
Three New Centers of Excellence

Dr. Jill Ostrem from The Bachmann-Strauss Dystonia & Parkinson’s Disease Center of Excellence, 
UCSF consulting with a patient.

Fulfilling a dream to create and 

fund Bachmann-Strauss Dystonia 

& Parkinson’s Disease Centers of 

Excellence across the country, Bonnie 

Strauss announced that the Foundation 

will be establishing three new Centers 

of Excellence. The new Centers of 

Excellence, located at the University 

of California, San Francisco Medical 

Center (UCSF); the University of 

Alabama at Birmingham (UAB); and the 

University of Florida (UF) in Gainesville, 

will provide patient care, quality clinical 

expertise and research.

Mirroring the model of practice at the 

first Center of Excellence, located at 

Beth Israel Medical Center in New 

York City, each center will work to 

close the gap between clinical care 

and recent research advances in 

dystonia and Parkinson’s disease.  In 

addition, the Centers will offer superb 

comprehensive care and a coordinated 

treatment plan to help patients and 

their families.

Noted for its internationally recognized 

clinicians and researchers, and its 

concentrated work in Deep Brain 

Stimulation (DBS), University of 

California, San Francisco Medical 

Center has a strong component 

in patient oriented research.  The 

Center of Excellence at the University 

of Alabama at Birmingham will 

provide patients with a full range 

of movement disorder specialists, 

physical, occupational and speech 

therapy, botulinum toxin treatment, 

neurosurgical treatment and genetic 

counseling.  The University of Florida 

is known for its outstanding  ‘gold 

standard’ of clinical care for dystonia 

and Parkinson’s disease patients as 

well as a strong focus on supporting a 

variety of pilot cutting-edge research 

programs.

These three new centers are supported 

by an existing infrastructure from their 

top-notch institutions.  We will now be 

able to provide patients with the best 

care in their area as well as accelerate 

the pace of new research in the fields 

of dystonia and Parkinson’s disease.  

These Centers are the key to helping us 

develop the next generation of experts.
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Thinking Broadly
 Our Horizons

Founder and President Bonnie Strauss

Our New Web Site - More News & Information!
We are pleased to announce that our new website 

is launching June 2013. We have completely 

redesigned our layout with simplicity, ease of 

use, and a strong focus on valuable content. You 

can count on our web site for the latest updates, 

information and helpful resources on dystonia and 

Parkinson’s disease and so much more including  

our events and news. You can make a donation  

to support innovative research, too! 

Please check out our new web site at:  

www.dystonia-parkinson.org

Expanding

In this Outlook, we’re highlighting several 
exciting accomplishments, from new gene 
discoveries and grants to enhanced clinical care 
for patients. First, I’m pleased to announce 
that with your generous support, three new 
Bachmann-Strauss Dystonia & Parkinson’s 
Disease Centers of Excellence will be ready for 
patients this summer.

Solid breakthroughs in our efforts to seek critical 
cures for movement disorders are reflected 
in the discovery of three new genes. Two of 
the three genes discovered were funded by 
the Foundation. And, heading in a bold new 
direction, the Foundation has announced a 
new Dystonia Impact Grant for 2013 to support 
projects with the potential to transform dystonia 
research.  Acknowledging that a large number 
of patients with Parkinson’s disease develop 
dystonia, a portion of the 2013 research grants 
concentrate on the linkage between Parkinson’s 
disease and dystonia. 

For patients in the New York area, the 
Foundation hosted its annual Dystonia & 
Parkinson’s Disease Patient Symposium, a full-
day event with top neurologists, specialists and 
pharmaceutical experts.

We hope you’ll want to learn more about our 
incredible work, stay engaged, spread the word 
about our critical research, and help us tackle 
the hard issues through your generous support.

ExploringNew Leadership  
A Spirited, Knowledgeable Voice

Accepting her new position as Executive Director of The Bachmann-Strauss 
Dystonia & Parkinson Foundation, Paula Stein said, “Bonnie Strauss really 
inspired me. Her personal vision, perseverance and courage demonstrate the 
difference that one person can make for millions.”

Paula, a graduate of Cornell University and Boston University Law School, began 
her career as a public interest lawyer. As she explained, “My legal background 
was a great foundation for becoming an advocate for good causes. It was a 
natural progression for me to transition to work as a frontline fundraiser and 
consultant for non-profit organizations, beginning with a grassroots health and 
human service organization serving people with severe mental and physical 
disabilities.”

