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The 2008-2009 Fiscal Year was an exciting 

one: new leadership and a renewed dedication to  

all three parts of HDSA’s Mission, and a special  

focus on the needs of our community through  

expanded access to resources and the delivery  

of family services. 

Even more, three therapeutic Phase 3 clinical trials 

got underway and two more prepared to begin  

recruiting; and two observational trials that had  

already yielded valuable information about the  

progression of HD continued to recruit and add  

to our understanding of the mechanisms involved  

in Huntington’s Disease.

It was also a year in which the message of the  

devastation of Huntington’s Disease and the needs 

of people affected by HD were heard throughout 

the halls of Congress, as HR 678, The Huntington’s 

Disease Parity Act, was introduced in the House of 

Representatives, and garnered many co-sponsors 

committed to changing Social Security regulations 

and waive the two-year waiting period for Medicare 

for qualified individuals with HD. This was a  

community-wide achievement as more than 12,000 

HDSA E-Advocates networked with other community 

members to contact their Representatives, to make 

them aware of the devastation of Huntington’s  

Disease and the needs of their constituents  

affected by HD. 

The 24th Annual HDSA National Convention was a 

huge success, bringing more than 700 attendees to 

Phoenix, Arizona, the greatest number in 10 years, 

to participate in six tracks of workshops, symposiums 

and training sessions. For the second year, the  

National Youth Alliance (NYA) held a special  

pre-Convention Education Day for more than 95 

members, at the same time that professional training 

sessions were being held for the Chapter and Affiliate 

leaders, and HDSA Social Workers.  

HDSA’s flagship research consortium, the HDSA  

Coalition for the Cure held two conferences to  

review the state of HD research and plot the future 

objectives of their innovative team approach to 

basic research. Their work continues to not only set 

the course for the translational work that results in 

potential therapies, but also act as a resource for the 

translational and clinical scientists, who count on the 

Coalition for assistance with questions that arise in 

the course of their own work. 

Members of the Coalition and several members of 

HDSA Senior Staff and Board of Trustees participated 

in the World Congress on Huntington’s Disease in 

Vancouver in September. At the Congress, which 

was hosted by HDSA Coalition for the Cure member 

Michael Hayden, HDSA representatives led seminars 

and met with counterparts from all over the world to 

share ideas, materials, and discuss how to better  

coordinate efforts on an international scale. As a 

result of discussions at the International Huntington 

Association (IHA) Meetings, held concurrently with 

the World Congress, HDSA is actively involved in 

reviews of genetic testing guidelines, clinical trial 

designs and other issues of importance to the  

world-wide community of HD families.
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While the expanded roster of clinical trials of potential 

therapies was exciting, the Society recognized that 

it had to increase its efforts to recruit people to take 

part in the trials. Therefore, in addition to HDTrials.org, 

the Society made building awareness of and education 

about clinical research a priority. A new clinical trials 

section was added to the research section on the 

national website, and new initiatives for clinical trial 

education at all local and national education events 

began to take shape. 

The Society’s educational initiatives were also  

restructured and renewed. In addition to the  

National Convention and the many chapter and  

affiliate educational events, thanks to generous  

corporate support, HDSA created the HD Education 

Packet for Healthcare Professionals, which included 

brochures dedicated to Movement, Cognition and  

Behavioral symptomatic manifestations of the  

disease. The Society also produced the Juvenile HD 

Resource Directory and updated three important 

editions of the Family Guide Series: Long Term Care, 

Genetic Testing and Juvenile HD. These guides are 

distributed free of charge, as are many Society 

publications, and available for download on the 

HDSA website. The national website listings of local 

resources were also greatly expanded, and a new NYA 

section was added to foster greater communication 

among NYA members, and to make more people 

aware of the NYA and the projects it undertakes. 

The Society’s 38 chapters and affiliates vigorously 

ramped up their efforts to ensure that HDSA mission 

programs of research, care and education continued 

to expand. The Team Hope Walk for HD Campaign 

grew from 44 to 55 events, raising both funds to  

support our programs, and awareness of HD and 

HDSA in communities throughout the United States. 

We plan to expand Team Hope activities as our  

signature community engagement program. Since  

its inception in 2004, 

Team Hope has raised 

more than $1 million  

to support HDSA  

programs.

