
Robert & Mary Searfoss
Ervin Buhs
Osama & Tina AlGhussain
Suzanne Busse
Oliver & Evelyn Dressel
Geraldine Franzoi
Ron & Judy Schaefer
Victor & Mitzie
Schroeder
B. Gordon Byron
Peter Byron & Betty Cash
Alroy Chambers
June Stolinski
Robert Compton
Emily & Robert LaBarge
Mr. & Mrs. Robert
Prichard
Georgianne Scheppner
Marydelle Thomaides
Marilyn Conway
Mary Lou Fulton
Charles Cook
Jo Ann Hughes
Richard & Marilyn King
Doneita Myracle
Gordon Davidson
New Outlook Pioneers,
Southwest Chapter 136
Michael DeZonna
Courtney & Chuck
Adams
Bob & Donna Cohen
Randee Fendelman
Bill & Terri Taylor
Helen Dickmeyer
Linda Delk
Joan Doney
Nella & Harlan Blount
Hilda Fendelman
Iris & Alan Dewoskin
Lawrence & Gail
Hartstein
Mickey Horwitt

Judy Krauer
Sharon Soltman
Laurine A. Frese
Karen Brothers
Robert & Anne Mays
Auris & Mary McGee
John & Judie Mehaffy
Mercantile Bank
Thomas & Kai Ortbal
Gordon & Margaret
Pasley
Beverly Rossmiller
Linda Skinner
Donald & Rosann
Sprenger
Marie A. Frizzell
Rose Marie & Richard
Bauer
Gorden G. Gass
Linda & Randall Irwin
Merz Vault Company
Bernard Gerchen
Larry & Gail Hartstein
Bill & Terri Taylor
George “Tony” Gerner
Dubowlettes
Julie Eilerman
Marjorie & Donald
Green
John & Dorothy Herweg
Vi Huff
Pat & Herb Schettler
Felix “Phil” G. Grasse
Mr. & Mrs. Edward
Corich
Janet Cutlan
Doug & Sheila Dorsey
Vince & Gloria Gray
Donna & Don Johnson
Mary F. Kriegshauser
Dave & Debbie Maassen
Ann, Kim & Cindy
Meredith
Chuck Ruedebusch
George & Moraima
Schupp
Jan & Frank Sitar
Marv & Sandy Spirtas
John & Donna Walkonis
Thomas Ward
Glen Green
Antoinette Kuhlman
Roger K. Griggs
Ruth Griggs
Bobbie Guller
Allen & Arline Kolons
Mildred Guller
Arline & Allen Kolons
Samuel E. Guyer, DDS
Chesterfield Villas
Linda & Ed Dahl
Jeffrey & Debra Dalin
William H. Danforth
Franke, Schultz & Mullen

