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Pons UT B MEIUIIMHCKUX UCCIEIOBAHUIX
Hpuusn Kactpo

MHor#ue pa3BUTBIE CTpaHbl O0OBSIBUIIN O peau3amnuu ¢ moMoinsio UT naunuarus,
HaIPaBJICHHBIX HA MOAECPHU3ALINIO CUCTEMBI 3[paBOOXPAaHEHUS C LIEIIBIO €€
COBEpIICHCTBOBAHHUS, CHI)KEHUSI PACX0/I0B, MOBBIIICHNUS 0€30MaCHOCTH MAllUEHTOB
Y Ka4eCcTBa MEIUIIMHCKUX yciIyr. CeroHs Bce CTpaHbl CTPEMSTCS K 3TOMY, HO
pa3Hble rocyaapcTBa JOOMINCH JAJIEKO HE OJJMHAKOBOIO yCIieXa, HalpuMep Takue
pazmmuus Haimuno B CIIIA u Benukobpuranuu.

Hudopmaruka chepbl 31paBOOXpaHEHUS TO3BOJIIUT YUCHBIM-MEIUKAM OTIPEIEISTh
3¢ (PeKTUBHOCTH KOHKPETHOTO Kypca JI€UEHUs WM BBISBIISATH HETaTUBHBIC
no6ouHble 3()(HEKThI TeKapCTBEHHBIX PENapaToB U, HECMOTPS Ha TO, YTO
HEKOTOpPBIE U3 ITUX UCCIIEOBAaHUM OyayT MPOBOAUTH YaCTHbIE KOMIIAHUH,
roCyJapCTBEHHbBIC HMHBECTHIIMU B 3TOH c(epe COXpaHAT CBOIO OMPEICIISIONIYIO
posb. CIJA u BenukoOpuTtanus HanpasisitoT Ha pazsutue UT B chepe
3/1paBOOXPAaHEHUS IPUMEPHO OJIMHAKOBYIO YaCTh BCEX CPEACTB, BBIIEIAEMBIX
rocyJapcTBOM Ha MEIMIIMHCKUE UCCAeA0BaHus, 0JHaK0 COeIMHEHHOE
KoponescTBo 6omnee mupoko npumensiet goctrxeHus UT u 3HaYNTeNbHO
onepexkaer CIIA 1o ypoBHIO HCTIOIB30BaHMS 3JIEKTPOHHBIX UCTOPHI 00I€3HN
YUPEKACHUAMH NEPBUUHON MeIUIIMHCKON TToMony. HarmonaneHas cioyx0a
sapaBooxpancuus (National Health Service, NHS) BenukoGpurtanuu onpeaenuia
MEAMLMHCKUE UCCIIEN0BAaHUS KaK OHY U3 CBOMX IIEPBOOYEPEAHBIX 3a/1a4, a B
CHIA, HanpoTHB, OTCYTCTBYIOT YK€ co3aaHHbie NHS Bo3mMoxxHOCTH, TIO
IPEBPALLCHHIO 3JIEKTPOHHBIX HCTOPHUIl 0OJIE3HU B MOJIE3HYIO 0a3y JaHHBIX IS
MEJUIUHCKUX UCCIIEIOBAaHUMN.

Takue ctpansbl, kak CIIIA cepbe3HO OTCTAIOT OT psiia €BPONEHCKUX TOCYIAPCTB 0
ypoBHI0 ucnons3oBanus UT B cdepe 3apaBooxpaneHus:, He obecreunBas,
HaIpUMep, COBMECTUMbIE AJIEKTPOHHBIE UCTOPUH 00JIE3HU — HEOOXOAUMOE
YCIJIOBHE Pa3BUTHUSI COBPEMEHHOM CUCTEMBI 3IpaBOOXpaHeHus. Bmecte ¢ tem,
MPUMEHEHNE KOMIBIOTEPU3UPOBAHHBIX CUCTEM MOAJIEPKKH MPUHATHS PELICHH B
TroCIuTaIAaAXxX 60.]166 YCM OIIpaBJaHO, C TOUYKHU 3PCHUA MTAITUCHTOB, ITOCKOJIbKY
MO3BOJIIET BEPHYTHCS K OCHOBHOMY MPHUHIIUITY 10Ka3aTeIbHON METUIIUHBI —
NaIMEHTH ¥ Bpauld UMEIOT BCIO BO3MOXKHYIO HH(POPMALINIO, KOTJa IPUHUMAIOT
pelIeHne 0 Kypce JICUeHHUS.

Ecnu Bonpocy o pocte unBectunuii B UT cdeps 3apaBooxpanenus B CLIA
yIemsieTcs MHOIO BHUMaHUs, TO 00 UX YPOBHE U peaIbHOM OTJjaue TOBOPST MaJo.
Bwmecre ¢ Tem, o Mepe TOro, Kak Hall MEp Bce O0JIbIlIe CTAHOBUTCS ITU(MPOBEIM,
00BEM JTaHHBIX O COCTOSIHUU 3/I0POBBS, MPEIOCTABISAEMBIX YICHBIM-MEIUKAM,
OyIeT cepbe3HO PACTH B CKOPO yUEHBIE-MEIUKN CMOTYT UCIOIB30BATh IS
aHajn3a 0a3pl JaHHBIX, COJIEPIKAIINX TepabalThl HHGOPMAITIH.

MonepHu3aiusi CHCTEMBI 3[JpaBOOXPAHEHHUS ITO3BOJIUT PACIIUPHUTD METUITMTHCKUE
HCCIIEIOBAHMS, YTO, B CBOIO OUEPE/b, IPUHECET €l CaMOl HeMaJlbie



npeumMmyuicCTna. HaHpHMep, YUYCHBIC-MCIAUKU CMOT'YT UCIIOJIL30BaTh CCTU
OBICTPOTO U3YUEHHSI B 3[PABOOXPAHEHUH TSI TOTO, YTOOBI ONPEIEIISAThH

3P PEKTUBHOCTH OMPEACICHHOTO JICUEHUS TSI KOHKPETHOW TPYIIIBI HACETICHUS
WJIU BBISBJISTH BpEAHBIC TOOOUYHBIE 3 (hEKThI JIEKapCTBEHHOTO MIpenapara.

Kax CIIA u BenukoOputanus ncnonb3yioT UT B cBoeM cTpemMiIeHUN
COBEPILIEHCTBOBATH 3/ipaBooxpaHeHne? Kak 3Tv cTpaHbl HHBECTUPYIOT B
texHojoruto? Kakum 06pazom HalloHaIbHbIE UCCIEA0BATEIbCKNE HHCTUTYTHI
MMPOBOAAT MCAULIUHCKHUEC UCCIICAOBAHUA, paCCMaTpuBadg UX HC IIPOCTO KaK
BHYTPUHAIIMOHATIFHYIO MPOOJIeMy, a KaK MEXIyHaApOAHYIO 3aa4y, KOTOPYIO
HEOOXOIUMO PEeIIaTh C MOMOIIBIO MEXKIYHAPOIHOTO MapTHEPCTBA?

0. UcTopus Bonpoca

Eme 20 ner Ha3aja mocie BU3MTA MallMEHTa y Bpaua OCTaBAJIUCh JaHHBIE TOJIBKO O
HECKOJIbKUX MOKa3aTessx: o0Iue cBeIeHHsl 0 3a00JIeBaHNM, BEC, JaBJICHHE U
CHUMIITOMBI, & CETOJTHSI MOKET T€HEPUPOBATHCS OOJIBIIOE KOJTMUYECTBO U (PPOBOI
UH(OpPMALINH, TOCTYMAIONIEH U3 Pa3HbIX HCTOYHUKOB, OT CHUMKOB JI0 TE€JIEMETPUHU
OT UMIUIAHTUPYEMBIX YCTPOUCTB, TAKUX Kak KapAuoMoHuTOpsl. K Tomy xe, no
Mepe TOT0, KaK Bpauu ¥ TOCIUTAIN OTKA3bIBAIOTCA OT OYMa)KHBIX HCTOPUI
00JIe3HM, 3TUX JAHHBIX B AJIEKTPOHHOM BHJIe COOMpaeTcs Bce OObIIIe.

Hannune 601pmux HabopoB nudpoBoil MeIUIMHCKON HH(OPMALIUK TTO3BOJISIET
COBEPILIEHCTBOBATh 3/IpaBOOXPAHEHUE, OSIBUIIOCH AK€ HOBOE MOHATHE --
uccienoanus "B kpemHun'". Celiuac T ucnosnp3yroTcs Ha BCeX ATamnax
3paBOOXPaHEHHMs, OT OA30BBIX UCCIEJOBAHUH /10 IPEIOCTABICHUS METUIIUTHCKUX
YCIIYT, U BKJIIFOYAET B ce0s1 MHOKECTBO CIIELUANIN3ALNHN, TAKUX KaK
OononH(pOpMaTHKa, KITMHUYECKass MHPOpMATUKA U OMOMETUITMHCKAs
uHpOpMaTHKA.

CambIM U3BECTHBIM TPUMEPOM OMOMH(OPMATHKHA MOXKET CIIYKHUTH Human
Genome Project, B koTopoM HH(pOpMATHKa HCIOIB3YETCS ISl KOPPEKTHOTO
aHaJIu3a 1 ONpeAeIeHUs 0CIe0BAaTeIbHOCTU 3 MiIpAl. 0a30BBIX Map,
cocrasisironx JIHK yenoseka. bonbioro nporpecca B 6a30BbIX UCCIIEIOBAHHIX
yJaJI0Ch TOOUTHCS 3a CYET BBIYUCIMTENBHBIX PECYPCOB, TEXHOJIOIMH XpaHEHUS U
QITOPUTMOB cOopa 1 aHalu3a O0JIBIIMX HAOOPOB JAHHBIX.

NudopmaTrka okazana cepbe3HOE BIUSHUE HA CUCTEMHYIO OMOJIOTHIO,
UCTIONB3YIOUIYIO0 MOJICTUPOBAHHE ISl IPOTHO3UPOBAHNUS TIOBEJICHUS CIIOKHBIX
OMOJIOTNYECKUX CUCTEM, HAIpUMEP UMHUTALIMH POCTA OITyXOJIEH.

