o Muno6pnayku Poccun
®@enepaabHOE rocy1apcTBeHHoe 0101KeTHOe HAYYHOe YYpexKIeHHne

M r H Ll «MeIHKOo-TeHeTHYeCKHil Hay4HbIi ueHTp umenn akaaemuka H.IL BoukoBa»
N i (PI'BHY «MI'HLI»)

ot «10» deBpaans 2021 r.

3AKJIIOYEHHUE

Aruueckoro komutera ®I'BHY « MI'HI»
Cornacue Ha 06paboTKy IEpCOHAIBHBIX JAHHBIX U CBEICHHUH, COCTABJIMIONINX BPaueOHYIO TalHy
st «Basel manHbIX «PerncTpa nanueHToB ¢ MykoBucIuao3oM B Poccniickoii @enepannu»y

(MpUI0XKEHHE) HE IPOTHBOPEYHMT MEXIYHAPOIHBIM ITHICCKHM HOPMaM U 0/100pCHO STHYCCKAM
komutretoM @®I'BHY «MI'HILI».

Hpe,ucena‘renf, stuueckoro komutera ®I'BHY « MI'HII»

1.6.1., mpod. c// -/Vy/{_\ ~—  Kypwuno JL.O.



IIpunoxxenue

COI'IACHE HA OBPABOTKY IIEPCOHAJIBHBIX IAHHBIX
W CBEJIEHUI, COCTABJISAIOIINX BPAYEBHYIO TAHHY

202_r.

1. Cy0beKT nmepcoHaJbHBIX JAHHBIX:

damuins, UMs, OTIYECTBO:

Anpec:

I[aTa 1 MCCTO POKACHUA:

JlOKyMEeHT, YIOCTOBEPSAIOMINI THYHOCTE  [lacmiopT, CBHACTENBCTBO O POKACHUH, YIOCTOBEPEHHE TNYHOCTH BOCHHO-
CITyKalIllero

Cepust, HOMEp

aTa BBLOAYN

BBIJABIINHA OpraH

Howmep xonTtakTHOTO TenedoHa: +7

nanee — «CyOBeKT MepCOHANBHBIX AaHHBIX» WIH «CyOBeKT.

2. VYnoaHoMo4YeHHbIH npeacraButesib Cy0beKTa NepCOHANbHBIX JAHHBIX (HACTOSIIUNA pa3est «2)» 3anojHAeTCs B
cjydae, ecJiM corjacue Ha 00padoOTKy NepcoOHANBHBIX TaHHbIX Cy0beKTa 1aeTcs YNOJTHOMOYEHHbIM NpPeACTABH-
TesieM Cy0bekTa):

damunus, IMs, OTYECTBO:

CTaTyC MpEaACTAaBUTCIIA:

Anpec:

Homep ocHOBHOTO TOKyMEHTa, yI10-
CTOBEPSIFOIIETO €T0 JTUIHOCTD, CBE/IC-
HUS O JIaTe BBIJIAYM YKAa3aHHOTO JI0-
KyMEHTa U BBIIABILEM €T0 OpPIaHe,
PEKBU3UTHI JJOBEPEHHOCTH MIIK MHOTO
JIOKyMEHTa, MOATBEPHKAAIOIIETO MMOJI-
HOMOYHS ATOT'0 NPEACTaBUTENS:

[IprHuMalo peleHne o MpeIoCcTaBICHUH MOUX MIEPCOHANBHBIX JAHHBIX U J[Al0 COTJIacHe Ha X 00paboTKy cBOOOIHO, CBOECH
BOJICH M B CBOEM HHTEpeEce, a TAKKe — JIal0 COTJIacHe Ha Iepenady CBEICHUH, COCTABIIIOMNX BpaueOHYIO TaifHy HIDKCyKa-
3aHHBIM JIMI]AM — OTlepaTopaM MePCOHATIbHBIX TaHHBIX (B COOTBETCTBHM CO cTaThel 9 denepanbpHOro 3akoHa ot 27.06.2006
r. Ne 152-03 «O nepcoHambHBIX AaHHBIX», U cTaThel 13 ¢enepanpHoro 3akona ot 21.11.2011 Ne 323-d3 «O06 ocHoBax
OXPaHBbI 3I0pOBBs rpakaaH B Poccuiickoit denepanuny).