continued on next page
February 2011

Tributes &
Donations
continued from
previous page
Oscar & Elaine Goldberg
David E. Guyer
Susan & Robert Levin
Emmanuel C. & Marian
P. Paxhia
Phillip & Susan Schreiber
Jack Strosnider
William E. Uthoff, DMD
Dr. Robert & Lynda
Wiens
Fanny Handshear
Randee Fendelman
Frances Harmon
Beverly & Jerry Silverman
Victor Harness
Anna Marie & Robert
Harness
Hazel Heitzmann
Roger & Mary Bottila
Carolyn & Byron Golfin
Kenneth & Marian Lemp
John Tierney
Hilda Zimmerlein
Waldemar Hermeling
Dave & Barb Eversgerd
Rolin & Kathy Killion
Gary W. & Mary Jane
Obernuefemann
Howard & Priscilla Self
Warren Hinton
Betty Rush
Larry F. Holder
Matt & Jackie Holder
Sol Israel
Terri & Bill Taylor
George Johann
Bridge Group
John & Jane Edwards
Linda & Barry Felker
Donald & Ruth Flynn
Jo Ann & Denny Freant
Roberta Gittemeier
Katy View Garden Club
Ruth Niemeier
Douglas & Patricia
Ruhmann
Marvin & Joan Weber
Janis Wolf
Harold Keck
Scheron Boker
Iola Kerls
Jack & Jane Buehler
The Bunko Group
Mr. & Mrs. Chester
Grigsby
Karen & Mike Grogan
Donna A. Hostetter
Lois Mohesky
Mike & Christine
Normile
Owen & Arline Reinert
Rodger & Paula Riney
Evelyn Weber
Merle Kessel
Helen Rafson
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Darlene Kirshner
Joe & Joyce Gamewell
Peter J. Klauber
Marilyn Lehmen
Mary Jane Koehler
Tom & Joan Dannenberg
Albert Kopolow
Mr. & Mrs. Alan Schaffer
Carmela Kovar
Luca P. Meglio
William C. Kralemann
Eunice Corner
Harry Crawford
Evelyn Dailey
Thomas & Doris
Donahue
Bob & Jane Gulledge
Mr. & Mrs. Robert C.
Kintz
Drew & Sue Mallow
Shirley Manion
Thomas Shaw
Irene Kullmann
Roberta & Paul Van
Wagenen
Kathaleen Hatfield Lange
Margaret Moye
John T. Lee
June & Ed Dieckmann
Wayne & Ida Lampe
Mr. & Mrs. R. Moffitt
Edwin Lewis, Jr.
Mr. & Mrs. James R.
Steiner
Carol Loeffler
Charles & Alma Brazel
Linda Loeffler
Holbrook Luedde
Karyn Luedde
Charles Mahn
Terri Hosto
Fred & Marlene Pelton
Sandra Lee Manzo
Judy Burns
James Dee
Elizabeth Foley
Timothy Fox & Ellen
Reed-Fox
Mr. & Mrs. Brad Kimble
John & Diane Ley
Christine Raglin
Mark, Cathy & JoAnn
Schultz
Frank & Dee Steckler
Linda Sternitzky
Mary E. Uhlenbrock
Gus & Mary Ullo
Cordean Watson
Mike & Chick Wiejaczka
Sandy & Mark
Woodworth
Sandra M. Mayer
Fred & Dolores Weinstein
James H. McClellan
Juanita Barley
Georgia Biermann
George Bullock
Karen Crocker
Mr. & Mrs. Barry
Redeker

Mr. & Mrs. Dale
Stabenow
Linda McClellan Wilson
Drucilla McElroy
Dolores & Fred Weinstein
Norman S. McMullen
Rita McMullen
Clifford M. McNames
Lois McNames
Ed Menard
Gladys Laclede
Benny Moncado
Christine Bates
Donna J. Batzel
Janet Becker
Ralph & Carol Czarnecki
Jane Ferrara
Nancy S. Haug
Rita L. Helm
B.J. & V.W. Jost
Dorothy Kalwa
Dean Martellaro
Phyllis & Tom Wuertz
Bernard Mueller
Roger & Ruth Boothe
Steve & JoAnn Freund
Sol Nathan
Dolores & Fred Weinstein
Bob Naumann
Audrey A. Naumann
Jack Neal
Paul & Jean Greenlaw
Dan & Barbara Henley
Kelly Nebuloni
Georgia Brasher
Rev. George Nicozisin
Sylvia Nicozisin
Dave Nissen
Clark & Anita Andrews
Shawnee United
Methodist Church
Choir
Melvin J. Onderdonk
Theresa A. Geringer
Patricia Pavlack
Sr. Jacinta Elmendorf
Flavius G. Pernoud Jr., MD
Julia Bisesi
Robert Burg
Barbara & Roger
Dierberg
Mr. & Mrs. Joseph P.
Frayn
Mrs. J.T. Holden
Frances Hutchins
Judith Neill
Elizabeth M. Newbern
Robert A. Rosenthal
James O. Phelps
Marilyn Godar
Sallie Woods Kratz
Elinor Phelps
Robert & Barbara Walker
Raymond A. Ponder
Sheet Metal Workers’
Local 36
Josephine Portnoy
Debbie & Karl Guyer

