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|. BBeaeHue

BepeMeHHOCTb — 3TO He TO/IbKO PafoCTb, HO TAK}Ke OnaceHua, CTPecc U HeonpeaeneHHOCTb
OTHOCUTENbHO Byayuiero. HekoTopble poguTenu ewse BO BpemMa 6epeMeHHOCTM XOTAT KaK MOXKHO
6o/blue y3HaTb O CBOEM Byaylem pebeHKe.

B aTOM Bpowtope coaepKMUTCAa MHPOPMaLUMA O 4OPOLOBOM CKPUHUHTE, NpeaaraeMom
KanundopHuiickoi nporpammoit gopoaoBoro ckpuHuHra (California Prenatal Screening
Program). [lopoZ0BOM CKPUHWHT 3TO cnocob npoBepuTb NA0A BO BpeMAa 6epemMeHHOCTHU Ha
Han4me BPOXKAEHHbIX MOPOKOB.

progront D
< 1 Wil

XoTuTe N1 Bbl NPONTU AOPOAOBOM CKPUHUHT, pellaeTe TONbKO Bbl. MocTaBLWMK
YCNyr 34paBOOXPaHEHMA, KOTOPbIV BeAeT Bawy 6epeMeHHOCTb, Ha paHHUX CPOKaXx
06CcyamnT C BamMM 3Ty NPOrpPamMy M Balle peLleHue.

Ecnn Bbl 3ax0TUTE NpoyecTb bosiee aeTanbHYO 6poLtopy, y3HaTb NogpobHOCTH
o KanndopHuinckoit nporpamme A0pPOA0BOro CKPUHMUHIA U O TOM, Ha Kakue
BPOXAEHHbIE MOPOKN NPOBOAUTCA CKPUHUMHT, MoceTuTe calT Prenatal Screening
Patient Booklet web page (https://bit.ly/PNSPatientBooklet). Ha aToit cTpaHuue
Bbl TAK}Ke HalZeTe BUAEO, B KOTOPOM NoApPo6HO paccKkasbiBaeTcs o
O0POAOBOM CKPUHUHTE.
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Yem 3aHumaetca KanndopHuiickaa nporpamma g0poa0Boro CKPUHUHra?

KanudopHuiickaa nporpamma f0poa0BOro CKPUHUHra — 3T0 NpPorpaMmma, AencTeytoLas no
BCEMY LUTATy M Npeasiaraemas nocTaBLMKaMn YCAyr A40POA0BOro yxoaa Bcem bepemeHHbIM
eHWwmMHam. [JopoA0oBON CKPUHUHT — 3TO aHaIN3 KPOBU BEepeMEHHOM KEHLNHbI Ha ONpeaeneHHble
BPOXAEHHbIE MOPOKK ee byayuiero pebeHka. ECin CKPUHUHT NOKa3biBaET, YTO NJIOA C NOBbIWEHHOM
BEPOATHOCTbIO UMEET OAMH U3 3TUX BPOMKAEHHbIX MOPOKOB, EHLMHE NpeanaratoT reHeTUYeCKyHo
KOHCY/NbTaLUMIO U HAPYTrMe NocaeaytoLme YCayrM B LeHTpax A0poAoBoi anarHocTukm (Prenatal
Diagnosis Centers), MMeloLWMx A4OroBOP CO LUTAaTOM.

YTo TaKOe BpPOXKAEHHbIE MOPOKN?

BpokaeHHble MOPOKM — 3TO COCTOAHUA NN0AA, KOTOPbIE MOTYT NPUBOAUTL K GU3UYECKUM U
YMCTBEHHbIM HapyLLEHUAM y pebeHKa. BposKAeHHble MOPOKM Yallle BCEro BO3HMKAIOT Cy4aliHO U
06bIYHO He NepeaatoTcs No HacneacTsy. CMHApPom [layHa u apyrve reHeTudeckue 3aboneBaHus, Ha
KOTOpble Na04 NPoBepAoT Mo Nporpamme LOPOAOBOro CKpUHMHIA (nporpamma PNS), Bbi3biBatoTcA
AOMONHUTENILHOM XPOMOCOMOM. XPOMOCOMbI HY»KHbl pebeHKy ana pa3Butua. OHKM eCcTb B KaXKA0M
KNeTKe opraHusma.

BAXHOE
lNpoBepuTb 340pOBbE NN0AA A0 POXKAEHUA ONPEAENEHUE
Ecnun Bbl pelwnTe BOCN0/1b30BaTbCA NPOrpammon Aopososoro WccnenosaHms
CKPWHWHTA, Bac NonpocAT caaTb ABa 0bpasua Kposu. Kaxkabiii NoKa3anu. Yto
obpasel, ncnonb3yeTca ANA onpefeneHna Hannymua "BpO)K,qEI:IHbIe
NOBbILEHHOW BEPOATHOCTM OMpese/IeHHbIX BPOXAEHHbIX NOPOKU” — 3TO Camblit
NOPOKOB Yy nNaoAa. B CQly4ae BblAB/1EHNA NOBbILLEHHOU 06L|_||ey|-|0Tpe6MTeanb|ﬁ
BEPOATHOCTWU MNOCTABLUMK YCAYT OPOAOBOr0 yxo4a obcyamnT ¢ Y NOHATHbIN TEPMUH
BaMM BallW ganbHenwmne oencTema. Bol pelwsnte, XxoTuTe Au Bbl ONA reHeTUYeCcKux
NONYYUTb FEHETUYECKYH KOHCYNbTaLUIO U NONYYUTb Apyrue 3aboneBaHuin n
nocneaytowme ycayrun. OHM BKAKOYAIOT yIbTPa3ByKoBOe 0edeKToB HepBHOM
nccnegoBaHMe N gnarHoctTuyeckme obcnesoBaHms. TpYybKK, Ha KoTopble

nao4 npoBepAroT No

Yem oTanyaeTtca 40poa0BOI CKPUHUHT OT nporpamme PNS.

AWNarHocTtuyeckux obcnegoBaHuin®?

[opoaoBo CKPUHMHI NPeaBapUTENbHO OLLEHUBAET BEPOATHOCTb BPOXKAEHHbIX NOPOKOB.
MONOXKUTENbHbIN Pe3yNbTaT CKPUHMHIA YKa3bIBAET Ha NOBbIWEHHYI BEPOATHOCTb BPOXKAEHHOIO
NnopokKa, Ho bo/iee TOYHbIN OTBET AaCT AMarHoctTMyeckme obciegoBaHus.

Mporpamma gopoaosoro ckpuHuHra (PNS) no3sonser onpeaenutb BEPOATHOCTb
cnepyloLWmUxX YeTbipex BPOXKAeHHbIX NOPOKOB:

DedeKr passutna | UHBaNMAHOCTb, Bbi3biBaeMasn BPOXKAEHHbIM AedeKTom

TpVICOMMﬂ no 370 reHeTU4Yeckoe 3abosieBaHMeE Bbi3blBaeT NErKy Nnn TaXXenyr yMmCcrBeHHYHO
Xpomocome 21 OTCTa/ZIOCTb U CeEpPbE3HbIe I'Ip06fleMbI CO 340p0OBbeEM, TAKME KaK MOPOKK cepaLa.
CuHagpom [ayHa

TpMCOMMﬂ no ITO reHeTU4YecKoe HapyLweHWne BbI3bIBAET TAXKENYHO YMCTBEHHYIO OTCTAa/I0CTb U
Xpomocome 18 cepbesHble Npobsiembl co 340poBbeM. Mpy TpUcOoMMM NoAa No Xxpomocome 18

CuHAPOM daBapaca | 6ePeMeHHOCTb Yallie BCEro 3akaHYMBAETCA BbIKMAbIWEM.

