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Dear Friends,  

Care. Cure. Community. These three simple 
words represent everything that inspires the 
Huntington’s Disease Society of America and 
describes our mission work.  

In 2022 the HDSA Board launched a new 
Strategic Plan defined by these ‘three C’s’  
and infused with the urgency and clarity of HD 
families. HDSA exists to ensure that everyone 
impacted by HD has access to the highest 
quality of care, to accelerate the development 
of treatments (cures) for HD, and to support 
and empower the HD family (community). 
Families are HDSA’s 
‘why’ and these goals 
are the ‘how’ for 
achieving our mission: 
to improve the lives 
of people with 
Huntington’s disease.  

This year’s Annual 
Report recognizes our 
discipline and impact in the areas of Care,  
Cure and Community. From our cornerstone 
programs like the HDSA Centers of Excellence 
and the Annual HDSA Convention to our 
diverse research grant portfolio and community 
awareness campaigns, HDSA’s mission work 
continued to expand and evolve in 2022, so  
that we can do more for more families.  

For the first time ever, the HDSA Annual Report 
is truly a multi-media experience! In addition to 
the photos and information that showcase the 
accomplishments of the HDSA community, we 
invite you to click on the linked videos on the 
pages to hear personal stories from families, 
clinicians and scientists whose lives have been 
changed by HDSA. Each of the individuals 
featured in these vignettes is a hero, helping to 
keep the HD community strong and bring our 
mission to life. We are so grateful.  

HDSA exists because of the thousands of 
volunteers, donors and partners who continue 

to follow Marjorie Guthrie’s call to action: to  
“do something” about HD. Every day they give 
their time and talent and their generous 
donations fund everything we do. In HDSA 
Chapters and Affiliates, at HD Clinics, in 
laboratories, and through networks of  
community services with our social workers 
and support groups, the HD families are helping 
to bring more Care forward, find the Cure and 
support our HD Community. 

We challenge you to let the people in your HD 
community know how grateful you are for their 

service, by sending a 
note to info@hdsa.
org or posting a 
message on social 
media. At HDSA, 
family is everything, 
and we look forward 
to sharing your notes 
of gratitude.  

As we head into the heart of 2023, HDSA is 
working to launch new programs, services, 
research projects and community events to 
increase our ability to provide help and cultivate 
hope. Check out HDSA.org and follow us online 
to stay up to date, and we hope to see you at an 
HDSA event soon! 

Thank you for your continued partnership  
in the fight against HD.  

Gratefully,  

Teresa Srajer 
Chair, HDSA Board of Trustees

Louise Vetter 
President & CEO

Care. Cure. Community.
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Early in 2022, the Huntington’s Disease Society  
of America announced that fifty-five outstanding 
Huntington’s disease care facilities are being 
awarded the designation of HDSA Centers of 
Excellence for 2022. In addition to the 55 grant 
funded clinics, ten regional partner sites were 
also named ensuring expert HD care at 65 
distinct medical facilities in 35 states across the 
nation. In 2022, $1,896,333 has 
been awarded to the HDSA 
Centers of Excellence program. 

The HDSA Centers of Excellence 
are multi-disciplinary care 
teams with expertise in Hun-
tington’s disease that share an 
exemplary commitment to 
providing comprehensive care 
for this complex, hereditary, 
neurodegenerative disease. The 
expansion from 54 sites in 2021 
to 55 sites in 2022 comes from 
the addition of Oregon Health & Science 
University as the newest HDSA awarded clinic. 
Launched in 1998, the HDSA Center of Excel-
lence network has grown from 20 sites as 
recently as 2015.  

In addition, the HDSA Center of Excellence 
network added three new designated Partner 
Sites: St. Luke’s University Health Network  
(Bethlehem, PA), Selkirk Neurology (Spokane, WA), 
and Central Florida Center for Huntington’s 
Disease (Winter Park and Orlando, FL), bringing 
a total of ten Partner Sites nationwide. The other 
seven Partner Sites include: University of South 
Alabama (Mobile, AL), Kaiser Permanente (CA),  
Covenant Medical Group Neurology (Lubbock, 
TX), Texas Movement Disorders Specialist 
PLLC, (University of Texas Health San Antonio), 
Cole Neuroscience Center (University of 
Tennessee Medical Center) and University of 
Tennessee (Erlanger Medical Center).

“The Huntington’s Disease Society of America is 
committed to supporting the best possible care 
for families affected by Huntington’s disease,” 
said Teresa Srajer, Chair of HDSA’s National 
Board of Trustees and Director of the HDSA 
Center of Excellence at The University of 
Alabama, Birmingham. “Continuing to expand 
the reach of the HDSA Centers of Excellence 

network allows more families 
across the country to have 
access to these world-class 
clinics.”  

The HDSA Centers of Excellence 
provide an elite team approach 
to Huntington’s disease care and 
research. Patients benefit from 
expert neurologists, psychia-
trists, therapists, counselors and 
other professionals who have 
extensive experience working 
with families affected by HD and 

who work collaboratively to help families plan 
the best HD care program throughout the course 
of the disease. Applications to become an HDSA 
Center of Excellence are open to all clinics in the 
United States who share HDSA’s commitment to 
high-quality, comprehensive care and access to 
clinical research.  

Care
HDSA Awards Nearly $1.9 Million to Network  

of Fifty-Five HDSA Centers of Excellence
The 2022 HDSA Centers of Excellence Grantees

Albany Medical College (NY) 

Barrow Neurological Institute (AZ) 

Beth Israel Deaconess  
Medical Center (MA) 

Cleveland Clinic (OH) 

Columbia Health Sciences/NYS 
Psychiatric Institute (NY) 

Duke University (NC) 

Emory University (GA) 

MedStar Georgetown University 
Hospital (DC) 

Hennepin Health Care (MN) 

Henry Ford Hospital (MI) 

Indiana University 

Johns Hopkins University (MD) 

Massachusetts General Hospital 

Medical University of  
South Carolina 

Northwestern University (IL) 

Ochsner Health System (LA) 

Ohio State University 

Oregon Health & Science  
University* 

Rocky Mountain  
Movement Disorders Clinic (CO) 

Rowan University School of Medicine 
& Rutgers University RWJ Medical 
School (NJ) 

Rush University  
Medical Center (IL) 

Sanford Health (ND) 

Stanford University (CA) 

Stony Brook University  
Hospital (NY) 

University of Alabama,  
Birmingham 
•  Partner Site: University  

of South Alabama 

University of Arkansas 

University at Buffalo (NY) 

University of California,  
Davis Medical Center  
• Partner Site: Kaiser Permanente (CA) 

University of California, Irvine 

University of California,  
Los Angeles 

University of California,  
San Diego 

University of California,  
San Francisco 

University of Cincinnati (OH) 

University of Colorado 

University of Florida 

University of Iowa 

University of Kansas  
Medical Center 

University of Louisville (KY) 

University of Miami (FL) 

University of Mississippi  
Medical Center 

University of Nebraska  
Medical Center 

University of Pennsylvania 
•  Partner Site: St. Luke’s University  

Health Network, Bethlehem, PA* 

University of Pittsburgh  
Medical Center (PA) 

University of Rochester (NY) 

University of South  
Carolina School of Medicine 

University of South Florida 
•  Partner Site: Central Florida  

Center for Huntington’s Disease, 
Winter Park and Orlando, FL* 

University of Texas  
Health Science Center at Houston, 
McGovern Medical School  
•  Partner Site: Covenant Medical 

Group Neurology, Lubbock, TX 
•  Partner Site: Texas Movement 

Disorders Specialist, PLLC 
•  Partner Site: University of Texas Health 

San Antonio 

University of Utah 

University of Vermont,  
Frederick Binter Center  
for Parkinson’s Disease  
and Movement Disorders 

University of Virginia 

University of Washington (WA) 
•  Partner Site: Selkirk Neurology, 

Spokane, WA* 

University of Wisconsin 

Vanderbilt University  
Medical Center (TN)  
•  Partner Site: Cole Neuroscience Center, 

University of Tennessee Medical Center 
•  Partner Site: University of Tennessee, 

Erlanger Medical Center 

Virginia Commonwealth University 

Washington University  
School of Medicine (MO)

*  NOTE: Blue text indicates newly  
designated HDSA Center of Excellence 
or Partner Sites for 2022.  

HDSA Centers of Excellence network includes 55 clinics and  
ten partner sites in 35 States and the District of Columbia. 

