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Yeancaemviit ooxmop!

Brl iep>xuTe B pykax 6ponnopy, KoTopast TOMOXeT BaM HaiTH OTBETHI Ha 60/Tb-
IIMHCTBO BOTIPOCOB, KOTOPHIE BO3HMKAIOT ¥ PaGOTHUKOB POIOBCIIOMOTATE/TbHBIX
Y4PeX/IeHUii Py NOsABIEHUM Ha CBET peOEHKa C BPOXX/IEHHBIMY aHOMATUSIMM.

dra 6pounopa paspaborana Cseppnmosckoit O6uectBenHoin Opranusaumen
«ConHeyHsle netu», r.Exarepun6ypr .

MpbI HaieeMcs € ee TIOMOIIBIO:

- IlpencraButh Mopfenb MeXBENOMCTBEHHOTO B3aMMOJENCTBUA MeIu-
LMHCKMX U COLMANTbHBIX Pa6OTHMKOB, NICUXO/IOTOB U TpeACTaBUTeNnei obuie-
CTBEHHbIX OpPraHM3aIMit IPU POXKAEeHUM pe6EHKA C BpOXKTEHHBIMM aHOMAJIH-
amMu (Ha npumepe cuHapoma JlayHa),

- IlpemocraButh MHGOPMALMIO O BO3MOXHBIX MEPCIEKTUBAX Pa3BUTUA U
XM3HU YelloBeKa ¢ CMHApOMOM JlayHa M pyTMMM MaTONOTUAMM,

- VndopmupoBarh MeIMIMHCKMX PaGOTHMKOB POMOBCIIOMOTATENbHBIX y4-
PeXJIeHuit 0 pecypcax MoJIep>XKU U CONTPOBOXIEHUA CEMbH, a TaKXKe crnocobax
pasBUTUA 1 06CTY>KMBaHUs pe6GEHKA C reHeTMYECKMM HapyLIEeHHEM.

Ilpu coctaBnenuyu GpolIOPHI MCIONB30OBANTUCh MAaTepPHUabl, MPEJOCTaB-
NIEHHbIe:

* AMepMKaHCKMUM LIeHTpoM «[unbausa cuaapom JlayHar, intat Kansac-Curu.

C 1984 ropa Innbaua 3saHMMaeTCs TIOANEPXKKONM, Pa3BUTHEM M COIPOBOXJE-

HUEM CeMel, BOCIUTHIBAIOILMX JieTeit ¢ cuHapomoM JlayHa u miofieit ¢ 3TuM ua-
rHo3oM pasHoro Bospacta. COOO «ConHeuHble leTU» MOJIePKUBAET OTHOILIEHHUS
¢ pykoBoputensmu Ivnbauu ¢ 2009 ropa. Bnaroapsa aToMy COTPYTHUYECTBY MBI
TIO/TYYM/I MHOTO TI0/IE3HO ¥ Heo6X0AMMOI MHGOPMaLMK, 2 TAK)KE MaTepHUasbl IO
06CTy>)XMBaHMIO, Pa3BUTUIO M NIEPCIIEKTUBAM >KM3HM JTIOfiel ¢ cuHapoMoMm [layHa.
* bBnarorBopurenvHbiM ponnom «[layHcaity An», r. Mocksa.
C momenTa cosganusa COOO «ComnHeunsle fieTn», r.LExatepunbypr, ¢oun «/Jayn-
caitii Am» OKa3bIBaeT METOAMYECKYI0, MHYOPMAIIMOHHYIO ¥ KOHCY/IBTAIIMOHHYIO
MOAZIEPXKKY Halllell OpraHM3alum 1o BCeEM BOMPOCaM, TaK WIM MHaYe CBA3aHHBIM
¢ cunHapomoM [layna.

Mb1 HapieeMca, 4TO MHGOpPMaLUsA, MpecTaBleHHas BaleMy BHMMaHuIO, NO-
moxeT Bam B Bamem Henérkom u 6maropogsom Tpyze. Ilpocum Bac ¢ nonuma-
HMEM M TaKTOM OTHOCMUTCS K CEeMbe NpPU POXKAeHMM pebGEHKA C BPOXKEHHBIMM
HapyuieHnsaMu. Briepenu y Takoii ceMby HeNETKuMit, HO 6/1arofjapHbIit My Th MO pas-
BUTHIO ¥ BOCIIUTAHNIO OCOGEHHOTO MasTblila.



CHMHAIPOM JJAYHA. Uu¢gpsb! 1 paxThl

CUH]IPOM JIAYHA 3TO:
* Hawubonee pacnpocTpaHeHHOe reHeTUYeCKOe COCTOSIHUME, BCTpevalolieecs y
opHoro u3 600-800 HOBOPOXAEHHBIX.
*  Mnapenust ¢ cunzipom JlayHa poXXAalOTCsA HE3aBMCUMO OT HalMOHA/IbHOCTU
pOAUTENEN, COLMATbHO-3KOHOMUYECKOIO YPOBHA CEMbM, HaJIM4YMs MM OTCYT-
CTBUA BPEJHBIX MPUBBIYEK MaTepPH 1 OTLA . Ma/JIbYMKM U [1€BOYKU POXKAIOTCSA C
OJIMHAKOBOM YaCTOTOM.
* Jlo HacTOsALLEr0 BpEMEHM €ll€ He U3Y4YEHbl BCe MPUYMHBI BOSHMKHOBEHUSA JI0-
MIO/IHUTE/IbHOM 21 XpOMOCOMBI B KapuoTune npu cunapome JlayHa, He paspabo-
TaHbl 3¢ eKTUBHBIE METOBI /IEYeHNSA
* 80 % pereit c CMHAPOMOM POXXJAIOTCA Y XXEHIIMH MOJIOXKe 35 /1eT.
*  CpenHss npofo/DKUTENbHOCTD XU3HM NTIOfeN ¢ cMHApoMoM B cTpaHax CIIA
u EBponbl ceropiua cocrasnser 55 — 60 ner.
* Kax/iblit 4e/IoBEK C CMHIPOMOM - 3TO YHUKa/IbHasA IMYHOCTD C Pa3IMYHBIMU
KOTHUTUBHBIMM CIIOCOOGHOCTAMM, (PU3MYECKUM Pa3sBUTHEM, NOBEJlEHUEM U JO-
CTYMOKEHUSAMMU.

PASHOBUJTHOCTU CMH/IPOMA JIAYHA.
* Tpucomusa no 21 xpoMocome: JONOTHUTENbHAA KONUA 21 XpOMOCOMBI BO BCeX
KJIeTKaX MpUYMHa CUH/IpoMa B 95% ciry4yaeB. ITO NPOUCXOJUT B pe3ynbTare He-
1IPaBU/ILHOTO JIE/IEHMs KJIETKM /10 M 110C/1e OIIofoTBOpeHu. Jlroam ¢ Tpucomuen
21 MMeIOT IOTNIONTHUTE/IbHYIO 21 XpOMOCOMY U 0f1lee YMC/I0O XPOMOCOM B KJ/IeTKe
47, a He 46, KaK B HOpMe.
* MosauyHas popma: HenpaBUIIbHOE JieJIeHMe K/IeTKM MPOUCXOUT NOCIIE OIJIO-
porBopenus. Jloam ¢ MO3anLM3MOM UMEKOT Kak 47 XpOMOCOM C JIOIIO/IHUTENIb-
HOJ 21 XpPOMOCOMO¥ B OfIHMX K/IeTKaX, TaK U 46 B Apyrux. ITo HaUMeHee pacnpo-
crpaHeHHas opma cunzipoma [layHa, BcTpeyaercs B 1 — 2 % Bcex cyyaes.
* TpancnokauymoHHas opma: IONONTHUTENbHAA 21 XPOMOCOMA NPUCOEUHAET-
cA K ipyroit xpomocome. EfnncTBenHasn ¢popma, KoTopas MoXeT ObITh yHac/Ief0-
BaHa. 3 — 4 % miofieit C CMHIPOMOM MMEIOT 3Ty GopMmYy, IJie JONoNHUTeNbHas 21
XpOMOCOMa [PUCOEANHAETCA K JPYIro XpOMOCOMe.

