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[IpencraBnensl ntorn padotel MexyHapon-
HOM paboueil rpynmsl MO MEIUIMHCKOM HH-
(dbopMaTHKe M TEXHOJOTHSIM Ipd MHOIOCTO-
ponaeM CoBeTe 10 MEIMIIMHCKUM OIepanusm
MexnyHapoIHOH KOCMHUYECKOM CTaHLMM IIO
co3laHMI0  MHOTOCTOPOHHETO  XpaHWJIHIIA
MEIUIMHCKHUX JaHHBIX. Oco0oe BHUMaHUE MU
3TOM OBUIO yENEeHO BOMpocaM 0e30ITacHOCTH
XpaHEHHsI M Tepelayd MEIUIMHCKHUX (Iepco-
HaJIbHBIX) JJAHHBIX MPU COOIIOIeHNN TpeOoBa-
HUI 3aKOHOMATENBCTBA CTPAaH-IAPTHEPOB IO
nporpaMMe MeXIyHapoAHOM KOCMUYeCKOi
CTaHIIMU.

1. BBenenue

MesxayHapoHas pabouas rpymnia 1Mo MeAUIIMHCKON
unpopmaruke u Texuonorusm (Medical Informatics and
Technology Working group - MIT WG) mpu
MsuorocroponHem CoBeTe MO MEIMIUHCKUAM oOlepa-
mussMm MKC (Multilateral Medical Operations Panel -
MMOP) Op1a cozmana ¢ IeIbio pa3paboTKH CTpaTEeTHH
1 TEXHUYECKOW peasn3alyy 3a/1a4 110 Iepeiade, XpaHe-
HUIO U 00pabOTKe MEIUIIMHCKONH MH(POPMAINHU T10 KH-
naxxaMm  MexayHapoqHOW  KOCMHYECKOW  CTaHLHU
(MKC). OmgauM 13 WTOrOB pabOoThHI TPYHIIBI JIOKHO
OBITH pa3zpaboTaHHOE M QYHKIIMOHUpYIonee MHOroCTO-

Tpyabl 14-ii Bcepoccuiickoii Hay4yHoil KOH(epeHIUH
«DJIeKTPOHHBbIEe OUOIHOTEKH: NMEepPCNeKTHBHbIE METOAbI U
TEXHOJIOTHH, JJIeKTPOHHbIe KoJuleknuuw» — RCDL-2012,
IlepecaaBab-3anecckuii, Poccusi, 15-18 oxrsaops 2012 r.

l.simaeva@gctc.ru

pOHHEEe XpaHWIHIIE MeOUUUHCKUX JaHHBIX (ISS
Multilateral Medical Repository — IMMR).

I'pynma axtuBHO paboraer ¢ 2005 roxa, uiaeHamu
MIT WG sBnsitoTcs CHENUATUCTBI MO MEAULIUHCKON
uH(popMaTHKe, MPEACTABISIONINE KOCMUYECKUE areHT-
ctBa — maptHepel mo MKC: Pockocmoc (Poccus),
NASA (CIIA), ESA (Eppoma), CSA (Kanama), JAXA
(SImonwmst).

HH(POPMALUOHHO-
coop wu
00paboTKa JAHHBIX HAYYHBIX JKCIICPUMEHTOB, IpUMeE-
HEHHE COBPEMEHHOH TEXHOJOIMH OOMEHa ITaHHBIX II0
KOMITBIOTEPHBIM CETSIM J1aeT 3HAYUTENbHBIA 3((PeKT B
TIOBBIICHUH YPOBHSI  MH(OPMAaMOHHO-TEXHUYECKOTO

CoBepilIeHCTBOBAaHUE TEXHOJIOTHUHU

MCOUIIMHCKOI'O obecrieueHust I10JICTOB,

o0ecreueHnsT MEUKO-0MOJIOTHYECKHX ACTIEKTOB KOCMH-
YeCKOro IIojieTa, a TakKe, NP HEOOXOAMMOCTH, B
OKa3aHHH JIeyeOHO-KOHCYJIbTAaTUBHOM ITOMOIIM 3KHIIa-
KaM OpOWTANBHBIX CTaHIMH M JPYTHX MHIOTHPYEMBIX
00BeKTOB B pamkax nporpamMmmsel MKC. Otomy crioco6-
CTBYET MpPaBUJIBHO OPraHW30BaHHOE MEIUKO-OHOIIOTH-
4yeckoe o0ecIedyeHHe, 4acThl0 KOTOPOro SBISIETCA H
HH()OPMALIMOHHOE COMPOBOXKACHUE HAa OCHOBE COBpeE-
MEHHBIX KOMIIBIOTEPHBIX TEXHOJIOTHH cOOpa MeIULINH-
CKOM TIOJIETHOW MH(OpMAIMK U ONEPaTUBHOTO OOMeHa

MeINKO-OMOJIOTHYeCKOH WH(pOpMannell  mapTHepamu
o MKC.
2. Pa3padorka MHOrocTopoHHero

XpaHWINIIA MEAUIUHCKHUX TaHHBIX

VYKpynHEHHass cXeMa B3aUMOJCHCTBUS MEIULMH-
ckux opranusauuil naptHepos no MKC mpencraBnena
Ha puc.l.
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Puc. 1. YkpymHeHHas cxeMa B3auMOJCHCTBHS METUIIMHCKIX Opranu3anuii maptaepos mo MKC

Mmuoroctopornnii CoBer no Meauuuackum Omepanusim e yciioBHsT  0€30IIaCHOTO  XpaHEHWs W  Iepeaadd

no nporpamme MKC) pykosoant Pa3pf16°TK°H MEJIMIHHCKHX MEIUIMHCKUX (TIePCOHANBHBIX) JAHHBIX KOCMOHABTOB U

CTaHAapTOB 0T60pa U NepuoguveCKon CepTI/I(l)I/IKaHI/II/I BCCX aCTpOHaBTOB HpI/I MHOFOCTOpOHHeM 06MeHe
unenoB >xunaxeit MKC u ygactaukos KII. o o .
MeAUIMHCKOW MHpOopMarueii [5];

MMOP u MSMB (Multilateral Space Medvicine Board - e 3aKOHOJATENBHYIO 6asy MO PaGoTe ¢ TMePCOHATLHON
Mmuorocroponnsiss Komucens no Kocmuueckoit Menunune) wrdopmaneii [18, 20, 21, 22];

paccCMaTpUBAIOT W BBIHOCAT pEIICHHE TIO CTAHAPTaM. .
Komuccns MSMB uMeeT mpaBo HpoBOAMTH MemumuHCKyto — © TCXHHICECKUC BOSMOKHOCTH IIAPTHEPOB.

ceprudukanuio wieHoB oskunaxed MKC u sxcrneauuumit PykoBomsimiue M HOPMATHBHBIC — JOKYMCHTBI
nocemennss. MMOP u MSMB paoratoT Ha HpHHIHUNAX OIPEACIISIOT HEOOX0AMMOCTh MHOI'OCTOPOHHETr0
KOHCEHCYyca. o0OMeHa MEeIWIMHCKON WH(popManued Mo Mporpamme

MMPB  (Multilateral Medical Policy Board - MKC, HO He ONpENeNsIoT CTaHAapThl IO COCTaBy

MHOTrOCTOPOHHSSI KOMHCCHs 10 BOIPOCaM METHIUHCKON nHpOpMAIMU TPH  MEIULMHCKAX  HCCIIEIOBAHMSIX,
MOJIUTHKU) SBISETCA BBICHIUM OPraHOM  MEIHIMHCKOTO CTaHIapTHl OOMEHa METUIIMHCKOH WH(OpMaIuei
YIPaBIICHUS, KOTOPBIM OCYIICCTBIISICT KOHTPOJIb Ha/l OXPAHOU MEXJYy NapTHEpaMH, CTAaHAApThl II0 COACPKAHHUIO

3[0pOBbSl DKUMaXa, a TaKXkKe OpraHusyeT oOCyxkIeHHe JOKYMEHTOB, MOJIEKAIMX OOMEHy [0 MPOrpaMMe
CTHIOPHBIX BOMPOCOB coBMecTHO ¢ MSMB 1 MMOP. MKC

MCOP  (Multilateral Crew Operations Panel -
MHOTOCTOPOHHSISI KOMHUCCHSI MO  ONEepalusaM  SKHIaxa)
NOJTy4aeT peuleHus u 3axiodenus or MSMB.

Ilo pe3yiibTataM  [POBEACHHBIX I/ICCHC,HOBEIHI/Iﬁ
CIICHHUAJIUCTBI I'PYIIIbL pa3pa60TaJm MaKeT JOKYMCHTOB

MMIOCB  (Multilateral ~ Management  Integration pasHoro yposHa orsercreenEoctH (NASA, MMOP,
Operation Control Board - MHOrocTopoHHss1 KOMHCCHS II0 MIT WG), pernamenTupyroutix npouece c6opa, HaKor-
HHTErpALMN TIONETa H OMepalysAM) MofydacT TpeGoBammss n  JICHHA M HAJIOKHO 3ALIMIICHHOrO OOMECHA MEIMIIMHCKH-
pexomengauu ot MMOP. MH TaHHBIMH Mexay maptHepamu o MKC, mo3Bosro-
ot popmanmu3zoBaTh W IOPUAMYECKH OOOCHOBAaTh
0OMEH MENUIIMHCKUMHU JaHHBIMH MEXITy MapTHEpaMH

no MKC.
® DYKOBOJSIIME  JOKYMEHTBI, pErjIaMeHTHPYIOIINE

. . N CrpykTypa, MHIEKCAIMA U B3aUMOCBSI3b MEXIyHa-
MHOTOCTOPOHHHII 0OMEH MEIMUIMHCKON HH(pOpMaunnen 5
1o mporpawve MKC [2, 3, 4, 11, 12, 19]; POAHBIX JOKYMEHTOB IO OOMEHY MEIMIIMHCKUMHU J1aH-

HBIMU NPCACTABJICHBI Ha PUC. 2.

B mpomecce paspaborkm IMMR  crenmanucts
TPYIIIBI U3YYWIIN:

¢ UH(POPMAIMOHHBIC MOTOKU MEIUIIMHCKONH UH(OP-
Mallid B XOJE IOATOTOBKH K IIOJICTY, YIIPaBIICHUS
MOJIETOM W TOCIENONETHOW PEeadMIMTAlN dKUTIAKEH
[15];

® COCTaB MEIWIIMHCKOH WH(OpMaIuy, MperHa3Ha-
YEHHOMW TSI MHOTOCTOpOHHEro oomena [11];

100 - MDS Security Policy (Tloautuka B obGmactu
6e30macHOCTH 0OMeHa MEAMIMHCKUMHU JaHHBIMK). COmepKuT
nmoanucd MMOP, onpenenser OCHOBHBIE KaT€rOpuH JaHHBIX
1 6€30TTaCHOCTH.

