Kak npuHATb y4yacTtue B
nporpamme ScreenPlus?

Mocne poxaeHnsa pebeHka

O B MEOULVHCKOM YUYpeXxaeHuu,
y4acTBYIOLLEM B NMUOTHOM
nporpamme ScreenPlus, 4neH
nccrnefoBaTenbCKon rpynmnbl MOXeT
HaBeCTUTb Bac, YTOObI 06CyanTb
BOMPOCHI, KacarLmecs nporpaMmmeil.
JononHuTensHy MHOPMaLUIO
TakXe MOXXHO NMoSy4YmTb Ha HalleMm
Beb cante www.ScreenPlusNY.org.

BpeMs Ballero npebbiBaHus

B O0NbHULE, Mbl MO3BOHUM UK
OTNpaBMM 3NIEKTPOHHOE NMCbMO NMbo
TEKCTOBOE COO0O6LLEHNE Yepes nopTan
ON8 naumMeHToB 60MbHULLbI, YTOObI
y3HaTb, XOTUTE N Bbl NPUHSTb
y4yacTue B nporpamme.

c )) Ecnu Mbl He cBAA3anucb ¢ BaMu BO

C AeTansiMu uccrenoBaHus, Bl
CMOXeTe peLunTb, XOTUTE NN Bbl,
4YTOOLI Ball pebeHoK npoLuen
CKPVHVHT 1151 BbISIBIIEHUS
OOMNONHUTENBHbIX 3aboneBaHnii 13
nepeyHs nporpammbl ScreenPlus.

Bbl MoXeTe 3apernctpmpoBaTtbCcs Ans
ydyacTus B nporpamme B ntoboe
BpeMSs, OTCKaHMPOBaB NPUBEAEHHbIN
HWXXe KO Uy NoceTuB BeO cTpaHuLy
https://redcap.link/screenpluspass.

, [Mocne Toro kak Bbl 03HAKOMUTECH

Obs3aTenbHO NMU MHe
yyacTBoBaTb B nporpamme
ScreenPlus?

HeT. PelwieHune ocTaetca Ha Balle
ycMoTpeHue. [laxke ecrniv Bbl OTKaXXETECh OT
[ONoNHUTENBHOro ob6cneaoBaHns, pebeHok
BCe paBHO OyeT OCMOTPEH B paMKax
CTaHZapPTHbLIX CKPMHUHIOBBIX NpoLeayp.

lMo3dpaensieM ¢ nonosiHeHUeM 8 saweu
ceMbe U KesaeM 8cez20 Hausy4yuezo!

Ecnu y Bac ecTb Bonpochkl U
3aMe4vaHusi, CBSXKUTeCb C Hamu!

ScreenPlus | 347.920.6085
screenplus@nyulangone.org
www.ScreenPlusNY.org
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Bedyuwuu uccrnedosamersib yeHmpa
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WccnepnosaHve npoBoauTCs npu
noagepxke HaumoHanbHbIX MHCTUTYTOB
3apaBooxpaHeHus CLUA (National Institutes
of Health) coBmecTHO ¢ [lenaptameHTOM
3apaBooxpaHeHus wrata Heto-Mopk
(New York State Department of Health,
DOH). MNoceTtuTe Haw Beb canT, 4TOOLI
03HaKOMUTbLCS CO CMIUCKOM CMOHCOPOB
CO CTOPOHbI MPOMbILLIIEHHbIX U
NpaBO3aLUUTHbIX OpraHn3aunin, KoTopble
OKa3bIBaOT HAM AOMOMHUTENBbHYIO
noagepXKy 1 noMoratoT paclmpuTb
oXBaT MUCCreaoBaHus.

OTtckaHupyinte QR koA, 4yTOObI Y3HATb
6onblie unu 3aperucTpupoBatbca!

CJeO®
|

ScreenPlus®

NMunotHasa nporpamma
MO CKPUHUHTY
HOBOPOXAEHHbIX



Yto Takoe ScreenPlus?

q O CKpPUHUHre HOBOPOXAEHHbIX

Bckope nocne poxaeHusi Bce MnageHubl, poavBLUMECS

B Hilo-Mopke, npoxoasT ckpuHUHrosoe obcneaosaHmue
Ha BbisiBfieHne 6ornee yem 50 n3nevnmbix 3aboneBaHuin,
CMOCOGHbIX NOBMMATL HA UX 300pOBbLE. Lienblo CKpUHUHIa
SIBNSIETCA paHHee AnarHoctupoBaHve 6onesHu,

KOTOpOe AacT BO3MOXHOCTb NPOBECTU CBOEBPEMEHHOE
BMeLLaTENbCTBO M NeveHne. bonbwe uHgopmayuu
MOXHO Hallmu Ha cmpaHuuye
https://www.wadsworth.org/programs/newborn.

