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Introduction Results

Idiopathic hypersomnia is a debilitating neurologic sleep disorder
characterized by chronic excessive daytime sleepiness (EDS).' In addition

t0 EDS, symptoms may include severe sleen inertia (prolonged difficulty Table 1. Demographics and Participant Characteristics Figure 1. Participants Reported High Levels of Sleepiness and Other Idiopathic Hypersomnia Symptoms on the (A) ESS and (B) IHSS, and Even Higher Levels Were Reported by Figure 2. Participants Reported Impairments in Daily Functioning, Which
waking with frequent reentries into sleep, confusion, and irritability), as Participants Participants All Participants With LST Were Greater in Those With LST
well as cognitive impairment, long and unrefreshing naps, and prolonged Characteristic With LST Without LST Participants A ESS B HSS F0SQ-10
— iy -
nighttime sleep (n=37) (n=38) (N=73) o 24 - o 50 - . Previously reported normal control
* |imited information is available on the burden of symptoms in patients with Age, years, mean (SD) 33.7 (10.7) 34.4 (10.9) 34.1 (10.7) % % 45 - 3 value: mean, 17.8 (SD=3.1)"
i - - - - - I 20 - & 3
idiopathic hyperlsomma, and pgrtlcularly how the experience may d|ffer Female, n (%) 27 (73.0) 34 (89.5) 61 (81.3) 2 o 2 . 40- Ut bet &
among those with long sleep time (LST; characterized as >11 hours in a _ o _ — . . S 5 16 S g 35 UtO t% \{\g?e“ " 5 %
24-hour period in the International Classification of Sleep Disorders, Time since idiopathic hypersomnia diagnosis, years, n (%) ﬁ Joper limi S . E;‘pr:rzsmr']i;’pa c 3 S
3rd Edition [ICSD-3])’ <2 5 (13.9) 7(18.4) 12(16.0) é @R 124 of normal® g § o5 | and controls® g
— The ICSD-2 previously recognized a separate subtype of patients 24 20 (54.1) 14 (36.8) 34 (45.9) 7 ] f """"""""""""""""""""""" B - o uc';
with idiopathic hypersomnia who sleep >10 hours at night, but this 5-9 8 (21.6) 10 (26.3) 18 (24.0) = 2 S o 10-
distlinotion was Ilater rempved in th?lCSD-S, where criteria included >10 4 (10.8) 7 (18.4) 11 (14.7) v 4- = E
patients both with and without LST" Patient-reported sleep duration, mean (SD) Participan3t;'. With LST Participantz ;Nithout LST Participa:;t: With LST Participantz ;Nithout LST =
. . N= N=
° NO treatment HELE US,FOOd andl Drug Administration (FD'A,‘) approved for Approximate hours of sleep in a typical 24-hour period 14.3 (2.7) 8.9 (1.1) 11.6 (3.4) Mean (SD)= 154 : Mean (SD)= 8.2 (7.1 299 (7.0
idiopathic hypersomnia at the time of the study; low-sodium oxybate | | o ean (SD)= 5.4 (3.8) 3.6 (3.0) ean (SD)= 2(7.1) 2(7.0) Particinants With LST Particinants Without LST
received FDA approval for adults with idiopathic hypersomnia in Approximate hours of sleep in a typical night 9.8(1.7) 8.0 (0.8) 8.9 (1.6) Median (Q1, 03)= 15.0 (13, 18) 14.0 (11, 15) Median (Q1, 03)= 40.5 (33, 44) 33.0 (27, 37) i ar '3'93“3;‘ ' articipan 24 Ithou
August 202158 Approximate hours of sleep in a typical day 4.5 (2.9) 0.9 (1.0 2.7 (2.8) Min, max= 7,22 9, 21 Min, max= 22, 48 18, 43 ¥ (SDr;_ 9.6 (2.3 119 2.8)
edn = : : : :
e [he Reg| V\/O[|d 1diopathic Hypergomnia Outcomgs Study (AR|SE) evaluated Taking off-label medications for idiopathic hypersomnia, n (%) 36 (97.3) 31 (81 .6) 87 (89.3) The bottom anq top edges of the box indigate Q1 and QS,lthe line inside thelbox is the median, and the marker inside the box is the mean. The whiskers extending from the box indicate the minimum and maximum values. Median (Q1, Q3)= 9.8 (8.0, 11.5) 12.2 (9.0, 13.8)
the impact of idiopathic hypersomnia on patients’ lives and patient LT, long sleep time; SD, standard deviation. ando 01 Possibls =5 S00reS 8 B2 THaner S00fes INAloate greater sieepiness Min. max 513 7 17
PESS scores of >10 suggest pathologic sleepiness.® , = ; ;
- - - ‘Range of possible IHSS is 0-50; high indicate great t ty. o e 0 - - nsi -
DR EEGLES ECENCING IS GUT et ieeimer e Seventy-five participants enrolled with a mean (SD) age of 34.1 (10.7) years; most were female and most were taking AHSS scores of 222 a6 2 cutoff separating untreated patients with Idopathic hypersomnia rom controls. The bottom and top edges of the box indicate U1 and 3, the line inside the box is the median, and the marker inside the box is the mean.

The whiskers extending from the box indicate the minimum and maximum values.

