Kak npuHATbL yyacTue B
nporpamme ScreenPlus?

Mocne poxaeHns pebeHka

O B MEOULUHCKOM YUYpexaeHuu,
y4acTBYIOLLEM B MUOTHON
nporpamme ScreenPlus, uneH
nccnefoBaTenbCKOW rpynmnbl MOXeT
HaBeCTUTb Bac, YTobbl 06CyanTh
BOMPOCHI, KacalroLmnecs nporpaMmmeil.
[ononHutenbHyo nHdopmMaumto
TakXe MOXHO NONy4YnTb Ha HalIeM
Beb cante www.ScreenPlusNY.org.

BpeMms BalLero npebbiBaHus

B OOMNbHULLE, Mbl MO3BOHUM UK
OTNPaBUM 3NIEKTPOHHOE NMCbMO NMN60o
TEeKCTOBOE CO0bLLEeHME Yepes nopTan
Ons naumMeHToB 00NbHULIBI, YTODbI
y3HaTb, XOTUTE N Bbl MPUHATb
y4yacTue B nporpamme.

c )) Ecnun mbl He cBsi3anucb ¢ BaMu BO

C AeTansiMy UCCreaoBaHus, Bbl
CMOXETEe peLunTb, XOTUTE NN Bbl,
4YTOObI Bal pebeHoK npoLuen
CKPVIHMHT 47151 BbIABIIEHUS
[OMNOMHUTENBHBIX 3aboneBaHuin U3
nepeyHs nporpammbl ScreenPlus.

Bbl MOXXeTe 3apernctpupoBaTtbCcs AN
yyacTusi B nporpamme B noboe
BPEMS, OTCKAHMPOBAB NPUBEAEHHbIN
HWXKe KOA, UM NOCETUB BeO cTpaHuuy
https://redcap.link/screenpluspass.

, [Nocrne Toro Kak Bbl 03HAaKOMUTECH

Obsa3aTenbHO NN MHe
y4yacTBoBaThb B NporpamMmme
ScreenPlus?

HeT. PelwieHne octaeTcs Ha Balle
ycMoTpeHue. [laxke ecnu Bbl OTKaXXeTecb OT
OononHuTensHoro obcnenoBaHns, pebeHok
BCE paBHO OygeT OCMOTPEH B paMKax
CTaHOaPTHbIX CKPUHUHIOBLIX NpoLieayp.

Ecnu y Bac ectb Bonpochl u
3amMeyvyaHus, CBAXXUTeCb ¢ Hamu!

718.283.6342

screenplus@maimo.org
www.ScreenPlusNY.org

Gabriel Kupchik, M.D.
Bedywut uccnedosamernb yeHmpa
Maimonides Medical Center

Menucca BaccepwTanH
(Melissa Wasserstein), M.D.
Bedywut uccrnedosamersb npoepamMmmbl
ScreenPlus
Children's Hospital npu Montefiore
University Hospital for Albert Einstein
College of Medicine

NccnepgoBaHve npoBoguTCsa nNpu
noanepkke HaumoHanbHbIX UHCTUTYTOB
3gpaBooxpaHeHus CLUA (National Institutes
of Health) coBmecTHO ¢ [lenapTameHTOM
3apaBooxpaHeHus wrata Heo-Mopk
(New York State Department of Health,
DOH). MNoceTtute Haw Beb canT, 4TOOLI
03HAKOMMUTbLCS CO CMIUCKOM CMOHCOPOB
CO CTOPOHbI NPOMBbILLIEHHBIX 1
npaBo3aLLMTHbIX OpraHn3aumi, KoTopble
OKa3blBAKT HAM JOMONHUTENBHYIO
NOAOEPXKKY M MOMOratT paclUMpuUTb
oxBaT UCCrefoBaHus.

lNo3dpaensiem ¢ nonosiHeHUeM 8 eawel
ceMbe U esiaeM 8cez20 Hausly4yuwezo!

LJO®

ScreenPlus®

NMunoTHasa nporpamma
NO CKPUHUHIY
HOBOPOXAEHHbIX

OTtckaHunpynTe QR koA, 4TOObI y3HaTb
6onble unu saperucTtpupoBaTtbes!



Y10 Takoe ScreenPlus?

Q (0] CKPUHUHIre HOBOPOXAEeHHbIX

Bckope nocne poxaeHusa Bce MnageHLbl, poauBLLMecs

B Hblo-Mopke, npoxoasT ckpuHMHrosoe obcreaosaqme
Ha BblsiBNeHue 6onee Yyem 50 nanevymmbix 3abonesaHui,
CMOCOBHbIX NOBMUATL Ha UX 300pOBbe. Llenbto ckpuHuHra
ABNSETCA paHHee AnarHocTnuposaHue 6onesHu,

KOTOPOE AacT BO3MOXHOCTb NPOBECTN CBOEBPEMEHHOE
BMeLLaTenbCTBO U neveHune. bonbwe uHpopmayuu
MOXHO Halmu Ha cmpaHuue
https://www.wadsworth.org/programs/newborn.

