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FINANCIALS (audited)

OPERATING SUPPORT AND REVENUE

Contributions and Grants.........ccevueeeeeeueeeeeeennnn. $779,775
Fundraising and Special Events ....................... $537,810
Other ReVENUE ....eeeiiiiieeeeeeeeeeeeeee e $506,487
Total Operating Revenue ......................... $1,824,072

OPERATING EXPENSES

Program Services

Family SUPPOIt «.cvveeeiieeiiecicecee e $306,336
Advocacy & AWareness ......ccccceeeueeeeeeeennenneeen. $292,217
RESEAICH ..o $49,460
National Convention ......cccceeeeveevueeeeeeiieeeeeennn. $446,798
Total Program Services ...............cccuuee...e. $1,094,811
Supporting Services

Management & Administration ...................... $545,540
Fund Development .......c.cccceecvveieeciieeenneeeennne. $253,089
Total Support Services ..........cccceeeeeeennnn. $798,629
Total Operating Expenses ....................... $1,893,440

Change in Net Assets from Operations | $(80,846)

Net increase/(decrease) in fair value of investments | ($131,899)
Net increase/(decrease) in beneficial interest in trust | ($81,778)
Net Gain/(Loss) on Sale | $121,493

Change in Net Assets | ($69,368)

Net Assets (beginning of the year) ........... $2,767,991
Net Assets (end of year) ...........ccceeeenneeenn. $2,698,623

FUNCTIONAL EXPENSE
BY CATEGORY

B Family Support Program

I Research Program

I Advocacy Program

B Fund Development

" | Management & Administration
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SUMMARY

Number
of Sessions
Offered

atiifdliniin,

964

Total Number
of Registrants

Number of
Speakers

HIGHEST ATTENDED SESSIONS

Family Conference Keynote Presentation:

Caring for the Caregivers

(Fireside Chat) Conversation with the
Clinicians: A Synergistic, Multidisciplinary
Approach

3 Clinical Trials Update

4 Genetics in PWS 101 / Standards of Care
for PWS

5 Medical and Scientific Conference Recap

WHERE IN THE WORLD DID ATTENDEES TRAVEL FROM?

« Dominican Republic
e Costa Rica
« Panama

VOLUNTEERS

@ Parent Conference Volunteers
@ PWS Camp Volunteers

« United States of America « Canada

« Germany ¢ Hungary

« Puerto Rico « United Kingdom
« France « Australia

+ India

+ United States Minor Outlying Islands

HOPE UNITED GALA

@ Silent Auction ltems
e Live Auction Items

NUMBER OF ATTENDEES BY EVENT
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Medical &
Scientific
Conference
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o
i
EL-PFDD
Meeting

<

:  PWS (AMP

Hope United
Gala

344

W

Professional
Providers
Conference

72
)

Family
Conference

453

PWS Camps

AV

*

Night Under
the Stars Gala

81



https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=e70cf35d-ace9-4076-86b2-cc5f7ec512cd
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=e70cf35d-ace9-4076-86b2-cc5f7ec512cd
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=cbd57002-7287-40a7-98bd-47215a16901a
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=cbd57002-7287-40a7-98bd-47215a16901a
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=cbd57002-7287-40a7-98bd-47215a16901a
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=fe482d52-5670-4c13-80bf-9f2d3b80f386
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=cbd57002-7287-40a7-98bd-47215a16901a
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=cbd57002-7287-40a7-98bd-47215a16901a
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=cbd57002-7287-40a7-98bd-47215a16901a
https://app.cvent.com/subscribers/events2/AgendaAndFees/SessionDetails/Index/View?evtStub=b193c339-c5fa-4572-9764-90ec701d5482&prodstub=33979421-bd9d-4261-af80-f27733d1ddc1

TESTIMONIALS

| have attended numerous medical
conferences, family conferences, EL-PFDD
meetings, and galas across a vast range of
therapeutic areas (although never all in the
same week), and this surpassed them all. The
details of the conference were also very
inclusive and accessible, including the clinical
trial panel, siblings panel, the siblings camp,
Dad’s Den, and ASL translator. Numerous
families that | met were so thankful for the
opportunity to be connected with their
"second family."

