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Jopozue podumenu, 6abywku u dedywku!

Y Ballero mManbila CIOXKHOE U Heusneunumoe 3abosne-
BaHWe — TAMKeNblli HeornepabenbHbIi BPOHAEHHbI MOPOK
pa3BUTUA LileHTpaibHOW HepBHOM cucTemsl (BMP LIHC).

Tseno y3HaBaTb O 00/e3HM, KOTopas yrporaert
3[0POBbIO0 U XM3HW pebeHKa. 3eMnA YXOOWUT U3-Mof HOT,
C/IOHO MOBEpPUTb W MPUHATL MpOMCXOAALLee, pyLIaTCA
Hagemabl...

Mopokn pa3BuTMA LLEHTPaIbHOW HEPBHOW CUCTEMDI
pasHble. OT OOHUX MOXHO M30aBUTHCA MyTEM XMPYpru-
Yeckol onepauuun. [lpyrue Henb3s NpoonepupoBaTb, HO
C HAMU MOMKHO *MTb N UMETb XOPOLLEee KAYeCTBO MM3HW.
TpeTbu HeonepabesibHble, 3HAYUTENIBHO YXYALWAKT Ka-
YeCTBO MU3HW M MOryT MPMBECTU K MpEeraeBpeMeHHON
cMepTun pebeHKa.

Ecnuy Balero Manbiwa AMarHoOCTMPOBaH BPOHAEHHbIV
MOPOK LIEHTPasIbHOW HEPBHOW CUCTEMbI, HECOBMECTUMbIV
C MM3HbIO, M MepUHATa/IbHbIN KOHCMIMYM CreLnanmcToB
NOATBEPANST 3TO, 3HAYUT, eCTb pa3pelleHne Ha npepbiBa-
HUe 6epeMeHHOCTU Mo MeAULIMHCKMM NMOKa3aHUAM.

Bbl cToMTe nepeq BbI6OPOM — MpepbiBaTh GepemeH-
HOCTb WM COXPaHWTb ee. K corkaneHuto, Bbl Monaam B cu-
Tyauuio, B KOTOPOW HET MpOCTOro W «MpaBU/IbHOTrO» pe-
weHus. Jltloboi BbIGOp — O4YeHb TAXENbI, noboe Balle
pelleHne — npasusibHoe. TONIbKO CeMbA U B MEPBYIO 04e-
pelb 6epeMeHHaA MaMa MOMKET MOHATb U PeLUnTb, C Ka-
KUM BbIOOPOM OHA CMOMKET MWTb Aasiblle, KaKon Bblbop
el no cunam.



BMP LHC

MpepbiBaHWe 6epeMeHHOCTM — 3TO HEMpoCToe pelle-
Hue. Bce, KTo npoxoaun 4yepes 3TO UCMbITaHWE, FOBOPAT
0 TOM, YTO 3a6biTb pebeHKa HeBO3MOXKHO. ABOPT Ha Jto-
60M CpoKe — CJI0XKHaA MeduUMHCKanA npoueaypa, 4acto
HeraTVBHO BAMAKOLLAA HA MOpasIbHOE COCTOAHWE MKEH-
LWWHBbI U Ha ee 3a0poBbe. Ecnn ceMbA NpuHAna pelueHne
npepBaTb 6epeMeHHOCTb, Mbl HACTOATE/IbHO PEKOMEHAY-
eM 06paTUTbCA 3a MCUXONOrMYeCKOol NMOMOLLbIO, TaK Kak
[lare CrnycTA MHOTMEe oAbl MEeHLWMHbI MPU3HAKTCA, YTO
TaK W He nepexunu yTpary.

EcTb cembu, KOTOpble pewarwT CoXpaHuTb bepemeH-
HOCTb M [aTb BO3MOMHOCTb HEM3neuumo 60JIbHOMY pe-
6eHKy MPOXKUTb CTOMIbKO BPEMEHU, CKOJIbKO eMy oTBe-
[eHo. B 3ToM criydae Mbl peKoMeHyeM obpaTuTbcA 3a
NanMaTUBHOM NOMOLLbIO. K coXkaneHuto, B Hallen CTpaHe
NoAo6HbIN BEIGOP YACTO BCTPpeYaeT HeMoHWMaH1e Co CTo-
POHbl YIEHOB CeMbM, MeAMLMHCKMX paboTHUKOB, 0bLle-
CTBa, XOTA OH COBEPLUEHHO 3aKOHHbIA M MOHATHLIN. Bo
MHOIMX pa3BUTbIX CTpaHax MUpa, roe pabotaeT cucTeMa
nepviHaTanbHOM NaaMaTUBHOM MOMOLLW, PeLleHne poau-
Tenel 0 CoxpaHeHUn bepeMeHHOCTU NpPUHUMAETCA C yBa-
YEeHUEM, a ceMbs U pebeHOK Mosy4anT HeobxoauMoe Co-
NpOBOMKAEHME BO BpeMs GHepeMeHHOCTV U pofoB, Mocse
POXKAEHMA 1 NoC/e CMePTU MasbILLa.
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Y10 TaKoe BpOXAEHHbIN NOPOK
pPa3BUTUA LLEHTPaJIbHOW HEPBHOM
CUCTEMDI

Mpn NpoBeAeHWN CKPUHWHIOB MEepBOr0 WM BTOPOro
TpuMecTpa 6epeMeHHOCTH, pexe Npu NpoBeAeHnN CKpu-
HWHra TpeTbero TpMMeCTpa Bpayv MOryT BrepBble BbiA-
BUTb HapylleHna GOpMUPOBaHNUA LEHTPasIbHON HEepBHOW
cucTeMbl 'y pebeHKa (M30MpOBaHHbIE WM COYETaHHble
C MOPOKaMM B ApYrux opraHax u cucteMax).

3TO MOryT 6bITb BPOXAEHHbIE MOPOKM pPa3BUTUA TO-
NIOBHOro Mo3ra (aH3Huedanus, rmapouedanva, aHoma-
NN pa3BUTUA MO3MeuKa (cuHapom [eHaun-Yokepa) v ap.)
WM BPOMOEHHbIE MOPOKM Pa3BUTUA CMMHHOIO Mo3ra —
OTAE/IbHO WM B COYETaHWMN C MOPOKOM FOIOBHOrO MoO3ra
(paxvwm3nc, Spina bifida).

MpUYMHOM OaHHBLIX NATONOTMA MOMET ObiTb XPOMO-
COMHas MaTofiorusa, a MOXET ObiTb HapylieHue ¢opmu-
pOBaHUA HEPBHOM TPYOKM B MOMEHT 3aK/afikM OpraHoB
y 3M6puroHa. B 3ToM cnyyae yCTaHOBUTb MPUYMHY KpaliHe
CNOMKHO (OedUUUT BUTAMUHOB, BINAHWE BHELWHMX GaKTo-
poB U T. A.). Pogutenn roopaT: «[laxe ecnm HaTv npu-
YMHY, 3TO HUKAK He MOMOMET HU HaM, HU pebeHRy, a MoMCK
BMHOBATOro 3abupaeT CW/bl U TAHET Ha AHO».

KoHeuHo, ecin Npu4rnHa XpoOMOCOMHas, To 34eCb Heob-
XOAMMA KOHCY/bTalUuMsA reHeTuKa, U, eciu byaeT ero pexo-
MeHaauua — obcnefoBaHue poauTeneli pebeHKa.

OfHaKo valle Bcero npuMynHa ocTaeTcA HeM3BECTHOW.



YTo TaKoe BpOAEHHbIV MOPOK pa3BUTUA
LleHTPa/IbHOM HEPBHOW CUCTEMBI

BporkaeHHble nopoku passutna LIHC — 6onblwas
rpynna 3abonieBaHuii, MMelWMX Ha [LOPOAOBOM 3Ta-
e Yalle BCEero HeACHbI MPOrHO3 B OTHOLUEHUW MWU3HU U
Yatle Bcero Heb6NaronpuATHLINA NPOrHO3 B OTHOLLEHWUW Bbl-
3[0pOB/IEHMSA. DTO 03HAYAET, YTO PEOEHOK MOMKET He yMe-
peTb B MNafeHYeCcTBEe U *UTb JONr0, UMeA Pa3NNYHON TA-
¥ecTu npobnembl CO 340pPOBbEM U MPOABNEHUA HONE3HU.
Mpy 3TOM MOMKET bbITb 1 HECCUMMNTOMHOE TEYEHUE BPOMK-
[IeHHOro MopoKa pasBWUTUA, Hanpumep Manbdopmauus
ApHonbga-Kuapw | Tuna.

Mo3ToMy Ha nNepuvHaTasbHOM KOHCUMYME Bpayun pas-
HbIX CreuuanbHOCTeN (HeMpoXMpypru, HeBpOJSIOrW, reHe-
TUKM 1 [p.) 0OCYXOQIOT, HACKOJIbKO TAXENbIM ABMAETCA
BPOMIEHHbI MOPOK, BbIABMIEHHbI BHYTPUYTPOGHO, Ore-
pabesnibHbIli OH U HET, MOXET N AaHHbIA BIP 6biTb Ya-
CTblO KAKOro-TO CMHAPOMA, M eC/IM A3, TO KAKOr0 U KaKoB
MPOrHO3 B OTHOLIEHUN HU3HW 1 BbI3A0POBEHNA C AAHHBIM
CMHOPOMOM.

Mpy HeKOTOPbIX MOPOKax Bpayu roBOpAT o Gonee um
MeHee HernyioXoM NporHo3e — pebeHKy NoHazobATcA one-
paumu, peabunutauusa, BO3MOXKHO, pebeHoK byaeT orpa-
HWYEH B MOABUMKHOCTU, B Pa3BUTUKU, HO AN1A M3HU MPO-
rHO3 GbIBaeT 6/1aronpUsATHBIM.

B naHHoi 6poluope Mbl paccMOTpUM Te CJly4au, Koraa
KOHCUAMYM BpaYel, B COCTaB KOTOPOro BXOAAT HEOHAaTo-
JI0rVi, HEMPOXMPYPIK, HEBPOJIOMU, MPUXOANT K 3aK/IIOUEHWIO,
4YTO, HECMOTPA Ha NPOBeLEHHbIE MOC/e POXAEHNA onepa-
LMK (eCnM OHM BOOBLLLE BO3MOMKHbI), MPOrHO3 A/1A MM3HU U
300p0OBbA pebeHKa BCe paBHO byaeT HebNaronpuATHLIM.
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AH3HUedanun

AH3HUedanma conpsKeHa C MOMHLIM UAKW YACTUYHBIM
OTCYTCTBMEM IOJIOBHOIO MO3ra, MOXET ObITb NpUobpeTeH-
HOW 1nn HacnepoBaTbcA. B Tabn. 1 npeactaBneHa Hay4Has
MHdOpMALIMA MO M30IMPOBAHHOW aH3HLUedanuu 1 aH3HLe-
danum B cocTaBe pasnnyHbIX CUHAPOMOB.
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Mmppouedanua

BporkaeHHana rugpouedanua — pepdkoe 3aboneBa-
HUe, KOTOpoe Ha4vMHaeT pa3BuMBaTbCA BHYTPUYTPOLHO
N XapaKTepu3yeTCA aHOMaslbHbIM pacCLUMPEHNEM Hesy-
[OYKOB rOIOBHOr0 MO3ra M3-3a HapyLleHUA LMPKYIALMN
CMYHHOMO3rOBOV MAKOCTU. MoeT ObiTb npuobpeTeH-
HOWM M HacneACTBEHHOW (C pasHbiMK TUNamMu HacnefoBa-
HuA). TAXecTb 3aboneBaHnA U NPOrHO3 3aBUCAT OT BE/U-
UMHBI PACLUMPEHUA KeslyAOYKOB M OT TOro, Kak [ONro U
KaK CUNIbHO CTpafaloT CTPYKTYPbl FOMIOBHOMO MO3ra B pe-
3ynbTaTe rugpouedanvu.

MporHo3 n3onMpoBaHHoOW rugpouedanmn, Kak 6bi1o
CKa3aHo Bbllle, 3aBUCUT OT TAMKECTU MOpPaKeHWA rosoB-
HOr0 MO3ra U CBOEBPEMEHHOI0 Jle4eHWA Mo BOCCTAHOBE-
HUIO LIMPRYNALMKM IMKBOPA (CMIMHHOMO3rOBOM MUOKOCTK).
Mapouedanua MoxeT HablOAATHCA NPU pa3Hbix 3abone-
BaHWAX — HEBPOJIOrMYECKNX, XPOMOCOMHO-FeHETUYECKIX
“ ap. B 3ToM cnyyae Ha NporHO3 B OTHOLLEHWUW ¥U3HU By-
IyT BAMATb He TONbKO TAMEeCTb rugpouedanuu, Ho U TA-
YKecTb 0CHOBHOro 3a6onieBaHuA.

