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OTa cTpaHuua ocTaBneHa nycTol HAMepPeHHO.



|. BBeaeHue

BepeMeHHOCTb — 3TO He TOJ/IbKO PafoCTb, HO TaK}Ke BOJIHEHUA, HaNPSAXeHWe U HeonpeaeNeHHOCTb.
HeKoTopble poauTenu eule Bo Bpemsa 6epemeHHOCTU XOTAT KaK MOXKHO 60/1blue Y3HaTb O CBOEM
byayuwem pebeHke.

I pregond OB
\ l e

Bbl camm peluaeTe, Npoxo4uTb N LOPOAOBbIN CKPUHUHT. Bpay, Habatogatowmini 6epeMeHHOCTb, Ha
PaHHWUX CPOKax 0bcyanT C BamMM 3Ty Nporpammy.

B aToi 6powtope ob6bACHsETCs, YTo Bam npeanaraet « KanandopHuinckaa nporpamma 4opoaoBoro
CKpuHuHra» (California Prenatal Screening Program, www.cdph.ca.gov/PNS). CKpUHUHT — 3TO
npodunakTnyeckoe obcneposaHme. Jopoaosbiit ckpuHUHT (Prenatal Screening, PNS) — 3To aHanus
KPOBWM MATepM HA reHeTUYECKMe HapyLWeHUA U BpOXKAeHHble aedeKTbl byayuiero pebeHka.

MogpobHee o «KanndopHUICKON Nporpamme 40POAOBOIO CKPUHMUHIA» U O TOM, Ha
KaKune reHeTUYecKne HapyLweHna U BPOXKAEHHbIe AedeKTbl MPOBOANTCA CKPUHMHT,

CM. Ha caiTe «[JopoaoBbI CKPUHUHT — Bpowwtopa Ana naumeHToB» Prenatal Screening
Patient Booklet web page (https://bit.ly/PNSPatientBooklet). Ha sToit cTpaHuue caiiTta
Bbl HANZETE TaKXKe BUAEO, NoAPOOHO 06bACHAIOLLEE AOPOAOBbIA CKPUHUHT.

CopepxaHue
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B yem coctout «KanudopHumnckasa nporpamma
AOpOoAOBOro CKPUHUHIa» ?

«KanudopHuinckas nporpamma A0POAO0BOIo CKPUHMHIa» — 3TO NPOrpamMmma, AenCTBYIOLLAn BO BCEM
wTraTte. Bpauu, Begywime 6epemeHHOCTb, NpeanaratoT ee Bcem 6epeMeHHbIM KeHwmHam. [lopoaoBsbii
CKPUHWHI — 3TO aHaNu3 KpoBW BepemMeHHOM Ha onpeaeneHHble reHeTUYeCKNe HapyLLIEeHMA U
BpOXKAeHHble gedeKkTbl ee byayuiero pebeHka. Ecnv cKpUHMHT NOKasbIBaET, YTO N0 ¢ 60/1bLLON
BEPOATHOCTbIO MUMEET OAHO M3 3TUX FEHETUYECKMUX HAPYLLUEHUN, KEHLUMHE NpeanaratoT reHeTUYeCKYHo
KOHCY/NbTaLUMIO M HeobxoauMble 06cnefo0BaHMA B LEHTPAX 40POA0BOM AnarHocTMKK (Prenatal
Diagnosis Centers), MMmetoLwmMx 40roBOP CO LITATOM.

YTO Takoe reHeTU4YeCKMe HapyLLleHUs U BPOXAEHHbIe
aedeKTbl?

leHeTUYECKME HAPYLLUEHUA N BPOXKAEHHbIE AedEKTbI BAUAIOT Ha 340POBbE U Pa3BMTME NA0AA.

OHM BO3HMKAIOT CIY4aHO UK NepesatoTcsa No HacneacTsy. MpuymMHa cuHgpoma JayHa v gpyrux
reHeTUYECKMX HapyLWEHMUI, BKAOYEHHbIX B NPOrpaMmmy AOPOA0OBOro CKpUMHUHTa (nporpamma PNS), —
3TO AONOJIHATENbHAS UK OTCYTCTBYIOLLAA XPOMOCOMA. XPOMOCOMbI YNPaBAAIOT pa3BUTMEM pebeHKa.
OHM ecTb B KaXK0W KNeTKe opraHnsma.

MpoBepuTb 300pOBLE pebeHKa A0 PoXAEeHUSA

Ecnu Bbl pewmTe NpoiiTM JOPOAOBbIN CKPUHUHT Mo nporpamme PNS, Bac nonpocaT caaTe O4MH UK

ABa 06pasua Kposu. 06a OHM HYXKHbI ANA CKPUHUHTA. ECnmn pe3ynbTaTbl YKaXKyT Ha NOBbILEHHYIO
BEPOATHOCTb ONpPeAe/IEHHbIX TEHETUYECKUX HapYLLEHWUI U BPOXKAEHHbIX AedeKToB, TO Bpay

0b6cyauT ¢ BaMu fanbHenwme Wwark. Bam HyKHO byaeT pelwmnTb, XOTUTE 1N Bbl MPONTU FEeHETUYECKYIO
KOHCY/NIbTaumio, NPOBECTU YIbTPA3BYKOBOE UCCEA0BaHNE UK ApYTUe AUMarHocTuyeckne obcnesoBaHums.

Yem oTnnyaeTca 4opoaoBbIN CKPUHUHT OT
AnarHocTU4YeCckKkux oocregoBaHnn?

[10p0f10BbIV CKPUHMHI BCETO INLLb OL,eHUBAET BEPOATHOCTb HEKOTOPbIX FTEHETUUYECKUX HAaPYLUEHWUIA U
BPOMAEHHbIX AedeKTOB. MON0KUTENbHbIA PE3YNbTaT CKPUHUHIA YKa3bIBAeT HA BbICOKYHO BEPOATHOCTb
HapylleHuMsa naun aedeKkrta, HO TOUHbIA OTBET 4al0T TO/IbKO AMarHocTuyeckue obcnegosaHus.




Kakne aHanu3bl BKNHOYEHbI B OPOAOBbLIU CKPUHUHTI MO
nporpamme PNS?

B nporpammy PNS BK/lOUYEHbl aHaIU3bl Ha ciegyloliue BOCEMb FreHeTUYECKUX HapYLLUEHUI 1
BPOXAEHHDbIX AedEeKTOB:

Tvn HassaHue Xapakrepuctuka
YMCTBEHHAA OTCTA/IOCTb PA3HOWN CTENEHM,
Tpucomusa no xpomocome 21 OT /IETKOM 40 TAXKenoi. MoXeT BbI3BaTb
CuHapom [ayHa TAXEeNble, HO NO4AA0WMEeCca NeYeHUto

3ab0s1eBaHNA, HAaNpMMep, NOPOKK cepaLa.

AyTOCOMHbIE

Tpucomum Tpucomua no xpomocome 18 TArKenaa ymcTBeHHaA OTCTaNnoCTb U
CuHapom 3gBapaca cepbesHble Npobembl CO 340POBbLEM.
Tpucomusa no xpomocome 13 Taxenaa ymcTBeHHaA OTCTaNOCTb U
Cunppom Matay cepbe3Hble Npobiembl CO 340POBbEM.

BbI3bIBatOT HapyLIEHMA PA3BUTMUA FOIOBHOTO
M CNUHHOro Mo3ra. Npumepbl: aHaHUedanna
un spina bifida (pacwennexne
NO3BOHOYHMKA).

BpoXXAaeHHble

aedeKTbl AedeKTbl HepBHOI TPY6KU

Jlerkan 3agepKKa pa3BuUTUA, MOHUKEHHAA
Cungpom TepHepa (XO0) 0by4yaemocTb, HU3KUI pocT, becnaogue u
MOPOKM cepaLa.

