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Abstract
Background  Narcolepsy impacts quality of life (QoL) with its symptomatology in hobbies and everyday activities, work 
and productivity and has social and economic consequences. The aim of this review is to map and synthesize evidence about 
QoL in narcolepsy patients and to focus on research strategies and publications in the matter.
Methods  A scoping review of articles published between 2014–2025. The initial search of WoS resulted in 7748 articles 
and 2583 in PubMed being screened for eligibility. Intervention, comorbidity, non-narcolepsy, prevalence and medical tri-
als studies were excluded. We extracted data on bibliometric characteristics, research questions, sample and recruitment 
method, design, concepts and measures, and the main findings. Two independent reviewers did the screening and analyses. 
The analyzed data were consulted on with stakeholders to settle gaps, possibilities and directions for future research. This 
study followed the PRISMA-ScR guidelines.
Results  Twenty papers were included in this study. There is an increasing trend in publishing studies focused on QoL 
in narcolepsy patients, but its spread is very limited across various audiences. Most of the studies assess the association 
of narcolepsy symptoms, treatment, mental health or nutritional status and QoL in narcolepsy patients. Most used was a 
questionnaire-based cross-sectional design comparing a control group vs narcolepsy patients recruited through regular fol-
low up at a sleep clinic or national reference centers or patients’ organization.
Conclusion  There is a need to spread knowledge beyond the neurology audience, to widen the scope of research beyond the 
burden of the symptoms and to employ explorative qualitative designs.
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Introduction

Narcolepsy is a rare, lifelong neurological non-progressive 
sleep-related disorder [1]. According to the International 
Classification of Sleep Disorders, third edition (ICSD-3), 

it is classified as one of the central disorders of hypersom-
nolence. The disease itself manifests by excessive daytime 
sleepiness (EDS) with both narcolepsy “type one (NT1)” 
and “type two (NT2)” as the main symptom. The difference 
between NT1 and NT2 is dependent on the occurrence of 
cataplexy, which only manifests in NT1, triggered mostly 
by a strong emotion. Other significant symptoms are sleep 
paralyses and hallucinations [2, 3]. The prevalence of nar-
colepsy in American population was 12.6 NT1 cases and 
25.1 NT2 cases per 100 000 individuals [4]. According to 
the European narcolepsy study the mean time of diagnos-
tic delay is 9.7±11.5 years [5]. This condition significantly 
impacts quality of life because of the effects of EDS and 
cataplexy on, e.g., hobbies and everyday activities, work and 
productivity [6, 7] and because it has social and economic 
consequences [8]. Regime (e.g., lifestyle modification, 
sleep habits strategies) accompanied by patient adherence 
and the availability of social support complement pharma-
cological treatment. As Pérez-Carbonell et al. [9] suggest, 
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poor adherence to medication is visible even in patients with 
poor symptom control. In their study, only 50.2% of patients 
showed good adherence to medication. Another challenge 
might be low awareness not just among public but also 
among healthcare frontliners [10].

Summing up, narcolepsy is a rare disease affecting QoL, 
with a diagnostic delay and adherence-related challenges, 
and we need to understand what the gaps in research are 
and suggest strategies for improvement. Therefore, our aim 
is to conduct a scoping review of recent peer-reviewed arti-
cles indexed in the Web of Science and PubMed databases. 
This study aimed to answer the research question “What is 
already known about QoL in narcolepsy patients?” and the 
following sub questions: (1) Is there an increasing trend of 
publication on this topic and how much is the knowledge 
spread across various audiences? (2) What research ques-
tions have already been explored in existing research? (3) 
What samples and recruitment methods were used in sur-
veys? (4) What study designs were used to answer research 
questions? (5) What concepts and measurements were used 
to answer the research questions? (6) What have we learned 
from these studies about what living with narcolepsy is like? 
and (7) What are the gaps in research on QoL in narcolepsy 
patients?

Methods

This scoping review followed guidelines of the Preferred 
Reporting Items for Systematic Reviews and Meta-Analyses 
Extension for Scoping Reviews (PRISMA-ScR). This exten-
sion is adapted from the original PRISMA statement and 
contains 22 checklist items [11].

Research strategy

Our methodological approach is also based on the six steps 
of conducting a scoping review [12]. We identified a team 
of researchers and professionals and selected a specific role 
(searching and selecting for articles; analyzing; expert super-
vision, etc.). After identification of the research questions, 
we focused on a literature search.

Step 1: identifying the research question

A preliminary search of Web of Science (WoS) and Pub-
Med resulted in finding over 10,000 research papers, in 
which we did not find any scoping review research article. 
Therefore, we chose this methodology to find out when and 
where were the studies published; what research questions 
were explored; what sample and requitement strategies were 
used; what designs, concepts and measures were used; and 
what is it like to live with narcolepsy based on the results? 

Additionally, we focused on what are the gaps in current 
knowledge in the topic according to the studies and consul-
tation with stakeholders. We have also screened for existing 
reviews and to our knowledge, there is no review article 
focused specifically on all of the research questions we 
focused on in this paper.

Step 2: identifying relevant studies

The main paper screening of WoS and PubMed for this 
review was performed on October 18th, 2024. The initial 
scheme of searching for the research articles contained the 
keyword “narcolepsy”, which resulted in finding 10,866 
research papers focused on this topic. The further selection 
process had to be specified to minimize the number of papers 
and to find only appropriate articles. For full electronic 
search strategy for PubMed see Appendix 1.

Step 3: eligibility criteria

The selection process (see Fig.1) included a specification of 
article properties: that it be original articles (not reviews) in 
English with a range of publication dates from 2014 to 2025 
and excluding articles about children. The determining terms 
for further specification were “quality of life; health-related 
quality of life; mental health”, which reduced the number of 
research articles to 160 (WoS) and 109 (PubMed).

Next, these articles were then screened according to the 
titles and abstracts. A total of 242 articles were excluded for 
not fitting our research questions (articles focused on inter-
ventions, comorbidities, non-narcolepsy studies, prevalence 
and medication trial studies were excluded). Seven dupli-
cates were found. Exclusion process was conducted by two 
independent reviewers (AMG & JH), and any disagreements 
were resolved by closer examination of the problematic arti-
cles; a final decision was made through discussion, including 
20 articles into this review.

Step 4: charting the data

The research articles used in this scoping review were ana-
lyzed independently by two reviewers (JH & AMG). First, 
we developed a table of variables (a codebook) searched for 
in the articles based on the first few research papers. Those 
included basic information about the authors, year of publi-
cation, journal name and country of origin. The primary aim 
was to identify the research questions and their descriptions, 
year of data collection, study design (e.g., mixed method, 
cross-sectional etc.) and design category (quantitative/quali-
tative). In the results we focused on the sample description 
(e.g., drug naïve/free patients) and the representation of nar-
colepsy patients (narcolepsy type one and/or type two), soci-
odemographic indicators (e.g., education level, employment, 
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marital status etc.), recruitment strategies (e.g., mail, clin-
ics, online) and measurement tools (specific questionnaires) 
focused on measuring sleepiness symptoms, quality of life 
and other constructs (e.g. depression, anxiety etc.). In the 
results, we focused on conceptualized variables, statistical 
and nonstatistical analyses, findings and study limitations. 
These findings were later compared by the two reviewers, 
checked for errors or missed information/data, and a final 
table was created.

Step 5: collacting, summarizing and reporting 
the results

The data were collected and summarized as mentioned 
above. The codebook was later checked by the two review-
ers for matchings. These checked coded segments were 
transformed into tables according to their specificity: 
the origins of articles and journals; research questions; 
population, sample and recruitment; and design, concepts 

and measure. Articles were later described and compared 
with the results. The results were described to narratively 
specify the QoL in narcolepsy patients.

Step 6: consulting stakeholders

These data were later reviewed by a narcolepsy specialist 
(EF) and a medical doctor (SC) as members of the research 
team. Stakeholders’ group consisted of two medical doctors 
(co-authors of this paper), and two other experts in the field 
of psychology and research. A discussion was held to state 
gaps in the current research strategies found according to 
the scoping review. This step is an addition to the PRISMA 
guideline according to the approach of Mak & Thomas [12]. 
The discussion was analyzed individually (by JH and AMG) 
based on the conventional content analysis [71]. Analyzed 
content was later discussed until no differences were available 
to consider and a consensus was created. This approach was 
performed to enrich the findings from the scoping review.

Fig. 1.   Flow diagram of the 
searching process and screening 
strategy
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Results

When and where were findings about narcolepsy 
patients’ quality of life published?

There are 20 relevant studies published between 2014 to 
2025, only four of which were published in first 5-year 
period (2014–2019) and the other sixteen in last five years 
(2020–2024); thus, the prevalence of studies tripled. Most of 
the studies were published in journals within the WoS cat-
egory “Clinical Neurology”, but four of them were published 
in “Psychiatry” or the “Neurosciences” category. Almost a 
third of them were published in Q1 (n=7) and almost half 
in Q2 (n=9) journals based on the SCIE relative impact fac-
tors for 2022.

What research questions were explored in published 
studies?

Most studies compared the HRQoL of narcolepsy patients 
with control groups, while four studies included compari-
sons with other diagnostic groups, such as patients with 
obstructive sleep apnea, insomnia, or idiopathic hypersom-
nia. Several studies examined associations between narco-
lepsy symptoms (e.g., symptom severity, disrupted noctur-
nal sleep, cataplexy), treatment, mental health (e.g., anxiety, 
depression), and nutritional status. Other topics included 
psychiatric comorbidities, the prevalence of depressive 
symptoms, suicidal thoughts, and addictive online behav-
iors. One study focused on patient resilience, while another 
explored the impact of narcolepsy on social relationships, 
including friendships, romantic relationships, and sexual 
relationships. Two exploratory studies were conducted: one 
examined how individuals with narcolepsy frame, remem-
ber, and report personal experiences with cataplexy, and the 
other investigated attitudes toward physical health, physi-
otherapy, and barriers to participation.

What sample and recruitment methods authors 
used in their studies?

Eleven studies focused on the European region (France: 2, 
Italy: 5, Czech Republic, Sweden, Ireland, and the UK). 
Most collected data over several years, with one longitudinal 
study examining real-life HRQoL over six years. Recruit-
ment primarily occurred through sleep clinics, though 
national reference centers and patient organizations were 
also utilized (e.g., Narcolepsy Centre of Bologna, Italy, in 
three studies). All studies included NT1 patients, while NT2 
patients were included in only some. Two studies focused 
exclusively on young adults (aged 18–35 or 18–39), and one 

study examined senior patients (aged 60+). Control groups 
were drawn from the general population, students, univer-
sity employees, or respondents’ acquaintances. Sample sizes 
ranged from 22 to 9,312 narcolepsy patients, with the small-
est sample coming from a qualitative study [17] and the larg-
est from the Truven Health Analytics MarketScan Research 
Databases [38].

What design, concepts and measures authors used 
in their studies?

Out of twenty selected studies, eighteen of them were 
designed as quantitative studies using questionnaire data. 
Fifteen of these studies were cross-sectional and two were 
retrospective using data from the routine databases. Two 
studies used a longitudinal study design, one of them to 
measure treatment effect as an additional measure to the 
HRQoL concepts [13], the other to measure real-life changes 
of HRQoL [14]. Ong et al. [15] also used focus groups; 
Davidson et al. [16] used open-ended questions together 
with quantitative data to enrich the findings. All these stud-
ies focused on hard data and questionnaire research design. 
Only two studies were purely qualitative, one of them using 
a narrative inquiry approach to describe the experiences of 
only cataplexy symptoms [17] and the other to understand 
the perception of narcolepsy patients on physical activity 
and physiotherapy [18].

All the studies set down the specific sociodemographic 
and anamnestic data used in the research to describe the 
sample characteristics or for statistical purpose, always 
stating the sex and age of the respondents’ groups, vary-
ing in personal characteristic of education levels, race and 
ethnicity, employment, geographical region, marital status, 
family status, etc. They focused on the following diagnosis 
characteristics: age at onset, age at diagnosis, medication, 
comorbidities, polysomnography measurements and symp-
tom severity. Most of the studies (n=13) used a specific 
questionnaire instrument to measure sleep-related symp-
toms, included the Epworth Sleepiness Scale [19]; the Nar-
colepsy Severity Scale (n=4) [20] and the Insomnia Severity 
Index (n=3) [21].

HRQoL was measured with a specific instrument in 
thirteen studies (out of 18 quantitative studies). The most 
frequent instrument for measuring QoL was the Health Sur-
vey Short Form-36 [22], used in six cases; the European 
Quality of Life-5 Dimensions Questionnaire [23] used in 
seven cases; and the PROMIS depression, anxiety, fatigue, 
sleep disturbances, sleep-related impairment, pain interfer-
ence, physical functioning [24] in one case together with 
the SF-36. Other concepts measured in the studies can be 
derived to mental health and physical health. With men-
tal health, the most common concepts measured were 
depression and anxiety, usually measured using the Beck 
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Depression Inventory [25] and the Hospital Anxiety and 
Depression Scale [26]. In one study, addictive online behav-
ior was measured, and in another psychiatric comorbidities 
were measured, and one focused on cognitive functioning. 
With social aspects of health, one study [16] focused on 
social support, social and romantic relationships and com-
munication with others. Kapella et al., [27] also focused on 
health-related stigma. With physical health, the most com-
mon indicator was Body Mass Index (n=9); other concepts 
were physical fitness and in two studies autonomic dysfunc-
tion, one study focused on procrastination and one on coping 
orientation (see Tables 1, 2, 3, 4).

