ITOOIINCAHHUE

S, HUXX €TI0 CaBIIN M CSI, HACTOSIIUM IIOATBEPXK Jal0, UYTO IOJYUYUI KOIIHIO
ITonoxeHus o coxpaHeHUHN KOHDUISHIMATIbHOCTH KINHUYECKUX JaHHBIX
acconmanuu « MagenengedT JIuBuHr Accomueninya, MHK.» 1 4T0, TAKUM
00pa3oM, IMOJYYHJI pa3bsICHEHUS II0 ITIOBOJY TOT0, KakK KoMIIaHusa « MHIeneHaeHT
JInBuHT Accommuennid, MHK.» MOKeT UCIIOJIb30BaTh U BhIJlaBaTh KIMHUYECKHUE
TaHHBIE 000 MHE, 4 TaK3Ke O TOM, KaK I MOTY HOJYYUTH JOCTYII K DTOH
nHboOpMauu.

HOI[HI/ICB KIMCHTA UJIHU JUYHOTO NPpEACTABUTCIIA KIUCHTA

anumuTre UMS KJINEeHTa UIX TUIHOTO OpeacCTAaBUTECIA KIMCHTA IICYaTHBIMUA 6YKBaMI/I

IaTa 3alOJHEHUS

OnucaHue MOJTHOMOYUM JTUUYHOTO OpeacTaBUTEIIA KINCHTA

Konusa: B y4€THBIN hala KInNeHTA



ITOJIO2KEHHUE O ITOPAIKE COXPAHEHU A
KOHOUIOEHIINAJIBHOCTHU

IaTa BcTynnenus qokyMmenra B cuiuy:. 14 anpens 2003 r.

B TAHHOM IIOJJO2KEHUWHNU OIIMCBIBAETCA IIOPAIOOK HUCIIOJIB3OBAHUA U
BBIJAYHN KIIMHHUYECKUX TAHHBIX O HAIIMX KJIIMEHTAX, A TAKXE O TOM,
KAK HAIINU KJIUEHTBI, UX OIMEKYHBI U/UJIN UX JTUYHBIE NNPENCTABUTEIU
MOTYT HOJIYUYUTh JOCTYII K TAKOBOU UH®OPMAIIUU.

ISl CBEOEHUS OINEKYHOB M JIUYHBIX NPEICTABUTEJEN, CIOBO «Bbl» B
JAHHOM HOOKYMEHTE OTHOCHUTCA K KIIMEHTY, A HE OBA3SATEJIBHO K
ONEKYHAM. [IPOYTUTE, TOKAJIYUCTA, BTOT IOKYMEHT BHUMATEJILHO.

«Munenengent JIuBuar Accommueninn, MHK.» (cokpaiménno «UIJIA») cTpeMUTCS 3allUTHTh
IU4YHBbIe gJaHHBIe 0 Bac u Bamwux ceMbsix W BbhImaBaTh MHboOpManuio o Bac ToobkKo TeM, KOMY
IMOJI0OXXEeHO 3HaTh 0 Bac, KoMy 0 3aKOHY pa3pelleHO TakKylo HHGOPMAIUIO MOJYyYUTh. B
COOTBETCTBUU C MPABUTENbCTBEHHBIMU M IITATHBIMM 3aKOHAMM, MBI 00sSI3aHEI OXpaHATh Bairy
JIWYHBIE WHTEPECHI U COONIOIATh KOH(DUIEHIMAIBHOCTh HHGOPMAIUU O ICHXOTHUTHEHE,
KOoTOopasi MOXKET BEBISIBUTH Ballly JIHYHOCTh, M BBIZATh BaM KOIHIO BDTOro mIOKyMeEHTA,
comepsKamiero ONHCaHWME NPakKTUKH KOHGUIESHIHMAIBHOCTH HAIIero areHTCTBa, ero
COTPYIHHUKOB U adbUINPOBAHHBIX KOMIIAHUM, 00ECIIEYNBAIOIINX COBMECTHO C HaMHU CEPBHUC
nns Bac. Komms mHammero Hacrtosimero IlomoxXeHHs Bcerma OymeT BBICTaBIeHa Ha Jlocke
OO0OBsABIEHUI B Halllel NPHEMHOM. BBl TakKe CMOXKETe MHOJYYUTh TaKyI0 KOIIMIO 4Yepe3 Halll
BeOGcalT WWW.ILAonline.org., ©IX BBl cMOKeTe MO3BOHUTH B Hatr oduc mo teaedony (718) 852-
2000, uny DONYYUTH KOIHIO BO BpeMs Balrero ouepegHoro BU3NTA.

Ecau y Bac mosiBATCS KakKuMe-THOO BOIPOCHI OTHOCHUTEIBHO »TOTO IlollokKeHHUs, MIH XKe Bam
MOHAOOOUTCS IOIOJHHUTENbHAasS MHPOpMAaIHUs, TO 0oOpaTHUTeCh, moxKalyicra K Mucc JleHope
Miopep, OTBETCTBEHHOMY COTPYIHUKY 10 KoHbugeHunanbuoctu (Miss Lenore Meurer, Privacy

Officer), no tenedony (718) 852-2000.

KOHOPUIOEHIHNAJIBHOCTbD HHO®POPMAINIMH O IICUXOTUTUEHE

Kiaunnveckue paHHbie O Bac MOryT OBITh WCIOJB30BaHBl coTpyaHukamu WJIIA (wium
CBSI3aHHBIMU C HUMH OW3HECAMH), B CBS3M C HAIIUMH OOSI3aHHOCTSMHU MPEIOCTaBIAThH Bam
IedyeHHe, WIM KOTJa IOTpeOyeTcss MIOJYYHUTh OILIaTy 3a TaKoe IJIeYeHue, HIH XKe I
HOPMAaJIbHOTO BeJIeHMS Aell HaIllMM areHCTBOM.

1. M5l He BBRITAAUM KIMHUYECKHE TaHHbIe 0 Bac 0e3 Bamrero cornacus Uil DUCEMEHHOTO
MMOATBEPXKIEHNUS, 34 HCKIIOUSHU EM IJIS HUXelepeUnclie HHBIX IeIel
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IIns cayuaeB, KOrjga MBI CBSA3BIBAEMCS C APYTMMH MEIHMKO-CAHUTApPHBIMU
cllyx)k06aMHu, TOMOTAIOIIUMH BaMm, KoTopsle Toxe npuHaniexaT K HIPAA, u
KOTOpBIE B MOMEHT IprHoOpereHHS MHbOPMAaUuUu OOCAYyKUBAaIOT Bac wmiau
paGoTaoT ¢ Bamu Hanm pa3paGoTKOH miaHa Baimero oGCayXXHBaHUS, €CIH
TaKOBO€ 00IIeHrue ¢ BaMu OTHOCHTCS K JEe4YEeHMIO, OIIATE 34 CEPBUC WIH
OOBIYHOTO BeJeHUs el aTeHTCTBA;

O «IedyeHHE» O03HAYAET, YTO MBI MOXKEM BBHIIABATHL BalllM KIMHHYECKUE
IaHHble BHYTDH HaIero AareHTCTBA, HIM K€ BBIIABATL HMX IPYTUM
areHTCTBaM OJS IJIaHWPOBAaHUS M oOeclledyeHUsT Bamrero oGCOy>XKMBaHUS.
C Bamero corjacus, MBI MOXEeM TakKXe BBIIATh JHaHHBLIE IPYTUM
Hapy>XHBIM CepBHCaM IO OOCIHYXMBaHWS MHBAIUHOB BCIEICTBUE ITOPOKA
pPa3sBUTHS M YMCTBEHHO OTCTAlBIX, €CIH IOHAmOOATCS IPYITWE BHUILI
cepBHca: HAIpUMEDP, MBI MO €M BBIIATh OINpPeIelEHHYI0 MHGOPMAIHUIO O
Bac OyaymiemMy paGoTOmaTedio, €CIM DTO CBS3aHO C YCTPOMCTBOM Ha
paboTy UK TPEUHUHTOM;