Knunangeckas nHpopMaTHKa, MOCBAIIEHa ucnonb3oBanuio UT mis
COBEPILIEHCTBOBAHUS MEJUIIMHCKOTO 00CIYKMBAHUS U OXBATHIBAET Pa3JINUHbIE
NPUJIIOKEHHUS: TOJrOTOBKA METUIIMHCKUX CUETOB, INIAHUPOBAHNE O0CITYKHUBAHHS
NalMEHTOB, PacIpeesieHre PeCypcoB i yxoa 3a 0oabHbIMU. KinHnueckue
CHCTEMBI IOJICPKKH MIPUHATHUS PEIICHUI MOTYT, HalpuMep, Mpeynpexaarhb
Jevallero Bpaya o MOTEHUUAIBHBIX B3aUMOACHCTBUAX JIEKapCTBEHHBIX
IpenapaToB Ha OCHOBE UCTOPUU OO0JIE3HU MALMEHTA U U3BECTHBIX aJUIEPTHUsX.
bnaronaps unTerpanuu nHpopMay o NaUEeHTe ¢ KITMHUYECKUMHU
PEKOMEHAALUAMHU, MEUIIMHCKUE YUPEKICHHUSI MOTYT YMEHBIIUTh YHCIIO
BpaueOHbIX omMO0K. Ha 101110 TOIBKO CilydaeB HEKeNaTeIbHOM peakiuy Ha
nexapctBeHHble npenapatsl B CIHA npuxoautes 19% ciydaeB HaHeceHus Bpena
3I0POBBIO Y TOCHUTAIN3UPOBAHHBIX ALIUEHTOB, YTO CTOUT FOCIIUTAIIAM Oosiee 2
MIIPJI. I0JIJI. B TO/, HE BKJIIOYAsi KOMIIEHCALIMH 32 BpaueOHbIE OMINOKH.
buomenuuuHckas nHPOpPMATUKA CBSA3bIBAET MEIULIMHCKIE UCCIICA0BAHMS,
KJIMHUYECKOE JIeYeHNE 1 NH(POPMATUKY C LENbIO Pa3padOTKU HOBBIX CPEACTB U



TEXHOJIOTUH JUIs JTyqIero coopa, 0ToOpayKeHHsI, U3BJICUCHHS U aHATTU3a
OMOMEIUIIMHCKUX JaHHBIX. B pe3ynbrare Takux uccienoBaHuil MenuiuHa Oyaer
CTaHOBUTHCA OoJiee NepCOHN(DUITMPOBAHHOM, @ Bpaul CMOT'YT JIy4Ille IOHSATh
MPUPOIY UHIMBUTyaTIbHBIX 3a00JI€BaHUM.

0.0. ITpeumymecTBa HHGOPMATUKH 3IPAaBOOXPAHEHUS

O0benuHeHue O0NBIUX HAOOPOB METUITUHCKUX TAHHBIX C UX aHATU30M
MO3BOJISIET OTKPBITH HOBBIE BH/IbI JICUCHUS U JTyUIlle TOHITh NPUPOAY
3a0osieBanuii. @apMareBTHIECKIE KOMITAHUY MOTYT MIPUMEHSITh OMOMEIUITTHCKHE
JaHHbBIE JJIs1 CO3IaHUSI JIEKAPCTBEHHBIX MIPENapaToB, OPUEHTUPOBAHHBIX Ha
KOHKPETHBIE TPYIIILI HaceleHus. Harmpumep, MOXKHO B PEXKUME PEATbHOTO
BPEMEHH OTCIIEKHUBATh MOO0YHBIE 3((HEKTHI HOBBIX JIEKAPCTBEHHBIX MPENApaTOB U
POOJIEMBI, O KOTOPBIX TOBOPUTCS B HEJJABHO M3aHHOM MPEANUCAHUH 00 U3bIATUN
JIeKapCTBEHHOTO mpermapara ViOXX, MOTJIH Obl OBUTH BBISIBIICHBI 3HAYUTEIHHO
onIcTpEe.

Hcnonp3oBaHne METOJOB OBICTPOTO U3YUYEHHS] MOXKET HE TOJIBKO YBEITUUUTh
YpOBEHB OE30MACHOCTH MAIMEHTOB, HO U MIPUBECTH K 3HAUUTEITHHOMY
MOBBIIICHUIO Ka4eCTBa METUIIMHCKOTO O0CITYKUBAHUS U CHUKEHUIO €TO
croumocTH. [IpeBpaias Bce coipble IMUGPOBLIC TaHHBIC B 3HAHUS BpAYl CMOTYT
Jy4llle TPUMEHSTh TOKa3aTeNbHYI0 MEIUIINHY.

YBenudueHue 3aTpar Ha MEUIMHY U CTAPCHHUE HACEICHUS JICNIaeT BCE aKTyalbHEee
npo0iieMy COKpallleHHs pacxo0B B cepe 31paBOOXpPaHEHHUs, KOTopast
cranoBuUTcA Bee Oonee npuopurerHoit B CHIA n Benukobputanuu.

0.0. [Tudposas maathopma MEAUITTHBI

[Toxka emie HU B OJTHOM CTpaHE HE YJAIOCH CO3/IaTh HHTEIIEKTYaIbHYIO H
MOJIHOCTBIO CBSI3aHHYIO HHPPACTPYKTYPY ISl HCCIIEOBAHUN B 00JaCTH
3paBoOoXpaHeHus. HecMOTpst Ha ycriex MHOXKECTBA MIJIOTHBIX MMPOEKTOB U
JEMOHCTPHUpPYEMbIEe UMH MMOTEHIMAIbHbIE TPEUMYIIECTBA €lIe MPEACTOUT PEUIUTh
MHO>KECTBO TEXHUYECKHX MPoOieM: o0ecrieueHre JOCTya K JaHHBIM, CBSI3b
CYILIECTBYIOIIUX UCTOYHUKOB JIaHHBIX, CO3/1aHue 3(PPEKTUBHBIX
WHCTPYMEHTAIBHBIX CPEICTB aHATN3a MEAUITMHCKOW UH(OpMALINU, TTO3BOJISIONIUX
JIeNIaTh COJIePKaTEeNbHbIE BBIBOIBI.

Cero/iHs HEBO3MOKHO MOIYYHUTh TOCTYI KO MHOTHM JaHHBIM, TIOTy4YECHHBIM B
paMKax MEIMIIMHCKUX ucciaenoBanuii, Hapumep, u B CIIIA u B CoequHeHHOM
KoponeBcTBe 0ueHb MEITICHHO BHEAPSIOTCS SJICKTPOHHBIC UCTOPUH OOJIC3HH B
YUPEKIACHUSX EPBUIHON METUIIMHCKOM oMo U B rocniutaisix. Cuctemy EHR
(electronic health record) B CILIA ucronb3yrOT JHIIb YETBEPTh MIEPBHYHBIX
MEAMIMHCKUX yupexJIeHul, a B Benmukoopurtanuu — 89%. B rocnuransx ypoBeHb
3HAYUTENBHO HUXKE -- U 10% TrocmuTasneil 3TUX CTpaH BHEAPUIN CUCTEMBI her
XOTSl UMEHHO IIMPOKOE MPUMEHEHHUE 3JIEKTPOHHBIX UCTOPHI 00JIe3HU SBISETCS
HEOOXOUMBIM YCIIOBHEM CO3JIaHUsI 0a30BBIX HAOOPOB NaHHBIX, HEOOXOAMUMBIX IS
MCCJIeI0BaHMH B 00JaCTH OMOMEIUIIMHCKON NH(OPMATHKH.

OpnnHako cO0p MEIUIIMHCKHUX JAHHBIX B AJIEKTPOHHOM (hopMare — 3TO JIUIIb
nepBsIil mar. Cepbe3Hbie MPo0IeMbl BO3HUKAIOT B CBSI3U C TIOIICPIKKOM
COBMECTHMOCTH JIaHHBIX -- OOJIBIIIOE KOTUYECTBO IIIEKTPOHHBIX MEIUITMHCKUX
JAHHBIX BPayd HE MOTYT MCIIOJIb30BaTh MMOJHOCTHIO MOCKOJBKY 3Ta HHGOpMaIus
HAXOJHTCS B pa3HbIX 0a3ax JaHHBIX. B TeueHHe MHOTHX JIET OT/IEIbHBIE
CHEINANIMCTHI B HCCIIEIOBATENICKOM COOOIECTBE IPU3BIBAIIU K YCUIICHHUIO
KOOpJMHAIIMH U UHTEPOTIepaOeIbHOCTH PEMO3UTOPHUEB TAaHHBIX, MPEAJIarast
pa3IUYHbIE BApUAHTHI PEIIEHUs TPOOIEMbl COBMECTUMOCTH, OJTHAKO MOKa HU OJIMH
U3 BapUAHTOB HE TOTYYMII ITUPOKOTO pacrpocTpaneHus. CaMblil H3BECTHBIN U3



HUX -- Bio*, npencrasnstonuii co60if COBOKYITHOCTb CBOOOIHO
pacrpoCcTpaHsIeMbIX TPOCKTOB B chepe OMOMETUITMHCKON HHPOPMATHKH,
MO3BOJISIOIINX MTPEIOCTABIATH UCCIEA0BATEISAM TOBTOPHO HCIIOJIb3YEMBbIil KO 110
AaBTOMATHU3AIMHY PEIICHHs OOIINX BBIYMCIUTEIBHBIX 3a1a4. Hanpumep, mpoext s
pabotsl ¢ nmocnenosarenbHocTsIMU JIHK nnn o0bennnenust napopmanuu u3
Pa3INYHBIX HCTOYHUKOB JAHHBIX.