What is it like to live with narcolepsy based 
on published studies?

According to the research articles presented, living with nar-
colepsy causes health-related impairments and lower QoL 
while compared with people without narcolepsy or people 
with other diseases. The differences and effects are usually 
visible when comparing people with and without narco-
lepsy, comparing patients according to symptom severity, 
comparing NT1 and NT2 patients and considering treated/
not-treated, etc.

Song et al. [28] compared QoL factors in narcolepsy 
patients to those with obstructive sleep apnea (OSA) and 
insomnia. Narcolepsy patients had significantly lower 
insomnia rates than insomnia patients, but higher EDS 
symptoms compared to both insomnia and OSA groups. No 
differences were observed in anxiety, depression, or over-
all QoL between the groups, nor between NT1 and NT2 
subtypes. Depressive mood and anxiety were identified as 
predictors of QoL. Cambron-Mellott et al. [29] studied the 
relationship between excessive daytime sleepiness (EDS) 
and HRQoL in patients with OSA, with or without narco-
lepsy, using ESS scores. A significant breakpoint at an ESS 
score of 12 indicated sleep impairment, with higher ESS 
scores correlating to lower HRQoL. While HRQoL did not 
differ between patients with OSA or narcolepsy alone, those 
with both conditions had significantly lower scores.

Wasling et al. [30] examined HRQoL and procrastination 
in patients with central hypersomnolence, finding greater 
EDS, anxiety, and depression in post-H1N1 NT1 patients 
compared to sporadic NT1 patients. Procrastination was 
notably higher in the post-H1N1 group, associated with task 
aversiveness, distant deadlines, and low self-control.

Kovalska et al. [31] conducted a case-control study on 
elderly Czech narcolepsy patients, finding they smoked 
more (17.9 cigarettes per day) compared to the controls (4.9 
cigarettes per day) on average.. Cognitive complaints, such 
as memory, concentration, and attention impairments, were 
frequent but not statistically significant. Narcolepsy patients 
exhibited significantly lower QoL compared to controls.

D’Alterio et al. [32] explored resilience in NT1 patients, 
revealing significantly lower resilience levels compared to 
controls, with resilience declining with age. Patients with 
higher resilience reported lower anxiety and depression 
levels and had QoL scores comparable to healthy controls, 
highlighting resilience as a key factor in QoL.

Sociodemographic analyses showed no differences 
between age, gender and level of education in most of the 
explored studies [13, 33–35].

Symptom severity and QoL in narcolepsy

The symptomatology of narcolepsy and its severity has an 
impact on overall HRQoL. Li et al. [34] found strong corre-
lations between symptom severity, especially excessive day-
time sleepiness (EDS), cataplexy and sleep disruption with 
self-care, usual activities, pain and discomfort, anxiety and 
depression. Ong et al. [15] used focus groups to find areas of 
impairment and challenges in people with narcolepsy. They 
found the constancy of EDS symptom was a key factor of 
having a poor HRQoL.

Poorer HRQoL was found in patients with NT1 (with 
cataplexy) vs patients with NT2 patients. Cremaschi et al. 
[36] found that all domains of SF-36 [22] were lower in 
narcolepsy patients in comparison with a control group, 
with the most affected being Role-physical, Role-emotional 
and Energy/Fatigue. Role-physical was the only one to dif-
fer in between NT1 and NT2, being worse in NT1 patients. 
Poorer general health in NT1 vs NT2 patients was confirmed 
by Ong et al. [15]. Bassi et al. [6] evaluated work activity 
and productivity impairments in NT1 patients compared to 
healthy controls, focusing on connections with EDS and 
other indicators. Even treated NT1 patients were more likely 
to be classified as disabled, with activity and productivity 
impairments three times greater than controls. Sleepiness 
was linked to activity impairments, while depression and 
anxiety were tied to work and non-work impairments in both 
groups. Nearly all NT1 patients experienced difficulties in 
job effectiveness and daily activities despite treatment.

Moreover, narcolepsy patients with cataplexy (NT1) usu-
ally suffer with the burden of narcolepsy symptoms more 
than patients with NT2. This is suggested in the study of 
Franceschini et al. [17], who used a qualitative approach to 
describe experiences with cataplexy in patients with NT1. 
These experiences were connected in three clusters: 1) trig-
ger of cataplexy; 2) bodily sensations while experiencing 
cataplexy; 3) management and control strategies (blocking 
or controlling emotional expressions). On the other hands, 
Tadrous et al. [18] conducted qualitative research on per-
ceptions of physical health, physiotherapy, and barriers to 
exercise. They identified three main themes. First, barriers 
to exercise included psychological factors (e.g., anxiety), 
fatigue, fear of cataplexy, and accessibility issues (timing, 
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Table 1   Source, year of publication, Web of Science category, SCIE quartiles

Journal Year of  
publication

WoS category SCIE
2022

1 Kamada et al. [39]: Burden of narcolepsy in 
Japan: A health claims database study evaluat-
ing direct medical costs and comorbidities.

Sleep Medicine 2024 Clinical Neurology Q1

2 Varallo et al. [37]: Navigating narcolepsy: 
exploring coping strategies and their asso-
ciations with quality of life in patients with 
narcolepsy type 1.

Scientific Reports 2024 Multidisciplinary Q1

3 Bassi et al. [6]: Work productivity and activity 
impairment in patients with narcolepsy type 1.

Journal of Sleep Research 2024 Clinical Neurology Q2
Neuroscience Q2

4 Li et al. [34]: The Impact of Symptom Severity 
on Health-Related Quality of Life in People 
with Narcolepsy Type 1

Behavioral Sleep Medicine 2023 Clinical Neurology Q3
Psychiatry Q3

5 D’Alterio et al. [32]: Resilience and its correlates 
in patients with narcolepsy type 1.

Journal of Clinical Sleep 
Medicine

2023 Clinical Neurology Q2

6 Tadrous et al. [18]: Exploring exercise, physical 
wellbeing and the role of physiotherapy: per-
spectives from people with narcolepsy.

Journal of Sleep Research 2024 Clinical Neurology Q2
Neuroscience Q2

7 Cremaschi et al. [36]: Health-related quality of 
life in patients with narcolepsy types 1 and 2 
from a Sleep Center in Brazil

Arquivos de Neuro-Psiqui-
atria

2023 Neurosciences Q4
Psychiatry Q4

8 Davidson et al. [16]: The impact of narcolepsy 
on social relationships in young adults

Journal of Clinical Sleep 
Medicine

2022 Clinical Neurology Q2

9 Cambron-Mellot et al. [29]: Examining the 
impact of excessive daytime sleepiness on 
utility scores in patients with obstructive sleep 
apnoea and/or narcolepsy in five European 
countries.

BMC Neurology 2022 Clinical Neurology Q2

10 Chin et al. [14]: Quality of life changes and their 
predictors in young adult narcolepsy patients 
after treatment: A real-world cohort study.

Frontiers in Psychiatry 2022 Psychiatry Q2

11 Barateau et al. [33]: Linking clinical complaints 
and objective measures of disrupted nighttime 
sleep in narcolepsy type 1

Sleep 2022 Clinical Neurology Q1
Neurosciences Q1

12 Varallo et al. [35]: Exploring Addictive Online 
Behaviors in Patients with Narcolepsy Type 1

Healthcare 2022 Health Policy & Service Q2
Health Care Science & Services Q2

13 Ong et al. [15]: How Does Narcolepsy Impact 
Health-Related Quality of Life? A Mixed-
Methods Study

Behavioral Sleep Medicine 2020 Clinical Neurology Q3
Psychiatry Q3

14 Barateau et al. [13]: Depression and suicidal 
thoughts in untreated and treated narcolepsy

Neurology 2020 Clinical Neurology Q1

15 Francschini et al. [17]: Giving a voice to cata-
plectic experience: recollections from patients 
with narcolepsy type 1

Journal of Clinical Sleep 
Medicine

2020 Clinical Neurology Q2

16 Wasling et al. [30]: Quality of life and procras-
tination in post-H1N1 narcolepsy, sporadic nar-
colepsy and idiopathic hypersomnia, a Swedich 
cross-sectional study.

Sleep Medicine 2020 Clinical Neurology Q1

17 Song et al. [28]: The influential factor of narco-
lepsy on quality of life: compared to obstruc-
tive sleep apnea with somnolence or insomnia

Sleep and Biological 
Rhythms

2019 Clinical Neurology Q4
Neurosciences Q4

18 Ruoff et al. [38]: High Rates of Psychiatric 
Comorbidity in Narcolepsy. Findings From the 
Burden of Narcolepsy Disease (BOND) Study 
of 9,312 Patients in the United States

Journal of Clinical Psychiatry 2017 Psychiatry Q2
Psychology- clinical Q1*



Sleep and Breathing (2025) 29:93	 Page 7 of 19  93

cost). Motivators for exercise were career and educational 
goals, as well as social and health well-being. However, 
patients prioritized social aspects, like career, family, and 
relationships, over physical activities. Physical health con-
cerns included weight gain, reduced activity, and pain. The 
role of physiotherapy was highlighted in providing guid-
ance, exercise programs, and external motivation to support 
adherence.

Chin et al. [14] examined health-related quality of life 
(HRQoL) changes (using SF-36) and symptom severity 
in narcolepsy patients over five years. Physical domains 
remained stable, with physical role functioning and general 
health initially scoring low; however, physical role func-
tioning improved over time, particularly in the NT1 group. 
Based on these findings, the authors suggest implement-
ing exercise programs for narcolepsy patients. Significant 
improvements were observed in social and emotional roles 
following treatment onset, though vitality and psychologi-
cal health remained unchanged. The NT2 group had higher 
initial scores across SF-36 domains than NT1, but after five 
years, NT2 patients showed declines in all domains, with 
slight improvement only in emotional role functioning.

Impact of NS on relationships and mental health

NT1 patients face significant psychosocial challenges, 
including anxiety about cataplexy in social settings. David-
son et al. [16] found that 98.4% of young adults with nar-
colepsy reported difficulties in their social life, with nearly 
50% stating they had few friends. Regarding romantic rela-
tionships, almost 90% said narcolepsy hindered forming or 
maintaining relationships, while over 80% noted its impact 
on their sexual life. Around one-third experienced cataplexy 
during sex, and half reported falling asleep during sexual 
activity. Perceived social support from friends and family 
did not significantly differ between NT1 and NT2 patients.

Kapella et al. [27] highlighted health-related stigma as a 
key factor affecting functioning and HRQoL in young adults 
with narcolepsy. Compared to their peers without narco-
lepsy, these patients reported worse mood, lower HRQoL, 

and greater stigma, which indirectly contributed to depres-
sive symptoms. These findings align with stigma-related out-
comes observed in other chronic illnesses such as epilepsy, 
multiple sclerosis, and HIV/AIDS.

Varallo et al. [35] examined addictive behaviors, find-
ing that NT1 patients exhibited higher rates of problematic 
online gaming compared to controls, though no differences 
were observed in general Internet use or social media habits. 
These social impairments may contribute to broader behav-
ioral challenges. Varallo et al. [37] investigated coping strat-
egies finding significantly lower HRQoL in the narcolepsy 
group compared with controls. These patients exhibited spe-
cific coping patterns, such as reduced use of active coping, 
planning, and suppression of competing activities, along-
side increased use of mental and behavioral disengagement, 
including avoidance and distancing.

Ruoff et al. [38] analyzed routine database data and found 
higher psychiatric comorbidity in narcolepsy patients com-
pared to controls, with elevated anxiety levels particularly 
in young adults. Narcolepsy patients also showed greater 
reliance on psychiatric medications, both for narcolepsy 
treatment and at higher rates than controls with similar 
conditions. Similarly, Cremaschi et al. [36] reported higher 
antidepressant use among narcolepsy patients. Although 
psychiatric drugs are often prescribed for cataplexy in NT1, 
the authors noted that their use remains disproportionately 
high even when accounting for this.

The effect of treatment on narcolepsy symptoms 
and HRQoL

Comparing treated and untreated patients helps clarify the 
impact of medication on narcolepsy symptoms and QoL. 
Untreated patients often experience more severe symptoms 
and poorer QoL than those on treatment. For instance, Bara-
teau et al. [33] reported that over half of untreated patients 
and nearly 40% of treated patients had moderate to severe 
sleep disruption symptoms, increased EDS, anxiety, depres-
sive symptoms, and poor QoL. Polysomnography differences 
were notable: treated patients showed impairment mainly 

Table 1   (continued)

Journal Year of  
publication

WoS category SCIE
2022

19 Kovalska et al. [31]: Narcolepsy with cataplexy 
in patients aged over 60 years: a case-control 
study

Sleep Medicine 2016 Clinical Neurology Q1

20 Kapella et al. [27]: Health-Related Stigma as a 
Determinant of Functioning in Young Adults 
with Narcolepsy

PloS One 2015 Multidisciplinary sciences Q2

*Journal Citation Index 2022, WoS Web of Science, SCIE Science Citation Index Expanded
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Table 2   Research question

Research question

1 Kamada et al., [39] Primary objective: to determine the burden of narcolepsy in terms of direct medical costs and comorbidities, 
using a health claims database. Secondary objective: to compare narcolepsy patients with patients with 
schizophrenia, epilepsy and ulcerative colitis as control health implications.

