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NMpegucnoBune

Korpa gaHHble, CBSI3aHHbIe C UCCNe0BaTENIbCKO AeATENbHOCTLIO, PACNpOCTPaHAKTCS
3TWUYHO, CNpaBegAnBo 1 3cdEKTUBHO, 3TO NPUHOCUT 3HAYUTENbHbIE BbITOAbI HAYKE 1
06LLecTBEHHOMY 3[ipaBoOXpaHeH 0. OfHako Habopbl AaHHbIX B paMKax UCC/IEA0BaHNN
B 06/1aCTUN 34paBOOXpaHeHsl pacnpoCTPaHSIIOTCS B MEHEE LUIMPOKMX MaclTabax, 4em
3TO HEO6XOMMO A5 MONYHEHUS TaKMX BbIrogd. BoT noyemy Mbl ygensiem npuoputeTHoe
BHMMaHWe pa3paboTKe NPaKTMYECKOro PYKOBOACTBA A/151 OKa3aHMs MOMOLLM MHOTUM
Konneram us BcemumpHoli opraHusauum agpaBooxpaHeHus (BO3), koTopble pyKoBoasT
nccnepgoBaHnsMU B 061aCTU 3apaBooxXpaHeHus, B obecneyeHunn 6oee LWMPOKoro
obMeHa JlaHHbIMY Hay4YHbIX ccnefoBaHunin. CoTpyaHuky BO3 moryT oTBevaTh 3a
UccnenoBaTebCKME NPOEKTbI, PUHAHCUPYEMbIE MW OCYLLECTBASIEMbIE NPY NOJAEPIKKE
BO3, nau OHM MOTYT y4acTBOBaTb B UCC/IEA0BAHMUSX PYrMMM Cocobamm, Hanpumep
nyTeM KOOPAUHALUW CETEN UCCNIeA0BaTeNIel NN OKa3aHUsi TEXHUYECKOW MOAAEPIKKM
COTPYAHMKAM MUHUCTEPCTB 3[,paBOOXPAHEHUS, YNPABSAOLUM NCCNeL0BaTENbCKAMU
nporpaMmamm unm hGUHaAHCUPYIOLLUM KX.

Ha MOMeHT HanucaHus 3Toro NpPeaMc/oBMS HaM NPUXOANIOCH CTaIKUBATbLCA C
npobsieMamu, BbI3BaHHbIMU OTCYTCTBMEM 06MeHa faHHbIMK 0 COVID-19. MpoBeneHbl
ThICAYN KNNHNYECKUX UCMbITaHUI B cBA3M ¢ COVID-19, HO 60NbWNHCTBO U3 HUX 6blN
C/IULIKOM Mafibl UM HEAOCTaTOYHO pa3paboTaHbl, 4TO6bI NPefoCTaBUTb NONE3HbIE
ZaHHble gns nuu, bopmMynupyoLwmx nonnTrnky. bonee 3penas akocuctema gns
KypPMPOBaHMs 1 arpernpoBaHust HAbopoB AaHHbIX Hbina Hbl Ype3BbIYAKHO NONIE3HA

ansi pena 0606LWeHNs HayYHbIX AAaHHbIX C LieJIbio MPUHATUS pelueHunit. Moatomy BO3
OYeHb CBOEBPEMEHHO My6/IMKYEeT JaHHOE PYKOBOLCTBO, OKa3blBalOLLEe NPaKTUYECKYHO
MOMOLLb HaLIMM COTPYLAHMKaM B 06ecnevyeHnm Toro, 4Tobbl OKOHYATENbHbIE JaHHblIe
nccnepoBaHuii B 06nacTu 3gpaBooXpaHeHusi, C KOTOPbIMM CBsiaHa BO3, B ganbHeliwem
pacnpoCcTpaHANNCh B LieNsiX NOBTOPHOrO Mcnonb3oBaHuns. BO3 cuntaet, 410 MUpPOBOMY
Hay4YHOMY COObLLECTBY c/iegyeT NPUHATL HOPMY 06MeHa HabopaMu AaHHbIX HA MOMEHT
ny6anKauum, a B HEKOTOPbIX C/Ty4asx (HanpuMep, reHOMHbIE faHHble O NaToreHax) faxe
o nyénukauuu.

MapannenbHO C 3TUM HEOBXOAMMO YAOBIETBOPSTh 3aKOHHbIE NOTPEBHOCTU
nccnepoBatenei Bo BceM Mupe B cchepe CnpaBeA/IMBOCTM U KapbepHOro pocTa
NOCPeACTBOM MHULMATUB, 06ecneymBatoLLmx AOCTYN K pa3pabaTbiBaeMbIM
MEAULMHCKMM U3AENNSM U MepaMm MO YKPENIEHUIO NOTEHLMaNa, B TOM Yncie B obnactu
ynpaBfieHust AaHHbIMU 1 MX aHanm3a. Mo MHeHuto BO3, 06MeH MefjMKo-CaHUTapHbIMK
AaHHbIMM SiBNsieTCs rnobanbHbIM 06LiecTBeHHbIM 6narom. CTpaHsbl, KOTOpble
pacnpocTpaHAIoT faHHble, cneayeT MPUBETCTBOBaTb U HUKOMAA He HaKa3bIBaTb 3a
BHeCeHMWe BKaAa B 370 obLlecTBeHHOe 6naro.

FnaBHbIN Hay4YHbIN COTPYAHUK BO3
a-p Cymns CBammnHaTaH



Bblpa)KeHI/Ie NMPU3HATE/IbHOCTHU

HacTosiLiee pykoBoAcCTBO A5 COTPYAHUKOB BO3 6bin0 paspaboTaHo paboyei rpynnoin
OTgena no Hay4yHol paboTe BO3 nopg npepcenatenbCTBOM CTapLUero COBETHMKA
[JenapTameHTa No NcciegoBaHUAM B 061acTh 3gpaBooxpaHeHmns Bacu MypTtu.

[MaBHbIM cocTaBUTeNeM TeKcTa 6bin PobepT Teppy. OCHOBHbBIMY TEXHUYECKUMU
coctaBuTensamm 6eiam Slnsa Acku, ipaypuo bappeiipa Kpaso Heto, Kpeir bepgxecc,
Capa WapHo, A1 KonTapT, xaHeT Auac, HataHn ®oppg, /insa XanHu-Kap6oHuH, MaccaH
Kapam, KaTpuH /luttnep, dyag Mupsaes, Katpun Manxonnang, [hxkoH Pugep, Angpeac
Peiic, Assupg LWenneH6epr, dHToHM ConomoH, Co Co TeuH 1 Cauné Wowwnpa.

BO3 6narogapuT ciefyrowmnx BHEWHMX IKCNepToB-peLeH3eHToB: dununna lepeHa,
OoxopmxnHy Xamdpuc, CTuea KepHa, Pebekky Jln, Pebekky JloypeHc, /lopy MepcoH,
Cannun Pamcu n Tuma CmuTa.







Monutuka BceMnpHoOM opraHmsaymm
30paBOOXPaHEHMS MO OOMeEHRY
MeANKO-CaHUTaPHbIMWU OAHHbIMU U
NX MOBTOPHOMY UCMO/Ib30BaHUIO B
nccnefoBaTeNbCKUX Lensx

KoHuenuus

KpynHble ycriexu B HayKe 1 06LecTBEHHOM 34PaBOOXPAaHEHNIN MOTYT ObITb AOCTUTHYThI

3a CYET Hag/iexalero obMeHa MeANKO-CaHUTaPHbLIMU JaHHBIMM U UX MOBTOPHOIO
MCMOb30BaHWS, YTO MO3BOJIUT MPOBOANTb aHA/N3, KOTOPbIN: 1) MO3BO/SIET KaK MOXHO
noJiHee NoHsATb NMpobiemMbl B 06/1aCTV 30,paBOOXPaHEHNS; 2) MOMOTaeT B pa3paboTKe HOBbIX
peLueHnin; n 3) obecneymnsaet, 4Tobbl peLleHNst OCHOBbIBANNCH HA HAWYYLLNX UMEKOLLMXCS
CbaKTI/I‘-IeCKI/IX OAHHBbIX. ﬂaHHbIe M 3HaHW4, NOJTy4eHHbI€ B pe3y/ibTaTe NCMOJIb30BaHUA TaKMUX
[aHHBbIX, C/IeAyeT paccMaTpUBaTh B KauyecTBe robanbHOro obuiecTBeHHoro bnara, a o6MeH
[AHHbBIMU 1 X MOBTOPHOE MCMO/Ib30BaHMeE CliefyeT MaKCUMM3NPOBaTh TaKM 06pa3oM,
4TO6bI 3TV MPOLLECCh 6b1AU IDHEKTUBHBIMU, STUYHBIMU U CMIPABES/IMBbLIMY B LIeSIX
NoBbILleHUs 3(h(HEKTUBHOCTY 06LLECTBEHHOIO 3APAaBOOXPAHEHUS.

Llenb n cpepa npumeHeHus

Llenb HaCTOSALLEr0 AOKYMEHTA COCTOMT B TOM, YTOObI Pa3bsiCHUTb MOIUTUKY U MPaKTUKY
MOBTOPHOTIO MCMOJIb30BAHUS M MOC/IEAYIOLLEro PacCNpOCTPaHEH WS B UCCIIEA0BATENbCKUX
LeNsiX MegMKo-CaHMTapHbIX faHHbIX, COBPaHHbIX MOA 3rMA0N TEXHUYECKMX Nporpamm BO3.
3T0 OXBaTbIBAET UCMOJIb30BAHME KaK B YpE3BbIYAlHbIX, TAK U B HEYPE3BbIYAMHbIX CUTYALMUSAX
1 [OMNOJHSAET CNefytoLee: NONUTUKY UCNOMb30BAHUS Y PaCNPOCTPAHEHNS JAHHbIX,
cobupaeMbix B rocygapcTBax-yneHax BcemMvpHoii opraHusaLmert 3gpaBooxpaHerus (BO3)
BHE KOHTEKCTa Ype3BblYaiiHbIX CUTYaLMI B 061acTy 06LLECTBEHHOMO 3APaBOOXPAHEHMS;
3asiB/IeHVe O MOMIUTMKE NO BONPOCcaM o6MeHa AaHHbIMUW BceMypHOW opraHmsauum

34, paBOOXPaHEHMS B KOHTEKCTE Ype3BblYalHbIX CUTYaLMii B chepe 0bLLecTBEHHOIO
3[paBOOXPAHEHNS; 1 COBMECTHOE 3asiB/IEHME O NYHNMYHOM PACKPbITUUN pe3ynbTaToB
KNVHWYECKUX UCMbITaHWI. [laHHas NONMTUKA pacrnpoCcTpaHseTcs Ha MOBTOPHOe
UCMO/Ib30BaHME MEANKO-CaHUTapHbIX AaHHbIX. Chepa ee NpUMeHeHNs BKIOYAET B cebst
nccnepoBaTeNbCKMe AaHHble, MOJyYeHHble B pe3yibTaTe UCCefoBaHni, MPOBOAUMbIX
HenocpepcTBeHHO BO3 nnu dvHaHcupyembix BO3, a Takke MCNoMb30BaHMe fpyrnx MeguKo-
CaHWTaPHbIX JAHHbIX B UCC/IEA0BATENbCKUX LIENSIX.

B HacTosILLEM AOKYMEHTE U3NAraloTCs Lenv faHHoW nonutrukm BO3 1 oba3atenbcrea
COTPYZAHUKOB 1 uccnepoBateneli BO3, puHaHcupyembix BO3. B cnegytoulem pasgene
HaCToALWEro AOKyMeHTa, 03arn1aBfieHHOM «PyYKOBOACTBO MO OCYLLECTBAEHUIO NOIUTUKN
BO3 no 06MeHy MegMKO-CaHUTAPHbIMU JaHHbLIMU U UX MOBTOPHOMY MCMO/Ib30BaHMIO B
UCCNefoBaTENbCKUX LeNsX», NPUBOAATCS AOMONHUTENbHbIE CMIPABOYHbIE MAaTEPUAsbI 1
pecypchl A5 OKa3aHMS MOMOLLM B pa3paboTKe MiaHa Nno ynpaeieHnto U o6MeHy aHHbIMU,
KOTOPbIA COOTBETCTBYET KOHLIEMLMMW 3TON MONUTUKU.

Ll,em/l obmMeHa JaHHbIMU B nccsieaoBaTe/ibCKUX Lenax

O6MeH faHHbIMU, COBPaHHbIMUW NOJ, 3TMAON TEXHUYECKMX NporpamM BO3, fomxeH

OCYLLEeCTBASATLCS cnepyolmnm obpasom:

+ CMpaBefMBO — B paMKax t060ro noaxofa K 06MeHy faHHbIMW HEOBXOAMMO
Npu3HaBaTb U YpaBHOBELLMBaTb MOTPEOHOCTM YHaCTHUKOB 1 NCCNEeA0BaTENEN,
KOTOpbl€ FOTOBAT U UCMO/b3YHOT AaHHbIE; APYTrMX aHANIMTUKOB, KOTOPbIE MOTYT
3aX0TeTb NMOBTOPHO UCMO/b30BATb 3TN AaHHbIE; U TeX OBLLMH, FAe 0OXMAAKT, YTO
pe3ynbTaTbl UCCNef0BaHWUA MPUHECYT NOMb3Y A/S 300POBbS.

* 3TUYECKU — Nto60i 06MeH JaHHbIMU [OMKEH OCYLLECTBASTHCS C yHETOM U 3alMLLaTh
YaCTHYH0 XU3Hb OTAENbHbIX UL, U AOCTOMHCTBO COOBLLECTB, MPY 3TOM JO/KHA
NpuU3HaBaTbCs HACTOSATENIbHAsi HEOBXOAMMOCTb MOBbILWEHMS 3hHEKTUBHOCTH
06L1eCcTBEHHOrO 3paBOOXPaHEH s 3a CHET HanboJsiee NPOLYKTUBHOMO NCMO/b30BaHMs
BaAHHbIX.