Y pasHbix N04eMN CUMMITOMbI Pa3INYHbI.
Hapywenua . Y HEKOTOPbIX Nt0AEN 3TU FeHETUYECKME
uucna X-uY- | CurApom Knaiindensrepa (XXY) HapyLeHWA NPOTEKaT HECCUMNTOMHO.
Xpomocom Tpucomus no xpomocome X Y Opyrux BO3MOXKHbI 334€PKKM Pa3BUTUSA
1 NOHMXeHHan obyyaeMocTb. bosibHble
XOPOLUO OTBEYAlOT Ha paHHee
BMELLATE/IbCTBO, HAMPUMEP Ha
peyeByto Tepanuio.

XYY

HekoTopble reHeTUYECKME HapyLLEeHUA MOryT BIIUATb Ha 6epeMeHHOCTb
Y 6epemeHHbIX pebeHKoM ¢ TpucoMmmei nNo xpomocome 18 nam 13 unum c cuHapomom TepHepa 4acTo
C/Ny4atoTCA BbIKMAbIWM. 33 NoAPO6HOCTAMM 06paLaiTeCh K Bpavy, BeayLiemy Bawy 6epemMeHHOCTb.



Il. Yero xpaTb oT «KanndopHunckou
nporpamMmmbl AOPOAOBOr0 CKPUHUHIra»?

OBCYXAEHUE. Bpauy, Beayliunii bepemeHHOCTb, NPeasioKUT BamM NPONTU A0POA0BbIN
CKPUHMHT No 3Toi nporpamme. CornallaTtbCs OT Bac He TpebyeTca, HO 40POA0BbIN
CKPUHMHI MOMOXET BaM y3HaTb, MNOBbIWEHA AN y byayuiero pebeHKa BepoATHOCTb
onpeaeneHHbIX reHeTUYECKUX HapyLLUEHNI N BPOXKAEHHbIX AedeKTOB.

CtpaxoBku no nporpamme Medi-Cal 1 YacTHble MeANLUMHCKME CTPAXOBKU
(33 peakum ncknroYeHNEM) MOKPbLIBAKOT aHaNM3bl N0 «KanndbopHUIMCKom
nporpamme A0POA0BOrO CKPUHUHIAY.

COINACMUE. Ecnu Bbl 3ax0TUTE NPONTU [OPOAOBbIA CKPUHWHT, Bpay, Be4yLLNi
H6epemeHHOCTb, MONPOCUT BAac NOANMCATL ABe GOPMbI COrNACKA, NO OAHON Ha KaxKAabl 13
ABYX TUNOB CKPUHUMHIA (BHeKneTouHana AHK v anbda-PpeTonpoTenH B CbIBOPOTKE MaTepw).
[Be dopMbl cornacma Hy»Hbl, MOTOMY YTO CKPUHUHI NPOBOAMUTCA NO ABYM PA3HbIM
nokasatenam. Ecnv Bbl He XOTUTE NPOXOAUTb AOPOAOBbINA CKPUHUHT, BAM HYXXHO
noanucaTtb Gopmbl oTkasa. (https://bit.ly/PNS4Providers).

CKPUHMHT. Bpay, BeayLwmin 6epemMeHHOCTb, CKaXKeT BaM, IAe HYXKHO cAaTb KPOBb
Ha aHanM3. 9To MoXKeT bbITb labopaTopma MM KabuHeT Bpada, BeAyLLErO Bay
H6epemeHHOCTb. JNA KaxA0ro aHanmM3a meacectpa 6epet ns pykm HEMHOIO KPoBU U
oTnpasAnseT ee B 1abopaTopumio.

OTBET. CoTpyaHuVK Bpaya, BeayLlero bepemeHHoCTb, COOOLWNT Bam pe3y/ibTaTbl aHA/IN30B
Ha BHeKneTouHyo HK 1 Ha anbda-PpeTonpoTenH CbIBOPOTKM MAaTEPUHCKOMN KPOBM.

NOCNEAYIOWME OBCNEAOBAHUA. Ecnn pe3ynbTaTbl CKPUHUHIA MNOKA3bIBAtOT
NOBbILWEHHYIO BEPOATHOCTb OA4HOIO U3 reHEeTUYECKUX HapYLLEHNI AN BPOXKAEHHbIX
AedeKToB naoaa, 3To He BCerga 3HauuT, YTo Takoh AedeKT AelNCTBUTENbHO ecTb. B
nogobHom cnyvae nporpamma PNS npegnonaraet ganbHenwee obcnenosaHune B
YTBEPKAEHHOM LUTAaTOM LEHTPE A0POA0BOWN ANATHOCTUKKW. BHayane Bbl npoxoguTe
reHeTUYeCKYt KOHCYNbTaLMUIO U BaM NpeaiaratoT yAbTPa3ByKOBOE UcCief0BaHWe Naoaa.
3aTeMm Bbl pellaeTe, XOTUTE I NPOMTU AMarHoCTM4YecKoe obcnesoBaHUE HA reHeTUYeCcKue
HapyLlWweHWA 1 BPOXKaeHHble aedeKTbl naoaa.

VVV V¥V V¥

[anbHeiliwan gUuarHoCTUKa BKAIOYaeT:
e [eHeTUYECKYI0 KOHCY/IbTaLuIo.
e Y/bTpa3ByKOBOE UCC/ef0BaHME.
e AHann3 BOPCMHOK XOPUOHA MU OKONONIOAHbIX BOA,.

Ecnv popoaoBbIvi CKPUHUHE NpoBOoANUTCA Mo nporpamme PNS, To fanbHelwan
AMarHocT1Ka nposoanTca becnnaTHo.

MpumeyaHue. Bpay, Beaywmn 6epemeHHOCTb, MOMKET 0bCyauTb C BaMW HeobXoAMMOCTb AO0POAOBOMN
AWUArHOCTUKU BMECTO CKPUHUHTA. Bbl U caMy MOKeTe CNpoCUTb, COBETYET /1M OH A0POA0BYIO ANATHOCTUKY.


https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/pns/healthcareprovider.aspx#Forms

I1l. JopoaoBbIN CKPUHUHT U ero pe3ynbTaTthbl

JopoaoBbi CKPUHUHT

Bo Bpema bepemeHHOCTM Bam NpeanaratoT NponTh ABa aHanmsa no «KanndopHuUnckon nporpamme
[0pPOJ0BOro CKPUHMHIA» (nporpamma PNS). s KaXKAOro M3 3TUX aHA/IM30B HYXKHO cAaTb MO O4HOMY
06pa3Ly KpoBWU. ITU aHANM3bl NO3BONAOT OLLEHUTb BEPOATHOCTb TOFO, YTO Yy Bawero 6yayuiero pebeHka
€CTb KaKoN-HMbyab BPOXKAEHHDbIV AedeKT aun Kakoe-nmbo reHeTUYeckoe HapyweHue. Huxe 3Tn aga
BMAa aHaNM30B 06CyxaatoTca nogpobHee.

CKPUHWUHT Kakoe 3aboneBaHue Korpa npoxoautb

FeHeTU4yeckue HapyweHua:

e Tpucommna no xpomocome 21

(cuhapom AayHa) C 10 Hegenb ao nepsoro gHA 21
e Tpucomma no xpomocome 18 Heaenu 6epemeHHOCTU. AHanus
(cvHapom Sasapaca) Ha BHekneTouyHyto OHK (cfDNA)
BHeKneTo4yHasn e Tpucomua no xpomocome 13 MOXKHO NPOBOANTb U Nocne 21-i
OHK (cfDNA) (cuHapom MaTay) Hegenn, Ho B 3TOM C/yyae
o CuHpgpom TepHepa ()(0) BO3MOXHOCTU MeANLNHDbI
o Cunapom KnaitHbenstepa OrpaHMnYeHbl. P(:(_‘)3yﬂbTaTbl 06bI4HO
(XXY) rotosbl Yyepes 10-14 gHen.
e Tpucomua no xpomocome X
o XYY
Anboa- DedeKTbl HepBHOI TPYOKM 15
. . Heaenb 4,0 NepBOro AHA
?:;zmg:;zuﬂ B e Spina bifida (pacwennexne 21 HeaeNn GepeMeHHOCTH,
P o NO3BOHOUHMKa) Pe3ynbTaTbl 06bIYHO rOTOBbI
MaTepUHCKOU e AH3Huedanus (oTcyTcTBME yepes 7-10 aHeii.

