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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 lllinois,
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-

- PP
tient’s own physician.

RACIAL AND GEOGRAPHIC VARIATION IN PD

Allison Wright Willis, MD

Dr. Willis is an Assistant Professor of Neuro-
logy at Washington University School of Medicine.
Her clinical areas of expertise include treatment of
adults and children with movement disorders; such
as, Parkinson disease (PD), dystonia
and Tourette Syndromeltics. ~ Her
main area of research is in the envi-
ronmental epidemiology of PD.

arkinson disease is a common
neurodegenerative disease of
the elderly with no known
cause. My research seeks to identify

PD in the U.S.. Geographically, PD rates are
highest in the Midwest and Northeast regions of
our country, where the rates of new and existing
cases of PD are two to ten times greater than
that in the West and South.

There are several interesting theories
suggested by this recent study. The find-
ing that Whites have substantially high-
er rates of PD may mean that Blacks and
Asians are somehow less susceptible to
PD, perhaps due to a protective genetic
factor, or to decreased exposure to key

demographic and environmental
factors which may influence who develops PD
and who does not. Previously, we did not know
how common PD was in the U.S., nor did we
have extensive data on which people are more
likely to develop the disease. Using Medicare
data, which is utilized by 98% of Americans
over the age of 65, we were able to determine
PD rates in the U.S. by race and region of resi-
dence. Following are high-
lights from my recently pub-
lished article in the journal
Neuroepidemiology (Wright
Willis, A., et al, Neuroepide-
miology 2010; 34:143-151).
We found that PD affects
approximately 1.6% of the
U.S. population over the
age of 65. Approximately
130,000 people are newly di-
agnosed each year. Men are
slightly more likely to have
the disease, with a male: fe-
male ratio of 1.55 (155 men
have the disease for every
100 women). PD rates in-
crease with age. White men
have a much higher rate of
PD, up to double that seen in Blacks or Asians.
Asian women seem to have the lowest rate of

environmental factors. The finding that
PD is more common in the Midwest and North-
east supports previous research which suggests
that non-hereditary PD may be associated with
environmental factors (some of which may be
pesticides or metals). These areas of the country
are hubs of agriculture and industry, and future
studies may be able to identify specific environ-
mental factors which raise or lower PD risk. H
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Age, race and sex standardized prevalence (per 100,000)
of Parkinson Disease among Medicare beneficiaries in the
United States (year = 2003).

Graphic reprinted with permission from the publisher: S. Karger AG, Basel. in Neuroepidemiology 2010; 34:143-151, by Wright Willis, A., et al.
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TO EASE
THE BURDEN
TO FIND THE CURE .

American Parkinson Disease Association

| DON'T WANT TO BURDEN

My CHILDREN

Sarah Movius Schurr, LCSW

n my work meeting with support
groups, facilitating family meetings
and talking on the HelpLine, a fa-

miliar theme I encounter is that many

hinting that something is wrong may
lead to an incorrect assumption of
what your true needs are.

Hire a Lawyer. See an elder-law at-

folks are worried that as
they get older or their
care needs increase their
Parkinson’s disease will
make them a burden on
their children. Of course,
this is a natural concern
and demonstrates an
awareness and caring for
those around us. Yet most all of us
will need to call on loved ones during
tough times, as well we should. As a

caregiver for an older relative, I can
appreciate the strains that chronic ill-
ness places on families. Here are some
tips to help make the road as smooth
as possible with your family.

Ask for help before you need it.
Don’t wait until your need for help is
urgent and family has to drop every-
thing to deal with a crisis. Let your
kids begin to help you out while your
needs are still small. Gradually add
more help as it becomes appropri-
ate. It will be easier for your family
to adjust to a gradual increase in care
needs than to be caught off guard by
an emergency.

Spend their inheritance. Too of-
ten people dont pay for the care they
need because they want to save money
to leave to the next generation. For
some that means risking a fall in the
shower because you didn’t want to
pay for a bath assistant or living alone
when you really need to have support
available for safety reasons. Generally
speaking, your family would rather
worry about you less today than have
your money tOmorrow.

Be blunt. Ask for what you need as
clearly as possible. Tell your kids ex-
actly what the situation is when you
have a problem to work out. Gently

torney and get a good estate
plan in place. Get a power of
attorney set up so someone
can do business for you if you
are in the hospital or other-
wise unable to care for things.
Make sure your children are
informed of your decisions. A
good estate plan is especially
important if you have investments or

multiple properties.

Get on the calendar. You may have
noticed — your children have very
busy lives! This doesnt mean they
dont have or wont make the time
to help. However, it does mean that
if you want them to come for the af-
ternoon to sort medical papers or give
you a ride to the doctor, you will do
better to schedule the time in advance.

Bring up unpleasant subjects. Tell
your children what your wishes are
regarding things like burial plans and
how much medical intervention you
want if you are close to death. Even
better, put your wishes in writing and
see that they all get a copy. This can
help ensure your wishes are honored
and save your family members from
arguing about what they each think
you want if you are not able to offer
an opinion.

Go ahead and burden them a lit-
tle bit. Love, family, relationship...
these wonderful parts of life include
some aspect of mutual care and, yes,
obligation. You would help your kids
if they needed you. You are not a bad
person if you need to call on them to
help you once in a while.

Reprinted with permission from au-
thor Sarah M. Schurr and the Parkin-
son’s Resources of Oregon November/
December 2009 newsletter. M
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PROGRAMS PROVIDED BY THE ST. LoulsS CHAPTER
OF THE AMERICAN PARKINSON DISEASE ASSOCIATION

ne of the Missions of our Chap-
O ter 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. In the Novem-
ber edition we discussed research being
funded. Now we would like to describe
programs offered to enhance the qual-
ity of life for persons with PD and their
families. Our next issue will discuss ser-
vices offered by the St. Louis Chapter of
the APDA.

Our Vision is to expand significantly
services and education programs to bet-
ter meet the growing needs. As the late
cartoonist Charles Schulz said, “Life is
like a ten-speed bike. Most of us have
gears we never use.”

Support Groups

One of the biggest contributions
APDA makes to the PD community is
creating a network of volunteer-led sup-
port groups. The benefits of peer help-
ing peer are strongly supported by re-
search, including improved knowledge
of the disease, improved ability to cope
with the disease, lower risk of depres-
sion, more positive outlook on life, and
increased self-esteem.

The format varies by location, but the
goal is always to provide a safe, confi-

St. Louis Area Missouri
Clayton Cape Girardeau
Chesterfield Columbia
Creve Coeur Jefterson City

Festus/Crystal City Joplin

Florissant Lake Ozark
Kirkwood Rolla

Ladue Ste. Genevieve
Oakland Sedalia

St. Peters

South St. Louis

dential, welcoming place to come to-
gether. Groups offer PD patients and
their caregivers the opportunity to ex-
change thoughts and share concerns
and solutions to everyday living.

Groups meet monthly

Exercise Classes

Exercise empowers individuals with
PD to feel stronger and more in control.
Research further supports positive out-
comes on personal outlook and mood.
The medical literature has shown that
medication and surgical intervention

Illinois
Alton
Belleville
Carbondale

Carmi

Specialty Groups

Care Providers Only
DBS Group
Newly Diagnosed
Young Onset
Decatur

Granite City

Greenville

Matoon

Mt. Vernon

Quincy

Springfield

Vandalia

alone are not adequate treatment for
PD. Exercise, functional training and
education are also integral parts of the
management of the disease and its dis-
abilities. As Robert N. Butler, a former
director of the National Institute of Ag-
ing, once stated, “If exercise could be
packed into a pill, it would be the single
most widely prescribed and beneficial
medicine in the nation.”

Classes focus on exercises and activi-
ties to improve function, specifically
balance, posture and functional mobil-
ity and are led by trained PT/OT.