3. Omnepartopsl NepCOHAIBLHBIX JaHHBIX (1ajiee — «OnepaTopsl») U JINNA, 00padaThIBaIOIINE TEPCOHATIbHBIE TaH-
HbIE 10 10roBopy ¢ Oneparopom:

3.1. HaumenoBanue Omneparopa:

e AxmuoHepHOe 00mecTBO «AcToH KoHcanTuHr», 3apeructpupoBanHoe 1o aapecy: 115184 r. Mocksa, yin. Manas
Opaeika, oM 39, ctpoenue 1, stax 4, nepej HalpaBIEHUEM IHMCEM CIIELYET YTOUHUTh aKTyalbHbIH OYTOBBIN
(KOHTaKTHBIN) aJipec Ha UHTepHET-caiiTe http://aston-health.com)

e Acconmanys MEIUIIMHCKIX TEHETUKOB, 3aperucTprpoBanHHas mo ajapecy: 121069, r. Mocksa, HoBuHckuii OynbBap,
nom 18, crpoenue 1, nomemenue VIII

3.2. HammeHoBaHue ynll, 00padaThIBaIOIUX TepcoHaNbHBIC nanHble CyOnekta o noroBopy ¢ AO «Acton Koncan-
THHI»:

e 00O «MBC HOara®opt», 3apeructpupoBanHoe 1o ajapecy: 127434, r. Mocksa, JImutpoBckoe mocce, 1. 9b.

e Uuebie nuna, oOpabarsiBarolye JaHHbIe [0 10roBopy ¢ OneparopoM (Ha yCMOTPEHHUE U 0] OTBETCTBEHHOCTh
Omnepatopa)



4. eau 00padOTKM NMEPCOHATBHBIX JAHHBIX U CBe/IEeHUI1, COCTABJISIIOIIUX BpaueOHYI0 TaliHy:

4.1.

4.2.

4.3.

CojielicTBHE BBICOKOKAUECTBCHHBIM HCCIICIOBAHHUSIM B 00JACTH JUATHOCTHKU W Tepanuu MykoBuciumosa (MB).
OxazaHre TOMOIIY HAYYHBIM, MEAUIIMHCKAM OpPraHU3alMsIM | CIICIUATHCTaM, OPTaHU3aTOPaM 37PaBOOXPAHCHHS
U (pupMaM —IPOU3BOAUTEISAM JIEKaPCTBCHHBIX MPENapaToB M CPEACTB MEIUIIMHCKON PeaOUINTAIIMY B TIOyUYCHUN
HOBBIX 3HaHUH O MYKOBHCIHJIO3€, COJICHCTBHE BHEIPECHUIO HOBBIX CTAaHJAPTOB METUIIMHCKOHN MOMOIIHN, OIICHKE
KadecTBa MEAMIIMHCKOW MOMOIIH, 3)()EKTHBHOCTH JTEKapCTBECHHBIX CPEJCTB U MEIUIIMHCKHX YCIYT C TOYKH 3pe-
HUSI OPUEHTUPOBAHHOCTH Ha mnanueHTa. [loBeimenue 6e3onacHoCT, 3Q(HEKTUBHOCTH, TOCTYITHOCTH, CBOCBPEMEH-
HOCTH W DKOHOMHYECKOW IeJIecO00pa3sHOCTH NMpUMEHEHUs Tepanuu. CriocoOCTBOBAHHUE MOBBIIICHUIO KAauecTBa M
MPOJIOJDKUTEIFHOCTH JKWU3HW ManueHTa. IlnaHupoBaHHWE pPacXooB 31ApaBOOXpaHeHHs. [lodydeHue peajbHOro
MPEACTABIICHNE O CYNIECTBYIOIICH MEIUIIMHCKOM NPAKTHKE, €€ OCOOCHHOCTIX B Pa3JIMYHBIX PETHOHAX CTPAHBI WU
MCOAULIMHCKHUX yqpexcneHI/mx.

HpG,ZlOCTaBHeHI/IC CBEJICHUM O CY6’BCKTC C MYKOBUCIHI030M B «Ba3y JaHHBIX «Pernmpa MalueHTOB C MYKOBHUC-
ua030M B Poccuiickoit (Deﬂepaunn»» AJIs1 BOSMOXXHOT'O IMOCJICAYIOIICTO (bOpMHpOBaHI/ISI npe,unonceﬂnﬁ JJIs1 TOCY-
OapCTBCHHLIX IPOTpaMM B obOactu 3ApaBOOXpaHCHUS, BbIACJICHUS IOCYJapCTBCHHBIX I'PAHTOB C LEJIBIO HAWITy4d-
mIero UCCJICI0BaHUA 3360JICB21HI/I}I, a TaKXKE UIA MPUHATHAA MEP, HAIIPABJICHHBIX Ha COLMHUAJIBHO-3KOHOMHUYECKYIO
aZlalliTalliio JIML, KOTOPbIM IMOCTABJICH BBIHJEYKaSaHHLIﬁ JAUar"oas.