OUBNYECKUE XAPAKTEPUCTUKU CUHIIPOMA JIAYHA:

TecT Ha KapuOTHII - 3TO EAMHCTBEHHDIN Iy Th NOATBEPAUTb CMHAPOM. OnHa-
KO, IIO/J03peHMe Ha IMarHo3 cuHapoma JlayHa MOXeT BOSHUKHYTb IIPU C/IEAYIO-
I[MX CUMIITOMAX:

* MbIIICYHAs r'MIIOTOHUA;
*  mIockuit npoduip nuua;
* KOCOIf paspes I/la3HbIX LIeTei;
* HenpaBwIbHas GopMa M PacrooXKeHe YIIHbIX PaKOBMH;
*  eJMHCTBeHHas JIaJlOHHaA nonepeyHas 6oposya;
*  runepMoOMIBHOCTDb CyCTaBOB;
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* He[0pa3BMTHE M/ OTCYTCTBUE CPefHeN (asaHr MUIUHIIEB KUCTEI;

* BepTHKa/IbHbIe CK/IaJKM Ha BHYTPEHHEM YT/Ty I71a3 (3MMUKAHT);

* cnMUIKOM 6OoMbIlOe MPOCTPAHCTBO MEX/IY MEPBBIM M BTOPBIM Ma/bllaMyu Ha
Horax; («caH/jaJieBUIHas Le/b»)

* YBeJIMYEHHDIN A3bIK MO CPABHEHUIO C pa3MepoM pTa (MaKpornoccus).

IMPUHATUE PEBEHKA C CMHJIPOMOM JIAYHA

BakHo npusHaTh TOT (akT, YTO Npyu poxeHnn pebéHka ¢ ocobeHHOCTAMM
PasBUTUA, BCE M POAMUTENM, M PONCTBEHHUKY, M MEIULIMHCKIE paBOTHUKM OKa-
3bIBAIOTCS B CTPECCOBOI CUTYALIUH.

O603Ha4YMM COCTOsTHME BCEX YYaCTHMKOB (NMPAMBIX M KOCBEHHBIX) MepHOAa
CTPECCOBOM CUTYalMu TpU pOXKAeHUM pebEHKA ¢ 0COOEHHOCTAMM Pa3BUTHUA.

CEMbS HOBOPOXXITEHHOTO.

Kaxxnsiit popgurens pebénka c cuagpomom JlayHa, 3aperncTpupoBaHHbIi B
oprauusauuy «ConHeyHbIe JeTH», MOMHUT TOT MOMEHT, KOTrfia 6611 06 bABIEH
($aKT HanmMuusA y JHONTOXJAHHOTO, Y)XXe NM06MMOro, KPOXOTHOTO Majbiiia —
¢ cunapoma JlayHa.

[Tocne 06bABNEHHOTO AMAarHO3a MaTh MUCITIBITHIBAET OTPOMHBIN ILHOK: «3eM-
7151 yuia u3-nop, Hor... Kak »xutb ganpme? Yro genars? Kro Ham nomoxer? Yro
XaeT Moero Mansima B 6yayumem? Yro takoe cuupgpom [layHa? 3a 4To Takomy
MajIeHbKOMY TaKoe Haka3aHue? UTo Mbl cJiefianiu B XXU3HH, 3a 4TO HaM Takoe? Kak
cka3aTb 6mm3kum?...- TYITUK....»

Y MHOTMX ceMeit pOLLIe/T He OIMH TOJ] TOC/Ie POXKIEHUsT 0COO0T0 MasIbIIa, Mbl
€ro NpUHAN, TOPAMMCS UM, CTapaeMcsA C/IeNIaTh BCe JIJIA €T0 Pa3BUTUA U BXOXK/Ie-
HUA B MOTTHOLEHHYIO >KM3Hb. HO MOMEHT 0O'bsiB/IeHMsI IMarHO3a HaBCerga OCTa-
HeTcs py61IOM B cepAlle, Ayllie U COSHAaHUM.

MEIVILIMHCKU PABOTHUK.

IIpakTiyecky KaXk[plif aKylllep MM HEOHATO/NOT POJOBCIIOMOTaTENIbHOIO Y4-
PEeX/IeHus, B CU/Ty CBOETO OIbITA, MOXET Cpa3y IOC/Ie POIOB MOHATD, YTO Y HO-
BOpOX/IeHHOTO cuHjpoMa [layHa. U 3ech cpa3y Bo3HukaeT Bompoc: « KoMy u3
4JIEHOB CeMbJ COOOLIMTD O Mofo3peHuy Ha cuHapom [layna? Korga coobumts o
mmarHose? Kak u KTO 03BYYMT 3Ty HOBOCTb POXKEHMIIE?....»

KAKUE YYBCTBA UCIIBITBIBAET MEIMIIMHCKM PABOTHMUK, KO-
TOPOMY HEOBXOIMMO COOBIINTD IMATHO3 CEMbBE?

IIpu HeO6XOAMMOCTU KOHCTATMPOBATh HENMPUATHBIE (PAaKThI, METUIMHCKUIA
paboTHUK MOXKET MCTIBITBIBATh TPEBOTY M CTAPAThCA IUCTAHIMPOBATHCA OT ITOM
Heob6xoauMocTu. C TOUKM 3peHNs Bpada, OH MMeeT JIeNo ¢ «6e3Haie)XHbIM [i1a-
rHO30M», HO YYBCTBYET, YTO JIO/DKEH J1aTh COBET M PEKOMEH/JALIMM.

ITomo6HbIit AUcKOMMOPT MOXKET YCYyTyONnsATHCSA HEJOCTATOYHBIMM 3HAHMAMM O
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BO3MOXXHOCTAX U NNEPCNEKTUBAX Pa3BUTUA peﬁéﬂka C 0CO6EHHOCTAMM pa3BuTHA,
MOCKOJIbKY B MEAULIMHCKNE YYPEXKIE€HUA HE BCErJa NMOCTYyMNaeT MHd)OpMaLUrfﬂ o
NENAarorn4e€CKMx U ColMaZbHbIX yCII€Xax B atoit obmactu. Yacro C006maTb HE-
NpUATHDIE U3BECTUSA 6bIBaeT TSAXKEIO M3-3a BO3MOXKHOM peakuuyu MaMbl HOBO-
POXIOEHHOTO.

YTO HEOBXOOMMO YYUTBIBATb NOKTOPAM, ITPU IIOJO3PEHUA
HA HAJIMYUE CUHIPOMA NAYHA Y HOBOPOXXIEHHOTO.

Ot crneunanucra, KOTopbiit 6yzeT nepBbiM GecefoBaTh C POAUTENAMMU HOBO-
poXxjeHHoro, Tpebyercsi mpodeccuoHanusM, BbIIep)KKa M UCKpeHHee COYYB-
CTBME CeMbe, [yIsi KOTOpPO) Bpad B 3TOT MOMEHT CTAHOBMUTCS OJHMM M3 CaMbIX
3HayMMBbIX mofeit. OT Hero 3aBUCKT cybba MIafIeH1]a, TONBKO YTO MOsABMUBILETO-
Csl Ha CBeT. Ma/iblll POAMIICA «[PYTUM», HO €My, KaK 1 BCEM AeTAM, HeoOXoauma
n1060Bb 1 3a60Ta caMbIX 6/IM3KUX JTIOfIeN — ero pOUTENIei.

Ha 3anape 656110 MpoBefjeHO MHOTO MCC/IElOBaHMIA ceMell MMEIOLIUX JleTel ¢
0co6biMu moTpebHOCTAMM. Pe3y/ibTaThl OKa3bIBAIOT, YTO B TEX C/Iy4asx, KOTfa
B POZIIOME CMOI/IM, HE CMOTPs Ha MarHo3, NO3/IpaBUTh POAUTENIEN C POXKIAEHM-
eM pe6EHKa, OTBETU/IM Ha BOJIHYIOI[ME BOMPOCHI, TOMOITIM HAaNMAAUTh TPYLHOE
BCKapM/IMBaHMe, popuTtenyu 6ojiee MO3UTMBHO BOCIPUMHANM JAMAarHO3 M CMOIIU
NPUHATb pe6EHKA TAKUM, KAKOB OH €CTb.

ITpusepem uurary us Kinunmnueckoro Oryera - Megunusckoe Habmonenne Jle-
teit ¢ Cungpomom Jlayna. Marilyn J. Bull u KOMUTET 10 TEHETUKE. AMEPU-
KAHCKAS AKAJEMUA ITEJUATPUN . Ony6nukosaHo 25 utons 2011 ropa.

«...Marepu Heob6XoaMMO aTh BpeMs BOCCTAHOBUTBCA IOC/IE POJOB M IPUITIA-
cuTh OTIA pebeHKa MM GTU3KOTO YeNoBeKa, KOTOPbI MOXKeT TMOJiepXKaTh MaTh,
IPUCYTCTBOBATh Npy 06bsABIEeHNM AuarHosa. Vindopmaumsa nomkHa 6piTh 06bsaBINE-
Ha B IPMBATHOM 0OCTaHOBKE C y4aCTHUEM Bpayeit, M, ONITMMAJIbHO, C y4acTUEM Mefipa-
60THMKOB, OKa3bIBAIOIMX NIEPBUYHYIO MEIUIIMHCKYIO MOMOLIb ¥ Bpaya-TMHEKO/Iora.