CARECARE

Five HDSA Centers of Excellence celebrated  
25 years of outstanding service. Pictured are: 
Teresa Srajer, Chair, HDSA Board of Trustees;
Mary Jones, Johns Hopkins University/
Hospital (MD); John Smith, Rocky Mountain 
Movement Disorders (CO); Mary Jones, 
Hennepin Health Care (MN); Louise Vetter, 
HDSA President & CEO; Mary Jones, 
University of Rochester (NY); Mary Jones, 
Columbia University Neurological Institute (NY).

CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
What Is Different About an 
HDSA Center of Excellence?

https://youtu.be/8wlXtsDNTwY
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By the Numbers —  
HDSA’s Impactful Social Work in 2022

6,600
Over 6,600 hours of social 
workers provided services.  
Over half that time included direct 
services — individual services, 
HDSA Helpline, and support 
groups.

NATIONWIDE SUPPORT SERVICES

4,500 Approximately  4,500 messages 
(includes emails, phone calls, 
tweets) were sent to Congress 
from HD impacted families.

341
HDSA advocated for 341 unique 
contacts with people living with 
HD and their families. Over 100 
hours were spent communicating 
directly via phone calls and emails. 
HDSA’s intervention resulted in 11 
documented cases of Huntington’s 
disease patients being awarded 
Disability Benefits.

ADVOCACY

DISABILITY ASSISTANCE
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3,166 HDSA’s educational webinars 
generated 3,166 views on our 
YouTube Channel in 2022.

535 HDSA webinars were seen  
live by 535 attendees in 2022

EDUCATION

CARECARE

SOCIAL  
WORKER  
HOURS

146
HDSA sponsored 136 in-person 
Community Support Groups 
nationwide. In addition, there were 
10 online HDSA Support Groups 
available.

HDSA  
SUPPORT  
GROUPS

MESSAGES 
SENT TO  
CONGRESS

UNIQUE 
CONTACTS

LIVE WEBINAR
ATTENDEES

WEBINAR
VIEWS

700
Social workers provided over 700 
hours of services dedicated to 
youth and young adults including 
direct services, programs, and 
professional consultations.

YOUTH & YOUNG ADULT PROGRAMS AND SERVICES

HOURS FOR 
YOUTHS &
YOUNG ADULTS

440
HDSA, in partnership with leading 
telehealth company American 
Well®, offered free online therapy 
to people affected by Huntington’s 
disease.

HOURS OF  
THERAPY  
GIVEN BY
AMWELL & HDSA 

HDSA’s in-person social work program is 
availabe in 38 states. Nationwide, online 
services can be found at HDSA.org. 

HDSA’s Helpline (800-345-4372)  
is availabe Monday-Friday,  
9 a.m. to 5 p.m., EST.

CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
What Is an HDSA  
Support Group?

CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
What Is an HDSA  
Social Worker?

https://youtu.be/Ohm7qsvAy4A
https://youtu.be/cez8uJf_bks
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In October of 2022, thanks to your invest-
ment in HD Research, HDSA awarded six 
research grants under the Society’s 
largest research initiative, the HDSA 
Huntington’s Disease Human 
Biology Project. Totaling more than 
$886,785, these grants represent 
HDSA’s patient-centric research 
focus which brings basic and clinical 
researchers together to facilitate Hunting-

ton’s disease science in the human condition, 
instead of animal models, with direct 

participation of people affected by HD. 
HDSA received impressive applica-
tions from researchers all around  
the world. After careful consider-
ation by HDSA’s Scientific Advisory 

Board, funds were ultimately granted 
to researchers from the United States, 

Hungary, Spain, and the United Kingdom.

2022 Human Biology Project Fellowships

Paul Dennis, MFA   
Professor and Chair, Dance  
Department Hunter College, CUNY

Dance for Huntington’s Disease

Ines Bras, PhD  
Postdoctoral Scholar  
University of Central Florida 

Non-Invasive HD Biomarkers

Lea Danics, PhD 
Postdoctoral Scientist  
Semmelweis University (Hungary) 

Identifying Novel Therapeutic  
Targets in HD 

Mitsuko Nakajima,  
MBChB, MPhil 
Clinical Research Fellow  
University College London

Visualizing Brain Changes 
in Pre-Symptomatic HD

Maria Rosario Fernandez- 
Fernandez, PhD 
Senior Scientist  
FINBA-ISPA (Spain)

Restoring Protein-Building  
Machinery

Kilian Hett, PhD 
Postdoctoral Research Fellow  
Vanderbilt University 

Studying the Flow of  
Cerebrospinal Fluid 
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The purpose of this fellowship program is 
two-fold. First, to attract the brightest young 
scientists into the field of Huntington’s disease 
research; and second, to facilitate meaningful 
HD research to clarify the biological mechanisms 
underlying HD pathology. HDSA established 
the Donald A. King Summer Research Fellowship 
in 2005 to support undergraduate researchers 
in their study of biological mechanisms 
underlying HD pathology. This program  
was established to honor Donald A. King,  
a tireless advocate for HD families who served 
as HDSA’s Chairman of the Board from 1999 to 
2003 before his sudden passing in 2004. 

The 2022 recipients of the Donald A. King 
Summer Research Fellowships were:

2022 Donald A. King Summer Research Fellowships

Cure

Manasa Chillarige (University 
of Pittsburgh) will, under the 
mentorship of Diane Carlisle, 
PhD, study whether activa-
tion of a specific protein 
pathway can protect brain 
cells from the negative 
effects of stress brought  
on by HD.  

Carly Fisher (The Ohio State 
University) will work in the 
lab of Richard Fishel, PhD, 
to determine the role of 
FAN1, a DNA mismatch 
repair protein, in regulating 
CAG repeat expansion in HD.  

Carolina Gomez Casas 
(University of Massachusetts 
Medical School) will study  
how a CRIPSPR-Cas9 
system may be used  
to reduce CAG expansions 
in the mutated huntingtin 
gene under the mentorship 
of Michael Brodsky, PhD.  

Anthony Ventimiglia  
(The Ohio State University) 
will study the role of 
MLH1-PMS1, a protein 
complex that plays a role  
in DNA mistmatch repair,  
in regulating CAG repeat 
expansion in HD in the lab  
of Richard Fishel, PhD.  

Katherine Vinski (University 
of Pittsburgh) will work in 
the lab of Diane Carlisle, 
PhD, to study how crosstalk 
between two protein 
pathways affects stress 
response in HD and to 
determine whether the 
pathways can be regulated 
to minimize negative effects.

CURECURE

CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
What Should We Know About 
HDSA-Funded Research?

https://youtu.be/8Ny8MaHNVuE


With a shared goal of 
bolstering opportunities 
for young HD researchers  
and generous support 
from the Berman  
and Topper families, 
HDSA launched the  
Berman-Topper HD 
Career Development  
Fellowship in 2016 to 

support future generations of passionate  
HD scientists and clinicians. These prestigious 
fellowships provide $80,000 of annual 
funding for three years to young scientists  

2022 Berman-Topper Family  
HD Career Development Fellowship

Community
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CURE

and clinicians who are motivated to make  
HD a focal point of their long-term career 
plans. Since its inception in 2016, the  
program has supported seven emerging 
scientists in projects that have not only 
propelled them forward in their careers,  
but also made significant contributions to  
the HD research community. This year,  
after HDSA’s Scientific Advisory Board 
carefully considered proposals from  
scientists across the globe, the Society  
was excited to name Dr. Sara Sameni of the 
Salk Institute for Biological Studies in La Jolla,  
CA, as the 2022 Berman-Topper Fellow. 



  Excellence in Care 
Jessica Marsolek  
(Minnesota) 

 Youth Award 
Ashley Pesi  
(Pennsylvania)  

Research Award 
Dr. Sarah Tabrizi  
(University College London) 

Marjorie Guthrie Award  
Heather Thurgood Wilmoth  
(Mississippi) 

 Woody Guthrie Award 
Kinser Cancelmo  
(Massachusetts) 

Person of the Year 
Jesse Lis  
(Ohio) 

On June 9th-11th, the Huntington’s Disease Society 
of America hosted the 37th Annual HDSA 
Convention in Atlanta, Georgia at the Atlanta 
Marriott Marquis. The event marked the first 
time an HDSA Convention featured in-person 
attendees since 2019. The Convention welcomed 
527 in-person attendees and more than 800 
virtual attendees from around the globe in more 
than 14 countries. All participants were  
also able to download the free HDSA 
Convention app which allowed them  
to connect with other attendees,  
ask questions during sessions,  
get updates and much more. 

“It was amazing to bring the HD 
community together again,” said  
Louise Vetter, HDSA’s President & 
CEO. “Despite limiting the number of 
in-person attendees, the magic and 
one-of-a-kind energy of the HDSA 
Convention was certainly present. 
Living with a rare disease can be 
isolating, so the togetherness of Convention is a 
powerful weapon in the fight to improve the lives 
of everyone affected by Huntington’s disease.”  