Monntuka BcemmpHou
opraHusauum

3, paBOOXpPaHEHUS

no obMeHy MeaunKo-
CaHUTaPHbIMW JaHHbIMU

N NX NOBTOPHOMY
MCNOJIb30BaHUIO B
NCCNepoBaTeNIbCKUX LieNsx

3¢ heKTUBHO — Nt060 Noaxos K 06MeHY AaHHbIMU AOMKEH 6blTb HanpaBneH

Ha MOBbILEHMNE/ONTUMMN3ALMNIO KAYECTBA U LLEHHOCTU MPUMEHEHNS STUX AaHHbIX

1 obecnevyeHne X BKaja B NOBbILEHME 3DHEKTUBHOCTU O6LLECTBEHHOTO
3apaBooxpaHeHnsi. ObMeH AaHHbIMY JO/MKEH OCYLLECTBAATLCSA Kak MOXHO 6osiee
OMnepaTrBHO M OTKPbITO, ONMPAThCS Ha CYLLECTBYIOLLME HOPMbI, MOIMTUKY U NMPAKTUKY
N CHWXaTb HEHY)XXHOe Ay6nMpoBaHUE N KOHKYPEHLMIO.

FAIR — BO3 noolupsieT ynpaBneHne gaHHbIMU 1 0O6MeH UMK B COOTBETCTBUU C
npuHumnamm FAIR (BcTaBKa 1).

BkpaTue, cnefoBaHMe 3TUM NPUHLIMNAM JO/MKHO obecneymnTb, YTo6bl AaHHbIe bbiu:

yOO6HBIMM 419 MOUCKa — PYYHbIE U MALLIVHHbIE NMOUCKOBUKN MOTYT IEFKO HAWTH
AaHHbIEe C MOMOLLbIO IHTEPHETA M YHUKANbHOTO Y MOCTOSIHHOIO MAEHTUdMKaTOpa.
AOCTYMHBIMW — KaK TO/IbKO NO/Ib30BaTENIN HAXOAAT HEOOXOAMMbIE AaHHbIE, UM
HeObXOANMO 3HaTb, KaK K 3TUM AaHHbIM MOXHO MOAYYUTb [JOCTYM, BO3MOXHO, BKItOYas
ayTeHTUdMKaLMIo 1 aBTOpU3aLuio.

(DYHKLMOHANbHO COBMECTUMbIMU — 3TO O3HAYAET, YTO TaM, e 3TO BO3MOXHO, flaHHbIe
XPaHATCS B MPOCTELLIEM HEMAaTEHTOBAHHOM NPorpaMMHoM chopmaTe (Hanpumep,
AaHHbIE 3NEKTPOHHbIX TabnuLy, XpaHsLwmecs B BUAe daiina CSV, a He B KOMMEPYECKOM
nporpaMMHoOM obecrneyeHnm, Takom Kak Excel).

MHOTOKPATHOIO UCMOJIb30BaHUSI — B A0MO/IHEHNE K BbILLECKa3aHHOMY NPEAOCTaBASOTCS
BCS Apyras MHpopmaLus nam nporpaMMHoe obecrnevyeHune, Heobxoammble Ans AOCTyNa
K laHHBIM 1 MX NCMO/b30BaHWs, @ TaKKe 06LIMPHbIE METagaHHble (MHdopMaLMoHHas
CBOfKA), YETKO OMMUCHIBAIOLLME, YTO MMEHHO JAHHBIE COAEPXKAT U KaK OHY OpraHM30BaHbl
B COOTBETCTBUM C YETKOW U AOCTYMNHOW SINLIEH3NEN Ha MCMO/Ib30BaHWE AaHHbIX.

[ns cobntogeHvs BblleyKa3aHHbIX MPUHLMNOB COTPyaHMKaMm BO3 1 nccnegosatensm

npv nopaepxke BO3 cnepyeT paspaboTaTth NiaH Mo ynpasieHWto 1 06MeHy iaHHbIMY ANs
Kaxxforo Habopa faHHbIX, 3a KOTOPbIN OpraHW3aLms HeceT OTBETCTBEHHOCTb, C TEM YTOObI
obecneunTb cnegyrollee:

Habopbl AaHHbIX, KOTOPbIE HE CoAePXKaT MHGOPMaLMM 06 yHaCTHUKaX UK KOTOpble 6biin
aHOHUMW3MPOBaHbI, AOMKHbI ObITb AEMOHNPOBaHbI B COOTBETCTBYIOLLEM XPAHWUAMLLE
AaHHBbIX C NMOCTOSIHHbBIM UAEHTUHMKATOPOM, TaKVM KaK LiMcbpoBol naeHTdMKaTop
o6bekTa (DOI), M BOCTYMHbI B COOTBETCTBUM C NnLeH3uen Creative Commons Attribution 4.0
International (CC BY 4.0), B KOTOpPOI4 YE€TKO OMUCaHbI YC1I0BMSI MOBTOPHOTO UCMO/b30BAHNSI.
TaKue Habopbl AaHHbIX, ONMCbIBaeMble TOYHbIMW MEeTagaHHbIMU, BOMKHbBI BKIOYATb
OMMCaHWe CO CChIIKaMW Ha MCXOAHbIE faHHble, CBEAEHNS O KOHKPETHbBIX y4aCTHUKaX
UMW paclUMpeHHbIe JaHHbIE, @ TAKXKe Ha tobble COOTBETCTBYOLME MaTeprabl

UM NPOrpPaMMHOE obecrneyeHmne, Heobxoanmble AN MOHUMAHWS, OLEHKM 1
BOCMPOU3BEAEHNS HAay4YHOTO NCCIE[0BaAHUS.

TE Xe YCOBUS NPUMEHSIIOTCS B OTHOLLEHWM UCCNe0BaTENbCKUX CTaTelN, KOTopble
MOJSTHOCTBIO UM YAaCTUYHO hrHaHCUpytoTcst BO3. OHM BOMKHbI BKIIOYATb 3asBEHWE O
AOCTYMHOCTYM AaHHbIX CO CCbIIKAMU Ha MCXOAHbBIE LaHHbIE MW PaCLIMPEHHbIE AaHHble,
a TaKKe Ntobble COOTBETCTBYIOLLME MAaTEPHAbI UMW NMPOrpaMMHOE obecreyeHne,
HeobXoAMMbIe /151 TOHVMAHUS, OLEHKU 1 BOCTIPOU3BEAEHWS HAYYHOTO NCCIEA0BaHMSI.

B TEX CMyYasiX, KOraa faHHble HEBO3MOXHO CAeNaTh 06LLef0CTYMHbBIMY MO STUYECKUM,
IOPUANYECKUM U/ KOHUAEHLMANBHBIM MPUYMHAM, B COOTBETCTBYHOLLEM XPaHUNLLE
AaHHBIX O/KHA BbITb CO3AaHa 3aNUChb METaAaHHbIX C MOCTOSIHHBIM MAEHTUhUKATOPOM,
TakuM Kak DOI. B 3asiBfIeHWM 0 AOCTYMHOCTM AaHHBIX CeAYeT yKa3aTb OrpaHNyeHus,
npoLecc Nofaym 3asiBKU Ha MoNyYeHMe JOCTYNA K AaHHBIM 1 YC/IOBUS, KOTOPble byayT
NMPUMEHSTHCS /151 TOBTOPHOTO NCMONb30BAHNSI.

BblGpaHHbIN PENo3UTOPUiA, pa3MeLLeHHbIN 160 B BO3, b0 y TpeTbeil CTOPOHbI, fOMKEH
6bITb B COCTOSIHUM MPOAEMOHCTPUPOBATL MPO3PayHbiM 06Pa30oM, KaK ero MexaH/3Mbl
YMNpaB/eHWs OTBEYAIOT 06bIM TEXHUYECKMM, STUYECKUM M TPAaBOBbIM TPEBOBAHNSIM,
KOTOPbI€ MOTYT ObITb MPUMEHMMbI K HEMY, BK/THOYast /IH06bIe HaLMOHaNbHble TpeboBaHws,
B 3aBMCUMOCTM OT O6CTOSTENBCTB.

B BbIOpaHHbIX PEMO3UTOPUSX JOMKHbI UMETHCS COOTBETCTBYHOLLME NO/b30BaTENbCKUE
COrnalleHus, peryanpyoLime pacnpoCcTpaHEHNE 1 BKIAA XPaHSALLMUXCS B HAX AaHHBIX.

B cornatueHunsix 06 UCronb30BaHUMW JaHHbIX CIeayeT Y4UTbIBaTb MOTPEOGHOCTU B
pacrnpocTpaHeHUM 1 NOBTOPHOM UCMOb30BaHNMW B COOTBETCTBUM C 3TON NOAUTUKOMN.

B pamKax /1to60i TEXHUYECKOI MPOrpamMMbl UV UCC/IEA0BATENBCKOTO NPOEKTA AOMKEH
6bITb pa3paboTaH naaH no ynpaeneHWo 1 06MeHy AaHHbIMM, Ha OCHOBaHUM KOTOPOTO
6yayT OCYyLEeCTBAATLCS COOP, KYyPUPOBAHWE, XPaHEHUE, [OCTYM, aHaNU3, apX1BMPOBaHME
W, B PEAKUX ClyYasix, yAaneHne AaHHbIX Ha MPOTSXKEHUM BCErO NMPOEKTHOIo U
NCCNeAoBaTeNbCKOrO LKA,



PYKOBOACTBO MO OCYLLLeCTB/IEHUIO
nonntukm BO3 no obmeHy

MeANKO-CAHUTAPHbIMWN JAHHBIMIA
N NXTTOBTOPHOMY NCMOJIb30BAHNIO
B UCCNNefoBaTe/IbCKUX LeNAdx

ﬂ,ﬂﬂ KOro npegHa3Ha4eHo 370 pyKOBOp,CTBO?
PyKOBOACTBO NpegHa3HavyeHo ANns coTpyaHUKoB BO3 u gpyrux uccnegosatenen,
KOTOpbIe NMOJIHOCTbIO MK YaCTUYHO puHaHcHpytoTcst BO3.

Uenb pyKoBogsAuUero LOKyMeHTa

Llenb HacTosILLErO JOKYMEHTA COCTOUT B TOM, 4TO6bI MPEAOCTaBUTb PEKOMEHAALMM O TOM,
Kak pa3paboTaTb MaH Mo yrnpasieHuto U 06MeHy AaHHbIMK /151 0bMeHa HaboPOM AaHHBbIX
BO3 B unpoBoM popmaTe TaknM 06pa3oM, 4TO6bI ITO COOTBETCTBOBANO NMONUTUKE

BO3 no o6MeHy Me1Ko-CaHUTaPHBIMU AAHHBIMW U MX MOBTOPHOMY MCMO/Ib30BaHMIO B
nccnepoBaTenbCKux Lensx («Moautuka» unm «Monntuka BO3»).

Kakune gaHHble OoXBaTbIBalOTCA?

MonnTUKa OXBaTbIBAET KaK Ype3BblYaliHble, TaK U HeYPEe3BblYaliHble CUTYaLUN 1
[OMOJHAET CefytoLLee C TOYKM 3PEHUS NOBTOPHOIO UCMO/b30BaHUS: 3asBNEHNE O
NosINTUKe No BONpocam obMeHa faHHbIMW BceMUpHOIA opraHu3aLuny 34paBooXpaHeHust
B KOHTEKCTE Ype3BblYalHbIX CUTYaLuii B chepe o6LLeCTBEHHOIO 34paBooxpaHeHus (1);
MonnTuKa Cnonb3oBaHUs M 06MeHa faHHbIMU, COBPaHHbIMK B FOCYAapCTBax-4aeHax
BcemupHoW opraHu3aumeri 3gpaBooxpaHeHns (BO3) BHe KOHTEKCTa Ype3BblYaHbIX
CcUTyauwmii B 061acTy 06L,ecTBEHHOIO 3 paBooxpaHeHus (2); 1 COBMeCTHOe 3asiBeHME O
ny6ANYHOM PaCKpbITUMN Pe3yNbTaTOB KNMHUYECKUX UCNbITaHWi (3). Chepa npumeHeHus
MonnuTUKK BKOYAET B cebs nccnefoBaTeNibCKUE faHHble, MOJTyYeHHbIe B pe3y/bTaTe
uccnepoBaHuiA, MPOBOAMUMbIX HENoCcpeacTBeHHO BO3 unu dvHaHcupyembix BO3, a Takke
MCNONb30BaHMWE APYrMX MEAVKO-CAaHUTAPHbIX LaHHbIX B UCC/IEA0BATENbCKMX LIeNsX.

3TO pyKOBOACTBO NpefcTaBisieT CO60l KpaTKoe U3/10XeHUe peKOMeHAALNi 1
COAEPXUT YKa3aHus 1 OTCbINIKM Ha 6onee noapobHble pecypcbl. Bo MHOrmx obnactsx
OTCYTCTBYIOT peKOMeHAALLMN MO NEPeOBOM NPAKTUKE U NPUHSATLIE HOPMbI. B Takux
cnyyasix npakTuKa, kotTopyto BO3 cuntaeT Hapgnexatlei, usnaraetcs B lMonutuke.!
CnepoBaTenbHO, NOMb30BaTENSIM HEOBXOAMMO BYAET NPUHMUMATD PELLEHNS C YHETOM
BCEX COOTBETCTBYHOLLUX COOBPAXKEHUIA, C TEM YTOObI ONpefennTb Hambonee NOAXoAALLMNIA
MeXaHW3M [1151 XpaHEHUS U PacnpOCTPaHEHNS KOHKPETHOTO(-bIX) Habopa( 0B) AaHHbIX.
Hanpwumep, pacnpocTpaHeHne reHOMHbIX AaHHbIX O MaToreHax TpebyeT apyrux
CO06paXXEHUIA, HEXENTN PACNPOCTPaHEHWE CBEAEHMI 06 OTAeNbHbIX y4acTHUKax.2 (IPD),
NeXalumx B OCHOBE KIMHUYECKOTO UCTbITaHWSI.