200 - MDS MaP (Medical Data Sharing Management
Plan) (Ilnan ynpaBneHuss 0OMEHOM MEAMIMHCKUMH JIaH-



[ 200- MDs Management Plan (MaP) | | mmws documens

~ 600- MDS MIC
500- MDS Catalog

App A: List

App B: Template

Technical

Implementation
App C: DataFlows
App D:MIC-DDs

300- MDS Security and 400- MDS
Risk Management Plan Implementation
(SRMP) Strategy

/

[ 700- MDS & DS Procedures |
[701- MDs & DS Matrix |

Plans (TIPs)

501 - Kryptig TIP |
502-Crew DT |

[ App E: PDDs
503 - DropBox ID TIP
504- IMMR TIPs

800- MDS
Dictionary

Puc. 2 Cpykmypa, unoexcayus u 83aumocsesnso
MEAHCOYHAPOOHBIX OOKYMEHMO8 NO 0OMEHY MeOUYUHCKUMU
OaHHBIMU

HbiMK). OOecrneunBaeT kpaTkuii 0030p mnpouecca oOMeHa
JaHHBIMHU.

300 - MDS SRMP (Data Sharing Security and Risk
Management Plan). March 24, 2006 (Ilnan ynpaBneHus
©€30MacHOCTBIO M PUCKOM OOMEHa MEeMIMHCKUMH JaHHBIMH).
ObGecneurBaeT KpaTKHil 0030p MHOTOCTOPOHHEro mpoiecca
6e3onmacHOCTH. OOBSCHSET pazinune MexJIy yMeHbLICHHEM
pucka u Oe3omacHoOCTbo. JlomkeH ObITh 3aMoJIHEH KaXAbIM
MEJMLMHCKUM "OpUAMYECKUM JULOM".

400 - MDS
Beinonnenust MDS).

500 - MDS Technical Implementation Plans. (MDS
Texunveckue [lnanbl BbimonHenus). OOecneunBaeT nertann
JUIsl pa3BUTHSL U UCTIBITAHMS KaXIOH TEXHOJIOMMH, METOJ MJIH
MHCTPYMEHT, KOTOpbIil Hccienyercsi, oOecrnevynBaroT MJaH
BBIMIOJIHEHUSI OJOOPEHHBIX TEXHOJIOTUA.

600 - MIC Catalog. (Katanor MHKog, ITpun.A — Crniucok.
[Tpun.B — 1llabnon omnucanusi aanubiX. [lpun.C — Cxemsbl
notokoB jaHHbIX. [lpun.D — OnucaHue JaHHBIX B
xpanumuiie. [Tpun.E — Onucanne naHHbIX NapTHEPOB).

700 - MDS&DS Procedures. (ITpouenypst MDS&DS).
Crncok BceX 0f00peHHbIX Npoueayp oOMeHa JaHHBIX MEXAy
[TapTHepamu.

701 - MDS&DS Matrix. (Matpuna MDS&DS). Cnucok
Bcex MUKoB, koTopble OblIM corjacoBaHbl i oOMeHa
JNaHHbIMU Mexay [lapTHepamu 1J1s1 1060ro sxunaxa.

800 - MDS Data Dictionary. (CnoBapp danubix MDS).
CHuUCOK 3J€MEHTOB JaHHBIX, NOJIeKALLNX OOMEHY.

Implementation ~ Strategy. (Crparterus

Pa3paboTka nmOKyMeHTOB Oa3zupyeTcss Ha OCHOBHBIX
3akonax CIA u P® — 3akoH 0 HEMPUKOCHOBEHHOCTH
yacTHOW ku3HU «3akoH CHIA o IlpuBatnoctu, 1974
rona» [14], Poccuiickuii ®@enepanbublii 3akon Ne 152-
®3 «O mnepcoHaNbHBIX JaHHBIX» OT 27 wmrons 2006 r.
[21], nomomuutenpHbi 3akoH Ne 261-®3 PO «O
BHeceHUH w3MeHeHnid B DexepanpHblii 3akoH "O
NEePCOHANBHBIX NaHHBIX " oT 25 mroms 2011 r. 1[22], a
TaK)Ke COOTBETCTBYIOIIMX 3aKOHAX JPYrHX CTpaH —
naptHepos 1o nporpamme MKC.

AHanmu3 TpeOoBaHUI PYKOBOASAIIUX JOKYMEHTOB,
perylaMeHTHPYOLIIX MHOT'OCTOPOHHHUH oOMeH
MenunuHCKoN uHpopmMarmeit mo nporpamme MKC wu
aHamu3  CYIIECTBYIOIIUX  TNOTOKOB  METUIMHCKOM
uHpOpMaMM B  XOA€ MOATOTOBKM K  IOJETY,
YIpaBJIEHUs MOJIETOM U MOCIENOJIETHON peaObunnTanuu
sxunaxei mo nporpamme MKC mo3Bosuimy onpenenuThb

McxopHas Banpoc k MIT WG MHTerpayua npeanoxeHun
marpuya MMOP 1 KOHTaKTHbIM B X0A€e noanucaHua Annex 4
L_/J nuyam naptHepos (nononkerue kaorogopy o nonete
NOMEANLMHCKAM BONPOCaM)

Martpuua
noanucbi-
Baerca
noneTHbIM

Yeegomnenvne MMOP
O FOTOBHOCTU K~ +——»
nonety, COFR

MocnepytoLue
M3MeHeHNs oT
Bpaya akunaxa u
MONETHLIX Bpayen
napTHepoB

Puc. 3 Ilpoyecc popmuposarus u coenacosanus MATRIX

HEOOXOAUMBIH M JIOCTATOYHBIM COCTaB METUIMHCKOM
nH(pOpMaNUH, peHa3HAYSHHOHN JUII MHOTOCTOPOHHETO
oOMeHa U NPUHATHSI MEJULIUHCKUX PELICHHUH.

Pa3pabotana cnenmansnas Marpuna (Matrix) [7, 8],
MO3BOJIAIONIAS TIOAPOOHO OMUCATh KAXKIYIO €IHHHUILY
nHpopmammu (Medical Information Communiqués -
MIC), momiexaniyro XpaHEHHIO W paclpeelIeHUIO.
WNudopmanus B MaTpuiie onmichBaeTcss MeTaIaHHBIMHU,
coJlepKaIuMu HH(OPMAIHIO O THIIE JaHHBIX, (aze ux
cOopa W/UIK UCIIONB30BaHMS, BO3MOKHOCTSIX JOCTYIIA,
TEXHOJIOTHH 3allUTHl W Tepeladd, CChUIKH Ha
HOpPMaTHBHBIE IOKYMEHTHI U TIp.

[Iponecc popmupoBanmst u cornacoBanust MATRIX
MHOTOSTAIHBIA ¥ Y€TKO OpraHu30BaH (puc. 3).

C ucrnonb3oBaHueM JaHHOW Marpuiisl pazpadboTana
xoHnenuus IMMR.

IMMR npennasnaueno mist:

® XpaHEHHs W HAKOIUICHHs MEIUIMHCKHX JaHHBIX Ha
BCEX WICHOB HSKHUIA)ka MO BCEM H3TanaM MOATOTOBKH,
MoJieTa U peabuIuTaIlnH;

e wuH(pOpMAIIMOHHOTO o0ecreueHnus [ pymnmel Mean-
IUHCKOTO YIPABICHUS KOCMUYECKHM TOJIETOM;

® TMOMJICPXKKH MPUHATHS MEIUIIMHCKAX peIIeHui
CHEIHATHCTAMH ¥ PYKOBOJCTBOM B XOJ€ ITOJATOTOBKH K
HOJIETY, nojera u JTana HOCJIETIOJIETHOM
peadbunuTarum;

® HAKOIUICHHWs [JaHHBIX JUIs aHajiu3a W COBEpIICH-
CTBOBAHHUSI MEIUIIMHCKOTO OOeCTeYeHMs] KOCMUUECKHX
MIOJIETOB;

e (D OpMHPOBAHHUS HTOTOBOTO OTYETA IO MOJIETY;

® TMPOBEJCHUS HAYyYHO-HCCIECIOBATEIBCKUX — PadoT,
HaTHMCaHUs HAyYHBIX CTaTeH, TUCCcepTaIuii.

OmnpeneneHbl  CIENYyIONIAE STkl
IMMR:

e | sram - co3manue Bepcuun IMMR, BrirOUarorein
0a3pl MaHHBIX W (haiiloBbIE CHCTEMBI JUIS Hayala ee
IKCILTyaTaliH.

e 2 »dTam - coO3JaHHME eAWHOW 0a3bl JaHHBIX C
BO3MOKHOCTSIMH OOpaIleHus] K JeTaJbHBIM JaHHBIM
cpencrBamu CYBJI IMMR.

e 3 JTam - co3IaHWe MPOTPaMMHBIX CPEJICTB aHAIH3a
JTAaHHBIX.

[lepas  ouwepenp IMMR -  odunuamsHOrO
MHOTOCTOPOHHET0 XpPaHHJIMINA METUIUHCKHX JTaHHBIX
YJIEHOB OJKHIIA)Ka W COOTBETCTBYIOIIUX IOJETHBIX
JTAHHBIX, HEOOXOIMMBIX JIJISI TIPOBEACHHS MEHIIUNHCKUAX

pa3paboTku



oTIeparuii M MOAICPIKKH MPHHATHS PEIICHUI, 3amyeHa
B OKCIUTyaTallMI0 Ha OCHOBe TexHosormu Microsoft
SharePoint, akTHBHO HCIIONB3yeMON MapTHEPaMHU B
NASA st opraHm3aiii  COBMECTHOH paboOThI C
naaHbiMu [16, 17]. JlocTyn K cCUCTeMe OCYIIEeCTBIISETCS
yepe3 CTaHIApTHBI BeO-Opaysep. DTo pelneHue He
TpeOyeT MOMOJIHUTENBHBIX (PHHAHCOBBIX BJIOXKEHHUIl OT
monmp3oBaTeield W OOyYeHHs 3HAYUTETBHON dYacTh
MepcoHanga, MO3BOJET  paclpeleNsaTh JOCTY K
JTAaHHBIM, OCYIIECTBIISITh HOUCK HH(OPMAIINH.

Jnst perieHuss mpoOJieMbl JTOCTyma JOJDKHA OBITh
pelieHa 3ajada CTPYKTYPUPOBAHHOCTH XPaHHUIIHUINA
nHpOpMAIIAN:

e omepaTUBHOE XpaHwauine (MHGOpPMAIHS WCIONb-
3yeTcsl B IPAKTUYECKOU JIeSITeIbHOCTH €XKETHEBHO);

e JI0JrOBpeMeHHOe xpaHwiuiie (HHGOpMAIUS ¥C-
MOJIb3YeTCsl JUIS SMU30JMYECKOTO MPOCMOTpa, UCTOPH-
YecKOro 0030pa, peTPOCIIEKTHBHOTO HAYYHOTO ITONCKA. )

K Bompocy 00 o0beMe MaHHBIX OTHOCHUTCS U
apxuWBanys JOKYMEHTOB. B peanpHOIl mesATenTpHOCTH B
HIVYII-M u Ilentpe VYnpasnenus Iloneramu-XprocToH
(IVII-X) yacto BO3HMKaeT HEOOXOJIUMOCTH PETPO-
CIEKTHBHOTO IIPOCMOTpa apXMBHBIX MEIUINHCKUX JTaH-
HBIX KOCMOHABTOB (acTpoHaBTOB). Eciiu B mepcrekTrBe
OyZeT pemieH BONPOC O JOJTOBPEMEHHOM XpaHEHUH
marHbX B IMMR, OyayT MOCTHTHYTHI COTJIAIIEHUS O
MOTEHIINATILHOW WHTEJUIEKTYya IbHOW COOCTBEHHOCTH Ha
xpaanmyio B IMMR wuH(popManmio, To HE0OXOIMMO
NpeIbsIBUTh TPeOOBAaHUS K D3JIEKTPOHHOMY OOMEHY
JAaHHBIMH JIJIs1 TIPOBEJICHUS TAKUX ONlepanuii.

