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PWS Awareness Month begins in May, and with it, PWSA |
USA will unveil an exciting surprise for our community on our
social media pages! Make sure you follow us (@PWSAUSA) to
see all of the puzzle pieces in the above graphic revealed. We
can't WAIT to show you what we have in store!

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/025D100E-9A87-4971-974D-9C8B5D504066/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/48E3171C-8137-45CD-AE1C-0ACBD3319368/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/B5A5AE57-9E7C-4BF0-888E-E039CC2D6A19/c
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With PWS Awareness Month just around the
corner, PWSA | USA has added new merchandise
to our online store! Show your PWS Pride during
the month of May, and all year long, with our Hope
defined and PWS is RARE but HOPE is NOT
items, including shirts, sweatshirts, water bottles,
coffee mugs, hats, onesies, and so much more.
Get yours TODAY in time for PWS Awareness
Month by clicking the button below!

SHOP HERE!

"No Gimmes for Jimmy"
Annual Charity Golf

Outing

When: Friday, May 6, 2022

Learn More Here >>

PWANY 30th Annual
Conference

When: May 20 - May 21, 2022

Learn More Here >>

11th Annual IPWSO
Conference 2022

When: July 6 - 10, 2022

Learn More Here >>

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/F8DD4689-31A1-438A-8CDE-18C3F14CC724/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/DE2101B1-1357-424A-B8B6-148ECB1936B6/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/D2BEF1C4-A80D-4803-BFFE-843FDE205CCE/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/FDEDD4C2-72C2-41DC-A669-05A13D0F05C0/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/042ED514-3FE8-43F6-A6BC-05F78001BD56/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/46098428-3FD8-4CC0-84E9-EAB275BCC0C2/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/836A259A-F6F3-4F03-BD64-58CBF94FC71C/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/15209FE3-3FBD-4A82-9647-F0A964E09A1C/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/149D1474-0782-4880-83B0-8C90EB373900/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/CE2E694D-4DB2-4201-9A5F-1B98FF916774/c
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Do you know someone who
deserves recognition for spreading
PWS awareness? Throughout May,
we want to spotlight those in our
community for the efforts they are
making and the strides they are
taking to help inform others about
our rare disease community.

If you know someone who regularly
shares their story through social
media or a blog, hosts an

inspirational podcast, organizes events to support the PWS community - we
want to shine a light on them! Simply fill out the form at the button below and
submit an image if you have one to share.

For any questions, please reach out to us at communications@pwsausa.org.
Thank you!

SHARE YOUR SPOTLIGHT STORY HERE

The 8th Annual Clint Hurdle Hot Stove Dinner was a major success because
of YOU, our PWS community! Thank you to those who sponsored the event,

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/139C2AC1-1A92-4F79-A671-8FA82239C9F8/c
mailto:communications@pwsausa.org
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/C281C26D-7C45-4867-9120-22B467F5977D/c
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joined us on the island, tuned in virtually, placed bids in our auction, and
participated in the Coconut Helicopter Drop and raffle.

We want to give a special shout out to Clint and Karla Hurdle. It’s because of
their hard work and dedication to PWSA | USA this amazing event is even
possible and raises necessary funds for our Family Support programs. We
would also like to say a special thanks to our event partner, Leaving Legacies
Foundation. We are sincerely grateful!

Today at 2:30 p.m. EST, PWSA | USA hosted the first webinar of our four-part
series - "Find Your Voice: Advocating for PWS Health Care." If you were not
able to join, we will share the recorded presentation on our YouTube channel
early next week. This webinar series provides helpful tools and resources on
health care advocacy for our PWS community.

Our next webinar will take place on Friday, April 8, 2022 at 2:30 p.m. EST. The
presentation will be led by PWSA | USA's Medical and Research Coordinator
Lynn Garrick, who will discuss key advocacy points and common urgent health
topics, including GI problems, fragile bones, skin picking, food seeking and
weight management.

Learn more and register in advance by clicking the button below.

Gavin's Sweet 16 Run Against PWS

Thank you to everyone who
helped Joe reach his goal of

$26,200! Can you help him get
to his new goal of $32,000?

