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YBegomneHune o KOHPNAEHUNANbHOCTU
AnA cneumanuctos B chepe
3paBOOXpaHeHuU],

AEeNnoBbIX NAPTHEPOB U NOCTABLLUKOB

Hactoauwee ysegomneHue o KOHCI)M,CI,EHLI,MaﬂbHOCTM aapecoBaHoO:

- cneynanncrtam B ccbepe 34paBOOXpPaHeHNA, C KOTOPbIMMU Mbl YyCTaHaB/nBaem WaAUM nogaepumBaem

OTHOLWEHUA;

- HalWnm TEKYLWMM UIN NOTEHUNAIbHbBIM KI'IVleHTaM-d)VI3VI'~IECKMM nndam (TaKMM KaK nHgnsugyajabHble

npeanpuHumartenm);

- npeacraputTenam, COTpygHUKam MM KOHTAaKTHbIM IMl@M HalWwknxX NOCTaBWMKOB U NOCTAaBLWMNKOB YCAYT,

ABNAKWMUXCA opngnyeCknmm nnuamu.

Komnanusa BioMarin International Limited, pacnonoxeHHan no agpecy 6th Floor, 2 Grand Canal Square, Dublin 2, Dublin,
D02 A342, Ireland (MpnaHaua), u ee mexayHapoAHasa rpynna KomnaHuii BioMarin («BioMarin», «Mbl», «Hac» uaun
«HAW») C yBaXEHMEM OTHOCATCA K KOHOUAEHUMANbHOCTU UIMYECKMX /UL, U LEHAT AOBEepUe HalMX KAWEHTOB,
napTHepOB, NAaLNEHTOB, COTPYAHUKOB MU noceTuTeneit. BioMarin otBeyaeT 3a 06paboTKy BalMX NEPCOHa/bHbIX AaHHbIX,
NMOCKO/IbKY Mbl onpedensem Lenm u cnocobbl Tako 06paboTKM, TeM CaMbiM BbICTYNas B KayecTBe «onepartopa(-oB)
NepCcoHasbHbIX AAHHbIX». Mbl MOMeM BbINOMHATbL 3TU 06A3aHHOCTM CaMOCTOATE/IbHO WM COBMECTHO C ApPYyrvmu
KOMMaHuAMM rpynnbl BioMarin, BbiCTynas B KauecTBe COBMECTHbIX ONepaTopoB NepcoHaAbHbIX AaHHbIX.

KomnaHus BioMarin cobatogaeT npMmeHMMOe 3aKOHOAATENbCTBO O 3almMTe AAHHbIX, BKAHOYAA, MOMUMO MPOYEro,
Obwwit pernameHT EBponeiickoro Coto3a o 3alwmTe gaHHbIX (GDPR), 3akoH KaHagbl 0 3alMTe NepcoHasibHbIX AaHHbIX U
3N1EKTPOHHbIX AoKyMmeHTax (PIPEDA), 3akoH ABcTpanuu o KoHpuaeHumanbHoctm 1988 r. (Cth), ABcTpanuinickne npuHUMNbI
KoHduaeHumanbHocTM (APP) n gpyrne cOOTBETCTBYHOLWME MECTHble 3aKOHbl O KOHPUAEHLMANBbHOCTM, Kacatowmecs
cbopa, MICNONb30BaHUSA, YNPABAEHUA, XPAaHEHWUA U PACKPbITUA NEPCOHANbHbIX AAHHbIX.

B HacToAwem YBefOM/IEHWM O KOHOUAEHLMANbHOCTU UW3NOXKEHbl MpPakTUKM BioMarin B oTHoweHun cbopa,
MCNO/Nb30BaHMA U PACKpbITUA UHOOPMALMK, KOTOPYIO Bbl MOXKETEe NPeLOCTaBUTb HamM M KOTopas npeacTaBaset coboit
nepcoHasibHble AaHHble, HAMPAMYIO UM KOCBEHHO, C MOMOLLBIO OHaMH- AN odnaiiH-cpeacTB (COBMECTHO MMEHYEMbIX
«CepBuCbI»).

Mpocum Bac BHUMATENbHO O3HAKOMMUTLCA C HACTOALWMM YBeAoOMAeHNEM O KOH¢M/J,€HLI,MaJ'I bHOCTU, B KOTOPOM U3/1araeTca,
B KaKOM KOHTEKCTE Mbl O6pa6aTbIBBEM BallKX nepCoHa/ibHble AaHHble, a TaKXe obbAcHAlOTCA Balmn npasa U Halun

obA3aHHOCTH.

1 KAKYIO MHOOPMALIO Mbl COEMPAEM O BAC?

3Ta MHbOPMALLMA MOXKET BbITb NPEAOCTaBNEeHa HEMOCPEACTBEHHO BaMM UM HALIMM MOCTABLLMKOM TOBApPOB UK

ycnyr (T. e. lOpUAMYECKMM JIMLOM, B KOTOPOM Bbl paboTaeTe), TPETbUMM AULAMK (HAanpumep, BHELIHUMU
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NoCTaBWMKaMN, TakKMMU KakK meauuynHcCkue aI'EHTCTBa), nmbo nonyyeHa W3 HaAeXHbIX 06LI.I,e,EI,OCTyFIHbIX

NCTOYHMKOB (Hanpumep, PubMed, clinicaltrials.gov, Be6-caliToB KOHrpeccoB nan Beb6-caliToB yHUBEPCUTETOB).