Locations:

® Barnes-Jewish Extended Care

(Clayton)

® Barnes-Jewish St. Peters Hospital

® St. John’s Acute Rehab Hospital
(West County)

e Garden Villas South (South
County)

® St. Luke’s Hospital (Chesterfield)

¢ Garden Villas North (Florissant)

1-hour class, meets once or twice a week

Aquatic Classes

In the water, an individual with Par-
kinson’s can reduce the risk of falling
and exercise safely. The buoyancy of the
water supports the individual with Par-
kinson’s while water-walking or turning
a full circle. Several participants have
commented that exercising weekly in
the water has increased their ability to
walk, turn in a circle, and maintain
their balance. One participant com-
mented, “I can walk in the water, but
not on land.” She also stated that she
did not have to worry about falling
while exercising because she was now
able to exercise in the water without
that worry. During the Winter 2009
session of water exercise, the balance
of the individuals with Parkinson’s was
measured with a pre and post test of
the Berg’s Balance test. The Berg’s Ba-

continued on next page
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STL APDA PROGRAMS

continued from previous page

lance Scores concluded that the balance
of the participants with Parkinson’s
remained the same or improved dur-
ing the 10 weeks of 60-minute weekly
water exercise classes. The participants
of the classes have also reported an abil-
ity to maintain range of motion in their
necks, upper extremities, and lower ex-
tremities. The water-exercise class has
motivated several participants to keep
moving, relax, and have fun improving
their psychological well being.

The St. Louis APDA, ShowMe
Aquatics & Fitness, the St. Charles
YMCA, and Rainbow Village have col-
laborated to provide two water-exercise
classes for individuals with Parkinson’s
since the spring of 2008. Classes are
led by trained and certified instructors
at pools specifically designed and acces-
sible for our patients. We hope you join
us for some fun in the pool!

Locations:

® Rainbow Village

¢ St. Charles YMCA

1-hour class, meets once a week for 10
sessions

Thursdays 2:00pm

Winter session runs from January 14 —
March 18, 2010.

Dance Exercise Classes
(No openings at this time)
Preliminary data gathered from indi-
viduals with PD who learned to dance
Argentine tango revealed significant
improvements in balance, walking, and
quality of life. This community-based
dance program is an opportunity to
study a yearlong dance intervention,
and if the program proves successful,
could be used as preliminary data to
fund a larger, multi-site study of com-
munity-based dance programs for PD.

Social Dance

Dr. Oliver Sacks feels that “music is
the prosthesis for the injured part of the
brain. The pattern, timing and rhythm
involved in music and dance will pro-
mote fluidity in movement, speech,

thought, and emotions.” Put on your
dancing shoes and join us for this fun
afternoon!

Sunday, June 13, 2010, 2:00-4:00pm
@ Congregation Shaare Emeth Auditorium.

PD 101

This class is designed to impart basic
information about Parkinson’s disease,
available treatments and resources in
our community. Participants receive
printed material, a welcome packet,

Parkinsons Disease for Dummies by
Tagliati-Guten-Horne and an exercise
DVD, Delay the Disease, by David Zid.
PD101 is scheduled on an individual
basis within two years of a PD diagnosis.

Weliness Courses

The Wellness Course is an education
and support group of twelve persons
with PD and their care partners who
meet with the goal of helping individu-
als with PD and their family members
develop skills and confidence in manag-
ing the everyday activities and relation-
ships that may be challenging when liv-
ing with PD. An occupational therapist
with training in PD facilitates the week-
ly small-group discussions that enable
members to share ideas for resources

and adaptations, express feelings, and
problem solve challenges. The group
members choose what topics to dis-
cuss each week; typical past topics were
medication management, coping with
physical and emotional changes, home
safety, physical fitness, and long-term
planning. The overall purpose of the
Wellness Course is to enhance the qual-
ity of lives of individuals with PD and
their family members through gaining
confidence and skills in managing the
consequences of the disease.

2-hour course, meets once a week for six
weeks

Speech Classes

Parkinson’s disease skews the indi-
vidual’s sensory perception, resulting
in a soft voice in 89% of people with
Parkinson’s. Eventually there is a loss of
muscle strength and physical endurance
to speak at appropriate loudness. These
classes incorporate practice and role
play situations in conversational speech
tasks produced at normal loudness lev-
els in a “safe” environment.

Classes are led by LSVT trained and
certified Speech-Voice Pathologists us-
ing the single reminder BE LOUD! to
bring voices to improved, healthy and
appropriate vocal loudness levels.

1-hour session, meets twice a month for
three months

Speaker Series — Parkinson
Education Programs (PEP)

This free speaker series with guest lec-
turers covers a wide variety of subjects
such as Research Updates, The Impor-
tance of Exercise, Coping Strategies,
Non-Motor Aspects of PD, Cognitive
Aspects of PD, Deep Brain Stimulation
(DBS), Lee Silverman Voice Treatment
(LSVT), and Tips for Caregiving.

2-hour session plus questions & answers,
mmeets once per quarter

For more information on any of
the programs described in this arti-
cle or to register, please contact the
St. Louis APDA Information & Re-
ferral Center, 314-362-3299, or visit
www.stlapda.org. l
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WHERE THERE'S A WILL...

...THERE IS INCREASED HOPE FOR VICTORY OVER PARKINSON’S DISEASE!

A will is perhaps the single most important document you can own, although more than half of all Americans die without one. Only through
a will and careful planning can you benefit the people and organizations you care about most in the exact manner you have intended. Don’t
think of your will only in terms of probate taxes, bequests and other legalese. This important document is primarily about people—your spouse,
children, grandchildren, other relatives, close friends, and organizations that serve others, such as the American Parkinson Disease Association.

any individuals have asked for
IVl advice on ways to include the
APDA as a beneficiary in their
wills. It goes without saying that such
bequests are of great value to the APDA
and play a key role in our ongoing ef-
forts to improve the quality of life for
persons with PD and their families.
The following language has been re-
viewed and is deemed a legally accept-
able form for including such a bequest
in a will:
“I give and bequeath to the Ameri-
can Parkinson Disease Association of
Greater St. Louis, located ar Campus
Box 8111, 660 S. Euclid Ave., St.
Louis, MO 63110 for discretionary

use in carrying out its aims and pur-
poses, (the sum of § ) OR (a
sum equal to % of the value
of my gross estate) at the time of my
death under this will or any codicil
hereto.” (Please contact the St. Louis
APDA for our federal ID number.)
Some additional bequest options
would include the bequest of a specific
object of value, shares of stock, proceeds
from a life insurance policy, or the re-
mainder of an estate after provisions of
debts, general and specific bequests, and
administrative expenses, including taxes.
Also, there are Charitable Remainder
Trusts, which make annual payments
to a beneficiary for a specific period of

time (including a lifetime), after which
the trust remainder is transferred to
another designated organization, and
Charitable Lead Trusts, which work in
the exact reverse order.

The most important aspect in consid-
ering or making any changes to a will is
that the well-being of your own family
occupies the top most position in your
planning. And, for their and your pro-
tection, you should always consult an
attorney about any changes you plan to
make to your will.

Reprinted with permission from the
Parkinson Research Foundation, Parkin-
son Disease Update quarterly publica-
tion, Fall 2009. M

MAKING IT THROUGH TOUGH TIMES: BUILDING RESILIENCE

Linda O'Connor, LCSW (excerpts from David Rintell, PhD)

etting a diagnosis of Parkin-
sons disease is a life changing

event which starts people (both
the person diagnosed as well as family
members) on a journey full of challeng-
es and uncertainty. But how you react
to these challenges, how well you adapt
to the changes and continue on with life
can make all the difference in the world
related to how you feel emotionally,
how well you cope and the impact it has
on your relationships. The quality of
adapting well in the face of struggle is
called resilience.

Resilience involves the ability to con-
front adversity and still find hope and
meaning in life. Itis having the capacity
to “bounce back” from a difficult time
feeling strengthened and more resource-
ful. Resilience is not a trait that people
either have or dont have, rather it is a
process involving behaviors, thoughts
and actions that can be developed and
strengthened. So the good news is that
no matter what your age, your life cir-

cumstances or your PD symptoms, you

can take steps to build your resilience so

you can “weather” life’s challenges.

Listed below are 10 ways to build
resilience. You may already be doing
some of these, but it never hurts to add
on additional strategies. In this uncer-
tain world we live in, we need all the
help we can get!

1. Make connections — research (and
common sense) tells us that people
who have social support do better
both emotionally and physically.

2. Make achievable goals — make
them small and realistic. Figure out
what you can change and what you
need to let go.

3. Take action! — act on your goals,
it gives a sense of accomplishment
and capability and that feels good.

4. Locate your strengths — how did
you overcome challenges in the
past? What skills did you use? Ev-
eryone has strengths; you just have
to sometimes remind yourself.