Obecneuenue ropuandeckoi 6eszonacHoct Cy0bekTa NepcoOHAIBHBIX JaHHBIX. BeaeHnne BHyTpeHHEH 0TYeTHOCTH
U OIIEPALIMOHHON NEATENILHOCTH B HHQOPMALMOHHOM cHCcTeMe IePCOHANBHBIX JaHHBIX Onepatopa. ObecneuyeHune
IeNOBBIX MHTEpEecoB U Lenei OnepaTopa.

Hepeqel-lb MEPCOHAJBHBIX JAaHHBIX U TAHHBIX, COCTABJAIOIIUX Bpaqeﬁl{ylo Taﬁﬂy, Ha 06p360TKy KOTOPBIX 1a€T-
CH corJiacue Cyﬁ'beKTa MNEPCOHAIBHBIX JAaHHBIX

5.1.

damunusi, UMs, 0OTYECTBO; JaTa POXKICHHS; TaHHBIC JOKYMEHTa, YIOCTOBEPSIOIIEr0 JUYHOCTD, MOJ, KOHTAKTHAS
uHpopmarus, HoMepa Juisi MOOWJIBHOW CBSI3U, afpec DICKTPOHHOUM MOYTHI, MECTO YKHTEIhCTBA; MECTO PETHUCTpPa-
UM, aHAMHE3; JAMarHo3; CBeICHUs] 00 OpraHu3alysIX, OKa3aBIIMX MEAMIMHCKUE YCIYTH; BHUJ OKa3aHHOW MeIH-
LIMHCKOM MTOMOIIIM; WHbIC 3HAYMMBIC CBEJICHHS, CTIOCOOCTBYIOIINE TOHUMAHHWIO TeUCHHS 3a00JICBaHMsI, €0 STHOJIO-
ruu, 3GHEKTUBHOCTU TEPAIK, CBEJCHUS O PE3ylbTaTax JUArHOCTUYECKUX U JIA0OPATOPHBIX MCCIIEAOBAHUIM, CBE-
nenust o 3aHsATocT CyObekTa, OMOMETpHUYECKUE MepcoHalbHbIe NaHHbie CyObeKTa, a Takke JIIoOble UHBIC JaH-
HbIE, KOTOpBIe MOTYT NoTpeboBaThess OniepaTopy B CBSI3U C OCYIIECTBICHUEM IIeJIeH, yKa3aHHBIX B 1. 4 BBIIIIE.

Hepeqem, JaeiicTBUii ¢ NEPCOHAIBHBIMA TAHHBIMH U TAHHBIMH, COCTABJIAINNMHA Bpaqeﬁﬂym Taﬁ]—ly, Ha COBeEp-
HI€HHE KOTOPBIX Aa€TCs corjiacue, o01ee onucaHue HCIMOJIb3YEMbBIX OIIEPpaTOPOM crnocoooB 06p360TKI{I nepco-
HaJbHBIX JAaHHBIX

6.1.

6.2.

O6paboTka JaHHBIX, BKIIIOYast cOOp, CHCTEMATU3AIINIO, KIACCU(PUIIMPOBAHUE, HAKOIICHHE, XPAHCHUE, YTOUYHEHHE
(oOHOBNICHHE, U3MECHEHHE), HCIIOJIb30BaHKE, aHAJIHM3, CTATHCTHYECKas 00paboTKa, pacIpoCTpaHeHUe, 00e3THIHBa-
HUe (nenepcoHnuuKaIus ), OJOKUPOBAHHE, YHUYTOXKECHUE TAHHBIX.