Pexomenpuyercs, 4To6bl pojJioM KOOPAMHMPOBAJI IpelocTaB/leHne nuHdopma-
uuu 1 obecneynBany OTAENbHYIO MA/NATY, IOKA UArHo3 He MOATBEPAUTCA.

Ba)kHbIiI MOMEHT B OOBSB/IEHMM JMArHO3a CEMbe 3aK/IIOYAeTCA B TOM, YTO,
npexje BCero, Hy>KHO MO3JIpaBUTb POAUTENEN C poXKieHueM pebeHka. AKyuie-
PbI ¥ IeMATPbI JO/DKHBI TOBOPUTD COITIACOBAHO ¥ MH(POPMUPOBATH POAUTENEN O
CBOMX NOJ{O3PEHMAX CPa3y B IPUBATHOI 0OGCTAHOBKE M, 10 BO3SMOXXHOCTH, 060MX
poauteneit. CrieuanucTbl poAjoMa JIO/KHBI MCIIONIb30BATh CBOV OMBIT M 3KC-
NepTHbie 3HAHUA B MOJJIEPXKKE U PeKOMEHJAlMAX ceMbe. Bpaun-KOHCYIbTaHThI
JIO/DKHBI OCHOBBIBATbCs Ha COaJlaHCMPOBaHHOM IOAXOJle K ceMbe 0o/iblie, YeM
Ha CBOMX COOCTBEHHBIX MPENCTABNEHUAX UM MHEHUAX, obecnieunTb MHPOpMa-
LMOHHBIM MaTEPUAJIOM POAMTENIEH HOBOPOXIEHHOrO M MPEIOXNTh KOHTAKT C
APYTMMM CEMBAMM, Y KOTOPBIX €CThb I€TH ¢ CUMHApoMoM JlayHa u ¢ opranusanu-
AMM TOAJIEP>KKU, €C/TU OHU eCTh B TOJ MecTHOCTU. O4eHb BaXKHO, YTOObI Bpayun-
KOHCY/IbTAHTBI ObIM KOMIIETEHTHBI B YaCTU Peajinii U BOSMOXXHOCTEN 30POBbA,
TPYAOBOM U IOBCEHEBHOM XU3HY /I0fieit ¢ cuHapomoM [layHa B ob1ecTse...»
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CUHJIPOM JIAYHA M CETOJHSAIIHUN TEHb

B Poccun exxerogno poxxkpaercs okono 2500 takux perteir. B CBepmmosckoi
obnmactu 50-70 manseimeit. [Jo 2008 rona B cpennem nmo Poccum 85% cemeit ot-
Ka3bIBa/MMCh OT pebeHka ¢ cuHApoMoM JlayHa cpa3y B POIMIILHOM JIOME, B TOM
YMCIe MO PeKOMEHJAUM MEUIIMHCKOTO TMepCoHana.

Ceropns B o61L1ecTBe CYIECTBYIOT NPePacCyKy, CBA3aHHbIE C CUHIPOMOM
JayHa. [IluarHo3 4yenmoBeka 4acTo ynoTpebnseTcs KaK YHU3UTENbHOE pyraTelb-
cTBO. VI3-32 OTCYTCTBUA AOCTOBEPHOM MHPOPMALIMM COTHU CEMEN BBIHYIK/IEHDI
6opoTbcs 3a jocToHOE Gyylilee CBOMX JleTell, NCTIbITbIBAasi HENOHUMAaHMeE U He-
NpuA3Hb OKpYyXalomux. B xoze HepopmanbHOro onpoca mpeacraBuTenei pas-
JIMYHBIX TPYTIN HaCeNIEHUsA CK/IAJIbIBaeTCAd BECbMa HEraTMBHas KapTUHA BOCIPU-
ATUA 06IEeCTBOM Ye/loBeKa ¢ cuHapoMoM [layHa.

IMTPUBOIUM OCHOBHBIE TTPENYBEXTEHUA U HALIIN APTYMEHTDI
B X OITPOBEP>XEHME:
* Jliopu ¢ cuaapomom JlayHa He crioco6Hbl kK 06yuenuio. Ha camom zienie oueHb
MHOTrMe CocOOHOCTH 3aK/a/ibIBAlOTCA B paHHeM Bo3pacrte. JleTH, KOTopbie BOC-
MUTBIBAIOTCS B CEMbE U C CAMOTO POXICHUA UMEIOT O/DKHBIN YXOJI, AEMOHCTPU-
PYIOT pe3y/nbTaThl, CPABHMMbIE C OLIEHKaMy 3[I0poBbIX fieTeit. [la, oT poguTeneit n
neaaroros TpebyeTcs crielManbHble YCUTUA, HO Pe3y/IbTaThl MX ONPaB/IbIBAIOT.
* Pebenok c curpomom JlayHa — M/IOfl acOIMANBHOTO TOBEIEHUsT POJIUTENEN.
IroT Mud TEPIMUT Kpax 1Py NEPBOM >Ke 3HAKOMCTBE C CEMbSIMM JIeTeil C CUHPO-
moM JlayHa. MHorue poaurteny — Ioam ¢ BoicliMM ob6pa3oBaHueM, paboraioume
B Pa3sMYHBIX O6MACTAX M HAa BHICOKMX JIOIDKHOCTAX, BeAylMe 3/I0POBbIi 06pa3
xusun. Kpome Toro, 3To MHeHME He NOANEP>KUBAIOT M HAYYHbIE UCCIEJOBAaHUS.
* Jlropu ¢ cunapomMom JlayHa npeficTaB/IAIOT OMAcHOCTD s 06ulecTBa: nonosas
arpeccus, HeaJIeKBaTHOE TNOBefieHNe, OOGPOJYIIHOe COCTOAHUE CMEHAETCS PUCTY-
namu spoct. Kak npasuno, moisaM CBONCTBEHHO OOBUHATH TO, YTO HEMIOHATHO U
He3HakoMo. BcnomMHMM McnaH1eB, KOTOpble HasBa/liy NpeJICTaBUTENEN LIMBUIN3A-
LMt — IMKApAMM, Y KOTOPBIX HeT Ay, ECTb Tonmbko ofuH cnocob yia passeH4n-
BaHMA aToro Muda — accumunsaumsa mopeit ¢ C cuanpomom Jlayna /1 B obiectse.
* Cembs pacnajiaeTca BC/IEACTBUE NOAB/IEHUS B Helt pebeHka ¢ curapoMom Jla-
yHa. Poxxienue ocoboro pebenka — 1o Bcerna ucnsiranue. CeMbu, MOpoy He Bbl-
[IEP)KUBAIOT U MEHee C/IOKHDBIX «TECTOB»: OBITOBOIT HEYCTPOEHHOCTH, MaryGHbIX
NpPUBbIYEK, HEYMEHUS HAXOAUTb KoMripomucc. [lis MHOrMX ceMeil, BXOAAIIMX B
oprauusaumio «ComHeYHble IETH», 3TO UCTIBITAHNE NPUHECTIO elie 6o/biliee efnHe-
HMe, CTI/IOYEeHUE U JIyXOBHOE BO3BbIILIEHHE.
* Yenoseky ¢ curgpoMoM [layHa nmy4ile HAXOAUTHCA B CHELMATM3UPOBAHHOM
yuYpexaeHuu noji HabmoneHneM CrelyuanncToB; IT0 MHEHME MOJJIeP>KUBAETCS
MHOTO/IETHE! TpajiuIIMeNt OTKa3a oT fieTei ¢ cuHapoMoM JlayHa B poijiome, Korjga
Takue Masiblnm B 60nbiIeit YacTu oKkaspIBamuch B ietaoMe. OHaKo 3apy6esxHbIit
OIBIT ¥ pacTyllee KOJIMYECTBO CeEMeil, BOCIIMTBIBAIOUMX JleTeit ¢ cuHapoMoM [la-
yHa IIOKa3bIBaloT o6paTHOe.
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« Jliopen c curpomom [layna B Poccum ropasyio Menbiue, yem B EBpone n CIIA.
VIX MeHbllIe Ha yIuIax u B 061ecTBeHHbIX MecTaX. Bo BceM Mupe et cuHzapo-
MoM [layHa poXXJaloTcA C OIMHAKOBOM YacTOTOM.
* C Moeii ceMbelt 3TOrO He CTY4YUTCA. YBbI, TAKONM rapaHTUM HeT. Mbl yxe npu-
BOJM/IY JIaHHBIE, IOKA3bIBAOLINE, YTO JIETU C CUHAPOMOM JlayHa pOX/IalTCa B
CaMbIX Pa3/IMYHBIX CEMbAX, BHE 3aBUCMMOCTM OT BO3PACTa, HAIJMOHAILHOCTU U
KOJI-Ba y>Ke MMEIOILMXCA JeTeil.

