Kak npuHATbL yyacTue B
nporpamme ScreenPlus?

Mocne poxaeHus pebeHka

O B MEOULUHCKOM YUYpexaeHuu,
y4acTBYIOLLEM B MUOTHON
nporpamme ScreenPlus, uneH
nccnefoBaTenbCKOW rpynmnbl MOXeT
HaBeCTUTb Bac, 4Tobbl 06cyanTb
BOMPOChI, KacarwLLmnecs nporpaMmmbl.
[ononHutenbHyo nHdopmMaumto
TakXXe MOXHO MOMy4YMTb Ha HaLLeM
Beb cante www.ScreenPlusNY.org.

BpeMms BalLero npebbiBaHus

B OOMNbHULLE, Mbl MO3BOHUM UK
OTNPaBUM 3NIEKTPOHHOE NMCbMO NN6o
TEeKCTOBOE CO0bLLEeHME Yepes nopTan
Ons naumMeHToB 00NbHULIBI, YTODBI
y3HaTb, XOTUTE NN Bbl MPUHATb
y4yacTue B nporpamme.

c )) Ecnun mbl He cBsi3anucb ¢ BaMu BO

C AeTansiMy UCCreaoBaHus, Bbl
CMOXeTEe pPeLUnTb, XOTUTE NM Bbl,
4YTOObI Bal pebeHoK npoLuen
CKPVIHWHT 47151 BbIABIIEHUS
[OMNOMHUTENBHBIX 3aboneBaHui U3
nepeyvHs nporpammbl ScreenPlus.

Bbl MOXXeTe 3apernctpupoBaTtbCcs AN
yyacTtus B nporpamme B noboe
BPEMS, OTCKAHMPOBAB NPUBEAEHHbIN
HWKe KOA, U NOCETUB BeO cTpaHuuy
https://redcap.link/screenpluspass.

’ [Nocrne Toro Kak Bbl 03HAaKOMUTECH

Oba3aTenbHO NN MHe
y4yacTBOBaThb B NporpamMmme
ScreenPlus?

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

Mo3dpaesnisiemM ¢ nonosiHeHuUeM e eawel
ceMbe U XefaeM ece20 Hausny4uez0!

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

ScreenPlus | 929.525.6428
screenplus@montefiore.org

www.ScreenPlusNY.org
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WccnepoBaHune npoBoanTcA npu
nogaepxke HaunoHanbHbIX UHCTUTYTOB
3apaBooxpaHeHus CLUA (National Institutes
of Health) coBmecTHO ¢ [lenapTameHTOM
3apaBooxpaHeHus wraTa Helo-Mopk
(New York State Department of Health,
DOH). MNoceTute Haw Beb canT, 4TOOLI
03HaKOMMUTbCS CO CMNCKOM CMOHCOPOB
CO CTOPOHbI NPOMbILLUNIEHHbIX U
NnpaBO3aLMTHbIX OpPraHn3auun, KoTopble
OKa3blBalT HAM LOMNOSHUTENbHYIO
NoAAEPXKY 1 MOMOratT pacluMpuUTb
oXBaT UCCreaoBaHus.

OTtckaHmpynTe QR koA, 4TOObI y3HaTh
6onblie unu 3aperucTtpupoBaTtbes!
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NMunoTHaa nporpamma
NO CKPUHUHTY
HOBOPOXAEHHbIX



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 NX 300pOBbe. Llenbto ckpuHUHra
ABNSETCA paHHee AnarHocTuposaHue 6onesHu,

