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patient experiences with Patients and caregivers were asked if they had experienced any of the following

SO were collected using a while on SO therapy, and if so, how frequently: taking the second dose early, taking

survey and interviews. the second dose late, accidentally missing the second dose entirely, getting injured
after waking for the second dose, and having challenges with preparing their dose.
Sample proportions and 95% Cls for the true proportion of patients experiencing
these challenges at least monthly are shown in Figure 3.
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Introduction: Narcolepsy is a chronic sleep disorder defined by excessive daytime sleepiness,
impaired rapid eye movement sleep, disrupted nighttime sleep with frequent waking, and several
molecular biomarkers; it may also be accompanied by cataplexy. Narcolepsy has no cure and
affects both men and women. This research used natural language processing (NLP) with social
media listening to better understand patient experiences in the narcolepsy community with taking

sodium oxybate (SO) therapy.

Materials and Methods: A combination of social media listening and survey methods was
employed. A proprietary analytics engine that incorporates NLP analyzed 25,018
posts/comments shared by 15,280 participants during August 2011 to October 2022 in 2
narcolepsy communities: a subreddit, r/Narcolepsy, and a private Facebook group. A clinical
entity recognition tagger leveraging a medical ontology was used to build a co-occurrence
network and identify relationships between entities. We filtered conversations that mentioned (1)
second dosage (e.g., second dose, 2nd) and (2) SO (e.g., Xyrem, SO) to build a unique co-
occurrence network for all conversations discussing second doses of SO. Patient experiences
with SO were then documented by surveying and interviewing community members and
analyzing the stories and experiences they shared on social media.

Results: A total of 4,275 of the subreddit users mentioned SO and 398 (9%) used language
consistent with having challenges in taking a second SO dose. The co-occurrence network
revealed that second SO dose was comentioned with physical (e.g., nausea, headache) and
mental health (e.g., anxiety, depression) conditions. A group of 87 users from the private
Facebook group were then surveyed (n = 85 patients, n = 2 caregivers). Missing the second dose
was reported by 75% of patients (65% at least monthly). The most common reported impacts of

missing doses were poor sleep quality, increased daytime sleepiness, work/school absences, and



brain fog affecting next-day functioning. Regarding whether they suffered injuries resulting from
waking to take a second dose of SO, 32% responded yes (33% of these respondents at least
monthly). Delayed dosing (>4 hours after) was another issue reported by 59% (74% at least
monthly). Impacts of this delayed dosing led to school/work tardiness and missed
responsibilities. Patients reported adverse effects with SO therapy, including mental health issues
(especially depression), racing heart, muscle spasms, acid reflux, bedwetting, and eating
problems. Seventy-six percent of the respondents strongly agreed or agreed that a single bedtime

dose of SO would be safer.

Conclusions: Converging evidence from both the social media and survey results suggests that
the need to take the second dose of SO is associated with various sleep-related issues and
disruption for people with narcolepsy and their caregivers. Daily functioning, physical and
mental health, injuries, and quality of life were affected. These impacts are present both for

missed second SO doses and doses taken more than 4 hours after the first dose.
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