"When I began this special project to
honor my brother Gavin just a few
short months ago, it was my greatest
hope to raise at least $16,000 in

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/9791EF1D-BFE5-4D6F-B262-DFA5043AE37D/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/9D110E9E-EBDE-4ADD-AD6E-7518DE9B8F6C/c
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honor of his 16th birthday. I can’t
begin to thank everyone who helped
us to get there AND blew our whole
family away by helping us to reach
our second goal ($26,200) to reflect
the 26.2 miles that make up the
Boston Marathon’s length. I am so
inspired by the support and so
grateful for the donations, the
encouragement, and the momentum
of this effort. With the marathon less
than one month away, I am
increasing my goal to $32,000
- double my original goal. If you have
already donated…. THANK YOU! If
you have not, join me in raising

awareness and much-needed funds in my Race Against PWS!"

SHOW YOUR SUPPORT HERE

Looking for a Fun and Easy way to Raise Money and Awareness
for PWS at your School or Workplace?

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/0D14D3BE-2BE7-4AFF-B956-87E6D3493D78/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/11F1FA4C-8382-4599-9122-0C2CA2D784D2/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/C08963FD-2312-4BE6-8E53-EA82DB6089C2/c
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We want to give a BIG thank you to Denison Parking for hosting a
Wear Jeans for Rare Genes fundraiser at their workplace last Friday, in
support of PWSA | USA. Their CEO even MATCHED the funds raised

dollar for dollar!!

Wear jeans for rare genes ALL
YEAR LONG! You can help PWSA |
USA provide care for families in our
community by simply wearing your
jeans and donating a few dollars.
Pick a date to host a "Wear Jeans for
Rare Genes" event with your school,
community group, coworkers,
church, etc. to help raise money for
PWSA | USA!

Find all of the information you need
to start your own "Wear Jeans for
Rare Genes" event, including a
customizable letter and flyer, by
clicking the button below. If you have

any questions, please reach out to us at events@pwsausa. org.

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/3368B617-5BC0-46B0-9B65-08859C38E0F1/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/C3968AD9-046D-4843-97BB-52E2FF0C2F28/c
mailto:events@pwsausa.org?subject=Wear%20Jeans%20for%20Rare%20Genes
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LEARN MORE

PWSA | USA's April Advocacy in Action Webinar will Feature
Guest Speakers from the FDA

As our community continues down the ever-evolving road of drug trials to
enhance the lives of those who have PWS, PWSA | USA would like you to join
us as we bring you a live webinar featuring two speakers direct from the U.S.
Food and Drug Administration (FDA)! 

A registration link will be available soon. Learn more about this exciting
opportunity by clicking the button below.

LEARN MORE HERE

PWS Emergency Preparedness Checklist

The weather seems to be getting
wilder and fiercer. From devastating
hurricanes to raging wildfires, natural
disasters destroy lives and property.
Disaster often happens with little to
no warning, leaving you cut off from

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/FFDD2F2F-5473-41D0-80BD-B258AD31A74B/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/8E1B9C95-26B1-4516-ADF4-49A27CC2B35F/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/64794A09-07AC-4244-A40E-B00DEA73B7E7/c
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the world for days.

Being prepared is important to
surviving and recovering from a
disaster. PWSA | USA has put
together an emergency checklist to
help in your preparation to best
support your loved one with PWS.

DOWNLOAD THE EMERGENCY PREPAREDNESS CHECKLIST HERE

PWSA | USA's Updated Medical Alert Booklets Now Available for
Download and Hard Copy Purchase!

PWSA | USA’s newly updated
Medical Alert Booklet is now
available! This handy guide is a
valuable resource for medical
providers, family members, and
caregivers worldwide. 

The Medical Alert Booklet was
developed by physicians and medical
experts with expertise in Prader-Willi
Syndrome (PWS). It alerts medical
practitioners and guides treatment
relating to complications that can
develop in individuals with PWS. The
booklet also includes a life-saving
gastrointestinal (GI) chart,
postoperative monitoring, and so
much more.

By utilizing the information in the
Medical Alert Booklet, families and

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/A3503115-2AA4-47A4-8B58-0A8E40A69D68/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/2EC5205B-87CC-4348-9388-A6EC895F9F16/c
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caregivers can better understand and advocate for the health needs of individuals
living with PWS.