0. HanimoHanbHbIe IPUOPUTETHI B MHPOPMATUKE 3APaBOOXPAHEHUS

N CIIIA, n Coenunennoe KoposeBcTBO BII0KHIN 3HAYUTENBHBIE CPENICTBA B
UH(POPMATUKY 3/1paBOOXPAHEHUS, IPUUEM OUYEBUIHA OJIHA TEHICHLUS - 10JIs
MEAMIMHCKUX UCCIIEI0BaHMM, KOTOPbIE OMMPAIOTCS HA MATEMAaTUYECKOE
MOJIEIMPOBAHKNE UM BBICOKOCKOPOCTHBIE BBIYHUCIIEHUS HaJl OOJIBIIMMU 00bEMaMH
JaHHBIX, pacTeT. [lepeunciuM HHBECTUIINH, CAICIaHHbIE IPAaBUTEIBCTBAMHU ATHX
CTpaH B IIPOEKTHI, OCBALIEHHbIE pa3paboTke uHcTpymenTapus UT s
MEAMIMHCKUX UCCIIEJOBAHUM.

0.0. CIIA

lNocynapcTBeHHOE (hMHAHCHUPOBAHUE MCCIEAOBAHUN B 0071aCTH OMOMETUITTHCKOM
MH(OPMATUKH B 3TOW CTpaHEe NMOCTYNaeT B OCHOBHOM U3 MUHHCTEpPCTBA
3/IpaBOOXPAHEHUS U COLMAIBHOTO obecnieuenus (Department of Health and Human
Services, HHS), a umenHo uepe3 HanmoHnansHbIe HHCTUTYTHI 3JpaBOOXPAHCHUS
(National Institutes of Health, NIH). JlonosHuTeNbHBIC CPECTBA OCTYMAIOT
takxe u3 LlenTpoB kouTpois u npodunakTuku 3abosaesanuii (Centers for Disease
Control and Prevention, CDC), AreHTcTBa 10 Ka4eCTBY U MCCIICIOBAHUAM B chepe
sapaBooxpancaus (Agency for Health Research and Quality, AHRQ) u Arenrcra
M0 CAHUTAPHOMY HAJ30pY 32 KAYECTBOM IUIIEBHIX MPOTYKTOB U MEANKAMEHTOB
(Food and Drug Administration, FDA). HekoTopyio JONOIHUTEIBHYIO
(rHAHCOBYIO TOAEPKKY OKa3biBaeT HanmonaneHbiil Hay4nblid ¢ponz (National
Science Foundation), xots ero mepBoouepeaHas 3aaada — 370 (GHHAHCHPOBAHHE
HAYYHBIX ¥ TEXHOJOTUYECKUX UCCIICIOBAHMM BHE C(hephl MEIUIIUHEI.

NIH exeronHo BeIIETAIOT HA MEIUIIMHCKUE UcciienoBanus 30,5 Mipa. A0J1.
duHaHCUpPOBaHME UCCIEIOBAaHUN U pa3paboToK, cBa3aHHbIX ¢ UT, XoTs 1 He
OTPaHUYMBAETCS] CTPOTrO OMOMeTpruYecKoi HHHOPMATUKOH, 3a TOCIEIHUE TATh JIET
3HaYUTeIbHO BhIpociio. Eciu B 2005 ¢pmHAaHCOBOM rofy Ha 3TO OBLIO BBIJIEIECHO
509 muH. noi., To B 2010 romy o0beM MpeaoCTaBICHHBIX CPENICTB TOCTUTHET 950
MiH. gojut. Kpome toro, NIH oprannsoBanu nogpasneneHue
BBICOKOIIPOU3BONTEIbHBIX BeIuMCIcHH 1 nHpopMaTrku (High Performance
Computing and Informatics Office) B Lientpe nadopmMannoHHON TEXHOIOTHH
(Center for Information Technology). 3ama4a 3Toro moapasacieHUs COCTOHUT B
MPEIOCTaBICHUU BBICOKOTIPOU3BOIUTEIHHBIX BEIUNCITUTEIBHBIX PECYPCOB H
MHCTPYMEHTAJIBHBIX CPEICTB, HEOOXOAUMBIX JUIsSl TOTO, YTOOBI HAYYHOE
coobmmectBo NIH Morio mpoBoAWTh CBOM OMOMEIUIIMHCKIE UCCISIOBAaHUS. DTO
noJipa3zielieHue MPeJOCTaBIsSEeT MPOrpaMMHbIE PUIIOKEHUS, TpeOyeMbIe YUEHBIM
Ui paboT B chepe 6MoMH(POPMATUKH, CTPYKTYPHOM OMOJIOTUN U TPOTEOMHUKH.

WNHuBecTuinu B uccneqoBanus B 00macTu Onomenuinackoi napopmatuky B NIH
pacxonyroTcs 1o Tpem HamnpasiieHusM: Harmonanpabie ieHTpsl NIH 1o
ouomeauimackuM BeraucienusM (NIH National Centers for Biomedical
Computing, NCBC), Lieatp d6nonndpopmaTriki HarfnoHaIbHOTO HHCTHTYTA paka
(National Cancer Institute Center for Bioinformatics, NCICB) u HaunoHnanbsHbIi
HeHTp 1o ouorexnonornueckoit nudopmaruu (National Center for Biotechnology
Information, NCBI).



s NIH crparermueckum o0beKkToM [t nHBecTHpoBanus sBisercss NCBC. B
2004 roxy B NIH moaroToBmIM miaH MEIUIIMHCKUX UCCIIEIOBAaHUMN, B KOTOPOM
ObUIM U3J10KEHBI OCHOBHBIE 33/1a4H, BO3HUKAIOIINE MPU U3yYCHUU U U3MEHEHUH
Croco0OB MPOBEACHUS OMOMETUIIMHCKUX MCCIIEIOBAHUH, 3a CUET IPEOI0JICHHS
KOHKPETHBIX TPYAHOCTEN M BOCIIOJIHEHUS ONIPECIIEHHBIX TPOOETIOB B 3HAHUSX.
OpnHa u3 1eneil co3aanus miaHa 3aKJIo4aach B TOM, YTOObI FapaHTUPOBATh, YTO
TaKue MPorpaMMbl OIy4aT (UHAHCHPOBAHHE, TOCKOJIbKY HHaYe MHOTHE U3
NOJOOHBIX MHUIIMATUB MOT'YT BBIIACTb U3 HOJIS 3pEHUS CYILECTBYIOUINX LIEHTPOB
NIH win nokasarbcs CIMIIKOM pUCKOBaHHBIMU. [lepBoHavyalIbHO 1J1s peanu3anuu
ATOTO TUTaHa BIIEISIOCH 1Mo 1% mHBecTHImii Kaxaoro u3 rneHTpoB NIH, HO ¢
2006 rona on ¢unancupyercsi Konrpeccom Hampsmyio.

OpnHa U3 Tpex IMaBHBIX TEM IJIaHa — pa3padboTka 3¢ dexkTuBHOrO Habopa
MHCTPYMEHTAJBHBIX CPEJCTB JJIs1 MEIULIMHCKUX HCCIEA0BaHUN, KOTOPBIE
MO3BOJIAT YYEHBIM JYUIlIe U3YIUTh MPUPOAY 3a00JIEBaHUIN HA MOJIEKYIIPHOM
ypoBHe. ['1aBHBII MPOEKT 3/1ech — "bruonHbopmaTika 1 BEIYUCIUTEIbHAS
ouonorus” (Bioinformatics and Computational Biology), peanu3ariust koroporo
MO3BOJIUT UCCIIEZIOBATENSIM COBMECTHO HCIIOJIb30BaTh, aHAIM3UPOBATh,
WHTETPUPOBATH U BU3YATU3UPOBATH OOJIbIITNE HAOOPHI TaHHBIX. | TaBHBIH
ucniomauTesib — NCBC, kotropomy NIH Beenunu ¢uHaHCOBBIE CpeICTBA IS
CO3/IaHHUS CIICIIUATM3UPOBAHHBIX OMOMEIUIIMHCKUX BBIYUCITUTEIBHBIX IICHTPOB B
yaeOnbIx 3aBeneHusx Coenunennbix [lItaTos. Kak yrBepxmaror 8 NIH, NCBC
OXBAaTHIBACT BCE ACMEKThI OMOMEIUIIMHCKUX BBIYUCICHUHN, OT (hyHIaMEHTAIbHBIX
HCCJIEIOBAHUM IO MPEIOCTABICHUS HHCTPYMEHTAIBHBIX CPEJCTB U PECYPCOB IS
YUEHBIX, 3aHUMAIOIUXCS OMOMETUITMHON U TIOBEIEHYECKIMH HCCIIETOBAHUSIMU.
Kpome Toro, NCBC roroBut Hay4HbIe Kaaphl 1J1s1 pabOTHI B 00JIaCTH
o6uomenuuHckoit nHpopmaTuku. B 2004 ¢punancosom roxy NIH Beiaennnu
NCBC ot 14 no 17 man. nomt., a B 2005 ¢punancoBom roay emie 12 — 14 muH.
noJut. Beero pa3audHbIM HHCTUTYTaM OBLIO TIPEIOCTABIICHO CEMb IPAHTOB.

NCICB - noapa3zaenenne HanoHalbHOTO HHCTUTYTA paKa, BXOJISIIETO B COCTAB
NIH. Co3nansnsiii B 2001 rogy, NCICB ogauM 13 nepBbIX CTall 3aHUMATHCS
npo0biieMaMu yCOBEPILIEHCTBOBAHUS MCIOIb30BAaHUS M PA3BUTHS
UHQPACTPYKTYPBI, THCTPYMEHTAJIBHBIX CPEJICTB M JAHHBIX B OMOMETUIIMHCKON
nH(popMaTHKE JJIs1 TOTO, YTOOBI OBBIMATH Y)PEKTUBHOCTh METUIIMHCKUX
uccnenoBanuii. B 2006 rogy NCICB 611 peopranusosas B LlenTp
OMoMeTMIIMHCKON MH(GOPMATHKU U HH(DOPMAITMOHHOW TexHOooruu (Center for
Biomedical Informatics and Information Technology, CBIIT). ®unancuposanue LlenTpa
YCTOMYMBO yBeTHMUHBANIOCH ¢ 71,7 muH. momwt. B 2005 ¢punancosom rogy 1o 101,2
MJH. 1ot B 2009 roxy.

