Mbl n NnpeHaTanbHaa guarHoCTUKa:
poauTenn NomMorarT POAUTENAM

YBaxaembie untatenu! CeMby fETULLEK MOCTapLLE, UHTEPECYIOLLNECS MOJIOXEHUEM SIlofel ¢ cuHapomom [JayHa B mupe, 3Ha-
10T O TOM, YTO B HEKOTOPbIX CTPaHaX CYLUECTBYIOT OYEHb KpPerKmne, aBTOPUTETHbIE N BIUATESIbHbIE POANTENIbCKUE 06beAUHEHNS!.
Tak, B CLLIA Ha ¢hepepanbHOM ypoBHe AEVCTBYIOT ABE KpYnHble opraHn3aumn: HaumoHanbHbii KOHrpecc no cuHapomy [ayHa
u HaymoHanbHoe obuyectso [layH cuHapoM. BaxHoe 3ameyaHune: 3Ty opraHu3aynm o6beAuHSIIOT U PORUTENIEHN, U Npogheccro-
HaJoB, U 3TO, KOHEYHO, CTAaHOBMTCS 3aJI0rOM NEPEMEH K Jiy4qiemy. Ho Bo Bcex amepuKaHCKuX LuTaTax, rpaghcTBax, paioHax
AEHCTBYIOT CBOM 06bEANHEHUS, 06Pa3YIOLLME CETb M TECHO CBA3aHHbIE C LIEHTPaIbHbIMU OpraHU3aynsivu.

CerofHs Mbl ny6vMKyeM cTaTbio OJHOIo U3 IMBEPOB TAKOW pernoHanbHou accounaymm Ctegpann Mepeaut. CtegharHu, Kpo-
Me TOro — AMPEKTop NporpaMmbl PacrnpocTpaHeHUN 3HaHUA B 06/1aCTH MeAULIMHbI UEHTPA MOBbILLEHNS1 KBanughukaumum pa-
60THUKOB chepbl NOJAEPXKKMN IOAEN C HapyLUEeHUIMU pa3BUTUS B yHUBepcuTeTe wrata KeHTykku. B oqHom u3 npepabigy-
LYMX BbIMYCKOB XYypHana «Cpenav war» Mbl ny6smKoBanu 3ameTky Crecpann Mepeaut o ToM, Kak ee ceMbsi, BHUMATENIbHO
3amevyasi TanaHTbl U UHTEPEChI CbIHA, MOJIOLOro YesioBeka ¢ CUHAPOMOM [layHa, momorasna emy ¢ feTcTBa pa3BmBaTh 3T! Ta-
naHTtbl. []Ba roga Hasapn CregpaHm nocetuna MockBy n EkatepuH6ypr. CerofHsl OHa pacckasblBaeT O TOM, KaK aKTUBHbIE
U npoluejLUmne He06X0AUMbIN TPEHUHI POAUTENN, BbICTYNasi €AUHbIM (hPOHTOM CO crieyuanucTamu, oKasbiBaloT UHGhopma-
LIMOHHYIO U MOPasibHYIO NMOAAEPXKY GYAYLUMM POANTESISIM, KOTOPbIM MO pe3ysibTataM npeHaTanbHoro 1e 0BaHUs1 CO06-
LYMSIN O TOM, YTO MUX Masnbill poanUTCs ¢ cuHapomom flayHa. &