Prior to joining The Bachmann-Strauss Foundation, 
Paula served as vice president at Graham-Pelton 
Consulting, where she provided strategic counsel 
to a wide variety of arts, education, health, and 
community organizations. Her work includes 
advising non-profit boards, executive and volunteer 
leaders. Additionally, she helped lead development 
efforts for major universities, such as Seton Hall 
and scientific research labs like the Public Health 
Research Institute. She also directed corporate 
and foundation relations for The First Occupational 
Center of New Jersey.

In welcoming Paula, Bonnie Strauss said, “We are pleased to find someone 
with Paula’s impressive background and superb credentials to become the 
Foundation’s new Executive Director. Her experience in the health field and 
her understanding of our fundraising challenges will add immeasurably to 
our sustainability and ability to make a significant impact in supporting critical 
research.”

Looking to the future, Paula understands her most important priorities as 
helping The Bachmann-Strauss Foundation to strengthen its visibility and public 
awareness while seeking substantial philanthropic support for its work in finding 
new treatments and cures for dystonia and Parkinson’s disease.

Executive Director Paula Stein

Bonnie Strauss 
Founder and President
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The Eleventh Annual Think Tank

Exploring
Optogenetics

The 11th Annual Think Tank on 
Dystonia and Parkinson’s Disease 
brought together an international 
group of neurologists, geneticists, 

and pharmacologists to share their 
knowledge and clinical expertise during a 
daylong session in New York City.

Researchers and clinicians from varied 
disciplines discussed their research, 
knowledge gaps and their ideas on 
where future research should be 
directed.

The central focus for this year’s Think 
Tank was to better understand the 
neural circuits involved in both dystonia 
and Parkinson’s disease through 
optogenetics and how it can be used to 
help patients.  Optogenetics, a relatively 
recent technology, involves the use 
of light to rapidly open and close the 
membrane channels that make neurons 
fire and cease firing. The new technology 
allows researchers direct observation 

and precise control over brain circuitry in 
awake animals.  Optogenetics is helping 
researchers identify the mechanisms 
and functions that give rise to brain and 
behavior disorders, including dystonia 
and Parkinson’s disease as well as 
anxiety, depression and post-traumatic 
stress disorder.

Co-chairs, Nicole Calakos, MD, PhD 
and James Surmeier, PhD, praised 
the presenters for their important 
presentations.  Dr. Calakos said 
“Optogenetics holds promise for a better 
understanding of the role of synaptic 
plasticity in neurological/psychiatric 
disorders, such as dystonia, Tourette’s, 
obsessive-compulsive disorder, and 
dementia.  I am encouraged and inspired 
by the exciting new research going on 
that is made by optogenetics.”

Co-chair Nicole Calakos, MD, PhD

As more relevant research and discoveries become available, the Foundation wants 
to keep patients updated. The Dystonia and Parkinson’s Disease Patient Symposium 
was such a great success, bringing over 200 patients and caregivers together with 
top neurologists, specialists and pharmaceutical professionals. The daylong program 
included panel discussions and interactive workshops designed to enhance daily living.

To gain a first-hand perspective on the realities of living with these two disorders, 
this year’s program offered a patient panel. Patients spoke candidly about their daily 
struggles in living with their diagnoses and were straightforward about their treatments 
and hopes for cures. Ashley Mleczko, a 23 year-old dystonia patient said, “Hearing very 
personal stories and meeting people like me who cope with movement disorders every 
day was very inspiring.” 

The second portion of the program offered interactive classes with a variety of 
complementary therapies: Alexander Technique, Balance & Voice Yoga, Core 
Strengthening Through the Brain, and Moving Forward with Music. These sessions 
were packed with patients and caregivers seeking new ways of improving their mobility 
and balance.

The Dystonia & Park inson’s Disease Pat ient Symposium 

Patients interacting with fellow patients at  
the Symposium.
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Insights and Pathways  

ANO3 — British researchers have 
identified mutations in a gene 
called ANO3, a cause of cervical 
dystonia. In a major advance, 
researchers Nick Wood and Kailash 
Bhatia, at London’s University 
College Institute of Neurology 
have identified mutations in a 
gene called ANO3 as the cause 
of the most common form of 
dystonia affecting the neck and 
face (cranio-cervical dystonia).  The 
work was published in December 
in the American Journal of Human 
Genetics (Charlesworth et al., 
2012).

The new gene, ANO3, encodes 
a channel that is found in a part 
of the brain concerned with 
movement. To date, this is the 
first work implicating the cause of 
dystonia, and raises the question 
of whether medications could 
be targeted to compensate for 
improper functioning. 

