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IMPABUTEJIBCTBO CBEP)IJIOBCKOIZ OBJIACTH
MUHUCTEPCTBO 3JIPABOOXPAHEHHSI CBEPIJIOBCKOM OBJIACTH

. IIPUKAZ
74.07.2019 N TH7ZP-r2

r. ExarepunOypr

O coeepuwieHCMEOGAHUU OKA3AHUSA MeOUYUHCKOL nomMowju 0emsim,
POOUBLUUMCSL C XPOMOCOMHOU namosozuell (cunopom JlayHa),
Ha meppumopuu Ceep0d/106cKoil 061acmu

B 1je5151x fasbHeHIero CoOBeplIeHCTBOBAHNS OpraHU3aliii MeJUIIMHCKOW TTOMOII[H
JleTaM C XpPOMOCOMHOM mnartosnorueit (cunzpom JlayHa) B cucTeMe 3[paBOOXpaHeHHS
CBepayi0BCcKO# obsactu
ITPUKA3BIBAIO:

1. YTBepauTh:

1)  1IpoTOKON yBeAOMJIEHMS O HaJMUMH [MarHo3a IpH pOoXKAeHHU pebeHKa C
XPOMOCOMHOM Martosiorued (cunzapom [ayHa) (nanee — IIpotokosn) (npunoxenue Ne 1);

2) miopsifok oOciefoBaHUSI TPU  DOXKAEeHWH pebeHKa € XPOMOCOMHOH
natrosnorued (cuHzgpom layHa) (punoxenue Ne 2);

3)  OusiaHK HarpaB/ieHHs Ha orpeie/ieHHe KapuoTuIia y pebeHKa C XpPOMOCOMHOM
natosioruey (cuuapom /layHa) (mpunoxxenue Ne 3);

4) peKOMEeHJALMH [0 [JUCTIAHCEPHOMY HAO/IOfeHHIO JeTed € XPOMOCOMHOM
riatosioruent (cunapom JlayHa) (fasiee — Pekomenzganmu) (npuioxkerue Ne 4).

2. PykoBoguTenssM  rocCyJapCTBeHHBIX  yUpeX[eHH 3/ paBOOXPaHeHHUs
CBep//10BCKOH 00/1aCTH:

1) obecneunts BhInonHeHKe [IpoToKO/Ia U OpsgKa 00c/e[0BaHYsI TIPHU POKAEHUU
pebeHKa C XPOMOCOMHO# narosiorued (cuHzapoM [layHa) MeUIIMHCKUMH paboTHUKaMU
aKyIIepCKUX CTallMOHapOB, OTJe/IeHUM I1aTOJIOTUH HOBOPOJKAEHHBIX (IpusioXxeHHst NeNe
1, 2);

2) OCyIecTB/ATb KOHTPO/Jb 3a HcronHeHWeM [IpoTtokona U mopsiaka
obcnenoBaHys TIpU pOXKIeHUH pebeHKa ¢ XpOMOCOMHOM marosiorued (cuHapom [layHa)
MeUIMHCKUMH pabOTHUKAMU T10/{B€JOMCTBEHHBIX YUPEeKIEeHHUMH;

3) obecrieunTs Hampas/aeHHe JieTell C XxPOMOCOMHOM narosiorued (cuuapoM /JlayHa)
Ha KOHCy/nbTauuio K Bpauy-reHeTHKy ['BY3 CO «KnMHHKO-IUarHOCTHYeCKUH LieHTp
«OxpaHa 370poBbs MaTepu U pebeHka» (Hanee — 'BY3 CO «K/L] «O3MP»);

4) obecneunTh Tepenady CBeZleHWH, Kak 0 peGeHKe W3 TPYIIBI M€PUHATATLHOTO
pucka, B KabunHer paHHeH IIOMOIIM COOTBETCTBYIOIIETO MEXMYHHLIUIAIBLHOTO
MeJULIMHCKOrO 1|eHTpa B TeKyll[eM pe)KHMe He T03/Hee 2 JHeH ¢ MOMeHTa MOSBJIeHHS
Takoro pebeHKa, B COOTBeTCTBUH C IIPUKA30M MMUHHUCTEPCTBA 3/PAaBOOXPAHEHUS
CeepgioBckoit obmactu ot 11.05.2018 Ne 760-n «O6 onrummu3anmu  paboTsl
yupexxieHud 3apaBooxpaHeHuss CBep//IOBCKOH 0671aCTH [0 MOHHUTODPHHIY COCTOSTHHS
3I0pOBbsI JleTel U3 I'PYNN IepUHATa/JbHOIO0 pUCKa Mo (OPMHUPOBAHHIO XPOHUYECKON U
VHBa/IUIU3UPYIOLel 1aToI0THHY;

Ornieuarano i MunwmcTepeTsa 3apaBooxpatenis CBEpANOBCKoi obnacTy, 3axa3 Ne 3782, tupax 11 400
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5) obecrieunTs AUCaHCepHOe HabiofjeHne AeTel C YCTaHOB/IEHHBIM JMarHO30M:
cugapoM JlayHa B COOTBETCTBUM C PekoMeHalMsaMu (ipuinoxkenue Ne 4);

6) Hampap/AThL JeTel ¢ cuHApoMoM JlayHa Ha IpOBe/ieHHe MeJHKO-COLHalbHOM
SKCTIepTU3bl B COOTBETCTBHM C mnocraHoeieHreM [IlpaBurensctea Poccubickom
depeparuu ot 20.02.2006 Ne 95 «O nopsifike ¥ yC/IOBHSAX NPH3HAHMS JIUL[a UHBATOM».

3. I'naHomy Bpauy I'BY3 CO «KIT «O3MP» Hukonaeson E.B.:

1) oCy1IeCTBAATh KOHTPOJIb UcriosHeHus [IpoTokosna (npuoxkenye Ne 1) Bpauamu-
reHeTHKaMH OT/ie/leHUs] MeJUKO-TeHeTHYeCKOr0 KOHCY/IbTHPOBaHMS;

2) obecneunTh KOHCY/JIBTUPOBAHHE HOBODOXK/IEHHBIX JeTeH C I0J03DeHHeM Ha
XPOMOCOMHYIO IIaTo/IOTHIO (CHHAPOM [layHa), pOAMBIIMXCA B aKyIIEPCKHUX CTaLAOHapax
ropoga Exarepunbypra Bpauamu-reHetkamu K1 «O3MP»;

3) obecreunTh 00CTeOBaHWE HOBODOXKIEHHBIX [JleTed Ha KapuoTHIl B
LUroreHeTMYeckor Jiabopatopuu IleHTpa TIpM TOJ0O3DEHMHM HAa XPOMOCOMHYIO
narosioryro (cuHgpoM JlayHa);

4) obecrieuynTh TPOBEIeHHe BPAaYOM-TeHEeTHKOM TeleMeAULMHCKUX KOHCY/IbTallii
HOBODOJKJEHHBIM [eTSM, POJMBILMMCA C IIO/03D€HMEM HA XPOMOCOMHYIO TATOJIOTHIO
(cunapom [layHa), TI0 3arpocy yUpekAeHu# 3apaBooxpaHenust CBep1oBcKoi obnacTy;

5) obecrieuynTh TIpOBefleHHMEe  BpAuOM-T€HETHKOM  MeJUKO-IeHeTHUeCKOro
KOHCY/IbTHDOBaHHUS ceMel, UMeIOIMX JeTell ¢ XPOMOCOMHOM TMaToJioruen (CHMHAPOM
HayHa);

6) obecrieudTh OKasaHWe KOHCY/IbTaTHBHOM MeIUMLIMHCKOM ITOMOILM, BK/IX0OYas
IcriaHcepHoe HaboieHre, 1eTsM C XpOMOCOMHOI nartosiorued (cuaapom [layHa);

7) 00ecrieunTs METOJUUECKYIO TIOMOIIb MeJULIMHCKAM pabOTHUKaM yupexeHUH
3npaBooxpaHeHusi CBepI0BCKOI obsacty 1o BHeApeHwro [IpoTokosa M AanbHeHieMy
Ha0/Ir0/JeH 10 JleTeil ¢ XpOMOCOMHO# maToJjioryedt (cusgpoM [ayHa).

