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WHOOPMALMA ONA POOUTENEN

YBaxkaemble poauTenu,

PoxkpeHune Bawero pebeHka elle Brnepegy WUAM MpaAmo 3a
Bamu. Mbl }enaem Bam BCEro Camoro Ayyliero Ans Ballero
pebeHKa. BOMbLWIMHCTBO AeTell POMKAATCA 340POBbIMU U
ocTaloTcA  TakoBbIMU.  OfHAKO  CyLLeCTBYOT  pejkue
poKAeHHble 3aboneBaHWs, KOTOPble HE WMEKT BHELIHUX
NPU3HAKOB Yy HOBOPOXKAEHHbIX. EciM He neuntb 60nesHsb,
pebeHOK  MOKeT  cepbe3Ho  mocTpagatb.  [loatomy
peKkomeHAyeTcs, YTobbl Bce HOBOPOXKAEHHble B [epmaHuu
NPOXOAMIN  BaKHble TecTbl Ha PaHHIO  [AMArHOCTUKY
(CKPUHMHI  HOBOPOMKAEHHbIX) B MepBble HECKObKO [AHeit
MU3HW. YyacTe B CKPUHWUHTE HOBOPOMKAEHHbIX AB/ASETCA
[06poBoNbHBIM.  Bam  HeobxoguMmo noanucatb  dbopmy
cornacva (TpebyeTca noAnuchb XoTA 6bl OAHOTO M3 3aKOHHbIX
OMneKkyHoB), 4Tobbl 3TM 0bcnegoBaHMA  moraM  BbiTb
npoBefieHbl C BalWUM pebeHKoM.

ObcnepnoBaHune HOBOPOXAEHHbIX Ha BPOXAEHHbIE
HapyLleHus obmeHa BeLLeCTB, rOpMOHasibHble,
remMaTtosiorMyeckme,  MMMYHHble U HEpPBHO-MblLLEYHble
paccTpoiicTea

Ecan He neuntb pefKue BPOXKAEHHble 3aboneBaHma obmeHa
BELLEeCTB, FOPMOHA/IbHbIE, TeMaTON0rMYeckue, UMMYHHbIe U
HEepPBHO-MbILIEYHbIE PACCTPOICTBA, OHW MOTYT MPUBECTU K
NOBPEXAEHUIO OpraHoB, OU3MYECKUM WAU  YMCTBEHHBIM
HapyLWeHUAM, TAXKeNbIM MHPEKUMAM WUAM aaxe cmeptu. B
6O/bLIMHCTBE C/ly4aeB paHHee BbiABNEHWE 3TUX COCTOSHWI
no3Bo/ifeT MpeAoTBPaTUTb WAW  0BNErYnTb NOCNencTBUA
3aboneBaHuA NyTem npuema NeKapcTs, cOBNOAEHUA AUETbI
MAW  NPUHATMA  Apyrux  cneuuduueckux mep. B ugeane
CKPUHUHT MPOBOAWTCA Ha BTOPOW WAWU TPETUN [AEHb MU3HMU:
6epeTca HECKO/IbKO Kamenb KPOBM W MOMELLaeTcs Ha
KapTouKky W3 QuAbTpoBanbHOW 6Gymaru, KoTopas 3aTem
OTMpaBAfeTcA B CKPUHMHrOBylD slabopatoputo. TouHan
npoueaypa obcnefoBaHUA M ONWCAHUE  OTAE/bHbIX
3abo/1eBaHuUit NpuBeaeHbl Ha cTpaHuLe 2.

CKPVHUHT HOBOPOXKAEHHbIX Ha MyKOBMUCLMAO3
(MykoBucumngo3s)

Hapagy cO CKpPUHWHIOM HOBOPOXAEHHbIX Ha BPOMKAEHHblE
HapyweHus obmeHa BELLECTB, rOpPMOHasbHbIE,
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rematoniornyeckme,  UMMYHHble U HepBHO-MbILIEYHble
paccTpoiicTsa, Bbl MoKeTe npoBecTu CKPUHUHT
HOBOPOKAEHHbIX HAa MyKOBMCUMAO3 A/ Balero pebeHka,
B3AB TOT }Ke obpaseL, KpoBMu.

Y peteli ¢ MYKOBMCLUMAO30OM B JIETKMX W APYrMX OpraHax
obpasyetca BA3KaA CAM3b. ITO NPUBOAMT K MOCTOAHHOMY
BOCManeHuto. B pe3ynbtate  getM 4Yacto  MMeloT
HeJoCTaTOYHbI BeC M He MOTYT MOJIHOCTbIO Peasnin3oBaThb
CBOI MOTEHLMan pocTa.

B TAMenblx caydasx  OYHKUMA  NerkKuX  MoxKeT  BbiTb
3HauMTENbHO HapyleHa. Llenb atoro o6cnenoBaHms - paHHAA
[AMArHOCTMKa MYKOBUCLMA03a, 4YTOGbl KaK MOXHO CKopee
HauaTb JIEYEHWE W TeM CaMbIM YAYYLIWTb KayecTso W
NPOAO/IKUTENBHOCTb KU3HU BONbHBIX AeTel. B coOTBETCTBUM
c TpeboBaHMAMM 3aKOHa O reHeTUYecKol AMarHoCTMKe, Bpad
06A3aH npefocTaBUTb NoApobHy MHbOpMauMio nepes,
nposegeHnem CKPUHWUHTa HOBOPOXAEHHbIX Ha
MYKOBUCLNAO03.

Mocne npoBefeHua Bcex aHanuW3oB obpasel, NATHA KPOBU
Balero pebeHKa ByAeT XpaHUTLCA B TEUEHUE TPEX MECALLEB B
COOTBETCTBMM C TpebOBaHMAMM 3aKOHOAATENbCTBA, @ 3aTeM
6yAeT YHUUTOXKEH.
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CKPUHUHI HOBOPOXAOEHHbBIX HA BPOXOEHHbLIE METABOJIMYECKUE,
FOPMOHAIJIbHbIE, FTEMATONOIMMYECKUE, UMMYHHbBIE U HEPBHO-

MbILLEYHbIE HAPYLLUEHUA

CyLLecTBYIOT peaKue BpONXKAeHHble 3abosieBaHuA obmeHa
BELLEeCTB, TOPMOHa/IbHbIE, FeMaTO/IOrMYECKMUE, UMMYHHbIE U
HEPBHO-MbILLEYHbIE  HapylWweHWs, KoTopble euwe He
pacno3HatoTcs no BHELUHUM npr3HaKam y
HOBOPOXAEHHbIX. OHM BCTPEYAlOTCA MPUMEPHO Yy OAHOro
13 1000 HOBOPOXAEHHbIX. ITU COCTOAHWUA, €CAN UX He
Ie4NTb, MOTYT TPUBECTM K TOBPEKAEHUIO OPraHos,
OU3NYECKUM WU YMCTBEHHbIM HaPYLWEHUAM, TAXKesbIM
MHOEKLMAM WanM  paxke cmepTu. YTobbl BbIABUTL 3TU
3aboneBaHus, ye 6onee 50 neT Bcem HOBOPOXKAEHHbIM B
KayecTBe NPOPUNAKTUYECKON MeAMLMHCKON npoueaypbl
peKkomeHAayeTcA ChaBaTb aHanM3 KPOBW, WM3BECTHbIN Kak
CKPUHWUHT HOBOPOXKAEHHbIX. 32 NMocaefHUe HEeCKo/IbKO neT
3TW TecTbl OblAM YCOBEPLIEHCTBOBAHbI, YTO MO3BOJIM/IO
BK/IOYUTb B CKPUHUHT  HOBOPOMAEHHbIX  bosblie
noAAatoLLmMXcA nevyeHnto 3aboneBaHUin.

