SERVIZIO SANITARIO REGIONALE
EMILIA-ROMAGNA

ERegioneEmilia—Romagna

NONOXEHWUE O O6PABOTKE NEPCOHA/bHBIX AAHHbIX, FEHETUYECKUX OAHHbIX, CNELLUA/IbHbIX KATETOPUNA
NEPCOHAJIbHbIX AAHHBIX N UCNOJ1Ib3OBAHUW BUOJTIOTMHECKUX OBPA3LLOB A/14 MPOBEAEHUA
HEUHBA3MBHOIO NPEHATA/IbHOIO TECTUPOBAHUA (HUNT)

B coomeemcmauu co cm. 13 PeznameHma EC Ne2016/679 u [TocmaHo8neHuUem op2aHa no 3auume rnpas cybvekmos
nepcoHasbHeix 0aHHbIx Ne146 om 5 uroHa 2019 a.

MpunoxceHuem Ne4: «[pednucaHus omHocumesbHo 06pabomxu eeHemuyeckux OaHHbIx (2eH. paspew. 8/2016)

YBaraemasn rocrnoa!

Coobuwaem Bam, uyto B cooTtBeTcTBuM c PernameHtom EC Ne2016/679 (O6wmm pernameHTOmM Mo 3almTte gaHHbix — GDPR) u
nosioXeHnAmKn 3akoHoaatenbHoro gekpera Ne196/2003 B HOBOWM pegaKkuumn 3akoHogaTenbHoro gekpera Nel101/2018 gaHHble,
3anpalwvBaemble Ha MOMEHT B3ATUA BrUonormyeckoro obpasua 4na uenei reHeTMYeckoro, GUOXMMUYECKOro nccaefoBaHusa u/unm
OCMOTpa BpavyoM-cneumanmcTom, byayT o6pabatbiBaTbCa UAN UCNONb30BaATLCA C COBAOAEHMEM OCHOBHbIX NPaB M cB060A, ¢ 0cobbIM
ynopom Ha KOoH$UAEeHLMaNbHOCTb MHPOPMALIMM M 3aLMTY NEePCOHANbHbIX AaHHbIX. Takum obpasom, obpaboTKka nepcoHanbHbIX
AaHHbIX 6yAeT ocyLwecTBAATLCA HA OCHOBE NMPUHLMMNOB CNPaBeA/IMBOCTM, 3aKOHHOCTU, MPAaBOMEPHOCTH, OHa A0/IKHA OrPaHNYMBaTLCA
LenAmMM, AN KOTOPbIX AaHHbIE BblAK NOMYYEHbI, U HE A0/KHA ObITb U3GBITOYHOM MO OTHOLUEHUIO K 3aABNEHHbIM Lenam. B casu ¢
3TUM peKomeHAyeM Bam BHMMATe/NIbHO NPOYMTAThb HACTOALLEE MOMOMKEHME U 3aMONHWUTL Npunaraemyto Gopmy, BbIpasus UK He
BbIPa3uB CBOE COI/Iacue Ha UCNo/b30BaHWe Balimx reHeTUYeCKuUX JaHHbIX M/Man GUonormyecknx obpasLLoB B YKa3aHHbIX LIENAX.
AHanus buonornyeckmnx ob6pasLos, KOTOPbIK Bam 6bin NpeaoxeH Bo Bpems B3ATUA Npob M/1am ocmoTpa Bpayom-CreLmanvucTom,
bypeTt nposegeH B EanHoM meTpononbHoi nabopatopumn (Laboratorio Unico Metropolitano) TeppuTopranbHoro ydpexaeHus
3apasooxpaHeHmsa (USL) BonoHbM mAn, npu HeoBXoAMMOCTM, B 1abopaTopuu, CTOPOHHEN MO OTHOLIEHUIO K YYPEXAEHUIO,
odu1UManbHO Ha3HaYeHHOMY B Ka4ecTBe «npoLeccopa» coriacHo ct. 28 GDPR.

Onpepenexuns

[na nydwero nOHWMaHUA HAaCTOALLErNO NOOXKEHUA NPeACTAaBAAETCA LenecoobpasHbiM AaTb onpeaeseHne cneayowmm TepMUHam:
[eHeTnYeckne AaHHble — 3TO MepCoHasibHble AaHHble, OTHOCALLMECA K HACNeACTBEHHbIM WAM NPUOBPETEHHbIM FEHETUYECKUM
XapaKTepucTnkam Gpu3nyeckoro uua, KOTopble PacKpPbIBAOT YHUKANbHYO MHPOpMaLMIO 0 GM3MONOTNKN UAK 340POBbE YesI0BEKa, U
KOTOpble ABNAOTCA Pe3yNbTaTOM, B YaCTHOCTU, aHaM3a bruonormyeckoro obpasua AaHHOro GU3nYecKoro amua.