Tpucommsa no OTO reHeTUYeCKOe HapyLLleHMe BbI3bIBAET TAXKENYI0 YMCTBEHHYHO OTCTa/IoCTb U
Xpomocome 13 cepbe3Hble Npobsiembl co 340poBbem. Mpu TpUcommm naoga no xpomocome 13
CuHapom MaTay 6epemMeHHOCTb Yalle BCEro 3aKaHYMBAETCA BbIKMAbILWEM.

DedeKTbl HepBHOM | Bbi3biBalOT HapyLeHMA Pa3BUTMA FOJI0BHOTO M CMIMHHOIO MO3ra, Hanpumep spina
TPYy6KMN bifida (pacwenneHre N0O3BOHOYHMKA).




Il. Yero xXpatb ot KaannpopHmnmncKkou
nporpammbl A0POAOBOro CKPUHUHIA?

OBCYXAEHUE. MocTaBLWMK yCcayr 4OPOA0BOro yxo4a NpesnoKUT Bam NPonTm
[0POJ0BOM CKPUHUHT MO 3TOW Nporpamme. 370 HeobaszaTenbHO. Jopos0BON CKPUHUHT
NMOMOXKET BaM y3HaTb, NOBbILLIEHA /N y Bawero byayuiero pebeHka BEpOATHOCTb
BPOXAEHHbIX MOPOKOB.

Mporpamma ctpaxoBaHma Medi-Cal 1 YacTHble NaaHbl MeANLMHCKOTO
CTpaxoBaHMsA (32 peAKMM UCKNHOYEHMEM) MOKPbIBAIOT PacxoAbl 3a y4acTme
B KanndopHMincKol nporpamme A0POAOBOro CKpMHUHIa (nporpamma PNS),
€C/I1 Bbl pelumTe NPUHATL y4acTme B HeM.

COINACHUE. Ecnu Bbl 3aX0TUTE NPONTU A0POLOBOM CKPUHWMHT, Ball MOCTaBLUUK YCAyr
A0pOA0BOro yxoaa, NonpocuT Bac nognucatb Ase $popmbl cornacma, No 04HON Ha
KaXK4blM U3 ABYX TMNOB CKPUHUHTA. [1Be POPMbI COrnacua Hy»KHbl, NOTOMY YTO
CKPUHWHT NPOBOANTCA NO ABYM Pa3HbIM MOKa3aTenam. Ecam Bbl He XOTUTE NPOXOANTb
[0POA0BOM CKPUHUHT, BAM HYXXHO noanucatb GopMbl OTKa3a.

CKPUHWUHT. Baw nocTaBLLMK YC/Yr AOPOA0BOI0 yxo4a Kyaa obpatutbea ana caayum
KPOBU ONA ABYX A0POAOBbIX CKPUHUHIOB. ITO MOXKeET ObITb nabopaTopma nam KabmuHer
BalLero nocraBLMKa A40POA0BbIX YCAYT. A KaXX4oro aHanmsa COTPYAHMK npoBegeT
3abop HebobLIOro KOINYECTBA KPOBM M3 BEHbI Ha PYKM M OTNPABUT ee B labopaTtopuio.

OTBET. C Bamu ABaxK bl CBAMXKYTCA COTPYAHUKN 0dMCa BalLero NOCTaBLLMKa yCayr
[0pPOJ0BOro yxo4a: Ytobbl COOBWMTL pe3ynbTaTbl aHANM3a HA BHEKNAeTouHyo AHK 1 Ha
anbda-peTonpoTenH CbiIBOPOTKM MaTEPUHCKON KPOBM.

MNOCNEAYOLHUE YCNYTWU. Ecnn pe3ynbTaTbl CKPUHUHIA NOKA3bIiBAOT NOBbIWEHHYHO
BEPOATHOCTb OAHOIO M3 BPOXKAEHHbIX MOPOKOB N104a, 3TO He BCerga 3HauumT, 4To 3TOT
NOpPOK AEeNCTBUTENBHO eCcTb. B nogobHom cnyyae nporpamma PNS npegnonaraet
AanbHelwee obcnefoBaHMe B YTBEPKAEHHOM LWITAaTOM LLEHTPE A40POLAOBOM
[AMarHoCcTMKK. Bo-nepBbliX, Bbl CMOXKeTe 06CcyanUTb CUTYaALLUIO C KOHCY/IbTAHTOM MO
reHeTM4YecKMm Bonpocam. Bo-BTopsbix, Bam byaeT npegnoxeHo nogpobHoe
yNbTpasByKoBoe 0b6cnenoBaHMe Nnoaa. 3aTem Bbl pellaeTe, XOTUTe NBbI NPONTH
AnarHocTnyeckoe obcnesoBaHne Ha BPOXKAEHHbIE NOPOKM.

Mocneaytowme ycnyru BKAKOYAIOT:
e [eHeTMYecKoe KOHCY/IbTUpPOBaHME
e YnbTpa3ByKoBOE UCC/ef0BaHUE
e [lMarHoCTUYECKMe aHaIN3bl BOPCUHOK XOPMOHA Nan
OKOJIONNI0AHbIX BOA,

Ecnm poponoBbIt CKPUHUHT NPOBOAMTCA NO NPOrpamme
PNS, To nocnheaytoume ycayrm npegocTaBnAr0TCcA
Bam b6ecnnaTtHo.

MpumeyaHue. Ball NOCTaBLMK YCAYT 4OPOAOBOrO YX04a, MOXeT 06cyanTb C
BamM HeobX0AMMOCTb NPOBEeAEHMA AO0POAOBOMN AUArHOCTUKU BMECTO
[0POA0BOro CKPUHUHIA. MHaue Bbl CaMy MOKeTe CNPOCUTb, PEKOMEHAYETCA
/1 BaM NPOXOXKAEHNE A0POA0BOIN ANArHOCTUKNY.




I1l. JopoaoBOM CKPUHUHT U €ro pe3ynbTaThbl

A4
ﬂ,OpOAOBOI/I CKPUHUHT
Bo Bpema bepemeHHOCTM Bam ByAeT npeanoxXeHo NPonTK ABa aHaAn3a no KanmdopHMinckom
nporpamme A0pPOA0BOro CKPUHUHTA (Mporpamma PNS). s KarKAoro U3 3TUX aHa/IM30B HYXKHO
byaet caate Nno ogHOMy 06pasuy KpoBU. T aHaNN3bl MO3BOJIAIOT OLEHUTb BEPOATHOCTb
HaNMYKA, KaKUX-NMB0 BPOXKAEHHbIX MOPOKOB Y Ballero naoga. Huxke npmusegeHa noapobHan
NHPOPMALMA O ABYX BUAAX CKPUHUHTA.