OcHOBHbBIE UTHBECTHUIIMH B 3TOM 00J1aCTH ObUIN CAETIaHbl B IporpaMmy cancer
Biomedical Informatics Grid (caBIG), nanpaBiieHHY!O Ha UCTIOIb30BAHUE
OunonHpOPMATHKH B UCCIeA0BaHMAX paka. HecmoTps Ha To, uTo CaBIG
¢unancupyercs Harmonansaeivm MHcTuTyTOM Paka (National Cancer Institute, NCI),
CYIIIECTBYET COBMECTHAsI MPOrpaMMa, B KOTOPOM MPUHUMAET ydactue 6osee 80
opranu3zaiuii. Lens npoexta CaBIG, koTopslil HazpiBatoT "Internet ms
MCCJICIOBaHMH paka', COCTOUT B TOM, YTOOBI YUCHBIC-MEIUKH MOTJIH MOJy4aTh U
UCIIOJNIb30BATh OOJIbIINE 00BEMBI MEAUIIMHCKUX JAHHBIX O MAIIMEHTaX 3a CUET
MOJJIEPKKH CBS3U MEKY BCEMU PAKOBBIMU IIEHTPAMH, UCCIEA0BATEISIMU U
y4aCTHUKAMU KIIMHUYECKUX UCTIBITAHUH.

Iemu caBIG mupexTop nporpammel CaBIG noktop Kenner beytoB 00bsicHseT
cnenyromum obpazom: "[lepconndunrpoBanHas MEIUIIMHA — 3TO, B IEPBYIO



ouepenb, nHGopMarus. Ho ais Toro, 4To0s! nH(MOpMAaIUs ObLIa MOJIE3HOH,
HeoOxoauMo, yToObI OHa OblTa JocTynmHOM. B caBlG Mbl B iepByto ouepensb
CTpEMHUMCS IOJIEP>KUBATh IOCTYITHOCTD 33 CUET HHTEPONepadbeIbHOCTH, TO-
CYIIECTBY, CO3/aBasi Cpey, B KOTOPOil MOKHO OOMEHUBAThHCS MHGOpMaIueii,
MHTETPUPOBATh €€ U JieiicTBoBaTh Ha ee ocHoBe". Kpome Toro, B pamkax caBIG
pa3pabaThIBalOTCS MPUTIOKEHUS JJIs1 TPOBEACHUS KIMHUYECKUX UCTIBITAHUN U
oOMeHa uccrneaoBarenbcKkuMu qaHHbpIMU. Takoke B CaBIG paborator Haj
dbopmupoBaHKEM OOIICH TEPMUHOJIOTHH ISl OOMEHa JaHHBIMH M ONIPEACIISIOTCS
HaWTy4Illne MPaKTUYECKUE PEIIeHUs, KacaloUIHecs UCTIOIb30BaHUS SJICKTPOHHBIX
UCTOpUIA OO0JIC3HHU.

B pamkax caBIG yxe OblIH npeiokKeHbl BaKHbIE PHIIOKEHUS IS
MEAMIMHCKUX UCCIEIOBaHUM, HaIpUMep, OJUH U3 UHCTPYMEHTOB,
pa3paboraHHbIi B pamkax nporpammsel CaBIG, - ato Biological Pathway
Exchange, koTopslii mpruMeHsIeTCS T MOACTUPOBAHHUS ITyTel MpeoOpa3oBaHusI
CUTHAJIOB, UM OMOJOTMYECKHUX MYTeH, UCTIONb3YEMBbIX JUISl B3aMMOACHCTBHS
MEXy KI€TKaMH U BHYTPU HUX. DTH KOMMYHHUKAIIMOHHBIE ITyTH TIOMOTAIOT
OTIpEeICIIUTh TIOBEICHUE KIIETKH, HAllpuMep, OYAyT JIn OHH PAaCcTH WUJIH MOTHOHYT, U,
OyIyT JI1 OHU PAaCIPOCTPAHATHCA Ha APYrUe YyacTH Tena. Takue ncciaenoBaHus
0COOEHHO MOJIE3HBI JJIS YUEHBIX, U3YYAIOLINX IPOTEOMHKY, IIOCKOJIBKY TOMOTaIOT
Jy4llle OHSTh, KaK OEJIKK B3aUMOJECHCTBYIOT APYT € APYroM. YcIex nporpaMmbl
caBIG npusen k coznanuto BIG Health Consortium, rocyapcTBeHHO-4acTHOTO
MapTHEPCTBA C 1[eNbI0 00BbEIMHEHHUS PaHEe HECBSA3AHHBIX CETMEHTOB HayK O
KHU3HH U 3[JpaBOOXPAaHEHHUS, UCTIONB3Ys Mojienb CaBIG st mpoBenenus
UCCJIEJOBAaHUM B 00JIaCTH MEPCOHUPUIIMPOBAHHON MEAUIIMHBI.

C 2004 o 2006 rox NCICB (reneps CBIIT) exxeronno Beiaesnst 20 MITH. T0JUL. Ha
¢bunancupoBanue CaBlG Bo Bpems ero mwtoTHO# ¢a3bl. [TunotHas dasza
3aBepiumitack B 2007 roxy, u ¢unancuposanue caBlG Ha kopriopatuBHOii (aze
obu10 YyBenmuueHo. B 2008 ¢punancoBOoM roay O0b110 mpemocTaBiaeHo 45,8 MITH.
1o, a B 2009 punancoBoM rogy o0beM BBIICIEHHBIX CPEJICTB cOCTABUT 43,1
MJTH. JIOJUL..

dunancoBoe obocuoBanue Oromkera 2010 Professional Judgment Budget Request
HarmonansHOro HHCTUTYTA paKka CBHIETEIbCTBYET O BAXKHOCTU YBEJIUYECHUS
unBectuuii B uapopmaruky. B 2010 roxy NCI mpemnoxxus noBsICUTS
(¢brHaHCHpOBaHUE B OOIIEH CIOKHOCTH Ha 2,1 M. AOJUL., YTO O3HAYAET
3HAYUTEIbHOE YBEIIMUCHUE OI0JKETa, YUUTHIBAsI, YTO COOTBETCTBYIOIUI
nokazatenb 2009 roga paBeH npuMepHO S5 MupA. 1oyl 13 atux ¢hoHmoB
3HaunTebHyto yacTh NCI HanpaBut Ha OnonnpopmaTuky, B ToM yrcie 40 MIIH.
TSl TOTO, YTOOBI PaCIIMPUTH UCCIICIOBaHMS B 00JIaCTH CUCTEMHOM Onosoruu, 45
MJIH. Ha yBEJIMUEHHUE BBIUMCIUTEIBHBIX BO3MOXXHOCTEH Onomequiuabl, u 100 miH.
Ha passutre CaBIG u momonrs B momaepxke BIG Health Consortium. Kpome toro,
NCI npeanoxu cyiiecTBeHHbIE HHBECTUIIMU B APYTHE TPUOPUTETHBIE
UCCJIEIOBAHMSI, B KOTOPBIX BKHYIO YaCTh 3aHUMaeT OuonH(opmaruka, B
yactHocTH, 200 MiTH. 10511, iepeaanbl mpoekty Cancer Genome Atlas (TCGA).
DTOT NPOCKT SBIACTCS COBMeCTHOM ¢ MHcTHTYTOM reHoma genoBeka (National
Human Genome Research Institute) nestensHOCThIO, HaNIPaBICHHON HA COOP
OOJIBIINX MAaCCUBOB JAHHBIX 110 TEHETUYECKOM CTPYKTYpE pa3IMuHbIX (OpM paka
u pa3pabotky TexHonoruu ananuza JJHK HoBooOpazoBanmii. B NCI
MpeIoiaratoT, YTo Oyiarogapst JOMOTHUTEIbHOMY (PMHAHCUPOBAHUIO, YAACTCS
OTIpeNIeNIATh CTPYKTYPY '€HOMA JI0 LIIECTH THIIOB HOBOOOPA30BaHUM B TOJI.

Tpetwnii BaxHbII 00beKT HHBeCTUIMI B OnonHpopmaTuky st NIH — sto NCBI,
noapasnaenenne HarmonansHoi meaunuHckoi taboparopuu (National Library of



Medicine, NLM), Bxomseit B coctaB NIH. Jlns padotst NCBI B 2006
(¢brHAHCOBOM TOTy OBLTO BBIZICIICHO 73,5 MITH. 0171, B3 Beero Oromkera NLM,
cocrasisaBuiero 329,5 maH. nomn. Kpome toro, NLM noanepxusaer
OMOMEIUITMHCKYI0 MHPOPMATHKY B paMKaxX CBOEro Mopa3/iesieHus
BHEOOJHLHUYHBIX MTPOTPAMM, KOTOPOE BBIICISET TPAHTHI Ha MOICPKKY Oa30BBIX U
MIPUKJIAHBIX UCCIICIOBaHMH B chepe OMOMETUIIMHCKOM HHPOPMATUKH, O0yUeHNE
¥ 00pa3oBaHMe IS CIICIUAITHUCTOB 0 HH(POPMATHKE, TIPEOCTABISET PECYPCHI IS
MEJUITMHCKUX OMONMHOTEK 1 HaydHBIX KoH(pepenmmii. B 2006 durancoBoM romy
00BEM CPEJICTB, BHIJICIIEHHBIX Ha BHEOOJIbHUYHBIE TPOTPaAMMBI, COCTaBUII 69,2
MJTH. JOJLI.

