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IPOPI saiBnsieTcss 6naroTBopuUTEnbHON OpraHu3aLmen, 3aperncTpmpoBaHHon B CoeanHeHHoM KoponescTae,
perncTpaumnoHHbIn Homep 1058005

Bcemupnas opranuzanus, padoTaromas Jyisl yIy4qllieHUs] KAYeCTBa KU3HU
0N ¢ IEPBUYHBIMU UMMYHOI€PUIIUTAMHU.

B sTOoM BBITyCKE:

[IpaznanyuHOE TIocianue oT Bamero IIpeacenarens
XEPTOI'EHBOC

CooO1ieHue oT coBepIIeHHOJIeTHEN MoJioiexku u3 Jlen-boca
baza ganaeix ESID

Penxue 3abosieBanus: BbI30B 11 EBporib

3asiBieHre EBpokomuccuu 1o npenaparam 1ia3mMbl KpOBU

Peectp nepBuunbix ummynoaeduiutos (I11J1) Coequnennoro Koposesctsa
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[MpazaHuYHOE nocriaHue OT Baluero
[Mpencenarens

HesaBucumo ot TOro, B KaKO# TOUKE MIAHETHI Bbl HAXOJAUTECH U BO YTO BEPUTE,
npuOIMKaeTcs TO BpeMsl B TOy, KOTOPOE JIFOJIU BCEX BEPOMCIIOBEIaHUN U JaKe
HEBEPYIOIIHUE CYUTAIOT OCOOBIM.

OpnHMM U3 BecbMa Ba)KHBIX MOMEHTOB ISl MEHS SIBJISIETCA TO, UTO sI BIIEPBBIE BCTPEUAIO
9TH Mpa3AHUKH B KQUECTBE BAILlero MpejceiaTelis, I MHE XOTeJIOCh Obl BHIPA3UTh
MIPU3HATEIBHOCTh KOJUIETaM 110 MPaBJIEHHUIO U BCEM, KTO FOJIOCOBAJI 32 MEHS B X0J1€
BbIOOpOB Ha ExerogHom o01ieM coOpanuu. S upe3BblyailHO MpU3HATEIEH BaM 3a
OKa3aHHOE MHE JJOBEpHUE, U ATO CTAHET YaCThI0 UyBCTBA OJaroapHOCTH, KOTOPOE BCE Mbl
VICIIBITBIBAEM B 3TO BpEMsI, PA3MBILUIAA O 3aBEPILAOIIEMCS IOJIE€ U OLIEHUBAs
MEPCHEKTUBBI, KOTOPbIE OTKPOET IPSAAYLIUHI IO/,

MpbI nepexxuBaeM BpeMsi BJOXHOBEHUS U HAIIPSDKEHUS CHII, U 5 K1y BO3MOXXHOCTH
pa3aenuTh CO BCEMH KaK pafoCTh OT MOSBICHHS HOBBIX CPEACTB JUATHOCTUKH U JICUCHUS
nepBu4HbIX UMMyHOAepuuToB (ITN/]), Tak 1 6pemst ycuimii, KoTopble HE0O0X0UMO
IPWIOXKUTD JIsl paclipoCTpaHeH!s] HOBOW MH(OPMALIMK U CO3JaHUS TTOTUTUUECKON BOJIH K
HOBBIIIEHUIO KaYeCcTBa KU3HU BceX, KTo xuBeT ¢ [1M/] (kak Tex, KoMy AMarHo3 yxe
MOCTABJICH, TAaK U T€X, Y KOTO 3TO 3a00JeBaHue OyIeT BBISIBIICHO B OyAyIIeM IOy ), HE
TOBOPSI 0 HEOOXOAUMOCTH 00€CTIEUeHHsI TOCTaTOYHOTO, IOCTYITHOTO U O€30MacCHOTO
UCTOYHHMKA UMMYHOIJIOOYJIMHOB JUIS BCEX.

W, nakoner, st xotena 6b1 0co00 mobnaronaputh [IpBua 3a Ty MOMOIIb U MOIIEPXKKY,
KOTOPYIO OH MPEIOCTABIISUT HAaM BCEM B TEUCHHE TOIA.

Mot myx ['per npucoeuHsaeTcss K MOUM CaMbIM TEILIBIM MO3APABJICHUSAM I10 CIIYYaro
Poxnectsa u Hosoro I'ona.

JIxo3 [Ipa0Bemt
[Ipencenarens [POPI
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XepTorenooc

Ckasarp, uTo BcTpeua B [leH-boce npornuia ycnentHo, BEposTHO ObLIO ObI MpeyMEHBIIEHUEM
3HAYUMOCTU MEPOTPUSITHSL.

Uucno npucyTCTBOBABIIMX AENIEraToB ObLIO PEKOPAHBIM. MBI BRIOpaii HOBOE MpaBiIeHUE U
HOBOTO TIpe/iceaTeNsi, U BIIEPBbIE UM CTaJl «IIAIIUEHT», a HEe MapTHEP UK POAUTENb. MBI y3Hamu,
YTO MOYTH ECATHh CTPAH MPAKTUUECKH TOTOBBI cTaTh HOBbIMU wieHamu [POPI B CtamOyie B 2010
roy. Mel IPOCTyIIANN PsIi BETUKOJICTTHBIX JICKIIHH, HO IIOYETHOE MECTO, O€3yCIIOBHO,
MIPUHAIEKATIO ceccur ¢ ydacTueM npodeccopa Xenen Usnen u a-pa xopaana Openmka. U
MIPETEH3UH MPEABSBIIN TOJIBKO T€, KTO MO3IHO 3a0pOHUPOBAIl MECTa B rocTUHUIE! !

Bnepssie y IPOPI 6511 ourimanbHbIi 1EeMOHCTPAIIMOHHBIN CTEH], KOTOPBIM MPUBJIEK O0IBIIOES
BHUMaHME HapsIy C Hallel qurepaTypoi. JleficTBuTenbHO, ocae KOH(GEPEHIIMHU MBI Pa30CIain
o Bcemy mupy cBbitie 100 yrmakook OykiieroB IPOPI. Xoporto, 9yTo Hamum 3amacel 6ojiee 4em
JnocTaTouyHbl 1715 otrpaBku 3TuX MarepuanoB BECIIJIATHO Bcem xkenatouum! Tonbko
MOMIPOCUTE, U MBI BBIIILIEM!

Ecnm nepeiitu o ccpuike www.ipopi.org B ceTu HTepHET, MOYKHO MOJIYYHUTh TIOCTYTI KO BCEM
MIpe3eHTalMsIM, ceNaHHbIM B [leH-boce, KoTopbhie MOKHO HCIIONIh30BATh 110 CBOEMY YCMOTPEHHUIO,
pasyMeeTcs, BhIpa3uB JIOJDKHBIM 00pa30M CBOIO MpHU3HATEIbHOCTh. Hatra cinemyrorast
JIBYXroau4Has BcTpeda npousoiaer B CramOyie (2010 r.). O0bsBICHUS O MPEACTOAIIEM
MEpOTNPUITHH OYIYyT MOSBISATHCS B TECUCHUE BCETO OCTABIIETOCS BPEMEHHU.

