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8



¢

RATREN PR Bt i M Z R4 o AR B -

o MERZEIURBA RIPREIR, FIRE AR R A2 R g g A .

o SEMETRELER 5 A/ BRI .

o MICo R I AP B B A AR o AR, ORI ISP R R, MDA S R R, R,
SB[ HRIPE BT AT DU A5 7 R B S B i -
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GEFS+ fil Dravet 8 &4iE) . £ Dravet 8GAEHT, V725 IEM0R 1M R AR BOREIR EL 2 W0 2 18 )5 4 2 B, (4%
TEARIE IS, AERAIARRAIVETE O Foid UG RITE DLanf, A4S/ R B A ARy, DR iU mT
PRASCEF W2, X T RE H BRI DR -
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W IR B AR BRI AR, PO E B2 UM . AR, BANAERMNPERTSL “Kix “I
AR B, WM ELARARELY, RARMIMRS. HERMNPIANRERE “— MRS, S5
TRIAZMBATRI TR, IR B 3 B AR Al T I B 75K

ERTER, AR, MEMTERBIEE, MRmt. RMOTER, 5 FaEEHERAY, FRS 5%
A X AR o
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o TEBNARREIF RTRETIIN 3L, AR AR E SRk A P B
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o RIS TRHEET R R IRE BT R ER
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PR AT DAEFRATT Y 3 _E B0 A 835 SR B IR AP, I 5 A AR 3 B R B IR

www.dravetfoundation.org/adults
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SEPR B ™ ELAR A ST o

SCNIA BRI FA FER PG RIEE) o BEHE PRI SRS K, MR % i 5 12 b AAE 38 LA T T
F 3. SCNIA FEFSRAL 2B — R EI ™ EAR LA — SRR B, SLICRRR U2 40 LI & 15 - A AR
W LB 12 S AU Dravet S84, B RRFERAXT A R4 ™ BB 45 54, Hlan GEFS+ (2T PR
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JURN B4 32 5500 A0 5K JE B S A B A A R 2 8 s S ORI 3 A — MR, N ZRBR R IR
e, BIARBTA AR A TR IR, i SRR IR A T RIS o IX TR R AR AR SRS T B T A
IEH, % — LM R HRAE . REHR A SH L RIEN R, RTEMER, HPBREELRET. #
B, B INETEA N B R AR . BARFEW, HRATBU I RIGH AT R RE 5k %
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2017 4, JuR—AWH5E Dravet ZZAMEME RATER TIHITIER, 5 HIRLLZ5Y L FXF Dravet SR G484 i
AR (“—RT), DRARBUHRN KM= 8ITE. REBER TR SFLWIERIRAIE, W " aT
REIF A BB T RIEH AR L5 IENEFIH T Dravet SEEMEMZE 25, Frj 2 i Bl 1 B W 70 v g
IR %A, P SCNIA B RRA AR T Navl. 1 i s k.

1 2017 SEp & KPR R, A =M2543k FDA #t kil T-36 )7 Dravet ZZG4E : K~/ (Epidiolex).
B kmY (Diacomit) FIZFHiW (Fintepla). 2017 #5IRM, R REEIRAGAES], {524 WFAESE
BRI iz WA R EANN, BRI =AW — L3697 RIZG 5 R, B ATIEAE A ZUR BT
JiRi & SR AR, AT X SR R 251

YR BT 254

HF 2017 FIRELFRILH

—2 & B & (Onfi, Frisium, Urganyl). W JX B2 (Depakote,
Depakene, Epilim, Epival)

—% ") 4% i **(Diacomit)s $EMLEE (Topamax). A fi ik & (X
AR )

=4k & A V4 P (Klonopin, Rivotril)s 2 Z i P38 (Keppra). W
JEPP R LBENE (Zarontin- A ML RIS )y 2R E M & RIA
(VNS)

w2 2 + I P§ °F- (Tegretol, Celepsin, Cargagen)s B £ g °F
(Trileptal)s #$i i = B& (Lamictal). 7K 2 3% ***(Dilantin,
Epanutin). 4 24#l2 (Sabril, Sabrilan, Sabrilex)