CKPUHMUHT Kakoe 3aboneBaHue Korpa npoxoautb

BHeKknero4yHasn FeHeTnyecKue 3abonesaHus: C 10 Hepgenb go nepsoro gHA 21

OHK (cfDNA) e Toucomms no xoomocome 21 | Heaenm bepemeHHocTU. AHanms Ha
(CDM HAPOM ,El,apra) BHeKneTouHyto AHK (cfDNA) moxkHOo

nposoAanTb U nocne 20-1 Heaenu, Ho B
* Tpucomma no xpomocome 18 | 5roy cayuae nocneayowwme yeayrm
(cvHapom Sasapaca) orpaHuueHbl. Pe3ynbTaTbl 06bIYHO
* Tpucomua no xpomocome 13 | rotosbl yepes 10-14 gHen.
(cMHapom MaTay)

Anbda- DedeKTbl HepBHOI TPYOKM C 15 Hepgenb go nepsoro gHA 21
¢deTonpoTtenH « Spina bifida (pacwennenve | HeAeNM 6epemMeHHOCTH. PesynbTaThl
CbIBOPOTKM NO3BOHOYHMKA) 06bl4HO rotoBbl Yepes 7-10 gHen.
MaTepUHCKOMN

kposu (MSAFP) * AH3HUedanua (oTcyTcTBME

yacTtei mo3ra uam yepena)

UHTepnpeTauua pesynbTaToB aHaAu3os no KanndopHUnckoii
nporpamme A0pPOA0BOro CKPUHUHTA

Pe3yanaTbI CKPUHWHIA HOAUBUAYabHbI ANA BaC U Ballen TeKyIJ.I,e[;i 6epemeHHocm. Baw
NOCTaBWMUK yCcayr 4oponoBoro yxoaa O6CY,EI,MT nX C BaMm.

Pe3ynbrar Y10 OH O3Hauvaer Yrto panbuwe Hro ewe Heobxoanmo
3HATb
BepoatHocTb BepoATHOCTb Hannuma y Mpn Takom OTOT pe3ynbTar, He
BPOXAEHHbIX |Nn04a NOPOKOB, Ha pesynbTaTe rapaHTUPYeT OTCYTCTBUSA
NOPOKOB He KOoTopble NpoBoAUTCA nporpamma PNS He  |BpOKAEHHbIX MOPOKOB.
noBbllleHa. CKPUHWHT, HU3Kas, HO He  [npeanaraet HuKakon foponoBoi
(Hanbonee HyfneBas. nocneayrowme CKPUHWHT HE MOXKET BbIABUTb
pacrnpocTpaHeH obcnepoBaHuna unm - |100% BPOXKAEHHBIX MOPOKOB.
HbI pe3ynbTaT) ycayru.
BepoAaTHOCTb | BepoATHOCTb HAMUUA Y Mpun Takom 3TOT pe3ynbTaT He Bceraa
BPOXAEHHbIX |Nn04a NOPOKOB, Ha pesynbTaTe 0O3HauyaeT, YTo y nao4a ecTb
NOpOKOB KOoTopble NpoBoAUTCA nporpamma PNS BPOKAEHHbIV NOPOK. A
noBblleHa. CKPUHWHT, Bbllle npeanaraer TOro 4To6bI Y3HATH,
06bI4HOMN. nocneaytouwiee CyLLECTBYET /I NOPOK Ha
obcnepoBaHue. camom gene, HeobxoaMmo
NPOBECTU ANArHOCTUYECKOe
obcnepoBanue.
Het otBeTa NHoraa cnyyvaeTcs TakK, 4To |Baw Bpay coobwmnT  |ECTb HECKO/IbKO pPa3HbIX
(“No call”) B KPOBW HEJ0CTaTOYHO BaM, MOYEMY Bbl NPUYUH OTCYTCTBUA
reHeTUYeCcKoro matepuana |noay4nnm pesynbTaT |pe3ynbTaTos, NO3TOMY BaLl
W 4TO KPOBb B3fiTa Ha “no call” n MOXKHO N | NOCTaBLMK yCayr Bce Bam
C/INLIKOM PaHHEeM Uaun NOBTOPUTb CKPUHUHT. [ 0O BACHUT.
C/ILIKOM MO34HEM CPOKe
bepemeHHOCTU.




IV. Cornacue Ha CKPUHUHT U OTKa3 OT Hero

CornawatbcA Ha aHanu3bl No KanndpopHUIACKOM Nporpamme A0POA0BOr0 CKPUHUHIA (Nporpamma
PNS) nnu HeT, pelaeTe TONbKO Bbl. Ball NOCTaBLWMK YCAYTr AOPOAOBOIO YX04a NMOMOXKET Bam
NPUHATb 3TO peLleHne: 06CyauT C BaMM CKPUHUHT M OTBETUT Ha BOMPOChHI. Ball nocTaBwuK ycayr
AacT BaM nognucatb Gopmbl COrIACUA UM OTKA3a OT CKPUHUHTA.

Ecnu Bbl pewnte NpoiTK A 06a oAMH CKPUHMHT a no nporpamme PNS, Bam Hy»KHO byaeT
noanucaTb U 4aTMPOBaTb OTAENbHYI0 GOPMY COrnacma ANA KaxKaoro nus AByx CKPUHUHIOB. Ecau Bbl
peLwmnTe He NPOXOAUTb OAMH UK 06a CKPUHMHTA No nporpamme PNS, To Bam Hy»KHO byaeT
noanucaTb U 4aTMPOBaTb OTAE/bHYI0 GOPMY OTKa3a A5 KaXKA0ro U3 ABYX CKPUHUHTOB.

Ecnu Bbl pewnte He NPOXOANTb OAMH UAK 063 CKPUHUHTA M Ball NOCTaBLLMK YC/IYT HE AaeT Bam
noanucaTb GOpPMbl OTKa3a OT CKPUHWUHTA, NOXKaNyNCTa, NONPOCUTE ero NPeaoCcTaBUTb UX Bam. ITU
dopmbl ecTb Ha caiTe nporpammbl PNS. MognucaHHyto dopmy (-bl) OTKa3a Ball MOCTABLUMK YCAYT
MOMELLAET B Bally MEANLMHCKYIO KapTy.

BoT KpaTKuit 0630p OCHOBHbIX NOJIO}XKEHUI, KOTOPblE NONE3HO NPUHUMATb BO BHUMaHUe, peLuas,
byaerte v Bbl NPOXOANUTL OA4MH UM 06a CKPMHMHTA No nporpamme PNS.

1. Mo nporpamme PNS npoBoamMTCS A4OPOAOBON CKPUHUHI CIEeAYOLWNX BPOXKAEHHbIX MOPOKOB:
TpucommaA No xpomocome 21, uan cuHapom flayHa; Tpucomma no xpomocome 18 n tpucomus
no xpomocome 13 (aHanu3 Ha BHekneTouHyto [HK, unun cfDNA); aedeKTbl HEpBHOMN TPYOKM
(aHanu3 Ha anbda-NPOTENH CbIBOPOTKN MATEPUHCKOMN KPOoBU, nan aHanns MSAFP). CKpUHUHT
no nporpamme PNS npoBogmMTCA TOIbKO Ha 3TU BPOXKAEHHbIE MOPOKNU. BO3MmoKHO, B byayiem
3Ta Nporpamma pacwmpuTca NaaHbl MeAULMHCKOro CTPaxoBaHUA CKPMHUHIA Ha BblABAEHUEe
BPOXKAEHHbIX MOPOKOB He ABAAIOTCA TOYHbIMM Ha 100%.

