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Jopozue podumenu, 6abywku u dedywku!

Y Ballero mManbilla CI0XKHOE U Heusneudrmoe 3abone-
BaHvWe — cuHgpom latay.

TArKeno y3HaBaTh 0 60/1Ie3HW, KOTOPAs YrPOMKAET HU3-
HU pebeHKa. 3ema yXOaWUT U3-MOoJ HOT, CJIOXHO MOBEPUTb
1 MPUHATb NPOUCXOAALLEE, PYLIATCA HAAEHAbI...

Bbl cToWTe nepef BbIGOPOM — MpepblBaTh 6epemeH-
HOCTb UM COXpaHWUTb ee. K corkaneHuio, Bbl NoNaau B cu-
Tyauuio, B KOTOPOW HET MPOCTOro U «MPaBWUIbHOIO» pe-
weHus. Jltoboln BEIGOp — OYeHb TAMENbIW, noboe Balle
pelleHne — npasubHoe. TobKO CeMbs U B MEPBYIO 0Ye-
pelb 6epeMeHHan Mama MOKET MOHATb U PeLUnTb, C Ka-
KUM BbIOBOPOM OHA CMOMKET HWTb Aasiblie, Kakoi Bbibop
eli no cunam.

MpepbiBaHne 6epeMeHHOCT — 3TO HEMpOCToe peLle-
Hue. Bce, KTo nMpoxofun 4Yepes 3TO WCMbiTaHWe, FrOBOPAT
0 TOM, 4TO 3abbiTb pebeHKa HeBO3MOXKHO. AGOPT Ha Jlto-
60M CpOKe — CJIOXKHAA MeAULMHCKanA npouenypa, 4acTo
HeraTVBHO B/IMAIOWAA Ha MOPA/IbHOE COCTOAHUE HKEH-
WMHBI M HA ee 3A40poBbe. ECM ceMbs npuHsAna pelleHune
npepBatb 6epeMeHHOCTb, Mbl HACTOATE/IbHO PEKOMEHTY-
eM 06paTUTbCA 3a MCHMXOJSIOrMYECKO MOMOLLbIO, TaK Kak
[aXke CnycTs MHOMMEe rofbl MeHLMHbl NPU3HAKTCA, YTO
TaK W He MEepPexunn yTpary.

EcTb cembu, KoTopble pellalnT CoXpaHuTb bepemeH-
HOCTb U [aTb BO3MOHOCTb Heu3feunmo 6osibHOMY pe-
6eHKY MPOXWUTb CTOMbKO BPEMEHW, CKOJIbKO eMy OTBe-
ZeHo. B 3ToM cnyyae Mbl pekoMeHZyeM obpatuTbcA 3a
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Cunppom Matay

nanMaTUBHOM MOMOLLbIO. K coraneHuto, B Hallen cTpa-
He NMoAobHbIM BbIGOP YacTO BCTpevaeT HemoHUMaHWe Co
CTOPOHbI Y/IEHOB CEMbM, MeAUUMHCKNUX paboTHMKOB, 06-
LWeCTBA, XOTA OH COBEPLUEHHO 3aKOHHbIA M MOHATHLIN. Bo
MHOIMX pa3BUTbIX CTpaHax MUpa, roe pabotaeT cucTeMa
nepuHATaNbHON MaffIMaTUBHOM MOMOLLK, pelleHne poau-
Tenel o coxpaHeHUn bepeMeHHOCTU NPUHUMAETCA C yBa-
HEHUEM, a ceMbs U pebeHOK MosyYatnT Heobxo4uMoe Co-
NpOBOMKIEHME BO BpeMsi 6epeMeHHOCTV U pofoB, nocse
POMKIEHWA U MOCTe CMepPTU MasbllLa.
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YTo Takoe cuHgpowm laTay

CuHppowm lMaTay (Tpucomusa no 13-ii xpomocome) —
3TO TAMeNIoe XPOMOCOMHOe 3abofieBaHue, CBA3AHHOE
C NofABneHeM LOMOSIHUTeNbHON, 13- XpoMoCcoMbl. Bnep-
Bble onucaHo Jpa3mMycoM baptonuHom B 1657 r., xpoMo-
COMHyI0 Mpupogdy 6onesHu BbiABua Bpad Knayc Matay B
1960 r. XapaKTepunsyeTcA BpOKAEHHbIMU NOPOKaMK HepB-
HOW C1CTEeMbI, cepaLa, ApYruxX BHYTPEHHUX OPraHoB, Yalle
BCEro HECOBMECTUMbIMUN C HU3HbIO.

Bo3spacTt npoasnennsa
3aboneBaHus:

PacnpocTpaHeHHOCTb
B NonynAumm:

3aboneBaeMoCTb:

BbixKnBaemMocThb:

HeoHaTaslbHbIN (NepBbIi  MecAl,
YKU3HW), aHTeHaTasIbHbIN (O pOXK-
[eHWA, BHYTPUYTPOOHO).

1-9/1 000 000. BxoauT B TPOWKY
Hambosee 4acTo BCTpeYatoLwmxca
TPUCOMUI Hapady C TpUCOMMelt
no 18-ii n 21-i xpoMocome.

ot 1/10 000 go 1/20 000
HUBOPOMHKAEHHDIX.

6onee 4yeM B 95% cnyyaeB pe-
6eHOK normbaet BHYTPUYTPOBHO.
Tonbko 6-12% peTen, poavBLINX-
CA KMBbBIMU, UBYT [0fIblUe rofa.



YT1o Takoe cuHgpom lartay

KnuHnyeckue nposasnexnus

CUHOPOM — 3TO KOMIMJIEKC pasHbIX CMMNTOMOB. EcTb Ha-
60p CUMMTOMOB, XapaKTEPHbIX UMEHHO AJ1 cuHapoMa [NaTay.
Ho y Kawporo pebeHKka 3abonesaHne MoeT NPOosBATLCA U
NpoTeKaTb CO CBOMMM 0cobeHHocTAaMM. OT Toro, Kakue cu-
CTEMbI U HACKOJIbKO TAMESO NOParKeHbl, 3aBUCUT TAKECTb
NpOABMEHUI 60IE3HW W MPOLOIHKNUTENIBHOCTD HU3HU.

Cunpgpowm lMatay, Kak Npasuno, NPoABIAETCA TAXHENbI-
MW HEBPOJIOTMYECKUMIU CUMMNTOMAaMK, HAbMIOAATCA TU-
NMOTOHMA (CHWMEHME TOHYCA MbIWL) U FMMNOPEaKTUBHOCTb
(CHM}KeHWe oTBeTa Ha BHeLIHWe CTUMySbl) C HapyLueHneM
OpUEHTaLMM B OKpYKaloLLEM MPOCTPAHCTBE, TAXHKENanA 3a-
[epHKa NCUXOMOTOPHOI0 pa3BUTUA, YacTO CYAOPOru.

HeBponornyeckme cCMMNTOMbI CBA3aHbI, KaKk MpaBuio,
C TAMeNbIMX MOPOKaMK Pa3BUTMA FOSIOBHOrO Mo3ra (ro-
nonpo3s3sHuedanua, cuHapom [enau-Yokepa v gp.). lono-
npo3sHuedanua BcTpeyaetca B 70% ciyvaes, pa3sBuBa-
eTcA B pe3ynbTaTe gedexTa pasBUTMA FOOBHOMO Mo3ra
C MOJHBIM WM YACTUYHLIM OTCYTCTBMEM pasfenieHna Ha
MonyLIapuA, MOMKET BbITb Pa3HOW CTENeHN BbIPArKEHHOCTH,
AnarHoctupyetca no MPT. YacTto codeTaeTtcA ¢ apyrumm
NMopoKamu pa3BUTUA FOOBbI U LLEW.

XapaKTepHbl crneunduyeckme 4epTbl IMHMKA U rNas.
AHOManuu pasBuUTUA LA BapbUpYIOT 1 MOTYT ObITb pas-
HOW cTeneHun TaxecTn. B 80% cnyyaes HabnopaoTca ru-
nepTeniopm3M (LUMPOKO MOCAXEHHbIE M1a3a) U NpeMaKcu-
NAPHAA areHe3unA (CoyeTaHWe NOpPoKa pa3BUTUA FOJIOBHOMO
MO3ra C BHELUHWMMW MOPOKaMU MLLA: MOHIOMIONAHbIN pas-
pes3 rnas, LMPOKO MOCarKeHHbIE 1a3a, 3aA4bs ryda, Bos-
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Cunppom Matay

YbA NacTb U Ap.). B TAXKeNbIX cnyvanx HabnogaeTcs Lebo-
uedanusa (MMLo 06e3bAHKM) UM LMKIONWUA C OTCYTCTBUEM
CKeneTa Hoca (3To TaKrKe coveTaHue NopoKa pa3BuTUA ro-
JIOBHOIO MO3ra C BHELWHMMM aHOMaIMAMK NnLa).