O «omiaTa)» O03HadyaeT, YTO Mbl MOXEM HCIOIb30BaTh Balllm KIMHUYECKHE
IaHHBIE, UIX OOMEHSITHCSI UMHU C IPYTUMHU, C IEJbI0 MOJYYEHUS OIIATHI 3a
OpenocTaBlICHHBIN BaM cepBuc;

O «pabouyne omepalum», UJIN HOPMalbHOE BeleHUE Oell, 03HAYAET, YTO MBI
MO3KEeM MCIOJb30BaTh Balllm KIWHUYECKHE HTaHHBIE C TEM, YTOOBI
HOpPMaJbHO BecTH pabory. Hampumep, MBI MOXXEM HCIOIL30BAaTh Baimm
KIMHUYECKNE TaHHBIE IJIsI OIEHKH pabGoThl HAIIET0 OOCIYKHBAIOIIEro
nepcoHaja, HJIM Xe€ C IelIbI0 TOBBIIIEHUS KBalu(GUKAIUU HAIIero
ImepcoHasja mo yxony 3a Bamu;

JInuHOMY IIpecTaBUTEII0, KOTOPOMY BBl TOBEpUIHM IPUHUMATDH PEIIEHUS 10
yxony 3a Bamu ot Bamrero uMmeHnu;

FOCYIIapCTBeHHBIM arcHTCTBaAaM MHJIHN YaCTHBIM CTPaxXOBbIM d)I/IpMaM, B
IIOPpAOKE IMOJNYUYCHHUSA OIINIIATHI OT Bac 3a Hpel{OCTaBJ’[eHHBIfI Bam CEpBUC,

C O EeJbIO BRINTOJTHECHUHN IOCTAHOBICHHUA CyJa,

TeM IIOOSIM, KOTOPBIE CIIOCOOHBI IPENOTBPATUTH CEPHE3HYIO U OIU3KYIO
yrpo3y BamreMy 3m0poBbI0 M 6€30aCHOCTH UM 3T0POBBIO IPYTUX JHIL;

COOTBETCTBYIOIINM TOCYIapCTBEHHBIM oOpraHaM OIS HaXOXIeHUS
IIpOMaBIINX 0e3 BEeCTH JHI HIA IJI KPUMHUHAIBHOTO pacciedoBaHHUS, B
cooTBeTcTBHU ¢ PenepalbHBIMU HIN INTATHBIMH 3aKOHAMH O COXpPaHEHHU
KOHDUIEHI NAIbHOCTH
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prrI/IM JINOCEH3NPOBAHHBIM AarcHTCTBaAaM CKOpOfI ImomMolid, B paMKax
q)ellepaJIBHLIX WY IITATHBIX 3aKOHOB 00 OXpaH€ KOHCbI/II[eHL[I/IaJII)HOCTI/I;

IOpucry, npencraBiasomeMy Bac B meje IpUHYIUTEILHOM FOCIATAIA3 A MK
UM B pa30UpaTenbCTBE MO JieKapcTBaM (MbI He BBIgAIUM Balrmx maHHBIX
IOpHCTaM II0 JI00O0MW ApPYroi mpuuymHe 0e3 Bamrero Ha To cormacus, eciau
TOJNIBKO HAC HE 3aCTaBUT CYHI);

YIOIHOMOYEHHBIM TIOCYIAPCTBEHHBIM IIPEICTABUTENSIM  IJs  Iielel
HaOIIONEeHNS M OIeHKM KadyeCcTBa IPEIOCTABISIEMOrO areHTCTBOM HIH €T0
ImepcoHaJOM yXxoma 3a Bamm;

KBanuduuupoBaHHBEIM HAay4YHO-HCCIENOBATEIbCKUM YUYPEXIEHUSIM IIpH
YCIOBHUU, YTO UCCIETOBAHMUS IIPENCTABISIOT COOOH MUHUMAIbHBINA PUCK JIIS
Bamen koHbUIeHIINAIbHOCTH

KopoHépaM u cyneOHO-MEOUIIMHCKAM BKCIEPTAaM MmJS ONpelelIeHNs
MIPpUYUHBI CMEPTH, a TaKXKe

Ecau Ber 3akniou€HHBIN, BallteMy MCOpaBUTEIBHOMY YUYpEeXIEeHUIO, €CIU
OHU MOATBEPISIT, YTO MHGOpPMAIUI MM HeoOXoOuMma OJs OKa3zaHus Bam
MEIUIMHCKON MOMOINH, UIM K€ M 3aIlUThl 300POBbSI U 0€30IMACHOCTH
OTHOCHUTENbHO Bac wiIm [Opyrux JIui, HaXoOsSmIUXcsI B CTeHax
HCIPAaBUTEIBHOTO YUPEKIESHUS;

IIupekTOopaM IIOXOPOHHBIX 6i0po. B ciayuae Bammeir cMepTH, MBI MOXKEM
BBIIATHE 5Ty HHGOPMAIUI0O OHPEKTOpaAaM IIOXOPOHHBIX OIOpPO II0 Mepe
HEeOOXOQMMOCTH BBIITOMHEHUSI UMM X 00SI3aHHOCTEN

Ilepemavya B map opraHoB W TKaHeW. B ciydye Bamen cMepTw, MBI MOXKEM
BbIZaTh HHGoOpManmuio o Bamem 3g0poBbe oOpraHusalnusiM, KOTOpHIE
COOMpAaIOT W XpaHIT OpTaHbl, IIa3a UJIN APYTUe TKaHU, YTOOBI ONMpenelnTh,
WIN Tepejmadya B Jap HUIX TpaHCIIaHTAIUs TOJAMTCS M BO3MOXXHa MO
COOTBETCBYIOIIMM 3aKOHaM. Bamu opragel H/UiIM TKaHH He OYIYyT
MIPUMEHSITHCS IJIs Iepecagok, 0e3 HaTuYKMs Bamero mucbMeHHOTO COTIACH S,
0hOpMIEHHOTO PUIUYECKH IIPABOMOYHBIM JTHUIIOM

MBI MOXEM HCHOJNB30BATh UIHU BHIIATHh KIMHUYECKHUE NaHHbIe 0 Bac B ToM
ciyvae, KOTJla Mbl YyCTpaHUM JNHOYI0 WHbOpPMaAIHUI0, KOTOpas Obl pacKpblia
Bamy nu4HOCTB;

Kpurtnueckas cUTyalus WO OOIIECTBEHHAS HEOOXOTMMOCTh. MBI MOXKEM
BOCIIONIB30BAaThCS WJM BEIIATHh Ballmm KIMHUYECKHWE TJaHHBIE B KPUTHYECKHUX
CUTYIHSIX U B CIy4asiX OCTPBIX OOIIEeCTBEHHBIX MOTpebHOCTEN. Hampumep,
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MBI MO3KEM MpeIOoCTaBUTh Balllm maHHbIe IPEICTABUTEIAM OOIIECTBEHHOTO
3gpaBooxpaHeHHs 1mrata Hpio HWMopk wuam TopogckoMy oOTHexy
3IPaBOOXpaHEHUSA, KOTOPBIM IIOPYYeHO U3y4yaTh MU KOHTPOIUDPOBATH
pacmpocTpaHeHHe OOIE3HEN