2. [nata 3a cKpMHUHroBble aHannsbl, Ha cfDNA n MSAFP, pasaenbHas. NMporpamma Medi-Cal n
YacTHble NJaHbl MeANLMHCKOTO CTPaXx0BaHWMA A0/IXKHbI MOJHOCTLIO MOKPbIBATb BCE PAcXoAbl Ha
obcnyKmMBaHWe No nporpamme. Peakme UCKNOYEHUA — camo3acTpaxoBaHHble paboTogatenu
WAW NN LA, CTPAXOBOM NAaH KOTOPbIX AeNCTBYET 3a Npeaenamu WTaTta. Ecav Bbl He BKOYEHDbI B
nporpammy Medi-Cal unmn y Bac HeT nnaHa MeANLMHCKOIO CTPAaXOBaHWUSA, UM CTPAXOBKa He
NOKPbIBAET CKPUHMHT, BaM HEOHXOAMMO NAATUTb B NOJIHOM obbeme.

3. Ecnu pe3ynbtaT CKPUHMHIA NOKA3bIBaET, YTO Yy NN0AA NOBbILLIEHA BEPOATHOCTb BPOXKAEHHOTO
NOpPOKa, Bbl CMOKeTe 06CyANTb 3TO CO CBOMM MOCTABLUMKOM YCAYT U PELUNUTb, XOTUTE /1N Bbl
nosyyaTb nocneayrome ycayrn. OHM BKAKOYAIOT FrEHETUYECKYIO KOHCY/IbTALMIO A1A peLleHmns
BOMPOCA O Aa/IbHENLWMX AENCTBMI, YAbTPA3BYKOBOE UCCEN0BAHME U ANArHOCTUYECKOE
obcneposaHue, B3ATUE NPO6 BOPCUHOK XOPUMOHA UM amHUoueHTe3). Mocne guarHocTMyeckoro
o6cnenoBaHMA pe3ynbTaTbl MOTYT HbITb HOPMANbHBIMMU.

4. Ecnv Ball NOCTaBLWMK YCAYT Ha3HaYyaeT A0MNONHUTENbHbINA FEHETUYECKUA CKPUHUHT MOMUMO
nporpammbl PNS, notpebyetca noanucatb oTae/bHble GOPMbl U NPOU3BECTU AOMNOJHUTENIbHYIO
onnaTty. CyeTa BbICTaBAAOTCA OTAE/bHO OT Nporpammbl PNS 3TM cueTa OTHOWEHMA HE UMEIOT.
[onoNHNUTENbHbIE CKPUHWUHTUN B 06beMe A0NONHUTENIbHOTO CKPUHWUHTA UK 06cneaoBaHUI He
npeAocTaBAAloTCca Yepes nporpammy PNS.




V. BbicTaBneHue cyeToB U onJsaTa

HauunHas ¢ 2022 roaa, CTOMMOCTb NPOrpPammbl ANA ABYX PA3/IMYHbBIX CKPUHUHTOB, MPOBOANMbIX
B pamkax KanndopHuUIcKon nporpammbl 4OPOA0BOrO CKPpUHMHIA (Nnporpamma PNS)
byaet cneayrouwein:

e AHanu3 Ha BHeknetouHyto [HK (cfDNA) — $232.
e AHanu3 Ha anbda-GeTonpPoTenNH CbIBOPOTKM MaTEPUHCKOMN Kposu (MSAFP) — S$85.

MnaTa 3a 3TM aHaM3bl NOKpPbIBaET (1) CTOMMOCTb aHanM3a U (2) CTOMMOCTb NocaeayoWwmx

YCAYT B YTBEPXKAEHHbIX LUTAaTOM LLeHTPax A0POA0BOM ANArHOCTUKM (€CAN CKPUHUHT NOKa3blBaeT
MOBbILLIEHHYIO BEPOATHOCTb BPOMKAEHHOro nopoka). NMporpamma Medi-Cal 1 yacTHble nnaHa
MeAMLMHCKOro CTPaxoBaHMA A0XHbl MONHOCTbIO MOKPbIBATb BCE pacxodbl Ha 06CayKMBaHMe no
nporpamme. PegKkune UCKNOYEHUA — 3TO CaMO3acTpaxoBaHHble paboToaateny uam anua, CTPaxosoM
nAaH KOTOPbIX AEMCTBYET 3a NpeAenamu Wwrarta.

Bo Bpems f0pOA0BOro CKPUHMHIA BaM HYXKHO COOBLMTL CBOM HOMEP Y4aCTHMKa NPOrpammbl
Medi-Cal nnu paHHble cBoero cTpaxoBoro naaHa. NMporpamma PNS Bbicbl1aeT no noyTe cyeT u
dopmy cTpaxosoi UHGOPMaLMK ANA 3aNONHEHNA N BO3BPATa, €C/IN NPU 3aKa3e CKPUHUHTA He
6blna NnpegocTasneHa MHPopmaumsa o Bawen nporpamme Medi-Cal nam nnaHe megUUMHCKOrO
cTpaxoBaHus. Mporpamma PNS He byaeT y4acTBOBaTb B BbICTaB/EHUM CYETOB 33 A0POA0BOM
CKPUHUHT unun obcneposBaHue BHe MNMporpammbl PNS. O6paTtute BHUMaHue:

e B3ATMe 06pasuoB KPOBM HE BKIHOYEHO B CTOMMOCTb Nporpammbl PNS.

e [lporpamma PNS onnauymsaet nociegytowme ycayrm B yTBEPXKAEHHbIX LWTATOM LEeHTpax
[0POA0BOM ANArHOCTUKM, TOIbKO €C/IN B pe3y/ibTaTe A0POA0BOrO CKPMHUHIA MO Nporpamme
PNS BbiABneHa NoBblWeHHana BEPOATHOCTb NOPOKOB Na0A4a.

e [locne anarHoctuyeckoro obcnegosaHua nporpamma PNS He onnaymBaeT Kakme-nmbo gpyrue
MeaNUMHCKME YCAYTH.

VI. JononHutenbHaa nnpopmauma

MNoppepuBaTb 1M UCCNEe[0BaHUA - 3TO Ball Bbl6op

B HEKOTOpPbIX OKPYrax, y4acTBYHOLLMX B MOHUTOPUHIE BPOXKAEHHbIX MOPOKOB,
obpaseL, KPOBKU NOCAE CKPMHUHIOBOTO aHanM3a Ha MSAFP, coxpaHsaeTca u
MOXKET ObITb MCNONb30BaH A/19 UCCNeA0BaHMN C Lesiblo NPOdUIaKTUKK
BPOXKAEHHbIX NOopoKoB. Obpasel, KpoBM ByaAeT XPaHUTLCA B
KOoHOUAEHLMaNbHOCTU 6e3 KaKoN-NMB0 NMYHOM naeHTUdUUMpYoLL e
MHbOPMALMM U MOKET ObITb BblAaH, YUTOObI MOMOYb YTBEPKAEHHbBIM
nccnefoBaTeNnsim U3yuynTb NPUYMHBI BPOXKAEHHbBIX MOPOKOB M Apyrnx npobaem
[LETCKOro 340p0oBbA.