3anubs ryba, BoNYbA MacTb, MUKPO- UM aHodTasb-
MUs, Koflo6oMa MOryT MMETb MeCTO JarKe Npu OTCYTCTBUM
BbIPa*EHHbIX MOPOKOB IO/I0BHOr0 MO3ra.

HapyLueHna co cTopoHbl KOCTHO-MbILLEYHON CUCTEMBI U
KOMKM Yallle BCEro B BUAE YHACTKOB ania3um KoM Ha 3a-
TbI/IKE Y NOCTAKCMANIbHON NONMAAKTUANK (YBENIMYEHNE KO-
JINYECTBA MU3MHLLEB HA pYYKax U/WUN Ha HOXKAX) UK CUH-
[akTuMK (cpaleHne nasbYnKoB), OTCTABAHMA B pOCTeE.

MMOpOKM pa3BUTMA BHYTPEHHMX OPraHOB Yallle BCEro
npefcTaBieHbl BPOMKAEHHbIMM Mopokamu cepaua (80%
C/ly4aeB) 1 NOPOKAMN MOYENOJIOBON CUCTEMbI (MOSIMKMUCTO3
noyeK 1 ap.). MoreT HabnAaTbCA CTONKOE CHUMHKEHME Ca-
xapa (rvnornmkemusa) Ha doHe runepuHcynHUM3Ma (136bl-
TOYHOW NPOAYKLIMM UHCYNIMHA NOAMKENYA0HHOM Hene3on).

3Tuonoruna

Cvngpom [latay accoummpoBaH C Tpucomuen Mo
13- xpomocome (puc. 1). Ectb nonHas (80% cny4aes),
YacTmyHaa (15%) 1 mo3anyHan (5%) dopmbl.

MonHan ¢opma xapaKTepusyeTca HaIMUYMEM Tpex Oau-
HaKoBbIX XxpoMocoM 13 (puc. 1). YactnyHasa dopma npea-
cTaBneHa pobepTCOHOBCKON TpaHciokauven t(13;14), npu
KOTOpOW TpeTbA, AONONHUTEIbHAA XpoMocoma 13 npukpe-
nnseTcA K XpoMocome 14 (B pegrux Cy4asax — K Apyrum
XpoMocoMaM) (Ha puc. 2 nokasaH MexaHu3m ¢bopMrpoBa-
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Puc. 1. U3meHeHna xpoMocoMHoro Habopa (Kapuotuna)

npu cuHgpome Matay.

Tpucomusa 13 (nonHaa dopma).
https://health.oboz.ua/bolezni/trisomiya-13.htm

Puc. 2. PobepTcoHoBCKan
TpaHc/oKauua
http://www.eurogentest.org/index.
php?id=515

Cnesa: e napbl HOpMasbHbIX XpO-
MOCOM

CnpaBa: pobepTCOHOBCKasA TpaHC-
floKauma (xpomMocoma 13 ogHoN napbl
NpVKPenunacb K XpoMoCoMe U3 fpy-
row napbi).

Mpwn cuHgpome lMatay noAswmBLLAA-
CA AOMOJIHUTENIbHO TPETbA XPOMOCO-
Ma B 13- nape KpenuTcA K 0HOM 13
XxpoMocoMm B 14-ii nape, obpasys po-
6epTCOHOBCKYIO TPAHC/IOKaLMIO.



HVA TaKoW TPaHC/oKaUMn Mexay ABYMA napamu Xpomo-
coM). Mo3sanyHan ¢opma xapaKkTepusyeTcA NpUCcyTCTBUEM
B OpraHn3Me [ByX BUAOB KETOK: C HOPMasibHbIM HA60POM
XpOMOCOM (puc. 3) un c Tpucomuei 13. Hanmume nopokKos
pa3sBUTUA U UX TAMECTb NpU Mo3anyHon ¢opme 3aBUCAT
OT TOr0, B KAKOM TKaHM 1 B KAKOM MPOLLEHTE JIOKA/IN3YIOT-
CA KNeTKM € Tpucommeni 13.

HopManbHbIii KaproTun (XpOMOCOMHbI Habop) onpe-
[endeT npaBWibHOE pasBUTUE YeNOBEKA, TaK KaK reHbl,
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Puc. 3. HopmanbHbIli HA60p XpOMOCOM (HOpMabHbIi
KapuoTtun).

http://www.eurogentest.org/index.php?id=515

XpoMoCOMbI (ayTOCOMbI) OT 1-11 10 22-14 Napbl OAVHAKOBBI Y MyMUWH
1 HEHLLWH, XpOMOCOMbI 23-i1 napbl (MosioBble) — pasnnyHbl (B
HOpMe Y MeHLMH ABe X-XPOMOCOMbI, Y MyXU4MH 0fiHa X-XpoMocoMa
1 ogHa Y-xpoMocoma).
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YT1o Takoe cuHgpom lartay

KOTOpble JAlT «MHCTPYKLUMM K AEeACTBUAM» BCEM KeTKaM
opraHu3Ma, pacrnosaraloTca B XxpoMocoMax. Jlioboe nsme-
HeHWe KoiM4yecTBa, pa3Mepa WM CTPYKTYpbl XPOMOCOM
MPVBOAMUT K OTK/IOHEHWIO OT HOPMBbI.

MoueMy BO3HMKAIOT 3TV HapyLleHua, HeAcHo. Bo MHo-
FUX CIy4anx M3MeHeHUA MPOUCXOLAT Ha 3Tare co3peBaHuA
MOJIOBbIX KNETOK poauTenei (AVLEKNETKN UK cnepmarto-
3ouAa) wam Npu Ux onnogoTBopeHun. K coxaneHuio, noka
He Hawm cnocob NpefoTBpaLLaTh MM KOHTPOIMPOBATb
3TV HapYLLEHWS.

AHTeHaTanbHanA (@aopogoBan) AMaArHOCTUKA

Tpucomusa 13 MoXKeT 6bITb 3anofo3peHa Npu ybTpa-
3BYKOBOM MCCNefoBaHum (rononpo3saHuedanva, noaMaak-
TUANA 1 Op.) ¥ NOATBEepHAeHa KapuoTUNMYeckn (nccnemo-
BaHWe XpOMOCOMHOro Habopa nnoga).

BcnomoratenbHble (HO HecneunduyHbie) MeTodbl Ana-
FHOCTUKKN [0 pofoB BKoYaoT: HA 11-14-i Hepene recta-
UMM — aHanu3 3aTbiIOYHOM MOAYNpPO3payHOCTU y naoAa
(kaK MpaBwno, MoBbILIEHA); B NEPBOM TpuMecTpe bepe-
MEHHOCTU — OnpefesnieHne YpoBHA XOPUOHUYECKOro ro-
HaJoTponvHa/ero cBobofHon 6eTa-dpaKumm 1 NaasMeH-
HOro npoTenHa A, accoUMMPOBAHHOIO C HepeMEHHOCTbIO
(KaK NpaBwWo, CHUMKEHDI).

HeunHBasmBHbIl npeHaTanbHbli Tect (HUMMT) no3sona-
eT ynosuTb [IHK pebeHKka B KpoBu MaTepu v audpdepeH-
umpoBatb Tpucomuto 13 npu cuHagpome [latay oT gpyrux
Tpucomuii (o 21-i n 18- nape XxpoMOCOM); oTpULLaTeNb-
HbI pe3ynbTaT He 03HayaeT OTCYTCTBMA cuHagpoma lMartay
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Cunppom Matay

1 TpebyeT aHanM3a Kapuotuna pebeHka nyTtem uccieno-
BaHWA BOPCMHOK XopuoHa (Ha 11-13-11 Heplene rectaumm)
WY aMHUOTUYECKOM HUOKOCTU (aMHMoLLeHTe3 Ha 15-18-1
HeJene rectaumm).

[Ona noateeprkAeHVA AMarHosa WCMonb3yloT MeTof
dnoopecueHTHo in situ rubpuamsauum (PULL), no3sona-
IOLLMIA BBIABUTb MOJIHYIO, YACTUYHYO U MO3anyHyto Gopmy
cvHapoma Matay 4o unm nocsie poXaeHUs pebeHKa.

leHeTMYecKoe KOHCYNbTUpPOBaHUe

Puck nosBneHua pebeHKa C TMONMHOW TPUCOMMUEN
(27, 13 unn 18) coctaBnsAeT okosno 1%, Kak Npasuno, 3T0
CMOHTAHHAA MOJSIOMKA, PUCK ee BO3HWMKHOBEHWA pacTteT
C BO3pacToM MaTepw nocne 35 net. PUCK Bbille B CEMbAX
npy HaNMYMKU cbanaHCMpOBAHHON TPAHC/IOKALMM Y KOro-
TO U3 poauTenen.

