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Posznag gegpiunty CDKLS5 (CDD)

Takxosx Bigomni sk: posnag CDKL5; enyegpanonaris CDKL5; eninencis,
noB'sa3ara 3 CL5; paHHs gNTSYa enizienTnYHa eHyegasionarisa-2; X-
3Yern/ieHnn JOMIHAHTHHH CUHAPOM iHQpaHTH/IbHNX Cria3MiB-2

Ozanso

Poznaa pediumty CDKLS5 (ckop. - CDD) — ue piakicHa eninentuyHa
eHuedanonatia  po3suTky (DEE), cnpuvuvHeHa naToreHHUMu
3MiHamu B reHi CDKL5. XapakTtepHuMu o3HakaMun CDD € BUHUKHEHHS
Pe3nCTEHTHOI A0 MpenapaTiB eninencii B Ay)Xe paHHbOMY Bili Ta
3Ha4yHa 3aTpVMMKa HEPBOBO-MCUXIYHOrO PO3BUTKY AWUTUHM, LIO
BMJIMBAE Ha KOTHITWUBHI, MOTOPHI, MOB/IEHHEBI Ta 30p0OBi YHKLYji.

Yacrora

Yactota BMHMKHeHHST CDD npu HapomkeHHi y BenukobpuraHii
(WoTnaHais)  ctaHoBUTb  1/42400  >XVMBOHApPOMKEHUX  AITEN.
3axBOPIOBaHHS MEPEBAXHO BPAXKAE HKIHOK, CiBBIAHOLLEHHS CTaTew
CraHoBuTb 12:1.

Erionoris

3aXBOpIOBaHHS  CMpUYMHEHe MyTauiamum  abo  feneuisMm B reHi
uMKniH3anexHoi kiHasun 5 (CDKL5, Xp22.13), po3rtawoBaHOMy B X-
xpomocoMi. CDKL5 — e KiHa3a, ika NepeBaXHO eKCNPEecyYETbCs B MO3KY.

Hiarnocrnka CDD

[iarHo3 Ha po3nag aediunty CDKLS nigo3proeThecs Yy MaljeHTiB 3
PaHHBOKO  EMiNencieto, WO CyrNpPOBOMKYETbCA 3HAYHOK 3aTPUMKOIO
PO3BMTKY Ta MOraHOK peaKLiero Ha NpoT1HaNaaosi npenapat (ASM).
leHeTnYHa ineHTVdiKaLis natoreHHol MyTauii CDKLS nigTBepmkye Lei
JiarHos.

Bik noyarxy 3axBOproBaHHS

Hanaam 3'9BnstoTbCst B nepiui 12 MicauiB XXUTTS AUTUHK, YacTO HaBiTb
B Mepwi TWxkHI nicns HapomMKeHHs (cepeaHi BiK  Mo4vaTKy
3aXBOPIOBAHHSA — 6 TVDKHIB NICNS HAPODKEHHS).

Tunn Hanagis ripm rnosisi
3aXBOPFOBaHHS

HalnowumpeHilmMM TUNOM HanagiB Ha MouYaTKy 3aXBOPIOBAHHS €
TOHIYHI  Hamaau, 3a HUMKM WAyTb  EMiNenTWYHI  cnasmu,
reHepanizoBaHi TOHIKO-K/IOHIYHI Ta (oKabHi Hanaaw.

Tunn Hanagis nig 4Yac poO3BUTKY
3aXBOPIOBaHHS

Min dvac noganbworo nepebiry 3axBOpIOBaHHS — MOXe
criocTepiratcst nepiog 3a BiACYTHOCTI Hanaais (3 ASM), sikuii
TaKOX Ha31BAIOTb «MEAOBUM MicSLIEM»,

ToAj 5K 6inbLuicTb 0oci6 3 CDD npoaoBXytoTh CTpaXaaTyh Bif Cra3Mis,
WO BaXKKO MNiAAAtOTbCS JIKYBAHHIO, i SIKi 4aCTO CynpOBOMKYHOTLCS
MySIbTUPOKaNBbHYMU Ta MIOKIOHIYHMMK Hanadamu.