Bbl MmoXkeTe nonpocutb, 4Tobbl Ball obpaseL, KpOBM Nocae CKPUHUHIOBOMO aHaIM3a
Ha MSAFP He ncnonb3oBanca gna uccneaoBaHUi. s 3TOro HY»KHO NONPOCUTL
NOCTABLLMKA YCYT OTMETUTb OTMETU/ COOTBETCTBYOLWYO [pady Npu HanpaBaeHUn
Ha CKPUHWHT. Ecnn Bbl He XoTUTE, YTOObI 06pa3sel, Ballen KPOBM MCMOIb30BasICS
ONA UCccnenoBaHWn, OH ByAeT YHUUTOXKEH Noc/ie NONyYeHUs pesynbTaToB
CKPMHUMHIa M NpeaocCTaB/ieHMA UX BalleMy NOCTaBLWMKY ycnyr. OTKas oT
MCNO/Ib30BaHWUA Ballel KPoBU ANA UccaeaoBaHnii HUKOMM 06pa3om He noBansieT
HW Ha pe3yabTaTbl CKPUHWUHTA, HM Ha Balle MeauLUMHCKoe obcnyKusaHue. Ana
Nony4YyeHUA AONOAHUTENBHON MHPOPMALMK CM. Ha calT [porpamma PNS —
noasepxka uccnenosaHui (https://bit.ly/PNSResearch).
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KanudpopHuiickaa nporpamma CKPUHUHrA

yoif[m]
HOBOPOXKAEHHDbIX _E_-.-
KanudopHuiickas nporpamma CKpuMHUHra HoBoposkaeHHbix (California Newborn 'l"' ﬁ!
Screening, NBS) — 3To nporpamma NAaHOBOro CKPUHWUHIA BCEX HOBOPOXAEHHbIX Ha
6onee yem 80 cepbe3HbiX, HO NOAAAMOLNXCA NEYEHWNIO FeHeTUYECKMUX 3aboneBaHui. E

Y BCcex HOBOPOXAEHHbIX HepyT Ha aHA/IM3 HEMHOIO KPOBM U3 NATKKU Yepes 12-48
4yacoB nocne poxkaeHus. NoapobHee 0 CKPUHUHTE HOBOPOXKAEHHbIX MOXKHO Y3HaTb
y CBOEro Bpaya Uan Ha MHTEPHeT-CTpaHuLe KannpopHuimckon nporpammbl NBS
(www.cdph.ca.gov/NBS).

OKpy)Kalowan cpena MOXKeT BIMATb Ha Balue 34,0pOBbe

Ha pa3suThe nioga moryT NoBAMATbL pa3HOObpasHble BELWECTBa, C KOTOPbIMM
Mbl BCTPeYaeMcs B NOBCEAHEBHOM KM3HU. K cYACTbIO, Bbl MOXKETE MPUHATL Mepbl
MO OrpaHUYEHMUIO UX BPELOHOCHOIO BIMAHMA A0Ma, Ha paboTe u T. n. MHorue
KanndopHUILLbl He 3HALOT, YTO 0BbIYHAA BbITOBAA XMMMUA MOKET NPeACcTaBAATb
OMacHOCTb ANA naoaa. U3 becesbl C BpaYoM U MaTepManoB Ha 3Ty TeEMy
byaylwme poamTenn MoryT y3HaTb O MPOCTbIX AENCTBUAX, CNOCOBCTBYOLLMNX
34,0p0OBOWN bepeMeHHOCTH.

B YHuBepcutete KanndopHun B CaH-PpaHLMCKO AENCTBYET NpOrpamma
pPenpoAyKTMBHOIO 340Pp0BbA U OKpY:Katowel cpeabl (Reproductive Health

and the Environment). 3Ta nporpamma ny6aunKkyet 6powtopbl «Bce, YTO BaXKHO»
(https://prhe.ucsf.edu/info). 3To HeTexHMYeECKME, OPUEHTUPOBAHHbIE Ha
nauMeHTa pyKoBOACTBA, B KOTOPbIX COAEPMKATCA COBETbI U PEKOMEHAALMM MO
NpeAoTBPALLEHNIO BO3LENCTBMA TOKCUYHBIX XMMUYECKMX BELLECTB A0Ma,

Ha paboyem mecTte n B obuiectBe [lonoaHUTEIbHAA MHGOPMALMA NpMBEAEHA
Ha canTte Mporpammbl PNS, rae roBopuTcs 0 penpoayKTMBHOM 340P0OBbE
(https://bit.ly/R-Health).

XpaHUTb 11 NYNOBUHHYIO KPOBb - 3TO Ball Bbib6op

Mo mepe NpUbANNKEHUA AHA POAOB ByAyLIMM POAUTENSAM HYXKHO 06ymaThb,
COXPaHATb N B 6BaHKe KPOBM NYNOBUHHYIO KPOBb pebeHKa. [lynoBUHHasA KpoBb —
3TO UCTOYHUK CTBONIOBbIX KNeTOK. COXpaHUB ee ANs NocaAeayoWero
MCMNONb30BaHMA, Bbl MOXKETE COXPAHUTb KMU3Hb pebeHKa B C/lydae HEKOTOPbIX
3abos1eBaHUM.

B KanndopHUM ecTb KaK rocyaapCTBEHHbIe, TaK M YacTHble 6aHKMN KPOBMU.
Poautenam, KOTopble XOTAT COXPaHUTb MYNOBUHHYIO KPOBb CBOEro pebeHkKa,
HeobxoaMmo A0 cpoKa 34 Hegenn obcyanTb 3TOT BOMPOC C MNOCTaABLMKOM
A0pOoAoBbIX ycayr. lononHuTeNbHaA MHGOPMaLUUA NpMBEAEHA Ha caiTe
Mporpammbl PNS ¢ MHpopmaumen o 6aHKax NynoBMHHOM KPOBM
(https://bit.ly/Cord-B). MoapobHee 0 rocyaapCTBEHHbIX M YaCTHbIX HaHKax
NYNOBWHHOM KPOBMU:

e HauuoHanbHag Nnporpamma nNnynoBUHHOMW KpoBu: 866-767-6227
e HauwmoHanbHasa NporpamMmma JOHOPOB KOCTHOro mo3ra: 800-627-7692

Onpoc 0 cekcyaNnbHOM OpPUEHTALUN U reHaepPHOM

MAeHTUYHOCTU

B pamkax npoekTa no cbopy AaHHbIX, Tpebyemoro wratom, nporpamma PNS
[0/1’KHa 3anpalumBaTh MHGOPMALMIO O CEKCYaIbHON OPUEHTALMN U FTEHAEPHOM
NOEHTUYHOCTU YYACTHUKOB MPOrpPaMMbl.