BepeHue n nevenune

TonbKo cMMNTOMaTUYeCKoe, K COMKasleHno, camMo 3a-
60n1eBaHNe Heu3neurmo.

Xvpypruyeckoe neyeHne HeCOBMECTUMBIX C MHU3HbIO
NMOpOKOB Mpu cvHApoMe [laTay NMpakTUYeCcKu He BAMAET
Ha TO, CKOJIbKO MPOXMBET pebeHoK (10-neTHAA BbiXKMBaEe-
MOCTb MoC/ie TaKMx onepauuii coctaBnaeT okono 10%), Ho
MOM{ET 3HAYMTENIbHO YXYALINTL KAYeCTBO HU3HW.

Poautenn n cneumanncTbl NbITAOTCA HANTU KOHCEHCYC
B MOHWMAHUM TOrO, YTO MOMET CTaTb ONTUMAJIbHOW OMNLM-
en onA cUMNTOMaTUYECKOro fleveHns y AaHHOro pebeHKa u
KaK 3To OyAeT BAMATb Ha KAYECTBO HU3HW MaJIbILLIA U CEMbM.
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YT1o Takoe cuHgpom lartay

PaHHAA MHTEerpauma c KOMaHAOoM ManMaTUBHbIX Cre-
UMannCToB MO3BOJIAET NOBbICUTb Ka4eCTBO HU3HUN CeMbKU
Ao poaos M nocne, CHMU3UTb KONMMYECTBO WMHTEHCUBHbIX
BMelWaTenbCcTB y pE6EHKa.

MporHos

K coxanenuto, cuHgpom [latay umeeT naoxow npo-
rHo3. Okono 90% petelrt ymMypalT B TeYeHWe NepBoro
rofa *u3Hu, n3 Hux 50% — B nepBbii MeCAL, WU3HWN OT
npo6iem c cepAueM, NMoYKaMU UM OT HEBPOJIOrMYECKMX
OC/IOXKHEHWI (LeHTpasibHoe anHo3, cepaeyHan HepocTa-
TOYHOCTb, JIErOYHAA TUMepTeH3Ws, acnupaums, 06CTpyK-
LMA BEPXHUX [blXaTeNbHbIX NyTer 1 ap.).

Letn ¢ nonHoii ¢opMoit B GOMBLUMHCTBE C/ly4aeB He
CMocobHbl pa3roBapuBaTb M CaMOCTOATE/ILHO MepenBu-
ratbcA. O4eHb CNOMHO NpefcKkasaTb, Kakue NCXoMoTop-
Hble GYHKLMKM 1 B KaKOM BuAae ByoyT CoXpaHeHbI.

[eTn, KoTopble *MBYT AO/blUe (HEKOTOpble OOMMBa-
0T [0 B3pOC/I0ro BO3pacTta), MMeIoT, Kak MpaBuio, Mo3a-
NYHYI0O GOPMY WM YACTUYHYIO TPUCOMMUIO C OTCYTCTBUEM
TAMENOro NnopareHns rofoBHoro Mo3sra. NcMxomMoTopHble
bYyHKUMM MOTyYT 6bITh Nydwle. MposABneHna 60e3Hn Taxe-
nee npu HecbaNaHCMPOBAHHOM TPAHCIOKALIMK 1 Ierye npwu
cbanaHcMpoBaHHoOM (PobepTCOHOBCKON).

OcnoKHeHuA 6epeMeHHOCTU U poaoB

Mpu cuHgpome lNaTtay BbICOKA BEpPOATHOCTb pa3BUTUA
OC/IOMHEHUI bepeMeHHOCTU Y MaMbl (BbICOKaA YacToTa
pa3BUTUA NPEe3KIAMMNCUM U NPErKAeBPEMEHHbIX POLOB).
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Hak MoXeT npoTeKkarb
cunagpowm lNartay

B nannvaTtvBHOM MOMOLUM HyOQlOTCA, Kak Mpaswio,
[eTU C NOIHOW 1 YacTuyHon dopmon cuHgpoma Martay. Mo-
3anyHan Gopma MpoTeKaeT nerye, AeTV Kpenye, JoJblue
HUBYT, HEKOTOPbIe XOOAT B AETCKUI Caf U JaXKe B LUKONY,
XOTA, KOHEYHO, UMEIOT Cepbe3Hble OrpaHNYeHNA 340POBbA.

Ha 3Tane 6epemeHHocTV no Y3W y Masbilla MOXKET Bbl-
ABMATHCA MHOMECTBO FpybbIX aHOMas Ui, HO ecTb Te, Y KOro
BUOAT TOJIbKO Hebosbluoe OTCTaBaHWE B POCTe U Jierkue
MopoKku passutuA. K corkaneHuto, npu ntoboM KomdecTse
N TAMECTU MOPOKOB 6ofie3Hb ecTb, oHa OydeT AaBaTb O
cebe 3HaTb, U NpU MosiHoi dopmMe cuHapoM MNatay ABnAeTcA
0Y4eHb TAXKENbIM 3260/1eBaHNEM CO CMEPTESIbHBIM UCXOA0M.

Yaue Bcero npnymHy cuHgpoma llartay yctaHoBUTb He-
BO3MOMHO, 3TO C/ly4aiHO BO3HMKLLAA XPOMOCOMHAA Mo-
nomKa. KpaiiHe pefko 6biBaeT HacnefctBeHHas dopma,
no3ToMy HeobxoanMmo obcnefioBaHue 060Ux poauTenei.

Hetn ¢ curgpomom [aTtay poxpaaloTca vy Monogbix
poauTenen, n y Tex, KTo noctapwe. EcTb AaHHble, 4TO
C yBe/M4yeHneM Bo3pacTa poauTeNiei pUcK porkaeHuA pe-
6eHKa ¢ cHapoMoM [aTtay NoBbILAETCA.

B 6polutope onucbiBaeTcA npoTeKaHuWe 3aboneBaHus
y deten c nonHol ¢dopmoin cuHgpoma lMartay. 31 Manbiwm
HabntofaloTCA B MepUHaTasIbHON MporpamMMe najivaTue-
Hom nomolm [eTckoro xocnuca «[JomM ¢ MasKkoM». TArKecCTb
N NPOAOIHMTENBHOCTD MU3HW, KaKk MPaBWIo, KOppPempyoT
C TAMECTbIO NMOpParKeHWsa opraHoB M cucTeM. B nporpamme
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Kak mo:keT npoTekaTb cuHapom lMatay

NepuHaTaibHON Nas/IMATUBHON MOMOLLM OblM MasbiLLM MOY-
TV 6e3 BblAB/AEMbIX M0 Y3 MOpPOKOB, 0OAHAKO OHU HE CMOT/IN
LLOXWTb [0 POMKOEHNUA W MOrUGIN aHTeHaTasIbHO (80 PosoB).
TaKkke OblM AETHM C TAXKENbIMW MOPOKaMMU cepaua u ro-
JIOBHOMO MO3ra, HO OHU MEePEHMIN POAbl, POONNCH N HUBYT
[onbLUe, YeM OXMAaNoch. MeauUMHCKVe TeXHOMOr MM No3Bo-
NAOT HECKO/BKO YBEIMUYNTb NMPOLOSTIHKUTENBHOCTD MU3HM, HO
MOKa, K COMaIeHNIO, He3HAUUTESTbHO.

Yauwe Bcero npu cuHgpome lMatay cTpajatoT HepBHaA,
CepLeyHo-CoCyamncTas U MOYerofioBad CUCTEMbI, MOYTU
BCerfa 6biBaloT HapyleHUs GOpMUPOBAHWSA JIULIEBOMO Ye-
pena (pacLyenuHbl rybbl, MAFKOro U TBEpOro HEGA), MOPOKU
pa3BuTVA rMas3 (4eTu NIoXo BUAAT UM He BULAT COBCEM).

Lna peteli ¢ cuHppomoM lMatay xapaKkTepHa 6onblias
3afdeprKka pocta. OHM Aaxe Ha JOHOLIEHHOM CPOKe pOXK-
JAIOTCA OYeHb MaSIeHbKUMK, Yalle BCEro MeHblue 2 Hr.
MepfneHHO HabvpatoT Bec, MeAJIEHHO PacTyT.