° Kak npemmucano 3aKoHOM. MBI MOXeM BOCHOJL30BaThCS HIU BBITATH
Bammm xImHHYECKHe HaHHBIE B clIydyae, €CIH MBI 00S3aHBI DTO CHENATh IO
3aKOHY. Un XXe eclIu CyH IMOCTAaHOBUI, YTOOBI MBI BhITAIH UHOOPMAIUIO B
paMKax cymeOHOT0o McKa UIH CygeOHOro pa3bupaTelbcTBa. B TakoM ciyuae,
MBI coobmuM Bam o Bbeimaue Bammenn mHboOpMamuu, €CId IO 3aKOHY
TpebyeTcs mocaaTh BaM 00 9TOM yBeIOMIIEHHUE;

e JKepTBHI 3I0YIOTPEGIEHNUN, IPEHEOPEK UTEILHOTO OTHOIIEHUS U OBITOBBIX
IIpaBOHAPYIIeHUN. MBI MOXeM NpPEeIOCTAaBUTh KIMHUUYECKHEe TaHHBIe 0 Bac
TeM oOpramaM OOINECTBEHHOTO 3IpaBOOXpaHEHUS, KOTOPbIE HUMEIOT
MONMHOMOYUS Ha MOJAYyYeHHME TaHHBIX O B3I0YHOOTPeOJIEHUSSIX,
NpeHEeOpEXUTEIbHBIX OTHOIIEHUSIX U OBITOBBIX NpaBOHApYIISHUM.
Hanpumep, MBI MOXeM MNOpelocTaBuUTh HUHDopmanmuio o Bac
rocyIapCTBeHHBIM OGHUIINATBHLIM JIHUIIaM, €CIH MBI JOCTATOYHO YBEPEHEI B
TOM, YTO BBl SIBISE€TECh XKEPTBOM 3IIOYMOTPEOIEHUS, IPEHEOPEXREHUST U
OBITOBBIX IPAaBOHAPYIIEHU . MBI cIeJIaeM BCE BO3MOXKHOE, YTOOKI IMTOJIYUYHUTH
Bame cormacume g0 BhITAaYM MaHHBIX, OMTHAKO, B HEKOTOPBIX CIy4Yasx, OT HAC
MOTYT MOTpeOOBATh UM HAC MOTYT YOOJIHOMOYUTH NENCTBOBATE 0e3 Bamero
Ha TO pa3pellleHns;

e CuayxOBI TOCYyTapCTBEHHOM 6€30MaCHOCTH, pa3BedbIBATEIbHOE YIIPABIEHNE U
CIYy>XO0BI OXPAaHBI HOPSIAKA. MBI MOXEM BHIIATH KINHUYECKHE TaHHBIE 0 Bac
YyOOIHOMOUYEHHBIM TOCYXapCTBEHHBIM JHIIaM, KOTOpPble 3aHHMAIOTCS
BOIIpOCAaMH TOocOe30IMaCHOCTH, Pa3BEIKOM W OXpaHOW MOpSImKa, JUOGO0 II0
saganuio [Ipesumenra, 1M60 M0 TpeOOBAHUIO APYTUX JHI] BHICOKOTO paHra.

20. Eciu BHI He BO3paxkaeTe, MBI MOXEM BBIIAaTL MHDOpManHuio o Bac B clemyromux
CUTyallusIX:

e BrimaTh maHHbIe BamuM npy3sraIM U pOACTBEHHUKAaM, BOBICYEHHBIM B
Bompochkl yxonma 3a Bamwu. IIpm stom, Mbl cunpocuMm Bac, mam y Bac Hert
BO3PaXKEHUM IPOTHUB BhIJAaYM KJIMHHUYECKUX MAHHBIX BAIIUM IOPY3bSIM HIHN
pPOJCTBEHHUKAM, 3a60TAIIUMCS 00 yXome 3a Bamu.

e baza ganHpIXx o0 mpodwuiae KiaumeHToB. CocTaBiseTcs miIs Iielei, He
CBSI3aHHBIX C JIeYeHHEM, BOIPOCAMH OIIIATHl WUJIM HOPMAJIbHOTO BeJeHUS
nen. Mbel mocoBeTyeMcs ¢ Bamu, unu Bel He Bo3paxaeTe IPpOTHUB BKIIIOYeHUS
nHbopmManuu o Bac B Hamy ba3y manHBIX 0 mpoduae KINEeHTOB.
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23. OcoOble cliyyau

e COop doHIOB. MBI MOXEM HCHOIB30BATh HeMOorpaduuecKyo HHPOPMAL IO
o Bac (Trakyro, KakK BO3pacT, IMOJ, MECTO MPOKHUBAHUS W PabOTHI M JaThI
ITOJyYEeHHU CEpPBUCaA), C ENbI0 06palmeHust K Bam mo Bompocy c6opa GoHIOB
Ha TOAIEep3KKY HaIlleld MesdATeIbHOCTH. MBI TakXke MOXKEM IIPET0CTaBUTh
Bammm paHHBIEe OGIarOTBOPHUTENLHOM OpraHM3alldU, KOTOpas, OT HAIIero
UMeHU, 00paTuTCcsa K Bam 3a c6opoMm meHer. Ycau ke Bol He XKelaeTe, YTOOBI
Bol ObIIM BKJIIOYEHBI B CIIMCKH IJs oOpalmeHus K Bam mig Takoro c6opa
doumos, To mpocuM Bac 06 aToM Hanucarts 1mo agpecy: Ms. Lenore Meurer,
Privacy Officer c¢/o Independent Living Association, Inc., 110 York Street,
Brooklyn, NY 11201.

e HayuHo-mMcclemoBaTelIbCKHe pabOTBL. BDTO Korga BBl COTIIacUINCH
y4acTBOBATh B HAy4YHO-HCCIENOBATEIbCKUX pa3paboTkax u korma CoseT
Hayuno-uccaemoBatenbckoro HMucTturtyra u KoMuTeT 1O oXpaHe
KondumeHIINaIbHOCTA OGOOPHUI (haKT UCHOOIL30BAHUS Bamux JaHHBIX HIIS
HCCIIeNOBaTeNbCKUX Ieeli. OMHaK0, TP HEKOTOPBIX 0OCTOSTENHCTBAX, MBI
MO3KEM HCIIONb30BaTh U BhITATh Balllm KIMHUYECKHE TaHHEBIEe U 0€3 Bamero
OIOOpEHMS.

e FEciau MBI DOJIYYHUIU ONOOpPEHUE CHEINATBHBIM IYTEM, ONUCAHHBIM BBIIIE, U
yOeouInch, YTO UCHOJb30BaHWE BalWxX maHHBIX IS HCCIeTOBaHUS
IpencTaBIsIeT COOOM MHUHHMAIBHBIA PHCK O Bamen
KOHMHUIECHIINAaIbHOCTH.

e Ecam w™MBl He IIO3BOJIsIEM COTPpYOIHHUKaAM HAaYy4YHO-UCCIECOTOBATCIbCKUX
y‘{pe)KILeHI/II;I HY6JII/I‘{HO BhIIaBaTh Ballle UM UKW UISHTUYHOCTb.

o Jlumam, OCYHIECTBIASIOIIMM IOATOTOBKY K OyaymieMy Hay4HO-
HCCIeT0BATEIBCKOMY IIPOEKTY, IIPH YCIOBHUU, YTO Jr00as mHGOpMAIUI O
Bamen muuyHOCTHM He BEIHOCHTCS 3a IIpelmelbl HAIlero areHrcrea. Ecnwm, Imo
Hec4YacTbhbl0, BEI YMPETE, TO MBIl MO3XKEM BbITaTh Bamm KIMHUYECKHE TaHHBIE
TeM JHIaM, KOTOpbIe IPOBOMSIT HAYYHO-UCCIENOBATEILCKUE pabOTHI C
IpUMeHeHHEeM HHGOPMAIMK 00 YMEPIIUX KINEHTaX, IPU YCIOBUHU, YTO OHHU
He BBIHOCST CEKPETHI 3a IpeIeNIbl HAalllell KOMIIaHNUH, KOTOPbIe IPUBEIN OBl K
PACKDBITHIO Bameln HIeHTUYHOCTH.

