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ABSTRACT

Objectives: Individuals with idiopathic hypersomnia (IH) report several sub-
jective emotional and cognitive symptoms, as well as impairments in daily
functioning. Coping strategies are frequently used, but their effectiveness is
perceived to be minimal. The aim of the present study was to delve into the
patient perspective on navigating life with IH, emphasizing patients’ perso-
nal narratives.

Method: Utilizing a purposeful sample method, twelve participants diag-
nosed with IH underwent telephone interviews guided by a semi-structured
protocol. The interviews were subjected to thematic analysis to extract
relevant themes.

Results: Analysis unveiled three primary themes along with subthemes: 1)
Being confined, characterized by excessive daytime sleepiness, negative
emotional processes and cognitive disturbances, 2) Missing out on life,
involving loss of time and adverse social consequences, and 3) Trying to
cope, encompassing strategies like napping, adapting, activating oneself and
mentally fighting sleepiness, while also embracing acceptance and self-
compassion.

Conclusions: The identified themes reflected numerous aspects previously
reported to be associated with living with IH. Notably, the study brought
novel subthemes to light, such as the existential dilemma of “sleeping one’s
life away” and feelings of guilt and shame. Furthermore, the study under-
scored the significance of acceptance and self-compassion as coping
strategies.

Introduction

Idiopathic hypersomnia (IH) is a rare central hypersomnolence disorder characterized by excessive
daytime somnolence and frequently notable sleep inertia, despite sufficient or prolonged sleep dura-
tion, typically spanning 12 to 14 hours (Trotti & Arnulf, 2021). In the revised third edition of the
International Classification of Sleep Disorders (ICSD-3 TR), the diagnostic criteria include daily
periods of irrepressible need to sleep, or daytime lapses into sleep occurring for at least three months,
no cataplexy, multiple sleep latency tests with mean sleep latency <8 minutes or total sleep time >660
minutes, without evidence of insufficient sleep syndrome or findings consistent with a diagnosis of
narcolepsy type 1 or 2, and not better explained by another disorder or use of drugs or medications
(American Academy of Sleep Medicine, 2023). The prevalence of IH is not precisely known, but
considered to be approximately 10% of that of narcolepsy (Billiard & Dauvilliers, 2001), and most IH
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studies are small, comprising 10 to 77 participants (Vernet et al., 2010). However, recent data suggest
that the condition may be more common than previously presumed, with an estimated prevalence of
1.5% within the working population (Plante et al., 2024).

Individuals with IH frequently report subjective experiences of mental fatigability, memory pro-
blems, attention deficits, not feeling revitalized after a usual night’s sleep or a nap (Vernet et al., 2010),
depressive symptoms, and impairments in daily functioning (Stevens et al., 2023). These challenges
contribute to an overall reduction in health-related quality of life (Ozaki et al., 2012; Wasling et al.,
2020). The US Food and Drug Administration has approved sodium oxybate for the treatment of
adults with IH (Trotti, 2022). A Cochrane review has shown that modafinil is effective against self-
reported sleepiness, improves the ability to remain awake, and significantly decreases disease gravity
(Trotti et al., 2021). The optimal role of various pharmacological treatments in future paradigms
remains unclear. Due to the heterogeneity of IH, treatments should be tailored to the clinical
presentation, comorbidities, lifestyle, and potential adverse effects (Arnulf et al.,, 2023). However,
symptoms frequently persist despite pharmacological treatment (Trotti et al., 2020), necessitating the
use of nonpharmacological strategies. Although daytime napping is unrefreshing for more than half of
the IH population (Mombelli et al., 2023), it remains the most frequently used strategy for managing
IH. This is followed by planned nocturnal sleep, using caffeine, and exercising, although the perceived
effect of these strategies is low (Neikrug et al., 2017). However, a novel cognitive behavioral therapy for
hypersomnia (CBT-H) shows potential in reducing depressive symptoms and improving self-efficacy
(Ong et al., 2020).

Notwithstanding the existing body of research on IH, there is a scarcity of qualitative interview
studies, which offers participants the opportunity to express their personal thoughts, emotions, and
lived experiences of managing IH. A deepened understanding could contribute to the enhancement of
therapeutic interventions and the direction of future research endeavors. Thus, the aim of the present
study was to explore the participants’ perspectives on living and coping with IH.