Opnako, Korja noleT peub 0 OpOHUPOBAHUM MECT B TOCTHHMIIE U PETUCTPALIUY, TOXKaITyiicTa, HE
MeIIKaiTe u JeiCTBYIiTe; MHAaUe, Kak Mmokasana KoHdepenius B Jlen-boce, He nckioyeHo, 4T0
BaM TPUAETCS JIOJITO eXaTh K MECTY POBeIeHUs KOHTpecca Ha aBToOyce! Temeps camoe BpeMms
MOJyMaTh O BalllUX JieJieratax u 00 U3bICKaHUU CPEJCTB, KOTOPble HEOOXOAUMBI [l UX YYaCTHUS.
VY IPOPI moryT ObITh CpEACTBA, OIHAKO OHU BCET/1a MIPEIOCTABIIAIOTCS TOJIBKO TEM, KTO MOKET
JI0Ka3aTh, YTO MBITAJICSA HAMTH (PMHAHCUPOBaHME, HO MOTEpIIE HeyAauy; IPyTUMH CJIOBaMH, He
paccuuThiBaiiTe Ha noiyudenue cpeacts oT IPOPI, oco6eHHO eciin BbI UX yXKe MOoTydalld paHee.
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Xeprorenooc/2

Hagepnoe, nyuie Bcero onryueHus: y4acTHUKOB BeTpeur B JleH-boce nepenaia Hail HOBBIM
npencenarens J>xo3 JprOBent B cBoel 3aKIIFOUUTEIBHON pedn:

«Kaxk noewvui Ilpeocedamensy IPOPI u, nagepnoe, nepgulii, Kmo npu 3mom cmpaoaem
ummyHooeguyumom, s xomena 6vl ckazamo «oo1vULoe cnacuboy 0-py Icmep 0e Bpuc 3a mo, umo
ona coopana emecme unernos ESID, INGID u IPOPI cmonb HeobbluHbIM cnOCOO0M — Mbl 8€0b 3a
nocneoHue HeCKOIbKO OHell CIANU NPUTIEHCHBIMU NPUXOHCAHAMU ™,

Mbt nonyuunu ungopmayuro, nogulcUNU YPOBEHb CEOUX 3HAHUU, NPUCTMYNULU K COMPYOHUYECEY U
003a6e1Uch OpY3bAMU, HO Menepb NPUULIO BPEeMsL HONHCELAMb 8CeM 8aM CNOKOUHO 8EPHYMbCS
00MOU nOCie YCheuHo nPo8edeHHOU KOHpepeHyuy u npoooJIdHCUMb CMOJIb Jice NPEKPACHO
pabomamu Ha O1a20 mex, KMo cmpaoaem UMMYHOOePUYUMOM».

*MHOrue MeporpHsTUs, CBsI3aHHbIe ¢ KOHrpeccoM, IPpOBOIMIIUCH B TIEPKBSIX (MIIU OBIBIINX IIEPKBSX) B
nentpe [en-boca.
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Xeprorenooc/3

bobsinka IIunuepa, sune-npesugeHt IPOPI

[TpaBnenue IPOPI ¢ ynoBonbcTBHEM coobiaeT, uto besnka [Tuiepa no6e3Ho npuHsiia
MPUTJIAIEHUE CTaTh NOYETHBIM BUIle-nipe3uieHToM [POPI. OHa cTaHOBUTCS TpeThUM
YeJI0BEKOM IOCIIe MOKU3HEHHOTO Tpe3uneHTa boda Jlebrena u nmpodeccopa Xenen
Usnien, koMy OblIa OKa3aHa CTOJb BBICOKAs U€CTh 33 UCKIIIOUUTEIBHYIO MPUBEPKEHHOCTD
nesarenpuoctu IPOPI.

3a getbipe roaa, ¢ 2004 mo 2008, brsiHka 100MIaCh 3aMeYaTENIbHBIX YCIIEXOB B BBIBEJCHUHU
pa6otsl [IPOPI Ha HOBBIN ypOBEHB, U IPABICHUE TOPAUTCS BO3MOXKHOCTBIO OKa3aTh €i
TaKy 0COOYIO YeCTb.

IIpemus Jlyyano Baccauiu

Ha Konrpecce B Jlen-boce nepBas B uctopuu npemust Jlyuano Baccamnmu Obuta Bpydena Tomacy
Annepceny u3 Hopseruu. [Ipemuto Bpyunnu poautenu Jlyuano Cannpa u Cepaxo.

[Ipemus yupexaeHa B 3HaK MPU3HAHUS BbIAAIOIErocs BKiaja JIydaHo B puBjieueHUE BHUMAHUS
OOIIECTBEHHOCTH K MpobiieMe MepBUYHBIX MMMYHO1e(hUIIUTOB; Y cedst Ha poauHe, B LlIBeitapun,
Jly4aHo cTay IpUMEpPOM CTOMKOCTH JUIS BCEX MAIMeHTOB. ToMac ObIIT yAOCTOSH HAarpaabl 3a
HCKITIOYUTENbHYIO BOJIO, IPOSBICHHYIO B MMPEOJI0JIEHNH iepBruyHOro nMmmyHonedunuta (ITN/1), u
3a YMEHUE HAYUYUTh IPYTUX NAMEHTOB, KaK XUThb ¢ [T/,

Tomac pomuiics 9 anpens 1983 1., u eMmy ObLT MOCTaBJIEH JUArHO3 TSHKEIOTO KOMOWHUPOBAHHOTO
nmmyHonedpunura (SCID). 3a 25 ner xu3an ToMac TpIKIBI IEpeHeC epecasKy KOCTHOTO MO3Ta,
olluH pa3 nepecaaky nedenu (2005 r.) u cnoxkHy0 onepanuio Ha cepaue (nekadps 2007 r.).

Ha npotsxkenun cBoeil kopotkoit xu3Hu Tomac, poausiuiics co SCID, HeoqHOKpaTHO
OKa3bIBAJICA B KPUTUIECKOM COCTOSTHUU HM3-3a 3TOro 3a0oneBanusi. OH HUKOT/Ia HE CIaeTcs,
Bcera 6oJip 1 007a1aeT CHIIBHOM BoJieH. «Y MeHsl 9 )KH3HE»,— TOBOPUT OH!

Tomac Bcerna cocpeioTOUEH Ha MOJIOKUTENBHOU CTOPOHE KU3HU. OH KOHIIEHTPUPYETCS Ha
BO3MOXXHOCTSIX, @ HE Ha TPYJHOCTSIX.

OH cuuTaeT BaXKHbIM HAYYUTh APYTHX COBEPIICHHOIETHUX MOJIOABIX JIFOAEH CIPABIATHCS C 3TUM
3a00JIeBaHUEM.

[Tpumep Tomaca moOyxaaeT MOIOABIX MtoneH, crpaaaomux [T1]], k 60opsde 1 Ciy XUt 1519 HUX
HMCTOYHUKOM CHIL.

[Iponomxenue cienyer...
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Tomac unTaer JEKIUH U, BCTPEUasiCh C PaOOTHUKAMH 3PaBOOXPAHCHUS U TAIUEHTAMU,
pacckaspiBaet o [IM]/] u meyeHnn noAKOKHBIM BBEACHUEM JIEKAPCTB. TOMAC TaKKe PacCKa3bIBAET
0 cBoeM 3a0osieBannu. OH CUNTAET MOJKOKHOE BBEJICHHE JIEKAPCTBEHHBIX CPEICTB OUEHB

3¢ (HEeKTUBHBIM U MPOTAraHANPYET €0 CPEIU MOJIOBIX JTIOACH U MEAUIIMHCKUX PaOOTHUKOB. OH
paccka3bIBaeT UM 00 3TOM JICUEHUHU U YUHT, KaK CJIEIYyEeT COUeTaTh MOAKOKHOE JICUCHHE C
MOBCEIHEBHOM KH3HBIO.

