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% — ¥ Dravet ZZH1ERIIT

a) T4+ Dravet 258 1F ?

Dravet Z5-6- i /& — i WL W HE IR PO M 00, 8 i R T2 L, A3 I R o RO o 3 P
FH7E ;[ I 58 T AR W LBHIN & K 2 845 - 54k (Charlotte Dravet) F 1978 4Ep kiR, 2% th
WA B IL ™ EALMEZE R (Severe Myoclonic Epilepsy of Infancy) 22 JL™ 8 L2 & MEE (Severe
Polymorphous Epilepsy of Infancy).

“GREE” AR — R — R IR AL, LR SR A OS2I 7. 0 45 2 K
HE RN FRRAEIGAS BRALLIE, DRI T v FERG 24 5 A U B B A AR 345
i, HBRRAG “GATE BRGNS . A Dravet SAMERTL, B TRORHIXIAER, o005 Moo % i
IRV AR to S B 12 171

Dravet ZEAERE— Bl W, Je &3 1/29000 2| 1/40000 Z e & YRR & AR HII GEH A 1 3 AN,
3/ 4 Wy B ILAE R AR AR R e — 2L 00, S LR A BE S B0 Aot 2 S DRI KA o BEAEAE B RIS I,
425 Dravet ZEAERIN AR —id MR (RS 25 K0 T 2AE”) o SRRt — P DR
R R BB, RS HE AL N AR — IRk, BR&TTHEEFIER . HEXN T Dravet 4%
FALBILARE, Jeset MM SRR, WREREMEBILAEKRH .

1& Dravet Zi AL 8L BUBIR R AR — 48, HRABB R W R ML, mTRRHBRSRE, MESEH
0 B AR o

BIUE 1 VN B EEIER . —2a, SMEXNEMELS N, 4 -

Yo UFEZERAE « AR AN HhTE, SR Ampeas sid By Fe.

Yo ARBLRIA SN RAL IR I R R

Yo JRdbPERAE - ATRES AR RORIETS . (RhIEBEHT - RN R A B, FIAARR, BEEIRAR.)

Yo AERRMFFEORE - Zr TR BUR RIS R KB SRS R IEBEHT ¢ i R _E TR BER
Te AR BRI E R, DORBUN RS AEHRAE, THERR ORI ER 20K 2 )

Yo WA FFSOR A BOE S RAE « RARN R RS W KA, AR AR MBI RGR A RER A -

Dravet £ &L LA 5 BB FF SRR A Pk, BPZIREAT BT T BN TR B2 Ik 0 R A 2 R 2,
SXAE T DAY DR IS T A AR 5 P e A5 7, sl PR P A i 5 85 ) R At XU

BIL 1 BV R MU EIREEAEIRFNER, AREEEONH. WalaE2 B A FHRERTER ) b 2 3h ks
(ADHD) %EdR o

Bt4h, Dravet BILARESAFAEAN FFRE MG AI AT, Fral RILTF LIRS BMPEAR. BT MEER, —&
BB, 5 — A
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b) A AT % T B Dravet ZE&1iE

%) 80% Ky Dravet LA AERF , e SCNIA FHAFAERAL . SCNIA FEH Pl it (R 2 1% 28 S AR &
EIE R EE A, B SRARE R SR FEE SRR, MR, SR 2 A RS T RN I Y
ah, TSR R S e e BRIk, — AN MR EER g% B R R H 2R S EE SR R, M
T 51 R AR o AHSEIXAH PR R A RAL I A — 2 F 3 Dravet Z8 (k. SCNIA FAL ] 5 HoAd R RUMT X4
RS , Bl PERE R IR R AR + (GEFSH).

& Dravet Zi AL, XPEERRA ZHONH AR, MidkRfE A . A% SCN1A R M A A&
M. —% Dravet SEAE R AT AEA Btk Wk oMo i 5 38

£ T Dravet ZiAE B9 H A RS R, H M AT, MERPEREAERET. X TRAHEN SCNIA B
Dravet A AE&IL, oAt PO B PRI 5 t IEFEBOZ WL B -

BREEN, KKHEIE, X—VFR R0 .. RERBAREEEEMAS E. X—I%, BITRZREL
WMBAE T BIJLI SCNIA #H k.

c) HHl Dravet LR &L RE SRR AL ?

AEHZ, HETBRAIRM Dravet ZE5AEM 5 %o

B IRYT SR TR sl W R A, DR D H T R B WSO, e b PR A1 T 3 A 0 5 o
B A AR A DU 251, (HIX S 250 A RN A Dravet ZEAEBH AR

Dravet £ZZAAE8# K HFIB MG 02 BEI, TR PPEIL 5 S F o

W% Dravet LR ESH WTPAG R, (HEA ™ EERBN EILHE ] RS Z 2 0.

d) U B I RIN RSN

SUDEP (Sudden Unexpected Death in Epilepsy Patients) 480K BEZIMNEIE, (HR LMD E
BT R o R FF S RAE RS B R R AMNESE XS, Bk, Dravet Z5-G1F 535 FH 4 H-fl I8 70 9 =B
SUDEP XG5 & o

IXAEBARYCHE, (BRI S R KA EREXT SUDEP 7840 THF, JFHEKEIA AN TR CRTaE, M
REZT B2a PURIAE.

Tl NN, RGO AR B R T SUDEP A 80k S EsE R k. Fit, W58
B2y 7 P B\ —k2 55 1) s i - 4R DAL IO B 367 0 5¢, Joit kil 2543697, IR BRI e R BRI

Bk E, 7E 2003 4E % 2007 A ) T3 Y A2 i 88 4 Dravet 4 A AFEJLE A S L7 F URIET
SUDEP B F kA, Hhilh 6%
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a) R A

Dravet 4 A AERBINGHHE RIS RS MR AR HUCRAEIAAE 1 % VA0 5 BEFH RO HERS, TAE2 th
P 52 A .

A

WA K #KAE (febrile seizures) XFi2 Wi Dravet 48 G AL R VAR B B % 3R AR BB B3 58w &/
SR B R AR IR R TR R, KAERAGE Y N B 22 R ME (tonic-clonic seizures) #1428 & A

(hemiclonic seizures) .

A MZELAE (Tonic clonic seizures) : SR EFIBRERAERE (5RER ), RERFE BASLHOBZ (k4

ZEH) o
BMFEZE % AE (Hemiclonic seizures) : 5o ECEEREZR AR, A b HBRF S EAA il 45
PR BRAE LB IR H WL, 8% 5 AR A BRI R -

B UCRMEAE L AL RSBl - MR AR 6 Y H), FINARRERRERIRE (EFFZ@d 10
S, A L2 NI, R AT RB R Dravet SRA L » 3X 2R K AR T B2 3 B0 LB 2 B M = 1R
WAL RS BT R RARIT

b) HAt Ak fERA

HAt RAERTITREAEZ T 1 £ 4 SHBL -

LE4EZE % A4E (Myoclonic seizures) : iXFEAERT ABETES A “Bk3h”, A& ALY B B g5 FnAs s 5 R AY -
AR B A, WIBEZERES SE SR A ST 3018, R S308BEMTB & gL T E. AP
IR F L SR BE . PR RN B R se 2 IEW M, M BAEIEmR s 5 b thahBl.

