
Rare Disease Day Advocacy!

This year, Rare Disease Day falls on
the rare day of February 29, 2024!  

Below is an amazing list of events that
you can participate in to help raise
awareness of rare disease in general,
and FA specifically! Moreover, sharing
your experience is the key to others
understanding FA, and paves the road
to actions that can expedite treatments.
Don’t let this Rare Disease Day pass
without being part of the conversation! 

Rare Disease Day is also a wonderful opportunity to reach out to your
Congressional Members. Common Cause will help you locate your
Members and you can either call them, or click on their homepage to send
a note. Here are a few items you could include: 
 

1. Pass the budget! Federal research agencies are hampered in
advancing new programs and hiring needed staff under Continuing
Resolutions. Failure to pass a timely budget delays getting treatments
to patients. 

2. Extend the Pediatric Priority Review Voucher Program (Creating
Hope Reauthorization Act (H.R.7384)). The PPRV program has
effectively incentivized pharmaceutical companies to develop rare
pediatric disease treatments. This program will sunset on September
30, 2024. Learn more here. 

3. Invite your Member of Congress to join the Rare Disease
Congressional Caucus. You can check if they are already a member
here.  

Rare Disease Day/Week

https://www.commoncause.org/find-your-representative/change-your-address
https://everylifefoundation.org/wp-content/uploads/2024/01/PRV-Primer-v2-1.pdf?utm_campaign=RDLA Newsletter&utm_medium=email&_hsmi=294291981&_hsenc=p2ANqtz-8MWRtUwPcHyYYD-aJBChp04zJ6M8v_rq2SqxmWWQh4oY8daG4Nh9dkfyH0vnjCxfZLf9120IYuNA7EcPzUrS9tN2qogcKFibPDir92Z4L5jH4IHyM&utm_content=294291981&utm_source=hs_email
https://everylifefoundation.org/rare-advocates/rarecaucus/rarecaucus-members/
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FVWLz8B7yy7G9W2rzRsS2k-Y5-W5wYw0_59y7BMN3Z5r9H7mt9FW7lD3J86lZ3nyW2tGHn03CKPpSW8xBhc43PShyXW8JlD534XV6s6W5s41R73pVrlxW7h0_Rl6XdwjNW590P8D6_fGwBW3CJ52R69bwrVN8zJvvMMLvr6W8fcGBl6rrf41W4qTCjj6y9KW8VVYhm190ZtwxW5HC1t11dDlbsW1P9-nT7_BQ6WW3Fkwmn97SxZxW8HbLq-57xmG0V2xZQ062ztc2W3XL8sX9f3rZVV905rH7dw7n6W2KRDGq2KX2HMW13rx_Y96rSj9W1MbDzh5Lx69VW8WBfKW6ztTL6VlxLpn8vpG8KW5Hzdmr3gjvm_W8GtDFL3DbzysW94d_JM24GLC4VfwGMZ9gQlNsW1ZKybM2BG_92VjlWHP4m0c-kW6VWrqr5pjh_tW6xSQXc29RZlWW5xD-6-6R-dl5W23JZpx6RyYq5W4V4Jbg7mvYSWVP-l4l8gXm0BW2bKwYC4GZHq7W5sPtQP2w30HkW1d6qz22SkzZlW6trPLm1smvWzVHB6x73wkK8RN4Xx-T3gjcFCW5YvS_d2MvwnnW5pVr-S943gS1W9gx0Z77Zz91pW6BZD4H8Nbm_MW2Lnk675bDp7nW12pct46WxPLpW5ZLs8b44hPZVW68RlZJ5jGblXN448v3ll_W0zW3yfJQR3W_63BN7B6WlPVr9_dW8Y9QyX2ssDW5W8cdSsd5FD2tWW1_6ZsN4tTV5hW1_kg477blh2Bf1YmGxH04&data=05%7C02%7Cbrigid.brennan%40curefa.org%7Ca8aefb80464e4d49ec4a08dc2e3598bc%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638436054959708978%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=N1fZ9Evwt0vGlbYlXcJJIzHMZj%2BgCm3MnjcZJGuE55U%3D&reserved=0


Unable to Join Rare Disease Week In-Person?  
Check out 5 ways you can participate from home! 

