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Share Hope + Take Action During PWSA | USA's 2022
Angel Drive Campaign!

3 uppoud the 2022 Augel Duiveg

We are very excited to share the 2022 PWSA | USA Angel Drive kicked off this
week and are counting on YOU to share your hope + take action! Make an
impact by clicking the button below or by texting Angel2022 to 99192 through
December 31, 2022.

Thank you for your generosity! Be on the lookout for more Angel Drive
opportunities in the coming weeks.


https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/45FE7318-BFA5-49B7-8F69-4C5602BE36EC/c
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https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/F666F94F-0134-4F40-91D9-A37282F94C07/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/8C692831-2924-48DE-8747-580EA5070F87/c
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PWSA|USA 2023
NATIONAL CONVENTION

We are very excited to share that
Singer/Songwriter Austin Ellis, who was
featured on season six of "The Voice," will

perform at PWSA | USA's National

Convention Welcome Reception on Thursday,
June 22, 2023. Convention registration will be
available soon for our community!

! Prader-Willi Syndrome Association | USA

BEHAVIOR SUMMIT

Learn More Here

% . V' oave the ate!
V4 P,raderwl\h\ _
i CLINT HURDLE
HOT STOVE DINNER
MARCH 25. 2023
- v $250 per person

More details coming soon
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PWSA|USA 2023
NATIONAL CONVENTION

Learn More Here



https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/064A65C6-AFD3-4ADA-A607-E885D4F81A53/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/642B4B0E-BBFD-4644-9105-40A3793D0394/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/23CED7AB-8DAB-4BAB-861F-0AABC788BADE/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/7FFB8B2B-1F33-41E1-8F53-D89FEA6F9B26/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/E3FE6916-82C6-4BA4-B026-4B075E0B9118/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/E65FB2D2-5B74-45AA-B990-548955C6D541/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/51F62810-00D0-44CC-A3CF-797792CEA54C/c

LEARN MORE ABOUT AUSTIN ELLIS

% ADVOCACY.

Broncos' Football Player Caden Sterns Continues to Share
his Support and Awareness for PWS

Denver Broncos player Caden Sterns continues to show support and
awareness for our community and his friend Brooklyn, who is living with PWS.
Brooklyn recently attended a Broncos game to cheer Caden on, while sporting
matching shoes that showcase their strong bond as each other's "Warrior."

Last year, Caden selected PWSA | USA as his charity of choice for the NFL's
"My Cause My Cleats" campaign in honor of Brooklyn. You can read more about
that, as well as Caden and Brooklyn's connection at the button below. Thank
you, Caden, for being an advocate!

READ MORE HERE

%) FAMILY SUPPORT

PWSA | USA to Host FREE Behavior Summit


https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/2F2124EB-AD22-4B7B-BD10-E66D090BB435/c
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4 Prader-willi Syndrome Association | USA

' BEHAVIOR SUMMIT

Kasey Bedard,

Patrice Carroll, Cindy Szapacs,
Stacy Wal'd, MS LlCSW PthqI :ﬁBA'DJ M-Ed- BCBA

LEARN MORE & REGISTER HERE

Operation Holiday Cheer Applications Now Available!

Due to the generosity of an

|5!r'cdfzr W|||| anonymous donor’s gift, PWSA | USA
°°°°°°°°°°°°°°°°°°°°° is able to bring holiday cheer to
families in need this holiday season!
OPERATION We will identify a select number of

families to receive gift cards to be

HO Ll DAY C H EE R used to help ease the financial

stresses of the holidays.

To be considered, please fill out our
Operation Holiday Cheer application
by clicking the button below.
Applications are due no later than
Tuesday, November 30, 2022.



https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/C1EC4381-1F3E-45D4-869B-B87CB906DE25/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/AE3BE930-5E50-4DC9-AFC1-E53720281844/c

APPLY HERE

It's Flu and RSV Season - How to Protect Your Child

With Flu season upon us and an
increase in RSV outbreaks, it's
important to know how to protect
your child living with PWS. PWSA |
USA's Family Support Team offers
helpful information and current CDC
recommendations at the button
below.

If you have questions, contact us at
(941) 312-0400 or info@pwsausa.or

LEARN MORE HERE

{2l RESEARCH

Order your Digital Copy of the Fourth Edition Management
of Prader-Willi Syndrome TODAY!