Takoxx 6yno BWUSIBNEHO OCOBAMBMIA TUM Hamagy 3 TpuBasMMu
reHepanizoBaHVMM TOHIKO-KJIOHIYHMMM eni3oamu, Lo TpUBAKOTb
2—4 XBUVMHW | CKNaaloTbCs 3 TOHIKO-BiGpaLIiMHMX CKOPOY€EHb, 3a

AKMMK CRiaye KoHIYHa hasza 3 cepieto cna3mis, sIKi, B CBOO Yepry,
NMOCTYNOBO MepexoasTb Y MOBTOPIOBAHI AUCTanbHI MIOKIOHIYHI
NMOCMUKYBAHHS.

OcobsmimBocri EElr

Ocobnueocti EEl BapitoloTbcs Big nerkux Bigxunenb EEM o
rincapuTmii  NpyM  MEpBUHHOMY MPOSABI  Hanagis, Mpu LbOMY
NMPUrHIYeHHs cnanaxisB € PiaKICHUM | HETUMOBUM.

KomopbigHocri

Y XBOpMX CrOCTEpIraETbCA 3HaYHe BiACTaBaHHS y po3BUTKY. [lepen,
MoYaTKOM HanaziB MOXeE CrioCTePiraTUCs BUPaXKEHA MMOTOHIS, @ TakoX
[paTiBNMBICTb, HAAMIPHA MIAKCUBICTL, COHMBICTD | MOraHe CMOKTaHHS.
lpyba, ppibHa MOTOpUKa Ta KOMYHIKAaTWBHI HAaBUYKM  TaKOX
HaZI3BMYalMHO MOpYLLEHI, | BiNbLUICTL MALliEHTIB HE MOXYTb XOAMTH, @
6araro XT0 3 HUX MPUKYTI A0 iHBaNIAHOMO Bi3ka. KOMyHikaTuBHI cTpaTeri
06MEXyIOTbCS  €fleMEHTapHOI0  HeBepbanbHO — KOMyHiKkaLien. Y
MaLiEHTIB HEe PO3BMBAETCS CaMOCTIMHOCTb B XapyyBaHHi. [10 TOHKUX
AMCMOpMIYHNX pUC 06/IMYYS HaneXaTb BUOOBXEHE/LLUMPOKE 4O0I10,
rnMBOKO MocamkeHi ovi, Aobpe BUpaXkeHa BepxHS ryba Ta BUBEpHYyTa
HWKHA ryba, TakoX, MOX/IMBO, 3aXBOPIOBAHHSI MOB'S3aHO 3 KOHIYHUMU
nasnbLUsMU Ta BasbryCHOIO AedOpMaLlield BEMKOro Masblis CTOMW.
CTepeoTunHi pyxv pyK € 4OCUTb MoLuMpeHUMA. [eski naLieHT MoXXyTb
MaTu CKOJiO3, PeCripaTopHi Ta LLTYHKOBO-KMLLKOBI NPO6ieMm, a Takox
npob6semm 3i CHOM.

