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COBDbITHA
CKOIl KOTOpTHI MalueHToB ¢ PA, HauMHarommux OMoJoTHYE- STURE — The Stockholm TNF follow-up registry, repMaHCKUA
CKYIO Tepaluio. peructp RABBIT (Rheumatoid Arthritis Observation of Biologic

ApreHTMHCKUII peructp panHero aptputa CONAART Therapy), dpannysckuii peructp RATIO — Research Axed on
(Consorcio Argentino de Artritis Temprana — Argentine Consortium Tolerance of Biotherapies).
for Early Arthritis) n3ydaet counrayibHble, feMorpaduieckue, ce- 3amaua mBeitapckoro peructpa SCOM-RA (Swiss clinical
MeiTHbIe, HaCIeACTBEHHbIC, KIMHUYECKHE, TabopaTOpHbIE TaH- quality management in RA) — u3ydyeHue PEHTIEHOJOTUYECKOTO
Hble y OOJIBHBIX apTPUTAMU, MPOTEKAIOIIMMHU MO KpaitHeil Mmepe nporpeccupoBanusi PA B 3aBUCMMOCTH OT CPOKOB Hayasia Oa-
1 rog wiu Gostee. 3UCHOI Tepanuu, a Takxke olleHKa pe3ysabratoB jeueHus: [ UBIT.

Lenbio peructpa simoHckux 60abHBIX PA REAL (Registry of Tonmnanackuit peructp DREAM (Dutch Rheumatoid

Japanese RA Patients for Long-Term Safety database) ssBUn0Ch N3y- Arthritis Monitoring registry) OpMEHTUPOBAH Ha MOBCEIHEBHYIO
YeHWe KIMHMYECKUX XapaKTePUCTUK O0nbHBIX PA, HauaBimx KJIMHAYECKYIO TPAaKTUKY M OIEHKY YacTOThl Ha3HAYeHUs U
JIeYeHUE TeHHO-UHXEHEPHBIMU OMOJIOTMYECKMMMU TIperapataMu adpdexkruBHocTr MHru6uropos ®HO amanumymabda (AIA),
(F'UBIT), 1 GoNbHBIX, KOTOPBIE MOJYYalOT OOBIYHYIO 0A3MCHYIO DT u UH® nipu PA.
Tepanuio, a TAaKXKe BBISABJICHUE aCCOLMALIMI MEXIY MPOLOJIKU- W3zyueHnue nporHosa npu HeauddGepeHIUPOBAHHOM apTpU-
TEJIBHOCTBIO JICUSHMsSI THTUOUTOpaMU (haKTopa HEKPO3a OITyXO- Te B OTHOIIIeHWU ero ucxona B PA, a B cmydae PA mporHosupo-
neii (PHO) 1 puckoM pa3BUTHS TSOKETBIX MHGEKIMI. MaTepu- BaHUE TSOKECTH 00JIE3HU MMEIOT KpaifHe BaXKHOE 3HAUCHUE IS
aJIbl TOTO PETUCTPA TTO3BOJIWIIN CIEIaTh BHIBOJ O 3HAYUTEIIBHOM VHAWBUIYATU3UPOBAHHOIO JICYEHHUS U CTaJId OCHOBHOM 11€JIbIO
YBEJWYEHUM YACTOThI MpeKpallleHus JeUeHUs] U3-3a TMTOOOYHBIX MpU Co3MaHUU KOropThl JIeiineHCKOM KIMHUKY paHHETO apTpu-
3¢ deKToB Tpu ucnoab3oBaHun nHkcumadba (MH®) u to- ta (Leiden Early Arthritis Clinic cohort), BbICTYIIaIOIIE} B KauecT-
muausymaba (TL3) mo cpaBHeHuto ¢ aTaHepuenTom (BTLI). BE PerucTpa paHHEro apTpuTa.