Cucrema IMMR  coxmepxwut KOHTEHT c
pasrpanuueHHBIM  goctynoM  [9].  Ilotpeburtenu
uHpOpMAIUU cOOpaHbl B TPYMIbI U UMEIOT pa3IHYHbIC
mpaBa JocTyna K HWH(POPMAIUH, OIpeaesieMble WX
JOJDKHOCTHBIMH ~ O0SI3aHHOCTSIMA. | pymmbl  moTpedu-
Tenelt wWHQPOpPMAMKA  YACTUYHO  KOPPETUPYIOT C
pabounmu rpynmnamu B pamkax MMOP. Jlanubie MoryT
OBITh TpEeNOCTaBICHbl KAaK HECKOJBKAM TpyIaM B
COBMECTHOE HCHOJNB30BaHHE, TaK M SKCKIIO3UBHO
Manomy Kpyry jun [17]. g momydeHust qocTyma K
cucreMe TpedyeTcss MPONTH MPOIenypy COTIACOBAHUS
co cayx0amu nH(popMamoHHOM Oe3omacHOCTH NASA.

Cucrema IMMR mo3BoMSIET OCYIIECTBISITH KOH-
TPOJIb UCIIOJHEHUS! JOKYMEHTOB, YUUTHIBAas HE TOJIBKO
JOCTYIN, HO W OPTaHM3aIMI0 XPAHEHHs 3JIEKTPOHHBIX
JOKyMEHTOB, TIOATOTOBKY IIPOEKTOB 1 IIA0JIOHOB
JIOKyMEHTOB, aBTOMATH3allMIO0 MPOIECCOB COTJIacoBa-
HUSI, KOHTPOJIb 1 MOHUTOPHHT MCIOJHEHHS OPYYCHHH,
OTYETHI O CpOKax M (aKTaXx O3HAKOMJICHHS C
JOKyMeHTaMu 1 uHpopmarmeit [6].

ApxuTeKTypa MHOTOCTOPOHHETO XpaHITAIIA
MEIUIUHCKOW WH(POPMANMKA HAa CETONHSIIHUHA JeHb
npejicTaBieHa Ha puc. 4.

Mopenb MHOrOCTOPOHHEr0 XpPaHUAULLA

MeauuMHCKOW uHdbopMauum
J\ Bpaun
( ) owmaxen
1

XpaHunuue no 3kcneguumumn MKC-17

I Xpanunuue no skcnieguumumn MKC-18
apan | Xpanunuuwie no akcneauunm MKC-19

' O6wee xp no Bcem

CsA ESA FSA JAXA NASA

akunaxeit

IPRs
spannmusa | [[~kunax | | ([3kunax | | [[Sxunax | | ([ Sxwnax |
s 1L 1] 1L 1
o ) o [ »
IL l I |
I Hossie MIC + MIC wux l
A 4 A A T

Sxunax |

naprwépos | ||

‘ Xpanutenu, BME u FS arentcTe MICs B/n3 IMMR » pTHEp:

[csaPur | [EsaPMR || [FsAPMR | [nasaPMR | [JaxaPMR |

Puc. 4 Apxumexmypa mnococmoponne2o xpanunuuja
MeOUYUHCKOU uHghopmayuu

[IpemycmoTpeHO 5 ypoBHelH XpaHEHWs MaHHBIX B

AIIEKTPOHHOM BHJIE:

1. IlepBuunas uadopmanus u3 gadopatopuii u ¢ dopra
MKC.

2. Xpauuuiia uapopmanuu y naptaepos mo MKC — B
ATEHTCTBax M UX OpraHU3aIUsIX.

3. Xpauuuima uHGOPMAIMH TAPTHEPOB B OTACIBHBIX
peno3utopusix B cocraBe IMMR - HakomieHue uH-
(dopmaru B X0Ji€ TIOJATOTOBKH KOHKPETHOTO 3KHIIa-
’a, YTBEP)KJAEHHOTO Ha IOJIeT.

4. Xpanunwma HHPOPMAIUH TT0 KOHKPETHOMY 3KHIIa-
Ky C MOMeHTa crapTa ((pOHOBBIC 3HAYECHHS) H IIO-
JICTHEIC JaHHEIE.

5. ApxuB — XpaHeHHe WH()OpPMAIIH TI0 BCEM IKCIIE TH-
ITUSIM.

[IpemycMOTpeHbl pexuMbl PabOTHl MOJIb30BaTEIeH
IMMR: misa agmunuctpatopa IMMR unu Bnanenbia
JAHHBIX — BBOJI, KOPPEKTUPOBKA, TIPOCMOTp, yIAJICHHUE;
JUId TapTHEPOB - TOJBKO PEXHM MPOCMOTpa IO
JIOITYCKY.

Baxnyto dWacTe pabOTBl CcOCTaBUja OpTraHU3AIUS
noctyna k IMMR gnst pocemiickux mnaptaepoB. B
paMKax pemeHns MpoOIeMbl OBIT U3yUeH U PeaTn30BaH
BapWaHT WCIOJB30BaHUS B VHCTHTYTE MeEIHMKO-
ounonormuecknx npodiem (MMBIT), Llentpe Ymnpasie-
Hust Tloneramu-MockBa (I[YII-M) u Ilentpe monuro-
ToBKH KocMoHaBToB (LIIIK) cuctemsbl 3amuineHHOro
ymajgenHoro goctyna K gaHaeiM VPN (Virtual Private
Network - BupTyanbHas 4YacTHas ceTh), T.H. Remote
Access VPN. JlanHas TeXHOJOTHS TO3BOJIUJIA CO3aTh
3aMUIEHHBI KaHAl MEXIy CEerMEHTOM BHYTpEHHeEH
cetu NASA rae pacnonoxet cepsep IMMR, u nosb3o-
BaTesieM, pabOTaIOINM C PENO3UTOPUEM yTAIEHHO (BHE
koHTypa KocMudeckoro neHTpa uM. J[PKOHCOHA).

s obecnieueHust OOpaTHOH CBSI3UW Ui IOJIB30-
Bareneit IMMR Obin1 pa3zpaboTaH  WHTEPAKTHBHBIN
caiT, mo3BoJsAomuii oneHuBath padboty IMMR wu
BHOCHTB TIPEJIOKEHHS M0 €0 YCOBEPIICHCTBOBAHHIO 1
pazBuTHio. CaliT paboTaeT Ha ammapaTHO-TPOTPAMMHOI
6aze  UMBII-IIYMOKO (IleaTp  ympaBneHus
MEIUITHCKIM 00ecTieueHreM KOMHYECKIX 0OBEKTOB).



3. IIpoGsema Oe3omacHOCTH XpaHeHUs!
U nepeJavyv MeJUIUHCKHUX (MepCOHATbHBIX)
JXAHHBIX 0 Ykunaxxkam MKC

CoBpeMEHHBIM 3Tal pPa3BUTHS CHCTEM HWHQOpMa-
W3alUU TpPENbsBISICT HOBbIE TPEOOBaHMSA K 3alllUTE
nHpopmanmu. Mubopmamus paccMmaTpuBaercs Kak
HEKHH TOBap, KOTOPBIH MOXHO NPOAATh, MO0 yaadHO
UCIIOJIb30BaTh B CBOMX LieiisiX. [lorepst mHGOpMaOHbIX
pecypcoB (HECaHKIMOHWPOBAHHBIN JIOCTYII, XHIICHHE,
0JIOKMpOBaHHWE U T.NI.) MOXET MPHUBECTH BIAJAETbIA
uH(popManuK K MopajJbHOMY M (PMHAHCOBOMY yIuepOy,
MIPUHATHIO HENPAaBWIBHBIX pELICHHH, yTpaTe CBOUX
MO3HULIHUMN.

Brmonnenne MHorouenessix pabor Ha MKC onpe-
JeTsieT HaJludie MEeXIyHapomHoro obmeHa mH(popma-
IUOHHBIMH PECypCaMH, CO3/laHHE€ HOBBIX H COBEp-
[IEHCTBOBAHUE CYILIECTBYIOIIMX CpPEACTB HH(OpMa-
tuzaiuu Mo MKC u, COOTBETCTBEHHO, aJICKBaTHOIO
COBEPIICHCTBOBAHMS MX CHUCTEMBI 3allIUTHL. DTOT (aKT
BHOCHUT OIIpEJEIICHHBIE TPEOOBaHMS IPH SKCILTyaTaIlH
CpencTB MH(OPMATU3AIMU C TOYKH 3PEHUS 3aIIUTHI
BHYTPEHHUX HH()OPMALIMOHHBIX PECYpPCOB.

K opranmzanny oOMeHa MEAWIIMHCKOW HH(OpMa-
IIMeH ONpeJesieHbl ClIeAyoLe TpeOOBaHHS:
® JIOIOJIETHBIE, TOJIETHBIE M IOCIENOJIETHBIE onepa-
TUBHBIC M Hay4yHble MEIULMHCKHE JaHHbIE Ha BCEX
WICHOB OKUIaXa COOMPAIOTCS W UCIONB3YIOTCS
cormacHo «3akony CLIA o IlpuBarHoctH, 1974 roma»
[12, 13];

e MeIWIMHCKHE opraHm3anuy mnaptHepoB nmo MKC
OyIyT UMETh AOCTYN K HHPOPMALUH O 3J0POBbE UIICHA
SKHMaXka ¥ KO Bcel nHpopManum, KoTopas MOXKET OBITh
3HAUYMMa JJIsl 30POBbs DKHIIAXKa B TeUeHHe Bcex (a3
MOJITOTOBKH U TIOJIETA;

e 3ampocsl Ha MHGOPMAIHIO O 3A0POBBE IKHUMAXKA OT
CTOPOHHHMX OpraHu3aluii OyayT KOOPIUHHUPOBATHCS
MIPEACTaBUTENIEM MEAWIIMHCKOTO YIPABIECHUS MapTHE-
pa, kak onpeneneno MMOP;

® o0menocTymnHas yOIMKanus MEIUINHCKOM
WH(OpPMAIMK OTHOCHTENBHO JIIOOOTO YieHa SKUIaKa
nojera OyJeT caenaHa TOJBKO C HPEALISCTBYIOLIMM
0I0OpeHrEeM 4JIeHa OJKHIIa)Ka B COOTBETCTBHHM C
ycnoBusmu  «3akona CIHIA o Ilpuatnoctu, 1974
roma» [14];

e TexHoJorusi oOMeHa MeIWIMHCKOW WH(opManuen
JIOJDKHA — o0ecrednBaTh  COONIOAEHUE TpeOOBaHWI
3aKOHOHATENbCTB Bcex maptHepoB 1o MKC k
TPaHCTPaHUYHOMY OOMEHY IIE€PCOHAILHON MEAMIMH-
ckoii uH(popMaren.