Kpome TOro, ectb MHOMO O4YeHb pedKuX CUHLPOMOB,
KOTOpble OMWCaHbl B NMTepaType WMHOTr4A Kak eauHuY-
Hble C/lyd4an C HeAcHbIM nporHo3oM. MHdopmaumio npo
HMX MOMHO NMOCMOTpeTb Ha nopTane OpdaHeT (Orphanet,
https://www.orpha.net/). B Tabn. 2 npeactasneHa uHbop-
Mauusa o rugpouedannm B cocTaBe HeKOTOPbIX CUHAPOMOB
C O[JHO3HAYHO M/I0XVM MPOrHO30M.

16



YTo TaKoe BPOXAEHHDIN MOPOK pa3BUTUA

ueHTpaanon HEpPBHON CUCTEMDI

(MHEMK NIBDBW

yigadaul) oHALeLeHOBH ‘(goffod
0fF) OHALeLRHBLHE :BUHRE3Y
-ogeg uMHavasodu oueneH
‘90HanI23Mad 90HHALLIBMDI-X
‘auHedoraudey

‘000 000 L/6-L
:q9100HHaHedLY0dUdBY

“BLHALLALHN UMHAMAd

-BH 019H3UALD NOHKULERd ‘UOH
-U1DBeLd ‘UIWendurel MWUMALog
NWIGHHRIT'R8) ‘Uaunuedanodimd
nouaKBL Bo1aAendarHedey
‘WNOE0HI0dU WKUXOLL D auHed
-9LI0gRE S0HIBRMLIHDI 0HTaY

©IE0W 010HE0 O] eifod
-oduoiros ologamaarmd Woe
-0H3L1) 0d Buredanodirn]

(MHEMK NBIBW
niagdall) OHILBLBHOBH :BUHES
-arroges uMHaLasodu oueheH

‘90HanII3Nad-oHWod0LAe

‘(e9Al BBH

-xdag BEHHULUT ‘BULBHI0dHMN
‘enmnooHadau Bexodvm ‘vox
-mo.Lde J0H ‘eewd eadeed wiaH
-IfmowrroIHoW) enuL 19.dahk a19H
-hI9Q09H M YILIOH ULDOHLOLL
aunHahuua8aA ‘enrdad Hodou
‘Buuredanodrnl BoLaeTOIIgRH

‘anHedoTaLdeH ‘WOTOXoU
‘000 000 L/L> WigHaLrR1dand 02 anHesaL0g eHallAdgrde-edawang
:q130HHaHed1Y0dUdRY -BE 90HIDhMLIHAL 90MTaY wodi'Hn)
M1J0HH3902(Q SUHEIULQ auHeaceH

( sr2ureydiommm//:sdiay 9aueydaQ)
WogoH1odu WuxouwL 5 gowodiHMD age120) 8 sBuuedanodon | *g envrge |

17



BMP LHC

BporxaeHHble MOPOKM pa3sBUTUA MO3XKeUKa

BpokAeHHble MOPOKM pa3BUTUA MO3MeuKka — 60Sib-
Wwas rpynna 3aboneBaHuii, UMeKLWMX Ha JOPOLOBOM 3Ta-
ne vaule BCEro HeACHbI MPOrHO3 B OTHOLIEHUW MU3HU
M Yalle BCero HebnaronpuATHbIA NMPOrHO3 B OTHOLIEHWU
Bbi3gopoBneHus. Mpu 3ToM MoXeT 6biTb U HeCCUMMITOM-
HOe TeyeHue BPOXKAEHHOro MOpPOKa pPa3BUTUA, HaNnpuMep
Manbdopmaumna ApHonbaa-Kuapu | Tvna.

B nporpamMme nepuHaTtanbHOW NanInMaTMBHON NOMOLLM
B OONbWMHCTBE C/ly4aeB HaboAaTCA AETU C OTCYTCTBU-
€M MO3KeuKa (Mo3eyKkoBas areHesus), ¢ Mmanbdpopmaum-
el ApHonbaa—Kuapu n ¢ mansdopmaumeii JeHam-Yokepa.

Mo3keukoBasn areHe3uA — 3TO MOSHOE UM YaCTWY-
HOe OTCYTCTBME MO3rKedKa. Y 60nblMHCTBA AeTel BbiAB-
NATCA HEOOSMbLUME OCTATKM MO3MKEUKa, N03TOMY YacTuy-
HO coxpaHeHa ero GyHKUWA.

AreHesnA MO3MKe4yKa M areHe3uA 4epBA MO3MeuKa
MOMET ObITb M30/IMPOBAHHON UM B COCTaBE CUHAPOMOB,
B TOM 4MC/le FEHETUYECKMX C Pa3fIMyHbIM TUMNOM Hacse-
nosanua (Orphanet, https://www.orpha.net/ ). U3onupo-
BaHHaA U CMHAPOMAJIbHAA areHe3na Mo3XHedKa unm YepBss
MO3¥euKa, KaKk NpaBuso, He CONPOBOXMAAETCA NeTasIbHbIM
MCXOL0M B NepuHaTasbHOM nepuoge (40 pogoB, BO BpeMsA
ponoB, B MepBblii MecsL, NMocsie poaoB), pebeHOK MOXeT
MWUTb [Or0, MMes MpU 3TOM MpOosB/eHNA 60fe3HN pas-
JIMYHOW CTENEeHN TAKECTU.

Hanpumep, getu ¢ uzonuposaHHol azeHe3uell MO3Meu-
Ka (ToTanbHOW WMnn cybToTaNbHOW) MMEKT MosIHoe Wiu
MoYTV MOSIHOE OTCYTCTBME MO3MKEYKa M 4acTo Heaopas-
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LleHTPa/IbHOM HEPBHOW CUCTEMBI

BUTWe CTBOJSIA Mo3ra. BHellHWe nposBneHna 6onesHn mMo-
ryT 6bITb O4YeHb pa3Hble, HO 0ObIYHO BK/IHYAIOT 3a4EPHKY
YMCTBEHHOIO, MOTOPHOI0 ¥ A3bIKOBOr0 Pa3BUTUA Pa3HON
CTEMEHW TAMECTW, aTaKcuio (HapylleHne KoopavHaLuu
OBUXKEHUN), On3apTpuio (HapylueHue peun), Tpemop (He-
NMPOU3BOSIbHbIE COKPALLIEHWA U paccnabneHna MblLLLL), ANC-
MeTputo (yTpaTa YyBCTBA PacCTOAHUA), AMCANA[OXOKNHE-
310 (HeCnocobHOCTb BBIMOMHATL OLICTPbIE Yepedytolmecs
[BV¥KEHWA) U FNa3oaBuUraTesibHble HapYLLIEHNA.

[etn ¢ usonuposaHHoU azeHe3uell 4epssi MO3rKeyKda
(ToTanbHOW UM cy6TOTaNIbHON) UMEIT MOJSIHOE MMM Ya-
CTUYHOE OTCYTCTBME 4YepBfA MO3euka 6e3 KaKux-nmbo
MOPOKOB WM aHOMaJIMA. Y OOHUX AeTel MOXKeT npoTe-
KaTb 6eccMMNTOMHO (6€e3 BHELUHWX NPOAB/EHUiA), y Apy-
rMX — C 3a[1€PHKOI MCMXOMOTOPHOIO pa3BUTUA (0OCBOEHME
MOXOLKKW, peyb, YMCTBEHHbIE CMOCOBHOCTM), UMOTOHM-
el N HapyLeHNEeM KOOPAMHALMW ABUMKEHWUN, rNMa3onBu-
ratesibHbIMV HapyLWeHUAMW, aHOMa/IMen ceTHaTKK rasa,
3NMU304MYECKUM TMNEPMHO3 (yyalleHne AblXaHuA).

CuHOpombI € azeHe3uell MO3KeUYKa WU Yepssa MO3eu-
Ka MHO20YUC/IeHHbI, UX OMUCAHWE MOMHO MOCMOTPETb Ha
noptane OpdaHet (Orphanet, https://www.orpha.net/).
B Tabn. 3 npefcraBneHa uHbopMaumsa 0 peaKoM reHeTu-
YECKOM CMHAPOME C areHesnen MO3MKedka U KpaviHe He-
61aronpuATHBIM MPOrHO30M B OTHOLLEHWM }U3HU (neTasib-
HbI MCX04 B Mepuog HOBOPOMKAEHHOCTH).

Manbdopmauna ApHonbaa-Knapu — BpOrKAEHHbIV
MOPOK pa3BUTUA LIEHTPaNbHOMW HEPBHOW CUCTEMbI, Xa-
PaKTEPU3YIOWNIACA CMELLEHMEM MO3MeYUKa. Y HEKOTOPbIX
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[eTeil U fare y B3pOC/bIX MOXET NpoTeKaTb 6e3 BHell-
HMX CUMMTOMOB.

Manbdopmaumsa ApHonbaa—Kuapy MorKeT bbiTb M30-
NMPOBAHHOM WM B COCTaBe CUMHAPOMOB, B TOM yucie
reHeTUYECKMX C PasNNyHbIM TUMOM HaClefoBaHUA (Ha-
npumep, CMHAPOM Jly4eBOr0 CMHOCTO3a C KPaHWOCKMHO-
CTO30M, rapouedanmein n ManbpopmMaumein ApHonbaa—
Kunapu | Tvna). CMHAPOMbBI MHOFOYMCIEHHbI, UX OMUCaHWe
MOMHO MocMoTpeTb Ha noptane OpdaHet (Orphanet,
https://www.orpha.net/ ).

Hetv ¢ manspopmaumelnt ApHonbaa—Krapu, Kak npasw-
10, He YMMPAIOT B MepuHaTasbHOM nepuoge (4o poaos, BO
BpeMSA poJ0B 1 B NepBblii MecAL, Noc/e poxaeHna). Ha go-
pOLOBOM 3Tarie MPOrHO3 B OTHOLIEHWM HU3HW, KaK NpaBuio,
HEeACeH UM OTHOCUTENIBbHO B6iaronpuATHbIA. OAHAKO NPOrHO3
B OTHOLLIEHWV BbI30OPOB/IEHUA, KaK NPaBusIo, He6AronpuAT-
HbI 1 3aBUCWT OT TUNA MasibGOpMaLIMM U TAKECTU MOPOKA, a
TaKe OT COnyTCTBYIOLMX 3260/1EBAHUI 1 COCTOAHWIA.

Manbpopmayus ApHonbda-Kuapu | muna ssnaeTca oT-
HOCUTENbHO 6naronpuATHOW (MHorAa 6eccMMMITOMHOIA),
XapaKTepu3yeTcsa CMELLEHVEM MO3MKeuKa bonee YeM Ha
5 MM HuKe 6OMIbLLIOrO 3aThblIIOYHOr0 OTBEPCTUA C CUPUH-
romuenven (NofIoCTb B CMMHHOM MO3re, MOXOXKafA Ha Ku-
CTy) unm 6e3 Hee. Y pasHbIX JIIOAEN MOXKET MPOABNATHCA
Nno-pasHoOMy 1 B pa3HOM BO3pacTe — OT OTCYTCTBUA CUM-
MTOMOB [0 [0BOJIbHO TAMEbIX (M0oA3aTblI04HAA FONI0BHAA
60/1b, 60/1b B LLIEe, FO/IOBOKPYHKEHUE, LLIYM B yLIaX, Npobse-
Mbl CO 3peHWeM — [ABOEHWE, MOMYTHEHWE, CBETOBOA3HD,
HUCTarM, HapyLueHne KoOpANHALMM, MblLLeYHaA CracTuKa).
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Mpu manbdopmayuu ApHonbda—Kuapu Il muna Habnto-
[laeTcA CMeLLEHME He TOSIbKO MO3MKeUKa, HO U MOCTa, Npo-
[l0/IFOBATOr0 MO3ra U YeTBEPTOro *KeJlyo4Ka FO/I0BHOMO
Mo3ra Yepe3 6ofiblloe 3aTblI04YHOE OTBEPCTME B MO3BO-
HOYHbIM KaHan. O6blMHO CBA3aHa C MUWENIOMEHWHroLese
(Spina bifida nnn cnuHHOMO3roBaA rpbirka). [dononHu-
TenbHO MOryT BbifBNATbCA Apyrve BITP LIHC (4actnyHoe
WM NosiHoe OTCYTCTBME MO30/IMCTOro Tena, ruapoueda-
A v ap.). CUMNTOMbI BRIIOYAOT FOfI0BHYHO 60/1b B 3aTbif-
Ke, TMMOTOHUIO, anHOo3 C LMAHO30M (0CTaHOBKa [blXaHWA
C CMHEBOW KOXHbIX MOKPOBOB), Aucdarunio (HapylleHue
rNI0TaHWA), OMUCTOTOHYC, HACTArM, CNacTUHHOCTb, aTaKCUIO
(HapyLlueHVe KoopAMHALMN OBUKEHNIA).

