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Most common areégiver Concerns in open response sections. -
= 8 (A l% -
I .. - 0[ I —
oncern (n)
Speech/communication (cannot vocalize pain) 43
Sibling impads 42
Cognitive/developmental delay/regression 39 E/(,
Behavioral issues induding violence and autistic traits 34
Long-term care when parents are gone 27
SUDEP or death 21 .
Lack of independe nce ‘constant care 19 2 ﬂ-kj- Eﬁg E/ ?ﬁB
AIL\R.:'[}‘rdeIL‘sSlOIL‘lsU‘d[IUH (parent) 19 . i — E‘/ =
Mobility 17
Finances (parent) 15
Quality of life (Family) 15

I

Medication side effects 8 3 %D/g ﬁ v\—/\E_/uI:
3 Caregivers were asked to “List the top 3 concerns for the patient or family” after ° nll—“ =g EE I‘E L/

seizure control in open response. Responses were categorized post hoc
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Patient Age

SPECIALISTS SEEN

Pediatric Neurologist
Speech Therapist

[ ipationa herap
Physical Therapist
Emergency Medicine
Specialist

Dietician

Geneticist
Neuropsychologist

ISSUES EXPERIENCED

Nocturnal Seizures

Severe Developmental Delay
Gait Disturbances

Ataxia

Osteopenia

Broken Bones

0
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o (@ |o

QOverall

n/N

(%)

| 137/233  (59)
111/231  (48)

18 (53)
19 (54)

34/223
49/223

8 (24)
11 (34)

(13)
(20)

(15)
(22)
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Figure Key:
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20-29% 30-39%

40-49% 50-59% 60-69% 70-79% 80-89% >90%

Fig 1. Specidists consulted and issues experienced by age of patient.
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Fig. 2. Mental retardation (MR) in patients with Dravet syndrome. MR in the patients
with DS with autism was significantly more severe than MR in the patients with DS
without autism (P=0.007). The frequency of profound MR in patients with DS with
autism (4/9) was significandy higher than that in patients with DS without autism
(1/28); the frequency of mild and moderate MR (1/9) was significantly lower than in

patients with DS without autism (15/28).
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P=0.002

4.4

Profound MR
13.5%



I ERIE(Developmental Quotient)

RE(EZAE 2 EEATERES , 6 ETE , +EHE
EFFEIERIE 3 RIFEERNIETRME

(LERSFEE R B R SIS ERUIEHERT 24/60 (1EZE)




«- ¥ xscs3nzxiISSETR

7\ -O-;
AN
Y s
: % —u
~ -
N g -
Y R w-ve




Lz )

- FRIANN5RTI(45")

- [BEZL

AN

%‘h,; E'ZEJX

= THEEfZIS

* §§“§':_

FFEH 4R

5

05| 70R05ERS

ERRAEESS

2.(F. HUE. FE
3. F AR5
4 MFERE
- BERES
1 FJ? FEIE
2 REEN. BB




- RENE
- REENEFES

- ZEERIRIY

1. B N5

il

=25

2 (R R EEAT
- ADL
* Play



F AR A

- EIEIREERFTE RIS EE K . Kis
s HIe BT ARIRIFThk.

» FARFFERAFEEIEE r] e (EFSRIASEE
ERGEE (RR. FE. 577) ZKEHE.




=) FRMBER R BEs &S

111

R, BN,
Ri3A

-FIRGAR MRS

M IR I ZREnFEs

Jj

B/ 580
;;a

==

III11I|

8

B =BRGP+ IRIZE

umbu




=X EEE . RR.EH

SHEE. B, BEgEE fERRHITIRE
BEEEHEHERRN BN
DIREEE RN JRREEE

Ui, JE. 1CE “[BAE MR




E5eEs,
PRI
T EIAL

T




feAE ERE RIS

- (FRY) . BN RS TR
EFREEE,

- #T
]
- R . B HIBEFHRIERFEREE.