3ayem NPOBOAMUTCA CKPUHUHT HOBOPOMKAEHHbIX?

3TM  BpOXAEHHble MeTabonnyeckne, TrOPMOHa/bHbIE,
reMaTonorMyeckne, WUMMYHHblIE W HEpPBHO-MbILLEYHble
HapyLeHUs [0MXHbl ObiTb BblABAEHbI CBOEBPEMEHHO. B
GONbIIMHCTBE  C/lyYaeB  MOCNEACTBUNA  BPONKAEHHOTO
3aboneBaHNA MOXKHO U3bexkaTb Uan 061erynTb C MOMOLLLbIO
CBOEBPEMEHHOTO JIeYeHMA, HayaTOro KaK MOMHO paHblue
rnocne poxaeHusa.

Korpa v kak nposoauTcs obcnenosaHue?

Ha BTOpOM-TpeTuit AeHb Kn3Hm (c 37-ro no 72-i yac nocne
poXAeHWA), He nosgHee BTOPOro MNPOPUNAKTUYECKOrO
MeAMUMHCKOro ocMoTpa pebeHKa, M3BecTHOro Kak U2,
HECKO/NIbKO ~ Kanesib KpoBWM (M3  BeHbl WAM  MATKK)
NOMELLAIOTCA Ha KapTOuKy M3 GUAbTPOBaNbHOW Bymaru u
rnocne  BbICbIXaHMA  HEeMeAJ/IeHHO  OTNPaBAAlTCA B
CKPUHUHroBYtO flabopaToputo. MNMocne atoro obpasubl byayT
Hemea/leHHO npoaHannM3npoBaHbI c NMOMOLLbIO
crnewumanbHbIX BbICOKOYYBCTBUTE/IbHbIX MeToA0B
nccnenosaHusa. Pacxoabl Ha obcnefoBaHME MOKPbLIBAOTCA
MEeAMNLMHCKOM CTPaXOBKOW.

Ha Kakue 3aboneBaHUA U  COCTOAHWMA MPOBOAUTCA
CKPUHUHT?
B obsA3aTenbHOM OVpeKTMBE O6beanHeHHOro

denepanbHoOro Kommuteta Bpaden U BOIbHUYHBIX Kacc (G-
BA) yKasaHO, Ha Kakue 3abonieBaHMA MOXKeT bbITb

nposepeH ob6pasey, Kposu. B cnucok Bowan 13
meTabonnyeckmx HapyLeHuH, ABsa rOPMOHaNbHbIX
paccTpolicTsa, TAXKENbIN KOMBUHNPOBaHHbIN

mummyHogeduumt (SCID), cepnoBuaHo-KneToYHaa 6onesHb
(SCD) u cnuHanbHas  mblweyHas aTpooua  (SMA).
MocnencTena M CMMNTOMbI 3TUX 3abosieBaHUIM noApobHO
OnuncaHbl HUXKe.

B 06Luei CNOXKHOCTM OAHO U3 3TUX 3ab0NIeBaHUI NoparkaeT
ogHoro n3 1000 HOBOPOXAEHHbIX.  BbonblWMHCTBO
NocTpajaBLUMX CEMEN HUKOrA4a paHblue He CTaNKMBAIUCh C
noaobHbiMK ycnosuamu. Mpu poskaeHUn 6onbHble 4eTu
Ka)KyTCs COBEPLEHHO 340POBbIMM, MO3TOMY CKPUHUHT
HOBOPOAEHHbIX - eAMHCTBEHHbIN CNocob npenoTBPaTUTL
HapylweHUs B YMCTBEHHOM M dU3MYECKOM pa3BUTUK. Ha
OCHOBaHUM TONbKO 3TOTO0 MCCNEAOBAaHWUA HeNb3sa Aenatb
HUKAKMX BblBOAOB OTHOCUTENbHO PWCKOB, CBA3AHHbIX C
cemben.

KTo 6yaet npoMHPOpMMpPOBaH O pesyibTaTax Tecta?

B cnyyae nonyyeHus aHOMasbHbIX Pe3y/bTaToB aHa/N30B C
BaMW HeMenNeHHO CBAXyTCcA. [103TOMy B TecTOBOM KapTte
HeobxoAMMO yKasaTb HoMep TenedoHa, a TakKe agpec, no
KOTOPOMY C BaMM MOKHO CBS3aTbCA B MepBble HECKO/bKO
OHeWn nocne poxaeHusa pebeHka. Moxanyiicta, ybeanrecs,
YTO BalUM KOHTaKTHble [JaHHble YKa3aHbl MPaBUIbHO M
XOPOLIO YWTaeMbl Ha KapTOYKe C BbICYLIEHHbIM MATHOM
KpoBM Bawero pebeHKa. PaHHee BbiABNEHME U NeyeHue
6ONIbHBIX HOBOPOMAEHHbLIX BO3MOMKHO TO/ILKO B TOM
c/lyyae, eciv BCe 3aMHTEPecoBaHHbIe CTOPOHbI - POAUTENN,
KAVHUKA WAWM Meamatp UM CKpUHMHrosas nabopartopus -

byayT  coTpyaHuyatb  6e3 npomegneHus,  4Tobbl
CBOEBPEMEHHO MO/YYUTb U MPOBEPUTb  Pe3y/bTaThl
aHann308B.

PesynbTaTbl TECTOB, KOTOPble HE CYMTAKOTCA 3HAUYMMbIMMU,
6yayT npedocTaBneHbl  Bam  TOMIbKO MO 3ampocy.
KOHTaKTHble [JaHHble Hawel nabopaTopumn Bbl TaKkKe
Hailgete B kentom byknete ana obcnefoBaHMA BalLero
pebeHKa.

Y70 03Havaer pesysbTar TecTa’?

PesynbTaT CKPUHWMHIFAE HOBOPOMKAEHHbIX He ABAAeTcA
MeAMLMHCKMM AuarHo3om: obciefioBaHHble 3aboneBaHnsA-
MMWLUEHU [O/KHbI 6biITb B OCHOBHOM WCK/KOYEHbI WM
NMOATBEPXAEHDI OanbHENLW MMM MeANLMHCKUMM
obcneposaHMaAMU. O Kaxkaoro 3aboneBaHUA-MULLEHN
TpebyloTca pasHble 06cnef0BaHNUA, Hanpumep, NOBTOPHbIE
aHanu3bl. OAHAKO MOXKeT noTpeboBaTbCA M MOBTOPHLIN
CKPVMHUHT HOBOPOMKAEHHbIX, €C/M BPEMs B3ATUA KPOBM
6b110 BbIBPAHO HEeyAAYHO UK KOJIMYECTBO KPOBM Ha KapTe
6bI10 HEAOCTATOYHbIM.