Kposu (MSAFP) yacTeli Mmo3ra unu Yyepena)




Y10 3HauaT pe3ynbTaTbl 40POAOBOINo CKPpUHUHra

Pe3ynbTaTbl CKPUHMHIA UHAMBMAYANAbHbI ANS BacC U Ballen Tekywen bepemeHHOCTU. X ¢ Bamu
obcyant Bpay, Beaylmnii bepemeHHoCTb.

Y10 ewe HyKHO

(“No call”)

KpOBb B3ATa Ha
CIMWKOM paHHeEM Unun

pe3ynbtat “no call” n
MOKHO /I MOBTOPUTb

Pe3ynbrar YT10 3HauuT Yr1o panbuwe
3HaTb
OTOT pe3ynbrar,
OAHAKO, He rapaHTMpyeT
BepoATHOCTb OTCYTCTBMA
reHeTUYeCKnx BepoAaTHOCTb BPOXAEHHbIX AedEKTOB.
o Mpu Takom pesynbtate . o
HapyLweHUn n aedekToB n Hukakol gopoaosbin
o nporpamma PNS He
BPOXAEHHbIX 3aboneBaHui, Ha CKPUHUHT HE MOMKEeT CO
npegnaraet o
nebdeKToB He KOTOpble NPOBOAUTCA 100% BepOATHOCTbLIO
AOMNONHUTENBHOTO
NoBbIWEeHa CKPWUHWHT, Masia, HO onpeaenunTb Haanuune
o o obcnenoBaHuA.
(cambiit yacTbIi He HyneBas. WK OTCYTCTBUE
pe3ynbTaT). reHeTU4eCKnx
HapyLeHU n
BPOXKAEHHbIX AedEKTOB.
JTOT pe3ynbTaT He
BCEraa O3HayaeT, uTto y
BepoAaTHOCTb
BepoATHOCTb naoga ectb
reHeTUYEeCKNX Mpu Takom pesynbtate o
reHeTU4ecKoro o BPOXAEHHbIN fedEKT.
HapyLweHnn un nporpamma PNS
HapyLweHUA n [Ons TOro 4ytobbl y3HaTh,
BPOXKAEHHDIX npeanaraer
BPOXAEHHOro cywecTsyeT v gedekT
OedeKToB, Ha KoTopble | AONOAHUTENbHOE
nedeKra Ha CaMOM Aene, HYXKHO
NpPoBOAMUTCA CKPUHUHT, | obcnepoBaHuMe.
NoBbILIEHA. npoBecTn
Bbile 0bbI4HOrO.
AMarHoctTmyeckoe
obcnepoBaHue.
WHorga cnyyaeTcs, 4to
B KPOBW HEOCTATOUYHO
Baw Bpay coobwmt Bam, | MpuUYmHbI, NO KOTOPbLIM
reHeTUYeCcKoro
noyemy Bbl NOAYYUIN OTBET He MO/YYEH,
Het oTBeTta maTtepuana Uan 4To

MOryT BbITb pa3HbIMW.
Baw Bpay Bce Bam

«HeopgHO3HauYHbIN
pesynbtar"

CKPUHWHT. 06BbACHUT.
CNULIKOM NO34HEM
CpOKe bepemeHHOCTH.
TepmuH
«HeoaHO3HaYHbIM
pesynbTaT» Mpw Takom pesynbTaTte MpUYrHbBI
(“inconclusive result”) nporpamma PNS HeoAHO3Ha4YHOro

BMECTO «HeT OTBeTa»
(“no call”)
nucnonbsyeTca AnA
aHaNN30B Ha uncno X
nY xpomocom.

npepnaraer
AOMNOJIHUTENIbHOE
obcneposaHue.

pesynbtaTta MoryT ObITb
pa3HbiMun. Baw Bpay Bce
BaM 0O6BACHUT.




I\VV.Cornacue Ha CKPUHUHI U OTKa3 OT Hero

CornawatbcaA Ha aHanu3sbl No «KanndopHUMCKoM Nnporpamme A0POA0BOro CKPUHUHIa» (Nporpamma
PNS) unu HeT, peluaeTe TONbKO Bbl. Bpay, Beayuimii Bally 6epeMeHHOCTb, MOMOMKET BaM NPUHATbL 3TO
peleHne: 0bcyamT C BaMU CKPUHWMHT U OTBETUT Ha BOMpPOCbl. Bpay aact Bam nognucatb Gopmbl
COrnacua UM OTKasa OT CKPUHWUHTA.

Ecnu Bbl pewinte NPonTH TONIbKO OAUH CKPUHUHT Mo nporpamme PNS, To Bam Hy»KHO byaeTt nognucaTb
oaHy dopmy cornacusa; ecnv 0ba, To gBe popmbl cornacua. Ecnm Bbl pelimTe He NPOXoauTb OAUH U3
OBYX CKPMHUHIOB no nporpamme PNS, To Bam HyHO 6yaeT noanucatb ogHy Gopmy 0TKasa; ecam obe,
TO ABe $opmMbl OTKa3a.

Ecnu Bbl pewinTe He NPOXo4UTb OAMH U3 CKPUHUHIOB Man 0ba, HO Ball Bpay He AaeT Bam NognucaTtb
dOpMbl OTKa3a OT CKPUHMHIA, MONPOCUTE ero Ux Bam Aatb. 3T GOPMbl eCTb Ha caiTe nporpammbl PNS
(https://bit.ly/PNS4Providers). MognucaHHyto dopmy nam ¢opmbl 0TKa3a Bpay NOMeLLaeT B Bally
MeANUMHCKYIO KapTy.

BoT KpaTKuit 0630p OCHOBHbIX COO6pPaXKeHMUI, KOTopbIe NOIE3HO NPUHMMATL BO BHUMAHWE, peLuas,
NpPOXoAuTb M OAMH AN 06a CKPMHKMHIa No nporpamme PNS.

1. Mo nporpamme PNS npoBoguTca A0POA0BbIN CKPUHWUHT Ha Cheaytolmne reHeTUYeCcKne HapyLweHun
N BPOXKAEHHbIe AedeKTbl: TPMCOMUA Mo Xpomocome 21, uam cuHapom [ayHa; Tpucomma no
xpomocome 18; Tpucomma no xpomocome 13; cuHgpom TepHepa; cuHapom KnanHoenbtepa;
TpMcommA no xpomocome X u yasoeHue xpomocombl Y (XYY) (aHanms Ha BHekneTouHyto AHK, nau
cfDNA); nedeKTtbl HepBHOM TPpyOKM (aHaNM3 Ha anbda-NPOTEUH CbIBOPOTKM MAaTEPUHCKOM KPOBM,
nnn aHanus MSAFP). CKpuHUHT no nporpamme PNS npoBoguMTcA TOIbKO Ha 3TU BPOXKAEHHbIE
aedekTbl. BoamoxkHO, B Byayluem ata nporpamma pacwmputca. CKPMHUHIOBbIE aHaNM3bl HA
reHeTUYeCKMe HapyLeHUA U BPOXKAEHHbIE AedeKTbl He MOTYT H6bITb TOYHbI Ha 100%.