4. PekoMeH/I0BaTh Haua/JbHUKY YTpaBjieHUs 34paBoOXpaHeHus AJIMHUHUCTpaluu
ropoja Exartepunbypra emuzoBy [I.A. u pykoBogutensM PI'BY3 «MCU Ne 32»
O®MEA Poccuu, PI'BY3 «MCH Ne 31» ®PMFBA Poccun, @I'BY3 «[IMCU Ne 91» ®MBA
Poccuu opraHu3oBaTh paboTy B IO/BEeIOMCTBEHHBIX YUPEXIEHHUSX COITIaCHO IYHKTY 2
HAaCTOSIIIIero IpyKasa.

5. PexomengoBath gupekropy DI'BY «HayuHo-uccienoBaTe/bCKUM OXpaHbI
MaTepUHCTBA U MJajeHuecTBa» MMHUCTEpPCTBA 3[paBooOXpaHeHUs Poccuiickoit
denepaiuu (ganee — ®I'bY «HUM OMM» M3 P®) Manerunout I'.B. opraHusoBaTh
paboTy B 110/IBeOMCTBEHHOM YUPEXJEHUH COITIaCHO MyHKTY 2 HACTOSILero NpHKasa.

6. Hauvamenuky 'AY3 CO «Cpepa/sioBCKHMii 00/IaCTHOM LIEHTP MeJULIMHCKOM
npodpunakTuku» IlaHoBy [I'.B. obecrieunts THpakupoBaHWe HH(POPMAalOHHBIX
MaTepuaoB [ PacIpOCTPaHEHHs CpeJud MEJULIMHCKUX pabOTHHKOB aKyLIePCKUX
CTallIOHAPOB, OTJe/JeHUM MaTOJOIMM HOBOPOJKAEHHEBIX, 3aKOHHBIX IIpeJCTaBUTesel
JleTell ¢ XpOMOCOMHO} natosoruei (cuaapoM layHa) (pusioskeHue Ne 5).

7. Tlpuka3 MuHucrepcTtBa 3ApaBooxpaHeHuss CBepAJIOBCKOM 06macTd  OT
14.10.2016 Ne 1817-11 «O coBepiIeHCTBOBAaHUM OKa3aHUSI MeJUL[MHCKOW [IOMOIIM JeTsIM,
pPOJMBLIMMCS C XPOMOCOMHOM mnaronorded (cuHapoM [layHa) Ha TeppuUTOpHHA
Ceep/y10BCKO# 00J1acT» TPU3HATH YTPATUBLINM CHITY.

8. Hacrosmuil npuka3 HarpaBUTh g O(QUIMATBHOTO OIy6/IMKOBAaHMS Ha
«O¢uanbHOM HHTepHeT-TIopTasie MpaBoBoM uH(opMarmy CBepsoBCcKoi obmacTty»
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(www.pravo.gov66.rm) u «OduLiMaJbHOM HHTEpHET-TIOpTase NMpaBoBOM HMH(OPMaLUK»
(Www.pravo.gov.ru) B Te4eHHH TpeX JHeH ¢ MOMeHTa ITO/TTUCAHMUS.

9. Konmro HacTos1ero rnpykasa HarpaBuTh B ['/1aBHOe yripaBieHre MUHHCTEPCTBa
roctuniuu  Poccuiickont @epepaniun 1o CeepAjioBCKOM 0067acTH U B IIPOKYpaTypy
CeepaioBckol 006/1aCTH B TeueHHe CeMH [HeH Tocie JHS IepBoro O(QHIMaJbHOrO
OTNyO/IMKOBaHUSL.

10. KoHTposb 3a UCIIO/IHEHHWEM HaCTOSIIIero nprKasa BO3/J0XXUTh Ha 3aMeCTUTe IS
MunucTpa 3/jpaBooxpaHenus Cep/oBckoii obiactu Yagosy E.A.

‘‘‘‘‘ -
W.o. Musnuctpa A a E.A. Ecuna




ITpunoxenye Nel
K I1prKa3y MUHHCTpA 3/paBOOXPaHeHNs
Caep/10BCKO# 06/1acTi

of £ 07 7018 Ne 74797,

IIpoToKO0/ yBeAOM/IEHHS 0 HA/IMYHMH MArHO3a MPH POXKAeHUH pefeHKa ¢
XpOMOCOMHO# natosiorueit (cunjpom [layHa)

Hacrosmuit  TIpoTokos  perynvpyeT BOIIPOCHL  KOPPEKTHOI'O  OTHOLUEHUS
MeJUWIIMHCKOr0  IlepCOHaja  YYpeXXJeHWM  3[paBOOXpaHeHHs,  OKasbIBaOLUX
MeJUI[MHCKYIO TTOMOII[b >KeHII[MHaM B IIepuo/, POJOB, U YUPEXAeHUH 3ApaBo0XpaHeHuUs,
OKasbIBAIOIUX MEAULMHCKYIO0 TIOMOLIbL [JeTsAM, K >KeHIMHe (POACTBEHHUKaM) IpHU
POXKIEHWN y Hee pebeHKa C TOJ03pEHHEM Ha XPOMOCOMHYIO TaTOJIOTHI0 (CHHIPOM
IlayHa), a TakKe OpraHuU3alvi0 00CaeJ0BaHUS HOBOPOXIEHHOTO JJis IOJTBEPIKAEHUS
MaToJIOTUM C TIOCTeAYIOIMM OOBsiBlIeHHeM 3aKOHHBIM IIpe/CTaBuUTeNsaM pebeHKa
JVarHosa B Lie/isIX JajbHeHIero COnpoBOXKAEHUsI CeMbH, MPOQUIAKTUKN COLMATIBLHOTO
CHPOTCTBA, TIPOBEAEHUST MEPOTIPUATHH /IS TOJHOLIEHHOro pa3BUTHS peGeHKa W, IpU
Heo0X0/IUMOCTH, CBOEBPEMEHHOI'0 JIeUeHUsl.

B popoBoMm 3ajse T1ocie poXKAeHUsT pebeHKa akyllepka TII0KasbIBaeT
HOBODOXXIEHHOI'0 MaTepu M BBIK/IAbIBAaeT ero Ha >KUBOT DOJWIBHHLE A/ KOXKHOIO
KOHTaKTa IIpX OTCYTCTBHUU NPOTHBOIIOKAa3aHUM CO CTOPOHbI pebeHKa u Marepu. B KoHle
TIepBOrO Yaca Iocye poXKAeHHsl peOeHOK NPUKIAAbIBAeTCA K IPyAu MaTep. B TeueHue
3TOrO I1epyoja Bpau-HeOHAToJIOr (aKyllepKa) OlleHHMBaeT COCTOSIHHe HOBODOXKEHHOTO.
[To ncTeueHMM BpeMeHM KOXKHOTO KOHTaKTa (0 2-X 4acoB) peOeHKYy NpPOBOAUTCS
nieperyHas 006paboTKa, aHTPOIIOMETPUSI U OCMOTP Bpaua. PoauIbHUIY UHGOPMHUPYIOT O
Bece U pocre eé pebeHKa, TpH TMOZAO3peHHH (10 (HEHOTHUMHYECKHUM TpU3HAKaM) Ha
cuHgpoM [layHa Bpau-HEOHATOJIOT COOOIIaeT el O BHEMIHHUX OCODEHHOCTSX pebeHKa
(HeoObIUHBIE YIIKH, pa3pes IJa3, KOPOTKas Iies, IIIMPOKOe MepeHOChe U AP.), eC/ii OHU
APKO BbIP&KEHbl WIM JKeHI[Ha cama 3ajaeT BOIIPOChl O Maslblllle, W TipejjaraeT
obcymuTh 3TO B majaTe [0ocCje JUHAMUYeCKoro HabmogeHust 3a pebenHkoM. CrioBa
«T10/]03peHue Ha CUHAPOM [layHa» KaTeropuyecKH He 03BYUYHUBAIOTCH.

