
Rare Disease Day Recap & More!

This year, Rare Disease Day fell on
the rare day of February 29, 2024
and the energy around it was
palpable!    

From the halls of Congress to the
White House to the NIH & FDA,
government officials joined thousands
of rare disease patients to mark the
day by lighting up national landmarks,
sharing lived experiences, and raising
awareness of the incredible unmet
medical need in the rare disease
community.

With over 10,000 diseases, 95% with no treatments, a resounding
collective voice called for robust funding for research and additional
legislation to expedite treatments to patients.

FARA Ambassadors Darla Sparacino (Arkansas) and Kelly Barendt
(Ohio) joined FARA President Ron Bartek and FARA Director of
Advocacy Brigid Brennan for the action-packed week in DC. The event
details and links to recordings are below. But, for a wonderful recap,
please this slideshow created by Kelly.

Check Out Kelly's Recap

A special shout out to FARA Ambassador Mary Nadon Scott who
demonstrated that each of us holds the power to advocate and effect
change! Mary could not make it to DC but that did not stop her from
advocating! She scheduled meetings with the local offices for her US
Senators and US House Representative. She also met with Governor
Phil Scott which resulted in a state proclamation recognizing February
29 as Rare Disease Day. 

https://www.canva.com/design/DAF-2qFWymQ/25ZuD3EW1diPOWB0GCxbBg/view?utm_content=DAF-2qFWymQ&utm_campaign=designshare&utm_medium=link&utm_source=editor
https://www.harringtondiscovery.org/blog/2024/02/27/2024-rare-disease-day-webinar


VT Proclamation – Mary Nadon Scott

Rare Disease Day/Week

This year was the 15th Anniversary of the EveryLife Foundation for
Rare Diseases and the 13th annual Rare Disease Week on Capitol Hill
which was marked by a powerhouse assembly of more than 800
advocates from all 50 states including Puerto Rico, Washington, DC,
and the sovereign Cherokee Nation. Advocates joined together on
Capitol Hill for over 330 meetings with elected officials to address rare
disease policy solutions.

FARA was proud to be a part of the Rare Disease Week on Capitol Hill,
including having FARA’s Director of Advocacy Brigid Brennan speak at
the Rare Disease Congressional Caucus briefing. You can watch all
recorded programs here.

https://twitter.com/GovPhilScott/status/1763324018822984105
https://everylifefoundation.org/rare-advocates/rare-disease-week-2023/rare-disease-week-attendee-corner-virtual-rare-disease-week/#toggle-id-4


For the first time, the Office of Science and Technology Policy’s Health
Outcomes Team held a White House Rare Disease Forum on
Wednesday, February 28. It was at this event that a $48.3 million grant
was announced by the Advanced Research Projects for Health (ARPA-
H). This investment will be used to repurpose existing drugs to address
rare diseases currently lacking treatment options and will be led by Dr.
David Fajgenbaum of Every Cure. 
 
You can find a readout of the event and the event livestream online.

TODAY Show Plaza in New York,
New York: A mighty herd of zebras
joined us to brace the cold at the
TODAY show plaza! Advocates showed
up from far and wide in our stripes and
spent the morning raising awareness
for Rare Disease Day in the plaza and
through the window. 
#ShowYourStripes signs even made
appearances on air!

#LightUpForRare

Rare disease advocates from around

https://everycure.org/
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwdg.us20.list-manage.com%2Ftrack%2Fclick%3Fu%3D6821469cd180710d53bfc94d1%26id%3D227ca800ea%26e%3Da657428267&data=05%7C02%7Cbrigid.brennan%40curefa.org%7C7efabcfe60f5464a1ffb08dc3dec3ca5%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638453332058932377%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=s5MURJM2k9CxsNcId0LIZIXGeKYwNuRx%2F6klEpaIzZs%3D&reserved=0
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwdg.us20.list-manage.com%2Ftrack%2Fclick%3Fu%3D6821469cd180710d53bfc94d1%26id%3Da5fb23ccf5%26e%3Da657428267&data=05%7C02%7Cbrigid.brennan%40curefa.org%7C7efabcfe60f5464a1ffb08dc3dec3ca5%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638453332058943078%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=DbDGPoPHuB79YCqOwDcZnvNrN5AD1TPkxe2u6tjtkCg%3D&reserved=0


the world illuminated landmarks and
buildings in Rare Disease Day colors as
part of the global #LightUpforRare
initiative. FARA arranged to light up the
Tower Crown Light – Capella Tower
Minneapolis! 

Food and Drug
Administration (FDA)

Silver Spring, Maryland 

Notre Dame College
of Science

St. Joseph County,
Indiana

Hoan Bridge
Milwaukee, Wisconsin

Rare Disease Day at the National Institute
of Health (NIH) was held on February 29,
2024 and was an extraordinary occasion
dedicated to raising awareness for rare
diseases and all those who are impacted.
A recording of the event is here.

https://videocast.nih.gov/watch=52569


If you missed the virtual Food and Drug Administration Rare Disease
Day on March 1, 2024, you can view a recording of the event
on www.fda.gov/rarediseaseday2024.