The Medical Alert Booklet is now available for download in a PDF format. Hard
copies will be available in PWSA | USA's online store soon.

DOWNLOAD THE MEDICAL ALERT BOOKLET

What Type of Research Matters to You?

We want to know what PWS
research matters to you most! Please
take a moment to help inform our
next phase of research efforts and
related programming by taking a brief
five-minute survey to share your
thoughts and preferences for the
type(s) of research PWSA | USA
should support moving forward.

Find the survey link by clicking the
button below.

LEARN MORE HERE

Join Our Team!

PWSA | USA is currently looking for
an Executive Assistant to the CEO.
We are headquartered in Sarasota,
FL, but this will be a remote position.

The Executive Assistant to the CEO
will provide a broad range of highly
skilled administrative services, and
must be effective, timely, efficient,

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/ACE53C57-7C7E-4CA1-B38E-65BB1B82F051/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/EBA1A416-6166-4549-9EFB-47289DE9C4FC/c


10/10

and proactive to ensure
organizational objectives are
accomplished. The Executive
Assistant will also provide
administrative services on occasion
to other Directors within the
organization as needed.

Read the full job description and find
out how you can apply by clicking the
button below.

LEARN MORE HERE

Your gift to PWSA | USA ensures individuals and
families living with Prader-Willi syndrome have

the connection, guidance, and hope they so
desperately need. Thank you! Donate

Privacy Policy | Unsubscribe
Prader-Willi Syndrome Association | USA

8588 Potter Park Drive, Suite 500 Sarasota, FL 34238

https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/801E1B56-5680-4900-AB9B-DC589B6D96A6/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/CAAED142-290F-456C-9E5A-E7EE29667746/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/BB0000FE-E17F-4815-827B-BFDB9E5C8217/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/BA6E3414-0713-4C59-8B2D-3D327E2EF2E9/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/1A73FABA-D16E-47CE-AED6-84A5DD59490A/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/15D13BEA-574F-48E6-A390-D3E7A1196D33/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/E2C03479-BF62-4A4C-B49C-0D81CE8DE155/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/6630BECE-069D-4F40-AFE7-78A180C06691/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/CB992FB9-D00E-46BF-ADB3-F849D2A441CF/c
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/oo
https://eml-pusa01.app.blackbaud.net/intv2/j/B1C3BC82-A717-4F90-9AFA-CDF90700784E/r/B1C3BC82-A717-4F90-9AFA-CDF90700784E_d46e6638-4115-4475-a8f4-895ed9fcd493/l/A1FD121E-EFF1-4C99-92B0-EBFC1FFAEC02/c
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We are excited to share another hint about PWSA | USA's
upcoming special announcement, which will be revealed during
PWS Awareness Month, specifically on May 15, 2022 - PWS
Awareness Day! If you haven't done so already, make sure you
follow us on Facebook (@PWSAUSA) to see all of the puzzle

pieces and details about this brand new initiative. We can't
WAIT to show you what we have in store!

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/107B6845-8BE7-406A-98E2-CFAAA9DF574A/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/647AF93E-94E7-49B1-A041-24D16CC4F28C/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/19398D74-095F-47FD-A799-E6AEF69E7DBD/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/F53FB313-F61E-4675-82DE-8D23E212BD74/c
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With PWS Awareness Month just around the
corner, PWSA | USA has added new merchandise
to our online store! Show your PWS pride during
the month of May, and all year long, with our NEW
Ask Me... About PWS, Hope defined, PWS is
RARE but HOPE is NOT items, including shirts,
sweatshirts, water bottles, coffee mugs, hats,
onesies, and so much more. Get yours TODAY by
clicking on the button below!