Methods
Setting and participants

Participants were selected among individuals diagnosed with IH at the Sleep Unit at Uppsala
University Hospital, Sweden, using polysomnography and multiple sleep latency tests. Between
1 January 2010 and 31 December 2019, there were 216 potential participants, of whom 193 met the
inclusion criteria for the study: fulfilling diagnostic criteria for IH and age between 18 and 70 years at
the time of data collection. Written information about the study and a consent form were sent by post
to all potential participants. Informed consent was obtained from 93 individuals. From this group,
a purposeful sample of twelve individuals was selected to mirror the overall age distribution and
maintain the 3:2 ratio of women to men present in the entire eligible sample. This sampling method
was utilized to ensure that the final sample accurately represented the age and sex distribution of the
initial group. The study was approved by the Swedish Ethical Review Authority (Dnr 2021-03458).

Procedure

The research team developed a semi-structured interview guide, drawing on clinical expertise and
existing knowledge of idiopathic hypersomnia’s impact on daily life (Vernet et al., 2010) and its
management strategies (Neikrug et al., 2017). The questions pertained to the participants’ experiences
of living with IH. After the first four interviews, the interview guide was assessed and revised to better
encapsulate the research question through the addition of questions on wakefulness and moving the
focus from sleep only. All interviews, including the first four, were included in the analysis. The revised
interview guide is enclosed in the Supplemental material, see Supplemental Table 1.
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Interviews were held in Swedish by authors NS and RL, who were senior psychology
students at the time. The interviewers periodically summarized the participants’ answers to
ensure they were correctly understood, and probing was used when there was a need for
clarification. None of the interviewed persons was previously acquainted with the interviewers.
After thorough discussions within the research group, we deemed it unlikely that our pre-
understandings affected the interview process or the interpretation of the results in any
manner that could introduce bias. Data were collected through voice calls and recorded
with an audio recorder. The interviews, conducted in Swedish, were transcribed verbatim by
the interviewers.

Data analysis

The interview data were analyzed using applied thematic analysis (Guest et al., 2012), a method that
integrates elements from various theoretical and methodological perspectives. The primary objective
of applied thematic analysis is to present participants’ thoughts and experiences as accurately and
comprehensively as possible. The analysis was performed by NS, RL, and CNG, a senior researcher
with extensive experience in qualitative research methods. The analysis began with thorough famil-
iarization with the data, followed by the identification and coding of patterns into themes and sub-
themes. This was a dynamic, iterative process involving repeated reading and revising of the themes,
rather than a linear progression. Instead of utilizing software, codes and themes were collaboratively
developed and refined during regular joint meetings. Themes were identified and analyzed induc-
tively, meaning they emerged directly from the data rather than from predetermined hypotheses. The
analysis continued until the authors reached consensus that the themes were clearly defined and
accurately reflected the data.

Results

Upon completion of twelve interviews, information from the last ones did not yield any changes
to the previously identified themes. Thus, we deemed that saturation was achieved (Guest et al.,
2020; Malterud et al., 2016). The participants (n=12) were eight women and four men. Their
mean age was 38years (SD *11.5, range = 24-62). The interviews lasted between 17 and 47
minutes (M =28, SD +8.5). In the analysis of the interviews, three major themes were identi-
fied: 1) Being confined, 2) Missing out on life, and 3) Trying to cope. The themes and
subthemes are presented below, with verbatim quotes translated into English, to illustrate the
findings.

Theme 1: being confined

Negative emotional processes
Participants in this study reported experiencing negative emotions associated with their IH. They
expressed feelings of sadness, hopelessness, and a lack of motivation:

If 'm very tired, everything is annoying and I feel really depressed, and then I just want to sleep. (.. .) I feel so bad
that I, when I felt really bad, when I was working, before I went on sick leave, I got really depressed, and didn’t
care if I lived. Everything irritates me, the only thing I can think about is sleeping. It’s like the only thing that
exists then. (#6)

The overwhelming fatigue and constant sleepiness contributed to emotional distress:

When you don’t have the energy and can’t do what you want, then you feel limited. And then you get sad and low,
unfortunately. (#4)
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Anxious thoughts were prevalent, with participants expressing worries about the future and whether
their sleeping problems would improve:

Will this ever get better? Will it get worse? That’s something no one knows. (#6)

Participants also mentioned fear of starting a family due to their IH and its impact on childcare
capacity, and fear about their future ability to support themselves:

What worries me the most is that I will not be able to support myself. (#6)

Feelings of guilt and shame were also common; guilt for not being able to fulfill responsibilities or meet
societal expectations due to their excessive need for sleep, and shame and self-blame for an inability to
function like people without IH:

There is this feeling of guilt that 'm not doing enough, that I'm letting people down. (#1)

Excessive daytime sleepiness

All participants described a significant need for sleep, feelings of constant sleepiness, bodily heaviness,
and occasional nausea. Periods of idleness, for instance during school lectures or work meetings, led to
difficulties staying awake, with a sudden, intense urge to sleep:

I can’t say that it is paralyzing fatigue, because it’s not. But it’s a very sudden, heavy sleepiness. It’s difficult to
describe. Sometimes, it feels as if the body is not getting sufficient oxygen. You yawn and breathe. I do get enough
oxygen though. It’s mainly that I feel a huge drowsiness ... And it can come suddenly. ... I don’t notice when
I fall asleep. (#5)

They described an overwhelming preoccupation with sleep during these periods and not being able to
think of anything but sleep. However, none of the participants characterized the urge as uncontrol-
lable, i.e., they were able to stay awake if necessary:

No, it’s not that I can’t handle it, but rather that I feel extremely, extremely tired, and I really struggle not to fall
asleep if I lie down and relax. In those moments, I need to interrupt what 'm doing and get up to do something
else, just to combat that overwhelming fatigue. It’s like, you would do anything to be able to sleep [at that
moment], even just a little while. But it’s not that I involuntarily fall asleep, it’s more about feeling this extreme
fatigue and almost getting angry because all you want is to be left alone to sleep for a while. (#10)

Participants said that sleep came easily, regardless of previous daytime naps, season, and activity
level, though there was a variation, with some participants also recounting difficulties falling
asleep due to stress and fear of parasomnias, such as sleep paralysis and nighttime
hallucinations:

I get sleep paralysis and some nights I can’t sleep at all. So, it’s very varied. (#12)

Cognitive disturbances
Participants described having mental fatigue on many occasions. This was distinct from bodily
tiredness, as it involved slow thinking and an inability to maintain focus:

I'm very ... brain tired or whatever I should call it, during the day. Very slow in the head, sort of. I am not so
sharp in my thinking. (#8)

Participants reported having depleted energy reserves, and that all their energy was consumed by
their day jobs.

Theme 2: missing out on life

Lost time
The consequences of IH were highly disruptive and participants emphasized the substantial amount of
time they lost due to their excessive need for sleep:
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It’s like this, I can go to bed and sleep for several hours, whether it’s during the day or in the morning. It feels like
a significant amount of time is being wasted. And it’s not ... It’s not depressing ... It’s disappointing, because
there are so many other things I would have liked to do instead. That’s it. Yes, that’s it. It’s the feeling that a lot of
time is slipping away, that I could have done something else with. (#5)

This lost time led to frustration and a sense of missing out on life’s experiences:

So much time just disappears. Feels like 'm sleeping my life away. (...) Yes, I don’t have time for much else,
I don’t have the energy for much more than work. All my strength goes into that. Other than that, when 'm
finally home, I can’t do much. I only do what absolutely needs to be done, like taking the dogs out or buying
groceries. Not much else gets accomplished. My friends have grown tired of me a long time ago. I couldn’t join
them going out, whether it’s for a meal or to have fun. It mostly ends with me staying at home. So, it’s tough. (#4)

Participants expressed feelings of sadness when seeing friends and family progressing in their lives
while they felt stagnant, unable to achieve normative milestones such as securing a job, completing
their education, or starting a family.