H. I'posHasi, rnasHbIN pefakTop XypHana «Caenan war»

B npownom rogy B CLUA 6binv BHEOPEHbI B NPAKTUKY YETbIPE He-
MHBA3MBHbIX NpeHaTanbHbIX TecTa Ha CUHAPOM ,ElayHa. ﬂﬂﬂ BbifiBne-
HWA y pasBuBaloLLierocs nnoga cuHgpoma [ayHa y 6epeMeHHON
XEHLLMHbI NPOCTO 6epyT Ha aHanu3 KpoBb U3 BEHbI. TOYHOCTb Tec-
TOB — 99%, 1 NPOBOAUTL Er0 MOXHO yXe B NepBOM TpumecTpe. [o-
SBIIEHWE 3TVX TECTOB BbI3BANIO Cepbe3Hble BECMOKOCTBA B cpene
3aLLUMTHUKOB MpaB WU UHTEPECOoB Nnoden ¢ cuHapomoM [layHa, noTo-
MY 4TO, COrMIacHO pesynsTaTamM UCCNefoBaHui, 60MbLUMHCTBO MEOM-
LIMHCKUX pabOoTHMKOB He 06y4anucb BCEMY TOMY, YTO HEO6XOAMMO
3HaTb 0 cuHapome [ayHa. K ToMy xe M3BeCTHO, 4To ByayLume poau-
Tenu, y3HaB 0 AnarHo3e, He nosy4atoT TOYHON, COBPEMEHHON 1 06b-
€KTMBHOW MHGopMaLmm o cuiapomMe. CoobLLeHre amarHo3a «CuHL-
pom [ayHa», NOCTaBfieHHOro MO pe3ynbTaTam npeHaTanbHoro
TecTa, noBepraeT 6yayLLVX POQUTENEN B COCTOSIHME LLIOKA, BbI3bIBa-
eT 6ypto amoumin. B 3TON cuTyaumm 04eHb BaXHO, 4TOObI peLleHve
0 NPOJOIMKEHNN BEPEMEHHOCTM UMM O €e NpepbIBaHNN OHU MPUHW-
Masn Ha OCHOBE abCOMTHO MPaBAVBON MHGOPMALMK.

Ewwe okono 40 net Hasag ntogen ¢ cuHgpomom [layHa, kak npa-
BUNO, MOMELLANN B MHTEPHATbI, rOe OHU ObINN NIMLLEHbI HE TOMNbKO
BO3MOXHOCTMW Y4UTBLCA, HO M HaANexallen MeguLMHCKON NMOMOLLM.
MoaToMy NPOAOMKMUTENBHOCTL UX XM3HM COCTaBIANA OKOMo 25 neT.
Celtyac ntogu ¢ cuHapomoM [layHa XMBYT ropasno AonbLue, B cpef-

HeM npymepHo o 60 neT. OHM cTanu NOMHOLEHHbIMM YieHamMm CBO-
UX CeEMeN, [eTU HacTo y4aTca B 06bIYHbIX LLKONAX, y4aCTBYIOT B XN3-
HW obLuecTBa. HekoTopble mMonofble Noay MOryT 3aHMMaThbes No
crieuuanbHO OpraHn30BaHHbLIM BY30BCKMM NporpaMmam, paboTator,
B3pOCSble HEPEOKO XMBYT HE3ABUCUMO C TOW UM MHOWM [ONeN Nog-
LepXku, BCTynatT B 6pak. OfgHako fonras UCTOpUsS OUCKPUMUHA-
LN 11 CIIOXMBLLMECH CTEPEOTUMbI BCE eLLie HeraTvBHO CKa3blBaOTCS
Ha OTHOLLEHWW 06LLECTBa K NIOAAM C crHapomoM [ayHa.

VIMEHHO NMO3TOMY KPUTUHECKM BaXHO ObITb YBEPEHHbIMW B TOM,
4TO y BYAYLLMX POAUTENIEN ECTb rapaHTUPOBaHHLIN JOCTYN K BEPHOM
MHdopmMaumm o cuuapomMe dayHa. Mbl y6eamnuce, YTo B 3TOM CMbl-
cne 3PMeKTUBHLIMU OKa3bIBAKOTCA YETbIpe CTpaTernn, akTUBHYHO
porb B MPOBEAEHNN KOTOPLIX CrefyeT urpatb POAUTENIbCKUM 06b-
efvHeHuam. MNpeacTasnio Bam BKpaTLe 3Tv cTpaTeruu.

1. AKyluepam, rMHeKonioramM, KOHCynbTaHTaM-reHeTnkam u 6ygy-
MM pomuTensM HeobXxoaMMO MpefoCTaBNfTb COBPEMEHHYIO
1 06BLEKTVBHYIO MHOPMALMIO Kak B Ne4aTHOM Bufe, Tak U OH-
navH. [ina atoro cneumanbHO paspaboTaHbl Pecypebl, KOTOpbIe
MOXHO HawTh B VIHTepHeTe no agpecy www.downsyndromediag-
nosis.org. BaxHo, 4To6bl BCA 3Ta MHGOPMaLMs NpoLuna aKenep-
TW3Y NPOCHECCUOHANBHBIX MEAWKOB, CELMANIMCTOB MO CUHAPOMY
[JayHa, 3alWnTHMKOB NpaB U MHTEPECOB 3TON KaTeropuu Hace-
NeHus.

