
INTRODUCTION
•	 Idiopathic hypersomnia (IH) is a central disorder of hypersomnolence characterized 

by excessive daytime sleepiness (EDS), unrefreshing sleep, and sleep inertia1

•	 The only US Food and Drug Administration (FDA)–approved treatment for IH  
is immediate-release (IR) calcium, magnesium, potassium, and sodium  
(mixed-salt) oxybates2

	– IR mixed-salt oxybates can be administered as a twice- or once-nightly regimen 
for the treatment of IH (at a maximum dose of 6 g if once-nightly), although it is 
often administered as a twice-nightly regimen3-6

	– Patients may find this twice-nightly regimen challenging, as it requires the 
patient to take a dose at bedtime and a second dose 2.5-4 hours later2

•	 Extended-release sodium oxybate (ER-SXB) is a once-nightly dose currently 
approved by the FDA for the treatment of cataplexy or EDS in patients 7 years of 
age and older with narcolepsy7-8

	– ER-SXB is not approved by the FDA for the treatment of patients with IH8

•	 Patient-reported survey data may offer candid insight into patients’ experiences 
with IR oxybates and their treatment preferences
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TABLE: Respondent Characteristics

Characteristic Respondents
(N=50)

Age range, y 19-66

Sex, n (%)

    Female 48 (96)

    Male 2 (4)

Time from symptom onset to diagnosis, y

    Mean (range) 13 (<1-37)

    Median 10

Medications, n (%)

    Current or previous IR mixed-salt oxybate use 42 (84)

    Current or previous IR SXB use 12 (24)

    Previous use of both IR mixed-salt oxybates and IR SXB 2 (4)
IR, immediate release; SXB, sodium oxybate.

FIGURE 1: Importance of Aspects of Treatment for IH (N=50)
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Q. When you were deciding whether to initiate an oxybate to treat your IH, how important were each of the following aspects of an IH treatment/therapy in making that decision? Select 1 response for each 
aspect of therapy on a scale of 1-9, where 1=not at all important and 9=extremely important.
IH, idiopathic hypersomnia.

IR OXYBATE REGIMENS
•	 IR oxybates were prescribed as a twice-nightly regimen for 72% (n=36) of 

respondents and as a single dose for 12% (n=6) of respondents
	– 16% (n=8) of respondents were prescribed both single-dose and twice-nightly 

regimens at some point
•	 Of respondents who took twice-nightly doses, 72% (26/36) took equal first and second 

nightly doses (Figure 2)
	– Among the 25% (9/36) of respondents who took asymmetric doses, 56% (5/9) took 

a higher first nightly dose than second nightly dose

FIGURE 2: IR Oxybate Twice-Nightly Dosing Regimens (n=36a) 
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Q. You have been prescribed to take an IR oxybate twice nightly. Can you please tell us the amount of each dose you take?
IR, immediate release.
aThe subgroup of participants who responded that they were taking an IR oxybate twice nightly.

FIGURE 3: Frequency and Consequences of Missed Second IR Oxybate 
Doses (n=30)
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Q. During the time you have been on IR oxybate therapy, have you accidentally missed your second dose? Describe any impact or issues you have experienced due to accidentally missing your second 
dose.
IR, immediate release.

FIGURE 4: Frequency of Mistimed Second IR Oxybate Doses (N=50) 
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Q. During the time you have been on IR oxybate therapy, have you taken your second dose (A) >4 hours or (B) <2.5 hours after your first dose?
IR, immediate release.
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MISSED AND MISTIMED IR OXYBATE DOSES
•	 The majority (60%; 30/50) of respondents reported accidentally missing their second IR 

oxybate dose; of these, nearly half (47%; 14/30) missed ≥1 dose per week (Figure 3)
	– Consequences of missed doses were extreme sleepiness, brain fog, migraines, 

and functional impairment

OBJECTIVE
•	 To characterize IR oxybate treatment experiences and preferences of people with 

IH using survey data

METHODS
•	 A 33-item online survey was fielded in 2 phases to respondents recruited from:

	– Facebook and Reddit (January 23, 2025, to March 19, 2025)
	– Rare Patient Voice members and patients who were provided the survey link by 

their clinician (July 28, 2025, to August 5, 2025)
•	 Eligible participants self reported that they were ≥18 years of age, were residing 

in the United States, had clinician-diagnosed IH, and were currently/previously 
receiving an IR oxybate

•	 The survey received ethics committee approval
•	 Participants were compensated for completing the survey

RESULTS
RESPONDENTS
•	 A total of 50 respondents completed the survey (Table)
•	 The majority of respondents were female (96%) and were currently taking or 

previously took IR mixed-salt oxybates as treatment for IH (88%)

STUDY LIMITATIONS
•	 Respondents were predominately female and self-selected to those with access to 

technology and who could speak English, which potentially skews the sample and 
may not be representative of the broader IH population

•	 Respondents were currently/previously receiving an IR oxybate and may be more 
likely to prefer a once-nightly treatment option compared with patients who have 
never taken an IR oxybate, potentially introducing selection bias

•	 These self-reported data were collected via an unvalidated questionnaire, which 
may impact the reliability of the results

CONCLUSIONS
•	 These survey data from people with IH who had taken IR oxybates 

identified important considerations for IH treatment, including the desire for 
improvements in daytime symptoms, sleep-wake transitions, and sleep time

•	 IR oxybates were prescribed as a twice-nightly, even-dose regimen for the 
majority of people with IH 

•	 Missed or mistimed second doses of IR oxybates were prevalent among 
people with IH, and some patients reported overnight or next-day 
consequences due to missed or mistimed second doses

•	 Two out of 3 people with IH reported a preference for a single bedtime dose
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IH TREATMENT ASPECTS
•	 >50% of respondents rated the ability of a medication to reduce the frequency  

and/or intensity of EDS (84%; n=42); improve general health, functioning, and/or 
mood (74%; n=37); improve the transition from sleep to wake (64%; n=32);  
and decrease time spent sleeping (56%; n=28) as ≥7 on a 9-point scale  
(1=not important; 9=extremely important; Figure 1)

	– Nearly half of respondents (49%; n=24) rated the importance of a medication 
in increasing their ability to carry out daytime tasks as ≥7 on a 9-point scale 
(Figure 1)

•	 Mistimed secondly nightly IR oxybate doses were reported: 36% (n=18) of 
respondents had taken their second dose >4 hours and 10% (n=5) had taken  
their second dose <2.5 hours after the first dose (Figure 4)

•	 Respondents reported injuries (ie, falling) after waking to take the second IR 
oxybate dose (18%; n=9) and challenges preparing IR oxybate doses (18%; n=9)

•	 More than two-thirds of respondents (68%; n=34) agreed or strongly agreed that a 
single, premeasured, extended-release bedtime dose of sodium oxybate would be 
safer/more convenient than current treatment options 
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