B manare B TeueHye IepBbIX CYTOK Bpay-HEOHATOJIOI U IICUX0JIOT (TIpYU HATMYMH
CriefuanyicTa B MeOULIMHCKOM VUpeXJeHHM) IIPOBOAAT Oecely C JKEHIMHOM O
II0flo3peHHy Ha cuHApoM [layHa y eé peGeHka (B MPHCYTCTBHH POJACTBEHHUKOB IO
’KeJIaHUIO POAM/BHULEI). Becea nomKHa NPOXoUTh B YCIOBUSX KOH(DHUAEHIMALHOCTH,
B OTJeNbHOM IIOMellleHHWH, BMecTe C peOeHKOM. PasroBop [O/DKeH TIPOXOAUTE B
CIIOKOVHOM I10BeCTBOBATe/ILHOM TOHE.

3ariperjaeTcs:

1)  obcyxpaats B Becefie ¢ poAUTENISIMU TEMY OTKa3a OT pebeHKa;

2)  pasnmyuaTh pebeHKa ¢ MaTepbio 6e3 MeAULIMHCKUX [TOKa3aHHI;

3)  u3naraTth CyObeKTUBHOe BH/|eHbE MePCIEKTHB KU3HH peOEHKA B CeMbH;

4)  BbICKAa3bIBaTh JIMUHOE MHEHHE Y [POTHO3BI.



Marepu pebeHka (pPOACTBEHHHKaM) MJO/DKHBI OBITH IIpefjoCcTaBieHbl ofmjue
ceenenus o cuHgpoMe [layHa (ripunoskeHue Neo5). Ilcuxosor okasbiBaeT POJUTIBHHLIE
Heo0XOIUMYIO TICUXOJIOTHYECKYIO TOMOIIb.

B ciyuae poskieHust pebeHKa B yupexxeHHsx 37paBooxpaHeHus r. EkaTepuHOypra
B aKyllepckoe OTZAe/eHUe rpur/amiaercs Bpay-reHetik I'bY3 CO «KIL «O3MP» ans
KOHCY/IbTalluH.

Bpau-reHeTUK  MPOBOAWUT  MeJHKO-TeHeTH4YeCKoe  KOHCY/IbTHpPOBaHHE  IIO
TIpe/rioIaraeMoMy AXarHo3y XpOMOCOMHOM MaToJIOTHY (CMHAPOM [layHa) U yBeJoMIIgeT
JKeHIUHY:

1) 0 MeTOo/ie TTIOCTaHOBKH JMarH03a;

2) BpeMeHH U MeCTe IOCTaHOBKH [JUarHosa;

3) HasHavaeT JAaTy KOHCY/IbTALMM CEeMbU /ISl IIPeoCTaB/IeHUss OKOHUYATEeIbHOIO
nuardosa B ['BY3 CO «KAL] «O3MP».

ITpy HEOOXOAMMOCTH BO3MOXKHO IIDOBeZieHHE HOBODOXKAEHHOMY pebeHKy
TeJIEMeUI[MHCKON KOHCY/IbTauuu (1o 3anpocy) BpauoM-reHetukoM ['bBY3 CO «K/LI
«O3MP»,

ITpu poxxzpeHuH pebeHKa ¢ MOJ03PeHUeM Ha XPOMOCOMHYHO IMaTOJIOTHIO (CHHIPOM
IlayHa) B yupe>xgeHHsIX 3[paBooxpaHeHyss CBep/oBCKOHM 00/71aCTH Bpau-HEOHATOJIOT B
TeueHHe MePBBhIX CYTOK yBeJOMIISIeT XKeHIJUHY O HeoOXOJUMOCTH TIPOBe/ieHUs pebeHKy
Mo TBEpPsKAAoIel 1abopaTOPHON AMAarHOCTUKU (aHa/IM3 KPOBH Ha KapUOTHI).

OObmbsiB/IEHUE OKOHUATE/JBHOIO JMarHo3a 3aKOHHBIM IIpe/ICTaBUTesIM pebeHKa
MPOBOJNUTCS BpadyoM-reHeTWKOM Ha npueme B I'BY3 CO «KIL «O3MP». Ilo
pe3yapTaTaM OOBEKTUBHOI'O W LIUTOT€HeTHUeCKOro (TIPH TOATBEPXKAEHHM JMarHo3a)
Hcc/leloBaHUN 00BsBIseTCsT auarHo3 pebeHka: cuHApoM /[layHa; cembe IPOBOAMTCS
MeJUKO-TeHeTUYeCKoe KOHCY/IbTUPOBAaHHWe 10 BBISIBJIEHHOM XPOMOCOMHOM NaTOJOTHY;
BBIJAETCSl CIIpaBKa I10 JanbHedmieMy HaOMOJeHWIo; Bpyvaercss Opommopa ¢
KoopzyHaTtaMu CBep/i/IOBCKOM peruoHa/lbHON O0IIeCTBeHHON OpraHU3alvi WHBAIH/IO0B
«CoJiHeuHble 1eTH».

Ilpu paboTe MeIUIIMHCKUX pPab0OTHUKOB (BpauM-HEOHATOJIOTH, IeAHaTpEI,
aKyIIepbI-THHEKOJIOTH, aKyILlIepKH, MeJHLMHCKHE CecTphbl aKyLIepCKUX CTal[iOHapOB H
OT[e/IeHUH TaTOJIOTUM HOBODOXKZAEHHbIX), IICHXOJIOTOB C DOAUTENAMH JeTed C
cungpoMoM [layHa peKOMEHJYeTCsl MCIO/Ab30BaTh HH(OPMAlL[HOHHBIE MAaTepUaslbl
(npuokenre Ne 5).



ITpunoskenue Ne2
K IIpHKa3y MUHHCTpa 34paBOOXPaHeHUs
Caepzy1oBCKOM 06/1aCcTH

2h9F 100 Ne 7 P72

ITopsaaok o6c/ieioBaHus PH POXKAEHHH PefeHKa C XpOMOCOMHOH NMaTo/I0rueH
(cunppom JlayHa)

Ipu po>kgeHnu peGeHKa C MO/[03peHreM Ha CHHZPOM JlayHa [/ MOJTBEDKAeHH
JyarHosa HeoOXO[WMO J[JOCTaBUTH oOpasel] KpPOBM pefeHKa B LIMTOreHETUUeCKYIO
na6oparoputo I'BY3 CO «K[L] «O3MP». [TocTaBKy KPOBH HeoOXOAMMO OCYIeCTBUTh
CTpOTrO B TeUeHue [1ePBOH HeJ|e/Iy JKU3HH B COOTBETCTBUM C IIPAaBU/IaMH [[OCTaBKH.

ITo TrOTOBHOCTHM KapuWOTHMIIA JIeYall[iii Bpady MeJULMHCKONM OpraHu3aluu
M3BeIaeTCs O pesy/braTax 06c/ie[0BaHUs, MeAUIIMHCKHI pabOTHUK OTZie/IeHHsl MeJHKO-
reHeTUYEeCKOr0 KOHCY/IbTHPOBAHUS 3alllChiBaeT CeMbIO0 Ha IpHUeM K Bpauy-reHeTHKY B
I'BY3 CO «KIOL «O3MP».

ITo ¢akTy BoisBIeHUs pebeHka ¢ cuHApoMmoM [layHa Heobxozumo o6ecrieunThb
nepejauy CBejeHui o pebeHKe U3 IPYIN IlepHHaTanbHOro pucka B Kabuner panHei
IIOMoOIL coOTBeTCTRYIoIero MMIL] B TeKyieM pekuiMe He NO3/Hee 2 [AHEeH C MOMeHTa
TOSIBJIEHUSL ~ TaKoro peGeHKa, COOTBETCTBMM C IIpUKa3oM MwuHHCTepCTBa
sapaBooxpanenuss Ceep/yoBckoi obsactu oT 11.05.2018 Ne 760-nm1 «O6 onTvMM3aLH
paboThl yupexgeHuii 37paBooxpaHeHuss CBepIOBCKOM 00671acTH 10 MOHMTOPHHIY
COCTOSIHMSL 3/I0POBbSl JleTell W3 TIpYII IepPUHATalbHOTO pHCKa I0 (OPMHPOBAHUIO
XPOHHUECKOH Y MHBaUAU3UPYIOLel [1aToI0r Uiy,

IIpaBwnia 3a6opa U ocTaBKH 00pa3na KpoBH:

1)  1-2 M7 KpoBH pebeHKa co6UparOT B NMPOOHPKY 1 HCC/IeA0BaHKUs TIa3MEI (C
rertapudoM). Coep>kuMoe NMpoOHUPKY He0OXOIUMO TiepeMellaTh, I7IaBHO [1epeBopauuBast
npobupKy 3-4 pasa, TpoOUPKY IOATIMCATE;

2)  KpoBb [OCTaBUTH B TEePMOKOHTeHHepe C TeMIIeDaTypPHBIM DeXUMOM 2-8
rpagycoB Llenbcus KypprepoM B IIpHEMHBIH ITYHKT cOopa 6romarepranoB 1abopaTopHOro
kopnyca I'BY3 CO «KALl «O3MP» He 1o3xe uyeM uepe3 6 yacoB rocje B3ATHA, 10 14
4acos;

3) BMecTe C KpOBBIO HeOOXOAMMO JOCTaBUTh IIPAaBWILHO 3allOjIHEHHOE
HarpasieHue (IIpunoykeHue Ne 3) v u3BellleHHe 0 poxkAeHnH peberka ¢ BITP.