Jakbitk AR FER R RS (Focal seizure with impairment of awareness) : 7EiX R 8 MPRR L6, HT
RIRZM, A TR MU BLBEEAEM . JErT Rt BT RN B 201, AN ERl 80T T H B AR5

A RAE (Atypical absence seizures) : RMUEAEEH A (EH /DT 20 8 ), FFHFHRAIT
i, RBAHR BN PATEARLEER S -

VR BRI BRI (B , T B [R) AR AT 5 Sk R B 5%
V' iHIE (EEG) BoR)iZ BB 8 L o

ik J1 % AE (Atonic seizures) : WA & 1E (drop seizures), BshikkIEkE:E (drop attacks). &

5K R AR PR R i Ty RE LT PR BRI L Y 5K ) S ) R R LR MR RE AR, A 15 B RIEARHA

S E, HBETFRIFTIPER T RES B SEOL, SRS . AREEEIT, BRI
7
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PRATRE S DU I RREIEAR, AHOX AR F Sl A =438

e RIRA (Non-convulsive status) : $5 8LH BRI IR, 38 W 23R S Mo BTS2 45 3R . (Rh eI A«
IR ETC IR G TR E R Zh R, DRI RN ZE R, RS AR RERSRE.)

c) KAFE A2
Dravet ZEG4E B KAE R LM H 0B WA, SO &AL T Ao

BAEBEIEN, PR FF LR - —BIFOLT, BEEFRNK, WHAEN S 2GR, BRFseRER
BARHwW Yo Rili, Dravet ZHAEBHETIRA 2 HBUBIRFFS0RAS, Rl A fkgent . FE0bi B, Atk
PR, ALFEUCRAEFR S B, FRBeREZ WD, H AL W TR EETT SR

HBURAE L AR ROR T « RAERT AT AR A — 250k, BILL BRI, HEIR S FRER/. —HE
Wz, BJLS RN RGBT, S PHIE A, drraB i BUCAZ ek (fSAE ). [BJLBEI
W RERARSEEATIRORIZN M, WP AT, (RS B sl . KRR A RGR A B LM 3 o
Fofts NARAEARENBILIEAE AR, FrRlRS BILEA 2B B A E L BB R i > FEft i o

AR AR « W HBAE— 2% 2 W, —fRR KA e tsR B R, (RhFEi B - i Rdilh
WLREZE R AE) -

BRI R A - BEE AR WK, T RE LR MR LT 06 H B0 A 1 , 45 02 1 N R RFY BE I o 3o T — LK SR 33t
XA, S O RSN BI TN R A, E 55 —LE R L, R RAE 2 RS Y
FIEFRBAR . hITIRE - AR R B — RO, RSB RYRANE TRER. BR
FHOL, NREBCR I RZBL, Ml RE RO LA o)

d) AN A A

BEE AU I, —SL iR AT RB R AE MR LT IG H BUBOR 1, R AEE N RENR B R B o X T — LE SRR,
X PBUR R AE, BT RO NSRBI 52407, {HR) 55 — 25K pEkye, Tk 28, &
AR AE T RS BV FF SRS, SBURBERIEXEART, X sy SR T3S R SRR .

BV TIER BAIEE, e

V' REFREE—RETTRR . FRPIMAE R R AR Ta Aahi Tk
ATy

v/ 25 AR A 8 SR N B L BRI A K F o

W, BILRAER, ORI, MAKFEIS TR R4 3 M % A 0 2 2L & AT S 2 Bk
W, BEATDUR R, DR/ SEEN G EE S R e I 4R 3R M SR M PR B T
JUE B, R RAEMEE B (G o B ATE N A 03RS KR B 27 8, A AR IE T HATIE I o
RN, AR wh AT 7R B 5K 25 R F P hittp:/ /samr.cfda.gov.en/ “ANE#” £ H W AR,
AL IERTE M Y7 8 A ﬁ%ﬁﬁ{%ﬂﬁiﬂﬂﬁ%ﬁ%?&ﬂgﬁ%) .
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TESEE, XL H G M AR S E R BT IR 95 R 48 (NHS) By H ey, BNIES A IR 38 UEH £ W
FREAB IV W 5 BAMESE (SUDEP) W%, HXFZRKIERDL, XLl UM% b

T BRI, I RTAE A, Pl B ol SR B DR o X SR Y ML K 2 T 5 RO T R B G2
MR DTS -

VTR I PR SRR M B R B AR A . BEAh, ANRRILATER B2 R R
VO BRRFMF AR (LIRS SR R S

vV AEBJLMENE R — KN IR . ST RSN, S8/ BN BT AR -
Vv ERHERER BILRE.

2 W ey, B REEBEANTMES .

http://www.dravet.org.uk/family-support/monitors
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WK FiR 2’ Dravet ZE G4 BILRY EE R 5 SR, X8 Ldue Bl — R 50 e
M, ALk ) LA i, AT LI AR D W AR LB BB aX 28 ]IS ™ B S
AT 5o BARIFBUANT -

a) IS & Pl

PR I 2% R RS — A N QAT 5 A N SRR, DA AL AT G B ] e o IMORE L 3 2R 55 )t
WREIRAE , BARPTA YOS A AV I 2R B i N A0 S L R, FLIX SRRt R4 S8 LG S i A5
RREZER] o — LefIMUAE ABE RE M IS A , A 2 8% Wl R — ELPRRE S 2 S Bkt , T8 ML 3 Hr.
HESLIOME B E AT REXT A, hE, WRIE, AUk, Dbt ERUR BUR BB

i 5 Dravet ZEGAE B35 B2 W IME D R FReh o i T AMUE A Dravet SEGAERR I R AT, AW
BEZM2AMRKZESR, —8 LB RERILH S AR RRAE , T HoAdL T AE BN b A B A FIMOE Bt o
Dravet 5 G824 HE R A AL A2 e, QRSO A A S R BEfs, A 5a & e %
FHE AW o

b) ZZAE / A7 I A

ER I L3R (ADHD) fE25tLE S ERIE, K4 10% Ak LEEZILEm, RS Z. @%
1EE% 2R B AL SER LB M) 5 MR 230, hahMER R A AT T AEEE
fi R L P NI, EARMERE BORSEIRAE 55, POMMRAITEIL AL, TEIRBrhIERT), WERISRTE Y. BARIX
L) A AE T AT A ML, RN T2 LR, XA E R M. BATHISS T & e, 2k
G BEH RAFVE R S) o (HRE SRR IGIRTY, AR B 2 ZhhE i 2 1 R s 15 B B SR o

c) HEMAIRERH

60% ) L Dravet £ A TEE F AR, ALIEORR I WRERT, HIFmD, OoRadbe, WAL o
AR

) KEME TR @

IXT7 R RS ALRE FTEE CORBEADHER” (KB, ARG, SR, SR, NS R,
B AF BB SRR IR o B ARIX S ) R AN 2 th BRAE T A ) SBLSr B, fHR#) 60901 Dravet SxAE LEESR
B H A IR 2 JRE #2478 A 3R 1A
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e) ST APEN B A ) R

ik 8074 ) Dravet ZEAE 3% HBL T BIELEFHW, WILHRRMBHURD . — L8 B 1P 2 A AL MRI R
IR LEK Ty il R, R 2R B 5 5 e Al S48

K R SR E
Hi4k : Progressive Gait Deterioration in Adolescents With Dravet Syndrome

£) G G2 ]

W, 2 S5 R AR 230 A 285 PR et J2 [l 3t — 26 Dravet L2 &4F B 15 . B BT 4R B #iX 2 75— R
PEG AR AN Dravet ZEAEA FFE BB R

g) AR ] &5

JUEE A R A MEDLYA A BEIRBERS , £ Dravet fBJLE BARE . HEIRREERG L H M Dravet 3%, IF
HmE 7 BEMFIE R RNAEERE. FKRFEEHE TR,
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HREAPRZB I — @ T, BB RKE B — B3R R & IR R AR XA
o7 — e kR R B2 . VLT R A X 25 B B A R . s, H
EipuE SNBSS

a) ZBEM 2R b

HpuPE (XBERE)

KRR R (Ff3k) K258y, @WHATRITERIE B JIRDARR , A0 HF Sk AL
AR ZZRAGE, I EAIN AR SKE SR PG PR B 4 25 0 2

BRIEMEA :