BigmiHHOlO pucoto CDD, sika 6yna BW3HaHa Ha paHHii cTagii, €
noraHa @ikcauis nornsay Ta noe'a3aHe 3 LM YHUKHEHHSI 30pOBOrO
KOHTaKTY, @ BUMIPIOBAHHSI FOCTPOTU 30py abo MOpyLUEHHS 30pOBOI
(yHKUIl TOMOBHOMO ~ MO3KY  MOXYTb  CIYXXUTU  KOPUCHUMMU
MOKa3HWKaMM pe3ynbTaTiB Y MalbyTHIX KMHIYHUX BUNPOGYBaHHSIX.
OuikyBaHa TpuBanicTb >XWUTTS 3 po3nagoM gediumty CDKL5
HeBiOMa Yepe3 HeAOoAIarHOCTUKY Y AOPOC/NX, ane, TUM He MEeHLL,
BiJlOMi BWMaZKuW [OBOJi AOPOC/IMX MALEHTIB 3 UMM pO3/1a4oM.
MpOrHO3 YacTo HECNPUSITAMBUI, 3 THKKUMU MCUXOMOTOPHUMM
MOPYLIEHHAMX Ta AyXe Pe3UCTeHTHUMW  Hanagamu, LWo
36epiratoTbcs y A0pOCoMy Billi. CaMOCTIMHICTb Y TakuX MaLieHTIB
3a3BMYall HIKOIM HE [OCAraeTbCs. TOX MaWbyTHI AOCHIMKEHHS
MOBMWHHI KpaLle OLiHUTK BapiabenbHiCTb (PeHoTUNY Ta, HanpuKiag,
BMNMB CTaTi Ta COMaTUYHOMO MO3aiUM3My Ha  TSXKKICTb
3aXBOPIOBAHHS.



JliKyBaHHS

NlikyBaHHs Mae 6a3yBaTvcs Ha CuMMMATOMax | BUMarae
MynbTUANCUMITIHAPHOrO  nigxody. [ns  nikyBaHHA  Hanagis
BMKOPUCTOBYIOTbCA MPOTUHANaAoBi mpenapaTtu, BiAMOBIAHO [0
TANy HamagiB, Ta KeToreHHa pAieta. Hapasi raHakconoH
(Ganaxolone) € nepLmm creuianbHO  3aTBEPAKEHUM
NpoTUHaNaAo0BMM MNpenapaToM Afs NiKyBaHHS Lboro posnagy (Ha
[aHni MOMeHT Tinbky FDA B CLLA), a iHWi KniHiYHi BUNpobyBaHHS
e TpuBaloTb. [HWMM, MEHW MOWWPEHUM METOAOM JliKyBaHHS €
cTumynsyis 6nykatodoro Hepsa (CBH).

HedapmakonoriyHe nikyBaHHS BKOYa€E i3nyHy, TpyLOBY, 30pOBY
Ta MOBJIEHHEBY Tepariito.

Or/issg BrsinBy Hanagis, JliKiB Ta
CYrnyTHIX 3aXBOPIOBaHb Ha:

* NMOBEAIHKY

* COH

* HE3AJIEXHICTb

* MOBCSKAEHHY AisIbHICTb

* NCUXiYHe 340pOB's

* 3arajibHe CaMonoYyyTTA

Hapasnre nayieHTy/onikyHy:

IHAMBIAYanbHWIA NNaH HeBiAKNAAHOI AoNoOMOru

Mopaan ans 3MeHblueHHs pu3nky SUDEP

[eHeTnYHe KOHCYNbTYBaHHSA

IHAuBiayanbHy peabiniTaliiHy nporpamy

MnaH NigTPUMKK NauieHTa i onikyHa (HeMponcuxonorivyHa ouiHKa,
CynpoBia, NOTEHLMHa NcuxiaTpuyHa NiATpUMMKa)

lMocnnaHHS:

+ CDD Orphanet summary

+ Leonard H, Downs J, Benke TA, Swanson L, Olson
H, Demarest S. CDKL5 deficiency disorder: clinical features,
diagnosis, and management. Lancet Neurol. 2022 Jun;21(6):563-
576.