Mbl CO6VIp3€M pa3inyHble BUAbl N€PCOHA/IbHbIX AAdHHbIX O BaC, B TOM YUC/E:

Ecaun BbI
06s3aHbI

BaLWy 06LLyI0 U AEHTUPUKALMOHHYIO MHPOPMaLMIO (Hanpumep, Ums, amuaumsa, oT4ecTso, Non, AaTta
M MECTO POMAEHMWA, [Pa*KAAaHCTBO, HOMEpP YAOCTOBEPEHMA JIMYHOCTM WAW MacnopTta, aAapec
3/1EKTPOHHOM NOYTbI U (MNK) NOYTOBbLIN aapec, HOMep CTaLMOHAPHOTO U (MAKn) MobuabHoro TenedoHa,
pPerucTpaLmMoHHbI HOMEep TPAHCNOPTHOTO CPeACTBa);

MHOOPMaLMIO O BalLeW AO/MKHOCTU (Hanpumep, 3BaHWE, AO/MKHOCTb M Ha3BaHWe KOMMaHuu); aas
cneumanuctoB B coepe 34paBOOXPaHEHWA — OCHOBHAs  CMeuManbHOCTb, AOMNO/HUTENbHan
CMeuManbHOCTb, FO4, OKOHYaHUA MeAUUMHCKOTO BY3a, Ny6/MKaLMK, yyacTue B KOHIpeccax, Harpagsl,
6uorpadus, obpasoBaHue, CBA3U C yHMBEPCUTETaMM, NPOdEcCMoHaNbHble 3HAHMA W HaBbIKM W

yyacTve/BKNag, B KIMHNYECKME UCMbITaHWUA, PYKOBOACTBA, PeAaKLMOHHbIE COBETbI M OpraHM3aLmnn u

T.4.);

Ana GU3MYEecKUx NnL, BbICTYNAOLWMX B KayecTBe MOCTaBLLMKOB TOBAapoOB MAWU ycayr, — GpUHAHCOBblE
cBefeHuns (Hanpumep, 6aHKOBCKUE PEKBU3UTBI, AaHHbIE KPeaUTHOM KapTbl, Homep naatenbuwmka HAC
WUAN MHOW HaNoTOBbIA MAEHTUDUKALMOHHbLIN HOMEP);

YHUKaNbHbIN ngeHTMdumKaTop M Nnpoduab Aenosoro napTHepa BioMarin;

BallM 3/IEKTPOHHbIE MAEHTUOMKALMOHHbIE AAHHbIE, €C/IM OHM Heobxoaumbl 418 NpeaocTaB/ieHus
TOBapPOB WM YCAYT HaWen KOMNaHWWU UAK ANs COBNoAEHNA HOPMaTUBHbLIX TpeboBaHMI (Hanpumep,
JIOTUH, MPaBa 4OCTyNa, Napoau, HoOMep Nponycka, IP-aapec, oHnaH-naeHTuduKatops! / dainsl cookie,
KYPHanbl, BpEMA A0CTYNa M NOAKAOUYEHUA, 3aNUCb N306parKeHnt UAK 3BYKa, Takue Kak doTorpadumm
Ha NPOMyCKax, 3anncK ¢ Kamep BUAEOHaBNIOAEHNA UM FON0COBbLIE 3aMnch);

MHPOPMaLMA O Ballem WCNoAb30BaHWM, OTBeTax W (MAKM) NPeanoyYTeHUAX, BKAKOYAA TUMbI
06cyKaaeMblix COOBLLEHMIA, KaHaNbl KOMMYHUKaLUKN U 4acTOTY;

AaHHble, KOTOpble Bbl NpeaocCTaBnAeTe Ham, Hanpmumep, Npu 3anoJIHeHUn d)OpM, BO BpemaA nocewieHna
Bamm MepOHpMﬂTMVI, npun OoTBE€Tax Ha BONPOCblI B Xo4e 6ece,qb| U1 onpoca; AaHHble, KOTOPbie Bbl
npeanocrasnAeTe B pPaMKax OMpocCa AnAa oueHke ocywecTtBMmMmoCctTu Uan npe,qBapMTeanoﬁ
KBal]Md)MKaLI,MM B paMKax KOHKPETHOIo KIMHN4YeCKoro nccaegoBaHuna Uam UCNblTaHUA;

AaHHble, OTHOCAWMECA K HallMM NPOAYKTaM U yCayram nmbo K Y4aCTUO B KAIMHNYECKUX UCNbITaHUNAX

WU Hay4YHbIX UCCNeaoBaHNAX B Ka4yecCcTBe nccnenosatena nam ydaCtHMKa nccneaoBaHua,

MHPOPMaLMA O BalLen PeKNamMHOM, Hay4HON U MeaUUMHCKOW AeATeNbHOCTN/B3aMMOAENCTBMM C HaMK,
BKNtOYaA NoTeHLUManbHble Byayluime B3aMMmoaencrams.

HamepeHbl NnpeaoCTaBnTb HaM NepCoHa/ibHble AaHHble APYrnx nuy, (Hanpmmep, BaWunx KOJ'II'IeI'), Bbl

NPefoCTaBMTb  COOTBETCTBYIOLWLMM  IMLUAM  3K3EeMMasp  HacToswero  YsegomsieHua O

KOHOUAEHUMANBHOCTU Hanpamyto IMbo Yepes Bawero paboTtogatens.