Kak Buziure, Haure 0611[eCTBO HAXOUTCA Ha O4EHb HU3KOM yPOBHE NIPUHATHUSA
miopeit ¢ CII. XoTs, 6€3yc/noBHO, €CTh Cepbe3Hble EPEMEHBI.

[IEPCIIEKTUBBI PA3BUTUSA U JKU3HU PEBEHKA C
CUMH/IPOMOM JJAYHA.

B CCCP ot HOBOpOX/IEHHBIX JleTeit ¢ cuH/ipoMoM JlayHa OTKasbIBanuch 85-
95% cemeit. Tonbko B 2001-2003 rogax B Poccun Hauyanoch CHMOKEHME OTKa30B OT
nerei ¢ cunppomom Jlayna.

B Espone, CIIIA 1 apyrux pa3sBUTBhIX CTPaHaxX Ha IONEYEHUM TOCy/japCTBa Ha-
XOIMTCA TONBKO 5 % JieTeit C 3TUM AMATHO30M. TO IeTH, KOTOpbIE He MOTYT Cylle-
CTBOBaTh 6€3 MOCTOAHHOTO MEUIIMHCKOTO COIPOBOX/IEHUA, B CBA3Y C MMEIOLIM-
MUCs1 AuarHosamu. 95% gmereii ¢ cuHApoMoM JlayHa BOCIMTBIBAIOTCA B CEMbSX.

Ceropitsi, B pa3BUTBIX CTPaHaX, HAYMHAA C POXK/IEHNSA, ceMbe U pebEHKY ¢ Ta-
KUM JIMarHO30M C POXK/IeHUs OKa3bIBaeTCsA BCEBO3MOXKHasA noasepxka. C paHHe-
ro Bospacra BefleTcsi pabora 110 nejjarormyeckoi 1 Mcuxolorm4ecKoi Koppek-
UMK pasBUTUA pe6EHKa M COTPOBOXK/EHMUA CEMbU. 3a CUET ITUX MEPONPUATUIA U
BHE[JPEHHOM CHCTEMbl MHK/IIO3MBHOTO (BK/IIOYEHHOro) o6pa3oBaHusA pe6EHOK ¢
cungpomoM [layHa nocemraeT o6bI4HbIe IeTCKME cafibl cO cBepcTHMKamu. To xe
NPOMCXOAUT U B 061e06pa3oBaTebHOM cucTeMe 0OydeHus.

K npumepy, B CIIIA u EBpone mopu ¢ cuaipomom JlayHa MMeIOT NpaBo u 1o-
JIly4aloT NpaBa Ha yIpasieHue aBToMobunem, paboraior B cdhepe obcmyxmnpanus
(oduumanTsl, yGOPIUIMKY, IBOPHUKY, CATOBHUKMA. ..) U T.]I.

MbI MMeeM KOHKpPeTHBIN IPUMep IPYTUX CTpaH. BaauMopeiicTue c obuiecTseH-
HBIMY OpPraHM3aLMsAMM ¥ O6MEH OIBITOM JIaeT HAaM OCHOBaHMeE IIPEIIO/araThb, 4YT0
B HeflaziekoM OyziyiieM, npu TIOAJEpXKe TOCYIapCTBa M MEIUIIMHCKOTO CEKTOpa,
Haum fieti ¢ CJI 6yyT MMeThb TaKyIo JKe MOJIEPXKKY U IpuATHe 06111eCTBOM.
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CBEPIIJIOBCKAS OBJIACTHAS OBINECTBEHHA S
OPTAHU3AIINA TTO/IJTEPKKM JTKOJTEU
CCHMHOPOMOM JAYHA 1 UX CEMEUA

«COJIHEYHBIE JTETWU»

COOO «ConneyHbie eT» - CO3/IaHA POAMUTENAMM JieTel ¢ cuHaApoMoM [layHa
B 2008 ropy.

3a rozibl paboThI MpOBeEJieHa CepUA CEMUHAPOB M TPEHMHTOB JI/IA CrelManm-
CTOB pas/NIMYHbIX COLMANBLHON, NEarornyeckoi chepbl M MEAUIIMHCKUX paboT-
HMKOB, CBA3aHHBIX C MOJJEPXKKOM, pa3sBUTUEM M OGC/Ty)KMBaHMEM JIeTel C 0Co-
6eHHOCTAMM PasBUTHUA.

Ilpu Hameit oprauusanuu paboraeT KabUHET COIMANBHONM ajlanTaluM, T/ie
NIPOBOJATCA MHAMBU/IyaNbHble KOHCY/IbTALIMM, 3aHATUA, A TAK)KE IPYNIIOBas pa-
60Ta Mo pa3BUTHIO IETOK C cMHApoMoM JlayHa.

3a 3T0 BpeMs NMPOBEIEHO HEMA/IO MaCCOBBIX MEPONIPUATHI U aKIIUit 1O U3Me-
HEHMI0 061IeCTBEHHOTO MHEHMA K TaKMM JTIofisM. [[Ba pa3a B rofi BHITYCKAIOTCS
Undopmamonusie usnauus «ConHeyHbIE JeTH.

Mpi Beiem paboTy, IEMOHCTPUPYS MO3UTUBHOTO, COLIMANTBHO AKTUBHOTO Ye-
noBeka ¢ cuHapoMoM JlayHa: pe6€HKa M B3pOC/IOro, IIKOMbHUKA U CTIOPTCMEHA.
Ynen namest opraunsauum Anekcaup IOmmH asnsercs yvemnmonom Cneunans-
HeIX Omummuitckux urp B CIIJA no ropHsIM /bKaM M TMTAaHTCKOMY C/IaZlioMYy.
Harama CenunkuHa B 1meCTh €T HayYymnach YUTATh, YYUTCA B MY3bIKaTbHOM
1IKO/IE, 3aHMMAETCA CIIOPTOM. TO TO/NBKO JIBa IIPUMeEpPa IO3UTUBHOIO Pa3sBUTHA
neteit ¢ cuHApoMoM JlayHa v 3TU NpUMepbl AAI0T POAUTENAM MOTUBALMIO JUIsA 3a-
HATUI C IETBMU M HAJIOKTY Ha yCIieX, a HaM MoBoji /st paboter co CMU.

ITpuBOAMM CTaTMCTHKY™ O POXK/IAEMOCTH M OTKa3ax JieTei ¢ cuHgpomMom Jlay-
Ha B CBeppinoBckoit o6mactu 3a 2008-2011 rop (3a Bpems paboret COOO «Con-
HEYHBbIE IeTU»)

ron | Pommnoch | OFEEVRE" | xomrerns msonent
2008 53 24 29 /55
2009 43 27 16/ 37
2010 52 26 26/ 50
2011 54 16 8 /15

*lannbie mpenocTasnensl Knmmunko-auarnoctnyeckum eHTpom «OxpaHbl 3710-
POBbsA MaTepu 1 pebéHKa»
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Ilpunoxcenrue 1.

Modenv 83aumodeiicmeust Cneyuanucmos no no0OepiIcKe U CONPOBONOEHUIO
cembu, npu poxcoeHuu pebénxa ¢ cunopomom [ayHa .

MEJIITEPCOHAIJI
POIZIOMA

CEMbs HOBOPOKJIEHHOI'O

I[ICUXOJIOT _
COLIVIAJIbHBIV
PABOTHMK

KOOPIVMHATOP
CEMEVIHOV
MOJIEPYKKM

OYHKINU KAKIOTIO YHACTHUKA

-ObbsBnenne nopo- \ /~ - [JluarHoctuka ncu- O\ /7 -Ilpepocrasnenue un- ™\
3peHMsl Ha Ha/IMuMe CMH- || XOJIOTMYECKOro cocTosiHus || popmarmu:
JIpPOMa JlayHa y HOBOPOXK/IEH-| | CeMbM. 1. O cungpome, Kak coum-
HOro. - Peanu 3anusa geicTBUi 1No| | a/IbHOM SIBJIEHUM;

- Wudopmuposarp cnerm-
Q/IMCTOB — F€HETUKOB M MPH-
I7IACHTD B POAZIOM ISl KOH-
CY/IBTUPOBAHUS CEMbU.