Find Your Voice:
Advocating for PWS
Health Care Webinar

Series

When: Friday, April 22, 2022
& Friday, April 29, 2022

Learn More Here >>

"No Gimmes for Jimmy"
Annual Charity Golf

Outing

When: Friday, May 6, 2022

Learn More Here >>

PWANY 30th Annual
Conference

When: May 20 - May 21, 2022

Learn More Here >>

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/988C051F-8A76-4571-B131-90279D3D4C0D/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/7D1993DF-B613-4CF9-A642-C3A8C6A7C16D/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/017A5B87-A3AC-4889-B8E1-AC9663C657DB/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/39178118-9C01-4424-B600-59C3CB9B666B/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/F0B3D809-3299-45B8-B900-3E23D6A52012/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/AB6E4F65-A66E-4334-A074-DE37D2180406/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/EE1DC2AF-09EC-40CA-9CFC-F44BC2E12DA4/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/53EFF08B-5902-468A-940E-E213635B228D/c
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SPECIAL UPDATE: PWSA | USA will have even
more special items for sale next week! On Monday,
we will share a link to purchase our "PWSA | USA
All Star" baseball style t-shirts. These will be
customizable, allowing you to print the name of
your loved one or any text you choose on the
back! 

SHOP HERE TODAY!
11th Annual IPWSO

Conference 2022

When: July 6 - 10, 2022

Learn More Here >>

Do you know someone who
deserves recognition for spreading
PWS awareness? Throughout May,
we want to spotlight those in our
community for the efforts they are
making and the strides they are
taking to help inform others about
our rare disease community.

If you know someone who regularly
shares their story through social
media or a blog, hosts an

inspirational podcast, organizes events to support the PWS community - we
want to shine a light on them! Simply fill out the form at the button below and
submit an image if you have one to share.

For any questions, please reach out to us at communications@pwsausa.org.
Thank you!

SHARE YOUR SPOTLIGHT STORY HERE

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/BC3B30DD-FB6B-4C41-9B35-A75CFAD72FE9/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/6D6F1E49-CBAE-4F15-B3C1-3D0CA8FB062C/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/36E4F38C-D40A-4BE1-8EB6-0652757F500F/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/65029931-99EE-4B7E-AA9B-0FC5CB47585B/c
mailto:communications@pwsausa.org
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/AE949C9F-0B97-4782-88BE-4E61143474FF/c
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We are less than two weeks away from the 2022 Sarasota Giving
Challenge! Make sure to mark your calendars for noon to noon on
April 26 - 27, 2022. 

Join the celebration by giving to your favorite nonprofit organization
(which we know is us!). Click on the button below to find out more
details.

LEARN MORE

Join us April 22, 2022 and April 29, 2022 for valuable information around PWS
health care advocacy! The Find Your Voice: Advocating for PWS Health
Care webinar series provides helpful tools and resources on health care
advocacy for our PWS community. You can find recordings of the first two
webinars in this series by clicking on the images below.

Our next webinar will take place on Friday, April 22, 2022 at 2:30 p.m. EST. The
presentation will be led by Barb Dorn, RN, BSN, who will discuss concerns for
the hospitalized person with PWS (ER information, anesthesia, post-op
monitoring, medication sensitivity, and food security).

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/765A6377-BC30-42B7-AE95-018D08FB5ABA/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/FD09CE47-7873-40CB-8EA4-4A2439644A19/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/6EEAD69E-BD99-4E82-9679-69991A30BA17/c
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Learn more and register in advance by clicking the button below.

Watch the April 1, 2022 and April 8, 2022 Find Your Voice Webinar
Recordings Below

Gavin's Sweet 16 Run Against PWS

Joe has reached his goal
$32,000! Can you help him get
to $35,000 before his race on

Monday?

"When I began this special project to
honor my brother Gavin just a few
short months ago, it was my greatest
hope to raise at least $16,000 in
honor of his 16th birthday. I can’t
begin to thank everyone who helped
us to get there AND blew our whole
family away by helping us to reach
our second goal ($26,200) to reflect
the 26.2 miles that make up the
Boston Marathon’s length. I am so

inspired by the support and so grateful for the donations, the encouragement,
and the momentum of this effort. With the marathon only a few days away, I am
increasing my goal to $35,000. If you have already donated…. THANK YOU! If
you have not, join me in raising awareness and much-needed funds in my Race
Against PWS!"

SHOW YOUR SUPPORT HERE

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/E709929C-E827-4A9C-B932-3D1FAAE048BA/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/981CCC46-3F51-4241-B6AA-E5CBC2B16F6F/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/0BCF196E-D248-4E01-A973-94378FC40C0C/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/8D7FD8AC-F917-46D7-A7D8-E3EE0BA847E4/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/17BDF903-4528-4ABD-A2F8-A24DCE9E5A57/c
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Looking for a Fun and Easy way to Raise Money and Awareness
for PWS at your School or Workplace?