Harpana 6pu1a Bpyuena Tomacy 1moj rpoM arioIMCMEHTOB U 0JI00pHUTENIbHBIE BO3IIIACH BCEX
MPUCYTCTBOBABIIMX Ha 1iepeMoHuu OTKpbITUS Konrpecca IPOPI B [len-boce. [Tomumo
0(1)I/IL[I/IaJIBHO BpYy4YacMOT 0 IMMOYCTHOT'O 3HAKa Tomac MOJIyUnJI TaMSATHBIC TOAAPKU OT CaHIIpBI )41
Cepxuo.

Tenepv mol ocoem nomunayutl 0ns epyuenus npemuu 2010 2. 6 Cmamobyne.

BJIArO4APUM BAC!

IIpasnenue IPOPI xomeno 6v1 gvipazums 2nyooxyto baazooapuocms Stichting voor
Afweerstoornissen — Opeanuzayuu nayuenmos Hudepranoos — u, 6 vacmnocmu,

cemeticmgy Bac, a ocobenno Huneke Bac, 3a écto my nomowb 6 opeanuzayuu cmeHod
IPOPI, komopyto onu okazanu 3a epems ecmpeyu 8 /len-boce. bes amou nomowu Haw
cmeHO OblLil Obl COBePUIEHHO He IPPeKMUBHbIM — a O1A200aps UM CMATL YeHMPOM BCell
oesamenvrocmu [POPI!
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Monoagpie moau B JleH-boce — oTuer!

[aHHbI oT4eT pacckaxeT Bam koe-uTo 0 aearenbHocTu Monoabix nogen (MJ1) o Bpema KoHrpecca
IPOPI 2008 r. (OeH-boc, Hugepnangpl). A Hagetock, 4To 3TO NOGYyAMT MONoAbIX NoAen nonbiTaTbes
nocetuTb crnegytoLlyto Bctpedy B Ctambyne B 2010 T.

KoHrpecc IPOPI Hayancs B 4eTBepr LepeMOoHUen OTKPbITUS.

B xoge uepemoHun ogHomy 13 monofbix nogen (Tomacy AHgepceHy n3 Hopserun) 6bina BpyveHa npemusi
3a NpofenaHHyo paboTy 1 NogaHHbIA UM NPUMEpP TOro, Kak MoXHO xuTb ¢ ML, Mo okoH4YaHuK
LepPEMOHUN OTKPbLITUS Mbl OTNPaBUINCL B CBOIO KOMHATY 3HakoMuUTbLCA. Bee npeacrasutenu MJT,
yyacTtsoBasLUue B KoHrpecce, 3Hanu apyr o apyre, NoaTomMy Mbl cTanu obeyxaaTe nepcnektussl MI1 B
IPOPI. Mbl cchopmynmpoBanu HEKOTOPbIE PELLEHNSs], KOTOpble BbiNM BHECEHDBI B Mpe3eHTaumo Ans
cyb6oTHen ceccun.

Yepes HekoTopoe BpeMs Mbl (Heckonbko npeactasutenen MJ1) otnpasunnce B [eH-boc, 4Tobbl YTo-
HWOYAb BbINUTL. BepHyBLUMCH, Mbl NPUHSANK y4acTne B omumnanbsHom oTKpbITUM KoHrpecca. Mocne aToro
Ha4arnca npuem ana y4aCctHMKOB, Ha KOTOPOM MOXHO ObINIO NOEecCTb. Korp,a Mbl noenn n ewe HeMHoro
BbINWMAX, Mbl OTNPAaBUNNCL B ropog ¢ apyrumn npegctasutensmm MJ1, ytobbl npogonmkuts. K coxaneHuto,
B BOMbLUMHCTBE PECTOPaAHOB KYXHU YXe He paboTanu, No3ToMy Mbl 3awwnm B MakgoHanbAac, U B KOHUe
KOHLI0B pa3oLUINChb N0 CBOMM rOCTUHMLAM, YTOBbl HEMHOIO nocnaThb.

B naTHuUy, 17 okTabpsi, Mbl OTNPaBUNNCh Ha 3aBOA MO (PpaKUMOHNPOBAHMIO Nfa3Mbl KOMNaHMK Sanquin B
AmcTepaame. Sanquin — 3TO ronnaHACKUA NPOM3BOANTENb MMMYHOINObYyNMHOB. Ham BHavane
NpeanoXunu kode unm 4amn, a NoTOM Havanacb NPUBETCTBEHHAS NPE3eHTaL s, NOCre KOTOPOn Hac
NpoBenu Nno NpeanpuaTuio. QKCKYpCus Havanacb B JOHOPCKOM LEHTpe, rae Ham o6bsACHWAW, Kak paboTatoT
cMcTeMbl. 3aTeM Mbl OTNPaBUIINCEL B MOMeLLeHNs pakLMOHNPOBaHUS, rae npon3soasaT
MMMYHOrnobynuHbl ans BHyTpmuBeHHoro BeeaeHus (IVIG) n nogkoxHoro Beegenust (SCIG). Kpome Toro, Mbl
yBMOEnNn noMeLleHne ansa XxpaHeH1s Bcex npenapartos, KOTopble NponssBoanT Sanquin. [ocne akckypcum
Mbl noobeaanu, a MOTOM COCTOSANUCH NPe3eHTaUmm, NOCBALLIEHHbIE NEYEHUIO HA AOMY U HEKOTOPbLIM
paspaboTkam KomnaHum Sanquin.

Korga nporpammMa 3akoH4Mnach, Mbl BepHynuch B [leH-Boc, 4Tobbl NpUHATL yYacTue B yXKUHE, KOTOPbII
OaBana komnaHus Baxter. K coxaneHuio, Ha o6paTHOM NyTK Mbl Nonanu B Npo6Ky, NoaToMy Ao6upaTtbes
no [eH-Boca npuwinock ropasao Aornblle, YeM Mbl pacCUUTbIBanu.

Mbl nonanu Ha yXXuH, opraHM3oBaHHbIN KoMnaHnern Baxter, a 3aTem ewle pas BbILWAM B ropof, YToObI
BbINWUTb B Kade. B 3Ty HOUb Mbl Takke BEPHYNMCb B CBOWM FOCTUHULbI.

B cy660Ty Mbl OTNpaBunucChL B Napk paseriederHnii [le ddptenuHr. B 3Tom napke MHOXeCTBO
pa3Hoobpa3Hbix aTTpakumMoHOB. M3-3a Toro, 4To Obin BEIXOAHOM AEHb U MOoroda cTosna xopollasi, B napke
6bINo NOAHO; B pe3ynbTaTte Mbl yBUOENM TOMbKO CaMble MHTEPECHbIE aTTPaKUMOHBI, @ MOTOM BEPHYNUCH B
JeH bow, 4Tobbl NPUHATE Y4acTue B rana-yxuHe. [ocne aToro Bce Tak ycranu, 4To pa3oLwwsncs no
roctuHuuam. (Om pedakmopa — usiu Kmo-mo omrnpasusics 8 HOYHOU Kiiy6? - xodsm maxue cryxu!ll)

B BockpeceHbe (nocnegHuii AeHb) Mbl FOTOBUMNK CBOKO Mpe3eHTauumo, a NoToM caenanu ee aons
"B3pocnbIxX”, ydacteoBaBLunx B KoHrpecce IPOPI. Bce 3akoHUMnock npoLlaHuemM 1 Bo3BpaLleHnemM no
aomam.

