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IntrOdUCtion Table 1. Demographics and Characteristics of Patients With DS or LGS Seizure characteristics Figure 3. Frequency of Nonseizure Symptoms
Characteristics DS LGS * A total of 164 (99%) patients with DS and 1036 (97 %) patients with LGS reported seizures (Figure 2) Ay develoomental delaya
. . . . . y P y
0/ ' ' 0 0/, - ' 0 0 ' A b
deveiopmentai eplleptIC encephalOpathieS that are distinguished by UnprediCtable and Age at first visit®, n 191 877 and 55 A), generallzed N 38% an-d 38 A), and. focal in 15% anc.i 7%), r.eSpeCtlvely | communication skills
frequent seizures'? Mean (median) years 12 (9) 24 (20) * The 3 most common types of seizures mentioned among patients with DS were: convulsive or Dalayed nonverbel
. . . . . . Pediatric (aged 0-17 years), n (%) 101 (83) 370 (42) tonic—clonic (39%), status epilepticus (32%; defined as a seizure or cluster seizure that lasts | |
. I30th qlseases are a.ssoclzllated W|tI1.a wide range c?f deyelopmental delayslln mos.t chlldten, Adult (aged 18+ years), n (%) 20 (17) 507 (58) > 5 minutes), and febrile (31%) Delayed behavior.emotional
including Igarnl,ng d'?i\bl“ty, cognitive, and behavioral issues, profoundly impacting patients Age at diagnosis, n 9 53 * Among patients with LGS, the most common seizures were convulsive (28%), tonic (24%), and moclayed motor skills = E{:’; N :11723
and caregivers’ lives’ Mean (m_edian) years 1.1 (0.3) 2.1 (0.9) atonic (drop) (18%) unable to walk' | - O - pa s
e Standard of care typically includes antiseizure medications (ASMs) and expands Age at diagnosis, min—-max years 0.2-6.0 0.2-8.0 * A small subset of patients in each group (DS, 3% [n = 5]; LGS, 5% [n = 57]) reported seizure- | | Patients (%) - | |
_ _ c e : 0 _ . . . . C e aAny dgvelo_pmental _delay mclltljde.s deIayed motor skills rglatgd to movement or balance, inability to vyglk, _cognltlve |mpa|r.ment, d_elaygd behavior, emotlonall,
1{e) heterggenegus adjunct therapy, and even surgery in some cases, 1{e) attempt Sex, A 162 1050 related INJUries, with 2% (n = 3) of patlents with DS reportlng superf|C|aI INJuries (eg, burns) and orgoclnal skills, IeaerIg dlzablllty, ma_blllgc.y to Lc?lclzug,, aittgntlc;n issues, memo;y |ssct;es, grovt\)/trlI and nutrition |stTes,dsensory i?tlegratlon dIsoiQerg, o:yzautonomla,
. . . . . . I and sleep issues. PDelayed communication I IN n , , dna nonver Xpr lons. ° nonv I I I
seizure control'34 Female, Q (%) 76 (47) 397 (38) 4% (n = 37) of patlents with LGS reportlng craniocerebral injury and brain Injury contact apn_d.nuonve.rbal gxpregsiong .suchogssges?urecstljane; ba:)dgyulaeI%eguzlogeee:%Exiludeg disrLISti\?eFt))gISI:\zoﬁ eDeelaa)_/yeeol mgtoregkiallscrzrlztggrltg?ng\r/]err%ceﬁt (e)? gg;nce
» However, despite recent advancements of clinical and nonclinical interventions, patients with Male, n (%) 86 (59) 653 (62) * Of the patients who mentioned the frequency of their seizures (DS: n = 18; LGS, n = 181), DS, Dravet synchomes LGS, Lennox-Gastaut syndrome. + oo Geiayed waldng, and sbnormal 6ait
’ . . . . o ’ Race or ethnicity, n 39 338 83% with DS and 92% with LGS reported having seizures daily _ _
DS and LGS continue to experience substantial burden in their intellectual development, White, 1 (%) ’ 37 (95) 303 (90) Quality of life
social functioning, and quality of life (QOL)>* African American or Black, n (%) 1 (3) 25 (7) Fiqure 2. Freauency of Common Seizure Tvbes * QOL impacts on patients included sleep issues (DS: 13%; LGS: 10%), feeding-tube use