B xome pa0®oT BBLIBHJIOCH HaIM4ME pPA3TUUuil B
TpeOOBaHUSIX 3aKOHOJATENBHBIX W  HOPMAaTHBHBIX
JOKYMEHTOB NMAapTHEPOB IO COXPAHEHUIO KOHGHICHIM-
QIPHOCTH MEAMLHCKONW MH(OpPMALIIH, 9TO HE O3BOSIET
B HAcTosIIee BpeMs OOECHEeYHTh NPSIMOM HOCTyN K
NEePCOHATIBHON MEAMLIMHCKOW MH()OPMAIKM KOCMOHAaB-
TOB U aCTPOHABTOB MPHU OTCYTCTBHM COIJIAIIEHUS COOT-
BETCTBYIOIIEr0 YpOBHS 00 oOOMEHE MEAMIMHCKUMHU
JaHHBIMH.

OmHUM U3 OCHOBHBIX JOKYMEHTOB, pa3pa0OTaHHBIX
cnenuanucTaMu PaGodedl rpymmbl MO MEOUIIMHCKOW
napopmatuke (MIT WG) npu MHOrocTtopoHHEM
coBeTe 1O MeauuHCKuM omepammsam (MMOP), cran
nokymeHT “MMOP Multilateral Medical Data Sharing
Principles” (“IIpyHUMOBI MHOTOCTOPOHHETO OOMeEHa
METUIIMHCKUMU AaHHbiMK”) [13].

B nmaHHOM [OKyMEHTE MpEACTaBICHBI OCHOBHBIC
HPUHIMIBI COBMECTHOTO IIOJIb30BAaHHUSI MHOT'OCTOPOH-
HUAMH JAaHHBIMH, 3alIUTBI M OE€30MIaCHOCTH JIaHHBIX,
KOTOpBIE JOJDKHBI TIPUMEHSTHCSI B OTHOLICHUH JaHHBIX
memuiuHckux omnepaunii Ha MKC, nmoanexamux cos-
MECTHOMY I10JIb30BaHuI0. IIpesicTaBieHHble PUHIUITE]
JOJDKHBI TIPHHUMATBHCS BO BHHUMaHHE BCEMHU JIMLAMH W
OpraHu3alysIMH, KOTOpbIE TeHEPUPYIOT, 00pabaThIBAIOT,
00CYXIIaI0T WU TOKYMEHTHUPYIOT JaHHBIE TI0 MEIUIIHH-
CKUM OIlepalusaM, NpeIHasHaueHHBIE A1 COBMECTHOTO
TIOJTH30BaHMS.

3.1.
K.T[aCCI/I(l)I/IKa[[I/Iﬂ MCAMIMHCKUX JAHHBIX MO YPOBHIO
3alUThI

3amuTa MEIUIIMHCKUX JTAHHBIX JIOJKHA OCYIICCTB-
JMATBCS COTJIACHO KJacCH(UKANMKM KOH(HUICHIIHAIE-
wocru [13, 20, 21, 22].

MeunuHCKHE JaHHbIe U JIaHHBIE O 30POBbE OYayT
KIacCU(PUIMPOBATECA [0 HAIMYUIO [pPU3HAKA, [0
KOTOPOMY Kakasi-Ti00 YacTh 3TUX JAHHBIX MOXKET OBITh
COOTHECCHA C ONPEACTIEHHBIM YETIOBEKOM.

K uaeHTH(UIMKAIIMOHHBIM JaHHBIM OTHOCSTCS BCE
KOH(HICHIINATbHBIC (MEIUIIUHCKHE, ICHXOJIOTHUCCKUE,
POJICTBEHHbIE) JIaHHBIE, KOTOPhIE MOXHO OJHO3HAYHO
MIPUIKCATh KOHKPETHOMY WIEHY SKHIaXKa.

K 0000méHHBIM ¥ O00€3IMYEHHBIM  JAaHHBIM
OTHOCSITCSl JIaHHBIe, KOTOPbIE HEBO3MOXKHO MHPUIHCATH
KOHKPETHOMY YJICHY JKHITaXa.

K otkpeiTOii WHQOpPMAIUK OTHOCATCS JIAHHEIC,
KOTOpbIE MOXHO 0€3 OroBOPOK IIepelaBaTh B JAPYIHe
areHTCTBA.

[pu KCrONB30BaHUK B OJJHOM TOKYMEHTE AaHHBIX
pa3HOrO YpOBHS 3aLIUTBI, YCTAHABIMBACTCS YPOBEHb
3alIHThI, COOTBCTCTByIOH_II/Iﬁ caMOMYy 3alllUIICHHOMY
JJIEMEHTY.

YpoBHH 3allUThl JJi PA3IUYHBIX THUIIOB JAaHHBIX
npeacTaBicHbl B Tabnwmie 1.

KondunennmanpHple JaHHBIE JIOJDKHBI ~ UMETh
CaMbIii BBICOKMH YpOBEHBb 3alIMTHI HAa BCEX JTalax
MaHUITYJISAIUN ¢ HUMH.

3acerequHHe JAHHBIC TOJIXKHBI OBITH 3alIUIICHBI
oT Hy6J'II/I‘IHOFO AO0CTyIIa M HECAHKIIUOHHUPOBAHHOI'O
OT'JIAaIIICHUA.

HecekperHsle nmaHHBIE HE OYyAyT HMETh OCOOOH
3aIIUTHL

Jannble, mnpeacrapustonue coOOH HHTEIEKTY-
AIBHYI0 COOCTBEHHOCTb, TOJKHBI PACCMATPHUBATHCS KaK
3aIUIICHHAbIE, €CJIH TOJIHKO OHHM HE COIep)KaT MACHTH-
(bMKAIMOHHBIX JAHHBIX 110 MEAWIIMHCKUM OIEpAIvsIM, B
MPOTHBHOM CITydae OHH PacCMATPUBAIOTCS KaK KOH(QU-
JICHIUAJIbHEIC JaHHbIE.



Tabnuya 1:

Koudupen- | 3ammmén- | Hesaummen-
LUAIbHBIC | HBIC HBIE
MnentudukaonHbe X
O600mEHHbIE | X
loGe3myeHHbIE
OTKpBITHIE X
MuTennexTyansHas X X
lcOOCTBEHHOCTB:

Kpome Toro, obcyskaeHre KOHGHISHIUATBHBIX UIN
3aNUIIEHHBIX JAHHBIX JIOOBIM KOMUTETOM, KOMHCCUCH
WIH TPYIIIOH MO METUIIMHCKUAM OIEpalysM OJKHO
KJIacCU(UIMPOBATLCS TAKHM K€ 00pa3oM, BKIIIOYAs BCE
BCPGaHI)HI)IC KOMMYHUKaAIUU W TMHUCbMCHHBIC OTYCThI,
MIPOTOKOJIBI, 3aMEeYaHUsI, HO HE OIPAHUYUBASICh HMH.

PaspabarsiBacMasi TIOJUTHKA 3ALIUTHI MEIHIIHHCKOM
uHbpOpMAUK  TPU MHOTOCTOPOHHEM  OOMeHe
npeiaraercs B fokymenre “Data Sharing Security and
Risk Management Plan” (DS SRMP) [1], pa3paba-
TeiBaeMbIM Takke MIT WG. 3toT nokymeHT Oyner
BKJIIOYaTh aJMUHHUCTPATHBHbBIC, (DU3MYECKHE, U TEXHH-
YecKHe Mepbl 0€30I1aCHOCTH, YTOOBI 3aIIUTUTh YaCTHBIC
(MMYHBIE) M CEKpEeTHBIC MaHHBIE OT HEMPABOMOYHOIO
PaCKpBITHS, Pa3pyLICHHs, WITH MOTU(PUKALUHA BO BPEMs
cOopa, 00padOTKH, IepeadYr UITA XPAHECHUS.

3.2. 3ammuTa MeIUIMHCKHUX JAaHHBIX

Ilocne TmIaTeNpHOTO WM3YYCHHSI COOTBETCTBYIOIIMX
3akoHOB P® u ykazanuit NASA, pacpocTpaHSIOUIUXCS
Ha KOHQUICHIMAIBHYI0O HH(OPMAIMIO, K KOTOPOH
OTHOCHTCSI ¥ TMEPCOHAJIbHAasg MeAWIMHCKas HHOp-
Manusi, OBUIO NPHHSTO pEIIeHHE O HEeoOXOAWMOCTH
00e3MMIrBaHUs MEIUIMHCKONH WH(POPMAIUU O KOCMO-
HaBTax M acTPOHABTAX, YYaCTHHKAX MEXIyHapOIHON
mporpammbel MKC.

bouto pemeno co3maTte cucteMy, B KOTOpOH
MPOUCXOIMJIO Obl NMPUCBAWBAHME KaXKIAOMY acTPOHAB-
Ty/KOCMOHaBTy YHUKAJIBHOTO W MOCTOAHHOT'O MIACHTH-
(PMKaIMOHHOTO KOAA YK€ Ha CTaJuM NPUHSATHS €ro B
OTpAZ AacTPOHABTOB/KOCMOHABTOB. /[l peanmzanmn
9TOH 3amaun ObuIAa pealn30BaHa METOJMKA, B KOTOPOU
JMYHBIC JAHHBIC 3aMEHSIOTCA HA YHUKAIBHBIH WIECHTU-
¢duxarop “ID”. Takxke ObLI COCTaBICH MaTeMaTHUECKUN
ITOPUTM TEHEepaluy YHHKaIbHOTO WAEHTHU(HKATOpa,
Ha 0aze KOTOpPOro MO CTaHIApPTHOW cxeMe ‘“‘KJIMCHT-
cepBep” Obuia peanmnzoBana Cuctema “ID  Code”.
Hcnone3yeTcsa ABa alropuT™Ma OrpaHUUYCHHUS OCTYNa K
cepsepy. [lepBblii OCHOBaH Ha CIMCKE pa3perieHHbIX [P-
aapecoB. BTopoli, KOTOpBI NOAKIIOUAETCA MOCHE
npoBepku BanuaHocty [P-agpeca, ucmone3yer craH-
JapTHYIO TMapy «uICHTH(UKATOp Y4ETHOM 3ammcH -
napoib». JJocTyn K cepBepy BO3MOKEH TOIbKO 10 VPN.