MHorve AeTKN NoC/e POMAEHNA He MOTYT CaMu AbllaTb
M X MOAKMIOYAIOT K annaparty WMCKYCCTBEHHOW BEHTUIALMK
nerkux (MBJ1). KTo-To cnycTA BpeMA HauYMHaEeT AplaTh CaMo-
CTOATENIbHO, KTO-TO BCHO MM3Hb OCTAETCA 3aBMCUM OT anmna-
paTa MCKYCCTBEHHOrO NOAAEPHKUBAHUA HM3HM, KTO-TO rnona-
naeT Ha annapart VIBJ1 B Kpu3uncHble neproAbl 1 MOTOM CHOBa
KaKoe-TO BpemA AbIMT cam. Yalle Bcero mMasbilun C CUH-
Apomom [MNatay nocne poaeHnsa He MOryT cocaTb U FoTaTh.
[na BBeAeHNA rpyaoHOro MOJIOKa WM MOJIOYHON CMeCu UM
CTaBAT 30HA B MeNy4OK Yepe3 HOCKK UK Yepe3 poTuK (3To
creumanbHas TOHKaA TpyboUKa M3 NnacTka uin CUIMKOHA,
KOTOPaA KpemuTCA NEMKOMNACTLIPEM K Kore nuua). MNo3re
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Cunppom Matay

HeKoTopble AEeTW HAYMHAKT eCTb CAMOCTOATESIbHO, U 30HA
n3BneKatoT. B xocnuce 6binn nogoneyHble, KOTopble CMOMU
Hay4MTbCA COCaTb rpyab, IN0TaTb U AaXe ecTb NpoTEPTYHO
efly C NoXKKW. Ho 370 nckntoyeHne. Y 60MblUMHCTBA Masibl-
Len O1A KOPMJIEHWA MOMM3HEHHO MPUXOAUTCA UCMOSb30-
BaTb 30HA UM raCTPOCTOMUYECKYIO TPYOKY, Yepes3 KoTopyHo
efla, BoJa 1 fleKapcTBa NocTynatoT cpasy B Hesly[oK CKBO3b
MasieHbKoe 0TBepCTHE Ha nepeaHeli OpIoLLHOM CTeHKe.

Jetn c cungpomom [atay 3HauMTENBHO OTCTAKOT OT
CBEPCTHMKOB B NMCYXOMOTOPHOM Pa3BUTUM: HE MOTYT rOBO-
pYTb, CMAETb, CTOATb, MANI0 KTO YAEpMMBaET rosoBy 1 ne-
peBopaymBaeTca. lpn 3TOM HeKOTOpble Manbilly CHa4a-
Nla pearupyloT Ha OKpYKaloLLMA MUP, NPOABNAIOT PafoCTb
M HeOoBO/bCTBO, MHOrOA y3Ha|6T poauTtenein. Ho cnpor-
HO3MpoBaTb 3apaHee HEBO3MOMHO, HACKONIbKO 3MOLMO-
Ha/lbHbIM POANUTCA pebEeHOK M CMOMKET I OH COXpPaHWUTb
3MOLMN A0 KOHLLA *U3HW.

Mpu cuHapome MNaTay YacTo HabntoaarTcA NpobemMbl
CO 3pEeHVEM U MPAKTUYECKM Y BCEX €CTb TAMKE/ble HeBPO-
JIOrMYeCcKkMe CUMNTOMbI, B TOM 4YnC/ie CyLOpPOruv, Hapylue-
HVe pexunma gHA 1 Houn. [leTr Mano CnAT U MHOro nnavyT.
Cynoporv oyeHb nyraloT poguTenein, MoryT MpMBOAUTb
K MOCKMHEHWNI0 pebeHKa M K arHo3 (0CTaHOBKe AbIXaHWs).
JT0 OEeNCTBUTENIbHO TAMEsbIA CUMMTOM, HO B GOMbLUMH-
CTBe C/lyyaeB yaaeTcsa nofobpatb MPOTUBOCYAOPOMHKHYHO
Tepanuio TakMMm ob6pasoM, 4YTobbl Ha ¢oHe npuema ne-
KapCTB CyA0pOrn He NMOBTOPAANCH UK Bbi pearuMU.

Mopokn cepAua BCTpeYaloTCA YacTo, HO KapAvoxu-
pyprv He Bcerga roToBbl ONEpUpPOBaTh, TaK Kak Masbilin

16



Kak mo:keT npoTekaTb cuHapom lMatay

C cuHapoMoM laTay TAKeNo NepeHocAT onepaLmio U C Tpy-
[OM BOCCTaHaB/MBAIOTCA MOC/e Hee 13-3a MHOXecTBa Co-
NyTCTBYIOWMX NPobieM C BHYTPEHHUMWU OpraHamu, Xapak-
TepHbIMM 1A 3TOF0 cMHApPoMa. Bo MHOrMX criydanx BbICOK
PUCK TOrO, YTO pebeHOK NPOCTO He MeperkUBET onepaLuio.
Onepauysi Ha cepfue He BbleYnT camoro pebeHka. bo-
Ne3Hb ocTaHeTcA U ByaeT nporpeccvposarth. Mpy cuHapome
MaTtay nepuodpbl CTabuUNbHOrO COCTOAHWA GbIBAOT HEAONMU-
MU, HeT Takoro cnoco6a, 4Tobbl BblleunTb pebeHKa 1 HMuTb
CroKolHO Aanbule. [Jake NpoamTb Hu3Hb pebeHKa ¢ no-
MOLLbIO OMepaumn Ha cepAlle 3a4acTyto HEBO3MOMXKHO. Mo-
3TOMY Ba*KHbIM AB/IAETCA BOMPOC KAYECTBA HU3HM pebeHKa.
Cama onepauua v nocsieonepaumoHHbIi nepros B 60bHULE
3HAYNTESBHO CHUMKAKOT KAYECTBO MU3HM U, BO3MOMKHO, Jly4-
We oTBefAeHHble 60/1e3HbI0 AHN 1 MecsALbl MPOBECTU AoMa.

EcTb KpUTUYeCKMe neprofbl B MMU3HW AeTel C CUHAPO-
MoM MNaTay. Ecnin pebeHok npeogonen Takol nepuog, ecTb
Haderaa, YTo Jasiblue HACTyNUT BpeMs bonee Unv MeHee
CTAbUNbHOTO COCTOAHMSA, HO CKOJIbKO 3TO MPOASUTCA —
Hen3BecTHo. OOHNM U3 KPUTUYECKMX NepuofoB ABNSAETCA
nepuos HOBOPOMXAEHHOCTU (MepBblii MecAl, Hu3sHu). Oco-
6eHHO TAXKEN0 3TOT Nepuof NepeKMBaOT HeJOHOWEHHbIe
LEeTKU C cHIApoMoM laTay; K CorKaneHuto, pUCK TOro, YTo
OHW MOrUGHYT, OYeHb BLICOKUIA.

OyeHb *Kafb, YTO HUKOrOA HeNb3A CKa3aTb HaBepHA-
Ka, CKONbKO pebeHoK nporkmBeT. HU oauH Bpay He MoxKeT
CKa3aTb TOYHO, CMOMET NI pebEHOK JOKWTb A0 poXKAae-
HWA 1 4TO OBYAET NoCse porKAEHUA — OYAET OH MUTb OHW,
MecALbl UV ToAbl.
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lne pebeHKy ny4ywe — gomMa wam
B 60/1bHULIE

Lns MHoOrMx poauTenei BarkHO, YTOObI pebGeHOK He
TO/bKO MO6bIN NaLMEHTOM C UCTOpUE GONE3HM, HO U ycren
nobbITb MPOCTO WX NO6UMbBIM MasbILOM. VIMEHHO NO3TOMY
MHOTVe poauTeny NPUHUMAIOT pelleHne He TpaTuUTb BCH
HM3Hb pebeHKka Ha 60MbHMUbI, aHanM3bl, 06CefoBaHuUsA
N fledeHne, KOTOPOe BCe PaBHO, K COMANEHWIO, He Bbije-
yuT pebeHKa, Ho 3abepeT y Hero 1y poauTeneli To Bpems,
KOTOpOE OHW Mor/M 6bl MO6LITL BMecTe. MHorve poaute-
N BbIOMPAIT 1A CBOero pebeHKa *u3Hb goma. [ns Hux
BaXHO, 4TOObI CEMbA NMO3HAKOMMNACH W BbiNa PAAOM C pe-
6eHKOM, MOKa OH *KUB: Nana, MaMa, 6abylikn 1 efyuiku,
6paTba 1 cecTpbl. OHU TYAAIOT C MAsbILLOM, KyNalT ero,
[leprKaT Ha pyKax, NnotT eMy KosblOesibHy0, AapAT CBO
Nto60Bb 1 BHMMaHMWe. []aloT BO3MOMKHOCTb pebeHKy MMeTb
06bIYHYIO [IETCKYIO *M3Hb CTOMbKO, CKOJIbKO 0TBEAEHO 60-
nesHblo. M parme ecnn pebeHOK HaxoauTtca B 60/bHULE,
HeobxoAVMOo co34aTb MAaKCMMaSIbHO BO3MOMHbIE YC10BUA
LA COBMECTHOro npebbiBaHWsA HensneunmMo 6obHOro pe-
6eHKa C 4neHaMmn cembil.

