E. B. Ooun
@ Canxm-Ilemepb6ypeckuil 2ocydapcmeennviil ynusepcumem, Cankm-Ilemepoype)
Q TEHETHYECKASI UTHOOPMAIIUS KAK OCOBBII OB BEKT

MPABOBOT'O PETYJINPOBAHUS B POCCUIICKOMN ®EJIEPAIINN:
K IIOCTAHOBKE ITPOBJIEMbI*

Obecneuenue npag epaxcoan 8 cghepe OKA3AHUL MEOUYUHCKOU NOMOWU C UCHONb308AHUEM
2EHEMUYEeCKUX MEeXHONI02ULl AGIAEMCs COYUATLHBIM 00A3AMENLCMBOM 20CYO0apCmea no 0XpaHe 300P06bsl
2padicoan, Komopoe He 8 NOIHOU Mepe HA Ce0OHAUWHUL OeHb UCNOTHACMCS, 8 YACMHOCMU, 8 KOHMEKCme
2eHemuyeckou uH@opmayuu. Aemop obpawaem 6HUMAHUE HA O0COOLIL Xapakmep 2eHemuyecKou
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unghopmayuu, omcymcmeue ee 1e2anbHo20 OnpedeneHusi 8 POCCUUCKOM 3aKOHOOAMENbCmee U GblAGNsAe
B03MOICHDBIU BEKMOP A0EKBAMHO20 NPABOBO20 HOPMUPOBAHUS MAKOU UHDOpMayULL.

Bonpocsl okazanust Hacenenuto Poccuiickoit ®eneparii KaueCTBEHHOM, O€30TMacHOM
Y JOCTYITHOH MEIUIMHCKOM TOMOIIM SIBJISIIOT COOOM OJHO W3 BaKHEWIINMX HaIpaBlICHUN
NOJIUTUKU TOCyAapcTBa, nmouMeHoBanHoro B Koncrturynuu Poccuiickoit deneparmu (nanee —
Koucturynus P®) commanshbiM [1]. IIpaBo Ha oxpaHy Xu3HH, Oyaydd HEOTHEMJIEMBIM H
HEOTUY>KAaeMbIM OJ1aroM, MPUHAJIEKUT KaXKIOMY OT POKACHUS U sIBIIsieTcsl (PyHAaMeHTalbHbIM
(ct. 20 Koncturyuuu P®), a npaBo Ha oxpaHy 3/10pOBbS U IIPABO HA MEIUIMHCKYIO IIOMOIIb, B
CBOIO OYEpENb, BBHICTYNAIOT B KAYECTBE COMYTCTBYIOIIMX €MY M KaK OCHOBA JJIs peau3aly
YKa3aHHOI'0 HEOTUYKIaeMOT0 ITpaBa. JINuHble IpaBa BXOIAT B IPa)KIAHCKUE IIPAaBa YEIIOBEK
aBaHrap/ie JMYHBIX IPaB PACIIOJIAraeTcsl NpaBoO HA JKW3Hb U JOCTOMHCTBO JIMYHOCTH, IIPAB
cBOOO/ly U JIMYHYIO HEMPUKOCHOBEHHOCTh. Poccuiickoe rocymaapcTBO, KOTOpOE P
clefyeT NaHHOM npaBoBoil Tpaauuuu, B cT. 17 Koncrutymum P® 3akpenuiio
HEOTYY)KAAEMOCTH U TPUHAUICKHOCTH KAXKAOMY C POXKIEHHS OCHOBHBIX IIp. oon Oe3
y4deTa TOro, 3aKpeIUIeHbl JIU OHU B 3aKOHOAATENLCTBE WM HeT. OJHAaKO C HbIE MpaBa
YeJI0BEKa, KOTOPbIE BXOJST BO BTOPOE MOKOJIEHUE IPaB, 00YCIOBIMBAIOT HEM DPa3BUTHSA
o0IecTBa U HY)XIAIOTCS B MX 3aKOHOAATETIbHOM HamosiHeHuu. Camu ke HaJIbHBIE TIpaBa
NPE/ICTABIAIOT COOOM TapaHTUIO 3alUThl HEMNOCPEICTBEHHO JI X [PaB YEJIOBEKAa U
BKJIIOUYAIOTCSI B KOMIUIEKCHOE IIPABOBOE 00pa30BaHUE, ONPENEIISIO OJIMTUKY TOCyJapCTBa B
COIMANILHO# cdepe, — colraibHoe mpaso [8].