Y/, HayuHoe nccnepgoBaHue c npoBegeHuem
/’ OOMOJIHUTENIbHOIrO CKPUHUHTIa Ha
BbisiBfieHMe peakux 3abonesaHumn

ScreenPlus — aT0 nccnegosaTenbckas nporpamma,
B paMKax KOTOPOW pOAUTENSAM HOBOPOXAEHHbIX,
POAMBLUMXCA B MEAMLIMHCKUX yupexaeHusax Hbto Mopka
1 BbIGpPaHHbIX ANS y4acTus B MUMOTHON NporpaMme,
npeanaraeTcs NPOBECTU CKPUHWMHI HOBOPOXAEHHbIX Ha
BbIfiBMeHne 14 4ONONHUTENbHbIX peAKnx 3abonesaHni,
KOTOpbl€ Ha AaHHbIN MOMEHT He BXOAAT B NepeyveHb
6onesHen cTaHAapPTHOrO CKPMHUHIa HOBOPOXAEHHbIX
B Hilo Mopke. Mol BIGpanu aTu 3abonesaHus,
MOCKOJSbKY OHU ABMAIOTCS NOTEHLMANbHO CEPbE3HbIMU
60ne3HsIMM, HO NX PaHHEee BbISBIEHNE MOXET YNyyLUnTb
ncxon. B yuncno atux 14 3aboneBaHuin BXOAAT:
nednunt ccpmHrommenuHassl (Acid Sphingomyelinase
Deficiency, ASMD), BOCKOBUAHbIV NMMNOdYCLMHO3
2-ro Tuna (Ceroid Lipofuscinosis Type 2, CLN2),
uepebpoTeHanHO3HbIN xonectepo3d (Cerebrotendinous
Xanthomatosis, CTX), 6onesHb ®abpu, 6onesHb lowe,
GM1-raHrmno3ngos, 4epmunT TM30COMHOW KUCION
nunasbl (Lysosomal Acid Lipase Deficiency, LAL-D),
MeTaxpomaTtuyeckas nenkoguctpodus (Metachromatic
Leukodystrophy, MLD), mykononucaxapugos Il Tuna
(Mucopolysaccharidosis Il, MPS Il), mykononucaxapunno3s
Tuna IlIB (MPS 11IB), mykononucaxapungo3s tuna VA
(MPS IVA), mykononucaxapugos tuna VI (MPS VI),
mykononucaxapugo3s tuna VIl (MPS VII) n 6onesHb
HumanHa — lNMuka Tnna C (Niemann-Pick Disease Type C,
NPC). Ymobsl y3Hamb 6onbwe 06 amux 3abonesaHusix,
nepetidume o ccoinke https://www.einsteinmed.edu/
research/screenplus/conditions-tested/.

..00.
' Mocnepytouee neyeHne 1 NOMoLWb CEMbe

B Tex pegkux cny4vasx, korga pesynbtaT aHanusa
OKa3blBaeTCHd NONOXUTErbHbIM, Bpa4 nporpamMmmabl
ScreenPlus cBaxeTcsa ¢ BaMu A4na HadHavyeHsa ocmMoTpa
n o6cy>|<,qu|/|;| ,EI,aJ'IbHeﬁLIJVIX LaroB no neyvyeHunto
pebeHka. Bawero neguatpa Takxe yBeAOMST.

Yero oxuaartb B criyyae
yyacTtus moero pebeHka
B nporpamme ScreenPlus?

Na6opaTtopusi Mo CKPUHUHF ANarHOCTUKe
HOBOPOXAeHHbIX Hbto Mopka nposeaeT

aHanus B3siToro y pebeHka obpasua Ha Hanuume
[OMNONHUTENbHbIX 3aboneBaHuii. Y pebeHka 6onblue
He byayT 6paTb AOMONHUTENbHbIE 06pas3Lbl
kpoBu. OcTanbHble TeCTbl ByayT NPOBOAUTLCSA Ha
o6pasLie KpoBK, B3ATOM U3 NATKM HOBOPOXAEHHOTO

B XO4€ CTaHAapTHOIO CKPUHMHra.

Y 6onblUNHCTBA AeTewn pe3ynbTaThl TecTa He
nokasblBatoT OTKITOHEHUE OT HOPMbI, U MO3TOMY

Mbl GonblUe He cBsA3biBaemcs ¢ poautenamu. K
TOMY MOMEHTY, kak pebeHKy NCMOMHUTCS OAUH
Mecsil, pe3ynbTaTbl UCCeA0BaHUs B pamKkax
nporpammbl ScreenPlus 6yayT BKNtoYeHb! B
CTaHOapTHbIA OTYET O CKPMHUHIE HOBOPOXAEHHOTO,
KOTOpbIN ByaeT gocTyneH ero neguatpy. B

crnyyae nonoXuTenbHOro pesynsrata c Bamu
HanpsiMyto CBSXXeTCs Bpay nporpammbl ScreenPlus,
crneunannanupyrLLnics Ha HacrneaCTBEHHbIX
3aboneBaHusAX.

