
Ask most scientists and they will tell you that one of the
toughest challenges, especially early in their careers, is
obtaining funding to take their research to the next level.
From its inception, The Bachmann-Strauss Foundation has
encouraged and supported scientists with innovative ideas,
providing seed money to explore their hypotheses and to
help leverage additional grant awards from other sources.

These days, spending cutbacks at government agencies like the
Centers for Disease Control (CDC) and the National Institutes
of Health (NIH) make the ability to get support without first
having support even more challenging – but it is still possible. 

Last year, for example, the Bachmann-Strauss Scientific
Advisory Board approved a $50,000 grant to Ellen Hess, PhD
at Johns Hopkins University for her study, Generation of
mouse model of L-DOPA-responsive dystonia (DRD).  Seven
months later, the NIH awarded Dr. Hess $240,625 to spend
over two years in the form of an R21 grant. The R21 is an
Exploratory/Developmental Grant intended to encourage
research projects. 

“It’s terrific that this
important study has
attracted additional
funding from the NIH,”
said Ted Dawson, MD,
PhD, Chairman of the
Bachmann-Strauss
Scientific Advisory
Board. “The
Bachmann-Strauss
grant was made with
the hope that the gen-
eration of this mouse
model would provide
the seed for a Federal grant to further our understanding of
the link between dystonia and Parkinsonism. This money
was well spent and it gives close to a 500 percent return on
the Bachmann-Strauss research investment.”
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Foundation Seed Money Leverages 
Additional Research Funding 

Newly Published Studies Report Advances 

Two new studies recently published in scientific journals showed success with lower frequency Deep Brain
Stimulation (DBS) for Primary Torsion Dystonia and advances in understanding the development of Parkinson’s
disease. Both bodies of research were funded in part by The Bachmann-Strauss Dystonia & Parkinson Foundation.

The August 14, 2007 issue of Neurology, the official journal of the American Academy of Neurology, reported
results from a study of 15 patients with primary dystonia who were treated with Pallidal Deep Brain
Stimulation. The researchers used 60 Hertz frequency, which is lower than the frequencies previously 
utilized in DBS therapy (130-185 Hz). Twelve of the patients in the study carried the DYT1 mutation.

From left: Ann Heinzer, PhD, the lead
postdoctoral fellow on the DRD project,
with Ellen Hess, PhD.
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“We received this NIH funding, in large part, because the generosity and trust of
The Bachmann-Strauss Foundation allowed us to collect preliminary data to support
the R21 grant,” said Dr. Hess. “Of course, with the NIH fiscal crisis, our R21 budget
was reduced by $35,000 as part of the across-the-board cuts to which all new
grants are subject.” 

Dr. Hess and her team are developing a new mouse model with an inherited dystonic
disorder to better understand the abnormalities within the basal ganglia that result in
dystonia and to develop new therapies. 

They have identified L-DOPA-responsive dystonia (DRD), as a leading candidate for
this study. DRD is characterized by early onset generalized dystonia that is improved
after administration of low doses of L-DOPA, the compound necessary to make
dopamine. DRD is caused by mutations in several different genes that regulate
dopamine production resulting in abnormally low levels of the chemical in the brain. 

“We have completed some final DNA analysis and now the DRD mutation is being
put into mouse cells,” Dr. Hess explained. “We’re working on two strategies on a parallel
track. Bachmann-Strauss funding allowed us to take a second approach, which we
believe will be more economical than our first construct, saving a lot of time and labor.”

The mutation used in this study is intriguing because it causes a range of disorders
from dystonia to Parkinsonism and will provide a critical tool for insight into their
relationship. 

Continued from page 1
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Holiday times, birthdays, graduations

or anniversaries mark important

milestones to celebrate someone

special in your life.  By making

a donation to The Bachmann-

Strauss Dystonia & Parkinson

Foundation in honor of or in

memory of someone you care

about, you are giving a lasting

and farsighted gift that will help

so many people with movement

disorders. 

To make a tribute gift, visit us at

www.dystonia-parkinsons.org or

send us a letter or email with the

name of the person in whose

name you want to make the gift.

Tell us the occasion (if any), and

the name and address of any

person who should receive a

notification of your gift. We do

not inform that person of the

amount of your gift, only that we

have received it. 

Please remember to include your

own name and address so that

we can give you the proper

acknowledgement of your gift.

For more information, call us 

at 212.241.5614. 

