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



2

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.ru) u «OduULranbHOM HWHTEPHeT-TIOpTajie MpaBOBOiM HHGOPMaI[Hr»
(www.pravo.gov.ru) B TeueHHH TpeX JHel ¢ MOMeHTa IOAIIHCaHuA.

9. Konvro HacTosAIero npxKasa HallpaBUTh B '71aBHOe yripaB/ieHe MUHHCTEPCTBa
roctuiu  Poccuiickoi ®efieparin 1o CBepZyIoBCKOM 00s1acTH M B IPOKYPaTypy
CeepoBckoi o067acTH B TeueHHe CeMH [JHeH I0cje JHS IepBOro OQUIMaIbHOro
ony0O/IMKOBaHUSL.

10. KoHTpoJIb 3a UCIIOJIHEHHWEM HaCTOSIIIIero IprKa3a BO3JIOXKHTh Ha 3aMeCTUTe I
MuHucTpa 3paBooxpaHenys CepzioBckoit obsactu Uazory E.A.

‘‘‘‘‘ -
N.o. MuHuctpa A s E.A. EcuHa




IMpunoxenue Nel

K TIprKa3y MUHHCTpa 34paBOOXPaHeH s
Cep/10BCKOH 06/1acTi

of 4. 072018 Ne 747G -7

IIpoToKO/I yBeJOM/IeHHs 0 HA/IMUHH {HarHo3a NpH POX/AeHnH peGeHKa ¢
XpOMOCOMHOM naTtosiorned (cuuapom JlayHa)

Hacrosmmuii  TIpOTOKOST — peryjaupyeT BOINPOCHI  KOPPEKTHOTO — OTHOLIEHMSA
MeJULIMHCKOrO  IIepCOHaja  YUDeXAeHWM  37paBOOXPaHeHHs,  OKasbIBaroUuX
MeJULIMHCKYIO MOMOIIb JKEeHIHHAM B [IePHOJ POJIOB, M YUDEX/[eHU# 3PaBOOXPAHeHHH,
OKa3bIBAIOLIMX MeJULMHCKYIO TIOMOLIb [JeTsM, K JKeHIJUHe (DOJCTBEHHHMKaM) MpH
pOKZeHMM y Hee peGeHKa C II0f[03peHHeM Ha XPOMOCOMHYIO MarToJIOTHI0 (CHHAPOM
JayHa), a TakKe OpraHu3alyio 00c/e0BaHUs HOBOPOXKJEHHOTO IS NIOATBEDIKEHNUS
[aTOJIOTUH C TIOCTeyIOIUM OOBSB/IEHUEM 3aKOHHBIM IpeficTaBuTeIAM peGeHka
JMarHo3a B IeJisX Ja/bHeHIero COnpoBOXKIeHHs CeMbH, NPOGUIAKTHKA COLIMATBHOTO
CHpOTCTBA, TPOBEJEHUs MePONPUSATHI [yl MONHOLEHHOTO pasBUTUs pebeHKa M, IpH
HeoOX0JUMOCTH, CBOEBPEMEHHOIO JIeUeHH .

B pojoBom 3aje ToCje PpOXAeHHS peOeHKAa akyllepka MOKa3blBaeT
HOBODOJKJEHHOTO MaTepH M BBIK/IAJBIBAET €ro Ha JXMBOT POJWIbHMIE A/ KOXHOIO
KOHTAKTa IPX OTCYTCTBHMYU MPOTHBOIIOKA3aHUH CO CTOPOHBI pebeHKa U MaTepu. B koHIje
TIepBOro yaca Iocjie poXkzeHus: peOeHOK NpPHKIaJBIBAaeTCa K Ipyau mMarepd. B TeueHue
5TOroO IIepHOZa Bpau-HeOHATOJIOr (aKyllepKa) OLIeHMBAeT COCTOSTHHE HOBOPOXKIEHHOTO.
[To WCTeYeHUM BpPEMEHM KOKHOrO KOHTakKTa ([0 2-X 4acoB) peGeHKy IpOBOJUTCS
rlepBrYHast 06paBoTKa, aHTPOIIOMETPHS U OCMOTP Bpaua. PopuibHUIYy HHPOPMUPYIOT O
Bece W pocTe eé pebeHKa, TMpU MMOJ03peHHH (10 (peHOTHNHUYECKUM TMpU3HAKaM) Ha
cuHzpoM [layHa Bpay-HEOHATO/IOr COOOLIAeT el O BHEIHMX 0COGeHHOCTSX pebeHKa
(HeobbIUHEIE YIIKH, pa3pes Ij1as, KOpOTKas ILes, IIMPOKOe MepeHoCke U Ip.), eC/IU OHU
SPKO BBID&OKEHbI WIM JKEHI|MHA caMa 3afaeT BOIPOChl O Masiblille, W Mpejjaraer
ob6CyauTh 3TO B TajaTe MOCe JUHaMH4Yeckoro Habmogenua 3a pebenkom. CroBa
«T10J03peHHe Ha CUHAPOM JlayHa» KaTeropHYeCcKy He 03ByUMBarOTCS.