2. MnaTa 3a ckpuHUHrosble aHann3sbl Ha cfDNA 1 Ha MSAFP, pasgenbHas. MNporpamma Medi-Cal
M YaCTHble CTPAXOBKWU AONXKHbI MONHOCTbIO MOKPbLIBATL BCE PAacXoAbl Ha 0bcnyKnBaHme no
nporpamme. PegKkune UcKNoueHNs — 3To paboTHUKMK, Yelt paboToaaTtens npeasaraer CBo
COBCTBEHHYIO CTPAXOBKY, UAW NHOAW, CTPAXOBOM MNAH KOTOPbIX AENCTBYET BHe wWTaTa. Ecau bl
He BKAtoYeHbl B nporpammy Medi-Cal, ecnv y Bac HeT MeaAnLMHCKON CTPAXOBKM MW CTPaXOBKa
He NOKPbIBAET CKPUHUHT, BAM HY}KHO M1IaTUTb B NOIHOM 06beme.

3. Ecnu pe3ynbtaT CKPUHMHIA NOKa3bIBaET, YTO Yy NN104A NOBbILWEHA BEPOATHOCTb FTEHETUYECKOTO
HapyLeHUa Nan BpoxaeHHoro aedekta, nobeceayiite o CBOMM BPaYOM U peLUNTE, XOTUTE K
npoAonKatb o6cneposaHue. JanbHelwee o6cnefoBaHNe BKAOYAET FreHETUYECKYIO KOHCY/IbTALLMIO
no NOBOAY BapMaHTOB NOCAEAYOWMX AENCTBUN, YNbTPA3BYKOBOE UCCAEA0BAHNE U aHANN3
BOPCUHOK XOPMOHA UM OKONIONNOAHbIX BOA,. [laxe eciv CKPUHMHIOBbIM aHaM3 NoKasan
NOBbIWEHHYI BEPOATHOCTb AedEeKTa UM HApPYLWEHUA, Pe3y/bTaTbl ANAarHOCTUYECKOTO
obcnenoBaHnsa MoryT 6bITb HOPManbHbIMMU.

4. Ecnv Baw Bpay Ha3Ha4aeT AONONHUTENbHbIE aHANN3bl UM CKPUHUHT HA FTeHeTUYECKMe HapyLeHUs
noMumo nporpammbl PNS, NNaTnTb 3@ HUX HYXKHO OTAE/IbHO N HYXKHO 3aNO/IHATb AONOAHUTENbHbIE
dopmbl cornacua. K nporpamme PNS cueta 3a 3T aHanuM3bl OTHOWEHUA He nmetoT. Mocneaytowme
obcnepoBaHMa, NPOBOAMMbIE B CBA3WU C pe3yNbTaTaMM TaKUX aHA/IM30B U CKPUHUHIOB, B
nporpammy PNS He BKAIOYEHDI.


https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/pns/healthcareprovider.aspx#Forms

V. CtonmocTb U cyeTa

HauunHan ¢ 2024 r. aHanum3bl No «KanndopHUMCKon nporpamme A0POAO0BOrO CKPUHUHIa»
(nporpamma PNS) pa3geneHbl Ha ABe rpynmbl, OnaaTa KOTOPbIX NPOM3BOANTCA Pa3fe/bHO:

e $344 33 aHanu3 Ha BHeKneTouHyo [HK (cfDNA).
e S$85 3a aHann3 Ha anbda-GeTonpPoTENH CbIBOPOTKM MaTepPUHCKOM Kposu (MSAFP).

MnaTa 3a 3TV aHaM3bl NOKpPbIBaET (1) CTOMMOCTb aHanM3a U (2) CTOMMOCTb A0MNOIHUTEIbHOTO
obcnenoBaHMsA B yTBEPXKAEHHOM LITAaTOM LLEHTPE A0POAOBOM ANArHOCTUKM (€CIU CKPUHUHT
NMOKa3bIBaeT NOBbILEHHYH BEPOATHOCTb BPOXKAeHHOro aedekTa). Mporpamma Medi-Cal u yacTHble
CTPaxXOBKM A0/1KHbl MONHOCTbIO MOKPbIBATb BCE PAcXoAbl Ha o6cayKnuBaHMe nNo nporpamme. Pegkne
NCKNOYEHUss — 3TO PabOoTHUKM, Yelt paboToaaTenb NpeanaraeT CBOK COOCTBEHHYHO CTPAXOBKY, UK
Nogun, CTPAxoBOW NJ1aH KOTOPbIX AEUCTBYET BHE WTaTa.

Bo Bpems 00poA0BOro CKPUHMHIA BaM HYXKHO COOBLWMTbL CBOM HOMEP y4acTHMKa nporpammbl Medi-Cal
WA OaHHble CBOEro CTPaxoBoro nnaHa. Ecnuv Bbl 3TO He caenaete, nporpamma PNS npuwneTt Bam cyeT u
61aHK ans MHbpopmaLmKn O Ballem CTpaxoBom naaHe. Mo nporpamme PNS He npoBogATca A40POAO0BbIM
CKPUHWHT U gopoaosble 06cnesoBaHUA Ha AedeKTbl U HapyLEHWA, KOTOPble B HEE He BKAOYEHDI.
Mporpamma He BbICTaBAAET cHeTa Ha Takue obcnenoBaHUA 1 aHanM3bl. ObpaTuTe BHUMAHUE:

B3aTne 06pasL,oB KPOBU HE BKAKOYEHO B CTOMMOCTb CKPMHUHIOBbLIX aHanM30B no nporpamme PNS.
Mporpamma PNS onnaunBaeT gonofHUTeNbHOe 0bceaoBaHNeE B YTBEPKAEHHbIX LUTATOM
LeHTpax AOPOA0BOWN ANATHOCTUKN, TONIbKO €CIN pe3ynbTaTbl 4OPOAOBOI0 CKPUHWUHIA NO
nporpamme PNS nNoKa3biBaloT NOBbILWEHHYIO BEPOATHOCTb AedeKTa nnoaa.

e [locne gnarHoctnyeckoro obcnenosaHma nporpamma PNS He onnaumBaeT HUKakKyto
MeANLMHCKYIO NOMOLLb.

VI.JononHutenbHaa nHpopmauusa

Bbl camu pewaeTte, XOTUTE JINn NOMOYb
MeaununHCKMM mccnegoBaHumAM

B HeKoTOpbIX CTpaHax, rae NPoBOAUTCA MOHUTOPUHT BPOXAEHHbIX AedeKTOB,
obpaseL, KpoBM NOCNe CKPUHMHIOBOroO aHanm3a Ha MSAFP, coxpaHseTca n moxet
6bITb MICNONB30BaH A5 UCCIef0BaHUA BPOXKAEHHbIX AedekToB. Ob6paseu, Kposu
obe3nnumeaeTcs, TO eCTb C HUM He CONOCTaBAKTCA HUKAKMe AaHHble, NO3BOAAIOWME
YCTaHOBWTb BaLly IMYHOCTb. OH MOXKET UCNO/Ib30BaTbCA ANA UCCNEe0BaHUI NO
BOMPOCAM BPOXKAEHHbIX AeDEKTOB U APYrnX AeTCKUX 3abonesaHni.