Manbdopmauuna [leHan-Yokepa — BPOHAEHHbIN MO-
POK pPasBUTMA LEHTPAsIbHON HEPBHOW CUCTEMbI, KOTOPLIN,
KaK NpaBwfo, XxapaKTepusyeTcA TpUaaon npusHaKoBs: Ya-
CTMYHOE MNIN NOJIHOE OTCYTCTBME YEPBA MO3MKEUKa, KUCTbI
B 3a[Heli YepenHoii AMKe U rmapouedanua. B 60nbwmH-
CTBe C/ly4aeB NPOABMIAETCA B paHHeM Bo3pacTe rmapoLie-
danueit, BbINYKNOCTbIO 3aTblIKa U Mpu3Hakamu chaene-
HUA 3a[HeyepernHoi AMKW (napasuy YepenHbiX HEpBOB,
HUCTarM M HapylueHue KoopaMHALMW OBUMKEHUR). MoxeT
npoTekaTb 6e3 rugpouedanuu.

Manbdopmauma [leHan-Yorepa BCTpeyaeTca Kak m30-
NIMPOBaHHAs WM B COCTaBE CMHAPOMOB, B TOM YMC/IE TeHe-
TUYECKMX C Pa3HbIM TUMOM HacnefoBaHuA. CUHAPOMbI MHO-
FOYMC/IEHHBI, UX OMMUCaHWE MOMHO NMOCMOTPETb Ha nopTase
Opdaret (Orphanet, https://www.orpha.net/ ). MporHo3
B OTHOLUEHWUW KM3HW, KaK NpaBUo, HEACHbLIA UM OTHOCK-
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TefbHO 6N1aronpUATHLIN, B OTHOLLEHUW Bbi3L0OPOBNEHUsA 3a-
BUCUT OT BMAA W TAXKECTU NOPOKA. B nepuHaTanbHbIn nepu-
ol (0o pofoB, BO BpeMA poLOB M MoC/e POXKAEHWA) OETH,
KaK NpaBwo, He yMUPaIOT OT AAHHOW aHOManM.

BpoaeHHble MOPOKK CMUHHOIO MO3ra

Spina bifida — rpynna peaKknx BpoAeHHbIX MOPOKOB
pas3BUTUA HEPBHOW TPYOKW, XapaKTepu3yloLMXCA Henpa-
BU/IbHBIM 3aKpbITVEM MO3BOHOYHOIO CTO/16A BO BpeMS M-
6PUOHANBHOrO Pa3BUTUA.

TepMuH «Spina bifida» 06bIMHO Mcnonb3yeTcA Kak He-
crneumMduyeckuii TEpMUH, OTHOCALLMIACA K /1000M CTeneHu
HEe3aKpbITWA CMIMHHOrO MO3ra No3BOHOYHNKOM. B nepeBoge
Spina bifida o3HavaeT «pacuiennHa Nno3BoHOYHMKA», NOa-
pasgenseTca Ha Spina bifida occulta n Spina bifida aperta.

Spina bifida occulta, nnn 3akpbiTblii Au3padm3M no3so-
HOYHWKA, ABAETCA CaMoli nerkol ¢popmon gedeKTa pa3su-
TVA HEPBHOW TPYOKM, BKMIOYAET CKPbIThIN AedeKT N03BOHKA 1
MUHVMasbHOE MoparkeHne HepBHOW cucTeMbl. V3onnpoBaH-
HaA Spina bifida occulta MorkeT NpoTeKkaTb 6eCCMMNTOMHO.

Spina bifida aperta, nnv OTKpPbITHIN CNMHANBHBINA AW3-
padu3Mm, xapakTepusyeTca 0edeKTOM KoM C 0BHArKeH-
HOW HEepBHOM TKaHbl B 06/1ACTU MO3BOHOYHMKA, C Bbl-
CTynawwWyM MelKoM B MecTe Aedekta uam 6e3 Hero.
Hanbonee cepbesHbii fedeKT BKIOYAeT MnosHoe obHa-
YKEeHWe CMMHHOMO Mo3ra Mo BCel ero AfiMHe (paxmLumnsunc).
B3avmopernicTBne HepBHbIX TKaHeW C BHeLHel cpedon B
BUAE MeHWHroLese (ToIbKO CMMHHO-MO3roBble 060/104KK)
WK B BUAE MUESIOMEHUHroLene (CMMHHOM MO3I 1 CMIMHHO-
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MO3roBble 000/104KM) NPUBOAUT K PA3HOOOPA3HOMY CreK-
TPY HEBPOJOrMYecKMX HapylueHuiA. CUMNTOMbI BApbUpYHOT
B 3aBMCMMOCTU OT COAEPHKUMOrO (TOMIbKO MO3roBble 060-
JIOYKM MU TKaHb CMIMHHOIO MO3ra), IOKaU3aumnm 1 TAXKe-
CTW MOpPaKeHUsA, MOryT BKIOYATb MOTOPHYIO, CEHCOPHYHO
n/vnn cduHKTepHy0 AnchyHKUmMo, rugpouedanuio n/mnm
aHOMaNMK CKeneTa (Hanpvmep, CKOMo3) U Ap.

TakuMm obpasom, OT TWMa, pa3Mepa W NoOKaM3auumn
nedeKTa, a TaKHe 0T LOMNOSHUTENIbHOrO BOB/IEYEHUA BHY-
TPEHHUX OpPraHOB 3aBWCUT MPOrHO3 B OTHOLUEHUM HU3HU
N TAMKECTb NPOABIEHNI 3260/1EBAHUA U €0 OC/IOMNHEHWA.

Spina bifida 6biBaeT 130/MpOBaHHONM 1 B COCTaBe pas-
JINYHBIX cMHAPOMOB. M3onnpoBaHHas Spina bifida — 3To
pedKo BCTpeyYaeMas aHOManus, He CBA3aHHasA C ApyruMu
cepbe3HbIMY BPOKAEHHBIMY MasibGopMaLmMAMM 1N BEH-
TpuKynomeranveit. CteneHb fedpeKTa MOMKeT Bapbupo-
BaTb 0T Spinabifida occulta go Spina bifida aperta (snnoTtb
no paxuwmsuca). KpaTkoe onucaHue CUMHAPOMOB CO
Spina bifida (B TOM uncne reHeTUYeCKMX € pasHbIM TUMOM
HacnepoBaHusa) gaHo Ha noptane OpdaHet (Orphanet,
https://www.orpha.net/).

B 6onbwuHcTBe cnyyaeB Spina bifida covetaetcs
C OpYrMMU aHOMasIMAMU pa3BWUTWA, MOITOMY OIS Yyud-
LWeHNA pe3y/bTaToB JIeYeHUA U BbIMKMBAEMOCTU KpaiiHe
BarKHO MY/IbTUAMUCUMMAIMHAPHOE BeAeHue pebeHKa C Mo-
MeHTa YCTaHOBNEHUA [MarHo3a BO BpeMs 6GepemMeHHO-
ctn. B Poccum 3a nHdopMaumMoHHOM U KOHCYNbTALMOHHOM
noafepHKoi MOKHO 06paTuTbcA B bnaroTBopuTenbHbIn
doHa «CnuHa budupar (https://helpspinabifida.ru/).
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Hak MoryT npoTteKkartb
BpOXXAeHHble NopoKu passutua LHC

AH3HUedanuA

BporkaeHHble nopoku passutua LHC, cBA3aHHble ¢ 0T-
CYTCTBMEM FOIOBHOMO MO3ra (pasfinyHble BUAbl aH3HLe-
danuy; Tabn. 1), ABNAOTCA OOHUMU W3 CaMbIX TAMKEbIX.
Y Manbllwa MoryT 6biTb pa3fivyHble BapuaHTbl OTCYTCTBUA
YacTel rofI0BHOro Mo3ra 1 KocTel Yepena (0T YacTUYHOMOo
no nonHoro). OfgHaKo B N0OOM cilyyae AMarHo3 3ToT da-
TasbHbIW, AETW NOrnbaloT BHYTPUYTPOOHO MM cpasy no-
cne porkaeHus. Mpy 3ToM Ha 3Tane bepeMeHHOCTU B yTPo-
6e MaMbl OHU MablllM AOBOSIBHO aKTUBHbBI (ABUrAKOTCA,
TOSIKAIOTCA), @ Apyrne — HeT (M3-3a ManoBOANA U 0CobeH-
HOCTel NopareHNA HepPBHOM N APYTrvX CUCTEM).

Mpy nio6oM TAXKENOM AMarHose ecTb pUCK TOro, YTO
pebeHoK MorMbHeT A0 POXKAEeHWs (aHTeHaTasibHo). [pu
aKpaHuM rnbenb MOMKET HACTYMUTb Ha paHHEM CpoKe be-
pemeHHocTM (10-12 Hepenb), MHoOrda pebeHOK MKUBET
[onblle, HO PefKo OOMMBAET [0 POXHAEHWA, XOTA U 3TO
BO3MOMHO. PVCK Toro, 4to pebeHoK NorMbHeT Ao poxae-
HUA Mpu aH3HUedanun 6e3 akpaHuu, HUXKe (KOoCTU Yepe-
na COXpaHeHbl, HO OTCYTCTBYIOT MOJIHOCTbIO WK YaCTWY-
HO 60/bLUME NONYLIAPUA UM OTAE/bHbIE YACTU FOJIOBHOMO
Mo3ra). B Halel nporpaMMe Takue AeTKM Yalle BCEro fo-
HUBANM OO POXKAEHUA.

Y HeKoTOpbIX feTeln MoKeT HabnaaTbca pasInyHoro
pa3mMepa MeHuHro3HLUedanoLene — HUAKOCTHOe 06pa3o-
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BaHMe B «MeLloYKe» 13 MArKux obonovek LIHC, cogepka-
Lee CTPYKTYpbl FO/IOBHOr0 M0O3ra, U3MEHEHHbIe B pe3y/ib-
TaTe BPOMAEHHOI0 NOPOKA Pa3BUTUA, U HUAKOCTb. [leTKn
C TakMM AMArHO30M MOrYT MOTrMOHYTb [0 POMKAEHUsA, BO
BpPeMA PoAoB UM B binrKalilee BpeMs Nnocsie porKaeHus.

PooutenAam CnoXHO MpUHATbL TOT (GaKT, YTO TOYHOro
NMPOrHO3a HUKTO He [ACT, HUKTO He CKaXeT HaBepHAKa,
Korga pebeHOK MOrvbHeT, CKOMbKO MpomBeT. Heobxo-
[MMO MoCTapaTbCA NOArOTOBUTLCA K pa3HbIM BapuaHTam
pa3BUTWA COOLITUM U MOHMMaTb, YTO AenaTb B Cly4ae aH-
TeHaTasibHON (BHYTPUYTPOOHO, [0 POAOB), MHTPaHATAb-
HOl (BO BpeMs poZioB) WM NOCTHATAJIbHOM (Nocie poAoB.)
CMepTV Masbiwa.

K corkaneHuto, BarHO MOHATb, YTO BblfeYNTb pedeH-
Ka C aH3HLUedannen HEBO3MOKHO. Henb3A BoccTaHOBUTL
rOMIOBHOW MO3I WM €ro 4YacTW, Tak KaK MoKa HeT MeTo-
[0B HapalmBaHUA OTCYTCTBYIOLLMX CTPYKTYP U HET TpaHC-
naHTaumm 3Toro BarKHOro opraHa. A 6e3 rojloBHOro Mo3-
ra *M3Hb 3aKaHuMBaeTCcA B yTpobe Mambl WU BCKope
nocse poraeHuA.

Bo MHOMMX CTpaHax Npu auarHo3e aHaHuedbanuna n cxo-
HMX C HUM IMarHo3ax Bpayu MOryT He OKa3blBaTb pebeHKy
peaHNMaLMOHHYH0 NMOMOLLb, TaK KaK 3TO CYATAETCA HE MU-
JIOCEPIHO MO OTHOLUEHMIO K pebeHRy. PeaHumaums — 31o
MeOVUMHCKME MaHUNynAuuM, TpYOKW, WUIOMIKK, KaTeTepsl,
annapatbl U METOAbl MCKYCCTBEHHOIO MOAAEePHAHNA HU3-
HW. B HUX ecTb CMbIC, eC/in UX UCNoNib30BaHne obnerynT
COCTOsIHME pebeHKa, BbiBEET ero U3 KPM3MCHOM, ONacHoM
ONA MU3HWM CUTyauum UAK BbIIEYUT ero, AacT BpeMsA Ha-
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6paTbCA CWM M BOCCTAHOBUTBCA. Ho mpu oTCyTCTBUM ro-
JIOBHOMO MO3ra MW NMpU 3HAYMTENIlbHOM HapylleHun dop-
MMPOBaHWA ero CTPYKTYP TaKoW Hagexabl y HacC HeT.

B Hawen cTpaHe MO 3aKOHYy peaHMMaUMOHHble Oel-
CTBMA He MPOBOAATCA B C/lydYae KIMHUYECKON CMepTu npu
Ha/M4nM JOCTOBEPHO YCTAHOB/IEHHOMO TAMEN0ro Nporpec-
cvpyloLLero Heusneurmoro 3aboneBaHus. Heobxonumo
odbOopMeHMEe 3aK/oYeHNA BPaYebHON KOMUCCUM O Hau-
UYMW MOKa3aHUi ANA OKa3aHUA NaNIMATUBHON MOMOLLM Ha
OCHOBaHWKM TOrO, YTO MPOrHO3 B OTHOLLUEHWUMN MWU3HU U Bbl-
300poBJeHNA pebeHKa HebGNaronpuATHLIN, IeTasbHbINA.

