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CJD Foundation Update

• Family Conference

• HelpLine

• Support Groups

• Advocacy 

• Research Grants

• Strides for CJD



Family Conference



Helpline

• 7 Days

• More than 1,000 contacts each year

• Patient families, professionals, media, 
public

• Referrals to professionals, studies, 
programs, caregiving materials, web 
content and recordings



Support Groups

Group Type Sessions

Current Caregiver Current caregivers; co-led by volunteers 11

Eastern Region
Current and past caregivers; sporadic and 
genetic 10

Western Region
Current and past caregivers; sporadic and 
genetic 9

Genetic People at risk; current and past caregivers 2

Other Guest speakers, bereavement series 10

Total Sessions/12 months 42



Website



Advocacy

• Partner with Akin all year

• Fall 2025: CJD Awareness Day / Resolution

• March 2026: Advocacy Day on Capitol Hill 

• Feb/March: Submit request forms to 
Appropriations Committee member offices

• May: Submit written testimony to Congress

• Constituent campaigns - continuous



To Participate in Advocacy

• Email Help@CJDfoundation.org                     
Subject line: Add Me to Advocacy List

• Learn your Senators/Rep’s staff email addresses

• When you receive email campaign request:                
  Copy/Paste/Personalize/Send

• Call your Congressional offices

• Build a relationship 

• Attend Advocacy Day, March 8-9, 2027, 
Washington, DC

mailto:Help@CJDfoundation.org


Awarded 8 Research Grants and    

2 Fellowships in 2026



Medical Education

October 2024:
• St. Josephs Univ Med. Ctr., NJ: 

Grand Rounds
• CareOne, NJ: Grand Rounds
March 2025:
• Univ. of WA, Seattle: Grand 

Rounds
April 2025:
• IN Funeral Directors 

Association: Funeral Education
September 2025:
• (HAI/AR) Prevention Program, 

KY: Infection Prevention

February 2026:
• John Carroll University, OH: 

Grand Rounds
• VHC Health, VA: Grand Rounds
• University Hospital Cleveland 

Medical Center, OH: Grand 
Rounds

March 2026:
• Houston Methodist, TX: Grand 

Rounds
April 2026:
• Wisconsin Dept. of Health 

Services, WI: Grand Rounds



Strides for CJD



Charity Navigator 



Finance report



2025 Revenue 
*Draft Audit Numbers

Revenue 2025

Contributions 2,025,571 

Fundraising and Special Events 589,989 
*Other income is comprised of conference income, 
miscellaneous income and in-kind contributions.

Memorial Research Grants 587,908 

Other Income* 600,244 

Total Revenue 3,803,712 

Contributions 
53%

Fundraising and 
Special Events 16%

Memorial Research 
Grants 15%

Other Income*
 16%



2025 Expenses
Functional Expenses 2025

Research Grants & Programs 911,495 

Family Services 568,894 

Fundraising and Special Events 135,317 

Administrative 158,279 

Medical Education Programs 44,300 

Advocacy 580,574 

Total Expenses 2,398,859 

Research Grants & 
Programs, 38%

Family 
Services 24%

Fundraising and 
Special Events 6% Administrative

 7%

Medical Education 
Programs 2%

Advocacy 24%



Strides for CJD 
Update
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