MO3KHO M BblNIeUNTb 3TN 3aboneBaHNA?

Bce  ynomaHytble  meTabonuyeckme  3abonesaHusa,
UMMYyHOZEePULUTBI,  CEPMOBUMAHO-KNETOYHAsA  60/e3Hb,
3HAOKPUHHbBIE U HEPBHO-MbILLEYHbIE HAPYLLUEHWUA ABNAIOTCA
BPOXAEHHbIMX W MO3TOMY B OO/bLUIMHCTBE C/y4yaeB He

noagaroTcA  sedyeHuto. Kpome TOro, CBOeBpeMeHHoe
nevyeHune He MOXeT NONTHOCTbHO npeaoTBpPaTUTb
nocnencTenA 3abonesaHuA npu NOBbIX  COCTOAHUAX.

OpHaKo B 6ONBLIMHCTBE C/ly4aeB CBOEBPEMEHHOE NleyeHue
nossonsetr 60nbHOMY pebeHKy HOPMasbHO pPa3BMBATbCA.
JNleyeHne BKNtoYaeT B cebA cneumanbHylo AueTy, npuem
onpeaeneHHbIX NeKapCTB, a TaKKe KOHCY/1bTMpOBaHWE U
obyyeHue poauTtenei mepam NPodUNAKTUKMN.
CneumanucTbl no meTabonunsmy " ropMoHam
(SHAOKPUHONOIKM), FremaTosiorM, [ETCKME HEeBPONorU WAn
CNeunanncTbl N0 HapyweHUAM MMMYHHON cUCTEMbl MOTYT
NMPOKOHCY/NbTMPOBAaTb W OKasaTb MOMOLWb B  C/y4yae
noA03peHunn unn GakTnyeckoro 3abonesaHus.

C MoMeHMa e8cmynaeHUs 8 cusy 3aKOHa O eeHemuyecKol
duazHocmuke 8 2010 200y Komuccua no eeHemu4eckoli
duazHocmuke (GEKO) npu WHcmumyme Pobepma Koxa
oyeHUBaem HoBble MAcCo8ble CKPUHUH2U Ha 2eHemuyYecKue
3a6oneeaHud. Pykogodcmeo GEKO  Komuccuu  no
eeHemuyeckol  OuaeHocmuKke 0006puso  eHedpeHue
CKPUHUH208bIX ~mecmos 044  pPaHHe20  8blAs/AeHUs
mupo3suHemuu | muna, mAMen020 KOMOUHUPOBAHHO20
ummyHodleguyuma (SCID), cepnosudHo-KaemoyHol
60s1€3HU U cruHasnbHol meiweyHol ampoguu (SMA).



LIENIEBbIE 3ABOJIEBAHUA

ALpPEeHOreHNTaIbHbIA CUHAPOM

JHAOKpUHHOE 3abosieBaHWe, obycnoBneHHoe aedekTom
KOpbl HAZANOYEYHNKOB: MACKY/IMHU3ALMA Y LEBOYEK, MOKET
NPUBECTU K NIeTalbHOMY MCXOAY M3-3a OMACHbIX A/ XKU3HU
CO/eBbIX KPW30B. JledeHe rOPMOHaMM, XOPOLLMIA NPOTrHO3

(4actoTa BCTPEYAEMOCTH: npUMepHO 1/15 000
HOBOPOKAEHHBIX).

MoueBas 60/1€3Hb KN€HOBbIV CMPOT

Jedekt  pacwenneHus aMWHOKKUCNOT: HapyLlleHue

YMCTBEHHbIX CMOCO6HOCTEN, KOMa, BO3MOMKEH JieTasIbHbIl
ncxon,. JleyeHune BKAKOYAET CreuuanbHyo AueTy, NMPorHo3
06bI4HO XOpoLMiA (4acToTa BCTpedaemocTu: okosio 1/180
000 HOBOPOMKAEHHbIX).

Jdednumnt 6uotnHMaa3bl

AHOManNbHbIN MmeTabonnsm BUTaMMHA 61oTUHa:
nopakeHue KOXKM, MeTaboNnyeckue Kpusbl, HapylleHue
NCUXUKM, BO3MOMKEH JIeTaNibHbI Ucxoh,. JleyeHue nytem
BBeAEeHUA OMOTMHA, O4YeHb XOPOLMKM NPOrHo3 (YactoTa
BCTPEYaeMocTu: NnpumepHo 1/28 000 HOBOPOXKAEHHDIX).

[JedeKTbl KApHUTUHOBOTO 0ObMeEHa

Jedbekt meTabonnama KUPHbIX KUCNOT: meTabonunyeckue
KpW3bl, KOMa, NOTEHLMANbHO /ieTasbHbIA Ucxosd. JledeHue
BK/IOYAET CheLuMasnbHylo AMeTy, MPOrHO3 OYeHb XOPOLLUIA
(3abonesaemoctb: npumepHo 1/600 000 HOBOPOXKAEHHbIX).

[anakTo3emums

HapyweHue meTtabonmsma KOMMOHEHTA NAKTO3bl
(ranakTo3bl): NOMYTHEHWE XPYCTa/IMKa Na3a, HapylleHue
dU3MYECKOTO M YMCTBEHHOINO PAa3BUTUA, MNeEYeHoYHasn
HeA0CTaTOYHOCTb, BO3SMOMEH JIeTa/lbHbIM Mcxoa. JleyeHune
BK/IIOYAET CMNeLManbHyo AMeTy, NPOrHo3 06bIYHO XOPOLLMIA

(4acToTa BCTPEYAEeMOCTH: npUMepHOo 1/77 000
HOBOPOAEHHbBIX).

[nytaposasa aunaypua | Tuna

Oedekr paclienaeHua aMUHOKUCNOT: BHE3amMHbIn

MeTaboNIMYECKMI KPU3 C MOCTOAHHbIMK ABUraTeNbHbIMU
HapyweHuAMU. JleueHWe BK/KOYAET CneunanbHylo AueTy,
NPOrHo3 06bI4HO XOPOLLUMIA (YacToTa BCTPEYAEeMOCTU: OKOJI0
1/140 000 HOBOPOXAEHHbIX).

fmnotnpeos

BposkaeHHbIM  runotupeos:  CepbesHoe  HapyluieHue
YMCTBEHHOTO M GU3MYECKOro pa3BuTUA. JledeHue nyTem
BBEJEHWA  TFOPMOHOB, OYEHb  XOPOLWMWK  MPOrHO3
(3abonesaemoctb: 0kos10 1/3 000 HOBOPOXKAEHHbIX).

M3oBanepuaHoBas auuaemms

JedektT  pacwenneHna  aMMHOKMUCAOT:  HapylleHue
YMCTBEHHbIX CMOCOBGHOCTEN, KOMa, BO3MOMKEH JieTasibHblIl
ucxod. JleyeHne BKKOYAET cneuuasbHylo AWETy, NPOrHos
o4yeHb Xxopowwuit (3abonesaemoctb: npumepHo 1/90 000
HOBOPOXAEHHbIX).