SRR Sl R P BRI 25081 AR 2T BB N, K 25000 PR REGE O\ B, B ke 25 MY
SPREE (BARL) BRI, BURZGHATEMNREE R RIE, FEARE AN AR, HAHERE
o i

HAET (FESEE) A5 Bk B G i 30 T k4 F
=R -

HATRIF IR SoR A, ZRAME (BREERE) MRETAWHIER, AR PERMEAR =R (54
w3K) KW FTA, (EBA PRGN R B i M IR AR RN, AL . WY, %AW
RUNEN 7R

R =R O AT WOR S AR, (%25 A7 I RAR A, FTRSRA TR AL AR, BRI
25 24 /M, X RIER KA BE

R RE R ALY, G REIORZERIET . RERREE, RIEETF g IL—P—PUT.
b) PRt FH SR i

Y Dravet ZRAEME 7 2RI, (BRAFIIAARLIRRY, FEA R R AR ERE 22 -

N

FEBERE, BEAERTREAE A E SBzhah
SFRITIVE -
— PR BRI R AR (A - 3k) K25, TRk AR RIIARYY o 557 hivg e — e I B il 1 kT S 4 24
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Z AR M B ISR A o 27 SN I RKIE S, PR R AR L Py e R R PR B R 218

P

P

B L IR A Dravet 835 H W 4ERF 254, (HERBKE AES A B I RAPIRZS
AT — S RE, LT AR RN AT RE 2 I EE O A A o

KEHZ (LBERI)

KO ZMHINNEE, AEEAMEIRA R, A g . R kT S 0 07 g 28

c) HIMuE=

Xt Dravet SEEE B R, B 25 P AIOR £ SRS T R S BUBE PR A . HUOE A HIE A2
— M, (HRDARGOR EH AR I, T ARALAGE A R AR R

A iisf 5 A FRALAOE <

P D 208 FALARE < -

H—, HRBILILHA R HEIRRHT

=, BBJLKREE, ks EH G .

MOl EE R AR BE ARG RIS JOBOP R R AR DL T, ek LAY SR R R ORGSR
BERTRERE R R, BRI M REAE) , BHIEEETT o — L AR th vl RE 2 3 BRI AR

SAMEDL, T RGRA R BOARIRE I BRI, BAETRETCE: “REHI A CHAUE” . R DL W T IEAE R A
MENEZ G MARRE I E - BT REZIRE, HNAYRTRES RO ERB NI, SBTeEA % -

B A A AT T e AL
B, BTRW T —LZi YR B AT, BRI R AR R LR
A — A E N BB RE DD, IPRE FIARRE

RENBRERPOLE T EREREH LT (R . fERERix—AE, REPREAEIIEWL, R
AHCEARIXEL, 8K Pl A # A

BB 5 — BRI RAL Lo WAL A SR LE, B AR B R T IR, ELRIARAT]
A SEAL A R IE W IR

XA RETEILVNMTEILR, ANEEHEILNEY. BT EHETRAR, FHbTRE 8B5S RAARR
SRR (X S BEHR AT DL 2R/ S OA IR, 18 SRR A -

AEAUE W], AR PR DI, R ORI SAAE, R 2a TREn], mikitT
B I HRIR 25 o

BERRK S R

WA I HAUOE T, JURHE A RURRBRI 2 5 445 o
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AT 2 SZARAESRAE BTAR S I8 18 I PP ALB FIATE, SR )5 iAok 2 A (8 -

HAR, BEEERR, BEAERREE SRR,

T AU U, B AR A] AR E S R KR A T AAESS R4 o

i F T AU S P T RE R BRI 09 MTFEANAE ICU B, Biliiiesg LR A%
QR EBES A LR AR MR, R A% 5 R B ke i D BE B o

d) {3 SR IR SR

112K, RERERFEDRETTE, (BT RKIEH 2GR IE SRR A BB -
LHIRA G ERBRNR, BT HZ, REZHTIRIEMZIERA
IRBRIER, REFEH RO ET PTE— DI AE R T AR drBRt il s

ARG, WEESZAREEIRMAHTE, B, X SRR B IR RV .
e) N2tk

HIT Dravet i AE R —FE PR, FATWIR AL WA REAEE. FHEASBRNGIT R IE A
A, WATRIVGEREES S EIREEGE, B —Lihil. WATHERT =4

V' RBEAEBL - VRN N AR I R R 259, A T A 8 (25 / T3 ).

Vo ORI VR AR B A T A 25, DARAE BRI T BRI R A S, B, AR
TGO TR O R ER . BTG S22 BEIMAAE, M1H 5 24 i iR 42 IR 55 PRI ISS o

V' GEBEBEHI AR R AER A RAN S, (R XA e . SRE ERE ORI —
LT Dravet ZAMEM T EME R RS T W REAFAER MBS I IR SOZMA 2R A, flinmpimds, K
FERAESE.

KT, mm B S EM T ANAE, DIBORIE AR SR 95 N\ B AT DA MY P A 25 i Y
HEWe WU ENFEAT BEBEAR Sk iR 28 EoF B AR

—HAT IV, FAVEBURE RS HEN, LD HNRT T RE I BIA. Wb / 22Be / AP
DR SRHEINS T Bl ek DR H B B i LR s -

PO ARG ISR, filn - AR bk HATEIZ5Y SO DL R Y BRI R T K K
BRAE T — LB BORG, 15 J5 T B F %o

—prad BEATART R L, AT DA B LTI )T, — B IR SR LA REIRAG A A I b B
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s e AL,

% h = HEHYG
R T R Bk KA, Dravet £G4 f ) Ll T3 5% FH 2 26 B i 5 3%, SR IRF 2 R0 259 -
a) #WFhs

HSRHILE, MR NN

WIKIRHN (Sodium valproate) : R KEREIGNEE, JE—F TR MR BLIRIKZ . XA RE D IRZ5 4 I &
#H, Ek 25T URERATTRICR -

H (Clobazam) : JXR—FHt#e 5 HAIG Y HRE DL AR R (FAr3k) R2GY), %258 BE
AR — L2 oA ot 25 WO O ;B . Nl 6 M A E =5 BLER

FIEFKEY (Stiripentol) : 24 BUBUE F T3 SRR N A I o AS BB A A3CH S 4 A I, 428 S ml AAE g T LR PR
WO LEERRINAZ . HAT, %AWt 167 Dravet Z8G51E.

FLMkEE (Topiramate) : FFIAYY JLE BN B B BT K264 o

ZE i (Levetiracetam) : —Fh FSRYG YV RUN RO 2540 5 H iz 25 S g stk F 697 Rk /8, sfEA
JR A R A LR ZE AR50 B R 2R R AR B 259

RALY) (Bromides) : it —f L S £ TN . LR EIFAR M, EafEEM P AR /07
Dravet ZZ LR —2i254). —LL3EE i Dravet ZiBEE KM 7R HIZZ

—HZGY T RE 4§58k Dravet L85 AEBF RAEFRIEIN. FFEmRZERK, i FSP-F (Carbamazepine)s
Pi¥i =W (Lamotrigine). (B-RP§F). KZHE (phenytoin) (FEFEWME, RERZHEMFHEH 4
Fr 25 2 B8 o /e, AR RT DA SR A BRI A e kT S 25 1 ) o

HAG, PifhAnaREXS Dravet SREAEARRIIAIY 254 H AT IEZE TR I AR A, JWATHIFENIRKREA Dravet
LREMERRYT HORIFIHE -

b) AR E

AR B R — A A TR B, BTN CA GO W Z 8B . BFFER, ARk X Dravet £56
TERABIFIRCR . Ft, WERAGYITBORE, A B SR A ALk &

Tt MR — A ey AR AR, AR R AE R B SR R, WZRR & R R . AR
RIGT AR BT AL

AX SR B e T R B E SRR TR SRR B 45 ) A AR R -

FEIEH BB, RATWREERRABORLEY, oK, WA, Wi, B, KRS . M1,
15
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VoPNIE b e o

R R R BB AR N B A7 CHE 24 /NI 2 36 /NIE o AR RIS, R s R R A 2 AL R i -
AT A L B, B N AR BE AVEARVE I, KA T R A RRIE R, AT S AT AR A R
KAV REAT AR B OT 2] “& FTEY” BB A X

L BAVRGNE I, B RR A TR IR, IERALT XA “BAR” WRRA, AT AR RO & AR
AAEE R 7 AR R o AR FLBE AN 2, WFSE N BUEAE DR SR AT ST -

FEERRERIT AR T R, 2RI AT E R e BERE AR AT R AR BTk, i
BB FEEIFIMES T, FNGEREMEARIE K.

