Dat * Nids UHcbopmaumoHHan 3anucKa ansa y4acTtmus B MCCnepoBaHUAX
i —— AaHHbIX, CBA3aHHbIX ¢ neyeHuem BUY v UIMNN

lMpomoymep u koHmpousnep:
Accouyuayus "Qam'Clrnag" e nuye ee npesudeHma dokmopa JlopaHa Xokkeny (CHU Orléans) - contact@dataids.org

3TOT LOKYMEHT BblAAETCA Ye/I0BEKY, MPUHUMAIOLLEMY YYacTME B UCCAEL0BAHNUN.
3Ta MHPOPMALIMOHHAsA 3anNnUCcKa AOCTyNHa Ha canTe www.dataids.org.

YBaxkaeMblln rocnogunH/rocnoxa

OTtpeneHve, B KOTOPOM Bbl npoxoaumnm wumnm npoxoauTte nedeHume, akKTmBHO y4dactByeT B MeOdULUMHCKUX
nccriegoBaHUAX B paMkKax CBOEN MUCCUUN MO 3alunTe obLEeCTBEHHbIX NHTEepecCcoB. Baw Bpa4y npepgnaraet
BaM NPUHATb y4acTue B OOHOM U3 TaKnxX nccrnegoBaTtesyibCKUX npoeKkToB, €Crin Bbl COrfacHbl.

KnuHunyeckne paHHble, cobpaHHble BO Bpems Bawero nedeHusa ("OaHHbie"), moryT ObiTb MOBTOPHO
ncnosnb3oBaHbl accounaumen Dat'AIDS gna npoBegeHMsa HEMHTEPBEHLUMOHHbLIX NCCneaoBaHUM, NM3BECTHbIX
Kak "uccnegoBaHMsa Ha ocHOBe AaHHbIX" mnun "peTtpocnekTtuBHble mnccrniegoBaHusa" ("Mccnepgosanua"). C
aTon uenbtko accoumauma "Oat'CrNNA" cosgana xpaHunuuie OaHHbIX O 340poBbe, Heobxogumoe Ans
cobnogeHna ee 3aKoHHbIX WMHTepecoB, TO €eCcTb co3gana 6a3bl gadHHbIX, npegHas3HadveHHble Ons
ncnosnb3oBaHUs B nccriegoBatenbcknx uenax ("basa gaHHbix"). Llenbio gaHHOro nccnegoBaHuns siBnsieTcs
n3yyeHne mamMeHeHun B nedveHum u npodwunaktmke BUY u mnHdekunn, nepegaromuxca nonoBbiM nyTem
(MMrrt), so ®paHuun.

Pes3ynbTtaTbl gaHHOro mccriegoBaHuUs npu3BaHbl cNocob6cTBOBaTb pPasBUTUIO Hay4HbIX 3HaHMM B obnactu
neveHus BUY-undekunn u UMMM, PesynbTaTtbl nccnegosaHmsa MoryT ObiTb nNpeacTtaBrneHbl B LEernomMm B

Hay4HbIX coobLweHnsax; npu 3TOM HM NpU KaKumx obcroaTenncTtBax He Gymer packpbiTa JIMYMHOCTb

YyYaCTHMKOB. Mol 3aBepdemM BacC, 4YTO npeacrtaBlieHne pe3yrnbTaToB wucclrieaoBaHnMA HUM NMPpU KakKnx
obcTosATeNnbCcTBax He NO3BOMUT VIﬁI,eHTVId)I/ILI,I/IpOBaTb BacC HUN NpAMO, HN KOCBEHHO.