VYkazanHoe npuoOperaeT 0coboe 3HAYCHHE BC BM€ aKTUBHOI TpaHCIIALUU
(BHeIpeHUs1) TeHETUYECKUX TEXHOJIOTMH B IpOLECC s MEJULUHCKOM MOMOIIM Ha
pa3sIuYHBIX JTamax ee okasaHus. He BbI3bIBaro MHEHHE (AKTOM CTaIM HOBBIE
OMOMEUIIMHCKUE NHHOBALIMOHHBIE TEXHOJIOTUH, B 1€ UCTOYHUKOM (HOPMHUPOBAHUS
F€HOMHOM MEIMLMHBI W TaK Ha3bIBaeMOU UIMHBI  (TIPOTHOCTUYECKOH, mpodu-
JAKTHYECKOMW, TepCOHU(UIIMPOBAHHOM, ckoif). K HOBBIM OHMOMEIUIIMHCKUM
VMHHOBALIMOHHBIM TEXHOJIOTMSIM OTHOCSTCS| B TOM YHCJIE U TCHETUYECKUE TEXHOJIOTHH.

B cBa3M ¢ W3IOXKEHHBIM, O € MEIMIMHCKOM NOMOLIM C HCIIOJIb30BAaHUEM
TEHETUYECKUX TEXHOJIOTUH  SIBI 5| UAbHO 3HAYUMON c¢epoil  0OIIeCTBEHHbBIX

<
KE

nu

OTHOLIEHUH, W HapyUIEHUE IIp MOB Ka4eCTBEHHOCTH, O€30MacHOCTH M JOCTYITHOCTHU
TaKOW MEIMUIIMHCKOM IMOMOILA MIPUBECTH HE TOJBKO K HAPYIICHUIO COIMAIBHBIX MPaB
rpakJaH, IPUINHEHUIO BP HU VI 3JI0POBBIO, HO U K HAHECEHHUIO ypOHa OOIIECTBY B
LIEJIOM, a TaKXKe M TOCY, , KOTOpPOE BBICTYIAET KAaK TapaHT OOCCIICYCHHS TaKUX IPaB.
Obecnieuenue ycinoBfid) MIsI OKa3aHUS KAueCTBEHHOW, Oe30macHOW W JOCTYIHOMN
MEIULIMHCKON MOM@OMM{C HCIOIb30BaHUEM T'€HETHUECKUX TEXHOJIOIUH SIBJISETCS, B CBA3H C
9THM, COLIMATLHBI @ 3aTeNIbCTBOM T'OCYJIapCTBA MO0 OXPAHE 30POBBS I'PAKIAH.

B coomBercTBUM ¢ NMeicTBYIONMM POCCHICKHM 3aKoHOAaTenbcTBOM (cT.cT. 32, 34, 51
DdenepanpgonoOgakoHa Poccuiickoii @eneparun ot 21 HOs0pst 2011 1. Ne 323-D3 «O6 ocHOBax
Bbs TpaxmaaH B Poccuiickori ®enepanum» (mamee — 3akoH Ne 323-D3)

IIOMOIL C  HCIOJb30BAHMEM  TE€HETHUYECKHUX  TEXHOJOTMHM  SIBISETCA
I3UPOBAHHON, B TOM WYHCJE BBICOKOTEXHOJIOIMYHOM, MEIMIIMHCKOW TMOMOIIBIO, K
OTHOCSTCSI, HAaIllPUMEP, MEAUKO-TEHETMYECKOE KOHCYJILTUPOBAHHUE, MpeHaTaIbHas

oTeparns, MOJICKYJISIPHO-T€HETHIECKHE HCCIICIOBaHUS TSt BBISIBJICHHS
IpeapacIioioO’)KECHHOCTU K TCHCTUYCCKU JACTCPMHUHHUPOBAHHBIM 3360J'I€BaHI/I$[M, JAUAarHOCTHUKH
(reHOIMArHOCTHKA) ¥ JICYCHUS 3a001eBanmii [5] 1 MHOTOE Jpyroe.