Oedununt LCHAD, VLCAD

Oedbekt metabonvama  OJMHHOLEMOYEUHbIX  MKUPHbIX
KUCNOT: MeTabo/IMYeCcKMe Kpu3bl, KOMa, MbILIEeYHaa W
cepAeyHas HeAoCTaTOYHOCTb, MOTEHLMANbHO J/1eTaNbHbll
ncxon. JleueHvie BKIOYAET CneLuanbHyo anety, usberaHue
$a3 ronoga, nNPorHOo3 B LEJOM XOpolwwui (4acToTa
BCTpeYaemocTu: npumepHo 1/80 000 HOBOPOMKAEHHDIX).

Oedvunt MCAD

[OedektT npeobpasoBaHUA KUPHbIX KUCIOT B 3SHEPruio:
TMNOFIMKEMMUA, KOMA, BO3MOMEH JIeTa/ibHbIi  UCXOA,
JleyeHve nytem usberaHus ¢as rosoaa, O4YeHb XOPOLUUMN

nporHo3 (yactota okono 1/10 000

HOBOPOXAEHHbIX).

BCTPEe4YaemMoCTun:

deHnnKeToHypuUA

Jedekt B MeTabonnsme aMUHOKUCAOTbI beHUNaNaHWHa:
npyv OTCYTCTBUM JIeYeHUA NPUBOAUT K  HapyLeHUIo
YMCTBEHHbIX cnocobHocTel. YcnewHoe neyeHne,
OCHOBaHHOE Ha CrneunanbHOW [AMeTe, OYeHb XOPOoLUMK
nporHo3 (4actota BCTpeyaemoctTu: okono 1/10 000
HOBOPOXAEHHbIX).

Tupo3snHemuma | Tna

HapyweHune pacuienneHna aMMHOKUCAOTbI TUPO3UHA, YTO
NPy OTCYTCTBMM NIEYEHUA C MEPBbIX OHEN KU3HU MOKEeT
NPUBECTU K TAMKENOMY HapyleHUo (GYHKUUKU NevyeHu ¢
YKENTYXOMN U NOBbILEHHOM CKIOHHOCTBIO K KPOBOTEYEHUAM,
HapyweHuto GpYyHKLUM NOYEK U HEBPOIOTUYECKMM KPU3aMm.
JleyeHMe OCHOBAHO Ha MeAMKAMEHTO3HOM JlIeYeHUU
(HAUTU3MHOH) M ameTe ¢ orpaHuyeHMem 6esika, NPOrHo3
Xopowwuin (4actota BCTpeyaemoctn: okono 1/135 000
HOBOPOXAEHHbIX).

TaxKenblt KOM6UHUPOBaAHHbIN MMMyHOoAedUUUT (SCID)

MonHoe OTCYTCTBME  MMMYHHOW  3alluTbl:  BbICOKasA
BOCMPUMMYMBOCTb K  MHOEKUMAM U UHOEKLMOHHBIM
OC/IOXKHEHWMAM, HAYMHAIOWMMCA YXKe B MJIafeHYecTBe.

JleueHne c cobnofeHnem CTPOrUX TUIMEHUYECKMX Mep
NpegoCcTOPOXHOCTM.  Tepanua € UCMNOAb30BaHUEM
TPAHCMNAHTALMM KOCTHOrO MO3ra W/IM CTBOJIOBbIX KNETOK,
3amecTuTeNnbHans GpepmMeHTHas Tepanus. BosgepxuTecb oT
TPYAHOTO  BCKAapMAWBaHWA,  BaKLUMHALUKW  KUBbIMU
BaKLMHaMU unm nepenvBaHus HeobpaboTaHHbIX
MPOAYKTOB KPOBW. pU OTCYTCTBUM NeYeHUs BObLIMHCTBO
60/bHbIX [eTeil yMUpaloT B TeYeHUe OLHOro-AByX JeT
(3abonesaemoctb: NnpumepHo 1/32 500 HOBOPOKAEHHbIX).

CepnoBuAHO-KNeTo4YHan aHemusa (SCD)

Oedopmauma KpacHbIX KpPOBAHbIX Teney, (cepnoBUAHbLIX
KNEeTOK), NpUBOAALLAA K aHEMMUM, MOBbIWEHUIO BA3KOCTU
KPOBM W CHUXKEHMUIO [OOCTaBKM KUCNOPOAa K OpraHam.
[JonrocpoyHoe nospexxaeHune OpraHos. OcTpble
OC/IOXKHEHUA, BKAOYAA WMHGAPKT  MO3ra, MNOYeyHyto
HEeA0CTaTOYHOCTb, MHPAPKT CeNe3eHKM, CeNcUC U aHemMuio.
JleyeHue BKAKOYAET B CeHA KOHCY/IbTUPOBaHWE NauMeHTa 1
WMHCTPYKTaXX MO MOBEeAEHYECKMM Mepam, NpodUNaKTUKY
MHOEKUMIM  (Hanpumep,  BaKUMHAUMIO),  Ha3HauyeHue
TMOPOKCMMOYEBUHbI, NPU HEobXxoAMMOCTM nepenmBaHue
KPOBM, @ B HEKOTOPbIX C/Ay4yasxX - TPAHCMAAHTaLMIO
CTBOJIOBbIX KJETOK B KayecTBe [OMNOJIHUTE/NIbHOrO MeTosa
neyeHnsa. bes fneyeHMA CUMNTOMbI MOTYT MNPOABAATHCA
NPMMEPHO C  TPeTbero  Mecsaua  XM3HM  (YacToTa
BCTPEYaemMocTu: okos10 1/6 000 HOBOPOXKAEHHbIX).

CnuHanbHas MbileyHasn atpoous (CMA)

Oednunt onpegeneHHoro 6enka (6enka BbIKMBaHUA
LBUraTenbHbIX HEWpPOHOB (SMN)) npuBoAUT K
nporpeccupytoLLein MbILLEYHOM cnabocty,
COMPOBOMAAIOLLENCA CHUNKEHUEM ABUTaTENbHbIX HaBbIKOB
n HapylleHvem dYHKLMM NErKuX. JleueHue
MeAMKaMeHTO3Hoe U cMmnTomaTtuyeckoe (pusnotepanus,
peabunutauma,  optonegms,  ncuxonorus).  lNepsble
CMMNTOMbI 3aboneBaHus y getei ¢ MHOGAHTUABbHbIM SMA
(Hanbonee pacnpocTpaHeHHas U Taxenaa ¢dopma)
NoABAAIOTCA K LIECTUMECAYHOMY BO3pacTy. Mpu oTcyTcTBUM
NIeYeHUA 3TU AeTU YMUPAIOT B TeYeHUe OAHOro-AByX NneT
(3abonesaemocTb: npumepHo 1/6 700 HOBOPOMKAEHHbIX).