B nasiate B TeueHue MepBbIX CYTOK Bpay-HEOHATOJIOT U IICUXO0JIOr (TIPH HaTuuMK
CrielManucTa B MEAWLIMHCKOM YUpeXXJeHHM) IIpOBOAAT Oecely C JKeHIMHOA O
NoZj03peHHH Ha cuHgpoM [layHa y eé pebeHka (B INPHUCYTCTBMU POJCTBEHHHKOB IO
KeJIaHUIO POJW/IbHHMIIET). Becesa [o/mKHA IPOXOAUTD B YC/IOBUAX KOH(DU/IEHIMAIbHOCTH,
B OTHE/JLHOM IIOMEIIeHHH, BMecTe C peOeHKOM. Pa3sroBop [O/DKeH IPOXOAUTL B
CITOKOMHOM T10BECTBOBAaTe/ILHOM TOHe.

3arpeliaeTcs:

1)  obcyxpaaTs B Gecefie C poAUTENIsIMH TEMY OTKa3a OT pebeHKa;

2)  pasayudaTs pebeHka c MaTepbro 6e3 MeAULMHCKUX TIOKa3aHU;

3)  wm3nararth CyGBLEKTUBHOE BH/IEHbE MEPCIIEKTHB KU3HU peO&HKa U CeMbH;

4)  BBICKAa3bIBaTh JIMUHOE MHEHHE U [TPOrHO3bI.



Marepu pebeHka (DOACTBEHHHKaM) [JO/UKHBI OBbITb IIpEOCTaB/IeHbl ObIIHe
ceezenust 0 cuHjapome [layHa (ripunoskeHue Ne5). IICHXOJIOT OKasbiBaeT pPOAM/IBHULIE
HeoOX0IUMYIO TICHXOJIOTHUECKYH0 TIOMOLLL,

B ciiyuae poxxzenns pebeHka B yupesk/jeHHsIX 3paBooxpaHenust . EkarepunOypra
B aKyLlepCKoe OTZe/leHHe Tipur/iaiiaeTrcs spad-reHetik ['bY3 CO «KOL «O3MP» ans
KOHCY/IbTaluH.

Bpau-reHeTHK  MNpPOBOAWUT  MeJUKO-TeHeTHUeCKOe  KOHCY/ILTHPOBAHHE 10
TIpe/irioyiaraeMoMy IMarHo3y XpoOMOCOMHOM NaToJIOTHH (CHHApPOM [ayHa) v yBeoMIseT
JKEHIUHY:

1) 0 MeTo/ie TIOCTAaHOBKH JUArHo3a;

2) BpeMeHM U MeCTe TIOCTAaHOBKH JIMarHo3a;

3) Ha3HauaeT JaTy KOHCYJIbTALMH CeMbU JIsl TPeN0CTaB/IeHUs OKOHUATeIbHOrO
fuarHosa B 'Y 3 CO «KALL «O3MP».

IIpy  HEOOXOOMMOCTH BO3MOKHO IIDOBEJEHHE HOBODOXKIEHHOMY peGeHKY
TeJIEMe/JULIUHCKON KOHCY/IbTalMK (TI0 3arpocy) Bpauom-reHetvkoM 'BY3 CO «KIIII
«O3MP»,

ITpu poxkzpeHuu peGeHKa € IOJ03PeHHeM Ha XPOMOCOMHYIO TATOJIOTHIO (CHH/POM
Hayna) B yupexjeHusx 3jpaBooxpaHeHus CBepAIOBCKOH 06/1acTH Bpau-HeOHATOJIOT B
TeYeHHe MePBBIX CYTOK YBeAOMJ/ISIET JKEHIUHY O HeOOXOAMMOCTH IPOBeAEHUS peGeHKy
MO TBEPXKAAOIEH /1ab0paTOPHOH JUAarHOCTUKH (aHa/IM3 KPOBH Ha KAPHUOTHIT).