Mike & Suzi Wieser

Harland T. Stroud
Mike & Donna Wilke

Bob Reed
June Reed
Arthur (Jack) Reimers
Mary J. Zell
Sarah Ridpath
Anonymous
Dr. Shale Rifkin
Bernice & Mike Resnick
Robert L. Ritzie
Linda Brown
Constance M. Roedel
Marty & Fred Funke
Dwight C. Rogier
Anna Lee & Clinton
Rogier
Jennifer Rogier
Donald K. Ross
Amy & Ken Dubinsky
Fred & Dolores Weinstein
Margaret Rushing
Geraldine Kalisch
Dr. Leo Sachar
June Laba
Paul Schneiderheinze
Dick & Marilyn
Hoeferlin

Ruby Ten Eyck
Darlene & Rudy Ahmann
Grace Berding
Sandra Chappelow
Carol Eakstein
Patrick & Donna Fish
Jim Ming & Dee Forsher
Joe & Becky Gable
Annette Gerner
Eric & Judy Grainger
Larry & Deborah Henley
B. & N. Mitchell
Joseph & Rose Marie
Mullen
Richard Schmidt &
Sharon Woodson
Larry & Trudy
Schoeneshoefer
Alan & Marleen Schooler
Roy & Vicki Schutte
Steelweld Equipment
Company, Inc.
Glenn & Dixie Van Leer
Karen Woodson
Mark & Monica
Woodson
Michael Woodson
Robert Woodson
Susan Woodson
William & Verna
Woodson
Richard Haley Thomas
Nathan Kinney

Dr. William Sheffield
Linda Hyken
Zerlene Shenberg
Shirlene & Irl Baris
Dee Dee Hunt
Jacobs Engineering Group
Michael & Sherry
Shenberg
Alvin Slaughter
Ken & Betty Jack
Robert L. Stellern
Robert & Jo Ann Crowe
Mr. & Mrs. Anthony
Daus
Christy Dickenson
Don & Olga Herdt
Donald & Audrey
Hopkins
Pete Peck
Rita & Bill Riley
Rick Seidel
Leigh-Anne Stump
Carl Wencker
Claire Wilhelm
Steve & Renee Winchester
Emanuel “Bud” Sutter
Mike & Bernice Resnick
Cletus Swagman
The Abbott Family
Calvin & Judy Dierberg
Betty Dyer
Carlene & Robert Elmore
Charles E. Halter
Albert & Ruth Heitmen
Elaine Huber
Ray Huber Family
Carol Kruse
Dan & Kathy Kruse
Lawrence & Susan Kunza
Virginia Mueller
Cecil & Sandra Orth
Melvin & Jackie
Schneider

Bernadette Tissier
Melvin & Regina Davis
Fiscal Staff Co-Workers
Dave & Clark-Ann Haas
Clara Lickenbrock
Thomas Shilling
Walter & Virginia Slattery
Linda Margherita Tomasella
Steven & Sandra Neralich
Resy Sgorlon
Bruce VanKeuren
Valerie Rauscher
Gary Vicari
Willard Walker, MD
Jane C. Walker
Marie Wanninger
Henry Oestereich
Donald F. Warman
David C. Raterman
Lester C. Webber
Jack & Jill Dilschneider
Carl & Janice Hermann
Nancy Kinstler
Joyce Motherway
Linda S. Spencer
Robert Wegusen
Helen & Ralph
Goldsticker
Margaret & Peter Wilder
Joe & Laureen Wilder
Mildred J. Willhauck
Gary L. Breneman
George & Linda Fischer
Art & Ruth Hofmann
Densil & Jeanette Kille
Don & Beth Klingsick

continued on next page
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Tributes &
Donations
continued from
previous page
Lee Lottes
George & Nancy Marble
Antonio & Jane Meglio
Karen & Robert Olsen
Janie & David Smith
Bernadette Spitznagel
Sharon & Kevin Wiedner
Kenneth Wilson
Terri Shelton
Ray Withey
Jamie Lang & Gregg
Garrison
Harold Wolff, MD
Harriet, Larry & Faith
Comensky

GENERAL

Judith Armbruster
Jay & Ruth Barr
Willard & Barbara Benz
William & Ada Billings
John J. Bolger
Maxine Bolin
Suzanne Brabston
Kenneth Brockmann
Thomas R. Bruno
Darlene Bush
Leo Catsavis
Ralph & Rita Claypool
Mr. & Mrs. Bob Cohen
Conner Ash P.C.
Linda Crawford
Terry & Jean Davis
Mary Anne Delker
James & Bonnie Diemer
Jane Domke
Lucy Ellen Donaldson