HFRHA , JFRARKE N BILTRERMAA S ARG R, R Z%E M S5EIIAE, HRAET i LR
REBRIIRIT B, A B ORRE IR B A d B A Ko

FRH - ERORAL A )
THFE - RN

TT IR A AR B A T SRR M BRI T 56 — I DL T, = DAPY BRI )RR DUAI b A AR R R S X B A
Higho

WRAERIR BEAR, PENFHEETT B F IR 2. (HRIGIT I SRFNT 5, — 6 S35 A AT £ 1 ) b
BAELGYIGYY, W BE U REMAY . W, TRER I E L LA PR S RARK & 52451 2 H R
B BLPA, AT I 2 fo e i A 9 o

TR, AR AR B T R S AR, R AR AR B A B IR R SR A SR
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IR LB, RBAER I ) 2 RAETAA S AIGYY, BARTEIFREMIRIT . (ARSI T, RAFRITR
WHEZTAERH AR, T TAURRFRIE T2 B A 5 o

21



# £ B SHpALAL

a) HEHR

W IR0 A 7E N FERIBEZR PR A e MR ) B 2 A R P BT H PRI BB A N I B S R Y B, R R A T RE
KH.

1E Dravet i HAEBE Y, MEARFERS S A H W .
B R 1S

W IR FREhs ) BB RS oA, AR IR (20%), HLEE (28%), BRI A1 (50%) i IR FFI 2 {5 (52%).
(35 R Dravet ZEAAE B ILI & A HE3R)

Z PRI W] DA BOR IRRETT, BLEE 25 R AR D00 A A4, R MR 2 A5 DA 5 R R A2 A R B PR 2K
XFF Dravet e E LM SRS, £ AN HIRFRERT By 25 808 LA BE1E 6 M B 9 92> o

R IIH A -

2 R AL T I - BT A 0 IS SIS, 0t O IO N s D R B Ik, TR R AR S B Rk

XF PR RN SR, A I MO R o B A 2 RS R RATT H 8 AR, KB Z MEIR & S 20d S5 . Xy F Dravet £5
BAEBAH R, B R AF 2 /b (B IR M IR I 1), T ReI %, aniREE R KA R
AR, ATRERGET-HRER:

e 2 I MRS A 42 12 F) — A JE R

W IR S 2 308 A O 5 AR A A R S B TR 2R, T EL T B 2 1 A0 B NP 2R - — 05 T R A S B IR AN 2
T3 — 75 Vi R MRS 2 AR T A2 11 By P

R AR IR A8 A LA L WEMRRER T A U — B B A & i BLR U, 485 T35 R T 1024 RIAY7 7 R,
AT AR At ORI

WA Dravet SR A AEBH KRB, IRATIRMRTE A S MIENRGERE . XU ARH EZA . (X PURRA S
THORD R A I 0 !

AR Al RN RS T B -
SRR BRI T 7800 RIS, 7 54 ) REAT HE S FRORS ) IS 1 o

FHRIEMA I RAER TR BRI RAEBERMMESE, SIREMEE T REEMFEILT, /7 /F Tk,



ORI, AR Ao B F B 5 2

b) &

R WIS AE Dravet SEAAEBE PR Wo AR ET FAAERK AR, 10 £ ) A J R A R
ZIIHE, HaZsEIfE R S Zh A E AR R AT -

HEE— PP, WCRBOTES T MR B AR R I, R4 TR — MR R Hid. R HidaibE5wE
R BEES. Bl Eils, B2NETRRERIAT2EHEE. FHKEHE, POBREREM
BV TR o

BRI R HID « X AR I S 7 Rk R B A R -

WERATRERYIE , SORATDANR & Hig R, AR & B0k s S MR S BT R Bt il
YREAMRE WK FEOERFE, A4 -

ik (Physical) : &M RRAECEIEOL T, MITHZ AREHQRE MR LR KB E-

i (Obsession) : ASDs (H MEIE RFEAT) BIFHEZ —BURIRIBIT A, BE RN TEMAY MR
P OB B 2 P AR R B 28, U R T S R S AR T I AY AT AE -

JEJ RiAg - ATHEH B AT 2 AR R B R E A B T5 % BREF RS ACRERZ-MAC, dFEdz
REMET] -

R« R T RE 2 PR A S B W AR SR Y b el S DA 7 245 3 B i % o

AYRIER - ETRESTERE AN TM A2 G, ZTNRe IBhEsE AR L, BIEA XA S R
WM

W T MR 2 B8 KD, BATEU I R B TR0 o M 2B s — LB R R T B FR TR - (FE
Yeld,) HRIER A2 GRS E IR o

c) BiEHOR/ BEWRSE
Mk m R wER, BiEORREE R

HiE OARR MR AR, H— M8l AR\ B AT IR S, MEE DRI TR KRG R IR AE
MIPRAE, PO BB ERMEE— BRI F T N — L BE R, EX ARG ST R 2 A BRI . 1X
A FRBHE B WY A A T, RIS S IR SR

Bl : HEnAR

Galia Wilson - Arlo %15

Arlo Wilson &4EE£4 T, =X WL H Dravet ZEG1E. MW YT FBRIEA A EABAVZEE. LA
K, —ALOBREAESIFMAR N, BFAEE B R 28 s 0 T it (A 32 20 7R 60493

23



12184, Arlo JFURMEARVY, (HEER APk —Pift &y, FNEERACE LK. SMHBRRSE=AAF
B — e, aeineaOr, A A2 A, FRAXREFRIMNE , a3 AR5 IR H 1
REMIKIRE, Fit, MIFRAIREE TR RIE.

Arlo % -tk , M RARTAA AMA T, RIG4G. iRMAZAIIZ LAy K. R
WIS, Arlo Xt-&4y/™ & T GRS, EEA N HE SR RA 2 SbAEIK. Arlo BIEIRINIT T —M3LsL,
2RI BoA 2 SR E S IRE R . R, — BN, Arlo fik & XA AR Gt ST 4TIk JXI, R
RANSE— R T HiE N AR Arlo B, Galia Ml Oli IEH A IERERIXM %, ZTWFEILERIFH Arlo
R BRI A B, Fro T AR id K. Bk Arlo HFEZEGYETIE DR, XHAR T Galia Fii Oli
BRHEBEOAR PR T RS2

TEM ERF T AR, —KMe b, Arlo e 7 —BPNUKAT B4 B Bens, Xiki%ig Ol +4r ik . BlRHK
Arlo X BV LN T — A B, AT Ana s A B BT A 4. Arlo JT 4 11l B 2590 i A 2t
BRI — B P T % XBN A EXAFENLZ T, FABMKE, MiTReBEFA.

XA BAREET ZAH, Arlo UFMARIEHEI T X, Galia f1 Oli HIJoik#s, REFFAR. FEHE, ]
ZHAR KB, HRIX I Arlo R T RUZEYS, JLPFPAABARER. tends), ROaEH, BORRITE.
PR RERE, fMoft 4 R T MBI MARS, & EARBEERAR N e BTN AT,
BB AKHE, KphDEMR.