YacTto poauTenu, KOTopble KAOYT POrAeHUA pebeH-
Ka C aH3HUedanmen n Opyrumu TAKENbIMU BPOXHOEHHbI-
MW MOPOKAMM FO/IOBHOTr0 MO3ra, CNpaLMBalT, KaKk byaeT
BbIMMALETb MX Masbil nocne poxpaeHuna. B VHTepHeTe
CeMbM HATaJIKMBAIOTCA HA MHOMECTBO pa3Hbix poTorpa-
dui, YacTo nyralwmx cembto. Mbl coBeTyeM CMOTpeTb
doTorpadumn Ha cavite B UCTOpUAX OeTeln — nopgorney-
Hbix [leTckoro xocnuca «[JoM ¢ MaAkoM». Kpome Toro,
eCTb nopTas, MOCBALEHHbI aH3Huedanum, Ha KoTo-
poM MHoro ¢oTtorpaduini TakMx Manbien U Ux UCTOpUii
(http://www.anencephaly.info/e/stories.php).

[arke npu camblx TAMENbIX U HEKPACMBbBIX MOPOKax
pebeHOK ocTaeTcsa pebeHKOM, ManeHbKMUM, 6e33alUTHbIM,
nycTb Jae C NOPTALMMM BHELWHOCTb aHoMamAMK. Ma-
NbILLN POXAAITCA MaIeHbKOro pocTa, No3ToMy U fedek-
Thl Y HX HEBOMbLLKX Pa3MepoB. Y JeTOK 00blYHbIE PYYKU U
HOMKMW, BCE OHWN MOXOHM YEM-TO HA MaMy, YeM-TO Ha nany.
Ha ronosy Mbl Bcerga npegnaraemM 3apaHee nNoAroToBUTb
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LIAMOYKY, YYMTBIBAIOLLYIO pa3Mep NopoKa, MOXHO 3anesne-
HaTb pebeHKa TaK, UTobbl AedeKT He Obl BUAEH.

3a Bpemsa paboTbl NMporpamMMbl NepuHaTasibHOM na-
nmMaTuBHOM nomowm Jletckoro xocnuca «omM ¢ MaAKoOM»
€ 2018 r. 6bIN0 6 deTeli € pasHbiMM hOpMaMK aH3HLLe-
danun. M3 HUX aBoe AeToK Mormbnm Oo poraeHud, Tpoe
yMepnu 6e3 MBJ1 (poauTeny nognucanu oTkas oT npose-
[eHVA peaHUMaLMoHHbIX MeponpuAaTuia n BJT), oamH ma-
MBI MO *KenaHuo poauTenein bbll MHTYOMPOBAH U noa-
K/oYeH K annaparty VIBJ1, Ha KoTOpoM B 60/IbHULLE MPOXKNI
POBHO MecsL, a 3aTeM CKoHYancA. Bce poautenu noxopo-
HUIM CBOUX AETEN, larke TeX, KTO yMep BHYTPUYTPOGHO.

KpaTkve wcTopuMn noJoneyHbIX [eTCKoro Xxocnuca
«[1oM ¢ MafaKoM».

Uctopua 1. JeBouyka P. (nepBas nogoneyHas nepuHa-
TasbHOM MpOorpammbl AeTCKOro xocnuca «Jom c MaaKoM»
C aH3HUedanmen n MeHnHrosHuedanouene). Poautenn P.
NoAennancb CBOEeW UCTOpWEN, eCTb MX MMCbMa W BUAOEO
(https://mayak.help/news/istoriya_radosvety/).

Mana n mama P. npuHAIM AMarHo3 JOYKK eLle OO POXK-
[leHWA, OHU FOBOPWIIN, UYTO, «KOra e byaeT CyKAeHo yiTu,
Mbl ee OTMNYCTWUM, Mbl HE XOTUM UCKYCCTBEHHLIMU MeToAa-
MV MPOJA/IEBaTb €€ ¥M3Hb, Mbl XOTUM, YTObbI BCe 6bISO,
KaK 3a[yMaHo, eCcTeCcTBeHHO, MaKCMMaslbHO eCcTeCcTBeH-
HO». TaK KaK Bbl1eYUTb ObII0 HUKaK Hesflb3s, OCHOBHbBIM
¥enaHueM 6bl1o cenaTb TaK, YToObl Y MasbILLKW HAYEro
He 607neso, YTobbI eii He BbIo CTPaLIHO, YTOObI OHa Y3HA-
fla CBOMX nany v Mamy M npoBefia C HUMK BCe OHW CBO-
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el KOpOTEHbKOW HKU3HW. [ToHMMaA BClO TAMKECTb AMarHosa
W MpOrHo3a, B MHTepecax pebeHKa ceMbs OTKasanacb oT
KecapeBa Ce4yeHUA 1 roToBMIACb K eCTeCTBEHHbIM poAaM.
Bpaun onacanucb, 4To P. MOXeT He nepesnTb pofdbl, Tak
KakK Ha rosoBe y Hee 6bifo 6onblIoe 06pa3oBaHue C TOH-
KUMM 060/104KaMW, BHYTPU KOTOPOro OblfiM HapyLleHHble
CTPYKTYpbl roNoBHOIO Mo3ra. bnarogapAa ymenbiM pykam
cneunanucTos, P. poannachk ecTeCTBEHHbIM MyTeM, 3aKpu-
Yana, KaKk 1 Bce MnafeHLbl, U 3ablliana cama.

ManbilKy nepeBennM B peaHVMaumio, Mama Morna
6bITb C peOEHKOM CTOJ/IbKO, CKOJIbKO MO3BOJIANN €l CUJbl
nocne pofos. [Tocne noaTBepHAEHNA AMarHo3a, nocras-
JIEHHOro Ha 3Tarne 6epeMeHHOCTH, 0GOPMUIN JOKYMEHTbI
0 HaNMYMM NoKa3aHUi K NannnaTMBHOM nomoLumn. To, uto P.
poamnach *1BOM 1 3ablllana cama, bbiio 13 paspaga Yy-
[lec. 3TO NNLWHWIA pa3 yberwaaeT, YTo Mbl HE MOXKEM C yBe-
PEHHOCTbIO FOBOPUTb, YTO pebeHOK TOYHO NOrMBHeT cpasy
nocne poaeHus, fgaxe ecauv, no AaHHsIM MPT, He BuaHo
300POBbIX CTPYKTYP rONOBHOr0 Mo3ra. [1oaToMy poautenu
1 BCe COMPOBOXHAAILLME CMNELMANNCTbI FOTOBUANCH K TPEM
CLleHapUAM pasBUTUA COObITUIA: 1- — MasbIWKKN He CTaHEeT
elle B yTpobe MaMbl, 2-ii — MasibilLKa YMpPEeT BO BpeMs po-
[0B vnv Ha VIBJ1 B 6nmrkalillee Bpems nocsie poaos; 3-1 —
MasibllUKa POANTCA MMBOW, 3a4bILLUT Cama.

Mocne oTaenenna peanmmaumn P. nepesenv B oTaeNb-
Hyl0 manaty, rae poautesnn 3aboTWAUCb U YYUIUCH yxa-
*MBaTb 3a Hel. [leBoyKa He Morfa ecTb cama, U en no-
CTaBWN 30HA — TPYOOURY Yepe3 HOCKK U Yepe3 POTHK,
KOTOpaA naeT cpasy B Meny[aoK, Mo KOTOPOW el AaBanu
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eny, Boay v obesbosnmBaloLime nekapcTea. P. oTKpbiBana
rnasa, cocana nanbyvk M Ablliana camocToATenbHo. Ha
9-11 AeHb MasbILWLKY BbiNUCanM AoMON nof onekry [leTckoro
xocnuca «JoM ¢ MafakoM». [loma bbiio 3apaHee NoaroToBs-
NleHo Bce Heobxoaumoe: obopynoBaHUe, TeKapCTBEHHbIE
npenaparbl, yaobHanA ftofbKa 1 T. 4.

Joma c pogutenAMn MasnbilKa Npoxuna ewe 7 OHeW.
Mama Bce Bpems 6bina pAgoM, nana MHOraa yxoawn Ha
paboTy, HO 6OMbLLYID YaCcTb BpeMEeHU Toe Obil pALOM.
Bbinn BM3WUTBHI MeMKOB xocnuca anAa ocMoTpa P. n nomo-
wy poautenam. Ecnm P. 6b110 6051bHO, OHa XMypuiach Um
Befna ceba becnokoiHo. Eli maBanu obesbonvsatoLme, 1
OHa 4yBcTBOBasa cebs KomdopTHO. Ha 16-11 AeHb HuU3HU
P. ymepna crnokoiHo pagoM ¢ nobsawmmMmn poautenamu. Po-
OVTenu [0 CUx Nop OCTATCA HA CBA3WM C KOMAHAO0M XoCnu-
€a, C NIto6OBbLI0 M 0YEHb CBET/IO BCMOMMHAIOT CBOKO JOYKY,
BCTpeYy C Hel, pofibl, KOPOTKYIO HM13Hb AOMa.

Uctopua 2. Manbuuk 1.

Bo Bpems 6epeMeHHOCTV Moc/ie YCTaHOBNEHUA aua-
rHo3a «AHaHuedanua» poautenu 1. xoTenm oTKasartbesA
OT peaHVMaumu, AfsS HKUX BblI0 BaXKHO YCneTb KpecTUTb
CblHOYKa. MMo3TOMy 3apaHee 6bl1 MpUrALleH CBALLEHHWK,
KOTOPbIN Nprexasn Ha poAbl M KPecTua Masbllla B nepsble
MUHYTBI ¥M3HWU. [ocne poxaenus M. He gbiwan. B 6onb-
HULE, rae NPOXOAUIN POfbl, BPAYM CAMOCTOATENIbHO Mpu-
HANW pelleHVe peaHMMMpoBaTb, MOAKMOYUTL K annapa-
Ty VBJ1 n nepeBectn B oTAeNeHNe peaHUMaLnmM AeTCKON
60NbHMLbL. Karkapbiii AeHb K . B peaHnMaLuio npuesixanm
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poauTenn. M. Npoxunn Mecal 1 yMep, HECMOTPA Ha OYeHb
60/blIOE KOMMYECTBO JIEKAPCTBEHHBIX Mpernapartos, ycu-
A BpaYer n abixaHue Yepes annapar VIBJ1.

Uctopua 3. [leBouka C.

Pooutenn noHnmanu cmepTenbHbIN MPOrHO3 aH3HLe-
danun, pnAa HUX BbINO BaXKHO YCMeTb KPeCTUTb AOYRY. 3a-
paHee NoAroTOBMAWCH U YAaN0Ch KPECTUTb Ha MyrnoBUHE.
Mocne nepeceyenna nynosuHbl C. ymepna. Mana n mama
CMOr/IM NobbITE M MOMPOLLATHCA C MasbILKOW noc/e ee
CMepTu.

Uctopua 4. [leBouka J1.

ManbiwKa ¢ aH3HUedanven poannacb ¥UBOW, cMorna
cama Aaplwatb, bbina nepeBefeHa B peaHnMaumio Nofg Ha-
6ntogeHve. PoauTeny NpuHAMK pelleHne okasbliBaTb A0Y-
Ke TOMbKO NanAMaTuBHyO nomollb. Bpauu nposoaunv
NOArOTOBKY K NMepeBOAy B CTaLMOHAp OETCKOr0 XOCnuca,
HO He ycrenu. J1. IpoXkmna oKoso ABYX CYTOK, Noc/e Yero
ymepra B OTAENEHUU peaHUMaLI.

Uctopumn 5 n 6. [1Be gesoukn, H. n C. (oaHa € aH3H-
uedanuei, gpyraa — c aH3HUedanneln N MEHUHro3HLie-
danouene), NnorvbanM Ao poAeHUA Ha CpoKax bepemeH-
HOCTK 36 1 29 Hefenb COOTBETCTBEHHO. [locne porkaeHns
B CrieumanbHO OTBELEHHON KOMHaTe y poauTenei bbina
BO3MOMHOCTb MOObITb CO CBOMMM AETbMW, MOAEpHaTb
Ha pyKax, ofleTb, 3aBepHyTb B MefieHo4YRy, caenatb $GoTo,
nonpoLaTbCA.
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Mmppouedanua

Mmopouedanmsa — 3TO CKOM/IEHWE HUOKOCTU B roJ0B-
HOM MO3re, KaK NpaBuio, B *efyaodkax. [puyvH passu-
™A rmgpouedanmm MHoro. ITOT AMarHo3 caM no cebe He
ABNAETCA NMOKa3aHWEM K NpepbiBaHMio 6epeMeHHOCTY, ec/in
MMAKOCTU Mano MU MOMKHO MOC/e POXKAEHUA Masbilla npo-
BECTU NleyeHne (Hanpumep, YCTaHOBWTb LWYHT ANA oTBeAe-
HUA MUOKOCTY U3 HeNyL0YKOB). 3AeCb BaXHO NOHATb Npu-
YnHy rugpouedanuu, n 3To oTAeNbHAA 3aada 418 Bpadeil.