Monb3oBaTeNnsM HacTOSALEro PyKOBOACTBA PEKOMEHAYeTCs pa3paboTaTh NiaH no
ynpaBieHuIo U 06MeHY AaHHBIMU (CM. NPUTOXKEHMWE 1) B COOTBETCTBUM C MPUHLMMNAMM
n uensamu Monntuku. MNnaH foxeH COOTBETCTBOBATL NpUHLMNam BO3: 6biTb
3¢pheKTUBHBIM, ITUYHBIM U CNPaBEANBbLIM, KaK 3TO U310XxeHo B MonuTuke. MnaH
TakKXe JO/KeH cnegoBaTh TEXHUYECKUM npuHumnam FAIR, HaCKONbKO 3TO BO3MOXHO,
1 6bITb HaNpaBNeHHbIM Ha TO, YTOObI CleNaTh AaHHbIE MAKCMMaJIbHO OTKPbITLIMU A1
NMOBTOPHOIO UCMOb30BaHNS, ypaBHOBELWMBaAs MPU 3TOM HEOBXOANMbIE 3TUYECKME

1 NpaBoBble PaKTOpbl, KOTOPbIE 3aLLMLLAIT UHTEPECH 3aMHTEPECOBAHHbIX CTOPOH,
CBSI3aHHbIX C HA6OPOM fLaHHbIX.

1 HacToslyee pyKOBOACTBO MOXET COAEPHaTb CCbIIKM Ha CTOPOHHWE pecypCbl UNWN BHELWHMWE
Be6-caiiTbl. BO3 He HeceT OTBETCTBEHHOCTY 33 TOYHOCTb UM COfEpIKaHme NoBbIX CTOPOHHUX
PecypcoB UM BHELLHWX CCbINOK. CCblNIKa Ha KaKkoW-1Mb0 CTOPOHHWI PECYpPC UK BHELIHIO
CCbI/IKY HE 03HA4aeT, YTO PeCypC UK CCbiKa, UX aBTOP UM OpraHM3aLus ogobpeHbl au
pexkoMeHaoBaHbl BO3. 3T cCbINKMU NPefoCcTaBAsioTCs TONbKO ANs yao6CTBa.

2 B HacTosieM fokymeHTe TepMuH IPD ncnonb3yeTtcs ans 0603HaveHns cBeieHnn 06 0TaebHbIX
y4aCTHUKaXx B LieNsiX OXBaTa BCEX CIy4aeB UccnefoBaHnii BO3, kacatoLwmxcs nogen U nx IMYHbIX
LaHHbIX. O6paTnTe BHUMAHME, YTO B KIMHUYECKMX UcceaoBaHusx IPD yalle onpegensieTcst Kak
AaHHble OTAEeNbHbIX NaLNeHTOB.




BCTABKA 1. PykoBogsawue npuHuyunsl FAIR

BbITb yao6HbIMM A5 NOMCKa

F1  (meTa)gaHHbIM NpUcBauBaeTcs r06anbHO YHUKAbHbIN Y NOCTOSAHHbIV MAEHTUhMKATOP

F2  paHHble ONUCbIBaKOTCA C MOMOLLbIO O6LIVPHBIX MeTaaHHbIX (onpeaeneHHbIX napaMmeTpom R1 HMKe)
F3  MeTagaHHble YETKO 1 BHO BK/IKOYAKOT NAEHTUMUKATOP K AaHHbIM, KOTOPbIE OHU OMUChIBAKOT

F4  MeTagaHHble PErUCTPUPYIOTCS UAUN MHLAEKCUPYIOTCS B PECYPCE C BO3MOXHOCTbIO MOMCKa

BbITb [OCTYNMHbIMU

Al.0 (meTa)gaHHble U3BEKAOTCS MO UX UAEHTUDUKATOPY C UCMOb30BaHNEM CTaHAAPTU3VPOBAHHOIO
NPOTOKONa CBA3U

Al.l MpOTOKON ABASETCS OTKPbITbIM, CBO6OAHBIM U YHUBEPCAIbHO peann3yemMbiM

Al.2 npoToKOA AOMYyCKaeT Npoueaypy ayTeHTUGUKaLUM U aBTOPU3aLMK, KOTRA 3TO HEO6XOANMO

A2.0 mMeTagaHHble OCTYMHbI, faXe ecu AaHHble 60/blue He JOCTYMHbI

BbITb beHKLI,I/IOHaﬂ bHO COBMeCTUMbIMU

11 B (MeTa)gaHHbIX MCMo/b3yeTcs hopMasnbHbIN, BOCTYMHbIN, OOLMIA 1 LIMPOKO MPUMEHUMBIN A3bIK A5
npefcTaBAeHUs 3HaHUN

12 B (MeTa)gaHHbIX MCMOJIb3YETCS TEPMUHONOIUS, cregytolas npuHumnam FAIR

13 (MeTa)maHHble BKNHOYAT KBANMMULMPOBAHHbIE CCbUIKM Ha Apyrue (MeTa)gaHHble

BO3MOXHOCTb NMOBTOPHOIo NCnoJib30BaHUA

R1.0 (meTa)gaHHble 06CTOSATENbHO OMMCaHbl C MHOXECTBOM TOYHbIX U pefieBaHTHbIX KpUTEPUEB

R1.1 (meTa)gaHHble BbIMYCKAKOTCS C YETKOW U JOCTYNHOW NULLEH3MEeR Ha UCMOb30BaHMe JaHHbIX
R1.2 (meTa)gaHHble CBS3aHbl C MOAPOOHbBIM MPOUNCXOXAEHNEM

R1.3 (meTa)gaHHble COOTBETCTBYIOT CTaHAAPTaM COO6LLECTBa, OTHOCALIMMCS K MpegMeTHoM obnactu

3TOT Nnogxop 06bI4YHO 03HaYaeT BbIGOP COOTBETCTBYHOLLENO CTOPOHHErO PENO3UTOPKS
U KypVYpOBaHMWeE AaHHbIX TaKUM 06pa3oM, YToObl OHM bblnn: 1) KayecTBEHHO

onuncaHbl C UCMO/Ib30BaHMEM YETKON MH(OPMALMOHHON CBOAKY (MeTafaHHbIX); 2)
CTPYKTYPUPOBaHbl TaKMM 06pa3oM, 4TO6bI UX MOXKHO 6b110 MOBTOPHO MCMOMb30BaThb
W arpernpoBaTh C aHaIOrMYHbIMU HabopaMu faHHbIX; U 3) Npu HE06XOAUMOCTH,
aHOHVMU3UPOBAHbI C LLe/Ibl0 YMEHbLUEHWSI BO3MOXHOCTU NAEHTUPUKALUN OTAENbHbBIX
YYACTHUKOB. BbIGpaHHbIN pENo3nTOPUIN fOJKEH BbITh OLEeHeH, 4Tobbl ybeanTbcs,

4TO OH COOTBETCTBYET MPUHLMMAM, U3/T0KEHHbBIM B 3TOM JOKYMEHTE, OCOBEHHO B

TeX cnyvasix, Korga flaHHble SBASIOTCS KOHbMAEHLMANbHbIMY (HanpuMep, B cyyae
IPD). B HekoTOpbIx cnyvasix BO3 MoxeT HenocpeaCcTBEHHO YNPaBAsTb Ppeno3nToprem
B paMKaXx CBOMX COBCTBEHHbIX pecypcoB; GUHaHcupyembiM BO3 uccnegoBatensm
cnepyeT BbISICHUTb, CO3AaHO0 N B UX YHUBEPCUTETE UW NMPUHMMAIOLLEM YYpeXaeHUN
COBCTBEHHOE XPaHUNLLE JAaHHbIX UV OPraHW30BaHa MHCTUTYLMOHaNbHas MOAMNMCKa
C pacnpocTpaHsioLLel faHHble OpraHu3aunei.



Kak nonb3oBaTbCsA HacToOA 1M pyKoBoaACTBOM

PekoMeHpaLus 3aKI04aeTCs B TOM, YTO MJIaH Mo yrnpasneHuto n 06MeHy filaHHbIMU
cnepyeT pa3paboTaThb f0 Havana cbopa faHHbIX. TeM He MeHee, CYLLLECTBYET elle MHOTO
NPaKTUYECKUX peLleHNiA A1 pacnpoCcTpaHeHNs aHHbIX STUYHBIM U 3P HEKTUBHbIM
06pa3om, faxe Nnocse 3aBepLIeHUsi NPOrpamMmMbl gesTenbHocT. BO3 npu3biBaeT
nosib3oBaTenei 03HaKOMUTBLCS C PA3/IMYHBIMU Pa3AeiaMun HAaCTOSILLLErO PYKOBOACTBA
W NPUHATH NOCNeaytoLMe Mepbl B OTHOLIEHWMW TeX PECYpPCOB, KOTOPbIE UMET
HanbosbLLee OTHOLIEHME K UX CUTYaLun. PEKOMEHYeTCs UCNOb30BaTh Wab/oH,
NPVIBEAEHHDBIV B MPUIOXKEHNM 1, Ans pa3paboTKM NaaHa no ynpaeieHuno u 06MeHy
JaHHbIMK. iccnepoBatenu, hvHaHcupyemble BO3, MOTyT NPUHSATHL pelieHmne obcyauTb
3TO C TEXHUYECKON nporpamMmoli BO3, B pamMkax KOTOpOWA nogaepyxusanach ux paborta.
BO3 6ypeT npoBoanTb Neprogmnyeckre 0630pbl TaKMX NIAHOB B LLENsIX AafibHENLLEro
COBEPLUEHCTBOBAHMUS HACTOSILLErO PYKOBOACTBA, 0COBGEHHO B TeX CNyyasx, Korga
pa3pabaTbiBalOTCA CTaHAAPTbI U NepefoBas NpakKThKa.

Kyp,a g Mory 06paTI/ITbCﬂ 3anomMoubro " peKOMer,aLI,I/IﬂMVI?
MomoLLb N peKOMEHAALMM MOXHO NoNy4nTb B OTAENe Mo Hay4yHol paboTe. Mpocum
CBSA3bIBATbCS ¢ PoboM Teppu a5 NoNyYeHnsl TEXHUYECKMX PEKOMeHAALUNN, C THOM
KonTapToM B OTHOLLUEHUW 3aMPOCOB Ha NULLeH3MpPOoBaHMe/nybamkauuio n Bacu Myptu no
BOMpocaM obMeHa reHOMHbIMY AaHHbIMU. B Tex cnyyasix, Korga HesiCHO, C KEM CBS3aTbCs,
3TN KOSINErn MOryT HanpaBUTb 3aNPOChl COOTBETCTBYIOLLEMY COTPYAHUKY.

CocTaB/ieHUe N1aHa No YNpaB/IeHUI0 1 06MeHY AaHHbIMU

Moyemy?

NMoboe npepnoxeHre 06 obMeHe AaHHbIMK TPeBYET TLATENBHOMO PaCCMOTPEHUS

COOTBETCTBYHOLUX TEXHUYECKHMX, MPABOBbIX 1 3TUYECKUX BOMPOCOB. [onb3oBaTenu

AO/KHbBI MOHWUMATb JaHHbIE, UMEIOLWMECS B JOCTYNe, U TO, KaK UX MOXHO UCMOJIb30BaTh.

151 3TOro Heo6xoAMMbI CTPYKTYPUPOBAHHOE ONMCaHNe Habopa AaHHbIX, U3BECTHOE

KaK MeTafaHHble, a Takke 3asnBieHNe 0 LOCTYNHOCTU AaHHbIX. K npenmylecTsam

pa3paboTky NiaHa 06MeHa JaHHbIMM OTHOCUTCS CiepytoLLee:

+ nnaH o6MeHa JaHHbIMU AeMOHCTPUPYET HaaIeXallyto UCCef0BaTeNbCKYIO NPaKTUKY
1 3HaMeHyeT cobOo 3aBepLUEeHME NCC/Ie[0BATENBbCKOIO LKA,

+ Habopbl AaHHbIX MOTYT MCMONB30BATLCS U LUTUPOBATLCA APYrMMY ML AMU, NPU 3TOM
NpefoCTaBNAIOTCA MeXaHW3MbI /151 yKa3aHWs KL, BbINOAHMBLUMX paboTy, CBA3AHHYHO
€ co3paHnemM Habopa faHHbIX®.

+ Habopbl AaHHbIX MOTYT ObITb arpernpoBaHbl B fipyrue NCCNefoBaHus, MOryT ObITb
BOCMPOMW3BefeHbl U MOTYT MO3BO/IUTh NMOJyYaTh HOBbIE 3HaHWsI Ha 61aro HayKu u
06LLeCTBEHHOTO 3[1paBOOXPaHEHUSI.

+ MfaH obecneynBaeT Hafnexallyto 3alWmnTy N KOHDUAEHLMANBHOCTb YHaCTHUKOB, rae
3TO YMeCTHO.

+ niaH obecneymBaeT COXPaHHOCTb M AOSITOCPOYHOE apXMBMPOBAHMNE AAHHbIX.

+ nnaH obMeHa fLaHHbIMY YOBNETBOPSIET TPe60BaHUAM MHOTMX XYPHA/O0B 1
CMNOHCopOB, BKAtoYas BO3.

