Dear Chairman Click, Vice-Chair Mullins, Ranking Member Brewer, and members of the Community
Revitalization Committee:

Thank you for the opportunity to contribute to testifying on behalf of House Bill 758, the Brenna
Brossard SUDEP Awareness Act.

| am the founder and President of The Cameron Boyce Foundation (TCBF). Cameron was my son. He
died of Sudden Unexpected Death in Epilepsy (SUDEP) in 2019. In addition to being my son, Cameron
was a well-known young actor and because of this, his name and legacy has helped TCBF build
awareness around epilepsy focused on young adults who have a higher risk for SUDEP. Like many
parents and epilepsy patients, our health provider did not arm us with much education or information
about epilepsy. They did not provide us with information about epilepsy triggers, the importance of
timely medication adherence, sleep, hydration, etc. And most importantly, they did not share that it
could be fatal. Had we known, it is possible that Cameron would still be with us today.

Since starting TCBF, we have become keenly aware that our story is not unusual. | have met dozens of
parents/individuals who have lost loved ones to SUDEP, who also did not know that death was possible
during a seizure. This is ludicrous to me. It is time for the health care community to bear responsibility
for better arming epilepsy patients with comprehensive and complete information. Many neurologists
feel that it would just alarm the patient, but there are methods to share this information in a
thoughtful and empowering manner. It should be nonnegotiable. Not sharing this information is
unacceptable.

It is crucial that healthcare providers, including primary care providers, general neurologists, and
epileptologists alike, discuss the risks of SUDEP with their patients, family, and primary caregivers.

To ensure that SUDEP is discussed with epilepsy patients in Ohio, House Bill 758 can guide further
SUDEP awareness, prevention, and research. Such legislation can significantly move the needle in
ensuring that families better understand epilepsy risks to prevent future losses of individuals to SUDEP.
Sincerely,

Libby Boyce, LCSW

President of The Cameron Boyce Foundation