The fourth edition of the book Management of Prader-Willi Syndrome is now
available for purchase. This publication, edited by Merlin G. Butler, Phillip D.K.
Lee, and Barbara Y. Whitman, gives extensive details on physiology and
treatment, genetics and diagnosis, as well as multidisciplinary management.

You can order the e-book version by clicking the button below. The hardcover
version will be available for pre-order soon.


https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/E3238F82-30C4-4D73-9D37-1D7F23582A06/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/7E4C7B0E-825A-49A3-A37E-F29AA655EEC3/c
mailto:info@pwsausa.org
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/E6FB3CC4-13C2-4793-BAFA-B6BE36CB2B54/c

Management
of Prader-Willi
Syndrome

-

Merlin G. Butler
Phillip D. K. Lee
Barbara Y. Whitman
Editors

ORDER THE E-BOOK HERE ]

Harmony Biosciences Encouraged by New Data in
Pitolisant Phase 2 Study

Harmony Biosciences Shares
Update on Pitolisant Study

This week, PWSA | USA received
new information from Harmony
Biosciences regarding its Phase 2
study of pitolisant. This study's
purpose is to evaluate the safety and
efficacy of the drug in patients with
Prader-Willi syndrome.

HARMONY

Click the button below to read
Harmony's community-facing
statement and full press release.

LEARN MORE HERE

PWSA | USA ANNOUNCEMENTS



https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/08E3316F-3154-43FE-9E1B-85B1A2A19B0E/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/C37DB9BF-00B0-4287-92BD-4E59711B91DE/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/4BCB75AA-37F2-4B2B-9EED-3494CB7AA2CA/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/5A4A2395-0CC6-4C16-AB3C-F5E97326D72E/c
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SPOTLIGHT ON HOPE

Make-a-Wish Foundation recently
granted their 1,000 wish to "Super"
Logan (11), who is living with Prader-
Willi syndrome. Logan was recently
featured on KBAK News in
Bakersfield, CA for saving the
Tehachapi Apple Festival! Read
KBAK's full story and see pictures
from the festival at the button below.
Way to go, Logan!

Photo credit: Emilio Pasamante

S . Between NOW and January 14,
PWSA | USA PROVIEE S S 2023, you can support PWSA | USA

Help+Hope

during this year's Combined
Federal Campaign (CFC)! The CFC
is a program through which you can

give to the charity of your choice.

CFC #10088
The campaign’s mission is to provide

“all federal employees the
opportunity to improve the quality of
life for all.” Please consider
supporting PWSA | USA as we
continue to provide help and hope to

>CFC

Combined Federal Campaign

families around the world.

PWSA | USA’'s CFC ID # is 10088


https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/F58DCAEA-E050-4490-8944-3DA2D69BC35E/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/F1BDF568-630F-434E-9CC1-C20E0714FFB9/c
https://eml-pusa01.app.blackbaud.net/intv2/j/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA/r/FE84BC2E-609F-4DC0-A221-DAA3A1B72AAA_03df6f03-07b0-4bec-8cd8-2bb02607c5ee/l/F93B3BC9-4093-4ABE-A824-98EC8F7D60F3/c

LEARN MORE ]

Your gift to PWSA | USA ensures

individuals and families living with DONATE
Prader-Willi syndrome have the
connection, guidance, and hope

they so desperately need. Thank 'i u ﬂ m
you! .

Privacy Policy | Unsubscribe
Prader-Willi Syndrome Association | USA
1032 E Brandon Blvd #4744 Brandon, FL 33511
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" We're graleful for

your support

Dear friends,

As we get closer to the end of 2022, we gratefully pause
to wish you a warm and happy Thanksgiving. While we
know many of our families and caregivers feel stress
and anxiety during this time of year, remember that we
are always here for you.

As a reminder, our staff is available to answer calls at
our 24-Hour Support Line - (941) 312-0400.

Thank you for everything you have done to support PWSA | USA and the PWS
community. On behalf of myself, our Board of Directors, and staff members, we
appreciate you deeply and wish you a safe, healthy, and joyful holiday season.

Warmly,


https://eml-pusa01.app.blackbaud.net/intv2/j/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B/r/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B_5899ef07-6d2a-4d6e-a278-e066712d41dd/l/3EB77AF4-9CEA-42B5-93F1-9C80403009DB/c
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Yo % Purard
Paige Rivard, MBA | CEO
Mom to Jake (12)

PWSA1 USA

Celebrate the Season of Giving by AVE
Becoming a "Selfless EIf!"