ITpu oxazaHUM MEIUIIMHCKON MOMOIIHU C UCIOJIb30BAHNEM I'€HETHUECKUX TEXHOIOTUI
B KOMIUIGKC NPAaBOOTHOUICHWH, BO3HHKAIONIMX B CBA3M C OTHM, BKJIIOYAIOTCS
MIPaBOOTHOLIEHMSI, CBSA3aHHbIE CO COOpOM, 00pabOTKOW, pacHpOCTpaHEHUEM TIE€HETHUYECKOM
uHpopManuy (MCHOJIB3ysd TEPMHUH HUMEHHO «TeHeTH4YecKas WH(POpMalus» MBI B paMKax
HacTosimel paboThl MOHMMAaeM IOJ HUM, HE TOJBKO JIaHHBIE, MOJIydeHHbIE B pe3yJibTare
TeHETHYECKOTO UCCIIEIOBAHUSI OJTHOTO TeHa, HO U IaHHbIE, CPOPMHUPOBAHHBIC 110 PE3YJIbTATaM
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HCCIIeIOBAaHUM reHeTH4Yeckoi nanemnu (6onee 1 reHa), sK30Ma ¥ reéHOMa, TO €CTh CTAaBUM 3HAK
paBeHCTBA MEXIY T€HOMHOM U reHeTHYeCKOW HHPOpMaLel, YTo OTBEYAET 1eJIM HACTOSIILEr0
UCCIIeIOBaHMs ), TOJIyU€HHOU U3 MPEeA0CTaBICHHOIO MAIMEHTOM T€HETUYECKOro MaTepraia (B
paMKax HaCTOSIIET0 MCCIEIOBAHUS BOIPOCH! IPABOBOIO PETYIMPOBAHHS TI'E€HETUYECKOU
uHpOpPMAIINH, TTOJIYYEHHON U UCTIONb3YyeMOU UCKII0UUmeNbHO B HAYYHO-UCCIIE0BATEIbCKUX
LIEJIAX, Mbl HE PACCMATPHUBAEM. ).

3axkon Ne 323-d3, Oyayuu riaBHbIM HOPMAaTHBHBIM IPAaBOBBIM aKTOM B cdepe
peryJIupoBaHMsl MEJUIIMHCKOM AESITENIbHOCTH M OKa3aHUs MEJMLMHCKON IOMOILIMU B LIEJIOM,
MOJIOKEHUH, OTJIEIBPHO PETYIUPYIONIUX BOIPOCHI, CBSI3aHHBIC ¢ T€HETHYECKON HHPOpMAIIU e, \
HE COJEP)KUT. B CBA3M C 3TUM B paMKax HACTOSIIETO MCCIEIOBaHUS Mbl 0OpaTUMCS K UHBI v
(benepanbHbIM 3aKOHAM, KOTOpPbIE IPSIMO WM KOCBEHHO 3aTParuBaroT JaHHBIN BOIIPOC.

CornacHo ®enepanbHomy 3aKkoHy OoT 27 urosst 2006 r. Ne 152-D3 «O mepcon
naHHbIX» (nanee — 3akoH Ne 152-®3) mox nepcoHanbHBIMM JAaHHBIMU 11Q csA
uHpOpMaIHUs JII0O00Tr0 poja, KOTopasi OTHOCUTCS K (PU3HMUECKOMY JIUILY, MIPSIMO KHTANKQCBEHHO

OTIPEICIIEHHOMY WJIH OMpEeesieMOMY ¢ TTOMOIIbIO Takol nHpopMaluu [4]. B ¢ BETCTBUU
¢ ®enepanbHbIM 3aK0HOM 0T 3 nekadbps 2008 1. Ne 242-D3 «O rocymaper T€HOMHOMU
peructpaiun B Poccuiickoit ®eneparmn» (namee — 3akoH Ne @242+D8) reHomHOM
uHpopMalMel SABISAIOTCS TEPCOHANbHBIC TaHHbIE, KOTOpPbIE COCTOST KOAMPOBaHHOMU

uHpopManuu 00 OTAENbHBIX YYacTKax Je30KCUPHUOOHYKIIE o kucnorel  (JHK)
¢u3nUecKux JIUI JIMOO0 HEOMO3HAHHBIX TPYIOB, MIPUUYEM TaKas U Malys He pacKpbIBaeT
comepxanne WX (¢usnonorndeckux ocodenHocreit [3] N\ CremoBaTenbHO,  COTiIacHO

