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TFocynapcTBeHHBIN HAYYHBIN LIEHTP JepPMaTOBEHEPOJIOTUU ¥ KOCMETOJIOTUH,
Mocksa, Poccuiickas ®enepanus

Y10 Takoe perucTpbl NANUEHTOB
M 3a9e€M OHHM HYZKHbI
(Ha mpuMepe PerucTpPoB NALMEHTOB C ICOPHA30M)

B cmamve obocnosana akmyaasHocms 6e0eHUss pecucmpo8 NAyUeHmog Ha npumepe pecucmpos NAyUeHmos ¢ NCoOpuasom, 0ana cpasHumenb-
HAs XapaKmepucmuka paHoomMu3upo8aHHblX KOHMPOAUPYEMbIX U HAOAI00AMEAbHbIX PeUCPOBLIX UCCACO08AHUL, ONUCAHbL UX NPeUMYUeCmed
U Hedocmamku, paccmMompensl OCHO8Hble Ueau gedeHus peeucmpos nayuenmos. Onucana 3Ha4uMoCms pecucmpos NAYUeHmo8 KaxK UCMO4YHUKO8
00nOAHUMENbHBIX 3HAHUL 0 3a00n1esanusx. [laHo npedcmagaenue 0 Cyuecmayuux depmamonocuueckux peeucmpax nayuenmos. Ilpugedeno
nodpobHoe onucarue Haubonree 3Ha4UMbLX peeucmpog nayuenmos ¢ ncopuazom: PSOLAR, Badbir, Corrona, BIOBADADERM u dp. [Ipedcmasaen
0030p nyOAUKaUUil U OCHOBHLIX Pe3yAbMamos Uccae008anuil, 6a3upyouuxcs Ha pecucmpax nayueHmos ¢ ncopuazom. Jano onucatnue peeucmpa
nayuenmog ¢ ncopuazom @ pamkax baswl dannvix nayuenmoes ¢ xponunecKumu 3a001e6aAHUAMU KONCU U NOOKOICHOU KAMYAMKU, 8edeHue KOmo-
poii ¢ 2018 e. ocywecmeasiem Poccuiickoe obujecmeo depmamoseneponoe08 u Kocmemonoeo8. B cmamoe obocnosana akmyaibHocms edenus
peecucmpog nayueHmos Ha npumepe pecucmpos NAyUueHmog ¢ Hcopuazom, 0aHa cpasHUmMeNbHas XapaKkmepucmuKa paHoomMu3upo8aHHbIX KOH-
MpoAUPYeMbIX U HAOAI00aMeNbHbIX PecUCMPOBbIX UCCAe008AHUI, ONUCAHBL UX NPEUMYUECMEa U He0OCMAmMKU, ApeyMeHMUPo8ana 83aumo0ono-
HAeMOCMb OAHHBIX, HOAYUEHHBIX NO Pe3YAbMamam paHoOMU3UPOBAHHBIX KOHMPOAUPYEMbIX UCCACO08AHUL U UCCAe008AHUI HA 6a3e pecucmpos.
Paccmompensvt ocHogHble yeau gedeHus pecucmpos HayUeHmos, ONUCAHA 3HAYUMOCHb PE2UCMPO8 NAYUEHMO08 KAK UCOYHUKO8 00NOAHUMEAbHbIX
3HaHUil 0 3a001€8AHUAX U O Kauecmee 0Ka3bl6aeMoll nayueHmam meouyunckoil nomowu. /lano npedcmagnienue o cyuecmayiouux 0epmamono-
euueckux peeucmpax nayuenmos. Ilpusedeno nodpo6Hoe onucanue Haubosee 3HaUUMbIX peaucmpos nayuenmos ¢ ncopuasom: PSOLAR, Badbir,
Corrona, BIOBADADERM u op. Ilpedcmasaer 0630p nyoaukayuil U OCHOBHbIX pe3yAbmMamos uccAed08anuil, 6a3upyrouuxcs Ha pecucmpax nayu-
eHmos ¢ ncopuasom. Jlano onucanue pecucmpa nAyUeHmMos8 ¢ Ncopuazom ¢ pamkax baszvl dannvix nayueHmos ¢ XpoHuveckumu 3a001e8aHUIMU
Koxcu u noOKoXCcHOU Kaemuamku, eedenue komopoi ¢ 2018 e. ocywecmeasiem Poccuiickoe obuecmeo depmamoseneposo2o8 u KoCmMemonozos,
Kpumepues KAIOUeHUs 8 Heeo nayuenmog. Kpome moeo, nepeuuciensv 0CHO8Hble (edepanvhblie peeucmpbl NAUUEHMO08, dedeHue KOMOopblX 0CY-
wecmensemcs 6 Poccuiickoit Pedepayuu, ykazanol yeau ux ge0eHus.
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What Are Patient Registries and Why Are They Needed
(Through a Number of Examples of Psoriasis Registries)