Mbl Hageemcst BHOBb yBuaeTbcs B 2009 r. u, KoHe4vHo, B Ctambyne B 2010 r. Mbl Takke Hageemcs, 4To U3
Kakgon cTpaHbl npuenyT HemHoro 6onblie MJ1.

lNyc Bac
Hupepnangbl
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ESID: ceteBass 6a3a gaHHbIx no M

MexayHapoaHasa nnatcgpopma anuaeMmoriormm m
nccnenosaHun NN

Hauwunas ¢ 2004 r. ESID (Eporietickoe 0011ecTBO UMMYHOAS(DUITUTOB, WwW.esid.org) moaaepxuBaet B
cetn aTepHET 0a3y NaHHBIX MMEPBUYHBIX UMMYHOAedunToB. baza nanapix ESID mpencrasnser coboit
3aIAIEHHBI IHTepHET-peecTp, coaepKaIluii KIIMHHIECKHE U JabopaTopHbie qaHHbie 0oabHBIX [T /],
Bbaza npencrasisier oOIMii MACCHB IaHHBIX CYIICCTBYIOIIUX HA CETOMHAIIHUMA NeHb 214 pa3auuHbIX
opranusauui, cBszanHbix ¢ [IU]1, 1 perynspHo 0OHOBIISETCS 110 MEpe MOSBICHUS Pe3yIbTaTOB
WCCIIEIOBAaHNN. DTOT MacCHB JJAaHHBIX BKIIIOYAET B ce0si HH()OPMAITHIO O JUarHo3e, JeUeHUH, aHaMHe3e,
JAHHBIX J1a00paTOPHBIX MCCIIEOBAHUN U TIOKA3aTEIsIX NCX0/1a 3a00JIeBaHMS.

C momompio 370 6a36l qaHHBIX ESID mpITaeTcs OMTy9IUTh OTBETHI Ha BAYKHBIC BOIIPOCHI, KACAIOIITHECS
snunemuosorun [TN/]. Kakossl yacrora u pacnpocrpaneHHocTs IIMJI B paznuunbix crpaHax u EBporne B
uesiom? KakoBa CMEpTHOCTB M KaK OHa MEHSIETCS C MOSBICHHEM 00Jiee COBEPIIEHHBIX METOIOB
JMarHOCTUKY U JieueHns? KakoBel Hanboee pacrpocTpaHeHHbIe cTpaTeruu Jiedenns? Kakosa
TIPOIOJDKATEIHFHOCTD HETMAarHOCTUPOBAHHOTO TeueHUs pa3nndubix [IM]] B pa3Hbix cTpanax? Panee Ha 3TH
BOIPOCHI BITAMCH NOJTYYUTh OTBETHI APYTHE peecTphbl EBPOIIBL, TIIaBHBIM 00pa30M Ha roCyIapCTBEHHOM
ypoBHe, HantpuMep, B cnannu (REDIP, http://web.hsd.es.redip) u Utamuu (IPINET, www.aieop.org).
HuTtepreT-6a3a manueix ESID npencrasiseT coboit matdhopMy it 00beTUHEHNS YCHIANA 1 cOopa
HaJIC)KHOW SMHIEMHUOJIOTHUECKON HH(DOPMAIINHU 10 BCEM €BPOIMEHCKUM CTpaHaM.

Omnako 6a3a manabix ESID He sBIsSETCS TPOCTO OJHOMOMEHTHBIM CPE30M SITUACMHOIOTHIECKOM
nHpopMmaruu. OHa BBIMOTHACT U (YYHKIIUY IIaT(GOPMEBI IS TOJTOCPOYHOTO JOKYMEHTUPOBAHUS JIaHHBIX.
[Tonb3ysick 6a30# TaHHBIX, HCCIIEIOBATEIN MOTYT BBISBIISTH TPYIIIBI HAIIMEHTOB JUIsl TEHETHYECKOTO
CKPHHHMHTA 1 MHOTOIIEHTPOBBIX HccienoBannid. Eciu 6a3a ncnonp3yercs B KauecTBe M1aT(opMbl Ist
COCTaBJICHUS OTYETOB 00 UCCIICAOBAHUSIX, MACCHBBI JJAHHBIX MOXHO T'MOKO PacCIIUpPSITh.

Tekywiee cocTossHue

C nauana pa6otsl B aBrycre 2004 r. B 6a3y nannsix ESID 0b110 BHeceHo 7499 manuenToB u3 54
OTIETBHBIX IIEHTPOB U TOCYAapPCTBEHHBIX peecTpoB. TeKylee cocTosiHie cOopa HHPOPMALIUU OTPaKEHO Ha
pucyHke 1.

XOTsl pUCYHOK IIOKa JAJIEKO HE OTpaXkaeT Bced monHoTel kaptuHsl 1o [11/] B EBpornie, Texymue
pe3yAbTaTHl YK€ MO3BOJISIIOT MOIYyYUTh HEeHHYI0 HHpopManuto 06 snuaemuonorun [TNU]], B yactHOCTH, B
TEX CTpaHax, TIe O 3apeTUCTPUPOBAHHBIX 3a00JIeBaHUN BBICOKA.

Hampumep, nmpounras crareio "ObmeckananHaBckoe 3acenanue B [lIBennn " (CeHTSIOPHCKUI BBITTYCK €-
update 2008 r., c. 10), MBI HeZTaBHO TPOAHATH3UPOBATN COOTHOIIECHUE JIMI] MY»CKOTO U >KCHCKOTO TI0J1a
cpenu JeTei u B3pochbix, cTpanatonux [T1/]. Pe3ynpTaTsl, HodydeHHBIE HAMH C TIOMOIIBIO 0a3bl JAHHBIX
ESID, e noarBepauiu yTBepxacHue cTaTtbu, 4To «70% B3pocnbix mauuentoB ¢ [TU]] susroTcs
JKEHITHAMM.
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ESID: ceteBast 6a3a gaHHbIx no ML
/2

MBI TpoaHaTM3UPOBAIH TTOJIOBYIO MPUHAIEKHOCT BCEX KHUBYIINX MAIIMEHTOB, CBA3h C KOTOPHIMHU HE
yTpadeHa. Mx gmucio cocraBmio 6771 uenoek. Ha pucyHke 2 nmpecTaBiIeHo TeHASpHOE pacipeiesicHue y
MAIUCHTOB IIEJIOM, a TAKXKE M0 TpyHIaM MoJioxke 16 neT («IeTeit») u B Bo3pacre 16 JieT u crapiie
(«B3poCIBIX»). JloIs JKEeHINH, JeCTBUTENBHO, ObIIa BBIIIE B CTapIIIel IpyTIe, OJJHAKO MY>KUYHHBI BCE-
TaK{ COCTABJISLTN OOJNBIIUHCTBO (56,4%).

baza mannerx ESID yxe Oblia HCIONB30BaHAa JUIsl COCTABIEHUS MUACMHUOIOTHISCKIX 0030pOB 1o X-
cueruieHHOH TpomOonuronerny (XL T) u HEHpOIHIOKPUHHOW KapIIMTHOME Y OOJBHBIX C Ne(hUITUTOM
CDA40L. B macrosiee BpeMs BEAyTCS MHOTOIIEHTPOBBIE KIIMHUYECKUE UCTIBITAHUS C YIaCTHEM TTAITUEHTOB,
CTpaaromux 00bIMHBIM BapradenbHbIM nMMyHoaeduiuToM (OBU/J]) n X-cuennennoi
aramMarnoOynuaemuei (XLA).