[eHeTMyecKkMe vccnenoBaHMa — BKAYaoT B ceba aHanusbl AHK, PHK, xpomocom, mMeTabonnToB M ApYyrux reHHbIX NpOAYKTOB,
NpoBOAMMbIE ANA BbIABNEHUA OTKNAOHEHUM, CBA3AHHbIX C HAaC/EeACTBEHHbIMW NaTONOMMAMK. [eHeTUYecKne nccneoBaHua bbiBatoT
pasHbIX TUNOB M NO3BOAIOT, HANPUMeEp, ANArHOCTMPOBATL 3aboNeBaHMe UM NOATBEPANUTL KAMHUYECKMUE NOLO3PEHUA Y YENOBEKa,
KOTOPbIN yxe 6oneH (amMarHocTMyeckme nccnefoBaHus), BbiiBUTb, 0COBEHHO B pamMKax CeEMbM, 340POBbIX HOCUTEIel reHeTUYeCcKoro
3aboneBaHunA (4OCMMNTOMHbIE 06Cef0BaHMA), BbIABUTb AN UCKNIOUUTL FEHETUYECKUI AedeKT, OTBETCTBEHHbIN 3a onpeaeneHHoe
3aboneBaHMe, CMMNTOMbI KOTOPOTO He MPOABAAIOTCA NPU POXAEHUM, HO MOFYT BO3HWKHYTb B Oonee nosgHem Bo3pacTte
(BOKAMHUYECKME MM LOCMMNTOMHbIE UCCNeA0BaHWA), OLEHUTb GOMbLUYI0 MAM MEHbLUYIO MPeapacnofioKeHHOCTb YesoBeKa K
Pa3BUTUIO CNOMKHbIX U MyNbTUPAKTOPUAbHBIX 3a601eBaHMI, TO €CTb BO3HUKAIOLWMX B pe3y/ibTaTe B3aMMOAENCTBMA FeHOB U APYyruX
$aKTOpOB pUCKa (NPOrHOCTUYECKME TECTbl UM TECTbI HA NPeAPaACNONOKEHHOCTb), U, HAKOHEL,, OLLeHWUTb MHAMBUAYANbHYIO peakLuto
YeNOBEKa Ha onpefeneHHble IeKapCTBEHHbIE CpeaCTBa.

Buonornyecknit obpasey, — noa Guonormyeckumu obpasuamu YesoBeka uauM BuomaTepuanamu YenoBeka NoApasymeBatoTcA
6MON0rMYECKME KUAKOCTU U TKAHU YeNoBeKa — KPOBb, C/IHOHA, MOYa, KNETKM, BKOYAA BCe MOeKyaapHble dpakuum (6enku, PHK,
OHK v np.), KoTopble U3 HUX MOTYT BbiTb MOYYEHbI, B3ATbIe Y 340POBbIX UHAMBUAYYMOB WU Y UHAMBUAYYMOB, CTPAZatoLmMX
3aboneBaHvem. 3abop 6Monormyecknx obpasLoB MOXKET NPOU3BOAUTLCA B XOAE OObIYHbIX MEAULMHCKUX Npoueayp Uau nytem
LeneHanpaBneHHbIX BMelaTenbct8. OHX MO3BOAAOT NONYUYUTL AOCTYN K MHPOPMALMK, copeprKalleica B reHOMe YenoBeka, B
pe3ynbTaTe Yero Ha OCHOBE 3TOr0 MaTepuana MOXKHO COCTaBUTb KTEHETUYECKUI NPOoduIb» KOHKPETHOrO Yesoseka. leHeTUYecKas
MHPOPMaLMA Kaxkaon Npobbl 3aBUCUT OT IMYHOTO MEeAMULMHCKOrO aHaMHe3a U MOXKeT BbITb B3aMMOCBA3aHa C faHHbIMKU 06 0bpase
KU3HU.

Lenun

A) TeHeTMYecKMe AaHHble, NoayYeHHble U3 B3ATbIX Buonormyecknx obpasuos, byayT obpabaTbiBaTbCA MCKAOYUTENBHO B
LLeNifX OXpaHbl 340P0BbA, NPOGUNAKTUKM, ANATHOCTUKM U IEYEHUA, B YACTHOCTU, NATOOTUI TeHETUYECKOTO XapaKTepa, a
TaKKe 419 3alWunTbl Balei reHeTMYecko MAEHTUYHOCTU UK UAEHTUYHOCTU TPETLErO NNLA, MPUHAAIENKALLETO K TOM e
reHeTUYECKON NINHUKM, WCKIOUYUTENBHO C €ero WM ee Cornacus W ANA BbINOJHEHWA WHCTUTYLMOHaNbHbIX 3ajad,
npeaycMOTPEHHbIX 3aKOHOM.