O HebnaronpuaTHOM MPOrHO3€e rOBOPSAT, KOrha B He-
NYAOYKaXx FoIOBHOMO Mo3ra y pebeHKa BHYTpyyTPO6HO Bbl-
ABNAIOT 6OMbLLOE KOJIMYECTBO HUAKOCTU, KOTOPas CUSIbHO
[aBUT Ha KOpY U HAa BELLECTBO OJIOBHOrO MO3ra, Hapy-
was ero dopmupoBaHve U passuTue. MocnencTsus no-
BPEMKAEHWA CTPYKTYP rOJIOBHOr0 MO3ra MOryT ObITb O4EHb
Cepbe3HbIMK, BM/I0Tb A0 TAMESNOr0 HApYLUEHWA MU3HEH-
HO BarKHbIX GYHKLMIA OpraHn3ma, TAXKeNoro oTcTaBaHA B
NMCUXOMOTOPHOM Pa3BUTUM U MI0X0 MOALAIOLWMXCA fede-
Huto cynopor. [MporHos yxyawaeTca, korga rugpouedanua
COYEeTaEeTCA C APYrUMUN TAXENBIMY BPOHKAEHHBIMI MOPOKa-
MW pasBUTUA 1 3a60/1€BAHUAMU, COCTOAHUAMM.

OfHaKo CrporHo3vMpoBaTb TAMECTb MOCAeACTBUN
CJI0MKHO, Heobxo0aMMO, 4YTOObl pebeHoK poauncsa. A B He-
KOTOPbIX C/y4asax HYXHO, YTOObI MPOLUIO BPEMSA U CTAsO
MOHATHO, KAK Masblll pa3BMBAETCA, YTO MOMKET UM He
MOMET [enaTb, Kakue y Hero npob6siemMbl C opraHamm u
cucTemMamu.

B nporpamMme nepuHaTtanbHOM NanInMaTUBHOW Mo-
Mowm [eTckoro xocnuca «[omM c MasKkoM» 6blio He-
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CKOJIbKO Masblllel ¢ TAXKenon ruapouedanuen, KOTopyto
06HapyuamM BHyTpUyTpobHo. Kopa u BeLLecTBO rosoB-
HOro Mo3ra 6bliM OYeHb CUbHO cAaB/ieHbl U36bITOY-
HOW *KMOKOCTbIO B ¥esyaoykax, No3ToMy Ha LOPOLOBOM
3Tane nepuHaTasbHbIi KOHCUAWYM Bpadeli onpenenun
MPOrHO3 B OTHOLUEHUW KM3HU W 3[00POBbA Kak KpaliHe
HebnaronpuATHBINA.

Mocne poAeHus feTaM Gbina NpoBefeHa onepauus
Mo yCTaHOBKe LWyHTa. MporHo3 nocse WyHTMPOBaHUA 3a-
BUCEN OT pa3HbiX GpaKTOPOB. Y HEKOTOPbLIX Masblllei M-
Opouedanvs codetanacb C XPOMOCOMHO-FeHETUYECKUM
3aboneBaHueM. [103ToMy, HECMOTPA Ha yAayHo MpoBe-
[IeHHOe LUIYHTMPOBaHWe, pebeHOK MPoJosIKa HyHAATbCA
B Masi/IMaTMBHOW MOMOLLM, TaK KaK 0CTaBasioCb TAMKesoe
Hen3ne4nMoe oCHOBHOe 3aboneBaHue. Y oHOro Masbiwa
ruapouedanvsa pa3sunach M3-3a KpOBOU3NAHUA B FOSI0B-
HOM MO3re, C/ly4MBLIErocs BHYTPUYTPOOHO (MPUUMHY Kpo-
BOV3NIMAHWA YCTAHOBUTL He yaanock). Mocne wyHT1poBa-
HUA MHOTMEe OYHKLUMU OKa3anncb COXpaHHbIMU, pebeHoK
OTCTaeT B pa3BUTUM, C HUIM HEOOXOAVMMO MHOIO 3aHUMaTb-
CA, HO ero ¥M3HU rmapouedanus He yrpoKaeT, U B Nanim-
ATUBHOM MOMOLLM OH He HyKAaeTcs.
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AHOManum pa3BuTUA MO3XeuKa

Y peTei, nonyyaroLwmx NanamaTMBHyO NOMOLLb, aHOMa-
UK pa3BUTMUA MO3MKEYKa Yalle BCEro COYeTaTCA C Apy-
MU MOPOKAMM LIEHTPasIbHOM HEPBHOWM CUCTEMbI U APYTrnX
OpraHoB U CUCTEM.

B 60/bWMHCTBE Cly4aeB U30/MpOBaHHAsA Manbdop-
Mauua [eHon-Yokepa He cuuTaeTcA 3aboneBaHueM
C Heb6naronpuATHbIM MPOrHO30M B OTHOLIEHUM MU3HW.
OpgHaKko B coyeTaHuu C ApyrMMu NaTosiorMAMU pUCK He-
6naronpuATHOro MporHosa nosblwaeTcsa. Kaxabli cny-
Yal paccmMaTpuBaeTcA BpadaMu HeBpOioraMu u Hempo-
Xupypramu oTtgesibHo. Bcerga BarkHO nonyuntb BTOpoe
MHeHWe, MOJYYNTb 3aK/IIOYEHWE KOHCWUAMYyMa Bpauyen,
Yriy6/1EHHO 3aHUMAIOLLMXCA KarKblM KOHKPETHbIM 3a60-
NleBaHNEM, BbIABMIEHHbIM Y pebeHKka noMumo Masnbdop-
Mauumn [leHam-Yorepa.

Y peteld, noayyaBlWmx NannaTvBHy0 nomoLlb B JeT-
CKOM xocnnce «JJom ¢ MaAKkoM», Manbdopmauna ApHosb-
na-Kuapw yaule Bcero 6bina cBA3aHa € NopoKamMy passu-
TUA CMMHHOMO MO3ra, KoTopble ByayT pacCMOTPEHbI HUMKeE.
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BpoXaeHHble MOPOKM CMUHHOIO MOo3ra

Pe3synbTaThl neveHns Spina Bifida oueHb obHanerkuBa-
foLLMe: YEeM paHbLLEe OHO MPOBEAEHO, TEM Jlyyllle pe3y/ibTa-
Tbl. [103TOMY TaKTURY fledeHns 06CYRAAIOT yHKe Ha dTane
6epemeHHOCTU. B MocKBe npu npoBegeHun nepvHaTasib-
HOMO KOHCWAMYMa Bpayei NPOrHo3 ANIA MWU3HW U 300po-
BbA pebeHKa Npu M3onMpoBaHHol Spina bifida (n3onmpo-
BaHHbI — 3HAYUT HET ApPYrvX aHOManui) B 6oMbLUMHCTBE
C/lyqaeB onpenenifeTca Kak bnaronpuATHbIi. Mpu octanb-
HbIX TUMax Spina Bifida guarHo3 3aBWCKT OT CTeneHu no-
parkeHud, OKanM3aLmmn 1 NpUCyTCTBUA ApYrvX aHOMAJIWN.
YeMm Trkenee gedeKT, TeM 60/iblie NMoparKeHHbIX HEPBOB
W, KaK cneacTsue, 6osblie HapylleHHbIX GYHKUWIA BHY-
TPEHHUX OpraHoB.

DYHKLUMU BHYTPEHHNX OPraHoB 3aBUCAT OT CMUHHOMO
Mo3ra. K coxaneHuio, BoO BpeMA 6epeMeHHOCTN BO MHO-
FUX CAyYaAx CII0MHO UM HEBO3MOMHO OLEHWUTb C NOMO-
wbto Y3U unn apyroro obcnenoBaHua, Kak GpyHKLMOHU-
pyeT TOT UK UHOM opraH. O6BEKTUBHO OLEHUTb, KaKue
HepBbl MOBPEMKAEHbl, MOXKHO TO/IbKO MOC/e POMKAEHUA U
obcnefoBaHua pebeHKa. MIHoraa AoKHO NpovTH Kakoe-
TO BpeMs, YTObbl MOHATb, KaK GYHKLMOHUPYIOT BHYTPEH-
HWe opraHsbl.

MpeanonoXuTb HapyLueHue GYHKLUIA MOMKHO MO YpoB-
HIO MOPaXKeHUA CMMHHOrO Mo3ra — HO TOJIbKO Mpeanoso-
HUTb. Hanpumep, ecnn nospexaeH rpyaHon othen, ecTb
BEPOATHOCTb TOro, YTo OyayT HapyLleHbl GYHKUMKM op-
raHoB [AblXaHuA. MOXHO MOroBOpUTb C HEBPOJIOrOM MU
C HelpoXupyproM, 4Tobbl OH 06BACHW/, KaKoW YpOBEHb

35



BMP LHC

MoparkeHus y Ballero pebeHKa 1 Kakue orKuaatTcA npo-
671eMbl CO 3[,0POBbEM MOCSIE POKIAEHNA.

3aKpbiTne gedeKta CNUMHHOrO Mo3ra MpoBOAAT Mo-
cfle poXKAEHUA UK (B HEKOTOPbIX Cllydasx) BHYTPUYTPOO-
HO. C/TOKHOCTWN MOTYT BO3HUKHYTb C 3aKpbiTveM JedeKTa
(cNMWIKOM 60MbLIOK) M C pa3BUTUEM OC/IOMHEHWI Moc/e
onepaumy (MHbeKUMoHHbIe 1 Ap.). KpoMe Toro, 3aKpbiTb
fedeKT — 3To He 3HAYWUT BOCCTAHOBUTb (yHKUmMW. Ecnn
HapyLeHbl *MU3HEHHO BarKHble GYHKLMK, peOEHOK MOXET
MOrMGHYTb UM HYKOATbCA B NMOCTOAHHOW U CEPbEe3HOM Mo-
MOLLY, 3aBUCETb OT CreumanbHOro 060pyaoBaHuA.

B nporpamme nepuHaTtanbHOW NaanMaTUBHOM NOMOLLM
HeTckoro xocnmca «[loM ¢ MasKoM» Obllo ABa pebeHKa
C BblparKeHHbIM PaxMLIM3MCOM, B COYETaHUU C rugpoLe-
danuen, aHomanvel pasBUTUA MO3XHedKa 1 APYrMMu Mo-
pokamu. O6ovM aeTaM Ha 3Tane 6epeMeHHOCTM NPOrHo3
6bin onpeaeneH Kak KpaliHe HebnaronpUATHLIN A HU3HU
1 30pOBbA, ObINO NPeLNorKEHO NpepbiBaHe bepeMeHHo-
CTV NO MeAVUMHCKMM NoKasaHnaM. Pogutenn npuHAnM pe-
LeHne poauTb ¥ BCTaTb Ha y4eT B JleTckui xocnuc «[Jom
C MafAKoM». HuKe onuncaHbl UICTOPUN 3TUX AETEN.

WNctopua 1. [leBouka A. (nepBbiii pebeHOK C TAXKe-
noii Spina bifida, paxvwm3ncom, [OMONHUTENBHBIMU
aHoOMannaMK).

[narHo3 ycTaHoBWAM O4YeHb paHo, NMpu NpoBeLeHWUM
CKPUWHWHra nepsoro TpumecTtpa. Ewe cnoxHo bbi1o onpe-
[ennTb NoJ, a TAXe/10e NoparkeHne CMUHHOMO W FOI0BHO-
ro Mo3ra ye 6bi1o BuAHo. Mocne poaeHUa MasblllRy
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Kak MoryT npoTekaTb BpoAeHHble nopoku passutua LIHC

Cpasy nepesesiv B AETCKYH 60JIbHULLY M MPOOMNepupoBasn.
Onepauua npoluna ycrewHo, Ho rnocsie poxaeHua 6biio
BbIAB/IEHO, YTO €CTb aHOMasMW APYrux OpraHoB, KOTOpble
He onpefenamcb Bo Bpems bepeMeHHocTy. [o3ToMy no-
C/leonepaumoHHoe BOCCTAHOB/IEHWE BbIIO KpaiiHe TAMe-
NbIM, NPUCOEANHUNNCE UHPEKLIMOHHbBIE OC/IOMHEHUA (He-
n3berkHble). [leBoyka ymepsna B peaHuMauum Ha 9-i feHb
MWU3HW, poauTenn Obinn pagoM. Mctopua A. Ha caiTe:
https://mayak.help/news/istoriya-semi-anyuty/

UcTopua 2. Manbumk K. (BTopoli pebeHoK c Tae-
noii Spina bifida, paxvwm3ncom, [OMONHUTENBHBIMU
aHoOMannaMK).