Bbl MmoXkeTe nonpocuTb, YTobbI Ball ob6paseL, KpoBM NOC/e CKPUMHUHIOBOIO aHaAN3a

Ha MSAFP He ucnonb3soBanca gna nccaenoBaHuii. [1ns sToro Hy»KHO NONPOCUTb BPauya,
4yTO6bI B Ha3HAYE€HMM Ha CKPUHUHT OH OTMETUA COOTBETCTBYOLLYIO rpady. Ecam Bbl He
XOTUTE, 4TOObI 06pasel, Ballel KPOBM UCMNOb30BaNN ANA UCCAeA0BaHUIA, OH byaeT
YHUUYTOXKEH NOC/e NONYYEeHUA Pe3yNbTaToB CKPMHUHIA. OTKA3 OT MCNO/b30BAHUA BalLew
KPOBW N5 UCCNea0BaHMM HUKAK He NOBAUAET HU Ha pe3y/ibTaTbl CKPUHMHIA, HU Ha
OKa3blBaemMyto BamM MeANLMHCKY0 Nnomolub. MogpobHee cM. Ha MHTEPHET-CTPaHULLEe
Mporpamma PNS — nogaep:kka uccnegosaHuii (https://bit.ly/PNSResearch).



https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/Supporting-Research.aspx

KanudopHuiickas nporpaMmma CKpUHUHIa HOBOPOXAEHHbIX

«KanudopHuiickas nporpamma CKpMHMHIa HoBopoXKaeHHbIx» (California Newborn Screening,
NBS) — 310 Nnporpamma pyTMHHOTO CKPMHUHIA BCEX HOBOPOXAEHHbIX Ha bonee yem 80 E- FE
CepbesHbIX, HO NOAAAOLMXCA NEYEHUIO HAaCNeACTBEHHbIX 3a601eBaHuiA. Y Bcex

HOBOPOXAEHHbIX 6epyT Ha aHANN3 HEMHOIO KPOBM U3 NATKM Yepes 12-48 yacos nocne i
poxaeHus. MogpobHee 0 CKPUHWUHIE HOBOPOXKAEHHbIX MOMKHO Y3HATb Y CBOErO Bpaya Mu -
Ha UHTEPHEeT-CTpaHuLLe KanmpopHuitckon nporpammbl NBS (http://www.cdph.ca.gov/NBS). E.. A

Okpyxalowasa cpeaa MoXeT BNIUATbL Ha 340pOBbe

Ha pa3BuTME Nnoaa MoryT BAUATL pasHOOBpasHble BELLECTBA, C KOTOPbIMU Mbl BCTPEYaemMca
B NOBCEAHEBHOM KU3HU. K CHACTbIO, Bbl MOXKETE NMPUHATL MEPbI NO OTPAHUYEHUIO UX
BPEeAOHOCHOTO BAMUAHMA A0oMa, Ha paboTe 1 T. n. MHorne KanndopHUiLpbl He 3HaIOT, YTO
06bl4HaA ObITOBAA XMMUA MOXKET NPEACTAaBAATbL ONACHOCTb AN Nioaa. U3 6eceabl ¢ Bpayom
M MaTepuanoB Ha 3Ty TEMY POAMUTENN MOTYT Y3HATb O NPOCTbIX CNOCO6ax 3aWMUTUTL CBOETO
byayuiero pebeHka.

B YHuBepcutete KanudbopHum B CaH-®paHuUMCKO AeMACTBYET NPOrpamMma penpoayKTUBHOMO
300p0BbA M OKpyXKatoLel cpeapl (Reproductive Health and the Environment). 3ta nporpamma
ny6aukyeT 6polutopbl «Bce 310 BaxkHO» (All That Matters) (https://prhe.ucsf.edu/info).

9TM pyKOBOACTBA HAMMCaHbl Ha 06L,eA0CTYNHOM fA3bIKE U MOHATHbI 06bIYHBIM HOAAM.

OHWM copep:KaT Noe3Hble COBETbI MO NOBOAY TOTO, Kak M36eraTb KOHTAKTa C TOKCUYHbIMU
BELLECTBAaMM Ha paboTe u B 06bIYHOM *KU3HU. [logpobHee cM. Ha UHTEPHET-CTPaHMULE
Mporpammbl PNS, rae roBoputcsa 0 penpoayktueHom 340posbe (https://bit.ly/R-Health).

Bbl camu peluaeTte, XOTUTE NN COXPAHUTb MYNOBUHHYO
KPOBb B OaHKe KpOBM

Mo mepe NpUbAMKEHUA AHA POAOB BYAYLIMM POAUTENAM HYXKHO 064yMaTb, COXPaHATb X B
6aHKe KpoBW NYNOBUHHYIO KPOBb pebeHKa. MynoBMHHAA KPOBb — 3TO UCTOYHUK CTBOJIOBbIX
KneToK. CoXpaHuUB ee AR NOCAeAYHOLWEro NCNONb30BaHMSA, Bbl MOXKETE COXPAHUTb XU3Hb
pebeHKa B c/ly4ae HEKOTOPbIX 3aboneBaHui.

B KanndopHum ecTtb Kak rocysapCTBeHHble, Tak M YacTHble 6aHKM KpoBu. PoguTenam,

KOTOpble XOTAT COXPaHWUTb NMYNOBUHHYIO KPOBb CBOEro pebeHKa, HyXKHO A0 CpoKa 34

Hegenn obcyanTb 3TOT BONPOC C BPayoMm, BeayLmMm 6epemeHHOCTb. MogpobHee cm.

Ha MHTepHeT-cTpaHuue MNMporpammbl PNS, rae rosoputca 0 6aHKax NynoBUHHOW KPOBU
(https://bit.ly/Cord-B). MoapobHee 0 rocyaapCcTBEHHbIX U YaCTHbIX BaHKax NyNOBUHHOMN KPOBMU:

e HaumoHanbHag Nporpamma NynoBUMHHOM KpoBu: 866-767-6227
e HaumoHanbHaa nporpamma AOHOPOB KOCTHOro mo3ra: 800-627-7692

Onpoc o cekcyanbHOM OPUEHTaLUU U FTeHOePHOU UAEHTUYHOCTU

LLITaT cobupaeT pa3nnyHbie AaHHble. B cBA3u ¢ 3TMm, nporpamma PNS gonkHa cnpawmBsaTb
KENaLWMX ero BOCMONb30BATLCA O UX CEKCYasIbHON OPUEHTALLMU U TEHAEPHOM MAEHTUYHOCTMY.

3TV AaHHbIE MOXHO BBECTM Ha cTpaHuue Onpoca 0 CeKcyasibHON OpUeHTaLMM U reHAepHOM
naeHtnyHoctu (SOGI) (https://forms.office.com/g/LRUWGVE7Xx). 3anonHats popmy SOGI
Bbl He 06s3aHbI. [laxke ec/u Bbl OTKAKEeTeCb CO0bLLaTh TAKOro PoAa CBEAEHMSA, 3TO HUKAK

He NOBAMUAET Ha BO3MOXHOCTb BOCMOAb30BaTbCA Nporpammoit PNS. Ecau Bbl Taku pelunte
TaKoe 0 cebe coobLWMTb, 3TN AaHHbIE HUKAK He ByayT CBA3aHbl HU C BAMM, HU C pe3y/bTaTaMm
CKPUHWHra. BepemeHHble MOryT NPOXOAMTb 3TOT ONPOC M 3aN0AHATb 3Ty GOPMY BCAKMIA pas,

KaK 3abepemeHetoT.
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VIl. U3BeweHne o KOHMaeHLNanNnbLHOCTHU

CornacHo 3aKoHy 0 NPeeMCTBEHHOCTH M NOAOTYETHOCTY MEAMLMHCKOTO cTpaxoBaHuma (Health Insurance Portability and
Accountability Act, HIPAA), nporpamma CKpUHMHTa Ha reHeTuyeckue 3abonesaHus (Genetic Disease Screening Program,
GDSP) cunTaeTca opraHusaupmei, NpeaoCcTaBAoLWLEN MeanLUMHCKoe 0b6cyKuBaHMe. 3akoH HIPAA — 310 deaepanbHbIi
3aKOH, YCTaHaBNMBAIOLLMI NPaBMAA 3aLLUMTbl KOHOUAEHLMANBHON MeAMLMHCKOM MHDOPMALWMM OT ee PacKpbITHA be3
BeAOMa naumeHTa. 3akoH HIPAA pacnpoctpaHsetca Ha nporpammy GDSP. OHa £onKHa 3HAKOMWTb NALMEHTOB € 3TUM
«M13BeLLeHMEM O KOHOMAEHUMANBHOCTUY.