The article substantiates the relevance of registries of patients as illustrated by registries of patients with psoriasis, gives a comparative character-
istic and description of the advantages and disadvantages of randomized controlled and observational registry studies, considers the main goals
of patient registers. The importance of patient registers as sources of additional knowledge about diseases is described. Review of the existing
dermatological patient registers is given. The paper provides the detailed description of the most significant registries of patients with psoriasis:
PSOLAR, Badbir, Corrona, BIOBADADERM and others. An overview of publications and main results of the research based on registries of
psoriasis patients is presented. A description of the register of patients with psoriasis as part of the Database of patients with chronic diseases of the
skin and subcutaneous tissue, maintained by the Russian Society of Dermatovenereologists and Cosmetologists since 2018 is given. The article
substantiates the relevance of patient registries as illustrated by registries of patients with psoriasis, gives a comparative characteristic and descrip-
tion of the advantages and disadvantages of randomized controlled studies and observational registry studies, argues in favor of complementarity of
data from randomized controlled trials and registry-based studies. Consideration of the main goals of patient registers is given. The importance of
patient registers as sources of additional knowledge about diseases and quality of medical care is described. Review of the existing dermatological
patient registers is given. The paper provides the detailed description of the most significant registries of patients with psoriasis: PSOLAR, Badbir,
Corrona, BIOBADADERM and others. An overview of publications and main results of the research based on registries of patients with psoriasis is
presented. A description of the register of patients with psoriasis as part of the Database of patients with chronic diseases of the skin and subcutane-
ous tissue, maintained by the Russian Society of Dermatovenereologists and Cosmetologists since 2018 is given, as are inclusion criteria. In addi-
tion, the main federal registries of patients that are maintained in the Russian Federation are listed, the goals of their maintenance are indicated.
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Ha mporsskeHun mociaeqHux NecsTWIETU B MHUpe TIPO-
HCXOMUT OBICTPOE pa3BUTHE WH(MOPMAIIMOHHBIX TEXHOJIOTHIA
U X BHeIpeHue Bo Bce cdepnl xxu3nu. B Poccutickoit Dene-
paiuu B HacTosITIee BPeMsI TIPOBOSITCS MEPOTIPUSTHUS TIO UH-
dopmatuzaiuu 3apaBooxpaHeHus [1]. AKTUBHOE BHeIpeHUe
MHGOPMALIMOHHBIX TEXHOJIOTUN W TOAKITIOUEHE METUIH-
CKUX OpTaHU3alnii K THOOPMAITMOHHO-KOMMYHUKAITMOHHOM
cetn «MHTepHeT» NenaloT BO3MOXHBIM CO3TaHUE JIEKTPOH-
HBIX MHOTOLIEHTPOBBIX PETUCTPOB MAITUEHTOB, TTO3BOJISIIOIIINX
OCYIIIECTBIISITh COOP MaHHBIX IS aHAJIM3a Ha OOIIUPHOI Teo-
rpacduuecKoi TeppUTOPUHN.

Perucrp manueHTOB — 2TO OpraHN30BaHHAS CHCTEMa, KO-
TOpasi MCTIONB3YyeT METONbl HAOIONATEIbHOTO MCCIIENOBAHMIS
TSI cOOpa OMHOPOIHBIX JAHHBIX (KITMHUIECKUX U TIP.) C LIETbIO
OIIEHKU 3aJaHHBIX MCXOMOB IS TIOTYJISIIAY C OTIPeNeIEHHBIM
3a00JIeBaHNEM, COCTOSIHMEM WM BO3IEUCTBHEM U KOTOpast
CITy>KUT OIHOI U OoJiee TpenBapuTeIbHO OTIPEIeIEHHBIM Ha-
YIHBIM, KITMHUIECKUM WJTH YTIPABICHUECKUM TeJIsIM [2].

S. Larsson et al. malot Gojiee MIMPOKOe MMOHUMAHUE pe-
TMCTPOB — HE TOJBKO KaK CHCTeM cOopa W aHaIM3a JaHHBIX
10 KIIMHUIECKMM MCXOIaM, HO M KaK OPTaHU3AIIMOHHBIX «Ka-
TaJIM3aTOPOB» YCWIWIA, HATIPABJIEHHBIX HA YITy4YIIEHUE 3TUX
HCXOIOB B MepCcreKTuBe |3].