2 Varallo et al., [37] To compare coping strategies amongst patients with NT1 and people without sleep disorders and to evaluate 
the associations between coping strategies and QoL amongst patients with NT1.

3 Bassi et al., [6] To assess work productivity and activity impairments, and to explore their association with excessive daytime 
sleepiness, BMI, depression and anxiety in patients with NT1 in comparison with people without sleep 
disorders.

4 Li et al., [34] To assess the impact of symptom severity on health-related quality of life in people with narcolepsy type 1.
Note: (1) differences in narcolepsy symptoms severity and health-related quality of life between drug-free and 

treated patients with narcolepsy type 1; (2) assess the association of selected factors (being treated, narco-
lepsy symptom severity) with health-related quality of life

5 D’Alterio et al., [32] To describe the resilience profile of narcolepsy type 1 patients and compare the results with people without 
narcolepsy, and to assess correlations between resilience and sociodemographic variables, narcolepsy symp-
toms, anxiety, depression and QoL.

6 Tadrous et al., [18] To explore attitudes towards physical health, barriers regarding exercise and physical activity and perceptions 
of physiotherapy in the population of narcolepsy type 1 and 2 patients using qualitative approach od semi-
structural interviews and thematic analysis.

7 Cremaschi et al., [36] To describe the quality of life in patients with narcolepsy and the influence of the nutritional status.
Note: (1) differences in health-related quality of life between patients with narcolepsy type 1, type 2 and a control 

group; (2) differences in health-related quality of life between patients with narcolepsy type 1, type 2 and a 
control group, taking into account nutritional status, e.g., divided into normal weight, overweight and obese.

8 Davidson et al., [16] To investigate the impact of narcolepsy on friendship and romantic and sexual relationships.
9 Cambron-Mellot et al., [29] To expand on the research including data from a larger number of patients, including patients with OSA and/

or narcolepsy to examine the association between EDS and HRQoL to predict EQ-5D utility scores from 
ESS scores.

10 Chin et al., [14] A 5-year prospective cohort study that investigates changes in QoL and symptom severity during the lifespan 
of NT1 and NT2 patients and to analyze predictors of long-term QoL.

11 Barateau et al., [33] To determine the clinical, polysomnographic and biological variables associated with disrupted nocturnal 
sleep-in patients with narcolepsy type 1 and to evaluate the effect of medication on disrupted nocturnal 
sleep and its severity.

Note: (1) To compare patients with absence, mild, moderate or severe disrupted nocturnal sleep with and 
without medication in clinical, biological and polysomnographic characteristics; (2) To assess the effect of 
treatment on disruptive nocturnal sleep in a longitudinal survey (77 – 3039 days, median interval: 729.7 days)

12 Varallo et al., [35] To evaluate differences in the levels of addictive online behaviors between individuals with narcolepsy type 
1 and sex-and age-matched healthy controls, and to evaluate the association between anxiety, depression 
and emotional dysregulation with problematic online gaming, problematic social media use and compulsive 
Internet use in individuals with narcolepsy type 1.

13 Ong et al., [15] To identify patient-centered issues (e.g. narcolepsy symptoms) affecting health-related quality of life in peo-
ple with narcolepsy and to evaluate patient-reported outcome measures using a mixed method approach.

14 Barateau et al., [13] To assess the frequency and determinants of depressive symptoms and suicidal thoughts in adults with narco-
lepsy type 1 and controls as well as the changes after narcolepsy management and the risk factors of major 
depressive episode and suicide risk in patients with narcolepsy type 1.

15 Francschini et al., [17] To describe how people suffering from narcolepsy frame, remember and report personal experiences with 
cataplexy.

16 Wasling et al., [30] To compare subjects form Sweden on central disorders of hypersomnolence (Idiopathic hypersomnia, post-
H1N1 narcolepsy, sporadic narcolepsy) and healthy controls regarding HRQoL together with symptoms of 
procrastination.

17 Song et al., [28] To compare quality of life and its predictors (e.g. age, gender, BMI, severity of insomnia, EDS, anxiety, 
depressed mood) in patients with narcolepsy, obstructive sleep apnea and insomnia.

18 Ruoff et al., [38] To evaluate psychiatric comorbidity patterns in patients with a narcolepsy
19 Kovalska et al., [31] To assess health and quality of life in aged (>60 years) patients with narcolepsy comparing to age- and sex-

matched controls
20 Kapella et al., [27] To examine relationships between health-related stigma, mood and daytime functioning in young adults with 

narcolepsy compared to those without narcolepsy.

BMI body mass index
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in nocturnal REM sleep, while untreated patients exhibited 
issues in sleep efficiency, total sleep time, sleep attacks, 
sleep-wake transitions, sleep instability in REM and non-
REM sleep, NT1 percentage, and WASO. Sleep disruption 
was common in NT1 patients, linked to greater disease 
burden and poorer QoL. Li et al. [34] found that treatment 
improved HRQoL and reduced symptom severity.

Kamada et al. [39] found that narcolepsy patients had 
annual medical costs three times higher than the general 
population, driven by frequent outpatient visits for medi-
cation management. Comorbidity rates were like schizo-
phrenia, but narcolepsy patients experienced more mental 
and behavioral issues than those with epilepsy or ulcerative 
colitis. Barateau et al. [13] found high depression scores 
in narcolepsy patients, especially NT1, with untreated 
patients reporting more suicidal thoughts, linked to factors 
like obesity, severe symptoms, and lower education. Treat-
ment improved HRQoL, reduced symptoms, and lowered 
suicidal thoughts, with higher risks seen in males and those 
with frequent cataplexy, parasomnias, or high ESS [19], ISI 
[21], and NSS [20] scores.

Gaps in the body of knowledge, or what do we need 
to explore?

The analyzed data were presented to stakeholders (medical 
doctors) who were asked to assess them and determine gaps, 
possibilities and directions for future research. The following 
recommendations were formulated:

Somatic and mental comorbidities with a focus 
on knowledge

1. The considerable impact of somatic and mental comor-
bidities on QoL as well as diagnostic delay indicate a need 
to disseminate knowledge beyond physicians and neurology 
specialists to the general public.

Psychosocial aspects and adherence to treatment

2. While the burden of symptoms and poor mental health in 
narcolepsy patients was explored, little is known about the 
social and emotional aspects of living with narcolepsy or 
about the impact of narcolepsy on one’s personality (e.g., 
narcoleptic personality traits changes).

3. Focus on coping strategies to handle living with nar-
colepsy (e.g. strategies of wakefulness or cataplexy man-
agement), or the role of community support regarding the 
restrictions in participation of narcolepsy patients should be 
addressed in future research.

4. The effect of pharmacological as well as non-phar-
macological treatment (e.g. daily routine, flexible working 

hours) as management of symptom severity and its impact 
on QoL and challenges of adherence were not addressed 
sufficiently in the searched literature.

5. Screening for excessive daytime sleepiness in the gen-
eral population could be helpful in identifying new patients 
with narcolepsy, shortening the time between symptom 
onset and disease diagnostics and initiating treatment, which 
could lead to overall QoL improvement.

Sample and recruitment strategies

6. In screened research, the recruitment of patients via sleep 
clinics or patients’ organizations was quite successful. But 
only rarely were newly diagnosed patients and younger/older 
narcolepsy patients the focus of research.

Lack of qualitative studies

7. The strength of the existing research is the utilization of 
comparable measurements and methodological strategies 
using cross-sectional quantitative and questionnaire-based 
methods. However, more explorative, qualitative studies are 
needed to identify facilitators and barriers to promote high 
QoL while living with narcolepsy.

Discussion

In this study, we aimed at a scoping review of peer-reviewed 
articles published between 2014–2025 by searching the Web 
of Science and PubMed databases to map and synthesize 
evidence about Quality of Life (QoL) in narcolepsy patients, 
with a focus on their origin, research questions, methods and 
materials, participants and results.

There is an increasing trend in studies focused on QoL 
in narcolepsy patients, but its spread is very limited across 
various audiences. Most papers were published in the Clini-
cal Neurology, Psychiatry or Neurosciences category of 
journals. While increasing numbers of publications might 
contribute to better awareness and a shortening of diagno-
sis delay, the narrow scope of the audience might prevent 
spreading knowledge beyond the neurology field, where it is 
needed the most. Better awareness about this rare illness, its 
symptoms and impact on QoL among health care profession-
als outside the neurology field might be essential for earlier 
identification of symptomatology occurring in people who 
may later be underdiagnosed or misdiagnosed. The average 
time of diagnostic delay is around 10 years from the first 
symptom manifestation to being diagnosed [5]. This occurs 
mostly in the teenage years, which is the most common 
time of first symptomatology manifestation, in some cases 
with 20 years delay of diagnosis. They also suggest that the 
presence of cataplexy facilitates and accelerates the correct 
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Table 3   Target population, sample, recruitment

Region Data collection Sample: inclusive/exclusive criteria, recruitment Groups

1 Kamada et al., [39] Japan 2017–2022 Inclusion: Data for this research were con-
ducted from a database by JMDC Inc. Data 
were extracted in September 2022.

Selection: a) diagnosed with narcolepsy accord-
ing to the ICD-10, b) aged 18 years and older, 
c) enrolling continuously for at least 1 year.

CG: a) diagnosed with control disease at least 
twice (ICD-10), b) and c) are the same as for 
narcolepsy.

NT1/2
n=4 594
Male: n=2 695 (58.7%)
Mean age/SD: 35.2/12.7
SCHI
n=18 376
Male: n=10 780 (58.7%)
Mean age/SD: 35.8/12.0
EPI
n=18 376
Male: n=10 780 (58.7%)
Mean age/SD: 35.8/12.2
UCL
n=4 594
Male: n=2 695 (58.7%)
Mean age/SD: 36.7/11.2

2 Varallo et al., [37] Italy 2017–2019 Inclusion: a) age of participants over 18, 
b) NT1 according to ICSD-3, c) ability to 
understand the purpose of the study, d) ability 
to read Italian

CG: matching narcolepsy group by age and sex
Recruitment: Narcolepsy Center of Bologna, 

Italy; CG was recruited by family members of 
patients or companions of patients.

NT1
n=122
Male: n=59 (48.4%)
Mean age/SD: 37.5/15.3
CG
n=138
Male: n=59 (42.7%)
Mean age/SD: 39.5/14.1

3 Bassi et al., [6] Italy Not specified Inclusion: patients with diagnosed NT1 accord-
ing to the ICSD-3. Must have been over 18 
years of age.

CG: matching NT1 group but does not have a 
sleep disorder diagnosis. Must have been over 
18 years of age.

Recruitment: Narcolepsy Centre of Bologna, 
Italy.

NT1:
n=127
Male: n=59 (46.5%)
Mean age/SD: 38.2/15.5
CG:
n=131
Male: n=53 (40.5%)
Mean age/SD: 37.4/14.3

4 Li et al., [34] China 2019 –2021 Inclusion: visited sleep clinic in period between 
September 2019 to February 2021, aged more 
than 18 years and diagnosed with NT1

Exclusion: comorbidity of other sleep disorder 
or clinically unstable medical condition

Recruitment: visitors of a sleep clinic at 
Peking University People’s Hospital, regular 
follow-up

NT1
n=174
Male: n=119 (68.4%)
Mean age/SD: 31.14/11.28

5 D’Alterio et al., [32] Italy 2017–2019 Inclusion: patients with NT1 according to the 
ICSD. Participants had to be over 18 years of 
age.

CG: participants without sleep disorders and 
over 18 years of age.

Recruitment: Narcolepsy Centre of Bologna, 
Italy. CG was recruited from those accom-
panying patients at the tertiary neurological 
outpatient clinic of the IRCCS Institute of 
Neurological Science of Bologna (ISNB).

NT1
n=137
Male: n=65 (52.6%)
Mean age/SD: 38.0/15.6
CG
n=149
Male: n=66 (44.3%)
Mean age/SD: 39.6/14.0

6 Tadrous et al., [18] Ireland Not stated Inclusion: a) being between 18 – 65 years of age, 
b) diagnosed with NT1 or NT2 according to the 
ICSD-3 for at least 6 months, c) had to under-
stand English, d) sign written consent.

Exclusion: other sleep disorders than NT1/2.
Recruitment: St. James’s Hospital, Dublin, 

The Narcolepsy Clinic – National Narco-
lepsy Centre. Patients were interviewed after 
the appointment at the specialist, they were 
informed 5–7 days before.

