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EU Registries Forum Meeting is a new step in the development of international cooperation in rheumatic diseases registries
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EU Registries Forum Meeting took place 2—3 March 2015 in Chantilly, France. Leading experts in the field participated in the forum. Registers
not only of Western Europe but also of Russia, USA, Canada and Japan were presented at the meeting. The most important directions of devel-
opment of modern registers of patients with rheumatic diseases are the inclusion of comprehensive data on the process of care in practice, the
integration of the data of registers in different countries, the active collection of information on the application of the new anti-rheumatic drugs.
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EBponeitickuii popym 1o perucrpam (EU Registries Forum craBiieHbl Takxke peructpol Kanamwl (C. Bombardier), CILIA
Meeting) cocrosticst 2—3 mapta 2015 1. B [lllanTnitn, ®@paHums. (CORRONA), Poccuu (/1. E. Kapamees) v Sinonviv (H. Yamanaka).
DT0 OBLIO BeChbMa MPEICTaBUTEILHOE COBEIIAHNE BEIYIITNX 9KC- O6cyXkmaanuch HanboJiee OCTPbIe BOIIPOCH Pa3BUTHUSI PETH-
MEePTOB, 3aHUMAIOIINUXCS MPoOJeMaMU Pa3BUTUS PETUCTPOB CTPOB OOJIBHBIX:
0OJIbHBIX peBMAaTOMAHBIM apTpuToM (PA) 1 mpyrumu peBMaTu- ® OLIEHKA BJIMSIHUSI PETMCTPOB Ha KIMHUYECKYIO MPAKTHUKY,
yecKMMHU 3abosieBaHusIMU. [lpeacenaTesbCTBOBal Ha BCTpede B YaCTHOCTH, Bkiaa 6a3 naHHbiX (BJl) peructpoB B yiaydiieHue
OJIMH U3 CaMbIX M3BECTHBIX €BPOMEHCKUX PEeBMATOJIOrOB MpO- KayecTBa MEIUIIMHCKOI TOMOLIM B JIOTOJHEHUE K pe3yJbTaTaM
deccop B. Combe (PpanLus). AKTUBHOE ydacTHe B paboTte Gpy- PaHIOMU3UPOBAHHBIX KIMHUYEeCKUX ucciaenoBanuii (PKHN);
ma ipunsun: J. Askling llBenust), F. lannone (Utanus), A. Balsa * ionosiHeHue b/l perucTpoB B COOTBETCTBUU C U3MEHSIO-
(Mcnanwust), N. Basu (Benukoopurtanust), 7. Kvien (Hopserus), IIMMCS TIOTPEOHOCTAMU HAayKU U TTPAKTUKU;

K. Pavelka (Yexus), H. Canhao (Iloptyranus), A. Strangfeld ® pa3BUTHE PeTUCTPOB crioHAMIoapTpura (CrA), B YaCTHO-
(Tepmanust), P. van Riel (Hunepnaunwl), A. Finckh (IlBeiiua- CTU MPOOIEMbI BKJIIOYEHUST OOJIbHBIX C HEPEHTIE€HOJIOTUUECKU -
pus), S. Verstappen (Benuxko6putanus), J. Gomez-Reino (Ucna- mu popmamu CriA;

nust), K. Hyrich (Benukobpuranusi). ® BKJIIOUEHUE B PETUMCTPHI JAHHBIX O TIPUMEHEHUU HOBBIX

Hecmotps Ha To, uTO B HazBaHUU hopyMa purypupyet EBpo- TPYII IPOTUBOPEBMATUIECCKMX ITPEIIapaToOB, TAKMX KaK BOCIIPO-
coro3 (EC), moMrMo eBporneicKux perucTpoB, 31eCh ObUIM Mpe- MU3BeACHHBIE OModapMalleBTMUECKHe TpernapaThl (OMOCUMMIISI-
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pPbI) U CUHTETUYECKHME TapreTHble 0a3MCHBbIE MMPOTUBOBOCIIATM -
tespHble ipeniapathl (BITBIT), uiu «masble MOIEKYIbI».