CKPUHUHI HOBOPOXAEHHbLIX HA MYKOBUCLUMXAOO3

Hapsgy ¢ obcnegoBaHMemM — HOBOPOXKAEHHbIX  HA
BPOXAEHHbIE 3abonesaHus obmeHa BELLECTB,
rOpPMOHasibHble, TeMaToI0rMYeckne, UMMYHHbIE U HEPBHO-
MbllIEeYHble  HapylweHWs, BaM  TaKXe  Mpeasoxar
obcnepoBatb pebeHka Ha Mmykosucumpaos. Llenb atoro
obcnepfoBaHUA - AMArHOCTMPOBATb MYKOBUCLMZAO3 Ha
paHHel cTagun, YTobbl KaK MOXKHO CKOpee HayaTb fieyeHune
M TEM CaMbIM YAYYWMWTb Ka4yecTBO M MPOAO/IKUTENBHOCTb
KM3HM  geTeid  C  MYKOBUCLMA030M. CKPUHWMHT  Ha
MYKOBUCLMA,03 peryanpyetcs cneumanbHbIMM
MONOMEHUAMM 3aKOHA O TrEHETMYECKOW [AMarHoCTUKe.
Cneaytowas nHbopMaLMsa NOMOXKET BaM MOATOTOBUTLCA K
KOHCY/IbTaLlMM C BPaYOM.

Y10 Takoe MyKOBMCUMAO3?

MyKOBMCUMAO03 - 3TO HacneAcTBeHHOe 3abosneBaHue,
KOTOpbIM CTpagaeT npumepHo oauH w3 3300 petei.
leHeTnyeckaa myTauuAa B Tak HasbiBaemom reHe CFTR,
npuBOAALLAA K HapylweHWo coneBoro obmeHa B
YKeNnesncTblx KaeTkax. 3To, B CBOKO oyepenb, CTUMyIuMpyeT
obpa3oBaHMe BA3KOM CNN3K B AbIXaTENbHbIX MYTAX U APYTUX
opraHax, 4To MpPUMBOAUT K TMOCTOAHHOMY BOCMA/IEHUIO.
TAXKeCcTb CMMNTOMOB MOXET BapbMpPOBaTbLCA B 3aBUCUMOCTU
OT TWNa TreHeTU4Yeckon MyTaumm. Yacto  dyHKUmA
noayKenyfo4yHON »Kenesbl oOrpaHuyeHa. Kak cneacrtsue,
OeTW, cTpajatowme oT 3Toro 3abosieBaHUA, YacTo MMEDT
HEA0CTATOYHbIN BEC U HE MOTYT MOJIHOCTbIO peanv3oBaTb
cBoW noTeHumnan pocrTa. B TaxenbIx cny4yasx
NOBTOPAIOLLMECH 3NU304bl TAXKENOW MNHEBMOHUM MOTYT
NPUBECTU K 3HAYUTEbHOMY HapyLeHUO GYHKLUN NETKUX.

Kak neuntb mykoBucumaos?

B HacToAwee BpemAa He cywecTteyeT 3PPEKTUBHOTO
neyeHuns MYKOBUCLMA03a. OpHako CUMMTOMbI
3a60/1€BaHUA MOMKHO YNYYLLIUTb UAN 06NErYUTb C MOMOLLLBIO
pasANYHbIX TepaneBTUYECKMX NoAX0A0B, 6narogapsa vyemy
NPOAO/IKUTENBHOCTb KU3HU nauveHToB c
MYKOBUCLIMA030M TMOCTOAHHO yBesnumBaeTtca. JleyeHue
MYKOBMCLMA03a BK/IAOYAaeT B cebA  WMHranAuMOHHYIO
Tepanuio U Gp13nMoTepanuto, BbICOKOKAOPUIHOE NUTaHWE U
MeamMKameHTbl. Kpome Toro, perynspHble obcnefoBaHus B
Cneunann3mpoBaHHbIX KAMHMKaXx no nevyeHuto
MYKOBMCLMA03a  HeobxoAumbl  Ana  TOro,  4TOObI
CBOEBPEMEHHO HayaTb JleYeHUe W MPOTUBOCTOATL JaxKe
pPaHHUM U3MEHEHUAM.

Moyemy BaxHo o6cnenoBaHMe HAa MyKOBMCLMA03?
CKPUHWHT Ha MYKOBWCLIMAO3 PEryIMPYETCA CneLmanbHbiMU
NMONOKEHUAMM 3aKOHa O TeHeTUYecKoW AuarHocTuke. Ecam
HauyaTb /leYeHUe Ha paHHel CTafvu, MOMKHO YIy4YlUUTb
du3nyeckoe passutme 60MbHbLIX AeTel. Takum obpasom,
MoBbILIAETCA BepoATHOCTb 6Gonee [onroi U 340poBOM
KU3HU.

Kak npoBOANTCA CKPUHMHT HAa MYKOBUCLMA03?

[na  CKpUHWMHra Ha MyKoBMCUMAO3 He Tpebyetcs
OOMONHUTENbHLIA  aHanM3  KpoBU.  CKPUHMHT  Ha
MYKOBUCLIMA03 MPOBOAMTCA B TO K€ BPEMSA U U3 TOTO XKe
obpasua KpoBM, KOTOpbIA bGepeTcA [A/1A  CKPUHWHIA
HOBOPOMAEHHbIX Ha BPOXAEHHble 3aboneBaHMA obmeHa
BEeLLEeCTB, TOPMOHaIbHble, FeMaTo/I0rMYECKMUEe, UMMYHHbIE U
HEepBHO-MbILLEYHbIE HApYLLEHWA Y Ballero pebeHKa.

Mpoueaypa 3ak/ao4aeTcd B TOM, YTO HECKO/IbKO Kanesb
KpPOBU (M3 BEHbl WAW MATKM) MOMELLAIOT Ha KapTOYKYy M3
bunbTpoBaNbHON Bymarn U OTNPABAAIT B CKPUHUHIOBYHO