NT1/2
n=22
Male: n=10 (45.45%)
Mean age/SD: 31.4/13.2
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Table 3   (continued)

Region Data collection Sample: inclusive/exclusive criteria, recruitment Groups

7 Cremaschi et al., [36] Brazil 2015 –2016 Inclusion: Adult patients of a Sleep Center from 
Sao Paulo-Brazil with diagnosed narcolepsy

CG: students and employees of the University 
with a normal Epworth sleepiness scale and 
Stop-Bang questionnaire score

Recruitment: Patients of a Sleep Center from 
Sao Paulo-Brazil recruited during regular fol-
low up in an outpatient clinic

* Divided based on BMI on normal weigh, over-
weight, obesity

NT1
n=33
Male: n=6 (18.2%)
Mean age/SD: 36.2/10.2
NT2
n=33
Male: n=6 (18.2%)
Mean age/SD: 36.2/10.2
CG
n=33
Male: n=6 (18.2%)
Mean age/SD:
36.3/9.7

8 Davidson et al., [16] US 2020 Inclusion: young adults aged 18–39 years, lived 
in US, fluent in English, were diagnosed with 
narcolepsy NT1 or NT2

Exclusion: uncompleted questionnaire/n=87), 
incorrect reports (n=9)

Recruitment: Recruited through national narco-
lepsy patient organizations.

E-mails with link on anonymous online survey 
sent by 5 organizations to their members.

NT1 or NT2
n=254
Male: n=32 (12.6%)
Mean age/SD: 28.8/5.6

9 Cambron-Mellot et al., [29] UK 2016–2017 Inclusion: Participants had to be over the age 
of 18 and the data were nation-based using 
quota for age and sex. Respondents were 
selected if they were patients with OSA and/
or narcolepsy.

Recruitment: data were available from 5 Euro-
pean countries (France, Germany, the UK, 
Italy and Spain) from the national Health and 
Wellness Survey – internet/telephone based 
self-administrative.

NT w/o OSA
n=48
Male: n=23 (47.9%)
Mean age/SD: 49.0/17.8
NT w OSA
n=23
Male: n=16 (69.6%)
Mean age/SD: 53.3/14.1
OSA w/o NT
n=2 277
Male: n=1 606 (70.5%)
Mean age/SD: 59.3/12.5

10 Chin et al., [14] Taiwan 2013–2019 Inclusion: Respondents had to be newly diag-
nosed with NT1 or 2 according to the ICSD-3. 
They had to be aged between 16 to 45 years 
and did not receive medication for narcolepsy 
before.

Exclusion: another sleep disorder, other neuro-
logical diseases a patient had, severe cardio-
vascular disease history, intellectual disability 
history, patients with shift work or circadian 
rhythm disorders.

NT1/2
n=157
NT1=111, NT2 =46
Male: n=89 (56.6%)
Mean age/SD: 23.9/8.73

11 Barateau et al., [33] France 2014 –2020 Inclusion: adult patients with NT1 monitored by 
the National Reference Center for Narcolepsy, 
Montpellier, France, full polysomnographic 
data, no missing data on NSS

Recruitment: National Reference Center for 
Narcolepsy, Montpellier, France

* Divided into drug-free (n=145) and treated 
(n=103) patients.

Among drug-free patients, 51 were re-evaluated 
under stable treatment after 77–3039 days.

NT1
n=248
Male: n=137 (55.2%)
Mean age/SD: 39.03/15.86

12 Varallo et al., [35] Italy 2020 Recruitment: Recruited through the Italian 
Association of Patients with Narcolepsy 
and Hypersomnia via an anonymous online 
survey published on a website.

CG: acquaintances: participants identify CG 
among friends and/or family members

NT1
n=43
Male: n=36 (42.0%)
Mean age/SD: 32.21/10.43
CG
n=86
Male: n=36 (42.0%)
Mean age/SD: 32.02/10.18
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Table 3   (continued)

Region Data collection Sample: inclusive/exclusive criteria, recruitment Groups

13 Ong et al., [15] US 2018 Inclusion: at least 18 years old, report elevated 
symptoms of depression (PHQ-9 score over 
10), have documented diagnosis of narcolepsy, 
stable Internet connection, fluent in English

Recruitment: Recruitment through various 
online resources. Those who expressed interest 
(n=75) get e-mail with link to fill in a question-
naire and those who met criteria for the study 
(n=64) were scheduled for a brief phone screen-
ing and received a link for a full questionnaire. 
From those who were eligible to continue and 
provided full documentation (n=30) were 
invited for a focus group.

NT1 or NT2
n=29
Male: n=2 (6.9%)
Mean age/SD:
31.07/ 7.57

14 Barateau et al., [13] France 2009 – 2015 Recruitment: National Reference Center for 
Narcolepsy, Montpellier, France

CG: recruited from the general population via 
advertisement and local association networks.

NT1
n=297
Male: n=172 (58.0%)
Mean age/SD:
38.90/17.30
CG
n=346
Male: n=173 (50.0%)
Mean age/SD:
37.57/16.00

15 Francschini et al., [17] Italy 2017 Recruitment: Recruited through outpatient 
clinic for narcolepsy, Narcolepsy Center of the 
University Bologna

NT1 drug naive
n=22
Male: n=12 (54.5%)
Mean age/SD: 46.00/16.56

16 Wasling et al., [30] Sweden 2019–2020 Inclusion: patients had to be diagnosed accord-
ing to ICSD-3 and to be 18 to 65 years of age.

Recruitment: patients of the Department of 
Neurology, Sahlgrenska University Hospital.

CG: recruited from the local community, inclu-
sion was the ability to understand and provide 
written consents and could not have any 
neurological or psychiatric disease with no 
current medication for sleep or cognition.

Post-H1N1 NT1
n=24
Male: n=22 (48.9%)
Mean age/SD: 27.3/8.4
NT1 sporadic
n=23
Male: n=9 (39.1%)
Mean age/SD: 41.6/11.1
IH
n=21
Male: n=6 (28.6%)
Mean age/SD: 43.00/15.3
CG
n=23
Male: n=10 (43.5%)
Mean age/SD: 36.6/12.0

17 Song et al., [28] Korea 2011 –2016 Recruitment: Retrospectively screened patients 
who visited a tertiary sleep center

NT1 or NT2
n=63
Male: n=43 (68.3%)
Mean age/SD: 27.03/9.29
OSA
n=49
Male: n=43 (87.8%)
Mean age/SD: 39.20/11.83
INS
n=87
Male: n=32 (36.8%)
Mean age/SD: 47.25/13.05

18 Ruoff et al., [38] US 2006 – 2010 Inclusion: at least 18 years old. Data were 
collected from The Truven Health Analytics 
MarketScan Research Databases.

NT1/2
N=9 312
Male: n=3 799 (40.7%)
Mean age/SD: 46.1 (13.3)
CG
N=46 559
Male: n=18 995 (40.8%)
Mean age/SD: 46.1 (13.3)
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diagnosis, i.e. diagnostic delay is longer in patients in whom 
this symptom is either not present or has not been asked 
for by treating physicians [64]. Conversely, the diagnosis of 
narcolepsy is highly inconsistent across different sleep clin-
ics and narcolepsy centers, and accurately diagnosing the 
condition—whether type 1 or type 2—remains a significant 
challenge. The findings presented in Table 3 highlight the 
diverse array of methods and diagnostic criteria employed, 
including various guidelines and manuals. This variability 
fosters a wide range of diagnostic approaches, leading to 
inconsistencies in diagnostic practices. Such heterogeneity 
has the potential to adversely affect the reliability and com-
parability of studies investigating narcolepsy and its impact 
on HRQoL.

Most of the studies in this review assess the association 
of narcolepsy symptoms, treatment, mental health or nutri-
tional status with QoL in patients with narcolepsy, and only 
one study focused on social relationship, and two studies 
were exploratory focusing on personal experiences with 
cataplexy and attitudes towards physical activity. Most of 
the studies were quantitative, comparing control groups with 
narcolepsy patients, and used a similar or the same question-
naire-based approach. Frequently used instruments for meas-
uring QoL were the SF-36 [22] and the EQ-5D [23]. Sleepi-
ness-related indicators were measured mostly using the ESS 
[19] and the NSS [20]. The use of these instrument can, for 
example, be helpful in research articles comparing data. On 
the other hand, quality of life as a construct is described 
by authors differently, and the whole concept of measuring 

with questionnaires does not always endorse the nature of 
subjectively perceived life quality by patients. Therefore, 
the lack of qualitative studies in our sample points out the 
need for qualitative approaches while describing HRQoL 
through patients’ perspective. Our scoping review worked 
with only two qualitative studies [17, 18] focused specifi-
cally on the perception of cataplexy and physical activity. 
One study used mixed method research [15] using basic 
thematic analysis [65]. In the additional search after the pri-
mary screening for articles we found one study focused on 
a qualitative approach with the broader aim of narcolepsy 
impact. Schokman et al. [66] did 24 interviews focusing on 
understanding the patients’ perceptions of narcolepsy, divid-
ing their findings into five thematic clusters: understand-
ing experiences of narcolepsy; understanding the impact 
on daily life, identity perception and narcolepsy labeling; 
understanding narcolepsy management and long-term care; 
and the perception of narcolepsy as a disorder.

Narcolepsy patients were recruited in the studies using 
regular follow-up at sleep clinics or via national reference 
centers, but patients’ organizations were also employed to 
conduct a study. No study focused on identifying new patients 
and their QoL. Together with diagnostic delay, the emerging 
necessity of EDS and/or narcolepsy populational screening 
seem to be a solution to identify new patients and to look at 
their QoL, understanding the differences between diagnosed 
and undiagnosed patients; the difficulties with suffering from 
rare disease could also be helpful to closer describe QoL apart 
from questionnaires. As Bryson et al. [67] suggest, living 

Table 3   (continued)

Region Data collection Sample: inclusive/exclusive criteria, recruitment Groups

19 Kovalska et al., [31] Czech Republic 2012 – 2015 Inclusion: invitation of patients over 60 who 
meet ICSD-2 criteria for narcolepsy with 
undisputable cataplexy

Recruitment: identification of patients in 
departmental database of a sleep clinic and 
according to the regular frequency of clinic 
attendance.

CG: age and sex-matched control group 
recruited from a leisure activity center for the 
elderly (University of Third Age)

NT1
n = 42
Male: n=18 (42.9%)
Mean age/SD: 71.9/7.5
CG
n=46
Male: n=19 (41.3%)
Mean age/SD: 72.2/7.0

20 Kapella et al., [27] US 2002 Inclusion: young adults (age 18–35) with 
narcolepsy

This study utilized data collected by Merritt 
et al. (2004).

NT1 or NT2: Patients with narcolepsy who 
contacted the Center for Narcolepsy Research, 
University of Illinois at Chicago, and indicat-
ing interest in participating in research.

CG: acquaintances
Respondents were mailed a packed that included 

questionnaires and self-addressed postage paid 
envelope.

NT1 or NT2
n=122
Male: n=27 (22.1%)
Mean age/SD: 27.1/5.0
CG
n=93
Male: n=34 (36.6)
Mean age/SD: 25.7/4.0

NT1 – group of patients with narcolepsy type 1; NT2 – group of patients with narcolepsy type 2; CG – age- and sex- matched control; OSA – 
group of patients with obstructive sleep apnea; INS – group of patients with somnolence or insomnia, IH – idiopathic hypersomnolence patients, 
SCH – schizophrenic patients, UCL – ulcerative colitis patients, EPI – group of patients with epilepsy



	 Sleep and Breathing (2025) 29:9393  Page 14 of 19

Ta
bl

e 
4  

D
es

ig
n,

 c
on

ce
pt

s, 
m

ea
su

re
s

A
U

TH
O

R
S 

/ Y
EA

R
D

ES
IG

N
CO

N
C

EP
TS

 / 
M

EA
SU

R
ES

So
ci

od
em

og
ra

ph
ic

, a
na

m
ne

sti
c 

da
ta

Sl
ee

pi
ne

ss
 

sy
m

pt
om

s a
nd

 
sl

ee
p 

qu
al

ity

O
th

er
 c

on
ce

pt
s

Q
oL

1
K

am
ad

a 
et

 a
l.,

 [3
9]

qu
an

tit
at

iv
e

re
tro

sp
ec

tiv
e,

 ro
ut

in
e 

da
ta

ba
se

-b
as

ed
ye

ar
s o

f o
bs

er
va

tio
n,

 In
su

ra
nc

e 
ty

pe
, 

A
dm

is
si

on
, I

np
at

ie
nt

 d
ay

s, 
O

ut
pa

-
tie

nt
 v

is
its

,

Ph
ys

ic
al

, p
sy

ch
ia

tri
c 

an
d 

ps
yc

ho
lo

gi
-

ca
l c

om
or

bi
di

tie
s

2
Va

ra
llo

 e
t a

l.,
 [3

7]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

cr
os

s-
se

ct
io

na
l s

tu
dy

ed
uc

at
io

n,
 w

or
ki

ng
, a

ge
 o

f o
ns

et
 a

nd
 

ag
e 

of
 d

ia
gn

os
is

, p
ha

rm
ac

ot
he

ra
py

C
op

in
g:

 C
O

PE
EQ

-5
D

3
B

as
si

 e
t a

l.,
 [6

]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

cr
os

s-
se

ct
io

na
l s

tu
dy

ed
uc

at
io

n,
 h

ad
 a

 p
ar

tn
er

, o
cc

up
at

io
na

l 
st

at
us

, w
ee

kl
y 

w
or

k 
ho

ur
s a

nd
 sc

he
d-

ul
e,

 sh
ift

 w
or

k,
 d

is
ab

le
d

ES
S

D
ep

re
ss

io
n:

 B
D

I
A

nx
ie

ty
: S

TA
I

W
or

k 
pr

od
uc

tiv
ity

: W
PA

I
4

Li
 e

t a
l.,

 [3
4]

qu
an

tit
at

iv
e

qu
es

tio
nn

ai
re

-b
as

ed
cr

os
s-

se
ct

io
na

l s
tu

dy

ed
uc

at
io

n,
 a

ge
 o

f o
ns

et
, d

is
ea

se
 d

ur
a-

tio
n,

 d
ia

gn
os

is
 d

el
ay

, p
ol

ys
om

no
gr

a-
ph

y 
m

ea
su

re
m

en
ts

N
SS

N
ut

rit
io

n 
st

at
us

: B
M

I
EQ

-5
D

5
D

’A
lte

rio
 e

t a
l.,

 [3
2]

qu
an

tit
at

iv
e

qu
es

tio
nn

ai
re

-b
as

ed
cr

os
s-

se
ct

io
na

l s
tu

dy

ed
uc

at
io

n,
 h

ad
 a

 p
ar

tn
er

, s
tu

de
nt

 o
r 

em
pl

oy
m

en
t, 

B
M

I
ES

S
A

nx
ie

ty
: S

TA
I

D
ep

re
ss

io
n:

 B
D

I
Re

si
lie

nc
e:

 R
S

SF
36

6
Ta

dr
ou

s e
t a

l.,
 [1

8]
qu

al
ita

tiv
e

se
m

i-s
tru

ct
ur

al
 st

ud
y 

in
te

rv
ie

w
s

liv
in

g 
ar

ra
ng

em
en

ts
, h

ig
he

st 
ed

u-
ca

tio
na

l l
ev

el
, c

ur
re

nt
 e

du
ca

tio
n/

em
pl

oy
m

en
t s

ta
tu

s, 
m

ed
ic

at
io

n

O
pe

n-
en

de
d 

qu
es

tio
ns

7
C

re
m

as
ch

i e
t a

l.,
 [3

6]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

cr
os

s-
se

ct
io

na
l s

tu
dy

et
hn

ic
ity

, e
du

ca
tio

n,
 o

cc
up

at
io

n,
co

m
or

bi
di

ty
, m

ed
ic

at
io

n
ES

S
D

ep
re

ss
io

n:
 B

D
I

N
ut

rit
io

n 
st

at
us

: B
M

I
SF

36

8
D

av
id

so
n 

et
 a

l.,
 [1

6]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

cr
os

s-
se

ct
io

na
l s

tu
dy

en
ric

he
d 

by
 o

pe
n-

en
de

d 
qu

es
tio

ns

ra
ce

, e
m

pl
oy

m
en

t,
ag

e 
of

 o
ns

et
, a

ge
 a

t d
ia

gn
os

is
, m

ed
ic

a-
tio

n

So
ci

al
 su

pp
or

t: 
M

SP
SS

So
ci

al
 a

nd
 ro

m
an

tic
 re

la
tio

ns
hi

ps
C

om
m

un
ic

at
io

n 
w

ith
 o

th
er

 re
ga

rd
in

g 
na

rc
ol

ep
sy

9
Ca

m
br

on
-M

el
lo

tt 
et

 al
., 

[2
9]

qu
an

tit
at

iv
e

re
tro

sp
ec

tiv
e,

 ro
ut

in
e 

da
ta

ba
se

-b
as

ed
co

un
try

, m
ar

ita
l s

ta
tu

s, 
un

iv
er

si
ty

 
de

gr
ee

, h
ou

se
ho

ld
 in

co
m

e,
 B

M
I, 

sm
ok

in
g,

 a
lc

oh
ol

 u
se

, e
xe

rc
is

e

ES
S

EQ
-5

D

10
C

hi
n 

et
 a

l.,
 [1

4]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

lo
ng

itu
di

na
l s

tu
dy

A
ge

 o
f o

ns
et

, B
M

I, 
N

T 
sy

m
pt

om
s 

oc
cu

rr
en

ce
,

SS
I

ES
S

SF
36

11
B

ar
at

ea
u 

et
 a

l.,
 [3

3]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

cr
os

s-
se

ct
io

na
l s

tu
dy

m
ed

ic
al

 in
te

rv
ie

w
: a

ge
 a

t o
ns

et
, a

ge
 a

t 
di

ag
no

si
s, 

di
se

as
e 

du
ra

tio
n,

 c
at

ap
le

xy
 

fr
eq

ue
nc

y,
 c

om
or

bi
di

ty
, p

ol
ys

om
no

g-
ra

ph
y 

m
ea

su
re

m
en

ts

ES
S

N
SS

IS
I

D
ep

re
ss

io
n:

 B
D

I
A

nx
ie

ty
: S

TA
I

A
ut

on
om

ic
 d

ys
fu

nc
tio

n:
 S

CO
PA

-A
U

T​

EQ
-5

D

12
Va

ra
llo

 e
t a

l.,
 [3

5]
qu

an
tit

at
iv

e
qu

es
tio

nn
ai

re
-b

as
ed

cr
os

s-
se

ct
io

na
l s

tu
dy

m
ar

ita
l s

ta
tu

s, 
ed

uc
at

io
na

l l
ev

el
, 

oc
cu

pa
tio

n
m

ed
ic

at
io

n,
 

ES
S

N
SS

D
ep

re
ss

io
n,

 a
nx

ie
ty

: D
ER

S,
 D

A
SS

-2
1

A
dd

ic
tiv

e 
on

lin
e 

be
ha

vi
or

: I
G

D
S,

 
C

IU
S,

 B
SM

A
S



Sleep and Breathing (2025) 29:93	 Page 15 of 19  93

BM
I 

bo
dy

 m
as

s 
in

de
x;

 E
Q

-5
D

 e
ur

op
ea

n 
qu

al
ity

 o
f 

lif
e-

5 
di

m
en

si
on

s 
qu

es
tio

nn
ai

re
 [

23
]; 

N
SS

 n
ar

co
le

ps
y 

se
ve

rit
y 

sc
al

e 
[2

0]
; B

D
I 

be
ck

 d
ep

re
ss

io
n 

in
ve

nt
or

y 
[2

5]
; H

AD
S 

ho
sp

ita
l a

nx
ie

ty
 a

nd
 

de
pr

es
si

on
 s

ca
le

 [2
6]

; M
SP

SS
 m

ul
tid

im
en

si
on

al
 s

ca
le

 o
f 

pe
rc

ei
ve

d 
so

ci
al

 s
up

po
rt 

[4
0]

; S
TA

I 
st

an
fo

rd
 tr

ai
t a

nx
ie

ty
 in

ve
nt

or
y 

[4
1]

; G
D

S 
ge

ria
tri

c 
de

pr
es

si
on

 s
ca

le
 [

22
]; 

IG
D

S 
in

te
rn

et
 g

am
in

g 
di

so
rd

er
 s

ca
le

 [4
3]

; C
IU

S 
co

m
pu

ls
iv

e 
in

te
rn

et
 u

se
 s

ca
le

 [4
4]

; B
SM

AS
 b

er
ge

n 
so

ci
al

 m
ed

ia
 a

dd
ic

tio
n 

sc
al

e 
[4

5]
; D

ER
S 

di
ffi

cu
lti

es
 in

 e
m

ot
io

n 
re

gu
la

tio
n 

sc
al

e 
[4

6]
; D

AS
S−

21
 d

ep
re

ss
io

n 
an

xi
et

y 
an

d 
str

es
s 

sc
al

e 
[4

7]
; P

H
Q

−
9 

pa
tie

nt
 h

ea
lth

 q
ue

sti
on

na
ire

 [4
8]

; P
RO

M
IS

 d
ep

re
ss

io
n,

 a
nx

ie
ty

, f
at

ig
ue

, s
le

ep
 d

ist
ur

ba
nc

es
, s

le
ep

-r
el

at
ed

 im
pa

irm
en

t, 
pa

in
 in

te
rfe

re
nc

e,
 p

hy
si

ca
l f

un
ct

io
ni

ng
 [2

4]
; 

M
IN

I i
nt

er
na

tio
na

l n
eu

ro
ps

yc
hi

at
ric

 in
te

rv
ie

w
 [4

9]
; S

C
O

PA
-A

U
T 

sc
al

e 
fo

r o
ut

co
m

es
 in

 p
ar

ki
ns

on
’s

 d
is

ea
se

-a
ut

on
om

ic
 d

ys
fu

nc
tio

n 
[5

0]
; I

SI
 in

so
m

ni
a 

se
ve

rit
y 

in
de

x 
[2

1]
; A

C
E 

ad
de

nb
ro

ok
 c

og
-

ni
tiv

e 
ex

am
in

at
io

n 
[5

1]
; S

PP
B 

sh
or

t p
hy

si
ca

l p
er

fo
rm

an
ce

 b
at

te
ry

 [5
2]

; P
SQ

I p
itt

sb
ur

gh
 sl

ee
p 

qu
al

ity
 in

de
x 

[5
3]

; F
O

SQ
 fu

nc
tio

na
l o

ut
co

m
es

 o
f s

le
ep

 q
ue

sti
on

na
ire

 [5
4]

; S
SI

S 
sti

gm
a 

an
d 

so
ci

al
 

im
pa

ct
 s

ca
le

 [5
5]

; D
C

S 
di

sc
lo

su
re

 c
on

ce
rn

s 
sc

al
e 

[5
6]

; E
SS

 e
pw

or
th

 s
le

ep
in

es
s 

sc
al

e 
[1

9]
; S

F−
36

 s
ho

rt 
fo

rm
 h

ea
lth

 s
ur

ve
y 

[2
2]

, C
O

PE
  t

he
 c

op
in

g 
or

ie
nt

at
io

n 
to

 p
ro

bl
em

s 
ex

pe
rie

nc
ed

 in
ve

n-
to

ry
 [5

7]
; W

PA
I t

he
 w

or
k 

pr
od

uc
tiv

ity
 a

nd
 a

ct
iv

ity
 im

pa
irm

en
t q

ue
sti

on
na

ire
 –

 g
en

er
al

 h
ea

lth
 [5

8]
; R

S 
re

si
lie

nc
e 

sc
al

e 
– 

Ita
lia

n 
ve

rs
io

n 
[5

9]
; S

SI
 th

e 
st

an
fo

rd
 s

le
ep

 in
ve

nt
or

y 
[6

0]
; F

SS
 fa

tig
ue

 
se

ve
rit

y 
sc

al
e 

[6
1]

; P
PS

(1
2)

 p
ur

e 
pr

oc
ra

sti
na

tio
n 

sc
al

e 
[6

2]
; I

PS
 th

e 
irr

at
io

na
l p

ro
cr

as
tin

at
io

n 
sc

al
e 

[6
3]

.