PebeHoK € cuHOpomoM [laTay MOMeT UMeTb pasHble
TpaekTopun bonesnn. Kro-to mormbaet B yTpobe Mambl,
KTO-TO — BO BpeMs pOAOB WM B KOPOTKUI Nepuof rnocse,
KTO-TO MOM{eT 3ablllaTh CaM W BbINMCATbCA LOMOW, a KTOo-
TO HaxoAMTCA HA anmnapate WCKYCCTBEHHOW BEeHTUAALMM
nerkux. Bpems HacTynneHua cMepTu Henpeackasyemo. s
TOro YTobbI Bbl MMM 60siblle MHGOPMALIMM O TOM, KaK Mo-
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e pe6eHKy nyyle — foma um B 60nbHULE

pasHOMy MOMKET NpoTeKaTb 3abosneBaHne, Mbl MPUBOAWM
BCe cydan, 13 getell ¢ cuHgpomom lNaTay, HabnoaasLwmnx-
ca B [leTckom xocnmce «[JoM € MaAKOM» 3a 8-neTHU ne-
puof (3 pebeHKa 13 HUX ke ymMepu, 1 elle He poauncs).

OUTP — oTaeneHve MHTEHCMBHOW Tepanuu 1 peaHumauun. OMNM —
oTAeneHve nananatueHoi nomowm. MBJ1 — ncrycctBeHHan BeH-
Tunauma nerkux. Mporpamma MMM — nporpamMa nepuHaTanbHOM
nannuatmeHon nomowm. TCT — Tpaxeoctoma. ICT — ractpoctoma.

HI'3 — Ha3oracTpasbHbIi 30HA,.

PeGe- r'lrzz’::g:r:- MapuwpyT Oom Mecro
HOK, non U3HU cmep‘m

P, m. 3 Mec. Popnom (pogunca B 1 mec. OounTP
36 Hepenb) — OUTP (nBn),
(HI'3, gblwan cam) — Yepe3s
oThenieHve naTonorm HecKosb-
HOBOPOMEHHbIX — KO OHen
orn (1 mec.) — pom nocne
(HI3) - yiwemnenue onepaumm
TPbIXKM — ornepauma —
OUTP (MBJ)

T, M 6,5 mec. |Pogaom - OUTP 3 Mec. OUTP
(HI3, ablwan cam, nBJ)
1 mec.) — gom (HI'3) -
60/1bHMLA — [OM —
60/1bHALA — 1OM —
OUTP (MB)

K., M 3 Mec. Ponnom - OUTP He 6bin onn
(HI'3, BN,
1 mec.) - OMnN
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Cungpom lMaTay

5 13 12 poamslumxca geten ¢ cuHapomoM [laTay, KoTo-
pble *M1Bbl 1 HAXOAATCA Mo oneror JeTckoro xocnumca
(maHHble Ha MoMeHT 08.2021 r.):

« YV, M, 2 rofa, *1BET OMA, AbIUMT CaM, BPOMHAEHHbBIX
MOPOKOB Pa3BUTHA OPraHOB MHOIO, HO HE *KU3Heyrpo-
¥alluue, He oneprpoBaIn, ecTb CyJOpOru, pearmpy-
€T Ha 3BYKW, Ha CBET, NOABUINCH 3MOLMU; HE CUAUT,
He MepeBOpPaYMBAETCHA, HEMHOMKO AEPHUT TOJoBY;
eCT Yepe3 Ha3oracTpasibHblii 30H[; NepBble noaTopa
MecALa *U3HM NpoBes B peaHrMauuu, NoToM B nas-
NMATVBHOM OTAENIeHNUN, MOTOM BbINMCaCca AOMOA.

Cratba: https://mayak.help/istorii-detej/istorii/bektashev-usman/

« M, K, 9 ner, cynooporu, anunencua; Koppekuma MArko-
ro HEBa, ecT C IOMKM; CUaNT, nrpaet B KpoBatu, Nnpo-
CUTCA Ha PYKW; HE BUOWUT, XOPOLLUO C/bIWNUT; TAXEeNanA
3a/iepHKa NCMXOMOTOPHOIro pa3BUTUA, HE pa3roBapu-
BaeT, He obLIaeTcs; I'IpO6}1€MbI CO CHOM, MHOr 0 nnayer.

+ C, X, 4 roga, ect yepe3 racTtpocTtoMy, OblnT Yepe3s
TpaxeoCcToMy, NOPOKOB, TpeﬁyIOLIJ,VIX 3HCTpEHHOl7I KOp-
pexuun, He 6bI/10; yﬂbl6aETCH, pearupyeT, rososy He
OEpXUT, He CMaNT, He NnepeBOpayMBaeTCA, He TOBOPUT.
CraTba: https://mayak.help/istorii-detej/istorii/kolodyazhnaya-stefaniya/

« B, %, 1,5 roga, pogunacb paHblue CpoKa, Ha 37-1
Heaene, C AblxaTebHOMW HeJO0CTAaTOYHOCTbIO, CO MHO-
HECTBEHHBIMY MOPOKaMK, He TpebYIOLWMMY SKCTPEH-
HOWM KoppeKkuwuu, Ablwana cHavana yepes WBJI, ena
yepes 30HA, NOTOM CTana ecTb caMa, AbllaTb CaMma;
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Ine pebeHkry nyywe — gomMa unm B 60/bHULLE

Ao/siroe BpeMA Xuna B naninatuBHOM otoeneHunm, po-
OWTenn He 6bIMN roTOBLI ee 3abpaTb AOMOM, ceiyac
AOMa; aKTMBHadA, caMa nepeBopaynMBaeTCA, NblTae€TCA
YXBaTUTbCA py4YRaMUN 3a UTPYLLUKK; HE CAbILWUNT, HEMHO-
ro BUOUT N pasnndaeTt nogen.

Cratbs: https://mayak.help/istorii-detej/istorii/kozlova-vera/
H., M., 14 neTt, uBeT OOMa, Cy[OpPOrk, HyOaeTcs
B Kuciopone, ect 4epe3 ractpoCctomy (yCTaHOBVIJWI
B 14 neT), He 06LAETCS, 3pEHME COXPAHEHO.

4 13 12 poavBLUMXCA OeTen ¢ cuHapoMoMm [laTay, Ko-

TOpble *UBbI U CHATHI C y4eTa [leTckoro xocnuca (HaHHble
Ha MomeHT 08.2021 r.):

T., M., 6 neT, BpOKOeHHbIE MOPOKM Pa3BUTUA He onepu-
poBanu, NUTaHMe Yepes Ha3oracTpasbHblii 30HA, Nepe-
BOpAuMBAETCS, JEPHMUT rofloBy, CleauT 3a npeamera-
MU, NOOUT OeprKaTb PYKM BO PTY, HE CUOUT, HE XOOUT,
He rOBOPWT, *KMBET A0MA, CHAT C y4YeTa, Tak Kak ceMbe
He Hy*KHa MOMOLLb XOCMnHCca.

M., M., 10 neT, cyaoporu, anunencus, BporKaeHHbIe no-
POKW pa3BUTWS HE OMEpPUPOBaAsIK, eCT C JIOHKM 1 Yepes
Ha3oracTpasibHblii 30H[, HE XOAWUT, He CUOMUT, YAEPHU-
BAeT ro/loBy HEAOSro, 3peHne U ciyx He dUKcupyer,
pagyertcs, Korga 6epyT Ha PYKW; MMBET [0Ma; CHAT
C Y4YeTa, TaK KaK CeMbe He HY*KHA MOMOLLb XOCM1Ca.
M., ., 13 neT, cygoporu, anunencus, cHa4ana ena ue-
pe3 Ha3oracTpasibHblii 30H[, MOTOM — CaMa; IKCTPEH-
Has onepauua Nno MoBofy 3aBOPOTA KWLIEYHUKA; He
pa3roBapuBaeT, N0Xo BUAWT; 04eHb NO3UTUBHASA, ApY-
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Cunppom Matay

enobHas, nackosas, IIOOUT, Korga ¢ Hei obLatoTcA
W UrpatoT, NtobuT 6paTtb BCE B POT; CTOWUT, XOAUT C OMo-
pOit; }UBET [0Ma; fo/roe BpeMs bblia nof ornexo xo-
CM1Ca; B CBA3M C XOPOLUMM CAMOYyBCTBMEM U CTAOW/b-
HbIM COCTOAHMEM CHATA C y4yeTa [leTckoro xocnuca.

- B, ., 1,5 roga, BpoAeHHble MOPOKM pa3BUTUA He
onepupoBann, CHayana ena yepe3 HasoracTpasbHbIN
30H[1, NOTOM — CaMa, AblWT caMa; HaXoaUTCA B oTAe-
JIEHUN NANNIMATUBHOM MOMOLLKM, TaK KaK poauTenu He
roToBbl 3ab6paTh ee AOMOIA.