NpenoctaBnseMas [lenapTameHTom 0bLLECTBEHHOIO 34paBooxpaHeHus Wwrata KaandopHus (California Department of
Public Health) «KanndopHuitckas nporpamma 40poA0Boro CKpuHKUHra» (nporpamma PNS) — 310 yacTb nporpammbl GDSP.
Mo 3akoHy HIPAA v 3akoHam LTaTa, nporpamme GDSP v ee npeacTtasutenam, B Tom uncae nporpamme PNS, paspelueHo
6e3 cneuyanbHbIX paspeLLeHnin v 4OroBOPOB NOYYATb IMYHYH0 MEANLMHCKYIO MHGOPMALWMIO M ee pacnpoCTPaHATb
cpesmn MefMKOB U MEAULIMHCKMX YUPEKAEHUN C LLENbLO IEYEHNS, ONAaTbl 0DCAYKUBAHUA UAW AN BEAEHNSA
MeAMUMHCKOMN AeATeNbHOCTU. ITO U3BELLEHWE FOBOPUT O TOM, KaK Balla MeAULIMHCKas MHbOpMaLIMA MOXKET bbiTb
MCNOb30BaHA M PacKPbITa M KaK Bbl MOMETE NOMYYMTb K HEN A0CTYN. [PoUMTalTe 3TO U3BELLEHWE BHUMATE/BHO.

O6s3aHHOCTM [lenapTameHTa

Mo 3aKkoHy, nporpamma GDSP v ee 613Hec-napTHEPbI AOMKHbBI XPaHUTb KOHOMAEHLMANBLHOCTb 3aLLMLLEHHOM
MeAMNLMHCKOM MHbopmaumin. PesepanbHble 3aKOHbI M 3aKOHbI LTaTa OrPaHUYMBAIOT MCMO/Ib30BAHME M PAcnpoCTpaHeH e
JIMYHOW UHPOPMALIMM FOCYAAPCTBEHHBIMM OPraHamMm M YCTaHaBNMBAET NPaBW/Ia ee XpaHeHUs. Kpome Toro, 3aKoH TpebyeT
npu1CbINaTb NH0AAM, MHOOPMALWMA O KOTOPbIX XPAHMTCA, ONPeaeNeHHbIe U3BELLEHMA. 3aKOH TPEBYET OT HaC Cpasy Bam
co0bLWaTb, eCIM KOHOUAEHLMANBHOCTb BaLUMX AaHHbIX MOT/1A BbITb HAPYLLEHA B PE3y/IbTaTe YTeUKM.

3aKoHbI LITaTa BK/IOYAOT 3aKoH LuTaTa KanmdopHus «O npasunax paboTbi ¢ MHpopmaumein» (California Information
Practices Act; Civil Code 1798 et seq.), «focyaapctaeHHbI kogeke» (Government Code), pasaen 11015.5 n «Koaekc
3aKOHOB 0 340p0Bbe M be3onacHocTuy» (Health and Safety Code), pasgen 124980. ®enepanbHble 3aKOHbI BK/IHOUYAOT 3aKOH
HIPAA o1 1996 T. (42 USC 1320d-2(a)(2)) 1 cBA3aHHbIE C HUM HOPMbI M NpaBwua B «KogeKce dpeaepanbHbIX HOPM 1
npasun» ( Title 45 of the Code of Federal Regulations Section 160.100, et seq.).

B cOOTBETCTBUM C 3TMMM 3aKOHAMMK, BAC U TEX, KTO BNaJeeT CBEAEHWAMM O BaC, Mbl M3BeLLaeM 0 caeayolem: Mporpamma
GDSP nonyyaeTt 1 Ucnonb3yeT IMYHYH0 M MEAMLMHCKYIO MHOOPMALMIO B TOM MEPE, B KOTOPOI 3T0 paspeLLeHo B Health
and Safety Code, pazgensi 124977, 124980, 125050 1 125055, v cornacHo npoueaypam, NPornmcaHHbIM B HOpMaXx U1
npasmnax wrata (17 CCR §§ 6527, 6531 and 6532). HdopmaLysa, KoTopyto nosyyaeT nporpamma GDSP, ucnonbayercs
[N1A TOro, YTODbI OLEHNBATb PUCK TEHETUYECKMX HAPYLLEHWI 1 BPOKAEHHDIX AedeKTOB naosa.

Ecnu Bbl He NpefoCTaBUTE IMYHYO MHPOPMALWIO, TO MOXKET BbITb HEBO3MOKHO COOBLLMTL BaM pe3y/ibTaTbl aHaM30B;
BaM MOrYT OLUIMBOYHO COOBOLLMTB, YTO Pe3ybTaTbl TPEOYIOT AafbHEMLLErO YTOUHEHMSA, — U Bbl NPOMAETE HEHYXHblEe BaM
[ONONHUTENbHbIE 06C/IeL0BaHMA; NPOrPaMMa He CMOXKET NPaBU/IbHO BbICTaBUTb cHeT. 3Ty MHPopMaLuio [lenaptameHT
MONYYaET B INEKTPOHHOM BuAe. OHa BK/IKOYAET BALLM UMA, aLPEC, PE3y/IbTaTbl aHA/IM308B U OKA3aHHYH BaM
MEZMLMHCKYHO MOMOLLb.

Wcnonb3oBaHWe 1 packpbiTie MeaULIMHCKOW MHGopMaLmK

Mporpamma GDSP ncnonbayeT Bally MeANLMHCKYIO MHOOPMALMIO A1 CKPUHWUHIA, OKa3aHUA MEAULMHCKOW NMOMOLLM,
MOMYYEHMA NNATbI 32 CKPUHWHT, ANA PELUEHWA aAMUHUCTPATUBHbIX 33434 M OLLEHKM KayecTBa Noy4eHHOM BaMU NMOMOLLM.
MpuBeAEHHbIE HUKE NPUMEPDI NMOKa3bIBAIOT, KAk NPOrPaMMa MOXKET UCMO/b30BaTb M PACKPbIBaTb MEAMLMHCKYHO
MHPOPMALMIO ANA 3TUX LieNeN.

Dna nevenms. Mporpamma GDSP MOXKET UCM0/1b30BaTb BaLL 3aLUMLLEHHYIO MEAMLIMHCKYIO MHGOPMaLMIO, 4TOObI 0becneymnTb
NPOBeAEHVe HaZ/IexalLMX aHaM30B 1 06C1eA0BaHUI M OTNPaBKY PE3YNbTaTOB B HY}KHOE MEAULIMHCKOE YUPEXAeHMe.

[Lna onnartbl. Mporpamma GDSP MoXeT 1cnoib30BaTh M PacKPbIBaTh BaLLy 3aLUMLLEHHYH MEANLIMHCKYIO MHPOPMALIMIO
L1 ONNATbl NOYYEHHOTO BaMM IEYEHNA U 0BCYKUBaAHWA.

Dna meanUMHCKOM geatenbHocTU. Mporpamma GDSP MOMKeT MCMo/Ib30BaTh M PACKPbIBATb 3aLUMLLEHHYIO MEANLIMHCKYHO
MHdOPMaLWMIO A1 CBOEM PaboTbl, HANPUMEP, 415 OLIEHKM KaYecTBa NOJTyYEHHbIX BAMU YCAYT.

Kpome Toro, 3akoH no3sonseT nporpamme GDSP 1cnonb30BaTh M packpblBaTb UMEIOLLYHOCA Y HEro MHGOPMaLMIO B
CnefyoWwmx Lensax:

[ns MeAULMHCKMX UCCNE0BAHWIA, YTBEPMKAEHHbIX IKCNEPTHBIM COBETOM MEAMLIMHCKOM OpraHM3aLm 1 cobntofatoLmx
TpeboBaHMA Bcex deaepanbHbIX 3aKOHOB ¥ 3aKOHOB LUTaTa, PEryMpYHOLLMX BOMPOChI KOHOUAEHLMANbHOCTY.



U3BeleHne o KOHpMAeHUMANLHOCTU (NPOAOTKEHKE)

[ns MeAVLMHCKMX UCCNE0BAHWIA, B KOTOPbIX HE UCNOb3YETCA MHOOPMALIMSA, NO3BO/IAIOLLAA YCTAHOBUTbL IMYHOCTb
naLmeHTa (ecau Bbl He NONPOCKM B MMCbMEHHOM BMAE O TOM, YTOobbI Balla MHGOPMALWA BOOBLLE He MCMO/b30BaNaCh;
3anpoc HyXHO NOCbINaTh Ha NPUBEAEHHbIN HUKe aapec).

