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FEBRUARY MEETING
TRACEY NEWMAN

Speech Therapist, Silverman Voice Treatment Specialist, University Hospitals

TOPIC: LEE SILVERMAN VOICE
TREATMENT

Wednesday, February3 —2:00-3:30 pm
Cleveland Heights Recreation Center
One Monticello Boulevard, Cleveland Heights, OH

Last names A through M please bring light refreshments.

In case of inclement weather, the Cleveland Heights Recreation Center
will follow the closing schedule of the local school system.

MARILYN'S MUSINGS
(Marilyn Brandt, President of PEP)

ovember was an interesting month for me

After feeling sick for two weeks, | went to

the hospital with pneumonia and came home with th

dreaded €Diff infection. The medicines | was taking

affected my memory, so the holidays and three famil

birthdays became a blur. However, | am now feelin

much better and ready to resume my duties at PE

Many thanks to all who stepped in and carried on i
my absence.

It's time again for the national Parkinson’s Action

Network Research & Public Policy Forum conference

which is now a ongay online affair instead of three or
four days in Washington, DC. | will miss my PD PAN
friends from all over the country that | havede over

the past 13 years. | will miss my train ride there
walking through Union Station, the excitement of]
seeing the U.S. Capitol, and meeting with Ohio’s
senators and representatives. | always came hofr
feeling invigorated to keep fighting for theDPcure.

Now everyone, PDer, caregiver, health care worker cg
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be a part of th€ AN online conference on February

17 — 11am to 5pm. At this 16" annual forum , a day
of education and advocacy, we will learn about the
current legislative issues impactinget Parkinson’s
community and how to advocate for better treatments
and a cure by communicating with elected officials and
influencing change in Washington, DC

The forum webcast will be free and will be
available for viewing in your home. Francis S. Cdllin
will be the keynote speaker. He is the Director of the
National Institutes of Health, Senior Investigator,
Genome Technology Branch, and Hed4dlecular
Genetics Section. You can see a draft of this agenda
and other speakers and topics at
www.parkinsonsaction.org

Please keep notes and share them with others who
do not have computers available. | also will be glad to
answer any questions you might have. Whether we are
in Washington, DC or in Cleveland,enmust all keep
fighting for the Parkinson’s disease cure.

Remember the date:

February 17 —Illam to 5pm.




Parkinson’s Disease Foundation:
Principles for Health Care Reform

In order to meet the health care needs of people who

live with Parkinson’s disease and their families, the

Parkinson’s Disease Foundation takes the position

that an acceptable national plan for health care

reform should meet the following criteria:

X Assuring accessible and affordable coverage for 4
essential health services, recognizing the specia
needs of people who Ilive with losigrm
neurodegenerative conditions such as Parkinsonfs
disease.

X Assuring that no one will be denied coverage of
charged a higher premium because of a- prg
existing condition, including a diagnosis of
Parkinson’s disease.

X Assuring that oubf-pocket expenses to the person
with Parkinson’s — including deductibles,co-
payments, consurance and the expense produced
by annual or lifetime capsare kept affordable.

X Preserving an acceptable level of choice for a
patients in health care provider relationships an
among all health insurance plans, whether publi
or private.

x Eliminating the current 24nonth disability
waiting period for Medicare coverage.

X Improving drug benefits provided through
insurance programs, both public and private
including removal of the “doughnut hole” in
Medicare.

X Assuring services and suppofor people with
cognitive and mental health issues that may be due
to Parkinson’s disease or to the medicines that afe
used to treat it.

X Improving coverage for lonterm care and
services, including nursiAlgome, irhome and
community services.

x Providing coverage for accessible and necessaly
medical equipment including walkers and other
assistive devices that are needed by people with
Parkinson’s.

X Improving the coordination of medical care for
people with Parkinson’s and other conditions thaf
often regiire the services of multiple health care
providers.

X Assuring a commitment to reducing the disparitie$
in access to health care that currently exist in sugh
categories as  income, geography  and
racial/ethnic/linguistic identity.

x Providing financial and otlhencentives to improve
the level of education and training in Parkinson’s
disease and other degenerative conditions amng
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health care providers, including physicians, nurses
and allied health professionals.

X Exploiting the potential of new communications
technologies- such as electronic medical records
and telemedicine in the provision of medical and
other health care services.

Drivers with Parkinson’s disease at
higher risk of crashes in low
visibility

EurekaAlert — Drivers with mild to moderate
Parknson’s disease may be at higher risk of crashes on
foggy days and other times of low disability. The
research, involving a driving simulation test, was
published in a recent issue l[geurology— the medical
journal of the American Academy of Neurology.

In addition to affecting movement, PD affects
visual skills, such as the ability to see contrast, and the
speed of processing what is seen.

The study involved a driving simulation test taken
by 67 people with mild to moderate PD and 51 healthy
people ofabout the same age. First they drove in good
conditions, with clear skies. Then they drove in a
foggy, low visibility situation leading up to an
intersection where another vehicle posed a crash risk.

More people with PD were unable to avoid the
crash—76 percent versus 37 percent. Their reaction
time was also longer2.7 seconds compared to 2.1
seconds. For those who crashed, those with PD were
driving at an average speed of 49 mph at the time of
the crash, compared to 39 mph for those who did not
have PD

“Our results suggest that a large proportion of
drivers with PD may be at risk for unsafe driving in
low visibility situations such as fog or twilight,” said
study author Ergun Uc, MD of the University of lowa
in lowa City and Veterans Affairs MedicaleGter of
lowa City, who is a member of the American Academy
of Neurology.

Those with PD also had more instances where the
car's wheels crossed over the center line or the
shoulder line than people who did not have
Parkinson’s, and their performance wormsgmwith the
change from good to poor driving conditions.