PannomMu3upoBaHHbIE KOHTPOJIMPYEMbIe
UCCJIeIOBAHNUS U PETHCTPOBBIE HCCJIETOBAHMS

OO01enpru3HaHoO, YTO PAaHIOMHU3WPOBAHHBIE KOHTPOJIU-
pyeMble uccienoBanust (PKW) sSBISiOTCS «300THIM CTaH-
apTOM» KIMHUYECKOTO UCCIIEIOBAHYSI, OHYU TIPeIHA3HAYCHBI
IUTST TIONTYyYIeHMsT TaHHBIX M0 3(h(EKTUBHOCTH TeparneBTUde-
CKOTO BMEIIIATEIbCTBA B MIealbHBIX ycaoBusx [4—10]. ITo pe-
gyabTataM PKUW MoxeT ObITh ycTaHOBJIEHA MPUYMHHAS CBSI3b
MeXIy BMEIIaTeIbCTBOM U MCXOIoM [9].

DTO WCCIeNoBaHUs C SKCIEPUMEHTATHHBIM JU3aAWHOM,
UX TIPEVIMYIIIECTBA U OTPAaHUYESHUST TIOAPOOHO OTMCAHBI B JIN-
Tepatype. PanmoMuzamms B Tpyniiel JiedeHus! (MCCIeayeMOro
U 2TaJIOHHOTO/TUIale00) TMO3BOMISIET YCTPAHUTh CUCTEMATH-
YecKre OMMOKM W MWUHUMU3UPOBATH BIMSHUE (HaKTOpPOB,
KOTOpbIe CITIOCOOHBI OKa3aTh BIMSHUE Ha Pe3yJIbTaThl UCCIe-
noBaHus [4, 6—9].

B TO e Bpemst cTporve KpUTepuu BKITIOUEHUS U UCKITIO-
YEHUS U3 UCCIIeNOBAHNS OTPAHUINBAIOT PETNPEe3eHTATUBHOCTD
BBIOOPKY TIAIIMEHTOB, BKITIOUEHHBIX B UCCIEIOBAHUE, U pac-
MPOCTPaHEHUE TIOJYIEHHBIX PE3yTbTaTOB Ha BCE TIOIYJISIINIO
MAlMeHTOB C UCCIIEeAYeMBbIM COCTOSTHUEM WJIM BO3IEHCTBUEM
(HemocTaToyHasT BHEIIHSS BATMAHOCTE) [4, 7, 9, 11, 14]. Ko-
potkuii BpemenHoii iepriog PKW orpannuuBaet momryyeHue
MAHHBIX 110 JOJITOCPOYHON 2 HEKTUBHOCTH U OE30MaCHOCTH
BMemaTenbeTsa [9, 11-12].

HccnenoBanus, KOTOpbIie MPOBOISITCS Ha Oa3e peTUCTpoOB
MMAlMEeHTOB, KaK MPaBUJIO, SIBISTIOTCST HAOMIONATEIbHBIMU HC-
CeIOBAaHUSIMA C TIPOCTIEKTUBHBIM KOTOPTHBIM IHU3aifHOM.
HesxkcriepuMeHTabHBIN HAOMIONATEIbHBIN TU3aliH He TIpeN-
TojiaraeT HAJIMINe CTPOTUX KPUTEPUEB BKITIOUEHUSI U UCKITIO-
YeHUs TIAIMEHTOB U3 UCClieNoBaHus. B perucTpel BO3MOXHO
BKJTIOUEHUE HEOTPAaHWISHHOTO YKciia HEeOTOOpaHHBIX TAalld-
€HTOB, B TOM YHCJI€ TPYIIIT BHICOKOTO PUCKA, HE BKITIOYaeMbIX
B PKW, uto obGecrnieunBaeT penpe3eHTaTUBHOCTh BBIOOPKU.
B xome mmuTenbHOTO MPOCTIEKTUBHOTO HAOITIONEHMST TIAIlUeH -
TOB (hopMupyeTcs: OOMBIIOI HAOOp KaTaMHECTUIECKUX TaH-
HBIX, TIOJlyY€HHBIX B YCIOBUSIX MOBCEAHEBHOUN KIMHUIECKOM
MPAKTUKU. DTO NaeT BO3MOXHOCTH OIMHUCATh UCCIEIYeMYIO
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TOMYJISIIUIO TTAIIMEHTOB, BBISIBUTH BapUallMM KIMHUYECKUX
HCXOMIOB — PEIKO BCTPEUAIOIIUXCS U TOJITOCPOYHBIX U HEXKe-
JIaTeNTbHBIX SIBIEHUI. Pe3ybTaThl TAKOTO MCCIENOBAHUS UME-
10T OoJiee BBICOKYIO BHEIITHIOIO BaJTUIHOCTh, X MOXHO pac-
MPOCTPAHUTH HA BCIO TOMYJISIIINIO MAIUEHTOB C MU3y9aeMbIM
3a00J1eBaHKEM, COCTOSTHUEM WJIM Bo3neiicTBueM (4, 7, 12, 13].