Click the button below to register and receive links to livestreams of select
events during Rare Disease Week.

REGISTER HERE

1. View the Rare Disease Documentary on February 25 at 5:15 pm ET. 
2. Watch the live stream of the Legislative Conference to learn more about

how rare disease advocates can impact policy on February 26 from 9:00
am–5:00 pm ET. 

3. View the live stream of the DEIA Discussions on February 28 from 10:00
am–12:00 pm ET 

4. View the live stream of the Rare Disease Congressional Caucus
Briefing on February 28 from 1:00-2:30 pm ET 

5. Email or call your Representative and Senators to make your voice
heard during Rare Disease Week on Capitol Hill 2024. 

Heading to Rare Disease Week? Check out the  
Share Your Story with Policymakers Webinar!  

View the Share Your Story with Policymakers Training Webinar Recording 

This webinar covered important Rare Disease Week information including: 
What to expect in your meetings with Members of Congress and how
to prepare 
Tips on how to refine your elevator pitch  and develop a clear and
concise “ask” for your meetings 

You can find both of the Share Your Story worksheets mentioned in the
training below. 

Tips on sharing your story and crafting your ask:  Click here
Worksheet to draft your pitch:  Click here 

https://everylifefoundation.org/rare-advocates/rare-disease-week/?utm_campaign=2024 Rare Disease Week&utm_medium=email&_hsmi=293763332&_hsenc=p2ANqtz-_fjblYbEFZeZ9SZdxHY8nlzLNtCIF3YtomY-tUOCAkqMLrAnEnbxSU5fWPkgKPHimAPx3Is9oKSjH-3t-AG-XM6E4hGi2qEkBVoGHVhVqlSESHqU0&utm_content=293763332&utm_source=hs_email
https://www.youtube.com/watch?v=ucnB8Q6zAhc
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FMVyFBDywSLDW2Z8GRc7vFy7XW35KrPN59yb_jN6wcHq25nXHsW69t95C6lZ3pTVkQWqw3gnS2-W6hq0zw5nzDnVW5mntth7XDl3xW7Bfxt69f37HdW3lkc7P8Vns22N7f8ZVfFzfCfW2ThDJB5rNY55W7SdGb212LNdkW26xKXp3kplSFN1ZH30R8xWR6W4Wlkg57M-59ZW4-SY696scKL6W88rlRK7xDwtfW1lcvmz4tlDw2W5FCNGW80N8sqW6PkLB34VPR-xW1mlJdL33wJLfVpklX_8QfrryW757cDQ36xd4mW9cQm1y7DM14SW4dk48B4WNbPZW6t2nWH35P76CW5xykr14LkWgFN5gqq3jvm9PmW3ZqQkf3_lmCgN7hLR2spY4TKW2V-zKB5Q5RjTW2HTZ5B56n_bkW2gVz8x1J9vynW80nZVM3ghX_YW3xG6_Q7CqZ1HW7Fh5-67x8rYvW7w064D2pTG6cW6qsTp87lM5ZtVXPpV_8Jfs7FW4fFbnP2B-Mslf8chXC404&data=05%7C02%7Cbrigid.brennan%40curefa.org%7C71682838218f4f6f190708dc2e3b852f%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638436080420498352%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=I0VUfPCyqMBW0g7w1LisU0GOU91FXcapK4d7xCrTZL0%3D&reserved=0
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FMVyFBDywSLDW2Z8GRc7vFy7XW35KrPN59yb_jN6wcHpM5nXHsW5BWr2F6lZ3p_W3_C5hr4Fssl8W20rChg7S_pT2W6w-kyg7x-7YfW4MZxT27K0yn8W86bYvm4fsBK3W6cNKjD1qb0M1W48Hn2J7VCTQ2W3kTvXV1YkXDhW11D4_l256xz4W8tY2CC72_BwDW1kKcwJ942pDZW7KKc3D5NxmS5VYXd0f3MDZjvN7nxwZQW_X4_W1h54f47z72Z-W64v_xn7Djk-CW4GWMcF7h27RBN6sXcm4WZdwCW5KZz0D2VPgnfW8bP_Rl532LH6VgqXys8gwFlTW4T35gm8DHncYW5Pry4R1-qRyCVcrn9m3p3_V5N3m5Vwy_FbPMW5p64z363tJ0zVqMJTf6Zz724W3nVXP_6gNnMXW9k7R0M7GB9sGVTRmSp6hSfS_N2lPwtP2VcGgW8cHYQV35_F4FW1Nps1c7fHyPgVNhJvc30bktcf4B7-H004&data=05%7C02%7Cbrigid.brennan%40curefa.org%7C71682838218f4f6f190708dc2e3b852f%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638436080420508550%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=Xj%2BhU5JYx9yREBG08HYboy74mxyodUJQQxgWKvfsc1k%3D&reserved=0