2. BaxHo yCTaHaBnMBaThb U pa3BnBaTb OTHOLLUEHWA OOBEepUsa C Bpa-

Hyamu, pa60Ta+ou.u/|M|/| B BalleM permoHe. [nsa 3T0ro ¢ HUMKU Heob-
XOANMO BCTPETUTLCA U CHabaUTb UX pecypcamu. Bbl MOXeTe pac-
NPOCTPaHNTL Cpedn HKUX COOTBETCTBYHOLLME NevaTHble MaTtepua-
Jibl, NOAENINTLCA C HUMU VIH(*)OpMaLlI/IeIZ 0 BalLen opraHusauum
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¥ NPeasioXMTb NPOBECTM ANSA HUX NPe3eHTaLmio Ha TeMy CUHLPO-
ma [JayHa. B npeseHTaumio cnegyeT BKIOYUTL MHOPMAaLMIO,
HarnsagHo JEMOHCTPUPYIOLLYIO Nyylune 06pasLibl TOro, Kak HyXHO
coobLath AnarHo3*. Mbl npugaemM 605bLLI0e 3Ha4YEHNE 0BYHEHUIO
BOJIOHTEPOB ¥ COTPYAHWKOB, MoceLlaoLmx 60MbHULbI. BaxHo,
4TOObI OHM CTaNM TaKMMK 3KCMepTamm B BONpocax cuHapoma Ja-
yHa, 6ecefbl C KOTOPbIMM OTAMYAIOT NPOECCMOHaNU3M, npa-
BWNbHAsA OpraHv3aums v 4ennKaTHOCTb.

3. Heob6xognMmo nNpoBOAWTL KaMmnaHuM no NpoCBeLLeHno o6LLecTsa
B OTHOLLeHun cuHgpoma [ayHa. YV [dayHcavg An yxe ecTb npe-
KpacHble MPOeKTbI, Takve Kak Benonpobder «KpacHas nnowafb»
W NbDKHAsA roHka «Pycckuii BbI30B» (Tenepb 06bedUHEHHbIE
B NpoekT «CnopT Bo 6n1aro». — [pum. nepes.). OHM cnoco6CTBY-
10T (DOPMMPOBAHUIO B 06LLECTBE COBPEMEHHOIO, MO3UTMBHOIO
o6pasa 4enoseka ¢ cuHgpomom HayHa. CyluecTByioT v gpyrue
hopMbl BO3AEVCTBUS HA OOLLECTBEHHOE CO3HAHWE: PeKNamHble
WNTBI, PNaWMo6bl, pasnuyHble NPeACcTaBlieHns, B KOTOPbIX
y4acTBYIOT NIOAM C CMHAPOMOM [layHa, ocBeLleHne 3TUx cobbl-
T B CMW. Tak, potorpachum, coenaHHbie MOVM CbIHOM C CUHA-
pomom [layHa, AEMOHCTPMUPOBANNCH HA NEPERBMXHON BbICTABKE
B MeuUMHCKMX By3ax CBepanoBckon obnactu. Lienb BbicTaBku
6bina NPOAEMOHCTPUPOBATL BOSMOXHOCTU NOAEN C CUHAPOMOM
[ayra. Ceiyac BbiCTaBka AOMOMHEHa TBOPYECKMMU paboTamm
poccusH ¢ cuHapomoM fayHa.

4. Cnepgyet paspabatbiBaTb Nporpammbl MOAAEPXKN POAUTENENR,
oxuparoLmx pebeHka. byayuive pogutenu, y3Has gvarHos, Bnep-
Bble YCrbIWaB O cuHapome [layHa, 4acTo ObIBAtOT HACTOMBLKO Me-
penoniHeHbl HaXMbIHYBLUMMW 3MOLIMAMU, YTO 3aKPbIBAKOTCA U He
peLuaroTes 06paTUTLCA B POoAUTENbCKME opraHusaumu. Vimm Bna-
[eeT CTpax u Tpeeora OTHOCWTENbHO GyAyLero Manbiwa v ero
JansHenLwen cyabbbl; OHKM 60ATCS, YTO Apyrue poguteny 6yoyT ux
cyautb. OpHa 6ygyLuas mama rosopuna Ham: «5 HUKOMY Hu4ero
He ckasana. MHe ¢ geTcTaa BHyLLANW, 4TO § He BOIKHA AenUTbCS
C OPYyruMmn CBOVMM HEMPUATHOCTAMM, TEM, YTO UX MOXET PaHUTb.
[ymato, 1 monyana, noTomy 410 60snack TOro, YTO MOXET Mpo-
U30MTW, ECNN A1 BbIBAIO HA KOrO-TO BCE CBOW MbICV U 4yBCTBA, TO-
ro, YTO N0AN NOAYMatoT 060 MHe, YChbILLaB BCe 3T0». Y 6yayLumx
ponuTenen Takxe MoryT 6bITb BMOHE KOHKPETHbIE BOMPOCHI W 6ec-
MOKOMCTBA MO NOBOAY NPeHaTanbHOro TECTUPOBAHWS, KOPMIIEHUS
rpyAblo, MeAULIMHCKMUX NPo6sieM HOBOPOXAEHHOrO, NOLArOTOBKM
LpYrvx AeTen B CeMbe K HOBOW CUTYaumu, BOCTYMHOCTM YCIyr.

