YBaxkaemble Bpauu, COO6LU|eHV|e O AnarHose

Kak npodeccunoHarnbl, metowme 60bLIomn y
aBTOPUTET B IN1a3ax poguTesnei, Bbl meeTe
OrPOMHOE B/IMSIHME Ha TO, KaK poanTeni

BOCNPUMYT MHGOPMALIIO O POXKAEHUN .
pebeHKa ¢ cuHapoMoMm [layHa. PekomeHaauun ons Bpayven B poaaome
By,D,bTe BHMMaTEJIbHbl K TEPMUHOJTIOTNN N

J'IVI6O Ha KOHCYJIbTaUN Fr€EHETUNKaA
NHGOPMALIMK, KOTOPYIO Bbl Ja€Te, OHa AOMKHa
6biTb C6aNaHCUPOBaHHO 1 TONEPaHTHOIA.
Coo6LaTh POANTENAM O TOM, UTO UX pebeHOK (/' oSl
0CO6eHHbIN, MOXeT 6bITb He BCeraa npocTo. o U=
3TOT pecypc 6bIN NOArOTOBMEH, UTO6 7 & o
NpeaoCTaBuUTb BaM NpaKTYecKue
PeKOMEH/1aLMM O TOM, Kak coobLaTh
POAUTENAM O BO3MOXHOM CMHAPOMe [layHa
y pebeHka

2
CnoBa nMelT 3Ha4yeHue

CrapaunTtecb nsberatb Ucnoab3oBaTb
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CoobuweHue o anarHose cuHagpom [layHa

KTo coobwaet?

CoobwwaTbk 0 BEPOATHOCTU CMHAPOMA

DNayHa (panee C[1) nomkeH Bpau.

9710 MoXeT bbITb b0 HeoHaTonor, nnbo Bpay,
NPUHABLUWNIA POLbI.

Korga nyywe coobwutb?

HoBocTb nyyuie coobwnTb, Kak TOJIbKO MaMa
BOCCTaHOBMWTCS NOC/ie pOAoB, XXenaTesibHo
Cpa3y noJie Toro, kak Bpayu noctaBaT
npepBapuTenbHblin guardos CJ. B cnyvae,
ecnu pebeHKy Hy>KHa NoMoLb B peaHuMaumu,
>XenaTesibHO coobLWwUTb poanTensaM cpasy o
BO3MOXXHOM aunarHose C/.

KoMy coobwmtb nepsomMy?

O6a poanTens AOJIKHbI NPUCYTCTBOBATb BO
BpeMs nHbopmupoBaHus o guarHose Cl,
ec/in 3To Bo3MOoXHo. MccnepoBaHus
MoKasbIBaloT, YTO ecnu coobLiaeTcs aMarHos
OTAEeNbHO MaMe WM nane, ypoBeHb CTpaxa u
TPEBOrv NOBbILAETCS, UM CNOXHEEe NOAEeNNTbCA
HOBOCTbIO C MApTHEpPOM. B cnyuae, ecnu oTey,
He MOXXeT MPUCYTCTBOBAaTb, Bpay A0JIKEH
coo6WmnTb HOBOCTU MaMe, a 3aTeM MOroBOPUTb
C 0TL,OM, KaK TOJIbKO OH BEpHeTCS.

1Pa3paboTaHo Ha ocHoBe UccneposaHuin Stotko B.G. , a
Taioke HaumoHanbHoro obuecTsa KOHCYIbTAHTOB-
reHeTukos, CLLA (the National Society of Genetic
Counselors)

Insa 6onblinHCTBa poauTenen coobweHne o
CJl - 6bone3sHeHHbIN npouecc. MoaTomy
noJo3peHne o gMarHose nydiie coobwiatb
poauTenaM HaenuHe, 6e3 NpucyTCTBUSA
poACTBEHHUKOB UK cocepku no nanare. Ecnn
Mo3BOJISIIOT YCNOBUS POAAO0MA, XKenaTesibHo
NpeanoXXutb Mame oTAeNbHYIO NanaTy, 4Tob
6b11a BO3MOXKHOCTb BbIpa3uTb CBOU IMOLUN.

3auacTylo, nepBble CJI0Ba, CKa3aHHbIe BPa4oM,
3apaloT TOH BceMy pasroBopy. BMecTo Takux
CJ10B, KaK «MHe ouyeHb Xanb», «Y MeHsl ecTb
LN Bac NJioXxue HOBOCTU», peKOMeHayeTcs
CHavyana no3apaBuUTb POAUTENIEN C POXKAEHUEM
pebeHka. HanpuMep, MOXKHO cKa3aTb
«lMo3gpaBnsieM Bac C poXKaeHMeM
3aMeyaTesibHOro Masbiwa». Poautenam
NPUATHO, eCNn NX pebeHka B 3TOT MOMEHT Bpay
OEPXXUT Ha pyKax u obpalliaeTcs No MMeHU
(ecnu pebeHKy y>ke ganu ums). MUubopmaums o
cuHppoMe JlayHa foJiKHa bbITh
cbanaHcupoBaHa. BaxxHo coobwuTb o
CNOXKHOCTAX, KoTopble pebeHok ¢ CLl MmoxeT
MCNbITbIBaTb B Mpouecce pasBuTtusa. B 1o e
BpeMsi BaXKHO PacCcKa3aTb O CUJIbHbIX CTOPOHAX
geten ¢ CL1. BaxkHo coobwimnTb poanTtensiM o
noteHumane geten ¢ Cll B obnactn
obpasoBaHua 1 counanmsauun. Hanpumep,
MOXXHO CKa3aTb, YTO Ha CErOAHALHUN OeHb
OeTun c cuHapoMoM JlayHa yyaTtcs YmTtaTb U
nucaTtb, a TakXXe 6bITb MOJIHOLLEHHOMN YacTbio
obwecTBa.

# J[lna MHOrMX MaMm Ny4LIMMMU CJIOBaMu B
Takon MOMeHT bbinu cnoBa «Jlroburte
cBoero pebeHka, kak noboro gpyroro»

# He cTouT BenuTbca NTNYHBIM MHEHMEM
Nno NOBOAY POXKAEHWUS U BOCNIUTAHUSA
ocobeHHoro pebeHka, ecnu pogutenu ob
3TOM He npocAT. PoguTtenu oxxnpaoT
OT Bpayen coBpeMeHHon uHdpopmauum o
CH. HeratuBHOe IM4YHOE MHEHUE U
Takue cnaBa, Kak «Hey)xenu Bbl
ocTaBuTe 3TOro pebeHka?», «PebeHok
byneT, Kak oBoL, He bypeT y3HaBaTb
POAHbIX U yNbibaTbcs UM>» BONbHO
paHAT poauTenen.

# Ba)KHO NpefoCcTaBUTb POAUTENSAM
pacne4aTaHHble MaTepuansbl no C[,
NopeKoMeHA0BaTb COBPEMEHHYI0
nuTepatypy

# Poputenu MoryT 6bITb 61arogapHsbl
KOHTaKTHOM MH$OpMaL MK poauTenen,
KoTopble y>ke BocnuTbiBaloT pebeHka c C[.
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