B paMKax KaXgoro m3 atmx nccrnegoBaHMii Balun gaHHble 06pa6aTblBal-0TC9| B 3J1IEKTPOHHOM BUAOe. OT1o
no3BoJideT npoaHann3npoBaTb Bauwn aHHble ONnA OOCTUXEeHUA uenen mccnegoBaHuda. Ha atom sTtane
CTporo cobntogaeTca KOHC*)I/ILI,GHLI,I/IaJ'IbHOCTb BalWMX OaHHbIX, NMOCKOJIbKY Balla JIMNYHOCTb KOAOMpyeTCca C
nomMmoLibro CepVIVIHOFO HOMepa wunun 6yKBeHHO—LI,I/I(prBOFO koga. Tonbko Baw rnedawun Bpa4 CMOXeT
M,D,EHTMd)VILl,leOBaTb Bac C Bawlen 3aKO/J,leOBaHHOI7I JINHHOCTbHO.

Mbl 3aBepsiem Bac, UTO gaHHOE MccrnegoBaHMe COOTBETCTBYET opaHuy3CKkOMYy 3akoHy O 3aliuTe OaHHbIX
oT 6 gaHBapsa 1978 roga c nonpaBkamm n 3akoHy Ne 2018-493 ot 20 umwoHa 2018 roga o 3awwute
nepcoHarnbHbIX AaHHbIX U PernameHTy (EC) 2016/679 EBponenckoro napnameHta n CoseTta oT 27 anpens
2016 roga o 3awnte PU3NYECKMX NMUL B OTHOLLEHNN 0BpaboTkn nepcoHasbHbIX AaHHbIX U O cBOGOOAHOM
nepemewieHnn Takmx gaHHboix ("RGPD").

XpaHunuwe gaHHbix accounaumm "Oat'CrNLA" 6bino ytBepxaeHo CNIL 19 nioHsa 2024 roga (peweHune DT-2024-
012).

Cob6paHHble faHHble

Bawwny gaHHble MOryT KacaTbCs Ballero MeOULUMHCKOro LUeHTpa, Bawero rpa)xmgaHckoro craTtyca (non,
Mecal U roa poXAeHWsA, CcTpaHa PpOXAEeHWUSA, panioH MNpOXWMBaHUA), Balwlewn JFIMYHOMN >XU3HU (CcemMerHoe
nonoxkeHne, obpas XunsHu, ypoBeHb obpasoBaHusa), Bawen npodeccnoHarnbHOW OesATerlbHOCTU, Bawlero
300pOBbS, BalLeEN CEKCyaribHOM XN3HU (aHanuabl, CEKCyaribHas opueHTaums, cnocob 3apa)eHus) u Balumnx
noceweHnnm 6onbHNUbI (KOHCYNbTaLMM UM rocnMTanmaaumns).

Mbl o6s3yemca cobupaTtb unu obpabatbiBaTb TOSMBKO T€ OaHHble, KOTOpble CTPOro HeobxoAuMbl U
COOTBETCTBYIOT LEensaM uccrnegoBaHums.

AocTyn K gaHHbIM

OnucaHHbIe HMXEe KaTeropuum nuu, UMeroT 40CTyn K obpabaTtbiBaeMbiM AaHHbIM B npegesiax nx nosiHoOMo4Yuin
B COOTBETCTBUM C UX PYHKLUSMMN N HA YCITIOBUAX, COOTBETCTBYHOLLUX HOPMAaTUBHbIM akTam. DT KaTeropumm
nny, cBA3aHbl NpodeccmnmoHarnbHOM TanHOM B COOTBETCTBUU C YCIIOBUSIMU, onpeaerieHHbIMU cTaTbsamMun 226-
13 n 226-14 YronosHoro kogekca ®paHumnun.

ByoyT nmeTb 4OCTyn K BalMM OaHHbIM:

- MeHeXep AaHHbIX A8 co3gaHusa 6a3sbl 4aHHbIX

- METOAUCTbI, OTBETCTBEHHbIE 3a aHaNIN3 gaHHbIX

- MOCTaBLUMKN YCIYyl, OTBeYaloLme 3a XOCTUHT JaHHbIX 1 06CnyXuBaHMe cepBepa, Ha KOTOPOM XpaHATCA
OaHHble.
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OTo nccnegoBaHue NpoBOAUTCA B COTPYOHUYECTBE C APYIrMMU UeHTpamu Bo PpaHuum (CNMCOK LEHTPOB
OOCTyrneH Ha canTe dataids.org).

