A ACK FRC
The Voices of Rare & Ultra Rare

DUES, DUES, DUES!

H.R. 6094 has been introduced!
PROTECT Act (previously the Access to Rare Indications)

H.R. 6094 WILL MAKE IT EASIER FOR RARE DISEASE PATIENTS TO GET THE TREATMENTS OUR
DOCTORS SAY WE NEED. IT’"S NOT ABOUT ‘SPECIAL TREATMENT’ FOR RARE DISEASES. IT’S
ABOUT EQUAL FOOTING WITH THOSE LIVING WITH MORE COMMON CONDITIONS.

The Providing Realistic Opportunity to Equal and Comparable Treatments for Rare or
PROTECT RARE is the old Access to Rare Indications Act. New name but the same great bill!
Introduced by Rep. Dunn (R-FL) on the Energy and Commerce Committee, along with previous
leaders, Rep. Matsui (D-CA), Kelly (R-PA), and Thompson(D-CA) to introduce Haystack’s bill!!!

PROTECT RARE ACT

Providing Realistic Opportunity To Equal and Comparable Treatment for Rare

el
—

Find EVERYTHING you need to learn more and advocate for this bill is HERE!

SENATE UPDATE: A bipartisan group of Finance Committee members is awaiting CMS
feedback before introduction... We have been waiting over 18 months to hear from them!
PLEASE EMAIL US IF YOU CAN HELP WRITE TO CMS! Tiara.logan@haystackproject.org
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mailto:Tiara.logan@haystackproject.org

DUES, DUES, DUES! here

Rare Disease Compendia
Haystack Project discussed the lack of compendia in rare diseases and interest
in developing one. Groups discussed the expertise needed for further the discussion and

took assignments in recruiting interested clinicians to discuss feasibility. Haystack will host a
half-day workshop to explore further.

HEART ACT

FDA MEETING

Tiara.Logan@haystackproject.org.

GAO Study in Rare Diseases Underway

October Senate Aging Committee Hearing

Tiara.logan@haystackproject.org
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DUES, DUES, DUES! Pay your 2023 dues here. Please help us keep up all the good work you've come to count on us for!

OCTOBER will bring patients and
companies together to hear from
Matt Salo, who recently retired
from the National Association of
State Medicaid Directors (NAMD).
He’ll discuss the gaps and
opportunities in state-level
advocacy in the rare community.

AUGUST was a great time for the
groups to undertake a “planning
session” about their
need/interest in state-level
advocacy, and how Haystack
might support them. The
‘experiment’ started with
Haystack’s “HP50” Work Group,
and the planning session made o— 00— O
clear that the appetite for more is

urgent. NOVEMBER will allow Haystack
®e————MM o0— o to consider specific goals,
SEPTEMBER 28 Haystack Project resource needs, and an
hosted a call with companies to implementation timeline to serve
discuss rare disease patient our patients. goals, resource

advocacy at the state level. needs, and an implementation
timeline to serve our patients.

MISCELLANEOUS
UPDATES

Haystack provided an update on...
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DUES, DUES, DUES! here

1:1 Listening Sessions have begun please email Tiara with availability after the Thanksgiving

holiday. Look out for the email with Haystack Project’s availability

WORK GROUPS

PROTECT Rarel/Access to Rare Indications
First Look Project
HP50

Do you have these on your calendar?

DUES, DUES, DUES! Pay your 2023 dues here. Please help us keep up all the good work you’ve come
to count on us for!

Do you have calendar invitations for our standing monthly calls?

3rd Tuesdays 1-2 pm ET - Speaker Series — Invite includes required registration link.
3rd Wednesdays 1-2 pm ET - Member calls with patient groups

Follow us on social media — LinkedIn, Facebook, and Twitter.
Any questions, contact Tiara.Logan@haystackproject.org
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THANK YOU TO THE SPONSORS

Please check the website for the growing list of Haystack sponsors, whose support allows us to do what we do!
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Haystack Project is grateful to all of our Alliance Partners for lending their
insights and perspectives, as well as for combining their efforts with ours to
better serve the rare and ultra-rare communities.