Boutn  BBIOpaHBI, TakXke, METOABI M IPOLEAYPHI
oOMeHa MEIMIMHCKHIMHU JaHHBIMH MEXIYy MEeXIyHa-
poaubiMu naptHepamu BHe IMMR. BpiGop ocHOBBI-
BaJicd KaK Ha TpeOoBaHMAX K Oe30macHOMYy OOMeHY
JaHHBIMH, TaK M Ha IPAKTUKE KOHKPETHBIX AreHTCTB,
YYacTBYIOIIMX B TIporpaMMe. YUHUTBHIBAIHCH OCOOEH-

HOCTH MECTHOTO 3aKOHOJATENbCTBA W MHOTOJICTHSIS
MPaKTHKa WCIONB30BAHUS TEX WJIM WHBIX CHCTEM
mm¢ppoBaHusi, HampuMep. Vcnonb3oBaHNe MPUBBIYHBIX
TEXHOJIOTHH TO3BOJIMIIO «TIOHU3HUTH IICUXOJIOTHIECKUH
Oaprep mepcoHana, oOydwaromierocs paboTe ¢ HOBOWM
cucremoil. CodeTaHHe xKe pPa3IUYHBIX METOJOB, HE
BCErZia ONTUMAIBHBIX, IIO3BOJIJIO Y4YeCTh ToOCyAap-
CTBEHHBIC HOPMaTHBHBIE TPeOOBaHMUs 10 HIM(POBAHUIO
JaHHBIX. B pesynprare, B OOMEHE METUIIMHCKOM
nHpopManueil 3aneCTBOBAHBI CIEAYIOMIHE TEXHO-
mornu u pernamentsl: Kryptiq, PGP, Secure FAX, Drop
Box, Hand Delivery, Face-to-Face Verbal Exchanges,
Electronic Voice Exchanges, SharePoint. IMMR cran
OJHOM W3 TEXHOJOTMH OOMEHa JaHHBIMH MEXIY
napTHEpamu.

3.3. HeoOxogumocTh y4éTa  MeEKIYHAPOIHBIX,
HAIIMOHAJIBHBIX W BEeJOMCTBEHHBIX HOPMATHBHBIX
JOKYMEHTOB

[Ipu pabore ¢ MEIUIMHCKMMH JaHHBIMH JOJDKHBI
cobmoaTbesi  TpeOOBaHUS MONUTHKHM OE30HacHOCTH,
OpUHATBIE B CTpaHe 4Yi€HAa HSKUIaXa WIM yYaCTHUKA
KOCMHMUYECKOT0 ToJieTa. B Kaxmol cTpaHe CylecTBYIOT
CBOH 3aKOHBI, KOTOPBIE HAKJIAIBIBAIOT JOMOJHUTEIHHEIC
TpeGoBaHUS K paboTe BHYTPH CTPAHBI.

B xone uccnenoBanmii cnenuanucramu MIT WG
BEISBIICHBI CIICAYIOIINE TIPOOIIEMBI:
® HECOOTBETCTBHE KIJIACCU(UMKALMHM YPOBHEH 3aKpbl-
Toct HH(popManuu y naptHepoB 1o MKC;
® HEpeIeHHOCTh BOMNPOCOB HCIONB30BAHUS KPUIITO-
rpaguYecKux CpeincTB Npu OOMEHE MEIMIUHCKOW WH-
¢dopmarueit Mexxay nmaprHepamu no MKC;
® OTCYTCTBHE IOPHIUYECKHX OCHOB COBMECTHOTO HC-
MTOJTE30BaHMA JaHHBIX mapTHepamu mo MKC.

Kaxneiit mapraep nmo MKC mpu pabore ¢ menu-
LIMHCKUMH JIaHHBIMH JOJDKEH COOJIIOAaTh TPeOOBaHUS
3aKOHOJIaTEIbCTBA CBOEH CTPaHBI, IIPU 3TOM TIIATEIBHO
OTCJIEXKMBAsA, 4YTO Pa3pelIeHO MEXKIPABUTEIbCTBEH-
HBIMH JIOTOBOPaMH 10 TaHHOMY BOIIPOCY.

HccnenoBanne mpobiaeMsl 0€30MacHOCTH XpaHEHHS
U Tepejadd MEAWIMHCKUX (IIePCOHANbHBIX) JaHHBIX
IIPU MHOTOCTOPOHHEM OOMEHEe MEAMIMHCKOW HH(Op-
Mmarueit o nporpamme MKC mpoBoaniocs ¢ yderoMm
TpeboBanuii JupextuBsl MHOTOCTOpPOHHEH KOMHCCHH
[0 BOIIPOCaM MEAMIMHCKUX cTpateruid «CtpaTerus
3aIIUTHl MEAWIMHCKUX JAHHBIX B PaMKaxX IpPOrpaMMBI
MKC» («ISS Medical Data Security Policy») Ne 03
MMOP ot 11 mas 2007 roxa.

PykoBopsiiie opraHbl M0 MEAUIMHCKIM OII€PALIHSIM
MKC, koropele  obOecreywBalOT  3740pOBbE U
Oe3omacHocTs dkunaxxa MKC 1no mosnera, B TeueHHe
mojaeTa W IOCIE II0JIeTa, JOJDKHBI —00eCIeunTh
0e30MacHOCTh MEIULIMHCKAX JaHHBIX M JIHYHBIX
JMAHHBIX JKUMAaXa, KaK 3TO ONPEHACICHO B JOKYMECHTE
«COBMECTHBIN IIJIaH OCYIIECTBIEHUS METUITUHCKOTO
obecnieuennss MKC» (JMOIP, penakiust oktsiops 2007
rofa, pazmen 12) [2].

B 1981 roxy Coser EBponsl npunsi KonBeHnuto
«O 3ammTe JMYHOCTH B CBSI3M C aBTOMAaTHYECKOM
00paboTKOI MEepCOHaJbHBIX JAaHHBIX». B Hacrosuiee



BpEMA  BOIIPOCHI  3alIMTBI IEPCOHAJBHBIX JaHHBIX
JETATPHO PErJIaMEeHTHUPYIOTCS AupeKTHBaMu EBpomap-
namenta u Cosera Espomeiickoro Corosza. 3to
HupexktuBsr  Ne  95/46/EC  m  Ne  2002/58/EC
EBponeiickoro mapnamenta u Cosera EBpomnelickoro
Coro3a ot 24 oxT0ps 1995 rona «O 3amuTe mpaB yacT-
HBIX JIMI IPUMEHHUTEIHFHO K 00pabOoTKe MepCOHATBHBIX
JaHHBIX H O CBO60}IHOM JABH)KCHUHW TaKUX JaHHBIX»
[18], [upextuBa Ne 97/66/EC  Espomeiickoro
mapnamenta u Coera Espomeiickoro Coroza ot 15
mexabps 1997 roma, Kacaromasicsi HCIIONBb30BaHUS
MEPCOHATIBHBIX JIaHHBIX M 3aIUTHl HEMPUKOCHOBEH-
HOCTH YacTHOW XW3HHU B c(epe TeICKOMMYHHKALMH H
JpyrHue JOKYMEHTHI.

25 HosOpss 2005 r. TocymapctBennas yma P®
parudpunuposana ganHyio Kousenmumro (D3 ot
19.12.2005 Ne 160 @3 «O parndukanuu Konpenin
CoBera EBponbl o 3amure (QU3NYECKUX JHIl IPH
ABTOMATHUYECKOH 00pabOTKE NMEPCOHAIBHBIX JAHHBIXY),
BO3JI0)HB Ha DeepanbHble 1 MyHUIMIIAIBHBIE OPraHbl
00s13aTeNIbCTBa 10 TPHUBEJCHUIO B COOTBETCTBUE C
HOpPMaMH €BPOIEHCKOr0 3aKOHOAATENbCTBA ICATEIb-
HOCTH B OOJNIaCTH 3aIIUTHI TpaB CyOBEKTOB IEpco-
HQIBHBIX JIaHHBIX. llepBBIM IIaroM B peaH3aliu
B3SITBIX 00f3aTENBCTB CTaNo NpuHATHE DenepaabHOro
3akoHa Ne 152-@3 «O nepcoHanbHBIX JaHHBIX» OT 27
utonst 2006 r. [21]. 3akoH BCTyNnuI B CUIIy B SIHBape
2007 roma. Ilo pe3ynpTaramM BHEApPEHHS 3aKOHA OBLI
W3JaH JOTMONHUTENbHBI 3akoH No 261-03 PO «O
BHeceHMH w3MeHeHN B DexepampHblii 3akoH "O
TIePCOHATBHBIX AaHHBIX" OoT 25 mroyst 2011 roga [22].

OTUMH 3aKOHAMHU BIEPBBIE JNCKIAPUPYIOTCS IMpaBa
CyOBEeKTa TIePCOHANBHBIX JaHHBIX Ha €ro corjacue Ha
00paboTKy ero mepcoHANbHBIX AaHHBIX. [lom mepco-
HaJBHBIMH JTaHHBIMH NOHUMAeTCsl HMH(OpPMAIHs, OTHO-
csimasicsl K onpeze’IeHHOMY JIMIY, WM HHpOpManus, Ha
OCHOBaHHHU KOTOPOIi onpenensieTcss pu3nueckoe JIULO.

B cootBerctBum co crateéit 10 demepampHOTO
3akoHa Nel152 @3 or 27 urong 2006 roga MeIUIIMHCKAS
nH(pOpMANKs OTHECEHA K CIICIUAIBHBIM KaTCTOPHSIM
MEPCOHANBHBIX TAHHBIX.

[TpuMeHUTENBHO K MEIUIUHCKUM JaHHBIM €CTh JIBE
CTaThbd, MO3BOJIOIKME O00pabOTKY  MEIMIIMHCKUX
JAHHBIX, €CIM OHa IPOBOIMTCS JIUIIOM, MPOdECcCHOo-
HaAJIbHO 3aHUMAKOIIUMCA Me}lHHHHCKOﬁ JCATCIBbHOCTBIO.

B cratee 6 3akona ckazaHo - Cornacue cyObekTa
MIePCOHATBHBIX TAaHHBIX Ha 00pabOTKy ero mepcoHajb-
HBIX TaHHBIX HE TPeOyeTCs B CIydasx:

e 00paboTKa MEePCOHANBHBIX JAHHBIX OCYIECTBISCTCS
B IEJISIX MCIIOJHEHUS JIOTOBOPA, OJTHON U3 CTOPOH KOTO-
pOro SBISIETCS CYOBEKT MePCOHATBHBIX JaHHBIX;

e 00paboTKa MEPCOHANBHBIX JAHHBIX OCYIICCTBIIACTCS
JUIS. CTaTUCTUYCCKUX WJIM WHBIX HAYYHBIX IIEICH MpH
ycIoBHH 00s3aTeNbHOTO0 00€3MMYMBAHMS TIEPCOHAIB-
HBIX TAaHHBIX,

e 00paboTKa IMepcOHAIBHBIX JAHHBIX HEOOXOIMUMa IS
3alMUTHl JKU3HH, 3I0POBbSl MM WHBIX JKU3HEHHO BaX-
HBIX HHTEPECOB CYOBEKTA MEPCOHATBHBIX JAHHBIX, CCITH
MOJyYeHUE COTJIacusi CyOheKTa MePCOHATbHBIX TaHHBIX
HEBO3MOJKHO.

