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Parkinson’s Disease Resear ch Update

Onset and Progression of PD in
Familial and Sporadic Cases
A recent study in Israel suggests
that the disease course for Parkin-
son’'s disease (PD) patients with
and without a genetic background
might be different. Patients with
young onset who reported another
PD family member were tested
for genetic mutations. For pa
tients with afamily history of PD,
the age of disease onset was
younger, but motor and mental
change declined less when com-
pared to those without a family

history of PD.

Facial Expression and PD
New professionals appeared to be
less informed about the lack of
facial expression in persons with
PD when compared to more ex-
perienced professionals. More
recent graduates thought that
those with less expression in their
faces were quieter and more re-
served, anxious, and nervous;
both groups believed that the pa
tients were less agreeable. Profes-
sionals need to be educated about
these secondary symptoms and
not jump to conclusions about the
personality of PD persons.

PD Risk Higher for Men
The observation that PD affects

more men than women has a long
history dating back several hun-
dred years. The most likely cul-
prit for a gender gap may be a
genetic mutation passed down by
mothers. Another theory suggests
that the mae lifestyle (pesticide
exposure and head injury) may
account for the difference and
that estrogen may protect women
against neurological diseases.

Parkinson's Disease and Twins
Over 33,000 twins from the
Swedish Twin Registry were in-
terviewed by phone about their
histories of PD and movement
disorders. Two hundred forty-
seven twins reported a PD diag-
nosis and 517 others reported
parkinsonian symptoms or the use
of antiparkinsonian medications.
The findings suggest that com-
pared with other complex dis-
eases, the importance of genetic
factorsin PD is probably low.

Scientists Study Sleep and
Brain Chemicals

VA researchers discovered that
three brain chemicals help regu-
late deep for Doberman pinchers.
Serotonin and norepinephrine af -
fect muscle tone and keep the
body ill at night, while hista-
mine controls wakefulness.

These biological findings may
help guide the development of
new drugs to induce Seep or
maintain alertness.

Number of PADRECC Veter-
ans Continuesto I ncrease
Since 2001, the Houston PA-
DRECC has evauated nearly 750
new patients at the Michad E.
DeBakey Veterans Affairs Medi-
cd Center (MEDVAMC). Pa
tients seen include those with
Parkinson’s disease (58%), park-
insonism (8%), essential tremor
(14%), atypical tremor (7%), and
other related movement disorders
(13%). The PADRECC patient
population is approximately 97%
male; the ethnic composition is
82% Caucasian, 11% African
American, 6% Hispanic/Latino,
less than 1% Asian/Pacific Is
lander, and less than 1% Native
American. The average age at ini-
tial vidgt is 70 years. Approxi-
mately 96% of PADRECC pa
tients come from Texas, with the
remainder from LA, MS, OK,
KS, AL, AR, HI, MN, NM, and

NY.

Above summaries adapted from eCom-
munique (Naomi Nelson, editor), a PA-
DRECC Internet publication for health
care professionals. References for above
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Often Parkinson’s patients
complain of upset stomach or
nausea after taking their carbi-
dopa/levodopa (Snemet), a com-
mon side effect of the medication.
The vomiting center resides in the
area postrema of the brain stem.
It detects toxins or poisons in the
circulation and stimulates vomit-
ing to rid the body of the trans-
gressor. The vomiting center is
not accustomed to seeing
levodopa in the circulation and
treats it as an offender.

When the carbidopa/
levodopa is in the bloodstream for
approximately 30 minutes, the
vomiting center may be activated.
The patient may experience a me-
tallic taste in the mouth, dizzi-
ness, nausea, and vomiting.

PADRECC June 3, 2004 Patient/Family Forum at the
Michael E. DeBakey VAMC: Shown above is photog-
rapher Dr. Dorothy Lam Wong talking with veterans
and their families about living with PD. Both Dr.
Wong and Mr. Aubrey Calvin (see page 4) displayed
some of their work at the Forum.

Nurses Corner

Two factors allow patients to
overcome most of these prob-
lems: 1) After repeated exposure
to levodopa the vomiting center
gradually becomes accustomed to
its presence and no longer re-
sponds. 2) The vomiting center is
most likely to react when the
level of carbidopa/levodopa rises
rapidly in the blood (large doses
of medication). Smaller doses
taken after meals slow the absorp-
tion.