3TW AaHHblE MOXHO BBECTU Ha CTpaHuMLUe Onpoca o0 ceKcyalbHON OpUeHTaumm

N reHaepHon naeHtudHoctu (SOGI) (https://forms.office.com/g/LRUWGVE7XXx).
Bbl He 0653aHbl 3anonHATL dopmy SOGI. [arke ecm Bbl OTKaXKeTecb coobLaTb
3TV CBEAEHUSA, 3TO HUKAK HE NOBANSAET Ha BO3MOMKHOCTb BOCMO/1Ib30BaTbCA
nporpammotii PNS. Ecnm Bbl pelunte coobLWUTb 3TN CBEAEHMUA, OHU He byayT
npuBA3aHbl K BaM UM pe3ynbTaTaMu CKPUHUHTA.

BepemeHHble MOryT 3ano/IHATb HOBYIO POpMY NpU Kaxkaon bepemMeHHOCTH.
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Vil. U3BeweHue o KOHPUAEHLUUNANBHOCTH

CornacHo 3aKoHy 0 NPeeMCTBEHHOCTM M NOAOTYETHOCTM MeAMUMHCKOro cTpaxoBaHua (Health Insurance Portability
and Accountability Act, HIPAA), nporpamma CKpuHMHra Ha reHeTudeckue 3abonesaHua (Genetic Disease Screening
Program, GDSP) cunTaeTcs NoCTaBLLMKOM MeAULMHCKOTO obcnyKuBaHus. 3akoH HIPAA — 310 deaepanbHbIl
3aKOH, YCTaHaBAMBaOLWMIA NPaBMAa 3aWMTbl KOHPUAEHUMANBbHOM MeAULIMHCKOM MHbOpMaLmn OT ee
pasrnaweHnsa 6e3 Begoma naumneHTa. 3akoH HIPAA pacnpocTpaHsaetca Ha nporpammy GDSP 1 npegycmatpuBaeT
npeaocTaBneHMe HacToALero «M3BeLleHuna o KoHounaeHumanbHoctu» (NPP, geictayert ¢ uions 2015 r.).

MNpenocrasnaemasn [JenaptameHTOM 06LLEeCTBEHHOTO 34paBooXpaHeHus WwWraTta KanndopHua (California
Department of Public Health) KaandopHuitckas nporpamma gopoaoBoro cKpuHuHra (nporpamma PNS) —

37O YacTb nporpammbl GDSP. Mo 3akoHy HIPAA 1 3akoHam WwiTaTta, nporpamme GDSP 1 ee npeacrasuTenam,

B TOM uncne nporpamme PNS, pa3spelueHo 6e3 cneupanbHbIx paspeLleHunii M oroBOpPOB NOAYYaTh INYHYHO
MeLMNLMHCKYI0 MHGOPMALMIO M PACNPOCTPaAHATbL ee cpeay NOCTABLLMKOB YCAYT U MEANLIMHCKUX YUPEXRAEHUN C
LLeNbIo IeYEeHWMSA, ONaTbl 0BCAYKMBAHUA MM NMPOLLECCA OKA3aHWA MEAULIMHCKUX YCAYT. ITO U3BELLEHWE TOBOPUT O
TOM, KaK Balla MeAMUMHCKana MHGOPMaLLMA MOXKET bbiTb MCNOIb30BaHA M PACKPbITA M Kak Bbl MOXKETE NOAYYMUTb K
Hew goctyn. MpouunTaiiTe 310 U3BELLEHWME BHUMATENBHO.

FOpuanueckune obssaHHocTM [lenaptameHTa

B cooTBeTcTBUM € 3aKOHOM GDSP 06A3aHa cob1t04aTb KOHOUAEHLMANBHOCTb 3aLUMLLEHHON MEAULMHCKON
nHpopmaumn. eaepanbHble 3aKOHbI M 3aKOHbI LITATa OFPAHUYMBAKOT UCMO/Ib30BAHNE, XPAaHEHWE U PACKPbITUE SIMYHOM
MHPOPMaLLMK, NONYYEHHOM rOCYAAPCTBEHHbBIM areHTCTBOM, M TPebYIOT onpeaeneHHbIX yBeAOMAEHWUI AN1A UL, YbA
NMHPOPMaALMA XPaHUTCA. 3aKOH TakKe TpebyeT, UTobbl Mbl HE3aMeANNUTENBHO CO0BLLMAM BaM, eCAM NPOU30MAET
HapyLUeHWe, KOTOPOE MOT/I0 NMOCTaBWUTb MOA YrPo3y KOHPUAEHLMANbHOCTL UK BE30NACHOCTL BaLle MHPOPMALMW.

3aKOHbI LUTaTa BKNKOYAOT 3aKoH LWTaTa KanndopHus «O npasunax pabotbl ¢ MHGopmaupmein» (California Information
Practices Act; Civil Code 1798 et seq.), «FocyaapcTBeHHbIN KogeKe» (Government Code), pasaen 11015.5 n «Koaekc
3aKOHOB 0 370p0Bbe M besonacHocTuy (Health and Safety Code), pasgen 124980. ®enepanbHble 3aKOHbI BKOYALOT
3aKkoH HIPAA o1 1996 r. (42 USC 1320d-2(a)(2)), u cA3aHHble ¢ HUM HOpMbI U NpaBuAa B Title 45 «Koaekca
denepanbHbix Hopm 1 npasun» (Code of Federal Regulations), pazgenb 160.100, et seq.

B cOOTBETCTBMM C 3TMMM 3aKOHaMMU, BaC M TEX, KTO BAAAEET O BaC MHPOPMALMEN, Mbl U3BELLLGEM O CIEAYHOLLEM:
[JenaptameHT CDPH nonyyaet u Ucnonb3yeT ANYHYI0 U MEANUMHCKYH0 MHPOPMALMIO B TOM MePE, B KOTOPOI 3TO
paspetieHo B Health and Safety Code Sections 124977, 124980, 125000, 125002,125050, 125055, n 123055, u
COrNlacHo npoLiealypam, NponuncaHHbIM B HopMax U npasumaax wrata (17 CCR §§ 6527, 6529, 6531 1 6532).

NHdbopmaums, KoTopyto nonyyaet genaptameHT CDPH, ucnonb3syerca 4158 OLUEHKM PUCKA BPOKAEHHbIX
NOPOKOB Npu BepemMeHHOCTAX U AUArHOCTUKM NOPOKOB Nnoaa y bepemeHHbIx. OTCyTCTBUE NYHOW
MHPOPMALMM MOXKET NPUBOAMUTD K CIeAyHOLWMM NPobieMam: TOXKHOMONOKUTE/IbHbIE U JIOKHOOTPULATE bHbIE
pe3ynbTaTbl CKPMHUHIA M HEBO3MOXHOCTb OM/IATUTb OKa3aHHOe 0bcAyunBaHue. 3Ty MHopmaumio
[JenapTameHT NoNyyaeT B 91eKTPOHHOM Buae. OHa BKAKOYAET BalLM UMA, afpec, pe3ynbTaTbl aHAIN30B U
OKa3aHHYI0 BaM MeAMLMHCKYHO NOMOLLLb.