HL




- 18 A (IBAFHE)

]

B RFIRRHEEERZR0FI06E

19



g_

(BEFHR R EE
=EaIRIS

- ERE—EEMAYEE  FE

—=C& memory retrieval

—#B4%% Organization

~[ERERER problem solving




—E= BARYEERES] language and reading
ability

_HIE4 |deation

|I'I'I'I|I

E{/ELNBE graphomotor function

21



=R

Z=IR

TR =R

"E‘l%

’éﬁ%'J-|—/g\x




SR=—FF. o. BF. TE8EIR, | 565K
S OB

)

== HITRAE

+  Donaghue and Lamme : Z2EZ285] , HER

7NEiIS
1. FER/NIABYZEERE small muscle development,

23



a A W N

FHR#7EE eye-hand coordination

o LR ESEssER TR,
afLA—= Y/ [BERIEE B R,

A LR FEHIIEAR |, fRlL. 1BE

LUK R EEEIRIERP.
AP right-left discrimination




ERTE

A. BT HEIFEREBEIRS%E
11555 B KHVAR R

B. FIEEERFFHitt—iC/E
| EEEmES/IREK

2 SETRIE

25



3BER. BF
C. FiEpFHiEHl
1 34K

2 SEESEER




i

Al (BIEBEME







B1 sEEFMEEE IS 1E B!l






B2 1t FRER TS AR







1El_$:.|: 57 \Eﬁj::l:ﬂrﬁu
Cl



- (BETES R




1El_$:.|: 57 \Eﬁj::l:ﬂrﬁu
C2



(BEFIET =




1El_$:.|: 57 \Eﬁj::l:ﬂrﬁu
C2



(BEFIET =




BT

B/ %R

EAN/NNPIRS
’ Bﬁ?%ﬁ%ﬁﬁﬁ_v\ ' "g'?
1. &ﬁ%“rﬁg
2. RIZEHIHPED. 1=

2180+, s



3. F3R-F3/]

EIRIEEK)

4. FhtEE]

\ERPG(3RHITELE.

5. Evh. BEw

6. EETEhEAYGE

che. 18

—

FRHYBRPA,

3 =3 N




FRAR/ RET Ere

B, Swh. BE&w







aTiay

=

NS
1E8







- AR BRI
~TeR/ B=

* AEER:

=z
=

1
T &

|
in
.

=H>
jm
Ll
(1

)\
!
2

# B

N

]

o fh

(im

e

, BB N\FE—55  $hT

ju .

it E T

T ES AR/ 2 TN/ B/




- IRE-RERL (RG>, BAREE. F
R hE =R AR ERE




)



T — —— Y




umu
Ll

{EIIE.

.—*—.

%

j&i‘«

1R E 1l B R AME

B IS FEERIREE R, BIARIRES

YWD ; BriSERP

R B2 58 LY
120 IEEL - - - o




gl

=) 77 FRE

» MEERECSAVERBIRRIER | BB

[R5 RIESAEENE , 40

1 M2 iEEsr BV RENREIE TR |

2 ZECRFERHY ;
3.EE I EE = R

I— EEUCAL S

28

X7+ \IZAF

B,

5..

°0

zll



4. ZFIRIRISAIIRTF ;
5. RIS AR S E D ;
6. B4R RFRYM 0 FiEHl B i AN =E.

B FRYNIER M AR RS A

- BrRYRHEmAL R B RIFEN |, BENE. 8
SARESIBF AL B A EE | =AE

114




B ... EIKIFFIEREIERRIENERR.
B, BeEMERIERRMEFHAES | BKREAR
HEHENRE, EALE,

{EEEN F3g FERAYIR R Ed okl
- THRETHEN | KRR R TR

HI:IEJEA AEQE /-I\EH IEEQ}J




- AR D RERY R B E (2 IERE - 505 177
Bn— BB IRV — e 2 8i) EEIR (AR
. R, RREER).

- EREHHEREDENERBAEES

 EEARE RSB ARG
VAN
B

NN R N I e e = N = I I




BB REIER

HE 45 58]

1Z8R. SFERRAYD. BsE. RNEL. SEE...

I.I.IJI

15| SEMEAmENE

ZRZEE"U:%%( =| 7]~
3.5|8oHRIRAG

AR)

31



4 BRRE

* Dravet Syndrome UK. Dravet Syndrome Parent’s Guide.
www.dravet.org.uk
* Villas N., Meskis M. A., Goodliffe S. Dravet syndrome:

Characteristics, comorbidities, and caregiver concerns.
Epilepsy & Behavior 2017; 74: 81-86.
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