5. Express gratitude — it reminds
you that something is good and
changes your focus.

6. Maintain hope — give yourself
permission to be hopeful; hope
is justified (there’s a lot of PD re-
search under way).

7. Keep things in perspective —
avoid blowing things out of pro-
portion. Focus on what you can
do instead of what you can’t.

8. Utilize your faith/spirituality
— having a connection to a com-
munity of faith, having a sense of
something larger than yourself can
bring comfort and peace.

9. Give to others — attend a support
group, volunteer with the APDA
Chapter, get involved with a com-
munity group; it’s all good and
changes your perspective.

10. Humor works — laugh at the sil-
liness of life, find the humor in
struggle, it really does lighten the
load a bit.

Volume 24, Issue 1
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TREAT YOURSELF TO A STICK OF CHEWING GUM

arly research indicates
E that chewing gum sev-

eral hours a day may
improve some of the speech
and swallowing symptoms
associated with Parkinson’s
by exercising the mouth.
The researchers believe that
chewing gum may help train

and Director of the Movement
Disorders Centre in south-
western Ontario.

Chewing gum to exercise
the mouth doesn’t involve any
extra hardware and is socially
acceptable. Caution should
be exercised in cases where pa-
tients are bedridden or found

Parkinson’s patients to also
move their tongues while eating and
swallowing. “Gum acts as a sensory cue
to train the system,” says Dr. Mandar Jog
of the London Health Sciences Centre

to be aspirating.

An added benefit is gum that contains
xylitol fights off bacteria and will keep
your teeth healthier. Also, because some
of the medications prescribed for Par-

kinson’s disease cause a dry mouth (xe-
rostomia), another benefit to chewing
gum is the stimulation of saliva, which
further protects your mouth from cavi-
ties and forming plaque-like substances
on your teeth (in addition to keeping
your gums healthier). Dentists remind
us to choose sugarless gum or check
the label for the presence of xylitol.
Published in the November 2009 edi-
tion of the Houston Area Parkinson Soci-
ety (HAPS) newslerter, HAPS Happen-
ings. 1t is reprinted with permission from

HAPS. B

PRESCRIPTION ASSISTANCE PROGRAMS DIRECTORY

he programs below offer financial
Tassistance toward the cost of pre-

scription medications.  Most of
these organizations work on the patient’s
behalf with the drug companies, and
may charge a small fee for their service.

* Extra help with prescription drug
costs—You must be enrolled in a
Medicare Prescription Drug Plan.
www.ssa.gov/prescriptionhelp
1-800-772-1213

® Patient Advocate Foundation —
Co-Pay Relief—Helps with co-pay
cost for patients with insurance.
Limited to specific diseases.
WWW.COPays.org
1-866-512-3861

® Needy Meds—An information
resource to help people who can’t
afford to pay for their medications.
www.needymeds.org
(no phone helpline)

® Rx Assist—Provides a comprehen-
sive listing of pharmaceutical com-
pany Patient Assistance Programs.
WWWw.rxassist.org
401-729-3284

® Partnership for Prescription As-
sistance—Provides assistance for
low-income uninsured patients to
get free or nearly free prescription
medicines through existing Patient
Assistance Programs.
WWW.pparx.org

1-888-477-2669

* Rx Outreach—A low-cost, mail-
order prescription drug program
for low income families.
www.rxoutreach.com
1-800-769-3880

® Rx Help—A prescription assis-
tance company that helps qualified
patients access and remain in a
pharmaceutical Prescription As-
sistance Program.
www.rxhelp4u.com
1-866-960-9497

® Rx Hope—A Web-based assistance
program to help patients access
pharmaceutical Prescription As-
sistance Programs.
www.rxhope.com

1-877-267-0517

Missouri/lllinois Region Assistance
Programs
* Walmart $4 Prescription
Program—Offering hundreds of
prescription drugs and more than
1,000 over-the-counter medica-
tions at only $4 per 30-day supply.
Available at Walmart pharmacies.
® Benefits Checkup—A web-based
service by the National Council
on Aging that allows users to find
and enroll in federal, state, local
and private programs that help pay
for prescription drugs, utility bills,
meals, health care and other needs.
www.benefitscheckup.org

* Schnucks $4 Generic Prescrip-
tions—Available at Schnucks
Pharmacies offering more than
300 generic drugs priced at $4 for
a 30 day supply. Also, 7 different
generic oral antibiotics free for up
to a 21-day supply.

® Walgreens Prescription Sav-
ings Club—Offers discounts on
more than 5,000 brand name and
generic medications with over 400
generics priced at $12 for a 90-day
supply.

® lllinois Cares Rx—For Illinois
Residents who meet certain in-
come criteria.
www.state.il.us/aging/1rx/cbrx/
qualifications.htm#icrx-req

® lllinois Rx Buying Club—Dis-
counts on brand name and generic
prescription drugs. Savings average
20%. Card accepted at 50,000
locations nationwide, including
2,500 pharmacies in Illinois. Mail
order service offers greater savings.
Drugs on preferred drug list are
discounted further. Must meet
income requirements.
www.illinoisrxbuyingclub.com

® MO Rx—Works with all Medicare
Part D plans. Pays 50% of your
deductible, 50% of your co-pays
(including during the coverage

continued on next page

6 St Louis APDA LiNK

February 2010



TAKIN' IT TO THE STREETS!

hink back, if you will, to what it
Tfelt like when you were first di-
agnosed with Parkinson’s disease,

or what it felt like to learn that one of
your parents or siblings had been diag-
nosed. Ill bet you can still recall what
went through your mind or what ac-
tion you took. I receive calls every week
from people who have recently been di-
agnosed and are anxious for knowledge.
The call might be from a rural resident
who is so baffled as to why people think
he has been drinking when he speaks
with slurred speech, resultant from his
Parkinson’s and not from being intoxi-
cated. Or the call I receive from a nurs-
ing home resident pleading with me to
please send out a DVD that the staff
can watch to become better educated
about the importance of giving him his
medication on time. We hear about the
staff coaxing him to move, which will
not result in movement when his feet
feel like they are stuck in concrete dur-
ing a “freezing” episode. And he tires of
explaining why the battle with constipa-
tion is never ending and does not always
respond to the usual treatment of such.
Do these frustrations sound familiar?
Do you also hear stories about misdi-
agnoses and improper treatments? We
hear them—and hear them all too of-
ten. Feedback from members of the
St. Louis Parkinson’s community was
carefully considered when the Board of
Directors spent six weeks in strategic
planning sessions. The Board recog-
nized the necessity of significantly ex-
panding patient services and education
programs in response to the growing
and unmet needs of patients, families
and medical personnel. The planned
expansion is both geographic and verti-
cal - encompassing more rural areas and
more professional caregivers. We will
target physicians as well as paraprofes-
sionals working in senior living facilities
and home health agencies. In 1998, the
St. Louis APDA, then under the direc-
tion of Susan Levin, produced a video
about the unique needs of Parkinson’s
patients entitled Caring for a Nursing

Home Patient with Parkinson’s Disease.
It continues to be utilized in nursing
homes around the country, as well as in
training for others who care for PD pa-
tients, but an update is essential. This
tied in nicely with the Board’s vision “to
expand significantly patient services and
educational programs to better meet the
growing and unmet needs while main-
taining its commitment to fund Parkin-
son’s disease research.”

nter a gerontology student who
Ehas a parent suffering from Par-

kinson’s disease. In conjunction
with a class project, we agreed that she
would write a grant request, and the
idea of Takin’ It to the Streets was born.
The “It” is education about Parkinson’s
disease and the “Streets” represent a
much wider audience. The proposal
involves creating an instructional me-
dia set to be freely distributed to 3,500
carefully selected physicians, libraries,
support groups, nursing homes, senior
centers, and others. It will first focus
upon underserved rural areas in Mis-
souri and southern Illinois. A newly
produced DVD will include interviews
with movement disorder specialists,
slides responding to frequently asked
questions, and illustrations of care tech-
niques. Segments of the DVD will be
directed to medical personnel and/or
patients and their families. Booklets,
web links and other resources will be
shared on a CD.

So what does that mean for you? This
project is budgeted at $60,000—only
about $17 per completed and mailed
instructional media set. If ten people
view each DVD, just think of the bene-
fits gained for the cost of $1.70 per per-
son! Your mission, should you choose
to accept it, is to think of ways we can
fund this project. Perhaps youd like
to consider being a grantor or donor?
Please help us help others. Help us en-
courage early and accurate diagnoses.
Help us share information about treat-
ments and life-style modifications that
can delay the disease and improve qual-

ity of life for all concerned. What we
learn about this disease deserves to be
shared with all patients and all caregiv-
ers, especially those with limited access
to existing resources.