- Mudopmuposanue cembu
06 ocobeHHOCTAX Meau-
IIMHCKOTO  COMPOBOXJIEHMUS
peGEHKa C CMHIPOMOM JIayHa.
- Mutboﬁpuauuﬂ 0 Heobxonu-
MbIX OOC/IEIOBaHMAX U Me-
JAMLMHCKMX MaHUITY/IALMAX!

CHMKEHMIO IICMXO/IOrMYec-
KOO CTpecca, pajy CKOpen-
mero NpuHATHA pebéHka
TAaKMM, KAKMM OH POJIMJICS.

- Pa6oTta co Bcemu uneHaMu
CEMbM, B LIE/IAIX OMpPeJie/IeHnsl
PeCypcoB Jyisi PeojioIeHNs
CTPECCOBOM CUTYaLIUM.

Qnumaﬁmem BpEMEHM.

2. O Mepax rocypapcrBeH-
HOW M JPYTMX BMZIAX MOMO-
11 CeMbeE;

3. O nepcnexTuBax >KM3HM
Ye/loBeKa C CMHIPOMOM
Hayna;

4. O nporpaMmax pa3BUTUsA
COOO «Conneynbie eTu».

- J

% J

[IPEIJIATAEMBIE TEVICTBMSI CIIEHMAJIMCTOB KAJKIOTO
[MPODOUIIA ITPU POXKIEHMM PEBEHKA C CMHIPOMOM JIAVHA

7~ 1.CoobuuTb 0 poXie-
HUM pebEHKA C CUHIPOMOM
payHa cmyxbe ICHMXONIOroB
mbo con. PaboTHMKOB, a
Takke cnenanucty COOO
«ConHeuHble J1eTH».

2. Omnoxuth obbsABNEHUE
marepu jmardosa pebeHka
Ha MepyoJt aflanTaluy nocne
POJIOB.

3. [lpurnacutb oTua pebéH-
Ka wim OG/IM3KOro 4eloBeKa
MaTepy JUIsi OKasaHWs MOJ-
fepxku mpu Gecene o ua-
rHose peGeHKa.

4. HacrosrenbHO peKoMeH10-
BaTb Marepu BCTpe4y C IICH-

XOJIOTOM M CNeLMaIMCTOM
\COOO «ConHeyHble AeTH». )

/1. IloarotoButb M |\
NpEVIOKUTL  CeMbe  BCe
€rnocobbl  MCHXONIOrMYEeCKOoM
nopgnepxku.  (JIureparypa,
MHTEPHET pecypchl, CIIo-
coObl M TIpUEMBI CaMOCTO-
ATE/ILHOTO  MPEOoJioNIeHMsI
crpecca...)

2. O603Ha4YUTb BO3MOX-
HOCTb BCTpeY C IICMXO/IOrOM
BHE CTeH POIoMa Ha y106-
HOWM JUIA KaXXJI0ro 4ieHa ce-
MbU TEPPUTOPUM U B y106-
HOE Bpemsl.

7/~ 1. Ilepeparb ceMbe HO-
BOPOX/IEHHOTO  TeYaTHble

M BMJIEO MaTepualbl Ui
O3HAKOMJIEHUsI O CUMHJpOMeE
nayHa.

2. Ilopenntbes TPYAHOCTAMM
M PajioCTAMM, C KOTOPLIMM
Bcrpeyatorcss BCE!! cemby|
neres ¢ cunpomom JlayHa.
3. Onpepenntb Heobxomu-
MOCTb M MOPAMOK AENCTBUM
CeMbM 1O PasBUTHIO M 06-
CIy>KMBaHMIO peGéHKa Tiep-
BBIX MECAIIEB XKMU3HU.

4. Tlpemy1oXuTb KOHTAKTbI
ceMeit, TOTOBBIX OOLaTbCs
C CeMbEil HOBOPOXX/IEHHOTO,

NIOJIE/INTBCSI CBOMM OIBITOM
\ M1 OKasaTb MOJIEPKKY.
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Ipunoxcernue 2

Kpamxuii O63op Pexomendayuii no Med Obnymusanuio demeit u modeit ¢ C/
*(ITO JAHHBIM IIPEJJOCTABJ/IEHHBIM Tlunvoueti «[ayx cundpom», Kansac-
Cumu, CIIIA)

PEKOMEHJAIINN ITO MEIUIITMHCKOMY OBCITYKMBAHUIO.
HoBopoxaennsii (ot poxaenus no 1 ropa)

* TlpoiTn nonHbi GU3NYECKN U HEBPONOTMYECKUIA OCMOTP /I BbIsIBNIEHUE
BPOX/IEHHbIX aHOMAJINiA.
* Cpenarb XpOMOCOMHbIN aHa/Iu3 (KapuoTum).
* IlpoiTi reHeTMYECKYI0 KOHCY/IBTALMIO, BK/IIOYas 0OCyX/IeHue pUCKa MOBTO-
peHus poxenns pebenka c CJI.
*  CKpMHMHI Ha IMCOHYHKUMIO LIMTOBUIHOM >KeNe3bl (YyBCTBUTENBHOCTD K TH-
peoTponuHy) B 6 MecsLeB u 1 rof.
* OueHka cepyieyHoi PyHKUMM (3XOKapAMOrpamMMma).
* CKpMHMHT Ha paK KpoBu (061mit KIMHNYECKMI1 AHA/IU3 KPOBY).
* O6cnenosanue cnyxa npu poxxaenum (oroakycruyeckas smuccus (OAE-recr)
WM CTyXOBO# BbI3BaHHBI noteHuuan (BAER-TecT)).
» IlpoBepka rnas Ha KOCOI/Ia3ue, KaTapaKTy M HUCTArM 1o 6 Mecsues. (KIMHM-
4eCKMit OCMOTP CIIELMA/IMCTOM NEPBUYHOM MEIMLIMHCKOI noMoLu mimn odrab-
MOJIOrOM).
* [lo 1 rofa mpoiTH KOHCYNIBTALMIO Y CTIELIMA/IMCTA 10 POTOBOI MONIOCTY (Hanp.,
CTOMATOJIOT) JI/Ifl OLIEHKM Y PeKOMEeH/Ialuii 110 TUTHeHe POTOBOM MONMOCTH.
* CocraBuTb rpadMK CTaHJAPTHO! UMMYHOJIOTMH, BK/IIO49as NMPUBMBKYU OT re-
narura B, rpunna u nHeBMOKOKKOBOM MHMeKUMM.
* Bk/o4eHue B IPOrpaMMy paHHEro BMELIATE/IbCTBA U B IPYIIIbI HOAJNEPIKKM
niofient ¢ CII, orpaHMYeHHBIMU BO3MOXXHOCTAMM.
*  O6¢cynuTh BO3MOXXHOCTD BKTIOYEHUA B porpaMmy «JlOMOHUTENBHOTO J10-
XOfia Mo collManbHOMY obecrniedeHnio» (o mmHuM cuctemsl cousamutsl CILIA).

HeTn mnamuero Bospacra (ot 1 go 5 ner)
* ExeropHblit CKpMHMHT Ha AMCHYHKIIMIO IMTOBUIHON XKere3bl (YyBCTBUTENb
HOCTb TUPEOTPOINH).
* ExeropjHas npoBepka ciyxa.
* ExeropgHas npoBepKa 3peHus.
« ExxeropHas npoBepka cepjieuHOi QyHKUMM.
* PexomeHjoBaHa XopouIo c6a/aHCMpoBaHHasA, GoraTas KIeT4aTKOM iuera.
* PekoMeHJlyeM COCTaBUTb M OOGrOBOPUTH C POAMTENAMM IUIAH TMIMEHbI M TOJI-
Jilep>KaHus 3[J0POBbs TIOIOCTYU PTa, BK/TIOYAs eKeJJHEBHbIe MEPOTIPUATHS 110 YXOTY.
* PexoMeH[I0BaTb ¥ OPraHM30BaThb €XXETrOJHbIi OCMOTP CTOMATO/OTa, YMCTKY
3y60B M OLIEHKY pUCKa BO3HMKHOBEHMsi Kapueca (pMMedYaHue: IeTH C BPOX-
IeHHbIM NMOPOKOM CepAilia JO/DKHBI NO/Iy4aTh aHTHOaKTepua/ibHble Npenaparsl \
aHTMOaKTepuanbHy0 NPOPUIAKTUKY Meper edeHneM 3y6oB).
* Ilposeputs rae ecth Hanbosee XOpolIMe WKOMbI /IS pebeHKa.
* Crnegutb 3a peyeBbIM U A3bIKOBbIM Pa3BUTHEM.
*  BbINONHATH NPOrpaMMBl 110 couManusanum 1 Gpusn4eckoMy pasBUTHIO.
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[Ipunoxncerue N3
ITpedcmaensaem nepevens OCHOBHBIX 60NPOCOB — OMEeMos npu becede c posceHuyel
npu 06wA6neHUY NO003PEHUS 0 Hanu4uU cuHopoma JlayHa:

- Yro Takoe «cuHapom JlayHa»?