Tun paHHbIX 6ypeT BAMATL Ha TpebyeMmbiii NJ1aH 06MeHa AaHHbIMU
MoHVMMaHne Habopa faHHbIX MOMOXET PeLInTb, Kak ob6ecneynTb o6MeH

JAHHbIMU. MHOTME YHUBEPCUTEThI MPEAOCTaBSOT KOHCYNbTaLUy Yepes CBOU
6ubnmoTeyHble CyX6bl, a psf XKyPHANOB 1 OpraH13aLuii, 3aHMMatOLWUXCS BAHHbIMU,
onybnnkoBanu pekomeHgauuu. MNpocTeiwre pyKoBOACTBA MO NOHUMaHMIO 06MeHa
nccnefoBaTeNlbCKMMU laHHbIMUW HEAABHO 6bLIM 0Ny6AMKOBaHbI NiaTdopmoit
nybnunkaumin F1000Research (2021). OnucbiBaeTcs, 4TO TaKOE OTKPbITbIE JaHHbIE, KaK 1
raoe BbibpaTb Peno3nTopuiA, Kak CTPYKTYPUPOBATb AaHHble (HanpuMep, B 31EKTPOHHbIX
Tabnuuax), npumMeHaTb NpuHLMnbl FAIR 1 pewwaTtb NpaBoBble 1 3TUYECKME BOMPOCHI,
TaKue KakK [I0CTUKEHNE aHOHMMU3aLUuK (4).

3 Io pe3ynbTaTam UcCnefoBaHus, NpoBeaeHHoro B 2019 r., uncno 6ubnnorpacdryeckmx cCbiiok
B C/lyYasix, Koraa AaHHble 6blIM NepegaHbl B OTKPbITbIN JOCTYM, BbIPOCAO Ha 25%. CM.: Fane B,
Ayris P, Hahnel M, Hrynaszkiewicz |, Baynes G, Farrell E. The state of open data report 2019. Digital
Science. 2019. https://doi.org/10.6084/m9.figshare.9980783.v2.




KoMnneKcHbIn pecypc ans ynpaBneHns KIMHUYECKMMN MeANLMHCKUMMN AaHHbIMU

A1 UICCNeAoBaTENbCKUX Lienelt bbli1 HegaBHO ony6anMKkoBaH MobanbHO ceTbio
3/1paBOOXPaHEeHN s, CO3AaBLUEN LLEHTP 3HaHW gns NMapTHepCTBa eBPOMENCKUX 1
Pa3BUBAIOLLMXCS CTPaH B 06/1aCTU KANHUYECKUX ncnbiTaHuii (EDCTP), opraHn30BaHHbIN
B2021r. (5). B aTOM pecypce n3naratoTcs 3Tanbl ynpaBaeHVst 3SHAHUSAMU Ha NPOTSHKEHUN
BCEro NCC/egoBaTeNbCKOro LKA, 06bACHAETCS, Kak paspaboTaTb NiaH no
ynpas/ieHWto 1 06MeHY AaHHbIMW, @ TaKXe NPefoCTaBASOTCA UHCTPYMEHT NOMCKa
peno3uTopus 1 npoyne pecypcsl. Kpome Toro, MMobanbHas ceTb 3paBoOOXpaHEH U
npepniaraet 6ecnnaTHble OHNAWH-KYPCbl MO YNPABIEHUIO 1 0OMEHY AaHHbIMU, @ TAKXKe
0byyeHune 06LLMM NCCNeaoBaTENbCKMM HaBbIKaM C cepTudmrKaLuein no 3aBepLieHun (6,7).
3TU KypCbl 661K pa3paboTaHbl 418 KNMHUYECKUX UCCNIef0BaHNUIA U ucciegoBaTenen B
CTpaHax C HU3KUM UM CPeAHNM YPOBHEM 0X0Aa. B faHHOM LieHTpe 3HaHUI Takxke
MMeIoTCs CCbIIKU Ha MHOTMe ApYrue pecypchl (8).

Kakyto nHdopmaumio onmcbiBaeT Habop faHHbIX?

OCHOBHble Npo6ieMbI NPU NIAaHUPOBAHUM PACNPOCTPAHEHNSI MEAVKO-CaHUTaPHbIX AaHHbIX

CBSI3aHbl C UCTOPUEN U MPOUCXOXKAEHNEM AaHHbIX. B MX 4MCNO BXOAUT Chepytollee:

« CopepyaT in faHHble KaKyto-1160 MHMOPMaLMIO, KOTOPas MOXET NO3BONTD
HenoCcpeacTBEHHO UAEHTUDULMPOBATL YeroBeKa (Hanpumep, Gamuaus, Homep
TenedoHa, afgpec 31eKTPOHHON NOYTbI) UM KOCBEHHO MAEHTUDULMPOBATL YeNoBeKa,
yBsi3aB Nnofpo6bHoe reorpaduyeckoe MecTononoxeHue ¢ 3abonesaHvem?

+ BbINI0 1M yHaCTHUKOM MY NALMEHTOM JaHO COrNacke Ha MOBTOPHOE UCNOb30BaHUeE U
YTO KOHKPETHO pa3speLLeHo B paMKax COrlacus B nyiaHe NMoBTOPHOIO MCMO/b30BaHUA?

Ecnun gaHHble cobrpatoTcst B COOTBETCTBMM C NMPOTOKO/IOM UCCNefoBaHus (Hanpumep,
KJIMHMYECKOE UCMbITaHUe), NOTyYEHHOE COornacue AO/MKHO JoMyCKaTb NybANKaLmio aHamsa
1 nepegaqy B XpaHWUNLLE UCXOLHbIX AaHHbIX, TPeACTaBAeHHbIX B UCC/Ie0BaHNUM. ITOT TUM
cornacus He byeT oxBaTbiBaTb 06MeH AaHHbIMM 06 OTAE/bHbIX Y4aCTHUKAX, €C/IN OHU He
6b111 HagIeXaLLyM 06pa3oM aHOHUMU3UPOBaHbI (CM. HUKe). OfHMM 13 NpeaBapUTENbHbIX
yCnoBui ANs ganbHeliero obMeHa faHHbIMU IBASIETCS TO, YTO cornalieHne o6 obMeHe
LaHHbIMM JO/MKHO BK/HOYATb COOTBETCTBYHOLLME NPaBOBbIE MOMOXEHUS, perynmpyoLmne
nony4veHne gaHHblx BO3 unu nccnepgosatenem, puHaHcupyembim BO3.

YTo KacaeTcs BO3, To ntobas 06paboTka nepcoHanbHbIX 4aHHbIX! AOMKHA
OCYLLEeCTBNATLCSA B COOTBETCTBUYM € MonnTukoin BO3 no 3awuTe nepcoHanbHbIX aHHbIX.
Pa3pen «MccnegoBaTtenbckme gaHHbie» MoANTUKM NO 3alMTe NepCoHaNbHbIX AaHHbIX
NPUMEeHSIeTCs B CIy4asix, KOraa npsiMoi Lenbio 06paboTKy NepcoHabHbIX aHHbIX
ABNSIOTCA HayYHble NUCCNIefO0BaHUS.

O6MeH faHHbIMK 06 OTAENbHbIX y4acTHUKaxX (nnu nauumeHTax) (IPD) Tpebyet 6onee
TLATE/IbHOTO NIAHUPOBAHMSI, HO MOXET BbITb 6€30MacHO OCYLLECTBEH, YTOObI
OTBETUTb Ha YPE3BbIYANHO BaXKHbIE BOMPOCHI O 30POBbE, OTBETHI HA KOTOPbIE MOXET
6bITb HEBO3MOXHbIM MOSTY4UTb U3 OTAE/bHbIX UCCIEA0BaHUIA. [PYMEpOM MOXeT
CNY)XWUTb BbiSIBIEHUE rPYMN, KOTOPble HEAOCTAaTOYHO NPeACTaBAEHbI B PAAE Hay4YHbIX
nccnefoBaHuin, YTO6bI NOHATL, HANPUMEP, MPOTUBOMNOKA3aHMS AN NPUMEHEHNS
NeKapCTBEHHbIX CPEACTB B OTHOLEHWUM AeTel nn 6epeMeHHbIX XEHLLMH. ITO MOXKeT
TaKXKe BK/OYATb B €6 aHaNN3 3/1eKTPOHHBIX MEANLMHCKMX KapT C UCMOb30BaHUEM
LaHHbIX, COBPaHHbIX B paMKax OKa3aHMWs YCyr, HO He CONMPOBOXAAEMbIX MOCTOSIHHbIM
cornacmem, Npu ycoBMK, YTO NOCTABLLMK AaHHbIX NOMYYU BCE HEOOXOAUMbIE
paspeLleHyist B COOTBETCTBUM C MPYMEHMUMbIM HALMOHabHbIM 3aKOHOAATEIbCTBOM
CTpaHbl, rae 66111 cobpaHbl faHHble. CyLecTBYeT HECKO/IbKO peLleHnin gns obecnedyeHms
pacnpocTpaHeHUs Yepes perno3uTopun ¢ peryimpyemMsimM oCTynoMm. JonoaHuTebHas
nHdOpPMaLMs NPUBOLUTCS HUKE.

4 MepcoHanbHble AaHHble: Ntobas NHbOPMaLMs, OTHOCALLASACA K PU3NYECKOMY UL, KOTOpPoe
NAEHTUHULMPOBAHO UM MOXKET BbIThb MAEHTUDULUPOBAHO MOCPEACTBOM TaKoW MHGOpMaLUK.
MepcoHanbHble faHHble BKOYatOT: 61orpacduyeckne faHHble (brofgaHHbIe), Takme Kak
damunus, non, rpaxkgaHCcKoe COCTosIHME, flaTa U MECTO POXAEHUS, CTPaHa MPOUCXOXAEHUS,
CTpaHa NpoXvBaHWs, NHAVBUAYaANbHBIA PErUCTPALMOHHBIA HOMEP, PO 3aHATUIA, PENUrns n
3THUYeCKasi NPUHaAIeXHOCTb; BUOMETPUYECKUNE AaHHble, TaKKe Kak doTorpadus, oTnevaToK
nanbLa, M306paxkeHne Nua UM pagyxHo 060104KM rNasa; a Takke Nt60oe BbipaeHne
MHEHMUSI 0 Ye/loBeKe, TaKoe KaK OLeHKa CTaTyca U/Uan KOHKPETHbIX NoTpebHocTel. 06paboTka
nepcoHanbHbIX faHHbIX: Ntobas onepaums nav Habop onepaLmnii, Kak aBBTOMaTU3MPOBAHHbIX,
TaK 1 HEaBTOMATU3UPOBAHHbIX, KOTOPbIE BbIMOJHSIOTCS C MEPCOHANbHBIMU AaHHbIMU, BK/tOYas,
HO He orpaHu1yMBasch C6OpPOM, 3aMmnChio, OpraHn3aLueit, CTPYKTyprpoBaHUeM, XpaHEHVEM,
apanTaumen unv U3MeHeHUeM, N3BNIEYEHNEM, KOHCY/bTALMEN, NCMONb30BaHNEM, Nepefayden
(6yab TO B KOMMbIOTEPU3NPOBAHHOW, YCTHOW UM MUCbMEHHON (hopMe), pacnpoCcTpaHeHNEM Unn
MHbIM 06pa3oM NpefoCTaBlEHNEM, UCMIPABIEHNEM UM YHUHTOXEHNEM AaHHbIX.



Monb3oBaTenun Takxe AO/MKHbI MOHMMaTb, B KaKNX hopMaTax HaxofgaTcsa ux
AaHHble — Hanpumep, n3o6paxkeHns (Hanpumep, M306parkeHNs, NONyYeHHble
nocpeacTBOM MarHMTOpe3oHaHCHONW ToMorpadun), ayamosusyanbHble popmaTbl
(Hanpumep, UHTepBbIO), NporpammHoe obecneveHue Office (Hanpumep, Excel),
KOMMbIOTEPHbIE MPOrpaMmsl, 6a3a gaHHbIX (Hanpumep, REDCap), nHdopmaums o
nocnegosatenbHocTn AHK u T.4. CywecTByeT MHOMO pas3finyHbIX peno3ntopues
A5 06pabOoTKM STUX TUMOB [aHHbIX, U BNONHE BEPOSTHO, YTO, CO6PaB HEKOTOPYHO
UHGOPMaLNIO, MOXXHO HaNTU MOAXOASALWNIA pecypc.

Kakue gaHHble MOXXHO pacnpoCTPaHATb OTKPbITO?

B 60/1bWMHCTBE Cly4YaeB faHHble, KOTOPbIe He cofepaT MHpopMaL M 06 y4acTHUKaX
(Hanpumep, o6cnefoBaHNe HaCEKOMbIX-NEPEHOCYMNKOB) NN KOTOPbIE Hbln
@HOHUMU3MPOBaHbI, MOFYT PAaCMPOCTPAHSTLCS MOCPEACTBOM [LENOHNPOBAHMSA B
COOTBETCTBYIOLLEM XPaHWUANLLE, YAOBNETBOPSIOLLEM TpeboBaHMsM Moantuku BO3.
[JaHHOE pyKOBOJCTBO MOMOXET BaM PeLInTb, KaKO Perno3nTopuid nyylle BCEro
NOAXOAUT A/ BALUUX AaHHbIX.

KaKyro NMNUEH3NI0 MOXXHO UCnoJsib3oBaTb 414 obmeHa

[aHHbIMKU?