Ta
bl

e 
4  

(c
on

tin
ue

d)

A
U

TH
O

R
S 

/ Y
EA

R
D

ES
IG

N
CO

N
C

EP
TS

 / 
M

EA
SU

R
ES

So
ci

od
em

og
ra

ph
ic

, a
na

m
ne

sti
c 

da
ta

Sl
ee

pi
ne

ss
 

sy
m

pt
om

s a
nd

 
sl

ee
p 

qu
al

ity

O
th

er
 c

on
ce

pt
s

Q
oL

13
O

ng
 e

t a
l.,

 [1
5]

m
ix

ed
 m

et
ho

d
cr

os
s-

se
ct

io
na

l s
tu

dy
qu

es
tio

nn
ai

re
-b

as
ed

 st
ud

y
fo

cu
s g

ro
up

s

ra
ce

, e
du

ca
tio

na
l l

ev
el

tim
e 

si
nc

e 
di

ag
no

si
s

ES
S

D
ep

re
ss

io
n:

 P
H

Q
-9

SF
36

PR
O

M
IS

14
B

ar
at

ea
u 

et
 a

l.,
 [1

3]
qu

an
tit

at
iv

e
cr

os
s-

se
ct

io
na

l s
tu

dy
qu

es
tio

nn
ai

re
-b

as
ed

an
d 

lo
ng

itu
di

na
l (

tre
at

m
en

t e
ffe

ct
)

ed
uc

at
io

n 
le

ve
l

po
ly

so
m

no
gr

ap
hy

 m
ea

su
re

m
en

ts
ES

S
N

SS
IS

I
C

at
ap

le
xy

 
Fr

eq
ue

nc
y 

Sc
al

e

D
ep

re
ss

io
n:

 B
D

I, 
M

IN
I

N
ut

rit
io

n 
st

at
us

: B
M

I
A

ut
on

om
ic

 d
ys

fu
nc

tio
n:

 S
CO

PA
-A

U
T​

EQ
-5

D

15
Fr

an
cs

ch
in

i e
t a

l.,
 [1

7]
qu

al
ita

tiv
e

se
m

i-s
tru

ct
ur

al
 st

ud
y 

in
te

rv
ie

w
s

di
se

as
e 

on
se

t, 
m

ed
ic

at
io

n
N

ar
ra

tiv
e 

in
qu

iry
 a

pp
ro

ac
h

16
W

as
lin

g 
et

 a
l.,

 [3
0]

qu
an

tit
at

iv
e

co
ho

rt 
stu

dy
qu

es
tio

nn
ai

re
-b

as
ed

D
is

ea
se

 d
ur

at
io

n,
 B

M
I, 

or
ex

in
 le

ve
ls

, 
sl

ee
p 

la
te

nc
y 

te
st,

 m
ed

ic
at

io
n

ES
S

H
ea

lth
: P

H
Q

-9
Fa

tig
ue

: F
SS

Pr
oc

ra
sti

na
tio

n:
 P

PS
, I

PS
, S

TS

EQ
-5

D
-5

L

17
So

ng
 e

t a
l.,

 [2
8]

qu
an

tit
at

iv
e

cr
os

s-
se

ct
io

na
l s

tu
dy

qu
es

tio
nn

ai
re

-b
as

ed

po
ly

so
m

no
gr

ap
hy

 m
ea

su
re

m
en

ts
ES

S
IS

I
D

ep
re

ss
io

n,
 a

nx
ie

ty
: H

A
D

S
N

ut
rit

io
n 

st
at

us
: B

M
I

SF
36

18
Ru

off
 e

t a
l.,

 [3
8]

qu
an

tit
at

iv
e

re
tro

sp
ec

tiv
e,

 ro
ut

in
e 

da
ta

ba
se

s-
ba

se
d

ge
og

ra
ph

ic
 re

gi
on

, h
ea

lth
 in

su
ra

nc
e 

st
at

us
Ps

yc
hi

at
ric

 c
om

or
bi

di
ty

19
K

ov
al

sk
a 

et
 a

l.,
 [3

1]
qu

an
tit

at
iv

e
cr

os
s-

se
ct

io
na

l s
tu

dy
qu

es
tio

nn
ai

re
-b

as
ed

m
ar

ita
l s

ta
tu

s, 
fa

m
ily

 st
at

us
, e

du
ca

-
tio

n,
 e

m
pl

oy
m

en
t c

ha
ng

es
, d

is
ab

ili
ty

 
pe

ns
io

n,
 re

tir
em

en
t p

en
si

on
, w

or
k 

af
te

r r
et

ire
m

en
t, 

le
ng

th
 o

f e
co

no
m

ic
 

in
ac

tiv
ity

m
ed

ic
at

io
n,

 c
om

or
bi

di
ty

ES
S

D
ep

re
ss

io
n,

 a
nx

ie
ty

: G
D

S,
 S

TA
I

C
og

ni
tiv

e 
fu

nc
tio

ni
ng

: A
C

E
Ph

ys
ic

al
 fi

tn
es

s:
 S

PP
B

N
ut

rit
io

n 
st

at
us

: B
M

I

EQ
-5

D

20
K

ap
el

la
 e

t a
l.,

 [2
7]

qu
an

tit
at

iv
e

cr
os

s-
se

ct
io

na
l s

tu
dy

qu
es

tio
nn

ai
re

-b
as

ed

ra
ce

, e
du

ca
tio

n,
 e

co
no

m
ic

 st
at

us
, m

ar
i-

ta
l s

ta
tu

s, 
em

pl
oy

m
en

t s
ta

tu
s

ES
S

PS
Q

I
FO

SQ

D
ep

re
ss

io
n,

 a
nx

ie
ty

: H
A

D
S

H
ea

lth
-r

el
at

ed
 st

ig
m

a:
 S

SI
S,

 D
C

S
SF

36



	 Sleep and Breathing (2025) 29:9393  Page 16 of 19

with a rare disease can lead to difficulties in disease manage-
ment, activity limitations, diagnostics and treatment process. 
Psychologically, the effect of uncertainty, distress, guilt, etc. 
could lead to worse QoL. Receiving instrumental support, the 
involvement of insurance companies, financial aid or distress 
could play a crucial role. The social aspects of rare diseases 
could affect QoL through the lack of social participation, 
social support, informational support or stigma.

Living with narcolepsy is associated with worse QoL, 
poor mental health, higher psychiatric comorbidity and 
symptoms of narcolepsy, and its severity plays a significant 
role in these associations. People who do not take medica-
tion show more severe symptoms or poorer QoL compared 
with treated patients. The perception of disease can differ 
according to multiple factors, e.g., age of onset or diagnostic 
delay. Only one study in our review focused specifically on 
elderly patients [31] and one on young adults [27]. In the 
study of Zhang et al. [68], a comparison between adult and 
child patients with narcolepsy, differences in clinical char-
acteristics of the overall measures were presented (children 
tend to be more obese and were more likely to eat during 
night, showed an increase in sleep drunkenness and more 
parasomnia experiences). Therefore, the necessity for more 
research papers based on age and age of onset would be 
helpful, and for setting a better treatment plan, both phar-
macological but also non-pharmacological, which is a great 
part of the symptom’s severity management.

According to Barateau et al. [69], non-pharmacological 
treatment strategies are important for a patient’s disease 
management due to the dangerousness of symptom mani-
festation. Bassetti et al. [70] suggest non-pharmacological 
treatment should be the first considered. Apart from the 
usually advised management strategies, authors also recom-
mend that patients join a patients’ organization, which can 
help not only with social support and understanding, but 
also with providing information and arranging (non)phar-
macological treatment strategies. This could be important 
for those patients who tend to stay drug-free [34, 13, 33]. 
The necessity of information about this disease seems to be 
crucial not only for management of the symptoms, but also 
for the public, to shorten the diagnostic delay; and for the 
population of specialists (psychologists and psychothera-
pists, nurses, physiotherapists, etc.) who play a significant 
role in narcolepsy treatment and management.

Strengths and limitations

Our study employed scoping review methodology, guided 
by the PRISMA-ScR [11] statement and Mak & Thomas’s 
approach [12], to assess the depth of existing literature on 
narcolepsy’s impact on quality of life (QoL) and identify 
methodological gaps in the field. We also incorporated 

insights from medical experts, psychologists and research-
ers to complement our findings and provide recommenda-
tions for future research. Unlike previous reviews (e.g., 
Tadrous et al. [18], Raggi et al. [3]), our study highlights 
both the current state of research methodologies and clini-
cians’ perspectives. Limitations include reliance on a limited 
number of databases (WoS, PubMed) and strict inclusion 
criteria (e.g., English-only, post-2014 studies), which may 
have excluded relevant studies. The enriching content of 
stakeholders’ consultation we see a limitation in the low 
number of stakeholders contacted. Despite this, our review 
establishes a foundation for further research and compara-
tive studies together with future possibilities and suggestions 
from the experts in the field.

Conclusion

This study aimed to provide a scoping review of twenty 
original articles examining quality of life in patients with 
narcolepsy. We focused on scoping the research questions, 
method, participation and recruitment in order to understand 
the nature of research in this field and to determine gaps and 
possibilities with a team of stakeholders. Future directions 
for research may be possible in more qualitative work, in 
screening methods focused on finding new patients, spread-
ing information among physicians, specialists and the gen-
eral population, the psychological and somatic aspects of the 
disease and adherence to treatment, and focusing on patients 
through their age groups.

Appendix

Search strategy for PubMed

#1	 Search: narcolepsy[Title] Filters: Full Text
#2	 Search: (narcolepsy[Title] AND (fft[Filter])) AND 

(english[Language]) Filters: Full text
#3	 Search: ((narcolepsy[Title] AND (fft[Filter])) 

AND (english[Language]) AND (fft[Filter])) AND 
((“2014/01/01”[Date-Publication] : “2025/12/31”[Date-
Publication])) Filters: Full text

#4	 Search: (child) OR (children) Filters: Full text
#5	 #Search: ((narcolepsy[Title] AND (fft[Filter])) 

AND (english[Language]) AND (fft[Filter])) AND 
((“2014/01/01”[Date-Publication] : “2025/12/31”[Date-
Publication])) AND (fft[Filter])) NOT ((child) OR (chil-
dren) AND (fft[Filter])) Filters: Full text

#6	 Search: ((quality of life) OR (health-related quality of 
life)) OR (mental health) Filters: Full Text

#7	 Search: ((narcolepsy[Title] AND (fft[Filter])) 
AND (english[Language]) AND (fft[Filter])) AND 
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((“2014/01/01”[Date-Publication] : “2025/12/31”[Date-
Publication])) AND (fft[Filter])) NOT ((child) OR 
(children) AND (fft[Filter])) AND (fft[Filter])) AND 
(((quality of life) OR (health-related quality of life)) OR 
(mental health) AND (fft[Filter])) Filters: Full text

Supplementary Information  The online version contains supplemen-
tary material available at https://​doi.​org/​10.​1007/​s11325-​025-​03259-6.

Funding  Open access funding provided by The Ministry of Education, 
Science, Research and Sport of the Slovak Republic in cooperation 
with Centre for Scientific and Technical Information of the Slovak 
Republic. No funding was received for this research.

Data availability  My manuscript has no associated data.

Declarations 

Ethical standards  This work did not include patients and only worked 
with previously published articles.

Conflict of interest  Each author states that all relevant financial or non-
financial, any personal or professional relationships with other people 
or organizations that could pose a conflict of interests or that could 
influence or bias this manuscript have been fully disclosed.

Open Access  This article is licensed under a Creative Commons Attri-
bution 4.0 International License, which permits use, sharing, adapta-
tion, distribution and reproduction in any medium or format, as long 
as you give appropriate credit to the original author(s) and the source, 
provide a link to the Creative Commons licence, and indicate if changes 
were made. The images or other third party material in this article are 
included in the article’s Creative Commons licence, unless indicated 
otherwise in a credit line to the material. If material is not included in 
the article’s Creative Commons licence and your intended use is not 
permitted by statutory regulation or exceeds the permitted use, you will 
need to obtain permission directly from the copyright holder. To view a 
copy of this licence, visit http://creativecommons.org/licenses/by/4.0/.

References

	 1.	 Tadrous R, O’Rourke D, Mockler D, Broderick J (2021) Health-
related quality of life in narcolepsy: A systematic review and 
meta-analysis. J Sleep Res 30(6):1–13. https://​doi.​org/​10.​1111/​
jsr.​13383

	 2.	 Sateia MJ (2014) International Classification of Sleep Disorders - 
Third Edition. Hightlights and modifications. Chest 146(5):1387-
1394. https://​doi.​org/​10.​1378/​chest.​14-​0970

	 3.	 Raggi A, Plazzi G, Raffaele F (2019) Health-related quality of life 
in patients with narcolepsy. A review of literature. J Nerv Ment Dis 
207(2):84-99. https://​doi.​org/​10.​1097/​nmd.​00000​00000​000918

	 4.	 Ohayon MM, Duhous S, Grieco J, Côté M-L (2023) Prevalence 
and incidence of narcolepsy symptoms in the US general popula-
tion. Sleep Med: X 30(6):100095. https://​doi.​org/​10.​1016/j.​sleepx.​
2023.​100095

	 5.	 Zhang Z, Dauvilliers Y, Plazzi G, Mayer G, Lammers GJ ,..., 
Khatami R (2022) Idling for Decades: a European study on risk 
factors associated with the delay before a narcolepsy diagnosis. 