Take coobuaem Bam o Tom, 4To Balum reHeTMYeCKMe AaHHbIE MOTYT BbITb MCMO/Ib30BaHbI B CEAYHOWMX Lensx:
B) HayuHble M CTaTUCTMYECKME OLEHKM, MpeAHasHauYeHHble 41 KOHTPOAA noggepxaHua 3GGeKTMBHOCTM MCMO/b3yemMoro
HEeMHBa3MBHOrO NpeHaTasIbHOro TecTa U 419 peannsaunm Apyrux n1abopaTopHbIX MeToho8s nposeaeHna HUMT.

Cnoco6bl 06paboTKM U CPOKMU XpaHEeHUn

3abop 1 ucnosib3oBaHMe 6MONOTMUECKMX 06Pa3LLOB, a TaKKe 06paboTKa MosiyYeHHbIX B Pe3y/bTaTe 3TOr0 reHeTUHEeCKUX AaHHbIX
6yAyT OCYLLECTBAATLCA HA 3aKOHHOM U CNpaBeA/IMBOIN OCHOBE, B MOPAAKE, HE AOMYCKAIOLLEM HapyLIeHWUA OCHOBHbIX CBO60A, Npas U
[OCTOMHCTBA CYBBHEKTOB AaHHbIX. TakkKe coobuiaem Bam, 4To 06paboTKa 3TUX AaHHbIX MOMKET OCYLLECTBAATLCA B ByMaykHOW uU/vnm
3N1eKTpOHHOM dopme, B Ntob6om cayyae Takumu cnocobamu, YTobbl rapaHTUPOBaTb KOHPUAEHLMAbHOCTb M Ge3onacHocTb. Bee
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BbllUeyKa3aHHble AaHHble WM MmaTepuanbl OyayT XpaHUTbCA B TeyeHWe Nepuoaa BPeMeHW, HeobxoaMmoro gna nposeaeHuA
nabopaTopHbIX MCCNen0BaHUI B paMKax AMarHOCTMYECKOro obcnefoBaHUA M Ha Ciyyal, ecnn B byaywem notpebyertca 6onee
OeTanbHan AWArHOCTMKA, 60 AN AOCTUXKEHMA OSONONHUTENbHbLIX Lenei, Aaa KOTOpbIX OHM BblM MOAydYeHbl U BNOCAEACTBUM
MCMO/Ib30BaHbI.

B yacTHOCTM, B3ATbIM Obpa3el, u BblgeneHHaa u3 Hero JHK 6yayt xpaHuTtbcAa He 6osiee 1 roga Ha caydan, ecam notpebytoTtea
NOBTOPHbIE aHaNN3bI.

[aHHble 1 cooTBeTcTBYOWME 06pa3Lbl 06pabaTbiBAlOTCA UCKAOYUTENBHO CNEeLManbHO YNOAHOMOYEHHbIM NEPCOHANIOM, @ AOCTYN K
KOMMNbIOTEPHbIM CUCTEMAM M NMOMELLEHUAM, F4e OHN XPAHATCA, KOHTPOIMPYETCA C MOMOLLbIO COOTBETCTBYIOLWMNX Mep 6e3onacHoCTH,
NPW3BaHHbIX CBECTU K MUHUMYMY PUCK UX C/Iy4aMHOrO PacKpbITUA, @ TaKXKe HeCaHKLMOHUPOBAHHOIO M HEMPABOMEPHOrO AOCTYNA K
HUM.

B cnyyae nepepaun reHeTUYECKUX JAHHBIX B 3/IEKTPOHHOM BMAE TPETbUM CTOPOHaM 3a npeaenbl TeppuTopuanbHOro yupexaeHns
3/ paBooxpaHeHus bonoHbK, Nepes nepegayenn ceegeHma byayT 3awndpoBaHbl U B Itlobom ciyyae nepegada byLeT NpomcxoanThb C
cobnopeHneM TEXHUYECKUX W OPraHU3auMOHHbIX Mep, CMOCOBHbIX obecneyunTb Hag/aexawmii yposeHb 6esonacHocTu. Takoi
NopsAAOK AeNCTBYET TaKXKe B OTHOLEHWUU AaHHbIX M 06pasLLoB, NPeAoCTaBNAEHHbIX HAMPAMYIO CYObEKTOM AaHHbIX UM NONYYEHHbIX
OT TPETbUX /1ML, B TOM YMC/E U NO YKa3aHWUIO0 CybbeKkTa AaHHbIX.