Monutuka BO3 TpebyeT, 4To6bl AaHHble BO3 pacnpocTpaHsnch B COOTBETCTBUN C INLEH3NEN
Creative Commons Attribution 4.0 International (CC BY 4.0). 3Ta oTKpbITasi IMLEeH3M1s
03HaYaeT, YTOo MOJIb30BaTENV AOMKHbI YBEAOMNATH 06 MCNONb30BaHWU JaHHbBIX B 110601
nocnegytouein nybnvkaumm. Heobxognmo cocnaTbcst Ha Habop faHHbIX — HanpuMep,

¢ ncnonb3oBaHuem DOI, nprcBoeHHOro Habopy AaHHbIX NPU KX pasMelleHnmn. OfHako
3TOT TN IMLLEH3MM O3HAYaeT OTCYTCTBUE HEOOXOANMOCTM KOHTAKTUPOBATbL C NLLAMMU,
OTBETCTBEHHbIMM 32 0OMEH laHHbIMU, UMV MPUBNEKATD UX B C/Ty4ae NOBTOPHOIO
1Cnob30BaHUs. 3To aHanornyHo ocopmneHnto 6ubarorpadryeckon ccoinkm Ha
nccnefoBaTeNbCKyto paboTy, HanNMCaHHYo KeM-TO ApYrM. 3TO AenaeT 0bMeH faHHbIMK bonee
3((EKTUBHBIM 1 MOBbILLIAET BO3MOXHOCTb MX MHOTOKPAaTHOIO MCMO/b30BaHs. BO3MOXHOCTb
NPUMEHEHMNS 3TOV NINLLEH3UM 0BbIYHO AOCTYMHA NPU AENOHVPOBAHUN AAHHbIX.

HOHFOTOBKa AAHHbIX K o6meHy

B MHCTpyMeHTapuu gns obMeHa faHHbIMU LeHTpa 3HaHuii EDCTP onuvcbiBatoTcs
OCHOBHbI€ LIary no NofroToBKe faHHbIX K 06MeHy (9). 3T Wwarn aganTypoBaHbl 1
KpaTKo M3naratoTcst Hke. OHM AOMKHDBI IeYb B OCHOBY M1aHa Mo YNpaBaeHUto 1 06MeHy
AaHHbIMK. UHcTpymeHTapuii EDCTP npepocTaBisieT fONOMHUTENbHbIE MOAPOOHbIE
peKoMeHJauun Ans Kaxgoro Lara.

1. BbibepuTe NOAXOAALLMIA PENO3UTOPMIA U OTKPONTE YYETHYIO 3aNUCh.

2. O3HaKOMbTECh C YCNOBUSMU IMLLEH3MU Ha lENOHMPOBaHMe AaHHbIX. B Tex cnyyasx,
korga BO3 xenaeT 3akN104nNTb COrNaLleHme C peno3nTopmueM, SBnsioLLmMMcs
TpeTbeli CTOPOHOW, COrnalleHre JOMKHO 6bITb PAaCCMOTPEHO U 0A06peHo
Bropo topuckoHcynsTa BO3. MccnepgoBatenu, duHaHcmpyemblie BO3, HecyT
OTBETCTBEHHOCTb 3a COBMpaeMble MW iaHHbIE 1 3@ 3aK/04YeHNE COOCTBEHHBIX
COrNalleHNiA C perno3nTopueM.

3. YTo4YHUTe NpaBa COBCTBEHHOCTU, MpaBa U pa3peLleHus. YoeamTech, 4TO NOMYYeEHbI
npasa Ha 06MeH flaHHbIMU — W, NPU HEOBXOANMOCTH, YTO CYLLECTBYIOLLEE Cornacue
pacnpocTpaHsieTcs Ha npefycMaTpriBaeMble 06MeH JaHHbIMU U UX MOBTOPHOE
MCMONb30BaHNE — W OMpPeAeNnTe MPUMEHUMbIE YCOBUS. YOEANTECH, YTO TMLLEH3US
Ha [leNOHMPOBaHVeE AaHHbIX He BCTYNaeT B MPOTMBOPeYne C nonunTrkoin BO3 3a
CYET YCTaHOB/IEH WS JOMOHUTENbHBIX OFPAHNYEHUIA Ha fanbHelLLee NOBTOPHOE
MCMonb30BaHue.

4. CTpyKTypupymnTe 1 ynopsioumBainTe faHHble B dhainax, sBAsoLWLmMXCs TOrMYHbIMUI 1
YeTKO Ha3BaHHbIMMU.

5. Y6epuTechb, YTO flaHHbIE TOYHbI U MOC/IEA0BATENBHO NMOMEYEHbI. B HEKOTOPbIX
AUCLUMNINHAX, 0OCOBEHHO B XMMUU 1 OMUKaX, PEKOMEHAYETCS CTPYKTypa Ans
NpeacTaBieHns 1 pa3MeLLeHNs B XpaHuamiLe. PaccMoTprTe Takke BO3MOXHOCTb
npefocTaBneHnst HenaTeHToBaHHbIX BalinoB, Hanpumep dhalinos ¢ pacwmpeHmem. CSY,
a TaKKe CTPYKTYPMPOBaHHbIX TabnnL, AaHHbIX, Takux Kak Excel. 3To Makcummsmpyet
NMOBTOPHOE UCMOMb30BaHMe (T.e. Nonb3oBaTensm He Tpebyetcs MS Office gns
npuMeHeHus (ainoB) u JONTOCPOUYHOE COXpaHeHHe (T.e. Korga yctapeBatoT
naTeHToBaHble dhaiinosbie popmatsi) (10).




6. [loproToBbTe NOATBEPXAAIOLIME AOKYMEHTbI, PyKOBOACTBA NONb30BATENS U
WHCTPYMEHTbI (Hanprmep, NporpaMmMHoe obecrneyeHune), HeobxomMmble o
MOHMMaHUS N UCMONb30BAHUS AaHHbIX, M AEMOHNPYNTE NX BMECTE C AaHHbBIMU.

[ns 3TOoro MoxeT NnoTpeboBaTbCs pa3paboTka TEPMUHONOTUM MO faHHbIM AN1S
onpepeneHuns Kaxaon n3 nepeMeHHbIX B COCTaBe Habopa faHHbIX.

7. [lenoHupyiiTe faHHble 1 nony4ute DOI, KOTOPBIN MOXHO MCMONBL30BATb A5 CCbIKU
Ha Habop AaHHbIX B Nt0ObIX OTHETaX UMM XYPHaNbHbIX CTaTbsIX B paMKax 3asiBNeHuns o
LOOCTYMHOCTU JaHHbIX.

HeKoTopble U3 3TUX LWaroB pa3bACHAKTCSA HMKE C KOHKPETHOM CCbITKOW Ha TpeboBaHUS
Monutunku BO3.

O6paTnTe BHUMAHME: 3TO IMLLUb KPAaTKOEe M BBOAHOE pe3tome. [lenoHeHTaM AaHHbIX ciefyeT
o6ecneynTb HaNMuYMe y HUX BOCTYNa K HEO6XOAMMbIM 3KCMEPTHbIM 3HAHUAM NPY NPUHATUN
OKOHYaTe/IbHOrOo peLeHus.

Bbl60p peno3nTopud OaHHbIX

B Tabnuvue 1 nprvBegeHo NPOCToe ePEBO peLleHNI B KaYeCTBE PyKOBOLCTBa Mo

BbI6OPY NoaxoasLLero peno3nTopus AaHHbiX. CCbIIKM JaloT OCTYN K MHCTPYMEHTaM
MouCKa B pexxrme oHnaH. OfHaKo 3TOT NepeyeHb He SBISETCS UCYEPNbIBAOLWMM,
MO3TOMY PeKOMEH[YEeTCst 03HAaKOMUTbCS C pecypcamu, nMmerLumucs B bubnunorpacuu,
MOMELLEHHON B KOHLIE HAaCTOSILLEro AOKYMeHTa, C TeM YTO6bI CAenaTb OCO3HAHHbIN
BbIGOP. B Tex cnyyasx, Korpa AaeTcs CCblsika Ha KOHKPETHbIe NNaT¢opMbl, OHM
YKa3blBalOTCS B NOPSAKe NPeA0CTaBAeHUs UHPOPMALLMM U He JOMKHbBI paCCMaTpMBaTHCS
Kak ogobpeHHble nnn pekomengyemble BO3. UccnegoBaTensim, puHaHCUPyEMbIM

BO3, cnegyeT npoBepuTb, UMEET /I UX YHUBEPCUTET UK MPUHUMAOLLEe yYpexaeHne
COBCTBEHHOE XPaHWNLLE AAaHHBIX U YYETHYHO 3aMnCb B OOLLEM XPaHWUNLLE AaHHbIX,
COOTBETCTBYIOLLEM NONOXKEHUAM NONNTUKK BO3. BonblUMHCTBO peno3ntopues TpebytoT
perncTpauun. HekoTopble penosnTopum npegaratoT becnnaTHoe o6cnyxunBaHme

B Npefenax ykazaHHOro IMMUTa faHHbIX, a 3aTeM aboHeHTCKoe 06cnyXnBaHue B
C/lyyae NpeBbIlLEHNS TMMUTA; 4 pYrue B3MMAIOT NnaTy 3a BCe AeNOHpPYeMble AaHHbIe.

B Tex cnyyasix, Koraa B3MMaeTcs nniata 3a flenoHMPOoBaHMe AaHHbIX, CTOUT BbISICHUTD,
CYLLEeCTBYIOT IV UCK/TIOYEHNS NN CKUAKW AN5 UCCnefoBaTenei ns CTpaH C HA3KUM uam
cpefHUM ypoBHeM foxoga (CHCA).

Y10 AenaTtb, €C/In HEBO3MOXHO PacNpPoCTPaHUTb Ha6op

AAHHbIX OTKPbITO?

B HEKOTOPBIX C/Ty4asiX MOXET OKa3aTbCsl HEBO3MOXHbIM 1eMOHMPOBaTh HAOOP AAaHHbIX
B pENO3MTOPMU. 3TO MOXKET OOBACHATHLCA LPUANYECKUMU NPUYNHAMK (Hanpumep,
KOrga HeKOTopble faHHbIe 6b1n noay4yeHbl U3 3anNaTeHTOBAHHOIO I/ICTO‘-IHI/IKa) nnn

Nno 3TUYECKUM NPpUYNHaAM, KOorga y rocygepcrBa-4seHa Henb3d NoNy4YnTb cornacune

WSIM COOTBETCTBYIOLLEE pa3peLLleHMe Ha PacpoCTpaHeHe AaHHbIX (Hanpumep,
3/M1EKTPOHHbIE YYETHbIE 3aNncK).

B 3TUX cnyyasx ecTb fiBa BapuaHTa, XOTs HU OGUH U3 HUX HE U eaneH, u ux cnegyet
paccMaTprBaTh TO/MbKO B KpaliHeM ciyyae. OgHVM U3 BapMaHTOB SIB/ISETCS XpaHeHNe
JaHHbIX B BO3 nnu B yupexzaeHun druHaHcmpyemoro BO3 uccneposatens. B cnyyae
ny6aMKaLmUm C MCMO/b30BaHNMEM 3TUX AaHHbIX B OMYBAMKOBaHHbIE MaTepuasibl OMKHO
6bITb BK/HOYEHO 3as1BNIEHNE O AOCTYMHOCTY AAHHbIX.

BTopoii BapraHT BO3MOXeH TaM, re He NIaHUPYyeTCs MCMO/b30BaTh JaHHbIe B Ny6AnKaLmm.
B 3TOM c/lyyae fenoHEeHTY AaHHbIX ClieayeT NOAroTOBUTL ONMcaHne Habopa AaHHbIX,
U3BECTHOE KaK MeTaflaHHble, U AEMOHNPOBATb 3TO ONMUCAHMWE (HO He CBSI3aHHbIE C HAM
daiinbl faHHbIX) B pENO3UTOPUIA. ITO TaKKe CO3AACT KOHKPETHbIN Be6-agpec (DOI), KoTopbiit
MOXHO JIErKO MCMO/b30BaTh AJIs CCbLIKM Ha MHOPMaLMOHHYO CBOAKY MO AaHHbIM.
BKNaguuK TakKe MOXET BK/THOUMTb B METaAAHHbIE MHCTPYKLIMU O TOM, KaK Apyrve nuua
MOFYT BbIATU HA KOHTAKT 1 06CYAUTb, €CTb /I BO3MOXHOCTb MOYYeHNs SOCTYNa K 3TUM
DaHHbIM UM UX UCMONBb30BaHMS. 3TO aHANIOMMYHO 3asiBNEHMIO O LOCTYNMHOCTMW JaHHbIX

B Ny6MKaLmn. ByaeT xenaTenbHO MMETb HEObXoAVMbIe MpoLeaypbl A5 06paboTKu
3anpoca Ha noJlyyeHne AoCTyna 1 UCMO/b30BaHWE TaKMX KOHDUAEHLMaIbHbIX HA6OPOB
ZaHHbIX, BK/toYas ybegutenbHoe 060CHOBaHMWeE 0TKa3a, B CllydYae HeobxogumocTu. OcTaeTcst
0653aTenbCcTBO 06€CneYnTb, YTOObI AaHHble, HANPUMEP JaHHbIE KIMHUYECKUX UCMbITAaHWUA,
XPaHW/NCb 1 apXMBMPOBANUCh LOMKHbIM 06Pa3oM /151 AanbHENLIEro NCMONb30BAHNS.



XOT8 370 U He naeanbHo, co3gaHme MHhOPMaLMOHHON CBOAKK, MO KpaiiHel Mepe, genaet
[OCTYMHbIM NepeyeHb AaHHbIx BO3. MpocrM 06pallaThcs 3a peKOMEHAALMAMM, EC/IV Bbl HE
3HaeTe, KaK [1eCTBOBaThL Aasblue.

