
	

Central Ohio Chapter
Crafty Parcel
$170,000

Ohio Valley Chapter
Ohio Valley Team Hope Walk

$27,129

Midwest Region - Loda, IL
Team Hope Walk & Golf

$60,000

		




		




Tucson Team Hope Walk
$25,919

Las Vegas Team Hope Walk
$8,706

Tucson Team Hope Walk
$25,919

		



Michigan Chapter
Yoga in the Park

$20,024

		


North Carolina Chapter
Hanner Memorial Car Show

$4,652

Connecticut Chapter
Fairfield County Team Hope Walk $9,924

Northeast Region
Long Island Team Hope Walk $63,977 

Team Kate

Missouri Chapter
St. Louis Team Hope Walk

$41,000
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Together Towards Tomorrow
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Dear Friends of HDSA,

As we reflect on 2024, we are deeply grateful for the 
dedication and passion of our volunteers, advocates, 
and supporters. Your commitment makes it possible 
							

	 to deliver care, advance research, and make 
the HD community stronger and more connected.

		
				
	and 			
		
	�
	
				
	
	

			

		HDSA Centers of 	

		
		
				
			
	
	

				

			
					

			
	
				
				
These programs nurture the next generation of 
		�
meaningful treatments.

				

				
			
		
						
in Spokane, WA				
three inspiring days of learning, connection, and 
				
		
						
	

			

As we look to the future, we know that our progress 				
.
		
		
		

			
stand together in our mission to improve the lives of 
		
		
		
	

One Vision. One Mission. One HDSA.

		

				

	

Jenne Coler-Dark		

		

		

	

	



	
				
	
ones from diagnosis through every stage of the 
	
		
		

	�

	
		
		
	
		
		

		
disease, and Alzheimer’s, HD has no cure — making 
	

		
			

			
		
	
	
	
		
		

			
					
			
	
		

				

		
through multidisciplinary teams that include neurologists, 

HDSA Centers of Excellence

		

		

	

	
								

			
received from 			

	 
						
								

		 staff met us with such 				
.		

				
		

	 
		
		
		

	 
				
			
the best place you can be. Now, with 							

University of Mississippi Medical Center 					

		



NE
IA

NH

VT

MANY

PA

NJ
MD

VA

NC

SC

GA

FL

AL

TN

KY

OH

IN

MIWI

IL

MS

LA

AR

MO

CO

MN

ND

UT

AZ

TX

CA

OR

WA

RICT

KS

The 2024 HDSA Centers of Excellence Network
* 	Bold text indicates newly designated HDSA Center of Excel			

			
University of Alabama, 	
				
	�Partner Site: University 	

		
			
	
			
		 

		
	
			
			
		
	
	
	
		
		
			
			
		
	
			
				
		

		 
		�
University Hospita				

			
	
		
			
			Partner Site: Central Florida 		

	
Winter Park and Orlando, FL

			
	
ILLINOIS						
		
				
				
Indiana University
				.
				
				
	 
				

			
University of Louisville
				
			

MARYLAND		
		
			
Beth Israel Deaconess 			
				
	�Partner Site:					

		
			

		
			
				
				
	
			
					
		
			
.		
				

		 
			
		
			
		 
		

				
	
Medicine & Rutgers University 
		
				
	
Columbia Health Sciences/		
		
		
	
University of Rochester
				
	
NORTH DAKOTA		
			

OHIO		
		
Ohio State University
	
OREGON  
Oregon Health & Science University
PENNSYLVANIA 
University of Pennsylvania  
• �Partner Site: St. Luke’s University  

Health Network, Bethlehem, PA 
University of Pittsburgh  
Medical Center 

SOUTH CAROLINA  
Medical University of South Carolina 
University of South Carolina  
School of Medicine
TENNESSEE  
Vanderbilt University Medical Center  
• �Partner Site: Cole Neuroscience Center,  

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

Erlanger Medical Center
TEXAS  
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 