B BenukoOGpuTaHUM 1IeJIbI0 PETUCTPOB SIBJISIETCSI MOHUTO- UccnenoBanue MpuivH mpeKpanieHus JiedeHUs THTUOUTO-
puHT mmanueHToB ¢ PA, mpuaumatommx [UBIT (BSRBR — The pamMu @HO neXUT B OCHOBE IEATEILHOCTA MCITAHCKOTO PETH-
British Society for Rheumatology Biologics Register). bvinu moiry- ctpa BIOBADASER (The Spanish registry of adverse events of bio-
YeHbl BaXKHbIE TTPAKTUUECKUE Pe3yJIbTaThl, TOKA3bIBAIOIIME, YTO logic therapies in rheumatic diseases).
nHruouTopsl ®HO He MOBHIIIAIOT CMEPTHOCTh MALIMEHTOB 110 B Hopsexckom peructpe NOR-DMARD (Norwegian longitu-
CPaBHEHUIO C KOTOPTOM OOJIbHBIX, HAXOASIIMXCS Ha CTaHIAPT- dinal observational study on disease-modifying antirheumatic
Hoit Tepanuu. Kpome Toro, B AHmuu cymecrByer Hopdonk- drugs) uccnenyercst poib uHrnOMTOpoB @HO B MOHOTEpanuu u
ckuii peructp paHHero aptputa (NOAR), mpoBoguTcs crienu- B COYCTAHUU C METOTPEKCATOM y OOJBHBIX PA, aHKMIO3UPYIO-
aJIbHBIN y4eT cMepTHOCTU Tipu PA (¢ mpuBieyeHHMeM Hallno- MM CIIOHAWIMTOM U TICOpUATUIECKUM apTputoM. [lopTryrab-
HaJIbHOTO perucrpa cmepTHocTH Benukoopuranum — UK ckuii peructp Reuma.pt (Rheumatic Diseases Portuguese Register)
national death register). MPOBOAUT MPOCIEKTUBHOE CPABHUTEJIbHOE KIMHUYECKOE MC-

Psn peructpoB cTaBUIM CBOEU 1iebl0 M3YyYEHUE CBS3U cinenoBanne AJIA, DT u UH®.

OMOIOTUYECKOI Tepanuu (B TepBYIO oUepe b UHTMOUTOpaMu Llens GonmbIIMHCTBA 3apyOeKHBIX PErMCTPOB — M3yYeHUE
®HO) 1 pucka HexellaTeJIbHBIX SIBIICHUI TaKNX, KaK MHMEK- T'UBII ipu PA, 1 ToJIbKO HEOOJIbILIAs TPYIITa PETUCTPOB CTABUT
IIMM, OCTpas KOpOHApHas HEIOCTaTOUYHOCTb, Pa3BUTHUE 3J10- CBOEl 3amayveil MccleaoBaHUs TOIMYJISIUA OOJbHBIX U IPYTUX
KayeCcTBEHHBIX HoBooOpaszoBaHuit (LlIBenckuit peructp METOJIOB TE€paIuu.
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obecneuenue peeucmpa, e2o 83aUMOOMHOUWeHUs ¢ Opyeumu peeucmpamu. TIpedcmasnena cxema 3aumodeticmeus neuebHO-npopuiaKkmue-
cKux yupexcoenuil u Accoyuayuu peemamonozoé Poccuu 6 npoyecce pabomoi ¢ Obuepoccuiickum peeucmpom 60avHvix PA.
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The article describes the All-Russian Registry of Rheumatoid Arthritis (RA) Patients launched in 2011P2012 as an Internet-based project.
The Registry aims at updating the record system of RA patients and providing reliable information on real clinical practice to improve health-
care. The aims, structure, and software of the Registry, as well as its interrelations with other registries, are described.

A scheme of the interplay between healthcare facilities and the Russian Association of Rheumatologists during their work with the All-Russian

Registry of Rheumatoid Arthritis Patients is proposed.
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PazBuTtue pernctpoB OOJIBHBIX PEBMATOUIHBIM apTPUTOM
(PA) u ppyrumu peBMaTnueckumu 3adoseBaHusiMu (P3) saBisi-
€TCS OCHOBOITOJIaralolMM HampaBJieHUEM B U3YYEHUU JTaHHOM
MaToJOTUU U CTAJIO «CTAaHJAPTOM» ISl OLIEHKU KJIMHUYECKOM
MPAaKTUKUA. XOPOIIO U3BECTHO, YTO PETUCTPBI OOJBHBIX UMEIOT
PAI CYIIECTBEHHBIX IIPEUMYIIIECTB 110 CPABHEHUIO C TAKUMU Me-
TOIaMM, KaK PaHIOMM3MPOBAHHbIC KIMHUYECKUE HCCIeI0Ba-
HUS U OMHOMOMEHTHBIE (cross-sectional) anuaeMuoI0rnyeckue
MUCCIIeNOBaHMS, ISl pellieHUsT cleaytoiux 3aaay [1]:

* OlleHKA KJIMHWYECKOW TPAaKTUKK (a He BBeICHUE HOBOTO
MEeTona);

* OlIEHKA KJIMHNYEeCKOU 3(h(eKTUBHOCTU TepaIlMy B TIpaK-
TUKE U ee BJIUSHUS Ha ucxonbl P3;

* YICCIeIOBAHMS T€TEPOTreHHbBIX MOMY/ISIMI MallMeHTOB, He
OrpaHMYEHHBIX KPUTEPUSIMU BKIIOUEHUSI/UCKITIOYESHUS;

* Ha0MONeHNEe OTHAJICHHBIX IMOJOXUTEIbHBIX U OTPHUIIA-
TEJbHBIX PE3YJIbTATOB JICUCHNS;

* BBISIBJICHHE PEIKO BCTPEUAIOIIMXCSI COOBITUIM MIJIM PEIKHIX
3a00JIeBaHUIA;

* yccenoBaHUE METOMOB JIeYeHHUs] B TeX clydasx, Koraa
paHaOMU3alMs HEATUYHA, HAPUMED OLIEHKA MOTEHIIMATIbHOTO
Bpena;

* JICCIENOBAHKME B TEX CIyJasX, KOTIA «CJICTbIe» METOIbI
HE3TUYHBI, HAIIPUMEP XUPYPrUUecKoe JIeUeHNe;

* yiccIeI0BaHME OBICTPO U3MEHSIOIINXCS TEXHOJIOTHIA;

* yiccae0BaHMe KOMIUIEKCHBIX METOIOB BeIeHMUsI O0JIbHBIX
¥ KOMOMHUPOBAaHHOM Teparuu;

* YicCIIeIOBaHME TOCTYITHOCTH Y OTPAaHUYEHMI TIPY TIOJTyde-
HUU MEIULIMHCKOI TTOMOIIIN;

® OIIEHKA CYIIECTBYIOIINX CTAHIAPTOB MEAWILIMHCKOI IMO-
MOIIIN.

Peructpol 60abHbBIX P3 cylliecTBEHHO OTIMYAIOTCS OT perv-
CTPOB KOHKPETHBIX TpeIapaTroB, MOCKOJbKY B HUX IOCTYITaeT
WHOOPMAIIHS O PA3TUIHBIX METOIAX JICYSHUST 1 UX MOXKHO CPaB-
HUBATH I10 Pa3INYHBIM MTOKa3aTesiM. Kpome Toro, 3T perucr-
PHI MO3BOJISIIOT cOOMpaTh MH(POpPMAIINIO O JAeMorpacduIecKux,
COLMAJIbHBIX U KJIMHUYECKMX XapaKTepUCTUKaX TMAallMeHTOB U
OLIEHUBATh MOTPEOHOCTh B COBPEMEHHBIX METONAaX JeUueHusl, B
TO BpeMsl KaK OCHOBHOM 11€JTbIO PETMCTPOB JIEKAPCTBEHHBIX TTPe-
naparoB SBJSETCS MOJyYeHue MHGpopMaluu o 0e30MacHOCTH.
B xavecTBe npumepa peructpoB 601bHbIX PA MOTYT paccMmarpu-
BaThCsl PETUCTPBI paHHETO apTpuTa, Takue Kak Hopdonkckuit
peructp (NOAR) B Bennkooputanuu [2] 1 perucTpbl 60JbHBIX,
HaXOISIIMXCSl Ha Tepanuy T'€HHO-UHXXEHEPHbIMU OMOJOrhYe-
ckumu nipenaparamu (M BIT), B yacTHocTH [laTtckuii peructp
ouonornueckoit repanuu (DANBIO) [3].