On day one of the HDSA Convention, in-person 
attendees enjoyed the annual Team Hope Walk 
around the streets of Atlanta followed by a 
Welcome Reception with great food and music.

The second day began with a comprehensive and 
very entertaining research update during the 
Opening Ceremony from Drs. Jeff Carroll and Ed 
Wild from HDBuzz.net. Sessions were conducted 
throughout the day led by HD experts.

The day’s activities included the Volunteer 
Awards Luncheon during which, the following 
were recognized for their outstanding work:  

SOCIAL MEDIA AWARD:  
HDSA Los Angeles Chapter 

OUTSTANDING ACHIEVEMENT  
IN ADVOCACY AWARD:  
Washington State Chapter 

OUTSTANDING ACHIEVEMENT  
IN BOARD DEVELOPMENT:  
Massachusetts & Rhode Island 
Chapter

OUTSTANDING ACHIEVEMENT  
IN EDUCATION OR FAMILY SERVICES:  
Kentucky Chapter

OUTSTANDING ACHIEVEMENT  
IN FUNDRAISING:  
Central Ohio Chapter

AFFILIATE OF THE YEAR AWARD:  
HDSA Omaha Affiliate 

CHAPTER OF THE YEAR AWARD:  
HDSA Northeast Ohio Chapter 

37th Annual HDSA Convention 
Atlanta, Georgia 

Day two was capped off with the Annual HDSA 
National Youth Alliance (NYA) Talent Show. The 
HDSA NYA Talent Show raised more than 
$21,000 to support youth scholarships to attend 
next year’s HDSA Convention in New Orleans.  

On the third and final day of the Convention 
began with the Research Forum and an amazing 
keynote from Dr. Sarah Tabrizi of University 
College London (UCL). After the final sessions, all 
those in attendance (both in-person and virtual) 
took part in the HDSA Convention Awards 
Dinner & Gala which included the emotional 
Candle Lighting Ceremony to honor the HD 
community. 

During the Awards Dinner, the HDSA Center of 
Excellence at Emory University was recognized 
for its 25th anniversary of providing multi- 
disciplinary HD care.

The following individuals received HDSA’s 
National Awards for their outstanding service 
and achievements:   

The Huntington’s Disease Society of  
America would like to thank the following 
sponsors for making the 37th Annual HDSA 
Convention an amazing success:  

PRESENTING SPONSORS 
 Genentech 
 Teva Pharmaceuticals 

GOLD SPONSOR  
 uniQure 

GOLD NON-PROFIT SPONSOR  
 Enroll-HD/CHDI 

SILVER SPONSORS 
 Neurocrine Biosciences 
 Novartis 
 Sage Therapeutics 

BRONZE SPONSORS 

 MassMutual SpecialCare 
 Picnic Health 
 PTC Therapeutics  
 Wave Life Sciences 

FRIEND SPONSORS  
 Archcare 
 AskBio 
  Broda 
 Prilenia 
  Spark Therapeutics
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CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
37th Annual HDSA Convention 
Atlanta, GA

https://youtu.be/iehBBgSnjw0


After two years of virtual programs, the 
popular Freeze HD event to support 
the Huntington’s Disease Society of 
America returned in person on Saturday, 
October 22, 2022 at 
the Avalon in Hollywood 
and raised more than 
$208,000. The event 
honored Jason Ritter 
and the Ritter Family 
for their incredible 
support in the fight 
against Huntington’s 
disease. Freeze HD was 
created by the Ritter 
family and Marianna Palka in 2014. 
Jason, Nancy Morgan Ritter, Tyler 
Ritter and Lelia Parma were on stage  
to accept the honor. Marianna Palka 
and Lucy Walker introduced the 
honorees after showing the trailer of 
the 2014 HBO Films documentary,  
The Lion’s Mouth Opens. The powerful 
short film, directed by Walker, followed 
Marianna’s HD testing journey and 
featured Jason and Bryce Dallas Howard.

The Eighth Annual Freeze HD was 
hosted by Broadway star Meredith  
Patterson (42nd Street) and Dustin 
Brayley (Trans-Siberian Orchestra) 
who performed several acts with their 

sons, Billy and Maxwell. Actor  
Scott Porter also performed musical 
numbers featuring two-time Grammy 
nominee Matt Beckley.

“Freeze HD is much 
more than a charity 
event for families 
affected by Huntington’s 
disease. It is a call to 
action to stop this 
devastating brain disease 
in its tracks with more 
awareness, care and 
science,” said Louise 
Vetter, HDSA’s President 

and CEO. “Since its visionary launch 
nine years ago by the Ritter family and 
Marianna Palka, this annual event has 
raised more than $1.7 million to 
support HDSA’s programs of help and 
hope. We are grateful to our host 
committee, sponsors and the Los 
Angeles community who join us in 
celebrating the strength of HD families 
while we fight for a healthier tomorrow.”

The much-anticipated red carpet event 
featured an incredible auction, live 
entertainment, celebrity meet and 
greet, surprise guests, and an exclusive 
VIP Afterparty. 

Eighth Annual Freeze HD Gala THANK YOU SPONSORS!
GOLD SPONSOR 
uniQure

SILVER SPONSORS 
The Eisner Foundation 
Seth Green 
Gentile & Terry Koosed 
Torn2Ribbons

BRONZE SPONSORS 
The Burstein Company 
Fake Empire 
The Gersh Agency 
Marron Foods 
Netflix 
Kelsey & Scott Porter 
Nancy Morgan Ritter 
The Sypek Group

BAR SPONSORS 
After Hours Theater Company 
Joanie Bernstein 
Boothatron Solutions 
Brillstein Entertainment Partners 
Jessica Cain 
Blake & Jenne Coler-Dark 
Custom Comfort Mattress 
Hamilton Land Development, Inc. 
Candace Jackson 
Tamar & Phil Koosed 
Carly Ritter 
Shawn Smith 
Doug Zatar

SPECIAL APPEARANCES: 
Ali Ahn, Wilson Bethel,  
Rachel Bilson, EJ Bonilla,  
Jason Canela, Debbie Gibson,  
Eric Edelstein, Debra Fisher,  
Zach Gilford, Seth Green,  
Jeremy Konner, Simon Helberg, 
Bryce Dallas Howard,  
Emma Hunton, Tricia LaFache,  
Sean Maguire, Chris Marquette, 
Tanya Memme, Dash Mihok, 
Nora-Jane Noone, Patton Oswalt, 
Judge Reinhold, Homer Simpson,  
Amy Yasbeck and many more!
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Twenty-three runners from across the United 
States and Canada participated in the TCS New 
York City Marathon on Sunday, November 6, 
2022 to support the Huntington’s Disease 
Society of America. By race day, 
the team had raised $93,760. 
Donations continued after the 
event and a total of $107,000  
was received!

 “We can’t thank our runners 
enough for their commitment to 
fighting Huntington’s disease,” 
said Louise Vetter, President and 
CEO of HDSA. “The funds raised 
will go towards supporting  
HDSA’s mission to improve the lives of every-
one with HD and their families.”

Sean Riddle recorded the team’s fastest finish 
completing the 26.2-mile marathon in an impressive 
4 hours and 4 minutes. Thank you EisnerAmper 
LLP for serving as this year’s team jersey sponsor.

Thank you Team HDSA:  
Emalee Blumhagen (NY), Amy Bond 
(CA), Craig Bond (CA), Teresa Brooks 
(IA), Jordan Brown (TN), Craig Calo 
(NY), Kerry Cavanagh (MA), 
Samantha Cox (IL), Andrea Doepker 
(OR), Haley Falkenberry (NY), 
Lauren Hinkley (Washington, DC),  
Marie Elena Howe (PA), Hannah 
Joeckel (TX),  Brett Kincade (TX),  
Todd Marentette (Wheatley, 

Ontario), Jessica Marsolek (MN), Arturo 
Pardavila III (NJ), Jeff Pucciarelli (FL), Sean Riddle 
(CT), Jon Rink (MI), Bianca Schwarz (UT),  
Jaylen Sheldon (LA) and Susan Wooten (IL).

