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% SOUTH CAROLINA 3asaBneHue pop,meneﬁ O Hecornacuum yvyacrtBoBaTb B nNporpamMmme
PUBLIC HEALTH CKPUHWHIra HOBOPOXAEHHbLIX MO PEJINTUO3HbLIM yGe)KAeHVISIM

DPH

A aBnsock poauTenem Unn 3akOHHbIM ONMEKyHOM
pebeHka, pogmsLUerocs B KOxHon KaponuHe. A npolly He npoBOAUTb aHanms Moemy
pebeHKy B BUAE CKPMHUHIA CYyXOro NsiTHa KPOBW ANsi BbISIBIEHWUSI CKPbITbIX, CMEPTENbHO ONacHbIX
meTabonuyecknx 3abonesaHum n remornobuHonaTnn. A noaTBEPXKAAKD, YTO TAKOM OTKa3 OCHOBaH Ha
penurnosHbix yoexaeHusix. CornacHo 3akoHy HKOxxHon KaponwuHel, pasgen 44-37-30(C), eaMHCTBEHHOM
A0ONYCTUMOW NPUYNHOM AN TaKOro oTkasa SBMATCS penurmosHble yoexaeHus.

A noHumato, 4To Mo pebeHOK MOXET NONYYMUTb NOBPEXAEHME MO3ra, ero 340POBbI0 MOXET ObITb HAHECEH
WHOW Bpea Unn OH MOXeT YyMepeTb, eCnn He ByaeT AnarHocTMpoBaHo 3aboneBaHne, KOTOpoe MOXHO BbISIBUTb
NyTeM CKPMHWHIra CyxXoro nsiTHa KpoBW. S MOHUMato, 4TO NoA0OHbIV Bpes 300POBbH MOXHO CHU3WUTb Un
npegoTBpaTUTb NYyTEM PaHHEN OMArHOCTUKM U NeYeHus. A NoHMMato, Y4To 3TK 3aboneBaHus kak NpaBumio
npoTekatT 6eCcCMMNTOMHO U MOTYT NPUCYTCTBOBaTb Y pebeHka, KOTOpbIv BbIrMAAUT 300POBbIM. A NOHMMALD,
YTO aHanM3 B BUAE CKPUHMHIA CyXOro NATHa KPOBU — 3TO JTyYLLNA CNOCcob BbISABNEHWS NOAOOHbBIX HApyLLUEHWIA
Ha paHHen CTaamu, 1 Takon aHanu3 B NaHOBOM MOPSIAKE NPOBOAUTCA ANs KaxX4oro pebeHka. A noHumato, 4to
Takomn aHanu3 npoBoauTcs BbICTPO, NErko, 1 YTO ero pesynbTaThl ABMASAITCA KOHUAEHUManbHbIMN. A
MOHUMaL0, YTO TAKOW aHanNMn3 yxe MHOrO NeT SABNAETCA CTaH4AaPTHLIM BUOOM CKPUHWUHIA ON1S BCEX AeTeun,
poxaeHHbIX B KOxHon KaponuHe 1 Ha gpyrux Tepputopuax CoeanHeHHbIx LLTatoB AMepuku.

MeHsi B NofTHoM o6beme NPOoMHAOPMMPOBArnM, U S YETKO NMOHUMA0 BO3MOXHbIE paspyLUMTENbHbIE
nocneacTBuUst ANsi 300poBbs Moero pebeHka, ecrnm Takon CKPUHMHE CyXOro NsTHa KpoBu He ByaeT
npoBoAnTbLCA. MeHs B MONHOM 06beme NPOouHEOPMUPOBArK, U S YETKO NMOHMMat0 NpPerMyLLLECTBa aHanuns3a u
XpaHeHunsi obpasLoB kpoBu. MHe ganu Gpolutopy, BbinyLLeHHYo [enapTameHToM o6LeCcTBEHHOro
3apaBooxpaHeHunst KOxHol KaponuHbl, B KOTOPOK onucaHbl 3aboneBaHust, BbisBNISSeMble B HACTOSsILLEE BPEMS
C NMOMOLLIbIO TAKOrO aHanM3a, a Takke pasbsiCHEHbl MPenMyLLECTBA aHanm3a u xpaHeHusi obpasLoB kposu. A
TaKkKe MoHMMalo, YTO B CllyYyae OTCYTCTBUS BO3PaXKEHWUSI C MOEN CTOPOHbI, MoeMy pebeHKy npoBeniu Gbl
aHanu3 Ha 371 3aboneBaHusi. MHe Gbina NnpegocTaBneHa BO3MOXHOCTb 3a4aTb BOMNPOChI, kKacaroLmecs
TaKoro aHanusa u aTux 3aboneBaHuii, 1 Ha BCe MOM BOMPOCHI AaHbl YAOBNETBOPMBLUME MEHS OTBETbI.