. Th . . _ - - . Hispanic, n (%) 1 (3) 10 (3) 9 - 'req y yP (DS: 8%; LGS: 8%), and inability or difficulty walking or sitting and/or requiring mobility aids
ere are limited data available quantifying clinical and humanistic burden of nonseizure . A Convulsive - (DS: 3%; LGS: 4%) (Fi 4)
t d safetv i lated t t ASM A th tient Asian, n (%) 0 (0) 0 (0) or tonic-clonic 28 . 970, . 470) (FIgure
Symptoms and saiety 1ssues related 1o curren use in these patients Other, n (%) 0 (0) 0 (0) State onilons - » Caregivers’ burden was mentioned in records for 8% of patients with DS and 14% of patients
atus epilepticus? :
US Census region®, n 164 1001 with LGS
Ob ] ective ﬁoutlt]l, n (%) %) 75 §46i 436 i44i Febrile seizure 2 Figure 4. Frequency of QOL Impacts
ortheast, n (% 56 (34 256 (26 |
| o o | | | West, n (%) 29 (18) 190 (19) Myoclonic 22 oast o brosens: =
* To characterize the clinical and humanistic burden of DS and LGS, including seizure and Midwest, n (%) 15 (9) 181 (18)
nonseizure burden and patients’ QOL Top 3 specialties of healthcare providers, n 166 1063 Absence Use of feeding tube?®
e S AL i R
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Neurology or epileptology, n (%) 29 (17) 262 (25) Tonic . Garegiver impacts* _oeno
. . . . . . Antiseizure medications useds, n 166 1063 | |
* This retrospective analysis included data from Amplity Insight’s database of medical i /D) 0 Atonic (drop) 18 0 > Patients (%) 10 15
. : : : : Valpr0|c acid/ Dlvalproex, n (A)) 95 (58) 423 (40) qncludes insomnia, somnolence, apnea, night terrors, hypersomnia, sleepwalking, sleep disorder, sleep dysfunction, sleep disturbance, sleep difficulties,
transcrlptlon records, Capturlng routine care in the United States (US) from January 2010 to Clobazam, n (%) 88 (54) 516 (49) Clonic sleep deprivation, problems, issues, or trouble sleeping, daytime sleepiness, restlessness, poor sleep. Includes past mentions, such as “past history of,” “did
J 20292 L evetiracetam, n (%) 87 (53) 496 (47) suffer from,” “no longer has” etc. °Eg, NG tube, X-tube, G-tube, J-tube, gastric tube, jejunum tube, gastronomy tube feeding, and feeding tube; “Includes
anuary - terms regarding walking, sit/seating, moving, ambulation such as trouble, issue, inability, problem, difficulty etc. Mentions of mobility aid, scooter, wheelchair,
: (ry : « : : : Dlazepam (Oral and reCtaI), n (%) 67 (41) 311 (30) Tvpical cane, walking stick, stair-lift etc. 4Caregiver, guardian, caretaker or mentions of person(s) helping the patient, be it a name (encrypted), family member, friend
e The database of apprOXImater 55 million medical transcrlptlon records included mpatlent Unspecified ASM, N (%) 2 (1) 14 (1) ypica B DSn=164 etc, eg, “sister is caring for the patient.” Includes mention of lost work days, Family and Medical Leave Act, and disability.
and OUtpatient electronic, unstructu red, records from apprOXimateW 25 mllllOn patients and a0ldest age given if age is reported on multiple records for a patient in study database. PRegion where provider is located. °Percentages can add up to be Epileptic spasms B LGS n=1036 ASM, anfiseizure medication: DS, Dravet syndrome: LS, Lennox-Gastaut syndrome: GOk, qually otte
: : . more than 100% becau tients could be using more than one t f ASM. Only the most commonly used ASMs are listed. ' ! ' ' ' ! . . .