ITo ¢akTy ycTaHOB/IeHHA JUarHo3a - CHHApoM JlayHa, pebeHKy, HaXOAAIIeMyCs B
OTJe/leHUH aKylIepCcKoro cCTaljloHapa, OTZe/leHUM I1aTOJIOTMM HOBODOXKAEHHBIX, WIH
BBLIMHCAHHOMY TI0 MECTY JKUTEe/IbCTBA M0/, HaO/TIoAeHHe B MEAULIMHCKON OpraHU3alliy 0
Bo3pacrta 1 Mecsiy HeoOX0/IUMO IPOBECTH CJIeAyIONIKe 06CIeI0BaHUS:

1)  KJIMHWYeCKUH aHa/iv3 KPOBU U MOUY;

2)  ypoBeHb THpeouAHbIX ropMoHOB (TTT, T4cBoboAHEIH);

3)  3KI, 9xo KI', koHCy/IbTaluys KapAXoora - 10 oKa3aHUsM;

4)  HCT', KoHCy/nbTalMs HeBpOJIora;

5)  ¥Y3U OpromniHoi noioCcTH, MoYekK.



Ipunoxenue Ne3
K NpyKa3zy MuHUCTpa 37paBOOXpaHeHus
Ceepz1oBCKOM 06macTu

7 OT0-72p19- Ne 7479 -n

bJiaHK HanpasJ/ieHUs Ha orpe/ie/leHre KaPHOTHIIA Y pefeHKa ¢ XpOMOCOMHOH MaTosioruei
(cuagpom JayHa)

MuHucTepcTBO 3aApaBooxpaHeHns CeepaoBekoii obnactu
rocynapcTBeHHOE OI0MKETHOE yupexIeHue 3apaBooxpaneHus Ceepuiockoii obnacty
«KyiMHnKo-quarHocTHYecKnii HEHTp
«OxpaHa 310pOBbsi MaTepH H pebéHKay»

HAJIPABJIEHUWE HA KAPUOTHUII
KPOBUW PEBPEHKA C INOJO3PEHUEM HA CUHAPOM JAYHA

JIa6.Ne

L®amuaua pebenka ( neuarusivu 6yxsamu, Onna 6yKBa B KiIeTOYKY!)

Hnis pebenxa ( neyatnnivn Gyxsamu, OnHa 6YKBa B KIeT04KYy!)

Or4ecTBo peGenKa ( neuatubivu 6yksamu. Onna Gyksa B KIeTo4YKy!)

Jata Poxnenusi peGenka ] [ } l I ]i ! l I !

IL.®amvuana MatepH ( neuatHpimu Oyxksamu. Onna GyKsa B KIeTOUKy!)

Hms maTepu (neuarnvivu 6yxsamu. Oaua 6yKsa B K1eTouKy!)

OTuecTBO MaTepH ( neuaTHoiMu 6yksamu. Oana 6yKkBa B KIeTouKy!)

Hara Poxnenung marepu { } ‘ i ] l 1 l ! I }

Anpec: Topon

Vimua
Hom Ks. TenaeoH:

Komnuiexe npeHaTaabHOM IMATHOCTHKH 1 TpHUMeCTDPa npoiieH

Toe ?

Komnjexe npeHaTanbHoM AnarHocTuku 1 TPHMeECTPa He poH/ieH

JIITY nanpaBuBLUee Ha KapHOTHII

OHO Bpaua, HanpaBHUBLIEro HA KAPHOTHIL:

KonraxkTrelii TeTepOH HanpaBUBILEro Bpaya

Hara 3abopa maTtepuaJa Bpewms:

ITopnuck Bpaya




Ipunoxxenue Ne 4

K IIpUKasy MUHUCTpa 3/jpaBOOXPaHeHHs

CeepzJi0BCKOM obacti

drk 07.2009 Ne72-10

PexomMeH/IaIUH 0 JUCIIAHCEPHOMY HaOJ/II0JeHHI0 AeTel ¢ XpOMOCOMHOM narosioruei (cuiapoMm JlayHa)

Cpoku 0CMOTPOB jieTell Y mejHaTpa i Bpader-CreHa/IMCTOB U CPOKH NPoBe/ieHus 06c/ieoBaHMI

. Bo3spact ot 1 mecsuja o 1 roga

Tabmuia Nel
KoHcynbranuu ¥ obcnegoBanus | 1 MecsiiieB 3 MecsiLieB 6 MecsiueB 9 MecsiieB 12 mecsijeB
neguatp Kabunera paHHed + + + + +
nomou (I'AY3 CO «OAKb»,
MMLI)
Odramsmonor (B T. 4. KOHTPOJIb + +*
pegpaxiim)
Aynuonoruueckoe + + +
HCCIeIOBaHHE
OTOJIAPUHTOJIOT + + +
HCI + + n
HespoJior + + + +
Opronef, + + +
Y31 TazobespeHHbIX CYyCTaBOB + +

* Baze 'AY3 CO «MHOronpopuabHbIN KTUHHYECKUH MeJULIMHCKHHN 11eHTp «BoHyM»



2. Bospactr ot 1 roaa no 18 net

Tabmura Ne 2

KoHcynbTaiiuy 1 obcnenopadust | 1 pa3 B rof 1 paz B 2 roza IIpumeyanyis
YDpOBeHb TUPEOUHBIX TOPMOHOB + C 5 ner gononuuTensHo AHTUTIIO
(TTT, T4cBobogHbBIN)
KnyHuyeckuit aHaus KpoBU U +
MOYM
SKI', OxoKT +
Ayamnosioruueckoe UcciaejoBaHue + 10 5 J1eT + crapiie S5 JjieT
OLIeHKY CHA JJ1s1 UCKJIFOUeHHUs] C 4 ner o nokasaHusam™
CHHJpOMa HOYHOTO artHo3
OTOJIAPHUHI0JIOT + [0 5 J1eT + crapuie S Jier
HeBpoJIora +
o TamTBEMOJIOr + 10 5 et + crapuie S JjieT

+
CTOMAaToJIoT
IICUXUATp +
oprores +
TUHEKO0JIOT + C 14 net
ypoJior + C 14 ner

* paze 'AY3 CO «MnuoronpoduabHbIA KIMHAYECKUN MeJULMHCKUH LIeHTD «boHyM»
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Tabmura Ne 3
IIpo6sembl, Tpebyromye 0co60ro BHUMaHHsA CIIel{Ha/IMCTOB

Bospacr
pebeHKa

ITpeHaTanbHBIA
Teproz

MeauKo-reHeTHYeCKOe  KOHCYIbTHpOoBaHue. Ecmu  Bo  Bpemss  OepemeHHOocTM vy pebeHka
obHapykeH cuHapoM avHa (Tpucomus 21) WM /irobble pyTHe XPOMOCOMHBIE JedeKThl, CeMbsl JO/KHA
MOJIyYUTh HeoOXoqumyro MH(OpPMaI[Mio, U4TOOBI MPUHATE OCO3HAHHOEe pellleHHe O IMPOJO/DKEHUH WIH
TIpepbIBaHUH OepeMeHHOCTH.