B, Arlo L T RBHEDFAR. Gali il : “RTFAR, RIMIIBELRAES, HR—AF, MENT

HOHEY, B AMDEIAR T, RIT00RR T, HEAEBRX A, ZANEMRTIRA I £ 2R,
KR RICZ L DATA 2 % 7 o7 Galia 1 Oli {ff%, Hi& N ARMAIFENB Arlo i F v /e IE A B R -

d) TE
BARIE AR TR

BEFW MBI ROLSEWHEABEVIR R ARMA R0 3h AR K 7 B Y -8 # 2 hBp .
XS A E T Dravet AL, fEHAMBR S GIE P W2 #1E, (HE'EA1S Dravet ZYIHX .

filgn - BEH N HHERS, Dravet ZRGAEE LA RS IERIAMN EIRSE, DA T2 AT Ass S0 A2 s 7l o
AR A EER T 7 A S TR WIE 3 RE ) -

TR S, WA FFE BT (il MK, ®cn, sEbH), B, S Anhiih e AR T
B N5 R 5% 5 ) o

REW5EKY, Dravet ZHRMEMETAET S Z RRAMPENE, HEHEMA, X2 EFHmE| sz
WOLtE. WHAEIT, ZFHEAELRYRERITHER, HEMAEFLNR, PELEHAR.

R AT DABAR 20 S0 R BEASCE %7 B A o AR S A R R BV B S RIS UL P SBER 3 TR AR B B2 Y
RN L%, RPN R R B2 E
Yy B ERY Ui



B IEL P
BB

e) tnp

AL W HE] Dravet LEAAER UM BT At R B 2, 22 00l i P I 452

X BRI AR, AL AW RE— ELF R R 2R 4K

Lol Y R A 2 4 A SR A GREQ B, At v AT IR 7 R A AR S5 LA SR 38 o

(TE3E[) X SEHUM N R EE M LE AR SR AR A IR B v o R AZORIEM AT A LXK o &

PHE R —Seiferi. WIN, ROZ I RESMSHEIL, MBATREA DU DA b LB AR A S5 0 2% PRSI
A

25



3¢

Y iran > =
%\ E HB
A A Dravet A MEM BT HLERAMEERR, M TEKRE, EE—EaH %
TR R I R R
X BEHH B R B B TV TE U s BT PR B TR AR S 2 o
KRR TR DL RS P BN LIRS LG, H T DR S o

a) Dravet ¥ 2H H HIHH]

WARARFT AR A R R A LbE 8 AL, IR ARFHEREAR AT AR B BME B . T AR DA — 4,
] DL A RIS ACH XA, DA T RS AR T ISR B AR BB B . BT A SR (45 4L A
FEILFT) #RRLZEST “RRBREE TR LB -

TR R S AR R L -

https://www. gov.uk/government/uploads/ system / uploads / attachment_data / file / 398815
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N T BT B4R Dravet S86E 835 # BY 92Xk, 2%k G 71 9€ [ B A3 9 Dravet ZR 6 4L 3% JF 32 4% B,
PASLHE B AT BRI A ot o X TR S A BRI K E RS 1000 3885

BABUFI H 157
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FEfTA + 738 K DAk Dravet L8 L 8K M ZBERE AT AR o REARIEREEZIPAG, DASLAIE JEAE LAt 05 T
AR R MR E R IR . HISATE@ NI, (B2 S Wk BB HE R4 1

AR T3 i 4E Dravet SR 835 242356 JT i 3 SR BI BT H , #0007 AN R BYBIX Ge o JEARRIYIH —
M REARFFHE BY , (A0SR AT DAME B RAT A AT H 3R AN B 29, vl DAREE B

qnAnT B9
PRAT DAAE DL T Rk R 3 35 #6648 : www.dravet.org.uk/ family-support/.

AR L, HLEHEEBURAR, FEZRBIEILT, HFRBE R RRM . X3iZ Dravet
LREAEIEE 16+ $R B S W] IS NI TS o

Amanda 3

SRR 24 5T o BMBEITA)E, WRRKRRM, XT—A4FEM Dravet ZG1EBH KM,
AAAER D HIZE BN T DR BAEZ B3 T B s Hiple. ik, $&[ Dravet LA ESH 4
16 2012 4R350 16+ R8I, JFA 16 X R DA ER)EHR BB

P2 KBS BEA N, iPad 20— MRIFIBURRIA S TH, Amanda w LB iPad 2238411, IFaE
WK Y. Wik, Amanda BRHN A BEARRETREG— G iPad.

HIE I TS H L EHE « B S5 Dravet R MEMISIHEN . RFEATEM B EH 4, XOEAS
HRMRLELFAL, FFRZD.

Amanda BIBIBRR « “BASRERE FTHRAMENS, FMIT UG58 RAES, T LR B al, i by
SIEMH TR Z MR . BURX MR IS R ), SR T IR IR Y e A A T 47

BERT, Amanda B REAESMIY, SRKME A HBHE A RBETH, BUfE, —6& iPad AT
PR ERFET R, TR T SRR TR “BATHER B SEE Dravet LEA1E 85 413
B BAVRR A K IRN SRR e AKX i A 8, Amanda B ISHh e, “Hlid 16+ 24
BBV, Bl L LA BRI Al A — AR BB i 2 S Rl sk 07 X7
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= 5 FKEERE

IX—FE R SR B W 459 3%, #5 B Dravet S5 B4R 5 HE 23355 A R A K
HERERAR . PRI MR R IE, 24 AT SR H W ARG R B A4
Ja—5, BATEA GRAE— 2R LAnE, AR, —BGERIEAINE.

a) B ADE AE T

BAEMT SRR, RE AT LRI BT R - BUE —UIEMRGE, RAEFIOFELL 5 180 B 5 2R
PRISRORAFHER . ATER S BRI LRUR, —UIMEEFRR &7 2R3 B I B i, AR
F i B R o

AR SRR A P E A TN IR, AP A DO AR TRFSE 21 (Eitkt 2 BERE B HE) LXK,
RMAFRFE

AR RILREBIWHE T RAMEN, FHDE BRI R T B E ) Shiofyis M A B, ERRdE
AR IR AT N2 T AR A 42 o

—3kHE AL 7 ¥ Dravet & BEE
b)) FIERZR

AT — A B A2 4 SR SR R AR SR A o (HY IRAEALBE LA, DA Dravet SRk ki HAb 1%
DU, SRESR FR TS 2 S H R o

01 RFEZM

RRZ AN RRAEE, Mg RBaRMAeE, 2yd, 220N, RMESE, UERHM—-Lat. Rk
PRFR RS RSTT S s B f e, 322 R THORAIRTY TR — . HR, #32IEHF, wWirkiihaA
SAEE R I FRBEFS W8 3L, B2A NIRRT &R

R R EHOAE, B XA . A — A Dravet £ # L1k AEREE T , 7]t 22 il 2 7k AUR - 1A R BT
AR 32 0 SR S5, AT DA BRI BB H Qo RPRFEDUT AR, ICAEARTTRA Z PN o

“RIBVFRAMEFRAE I, FATEGRAEAER— BB FRWAIERL, WEIRSILIFATER &R BAT 15"
———{\L 6 ¥ Dravet # ¥ B¢
PRV KRBT Z R R R B INZEY) T o

“BENAER B2 P — A R AT, 4 RFERGR B AT 28 408 #7420t H S 4P BT,
XA W AER AL BT . BATVEIL, KRIFRRBAFEINEE, R BATINA I B 22305 % 5 28 s Ao

W "



L, EEREEMRE.” ——fL 5% Dravet & H#:¥%

fit Dravet ZEEAE % B AR N B SCREREWR B VF 2 BBk, A A MEDURSZ MR MR oRkIT 4 . SR Xt
H—Ji e, IRBERFEITBORR « 2 FAREREAERZ, WA RS RBURIEES AR H20HE LR
A= H S BERZ, WA B A B 2 TAE B eSS Wi