Consider sending a donation in the
blue tribute envelope attached to this
newsletter, or through our website,
www.stlapda.org. Mark your donation
for this purpose, and help us take our
wonderful resources “to the streets”—
and gravel roads of Missouri and south-
ern Illinois. If you know of an individu-
al, a business owner or corporation who
may wish to provide a grant to make
this project a reality, please have them
contact Debbie Guyer at 314-362-3299
or by email at guyerd@neuro.wustl.edu.
It will be an investment with untold re-
turns. [l

PRESCRIPTION ASSISTANCE
PROGRAMS DIRECTORY

continued from previous page

gap and beyond) of your Medicare
Part D plan. Does not pay for the
Medicare Part D plan’s monthly
premium. Uses the formulary of
the Medicare Part D plan. Works
in conjunction with Missouri
HealthNet. Covers up to a 31-day
supply for each prescription. Can
use any MO pharmacy that works
with your Part D plan. No mail
order services.
morx.mo.gov/pages/benefits.htm

Drug Discount Card Programs
* www.needymeds.org
® freedrugcard.us
* www.scbn.org/about_us.html
* www.freemedicine.com
* www.yourrxcard.com

Modified from Salt Lake City, Utah,
Information and Referral Center, Sum-
mer/Fall 2009 Parkinson’s News. l
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Cape Girardeau

Columbia

Festus/Crystal City

Florissant
Jefferson City
Joplin
Kirkwood
Kirkwood/Oakland
Ladue
Lake Ozark

Rolla

Sedalia

South St. Louis

St. Peters

Ste. Genevieve

West County

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 cur-
rent updates on support groups and exercise classes, call the APDA Information & Referral Center or the facilitator.

Veeting Site Day of Meeting Leader()

Cape Girardeau

Boone
Jefferson
St. Louis

Cole

Jasper
St. Louis
St. Louis
St. Louis
Camden

Phelps

Pettis

St. Louis

St. Charles

Ste. Genevieve

St. Louis

Pre/Post DBS
Temple Israel
10675 Ladue Rd.

St. Louis

Creve Coeur

St. Louis

The Chateau Girardeau
3120 Independence St.

St. Francis Med. Ctr.
211 St. Francis Dr.
SFMC Cafeteria

Lenoir Community Center
1 Hourigan Drive

Disability Resource Association
420 B S. Truman Blvd.

Garden Villas North
4505 Parker Rd.
Capital Regional Medical Center
SW Campus, Cafeteria

St. Johns Regional Medical Ctr.
2931 McClelland

Kirkwood United Methodist
201 W. Adams

Bethesda Dillworth
9645 Big Bend

The Gatesworth
1 McKnight Place

Lake Ozark Christian Church
1560 Bagnell Dam Blvd.

Feb. 1, Aug. 2 3:30 PM
May 3, Nov. 1 6:00 PM
1st Thursday 4:00 PM Gerry Neely, RN
3rd Tuesday 1:00 PM Penny Roth
SthThursday  11.00AM Julie Berthold
|Monday immons
3rd-Wedmnestday 3:00 P Jennifer Urich, PT
Mondays 1:30 PM Nancy Dunaway
Terri Hosto, MSW,
1st Monday 7:00 PM LOSW
3rd Friday 10:00 AM Laurel Willis, BSW

Shellie Eswine, BSW

Desma Reno, RN, MSN 573-651-2939

573-815-3554

636-931-7696
ext. 129

314-355-6100

573-632-5440

417-659-6694

314-286-2418

314-373-7036
314-446-2186

}2-2369

2nd Wednesday 1:00 PME‘(noon

3rd Thursday

Rolla Aj2:30 PM

s

1101 McCutchen

First Christian Church
(Disciples of Christ)
200 South Limit

Garden Villas South
13457 Tesson Ferry Rd.

Lst Baptist Church of Harvester
4075 Hwy. 94 S.

Riverview at the Park
21997 White Sands Rd.
Solarium

Congregation Shaare Emeth
11645 Ladue Rd.
Library
—BBSPatients
j Clayton Sr. Tivi
7920 ClayterrRd.
Young Onset
Living and Working With PD
Missouri Baptist Medical Center

3015 N. Ballas, Bldg. D, Conf. Rm. 6

wrorrmursday

3rd Monday

2nd Wednesday

1st Tuesday

2nd Wednesday

1st Wednesday

3rd Thursday

3rd Tuesday

“5:30PM-

:36-PM

4:00 PM

10:00 AM

1:00 PM

10:00 AM

2:30 PM

1:00 PM

6:30 PM

Patsy Dalton

Mary Harlan
Richard Wagoner

Barbara Schulz

Jack Strosnider

Ann Ritter, RN

Jean Grifford

Lisa Ackerman

Steve Balven
Stan Wilensky

Jeff Wilsey
Rich Hofmann

573-964-6534

573-364-6820

660-826-6039

314-846-5919

636-926-3722

573-543-2162

314-725-1888

314-249-8812
314-997-5114

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 facilitator.

Meeting Site Day of Meeting Leader(s)

Eunice C. Smith Home

Alton Madison i il et it 2nd Monday 1:00 PM Sheryl Paradine 618-463-7334
. . Southwestern lllinois College (PSOP) _ Mary Frierdich 618-234-4410
Belleville St. Clair 201 N. Church St., R 106 e Jodi Gardner ~ x7031 or 7033
Carbondale Jackson s L He_:alth_care S 1st Wednesday 1:00 PM Tom Hippensteel 618-684-4282
University Mall
. . First Christian Church .
Carmi White 504 Bohlever Dr. 3rd Tuesday 1:00 PM Carolyn Chastain ~ 618-382-4932
St. Paul’s Lutheran Church
Decatur Macon 352 W. Wood St. 3rd Thursday 1:30 PM Cathy Watts 217-428-7716
oA . St. Johns United Church of Christ 1:30 PM Hilda Few 618-797-0527
Granite,bity ARt 2901 Nameoki Lstilhursay Call to verify Karen Trim 618-345-3222
Greenville Regional Hospital
Greenville Bond 200 Healthcare Dr. 2nd Monday 1:00 PM Alice Wright Ll A
ext. 3703
Edu. Dept., Edu. Classroom
Matoon Coles SAFIETE L el last Tuesday ~ 1:00 PM KayMcDade  217-258-4040
500 Health Center Dr. :
Mt. Vernon Jefferson Greentree of Mt. Vernon, 2nd Floor Ath Thursday 6:30 PM  Donna & Bill Peacock 618-242-4492
Fellowship Hall of Salem
Quincy Adams Evangelical Church of Christ 3rd Thursday 12:00 PM Barb Robertson 217-228-9318
9th & State
. . : 3rd Sunday in Jan.,
Springfield Sangamon bhLtse e L PRl Mar., May, July, 2:00 PM Dan Vonberg 217-546-2125
1930 Brentwood Dr.
Sept., & Nov.
Vandalia Fayette Fayette County Hospital lastTuesday ~ 1:00PM  Charlene “Pokie” Pryor 618-283-4633

I

650 West Taylor, Conference Room

EXERCISE CLASSES

Our Exercise Classes meet once a week or otherwise as noted.