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

VIRGINIA 
University of Virginia
Virginia Commonwealth University 

WASHINGTON 
University of Washington  
• �Partner Site: Selkirk Neurology,  

Spokane, WA
WISCONSIN 
University of Wisconsin 
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	�	

				
		
	
				
stand the parameters 
	
	
			
		
		
		
	

		
				
				HD In the Family: Implications, Clinical Challenges 		

		
			
					Understanding Juvenile Huntington’s Disease: 		

		
Course 6:		
� Building Resilience and Huntington’s Disease 
				
			
			

	
			
				
	 
	

			
Orientation				

				
					
			
HDSA Center of Excellence and 
				.
				

		

			
In Care Award		

		
			2024 HDSA 
				
		
	
Spokane, WA. 
		
		
		
	
California. She facilitates several 			
		
		
	

				

					
		
		
	

		

		

		
					
				
	

.		

		 		
		

 	

		
			

		
		
attendees



	

		

			
		
		

		
			

			
			

			
				

				

In 2024, 		�

135,000						

	
			
			

			
			

l 	

	
components to the disability process, including: Social Security, private/employer benefits, legal 				
		
						
	

			
with other nonprofit individuals with their disability claims, concerns, and/or inquiries: 

				.
		

		 		 		 	 35 		 		 		

	

			SSDI/SSI 		

					  			

					�	

											

											
				

										

.								

n						

				Long Term Care Placement				

		

http://hdsa.org/find-help/healthcare-and-future-planning/
http://hdsa.org/find-help/healthcare-and-future-planning/
http://hdsa.org/find-help/healthcare-and-future-planning/


					
		
	
infrastructure, scaling our most competitive programs, and ensuring patient voices remain central to 
therapeutic development.

		

		

	

Berman-Topper Family HD Career Development Fellowship

	
				
	�					
	
	
	
		
		

Scientific Advisory Board (SAB), two Fellowships	

	

				
						
	
			
		

			
						
		
	

		
		
		

		
Dr. Chris Kay 		
�
session demystifying CAG repeat expansion in HD 
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Donald A. King Summer Research Fellowship

The Donald King Fellowship saw record participation 
					
		
	Berman-
Topper Fellows,	
	

				
	 
			
			
�	
		

		

							
Kaleigh Hanley, 							
				

		

			
			
		
			
		
		

		-
		
�
Institute, Mass General, and CHDI. After thorough 
		
		

						
	
		

					
	
fuel repeat expansion in the huntingtin gene. 

			
	
fluid from premanifest and manifest HD patients. 

				
								
		
		

				 		 		



	

		

		

	

2023 Human Biology Project			
			
�
	
		
		
	
	

	
				
tors there to bring more researchers into the HD field. 
	
	
	
		
	
	

		
		
	
		
		
			
		
	
		
		
	
		
	
		
		
		

		

		

�
needs, 						

		
					
	
		
		
	
Industry engagements continued: 

				
a half-day session in December 
				

								Wave Life Sciences	
	

		 				CHDI.
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Progress in Clinical Trials and Community Participation 

As of late 2024, the HD clinical trials landscape 
remains robust, with over 40 pharmacological and 
non-pharmacological trials actively enrolling across 
					
			
interventional trials recruiting or treating participants 
in the United States, including key studies from 
							(PTC518),			
			�	

		
		

			
				
to be indispensable 
	

	
	

	

				
		
			
		
	
		
	
				

			
	
		
				
		

Dr. Tamara Maiuri, HDSA Associate 
		
�
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	�
	

		

		
	
	
	
		
		
event also incorporates topics from the HD Topic 
	

		
			
			
			
		
				
			
			
			
			
				
				Intimacy in HD: What Happens 		

�
l 		
				
		
			
			
				
	Science and Research Updates
			
	Self-Determination and Future Planning
						
						
				 

				

.

