RARE DISEASE COALITION
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This newsletter was created to keep our community informed, empowered, and
connected as we work collectively to advance
awareness, policy solutions, and support for individuals and families impacted by rare
disease across Oklahoma.

What better time to launch this effort than during Rare Disease
Awareness Month and as we near Rare Disease Day, when attention is focused on the
urgent needs and powerful voices of the rare community.
The mission of the Oklahoma Rare Disease Coalition is to push for meaningful change
- advancing policies, strengthening connections, and ensuring individuals and families
affected by rare diseases are seen, heard, and supported.
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RARE DISEASE DAY
FEBRUARY 28

Rare Disease Day Official Site



https://dxzcfm04.na2.hubspotlinksfree.com/Ctc/L3+113/dxzcfm04/VX0jdF1FzmY0W7b5gdc4gQVkjVQq1455KKmZ-N8JCsDs3m2nnW6N1vHY6lZ3kwW1FRxCp7K5N6BW2xKlr81X7pGLW8tG0h67w3nGTW6F2vxz7QtVkSW7-Ps4w78mfPlVF2z5j8RptyKN4g-YvKmBmzYW1JZPnM7yzYWtVq8Lbb6BBBZZW4S1y1J3nFp0-W9bnHPn86lwycW63Mb949d8dzVW6NnMlt55YsZ4W5yVlqK3FtHbyW44k23y14g9ysW2prJRt5cnztcW61TpyZ2XsWs5W2SncQc2h2zFyW2yrMZs7sm7lwW3Dptt55BFBg1W1GRTLb7wMQCZW48ly816YlPM4f6TVBLF04

Coalition Connect:

Join, Learn, Advocate
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.......... Oklahoma Rare Legislative Tracking
TR Y
' !'H/ \!!!- \ Policy decisions in Oklahoma directly affect how rare
Rorel disease patients and caregivers access care, services,
and support. This page highlights bills that matter for the
— Oklahoma Rare Disease community, with direct links so
you can click through read the full text, and understand what each proposal means for you.
Check back often for updates throughout the legislative session.

LEARN MORE

oy e "Hands Across Oklahoma" Virtual Rare Disease

Town Hall

Mark your calendars! A virtual town hall on March 5th at 6:30 PM -
be sure to join for an informative and engaging community
discussion supporting individual families, and caregivers affected by rare diseases across

for an engaging conversation about the rare disease community in Oklahoma. Don’t forget to
invite your networks — the more voices, the stronger our impact!

REGISTER HERE

Capitol Conversation

Fully virtual Capitol Conversation on Monday, March 9, 2026
from 5:30-7:30pm.Join Democratic Legislators online for a
s discussion about the legislative session.

REGISTER HERE

DEMOCRATS



https://dxzcfm04.na2.hubspotlinksfree.com/Ctc/L3+113/dxzcfm04/VX0jdF1FzmY0W7b5gdc4gQVkjVQq1455KKmZ-N8JCsDM3m2nnW7lCdLW6lZ3lcW2mJbVD30S9WFW3J_ZQ566zYQwW8KWgtZ1HCtYVW7zQGx48JR0QlW5nCMf67HcMnlW74CSxz6Hp1vCW7bL_PF8v88tWVxhWR56jy73XW1Jgk1G8GzgNXW8WmPw03f8G8yW7J-X9G7Z9qxNW5-pTWz25j9twW6b1S--78l0pKW3wfd9j8Jh86gW6PJCy-6bvZRwN517k4YQD05nW1F4BhD6Z-L8WN2RMtMgVrVKwVYdVcP65trgbW8VpMBy18T9X5W53MRr-13FkYsN45p9H1n_jDlW8JZg523FL1ZFW1GBt2-7N7Qr9f2RDc0x04
https://dxzcfm04.na2.hubspotlinksfree.com/Ctc/L3+113/dxzcfm04/VX0jdF1FzmY0W7b5gdc4gQVkjVQq1455KKmZ-N8JCsFl3m2nnW8wLKSR6lZ3pTW2qyxXB6vwMw-W2F3tlJ54nZ_HW1B6xq_2NlkmTW8fSx3-8SY454W1wYHPL5LKCW4W2jTK2t2JsSmtW3CdnpR8HHJrwW3BRX9z6GLyZ0W8xQY8V7SJy27W7b8BhK2rq1DnW3DJmXh5tpctsW1gSwpb4dhcbXW1ypmW39bmK-_W4RDvHl3y9n_KW5lvWLv2R9hZMW70m-Yw7hq0jYW4k_P2Z3nCWhLW43LjJc5Q4WcXW8JSks56W1tc5W5WwLZJ2KbwGyW2NGN0N76sM0sW7svWyp8M33wGW1bVV993pT_Q0W45Fh9t1T6s6tW5ZQQfD8260FFW3zpx9y54jypQW18C_Gz4RcNptW7-W5kZ2kPrC-d9Y4Qz04
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Oklahoma State Department of Health Infant & Children’s Health Advisory Council
Meeting

o Currently scheduled for February 25th, 2026 (Oklahoma State Department of Health 28th

floor) *subject to change* ¢ For more information about the Council:
https://oklahoma.gov/health/health-education/children---familyhealth/infant-and-childrens-
health-advisory-council.html

Rare Resource Highlight

Sam the | Can Man Foundation, "I Can Too" Grant Application

Sam The | Can Man Foundation offers funding to provide small equipment, items, activities,
and experiences to individuals with differing abilities in an effort to enhance their lives and
enable inclusive experiences for them individually and/ or with their family. Funds are awarded
to individuals with differing abilities and organizations who believe they can carry forth Sam’s
legacy of “I Can Too”. Inspiring people to believe “I Can Too” was a very important part of
Sam's life. These funds are an extension of Sam's message that you can do anything you set
your mind to.

The next granting cycle applications will be open from March 1-31st, 2026.

LEARN MORE

The I Can Man —
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Upcoming Coalition Meetings:
o Wednesday April 1st, 12:00 pm:

https://us06web.zoom.us/j/85169485368?pwd= aFF1gjwHaZcx6gy810n4VUQbfg61mr.1

Meeting ID: 851 6948 5368 Passcode: 260108
o Wednesday May 6th, 12:00 pm:

https://us06web.zoom.us/j/84508735048?pwd= nMNQQNo2TGHhbP6624b3EFzHTgTwXZ.1

Meeting ID: 845 0873 5048 Passcode: 493951
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