Meeting Site Day of Meeting Leader(s)

. Barnes Extended Care Wednesday Sue Tucker, OT
Glayton St Louis 401 Corporate Park Dr. & Friday LG Mike Scheller, OT LA
: . St. John’s Mercy Rehabilitation Hospital _

Chesterfield St. Louis 14561 N. Outer 40 Tuesday 1:00 PM Deb Luetkemeyer, PT  314-881-4200
Chesterfield St. Louis S5 e byl Tuesday 10:30 AM Patty Seeling, PT  314-205-6934
: 232 S. Woods Mill Rd. : ’

South St. Louis . Garden Villas South Sue Tucker, OT
County s s 13457 Tesson Ferry Rd. 9T LU Mike Scheller, OT LR
St.Peters  StCharles  Darnes-lewish St Peters Hospital - EveyTuesday ——yy50am poueigh PT 636-916-9650
Ste. 117 except 1st Tuesday
North St. Louis : Garden Villas North Tuesday _
County St. Louis 1505 Parker Rd. o Tinmssey 10:00 AM  Shannon Crouch, PTA  314-355-6100
Lake Ozark Camden FLOUE TSI Gl Monday 4:00PM  Alice Hammel, RN 573-964-6534

1560 Bagnell Dam Blvd.
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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

HONORING

Jerold Axelbaum with Wishes
JorYour Recovery
Mr. & Mrs. Sanford Spitzer

The 50th Birthday of Ellen Brin
Mary Baer Fisher
Richard & Sally Rosenthal

Mary Buck
Don & Gayle Wheeler

John Colba’s Retirement
Thrivent Financial for Lutherans

Bill & Clare Cribbon —
Merry Christmas 2009
Jack & Peggy Cribbin

Lil Dalin
Marilyn & Saul Dien

The 65th Wedding Anniversary of
Harry & Lil Dalin
Marilyn & Saul Dien
Karl, Debbie, Brittany Guyer
Marc & Erin Schreiber
Alan, Laurie & Aliza Dien Yaillen

The 3rd Birthday of Ethan Dowdy
Paul Stumpe

The Gatesworth Parkinson’s
Support Group

Maureen Neusel

Rich Hoffmann & Jeff Wilsey
Washington University in
St. Louis — OT Program

The 60th Wedding Anniversary of
Joy & Fred Levin
Fran & Sid Axelbaum

George Marble
Jennifer & Christopher Walter

Continued Good Health of
Eleanor Markow
Roz Gad

Bob & Mitch Meyers
Feuerbacher/Wilkins Group at
Merrill Lynch

Maria Munkel
Elizabeth Munkel Lester

Dr. Joel Perlmutter’s Presentation
11/15/09
Debbie Guyer & APDA Board

Dr. Joel Perlmutter’s Research
Helen M. Daffron
Dr. & Mrs. William Mill

Phyllis Ross
Anthony Berens
Anne Ross-Weldy

Jean Ruth
Dennis Ruth

Robert Sanderson
Alphagraphics Team

Ruth & Sylvan Sandler
Zoe Shepard

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

Martin Shrader
Judith & Stephen Ellenburg
Judy Ugalde

Jack Strosnider
Ruby Ingram
Leo & Sherry Mayberry
Ernest & Beatrice Moon
Jean & Bob Prichard
Dr. Robert & Lynda Wiens

The 85th Birthday of
Jack Strosnider
Debbie & Karl Guyer

The Birthdays of
Terri & Billy Taylor

Roz Gad

Lee Tempel, MD
Gentiva Home Health

REMEMBERING

Kenneth D. Bailey
Philip & Dee Tate & Family

Dorothy Baumhoer
Mary Ellen Brunnert
Sam & Linda Bushman
Bob & Gail Dedic
Evelyn Groene
Kevin Groene
Dave & Nancy Marcanik
John & Barb McNiff
Kim & Jim Ojile
Ophthalmology West Employees
Mary Peetz
Steve & Karen Piskulic

Donald Benne
Joanne Budny
Virginia Burkemper
Stan & Josephine Emerick
Karen Ermye
Charles & Millie Halter
Carl & Regina Hoerman
Valle Knoblauch
Maxine Ochs
Robert & Erleen Ostmann
Daryl & Julie Rhodes
Kevin & Justine Riggs
Paul & Virginia Joann Sigman
Warren & Norma Westerfeld

Arthur Blatt
Mary & Karen Marcus
Wayne & Deborah Smith

Leonard Bobeen
Friends & Family of the Bobeens

Elizabeth Boess
Bill & Terri Taylor

William A. Boker, Sr.
Scheron Boker

Jack Buck

Steven Horn

Basil Gordon Byron
Brad & Carol Burns
Mary Christman
Ariane Dart
Dart Container Corporation —
Florida

Dart Container Corporation —

Michigan
Bruce & Nancy Dunn
Lorna Dunn
Philip & Elaine Fanson
Richard & Glenna Fanson
Toni & Tom Fogarty
Tim & Debra Guerriero
John & Patricia Howlett
George Jenkins

Mr. & Mrs. Thomas Knoten

Kathy Merlo

Shoko Naruo &
Hiromichi Nishimura

Kristen & Javier Pineda

PQ Corporation

Suzanne Reed

Jim & Debbie Shuck

Jack & Connie Silsby

Mary Silsby

Robert & Barbara Simon

Wayne & Sharon Sodman

Marlyn Spencer

Helena Stronach

Mrs. John H. Sullivan

The children of Jen Swope:

Barbara, Robert, Nancy,
Carolyn & Douglas
Kevin Swope
Michael & Bethany Swope
Shirley Swope
Kathleen Treanor
Robert & Helen Williams

Alroy Chambers

June Stolinski

Marilyn Conway
Mary Lou Fulton

Charles E. Crocker
Bill Leeker

Jim Dailey
Grace Berding
William King

Thomas DeBlaze

Vincent & Gloria Puccio

Barbara Decker
Eileen & Herb Faigen

LaVerne Delano
Linda Delano

Helen Dickmeyer
Linda Delk

Joseph Drain
Jim & Fran Carr
Roy & Sharon Danhaus
Richard & Donna Lake
James & Sharon Rudolph

M. Joan Durdel
Don & Jo Ellen Bollman
Kathy Dougherty
Maxine & George Garris
Ted & Jeanette Hartwig
John & Peggy Kreisler
Adam Kruse
Larry Reid
John & Rita Rensing

Frances Ellini
Leo Ellini & Linda Dolecki

Donald E. Ely
Doug & Ginny Allen
Diana & Paul Bischler
Hediger Family
Jaclyn Heitland
Carole Knefelkamp
Joan McAnally
Joseph & Shirley Mercurio
Charles & Adele Mills
Richard & Irene Mills
Bob & Reba Muether & Family
Susan (Johns) Naucke & Scott
Shirley & Don Paulsen
Charles & Anne Rodgers
Martha & Roger Stoll
Leland & Ada Wade
Harry & Nancy Wuennenberg

Maxine Finerty
Mark Burkhart
Mr. & Mrs. Benjamin F Rassieur ITI
Don & Jean Waldemer

Regine E. Fournie
Alan & Janet Dissler
Dave & Susie Kassabaum
Sharon Laswell
Ted & Cindy Lewis
Alvis & Margie Mattern
Dana Miller
Pete & Jean Peterson
Louise Schwaegel
Mary Schwaegel
Kathie Siegel
Margaret & Gary Siegel
Jeanette Surmeier
Taylor Family
Lou & Happy Touchette
Mr. & Mrs. Les Weissert

FEdwin E Fox
Tom & Carole Anderson
Melvin & Oralie Cole
Shirley & Mark Ebert
Ray Fox
GWS Contractors, Inc.
Robert J. Wulff

Becky Frank
Sharon Frank

Rose M. Fronckewicz
Eugene & Roben Carter
Lois Galluzzo
Ray & Karen Mohrman
Peggy Plont
Beth & Don Roberts

Charles “Pete” Garrison
Buck & Audrey Rogers

Janet Geno
Rolla & Paula Geno

Louis Gerber
Atline Gerber

Roger K. Griggs
Ruth E. Griggs

Victor Harness
Anna Marie & Robert Harness
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Charles R. Harper

Bonnie Harper

William Heuckroth
Russ & Joann Beermann
Dave & Judy Bond
DaVilla Trails Owner Assoc.
Patricia Degenhart
Lee & Doris Heise
June Hesemann
Leonard & Lorraine Jaeger

Jerome & Barbara Ann Kinnison

Carol Lampe

Donald & Rachel Mrkacek
VJ Muehlenkamp

Adam Priepot

George & Linda Rich
Virginia Strudell

Julian & Ruth Szymanski
Mr. & Mrs. Dwight Taylor
Patrick & Carol Wilbur

Elmer “Al” Hoenig
Cindy Barna
Georgia Brasher
Norbert Cook &

Ann Ferguson-Cook
Mike & Dee Dussold
Tim & Kathleen Mees
Raymond Mungenast
Susan Murphy
Frances Olson
Ann & Bill Rice
Joan Thurman
James & Marlene Zensen

Edward & Dolores Zwieselbauer

Larry E Holder
Matt & Jackie Holder

Dixie L. Holland
William & Sue Christie

Floyd Holst
Terry Holst

John A. Huskey
Neal Edward & Cheryl Belt
Peggy & John Speth

Florence Jacques
Laura & John Blumenfeld

Robert J. Janecek
Betty & Charles Belobradic
Thomas & Denise Cotter
Mr. & Mrs. Robert Tobben

Frank Kasal
Fred & Jeanne Hogenkamp

Wanda Kelly
Herman & Connie Macormic
Joe Nelson
Shollar Family
John & Diana True

William “Bill” Kirkland
Mr. & Mrs. Joseph Balsarotti
Richard & Kay Zink

Peter J. Klauber
Veronica Hampsch
Lawrence & Ruth Hasenbeck
Curt & Rachel Lehmen
Marilyn Lehmen
Alan & Rose Mengwasser
Theresa Roberson
Larry & Judith Schepers
Norma Struemph
Verslues Construction Co.