Nature and Science of Sleep 31(14): 1031-1047. https://​doi.​org/​
10.​2147/​nss.​s3599​80

	 6.	 Bassi Ch, Biscarini F, Zenesini C, Menchetti M, Vignatelli L, 
Pizza F, Plazzi G, Ingravallo F (2024) Work prioductivity and 
activity impairment in patients with narcolepsy tpye 1. J Sleep 
Res: Early View e14087. https://​doi.​org/​10.​1111/​jsr.​14087

	 7.	 Dodel R, Peter H, Spottke A, Noelker C, Althaus A, Siebert U, 
Walbert T, Kesper K, Becker HF, Mayer G (2007) Health-relatedd 
quality of life in patients with narcolepsy. Sleep Med 8(7–8):733–
741. https://​doi.​org/​10.​1016/j.​sleep.​2006.​10.​010

	 8.	 Jennum P, Ibsen R, Petersen ER, Knudsen S, Kjellberg J (2012) 
Health, social, and economic consequences of narcolepsy: A con-
trolled national study evaluating the societal effect on patients 
and their partners. Sleep Med 13(8):1086–1093. https://​doi.​org/​
10.​1016/j.​sleep.​2012.​06.​006

	 9.	 Pérez-Carbonell L, Lyons E, Gnoni V, Kiggins S, Otaiku AI, 
Leschziner GD, Drakatos P, d’Ancona G, Kent BD (2020) And-
herence to wakefulness promoting medication in patients with 
narcolepsy. Sleep Med 70:50–54. https://​doi.​org/​10.​1016/j.​sleep.​
2020.​02.​013

	10.	 Rosenberg R, Kim AY (2014) The AWAKEN Survey: Knowledge 
of narcolepsy among physicians and the general population. Post-
graduate Med 126(1):78–86. https://​doi.​org/​10.​3810/​pgm.​2014.​
01.​2727

	11.	 Tricco AC, Lillie E, Zarin W ,…, Straus SE (2018) PRISMA 
Extension for Scoping reviews (PRISMA-ScR): checklist and 
explanation. Ann Intern Med 169(7):467-473. https://​doi.​org/​10.​
7326/​M18-​0850

	12.	 Mak S, Thomas A (2022) Steps for conducting scoping review. 
J Grad Med Educ 14(5):565–567. https://​doi.​org/​10.​4300/​
jgme-d-​22-​00621.1

	13.	 Barateau L, Lopez R, Chenini S, Pesenti C, Rassu A-L, Jaus-
sent I, Dauvilliers Y (2020) Depression and suicidal thoughts in 
untreated and treated narcolepsy. Neurology 95(20):e2755–e2768. 
https://​doi.​org/​10.​1212/​WNL.​00000​00000​010737

	14.	 Chin W-Ch, Wang Ch-H, Huang Y-S, Hsu J-F, Chu K-Ch, Tang 
I, Paiva T (2022) Quality of life changes and their predictors in 
young adult narcolepsy patients after treatment: a real-world 
cohort study. Front Psychiatry 13:956037. https://​doi.​org/​10.​3389/​
fpsyt.​2022.​956037

	15.	 Ong JC, Fox RS, Brower RF, Mazurek S, Moore C (2020) How 
does narcolepsy impact health-related quality of life? A mixed-
methods study. Behav Sleep Med 19(2):145–158. https://​doi.​org/​
10.​1080/​15402​002.​2020.​17154​11

	16.	 Davidson RD, Biddle K, Nassan M, Scammell TE, Zhou ES 
(2022) The impact of narcolepsy on social relationships in young 
adults. J Clin Sleep Med 18(12):2751–2761. https://​doi.​org/​10.​
5664/​jcsm.​10212

	17.	 Franceschini Ch, Fante Ch, Folli CM, Filosa M, Pizza F, Antelmi 
E, Ingravallo F, Plazzi G (2020) Giving a voice to cataplectic 
experience: recollections from patients with narcolepsy type 1. 
J Clin Sleep Med 16(4):597–603. https://​doi.​org/​10.​5664/​jcsm.​
8286

	18.	 Tadrous R, O’Rourke D, Murphy N, Quinn G, Qiunn C, Slattery 
L, Broderick J (2024) Exploring exercise, physical wellbeing 
and the role of physiotherapy: perspectives from people with 
narcolepsy. J Sleep Res 33(2):e14007. https://​doi.​org/​10.​1111/​
jsr.​14007

	19.	 Johns MW (1991) A new method for measuring daytime sleepi-
ness: the epworth sleepiness scale. Am Sleep Dis Assoc Sleep Res 
Soc 14(6):540–545. https://​doi.​org/​10.​1093/​sleep/​14.6.​540

	20.	 Dauvilliers Y, Beziat S, Pesenti C, Lopez R, Barateau L, Carlander 
B ,…, Jaussent I (2017) Measurement of narcolepsy symptoms: 
the narcolepsy severity scale. Neurology 88(14):1358-1365. 
https://​doi.​org/​10.​1212/​WNL.​00000​00000​003787

https://doi.org/10.1007/s11325-025-03259-6
http://creativecommons.org/licenses/by/4.0/
https://doi.org/10.1111/jsr.13383
https://doi.org/10.1111/jsr.13383
https://doi.org/10.1378/chest.14-0970
https://doi.org/10.1097/nmd.0000000000000918
https://doi.org/10.1016/j.sleepx.2023.100095
https://doi.org/10.1016/j.sleepx.2023.100095
https://doi.org/10.2147/nss.s359980
https://doi.org/10.2147/nss.s359980
https://doi.org/10.1111/jsr.14087
https://doi.org/10.1016/j.sleep.2006.10.010
https://doi.org/10.1016/j.sleep.2012.06.006
https://doi.org/10.1016/j.sleep.2012.06.006
https://doi.org/10.1016/j.sleep.2020.02.013
https://doi.org/10.1016/j.sleep.2020.02.013
https://doi.org/10.3810/pgm.2014.01.2727
https://doi.org/10.3810/pgm.2014.01.2727
https://doi.org/10.7326/M18-0850
https://doi.org/10.7326/M18-0850
https://doi.org/10.4300/jgme-d-22-00621.1
https://doi.org/10.4300/jgme-d-22-00621.1
https://doi.org/10.1212/WNL.0000000000010737
https://doi.org/10.3389/fpsyt.2022.956037
https://doi.org/10.3389/fpsyt.2022.956037
https://doi.org/10.1080/15402002.2020.1715411
https://doi.org/10.1080/15402002.2020.1715411
https://doi.org/10.5664/jcsm.10212
https://doi.org/10.5664/jcsm.10212
https://doi.org/10.5664/jcsm.8286
https://doi.org/10.5664/jcsm.8286
https://doi.org/10.1111/jsr.14007
https://doi.org/10.1111/jsr.14007
https://doi.org/10.1093/sleep/14.6.540
https://doi.org/10.1212/WNL.0000000000003787


	 Sleep and Breathing (2025) 29:9393  Page 18 of 19

	21.	 Bastien CH, Vallières A, Morin ChM (2001) Validation of the 
insomnia severity index as an outcome measure for insomnia 
research. Sleep Med 2(4):297–307. https://​doi.​org/​10.​1016/​
S1389-​9457(00)​00065-4

	22.	 Ware J, Sherbourne CD (1992) The MOS 36-item short-form 
health survey (SF-36) 1. Conceptual framework and item selec-
tion. Medical Care 30(6):473–483. https://​doi.​org/​10.​1097/​00005​
650-​19920​6000-​00002

	23.	 Group, T.E (1990) EuroQol-a new facility for the measurement of 
health-related quality of life. Health Policy 16(3):199–208. https://​
doi.​org/​10.​1016/​0168-​8510(90)​90421-9

	24.	 Lai J-S, Cella D, Choi S ,…, Stone A (2011) How item banks and 
their application can influence measurement practice in rehabilita-
tion medicine: a PROMIS fatigue item bank example. Arch Phys 
Med Rehabil 92(10):20-27. https://​doi.​org/​10.​1016/j.​apmr.​2010.​
08.​033

	25.	 Beck AT, Steer RA, Brown G (1996) Beck depression inventory–
II. Psychol Assess. https://​doi.​org/​10.​1037/​t00742-​000

	26.	 Zigmond AS, Snaith RP (1983) The hospital anxiety and depres-
sion scale. Acta Psychiatr Scand 67(6):361–370. https://​doi.​org/​
10.​1111/j.​1600-​0447.​1983.​tb097​16.x

	27.	 Kapella MC, Berger BE, Vern BA, Vispute S, Prasad B, Carley 
DW (2015) Health-related stigma as a determinant of functioning 
in young adults with narcolepsy. PloS One 10(4):1–12. https://​doi.​
org/​10.​1371/​journ​al.​pone.​01224​78

	28.	 Song ML, Kim KT, Motamedi GK, Cho YW (2019) The influen-
tial factor of narcolepsy on quality of life: compared to obstructive 
sleep apnea with somnolence or insomnia. Sleep Biol Thythms 
17:447–454. https://​doi.​org/​10.​1007/​s41105-​019-​00237-w

	29.	 Cambron-Mellott MJ, Mettam S, Li WV, Rowland JC, Castro JPC 
(2022) Examining the impact of excessive daytime sleepiness on 
utility scores in patients with obstructive sleep apnoea and/or nar-
colepsy in five European countries. BMC Neurology 22(317):1–9. 
https://​doi.​org/​10.​1111/​jsr.​14007

	30.	 Wasling HB, Bronstein A, Wasling P (2020) Quality of life and 
procrastination in post-H1N1 narcolepsy, sporadic narcolepsy and 
idiopathic hypersomnia, a Swedish cross-sectional study. Sleep 
Med 76:104–112. https://​doi.​org/​10.​1016/j.​sleep.​2020.​10.​014

	31.	 Kovalská P, Kemlink D, Nevšímalová S, Horvat EM, Jarolímová 
E, Topinková E, Šonka K (2016) Narcolepsy with cataplexy in 
patients aged over 60 years: a case-control study. Sleep Med 
26:79–84. https://​doi.​org/​10.​1016/j.​sleep.​2016.​05.​011

	32.	 D’Alterio A, Menchetti M, Zenesini C, Rossetti A, Vignatelli L, 
Franceschini Ch, Varallo G, Pizza F, Plazzi G, Ingravallo F (2023) 
J Clin Sleep Med 19(4):719–726. https://​doi.​org/​10.​5664/​jcsm.​
10418

	33.	 Barateau L, Lopez R, Chenini S, Rassu A-L, Mouhli L, Dhalluin 
C, Jaussent I, Dauvilliers Y (2022) Linking clinical complaints 
and objective measures of disrupted nighttime sleep in narco-
lepsy type 1. Sleep 45(6):1–13. https://​doi.​org/​10.​1093/​sleep/​
zsac0​54

	34.	 Li Ch, Xie L, Shang S, Dong X, Zhang J, Gao Y, Han F (2023) 
The impact of symptom severity on health-related quality of life 
in people with narcolepsy type 1. Behav Sleep Med 21(1):13–21. 
https://​doi.​org/​10.​1080/​15402​002.​2022.​20258​05

	35.	 Varallo G, Musetti A, D’Anselmo A, Gori A, Guisti EM, Pizza F, 
Castelnuovo G, Plazzi G, Franceschini Ch (2022) Exploring addic-
tive online behaviors in patients with narcolepsy type 1. Healthcare 
10(11):1–13. https://​doi.​org/​10.​3390/​healt​hcare​10112​169

	36.	 Cremaschi RC, Hirotsu C, Tufik S, Coelho FM (2023) Health-
related quality of life in patients with narcolepsy types 1 and 
2 from a Sleep Center in Brazil. Arq de Neuro-Psiquiatria 
78(8):488–493. https://​doi.​org/​10.​1590/​0004-​282X2​02000​32

	37.	 Varallo G, Franceschini Ch, Rapelli G, Zenesini C, Baldini V, 
Baccari F, Antelmi E, Pizza F, Vignatelli L, Biscarini F, Ingrav-
allo F, Plazzi G (2024) Navigating narcolepsy: exploring coping 

strategies and their associations with quality of life in patients 
with narcolepsy type 1. Sci Rep 14(1):11837. https://​doi.​org/​10.​
1038/​s41598-​024-​62698-5

	38	 Ruoff ChM, Reaven NL, Funk SE, McGaughey KJ, Ohayon MM, 
Guilleminault Ch, Black J (2017) High rates of psychiatric comor-
bidity in narcolepsy. Findings from the burden of narcolepsy dis-
ease (BOND) study of 9,312 patients in the United States. J Clin 
Psychiatry 78(2):171–176. https://​doi.​org/​10.​4088/​jcp.​15m10​262

	39.	 Kamada Y, Imanishi A, Chiu S-W, Yamaguchi T (2024) Burden 
of narcolepsy in Japan: a health claims database study evaluating 
direct medical costs and comorbidities. Sleep Med 114:119–127. 
https://​doi.​org/​10.​1016/j.​sleep.​2023.​12.​020

	40.	 Zimet GD, Dahlem NW, Zimet SG, Farley GK (1988) The mul-
tidimensional scale of percieved social support. J Pers Assess 
52(1):30–41. https://​doi.​org/​10.​1207/​s1532​7752j​pa5201_2

	41.	 Spiebelger CD, Gonzalez-Reigosa F, Martinez-Urrutia A, Nata-
licio LF, Natalicio DS (1971) The state-trait anxiety inventory. 
Revisita Interamericana de Psicologia/Interamerican journal of 
psychology 5(3 & 4):145–158. https://​doi.​org/​10.​30849/​rip/​ijp.​
v5i3%​20&%​204.​620

	42.	 Greenberg SA (2012) The Geriatric Depression Scale (GDS). Best 
Practices in Nursing Care to Old Adults 4(1):1–2

	43.	 Pontes HM, Griffiths MD (2015) Measuring DSM-5 internet gam-
ing disorder: Development and validation of a short psychomet-
ric scale. Comput Human Behav 45:137–143. https://​doi.​org/​10.​
1016/j.​chb.​2014.​12.​006

	44.	 Meerkerk G-J, Van Den Eijinden RJJM, Vermulst AA, Garretsen 
HFL (2009) The compulsive internet use scale (CIUS): some psy-
chometric properties. Cyberpsychol Behav Soc Netw 12(1):1–6. 
https://​doi.​org/​10.​1089/​cpb.​2008.​0181