Cornacue v o6MeH gaHHbIMU B LLeNSAX, CBA3aHHbIX CO

340poBbeEM

EpnHoro nogxoga K monyyeHuio cornacus B UCCNefoBaTeNbCKMX LieNSIX He CyLLeCTBYeT.
BO3 coBMecTHO ¢ COBETOM MeXyHapoAHbIX HayYHO-MeMLUHCKIX OpraHu3aLnii
(CMHMO) pa3paboTana 3TvyecKue pyKoBOASLLME NPUHLAMBI A5 UCC/IE[0BAHWI B
0bnacTu 30poBbA € yHacTueMm noaein (11). 3Tn pykosogsiume NpUHLMNbI SBASOTCS
OCHOBOVW A/191 CO3aHNs HAGEXHbIX NpoLeayp nosyyeHus cornacusi, u BO3 ucnonbsyet
psf WwabnoHOB B 3aBUCUMOCTU OT KOHTeKcTa (11). YTo KacaeTcs o6MeHa AaHHbIMU, TO B
pykoBogsiem npuHumne 12 CMHMO no c6opy, XxpaHeHWo U MCNONb30BaHUIO AAaHHBIX B
nccnefoBaHNAX, CBA3aHHbIX CO 3J,0POBbEM, FOBOPUTCS, 4TO:

«MccnepoBartenu, CMOHCOPbI U KOMUTETbI NO BONPOCaM 3TUKU Hay4YHbIX mccne,qosaHle
OOJDKHbI o6MeHnBaTbhHCS OaHHbIMW ONA AaﬂbHeVILLIVIX VICCJ'Ie,CI,OBaHVIVI, rae 310 BO3MOXHO».

B pykoBogsiLLeM NpuHLMMe 12 TaKkKe N3/0XeEHbI YCI0BUS, MPU KOTOPbIX KOMUTET
Mo BOMPOCAM 3TUKUN Hay4YHbIX UCCNEe[0BaHNIA MOXET NPEA0CTaBUTb BOSMOXHOCTb
He BbINONHATb TpeboBaHVe 0 NoNyYeHU NHPOPMUPOBAHHOTO COrNacus Ha obMeH
XPaHSLMMUCS JaHHbBIMU, ECIIN HE CYLLECTBYET MHAMBWAYaIbHOTO COrnacus:

«Korga nccnefoBaTenin CTPEMATCS UCMOb30BaTh XPaHSLWMECS AaHHble, COBpaHHble

ANS NPOLUIbIX NCCNefOBAHWNIA, KNVHUYECKUX AW APYTUX Lenei 6e3 HeobxoanmocTu

npeaBapuTENbHOMO NoayYeHUs MHPOPMUPOBAHHOTO COrNacus Ha ux byayuiee

MCMONb30BaHNeE A5 UCCIe[0BAHUIA, KOMUTET MO BOMNPOCAM 3TUKM Hay4YHbIX MCCIIeA0BaHNI

MOXET PacCMOTPETb BOMPOC O NPeaoCTaBieHNN BO3MOXHOCTY HE BbINOAHATD

TpeboBaHMe 0 NOMyYeHUN UHAUBKAYANBHOMO NH(MOPMUPOBAHHOMO COMNACUA, CIN:

1. TaKue Hay4Hble NCCNef0BaHNA HEBO3MOXHbI UMM MPAKTUYECKM HEOCYLLECTBUMbI B
OTCYTCTBUE OTKa3a OT TpeboBaHus; 1

2. TaKue HayYHble UCCNef0BaHNA MMEKOT BaXKHOE CoLMalibHOe 3HaYeHMe; 1

3. TaKue Hay4Hble UCCNef0BaHMs CO3AAI0T NNLLb MUHUMANbHbIE PUCKU A1 YYACTHUKOB
WAK B8 FPYMMbI, K KOTOPOW MPUHAGNEXNT YHACTHUK (12)».

[JononHuTenbHbie yCNoBUS 06MeHa JaHHbIMU U3JTOXKEHbI B PYKOBOASALEM NpUHLMUMe 24
0 NMOAOTYETHOCTY Nepeq 06LeCTBEHHOCTbLIO B CBSI3M C UCC/IEA0BAaHUSIMU, CBSI3aHHbIMM
CO 300pOBbeM. PykoBoaSALWMIA NPUHLMM 24 rNACUT:

«MccnepoBaTeny AOMKHbI MTHULMATUBHO PErMCTPUPOBATL CBOM UCC/Ief0BaHus,
ny6nmKoBaTb pe3y/ibTaTbl U CBOEBPEMEHHO PACMpPOCTPaHATb AaHHbIe, HA KOTOPbIX 3TU
pe3ynbTaTbl OCHOBaHbI. OTpULaTe/ibHbIe Y HEOMpPeAeNeHHbIe, a TAKKe NOIOXKMUTESIbHbIe
pe3ynbTaThl BCEX UCCNef0BaHNU JOMKHbI 6bITb 0Ny6NMKOBaHbI MU UHBIM 06pa3oM
cfienaHbl 06Lef0CTyMHbIMUY.

K 3ToMy pykoBogsLieMy NpUHLMNY UMeeTCs cepytoLlee 3aMe4yaHume, B KOTOPOM CKa3aHo:

«ECTb BeCKMe NprymHbI fns 0bMeHa JlaHHbIMW UCCNef0BaHUiA B 061aCTV 300POBbS.
OTBETCTBEHHbI 0OMEH JAaHHbIMUN KIVHUYECKUX UCTbITAHWI CIYXUT MHTepecam
obulecTBa, yKpennsis Hay4yHble 060CcHOBaHMWSs 6e3onacHol 1 3 heKTUBHOM
KTIMHWYECKOM MOMOLLM M NPAKTVKMN 06LLECTBEHHOTO 3, paBooxpaHeHns. ObmeH

Takxke CrocobCTBYET NPUHATUIO 06OCHOBAHHbIX HOPMaTUBHbIX PELLEHNA, NO3BONSIET
pa3pabaTbiBaTb HOBblE UCCEA0BATENBCKUE FMMOTE3bl U YBENNYMBAET 06BEM HayUYHbIX
3HaHWI, MONYYeHHbIX 6narofaps BKNagy Y4acTHUKOB KIVHUYECKUX UCTbITaHW,
yCUNWSAM KccnegoBaTenei, NPoBOASLWMM KIVHUYECKME UCTbITaHUS, U pecypcam
CMOHCOPOB KANHUYECKUX UCTIBITAHWUA...

«... PUCKW, cBSI3aHHbIE C 0BMEHOM JaHHbIMU, MOTYT BbITb CMSITYEHbI MYTEM KOHTPONS Haf,
TEeM, C KEM 1 Ha KaKu1X YC/TOBUSIX MPOUCXOAUT OBMEH faHHbIMK, 6e3 yuiepba a5 HayuHoM
None3HOCTU PacnpoCTpaHseMbIX AaHHbIX. OpraHm3aLuum, KoTopbie 06MeHNBaTCS
LAHHBIMU, [OMIKHBI UCNOJb30BaTh COrNaweHns 06 NCcnosib30BaHMM AaHHbIX, CObNOAaThL
JOMOMHUTENbHbIE MEpPbI 3aLLMTbl KOH(MAEHUNANBHOCTY, TOMUMO yAaneHus
ngeHTUdUKaLnoHHon nHdopmaumm n 6e30MacHOCTY JaHHbIX, B 3aBUCUMOCTY OT
06CTOATENbCTB, M Ha3HaYaTb HE3ABUCUMYHO TPYMMY, B KOTOPYIO BXOAAT NPeaCcTaBuTeNm




06LLeCTBEHHOCTU, /151 PACCMOTPEHMS 3aMPOCOB MO AaHHbIM. 3TU rapaHTUM He JOJKHBI
He060CHOBaHHO NPeNATCTBOBATb OCTYNY K flaHHbIM (13)».

TakumM 06pazom, 3TV PyKOBOASLLME MPUHLMMbBI MOAAEPKMBAIOT 1 NOOLLPSIHOT 06MEH
LaHHbIMY, KOT4a UMEKTCSl COOTBETCTBYHOLLME NPOLLECCH yNpaBneHus ans obecnevyeHuns
HeMNpPYKOCHOBEHHOCTU IMYHOW XM3HU. PykoBoasLue npuHumnbl CMHMO nexart B
OCHOBE MHOTVX JOKYMEHTOB MO O6POCOBECTHOM KIMHNYECKON NPaKTUKe, BK/TKOYas
peKoMeHaauun, npegocTaBneHHble BO3 (14).

Mpu pa3paboTke hopMbl cornacus, KOTopas B LOCTaTOUYHOW CTENeHW OXBaTbIBAET
BTOPUYHOE UCMOJb30BaHUe AaHHbIX (15), Cnyxba gaHHbIx CoeguHeHHoro KoponeBcTaa
NoAroTOBW/IA NOMe3Hble pEKOMEHAALMMW, 0COBEHHO B OTHOLIEHUN (hOPMYSTIMPOBOK,
KOTOpbIX criegyeT n3beratb. PekomeHayeTcs cnepytoliee: «DopMbl COrMacus He LOMKHbI
NpensTCTBOBaTh 06MeHyY UCC/Ie0BaTENbCKUMM JaHHbIMU. TaknM obpasom, cnesyet
n3beratb 06eLAHNN YHUHTOXUTD /IH06bIE JaHHbIE UM YTO laHHble 6yayT BUAHbI UK
LOCTYMHbI TO/IbKO UCCIeR0BaTENbCKON rpynne. «CnegyeT n3beratb Takux TEPMUHOB,
KaK «MOMIHOCTb aHOHWUMHbIV» UK «CTPOTO KOHMUAEHLMASBHBIV», MOCKO/bKY MM 4acTo
HEBO3MOXXHO AaTb onpegeneHue. Jlyylle yKasaTb, Kak 6yayT aHOHMMU3MPOBaHbI JaHHble
(Hanpumep, NyTeM yaaneHns Bcel MMYHON MHhOPMaLLMK, KOTOpasi MOXET NO3BOJIUTb
HernocpeaCcTBEHHO UAEHTUMMLMPOBATL YENOBEKA), U YTO, XOTS laHHble ByAyT LOCTYMHbI
LpYrum nccnepoBaTensm, KoHUAEHUMaNbHOCTb ByaeT 3almiLeHa» (16).

AHOHMUMM3aAUUA N ,qemp,eHde)m(au,ml

MepeMeHHble AaHHble KNaccMbULMPYOTCS KaK NPSIMble U KOCBEHHbIE NAEHTU(UKATOPBI.
MpsiMble naeHTUGUKATOPBI HANPSIMYHO COJEPIKAT OTChIIKY Ha IMYHOCTb YenoBeka 6e3
LOMNONHUTENbHON UHbopMaumy (Hanpumep, haMmunus, agpec, HoMep MefULMHCKOM
KapTbl, poTorpacdus v T.4.). KocBeHHble NAEHTUDUKATOPLI TPeBYIOT BbINOTHEHUS
HEKOTOPbIX YMO3aK/IOYEHWI ANS aeHTUUKaALMM YeOBEKA U BKIOYAIOT, Harnpumep,
HerosHbIN agpec, 3aboneBaHue, Non, obLiee HazBaHWe JOMKHOCTU, AATY POXKAEHNUS.
ECTb pa3yMHasi BepOSITHOCTb TOFO, YTO YE/IOBEK MOXET BbITb MAEHTUDULNPOBAH NyTeM
KOMBWHUPOBAHUS 3TUX MEPEMEHHbIX (Hanpumep, 50-NeTHUI MyX4MHa C fMabeToM Ha
onpepaeneHHom ynuue B XXeHeBe).

«AHOHMMU3aLWS» — 3TO MPOLLECC, NOCPEACTBOM KOTOPOrO Te MEPEMEHHbIE, KOTOPbIe
MOTYT NO3BONUTb MAEHTUDULMPOBATL YEN0BEKA, HEOBPATUMO YaANSHOTCS U3

Habopa AaHHbIX. «[engeHTrdmrKaLms» — 3T0 NPOLIECC, MOCPeACTBOM KOTOPOro 3TU
MAEHTUUKATOPbI KaKNM-1M60 06Pa3oM MacKUPYHOTCS U 3aMEHSIIOTCS KOAOM,
UMEILLUM KITtoM. [pY MPUMEHEHMM KK0UYa MOXHO NOBTOPHO BCTaBUTb UAEHTUDUKATOPDI,
4TObbI CleNaTb BO3MOXHOW NOBTOPHYIO MAaeHTUdMKaumio. Takum 06pa3oM, KOHTPOIb
Haf K/04OM OFpaHWYeH 1 ero UCNosib30BaHNe PaspeLLeHO TOTbKO NpY ONPeAeneHHbIX
obcTosTeNnbCTBaX. enaeHTndMKaLMs C MOMOLLbIO 3allMbpPOBaHHOIO KOfa 1 Kitoya
SIBNSIETCS PaCNpOCTPaHEHHbIM NOAXOA0M, UCMONb3YEMBIM B KITMHUYECKUX UCTbITAHNSIX.

[MobanbHbIX CTaHAAPTOB AaHOHUMM3ALMMN UK BEVAEHTUMDMKALMMN He CYLLecTBYeT.
MHoOrVe cCTpaHbl MPUHSIM 3aKOHbI O 3aL4UTe JaHHbIX, OMMCbIBAOLLME, YTO COCTABASET
AQHOHMMHbIE AaHHble. BaXXHO 3HATb O NPUMEHUMbIX MPABOBbLIX paMKax, B TOM Y1C/e B
MecTe cbopa U XpaHeHWS faHHbIX (17).

MHorve agMUHUCTPaATOPbI fAaHHbIX B HAYYHO-UCCIEA0BaTENbCKOM CO0bLIeCTBE
MCNONb3YHT CTaHAAPTbI, pekoMeHayeMble B CoegunHeHHbIX LLUTaTax AMepuku nnm B
EBpone, B 3aBUCUMOCTY OT NX MecTa paboTbl U MPUMEHUMbIX NPaBOBbIX PaMOK (18,19).

Kpome Toro, nosie3Hble peKoMeHAauuy NoAroToBaeHbl KoMyccueid no 3awmTe
nepcoHanbHbIX AaHHbIX CUHranypa 1 ABCTPaNUiACKON HaUuMOHANbHOW CNY)X60W BaHHbIX
(ANDS) (20,21). B npunoxeHuu 2 Bocnpon3BoguTcs nHdorpadmka, npefocTaBneHHas
ANDS. PacyeT pucka naeHTudrKaLmm cam rno cebe sBnseTcs HETOYHbIM NOKa3aTenem,
U CYLLEeCTBYIOT afibTepPHaTKBHbIE CNOCO6bI €ro u3MepeHus (22).