Pogutenn paHo y3Haim o guarHose manbiwa. llocne
porkaeHusa K. npakTuyecky cpasy 6bin nepeBefieH B Apy-
ryto 6onbHULY U NpoonepupoBaH. Y K. 6bina ApKo Bbipa-
HeHHaAa rngpouedanva n paxuwmsmc. CHavyana 3akpblm
JedeKT Ha CMUHKe, 3aTeM NPoBeN onepawuumio Mo BoccTa-
HOBJ/IEHMIO OTTOKA JIMKBOPA M3 FO/I0BHOr0 MO3ra (LWyHTU-
poBaHue). MporHo3 6bl HEONTUMUCTUYHBIN, TaK Kak Kopa
rO/IOBHOMO MO3ra [oNroe BpeMs bblia CUNbHO CAaBieHa
HUOKOCTBIO, MO3TOMY MMEIMCb 060CHOBaHHbIE OMaceHus,
4TO YHKLUMM MO3ra cubHO MnoBpexaeHsbl. [Mocne onepa-
UMM MasibuvKa nepeBenv B CTaLMoHap AeTCKOro xocnuca,
roe poauTenu Hayumnucb 3a K. yxamuBaTb U NpaBusibHO
OKa3biBaTb €My MepByl0 NMoMolb. Yepe3 Hegento cembA
BbiNMMcanacb AoMoV nof HabnofeHue Bble3OHOW CHyHK-
6bl NannmaTmeHoi nomowm [etcroro xocnuca. K. nocre-
MeHHO Hay4uICcA CcaM eCTb, Y3HaBaTb poAauTeNnen, rynuTb.
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Bpauu HapetoTcs, yto K. 3aroBoput. B HacToALlee Bpems
cocTtosHme K. ctabunbHoe. 3To 3MOLMOHANbHbBIA U aKTUB-
HbIA MasnbYuK, CaM ObILLUT, eCT, UMeeT OrpaHnUYeHHble ABK-
HEHNA B HOMKaX, GYHKLMN OpraHoB Tasa HapylueHbl. Emy
Hy*KHbl peabunutauma u ¢usmnyeckan Tepanus, passuBa-
foLLMe 3aHATUA, MOMOLLb MyNbTUANCLUMNIMHAPHON KOMaH-
Abl. Manbiwa cHAnm ¢ yyeTa [leTcKoro xocnuca, Tak Kax B
[aHHbIi MOMEHT €ero {M3HW HUYEro He YrpoXKaeT, U OH He
Hy*KOaeTcA B Na//IMaTUBHON MOMOLLY.

STV ncTopuM elle pas MOATBEPHAAIOT, YTO B TAKe-
NbIX CyYaAX HUKOrAa Henb3A CKa3aTb HaBEPHAKA, CKOJb-
KO pebeHOK MpOKMBET, Kakme bYHKLUMK ByayT COXpaHEHbI,
a Kakue HapylleHbl. TeM He MeHee, fiarke Korga y Masbilla
elLe BHYTPUYTPOOHO BbIAB/IEHBI aHOMAIMM HEPBHOW cUCTe-
Mbl U YCTaHOBJIEH HEBNArONPUATHBIN NPOrHO3, A7 MHOMMX
poauTeneii pebeHOK Bce paBHO ocTaeTcsa pebeHKoM. OHu
NMOBAT ero, XOTAT 3a60TUTLCA 0 HEM U 0CTaBaTbCA PALOM
C HUM BCeraa, He3aBKncKMMO 0T TOro, 60SIEH OH MU 30POB.
OpHa Mama B nepuHaTaibHOW NporpamMme ckasana: «Mon
pebeHOK NPOCTO C/IMLIKOM paHo 3abones».

[ns MHormx poawTenei pebeHka C TAXenbiM Aua-
FHO30M, YCTAHOB/IEHHbIM BHYTPUYTPOOHO, BArKHO HaMTU
npyYMepbl, KaK NpoTeKana 6epeMeHHOCTb Y ApYrux Maw,
OKUIABLUMX MASIbILLIEN C TaKUM e AMArHO30M, Kak cebs
YyBCTBOBA/IM ATV MOC/Ee POKAEHNA, CKONBKO U KaK Mpo-
MWW, KaK, rae v Kkorga ymepnu. BarkHo GbiBaeT yBUaeTb
Opyrux pogvtenei u geten csBoumn rnasamu. Bcee, uTo
pucyeT Halle BoobparkeHue, Bcerga CTpalliHee, YeM TO,
YTO Mbl BCTPEYAEM B M3HW. HacTo cneumanucTbl nepu-
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HaTafbHOM MafNMaTUBHONM MOMOLLM NpeanaraloT CeMbaM,
OMKMAAIOLMM pOMROEHUA pebeHKa C TAXKEeNbIM OMAarHO30M,
noobLwaTbCa ¢ ApYrMMN CEMbAMW, Fae cenyac pacteT uim
raoe 6bi1 pebeHoK co CXoXMM 3aboneBaHueM. [ns MHOMMX
6yOyLLMX MaM U1 nan BarKHO yBUAETb poauTenien, npowes-
lWMX Yepe3 MHOrMe UCMblTaHWA, 0CO3HATb, YTO OHW MpO-
LOKaIOT ynblbaTbCA, AblaTh, eCTb, XOAUTb, C PALOCTbiO
1 Nto6oBbI0 roBopA 0 cBoeM pebeHKe. OT 3Toro orKugaHue
pOLOB M BCTPeUM C pebeHKOM MyralT MeHblUe, MOABA0T-
CA CWMbl, HAAEKAa, YTO M OHM CMPaBATCA CO BCEMU Mpea-
CTOALLMMMN UCTIbITAHUAMW.
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Y10 NnounTaTb Npo BpOXKAEHHbIE
NOPOKM L,eHTPa/IbHOW HepBHOWM
cucTembl?

Ha pycckom A3bike

AH3HUEedanms
http://www.anencephaly.info/e/stories.php
Wcmopuu demeli
https://mayak.help/news/istoriya-semi-anyuty/

Spina Bifida, paxuwm3uc
https://uthsc.pure.elsevier.com/en/publications/
rachischisis-totalis-without-acrania-in-a-newborn-male
https://m.facebook.com/spina.bifida.learn/
https://helpspinabifida.ru

Ha aHrnuiickom A3sbiKke
Orphanet, https://www.orpha.net/



YTo TaKkoe nepuHaTanbHanA
nannavaTtMsBHaA NMoOMoLlb

MporpaMma nepuHaTasbHOM NanIMaTMBHOM MOMO-
LM BK/OYAET COMPOBOMKAEHME CeMbW/pebeHKa C MOMEH-
Ta yCTaHOB/MEHUA pebeHKy TAMENoro, orpaHWyMBaloLLero
MW3Hb AMarHosa [0 poAeHUA U BhfoTb A0 28-ro [OHA
HU3HU pebeHKa.

Llenb mannuatuBHoi nomowm — obneruntb ctpaja-
HUA, MNOBLICUTH KOMGOPT U Ka4ecTBO *U3HW. ManimaTue-
HY}0 MOMOLLb MOXKHO M0Jly4aTb BMECTe C NMOMOLLbI BpaYen
MOSIMKIMHUKK, CKOPOW U CeLManM3npoBaHHbIX 0TAeNeHWI
60/1bHUL, (KApAMOXMPYPrs, HENPOXMPYPrUs, onepaTUBHOe
nedyeHne) npu HeobxogmmocTu. MannmaTMBHas MOMOLLb
B C/ly4ae COBCEM KOPOTKOM M3HW pebeHKa 3aKoyaeTca
B TOM, YTOObI y poauTeneit 6bina BO3MOMHOCTb BCTPETUTL-
€A ¢ pebeHKOM 1 [OCTOMHO NPOCTUTLCA C HAM, COXPaHUTb
[lparoLeHHyto NaMATb 0 Masbille.

Mo 3aKoHyY NpU BbIABIEHWN Y M/10a NMOPOKOB Pa3BUTUA
1M 3a6on1eBaHUA C HEGNAroNPUATHLIM A MU3HU U 3[0-
poBbA MPOrHO30M Bpay 06fA3aH NpeaocTaBUTb MHPOpMa-
umto 0 3aboneBaHnM, o NMPOrHo3e, 0 MeTodax U cnocobax
neyeHus pebeHKa nocie poxaeHus.

OfHaKo valle BCero Bpayv NpefocTaBnAlT OYeHb
MaJio AOCTOBEpHOM MH$opMauMM Mo AuarHosy v npo-
FHO3y, ¥ 3TO CBA3AHO C TeM, 4YTo 3aboneBaHue pebeHKa
[I0BOJIbHO pefikoe, Aare y Bpadei uHpopMauum boisaet
Masio, a 0 TOM, YTO MPOUCXOAUT C AeTbMU MOC/e poae-
HUA, BPa4M HEHCKMX KOHCYbTaLMi 06bI4HO He 3HatoT.
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Y poawvTeneii BNosHe 060CHOBaHHO MOMKET BO3HWKHYTb
CTpax nepea 6051e3HbI0 pebeHKa, MHBAIMAHOCTbLIO, C/IOMHO-
CTAMM B OpraH13aLyn ¥13HU CEMbU 1 COXPAHEHNEM CEMbU
B LLE/IOM M0C/1e POMKAEHUA HEM31eUMMO 60/IbHOro MasbiLLa.
MIMeHHO no3ToMy B pa3roBope Co creuuanucTaMmm poauTe-
JIM 4aCTO C/bILAT pEeKOMEHAALMM NPpepBaTh bepeMeHHOCTb.

YacToTa pa3BofoB B CeMbsx, rae 6oneet pebeHoK —
nofoneYHbI AETCKOro XOCMnuca, TakanA e, Kak B CTpaHe
B UenoM (gaHHble BMYY «[leTckuin xocnuc “flom ¢ mas-
KOM”»). TaK e 4acTo, Kak Apyrue cemMbW, poauTenn-no-
[lorneyHble MporpaMMmbl MepuHATaNbHOM NanIMaTUBHON
MOMOLLM FOBOPAT O TOM, YTO MOFYT Ha3BaTb CBOK CEMbtO
cyacTvBon. bpaTbA n cecTpbl y4aTcA MUNOCEPANIO U CO-
CTpajaHuio, 3a60TATCA 0 cBoeM bpate unm cectpe. HusHb
CeMbM KapAMHANIbHO MEHAETCA, HO He OCTaHaBMBaeTCA.
bnarogapsa nomolwmM nanjmMaTuBHbIX CyK6 M 6naroTso-
pUTE/IbHBIX OpraHu3aumii  nosy4aeTcA HOpManu3oBaTb
MM3Hb CEMbU Y MUHUMU3MPOBATb AEHEMHble 3aTpaThl.

HenaHue ceMby COXpaHUTb GEPEMEHHOCTb ABNAETCA
€CTeCTBEHHbIM W COBEPLUEHHO HOPMaSibHbIM. 3TO 3aluu-
LLeHHOe 3aKOHOM MpaBo poauTenei. [laxe ¢ TOUKM 3pe-
HUA PU3NYecKoro 340poBbA ecTecTBeHHee U ¢GHU3Mono-
rMyYHee [1A KEHLWMWHbl BBIHOCUTL U poauTb pebeHka. Mo
MHEHWIO MHOMUX MCUXO0JI0rOB, BBIHOCUTb, POANUTbL Masiblla,
yBUAETb €ero, NoAapuTb CBOK 3a60Ty HEBEPOATHO BarKHO
ONA CTabUIBHOIO NMCUXONIOMMHYECKOr0 COCTOAHUA U NMCUXU-
YeCKOro 30pOBbA HEHLUMHDI.

YHacto 6epeMeHHble HEHLUMHbI BCTPEYAKOTCA C OCYHK-
[EeHVEM: MO MHEHUIO OKPYHKAIOLWMX, OHW MOCTYMNaloT 3ro-
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NCTUYHO, COXpaHAs GepeMeHHOCTb, obpeKkaloT pebeHka
Ha My4YeHUA M3-3a CBOEro *KelaHuA NobbITb POAUTENAMU.
PaboTas c ceMbsaMM, HabntoaaA 3a TeM, Kak POMKOAOTCH,
60N1€e10T, yMUPAIOT AT, Mbl MOMEM CKa3aTb, YTO porKae-
HWe pebeHKa C TAXeNbIM ANarHo30M — 3TO HE 3rou3M po-
auTenel, He *M3Hb padu MyyYeHuid, a peanusauma npasa
pebeHKa poanTbCA W BblTb NOOUMbIM. HU3Hb Karaoro
pebeHKa B nporpaMmMe — 3TO OrpoMHas NtoboBb U NPUHA-
Tue, 60/blIAA *epTBa CO CTOPOHbI POAUTENENR paam Toro,
4TOOBI pEBEHOK MW U yMep B NMOBALIMX pyKax, OLlyLian
Mob0Bb 1 3aWMUTY CBOWX poauTesei, — ymep Toraa, Kor-
[a eMy CyK[eHo, Korfa 3alymMaHo MNpupofon, a He Tor-
[la, Korga poauTenu pelwat, yYto nopa. PoguTenu menatot
OnA pebeHKa BCe BO3MOXKHOE, 3alUMLLAT ero 1 OapAr
eMy *u3Hb. KopoTKas oHa byaeT unm anmHHas, pelaTb He
HaM — BOT KaK OHM [yMaloT.