B Poccuiickoit ®enepaunu 3amada Co3TaHUSI perucTpa
60abHBIX PA ObL1a ocTaBieHa emre B 2008—2009 rr. Ha 3acena-
HUSIX DKCIEPTHOIO COBETa I0 peBMaTojiorui Munsapasa Poc-
CUM U TIJIEHyMa IMpaBieHus1 AccollMaliuu peBMarosoroB Poccuu

(APP), ogHako B CBSI3M C U3MEHEHMSIMM B 3aKOHOIATEIbHOM
chepe M opraHuzauuu 3apaBooxpaHeHus: OOLIEPOCCUNACKUI
pervctp GoyibHBIX PA peaslbHO Havasl pa3BMBATBCS TOJBKO B
2011—-2012 rr. kak internet-based-mpoeKT.

Lenp coszmanuss OOIIEPOCCUIACKOTO peTUCTpa OOJBHBIX
PA — monepHu3aius cuctemMbl yueta naimeHToB ¢ PA u mony-
YyeHUEe JOCTOBEPHOI MHGOPMALIMU O PeaJbHOM KJIMHUYECKOM
MpaKTUKe IS YIYYIIeHUs] KauyecTBa OKa3aHUsl MEAUIIMHCKOM
noMoiu. Cpeay KOHKPETHBIX 3a1a4, PEIIeHNI0 KOTOPBIX CITO-
COOCTBYET PEerucTp, MOKXHO BBIICIUTD CIIEIYIOIINE:

°* U3y4eHUE COCTOSHUS M TUHAMUKU SMTUAEMUOJIOTUIECKOM
KapTuHBI PA, moTpeOiieHns MeIMKaMeHTO3HBIX M HeMeauKa-
MEHTO3HBIX CPEJCTB MPU OKa3aHUM YCIYT Ha aMOyJIaTOPHOM U
TFOCIIUTAJIbHOM 3Tanax jJeyeHus: PA;

* aHaJIM3 IMOTPEOHOCTH B JIEKApPCTBEHHBIX Iperaparax,
CIIeTIMATU3UPOBAHHON M BBICOKOTEXHOJIOTUYHOW MEIUIINH-
ckoii moMomu B Poccunm B 1ienom u B cyobekTax Poccuiickoi
Denepanum;

* KOHTPOJb KauecTBa OKa3aHWUs JieueOHO-MpoduIakThye-
CKOIM momo1u 001bHbIM PA;

* aHaM3 3(PGHEKTUBHOCTA BHEIPEHUST HOBBIX METOIOB -
ArHOCTUKY U JICUSHUSI;

°* cOOp TaHHBIX 0 6€30MACHOCTH Pa3HbIX CIIOCOOOB JICUCHUS
MpY UX IPUMEHEHUH B ITUPOKOU IMPAKTUKE.

Peructp akkymynupyeT U IOTMOJTHAET MH(POPMAIINIO U3 Ha-
yaThIX paHee HaboaaTe IbHbIX uccaenoBanuii (puc. 1). Ctpyk-
Typa 1 nporpaMmmHoe obecrnieyeHue (ITO) perucrpa Hampanie-

Peructp 60abnbIx PA

Peeucmp
parHezo apmpuma
(6aza-PAIUKAII)

Pecucmpor THBIT:

Jlokanvhoie pecucmpol
(obnracmuuie u dp.)

Puc. 1. Bzaumoomnowenue Obwepoccuiickoeo peeucmpa 604bHbIX
PA ¢ dpyeumu pecucmpamu. MH® — ungpauxcumao,
ABIL] — abamayenm
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Jlocmyn K denepcoHugpuyuposanHoii

