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MissionMission
The mission of the Dystonia Medical Research Foundation (DMRF) is  

to advance research for more effective treatments and ultimately a cure,  

to promote awareness and education, and to support the well-being of  

affected individuals and families.

About  DystoniaAbout  Dystonia
Dystonia is a neurological disorder that causes excessive, involuntary 

muscle contractions. These muscle contractions force the body and limbs 

into abnormal movements and postures, making it difficult for individuals 

to control their movements. Dystonia can affect virtually any region of 

the body including the face, jaw, eyelids, neck, vocal cords, torso, limbs, 

hands, and feet. Dystonia may affect a single body area or be generalized 

throughout multiple muscle groups. Dystonia affects men, women, and 

children of all ages and backgrounds. Estimates suggest no fewer than 

250,000 people in the United States are affected. Dystonia causes varying 

degrees of disability and pain, from mild to severe. Although treatments 

exist, dystonia remains a chronic disorder for which there is not yet a cure.



2021 marked the DMRF’s 45th  
anniversary. This is not a milestone  
we celebrate. We would much rather 
announce that DMRF is closing its 
doors for all the right reasons: because 
we found a cure and no person or 
family is ever again burdened by 
dystonia. Instead, we commemorate 

anniversaries to practice gratitude. We acknowledge how far the dystonia 
community has come in raising visibility of the disorder and making a  
difference in the lives of those affected. This moment provides time to 
reflect on all that the DMRF has accomplished thanks to the generosity  
of our supporters. 

2021 was another year to appreciate the depth of the dystonia research 
universe. Although there is much work to be done to better understand  
the biological mechanisms of dystonia and develop new and improved 
therapies, each year buoys our hope that we are closer than ever to  
achieving those goals. There was a record number of dystonia studies  
published in 2021. More than 1,300 scientific papers announced new  
discoveries, proposed improvements to existing treatments, suggested 
novel treatment strategies, pored through existing data to revisit unresolved 
questions, highlighted factors for optimal quality of life with dystonia, 
and meaningfully expanded dystonia knowledge overall. DMRF-funded 
investigators, in multiple scientific disciplines, added new insights to an 
increasingly advanced understanding of the disorder. As the leading global 
authority on dystonia, the DMRF continued to act as a central resource for 
investigators and powerful catalyst for leveraging every opportunity to 
move the science forward. 

JANET L. HIESHETTER
Executive Director

ART KESSLER
President

2021 was a year to again acknowledge the many invaluable individuals within the 
DMRF family. Our Support Leaders in particular redoubled efforts to help dystonia 
patients and families feel connected via local support groups and online peer  
support forums. Support Leaders broke through the isolation that so often hangs 
over a dystonia diagnosis, extending their compassion to individuals across the 
country and beyond. These connections are life-changing. We are thankful for the 
time and energy our Support Leaders invest in helping others, often while coping 
with dystonia themselves.  

We are thankful to our legislative advocates who share their stories to educate  
Members of Congress. They give a face and a voice to the dystonia community, 
demonstrating the urgent need for federal research funding and access to affordable 
treatment. Thanks to the ongoing work of legislative advocates, dystonia investigators 
have been able to apply for, and obtain, tens of millions of new dollars in research 
funding so that progress toward a cure not only continues but accelerates. 

Special thanks goes as well to Cure Dystonia Now (CDN), which joined the DMRF  
to further our mutual goals to benefit the dystonia community. CDN Founders Robin 
and Marc Miller established the DMRF Cure Dystonia Now Fund in continuation of 
their commitment to advance outstanding research by leading dystonia investigators.

Every person who contributes to DMRF is essential for the Foundation’s success.  
You have our gratitude. The accomplishments shared in this annual report were 
possible thanks to you.

Sincerely,

Art Kessler   Janet L. Hieshetter
President    Executive Director 

Message from President & Executive Director Message from President & Executive Director 



“I am grateful that we have found treatments and 

have been able to identify the condition quicker and 

alleviate some of the emotional strain that dystonia 

has on the individual. We are diligently finding new 

investigators. I am looking forward to the day that we 

can close the door and say goodbye to the Dystonia 

Medical Research Foundation.” 

Frances Belzberg, DMRF Co-Founder & Honorary Chair
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“The DMRF is important to me because it is 

helping to find a cure and funding new research 

for people who are fighting dystonia.” 
Danielle Sweeney 

DMRF Supporter

“When there is a need in the dystonia community, 

whether from patients or researchers, DMRF  

consistently steps up to address those needs.” 

Richard Lewis, MD, Vice President of Science
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  DMRF office responded to 1,000 
new inquiries for assistance 

  Global Dystonia Registry reached 
6,300 sign-ups

  Virtual Dystonia Zoo Day raised 
$361,000+ and made 185,000 
online impressions 

   Support groups held 119 
meetings to connect dystonia 
community 

   Online forums offered peer 
support to 10,000+ people.

  12 online webinars provided 
expert information 

   Website visitors increased 13%

   DMRF reached 5% more people 
on Facebook, 6% more on Twitter, 
22% more on Instagram, and 
30% more on YouTube compared 
to previous year
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Many thanks to our volunteers who 
hosted creative awareness events and 
campaigns, from a cooking demo, to a 
motorcycle ride, to mountain climbing, 
and more.

Thanks to Kaden Mendez of Team 
Omy for joining (and winning!) 
the Virtual Dystonia Zoo Day chalk 
challenge. 

Thanks to Allison London, who joined the 
Board of Directors and Editorial Board. Her 
husband Dan London, sister Jen Goldman, 
and cousin Susan Greene ran the New Yorker 
Half Marathon in her honor. 

2021 AT A GLANCE
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Deep gratitude to Janice and Len Nachbar for 
promoting awareness and supporting the DMRF 
mission in memory of their daughter, beloved 
dystonia advocate Joanna Manusov, who passed 
away in May.

  DMRF commemorated  
45 years of service

  $1,378,000+ invested in science

  12 research projects funded 

  1 scientific workshop

  4 requests for research  
proposals issued

  2 clinical fellows in training

  1,300 new dystonia studies 
published

  Dystonia journal launched

  Cumulative DOD dystonia 
research reached $20M+

  55,000 people received  
Dystonia Dialogue newsletter 
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JOURNAL EDITORIAL BOARD
Chief Editors
Aasef Shaikh, MD, PhD           Roy V. Sillitoe, PhD
Case Western Reserve University          Baylor College of Medicine 

DMRF launched the first scientific journal dedicated to dystonia.

The DMRF partnered with Frontiers Media to launch  
Dystonia, the first scientific journal dedicated  
exclusively to the disorder. The journal will bring  
visibility to the growing dystonia field and highlight 
advancements in science and clinical practice. 
Dystonia provides a centralized, go-to publication by 
and for dystonia investigators. It is Gold Open Access, 
which means the content is available to the medical  
community and the public at no charge to readers.

Co-Editors-in-Chief are Aasef Shaikh, MD, PhD of 
Case Western Reserve University and Roy V. Sillitoe, 
PhD of Baylor College of Medicine. Both are  
members of the Medical & Scientific Advisory Council 
(MSAC), and Dr. Shaikh is a past DMRF Clinical Fellow.

The journal is partially supported by the Joan Miller 
Young Investigator Fund and Tuft Family Foundation.

Dystonia Co-Editors-in-Chief  
are Aasef Shaikh, MD, PhD (top) 

& Roy V. Sillitoe, PhD.

Associate Editors
Alfonso Fasano, MD, PhD
Krembil Neuroscience Centre,  
Toronto Western Hospital

Cecile Gallea, PhD
INSERM, Institut du Cerveau  
et de la Moelle Épinière

Mark LeDoux, MD, PhD
University of Memphis

G.W. Gant Luxton, PhD
University of California, Davis

Daniela Popa, MD, PhD
INSERM, Institut de Biologie de l’École 
Normale Supérieure    

Kristina Simonyan, Md, PhD
Massachusetts Eye & Ear Infirmary, 
Harvard Medical School

DMRF rose to the challenges of Covid-19.

In the second year of the Covid-19 pandemic, DMRF again made the adjustments 
necessary to ensure fulfillment of the mission continued. The pandemic required 
steady communication with dystonia investigators to monitor shutdown conditions 
and public health measures affecting clinics and laboratories all over the world. 
The DMRF continued to hear from individuals whose dystonia treatment was  
delayed and interrupted due to the pandemic, often resulting in weeks and months 
of returning or escalating symptoms. The pandemic exacerbated so many of the 
acute challenges individuals with dystonia have faced for decades: treatment  
access, social isolation, financial insecurity, and a lack of local disability services 
and social safety net resources. For the research and patient communities alike,  
the DMRF was a touchstone for essential information, assurance, and guidance.

“Without DMRF, we would not be as far along as we are 

 today on the path to new treatments, and likely would  

not have developed many of the treatments we now  

have. The research that DMRF has promoted and  

funded, the advocacy, the training of investigators and  

clinicians, and the education for patients and families— 

all of these have been important components of the mission of the DMRF.  The DMRF  

is an incredible organization of patients and families, clinicians, and investigators.  

We’re all committed and working together.”
Joel S. Perlmutter, MD, Elliot Stein Family Professor of Neurology, Professor of Radiology, Neuroscience, 

Occupational Therapy and Physical Therapy, and Head of Movement Disorders at Washington University 

in St. Louis, Co-Director of the Dystonia Coalition, & DMRF Scientific Director
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RESEARCH FELLOWSHIPS
Postdoctoral fellowships support outstanding young scientists who have earned a 
doctoral degree and embarked on a period of mentored research. DMRF supports 
postdoctoral fellows who are working to fundamentally improve our understanding 
of brain dysfunction and molecular mechanisms underlying dystonia.

DYSTONIA COALITION CAREER DEVELOPMENT AWARDS
The DMRF is proud to have supported two Dystonia Coalition Career Development 
Awards. The goal of the program is to facilitate career development for junior 
investigators interested in clinical and translational research relating to dystonia, 
or to provide a mechanism for more senior investigators from other fields to get 
involved in dystonia research. 

12 research grants and 
fellowships supported 

critical dystonia 
investigations. 

Genetic Modifiers of Penetrance in 
DYT1 Dystonia – 2nd Year
David Arkadir, MD, PhD
Hadassah Medical Center and Hebrew 
University of Jerusalem 

Normalizing DYT1 Cholinergic  
Neurons by CRISPR Disruption of 
Mutant TOR1A Allele
Xandra Breakefield, PhD
Massachusetts General Hospital

A Next Generation Sensing Neural 
Interface Study for Adaptive DBS in 
Dystonia
Simon Little, MBBS, MRCP, PhD
University of California, San Francisco 

The Role of Cholinergic Neurons in 
Isolated Focal Cervical Dystonia –  
2nd Year
Scott Norris, MD
Washington University School  
of Medicine in St. Louis 

Role of Cerebellar Network  
Excitability and Plasticity in the  
Pathophysiology of Dystonia
Antonio Pisani, MD
University of Pavia

Targeting the cAMP Pathway in  
the Striatum to Treat Dystonia
Emmanuel Roze, MD
Paris Brain Institute

Cholinergic Interneuron Dysfunction 
in a Phenotypic Mouse Model of  
Dystonia - 2nd Year
Mariangela Scarduzio, PhD
University of Alabama at Birmingham

Connie and Jim Brown Early Stage 
Investigator Award
Cerebellar Repetitive Transcranial 
Magnetic Stimulation in Monogenic 
Myoclonus-Dystonia
Anne Weissbach, MD
University of Lübeck

GRANTS & CONTRACTS
Research grants are available in support of hypothesis-driven research at  
the genetic, molecular, cellular, systems, or behavioral levels that may lead to  
a better understanding of the pathophysiology or to new therapies for any  
or all forms of dystonia. Contracts provide the opportunity to direct research  
through the identification of specific, milestone-driven projects conducted  
by identified investigators.