P. van Riel (HunepnaHabl) pe3loMUpoBall BKJIall perucTpoB
B 9BOJIIOLIUIO MpeacTaBieHuit o tepanuu PA 3a mocnennue 15
JIET C TOUYKU 3peHUsT 00beMa 1 KauyecTBa IMOJTydyaeMbIX TaHHBIX.
OCHOBHbIE T€3UCHI €ro J0KJIaaa:

e peructpsl EC comepxar B 0o01Ieli C0XHOCTU AaHHbBIE O
oonee yeM 100 ThIC. GOIBHBIX, MOJyYaBIIMX JICUSHUE UHTMOUTO-
pamMu ¢akTopa Hekpo3sa omyxonau o (MPHO);

* TaHHBIC PETUCTPOB MOKa3bIBaOT, uTo Teparus UPHO cBs-
3aHa ¢ 0oJiee BBICOKOM YaCTOTOM pa3BUTHS MHMEKIINIA, TIPY 3TOM
PHCK cepbe3HbIX MHMbEKIMI HiKe Uit aTaHepuenTa (OTL), yem
it nHGkernMada (MH®) wiu ananumymata (AJA);

e teparust “OGHO B 11e10M He cBsI3aHa C TTOBBIIEHHBIM PH-
CKOM pa3BuTusl JuMdboM y 0onbHbIXx PA M accoluupoBaHa c
YMEHBIIIEHNEM YaCTOTBI CEPICIHO-COCYIUCTHIX COOBITHIA;

® CMEPTHOCTH B 1I€JIOM YBEJIMUMBACTCS Y MAIIMEHTOB ¢ PA,
HO CHMXKaeTcsl Ha (poHe OMOJIOrMYecKoi Teparnumu;

e tepanust UPHO cBsizaHa ¢ yBeTMYeHUEM KaK TTPOIOJIKH -
TEJIbHOCTU KauecTBeHHOU Xu3HU (QALYS), Tak U CTOMMOCTH
JIeUeHMUSI.

ITpodeccop J. Gomez-Reino (Vcrianus) mpoBes cpaBHEHUE
JMAHHBIX, TIOJlydaeMbIX 13 peructpoB U B PKU, u momuepkHyi,
YTO OOBIYHO JaHHbIE HAOII0AATETbHbBIX UCCIETOBAHMM (PETrUCT-
POB) B M€papXUU J0Ka3aTeJbHOU MEANLIMHBI CTOSIT OTHOCUTEb-
HO HU3KO, HO Y HUX €CTh MPEUMYIIeCTBa — 3TO JUTUTEIbHOE Ha-
OJoieHre 1 OOJIbIITME TPYIIITHI MAIIMeHTOB. Pernctpbl HE0OX0-
MBI, YTOOBI OTBETUTh Ha TaKKME BOIPOCHI, KaK JOJTOCPOYHAs
0e301acHOCTb U 3(PHEKTUBHOCT JICUEHUSI, CPABHEHKME METO/IOB
Tepanuu B OTCYTCTBME CIeLMaIbHbIX cpaBHUTENbHBIX (head-to-
head) PKHW. Peructpbl 1aloT BO3MOXHOCTb OLICHUTD B KIIMHUYE-
CKOI1 TIpaKTHKe CYIIECTBYIOIINE B Pa3HBIX CTpaHaX pa3inyus B
JIOCTYITHOCTH OMOJIOTUYECKUX TPENapaToB U 0TOOPE MallMeHTOB
st 6monornueckoit Teparuu. [Ipodeccop J. Gomez-Reino ot-
METWJI, YTO PETUCTPHI OOJTbHBIX MMEIOT CYIIIECTBEHHBIE TIPEUMY-
11IeCTBA B TUJIaHEe U3YyYEHUSI JOJTOCPOUHBIX PEe3yIbTaTOB TEpANu
M0 CPaBHEHMUIO C IPYTUMU METOJAMU MCCIeTOBaHU A, HAPUMED
TaKUMU, KaK OIleHKAa TIPOIOJIKUTEILHOCTH JISYSHMS ITperapara-
mu (drug survival analysis).