nabopatoputio. CHavana onpeaensetca bepmeHT
MMMyHOpeaKkTMBHbIN  TpuncuH  (IRT). Ecam  pesynbtat
YKa3blBaeT Ha MOBbILIEHHOE 3HaYeHWe, B TOM e obpasue
KpPOBW MPOBOAMTCA NOBTOPHOE MCCAef0BaHME Ha Hanuuve
naHKpeaTuT-accoummpoBaHHoro  6enka  (PAP). Ecau
pe3y/ibTaT BTOPOro TecTa TaKKe OKaXKeTcs HEHOPMa/bHbIM,
Ha ToMm ke obpasue npoBoauTca AHK-TecT (reHeTuyeckui
TecT), 4Ttobbl BbIABUTL Hambosnee pacnpoCTpaHeHHble
reHeTMYeckMe MyTauuMu, KOTOpble BCTpevaroTca npwu
MyKoBucumMao3e. Ecnn o6HapyKeHbl 04HA UK ABE FeHHble
MyTaLuKn, pe3ynbTaT CKPUHUHra TpebyeT aasnbHellwero
obcnenosaHuA. OfHaKo ecnu pesynbTaT MepBoro TecTa
(IRT) oOKaxeTca CUAbHO OTKIOHAKWMUMCA OT HOPMbI,
pe3ynbTaT CKPUHWUHra TpebyeT NpPoBepKU, U AanbHewnwue
nccnefoBaHWA He NpPoBOAATCA. Bce aTanbl TecTMpoBaHWA
o6beanHEHbI AnA 0becneyeHns MaKCMManbHO TOYHOCTU U
HaZEeXHOCTU pe3ynbTaToB. B oyeHb peaKkux cayyasx
BO3MOHO, YTO MYKOBMCLMAO3 NPUCYTCTBYET Y pebeHKa, HO
He BbIABNEH 3TUM pPaHHUM CKPUHWHIOBbIM TecTom. B
COOTBETCTBUMU C TpeboBaHUAMM 3aKOHA O TFeHeTU4ecKown
OMarHoCTUKe Bpay AOJ/IKeH 06CcyauTb C BaMu 3TOT BOMPOC
[0 TOro, Kak Ball HOBOPOMKAEHHbIM pebeHOK 6yaer
obcnefoBaH Ha MykosBucuMAo3. Ecam npu  poxapeHum
pebeHKa MNpUCYTCTBOBasa aKylepKa WM aKyLIepCKUi
denbalep, CKPMHUHT Ha MyKOBMCLMAO3 Y Ballero pebeHka
MOXeT OblTb MNpOBefeH Bpayom (Hanpumep, B pamKax
obcneposaHua U2) B Bo3pacTe A0 YeTbipex Hegenb. B atom
cnyyae TpebyeTcA AOMNONHWUTENbHbLIA aHanvM3 Kposu. B
OT/IMYME OT CKPUHWMHIA Ha MYKOBUCUMAO03, CKPUHWMHT
HOBOPOXAEHHBIX Ha BPOMXAEHHble 3abonesaHus obmeHa
BELLECTB, TOPMOHA/IbHbIE, FeMaTO/IOrMYeCcKUe, UMMYHHbIE U
HEPBHO-MbILLEYHbIE  HapylWweHWs B uaeane  LOKeH
npoBoAMTLCA B nepuos € 37-ro no 72-i 4Yac KWU3HW,
MOCKO/IbKY, B OT/IMYME OT CKPUHUHIA Ha MyKOBUCLMAO3, ANA
GONbLIMHCTBA TecTUpyemblix 3aboneBaHUi  pelatoliee
3HaYeHne nmeeT Hemea/IeHHOe Hayao NieveHus.

Obpasel, KpoBM Bawero pebeHka 6yaeT XpaHWUTbCA B
TeyeHue Tpex MecALEB Noc/e NPoBeAeHUs TecTa, a 3aTemM
6yAeT YHUUTONKEH.

KTo cooblmT Bam 0 pesynbTaTax 06cnenoBaHUA M KakoBa
npoueaypa nocneaytouiero HabnogeHna?

B TeueHune 14 pHelt nabopaTopus COOBLWMT Bam, ecau
pesynbTaTbl  UCCNeL0BaHUA  MNOTPeOYOT  AasbHeNWwnx
nencteuid.  Ecnm pesynbTaT  OKaKeTcA  HOPMAsbHbIM,
HWKaKaa MHGopmauua He byaeT nNpenocTaBAeHa, eCAun Bbl
He 3anpocuTe ee B ABHOM BuAe. B cnyyae nonyveHus
pe3ynbTaTos, TpebytoLmnx OOMONHUTENBHOTO
obcnefoBaHUA, Bpay HanpaBuT Bac B CNeLuann3vpoBaHHoe
yypexaeHue, rae Bbl CMOXETe MpoBEeCcTM MOBTOpPHOE
obcnepoBaHMe Balwero pebeHKka. PesynbTaTt, Tpebyrowmii
LaNbHeNWero  AuarHoctuyeckoro  obcnenoBaHus,  He
O3HayaeT, YTo y Bawero pebeHKa MykosBucUMAO03. JIMwwb
OAMH Y3 nNATU fAeTeld, 4YbW  pe3ynbTaTbl  TpebyroT
OanbHelwero AMarHocTMyeckoro obcnenoBaHus,
OEUCTBUTENbHO  CTPajaeT  MYKOBUCLMUAO30M. OpHako
BEPOATHOCTb TaK Ha3blBaeMoW reHeTu4yecKom
npeapacnonoXKeHHOCTH NoBbIWAETCS. [eHeTuyeckue
HOCMTEeNW 340POBbl, HO MOryT NepeaasaTb 3TOT NPU3HAK
cBoemy notomcTey. B nwobom cnyyae Bam  byaer
npeasoXKeHo reHeTUYecKoe KOHCY/NbTUPOBaHWe, YTobbl Bbl
MOT/IN NONY4YUTb NONHYH Mchopmau,mo O 3Ha4eHun 3Toro
pe3ynbtata. [lepBbim warom B LleHTpe mykoBucuMAo03a
ABnAeTcA  noAatBepaatowee obcnepsosaHue,  06blYHO



MOTOBbIN TECT, M BCe AanbHelwwme warn 6yayT obcyxaaTben
c Bamu. loToBbili TecT 6e3onaceH M 6e3bonesHeH U He
OKa3blBAaeT HMKAKOro HanpsasKeHua Ha Bawero pebeHKa. Bbi
6yneTte npovHbOpPMMpPOBaHbI O pesy/bTaTax cpasy nocie
TectTupoBaHua. MoxeT noTpeboBsatbcs  AanbHeliwee
nccnenoBaHue.

3a Bamu ocTaetcsa nocsiesiHee CI0BO B OTHOLUEHUW Balero
pebeHKa.

Yuactve B 06C/nef0BaHMM Ha MYKOBMCLMAO3 NABAAETCA
[06p0oBO/IbHBIM. Pacxoabl Ha obcnesfoBaHVe NOKPbIBAOTCA
3a cyeT 06M3aTe/IbHOrO  MEeAMLUMHCKOTO  CTPaxoBaHMA.
PesynbTaThl  ob6cnefioBaHWA  ABAAIOTCA  NPeAMeToM
BpayebHOlM TallHbl M He MOryT 6biTb MepeaaHbl TPETbUM
nvuam  6e3  Bawero cornacusa. B cayyae  nosyyeHus
aHOMa/NbHbIX Pe3y/bTaToB aHa/NU30B C BamMu HEMEeaeHHO
cBAXyTCA. MO3TOMY B TECTOBOM KapTe HEOOXOAMMO YKas3aTb
Homep TenedoHa, a TaK¥Ke afpec, N0 KOTOPOMY C Bamu
MOMHO CBA3aTbCA B MepBble HECKOJbKO AHei nocne
poxkaeHun pebeHka. Bbl umeete npaso B nwoboe Bpems
oTO3BaTb CBOe cornace Ha  obcnefoBaHWe  Ha
MYKOBMCLMAO3. PelleHre B No/b3y UM NPOTUB CKPUHMHTA
Ha  MYKOBMCUMAO3  [AO/KHO  MPUHMMATbCA  nocse
TWaTeNbHOro 1 060CHOBAHHOrO paccmoTpeHus. Bbl Bceraa
morkete obcyauTb cBou npobnembl C Bpadamu. ITOT
reHeTUYECKUI CKPUHUHT  Ha MyKOBMCLUMAO03 ofobpeH
Komucecueld no reHeTUYecKoi AnarHocTuke npu MHCTUTYTe
Po6epTa Koxa.