2 MOYEMY MbI UCMOJL3YEM BALLM NMEPCOHAJIBHBLIE JAHHBLIE M HA KAKOM OCHOBAHUIN?

2.1 MpaBoBble OCHOBaHUA U Lenn 06paboTkn

Mbl He o6pa6aTb|BaeM BalWn nepCoHa/ibHble AaHHble, eCn ANnA 3TOro OTCYTCTBYET HadsieXaulee npaBoBoe

OCHOBaHMe, NPeAyCMOTPEHHOE 3aKoHOAaTeNbCTBOM. TakMm 06pa3om, Mbl 06pabaTtbiBaem BalUK NepPCoHasibHble

AaHHble TO/IbKO B C/ly4vae, eCnu:
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- Mbl nony4Ynnun salle npeasapuTesibHoe cornacue,;

- 06paboTka HeobxoayMa ANA BbIMNOJHEHWA HalLIMX OOTOBOPHbIX 00A3aTeNbCTB Mepes BamMu WAUM ANA
OCYLLECTBAEHMA NPeaAoroBOPHbIX A4ENCTBUIN MO BaLLeMY 3anpocy;

- o6pa60TKa HEO6XOAMMa ana CO6J'IPO,CI,EHVIFI HalWunx opngnyeckmnx nam HOpmaTuBeHbIX 06A3aTenbCTB;

- o6pa60TKa HEO6XOLI,VIMa Ana peannsaunm Halwnx 3aKOHHbIX MHTEPECOB U He OKa3biBaeT HeEHaaeXallero
B/IMAHUA Ha BaAllN MHTEpPECDHI 60 OCHOBHbIE npasa u CBO60,CI,bI.

O6paTuTe BHMMaHWe, YTO Npu 06paboTKe BalLIMX MEPCOHANbHbIX AAHHLIX B COOTBETCTBUM C MOCAEAHUM
OCHOBaHMEM Mbl BCEraa CTPEMMMCA COXPaHWUTb BanaHC MeXA4y HalMMM 3aKOHHbIMM MHTEPecamun M Ballen
KOHOUAEHUMANBHOCTLI0. KpoMe Toro, B C/lyyasx, Koraa obpaboTka OCHOBAHA Ha COMacku, Bbl MOXKETE 0TO3BaTb
ero B noboe Bpems, 3anonHMB Gopmy 3anpoca CybbekTa AaHHbIX, AOCTYNHYO 30ecb. Bbl npusHaeTe, yTo B
cnyyanx, Korga y BioMarin umeeTca HopmaTMBHOE 0643aTeNbCTBO MO XPaHEHUIO BALLMX NEPCOHAbHbIX AAHHbIX,
OT3bIB BALIEro COMMacKs He OrPaHUMYUT BO3MOXKHOCTbL BioMarin npogonkate 06paboTKy Balumx NepcoHanbHbIX

AdHHbIX B COOTBETCTBUU C 3TUM NMPaBOBbIM OCHOBaHMEM.

B anBEAEHHOVI HWXe Ta6/w|u,e YKa3aHbl NpaBoBbleé OCHOBAaHMA U UENN, B KOTOPbIX Mbl OﬁpaﬁaTblBBEM BaWwun

nepcoHa/ibHble OaHHbIEe!:

NPABOBOE OCHOBAHWE (OBOCHOBAHMUE) LENb

C Bawero cornacua 06pa60TKa ocywecTsnAeTcA Ha OCHOBAaHMK Balwlero

cornacus. Mpumepbl MOTYT BK/ItOYaTb:

e npodunmposaHue (Hanpumep,
KfaccudmKaumio Bac Ha ocHoBe
npodeccMoHanbHbIX MHTEPECOB,

06pa3oBaHuA 1 onbITa);

e MPAMYID MapPKETMHIOBYlO AeATe/IbHOCTb
(Hanpumep, OTNPaBKY PEKNAMHbIX MK
Hay4HbIX 3N1EKTPOHHbIX nucem,
npuriaweHMin  Ha  MeponpuAaTMAa  Uan
yBeaoMIeHUI o HOPMaTUBHbIX
N3MEHEeHUsAX);

®  MCCNefoBaHWA, aHaNM3 pPbiHKA WM OMpochl
(Hanpumep, oOHNalH-OMNpPOCHI, aHKeTbl MO
3/1eKTPOHHOM MOYTE UM NINYHYIO 0BpaTHYIO

cBA3b).

McnonHeHUA HalWMX AOroBOPHbIX 06A3aTeNnbCTs Ob6paboTka HeobxoguMMa ANA MCMONHEHUA HaLuX
[OroBopHbIX  obsAsaTenbcts.  Mpumepbl  MoryT

BK/1lOYaTb:

e ynpaBjeHMe NOCTaBLMKaMM TOBApPOB M

yenyr;

®  OpraHM3auMio NPeasioKeHnn 1 NoaroToBKY

AO0rosopos;
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o npegocrasneHne  AoCctyna K yLIE6HbIM
MOAYNAM,

o BbiCTaB/sieHNe c4yeToB, BeAeHUEe pacyeToB U

ynpasneHue CANAHUAMM nnu
NOrNOLLEHUAMM.
CobnioaeHue 3aKkOHO4ATENbCTBA O6paboTka Heobxoguma ANA BbINOAHEHMA HaLLMX

opuanYecknx  obssatenbcts.  pumepbl  moryTt

BK/1lOYaTb:

®  MOHMUTOPUHI  OEeATeNbHOCTM Ha  Halux
ob6bekTax (Hanpumep, cobnoaeHve
NONOMKEHU NONUTUK, NPABWUA OXPaHbl TPyaa

M TeXHWKKN 6e3onacHocTH);

e pecnegoBaHWe HAWMX 3SKOHOMUYECKUX
WHTEpecos nocpeacTBOM OTYETHOCTU
(Hanpumep, HanoroobnoxKeHune,
fopuamyeckme TpeboBaHWUsA, ynpaBieHue
npeanonaraembiMmm HenpasomepHbIMK
AeNCTBUAMM UAN MOLLIEHHUYECTBOM);

o apxXxmBunpoBaHne n segeHne JOKyMmeHTaunun B

COOTBETCTBUM C TpeboBaHUAMM
3aKOHOA4ATeNbCTBa.
B HalMX 3aKOHHbIX MHTEpEecax O6paboTka HeobxoauMma ANA peanusaumm Halux