IMpodeccop C. Bombardier (Kanana) peactaBuia TOKIaI
«Peructpsl B mupe «bonbmmx JanHbix» («Registries in the
world of «BIG DATA»). Kak uszBectHO, TepMuH «bosbiine
JlaHHBIe» IPUMEHSIETCSI K HAa0OpaM JaHHBIX, pa3Mep KOTOPbIX
MPEBOCXOIUT BO3MOXHOCTA TUMUYHBIX Bl 1Mo 3aHeceHUIo,
XpaHeHWI0, aHaIn3y MHGOpMaIuy 1 yrpasieHuto eto. [Toapa-
3yMEBAETCsI, YTO UCI0JIb30BaHue «Bbobimx JJaHHBIX» CITOCO0-
HO BBISIBUTh MPUHIIUINAIBHO HOBBIE 3aKOHOMEPHOCTU U BO-
00111e BBIBECTU CTATUCTUYECKUI aHAJIMU3 Ha HOBBI yPOBEHb.
B noknane npodeccopa C. Bombardier onucana b/l perucrpa
«MHuumatuBa OMOJOrMYECKUX uccienoBaHuii OHTapuo»
(Ontario Biologic Research Initiative — OBRI), koTopsrit
BKJIFOUACT TaHHBIC HAOIIOAEHUS BCeX MAllMEHTOB OJHOM 13 Ka-
Hajackux npopuHIMii (OHTapuo). Peructp OBRI HaunHan pa-
00Ty ¢ M3Y4YeHUs CTaHAAPTHBIX MapaMeTpoB Tepanuu (6e30-
MacHocTb, 3G GEKTUBHOCTb, MPUBEPXKEHHOCTh, BbIXKMBae-
MOCTb) W 3aTeM 3BOJIOIMOHMPOBAJ OT (apMaKoTepanvu B
CTOPOHY M3yYeHWSI MOfeJiell peabHOU MPaKTUKU. B cBsi3u ¢
3TUM JaXe Ha3BaHHWE perucrpa ObUIO M3MeHeHO Ha «Ontario
Best-Practice Research Initiative» («/MHMIIMaTHBa KauecTBEH-
Hoit mpakTuku OHTapuo»). B pamkax 3Toro npoekra ocyuiecT-
BIIsieTcsl paboTa MO OOBEAWHEHUIO AAHHBIX, MOJYYaeMbIX OT
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Bpaueil 1 MallMeHTOB, C AAMUHUCTPATUBHBIMU JTaHHBIMU O pe-
TUCTPALIMU CePbe3HbIX HEOJArOMPUSITHBIX COOBITHI M UCTIOJb-
30BaHUM MEIUUMUHCKUX ycayr. Takum oOpaszoM, «bosbliue
[aHnHbie» coOMparTcs MyTeM KOMOWHAIIUU HEeCKOJIbKHUX WC-
TOYHUKOB; 3TO LEHHO MAJsI DPETYISITOPOB, MCCIedoBaTelNei,
MJIaTeNbLUIMKOB, MAallMEHTOB U Bpauei.