Konrpecc cozman NCBI B 1988 roxy ¢ nienbro GpopmupoBaHus HAIIMOHATHHOTO
PEMO3UTOPHS AJI TAaHHBIX, TTOJIYYCHHBIX B chepe MosekynsapHoit ouomorun. NCBI
paspabarbIBaeT U MOAAEPKUBACT HHPOPMAITMOHHBIE CUCTEMBI U IPOTPaMMHBIE
MPUIOKEHUS, HEOOXOAUMBbIE JIJISi XpaHEHUS U aHaIN3a JaHHbBIX MOJIEKYISIPHOM
Ouonoruu u reHetTnueckoi napopmanmu. OJUH U3 CAMBIX U3BECTHBIX TPOCKTOB
NCBI - sto GenBank, anHoTrpoBaHHas OHJIaliH-0a3a JaHHBIX BCEX HAXOISAIIMXCS
B oTKpbITOM focryne JIHK-nocnenoBarensHocteil. NCBI BeicTynaer B poiau
HEHTPaJIbHOTO PEMO3UTOPHUS ISl TAHHBIX O TeHETUYECKUX MOCIIEI0BATEIbHOCTSX,
obecrnieunBast e:xKeqHEBHBIA 00MeH MH(pOpMaIuel ¢ MHOTOYHCICHHBIMU
napTHepamu, coOupasi JaHHbIE O IIeTI0YKaX HEMOCPEACTBEHHO y UCCieloBaTeNel U
noiydvas cBefieHus, nepenanubie B [larentnoe Benomctro CIIIA. NCBI
npeJiaraeT MHTErpUpOBaHHbIE HMHCTPYMEHTAIbHbIE CPECTBA TIOUCKA, TAKUE KaK
Entrez, no3Bonsiromuii pabotath B 6ombIoi coBokymHocTy 0a3 manHbix NCBI,
cojiepxamux onomeauImHcKkyro napopmanuio, 1 BLAST mis HaxoxaeHus
MOXO0XKUX HYKIJICOTHUIOB WU OETKOBBIX IIEMOYEK. ITH HHCTPYMEHTAIbHbBIE
CPEICTBA CBA3BIBAIOT HH(OPMALIMIO O IIEMOYKaX ¢ COOTBETCTBYIOIUMU
nyoJIMKaIusaMu B 0a3ax JaHHBIX, Takux kak PubMed.

[ToMuMO yrKe YHOMSHYTOTr0 (PMHAHCHPOBAHMS, COTJIaCHO 3aKOHY American
Recovery and Reinvestment Act B 2009 roxy u3 6romkera 6bu10 BhIIEneHO 1,1
MJIpJ. JOJUI. HAa CpaBHUTEIIbHBIE UCCIIeNOBaHUS d3()(PEKTUBHOCTH PA3IUYHBIX
crioco6oB neueHus. M3 atux cpencts 400 MITH. JOJUI. IepeiaHbl B B CEKpeTapuar
HHS. ®enepanbabiii KOOPAMHAIMOHHBIA COBET I10 MCCIICTOBAHUSIM
CpaBHHUTENHHOU () (HEKTHBHOCTH, OTBEYAIOIIHIA 32 ONIPEIEIICHUE TPHOPUTETOB TIPU
PacxoJ0BaHUU CPENICTB U3 ATUX (OHIOB, PEKOMEHI0BAJ B IEPBYIO OYEPE/lb
HAIIPABUTh WHBECTUIIUHU HA MOJIEPKKY HHPPACTPYKTYPHI JAHHBIX, HEOOXOTUMYIO
JUTsl 0OecTieyeH sl CBSI3U CYIIECTBYIOIINUX UCTOYHUKOB IaHHBIX, BECHUE
pacipeeNieHHbIX CEeTel STEKTPOHHBIX JAHHBIX U PETUCTPOB MAIEHTOB, a TAKKE
OpraHMU3aINI0 COTPYAHUYECTBA C YACTHBIM CEKTOPOM.

Psin npyrux ¢enepalbHBIX IPOrpaMM 3IPaBOOXPAHEHUS TAKKE HAIIPABJICHBI HA
oOecrnieueHre CBSA3H MOJIE3HBIX HA0OPOB JAHHBIX U MOJACPKKY UX aHAIU3a C
IIEJTbI0 COBEPIIICHCTBOBAHUS 3jpaBooxpaHeHus. Hampumep, Obliia co3mana
HarmonanbHas ceTb 31eKTPOHHBIX KIIMHUYECKUX UCTIBITAHUNA U UCCIIEOBAHUIMA
(National Electronic Clinical Trials and Research, NECTAR) myist oOMeHa
JaHHBIMU MEXy YIYEHBIMU U HHCTUTYTaMU. boiee 3¢ dekTUBHBIN TOCTY K
JAHHBIM TTOMOXET U30ekKaTh TyOIUPOBaHUS B UCCIICTOBAHMSIX U TIO3BOJIUT Bpayam
HaxoauTh Haubosee dpdextuBHbIe MeTOABI JeueHus. CDC BeaeT mporpamMmy
National Electronic Disease Surveillance System (NEDSS) monutopunra
COCTOSTHUS 3[TOPOBBSI HACEJICHUS C LIE€TIbI0 YCTaHOBJICHUS TEHICHIINI 1 BbISBICHUS
BCIIBINIEK 3a00sieBaHui. MIcTIONb3ys CBEICHUS O COCTOSIHUH 3/I0POBbSI HACEIICHUS,
a TaKke JabopaTopHbIe U KIIMHUYECKUE TaHHbIe, KaXKIbIN IITAaT peaInu3yeT CBOIO
COOCTBEHHYIO 3JIEKTPOHHYIO CHCTEMY JIJIsl HAOIOICHUS 3a CUTYaIHeH ¢
WH(]EKITMOHHBIME 3a00JIeBaHUAMH, UcToNb3ys 160 NEDSS, mu6o cBotro



COOCTBEHHYIO aJJalITHPOBAaHHYIO HHPOPMALIMOHHYIO cucTteMy. HenaBHmit onpoc
HOKa3aJl, YTO NOJHO(QYHKIIMOHAIIbHASL AJIEKTPOHHAs CUCTEMa HaOIr01eHU I
cymectByet B 40 mrrarax. CDC takxe Bener nmporpammy BioSense,
IpeJHA3HAYCHHYIO ISl TOTO, YTOOBI OBICTPO UACHTU()UIIMPOBATH U OTCIIEKHUBATD
IposiBJIeHUs1 OnoTeppopu3Ma 1 Benblky 3aboneBanuii. FDA B 2008 roxy Hayana
nHunuatuBy Sentinel Initiative ¢ menpro pa3paboOTKH CUCTEMbI MOHUTOPHHTA
0€3011aCHOCTH JIEKApPCTBEHHBIX CPEACTB U IPYTUX MEAUIIMHCKUX MPOAYKTOB. XOTs
9Ta MHUIIMATHBA TOJIBKO pa3BopadrBaercs, meiab Sentinel Initiative coctout B ToM,
yT10661 FDA mosny4nna BO3MOXXHOCTb 3aIlpalliiBaTh BHEIIHUE 0a3bl JaHHBIX —
TaKue KaK CHcTeMa JIEKTPOHHBIX UCTOPHUIl 00JI€3HU, CTPAaXOBble 0a3bl JaHHBIX U
Jpyrue MEIUIMHCKHUE PETHCTPHI — M 3HAYUTEIHHO ObICTpEe BISBIISATH
HOTEHIMAJIbHBIE YTPO3bI.

0.0 BenukoOpuTanus

Ha narmmonansHOM ypoBHE (pMHAHCHPOBAHUE 0A30BBIX MEIUIIMHCKIX
uccinenoannii B CoequHeHHOM KopoJieBCTBE OCYIIECTBIISIETCS U3 ABYX OCHOBHBIX
uctounukoB: CoBeT MmenunuHckux ucciaenosanuii (Medical Research Council,
MRC) n HanimoHaapHBIN HHCTUTYT IO UCCIICIOBAHUSIM B cepe 3apaBOOXPAHCHUS
(National Institute for Health Research, NIHR). B 2006 roxy npaBUTEIHCTBO
MPUHSIIO pelIeHre NepepacipeeNIuTh PacXo/ibl Ha MEAUIIMHCKUE UCCIIeI0BaHUS
nyreM co3aanust OTena CTpaTernueckoil KOOpANHAIIMY UCCIIeIOBaHM B cepe
sapaBooxpancuus (Office for Strategic Coordination of Health Research,
OSCHR). Lens OSCHR cocrout B yny4iieHMH KOOPAXHAIMH (PUHAHCUPOBAHUS
MEAMIMHCKUX UCCIETOBAaHHUM Ha HAIMOHAJILHOM YPOBHE JIJISl TOTO, YTOOBI C/IEeaTh
uccnenoBanus 6osee 3PPEKTUBHBIMU, TOOUTHCS MAaKCUMAJIbHBIX IPEUMYIIECTB
JIJIs1 IAIIMEHTOB U JIy4Ille KCI0JIb30BaTh pecypcebl. B 2007 rogy MeAMMHCKHE
OIOKeThI Ha UCCIIeIOBaHUS ObUTM KOHCOMUAUPOBaHbI, a B 2008 roay
npasutenscTBa loTnanauu u Yanbca NpUHSIN pelIeHre MOJHOCThIO MepeIaTh
enuHOMY (hoHIY CBOTO mH0I0 hmHAHCOBBIX pecypcoB. K 2010 roay obmeronoBoit
00beM (prHAHCUPOBAHUS MEAUITMHCKUX UCCIEAOBAaHUN COCTaBUT MPUMEPHO 1,7
MIIpA. GYHTOB.

B ony6nukoBanHoM B okTsi0pe 2008 roga otuete OSCHR rosopurcs: "Coset
mupektopoB OSCHR onpenenun uccienoBaHusi, Kacarouecs: CO3JaHus
3IEKTPOHHBIX UCTOPUN OO0JIE3HU U, B YACTHOCTH, U3yUEHHE MMOTEHIINANa KPYITHBIX
0a3 JaHHBIX C 3JIEKTPOHHBIMH 3aIUCSIMH MMAIIMEHTOB, KAK IPUOPUTETHHIC B
CoenunennoM KoposneBcTBe i1t GMOMETpUUECKOM HayKH, 00eCTICUCHHS
0€30I1aCHOCTH MAIMEHTOB U 00IIeCTBEHHOTO 31paBooxpanenus”. OSCHR
IUTAHUPYET BBIIETUTH 3HAUNUTEIbHBIE CPEICTBA HA HH(DOPMATUKY
3/IpaBOOXpaHEHUs B paMKax cBoero Oromkera Ha 2010 — 2011 ronpr.
duHaHcHpOBaHUE Ucciea0Banui ckiaaapiBaeTcs u3 orunciaenuit MRC u NIHR.
Bromxer NIHR Bxutouaet B ce0st 18 MiH. (hyHTOB, HanpaBsieMbIX Ha
dbunancupoBanue mporpammbl Research Capabilities Programme of Connecting
for Health B Aurimu. bromker MRC npenycmarpuBaet Boiienenue 0,6 MitH.
(GYHTOB CTEpIMHIOB Ha MOAIEPKKY COBMECTHBIX IMPOTPaMM ISl U3yUEHUS
BOTIPOCOB HCITOJIb30BAHUS IEKTPOHHBIX HAOOPOB TAHHBIX IS
COBEpIICHCTBOBAHUS MEUIIMHCKUX UCCIIeI0BaHUM.