Benchmarks of Success
In the scientific community there are two impor-
tant markers of progress and achievement: 
publication of research in a scientific journal and
the ability to attract funding.  A look at our stories
on page one exemplify these benchmarks, and
we are proud that our Foundation has helped
to advance the pace of research by making
these outcomes possible for many scientists
over the years. 

As we approach our annual deadline for grant applications, we are certain that the
number of requests for funding that we receive will again point to the promising and
far-reaching body of research into movement disorders that is underway in laboratories
across the globe. Our Scientific Advisory Board provides oversight and guidance to our
Foundation’s grant award process, helping to ensure that we fund a varied yet focused
range of research. 

We have just completed our 15th golf invitational, which brought a tremendous show
of support and raised a record-breaking $1.7 million. As we look toward future growth
and to the day when we can celebrate finding cures, we are grateful to the active
involvement and support that enables such tremendous progress to continue. 

Thank you all so much!

BONNIE STRAUSS

FOUNDER AND PRESIDENT 

HELEN MILLER  

EXECUTIVE DIRECTOR

The Bachmann-Strauss Dystonia &
Parkinson Foundation, Inc. was estab-
lished in 1995 to find better treatments
and cures for the movement disorders
dystonia and Parkinson’s disease, and to
provide medical and patient information.
An independent, nonprofit, 501(c)3 
organization, its funding is made possible
through the generosity of individual and
corporate contributors.



It was hot, it was sunny and, for a third year running, the turnout for our annual golf invitational was so

strong that play was held simultaneously on four golf courses in Westchester County.  Best of all, the total

event, which took place on June 18, topped all of our records and raised more than $1.7 million to benefit

the work of our organization. 

“This was such a tremendous show of support,” said Bonnie Strauss, president and founder of The

Bachmann-Strauss Dystonia & Parkinson Foundation, “especially since it marked our 15th anniversary. We are

very, very grateful to our Corporate Co-Chairs, RBC Capital Markets and Aurelius Advisors, and to everyone

who helped to bring these outstanding results.”

The event, which began with golf followed by a cocktail reception, dinner and a live auction, attracted 248

golfers and 300 dinner guests. Medical reporter Dr. Max Gomez was the evening’s emcee and Christian Hoff,

2006 Tony Award Winner for his role in Broadway’s Jersey Boys and 2007 Grammy Winner, entertained dinner

guests. The Dekker Family were the evening’s honorees.

The lively auction conducted by Jamie Niven of Sotheby’s raised $188,000. During the auction, attendees had

the opportunity to donate $500 to provide Botox treatments to dystonia patients who otherwise would not

be able to afford this medical treatment. Widely used for cosmetic purposes, Botox was actually developed to

treat different forms of dystonia. Guests generously donated $22,000 to this fund. 

Clockwise from top left: Sharon Klingenstein, David Freedberg, Fred Klingenstein and Abby Ruttenberg; Corporate Chairs Mark Standish of RBC Capital
Markets and Patrick O’Meara of Aurelius Advisors with Bonnie Strauss; Tracey Strauss and Kimberly Kravis (K.K.) Schulhof. KK awarded a trophy to the
1st Place Low Net winners Morris Kornbluth and Jane Pontarelli; Christian Hoff with Dr. Max Gomez and his daughter Katie Gomez;  the Dekker family –
Russell, Debbie, Marcel, Harriet, David and Jennifer.

15th Annual Golf Invitational Raises Over $1.7 Million



Results showed a progressive improvement of motor scores from 38% at one month 

to 89% at one year, suggesting that lower frequencies can be as effective as traditional

high frequency stimulation. Younger patients at the time of surgery fared significantly

better, independent of DYT1 status. 

The study successfully explored new stimulation settings that utilize less energy and may

prolong battery life, reducing the surgical burden for patients with dystonia treated with DBS.

Michele Tagliati, MD of the Mount Sinai School of Medicine is the principal investigator. 

The July 2007 issue of the Journal of Neurochemistry reported on a new study that

combines animal genetics and biochemistry to characterize in the brain the enzymatic

activities of a protein (LRRK2), which could be one of the most important players in the

development of Parkinson’s disease. 

This study provides the first evidence of an important enzymatic activity (GTPase) in LRRK2

and shows that one of Parkinson’s disease-linked mutation may alter the GTPase activity. 

This study provides insight into the disease process and also demonstrates a system that

can be adapted to drug discovery program targeted against LRRK2 enzymatic activities

for providing new therapies for Parkinson’s disease.

Zhenyu Yue, PhD of the Mount Sinai School of Medicine is the principal investigator.
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Christian Hoff Appointed National Spokesperson
We are pleased to announce that Christian Hoff has
been appointed National Spokesperson for our
Foundation. As National Spokesperson and a member
of our Board of Special Advisors, he will help to raise
awareness to accelerate the pace of scientific research
for these devastating movement disorders.  