NHOOPMANUA, IOTIEXKAITAA KOHOUIEHIINAJIBHOCTHU
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MNIJIA npugepxuBaeTcs MPUHIUIA 3aIUTHl KOHOUAESHIINAIbHOCTH KINHUYECKUX TaHHBIX,
HaKOMIJEHHBIX 0 Bac B mporecce Bamero oocayxxusauusi. Huxe MpuUBOISITCS HECKOIBKO
MIpUMEPOB JaHHBIX, ITONJEXaINX KOHGUAESHIINAJTIbHOCTH §

o ®daxkT, yTO BhI IBIASIETECH YIACTHUKOM, HIIHA MOJyYyaeTe CEPBUC B HAIlleM areHTCTBE;
e MHNudopmanusa o BamreM cCOCTOSHUU 3T0POBbSI;

e UWudbopmanuernt o Bamem reorpaduuyeckoOM MeCTOMONOXEHUU (HATPUMED, O
MECTOKUTEIbCTBE UK paboTe);

e MHudopmanusa o BUgax yxoma UIU CEPBUCOB, KOTOpPHIe BBl MOJAYUUIHN, U MOXKETE
MONyYUTh B OyayiieM (HalpuMep, BUIBI JIEKAPCTB UM 000PYMOBAHUS); UK

e Jlamnbie o Bamwux Gewmedurax (Ibrorax) IO yXOmy, BKIOUYEHHBIX B Barre
cTpaxoBaHue (HampuMep, MaHHBIE O TOM WMJIM HHOM pEIleNTe, IOKPHIBAEMOM
CTPaXOBKOT);

B cnyuae, korma Bamu Kn1uHHYeCcKHe TaHHBIE CBSA3SHBI CO CIeNyIOINel nHGOpMaIluen.

e C wundopmammern o BamremM reorpadmyeckKoM MECTOMOTOXEHUU (TaKMMHU, Kak
MECTOKHUTEIbCTBO UJIU paboTa);

e C npemorpabMvyecKMMH JaHHBIMKH (TaKUMH, KaK paca, IO HIH SDTHUYECKOE
IIPOUCXOXIEHUE);

e Oco0nie mudpoBbIe TaHHBIE, IO KOTOPBIM KTO-TO MOKET ONpeNelnThb, KTO BEI eCTh
(Takwme, KaK COINMAN CEKIOPUTH HOMeEp, HOMep Barrero temedona, HoMep Bamrero
Menukenmga), a TaKxKe

e Jlpyrue BunIbl HHGOPMAIUU, II0 KOTOPEIM JETKO YCTAHOBUTH Ballly THYHOCTD.

Cnyyaniaple pa3rialieHuss. HecMoTps Ha TO, YTO MBI IIPUIOXKNAM BCE BO3MOKHBIE YCUIHS
I oXpaHbl Bammx OTaHHBIX, OONpemeléHHBIe pas3rilallleHUS Bammen wHHbDOpMAIlMd MOTYT
NpOM30ONUTH B TMpoIlecce TMO03BOJEeHHOT0o BaMu wuUCIONb30BaHUS KJIMHUYECKUX JTaHHBIX.
Hanpumep, B mponecce TedyeHN I, APYyrue KIUEHTH BOKPYT Bac MOTYT CllyualHO YBUAETh UIIHA
ycIIpIIaTh HHbOopManuio o Bac.

KAKOBBI BAIIIX ITPABA
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HocTym K BalnnM KIMHUYECKUAM JAHHBIM. Bbl, Kak MpaBUII0, UMEETE IPABO MIPOBEPUTH
¥ 3alIPOCUTH KOIIHIO BaImux KINHNYECKUX TaHHBIX, XPAHSIIIHUXCSI B pAMKaxX He0OXOUMOTO JIJIsI
Bac yuéTHOro danaa maHHBIX, B COOTBETCTBHH ¢ TpebopanusiMu MJIA. BBl MoxXeTe MOJTYUYHUTH
0onblle CBeIeHUN 0 Bammux mpaBax B pasjelle, IPUBEIEHHOM HUXKE IION Ha3BaHMeM: «Bamu
IIpaBa».

Kak BHECTH IIOIIpaBKH B Bamu xknnHM4YecKkue OJaHHBIC. Ecaou Bur YBEPEHBI B TOM, YTO
Bamm xnmrnHUYecKUe TaHHbBIe HETOUYHBIE UJIN He3aBe pIEHHBIE, BRI MMeeTe IIpaBo MOTPe6OBaTh,
YTOOBI MBI UX MCIPaBUIM. BBl MOXeTe IMOIYYUTH OONbBINE CBEIEeHHMHM O Bammmx mpaBax B
pas3gelne, IpUBEICHHOM HHMXXe ITOT Ha3BaHueM: «Bamu IIpaBay.

Kaxk mpociieguth, KaKuM IyTéM Banra nHGopManus BeITAETCS IPYTUM. Bel umeeTe
NpaBoO MOJYYHUTh OT HAC TaK Ha3bIBA€MBI «CHHCOK y4uéTa Bbimaun HaHHBIX» (An Accounting
List”), B8 xoTopoM yKa3bIBaeTCS BPEMS M CIOCO0 MpemoCTaBIeHWs Bammx KIWHHYECKUX
TAHHBIX JUYHOCTIM MM OPTAHM3aIMAM 34 NIpeIeJaMy HALIETO YUPEXIEHU, ECIA TOIBKO 5TH
IaHHbIe He OTHOCITCS K JEUYEHHIO, OIIaTaM 3a CEPBHC WIM HOPMAIbLHOMY BENEHHIO el
Hamero 6ms3Heca. MHOTHMe PYTHHHBIE BLITAYM JAHHBIX He MOMALYT B ®TOT CHUCOK. OOHAKO B
CIIMCKE YUYETA BHIMAYU NAHHBIX OYIYT IepedYrnciasIThCs Balmu maHHble 0c060T0, HE-PYTHHHOTO
XapakTepa. BBl MOXeTe NOIYYHThL OOJbBINE CBEeIeHHHN O Bammx mpaBax B pa3fele,
OpuUBeIeHHOM HUXKe o Ha3BaHueM: «Bammu IIpaBam.

Kaxk 3aTpe6oBaTh JOIIOJHUTENBHO YCUIEHHYIO OXpaHy Bamux maHHBIX. Ber umeeTe
IIpaBo IOTpeOOBAThL OOJEe CTPOrOTO CEKPETHOTO ITOAXO0Ia K BhIZaue Bammx KIMHUYECKHX
JAaHHBIX. Mb=ul He O6H33HLI coriianraThCcd C ®TUMHU Tpe6OBaHI/I$[MI/I, HO €CJIN 2K€ MBI corjJamracMcsa
Ha Takoe TpeOOBaHME, TO MBI TOTHA MPHUAEPKUBAEMCS CIOBA U CIEAYEM DTOMY COTIAIIEHUIO.
Brr moxeTe IIOJIYUYHUTH 6OJILH_IG CBe,]IeHI/Iﬁ o Bamux IIpaBax B pa3ac€iie, IPUBECIACHHOM HHU2XKE 1101
Ha3BaHueM: «Bamu IIpaBam.

