
Written Testimony in Support of SUDEP Awareness 
The Story of Tania de la Rosa Garzon (b. 11/14/2002 - d. 11/19/2024) 

 

We are Luis de la Rosa and Gladys Garzon, proud and loving parents of Tania de la Rosa Garzon. 

On November 19, 2024, our daughter Tania passed away at just 22 years old due to SUDEP — 

Sudden Unexpected Death in Epilepsy. Before Tania passed away, we had never heard of SUDEP. 

 

Tania was diagnosed with epilepsy when she was 9 years old. Like many families, we worked closely 

with doctors, ensured she took her medications, monitored her health, and did everything we could 

to help her live a full and happy life. While she experienced some generalized tonic-clonic seizures, 

most of her episodes were absence seizures and psychogenic non-epileptic seizures. Her condition 

appeared to be under control. 

 

What we did not know — what nobody clearly explained to us — was that epilepsy can cause death. 

No family should learn about SUDEP only after losing a loved one. 

 

After Tania passed away, our family went through an incredibly diƯicult period trying to understand 

how this tragedy could have happened. The autopsy process took much longer than expected 

because, as the pathologist explained to us, they could not identify a very specific cause of death. 

What shocked us even more was realizing that even experienced medical professionals and 

pathologists may not immediately recognize that epilepsy itself can cause death. This highlights 

how limited awareness of SUDEP is, even within parts of the healthcare system. 

 

Since losing our daughter, we have connected with other families who have experienced similar 

tragedies. Again and again, we heard the same heartbreaking words: “We didn’t know.” Families 

were unaware that SUDEP existed, unaware of the risks, and unaware of precautions that might 

help reduce those risks. 

 

Epilepsy aƯects approximately 1 in 26 people during their lifetime. Experts estimate that about 1 in 

1,000 U.S. adults with epilepsy may die from SUDEP each year. Yet SUDEP awareness remains far 

too low among patients, families, and even within parts of the medical community. 

It is imperative that healthcare professionals provide information about SUDEP and its risks to every 

person living with epilepsy and to their caregivers. Patients with other chronic conditions such as 

diabetes or high blood pressure routinely receive information about serious complications and 

risks, including risks that can lead to death. It is not clear to us why even basic information about 

SUDEP is still not consistently shared with epilepsy patients and families. 

 



We need to take action. Education matters. Awareness matters. Conversations between healthcare 

providers and families matter. While discussing SUDEP can be diƯicult, silence can have 

devastating consequences. 

 

We fully support eƯorts such as House Bill 758 because it represents an important step toward 

ensuring that patients and caregivers receive the information they deserve. Families living with 

epilepsy should be empowered with knowledge about risks, seizure safety, nighttime monitoring, 

medication adherence, and preventive strategies. 

 

Nothing will bring our daughter back. But if sharing her story can help save even one life or spare 

another family from this unimaginable pain, then her legacy can create meaningful change. 

Thank you for taking the time to hear our story and for supporting greater awareness, education, 

and advocacy around epilepsy and SUDEP. 
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