OcBe1OMJIIEHHOCTh 001IIeCTBEHHOCTH

Me1 onaraeM, 4to noanepxkanue 6a3sl qaHHbIX ESID sBnsieTcs He0OXOIMMBIM YCIOBUEM YBEITHICHUS
ocBegoMieHHocTH obmectsa o [11]]. Eciim B HacTosmee BpeMs nHpopmarus o Bctpedaemoctu [T /]
4acTO OCHOBaHA Ha OICHKAaX, MOYXHO HAJICAThCS, YTO CKOpo B 0a3y nanubix ESID Oyner BHeceHO
JIOCTATOYHOE KOJIMYECTBO 3apErUCTPHUPOBAHHBIX MAIIMEHTOB, YTOOBI MTPEIOCTABUTH OOIIECTBEHHOCTH H
OpraHaM 37JpaBOOXpaHEHUs HaJIe)KHbIE SMTUAEMUOIOTHIECKHIE JaHHbIE, U3 KOTOPBIX cieayeT, uro [11/] ae
HACTOJIBKO PEIIKH, KaK YacTO CUUTAFOT.

['pynma cnenuanucTos, moanepKuBaronux 6a3y aanabix ESID, yxke coTpyIHUYAET C pSAAOM OpraHu3aIui
MMallMeHTOB Ha TOCyIapcTBEHHOM ypoBHe, Harpumep ¢ DSAI B ['epmannu u PIA B CoenuHeHHOM
KoponesctBe. MBI HaieeMest, 9TO YMCIIO MOTOOHBIX KOHTAKTOB OY/IET YBEINYUBATHCA, M MTPUTIIAIIAEM K
COTPYIHUYECTBY JTHOOYIO 3aMHTEPECOBAHHYI0 OPraHU3aIUIO; UIIUTE HaM TI0 ajipecy registry(@esid.org.

Benmxamun I'yeman, rpynna noaaep:xkanus UatepHer-6a3nl nanabix ESID

Puc. 1. /luHaMuKa perucTpaumu 1o crpaHamM

Ha xapre npencTaBieHo o0Iee YUCIIO 3apETUCTPUPOBAHHBIX ITAIMCHTOB TS KaX10# cTpaHbl. [lBeTaMu 0603Ha4YEHO
OTHOCHTEIIFHOE KOJIMYECTBO 3aPETUCTPHPOBAHHBIX MAI[UCHTOB IT0 OTHOIIICHHUIO K HACCIICHHUIO CTPAHBI (YUCIIO
narrieHToB Ha 100 000 wacenenus). CM. MOSICHEHUS K IIBETOBOM HHIMKAIIWH.
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ESID: ceteBast 6a3a gaHHbiX no ML
/3

Bce naumeHTbI

B My>UMHbI O XeHLWUHbI

Detun

L] My)K‘vIVIHbI 0O XXeHLWMNHbI

B3pocnblie
[ ] My)K‘MHbI 0O XEeHLWMNHbI

Puc. 2. 'engepHoe pacnpeneneHue

I'ennepHOE pacnpeneneHre MaUEHTOB B HHTepHEeT-0a3e nanabx ESID. I'pynma «gereii»: manueHTs! B BO3pacTe He
crapuie 15 ner. ['pymnma «B3pociibix»: MaueHTsl B Bo3pacte 16 net u crapue. Ha auarpammax yka3aHsl aOCOTIOTHBIE
BEITMYUHBI KOJIMYECTBA MAIIMEHTOB KaXI0T0 MoJIa ¢ yKa3aHHWEM JIOJIU B MPOLIECHTaX.
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Pepokne 3aboneBaHus: BbI3OB AnNSA
EBponbli

Pabouas rpynna no pegkum 3aboneBaHuam

18 Hos16ps 2008 r. B MuHUCTEpCTBE 34paBooxpaHeHus B Mapuke coctosnack EBponenckas koHepeHums
Mo HaumMoHarnbHbIM CTpaTernsiMm 1 mepam 6opbObl C pegkumMmn 3adoneBaHMAMN, KOTOpasi NaTpPOHMpOBanach
®paHumen kak npeacenatenbCTByOLEn cTpaHon B EBponerickom CoseTe.

KoHdepeHLms, B KOTOPOW NPUHANN y4acTue npeactaBuTeny NOIMTUYECKMX Kpyros, EBpokommccnmn
EBponapnameHTa, a Takke obLecTB NauneHToB U 3KCNEePTOB, NpecnegoBana cneaywme Lenu:

- damb 0630p mekyuweli cumyauuu u QUHaMUKU MOJIUMUYeCKUX Kypcoe U 20cydapcmeeHHbIX
nnaHoe 60pb6bI ¢ pedkumu 3abonesaHusimu e Eepone;

- modennumbcsi ONLIMOM JIyHWUX NPaKMUYecKux waz2oe u cmpameaul, npuHamsix e Eepone;

- eblsieumb K/ro4Yyesble hakmopbl ycriexa, Komopbie Mo2su 6b1 cmamb 3Ha4UMbIMU OJisl cex
cmpa-.

Ha BcTpede cocTosinack nNpe3eHTauus AByX BaKHbIX MPOEKTOB MO peakum 3abonesaHusm B EBpone:
1) CoBmecTHasa nporpamma EBpokomuccum no peakmm 3aboneBaHUsIM

11 Hos6ps 2008 r. EBpokOMMCCUSA NPUHATIA COBMECTHYHO MporpaMMy 1 NMPOEKT pekoMeHaaumm ansi
EBponetvickoro CoBeTa no peakum 3aboneBaHnsaM, B KOTOPOM OnucaHa KoMMMeKcHasi CTpaTerns nomMoLLm
cTpaHam-4neHam EC B gnarHocTuke, neYyeHnm n okasaHum NOMOLLM Npu peaknx 3aboneBaHusax (YmMcno
Takux NnauneHToB cocTaBnseT 36 MUIIMOHOB YErOBEK).

CoBMecTHasi nporpamma CoAepXuUT CTpaTernto AenNCcTBUA B TPEX KIOYEBLIX HanpaBreHnsIX:

- ynyqueHue ebisig/ieHuUs1 U pacrno3HaeaHusi pedkux 3aboseeaHull;

- noddepxka 2ocydapcmeeHHbIX NiaHoe no 6opbb6e ¢ pedkumu 3abosieeaHuUsIMU, NMPUHSIMbIX
cmpaHamu-4neHamu EC;

- YKpenseHue compyOHu4Yyecmea u ycusieHue KoopouHayuu e obsacmu 60pbbbi ¢ pedkumu
3aboneeaHusimu e Eepone.