3aKOHHbIX MHTepecoB. [Tpmepbl MOryT BKAKOYATb:
o npegnoxeHume npoayKToB U YCNYT KTUMEHTaAM,

e npefoTBpalleHVWE  MOLIEHHWYecTBa WU
NpecTynHon AesaTesbHOCTM U obecnedyeHune

6e3onacHoctn UT-cnuctem;

e ynpaBneHuMe  HaWWMKW  KagpoBbiMK U

$UHaAHCOBBIMU pecypcamu;

® npoaBuKeHWe Hawwux dapmaLeBTUYECKUX
WHHOBAUWN.

Mb! TaK»Ke MOXKEM UCMNONb30BaTh Ballu NEPCOHaNbHbIE AaHHbIE B COYETAHUM C TEXHOIOTUAMM, UCMO/b3YIOWNMM
WCKYCCTBEHHbIN MHTennekt (UMW), ana npepoctaBneHWa Bam YCAyr WAM ONS YAyYWeHWa Hawel Hay4yHo-
nccNefoBaTeIbCKOM AeATeNbHOCTU. ITO BKAKOYAET UCnob3oBaHWe UM ansa Takux 3ajad, KaK BbisiBNeHWe CBA3el
B HaAyYHbIX AaHHbIX, aHAAU3 OOKYMEHTOB MAW yaydweHue nnathopm KAuMHUYecKon dapmaronormu. Hawm
cucTembl MOTyT 06pabaTbiBaTb pas/iMuHble TUMbI AAHHbLIX, BK/OYAA NEpPCOHa/ibHble AaHHble, TaKMe KaK
KOHTaKTHasA MHGpOpMaLMA U CBEAEHMA, OTHOCALLMECA K COCTOAHMIO 340p0BbsA. KomnaHma BioMarin npuHumaet
Mepbl ANA NOATBEP)KAEHUA TOTO, YTO WCMOAb3yemble Hamu TexHosnoru UM cooTBeTCTBYIOT MPUMEHUMbIM

3aKoHam, B TOM umncne 3akoHy EBponeiickoro Coto3a 06 UN. Kpome Toro, mbl npuHMMaem Bce Heobxoanmble
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mepbl ANAa 3aWnTbl BalnX AaHHbIX, BKAKOYaA BHeEQPEeHUE COOTBETCTBYHOWNX TEXHNYECKUX U OPraHN3aLUMOHHbIX
mep 6e3sonacHocCTM.

CepBUCbI COLMANbHDIX ceTei

KomnaHusa BioMarin coTpygHu4aeT C OTAENbHbIMM CTOPOHHMMM MOCTaBLMKAaMWU COLMA/bHbIX CeTel AanA
npeaocTaBAeHMA UX CEPBUCOB COLMabHbIX ceTel Yepes Hawm Cepauchkl. K npumepy, Bbl MOXKETE UCMONb30BaTb
CTOPOHHME COLManbHble CeTu, BKAYasa, nommmo npoyero, Facebook, Twitter n apyrue, utobbl genutbeA
nHdopmaLmeit o Balem onbiTe NCNOIb30BAHNA HAaWMX CEPBUCOB CO CBOMMM APY3bAMMU U NMOAMUCHUKAMM B STUX
coumanbHbIx ceTax. TakMe cepBUChI COLMabHBIX ceTeit MoryT cobupaTtb MHGOpPMaUMIo O Bac, BKAOYAA CBEAEHMUA
0 Ballei aKTMBHOCTM B Halumx Cepaucax. TN CTOPOHHME CEPBUCHI COLMABHbIX CETEN TaKKe MOTyT yBEeAOMATL
BaWwmMxX Apy3en (Kak B Hawwmx CepBucax, Tak M B CaMMX COUMA/bHbIX CETAX) O TOM, 4YTO Bbl fAB/AETECH
nonb3osaTesiem Hawux CepBUCOB WMAM O BalleM MCMONb30BaHMM Hawux CepBMCOB, B COOTBETCTBUWU C
NPUMEHMMbIM 3aKOHOZATENBCTBOM U UX COBCTBEHHLIMWU NOANTUKAMMN KOHPUAEHLMANBHOCTU. Ecan Bbl pelunTte
NONYYNTb AOCTYN K CTOPOHHUM CEPBMCAM COLMANbHBIX CETEN UM BOCNONb30BATLCA MMM, Mbl MOXKEM MOAYYUTb
MHPopMaLMIO O Bac, KOTOPYHO Bbl caenanu obwenoCcTynHON B TaKMX CEPBMCAX, BKAOYAA CBEAEHMA O BaLLMX
KOHTaKTax B 3TUX COLMA/bHbIX CETAX.

KTO MMEET JOCTYN K BALUMM NEPCOHAJbHbLIM JAHHBLIM U KYOA UX NEPEOAIOT?

Mbl He Nnpoaaem, NpPeaoCcTaBaAAeM, PaCKkpbiBaem UM UHbIM o6pa30M nepeagaem Baln nepCcoHanbHble AaHHbIe

TPeTbUM ANLaM, 38 UCKIIOYEHMEM CNYYaeB, YKa3aHHbIX B HACToALLEM YBeAOMIEHUN O KOHCbVI,CI,EHLI,VIaI'IbHOCTVI

Mbl CTPEMMMCA COXPAHWUTb BaLLE AOBEPUE U XOTUM, YTOBbI Bbl MOHMMA/IU, KOF4a M KOMY Mbl MOXKEM NepeaasaThb
cobupaemyto MHbopmaLmio.