&‘@Gﬁ %{? hope u}ilted
> é éw PWSA | USA Closed

When: Thursday, November
This holiday season make a commitment 24,2022 & Friday,
to GIVING HOPE rather than getting gifts! In just November, 25, 2022
five minutes, you can sign up to be a PWSA | USA
"Selfless EIf" to help raise funds in support of the

many needs within our PWS Community. i e %q‘, ’:ﬁkvﬁ t’m x‘f
All funds raised by our selfless elves will help to lel NG
support PWSA | USA's work in Family Support, TUESDAY

Advocacy, and Research! Learn more and sign up
TODAY at the button below.

Giving Tuesday
When: November 29, 2022

Learn More Here

Click Here to become a Seﬂé@@% 8%
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\\ Save the Date!
CLINT HURDLE
HOT STOVE DINNER

MARCH 25. 2023
$250 per person

&5 TN
2023 Clint Hurdle Hot
Stove Dinner
%g S%WD 2022 %%‘\@ When: March 25, 2023
%
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37th National Convention

More details coming soon

When: June 21 - 24, 2023

Learn More Here

@"‘ ADVOCACY

Join us for an Externally-Led Patient-Focused Drug Development
Meeting (EL-PFDD) at PWSA | USA's 37th National Convention,
June 21-24, 2023 in Orlando, FL!

This is a U.S. Food and Drug Administration (FDA) program and the
first for our PWS community

On Thursday, June 22, 2023, in conjunction with our PWSA | USA National
Convention in Orlando, Florida, PWSA | USA will host an Externally-Led
Patient-Focused Drug Development meeting (EL-PFDD) where the U.S.
Food and Drug Administration (FDA) and other stakeholders will be in
attendance. The meeting will take place between 12:00 - 4:30 p.m. EST at the
Hilton Orlando Buena Vista Palace.

This historic event is intended to help educate the Agency, the public, and
other stakeholders about the challenges of living with Prader-Willi syndrome
(PWS) and to underscore the unmet needs of the PWS community. Read our
full press release announcement at the button below.
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PWSA|USA 2023

NATIONAL CONVENTION

LEARN MORE HERE

November is

National Family ‘4

November is recognized as National
Family Caregiver Month and we
want to take this opportunity to say
thank you to the wonderful parents
and caregivers in our PWS
community. You are making an
amazing impact in your loved one's
life.

While we work hard to support our
loved ones, it's just as important to
take time to care for ourselves.
PWSA | USA's Family Support team
offers ways to de-stress and carve
out some "me time" at the button
below.

LEARN MORE HERE J



https://eml-pusa01.app.blackbaud.net/intv2/j/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B/r/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B_5899ef07-6d2a-4d6e-a278-e066712d41dd/l/142E6A4E-94A0-4642-916C-85ADCB583FC5/c
https://eml-pusa01.app.blackbaud.net/intv2/j/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B/r/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B_5899ef07-6d2a-4d6e-a278-e066712d41dd/l/A5FA7D72-8E90-4500-8E73-EEE94BE7641B/c
https://eml-pusa01.app.blackbaud.net/intv2/j/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B/r/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B_5899ef07-6d2a-4d6e-a278-e066712d41dd/l/932C615D-66A5-4601-95CC-0894129473B4/c
https://eml-pusa01.app.blackbaud.net/intv2/j/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B/r/0ADF9879-6DE4-4B34-ABF4-5B9F32E1455B_5899ef07-6d2a-4d6e-a278-e066712d41dd/l/B1CF26DA-F69E-4F15-B311-5F81663F3944/c

PWSA | USA to Host FREE Behavior Summit

4 Prader-Willi Syndrome Association | USA

&? BEHAVIOR SUMMIT

. Kasey Bedard,
Stacy Ward, Ms [lj Patrice Carroll. B o 'h ~ BCBA-D,

Cindy Szapacs,

LICSW M.Ed. BCBA

IBA

LEARN MORE & REGISTER HERE

Time is Running Out to Submit an Operation Holiday Cheer
Application!

Due to the generosity of an anonymous donor’s gift, PWSA | USA is able to bring
holiday cheer to families in need this holiday season! We will identify a select
number of families to receive gift cards to be used to help ease the financial
stresses of the holidays.