Most patients complain of
these problems after a breakfast
of juice, coffeg, and toast. This
isn't enough food to slow the ab-
sorption, which would inhibit the
vomiting center from activating.
In fact, the caffeine in coffee can
actually stimulate the vomiting

Over 100 allied health profes-
sionals attended the PADRECC
June 12, 2004 Symposium:
Cognitive Issues and Depres-
sion in Patients with Movement
Disorders. Left: Dr. Eugene
Lai, Houston PADRECC Direc-
tor, was a featured speaker.
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center.

For patients who experience
nausea in the morning, we recom-
mend solid foods with some pro-
tein and decaffeinated coffee or
tea. If necessary, your physician
might reduce the breakfast dose
of carbidopa/levodopa. If this
doesn’'t stop the problem, your
physician may need to order an
anti-nausea drug. Patients should
allow 3 to 6 months for the body
to develop atolerance to the car-
bidopa/levodopa before they are
able to enjoy the full beneficia
effects.

Constance Ward, MSN, RN-C
PADRECC Clinical Coordinator

Members of the PADRECC Allied Health Education Committee
L toR: E. Lai, MD, PhD; B. MacNEeill, PT, MEd; Elizabeth Pro-
tas, PT, PhD: Kathleen Crist, LMSW, R. Zabransky, OTR; M.
Trail, MOT,OTR; J. Whitehead, SLP/CCC; Naomi Nelson, PhD

PADRECC Patient/Family Forum

October 22, 2004

11 AM, 4th floor auditorium, MEDVAMC

Aliya Sarwar, MD

PADRECC Neurologist
Sleep Disordersof Parkinson’s Disease

Free Valet Parking
Contact Naomi Nelson 713-794-8938
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Assessing the Quality of Life of Personswith Parkinson’s Disease

Physicians and other health-
care providers try to make treat-
ment decisions based on the needs
and values of their patients. How-
ever, in medical research, paying
attention to what is important to
patients is relatively new. Only in
the past couple of decades has re-
search focused on “patient-
centered outcomes.”

Today, most medica re-
searchers believe it is important to
consider the quality of patients
lives when treatment methods are
compared or new medications are
considered. But it is one thing for
a clinician to seek information
about what is important to an indi-
vidual patient. It is quite another
for researchers to figure out what
is important for al patients with a
given disease. For example, epi-
demiologists estimate there are
1.5 million persons with Parkin-
son’s Disease (PD) in the U.S. and
60,000 new cases each year
(National Parkinson’s Founda
tion). It would be impossible to
find out what is important to every
person who has PD. What medi-
cal researchers do instead is inter-
view small groups. Based on what
they learn, they make guesses
about what may be important to
most persons who have the dis-
ease. Often researchers will de-
velop surveys to measure the dif-
ferent aspects of quality of life
that are important to patients. This
allows researchers to get input
from much larger numbers of pa
tients than would be possible with
one-on-one or group interviews.
Severa research studies have tried
to find out what is most important

to PD patients. This article de-
scribes one of them.

In 1998, Viv Peto and her
colleagues published a study in
the Journal of Neurology called,
“PDQ-39: a review of the devel-
opment, validation and applica-
tion of a Parkinson's disease
quality of life questionnaire and
its associated measures.” They
interviewed 20 persons who had
PD and asked them to describe
areas of their lives that were af-
fected. Not surprisingly among
the biggest concerns was mobility.
But patients describe other areas
of their life that were affected by
PD — how the disease impacted
their emotional well-being, their
comfort in socia settings, the
amount of support they got from
friends and family, how well they
could concentrate, remember, and
communicate with others, and the
amount of pain and other discom-
fort they felt.

To see if the concerns raised
by the 20 persons interviewed
were shared by others with PD,
the researchers mailed a survey to
438 additional people who had
PD. The survey asked respondents
to rate how often PD affected 65
areas of their life in the previous
month. A total of 349 people com-
pleted the survey.. After studying
the responses, the researchers
chose 39 items the survey respon-
dents said were most often af-
fected by PD. These 39 items be-
came the PDQ-39, a standardized
measure that is frequently used in
medical research in PD. The 39
items fall into 8 general aress.
They are listed below along with

sample questions for each.
Mobility

How often have you had difficulty
getting around in public places?

Activities of Daily Living
How often have you had difficulty
dressing yourself?