ITporpamma Research Capability Programme — 3to yacts puHaHCHpYyeMOi
rocyaapctBoM HarronansHoit ciry:x0s1 3apaBooxpancuus (National Health
Service, NHS), kotopast o6cimykuBaeT Bcex rpaxkaan ctpanbl. B 1998 roxy
MuHHCTEPCTBO 3paBOOXPAHEHHS HAYaJI0 HAITMOHATBHBINA TPoeKT NHS
Connecting for Health ¢ uenpro MogepHH3aLuK CUCTEMBI 3IPABOOXPAHEHHUSI 32
cuet ucnoas3oBanust UT. Research Capability Programme peanusyercst B pamkax



unnnuatuesl NHS Connecting for Health, 3amymannoii B 2005 roxy ans coopa
JAHHBIX O HACEJIEHUU JJIS TIHIEMUOJIOTUYECKUX UCCIIeI0BAaHUIN U U3yUECHUS
cpaBHHTENHHOU () hexTrBHOCTU. CEroAHs MporpaMma MpeBpaTuiIach B MPOCKT
o npeoodpazoBannto NHS Ttakum 06pazom, 4ToOBI TPHUOPUTETHBIM HAIIPABICHHEM
ee paboThI cTalIM UCCeIoBaHMs B cepe 3paBoOXpaHeHUs. 3a7aya COCTOUT B
TOM, YTOOBI UCIIOJIb30BATh OTPOMHBIE MOTEHIIMAIbHBIE HCTOYHUKU AaHHBIX NHS
JUTSI TIOBBIMICHUST Ka4eCcTBa 3/[paBOOXPAHEHUS U TIOBBIIICHUS O€30TTaCHOCTH
MAIMEHTOB.

ITporpamma Research Capability Programme Gbiia co3gana B otBeT Ha otdet 2007
roja, MoAroToBJIeHHbIH KoHCynpTaronHoi rpymmoi B UK Clinical Research
Collaboration (UKCRC), B KOTOpOM OBLIO MEPEUHCIICHO IECTh KOHKPETHBIX
PEKOMEHAALNMN M0 YIYYILIEHUIO UCCIIEI0BATEIbCKUX BO3MOKHOCTEH B
Coennrennom KopoiieBcTBe: 00s13aTeNIbHOE HCTIOIB30BAHIE YHHKAIBHOTO
uAeHTU(UKATOpa BO BCEX 3aMHCIX MAlMEHTa; ONpe/IeIeHe UCCIIEJOBAaHUM B
kadyectBe ocHoBHOI e NHS Care Records Service; obecriedenue goctyrma K
0a3aM JaHHBIX, COJEPKAIINM MOJHYIO U COOMpAaeMyI0 Ha MPOTSHKEHUN
JUTUTETLHOTO MePHOIa METUITMHCKYIO HH(POPMAITUIO O BCEX TPakIaHaX CTPAHBI;
MOBBILICHHE KaueCTBa JaHHBIX U MOJJEPKKa UX MOJHOTHI; PelIEHUE MPABOBBIX
BOTIPOCOB, KaCAIOIINXCs HCIIOIH30BAHMSI IAHHBIX; TIPUBIICYCHHE K paboTe Bcex
3aMHTEPECOBAHHBIX CTOPOH. /[ peanuzamuu pekomenaanuiit UKCRC ceituac B
pamkax Research Capabilities Programme pa3pabarsiBaloTcst TeXHHYESCKAs
apXUTEKTYpa, PYHKIMOHAIbHBIE TPEOOBAHUS, CTAHAAPTHI HA TaHHBIE, TPUHIIUITBI
paboTsl ¢ nHpOopManuel, UHHPACTPYKTypa U IPOLeypbl IPUBICUCHHS
Y4aCTHUKOB, HEOOXOAMMBIE /ISl COBEPIIIEHCTBOBAHHUS BO3MOXKHOCTEH MPOBEIEHUS
KJIIMHU4YecKuX uccneaoBanuii B Coequnennom Koponescrse.

[Tomumo NHS B BennkoOputanuu uMeeTcsi CeMb HayYHBIX COBETOB,
(UHAHCHPYIOIIKX UCCIIe0BaHus B pa3anuHbiXx obnactsax. C 2001 rona Bce oM
yuaactByioT B mporpamme UK e-Science Programme, koopauHupyemoit
rOCy/IapCTBOM U HAIIPABIIEHHOW Ha MPEIOCTABICHNE YUYCHBIM BCEX MPUKIIATHBIX
obyacTeit JoCTyn K OOJIBIIMM HaOOpaM JTaHHBIX, BEIYUCIUTEIIBHBIM PECypcaM 1
MPOrPaMMHBIM HHCTPYMEHTAIBHBIM CPEJICTBAM, HEOOXOAUMBIM JIJISl TIPOBEACHHUS
uccienoBanuil B oomactu uHpopmatuku. Hauatas kak coBMecTHas mporpaMma
HAyYHBIX COBETOB U TEIIEPh YXKe HE CYMIECTBYIOIIEro MUHUCTEPCTBA TOPTOBIU U
MIPOMBIIIJIEHHOCTH, 3Ta MHUIIMATHBA B KaUeCTBE HauaIbHOro (PMHAHCHPOBAHUS
nonyuuna 118 miH. pyHTOB. B pamkax MHHULIIMATHUBBI ObUTH TOCTUTHYTHI
CEepbE3HBIC YCIIEXH, HAIPHUMEP ObLTIO OPraHM30BaHO MCIOJIb30BaHKe grid mis
UACHTU(DHUKAIIIY TPEX JEKAPCTBEHHBIX CPENICTB, KOTOPHIE MOXKHO MMPUMEHSTH JIJIs
JICYCHUS] YCTOWYMBBIX K aHTUOMOTUKAM OaKTepUaTbHBIX WHDEKITUH.
dunaHcupoBaHue e- Science Programme Takxe moaaepkaio HHUIIHATUBY
CancerGrid, nanpasieHHy 0 Ha pa3pabOTKy MPOrPaMMHBIX HHCTPYMEHTAIbHBIX
CPEZCTB C LIETIbI0 COKPAILICHHSI PACX0/I0B HA KIMHUYECKUE HCCIEIOBAHUS 1
noBblilIeHHe 3()(PEKTUBHOCTH COBMECTHOTO HCIOIb30BAHUS IAHHBIX.

Hecmotps Ha To, 4TO O0JbIIas YacTh HUCCIEIOBAHUN B 00JIACTH HH(POPMATUKH
3npaBooxpanenus puHancupyercs MRC, B mpoBeicHUN HEKOTOPBIX U3 ITHX
uccienopaanii MRC coTpyaHu4YaeT ¢ IpyruMu HAy9HBIMU COBETaMH, B TOM YHCIIE
¢ Biotechnology and Biological Sciences Research Council (BBSRC), Engineering
and Physical Sciences Research Council (EPSRC) u Economic and Social
Research Council (ESRC). Hampumep, B 2008 roaxy BBSRC, romoBoii 6romket
KOTOPOT'O COCTaBIsAET MpuMepHO 450 MITH. PYHTOB CTEPIMHTOB, BHLACTHI 6,5 MIIH.
(YHTOB CTEPJMHTOB JIJIsl TOAICPKKH UCCIAEAOBaHUI B 00J1acT HHOOPMATHKH
3IpaBOOXPAHEHHUSL.



[pensinymme npoextsl MRC, cyns mo (mHAHCOBBIM M CTpAaTErMYECKUM
pemenusm CoBeTa, MOATBEPKIAIOT €r0 TOTOBHOCTH MOJAEPKUBATh UCCIIETI0BAHUS
B oOsiactu nH(popMaTukH 31paBooxpaneHus. B 2005 — 2006 rona MRC yBennunn
00beM (prHAHCUPOBAHUS ACITEIHPHOCTH HAYIHBIX COTPYIHHUKOB ¢ 0,9 1o 1,4 muH.
¢ynToB crepiunros. B 2006 rony MRC npenoctasui 1,1 MiH. ¢pyHTOB Ha
(dbrHaHCHpPOBaHUE MTPOTrpaMMBbI 110 OnonHpopMaThke B HarinonaasHOM MHCTUTYTE
uccnenoBanuii paka. B 2007 rony MRC Bbienui 2,2 MITH. Ha pelIeHne KaJpoBbIX
BOIpocoB B cepe ononnpopmatuku, a B 2008 rogy npempocraBmi 1,5 MiaH. Ha
TPaHTHI B MOIEPIKKY UCTIOIB30BAHUS JIEKTPOHHBIX 0a3 JaHHBIX IS
meauinackux uccnenoBanuii. EPSRC, ESRC u Wellcome Trust (kpymnHeimas
OnmaroTBopuTeNbHAs opranu3aius BenukoOpuranuu, Tpatsmas npumepHo 600
MJIH. (DYHTOB CTEPJIMHIOB Ha MCCIIEA0BAaHUS BHYTPU U BHE CTPaHbl) HA3HAYMIIN
JIOTIOJTHUTENbHOE (PMHAHCHUPOBAHUE JJIS 3TOTO MPOEKTA, B PE3YJIbTATE YETO
COBOKYMHBIN 00beM cpenicTB goctur 10 muH. pyaToB. Kpome Toro, MRC
coBmecTHO ¢ EPSRC Boigenunu 2,3 MIIH. Ha IpOrpaMMy o 00y4eHHUI0 METO1aM
MCIOJIb30BaHUsl HH(GOPMAIIMOHHBIX CUCTEM JIJISl TIOBBIIICHUS KauyecTBa
JTMarHOCTUKY U JICUYeHHS B cepe 3paBOOXPaHECHHUS.