As important as the  

programs that were  

implemented, HDSA  

leadership also spent  

extensive time in  

consultation with  

volunteers and family 

members to plan for the 

expansion of current 

and the creation of new 

programs. This crucial 

groundwork will pay dividends as programs roll out  

in the 2010 fiscal year, and in future years to come. 

The National Board of Trustees, many HDSA  

volunteers and dedicated HDSA staff who together 

bring the Society to life ended the year with renewed 

confidence that the Help for Today, Hope for Tomorrow 

that we are so dedicated to providing will continue to 

expand to all members of our HD family. ✦
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Huntington’s Disease Society of America, Inc., and Affiliates
Consolidated Statement of Activities

Year Ended September 30, 2009

Fundraising 
13% Research 

23%

Family Services 
24%

Research 
10%

Chapter Development 
19%

Management  
and General 

11%

Current
Board  

Designated
Temporarily 
Resricted

Permanently 
Restricted Total

Public Support and Revenue:
Public Donations $   2,433,231 $   $      297,000 $   $   2,730,231
Foundation Grants and  
  Corporate Contributions

2,333,317 - 951,063 - 3,284,380

Federal Campaign 299,787 - - - 299,787
Investment Income 47,727 - 12,923 27,136 87,786
Sale of Materials 49,772 - - - 49,772
Donated Services 90,069 - - - 90,069
Other 1,044 - - - 1,044
Net Assets Released From Restrictions 1,226,281 - (1,186,383) (39,898) -
ToTal Public SuPPoRT and RevenueS 6,481,228 - 74,603 (12,762) 6,543,069
expenses: Program Services
Research 2,017,682 - - - 2,017,682
Family Services 2,124,771 - - - 2,124,771
Education 835,254 - - - 835,254
Chapter Development 1,650,770 - - - 1,650,770
ToTal PRogRam SeRviceS 6,628,477 - - - 6,628,477
Supporting Services:
Management and General 948,373 - - - 948,373
Fundraising 1,141,438 - - - 1,141,438
ToTal SuPPoRTing SeRviceS 2,089,811 - - - 2,089,811
ToTal exPenSeS 8,718,288 - - - 8,718,288

neT loSS FRom oPeRaTionS beFoRe  
  nonoPeRaTing RevenueS

(2,237,060) - 74,603 (12,762) (2,175,219)

nonoperating Revenue: Special events
Gross Receipts 3,953,255 - 107,874 - 4,061,129
Less: Direct Costs (1,642,800) - - - (1,642,800)
neT Revenue FRom SPecial evenTS 2,310,455 107,874 - 2,418,329
change in neT aSSeTS 73,395 - 182,477 (12,762) 243,110
neT aSSeTS, beginning oF YeaR (32,393) 443,603 550,259 564,962 1,526,431
neT aSSeTS, end oF YeaR 41,002 443,603 732,736 552,200 1,769,541

UNRESTIRCTED

- -



We would like to thankOur Corporate and Foundation Contributors

We would like to thank 

the following corporations and 

foundations for their generous 

support of the Huntington’s  

Disease Society of America  

during the 2008-2009 Fiscal Year. 

For a more complete listing of 

all major donors, please visit the 

HDSA website, www.hdsa.org. ✦

A.J. Padelford & Son, Inc.
Access Computer Products, Inc.
Ace In The Hole Foundation, Inc.
Active Network
Alamo Chapter CPCU
American Legion Child Welfare  
  Foundation
Ashmun and Associates, Inc.
Ashton United Methodist  
  Church
Assurant Employee Benefits
Atlantic Mobile Marine Service
AXA Foundation
Barnhard, Inc.
Baycap, LLC
Bean Family Foundation
Benge’s
Bess Spiva Timmons Foundation
Big League Dreams USA, LLC
BP Fabric of America Fund
Brazos Anesthesiology  
  Associates, P.A.
Care Realtyl LLC
CDI
Charitable Auto Resources, Inc.
CHDI Foundation
Chesapeake Operating, Inc.
Chick-fil-A at Shrewsbury
Coloramo Federal Credit Union
Compumark Industries, Inc.
County of Los Angeles
Crane Architectural Group
Creston Industrial Sales, Inc.
David Eisenberg & Associates, Inc.
DeBrand Fine Chocolates