TakuM 06pa3oM, 60/IbLUIMHCTBO AeTel C cMHApoMoM [Ma-
Tay, KOTOpble B HACTOfALLEE BPEMSA COCTOAT Ha yyeTe B [leT-
CKOM XOCMNCE UM CHATBI C HEMO, UMEKOT [OBOJIbHO BbICOKYHO
MPOAOIHKUTENIBHOCTb *U3HM U JOCTAaTOYHO BnaronpuaATHoe
TeyeHne 6ofie3HN 6e3 BPOMKAEHHBLIX MOPOKOB Pa3BUTHA,
TpebyioLLWX IKCTPEeHHOM Koppekuun. Mo Bceit BUAMMOCTY,
[eTu B 6ofiee TAMKENIOM COCTOAHWUM He [OMMBaSM [0 BO3-
pacTa, Korga poauTenM Morv 0bpaTUTbCA 3a NMOMOLLBIO B
xocnuc. Y aetei B aHamM3vMpyemoli HaMu rpynne Obian no-
POKM pPasBUTUA MAMKOro HEBA U cepbe3Hble Npobnembl Co
3pEHMEM M3-3a BPOMIEHHbIX MOPOKOB Pas3BUTWA Nas, y
MHOTUX — aHOMaJIUM Pa3BUTUA MasIbYUKOB; MOYTU Y BCEX
eCTb CyAopory, npobnemMbl CO CHOM, CuUbHOe 6GecroKou-
CTBO, MIHBEPCUA CHA (4eTU CNAT AHEM U 6OAPCTBYHOT HOYbIO).
Kpu3uncHble cocToAHNA 1 onepaumnmn aeTm ¢ cuHapomom [a-
Tay M3 Hallei rpynnbl NepeHoCHIn o4eHb TAxeno. Banaxne
cvHapoMa lMaTay Ha *uM3Hb pebeHKa o4eHb pasHoe: y Koro-
TO MoJSly4aeTCs pa3BMBaTbCA U ObITb AaKTUBHBIMMK, @ KTO-TO
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Ine pebeHkry nyywe — gomMa unm B 60/bHULLE

04eHb C1ab 1, HECMOTPA Ha OTCYTCTBUE TAMKESbIX NMOPOKOB
pasBuTKA, BbICTpo yMupaeT. MNocne peaHuMaumn U oTae-
NeHnA NaTonoruM HOBOPOMAEHHbIX AeTel NepeBoOAAT B OT-
[eneHne nNannMaTMBHON NMOMOLUM N BbIMUCHIBAIOT AOMOMN
nog Habnogenne [eTckoro xocnuca. Y [eTen, BbiNUCaH-
HbIX JOMOW, B Ha4ase Hu3HW Obinn AblxaTeslbHble HapylLie-
HUA 1 NOTPebHOCTb B KMcnopoge, Y 6onblunHcTBa — MBI
MouTn BCce OeTv enn Yepes 30HA WM Yepe3 racTpoCTOMy.
Bce peTtv He MoryT roBopuTb, He MOMYT YMTaTb, CTb TAME-
nan 3afeprKKa NCUXOMOTOPHOMO Pa3BUTUA, KOHTAKT TONIBKO
3MOLIMOHASIBbHBIN, HeBepOaIbHbIN.

Jetn c cuHgpomom lNaTtay cBov nepBble MecALbl Hin3-
HU NPOBESN B OTAENIEHUM peaHMMaLyK, COCTOsAHME Bblo TO
XyrKe, TO Jyullle, CTabusibHble MPOMEXHYTHM OblfIM KOPOTHU-
Mu. Ecnv poauTenm He 3abupany pebeHKa oMo B nepuos
KOPOTKOro CTabUNIbHOr0 COCTOAHMA, TO Yallle Bcero aanee
pebeHoK oKka3sbiBanca Ha VIBJ1 13-3a AbixaTesbHbIX Hapylie-
HUI 1 ymmpan Ha VIBJ1 B oTaeneHWn peaHuMaumm (Karabin
LeHb HaxX0oMAeHWs B 6O/bHULLE — PUCK TOro0, YTO pebeHoK
nonaget Ha VBJ1, c KOTOporo ero NOTOM He CMOTYT CHATB).
KTo-To v3 nmeTeli poaunca paHblue CPoKa, KTO-To, Hao6o-
pOT, MO3*Ke, PUCK CMepTH Bbille Yy HeAOHOLIEHHbIX AeTel
€ cuHapoMoM [laTay, Y4eM MpoCTO Y HELOHOLLEHHbIX JeTei
(Npv porKaeHWM paHblue CPOKa NOBbILLIAETCA PUCK TOMO, HYTO
pebeHOK He 3a[bIlUUT CaM, He CMOXKET aAanTupoBaThCs K
HKU3HW 1 normbHeT). CuHapoM lNaTay cam no cebe coKpalla-
€T NPOAOIHKUTENBHOCTb HU3HW. Hannuve BpoXAeHHbIX Mo-
POKOB pa3BUTUA He BCeraa 6bifio CBA3AHO C paHHel cmep-
Tblo, AeTU 63 BUAMMBIX IPYObIX MOPOKOB MO/ HE [OMUTH
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Cunppom Matay

10 poXAeHWA, a AETU C NMOPOKaMU POrKAAMCH U MOMN
NPO*KMTb HeKoTopoe BpeMsa. Onepaumn He UsneunBann pe-
6eHKa c cuHapoMoM [aTay, MHOMMe AeTV He MepersmBanu
OMepaTUBHOMO JIeYeHWs, NO3TOMY BpayM 4YacTo He roTOBbl
onepupoBaTb pebeHka ¢ cuHapomom Matay. OgHaKo 6bin
cflydau, Korga nocsie YCrewHon onepauuy COCTOAHMe pe-
6eHKa 6bl110 CTabunbHLIM Kakoe-To BpeMs. Moyt Bce AeTu
He MO/ Camu ecTb, UMeNu rpybyto 3a[epHKy pasBUTUA,
He [epHann rosoBy, He roBopwau, He xogunu. MNpu 3Tom
MHOI1e AeTn yMen yiblbaTbCA, y3HaBau poanuTenel, SMo-
LIMOHA/IbHO pearnpoBasin Ha OKpyHatoLLee.

[ns MHorvx ponuTteneit pebeHka ¢ cuHapomom lMatay
Ba*KHO HaMTM MpuUMepbl, KaKk NpoTekana bepeMeHHOCTb
y OpYrMx MaMm, OXMAABLUMX MaNblen C TaKUM e AuarHo-
30M, KaK cebA YyBCTBOBA/IN [ETU MOC/E POMKAEHUA, CKOMBKO
N KaK MPOXUIKM, KaK, rae 1 Korga ymepnn. BarkHo bbiBaet
yBUAETb APYrvX poauTenen n aetein csoumu rmasamu. Bee,
YTO pUCYET Halle BoobBparkeHue, Bcerga CTpaliHee, YeM To,
yTé Mbl BCTPEYAEM B HU3HW. YacTo cneumanucTbl nepuHa-
Ta/lbHOW Ma/IMATUBHOM MOMOLLM NPeaiaraloT CEMbAM, OMKM-
JAKOLLMM porKAeHUA pebeHKa C TAXKebIM AMarHo3oM, Noob-
LIATbCA C APYrMMU CEMbAMM, Tae cenyac pacteT unm rae o
pebeHoK CO CXOXUM 3aboneBaHueM. 1A MHOMVX GyayLmx
MaM 1 nan BarKHO YBWUAETb poauTenen, NpoLlefmx Yepes
MHOTMe UCMbITaHWA, 0CO3HATb, YTO OHW MPOLOIHKAIT Y/ibl-
6aTbCA, AblllaTb, €CTb, XOAWUTb, C PaAO0CTbIO 1 N0OOBbLIO FOBO-
pA 0 cBoeM pebeHKke. OT 3TOro oXKmnaaHe pooB 1 BCTPEUN C
pebeHKOM MnyratoT MeHbLUe, MOABAATCA CUbl, HAAEHKAA, YTO
1 OHWN CMPaBATCA CO BCEMM NMPELACTOALMMM UCTIbITAHUAMM.
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YTo nouuTtaTtb npo cuHapom lartay

Ha pycckom n3sbike

CvHApoM BCex HeusneunMblx 6onesHen. Mictopusa naTtu-
NeTHeli AeBOYKM, C AMArHO30M KOTOPO — CUHAPOMOM
Matay — peAKo [OXMBAIOT [0 rofa.