To be considered, please fill out our Operation Holiday Cheer application by
clicking the button below. Applications are due no later than Wednesday,
November 30, 2022.
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Management
of Prader-Willi
Syndrome

-\
Merlin G. Butler

Phillip D. K. Lee
Barbara Y. Whitman
Editors

€) Springer

The fourth edition of the book
Management of Prader-Willi
Syndrome is now available for
purchase. This publication, edited by
Merlin G. Butler, Phillip D.K. Lee, and
Barbara Y. Whitman, gives extensive
details on physiology and treatment,
genetics and diagnosis, as well as
multidisciplinary management.

You can order the e-book version by
clicking the button below. The
hardcover version will be available for
pre-order soon.
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ORDER THE E-BOOK HERE ]

Find the Most Updated Information Regarding Clinical
Trials

A reminder to our PWS community
that you can learn which PWS
specific clinical trials are currently
recruiting, and find data shared
about ongoing and completed
studies by visiting clinicaltrials.gov.
For those interested in participating,
you will find various trials that are
being conducted for all ages, both
nationally and internationally.

Visit the clinical trials website by
clicking the button below.

LEARN MORE HERE J

PWSA | USA ANNOUNCEMENTS

% Pwsa | usaAs

SPOTLIGHT ON HOPE

Spreading the Love for PWS!

PWS sibling Austin, 14, has been using his new entrepreneurial skills to raise
money for PWSA | USA and awareness for our rare disease community. How?
By making and selling jam!

"Supporting PWSA | USA is important to me because my sister Lola has PWS,
and | have a deep conviction to help support an organization that is working to
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better the lives of those with PWS,"
said Austin.

Learn more about this amazing
spotlight on hope, and how you can
support Austin by clicking the button
below.

Starting in 2023, we are looking
for a CPA/financial
professional to fill the officer roll
of Board Treasurer.

If you are interested in this
position or would like more
information, please contact the
current Board Treasurer, Pam
Zambrotta at pzambro@gmail.c
om or CEO, Paige Rivard at
privard@pwsausa.org.

You
flv]o]in]a
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We are halfway through our 2022 Angel Drive campaign and
want to extend a heartfelt THANK YOU for your support!

There is still time to help make an impact on all of the ways
PWSA | USA supports individuals affected by PWS and their
families through our Advocacy, Family Support, and Research
initiatives.


http://www.pwsausa.org/
https://eml-pusa01.app.blackbaud.net/intv2/j/5E632496-7D97-41C5-B294-CAE470973945/r/5E632496-7D97-41C5-B294-CAE470973945_cc74e9fe-a21e-4225-842e-75a88a0ddc37/l/00B6A662-F496-4CD9-8526-85D404204A86/c
https://eml-pusa01.app.blackbaud.net/intv2/j/5E632496-7D97-41C5-B294-CAE470973945/r/5E632496-7D97-41C5-B294-CAE470973945_cc74e9fe-a21e-4225-842e-75a88a0ddc37/l/A435E31B-1698-4CD5-8AB0-109E69FF9B64/c

Your gift to the 2022 ;*-Tt-u}.efﬁ- Drive will...

Directly help those living
with PWS and their
families receive support
from PWSA | USA’s
Family Support team

Make sure to share what
your Hope is for your
family or loved one in our
online donation form!
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Text Angel2022 t0 99192 to Scan the QR code to
give on your mobile device complete your donation!

SCAN ME

DON'T FORGET: Help us build our Thread of Hope by sharing
what your hope is for the new year when you make a gift online!

A CURE FOR PWS

GOOD HEALTH

GET MORE INVOLVED WITH VOLUNTEERING ‘%

y, s HOPE

ENJOY TIME WITH FAMILY AND FRIENDS
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Tell your family and friends that taking action
for PWS is at the very top of your holiday wish
list. Click the button below to sign up as a
Selfless EIf and start encouraging donations
in lieu of gifts and in honor of your loved ones.
It only takes five minutes to create your own
Selfless EIf page!

Funds raised during our Selfless EIf campaign
will support the 2022 Angel Drive.

GI¥ING
TUESDAY
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This Giving Tiesday | am

#GivingGratitude for...

3 "
Prader-Willi ... o ngeldivezoze ?&K‘I:)NS

Help us spread the word by taking a photo
with our #GivingGratitude sign!

Are you planning on making a year-
end gift? Giving Tuesday is just a few
days away and is the perfect
opportunity to show your support!

Thanks to the generosity of a group
of anonymous donors, your Giving
Tuesday donation and any donations
made to PWSA | USA's Angel Drive
through December 31, 2022 will be
MATCHED dollar for dollar up

to $37,000. Make a gift starting
November 29, 2022 and give twice
the good this holiday season!
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