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

7 HayuHoe nccnegoBaHue c npoBefeHuem
/’ OOMNOJTHUTENIbHOIrOo 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 CKPUHWUHT HOBOPOXAEHHbIX Ha
BblSiBMieHNe 14 AoNONHUTENbHbIX peaknx 3abonesaHui,
KOTOpble Ha AaHHbIA MOMEHT He BXOAAT B NepeyeHb
bonesHel cTaHAAPTHOrO CKPUHUHIA HOBOPOXAEHHbIX
8 Hbto Vopke. Mbl BbIGpanu a1 3abonesaHus,
NMOCKOMbKY OHW SABMSIIOTCS NOTEHUMANbHO Cepbe3HbIMU
00nes3Hs MK, HO NX paHHee BbISIBNIEHWE MOXET yNy4LlinTb
nexod. B uncno atux 14 3aboneBaHuii BXOAAT:
nedununt chunHrommennHassl (Acid Sphingomyelinase
Deficiency, ASMD), BOCKOBUAHbI NMNOMYCLUHO3
2-ro Tuna (Ceroid Lipofuscinosis Type 2, CLN2),
LuepebpoTeHanHO3HbIA xonecTepo3s (Cerebrotendinous
Xanthomatosis, CTX), 6one3Hb ®abpu, 6onesHs lowe,
GM1-raHrnno3naos, AeuumnT NMM30COMHOW KMCIOW
nunasbl (Lysosomal Acid Lipase Deficiency, LAL-D),
MeTaxpomartuyeckas nenkogmctpodusa (Metachromatic
Leukodystrophy, MLD), mykononucaxapugo3s Il Tuna
(Mucopolysaccharidosis Il, MPS Il), mykononucaxapungos
Tuna llIB (MPS 11I1B), mykononucaxapuaos tuna IVA
(MPS IVA), mykononucaxapugos tuna VI (MPS Vi),
mykononucaxapuaos tuna VIl (MPS VII) n 6onesHb
HumaHHa — Muka Tuna C (Niemann-Pick Disease Type C,
NPC). Ymobsl y3Hamb 6onbwe 06 amux 3abosiegaHusix,
nepetidume no ccoinke https://www.einsteinmed.edu/
research/screenplus/conditions-tested/.
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Mocnepytowee neyeHne U NOMoLbL ceMbe

B Tex penkKkux cnydadax, Kkorga pesynbraTt aHanusa
OKa3blBaeTCAd NONIOXUTENbHbIM, Bpa4 nporpamMmMbl
ScreenPlus cBsxeTcsa ¢ BaMu AN Ha3Ha4YeHus OCMOTpa
n OGCY)K,EleHMH AanbHEeNLWnX LWaroB Mo NeyYyeHuo
pe6eHKa. Bawero negunartpa Takxe yBegoMAT.

Yero oxupartb B cny4yae
y4yactusi moero pebeHka
B nporpamme ScreenPlus?

JlabopaTtopusi N0 CKPUHUHT AnarHoCTuKe
HOBOPOXAeHHbIX Hbto Mopka nposeaeTt

aHanus B3saToro y pebeHka obpasua Ha Hanuume
OOMONMHUTENbHbIX 3aboneBaHun. Y pebeHka 6onblue
He OyayT 6paTb AONONHUTENbHbIE 06pas3ubl
KpoBu. OcTarnbHble TeCTbl ByAyT NPOBOAUTLCA Ha
ob6pasLie KpoBY, B3ATOM U3 NATKU HOBOPOXAEHHOTO

B XO[e CTaHAapTHOro CKPUHUHTA.

Y GonblUMHCTBA AeTel pesynbTaTbl TeCTa He
MoKa3sbIBalOT OTKIIOHEHWE OT HOPMbI, M MO3TOMY

Mbl 6onblUe He cBs3biBaemcs ¢ poautenamu. K
TOMY MOMEHTY, Kak pe6eHKY UCMOSNTHNUTCS OAUH
MecsiL, pe3ynbTaThl UCCNIef0BaHNS B paMKax
nporpammel ScreenPlus 6yayT BKAOYEHbI B
CTaHAapPTHbIN OTYET O CKPUHWMHIE HOBOPOXAEHHOTO,
KoTopbIN ByaeT gocTyneH ero neguatpy. B

chny4vae NonoXuTenbHOro pesynsrara c Bamu
HanpsiMyt CBSXXETCs1 Bpad nporpammbl ScreenPlus,
cneumanusnpyoLmMincs Ha HacneacTBEHHbIX
3aboneBaHuAX.