+ Frontiers | International Consensus Recommendations for the
Assessment and Management of Individuals With CDKL5
Deficiency Disorder
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AsTopu: Carol-Anne Partridge (CDKL5-UK), Diane Carroll, Genetic Epilepsy Nurse Specialis and Prof. Reetta Kalvidinen,
cneuianict 3 reHeTMyHoi eninencii. (YHiBepcuTeTcbka nikapHsi Kyonio, ®iHnsHais). MigTpumka EBponeiicbkoi Komicii y
CTBOPEHHI L€l Nybnikauii He 03HaYa€e CxBaneHHs i 3MiCTy, SKWI Bigobparkae BUKIIIOYHO NOr/IsSiAM aBTopiB, i KoMicis He Hece
BiANOBIAANbHOCTI 32 6yAb-siIKe BUKOPUCTaHHS iHchopMaLLii, Lo MICTUTHCS B Hill.
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https://www.sciencedirect.com/science/article/pii/S1474442222000357?via%3Dihub
https://www.frontiersin.org/articles/10.3389/fneur.2022.874695/full#%3A~%3Atext%3DCDKL5%20Deficiency%20Disorder%20%28CDD%29%20is%20a%20rare%2C%20X-linked%2Cto%20seizures%20from%20infancy%20and%20severe%20neurodevelopmental%20delay
https://www.frontiersin.org/articles/10.3389/fneur.2022.874695/full#%3A~%3Atext%3DCDKL5%20Deficiency%20Disorder%20%28CDD%29%20is%20a%20rare%2C%20X-linked%2Cto%20seizures%20from%20infancy%20and%20severe%20neurodevelopmental%20delay
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https://www.frontiersin.org/articles/10.3389/fneur.2022.874695/full#%3A~%3Atext%3DCDKL5%20Deficiency%20Disorder%20%28CDD%29%20is%20a%20rare%2C%20X-linked%2Cto%20seizures%20from%20infancy%20and%20severe%20neurodevelopmental%20delay
https://www.frontiersin.org/articles/10.3389/fneur.2022.874695/full#%3A~%3Atext%3DCDKL5%20Deficiency%20Disorder%20%28CDD%29%20is%20a%20rare%2C%20X-linked%2Cto%20seizures%20from%20infancy%20and%20severe%20neurodevelopmental%20delay
https://www.frontiersin.org/articles/10.3389/fneur.2022.874695/full#%3A~%3Atext%3DCDKL5%20Deficiency%20Disorder%20%28CDD%29%20is%20a%20rare%2C%20X-linked%2Cto%20seizures%20from%20infancy%20and%20severe%20neurodevelopmental%20delay
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Posznag aepiupnty CDKLS

Takxoxx Bigomni sk: posnag CDKL5; eHyegbasonaris CDKL5;
eninericisy, noB'sa3aHa 3 CDKL5; paHHs gnTsaYa enisientuyHa
eHyegbanonaris-2; X-34ernneHmnn JOMiIiHaHTHHH CUHGPOM

iH@paHTH/IBHMX cria3MiB -2.

Orniag

[Oediunt CDKL5 (ckop. - CDD) — ue piakicHe reHeTWYHe 3aXBOpOBaHHS,
SKe B OCHOBHOMY Bpaxae AiBuaToK. BoHO BuKIMKaHe Aedektamu binka
CDKL5 (umkniHzanexHa KiHazanogibHa 5). [edekt CDKL5 BMHMKaOTb
yepes BapiaLlii B /ioro reHi, po3TalloBaHOMY Ha X-XpOMOCOMi.
X-XpOMOCOMa € OAHI€EI i3 CTAaTEBMX XPOMOCOM — XiHKM MaloTb ABi
X-XpOMOCOMM, @ 4YOJNOBIKW — OAHYy X-XpOMOCOMY Ta OAHYy Y-
XpoMmocomy. [oBedeHo, wWo 6nmsbko 90 % nopen, y S[Kux
aiarHoctoBaHo CDD, € XiHKaMu. AmpKke XIHKM MatoTb Apyry Komito
reHa, sika 3gaTHa HoOpManbHO (YHKUIOHYBaTW, @ YONIOBIKM — Hi.
TOMy YONOBIKK, SIK NPaBWO, CTPaXAatkoTb Big 6inblu BaXXKMX hopm
3aXBOPIOBAHHS.

