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STUDENT WITH A CAUSE
After his mother’s diagnosis,
Carolina Forest student made
helping MS patients his mission
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Hearing the words that his mother had
multiple sclerosis left Rafael Ocasio-Espada
with many questions and few answers.
He didn’t want others to be in the same
position.
“I felt in the dark because
I didn’t know anything
about the condition,” said
Rafael, who is now a senior
at the Academy for the
Arts, Science and Technology. “I wanted to help people to know about this conOcasio-Espada dition and help people not
feel the same way that I did
when I got the news.”
Multiple sclerosis, often called MS, is a
chronic disease of the central nervous system, which includes the brain, spinal cord,
and optic nerves. Essentially, with MS, areas
of the CNS become inflamed, damaging the
protective covering (known as “myelin“)
that surrounds and insulates the nerves
(known as “axons“), it disrupts the flow of information between the brain and the body.
Rafael’s mother was diagnosed with the condition in 2014. He was 11 years old at the
time and their family was living in Puerto
Rico.
Rafael soon saw his strong mother need a
cane just to walk. So, he began to be an advocate for families affected by the disease.

 

He gave educational talks about MS to his
class and prepared cookies with an orange
ribbon, a nod to the official color of multiple
sclerosis.
His older sister also embraced MS activism in Puerto Rico, making the disease the
focus of a Girl Scout Gold Award project. In
2016, the brother and sister visited the governor of Puerto Rico to advocate for a mandatory registry for MS patients, the first law like
this in the world. The registry was designed
to help doctors obtain federal funding for research and treatment.
The family moved to Horry County after
Hurricane Maria devastated Puerto Rico in
2017.
Despite all his mother has endured, Rafael
remains inspired by her determination.
“She has kept the same emotion always,”
he said. “She hasn’t given up. … Even
though [MS] limits her from doing stuff, she
still keeps going.”
Rafael and his sister are equally resolute.
They continue to volunteer with the nonprofit Community Organization of MS and
Cancer, Inc., working to raise awareness.
During the summer of 2019, they went
back to Puerto Rico and participated in a series of workshops to help people with MS
learn to apply makeup. Thirty-six volunteers
supported the cause and 76 patients participated in the events.
And as the world responded to the
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