In recognition of Rare Disease Day 2024, the Oxford-Harrington Rare
Disease Centre (OHC) hosted its 4th annual Rare Disease Day
Webinar on February 28, titled Pioneering a Path to Rare Disease
Therapeutics.

Watch the Recording

Capitol Hill Updates

https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Flnks.gd%2Fl%2FeyJhbGciOiJIUzI1NiJ9.eyJidWxsZXRpbl9saW5rX2lkIjoxMDEsInVyaSI6ImJwMjpjbGljayIsInVybCI6Imh0dHA6Ly93d3cuZmRhLmdvdi9yYXJlZGlzZWFzZWRheTIwMjQ_dXRtX21lZGl1bT1lbWFpbCZ1dG1fc291cmNlPWdvdmRlbGl2ZXJ5IiwiYnVsbGV0aW5faWQiOiIyMDI0MDMwOC45MTQ5Njc0MSJ9.5uz2u0IoNFf2cASQTred4J2wpWjQLJBhc7z1eVcsGek%2Fs%2F1257247728%2Fbr%2F238473812043-l&data=05%7C02%7Claura.preby%40curefa.org%7Cff1e35575b6b469b592808dc484cd10b%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638464741988013452%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=GQbeGmzQWfw%2F1qu%2FPAjvPtqbHRJ0sL7JpEAEiLHj5WY%3D&reserved=0
https://www.harringtondiscovery.org/blog/2024/02/27/2024-rare-disease-day-webinar


Rare Disease Day Houe Energy and Commerce
Hearing

On February 29, 2024, for the first time, the
House Energy and Commerce Health
Subcommittee held a hearing to highlight 18
different bills aimed at addressing issues
within the rare disease community. During
the nearly three-hour hearing, legislators
heard from speakers from Johns Hopkins, UMass General, Iowa
Children’s, Harvard, and USC as well as a rare mom, Khrystal Davis,
who founded Texas Rare Alliance. The hearing marks an important
milestone for the rare disease community's efforts to gain Congress'
recognition that rare diseases require urgent action. 

You can view a recording of the hearing and view the hearing
materials here.

Read Key Takeaway from NORD's Policy & Advocacy Experts

First Six Appropriations Bills Passed for FY 2024

On March 6, the House passed by a 339-85
vote, six fiscal year 2024 appropriation bills:
Agriculture (includes FDA), Commerce-
Justice-Science, Energy-Water, Interior-
Environment, Military Construction-VA, and
Transportation-HUD. The Senate followed
suit on March 8 with a 75-22 vote. The
President signed the bill that day and the first Continuing Resolution
deadline was met.
 

https://energycommerce.house.gov/events/health-subcommittee-hearing-legislative-proposals-to-support-patients-with-rare-diseases
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Frarediseases.lt.acemlna.com%2FProd%2Flink-tracker%3FredirectUrl%3DaHR0cHMlM0ElMkYlMkZyYXJlZGlzZWFzZXMub3JnJTJGcmFyZS1kaXNlYXNlLWNvbmdyZXNzaW9uYWwtaGVhcmluZyUyRg%3D%3D%26sig%3DFWKXPcnGNF7LgjtGKgthU6pzpMEH7GU4TdKDVuuHBuHq%26iat%3D1709931423%26a%3D%257C%257C253547219%257C%257C%26account%3Drarediseases.activehosted.com%26email%3DDn2bTpTYdFOgLT22mvGxX0mEBxwymLWRefQPv3ezojTv9qrgfQ5QxKQ%253D%253ACflR%252BgFYyihKhj5DKMPZcdAKhdeoO7YL%26s%3D1629f58dbdea936079422a91c938c627%26i%3D497A575A1A12343&data=05%7C02%7CBrigid.Brennan%40cureFA.org%7C6b13afbc901349ee094708dc3fb39044%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638455287674468948%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=7oM%2BNuP4TLdpy2vlesHzjuj%2FHQL5ubSkY%2BkgfjzGphk%3D&reserved=0


The second CR deadline is March 22 and will cover the remaining six
appropriations bills, including funding for research programs at the NIH
and through the CDMRP.