- MamepuHckue KoMnaHuu u ag@uauposaHHsie auuya. Mbl MOXKem nepegasaTb BallM AaHHble
COTPYAHMKaM Halleil roNoBHOM KOMNAaHUM U APYITUX J0UYEPHUX UK adpdUANPOBAHHbIX OpraHn3aLmii B
PasANYHbIX LEeNsax, BKAYaa KOMMepYeCcKue, onepaLmoHHbie U MapKeTUHIOBbIE Leau (B CooTBEeTCTBUM
C Bawmm cornacnem). Ona nonyyeHWa AONONHUTENbHOW MHPOpMauMM 06 3TMX OpraHM3aumax

cMm. www.biomarin.com/contact.

- Mocmasuwjuku ycaye. Mbl MOXKem NepeaaBaTtb Bally AaHHbIe HE3AaBUCHMbIM areHTaM, KOHCY/IbTaHTam
nav 6poKepam (ecnm TaKoBble UMEIOTCA), MOCTABLLMKAM YCAYT U UX COTPYAHUKAM, KOTOPbIE BbINOAHAOT
onpegeneHHble QYHKUUM UM OKasblBAKOT YCAYrM OT HAlero MMEHU B COOTBETCTBUU C LIENSIMM,
W3/IOKEHHBIMW B HacToAWEM YBEAOMIEHUM O KOHPUAEHLMANbHOCTU (Hanpumep, ANA XOCTUHra
CepBuCOB, ynpasneHua 6azamu AaHHbIX, NPOBEAEHUA aHAIN3a UK OTNPABKM COOBLLEHWNI OT Hallero
MMEHMU), a TaK:Ke AeN0BbIM NAapTHEPAM, NPeaaratoWwmnm NpoAyKTbl UM YCIYTY COBMECTHO C Hamu 6o
C HaWWMKU JOYEPHUMU WUAM  adOUNMPOBAHHBIMM KOMMNAHWUAMM B  Takux caydasx BioMarin
obecneunBaeT cobtoaeHNe TPeTbUMU ANLAMUN U aDPUAMPOBAHHBIMU KOMNAHUAMMU HASIEKALLMX MeP
6e3onacHoOCTM Npu 06paboTKe NepCcoHaNbHbIX AaHHbIX OT UMeHU BioMarin Ha OCHOBaHWW cornalLeHui
06 06paboTKe AaHHbIX, COOTBETCTBYIOLWMUX MPUMEHUMbBIM TPEBOBAHUAM.

- UHble cmopoHbl 8 cny4asx, Koeda amo mpebyemca no 3aKOHYy uau Heobxodumo 04 3awumel
Cepsucos. Mbl MOXKEM PacKpbIBaTb BAlUM AaHHbIe TPETBUM NNLAM C LeNblo: 3aLLMTbl 3aKOHHbIX Npas,
6e30nacHOCTM M oxpaHbl BioMarin, HaWwmx MaTePUHCKUX KOMMNaHWI M abdUANMPOBaAHHbIX /ML, A TaKKe
nonb3osaTteneit Hawux Cepsucos; obecrneyeHuns cobnoAeHMA HAWWUX YCNOBUIA MCNONb30BAHWUSA;
NnpesoTBPALLEHMA MOLEHHMYECTBA (MK B UENAX yNpaBJeHUsa PUCKaMM); a TaKkKe ans cobaogeHua
TpeboBaHWI UM pearnpoBaHUA Ha 3anpocbl MPAaBOOXPAHUTE/IbHLIX OPraHOB, B pPaMKax CyAebHbIxX
pa3bupatenbCTB UM Ha 3anpocbl O COTPYAHMYECTBE CO CTOPOHbI FOCYAAPCTBEHHbLIX OPraHoB,

He3aBUCMMO OT TOro, Tp66yE‘TCﬂ 11 3TO NO 3aKOHY.
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- B ceAasu c nepedaweﬁ akmueos. B cnyvae npogaxKm Hamu BCero Uam 4acTu Hawero bu3Heca, npoaaxu
UM nepegavynm aktmMesos UAM UHONO yyvyacCctna B CAUAHUU NN nepeade 6usHeca nmbo B cniydae
6aHKpOTCTBa Mbl MOXem nepeaatb BalKM AdaHHble OAHOMY WU HECKOJIbKUM TpPETbUM NULAM

(Hanpumep, BHELUHUM HOPUCTAM, HA/IOTOBbIM KOHCY/IbTAHTaM U T. 4.) B PaMKax TaKol CAENKM.

- 0b6obweHHaA uHgpopmayua. Mbl MOXKeM pacKpbiBaTb TPeTbUM avLam nHbOpmaumio, KoTopaa He
OMWCLIBAET U He UAEHTUOULMPYET OTAENbHbIX NOMb30BaTENeN, TaKylo KaKk 0606LeHHble aaHHble 06
ncnosb3oBaHUK Beb-caTa nam gemorpadpuyeckme oTyeThbl.

YKasaHHble Bblle TPeTbM AnLa 06s3aHbl No AoroBopy obecneunBatb KOHPUAEHLMANbHOCTL M 6e30nacHOCTb

BallMX NepPCOHaNbHbIX AaHHbIX B COOTBETCTBMU C NPUMEHUMbIM 3aKOHO4ATE/IbCTBOM.