Albert Kopolow
Alan & Peggy Schaffer

Marie Elizabeth Kotowski
Suren & Bharati Mehta

Eleanor Kubernat
Mr. & Mrs. Peter J. Castelli
Lois Halamicek
Janet Luecking
Dave & Pam Schaefer
Shirley & Robert Wiesehan
Walter Wiesehan & Family
Gail Wolf

Irene Kullmann

Roberta Van Wagenen

Charles Lesh
Austin & Setsuko Koepke
Steven & Diana Lesh
Rose Schmiemeier

Anna Shimkus

Linda Levine
Bill, Terri & Carrie Taylor

Eligio “Lee” Luisetti
Melanie Berg
Bruce & Carrie Nilges
Mike & Marie Parisot
Philomena & William Shilling

Moni Lynn
Monika D. Roberts

Eleanor M. Maniaci
Tom Evola &
Annette Gerwitz-Evola
Agnes T. Fryntzko
Pat Gallagher
Robert Kemper
Janet & Bill Smith

Dorothy Markuly
Rev. Robert Corbett
W.B. Goff
Carol Graham
Nanc & Edwin Hellmann
Nick & Patsy Markuly
Ray & Florence Mertens

Theresa Matheis
Kathy & Len Gregory
Joan & Paul Lady

Charles McDaniel

Jolene Vollmer

Clifford M. McNames
Lois McNames

Harold G. Meyer
Dolores Meyer

Jack Moehle
Kathy Newbold

Melbern “Moe” Mobhesky
George & Joyce Brand

Kent & Mary Ann Brueggemann

Columbia 20/20 Lions Club

Dennis & Sue Dwyer

Kenneth R. Faerber

M. Doris Grebas

Barbara & John Hanisch &
Family

John & Colleen Hartmann

Ursula Heimos

Betty Hildebrandt

David & Nancy Hoefer

Jonathan & Margaret Hoefer

Philip & Marcia Hoefer

Ray & Ruth Knierim

Friends of Leebur Acres

Earl & Eileen Lischer

Edith Love

Charlotte Lutz

Mary Marx

Mary Nacher

The Drew Pehle Family

Betty Plag

Michael & Donna Polizzi

James & Nita Raby

Delores Reich

Milt & Marilyn Reinert

Mr. & Mrs. Owen E. Reinert

Joan Schumacher

Joan Shewmake

Shirley M. Smith

Marlyn Spencer

Sandy Stevenson

Terry & Linda Vickers

Lynn Zaltsman, Rob Halasey &
Naomi

Alan Dean Morse
The Joy Class — Manchester
Methodist Church
Harrison Murphy
Patrick & Jeanine Patton
Douglas Phillips
Gene & Carol Stukey

Maria Munkel
Elizabeth Lester

Emma Murra

Clarksville Christian Church

Dr. Lester Nathan
Lois & Mitch Grand

Sylvan & Ruth Sandler & Family

Kelly Nebuloni
Georgia Nebuloni Brasher

Barbara Niemann
Andrea & Don Burkholder
Doris Ann & Jim Butler
Cheryl & John Carpenter
John & Marilyn Francis
Robert Francis
Carla & John Juelfs
Stanley & Mary Niemann
Bertie & Bill Rader
Carmen & Tom Rogers
Bob & Thelma Walker
Vic Walker
Dorothy Zeller

Melvin J. Onderdonk
Theresa A. Geringer

Robert J. O’Reilly
David & Karen Bathke
Keith Doder
Paul Doder
Victor Doder
Bert & Erma Dudley
Carl & Kathleen Eisterhold
Noel T. Fehr
Barbara Ganss
Diana Gouy
Ann & Judy Kamper
Maureen Kiely
Mr. & Mrs. Gay King
Kenneth Kolb
Paul Kolb
Old Warson Country Club
Kelly Smith
Beverlee Thomas-Kopecky

Sarah Otten
Thomas Boehm
Neil & Esther Claussen
Bernard Dedne
Jeanne Ditter
Judy & Dave Dyer

Don & Emma Emde

Cindy Feldhaus

Mr. & Mrs. Richard Feldhaus
Delores Lang

Mr. & Mrs. Dorance McDonald
Angie Moran

Charles Moran

Charles Panch

Rose Ann Reilly

Mr. L Reiss

Joe & Mary Severs

Dorance Sheely

James Woods

Mr. & Mrs. Jeff Woods
Margaret Zerfas

Roy T. Paviack
Art & Gerry Berviller & Family
Eugene & Carolyn Czajkowski
John & Dorothy Davies
Mary & Joseph Elmendorf
Friends in El-Mira

(Monsanto Retirees)

Gerald & Anna Marie Lammers

Len Peters
Debbie & Karl Guyer

Alice Pitonak
Jane Kaucher

David Portscheller
American Railcar Industries
Eric & April Portscheller

Ruth Powers
Jerome & Elizabeth Lester

My. & Mys. Nathan Pratzel
Robert Pratzel

Bill G. Quillen
William Quillen

Bob Reed
June Reed

Arthur “Jack” Reimers
Robert & Ann Beckring
Ellen & Lee Pittman
Dr. Robert & Lynda Wiens

Sidney Rich
Vicki & Norman Litz
Mr. & Mrs. Stanley Shapiro
ShoeLadue

Jackie Schmidt
Larry Schmidt

Phyllis Shapiro
Larry & Carol Shapiro

Bob Shelburne
Charlotte Shelburne

Al Slaughter
Ken & Betty Jack

Elliot Stein
Eugenia Newport Guilliams

Gary J. Strautmann
Eugene & Carol Aschentrop
John & Mary Block
St. Susan Borgel
Jim & Karen Brandt
William R. Clasquin
Katie Erschen
The Financial Resource Group
Carol & Joel Kamil
Richard & Bernadette Keuss

continued on next page
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TRIBUTES &
DONATIONS

continued from
previous page

Kenneth & Kathleen Kresyman
Steven & Martha Kymes

David & Brenda Plassman
Judith Ryan & Family

Mr. & Mrs. Peter Sharamitaro, Jr.

Alan & Donna Strautmann
Tom & Joan Sucher

Lisa & Rich Wagner
Joseph & Laureen Wilder
Bill & Jo Ann Ziegler

Zielinski Companies

Joan Stumpe
Paul Stumpe

Norville D. Thiele
David Thiele

Jean Tierney
Kathy Newbold

La Verne Toal
Susan Bosse

Marie J. Trampe
Bernadette Braun
Betty Husmann
John & Janice Jung
Peter Rohrich III
Leah Sebacher

Eleanor Venverloh
Mary & Norman Kimmich

Oscar H. Walkenhorst
Teresa Bauer
Ray & Judy Eickmeyer
Pete & Ginny Gildehaus
Alan & Julie Hilkerbaumer
Gilbert Hoffman
Linda Hoffman
Mr. & Mrs. Ervin Niewald
Bill & Jennifer Roewe
Lynn & Lynette Voss
Mr. & Mrs. Ozzie Walkenhorst

Ed Walters
Network and Technical Services

at Pellissippi State Community

College in Knoxville, TN

Dora Rothstein Weinbaum
Jill Stein

Irene Weiner
Donna & Gary Lakowski

Bryson Rex Younger
Edwin & Barbara Abbett
Richard & Linda Heckman
Joyce Inman
Sherry & Mark Knoblauch
Dorothy Milster
Willian & Betty Moon
Louis & Carol Schelker

(GO PAPERLESS!