TCS New York City Marathon 2022 

13

COMMUNITY

CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
8th Annual Freeze HD 
(2022 Recap)

https://youtu.be/RZA-v3Zl2Js


Education
16%

Research
15%

Community Outreach
9%

Family Services
33%

Management
8%

Fundraising
19%

MISSION RATIO

Program  
Services:..................73%

Administrative  
Services:..................27%

FUNDS ALLOCATION

15

FinanCials
HDSA Dollars at Work

Huntington’s Disease
Society of America

SUPPORT AND REVENUE   

• Total 2022 Revenue:..............................$   11.3 Million

TOP FOUR MISSION INVESTMENTS

• HDSA Center of Excellence Grants:...$  1.86 Million

• Research Grants:....................................$        992,995

• Social Workers:...................................... $        615,994

• Education:................................................$     1,648,297
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     2022  2021 
ASSETS

 Cash and cash equivalents  $ 12,704,109  $ 11,228,810 

 Pledges and contributions receivable, net  609,670  2,598,770 

 Investments   3,920,368  2,503,034 

 Prepaid expenses and deposits  191,683  193,969

 Right-of-use asset  711,837  —— 

 Property and equipment, net  18,129  28,993

 Website costs, net  3,514  18,343 

  Total Assets  18,159,310  16,571,919 

    

LIABILITIES      

  Accounts payable and accrued expenses  225,956  120,126 

   Accrued compensation  281,587  263,269 

   Grants payable, net  980,273  1,364,174

   Event revenue received in advance   34,184  61,177

 Paycheck Protection Program loan payable  ——  —— 

   Deferred rent obligation  ——  103,731 

   Lease liability  797,692  ——  

          Total Liabilities  2,319,692  1,912,477 

    

NET ASSETS    

   Without donor restrictions    

        Undesignated  9,514,297  9,010,574 

        Board-operating reserve  2,664,467    1,808,203  

      Total net assets without donor restrictions  12,178,764  10,818,777 

 With donor restrictions    

        Purpose restrictions  3,170,904  3,235,715 

        Time-restricted for future periods  239,950    354,950

 Perpetual in nature  250,000    250,000  

      Total net assets with donor restrictions  3,660,854  3,840,665 

           Total Net Assets  15,841,135    14,659,442     

    

               Total Liabilities And Net Assets  18,159,310  16,571,919  

NOTE: These Consolidated Statements reflect HDSA’s operations for the 
fiscal years as stated and include all affiliates. Please contact the HDSA 
National Office for a full copy of the audited financial statements.

AS OF DECEMBER 31, 2022 AND 2021

     2022  2021 
SUPPORT & REVENUE

 Public donations  3,928,995    6,095,983  

   Foundation grants and corporate contributions  2,561,277    2,330,828  

   Federated campaign  205,863    244,545  

   Special events (net of direct benefit to donors of        
 $553,989 and $360,708 in 2022 and 2021, respectively)  4,030,332  3,361,360

 Investment (losses) earnings, net  20,318    9,661   

   Donated services and materials  339,992   173,753  

 Gain on Paycheck Protection Program loan forgiveness  ——    634,692

 Returned grants   121,808  —— 

   Other income  88,623    87,656   

            Total support and revenue before  
  net assets released from restrictions  11,297,208    12,938,478

  Net assets released from restrictions  ——    ——  

  Total Support and Revenue  11,297,208   12,938,478     

    
EXPENSES    

 Program Services:    

        Research  1,518,391     2,052,914   

        Family services  3,300,739   3,005,423      

        Education  1,648,297    704,513 

        Community outreach  901,210    972,726 

   Total program services  7,368,637    6,735,576 

Supporting Services:    

        Management and general  820,000    570,858  

        Fundraising  1,928,395     1,421,494

   Total supporting services  2,748,395     1,992,352 

  Total Expenses  10,117,032    8,727,928  

Change in net assets  1,180,176    4,210,550    

Net assets - beginning of year  14,659,442   10,448,892  

Net Assets - End of Year  15,839,618    14,659,442   

NOTE: These Consolidated Statements reflect HDSA’s operations for the 
fiscal years as stated and include all affiliates. Please contact the HDSA 
National Office for a full copy of the audited financial statements.

Statements of Financial Position
YEAR ENDED DECEMBER 31, 2022 WITH SUMMARIZED FINANCIAL INFORMATION FOR 2021

Consolidated Statements of Activities
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Thank You to Our Donors for Their Generous Support  
of  HDSA With $1,000 or More

Anonymous (4) 
Joseph Adam 
Edward Adams 
Judith Addis 
Tina Aguilar 
Allam Al -Turk 
Kamran Alam 
Jeremiah Alexander 
Nancy R. Alfonso 
Angela and Bernard Allen 
Brenda Allen 
Wade Allred 
Tom Amodio 
Jenn Anderson 
Joanna Anderson 
Claudia Anderson  
Margaret Anderson 
Lynn Anderson 
Mary Anderson 
Vanessa  Andrews 
Paul Andriot 
Agnes M. Arnold 
Diane Atkins 
Michael Ayers 
Lucinda Ayers 
Sand Bagoon, Ph.D.
Koaki Bailey-Harris 
Toria Baker 
Norman Baldwin 
Leaf Ballast 
Jacqueline Ballwanz 
Monica (aka Lady Bard) 
Pat Barker  
Larry Barnhart 
Marylee Battaglia 
Cory Baughman 
Miles and Lisa Beacom 
Chelsea Beaulne 
Linda Becker 
Danny Bega, M.D.
Brett Begemann 
Ashok Behl, M.D., FACC
Elizabeth S. Bellamy 
Kristina Benner 
Justin Bennett 
Gudrun S. Bennett 
Karen Bennett 
Ashley Benton 
Ron Bergan 
Kathleen Bergeson 
Mark Berlinski 
Barbara Berman 

Victor Berrios 
Deepak Bharadwaj 
Charles Binder 
Stephanie Bissonnette, DO, MPH
Trevor and Rebecca Black 
Ian Blain 
Becky Blaine 
Mark Blakely 
Judie Blakey 
Aaron Blatt 
Robert Blessing 
Whitney Blue 
Gary Blumberg 
Robi Blumenstein 
William Bohne 
Louis Bonacci 
James Bonaccorso 
Doreen Booth  
Deanna Borchers 
David Boren 
Brian and Laura Bosworth 
Bryan Bowers 
Tyler Bowersock 
Daniel Brennan 
Leah Brome 
Jeffrey Brooks 
David Broumpton 
Scott Brown 
Christopher Brown 
Alison Browning 
Gwen Brutlag 
Judith C. Bryson 
Patricia Budzynski 
John Burchett 
J. Patrick Burke 
Jackie Bush 
Mark Buster 
Susan Buth 
Ann Hyer Buttrey 
William Caddoo, DMD
Jessica Cain 
Craig Calo 
Mary Cameli 
Terra Cameron 
Terry Campbell  
James Cambell  
 and Wanda Hadley Campbell  
Anna Canoni 
Peter Carew 
Ryan Carmen 
Robin and Roger Carnes 
Kathleen Carrier 

Jeff Carroll, Ph.D.
Michael Carroll 
Mary Carter 
Michael Carter, Jr.
Winalee Carter 
Catherine Carty 
Enrico Cascone 
Aaron Castellan 
Dean Cazel 
Jang-Ho Cha, M.D., Ph.D.
Melva Champion 
Karen Choi 
Jared Christensen 
Ellen W. Church 
Amanda Ciocci 
Michael Ciolek, Jr. 
Vicki Clark 
Linda Clark 
Mason Clelland 
Stephen Coburn 
Joan Cody 
Mark Coe 
Stacy Coen 
Edward Cohen 
Susan Cohen 
Jenne and Blake Coler-Dark 
Mark Collette 
Maureen and George Collins 
Peter Collins 
Edward Colson, III
Matthew Comb 
Stacie Constas 
Moogega Cooper 
James Cooper 
Frank Corcoran  
Monica Corradin 
Joseph Cosentino 
Robin Costantino 
Michelle Coster 
Linda Coulehan 
Isaac Cox 
Scott Cramton 
Todd Cranmore 
Sara Crawford 
James Craword 
Jack Cribb 
Heidi Crowl 
Therese Crutcher-Marin 
Jeffrey and Annette Cullman 
Arthur Cullman, Jr.
William Culpepper, Jr.
Jessica Cunningham 

Phyllis Currans 
Michael and Christine Curry 
James Curtin 
Debbie Cyr 
Sterling Dalatri 
William Dalman 
Clair D’Amour-Daley 
James Dancy 
Anne Davidson 
Bryan G. Davis 
John and Lois De Felice 
Hugh de Loayza 
Denise DeBartolo York 
Jay Denhart-Lillard 
Michelle Desrosiers 
Kathleen Dethlefs 
Faye Diamond 
Timothy Diasio 
Stephanie Dillon 
Thaddeus Dmochowski 
Clint Dobelstein 
Mary Dobelstein 
Ned Doelling 
Andrea Doepker 
Joseph Dollak 
Marguerite Domanico-Kline 
Julie Doskocz 
Dawn Doster 
Donna Doughten 
Sarah Dowhower 
James Doyle 
Janeth K. Doyle 
Elaine Driker 
Dan and Joanne Dudka 
Andrew Dudka 
Dolores Dukek 
Mary P. Dunleavy 
James Dunn 
Edith K. Dutra 
Jennifer Duvall 
Ellen Eaton 
Thomas Eberwein 
Brandon Edgeworth 
Karen Edwards 
Nicholas Egan 
Dr. & Mrs. Terry Egert 
David Ehresman 
Hank Ehrsam 
Thomas Ehrsam 
Terena Eisner 
Darby Trapp Eland 
Drew Eland 