Investigating Abnormal  
Neurodevelopment in a Novel  
in vivo Model of Inherited Dystonia
Simon Lowe, PhD
University College London Institute  
of Neurology

Neural Signals in the Cerebellar  
Nuclei Gate the Manifestation  
of Dystonia-like Symptoms
Meike van der Heijden, PhD
Baylor College of Medicine

Non-invasive Neuromodulation  
to Study Long-term Plasticity  
Mechanisms in Task-specific Dystonia
Noreen Bukhari-Parlakturk, MD, PhD
Duke University School of Medicine

Immune Mechanisms in  
Cervical Dystonia
Laura Scorr, MD
Emory University School of Medicine 

The goals of the DMRF’s science program are  
to support the discovery of improved dystonia 
therapies and ultimately a cure. The DMRF is  
committed to providing investigators with the 
funding needed to address the most pressing 
unresolved questions in dystonia research.
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Several research teams reported major advances in the 
development of new drugs to treat movement disorders 
including dystonia. 

In one of these preclinical studies, a team at Vanderbilt 
University School of Medicine led by past DMRF Medical 
& Scientific Advisory Council (MSAC) member P. Jeffrey 
Conn, PhD and colleagues Aaron Bender, PhD and Jerri 
Rook, PhD identified several compounds that retained 
the beneficial effects of anticholinergic drugs like  
Artane® in mice while eliminating side effects. 

A team of researchers at Duke University led by past DMRF grant recipient and 
current member of the MSAC Nicole Calakos, MD, PhD successfully corrected  
dystonic brain abnormalities in mice with an antiviral drug that is already approved 
by the US Food & Drug Administration for use in humans to slow HIV infection. 
Also from Calakos Lab, DMRF grant recipient Ashley Helseth, MD identified a  
specific cellular pathway that may be a potential target for novel treatments.

The Vanderbilt and Duke studies were supported in part by funding from the 
Department of Defense (DOD) Peer Reviewed Medical Research Program, which 
began offering funding to dystonia investigators in 2010 at the urging of the  
Dystonia Advocacy Network led by DMRF.

Moehle MS, Bender AM, Dickerson JW, et al. Discovery of the First Selective M4 
Muscarinic Acetylcholine Receptor Antagonists with in Vivo Antiparkinsonian and 
Antidystonic Efficacy. ACS Pharmacol Transl Sci. 2021 Aug 2;4(4):1306-1321.

Spock M, Carter TR, Bollinger KA, et al. Discovery of VU6028418: A Highly Selective 
and Orally Bioavailable M4 Muscarinic Acetylcholine Receptor Antagonist. ACS 
Med Chem Lett. 2021 Aug 2;12(8):1342-1349.

Caffall ZF, Wilkes BJ, Hernández-Martinez R, et al. The HIV protease inhibitor, 
ritonavir, corrects diverse brain phenotypes across development in mouse model 
of DYT-TOR1A dystonia. Sci Transl Med. 2021 Aug 18;13(607):eabd3904.

Investigators 
discovered 

new dystonia 
drug 

candidates.
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DMRF-funded investigators developed a new approach 
to studying motor control. 

DMRF grantee Jesse Goldberg, MD, PhD of Cornell University developed a ground-
breaking new approach to studying dystonia and other movement disorders. 

Much of what is known about the complexities of human movement control  
comes from the study of reaching and grabbing in monkeys. Dr. Goldberg and his 
team, however, discovered that the movements of a mouse’s tongue licking water 
from a spout are neurologically comparable to a primate reaching an arm to grab 
an object. Through a series of meticulous experiments, Dr. Goldberg created a  
new tool to study normal movement as well as the neural basis of movement 
disorders like dystonia. The hope is that this will provide a superior method for 
examining mouse motor control with the necessary precision to clarify dystonic 
abnormalities in mouse models, which are critical for strategizing and testing  
new treatment approaches.

DMRF supported Dr. Goldberg’s lab in partnership with the Dorothy Feiss Scientific 
and Medical Research Fund.

Bollu T, Ito BS, Whitehead SC, et al. Cortex-dependent corrections as the tongue 
reaches for and misses targets. Nature. 2021 Jun;594(7861):82-87.

“We connected with the DMRF in 1978, shortly after our son Art was diagnosed  

with generalized dystonia. It has been very rewarding to see how the DMRF has grown 

over the decades and the advancements that have taken 

place. The DMRF has had a profound positive impact  

on our family.”
Dennis & Barb Kessler, DMRF Board of Directors 

Dennis is DMRF Past President and Past Vice President  

of Development. Barb Kessler is Vice President of Awareness  

& Education and Chair of the Editorial Board 
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Clinical Fellowships helped train two new movement  
disorder specialists.

In response to the pressing need for additional movement disorder specialists, the 
DMRF sponsors one-year clinical fellowships to train second-year fellow physi-
cians in the diagnosis and treatment of movement disorders with special compe-
tence in dystonia. The fellowships focus on training in both the clinical evaluation 
and care of patients with dystonia and clinical research on dystonia.

The following clinical fellowships were underway in 2021: 

Investigators discovered that novel treatment strategies  
may be time-sensitive.

A debilitating type of childhood onset dystonia occurs when a protein called  
TorsinA cannot function properly. Symptoms typically begin at approximately  
9–12 years of age. This suggests there is something about the young developing 
brain that makes it vulnerable to dysfunctional TorsinA. 

William Dauer, MD of UT Southwestern Medical Center investigated whether  
TorsinA function is uniquely necessary during a critical period of brain develop-
ment, and whether genetic therapies similarly might only be effective during a 
specific age window. They found that suppressing TorsinA caused dystonia-like 
symptoms in young mice, but not adult mice. Furthermore, the ability to correct  
the TorsinA dysfunction and reduce dystonia symptoms was only possible during 
specific periods of mouse brain development. These important findings demon-
strate that normal TorsinA function is critical to young brain development and 
suggest that TorsinA-based therapeutics may need to be targeted early in the 
course of this type of dystonia. 

Dr. Dauer is a past DMRF grant recipient and past member of the Medical &  
Scientific Advisory Council.

Li J, Levin DS, Kim AJ, Pappas SS, Dauer WT. TorsinA restoration in a mouse  
model identifies a critical therapeutic window for DYT1 dystonia. J Clin Invest. 
2021 Mar 15;131(6):e139606.

Jessica Frey, MD (2021–2022)
University of Florida
Mentor: Aparna Shukla, MD

Margi Patel, MD (2020–2021)
Emory University
Mentors: Stuart Factor, DO 
& Svjetlana Miocinovic, MD, PhD

DMRF is proud to note that mentor Svjetlana Miocinovic, MD, PhD is a past DMRF 
Clinical Fellow.

The Clinical Fellowship Training Program was supported in 2020-2021 by grants 
from Merz Pharmaceuticals, Ipsen Biopharmaceuticals, and Allergan Foundation.

“DMRF support came at a critical point in my career, 

and I am so grateful for the support then and ongoing 

support now… DMRF funding allowed me to spend 

two years as a postdoctoral research fellow during which 

time I learned about clinical DBS [deep brain stimulation] 

research, built expertise in management of dystonia,  

and secured funding to start my own laboratory.”
Svjetlana Miocinovic, MD, PhD, Assistant Professor in the Department of Neurology, 

Movement Disorders Section, at Emory University School of Medicine & Past DMRF 

Clinical Fellow and Mentor

The circulation of the Dystonia Dialogue is 55,000+. The Dystonia Dialogue was partially supported 
by AbbVie Foundation and Revance Therapeutics.
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The Dystonia Coalition advanced global research progress.

The Dystonia Coalition is a collaboration  
of medical researchers and patient advocacy 
groups supported by the Office of Rare 

Diseases Research in the National Center for Advancing Translational Sciences and 
the National Institute of Neurological Disorders & Stroke (NINDS) at the National 
Institutes of Health (NIH). The mission is to advance the pace of clinical and  
translational research in the dystonias to find better treatments and a cure. 

The DMRF plays an integral role by providing free office and staffing support for 
the Coalition as an administrative center, maximizing funds invested in research. 
This has saved the Dystonia Coalition $1.7 million in indirect costs. Dystonia  
Coalition Director H.A. “Buz” Jinnah, MD, PhD presented an update on activities 
and accomplishments in a webinar hosted by DMRF in June. 

Advocates rescued Department of Defense research  
funding for dystonia.

Dystonia advocates acted swiftly to protect a critical 
source of research funding for dystonia investigators.  
The Dystonia Advocacy Network (DAN) was alerted that 
dystonia was not included in the list of conditions eligible 
for study through the Department of Defense (DOD) 
Peer-Reviewed Medical Research Program (PRMRP) for 
fiscal year 2021. Because of the work of the DAN, dystonia 

has been included on this exclusive list of conditions annually since 2010, resulting 
in more than $20 million awarded to dystonia investigators. 

In response, the DAN mobilized dystonia advocates in key districts. Thanks to their 
quick action, dystonia was added as a condition eligible for funding, avoiding a 
potentially devastating disruption to dystonia research supported by DOD.

DAN held Virtual Advocacy Day on March 3, 2021. Hundreds of dystonia advocates 
contacted their Members of Congress to educate them about dystonia and the 
needs of the dystonia community. In advance of Advocacy Day, every newly elected 
member of Congress received a personalized letter and information about dystonia. 
The DAN reaches out to new members following the start of every Congress. 

Investigators had access to shared data for studies.

The Global Dystonia Registry is  
a collaborative research initiative 
that depends on the DMRF for  

operational and administrative management. The Global Dystonia Registry  
supports future dystonia studies through the confidential collection of patient  
data and distribution to dystonia investigators. As of 2021, more than 6,300  
individuals joined.

The Dystonia Brain Collective is another DMRF-led collaborative effort among 
participating dystonia organizations. The purpose is to promote brain donation 
registration in support of research and provide investigators with access to tissue 
samples. DMRF extends our deepest gratitude to donors’ families for facilitating 
these invaluable contributions to research.

“What do we need to establish new treatments? We need 

cooperation among experts and engagement from people  

who have dystonia, we need a good understanding of dystonia, 

we need good tools to measure new treatments and know if 

they work or not, and we need new approaches—new ideas for 

treatment and new experts to help study dystonia.  The 

Dystonia Coalition is filling gaps in all these areas.”
H.A. “Buz” Jinnah, MD, Professor, Departments of Neurology 

and Human Genetics at Emory University School of Medicine 

and Director & Principal Investigator of the Dystonia Coalition
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A Virtual Leadership Conference took place on  
April 17, 2021. The event provided an opportunity  
for DMRF support group leaders and online moderators  
to connect with one another and get updates on  
DMRF activities. Break-out discussion sessions  
sought feedback from support leaders to ensure  
DMRF is proving appropriate resources to support 

them in their roles. Support was provided by Ipsen Biopharmaceuticals and  
Supernus Pharmaceuticals. 