OObsiB/EHHE OKOHYATeNbHOTO [MarHo3a 3aKOHHBIM TIPeJCTaBUTeNAM pebeHKa
IIPOBOJUTCA BpauOM-TeHeTHKOM Ha mnpueme B IBY3 CO «K/L «O3MP». Ilo
pesy/ibTaTaM OOBLEKTMBHOIO W IJUTOTEHETHYeCKOro (TpU TOATBEP)KAEHMH [UATHO33)
HCCIIe/J0OBaHNH 00bABNAETCA NMarHO3 pebeHKa: CHMHApOM JlayHa; ceMbe IMPOBOIMTCS
MeJUKO-TeHeTUYeCKoe KOHCYJIbTHPOBaHHWe I10 BBISIBIEHHOW XPOMOCOMHOH IT1aTOJIOTHU,
BBIJAETCA CIpaBKa II0 JasbHediieMy HaOmofleHHIO; BpydyaeTcs Opommopa C
KoopAuHaTamM CBep//IOBCKOM PernoHanbHON 0OLjeCTBEHHOM OpraHM3alMy MHBAIUIOB
«CoJiHeuHble 1eTH».

Ilpu pabore MeAMIMHCKMX paGOTHMKOB (BpauM-HEOHATOJIOTH, TieINaTphl,
aKYIIePbI-THHEKOJIOTH, aKYLIePKH, MEeIUIUHCKHe CeCcTphl aKyLIeDCKHUX CTaljOHapoB U
OT/lefleHUH TATOJIOTMM  HOBOPOXJEHHBIX), IICHXONOTOB C pOJUTENAMH JeTell ¢
CuHipoMOM [layHa pEKOMEH/YeTCs MCIO/Mb30BaTh HMH(OPMALMOHHbIE MaTepHallbl
(punokenue 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.



Ipunoxxenue Ne3
K NprKa3y MUHUCTpa 3paBoOXpaHeHH s
CaepgzioBckoi 06macTu

2 97072010 Ne 7479 -n

baHK HanpaB/ieHus Ha oNpe/ie/leHNe KAPHOTHIA y peGeHKa ¢ XPOMOCOMHOM MaTo/I0r el
(cunppom JayHa)

MunucTepcTBo 3apaBooxpaneHus CBepATOBCKOl 061acTh
TOCYAapCTBEHHOE OI0KETHOE YUPEKIeH e 30paBooxpanenns CBEpIUIOBCKON 061acTH
«Knunuko-auarnocrudecknit ueHTp
«Oxpana 310poBbst MaTepH 1 peGEHKa»

HAIIPABJIEHUE HA KAPHUOTHUII
KPOBU PEPEHKA C NMMOJO3PEHUEM HA CUHJIPOM JIAVHA

JIa6.Ne

L ®amuians pebGenxa (neuarnvivu Gyksamu. Onna GyKBa B KIETOUKY!)

Wms peGenka (neuatnbivu Gyxsamu, Onina Gyksa B KaeTouky!)

OTt4uectBoO pebeHKa ( neuarubivu Gyksamn. Ogua Gyxsa B KIeTouky!)

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

IL®avuans_marep ( neuatubivu Gyxsamu. Onna GyKBa B KeTouKy!)

Hmsa matepu (neuarnsivu Gyksamu. Ona GykBa B K/1eToUKy!)

OT4YecTBO MaTepH ( neuatHeMu GykBamu. Ofna 6yksa B KJIETOYKY!)

Jarta Poxnenus matepu l { I[ l !l ! ‘ l I

Apnpec: T'opoa

Vauua
Hom Ks. TenedoH:

Komnaexce NPEeHaATaJ bHONH AMArHoCTHKH | TpHUMecTpa npoiinen

Tne ?