EBpokomuccra HamepeHa Mcnonb3oBaTh 3Ty COBMECTHYIO NPOrpaMMy M COMPOBOXAAIOLWMNIA ee NPOeKT
pekomeHaaumn EBponeinckoro CoseTta anga paspaboTkm KOMNIEKCHON cTpaTernm 6opbbbl ¢ peakumm
3abonesBaHnsiMU, KOTOpasi NO3BONSAET, C OAHON CTOPOHbI, YKPEMUTL COTPYAHNYECTBO U B3AUMHYIO

noaaep KKy B 3TON BaXKHOW 06nacTu nNo Bcem cTpaHam EBponbl u, ¢ Apyron CTOPOHbI, MOMOYb CTpaHam-
yrieHaMm NPUHATb COBCTBEHHbIE FOCYAapCTBEHHbIE U PErMoHarnbHble cTpaTternn. 3a cyeT 3TUX LiaroB nmua,
CTpagaloLue peakumy 3aboneBaHusaMU, U YNeHbl MX CeEMEN MOTyT BbIUrpaTb OT pa3BUTUSA €BPOMENCKoi
WHTEerpaumm, nonyyas oLyTUMY0 BbIrOAY B MOBCEOHEBHOMW XU3HMW.

Ob6a pokymeHTa b6bInn NpeactasneHsbl B EBponapnameHT Ha peueH3uto u CoseT EBponenckoro Cotosda ansi
NPUHATUA pekoMeHdauun. MpuHaThe pekoMeHaauun BHECEHO B NOBECTKY AHA 3aceaaHun CoseTa
MUHUCTPOB 34paBOOXpPaHeHUs, KoTopble ByayT npoBoAUTLCA B Nepuof npeacepatenscrTea dpaHuum (16
nekabps 2008 r.) n Yewuckon Pecny6nvkm (9 ntonsa 2009 r.). B cnyvyae HeobxogmmocTu aTa pabota 6yaet
npodorkeHa B cneaytoLLem Nonyrogun, Koraa npeacenaTenscrTBo nepengeT K Lsevuun.

Ha eBponenckomM ypoBHe COBMECTHYO nporpammy EBpokomuccum nogaepxan npesngeHT Hukons
Capkosu, a 9T0 03HA4YaeT, YTO B HbIHELLIHWI Nepuog npeacenatenscrea dpaHumm cogepxaHme aToro
OCHOBOMOMarawLero JOKyMeHTa nofny4aeT ctatyc npMopuUTETHOrO.
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Pepkune 3aboneBaHus: Bbi3oB ons
EBponbl /2

2) EBPOIIAH, EBponenckuin npoekT pa3paboTKu rocyaapCTBEHHbIX NMIAaHOB MO peaKuM
3aboneBaHuaAM

EBPOI/IAH npeactaBnsieT cobon TpexneTHUI NpoekT, dunHaHcupyembli EBpokomunccuen. MNpoekT
KoopauHupyeTca HaunoHanbHbIM LeHTpoM no peakum 3abonesanusam (CNRD) Beicliero nHctutyTa
3gopoBbs B tanun. B ero pabote npnHumMaeT yyactne 6onbLINHCTBO (21 n3 27) cTpaH-4ieHoB U
EBponelickas opraHmsauus no pegkum 3abonesaHunsm Eurordis (eQnHCTBEHHAA opraHM3auus NauMeHToB,
yyacTByloLas B npoekTe). 310 obecneyrBaeT LWMPOKOE NPEACTaBUTENBCTBO PA3fIMYHbIX KOHTEKCTOB U
TMMNOB OMbITa, B TOM YMCE TOYKU 3pEeHNs naumeHToB. [poekT poanncs 3 04eBMOHOCTY TOTO, YTO,
HECMOTpPS Ha BCce ycunus, npeanpuHuMaBLLmMecs 40 CUX MOP, COXPaHAETCs HacyLHas HeobxoaumMocTb
Bornee TeCHOro COTpyaHNYECTBa MEXAY CTpaHaMu-YneHammn ans Gonee Y4eTKoro onpeaeneHns n
BbISABMEeHNs 3hdeKTUBHbBIX NOAX0O0B M cTpaTernin B cdpepe 6opbbbl ¢ peaknmn 3abonesaHnsmm.

VMoesa komnnekcHoro nogxoaa, KOTopbli oTBeyan 6bl Ha pa3HooOpa3sHble BbI30BbI, CBA3aHHbIE C PeaKMMM
3aboneBaHnsiMu, obcyxgaeTca 4ocTaTovHO AaBHO. OgHako Tonbko y dpaHumnm nMeeTcs onpeaeneHHbin 1
dmHaHcupyembli NnaH gencteui. pyrne ctpaHbl-uneHsl (CH) nmbo nveroT rocygapcTBeHHbIE
NonMTUYECKNe Noaxoabl K orpaHNYeHHOMY Kpyry 3abonesaHun (Utanus, LWeeums, daHusa, CoegnHeHHoe
KoponescTBo), nMbo BeayT paboTy no BbipaboTke nonutunieckmx nogxonos (bonrapwus, MNoptyranus,
WMcnanus, PymbiHus, JliokcemOypr). B gpyrux CY cyliecTByoT agpecHbie YCTaHOBKM B 06riactu
npoBeaeHusa nccnegosanun (FCepmanus, HuaepnaHabl).

[MpoekT HanpaBneH He OKka3aHWe NOMOLLM CTpaHaM-4rieHaM B pa3paboTke rocyaapCTBEHHbIX
cTpaTernyeckmx nnaHos no 6opbbe ¢ pegknmmn 3aboneBaHMaMM 1 06 BEOUHEHUN YCUNUI HA
rocygapCTBEHHOM YPOBHE 151 BbIpabOTKM 00LLLEEBPONENCKON CTpaTernm.

LUenn

KoHneuHon uenbto EBPOFI/IAHA siBnaeTcs Bknag B obecneyeHne AOCTYMHbIX CPeacTB NpomnakTuku,
OMarHoCcTuKN 1 neYeHns peakux 3aboneBaHun, a Takke okasaHvs NMOMOLM NauueHTam nyTeMm Co3gaHns u
pacnpocTpaHeHus UHopMaummn n pekoMmeHgaumm gns pa3paboTkm rocyaapCTBEHHbIX NaHoB 60pbbbl ¢
pedkummn 3abonesaHnamn. 3Tn pekomeHgauum ByayT cnocobCcTBOBaTbL rApMOHU3aALIMN U MHTErpauum
cTpaTterun sgpaBooxpaHeHus B ccpepe 6opbbbl ¢ peakumu 3abonesaHnamn no Bcen EBpone, 4To NOMoXeT
YMEHbLUUTL CTENeHb HepaBeHCTBa MEANLIMHCKMX YCYr, OKa3biBaeMbIX rpaxxaaHam EBpocotosa,
cTpajalLwum peakumMmmn 3adoneBaHusMn, U YrieHam Ux cemen.

lMpoekT npecneayeT uenb NpeaocTaBneHns MHopMaLmMmn 0 pasnuyHbIX MHMUUaTMBax no paspaboTtke
cTpaTerm4eckoro nnaHa 6opbbbl ¢ pegkummn 3aboneBaHnsiMU, B pe3ynbTaTe Yero 4omkHa ObiTb
copmmpoBaHa KynbTypa CTpaTerm4yeckoro nnaHMpoBaHus B 3Ton cdepe. Yto bonee BaxKHO, OH
HanpaBfeH Ha BbISIBNEHNE 1 onncaHme Hambornee AeNCTBEHHbIX MPaKTUYECKUX Mep, a 3TO No3BONUT
obMeHMBaTbCsl MHbOpMaLMER, MOLENAMM U LaHHbIMKU N0 3PEKTUBHLIM cTpaTernsam 6opb0Obl ¢ peakumm
3aboneBaHnsiMu. PekomeHgaumm, B TOM YMChe KPUTUYECKUI aHanu3 TekyLLen eaTeNbHOCTU B KIOYEBbIX
obnacTax 6opbbbl ¢ peakMmmn 3abonesaHnAMN (Hanuyne COOTBETCTBYIOLLUX YUPEXAEHUN, AOCTYNHOCTb
MeAMLMHCKOM NOMOLLM, CUCTeMa Hag3opa, NoAAepKKa opraHn3auni naumMeHToB), Nocnyxar
pyKOBOACTBOM, KOTOPOE NOMOXET CTpaHaM-4neHam paspaboTaTb rocyfapCTBEHHbIE NMaHbl N0 PeaKUM
3aboneBaHuaM. B faHHOM KOHTEKCTE pekoMeHAaumnM MOXHO paccMaTpmBaTh U Kak UHCTPYMEHT
oTCTavBaHus onpegeneHHoro NonnMTUYECKOro Kypcea.

