Oklahoma Rare Disease Coalition Newsletter – (June 2026)
The Power of Connection

Rare diseases can often feel isolating. Families may spend years searching for answers. Patients may struggle to find specialists who understand their condition. Caregivers frequently navigate complex healthcare, education, and support systems while trying to ensure their loved ones receive the care they need. 

Yet one of the most powerful things we’ve learned as a rare disease community is that no one should have to face these challenges alone. 

Connection is at the heart of everything we do. It happens when a newly diagnosed family finds hope through the experience of someone who has walked a similar path. It happens when advocates come together to raise awareness, when organizations collaborate to share resources, and when healthcare professionals, researchers, policymakers, and community leaders work toward solutions that improve lives. 

The Oklahoma Rare Disease Coalition was built on the belief that we are stronger together. By bringing diverse voices to the table, we create opportunities to learn from one another, amplify our collective impact, and build a more connected and supportive community for the approximately 400,000 Oklahomans living with a rare disease. 

Every month, we’re proud to highlight the people, organizations, and initiatives that continue to strengthen our rare disease community. Every resource shared, every partnership formed, every story told, and every act of support helps move us closer to a future where individuals and families affected by rare disease feel seen, heard, and empowered. 

Thank you for being part of this coalition. Your engagement, expertise, and commitment make this community stronger, and we are grateful for the connections that continue to inspire progress across Oklahoma. 
Together, we are building something meaningful and together, we will continue moving forward. 
Coalition Meeting
Next Oklahoma Rare Disease Coalition meeting:
• September 2, 2026
• 12:00 p.m.
• Zoom
June Resource Highlight: Cavett Cares

https://cavettkids.org/cavett-cares
This month we are highlighting Cavett Cares, a program of Cavett Kids.

Cavett Cares helps families of children with chronic or life-threatening illnesses. Support may include:
• Rent and utility assistance
• Groceries
• Gas cards
• Medication assistance
• Funeral support when needed

These services help families focus on caring for their loved ones during difficult times.


For more resources for the Oklahoma Rare Disease community, check Oklahoma Rare’s resource page here:  https://www.oklahomarare.org/resources

Why We Share Resources
We include resources in every meeting and newsletter because information is only helpful if people can find and use it.

Resources help families, advocates, providers, and community members learn about support services, policy updates, and opportunities that can improve quality of life.
Advocacy and Learning Opportunities

Progress for Patients:
• Free online advocacy training
• Learn about clinical trials, drug development, and patient advocacy
• Self-paced course that takes about 90 minutes
https://progressforpatients.org 

Rare Across America:
• August 10–21, 2026
• Meet with Members of Congress in their local offices
• Share your rare disease story and educate policymakers
• Registration closes July 17
https://everylifefoundation.org/rare-advocates/rare-across-america/ 

LEAP Into Advocacy Summit:
• June 25, 2026
• Hybrid event (online and in-person)
• Focus on turning knowledge into action
https://theewefoundation.org/register/ 
Upcoming Events
June 26: Oklahoma Newborn Screening Symposium (Norman) https://opqic.org/registration/ 

July 20: ADA Celebration at the Oklahoma State Capitol https://www.facebook.com/events/2237977386778924/  

July 23: Virtual Lunch & Learn on Digital Accessibility 
Virtual Lunch & Learn with Adam Thiel, Digital Accessibility Coordinator with ABLE Tech, as we explore how thoughtful digital design can create more inclusive experiences for all.
Join Zoom Meeting: https://tinyurl.com/ADALunchLearn 
Meeting ID: 819 106 2190
Passcode: 3niw3d See less

July 26 9:00 am: ADA Anniversary Solidarity Walk at Scissortail Park in Oklahoma City

Date To Be Announced: Spreading Hope Back 2 School Bash

September 19 9:00 am: Supporters of Families with Sickle Cell Walk, Run and Jog (Tulsa) https://runsignup.com/sicklecellok 

September 29: Skydance Bridge lighting for the Oklahoma Rare Disease Fair

September 30 9:00 am: Oklahoma Rare Disease Fair at Bethany Children's Health Center https://rarediseasefair.org/#oklahoma 

October 3 11:00 am – 1:00 pm: South Central Walk-Run-N-Roll https://wearesrna.org/walk-run-n-roll/ 

October 7: Cherokee Nation Rare Disease Summit


Together, we are building a stronger rare disease community in Oklahoma.
