
1. Share PWSA | USA’s Rare Disease Day Graphics & Your Own Photo
Download one of our PWS-specific Rare Disease Day graphics and post it on social
media with a message of support. Encourage friends and family to do the same!

2. Read & Share "It Starts with Hello: Katie’s Story About Prader-Willi Syndrome"
Buy Dr. Destiny Pacha’s book and donate it to a local library, school, or medical office to
help educate others about PWS. Alternatively, you can share the YouTube video of Dr.
Pacha reading “It Starts With Hello” with your loved one’s school or on social media.

3. Light Up for Rare!
Encourage local landmarks, businesses, or buildings to shine in Rare Disease Day
colors—purple, pink, blue, and green—on February 28. Click here to learn more about
NORD’s official “Light Up for Rare” campaign.

4. Request a Rare Disease Day Proclamation
Ask your local or state government to officially recognize Rare Disease Day and highlight
the importance of PWS awareness. Click on the links below to read how other PWS
families navigated this process.

Sheri & Lyra’s Story         Sue & Shealynn’s Story        Leslie & Corey’s Story                    

5. Share Your Story or a Rare Disease Day Post on Social Media
Use the hashtags #RareDiseaseDay, #PWSAwareness, and/or #PWSProud and share 
a personal message, a fact about PWS, or a post from PWSA | USA.

6. Listen, Share & Review "PWS United" Podcast
Help PWSA | USA’s podcast, PWS United, reach more listeners! Share an episode with
friends or write a review on Apple Podcasts, Spotify, or your favorite podcast platform.
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https://www.pwsausa.org/wp-content/uploads/2025/02/PWS-Rare-Disease-Day-Media-Kit.pdf
https://empowered-education-solutions.square.site/
https://empowered-education-solutions.square.site/
https://youtu.be/cvAWpq4RVGk
https://rarediseases.org/rare-disease-day/light-up-a-monument/
https://www.pwsausa.org/sharing-our-rare-sheri-lyra/
https://www.pwsausa.org/sharing-our-rare-sue-colon/
https://www.pwsausa.org/sharing-our-rare-leslie-and-corey-fuller/
https://pwsunited.podbean.com/


7. Wear Your Support – PWSA | USA’s Bonfire Store
Purchase and wear PWS-specific clothing to raise awareness. Check out PWSA |
USA’s Bonfire store for exclusive designs!

8. Host a "Wear Jeans for Rare Genes" Event
Encourage a school, workplace, or community group to wear jeans on Feb. 28 in
support of rare diseases like PWS. Click here to find more information.

9. Organize a Rare Disease Day Fundraiser
Host a Hope United fundraiser in honor of Rare Disease Day! The process is easy
and fun and provides friends, family, and everyone in your circle a chance to make a
difference for your loved one with PWS. When you go to our Hope United website,
you will see a button to host a “Rare Disease Day” specific fundraiser! Simply select
“fundraise” in the “Rare Disease Day” box. You will be prompted to create a page,
which you can then share with your community. If you have any questions, email us at
hopeunited@pwsausa.org.

10. Download and customize our pws identification card
To help our communities better understand Prader-Willi syndrome, how it affects
those diagnosed, and what symptoms require immediate medical attention, PWSA |
USA has created a customizable PWS Health Identification Card. This Health ID card
can be printed and shared with anyone in your community, e.g. school officials,
medical providers, family members, etc.

11. Write to Your Elected Officials
Email or call your representatives to advocate for PWS research, medical care, and
disability rights. Every voice matters! Click here to find letter templates on our
Advocacy webpage.
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https://www.bonfire.com/store/pwsausa/
https://www.bonfire.com/store/pwsausa/
https://www.pwsausa.org/wearjeansforraregenes/
https://www.classy.org/campaign/pwsa-fundraising-pages/c642678
mailto:hopeunited@pwsausa.org
https://www.pwsausa.org/new-customizable-pws-health-identification-card/
https://www.pwsausa.org/what-we-do/advocacy/


12. Wear Your Zebra Print!
Zebras are the official symbol of Rare Disease Day because, in medicine, “when you
hear hoofbeats, think horses, not zebras” is a common saying—meaning doctors are
trained to look for common conditions first. But for rare disease families, zebras are
our reality. Wear zebra print clothing, accessories, or ribbons on Feb. 28 to stand in
solidarity with the rare disease community! Snap a photo and share why zebras
represent Prader-Willi syndrome and Rare Disease Day.

13. Start a Conversation
Talk to friends, coworkers, and neighbors about Prader-Willi syndrome and why Rare
Disease Day matters. Education starts with a simple hello!

14. Get Creative – Chalk Your Walk or Paint a Rock
Decorate your driveway or sidewalk with a Rare Disease Day message, or paint a
rock with a PWS awareness symbol and leave it in a public space!

15. Make a Rare Disease Day Donation to PWSA | USA 

www.pwsausa.org     (941) 312-0400    info@pwsausa.org

Support families affected by PWS by making a
donation in honor of Rare Disease Day. Every gift fuels
research, advocacy, and life-changing support! You
can make a donation by clicking here.
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https://www.pwsausa.org/get-involved/donate/
https://www.pwsausa.org/get-involved/donate/