02 A 5/~ iz

{£A Dravet ZE B AEZ T IR RE, (R PTAE BT I — LL O™ IR M kiR B T 2O AT B AN E, IR EBFf
fITH CHZFZ RSP0 . B LRI AR LR, MIISEBITE), Feild L ies A
REAS IRUBLAF AhBEIT , it EL A ARXEA A Bl B N\ 23 At A7) A RS2 AL G o

WA B B R, SRR HRRIARE RISMAT NI EERBRZ, KA
PR R RRINENZ L, AR AT B AT Bl R AR

———{ii 8 ¥ Dravet ZEA1iE B WIBE¥%

A B IS 2 5 )i Dravet 1 RRARGF I SAE, VR AT DAAIIR — RS [ 12 2 B 4 3 T fif Dravet 8 &4k
WRAATT B0 A FRBE R MRS KR S i, VR AT DMB/R I RS 2 Bu 5 IXARR T A ERREANR,
B HE— M EARA KNG . XA, BMEAEATIE DL 42, (REPREFEAREL, T AfE oabiz ik, iz
W] R R A 2R -

03 A Z 1]

A—AHi2 T Dravet ML & 2R RREIR BN RAR IE M KR . TRk Attt 4, Foid 20 RO i i
BOHR 2, T SMATHIAL M5 AR B3 B TAT N S, SRR & AR Eil, i A2
WL B, AR NS ERENHE A .

“BHEAPIRINL - Fl@NA, BOMIREZE, RERBAMBAIEIR ; #R 3 REIL, RAIULER
SRATHRIEREY, MI2BMR, I H2BRTAREFRBR. FERRMTMZE, WEFSRKESHE.”

——{i 8 ¥ K Dravet #% T W%
c) FRKRA

REFEARIXAE, (B4 —A> Dravet USRI MRA R — A i del . FETHITZ], Dravet EA1EE
TR S IR -

“TeBOR, VRGBSR SRR . A —4, mT B Dravet G IEM L LR T I RAEBE R, &
JEBIAAGAN, M IR P — AN T ROBHR IR B, R4 S5 B e A F- 7
——fi 8 ¥/ Dravet & yH3%

fit Dravet £x Ak 35 i 0 56 QLR R R AE Mt 1T TR 22 D AR S AR AN A BEAt AT DL 20 WO AR « S 5 8 AR , RS BRRA T
BT T HAA PRI T A 8, A — i .

XIS LS AR Bt ,  BEASRRE — PR 5 IR 4 o (MRS REKR L, WL2h JLRAE R Dravet LA 1E#
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TR E A A A, i HAE R,

T LI ph B B B SR IR RS o G SE =ANF K
——ff 7 % Dravet E&4E % 70 E

Dravet £5GE 4 S0 26 IR X PR B AR L AT IRV BRI E L o Pt , SRS Y R Il 52 R 1
B B T ¥ LT RN — B H W IS, AR ZE AT B e b B BB A6 - BL kAT 2R 5 IR
LEREIL, SHILMAIR B Dravet B 2 51850 % 3 g H Tk

WSRAR A% B S S SRR B R X, G R T DO AT — e R AR . I S M BT 28 EIX R T 2 H
W, DA B A AR IR 22 3 R L BESGREME DG o R4S BRATT SR TE I AR RO AS I ST (0 — A R ok 5 SR i e ot S 4 L
Pk, (25— iR Zh AR AT B 1] S A M BEAR Y B APIR DL, 4 SRR B . R IRL R IR
WLBERMTF R AR BF RIS , I B 8E F R B AR RE A& . R B AL, R
DAL Tl BEARTAE , AR 1R Ok A R IR A 2

BHRN, @S BAKEEE Wil EATHIEIE, WATRIIX L L I RE Frfl i) Dravet T2 M 75 X
S EREBRAN AARE, MADFRARIREER, ORI AT R R, AR A S0 20 A Ak
B O AR, BORAE N AT, SA S H AT B I i — ] o

JUIRIE IR : Spray FMHE

Jessie —{\ Dravet ZZ{AEES, Spray 508 T MBS T R B B RIADR ) . dAY =5 Tom,
A MIkER 10 AA KRR, SFEERER ARG, BIERAER R, hmking. ¥
vk, ER¥HHAITE.

Y Tom HIHE—IRFES 10 MH KRMKERAE, MIHEA RIS EBHAEN. b, sz
KUTEDL, RESETTOERKY %, KH LY Jessie &2y, MFFBABEK, M1 Rachel M
Dan %3l Tom #EWBAFRIEMFEBIE K, Rachel MR “BATTHIZFHE”

SR, RAAHF—K, Rachel K Tom HHM T LRV : AT ENEAREE, —HEFRXEK
Jessie, Tom X3 fErE,

XAGRIERE, MBIt 2 RS Tom Bfi.L, HTPL Rachel &if TAATIF T, il Tom
NG RS — —AFREBIRAE.

Tom SLAIGANFCH, ARMIEARARE, XA HA R B B i 55 . Rachel g 248k Tom BFKIRIR
K Rachel fv#4, ZHMHEIA (Multi Agency Team , MAT) skifnPA%: Tom fRAEHB), fE4
i — TR AR, Tom A T H BIX R .

A% Tom ZH T AL TAEANG, WTRAFHEMAEBI T MITE - $TRIEER. 75 LA A AT B 5
o Rachel # : “Tom {BARAZEIE, HEEZIERBMBREIZRE W T BE, HAAE



BAh, Spray —FK iy Tom HIE 7 .OBEW. W0 7 BEIRE AR, I H LKA A8 R H
BT RPERAEMIEE, Tom H—RKENHSM MAT B3G5, PAEEIEIR. Rachel 1 Dan {5, A&
WA Tom FEMBUNRRA R B (HE SR KK AR, Tom SREEEA Jessie FEHL,
A A LA R A S

i Tom W#LT, Spray —FHKEPKFIHRAAELNEH TR — “i - &R (irelate)”. A, Tom
BRI IR —TZ R “BEMERFT” BRI, fExH, AREEEHS R ESRALLE RIS Tom it =
K FAE, M 5

Rachel 5, 1E R R Bk, #3245 B Tom Rk AMEI i, Tom BYAEEEH LR AP o ABAAT] B3 HE 8 B 4,
FR Tom 402 Z XK.

Mark k& : F1 Dravet fHIH—K K

X—AKEMFWEARD, PiHZE “F1 Dravet ZF—RRARMHLAER? 7 BPR—AHEENHEY
AT, fHRA PR, XAMRAE. A2 ZFE, o — N FRREIE R M SEE A 2827 WE&T
o, BRDERZ R A iEe ) .

LB RIT XA —AF  BR B RAAER R B MR T, X SMHE, TRIJUEAEE b 5k
AT A — ARl 5 W AT N EA A X R — A IE W B, w1 AR M DL, O BAER KRR G,
AR BE 1 5t s BB VCE. T Rl ko

S AR - TS BRI, REKAETES A B R AR ORI, X RIER I BTk
S o

FIAE, XEKHE, FEFKBA - FXERHE KK, R “EW” M.
SR AR, BATEAFAT MR X B PRI 7 A S TR S o AELA S AT — B AR IR A R T AR
MN. fil Katie —RKARMRARNF, TIBRIEZFEERIAEMIEN SBIP BRI, AE 0585

T2 X LT B T — LRI 7, XA RE WA T RREAN . B LA
EMHE B BAR G T N AL, Pean R S AR MU A A3 DU R AR 1 S R o
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EUHE BYBARAGF T N, Pean R S i AR s MU A A3 DU R AR 5 O o

5 Katie —RBEK WA BIRAETE I A PIK : BILBEA—MHE FZ0. 2BBAMA, EMW
A AR o

/NG ME— RE MM Y ik FxEid s IEF IR SR Katie RAEHYI5

Ur| gy, AREFEHR EA “bRl” M= Em, GRS DR —RiE, 55, 88
ELFSN LR XKL, RSB A RRGE BUGAE — AR BB N ZARFR I B 2 2 AH A 20
FAE o] AR 1t 3 R AR R AR R — M BB, fE R BRIRTIR T, WATAREBIM.

