IIMNCBMEHHOE HH®OPMHUPOBAHHOE COI'IACHUE HA IIEPEJJAYY, OBPABOTKY N

XPAHEHMUME ITEPCOHAJIBHBIX JTAHHBIX

[opoa para:
1. CybbeKkT nepcoHanbHbIX AaHHbIX
damMunums, nMs, 0T4eCTBO

CybbekTa

[aTa poxaeHus CybbekTa

Afpec nponuckum
CybbekTa

MacnopTt CybbekTa N¢/
CBUAETENBCTBO O POXAEHUMN

BbiaaH: nata/opraH

Kop noapaspeneHuns

TenedoH nom/mMob

CybbekTa

DNeKTpPOHHas noyTa

cybbekTa

2. Onepatop

HanmeHoBaHue O61WecTBO C OrpaHMYeHHON 0TBETCTBEHHOCTbIO MeaKoHHekT, OO0 MeaKoHHeKT
(nanee «OnepaTtop»)

Anpec 129626, r. MockBsa, Ctapoanekceesckas ynuua, gom 5, atax 3
nomeuyeHve 312

3. Cy6beKT nepcoHanbHbIX AAaHHbIX HAaCTOSALWMM AAeT corflacue CBOENM BOMEN U B CBOEM MHTepece

3.1. Ha 06paboTky nepeyncineHHbIX Huxe MepcoHanbHbIX AaHHbIX, HE06XO0ANMBIX ANA peann3aunn «PerncTp naumMeHTos
C HacnNeaCTBEHHbIMU ANCTPOUAMMN CETYATKU, BbI3BAHHLIMU NOATBEPXAEHHbLIMU 6MannenbHbIMM MyTauUsSMU FEHOB
RPE65 v RLBP1 B Poccumn (Poccuinckuin pernctp HAC, REGINA)» (aanee - HAC, panee - Peructp HAC):
3.1.1.®damunusa, MMs, OTYECTBO, roA, Mecsl, AaTa M MeCTO POXAEHWs, Nof, aapec, KOHTaKTHas uHdopmaums
(nomawHwuii(e) appec(a), HoMepa npsAMOro OMUCHOro, AoMalwHero WU MobunbHOro TenedoHOB, aapec
3NEeKTPOHHON NoYThl U Ap.), doTorpacdumn;

3.1.2.CBeneHus, coaepxalwmecs B AOKYMEHTaX, YAOCTOBEPSIOWMX JIMYHOCTb, B TOM YMC/Ie NacrnopTHble AaHHble,
¢dOoTOKONMM NACNOpPTOB, APYTMX NINYHBIX AOKYMEHTOB;

3.1.3./li06ble MHble AaHHble, KOTOpble MOryT notpeboBaTbcsi OnepaTopaMm B CBSA3M C OCyLLECTBAEHWEM Lenewn
06paboTkM NepcoHanbHbIX AAHHbIX.

Llenn nepeaaym n o6paboTkn NnepcoHanbHbIX AaHHbIX cybbekTa: obecneyeHune yyactTmus cybbekTa nepcoHasnbHbIX AaHHbIX

B Pernctpe HAC B kayecTBe Bpaya-y4yacTtHumka, obecneyenuve peanusauum Pernctpa HAC.

Llenn n copepxxaHue Mporpammebl. Pernctp HAC - 3T0 opraHu3oBaHHas cuctema cbopa onpepeneHHas uensmu Peructpa

WHpOpMauMM MeToAO0M HEWHTEPBEHLMOHHOro uccnegoBaHns o [MaumeHtax ¢ HAC, COOTBETCTBYIOWMM YCNOBUSAM

BKNto4eHus B Peructp. Uenb Pernctpa HAC - co3gaHne CUCTEMbl KIIMHUMYECKOro MOHuTOopuHra MauyueHtoB ¢ HAC,

HanpaBneHHOW Ha cbop M HaKoneHWe AOCTOBEPHbIX AaHHbIX O pacnpocTpaHEeHHOCTN 3aboneBaHus, AeMorpadunyeckmnx

M KJIMHMYECKMX XapakTtepuctukax MauymwenTtos ¢ HAC, cywecTBytowen npakTmke nevyeHns n gmarHoctmkn HAC. Pernctp

HAC npeanonaraeT cucTeMaTU4yecKoe BHECEHME BpayaMm-yyacTHMKaMu Pernctpa AaHHbIX Ha naumeHtos ¢ HAC,

cocTosiWwmnxX noa HabniogeHveMm y Bpader-y4yacTHUMKOB Perncrtpa n COOTBETCTBYIOLWMX KPUTEPUAM BK/IOYEHUS. Bpauu-

yyactHukun Peructpa HAC - Bpaun-odpTanbmMonorn odTanbMOIOrMyeckmx oTAeNeHnin MeauLmnHCKMX yupexaeHui obwero
npodunsa n cneumanuanpoBaHHbIX 0dTaNbMONOMMYECKUX MEAULMHCKUX yUpexaeHuin, Habntopawwme 1 HasHavaowme
neyeHue naumeHtam ¢ HAC. Bpauu-yyactHukmn Perunctpa otbupatoT naumeHtoB ¢ HAC, COOTBETCTBYHOLIMX YCNOBUAM

BK/TIOYEHUS, PETUCTPUPYIOT X B cUCTeMe Perncrpa, ocyLwecTBAS0T ANHaMMYeckmii c6op AaHHbIX O COCTOSIHUM 340pOBbS

ceoux [laumeHTOoB B nepuwopn paencteua Peructpa, 3arpyxatoT cHumkm OKT, nopaloT 3asBKy Ha npoBeaeHue

reHeTU4ecKoro nccnefoBaHns Ans nNaumeHToB, BKIOYEHHbIX B Pernctp. JaHHbie o MauneHTax cobupatoTcs U BHOCATCA

B Pernctp BpavyaMu-y4acTHUKaMW PETPOCMNEKTUBHO M MPOCNEKTUBHO Ha OCHOBE MeAULMHCKUX KapT NauuveHToB B XOAe

PYTUHHOW K/IMHWUYECKOW MNpaKTUKW NledyeHnss n HabniogeHus naumeHTtoB C amarHoszom HAC. B pamkax Peructpa He

npeaycMmaTpusaeTcs npoxoxaeHue MaunmeHTamMyn AOMNONHUTENbHbBIX MeAULUMHCKUX Npoueayp W TecToB, BbIXOAALIMX 3a

paMKu CTaHAapTHOro nievyeHns n HabnogeHns naumeHtToB ¢ HAC. Ona AOCTUXEHUS HayyHbIX Lenen B pamMkax Perucrtpa
6yneTr BbINOAHATHCS reHeTuveckoe TectupoBaHue (NGS naHenb n metos CaHrepa), sBAsoLleecss €AWHCTBEHHbIM

MeToAOM noaTBepxaeHus awarHosa HAC, ans Bcex BKAOYEHHbIX B Pernctp nauueHToB. TecTupoBaHue 6yaer

NpOBOAMUTBLCS B YCNIOBUSAX peanibHOW NpakTUKKU. MNMOCKONbKY AOCTYMHOCTb AAHHOMO MeToAa AMArHOCTUKM OrpaHuyeHa ms-

3@ OTHOCUTENIbHO BbICOKOW CTOMMOCTM M OTCYTCTBMSI BO3MELLEHMS pacxXxoAoB Ha Hero, a NoTpebHOCTb B 3TOM MeToAe Kak

YacTn pyTMHHOro obcrneaoBaHNsa NOAYEPKUBAETCH B KIMHUYECKUX PEKOMEHAAuMsX U MeANMLMHCKUM coobLecTBoM Ans

BCEX MAUMEHTOB, BK/OYEHHbIX B Peructp, komnaHua HoeapTuc kak CrnoHcop Perucrpa MNOKpOeT pacxoAbl Ha

TecTupoBaHue. [lpoBeAeHMe  reHETUMYEeCcKOro TeCTUpPOBaHMS  OCYLLECTBAAIT  WUCKIUMTenbHO  Jlabopatopum

(nabopaTopHble LEeHTpbl 1e4ebHbIX U Hay4dHbIX ydpexaeHuin PO mn/mnum kommepudeckue nabopatopum / nabopaTtopum

MeAMUMHCKMX LeHTpoB), OnepaTop He HeceT Kakon-nnmbo OTBETCTBEHHOCTM 3a NpoBeaeHne N1abopaTopHOM AMarHOCTUKK



N ee pesynbTaTbl. Ha ocHoBaHMM cobpaHHbIX B Pernmctpe AaHHbIX nposBoAnTcs obpaboTka AenepCoHUPULUMPOBAHHbLIX
Aa@HHbIX WU pacyeT CTaHAapTHbIX CTaTUCTUYECKUX XapaKTePUCTUK 3aboneBaeMoCcTu, pacnpoCcTpaHeHHOCTH 3aboneBaHns u
NX 3aBUCMMOCTM OT 6a30BbIX AeMorpadumyecknx nokasaTenen ans uenen noaroToBKM aHarMTUYECKOro otT4yeTa U Hay4yHou
nybavkaumm no AaHHbIM Perncrpa.

6. Cornawascb Ha y4actue B Mporpamme, CybbeKT nepcoHasbHbIX AaHHbIX COrallaeTcs:

6.1. Ha nepepayy, 06paboTKy U XpaHeHWe NepedYncneHHblX B NyHKTe 4 HacToswero cornacusa MepcoHanbHbIX AaHHbIX,
HeobxoauMbIx ana peanusauum Peructpa HAC;

7. Cyb6beKkT nepcoHanbHbIX JAaHHbIX HACTOAWMM JaeT corfacMe Ha coBepleHuMe ¢ [lepcoHanbHbIMUM - AAaHHbIMU
NnepeyncneHHbIX Huxe AelcTBui: 06paboTKy nepcoHanbHbIX AaHHbIX, BKAOYas cbop, 3anucb, cucTemaTusauuio,
HakonneHve, XpaHeHue, yTouyHeHue (obHOBNEHMe, W3MEHeHMue), WuCnonb3oBaHWe, nepegady (B TOM 4ucne
npefoctasfieHne, AocTyn), obesnnumsaHue, 610KMpoOBaHNe, yaaneHne, YHUUTOXEHMNE NEPCOHANbHbIX AaHHbIX;

8. O6buwee onucaHne ucnonb3yeMbix OnepaTtopoM(-amu) cnocob6oB 06paboTKM MepcoHasnbHbIX AaHHbIX. Mpu o06paboTke
MepcoHanbHbIX AaHHbIX OnepaTtopbl MPUHUMAOT HEOBXOAMMbIE OpraHM3auMOHHbIE U TEXHUYECKUE Mepbl AN 3aluThbl
MepcoHanbHbIX AaHHbIX OT HENPAaBOMEPHOI0 AN CTyYanHOro AOCTYNa K HUM, YHUUTOXEHUSA, U3MeHeHNs, 610KMpoBaHuS,
KOMWpPOBaHUSA, pacrnpocTpaHeHns epCcoHanbHbIX AaHHbIX, @ TakKXe OT WMHbIX HenpaBoMepHbIX AencTBuin. Ob6paboTka
MepcoHanbHbIX  AaHHbIX  Onepatopamu ocyLlecTBAseTcs npu NOMOLLN cnocobos,  obecneumsaroLmx
KOH(UAEHUNANbHOCTb TakKUX [AAHHbIX, 32 WCKI4YeHWeM chneaywowmx cnyyaes: (1) B cnyydae obes3nnumsaHus
MepcoHanbHbIX AaHHbIX; (2) B OTHOLWEHUN 06LWef0CTYNHbIX MepcoHanbHbIX AAaHHbIX; U NPpKU CO6NI0AEHNN YCTAHOBAEHHbIX
TpeboBaHuii K obecneyeHntio 6e30NacHOCTM MNEpPCOHasnbHbIX AaHHbIX, TpeboBaHWUM K MaTepuanbHbIM HOCUTENSM
6bromMeTprMyecknx MNepcoHasbHbIX AaHHbIX W TEXHOSIOMMSAM XpaHEHWS TakMX AAHHbIX BHE WMHMOPMALMOHHbLIX CUCTEM
NepcoHasnbHbIX AaHHbIX B COOTBETCTBUM C AEWCTBYIOWMM 3aKoHoAaTenbCTBOM. Cyb6beKT nepcoHasnbHbIX AaHHbIX
yBeAOMJIEH O TOM, YTO OH (OHa) B Nt06ON MOMEHT BpEMEHU, NMCbMEHHO obpaTuBwnch K OnepaTopam, Bnpase 3anpocuTb
nepeyeHb MMeH W agpecos Ntobbix nosnyyatenein MNepcoHanbHbIX AAHHbLIX, 03HAKOMUTLCA C [lepcoHanbHbIMK AAHHbIMU,
0bpatnuTbca € npocbbo O NpeAocTaBNeHUW AOMONHUTENbHOM WMH@OPMaLMW B OTHOLUEHWW XpaHeHUs u o0bpaboTku
MepcoHanbHbIX AAaHHBIX UK Xe noTpeboBaTb BHECEHUS NOObIX HEO6XO0ANMbBIX N3MEHeHWUI B NepcoHanbHble AaHHbIE AN
WX YTOYHEHMUS.

9. Cpok, nopsaok oT3biBa. Hacrosiwee cornacve AeWCTBYeT B TeuyeHWe HeonpeaeneHHoro cpoka. Ob6pabaTbiBaeMble
MepcoHanbHble AaHHblE NoAnexaT YHUYTOXEHMIO MM60 06e31numMBaHNIo N0 AOCTMXKEHUN Lenein 06paboTkn, yKasaHHbIX
B N.5 HacToswero cornacus, nan B ciydvae ytpaTbl HE0O6XOANMMOCTU B AOCTMXKEHMN 3TUX Uenen. CybbekT nepCcoHanbHbIX
AAHHBIX MOXeT 0TO3BaTb HaCTosLLee cornacue nytem HanpasneHns Onepatopy(am) NMCbMeHHOro(bix) yBeaoMAeHus (1)
He MeHee yeM 3a 90 (AeBSAHOCTO) AHEW A0 NpeanonaraeMoln AaTbl 0T3bIiBa HacToswero cornacms. CybbekT nepcoHanbHbIX
OAHHbIX COrnawaeTcs Ha TO, YTO B TeyeHue ykaslaHHoro cpoka Onepatop(bl) He o6sa3aH(bl) npekpawate 06paboTky
MepcoHanbHbIX AaHHbIX M YHUUTOXaTb NepcoHasibHble AaHHble CybbekTa nepcoHanbHbIX AaHHbIX. OT3bIB He 6yaeT umMeTb
o6paTHOI cunbl B OTHOLWEHUM MepcoHanbHbIX AaHHbIX, npoweawnx o6paboTKy A0 BCTYMIEHUS B CUNY Takoro OT3biBa.

B noaTBepxaeHmne BbILLEN3TOXEHHOIO HMXKENnoANMcaBLLMACS CY6BEKT nepCcoHanbHbIX AaHHbIX NOATBEPXAAET CBOE corfacune
Ha nepefady CBOMX MepcoHasnbHbIX AaHHbIX B Peructp HAC, a Takxe Ha 06paboTKky u XpaHeHue nepcoHasbHbIX AaHHbIX
CY6'bEKTa B COOTBETCTBMW C TE€M, KaK 3TO OMNMUCaAHO B HacCTosILLEN d)opMe.

Moanucb cybbekTa NepcoHasbHbIX
OaHHbIX

PUNO cybbekTa NepcoHanbHbIX AAHHbIX

HdaTta