A Virtual Dystonia Educational Symposium shared the  
latest dystonia updates from an expert panel.

The DMRF is committed to providing the dystonia community with access to 
educational opportunities with leading experts. A distinguished panel of speakers, 
most of who were past DMRF Clinical Fellows, participated in the Virtual Dystonia 
Educational Symposium on November 13, 2021. Medical speakers included Andres 
Deik, MD, MSEd of Penn Medicine; Svjetlana Miocinovic, MD, PhD of Emory 
Healthcare; Scott Norris, MD of Washington University in St. Louis; Victor Patron 
Romero, MD of Rush University; and Harini Sarva, MD of Weill Cornell Medicine. 
DMRF Vice President of Public Policy Carole Rawson presented on getting involved 
in legislative advocacy and Brain Bank Liaison Martha Murphy spoke about  
registering as a brain donor. The program was moderated by DMRF President  
Art Kessler. More than 300 people tuned in for the live broadcast, and the  
recording pegged over 1,000 views. Ipsen Biopharmaceuticals provided  
support for this program.

50+ support groups and moderated online forums 
created social connection.

Feelings of isolation are common among individuals and families 
impacted by dystonia, and can be devastating to physical and 
emotional health. DMRF support groups offered 119 meetings via 
video conference, providing the opportunity to gather virtually 
with others who understand the challenges of living with dystonia. 

Online forums continued to provide connection to more than 10,000 people 
around the country, and beyond. The DMRF volunteer network is also made up  
of individuals devoted to awareness, fundraising, and/or serving as area contacts.

$5Cure4Dystonia surpassed $100K raised for research.

Dystonia awareness all-stars Mike Delise and Jason Dunn continued their  
tireless efforts to promote dystonia awareness and support research through 
$5Cure4Dystonia. Launched in 2017, the campaign has cumulatively raised  
more than $100,000 in support of DMRF’s science program. $5Cure4Dystonia  
was once again covered by reporter Deena Centofanti of FOX 2 Detroit, and  
Michigan Governor Gretchen Whitmer issued a proclamation recognizing  
Dystonia Awareness Month in September in recognition of the campaign.

Virtual meeting 
supported DMRF 
Support Leaders. 
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“The DMRF turned 45 this year and so did I. What a wonderful 

time to be a part of such an important organization. When  

I was first diagnosed, the DMRF gave me hope. The  

information and support they gave me and my family 

was imperative to navigating this diagnosis of dystonia. 

I'm 27 years in on this journey and the DMRF has been 

there the entire time. 

“Being a Support Leader and involved with the Pittsburgh Zoo Walk and becoming 

a legislative advocate for the DMRF has given me a sense of purpose. Playing an 

active role in my dystonia has made a positive difference in the way I handle my 

dystonia. Thank you to the DMRF.”
MaryRae Nee, DMRF Support Leader
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DMRF extended special outreach to musicians with dystonia.
The family of the late musician Keith Emerson donated proceeds from sales of a 
2016 concert film and album, “Fanfare for the Uncommon Man: The Official Keith 
Emerson Tribute Concert,” to benefit DMRF. The disc set was released in 2021 to 
commemorate what would have been Emerson’s 76th birthday. DMRF provided 
an educational video about musician’s dystonia that was added to a reunion video 
featuring musicians who performed in the tribute concert. In the educational video, 
movement disorder expert Steven Frucht, MD of NYU Langone Health provided 
a brief medical description of musician’s dystonia, and musicians Glen Estrin and 
Billy McLaughlin shared their stories. Dr. Frucht and Mr. Estrin are Co-Founders of 
The Leon Fleisher Foundation for Musicians with Dystonia, a program within DMRF.

DMRF also created a private “Musicians with Dystonia” Facebook Group as a peer 
support resource for professional musicians impacted by dystonia. 

DMRF offered virtual programs to address community concerns.

A schedule of webinars addressed topics ranging from dystonia research updates 
to treatment access and mental health. The following programs were broadcast 
live and most made available as lasting resources on the DMRF website and 
YouTube channel:

•   Dystonia is More than a Movement Disorder: Depression & Anxiety  
Guest: Brian Berman, MD, MS, Virginia Commonwealth University Health

•   Virtual Advocacy Day Training  
Guests: Dystonia Advocacy Network Chair Carole Rawson & Philip Goglas II, 
Health & Medicine Counsel

•   Dystonia Research Funded Through the Department of Defense  
Guest: David Peterson, PhD, University of California, San Diego

•   Connecticut Dystonia Educational Meeting  
Guests: Duarte Machado, MD & Megan Rood, MSPT, CSRS, CBIS of  
Hartford Healthcare

•   Deep Brain Stimulation from the Patient Perspective  
Guests: Joan Miravite, DNP, Mount Sinai, Board Member John Downey,  
& Support Leader Dee Linde

•   Dystonia Research Extra Access  
Guests: Scientific Director Joel S. Perlmutter, MD, Washington University in  
St. Louis, Ellen Hess, PhD, Emory University School of Medicine, &  
Aasef Shaikh, MD, PhD, Case Western Reserve University

•   Dysport® Co-Pay Program 

•   Update on the Dystonia Coalition  
Guest: Principal Investigator H. A. “Buz” Jinnah, MD, PhD, Emory University 
School of Medicine 

•   Botox® Co-Pay Program 

•   Xeomin® Co-Pay Program 

•   Dystonia & Cerebral Palsy  
Guests: Bhooma Aravamuthan, MD, DPhil, Washington University in St. Louis  
& John McGuire, MD, Froedert & Medical College of Wisconsin

New new online forum provided support for individuals  
treated with DBS.

Deep brain stimulation (DBS) is a surgical procedure applied to treat an increasing 
number of dystonia patients. DMRF created the “Dystonia & Deep Brain Stimulation” 
private Facebook group as a peer support resource for individuals considering 
DBS or at any stage of the treatment process. The group is moderated by DMRF 
Support Leader and Community Leadership Council member Dee Linde and  
Andi Elliott.

“DMRF brings together people who feel alone. I have 

met some of my best friends through the DMRF.” 

Amy Yurchision, DMRF Member
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Dystonia Virtual Zoo Day engaged 20% more participants.

DMRF hosted the second Virtual Dystonia Zoo Day on September 25, 2021.  
National Sponsors were Allergan, an AbbVie Company; Merz Therapeutics,  
Ipsen Biopharmaceuticals, and Revance Therapeutics. The  
National Organizing Committee included Kristin Cinglie, 
Jacquelyn Coello, Ed Cwalinski, Beth Farber, Karen 
Flanagan, Caleb Metherell, Shanna Schmitt, Paula 
Schneider, Pam Sloate, Brian Smuda, 
and Julia Wall. 

An Olympic-style Dystonia Zoo 
Day torch traveled virtually 
across the country, handed off 
to a DMRF supporter in a new city 
each day of September leading to 
the event. The torch ultimately reached DMRF 
President Art Kessler and Executive Director Janet 
Hieshetter for the opening ceremony. Sessions included 
zoo keeper chats with Toledo Zoo & Aquarium and  
Como Park Zoo, appearances by puppet Lolly Lardpop 
performed by Leslie Carrara-Rudolph, inspiring stories 
from DMRF Board Member Jon Davis, DMRF supporter 
Kim Robinson, DMRF supporter Stacey Steinmetz and her son  
Daniel moderated by Julia Wall of Henry Ford Health System, an exercise demon-
stration with physical therapists Chelsea Richardson, PT, DPT, NCS and Lincoln 
Beal, PT, DPT, and a dance party with Interpretations Dance Academy Dance Team.

The event raised over $261,000 in support of the DMRF mission. Team donations 
were eligible to be matched by a generous anonymous donor, generating an 
additional $100,000.
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“Twelve years ago, our daughter Allison received a diagnosis. The term applied was 

‘dystonia’—something we had never heard of before. The myriad of specialists she had 

seen for years had also given their diagnoses, and many of them treated her for those 

ailments. Unfortunately, none of those previous doctors were correct. This, we learned, 

is an all too common occurrence, one that the Dystonia Medical Research Foundation 

has strived to eradicate. 

“As the only organization solely focused on education, awareness, and the unceasing 

drive for better treatments and the elimination of all types of dystonia through research, 

the DMRF stands very tall. It has unfailingly served the dystonia community through 

its work to improve the lives of all those suffering with the multitude of symptoms that 

form what dystonia is and what it means to those affected. 

“Since joining the Foundation several years ago I cannot help but marvel at the  

dedication and determination that every single member of the organization puts  

forth every day. That goes for both staff and volunteers. All have  

the common goal of making it so the Foundation can close  

its doors when the cure is found. 

“So, on the 45th anniversary of its founding, I cannot say  

anywhere near enough about what wonderful work,  

what terrific people, and how much the  

DMRF means to our family and the entire  

dystonia community.”
Ron Hersh, DMRF Vice President 

of Development 
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REVENUES

DONATIONS & GRANTS
80%

SPECIAL
EVENTS

16%
BEQUESTS 

4%

EXPENSES

SCIENCE
56%

AWARENESS 
& EDUCATION

16%

FUNDRAISING 5%

ADMINISTRATION 10%

MEMBERSHIP 
& SUPPORT 6%

ADVOCACY 3%

Statement of Financial Position
Dystonia Medical Research Foundation  |  Year Ending December 31, 20212021

Assets

Cash and cash equivalents including segregated 
    Dystonia Coalition cash of $318,053 in 2021 1,017,081$
Investments 5,760,796
Unconditional promises to give 35,997
Other current assets 73,469
Equipment and leasehold improvements, 
     less $33,792 of accumulated depreciation 11,576
 Total Assets 6,898,919$

Liabilities and Net Assets
Liabilities:
Grants and fellowships payable 817,754$
Accounts payable and accrued expenses 61,480
Deferred rent payable 104,762
Deferred revenue 210,500
Dystonia Coalition agency liability funds 318,053
 Total Liabilities 1,512,549

  Undesignated 1,650,601
  Board designated for science 1,500,000

3,150,601    Total net assets without donor restrictions

  Purpose restricted 2,235,769
    Total net assets with donor restrictions 2,235,769
Total Net Assets 5,386,370

Total Liabilities and Net Assets 6,898,919$
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LIABILITIES & NET ASSETS

NET ASSETS WITHOUT DONOR RESTRICTIONS

NET ASSETS WITH DONOR RESTRICTIONS

Without Donor 
Restrictions

With Donor 
Restrictions Total

Revenues, Gains and Support
Donations and grants 1,010,237$  661,711$    1,671,948$
PPP SBA grant 144,660 144,660
Cure Dystonia Now funds received 400,000 400,000
Bequests 123,366 123,366
Special events, net of direct benefits to 
    donors of $686 444,085 444,085
Investment income 357,825 29 357,854
Other 48,112 48,112
Net assets released from restrictions 207,372 (207,372) -
        Total Revenues, Gains and Support 2,735,657 454,368 3,190,025

Program services  
 Science 1,378,133 1,378,133
 Awareness and education 389,889 389,889
 Membership and support 139,582 139,582
 Advocacy 73,441 73,441

1,981,045 1,981,045  Total program services expense 
Supporting services  

 Administration 251,284 251,284
 Fundraising 236,883 236,883

        Total Expenses 2,469,212 2,469,212
Change in Net Assets 266,445 454,368 720,813
Net assets, Beginning of Year 2,884,156 1,781,401 4,665,557
Net Assets, End of Year 3,150,601$  2,235,769$ 5,386,370$