Wear jeans for rare genes ALL
YEAR LONG! You can help PWSA |
USA provide care for families in our
community by simply wearing your
jeans and donating a few dollars.
Pick a date to host a "Wear Jeans for
Rare Genes" event with your school,
community group, coworkers,
church, etc. to help raise money for
PWSA | USA!

Find all of the information you need
to start your own "Wear Jeans for
Rare Genes" event, including a
customizable letter and flyer, by
clicking the button below. If you have

any questions, please reach out to us at events@pwsausa. org.

LEARN MORE

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/0B866503-DE4E-4794-905C-0D5E28D100C1/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/A43652B8-D025-41C6-983E-5EA6ACB2F0B8/c
mailto:events@pwsausa.org?subject=Wear%20Jeans%20for%20Rare%20Genes
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/5127934F-AF0D-459B-A314-717B5395486B/c
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FDA Advocacy in Action Webinar Registration is Now Available!

PWSA | USA's Advocacy in Action "Engaging with the FDA" registration link is
now available! Join us April 27, 2022 at 3:00 p.m. EST to hear from two
members of the U.S. Food and Drug Administration (FDA) as they share
information about opportunities and boundaries when engaging with the FDA.

Learn more about this exciting opportunity and register in advance by clicking
the button below.

LEARN MORE HERE

You can help PWSA | USA by sending in photos or videos of your
loved one living with PWS

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/31012796-A649-4B7B-B262-4DFB1A970CF4/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/60117D4E-BE86-40E4-B3D5-E81A0D6D0E51/c
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PWSA | USA is in need of pictures and videos of your loved one living with
PWS. We constantly like to refresh our stories with new and diverse faces and
would like to create a library of photos and videos shared by parents. If you
have any pictures and/or videos of your child (young or older) that fit this criteria
below, please click here to upload. We would love to share your experiences
with our community and create awareness.

We are in search of pictures and videos that evoke emotion and show us how
hard your children work! 

Kids in action
Working out
During therapy
Meeting milestones
At a doctor’s appointment (non-revealing)
Achievements
Family photos
PWS Friendships
Media should be as high resolution as possible
Closeups and distance shots
Inspiring quotes that carry you through the journey
A quick line of what you would like the world to know about your child and
PWS
Your child’s name

For the protection of your child, please do not use pictures of children that are
not completely clothed or that can appear to be revealing in nature.  

SUBMIT YOUR PICTURES/VIDEOS HERE

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/FCB32213-6C7D-415B-A7D9-2DEA5ABF1D89/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/9F0C4766-C920-4810-AAFF-FC15B70354D2/c
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Join PWSA | USA's Family Support team on Tuesday, April 19, 2022 at 8:00
p.m. EST for our next Community Conversation! CEO Paige Rivard, Director of
Family Support Stacy Ward, Parent Support Coordinator Kristi Rickenbach and
Alterman Family Support Counselor Kim Tula will host a discussion focused on
PWS Awareness Month. Click the button below to register in advance.

REGISTER HERE

Hyperphagia and How it Affects Learning

PWSA | USA's Director of Family
Support Stacy Ward and
Medical/Research Coordinator Lynn
Garrick combined efforts to share
information about hyperphagia and
how it affects learning for those living
with PWS. This article explores
hyperphagic behaviors, hyperphagic
drive, and hyperphagic severity. It
also dives into helpful details about
food security. Learn more by clicking
the button below.

LEARN MORE HERE

Residential Living Survey

You can help PWSA | USA by

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/94A36C0E-CCA6-49FC-9B39-8DB2DD3C3BD4/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/DE18D135-B866-4B7B-9ADD-34815BE9844E/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/3B36B5A9-2150-4F1D-8BC8-250F8C9E0CA8/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/8D7CE1B2-2459-40F8-8F00-A1E0F82682F5/c
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sharing where your loved one with
PWS lives! Our Professional
Provider work group is collecting
data to find out where most people
with PWS are living: at home, in
traditional group homes, or other
non-traditional settings. This survey
only takes a couple minutes to
complete. You can find the survey
link by clicking the button below.
Thank you!