MpaBocnaBHbIi NopTas o 61aroTBOPUTENBHOCTH

Munocepaue.ru
https://www.miloserdie.ru/article/
sindrom-vseh-neizlechimyh-boleznej/

CraTtbu 1 poTo Ha carte [JeTckoro xocnunca «/lom
C MaAKOM»:
https://mayak.help/istorii-detej/istorii/bektashev-usman/
https://mayak.help/istorii-detej/istorii/
kolodyazhnaya-stefaniya/
https://mayak.help/istorii-detej/istorii/kozlova-vera/

Ha aHrnumncKkom Asbike

AHruAcKuiA cant o Tpucommn 13 1 18
http://www.soft.org.uk/

“Patau’s syndrome | NHS inform”
https://www.nhsinform.scot/illnesses-and-conditions/
chromosomal-conditions/pataus-syndrome#overview
“SOFT UK — Support Organisation for Trisomy 13

and Trisomy 18”
https://www.soft.org.uk
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« “Trisomy 13 — A Handbook for Families — SOFT —
Support Organization For Trisomy — Parenting A
Child”
https://trisomy.org/resources/parenting-a-child/
trisomy-13-a-handbook-for-families/

+ “Journey’s story: Child with Trisomy 13 turning
2 against the odds”
https://amp.statesmanjournal.com/amp/6227368002

« “Trisomy 13 (Patau Syndrome) Simple Guide +
+ Podcast”
https://raredisease.com/patau-trisomy-13

+ TopTan
http://www.eurogentest.org/
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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.
PaboTana c cembaAMYW, HabMO4AA 32 TeM, KaK poXaatoTCs,
60netoT, yMUPAIOT AT, Mbl MOMEM CKa3aTb, YTO POXKAe-
Hue pebeHKa C TAMKE/bIM AMarH030M — 3TO He 3r0U3M po-
LVITenei, He *U3Hb paay My4YeHuin, a peanusauus npasa
pebeHKa poanTbCA W BblTb NOOUMbIM. HU3Hb Karaoro
pebeHKa B NporpamMMe — 3TO OrpoMHas JtoboBb ¥ NPUHA-
Tue, B6onblIAs KepTBa CO CTOPOHbI POAWTENIeN paau Toro,
4TOOBI pEBEHOK MW U yMep B NMOBALIMX pyKax, OLlyLian
Nto60Bb 1 3aLMTY CBOWX poauTENEN, — yMep TOrAa, Kor-
[a eMy CyK[eHo, Korfa 3alymMaHo MNpupofon, a He Tor-
[a, Koraa poauTenun pelart, Yto nopa. Poautenu genatoT
AnA pebeHKa BCe BO3MOMHOE, 3aLUMLLAIT ero U Aapar
emy *u3Hb. KopoTrana oHa ByaeT uiv AnrHHAs, pewaTb He
HaM — BOT KaK OHY ymatoT.

[eTn, HyRJawlwmecs B NafIMaTMBHOM NOMOLLM, MOTYT
MWTb rofibl, @ MOTYT yMepeTb cpa3y nocsie pofos. Mo3To-
My Hala 3afjaya — CAenatb UX *U3Hb CHACTIMBOW, AaTb
BO3MOMHOCTb HaX0AUTbCA B KpYry POAHbIX U GNM3KUX, U
enatesbHo — [10Ma, a He B 6o/bHMLe. YTobObl BCe 3TO
peann3oBaTb, paboTaeT Lefaa KoMaH4a CreunasmcToB:
Bpa4W, MeAcecTpbl, NMCUX0MOr, CoumanbHble PaboTHUKM,
HAHW, UrpoBble TepanesTbl 1 Ap. [pegocTasnaeTca cre-
umanbHoe obopynoBaHMe M pacxodHble martepuansl, e-
yebHoe nuTaHme. Bca nomouwb [eTckoro xocnuca «[lom
C MasiKOM» MpeaoCTaB/iAETCA COBepLlUeHHO 6ecnnaTHo.
LeTckuin xocnnc «JoM ¢ MaskoM» — 3TO MefuUMHCKas
6naroTBopuUTeNlbHAA OpraHKn3aLums, 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 Havana pabotatb
nporpaMMa nepuHaTasbHOM ManAMaTUBHOW MOMOLUM
(https://mayak.help/perinatal/). MepBbiM pebeHKoM B npo-
rpamMme 6bina aeBouka Mapyca ¢ cMHApoMoM JABapfca,
KoTopas bbina BbiNMCaHa AOMOW Ha 9-i AeHb MU3HW, He-
CMOTPSA Ha C/IOMHBIA AMArHO3 U CreumasnbHylo TpyOoUKy
AnA nuTaHuA. Korga el UCnonHWACA OAMH MECALL HU3HW,
OHa nepeLusia B «4eTCKy» MporpaMMy xocnuca.

B pamkax nporpamMmbl nepvHaTanbHOM NanmaTve-
HOM MOMOLLM CEMbA MOMET MONYYUTb KOMIIEKCHYIO MO-
MOLLb: OpraHU3auMOoHHY, MHPOPMALMOHHYIO, MCUXOMO-
rMYeckylo, [yXOBHylO, a pebeHOK Moc/ie poXaeHua elle
N MeONLMHCRYIO.

Y poguTtenei ectb BO3MOXMHOCTb 0OCYANTb C BPA4OM,
MMeloLLMM OMbIT BeAeHWUsA JeTei ¢ nofobHbiMU 3abonesa-
HUAMK, TeuyeHne 6onesHn nocsie pofoB, HeobXOAMMOCTb
B CreumanbHoM obopynoBaHum 1 ap. CeMbe npepnaraer-
CA BO3MOMHOCTb BCTPETUTBLCA M NMOrOBOPUTL C poauTens-
MW [eTeN C TaKUM e OUArHo30M.

CeMbA MOXKET y3HaTb 06 3TOM MOC/ie NepBOro CKpU-
HWHra, Ha cpoKke 11-13 Hegenb 6epeMeHHOCTH, UK No3-
e. B cnyyae nopospeHuA Ha XpOMOCOMHO-TeHeTu4e-
CKY0 MaTOJIOrMI0 MOMKET ObITb HAa3HAYEH HeMHBA3MBHbIN
npeHaTaNibHbI  TeCT WM  aMHWOLEeHTe3/KopAoLeHTes,
[ONA yTOYHEHUA MNOPOKA Pa3BUTUA — 3KCNEepTHOe ynbTpa-
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3BYKOBOE UCC/IeOBaHMe, KOHCybTaumua B Crieumnanvsu-
pPOBAHHOM LIEHTPE.

Mocne obcnenoBaHWsA, MNOATBEPHKAEHUA [OMarHo3a
M HEBO3MOMHOCTU BbleUNTb pebeHKa Ha MpeHaTasbHOM
KOHCUAIMYMe MNepef CeMbei BCTaeT Bblbop: NpepBaTb WUan
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
nporpammbl, KOTOPbI B CBOIO o4epe/ib CBA3bIBAETCA C Ce-
Mbeil B Te4eHNe HECKOJTbKMX AHeN Mo TenedoHy, YTobbl OT-
BETUTb Ha BCe BOMpOChl. ECiM ceMbA peluaeT NpuHATbL No-
MOLLb KOMaHabl «[JoMa C MasKOM», MPOBOAUTCA BCTpeya
C Bpavyamu 1 agMUHUCTpaUMen AnA NoAnMcaHnA fOroBo-
pa 1 06CyKaeHNs 06 beMa NoMoLLM, KOTOpas MOMeT ObiTb
npefocrasieHa.

CeMbe o4eHb CNOXKHO 3apaHee NPUHATb AUarHo3 u 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 MaBHOe U CaMoe BarKHOE, YTO MOMKHO AaTb Heus-
NeyrMo 605IbHOMY pebeHKy.
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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.