A complete copy of financial statements audited by Barnes, Givens & Barnes, Ltd. will be available upon request from the
Dystonia Medical Research Foundation, One E. Wacker Drive, Suite 1730, Chicago, Illinois 60601.
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The DMRF wishes to acknowledge the generous gifts received in memory of the following: VIRTUAL ZOO DAY TEAMS 2021



26 THANKS TO YOU! 2021 ANNUAL REPORT 27

Thank You 2021 DonorsThank You 2021 Donors
$50,000 or More
Abbvie Foundation
Allergan, an AbbVie 
  Company
Frances Belzberg
Wendy Bloom and 
  Arthur Kessler
Cure Dystonia Now Fund
Family Alliance Foundation
Jennifer Goldman/Susan 
  Greene/Allison and Dan 
  London/Team It’s All 
  Relative
Ipsen Biopharmaceuticals
Barbara and Dennis Kessler
Rosalie and Richard 
  Lewis, MD
Merz Therapeutics
C. Northrop and  A. Marder
  Pond Foundation
Richard P. and Patricia A.  
  Quinn Revocable Family 
  Trust
Sandra Weil

$25,000 to $49,999
Anonymous
Anonymous
Peter Briglia/Joan Miller 
  Young Investigator Award
Jonathan Davis
Keith Emerson Tribute
  Concert/Keith Emerson
  Fund
The Dorothy and Murray 
  Feiss Foundation
Murray Feiss
Andrea and Robert Greene
June and Ron Hersh
Stefanie and Erwin Jackson
Allison and Dan London
Rona and Buddy Miller
Carole and Doug Rawson
Revance Therapeutics, Inc.
David M. Rudolph 
  Research Fund
Thomas Tuft/Tuft Family 
  Foundation
Estate of Robert Weil
Estate of Virginia Zabriskie

$10,000 to $24,999
David and Dorothy 
  Brennan/Brennan 
  Family Foundation

Mary Clark Janis
Linda Davis/Dystonia 
  Fight for a Cure 
  Fundraiser
Mike Delise/
  $5Cure4Dystonia
Dystonia Medical 
  Research Foundation 
  Canada
Fanny and Ed Dunn
Chong Hui and Terry 
  Neville
Patrice Kabram
Kelly and Brian Keane
MG O’Neil Foundation
Robin and Marc Miller
Hugh Miller and Paul Ryan
Lauren and Lee Miller
Ruth Nussdorf
Diane and Mark Rudolph
Charles and M.R. Shapiro 
  Foundation, Inc.
Volha and Nicholas Singer
Supernus 
  Pharmaceuticals, Inc.
Karen Ross, PhD/
  Symonds Foundation
Estate of Sophie Uhde
Weinberg/Newton 
  Family Foundation

$5,000 to $9,999
Amanda Alwine
Barbara and Bruce Austin
Vicki Berman
Command Direct
Kay Cooksey/Beth 
  Paolero/Letter Writing
The Domine Charitable 
  Fund
Timothy Esson
Kathleen and Timothy 
  Flanagan
Barbara and Richard 
  Goldman
Nancy and Joel Goodman
Josh Gordon
Heymann-Wolf Foundation
Barbara and Edward 
  Holtvluwer
Humboldt Family 
  Foundation
Joyce Jenereaux Fund
Pam and Scott Klansky
Lenore Kramer

Monique and Robert 
  Kramer
Meg and Daniel Lewis
Harry and Maisie Masto
  Foundation
Emily and Thomas 
  McNaughton
Medtronic Foundation 
  Employee Giving 
  Charitable Program
Evelyn and Charles 
  Menges
The O’Neil Foundation
O’Neil Industries, Inc.
Abigail Peterson
Reliance First Capital, LLC
Judi and Jay Robinovitz
Gail and Saul Rudo
Dr. Natalie and 
  Dr. Joseph Sciarrino
Cindy and John Sites
St. Mark’s Lutheran Church
Arlene and Robert Subin
The Henry and Marilyn 
  Taub Foundation
Nancy and Bruce Thayer
The Tomeo Family 
  Charitable Fund
TPG Global
Elaine and Brian Weinberg
Carol and Larry 
  Weissenberg
Linda and David Westfall

$2,500 to $4,999
Tom and Connor Ahern/
  Dystance4Dystonia
Douglas Almoney
Amazon.com
Lisa and Mark Barbadora
Barrow Neurological 
  Institute
Jane Borg and 
  Barry Blattman
Elaine Bridges
Judith and Richard Bryan
Helen Capparell/
  Dystance4Dystonia
Dawn and Nick Ceccarini
Terri Chapman/Pet Palooza
Andrea and Chris Clifford
Kenya Davenport
Jan and Charles Davis
Drs. Mary and 
  Mahlon DeLong

Kristina Demko
Tracey Deyoung/Victoria 
  Katz/Dystonia Warrior 
  Ride
Dominion Foundation
Mark Donovan/
  Dystance4Dystonia
Google, Inc.
Marilynne Herbert
Elaine Igelman
Sheila Killham/
  Dogs4Dystonia Dog Walk
Robin and Bud London
Andy LoRusso/
  Cooking for a Cure
Fred J. Maloof Family 
  Foundation
Rachel Michaud and 
  Chip Freed
Susan Miller and 
  Daryn Pakcyk
Hope Nightingale and 
  David Ellis
The OneAmerica 
  Foundation, Inc.
J. Paul Reichman Art 
  Museum Trust
Vivian Santos Villanueva 
  and Raymund Villaneuva
Paula Schneider
Kay and Steve Shraiberg
Pamela Sloate/The Martin 
  & Roberta Sloate 
  Dystonia Research Fund
Joann Gerardi, PhD/
  Alexandra and Martin 
  Symonds Foundation, Inc.
Carrie and Stanley Valiulis
Anna Voytovich and 
  Steven Rudolph
Binbin Wang and 
  Aaron Lewis
Dawn and Ted Weill
Sally Weinman
Morris Weinman 
  Memorial Foundation, Inc.
Patricia and W. Dan Wright
Mark Daus/X-Treme 
  Apparel

$1,000 to $2,499
Lila and Keith Adwar
Susan and Marino Aguilera
Allegheny Health Network
Ann and James Allen

Margie Anik, MS, CCC
Anonymous
Architectural Designs, Inc.
Elaine and Robert Baer
Nancy and Rick Baer
Louise Chazen Banon 
  Family Charitable Trust
Andrea and Steve Baum
Jennifer and 
  Michael Beaury
Patricia and Andrew Beran
Rayzella and 
  Frederick Berko
Howard Berman
David Blair
Taryn and Samuel Blank
Carol and Rich Blass
Meryl and Gary Bolnick
Jonathan Boone/
  House Plan Zone
Jeffrey Brodsky, PhD
Mandy and Eric Brotman
Kristen Brown
Virginia Bryan/
  Pet Palooza
Lisette Bunting-Perry, 
  PhD, RN
Drs. LuAnnette and 
  John Butler
Estate of Irene Buynoski
Dera and Jeffrey Byers
Jacqueline and James 
  Cerqua/West Winds 
  Cafe & Catering, Inc.
Terri and Charles 
  Chapman
Tracy and Harlan Cherniak
Pat Clarke
Laura Cobb
Susan and Howard Code
Jason Cole
Columbia University 
  Irving Medical Center 
  Movement Disorders 
  Division
Neil Correa
Costco Wholesale
The Damien Foundation
Carol and Joel Davis
Linda Deiters
Nini Del Rosario Fund 
Robin and Joe DiMaggio
Gerald Egan
Kathleen and Joseph Ellis
Sarah Ernstberger/
  Sunshine Fox/Hunt for 
  a Cure Indy

Stanley Fahn, MD
Marilyn Fedak
Rhona and Leonard 
  Feigenbaum
Richard Feldman
Denise and Greg Gaskell
Gershow Recycling 
  Corporation
Happy Valley Blended
  Products, LLC
Deborah and James 
  Harlow
Hartford Healthcare 
  Chase Family Movement 
  Disorders Center
Harriet Hartstein
Delores and 
  Jack Heilmeier
R. W. Hemelgarn 
  Foundation - 4 U MATT
Henry Ford Neuroscience 
  Institute
Robert Herkenhoff
The Hershey Company
Janet Hieshetter and 
  Eric Greenberg
Hinson Oil Co.
Heather and Martin 
  Holford
Impact Networking
Julie and Ed Irvin, Jr.
Susan Joseph
Nancy Kaplan
Mitch Katz
Wendy and Leonard Kaye
Nancy and Alan Kessler
George Kittrell
Kristy Klinger
Susan Kovacs
Jonathan Kovler/Kovler 
  Family Foundation
Mary Lawrence
Meg and Fred Lawrence
Barbara and Harry Lehr
Arthur Levine
Tricia and Brian Lewis
Regla Lichy
Jeffrey Lipsett and 
  Lisa Tabak
Amanda Lockhead/The 
  March to End Dystonia
Carol and Edward Maier
Anthony Mannetti
Marathon Petroleum 
  Corporation PAC - 
  Matching Gift Program
Margaret McCulla

Judilynn and Jim 
  McDermott
Suzanne McIntire
Emily McNaughton/
  Pet Palooza
Medford Assembly of 
  God Church
Medford Fire 
  Department Inc.
Medtronic, Inc.
Joni Metcalf
Motus Physical Therapy
Maria and Terry Mullen
Suzanne and Brendan 
  Mulshine
Tyler Munoz
Wendy Myers
Henry Nissley
Northwell Health/
  Feinstein Institutes 
  For Medical Research 
Stacey and Mark Overton
Jane Owen
Lori and Joel Oxman, PhD
Bharti and Raman Patel
Anita Privett
Krista and Ronald Reed
Sarahmay and 
  Larry Robbins
Monica and Jay 
  Rosenbaum
Rubens Family Foundation
Christopher Salazar
Peggy and Malcolm Sams
Susan Saril
Suzan and Dennis 
  Schadegg
Jil and Jordan Schaps
Shanna and Brad Schmitt
Michele Schuster
Ronald Schwartz
Susan Silbar Duman
Sylvia and Donald Simon
Eric Slaasted
Brian Smuda
Judy Soley
Jon Solodar 
Carole and Joel Steiger/
  A.L. Levine Family 
  Foundation, Inc.
Fran and David Stein
Arlene and Joseph Taub 
  Foundation
Mark Tricolli
Mary Ann Tuft
Nabila Turjman
Mary Lu Tuthill

University of Pittsburgh 
  Medical Center (UPMC)
Lisa and Tim Walsh
Jean and John Walter
Daniel Weinberg
Sherri and Mark Weinman
Gail West
Sherry and Douglas 
  Whitley
Mary J. B. Work Fund 
  of the Community 
  Foundation
Kathy and Mike Worley
Robert Yandt

