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Get Involved!
Here's how...

PROVIDE A SKIN SAMPLE
Corielle Institute is collecting skin samples from our CHAMPS. This will program the 
sample into a fibroblast which can be studied, and/or turned into a IPSC (induced 
pluripotent stem cell) line. You can donate blood too, but skin is the priority and it would 
be more important to get blood to CHOP first (see below.)
For more information:  https://www.youtube.com/watch?v=3hLr8ZNb87c&t=10s

DONATE BLOOD
Donate a blood sample to Children's Hospital of Philadelphia (CHOP.) Your child's 
specific mutation will be researched to identify ways to help find treatments for our 
children.
Watch how here:  https://www.youtube.com/watch?v=HFZxKfBcpyQ&t=47s

HELP DR. RICHARD KELLEY
Currently we know there are amino acid abnormalities found in CHAMP1 patients. Dr. 
Richard Kelley is collecting blood work to study and look for a possible treatment of this 
metabolic disturbance. Tests include: Amino acids (plasma), lipid panel (cholesterol 
fractions + triglycerides), comprehensive metabolic panel, lactic acid (plasma), vit. E 
level, & total homocysteine level. Your Pediatrician will be able to assist you in obtaining 
these specific lab tests.
Email Dr. Richard Kelley directly at:  rikelleymd@comcast.net

SIMONS SEARCHLIGHT
You can also do our existing Natural History Study through Simons Searchlight. Visit 
SimonsSearchlight.org, register and upload your genetic report. They will reach out to 
you to set up a phone call!
Current supported languages include: English, Dutch, French, and Spanish
For further questions, email: coordinator@simonssearchlight.org 

FINANCIAL SUPPORT
Please consider making a donation if possible.  We would also love to come along side 
you and help create an online fundraiser when you're ready! Lastly, videos like this help 
raise awareness while sharing our incredible stories.
Watch here:  https://youtu.be/C--NTSi0GIs

Below is a list of important things you can do to get involved. Each item makes such a 
difference in the lives of our CHAMPS! We're so excited to have you on this journey with us.

Follow us on social media for updates and information! Be sure to like and share our posts to 
raise further awareness for our CHAMP1ons.

 CHAMP1 Research Foundation                            @champ1research


