Connecting the Dots

How Documenting Details Led to Our Diagnosis
Our Story of Hope — by Stephanie Muckey

Stephanie Muckey admits that she is a Google-searching mom. For her, sitting
and watching helplessly while her daughter Caitlyn suffered was not an option.
So, she immersed herself in researching the mystery of Caitlyn’s sudden bizarre
symptoms, trying to exert what little control she had despite fears of what she
might find.

Caitlyn had first fallen ill while driving from their home in California to a church
trip in Mexico. But on this international trip of faith and service to others, it was
Stephanie and Caitlyn who needed support.

Normally, Caitlyn was a kind, happy kid who never spoke bad of others. But
during that fateful care ride, Stephanie did not recognize the language or mood

that Caitlyn was exhibiting.

Stephanie knew she had to get Caitlyn to a doctor, but she was in a foreign country and alone with her other
children.

As Caitlyn began showing signs of derealization, doctors came back with a misdiagnosis and began treating
Caitlyn for a condition she did not have.

When Caitlyn did not respond to the treatment, doctors began to ask her about possible drug use or an
undiagnosed psychiatric condition. But Caitlyn had never experimented with drugs and didn’t have a history
of mentalillness. Stephanie began to feel as though she and her daughter were on the witness stand, adding
anxiety to the fear already present.

Strangely, the doctors on base overlooked Caitlyn’s most significant symptom - sleep. Caitlyn’s lethargy and
fatigue were masked because the doctors sedated her. Only in hindsight did Stephanie see how this critical
clue was missed.

When Caitlyn recovered, Stephanie felt an equal sense of relief and worry. There was no clear explanation for
what had happened. Stephanie’s habits as an executive helped her keep meticulous notes on Caitlyn’s
condition. She dismissed nothing as unimportant, and she entered her scribbles into Google one at a time.
This practice would eventually prove to be critical in Caitlyn’s diagnosis of Kleine-Levin Syndrome, but it
would take another three episodes and eight months to find the answers Stephaine sought.

In the months leading up to the correct diagnosis of KLS, Caitlyn and Stephanie saw countless specialists
including highly respected neurologists, psychiatrists, and others. Each time they met with a medical
professional, Stephanie shared her notes and watched as doctors speculated—incorrectly suggesting that
Caitlyn was suffering from bipolar disorder or “really just needs to figure out what she wants to do with her
life.”
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Finally, a compassionate neurologist at Loma Linda University Medical Center (California) wrote a letter for
Stephanie to share with ER doctors should they once again need emergency care. He directed ER physicians
to not dismiss Caitlyn’s symptoms and to provide her a bed for observation while in an episode.

It was a bittersweet discovery when Stephanie stumbled across the description of KLS on the KLS
Foundation website. There, for the first time, all of Caitlyn’s symptoms fit neatly in a single diagnosis. But the
diagnosis itself was intimidating. Stephanie pondered the future and wondered what all this meant.

“Will she be awake for her commencement?” she asked herself.

“Will she be robbed of going to prom or other special events?”

“How do | plan for family events and avoid disappointment if she falls into an episode?”
“What will Caitlyn feel when she realizes that KLS could disqualify her from a military career?”

Planning for college became more complicated. Universities beyond a two-hour driving radius would make it
hard for Stephanie to help if Caitlyn got sick. And the disability office on campus would need to assist and
coordinate with instructors how Caitlyn could catch up should she fall behind.

Stephanie’s experience through Caitlyn’s KLS episodes shaped her strong belief in the importance of
documenting every observation for doctors and researchers. Her records start as a note on a page or an
entry into her phone, but that isn’t where they stop.

“I make it a point to enter the information | document directly into the KLS Patient Registry as soon as
possible to prevent the possibility that | inadvertently leave out key details,” Stephanie emphasizes. “l want

»

Caitlyn’s symptoms, the physician’s data, and my notes to accurately reflect what occurred in that moment.

“We, as parents, can lose so much knowledge and history if we do not make keeping notes and data a
centerpiece of our efforts,” she explains. “If we don’t provide facts and evidence to the researchers
studying this rare disease, we make it harder for them to see the pieces they will need to complete the
puzzle.”

Through the fear and disappointment of missing milestones, discovering the KLS Foundation was the
lighthouse Stephanie and Caitlyn needed at the end of their long journey to a diagnosis. Stephanie relies on
the friendships she has made in the KLS Foundation’s Facebook Support Group and takes comfortin
knowing they are not the only ones navigating this voyage. Today, Caitlyn plans to attend college in the fall.