Joctyn K BaWwMM MepcoHanbHbIM [AHHbIM TaKKe MOMKeT 6biTb MNpPefoCTaBAeH HALMOHANAbHLIM U (Man)
MeKAYHaPOAHbIM PEryaaTopHbIM, MPaBOOXPAHUTENbHbIM, FOCYAAPCTBEHHbIM OpraHam UAKn cyaam nMbo Takue
JaHHble MoryT 6bITb UM NepeaaHbl, ecaun 310 Tpebyerca B COOTBETCTBMU C MPUMEHMMbIM 3aKOHOLATENbCTBOM

NI HOPMAaTUBHbIMU aKTaMU nmbo no umx 3anpocy.

MepcoHanbHble AaHHbIE, KOTOPble Mbl COBMpaem y Bac, TakxKe moryT 06pabaTtbiBaTbes, 6bITb 4OCTYMHLIMU UM
XPaHWUTLCA B CTPaHe 3a Npeaenamu CTpaHbl, B KOTOPOK Haxogutca BioMarin, n Kotopas moKeT He obecrnedumnsaTb
TaKOW e YPOBEHb 3aLLMTbl NEPCOHAbHbIX AAHHbIX.

BioMarin ocywecTBnseT AeATeNbHOCTb KaK MeXAyHapoaHan KomnaHua n obasaHa obpabaTbiBaTb 1 NepeaasaThb
NnepcoHasbHble [AaHHble BHYTPU KOMMaHWK rpynnbl  BioMarin. HeKoTopble Takue nepegayv MoryTt
OCYLLECTBAATLCA 3@ NPeaesbl BALEro WTaTa, NPOBMHUMK, CTPaHbl AWM MHOW FOCYAapCTBEHHOMN OPUCANKUNUN —
B CTpaHbl, KOTOpble MOTYT He obecneymBaTh TaKOW Ke YPOBEHb 3aLUMTbl AaHHbIX, Hanpumep B CoeguHeHHble
WTtatel Amepukn (CLLUA) n apyrue ctpaHbl. Mepegaya AaHHbIX TaKKe MOMKET BK/IOYaTb Hanpas/ieHue Baluux
NepcoHasibHbIX AaHHbIX CTOPOHHUM MOCTaBLLMKAM YCAYT 3a Npeaesbl Ballero WTaTta, NPOBUHLUUM, CTPaHbl UK

WHOW rocyapCTBEHHOW OPUCOMKLMUMN.

He3aBKWCMMO OT TOrO, OCYLLECTBAAETCA N Nepeaaya TPeTbeMy LY UK BHYTPU rpynnbl BioMarin, npumeHstoTcs
COOTBETCTBYHOLME MepPbl  3alUTbl, MNPEeSyCMOTPEHHble AEeUCTBYIOWMM 33aKOHOAATE/NbCTBOM, Hanpumep
yTBep»aeHHble EC «CTaHAapTHble [OOrOBOPHbIE MOMOMKEHUA» WAM UHble opuanYeckM obsAsaTtenbHble
[OroBopHble 0653aTe/IbCTBa, C Lesblo obecneyeHunn 3aLmTbl U 6€30MacHOCTM NepesaBaemMblX NepcoHabHbIX
[JaHHbIX. B COOTBETCTBYIOLLMX C/Iy4asiX Bbl MOMKETE 3anpoCUTb AOMNONHUTE/IbHYIO MHPOPMALIMIO B OTHOLIEHWUU
MeKAyHapoAHOW nepegayn MNepcoHaNbHbIX AaHHbIX M MOAYYMTb KOMUIO NPUMEHAEMbIX Hagnexawmux mep
3aLLMTbl, peasn3ys CBOM NPaBa, U3/0KEHHbIEe HUKe.

4 KAK Mbl SALMLLAEM BALUV MEPCOHAJNBHLIE JAHHBLIE?

Mbl NpUMeHsem pasymHble U 06OCHOBaHHbIEe NpoLeaypbl 6e30NacHOCTU ANA 3aLWKTbI NPeAOoCTaBNeHHOW BamMM
nHbopmaummn OT yTpaTbl, HEMNPABOMEPHOrO MCMO/b30BaHMA, HECAHKLMOHWPOBAHHOMO AOCTYyNa, PaCKpbITHS,
N3MEHEHUA UAWN YHUUTOXKEHUA. DT Mepbl YUYUTbIBAKOT COBPEMEHHbIV YPOBEHb PAa3BUTUA TEXHONOTUIA, CTOMMOCTb
UX BHEAPEHUA, XapaKTep AaHHbIX U PUCKM, CBA3aHHbIE C X 06PabOoTKOM.