				
		
		
	
Partners participated in 21 Education events 
		
		
		
	
disease research, clinical trials, and support 
				
		
	
Huntington’s disease.
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HDSA Externally-Led Patient 	
	

		
		
	
virtually to share their experience 
	
				
	
�
			
			
				
		
invited to share their answers to 	
		
			
			
		
	
	
	
		
		

	
			
		
		
	
		
					

		
		Living with looming loss of abilities

		�
depression. At mid-stage HD, 		
		
		
	
	

		

			
	
		
		
	
underlying neurodegeneration.  
	
		
	
limit access. Communication issues, 
				
		
						
	

			
l 				.

		

		

		
			
toms are inevitable, and individuals 
		
		
		
	
diet, exercise, and supplements, 
		
		
		
	
disorder symptoms, there are no 
		
		

		

	
priorities shift depending on the 
					
		
	
�
					
		
			
		
		

	
				

						
							
				
	
.
		
		

			
		
			
		

PART 1:		
				
	 

				
			
Approaches		
		



							
	

Congratulations to all the members of the 

						

	 from 	

		

			

�
	

		
				
	

HDSA Marathon Teams

	

				
	

		
		

			

		

	

				

			

	

						
		
thousand dollars! Congratulations Team HDSA on 

		

HDSA’s Marathon Teams efforts translate into increased awareness, expanded care, and vital research 
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National Giving Days 2024

National Giving Days encourage people to donate, volunteer, or collaborate to celebrate generosity 

					

			

February 28, 2024

TOTAL RAISED:		

				

			

�

					

		

			

		

TOTAL RAISED:		

			



	�	
						
	
		
		
HDSA Convention since 2019 and 
	
		
			
	
				
	
	
	

		
		

	
		
	
		

		
				
				
				
acknowledged 		

		
				

	
			
	
			

				
	
findings in HD research, and a 
				Jenne 

						
						

		
		Candle Lighting 
				.
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Year, Cathy Harrell

		� 
				

			
	

					

	

				
	
been affected by HD.

			

	

PRESENTING SPONSOR				
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Prilenia		
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http://1.the/
http://1.the/
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HDSA’s National Youth Aliance (NYA) Impact

	

	
	
		
	
	
		
		
	
	
	
		
		
	
		
	
		
		
	

		

	
		
		
		
		

NYA Retreats

		
�
chapters and HDSA Centers of Excellence. The week		
		

		
		

		
	

		
	
				
	

Youth Social Workers 
	

		
	

adults, parents, and professionals dealing 
						

						
		
		 

				
.		

http://hdsa.org/
http://hdsa.org/
http://hdsa.org/
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s		�FUNDS ALLOCATION:

		

		

		

	

	

		

	

		

	



					    	 2024	 		 2023		

	

	 Cash and cash equivalents		  $7,409,235		  $8,552,926	

	 Pledges and contributions receivable, net		  1,567,241		  952,490 

	 Investments	  5,503,140		  5,742,903		

	 Prepaid expenses and deposits	  251,907	  377,139

	 Right-of-use asset	  2,425,693		  2,646,072		

	 Property and equipment, net	  162,905		  191,288

	 Website and software costs, net		  545,761 	  574,969		

		  			  17,865,882		  19,037,787		

		  

� 		   

			 Accounts payable and accrued expenses	  139,416		  206,181	

			 Accrued compensation		  262,658		  267,435	

  	 Grants payable, net		  1,747,581	  1,152,674

  				 Event revenue received in advance 		  22,336 		  32,349

	 Lease liability	  2,463,171		  2,649,001				

.				  4,635,162		  4,307,640	

		  

			  

  		 Without donor restrictions	  

       		Undesignated		  6,337,546		  7,428,178	

       			Board-operating reserve		  3,440,366  		  3,281,277 	

	      Total net assets without donor restrictions				  9,777,912		  10,709,455	

		 With donor restrictions				  

					Purpose restrictions	  2,925,306		  3,710,692			

				Time-restricted for future periods		  277,502  	  60,000 

		 Perpetual in nature		  250,000  		  250,000 		

	      Total net assets with donor restrictions		  3,452,808		  4,020,692		

		   		 Total Net Assets		  13,230,720  		  14,730,147    	

		  