A M FRAREAETE, TR LA 0 ik 25 S o P o B 7 S S0 42 A A Bk, et th 5 i L 4R R 4T
XILRTCIEAE B . BRI, WTRER A RNTERKT

iLH Katie HEAFHE ALK . FATBT Wikt L%, RGP EIE E—3EF. FICHFIMEBIEE
TERMGEE L, WATEIT R, WSk . FIBICAHMIRE B, (HIEMBZ RIS, RICHEF
TR, AR

MEEFRR AR, BITIREIR Katie MM BLH TH 4. RALARERS KREHE, (HELHER
Wh LAV R RS . Katie R0, X05E, P92 MBS BTT, (HAER L, d i R o BRABHTUAR M,
{EAZRVBHIE T R AT WIAEF G FE, HEEZHAT . TR R AT K .

| R, FIEFFRARMEENAFAGEN, M BAER A TR T — LRV, (HAERA
BARMPLIXIREN T, —i Katie K4 THRES R EIHR. KBEHILEMILTF K =AE7FHak R,
A Bl B BRAAT] B R o

BAVHE ARG, A2 ST WXER N ARG 5T, H E, B RIXAE.
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3¢

d)  THELSR

WERARAH —ALBA Dravet ZEIEM T, R EIRH—VLPFRESEEZ T 2 FEHBERNFERN, A
g se YR T IFE Y, WL T4 A /3l — L.

THARARLLAE Dravet B2 B 4% B9 35 ROR BRI 15 o AT 2 R IS BUR A FHBOIRE 457 A I AR B
AXRAREEH E, WERMART, HTHIMEAREE T AR

TAA Z BB EE M PR, SRR RO IR B A i o [ I R S A A g 2k LR
BEMTE.

“TR Y TE N TR IR 0 G B R AR UL TR B o SR A AT AT M U5 B LR TR T B IO A R — A BB T 1Y
0 5 QRASREMR FUR L ] AR B By, REMSBIRARRM . WREIUARAES MR, &
DWRBIEEIGE . WFET—&K, FEMIELIRNE, SHERERTT, (Hi2ahRREBMGFEE. SHEAN
i, SELETE AR, FAAATR ERE—2)0, SEEBHTEIE A, TR —FEI7
— P

——{iL 8 ¥ Dravet ¥ &%

LR, A Ol RN A RA S o MERRE A B B ST, X R —AIFIEE RIX TR ST b2 . diF
SR I BT 7 JUA /N 2388 35 3R i S B AL AR J00X 4 M SRR T RESE AR — AN A AL
i o — A AR A S Y R B B 4 o5 — P

o, RIEFEELBBAN S, REH QRGO , i ZRER H CRRE T

e) Bl

LIRKHAA Dravet LA AE M T F ZHURBL, REH AL EF5 RIEMI S, FOTIRIAER K 3505 5 F1%
T!

PRI TOE B H R T HE R B A AR AL o R L2 7 B4 AR BRI DA BB LR AT B8 IR AS AL L2
A 50 B0 A B e A A B T BN L R e A A IR A B A A R — i, EBUR AT, AT
AT IR EROZRIRIT, FONREAEMER. KR TR IR FE RO -

“RAIE R B FPRIRAT, EERRHR AT SRR . BB LT ROVRAE, RATFRE
BB A SIS PR B . el 2 R AKFRBERENTIN, (RAVERIE W7 . Rl
FBASI L — A RBHRRATAT, SRR AEIAEBIET ifr, T DA RRA 2 T E 24 1
7.

——— 4 5 % Dravet % TH151G

YFHAT, 55— AR T 9 VKB A K, UMD RSHEAT B3 o V7% 2 34T DAY
UGB, WA React, %4ISUIAREHZ, H4(5 B T www.reactcharity.org, (41
LI A — L R R AT H , RATR B2 KRN %)

) 3¢



¥i[d Dravet ZiHE B HHA WS HRA —LEHHRIEFRR S, HRATUAZIESM

“BAERI TR R B HRAT, REIFAIE . RSN T EEHMAL % Centerparces HIRIT, XXTRAN
KBCRRWHIALY o FRAT BB RMESFRA L, B BATHIRAT HLAB AL "

——{ii 18 % Dravet 4 1F i 1515

T#9EE Dravet fIRR 21X, EHEHRANII ML : www.dravet.org.uk/family-support/annual-centre-
parcs

ISR E B RAT, TE ORI M BRI ORISR A i DRV . SRR EIEE I (Genetic Alliance UK) $24t
— S SR, THERE I M : www.geneticalliance.org.uk

f)  TAE

%A Dravet LR AL X AR H % LA AR R B2 o

AR AT B LA S B — A, B TAR S B A AR X s . SRE EM SR, SRR Sy Bt
Zr, [ IR E B W BOE H 8 5 o

— SRR L — AR KHEE AR, BRI T 5 5 —SKEN WA NI TAE, DIREEF MR
o SHUATT B A

R EEE RAR AT 2L, ) I Ao 17 1A 5 B4 77 i B 19

“WAILMHS R M E R BE FATAEEE L. RAOTFIND], KGRI R 2 T/EHE InE .
AT HRBAI RS TAERR 1, ARSI DIRAERT A0 RE H F AR AR R, HBEMAAIX R IE
TR gE "

———{iL 8 ¥ Dravet L& 1E % BT 1Y

LREREIR PN, BRI SSTEE, WA SR AR R A R
“Wrk K VAT A, HR R TAERA T 1.7

———fiL 7 ¥ Dravet L& 1E % BT 1Y

HER M Dravet SEAAESF— i A8 r A2 - I R I o 783 I ) o B T 2L BRAR, IR BN 21T
A Ak, A HBRAE P L. IRIRA S B 5 — P REEIR, PRt AT DASR . A AR N
A AFAER TR Z], EETASEIRIME! 55— 05, RE 5 — A nT BRSBTS ) AR b A5 b

WERARIEAES S8 AR, AR IE AN R X A5 0 R B4 2R S Rt IE A A 55, R vl AR AR 3t T R 55 R LA 5
REWAME B -

B IR AL VR 2 AN S AR R R 5 Rt i e B i 55

X R BERBLIX T BERE A TR, FAIN TR R TARM AL, IR RIEF LI, (HRIR S
TAEH AR PR TR, SR AN Z W B3]

W .



QSRR T IBTE AR AR IR TG ZE G HERF H R B A3 , 5 A H By LB ZURN ek 4120 (play groups) BRI -
JUEE OO AL AT AR AR 7 — L A i B AL 205 (R AR A LAt N LT, DA A 356 BRSO3 s R A IR K

g) FLa 3

AR RE TG E 245 T AR -

— e PETT R LU S - S NSORBIMBAT AR L, LIRS RIXEIE , BT A0 20 A AT O ER AL Y
R . XA — LR E, HR A THIBEZ BH IR - Al B LRSS EIR 8B 7E% T 4%
VLT, BE 0N — LR S B S R E Sl o

AE RS R T RRARL, diE MM A0, RBREAERIEAINE. AL T IR SR 8
P REFHIIRSLAL T -

HBRE, PREEANEIRTE 2SR, AR N LN BT EA RS AR R AT 2L B QAR R R
Birh e LR, AT SR

BEARAEXT S, RIVRE—EIEH CRBIEPAR, (H R Y R A T, R BRI T AR PR AR B 5K JEE AR Bl o

WA PAE F 3 E Dravet ZRAEBE AL ILIZ “HOPE (##)”,

Johnson FMFELH F

2011 4¢ 8 A, XA 4 AAKK Ollie HBUMM AN BJRAERA KA, RS 8 - phEl#id
1 /NIARSE . BEAEF A PR, GRS A (MRD) Fii#E (EEGs), (HR#EZR
#WER—VIEYR. HE 2012 4 2 A, Ollie #H7 THFMIK, fEf—2 4 HETHARM, 45RMEHH -
SCN1a 4 LR FH: o

XAFECLEM TRE KT Dravet ZiGALMBIS, Pl A1 —HB22H, MATMEIRET Ollie &
Y AR . ARV, MTH CRREE AR AWt Dravet Z61E, BUP TN GWEA
et , BERERR B TR N B WA Wi .