Mbl y6egmnucb B TOM, HACKOMbKO MONE3HO 06y4aTb BONMOHTEPOB

1 COTPYLHVKOB TOMY, YTO B UX 6ecepax ¢ OygyLuMmy poguTensmm

LOMKHbI 6bITb W COYYBCTBUE, N YECTHbIE, 6E30LIEHOYHbIE CYyXXAEHMS.

Jlogsm, npu3BaHHbIM OKasbiBaTb NOLOOHYIO MOAAEPXKY, cregyeT

MPOWTM 06y4eHune y ncuxonora, OBnafeTb HaBblIkaMW aKTUBHOIO

CNyLLIaHUS1, YCBOUTb 3HAHUS O CTaauUsX nepexmsanns rops. Vim Bax-

HO 6bITb FOTOBLIMM NOAENUTLCS TOYHOW, COBPEMEHHOW 1 MPaBAUBOWA

MHdopmMaumert o cuHgpomMe layHa un ux co6CTBEHHbIM OnbIToM. Ho

HE MeHee BaXHO BHUKATb B 06CTOATENbCTBA KaXOW KOHKPETHOM

CEMbM N 6bITb IMOLMOHANBHO CMOCOBHBIMM NoAAepXatb 6yayLLMX

poauTenen B cily4ae NpUHATUS UMK NG00 PELLEHNs O TOM, YTO Ae-

natb pganbLue. MoxHO okasblBaTb NOAAEPXKKY JINHHO, NO TenedoHy,

MO 3NEKTPOHHOW MOYTe, Ha UHTEpHET-opymax. ocnepHuii Bapu-

aHT 0CO6EHHO MOAOMAET TEM, KTO FOTOB K KOHTaKTaM JILLb Ha YCno-

BVSIX @HOHUMHOCTMW.

Mbl cTpemumcs paspabaTtbiBaTb CTpaTErnW, rapaHTMpyLlme,

YTO JOCTVKEHUS B 06NACTW NpeHaTanbHON AMarHoCTUKM CONpOBOX-

* Ha aHru1nckom A3blke NpuMep Takom Npe3eHTaummM MOXHO HanTu Ha
cavre: http://downsyndromepregnancy.org/wp-content/uploads/
2012/12/OfficeOutreachPresentation.pdf

[alTCa OOCTMXEHUAMU B pa3paboTke HageXHOoM uHdopmaumnm
0 cuHapome [ayHa, a TaKxe NoanepXKomn 6yayLmx poautenei. Ha-
e COO6LLECTBO — MEXAYHAPOLHOE, U Mbl CHATAEM BaXHbIM fAe-
NUTBCA TEM, YEMY Mbl Hay4MnMCb, U CNOCOBCTBOBATL afjantaumm
HaLLMX CTpaTerni K yHUKanbHbIM KynbTYpPHbIM OCOBEHHOCTAM M Tpa-
OVLMAM OPYrvX HAPOZOB, YTOObI HAUNYYLLMM 06pa3oM nogaepxarb
TeX, KOMy COOBLLAKT AnarHo3 «cuHapom [dayHa».

Cregbann Mepuaut (stephaniem @ lettercase.org)

Mapusa HechbepoBa: «5 noxenana 661 TOMy aKyLuepy
yaule obpawiatbes K bory»

HeKOTOpOG‘ BpemMs Hasa[ MHTepPHET BCKOJbIXHYNa ctaTbA: NUCbMO
18-neTHero amepukaHua ¢ cuigpomom fdayHa [hxerncoHa KuHrenm —
obpalLLeHne K HEOHaTOOry, KOTOPbI KOraa-To COBETOBAS €ro Mame
0TKas3aTbCsl OT Hero.