KoMmnuexe npeHaranabHoi auardocTunku I TpUMeCcTpa HEe NpOoHaeH

JITTY nanpaBuBlUee HA KAPHOTHII

DHO Bpaua, HanpaBHBLIEro Ha KAPHOTHIL:

Kouraxrueiii Tenedon nanpasusero spaua

HaTa 3a6opa matepuana Bpewmsi:

Hoanuce Bpaua
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Ipunoxenne Ne 5
K IIpuKa3y MuHHCTpPa 3/IpaBOOXPaHEHUS
Caep/10BCKOH 00/1acTH

o b 072019 No /912

Obmue cBefeHns o cunjpome JfayHa
(TipefiocTaBIAeTCA 3aKOHHBIM IIPe/ICTaBUTe M PebeHKa B YUPEXX/IEHUH POIOBCIIOMOKEHH)

ITo cratuctuke, Kaxabii 700-i1 pebeHOK Ha IJlaHeTe TOABJAETCS Ha CBeT C
cuHapoMoM [layHa. 3DTO COOTHOIIeHHMe OZMHAKOBO B pasHbIX CTpaHax,
K/IMMAaTHYECKUX 30HAX, COLMaNbHBIX /10six. OHO He 3aBHCUT OT oOpasa >KHU3HH
poAMTesied, UX 3[[0pOBbs, BPeJHBIX NPHBBIUEK, 1IBeTA KOXKH, HAIl[MOHAJLHOCTH. B
Hallled CTPaHe eXerofHo poXkaaeTcst 0KoJo 2500 peteit ¢ cungpomom [layHa.

[Topasnsromee 60/BIIMHCTBO JjeTell C CHHAPOMOM JlayHa MOXKET HayYMThCH
XO[IUThb, €CTh, O/IEBAThCsA, 'OBOPHUThL, UIPaTh, 3aHUMATLCA CrIOpTOM. B Hacrosiiee
BpeMs HeT HUKAaKHX COMHEHHH B TOM, 4TO [ieTH C cuHZApoMmoM [layHa oGydaemsbl.
Kak y moboro u3 Hac, y uejioBeKa C CHHAPOMOM [layHa eCTb CBOM CHJIbHEIE U
csiabble CTOPOHBI, IIPUBBIYKY U NPeTIOUTEHHUS, YBIEUEHHUS U MHTEPECHL.

HecoMueHHO # TO, 4TO fleTH ¢ CMHAPOMOM JlayHa ropaszio Jiyuiie peanu3yioT
CBOM IIOTEHIMaJl, eC/IM XUBYT JOMa, B aTMocdepe F00BH, a TAaK)Ke €CJTH Y HUX eCTh
BO3MOXXHOCTb 3aHHMMaThCSl II0 TIporpaMMaM paHHel IIOMOIIM M TI0JIy4aTh
KauyeCTBEHHOe MEeAMIIMHCKOe CONPOBOXKJEHHe, XOAUTh B [JeTCKUH CaJ U B IIKOJIY,
JPY’KHUTb CO CBEDCTHUKAaMH U KOM(OPTHO YyBCTBOBaTh ceOs B 00O1jecTse.

Cunppom [layHa MeJMLIMHCKOM OpraHM3aiiM caMasl pacIpoCTpaHEéHHas
reHeTHYeCKass aHoMasud, KOTopas oIpefesisieTcsl HaluyMeM B K/eTKaxX 4e/IoBeKa
JIOTIOJTHHTE/IbHON 47-0H XpOMOCOMBI. ManbuuKy U JeBOYKU C CHHZpoMoM /[layHa
POXKJAIOTCSA C OJUHAKOBOW 4aCTOTOHM, a MX POJUTENM HUMEeIT HOPMajibHbIM Habop
xpoMocoM. Huubeli BUHBI B 3TOM HeT U OBITH He MOJKeT. ITO CJIy4alHOCTb, Karpus
npupojel. [ereln ¢ cuHApoMoM [layHa «BBIJIEUMTH» Heqlb3sl, TIOTOMY YTO 3TO He
6one3nb. Ho UM MO>KHO ITOMOYB.
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MMUHDbI o cuspome Jayna

(TIpezoCTaBIseTCs 3aKOHHBIM TPeCTaBUTeSIM pebeHKa B yuUpexxieHHH PO/IOBCITOMOKEHMs)
Joporue Apy3bs!