Laura Elbyr 
Stuart Elliot 
Susan Elsasser 
Carol-Ann Emmons, Ph.D. 
Gayle English 
Mark and Kelly Epstein 
Matt and Emily Erfman 
Teresa Erickson 
Wendy Erler 
Joseph Esposito 
Fred and Andra Evans 
Nancy Lee Farrand 
Austin Farris 
Inez Feddersohn  
Jon Fehr 
Laura Felten 
Peter Fender 
Daniel Fendler 
Katharine Fendler 
Michael Fendler 
Stephen Fendler 
Stephen Flagg 
Albert Flagg 
Cynthia Fleming 
Daniel Flesch 
Dustin Ford 
Keith Fountain 
Marian and Albert Fowler 
Samuel Frank, M.D.
Bob and Nan Franklin 
Ines Franklin 
Brian Frauenholtz 
Lawrence Fredericks 
JoEllen Fredericks 
Vernell Frerich 
David Friedman 
Brett and Paul Friedman 
Erin Furr-Stimming, M.D.
Dennis Gaffney  
Joan Galiardi 
Yousef Gamal El-Din 
Carla Gannon 
E.J. Garner 
Andrea Garrett 
Dinah Garrison 
Christopher Gerback 
Ken and Mary Gerdes 
Donald Gervais 
William Gibbons 
Adam and Bridget Flynn-Rapps 
Jake and Mackenzie Gingerich 
Bruce Godfrey 

Donald Gogel 
Harvey Goldberg 
Nancy Goldring 
Dhalvin Gomez-Bonner 
Nathan Goodman 
Nathan Goodman 
Father Joseph T. Graffis 
Laura Green 
Seth Green 
Ashley Greenway 
Paul Griffith 
Kurt Grigsby 
Mark Gudac 
Megan Guhl 
Daniel Gutman 
Carley Guzikowski 
Ruth Gyure 
Steve Haase 
William Habeger 
Elizabeth Haberman 
Randy Hahn 
Nancy Hale 
Julia Halsey 
Janet and Scott Hamilton 
Richard and Nancy Hamilton 
Rosalie Hamilton 
Courtney Hamilton 
Paul Hanks 
Vickie Hannig 
Nancy Hansen 
Era Hanspal, M.D.
Carol Harbour 
Chris Hardy 
Tracie Harmon 
Bill and Robin Harris 
Karen Harris 
Dudney A. Harris 
Sloan Harris  
Tony Hartling 
Keith Harvey 
Adam Hawthorne 
William Hayes 
Catherine Hayes 
Elizabeth Heap 
Lynn Hediger 
Tammy Heksch 
John Henderson 
Laurie Hennessy 
Michael Herlihy 
Marilyn Heron 
Camille and Kevin Higdon 
Donald Higgins, Jr., M.D.

Thank You!
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James Higgins 
Patrick Hill 
Jennifer Hill 
Sandra Hillman 
Jack Hilty 
Jeffrey Hines 
Erin Hinrichs 
Joseph Hinton 
Sharon Hipp 
Marilyn Hixson 
Zachary Hoffman 
Beth Hoffman 
Katherine Hokanson 
Kevin Holden 
Jeanette Holleran 
Jesse Holloway 
Tim Holloway 
Brian and Deborah Holloway 
Henrida Holloway 
James Holt 
Rebeckah Hoover 
Carol Hopke 
Greg Horning 
Randy Hornstein 
Daniel J. Hostetler 
Greg Hotchkiss 
Michael and Melinda Hovell 
Dianne Howard Morand 
Robert Howell 
Kim Howland 
Jay and Diane Hughes 
William J. Hughes 
Andrew Hunn 
William Hurd 
Dorothea Hursey 
Paula Hyland 
Edward Hyland, Jr.
Peter Hynes 
Carole Iammarino 
Jordyn Iehl 
Diana Imbrock 
Candace Jackson 
John Jacobi 
Barbara Jacobs 
Brent Jacobs, M.D.
Lee Jaffe 
Rebecca Janowitz 
Joanne Joers 
Edward Johnson 
Arik Johnson, Psy.D.
Owen B. Johnson 
Jeff Johnson 
Becky Johnson 
Janelle Johnson 
Elizabeth Johnson  
Holly Johnson Carr 
Blake Johnston 
Kari Jones 
Judith Jordan 
Marcella Junco 

Larry and Dianne Jurica 
Christopher Justice 
Larry and Mary Justin 
Frank J. Karfelt
Robert Karrow 
Imad Katib 
LeahGrace Kayler 
Kay Keating Munn 
Janette Keeton 
Dr. & Mrs. Irwin A. Keller, M.D.
Nancy Kenny 
George Ketchum 
Nancy Kiely 
Jean D. Kinda 
Ronald and Cindy King 
Joel King 
Joel Kingery 
Michael Kirton 
Bill Kiselick 
Mary Kiselick 
Philip Kiselick 
John Klarer 
John Klausing 
Heidi Klausing 
Jonathan Klein 
William Kline 
Kenneth Kmieck 
Sara Knowles 
Jared Kobriger 
Sylvia Koch 
\Robert Kochert 
Dean Koenig 
Jeffrey Kolbow 
Tamar and Phil Koosed 
Gentille Koosed 
Clare Kosbab 
Sandra Kostyk, M.D., Ph.D.
John Kozak 
David Kreisa 
John Robert Kuhn 
Tamara Kukta 
Rajeev Kumar, M.D. 
Carole W. Lacock 
William LaDow 
Dr. & Mrs. Barry Landau, M.D.
Kim Landewee 
Wayne Langen 
Thomas Lanuti 
Clinton Layne 
William Leahy 
Joseph Leavell 
Daniel Lester 
Jennifer and Mark Leyton 
Mark Ligi 
Aaron Lind 
Brianna Lindell 
John Lintott 
Kathleen Liss 
Donald Lockton 
Christine Long 

Thomas Long 
Kevin Lordan 
Rosalind Losey 
Jacklyn Lounsbery 
Donna Loza 
Kristen Luca 
Annette R. Luckow 
Stephen Luecke 
Michael Lunsford 
Andrew Lynch 
James Lyonfields 
Patrick Lyons 
Jesse MacDonald 
John P. Madden 
Catherine Mahon 
Tim Malisos 
William Malone 
David D. Mandarich 
Clay Manley 
Mr. Neil Manley 
John Mannebach 
Gia Mannone 
Todd Marentette 
Carol Marshall 
Kathleen Martin 
C. Martindale 
Petronilo Martinez 
Joanne Masica 
Evelyn E. Mason 
Nicole Mawby 
Dorla Mayer 
Dianne McAvoy 
John McCaffrey 
Albert McCall, II
Eric Mccaw 
Matt and Robin McCollough 
Travis McCormack 
Doug McCoy 
Mary McCoy 
Danette McCroskey 
Amy McDonald 
Mary E. McDonald 
Patricia McLane 
Joseph A. McNally 
Michael McNary 
Kenneth R. McVay 
Pamela Meacham 
Gary Mearns 
Matthew Meidl 
Arnold and Harriet Meier 
Jeremy and Lauren Messner 
Andrew Meyer 
Mark Meyer 
Diane Middaugh 
Stephen Midyett, Ph.D.
Donna Mikula 
Steve Mikulenka 
Alfonzo Millefoglie 
Paul Miller 
Kathy Miller 

