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Founder and President Bonnie Strauss

What is spasmodic dysphonia? 
Spasmodic dysphonia 

is a voice disorder that 

prevents a person from 

speaking clearly.  Often, 

when one sounds 

awful and strains to 

get words out, people 

think the person 

has a terrible cold. 

This disorder makes 

telephone conversations 

an ordeal, and one can 

easily feel isolated and 

misunderstood.

Although a rare disorder, spasmodic dysphonia can affect anyone. The fi rst signs of 

spasmodic dysphonia are found most often in people between 30 and 50 years of 

age, affecting women more than men.

Neurologically, spasmodic dysphonia is a disorder affecting the voice muscles in 

the larynx or voice box. When we speak, air from the lungs is pushed between 

two elastic structures - called vocal folds or vocal cords - with suffi cient pressure 

to cause them to vibrate, producing sound. In spasmodic dysphonia, the muscles 

inside the vocal folds experience sudden involuntary movements, called spasms, 

which interfere with the ability of the folds to vibrate and produce the intended 

sound.

Spasmodic dysphonia causes voice breaks and can give the voice a tight, strained 

quality. At fi rst, symptoms may be mild and occur only occasionally, but they can 

worsen and become more frequent over time. Spasmodic dysphonia is a chronic 

condition that continues throughout a person’s life.

Dr. Naomi Lubarr, a neurologist at The Bachmann-Strauss Dystonia Center of 

Excellence at Beth Israel Medical Center, explains, “Major concerns for patients 

with spasmodic dysphonia are the diffi culties they have with communication due 

to the alteration in their voice and speech, and how their impaired voice affects 

their work life, social life, and family life.” 

Continuing, Dr. Lubarr’s advice for coping is to seek the best medical treatment 

possible, based on each patient’s specifi c condition and needs.  Treatment options 

include botulinum toxin injections by an experienced ear, nose and throat doctor, 

and speech therapy.  However, paying attention to and treating other aspects of 

a patient’s overall condition are important, including any associated depression or 

anxiety. 

Dr. Lubarr suggested that limiting voice use when possible, using email or 

writing notes, exercises as directed by a speech therapist when public speaking 

is necessary, and expression through other means, such as with a musical 

instrument, are great too.

 From My

Perspective
My heart goes out to those who were 
affected by Hurricane Sandy.  It is a time for 
us all to help our neighbors and give back to 
the community.  Even though this has been 
a diffi cult time for many, there is still so 
much good to report on since our Summer 
issue of Outlook.  

Our events this year have raised more funds 
than ever before.  I’m particularly thrilled 
with the enormous success of our 20th 
Annual Golf Invitational, which raised record 
amounts. Jake’s Ride was over the top, too!

With our successful fundraising, next 
year the Foundation will be able to create 
two new Bachmann-Strauss Dystonia & 
Parkinson’s Disease Centers of Excellence 
and continue to focus on funding innovative 
research with a promise to fi nd cures 
for these movement disorders.  These 
new Centers will enable patients to get 
diagnosed quickly and effi ciently and treated 
properly at one multidisciplinary clinic.

Our research portfolio could not be stronger 
and the future for our new Centers could not 
be brighter.  And, it’s your gifts that make 
a profound difference. Thank you for your 
generosity and commitment to seeking new 
ways of curing dystonia and Parkinson’s 
disease.

Bonnie Strauss 
Founder and President
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Parkinson’s disease is a progressive, incurable, 

movement disorder, causing tremors and rigidity. 

Although great advances have been made over the 

past decade in discovering genetic events that lead to 

Parkinson’s disease (PD), a great deal is still unknown. 

Researchers now know that, when genetic changes 

cause PD, it is common for several family members to 

develop PD and for the symptoms to appear at younger 

ages. These individuals are said to have early-onset 

Parkinson’s disease. However, there are PD patients who 

have early-onset PD, with no relatives who have this 

disease–they are commonly called sporadic cases.

The Bachmann-Strauss Foundation’s Scientifi c Advisory 

Board has awarded a grant to Dr. Jose Bras, a researcher 

at London’s University College, Institute of Neurology, to 

study all of the genes for each member of the families of 

early-onset sporadic patients to detect DNA changes in 

the child that were not passed on by the parents. Since 

the child is affected, these changes are probably the 

cause of the disease. 

The project, entitled “A Role for de novo Mutations in 

Parkinson’s Disease,” will help to identify novel genes 

that cause this disease. Recently, great attention has 

been given to a mechanism that may be responsible 

for the disease in early-onset patients. A person’s entire 

DNA is inherited from his or her parents, but sometimes 

changes in the DNA occur randomly in the person before 

birth. When this happens in genes, it can lead to disease. 

This mechanism may explain the origin of PD in early-

onset cases with no history of the disease in their family. 