 
To view the webinar recording, go to the Rare Disease Week Attendee
Corner where you'll find the full Rare Disease Week agenda, resources to
prepare for Hill meetings, training webinar recordings, accessibility
information, FAQs, and more. Simply click the button below and sign in
using the password #RareDC2024. 

Attendee Corner

NORD invites you to
#ShowYourStripes at the
TODAY Show Plaza!

Join us and fellow allies on Thursday,
February 29, as we stripe out the
TODAY Show Plaza for Rare Disease
Day.

Your participation will help raise
awareness of programs that advocate for
faster diagnoses, accelerated research, new treatments, and patient
support to help the 1 in 10 Americans living with rare disease. 

NYC #ShowYourStripes 
6:30 am | Thursday, February 29, 2024 
Rockefeller Plaza, 35 West 48th Street
(between 5th and 6th Avenues) 
New York, NY 10112 

Register Now

This is a family-friendly event. Get your posters ready, dress in your most
festive zebra gear and let’s raise awareness! Share your photos on social
media using #ShowYourStripes and #RareDiseaseDay. 

Everyone can participate in
the Global Chain of Lights
and Share Your Colors!
In an effort of global solidarity, you
are invited to light or decorate your
home with the Rare Disease Day
colors at  7 PM your local time on
February 29, 2024. Share a photo on
social media with the hashtag
#rarediseaseday!

https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FMVyFBDywSLDW2Z8GRc7vFy7XW35KrPN59yb_jN6wcHql5nXHsW6N1X8z6lZ3kXN6PSdY5fmRy0W88W5ZC3K-btQN668txMryhVgW3tGZ664J6Xb3VQqlgw4lNBJvW5xHfmn7JMQZJW8FG2Rx8ddpKmN43t7_9PxN7bW8nM1vQ3ZtHzFW22vz9n1sQD10W58F1ZF2XmM4NW6Fqf3q2RCF6xW5Sf10g3PJ_RkN6bngD_FKNlPW5c3y7z5tV-J-W6xlSMB4wz_4wW1ndwK870HfQBW179BSK2gY5njW3z6Rg67zqMlgV-_LLH3-X8gDN1ksRx7Jg_vXW4jg7hh5Tc1lfV6gnRk50tZHPW8V4ynC8N5jx0W9h6LTM5twtpTW60mjJ9703BBSN2nwggrnTpjNW2F2SJX7pKMrTW6qz8mF8Ch54RW8YNqRJ2Jr9Z-W5y8yJK5kct-6W7MkfdB2--7YRW2GfHMm1sdJZsW7C4_P32wz5QXW4PTdSD9413r4W5c-2Y81_g2TyW7L_CDz139qfyW5dFWRd5gTh_vf6pdtY004&data=05%7C02%7Cbrigid.brennan%40curefa.org%7C71682838218f4f6f190708dc2e3b852f%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638436080420518212%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=3%2BroAC5dUI1ZqR1z1%2BODPJb2%2FzRgP4U4YfDWhQ0KvX8%3D&reserved=0
https://everylifefoundation.org/rare-advocates/rare-disease-week/rare-disease-week-attendee-corner-2024/?utm_campaign=2024 Rare Disease Week&utm_medium=email&_hsmi=292209501&_hsenc=p2ANqtz-81iEBrAd3VGDTwKbUG4ZU-F6hZ8i5zZ0UBM1UMQ0x5R4sIwCakxWaJ4-VI2KYMG0DhUa5LHPDl_qOjiNFftDg8hw0ciXDQ0M22FC0K8TwidzO40OY&utm_content=292209501&utm_source=hs_email
https://www.congressweb.com/signup/?id=CE06CE95-FAEE-CFE8-6295F8ECFAB6B9E8


