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Introduction Results Symptoms Correlation Between QOLIE-31/P Total Score and HADS Subscores EQ-5D
* PatientsLikeMe, which hosts a free online community for patients with epilepsy, was developed | 5 m ographic and Epilepsy Characteristics e Symptoms most frequently recorded as moderate or severe were memory problems, problems | ¢ QOLIE-31/P total score was highly correlated to HADS Anxiety (R=0.6214) and Depression * 263/1,113 (23.6%) patients included in the multivariate logistic regression analysis were
in partnership with UCB and launched in January 2010 concentrating, fatigue, and somnolence (Figure 1) (R=0.6919) scores (Figure 2) classified as having poor HRQoL (EQ-5D Utility Score <Q1) (Figure 4)
e Previous data analyses (March 20107, September 20102, and May 201134 provided insights into * 3,073 registered patients recorded a diagnosis of epilepsy and had multiple seizures (Table 2); Figure 4. Predictors of Low EQ-5D Utility Score (<Q1)
the characteristics and experiences of users with epilepsy — 69.5% completed the preset symptoms checklist _ _ _ _
_ 36.2% completed a patient-reported outcomes (PROs) assessment Figure 1. Severity of Symptoms at First Evaluation (n=2,135) Figure 2. Correlation Between QOLIE-31/P Total Score and HADS Anxiety and Depression Scores (n=1,113) Odds ratio (95% confidence interval)
. - — 20.8% patients reported >1 side effect they perceived as being treatment-related variasle (refer;ﬁgzl|eve|) ratients (0 0 2 4 6 8
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o D.emographics,lepilepsy charqcteristics, symptoms (preset symptoms checklist; Table 1; Age class, % 20 - 20 O o 20 - g0 bg\ 5 oderate/sevore .
Figure 1), and side effects patients perceived to be related to their treatment o . N 3 0 g 80 -
Patient-Reported Outcomes 0-20 years 7.3 7.1 6.2 080° 8 neomne onemic o
0 — . . . _ _ 1 J 0. o Moderate/severe 345 —— -~
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e HADS (Hospital Anxiety and Depression Scale): Anxiety and depression instrument® >o0 years ° ° 6 o R e o HADS Anxiety score HADS Depression score
(score range = 0-21; O represents best anxiety or depression status) Time since diagnosis, n 3,044 2.130 1,113 Problems concentrating None/mild 547
e EQ-5D (Euro-QoL 5 dimensions) utilit re”: Generic health status instrument M SRS 2iele =
Q-5D (Euro-Qo ?dl ensions) utility score’: Generic health status instrume Mean (SD), years 17.7 (14.1) 17.4 (13.8) 17.7 (13.6)
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- . . Age at first seizure, n 2,906 2,095 1,112 Side Etfects Predictors of Poor Health-Related Quality of Life Weld Oni-Squareof complte ogisiicregression model: 234.43 (p<0.0001)
Logistic Regression Analysis o f | o <ide ot - - p-values: *<0.05; '<0.01; <0,
¢ The most frequently recorded side effects perceived by the patients as associated with their
e Multivariate logistic regression analysis to identify variables associated with poor HRQoL Mean (SD), years 17.2(13.9) 17.1(13.3) 16.5(13.0 treatment were somnolence, fatigue, and memory impairment (Table 3) QOLIE/31P
(<Quartile 1 [Q1] of QOLIE-31/P total score or EQ-5D utility score; Table 1) Seizure type®, n 3,073 2,135 1,113 e 279/1,113 (25.1%) patients included in the multivariate logistic regression analysis were Conclusions
Table 1. Variables Included in Multivariate Logistic Regression Analysis | classified as having poor HRQoL (QOLIE-31/P total score <Q1) (Figure 3)
Variable Levels Generalized, % 23.7 28.3 30.7 Table 3. Side Effects Perceived to be Associated with Any Treatment (Recorded by >5% Patients; n=639) * Based on reports by users of the PatientsLikeMe Epilepsy Community, memory problems,
(vs reference level) o Figure 3. Predictors of Low QOLIE-31/P Total Score (<Q1)? fatigue and somnolgnce were the most frequently occurring symptoms and perceived
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