Ecnn Bbl gaguTe cornacue Ha 06paboTky, 06pasiubl MOryT 6bITb MCNONL30BAHbI AN MPOBEAEHUA AOMONAHUTENbHbIX HAYYHbIX W
CTAaTUCTUYECKUX OLLEHOK B pamKax gnarHoctukm HUMT.

[na npoBeaeHWs MHbIX UCCNEA0BaHUIA U ecin 06pasupl He ByayT aHOHUMMU3UPOBAHbI, C Bamu cHOBa CBAXYTCA, YTO6bI NOAYUUTbL
[0N0IHUTE/IbHOE CheuuanbHoe Coriacue Ha NpoBeseHue.

Cornacue Ha 06paboTKy reHeTUYECKUX AaHHbIX U UCNO/Ib30BaHUe 6uonornyecknx o6pasuos

O6paboTKa reHeTUYecKUX AaHHbIX W UCMOoJ/b30BaHWe 6MONOrMYecKMX 06Pa3LOB [LOMYCKAETCA TO/bKO B LENAX, YKa3aHHbIX B
HaCTOALLEM MOJIOXKEHWUMU, ANA KOTOPbIX CYGBEKT AaHHbIX WAW ero NpeacTaBuUTeNb 3apaHee NPeaoCcTaBUA MUCbMEHHOe cornacue ¢
MOMOLLbIO CreunanbHol npunaraemoirt ¢opmbl. B ciyyae oTkasa cybbekTa AaHHbIX MPeAOCTaBUTb MAEHTUOUKALMOHHbIE
nepcoHanbHble AaHHble 414 Leneil NoCTaHOBKM AMarHosa, evyeHns, peabuantaummn u npodunakTMKku, 3To HemsbexxHo npusBeaeT K
TOMY, UTO YUperKAeHMe He CMOKET NPef0CTaBUTb 3anpallmBaemble YCayru.

B cnyyae HecoBepLUEHHONETHUX cornacue LO/KHbI AaTb 06a poauTensa UM Auua, X 3ameHstowme. B ciydae, ecnm obpaboTka
reHeTUYeCKUX AaHHbIX HEOBX0AMMA A1 3aLUUTbI JKU3HM AN GU3MYECKON HEBPEAMMOCTH, COracMe MOXKET BbiTb 3anpoLleHo y auL,
YKa3aHHbIX B MOAMYHKTE «a» NyHKTa 2 cT. 82 KogeKca 0 3aluTe nepcoHasibHbIX AaHHbIX, T. €. HE TOJIbKO Y TeX, KOTOpble MO 3aKOHY
OCYLLECTBAAIOT poamTesibCcKMe npasa (06a poamuTena cornacHo cT. 316 rpa)KgaHCcKoro Kogekca /omnekyH U T. 4.), Ho v y 6anskoro
POACTBEHHMKA, YIEHA CEMbBW, COKUTENA UM, B C/Iy4ae UX OTCYTCTBUSA, Y PYKOBOAUTENA YUPEKAEHUS, B KOTOPOM NpebbiBaeT cybbekT
OaHHbIX.

CoobuweHune gaHHbIX

Bawmn nepcoHanbHble WM TeHeTMYecKUe AaHHble He 6yayT pasrnawatbCa B COOTBETCTBMM C 3anpeTtamu, NpesyCMOTPEHHbIMU

OeNCTBYIOLLMM 3aKOHOAATEIbCTBOM, HO MOTYT 6bITb COO6LLEHbI TONBKO B YKa3aHHbIX Bbille Leasx:

®  MepcoHany, ynosHoOMo4YeHHOMY Ha 06paboTKy;

®  rOCYy4apCTBEHHbIM MM YaCTHbIM OpraHam WM yupeskaeHUsAM, KOTOpble B COOTBETCTBUM C 3aKOHOM, MHCTUTYLLMOHANbHBIMM
Lensamu, NpaBuaammn UM 3akoHogaTenbcteom EC Bnpase uav 06s3aHbl UX 3HATD;

e cypebHbIM U/MAM NPaBOOXPaHUTE/IbHLIM OpraHam B C/ly4asX, CleLmanbHo NpesycMOTPEHHbIX 3aKOHOM.