Deltona Middle School
Dent Neurologic Group, LLP
Dolphins Installations, Inc.
Dr. JB O’Neill, Inc.
E R Ltd
El Paso Corporation
Enstrom’s
Evalueserve, Inc.
FBI Agents
Fidelity Charitable Gift Fund
Forepolitics, LLC
Frank’s Bakery
Fraternal Order of Eagles, #4374
Fraternal Order of Orioles 
Fred Alger Management, Inc.
FTD.com
Gameco Ltd
Georgia Chiropractic, LLC
Gleichenhaus & Marchese, P.C.
Global Impact
Golden Star Technology, Inc.
GoodSearch
Harker, Guziak & Sage, APC
Howard Union Church Ladies Aid
Humane Society of  
  Pomona Valley
I Do Foundation
IGive.com
Indian River Blvd., LLC
Institue for Private Investors
IPC Systems, Inc.
J&R Graphics
Jenkins & Hogin LLP
JMHawkes, LLC
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Joe A. Gonsalves & Son
JustGive
Kappa Sigma Nu Chapter
Katten Muchin Rosenman  
  Fdtn., Inc.
Kendall KIC
Kicking Cow Promotions, Inc.
Kindred Healthcare  
  Operating, Inc.
Kraft Foods Global, Inc.
Ladies Philoptochos Society
Lemonade Pi, Inc.
Lions Club of Medina, Ohio
Luebke-Turek Family Charitable  
  Foundation
Lundbeck, Inc.
MannHolly Sales & Service, Inc.
Marine Bank & Trust Company
Martha Washington Straus/ 
  Harry H. Straus Foundation
McCormick Company, Inc.
McMaster-Carr Supply Company
Medivation Neurology, Inc.
Melanoma Research Foundation
Melvin S. Cutler Charitable  
  Foundation
Morgan Le Fay Dreams  
  Foundation
NASB
Network for Good
NeuroSearch
North Haven Congregational  
  Church
NorthCountry Federal CU
Octabon
Orange County Employees  
  Association
P&M Associates, LLC
Piper Aircraft, Inc.

Play for Your Cause
PNG Operating Company
PPM America, Inc.
Premier, Inc.
Pueblo Records & Tapes, Inc.
R B Contracting of Vero, Inc.
RBF Consulting Foundation
Reflection Pool Service, Inc.
Republic Waste Services
RJM Design Group, Inc.
Roll Giving
Rottman Eyecare, PC
Roy’s Liquors, Inc.
Ryan Bunch, Inc.
Sacramento Region Community
Schellinger Construction Co., Inc.
SEM Products, Inc.
Spectex, LLC
Spring Lakes Estates
State of New York
Strategic Connections, Inc.
Symbiosis Enterprises, Inc.
Tave & Associates, LLC
TD Insurance, Inc.
Ted J. Balestreri Enterprises
Temple Israel
Terryville Lions Club
The Budde Agency, Inc.
The Community High School
The Cover Restaurant, Inc.
The Father’s House
The Frugal Flower, Inc.
The Gies Foundation
The Gould-Shenfeld Family  
  Foundation
The Kid’s Store
The MathWorks, Inc.
The Pershing Square Foundation

The Sabers Drum and Bugle  
  Corp. Squadron
The University of British Columbia
Time Warner Cable
TKC Consulting, Inc.
Trackdown Management Services
Transpacific Development Co.
Treasure Coast Provisions, Inc.
Treasure Coast Tile & Marble, Inc.
Tri-Valley Glass Company, Inc.
Trinity United Methodist Women
Tuxedo Fruit Company
University Wealth Mangement
Vehicle Donation Processing  
  Center
Vero Beach Elk’s Lodge #1774
Vero Beach Italian-American  
  Civic Assn., Inc.
Vero Chemical Distributors, Inc.
Wainscott Farms
Walmart Foundation
Watson Family Foundation
WCS Lending
Webb Family Foundation, Inc.
Wheels and Deals, Inc.
Whitman Ford
Wilcox Pipe & Supply Co.
Wild Birds Unlimited
Willdan Group, Inc.
Women’s League of Mount Holly
Zion United Methodist Church