A ocBoboxgato OT OTBETCTBEHHOCTU U KakMX-Nnbo npeTeH3nn [lenapTtameHT o6LLeCTBEHHOMO
3npaBooxpaHeHus KoxxHon KaponuHel, poaunbHbeIn oM, nyuo(-a), OTBETCTBEHHOE 3a cbop 0b6pasuoB Ang
CKPUHWHIa Cyxoro NsiTHa KpoBW, a Takke noboe apyroe usnyeckoe nnm topuanyeckoe nmuo,
nonararoLieecs Ha aHHoe 3asiBNeHne 0 Hecornacuu, 3a nobble TpaBMbl, 60NEe3HN N/Mnn NocNeacTBuS,
BKIIlO4asi CMepPTb Moero pebeHka, KoTopble MOryT NPOU30MTU C MOMM peBEeHKOM B pedynbTaTte MOero oTkasa
y4acTBOBaTb B CKPUHMHIE CYXOro NATHa KPOBMW.

PoguTtens: HaTta:

Csupgetensb:

NMPUMEYAHWE OJ1A MOCTABLUMKOB. 3ta hopma Heobxoanma TonbKo B TOM Cryvae, ecnv poguTenb Unm
3aKOHHbIN OMEKyH OTKa3blBaeTCs y4acTBOBATb B aHanNM3e 411 BbIABNEHUS BPOXAEHHbIX HAPYLLIEHWUI
MeTabonunama v remorrnobuHonaTumn.
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MHCTpyKUMKM No 3anofHeHuto 3asiBNeHUs poguTenen o
Hecornacum no penurnosHbim yoexxaeHmam 1804-RUS-DPH

LIENIb: OaHHas dopma ncnonb3yetcsa coTpyaHUKamMmmn 60MbHUL, OTAENOB 30paBOOXPAHEHMS U OPYTMX MEANLMHCKNX
yqpem,quMPl Ona JOKYMEHTUPOBaHUA Hecornacua y4actBoBaTb B CKPUHUHIE HOBOPOXAOEHHbIX OI1A BblABIIEHUA
BPOXAEHHbIX HApyLUeHUA MeTabonmnama 1 remornobrHonaTumn No PENUrMo3HbIM YOeXXaAeHNIM.

NnoAPOBHbLIE UHCTPYKLINU:

BepxHun pasgen: ®. L. O. poauTtenen nnv onekyHoOB B yka3aHHOW CTpoke nevaTHbiMu BykBamu. ®. . O. 1 gaTta poxaeHus
pebeHKa B ykasaHHbIX CTPOKax nevaTHbIMy ByKBamu.

HKHWI pasgen: Pogutenb nnu OnNeKkyH CTaBUT CBOU ®.N.0.n YKa3blBaeT AaTy B COOTBETCTBYKOLLEM MECTE.
Ceuaetenb ctaBut ceom @. 1. O. u YKa3blBaeT AaTy B COOTBETCTBYHOLLEM MECTE.

AOMWHUCTPATVBHbLIE PEMNTAMEHTbBI U XPAHEHWE OTtnpaBbTe opurMHan no noyte Ha agpec: Newborn Screening
Follow-up Program, Division of Women and Children’s Services, SC DPH, Mills/Jarrett Complex, Box 101106, Columbia,
SC 29211. OgHa konusa MoxXeT nepefasaTbCst poauTento unu onekyHy. OgHa Konus no cornacoBaHuio noMeLlaeTcs Ha
XpaHeHne B COOTBETCTBYHLLUN apXUB OTAENa 34paBooXpaHeHns/MeaydpexaeHnn, rae ata oopmMa Obinia nognmncaxa.
dopma JoMmKHaA XpaHUTLCS COrNacHo NnaHy XpaHeHUsa MeAULNHCKOW AOKYMEHTaLNN.
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