- June, Acadia Pharmaceuticals

We are so grateful for the outstanding
Conference! All who participated were
impressed by the thoughtful program, the
informative sessions, and the special bond
created among us all. Importantly, the powerful
interactions did not stop when the meetings
were over: the event gave rise to new
collaborations united in the Hope to bring safe
and effective drugs to those with PWS!

- Dvorit, Aardvark Therapeutics

PWSA |USA 2023
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The Arc of Alachua County’s PWS program
wishes to congratulate and extend our sincere
appreciation for the outstanding PWS | USA
conference 2023! The FDA Externally-Led
Patient-Focused Drug Development session
was a powerful example with a particularly
meaningful and strong impact on all attendees.
One cannot help but get the feeling PWS | USA
is on the verge of very significant
accomplishments for people living with PWS.

- Mark, Arc of Alachua County (Residential Provider)

| loved this convention. It felt like such a safe and
happy place. | learned lots of new information
that I'm implementing daily right now.

- Anonymous, PWS Parent

The atmosphere at the convention was very
warm and joyful. The theme of 'hope' was ideal
for this year, as you could just about feel the
hope that filled the area as families interacted
with each other!

- Anonymous, PWS Parent

Find more 2023 National
Convention recap information at:
https://www.pwsausa.org/2023-

national-convention-2/



https://www.pwsausa.org/2023-national-convention-2/
https://www.pwsausa.org/2023-national-convention-2/
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Family Conference Session Recordings Now PWS CAMP VIDEO

Available for Viewing! Click the image below to watch!



https://www.pwsausa.org/2023-national-convention-photo-gallery/
https://www.pwsausa.org/2023-national-convention-session-recordings/
https://www.pwsausa.org/2023-national-convention-session-recordings/
https://www.youtube.com/watch?v=Nld4jkMudW4
https://www.youtube.com/watch?v=Nld4jkMudW4

THANK YOU SPONSORS

(DIAMOND SPONSOR)
N 5o ENO

( EL-PFDD SPONSORS )

Jamie and Tiffany
The Steele Family

“

é%/g;,/?ggx%THERAPEUTICS H3 HARMONY

BIOSCIENCES

( PLATINUM SPONSOR )
|3 HARMONY -

BIOSCIENCES EVERYLIFE

FOUNDATION
FOR RARE DISEASES

( CILVER SPONSORS ) ( BRONZE SPONSORS )

yay, Prader-Willi
SYNDROME ASSOCIATION | Colorado
The Arc.

GEDEON RICHTER of Alachua County

b%odzr-wnn

SYNDROME ASSOCIATION | New Jersey
SAVING AND TRANSFORMING LIVES

Acadia Pharmaceuticals, Inc.
Fyzical Therapy & Balance Centers

THE GUITAR HOTEL  HOLLYWOOD, FL

Neuren Pharmaceuticals
Torbert Produce, Inc.

handbid Family

James Hervey Johnson Charitable Educational Trust

GARTNER IN HOPE SPONSOR9

AME Community Services, Inc.
Aardvark Therapeutics
ConSynance Therapeutics
Latham Centers, Inc.
Minnesota Prader-Willi Syndrome Association
Nathal & Nathal Produce
Nexus Childrens Hospital — The Woodlands
Novo Nordisk
OT4B
Prader-Willi Homes
Prader-Willi Florida Association
Prader-Willi Syndrome Association of New England
PWSA of Ohio
Susan A. & Donald P. Babson Charitable Foundation
Texas Prader-Willi Association
Utah Prader-Willi Syndrome Association

( FRIEND IN HOPE SPONSORS )

A & J Produce
Catholic Charities Disabilities Services
Georgia Association for Prader-Willi Syndrome
Prader-Willi California Foundation
Prader-Willi Alliance of New York
PWSA of Arizona
RBC Wealth Management
US Foods

C HOPE UNITED GALA SPONSORS )

| ,J The Marx ﬁ%-

TORBERT PRODUCE, INC.
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GEDEON RICHTER /Mainstay OtAb. =-3|f9P99dy
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