B OOIIEPOCCUICKUIT PErnucTp OOJBHBIX
PA BHeceHbl nanHbie 0 4090 GONBHBIX U3
7 KPYMHBIX PEBMAaTOJOTMYECKUX LEHT-
poB, pacrnonaraoiuxcs B Mockse,
Cankr-Iletepoypre, Tyne, HoBocu-
oupcke, Kazanu. OcobeHHocTbio OO01ie-
POCCHIICKOTO PerrcTpa SIBISIeTCs TO, 9YTO
OH CONIEPXKUT JaHHbIE O OOJBHBIX IOBE-
HWIbHBIM apTPUTOM, MepelleilinX BO
B3pocblil Bo3pacT (791 maiueHr).
[MpenBapuTeIbHBIN aHATU3 TaHHBIX
pPErucTpa Mo3BOJISIET COCTABUTh «I1OPT-
peT» TUnu4YHOTOo 60JibHOTO PA: mpeo6-

y JJagarT  KCHIIWHBI (COOTHOLLICHI/IC

ﬂ Pesepenvie konuu
yeHmp

Koopounayuonnbiit ﬂ Pesepanvie konuu

MYXUYMH W XeHIuH — 1:3,7), ropona-
ckue xurteau (91%), cemeiiHble

Puc. 2. Cxema 63aumodeiicmesus aeuedno-npopurakmuueckux yupexcoeruii (JII1Y) u APP
6 npouecce pabomul ¢ Obujepoccuiickum peeucmpom 60abHbIx PA

HBI Ha Hanbosee 3¢ dekTUBHOE TOoCTIKeHUE ero 1ienu. Peructp
(YHKIIMOHUPYET Ha OCHOBe JnlieH3uoHHoro [10 ¢ cobmtone-
HUeM Bcex TpeboBaHuii demepanbHoro 3akoHa Nel52-d3
«O mepcoHaNbHBIX AaHHBIX (MH(MOPMUPOBAHHOE corjiacue,
nerepcoHn UKL JaHHBIX O MallMeHTe, YHUKAJIbHAsK CUC-
Tema [D-KomoB, pasrpaHuyeHue TMpaB JOCTYyIa MOTb30BaTe-
Jieii, HaIeXXHOCTh XpaHEeHUs JaHHBIX B data-1leHTpe, BO3MOX-
HOCTb BOCCTaHOBJIeHMS AaHHbIX). [1O perucrtpa orauyaeTcs
rHOKOM MacIITaOUPYEeMOCTbIO, MOOUJIBHOCTBIO, TPOCTOTOM U
JIOCTYITHOCTBIO: BHECEHUE NaHHBIX B 0a3y, KoTopasl pacroa-
raeTcs Ha 3allWIIIeHHOM cepBepe, MPOU3BOIUTCS B PEeXMMe
online ¢ 1106010 LIMPPOBOrO YyCTPOICTBA, IPU STOM HE Tpebdy-
eTcsl NOTOJHUTENHBHOTO O0OpPYIOBAaHUS M TIPEIyCTaHOBKU
I10. Pabora perucrtpa HaxoauTcs Moa KoHTposeM EmxmHoro
KOOPAMHALIMOHHOTO LIEHTpa, Kyla BXOIST HauboJjiee aBToOpu-
TeTHBIE 9KcTepThl B 001acTu PA (puc. 2). I[TO perucrpa no3s-
BOJISIET MCIIOJIB30BaTh €T0 KaK BapuaHT pabovyero Mecra Bpa-
Yya-peBMaToJiora U obecriedynBaeT Takue GYHKIWU, KaK: BbI-
Jada CTaHAAPTHBIX OTYETOB; aBTOMAaTUYECKOE TMOCTPOEHUE
rpauKoB u auarpaMmm; ¢hOpMUPOBaHKUE BHIOOPOK TMAIMEHTOB
1O Pa3IUYHbIM KPUTEPUsIM; GOPMUPOBAHUE OTUYETOB MO 3a-
MpoCy; BBIBOJ Ha MevaTh BHIMUCKYU U3 UCTOPUU OOJIe3HU, Ha-
MpaBJIeHUS Ha aHAIU3BI U IPYTUX MEIUIIMHCKUX TOKYMEHTOB;
9KCcTopT AaHHBIX B Excel; mormdeckuit KOHTPOJb BBOIMMBIX
NAHHBIX, CUCTeMa aBTOMAaTUYECKUX HATIOMUHAHUN 1 YBEIOM-
JIEHUIi; CepBUC MJIAHUPOBAHUS BPEMEHU BU3UTOB MAI[MEHTOB,
KOHTPOJIb CBOEBPEMEHHOCTH TMOCELIEHUs MAalUeHTOM Bpaya;

1. Gliklich RE, Dreyer NA, editors.
Registries for Evaluating Patient Outcomes:
A User’s Guide. AHRQ Publication No. 07-
EHCO001-1. Rockville, MD: Agency for
Healthcare Research and Quality; 2007. P.