oD MU HSPECiany p“YS'C(';[SP) Y ror 1007 because paerts cou e s more hanon e ASH. Dy e mostcormony e AN 1 81 s o 5 o 5 e 5 et N | imitations
e Natural language processing echnology retrospectively analyzed physician—patien -
interactions recorded in the database Comorbidities ;Sstatgsaegt"zlfy’“g“j ise _dfgnseszs aoseg:;faort‘xs;egsefure series lasting > 5 minutes. * The study includes limited data or potential underreporting for certain outcomes
- . o . . . * Half (50%) of the patients with DS mentioned comorbidities, with the 3 most commonly YR SYNOIDIE, Has, R mas i SynEeme o Lack of lonaitudinal follow-up of the t intion dat limits the full understanding of th
» Eligible patients had > 1 inpatient or outpatient record and a diagnosis of DS or LGS, based - - - - ’ - gitudinal tfollow-up ot the transcription data source limits the 1ull unaerstanding ot the
JIDIe P P P & dlag . ’ reported being autism spectrum disorder (19%), cardiovascular disease (CVD) (15%), and . patient journey and impact of medical conditions that may evolve or change beyond one or a
on symptoms and/or genetic or electroencephalography findings, and mention of treatment insomnia/sleeping disorders (12%) (Figure 1) Nonseizure symptoms few visits
with > 1 ASM » Among patients with LGS, 63% reported comorbidities, with CVD (21%), cerebral palsy (19%), * Among patients with DS or LGS, 69% (DS: n = 115; LGS: n = 733) reported experiencing
e Descriptive patient-level characteristics, seizure and nonseizure burden, and QoL impacts and autism spectrum disorder (16%) being the 3 most common (Figure 1) nonseizure symptoms (Figure 3) .
were described * For both patients with DS or LGS, developmental and communication skills were the most Conclusions
Figure 1. Frequency of Select Comorbidities frequently impacted Analvsic of thi tion datab I - _ +h ASM
o
Autism spectrum disorder - = — Half of all patients with DS (51%) and LGS (50%) experienced developmental delays, which Qteileyns’:; v(\)/i tth Bstrgriggt;?(n er?etﬁceelssee{zealreeas,eg;n:;i(zjﬁrsepger;reg m:n;r\t\(/:;t() oL bj,r dens
Cardiovascular disease 15 primarily included delayed motor skills, delayed behavior, and growth and nutrition issues Fhat extend to caregivers P ’ ymp ’
. . - m Notably, for both indications, more pediatric patients experienced delayed motor skills L . . .
Patient demographics Insomnia/sleeping disorders . . . . . . * Application of NLP to future research merits further consideration
o NLP s identified 166 patients with DS and 1063 patients with LGS wh treated impacting their movements, balance, and mobility compared with adult patients
ith S lfle,zgf\/ll T P ! PatEms W WHO WETE Treate Cognitive impairment (DS: 19% vs 0%; LGS: 31% vs 7%, respectively) _
. \|IDVI 5 hi d tient ch teristi h in Table 1 hypegl?igtt?/nég%fggie% = Whereas issues related to grOWth and nutrition were observed in more adult patients with Iellzgcllgﬁl;rreee?nployees of Takeda Pharmaceuticals USA, Inc., and are Takeda shareholders. DI, PR, and FO are employees of
emOgI’ap ICS an pa lien | chnaracteristiCs are S OWﬂ IN 1abie | o Hypertension DS or LGS than in pedIat”C patlentS (DS 30% VS 17%, LGS 20% VS 12%, respeCtIVely) Amplity Health. SWW is a partner in Wade Outcomes Research and Consuﬁ:ing, and a consultant to Amplity Health.
* Overall, among patients with recorded data at the time of the healthcare provider visit | N — Communication skills, including verbal and nonverbal skills, were delayed in 31% and 38%
(DS' n=121"LGS' n = 877)' Brain development abnormalities, _ _ . Acknowledgments
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