Oxupaemble pe3ynbTaTbl

B xome pabot no npoekTy 6yayT paspaboTaHbl pekoMeHAaL MM No BeipaboTKke CTpaTernyeckoro nnaxHa,
obecneunBaloLLEero LWNPOKOe NpUBreYeHne 3aMHTEPeCcoBaHHbIX CTOPOH (MUHUCTEPCTB, PErMOHANbHbIX U
MECTHbIX BEAOMCTB, PabOTHUKOB 34paBOOXPAHEHUS, YYEHbIX U NaLUEHTOB) U LUMPOKOE pacnpocTpaHeHue
pekomMeHaLUuMi BO Bcex cTpaHax-vneHax EBpocotosa.



YuacTtue 3amHTepecoBaHHbIX CTOPOH paccMaTpuBaeTcs Kak HeobxoanMoe yCroBue AOCTKEHUS ABYX
OCHOBHbIX Pe3ynbTaToB NpoeKTa:

1) KoOHceHcyca B OTHOLUEHUM cTpaTernm 60pbLOLI C peaKMMM 3aboneBaHMsIMM Ha OCHOBE peanbHbIX
AaHHbIX;

2) co3paHuA GnaronpusTHbLIX YCIIOBUN AN pa3BUTUA CTpaTerMvyeckoro ninaHupoBaHus B ccepe
penkux 3aboneBaHUi Ha OCHOBe Hanbonee coBepLIEHHbIX NPAaKTUYECKUX Mep 60pbObI C HUMMU.

5naro,u,apﬂ COTpyAHMYEeCTBY BCEX 3aMHTEPECOBaHHbIX CTOPOH NMPOEKT NOMOXKET NOBbICUTb YPOBEHb
ocBeOMJTIEHHOCTU O pedKnx 3aboneBaHusix, a pekomMmeHaaunn CTaHyT BaXXHbIM MUHCTPYMEHTOM
OTCTamBaHuA NOJINTUHECKOro Kypca.
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3asiBneHue EBpOKOMI/ICCI/II/I O pa3fininax Mmexany rne4yeOHbIMMU
npenaparamMu, N3arotoBJiIeHHbIMAU U3 NJ1Ia3Mbl KPOBU, U
LesfibHOW KPOBbLIO UJiin eeé KOMMNOHEeHTaMMu

EBpOKOMI/ICCI/I}I 3asBJISICT .

«B x00e nod2comogxu 6mopo2o omuema o NOOWPEeHUU CMPAHAMU-YTEHAMU 00OPOBOILHO2O
Heoniauugaemozo oonopcmea Komuccus dondxcnvim obpazom paccmompum pasiuunsle
npoyeoypsl 3a60pa KposU 6 CA3U C peuleHuemM 60Npoco8 UHMepnpemayu U NPUMeHeHUs.
NPUHYUNA 00OPOBOILHO2O HEONIAUUBAEMO20 OOHOPCBA 8 e8PONELICKOM KOHMEKCMey.

03a004eHHOCTH CyAb0OI €BpOIEHIIEB, KOTOPBIE 3aBUCST OT MIPENapaToB, MOIyYaeMbIX U3
TUIa3Mbl — HAIPUMEP, UMMYHOTTIOOYJIMHOB, — CBS3aHA C TEM, YTO HEOIUIAYMBAEMOE
JIOHOPCTBO HE SIBJISIETCS JOCTATOUYHBIM UCTOYHUKOM J1J1s1 00eCredeHHs] HEOOXO0UMBIX
Je4eOHbBIX TPOTYKTOB.

3a nocnennue 15 ner UMMYHOTI00YyJIMHBI, ICTOYHUKOM IOJTYYEHHUS] KOTOPBIX CTajla KPOBb
OIJIaYMBAEMBIX JIOHOPOB, XOPOIIO 3aPEKOMEH10BAIM ce0sl B IJ1aHe O0€30MaCHOCTH, U,
MOCKOJIbKY BO BCEMHUPHOM MaclTade MmpernapaToB IU1a3Mbl €/1Ba XBaTAET, JIIOObIE
OTpaHWYCHUS HA X JOCTYIHOCTb ATHX MPENapaToB HE3aMEUTUTEIHHO BO3BIMEIH OBl
CEpbE3HBIE MMOCIEICTBUS ISl AIIUEHTOB.

[Tocne BcTpeun mpeacTaBuTeNeH moTpeduTenei miasmsl ¢ 4ieHoM EBpokomuccuu
Bacunuy B mae 2008 r. EBpokoMuccus coriacuiach akTUBHO MPUBJIEKATh K 00CYKACHHUSIM
KOQJIMIUIO OPTaHu3alui, IPEeICTaBISIIOIINX HanboJiee yacThIX OTpeduTeNnel mpenaparoB
IU1a3Mbl KPOBU (B TOM YHMCIIE JIMILI, CTPAAAIOIINX TEPBUYHBIMU UMMYHOAEPUIIUTAMU).

JI6u0 Yommepc u Bpaiian O'Mbxonu npu yuacmuu unena Eepoxomuccuu Bacunuy
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Peectp I Coenqunennoro KopoJsescrea —
rocyapCTBEeHHbIN MOAX0 K COOPY JaHHBIX,
NPUMHUMAIOIINI BO BHUMaHHE MeKIYHAPOIHbIE
HCCJIeI0BAHUS