$500 to $999
Hal Allis
Robert Allison
Evelyn Amerio/
  Pet Palooza
Ruth Anderson
John Arnold
Bachmann Strauss 
  Family Fund, Inc.
Mary Ann and 
  Richard Baker
Bancroft-Tubbs Family 
  Fund at the Rochester 
  Area Community 
  Foundation
Rita and Guido Battaglini
Linda Berman and 
  Paul Abramson
Janet Bickler 
Jill and Barry Blacker
Bonfire
Mary Boswell
Marjorie Brandenburg
Donna and Dan Bunten
Matt Burke
Kay and Ronald 
  Cabay, DDS
J. Michael Cahall
Capital Group Companies
  Charitable Foundation
Edward Carnvale, DPM
Maria Carrera and 
  Corey Fayman
Lisa and Stephen 
  Cartolano
Karen and R. Barry Casler
Janice Cavanaugh
Cedars Sinai
Centauri, LLC
Classic Cannon Valley 
  League
Connecticut Valley 
  Tobacconist, LLC



28 THANKS TO YOU! 2021 ANNUAL REPORT 29

Carolyn Cruz
Diddy and John Cullinane
John Davidson
Kenneth Davidson
Department of Labor and
   Training Income Support
Peter Donnelly
Francine Donner
Donna Driscoll
Florence Duggan-Bayne
East River Energy, Inc.
Eastern Suffolk BOCES
Marcia and Richard 
  Eisenberg
Margaret and Leon Ellin
David Ellis
Jerome Engel, Jr
Mark Englund
Sally and Michael 
  Ernstberger
Diane Evans
Doris and Stephen Faber
Janet Fairbank
Ann and Joseph Falci
Joel Farber
Judith Faurie
Nancy Fischer
Lisa and Michael Florjancic
Mr. and Mrs. J.M. Fox
Josh Garskof
Denise Gaskell/
  Pet Palooza
John Gentry
Jennifer Getchell
Vicki and Ernie Ginter, Jr.
Ellen Glaessner
Gerald Goldberg
Jennifer and Seth 
  Goldman
Anne and Jack Goodman
Stacy and Allen Groner
Diane and David 
  Grossman
Monique Groulx, PhD
Margaret and Stephen 
  Haddad
Delores and Gordon 
  Hansen
Jacquelyn Haughey
Stacey Henderson
Marian and E. Wilson 
  Hinson
Patrick Hogan, III, DO
Nancy and Jack Howie
Lindsay Hudson-Austin/
  Pet Palooza
Impact HVAC

Andrea and Frank 
  Incropera
Timothy Insogna/ACES 
  Dystonia Walk
Interpretations Dance 
  Academy
Maria and Robert Jefferies
Johnson & Johnson 
  Family of Companies
Gaidaa, Ayad and 
  Nolita Kashat
Susan and Daniel Kasten
Laura Katter
Timothy Keegan
Laura King
Ellen and Ronald Kisner
Kristina Kittilsen and 
  Steve Weller
Melanie and Randolph 
  Kraft
Lori and Jimmy Krantz
Nina and Mark Kuhl
Gail and Robert Lande
Miles Lazerwitz, DDS
Miae Lee
Lucy and Kenneth Lehman
Kasey and Todd Leinbach
Amanda and Brian Leitzke
Sarah Leshner Carvalho 
  and Rodrigo Carvalho
Meryl and Joseph Levin
Elaine and Shaul Levy
Dee Linde/Pet Palooza
Violet and Michael Livshiz
Peggy Macmillan
John Jay Mann 
  Foundation, Inc.
Dale Martin
Joanne Matuzas
Dawna McCabe
Carla and Robert 
  McFadden
Laura and Curtis McGiffin
Stacy McMinn
Michaela McMinn
Pamela Mead
Arlene Meintz
Wayne Mellon
Debbi and Steve Melzer
Nan and Howard Miller
Moda Health
Vicki and Steven Morris
Germaine and 
  Brian Mulhern
Deborah and 
  Robert Myman
Janice and Len Nachbar
Zita Nathans

New Directions Foundation
Karol and Udom Orr
Lynn Ostermann/
  Pet Palooza
Mary Lou and John Patton
John Pawlowski
Wendi, Scott and Jacob 
  Peterson
Gloria and Ron Petri
Mr. and Mrs. Phelps
Joan and James 
  Piedmonte
Patrice and Jeffrey Pierce
Diane and Janis Powers
Nancy and Larry Present
Helma and Cliff Rabal
David Ramirez
Asif Ramji
Barbara Raub
Nancy and Sandy Richman
Antonio Romano
Ralph Rose
Maxine and Gerald Rosen
Susan and David Rosner
Carol Rowberg
Tammy and Robert 
  Sanders
Joanne Schiffman and 
  Nicholas Gumas
Debbie and Alan 
  Schimming
Margaret and Gene 
  Schlegel
Benjamin Schreckinger
Marisa and Tomer Seifan
Lynn and Jim Shaffer
Cliff Sheets
Betty Simco
Mary Specker Stone 
  and John Stone
Ronna Stamm and 
  Paul Lehman
Donna and Glen Suiter
Patricia Swanson and 
  Ivan Clatanoff
Peggy and Jim Swartchild
Michael Tabisz
Cindy and James Tanner
TD Bank Group
Hillary and Brett Thomas
Theresa Thomasulo/
  Bonfire Dystonia 
  Fundraiser
Joan Thompson
UnitedHealth Group
Roberta and Arnie Ursaner
Rufus Ward

Mr. and Mrs. Milton 
  Warsaw
Julie and David Weisman
Cindy and Donald 
  Whiting, MD
Ann Williams
Susan and David 
  Williamson
Jodi Willis
Cleveland Wingate
Kevin Wohlgemuth
Wolverine Packing 
  Company
Patricia Ziner

$250 to $499
Nikki Abramson/
  Celebration of Life
Freyda and Jeffrey Albin
Jennifer Alfonsi/Law 
  Office of JB Bieske & 
  Jennifer Alfonsi
American Legion 
  Medford Post
Eveline and Monte 
  Anderson
Arcimoto Inc. 
Sandra Aresta and 
  Michael Katz
Joy and Avi Avidan
Bryan Baron/Pet Palooza
Joanne Bartel-Tripi
Alexandra and 
  Michael Bassik
Diana and Kenneth Bauer
Diane and Joe Belkevich
Erica Bender
Jo and Larry Benesi
Zelda and Sol Berger
Patricia Biedess
Big Tree Fitness, LLC
Dana Birnbaum
Julie Blackman, PhD and
  Mitchell Dinnerstein
Abigail Bloom
Shirley and James Blue
Dr. Agnes Bowling
June and Brian Boyd
Sheila Bradley
Allison Brashear, MD, MBA
Lisa Breedveld
Carole and John Brigham
Jeffrey Brown
Karen Brown
Virginia Bryan
Mary and Paul Buenger
Tonette Burbidge
James Burke

Timothy Burke
Michele Butters
Kathy and David Buyansky
Michael Caravello
Yvonne and Thomas 
  Carney
Parichat Chaiya and 
  Christopher Taylor
Chapter 3 Copyediting, LLC
Greg Ciongoli
Jacquelyn Coello/
  Pet Palooza
Helen Coleman
Jennifer and Paul Colone
Ellen, Caitlyn and Marc 
  Connelly
Rebecca Connors
Constellation Energy 
  Group/Exelon 
  Foundation
Patience Croll
Mary and Edward Curvey
Edward Cwalinski
Mona Dallas
Donna Dant
Deborah and 
  Douglas Darby
Caroline Davidson
Sam Davis
Stacie and Richard 
  DeSalvo
Steven Dickinson
Mark Donovan
Matt Donovan
Douglas Dudgeon
Richard Dwyer
Regina and Gregory Eitzen
Ryanne and Jason Epstein
Denise Evert and 
  Tim Nicholson
Mary and William Farr
Andrew Fasiska
Leslie Feinberg
Diane and John Fiore
First Presbyterian Church 
  at Caldwell
Ann and George Fisher
Myrna Fishman
Carol Flynn
Karen and Neil Foley
Gayla Forbes and 
  Hal Forbes
The Fox Family
Rebecca Freligh
Abby and Michael 
  Friedman
Anne Page Fugett

Sharon Gallagher and 
  Michael Sussman
Colleen Garcia
Ani Garrick
Nancy and Thomas Garson
Ryan Gaudinier
Denise and Bill Gibson
Emma Gilbert
Mary Gillette, MD and 
  Karl Insogna, MD
Richard Gilmartin
Jeremy Goldberg
Carol and Peter Goldman
Gail and Donald Goldstein
Tahli and Eric Goldstein
Deborah and Michael 
  Gordon
GreenState Credit Union
Honi and Dennis 
  Greenwald
Debra and John Griswold
Sheri Grube
Todd Gundersen
Elaine Guthrie and 
  Michael Guthrie
Deborah Hall, MD, PhD
Judy and Geoffrey 
  Handler
Anne Hanford
Laura Harrington and 
  Irving Steinfink
Denise and Stephen 
  Harwood
Betsy and James Hoefen
Scott Hopping
Teresa and Ronald Horton
Richard Horwitz
Jacquelyn Huff
Peter Jachino
Douglas Jack
Frank Jansen
Lisa and Steve Katz
Paul Kavanaugh
Jamie and James Kayler
Mary Beth Keegan
Cindy and Kyle Kehoe
Susan and Richard Kelin
Karl Kiddie
Cheryl Killham
Esther Killham
Michael Killion
Megan King
Janet Kinsey
Violet and Chandis Klinger
Margaret Knapp
Norie Knezetic/
  K Creative Group, Inc.
Susan and Matthew Knight

Cassandra Kopec
David Korman
Rosemary Krause
Krebs Chrysler Dodge 
  Jeep Ram
Linda Kricfalusi and 
  Liane Brand
Kroger
Barbara Krucke
Michael Kruer, MD
Eloise Kucia and 
  Charlotte Maltman
Leslie and Leonard 
  Kulbacki
Mark Langwerowski
Doris Larsh
Jeanne LaVana
Khin Lay, MD
Mark LeDoux, MD, PhD
Jennifer Lehon
Tricia Levin
Ari Levine
Samantha and Eric Levine
Karen and Ben Lewis
Liberty Mutual Insurance
Dee Linde
Emily Loeb
Katie Loeb
Robert Losik
John Lovitz
Bonnie Lowry
Abhimanyu Mahajan, MD,
  MHS
Kathleen and Breanna 
  Malone
Gail Mandelblatt
Marcia and Doug Mankoff
Manning & Napier 
  Advisors, LLC
Debra and Joel Margolis
Lizzy and Bryce Markus
Kathryn Matheson and 
  James MacMillan
Scott Maxwell
Shelley and Guy Maynard
Glenn McCombs
Linda McGlasson
Ellen McHugh
Kathleen McKone-Sweet
Michelle McMullin
Kristine Metcalf
Marla Michel
Microsoft Giving 
  Campaign
Barbara and Richard Miller
Maryanne and Ronn Miller
Clinton Mitchell
Sally Mitchell