7 HayuHoe nccnegoBaHue c npoBefeHuem
/’ OOMNOJNTHUTENbHOIro CKPUHUHIa Ha
BbisiBNeHUe peaKnx 3aboneBaHum

ScreenPlus — 310 uccnegoBaTtenbckasi nporpamMmma,
B pamMKax KOTOPOW poANTENAM HOBOPOXAEHHbIX,
POAMBLUMXCA B MEAULIMHCKNX yupexaeHunsx Hito Vopka
1 BblOpaHHbIX ANS y4acTusi B NUNOTHOW Nporpamve,
npeanaraeTcs NPOBECTU CKPUHWHT HOBOPOXAEHHbIX Ha
BblSIBMieHNe 8 JONONHUTENBHbIX peakux 3abonesaHui,
KOTOpble Ha AaHHbIA MOMEHT He BXOAAT B NepeyeHb
©onesHeln CTaHAAPTHOrO CKPUHUHIA HOBOPOXAEHHbIX B
Hbto Mopke. Mbl BbiGpanu 3Tv 3a60neBaHnst, NOCKOMNbKY
OHU ABNSOTCS NOTEHLUMANbHO Cepbe3HbiMU BonesHamu,
HO UX paHHee BbISIBMIEHNE MOXET yNny4ylnTb ncxoq. B
4ncno aTux 8 3aboneBaHuii BXOAAT: AedULMUT KNCNON
cchuHrommenunasbl (Acid Sphingomyelinase Deficiency,
ASMD), HENPOHHbI BOCKOBUAHbIA NUNOMYCLNHO3
2-ro Tuna (Ceroid Lipofuscinosis Type 2, CLN2),
uepebpoTeHamHanbHbln kcaHTomaTto3s (Cerebrotendinous
Xanthomatosis, CTX), 6one3Hb ®abpu, 6onesHs lowe,
GM1-raHrnno3naos, AeuumnT NMM30COMHOW KMCIOW
nunasbl (Lysosomal Acid Lipase Deficiency, LAL-D),
6one3Hb HumaHHa — Muka Tuna C (Niemann-Pick
Disease Type C, NPC). Yto6bl y3HaTb 6onblue 06 aTmx
3aboneBaHusx, nepengute no ccoinke https://www.
einsteinmed.edu/research/screenplus/conditions-tested/.
..O..

Mocnepytouee neyeHne U NOMoLbL ceMbe

B Tex penkux cnydadx, korga pesynbtaTt aHanusa
OKas3blBaeTCAd NONIOXKUTENbHbIM, Bpa4 nporpamMmbl
ScreenPlus cBsxeTcsi ¢ BaMy AN Ha3Ha4YeHUs OoCcMOTpa
n OGCY)K,D,GHVIH AarnbHenLWmnX LWaroB Nno NeYyeHuno
pe6eHKa. Bawero negunartpa Takxe yBegoMAT.

Yero oxupartb B cny4yae
y4yactusi moero pebeHka
B nporpamme ScreenPlus?

JlabopaTtopusi N0 CKPUHUHT AnarHoCTuKe
HOBOPOXAeHHbIX Hbto Mopka nposeaeT

aHanus B3aToro y pebeHka obpasua Ha Hanuume
[ONonHUTENbHbIX 3aboneBaHun. Y pebeHka 6onbLue
He ByayT 6paTb [4ONONMHUTENbHbLIE 06pa3Lbl KPOBMU.
OcTanbHble TecTbl ByayT npoBoAnTLCA Ha obpasue
KPOBW, B3SITOM M3 MATKM HOBOPOXAEHHOTO B X04€
CTaHOapPTHOrO CKPUHMHrA.

Y GonblUMHCTBA AeTel pesynbTaTbl TeCTa He
MoKasbIBalOT OTKIOHEHWE OT HOPMbI, M MO3TOMY

Mbl 6onblUe He cBs3biBaemcs ¢ poautenamu. K
TOMY MOMEHTY, Kak pe6eHKY UCMOSNTHNUTCS OAUH
MecsiL, pe3ynbTaThl NUCCNef0BaHNS B paMKax
nporpammel ScreenPlus 6yayT BKAOYEHbI B
CTaHAapPTHbIN OTYET O CKPUHWMHIE HOBOPOXAEHHOTO,
KoTopbIN ByaeT gocTyneH ero neguatpy. B

chny4vae NonoXuTenbHOro pesynsrara c Bamu
HanpsiMyt CBSXXETCsi Bpad nporpammbl ScreenPlus,
cneumanusnpyoLMincs Ha HacneacTBeHHbIX
3aboneBaHuAX.