[epenava nenepcoHN(UIUPOBAHHBIX (00E3THUYCHHBIX) JAHHBIX TPETHUM JIMIAM (B TOM YHCIIE — METUIMHCKHM,
0JIarOTBOPUTEIHLHBIM H/WIM HEKOMMEPUYECKUM OpTraHM3allusAM, OpraHW3aTopaM 3JIpaBOOXpaHEHUs, a Takxke dap-
MAaleBTHUECKUM OpraHu3anusM, «EBponelickoMy o0IIecTBy MyKOBHCIHI03a», ¢ KOTOpeIMU Y Omneparopa OymayT
3aKJII0YEHBI COOTBETCTBYIOIINE JOTOBOPHI, C MPAaBOM YKa3aHHBIM B HACTOALIEM IYHKTE TPETHUM JinlaMm 0e3 orpa-
HUYEHUH COBEpILATh B OTHOLICHUM MPENOCTABICHHBIX UM OOE3JIMUYCHHBIX NaHHBIX JACHCTBUHM, HAIIpaBIEHHBIX Ha
HOBBIIICHUE KaueCTBA MEIUIIMHCKON IIOMOIIHN HAallMeHTaM, OLIEHKY COCTOSIHUS 3/10pOBbs MAlMEHTOB, OTPEOHOCTH
B T€palll{ U B CIIELUAINCTAX, OKa3bIBAIOLIUX MEIUIMHCKYIO [TIOMOIIb MMallMeHTaM ¢ MyKOBHCLUI030M, AJs pa3pa-
OOTKHM HOBBIX BUAOB JUATHOCTUKU U TEPAIUHU, IPU YCIOBUU OOECIEUECHUS TPETbUMU JIUIAMU Mep O€30IacCHOCTH,
YKa3aHHBIX B HOPMAaTHBHO-TIPABOBBIX aKTaX, PEryJUPYIOIMX BONPOCH Oe30macHoii 00paboTKM HepCOHAIBHBIX
JaHHBIX.

O01ee onucanne UCNoJib3yeMbIx OnepaTopoM crocod60B 00padoTKH MEPCOHATBHBIX JAHHBIX

7.1.

7.2.

7.3.

Oo6padotka [lepcoHanbHbIx AaHHBIX ONEPaToOpoM OCYHIECTBISICTCS MPU MOMOIIU CIOCOOOB, OOECIICUUBAIOIINX
KOH(HUICHIIMAILHOCTh TAaKUX JIaHHBIX, 32 UCKIIOYCHHEM clenyromux ciydaes: (1) B cnyyae o6e3nnuuBanus [lep-
COHAJIBHBIX JIAHHBIX; (2) B OTHOIICHUH OOINEAOCTYIMHBIX IIepCOHATBHBIX NaHHBIX; W MPH COOJIOACHUN yCTaHOB-
JICHHBIX TpeOOBaHUI K 00ecreYeHNI0 0€30MaCHOCTH MEPCOHANBHBIX JIAHHBIX B COOTBETCTBUU C JICHCTBYIOLIUM 3a-
KOHOJIATEILCTBOM.

OmepaTop npuHUMaeT HeOOXOIUMbIE OPTaHU3AIMOHHBIE M TEXHUYECKHE MEpBI AU 3aIuThl [lepcoHanbHBIX faH-
HBIX OT HEMPAaBOMEPHOTO WU CIIy4alHOTO JOCTYNA K HUM, YHUUYTOXKEHUS, U3MEHEHUs, OJIOKUPOBaHHUS, KOIIUPOBA-
Hus, pacnpocTpaneHus [lepcoHalbHBIX TaHHBIX, @ TAK)KE OT UHBIX HENPAaBOMEPHBIX JEUCTBUI.

CyOBbeKT NepCOHANBHBIX JIAHHBIX YBEJIOMIIEH O TOM, YTO OH (OHa) B JIt0OOW MOMEHT BpEeMeHH, TUCbMEHHO 00pa-
TUBIIUCH K OrepaTopy, BIpaBe 3alpOCUTh MEPEUCHb HANMEHOBAHUH U aJpecoB JIt00bIX mony4dareneii [lepconans-
HBIX JaHHBIX, O3HAKOMUTHCA C UMCIOLINMUCA Y OnepaTopa CBOMMH CO6CTB€HHI)IMI/I HepCOHaﬂLHLIMI/I JaHHBIMU,
00paTUThCs C IPOCHOO 0 TPEOCTABIICHUH JIOTIOJTHUTEIBHOW HH)OPMAIIUK B OTHOIIIEHUH XPaHEHUS U 00pabOTKU
IMepcoHanbHBIX JaHHBIX WK K€ MOTPeOOBATH BHECEHHS JTIO0BIX HEOOXOIMMbIX U3MeHeHuii B IlepcoHabHbIe 1aH-
HBIC UIA UX YTOYHCHU.



8.