Carol and Jim Moller
Paulette Mondschein 
  and Kenneth Garrett
Reta Moore
Cynthia Munoz
Sandra and Robert 
  Nathans
MaryRae Nee
Marilyn and John 
  Newhouse
Nokes and Nokes
Gale Nolan
Novartis US Foundation
Eileen Nyberg
Cheryl and Michael 
  O’Brien
John O’Connor
John O’Donnell
Joan and John O’Rourke
Neepa Patel, MD
PayPal Giving Funds
Jill Pazolka
John Pazolka
Joel Perlmutter, MD
Susan Pestine
Kathleen and Peter Pflock
Melissa Phillips
Daniel Pinkert
Rose Polidoro
Margaret Powell
Candy Powers
Sally and Frank Presti
David Preston
Laureen Primmer
Stephanie Pritchard
Sally and Ronald 
  Rabinowitz
Nancy and William Rackoff
Brenda and Charles Reavis
Anna and Joseph Richard
Larry Robson
James Roof
Suzan and Martin Rose
Angela and Adam Rosen/
  Lappen Family 
  Foundation
Michelle and Marc 
  Rosenbach
Susan Roser
Nancy Roth
Cheryl and Brian Rothman
  Charitable Fund of 
  the Ayco Charitable 
  Foundation
Royalton Hills Lions Club
Roberta Rudolph Salas 
  and Javier Salas
Malerie Samona



30 THANKS TO YOU! 2021 ANNUAL REPORT 31

Lola Samp
Susan and Samuel 
  Sandberg
Tonya Sapre
Donald Schlosser
Donald Schober and 
  Ashley Schober
Carol and Ken Schwartz
Constance Schwartz
Virginia Seidel
Roberta and David Senzel
Cheryl Sgrignari
Mr. and Mrs. Jeffrey 
  Sherrin
E. Chandler Shumate
Leslie Siegel
Barbara Singer
Mitchell Slepian
Barbara Smith
Christy Smith
Kit Smith/Going Vertical 
  for Dystonia Fundraiser
Linda Smith
Margaret and 
  Thomas Smith
Stacy Smith
Mary Specker Stone/
  Pet Palooza
Gregg Spielberg
Linda and Glenn Spungen
Larry Stahl
Jennifer Stapay
Susanne Stauffer
Patti and Dan Stein
Sherry and Jeremy 
  Steinfink
Susan Steinfink
Barbara Stewart
Erinn and Tom Stimson
Ira Straff
Rebecca and Collin Stuart
Michele Tagliati, MD, FAAN
Takeda Pharmaceuticals 
  North America, Inc.
Karen and Jeff Tanenbaum
Bailey Taylor and 
  William Lapke
Hillary Tescher
Joyce Thielen
Times Printing, LLC
Traci and Jamie Trapp
Mollie and Ken Traub
United Public Service 
  Employees Union
VFW Henry James Jones 
  Post 2937
James Wagner
Karen Wagner

Emily and Steven Wagshal
Julie Wagshal
Sharon Wagshal
Julia Wall
Martie and Stephen 
  Wartalski
Isobel Wayrick
Diane Webber
Miranda and Thomas 
  Webber
Suranjan Weeraratne
Adrian Weigart
Samuel Weil
Roberta and William 
  Weinsheimer
Leona Weiss McCargar 
  and Scott McCargar
Lynne and Huntley 
  Whitacre
Lisa White
Annette and Jeff Wilson
Barbara Wilson and 
  Alan Abramson
Nathan Winther
Lloyd Wittenmeyer
Charleise Wright
Carol Wyatt
Alana Zinn and 
  Jeremy Beyda
Bonita and Michael Zurek

$100 to $249
Abbott Laboratories - EGC
Mary Jo Abbott
Micheal Achenbach
Sarah Adams
Carole and Kenneth 
  Adashek
Adobe Employee Giving 
  Charitable Program
Jena Aebi
Barbara and Robert 
  Agdern
Seneca Agens
Loraine and James Ahearn
Deborah Aiello
Erdal Aksoy
Stephanie Albanese and
  Gary Whelpley
Beverly Albritton
Maria and Nemy Alido
Charles Allen
Sandy and Danny Alonzo
Jennifer Alvarado
Rebecca and Gil Amado
American Legion Auxiliary
Judith Amerio
Virginia Ames

Jan Andersen
Janice Andree
Anonymous
Anonymous
Christine Antolik
Robin and Bijan 
  Armandpour
Beverly Armento
Kerry Armstrong
Judy and Tom Aronson
Barbara and Judy 
  Asazawa
Ashapura, Incorporated
Regina Atencio
Edward Aubin
Andrew Averbeck
Martha Azevada-Johnson
Alice and Marvin Bader
Jake Bailey
Ethel Baker
Cindy and Jack Balcolm
Bald Head Island 
  Transportation, Inc.
Susan Baldwin and 
  Gary Gepner
James Ballerstein
Michelle Bannister
Toni Bannister
Jeanne Barbet
Amy Barkin and 
  Claude Jackson
Rachel Barrer
Cindy and Ed Barrett
Jitendra Baruah, MD
James Baske
Cathy Bazeley
Emmilee Bean
Rhonda and James Beane
Cameron Bearder
David Beck
Karen Beebe
Karen Beger
Amy Behar/Pet Palooza 
Krisi Behrens
Felicia and Irv Beitler
Sara and William Belkov
Larry Bell
Eva Bender
Earl Benedicto
Ginger Benes
Joan Benevides
Linda and William Bennett
Richard Benson
Tamara Benwell
Teddi Berger
Senait Berhane
Barbara Berland
Debra and Paul Berman

William Berman
Linda Bernabeu
Jackie and Richard 
  Bernard
Nichole Bernier and 
  Thomas Ahern
Arlene Bernstein
Wendy Bertellotti
Bi-Coastal Consulting LLC
Charles Biener
Angela F. Binda
Salvatore Birardi
Kaye Bishop
Joanne and Peter 
  Blaauboer
Frances Blackman
Ed Blakely
Valerie Blakesler
Twilamae Blankenship
G. A. Blaszczak
Erica Blau
Robin and Nathan Blau
Rosemarie and David Blum
Dagmar Bocchi
Meg and Richard Boehme
Denise and David Boente
Ken Bogert
Beth Bomba
Diane Bomgardner
Donna Boone/Pet Palooza
Lisa Borowitz
Michael Bottrell
Karen Bouchard
Dean Bowen
Darlene Bowser
Rebecca Boyd
Therese and David Boyer
B-P Products, Inc.
Mary Brady
Dianne and Marc Braer
David Bragg
David Cristopher Bragg,
  PhD/Pet Palooza
Edward Brandt
Kevin Braun
Terry and Joseph Braun
Jean and Lowell Braxton
Sharon Brello
Olivia and Norman 
  Brenner
Connie Brickson
Deborah and Mitchell 
  Brin, MD
Scott Brion
Henra Briskin
Audrey Brooks
Dorothy and Roger Brooks
Sheri Brooks

Ed and Deb Brown
Gail Brown
Marianne and 
  Donald Brown
Mary Brown
Carol Brown 
  Moskowitz, RN and 
  Stephen Moskowitz
Bernard Brownstein
Craig Brubaker
Liz Brucker
Cynthia Bucar
Sarah Buchanan
Margaret Bulmer
Wendy Burckhardt
Charlotte Buren
Suzanne Burge
Carol Burinsky
Margaret and Richard 
   Burton
Cristina Bustos
Nicole Calakos, MD, PhD
Maria and Scott 
  Calderwood
Dorothy Caldwell
Michelle Callahan/
  Pet Palooza
Edna Capulong
Jessica Carpenter
Paul Carroll
Santina Caruso
Roberto Casanova
Diane Casdorph
Janel Cation Leatherman
Helena and Sean Cawley
Jacqueline and 
  James Cerqua
Janet and Patrick Cerutti
Laura and Christopher 
  Chapman
Charity Navigator 
  Giving Basket
Susan Cheney and 
  David Arbeit
Chevron Matching 
  Employee Funds
Linda and Harold 
  Chizewer
Nancy and Dennis 
  Chojecki
Sherry Chromzack
John Cina
Curt Cinglie
Joyce and Kim Cinglie
Kristin Cinglie and 
  Paul Ivankovics
Susan Ciolek
Diane Clancy

Trisha Clawson
Jacquelyn Coello
Elaine Cohen
Lenora Cohen
Miriam and Aaron Cohen
Dona and James Collins
Jeannie and Michael 
  Collins
Jeff Collins
Margaret and Frank 
  Colone
Commonwealth Cares 
  Fund, Inc.
Nate Conder
Kitty and Mike Connor
Kay Cooksey
Lindsay Cooper
Manori Cooray-
  Weerarathne
Stephanie Corbett
Carol and Herb Corbin
J. W. “Butch” Craig
Kathleen Creger
Kimberly Cromwell
Glenn Crouch
The Cruz Family
Wanda Cundy
Karen and David 
  Cunningham
John Curry
Myrna Curtis
Michael Cutler
Ralph Cyr
Elizabeth Dailey
Alice Dale and Frank Evans
Timothy Daly
Joanne D’Angelo
John Dant
Patricia Davenport
Benjamin David
Laurie Davidson 
  Medvinsky
Danny Davis
Deborah Davis
Sue Davis
Susan Davis/Pet Palooza
Suzanne Davis
David Davydov
Cristina De La Ossa and 
  Hector Fabio Salazar
Lorraine DeFreita 
Barbara and Michael 
  DeLouise
Jeanne DelSignore
Reed and Beverly Deluca
Deborah Denise
Doreen and Frank 
  DeSantis

Linda and Joseph 
  DeStefano
Roseanne Dickovitch 
  and Herbert Lynch
Therese Dimaandal
Francisco Donaruma
Katje Donovan
Christina Donzelli Dufort
Mary Douglas Vance
Judith and Sydney 
  Dromgoole
Deanna Drucker
Joan and Dennis DuBose
Rosanne and Ronald Duffy
Dan Dulaney
Jean Dundon
Nicole Dunkle
David Dunn
Jacqueline and 
  Matthew Dunn
Debbie Durrer and 
   Richard Fantozzi
Dr. and Mrs. Stephen 
  Dvorin
Sandra Dwyer
Loretta Dye and 
  Dennis Dye
John Easterling
Joyce Darlene Eaton
Sandra Egli
Brooke and Kenny Ehrman
Kelly Eighmey
Janis Eiler
Nancy and Mike Eisenstadt
Joyce and Donald Eling
William Elsbree
Elizabeth Emmons
Barbara and Robert Engel
Dorothy and Edward 
  Engelken
Pat Erickson
David Erlebach
Irene and Carl Ersing
Hooptie Evans
Richard and Lee Evans
Jeanne and John Fadale
Susan and Chuck Fallon
Anna Faraguna
Beth Farber and 
  Steve Laser
Caryn and Steven Farber
Linda and Ronald Faul
Tim Feeley
Carrie, Amanda and 
  Greg Fehlberg
Michael Feinberg, MD
Michael Feinstein

Ellie Feldman and 
  Charlie Drogaris
Elizabeth and Pavel 
  Feldstein
Diane and Raymond 
  Ferland
L. Virginia Fernbach
Lisa and Howard Fero
Korine and Ronald Ferraro
Kristen Fessele
Daniella and Jeff Fiala
Angela Ficht
Owen Fields
Patti and Jeffrey 
  Finkelstein
Julie Fire
Mary and Kenneth Fischl
Eileen Fisher
Monna and Danny Fisher
Alice Fishman and 
  Michael Dipietro
Gale and Tim Flanagan
Laura and Brian Flanagan
Margaret Flanagan
Therese and Dennis 
  Flanagan
Lynn and Saul Fleer
Chandra Fleming
David Flesner
Sara Flohr
Sarah Foley
Carol Fontaine
Jean and Jeffrey Forman
Linda Fornwalt
Fortune Fish & Gourmet
Barrie Fournier
Mary Jo Fowler
Leanne and Steven 
  Frankel, MD
Michelle Fraser
William Free
Melissa Frey
Mary Friedel
Leon Friedman
Lenora Froebel Bouchey
Fujirebio Diagnostics, Inc.
Cheryl Gajeski
Paula and Luis Galvan
Sabrina Garcia
Thelma and Anthony 
  Garcia
Denise and Rip Gardner
Doris Garlich
Daisy and Dan Gary
Jordan and Daniel Gaspar
Alyssa Gaudinier and 
  Aly Geed