You can use garlands, social media
filters, candles, disco lamps, colorful
decorations…Let your creativity
shine!

Light Up for Rare on Rare
Disease Day®!
On Rare Disease Day, landmarks
throughout the world will be
illuminated in the Rare Disease
Colors of pink, green, blue, and
purple. FARA has arranged for the
Tower Crown Light – Capella Tower
Minneapolis to light up for rare 2024!
#LightUpForRare 

Rare Disease Events in Your Area

To see a full list of Rare Disease Day events , check out NORD’s
calendar to find where rare community members are hosting an event near
you.



Event Calendar

NORD Resources to Download

Social Media Toolkit: Use our social media toolkit to #ShowYourStripes
online to spread awareness to your online community! 

Download Toolkit

Lawn Signs, Fact Sheets, Coloring Pages, and More:  Download these
free resources for use in your own community, whether you want to
#ShowYourStripes in your neighborhood or at a Rare Disease Day event
you are hosting! 

Download Resources

Rare Disease Day at the National Institute of
Health (NIH) on February 29, 2024 – an
extraordinary occasion dedicated to raising
awareness for rare diseases and all those
who are impacted. This event is free and
open to the public. A virtual livestream will
also be available.

Click here to secure your spot. 

Join the Food and Drug Administration (FDA) for their virtual Rare
Disease Day on March 1, 2024. This event is dedicated to patients and
healthcare professionals all around the world and will delve into various
topics addressing the FDA's role in approving studies and medical
products, unraveling the intricacies of clinical trials, exploring health

https://rarediseases.org/rare-disease-day/rdd-events/
https://rarediseases.org/rare-disease-day/get-involved/show-your-stripes/stripe-out-online/
https://rarediseases.org/rare-disease-day/rdd-resources/
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FVW7prv1pk0VhN8s-0ZQ5-QpxW11fj5c56NjnnMhPPSs3qn9gW7Y8-PT6lZ3pPW5B5Cfh6XWjsVW4lS1lp5jlmtvW5BWN9y2vt8t0W2fKc492F01MLW2jB-Vf6F-cGlVDZV6m6C_QXlW5qmLzm2J_jTWW4YlFHS1jy_1KW8t2CGn5Tb_FcW7CSXzc55tCXqW1KYzXr5b0xBqVKY0hQ8wPKDnW9k59ZT88m3z9W4Hq47g5Yj9_XVfkskk5-Xv-gW6C5YFS8_y1_bW1Zkxqz8fhDyKW8C41lc7KdDZpW3np_z-35h9yyW88FYBb71dts4N8fPjCyl0_dpW6-F0qM3NdckFW2C4S-D4SrKTrW7kfgBP3tbkDzW4s-ZK07Dw2D0W1HG81V8yT0RNf5B0rmY04&data=05%7C01%7Cbrigid.brennan%40curefa.org%7C47b4bed165c84d44959608dbf74674b9%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638375654236306999%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=0H9kJ2hM0crM6fKFQ4mmWiaVr%2FUZ8gjL8DrT18fQhhw%3D&reserved=0


technologies, and shedding light on innovative health initiatives. To
learn more information and register, click here. 