CpOK, B T€YC€HHE KOTOPOTo IleﬁCTByeT corJjiacue Cyﬁ'beKTa MNEPCOHAJIBHBIX JAaHHBIX, a TAKKE crnocod ero oT3piBa

8.1. Hacrosmiee cornacue CyObekTa JJaHHBIX JCHCTBYET B TeUCHUE HEOMpeaeaeHHOTo cpoka. CyonsekT [lepcoHambHBIX
JAHHBIX MOXKET OTO3BaTh HACTOAIICE COTJIacHe IMyTeM HampapiieHHs OmnepaTopy MUCBMEHHOTO YBEIOMIICHHS HE
MeHee 4yeM 3a 30 (TpuauaTt) JHEH A0 MpenanojiaraeéMoi JaThl OT3bIBA HacTosmiero corigacus. OT3bIB He OyaeT
AMETh 00paTHOW CHIIBI B OTHOMIEHUH [lepcOHAbHBIX JaHHBIX, MPOMIEANTNX 00pabOTKY 0 BCTYIJICHHUS B CHITY Ta-
KOT'0 OT35IBa

IHoanuce,
Hacrosimee Cornacre cocTaBieHo Ha PyCCKOM SI3BIKE.

JlaTa moamucaHus COrIacHs: / /

JInunas co6ctBeHHOpYYHas noanuck CyobekTa / ynoiHoMo4eHHoro npeactasurens Cyobekra:

IOAITHCH (baMI/IJ'H/I)I, HMA OTYCCTBO



Munoopuayku Poccun

y = @enepajibHOE rOCyAapCcTBEHHOE 010/1’KETHOE HAYYHOE yUYpeKIeHHe
r H u «MeauKo-reHeTHYeCcKHil Hay4YHbIi meHTp nMeHn akagemuka H.I1. boukoBa»

s (GTBHY «MTHI»)

BBIIIMCKA U3 ITPOTOKOJIA Ne 2/1
3ACEJAHUSA STHYECKOI'O KOMUTETA IIPH ®I'BHY «MI'HLI»

ot «10» deBpansa 2021 r.

IMIPUCYTCTBOBAJINA:

[Ipencenarens — 1.60.H., npod. Kypmio JI.®.; cekperaps — Anapeesa M.B..; 1.M.H., Ipod.
3unuenko P.A.; n1.M.H. Mxesckas B.J1.; k.6.1. Xasar C.111., bopoBukoB A.O.; a.¢.H., mpod.
Tumenko I1./1.

CJIYHIAJIN:

1.6.H., ipod. Kypuio JI.®. mo Bompocy 0 COOTBETCTBUM COTJIacHs Ha 00pabOTKY IepCOHAIBHBIX
JAHHBIX ¥ CBEIEHM, COCTABIISIONINX BpayeOHYI0 TaitHy 11 «ba3sl jaHHbIX «Perucrpa nanueHToB
C MYKOBHCIIHJ1030M B Poccuiickoit Denepamumn .

B obcyxaenun BelcTynwian A.M.H. Vbkesckas B.JI., n.m.H., npod. 3unuenko P.A., 1.0.H., mpod.
Kypuio J1.O.

INOCTAHOBWJIM:

1. Cornacue Ha 06pabOTKY NEPCOHATBHBIX JTAHHBIX M CBEJCHHH, COCTABIIAIOLIMX BpauyeOHYIO TaHHY
s «basbl JaHHbX «PerucTpa mamueHToB ¢ MyKOBHCIMA030M B Poccuiickoit Denepamuum»»
COOTBETCTBYIOIIEE BCEM TPeOOBAHUIM STHYECKOH IKCIIEPTHU3EI.

2. IlpencraBieHHBIE K 3KCIEPTH3E JOKYMEHTHI ITOJJHOCTBIO COOTBETCTBYIOT MEXIYHAapOIHBIM H
POCCHMCKMM 3aKOHOJATEIbHBIM aKTaM, M OTHYECKHM IIPHHIMIIAM IIPOBEACHHUSA MEIHUKO-
OMOJIOTHYECKUX UCCIIEIOBAHUN Y YEJIOBEKA.

3. Onobputrs Cormacue Ha 00pabOTKy NEPCOHAIBHBIX [JaHHBIX M CBEJACHUH, COCTABIIAIOIIMX
BpaueOHYIO0 TaiiHy Ui «ba3sl naHHBIX «Permcrpa mamueHToB ¢ MYKOBHCLHI030M B Poccuiickou
denepanuu»», Kak COOTBETCTBYOIIEE MOJNIOKEHHIO «O MOpsaKe MPOBEICHHUS OHMOMEIUITMHCKHUX
uccnenoBanuil y uenoseka» (Bromierens BAK Muno6puayku P® Ne3 ot 2002 r.). |

[Ipencenarens studeckoro komutera npu PI'bHY «MI'HL» /
10.0.H., mpod. /l //I/L‘ Kypuio J1.OD.

Cexperaps studeckoro komutera npu @I'bHY «MI'HL» ¢ *1,.:{; Annpeesa M.B.
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