32 THANKS TO YOU! 2021 ANNUAL REPORT 33

Christine Gaupman/
  Pet Palooza
Kathleen Gedney
Donna and James 
  Geraghty
Jacqueline and Andrew
  Germanow
Donna and Edward 
  Gewirtz
Karen and Allan Ghidella
Brad Gibbons
Mary Jo Gibson
Katherine Gillette
David Gillman
Jason Giordon
Hannah Girard
Cindy and Neal Gittleman
Hannah Gladstone
Morgan Glaser
Deborah and Robert Glass
GlaxoSmithKline 
  Foundation
Eleanor and Eugene Glen
Joan Glennon
Judith Glickman
Solomon Goldberg 
  Family Foundation
Betsy and David Goldin
Gail Goldman
Judith and Alfred 
  Goldman
Lauren, Matthew and 
  Alexander Goldman
Craig Goldsmith
Jill and Evan Goldsmith
Jill Renee Good
Julie Goodman
Ellen and Jay Gordon
Diana Gould
Kathleen Green
Lee and Kevin Greenan
Debra Greenfield
Hedda Greenfield
Lori and David Greenwald
Barbara and Robert 
  Griffith, MD
Lisa Grimes
Sarah Glenn Grise
Shelly Griswold
Patricia and Jeff Grosser
Helen and Richard 
  Grunwald
Milton Grunwald
Madelon and Chuck Gryll
Dawn Guarino
Vicki Guay
Monica Guerrero
Abby and Neil Gurevitz

Debra and Kevin Hackett
Molly Hackman
Philip Hadfield
Maryam Haghbin and 
  Ehsan Shahmir, MD
Pamela Hail
Michael Hale
Arthurene James Haney
Grace Hanlon
Brian Hannon
Stella and John Harbilas
Elizabeth Harris
Sue Harris
Barbara Harte
Carol Harwell
David Hasbrouck
Lauren and Marc Hausman
Michelle Hawes
Gloria and Gershon Hayat
Marilyn Hayes
Janella and Tom Hecker
Zully and John Hedreen
Stephen Hegner
Colleen Heim
Mary and J. Ronald Helms
Suzanne Henley and 
  James Cole
Matthew Henshon
Peggy and William Herman
Cynthia Hermann
Mr. and Mrs. S. C. 
  Hershkowitz
Monica and Steven 
  Herwald
Jeff Heyman
Roger Heyman
Jennifer Hickey/
  Dogs4Dystonia Virtual 
  Dog Walk
Hindley Manufacturing Co.
Patricia Coburn-Hintze 
  and Kenneth Hintze
Marianne Hirsch and 
  Robert Hickson
A. Barry Hirschfeld
J. Carroll Hitch
Barbara and Brian 
  Hoar, MD
Joyce and Timothy Hoerst
Bridget and Brian Hoffman
Glen Hohenstein
Edwin Holaday
Sandra Holder
Kristina Holland
Pamela Hollis
Bernice Holtsclaw
Judith Homer
Rona and Seymour Homer

Nancy and Albert Homiak
Sarah and Matthew Honan
Hopkins’ Handyman 
  Services 
Cheryl House
Angela and Tony Howe
Christine and Kenneth 
  Hudson
Nancy Hudson
Darren H.L. Austin/
  Lemonade Dystonia 
  Fundraiser
Linda and John Huggins
Lisa Hughes
Carol and Ben Human
Annabelle Hurst
John Hussey
Vickie Hutchinson
Cheryl Hyde
Ruth Ann Hynes
Illiano and Sons Inc.
Judith Ingelido
Christine Rolka Ingraham 
  and Edwin Ingraham
Marta Insogna
Alice and Frederick 
  Ippolito
David Israni
Florence Jackson
Gail Jackson
Sally and Terry Jackson
Amy Osran Jacobs, Esq. 
  and Steven Jacobs, MD
Carol and David Jacobs
Nancy and Allen Jacobson
Barbara and Eric Jaffe, MD
Patricia and Gordon James
Nancy, Amber and 
  Donald Janes
Janis and Alan Menken 
  Charity Fund
Yvone Jaramillo
Jeffrey J. McAuley 
  Agency, Inc.
Teresa and James Joerger
Jillian and Mark Johnson
Maurine and LeRoy 
  Johnson
Raymond Johnson
Robin Johnson
Frances Jones
Kathleen Jones and 
  Paul Cleary
Margie and Ronald Jory
Juan Juarez
Marie Judith
Kim and Patrick Kacani
Sherri Gelber Kahn

Charlotte Kaiser
Maureen Kalousek
Daryl Kaplan
Jean Karls
Meryl and Frank Kasden
Austin Kashat
Elizabeth and Jerry 
Katzmann
Anne Kavanagh
Michael Kazimer
Patrick Keating
Jennifer Keaton
Kathleen Keegan
Margaret Keegan
Susan, Maggie and 
  Patrick Keightley
Judith Kelch/Pet Palooza
Imogene Keller
Gail and Mark Kelley
Eileen and Patrick Kenny
Carrol Kerrigan
Joyce Kessler
Karen and Howard Kessler
Lisa and Keith Kessler
Sharyn and Ronald Kessler
Pamela and Richard Kiliany
Karen and Craig 
  Kilroy-Sikkema
Gregory Kimm
Joel King
Pamela Kinzler/
  Pet Palooza
Stephanie and Gregory 
  Kitchin
Kiwanis Club of 
  Caldwell-West Essex
Nina Klinger
Martha and Byron Knodel
Regina and Stephen 
  Knowlton
Patricia Koch
Kathie Kolbjornsen
Maya and Ittai Korin
Phyllis and Martin Korn
Laura and George 
  Kornegay
Joy Kottra
Rob Kramer
Jessica and Barry Kraver
Lynn Krejci
Claudette Krizek
Carole Krohn
The Krupman Family 
  Foundation, Inc.
Brad Kueshner
Ralph Kuhn
Peter Kuper
Sandra and Kenneth Kuska

Marissa Labayen
Ellen Lachewitz and 
  Richard Watson
Anne Lackritz and 
  Victor Pita
Jeffrey Lahrmann
Bill Lambert
David Lanci
Susan Landsman
Judith and Deno Langis
Sandra and William 
  Langton
Donald Larsen
Phyllis and Fred Lasky
Susan and Howard Lasky
Babe Latoison
Amanda Lavoie
Stacie Leduc
Mr. and Mrs. Harrison Lee
Maureen and Chris Lehon
Judith Leinbach
Barbara and John 
  Leschisin
Nancy and Howard LeVant
Gregg and Martin Levine
Karen and William Levine
Matthew Lewis
Cecile Licauco
Debi and Cliff Lieberman
Julie Lieberman
Perry Linam
Coleen and Gerald Linn
Robert Linnett
Elizabeth Lipomi
Andrea and Stewart 
  Lipson
Monica and Edward Lista
Marci and Richie Litt
Diana Little
Linda and Howard Litvack
Millie Loeb
Bruce Loeser
Jill and Richie LoGatto
Sylvia Logerquist
Ferrah and Ethan London
Phyllis and Matt London
Carolin Long
Sara Loo Chan
Patricia Loomer
Patricia Loquet and 
  Larry Trachtenberg
Karen Lostritto
Ellen and Stan Lotterman
Susan Lotz
Bronlyn Louck
Angela Louie
Cyndy and Pete Lounsbury
Margaret Love

Elena and Dylan Lovell
Nathan Lovstad
Robin Low
Lubeck Community 
  Baptist Church
Lucky Cleaners
Nadine Luis
James Lutz
Delana and Michael Lynch
Patrick Lynch
Michelle Annette Lynn 
  and Janet Mae McKay
Rebecca and David Lyons
Barbara MacAulay
Martha Maeder
Sonia and Joselino 
  Magapan
Thomas Magee
Mary Beth Magyar
Jason Majestic
Mary Malone
Janet Malsan
Kathryn Malt
Lucille and James Manak
The Mandel Foundation
Donna Manning
Margaret Manning
Roger and Gina Manusov
John Marcucci
Markle Gift Fund
Gina and Carl Marshall
Elizabeth Marsh-Soloway
Stacey Martin
Marie and Dennis Martino
Valerie Masin
Judith and Glenn Mason
Annemarie and Larry 
  Matthews
Robert Matuszek
Edwin Mazoue, Jr.
Sharon and Ronald 
  Mazurek
Donna McCague
Eleanor McChesney
Judith McConnell
Mary Kay McCoy
Rick McCracken
Clare McCulla
Diane and Andrew 
  McCulla
Jim McCulla
Karen and Tim McCulla
Ellen McDaniel
Natalie McDonald
Debbie McGarity
Anne McGonigal
Linda McGovern

The McGraw-Hill 
  Companies
Margaret, Joseph and 
  Ellen McHugh
Candace McIntosh and 
  Dan Lilly
William McNamara
Kathy McPeters
Karen and Charles 
  McPherson
Robert McWilliams, Jr.
Robert Mead
Medford Chamber of 
  Commerce Inc.
Medford-Bald Hill 
  Republican Club
Marilyn Meehan
Marjorie Mellen
Jayne and Timothy Mellon
Clara Melman
Susan Mendell
Jahaira and Ariel Mendez
Maria Mendoza
Kellie Merck
Elissa and Mitchell Mertz
Cindy and Bob Messmer
Chase Metcalf
James Metherell
Michelle and Wendell 
  Mettey
Jessica and Aaron Meyer
Marlene Meyer
Sharon and Louis Miles
Janet and Douglas Miller
Mary Miller
Michael Miller
Michol and Steven Miller
Tammy Miller
Timothy Miller
Marla and Robert Mishler
Deborah Mitchell
Virginia Mitchell
Lauren Miterko, PhD/
  Pet Palooza
Deborah, Ashley and 
  John Mleczko
Gloria Monahan and 
  John Donohoe
Janell and Gary Monetti
Jean Monigal
Carol Monka
Ellen and Bob Montenieri
Rebecca More
Nancy and Thomas Morin
Kathleen Morris
Karen Moss
Lori Moss and Gary 
  Oltmans, PhD

John Moynihan
Virginia and Thomas 
  Mulford 
Kevin Mull
Susan Mullett
Guadalupe Munoz
Carol Murphy
Jane Murphy
Martha Murphy
Torri Murphy
Robbie and Ron Nabors
Deborah and Isaac 
  Nachbar
Joyce Nachbar
National Fuel Gas 
  Company Foundation
Olivia Neece
Christina Neri
Elizabeth Nesbitt
Cindy Neumann
Ming Ng
Lonnie and Jerry Nichols
Carol Nieman
Sue and Frank Nisenfeld
Brenda and James Nix
Scott Norris, MD
Elaine and Jerald Norton
Mr. and Mrs. Bruce 
Cheever/Northern Rock 
  Services, LLC
Maria and Kevin Nowak
Samantha and Michael
  Nussbaum
Patty and Michael Oaks
Mary O’Brien
Shirley O’Connell
Richard O’Connor, Jr.
Lucien O’Kelley
Paula Okolowicz
Bernadette and 
  Thomas Olson
Sandra O’Malley
Judith Omidvaran
Priscilla Onizuk
Phyllis Oots
Diane and Richard 
  Opperman
Megan Opsahl
Jill Orbach
Jane Orebic
Marc Oster, PsyD, ABPH
Rona Ostfeld
Goly Ostovar and 
  Paul Rickerson
Eileen Ott
Patricia Pagoaga
Jamie Pandy
Beth and Tony Paolero