Ecnu y pebeHka ecTb kakoe nnbo 3abonesaHmne

13 nepeyHs nporpammbl ScreenPlus, ny4yiie y3HaTb
06 3TOM Kak MOXHO paHbluUe. [1ns Bcex 3abonesaHui,
AnarHoctupyembix no nporpamme ScreenPlus,
cylecTBytoT 0go6peHHble YnpaBrneHnem

M0 KOHTPOJIO Ka4eCcTBa NULLEBbLIX NPOAYKTOB

1 nekapcTBeHHbIX npenapaTtos (Food and

Drug Administration, FDA) meToguku nevyeHus nnu
AeNCTBYyOLWMNE KNMMHUYECKNE UCTbITaHUS.

[Mpun CKPMHUHIe HOBOPOXAEHHbIX BCErAa CyLlecTByeT
BEPOSATHOCTb JTOXKHOMOMNOXNUTENbHbIX Pe3yNnbTaToB.
OpHou u3 uenew nporpammbl ScreenPlus aBnsieTcs
CHWXXEHWE KONMMYECTBA JTOXKHOMONOXMUTENbHbIX
pe3ynbLTaToB, NMO3TOMY Mbl UCMOSb3YEM
MHOFOYPOBHEBbIN MOAXOA K TECTUPOBAHUIO. DTO
03HavaeT, 4YTo ecnv pe3ynbTaT NePBOro CKPUHMHTA
OyaeT BbIXOAUTb 3a NpeAenbl HOpMbl, 0bpa3sel OyaeT
nccrefoBaH ¢ NpUMEHeHEM Apyroro Metoaa, Ytobbl
pe3ynbTaTt 6bl1 MakCUMarnbHO TOYHbIM.

Russian/Version 3.0/Maimonides Site

Kaknm ob6pa3om 3awmiueHa
KOHPUAEHUNANbHOCTb AaHHbIX
Moero pebeHka?

B pamkax nporpammel ScreenPlus HekoTopas Bawa
nnYyHas UHOPMaLMS COAEPXKNUTCS B 3aLLMLLEHHON
naponem 6a3e AaHHbIX, KOTOpas XpPaHUTCS MOz
3awuTon bpaHamayapos Albert Einstein College

of Medicine. Mbl xpaHuM 3Ty MHpOpMaLNIO B TEYEHNE
NPUMEpPHO Tpex MecsLeB, Mocne Yero NpoBoOAUM
NpOBEepKy kayecTBa AaHHbIX U yaansem ux. bonee
noAapobHyo MHOPMALIMIO O TOM, Kak Mbl 3aLyuLLaemM
Ballly MHOPMaLUIO, MOXXHO HanTun B hopme
cornacwvs B pasgene c onvcaHnem paspeLleHus,
npeaycMoTpeHHOro 3akoHOM 0 MOBUIBLHOCTH U
nogoTYETHOCTU MEANLMHCKOro cTpaxoBaHusa (Health
Insurance Portability and Accountability Act, HIPAA).

YT106bI NONYYMTb AOMOMHUTENbBHYO MHOPMaLMIO

0 TOM, KakK 3aluLleH ob6paseL, KpoBM BaLLEro
pebeHka, noceTuTe Beb calT, yka3aHHbI B pa3gene
«O CKPUHWHIEe HOBOPOXAEHHbBIX».

3a4yeM MHe yYyacTBOBaTb
B nccneagoBaHun?

Mporpamma ScreenPlus MOXeT NOMOYb BbIIBUTb
penkune 3aboneBaHnsa Ha paHHen cTagun, 4o
NnosiBNeHNs CUMMNTOMOB.

PaHHss anarHoctuka MoXeT MoMOoYb Ballemy
pebeHKy Nony4nTb NeYeHne, eciivm OHO emy
Heobxoanmo.

3T0 nccnegoBaHe MOXeT NOMOYb GyayLUM
OETSIM KaK MOXXHO paHbllie NOCTaBUTb ANarHos u
Nony4YnTb NneyeHue.

YyacTue B nporpamme 6ecnnaTHo.

[MmaBHOe, 4TO A ycBOMNA 13 HaLLEero onbiTa
60opbbObI ¢ peakon 6onesHb, — 3TO TO, YTO
ropaspo nyuue y3Hatb 0 3aboneBaHun
pebeHKa Kak MOXHO paHbLUue

— MNam Kpoynu Supproc
(Pam Crowley Andrews),
MaTtb geBo4vek bennb (Belle) n 366um (Abby),
XuByLmnx ¢ 6onesHbio HumaHHa — lMNMuka Tuna C1 (NPC)

Coy4ypedumerib U UCMOAHUMEbHbIU
dupexkmop Firefly Fund