Kpome Toro, npu 06paboTke BalmMX NePCOHasIbHbIX AaHHbIX Mbl cOBMpaem M obpabaTbiBaem TONBKO Te AaHHbIE,
KOTOpble ABAAIOTCA 4OCTAaTOYHbIMMU, PENEBAHTHBIMW U HEe U3BbITOYHbIMM ONA LOCTUNKEHUS YKa3aHHbIX Bbllle
uenen, a Takke obecrneymMBaem COXpaHEHME UX aKTyasIbHOCTU M TOYHOCTU. Mbl MOXeM 3anpocuTb Yy Bac
NOATBEPKAEHME NEPCOHANbHbLIX [aHHbIX O Bac, KOTOPbIMM Mbl pacnosnaraem. Mbl TakKe NpocMm Bac
CaMoCTOATENbHO MHOOPMMPOBATL HAC O NIIOOLIX M3MEHEHUAX B BaLUMX /IMYHBIX 0OCTOATENLCTBAX, YTOObI Mbl
MO/ NOAAEPKMBATD aKTYaIbHOCTb BALUMX NEPCOHA/bHbIX AaHHbIX.
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Hu ogHa nepefayva faHHbIX Yepe3 NHTEpPHET MM UX XPAaHEHME Ha cepBepe He MOryT BbiTb rAPaHTUPOBAHHO Ha
100% 6e3onacHbiMK. B cBA3M C 3TMM, HECMOTPA Ha BCe NpPeAnpUHUMAEMble HaMU Mepbl MO 3alMTe BaLIMX
OaHHbIX U KOHOUAEHUMANBbHOCTU, Mbl HE MOMKEM rapaHTMpPOoBaTb 6e30NacHOCTb Kakoi-nMbo uHpopmaumu,
KOTOPYO Bbl PacKpbIBaeTe AN NepesaeTe Ham OHAAMH, U HE HECEM OTBETCTBEHHOCTM 3a KParKy, YHUUTOMXKEHMUE
AN HenpegHamepeHHOEe pacKpbiTMe Takoh MHdopmaumun. Ecam y Hac BO3HMKHYT OCHOBAHWSA MosaraTb, YTO
6€e30MacHOCTb BalLMX AaHHbIX MOr/1a BbITb HapyLLEHa, Mbl MOCTapaeMca YBeAOMUTbL Bac 06 3TOmM B KpaTyaiwune
CPOKW, B TOM YMC/IE MO 3/IEKTPOHHOM NOYTE, B COOTBETCTBUMN C NPUMEHMMbIM 3aKOHOAATE/IbCTBOM.

5 KAK JONTO Mbl XPAHUM BALLUW MEPCOHAJIbHBLIE JAHHBLIE?

Baluu AaHHble ByayT XPaHUTLCA TONbKO B TeYeHMUEe Nepuoaa, pasyMmHO HeoBX0AMMOro ANA AOCTUNKEHUA Lenew,
yKasaHHbIX B HacToAwem YBeAOMIEHUM O KOHPUAEHLMANbHOCTM, B COOTBETCTBUM C MPUMEHUMbIM
3aKOHOAATENbCTBOM.

CpOK XpaHeHua paBeH CPOKy nencremsa Aorosopa NoCtaBKM NN OKa3aHWUA YCNYr, 3aKTIKOYEHHOIo C BamMmiu (VI/'IM C
Balem KOMHaHMeVI), nAC nepuod Ao nctedeHna Cpoka MCKOBOW AaBHOCTK NO Tp66OBaHVIﬂM, BbiTE€KaoWmMUm mn3
TaKOro gorosopa, ec/in nHble o0bA3aTenibHble npaBoBble UM HOPMATUBHbIE Tpe6OBaHVIF| He npegycmaTtpuealoT
6onee ,D,ﬂMTeanbll)ll unn bonee KOpOTKVIﬁ CPOK XpaHeHuA. [10 ncTeyeHUM 3TOr0 CPOKa BalLM MEpCOHasbHble

AadHHblIE YOa/TAKTCA U3 HAWKUX aKTUBHbIX CUCTEM.

MepcoHanbHble AaHHble, cObpaHHble M 06paboTaHHble B PaMKax yperysvMpoBaHMA crnopa, YAANATCA WM
apxusupytotca: (i) cpasy nocne AOCTUNKEHWA MUMPOBOro cornalweHus; (i) nocne BbiIHECEHUSA OKOHYATENbHOrO
cyaebHoro peweHus; (iii) No ucTe4eHUM cpoKa MCKOBOM AaBHOCTU No TpeboBaHuIo.

6 KAKOBBI BALLUW MPABA 1 KAK Bbl MOXKETE UX PEAJIM30BATL?

B 3aBMCMMOCTM OT 3aKOHOZATeNbCTBA CTPaHbl Bawero MPOXMUBAHUA Bbl MOXeTe O6ﬂa,ﬂ,aTb chegyrowimmm

npaBamu C y4eTomMm onpeaeneHHbIX NpaBoOBbIX OFpaHMHEHMVI, BK/1lOYaA:

- npaBo AO0CTyNa K BalWMM NEpPCOHaNbHbIM AAHHbIM W AOMNOAHUTENbHON WHPOPMaLMM, TaKoW Kak
NPOMCXOXAEHMNE TaKUX AaHHbIX, Lean, AN8 KOTOPbIX OHU Bblnn cobpaHbl, o6paboTaHbl U NepeaaHbl, a
TaKXe noaydyatenm Takux AaHHbIX;

- MpaBo Ha UCNpaBAEHNE UK yAANEeHNEe BALLIMX MePCOHasIbHbIX AaHHbIX (MPaBo Ha 3abBeHue);
- MpaBo OrpaHNYMTL 06PabOTKY BALLMX MEPCOHAMbHbBIX AaHHbIX;

- npaBo Ha NepeHOC AaHHbIX, T. €. NPaBO Ha BO3BPAT BalIMX AOdHHbIX BaM WU TpeTbemy auvuy B
onpeaeneHHbIX cny4yanx;

- npaBo Ha BO3paxXeHue, eCin KoOmMnaHuA BioMarin nonaraetcA Ha CBOM 3aKOHHble MHTEepeChl, Kak

YKa3aHOo BbllWeE,;
- NpaBoO O0TO3BaTb COrache B noboe Bpems;

- NpPaBo Ha BO3ParkeHMe NPOT1B aBTOMaTU3MPOBAHHOIO NPUHATUA PELLEHW, BKIoYaa npoduanposaHme
(BioMarin He ocyLLecTBifeT TakMX BUA0B 06paboTKu).