CerofHs c0BocoueTaHHe «CHHAPOM JlayHa» CTaso HAPULIATEbHBIM B 4acTo
yrotpebsisiercs KaK MIyTOYHO-GpaHHOe BhIp&KeHHe. Ero MoKHO YC/BIIIATh U3 yCT
M3BECTHBIX CaTHPHUKOB M MYyIbIrepOEB, OHO YHOTpeG/sieTcss B KPOCCBOpAAxX M
CTaThsIX B HEIaTUBHOM, HPOHUUYECKOM 3HAUEeHMH.

IlpenyiaraeM BaM 03HAKOMHTLCA CO CITUCKOM Haubojee PacrpoCTpaHeHHEIX
3ab1y>kaenuit o cuHapoMe JlayHa U KOMMEHTAPHSIME K HHM.

e CuHppom [layHa - 3T0 G0/1e3Hb, €e HY)XHO JICUHTb. ..

J10 He 1ak: Cunapom [layHa (ganee - CJI) - 570 reHeTHuecKoe COCTOsIHHE,
KOTOpOe  ONpeJesiieTcss HaluuheM B KJIeTKaX Yej0BeKa JONOJHUTE/ILHOM
XpoMOcoMel.  Jlumunsas, 47 XpomMocoma, 06yC/IaBIMBAeT IOSIBJIEHUE pszaa
usronoruueckux ocobeHHocTel, BeeaCTBHe KOTODBIX peGEHOK Oyner menieHHee
PasBUBATLCA M HECKOJIBKO T03Ke CBOMX DOBECHHMKOB MNPOXOJUTHL OBIMe IS BCeX
AeTed sTane! paseuths. Jlioau ¢ cuHapoMoM [layHa He SBASIOTCS GOMbHBIMU, OHY
He «CTpajaloT» OT cuHApoMa [layHa, He «IIOPaKeHbl» 3TUM CHHJDOMOM, He
«ABJIANOTCA €T0 JKepTBaMW». HeKOppPeKTHO HasbiBaTh uenoBeka ¢ CJ] «layn»,
NPaBU/ILHO FOBOPUTE: «HesI0BeK ¢ CMHAPOMOM JlayHa», «pe6eHOK ¢ 0COBeHHOCTIMU
PA3BUTHA», «TOAH C OrDAaHHYEHHBIMH BO3MOKHOCTSIMH» WA «TOAU C 0COOBLIMU
NOTpeOHOCTAMU Y,

o JIropu ¢ cuaApomom JlayHa He CIOCOGHBI K o0yuenuxo...

OT0 _He TaK: 5TOT MH( IOZepsKHBAETCS UCCIeIOBAaHUAMH, KOTOpbIe
[IPOBOAWIMCE B CHIELIMAM3UDOBAHHBIX YUPEXKEHUAX, HO TaM Jto6oi pebeHOK He
MOJKeT 3()(peKTHBHO Pa3BUBATLCS, MOTOMY UYTO OH JIMIIEH POJMTENLCKOW /TIO0BU -
OCHOBHOI'0 CTUMYJIa J/Is1 MaJbILIA.

B Toxe BpeMs, XuBf B CeMbe, «becriepCcrieKTHBHEI» (10 CI0BaM
HEKOTODBIX CTIeMa/IMCTOB) Ma/IbI B FOJMK - CAM Ca[MTCS, B BA — XOJIUT, K IBYM C
TIO/IOBMHOH — €CT JIOXKKOH M IIPOM3HOCUT TIepBbIE CJIOBa, B YeThIPDe — T10Ka3bIBaeT
CBOH XapakTep, YUMTCS IOMOTaTh 110 [OMY, TOTOB TONTH B JETCKUM Caj], a II0TOM U
B HIKOJy, TOBOPHTL HA MHOCTPAHHOM $3bIKe, OCBOUTH KOMIIBLIOTED M 3aHMMAThCs
crioproMm!

o PefeHok c cunpgpomom [layHa - moj ACOLHA/ILHOTO0 TIOBEeJAeHHUS
poauTese. ..