In a video newly-created for our Foundation by Dr. Max
Gomez, Christian Hoff said, “I’m excited to be able to
bring my talents as a performer and an actor and my
passion for helping people to Bachmann-Strauss.”  

Christian Hoff received a 2006 Tony Award for his portrayal of Tommy DeVito in the
Broadway hit Jersey Boys and a 2007 Grammy.  He began his stage and screen career
at age 8 and trained as an actor, singer and dancer.  His recent roles include former
Federal Prosecutor Thomas Grady on NBC’s “Law & Order CI,” Marty on ABC’s “All My
Children,” and he is the current voice for the American Express commercials.  In addition,
Christian is known as “The Man of Many Voices” and set a world record for most character
voices (over 240) in the audio book Tell Me How You Love The Picture. He has had
many notable career highlights on stage, film and television over the years.

Christian Hoff

Continued from page 1



Along with the Dystonia Medical Research
Foundation, the National Spasmodic Dystonia
Association and other organizations concerned
with movement disorders, representatives of The
Bachmann-Strauss Dystonia & Parkinson Foundation
participated in the annual dystonia advocacy day
on Capitol Hill in Washington this past April. 

The group visited with their elected officials to
press for additional funding for dystonia research
through the National Institutes of Health, advocate
for the passage of the Genetic Non-Discrimination
Act, and raise safety and quality concerns about
legislation which would establish a regulatory
pathway for generic biologics.

Bachmann-Strauss Named NYC Marathon 
Charity Partner

The Bachmann-Strauss Dystonia & Parkinson Foundation has been
selected to be a Charity Partner in the upcoming ING New York City
Marathon. As a charity partner we are guaranteed 30 slots in the world
famous race and our team of runners may raise funds on our behalf.
The marathon, which will be held on Sunday, November 4, is expected
to draw more than 90,000 applicants from around the globe.

The premier event of the New York Road Runners (NYRR), their
charity program helps charitable organizations by offering guaranteed
entry into the marathon for runners that sign up to raise money for
the organization’s benefit.

With the help of our Team Captain Josh Sandbulte, our 30 slots for
this year’s race were sold out by the end of July and The Bachmann-
Strauss Dystonia & Parkinson Foundation team has already raised
over $15,000. Their fundraising goal is $75,000. 

Last year Brian Dugan organized a team from around the country to
run in the New York City Marathon to benefit our organization and
to help his mother and others like her who have an aggressive form
of Parkinson’s disease. The team raised $34,000.

If you would like to support our team’s efforts, please go to
www.dystonia-parkinsons.org/marathon

Shared Goals and Collaborations Strengthen Efforts

Brian Dugan

From left: Dr. Ron Alterman, Mount Sinai Medical Center, Rosalie Lewis, 
Laurie Cermak, Marilynne Herbert and Bonnie Strauss meet with Orly Issacson,
Legislative Director, Congresswoman Carolyn B. Maloney’s office.

Advocates Press for Change on Capital Hill
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S A V E  T H E  D A T E

DID YOU KNOW...
Dystonia is a neurological disorder that causes uncontrollable, painful spasms in one or more parts of the body. An estimated

500,000 Americans suffer with dystonia and one third of all patients are children. Dystonia affects more people than

Muscular Dystrophy, Huntington’s disease and Lou Gehrig’s disease. 

Thursday, September 27, 2007
Young Professionals
Cocktail Reception and Benefit 
The Manor 73 Eighth Avenue at 14th Street 
7 – 11 p.m. 
Open bar, hors d’oeuvres and raffles. 

Saturday, October 27
Parkinson’s and Dystonia Symposium
Lighthouse International
111 East 59th Street, New York City
1 p.m. Reservations required.
This free symposium is for patients, families 
and health care providers.

Tuesday, October 30
Theater Benefit

Pygmalion starring Claire Danes 8 p.m.
Pre-theater dinner at Carmine’s 5:45 p.m.

Sunday, November 4
New York City Marathon

Cheer on the team running in support of our
Foundation. Add your support now at 
www.dystonia-parkinsons.org/marathon.  

Monday, June 16, 2008
The Hedi Kravis Ruger Tournament
16th Annual Dystonia & Parkinson’s 
Pro-Am Golf Invitational
Century Country Club in Purchase, NY.

For reservations or more information, call 212.241.5614 or go to www.dystonia-parkinsons.org 