Mbl ybexaeHbl, 4TO HalM BHELWHME MNOCTaBLUMKMU YCryr npenocTaBnsaloT OOCTaTOYHble rapaHTum B
OTHOLLUEHNN peanu3auun COOTBETCTBYHLUMX TEXHUYECKMX N OpraHn3dauuoHHbIX Mep, 4Tobbl obpaboTka
BalMX AOaHHbIX cooTBeTcTBOBana TtpeboBaHusam RGPD, 3akoHa o 3awumTte gaHHbIX M rapaHTupoBarna
3awmnTy BallmMx npas.

Mepepaua paHHbIX
MepcoHanbHble AaHHble He NepefarTca 3a npegenbl EBponenckoro cotosa.

CoxpaHeHue OaHHbIX

Bawwn gaHHble XpaHATCA B TedeHune OAByX JNneT nocrne nocrnegHen r|y6n|/||<au,|/|m pe3yrnbTaTtoB NccnepoBaHusa
mnnn, B Cliydae OTCyTCTBuUA I'Iy6J'IVIKaLI,VII/I, OO OKoH4yaHus WccnepoBaHusa. 3aTtemMm BawuM  gaHHble
apXmBMpyroTcdA Ha KOMMNbHOTEPHOM HOCUTEelne B Te4dYeHune MakKCMMyM naTHaguatm netT, nocrie 4ero
YHUYTOXAaTCA.

Be3onacHoCTb

Mbl npuHMMaem Bce HeobxoauMble W Norfie3Hble Mepbl NpPefoCTOPOXHOCTM Ana  obecrneyeHus
6e3onacHOCTM BalUMX AaHHbIX, B YAaCTHOCTU UX KOHUAEHLUMANIbHOCTU, LENIOCTHOCTU U AOOCTYMNHOCTWU.
Halwun nocrtaBWUMKM yCnyr no XpaHeHuio U obmMeHy AaHHbIMU cepTUdULMPOBaHbI (XOCT MEeAULMHCKNX
OaHHbIX, cTaHaapT ISO u T. 4.).

Bawwu npaBa

B cooTBeTCTBUM C NOMoXeHnamun ppaHLy3ckoro 3akoHa o 3awuTte gaHHbix 1 RGPD, Bbl nmeeTe npaBo Ha
OOCTyn, ucnpasfieHmne, ygarieHue, BO3pa)eHue u orpaHmyeHune obpaboTkym Bawwmx gaHHbiX. [MpaBo Ha
gocTtyn, npegycMmoTpeHHoe ctatbenn 15 RGPD, moxeT 6biTb peanni3oBaHo B ftoboe Bpemsa y crneunanncta,
yyacTBylOLWEro B uccregoBaHUM, HENOCPeACTBEHHO UMM 4epe3 Bpaya, HasHa4dyeHHoro Ans 3TOoM uenu
BaMW.

B cooTtBeTcTBUMM C nonoxeHuamu ctaten 16 RGPD, Bbl nmeete npaBo notpeboBaTb OT KOHTporrepa
ncnpaBuTb B KpaTyaullinme CpoOKU Kacawwmecsa Bac HeTouHble nmepcoHarnbHble aHHble, a Takke npaBo
notpeboBaTb AOOMNOSIHEHUS HEMNOJSIHbIX MEepPCOHarbHbIX AaHHbIX, B TOM 4ucne nyTemMm npenocTtaBiieHus
OOMNONMHNTESNBHOIO 3asaBNEHUSA.