B cratbe 10 ckazaHo - 00paboTka crienuanbHbIX KaTero-
pHi TEPCOHAIBHBIX JAaHHBIX AOIYCKaeTcs B CIIydasXx,
€CIIN:

® [IEpPCOHAIBHBIC IAaHHBIE OTHOCSTCS K COCTOSIHUIO
3/I0POBBS CyOBEKTa NEPCOHATBHBIX JaHHBIX M UX 00pa-
00TKa HeoOXOoJMMa ISl 3alUTHl €ro XXH3HH, 3710POBbS
WIN WHBIX )KU3HEHHO BaXKHBIX MHTEPECOB JINOO KNU3HH,
3/I0POBbSl WJIM MHBIX JKM3HEHHO Ba)KHBIX HHTEPECOB
JIpYTUX JIHI, U TIOJIy4eHHEe corjlacus cyOBeKTa Inepco-
HaJIBHBIX JaHHBIX HEBO3MOXHO;

e 00paboTKa MePCOHANBHBIX JTaHHBIX OCYIIECTBIISIETCS
B MEIUKO-TPOMUIAKTUIECKUX IETIX, B LENAX YCTAHOB-
JEHUS MEAMIMHCKOTO JAWAarHo3a, OKa3aHWs MeEIH-
LUHCKUX W MEAHNKO-COLHMAJBHBIX YCIYT HpPH YCIOBHUH,
4YT0 00pab0TKa MEPCOHANBHBIX JAaHHBIX OCYIIECTBIISICT-
Csl JIMLIOM, NPO(ECCHOHAIBHO 3aHMMAIOIIUMCS MeJH-
IIMHCKOU JIESITEBHOCTBIO U 00s3aHHBIM B COOTBETCTBHHU
¢ 3akoHonatenbcTBOM Poccuiickoit denepaium coxpa-
HATH BpaueOHYIO TaliHy.

3TO MOXHO paccMaTpUBaTh, Kak HE 3allpelleHue Ha
pa3paboTKy MEXIYHApOAHOTO XPAaHWINIIA MEAUIMH-
ckux gaHHbix no MKC wu ocymecTBieHHe MHOIOCT-
OpPOHHEro 0OMeHa MEAMITMHCKONW NH(OpMaIHeH 110 Mmpo-
rpamme MKC.

Ha ocHOBaHMM TpOBEAEHHBIX HCCIEIOBAHUI IO
HEOOXOIMMOCTH 3allUThl MHOOPMAIIMA M B COOTBET-
CTBHU C BBIIICTIPUBEICHHBIMU KJIaCCU(UKAIIMOHHBIMH
MpU3HaKaMl HWHGOPMAIMOHHAsT CHUCTEMa AIsi MHOTO-
CTOpPOHHETO OOMEHa METWIIMHCKOW wmHpopMammen o
nporpamme MKC otHocuTcst k 1 rpynne kiacca [l —
«MHuoronons3oBarensckas AC, B KOTOpOH OJHOBpe-
MEHHO oOpalaTbIBaeTCs U (WIIM) XpaHUTCS HHPOpMaus
pa3sHBIX YpOBHEH KOH(HICHIMAIBHOCTH U HE BCE
MOJb30BaTEN HMMEIOT TIpaBO JIOCTyma KO BCed
nHpopmanuu ACy.

O¢ddexrnBHON 3ammTe KOHOUACHITUATEHON HHPOP-
Maluy JOJDKHA MPEANIeCTBOBAaTh pa3paboTKa MOIUTHKH
0€30I1acCHOCTH - KOMIIEKCA ITPEBEHTUBHBIX MEp MPOTUB
arak Ha nHopmanuio. [Tox monuTHkoi Ge3omacHOCTH
MOHUMAETCS ~ COBOKYNHOCTb  JIOKYMEHTHPOBaHHBIX
KOHLIENTYaIbHBIX PELICHNH, HAIPaBJICHHBIX HA 3allUTy
MH(OpPMANUH U ACCOLMUPOBAHHBIX C HEHM PECypcoB

3.4. TpaHcrpanu4yHas nepeaaya JaHHbIX

Tpancrpann4Has Tepegada JaHHBIX —BO3MOXKHA
JIUIIG TP BBITOJHEHWN ONPEACTICHHBIX TPeOOBaHUI U
YCIOBHUH B COOTBETCTBHH C 3akoHOM Ne 152-®3 «O
MEPCOHANBHBIX JaHHBIX» [21]. DTo o03Hagaer, dTO
pa3paboTKy MEXAYHAPOTHOTO XPAHHIIHMINA METUIMH-
ckux pgaHHbix 1o MKC, ocymiectBieHue MHOrocTo-
pOHHEro oOMeHa MeAMIMHCKOW uH(popMaIend o
nporpamme MKC u 06paboTKy MepCOHaIbHBIX JTaHHBIX
MOKHO OCYIIECTBIATH JIHIIb C Y4ETOM TpeOOBaHMIA
naxHoro 3akona (1.4, c¢t.10 «O6paboTka mepCOHATBLHBIX
JAHHBIX OCYIIECTBIIETCS B MEIUKO-TIPOPUIAKTHICCKUX
[eNAX, B [ESIX YCTaHOBICHHUS MEIUIIMHCKOTO IHar-
HO3a, OKa3aHHUsS MEAMIMHCKUX U MEIMKO-COLIMATbHBIX
YCIOYr TPU YCIOBHH, 4TO 00pabOTKa IMepCcOHATbHBIX
JAHHBIX OCYLIECTBIISIETCS JIMIIOM, IPO(ECCHOHAIBHO
3aHUMAIOIUMCS  MEAMLIMHCKONH  JEATeNBbHOCTRIO H
00s13aHHBIM B COOTBETCTBHUM C 3aKOHOIATEILCTBOM PdD



COXpaHsATh BpaueOHyI0 TaiiHy»; 1m.3, cT. 12 «Omneparop
00s13aH yOeAUTHCS B TOM, YTO MHOCTPAHHBIM TOCYyIap-
CTBOM, Ha TEPPUTOPHIO KOTOPOTO OCYLIECTBIISETCS
repefaya  TEepPCOHANBHBIX JaHHBIX, OOecreunBaeTcs
aJIeKBaTHas 3allUTa NpaB CyOBEKTOB IEPCOHAIBHBIX
JAHHBIX, O HadaJla OCYLICCTBIICHHUS TPaHCTPaHHUYHOM
nepesiauy MepCOHAIBHBIX TAaHHBIXY).

C mpaBOBOi TOYKH 3peHHsT OOEcIiCUCHHE a/leKBaT-
HOW 3aIIUTHI NPaB CYOBEKTOB IEPCOHAIBHBIX JaHHBIX
NpearnojaraeT COOTHECEHHE MPaBOBBIX HOpPM B cdepe
3alUTHl NEPCOHATBHBIX JAaHHBIX HMHOCTPAHHOIO roCy-
JlapcTBa ¢ MpaBoBbIMM HOpMaMu Poccuiickoii denepa-
UM WM JOCTaTOYHOCTh IIPABOBOTO PETYIHPOBAHUS
cdepsl 3ammTH TpaB CyOBEKTOB MEPCOHANBHBIX JaH-
HBIX UCXOAS M3 OCOOCHHOCTEH KOHKPETHOTO MHOCTpPaH-
HOT'0 rOCyAapcCTBa.

MMUHHCTEPCTBO CBS3M M MacCOBBIX KOMMYHHKAIMHA
P® (Munkomcas3u) B ceoeM nrckme Ne JIC 111 2502
otr 13.05.2009 ompenenuyio «aJeKBaTHYIO 3aLIUTY» Kak
3aIUTy, TIPH KOTOpoil «oOecreymBaeTcs YpOBEHb
3alIMIIEHHOCTH MPaB CYOBEKTOB IMEPCOHANIBHBIX JaH-
HBIX HE HIXKE, 4yeM B Poccuiickoit @enepanum.

TpancrpannyHas nepegada NEPCOHAIBHBIX JAHHBIX
Ha TEPPUTOPHH MHOCTPAHHBIX TOCYIapcTB, HE obecme-
YMBAIOIIMX aJEeKBAaTHOM 3allUTHl IpaB CyOBEKTOB
MEPCOHANBHBIX JaHHBIX, MOXET OCYIIECTBISATHCS B
HEKOTOPBIX ClIyyasiX, B TOM 4YHCIE€ B CIy4asx
WCIIOJNIHEHHS JIOTOBOPA, CTOPOHOM KOTOPOTO SBISETCA
CYOBEKT NEpPCOHAJBHBIX JAHHBIX; 3alUThl JKU3HH,
3I0POBBS, WHBIX JKH3HEHHO BAXKHBIX HHTEPECOB
CyOBEKTa MEPCOHANBHBIX JAaHHBIX WM JPYTHX JHI[ IPH
HEBO3MOXXHOCTH MOIYYEHHUS COIJIacHs B NHUCBMEHHOU
(opme cyObeKTa epCoOHABHBIX TaHHBIX.

B 3akone «O nepcoHaIbHBIX JaHHBIX)» ONpPENENEHO,
YTO €CJIM MEeXIyHapoAHBIM JaorosopoM Poccuiickoit
®Denepaliii YCTaHOBIICHBI HHBIE NTPaBHiIa, YeM Te, KOTO-
pBIe IpeayCcMOTpeHs!l HacToAmmM DenepaabHBIM 3aK0-
HOM, TIPIMEHSIIOTCSI TIPaBHIIa MEKTYHAPOIHOTO I0TOBO-

pa (ctr.4, m.4).
OmHa w3 GopM yperyiMpoBaHUs TpaHCTPAHMIHON
nepe/iadyn MEePCOHANBHBIX JAHHBIX — HAJIMYHE IHCh-

MEHHOTO COTJIAIICHHUs, COAEPIKAIIETO COTIaCOBAaHHBIC
CTOpOHaMM TPEOOBAaHMS [0 3aIIUTE IEPCOHAIBHBIX
JIAaHHBIX TIpY MX TPaHCTPaHUYHOM mepenade. Takue
JOKYMEHTBl CO3JaHBl B paMKax pa0oueil Trpymmsl
MMOP 110 MEIAIMHCKOMN nHpOpPMAaTHKE u
texHojorusm [1, 10, 13].

3akoHOM Poccuiickoit ®@enepanun «O mepcoHab-
HBIX JAHHBIX» TIPEIYCMOTPEHO 0053aTeNbHOE HCIIONb-
30BaHUE KpHnrorpaguyeckux cpeacts. OpHako npoo-
JIeMa COCTOUT TOJIBKO B TOM, YTO MBI HE MOKEM HCITOJIb-
30BaTh poccuiickue Kpuntorpaduueckue cpeacTBa s
nepeaayu JaHHbIX TIIapTHEpaM, a MIpE€aoCTaBIIACMbIC
TapTHEpaMH CPEICTBa JOJDKHBI OBITh CEpTHPHINPOBA-
HeI B Poccun. Kpome toro, 3akonomatensctBoM Poccun
MIPEAYCMOTPEHO, YTO CepBep KIIoYeH JIOJDKeH Haxo-
nuthbes B Poccun.

4. IIpo0/ieMbl HHTE/UIEKTYAJIbHOM
CO0CTBEHHOCTH

Kpome mpobnemsl 3amuTH MEAUKO-OMOIOTHYECKON
nH(OpMaNUK, OCTPO CTOMUT NpodieMa 3aluThl MHTEN-
JIEKTyaJIbHOW COOCTBEHHOCTH M MOTEHINAIBHON MHTEI-
nexTyanbHoM cobctBeHHOCTH. Eme B 1992 rony mops-
JIOK OXpaHbl MHTEIUIEKTYaJIbHOH COOCTBEHHOCTH OBLI
m3noxeH B «Cornamenun mexay Poccuiickoit ®enepa-
nueit u CoenunenusiMu [llTaTamMmu AMEpUKH O COTPY/I-
HUYECTBE B HCCICAOBAHWUHM W HCIIOJIB30BAHMH KOCMH-
YEeCKOTO TIPOCTPAHCTBA B MUPHBIX memsax» [19].