Ecnu y pebeHka ecTb kakoe nnbo 3abonesaHmne

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

M0 KOHTPOJIO KaYeCcTBa NULLEBbLIX NPOAYKTOB

1 nekapcTBeHHbIX npenapaTtos (Food and

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

[Mpun CKPMHUHIEe HOBOPOXAEHHbIX BCErAa CcyLlecTByeT
BEPOSATHOCTb JTOXKHOMOMOXNUTENbHbIX Pe3ynbTaToB.
OpHou u3 uenew nporpammbl ScreenPlus aBnsieTcsa
CHWXXEHWE KONMMYECTBA JTOXKHOMOSOXMUTENbHbIX
pe3ynbLTaToB, MO3TOMY Mbl UCMOMb3YEM
MHOFOYPOBHEBbIN MOAXOA K TECTUPOBAHUIO. DTO
03HavaeT, 4YTo ecnv pe3ynbTaT NePBOro CKPUHMHTA
OyaeT BbIXOAUTb 3a NpeAenbl HopMbl, 0bpasel OyaeT
nccriefoBaH ¢ NpUMEHeHEM Apyroro Metoaa, Ytobbl
pe3ynbTaTt 6bl1 MaKCUManbHO TOYHbIM.
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Kaknm ob6pa3om 3awmiieHa
KOHPUAEHUNANbHOCTb AaHHbIX
Moero pebeHka?

B pamkax nporpammel ScreenPlus HekoTopas Bawia
nnYyHas UHOPMaLMS COAEPXKNUTCS B 3aLLMLLEHHON
naponem 6a3e AaHHbIX, KOTOpas XpaHUTCS 3a
6paHgmayapamu Albert Einstein College of Medicine.
Mbl XpaHuM 3Ty MHOPMaLMIO B TEYEHME NMPUMEPHO
Tpex MecsiLeB, Nocre yero ynansem ee. bonee
noAapobHyto MHOPMALIMIO O TOM, Kak Mbl 3aLyuLLaemM
BalUM faHHble, MOXHO HaWTW B hopme cornacus B
pasgene c onvcaHneMm paspeLueHus,
npeaycMoTpeHHOro 3akoHOM 0 MOBUMBLHOCTH U
nogoTYETHOCTU MEANLMHCKOro cTpaxoBaHus (Health
Insurance Portability and Accountability Act, HIPAA).

YT106bI NONYYMTb AOMOMHUTENBHYO MHOPMaLMIO

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

3ayeM MHe yYyacTBOBaTb
B nccneagoBaHumn?

Mporpamma ScreenPlus MOXeT NOMOYb BbIIBUTb
penkune 3aboneBaHnsa Ha paHHen cTagun, 4o
NosiBNEHNS CUMMTOMOB.

PaHHsis AnarHoctuka MoXeT MoMOoYb Ballemy
pebeHKy Nony4nTb NeYeHne, ecnivm oHO emy
Heobxoanmo.

370 nccnegoBaHve MOXET NOMOYb GyayLUM
OeTSIM KaK MOXXHO paHbllie NOCTaBUTb ANarHos u
Nony4YnTb NneyeHue.

Y4yacTue B nporpamme 6ecnnaTtHo.

[MmaBHOe, 4TO A ycBOMNA 13 HaLLEero onbiTa
B6opbbbl ¢ peakon 6one3Hb, — 3TO TO, YTO
ropaspo nyuue y3Hatb 0 3aboneBaHun
pebeHKa Kak MOXHO paHbLUue

— MNam Kpoynu Supaproc
(Pam Crowley Andrews),

maTb AeBovek bennb (Belle) n 366wm (Abby),

XuByLmnx ¢ 6onesHbio HumaHHa — lMNMuka Tuna C1 (NPC)

Coy4ypedumerib U UCMIOAHUMEbHbIU
dupekmop Firefly Fund