Register Here

Did you know an estimated
10,000 different rare
diseases are impacting
nearly 400 million people
worldwide? Each person
has a story to tell. 

In honor of Rare Disease Day
on Thursday, February 29,
#RAREis One is hosting a global
webinar featuring the diverse
perspectives from the rare
disease community around the
world.

The conversation will focus on elevating the faces, voices, and unique
experiences of those living with, caring for, and advocating for someone

https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FVW7prv1pk0VhN8s-0ZQ5-QpxW11fj5c56NjnnMhPPRz5nXHsW69t95C6lZ3pWW8G9F7W1CL_3gVwbMVg4NP6d-W3S1Rrl7dxy-qW82hgyK8Mnfd8W4R2N-v9jgDBLVwQtl92y15XcN5DGb_dLz5c_W7fmv878pQs-rW76DHvv6j5XmZN558B6hNM58LW6gZBC58KpmbFVG05TS1scSBbV_G8ML3l6xywW7l2dBl7Mvnn1W3wjH6C6JmbsJN2WsrxxfTwyNW8kg9hJ8jFmLKW5-mN9h7Kfn--W8xMKPX7X1HNpW2rCrcq3PfHYQW3xYMdV7rkTKBW3MnHpC34cmCFVH-Rmh6Wb-PwW4LShjW6PsPYfW11ddXK5SlgfwW12gg-g541mPRN4x3yRyY_jJsW2Z-Mlp348PlwW2Xm05W8LXCThW9kgNxp6xGjTGW3RLTd_4kTk6HW59Rwbb3gTwFvW7s4J6c8g-gTlV40xbN8XfJFvW1Tvv4Z6bXn-jW1jKs1y3JGV_jf1Cz0wz04&data=05%7C01%7Cbrigid.brennan%40curefa.org%7C47b4bed165c84d44959608dbf74674b9%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638375654236306999%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=llv9Ligpx%2BUDg2liAz6XT%2FYIX4xEgfcCtVBs1SIBJn4%3D&reserved=0
https://www.harringtondiscovery.org/events/2024/02/28/2024-rare-disease-day-webinar


with a rare disease. Through the recounts of diverse storytellers, you will
gain an understanding of what life is like in different parts of the globe and
the challenges they’ve encountered and overcome. 

Register Now

Capitol Hill Updates

Senate and House Approve 6-week Continuing
Resolution Avoiding a Shutdown –– Next deadlines

are in March

On January 18, the Senate voted 77-18  to approve HR 2872, extending the
Continuing Resolution (CR) by 6 weeks. The new deadline is March 1 for
bills covering funding for Agriculture/FDA, Energy & Water, Military
Construction/VA, and Transportation-HUD bills. The 8 other appropriations
bills, including Labor-HHS, have a CR deadline of March 8.  
 
The House approved the Senate bill by a vote of 314-108 and it was signed
by the President on January 19.  

Upcoming Advocacy Events 

https://go.momentumevents.com/406W24-Amgen-RareIs_406W24-Registration_LP_EB.html?utm_medium=email&utm_source=marketo&utm_campaign=406W24-EM1
https://www.senate.gov/legislative/LIS/roll_call_votes/vote1182/vote_118_2_00012.htm
https://clerk.house.gov/evs/2024/roll015.xml


The ECRD is the largest, patient-led, rare disease policy-shaping
event held in Europe. 

By bringing together people with rare diseases and patient advocates,
policymakers, healthcare industry representatives, clinicians, regulators,
and Member State representatives, EURORDIS harnesses the power of
this extensive network to shape goal-driven rare disease policies of the
future. 