CBOP/OBPABOTKA AAHHbIX

MepcoHanbHble  AaHHble,  Kacalowmeca  KOHTAKTHOW
MHPOPMALMM 3aKOHHbIX OMEKYHOB M AaHHbIX O 340P0Bbe
HOBOPOXAEHHbIX, 06pabaTbiBalOTCA C Leblo NPoBeAeHUs
pacwmnpeHHoro CKPUHMHIA HOBOPOXAEHHbIX B
cooTBeTCTBMU € npeKkTneoi o aetax (G-BA) cornacHo ct. 9
ab3. 2 6. a GDPR. [ononHuTtenbHble uenn obpaboTku,
TakMe KaK BbICTaB/NEHME CYeToB, [JAOKYMEHTUpOBaHMe
nabopaTopHbix  ycayr M obecneyeHuMe  KayecTsa,
OCYLLECTB/AOTCA B COOTBETCTBUM CO CT. 9 ab3. 2, 6. b GDPR.
Momumo ob6pasia KpoBM A8 CKPUHMHIOBOrO TecTa, B
KapTOYKy Ans  TecTUpOBaHWUA BHOCUTCA  caeaylolian
UHbopmauma: uma Bawero pebeHka (4N8 NpaBUAbHOMO
oTbopa obpasua), MHGopMaLUA O POKAEHUMN (4N OLEHKM
[OCTOBEPHOCTU UM MEAWLMHCKOTO MOATBEpPXKAeHUs), a
TaKXe Bale MMA W KOHTaKTHaA MHbopmaums (ans cBasu ¢
BamMM B C/y4ae OOHAPYXEHUA OTKAOHEHWIH, OTNPaBKK
pe3ynbTaToB TeCTa, BbICTABAEHUSA CYETOB M HANOMUHAHMIA).
TecT-KapTa, coAep:Kawaa Bce  BblWenepeynuceHHble
[aHHble, OTNPaBAAETCA B KOHTPAKTHyl0 JlabopaTopuio,
KoTOpas npoBoAUT pacwmpeHHbIn CKPUHUHT
HOBOPOMAEHHbIX W/UAN  CKPUHUHT Ha  MYKOBMCLMAO3.
[laHHble Ha TecToBOW KapTe 06pabaTbiBatOTCA M XpaHATCA B
IT-cucteme  nabopatopumn. Pesynbrathl obcnenoBaHuA
ABNAIOTCA  MEAWUUMHCKMMM  3aK/OYEHUAMU,  KOTopble
XPaHATCA B NCEBAOHMMU3NPOBAHHOM BUAe B TeyeHue 10
neT. TecT-KapTbl C OCTaTKAMM KPOBM YHUUTOXKAIOTCA yepes
TPW MecALa Noc/ie 3aBeplleHuns npoueaypbl. Bawm gaHHble
M OaHHble Bawero pebeHKa He 6yayT obpabaTtbiBaTbCcs B
Lensax, OT/IMYHbIX OT YKa3aHHbIX, U He ByayT nepeaasaTtbea
TPETbUM NNLAM, HE UMEIOLLMM HA TO MOJHOMOYUNA.

OTBETCTBEHHOCTb 3@ 3aLUMTY [JaHHbIX HecyT ciegylouime

nua:

— Baw akywep ans nosnyyeHus wuHbopmaumm, cbopa
[AaHHbIX, NONy4eHUA cornacus

— B KadectBe nosiyyatens - snabopatopus, KOTOpoK
Nopy4YeHO MNpoOBeLeHWEe CKPUHUHIA HOBOPOMKAEHHbIX,
nepejaya pesynbTaToB, YMNPaBAEHME KOHTaKTaMu W

HaNnOMMHaHWUAMM
- B cnyyae 0bHapyKeHun aHomanum -
CNeuuannsMpoBaHHoe  ydpexaeHue Mo  Bawemy

BbI6OPY 415 MPOBEAEHUA YTOUHAIOLLEW ANArHOCTUKM
— M, BO3MOKHO, /IeYalym BPayoM MO yXO4y 3a BalUMm
pebeHkom

Bbl MMeeTe npaBo 3anpocuTb y to6oro onepatopa AaHHbIX
MHOOPMaLMIO O MePCOHaNbHBIX AaHHbIX, XPaHALLMXCA O BaC
M Bawem pebeHKe. Bbl TaK¥Ke MOXeTe 3anpocuTb
UCMpaBAeHME HETOUYHbIX AAHHbIX WAM  OrpaHuyeHue
06paboTkn. Mo Bonpocam M npobnemam, CBA3AHHbIM C
3aLUMTOM AAHHbIX B CBA3M CO CKPUHMHTOM HOBOPOMKAEHHbIX,
obpauwaiitecsb:

YHuBepcuTeTcKasa KnnHuka Meiigenb6epra (UKHD)
LleHTp AEeTCKOM M NOAPOCTKOBOI MeAULMHDI
LeHTp meTtabonansma Aurtmapa Xonna

CKPUHUHT HOBOPOXKA,EHHDbIX

Im Neuenheimer Feld 669

69120 Heidelberg

TenedoH: 06221 56-8278, -8475

dakc: 06221 56-4069

E-mail: neugeborenenscreening@uni-hd.de
Be6-caiit: www.ukhd.de/ngs

UAN KOHOUAEHLMANBbHO COTPYAHUKY MO 3alUMTe AaHHbIX
YHMBepCUTETCKON KNNHWKK Meliaenbbepra:

E-mail: datenschutz@med.uni-heidelberg.de

Bbl Take umeeTe npaBo NoAatb anoby B opraH mno
Hag3opy 3a 3aluMToW [JaHHbIX, €CAW  CcYuTaeTe, uTo
06paboTka BaWMX MNEPCOHa/NbHbIX [aHHbIX HapylaeTt
3aKOHOLATENbCTBO O 3aliMTe AaHHbIX. OTBETCTBEHHbIM
OopraHOM MO HaZ30py 3a 3aWMTOM  AaHHbIX  AAA
YHUBEPCUTETCKOWN KNIMHUKK Feigenbbepra senseTca:

FfocyaapcTBEHHbIN YNONHOMOYEHHbIN NO 3aluTe AaHHbIX
n ceoboge uHpopmauum (Landesbeauftragte fiir den
Datenschutz und die Informationsfreiheit) BbapgeH-
BiopTrembepr

MouToBbiii agpec: Postfach 10 29 32, 70025 LUTyTrapt
KéHnurwrpacce 10a, 70173 LWryTtrapt, Fepmanus

TenedoH: 0711 615541-0

dakc: 0711 615541-15

dneKTpoHHas nouta: poststelle@Ifdi.bwl.de

WHTepHeT: www.baden-wuerttemberg.datenschutz.de

Ecnun Bawm onaceHus no NoeBoAy 3alMTbl AAHHbIX CBA3aHbI
¢ MHdopmaumein, cbopom AaHHbIX, COrNacMem, yXo40M Uan
YTOYHAKOLWEN AMArHOCTUKOM, MOXKANYWNCTa, CBAMKUTECH C
OTBETCTBEHHbIM 3a BacC /IULLOM.