And it was really difficult to see my friends move on with their lives while I could barely get out the door. (#6)

Social consequences
The exaggerated need for sleep was felt to have a negative impact on family life:

My partner thinks we don’t have much time together because I often sleep. I can’t remember the last time
I finished watching a movie. I think I've hardly ever seen a whole movie because as soon as I sit or lie down to
watch TV, I fall asleep. (...) I can go to bed around the same time as my children, around 8, 9, at the latest 10, and
sleep through the night. But even when I wake up in the morning, I can go back to bed and continue sleeping. So,
alot of time goes into sleep, but I have still found a balance that allows me to have a functioning work life, at least,
and it’s more my family that gets affected by this fatigue. (#10)

Participants also described negative reactions and prejudice from others about their sleepiness, with
perceptions that they were being lazy:

That’s actually the most difficult part, that people can get annoyed because I don’t have the energy to join in on
things or socialize in the same way ... Like my friends might do. (#12)

This was often described as a feeling of being misunderstood. They felt that their diagnosis was not
recognized and support was not provided readily:

Not many people understand what it means to be mentally fatigued. It sounds almost like it’s made up, but I do
have this diagnosis. (#4)

However, others recounted having supportive friends and family members who they felt both under-
stood their problems and helped them in everyday life, e.g., by helping them go shopping.

Theme 3: trying to cope

Napping
Taking a nap was the primary coping strategy reported:

Tusually ... at work for example, you can go to a recovery room for a while and just lie down and close your eyes.
Just for 20 minutes, it can help. I've sort of tried to find my own ways of managing everyday life anyhow. (#3)

However, naps had mixed results; some participants described them as helpful to make it through
the day, while others did not feel that this was the case:

It doesn’t matter if I got a full night’s sleep or if I took a nap. Regardless of if it’s a short nap or a long nap, I never
feel like I'm awake. (#2)
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Adapting

Participants described the importance of adjusting their daily routines to accommodate their TH
symptoms, emphasizing the need to prioritize tasks during periods of higher energy and to plan their
activities. Through effective daily structuring, participants sought to optimize their functioning and
conserve energy for essential tasks:

I try to maintain my routines as best as I can and not break them, so I exercise at regular hours, eat at regular
hours, and go to sleep at regular hours. So, that’s what I felt has actually made a difference. (#12)

Activating oneself

Participants reported using specific activities to promote wakefulness and combat sleepiness. These
included engaging in mentally stimulating tasks such as handicraft, going for walks, and using
a mobile phone for entertainment. By engaging in such activities, they sought to sustain alertness
and counteract the pervasive drowsiness associated with IH. However, the effectiveness of these
strategies varied between individuals:

Other strategies are to just keep going, finding things that catch my interest. It doesn’t make me less tired, but
I become a little more alert ... if there are things that are very, very interesting. (#9)

Fighting mentally
Participants described pushing through the sleepiness when they had no other option, but reported
that this would come at a later “cost”: low mood, irritability, and a need to catch up on sleep:

I think the most challenging thing about living with my diagnosis is that I have to ignore a clear signal. I have to
ignore that signal and force myself to do things even though there’s a loud scream telling me that I need to sleep.
And that leads to ... well, it’s not always good to ignore this signal. (#9)

Acceptance
Participants emphasized the importance of acceptance and self-compassion in coping with their IH.
They recognized the need to be kind to themselves and acknowledge their limitations:

You must be kind to yourself. Yes, I think that the first step is to accept it. That’s really the only thing you can do.
(#1)

By accepting their situation and making accommodations, some participants aimed to reduce self-
blame and cultivate a more positive mind-set:

It’s something that I've had to learn to live with. To try and encourage myself and believe that I'm worthy even if
I don’t perform up to par. Yeah, to simply exist. And I don’t have the same abilities I did before, but this is where
I am, and I'm doing what I can, and that has to be enough. (#6)

Discussion

In this study, three distinct themes were identified. The first theme, being confined, comprised the
diagnostic criterion of excessive daytime sleepiness, as well as cognitive disturbances and negative
emotional processes in the form of depression and anxiety. This theme aligns with published ques-
tionnaire data in which more than half of the respondents reported moderate to severe depressive
symptoms and cognitive complaints, such as brain fog (Stevens et al., 2023; Vernet et al., 2010).
Although it has been hard to quantify objective differences compared with controls with regard to
cognitive functions, impairments in certain aspects of attention, as measured by neuropsychological
tests, have been reported (Filardi et al., 2021). IH-related guilt and shame have not been studied
specifically, but guilt has been reported in relation to other chronic diseases (Cerna et al., 2022).
Inconsistency in findings regarding guilt in chronic conditions identified by Cerna et al. (2022)
highlights the need for further research in this area. However, patient — provider interactions have
been shown to be constrained by patient self-blame and guilt (Franklin et al., 2018). The feeling of guilt
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might impact adherence or compliance to treatment plans, but research suggests that acceptance of the
disease plays a more crucial role. Higher acceptance levels are associated with better adherence
(Bonikowska et al., 2021).