MRC pa3zpabotan HOBBIN cTpaTerndeckuit iad Ha 2009 — 2014 roas1, B KOTOPOM
COXpaHeHa MPUOPUTETHOCTh UCCIIEIOBAaHMN B 001aCTH HH()OPMATHKH
3/IpaBOOXpaHeHMs. DTOT IUIaH MpeyCMaTPUBAET TOCTHKEHUE YEThIpeX
CTpATETUYECKUX LIeJeH, OHA U3 KOTOPHIX BKIIOYAET B ce0sl pelieHre 3a1aun
MaKCcHUMaibHO 3¢ (HEKTUBHOTO UCIIOIB30BaHUs 0a3bl JAHHBIX O HACEJICHUH 32 CUET
CO3JIaHUSI MHCTPYMEHTAJIBHBIX CPE/ICTB ISl paObOTHI C CYIIECTBYIOIIMMU U
OyIyIIMMH MEAUITUHCKUMH HAOOpamMu JTaHHBIX.

B Coenunennom KoposeBcTBe cymiecTByeT MHOXECTBO YaCTHBIX OpraHu3aIuii,
OpPUEHTUPOBAHHBIX HA MH(POPMATUKY 3IpaBOOXPAHEHUS], U KOTOPbIE, 10 KpaHel
Mepe, YaCTUYHO, MOJIy4aloT ToCcyAapcTBeHHOe (hnHaHcupoBanue. Hanpuwmep,
EBponeiicknii mactutyt Ononndopmatuku (European Bioinformatics Institute,
EBI) 8 KeMOpumxe — 0THO U3 OCHOBHBIX MECT IIPOBEICHUS UCCIIEIOBAHUI B
chepe omomenunmuHCKON nHGOpMaTuKu. EBI — 3T0 oiMH U3 mATH IIEHTPOB
EBporneiikoii taboparopun Mojekyisipaoi ouonorun (European Molecular
Biology Laboratory, EMBL) -- Beayiero uactutyTa yHIaMeHTaIbHBIX
UCCIIEIOBaHMA, TIOJIEP’)KUBAEMOT'0 TOCY1apCTBEHHBIMU (hoHIamMu 20 eBpONEeHCKUX
ctpad. [lomumo npenocraBiaeHus: CBOOOIHOTO IOCTYIA K OHJIAfHOBBIM
O6uonornyeckum 6a3am nanubix, EBIl mpoBoaut uccnenoBanus B o01actu
OmonH(POPMATHKU U 00YYCHHE CTYJCHTOB M HAyYHBIX cOTpyaHUKOB. B 2008 romy
oromxer EBI Gb11 paBen npumepHo 43,2 MITH. €Bpo, IprUUeM 0Koio 45% cpeacTs
noctynuiio or EMBL. EBI mony4aeT nononHuTenbHOe (PHHAHCUPOBAHKE U3
Pa3IUYHbBIX HCTOYHUKOB, B TOM uHcie noyTu 3 MmiH. €Bpo oT NIH B CIJA n
anajornynyro cymmy oT MRC u BBSRC. Ocransubie cpeactsa EBI moctymaror
ot EBponetickoit Komuccuu (8,8 mutH. eBpo) u Wellcome Trust (7,5 miH. eBpo.).

Emre ogHa BakHasi HErocy1apcTBEHHAs! OpraHu3alys, BKJIaIbIBAIONIAs CPE/ICTBA B
9T uccaenaoBanus, — Hannonanbubiii nHCTUTYT uccienoBanus paka (NCRI). B
2003 roxy NCRI Hauan nmporpammy, MOCBSILIEHHYIO HHPOPMATUKE, C LENbIO
MaKCHUMaJIbHO YBEJIHYUTH OT/Aa4y OT HCCICOBAHNUN paKa 3a CUET HCIOIb30BAHHS
UT. Ora nporpaMma Obljia MOCBSIIEHA YIYUIIEHUIO COBMECTHOTO HCIIOJIb30BaHMS
JAHHBIX CPEIH YUCHBIX, U3YUYAIOIINX pakK, 3a CYCT HAIIMOHAILHBIX CTAaHIapPTOB, 0a3
JAHHBIX ¥ COOTBETCTBYIOIIETO HHCTpYMeHTapHsi. OCHOBHOM HHTepdeEiic K ITUM
nanabiM — 310 moptaa NCRI Oncology Information Exchange (ONIX) moctyna
Pa3TUYHBIM UCTOYHHUKAM JIAaHHBIX, MPEAOCTABIISIONINI HCCIeI0BATEISIM



CHeIMAIM3UPOBAaHHBIC UHCTPYMEHTAIBHBIC CPEJICTBA AJIsI BEITIOJTHEHUS MIOMCKA B
OMOMEIUIIMHCKNX 0a3axX JaHHBIX.

Opnno u3 ocHoBHEIX goctuxkennit NCRI — oGecnieuenre coBMecTHOTO
MCIIOJIb30BaHUs JaHHBIX B paMKax BceX (PMHAHCUPYEMBIX TOCYJapCTBOM
UCCJICIOBAHMSIX, TyTEM CO3/IaHUS TEXHUUECKUX CTAaHIAPTOB U MOAICPKKU
KYJIbTYPHBIX H3MEHEHUH B HccleoBaTeibckoM coodmiecTBe. B 2001 rony MRC
OBLT OHUM M3 BEAYIIUX MAPTHEPOB B MIPOEKTE, HAMMPABICHHOM Ha PeaTH3aIuio
VMHUIIUATUBBI IO COBMECTHOMY HMCIIOIb30BaHUIO JaHHBIX. JIpyrue mapTHepsl Mo
uccienosanuto paka, Wellcome Trust, BBSRC u Cancer Research UK,
BBITIOJTHSIFOT CBOM COOCTBEHHBIE MTPOTPAMMBI JIJTsI 0OecTieueHus O6oee

3 PEKTUBHOTO COBMECTHOTO UCIIONB30BaHUA JaHHBIX. Hampumep, B anpene 2007
rona BBSRC BBen HOBYIO MOJMTHKY COBMECTHOTO MCIIOIH30BaHUSI IAHHBIX,
COTJIACHO KOTOPOH OH Oy/eT GUHAHCHPOBATH MPOTPAMMEBI MPEOCTABICHUS
JOCTyTa K JaHHBIM C MUHUMAJIbHBIMU OTPaHUYEHUSIMH.

0. PexoMeHamu 1 BHIBOJIbI

U B CHIA, 1 B BenmukoOpuTaHuu Ha MEAULIMHCKUE UCCIICAOBAHUS BBIICISIOTCS
3HAYUTENIbHbIE CPE/ICTBA, TO3TOMY HEYIUBUTEIBHO, UTO 00a rocyaapcTBa
HapanBatoT uaBectuin B T miis meaummasl. COBOKYITHBIE TOCYAapCTBEHHBIC
uHBectuyy, cnenanubie B CLIA B mHbOpMaTHKY 31paBOOXpaHEHHs, OOJIbIIIE,
yem B CoenunenHoM KoposeBcTBe, 0HaKo 00e CTpaHbl BBIIEIAIOT HA 3TH LETH
MPUMEPHO OJAMHAKOBYIO JIOJIIO OOIIET0 TOCYIapCTBEHHOTO OO/ KETA.
Cy1iecTByeT Ka4YeCTBEHHOE OTIHYNE MEXTY MTOAX0/1aMHU, BELIOPAHHBIMU ATHMH
cTpaHamu B obnactu OnonHpOpMaTUKH 3apaBooxpaneHus. s BenukoOputanum
Ba)KHBIM I1aroM ctasio co3aanue Research Capability Programme, mo3Bonusiieit
cTpane 3HauuTenbHo onepeauth CIIIA mo Temnam nepexo/ia Ha 3JIEKTPOHHBIE
UCTOPUHU OOJIE3HU B YUPEKICHHUSIX TEPBUYHON MeAUIIMHCKOW moMoInu. bonee
toro, NHS npuHsia BaxHOE CTpaTerHiecKoe perieHne, BIOpaB METUIIMHCKHE
MCCIJIEJOBAHMSI B KQU€CTBE IPUOPUTETHOTO BUAI AesTENbHOCTH. bonee Toro,
Osaromapst cBoer yHukaimbHOU posi, NHS MoXxeT HermocpeICTBEeHHO BIUATH Ha
BOIIPOCHI, UMEIOIINE KPUTUUECKH BaXKHOE 3HAUECHUE JJIs1 UCCIIE0BATENEH, TaKue
KaK COBEpPILIEHCTBOBaHHE KaueCTBa JaHHbIX.

VYyensle B CoennHeHHOM KoposieBcTBE MOTYT HCIIOJIB30BATh HALMOHAJIBHYIO
CHCTEMY DJIEKTPOHHBIX HCTOPHIA 00JIe3HH B Takux mpoekTax, kak UK Biobank --
KPYIMHOMACIITA0HOM MEIUIIMHCKOM HCCIIEeI0BATEILCKOM MIPOEKTE, MOCBAIEHHOM
W3YYEHHUIO BIMSHUSA Ha 3[J0POBbE CTUJIS JKU3HH, YCIOBUI OKpY’Kalollel cpe/sl 1
TeHOB. Y4acTue B 3ToM npoekre npumeT 500 ThIC. 4enoBek, HHPOpMaIus o
KaXKIOM U3 KOTOPBIX OYJET UCIOIb30BaHa JIsl OLIEHOK COCTOSIHUS 3/10POBbS
HACelIeHUs CTpaHbl. Peanu3aius 3Toro mpoekTa crajia BO3MOXKHa, Oarogaps
tomy, uto NHS nonnepxuBaeT coBMecTHOE UCTIOb30BaHUE JAHHBIX IS
OTCIIC)KUBAHMSI COCTOSIHUS 3I0POBbsI YUACTHUKOB B TCUCHUE CIEAYIOMINX
HECKOJIbKUX JECSITUIICTHI.