OpraHu3aupmam Uan 4enoBbiM NapTHEPaM, KOTOPbIE MOMOratoT Ham PaboTaTb, HAaNPUMEP, NOyYaTb NAATEXM. ECv Mbl
co06LL@eM 3TUM OpraHM3aLMAM MEAULMHCKYIO MHPOPMALWIO, TO OHM LOMKHbI 3aLUMLLATL e KOHPUAEHUMANBHOCTb
COrNacHo TpeboBaHMAM desepanbHOro 3aKOHOAATE/IbCTBA M 3aKOHOB LUTATA.

[na copeicTemna cucteme 0BLLECTBEHHOTO 34paBOOXPaHEHNS, HaNPUMEP /1A TOro YToBbl NOMoraTb OpraHam
34PaBOOXPAHEHNMA M APYrM OpraHu13aLMam NPeaoTBpaLLaTh 3a601eBaeMOCTb UM TPABMbI.

[inq 3apaBooXpaHeHus 1 6e30MacHOCTH, YTOBbI NPEeAOTBPATUTL CEPbE3HYIO YrPO3Y 340P0BbIO MM 6e30MacHOCTH
yesioBeKa Mm obLLeCTBa.

[na NomoLLmM KopoHepam, ecin 3To HGopMaLMa 06 ymepLuem.

s Toro yTobbl NOMOraTh HaZ30PHBIM OpraHam, HanpUMep YTobbl OHW OMPEAENANM, HACKObKO NPorpamma
COOTBETCTBYET CTaHAapTaM.

[ns BbINOJIHEHMA CNELMabHbIX FOCyAAPCTBEHHBIX GYHKLMWIA, HAanpUMep /18 UCNPaBUTENBHOTO YUPEXKAEHMS, B KOTOPOM
Ha 3aKOHHbIX OCHOBAHMAX COAEPMKUTCA YEI0BEK, €C/IN UCMPABUTENbHOE YUPENKAEHWE 3aABNAET, YTO TaKan 3alUMLLEHHas
MeaMUMHCKas MHGOpMaLmMA Heobxoayma ANA OKa3aHUA MEeAMLIMHCKOM NOMOLLY STOMY YE/IOBEKY.

BoopymeHHbuv\ CHMnam, eCih HENOBEK BOEHHOCI’Iy)-KaLLI,MVI nnum MHOCTpaHHbIVI BOGHHOCI’IWKEILIJ,MVI, ONA AEATENBHOCTN,
KOTOPYH COMTYT HeO6X0,D,I/IMOM COOTBETCTBYHOLLNE BOEHHbIE OPraHbl.

Mporpamma GDSP MOKeT ObITb BbIHY¥AEHA UCMONB30BATh UM PACKPbIBATH 3ALLMLLEHHYHO MEAULIMHCKYIO MHPOPMALMIO
£na obecneyeHns HaLMoHaNbHOM 6e3onacHOCTU. OHA MOMKET PACcKPbIBATb 3TU CBEAEHUA YNONHOMOYEHHBIM
desepanbHbIM SOMKHOCTHBIM IMLAM 15 NPOBEAEHUA CAaHKLWMOHMPOBAHHOMN Pa3BeAblBaTeIbHOM,
KOHTppa3BebIBaTeIbHOW W APYrov AesTeNbHOCTM B 061aCTV HaLMOHaIbHOW 6e30MacHOCTM.

Cekpetapto [lenapTaMeHTa 31paBOOXPaHEHNMA U COLMANbHBIX CIYHKO C LeNblo paccnesoBaHua A onpeseneHmns
cooTBeTCTBUA Nporpammbl GDSP Mpasuiy KOHPUAEHLMANBHOCTY 3aKkoHa HIPAA.

MucbmeHHoe paspelueHue ansa nporpammbl GDSP

Ha ncnonb3oBaHue Ballei MHGOPMALMM B LIENIAX, HE MEPEUNCIEHHDBIX B STOM M3BELLLEHMM, Nporpamma GDSP gonkHa
noNy4aThb Ballie pa3peLleHue. Takoe pa3peLLeHie Bbl BCErLa MOXETe 0TO3BaTh. MICKNIOUEHUE COCTABAIAIOT C/lyYau, Koraa
nporpamma GDSP yxke ycnena packpbITb UK MCMNOL30BaTh BaLly MHGOPMALIMIO, MOKa Bbl ELLE HE OTO3Ba/IN 3TO
pa3pelLleHue. [115 Toro YTobbl 0TO3BaTh CBOE Pa3pELLEHUE, HY}KHO HanucaTb No cneayolemy agpecy: Division Chief,
Genetic Disease Screening Program, 850 Marina Bay Parkway, F175, Richmond, CA 94804.

Mporpamma GDSP coxpaHseT 3a coboit NPaBo U3MEHSATb U ONO/HATb MOJIOKEHUA 3TOTO U3BELLEHWS, MPUMEHMUMbIE KO
BCEW MMEIOLLECA Y Hee MeANLIMHCKON MHOpMaLMK.

Bbl MOXKEeTe 3anpOCUTb IK3EMNAAP AEUCTBYHOLLMX NPABU UAW NONYYUTb AONOJHUTE/bHbIE CBEAEHMA O HALLMX NPaBUaax
cob1101EHMA KOHPUAEHUMANBbHOCTU. 115 3TOrO HY}KHO NO3BOHWUTL MO TenedoHy (866) 718-7915 [TDD (800) 735-2929],
HaNKCaTb Ha 3NEKTPOHHYHO NoyTy PNS@cdph.ca.gov nam 03HaKOMUTLCA C UHTEPHET-CTPaHuMLen Nporpammbl PNS
(www.cdph.ca.gov/PNS). Kpome Toro, Bbl MOXETe 3aNpoCcuTb ByMaxKHbli SK3eMNIAP 3TOro U3BeLLeHUs. [1ns 3Toro
HYXHO 00paTUTLCA € AnpeKTopom oTaeneHma (Division Chief) no ykasaHHoMy Bblle agpecy. 310 yBeAOMNEHNE

MOHO HalTM TaKKe Ha MHTEPHET-CTPaHMLE M3BELLEHNA 0 KOHOUAEHLMANbHOCTM Nporpammbl PNS
(https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/pns/pnsnpp.aspx).

MNpaBa YyacTHLIX KL U AOCTYN K MHhopMaLK

Bbl MMeeTe NpaBo 3HAKOMMTLCA CO CBOEM MeAMLIMHCKON MHOPMaLMEN 1 ee KonupoBsaTb. KonnposaHue ctout $0.10
(10 ueHTOB) 3a CTpaHMLYy. Kpome TOro, Bbl UMeEeTe NPaBo MNoJTy4aTb CMIMCOK CIy4aeB, KOr4a Mbl PAacKpbIBaM BaLly
MHOOPMALWIO MO NPUYMHAM APYTUM, YeM CKPUHUHT, ON1aTa 0OCNYKMBAHWA UM PeLLeHne agMUHUCTPATMBHDbIX 334a4.



mailto:PNS@cdph.ca.gov
https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/pns/default.aspx
https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/pns/pnsnpp.aspx

U3BeLLeHne o0 KOH(PUAEHLMANBLHOCTY (MPOAOMKEHUE)

Ecnm Bbl cunTaeTe, YTo BaLla MHGOPMaLMA OLIMBOYHA MM YTO BaxkHas MHPOPMALIMA OTCYTCTBYET, TO MOMKETE NOMNPOCUTD,
yT06bI MbI 3TY MHGOPMALMIO UCNIPABUAM UK AONONHUAN. Bbl MMEETe NPaBo NONPOCKTD, YTOObLI Mbl COBtOAANM
KOHOUMAEHLMANbHOCTb NEPENMUCKM: MUCAM BaM MO APYrOMY aZpecy MM Ha NOYTOBbIN ALLMK WU 3BOHW/IM NO APYromy
Homepy TenedoHa. Bce pasymHble NpocbObl TaKOTO POAA Mbl YA0BNETBOPSEM.