*Wirrel 4\, Optimizing the Diagnosis and Management of Dravet Syndrome: Recommendations
from a North American Consensus Panel. /N L&, 2017 4£ 3 H ; 68:18-34,e3

* W AT I
4 RRIERIBER ZIE IR T H BT, L8 7 1T K0 g % F B9 K 3767, 1 Dravet ZZ G 1E /&
FHLTYEA— o D EEE -

2017 45, *B FDA #t#A F 259 T Dravet 861k, AEUARHA—LIRIT 2
Kkl (Epidiolex, 2018 4f)

"% ki * (Diacomit, 2018 4)

2o i (Fintepla, 2020 4F)

* HBF KB T 2007 SEHEEK H BE 244 PR (EMA) it il T Dravet S8 &4E, (HELF] 2018 4£4 5 [{ FDA #itife.
2007 4 2018 4R, JLRMIF L B O ERZS, XHRAH 4 BLE 2017 SEFRBIIANLRERK
SR, EBT 2RI B AERNE, AR ZIT %S
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AR o AR B — i A B ZIRT TS ANSER . AR SR B B IR YT 0 1
Z—, T B AR IR 8 S AR 25 (SUDEP) KU A Ko B EXT IR & B RSk a9
BEN LI M B o 7 25 5 e T 1o 26 B 0 B S B A AR AR R TP S T R, AR R A LEE SR, IR FRZ K
BT RRA AE RELRRR Y, BRI E R A SRR E RIS B

PR REA (VNS) o VNS R—Fal B\ i35 5 , 38 3 P Bk il ok AE i 22 , W7 DA% Bl 0 2R 1 o
H A I, 8 i sk o AT B 40 RS 2. 3 B ANk, T I S R A ko DA P 8 AL
BEoRA. WRRMGEE RRAGEERBE, VNS &R RRMF. 16 Dravet Z2A4EAYTH, W% R
TEHA T R MG, A% )& VNS,

W 2R 25 . Dravet 44 I K I IR B AR R — K EERGH K, HHEEATH. KNS 5KE%T
R P 2k I A — L ) B — A <R RAEAT BV R (SAP),  HoftBLHE A0 358 W AT I DA B S e 78 K A A5 Y 2
¥y —SeH L S YL AP (Klonopin). Hipg#E (Diastat B Valtoco). J7Hif§P (Ativan).
PkikWifs (Versed B¢ Nayzilam). G MM HFREMEH, MRIWEAWNEIL, RER. SFEMA
JE 2o RO RAEATED VIR AR EEE, RO R AT rTREfE B 2R o U RAEATZDVHRI> AT DAL H Al A 0
BRI N ZE AN, I HAT AR R AR 5 R T30 A I IR] o 58 L34 5 IO FF i) w9 2 38037 4ok 82 1 1 XU
BET2 R DL B FEARXS RS S B ) T
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W 2IUES, BL2MH 2R FIRIT Dravet G 4E : KKK (Epidiolex). ®]#&i# (Diacomit) FiZf
FWBLW (Fintepla) . XEZ5¥F A RN B BEMAR, HEAIMHSEH B SGEE T VF 2 BH RN & 1R HK
Fo FRAARFIVA_EZEMIMN, BRWIR ZVESESh, Hoft Oy A R EGE, (HA T LR TR — K, HRTEAE
TEIE S RHBG RIS . RIS, WOR R AR 2 TS AL, XS 258 RV T, HFREINFS
Dravet ZA 1 B # R A KT R

DN BIETE R STT R 259, VAISGE BRTMIRIY T 5. BR T B RAt M =25 ist, 04 LR 254 IEAedt
TGRS, FTREA B T KA A6 Dravet LG AE B HITRTTBCR -

Bt4f Dravet LG AEARAJF K (SCNIA ZER B BAGRI A L) BOPR B IR IS IEAE SO BLSE . B, iXLhiR
IY I LG E AN, EA X T& Dravet i GAEIXHE M BAGFI R RIGOL, LG mdE RIR T T5 i VR Z
FAFENYE VA B bie SR, 7& Dravet SR AE b K AR M) SCNIA FEFRK, Toikwo N\ Tix bk
FAERITIEM TR (B “8uk”) . stoh, ZHEHMEREN TR BRI, ES5AEER.