OTO He TaK: MO CTaTHCTMKE OAUH peGEHOK m3 700 HOBOPOKIEHHBIX
TNOAB/IIETCA Ha CBET C CHHAPOMOM [layHa. 3TO COOTHOLIEHHE OMHAKOBO B PasHbIX
CTpaHax, KIMMaTH4eCKHX 30HaX, COLMANbHBIX /10X, OHO He 3aBUCHUT OT obpasa
KU3HU  DOOMTeNeH, WX 3[0DOBbs, BPEJHBIX MPUBBIUEK, MUTaHUA, JOCTaTKa,
00pasoBaHus, LiBeTa KOXKH /X HALHOHATBHOCTH. Ma/buuKy 1 JI€BOYKH POXKAIOTCS
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C OIVHAKOBOM uacToToif. PofuTeny NpH 5TOM MMEIOT HODMajibHbIH Habop
XpOMOCOM.

e Cembg pacnajaercd u3-3a pebenka c cungpomom JlayHa...
OTo He Tak: M0 APyIUM IIPUUYHMHAM CeMbH PacIajaroTcs ropaszo vaite!

e JIrogu ¢ cuHpapoMoM JlayHa NpejCTaB/IsAOT OMACHOCTH /A obuecTsa:
HoJI0Basi arpecchsi, HeaJeKBaTHoe IOBeJieHHe, [00pojylIHOe MOBejeHHe
CMeHAEeTCA MPUCTYaMHU APOCTH. ..

Oto He Tak: Jliogy ¢ cuHapomom [layHa CrocOOHBI TOKa3aTh TPHUMEp
ycKpeHHelt mo6su. OGLIUHO TaKHe JIFOAM JIACKOBBI U ApykemobHel. Ho y Kaxzoro
CBOH XapakTep M HaCTPOEHUe, KaK y OOBIYHBIX JIIO/iell OHO ObIBaeT IepeMeHYHBbIM.
My’KUHHBI C CHHAPOMOM [layHa JIMIIIeHb! PerpOyKTUBHON (QYHKIMH. MBI He 3HaeM
TIpeCTyIUIeHHH, COBepILeHHBIX I0AbMH C CUHHAPOMOM [layHa.

o JIropeii ¢ cuagpomom JlayHa B Poccun ropasjo MeHbiie yem B EBpore. ..

Ot1o He Tak: B EBpome mopd c cuHApoMoM [layHa JKHMBYT B CEMBSX,
BKJIFOUEHBI B IIPOrpaMMy T'OCYJapCTBEHHOH IIOMOLIY ¥ 06LeCTBO OTHOCHUTCH K HUM
KaK K paBHONpaBHLIM wieHaM. B Poccun - 85 % cemeli 0TKa3pIBalOTCA OT pebeHKa C
cugapoMoM JlayHa y)Ke B DOAWILHOM JoMe. VI Ma/leHbKHM 4e/IOBeK IOraziaeT B
CleLMa/M3MPOBaHHOe yUpeXKeHHe, M3 KOTODOTO OH yKe HMKOI[a He BBIAZET.
Taxum 006pa3soM, CO3JAeTCs JIOXKHOE BriedarsieHue, uro B Poccuu mogen ¢ ClI
3HAUMTEe/ILHO MEeHbIIIe.

° C moeii ceMbell 3TOr0 He CIyYHTCH. ..
OTo He TaK: Takoil pebeHOK MOXKeT PpOJUThCI B J/000H cembe, 3TO
reHeTHUecKas C/Iy4aiHOCTb.

e PeGenky c cunapomom JlayHa Jiydine HAXOAUTHCA B CeHa/IM3HPOBaHHOM
yupeXjeHHH o/ Hab/I/[eHHeM CIleliHa/IHCTOB. ..

OT0 He Tak: CYIeCTBYeT CITelIHajbHbI TeDPMHH, ONKCHIBAIOIMM TO, UTO
TIPOUCXOJUT C PeOEHKOM B CIeMaIbHBIX YUPeKJeHUAX — CHHAPOM TOCIHMTa/IM3Ma.
OTO HapyllleHWe [eTCKOro ICUXWYeCKOro U JIMYHOCTHOLO DasBUTHs, BBI3BAHHOE
OT[e/eHHEM MJIafieHLla OT Marepu U MNpebbIBaHWEM B CHeLMaJbHOM yUPeKIeHUH.
TocnyTasusM HakK/Ia[bIBaeT HEraTWBHBIA OTIIeYaTOK Ha Bce cgepbl JIMYHOCTH
pebGeHKa, TOpMO3sT HHTeJUIEKTYaIbHOe, SMOLIMOHATbHOe U (hu3udecKoe pasputue. U
5TO HUKAK He CBA3aHO C HA/JIMUKEM WM OTCYTCTBHEM CHHApoMa [layHa.