GNAL — Due to our continued 
funding to researcher, Laurie 
Ozelius, PhD, Associate Professor 
in the Department of Genetics and 
Genomic Sciences at the Icahn 
School of Medicine at Mount Sinai 
Hospital in New York, scientists 
discovered a new genetic basis 
for dystonia. This provides 
opportunities for development of 
new drugs and prenatal screening 
for dystonia. Dr. Ozelius led the 
research study along with Susan 
Bressman, MD, from Beth Israel 
Medical Center. 

The discovery identifies the first 
primary torsion dystonia (PTD) 
gene that directly points to the 
dopamine signal transduction 
system as the origin of 
pathophysiology. “The successful 
application of exome sequencing 
for the identification of the 
GNAL gene proves that this is a 
powerful and efficient tool. This 
exome sequencing will rapidly 
accelerate the pace of dystonia 
gene discovery and consequently 
our understanding of the pathways 
involved in PTD.” said Dr. Ozelius. 

TUBB4 — New research to 
determine the cause of whispering 
dysphonia (DYT4 dystonia) an 
unusual speech disorder resulted in 
the finding of a novel mechanism 
in the pathophysiology of dystonia.  
Christine Klein, MD, Professor 
of Neurology and Schilling 
Professor of Clinical and Molecular 
Neurogenetics at the University of 
Lübeck, Germany, was a recipient 
of a 2011 research grant from our 
Foundation. Dr. Klein, the principal 
investigator, sought to identify 
the gene that causes dystonia 4, 
(DYT4), a dominantly inherited form 
of spasmodic dysphonia unrelated 
to known dystonia genes. 

Expanding on previous research on 
DYT4 dystonia published in 2011, 
Dr. Klein and her team conducted 
genome-wide linkage analysis 
followed by genome sequencing 
in two individuals and identified 
that mutations in TUBB4 causes 
DYT4 dystonia. Their findings were 
published online on December 13, 
2012 in the Annals of Neurology.

Three New Gene Discoveries
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Exotic, Classic 
Cars Showcased 
for Dystonia and 
Parkinson’s Research

A crowd of more than 350 Texans attended this spring’s successful 4th 

Annual Cars for Dystonia and Parkinson’s fundraising event, benefitting 

The Bachmann-Strauss Dystonia & Parkinson Disease Foundation and The 

Capital Area Parkinson’s Society. With a love of cars and music, Josh and 

Jeremy Mosier, two young boys from Austin, created this special event with 

their families to fund medical research for dystonia and Parkinson’s disease. 

This car show raised approximately $10,000 per year, a total of $30,000 

over the past three years.  In 2013, surpassing all records, the event raised 

over $27,000 in just one year. Car fans were thrilled to view the 140 exotic, 

classic, and modified vehicles.  You can check out the “cars” website at 

www.cars4research.org.

Lead singer, David Draiman, of the heavy metal 
band Disturbed comes out to show his support 
with his 1969 Ford Mustang GT 428 Cobra Jet.

A fun day for families. Car show winners at Cars for Dystonia and Parkinson’s.
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A Night of Style and Fashion with 

Rebecca Taylor

CEO Beth Budgaycay, Jennifer Goldman, 
Rebecca Taylor and Chair of the Young 
Leadership Council, Allison London.

Fashion designer Rebecca Taylor teamed with Bachmann-Strauss’s Young 

Leadership Council at the designer’s boutique in the Meatpacking district 

for a special showing of her Spring/Summer 2013 Collection. Joining the 

festive evening, Vale Jewelry brought their fine collection of delicate pieces 

to the boutique to complement the clothing. Featuring clean lines and fine 

craftsmanship, Taylor’s Spring/Summer 2013 Collection displayed the designer’s 

elegant taste and vision for today’s culturally sophisticated woman.

For every purchase of clothing and jewelry, guests received a 10% discount and 

The Bachmann-Strauss Foundation received 20% of the proceeds. Vale Jewelry 

also designed a special necklace for the Foundation, which was auctioned at 

the store. Throughout this glamorous evening, guests were treated to wine and 

hors d’ouveres in the boutique’s convivial, festive setting. At this successful 

event, $29,194 worth of clothing was sold, and $5,838 will be donated to the 

Foundation.

For more information on the Young Leadership Council, please contact Marissa Levey 
at 212-682-9900 or mlevey@bsdpf.org.