				  17,865,882	  19,037,787 		

				
	
contact the HDSA National OfÏce for a full copy of the audited 
		

		
	

FINANCIALS

		



					     2024		  2023	

SUPPORT & REVENUE

	 Public donations		  3,896,244   		  3,577,191 	

  	 Foundation grants and corporate contributions		  2,349,082  		  2,596,531   	

�	 Federated campaign		  179,272   		  238,917  	

		 Special events (net of direct benefit to donors of 		   		   

	 $514,170 and $553,989 in 2023 and 2022, respectively)	 3,711,403		  3,676,186

	 Investment earnings, net		  198,735  		  162,979 	

		 Donated services and materials		  205,833 		  183,645  	

	 Other income		  32,773  		  59,035  	

			 Total support and revenue before 		

		  net assets released from restrictions		  10,573,342  		  �

		  Net assets released from restrictions		  ——  		  ——  

	 	 Total Support and Revenue		  10,573,342			  			 		

				  

						  

	 						  

.		 				  2,499,991    		  2,707,522  	

      		 Family services		  3,581,972  		  3,639,573     	

      		 Education		  2,036,134  		  2,011,739 	

      		 Community outreach		  938,029   		  966,340	

			   Total program services		  9,056,126  		  9,325,174	

�				  

				 			  902,916  		  691,758 	

						 Fundraising		  2,227,384   	  	 1,867,085

			   Total supporting services		  3,130,300   		  2,558,843	

		  				  12,186,426  		  11,884,017  

Change in net assets before previous year rescinded grant, 	

			 (1,613,084) 		  (1,389,533)		

      		 Previous year rescinded grant		  ——    		  140,000   	

      		 Returned grant funds		  113,657  		  79,141    	

      		 Gain on lease modification		  ——   		  60,921	

Change in net assets		  (1,499,427)  		  (1,109,471)   	

Net assets - beginning of year		  14,730,147 		  15,839,618 	

Net Assets - End of Year		  13,230,720   		  14,730,147  	

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

Consolidated Statements of Activities
YEAR ENDED DECEMBER 31, 2024 WITH SUMMARIZED FINANCIAL INFORMATION FOR 2023
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Bequest of Florence B. Cofone

Bequest of Francis Nolan

Bequest of Nancy  Burnett

Bequest of Philip Sykes

Estate & Trust Administration of Jean A. Meyer

Estate of Barbara L. Bell

Estate of David Guggenheim

Estate of Dean Gleckler

Estate of Jeffery D. Hill

Estate of John Nargi

Estate of Marilyn Polinger

Hazel Hitt Endowment of the Community  
Foundation of West Texas

Jane G. Clark Trust Agreement

Janice L. White

					

		

	

The Estate of Jill Dean

The Estate of Susan J. Pfeiffer

	

	

				

	

SPECIAL THANKS

		



	

	

		

 

	 
		 
		 The Marjorie Guthrie Society 

	 
	

		 
	
		 
	

	

	
		 
		 
	

		 
	 
		
		
 		�

PLANNED GIVING

		

		
		
		
		

	

		

	

				

	

Dr. Barbara Heere

	

		

	

Matthew Marsolek

				

		

		

				

	

		

		
			
her husband, Woody Guthrie. Her efforts led 		
		

		
	 

		

mailto:natdev@hdsa.org
http://www.hdsa.org/get-involved/planned-giving
mailto:natdev@hdsa.org
http://www.hdsa.org/get-involved/planned-giving
mailto:natdev@hdsa.org
http://www.hdsa.org/get-involved/planned-giving
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Standards of Excellence
Certification Program®

HDSA’						

						

	

			National Helpline: 				

.						

			Disability Services: 		

					HDtrialfinder.org

							

l							

Highest Ratings			
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http://hdsa.org/disability
http://hdtrialfinder.org/
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