Bbl MOXKETE NPUC/aTL MMCbMEHHYHO NPOCLOY O TOM, 4TOObI Mbl OFPaHUYMAM PACKPbITUE BaLLEH MHPOPMALIMM C Lie/bto
OKa3aHWA MeAMNLMHCKON NOMOLLYM, ON1aTbl 06CYKMBAHUA U 1A PELLEHUA aAMUHUCTPATHBHBIX 334a4. OHAKO He

BCE TaKMe 3anpocbl Mbl MOKeM yA0BNETBOPUTb. EC/IM Bbl NOSHOCTbLIO ONauMBaeTe MeAULMHCKUE NPOLLesypbl, CHET

3a KOTOPbIE 0ObIYHO BbICTABAAETCA MEAMLMHCKOMY MA1aHy, Mbl O/IKHbI COIIACUTLEA € NPOCbOOIA He NepesaBaTh
MEeAMLMHCKOMY CTPaXOBOMY M/iaHy Ntobyto BaLly MHGOPMALIMIO, OTHOCALLYHOCA K NPOLLeaype, 33 KOTOPYIO Bbl 3an1aTUAM.

OBPATUTE BHUMAHME! Y nporpammbl GDSP HeT nonHOM KOnNWK Balleit MegULIMHCKOM KapTbl. ECu Bbl XoTUTE
U3Y4uTb ee, NOJIY4YMTb €€ KOMUIO U/IM BHECTU B MEAULIMHCKYIO KapTy U3MEHeHUA, 06paTtutech K CBoemy Bpady Uim B
CBOI1 CTPaX0BOM NNaH.

KanoObl

Ecnm Bbl cunTaeTe, YTO Mbl He 3aLLMTUAM BaLy KOHPUAEHUMANBHOCTb UM HAPYLUMAK Kakune-HNbyapb U3 BaLLMX Npas,
TO MOMETe NoAaThb Xanoby. [na 3Toro Hy*KHO NO3BOHMTL MM HanNKCcaTb No cneaytowemy agpecy: CDPH Privacy Officer,
Office of Legal Services, P.O. Box 997377, MS 0506, Sacramento, CA 95899-7377, (877) 421-9634; privacy@cdph.ca.gov.

Kpome Toro, Bbl MOXKeTe NokanosaTtbes B deaepanbHbli [JenapTameHT 34paBOOXPaHEHMS U COLMANBHOTO obecneyeHus:
United States Department of Health and Human Services, Attention: Regional Manager, Office for Civil Rights, 90 7th
Street, Suite 4-100, San Francisco, CA 94103, TenedoH (800) 368-1019 (TDD: (800) 537-7697), 3B0OHKM becnnaTHble;
ocrmail@hhs.gov nnu B ynpasnexue no cobnrogeHuto rpaxkaarckmx npas (U.S. Office of Civil Rights), TenedoH
866-0CR-PRIV (866-627-7748) (TTY: 866-788-4989).

HWUKAKOIO BO3ME3UA. Ecam Bbl noaaeTe anoby Mam UCno/ib3yeTe npasa Ha 3aLUMTy KOHOUAEHUMANbHOCTH,
npvBeAeHHble B 3TOM U3BeLLeHnK, nporpamma CDPH He nmeeT npasa B OTMECTKY INLLATh BAC HU CTPAXOBOIO NOKPLITUA
MEANLMHCKOro 06CNYKMBAHUSA, HU APYTUX 3aLUMLLEHHBIX NPaB.

HUKAKON AUCKPUMMHALMW. Mporpamma GDSP He A0MyCKaeT AUCKPUMMHALMM MO NPU3HAKaM pachl, LBETa KOXM,
CTPaHbl NPOUCXOXAEHMUA, HALMOHANBLHOCTW, N0/1a, BO3PACTa WK UHBAMAHOCTY.

Kak cBasatbces ¢ [lenapTaMeHTOM

NHdopmaLmio, Ha KOTOPYHO PACNPOCTPAHAETCA 3TO U3BELLEHME, XpaHUT nporpamma GDSP. Aapec v TenedoH avpeKTopa
(Division Chief) nporpammbl CKpUHKHra Ha reHeTUYeckue 3abonesaHus (Genetic Disease Screening Program): 850
Marina Bay Parkway, F175, Richmond, California, 94804, TenedoH (866) 718-7915. [inpekTop oTBeYaeT 3a paboTty
MHPOPMALMOHHON CUCTEMbI M JOIKEH MO 3anpocy MHGOPMMPOBATL BaC O MECTE, FAe XPaHUTCA Balla MHPopMaLua,

1 0TBEYaTb Ha BaLLM NPOCbObLI OTHOCUTENBHO 3TOM MHPOPMALWW.

3akoH 06 aMepuKaHLax ¢ OrpaHM4YeHHbIMU BO3MOXHOCTSAMM

N3BeLLeHMe 0 KOHOUAEHLMANBHOCTU MHPOPMALWK, MPUHLMMbI OTCYTCTBUS AMCKPUMMHALLM NO NPU3HAKY
WHBA/IAHOCTU U 33asB/IEHNE O PaBHbIX BOSMOMXHOCTSAX NPU Halime Ha paboty. [lenaptameHT CDPH cobtogaert Bce
denepanbHble 3aKOHbI M 3aKOHbI LLTATa, 3aNpeLLatoLLmMe AUCKPUMUMHALMIO NPK TPYAOYCTPOWCTBE U AOCTYNE K ero
nporpammam 1 MePONPUATUAM.

3amectutens ampekTtopa (Deputy Director) otaena rpaxaaHckmx npas (Office of Civil Rights, OCR) npu aenaptameHTe
CDPH KoopanHWpyeT cobitoaeHne aenapTaMeHTOM TPeDOBaHMIA K OTCYTCTBMIO AMCKPUMMUHALMM. Bonpoci
HEAVUCKPUMMHALIMK, B TOM YMCNE B C/Iy4ae MHBAIMAOB, PETYINPYIOTCA «3aKOHOM 06 aMepHKaHLLaX C OrpaHUYEHHbIMM
Bo3morkHocTamm» (Title I of the Americans with Disabilities Act, ADA). s Toro 4to6bl Noay4MTb MHGOPMALLMIO O
npuHupnax CDPH EEO, nonoxeHunax 3akoHa ADA 1 npaBax, KOTOpble OHWU rapaHTUPYHOT, MOXHO CBA3ATbCA C OTAEN0M
cobtoieHMsA NpaBoBbIx HOPM v Npasun npu [enaptamenTe: CDPH Office of Compliance, Civil Rights Unit, P.O. Box
997377, MS 0504, Sacramento, CA, 95899-7377, TenedoH (916) 445-0938.

Mo 3anpocy Bbl MOKETE NO/YYNUTb ITOT IOKYMEHT HaneyaTaHHbIM LPUPTOM Bpaiins, BbICOKOKOHTPACTHLIM U/
KPYNHbIM WPUGTOM UK B 3NEKTPOHHOM dopme. Ecn Bam TpebyeTca 3TOT AOKYMEHT B OAHOI 13 NepeUnUCNEHHbIX
¢dopm, nossoHuTe Umn Hanuwute: Chief, California Prenatal Screening Program, 850 Marina Bay Pkwy, F 175,

Mail Stop 8200, Richmond, CA 94804; TenedoH: (866) 718-7915. 310 13BelLEHME ecTb B UHTEpHETE

(https://www.cdph.ca.gov/Programs/CFH/DGDS/Pages/pns/pnsnpp.aspx).
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JT1a CTpaHULUa OCTaB/IeHa I'IyCTOVI HamMepeHHO.
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