TAKE SURVEY HERE

PWSA | USA's Updated Medical Alerts Booklets Now Available for
Download and Hard Copy Purchase!

PWSA | USA’s newly updated
Medical Alerts Booklet is now
available! This handy guide is a
valuable resource for medical
providers, family members, and
caregivers worldwide. 

The Medical Alerts Booklet was
developed by physicians and
medical experts with expertise in
Prader-Willi Syndrome (PWS). It
alerts medical practitioners and
guides treatment relating to
complications that can develop in
individuals with PWS. The booklet
also includes a lifesaving
gastrointestinal (GI) chart,
postoperative monitoring, and so
much more.

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/4B8B1D2A-65AF-4369-BF9D-D1AB21967DB3/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/4AB601CA-C511-4AE9-A36B-D21193E68F8B/c
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By utilizing the information in the Medical Alerts Booklet, families and caregivers
can better understand and advocate for the health needs of individuals living
with PWS.

The Medical Alerts Booklet is now available for hard copy sale AND as a
downloadable PDF.

DOWNLOAD THE MEDICAL
ALERTS BOOKLET

PURCHASE THE MEDICAL
ALERTS BOOKLET

Feeding Tube Survey

We know feeding tubes are often
used in infancy for our loved ones
with PWS who have difficulty feeding
in the early months after birth.  If
your child used a feeding tube, we
are asking you to spend 10 minutes
today completing the new ‘Feeding
Tube Use and Complications’
survey.

This survey will help PWS experts in
the newly formed PWS-CLIC (PWS
Clinical Investigation Collaborative)
learn more about how often feeding
tubes are used in the PWS
population, complications from

feeding tube use, and duration of use. The mission of the PWS-CLIC is to
improve the quality of clinical research and medical care for people with Prader-
Willi syndrome (PWS) across the lifespan through collaborative investigation
and research to support evidence-based care. This project on feeding tubes is
the first of several new projects to be launched.

You can contribute to this research easily from the comfort of your home. Simply
login to your account in the Global PWS Registry www.pwsregistry.org. To
complete this survey, you must have first completed the ‘Diagnosis’ and ‘Birth
History’ surveys. If you have already done this and indicated your loved one has
a history of using a feeding tube, you are ready to complete the new ‘Feeding
Tube Use and Complications’ survey.

If you need help setting up or reactivating your account, or if you have any
questions, email us: info@pwsregistr y.org or info@pathforpws .com

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/28AB17C9-46D2-41E0-94C1-842A75CAABF5/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/E3ACA437-F277-4F16-9472-5F809FC9F1AB/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/33325478-33F9-4ABA-9F13-3AF3C94EDA3C/c
https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/5B3B1B01-14A6-4EB3-8FC6-A23529A7BAB6/c
mailto:info@pwsregistry.org
mailto:info@pathforpws.com
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PWSA | USA's First-Ever
Volunteer Summit is Coming

Up!

Our staff is busy getting ready for our
first annual Volunteer Summit, which
will take place April 29, 2022 - May
1, 2022 in Dallas, TX. Spots are
already filled for this year's event, but
be on the lookout for a recap and
photos from this year's event. If you
are interested in becoming a PWSA |
USA volunteer, please click here!

Learn more about the exciting
activities and guest speakers who

will attend this year's Volunteer Summit by clicking the button below.

LEARN MORE HERE

We are deeply saddened to share the
passing of Shaun Kopietz who was
living with PWS. Shaun was born on
5/10/1987 and passed away on
3/24/2022. 

Shaun wrote a beautiful poem that
his family asked to be shared with our
community. You can read it by
clicking on the button below.

READ SHAUN'S POEM
HERE

Your gift to PWSA | USA ensures individuals and

https://eml-pusa01.app.blackbaud.net/intv2/j/DEE818E8-C413-46C7-A51F-8E58BFC24762/r/DEE818E8-C413-46C7-A51F-8E58BFC24762_b55af3ec-3160-4af3-9188-ccdcec72a677/l/B7BC1613-804B-4A3E-B861-2B866C2EF4B2/c
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families living with Prader-Willi syndrome have
the connection, guidance, and hope they so

desperately need. Thank you!
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