Kak 3aTpeb6oBaTh O0Jiee CEKPETHYIO CBSI3b MEXKAY BaMM M areHTCTBOM IIO YXOXY.
Br1 nMeeTe mpaBo mMoTpe6oBaTh, YTOOBI MBI CBSI3BIBATINCHL C BaMu B 6Gojlee CEKpEeTHOM MaHEpE.
Hampumep, uTo6BI MBI OOpammanuch K Bam, korma Bel moma, a He Ha paGote. I[Ipm »TOM
CEeKPETHOCTh KOHTAaKTa HOJXHa COOMIOJmAaThCS OO TAaKOM CTEIeHH, YTOOBl He IIOBPEIUTH
Bamemy neuenunio. Ilo Mepe BO3MOKHOCTH, MBI ITIOCTapaeMcCs BBIIOIHUTEL BCe Bamm 3anpochl
O CEKPETHOCTH. BBl MoOXeTe MHONYYUTH OOIbIINE CBeIeHHH O Bammx mpaBax B pasjelle,
NpHUBeIeHHOM HUXe IT0J Ha3BaHueM: «Bamu [IpaBam.

Kak MoO3KeT KTO-TM00 IpYrod AENCTBOBATh OT Bamero mMeHH. Br mmeeTe mpaso
Ha3HAYHUTh JTUYHOTO IMPEICTABUTEN I, KOTOPHIN OyIeT MeNCTBOBATh OT Balmero uMeHu u OymeT
KOHTPOIIMPOBATh IpPOIEeCcC OXPaHbl KOHDHUICHIMATLHOCTH BaImuxXx KIWMHUYECKUX TaHHBIX.
OOBIYHO POIUTENN W IONMEUYHUTENIH MMEIOT MPaBO CIEIUTh 34 CEKPETHOCTHIO KIMHUYECKHUX
OaHHBIX MalOJeTHHX, 3a MCKIIOUYEHHEM CIy4YyaeB, KOTJa MaJOoleTHEMY pEOEHKY IO 3aKOHY
IO03BOJIEHO CAMOMY CIEIWUTh 3a CBOMMH JaHHBIMHU. TakKOH Xe NPUHIIUII IPUMEHSIETCS M K
IIOTEYUTENSIM B3P OCIBIX.
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e Kak 03HAaKOMHUTBHCS C 0COOOM 3AIIUTON CEKPETHOCTHU JAaHHBIX O
CIINJde, 3moymoTpeOleHUSX alKOToJeM M HapKOTHKaMH, a

TaKXe O FeHeTUYeCKHUX HaHHBbIX. Hamnsie o CIIM]le, ankoroausme,
3IIOYOOTPEOIeHUIX HApPKOTHKAaMHU, a TaKXe O TeHEeTUYECKUX MTaHHBIX
IMOJJIeKaT 0Co00M KOHGUIEHIMATbHOCTH. HeKOoTOphle CEKIMU TaHHOTIO
obmrero Ionoxenus o KoHGUIEeHINAaIbHOCTA MOTYT OTHOCUTLCS U K DTUM
BumaM mHdbopmanuu. Ecau Bamm KImHHMYecKMe JaHHBIE COIepKaT TaKyIo
nHndbopmanuio, BaM 1mpemocTaBsAT [AONONHHUTENbHBICe IHUChbMEHHBIE
pa3bsACHEHHUSI O TOM, KaK OyAyT oXxpaHsaThcsa Bamum manubie. Ecaum Bbl B
IaHHBII MOMEHT XOTHTE IIOJYYHUTh KOIIMHM TaKUX pa3biICHEHUN, IIPOCUM
ob6patuthcs K Mucc Jlenope Miopep, OTBETCTBEHHOMY JITHIIY 32 COXPAHHOCTD
cekpetnoctu («IIpawiBecu Odmuccep»), mo temedony (718) 852 2000, mo
anpecy: Ms. Lenore Meurer, Privacy Officer c¢/o Independent Living Association,
Inc., 110 York Street, Brooklyn, NY 11201.

¢ Kaxk IIOJIYYHUTHh KOIIMIO TAaKOI'O IIMCBMEHHOIO pa3bsACHCHUI. Brl
HUMeeTe IpaBO IOIYYUTh OYMaXHYI0 KOIHUIO TaKOro pa3bsiCHEHHUs. BEI
nMeeTe MPaBoO 3alPOCHUTh TaKylo OYMasKHYI0O KOIHIO B II060e BpeMsd, Jake
eCJHU BBl paHbIlle 3alpallluBalid TaKoe pa3bsSCHEHHE DIEKTPOHHBIM ITYTEM.
s 3TOTO, IPOCHM OOpaTUTHCI K Mucc JleHope Miopep, OTBETCTBEHHOMY
auny 3a coxpanHocTh cekpeTHocTH («IIpamBecu Oduccep»), mo TenedoHy
(718) 852 2000, mo axpecy: Ms. Lenore Meurer, Privacy Officer c/o
Independent Living Association, Inc., 110 York Street, Brooklyn, NY 11201.

e Bpl Takxke MOXeTe IIOJIYYUTh KOIMIO BTOr0 pa3bICHEHHS dYepe3 Hall
Be6cant www.lLAonline.org, nim Bsl MoXeTe IONPOCHTH OYMAaXKHYIO
KOIIMIO BO BpeMs Balmero ouepegHoro BU3HUTA.

Kaxk IIOJYYHUTDh KOIIWIO HCIPABICHHOI'O HJIHW JOIIOJIHCHHOTIO Ilomoxenuss o

KondugeHnuaabHOCTH. IIpakTuKa cOXpaHeHMS KOHDHUIEHIMAILHOCTH MOXET y HAC
BpeMs OT BpeMeHU MeHsThcs. Eciu Takue M3MEeHEeHHUS IPOU3OUIYT, Mbl UCIIPABUM JaHHOE
Ionoxenne o KoudumeHuaabHOCTH, TaAK YTOOBI BBl MMeIM TOYHBIE TEKYIIHE CBEIECHHUS O
Hamen mpakTHKe cekpeTHOcTH. OTpemakTupoBaHHOe Ilomoxxkenme o KoHbDHIeHIINAIbHOCTH
OyIeT OTHOCUTHCSI KO BCEM BallluM KIMHHYECKUM TaHHBIM, H MBI, 10 3aKOHY, OyIeM 00SI3aHbI
NPUIEPKUBATHCSI DTUX YCIOBUYN U MOJOXEHNN. JIF0600€e MOSIBHUBIIEECS H3MEHEHUE MBI BRIBECHM
Ha 0003peHHe B HAllled NPUEMHOM. BHl TakkKe cyMeeTe BhIIeYaTaTh CBOIO COOCTBEHHYIO KOIHUIO
orpemaktupoBanHoro Ilonoxenns o KoandugennnaibHoCcTH ¢ Hamero Be6carita www.ILAonline.org,

WA TO3BOHUB B HAIl oduc mo teaedony (718) 852-2000, unu Bo Bpems Bamrero ouepeHOTO BU3UTA B
Ham odwuc. Jlara BCTYymJIeHHUS OTpegakKTHpoBaHHOTO IloJOXKeHWS B CHIY OymeT BCcerga ykKa3aHa B
MpaBOM YIJy HAa IEPBOYM CTPAHUIIE JOKYMEHTA.
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Kax momaBaTh KalloOBI. Ecau Bsr maxomgmTe, uTo Baimmm mnpaBa Ha coXpaHeHUE
KOHMDUIEHINaTbHOCTH TaHHBIX HapyIIeHbI, Bbl MOXeTe HOmaTh XKalo0y HaM UIH B oduc
Cekperaps Otmena 3apaBooxpanenus (Secretary of the Department of Health and Human
Services). Ecau BbI 3ax0oTuTE OXaTh XKajd006y B Hall oduc, TO COBETYeM 00pPaTUTHCI K Mucc
Jlenope M1opep, OTBETCBEHHOMY JIUIY ITO0 KOHGUIOEHIINAJIbHOCTH, IO TeNedOHY

(718) 852-2000 uiu xe HATKACATH IO aIpPECY:

Ms. Lenore Meurer

Privacy Officer

Independent Living Association, Inc.
110 York Street

Brooklyn, NY 11201

BbI MokeTe HammmcaTh XKajJo0y IO agpecy:

Secretary of the Department of Health and Human Services
200 Independence Avenue, S. W.

HHH Building Room 509H

Washington DC, 20201

Nnu xe MoxerTe MO3BOHHTE uM 1o texedony: (877) 696-6775. Bbrl MoxkeTe TakKe
noxaioBaTbest B Oduc mo rpaxganckum npasam (Office of Civil Rights) mo tenedony

(866) 627 7748, xoTophIl elé MOXKHO 3amoMHHUTEL 0 6ykBaM Kak (866) OCR-PRIV. Hwuxe
mpemocTaBisieM elré oguH TeaedoH nus kanoo: (866) 788-4989. >Kamo6y mMokHO mociaTh u
»JIEKTPOHHOM MMOYTON IO e-Meiay Imeurer@ilaonline.org. B pesynbpraTeBatmeit xxaito0, HUKTO He
He OygeT BaM MCTHUTh MJIM IPUHUMATh KaKME-TO MePhl IPOTHUB Bac.

KAK Bbl MOKETE ITIPUMEHHUTD CBOU ITPABA IIO JOCTYIIY U
KOHTPOIIIO 3A BAIIMMU KIIMHNYECKUMHU NAHHBIMHU

Mgl X0TUM, 4TOOBRI BhI 3Hamm o0 TOM, 4TO y Bac ecTh cilemylolnue IIpaBa OO TOCTYyOy U
KOHTpPONIO 3a BamuMu KIWHUYECKMMHU NAaHHBIMU. DTHU NpaBa OYEeHb BaXHBI, TaK KaK OHH
moMoryT Bam y6emuMThcsS B TOM, UTO JaHHBIE O Bac, KOTOphle XpaHSITCS B HallleM OdQuce,
IOCTOBEepPHBI M TOUYHbL. OHUM TakxXe MOMOTYT BaM KOHTpOIHWpOBaTh IpoIlecc Bhimauu Baren
nHbOpMaUU APYTUM JIHIIaM, a TaKxXe CISIUTh 3a GOpMOMN CBSA3UM MexXny BamMu m Hamum
odrcoM monoBoxy Bamrero o6cay>kuBaHusl.

1. IIpaBo Ha IPOBEPKY M KONMUPOBAHME TAHHBIX

e Bnl mMeeTe mpaBo IPOBEPUTHh U MOJYUYUTH KONHIO TI000N KINHUYECKON WHMOPMAINH,
cojepxKalnerics B Bamumx KOHTOpPCKUX daKiaXx, paMKax TpedyeMoro Habopa TaHHBIX,
KOTOpPBhIE MOTYT OBITh MCIIOJNb30BaHBl IPH NPUHSATHH pPEIIeHHN OTHOCHUTENHLHO Bac u
yxoma 3a Bamu mo Tex mop, IOKa MBI XpaHHM Balnm KIMHWYECKHE HaHHEIE B HAIIUX
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3anucsax. K HUM oTHOCATCS MCIUIINHCKNEC, KIMHUYCCKUEC NaHHbIC U JaHHBIC IIO OIIJIAaTeC
3a CEpBuUC. Ecaiu Bml Xemaete IIOJYYUTH KOIIHIO Bamux KIWHHUUYECKHX T aHHBIX,
o6GpaTuTech, moxXainyncra, K Mucc Jlemope Mropep mo agpecy: Ms. Lenore Meurer,
Privacy Officer c/o Independent Living Association, Inc., 110 York Street, Brooklyn,
NY 11201.

Eciu Bel moxengaeTe HMONYYUTL KOMHUIO NAHHBIX, MBI MOXKEM 34alIPOCHATH OIJIATY CTOMMOCTH
KONMPOBAHUS, IOYTOBON OTIIPABKH HUIU IPYTUX KOHTOPCKHUX PACXOI0B, CBI3aHHBIX C BhITAUEH
Bam xomuu. CTaHgapTHas CTOMMOCTh KonHU — 9T0 75 menToB ($.75) 3a aucT, u m0KHA ObITh,
KaK IIPaBMJIO, BRIIIAYEHA 0O UJIKX BO BpEMS BHITAYM KOIIUIM.

Ha Bam 3ampoc o mpoBepke BaMu KIMHHYECKUX JAHHBIX MBI OTBETUM B Tedyenue 10 mueit.
MEI, Kak IIpaBUIO, OTBEYAEM Ha 3aIIpOC O MoAaydyeHun Konuu B Teuenne 30 guit, ecim TakoBas
nHbOPMaMI HAXOOUTCS B IpeHesiaX Halllero yuYpexXaeHus, u B Teuyenne 60 gued, ecau ganubie
XpaHSITCS 3a IIpelellaMH HaIlero y4YpeXIeHUs. B cayuae, ecam HaM NTOHaZOOHTCS
IOMOJIHUTEIIbHOE BpeMs Ha OTBET, Mbl, B YKa3aHHBIE BBIIIIE€ CPOKW, B MUCbMEHHOM BHUJE,
u3BecTuM Bac o 3amepXkKe, pa3bsICHUM IIPUUYUHBI DTOM 3aIepXKH M YKaxKeM JTaTy UCIOIHEHU
Bamero 3anpoca.

B OHpe)leJ'[éHHLIX, OYCHDb MCKIIOYHUTCIBHBIX ClIy4dasdaX, Mbl MO2KE€M OTKa3aThb Bam B JOCTYII€ K
OAHHBIM OIS IPOBEPKM HIM IONy4YeHHS Komuu. IIpum »ToM, MBI oOecrmedyuM BaM TOIBKO
O6H_[I/Ie HUTOrOBbBI€ IOAaHHBLBIC. MnB1 Takxe qJaanuMm BaM mumceMeHHOE O6’L$ICHCHI/IC O IIpHUYHNHE
BbIgauyu BaM JHIIIb MTOTOBBIX JaHHBIX, NMIIOC, JaauM Bam mmojHoe omucaHue Bamrero mpasa
IIo0ga4Yu 3asBICHUA HAa IIEPECMOTP BTOTI'O pCIICHUA C O6’B$[CHCHI/ICM, Kak BbeI MokeTe IIpH 5TOM
pealn3oBaTh CBOM IpaBa Ha 5TO. B HamleM IHCbEMEHHOM OOBSICHEHHMM OYIET TakKKe
COOECp2XKaAaTbCA I/IH(l)OpMaI_[I/ISI O TOM, KaxK ImogaTb }KaJI06y IIO 9TOMY IIOBOAY HAa HAlI€ UM UJIN HaA
ums Secretary of the Department of Health and Human Services. Ecnu y Hac 6yger nmpudnHa
oTka3zath Bam JIUIMbYaCTUIHO, MBI 066CHG‘{I/IM BaMm momHBINI JOCTyII K TOW YacTH
I/IHCbOpMaIlI/II/I, KOTOpasas OCTAHETCsA IIOCJIEC HMCKIIOUYCHMUIA TONU 4YacTH JaHHBIX, B OOCTyIIE€ K
KOTOPOM AJIS IPOBEPKH UJIU IMONYUYEHNS KOIUKM BaM OBLIO OTKa3aHO.

2. [IpaBo moTpe6OBATh NONMPABKY K KIMHUYECKUM TaHHBIM

L] Ecnu Bul CUHUTACTC, YTO KIMHHNYCCKHUEC TJaHHBIC O Bac, XpaHAIIIHUECA B HaAalIEM OCbI/ICG,
HEIIpaBUJIBbHBIC HIHN He3aBepHIéHHLIe, Brr umeere IIpaBO INPEAJOXKHUTL HAaM BHECTHU
IMoIpaBKH. BBl mMeeTe IpaBo IOTpeOOBATh IOIPABKHM K TaHHLIM B TEeUYEHHE BCETO
nmepuoga BpEMEHHU, IIOKaA Bamm JaHHbIC XpaHATCA Yy HacC. Ecam Br1 Xeiaete
3aTpeboBaTh IMOMpaBKy, TO OOpaTHTECh, MOKalyicra, K Mwucc Jlemope Miopep 1o
agpecy: Ms. Lenore Meurer, Privacy Officer c/o Independent Living Association,
Inc., 110 York Street, Brooklyn, NY 11201.
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B Bamr 3ampoc Ha moImpaBKy cliefyeT BKIIOYHTH IIPHUYMUHEI, IT04eMy BbI cumTaeTe, 4YTO HAIO
cIelaTh MompaBKy. Kak mpaBuiao, MBI OTBETHM Ha Bamr 3ampoc B Teuenne 60 mueir. Ecam xe
HaM TOTpeOyeTcs Ha OTBET OOJBIIE BpeMeHH, TO Mbl, B Teuenue 600 muen, momném Bam
MUChMEHHOE YBEJOMIIEHHE C pa3bsICHEHHMEM IPUUYUHBI 3alepKKU U C YyKa3zaHUEeM, Korga Bl
MO3KeTe OXHUIATh OTBET OT HAac.

Eciu Mbl, TOTHOCTHIO UM YaCTUYHO, OTKaxXeM BaM B TpeOGOBaHHU O MOMNpPaBKe, Mbl HOIIIEM
BaM nmucrMeHHOE yBemOMIeHUE ¢ 00BICHEHNEM NPUYUHBLI 0TKa3a. 3a BaMu ocTaHeTCcs mpaBo
BKJIOUYUTH B Bamr y4€THBIN dhalll TaHHBIX ONpeneJéHHYI0O MHGOpMaIMio, OTHOCIIIYIOCS K
Bamrenn mpenimoxkeHHOM ImomnpaBke. Hampumep, ecium BBl HecOriIacHBI C HAIOIUM peHICHHEM
0TKa3a, Bbl OygeTe UMeTh BO3MOXKHOCTh HAIKCATh HaM 00bsICHEHHME CYTH Balllero Hecoriaacus,
a MBI BKIIIOYMM eT0 B Bamr ¢danin. MuI TakKe cooOGmuM BaM, Kak mogaTh 3Kallo0y UIW B HAII
oduc, unu Ha agpec Secretary of the Department of Health and Human Services. B kaxmgom
ciaydyae IIOCIaHHOro BaM MNOHCbMEHHOIr0O OTKa3a Ha BHECEHHE IIONpaBOK, MBI B HaIleM
yBeIOMIIEHHHU K BaMm Goiee momgpoOHO pa3bsICHUM BaM mpoienypy mogadu Kaxo0bl.

3. [IpaBo OOJAVYUTH HAHHBIE O CAVYAAX BBINAYM KIWNHHUYECKON HMHDODPMAIIUHU
(“The Accounting of Disclosures”)

ITocne 14 anpensa 2003 r. Bol uMeeTe npaBo 3aTpebOBATEL «IIEPEUYEHD CIYYaeB BhITauYu Bammx
KITHAYECKUX TaHHBIX», mo-aHrauicku (“The Accounting of Disclosures™);
B KOTOPOM IE€PEUYUCISAETCH, KAKMM 00Pa30M BBIJAIOTCS Bally KIMHWUYECKUE HAaHHBIE IPYTUM

IUIaM. DTOT CIUCOK, OMHAKO, HE OYAET BKIIOYATh CIEAYIOIIEe:
e HNudopmanuio, npenocTaBieHHYI0 BaMm nu4HO;
e HNuadopmanuio, MbI BeITalv ¢ Bamero ounuaibHOTO COTIIACUS;

e MHNudopmanumio, MBI BbIHaJdW IJs Bamrero nedyeHus, OIIJAaThl CUYETOB HUJIU IJs
IesTelIbHOCTH 110 yXoOy 3a Bamm;

e HNudopmanuio, mpemgocTaBieHHyl0O 1o Bamemy odunmansHOMy 3ampocy Bamwunm
pOJICTBEHHUKAM U NPY3bsIM, BOBIEUEHHBIM B IIpollecc yXoma 3a BaMu, UIu AJIS OIJIAaThI
3a YXOm;

o HWudbopmanuio, BBEIAHHYI OQHUIUANBHLBIM TOCYIapCTBEHHBIM JHIAM B IEId9X
HaIlMOHAJIbHOM 0€30MaCHOCTH UM pa3BeIbIBATEIbHON AeSITEIbHOCTH;

L4 I/IH(bOpMaL[I/IIO, CBOI;ICTBCHHYIO IOpHu JO3BOJCHHOM HMCIIOJINB30BAHHSA W BbIZAYC Bamux
KINMHUYECKUX JaHHBIX]
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e Brimava Bamux KIMHHYECKUX MaHHBIX B OTpaHUYEeHHOM O00BEME, B IIENIIX HAYyYHO-
MCCIIETOBATEIbCKON pPabGOThl, OOINIECTBEHHOTO 3TO0POBbSI, WIW XK€ OIS HaIlero
HOpPMAaIbHOTO BeleHUs OH3Heca, KOTOpPble Obl HE PaCKPBIIH HEIMOCPEeICTBEHHO Barry
JTUYHOCTD;

o HudbopmManuio, OTHOCIIIYIOCSI K 3aKITI0YEHHBIM, IPEIOCTABIIIEMYIO B HCIPpaABUTEIbHBIE
yupeXJIeHUs UJIU NPeICTAaBUTEISIM aIfMUHUCTPATUBHBIX BIIaCTeM;

e HWudopmanuio, Berganuyio 1o 13 anpens 2003 r.;

Ecniu Brl Xkenaete 3alIpOCUTh IIEPpE€YECHBb BbhIgaBac€MbIX O Bac JaHHBIX, TO O6paTI/ITGCL,
moxainyicra, K Mucc Jlerope Mropep mo agpecy: Ms. Lenore Meurer, Privacy Officer c/o
Independent Living Association, Inc., 110 York Street, Brooklyn, NY 11201.

BxarounTte B Bam 3ampoc mpock0y cooOIIUTL BaM mepedeHb BLIGAHHBIX HaHHBIX 34 IEPUO],
nportibix 6 met (Ho He mocie 14 anpens 2003 r.). Hanpumep, Bol MoxkeTe MOXeTe 3aIIPOCHUTH
CIIMCOK BBHITAYM TAHHBIX, KOTOPBIE MBI CHeJald B IPOMEXYTKe BpeMeHH MexXay 1 sHBaps
2004 u 1 guBaps 2005 r. Brl mMeeTe ImpaBoO IMOJYYUTL OECIIATHO OGMH TAKOW MEPEYEHDb B
npegenax 12 mecsames. OnHaK0, MBI MOXeM HOTPe6OBAaThH OILIATY CTOMMOCTH IIH060OTO
IOIOJHUTEIBLHOTO IIepeYHs, 3alIpolleHHOT0 BaMu B mpegenax Tex xe 12 mecsames. MuI Bcerma
N3BeCTUM Bac 3apaHee 0 KaKo¥ OBl TO HUA OBIIO OIJIATE PACXOIOB, CBA3AHHLIX C BhIgayed Bam
IOIMOJHUTENBHOTO IEPEYHs, TAK YTO BBI cyMeeTe pellInUTh IJs ceOs 3apaHee 3aKa3bIBATh WU
He 3aKa3bIBATh TAKOM MePeUYeHb, YTOOBI N30€XKAaTh PACXOIbI.