- leneTnyeckoe Hapymenne. JlonomuuTenbHas xpomocoma B 21 nape. Takue getn
POX/IAlOTCSA BO BCEM MMpE HE3aBUCUMMO OT HAl[MOHA/IbHOCTHU, HAZTM4IMUA UM OT-
CYTCTBUA BpeAHBIX NpuBbIYeK y poauteneit. Opun u3 700 geTeit noasnseTcsa Ha
CBET C TAKMM HapylUIEHUEM.

- IToyeMy 3TOT CMHIPOM €CThb Y MOero pe6énka?
- ToyHyl0 NMPUYMHY MOAB/IEHMA CMHAPOMA HEe MOXET OOBACHUTH CErOfHA HM
OJIUH y4EHBIN.

- 910 HacnenCcTBeHHOE 3a6oneBanne?

- EcTb Tpu pasHoBuagHOCTH cuHApoMa JlayHa. OnuH U3 HUX NepefiaeTcs pe6EHKY
B CBA3M C HapyIlleHMeM XpPOMOCOMHOro Habopa y Mambl. IIpy aToM y MaMbl cHH-
apom Jlayna oTcyTCcTBYeT. 3Ta pa3HOBMAHOCTb CMHApoMa JlayHa camas pefkas.
Kakas pasHoBugHOCTb cMHApOMa y Bamero mansima 6yaieT M3BeCTHO TOBKO T110-
C/le IPOBEIEHNs TEHETUYECKOTO aHA/IN3a KPOBH.

- Kak cunpipom JlayHa BiuseT Ha 3J0poBbe MOero pe6énka?

- CaM CMHPOM He ABNAETCA MPUYMHON HAPYIIEHMIA 3TOPOBbA, HO €CTb PAX TA-
KEJIbIX COMyTCTBYIOIMX 3a60/1eBaHmit, KOTOpble MOTyT 6bITh Y Baiero pe6énka.
Heobxopmmo npoBecTu noiHoe o6ceioBanme Manbila i TOTO, YTOObI ompe-
[leTUTh OTCYTCTBME M/IM Ha/TM4Me Nopoka ceppua, maronoruit XKKX, pa6orsr IOP
OpraHOB, OPTaHOB 3PEHU. ..

- Moiit pe6€HOK Ts>KenbIit MHBANNUA?

— Iletn ¢ cuappomom JlayHa Takue >Ke pa3Hble 10 pasBUTHIO, TIO CBOMM CIIOCO6-
HOCTAM, KaK ¥ fieT! 6e3 3Toro auarHosa. Masblm ¢ 3TMM reHeTUYECKMM Hapy-
IIEHMEM NPOXOAAT a6COMIOTHO Te e 3Tamnbl pa3BUTHA, YTO U et 6e3 cuHppo-
ma. Bce getu ¢ cunapomom JlayHa HauMHAIOT CUIETD, TTON3aTh, XOAUTD, 6erars,
PasBMBAIOTCA 3MOLMOHANbHO. Bonmpoc TONbKO B CpOKaxX MOAB/IEHUA HABBIKOB Y
pebénka. DT CPOKM NMOABNIEHUA 3aBUCAT OT COCTOSTHMUA 30POBbsA pe6EHKa 1 cuil,
KOTOpbI€ POIUTENN BKIAaAibIBAIOT B pa3BUTHE U 06yueHMe. DT MasIblly OYeHb /a-
CKOBBI, TO3TOMY MX YacTO Ha3bIBalOT «COMHEYHBIMMU»...3a pybexxom u B Poccun
(vacTu4HO) meTy ¢ cuHApoMoM [layHa moceujaoT o6ueobpasoBaTenbHbIE €T-
CKMe cajibl, 32 TPaHMUIE MOTYT MONMy4YaTh MpaBa Ha yTpaBneHue aBToMob6uneM,
pabotaioT B chepe 06CIy>KMBaHUMU: CAlOBHUKM, ODULIMAHTBI, HAHYU, CULENKM. ...

Y peteit c cungpomom JlayHa 3saMe/IeHHbII TEMIT BOCIPUATUA MHPOPMALMKU pU
0O61IeHNH, eCTh CTTO)KHOCTU B PasBUTUM MENKOI U KPYITHO! MOTOPUKHM, HEO6X0-
UM PerylApHBIN KOHTPO/b COCTOSAHMA 3[0POBbsA pebEHKa. ..
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- Kyna mb1 MoxkeM 06paTUTBCA 3a MOMOLLBIO C BONPOCAMM 1O 06CTYKMBAHUIO
M pasBUTHIO pebGénka?

- Ceropua B CBepyioBcKoil 06/1acTi TIOMOLLb CeMbsi C PeGEHKOM C CHHPOMOM
JayHa oka3sbiBaeT CBeppioBckas o61iecTBeHHasA OpraHu3aLms MOAAEPXKKY JTofiei
¢ cuzipomom JlayHa u ux cemeit «ConHeuHble ileTu». B aToit opranusanuu pabo-
TAIOT CrELMA/IMCThI 110 PasBUTHIO JleTell ¢ 0cobeHHOCTAMY pa3BuTus. [IpoBoasaTcs
MHJIMBUJIya/IbHble KOHCYNbTAIMK, C COCTAB/IEHUEM PEKOMEHIALIMI 10 PasBUTUIO
pe6éHka Ha 6/mpKaiilMe TPU MecALa, C OfJHOrO rofia IPYNIIOBbIe M MHAMBUJya/lb-
Hble 3aHATYUA, OPraHU3YIOTCA MEPONPUATHUSA 110 USMEHEHMIO OTHOLIEHUsA 06LIecTBa
K moasaM ¢ cunpomoM JlayHa. Taxoke Bbl MoXkeTe momyYuTh MOMOIIb B PasBUTUN
peGénka B peabM/IMTaLMOHHBIX LieHTpax obnactu. Axpeca u TeleOHbI STUX LieH-
TpoB Bbl MOXKeTe nomy4nTh B opranusauum «ColHeYHbIe IeTH».

- 51 Ha BCI0 )KM3HDb NPUBA3aHA K peOEHKY MHBanUAy?

- IIpu orcyrctum TAXKEJIBIX conyTcTByomux 3aboneBanuit NpakKTUYeCKH BCe
ponuteny, sapeructpuposanHbie B COOO «ConHeuHnsble ieTu» BEAYT aKTUBHbIN
o6pas xusHu: paboTaloT, POXKAIOT JleTel, e3IAT B OTIycK no Poccun u 3a py6ex.
KoHeuHo, Hy>XHO 6y/ieT MOJICTpanBaThCsA MOJ CUTYALMIO IO 06Cy>XUBaHMIO, 06-
yueHue pasBuTue pebEHKa, HO CKOpee BCEro NepCreKTUBbl JKU3HM Ballleit CeMby
1 Baulero pe6éHka 3aBUCAT B OCHOBHOM OT Bac, Kak oT pojiuTeneit u OT cOCTOA-
HMA 3/10POBbA Ma/bIlla. ..

Bonee nonuyio uudopmaumio o IeTAX U MOAAX ¢ CMHApoMoM [layHa Bbl MO-
JKeTe MONMy4YUTh B:
COOO «CO/IHEYHBIE NETWU»
Ten.: 8-922-035-48-87, 8-904-177-85-58,
caiT opranmsauuu: SUNDETI.RU

a TaKKe:
B KIIMHUKO-ITUATHOCTUYECKOM IIEHTPE
«OxpaHbl 3[I0poBbA MaTepy U pe6€nka» mo afpecy:
r. Ekarepun6ypr, yn ®norckas, 52
ten.: 8 (343) 360-18-50
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A OTKA3DBIBAKOCDH OT CBOEI'O PEBEHKA...

Iocssauero 21 mapma — MexncoyHapooHomy OHio uenosexa c cunopomom JlayHa.

Muorpa tak 6p1BaeT, YTO MOCNeE JAEBATH MeCANEB CYACTIMBOTO OKMIAHUA
pe6EHOK NPUXOAUT B 3TOT MUP, HO €r0 NOABNIEHUE HA CBET CTAHOBUTCA BPYT
1A POAMTENEN HE PalOCThIO, A IIIOKOM, IOTOMY 4YTO Ma/IbILI 3TOT — C INIIHEN,
21-it, xpomocomoii. Y ycnpiinas cnoBa Bpaveii «y Bamero pebenka cuHapom
Jlayna», B GONMBIIMHCTBE CTy9aeB POANTENTM NPUHNMAIOT PpelleHNe OTKA3aTh-
CA OT Hero.

