PecprbI no ne4vyeHuntro

3aboneBaHumn

CnepytoLmne pecypchbl BKIOYAIOT
— NHPOPMALMIO O KIIMHUYECKUX
UCMBbITAHNAX, KOHKPETHbIX

3ab6oneBaHnax U nccnegoBaHUsIX.

MHbOpMaLMOHHbIN LLEHTP reHeTUYeCKnNX
1 penknx 3aboneBaHu HaumoHanbHbIX
MHCTUTYTOB 3apaBooxpaHeHna CLUA
(National Institutes of Health)
www.rarediseases.info.nih.gov

« VInbopmaumsa o 3abonesaHnm
« CnpaBoOYHUKM

HaunoHanbHas opraHvMsaums No U3y4eHuto
penkux 3abonesaHun (National Organization for
Rare Disorders)
www.rarediseases.org

- Kpatkasa nHpopmauma o 3aboneBaHmUAX

- Bbasa gaHHbIX NO pegknm 3a6oneBaHAaM

« KnnHnyeckne ncnbiTaHns 1 Hay4Hble

nccnegoBaHus

Baby’s First Test
www.babysfirsttest.org

« CneumnanuncTtbl B 06/1aCT reHeTUKn
« MHpopmauma o 3ab6oneBaHmAx

Genetic Alliance
www.geneticalliance.org

« ObGellaHne OTBETCTBEHHOIO NPUBAEYeHUs
Bcex (Promise for Engaging Everyone
Responsibly, PEER)

- Co3paHue peecTpa Ansa NpoBeaeHus
nccnenoBaHum

KoHcopumym meTabonnyeckmx nporpamm
Hosown AHrnum (New England Consortium of
Metabolic Programs)
www.newenglandconsortium.org

« MlHpopmaumsa o 6onesuHu
« Pecypcbl B o6nactv nutaHus

MporpaMmma CKpUHUHra
HOBOPOXXAEHHbIX
(Newborn Screening Program)

Wadsworth Center
New York State Department of Health

120 New Scotland Avenue
Albany, NY 12208

nbsinfo@health.ny.gov
(518) 473-7552

www.wadsworth.org/LTFU

ST1a nybnvkauua NoaroToBeHa Npu nogaepxke
YnpaBneHus pecypcoB 1 ycnyr B o61actm
3ppaBooxpaHeHuda (Health Resources and Services
Administration, HRSA) npu JenaptameHTe
3[4paBOOXpPaHeHNa u coumanbHbix cy>6 CLLUA
(U.S. Department of Health and Human Services,
HHS) B pamkax rpaHTta N° U1W42317. CogepxxaHune
SBNAETCA COOCTBEHHOCTbLIO aBTOpa (-OB)

1 Heobsa3aTeNbHO oTpaXkaeT opuuMarbHYO
TOYKY 3peHusa unm ogodbperHue HRSA, HHS nnn
npaButenbcTBa CLUA.
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NyTb K NCTOYHUKaAM
pecypcos.

[na cemen, CTONKHYBLLUUXCA
C ANArHO30M HacneacTBEHHOro
HapyLeHns obMeHa BeLlecTB
(Inherited Metabolic Disorder, IMD).


http://www.rarediseases.info.nih.gov
http://www.rarediseases.org
http://www.babysfirsttest.org
http://www.geneticalliance.org
http://www.newenglandconsortium.org
http://www.wadsworth.org/LTFU

dunHaHcoBble cpeacTBa

CnepytoLme pecypcbl BKIOYaoT
MHdopMauUnto 0 GUHAHCOBOM
niaHMPOBaHUU, MEANLNHCKOM

Medicaid Health Homes
www.health.ny.gov/health_care/medicaid/program
« CBA3b C NOCTaBLMKAMN MEANLNHCKUX YCIYyT
« MomoLpb ¢ HeOBXOANMbBIMUK NeKapcTBamMm

« [NoMolLb C XUNbeMm
- CoumanbHble ycnyru

(MpoayKTbl, N1OCOGUS U TPAHCNOPTUPOBKA)
- MNMomoLpb ¢ MeCTHbIMKU NPOrpamMamMm

NY Connects
www.nyconnects.ny.gov/home

- BecnnaTtHble MHCTPYMEHTbI MOMOLLIM
C AONTOCPOYHBIMU YC/Tyramm

- Momollb B MEANLMHCKOM U HEMEeANLMHCKOM
TPAHCMOPTUPOBKE, yXOA4e Ha AOMY U NMUTaHUK

Cnyx6a Hana)xmBaHuUs CBA3en mexay
poautensMu wraTta Holo-Mopka (Parent to Parent
of New York State)

www.ptopnys.org

« Pecypcbl N0 MEAMLMHCKOMY CTPaxoBaHMIO

. CbeperaresibHble cYeTa CO IbrOTHbIM
HaNoroo610XeHNeM Ans Nl C OrpaHUYEeHHbIMU
BO3MOXHOCTSIMU N UX CEMEN