Elaine Millett 
Barry Mills 
Dr. Scott Mills 
Kate Miner 
Elizabeth Moje 
Paul Monge 
Eileen Moon 
Sarah Morrison 
Heather Morrison 
Ann Morrissey 
William S. Mosakowski 
Duane Moy 
Kathleen Mudrock  
Liz Munson 
Mark Murphy 
Mary Ann Murray 
Cheryl Myers 
Dimitrios Nacopoulos 
Christine Nardone 
Jillian Nash 
Gail Nelson 
Marie and Ronald Nemec 
Nancy Newbold 
Karen Newman 
Ethelyn M. Newton 
Laurie Niles 
Bernice Nissen 
Jeranian None 
David Norton 
Tina Novak  
Diane Obringer 
Brooks O’Connell 
Helen O’Connor 
Joan M. O’Donnell-Starcevich 
James O’Grady 
Mike and Michelle O’Grady 
Jane O’Mahoney 
J. Todd and Deborah Ondell 
Jessie Ondell 
John O’Sullivan 
Walter Owsley 
Karen Page 
Josh Paialii 
Amanda Palley 
Tom and Christie Palmer 
Nicole Palmerton  
Jo Ann Pan 
Arturo Pardavila, III
Alan Paris 
Matthew Park 
Marna Parks 
Ina Parr 
John Parrott 
Hiren Patel 
Nancy Patterson 
Steve Paulson 
James Paulson 
Cathy Peake 
Donald Peasley, Jr.
Lewis Pell

Pam Pennigar 
Garrett Peterson 
Jerald Peterson 
Debra Peterson 
Paul Petrie 
W. James Petru 
Jonathan Pettit, M.D.
Carolyn Pettit 
Pat Petznick 
Tiffany Phelan 
Charles Philippin 
Andrew Phillips 
Kathy Pieper 
Julie Pierce 
Harold Pilskaln, Jr.
Gary Pircio 
James Pittman 
Mahesh Podar 
Mary Lou Polansky 
Faye Pollard 
Amanda Polli 
John Pomerville 
Irma Poretsky 
Scott Porter 
Michael Poythress 
Brian Pratt 
Jennifer Pratt 
Elliot Presser 
Alan Prince 
Anthony Pucciarello 
Karen Puchalski 
Michael Quinn 
Laura Randall 
Dr. Lynn Randle 
Arthur Rangel 
Dr. C.J. Ransom 
Lee Raphael 
Stephen Rattner 
Sakima Reed 
Helen Reed 
Michael J. Reilly 
Richard Reiten 
Ruth Retzke 
Susan Reynolds 
Leslie Rich 
Alice Rickel 
Paul Riewe 
Jay and Courtney Riffkin 
Martha Rini 
Jonathan and Chelsea Rink
Frank V. Riolo 
Jason Ritter 
Carly Ritter 
Nancy Ritter 
Claire Roberts 
Brittany Roberts 
Rocque Family Foundation
Jeff Rodgers 
Steven Rogers 
Carla Rogers 

Kenneth Rohlfing 
Scott Rohrman 
Ted Ross 
Joyce Rothe 
John Rouse 
Damon Roush 
Joel Rubinson 
Diane Rubtchinsky 
Kathleen Ruen 
Bernard Ruhl 
Christopher Ruhl 
Meredith Rung Creswell 
Keri Russo 
Joseph Rybarczyk 
Charlotte Rybarczyk 
John Salvino 
Robert Samuels 
Steven Samuels 
Robert Samuelson 
George and Rachel Sanborn 
Ryan Sanders 
Richard Sapkin 
Claudia Sauer 
James and Maureen Sault 
Jerome Saunders 
Sandy Schellinger 
Anne Scherer 
Robert & Eric Schlager 
Gary Schmidt 
Richard Schmitt 
Dr. & Mrs. Eric Schneider, D.O.
Justin Schoenrock 
Margaret Schroeder 
Jason Schueller 
Terry Schuiteman 
Michael Schuler 
Leslie Schulze 
Bernie Schupbach 
Thomas Schwallie 
Joseph Schwanebeck 
Elyse, Steven and David Schwartz 
Eugene Schwarzrock 
Anne Sears 
Brian Seaton 
George Seay, III
Gary Seigel 
Jon and Denise Seiz 
Richard M. and Jody Seligman 
Audrey Selnick 
Kenneth Serbin 
Paul Serpentini 
Robert Serpentini, Jr.
Charles Sethness 
Wesley Shackelford 
Rebecca Shah 
Robert Shanahan 
Kathleen Shannon, M.D.
Connie Sheehy 
Ann Sheffer 
Brad Shell 
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$100,000+
The Benevity Community Impact Fund
The Gies Foundation
The Griffin Foundation, Inc.
The Happy Crafter LLC
The Lohengrin Foundation, Inc.
uniQure

$50,000 - $99,999
MDC/Richmond American Homes  
 Foundation
Neurocrine Biosciences, Inc. 

$25,000 - $49,999
American Online Giving Foundation, Inc.
Community Health Charities
Don Wilhelm, Inc.
HeroClix for Huntington’s
Novartis Pharmaceuticals
RunSignUp, Inc.
Sage Therapeutics, Inc.
Western Wall and Ceiling Contractors  
 Association, Inc.
William & Margaret Fern Holmes  
 Family Foundation
Yunger Charitable Remainder Unitrust

$10,000 - $24,999
Anonymous (4)
A.A. Will Corporation
Amazon Smile Foundation
Annexon Biosciences
Arundel Amusements, Inc.  
 T/A Bingo World
CAF- Charities Aid Foundation America 
C/O CyberGrant 
Consolidated EDI
EJ’S Promise
Eversource Energy Foundation, Inc.
Firstbank Holding Company
Give 270
HCD Economics
Heartland Computers, Inc.
HeroClix Cafe
Hitachi Vantara, LLC
J.P. Morgan Charitable Giving Fund
Jack & Penny Rohrbach  
 Nongrantor Charitable Lead Trust  
Jensen Family

Joseph L.K. Snyder Trust
Kosair Charities Committee, Inc.
Madison National Life Insurance Company
Martha Washington Straus -  
 Harry H. Straus Foundation
MassMutual Life Insurance Company
McCoy Charitable Fund
National Insurance Services
PicnicHealth
PTC Therapeutics, Inc.
Racoosin Family Foundation
RMS
Ronald & Norma Fehr
S.N.P.J Lodge No. 223
The Blue Penny Fund
The Carolyn L Leetch Revocable Trust
The Cindy and John Cotton  
 Family Foundation
The Columbus Foundation
The Delta Squared Fund
The Fred A. Lennon Charitable Trust
The Greater Cincinnati Foundation
The Kaplan Family Fund
Third Federal Foundation
Trapp Family Foundation
United Life Insurance Company
United Way of Central Jersey, Inc.
Voyager Therapeutics, Inc.
Wave Life Sciences
Woody Guthrie Publications, Inc.

$5,000 - $9,999 
Anonymous (1)  
Allegis Group
Archcare @ Ferncliff Nursing Home Co. Inc.
Asklepios BioPharmaceutical, Inc.
Aubele-Johanson Family Charitable Fund
B&I Management Division
Bank of America
Bloomberg LP Foundation
Centris
CFPBMC
Chicago Wolves Charities
Choate Hall & Stewart
Class Farms, Inc.
Cold Springs Station Resort Poker Run
Crowley Family Foundation, Inc.
CYBERGRANTS-CAFA
Dignity Health

Elite Income Advisors/ 
 Retirement Planning Services, Inc.
Fedeli Family Charitable Foundation
Fifth Generation, Inc.
Franklin Weinberg Foundation
Greater Horizons
HDSA Northeast Ohio Chapter
Heart of the House Hospitality
Horizon Therapeutics USA
IBM Employee Services Center
ING Financial Services, LLC
Interior Fusion, LLC
Johnson & Johnson Foundation
Kevin Ng Charitable Giving
Kilter, Inc.
Libshap Realty Corporation
Locanabio, Inc.
Madison Community Foundation
Mary Lincoln Johnson  
 Charitable Foundation
Medpro Diagnostics, LLC
Men of Valor
Natalie Helen Williams RVOC Trust
Network for Good
Niche Lake Geneva, LLC
Paypal Charitable Giving Fund
Petrovski Family Trust
Presentation of Christ  
 Greek Orthodox Church
Prilenia
Raymond James Financial, Inc.
Scantland Family Charitable Foundation
Shield
Spark Therapeutics, Inc.
Stanford Health Care
Terry & Gentille Koosed Family Foundation
The Alexander Giving Fund
The Blackbaud Giving Fund
The Eisner Foundation
The Fluet Foundation
The Van Wert County Foundation
The Winston-Salem Foundation
Tony Christy Memorial Golf Tournament
Torn2RBNS Productions, Inc.
Triplet Therapeutics
Tyler-Little Family Foundation
We Energies Foundation
Weirs Beach Go-Kart Track, Inc.
Wells Fargo Advisors Fin Network, LLC