XFN—IFUEEAEH I, FiX 4% BN, HiA Am%. Sarah %8 T Dravet Syndrome
UK |3, R T —E Bl s TER S MO, BT Dravet S MEARES RN LM, A
HUHRNRAT RTRERBF RO &H T DSUK, BEHTEENMTEE T Ollie S MAIE K
Mas. DSUK &%iF T Ollie M4 Sarah, —MAAKRRE /| KIEELIRIR. Sarah RPMAT,
AEAEIEA Z 0 NI —HE2 B FIAE R S o AT A PR T !

Sarah it : “BEANBATITIF T —H R BT T T AN, MATENE RS2 AT 82T

LT 4o IR T WARIRA — AR T A 8 S AR R AL D8, 505 25904 5 0 103, B R 7 il
t2#47. AHAMARRIE Dravet GAAE, FHRESNER, JUIHRRAT TR H R B LT
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PIRHBEIIR (Tl % I B2 T A RE RN, 7 OABLT A A A o B /A 26 7
kBRI TS 5 S BTG — RGO « BRI B BT 2k 57 1. BAATRATIE 8 2 L T,
BRI RN T REFNL .

Wi, Ollie 72 2013 4 12 J 27 HIA% Dravet ZAE% . DSUK MBI A, LR
Ak 543 A I

Dravet & KRS

Tom Perry AT 1993 4 12 H, i AH KIE— IO LME. B—ICEMEREET 40 28, 2
JEf R T 9 AN WIHREFE, Tom HERAJLAR ZME—IK ; MIKEHERSAYRL L. M)E,
Tom WA B A 2% -BA WO, FEIT WA 2Rl KAk o

Tom W Sue il Adrian —EAEFHIFH . MR LHERMXSES, D2 ZF2 AWK 7

KU EANER, WIFRITKIEMAMESER. RAZZEMAH, Wil T B ERMEE. B
#| 14 )5, 4 Tom &THiiLh Dravet LZiGAE, AUKN RS —KBMME KA TR T Nt 4
B 2AWN” MER, STIEME Sue RT .. XE—MEFRESFEHPHE, THERERA ; M1
B IETE -

W22 )5, Perry —5ilil Dravet Syndrome UK 52| TRZ % #F, RN Tom A4 LSLESE
Btk B AeE, JE—O0r “—kMEN B (one-off with lousy epilepsy) . H—REZRELRA T FIFERY
Wb¥%E, FH—4> Facebook igixnI DAL AER W IR RIRFFEER

Tom F.% $0f th B T WIZGMITE DL, #2. 1525, ST EAL 18 M H, BERSASMERNEE. &
WL, Perry —ZKii%i% London i Guys BEREa$, AREMBEERILAER . Sue it : “XEA
RO A%, WA Tom —REEEREE, RMLR Adrian TE, R LR EERE. ZFEHES
WRLE, ERER B IA] S HA E PR R BIR R, PO E AL RIEEL T NHEE, BAE
LR . “

4, Dravet Syndrome UK #i2x1 Center Parcs 26 p—ANFIERAKIEZ. Sue 3t : “BAlIFE—ES
5iE5h, MEEEERRAELT, FAEMNEIEXBEAIX L ZE N A T M Tom —4#, Hi
REZRMM . Adrian FFZBUXRIEANAT, JoHEAEME 5 R4 9 SRR T &8R- BUAEIX
BA Perry KEH i —Es%. BABERBRYE, HARNEEE Tom FEid 7 EMEEHE DL
BB 19 X7, Ml ZAFNFCEBEE TR T, TRl 1-2 KB, SR FRR .
Tom fRIIK, AR ERL
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Dravet B8 2K

Iwan EANCH B Z. AN NS W B Dravet L84k, ELWIZHE], Iwan A5 Dravet
LREAEA R AR, (A B NS S 3% 1) R SR A B il . Iwan 18 8 AN H B SE — UCRAE,
FEET 50 4poh, 2K Kelvin FEERIZK G RHLM . Kelvin /& THATINE 5, VLK Dravet £56
AERT AN SR I 500 o

AR S R FHEE, BT TRKIBZER R, HHEKIT0MEER , R TCEERTITF T,
PR — W EEERTTH . Iwan IEFERAE, MRZBAE TR AR H)E, SUTELLZHA
IAFIERE, XMUEREARMER R . XRKREZ BT, BAMEENTEN, 2RISR 4. B
EORBMEFMELNAERFN, FABLERY RS, RTUFHETRESIN. EAERZ Ivan 1
L. BRIEBFFHSWR RMAIK, RIG RSB PP RR, RIERILERR. RERELZETETH
LRI o

Iwan A4k H B RAE, Heather, MET, TR HN. REBERS TR, HZEERT
A J5 H oM, BRI T &R A SRR, AR FRRE KRG EEEEAEE. REBA,
P b B 5 o

I TAEAERLF, AT AR BTG R I 20 T BT RO, R BB A RS AT ERAR A R B A R et
4y PORBIHRARIE S RMAT . FAEIR A I LAM B I ] S0 5% A%

WIRFBA AL, REWEEA LRl T2 RO AT 2 B T X AR
M, EHEMATEABCRANAZL, MEMEOLKEFRES T — 4%, —X—rWHEE, DRBL
LR Iwan, H—NHAFILE, MRS ORI, A—lig. (R, HHREEELIR
XA, AT A IRAL

EHATERT, S8 7 JUBHEA, FNITIRE S S8 RSO 259, 2593 Iwan R
FRTRRIROR . AL RAXIANE S Dravet i, RATEMBEE TR, EH MR &GS

Jak, Heather fE—AMtii/NLBE] T — 5%, MMZFRIERS Iwan BHERHHIEL FATdmEA
ZORMENIIR, Iwan WEARZET . EEFAROPNARE, &P T Dravet SiA4E. 4
KAV LS EAFIAL B, AL RS R EARAE S Iwan MBIFAY, REBHRE, BH%
AR TGOTT IR . AR — BAURORNG_LIIRbRE , MR , )R8 RGBS B I
WA EREE] T —FER

Az e, TATKIFMEHH Dravet Syndrome UK #L#f, FHIEH TE KM% . Facebook #:
BEH R RAN /NG RE— A B RS B B BURSZ R RIR, 2 RBLR KN ERI 5 . Al 23

Center Parcs =k, & 7 —SRFHIAL -
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BEZHK (The Dads’ Night Out) #yZ:Jp, HAIAIRIARLHIE 5 Dravet ZEAAEATE R 2 REHMA
RIS, AEIFA R FIE I I8 IS — X R IR A A !

Ff—7#f Dravet E8—_Lid EAY Ale 5% (Manchester fil Leeds 2 [H]), 355 7 E# G40, 45
Ui#4T Ben Nevis ( ik ), Yorkshire Three Peaks 1 National Three Peaks.,

Dravet 42 UUR—MREREM, R MEBETMHT, wTURBZRNAMBNK . ZR-LZA
BEIR Lt — SR B SR TR o
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