Don & Diane Donlon
Mary T. Dwyer
Roxanne H. Frank
George Frenzel
Janet Freund
Stephen G. Freund
Bob & Beverly Frey
Bob & Linda Gamm
Elaine & G.H. Gerner
Theresa Giudici
Helen & Ralph
Goldsticker
Robert & Cathy
Goldsticker
Berhnard & Else
Hartmann
George C. Hawley
Hardin Hewlett
Michael & Linda
Honigfort
Helen & Annis Hopkins
Martha Hughes
Linda Hyken
George & Nancy Johann
Mr. & Mrs. Ryan Jones
Engelbert & Barbara
Knaus
Mark & Nancy Kodner
Charles P. Kohlenberger
Sharna Kohner
W.R. Konneker
Matthew & Kelly
LaMartina
LIGHTS of the Jewish
Special Needs Society
MasterCard Matching
Gift Program
Mr. & Mrs. John C.
Meehan
Char Ann Meloney
Janet Meyer
Kenneth W. Mihill
Moneta Group
Floyd & Diana Morgan
James & Susie Nelson
Florence Oberle
Mary Kathleen O’Brien

Paramount Mortgage
Company
John Richard Pedrotty
James & Jean Peterson
Karen Pfitzinger
Dale & Norma Plank
Mildred Poletsky
Margie Reimer
Donald & Ruth
Richmond
Jay & Lisa Ring
Jack Schecterson
Douglas Schroeder
Curtis & Janis Shannon
Martin Shrader
Gene & Joan Slay
Mary E. Stein
Mr. & Mrs. Donald J.
Stohr
Walter & Joan Stradal
John Tierney
Shirley Waide
Cohen & Twila Walters
Sue & Doug Warden
Harold & Barbara Weiner
Sara Jane Weinhaus
Vernon & Marion Weiss
Stephen & Linda
Wielansky
Wines for Humanity
Dick & Margie
Zimmerman

YEAR END

Earl & Cathy Adkison
Nancy C. Amling
John T. Baldwin
Jay & Joan Bender
Thomas & Charlotte
Benton
Bonnie Bizelli
Charles H. Borchelt
Thomas R. Bruno
Beverly Buder
Peter Byron & Betty Cash
Leo & Ann Catsavis

Kim Cleary
JoAnn Corry
Robert & Linda Coulter
Helen Daffron
Robert Denlow
Janet Deranja
Richard & Phyllis
Duesenberg
Thomas E. Fairlie
Richard & Marolyn Fehr
Emmett & Joan Fitzgerald
Bernie & Lois Frank
Theresa A. Geringer
Roberta Gittemeier
Mr. & Mrs. Ralph
Goldsticker
Clay Goss
Georgia Green
Scott & Danielle Green
Karl & Debbie Guyer
Oweeta Hall
Brian Hantsbarger
Charles B. Haverstock
William Healey, Jr.
Betty & Howard
Heileman
Hochschild, Bloom &
Company LLP
Mark Hoemann
Donna Holder
Jody & Richard Homans
Terri Hosto
Janet M. Johnston
Richard Kohn
Teresa Kosar
June Laba
Noreen Laffey
Linda Laramie & Philip
Scharf
Marilyn Lehmen
Steven & Diana Lesh
Robert Lewis
Hannah Locks
Mary Loire
Al & Patricia Lubin
Ann S. Lux
Stephen & Leanne Lyle

Monica & Bob Mach
Thomas & Amy
Mackowiak
George & Nancy Marble
Joe Marchbein
Dr. & Mrs. David B.
Marrs
Robert May
Michael & Patricia
McKinnis
Eugene Meffert
Sally Meyer
John & Linda Neporadny
William F. Oberbeck
Angelo & Betty
Panourgias
Bob Pratzel
Dorothy Reimers
Thomas J. Rielly
Jennifer Rogier
Dennis & Marie Ruth
Stuart & Beverlee Sagel
Larry & Carol Shapiro
Mr. & Mrs. Peter C.
Sharamitaro, Jr.
Charles Siebert
Steven, Samantha &
Evelyn Simms
Pat & Carol Sipes
James Sketoe
SL Graphix
Betty Spitzer
Sanford Spitzer
Mr. & Mrs. James R.
Steiner
Lois Sterbenz
Leigh Strassner
Virginia A. Ulmer
Casimir Vrasic
Jen & Chris Walter
Cathy Watts
Mary Weerts
Judy Weidenthal
Rochelle Weiss
Gayle & Don Wheeler
Don L. Wolfsberger
Zeigler Associates