l'eH CDKL5 MicTUTb iHCTpyKUii ans cvHTesy 6inka, sikui noTpibeH ans
OpMyBaHHS 3B'A3KiB, HEOOXIAHVX 411 HOPMA/IBHOTO PO3BMTKY MO3KY, A
Bapiauii B reHi npussoaaTe A0 AediuMTy piBHS UbOro 6inka. Takuit
fediuMT BUKIMKAE Hamagu Ta psa 3aTpUMOK  HEpPBOBO-MCMXIYHOMO
po3suTKy. OfHaK 3a/MILAETbCS HE3pO3yMiMM, $K came Ui 3MiHv
BUK/IMKAIOTb crneuwmdiyuHi ocobnmeocTi CDD.

BinbLwicTb Bapiaiii reHa CDKL5 € «ae-HoBO», TO6TO BOHWU BUHWKaOTb
BrepLUe i He NnepeaaloTbCs Yy CrafokK.

Hackinibxn nownpernnsi CDD?

Hacnpasgi aediunt CDKL5 € pigkicHUM 3aXBOPIOBAHHSM, YacToTa SIKOro
CTaHoBUTb NpubnmsHo 1/40000, npuyoMy, SK BXe 3a3Ha4yanocb, AiB4aTka
XBOPItoTb B 12 pasiB yacTille, HdX XJI0M4MKH.

Kousin BnepLwue 3'9B/15110TbCH
CUMITTOMMU ?

llle no mosBM HanagiB 6aTbku MOXYTb BMSBASTM 3aHEMOKOEHHS LWOAO
pO3BWUTKY CBOEI AUTWHW. BOHM MOXYTb MOMITUTW, WO AMTUHA He
BUKOPUCTOBYE PYKM HOPMasbHO, @ Aesiki HEMOBMSTA MOXYTb BUSBMSTM
MEHLLUWI IHTEPEC A0 OTOYEHHS, HiX iHWI AiT1 TOro X Biky. Hanaam MoxyTb
3'ABUTUCS BXE B HOBOHAPOMKEHOMY Billi, ane 3a3Buyait BOHM BUHMKAIOTb
MPOTArOM NEpLUMX LWECTU MiCALIB.

Ski Tvnmn Hanagis
criocrepirarorscs ripyn CDD?
lMpn UbOMY po3nagi MOXyTb CMOCTEPIraTUCS KifbKa Pi3HUX TWUMIB Hamnagis.

MoyaTKoBi TWMM TakoX MOXYTb OyTW pi3HUMM, ane HalidacTile
CnocTepiraTbCs TOHIYHI Hanaam

(ckyTicTb pyK, Hir abo Tynyba), eninenTuyHi cnasmu (CKyTiCTb PYK i HIr Ta Haxun
ronoBK BMEpea), reHepani3oBaHi TOHIKO-KMOHIYHI Hanagn (dasu CkyTocTi Ta
MOCMUKYBaHHS M'a3iB) abo dokanbHi Hamagu. 3 4acoM MOXYTb BUHMKATH iHLL
TWNU HanagiB. bBinbliCTb XBOPUX MalOTb EMiNENTUYHI Cna3Mu Ta/abo TOHIYHI
Hanaau.

[lesKki AT MOXyTb MaTW Hamagu rinepMOTOPHO-TOHIYHO-CMA3MaTUYHOIO TUMy.
Meplua YacTuHa LbOro Hamagy MOYMHAETLCS 3 PO3roMAyBaHHs, KOMaHHS Horamu
Ta BOKanizauii, ski TpueaoTb 10-60 cekyHa. [ani HacTae ToHiuHa ¢asa
(3acTUraHHs), sKa CynpoOBOMKYETbCS PO3rMHAHHAM YCiX KiHUIBOK abo nuiwe
BEPXHIX KiHLIBOK i 3rMHaHHAM HWXHIX KiHUIBOK, Wo Tpueae 20—45 cekyHa. Hanaa
NepexoanTb Yy Cepito po3rvHanbHWUX CrasMiB, SKi TpuBawTb 1-15 XBUAMH.
MowwmnpeHnMu € NOAIOHI Hanaaw, O BKIKUAKOTb TAaKOX Kinbka a3 3 knactepamu
TOHIYHMX HanagiBs i cnasMiB. [lpy BuMlE3a3HaYeHUX Hamafax 4acto
CrOCTEPIralTbCs MOYEPBOHIHHS 06/MYYS, PO3LIMPEHHS 3iHULUb i HeperynspHe
AVXaHHS.