[ns peanusauum no60oro 13 BbileyKasaHHbIX NPaB, €C/IN Bbl XOTUTE MPEKPATUTb NOYyYaTb OT HAC 31eKTPOHHbIe
NUCbMA UK ApYrue CoobLLEHMSA, Bbl MOXKETe NoAaTb 3aNpoc, CBA3ABLWMCH C HAMM (CM. KOHTaKTHYHO MHbOpPMaLMIO
HUXKE) UM 3anonHUB GopMy 3anpoca CybbeKTa AaHHbIX 30ecs.
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Kpome Toro, npu Kaxkaom noay4yeHum aBTOMaTUYECKOro 3/1IeKTPOHHOIO YBeAOMIEHMA Bbl MOXKETe YOaUTb cBom
agpec 3/18KTp0HHOV1 noYTbl U3 Halen 6asbl AaHHbIX, nepeﬁp,ﬂ MO CCbI/IKe ANA OTKa3a OT NoANUNCKMU.

KomnaHusa BioMarin oueHWT Baw 3anpoc B COOTBETCTBUKM C [poueaypoit pacCMOTPEHWUs 3anpocoB Ha
peanusaumio npaB CyObEKTOB [AaHHbIX C YYETOM MPUMEHUMbIX 33aKOHOB W WCKAOYEHWA W OTBETUT B
COOTBETCTBYIOLIME OTBEAEHHbIE 3aKOHOM CPOKMU.

7 KAK Bbl BYOETE WH®OPMUPOBAHbI OB W3MEHEHMAX B HAWEM YBEOOMIIEHMM O
KOH®UOEHUMATIBHOCTN?

HacTosilee YBegomneHne 0 KOHOUAEHUMANbHOCTU MOMKET BPEMA OT BPEMEHM NepecMaTpuBaTbCa No mepe
BHEAPEHUS HOBbIX QYHKLMIA U CEPBMCOB, M3MEHEHMA 3aKOHOAATeNbCTBA M Pa3BUTUA OTPAC/AEBbIX NyYLINX
NPaKkTMK B 061acTM KoHdUAEHUMANbHOCTU U 6e3onacHocTU. YTobbl Bam 6bi10 Npole onpeaenutb MOMEHT
BHECEHWA U3MEHEHW, B BEPXHEMN YacTu HacToALlero YBe4oMIeHUA 0 KOHPUAEHLMANbHOCTM YKa3biBaeTca AaTa
BCTYN/JEeHUA B cuay. B cayyae BHECEHMS CYLLECTBEHHbIX M3MeEHeHW B HacToAwee YBeAOM/AeHME O
KOHOUAEHUMANbHOCTH, KACalOWMXCA WCMOMb30BaHUA WAM  PACKPbITUA MNEPCOHaNbHbIX AaHHbIX, Mbl
3abnaroBpemeHHO yBegomMmm Bac yepes CepBUCHI MM HalwK Beb-caiTbl. HesHauuTeNbHbIe U3MEHEHUA UK
M3MEHEHMSA, KOTOPble HEe OKa3blBalOT CYLL,ECTBEHHOIO BANAHMA Ha KOHOUAEHUMANbHOCTb OTAE/NbHbIX UL, MOTYT

BHOCUTbCA B iloboe Bpemsa 6es npeagsaputTenbHOro yseaomneHua.

8 NH®OPMALIMA ANA CBA3W C HAMW UNI MOLAYN XKAINOB

Ecnn y Bac BO3HUKHYT BONPOCbI OTHOCUTENbHO O6p860TKVI BaWKX NepCOHaNbHbIX AaHHbIX, NPOCUM o6pau.|,aTbc;|

No cneayloWwmm KOHTaKTam:
Ansa Esponelickoii skoHomuueckoli 30Hbl / CoeduHeHHo20 Koponescmsa / Lliseliuapuu:

Hukona ®aynep, KOpnopaTMBHbIN cnewManucT no 3alwmTe gaHHbIx (Nicola Fowler, Global Data Privacy Officer)
BioMarin International, Ltd.

6th Floor, 2 Grand Canal Square,

Dublin 2, Dublin, D02 A342, Ireland (Mpnangma)

Ten.: +353 1 479 4300

3n. novta: EMEAPrivacy@bmrn.com

Ana Aecmpanuu:

BioMarin Pharmaceutical Australia Pty Ltd
119 Willoughby Road,

Crows Nest, NSW 2065

Ten.: +612 9967 8662

3. nouta: EMEAprivacy@bmrn.com

na KaHaowi:

BioMarin Pharmaceutical Inc.
105 Digital Drive

Novato, CA 94949

TenedoH: (415) 506-6700
Ten.: xx

/. noyTa: Xx
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Ecnn Bbl ABnsetech pesngeHTom E33, CoegmHeHHoro KoponescTtsa, LBeluapun, Asctpannmn mnm KaHagpbl u
CYMTaeTe, YTO BalLM NpaBa Ha 3alMTy AaHHbIX OblM HapyLeHbl KOMMNaHWel BioMarin, Bbl MMeeTe NpaBo NoaaTtb
anoby B MECTHbI HAaA30pPHbIM OpraH Mo 3awuTe AaHHbIX. Beaywmm Hag30pHbIM OpPraHOM A/AA KOMMAHUMU
BioMarin B EBpone sBnsetca WMpnaHAcCKas KomMUcCMs MO 3awmTe AaHHbIX (cm. www.dataprotection.ie), B
ABCTpanuu — YnpasneHne Kommccapa ABCTpanumn no MHdopmaumm (cm. https://www.oaic.gov.au/), B KaHage —
YnpasneHue Komuccapa KaHagpl no KoHpuaeHumanbHocTu (https://www.priv.gc.ca/en/report-a-concern/).

[KOHEL, AOKYMEHTA]
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