Parkinson Education Program—April 30, 2011
Lewy Body Dementia

A

pril is Parkinson Awareness
Month and in celebration, we
are excited to announce the first
Parkinson Education Program (PEP) of
2011. This educational program will be
held at The Ritz-Carlton St. Louis and
will feature several speakers and topics.
Invitations will be mailed out in March,
and reservations are required. Jennifer
G. Goldman, M.D., M.S., Assistant
Professor in the Department of Neurological Sciences, Section of Parkinson’s
Disease and Movement Disorders at
Rush University Medical Center in Chicago, IL, will be our keynote speaker on
Saturday, April 30, addressing the topic
of “Cognitive and Other Neuropsychi14
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atric Features in Lewy Body Disorders.”
Dr. Goldman graduated from Princeton University with degrees in Psychology and Music Performance and
received her M.D. from Northwestern
University Medical School. She completed her neurology residency training
at Washington University in St. Louis,
followed by a movement disorder fellowship and a Master of Science degree
in Clinical Research at Rush University
in Chicago. As a movement disorder
specialist, Dr. Goldman treats patients
with Parkinson’s disease, dementia
with Lewy bodies, atypical parkinsonism, and occupational dystonia, as well
as other movement-related conditions.

Her research focuses on cognitive and
neuropsychiatric features of Parkinson’s
disease and dementia with Lewy bodies.
Dr. Goldman will be joined on the
program by Dr. Gary Behrman, Ph.D.,
LCSW, M.Div. Dr. Behrman will be
speaking about “Giving Care vs. Partnering in Care.” He obtained his doctoral degree in Social Welfare from the
University of Albany in New York, his
Master of Social Work from Saint Louis
University and his Master of Divinity
from St. Meinrad School of Theology.
He is a Gero-Ed Center Expert Trainer
on Aging with the Council Social Work
Education. His research and publicacontinued on next page
February 2011

Help for Caregivers—Adult Day Centers

Maggie Menefee, M.S.W., Program Director, Adult Day Center at the Jewish Community Center

A

ccording to the Department of
Health and Senior Services, the
demand for informal caregivers such as family members, friends or
neighbors is expected to increase by
more than 20% in the next 15 years. It
is estimated that in the next 40 years as
baby boomers age, this will increase to
85%. Nearly 62 million Americans already care for another adult at least part
time.
The toll this is placing on families has
an impact on them financially, emotionally and physically. Evidence of this toll
was indicated recently in a 2010 study
completed by the National Alliance for
Caregiving and the MetLife Mature
Market Institute. The study compared
noncaregivers with caregivers indicating
that 11% of caretakers say they “almost
always” feel stressed at home compared
to 7% of noncaregivers. “The impacts
can have a cascading effect” on a caregiver, says Marc Agronin, a geriatric
psychiatrist and author of “How We
Age.” He also stated that the stress and
physical demands can bring about higher medical expenses for anyone tending
to another person.
Research also supports that caregivers of all ages have a heightened risk
for chronic health problems. Among
working women 50 and older, 20% of
caregivers report just fair or poor health,
more than double the number of noncaregivers, the MetLife/NAC study
found. Nearly 26% of adult men under
the age of 39 say the same, more than
three times the rate of non-caregivers in
that group. Among the most common
chronic health conditions reported at
higher rates were diabetes, hypertension
and high cholesterol.