3rooM MOXyTb CMOCTEPIraTUCS MIOKNOHIUHI (KOPOTKi M'A30Bi MOCMUKYBAHHS),
KMOHIYHi (MOBTOPHI MOCMMKYBaHHs), abcaHcu (MOPOXHIM MOrnsa) Ta aToHiYHi
Hanmaaw (BTpaTa M'a30BOro TOHyCY).

Yn noB'sazaHmi CDD 3 iHWnMH
CHHAPOMaMH erniiencii?

PaHiwe CDD knacudikyBanu, Sk atunoBy dopMy cuHapoMy Petta. Ocobu, sii
CTpaxalTb Ha CWHAPOM PeTTa, MalTb ChifbHi O3HaKKM, 30KPeMa Hanaau,
iHTENeKTyanbHy HeAOCTaTHICTb Ta npobnemu 3 po3BWUTKOM. OfHaK O3HakW Ta
cuMnToMY, MoB'a3aHi 3 CDD, Ta Woro reHeTMyHa NpUYMHA BifPI3HSIOTLCS Bif
O3HaK Ta CMMNTOMIB CMHApOMY PeTTa, ToMy 3apa3 CDD BBaXalOTb OKPEMUM
33XBOPIOBAHHSM.

SK yacro 3a3BnyaK TPanisroTeCa
Hanagn npn CDD?

Hanaau 3 yacom MOXYTb CTaBaTu Ay>XXe 4YaCTUMK, Tpannavncb Kinbka pa3iB Ha
[eHb.

Sk Hanagn MoXxyTeb 3MIHIOBaTHCA 3
yacom?

TuNK HanmaziB MoXyTb 3MiHIOBATUCS 3 BIKOM i 3a3BMYali MatoTb nepeabadyBaHmil
xapakTep. Y 6inbLIoCTi XBOpUX AiTel Hanaay TpanastoTbes WoaHS. OfHaK MOXYTb
6y nepioau 6e3 Hanagais.



SKi we npobsiemu, KpiM enisiencii, BIMBaroTe Ha JII0OAEH 3
CcDD?

KinbKicTb cMMnTOMIB, $IKi BiAYyBa€E Balla AWUTUHA, Ta CTYNiHb X NposiBy
6yayTb iHAVBIAYaNbHUMA A5 KOXKHOTO OKPEMO. ICHYE LUMPOKUIA CriekTp
TSDKKOCTI - Bifl MOMIPHOO A0 MMB0KOro ypaxkeHHs. binbLuicTs Airei1 3 CDD
MaloTb TSDKKE iHTeNeKTyasibHe nopyLeHHsl. TakoX BinbLUICTb 3 HUX He
MOXYTb XOAMTU, rOBOPUTH abo CamMOCTilMHO xapyyBaTucs, | 6arato xTo 3
HUX MPUKYTUIA A0 iHBANIAHONO Bi3Ka, XO4a, TMM He MeHLU, 3HaYyHa YacTuHa
[iTel 30aTHa CaMOCTiMHO XoamTu. [esiki MoXyTb MaTu ckonio3 (6iuHe
BVIKpUBIIEHHS1 XpebTa), NopyLLEHHS 30pyY, LLTYHKOBO-KLLIKOBI Mpobnemu,
Taki sk pedntokc i 3akpenu, NpobremMn 3 AnxaHHsIM i CHoM. Maibke B
MaLieHTV MaloTb HU3bKUIA M'SI30BUM TOHYC (FIMOTOHID), @ TaKoX Yy HWX
MOXYTb 6YTW MPUCYTHI PYXOBi po3/iaay.