Jannble Bcepoccuiickoro perucrpa 6o0ibHbIX PA (All-
Russian register of patients with RA — ARRA) 6butn mpesicrasiie-
Hbel 1.M.H. /[.E. Kapameesvim. C 2012 . u 1o koHa 2014 1. B pe-
TUCTp BKIIOUeHO Oosee 4500 manmeHToB, B MEPBYIO OYepenb
001bHBIX PA, COOTBETCTBYIOIINX KIACCU(DUKALTMOHHBIM KPUTE-
pusim ACR 1987 n/unu ACR/EULAR 2010, a Takke 60JbHBIX C
BEPOSTHBIM PA 1 B3pOCIBIX OOJBHBIX C IOBEHUIbHBIM apTPUTOM.
OCHOBHO TeHICHIINEH B UCTIOIb30BAHUH JIEKAPCTBEHHBIX TIpe-
TapaToB sIBJISIETCS] HapacTaHWEe YUCia OOJIHBIX, MMOTYyYaloInX
OMOJIOTUYECKYIO TEPAINUIO, YTO TOCTATOYHO OTpPEIeIEHHO COB-
MajiaeT Co CHIKEHMEM CPEIHUX ToKa3zaresnell akTUBHOCTU 0O0-
JIE3HU U YBEJIUYEHUEM KOJIMYECTBA MAl[UEHTOB C KJIMHUYECKON
pemuccueil. B mporiecce o0CyXaeHUsT 3KCIEPThl OTMETUIIN, YTO
TeMIibl pa3BuTusl Beepoccuiickoro peructpa ARRA Brnevatis-
0T, OJTHAKO, YIUTHIBAST OUE€Hb OOJIBIIYIO U TETEPOTEHHYIO TTOITY-
JIAIUIO OOJTbHBIX, HEOOXOMMMO CTPEMUTHCSI K OoJiee TTOTTHOMY
MPEeACTaBUTENILCTBY B PETUCTPE Bcex peruoHoB Poccuiickoii
Ddenepanyn. Beuta Takke o0CyKIeHa HEOOXOIUMOCTh IMEPBO-
OYepeIHOTO HAKOIIEHMSI TaHHbIX HAOMIOACHUI, KacalolmnXcs
MPUMEHEHUSI B KIIMHUIECKOM MPaKTUKE HOBBIX JIEKAPCTBEHHBIX
MpernapaToB, TaKWX KakK TEePBBIN TPENCTaBUTEb TapreTHBIX
cuaTetnueckux BITBIT Topauntrnaub (TODA).

J. Askling (11IBerust) mponHdOpMUpPOBa 3KCIEPTOB O pa-
oore mBenckoro perucrpa ARTIS. Bro kauHuyeckui pe-
TUCTP, B KOTOPBII MOCTYNAIOT NaHHbIE U3 APYTUX HALlMOHAJb-
HBIX PEeCTPOB, TAKUX KaK PErUCTPhl OHKOJOTUIECKUX 3a00JIe-
BaHUI, TyOepKyyie3a U MPUINH CMEePTU, a TakKe HallMOHAJb-
Hble neMorpaduieckue peructpel. BBox maHHBIX ¢ BeO-UHTEP-
(eiicom MHTETPUPOBAH B SJAEKTPOHHYIO MEIWLIMHCKYIO WH-
dopMamoHHy10 cucTeMy. MHTEpHET-OpUEHTUPOBAHHbBIN O -
X071 o0ecreynBaeT HeJoporoi cOop NaHHBIX B peXXUME pealb-
HOTO BpeMeHU, 00paTHYIO CBSI3b MAllMEeHTa C Bpa4OM U SIBJISIET-
CsI BAXXHBIM IIaTOM B Pa3BUTUM JIEKTPOHHOU CUCTEMBI YITpaB-
JIEHWST 3MPaBOOXPAHEHUEM.

