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Background

- Narcolepsy is a rare, chronic hypersomnolence disorder characterized by
debilitating symptoms, including excessive daytime sleepiness (EDS), cataplexy,
and disrupted nighttime sleep?!

- Symptoms most typically appear during adolescence?; however, previous reports
suggest that diagnosis can be complicated by lack of symptom recognition or
misdiagnoses and may be delayed by >10 years?3

- Real-world information and experiences from people with narcolepsy (PWN) may
be better captured within a closed patient community

ODbjective

- To further characterize the many struggles and unmet needs of PWN, passive
social listening was used to explore how PWN describe the condition using their
own words

Methods

Study Design

- MyNarcolepsyTeam is a social network where >10,000 members can organically
share their experiences living with narcolepsy with one another

- A 27-question online survey was fielded from February 17, 2022, to March 15, 2022

- 3959 individuals from the MyNarcolepsyTeam community were invited to
participate

— Participants were not compensated for their time

- After the survey, organic posts, comments, questions, and answers posted from
January 2022 to October 2023 were analyzed to add more dimension to how PWN
experience narcolepsy

- All personally identifiable information was removead

- All data were analyzed descriptively

- 110 individuals based in the US responded to the survey (Table 1)
Table 1. Demographic Characteristics of Survey Respondents

Percentage of Respondents

Characteristic (%) WERR)
Age range
<40 years 23
40-49 years 24
50-59 years 23
>60 years 30
Female 84
Narcolepsy type
NT1 48
NT?2 32
Unsure of type 20

NT1, narcolepsy type 1; NT2, narcolepsy type 2.

Long Path to Narcolepsy Diagnosis

- 31% of respondents reported that the time from symptom onset to diagnosis was
>10 years (Figure 1)

— Social listening highlighted both misdiagnoses (eg, depression) and “missed”
diagnoses (eg, sleep apnea but not narcolepsy)

Figure 1. Long Path to a Narcolepsy Diagnhosis

Q. Thinking about when you first went to a
doctor to discuss your symptoms, approximately
how many years did it take before you were
diagnosed with narcolepsy?

Road to a Correct Diagnosis Can Take Many Years

“I started experiencing

bad symptoms as a junior . L
in high school but wasn't %2 — . T have had narcolepsy as long
diagnosed until 25. as I can remember, even in high

31% Needless to say, college  _ _—
was unnecessarily hard."

27 yr.old | US

school, though I did not know
S what it was. I gradually came to
a diagnosis through many tests
and doctors.

10 or more years

74 yr.old | US

6 to 9 years

2 to 5 years

1 year or less 31%

(Sample Size = 110)

Comorbidities
- Almost half (43%) of respondents reported pain as a comorbidity (Figure 2)

— Social listening revealed the burden of painful comorbidities
(eg, fibromyalgia, migraines, neuropathy), which often lead to additional
medications and further sleep disruption

Figure 2. Pain-Based Comorbidities in Patients’ Own Words

In total, 43% suffer with some type of pain as a comorbidity:

“I suffer daily pain. It seems it’s not enough to suffer with not being able to go to sleep and not being able to stay
awake and then pain is added to the mix.”

“I'm in a little pain due to fibromyalgia.”

“I have sleep apnea and narcolepsy. Plus, I have chronic fatiqgue syndrome and fibromyalgia and lots of other
things wrong with me.”

“It has become debilitating having so many sleep disorders and how they have impacted my chronic migraines.”

“I have been doing a lot of reading and it's saying that narcolepsy can create migraines. Between the narcolepsy
medication and the migraine medication I am starting to feel over medicated.”

“I have neuropathy in all of my extremities. I have pain in my legs most days and nights.”

“I had Lyrica added to my lineup and it helped the restless leq and neuropathy.”

Most Troubling Narcolepsy Symptoms

- EDS and nighttime disturbances were reported as most troubling by 90% and 81%
of respondents, respectively (Figure 3A)

- Nighttime disruptions experienced by PWN included poor sleep quality, vivid
dreams, frequent awakenings, sleep paralysis, and abnormal rapid eye movement
cycles (Figure 3B)

— Structured routines helped improve sleep for some PWN
Figure 3. Narcolepsy Symptoms
A. Most Troubling Narcolepsy Symptoms

Q. Which narcolepsy symptoms are most troubling to you? Select all that apply.

90%

. i 81% :

Excessive Daytime Fatigue Nighttime Memory/Cognitive
Sleepiness Disturbances* Issues

(Sample Size = 109)

B. Troubling Nighttime Disturbances in Patients’ Own Words

SLEEP PARALYSIS

“It is difficult for me to get up every day. I often wake up
once at 3 am and 5 am and have sleep paralysis again
in the morning.”