3aKpEIUIEHHOMY B OT€YECTBEHHOM 3aKOHO/ATENbCTBE IO eHemuyecKkas UHGopmayus
OMHOCUMCS K NePCOHANbHbIM OanHbiM. CUATaEM B L€ aBIAHHBIM M OOOCHOBAaHHBIM
BbIOpDAHHBIA 3aKOHOAATENEM IOAXOJ, XOTS JIaHHBIN B JIOKTPUHE BCE €Ille OCTaeTCs
JMCKYCCUOHHBIM [8].

Taxum 00pa3om, B pPOCCHIICKOM MpaBOB MPOBAHUH TeHeTHYecKas: UHpopMarus,
MOJTy4EeHHas B MPOLECCE OKA3aHMS MEIULMHCK MOILM C KCHOJb30BaHUEM T'€HETHYECKUX
TEXHOJIOTUH, OTIEIbHO HE BblAEIcHA. TaKk, oH Ne 242-®3 mnocpsilieH perylIupOBaHUIO

PaBOBOM acHeKTe (pacciieJOBaHNE MPECTYIUICHUH;
X HaKazaHHe B BUJIE JIMIICHUs] CBOOOBI 32 COBEPILICHHE
TSOKKHX WM 0CO00 TSDKKUX TIpec i, a Takke BCEX KaTeropHil MPEeCTYIUICHUH NpPOTUB
TMTOJIOBOM HETIPUKOCHOBEHHOCTH ¥, ITOJIQBOM CBOOO/TBI TMYHOCTH U JIP.).

Mexny tem, Mexn as JeKJIapanus 0 FTeHeTUUECKUX JTaHHbIX yenoBeka 2003 r.
(manee — Jexnapauus 20 ) B CT. 5 OTAENBHO BBIACISIET MO LEIU HUCIOJIb30BaHUS
TCHETUYECKYI0 UH(} 10, TOJYYEHHYIO B paMKax JHarHOCTUKA M  OKa3aHUs

TeHOMHOM MH(OpMAaIIUH TOJBKO B YTOJI
y4eT JIULI, OCY)KIECHHBIX M OTOBIBAIO

MEAMLMHCKON MOM MEPONPUATHI MO MPOBEICHUIO PA3IHMUHBIX 00CIeIOBaHUN U, CPEeIu
pOYero, IPOTH oro tectupoBanus [2].

Epo K OIBIT TIPaBOBOTO DETYJIMPOBAHUS TAaKXKE OTHACIBHO BBIACISET
reHetnyeckytd, uHpopmanuio. C 25 mas 2018 r. B EBponeiickom Corose aeiictByet OOmmit

periam Tl IepcoHanbHBIX AaHHBIX (General Data Protection Regulation) (manee —
Perna % 16 r.) [6]. B Permamente 2016 T. 3aKkperuieH MOAXOMA, B COOTBETCTBHH C
TeHeTUYECKUE JaHHble, OMOMETPHUYECKHE JaHHblE U JIaHHBIE, KacaroIUeCs
, HECMOTpSl Ha TO 4YTO COJEPXATeJIbHO OHU MOTYT IepeceKkaTbcs MeXay coOoi,
JISIFOTCSI OTJCJIBHBIMU KaTErOPHsIMHM NIEPCOHANIBHBIX JITAHHBIX, B CBSI3U C YEM IPHU IIPABOBOM
YAMPOBAHUU COXPAHAIOTCA MPUCYLIME MM XapaKTepHbIE YEPTbl, YTO, HECOMHEHHO,
OTEHILIMAJIbHO TMOBBIMAET 3(P(HEKTUBHOCTh TAKOTO peryaupoBaHus. Bce 3Tu naHHbIE B
cooTBeTCTBUM €O cT. 9 Pernmamenra 2016 r. OTHOCATCA K CHELMAJIbHBIM KaTErOpHUsIM
NEPCOHATBHBIX JaHHBIX, 00pa0OTKa KOTOPHIX BO3MOXKHA MO OOIIEMY IpPaBHIy TOJBKO B
cllyyae HaJM4Yusl OTYETIMBOIO corjlacus cyObekTa Ha HuX 00paboTky. Tem cambiM,
Pernamentom 2016 T. TOAYEPKHYT OCOOBIM XapakTep TaKUX JaHHBIX W BBICTPOCHBI
COOTBETCTBYIOLIHME IPABOBBIE MEXAHU3MBI JJIs1 UX 3aLUTHI U 00PaOOTKH.
BosBpaimiasgce K OTEUECTBEHHOMY pETyJIMpPOBAaHHIO, OTMETHM, 4YTO JeHCTByrOLIas
pemakmust 3akoHa Ne 152-®@3 B cr. 11 omepupyeT TakuM MOHSTHEM, KaK «OHOMETPUUYECKHE