Bonpocam hopmupoBanust peructpoB CIIA ObLIH ITOCBSIIIE-
Hbl BbIcTyruieHus1 N. Basu (Benukobputanusi) u K. Pavelka (Ye-
xus). N. Basu mogyepKHy, YTO KPUTEPUU BKIIIOUSHHUSI OOJIbHBIX
B peructpbl CrA TpeOyoT yHU(DUKAIUU U MOTYT pa3inyaTbCs
JaXke B TIpeJiesiax OMHOM cTpaHbl. Tak, B OMOIOTUIecKrii pETUCTP
ankwiosupyiorniero crionauauta (AC) bpurtanckoro obriectBa
peBmaronorun (BSRBR-AS) nepBoHauaibHO BKIIOYAIM Mall-
eHTOB, OTBevalolnx MomuduumpoBaHHeM Hplo-Mopkekum
kputepusm uist AC Uiy BU3yalu3allMOHHBIM KpuTepusim ASAS,
KotopbiM HazHayaau DT u AJIA; OTHOCUTENBHO HETaBHO 3TOT
PETUCTP HavaJl TOTIOTHATHCS TAHHBIMU O TIAIIUeHTaX, OTBeYaro-
UX KIMHUIeCKUM KputepusiM ASAS, 1 manmeHTax, moryJao-
LIUX LepToau3yMabda maroi. B o ke Bpems B Lllotnanackuii pe-
ructp 60sbHBIX AC (SIRAS) BXOIST TOJIBKO 00JbHbBIE C YCTAHOB-
JieHHbIM 1uarHo3oM AC. [Tpu 3ToM 60sibHbIE C HEPEHTTEHOJIOT -
yeckuM CnA 3aMeTHO oTiiryatoTcst ot 60bHbIX AC 110 BO3pacry,
TOKAa3aTesisiM aKTUBHOCTH U IPYTUM TlapaMeTpam.

Yemckuit peructp ATTRA-AS conmepxut naHHble 6osiee
2000 6oapHbIX (836 moayvatomux AJIIA, 657 — DTILI, 497 —
NH®, 416 — ronumymat), BKJII0Yasl MallMEHTOB KaK C PEHT-
TeHOJIOTUYECKUM, TaK U C HepeHTreHosorndeckum AC, KOoTo-



COBPEMEHHAA PEBMATONOTIUA N2°15

MHOOPMALMKA

pble oTauyatoTcs nmo nokasateiasM ASDAS, Ho He BASDAL
IIpu oueHke pe3yJbTaTOB TepanuK HCIOJAb30BAIM aHaIU3
MPONOJKUTEIbHOCTU JieueHUsl mpenapatamu (drug survival
analysis). DKcnepThl 00paTWIM BHUMaHUE Ha TO, UTO HEOOXO-
OUMO BKJIIOYAThb B PEruCTp OOJBHBIX CO BceMU (dopMamu
CnA, npu 3TOM clieayeT u3deraTb peTpOCHEKTUBHOM peKJac-
cuduKauuM MalueHToB. JJoCTyMHOCTh MHCTPYMEHTAJIbHBIX
HUCCAe0BaHUI, B MEPBYIO OYepelb MarHUTHO-PE30HAHCHOM
ToMorpaduu, He NOJKHA ObITb OapbepoM ISl BKIIIOUEHUS
O00bHBIX B peructpbl CrA.

3HaYNTETbHBIN UHTEPEC BbI3BaTa TeMa BHECEHUSI B PETUCT-
PBI JaHHBIX O HOBBIX MPOTUBOPEBMATUUYECKUX Mpemnaparax. Tax,
nio npernapaty TO®A B peructp CORRONA (CIIIA) yke BKITIIO-
YyeHbl JaHHbIe 0 543 0oabHBIX PA, a B HIBeHLIAPCKUI PErUCTpP
SCQM — 0 133 60JIbHBIX, TIPUHUMAIOIINX 3TO HOBOE JIEKAPCTBO
B paMKaX KJIMHWUYECKOUW TMPAaKTUKUA. AKTUBHOE BKIIOUEHUE
6oabHBIX PA, monyvaronux teyeHue TOMA, 3armiaHMpoBaHO B
snoHckoM peructpe IORRA. Bo Bcex perucrpax peiieHue 0 Ha-
3HAUYEHMU TpernapaTa Mo TeM WU WHBIM 3aperucTpUPOBaHHBIM
MoKa3aHUIM (MPU HEAOCTATOYHOU 3(PHEKTUBHOCTU CUHTETUYE-
ckux BIIBIT wim nipu HeaddekruBHocTn 1PHO) nmpuHuMaeT
snevainuit Bpauy. B Poccutickuii peructp ARRA takske rnaHupy-
€TCsI BKJIIOUUTh O0NbHBIX, moayvatomux TO®DA (B Hacrosiiee
BpeMs TIpernapar NpUHUMaIT 0KoJio 50 60bHbBIX PA).