Ho ortkasarbcs oT co6¢cTBeHHOro pe6€HKa — 3TO He MycOp Ha MOMOWKY Bbl-
Hectu: BoiGpocun u 3a6uin. Ouenn yacTo mocne Toro, Kak oba poaurens corna-
COBaHHO NMPUHMMAKIOT TAaKOe pellleHMe, y HUX HauMHaeTcs abCONMOTHO HOBas,
TparnyHas >kxu3Hb. COMHeHMS, CNE3BI, Tope 10 OCTaB/lIeHHOMY pe6EHKy — BOT
TO/IBKO 3MOIMOHANIbHAS COCTaB/IAIOmas 3Toi Gexpl. A Benb ecThb emié u dop-
MaJIbHbIE I0PUIMYECKUE «IUTIbI», KOTOPbIE BOH3AIOTCA B POAUTENbCKME PAHBbI.

Ceituac gByxneTHsas Buka >xuBét c MaMoit, namnoit u crapuieit cectpénkoi. Ona
mobuma, okpyeHa 3aboroit u Buumanuem. Ho cpasy nocne poxxaenns 1mok eé
pozmMTeneil OT YCABIIIAHHOIO Mardosa — cMHApoM [layHa — okasascs HacTONb-
KO B€/IMK, YTO GbIIO IPUHATO pellieHne oT peb€HKa oTkasarbes. Pasym sacrasun
narny ¥ Mamy TIOJINIMCATh B POZIIOMe 3asiB/ieHMe 06 OTKa3e, a TaKk)Ke 3asB/IeHNe O
COr/IacMM Ha YChIHOBNeHMe UX pebénka apyrumu monbMu. OfIHAKO MaTepUHCKOe
cepjilie He MOIJIO CO BCEM 3TUM cMupuTbcs, ExaTepnHa npojo/mkana HaBelaTh
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CBOIO JIOUKY — CHayasla B POJJIOMe, a notoM B Jlome mamoTku. HaBceraa ocraButh
CBOIO ICYKY Ha Jiefie OKa3a/och Ky/ia CIoXKHee, 4eM MnoanucaTh 6ymary o6 oTkase.
OnHako u ¢ GOpMaNbHOCTAMY ObIIO Ja/IeKO He IIOKOHYEHO.

ExarepuHa, Mmama Buxu:

- Yepes xaxoe-mo épema 8 dom moeii 6abywku (npababywxu Buxu) npuwna
uxcnexmop u3 omoena onexu JKenesHo00poxH020 paliona u 3acmasuna écex
MOUX POOCMBEHHUKOS U POOCMBEHHUKO8 Myxca (Hawux podumeneil, moezo 6pa-
ma, Mo10 6abywiKy) Hanucamo 3aA67IEHUR O MOM, HIMO Mbi 6Ce 3HAeMm 0 pebénxke,
Komopuiit Haxooumcs 6 [lome manomku, u He cobupaemcs e2o 3abupamv. Y me
CHOBA NPUWTIOCH NUCAMb MU CMPAUIHDIE C/I0BA « OMKA3bIEAIOCH OM C60€20 pe-
6éHKa» U CHOBA Nepexusams yxac om paccmasanus ¢ 0ouxou: «f, maxas-mo,
0mKA3bi6al0Cc OM Maxoii-mo, no npu4uHe...», «5 0ar c60é coznacue Ha ycviHos-
JieHue moezo pebénxa opyzumu...»

ITocne ouepenHoro crpecca EkarepuHa pemmna, 4To yxke Tenepb-To Bce Oy-
MakHble (JOpMabHble KOMIMapbl OKoHYeHbl. OHa odopMMIa Bce NOKYMEHTBI
¥ paspelleHus A MOCeleHMs IoMa Ma/IIOTKYM M CTa/la HaBelaTh Buky mouru
Kak/iplit leHb. CTpajjatonias MaMa Hayasia IOTUXOHbKY CMUPATBCS C CUTYaLM-
eif, KaK BJIpyT — IIOBECTKa B CY/I.

Exarepuna:

- Koz0a s npuwmna na 3acedanue, u cyObu, U cneyuanucm u3 omoena onexu
6bu1u 3Momy Kpaiine YOUBneHvl: panee HUKMO u3 pooumeneii He NPUXOOUN HA
maxue CAyuanus, u pebenKy npocmo npucy#0ancs cmamyc OmKasHuxa, Ha-
3Hauanace nencus. Moé nosenexue cmano ONA HUX HEOHUOAHHOCMDBIO, @ KO2-
0a A pacckasana, 4mo npooonKao obuamuocs ¢ pebénkom, mme 610 CKA3AHO:
«Toz0a 3a6upaiime 0es04Ky u3 00Ma MAnIOMKY, 3a4em 6viI0 nucamv omKas?».
Mne nocmasunu ycnosue, 4wmo nubo s noceuiaro pebenka, Kax u nONOHEHO, He
4aue 00H020 pa3a 8 mecsauy, 1ub6o mens 6yoym nuwams PoOUMenbCKUX npas.

Cry4aii 3TOM CeMby, KOIJja MaMy BbISBa/IU B CyJl, Ha CAMOM Jie/ie eJMHUYHBbIiA:
AeNCTBUTENBHO, HECKO/IBKO JIeT Ha3aJ, B HEKOTOPHIX PaifOHAaX MO YCMOTPEHMUIO
MECTHBIX OPTaHOB OMNEKM JEeNCTBUTENBHO MOAOOHBIE OTKa3bl JIO/KHBI ObUIN
NpoitTH e1é 1 Yepe3 cyfeOHbIe 3acelaHMA.

Ho B 60/1bIIMHCTBE C/Ty4yaeB 3TOrO He IPOUCXO/UT.

* % %

Korzma Onbra u AnekcaHJp y3Haau O TOM, YTO y HuX GyaeT BTOpoit pe6éHOK
(mepBoit mouke enié He 6LUIO ABYX JIE€T), OHMU JIONTO COMHeBaIUCh. Ho B KOHIle KOH-
1I0B OBUIO NPUHATO pellieHne COXpaHATh bepeMeHHOCTh. Bo3aMoXxHO, elé u us-3a
3TUX COMHEHMI CIIPABUTHCA C MOTPACEHUEM OT JIMarHO3a MaMe 0Ka3ajioCh HAMHO-
ro cno)kHee. B Ty MuHYTY et oueHb KpaitHe TpeboBaiach NOJ/iep>KKa Bpayeit. ..

Anekcauap, nana Marses:

- Bpauu cosemosanu omxasamvca om pebénxa. Cocedxu no naname wien-

manuco u nepeznadviéanucv. Pe6énox ne 6pan zpyov, ne cocan monoxo, Onvza
nocmoanxo naaxana. Ha mpemuii 0env xeHa coManaco, HACMOANG HA MOM,
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umo 6vt s 3a6pan eé. VI 6 amom momenm axyuiep-2uHeKon0z, KOmopas eena 3a
Heil Habmooenue, ckazana: « Xomume cbexcamv? Toz0a nuwume omxas om pe-
6énka — Gonvuue vt e20 He yeuoume!» A 6edv moeil jeHe 8 mom MomeHm, 603-
MOMNCHO, NPOCMO Heo6x00umo 6bLI0 HA KaKoe-mo 8PeMA NePexnoUUmocs, no-
6vimb 00HOL, NPpoaHanU3UPoBamMy 6CE U UL NOMOM NPUHUMAMY PEULEHUS.
Eii npocmo neo6xo0umo 6vino epems, 4mobvt npunams cumyayuio. A mym ona
cpa3y oKa3anace noo HEcmxum 0asneHueM.

Bce 3TO pMBeNIo K TOMyY, YTO MaMa He CMOI/Ia IPUHATD cBoero pe6énka. Hu-
KaKMe yTOBOPBI Ha TOT MOMEHT He moMornu. M Torma AnekcaHap caenan To, 4To
JIOJDKEH JleNlaTh HACTOALUMIA OTell — OH NPUHSA pelleHne 3abpaTh ChIHa U BOC-
IIMTBHIBAaTh €0 CAMOMY.