SIKi iICHYrOTb BapiaHTH JliKyBaHHS
CDD?

Tpeba BuM3HaTK, WO Hanagn npu CDD Baxko nigaaloTbCS
NIKYBaHHIO, OCKi/IbKW He ICHYE €OMHOro MNpOTMHANAAOBOro
npenapaty (ASM), skuit 61 BUSBUBCS HaMbinbll eEeKTUBHUM ANs
uMx Aiten.  [edkMM  nauieHTam  gonoMara€  oguH  ASM
(MoHoTepanist), a iHwWMM NoTpibHO binblue oaHoro npenapaty abo
6inblwe ogHOro mMetoay JikyBaHHS. CTepoigHe nikyBaHHSA Ta/abo
KeToreHHa Aieta (3 HWM3bKMM BMICTOM BYrfeBOAIB i BWUCOKMM
BMICTOM XMpiB) HEOAHOPa3oBO 3acTocoByBaiucsd Ta 6ynu
edeKkTMBHUMK Y Aeskux giter. Ctumynstop 6ykatoyoro Hepsa
(CBH) Takox 6yB edeKkTMBHUM Y Aeskux Aiteit 3 CDD Ha AoaaTok
[0 iX NpOTMHaNaAoBoro npenapary.

SIK BUCHOBOK: AJ151 MAKCMMasibHOrO PO3KPUTTS NOTEHUiany KOXHOI
OUTUHM  PEKOMEHAYETbCA  paHHE  BTPyYaHHs 3 6oky
(izioTepaneBTa, eproTepaneBTa, loroneaa Ta Ai€Tonora.

SKni NpoTokos1 Qi y
Hag3BuYaHHNX CUTyaliax?

[yxe BaxnuBo, Wob KoxHa AuTuHa 3 CDD Mana iHAMBIAyanbHWiA niaH
nikyBaHHs Hanagis (MJC). Amxe TpuBani Hamaau MoXxyTb 6yTW Bkpan
Hebe3neYHUMM Ans 3[0PoB's | NOTPEBYIOTb HEralHOrO J1iKyBaHHS.

l1po wo s1 MoKy 3annuTaTv cBOro
JliKapsa?

+ Hagatv nopaaw wopao 6e3neku
+ IHAMBiAYanbHWIA NNaH NikyBaHHA Hanaais
+ Mo6iuHi echekTu NiKIB Ta MOCTIMHWA MEHEMKMEHT MEAUKAMEHTO3HUM
JIKYBaHHSIM
* MpoBeCTN reHeTUYHE KOHCY/IbTYBaHHS
+ CiBnpaus 3 ANTAYMM CaAKOM/ KOO
« MNigTprMKa/BiANOUYNHOK
+ PanToBa HecnogiBaHa cmepTb npwu eninencii (SUDEP);
+ PaHHE HanpaBneHHs A0 LIEHTPY PO3BUTKY AUTUHM.

lMocunaHHs

+ CDD Orphanet summary

+ CDKLS5 Alliance website

+ Loulou foundation: npuBaTHWI HekoMepUilHWiA hoHA Y

BenukobpuTaHii, iK1 3alMaeTbCs NPoCyBaHHAM
[OCHIKeHb Y ranysi BUBYEHHS Ta po3BuTKy CDKLS.

+ CDKL5 Facebook group

+ Mepexa cnisnpaui 3 piakicHumMmn 3axsoptoBaHHsMu NHS — CDKL5

(po3TalloBaHa y bpicTonbCbkil AUTAYiN nikapHi)

Translation - Translation agency MOVASVIT - https://movasvit.com/ Verification of
the translation — Nataliya Pryanykova, Independent expert of the verification —
Andriy Dubenko, Translation validated by the ILAE Ukrainian chapter
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