WUccnepoBatensam, puHaHcmpyembim BO3, cnepyeT 06palyaThes 3a KOHCYbTaLuel B CBOM
YHUBEPCUTET UNU NpUHUMalLLiee yupexxaeHune 1 obpaluaTtbes B BO3, ecnv um Tpebyetcs
[OMNONHMTENbHAs MOMOLLb.



Bbl60p nogxopsiiero penosntopus

Peno3nTopun MoryT 6biTb OpraHn30BaHbl HECKONbKMMU criocobamu. MpocTenwne
peno3nTopMM YacTo MOXHO 1CNO/b30BaTb 6ecnnaTHO [0 onpefeneHHoro npegena
obbeMma faHHbIX, a AeNOHMPOBaHME 1 AOCTYMN OCYLLEeCTBASAIOTCS Yepes Beb-caiT 6e3
KaKoro-nmbo nocpegHMYecTBa UIM PacCMOTPEHUS KoMUTETOM. CnefoBaTeNbHO, UX
MOXHO OXapaKTepn3oBaTb KaK OTKpbITble peno3utopun. CywecTByeT CTPyKTypa gns
OMMCaHNA faHHbIX NOCPeACTBOM MHPOPMALMOHHON CBOAKN — METafjlaHHbIMW, — HO HET
TpeboBaHuUs hOpMaTMPOBaThb AaHHbIE B COOTBETCTBUM C ONpefeneHHbIM CTaHAAPTOM.
OTKpbITble peno3nTOpMN MHOTAA Ha3bIBAKOT 03epaMu AaHHbIX, TaK KaK BCe faHHble
HaXoAsTCs B OHOM MECTe, HO B Pa3fiMyHbIX hopmMaTax ¢ pa3HbIMU CTaHgapTaMu.
YcnoBuMsA NOBTOPHOIO NCMOJIb30BaHWUS YyCTaHABIMBAIOTCS IENOHEHTOM B peXMMe OT
«OTKPbITOro» B COOTBETCTBUU C NnLeH3uel Creative Commons [0 «3aKpbIToro». B
nocnegHeMm ciny4ae fOCTYMHbl TONbKO MeTafaHHble. [IprMepbl OTKPbITbIX peno3nTopres
BKtoyatoT Figshare, Mendeley n Zenodo.

[Opyrvie peno3utopun MOryT npegycMaTprBaTh 6onee BbICOKYIO CTEMNEHb
CTPYKTYPUPOBAHHOCTY B LiENIsIX IEMOHNPOBaHUS U XapaKTepn30BaTbCs onpeaeneHHbIMU
YCNOBMAMU JOCTYNA, TAKMMU KaK TpeboBaHMe CTPYKTYPMPOBaTb AaHHbIE B COOTBETCTBUN
c onpefeneHHbIM CTaHAAPTOM WM OFPaHNYEHUe Ha MOBTOPHYIO MYBGANKALIMIO 3TUX
AaHHbIX B APYroM MecTe. B HEKOTOPbIX PENO3UTOPKSIX, 0COBEHHO TeX, KOTOpble UMEIT
geno c bonee CNOXHbIMY U KOHMOUAEHLMANBHBIMU AaHHBIMMW, TaKUMK Kak IPD, warwv no
[ENOHVPOBAHUIO U LOCTYNY K f@aHHbIM MOLEPUPYIOTCS. TU perympyemble pecypcbl
MOTYT BK/tOYaTb B cebsi 0630pbl, NPOBOAMMbIE KOMUTETaMM MO BONPOCaM f0CTyna

K AaHHbIM, COrNalleHns o nepefaye AaHHbIX U HEKOTOpOe fafibHelLee yyacTue
AenoHeHTa B onpeAeneHny Tuna NOBTOPHOIo MCMOb30BaHMs. MoXeT cylyecTBOBaTb
TpeboBaHVe 0 AENOHUPOBAHMM JaHHbIX B ONPefeneHHON CTaHAapTHOW CTPYKType
UMW, B KAYeCTBE a/ibTEPHaTMBbI, PENO3UTOPUIA MOXKET 06ecneynTb KYpupoBaHme B
CTaHAAPTHYHO CTPYKTYPY. CyLLECTBYIOT TaKKE Pa3/IMYHbIe CNOCOObI XPaHEHUS AaHHbIX
nnbo BMecTe B LLeHTpann30BaHHOM MecTe, 1MH0 B pa3HbIX MecTax, HoO NPy 3TOM A0CTYN
K HUM OCYLLeCTBASIETCS Yepes crneuunanm3npoBaHHbIil Be6-CaT, MHOrAa 3BECTHBIN Kak
WHTerprnpoBaHHas cuctema. CylecTByeT MHOXECTBO BapuaLMil 3STUX Peno3nTopues,
Ka)kfiasi 13 KOTOPbIX IMEET CBOU MPeNMYLLECTBA U HEAOCTATKN.

Ecnu pacnpocTpaHsieMble aHHble OTHOCUTENbHO MPOCTbI M HET HUKAKMX ONaceHWI
no noBogy KOHPUAEHLNANbHOCTU, OTKPbITbIE PENO3UTOPUM SBASIOTCS NPOCTbIM
peweHneM. [laHHble HAEXXHO apXMBUPYKOTCS, K HUM eCTb 6ecniaTHbI AoCTyn, 1y
JEemnoHeHTa HEeT HEOHXOOMMOCTH YyHaCTBOBaTb B fanbHENLUNX NcCiefoBaHusix. MyTb
K MONyYEHMI0 AOCTYMa K JaHHbBIM 1 MX MOBTOPHOMY MCMO/Ib30BaHUIO BbICTP 1 MPOCT.
OpHaKo, NOCKObKY He CyLiecTBYeT TpeboBaHMiA MO COBMOAEHNI0 KOHKPETHbIX
CTaHZapToB, Mua, Nony4vaLmne AOCTYN K JaHHbIM, JO/MKHbI ByAyT CAaMOCTOSTENBHO
KypUpOBaTb faHHble NPU 06beANHEH NN AAHHbIX U3 Pa3HbIX UCTOYHUKOB.

Perynupyemble nnatdopmbl TpebYOT 60NbLIEro KONNMYECTBA PECYPCOB, M NPoLecc
nosly4YeHns fOCTYNa K AaHHbIM MOXET 6biTb 4INTENbHBIM U TPE6OBaTb PaCCMOTPEHUS CO
CTOPOHbI KOMUTETA MO BOMPOCAM OCTYNa K laHHbIM 1 peLleHns BONPOCOB, KacatoLMXcs
npoTokosna. OgHako, ecnn 06beAUHUTL MHOTOYUC/IEHHbIE aHHbIE U3 MHOTUX
WCTOYHUKOB (Hanpumep, 31eKTPOHHbIE MEAULNHCKME KapTbl U3 MHOTUX Pa3iNyHbIX
60/IbHULL B Pa3HbIX CTpaHax), TOT (aKT, YTO AaHHbIe HAXOAATCS B O4HOM CTaHAapTe
(Hanpumep, C-DISC gns gaHHbIX 06 yYacTHUKax/NaymMeHTax), 03Hayaer, YTo aHanums
MOXET BbIMOSIHATLCSA BbICTPEe, a NONE3HOCTb BCEro Habopa fAaHHbIX B 60/bLLIOW CTeneHu
NoBbILWAETCS.

MpocToe fepeBo pelleHnii B Tabnmue 1 MOXeT MOMOYb NO/b30BaTENSM OCYLLEeCTBUTb
nepBbli yPOBEHb PELLEHNS O TOM, Fe eNOHMPOBaTb CBOW AaHHble. ONsaTb-Taku, ecnu
BaM TpebyeTcsi NoMoLLb B Bbibope, 06paliainTech Mo ciegyowmum agpecam:
terryr@who.int, coltarti@who.int o moorthyv@who.int.
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Tabnuua pelieHn - Kak BbiI6paTb NPaBU/IbHbIN PENO3UTOPUNA

Copep>KaT /im JaHHble
ugeHTUdMLUpyemyio
uHdopMaLuIo 0 nauueHTe?

L !

HET

MoryT nu gaHHble 6bITb 3 heKTUBHO
AHOHUMU3UPOBaHbI AENOHEHTOM
AaHHbIX? MOXXHO N1 UMK 06MeHNBaTbCS
6e3 J0MOTHUTENBbHOTrO PerynmpyeMoro
pocryna?

L J

HET

HET

Mpepnaraemoe penicTeue

BbibepurTe CTPYKTYPMPOBaHHbIN
peno3nTOPUIA MO KOHKPETHOM
ancumnanHe

(Hanpumep,

BblbepuTe 06LWMIN PENO3UTOPUIA faHHbIX
(Hanpumep, ) 5

)

Bbl6epUTE UHCTUTYLMOHANbHOE
XpaHUAWLLE faHHbIX, eC/IN OHO
COOTBETCTBYET nonuTuke BO3

(Hanpumep, oHo npuceavBaet DOI).

OnpegenvTe NOAXOASALMUIA PENo3UTOpPUii
C perynvpyembiM JoCTyrnom. BeinonxuTe
MOUCK B

perynupyembii
goctyn
HE TpebyeTcs

HET
[laHHble He moryT

(Hanp.,

1. Co3paiiTe 3anucb METagaHHbIX
(MHdOpMaLMOHHYO CBOAKY) ANs
nonyyeHus DOI B nto6om nogxoasiiem

pPacnpoCTpaHATLCS
Mo 3TUYECKMNM,
IOPUANYECKIM
WY TEXHUYECKUM
npuyYnHam.

penosnTopun.

2. Ecnun paHHble SBAAOTCS YacTbio
ny6nnkauum, o6bsicHuTe 060cHOBaHMe
B 3a51B/IEHUM O JOCTYMHOCTU AAHHbIX.

Bbi6epuTe peno3nTopuii Mo KOHKPETHOM
AucuMnanHe. BoinonHUTE NOUCK B

) >

BblbepuTe 06LWMIN PENO3NTOPUI faHHbIX
(HaanMepr ) )

)

BblGepUTE UHCTUTYLIMOHANbHOE
XpaHWUAMLLE AAHHbIX, €C/IN OHO
COOTBeTCTBYET NonnTnKe BO3

(Hanpumep, oHo npucBausaeT DOI).
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KnnHuyeckmne ncnoitaHnsa

CyLiecTByeT psif YCTOSBLIMXCS MEXaHU3MOB HageXallel NpakTuKy Ais KNMHUYECKNX
UCMbITaHWI U NPEACTaBEHUS B X PaMKaxX UCXOAHBIX faHHbIX. BO3 onybnukoBana
CoBMeCTHOE 3asiBNieHUe 0 Ny6ANYHOM PAaCKPbITUM PE3YbTaTOB KIIMHUYECKUX UCTbITaHWI
(3). 3asBneHne 0XBaTbIBAET PErucTpaLuio NCCiefoBaHUs 10 ero Havyasna, UCMnosib30BaHne
ngeHTUbMKaTopa UCCNegoBaHNs BO BCEX MOC/EAYIOLLNX COODLLEHMSIX, CBOEBPEMEHHOE
npepcTaBieHne pe3ynbTaToB B TeYeHne 12 MecsiLieB C MOMEHTa 3aBepLUEH NS NEPBUYHOTO
uccnefoBaHus (NocneaHWn BU3UT nocniefHero cybbekTa a5 cbopa AaHHbIX 0 NEPBUYHOM
pe3ynbTaTe) B peecTpe KIMHUYECKUX UCMbITaHWIA 1 B TeYeHUne He bosiee yeM 24 MecsiLeB
nocne 3aBepLIeHs UCMbITaHUS B XXypHaNbHOM Ny6ankaLmm.

O6MmeH paHHbIMKU 06 OoTAENbHbIX y4acTHUKaxX (IPD)

B UCCNefoBaHUAX

IPD MOryT pa3meLLaTbCs B COOTBETCTBYHOLLEM 06LL,eOCTYNHOM PENO3UTOPMM, KaK
YKa3aHo B CPEACTBAX NMOMCKA PENO3MTOPWS, BbIAEIEHHbIX B Tabnuue 1, Npu ycaosuu,
YTO fAaHHbIE B {OCTAaTOYHOMN CTEMEHU aHOHUMMU3NPOBAHbI. 3TN HAabOPbI JAaHHbIX MOTYT
MCMOb30BaTbCs B CUCTEMATMYECKMX 0630pax 415 arpernpoBaHmns NpeacTaBaeHHbIX
pe3ynbTaToB B BbIBOS, C 60/1€e BbICOKOW CTEMEHbI YBEPEHHOCTU. Kak 0TMeYanocs Bblilue,
nobas 06paboTKa NepcoHanbHbIX AaHHbIX CO CTOPOHbI BO3 fo/MKHa OCyLeCcTBAATLCS B
CooTBeTCTBUM C MonnTukoin BO3 no 3awyute nepcoHanbHbIX AaHHbIX.

CnpaBep/MBOCTb NpU 06MeHe faHHbIMU U HapaLMBaHUN

noTeHuuana

OcHoBHas uenb Monutrnkmn BO3 3ak104aeTcs B TOM, YTO6bl 0O6MEH AaHHbIMU
OCYLLECTBASNCSA 3TUYHBIM, 3(PEKTUBHBIM U CpaBeaMBbIM 0bpa3om. [ins BO3
CrnpaBefvBbIN OOMEH JaHHbIMM 03HAYaAET y4eT NoTpebHOCTElN BCeX 3aMHTepecoBaHHbIX
CTOPOH — A€MOHEHTOB [laHHbIX, TeX, KTO reHepupyeT faHHble (BKNoYas nccnegobatenei
B C/ly4ae HabopoB NCCeA0BaTENbCKUX AaHHbIX), BTOPUYHBIX NONb30BaTeNein Habopos
JaHHBbIX 1 COOBLLECTB, U3 KOTOPBIX NMOyYeHbl AaHHble. BO3 cuMTaeT KpaiiHe BaXKHbIM
YAOBNETBOPEHME NOTPEOHOCTEN LEMNOHEHTOB JAaHHbIX U U3yYaeT BCe NyTW COAeNCTBUS
obecneyeHnto CNpaBeaIMBOCTM N HapaLMBaHWIO MOTEHLMANa, B TOM Yucne B obnactu
obMeHa aHHbIMN.