Ecnun Bbl xOoTuTe BO3pa3nTb NpoTuUB oO6paboTKM BalMX MepcoHaribHbIX AAHHbIX B UenaxX MegULMUHCKUX
nccrnegoBaHun, Bbl MoxeTe B ntoboe Bpemsa m 6e3 HeobxoaumMocTnm oBOCHOBbIBaTb CBOe pelueHue
Bbipa3nTb CBOE BoO3paxeHume ntbbiM cnocobom nmbo nuuy, OTBETCTBEHHOMY 3a mccrnegoBaHue, nmdo
yyacTBylLlWEeMy UeHTpy, Nnbo cneumanucTty, Bnagewwemy AaHHbIMW, B COOTBETCTBUU C (PpaHLy3CKUM
3aKOHOM O 3aluTe gdaHHbIX. TO HUKAK He NOBJSIUAET Ha Ka4ecTBO MnojlydaemMoro BamMmm nedeHus. Bbl Takke
MOXeTe MOoJsly4YnTb OOCTYMN KO BCEM CBOMM OaHHbIM HanpsaAMylo MM 4epes3 Bpaya No Bawemy Bblbopy B
COOTBETCTBUMU C NnosnioxeHmamm ctatbn L 1111-7 Kogekca obLiecTBeHHOro 3gpaBooxpaHeHns dpaHumm.
MNMpaBo Ha yganeHune gaHHbiX, NpegycMoTpeHHoe ctatben 17 RGPD, npumeHsieTcs, korga Bbl UCnonb3yeTe
CBO€ MNpaBO Ha BoO3paXeHue, a Takke TpebyeTe yganeHusa yxe cobpaHHbIX OaHHbIX, KacalwLluxcsa Bac.
OpgHako, nNpu ycnoBuu npenBapUTeribHOro MHMOPMUPOBAHUA KOHTpoOMsfiepa OaHHbIX, HEKOTOpble paHee
cobpaHHble gaHHble MOryT ObiTb HE yAaneHbl, ecrnin Takoe ygarneHue MoXeT caeflaTb HEBO3MOXXHbIM UNn
cepbe3HO NMoCTaBUTb NoA Yrpo3dy OOCTUXKEHUE uernen nccnegoeaHua. NpaBo Ha orpaHunyeHmne obpaboTkuy,
npegycmoTpeHHoe ctatben 18 RGPD, ocyuiectBnisseTcss B COOTBETCTBUM C MOJSIOXKEHUAMM STON CTaTbW.

Ecnun Bbl XOTUTE BOCMOSIb30BaTbLCA KakMM-NMB0o 13 cBouX npas, NPOCcTo coobumnte 06 3TOM COTPYAHUKY MO
3awmTte gaHHbix ("DPO") Accounauuum "Oat'ClriL" no agpecy dpo@dataids.org, ykasaB cBon LEHTp Mo
yxoay.

Mbl 065a3yemca obpaboTaTb Bawl 3anpoCc MakCUMyM B Te4YEHUE OOQHOro Mecsua C MOMEHTA ero nonyyYeHus.
OTOT cpok MoXeT ObITb NpoAsSieH Ha ABa Mecsla B 3aBUCUMOCTU OT CIIOXKHOCTU U KONM4YecTBa 3arpocoB.
Bbl 6yoeTe yBegoMneHbl O TakoM NpoafieHUN B TeHEHNE OQHOro MecsiLla C MOMEHTa MoslyYeHust 3anpoca.

Ecnu Bbl He yOoBNeTBOpPEHbI TEM, Kak Mbl oOpabaTbiBaem BallM OaHHble, Bbl TAKKe MOXeTe nogaTb karnoby B
CNIL: www.cnil.fr/fr/plaintes.).

Cnucok uccnepoBaHum

Co cnmckom mccriegoBaHun, CBA3AHHbIX C 3TUM MPOEKTOM, MOXHO O3HAaKOMUTbCA Ha canTe dataids.org B
pasgene "Hay4yHble npoekTbI".
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