Advocating for Dystonia Research
Dystonia advocates from across the country gathered in Washington, DC this spring for two 

days of briefings on dystonia research from leading investigators, comprehensive advocacy 

training, and the opportunity to network with other dystonia-affected individuals. Culminating 

with a trip to Capitol Hill, Dystonia Advocacy Day participants met with members of Congress 

to discuss critical legislative issues specifically related to scientific research. Jeff Silverman, a 

Foundation board member and father of Jake (of our annual Jake’s Ride event), was so pleased 

that “The Dystonia Advocacy Network brought together fellow dystonia sufferers, with whom 

we shared stories of pain and gain. Jake and I thoroughly enjoyed this unique opportunity to 

participate in our country’s government ‘by the people, and for the people.’ We look forward to 

next year’s Advocacy Day and encourage all others to sign up.“

Dona Norton, a dystonia advocate from Ocean City, New Jersey, explained, “I had dystonia 

for the past 15 years in my eyes, also known as Blepharospasm. It’s been a long journey with 

dystonia, loss of independence has been difficult, but now I am starting to gain some of it back 

through the use of new products that are available as medications. Being apart of Dystonia 

Advocacy Day, is extremely personal because I’m pushing for new solutions.”

Advocating for Dystonia Research – (top) left to right: Jake Silverman, Dona Norton, Jeff Silverman  
(bottom) left to right: Allison London, Ron Hersh.
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Raising awareness is about crowd sourcing 

and is best done working together as a team 

towards a common goal. Please join us for the 

upcoming launch of Team Dystonia, starting 

in September 2013. Team Dystonia was created in partnership with several dystonia 

foundations to spread awareness of dystonia and obtain support for those currently living 

with this disorder. Our goal – we want government at every level, community groups, and 

local organizations to spread awareness of dystonia across the nation.

We invite you to join the Team and encourage you to invite others to join. The Team 

Dystonia web site at www.TeamDystonia.org will provide guidance and suggestions 

for how every teammate can participate, from carrying dystonia information cards, 

participating in school events, to approaching government officials. The site will also list 

special events for dystonia awareness. Please become a part of this passionate ‘crowd’.

To help raise awareness for dystonia visit www.TeamDystonia.org.

Join Team Dystonia — Lead Your Crowd!

The Bachmann-Strauss Dystonia & Parkinson Foundation will host its 21st Annual 

Golf Invitational, Monday, June 17, 2013 to celebrate significant advances in the 

world of dystonia & Parkinson’s disease research. This exciting day of golf will take 

place at three courses: Century Country Club, The Golf Club of Purchase and Old 

Oaks Country Club. Golf will be followed by a gourmet dinner and auction of superb 

items at Century Country Club in Purchase, New York. Our official spokesman and 

emcee, co-host of NBC’s “Today” Willie Geist, guest of honor, Emmy award winning 

correspondent for CBS “Sunday Morning” Bill Geist and noted auctioneer, Jamie 

Niven, who serves as Chairman of Sotheby’s North and South America, will add a 

special touch to this amazing evening. We hope to see you for this exceptional day 

on the green. For information, please call Marissa Levey at 212-682-9900. 

21st Annual Golf Invitational 
Coming of Age 
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SAVE THE DATE 2013
MONDAY, JUNE 17th,  The 21st Annual Dystonia & Parkinson’s Golf Invitational 
Century Country Club, Purchase, NY

SEPTEMBER 1st - 30th, Team Dystonia Awareness Campaign
Join Team Dystonia and their initiative to raising awareness all over the world.   
For information on Team Dystonia visit www.teamdystonia.org

SUNDAY, SEPTEMBER 29th, Jake’s Ride for Dystonia Research
Hartshorn Elementary School, Short Hills, NJ.  A bike ride fundraiser with routes ranging from one to  
20 miles to help children and adults living with dystonia.  To donate or register go to www.jakesride.org

SUNDAY, NOVEMBER 3rd, ING New York City Marathon 
Come cheer on TEAM Bachmann-Strauss running to benefit our Foundation.   
Add your support at www.teambachmannstrauss.kintera.org

Fred French Building 
551 Fifth Avenue, Suite 520
New York, NY 10176 
Phone: 212.682.9900
Fax: 212.682.6156  
www.dystonia-parkinson.org

The Bachmann-Strauss Dystonia & Parkinson Foundation, Inc. was established 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.

Your support is gratefully appreciated. To learn more or make  
a donation visit www.dystonia-parkinson.org or call 212-682-9900.