AN P, BHARMN —EHAES NI RESMAFR KR TT %, Hod—%y7E B e 2T i 7 MR IR I
o RTEEHNBRAHBTFNRE] T HESD, DLW DU R G . V2 1077 7 i H ATA & 2 R

SCNIA B, MBS — MERM SCNI1A SR MRIE . VRAT A R RATT W
www.dravetfoundation.org/gene-therapy-for-dravet-syndrome, e TX 8 5 m 5 240735 .

RAE B RITCIET, (HRRAEFAHYFr . —Ji T, Dravet LR EAFTEIE RBEREA—, J) S it i3
25 IEAEHE BRI 2 iy B8 S A ) R AR o IX ST 25X Dravet ZRGE B35 BRI BT, E7H%E
K EE. BhAh, TEFEWFR M EEARXT SCNIA 3B B8 IE 73 T B2 KR R R MR 5t

AFWHAE 2021 AE R IRET, Horp— Sy i i NI AIREY, A — ST AR I R A 4 A0 S A 2 A
HB R T RDRACR -

KiE DSF, IRZORFRN H Bl T AR T A2 2 510K IR R #2459 -

“DRE, 44" (Raising Hope Through Research) %l
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DSF 5 H ¥R Ak 55

Dravet i fiE k<2 (DSF) R A0 I BA M H , X d = A4 B B 7R AR b o 455 | R AT T o

DSF ZRJE M4 « L4 DSF R pEBc% W (www.dsffamilynetwork.org) 58 iEM &, B W52 53,
A ARIBATORFFIRSS , IFRIAE Mol EARFA ST I PR IR S, RS BB A3 S5kl B ol 6 o

KRKZF/NH - RS FKEMEEM G, EHnIPLITE Facebook BT &A% MK KSZH/N, &a]
FEARSRI] S TR BOFRAF o XN IR BRI — NIRRT R A RIRFSHIRIE, 754 TASEEH XN
M, UBe— N EE Ry E /N

WAL ZMBATAMZRWES), SRS HEMRE. B ARS 5N RFTE KRR
F LS, www.dsfconference.org

Dravet fiid & H « THERFTMBIZANRTY, X —F—ERXEES COvll—X) J5 Bt SRER KR .

www.dayofdravet.org

DSF S5 BhB 4 « THFHE S b B & By H , FIF R RIS SO R BY v RI AR M 35, T A R Y7
B BITIRR M E B . www.dsfpatientassistance.org

HEHEFA - AT Z N A Dravet Z584E, &R DUCAMATEN, XA H IR — A, ATz
FEoEHrEY) Aurora LR A H-ERUMLUYI . www.dsfbirthdaybuddies.org

S IHIRGEIR - IRRIE B WATER 08 K BT Al iy %25, Dravet LR A&l TP AL FILO B R & 5K
25 TH*XIES. www.dsfsupersibs.org

Ey7 el - EEZ I LR MEITH L, N Dravet A AEMIIRITIRAE L AR B (6 B 34T 0 T 25 45
FERAEGEEAIPBFN . www.dravetdoctors.org fil www.dravetcenters.org

WEFERb B ¢ IX SR %h B4 Dravet SEGAEELHEA R MBFSEIR AT &, I8 MR T RS MBI SR ISR 3

¥ 4. www.dsfresearchgrants.org

I RIS - BFERBATNIF RIRIT TT R B RAE, (BRSO R A F B T4
MR Z A% RS . www.dravetclinicaltrials.org

BERILFTRES E]

HE RN - BRAVEE 7 Mk _EIRAERHE F M, £ YouTube §iiiE B F WM. www.dravetfoundation.

org/education fil www.youtube.com/dravetsyndromefoundation
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