The second theme, missing out on life, with the subthemes lost time and social consequences,
reflected more existential aspects of quality of life. These aspects may not be easily transferred to
questionnaire items or objective testing, but subjective impairments in social functioning and per-
ceived prejudice have been described (Stevens et al., 2023), as well as impaired general health-related
quality of life (Ozaki et al., 2012; Wasling et al., 2020). However, the distinct sense that life is passing by
and that others are maturing and developing, while you are sleeping away your time, has not been
reported before in connection with IH.

The third theme, trying to cope, includes apparent and previously reported strategies such as napping,
adapting, and activating oneself (Neikrug et al., 2017). The perceived limited effectiveness of these
approaches was in line with previous results (Vernet et al., 2010). Less visible and more rarely reported
approaches, such as fighting mentally and “pushing through” the sleepiness, were also found in the
present study. The participants emphasized the significance of acceptance and self-compassion as crucial
components in navigating life with IH. These concepts have been recognized as potentially important in
both management and treatment of other long-term diseases (Ambrosio et al., 2015; Kilic et al., 2021).
Acceptance can be seen as the opposite of fighting, which is suggested to be a possible avoidance pattern
in insomnia (Bothelius et al., 2015), and self-compassion has been described as the opposite of shame
(Gilbert, 2017). Acceptance and mindfulness-based therapies have demonstrated efficacy in treating
anxiety and depression (Johannsen et al., 2022). However, while approaches based on acceptance and
self-compassion have not been described specifically in relation to IH, interventions targeting these
concepts have been included in treatment packages for hypersomnia (Ong et al., 2020).

While previous studies on IH have primarily relied on standardized measures, this study’s quali-
tative approach allowed participants to express their thoughts in their own words, providing a more
nuanced and comprehensive understanding of their experiences. From a scientific standpoint, the
qualitative findings from this study can lead to the development of new hypotheses regarding the
nature of IH and its treatment. Qualitative studies, such as the current one, are valuable as they enable
individuals to share their personal experiences and thoughts, offering caregivers valuable insights into
the lived experiences of patients with IH. Understanding patients’ perspectives is essential, as success-
ful treatment often relies on patients feeling understood by their caregiver (Cooley & Lajoy, 1980).
This understanding can enhance the caregiver-patient relationship and improve treatment effective-
ness. Given the absence of an established treatment algorithm or standardized protocols for IH,
a highly individualized approach is necessary, combining both pharmacologic and nonpharmacologic
strategies (Arnulf et al., 2023). However, treatment accessibility is further complicated by the lack of
robust evidence for nonpharmacological interventions and the limited availability of specialists,
particularly in cognitive-behavioral therapy (Thorpy et al., 2024).

In the present study, participants reflected many previously reported aspects of living with IH, such
as excessive daytime sleepiness, cognitive disturbances, and emotional distress, while also revealing
novel insights, including the existential experience of “sleeping life away,” along with profound
feelings of guilt and shame. Additionally, acceptance and self-compassion emerged as important
coping strategies for this patient group. These findings indicate that future research should investigate
how these concepts can be applied in understanding and managing individuals with IH. Integrating
these approaches into IH treatment could provide more tailored and effective strategies, addressing
a significant gap in current treatment modalities.

Strengths and limitations

A notable strength is that the study was conducted in a clinical setting, involving individuals who had
been referred to and subsequently diagnosed at a specialist sleep clinic. Another strength was the use of
a semi-structured interview guide that allowed the participants to use their own words to describe their
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experiences, and that the guide was revised early on, to better capture the unique aspects of the
participants’ stories. This study, consistent with many qualitative research designs, utilized a small
sample size. However, this should not be viewed as a limitation. Qualitative research prioritizes generat-
ing new insights over generalizability, particularly in contexts like this study, where the focus is on life
with a rare, complex, and potentially highly disabling condition that remains relatively unknown.
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