HALLUCINATIONS
“I hate the hallucinations. They happen as I fall asleep.”

ABNORMAL REM CYCLE

“I start REM within 4 minutes, as my studies showed.
Crazy! Sometimes I don’t know what’s real and what’s a
dream. That’s when it gets scary.”

*Nighttime disturbances include anyone mentioning poor quality sleep, disrupted/fragmented sleep, insomnia, or frequent
awakenings.
REM, rapid eye movement.

FRAGMENTED SLEEP

“I had an overnight sleep study and I had
fragmented sleep. I woke up 160 times in the
3 hours I slept. I get the best sleep in

my daytime naps.”

VIVID DREAMS
“I have vivid nightmares every night.”

INSOMNIA

“I have insomnia, so I sleep a few hours
and then I'm up for a few hours and then
back-and-forth all night.”

Cataplexy

- Cataplexy experience differed among survey respondents (Figure 4)

— Social listening highlighted the dangers of cataplexy, including risk of falls and/or
fractures

Figure 4. How Cataplexy is Experienced

Q. Have you generally experienced cataplexy in your
whole body or in more localized areas? (Asked of those
indicating they have Type 1 narcolepsy or who have
experienced cataplexy)

The dangers of a cataplexy attack
in patients’ own words:

Not sure
43%

“I had a cataplexy attack on the stairs and went tumbling
down them two weeks ago and sprained my ankle and
banged myself up pretty good.”

“I'm praying my cervical and thoracic vertebrae fractures

Always whole are healed. Cataplexy events that cause injury are not fun.”

body

0,
Mix of both =R

43%

“I had a cataplexy fall yesterday. Slid off my bed onto the
floor. Had to call the EMT to pick me up. So sore today in
my buttocks and legs.”

Always
localized

21% that my body aches.”

“I have cataplexy and have been falling a lot, so much so

“I fell on my head just now. It was cataplexy!”

(Sample Size = 63)

EMT, emergency medical technician.

- The most commonly reported cataplexy trigger was being overly tired (Figure 5A)

— Organic conversations revealed the full range of emotions that can trigger a
cataplexy episode (eg, laughter, being startled, feeling stressed;
Figure 5B)

Figure 5. Cataplexy Triggers
A. Most Common Cataplexy Triggers

Q. Which of the following, if any, have triggered cataplexy episodes? Select all that apply.
(Asked of those indicating they have Type 1 narcolepsy or who have experienced cataplexy)

Overly tired 70%

Anger 48%
Startled 46%
Laughter 46%
Fear

Excitement

Crying 33%

(Sample Size = 63)

B. Cataplexy Triggers in Patients’ Own Words
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LAUGHTER
“If I laugh too hard or get too excited, I'll lose all muscle
tone and it looks like I'm having a seizure.”

FATIGUE

“I really need to stick to my schedule.

I have been more tired and more episodes
of cataplexy.”

ANGER

“Emotions are really tied to it. Any argument
left me drained. Smart comments, jokes,
anger, laughter, you name it caused
cataplexy to kick in.”

STRESS/ANXIETY
“I disappear when stress increases because my
cataplexy increases.”

EXCITEMENT

“I was excited when my partner got back home from work
today. Ran from my desk to go meet her at the door, but
cataplexy made me collapse halfway.”

BEING STARTLED
“When I get startled, it at times triggers
my cataplexy.”

Treatment Rituals

- 65% of respondents were taking =2 medications to treat daytime and/or nighttime
narcolepsy symptoms

— Organic conversations highlighted the challenges PWN experience while
managing complex treatment regimens

Conclusions

- PWN often experience diagnostic delays, burdensome symptoms and
comorbidities, and difficulties managing complex medication regimens

- Insight into the narcolepsy experience in PWN’s own words may

nelp sleep specialists better understand the challenges and needs of
P\WWN, which may lead to faster diagnosis and more effective,
iIndividualized treatment
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