AnexcaHpip, mana Marses:

- Ozpomnvie comHenus 6vinu y eceii cemvu. O0HAaKo nocmenenHo K npeodonen
conpomusenenue co CmMopoHvl C60UX pooumeneii, MEHA O4eHb CUNBLHO cmana
noddepxucusamv méwia, mama moetl scenvi. 5l nepenonamun ozpomHoe Konude-
cmeo uH@opmayuu, 2060pun ¢ 2eHemuxamu, OvIIU U 3HAKOMbBLE, KOMOPbLe NO-
MO2TU perumuca.

Cetivac Mameeto 5 mecaues. S #usy c colHOM 0mMOeNbHO OM HeHbl U HA-
wieti cmapueii douepu. Ho mvt notmaemcs Hanaoums xoumaxm opyz ¢ opyzom.
Xoms nopoii xaxemcs, umo Hadexovt Ha npumupenue Hem. A nHuuezo He 3aza-
0b18a10, HO BCE Jce U3PeOKa B03HUKAION PA320BOPHL O MOM, HIMO CEMbA DONIIKHA
80CCOEOUHUMBCA.

AJexcaH[ip OT/IMYHO CMPAB/IAETCA C PONbIO Manbl-ofuHOYKM. Ilo 6yauam c
yTpa fio Bedyepa oH paboTaeT, a ¢ MaTBeeM HaAHuUMTCA 6abymika. 3aTo ¢ mecTn
Beuyepa MATHUIbI U [I0 YTPa NOHeie/IbHMKA Tana M ChIH OCTAIOTCA Ha MOTHOM
TIOTIeYeHUM APYT APY>KKMU.

AnexcaHpp, mana Marses:

- Bce evixoonvie Onu — mou. MaxcumanvHo cmapaiocy pewiams éce npobnemvl
cam. ITepsoe xopmnenue, mopoe, mpemve. Cetivac mvl yice nepewinu Ha 1emvi-
péxpasoeoe: Oepicy e2o Ha pyKax, ¢ GymvinouKoil, u jHanew o mom, 4mo npu-
pooa He 0ana BO3MONCHOCTU MYHCHUHAM BLIKAPMAUBAMD 2PYObI0 C60UX Oemeli.
He 3nato, omxyoa y mens maxoii mamepurckuti uncmunxm? M 6cé xe npupody
He 06Manymv: My’H4uHe HUK020a He 0amb PebEHKY MAMePUHCKOLL NTACKU, Hex-
Hocmu u 8cex amux GecnpuvuHHvIX nouenyeé u o6vamuii. A He ocyxcoaro mamy
Mameeiixu. Kasxcoviii cam nuwem ceoio cyov6y, most — 6bimp cetinac paoom c col-
HoM. A kax Gydem Oanvuie, 1 noxa npocmo He 3xaro. ITycmo epemsa 6cé paccma-
sum no ceoum mecmam, a oz 0acm nam ecem cunvi, pasyma u mepneHus.

* % %

YenoBek He MalIMHA — MOCTENEHHO B CO3HAHMM MPOUCXOIAT MEPEMEHBI, KO-
TOpbIE JAl0T BO3MOXXHOCTb, TaK WIM MHaYe, IPUMUPHUTHCA C MIPOU3OIIENIINM.
U k cyacThio, 0TKa3 — fieno obparumoe. M y ponureneii Bceraa ocTaércs maHC
U3MEHUTb CUTYALMIO.
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Epemeena Tarbsana JleonnoBHa, 3aBefyoman oTaeneaueM npopunakru-

KM 6e3HaI30pHOCTH HeCOBEpPIIEHHONNEeTHHUX:
- B npownom 200y nauan pabomamv meinoyHapooHviii npoexm «Mama +
Examepunbypz», 6 Komopom 3a0eiicmeosanvi 6ce y4peiOeHus COUUanbHOU
3auqumol, 6ce UeHMPbL NOMOULU cembe U Oemam. Bom yice namv nem A A61A-
10Cb CNeyUAnuUcmom couuanvHoti onexu 6 20-m poodome, xoms 6 6onvuiuHcmee
P0006CcnOMOZamenvHbIX yupexncOeHuli ¢ omKasamu no npexcxemy pabomaiwom
MONbKO 1pUcMbi.

OcHosHnas uyenv nepeoii scmpevu ¢ Mamoil, Komopas cobupaemcs ocmasums
pebénxa 6 poddome — BbIACHUND NPUHUHY OMKA3A, NOOKMIO4UE 8ce pecypcbt. Jleii-
CMEUMENbHO U HA36AHA HACMOAWLGA NPU4UHG, TU60 3MO KAKoe-mo cKopona-
numenvHoe peuierue xernuwunol? Mot, 6vi6aem, no 3-4 uaca ¢ 00HOU HEHULUHOU
Gecedyem, pazzosapusaem 6 po0doMe — NCUXONI02Z, OPUCT, A KAK CHELUANUCT CO-
yuanvHoii ciyxuo6vL. M nnavem emecme, u pyzaemcs — 6cé 6vieaem. Ilpednazaem éce
8apuaHmbl, HE3ABUCUMO Om M020 — cunopom Jlayna unu vem. Pooumenu 0omicHot
NOHUMAMb, 4Mo OmKa3 om pebeHKa — 3Mo o4eHv MANenNan npouedypa, Kax ¢
dopmanvroil 10pudu4ecKotl CMoPoHbL, MAK U ¢ NCUXONOZUHECKOT.

... ITpoits yepes Bce cTagum NnepeXxMBaHMit, COMHEHMIA ¥ HaJIeX]], POAUTENN
«CONMHEeYHOV» BUKM HAKOHEI-TO MOHAMM, YTO pebEHOK ¢ cuHapoMmoM JlayHa -
3TO BCEro Nuilb 0cob6eHHbI pe6éHOoK. VI npyu 3TOM - MX m0buMas, KeraHHas
M ONroXKAaHHaA fo4b. [ToaTomy cnycTst 11 MecslieB OHM HamMCanyu OTKas OT
CBOEro OTKasa, ¥ BCA CeMbsA HaKOHEL-TO OKa3ajlach BMECTe.

... [IaTumecsuHblit MaTBei CerofHs >XMBET JJOMa CO CBOMM narnou u 6abyui-
koit. Ero crapmas cecTpéHka pacckasbiBaeT JIPy3baAM O cBOéM Oparuke Mar-
BeliKe, a MaMa BCE yYallle TOBOPUT O TOM, O Y€M IIOKa MOXXHO TOJIbKO MEYTaTb.
B 6mwxaiiuee Bpemsa MaTBelo NpefCTOUT ellé OffHA onepauus Ha cepjue, HO
AnekcaHJIp CBATO BEPUT B TO, YTO BCe NMpovfieT 6/1arononyyHo, u, B KOHIE KOH-
OB, BCE Gyzier xopoiwuo. Y KaK 3HaTh, BO3MOXXHO, CKOPO 3BE3JIbl C/IOXKATCH Ta-
KuM 06pa3oM, 4TO BCsi ceMbsi 06peTeT cyacTbe OBITh BMECTE.

Bo3MO>XHO, MpHAM K 3TUM CeMbAM HY)>XHadA MHPOpManua BOBpeMs, He
Hamyra 3TMX MaM JOMBICIbI U MUPBI 0 cuHapome JlayHa, Bcé 6bu1o Gbl
no-apyromy. Ho... KaXXaomy 4enoBeKy NaéTcsa MCNBITAHUI POBHO CTONBKO,
CKO/IBKO OH CMOXKeT BbIHeCTU. M, BOSMOXXHO, KAKMM-TO POAMTENAM Heobxo0-
AMMO NPOMTH MMEHHO TAKOM ITYTh, YTO ObI JOCTUYD CBOETO CYACThA M COINa-
cus. [lnaBHOe 3HATH, YTO MOMOILb €CTh PAIOM.

Asrop: 0nusa VBnesa
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CBEPJIJ/IOBCKASI OBJIACTHASI OBIIIECTBEHHAS OPTAH
HOJULEP/KKHN JIIOHEVI-HHBAJUIAO_B‘C CHUH/IPOMOM I
«COJ/IHEYHBIE JIETH» -
Co3nana pojuTensivu Jieteii ¢ cuuapomon Jayna
HanpasneHns eatenbHOCTH:
- MHdopMaliMoOHHO-ICHXOTOrYECKas HO/UICP
poxkennn pebénka ¢ cunjapomonm Jlayna

- Paasutme n conuaznnsaiius geres o« ’q-'-"‘-,. layH
- Vsmenenme o611eCTBEHHOTO MHEHIS K /1K Aw(-
o & - - -

BO3MOXHOCTAMMN. -

CANT OPTAHU3AILIMN: WWW.SUNDE
E-MAIL: sundeti@mail. ru g
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