Advocate From Home
Download the 2026 leave-behind packet, and use our script to contact your Members of Congress:
1. Identify Your Members of Congress
Visit Members of the U.S. Congress and enter your full address to find your elected officials and their contact information.
2. Email or Call Their Offices
Use our script to be effective and efficient in your communications. A few tips:
· Don’t forget to share where you live so they know you are a constituent!
· Be mindful of their time, keep the call under 2 minutes.
· Leverage your own story by briefly mentioning how this affects you and other real families.
· Stay action-oriented by ensuring there is a clear next step.
3. The Script
Opening:
Hello, my name is ______________________________________________. 
I live in _____________________________________________ and I am calling from home to join the National Fragile X Foundation advocates who participated in Hill Day in Washington, DC. Is now a good time to talk for a few minutes?
The “Why” (Your Story):
I’m reaching out because I want to tell you about Fragile X and share some Asks. Fragile X is _______________________________________________________________________________
___________________________________________________________________________________________
^ Use your own words — for example, “a genetic condition that makes learning and communication harder for me/my son/my sibling.”
Fragile X affects my life by _______________________________________________________________
___________________________________________________________________________________________
^ Use your own words — for example, “I need extra help at work” or “I sometimes get overwhelmed by noise.”
We are advocating for a few specific things that impact the Fragile X community, and I wanted to ask __________________________________________________________ for help.
^ Fill in with your Senator or Representative’s name.
The Asks
Senate Member: 
We are requesting Fragile X be included as an authorized research topic area for the Peer Reviewed Medical Research Program (PRMRP). We are also interested in the Senator’s support of the SSI Savings Penalty Elimination Act (S.1234). Finally, we would ask that the Senator consider joining the Congressional Rare Disease Caucus if they have not already done so.
House Member: 
We are requesting continued federal funding support for Fragile X at both the NIH and CDC. We are also interested in the Representative’s support of the SSI Savings Penalty Elimination Act (H.R.2540). Finally, we would ask that the Representative consider joining the Congressional Rare Disease Caucus, if they have not done so already.
Closing:
Please direct any questions to the National Fragile X Foundation at advocacy@fragilex.org.
Thank you so much for your time and for supporting the Fragile X community. We couldn't do this without you.