Mcnonb3oBaHMe 1 packpbiTe MeauUMHCKOM nHbopmaumm

[JenaptameHT CDPH ncnonb3yeT Bally MeguUMHCKY MHGOPMALLMIO A1 CKPUHWUHTA, OKa3aHMA MeANLLMHCKOM
MOMOLLYM, NOSIYYEHMA NAATbI 3@ CKPUHUHT, ANA pelleHUa agMUHUCTPATMBHbIX 3a4a4 U OLLEHKM KadyecTsa
nosly4eHHoM Bamu nomoLp. Kpome Toro, 3akoH no3sosnset aenaptameHty CDPH ncnoab3oBath 1 packpbiaTh
NMEIOLLLYHOCA Y HEr0 MHPOPMALLMIO B CeYHOLMX LIeNAX:
e 1A MeAMUMHCKMUX UCCeA0BaHNM, YTBEPHKAEHHbIX SKCMEPTHLIM COBETOM MEAMNLIMHCKON OpraHM3aLmmn 1
cobntogatomx TpebosaHms Bcex peaepanibHbIX 3aKOHOB M 3aKOHOB LUTaTa, PErYANPYOLWMX BOMPOCHI
KOHPUAEHLMANBHOCTH.

e [1nAa MeaNUMHCKMX MCCI'Ie,EI,OBaHMﬁ, B KOTOPbIX HE UCNO/Ib3YETCA MHd)OpMaLI,Mﬂ, KOTOPYO MOXXHO CBA3aTb C
nayneHTom (ECI'IM Bbl HE NONPOCKIN B NTUCbMEHHOM BUE O TOM, 4TOObI BaLLA MHd)OpMaLI,Mﬂ He
Mcnonb30Banacb, 3anpoc Hy*KHO NOCbl/1aTb HA I'IpVIBep,eHHbIl‘;l HUxxe a,a,pec).

e [1nq paboTbl OpraHM13aLMiA, NOMOratoLLMX HaM B HaLLel AeATeNbHOCTY, HanNpUMep B NONYYEHWUM NAaTbl 33
obcaykuBaHue. ECM Mbl COOBLLIAEM STUM OPraHU3aLLUAM MEANLMHCKYH MHOOPMALLMIO, TO OHW AONMKHbI
3alyLLaTL ee KOHOMAEHLMANBHOCTbL CornacHo TpeboBaHMAM dpefepasbHOro 3aKOHOAATENbCTBA M
3aKOHOB LUTaTa.

lNMncbemeHHoe paspelleHne gna nporpammsl GDSP

Ha ncnonb3oBaHue Bawel MHGOPMaLMK B LENAX, HE NEPEUYNCIEHHbIX B 3TOM M3BeLLEHUM, nporpamma GDSP
[J0J/KHa No/y4aTh Balle pa3pelleHune. Bbl Bcerga MoykeTte 0To3BaTb TaKOe paspelleHune. MIcKatoueHne coctaBsatoT
CNlyyam, Koraa nporpamma GDSP yike ycnena packpbIiTb UM UCMO/b30BaTb Bally MHPOPMALMIO, NMOKa Bbl eLLe He
0TO3Ba/IM 3TO paspeLleHume. 1A Toro YTobbl 0TO3BaThb paspeLLeHne, CaedyeT HanmcaTb No CeayroLWeMy aapecy:
Division Chief, Genetic Disease Screening Program, 850 Marina Bay Parkway, F175, Richmond, CA 94804.



U3BewleHne 0 KOHPUAEHLUNANBHOCTH
(npoponkeHune)

OenaptameHT CDPH coxpaHsaeT 3a coboi NpaBo U3MEHATb M A0NOAHATL NOIOXKEHUA 3TOrO U3BELLEHUS,
NPUMEHNMbIE KO BCEM MMEIOLLIEICA Y HEFO MeAMLMHCKOM MHbOopMaLni.

Bbl MmOKeTe 3anpocuTb 9K3eMNAAP AENCTBYIOWMX NPABUA UM NONYYUTL AONOAHUTE/IbHbIE CBEAEHMA O
Hawwmx npasuaax cobntoaeHna KoHOUAEHLMANBHOCTU. [INA STOFO HYXKHO NO3BOHWTL MO O4HOMY U3
npuBeAEHHbIX HA CaieaytoLel CTpaHuLe TenedoHOB UM 03HAKOMUTLCA C MHGOPMaLMEN Ha canTe
Mporpammbl PNS (https://www.cdph.ca.gov/PNS). Kpome Toro, Bbl MOXKeTe 3anpocuTb BymasKHbIi
3K3eMNAAp 3TOro U3BELLEHUA.

MpaBa YacTHbIX ML, M JOCTYN K MHPOPMaLMK

Bbl MMeeTe NpaBoO 3HAKOMUTBLCA UK NOJTYYUTb KOMUIO AOKYMEHTA CO CBOEN MeAULIMHCKOM
nHpopmaupein. KonmposaHue ctout $0.10 (10 LeHTOB) 3a CTPaHMLY. Bbl TakXKe MMeeTe Npaso Noay4mTb
CMMCOK CNyYaeB, KOrAa Mbl PAacKpbiBaan MeguUMHCKY0 MHPOPMaLMIO O Bac MO NPUYMHAM, HE CBA3AHHbIM
C NPOBEPKOW, ONIATON UM COOTBETCTBYHOLMMMN AAMUHUCTPATUBHBIMU LLEENAMM.

Ecnu Bbl cumTaeTte, 4To MHPOPMaLMA B Balel 3anNncy HeBEPHA UM OTCYTCTBYET BaXKHaA MHPOPMALLMA, Bbl
nmeeTe NPaBo NOTPeb0oBaTb, YTOObI Mbl MCMPABWU/IM CYLLLECTBYHOLLYHO MHGOPMaLMIO nan aobasuam
HeAoCTaloLWyo. Bbl meeTe NpaBo NONPOCUTL HAC CBA3ATLCA C BaMM MO APYromy agpecy, NoYToBOMY
ALLMKY UK Homepy TenedoHa. Mbl npumem pasymHble NPocbobl. Bbl MoXKeTe B MTMCbMEHHOM BUAE
noTpeboBaTb, YTOObI Mbl OFPAHMYMAN PACKPbLITME Ballen MHOPMALLMKM A8 NeYeHns, ONAaThbl U
aAMUHUCTPATUBHBIX LLe1Iei; O4HAKO Mbl MOYKEM He BbINOIHUTL BCE 3anpocChbl.

*anobwl

Ecnv Bbl cuMTaeTe, YTo Mbl He 3aLLMTMUAN Bally KOHPUAEHUMANBHOCTb UM HAPYLIWUAW Kakne-nnbo us
BaLLMX NpPaB, Bbl MOXKETE NOAATb ¥Kanoby. [Jna 3Toro cneayet NO3BOHUTL UM HAaNUCaTb NO cieayoLemy
aapecy: Privacy Officer, CDPH, 1415 L Street, Suite 500, Sacramento, CA 95814, tenedoH (877) 421-9634.
HdenaptameHT CDPH He MoKeT KakKnm-1Mb0 06paszom ANLLIMTL Bac SIbFOT Ha MeAMLIMHCKOe 06CyKMBaHMe
WA NoBbIX APYIMNX 3aLLMLLEHHBIX NPaB, EC/IN Bbl PELLUTE NOAATL ¥aN0by MM BOCN0/1b30BaTLCA /IH0ObIM
U3 NpaB KOHPUOEHUNANbHOCTH, YKa3aHHbIX B HACTOALWEM YBEAOMAEHUMN.