« [paHTbI

Baby’s First Test
www.babysfirsttest.org

. CTpaxoBaHue un niaHnpoBaHme

« [pynnbl GMHaAHCOBOM NOMOLLM

« AHan13 NOUTUKKN B 061acTu MeanLUHCKOro
CTpaxoBaHUs

Modivcare
www.modivcare.com

« HeakcTpeHHas TpaHCNoOpPTUPOBKA Mo
MeaNUMHCKUM NOoKa3aHUsM

« MNpuHymMatoTcs yyacTHkm nporpamm Medicaid
n Medicare

CTPAXOBaHUN U TPAHCMOPTHON MOMOLLM.

CoumnanbHas nomMmollb

* Cnepytolme pecypcbl BKIOYaOT
.b nHbopmaumo 06 agBokaumu,
* oOLLEHNN N OOMEHE NTNYHBIM OMbITOM,
() a TakXXe O rpynnax noaaepxku.

Hblo-Mopkckas cpegHeaTnaHTUYecko-kapmbckas
pervoHanbHasa ceTb reHeTMkoB (New York Mid-
Atlantic Caribbean Regional Genetics Network)
www.nymacgenetics.org

- MNoptan gna pogutenen
« O6wme pecypcbl 4Ns NauMeEHTOB N CEMEN

Cny>06a Hana)XmBaHUs CBA3EN Mexay
poauTensimu wrata Hbto-Mopka
(Parent to Parent of New York State)
www.ptopnys.org

« O6uLeHNE OOMH Ha
OOWH C poauTenem unm
OMneKyHOM 4YesioBeka
C TaKOW XKe NN NMOXOXEN
WHBANIMAHOCTbIO
nmnéo ocobbiMu
noTpebHOCTAMM
B obnactm
30paBOOXpPaHeEHUS

Baby'’s First Test
www.babysfirsttest.org

— &.d’

+ Cnncok opraHmsauuin
« CucteMmbl Anga nomcka rpynn noaaep>XKku

HaunoHanbHas opraHMsaums No N3y4yeHuto
pepnknx 3abonesaHun (National Organization for
Rare Disorders)

www.rarediseases.org

» BebuHapsbl, MTHGOPMaLMOHHbIE BIONNETEHN
n nHdorpaduka ana Niogen ¢ pegknumm
3a6oneBaHMaMU

KoHcopunyM MeTabonmyeckmx nporpaMmm
Hosown AHnrnum (New England Consortium of
Metabolic Programs)
www.newenglandconsortium.org

» MNocobusa ana noMoLm BO B3POCNION XNU3HN

= Cnepgyolime pecypcbl cogepxart
nHdopmaumo 06 MHANBMAYaNbHbIX
y4yebHbIx niaHax (Individualized
Education Plan, IEP), wkonbHom
NMoOMOLLN 1 creynasibHOM 06pa3oBaHNN.

[JenapTameHT o6pasoBaHus wraTta Hbto-Mopk
(New York State Department of Education, DOE)
www.nysed.gov/special-education/
individualized-education-program-iep
. Mpouecc pa3paboTku IEP B wrate Hblo-Mopk
- OnpepenexHuns, ctTaHAapTbl U 4eACTBUSA

[NenaptameHT o6pasoBaHus . Hblo-Mopk (New
York City Department of Education, DOE)
www.schools.nyc.gov/learning

. Mpouecc paspaboTku IEP B . Hbto-Mopke
« YneHbl poanTeNbCKOro KOMUTETA

Cny>x6a HanaxxnBaHusa CBA3EN Mexay
poanTensmu wrata Hbto-Mopka (Parent to
Parent of New York State)
www.ptopnys.org

« Ccblnikn Ha pecypcbl No cneunanbHOMY

o6pa3oBaHuto
- MMapTHepcTBO CO cneynanucTamm
- [lenaptameHT o6pa3oBaHusA

LUeHTp nHbOopMauunm n pecypcoB ana pogurtenen
www.parentcenterhub.org

« LleHTpbl ana pogutenen

« Pecypcbl ans yyactua B o6pasoBaHun
W pasBuUTUM

- [NapTHepCTBO CO cneunanmcTamm m
OVPEKTUBHbBIMU OpraHamu

CoBeT nNo genam gerten ¢ 0CO6EHHOCTAMM
(Council for Exceptional Children)
www.exceptionalchildren.org
- CeMbW 1 BegyLme cneunanncTel B 06n1actm
ob6pa3oBaHu4a

- Pecypchbl ona ceMen 1 UsMeHeHune
o6pa30oBaTe/ibHbIX CTaHAAPTOR
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