Dr. Bras explained, “The causes of Parkinson’s disease 

remain elusive.  It is clear that the identifi cation of 

novel genetic causes and risk factors will improve our 

understanding of the disorder, eventually leading to 

better therapeutic approaches that will slow or even halt 

the disease’s progression.”

Unraveling Parkinson’s Disease 

RESEARCHING THE UNKNOWN
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“Audiences inspire me to 

keep playing. They keep 

sending me messages 

through Facebook or via 

email, which cheer me up. 

When I think that I can 

make other people happy 

with my performances, 

then it makes me happy, 

too, and I can keep 

performing.”

This is the talented young 

pianist, Gohei Nishikawa, talking about how he copes with 

his form of dystonia.

Gohei Nishikawa began studying piano late at the age of 

fi fteen. A graduate of the Osaka College of Music in piano 

performance, Gohei moved to New York in 1999, with the 

support of Cosmo Buono, an international acclaimed pianist, 

and the late David Bradshaw. Since his New York debut in 

2000, Gohei has performed at Lincoln Center’s Alice Tully 

Hall, Carnegie’s Weill Recital Hall, and Steinway Hall.  

Shortly after his move to New York, Gohei began his battle 

with focal dystonia, a neurological disorder that impairs and 

distorts motor movements of a specifi c part of the body. 

In Gohei’s case, it is specifi cally called focal hand dystonia, 

where his fi ngers curl into the palm very strongly only when 

he is in specifi c postures, which includes playing the piano. 

At one point, his dystonia totally deprived him of the ability 

to play.

Steven J. Frucht, MD, Director, Movement Disorders 

Division, Mount Sinai School of Medicine, said “Musicians 

struggling with focal dystonia face special challenges. First, 

the disorder affects them in the one area that defi nes who 

they are, their music, and then it affects their ability to earn a 

living and to advance in their careers.”  

Through years of strenuous rehabilitation, Gohei has slowly 

regained his ability to play with his right hand and two 

working fi ngers on his left hand. With the professional, 

emotional support and encouragement of Cosmo Buono, 

Gohei has rebuilt his career as a performer and piano teacher. 

In 2008, he made his return to take the stage at the 

Alexander & Buono International Music Festival in Italy. In 

2009, he won 4th prize at an international piano competition 

for pianists with disabilities in Vancouver. Currently, he 

holds a teaching position at the Greenwich International 

Conservatory of Music.

Today, Gohei Nishikawa expresses himself through his 

playing, saying “I was deeply depressed after I lost my 

ability to play. I didn’t want to give up. I started to practice 

extremely slowly. It worked. I stopped fi ghting with my 

dystonia and tried to work around it. I never give up, and I try 

to stay positive.”

Two Hands
A Personal Struggle to Perform

A Tale of 

Gohei Nishikawa
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Recognizing Our

The Centers offer a variety of dystonia and Parkinson’s 
disease specialists all in one location.

Planning for two new Dystonia & Parkinson’s Disease Centers of 

Excellence is all about serving patients and their complex needs. 

Thankfully, the Foundation is nearing its goal to fund two new 

Centers in 2013. But, we need your help. At this important time of 

year, we hope you will consider a tax-deductible contribution.

Your gift will play an important role in establishing the new 

Bachmann-Strauss Dystonia & Parkinson’s Disease Centers of 

Excellence. Your support will enable suffering patients to receive high 

quality treatment in a caring multidisciplinary clinical environment. 

Please help us reach our goal, by sending your gift to The Bachmann-

Strauss Dystonia & Parkinson Foundation or make your gift online at 

www.dystonia-parkinson.org/donation. 

The Foundation recently hosted a 

gathering at New York’s Gracie Mansion 

to celebrate, honor, and recognize 

The Bachman-Strauss Dystonia & 

Parkinson Disease Foundation’s donors. 

The evening began with tours of the 

historic building organized by The 

Gracie Mansion Conservancy, followed 

by Bonnie Strauss, the Foundation’s 

founder and president, who thanked 

generous supporters, responsible for 

funding a signifi cant portion of the 

Foundation’s grants. 

To celebrate this special evening, Gohei 

Nishikawa shared his heartwarming 

story and struggles with focal dystonia, 

which affects his hands. A truly gifted 

pianist and an inspiration to everyone 

suffering from dystonia, Gohei played 

several selections with sensitive 

phrasing, warmth and brilliance.  The 

music included Felix Mendelssohn’s 

“Duet” from Songs Without 

Words, Op.38; Robert Schumann’s 

“Intermezzo” from Carnaval, Op. 9; 

and Richard Rodgers’ “Climb Ev’ry 

Mountain” from The Sound of Music.