Kpome Toro, Bbl MOXeTe NoXanoBaTbca B PegepanbHblii 4eNapTaMeHT 34paBOOXPAaHEHUS N COLMANBHOTO
obecnevenusn: United States Department of Health and Human Services, Attention: Regional Manager,
Office for Civil Rights at 90 7th Street, Suite 4-100, San Francisco, CA 94103, tenedoH (800) 368-1019,
(800) 537-7697 (TDD) — 3BOHKM HbecniaTtHble. [03BOHUTL B 0TAEN rpaxkaaHckmx npas (U.S. Office of
Civil Rights) moxHo Take no TenedpoHam 866-OCR-PRIV (866-627-7748) unmn 866-788-4989 (TTY).

Kak cBAzatbca ¢ [lenaptameHTom

XpaHeHune nHbopMaL MK, Ha KOTOPYHO PacipPOCTPaHAETCA 3TO M3BELLLEHWE, OCYLLECTBAAET NPorpamma
GDSP. Agpec 1 TenedoH ampekrtopa (Division Chief) nporpammbl CKpMHMHra reHeTUYECKMX 3abo1eBaHUM
(Genetic Disease Screening Program): 850 Marina Bay Parkway, F175, Richmond, California, 94804,
TenedoH (866) 718-7915. inpekTop oTBEYaeT 3a paboTy MHGOPMALIMOHHOM CUCTEMbBI U JO/IKEH MO
3anpocy MHGOPMMPOBATb BaC O MeCTe, B KOTOPOM XPaHUTCA Balla MHPOPMaLMSA, M OTBEYATb Ha BaLLK
Npocbbbl OTHOCUTE/IBHO 3TOM MHPOPMALUN.

3aKoH 06 aMepUrKaHLAX C OrpaHUYEeHHbIMM BO3MOXKHOCTAMM

NHpopmaumsa 1 3asaBneHne 0 OCTYNHOCTH

MPUHLMNbI OTCYTCTBMA AUCKPUMMHALMM NO NPU3HAKY HA/IMYMA OrpaHUYEHHbIX BO3MOXKHOCTENM 340P0BbA
1 3aB/IEHME O PABHbIX BO3MOXHOCTAX NPWU Halme Ha paboTty OenaptameHT CDPH cobntonaet Bce
denepanbHble 3aKOHbI M 3aKOHbI LUTATa, 3anpeLuatoLme ANCKPUMUHALMIO NPKY TPYA0YCTPOMUCTBE U
NpeAoCTaBAAIOLWME AOCTYN K €r0 NPOrpamMmmam U MePONPUATUAM.

3amecTuTenb gupekTtopa (Deputy Director) otaena rpaxkaaHckmx npas (Office of Civil Rights, OCR) npwm
AenaptameHTe CDPH KoopavHupyeT cobntogeHme genapTameHTom TpeboBaHWUM K OTCYTCTBUIO
ONCKPUMMHAUMK. Bonpocbl HeAUCKPUMMHALLMM, B TOM YUCIE B CTyYaE NINL, C OTPAHUYEHHbIMM
BO3MOXXHOCTSIMW 340P0BbA, PEryAInpyroTcs B pasaenom |l 3akoHa 06 amepmKaHLAax ¢ orpaHUYeHHbIMM
BO3MOXKHOCTAMM 340poBbA (Americans with Disabilities Act, ADA). Ona nony4yeHna MHopmaumm o
npuHupynax CDPH EEO, nonoxeHnax 3akoHa ADA 1 npasax, KOTOpble OHW FAapPaHTUPYHOT, MOXKHO CBA3ATbCA
C oTAenoM cobiloeHMA NPaBoBbIX HOpM M Npasun npu JenapramenTte: CDPH Office of Compliance,
Civil Rights Unit, at P.O. Box 997377, MS 0504, Sacramento, CA, 95899-7377, TenedoH (916) 445-0938.
Mo 3anpocy Bbl MOXKETe NOYYUTb STOT LOKYMEHT HaneyaTaHHbIM WpudTom bpainns,
BbICOKOKOHTPACTHbIM MW KPYMNHbIM LWPNPTOM MK B 3N1eKTPOHHOM dopme. Ecnv Bam TpebyeTca aToT
[OKYMEHT B OAHON M3 nepevncineHHbIX ¢opm, No3BoHMTe nam HanuwwuTe: Chief, California Prenatal
Screening Program, 850 Marina Bay Pkwy, F 175, Mail Stop 8200, Richmond, CA 94804,

TenedoH: (866) 718-7915. 310 M3BELLEHUE AOCTYNHO B pexkume oHnaiH (https://bit.ly/PNSPrivacy).



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

< CALIFORNIA

+GDSP

Genetic Disease Screening Program

JenaptameHT 06wWwecTBeHHOro
34paBooxpaHeHun wrata KaandopHus
(California Department of Public Health)

www.cdph.ca.gov/PNS

California Department of Public Health
Genetic Disease Screening Program
Prenatal Screening Program
850 Marina Bay Parkway, F175
Richmond, CA 94804
pns@cdph.ca.gov
866-718-7915 (3BOHKM BecnnaTHble)

2022



http://www.cdph.ca.gov/pns
mailto:pns@cdph.ca.gov

	Калифорнийская программа дородового скрининга Дородовой скрининг — брошюра для пациентов Русский Что подходит именно вам?
	I. Введение
	Содержание
	Чем занимается Калифорнийская программа дородового скрининга?
	Что такое врожденные пороки?
	Проверить здоровье плода до рождения
	ВАЖНОЕ ОПРЕДЕЛЕНИЕ

	Чем отличается дородовой скрининг от диагностических обследований?
	Программадородовогоскрининга(PNS)позволяетопределитьвероятностьследующихчетырехврожденныхпороков:


	II. Чего ждать от Калифорнийской программы дородового скрининга?
	III. Дородовой скрининг и его результаты
	Дородовой скрининг
	Интерпретация результатов анализов по Калифорнийской программе дородового скрининга

	IV. Согласие на скрининг и отказ от него
	V. Выставление счетов и оплата
	VI. Дополнительная информация
	Поддерживать ли исследования - это ваш выбор
	Калифорнийская программа скрининга новорожденных
	Окружающая среда может влиять на ваше здоровье
	Хранить ли пуповинную кровь - это ваш выбор
	Опрос о сексуальной ориентации и гендерной идентичности

	VII. Извещение о конфиденциальности
	Юридические обязанности Департамента
	Письменное разрешение для программы GDSP

	Извещение о конфиденциальности (продолжение)
	Права частных лиц и доступ к информации
	Жалобы
	Как связаться с Департаментом
	Закон об американцах с ограниченными возможностями

	Департамент общественного здравоохранения штата Калифорния (California Department of Public Health)