Heather Shemilt 
Larry Sherwood 
Eric Shieh 
Gail Shurlow 
Barbara Shurtleff 
Richard Shute 
Michael Silverstein 
Walter Simon 
Mary Singer 
John and Jane Sira 
Joyce Sireno 
Janis Skewes 
Teresa Skora 
Nancy Small 
A.J. Smith 
Eric Smith 
Jeff Smith 
John R. Smith 
Gail Smith 
Kim Snowdon 
Matt Snyderburn 
Steven and Michal Soclof 
Joan and Michael Soland 
Antony Solomons 
Hannah Sontz  
Jo Ann Sotelo 
Richard Souder 
David Sousa 
Mary Spell 
Anne Spencer 
Eric Spyra 
Teresa and Craig Srajer 
Arvind Sreedharan 
Debbie Stadley Augustad 
Amy Stanton 
Arthur Stark 
Elizabeth Staub 
Cheryl Staveley 
Douglass Steiger 
Holly Steinbrecher 
Donna Stella-Belschner 
Roy Stephenson 
Margaret L. Stern 
Maryellen Stewart 
Jeanne Stewart 
David Stickles 
Margaret Stocum 
Christina Stolper 
Gary Strauss 

Rebecca Strong 
Julie Struble 
Perry Stuckey, III
Carole Succop 
John Sulzener 
Victor Sung, M.D.
Linda Sutherland 
Edwin and Dorothy Sved, M.D.s
Irene C. Swanson 
Wendell Swenson 
Gregg and Lisa Sylvester 
Donna Talenco 
Rochelle Tamkin 
Sandra Tamkin 
David Tapia 
Wendy Tarlow 
Madeline Tarrillion 
Dominic A. Taverna 
Catherine Taylor 
Gary Teal 
Thomas Terril 
Susan F. Theilheimer 
Suzan Thompson 
Sandra Thomsen 
Sean Toler 
Michael Toner 
Paul Torminio 
Christine Toson 
Laurie Travis 
Peter Tuchel 
Michelle Tuchel 
Dr. & Mrs. Thomas Turek, M.D.
Amy Turner LaDow 
Eric Ullerich 
Dr. & Mrs. Steven Utter 
Jerry Uvira 
Justin van Almelo 
Elke Van Obberghen 
Kenneth Van Till  
Zachary Vaughan 
James Vaughan 
Diane Vaughan 
Wendy Vaughan 
Barbara Veneklase 
Shana Verstegen 
Gary Vest 
Charles Vetters, Jr.
B.J. Viau
Patricia Viramontes 

Anthoni Visconsi, II
Dominic Visconsi, Jr.
Dominic Visconsi, Sr. 
Susan Visconsi  
Matthew Waits 
McKenzie Wallentine 
Margie Walstad 
David Waltermire 
Bobby and Debbie Walters 
Maggie Walters 
Pete Warden 
Mark Wardlaw 
Walter Weber 
Margo Weill 
Dr. & Mrs. Winkler Weinberg, M.D.
Nancy Weingard 
Charles Weinstock 
Beth Wheeler 
Vicki Wheelock, M.D.
Eric Whitaker 
Richard J. White 
Rob Whitnell 
Robert A. Whittouck 
Scott Wiles 
Daniel Wilhelm 
Patricia Winckler 
Michael Winter 
Shawna Wolfe 
Sidney Wood 
Becky Wood 
Hunter Woolfolk 
Beth Worrell 
Declan Wright 
Laurel Wright 
Stephen Yanofsky 
Rachel Yeats 
Matthew Yohler 
Roland Yoshida 
Jeffrey Young 
Marian and Brady Young 
Allyson Young 
Drew Zalkind 
Douglas Zator 
Meredith Zielie 
Adam Zielinski 
Katie Zinn 
James Zito 

Thank You to the Following Corporations and Foundations  
for Their Generous Support of HDSA
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$1,000 - $4,999
 A.T.A.P. Companies
Accelerated Media 
Adams Tile & Stone
After Hours Theatre Company
AJD Ventures 11 LLC
Alexion Pharmaceuticals c/o Cyber Grants
Allied Universal Security Services
Amerant Bank
American Endowment Foundation
American Family Insurance  
 Dreams Foundation, Inc.
American Legion Auxiliary
American Pest Control, Inc.
America’s Charities
Andreas Foundation
Andrew Besser & Joanna Bustein
Anne & Matt Dorn Family Charitable Fund
Arkansas Blue Cross Blue Shield
Ashlee Forest Products, Inc.
Atalanta Therapeutics
Automotive Restoration Club  
 of Sun City West, Arizona
B & D Thread Rolling, Inc.
BackSwing Golf Events, Inc.
Bask, Inc.
Beacon Pharmacy
Benninghofen Foundation
Bessemer Trust Company 
Beth and Russell Peckham Charitable Fund
Bethesda Lodge #30 I.O.O.F
Betty S. and Robert B. Frank  
 Charitable Foundation
Billow Butler & Company
BioAgilytix
Biotek Remedys, Inc.
Black Gryphon
BluCurrent
BMS Matching Gift Program
Bonnie J. Baldwin Rev. Trust
Boothatron Solutions
Bordine’s
Boston Orthotics, Inc.
Bradford White Corporation 
Brewer Lane Ventures
Bright Funds Foundation
Brillstein Entertainment Partners
Broda Enterprises
Brogan Cadillac Buick, Inc.
Bronco Transportation Services
Brown & Crouppen, P.C.

Brown and Crouppen
C.L.Y. Inc.
Calabria Imports, Inc.
Cambia Health Foundation
Capital Contractor Services
Capital Group Companies
Cardinal Health Foundation, Inc.
Care Realty, LLC
Carson City Elks Lodge # 2177
Catalent Pharma
Caterpillar Foundation
Catholic Community Foundation  
 for Eastern South Dakota
CB&S Bank
CDC-ELT Operations, LLC
CenExel RMCR
Cerner Charitable Foundation 
Charitable Adult Rides & Services, Inc.
Charles River Labs
Charles Schwab Charitable
Chevron Matching Gift Program
Chicago Heights Firefighters IAFF Local 711
Choate Construction Company
Classic Corvairs of the Triad
Cleveland Clinic
Cleveland Foundation
Communities Foundation of Texas
Community Foundation of SW Louisiana
CoxHealth
Cozine Plastering
Creative Packaging Company
Criterium Dudka Engineers
CSI Pharmacy, LLC
CVS Health Foundation
D&B Lawn Services, LLC
Dafforn Family Charitable Gift Fund
Dan and Kris Neyer Family Foundation, Inc.
Daniel A Hathaway, PLLC
Dappered, LLC
Davis Graham & Stubbs, LLP
De Best Heating & Air
Delta Dental of Kentucky
Detour Marketing, LLC
Eagle Disposal Inc
Edison International
Edwards Law Firm
El Segundo High School - Student Body
Emerios
Encore Technologies
Faith Technologies
Fake Empire
Festival Foundation

Fiduciary Trust Company
First Baptist Church
First Light Asset Management
First Premier Bank
Flatstick Pub Kirkland
Fred Alger Management, LLC
Freedom Bank
Frontstream 
Give Lively Foundation, Inc. 
Givegab.Com
Global Gateway Advisors
GM Financial
Goldberg Family
Goodman Real Estate Services Group, LLC
Gorton’s
Grand River Bank
Greenbriar Terrace Healthcare  
 (dba Next Step Healthcare)
Guidestar Eldercare
Gulf Coast Educators
Gulotta & Gulotta, PLLC
Hamilton Land Development, Inc.
Harbor Point Charitable Foundation
Harding Academy of Memphis, Inc.
Hawk Air Company
HDSA Center of Excellence  
 at Johns Hopkins University 
HDSA Great Lakes Region
Heymann & Fletcher
Hittman Family Foundation
Holt Restaurant Group, LLC
Huntington Study Group
Hy-Vee, Inc.
Inland Northwest Research Foundation
Innovative Analytics
Jack and Penny Rohrbach  
 Family Foundation, Inc.
Jerry and Shirley Setten  
 Family Fund of Central Minnesota  
 Community Foundation
Johnathan A. & Judith T. Marshall Fund
Joseph M. Hurwitz Living Trust
JPMC Foundation
JWC Succop
Kaiser Foundation Health Plan  
 of the Northwest Community  
 Giving Campaign
Kaiser Permanente Medival Center
Kauffeld Family Fund
Keith Smith Construction, LLC
Kendra Scott, LLC
KG Development Corporation