With over 1000 participants, the Conference is an unrivaled opportunity
to network and exchange invaluable insights within the rare disease
community. Through collaborative efforts, these discussions
culminate in clear policy recommendations that can influence both EU
and national policies. 

Get ready for the next ECRD, a fully hybrid conference taking place on 15 &
16 May 2024 online and at The Square in Brussels. Learn more here. 

GET YOUR PASS PROGRAMME AT A GLANCE

Announcements

Time is crucial in rare disease research. Understanding how diseases
progress over time and how they impact patients at each stage is vital for
setting research priorities. Rare disease experiences are unique, and it's
important to listen to patient voices to shape valuable research agendas. 
  
The EveryLife Foundation and The Innovation and Value Initiative
(IVI) report aims to advance the field of patient-centered outcomes research
for rare diseases. This effort was made possible through funding support
from the Eugene Washington PCORI© Engagement Awards Program, an
initiative of the Patient-Centered Outcomes Research Institute®  (PCORI®),
and Alexion, AstraZeneca Rare Disease.  

Read Report

https://www.rare-diseases.eu/
https://www.rare-diseases.eu/register/
https://download2.eurordis.org/ecrd/2024/Programme_at_a_glance.pdf
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fd2hmlk04.na1.hubspotlinks.com%2FCtc%2FW4%2B113%2Fd2HmlK04%2FVVK8SQ88NzyyW3151781Md3m7W6tdK5Q59J_JFN8XrLFT3qn9gW7lCdLW6lZ3q6W10RWn6975P5nW5Nck3L2yHQjGW1DWCQV3hfjcPN1xxPms6-xH_W8cLJdG2ljdKXW2r9zY414hPsVN874CCqvf8KLN2PpzSP-x-NbW849rQ84QvXF6W2JN2XN6gZDhMW1jZpgC8_z747W7pY32F3fYf93VwfzDR1jSC_CW9jTWkF1f2jLgW41S56C458Zg3W6HN3qw4p2wFMW3wp2Rz3nDqlwN6bzfmryNhqyW67gT2G7zX0vhN2hF2vfhG5znW8-kZZS948L45W45y6G22kzmGjW7QZ1JJ75S9xKW2QnJMc6BpScFf490BNT04&data=05%7C02%7Cbrigid.brennan%40curefa.org%7C673efb3f58bf4b2669a708dc317495ee%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638439624039768395%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=H9jZ34utjghr43biE9l4E65WMIYAorkyS94OA2AKRBw%3D&reserved=0
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State News

EveryLife Foundation Seeking Virginia Advocates to
Support Newborn Screening Bill 

Early next year, the EveryLife Foundation will work with Virginia patients
and lawmakers to introduce legislation to encourage the state to screen
newborns for conditions on the federal Recommended Uniform Screening
Panel (RUSP). RUSP alignment legislation, which has passed in 11 other
states, requires states to screen newborn babies for any disorder on the
RUSP, implements a timeline in which the screening must begin, and
ensures that resources will be available to fund all conditions added to the
RUSP in the future. For more information on RUSP alignment legislation,
please visit our Newborn Screening Action Center. 
 
Of the babies born in the United States, 48% are born in RUSP-aligned
states. While great progress, the goal is to have all babies born in the U.S.
have equitable access to timely diagnosis and treatment. In the coming
months, the EveryLife Foundation will create a coalition of Virginia
advocates to support this bill. 
 
If you or someone you know is a Virginia resident and would like to
participate in additional advocacy in support of this bill, please share
your contact information with us by filling out  this survey. 

Wisconsin Newborn Screening Update

In photo: Kimberly Haugstad, President &
Founder WI Rare, Emily Stauffer, EveryLife
Foundation 

This month, Wisconsin advocates joined
the EveryLife Foundation team in
Madison to testify in favor of WI SB 962,
a bill to align the state's newborn
screening program with the federal
RUSP. The bill passed out of the
Wisconsin Senate Health and Human
Services Committee and is now under
consideration by the full Senate. 

Learn More
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