Ecnn reHeTnyeckne gaHHble MOTYT NPUHECTU KOHKPETHYIO U NPAMYIO NOMb3Yy B MNJaHe Je4YeHus, I'IpOd)VIﬂaKTMKVI WA NpmMHATUA
OCO3HAHHOTO peweHna B CUTyaunn penpogyKTMBHOro Bbl60pa, B TOM 4nucne n gna tex, KtTo OTHOCUTCA K TOW e reHeTU4ecKomn JINHUWN,
4yTo U Cy6'beKT OaHHbIX, TO 3TU AadHHblEe MOTYT 6bITb nepeaaHbl nocneaHMM, eCan OHU 3TO 3aMpPOcCAT, a CyﬁbeKT AaHHbIX O4aCT Ha 3TO
npamoe cornacune, UAnU, eCav OH ymep U npu XMU3HM He BblPaXKa/l HUKAKUX ABHbIX BO3pa)KeHMl7I npoTuB 3TOrO.

MpaBa cy6beKTa NepcoHaNbHbIX AaHHbIX

Bceraa npusHaloTca npaea, NpeaycMoTpeHHble B cTaTbAx 12 - 22 Pernamenta (EC) 2016/679, 1, B 4acTHOCTW, NMPaBO Ha AOCTyN K
CBOMM MepPCOHaNbHbIM JaHHbIM, Ha 3anpoc WX UCMpas/ieHWUA, OOHOBNEHUA WAW YAANEHWA, €CNN OHU ABAAIOTCA HEMOAHbIMMU,
HenpaBUbHBIMKU UK BbIIM NONYYEHbI C HAPYLLEHMEM 3aKOHa, @ TaKKe NPaBo BO3Pa3nTb NPOTUB X 06paboTku. CybbeKT AaHHbIX
MOXKeT peann3oBaTb 3T NpaBa B nopagke n B Gopme, NpedyCMOTPEHHBIX PernaMeHTOM yuYpeXKaeHMA Mo BONpocam ynpasieHns
npaBamu B CBA3M C 3aLLUTON NepCOHaNbHbIX AaHHbIX CYyObEKTA AaHHbIX, C KOTOPbIM MOYHO 03HAaKOMMUTLCA Ha Beb-caliTe yupexaeHus
no ccbiike: https://www.ausl.bologna.it/privacy

Takke Bbl umeeTe npaso:

e  6biTb NPOUHGOPMUPOBAHHBIM(-HOW) O pesy/bTaTax, KOTopble MOTYT ObITb AOCTUTHYTHI, U O CBEAEHUAX, KOTOPblE MOTYT BbiTb
HEeOoKNAAHHO BbIAB/EHbI MM CTaTb U3BECTHLIMYU B pe3y/ibTaTe NPOBEAEHHbIX UCCNef0BaHNI;

e orpaHMunTb chepy nepefaynm reHeTUYECKUX AAHHbIX M yKasaTb MMeHa /UL, KOTOPbIM MEeAULMHCKMIA NepcoHan MOoXKeT
npesocTaBAATb MHPOPMALMIO, KacatoLLLYOCA COCTOAHMA Balero 340poBbA.

Mpn HannMuMM COOTBETCTBYIOWMX NPESNOChINOK Bbl MOXKeTe BOCN01b30BaTbCA MPABOM Ha MoAayy *anobbl B OpraH no 3awuTe npas
Cyb6BEKTOB NepcoHasibHbIX AaHHbIX UKW B HAaA30PHbIA OpraH rocyaapcrea-yneHa EC, B KOTOpOM HaxoanTcs Balle NOCTOSHHOE MecTo
JKUTENbCTBA, MecTo paboTbl UM B KOTOPOM NPOM30LW/I0 NpeAnosiaraeMoe HapylweHue, B MOpsaAKe, NpeaycMoTPeHHOM cTaTtbel 77
PernameHTa.
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KoHTponép AaHHbIX

KOHTpOoNépom [JaHHbIX ABAAETCA TeppuTOpUanbHOe yupexageHue 3apaBooxpaHeHus BonoHbu (Azienda USL di Bologna),
pacnosioxKeHHoe no agpecy: Via Castiglione n. 29 — 40124 — Bologna — Tene¢oH 051-

6584910; cepTnduumpoBaHHan 3nekTpoHHan noyta (PEC): protocollo@pec.ausl.bologna.it.

Jlnuo, oTBETCTBEHHOE 33 OpraHMU3aLMio 06paboTKM NepCcoHaNbHbIX AaHHbIX

K nuuy, otsetctBeHHoMy 3a opraHmsaumio 06paboTKM MepCoHasnbHbIX AaHHBIX, MOXHO 06paTMTbCA MO 3/EKTPOHHON nouTe:
dpo@aosp.bologna.it nau ceptuduumnpoBaHHoi anekTpoHHoM noyte (PEC) dpo@pec.aosp.bo.it.
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