Kingston Veterans Club Auxiliary
KND, Inc.
KPMG Gives  
 c/o Bergen County’s United Way
Kroger
Lafayette American 
Lawton Welding Company, Inc.
Leidos c/o Public Affairs Support Services
Libertana
Lions Club of Webster Groves
Lloyd Companies
Lone Star Ag Credit 
Love Local KC, LLC
LPL Financial
Luebke Turek Family Charitable Fund 
Mack Cycle & Fitness
Mallory, Lapka, Scott & Selin, PLLC
Marron Foods
Marshfield Clinic
Martin Law Office, S.C.
Master Halco
McNutt Family Charitable Fund
Medical University Hospital Authority
Medpace
Melillo Consulting
Mercy Accounts Payable Shared Services
Meyers, Roman, Friedberg & Lewis
Michael and Brenda Lyons  
 Family Foundation
Midwest Family Lending Corp.
Mound American Legion Post 398
MSC Filtration Technologies
National Financial Services LLC.
Netflix
New England Foundation for the Arts
Noe Law Office
Northrop Grumman Corporation
Northwestern
Oak Creek Lions Club, Inc.
Oak Harbor Freight Lines, Inc.
Oak Park Dental
O’Brien Construction, Inc.
Ohio Foods Food Distributors, Inc.
Olson Real Estate
Omaha Community Foundation
Optio Biopharma Solutions, LLC
Overhead Door Co. of Grand Rapids
Pacific Gas & Electric Company
Penny and Tim Minges Charitable Fund
Pfizer, Inc.
PhRMA
Play Hard Event Timing, LLC

Polk Family Charitable Fund
PPG Industries Inc.
Praxis Engineering Technologies, Inc.
Prestige Employee Administration, Inc.
Primal Armor
Pulse Transportation
Pyke & Associates, PC
Pzena Investment Management
RISE Physical Therapy
Robert & Alice Strobel Foundation
Rocky Mountain Stove
RZ Design Associates, Inc.
Salesforce.Com, Inc.
Sanford Health
SB Clinical Practice Management Plan, Inc.
Schupan & Sons, Inc.
Scott Laboratories, Inc
Selkirk Neurology
Senior Care AZ, LLC
SERVPRO & Insurance Professionals  
 of Orange County, New York
Sharefax Credit Union
Shea Family Charitable
Show-Me Industrial Controls Inc.
Siegfried, Rivera, Hyman, Lerner,  
 De La Torre, Mars & Sobel
Simon Says Stamp
Sioux Valley Energy
Sling Television
Smithco Inc.
Source Julien, Inc.
South Side Area School District
Southbelt Repair & Supply Compay, Inc.
Southern Glazer’s Wine and Spirits  
 Charitable Fund
Split Rock Private Trading  
 and Wealth Management
Sprik Financial Group, LLC
Spring Lakes Estates
Springs & Suspension, Inc.
Stevens Family Fund
Stricker Family Charitable Fund
Sunjara Salon & Spa, LLC
Tegna
Terracast Products, LLC
TEVA 
The Albert and Judith Goldberg  
 Family Foundation
The Buth & Bean Families
The Crowley Family Charitable Fund
The Friedheim Foundation
The Gersh Agency

The Immaculate Conception Parish 
The Ironman Foundation, Inc.
The Joel and Teresa Pfister Foundation
The Laundromutt, LLC
The Lefkovitz Foundation
The Mountain Family Foundation
The Nurture Foundation
The Research Foundation  
 for the State University of New York
The Rick and Lisa Doebler Family Fund
The Sypek Group
The Tadda Law Firm, LLC
The Toro Foundation
The University of Michigan
The William H. and Donna S. Elliott  
 Charitable Fund
Thomson Reuters
Thrivent
TLC Community Credit Union
Tom Haire, Inc
Transformations, Inc.
Tri City Rentals
T’S Auto & Truck Sales, LLC
Turf Tenders Landscaping & Fertilizing, Inc.
Twelve Rivers Realty
UBS
UC Davis Health
UCLA PMD
UConn Health
UK Online Giving Foundation
United Rental Sacramento Metro
United Way Green Mountain 
United Way of Buffalo & Erie County
United Way  
 of Southwestern Pennsylvannia
United We Stand for Jason, Inc.
University of Wisconsin  
 Department of Neurology
Urbana Luxury Fireplaces
Valley Propane Sales & Service
Vanasse Hangen Brustlin, Inc. 
Vets Club, Inc
Visiting Angels of Sioux Falls
Voorheesville Rod and Gun Club, Inc.
Walton Concrete Protection  
 & Restoration, Inc.
Weber & O’Neill
Werner Enterprises, Inc.
Williams Ski & Patio
Wolf Investors, LLC
Woodfin Music, LLC 
Yoga Shelter, LLC
YourCause, LLC
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Barbara L. Bell Trust

Dorothy Feldkamp Estate Settlement Trust

Estate & Trust Administration of Jean A Meyer

Estate of Charlotte F. Calhoun

Estate of Dennis M. Hartman

Estate of Franklin E. Hillard 

Estate Of Janice G. Singer

Estate of Robert Kimbrough

Estate of Terri Jakuboski  

Mary Helen Eilts Estate

The Carolyn L Leetch Revocable Trust

The Donald Schlotz Living Trust

The Estate of Betty J. Nesse

The Estate of Brian McGrath

Yunger Charitable Remainder Unitrust
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Until the day when scientists find a cure for HD, 
families across the country require access to 
the crucial research, care, education, and 
advocacy programs HDSA provides. 

The Marjorie Guthrie Society ensures that as 
we look to the future we’ll have the resources 
we need to continue providing help and hope to 
the HD community.  

By including HDSA in your estate plans as the 
beneficiary of insurance, real estate, appreci-
ated securities, or retirement plan you can 
create a legacy of giving that guarantees future 
generations will have the vital support they 
need to confront this devastating illness.   
With the help of a financial planner, you can 
arrange your gift in a way that reduces your 
estate taxes and has the strongest possible 
impact on the lives of those affected by HD  
in the decades to come.  

Join us in thanking the following individuals 
who have committed to support HDSA through 
their estate plans:

Anonymous (4)
Norman Baldwin
Nancy & David Clarke
Jerzy Gajewski
Catherine Hayes & Mark Wiesel
Dr. Barbara Heere
Amy Korber
Daniel & Katy Leonard
James Norris
Lachelle Parker
Mark Pinto
Gordon Sparks
Craig & Teresa Srajer

The Marjorie Guthrie Society

Planned GivinGsPeCial thanks
We are grateful for the gifts from the following estates  

who helped make our work possible in 2022.

To learn more about the 
Marjorie Guthrie Society, 
or to inform us of your 
estate plans to support 
HDSA, please contact 
Jamison Skala, Director of 
National Development, at 
(212) 242-1968 ext. 235 
or jskala@hdsa.org.
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Teresa Srajer 
Chair

Jenne Coler-Dark 
Chair-Elect

Victor Sung, M.D. 
Past Chair

Kamran Alam 
Treasurer

Jay Hughes 
Secretary

Angela Allen

Jeffrey Brown, Ph.D.

Jeff Carroll, Ph.D.

Mark Coe

Erin Furr-Stimming, M.D.

Beth Hoffman, Ph.D.

Jonathan Klein, Esq.

Kelsey Porter

Dom Thomas

Leslie Thompson, Ph.D.

Vicki Wheelock, M.D.

hdsa leadershiP
Board of Trustees

Louise Vetter 
President and  
Chief Executive Officer

Arik Johnson, PsyD 
Chief Mission Officer

Rosemary Coluccio 
Chief Operating Officer

Mynelly Perez 
Director of Marketing  
and Communications

Jamison Skala 
Director of Development

Staff Leadeship

CLICK HERE OR SCAN  
QR CODE FOR VIDEO:  
Why I Volunteer 
for HDSA

YOU MAKE A DIFFERENCE,  
GET INVOLVED TODAY!

With over 50+ volunteer led Chapters  
and Affiliates across the country our  
volunteers are spreading awareness 
through local advocacy efforts, as well  
as providing support and resources to 
their local community by organizing 

events, such as our signature Team Hope 
Walks, HDSA & Me education days and 
support groups. CLICK HERE 
(HDSA.org/volunteer) or 
scan QR code at right) to find 
out how you can get involved!

https://youtu.be/YLh_NLgWTTw
https://hdsa.org/volunteer-opportunities/


HUNTINGTON’S 
DISEASE SOCIETY 
OF AMERICA

505 Eighth Avenue 
Suite 902 
New York, NY 10018

(212) 242-1968

www.HDSA.org

HDSA’S FAMILY OF SERVICES

Get the help you need from the comfort  
and safety of your home at no cost.

  National Helpline: (800)-345-HDSA (4372)

  Online Support Groups: HDSA.org/osg

  Telehealth: HDSA.org/telehealth

  Disability Services: HDSA.org/disability

  Clinical Trial Participation: HDtrialfinder.org

  Locate Resources Near You: HDSA.org/locateresources

© 2023 Huntington’s Disease Society of America
All Rights Reserved.

HIGHEST RATINGS

HDSA is an accredited non-profit with  
the highest ratings from the following  
national charity assessment organizations:




