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WELCOME!

Welcome to the first issue of
the PARS Newsletter! We thank
you all for your interest and
participation in this study. One
of the goals of this newsletter is
to provide you information re-
garding the progress of the
study and new information that
we learn as a result of the
study.

We are pleased to report that
there has been tremendous
interest in the PARS study!
Recruitment for the study has
been better than anticipated.
To date, over 5,000 people
have completed eligibility forms
and more than 2,500 people
have completed the initial smell
test for the study. Many of the
participants in this study have a
family member affected by
Parkinson’s disease. We have
recently also expanded the
population through a sub-study
we call the MINDSPAN study.
The MINDSPAN study consists
of nurses and veterans over the
age of 50 who are willing to

The PARS Research team is
interested in learning about the
sense of smell and how it may
relate to neurologic conditions.
In this study, we are evaluating
individuals that have a de-
creased ability to smell as well
as individuals who have a good
sense of smell. Whether you
have a good or bad sense of
smell, you are important to the
study.

Once you have completed the

smell test, you will be asked to
join one of two groups in this
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participate in the study activi-
ties. We have received an over-
whelming response to MIND-
SPAN.

Our biggest resource for this
study is you, the participants!
We thank you for completing all
of the forms and smell tests.
We are grateful for your com-
mitment to the study and antici-
pate with the help of the par-
ticipants we will be able to bet-
ter understand the factors that
predict who may be at risk for
Parkinson’s disease. If we can
develop a means to detect early
changes in Parkinson’s disease
we may be able to delay or pre-
vent the onset of disease.

£

study, the mailing group or the
clinical evaluation group. Peo-
ple participating in the clinical
evaluation are asked to com-
plete a visit every year at the
center closest to where they
live and also travel to New Ha-
ven, CT to undergo brain imag-
ing. The clinical visits occur
every year and the imaging
visits at the beginning of the
study and two years later. In
addition, participants in the
clinical evaluation group will be
sent a smell test and question-

PARTICIPATING

CENTERS:

e Baylor College of Medicine,
Houston TX

e Beth Israel, New York, NY

e Boston University, Boston MA

e Emory University, Atlanta GA

® The Institute of Neurodegen-
erative Disorders, New Haven
CT

e Mayo Clinic, Scottsdale AZ

e Medical College of Georgia,
Augusta GA

o Northwestern University, Chi-
cago, IL

e Portland VA Medical Center,
Portland OR

e University of Rochester, Roch-
ester NY

e University of South Florida,
Tampa FL

e The Parkinson’s Institute,
Sunnyvale CA

® UCLA, Los Angeles CA

e University of North Carolina,
Chapel Hill NC

® University of Pennsylvania,
Philadelphia, PA

WHO IS CHOSEN TO PARTICIPATE IN THE PARS STUDY?

naire to complete every year.
People who are participating in
the mailing group will be sent
questionnaires every year and
smell tests every other year.

Regardless of which group you
are in, your continued participa-
tion in this study is critical to its
success. We appreciate the
time you have committed to
completing the questionnaires
and traveling to centers for
visits. The success of the PARS
study relies on the dedication of
all its participants.
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SCREENING FOR PARKINSON’S DISEASE: HOW, WHO AND WHEN
BY ANDREW SIDEROWF, MD

Screening in medicine has
become so common that we
take it for granted when the
doctor checks our blood pres-
sure or cholesterol. Screen-
ing tests are done to detect
risk factors for illnesses so
that these conditions can be
caught and corrected before
serious problems develop.
Throughout medicine, from
diabetes to osteoporosis to
glaucoma, screening and
prevention have become the
standard approach. Itis only
a matter of time before the
same is true for Parkinson’s
disease (PD).

How do currently available
screening tests work?

The ability to detect PD be-
fore motor features develop
already exists. Imaging tests
such as fluorodopa-PET
(positron emission tomogra-
phy) and dopamine trans-
porter SPECT (single photon
emission computed tomogra-
phy) (right) create pictures of
the dopamine neurons in the
brain. Up to 30-50% of these
neurons are lost before the
motor symptoms of PD be-
come apparent. PET and
SPECT scans are sensitive
enough to show abnormali-
ties that are less than this
threshold. Several studies
using imaging have shown
abnormalities in at-risk peo-
ple several years before they
are diagnosed with PD.

Olfactory (smell) testing can
also detect evidence of PD
before tremor or rigidity be-
come apparent. Unlike imag-
ing, smell testing is inexpen-
sive and can be done any-
where using portable scratch
and sniff booklets such as
the University of Pennsyl-
vania Smell Identification

Test (UPSIT) (see page 3).

Genetic tests can also be
used to identify people who
are at risk of developing PD.
About 10% of PD is now
thought to be due to genetic
causes. This number could
climb much higher as pro-
gress in genetics continues
at a rapid pace. Tests for
genetic variants (mutations)
known to cause PD are cur-
rently performed in research
laboratories, and one test, for
the parkin gene, is commer-
cially available.

However, each of these tech-
nologies has limitations.
Genetic testing is limited
because only a fraction of PD
is genetic. In addition, ge-
netic tests give no indication
of the age at which PD will
start. Imaging is probably
very accurate, but is expen-
sive and needs to be re-
peated every few years to
catch the first evidence of
brain degeneration. Olfactory
testing, while inexpensive
and portable, is less accurate
than imaging, as there are
many reasons for a reduced
sense of smell other than

incipient PD.

One solution to the limita-
tions of individual tests is to
use them in combination.
For example, an individual
who is at increased risk due
to genetic factors could be
screened periodically with an
olfactory test and have imag-
ing only when impairment in
smell testing is noted. This
staged approach to screening
is common throughout other
areas of medicine.

Who might be a candidate for
screening?

General population screening
is usually reserved for very

common disorders such as
heart disease. Screening for
PD is more likely to target
high-risk groups, such as
people with a family history of
PD, or extremely high levels
of exposure to environmental
factors that may increase the
risk of PD. Targeted screen-
ing is already used in other
areas of medicine including
some cancers and infectious
diseases.

There are currently no guide-
lines that recommend routine
screening for PD, and screen-
ing is not part of standard
clinical practice, even at spe-
cialty clinics that care for
families with multiple af-
fected members. In select
settings, individuals who are
at high risk for PD may re-
ceive the results of genetic
testing as part of a research
protocol. In such cases, re-
sults of research screening
tests needs to be accompa-
nied by substantial counsel-
ing to help the at-risk individ-
ual put the meaning of the
test into the proper context.

When will screening for PD
become commonplace?

Preventive therapy is the key
missing ingredient that would
rationalize widespread pre-
dictive testing for PD. Some
at-risk individuals may decide
to be tested to help with life-
planning or to reduce anxiety
related to the belief that they
may develop PD. However,
without treatments that can
delay the onset of motor
symptoms once a person has
a positive screening test,
widespread screening pro-
grams for PD are probably
not justified.
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SCREENING FOR PARKINSON’S DISEASE (CONTINUED)

On the other hand, now is an
appropriate time to develop
and test screening strategies
so they will be ready to use
when they are needed. At
some point in the future,
effective neuroprotective
therapies will exist, and effi-
cient and reliable screening
strategies should be in place
so that these therapies can
be used in a preventative
fashion. As a clinical re-
search agenda, screening
tests and neuroprotective
treatments should be devel-
oped in parallel to achieve
the goal of preventing PD.

PARS IN THE NEWS

The PARS study has been
featured on several news-
casts around the country and
in many publications. We are
pleased that the study has
received so much attention.

Parkinson’s Study at
Northwestern Memorial
Hospital
http://media.vmsnews.com/
MR.pl?id=103108-684076-
S001559182

For the time being, screening
for PD is being performed as
clinical research rather than
clinical practice. The Parkin-
son At-Risk Study (PARS) is a
nationwide effort to test the
screening strategy of olfac-
tory testing followed by
SPECT imaging in 1st degree
relatives of PD patients. The
PARS study will screen thou-
sands of relatives of PD pa-
tients with olfactory testing
over the next 4 years. People
with a parent, sibling or child
with PD, and who are either
over 50 years old or within
10 years of the age of onset

“Sniffing out Parkinson’s
Disease”

http://abclocal.go.com/
wabc/story?section=news/
health&id=6370608

PARS IN THE RESEARCH COMMUNITY

Over the past year, the PARS
study has been presented at
several professional meet-
ings and is gaining attention
among Parkinson’s disease
researchers throughout the
world.

Information obtained through
the recruitment process has
been presented at the Ameri-
can Academy of Neurology in
Chicago (May, 2008) and at
the Movement Disorder Soci-
ety Congress in Chicago

(June 2008). Upcoming pres-
entations include

e AD and PD International
Congress in Prague
(March 2009)

e  American Academy of
Neurology in Seattle

(April 2009)

e  The Movement Disor-
ders Society Congress in
Paris (June 2009)

of their affected relative may
be eligible. The study is be-
ing conducted at 15 clinical
centers and is being spon-
sored by the Telemedicine
and Advanced Technology
Research Center (TATRC)
through the U.S. Department
of Defense. For more infor-
mation about TATRC, please
visit their website at http://
www.tatrc.org/.
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The University of Pennsyl-
vania Smell Identification
Test (UPSIT) is made up of
four scratch and sniff book-

lets. Many patients with
Parkinson’s disease lose
their sense of smell some

time before other symptoms
develop.
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THE PARS STUDY TEAM

The PARS study is a collabo-
rative effort of researchers
from the University of Penn-
sylvania (UPENN) and the
Institute for Neurodegenera-
tive Disorders (IND). The
study is lead by Andrew
Siderowf and Matt Stern at
UPENN and Danna Jennings
and Ken Marek from IND.
Other members of the PARS From Left to Right: Dr. Kenneth Marek,

team in,\;IUdeSShirle%wLasg_h'k Dr. Matt Stern, Dr. Danna Jennings,
Jamye Mart, Susan Mendick, and Dr. Andrew Siderowf

Donna Miles and Katrina
Miles.

RETURN OF SMELL TESTS AND
QUESTIONNAIRES

You will all be receiving by mail a packet each year to
complete. This packet will contain a questionnaire and a
smell test. We ask that you complete these items within
a week of receipt and mail them back to us.

SPREAD THE WORD!

The PARS study is still looking for people to participate! Y
If you have relatives who may be interested in participat-
ing or friends with relatives who have PD please encour-
age them to contact us and complete an eligibility form.

||'

CHANGE OF ADDRESS

Please contact us if your address, telephone numbers or
email address should change.
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SPOTLIGHT ON DONNA MILES

Each issue of the PARS newsletter
will spotlight a member of the PARS
Team. This issues spotlight is on
Donna Miles. Donna has worked at
IND for 4 years and has been work-
ing on the PARS study since its in-
ception. Prior to working on the
PARS study, she worked at IND in
the clinical imaging department and
has brought much of her knowledge
and experience about B-CIT imaging
to the PARS study. Donna has been
very busy contacting subjects to ask
them to participate in the study.
Many of you may have already spo-
ken to Donna on the phone and
know first hand what an important
member of our team she is.

SEND US YOUR STORIES
AND QUESTIONS!

Do you have a story you would like to share with others
about the Parkinson’s Associated Risk Study ?0r do you
have questions you would like to ask our investigators?
Send an email or mail a letter to the PARS Team! We're
looking forward to including your experiences and inquiries
in future newsletters.

am
Suite 88
10

-4300
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