ESS, Epworth Sleepiness Scale; IHSS, Idiopathic Hypersomnia Severity Scale; LST, long sleep time; Q1, first quartile; Q3, third quartile; SD, standard deviation. ‘Range of possible FOSQ-10 scores is 5-20; lower scores indicate worse impairment.

medications for idiopathic hypersomnia
Ob. t. L : . C L , . , . , o , o . FOSQ-10, Functional Outcomes of Sleep Questionnaire, short version; LST, long sleep time; Q1, first quartile; Q3, third quartile;
jeC IVG e More participants with LST reported taking off-label medications than those without LST e ESS scores >10 were reported by 89.2% of participants with LST and 86.8% of participants without LST e |HSS scores =22 were reported by 100% of participants with LST and 91.9% of participants without LST SD, standard deviation.

e o assess symptoms, functioning, quality of life, and treatment satisfaction
In ARISE participants with idiopathic hypersomnia with or without LST

Figure 3. Participants Reported (A) a Low Ability to Participate in Social Roles and Activities and (B) a High Perception of Stigma; Participants With LST Reported Greater Impairment Figure 4. Participants, Especially Those With LST, Often Reported (A) Severe Cognitive Complaints and (B) Moderate to Severe Depressive Symptoms
Meth()ds in These Domains A B
o - | BC-CCH PHO-9
e Fligible ARISE participants included adults 21-65 years of age with A _ B _ 100%- m Severe Cognitive 100%7 m Severe (>20)
idiopathic hypersomnia with or without LST (=11 hours of sleep in a @ 65 - Neuro-QoL Social Roles General population @ 75 - Neuro-QoL Stlgma [ 90% - Complaints (15-18) (%) 90%- = Moderately Severe (15-19)
24-hour period [self-reported]) 3 _ 601 T reference T-score: S IR S 80%- m Moderate Cognitive S 80%- m Moderate (10-14)
. . L . P S o l ' = ] = | Complaints (9-14 =3 i ild (5—
e ARISE was a US-based virtual cross-sectional survey comprising multiple Y g @ » 50.4 (SD=9.6)" N D_ 2 0% mpiaints &-14) 2 70% Mild (5=9)
, : D N 8 5} 0 e = c";', © 70 - E 60% - Mild Cognitive S 60% - m Minimal (<9)
patient-reported outcome measures assessing: o R [ = = Y e— a ° Complaints (5-8) o 0
— Symptom severity (Epworth Sleepiness Scale [ESS]; Idiopathic » B > » BEL S B A S 50% S 50%-
B S D 40 a2 v 8 T o504l ® o0 m Broadly Normal ® 400
' i S A S . : 7 iti — 7
Hypersomnia Severity Scale [IHSS]) - 3 5S . 8 E Clinical population 2 0% Cognition (0—4) Ey 0%
— Daily functioning (Functional Outcomes of Sleep Questionnaire, short N 2T 20- ‘ 2 reference T-score: £ 30%- 26.3 S 30%- 20
version [FOSQ-10]) = " 5 25 49.7 (SD=9.5)° 2 20%- 18.9 S 20%-
— Quality of life (Neuro-QoL [Quality of Life in Neurological Disorders]) Participants With LST Participants Without LST Participants With LST Participants Without LST % 10%- 195 158 & 10%- 21.6 .
— Cognition (British Columbia Cognitive Complaints Inventory [BC-CCl]) n= 37 38 n= 37 38 0% - _ = _ 0% — - .
— Depression (Patient Health Questionnaire-9 [PHQ-9)) Mean (SD)= 39.8 (4.3) 43.0 (5.3) Mean (SD)= 59.4 (6.1) 55.2 (4.9) Participants With LST Participants Without LST Participants With LST Participants Without LST
_ TR - g o - : _ : _ n= 37 38 n= 37 38
Work/lActlwlty |mpalrment (Work Productivity and Activity Impairment Median (Q1, Q3)= 39.9 (37.1,42.7) 42.0 (39.9, 45.3) Median (Q1, Q3)= 60.1 (55.4, 64.0) 55.8 (52.8, 57.8) Mean (SD)= 1.6 (4.9 101 (4.6) Mean (SD)= 141 (5.2) 10.6 (5.1)
Questionnaire: SpeCIfIC Health Problem, v2.0 [WPA|SHP]) Min, max= 30, 48 34, 60 Min, max= 39, 71 39, 66 Median= 13.0 10.5 Median= 14.0 10.0
— Treatment satisfaction (Treatment Satisfaction Questionnaire for The bottom and top edges of the box indicate Q1 and Q3, the line inside the box is the median, and the marker inside the box is the mean. The whiskers extending from the box indicate the minimum and maximum values. Min, max= 2,18 2,18 Min, max= 5, 26 2,25
Medication, version Il [TSQM-vII]) ZFT%?srl;%ereO;iz(t)rSiEthliirT ésrcezzeasl gor;\?voggrgeiﬁtf sztjgd;?gilzze;dhsl,ggz SS\?V?{E Z;)npdrl(g;;tme atigﬁrﬁreg#tgg? ?)?50 10).2 BC-CCl, British Columbia Cognitive Complaints Inventory; LST, long sleep time; PHQ-9, Patient Health Questionnaire-9; SD, standard deviation.
e Continuous variables were summarized with descriptive statistics (n, mean, jggfgeepg?gz ;’Sfingﬁggoﬁgg'f‘g'ry;%argfg g%ggt_‘gﬁy’;rﬁ{;ﬂfféfgr‘lg‘if]%rig‘tgavﬂgpsgsoitrfos;';Sdisease‘re'ated manifestations. e Moderate to severe cognitive impairment was reported by 67.6% of participants with LST and 57.9% of participants e Moderate to severe depressive symptoms were reported by 78.4% of participants with LST and 55.3% of participants
standard deviation [SD:, median, quartiles, minimum, and maximum). LST, long sleep time; Neuro-QoL, Quality of Life in Neurological Disorders; Q1, first quartile; Q3, third quartile; SD, standard deviation. without LST without LST
Frequency counts and percentage of participants within each category were
provided for categorical data
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