
 

Understanding Sleep Inertia: A Qualitative Study of the Patient Experience With Idiopathic Hypersomnia47

Introduction
• Sleep inertia, which is characterized by difficulty awakening with repeated returns to 

sleep, irritability, automatic behavior, and confusion, is a common feature of idiopathic 
hypersomnia1-4

• There is a need to better understand the experience of sleep inertia from the perspective 
of patients with idiopathic hypersomnia to improve identification and measurement of 
sleep inertia and monitor treatment response

Objective
• To generate insights into how people with idiopathic hypersomnia describe and 

experience sleep inertia

Methods
• Concept elicitation interviews were conducted with 20 adults with idiopathic hypersomnia

 – These interviews were designed to explore the patient experience of living with 
idiopathic hypersomnia and included open-ended and probing questions to elicit 
descriptions of symptoms and impacts associated with idiopathic hypersomnia, 
including sleep inertia

• Key requirements for interview inclusion: age 18–64 years at time of screening, 
confirmed idiopathic hypersomnia diagnosis, current excessive daytime sleepiness (EDS) 
experience, US residence, fluency in English, and consent to the interview process

• Participants were excluded if they had a diagnosis of another medical condition or 
medication associated with EDS; untreated or inadequately treated sleep-disordered 
breathing or periodic limb movement disorder resulting in daytime sleepiness (sleep 
apnea permitted if adequately treated); average total sleep time of <7 hours/night over 
the preceding 6 months; or an occupation that required nighttime or variable shift work

• During interviews, participants were asked to provide severity ratings (0–10) for all  
past/current symptoms and bothersomeness ratings (0–10) for all current symptoms  
and impacts

• Participants were also asked to report their 3 worst and 3 most bothersome symptoms

• Interview data were coded and analyzed using MAXQDA (qualitative software)

 – Frequency of report and bothersomeness ratings were used to evaluate salience 
(reported by ≥50% of participants; average bothersomeness rating ≥5)

• Sleep inertia data were analyzed quantitatively (eg, frequency of report; severity and 
bothersomeness ratings) and qualitatively (eg, patient descriptors of sleep inertia 
experience), where appropriate 
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Conclusions
• Exploration of the patient experience with sleep inertia provided insight into this common and important symptom of idiopathic hypersomnia: 

85% of participants reported experiencing sleep inertia, and bothersomeness and severity ratings were high

 – Participants described sleep inertia as extreme difficulty emerging from sleep, which was accompanied by cognitive and physical dysfunction, 
including grogginess, confusion, difficulty focusing and speaking, and clumsiness; irritability was also described with sleep inertia

• Sleep inertia significantly impacted participants’ quality of life and day-to-day function, including daily activities, work productivity, and mood

• Data were extracted from interviews that focused on the overall idiopathic hypersomnia experience. As it is possible that interviews that focused 
specifically on sleep inertia may have elicited additional information, these results may not reflect the full patient experience with sleep inertia

• These patient-centric findings demonstrate the pervasiveness, complexity, and impact of sleep inertia in idiopathic hypersomnia and support 
increased awareness of and probing for sleep inertia in clinical practice

Figure 2. Sleep Inertia Was Reported by Most Participants (A) and Rated 
Highly Bothersome and Severe (B)

85% (17/20)

of participants
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reported sleep inertia as a symptom
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Not all participants provided a bothersomeness or severity rating. 
aBothersomeness and severity scales ranged from 0 (not bothersome/severe at all) to 10 (extremely bothersome/severe). 
SD, standard deviation.

• When participants were asked to report their top 3 most bothersome symptoms, 
sleep inertia was among the 4 symptoms most commonly identified (refer to 
poster 46 for more details)

Figure 3. Participants Used "Sleep Inertia" and a Variety of Other Terms 
to Identify and Describe Their Sleep Inertia Experience
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Participants reported sleep inertia spontaneously and after probing (n=17). The most frequently used terms appear larger and bolder.