	45.	 Bányai F, Zsila Á, Király O, Maraz A, Elekes Z, Grifiths MD, 
Andreassen CS, Demetrovics Z (2017) Problematic social media 
use: results from a large-scale nationally representative adolescent 
sample. PloS One 12(1):e0169839. https://​doi.​org/​10.​1371/​journ​
al.​pone.​01698​39

	46.	 Gratz KL, Roemer L (2004) Multidimensional assessment of 
emotion regulation and dysregulation: development, factor struc-
ture, and initial validation of the difficulties in emotion regulation 
scale. J Psychopathol Behav Assess 26:41–54. https://​doi.​org/​10.​
1023/B:​JOBA.​00000​07455.​08539.​94

	47.	 Lovibond S, Lovibond P (1996) Manual for the depression anxiety 
stress scale. Psychology Foundation of Australia

	48.	 Kroenke K, Spitzer RL, Williams JBW (2001) The PHQ-9. J Gen 
Intern Med 16:606–613. https://​doi.​org/​10.​1046/j.​1525-​1497.​
2001.​01600​9606.x

	49.	 Sheehan DV, Lecrubier Y, Sheehan KH, Amorim P, Janavs J, 
Weiller E ,..., Dunbar GC (1998) The mini-international neu-
ropsychiatric interview (MINI): the development and validation 
of a structured diagnostic psychiatric interview for DSM-IV and 
ICD-10. J Clin Psychiatry 52(20): 22-33

	50.	 Visser M, Marinus J, Stiggelbout AM, Van Hilten JJ (2004) 
Assessment of autonomic dysfunction in Parkinson’s disease: the 
SCOPA-AUT. Mov Disord: Off J Mov Dis Soc 19(11):1306–1312. 
https://​doi.​org/​10.​1002/​mds.​20153

	51.	 Mioshi E, Dawson K, Mitchell J, Arnold R, Hodges JR (2006) The 
Addenbrooks cognitive examination revised (ACE-R): a brief cog-
nitive test battery for dementia screening. Int J Geriatr Psychiatry 
21(11):1078–1085. https://​doi.​org/​10.​1002/​gps.​1610

	52.	 Guralnik JM, Simonsick EM, Ferrucci L, Glynn RJ, Berkman 
LF, Blazer DG, Scherr PA, Wallace RB (1994) A short physical 
performance battery assessing lower extremity function: associa-
tion with self-reported disability and prediction of mortality and 
nursing home admission. J Gerontol 49(2):85–94. https://​doi.​org/​
10.​1093/​geronj/​49.2.​M85

	53.	 Buysse DJ, Reynolds ChF, Monk TH, Berman SR, Kupfer DJ 
(1988) The Pittsburgh sleep quality index: a new instrument for 

https://doi.org/10.1016/S1389-9457(00)00065-4
https://doi.org/10.1016/S1389-9457(00)00065-4
https://doi.org/10.1097/00005650-199206000-00002
https://doi.org/10.1097/00005650-199206000-00002
https://doi.org/10.1016/0168-8510(90)90421-9
https://doi.org/10.1016/0168-8510(90)90421-9
https://doi.org/10.1016/j.apmr.2010.08.033
https://doi.org/10.1016/j.apmr.2010.08.033
https://doi.org/10.1037/t00742-000
https://doi.org/10.1111/j.1600-0447.1983.tb09716.x
https://doi.org/10.1111/j.1600-0447.1983.tb09716.x
https://doi.org/10.1371/journal.pone.0122478
https://doi.org/10.1371/journal.pone.0122478
https://doi.org/10.1007/s41105-019-00237-w
https://doi.org/10.1111/jsr.14007
https://doi.org/10.1016/j.sleep.2020.10.014
https://doi.org/10.1016/j.sleep.2016.05.011
https://doi.org/10.5664/jcsm.10418
https://doi.org/10.5664/jcsm.10418
https://doi.org/10.1093/sleep/zsac054
https://doi.org/10.1093/sleep/zsac054
https://doi.org/10.1080/15402002.2022.2025805
https://doi.org/10.3390/healthcare10112169
https://doi.org/10.1590/0004-282X20200032
https://doi.org/10.1038/s41598-024-62698-5
https://doi.org/10.1038/s41598-024-62698-5
https://doi.org/10.4088/jcp.15m10262
https://doi.org/10.1016/j.sleep.2023.12.020
https://doi.org/10.1207/s15327752jpa5201_2
https://doi.org/10.30849/rip/ijp.v5i3%20&%204.620
https://doi.org/10.30849/rip/ijp.v5i3%20&%204.620
https://doi.org/10.1016/j.chb.2014.12.006
https://doi.org/10.1016/j.chb.2014.12.006
https://doi.org/10.1089/cpb.2008.0181
https://doi.org/10.1371/journal.pone.0169839
https://doi.org/10.1371/journal.pone.0169839
https://doi.org/10.1023/B:JOBA.0000007455.08539.94
https://doi.org/10.1023/B:JOBA.0000007455.08539.94
https://doi.org/10.1046/j.1525-1497.2001.016009606.x
https://doi.org/10.1046/j.1525-1497.2001.016009606.x
https://doi.org/10.1002/mds.20153
https://doi.org/10.1002/gps.1610
https://doi.org/10.1093/geronj/49.2.M85
https://doi.org/10.1093/geronj/49.2.M85


Sleep and Breathing (2025) 29:93	 Page 19 of 19  93

psychiatric practice and research. Psychiatry Res 28:193–213. 
https://​doi.​org/​10.​1016/​0165-​1781(89)​90047-4

	54.	 Weaver TE, Laizner AM, Evans LK, Maislin G, Chugh DK, Lyin 
K, Smith PL, Schwartz AR, Redline S, Pack AI, Dinges DF (1997) 
An instrument to measure functional status outcomes for disorders 
of excessive sleepiness. Sleep 20(10): 835-843

	55.	 Fife BL, Wright ER (2000) The dimensionality of stigma: a compari-
son of its impact on the self of persons with HIV/AIDS and cancer. 
J Health Soc Behav 50-67. https://​doi.​org/​10.​2307/​26763​60

	56.	 Berger BE, Ferrans CE, Lashley FR (2001) Measuring stigma in 
people with HIV: psychometric assessment of the HIV stigma 
scale. Res Nurs Health 24(6):518–529. https://​doi.​org/​10.​1002/​
nur.​10011

	57.	 Carver CS, Cheiner MF, Weintraub JK (1989) Assessing cop-
ing strategies: a theoretically based approach. J Pers Soc Psychol 
56(2):267–283

	58.	 Reilly MC, Zbrozek AS, Dukes EM (1993) The validity and repro-
ductibility of a work productivity and actvitiy impairment instru-
ment. PharmacoEconomics 4(5): 353-365.https://​doi.​org/​10.​2165/​
00019​053-​19930​4050-​00006

	59.	 Girtler N, Casari EF, Brugnolo A, Cutolo M, Dessi B, Guasco S, 
Olmi C, De Carli F (2010) Italian validation of the Wagnild and 
Young Resilience Scale: a perspective to rheumatic diseases. Clin 
Exp Rheumatol 28(5):669–678

	60.	 Anic-Labat C, Quilleminault C, Kraemer H, Meehan J, Arrigoni 
J, Mignot E (1999) Validation of a cataplexy questionnaire in 
983 sleep-disorders patients. Sleep 22(1):77–87. https://​doi.​org/​
10.​1093/​sleep/​22.1.​77

	61	 Krupp LB, LaRocca NG, Muir-Nash J, Alfred D, Steinberg MD 
(1989) The fatigue severity scale application to patients with mut-
liple sclerosis and systemic lupus erythematosus. Arch Neurol 
46(10):1121–1123. https://​doi.​org/​10.​1001/​archn​eur.​1989.​00520​
46011​5022

	62.	 Steel P (2010) Arousal, avoidant and decisional procrastinators: 
do they exist? Pers Individ Dif 48(8):926–934. https://​doi.​org/​10.​
1016/j.​paid.​2010.​02.​025

	63.	 Svartdal F, Steel P (2017) Irrational delay revisited: examining 
five procrastination scales in a global sample. Front Psychol 
8:1927. https://​doi.​org/​10.​3389/​fpsyg.​2017.​01927

	64.	 Thorpy MJ, Krieger AC (2014) Delayed diagnosis of narcolepsy: 
characterization and impact. Sleep Med 15:502–507. https://​doi.​
org/​10.​1016/j.​sleep.​2014.​01.​015

	65.	 Braun V, Clarke V (2006) Using thematic analysis in psychology. 
Qual Res Psychol 3(2):77–101. https://​doi.​org/​10.​1191/​14780​
88706​qp063​oa

	66.	 Schokman A, Cheung J, Milton A, Naehrig D, Thornton N, Bin 
YS, Kairaitis K, Glozier N (2024) Making sense of narcolepsy: a 
qualitative exploration of how persons with narcolepsy percieve 
symptoms and their illness experience. Sleep Med 116:62–70. 
https://​doi.​org/​10.​1016/j.​sleep.​2024.​02.​026

	67.	 Bryson B, Bogart K, Atwood M, Fraser K, Locke T, Pugh K, Zer-
rouk M (2021) Navigating the unknown: a content anylsis of the 
unique challenges faced by adults with rare diseases. J Health Psy-
chol 26(5):623–635. https://​doi.​org/​10.​1177/​13591​05319​828150

	68.	 Zhang M, Inocente CO, Villanueva C, Lecendreux M, Dauvilliers 
Y, Lin J-S, Arnulf I, Gustin M-P, Thieux M, Franco P (2020) Nar-
colepsy with cataplexy: Does age at diagnosis change the clinical 
picture? CNS Neurosci Ther 26(10):1092–1102. https://​doi.​org/​
10.​1111/​cns.​13438

	69.	 Barateau L, Lopez R, Dauvilliers Y (2016) Management of nar-
colepsy. Curr Treat Options Narcolepsy 18(10):18–43. https://​doi.​
org/​10.​1007/​s11940-​016-​0429-y

	70.	 Bassetti CLA, Kallweit U, Vignatelli L, Plazzi G ,..., Lammers GJ 
(2021) European guideline and expert statements on the manage-
ment of narcolepsy in adults and children. Eur J Neurol 28(9): 
2815-2830. https://​doi.​org/​10.​1111/​ene.​14888

	71.	 Hsieh HF, Shannon SE (2005) Three approaches to qualitative 
content analysis. Qual Health Res 15(9):1277–1288. https://​doi.​
org/​10.​1177/​10497​32305​276687

Publisher's Note  Springer Nature remains neutral with regard to 
jurisdictional claims in published maps and institutional affiliations.

https://doi.org/10.1016/0165-1781(89)90047-4
https://doi.org/10.2307/2676360
https://doi.org/10.1002/nur.10011
https://doi.org/10.1002/nur.10011
https://doi.org/10.2165/00019053-199304050-00006
https://doi.org/10.2165/00019053-199304050-00006
https://doi.org/10.1093/sleep/22.1.77
https://doi.org/10.1093/sleep/22.1.77
https://doi.org/10.1001/archneur.1989.00520460115022
https://doi.org/10.1001/archneur.1989.00520460115022
https://doi.org/10.1016/j.paid.2010.02.025
https://doi.org/10.1016/j.paid.2010.02.025
https://doi.org/10.3389/fpsyg.2017.01927
https://doi.org/10.1016/j.sleep.2014.01.015
https://doi.org/10.1016/j.sleep.2014.01.015
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1191/1478088706qp063oa
https://doi.org/10.1016/j.sleep.2024.02.026
https://doi.org/10.1177/1359105319828150
https://doi.org/10.1111/cns.13438
https://doi.org/10.1111/cns.13438
https://doi.org/10.1007/s11940-016-0429-y
https://doi.org/10.1007/s11940-016-0429-y
https://doi.org/10.1111/ene.14888
https://doi.org/10.1177/1049732305276687
https://doi.org/10.1177/1049732305276687

	What is it like to live with narcolepsy? A scoping review
	Abstract
	Background 
	Methods 
	Results 
	Conclusion 

	Introduction
	Methods
	Research strategy
	Step 1: identifying the research question
	Step 2: identifying relevant studies
	Step 3: eligibility criteria
	Step 4: charting the data
	Step 5: collacting, summarizing and reporting the results
	Step 6: consulting stakeholders

	Results
	When and where were findings about narcolepsy patients’ quality of life published?
	What research questions were explored in published studies?
	What sample and recruitment methods authors used in their studies?
	What design, concepts and measures authors used in their studies?
	What is it like to live with narcolepsy based on published studies?
	Symptom severity and QoL in narcolepsy
	Impact of NS on relationships and mental health
	The effect of treatment on narcolepsy symptoms and HRQoL
	Gaps in the body of knowledge, or what do we need to explore?
	Somatic and mental comorbidities with a focus on knowledge
	Psychosocial aspects and adherence to treatment
	Sample and recruitment strategies
	Lack of qualitative studies

	Discussion
	Strengths and limitations
	Conclusion
	Appendix
	Search strategy for PubMed

	References


