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Background Objective Methods

« Excessive daytime sleepiness (EDS), a cardinal symptom of and diagnostic To evaluate whether self- Retrospective, cross-sectional data from the 2023 US National Health and Wellness Survey
criterion for narcolepsy,' 2 is often used as an endpoint in clinical trials reported severity of (NHWS) was used to identify individuals with narcolepsy

« Health-related quality of life (HRQoL): RAND-36 mental and physical health
composites (range: 0 to 100), EQ-5D index (range: O to 1.0), EQ visual analog scale
(VAS) (range: O to 100); higher scores indicate better HRQoL

narcolepsy include cataplexy (in the case of Type 1 narcolepsy), sleep- ?i?sure C:J' EtDS V\]iar:]i a o - Experienced narcolepsy in the past 12 months . ;Vzgliepr%iggﬁi\rgteyn?nd activity impairment (WPAI): higher scores are indicative of
related hallucinations, sleep paralysis, and disrupted/disturbed nighttime etter predictor ot health- r ri Ir

sleep? related outcomes among MRS _ _ » Healthcare resource use (HCRU): number of office-based visits, ER visits, and
Therefore, EDS severity alone may not represent a holistic assessment of individuals with narcolepsy > SRR SOVEIY ©f MEIEel SEE (it MeeHEs, S2var) hospitalizations in past 6 months

patients’ perceptions of the severity of their narcolepsy in the United States (US) » EDS severity: Epworth Sleepiness Scale (ESS), range: O to 24; scores of 11 or higher = » Total direct medical costs

excessive daytime sleepiness (11-12 = mild EDS, 13-15 = moderate EDS, 16-24 = severe EDS)?

 Depression (Patient Health Questionnaire-9 [PHQ-9], range: 0 to 27) and Anxiety (7-item
Generalized Anxiety Disorder Assessment [GAD-7], range: O to 21); higher scores indicate
greater severity

Generalized linear models were used to examine association of self-reported severity and

As such, EDS may not be a reliable indicator of improvement in health
ESS scores with health-related outcomes, with statistical significance set at p < 0.05

