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Objective

e To estimate the prevalence of diagnosed idiopathic hypersomnia
among the pediatric population in the United States (US) based on
administrative claims data

Conclusions

e This claims-based analysis found that the US pediatric prevalence
of diagnosed idiopathic hypersomnia in 2023 was 7.6 cases per
100,000 persons, or 0.008% of the pediatric population of the US

The highest age-specific pediatric prevalence was observed in
individuals aged 15 to <19 years; the mean age at first pediatric
idiopathic hypersomnia diagnosis was approximately 12 years

Most individuals with pediatric idiopathic hypersomnia had a sleep
test claim within 6 months of their diagnosis

Nearly one-quarter of pediatric individuals underwent sleep testing
more than 6 months before receiving a diagnosis, underscoring
the need to reduce diagnostic delays—especially in younger age
groups—to ensure timely and effective symptom management
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Introduction

¢ |diopathic hypersomnia is a rare neurologic sleep disorder with potentially debilitating symptoms, including
excessive daytime sleepiness; severe sleep inertia; nonrestorative nighttime sleep; prolonged, unrefreshing
naps; dysautonomia (eg, headache, orthostatic disturbance, temperature dysregulation); and fatigue’?

e The prevalence of idiopathic hypersomnia in the US adult population has been estimated within the broad
range of 0.002% and 1.5%3>°

e There is little published literature evaluating the prevalence of idiopathic hypersomnia in the pediatric
population

Methods

Merative™ MarketScan® claims data through 12/31/2023 were analyzed among individuals aged <19 years for each year from 2019 to 2023

|diopathic hypersomnia was defined as =22 claims =230 days apart with an idiopathic hypersomnia diagnosis code (ICD-9-CM, 327.11, 327.12; ICD-10-CM, G47.11, G47.12) in the primary or secondary position occurring in cumulative
available data from 1/1/2013 through each year of interest®’

— In a sensitivity analysis, idiopathic hypersomnia was defined using 21 claim with an idiopathic hypersomnia diagnosis code

— Additional outcomes included age-specific prevalence estimates for 2023, age at first qualifying idiopathic hypersomnia diagnosis, and distribution of sleep-testing (polysomnography [PSG] and Multiple Sleep Latency Test [MSLT])
claims before and after pediatric idiopathic hypersomnia diagnosis

Results

Figure 1. Annual Pediatric Prevalence?® of Diagnosed Idiopathic Hypersomnia Using
(A) Two-claim and (B) One-claim Definitions

Figure 2. Pediatric Prevalence of Diagnosed Idiopathic Hypersomnia in 2023, Stratified
by Age Using (A) Two-claim and (B) One-claim Definitions
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@Proportion of idiopathic hypersomnia diagnoses during year of interest among individuals aged <19 years, expressed as cases per 100,000 persons.

e |n 2023, age-specific pediatric prevalence per 100,000 persons for the primary 22-claims definition was
0.1 (<5 years), 0.7 (5 to 9 years), 5.3 (10 to 14 years), and 16.6 (15 to <19 years)

e Sensitivity analysis estimates of age-specific pediatric prevalence using the =1-claim definition were
consistently higher than those using the primary 22-claims definition

e |n the primary analysis, 573, 575, 567, 546, and 551 pediatric individuals had =2 diagnostic claims
for idiopathic hypersomnia between 2013 and each respective year of interest from 2019 to 2023

e Using the 22-claims definition, the unweighted pediatric prevalence (95% confidence interval [CI]) of
diagnosed idiopathic hypersomnia, expressed per 100,000 persons, was 6.0 (5.6—-6.6) in 2019, 6.2
(5.7-6.7) in 2020, 5.8 (5.4-6.4) in 2021, 6.7 (6.2—7.4) in 2022, and 7.6 (7.0-8.3) in 2023

e Using the =21-claim definition, the unweighted pediatric prevalence (95% CI) per 100,000 persons was
16.5 (15.8-17.4) in 2019, 16.7 (16.0-17.6) in 2020, 16.3 (15.5-17.1) in 2021, 19.4 (18.5-20.4) in 2022,
and 21.2 (20.3-22.4) in 2023

Figure 4. Distribution of Sleep-Testing Claims Before and After Pediatric Idiopathic
Hypersomnia Diagnosis®
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aBars represent 6-month intervals. The dashed vertical line denotes the first diagnosis date among those defined by =2 claims.
aAmong those defined with =2 claims.

S _ o _ e [n 2023, 84.0% (463/551) of individuals with pediatric idiopathic hypersomnia had claims for sleep
e Mean (SD) age at first idiopathic hypersomnia diagnosis was 12.5 (4.0) years testing (PSG or MSLT) before or after their qualifying idiopathic hypersomnia diagnosis, with the majority
— Median age (IQR) was 13.0 (10.0-16.0) (73.4%) of these occurring within 6 months

e Males most commonly received their first qualifying diagnosis at 10 to 14 years of age, while females ¢ Among those with sleep-testing claims, 22.0% occurred more than 6 months prior to idiopathic
were most commonly first diagnosed at 15 to <19 years hypersomnia diagnosis, suggesting a gap between symptom investigation and diagnosis