GENERAL

Charles & Alice Alexander

Judith Armbruster

Jay & Ruth Ellen Barr

Kathy & Steven Becker

Willard & Barbara Benz

William & Ada Billings

Craig Borchelt

The Bridge Club

Brody’s Lamp Shade
Corporation

Charlotte Brown

Robert R. Butenschoen

Willis Byrd

Catlene Cashel

Rethel Chappelle

Debbie Chorwitz

Bent & Rose Marie Christiansen

Charles & Linda Corray

Robert Dickneite

Lucy Ellen Donaldson

Don & Diane Donlon

Larry Dreppard

Donna & Bill Dudenhoeffer

Larry & Mary Dwyer

Kenneth Emery

Elizabeth J. Figler

R. Emmett & Joan Fitzgerald

Dr. & Mrs. Robert Fleming

Ed & Donna Fox

Shirley Fredman

George Frenzel & Nancy Hyde

Janet Freund

Steve Freund

Beverly Frey

Gershman Foundation

Norman Giovannini

Richard & Jeanette Glaenzer

Ralph & Helen Goldsticker

Carol Goodman

Hord Hardin II

David Harkins

Bernhard & Else Hartmann

W. Earline Hayes

Linda & Stephan Heady

Pamela Hellwege

Annis Hopkins

Martha Hughes

William R. Jamison

Kodner Gallery

Charles Kohlenberger

W.R. Konneker

Sandra Lasko

Robert & Susan Levin

Denise & Devin Long

Robert Madsen

Joe Marchbein

Dianne Mayfield

John & Roberta Meehan

Wil & Karen Meister

Char Meloney

Kenneth Mihill

Janice Miller

Moneta Group

Michael & Mary Noetzel

Mary Kathleen O’Brien

James & Susan O’Leary

Angelo & Betty Panourgias

John Richard Pedrotty
Darla Personey

Mildred Poletsky

Helen Rafson

Margie Reimer

Adele Roman

Rotonda Foundation

Jack Schecterson

Mai Seid

Curtis & Janis Shannon
Martin Shrader

Hunter Shu

Dr. & Mrs. Donald Silver
Virginia & Walter Slattery
Maria Smith

Mary Stein

John P. Taylor

Casimir Vrasic

Dr. Willard Walker
Cohen & Twila Walters
Judy Weidenthal

Carol Wickenhauser

Jerry Wild

James Winnerman
Donald & Norma Ziegenhorn
Ziegler Family

Dick & Margie Zimmerman

YEAR END

Elizabeth Abernathy

Earl & Cathy Adkison

Nancy Amling

Sid & Frances Axelbaum

Mr. & Mrs. Edward Balk

Anthony Berens

Janice Bruckdorfer PhD.

Thomas Bruno

Darlene Bush

Gordon Carlson

Ruth Shirley Chase

Helen M. Daffron

William H. Danforth

Linda Delano

Walter & Connie Donius

Mr. & Mrs. Richard Duesenberg

James Eagleton

Betty Fagg

Richard & Marolyn Fehr

Hilda Fendelman

E.B. Feutz

Bernard & Lois Frank

Robert Gamm

Theresa A. Geringer

Arnold M. Goldman

Robert & Cathy Goldsticker

Bob & Nancy Goodson

Georgia Green

Debbie & Karl Guyer

Brian Hantsbarger

Nell Hauck

G. Hawkins

William Healey, Jr.

Helen Healey-Pullam

Betty Helleman

Joann Eng-Hellinger &
Daniel Hellinger

Mark Hoemann

Stanley Hoffman

Steven Horn
Terri Hosto
Marianne Howell
Mary Hughes
Carol Iglauer
Ken & Betty Jack
George & Nancy Johann
Bernadine L. Johnson
Rose A. Jones
Michael Kettler
Mr. & Mrs. Mark Kodner
Richard Kohn
Teresa Kosar
June Laba
Tom Laffey
Linda Laramie &

Philip Scharf
Mary Loire
Allan & Patricia Lubin
Leanne & Stephen Lyle
Monica Mach
Ariel Martin
Sally Meyer
Kenneth Mihill
Dr. & Mrs. William Mill
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Dale & Norma Plank
Jean & Bob Prichard
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Kent & Cathy Ragsdale
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Thomas J. Rielly
Mr. & Mrs. Robert L. Ritzie
Dwight Rogier
Glenn Ronsick
Mary Rosner
Anne Ross-Weldy
Stuart & Beverlee Sagel
JoAnn Sanditz
Virginia Schlichtig
Stanley Schneider
Vito & Gwen Scorfina
Curtis & Janis Shannon
Robert & Mary Sinak
Pat Sipes
James & Eva Sketoe
Mr. & Mis. Sanford Spitzer
Mr. & Mrs. James Steiner
Leigh Strassner
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Michael & Betty Wend!
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Dr. Robert & Lynda Wiens
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Alan, Laurie &

Aliza Dien Yaillen
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DELAY THE DISEASE — FUNCTIONAL FITNESS

David Zid

‘Balance

aintaining balance is crucial with Parkinson’s disease. It is important for fall prevention,
IVl improving your ability to walk and pivot, and will boost your confidence as you navigate

through crowds and obstacles. As you work with this exercise plan, practice making the
moves difficult for you, challenge yourself. Remember, work really hard while performing these
exercises so that when you are in the real world, everything will be easier. You may need a partner
for a few of the following. Good luck, and have fun with these. W

ADVANCED FLOOR TAP

If you really want a challenge, place a ball

or light weight on the floor in front of you.
While balancing on one leg, squat down,
pick up the ball and stand back up. While
maintaining balance, place the ball back
down onto the floor, then return to standing
position. If this is too difficult, place the
ball on a chair in front of you to perform
this exercise. Repeat on both legs 5-10
times.

s
10 ?C(Ec?tmte&
od I PARTNER BALANCE CHALLENGE 8

Stand with your back to the corner. Using an exercise ' -
band, a rope or even a long towel, hold one end while
your partner grabs the other end. Standing with your
feet close together and slight tension on the band, pull
against each other attempting to pull your partner
towards you and off balance. Whoever can maintain

th feet close together. Squat

ouch the floor in front of .
n return to standing

Stand with bo
down slowly, ©

you with one hand, the ‘e each hand. their stance and not fall off balance is the winner. Go
imes usi . )
position. Repeat 5 tmies icher hold 3 rounds with your partner; have fun but perform in
3 e 1o > . .
Again with both feet close tog a safe environment. For a more advanced form of this

cighted ball or other light Welgh:l 11n )
ot %1 nd, squat down and place b Lo
yguzlo?)r tilen return to standing position.
EQZW squat down 10 pick up the ball.

Repeat 10 times.

exercise, try performing while standing on one foot.

PARTNER BALL PASS

Stand about 3 — 5 feet apart from your
partner. Using a weighted medicine ball,
or a lightweight playground ball, throw
the ball to your partner. After a few tosses

ONE LEGGED FLOOR TAP
(ADVANCED)

While balancing on one leg, squat down
slowly, touching the floor as above, and
return to standing position. If this is too
difficult, place a chair in front of you and
squat down and touch the seat of the chair
while maintaining balance on one foot.
Repeat on both legs 5-10 times.

directly at your partner, make this more
difficult by throwing it to one side or the
other so as you catch you will need to reach
for the ball. Throw low and high, making
your partner stretch. Have fun, but do

this in a safe place. For a more advanced
form of this exercise, try performing while
standing on one foot.
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WALKING STRATEGIES FOR PEOPLE WITH PD

Kevin Lockette, PT

kay, you can hear each and every
O step you take and the front un-

der soles of your shoes are worn
thin. Often times you just get going and
you can't stop. Your walking may look
like this: shuffling feet, knees are bent
the entire time, slumped posture, and
no arm swing,.

There are also multiple gait abnor-
malities of lesser degree that may show
up first. One of the first notable gait
changes is loss of arm swing on one
side. Other abnormalities include a
stiff-legged gait. This is basically when
your knee stays stiff or you leave it or
drag it behind you; however, if you were
instructed to march you could flex and
bring the leg forward. This is just an-
other example of the need for conscious
thought to move. With advancing PD,
you can experience a “festinating gait.”
This is when your walking speed un-
controllably quickens and can result in
your breaking into a shuffling run in an
effort to avoid falling. With Parkinson’s
disease, there is trouble not only with
initiating movement but also terminat-
ing movement (festination). This article
will give you some strategies to control
and improve your gait (walking).