BuyTtpuyTpo6Hast JUarHOCTHKA OPOKa Cep/ilja ¢ IOMOIIBI0 3X0KapArorpaduu Mmo3BosisieT PeliTh BOIpoC
0 BeIbOpe yupekaeHus A/ist OyylMX POZOB U XapaKTepe MeHLIMHCKOUN [TOMOITIH.

Ot poxpenus
Jo 1 mecaua

[To/moe ¢usuueckoe oOcieJoBaHUE /IS TTOATBEP)KAEHUS AUarHo3a. MoryT norpe6oBaThCsi KOHCY/IbTaLHH
CIIeIMA/TMCTOB APYTUX MeAUIIMHCKHUX HallpaB/IeHHH.

I"eHeTHueckoe TecTHpoBaHue. Ecid MeAUIIMHCKUE OCMOTP HOBOPOXKJJ€HHOTO O3BOJISIET NTOCTaBUTh JIMUIIIb
TIPEJTOJIOKUTE/IbHBIA  UAarHO3, TO MJI JOCTOBepHOM JMarHOCTHKH TpebyeTcss KOHCYJIbTAallUs Bpaua
reHeTHKa U XpOMOCOMHBIN aHasIu3.

Meauko-TICUX0/IoTHYeCcKass TIOMOINb BK/IIOYAeT  CIeI[Ha/JM3UpPOBAaHHYI0 MEOULMHCKYI0 TOZIEPKKY,
(U3MUECKYIO TeParMio U MCUX0J0THYeCcKoe KOHCY/IbTHPOBAHHE CEMbBH.

HepBHO-TICUXHUeCKOe pa3BUTHE. Y’Ke B TIIepBbId Mecsl >KU3HM pebeHKa HY)KHO HCITI0/Ib30BaTh
JTOTIONIHUTe/IbHbIE pa3BUBAOIIHe NTPOrPaMMBI.

Ot 1 mecsrja
[lo rozia

PerynspHple KOHCYIbTal[iM Bpada. [leTw HaOMIOZAIOTCS Y CBOEr0 y4aCTKOBOIO Bpaua M CIIeLMaIuCTOB,
YeTKO COOJIF0/Iat0T CPOKH ITOCEIIIeHHH.

ITocTosTHHBIN KOHTPO/IL pocTa pebeHKa. VI3sMepeHUMsT BK/IIOUAIOT Takke I0Kas3aTenay Beca, MHEKCa MacChl
Tesd, pa3MepoB OKPY>KHOCTH T'OJIOBBI.

[TpuBuBKH. BakHO Cj1e/1oBaTh HALIMOHAJILHOMY KajleHZapio MpodUIaKTHUeCKUX IPUBUBOK (PKe/IaTe/IbHO C
HCTI0/Tb30BaHeM KOMOHMHHPOBAHHBIX BaKIIMH), BK/IIOUAst e)KeroJHble IPUBUBKHU OT IPUIIIIA.
Meauko-corjianbHass — peabuMTalsi M [ICUXOJIOTMYecKass Tmojgepkka. CeMbH HYKIAIOTCS B
JIOTIOTHUTEJILHOM ITOMOILH, 0(hOPMIISIETCST HHBA/IU/HOCTh. [{eTH MmoceniaroT KOPPeKLMOHHEIe KIaCcCHUecKHe
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WIM MHTerpaTUBHLIE JeTCKWe yupexaeHus. HeobXomuMo HCIONb30BaHME CIIELMAIbHBIX [POrPaMM:
OCTeOIaTHH, Maccaka U JAp. B oTheseHUsX BOCCTAaHOBUTEILHOIO JIeUeHUs OpPraHM3yKT U JpyTve
HeobXoqUMbIe TIPOLIEAYPHI.

Menuko-reHeTHUeCKOe KOHCY/IbTHPOBaHWe (3TOT IYHKT KacaeTcss U JPYTHUX BO3PacTHBIX IepHoJoB). B
CUTyallMyd TIJIAHUPOBAHUS CJ/leAyIoliell OepeMeHHOCTH CeMbsl AOJ/DKHA IIOAYYUTh HHGOPMAIMI0 O
BO3MO’KHOM DHCKe DOXKIeHMs ellle ofHOro pebenka c cuHapomoMm JlayHa. 3TOT PHCK, KaK IIPaBHJIO,
HEeBeJIHK, HO TIPONTH 00C/iejoBaHye B 1IeHTPe MpeHaTaIbHOM JUAarHOCTHKH BCe JKe oTpebyeTcs.

1 rom —5 net

Mucnancepuzaius. Bo BpeMsi ekerofHbIX KOHTDOJIBHBIX OCMOTDOB YTOUHSIETCS 00s3aTeNbHBIM s
WCIIOJIHEHUS TlepedyeHb KOHCY/bTAal[MM CHEelUalMCTOB M aHanu3oB. HyKHO CocpefloTOYHTh BHUMAaHve
Bpauel Ha H3BeCTHBIX Npobjemax: MpOBepUTH Cepjlle, CIyX (KaKAple 6 MecsileB C ayAMOrpaMMOM U
THMIIAHOMETPHEH, KaXKJ0e yXO OTHEeNbHO), 3peHue, paboTy IUTOBHAHOM >Kese3bl (aHanmu3 Ha TTI —
exxeroZiHo). VICKIouaroTCss aHeMusl U CHJiepoIleHHs (CHW)KeHHe CoflepyKaHHsl Kejle3a B IIa3Me KpPOBH) —
aHaTHM3bl KPOBU ekerogHo. IIpy HeoOXOAMMOCTH COCTaB/SIETCS WHAUBUAYAIBHBIA — KaleHAaph
npoHUNaKTHYeCKUX [IPUBUBOK.

CoH. letu ¢ cuHapoMoM /layHa MPOXOJAST OLeHKY CHA /Il MCK/IFOYeHHMs] CUHAPOMa HOUHOTO alfHOo3 ¢ 4-X
JIeT.

5—-13 net

Hucnancepusayus. CrMcoK IOCEIIeHHH Bpaued COCTAaB/ISeTCS €XeroJHO M ero HY)KHO aKKyPaTHO
BBITIOJIHATE. [IpH OTCYTCTBHUM y pebeHKa mpobyieM C cepiileM B paHHEM BO3pAcTe, [IOTOJHHUTEIbHOe
obcnenoBanue B Oyayuiem emy He rorpebyetcs. [To-npe>xHeMy KOHTPOJIUPYIOT CIyX (TECT — Kaxawle 6-12
MecsHeR), 3peHue (ocMoTp odTanpMosiora — 1 pa3 B 2 roza), paboty mUToBHAHOM sKeme3bl (aHamu3 Ha TTT
IIPOBOJST K&KBIN T0J], WX Yallle, eC/IM MTPOSIBUIMCH CUMITTOMEI 60/1e3HM). PeGeHka Hab/roaeT opTone,.
IToBeseHHe U TIICHXUYECKOe 310pOBLe. [ToMHMO paccTpolCTB CHa, 06palljaloT BHUMAaHKHe Ha ITOBeIeHUeCKHe
WY TICUXWYECKUe OTKJIOHEHUS: TPEeBOKHOCTb, TPYAHOCTH KOHLEHTpalMd BHHUMAaHHs, TMIIepaKTHBHOCTD,
IJI0X0e HaCTpPOeHHe/0TCYTCTBHE UHTepeca K 00yueHHI0, TToTepst HaBBIKOB (pe0eHOK He B COCTOSIHUM JieJ1aTh
TO, UTO Y’Ke OCBOMWJI), HeIIOCAylIaHHe, KOMITYIbCHBHOE TIOBe/IeHHe U JIP.

Conpanuzauys. [leTH Hy»KJArOTCsl B JOIIONMHUTeNBHOH MOJJepKKe IpH Iepexoje W3 HayaJbHOH B
CpeJHIO LIKony. O1leHUBaoT:

-IIKOJIbHBIE YCITeXH U JIOCTKEHHS, MeCTO B IIKOJILHOH UepapXuy;

-COIMaJIbHbIE HABBIKK (COIMAaIbHas HE3aBUCHMOCTD );
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-HdBBIKKM CdMOIIOMOIIIKX U YYBCTBd OTBETCTBEHHOCTH;
~-CTpeMJIEHHE K CaMOCTOATE/IBHOCTH BO BDpeMS KyHaHHs, TMTMeHHYEeCKUX MPOoLeEAyp U T.1.