Improving Air Travel for Passengers With Disabilities

The Department of Transportation
announced new, stringent standards for
airlines to ensure wheelchairs are not
damaged and travelers in wheelchairs can
fly with dignity. The proposal includes:
 
· Penalties for mishandling wheelchairs,
and other assistive devices: The proposal
would make those mishandlings an automatic violation of the Air
Carrier Access Act, allowing DOT to "more easily penalize airlines and
hold them accountable when a passenger’s mobility device is
damaged." It would also require airlines to promptly repair or replace
damaged wheelchairs and provide a loaner.
· Safe assistance: The rule would require enhanced airline employee
and airline contractor training that includes hands-on training, for those
who physically assist passengers with mobility disabilities or handle
passengers’ wheelchairs. This includes the prompt return of a delayed
wheelchair to the passenger's final destination within 24 hours.
· Improved standards on planes: The rule proposes improved
performance standards for onboard wheelchairs on twin-aisle aircraft
and small aircraft and notifications after loading and unloading a
wheelchair.
 
The proposed rule will be seeking comments from the public for 60
days after it is published in the Federal Register. Stay tuned for your
opportunity to advocate for this proposal!

Upcoming Advocacy Events 

Join us in Albany for an upcoming
Rare Disease State Advocacy Day!

https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Frarediseases.lt.acemlna.com%2FProd%2Flink-tracker%3FredirectUrl%3DaHR0cHMlM0ElMkYlMkZ3d3cudXNhdG9kYXkuY29tJTJGc3RvcnklMkZ0cmF2ZWwlMkZuZXdzJTJGMjAyNCUyRjAyJTJGMjklMkZ3aGVlbGNoYWlycy1kaXNhYmlsaXRpZXMtcGFzc2VuZ2VyLWFpci10cmF2ZWwtdHJhbnNwb3J0YXRpb24tZGVwYXJ0bWVudCUyRjcyNzc5MjM4MDA3JTJG%26sig%3DGkC7H7ud1mAHkE7zwWHQ4iSR3sw7BD4xRqhb713fG4nU%26iat%3D1709931423%26a%3D%257C%257C253547219%257C%257C%26account%3Drarediseases.activehosted.com%26email%3DDn2bTpTYdFOgLT22mvGxX0mEBxwymLWRefQPv3ezojTv9qrgfQ5QxKQ%253D%253ACflR%252BgFYyihKhj5DKMPZcdAKhdeoO7YL%26s%3D1629f58dbdea936079422a91c938c627%26i%3D497A575A1A12411&data=05%7C02%7CBrigid.Brennan%40cureFA.org%7C6b13afbc901349ee094708dc3fb39044%7C8cc90651ee9e42a4a321f950a9f6bb10%7C0%7C0%7C638455287674460244%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=dC3VTijhG00LMGSIPqdDx0TLdtE98azyNXEFGl0H5dk%3D&reserved=0


Registration is open until Tuesday, April 2, 2024.
To be considered for a travel reimbursement, register by Tuesday,
March 19.

Register Now!

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

Congratulations to FA community
member Alex Bode, who started a
nonprofit called “Peace, Love, and
Accessibility” to educate and
lobby for more accessible parking
options in Connecticut.

Learn More

https://everylifefoundation.org/rdla-state-advocacy-hub/state-advocacy-day/
https://www.rare-diseases.eu/
https://www.rare-diseases.eu/register/
https://download2.eurordis.org/ecrd/2024/Programme_at_a_glance.pdf
https://www.fox61.com/article/news/local/new-haven-county/woman-with-rare-disease-advocates-for-accessible-parking-laws/520-aa2fa63a-0f22-4584-be04-d3c1c6bc4e4b


Rare Advocacy Learning Application is Open!

The seminar series will begin on April 23 and end on June 7.
Application closes on March 25.

The Rare Advocacy Learning program is a free 6-week seminar series
launched to provide in-dept education and advocacy training,
developing a pathway toward year-round advocacy engagement.
Advocates with prior advocacy experience are encouraged to apply.
The Spring 2024 series is titled, “Making an Impact as a Rare Disease
Patient in Patient-Focused Product Development”.

Learn More

      

Friedreich's Ataxia Research Alliance | 533 W Uwchlan Ave, Downingtown, PA 19335

Unsubscribe info@curefa.org

Update Profile |Constant Contact Data
Notice

Sent byinfo@curefa.orgpowered by

Try email marketing for free today!

https://everylifefoundation.org/rare-advocates/rare-advocacy-learning/?utm_campaign=RDLA Newsletter&utm_medium=email&_hsmi=298420746&_hsenc=p2ANqtz--amsNaU8nUdAwYIQpdQmgy_lTxm_j9q6zGpEvxc-f1x279trXJAQFLNHARgKWo1fOf_79x8Cy_xui8q4Bh8K2KeVey5u82_4_K9N2e5T07pNq2_Cg&utm_content=298420746&utm_source=hs_email
https://www.facebook.com/CureFA/
https://twitter.com/CureFA_org
https://www.instagram.com/curefa_org/
https://www.constantcontact.com/legal/customer-contact-data-notice
mailto:info@curefa.org
http://www.constantcontact.com/index.jsp?cc=nge&rmc=VF19_3GE
http://www.constantcontact.com/index.jsp?cc=nge&rmc=VF19_3GE