45



MIepCOHAIBHBIE JAHHBIE, I10]] KOTOPHIMHI IOHHMAIOTCSI CBE/ICHHUS, CBSI3AHHBIE C XaPAKTEPHCTHKOM
(bU3HOIOrMYeCKUX U OMOJIOTMYECKHX OCcOOCHHOCTEH vernoBeka. Kak ciemyer u3 ompeneneHus,
reHeTnyeckas nH(opMmalys B JaHHOM TIOHSITUH HE yKa3aHa, KaK U B CAMOM 3aKOHE B IIEJIOM.

Ocobas yeHHocmb ceHemuyeckou UHGopmayuy 3aKI0YaeTcsl B TOM, YTO, B OTJIMYHE
OT Jpyroil MH@OpMAIUK, OHA MOXET CoJepXaTh B ce0e JaHHbIe, CBSI3aHHBIE HE TOJIBKO C
COCTOSIHUEM 3JI0POBbsI, HO M C 00pa3oM >KH3HEICSITCTbHOCTH W IHIICBBIM TOBEICHHEM,
JAPYTUMH TIOBEJICHUYECKUMH OCOOCHHOCTSIMH, YYBCTBUTEIBHOCTHIO K ONPEACICHHBIM Jie-
KapCTBEHHBIM IIperapaTaM WIH ajulepreHaM M C APYTUMH KpaiHe NepCOHaIM3UPOBAHHBIMU
XapaKTepUCTHKAMH 4YeJIOBEeKa (pedb WAET O TaKUX KIIOYEBBIX MAHHBIX, COJIEPKAIIUXCS B \
TeHeTUYECKON HH(OpManuy, Kak: TEHOTUI — COBOKYITHOCTh aijiesiell BCEX TI'€HOB WII v
HYKJICOTHJIHBIX TMocieaoBaTenbHocTeld, caidtoB JIHK B gumiougnom Habope Xpom :
KapUOTUIl — TAapHBIA (JUIUIONAHBIN) HAa0Op XpPOMOCOM B SApE COMATHYECKOU
4eloBeKa; (EHOTUI — COBOKYITHOCTh BHYTPEHHUX (paboTa KIETOK, COCTaB TOPMOHQ £ 7
BHEIIHUX (LIBET IJa3, ¢opMa Hoca W JAp.) MPU3HAKOB OpraHusma). bojee Torqe=erig
YHHUKQJIBHON OCOOCHHOCTBIO T€HETHYECKOW HH(OpMAalUU SBISETCS TO, UTQ n4eckas

(HeompeAeNeHHBI KPYT JIUI[) MO HAIMOHAJIBHOMY WM HMHOMY 000OmaioflieMy MpHU3HAKY
(remetnueckas  snmaeMuosorus). ['eHeTmdeckyro  wHpOpMa , OTIHYaeT oco0as
IyaluCTHYeCKass TPHUPOJAa, KOTopas TECHO IeperuieTaeT oy co0Ooii JaHHBIC
WHANBUIYATBHOTO (HAampHUMep, CoJepiKamiecss B TeHETHU@CKOM WHGOpMAIUK JaHHBIC,
MO3BOJISIOIINE YCTAaHOBUTH JIMArHO3 3a00JI€BaHMSI KOHKPE IIMeHTa) U OOIIECTBEHHOTO
3Ha4YeHHUs (HampuMep, ColeprKalnecs: B TeHETHYECKON 1[I TAHHBIC O TCHETUYECKUX
BapUaHTaX, XapaKTEePHBIX JIsI €BPOMEHCKUX IMOMYJ nenom). MIMeHHO mo3Tomy, Kak
paHee HaMH OTMEYaIOCh, B IOKTPUHE MPOOIIKACT: ccusi 00 OTHECEHUH I'€HETHYECKOM
nH(pOpMallUd HEMOCPEACTBEHHO K TIEpPCOHAT MaHHbBIM. K Opyeum ocobennocmsam
2eHemu4eckol UHGhopmayuy Mbl OTHOCUM:

a) BBICOKash CTa0WJIBHOCTh TeHeTUYO¢kor wuHpopMalmu (B OTIMYUE OT JPYTHX
MEIMIMHCKUX JaHHBIX (Hampumep, WUYECTBO DPUTPOIIMTOB B KPOBH YCIIOBEKA)
reHeTH4ecKass MHpOpManus He MECHSCTCS £ TCUCHHEM BPEMEHH, 33 UCKIFOUYCHUEM CIIydacB
BO3HUKAIOIINX B TCUCHUE KU3HU YEIIOBGKA MYTaIlHii);

0) BBICOKHE NPOTHOCTHEECKAE BO3MOKHOCTH TEHETHIECKOH HHPOpMaIiu (0COOEHHO
B OTHONICHWHM JIHAarHOCTH HOTEGHHBIX 3a00JICBaHWHA W HEKOTOPBIX TOJUTCHHBIX
(MynbTH(aKTOPHATIBHBIX) 3 BaHUM).

bonee Ttoro, T eckass mHpOpPMAIMS O YEIOBEKE MOXKET CONepKaTh JIaHHBIC B

OTHOIIIEHUH 3a00JIeB C TO3JHMM BO3pacToM MaHugectayu (Hanpumep, O00Je3Hb
Anpireiivepa, XQ @ HTUHITOHA), KOTrJa Ha CErOMHSIIIHWN JEHb JaXe OTCYTCTBYIOT
CUMIITOMBI Ta }a0OTICBaHN, WIM B OTHOIICHUH JMArHOCTUPYEMBIX, HO HE IMOIAFOIINXCS
neueHnto 3aQeieBanuii (Hanmpumep, cuHapoMm Keprca-Ceiipa). YkazanHoe kak TpeOyeT Ooiee
TIIATEINh BEIICHHOT0 0OpalleHus ¢ Takoi nH(opMaIyei, TaKk ¥ CBUICTEILCTBYET O TOM,
ABOBBIMHU CPE/ICTBAMH TaKyl0 HH(OpMAIIHIO, TI0 HAIIIEeMy MHEHHIO, PETYIUPOBATh
@ #Heo0x01MMo BRICTpanBaHUE CHCIIUATIBHBIX MTPABOBBIX MEXaHU3MOB, KOTOPbIC OYIyT
IPOBATh BOIPOCHI, CBSI3aHHBIE MMEHHO C TeHeTHdecKoil mH(opMmarmen (ee o0paboTKa,
paHeHHe, PEIOCTABICHHE TOCTYIA K Hel M MHOTHE JIPYTHE aCTICKTBI).
BeineneHnas HamMu crielupuKa TeHETUYECKOH HH(GOpMAIMH JAEMOHCTPHPYET, 4YTO
akass wH(OpMaIUs COJEepXKATEIbHO OONBIIE W HE «BMEIIACTCS» B CYIICCTBYIOIIUE B
POCCHIICKOM  3aKOHOJATEIbCTBE  IPABOBBIE  KOHCTPYKIIMM  MEAMIMHCKUX  JIaHHBIX,
OMOMETPHUYECKHUX JaHHBIX, MPOCTO MEPCOHATBHBIX JaHHBIX. [lojaraeM, 4To B OTHOIICHHH
TeHEeTUYECKOl HH(pOpManu HEOOXOAMMO CO3[aTh OTIEIBHOE IPABOBOE PETYIHPOBAHUE
(HampuMep, B paMKax 3aKOHAa O N€HETHYECKHX TEXHOJIOTHSIX, KOTOPBIA TOXKE HEOOXOIUMO
IIPUHSTD).

*Hacmosuwas paboma noocomosiena 6 pamkax noooepoiicannoco PODPU nayunozo
npoexma Ne 20-311-90051.
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