13 net g0 18
JIeT

o [ucnadcepusauys. CrnMcOK IOcCellleHWH Bpadyed YTOUYHSIETCS €XeroJHO M TLIATeJbHO BBIIOIHSETCS.
TpebyeTcsi KOHCY/IbTALMS KapAHOJIOra, eC/ii pebeHOK OBICTPO yCTaeT WIM y Hero INOsiBU/IACh OJbIIIKA B
COCTOSIHUH TTOKOsI, BO BpeMsI HeOo/IbIUX Harpy3okK. Cyx MpOBepsIIOT pa3 B rojl, 3peHHe — pa3 B TPU roja.
Anamm3 Ha TTT nmpoBogsT KaKabld roj, WIM valile, eC/IH IPOSBUIMCE CUMITOMBI 60jie3HHU. AHAIU3bBI
KDOBU TIOBTODSIFOT eKerofgHo. IIpy MOsIBIEHWH CUMITTOMOB OOCTPYKTHBHOIO amHO3 BO CHe MOJPOCTOK
Harpae/sgeTcss B COMHOJIOTMYEeCKUH LIeHTP.

o IlpobeMbl CEKCyanbHOCTH M TOJOBOro co3peBaHust. ersim ¢ cuHapomom [layHa TpebyeTcs moMoIib,
yTOOBI HAYUMTHCS MPAaBUIBHO Ccebs BecTU. [lepuoj mosoBoOro co3peBaHys BK/IIOUaeT BHUMAaHUe K TeMaM:

- U3MEeHEHUs B TIePUO/] ITOJIOBOT0 CO3PEBAaHUS U yIpaBjleHHe CeKCyanbHbIM MOBeJeHHEM;

- TMHEKOJIOTHYeCKHe TTPo0JIeMbl, IIPeX/1e BCero, FTMrHeHHYeCKUH yX0/ IJTs1 1eBOYEK;

- 1ipobneM (epTHIEHOCTH, KOHTPOJI POXKAAeMOCTH, NPOGWIAKTHKA HHQeKIUH, Iepelaroniuxcs
IT0JIOBBIM TTyTeM, PUCKa [I/Is1 UesioBeKa ¢ CMHAPOoMOM [layHa poJuTh pebeHka ¢ cuHApoMoM JlayHa.

o Couumamsanys. [IpumepHbie TeMbl beces ¢ pOAUTEIAMH:

- ycriexdu B IIKOJe M Ijend o00pa3oBaHUS, BKAKOYas IUIaH MpodeCCUOHATBHON  ITOJTOTOBKH
(xBamuUKaLym );

- 1Tpo6JieMbl OMeKH 1 JOJITOCPOYHOI0 MaTepUaibHOIr0 0becrieueHus;

- YCTPOUCTBO Ha paboTy M MeCTO TMPOXKUBaHUS — CeMeHHble OTHOILIeHUs, (OpMHpOBaHHEe TPYMIbI
0O0111eHUsI ¥ BO3MOXKHOCTH CaMOCTOSITE/TbHOM JKH3HH;

- C&MOO6CJIY)KI/IB8HHE M HaBBLIKH CAMOCTOSTEe/NILHOM >KU3HH B OﬁmeCTBe.

Crapiue 18 et

st B3pOC/BIX ¢ CMHAPOMOM [layHa xapakTepHa TeHJJeHLUs K PaHHeMY CTapeHUIO.




13

ITpunoxxenue Ne 5
K IIpUKa3y MuHHCTpPa 3/IpaBOOXPaHeHHsA
CaepaoBcKoH obmactu

o b.07.2019 No /912

O6mue cBefieHusi 0 cuaapome layHa
(ipefocTaB/seTC 3aKOHHBIM IIPeACTaBUTe/IsIM pebeHKa B YUPeXX/IeHHH POIOBCIIOMOMKEHHS)

ITo cratuctuke, Kakabid 700-i1 pebeHOK Ha IJIaHeTe TOSBJSAETCA HA CBET C
cuHgpoMoM [JlayHa. DTO COOTHOLIEHWe OJHWHAKOBO B pa3HbIX CTpaHax,
KJIMMaTUYeCKUX 30Hax, COLMalbHBIX c/10six. OHO He 3aBHCUT OT oOpasa >KU3HH
poJuTesield, UX 37[0POBbsl, BPeJHBIX IPUBBIUEK, I[BETA KOXKH, HALIMOHA/IBHOCTH. B
Hallleli CTpaHe eXXerofHO pokzaaercs okosio 2500 geteld ¢ cungpomom JlayHa.

INopasnsoiiee OOMBIIMHCTBO eTel C CHMHAPOMOM JlayHa MOXXeT HayUMThCS
XOJUTh, €CTh, O[leBaThCs, TOBOPHUTh, UIPaTh, 3aHUMAThCS CIIOPTOM. B Hacrosjee
BpeMsi HeT HUKaKUX COMHEHHH B TOM, UTO [leTH C CHHApoMoM [layHa o6ydaeMsl.
Kak y moboro u3 Hac, y yejioBeka C CHHApOMOM [layHa ecTh CBOM CHIbHBIE U
c/1abble CTOPOHBI, IIPUBBIYKY U MPeTIOUTEHUS, YBeUeHHs U UHTEPeCHI.

HecomHeHHO U TO, YTO [eTH C CHHLpPOMOM [layHa ropaszio Jiyuiile peaau3yroT
CBOM TOTeHL{Uasl, ec/Iy XXUBYT JoMa, B aTMocdepe /r06BH, a TakKe eC/iH Y HUX eCThb
BO3MOXHOCTb 3aHMMAaThCsl [0 IIporpaMMaM paHHeH IIOMOIM M II0JIy4aTh
KayeCTBEHHOe MeJULMHCKOe COIIPOBOXK[EeHHe, XOJWTh B JeTCKHM CaJl ¥ B IIKOJIY,
IPYKUTE CO CBEPCTHHKaMHU ¥ KOM(OPTHO UyBCTBOBaTh cebsi B obiiecTBe.

Cunppom [layHa MeJMLIMHCKOM OpraHM3allMM caMasl paclpocTpaHEéHHas
reHeTHyecKass aHoOMa/us, KoTopas OIpefiesigeTcs HaauyheM B KieTKax YejioBeKa
JIOTIOJTHATe/IbHON 47-0H XpOMOCOMBI. ManbuukKy U JeBOUKH C cuHApoMoM /[layHa
PO’KJJal0TCS C OJWHAKOBOW YaCTOTOM, a UX POJUTENHd MUMEHT HOpMasbHbIA Habop
xpoMocoM. Huubeli BUHEBI B 3TOM HeT U OBITH He MOJKeT. ITO CIY4alHOCTh, KarpHu3
npupogsl. [letel ¢ cunApoMoM JlayHa «BBUIEUMTH» Heslb3s, [1I0TOMY 4YTO 3TO He
6one3nsb. Ho UM MOXKHO TOMOYE.
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MMUDHBI o cungpome JayHa

(rIpez{oCTaB/IIeTCs 3aKOHHBIM TIPE/ICTaBUTE/IIM pebeHKa B yUpeKAeHUH POJOBCIIOMOKEHH )
Joporue apys3bsa!

Cero/iHst CJIOBOCOUETAaHUE «CHHAPOM JlayHa» CTaso HapyuLiaTeabHbIM U 4acTo
yrioTpebsisieTcst KaK LIyTOUHO-OpaHHOe BbIpaKeHHe. ETo MOXKHO yC/IbIIAaTe M3 yCT
W3BECTHBIX CATHPUKOB H MYJILTT€pPOER, OHO YIIOTpeb/isieTcs B KPOCCBOpAAx H
CTaThsIX B HETaTUBHOM, HPOHHUYECKOM 3HaUeHMUH.

IIpeayiaraeM Bam 03HAaKOMHTBCS CO CITHCKOM Haubosiee pacrpoCTpaHeHHBIX
3absy>KneHnd o cuHapoMe JlayHa U KOMMEHTapHsIMU K HHUM.

e Cunpipom /layHa - 3T0 60/Ie3Hb, €e HY)KHO JIe4YHTh...