B CoeguHeHHom KoponeBcTBe, kak M B HEKOTOPbLIX APYrMX CTpaHax, HeobxoanMoCTb co3aaHus
HauunoHanbHoro peectpa N[ ctaHoBMnack Bce boree 04EBMAOHOM Ha NPOTSHPKEHUN HECKOMNbKUX NeT. B
HanuuMmM nogobHOro peecTpa 3aMHTepecoBaHbl Kak pabOTHUKM 30paBOOXPAHEHMS!, TaK U NALNEHTHI,
MOCKOJIbKY OH CTaHeT He3aMeHMMbIM UHCTPYMEHTOM B NPOBEAEHMN UCCIIE00BaHNA BbICOKOTO YPOBHS, YTO
B KOHEYHOM MTOre BHECET BKIaA B yrny4lleHne NoMoLLM naumeHTam. [pyron kno4eBon uenbio cbopa
OaHHbIX SIBNSAETCS NOBbILEHME YPOBHSA OCBEAOMIIEHHOCTU OOLLECTBEHHOCTM U yCUITEHNE
3amHTepecoBaHHOCTM npobniemont NN y kntoveBbIx uryp, Hanpumep, CMW 1 opraHos BnacTu.
BputaHckas opraHmsaumsa naumeHToB PIA (Accounauus 60nbHbIX NEPBUYHBIMU MMMYHOAEMLMTaMMU,
www.pia.org.uk) u UK PIN (CoobLwecTBo 60mbHbIX NepBUYHBIMU MMMYyHOoAeduumMTammn CoeanHeHHOro
KoponescTtBa, www.ukpin.org.uk) 06beanHs0T yeunua no cosgaHunio HaumoHaneHoro peectpa. OueBngHo,
YTO ANd 3Toro 6binM HEOBXOANMBbI Camble COBPEMEHHbIE TexHoNornn. MNoatomy ueHTpbl CoeagnHEHHOro
KopornescTBa NpUHANN peLLeHne BOCNONb30BaTbCS OMNbITOM YXXe CO34aHHOM HaAeXHOW U UCNbITaHHON
CUCTEMbI, @ UMEHHO MHTEPHET-0a3bl AaHHbIX MO NepBUYHBIM MMMyHoaeduumTam ESID. 3Tta cuctema,
ycnewHo dyHKumoHupytowasi ¢ 2004 r., obnagaeT BceMy HeOOXoAMMBIMU XapakTepucTukamm. OHa
ocyuwiecTBnsieT cbop AaHHbIX KNMHMYECKUX U NabopaTopHbIX NCCNeAOoBaHNA, a Takke NccnegoBaHni
KayecTBa XW13HW, MO3BOMAA NPOBOAUTE JOJITOCPOYHOE UCCNef0oBaHNE MO JOKYMeHTauun HabnogeHms
naumeHToB. bonee nogpobHoe onncaHne peectpa ESID MoxHO HanTu B AaHHOM Bbinycke e-Update Ha
cTpaHuuax 8—10.

Tem He meHee, ueHTpbl CoeanHeHHoro KoponescTBa caenanuv BolOop B Nonb3y peLleHus,
npeanonarawLero HaxoXaeHne 3Toro peecTpa Ha crneLmanbHOM BblAeNIeHHOM CEpBEPE Ha TEPPUTOPUN
CoeaunHeHHoro Koponesctea. ESID nonHoCTbI0 NoAAepXUBaeT peLleHns Takoro poaa B OTHOLLEHUU
HaUMOHanbHbIX peecTpoB OTAeNbHbIX CTpaH. B pesynbTaTte rpynna no cosgaHuto peectpa UKPIN
WHULMUpoBana Bce HeobxoamMmble npouedypbl No co3gaHuio B bnvkanwem Byayuiem cepeepa ¢ Konuen
6a3bl gaHHbIX ESID. HeobxogmmMoe paspelueHne 3TUYeckux KOMUTETOB MOMY4YeHO, U cervyac Mbl
3aBepLuaeM pa3paboTKy NPUHLMMNOB 3almUThl JAHHLIX COBMECTHO ¢ Konnegkem JIOHOOHCKOro
yHUBEpCUTETA, rae OyaeT Haxo4uTbCsl cepBep.

Tekyuwiee cocTosiHne

B HacTosiee Bpems BoceMb LieHTpoB CoeguHeHHoro KoponeBcTBa yxe NpeaocTaBnsiioT AaHHbIE O CBOMX
naumeHTtax. JaHHble 0 943 naumeHnTax ¢ [N yxxe BBeaeHbl B nnatgopmy ESID (no coctosHuio Ha 12
nekabpst 2008 r.).

OxunpaeTcs, 4TO C NpyBedeHMeM cepBepa B paboyee COCTOSHME B NPOLIECC NpeaoCcTaBeHns
WHopmaumm BknrodaTca MHorme apyrmue ueHTtpbl-unensl UKPIN. PIA nogaoepxuBaeTt NnpoekT, He TONbKO
npegocTaBnsas annapaTtHoe 06opyaoBaHNe cepBepa, HO, rMaBHbIM 06pa3om, onnavmeas ycrnyrm oaHoro
COTPYAHUKA, KOTOPbIN NOCELLAeT LEHTPbI perMcTpauum 1 noMoraeT BHOCUMTb MHdopMaumio B 6a3y AaHHbIX.
OnbIT AeATeNbHOCTM B APYIMX CTPaHax yxe AoKa3arl, YTO MMEHHO 3TOT y4acTOK MOXeT OKa3aTbCs
KPUTMYECKNM, NMOCKOSbKY OH TpebyeT onpeaeneHHoro o6bema AononHUTENbHOW paboTbl, AMst BbIMONHEHNS
KOTOPOW YacTo He XBaTaeT HU BPEMEHW, HW PYK, U B pe3yrnbTaTe BO3HMKaeT NpensTcTBue. HekoTopbim
LEeHTpam NocYacTNMBUIIOCh B TOM CMbICIIE, YTO OHM pacrnofaratlT NepcoHanoM, 0693aHHOCTM KOTOPOro
CcBOAATCS K 0becneyeHnto perynspHoro 06HOBNEHNS OaHHbIX; PYTMM MPUXOOUTCHA pacCyYnTbiBaThb Ha
NMOMOLLb M3BHE.

B 6a3y naHHbIx 6yaeT BHeceHO 36 opraHusauuin-4neHoB, Haxoasimxcest Ha noneveHun UKPIN
B HacTosiee Bpems BHeCeHbl AaHHble no 940 nauneHTam u3 8 LeHTpoB

Opyrvm npenmyLLecTBOM ncnonb3oBaHusa cuctembl ESID aBnseTcs 1o, 4To, XoTa HaunoHanbHbIn peecTp
CoeaunHeHHoro KoponescTBa npeacrasnseT cobon He3aBUCUMY CUCTEMY, AeATENbHOCTb KOTOPON MOXET
ObITb NpMcnocobrieHa K TEKYLUMM HyXAaM CTPaHbl U UI3MEHEHa B COOTBETCTBMU C HUMU, BO3MOXHOCTb



coobLaTbCa ¢ MexayHapoaHou Bepcuen 6asbl AaHHbIX COXPaHAETCs, a 3TO OTKPbIBAET BO3MOXHOCTb
ropasgo 6onee LWMPOKMX CETEBbLIX B3aUMOLENCTBUN U uccnegoBaHun. MNauneHTy npegoctaBnseTcs npaso
BbIOOpa — NpeaocTaBnsaTb N CBOM AaHHbIE NS UCCnegoBaHW TONbKO BHYTpU CoeanHEHHOro
KoponescTtBa unu caenaTb UX AOCTYNHbIMU A58 NOTEHUMaNbHbIX MEXAYHAPOAHbLIX NPOEKTOB NyTeM
€XEerofHoro aKkcnopTta AaHHbIX B MexayHapoaHyto nnatgopmy ESID. Bcem 3anHTepecoBaHHbIM B
nony4eHnn 6onee nogpobHoN MHdopMaLmMm NPeLOCTaBNSETCA BO3MOXHOCTb 3arnpoCuTb ee y
KoopauHaTtopa 6a3bl AaHHbIx Koponesckon becnnatHon 6oneHuubl Konnegxa JIoHgoHcKoro
yHMBepcuTeTa: v.knerr@medsch.ucl.ac.uk.
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