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Community updates
Building connections and creating momentum
Oklahoma's rare disease community has had an exciting few weeks.
In just over a week, Oklahoma hosted two events that brought together patients, families, health care professionals, researchers, and advocates. They shared one purpose: improving life for Oklahomans affected by rare diseases.
On September 30, the first Oklahoma Rare Disease Fair welcomed nearly 100 people for learning, conversation, and connection. One week later, the Cherokee Nation Rare Disease Summit continued that work and helped increase rare disease awareness across the state.
These events are helping people make connections and continue important conversations.
The Oklahoma Rare Disease Coalition wants to turn this momentum into action. Our priorities include stronger partnerships, policy advocacy, provider education, and more ways for community members to help shape decisions that affect their lives. We are also exploring plans for a Rare Disease Day at the Oklahoma State Capitol in early 2027. This event could bring the community together to share stories and meet state policymakers.
There is still more work to do, but Oklahoma's rare disease community is growing stronger and more connected. Thank you for being part of this work. Every voice, connection, and effort helps us move forward.
Coalition meetings
Meetings are held on Zoom. The newsletter provides meeting IDs and passcodes but does not list direct Zoom links.
Wednesday November 4 2026 at 12 noon
Location: Zoom
Meeting ID: 826 1345 5099
Passcode: 984391
Wednesday December 2 2026 at 12 noon
Location: Zoom
Meeting ID: 894 4856 5743
Passcode: 410975
Help grow the coalition
The Oklahoma Rare Disease Coalition is built on the strength of our community. Please share the coalition with your networks. You can also join the coalition's Slack workspace to take part in the conversation.
Coalition Slack workspace: https://join.slack.com/t/oklahomarared-onj9609/shared_invite/zt-3x9p1qqr6-RaFheu6gUoidci2tzHs2SA
Community recognition
Velvet Brown Watts receives advocacy award
The Oklahoma Rare Disease Coalition celebrates and congratulates OKRDC advocate Velvet Brown-Watts. She received the 2026 Advocacy Award at the 2026 Sickle Cell Convention. We are grateful for her leadership, her work to make patient and family voices heard, and the many ways she supports Oklahoma's rare disease community.
October rare resource highlight
We share resources at coalition meetings and in each newsletter because timely, trusted information matters. Finding support can be difficult for families affected by rare diseases. Resource sharing connects patients, families, providers, and advocates with helpful tools, information, and opportunities. It is one way we help make sure no one has to navigate rare disease alone.
Oklahoma Health Care Authority work requirements screener
Starting in January 2027, a new law says some SoonerCare members must work or help in their community to keep their health coverage. The Oklahoma Health Care Authority's screener can help you find out if this rule may apply to you.
Work requirements screener: https://oklahoma.gov/ohca/individuals/mysoonercare/work-requirements.html
More resources for Oklahoma's rare disease community: https://www.oklahomarare.org/resources
Advocacy and learning opportunities
Vote on November 3 2026
Your vote matters. Find Oklahoma election information at the full URL below.
Oklahoma elections website: https://oklahoma.gov/elections.html
Genomic information workshop
Official event name: Using Genomic Information from Preconception through Early Childhood: A Workshop (Virtual)
Date and time: Tuesday, October 27, 2026, from 7:30 a.m. to 4 p.m.
Location: Virtual
The National Academies will hold a public workshop about genetic testing before pregnancy and during early childhood. Participants will discuss how genetic screening and testing are used now, where services overlap or are missing, and how technology, policy, and health care practice could support a more connected approach over time.
Registration: https://events.nationalacademies.org/47145?i=LC4pLEOUcFMfCTvzZZblwYTGZHlxjQQU
FDA rare disease public meeting
Official event name: FDA Rare Disease Framework Initiative Public Meeting
Date and time: Wednesday, October 28, 2026, from 12 to 4 p.m. Central time
Location: Hybrid, with in-person and virtual participation
The U.S. Food and Drug Administration and the Reagan-Udall Foundation for the FDA will ask the public for input on the FDA's Rare Disease Framework Initiative. The initiative is intended to rethink how the agency supports the development of drugs for rare diseases.
Meeting information and registration: https://www.fda.gov/news-events/fda-meetings-conferences-and-workshops/fda-rare-disease-framework-initiative-public-meeting-10282026
RARE Disease Week travel reimbursement
Application deadline: Friday, November 6, 2026
Event dates: March 2 through March 4, 2027
Event location: Washington, DC
Join Team Oklahoma in Washington, DC. The RARE Foundation is accepting travel reimbursement applications to help cover some of the cost of attending RARE Disease Week.
Application information: https://www.rareadvocates.org/rare-disease-week/
Capitol Conversations on November 10 2026
Date and time: Tuesday, November 10, 2026, from 5:30 to 7:30 p.m.
Location: Room 535 at the Oklahoma State Capitol
Topic: 2027 Legislation - Share Your Ideas
The next Capitol Conversations meeting will be held in person. The newsletter does not list a registration link.
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