A BOT YTO ckasana 6bl akyLLUepy, KOTOPbIA MPUHAMan pofabl y ee
Mambl, Mapusi HedeoBa, momoLLHUK negarora B oHde «[ayH-
cang An» 1 akTpuca «Teatpa NPOCTOAYLLUHbIX>:

«AKyLLep ckasan Moei Mame, YTo6bl OHa OTKasanacb OT MEHs.
OTBen B COCEAHIO Nanarty v mokasan Knaccu4eckoro pedeHka
€ cuHgpoMoMm [layHa, KOTOpbIA HAYero He MoxeT. Mama no3BoHuna
oTUY, W OH pewwn: «Ecnn aToT pe6eHOK He BYOeT HYXEH Ham, TO
1 rocyfapcTBy TOXe He 6ymeT HyxXeH». Temnepb 5 ckasana 6bl aky-
Liepy, 4YT0 rop>xycb CBOMMU POAUTENAMMU.

AKyLLEpP FrOBOPWI1, YTO A HUKOFAA HE Hay4yCb yuTath. YTo6bI Ha-
Y4UTb MEHsl, Mama BblBeLLMBANa OrPOMHbIN niakar ¢ 6yksamu, pas-
roBapvearna co MHow, nena. OHa nena, korga s ewe 6bina B yTpoobe.
C pebeHKoM Hapo NpPOBOAUTL 24 Yaca B CYTKM.

Korga Mbl ¢ Mamoi Xoguv BO ABOP, POQUTENY 300POBbIX OETe
rOBOPWIN, 4TO PEGEHOK C CUHAPOMOM He JOSMKEH UrpaTh B UX NMECOY-
Huue. VI Mbl yxogumv rynsaTb B nec. Ha ofgHoi 13 Takux Nporynok
MO3HAKOMMIWCh C SIOrONeAoM, KOTOPbIN HAY4WsT MEHS FOBOPUTD.

Bpauu roBopsiT, YTO, KOrAa poauTenu yinayT, pe6eHoK 6yaeT Hu-
KOMYy He HyXeH. B moem cnyyae 6nu3kue Opy3bsi CTaM MHE Kak
POACTBEHHUKM.

7 6bl pacckasana akylwlepy o cebe. 9 NOMOLUHWK megarora
B (hoHze «[ayHcann An». Mrpato B «Teatpe npocTofyLuHbIX». Mown
ponu: aHrnnyaHka B «loBectn o kanutaHe KonevikuHe», a elle
CwmepTb. W'y MeHs ecTb ponb B cnekTakne no MywwkmHy «CKynon pbl-
Lapb».

ElLe A 3aHMMarOCh UIPon Ha (hnenTe 1 Ha yOapHbIX, 0610 TaH-
ueBaTb. JIl06/110 roCTeN M XOAWUTb B FOCTU. XO4y NuUcaTb CLeHapun,
B OCHOBHOM 0 cebe. 1 o Tom, 4To Takoe Nito6oBb. ITO YYBCTBO HE
BbIPa3nTb COBaMy.

A 6bl pacckasana akyLuepy, 4To ecnv 6b1 Mama mocsnyLianach
€ro, 70 f 6bl Ceiivac He Morna noMoratb nejarory, ¢ KOTopbIM Mbl
BMecTe BbInycTunu 6onblue 20 geTen.

71 6bl CKasana akyLuepy, 4To OT Hac Henb3s OTKasblBaTbes. Mol
cBeTnble mogun. Ecnn, He gan bor, 6yaeT yrposa BOWHbI, HALWW Aetu
BCTaHYT Ha rpaHuLe, BO3bMYTCS 3a PYKU, U BOKPYT HUX BYAET CTOSb-
KO Nto6BU, YTO BOWHBI HE BymeT.

7 6b1 NocoBeTOBasNa aKyLlepy B3sTb Bpems M 060 BCEM Momy-
Matb. A MOTOM MOWTM B LIEPKOBb M MOMONUTLCA Hukonawo YrogHuky
1 cBaTOMy [1aHTENnerMoHy.

7 noxenana 66l 9TOMy Bpady no6BU, MUNOCEPANS U HTOOLI OH
novate obpatlancs kK bory.

o matepunanam cavita neinvalid.ru