34 THANKS TO YOU! 2021 ANNUAL REPORT 35

Christopher Pappas
BarBe and Dave Paris
Jinanne and Robert 
  Parrish
Justin Parrish
Kathleen Partington
Lisa and Bob Partlow
Juliet Pass
Anthony Passarello
Debra and Joel Pasternack
Alleyne and Edward 
  Patrick
Amy and Bruce Paul
Eryn Pawlik
Paws for a Cause 
  Iowa Style
Malini Paye
Cecelia Peabody
Mary Pearsall
Vicki and Schuyler Peck
Anne Pedro
Kathleen and John Pena
PepsiCo Foundation 
  Employee Giving 
  Programs
Ashley Perea
Dana Fries
Alfonso Perez
Janet Perez
Leslee and Michael 
  Perlstein
Marlene Peroutka
Patricia Perschino
Aliza and Jason Pestine
Gail Pestine
Nancy Petersen
Betsy and Peter Peterson
Elizabeth and Randall 
  Peterson
Janice and Robert 
  Peterson
Julie Peterson
Peggy Peterson
Gary Petrie
Pfizer Foundation 
  Matching Gifts Program
Mary Ann and Bob Pflumm
Gail Phipps
Jan Pierce
Cheryl and Scott 
  Pinarchick
Dianne Pinkowitz
Jane Piro
Barbara Pison 
Hallee and Dave Pitter
John Platt
Dorothy Platz

Daphne Plaut and 
  Jeffrey Showell
Pledgeling Foundation
Larrie Plymel
Lynn Pollack
Lee Pollan
Barbara Pollard and 
  Mitch Stein
Martha Pollard
Juanita and Edward 
  Popernek
William Powell, Jr.
Lynne Power
Naomi Prell
Elizabeth and Richard 
  Prescott
Prince of Peace 
  Lutheran Church
Janice and Kenneth 
  Printen
Caroline Pritchard
Jane Prosnit
Kimberly and Philip 
  Protheroe
Claire Provencal
Barbara Pryor
Jane and Edmond Purdy
Qualcomm Charitable 
  Match Program
James Query
Monica and Joseph 
  Quigley
Sandra Quinn
Freida and Charles Rabaut
Estelle and Bruce Rabin
Maria Rampinelli
Linda and Steve Randall
Paula and Ronald 
  Rasberrry
Liz Rawson
Kathy Ray
RCP Meats Inc.
Shannon Redgate
Linda and James Reed
Lynda Reeves
Karen Reiter
Stanley Reiter
Scott Reitz
Rolf Remlinger
Kathleen Rendell
Susan and Linda Rendell
Bryan Renehan
Katherine and Chris 
  Rentfrow
Residents Association 
  of Navesink Harbor
Maria and Dennis 
  Resurreccion

Revive Family Chiropractic
Gloria Reyes
Margaret Reynolds
John Rhyne III
Tamera Richards
Cynthia Richardson
Margaret Richardson
Summer Richardson
Ann Richter
Heddie and Alan Richter
Thomas Rini
Joyce and Curtis Robinson
Kim Robinson/
  Pet Palooza
Marion and Dale Robinson
Rochester Royals
Donna and John Rochon
Kimberly and Robert 
  Rogers, MD
Tricia Rogers
Marcia and James 
  Rohrbaugh
Judith Rolfe
Maria and Lawrence 
  Romero
Jamie and Jon Romick
Kimberly Ronald Meloskie
Regina Rose
Ayelet and Aaron Rosen
Barbra and Reid Rosen
Steven Rosen
Steven Rosenzweig
Patricia Rose-Toy
Tom Ross
Joyce and Walter Rouba
William Rozenwaser
Edward Rudolph
Robyn Rupp
Pamela Rush-Negri
Pauline and David 
  Rutberg
Carol Ryan
Jeanette and Harry Ryman
Mary Ann Sabia
Ruth and Eugene Sacks
Linda and Michael Sahn
Sandy and Sammy Sahn
Sylvia Salenius
Howard Saltzman
Merry Salyers
Adam Samaha
Marc Sampogna
Adriana and Jorge 
  Sanchez
Michele Santillo-Steri 
  and Frank Steri
Frederick Santos

Vanessa Santos Villanueva
Mary Santos-Garcia
Marilyn Saul
Susan and Joe Schackman
Elizabeth and Henry 
  Schaedler
Leslye Schaefer
Susanna and Noah 
  Schankler
Ellie Schantz
Dorel Schell
Suzanne and Joseph 
  Scheller
Susan Schettle
Mari and Paul Schieber
Jacqueline Schiff
Howard Schiffman
Miriam Schiffman
Donna Schilder
Mary Ann Schmit
Aby Schofield
Susan and Paul 
  Schomer, PhD, PE
Pamela and W. Winslow 
  Schrank
Connie Schultz
Michele Schulz
Garret Schweitzer
Carol and Skip Schwier
Ricardo Scozzari
Joyce and William 
  Sederburg
Brian Seidner
Nicole Sender
Joan and Charles Shapiro
Chad Shearer
JoAnn Sheehan
Sharon Sheesley
Jonathan Sheffer
Nancy Sheffield
Omer Sheikh
Alex Sherman
Arielle and Philip Sherrill
Eugene Shifrin
Sarah Short
Patsy Shryock
Carol and Norman Shubert
Elaine and David Shulman
Sam Sidney
Sheila and Arthur Sieder
Susan Silver
Sarina Simental
Murray Simon
Arlene and Charles 
  Simpson
Sue and Steven Simring
Natalie Sims
Richard Singh

Laurie and Rick Sleeper
Jolyn Sloan
Kenneth Sloate
Jane Smith
Joanne and John Smith
Judy and Stanley Smith
Susan Smith and 
  Neil Steiner
Gail and Jeffrey Smoulder
Nancy and Steve Sohn
Tara and Chris Sorley
Allison and Matthew 
  Speiser
Tracy Spicer
Debra Spinney
St. Sylvester K of C
Ryan and John Stacom
Michelle and David 
  Stanek
Karen and Eric Stark
Sharon Starobin
Kassandra Starr-Johnson
Courtney Statfeld
Scott Stegman
Donna Steinberg
Remy Steinfink
Stacey and Travis 
  Steinmetz
Warren Stern
Roslyn Sternlieb
Dorothy Stevens
Nona and Bob Stevens
Scott Stevens
Erica Stichweh
Sandra Stoneham
John Stoner
Suzanne Stutman and 
  Jon Wilkenfeld
Suburban Propane LP
Bret Summers
Tiffany Summers
Susan and Robert Sutton
Joe Svejkosky
Patti Swain
Kim, Danielle and 
  Ed Sweeney
Charles Sweet
Gail Sylvius
Janice and William 
  Szymanski
Meghan and Damon 
  Taggart
Marilyn Talin
Robin Tam
Adam Tattelbaum
Joanne Tax
Barbara Taylor

Sharon and Donald Taylor
Susan Taylor
Margaret Teed
Kathryn Tefer
Tricia, Natalie and 
  Judy Tennyson
Elisabeth Tetlow
Barbara Theisen and 
  Ruth Theisen
Cathy and Joe Theisen
Grace Thielen
Deborah Thomas
Rebecca and Roy Thomas
Linda Thompson
Janice and Richard Tillis
Pat and Jerry Tipler
Jaelyn Tooley
Marie Torres Perez
Donna Tourtellot
Fred Treiber
June Tritley
Lori Trudeau
Laura and Raymond 
  Tubridy
Aster TungChing Wu
Karen and John Tuozzolo
Marie and Kiery Tuttle
Carol and Douglas Twedt
Mary Tyrell
Carol Ulrich
United Way California 
  Capital Region
United Way of AL
United Way of Greater 
  Philadelphia and 
  Southern New Jersey
United Way of the 
  National Capital Area
Denise Ursini
Valley of The Sun 
  United Way
Stacy and Erik Van Gunten
Gertrude Van Wienen
David VanBelle
Shanthi and Prabaker 
  Venkatachalam
Melissa and Art Vercillo
Kim and Guy Verrona
Nancy Vetstein and 
  Robert Hershfield
Viasat
J. Vida
Steve Vidal
Marites and Manuel 
  Villar, III
Pavithra Vishwanath
Beth Vito
Joanne Volponi

Joshua Wachs
Ellen Wagner and 
  Jim Cavagnaro
Nancy and James Waldo
Constance and Craig 
  Wallace
The Wallace Family
Wendy Wallace
Cathy and Stanford 
  Walling
Allison Walmark
William Ward
Irvina Warren
Gregory Was
Sandra Wasserman
Elizabeth Watson
Lauren, Danielle and 
  Jeff Waxman
Marjorie and Michael 
  Waxman
Erin Weaver
Nancy Weber
Lisa and Udey Webster
Marilyn and Frederick
  Wegner
Diana Wehner
Alexis Weik
Jennifer and Matthew Weil
Robin Weintraub
Jill and Arnold Weiss
Karol Weiss Lubonski
Susan Wellek
Gail and Gerald Wells
Joan and Robert Welsch
David Wenk
Joyce and Robert Werntz
Judith and Alan 
  Wertheimer
Karen, Erica and Brit West
Kimberly West
Susan and Joseph 
  Whaley/Art Walk for 
  Dystonia Fundraiser
Allen White, CPA
Bradley White
Jane White
Christina and James 
  Whorton
Karin Wicker
Barbara and David 
  Wiggins
Deb Wiley
Tambra and Steve 
  Wilkerson
Laura and Stephen Wilkes
Christine and Robert 
  Williams

Geraldine Williams
Barbara and James Willis
Gerald Willis
Brian and James Williston
Angela and Daniel Wilson
Cynthia and Dale Wilson
Mary Ann Wilson
Mary Wintemute
Peggy and Bill Wise
Erich Witzel
Fran Wolfer
Catherine Wollenberg 
  MacDonald
Lexie and James Wood
Craig Woodward
Julie and Bruce Woolf
Nancy and Jeff 
  Worthington
Deb and Rich Wren
Amit and Henry Yaffe
Clyde Yancey
Laurie and Gary Yarnell
Anne Yates
Don Yoshikawa
Dana and Sandra Young
Amy Yurchision
Amy Yurchision/
  Pet Palooza
Carlie and Peter Yurchision
Maureen and Irving 
  Zangwill
Adam Zapata
Talia Zapolanski
Michele and Darin Zauner
  and Anna Zauner
Jordana and Athanasios 
  Zavos
Claudia Zuanich
Marie Zuidema



Dystonia Medical Dystonia Medical Research FoundationResearch Foundation

One E. Wacker Drive, Suite 1730
Chicago, Illinois 60601

Phone 312.755.0198  •  Toll-free 800.377.DYST (3978)
www.dystonia-foundation.org