KoopavHaTop nepuHaTasbHON NporpamMmbl NOMO-
raeT B pelleHUM OpraHu3auMoHHbIX Bompocos. [ns
pebeHKa c TAKeNbiM 3aboneBaHWeM pofbl ABMAIT-
cA 0cobeHHO TAXKenbIM ucnbltaHneM. O4yeHb BarKHO
CMMaHMpOBaTb pofbl 3apaHee, BbIGpaTb PoALOM, pe-
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WMTb, KaK BOBpPEeMA MNpuexaTb B POALOM, MOSy4UTb
HanpaBfieHve B BblOpaHHbIA POLAOM, MPOWTU KOH-
cynbTaumio. Npu ¥enaHum — nNoAroToBWUTL cornacue
Ha NpUCYTCTBME MyKa Ha poaax (cynmpyry Heobxomu-
Mo OydeT NponTU LOMONMHUTENbHble 06CiefoBaHNs).
Tak Kak pebeHoK Moc/ie poXAeHWs CKopee BCero no-
naget B peaHWMaUMOHHOe oTheneHue, [eTCKuit xo-
CMUC CTapaeTcA 3apaHee OpraHW30BaTb COBMECTHOE
npebbiBaHe pebeHKa C MaMol M XoTa bbl Kpyrio-
cyTo4Hoe nocelyeHune. MiHorga ecTb BO3MOMHOCTb He
BbINWCbIBATH MaMmy Mocse pofoB AffA TOro, YTobbl OHa
Haxoamnacb pALoM ¢ pebeHKoM. BarkHo npomymatb v
06cyanTb C MepPCOHANIOM poadoMa BCe 3HaYMMble AJis
CeMbM MOMEHTbI, KOTOpble ByAyT NPOUCXOANUTL BO Bpe-
MsA 1 Moc/ie poaoB (paHHee MpUKMAAbIBAHUE K FPyAW,
[aTb BO3MOMHOCTb OTMY/bCMPOBaTb MyMoBWHE, pas-
peLnTb KpeLLeHre B YCI0BUAX peaHnMaLumn 1 T. 4.).
O6uieHre ¢ poauTeNnsaMU JeTell CO CXOHMUM AnarHo-
30M unm coctosaHueM. lMNpepoctaBneHme MH$popma-
LMK 0 poauTeNnbCKUX rpynnax B MHTepHeTe u B co-
LManbHbIX CeTAX.
Paccbinka nHpopmaumm o guarHose (Bugeo, ctatbu
M npou.).
O6cyxaeHne Bblibopa NyTH ans pebeHKa.
B0O3MOXHOCTY fleYeHus, NporHo3, HeobxoaNMOCTb
B peaHuMaumu. ObcyrKaeHVe BBIMUCKU AOMOK nocsne
pofoB, MiaH BefeHWs Nocie pPofoB: HeobX0AMMOCTb
B 06CNefoBaHMAX, B OMepaTvBHbIX BMeLLATeIbCTBAX.
MpevmylecTBa HaxoxaeHus goma. ObcykaeHue Toro,
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4YTO AN1A CEMbM BAXKHO YCMNeTb CAenath, NoKa pebeHoK
pALAOM.
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.

Momoub [leTcKoro xocnmca AaeT BO3MOKHOCTb Bbl-
nmcaTbcA pebeHKy JOMOI U3 peaHrMaumm B toboM co-
CTOAHMW. XOoCnuC NpefocTaBfAeT BCe creuuasnbHoe U
CNo¥Hoe obopyaoBaHue AiA pebeHKa, opraHu3yeT 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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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 NepuHaTabHyl0
najyIMaTUBHYIO MOMOLLb?

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-
YyaTb H6ecnnaTHo.

(=% 3=
b N https://www.rcpcf.ru/biblioteka/

(=]
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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.

Bupbi 3a601€BaHUI U COCTOAHUIA: TAMKENbIE
XPOMOCOMHblE U TeHeTUYecKWe 3aboneBaHua
(HanpvMep, cvHapoM DaBapaca, cuHapom Ma-
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Mpunoenne. bykneTt ana poautenen

Tay W Ap.), TAXenble HeornepabesnbHble
BPOMAEHHbIE MOPOKU pasBuTUA (Ha-
npuMep, rpybble aHOManun LieHTpasib-
HOI HEPBHOM CUCTEMBI, CEepALA, NMOYeK)
n ap.

Kak ceMbu npuHuMaloT peuieHue
O TAenom 3aboneBaHun pebeHKa
MOMET CTaTb WM3BECTHO Ha pasHbIX
cpokax 6epeMeHHOCTU. BnepBbie Bbl
MO*KeTe y3HaTb 0 AMarHo3e BO BpeMms
Y3W (11-14-a HepenAa GepeMeHHO-
CTW, 1-/ CKPUHWHI) UK no3xe (2-i n
3-i CKpUHWHN). [nA noaTBepxAeHUA
[MarHosa npoBOAATCA WHBA3MBHAA
npeHaTasbHaA [MArHOCTWKA, KOH-
cynbTauMA reHeTuKa, Apyrue obcne-
foBaHWA. Pe3ynbTathl 06CyHaaeT ne-
pUHaTasbHBIA KOHCUIMYM, Fae Bpauu
pasHbIX cneuyanbHOCTeR AT Mean-
LIMHCKUIA MPOTrHO3 B OTHOLLEHWUW HKn3-
HU 1 300poBbA pebeHKa. Bawa cembsa
fenaet Bblbop — poxaTb MW npe-
pbiBaTh  HepeMeHHOCTb. 3aTeM nMbo
BblJAeTCA paspelleHne Ha npepbiBa-
Hue 6epeMeHHOCTU MO MeAULIMHCKUM
rnokasaHvaM, nnbo onpegensetcs
MecTo M MeToA pojopaspeLleHus.
Ecnv Bbl NpuHMMaeTe pelueHne po-
aTb, TO MOMKeTe 06paTUTbCA 3a Mo-
Nly4eHUeM MepuHaTasbHOM nanma-
TUBHOM NOMOLLN.

Ycnyru MMM unenam cembu (po-
ovteny, 6abyluku/penyluky, 6patbs/
CecTpbl): OpraHusauuoHHas, uHdop-
MauuMoHHasA, MCMXonorvdeckas, ay-
X0BHas mnomollb. HoBoporaeHHOMy
pebeHKy — MnanMaTMBHasA MeauuUmnH-

cKaA nomolub. MoMolp oKa3sbiBaeTcA
Npy TECHOM B3auMOJeNCTBuM Co cre-
LManv3npoBaHHbIMKU CrysKbammn (aKy-
LIepPCTBO-TMHEKO/IOMVA, HEOHATONOMUA
v fp.). bonee noapo6Haa nHpopmauua
npeAcTaBeHa Ha pucyHKe.

KOHTAKTbI

[na nonyyenna MMM Ha Tepputopun
r. MockBbl 1 MOCKOBCKO# obnacTu:
[eTcKuii xocnuc «JoM ¢ MasKkom»
https://mayak.help/perinatal/,
info@childrenshospice.ru

Ten.: 8 (800) 600-49-29
(KpyrnocyTo4Ho, 3BOHOK 6ecnnaTHbIi)

OKa3aHue NcuxonornyecKoi u cnpa-
BOYHO-WMHPOPMALIMOHHON NMOMOLL
AnA Bcex pernoHos P®: bnarotBopu-
TenbHbllh doHA «CBeT B pyKax»
https:/lightinhands.ru/,
help@lightinhands.ru

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

(3BOHOK 6ecnnaTHbIi no Bceli Poccun)

[na nonyyeHna fononHUTENbHON
MHbOpMaLmK: 61aroTBOpUTESIbHbIN
doHp «[leTckuii 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 Mea. HayK,
npoo. MonesnyeHko E.B.

© BnaroTBopUTenbHbI GOHA passBuTUA

nannuaTMBHOM NoMoLm
«[leTckuii nannmaTme», 2020
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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
BbifABneHune taxkenoro
HeusieuynMoro
3a6oneBaHuA
vy pebeHka
BHYTPUYTPO6HO
MpeHaTaNbHbIi CKPUHWHI:
1-ro TpumecTpa
2-ro TpumecTpa
3-ro TpumecTpa
n 7 = g
PRI FOPOJCKOW nepuHaTanbHbIii
KOHCMIYM
MHQOPM :ﬂVIOHHAﬂ nomou.u;
gﬂh XOMMOI MHpOpMaL
HS?&WHQBSW éd” XORMMON
VH opmaumn 0 [MarHo3e pebeHKa, o NporHose,
OPFAHIABALLVI® AHIAFRAGIO LMoL
cdEfddeHne NHaAMBUAYANbHOMO MaaHa 6epeMeHHOCTV
”WWHIHB’AMH% tdMBIMY; OPraHM3alUmnA NpoLls
MepuHaTanbHan ?ﬁ T UGEEHA “bHocr:ﬂg,"aHa
eMeHHOCTI/I n H 0B, COMPOBOM,
nanaMaTtusBHas Hgs BIAY: aanan o@ﬁla*mm Boex Afietion cemby Ha,
nomMotub Ag CTQEEOHH% ee ﬁg{' OMypgpl%wh%auuﬂ
OVPREBIAH R8BI
VIFIUAXOVIO B HAFE QAR Lito BB a HUTEIbHOM OTHOLL
C@MBUBMNaYanbHAA NOAAEPHKKA BCeX YEHOB
ceMbM Ha JOPOZI0BOM 3Tare, B npouecce u nocae
i BOCTIOMKHR M v
OREAHIRAIMEA BgﬁgnﬂaﬁepeMeHHon MKEHLLVHbI, CEM
co3faHune «WKaTynkv namatu» (3D Y3U, namaTHble o
MannmatmneBHan
MeAuLMHCKanA
noMolub AeTAM
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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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CMHAPOM NATAY
MepuHaTanbHaA nanniMaTMBHaA NOMOLLb
WHpopmauusn dna 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.
®opmat 70x90 '/5,. O6bem 1,54 ycn. n. .
Tupa 1000 3K3. 3aka3 N2 377

OtneyvaraHo B 000 «/3paTenbctBo «[TpocneKkT»
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