MpaBo cnucaHma

PaclWwmpeHHbIN CKPUHMHT HOBOPOMKAEHHbBIX U CKPUHWUHT Ha
MYKOBMUCLMAO3  ABNAKOTCA  A0OPOBONbHbIMW.  Bbl  He
0653aHbl NPMHMMATb 3TU NPEASIOKEHUA U MOKeTe B Ntobo
MOMEHT MOJIHOCTbIO MM  YacTMYHO OTO3BaTb WX C
coxpaHeHWeM cunbl Ha b6yaylee. OT3bIB He BAWAET Ha
3aKOHHOCTb YK€ MpOBeAeHHOMW 06paboTKM  AaHHbIX.
Mokanyicra, OTNpaBbTe Ball OT3blB MO KOHTAKTHbIM
OaHHbIM  MeTabonnyeckoro ueHTpa [uTmapa Xonna
(UKHD) - CKpUHMHI HOBOPOXAEHHbIX, YKa3aHHbIM Bbille.



3AABIIEHUE O COINMACUN HA OBCIIEAOBAHUE HOBOPOXOEHHbIX

Umsa pebeHKa :

[ata poxKaeHus :

(unu knelikaa smukemka)

AI/Mbl 6blIM NOAPOBHO MPOMHGOPMMPOBAHLI O CKPUHWMHIE HOBOPOMKAEHHbLIX Ha BPOMKAEHHble 3aboneBaHMs obmeHa

BeLlWecTs,

rOpMOHa/ibHble, UMMYHHbIE, remaToN1I0rM4eckme, HepBHO-MbllWEYHble HapyWweHUA U CKPUHUHIE HOBOPOXKAEHHbIX

Ha MyKoBMCLMAO3. A/Mbl NPOMHGOPMMUPOBAHLI O BO3MOMKHbIX HEraTUBHbIX MOCAEACTBUAX AN MOero/Hawero pebeHka B
C/lyyae 0TKa3a OT OTAE/bHbIX YacTel CKPUHUHIA HOBOPOXKAEHHbIX.

Moe/Halue cornacue BK/OYaET NpPoBeAeHME PACLIMPEHHOrO CKPMHUHIA HOBOPOMKAEHHbIX Ha BbileyNOMAHYTbIE Lenesble
3abon1eBaHuA U/UAKN NpoBeLeHME CKPUHMHIA HA MyKOBUCLMA03. Cornacue BKAOYAET B ce6 B KaXKLOM Cayyae:

v\ nepefaya TecT-KapTbl (KOHTaKTHaa MHbOPMaLMA, AaHHble O POXKAEHWM U obpasel, KPOBM) OT Ballero axyllepa B
KOHTPaKTHYI NabopaTopuio ANs NPOoBeAeHNA CKPUHUHIA HOBOPOXKAEHHbIX.

v/ B c/iydae, eCin pesynbTat TecTa TpebyeT A0MNONHUTENILHOrO UCCeA0BaHMA: KOHTAKT mexay fabopaTtopueit u Bamu
AR 3anpoca MOBTOPHOW TecT-KapTbl/BTOporo obpasua KpoBM A/ AaNbHEWLEero WCCAefoBaHWsA, BKAKOYAs
ynpasieHue HanoOMUHAHUAMM.

v/ B cAyyae aHOMaNbHOrO pesy/bTaTa TecTa: KOHTaKT Meay nabopatopueil M Bamu C LE/bl0 NpeaocTaBaeHus
MHGoOpMaLuMM O JanbHeMwwux npoueaypax M BblGOpe CMNeuMann3MpoBaHHOMO YYpEeXAeHUa AN npoBeAeHus
[AMarHoCTMYECKOro UCCNeA0BaHNA, @ TaKKe

nepesaya pesybTaToB aHAM30B M BALUMX KOHTAKTHbIX AaHHbIX B BbI6paHHOE CMeLmMann3mpoBaHHOe yupexkaeHve
C LLe/1bi0 CBOEBPEMEHHOM ¥ HEC/IOXKHOM 3anNUCK HA AMArHOCTUYECKOe UCCNef0BaHMe.

nepegaya pesy/ibTaToB aHaM3a U3 nabopatopuu nevallemy Bpady B 601bHULE C LLebo KOOPAMHALMU OKa3aHWA
MeAMLMHCKOM NOMOLLM, NPU YCI0BUW, YTO HA MOMEHT MPOBEAEHUA CKPUHMHTIA Ball pebeHoK BCe elle HaxoauTcs
B 6onbHULE.

KOHTaKT mexay nabopaTtopuei U BaMu C LLe/IblO HAaMOMUHAHWA, €CAW Bbl HE ABWAMCb Ha yToYHAOLWEee
obcneposaHue.

nepefaya pesybTaToB yTOUHALLEro 06CneA0BaHNA U3 CNELMaM3UPOBaHHOIO yupeskaeHms B n1abopaTtopuio Ans
NPOBEpKM KayecTsa.

Cornacue
H/Mbl Aaem cornacue Ha nposegeHune cneayrowmx aKkCcnepTmns, BKAYana nobble nepegayvn gaHHbIX U KOHTAKTbl C TPETbUMU
NMuamu, NnpegHasHaveHHble A15 3TOM uenv (noXKanyicra, OoTMETbTe COOTBETCTBYIOLLEE MOAe):

@) CKPVHUHT HOBOPOXKAEHHbIX Ha NepeyncieHHble Lenesble 3ab6onesaHus (cTp. 3)

O CKPUHMHT Ha MyKoBMUCLMAO3 (cTp. 5)

Cornacvie ABnsieTc [06POBONAbHBLIM M MOXET BblTb OTKIOHEHO WAM OTO3BaHO B /itoboe Bpemsa 6e3 06bACHEHMA MPUUKH.
[ononHuTebHY0 MHGOPMALMIO O 3aLMTe AaHHbIX MOXKHO HANTU Ha CTpaHuLe 6.

Jama, umeHa ne4amuoimu GyKeamu, noonucu 3aKOHHbLIX OfeKyHos 8 coomeemcmeauu co cm. 9 a63. 2 6. a GDPR (no
KpaliHeli mepe, 00H020 30KOHHO20 OMeKyHad)

Jama, pamunua neyamHsimu 6yKeamu, NOONUCL 8pavd, Mpedocmasfaowe2o UHphopmayuro 8 coomeemcmeuu ¢ § 8 ab3.

1 GenDG

370 3aABNEHMNE O COr/IaCUM OCTAEeTCA y OTNPaBUTENs obpasLa.
Cornacve Ha CKPUHUHT HOBOPOXAEHHbIX WMAM OTKa3 OT 4acTU MPOrpaMmbl CKPUHWMHIA [AO/KHbI ObiTb OTMEYeHbl B
dunbTpOBaNbHOW ByMaXKHOM KapTe AN1A CKPUHWUHIA HOBOPOKAEHHbBIX B OTBEAEHHbIX A1 3TOr0 NOAsAX.
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