
APSS 2023 – ABS 

Page 1 

 

 

Title: Diagnosed Prevalence of Idiopathic Hypersomnia Among Adults in the United 

States 

 

Authors: Ragy Saad, MSc1; Jed Black, MD1,2; Richard K. Bogan, MD, FCCP, 

FAASM3,4,5; Elizabeth T. Jensen, MPH, PhD6; Prasheel Lillaney, PhD7; Patricia Prince, 

MPH8; Adina Estrin, BA8; Marisa Whalen, PharmD9; Wayne Macfadden, MD9; Weiyi Ni, 

PhD1; David T. Plante, MD, PhD10 

 

Institutions: 1Jazz Pharmaceuticals, Palo Alto, CA, USA; 2Stanford University Center 

for Sleep Sciences and Medicine, Palo Alto, CA, USA; 3University of South Carolina 

School of Medicine, Columbia, SC, USA; 4Medical University of South Carolina, 

Charleston, SC, USA; 5Bogan Sleep Consultants, LLC, Columbia, SC, USA; 6Wake 

Forest University School of Medicine, Winston-Salem, NC, USA; 7Formerly Jazz 

Pharmaceuticals, Palo Alto, CA, USA; 8Aetion, New York, NY, USA; 9Jazz 

Pharmaceuticals, Philadelphia, PA, USA; 10University of Wisconsin School of Medicine 

and Public Health, Madison, WI, USA 

 

Keywords: Idiopathic Hypersomnia, Prevalence, RWE 

Category: Clinical Sleep Science and Practice 

Subcategory: Sleep and medical disorders 

Submission Category: Both Oral and Poster Presentation 

Has or will this research be presented or published prior to SLEEP 2023? 

No  



APSS 2023 – ABS 

Page 2 

 

 

ABSTRACT  

Introduction: Idiopathic hypersomnia (IH) is a rare neurologic disorder that can cause 

debilitating symptoms, including excessive daytime sleepiness, severe sleep inertia, 

prolonged nighttime sleep, long and unrefreshing naps, and cognitive dysfunction. 

Research reporting the burden of IH is scant. The objective of this study was to estimate 

the diagnosed prevalence of IH among US adults between 2019 and 2021. 

Methods: Symphony Integrated Dataverse® administrative claims between November 

2015 and December 2021 were analyzed. Eligible patients were aged ≥18 years and 

had 1 medical or prescription claim in the calendar year of interest (2019, 2020, or 

2021) and in the year prior. Diagnosed prevalence included all IH cases observed in 

eligible patients through the last day of the year of interest. IH cases were defined as 

eligible patients with ≥1 medical claim containing an IH diagnosis code in any position 

before or during the calendar year of interest, and no history of cataplexy. Unweighted 

prevalence estimates were reported per 100,000 persons with 95% confidence intervals 

(CIs). Age- and sex-adjusted prevalence estimates were calculated using 2019 US 

Census Bureau data.  

Results: Over 158, 168, and 187 million adults were eligible for assessment of 

diagnosed prevalence of IH in 2019, 2020, and 2021, respectively. The unweighted      

diagnosed prevalence of IH was 32.12 per 100,000 persons (CI: 31.84, 32.40), 35.71 

per 100,000 persons (CI: 35.43, 36.00), and 37.03 per 100,000 persons (CI: 36.75, 

37.30) in 2019, 2020, and 2021, respectively. The estimated standardized numbers of 

US adults diagnosed with IH were 80,603 (CI: 80,048, 81,161), 89,539 (CI: 88,954, 

90,127), and 92,139 (CI: 91,545, 92,736) in 2019, 2020, and 2021, respectively.  
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Conclusion: To our knowledge, this is the most recent study to estimate diagnosed 

prevalence of IH in US adults. It is uncertain what proportion of IH cases remain 

undiagnosed considering the under-recognition of this condition, low utilization of sleep 

testing, and concerns over the reliability of multiple sleep latency testing. Furthermore, 

recent studies suggest only a subset of patients with IH actively seek medical care for 

their condition. Given its impact on patients’ lives, further research to improve 

surveillance of IH symptoms is needed. 
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