outcomes among the narcolepsy population

* A total of 209 respondents with narcolepsy were included in analyses » Mean (SD) ESS score was 13.8 (6.1)
* Depression and anxiety severity are highest among those who rated the * HRQoL was poorest among respondents who rated the severity of their
Demographic characteristics Health and clinical characteristics . .
severity of their narcolepsy as severe narcolepsy as severe
Age, mean (SD) 4377 (16.3) CCl score, mean (SD) 1.87 (3.58)
Sex at birth, female, n (%) 112 (53.6) Days exercising, past month, mean (SD) 6.89 (8.18) _ . . _ N . o
Race/ethnicity, n (%) BMI, mean (SD) 29.5 (8.5) Depression and anxiety severity by self-reported severity of condition HRQoL by self-reported severity of condition
80
White (Non-Hispanic) 16 (55.5) Overweight or obese (BMI 225 kg/m?), n (%) 150 (62.2) 67.0 6.0
Black (Non-Hispanic) 45 (21.5) Current or former smoker, n (%) 97 (46.4) 27 1 21 1 70 (17.9) £1 5 (23.9)
Hispanic 31(14.8) Self-reported severity of narcolepsy, n (%) 24 > 18 60 PRy (523_'22) (52292)
Another race or origin 17 (81) Mild 96 (459) o0 E > (21.6) . 6'
T : S ' & 15 g 50 <
Married/living with a partner, n (%) 95 (45.5) Moderate 76 (36.4) ) 18 " 5 ) e &; % %‘D
University degree or higher, n (%) 85 (40.7) Severe 37 (17.7) 5 15 12.7 (8.4) g 5 12 o (6.4) g A 40 (31111; o (31?;3 o =
Employed, n (%) 13 (54.1) EDS category, n (%) S 1 %795)7 v i e . 2336) (6.2) g = 20 — 2(98,.6)2 - (21§67) é
Household income = $100K, n (%) 45 (21.5) No EDS (ESS score 0-10) 63 (30.) = ; :g) = 5
Commercially insured, n (%) 88 (421) Mild EDS (ESS score 11-12) 19 (91) § 6 S 20
Insured by Medicaid or Medicare, n (%) 83 (39.7) Moderate EDS (ESS score 13-15) 37 (17.7) : . 10
Not insured, n (%) 20 (9.6) Severe EDS (ESS score 16-24) 90 (43.) ’
0 0 0
Abbreviations: BMI, body mass index; CCl, Charleson comorbidity index; SD, standard deviation PHQ-9 GAD-7 RAND-36 GHC RAND-36 MHC EQ-5D index* EQ VAS
Mild ® Moderate M Severe Mild m Moderate M Severe Mild = Moderate M Severe
Self-reported severity of narcolepsy was a significant predictor of depression severity, anxiety severity, worse HRQoL, including poorer global health and mental health (RAND-
T _ _ - : N3 - " Footnote: Standard deviations are shown in parentheses. Footnote: *Converted to 0-100 score. Standard deviations are shown in parentheses.
36 GHC and MHC SCOFES), health state utilities (EQ oD SCOFES), and self-rated health (EQ VAS SCOFES), and absentEEIsm’ prESEht€€]sm’ and overall work prOdUCt]V]ty lmpa]rment Abbreviations: GAD-7, 7-item Generalized Anxiety Disorder Assessment; PHQ-9, 9-item Patient Health Questionnaire Abbreviations: GHC, global health composite; HRQoL, health-related quality of life; MHC, mental health composite;
. e T : : VAS, visual anal |
 ESS score was not statistically significantly associated with any of these measures ( VISHATANAo8 Scal
ESS score was a significant predictor of number of office-based visits and number of hospitalizations in the past 6 months as well as total direct medical costs
» Self-reported severity of narcolepsy was not statistically significantly associated with these measures e Work productivity impairment was higher for those who rated the severity of * Greater excessive daytime sleepiness (as measured by ESS score) was associated
Self-Reported Severity ESS score their narcolepsy as moderate or severe with more office-based physician visits, but fewer hospitalizations and lower
Test statistic DF P Test statistic DF P direct medical costs
PHQ-9 score 550 2 0.032 285 1 0.095 Work impairment by self-reported severity of condition
GAD-7 score 3.30 2 0.039 0.19 1 0.660 .
RAND-36 GHC score 472 2 0.010 0.49 1 0.483 | N 1.03
5 63.8 4 Number of office-based visits, past 6 months ——
RAND-36 MHC score 4.80 2 0.009 0.56 1 0.453 o3
RAND-36 PHC score 2.26 2 0.107 ONY 1 0.736 60 (52579) 0.
EQ-5D Index score 6.27 2 0.002 0.00 1 0.944 c s (31.1) =
EQ VAS score 418 2 0.017 156 1 0.213 EO (287 E - 0.91
Ab teei % 6.08 1 0.015 0.63 1 0.428 S i Number of hospitalizations, past 6 months ' @
senteeism (%) : . : : _Eo 40 e ugn
Presenteeism (%) 4.28 1 0.039 0.01 1 0.941 = . (25.8) £
Work Productivity Impairment (%) 499 1 0.028 0.07 1 0.794 = 18.8 %
24.1
Activity Impairment (%) 150 2 0.226 1.04 : 0.309 20 - = N oy
nnualized total direct mediCcal COStS
# of office-based visits, past 6 months 0.70 2 0.705 513 1 0.024 10
# of ER visits, past 6 months 0.12 2 0.944 0.21 1 0.644 ;
# of hospitalizations, past 6 months 5.42 2 0.067 8.99 1 0.003 Absenteeism Presenteeism Overall Work Impairment 080 085 090 095 1.00 105 110 115  1.20
Total direct medical costs 5.80 2 0.055 8.07 1 0.005 Mild m Moderate/Severe Rate Ratio (per 1-point increase in ESS score)
Footnote: Chi-square is reported for HCRU and direct costs; F value is reported for all other outcomes
Abbreviations: DF, degrees of freedom; ER, emergency room; GAD-7, 7-item Generalized Anxiety Disorder Assessment; GHC, global health composite; HCP, healthcare provider; HCRU, healthcare resource use; MHC, mental health composite; PHC, physical health composite; PHQ-9, 9-item Patient Health Footnote: standard deviations are shown in parentheses. Abbreviations: ESS, Epworth Sleepiness Scale
Questionnaire; VAS, visual analog scale
In the present study, greater self-reported severity of condition was associated with greater depression and anxiety symptoms, poorer HRQoL, 1. Khan Z, Trotti LM. Central Disorders of Hypersomnolence: Focus on the Narcolepsies and Idiopathic Hypersomnia. Chest. 2015;148(1):262-273.
and greater work impairment doi:10.1378/chest.14-1304
That greater daytime sleepiness was associated with fewer hospitalizations and lower direct medical costs warrants further investigation and may 2. American Academy of Sleep Medicine. Central disorders of hypersomnolence. In: The International Classification of Sleep Disorders — Third Edition, Text Revision

(ICSD-3-TR). Darien, IL: American Academy of Sleep Medicine; 2023.
3. Johns MW. Sleep. 1991;14(6):540-545. doi:10.1093/sleep/14.6.540.

undermine the utility of ESS score as a measure of burden

These findings highlight the value of incorporating a more holistic understanding of patients’ burden and cautions against relying only on
measures that capture severity of just one symptom of a condition

PCR236




	Examining The Association Of Self-Reported Condition Severity And Excessive Daytime Sleepiness Severity With Health-Related Outcomes Among Individuals With Narcolepsy In The United States