Ecnun y pebeHka ectb kakoe nnbo 3aboneBaHne

13 nepeyHst nporpammel ScreenPlus, nyylie y3HaTb
06 9TOM Kak MOXHO paHbLue. [ina Bcex 3aboneBaHui,
OuarHocTupyembix no nporpammMe ScreenPlus,
CyLlecTBYyOT 0f00peHHbIe YnpaBneHnem

Mo KOHTPOJSIO KayecTBa MULLIEBbIX MPOAYKTOB

1 nekapcTBeHHbIX npenapaToB (Food and

Drug Administration, FDA) meToanku nevexHns nnm
OeNCTBYOLME KNMMHUYECKNE UCTIbITaHWS.

[Mpy CKPpUHUHIEe HOBOPOXAEHHbIX BCEraa CyLlecTByeT
BEPOSATHOCTb JTIOXKHOMOMOXUTENBHbBIX PE3YyNbTaTOB.
OpHow u3 uenew nporpammel ScreenPlus sBnseTcs
CHUXXEHWE KONMMYeCTBa JTOXXHOMOIOXUTENbHbIX
pesynbTaToB, MO3TOMY Mbl UCMOMNb3yeM
MHOrOYpPOBHEBbIV MOAXOA, K TECTUPOBAHMIO. ITO
0O3HayvaeT, YTO eCcnu pe3ynbTaT NepBOro CKPUHUHIa
OyAeT BbIXOAMTb 3a nNpeaenbl HopMbl, o6pasey byget
nccneaoBaH ¢ NpUMeHeHMeM Apyroro Metoaa, Ytoobl
pesynbraT 6bIn MakcMMarnbHO TOYHbIM.
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Kaknm oGpa3om 3awmuieHa
KOH(pMAEeHUNanbHOCTb AaHHbIX
Moero pedeHka?

B pamkax nporpammbl ScreenPlus HekoTopas Balua
nnYyHas nHopMaL s COAEPXNTCS B 3aLlLULLEHHON
naponem 6ase faHHbIX, KOTOpas XpaHMTCA 3a
6paHgmayapamm Albert Einstein College of Medicine.
Mbl XpaHum aTy MHOpMaLUio B TEYEHWE NPUMEPHO
Tpex mecsueB, nocne yero yaansiem ee. bonee
noApo6HYI0 MHEOPMaLMO O TOM, KaK Mbl 3aLyuLLaem
BalLUW AaHHble, MOXHO HalNTN B hopme cornacus B
pasaerne c onucaHneM paspeLueHus,
npeaycMoTpeHHOro 3akoHOM 0 MOBUNBHOCTH 1
NnoAOTYETHOCTU MeAuLUUHCKoro ctpaxoBaHus (Health
Insurance Portability and Accountability Act, HIPAA).

YT06bI NONYYNTH AONOMHUTENBHYIO MHbOPMaLMio

0 TOM, Kak 3aLyLieH obpaseL, KpOBU BaLLEro
pebeHka, nocetTuTe Beb caiT, ykasaHHbI B pasgene
«O CKPUHWHIEe HOBOPOXAEHHbBIX».

3ayemMm MHe y4yacTBOBaTb
B uccnegoBaHumn?

Mporpamma ScreenPlus MOXeT NOMOYb BbISIBUTb
penkue 3aboneBaHus Ha paHHeln cTaguu, Ao
NosIBIIEHNSI CUMMNTOMOB.

PaHHasa ANarHOCTUKa MOXXeT MoMOo4Yb BaLueMy
peGeHKy I'IOJ'Iy‘-II/ITb ne4vyeHue, ecrnm oHO emy
Heobxoaumo.

370 UccrnegoBaHve MOXeT NOMOYb ByayLUM
OETAM KaK MOXHO paHblUe NocTaBUTb ANarHos u
NonyyuTb NeYeHue.

YyacTtue B nporpamme 6ecnnaTHo.

[MaBHOe, YTO 51 yCBOMIIA U3 HALLEro onbiTa
60pb6bI C peakon 6onesHblo, — 3TO TO, YTO
ropasfo nyuile y3HaTb 0 3a6oneBaHuu
pebeHka Kak MOXHO paHblue

— Nam Kpoynu 3upptoc
(Pam Crowley Andrews),

MaTb AeBoyek bennb (Belle) n 366u (Abby),
XuBYLLMX ¢ 6onesHblo HuMaHHa — lMuka Tuna C1 (NPC)

Coyypedumenb U ucrnoaHuUmernbHbil
dupekmop Firefly Fund