910 He Tak: CunzpoMm [layHa (ganee - CII) - 9T0 reHeTHUeCKOe COCTOSIHUE,
KOTOpOe Orfpejle/isieTcsi HaauuheM B KJeTKax 4ejioBeKa JOIOJIHUTeTbHOH
XpoMocoMbl. JIumHAsA, 47 XpomocoMma, o00yciaBauBaeT II0sIBIeHHe  DsAfa
du3mooruueckux 0Co6eHHOCTeH, BCIeACTBIe KOTOPEIX peOEHOK OyeT MesiieHHee
pa3BUBATHCS M HECKOJBKO TI03Ke CBOHMX DOBECHUKOB NPOXOJAUTH OOLMe [JisT BCeX
naeTedt sTarbl pasButds. Jlroau ¢ cungpomom JlayHa He sB/giOTCS 60abHbBIMU. OHH
He «CTpajaroT» OT cuHapoMa /[layHa, He «IIOp&XKeHbl» 3THM CHHADOMOM, He
«SBJISIFOTCSL ero sKepTBaMu». HeKoppeKTHO HasbiBaThb dyesioBeka ¢ Cl «llayn»,
IIPaBMJILHO 'OBOPUTE: «HesloBeK ¢ CHHApoMoM /layHa», «peGeHOK ¢ 0CODeHHOCTAMU
Pa3sBUTHSI», «IHOAU C OrPAHUYEHHBIMH BO3MOXKHOCTSMU» HIH «JIOAU C 0COOBIMU
MOTpeOHOCTAMUY.

o JIroau ¢ cuuapomom /flayHa He CIIOCOOHBI K 00y4eHH 1. ..

JTO He Tak: 5TOT MM} IOJJepP>KUBAaeTCs UCCAe0BaHUSIMU, KOTOpLIe
IIPOBOJM/IMCh B CIIELIMa/M3HPOBAaHHBIX VUPEXIEHUsIX, HO TaMm JIoOoH peOeHOK He
MOKeT 3(p(eKTUBHO pa3BUBAThHCS, IIOTOMY YTO OH JIUIIEH DPOAUTENbCKOH JHOOBH -
OCHOBHOT'O CTUMYJIa [/Is1 MaJbllia.

B ToXe BpeMms, JXUBS B CeMbe, «0DeCIepCrieKTUBHbIN» (M0 C/I0BaM
HEKOTOPBIX CIEeL[HaTHUCTOB) Mabllll B FOJMK - CaM CaJIUTCS, B IBA — XOAMT, K IBYM C
TIOJIOBUHON — €CT JIOXKKOM Y IIPOU3HOCUT TIepPBbIe C/IOBA, B UEThIPE — IOKA3bIBAeT
CBOM XapakTep, VUMTCS [IOMOoraTth I10 JOMY, FOTOB IIOUTU B AETCKUM CaJ], a TIOTOM M
B ILIKOJY, FOBOPUTh Ha HMHOCTPAaHHOM $3bIKe, OCBOUTH KOMIIBIOTED U 3aHUMAThCS
criopToM!

e PebeHok ¢ cujgpoMoM /[layHa - IUIOJ acOUHAILHOrO IOBEJAeHUA
poauTesiem. ..

JTO He TakK: II0 CTAaTHUCTHKe OfNWH pebEéHOK u3 700 HOBOPOXKAEHHBIX
T105BJIIeTCSA Ha CBET C CUHAPOMOM /layHa. DTO COOTHOLIEHHe OJHWHAKOBO B Pa3HbIX
CTpaHax, K/IMMaTHYeCKHUX 30HaX, COLManbHBIX C10sX. OHO He 3aBUCUT OT obpasa
JKU3HU pOJWTeNIeH, HX 340pOBbs, BpeJHBbIX IIPDUBBLIUEK, TIIUTAHUS, [JOCTATKa,
o6pa3oBaHus, LiBeTa KOXXH WK HaJHOHALHOCTU. MalbUuKK U JI€BOUKH POXKIAOTCS
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C OJMHAKOBOM YacTOTOM. PoauTen mpU 5TOM MMEIOT HOPMa/bHBIA Habop
XpOMOCOM.

e CeMpg pacnagaercsa u3-3a pefenka c cugjpomom JlayHa...
D10 He Tak: 10 APYTHUM TIPUYMHAM CeMbH pacliafialoTcst ropaszo yvaue!

e JIrogu ¢ cungpomMom JlayHa mpejCTaB/ISIIOT OMACHOCTH J/IA obmiecTBa:
[0/I0Basi arpeccusi, HeaJeKBaTHoOe TNoBejieHHe, J0OPOAYIIHOE IOBejeHue
CMeHSAeTCA MPUCTYIIaMHU APOCTH. ..

O1o_He Tak: Jlrogu ¢ cuHapomoM JlayHa crocobHBI I10Kas3aTh IIpUMep
HCKpeHHel /iro6Bu. O6BIYHO Takue JIFOJM JIaCKOBBI U ApyKemo6Hel. Ho y Kaxzoro
CBOM XapakTep W HaCTPOEHHeE, KaK y OOBIYHBIX JIFO/iel OHO ObIBaeT repeMeHuYHMBhIM.
My’KUHHBI C CHHAPOMOM [layHa JIMIleHbl peNpo/iyKTUBHON QyHKIMH. MEI He 3HaeM
IIPECTYTIIEHHH, COBepIIIeHHBIX TI0AbMHU C CHHAPOMOM /[layHa.

e JIroped ¢ cungpomom JlayHa B Poccuu ropasao menniire yeM B EBpore. ..

Jro He Tak: B EBpome mogu ¢ cuHApoMoM /[layHa KUBYT B CeMBSX,
BKJ/IIOUEHEI B ITPOrPaMMy T'OCYZApCTBEHHOM ITOMOIIY U 06IeCTBO OTHOCUTCS K HUM
KaK K paBHOIIPABHLIM wieHaMm. B Poccuu - 85 % ceMelt 0TKa3bIBatOTCS OT pebeHKa C
cuggpoMoM [layHa yKe B pPOAWILHOM gaoMe. VI MajieHbKMI1 4YesjloBeK II0NajiaeT B
CIelUa/Ii3UPOBaHHOe VupeK[eHHe, M3 KOTOPOIO OH YKe HHKOrJa He BbIHJET.
TakyM 00pa3om, Co37aeTcsi JIOXKHOe BheuaT/ieHwe, yro B Poccum mogeit ¢ C/J
3HAYUTE/ILHO MeHbIlIe.

° C moeii ceMbell 3TOr0 He C/Iy4YUTCH. ..
OT0 He Tak: Takoil peGEHOK MOXKeT pOAUTHCA B JH0OOH cembe, 3TO
reHeTHvecKas CJIy4alHOCTb.

e Pebenky c cungpoMoM JayHa Jiyuiie HAX0JUTHCS B CleHA/TA3HPOBAHHOM
yYpex/feHHH Noj HaO/IIofeHueM CrelHaTuCTOoB. ..

JTO He TaK: CyL[eCTByeT CIIel[Ma/lbHbIM T€PMHH, OIMCBHIBAOIIUM TO, UTO
TIPOUCXOJUT C PeOEHKOM B CIIEIMATBHBIX YUPEKAEHHUAX — CUHAPOM TOCIHTaIN3MA.
OTO0 HapylleHHe JAeTCKOro INCUXWUeCKOro M JIMUHOCTHOIO Pa3BUTHS, BBI3BAHHOE
OT/e/eHHeM MJaJieHlla OT Marepy U npeObIBaHHEM B CIELMaTbHOM YUPEeX/eHHH.
locrimTanusM Hak/IafblBaeT HETaTHUBHBIA OTIIEUAaTOK Ha Bce C¢epbl JITYHOCTH
pebeHKa, TOPMO3sI HHTeJUIEKTYalIbHOe, SMOLMOHAIBHOE U (H3MUecKoe passutie. U
5TO HUKaK He CBA3aHO C Ha/JM4KeM WM OTCYyTCTBHeM cuHApoMa [layHa.