C moObiM peGeHKOM, OTOPBAHHBIM OT PpOAUTesel, IPOMCXOAWUT ropasfo
Gonpllas Tpareaus, uYeM OTCTaBaHWe B pPAa3BUTHMM M JIMIIeHHe Ye/l0BeYeCKHX
pajiocTeii: OH He 3HAEeT, YTO Takoe JI0O0Bb!

B Hammx cuiax cienaTh Tak, uTOOBI B JKH3HH JeTel ¢ cuHApoMmoM [layHa
6110 OosTbIIe 3a60THI, JTIOOBH U AOOPOTEL
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Yacro 3ajaBaemMble pOANTE/IAMH BOTIPOCHI IIPH POXKAEHHH pebeHKa C

cuHjgpoMom /layHa
(rpefoCTaB/IAeTCSA 3aKOHHBIM NIPE/ICTABUTE/IAM PeGeHKa B YUPeXKIeHHH POJOBCIIOMOIKEHMS )

- Uro Takoe «cuHapom [layna»?

- I'eHernueckoe HapyuieHue. [lorosHUTeNnbHasE XxpoMocoMa B 21 mape. Takue
JEeTH DOXAAITCSd BO BCEM MHpe HE3aBUCHMMO OT HAIJMOHAALHOCTH, HAJIW4US WIN
OTCYTCTBHA BpPeAHBIX INDHUBBIUEK y poputesned. OxuH u3 700 ngeTell mossiasgeTcs Ha
CBeT C TAKUM HapyIlIeHHEM.

- IloueMy 3TOT CHH/IPOM eCTh Y Moero peGénKa?
- TOUHYIO MPUUYKMHY MMOSBIEHUS CHHAPOMA HE MOXET OOBLACHUTL CEerOAHS HU
OJIMH yUYeHBbIH.

- JT0 Hac/IeICTBeHHOe 3a0o/1eBaHue?

- Ectp Tpu pasHoBupHOCTM cuHfpoMa [JayHa. OfuH M3 HHX Iepejaercs
peGEHKY B CBA3H C HapyLIeHHEM XPOMOCOMHOrO Habopa y MaMbl. Ilpu 3TOM y MaMbI
cuHApoM JlayHa OTCYTCTByeT. OTa PasHOBHAHOCTH CHHApoMa [layHa camas pekasl.
Kakast pasHOBUAHOCTE CHHApPOMA y Baiuero masnbia 6y1eT U3BeCTHO TOIBKO MOC/e
MIPOBE/IEHUA F€HEeTHUECKOI'0 aHa/lv3a KPOBH.

- Kak cunjipom [layna B/iusieT Ha 3/{0pOBbe Moero pe6énka?

- CaM CHHZPOM He SBJISIeTCSl NPUYMHON HapYLIEHWH 370POBbS, HO €CTh Psif
TSDKeJIBIX COIYTCTBYOIUMX 3a00/1eBaHuM, KOTOPble MOryT ObITh y Bamuero peGéHxa.
Heob6xouMo npoBecTH MosiHoe 06¢/1e0BaHle MasIbIIIa A/t TOr0, YTOBb olpeJie/iuTh
OTCYTCTBHE WX Ha/IM4Ke NOPOKa Cep/ila, TaTo/I0rHi ey A0YHO-KHUILEeUHOr0 TPaKTa,
pabotsl JIOP opraHoB, OpraHoB 3peHwusl. ..

- Moii pe6éHOK TsDKeIbIi HHBAIN/?