OOBIYHO, Ha Bam 3ampoc mONYYHTH HepedvyeHb CIIydYaeB BhImaud Bammedn mHOOpPMAaIWM, MBI
orseyaeM B TeuyeHme 60 mueir. Eciam HaM morpebyeTcs IOMOIHMTEILHOE BPEMS IS
NOITOTOBKM TaKWX CIHUCKOB, MBI IIONIIEM BaM ImHMcbMeHHOE YBEAOMIIEHHE C Pa3bsSICHEHHEM
NPpUYHNHBI 3aIepKKU U yKaxXeM JaTy, Korga BBl moaydYnTe TaKOW IepedeHb CIyYaeB BhITAaUYH
Bamux KIMHWYECKMX MAaHHEBEIX. B peIkWX ciaydyasx y Hac MOXKeT IIPOM3OUTH 3aJepKKa B
BhIZaue BaM yKa3aHHOTrO NepedyHs, 0e3 HAIIero HUChbMEHHOTO YBEIOMIEHHUS O MPHUYHUHAX
3aepKKH, UYTO MOXKET OBITh CBS3aHO C YKa3aHUSMH JHI 3aKOHOIATENIbHBIX OPTraHOB HIIHU
rocyJapCTBECHHBIX areHTCTB.

12.1IpaBo moTpe6OBATH TOMOJHUTEIBbHYIO OXPAHY CEKDETHBIX TaHHBIX

e Brl uMeeTe mpaBo moTpebOBaATh OT Hac 60Jee CTPOTOr0 OTHOIIEHMS K BhIZaUe UIH K
HCHOJNIb30BaHNIO Bamux KIMHUYECKUX JAaHHBIX IO IIPUCMOTPY 3a BamuMm cocTosHUEM
300pPOBBS, IO OIIATEe 3a YCIYI'HW HIN TaHHBIX, HEOOXOMMMBLIX OIS HOPMAaJIbHOU
IEeSITEILHOCTU areHTCTBA. BBl TakXke MOXeTe MOTpeOOBaTh, UTOOLI MBI OTPAHUYMIIHA
IOoCTyI K BammMm maHHBIM 1 BamuX poacTBEeHHUKOB WM JIPYy3eH, YYaCTBYIOIMUX B
mpomecce yxoma 3a Bamum. Hampumep, Bel MoxkeTe moTpe60oBaTh, YTOOBI MBI HeE
pasraacuiaum wuHGOpPpMAIUIO O cAelaHHowM Bam omnepamuwu. Ecau Bpr Xejaete
moTpe6OBaTh O0Jiee CTPOTOM BHITAYM BaIlnx mMaHHBIX, TO OOpATHUTECh, TOKAIYHUCTa, K
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Mucc Jlenope Mriopep mo axpecy: Ms. Lenore Meurer, Privacy Officer c/o
Independent Living Association, Inc., 110 York Street, Brooklyn, NY 11201. Bam
3aIpocC HOJXKeH BKIouaTh 1) yKazaHWe TeX TaHHBIX, JOCTYI K KOTOPHIM BBl XOoTHTE
OTPAaHUYHUTH, 2) XOTUTE JU BrI OTpaHHU4YHUTBh HAC B BOIIPOCAxX MCIIOJIbB30OBAaHUA HAaHHBIX
WIM BBITAYH HX IPYTUM JWUIaM, MIX U TO, U APYroe; m 3) AIAS KOTO BBl XOTHUTE
OTpaHUYUTH UHMOPMAIHUIO.

M&l He 00sI3aHBI cOrjamaThcs ¢ BamuMm TpebGoBaHMEM Ha OTpaHUYEHHE, 4 B HEKOTOPBIX
cly4yasiXx, OTpaHUYeHH I, KOTOphle BBl XO0THUTe, MOTYT O0Ka3aThCsSd HeOO3BOJEHHBIMH B paMKaX
3akoHa. OOgHAKO, €CIIM MBI COTJTACHUMCS Ha OTpaHUYEHUS, MBI TOorga OymeM OO0S3aHBI
MPHUIEPKUBATLCSA HAIIUX 00S3aTeIbCTB, €CIM TOIBKO TaKWe TaHHbIE HE IMOTPEOYIOTCS B
YCIOBUSIX CKOPOW MOMOINY BaM WMaM Xe B MOpSIIKe COONIONEHNs 3aKoHa. JaxXe eClId MBI U
COTJJacHMIMNCh Ha TakKoe OrpaHHMUYeHHEe B BbIgaue mMHbopmanuum o Bac, Bel mmeeTe mpaBo
OTMEHHUTH CBOW 3ampoc B JTi000e BpeMms. Ilpm ompemel€HHBIX YCIOBHUSIX, MBI TOXE HUMEEM
IIpaBoO OTMEHHUTH 3aKa3aHHOe BaMu orpammueHue, ecaId MBI IIpegynpenuan Bac o6 »Tom
3apaHee. BoO BcexX OCTaJBHBIX cJIy4yasiX, HaM NOHamoOWTCcS Balme paspelreHme Ha OTMEHY
OTpaHUYEHUS.

14.1TpaBo moTpebOBATh CEKPETHOCTh KOHTAKTUPOBAHHU S

e Bl umeeTe nmpaBo moTpe60BaTh, YTOOBI MBI CBSA3BIBAINCH C BaMu OTHOCUTEILHO Bammx
BOIIPOCOB JIeUYeHHUsI B 0Oojlee KOHDUIEHIMAILHON MaHepe NYyTéEM NOpHUMEHEHUS
aJbTEpPHATHBHBIX METONOB CBSI3W HIH IPYTHX MeCTOHaXOXmaeHMu. Hampumep, Bel
MOKeTe MOIPOCHUTh, YTOOBI MBIl KOHTAKTHPOBAIN Bac depe3 ¢pakc BMeCTO BIIEKTPOHHOMT
moursl (e-mail), unu mosBoHuTs Bam mo paGoueMy TeiedOHY BMECTO TOMAIIHETO.
Y1o0Bl 3aIpOCHUTH Oo0Jee KOHDUIEHIIMAIBHOM CBSI3HM MeXAy BaMum ¥ Hamum
yupexXaeHneM, 0OpaTHTECh, HOKaNyHcTa, NHCbMOM K Mucc JleHope Miopep 1o agpecy:
Ms. Lenore Meurer, Privacy Officer ¢/o Independent Living Association, Inc., 110
York Street, Brooklyn, NY 11201. M&s1 e cupocum Bac o mpuuune Bamrero 3anpoca u
mocrapaeMcs BBIIOJIHHUTHL BCe Bamm o0ocHOBaHHBIe IToXenaHus. Iloxanyucra,
YKaXXuTe B CBOEM 3alpoce, KaK U r'ae Bbl X0THUTe OBITh KOHTAKTHPOBAHBI M KaK OYyIET
OCYIIIEeCTBISITHCS OIIIaTa 3a yXOI, €CIW Mbl CBSIXeMcCS ¢ BaMM mo IpenioskKeHHOMY
BaMu anpTepHATHBHOMY CIIOCOOY WM IO IPYTOMY MeCTOHAaXOXKIEHHIO.
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