CorameHne perynupyer BOIPOCHI PAaCHpeeeHUs
MpaB, WHTEPECOB M OTUMCIEHHH Mexay CropoHamu.
Kaxnmas CropoHa oOecrieduBaeT BO3MOXKHOCTD IS
apyroii CTOpoHBI TOJNydYaTh TIpaBa Ha HMHTEIUIEK-
TyaJIbHYI0 COOCTBEHHOCTB, Paclpe/IeIEHHYIO B COOTBET-
crBuu ¢ CorjameHueM, IIyTeM IPHOOPETeHUs] 3THUX
IpaB OT CBOMX YYaCTHMKOB Ha KOHTPAaKTHOH OCHOBE
WIN, €clu 3TO0 OyJaeT HeoOXOIUMO, JPYTUMH, Ipeay-
CMOTPEHHBIMH  3aKOHOM cpeicTtBamMu. Hacrosiiee
Cornamenne He U3MEHSET KaKMM-IH00 MHBIM 00pa3oM
W HE HAHOCHT ymep0 peryjInpoBaHHIO BOIPOCOB
pactpeneneHust Mexxay CTOpOHOH WM €€ yJacTHHKAMH,
KOTOpOE OIpefenseTcsd 3aKOHaMH M IPAKTUKOH 3TOH
CTOpOHBI.

CropoHBI 0O0ecCIIeUnBalOT HAMISKAIIYI0 U AP dek-
THBHYIO OXpaHy HHTEIUIEKTYalbHOH COOCTBEHHOCTH,
CO3JJaHHOHM WJIM TIPEJOCTaBICHHON B paMKax YIIOMSHY-
toro CornameHuss W COMVIAIICHWH, 3aKIIOYEHHBIX B
coorBercTBHM co ctathed II Cornamenus. Takue co-
TJIAIIEHUST MOTYT COJIEPKaTh Pa3iIMUHbIE MOJIOKEHHSI 00
OXpaHE M pacHpeAeiIeHHH HHTEIUICKTYaJIbHOH coOCT-
BEHHOCTH.

IOpunuyeckne OCHOBBI COBMECTHOI'O HCIOJIB30Ba-
Hus naptHepamd o MKC MeAMIIMHCKHMX JaHHBIX IO
wreHaMm skunaxedd MKC B Hacrosiiee BpeMsi OTCYTCT-
BYIOT. 3aKOHOJATENbCTBOM PETTIAMEHTHUPYIOTCS IIpaBoO-
OTHOIIICHUS TIO0 PadOTe ¢ WHTEIUIEKTYyaIbHOH COOCTBEH-
HOCTBHI0. HO MHTEIIEKTYyambHOH COOCTBEHHOCTBIO SBIISI-
FOTCSI PE3yJIbTaThl 00Pa0OTKU JaHHBIX U3 MHOTOCTOPOH-
HEro XpaHWJIMILA MEIUIMHCKUX NaHHBIX. [loka oHU He
00paboTaHbl PeYb MOXKET UATH TOJBKO JIUAIIb O MOTCH-
UaIbHON HUHTEJUIEKTYallbHOM COOCTBEHHOCTH,
coJiep KamIeiicss B COBOKYITHOCTH JTaHHBIX.

[lepBuunble HaHHBIE SABISAIOTCA MOTEHIUAIBHON
UHTEJUIEKTYalbHOM COOCTBEHHOCTBIO COOTBETCTBYIO-
1IeT0 KOCMHUYECKOT0 areHTCTBAa, a BOIPOC Mepenadu
BCEro KOMIUIEKCAa NEPBUYHOM MEIUIMHCKONH HH(DOpMa-
MU B HACTOSIEE BpeMs 3aKOHONATEIBCTBAMHU CTpaH
maptHepoB Mo MKC He permamMeHTHpOBaH H Tpedyer
JOCTHKEHHSI JOTOBOPEHHOCTH.

Ha cerognsimHmMii  J€Hb B COOTBETCTBUH C
nokyMeHToM [19] wuHTemnmekTyambHas COOCTBEHHOCTH
Oyzmer MMeTh MaKCHMAIBHO BO3MOJKHYIO 3aIIHTY:

1) IlpaBa Ha mMyOJIMKAIMIO W JUINTEIBHOCTH JIEHCTBHS
MIEPBOTO MpaBa Ha MyOJUKAIUIO OyIyT 3aIIUIIATHCS IO
HaITMOHAJIbHBIM 3aKOHaM W IOCTAaHOBJICHUSAM B OTHOIIC-
HHH BJIaJIeNbla MHTEIUICKTYaJIbHONH COOCTBEHHOCTH.



2) IlpaBa myOnmMKaIWK JaHHBIX, SBISIOIIIXCS HWHTEI-
JICKTYaJIbHOW COOCTBEHHOCTBIO, B KaXIOM arcHTCTBE
MPHU3HAIOTCS BCEMH TMOJH30BATEIIIMH 3THUX JaHHBIX
COIJIACHO 3aKJIFOUCHHBIM MEKIY BiIajelblieM (Bliaaesb-
[IaMH) HHTEJUIEKTyaJIbHOM COOCTBEHHOCTH H IOJIb30-
BaTesIMH JIOTOBOpaMH 00 obOmene manHbMH (Data
Sharing Agreement).

3) Jlns mepcoHajga MO MEAUIUHCKUM  OTepaIiusm
MOXXKET OBITh TPEAYCMOTPEH OBICTPBIA JOCTYH K
JIAHHBIM HAYYHBIX HCCJICJOBAaHUN B MEPUOM JICHCTBHS
MepBOro ITpaBa Ha MyONHKAIMIO C pa3pelieHus Blia-
JIeNblla MHTEIUIEKTYAIbHOM COOCTBEHHOCTH M WCKIIIO-
YUTENBHO JUTS KIIHHAYECKUX TeIIeH.

4) BrmamenplieM WHTEIUICKTYaIbHOH COOCTBEHHOCTH
MOKET OBITh KOCMHYECKOE areHTCTBO, KOMIIAHUS, WU
YacTHOE JIMIIO WU OHHM K€ B JII000M KOMOMHALIWH.

5) B cBs3M ¢ OTCyTCTBHEM 3aKiIIOYeHHS 00 ypOBHE
3aIUTHI IEPCOHATBHBIX JaHHBIX B CTpaHaX — MapTHepax
mo mporpamme MKC mepenaua mepBUYHOH MeETUITHH-
CKoi wH(pOpMANWK TapTHEpaM H IS XPaHCHHS B
MHOTOCTOPOHHEM XPaHWIHINE B HACTOSIIEEe BpeMs He
nenecoodbpasHa 70 yperyJHpOBaHUS  IPAaBOBBIX
BOIIPOCOB IO MHTEIUIEKTYaJbHOI COOCTBEHHOCTH W
MOTEeHIIUATBHON UHTEIIIEKTYaIbHOW COOCTBEHHOCTH.

5. Mera-ananu3 uadpopmauuu

OcTpele U XpOHHUYECKHE IOCIEICTBUS BO3JEHCTBUS
(haKTOpPOB KOCMHUYECKOTO IIOJIETa HEJOCTATOYHO H3Y-
YEeHBl, M JUI1 MPOBEJCHUS HAYYHBIX MCCIIEI0BAHUH
JIOCTyTIHA BecbMa orpaHumdeHHas nHdpopmarus. [losto-
MYy aHAJIN3 CBSI3eH MEXTy STUMH (PAaKTOPaMH U 310POBb-
€M acTPOHABTOB CTPOMTCSI HA MaKCUMalbHO (P (eKTHB-
HOM HUCIIOJIb30BaHUM BCEX JOCTYIHBIX JaHHBIX.

DIHUIEMHOJIOTHYECKHE HCCICAOBAHUS JIFOOOro U3
maptHepoB Mo MKC He HMEIOT JOCTaTOYHOM CTaTHCTH-
YeCKOM 3HAYMMOCTH ISl BBISBJICHHS JOKa3aTeabHOM
CBSI3U MEX]y UMEBIIIAM MECTO BHEIITHHM BO3JICHCTBHEM
U COCTOSIHUEM 3J0POBbsI, MOCKOJBKY TakKue COOBITHS
CIIy4aroTCsl HEYacTO M YHCJIO HCIBITYeMbIX HEBEIHKO.
Poccniickoe ®enepampHoe KocMmmdeckoe AreHTCTBO
(PKA) MOXeT mpeaocTaBUTh CBEACHUS IO MPUMEPHO
250 xocMoHaBTaM, NASA MOKeT Ipe0OCTaBUTh CBEJe-
Hus o npumepHo 350 actponaBtoB CIIIA, Empomeii-
ckoe, Kananckoe u SImoHCKOE KOCMHYECKHE areHTCTBa
AMEIOT OYEeHb MaJIoe KOJHYECTBO YYaCTHHKOB KOCMH-
YECKUX IOJIETOB, COBEPIIUBIIUX pa3HbIe O JTUTENb-
HOCTH MOJIETHI B KOCMOC U MOJIYYUBIIUAX Pa3HBIA OIBIT.

O,Z[HaKO COBMECCTHOC IIOJIB30BAaHHC MCIHUIIMHCKHUMU
JaHHBIMU MOJKET OBITL BeCcbMa HpO6J'IeMaTI/ILIHI)IM n3-3a

TOro, 4YTO0 AareHTCTBA 3alIUINAIOT  MEIMUIMHCKYIO
UH(]pOpMALUIO ¥ JOKYMEHTAIINIO, TOCKOJIBKY OHH MOTYT
OBITh TMEPCOHATBHO HIACHTU(HUIMPOBAHEL | 'pymma

HCCIeyeMbIX Maja, ¥ BCE OHU 3aMETHBIE TEPCOHBI.
OOvenMHEHWE MaHHBIX B OJWH IIyJ, YTO TIpeay-
CMaTpHBaeT MeTa-aHalli3, MO3BOJSIET KOMOWHHPOBATH
OTHOCHTEIIbHBIC TIOKA3aTeld BO3JCHCTBHIA IO areHT-
CTBaM, TIPH 3TOM IEJIOCTHOCTh ¥ aHOHUMHOCTD JTAHHBIX
COXPAaHSIFOTCS.

Merta-aHai3 UMEET ONpe/e/ICHHBbIC PEHMYIIECTBA
0 CPaBHEHHIO C JIPYTUMHU TPATUIIMOHHBIMA METOIaMHU.
OH mo3BonsgeT A(PPEKTHBHO HCHOIH30BAThH JIOMOJHH-
TeNbHYI0 HMH(OPMAIMIO OT JIPYTUX KOCMHYECKUX
areHTCTB, YTO B CBOKO OYepellh IO3BOJIIET IMOBBICUTH
CTaTUCTUYECKYIO 3HAYMMOCThH HcclienoBanuid. Tpedy-
eTCS HUCKIIIOYHTEIBHO HECOOTHOCHMAsT HH(pOpMAIHs
(TaHHBIE, KOTOPHIE HE MOTYT OBITH HPHUIUCAHBI KOMY-
m00), ¥ MOKHO M30ekKaTh TPeOOBaHWI COBMECTHOTO
MOJTL30BAHUS COOTHOCUMBIMHU JTaHHBIMH. Kpome Toro,
JTAaHHAs METOJIUKA MO3BOJIIET 0XapaKTePH30BaTh pa3HO-
POAHOCTH OIEHOK BO3JCUCTBUH IO areHTCTBaM U
BBISIBUTH IPUYHHBI STHX Pa3IHIUA.