Among those with PD, those who performed the
worst on the driving test were those who had the
lowest scores on tests of visual processing speed,
motion perception, sensitivity to visual contrast and
speed of movement.

Enjoy yourself while you're still old!



DEEP BRAIN STIMULATION
TOPIC OF JANUARY MEETING

Stimulation Program, University Hospitals, who explained that regardi

Parkin®n’s Disease, 70% of the dopamine cells are lost before sympto

nclement weather notwithstanding, an eager crowd greeted 1
return of Benjamin Walker, MD, Medical Director, Deep Brain

MARCH 3" MEETING
JOSEPH ZAYAT, MD

Clinical Neurologist
Cleveland Clinic Foundation
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appear. No definitive test is available to diagnose PD; the best test is [the Neurological
expert clinical examination by a movement disorders specialist. PD i$ 4 Considerations
progressive disease, and it is in thdyeand moderate stages of the diseasg

that medications help the most. Increasingly important is the identificatipn

and treatment of nemotor symptoms.

Turning to Deep Brain Stimulation, Dr. Walter described good candidates

for DBS as follows:

X Have idigathic PD

X Have a good response to Sinemet

X Are no longer satisfied with response from medications
X Have no significant depression

Realistic expectations include

Improved tremor

Longerlasting benefit through the day
Improvement in slowness

Some reduction imedications; less ups and downs
Improved “off,” “freezing”

Improvement in dyskinesia

X X X X X X

Dr.Walter then showed before and after slides of patients who had DBS
He emphasized that every patier]

and the improvement was dramatic.
different and each situatiois evaluated closely. He concluded by sayin
that there are many ways to optimize what is most important and to give
patient what he expects from the surgery.

He remained to answer the many questions posed by those pres

Many thanks to Dr. Wger for a most interesting and informative lecture.

DISCLAIMER: The material contained in this newsletter is intended to inform. PEP
makes no recommendations or endorsements in the care and treatment of
Parkinson’s disease. Always consult your own physician before making any

TRIBUTES

We need your donations to
continue bringhg you
the PEP News and for other
expenses. A special thanks to those
who contribute at the monthly
meetings.

To send a donation, please make
your check payable t&arkinson
Education Program and mail to:

22171 Harms Road
Euclid, OH 44143

Catholc Charities Community.
Services

Edith & David Glei

June & Edward Gottschling

David & Pearl Hachen
sGene & Nancy Kotonski

Mission Endowment Committee of

Emanuel | Church, Moscow Idaho

Nancy Schwiebert
Judith Weidenthal

B
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ent.n Honor of
Judith Weidenthal Daniel Weidenthal

In Memory of
Lois Filipi — Marilyn & Ray Brandt,
Mazie & Mike Adams

How to reach us

Changes_ Phone — 216-556-0607 — or
www.ohparkinson.org/ne/education

Cut here Name

) o ) Amount
At PEP, we believe it is very important that people have access to our progrgms,
newsletters, and informationitivout having to pay a membership fee. However
we cannot function without the generosity of donors. By donating, you dre |n honor/memory
recognizing the importance dPEP and enabling our group to continue to provide of

factual information about this disease to the FPestni’s community. Please help us
now with a taxdeductible donation tBEP. In each newsletter you will find a list
of donors who have supported our organization with a monetary gift. Please m
your check payable to Parkinson Education Program.

ake Mail to: 22171 Harms Road, Euclid,
OH 44143




GINA, an all-encompassing genetics antdiscrimination

law, takes effect
(Amit Pafhania, TopNews)

I n what can be considered the fistitencompassing workplace
protection since the Americans With Disabilities Act of 1990, the
Genetic Information Nondimination Act (GINA)— an anti
discrimination law that bans discrimination of workers on the basis of
genetic backgroundtook effect on Saturday.

The GINA, which was signed by President Bush in 2008, ushers in a
new era in terms of protecting peoplaahave a hereditary predisposition
to disease. The law is also a massive victory for proponents of personaliz
medicine, including the use of genetic tests that help in the diagnosis of
disease and the selection of medication.

Eliminating the most notde hurdle in the way of genetic testing, the
newly-enforced law prohibits employers from hiring, firing, or determining
promotions of the employees on the basis of genetic makeup. Furthermo
the law also forbids health insurers from giving excessivsideration to a
person’s genetics like predisposition for Parkinson’s diseastor either
setting insurance rates or denying coverage.

Noting that the GINA endorses the belief that people have a right to &
judged solely on merit, Stuart J. Ishimaaating chairman of the Equal
Employment Opportunity Commission, said in a statement: “No one shou
be denied a job or the right to be treated fairly in the workplace based on
fears that he or she may develop some condition in the future.”
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What is the Bicameral
Congressional Caucus on
Parkinson’s Disease?

he Bicameral

Congressional Caucus on
Parkinson’s disease was created to
increase awareness on Capitol Hill
about Parkinson’s disease issues and
as a means to keep Members of
Congress and their stafinformed of
the latest developments in
Parkinson’srelated legislation and
biomedical research. As leadersin
the fight for a cure for PD, members
of the Caucus work together
[Democrats and Republicans] to
support the policy needs of the
Parkinson’s ommunity. The efforts
of the Caucus, in cooperation with
the Parkinson’s Action Network,
have included introducing
Parkinson’sspecific legislation,
supporting federal funding for PD
research, and championing other
legislative priorities. [Sen Sherrod
Brown (D-Ohio) is a member of the
Caucus.]

FIRST CLASS MAIL

We try to keep our roster current.
If you no longer wish to receive this bulletin,
please call 21:§51-5109 to cancel.