Donors

Arie Kopelman & Tom Strauss

Founder & President Bonnie Strauss & pianist Gohei Nishikawa

Ellen Stein & Barbara Israel

Seeking 2012 Donor Support to Fund Two New Centers of Excellence

 5



New York City Mayor Michael R. Bloomberg, keynote 

speaker at The Bachmann-Strauss Dystonia & Parkinson 

Foundation’s 20th Annual Dystonia & Parkinson Disease 

Golf Invitational, proclaimed June 18th “Dystonia Call for 

Action Day.” During the evening, The Scott M. Johnson 

Memorial Award was awarded to Allison London for 

her extraordinary dedication and passion in helping the 

Foundation.

Celebrating its 20th year, the event ushered in a special 

campaign called 20/20: A Clear Path to the Future, to help 

fund two additional Centers of Excellence. Willie Geist of 

NBC served as emcee of the event, which raised more 

than $1.9 million.  These funds will be used to underwrite 

next year’s medical research grants and to underwrite the 

new Centers.

The program also included a retrospective of the 

Foundation’s milestones and accomplishments, featuring 

dystonia and Parkinson’s patients, Jack Nathans and Karen 

Cipolla, with their doctors, Naomi Lubarr, MD and Vicki 

Shanker, MD.  The patients expressed their life changing 

experiences at The Bachmann-Strauss Dystonia Center of 

Excellence here in New York, and stressed the importance 

of opening new Centers of Excellence across the country.

Jamie Niven of Sotheby’s led the annual auction, featuring 

exclusive golf packages; an escape to Napa Valley Reserve 

for two couples; a chance to ride in a McLaren F1 Race Car 

at a private racetrack, and hard-to-come-by tickets to the 

New York Yankees, New York Rangers, New York Giants 

games, and more.

GOLF INVITATIONAL
A Preeminent Gathering

20th Annual

Top left to right: NYC Mayor Michael Bloomberg and Bonnie Strauss; Emcee Willie Geist, Co-host of NBC’s “Today” Show. Bottom left to 
right: Scott Johnson Award recipient Allison London and friends; auctioneer Jamie Niven; dystonia speaker Jack Nathans.
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The 5th Annual Jake’s Ride for Dystonia Research was held on Sunday, September 30, 2012, 

in Short Hills, NJ, with WNBC’s Meteorologist Chris Cimino, as emcee.  This year, Jake’s Ride 

raised over $305,000 to fund dystonia research grants, the most ever raised for this event.

Over a thousand bikers/walkers participated, as well as 100 volunteers, who made this event 

possible. Numerous local and national companies sponsored the event, such as BlackRock, 

Macy’s, and Medtronic. This fun-fi lled family festival featured free food and photo booth, a 

live band, and an arts and crafts table for kids. To learn more about Jake’s Ride for Dystonia 

Research, visit www.JakesRide.org.

Jared began to paint at the age of fi ve, and his 
love for it grew through the years.  His home is 
fi lled with his art. “Painting became a wonderful 
and amazing distraction for me from the painful 
struggles I had to endure due to my dystonia,” 
Jared explained.

Thrilled to take part in the Artist Encounter during 
a recent Home Design & Remodeling expo in 
Miami Beach, Jared had a chance to display 
his art and raise awareness for dystonia. As a 
featured artist in the AroundTown September/
October issue, Jared’s profi le included a 
description of his struggles with dystonia and 
mentioned the Foundation.

Expressing his feelings, Jared said, “Dystonia really shaped me. I feel a sense of joy, 
pride, and accomplishment. Also, most people take being able to walk and run the block 
for granted. For 6 months, I could not walk, was in pain, and got around mostly in a 
wheelchair.  But now, I am playing, running, and walking. I overcame the odds and made 
the best out of dystonia of what it could have possibly done.” For more info on Jared’s 
story visit www.jaredspaintings.com

Jake’s Ride Celebrates its 5th Anniversary 
with Record Breaking Fundraising!

Top left to right:  Volunteers at Jake’s Ride set up the arts & crafts table for guests; Creators of the 
ride, The Gardner Family, Silverman Family, Strauss Family, and Josh Tarnow take a group photo with 
emcee and WNBC’s Meteorologist Chris Cimino.

Jared shared his talent of painting at a 
Design Expo in Miami.

Jared Shines at Miami Beach Design Show 
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SAVE THE DATE 2013
SUNDAY, MARCH 3, Dystonia Deep Brain Stimulation (DBS) Reunion
(LOCATION TBD)

MONDAY, MARCH 4, Dystonia and Parkinson’s Disease Patient Symposium 
The Graduate Center, 365 Fifth Avenue, New York, NY  www.dystonia-parkinson.org/symposium2013

MONDAY, JUNE 17,  The 21st Annual Dystonia & Parkinson’s Golf Invitational 
Century Country Club, Purchase, NY

 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 fi nd better treatments and cures for the movement 
disorders dystonia and Parkinson’s disease, and to provide medical and patient information. An independent, nonprofi t, 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.