[IpuMeHeHHe METOAMKH MeTa-aHajau3a ObLIO 0J00-
peHo komuccueit MMOP.

B pamkax gesrenpHOCTH — paboueil  TpymmBI
pa3paboTaHa KOHIICTIIUS MeTa-aHali3a METUIMHCKOM
uHpopMaUu W HauaTa oOpaboTka wWHpOpMAIMKU B
NASA u Pockocmoce. IlpoBomutcsi oOcyxkaeHue
MpoeKTa MeTa-aHalu3a B YacTH, KacaroIelcss Mepo-
npustuit MMOP 1o coBMecTHOMY MOJIB30BaHMIO JaH-
HBIMA. OOCYKHalOTCS BOMPOCH 3allUTHl HHTEJUIEK-
TyaJbHOH COOCTBEHHOCTH MapTHEPOB B XOJe aHaM3a
MemuiuHCcKod wH(opMmammu. B doxyce BHEUMaHUS
HAXOJAATCS TIPHUHITUIBI 3alUTHl COBMECTHOTO IOJb-
30BaHMs JTAHHBIMA MEIUITMHCKHMHU CIICIUAIACTAMU U
CIeTMaINCTaMU-UCClieIoBaTesIME  (HaydHOE  CO00-
IIECTBO).

6. PaspaboTka MeTOoAUKH
MHOIOCTOPOHHEro o0MeHa MeIHIHHCKOI
uHpopmanueii mo nporpamme MKC

Peanusanus MHOroCcTOpoHHero oOMeHa MEIUIUH-
ckoil mHpopmanmeit mo mporpamme MKC B pamkax
PockocMoca B 3JIEKTPOHHOM BHIE Ha CETOIHSIIHUH
JIeHb MpeJcTaBjeHa Ha puc. 5.
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pa3paboTKH crenuanbHOU METOIUKA MHOTOCTOPOHHETO



oOMeHa MEIUIMHCKON nHpopManuell Mexay MmapTHe-
pamu o mporpamme MKC.

Meroauka mpeqHa3HAueHa JUIs PYKOBOAUTENEH U
MEIUIUHCKUX  CIEIHAIUCTOB,  OCYHIECTBIISIOIINX
MEIUIMHCKOE obecreyeHne MeIUKO-0MOI0THYECKOM
MOATOTOBKH K IOJIETY, TIOJIETA U 9Tama peabuInTaIH.

Iledp METOAMKH: METOAMYECKOe obecreueHne
pyKOBO)IHTeJ'Ieﬁ U MCAOAUIMHCKUX CICIHAJIUCTOB B
npouecce oOMEHa MeIUKO-OMOJIOrn4eckod HHGOpMa-
mueit ¢ maptaepamu mo MKC anst pemmeHnss MeauiuH-
CKMX M OPTaHH3AIMOHHBIX 3a/1a4 METUIIMHCKOTO o0ec-
TIEYCHUS MMOTOTOBKH K TIOJICTY, ITOJIETa U dTara peadu-
JMUTAUN C COONIOICHHEM 3aKOHOB O 3alllUTe Iepco-
HaJBHBIX JaHHBIX.

B OCHOBY MeTOAMKHM MHOTOCTOPOHHETO OOMEHa
MEIMIMHCKONH wuH(popManmeil mo nporpamme MKC
MOJIOKEH JOKYMEHT, Pa3paOOTaHHBIN CIIeIHaNInCTaMu
MIT WG — “ Medical Data Sharing and Data Security
Procedures” [9].

7. BbIBOIbBI

I[Ipu pabore c wMegummHCcKUMH maHHBIME MKC
ocoboe BHMMaHME OBUIO yJeleHo TpeOOBaHUIM
TTOTUTHKHA OE30MaCHOCTH, TMPHHATHIM B CTPaHE WICHA
SKHNaXKa WM YYaCTHHKa KOCMHYECKOro Toiera. B
KaXJOW CTpaHe CYIIECTBYIOT CBOU 3aKOHBI, KOTOpBIE
YCTaHABIIMBAIOT JIOTIOJIHUTEIBHEIC TPEOOBaHUS K paboTe
BHYTpH CTpPaHBbI.

HecootBercTBHE ypoBHEH 3aKpHITOCTH HH(OPMAITHN
y pa3HBIX NApTHEPOB SIBISAETCS CIOXXHON MpoOJIeMoii,
TaKk Kak HeJb3s W3MEHHTb 3aKOHOIATENILCTBO CTPaH-
MapTHEPOB, €IUHCTBEHHO, YTO MOYKHO CJIeNaTh — HailTu
COOTBETCTBHSI MEX/y YPOBHSIMHU 3aKpBITOCTH WH(OpMa-
o, OIPEACICHHBIMU 3aKOH0}IaTeJ'[BCTBaMI/I Pa3HbIX
cTpad. Ota pabota u nposoautcsi MIT WG B HacTos-
1ee BpeMsl.

B cBA3M ¢ OTCyTCTBHMEM 3aKIIOYEHUS 00 YpOBHE
3alIMTHl TIEPCOHAIBHBIX JTAHHBIX B CTpaHax-NMapTHEpax
nmo nporpamMe MKC  nepemaya  nepBHYHON
MEIUIMHCKOM  WHpOpManuMu mHapTHeEpaM W JUis
XpaHEHUs B MHOT'OCTOPOHHEM XPaHWIUIIE B HACTOAIIEE
BpeMs He Iefnecoo0pa3Ha [0  yperyaupOBaHHS
MIPaBOBBIX BOTIPOCOB o HMHTEJUIEKTYalbHOU
COOCTBEHHOCTH ¥ TIOTCHIIMATFHONH HHTEIUICKTYaIbHOM
COOCTBEHHOCTH.

8. Jlureparypa

[1] Data Sharing Security and Risk Management
Plan (MDS SRMP). March 24, 2006, MIT WG 300

[2] International Space Station Joint Medical
Operations Implementation Plan (ISS JMOIP), SSP
50480

[3] International Space Station Medical Operations
Requirements Document (ISS MORD). Revision C.
Incorporates DCN 007. February 2006

[4] ISS  Medical Operations Data  and

Communication Concepts and Requirements, JSC-
28289

[S1 JMI 1382.5B, Maintaining the Privacy of
Biomedical Research Data (JMI 1382.5B)

[6] Johnson-Throop, Kathy “IT Challenges for
Space Medicine”, August 16, 2010 http://ntrs.nasa.gov/
archive/nasa/casi.ntrs.nasa.gov/20100033731 20100367
85.pdf

[7] Johnson-Throop, Kathy A.; Vowell, C. W.;
Smith, Byron; Darcy, Jeannette “MDS MIC Catalog
Inputs”, October 23, 2006 http://ntrs.nasa.gov/archive/
nasa/casi.ntrs.nasa.gov/20070029279 2007025859.pdf

[8] MDS & DS Matrix, MIT WG 701

[91] Medical Data Sharing and Data Security
Procedures (MDS & DS Procedures), NASA, ISS
Program, JSC. Draft August 06, 2008. MITWG 1006

[10] Medical Data Sharing Management Plan
(MaP), MIT WG 200 (Ilman ympaBneHuss oOMEHOM
MEIULHCKUMH JaHHBIMH)

[11] Medical Evaluation Documents (MED), SSP
50667

[12] Medical Requirements Integration Documents
(MRID), JSC 28913

[13] MMOP Multilateral Medical Data Sharing
Principles. Date of MMOP approval MITWG Draft -18
June 2012

[14] Privacy Act of
IIpusatHocTH, 1974 rona)

1974. (3akorn CIIA o

[15] Tao T Zhang, Gina G Aranzamendez, Susan S
Rinkus, Yang Y Gong, Jamie J Rukab, Kathy Johnson-
Throop, JaneT J Malin, Jiajie J Zhang “An information
flow analysis of a distributed information system for
space medical support”, 2004 Stud Health Technol
Inform 107(Pt 2):992-6

[16] Vowell, C. W.; Johnson-Throop, Kathy; Smith,
Bryon; Darcy, Jeannette “IMMR Phase 1 Prototyping
Plan Inputs”, October 23, 2006
http://ntrs.nasa.gov/archive/nasa/casi.ntrs.nasa.gov/2007
0029989 2007025858.pdf

[17] Yang Gong, Tao Zhang, Jamie Rukab, Kathy
Johnson-Throop, Jane Malin, Jiajie Zhang “Design and
development of a search interface for an information
gathering tool”, 2004 Stud Health Technol Inform
107(Pt 2):1471-5

[18] HupexktuBa 95/46/EC Espomeiickoro mapia-
menTa u Coserta EBpomeiickoro Coto3a oT 24 oKTSI0ps
1995 roma o 3ammTe MpaB YacCTHBIX JIKI] MPUMEHH-
TENFHO K O00paboTKe MEepCOHANBHBIX [AaHHBIX H O
CBOOOJIHOM JIBHIKEHHH TaKHX JAaHHBIX.

[19] Cornamenne mexay Poccuiickoit @eneparueit
u CoenuHEeHHBIMU [raTamu Awmepuku o
COTPYAHHUYECTBE B HCCICAOBAaHMM M WCIIONBE30BAHIH
KOCMHYECKOTO TPOCTPAHCTBA B MHPHBIX IEJIX,
Bammunarron, 17 urons 1992 ropa.

[20] Yka3 IIpesupenta PO «O06 yTBEpKIAeHUH
TIepeYHsI CBEICHN KOH(PHUICHINAIEHOTO XapaKkTepay OT
6 mapra 1997 1. Ne 188.

[21] 152-®3 «O mepcoHaNbHBIX AAaHHBIX» OT 27
utonsg 2006 r.


http://ntrs.nasa.gov/archive/nasa/casi.ntrs.nasa.gov/20070029989_2007025858.pdf
http://ntrs.nasa.gov/archive/nasa/casi.ntrs.nasa.gov/20070029989_2007025858.pdf

[22] 261-®3 P® «O BHeceHMH H3MEHEHHUI B

OenepanbHbIid 3ak0H "O MEPCOHATBHBIX TAHHBIX
25 mroms 2011 1.

oT

Security storage and transmission
of medical (personal) data
for the multilateral exchange of medical information
in frame of the program
"The International Space Station"

Vladimir Pochueyv, Lilia Simaeva, Anatoly Shulenin,
Anton Skorokhodov, Ekaterina Kantemirova

Herein presents results of the International Working
Group on Medical Informatics and Technology at the
Multilateral Medical Operations Council for the
International Space Station to create a Multilateral
storage of medical data. Particular attention was paid to
the security of storage and transmission of medical
(personal) data in accordance with the laws of countries-
partners in the International Space Station program.