Y70 KacaeTcs HAbOPOB NCCNeROBaTENbCKMX AaHHbIX, MHOTWe uccnegosatenn 8 CHC/L
CYUTAIOT, YTO MNOSIUTMNKA O6MEHA ;aHHBIMU, OCOBEHHO MNOUTHKA MEXAYHAPOAHbIX
CMOHCOPOB MCCNef0BaHUA, MOXET MOCTaBUTb NX B HEBbITOJHOE MOJIOXKEHMNE, eCNU
MonnTtuka BO3 6yaeTt TpeboBaTh, 4TOObI 0OMEH JaHHbIMMW OCYLLECTBAS/CS B KOPOTKUE
CPOKM MM cNocobamu, Npu KOTOPbIX MCCMEA0BAaTENN HE NMPUBMIEKAKOTCS K aHANMN3Y.
BO3 byaeT cofeicTBOBaTb 3aKNOYEHUNIO COTNALLEHNI O AAHHbIX, HAMPKMEp NyTeM
oCyLLeCTBNEHNS MHPOPMALMOHHO-MPONaraHANCTCKUX MEPOTPUSATUI B OTHOLIEHWUM
CMOHCOPOB MeXAyHapOAHbIX UCCIEA0BaHNMIA, KOTOPbIE BKIOYAOT MpUBMIEYEHME
uccnefoBaTtenien U3 CTpaH, B KOTOPbIX CObMpaloTCs AaHHble. Bo Bcex nocnepytowmx
nyGANKaLUX UX BKNAZ LOMKEH 6bITb OTPAXEH NPY YKa3aHUM aBTOPOB.

HapalymBaHue noTeHUmnana TeCHO CBA3aHO C AOCTMXEHMEM CNPaBeaIMBbIX MOAXOA0B K
06MeHy faHHbIMU. BO3 cTpemMnTCst HapalmMBaTh HayYHO-UCCNef0BaTENbCKUIA NMOTEHLUMAN
nocpeacTBOM CBOUX TEXHNYECKUX NPOrpaMM, NOAAEePIKMBAOLLMX HAyYHbIe NCCefoBaHums
1 yyebHble kypcbl B CHC/A, a Takke 3a cHeT nHoW nogaepxku. Cloga BXOASAT yCUANs no
npegocTaBieHnto NpoeccroHabHOW NOArOTOBKM B 06/1aCTV YNPaBAeHUst AaHHbIMU U UX
KypVpOBaHWs, a Takke Nno 0by4yeHunto HaBblkaM, HEO6XOAMMbIM N5 YNPaBNEHUS Mef KO-
CaHNTapHbIMY JAHHBIMUN 1N UX aHanu3a.
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MPUNOXEHMUE 1. NMpoeKT wabnoHa gna co3pgaHus njaHa

No ynpaB/IEHNIO U OOMEHY AlaHHbIMU

Mpu NoAroToBKe MnJjiaHa No yrnpae/ieH1I0 U 06MeHy AaHHbIMU UcciefoBaTensam, GuHaHcupyembim BO3, cnegyet
06paLyaTbCs 3a KOHCY/IbTaLMeNn B CBOW YHUBEPCUTET UM MPUHUMALOLLEE YUYpeXxxaeHue. Vicnonb3yiiTe NpUBeAEHHbIN
HWKe Wa6/10H B KaYeCTBe KOHTPOJIbHOIO NepeyHs /g pa3paboTKu NaHa Mo yrnpasBieHno u 06MeHy faHHbIMU.

KakoW Tun gaHHbIX?

JevicTBue MpumeyaHus

KTo siBnsieTcs 3anHTepecoBaHHbIMM
cTOopoHamu?

Kakune npaBa n paspelueHus

-y BacecTb?
- BaM HY)XXHO nonyyatb?

Bbi6op penosutopus

TpeTbs cTopoHa unu BO3?

Hy»xHo nin Bam byaeT noanmceiBaTh
cornalieHue o enOHNPOBaHNN AaHHbIX?

MpumeHnTenbHo kK BO3, 0630p 1
paspelueHve HOpuanyeckoro 6topo BO3.

PeweHne HE pacnpocTpaHsTb

Co3pgaiTe 3aNncb MeTafaHHbIX.

[JencTByeT Ny Bac npoueaypa
06paboTKM 3aMpOCOB Ha NosyyeHne
pocryna?

Mpy HeobXOANMOCTH, Kakoe cornacue
cylwecrtyet?

Hy»Ho nin Bam 06paLLaTbCcs 3a 0TKa3oM OT
TpeboBaHMs 0 NonyyYeHUN cornacus?

Mpu Heo6XOAUMOCTM, KaKOV YPOBEHb
QHOHMMU3ALMY NN BenAeHTUdMKaLMN
BaM HEO6XOAMMO NPUMEHUTB?

KnnHunyeckme ncnbiTaHus

3apeructpupymnTecb

PewwTe, KOrga 1 Kak Bbl bygeTte cooblaTth

O6meH IPD:

— OTKPbITbIV PENo3UTOpUiA?

- perynvpyembiil peno3uTopuin?
- peno3suTtopuii BO3?

CnpaBefnmBoCcTb

Kak MOXHO 06ecrneymnTb CnpaBefinBoCTb
npv o6MeHe faHHbIMU, [OCTYNE K HUM U/
WU HapawmBaHum noTeHymana?

Cpoku st 06MeHa AaHHbIMM

BbI60p NpaBuIbHON NTULEH3MM

Monutnka BO3 TpebyeT nuueH3nn
Creative Commons Attribution 4.0
International (CC BY 4.0).

Co3paiiTe CBOU MeTaflaHHble

CocTaBbTe 3asiB/IEHNE O [OCTYNHOCTU
LaHHbIX

WcTouHumk: Wilkinson MD, Dumontier M, Aalbersberg |J, Appleton G, Axton M, Baak A et al. Comment: The FAIR Guiding Principles
for scientific data management and stewardship. Nature: Sci Data. 2016;3(160018) (https://www.ncbi.nlm.nih.gov/pmc/articles/
PMC4792175/pdf/sdata201618.pdf/, no cocTosiHuio Ha 31 siHBaps 2022 T.).
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NMPUNOXEHWUE 2. HarnagHoe pyKoBOACTBO NO
npaKTU4YecKkoun penpgeHTudmnKauum gaHHbIX (24)

YT1o nogpasymeBaloT nop AenpaeHTudrKaLmen AaHHbIX y4YeHble, OpraHbl PEryivMpoBaHus U OPUCTbI? YeM aHOHUMHbIe

[aHHbIe OT/INYAKOTCS OT NCEBAOHUMHOMN U AengeHTudnLmMpoBaHHoi nHdopmauun? UaeHTUdULMPYeMoCcTb AaHHbIX

- MOHATUE He 6UHapHoe. CylLeCcTBYET Lie/ibii CNIEKTP CTeNeHel MAEHTUMDULMPYEMOCTHY AaHHbIX. Hyke npuBoguTcs
KpaTKOe PyKOBOACTBO MO pa3rpaHUYeHIo Pa3/InyHbIX KaTeropuii JaHHbIX.

[laHHble, naeHTUdnLMpyowme
Yenoseka 6e3
LOMONHUTENbHOM
nHbOpMaLMK UK NO CCbiKe
Ha MHdOPMaLWIo B OTKPLITOM
pocrtyne (Hanpumep,
damunus, Homep couuanbHoOro
obecneyeHus)

[aHHble, nAeHTUULMPYIoLMe
4enoBeKa KOCBEHHbIM 06pa3oM.
ToMOraioT CoeAnHSTE (parMeHTbl
MH(OPMALWN 40 TEX Mop, Moka
He MOSIBUTCS BO3MOXHOCTb
VACHTUGDULMPOBATL YesloBeKa

(Hanpumep, fata poXaeHwsi, non)

CPeACTBa KOHTPOIA
TexHn4eckune OpraHn3aLluoHHbIe
¥ opuANYecKme cpeacTsa
KOHTPOAS, He No3BonstoWme
COTpYAHMKaM, UcCefioBaTeNsIM
nnn gpyrum TpeTbM NnLam
NOBTOPHO UAEHTU(MLMPOBaTH
usnyeckve nuua

CreneHun
naeHTUULMpyeMocTu

VHdbopmauus, cofepallas npsmbie 1
KOCBEHHblE UAEHTUDUKATOPbI

flBHO
NNYHbIE

MoTteHunanbHO
npeHTUbULM-
pyembie

He noppatotcs
nerkom
npeHTUdUKaL-
um

YactnuHo
3aMacKVpOBaHbI

YactnuHo
3aMacKVpOBaHbl

Henospex-
OeHHble

Henospex-
OeHHble

Henospex-
[OeHHble

Henospex-
AeHHble

He aktyanbHo
u3-3a
XapakTepa
AaHHbIX

OrpaHuyeHb!
wnn
OTCYTCTBYIOT

[eiicTytoT
cpepcTBa
KOHTpOns

ajipec,Homep  MAEHTU(MKATOP U NOTEHUMaNbHO
TenedoHa, SSN, ycTpoiicTBa, npeHTudu-
yAocToBep HOMepHoI umpyemble, 3a
JINYHOCTY, 3HaK, Homep VCKIOYeHneM
BblfjaHHOE [IOKyMeHTa TOro, 4To
rocyaapcrse- MEVLMHCKOTO  [laHHbIe Takoke
HHbIM OpraHoM  yuerTa, taiin 3aLMLeHb!
(Hanpumep, cookie, IPagpec rapaHTusMU
[oxeiiH CmuT, (Hanpumep, MAC- 1 cpeacTBamMu
123 Main Street, appec68:A8:6D: KoHTpons
555-555-5555)  35:65:03) (Hanpumep,
XenpoBaHHbIe
MAC-agpecaun
lopuanyeckue
3aBepeHus)

To e camoe, 4TO

lNceBAOHUMHbIE AaHHbIE

VHbopMaLms, 13 KOTopoi 6bin yaaneHsl
11 npeobpasoBaHbl AaHHbIE, MO3BONISOLME
HEeMnoCpeACTBEHHO UAEHTVN(ULMPOBATL
NN, HO flaHHble, NO3BONSIOLLNE KOCBEHHO
VAEHTUDNLMPOBATD INLIO, OCTAIOTCS
HETPOHYTHIMY.

Knioy Mc

3aKogmpoBaH ncesgoOHUMbI

YpaneHbl unn YpaneHbl unn YpaneHbl unn

npeo6pasoBaHbl | Npeobpa3oBaHsbl || NpeobpasoBaHbl
Henospex- Henospex- Henospex-
A€HHble A€HHble A€HHble
[fencTBytoT OrpaHu4eHb! [fencTBytOT
cpeacTea wnin cpeacTea
KOHTpoOns OTCYTCTBYHOT KOHTpoOns

DenpeHTnduny-
MPOBaHHble
JaHHble

TMpsAMble 1 N3BECTHblE
KOCBEHHbIE MAEHTU(hUKATOPDI
6bI71 yAaNeHbl U
npeo6pa3oBaHbl C Lenblo
paspyLnTb yBSA3KY C peanbHo
CYWECTBYIOWMUMU INYHOCTSIMU
nogen.

[JevpeHtn-
¢uumpoBaHHbie

3awmuieHHble
fenpeHTn-
buLmpoBaHHbIe

YpaneHbl unn
npeo6pasoBaHbl

YpaneHbl unn
npeo6pasoBaHbl

YoaneHb! vnu YoaneHb! vav

npeo6pa3oBaHbl I npeo6pasoBaHbl

OrpaHuy4eHb! [fencTBytoT
nwnin cpeacTea

OTCYTCTBYHOT KOHTpoOns

AHOHMMHbIE
OaHHble

MpsiMble 1 KOCBEHHbIE
VAEHTNUKALMOHHbIE
AaHHble 6bInn yaaneHs!
vnv npeo6pasoBaHbl
C MaTeMaTUYecKuMmn
1 TEXHNYECKUMU
rapaHTUsSIMU C LieNbio
NPeAoTBPATUTL MOBTOPHYIO
NAEHTUdMKALMIO.

AHOHUMHbIE

YpaneHb! unu
npeo6pasoBaHbl

YpaneHb! unu
npeo6pasoBaHbl

He nmetor
3Ha4YeHunsa ns-
3a XapakTepa

AaHHbIX

Hanpuwmep, wym
Kanubpyetcs o
ypOBHs Habopa
AaHHbIX,

4TO6bI CKPbITh,
npucyTCcTByeT
YenoBek

nnu Het
(Andbeperum-
anbHas
KOH(UAeHuma-
NBbHOCTb)

Arperunpo-
BaHHble
AHOHUMHbIE

YpaneHb! unu
npeo6pasoBaHbl

YpaneHbl unu
npeobpasoBaHbl

He umetot
3Ha4vYeHunsa ns-
3a BbICOKOM
cTeneHu
arperupo-
BaHUsl laHHbIX

B 6onbLuoii
cTeneHn
arperupoBa-
HHbIE flaHHbIe
(Hanpumep,
cTaTucTU4ecKue
AaHHble,
AaHHble
nepenucu

WU faHHble

0 HacesleHUm

0 TOM, YTO
52,6% xuTtenein
BalmHrToHa,
OKpyr
Konyméus,
COCTaBASIOT
JKEHLUWHbI)
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