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Social Media Templates

Tag your Members of Congress! Find your Senators social media handles here.
Hashtags to consider: #Cures4RareKids #PRV #CreatingHopeReauthorizationAct

Example Post

Lesa Brackbill | Hershey, Pennsylvania
Mother of Krabbe A Patient and Advocate

“You have a huge opportunity right
now to make sure that these
families' voices are heard, that
these children have opportunities to
live a long, healthy life free of
disease.”
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Text to accompany post

Every day Congress delays renewing the PRV program is
another day parents worry about finding a cure for their
children. Tell your senators to ACT NOW!

Take Action: https://bit.ly/3Zx3EXr

#Cures4RareKids, #CureKrabbe, #EveryLifeFoundation


https://everylifefoundation.org/find-your-senators-social-media-handle/?utm_medium=email&_hsenc=p2ANqtz-91TbS9vJVlsJ-8l9E2mcv713kLkKAhoHAh5SoK_xgcJeON4XxXlauv45Yc6M6Mi4SCLio4f5upthciuQN1Me5Q-x_Wi2oxjjFY42OScrEqV1cCmjU&_hsmi=325872630&utm_content=325872630&utm_source=hs_email
https://bit.ly/3Zx3EXr

Make Your Own

Your Name| Your State
Your Disease Group Patient and Advocate

“Fill in what PRV means to

7

you.

#Cures4RareKids

Insert Chosen Sample Language here

Take Action: https://bit.ly/3Zx3EXr

#Cures4RareKids, #EveryLifeFoundation



https://bit.ly/3Zx3EXr
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PRV Program Reauthorization
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Options for Text to Accompany Posts

e Everyday Congress delays renewing the PRV Program is another day parents worry about finding a cure
for their children. Tell your senators to ACT NOW!
Take Action: https://bit.ly/3Zx3EXr
#Cures4RareKids, #EveryLifeFoundation

e The PRV Program transforms children's lives. Congress holds the power to ensure its success. Reach out to
your Representative and Senators and tell them ACT NOW!
Take Action: https://bit.ly/3Zx3EXr
#Cures4RareKids, #EveryLifeFoundation

e The PRV program gives hope to rare disease patients. You can amplify that hope. Tell Congress to take
action and make a difference in rare disease patients' lives!
Take Action: https://bit.ly/3Zx3EXr
#Cures4RareKids, #EveryLifeFoundation

e  Rare diseases impact not just patients, but parents too. The PRV Program can transform the lives of entire
families. Urge your Representatives and Senators to act NOW!
Take Action: https://bit.ly/3Zx3EXr
#Cures4RareKids, #EveryLifeFoundation

e Arare disease diagnosis is life changing. The PRV Program would give kids hope for a brighter future. Urge
Congress to take action and make this program happen!
Take Action: https://bit.ly/3Zx3EXr
#Cures4RareKids, #EveryLifeFoundation



e “Your own message to Congress about the PRV Program”
Take Action: https://bit.ly/3Zx3EXr
#Cures4RareKids, #EveryLifeFoundation