Emotional Well-Being

How often have you worried about
the future?

Stigma
How often have you felt worried by
others reaction to you?
Socia Support
How often have you had problems
with close relationships?
Cognitions
How often have you had problems
with concentration?
Communication
How often have you had difficulty
with speech?
Bodily Discomfort
How often have you had aches and
pains?

There could be areas that con-
cern you that are missing from the
PDQ-39. And, it may be that
some of the questions don’t apply
to you. Persons who have PD
share things in common but they
don't al have the same concerns
and vaues nor does PD affect
everyone the same way. A meas-
ure like the PDQ-39 makes it eas-
ier for researchers to consider
what patients value, but they do a
poor job representing all the ways
PD might affect the individual.
Any concern important to you is
important enough to share with
your healthcare provider.

Karon Cook, PhD
PADRECC Associate Director of Research
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Director’s Corner

Patients with Parkinson’'s
disease (PD) often complain of
problems associated with deep
such as insomnia and nightmares.
| want to take the opportunity
this month to talk about some of
these issues.

Patients with PD can experi-
ence sleep disturbances caused
by depression, cognitive decline,
and the physiologic changes (or
changes the body undergoes due
to PD) resulting from the disease
itself.  Parkinson’s medications
can also be responsble for in-
creasing daytime sleepiness, and
the aging process aso plays a
role.

Sleep problems common to
PD include wakefulness, disrup-
tion of nighttime Seep, restless

Serving Others:

A Veteran with PD

Recently | visited with Mr.
Aubrey Calvin, aveteran with
Parkinson’s Disease (PD) en-
rolled in the PADRECC at MED-
VAMC. He speaks openly about
living with PD. He was diag-
nosed 21 years ago at the age of
41. Hisfirst symptoms included

leg syndrome (disagreeable sen-
sations in the legs a night),
nightmares, obstructive sleep ap-
nea, sleepwalking, panic attacks,
deep taking, rapid eye move-
ment sleep behavior disorder, and
excessive daytime sleepiness.

Treatment often involves
adjusting the antiparkinson’s
medications, and addressing any
underlying factors such as de-
presson and anxiety. Avoid
stimulants such as caffeine or
colas a bedtime, and consult
your physician about a good
deep hygiene program. He/she
may recommend additional medi-
cations to enhance sleep or re-
duce anxiety. A comprehensive
deep evaluation may be needed.
| encourage you to discuss sleep
problems and other concerns
with your physician so that he/
she can work with you to find
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solutions.

| am pleased to report that
the Houston Parkinson’s Disease
Research, Education and Clinical
Center is beginning its fourth
year of operation. Though we
are proud of our accomplish-
ments, we are focusing upon the
future, particularly the vyear
ahead. Our gods include ex-
panding our outreach to veterans
and designing new programs
while continuing to improve the
quality of existing ones. We wel-
come your comments and sug-
gestions. | look forward to see-
ing you a the next Patient/
Family Forum on October 22
where sleep disorders will be dis-
cussed in greater detail.

Eugene C. Lai, MD, PhD
Director, Houston PADRECC

Parkinson’s Disease Resear ch
Education and Clinical
Center (PADRECC)

Michael E. DeBakey VAMC

FotoFest 2004.

stiffness in his right hand and
changes in handwriting. He has
participated as a research subject
invarious clinical trialstesting
PD medications.

Upon receiving his degree
from Rice, Mr. Calvin, a native
Houstonian, attended the Univer-
sity of Texas Law School. He was
commissioned as an officer in the

Pictured left: Mr. Aubrey Calvin
exhibited some of his photos at
the PADRECC Patient/Family
Forumin June. Mr. Calvin's
work (aswas Dr. Wong's, page
2) was displayed at Houston

2002 Holcombe Blvd., 127 PD
Houston, TX, 77030

Phone 713-794-7841
www.va.gov/IPADRECC_Houston

PADRECC Pathways Editors:
Marilyn Trail

Naomi Nelson

Associate Directors of Education

USAF and become a military
judge in the JAG core.

Mr. Calvin, president of the
board of the Houston Area Park-
inson’s Society, maintains his law
practice and enjoys tai chi, bay
fishing, hunting, and photogra-
phy. “Stay active. Giving up is
unacceptable,” he says.

Naomi Nelson, PhD
PADRECC Co-Associate Director of Education