LeTun, Hy:Kpalowmecs B NajaaMaTvBHOM NMOMOLLM, MO-
ryT *UTb FOAbl, @ MOIYT YyMepeTb cpa3y nocse poaos. Mo-
3TOMY Halwa 3ajaya — CAeNlaTb MX KU3Hb CHACTIMBOMN,
[laTb BO3MOXHOCTb HAXOAUTBLCA B KpYry pPoAHbIX U 61n3-
KUX, U ¥KenaTenbHo — [0Ma, a He B bosibHuLe. YTobbl BCe
3T0 peanu3oBaTtb, paboTaeT Uenasa KoMaHaa creuuany-
CTOB: Bpayu, MefCecTpbl, NCUX0I0r, coumnasnbHble paboT-
HUKM, HAHW, UrpOBbIE TepanesThl v ap. MpegocTasnseTca
cneumanbHoe 060pyfoBaHMe U PaCXofHble MaTepuasbi,
neyebHoe nuTaHue. Bca nomolub JeTckoro xocnuca «om
C MasAKoM» MpefoCTaB/IAeTCA COBEpLIEeHHO 6ecnnaTHo.
LeTckuin xocnnc «JoM ¢ MaskoM» — 3TO MefuUMHCKas
6naroTBopuTesibHaA opraH13aums, KoTopas noMoraeT ae-
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TAM C HEU3/1eYMMBbIMU 3260/1IEBAHUAMU U UX CeMbAM B Mo-
cKkBe 1 MockoBcKol obnactn. bonee noapobHyo uHbOp-
MaLMio MOXHO noumnTaTh 34eck: https://mayak.help.

C 2018 roga B [leTckoM xocnuce Hayana pabo-
TaTb NporpamMma nepvHaTanbHOM MAaNAMaTUBHOW MOMO-
wm (https://mayak.help/perinatal/). MepBbiM pebeHkoM
B Mporpamme 6bina gesoyka Mapyca ¢ cuHapoMoM da-
BapAca, KoTopas 6blna BbiMMCAHa AOMON Ha 9-i AeHb
MU3HW, HECMOTPA Ha CJIOMHbIA AMarHo3 w creumanb-
Hyto TpybouRy AnAa nutaHua. Korga e McnonHuICs oavH
MECAL, *M3HW, OHA Mepelna B «4eTCKY» MporpamMmy
xocnuca.

B pamKkax nporpamMmbl nepuHaTanbHOM ManaMaTve-
HOM MOMOLLM CEMbA MOMET MONYUYUTb KOMMIEKCHYIO MO-
MOLLb: OpPraHU3auMOHHYI0, MHPOPMALMOHHYIO, MCUXOMO-
TMYECKYI0, [YXOBHYIO, & pebeHOK Nocie poAaeHus elle
N MeONLIMHCRYIO.

Y poguTtenei ectb BO3MOMHOCTb 0OCYAMTb C BPAYoM,
VMeIoLLMM OMbIT BeAeHWUA AeTei ¢ nofobHbiMU 3abonesa-
HUAMYW, TeuyeHne 6onesHn nocse pofoB, HeobXOAMMOCTb
B CrnewuuanbHoM obopyaoBaHun 1 gp. CeMbe npeanaraeT-
CA BO3MOMHOCTb BCTPETUTHCA M MOrOBOPUTL C poauTens-
MU OEeTEN C TAKUM e OMarHO30M.

CeMbA MOXKET y3HaTb 06 3TOM MOC/Ie NEepBOro CKpU-
HWHra, Ha cpoKke 11-13 Hepgenb 6epeMeHHOCTH, UK No3-
e. B cnyyae nopo3speHuA Ha XpOMOCOMHO-TeHeTuYe-
CKYI0 NMaTo/MOTMI0 MOMET bbITb HAa3HAYEH HEWHBA3MBHbIN
npeHaTaNbHbIA TeCcT WM  aMHWOLEeHTe3/KopAoLeHTes,
[ONA yTOYHEHUA NOPOKA Pa3BUTUA — 3KCNEepTHOe ynbTpa-
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3BYKOBOE UCC/IeA0BaHMeE, KOHCYbTALMA B Crieuuanmsm-
pPOBaHHOM LIEHTpeE.

Mocne obcnegoBaHWA, NOATBEpHKOEHUA AMArHO3a
1 HEeBO3MOMHOCTY BbIIeUYUTb pebeHKa Ha MnpeHaTasibHoM
KOHCM/IMYMe nepef CceMbeli BCTaeT BbI6Op: NpepBaTthb Mu
COXpaHWUTb 6epeMeHHOCTb.

B cnyyae, ecnm ceMbA peluaeT COXpaHuTb bepemeH-
HOCTb MM COMHEBAETCA, POAUTENIM MOTYT 06paTUTLCA 3a
nomotpto B [leTckuii xocnuc «[lom ¢ maaxkom». [inAa nony-
YeHWA NOMOLLM HeOOXOAUMO CBA3ATbCA C PYKOBOAUTENIEM
NporpamMmbl, KOTOpLIV B CBO o4vepeb CBA3bIBAETCA C Ce-
Mbeil B Te4eHNe HECKOJTbKMX AHeN Mo TenedoHy, YTobbl OT-
BETUTb Ha BCe BOMPOChl. Ecniv ceMbA pelwaeT NpuHATL Mo-
MOLLb KOMaHabl «[JoMa C MasKOM», MPOBOAUTCA BCTpeya
C BpavaMu 1 agMUHUCTpAUMeENn Oas NoAnMCaHnA [OroBoO-
pa 1 06CyKaeHNs 06 beMa NoMoLLM, KOTOpas MOMeT ObiTb
npefocTaBneHa.

CeMbe 04eHb C/IOXKHO 3apaHee NpUHATb AUarHo3 v no-
BEpUTb B TO, YTO pebeHKa Hesb3s BbineunTb. OfHaKo eciun
3apaHee NoAroToBUTBLCA K POMKIAEHWI0 0COBEHHOrO Maslbl-
Wa, To nocsie pooB byaeT MeHbLLE yrKaca, MeHblUe NMaHu-
KK, 6osbLue MHGOPMUPOBAHHOCTH, Gosblle CU paloBaTh-
cA pebeHry, bonblue BpeMeHn Ha nto6oBb. J1060Bb — 3T0O
camoe MaBHOEe M CaMoe BarKHOE, YTO MOMKHO AaTb Heus-
NeYynmMo 60/1bHOMY pebeHRYy.
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Ycnyru nporpaMmbl nepvHaTasbHOM
nanaiMaTMBHOM NOMoOLLU
(NpepocTaBNAIOTCA MO XeJaHUI0 CeMbU)

MpepoctaBneHne wuHdopmauun o 3aboneBaHuy,
OTBETbl Ha BOMPOCbI MO COCTOAHUIO 3A0pPOBbA
pebeHKa.

Bpauu xocnuca HabnogaloT feTeli ¢ caMmbiMy TH-
HenbIMU 1 pefKUMU AMarHo3amu, UMeroT 60/bluoi
oMblT BeAEHWA B AOMALWHMX YC/OBUAX MALMEHTOB,
HYXAALWMXCA B KUC/IOPOAHOW NOAAEPHKKE, B Creun-
aNbHOM MuTaHuW. Bpaum xocnmca MoryT npepocra-
BUTb MHdOpPMaLMiO O TOM, B KakoM 0bopynoBaHuu
MOMET HYMKOATbCA PeBEHOK Mocsie POMKAEHUA, KaK
6yneT opraHu3oBaHa KM3Hb pebeHKa BHe cTauwmo-
Hapa, Kakme MoryT ObiTb TPYAHOCTU U KaK UX MOMHO
pewartb.

PeweHne KOHPNUKTHBIX WAM TPYAHbIX CUTYyaLU
C MeAULMHCKUMU YYPEHOAEHUAMUN (HeHCKaA KOH-
CcynbTauuA, POAUSIbHLIN AOM U Ap.).

OTBeTbl Ha BOMpPOCbl MO 6GepeMeHHOCTHU, Mo pe-
3ynbTaTaM aHanu3oB, ob6cnefoBaHWi BO BpeMA
6epeMeHHOCTU.

OpraHn3auuoHHasA NoMoLLb.

RoopauHatop nepuHaTanbHOM NporpamMmbl MOMO-
raeT B peLleHnn OpraHM3aLMoHHbIX BOMpoCcoB. s
pebeHKa C TArKebiM 3aboneBaHneM pofbl ABAAIOTCA
0C06eHHO TAXeNbIM ucrbiTaHreM. OYeHb BarKHO Crina-
HMpOBaTb pobl 3apaHee, BblbpaTb POLAOM, PELUMTD,
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Kak BOBpeMs MpvexaTb B poALOM, MOJSly4UTb Harpas-
NleHne B BblOpaHHbIN POAAOM, MPOWTU KOHCYNbTALMIO.
Mpn ¥enaHUM — MOArOTOBUTbL COrflacMe Ha MpuUCyT-
CTBME MyKa Ha pogax (cynpyry Heobxogumo Gyoet
NpO1TN AOMONHUTE IbHBIE 06C/IefoBaHMA). TaK KaK pe-
6eHOK Nocsie PorKAeHNA CKopee BCero nonajeT B pea-
HMMaLMOoHHOoe oTaeneHune, [eTckuin xocnuc ctapaeTca
3apaHee OpraHuM30BaTb COBMeCTHOe npebbiBaHue pe-
6eHKa C MaMoi UnM XoTs Bbl KPYrOCyTOYHOE Mocelle-
Hue. MIHorga ecTb BO3MOMKHOCTb He BbIMUCLIBATL MaMy
nocse pofloB /1S TOro, YTOObl OHA HaxoAunachb pALOM
C pebeHKoM. BarkHo npogymaTb v 0bCyanTb C nepco-
Ha/ioM poJaoMa BCe 3HauMMble A CEMbW MOMEHTHI,
KOTOpble 6yayT NPONCXOAMTb BO BPEMSA U MOC/Ie POAOB
(paHHee NpuKnafbiBaHWe K rpyau, AaTb BO3MOMHOCTb
OTNYNbCMPOBATb MyMOBMHE, Pa3pellnTb KpelleHne B
YCMI0BUAX peaHuMaumn u 1. a.).
O6LweHne ¢ poauTeNnsaMU geTell CO CXOXKMUM AMarHo-
30M unu coctosHueM. MNMpepoctaBneHme MHbopma-
LMn 0 poauTenbckux rpynnax B NHTepHeTe u B co-
UMabHbIX CETAX.
Paccbinka nHpopmaumm o guarHose (Bugeo, ctatbu
M npou.).
O6cyxaeHne Bblibopa NyTH ans pebeHKa.
B03MOKHOCTM fleYeHnA, NporHo3, HeobxoAMMOCTb
B peaHnmMaumn. ObCyKaeHUe BbIMUCKM AOMOV nocsie
poAoB, NfaH BefeHus nocie poaoB: HE0H6X0AMMOCTb
B 06CnefoBaHMAX, B ONEPATMBHbBIX BMeLlaTeIbCTBax.
MpeumyliectBa HaxorkaeHna poma. O6cyOeHne
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Toro, 4TO ONA CeMbM BAXHO yCneTb caenaTb, MoKa
pebeHoK pALOM.
8. ConpoBorkaeHue B poaax.

Cneumanuct nporpamMmbl NepuHaTasbHON nannva-
TMBHOM MOMOLLM OKa3blBAET MOMOLLb B poAax — nofa-
[lepMBAET Kak MOpasbHO, Tak U B MPOCTbIX ObITOBbIX,
OpraHM3aumoHHbIX BOMPOCAxX; HAXo0AUTCA pALOM, Kor-
02 3TO HY*KHO, MPUHOCWT BOAY, MEeSIeHKKW, BCTPeYaerT,
NMoMoraeT COpMeHTUPOBATLCA B CTalMoHape, cobpaTtb
HYXHble [OKYMEHTbl Npu nocTynnaeHun. [lomoraet
NpoTW pofpl — AblxaHue, camoobe3sbonmsaHue v ap.
MNMoMoraeT nocie poaeHus, ecin pebeHoK HaxoauT-
CA B peaHMMaLuy (Hanpumep, Noy4nTb MHGOpMaLmo
0 ero COCTOAHUM U T. A4.).

9. Momollb Npu BbINUCKE [OMOMN.

Momowb [leTckoro xocnmca [OaeT BO3MOMKHOCTb
BbINUCaTbCA pebeHKy [OMOM U3 peaHMMauun B filo6oM
COCTOAHUW. XOCMUC MpefoCcTaBisAeT BCe CrneuuanbHoe
1 CNIoXHOe 0bopynoBaHue 4nA pebeHKa, opraHn3yeT Ha-
6ntofieHve Bpaven 1 MeacecTep Ha gomy. CneupanmcTol
Xocnuca 0b1afatoT BbICOKOM KBaIMbUKALMEN 1 OMbITOM
BeLleHVA PpeaHNMaLMOHHbBIX MALMEHTOB B JOMALLHUX YC-
NoBUAX, 06Y4aOT HEOOXOAUMBIM HaBblKaM poAUTENEN.
Xocnuc noMoraeT B MpMobpeTeHnn pacxodHbIX MaTepu-
aJ10B, OpraH13yeT B JOMALLHYMX YC/I0BUAX HE0bX0AUMble
ob6cnejoBaHNA, aHAU3bl U KOHCY/bTaLMWK.