Bonbiroe BHMMaHue ObUTO yAEIEHO TaKXKe BOMPOCY O 3a-
HECEHUU B PErMCTPhl APYTOli HOBOM IpyMIibl IPOTUBOPEBMATH -
YECKUX CpeicTB — OuocuMusipoB. s ycnemHoil paboTsl B

9TOM HampaBJIeHUU HEOOXOIUMO MPEAYCMOTPETh PSIA TEXHUYE-
ckux xapaktepucTuk B/l perucrpa. Tak, B IIBEACKOM PETUCTPe
ARTIS umeeTcsd BO3MOXHOCTb PETPOCIEKTUBHON UIEHTUDU-
KAl TOPTOBOTO HAMMEHOBAHMSI TIPEITapaToB C OTHUM M TEM
Ke MeXIyHapOIHbIM HEMaTeHTOBAaHHBIM HauWMEHOBaHUEM
(MHH). ITockonbKy B GrKaiiiiem OyayiieM MOXHO OXKUIaTh
OBICTPOTO YBEJIMYECHUS YKMCIIa 3aPETUCTPUPOBAHHBIX OMOCUMMU -
JIIPOB, B cllydae pa3BUTHs HeXeJaTeJbHBIX peakIuil MOXeT
BO3HUKHYTh HEOOXOIMMOCTbH B 60Jiee TOUHOU UIeHTU(DUKAIIUT
Mpernapara, BIJIOTb 0 BHECEHUS B PETUCTPBI HOMepa MapTUu U
YIIaKOBKH.

ITpodeccop T. Kvien coobuima, yto B HopBeruu akTuBHO
HavaTo npuMeHeHue AByx onocummisipoB MH®, uyro o6ycioB-
JIEHO 3HAYUTETbHBIM CHIDKEHUEM CTOMMOCTH JiedeHus. O0CyK-
JaeTcst BOMIPOC O BOBMOXKHOCTH 3aMeHbl opurnHaibHoro MH®
BOCITPOM3BEICHHBIM TTperiapatoM. [1oaToMy, TOMUMO BHECEHMSI
9TOil MH(OpMAaIMU B PETUCTP, 3aIUIAHUPOBAHO TPOBEICHUE
cneunanbHoro PKM NOR-SWITCH, B koropom Oyner usy-
YyaThCsl MEPEKII0UEHNE OOJBbHBIX C OPUTMHAJIBHOTO TperapaTa
Ha OMOCUMUJISIP.

B uenom EBpormeiickuii hopym 1o perucrpam craj Ioj-
TBEPKICHUEM TOTO, YTO PETMCTPHI OOJBHBIX PEBMATUUECKUMM
3200J1eBaHUSIMM — OJTHO M3 HanboJiee aKTUBHO Pa3BUBAOIIIMXCS
HampaBJeHUll peBMaTOJOTUM. BKiItoueHre B 3TOT Mpouecc HO-
BBIX CTpaH, TaKuX Kak Poccusi, mHTerpaius JaHHbIX PerucTpOB
Ha MEXIYHapOIHOM YPOBHE MPEACTaBIISIIOTCS BasKHEUIITUM yC-
JIOBMEM YCITEIITHOTO Pa3BUTHUSI 3TOTO MPOEKTA.

HccrnenoBaHue He MMeIO CIOHCOPCKOM MOIEPXKKHU. ABTOP HECET MOJTHYI0 OTBETCTBEHHOCTh 3a MPEeI0CTaBIeHUE OKOHYATEb-
HOI1 BepCcuU PyKOIMUCH B TTeyaTh. OKOHUYATEIbHASI BEPCUS PYKOITHCH OblIa 0100peHa aBTOPOM.

93



