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s Helpline

FOUNDATION

* / Days
 More than 1,000 contacts each year

* Patient families, professionals, media,
oublic

* Referrals to professionals, studies,
orograms, caregiving materials, web
content and recordings




' Support Groups

FOUNDATION

_____Group | Type | Sessions _

Current Caregiver Current caregivers; co-led by volunteers 11
Current and past caregivers; sporadic and

Eastern Region genetic 9
Current and past caregivers; sporadic and

Western Region genetic 10

Genetic People at risk; current and past caregivers 8

Other Guest speakers, bereavement series 10

Total Sessions/12 months 48



Advocacy

Partnered with Akin
Fall 2023: CJD Awareness Day / Resolution
March 2024: Advocacy Day on Capitol Hill

Submitted request forms to Appropriations
Committee member offices each Feb./March

Submitted written testimony to Senate and
House each April/May



Advocacy

Recent updates:

* Report language in FY2025 appropriations bill,
including requested increase in CDC line item for
Prion Disease surveillance to $8.5 million

* Language about Prion Disease in NAPA
reauthorization bill



= ~ Scientific Conference and NIH
j Application

FOUNDATION

Conference: Mechanisms of

Neurodegeneration in Human Prion Diseases
and Their Intersection with AD/ADRD

November 12 - 14, 2024

Bethesda Marriott
5151 Pooks Hill Road
Bethesda, MD 20814




I» Launched New Website
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Conference Deadlines
Monday, June Sth: T-Shirt Guarantee

Monday, June 17th: Hote| Block Reservation O E T2 gl Y ;

Sponsorship Opportunities ¥

View Tentative Agenda *S { 0Y-3 ’
Reserve a Room at Hilton TJDES 0 EJ m
Washington DC Capitol Hill

Register or Sponsor Today Strides for CJD 2024
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ﬁ Launched New Website
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V dnage Visitors
After a prion disease diagnosis, your family may feel compelled to invite large
groups to your home to visit the patient or say goodbye to them. Before inviting a
large group, assess whether the patient might adjust well to the group. If visits
make the patient restless or agitated, It is best to ask visitors to come in pairs or
smmall groups, keep the visit short, and have low expectations for the patlent’s level
of Invalvemeant in the discussion.

Although the patient may be confused or even unable Lo communicate, you can ry
Lo include them in conversalicns, and speak Lo them kindly aboul your shared
history, your love for them, pride in their accomplishiments, and happy memaories
together.

Take Care of the Caregiver

Relieving your exhaustion and stress is crucial for both you and the patiant. You may have little time
1o care for vourself while caring for the patient, but self-care is vital. Exercising, getting adequate
sleep, and eating healthfully will benefit you and enable yvou to continue the grueling tasks of caring
far your loved one.




x Awarded 6 Research Grants and
IID. 2 Fellowships in 2024
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FOUNDATION

September 2023:

e Cape Cod Falmouth Hosp — Grand
Rounds

e Baystate Univ. of Mass Med
School — Grand Rounds

November 2023.
e Marion County Funeral Directors
Association

December 2023:
* |ntermountain Health Utah —
Grand Rounds

- Medical Education

January 2024:

* NYU Presby-Weill Cornell Medicine — Grand
Rounds

* NYU Langone — Grand Rounds

* Nassau Suffolk Funeral Directors Association

February 2024:
* Syracuse SUNY Upstate Medical University —
Grand Rounds

March 2024:
 Beth Israel Deaconess Medical Center

May 2024:

e Cornell and Mem. Sloan Kettering — Infectious
Disease/Grand Rounds

* Oregon Funeral Directors Association

e Harbor-UCLA Medical Center — Grand Rounds



. Strides for CJD 2023

FOUNDATION

« 23 Locations

« 2,740 Registrants
» Raised almost $600,000



CJD Foundation has earned a fifth consecutive 4-star rating

“This 1s our highest possible rating
and 1ndicates that your organization
adheres to sector best practices and

executes 1ts mission in a financially

efficient way...” CHARITY
“Only 21% of the charities we / NAVIGATOR

evaluate have received at least 4
consecutive 4-star evaluations,
indicating that Creutzfeldt-Jakob
Disease Foundation outperforms
most other charities in America.”
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Four Star Charity




Finance report



*Draft Audit Numbers

. 2023 Revenue & Support

FOUNDATION

Revenue & Support 2023
Contributions 790,279

Endowment Contributions 747,809 . . .

. . *Other income is comprised of conference
Fundraising and Special Events 746,062 . . . S

. income, miscellaneous income and in-kind
Memorial Research Grants 518,856 -

contributions.

Other Income* 414,726
Grants & Major Gifts 74,890
Total Revenue & Support 3,292,622

Fundraising and
Special Events 23% —

Memorial Research

/ Grants 16%

Endowment
Contributions, 23%

Other Income*
- 13%

~~__ Grants & Major Gifts
2%



Functional Expenses

Research Grants

Family Services

Fundraising and Special Events
Administrative

Medical Education Programs
Advocacy

Total Expenses

2023 Expenses

*Draft Audit Numbers

2023
818,782
661,092
179,355
166,228

75,257
74,328

1,975,041

Family

Services 33%
~

Fundraising and

Special Events 9%
/— p

Administrative
8%

L —

Medical Education
Programs 4%

\Advocacy 4%
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