Conscious, Purposeful Movement
Regardless of your progression of PD,
there are simple strategies that you can
use to improve your gait and decrease
your risk of falling as your PD pro-
gresses. You have been hearing much
about purposeful movement and as you
can guess, walking is a great place to ap-
ply it. You can no longer rely on your
automatic pilot for movement. Basal
Ganglia is responsible for automatic
motion in learned motor tasks and this
is no longer functioning properly with
PD. The ability to move is not lost.
Instead of relying on the depleted basal
ganglia for automatic movement, you
have to bypass it (basal ganglia) and
use the fronto-corticol pathways which
are not affected by PD but require con-

scious thought. In other words, prior to
Parkinson’s disease, you did not have to
think to move, but now you do.

Value of External Cues for Walking

Studies have indicated that different
types of cueing can aid movement
with PD. There are four basic
types of cues: Attention-
Conscious Movement,
Auditory-Rhythm, Vi-
sual-Marker/Target
and Tactile-Sensory
Stimulation. What
may be helpful is talking
to your body. Actually tell the
legs and arms when and how to
move. You are simply cueing your-
self. This technique brings your move-
ment to a conscious level. Rhythmic
auditory cues can improve your walking
pattern. This can involve timed audito-
ry cues such as clicks, beats or taps given
at specific intervals for learning a se-
quential activity. There have been mul-
tiple studies that have shown improved
walking patterns using this technique.
Some people have practiced walking
with a metronome to cue weight-shift-
ing and stepping. Some folks that I
have worked with will hum or click a
rhythmic pattern with their tongue to
self-cue their walking pattern. The use
of music can assist in more smooth, less
restricted movement. The bottom line
is that you can improve your gait and
general movement with external cues.
It is a matter of finding out which cue
works best for you.

Another effective training tool for im-
proved gait is to use two broom sticks,
hiking poles or two canes. Now you
will perform a 4 point walking pattern
which goes like this: (1) stick, (2) oppo-
site leg, (3) opposite stick, (4) opposite
leg. It helps to talk to your body: “Arm,
Leg, Arm, Leg.” With each step, at-
tempt to get your heel down first while
your knee is fully extended. The “four
point gait” mimics the normal gait pat-

tern. Advancing the pole with one arm
simulates arm swing while advancing
the opposite leg simulates a reciprocal
gait pattern that promotes pelvic rota-
tion. One reason why this technique is
effective is that not only does it force
a normal walking pattern, but it
also forces purposeful movement
which can train or retrain you
to walk.
The four point gait
can also be a strategy
to combat freezing.
The purposeful move-
ment brings your walking
to a conscious level which can
allow you to regain control of
your movement. Some of my pa-
tients will pull out their “imaginary”
canes and use the four point walking
pattern to unfreeze or to initiate walk-
ing. This is especially useful when hav-
ing to get up in the middle of the night
to use the restroom or during the wear-
ing off periods of your medication. Be-
low are other walking strategies that you

may find helpful.

Walking Strategies

® Always initiate walking with a
purposeful first step. It is often
helpful to train yourself by tak-
ing the first step with the same leg
each time.

® Start walking with a marching
pattern. I call this the “British
Soldier.” After a few steps you
can settle into a less obvious gait
pattern. The marching pattern
forces you to have a reciprocal arm
swing as well as a good leg swing to
decrease leg drag or the tendency
to shuffle your feet.

® If shuffling of your feet occurs,
purposefully attempt to get your
heel down first with each step. Just
focusing on heel strike assists in
keeping your center of gravity over
your base of support and gives you

Continued on back page
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NEW FACULTY JOIN THE MOVEMENT DISORDERS CENTER

Joel S. Perlmutter, MD

Because of the many interactions our
readers across the state and in lllinois have
with the neurologists at the Movement
Disorders Center ar Washington Univer-
sity, and having read in the November,
2009, edition of the LINK about the re-
search being conducted at the APDA Cen-
ter for Advanced Research, Dr. Perlmutter
has written an introduction to the new
Jfaculty you may encounter as you partici-
pate in clinical trials.

r. Allison Wright Willis has been
Dpromoted to Assistant Professor
of Neurology and will continue
her research
mental exposures and how they might
contribute to the development of par-
kinsonism. Dr. Wright Willis recently
completed her fellowship in Movement
Disorders under the mentorship of Dr.
Brad Racette and she was awarded a
new mentored career grant to continue
her research. She is an outstanding cli-
nician, caring for many of our patients
with PD.
Dr. Marc Diamond joined our fa-
culty as an Associate Professor of Neu-

investigating environ-

HELP WANTED!

FASHION SHOW COMMITTEE CHAIRPERSON POSITION OPEN

rology. He came from the University of
California at San Francisco and current-
ly focuses his research on the molecular

Marquette University as an Assistant
Professor in Psychology. However, with
a persistent sales pitch we were able to
convince her to return. She

changes in brain proteins and
how this may contribute to
the development of neurode-
generative diseases — a term
that includes PD. He will
start seeing patients in the late
winter after time to set up his 3
lab at Washington University.

5 R

will primarily focus her ef-
forts on studies of deep brain
stimulation and on dementia
in PD.

We were sad to say adios to
Dr. Diego Torres who com-

pleted his fellowship with

Dr. Erin Foster has also —
been promoted to an Assistant Profes-
sor of Occupational Therapy and her
work centers on understanding how
various treatments of PD affect an in-
dividual’s ability to perform activities of
daily living. She had completed a fel-
lowship under the mentorship of Dr.
Tamara Hershey, a neuropsychologist
in our group. Dr. Foster also has been
awarded a new mentored career grant to
continue her research.

We also have been lucky to recruit
Dr. Meghan Campbell to return to
our group as an Assistant Professor. She
had completed her fellowship with Dr.
Tamara Hershey and then moved to

me and now is an Assistant
Professor at the University of Nebraska
where he works in Movement Disor-
ders. Nebraska gained a new star.

It is important to recognize that a
critical part of research is training new
investigators. These new faculty dem-
onstrate, in part, our effectiveness in
this training role. Without question,
these rising stars will enhance our re-
search studies of PD. We continue to
make progress on many fronts in our re-
search into the causes, mechanisms and
treatments for the disease. Together, we
will continue to make progress in our

fight against PD. W

We are in need of a volunteer Committee Chairperson for the 2010 Fashion Show taking place October 11. This annual
event regularly draws crowds of 400 people and includes a luncheon, fashion show, raffle and silent auction. The Fashion
Show Committee Chairperson is responsible only for the fashion show portion of the event, and must be a strong leader.

Duties include:

Organizing models and escorts
Designing fashion runs

Writing talking points for emcee
Participating on the event committee

Working with clothing boutiques to select featured fashions

If you or someone you know is interested, please apply by sending your previous experience with fashion show and event
planning to Debbie Guyer—guyerd@neuro.wustl.edu or Campus Box 8111, 660 S. Euclid Ave, St. Louis, MO 63110.

Please respond by April 1, 2010.
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SAVE THESE DATES!

Saturday, April 17 Spring PEP Meeting with Dr. Larry Elmer,
David Zid, and Jackie Russell
10:30 am-2:30 pm (lunch provided)
Sheraton Westport Chalet
Sponsored by TEVA Neuroscience

Monday, May 17 Nat Dubman Memorial Golf Tournament
Honorary Chairperson John “Mo” Mozeliak,
GM St. Louis Cardinals
Lake Forest Country Club
10:00 am Shotgun Start

Sunday, June 13 Social Dance
2:00 pm-4:00 pm at Congregation Shaare Emeth
Sponsored by Jack Strosnider

Monday, October 11 Fashion Show & Luncheon
Sheraton Westport Chalet

MOVING?

Don't forget to change your address with the APDA. Returned mailings waste
valuable resources (money) needed for research, patient 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.

WALKING STRATEGIES
continued from page 14

improved balance while lessening
the chance of an uncontrollable
gait.

* If you continue to shuffle, STOP

and restart with a purposeful

step. Try not to work through the
shuffle as it may lead to a fall.
Allow your arms to swing freely.
If you have one stiff arm, you can
carry an object or swing a purse or
bag with the stiff arm. The addi-
tional weight along with momen-
tum can make it easier to engage
the “stiff” arm in your walking
pattern.

® Turn corners in a wide arc. Avoid

crossing your feet over each other
when turning.

By implementing these simple strat-
egies you will be able to improve your
gait and lessen your risk for falls.

Adapted from the book/DVD, Move
It—An Exercise and Movement Guide
for People with Parkinson’s Discase. M