- [Heru c cunppomoM /[layHa Takde ke pasHbie IO Da3BUTHIO, 10 CBOKMM
CMIOCOOHOCTAM, KakK U fleTh 6Ge3 9Toro guarHosa. MasbliM C 9THM TeHeTHYecKUM
HapylIeHHeM IIPOXOAAT abCOMOTHO Te JKe JTalbl PasBUTUA, 4TO W JeTH Ge3
cuHipoma. Bce getw ¢ cuHipomom /[layHa HauMHAIOT CHZIETh, TI0/I3aTh, XOAUTE,
Oerath, pa3sBUBaIOTCS SMOLIMOHAILHO. BOMPOC TOMBKO B CPOKAX MOSIBJIEHUS HABLIKOB
y peGéHKa. 3TH CPOKM MOSIBJIEHUs 3aBUCAT OT COCTOSIHHS 3L0DOBbSI pebéHKa U cul,
KOTOpEIe pOJUTENM BK/IAABIBAIOT B pasBUTHe U oOydeHwe. DTH MasbIld OYeHb
JIACKOBBI, IIOSTOMY HX YacTO HaseBalOT «CoNHeuHbIMu»... 3a pybexxoM u B Poccuu
(wacTHuHO) Hetr ¢ cuHApomoM [layHa mocewjaroT o6m1e06pa3oBaTesbHbIE [eTCKHE
Caflpl, 3a IPaHHLIeH MOT'YT TI0/Iy4aTh IIpaBa Ha yIpaB/ieHHe aBToMOGHIeM, paboTaioT
B chepe 0OCTy)KMBAHHH, HAHAMU. Y zleTell ¢ cudapoMoM [JayHa 3aMe/UIeHHbIA TeMil
BOCTIPHATHST MHQOPMALMK NP OOILeHHH, eCTh CJIOKHOCTH B DAasBHTHM MEJKOH U
KDYIHOH MOTODHKH, HEeOOXO[UM Ppery/sipHBI KOHTPONb COCTOSIHHS 3[0pOBbS
pebénka...
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- Kyaa MbI Moxkem 06paTHTBCS 32 IOMOIIBIO C BOMPOCAMHE 0 00C/Ty)KHBAHUIO U
pa3sBHTHIO pebéHKa?

- Cerogmst B CeepzioBCKoii 06/1aCTH IOMOILL CeMbst ¢ peGEHKOM C CHHZPOMOM
Hlayna okaseiBaeT CBepzJIOBCKas OBIIECTBEHHAs OPraHU3ALs [0J1EPKKH OJeR ¢
CHHApOMOM [layHa ¥ uX cemeii «ConHeunble feTh». B 310l opraHmsamuu paGotaror
CTIELHAMTACTB 10 PasBUTHIO JleTed C OCOOEHHOCTAMM pasuTHs. IIpoBOASITCS
MHIUBUAYyaNbHbIE KOHCY/IBTallHM C COCTaBleHHEM DeKOMeHJalMil II0 pa3BHTHIO
peGéHka Ha OmKaHIMe TPU MeCsla, C roja - IPYIIOBbIe U HH/IMBUAYa/IbHBIE
3aHATHSA, MHOIO MEDONpHATHH [0 M3MEHEHMIO OTHOLIEHHS OBILIeCTBA K JIOISAM C
cuHppomom [layHa. Takxke Bbl MOXKeTe IOMYUHTb IOMOL[b B PasBUTHH peGEHKa B
pealM/IMTALMOHHBIX IIeHTpaxX 06/acTd. Afpeca U TeepOHBI 3THX LIeHTPOB Bbi
MOJKeTe TI0/IyUUTh B OpraHusaLiy «CosiHeUHble 1eTH».

- 51 Ha BCI0 XXM3Hb NPUBs3aHA K PeGEHKY HHBaAIH/Y?

- IIpy OTCYTCTBMM TSDKeNBIX CONMYTCTBYIOLMX 3a60/ieBaHMit IIDAKTUYECKA BCe
poaureny, saperucrpuposanHele B COOO «ConHeuHble [eTH» BeyT aKTHUBHBIN
00pa3s Xu3HU: pabOTaIOT, POXKAIOT JeTeH, e3nsT B OTIyCK 1o Poccuu u 3a pyGex.
KoneuHo, HyXHO OyfleT TOACTPaHBATLCA MOJ CHUTYALMIO 10 06CTY>KUBaHMIO,
00yueHuro, pasBUTHIO PeGEHKA, HO CKOpee BCEro TIePCIIeKTUBE! )KU3HHU Ballled ceMby
¥ Baero peG&HKa 3aBHCAT B OCHOBHOM OT Bac, Kak OT poauTtesiedl U OT COCTOSHUS
3/10pPOBbSI MasbIlIa. ..
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