• Participants often described sleep inertia as feeling groggy or drunk and having 
difficulty getting out of bed or difficulty waking up

Figure 4. Sleep Inertia in Idiopathic Hypersomnia Was Characterized by Physical Dysfunction, Cognitive Dysfunction, and Irritability

Sleep Inertia: The Core Experience
• Sleep inertia involves extreme difficulty with transitioning from sleep to wake; participants reported 

feeling drugged and physically weighted to their beds
• Sleep inertia was described as a daily experience, typically lasting 30 minutes to 3 hours and often 

associated with morning wake times, but some participants experienced it after long naps

  Cognitive Dysfunction
• Participants reported cognitive difficulties that affected 

mental clarity, focus, memory, and speech, and impaired 
their ability to perform everyday activities

• Some participants reported severe cognitive dysfunction, 
such as an inability to speak or to recall events or 
conversations during the sleep inertia period

Physical Dysfunction
• Participants described being ”clumsy,” “slowed down,” 

or needing to “stay in bed,” as well as experiencing a 
feeling of physical heaviness

Irritability
• Grumpiness and difficulty interacting with others until 

sleep inertia “wears off” affected participants’ 
interpersonal relationships

• Tardiness and tension with employers/coworkers were 
reported to affect performance at work

I de�nitely think that it plays a pretty negative impact
in my marriage. I have to really be aware of if I’m 

becoming irritable. – IH-023

Imagine if you took a whole bunch of sedatives
but never fell asleep and then you’re 

trying to wake up. – IH-012

And it was just like in and out, half awake,
half not for like 45, 50 minutes. – IH-025

I’ve kind of described it to people …
as my bed having a 

gravitational pull … – IH-019

It’s like my brain does not want to
wake up. – IH-023 

Yeah. Just being really irritable and feeling very
irritable and angry and overwhelmed and kind of

just a short fuse of things. – IH-001

If you’re actively waking me up, I’m actively
going to get angry. – IH-030

Can’t think straight. It affects my speech,
slurred speech … – IH-003

I have no memory of saying that. – IH-005

I’m kind of like really groggy. It’s like a
sleep drunkenness … – IH-030

I’m just generally clumsy like bumping
into stuff. – IH-002

… Like a headache kind of feeling. Just heaviness in
my head. I don’t want to wake up. … There’s no pain,

but there’s a lot of resistance. – IH-023

I can’t physically start to do things 
until that wears off … – IH-021

IH, idiopathic hypersomnia.

Figure 1. Salient Symptoms of Idiopathic Hypersomnia
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Chronic daytime sleepiness

Napping/excessive napping

Brain fog

Difficulty concentrating/focusingSleep inertia

FatigueMemory problems

Difficulty communicating thoughts

Unintentional falling asleep during the day

Automatic behaviors

Lack of energy

Difficulty planning/organizing/
keeping track of activitiesLong nighttime sleep

Difficulty falling asleep
Headaches Difficulty processing 

thoughts/understanding

Hallucinations
Muscle weakness

Difficulty staying asleep

Poor sleep quality

Excessive yawning
Heavy eyelids Vivid dreams/nightmares

Pain

Malaise (discomfort)Body temperature changes
Confusion/disorientation

aSalient symptoms with average bothersomeness rating ≥5.0 were reported by ≥50% of participants and are displayed in upper 
right quadrant.

• Of the 31 symptoms reported by participants with idiopathic hypersomnia, sleep 
inertia was among the 10 symptoms identified as salient to the patient experience 
(refer to poster 46 for more details)
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Table 1. Participant-Reported Demographic Information

Characteristic
Participants With Idiopathic Hypersomnia

(N=20)
Age, years, mean (SD) 37.8 (11.5)
Gender, n (%)

Female 9 (45.0)
Male 9 (45.0)
Nonbinary/nonconforming 2 (10.0)

Race,a n (%)
American Indian or Alaska Native 0 (0.0)
Asian 2 (10.0)
Black or African American 3 (15.0)
Native Hawaiian or other Pacific Islander 0 (0.0)
White 14 (70.0)
Otherb 1 (5.0)

Ethnicity, n (%)
Hispanic or Latino/a 2 (10.0)
Not Hispanic or Latino/a 18 (90.0)

Employment status,a n (%)
Working full-time 11 (55.0)
Working part-time 5 (25.0)
Seeking work opportunities 0 (0.0)
Student 6 (30.0)
Retired 0 (0.0)
Unable to work 2 (10.0)
Homemaker 0 (0.0)

Highest education level, n (%)
Less than high school 0 (0.0)
High school graduate or GED equivalent 2 (10.0)
Some college 4 (20.0)
Associate degree 1 (5.0)
Bachelor degree 6 (30.0)
Master degree 6 (30.0)
Doctorate degree 0 (0.0)
Otherc 1 (5.0)

aParticipants may have selected more than one option.  
bParticipants who selected “Other” reported their race as “Hispanic or Latino/a” or “Mixed-race Latinx.”  
cThe participant who selected “Other” reported their highest education level as “Naval nuclear power school.” 
GED, General Educational Development; SD, standard deviation.

Results