C mo6bIM peGEHKOM, OTOPBAaHHBIM OT POJUTEIEHM, NMPOHUCXOAWUT rOpasio
Oonpluasd TpareAus, ueM OTCTaBaHUe B pPAa3BUTHM M JIMIIEHHE YeI0BEUYECKHX
pafocTeil: OH He 3HaeT, UTO Takoe JTI000BE!

B HammMx cunax cpenaTh Tak, UYTOOBI B JKW3HM JeTel ¢ cuHapoMoM [layHa
6wu10 60sBIIe 3a60THI, /IFOOBU U 10GPOTHL
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Yacro 3ajjaBaeMbie PoJUTe/IAMH BONPOCHI IIPH POXKAeHUH pebeHKa c

cuHapoMom JlayHa
(ripefioCTaBsIeTCs 3aKOHHAIM TIpe/ICTaBUTE/IAM peOeHKa B yUPeXKAeHHH POJOBCIIOMOKEHHST)

- Yro Takoe «cunjgpom [layna»?

- I'eHeTHuecKoe HapylleHHe. [JomosHUTe/IbHAsE XpoMocoMa B 21 mape. Takue
JIeTH POXKAAIOTCSI BO BCEM MHpe HE3aBUCHMMO OT HAal[MOHa/JIbHOCTH, HaIUu4us MU
OTCYTCTBUS BpeAHBIX INpUBBIUEK y popuresned. OauH u3 700 fgeTel mnosBiasgeTcs Ha
CBeT C TAKUM HapyllIeHueM.

- IToueMy 3TOT CHH/POM €CTh Y Moero pedGéHka?
- TOUYHYIO0 TIPUUMHY TIOSIB/IEHUS CHHApPOMa He MOXXET OOBSICHUTH CerofjHs HU
OJIMH yUY€HBbIH.

- 3T0 Hac/Ie/CTBeHHOe 3a00/1eBanme?

- Ecte Tpu pasHoBugHOCTH cuHapoma /JlayHa. OAauH W3 HHX IlepejaeTrcs
pebGEHKY B CBSI3M C HapyIIeHWeM XPOMOCOMHOro Habopa y Mambl. IIpH 3ToM y MaMbl
cuHapoM JlayHa OTCYyTCTBYeT. DTa pasHOBHUIHOCTH CHHApoMa [layHa camas pezxas.
Kaxkasi pa3sHOBHAHOCTb CHHZpOMa y Bamiero manbiua 6yeT M3BeCTHO TOJBKO IOCTe
TNPOBe/IeHUsI TeHeTUUeCKOr o aHa/ln3a KpOBH.

- Kak cunapowm [layHa ByHsieT Ha 30poBbe Moero pe6énka?

- CaM CUHADPOM He fBJISIeTCSl NIPUYMHOW HapyLUeHWH 370POBbs, HO eCTb D[
TSDKEJIBIX COITYyTCTBYIOLMX 3abosieBaHUM, KOTOpPble MOTYT ObIThH y Barero pebéHka.
HeobxoayMo rpoBecTH 1osiHoe o6ciiefioBaHye MaJlblllla JjIs TOro, YToOB! ONpeJesuTh
OTCYTCTBHE W/ Ha/lM4yMe II0poKa cepALia, NaTo/IOTHH JKelyOYHO-KUIIIeUHOro TpakTa,
pabotel JIOP opraHoB, OpraHoB 3peHHsl. . .

- Moii pe6€HOK TsDKe/IbIH HHBATU/?

- letu ¢ cunzpomoM JlayHa Takue >ke pasHble II0 pasBUTHIO, 110 CBOMUM
criocobGHOCTAM, Kak U JeTu 6e3 3TOro AvarHo3a. Masbliu C 3TUM TeHEeTUYeCKUM
HapyIIeHHeM ITpOXOJAT abCOJIOTHO Te JKe 9Tambl pasBUTHA, UYTO U JeTh 0e3
cuHzApoMa. Bce getw ¢ cuHzapoMoM [layHa HauuHAIOT CHeTh, M0/3aTh, XO[WTh,
Berathb, pa3sBUBalOTCS 3MOLMOHA/ILHO. Borpoc TOMBKO B CpoKax IOSBJIEHHS HABLIKOB
y pebéHKa. OTU CPOKH TIOSBJIEHUS 3aBUCAT OT COCTOSIHUS 3/10POBbsi PeOEHKA M CHII,
KOTOpble DOJUTENH BK/IAABIBAIOT B pasBuTHe U o0ydeHwe. DTH MaJbIlld OYeHb
JIaCKOBBI, TIO3TOMY MX UacTO Ha3biBalOT «COJTHEUHBIMH»... 3a pybeskoMm u B Poccuu
(uactuuHO) feTH ¢ cuHApoMoM [layHa mocemjatoT 061jeoOpa3oBaTe/bHbIE [[€TCKHE
cafpl, 3a rpaHuLiel MOT'yT I10/Iy4YaTh IpaBa Ha yIIpaBJ/ieHHe aBTOMOOW/IeM, paboTaroT
B chepe 0OCTyKUBAHUM, HIHAMH. Y AeTel ¢ cuHApoMoM [layHa 3aMe//IeHHbIA TeMIT
BOCITpUATYSL UH(OPMAaLMU IIpHU OOIIeHUH, eCTh CJIOKHOCTH B Pa3sBUTHHM MeEJKOH U
KPYITHOM MOTODHKM, HeOOXOAUM pery/sipHbId KOHTDO/Ib COCTOSIHHS 3/I0POBbSI
pebEHKa. ..



17

- Kyga mbl MoxxeM 00paTHTBCA 3a MOMOLIBI0 C BONPOCAMH 10 00C/TY)KHBAHUI0 H
pa3BUTHIO peOéHKa?

- Ceropmus B CBepAJIOBCKOM 06/1aCTH HIOMOLLL CeMbs ¢ peOEHKOM C CUHPOMOM
HayHa okaseiBaeT CBep/oBcKas OOIIeCTBeHHAas OpraHU3alys MOJepKKH JIOZeH C
cuHzgpoMoM JlayHa U Ux cemel «Co/HeuHble JeTh». B 9Tol opranusaimy padoTarT
CHeLMaUCTBl 10 PasBUTHIO JeTed C 0cobeHHOCTSIMM pa3BuTus. [IpoBoasTcs
WHJWBU/lya/lbHble KOHCYJIbTAallUM C COCTaBjeHHWeM pDeKOMEHJALMH I10 DPa3BUTHIO
pebénka Ha Ompkaliive TPU Mecslla, C roja - IPYIIOBBIE U WHAWBUAYA/bHBIE
3aHATHS, MHOI'O MEPOIIPUSITHH T10 HU3MEHEHHWIO OTHOIIEHHWS OOIecTBa K JIOIAM C
cuHzpoMmoM [layHa. Takke BBl MO)KeTe ITIOJIyudTh IIOMOILIb B Pa3BUTUU pebBHKa B
peabUIUTALIMOHHBIX IleHTpax obnacth. Ajpeca U TenedOHBI 3TUX 1J€HTPOB Bol
MOKeTe MONMYUHTh B OpraHu3anyu «Co/IHeuHble JeT».

- $1 Ha BCIO )XH3HD NPUBA3AaHAa K pe0éHKY HHBA/IHAY?

- Ilpy OTCYTCTBHUH TSDKENBIX COMYTCTBYIOIMX 3abosieBaHUM IIDAKTUYECKU BCe
poauTeny, 3apeructpupoBaHHele B COOO «ConHeunble feTW» BefyT aKTUBHBIA
obpa3 >Xu3HH: paboTaroT, pOXKAIOT AeTed, e3faT B OTNyck no Poccuu u 3a pyGex.
KoHeuHo, HY)XHO OyaeT TMOZACTpauBaThCsA TIOJ CUTyaUHI0 TI0 0OCTy>KHUBaHHIO,
006yueHHI0, pa3BUTHUIO pebOEHKa, HO CKOpee BCEro TepCIIeKTUBBI XKU3HU Balllel CeMbH
1 Baurero pebéHKa 3aBHCAT B OCHOBHOM OT Bac, Kak OT poauTesned U OT COCTOSIHUS
3/I0pOBbS Masbllia. ..
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