Newborn Screening Program PeeCTp I_I pO Fpa MMbl
New YorkV\S/?eiseW[;)ethaSt;r:r?tr of Health C Kp MHUHIA H9 BO pO)K.D.e HHbIX
o o208 wtata Heto-Nopk (New Yo rk
bsmo@hentnygor State Newborn Screening

(518) 4737552 Patient Registry)

www.wadsworth.org/LTFU

[To3HaHMe Ha OCHOBe onbiTa —
3aor nyyiwero 6yaywero

Y J U Ve ¥ [ N

Wadsworth
Center

Department
of Health

NEW
YORK
STATE
ussian »
20510 (Russian) 5/22




Yto Takoe peectp lNporpammbl CKPMHMHIA HOBOPOXKAEHHbIX
wTtaTa Hbto-Mopk (New York State Newborn Screening
Patient Registry)?

DTO MPOEKT, 3afja4ya KOToporo — cbop MeanUUHCKON MHGOPMALUN O AETSX C

ofHVM 13 3ab05eBaHMI, onpeaensemMblX NPy CKPUHUHIE HOBOPOXKAEHHbIX B
wraTe Hbto-Nopk.

B uem BaxkHOCTb peecTtpa [Mporpammbl CKPUHWHTA
HOBOPOXAeHHbIX WwTaTa Hbto-MopK?

- Kaxpoe 3aboneBaHvie U3 CnMcKa NaHenn CKPUHMHIa HOBOPOXAEHHbIX
ABNAETCA PeKNM.

- PeecTp aacT nocTaBILMKaM MeAULIMHCKIX YCIYT BO3MOMXHOCTb U3yUnTb
MHPOPMaLMIO O NaLMeHTax, MOMMO NOMYYaoLWMX leYeHNe B NX KIMHUKE.

« 9Ta MHPOPMaLIA MOMOXKET NOCTaBLIMKAM MEAVNLIMHCKUX YCIyT 60Mblue
y3HaTb O 3a60N1eBaHNAX, BKIOUEHHbBIX B NaHEeNb CKPUHMHIa
HOBOPOX/EHHbIX, 1 O JyULLNX MeToflax NeyeHu.

« PeecTp ynyulmT CKPUHUHI HOBOPOX/AEHHbIX ANA BCeX AeTeil B WwTaTe
Hbto-Vopk!

Kakas nHdopmauma nognexut coopy?

« [laHHble 06 M3MEeHeHNAX AMarHo3a sallero pebeHka
- [laHHble 0 YacTOTe NOCEeLIEHNS KIIVHUKK BalLUM peGeHKoM

« laHHble 06 VHbIX NMOCTaBLUMKaX, NPeAOCTaBNAOWMX MEANLINHCKOE
obcnyxmBaHve Balemy pebeHKy

- [laHHble 0 noceleHnr 6ONbHNULbI BaWM pebeHKoM
« [laHHble 06 OCHOBHbIX 3Tanax pPa3BUTKA 1 0Opa3oBaHWA Ballero pebeHKa

« [laHHble O TWMe CTPaxXOBOro MOKPbITVA Bawwero pebeHka
(T. €. CTPAxoBOro MOKPbITUA HET, YaCTHOE, FOCYAAPCTBEHHOE UM
denepanbHoe CTpaxoBoe MOKpbITUE)

« [laHHble 06 ypoBHe Ballero obpa3oBaHus
« [laHHble 0 NnaHe NevyeHns Bawero pebeHka

Kaknm obpasom byget cobmpatbca nHdopmaumna?

MocTaBLMK MEOULMHCKNX YCNYT Ballero pebeHka 6yaeT BBOAUTb
MHGOpPMaLMIO B 3aLUULLEHHYIO OHMANH-ccTeMy. [laHHble OyayT HaxoAUTbCA
nof, KOHTponeM CoTPyAHUKOB lNporpammMbl CKPUHMHIA HOBOPOXKAEHHbIX
wrata Hbto-Mopk.

Kakum obpasom 6yaeTt ncnonb3oBatbca nHGopmaumns?

- MoCTaBIWIKN MEANLIMHCKUX YCYT WwTaTa Hblo-Mopk cMmoryT nogath 3anpoc
Ha nosyyeHne 06e3nnmyeHHON NHGOPMaLMK, YTO O3HAYAET, UTO HUKaKMe
“UMeHa nnun nHbopmaLus, HeNOCPeACTBEHHO UaeHTUdMLMpPYioLLas Bally
Cemblo, He ByayT pasrnalleHbl.

« [locTyn K 3TON MHpOpMaLmK NosyyaT TONbKO NOCTaBLUMKY MeANLNHCKUX
yCnyr Npy HAMEPEHWM UCMOMb30BaThb ee, YToObl 6osblUe Y3HATb O
3a60/1eBaHNAX, BKITIOYEHHDIX B MAHENb CKPUHWHIA HOBOPOXKAEHHDBIX, U O
NyYLINX MeToLAX JleYeHu .

« OCHOBbIBasACb Ha OMbITe BaLlero pebeHKa u Apyrx NaLMeEHTOB C TaKUM Xe
3ab0neBaHNeM, NOCTABLYUKN MeAVNLMHCKAX YCIYT CMOTYT NPUYMHOXNWTb
CBOW 3HaHUsA 1 B Byayuiem NomMoub 60/blUeMY KOTMYECTBY ntofen!

Kaknm 06pa3om faHHble Moero pebeHka OyayT BHECEHDbI B
peectp?

« [laHHble Balero pebeHKa MOryT GblTb BHECEHbI B PEECTP UCKITIOUYNTENIBHO
C BaLLero cornacus.

« MoCTaBWYMK MeANLNHCKUX YCITYT Ballero pebeHkKa BblgacT Bam Gopmy
cornacus.

« Ecnn Bbl XOTUTE, UTOODBI BaLl pebEHOK NPVIHSAM yyacTue B MPOeKTe,
nognuwnTe 1 BepHUTe GopMy NOCTaBLUNKY MEAULMHCKIX YCIYT BaLLero
pebeHKa.

« MocTaBWYK MeANLUHCKUX YCIYT OTNPaBUT GopMy COTPYLHUKAM
Mporpammbl CKPYHUHFA HOBOPOXKAEHHDBIX 1 HAUHET BBOAWTD
NHOOPMALMIO B 3aLLMLLEHHYIO OHMANH-CUCTEMY.

Kak gonro mown pebeHok 6yaet npnHMMaTh yyacTue B
npoekre?

- Baw pebeHok OypeT yuacTHMKOM npoekTa Ao foctuxkeHma 18 net. Koraa
emy (ern) ncnonHuTcA 18 neT, Mbl 3aNpPOCKM ero (ee) cornacve NPOAOIKNUTb
yJyacTve B MpoeKTe Ao JocTmxkeHua 21 roaa.

« Bbl MOXeTe noTpeboBaTb NpekpaTnTb COop MHGOPMALMK O BalleM
pebeHke B ntoboe Bpemsa. Coop nHbopmaumu byneT npekpalleH C aatbl
rnosly4eHus BaLlero 3anpoca.

- Bbl TakXKe MoXxeTe BbiBeCTU pebeHKa 13 npoekTta. CobpaHHan
nHdopmauma byaeT yaaneHa u3 peectpa, U fanbHenwmnin coop
nHopmMaLmm byaet npeKkpaLleH.
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