B CHIA otcyrctBytoT pecypcbl, ananoruuabie NHS 1 mo3Bonstoniie npeBpatuthb
CYIIECTBYIOIIHNE WX OyIyIIHE SJIEKTPOHHBIC HCTOPUHU OOJIC3HU B MOJIE3HYIO 0a3y
TAHHBIX JIJIS MEIUIUHCKUAX MCCIEAOBAHUN. DTO HE YIUBUTEIBHO, YIUTHIBAS
JEeIeHTPATU30BaHHbBIN TOJX0/] K YIIPABJICHUIO BEIYIIUXCS ceifuac B CTpaHe
MIPOEKTOB BHEAPEHUSI CUCTEM DJICKTPOHHBIX HcTopuii Oone3nu. B CoenmHeHHBIX
[[ITtarax camoii 6JM3KOM abTepHATUBONW HHPOPMAITMOHHOM 6a3e, KOTOPYIO
cozmaetr NHS, sBisiercst uccnenoBatenbekas ceTh U3 16 opraHu3anuii HoJaep KU
3apaBooxpaneHus (health maintenance organizations, HMQ), koTopsie mpeaocTaBisioT



UCCIIEIOBATENSIM JOCTYTI K CBEACHUSAM O COCTOSIHUU 370POBBS OOJIBIION TPYIIIIBI
HaCeJICHUS.

Jist Toro uto0Bl yeTpaHuTh 3T0 oTctaBanue, B CLIIA HeoOX01uMo NpeAnprHsTH
JOTIOTHUTEJIbHBIE YCUJIHS TI0 YCKOPEHHUIO BHEAPEHUS JIEKTPOHHBIX UCTOPUI
6ose3nu. B yacTHOCTH, peACTOUT pa3padboTaTh (HyHKIMOHATBHBIE TPEOOBAHMS
MOBTOPHOTO MCIOJIb30BaHUS MEAUIIMHCKUX JaHHBIX JUISI UCCIIeI0BAaHUM.
Hanpumep, HHS nomxHa yuecTs Ba)KHOCTH TaKOT'O HCIIOJIB30BAaHUS TIPH
pa3paboTke TpeOOBaHMI K HHTEPOIIEPAOCIIPHOCTA U COOTBETCTBYIOIINX
crangapToB. HeoOxonnmo co3iaBaTh 0OLICHAIMOHATIBHYIO HHPPACTPYKTYPY
COBMECTHOI'O UCIIOJIb30BaHUs JAHHBIX JUISI TOAJIEPKKH HCCIIeI0BaHUM B 001acTu
UH(POPMATUKHU 3JpaBOOXPAHEHHUS, a HE H30JMPOBAHHBIC UCCIIEI0BATEIbCKUE 0a3bl,
OpUEHTUPOBAHHBIE HA KOHKPETHBIE MPOEKThl. CeroHs MHOTHE U3 CYIIECTBYIOLIUX
U J1a)Ke TUIAHUPYEMbIX IPOSKTOB MPEyCMATPUBAIOT JIOTIOJIHUTENBHYIO OTYETHOCTD
JUTSL IPEATIPUATUI METUIIUHCKOTO OOCITY>KUBaHUSI IPU TOJIYYEHHUH JTOCTyIa K
B)XHBIM JJAaHHBIM O MALMEHTaX, BMECTO TOT0, YTOOBI IIPOCTO CeNaTh OTKPHITOM
JUTSL ICCIIeTIOBaHUM BCro nH(popmaruto o nanuentax. Hanpumep, 8 CIIA 6501
HeJaBHO npejcTanieH 3akoH America's Affordable Health Choices Act of 20009,
COTJIACHO KOTOPOMY BCE€ LIEHTPBI MEAUIIMHCKOTO 00CTYKUBAHUS, MTOTyYaroe
(benepanabHbIE CpesCTBa TOJKHBI COOOIATh O BHYTPUOOIHHUYHBIX HHPEKIHUIX B
cetb CDC.

O6ouMm rocynapcTBam emie NpeiCTOUT PElIUTh HeMaJo 3a/1a4, 0COOEHHO B
00JacTi COBMECTHOT'O UCIOJIb30BaHUs JaHHBIX. HeoOxoaumo nmpoaomxarh
¢duHaHCHpOBaHHE PA3paOOTKU TEXHUUECKONW HHPPACTPYKTYPhI U CTAHIAPTOB B
chepe oOMeHa TaHHBIMU, TPEOYETCSI MEXaHU3M COBMECTHOTO MCTIOb30BaHUS
JTAHHBIE JUI aBTOPU30BAHHBIX MEUIIMHCKUX HccienoBaHuil. Hy)KHO mpeanpuHsITh
Mepbl o0ecrieueHns: KOHQUICHIIMATFHOCTY EPCOHANIBHBIX JaHHBIX O MalUeHTE,
KOTOpBIE HE JIOJDKHBI CBOJAUTH Ha HET MOTEHIUAIbHBIE IPEUMYIIECTBA ITUX
JTAHHBIX JIJIS KCCIIE0OBAHUH.

Coennnrennoe KoponeBcTBo B O0JbIIel CTETIEHN TOTOBO K PEIICHUIO TaKUX 3a7a4
-- B pamkax riana Information Governance and Threat Assessment B mporpamMme
Research Capabilities Programme Obutu moAroToBJICHbI JOKYMEHTBI,
periaMeHTHPYIOIINE PACCMOTPEHHE MHOTHX BOIIPOCOB, KACAIOIINXCS
COBMECTHOTI'O MCIIOJIb30BaHMs JaHHBIX. Harpumep, B HUX ONMUCaHbl BO3MOXKHOCTH
1o pa3paboTKe "TICEeBIOHMMU3AIMH " 00CITYy)KHBAHHUS, TTO3BOJISIONIECTO HE
JOITYCTUTh UICHTU(UKAIIMIO MAIIMEHTA 110 JTaHHBIM, a TAaKXKe aHATU3UPYIOTCS
IOPUAMYECKHE BOIPOCHI, KOTOPbIE HEOOXOMMO Pa3pelnuTh B paMKax
3akoHo/aTenbcTBa. Coriacue mauueHToB JOJDKHO ObITh MOTYYEHO /10 TOT0, KaK
JaHHBIE U3 AJIEKTPOHHBIX UCTOPUN OOJE3HU HAUHYT aKTUBHO MUCIOJIB30BaThHCS B
MEIUIUHCKUX UCCIIETOBAHMSIX.

CHIA nomxHBI chopMUPOBATH Pa3BEPHYTOE MIPEACTABICHHUE O 3a/1a4ax,
CBSI3aHHBIX C COBMECTHBIM HCIIOJIb30BaHUEM JaHHBIX. Hanpumep, HeoOxo1umo
PaccMOTPETh CYIIECTBYIOLIUE IOPUIUUECKHIE TTOI0KEHHUS, OTPEEIIAIONINe
COBMECTHOE HCIIONIL30BaHue ucciaenoBarenbckux faHubix. Kak u MRC, NIH sacuo
MPOJEMOHCTPHUPOBAJIa CBOE OTHOILIEHUE K COBMECTHOMY MCIOJIb30BAHUIO TAaHHBIX.
Eme B 2003 roxy NIH nmotpe6oBaa, 4roObl Bce MPETeHICHTHI Ha TPaHTHI,
JKeJarolue MoJIyIuTh CpeacTBa B pazMepe 0osiee 500 ThIC. 0T, TOHKHBI
U3JI0KHUTH B CBOEM MPEIJIOKEHUHU TUIaH COBMECTHOTO UCIIOIB30BAHUS JAHHBIX HITU
00BSACHUTH, MOYEMY TaKO€ HEBO3MOKHO. O/THAaKO 3aKOHBI IITATOB U (heaepaibHOoe
3aKOHOAATeNbCTBO, B ToM uncie HIPAA Privacy Rule, mpensitctByror
COBMECTHOMY HCITIOJIb30BAHUIO TaHHBIX.

O6oum rocynapcTBaM HEOOXOIUMO OOJIbIIIE MTOAEPKUBATH CYIIECTBYIOIINE
yCTOMUMBBIC UcceaoBarelbckue coodmectra. B Coennnennom KoponeBcte



MRC ¢unancupyet 00ydeHHEe CIISIIUATUCTOB U MPEAOCTABICHUE CTUTICHAUN U
rpanToB, B CIIIA NCBC crocoOcTByeT yBETHUYCHHIO KOJTMYECTBA
KBaJTM(HUIUPOBAHHBIX CIIEIIHATIMCTOB, MIPOLICAIINX 00yueHHEe OMOMEAUIIUMHCKOM
nHpopmaTuke, OMoMHGOPMATHKE U BEIYUCINUTEILHOM Ononoruu. Kpome Toro, B
CIIA u B CoegunenHoM KoposneBcTBe 0c03HAIOT HEOOXOJUMOCTh COBMECTHO
MPOBOAUTH TAKUE UCCIIETOBAHUS U COTPYIHUYATH C YACTHBIM CEKTOPOM.
Heo6xoauMocTh UcTionb30BaHus MHOOPMATHKH B 3[paBOOXPAHEHUH TPU3HACTCS
Ha MECTHOM, HAallUOHAJIBHOM M MEXIyHapoaHOM ypoBHsX. B 2005 rony
Bceemuphas opranusanus 31paBooxpaHeHus npussia pesomtonuio WHASS.28,
npeaycMarpuBaroinyro peanusamnuio eHealth Strategy. B stoii pezomonnun BO3
OTMEYaeT MOTeHLHaNbHOe BIHUsiHUE, KoTopoe T MoryT oka3siBaTh Ha
MEAMIMHCKUE UCCIIeI0BAaHUs, U IPU3bIBAET rOCYAapCTBA-yYIaCTHUKOB
peanu30BbIBaTh HALMOHAIBHBIE AIEKTPOHHBIE HH(OPMAITMOHHBIE CHCTEMBI
3/IpaBOOXPAaHEHUS M COBEPILIEHCTBOBATh UX 3a CUET MCIOJIb30BaHUs HH(OpMaIuH,
Be/ICHUs HAOIIOIEHUI U BO3MOXHOCTH OBICTPO pearupoBaTh Ha BCIIBIIIKH
3a00eBaHUH 1 Ype3BbIYAHBIC YTPpo3bl 370poBbi0 Hacenenus. M B CILIA, u B
CoenunenHom KoposeBcTBe OTKIMKHYINUCH Ha STOT MPU3BIB.

Jeumon Kacrpo (dcastro@itif.org) — ®onx uadopMaMoHHbIX 1

WHHOBAIHOHHBIX TeXHOJIOoruii (Www.innovationpolicy.org), (BamuHrros,
CIIA).
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