ing, socialization, and assistance with
daily activities which allows individuals
to continue to live in their homes and
receive needed care in a supportive, professionally staffed, community-based
setting.
Adult day services also benefit family
caregivers by enabling them to remain
in the workforce or receive needed respite and by providing them with direct
services (e.g., educational programs,
support groups). They provide costeffective care, while supporting individual autonomy, allowing individuals
to “age in place,” and enhancing the
quality of life for both participants and
family caregivers.
With the projected growth in the
older population and resulting increase
in the number of individuals who will
require long-term care, the need for
community-based providers such as
adult day services centers will continue
to grow. Families of loved ones diagnosed with early stage dementia, Alzheimer’s, the developmentally delayed,
brain trauma, and other brain disorders,
such as Parkinson’s disease can all benefit from the services of adult day programs. The passage of the Patient Protection and Affordable Care Act (the
health-care reform bill) and an increasing focus on managing chronic illness
within the Medicare program speak
to the importance of developing care
models that will be able to meet these
growing needs. Adult day services play
an important role in meeting the care
needs of today’s population and may
hold the answer to the pressing question, “How can we meet our future care
needs in a fiscally efficient and ethically
responsible manner?”

How to combat this and what is
available?
Adult day services (ADS) centers are
key providers of long-term care services
in the United States. They provide a
program of activities, health monitor-

What to look for in choosing an
Adult Day Center
As caregivers you want to consider a
program that you feel totally confident
with in taking care of your loved one
during the day. Trust is an important

Volume 25, Issue 1

factor. Some questions to consider include: What types of services will be
offered? Will transportation be a part
of this? Will there be an assessment to
determine the appropriateness of placement? Is there adequate staff coverage
for the number of participants throughout the day? Does it include medical
assessments? What additional services
are available for the caregiver? How do
I even begin?
Whom do I contact first?
The Missouri Adult Day Services Association can provide you with a list
of licensed Adult Day Centers in your
community. To contact them directly
simply call Ann at 573-634-3566 or go
to www.moadsa.org. n

Parkinson Education
Program
continued from previous page
tions focus on how and why people
flourish following a crisis and the functions of religion and spirituality in this
process. He is a frequent speaker at national and local conferences and currently teaches at Lindenwood University
where he is the Department Chair and
BSW Program Director. Dr. Behrman
has a father with PD and can share insights on caregiving from an up close
and personal perspective in addition to
the professional insights he will share
with the audience of caregivers only.
As the caregivers learn about caring
for the caregiver, patients will participate in an enriching session with Amanda Landsbaum, MS, OTL/R on Adaptive Equipment -Making Life Easier and
Kathy Bednarek, MA, CCC-SLP who
will be demonstrating a LOUD Crowd
session.
If you do not receive an invitation
to this special event by April 1, please
contact the Center at 314-362-3299 to
request one. n
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Washington University School of Medicine
American Parkinson Disease Association
Campus Box 8111
660 S. Euclid Ave.
St. Louis MO 63110
Address Service Requested

Save These Dates!

Please call the satellite resource center
at 636-537-5455 to make certain we
have a volunteer available to meet you
at the time when you’d like to stop in to
visit our center (1415 Elbridge Payne,
Suite 168, off the Chesterfield Parkway
near Clarkson Rd., behind
PF Changs parking lot)
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Sat., April 30

Spring PEP Meeting: Inform, Enlighten & Enrich
Dr. Jennifer Goldman “Cognitive & Other Neuropsychiatric
Features in Lewy Body Disorders”
Dr. Gary Behrman “Giving Care vs. Partnering in Care”
Amanda Landsbaum “Adaptive Equipment Available to Make
Life Easier”
Kathy Bednarek “Let’s Talk LOUD!”
10:30 am–2:30 pm (lunch provided)
The Ritz-Carlton in Clayton
RSVP required; invitation to follow

Mon., May 16

Nat Dubman Memorial Golf Tournament
Lake Forest Country Club in Lake St. Louis
RSVP required; invitation to follow

Mon., May 23

FUNdraiser
For those who dine at CPK on this date AND present the flyer,
CPK will donate 20% of their check (food & drink) back to the
APDA, excluding tax and tip. Look for the special flyer to be
distributed in the May newsletter and at other events.
California Pizza Kitchen (CPK), all 4 St. Louis locations:
Creve Coeur, Chesterfield Mall, St. Louis Galleria, West County
Shopping Mall

Mon., October 10 Fashion Show & Luncheon
Sheraton Westport Chalet in Creve Coeur
RSVP required; invitation to follow