10. lMNMcuxonornyeckaa NOMoLLb.

Moomoeprika MoMeT bbiTb HeoOXoaMMa KaK poau-

TenAMm, Tak U ApyruM YieHam cemMbn. HacTo pogutenam
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YT1o TaKoe nepuHartajibHaA naaimaTtmBHaA NnomMolLlb

6bIBaeT TPYyAHO CO06LATb POACTBEHHMKAM O AMarHo3e

pebeHKa, TpyaHO obcyKaaTh 60/1e3Hb C APYruMU AeTb-

My (cubnmHramm). MNcmxonoru xocnunca MeoT 60/1bLUO

onbIT paboThbl C CEMbAMU, B KOTOPbIX TAMeNio boneet

pebeHokK. Mcrxonorn MoryT NoMoYb He TOJbKO nare u

Mame, Ho 1 6abyLuKe c AeayLKoi. [oMoYb HAMTH HyK-

Hble C/I0Ba, YTOObI pacckasaTb CUMOMHIAM, YTO Y HUX

MOSBUTCA 0COOEHHDBIN BPATUK UM CeCTPUYKA.

11. lyxoBHaA NoMoOLUb.

JTo MoKeT bbiTb becefa Co CBALWEHHOCTYRUTENEM
WM MPOCTO Pa3roBOpPbI 0 MU3HW C COTPYAHUKAMM XOCMNCA,
C ApyruMu poamtensamu. Takad nMoMoLlb NMOMOraeT HanuTu
TOYKM OMopbl, YTOObI COOPATHCA C CUAMU U MEPEHUTb
TpyOHble BpeMeHa, Hay4uTbCA MoJly4aTb pafocTb B npea-
flaraeMblX *13HbI0 06CTOATENBCTBAX.

Y10 nountatb npo nepnHaTa/ibHYyHO
najimaTuBHyro nOMOI.I.I,b?

Ha carnte BO® «[leTckun nanivatume» B pasgene «bu-
6/MOTeKa» pa3MeLLeHO MHOMo MoJie3HoM UHpopMaLm no
nepuHaTanbHON NaNMaTUBHOM NOMOLM M MO NanInaTme-
HOM MOMOLLM JeTAM B LesioM. Bce MaTepuanbl MOXHO CKa-
YaTb becnnaTHo.

[=]% 3 [=]

= ¢F  https://www.rcpcf.ru/biblioteka/
[=]5era
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MpunokeHue. byknet ana pogutenen

30pascmsytime!

PebeHoK, Komopozo 8bl deme, Npu3HaH
Heussiequmo 6osbHbIM? Moddepamb sac
OETCKUN 8 5MOM C/I0¥KHbIll Nepuod *Ku3HU Mo2ym cne-
MNAJUIUATUB yuanucmel nepuHamanbHolli nanauamMusHoL
nomouwju, Kpamkyo uHgpopmayuto o Komopoli
MbI npednazaem saiwiemy BHUMAHUIO.

MepuHaTanbHaA NnannMaTMBHaA NOMOLUb
(MNM) npegHasHaveHa onAa cemel, oxuaa-

|'| EPM HA An bHAﬂ IOLLMX POMAEHUA pebeHKa C TAMKENbIM Heus-

NlevYnMbIM 3360ﬂEBaHVIEM, orpaHnynBealowmmMm

NMAJUIMATUBHAA [wes
nMoMoO I_l_"b MannunatviBHas nomollb GoKycrpyeTca Ha 3a-

60T/IMBOM COMPOBOMAGHMN BCEX UTIEHOB Ce-
WH®OPMALIUA ANA CEMEN MbW W Ha ycTpaHeHun U3nN4ecKoro 1 3mo-
UMOHAbHOrO AMCKOMOpPTA Yy Manbila, 4To
No3B0/IAET MOBLICUTb KAYECTBO Ero HU3HN.

Korga npepoctaBnsaeTcs NoMoLUb: O POHK-
[eHus pebeHKa, B Nepuos pogoB 1 HOBOPOMK-
feHHocTw. MNocsie NepBoro MecALa Hu3H1 Ha-
6n0patb 3a pebGeHKoM ByayT CreumanmcTbl,
OKa3blBaloLLMe MaNMATUBHYIO MEAULIMHCKYIO
NOMOLLb AETAM B aMByNaToOpHbIX MM B CTauu-
OHapHbIX YCIOBUAX.

Kputepuun ana okasauuma MMN:

+ Ha/MuMe TAMKENbIX Heu3eYnMbix 3abo-
NeBaHuin y pebeHKa, AMArHoCTMpOBaH-
HbIX BHYTPUYTPOBHO;

+ O0TKa3 bepeMeHHOI MaMbl MpepbiBaTb
6epeMeHHOCTb;

+  enaHue cembu MonyYaTb NanIMaTvB-
HYI0 MOMOLLb.

Bugbl 3a60n1eBaHU M COCTOAHUIA: TAMeE-
Nble XPOMOCOMHbIE W TeHeTUYecKue 3abo-
NeBaHuA  (Hanpumep, CMHApPOM DABapAca,
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Mpunoenne. bykneTt ana poautenen

cuHapom [atay u ap.), TAenble He-
onepabesbHble BPOMEHHbIE MOPOKN
pasBuTUA (Hanpumep, rpybble aHoma-
SN LieHTPasibHOW HEPBHOM CUCTEMbI,
cepaua, noyex) u ap.

Kak ceMbu npuHuMaloT pelieHue
O TAkenom 3abonesaHnn pebeHKa
MOMeT CTaTb W3BECTHO Ha pasHbIX
cpokax 6epeMeHHOCTW. BrepBsble Bbl
MOeTe y3HaTb 0 AnMarHo3e BO BpemsA
Y3W (11-14-A HepenA bepeMeHHOCTH,
T-M CKPUHUHI) MK no3se (2-i1 n 3-i
CKPWHWHT). [InA noATBepHAeHuA ana-
rHo3a MpoBOAATCA MHBa3WBHaA npe-
HaTasbHaA OMArHOCTWKA, KOHCyNbTa-
uMA reHeTVKa, Apyrve o6cnefoBaHus.
Pe3ynbTaTbl 0bcyAaeT nepuHaTab-
HbI KOHCUAMYM, FOe Bpayu pasHbiX
cneunanbHOCTeR AaloT MeAWLMHCKUIA
MPOrHO3 B OTHOLUEHWUW MW3HW U 3[0-
poBbA pebeHKa. Bawa cemba pena-
eT Bblbop — poraTb UMK NpepbiBaTb
6epeMeHHOCTb. 3aTeM nMbo BblgaeT-
CA paspelleHue Ha npepbiBaHue 6Ge-
PEMEHHOCTU MO MEeAMLMHCKUM MoKa-
3aHuAM, mMbo onpeaenseTca Mecto
1 MeTof popopaspelueHus. Ecim Bbl
npyYHUMaeTe peLleHne poraThb, TO Mo-
¥eTe 06paTUTLCA 33 MOMYYEHNEM Ne-
pVHaTanbHOM NaNNMATUBHON NMOMOLLM.

Yenyrn MNOM uneHam cembu (po-
outenun, 6abywku/nenywkm, 6partba/

CecTpbl):  OpraHu3auWoHHas, WHOp-
MalWoHHanA, Mncyxonoruyeckas, — ay-
X0BHaA nomollpb. HoBopoaeHHOMY

pe6eHKy — najaavatmBHaA MeauunH-
cKaA nomotb. MoMollp oKasbiBaeTcA

Npu TECHOM B3auMOZEWCTBIAN CO Cre-
LMann3npoBaHHbIMU  Criyxbamu  (ary-
LIEPCTBO-TMHEKOSOMUA, HEOHATONOrNA
v ap.). bonee nogpobHan nHbopmauus
npeAcTaB/eHa Ha pUCYHKe.

KOHTAKTbI
[na nonyyenuna MMM Ha Tepputopun
r. MockBbl 1 MocKkoBcKoit obnactu:
[eTcruii xocnuc «[loM ¢ Maskom»
https://mayak.help/perinatal/,
info@childrenshospice.ru
Ten.: 8 (800) 600-49-29
(KpyrnocyTo4Ho, 3BOHOK 6ecnnaTHbii)

OKa3aHue NcnxonornyecKom n cnpa-
BOYHO-WHPOPMALIMOHHON NMOMOLL
Ana Bcex pervoHos P®: bnarotBopu-
TenbHbIA GoHA «CBET B pyKax»
https://lightinhands.ru/,
help@lightinhands.ru

Ten.: 8 (800) 511-04-80

(3BOHOK GecnnaTHbIi no Bcei Poccum)

[na nonyyeHna [ononHUTENbHON
MHbOopMaLmK: 61aroTBOpUTENbHbIN
o «[leTcruii nanamaTue»
https://www.rcpcf.ru/

Ten.: 7 (499) 704-37-35

ABTOpbI: KaHA. MeA. HayK, gou,. Cas-
Ba H.H., Monosa O.M1., a-p Men. HayK,
npoo. MonesnyeHko E.B.

© bnaroTBopuTeNbHbIA GOHL, pa3BUTUA

nannnaTMBHOM NoMoLm
«[leTckuii nannmaTme», 2020
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Mpunoenne. bykneTt ana poautenei

ycnyYﬁMMnnspm%WHyﬂghaTwe

(Ha npumepe MepuHaTIIAASMABTINBHOM [HOMOLHbpuTEN:

BepeMeHHOCTb

weaenn | 9 [10[11[12[13]1a[15[16[17[18[19[20[21]22]23]24[25[26[27]28
BbifiBNIeHWe TAXKENoro
Heusneummoro
3a6oneBaHuA
vy pebeHka
BHYTPUYTPO6HO
MpeHaTaNbHbIi CKPUHWHI:

1-ro TpumecTpa
2-ro TpumecTpa

3-ro TpumecTpa

MepuHaranshii FOPOCKOW nepuHaTasbHbiii
KOHCUNUyM

UH®OPMALIMOHHAS nomoub
NMACOPMAHMOHHATEABMO1886X0AMMOI MHbOPMal
NAPRABTHEHAEHRCNLUTESARIMIe06X0AUMOIT
opMaunn 0 AnarHose peﬁeHHa 0 nporHose,
%MM MW Romowm getam.
cocTaB/ieHue VIH,ElVIBVI,Elya}'IbHOI'O nnaHa 6epeMeHHOCTI/

n&?d’ﬂ;'@%wehﬁb%ﬂmm opraHu3aumaA NpoLLg
coCTaBeHne MHAVBUAYasbHOMO NnaHa

MepuHaTanbHan MGPXAIAOTIA E G KAH, movmEps< neHne
nanaMaTtusBHas v 1 YIEHOB CEMbU Ha
nomoub ne s P oMy pef wmA

npoLwaHnAa U MOXOPOH.

,El OB nom b
arKUTE/IbHOM OTHOLLI
céﬁgﬂw aanan no;:u:(epmr( BCeX Y1eHOB CeMbM

Ha [I0pOJJ0BOM 3Tare, B NpoLiecce 1 nocse poaos,

MBI & ERASEBBR04IAHTAMEBO CAONMHAHUN v
DM{W@B?@EE&@M% 6epeMeHHO HeHLLYHBbI, CEeM
co3faHune «WKaTynkv namatn» (3D Y3U, namaTHble $o

MannmatmneBHan
MeauuUuHCKasa
noMouwb geTamMm
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Mpunorkenune. byknet ana pogutenen

o ‘IHG ngumepe nepuHamasbHoli npozpammbl bazomsopumesibHoz0 ¢poHOa
Ho Hﬂnxom» 2. MocKa )M
HOIO HAa «oM C Maimom», T.’MocKBa)

Mepuop HoBo-

HU3HB
c28 ,qun MU3HM pebeHKa u ganee

29|30(31|32|33|34|35|36|37|38|39|40 11234

B aM6y}13TOprIX U cTaymMoHapHbIX
YCNnoBUAX, B TOM vucne:

- Ha gomy

- B OT na. T

MeVLMHCKOW NoMoLm
- B AI€TCKOM Xocnuce
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Ana 3ameToK
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BPOJEHHbIE MOPOKU PA3BUTUA
LLEHTPAJIbHON HEPBHOW CUCTEMbI (BIMP LLHC)
I'IepMHaTaanaﬂ nananatTmuBHaAa NoOMoLb

WHpopmayusn dnsa cembu

[ybnukayus HaneyamaHa 8 pamKkax peaausayuu Npoekma
€ Ucnosb308aHUemM 2paHma
[Mpe3udenma Poccutickoli ®edepayuu,
npedocmasieHHo20 PoHAoM npe3udeHMCKUX 2paHmMos

MoanucaHo B neyatb 25.10.2021.
Meyatb odpceTHaA. bymara odpceTHas 80 r/m
laphutypa CentroSansPro.
®dopmat 70x90 '/3,. O6bem 2,05 yci. n. .
Tupa 1000 3K3. 3aka3 N2 375

OtneyvaraHo B 000 «/3paTenbctBo «[TpocneKkT»
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