2. Symmons DP, Silman AJ.

The Norfolk Arthritis Register (NOAR).
Clin Exp Rheumatol. 2003;21

(5 Suppl 31):S94-9.

3. Hetland ML, Unkerskov J, Ravn T, et al.
36-8. Routine database registration of biological

(67,5%), Hambombllee YKMCIO CiIydacB
Hayaja OOJIE3HW TPUXOIUTCS Ha BO3-
pact 45 et — 54 ronma. /luarno3 PA Ha
MepBOM Troay OOJEe3HW YCTAaHOBJIEH B
57,2% cay4aeB, Ipy 3TOM 10 cUX Iop HauboJee yacto (53,4%
clydyaeB) MCIOJb3YIOTCSI KiIacCU(PUKAIMOHHbBIE KPUTEPUM
ACR 1987 . JlaHHbBI€ peructpa noa4yepKruBatoT BHICOKOE COLM-
ajpbHOe 3HaueHune PA: mpomoirkaoT paboTaTh Mo CrielnaabHO-
CTU TOJBKO 32,2% OOJbHBIX, CpeAy MHBAIMAN3MPOBAHHBIX
ManMeHToB mpeobianaoT uMmerlue Il rpynmy mHBamIumIHO-
ctu; 18,9% naureHTOB UMEJIM TOCITUTAIU3AL MU B TEUEHHE 10~
cJiefiHero roja, rnojasisioliee OOJbIIMHCTBO — B CIleLMAIN-
3MpOBaHHBIC peBMaToJoTHYecKue oTaeneHus. Habmomaercs
TIOJIOKUTENIbHAST TEHACHIINS, CBSI3aHHAS C YIydIlIeHueM Kade-
CTBa W TIOBBIIICHWEM JOCTYITHOCTH COBPEMEHHBIX METOIOB
neueHus: 3a 1 rox (¢ nekadbps 2012 r. mo nexadps 2013 1) gonst
MallMEeHTOB C BBICOKOIM M CpeAHEl CTeNeHbl0 aKTUBHOCTU PA
causwmwiack ¢ 87,5 no 81,3%, mojst GOJbHBIX, HAXOMSIIIIUXCS B
COCTOSTHUY HU3KOU aKTUBHOCTH WJIM peMuccuu PA BbIpociia ¢
12,5 no 18,7%; mons 6onpHbIX ¢ 111 u IV GyHKIMOHAILHBIM
ki1accoM PA (HEBO3MOXKHOCTB pabOThI, OTPAHUYCHMUS B IPYTUX
BUJIaX NESITEIbHOCTU M CaMOOOCITy:KMBaHUM) CHU3MJIACH C 43
10 33%. Cpeau CMHTeTUYEeCKMX 0a3MCHBIX MpernapaToB Hau-
GoJiee YacTo Ha3Havajcst MeToTpekcaT (85,6% GoJbHbBIX), Ipe-
UMyIIecTBeHHO BHYTPH (51%) wim nonkoxHo (38%). Cpenu
I'MBII Haubonee yacTo npumMeHsiiu purykcumad (PTM), ata-
HepuenT u aganiumymato (AJA).

Takum oGpazoM, gaxe MpeABAPUTEIbHBIN aHAIU3 JaHHBIX
perucrpa aaeT BO3MOXHOCTb OLIEHUTh CUTYalunio ¢ PA B 1ieJioM,
a Tak>Ke BbISIBUTb TEHIEHIIMHU, CBSI3aHHbIE C BHEIPEHUEM COBpE-
MEHHBIX TIOJIXOJIOB K T€PAITU 3TOTO TSIKEJIOTO 3a00JIeBaHMSI.

therapy increases the reporting of adverse
events twentyfold in clinical practice. First
results from the Danish Database (DAN-
BIO). Scand J Rheumatol. 2005;34(1):40—4.
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