Bce aT0 mMeeT 3HaYeHME B CBSI3U C TeM, UTO B KITMHUYE-
CKOI1 MpaKTHKe HAOTIONAIOT U Ha3HAYAIOT Teparuio Ooee re-
TEPOTeHHBIM TTAIIMIEHTaM, HEXeIN MallueHTaM, BKIIIOYaeMbIM
B PaHIOMU3MPOBAHHBIE KOHTPOJIMpPYEMbIe WCCIIEIOBAHUS,
B KOTOPBIX MOTYT OBITh B HEIOCTATOUHOU CTETICHU TIPEICTaB-
JIEHBI B TIEPBYIO OUepe/b TPYIIIHI O0iee BBICOKOTO prucKa (Kak
MPaBUJIO, TIAIMEHTHI CTAPIIIeTO BO3pacTa, a Tak¥kKe C Ompere-
JIECHHBIMU COITyTCTBYIOIIMMU 3200JIEBAaHUSIMU), TSI KOTOPBIX
pe3ynbTaTel Mo 2Gh(GEKTUBHOCTH U 0€30MMacHOCTU JieKap-
CTBEHHBIX MpEIapaToB HE MOTYT OBITh TIpUMEHUMEI [10, 12].
B xmHMYeCKOl TIpakTUKe OTINYAETCSI U TIPUBEPKEHHOCTH
MMalMeHTOB Ha3HaYeHHOMY JiedeHuro [13].

Kaxmnoe paHmoMu3mpoBaHHOE KOHTPOJIUPYEMOE HCCIe-
OBaHUE WMeEeT YeTKO C(OpMYIMpPOBAHHYIO TUIIOTE3y, KO-
TOPYI0 TIOATBEPXKIAIOT WM OIMPOBEPTAIOT MO pe3yabTaTaM
uccnenoBanus [7]. OmHako BO3HWKAOIINE KIMHUYECKUE,
Hay4YHbIe U PETYISITOPHBIE BOIIPOCHI TOpa3no Ooliee pa3HO00-
pa3HBbl, U BCE UX HEBO3MOXHO 0XBaTUTh B paMkax PKW. JlaH-
HBIE Xe, TIOJyYeHHbIE B paMKax PETUCTPOB, MOTYT CIYKUTh
MHOTOYMCIICHHBIM LesIM [2, 6].

PannmomusupoBaHHbBIE KOHTPOJIUPYEMbIE WCCIETOBAHUS
SIBJISTIOTCST  BaXKHBIM HMCTOYHUKOM MAHHBIX [JIST OTTMCAHWUS
npodmist 6e30MmacHOCTH JIeKapCTBEHHBIX TpernaparoB [12].
Ho He Bce HexxenaTenbHbIE SIBICHUST MOTYT OBITh BBISIBIIC-
Hel B xone PKU. D10 Kacaercst B mepByio ouepenb MO3MHUX
U pEeNKO BCTPEYAIONINUXCS HEXETATeTbHBIX SIBICHUWI: 4Ync-
JIO BKJTIOUEHHBIX TMAIMEHTOB W TPOHOKUTeNbHOCT PKU,
KaK TIPaBWJIO, HEIOCTATOUHBI IS X BBISIBICHUS W OIICHKU
YacTOTBHl MX BO3HUKHOBeHUs |7, 11, 12, 14]. IlpuBepxkeH-
HOCTH MAITUEHTOB JICUEHNIO B KIIMHUIECKOU TIPaKTUKe TakKe
MOXeT ObITh MHOM, Hexxenm B PKU [13]. Onare ke B PKU
He TIPEeICTAaBJICHBl TAIMEHTH OTPENeeHHBIX BO3PACTHBIX
TPYIIII, C TSIKEJTBIMU COITyTCTBYIOIIMMHU 3a00JIeBAHUSIMHU, TIPO-
u1Tb 6€30TaCHOCTH Y KOTOPBIX MOXET OTan4aThes [12, 15].

Peructpsl mpencTaBnsSIOT LIEHHBIE MCTOYHWKMA MAaHHBIX
1Mo 6e30TTaCHOCTU TOTO WJIM WHOTO METOMAA JIEKAPCTBEHHOTO
WY HEJeKapCTBEHHOTO JIEUeHUsI, B TOM YHUCJIe B OTHETb-
HBIX TPyNIaxX TMalMeHTOB, HEIOCTATOUYHO TMPENCTaBIeHHBIX
wiu He nipeacraBieHHbIX B PKU. [TponomkuTenbHbli epron
HaOMIONeHUsT B paMKaX PErMCTPOBOTO WCCIIENOBAHUS [eIaeT
BO3MOXHBIM TTOTy4YeHUE NAaHHBIX TTO JOJITOCPOYHOU OGe3omac-
HOCTH M PETUCTPAIMIO PEIKO BCTPEUAIOIINXCS HeXelaTelb-
HBIX sIBJIeHU. MOHUTOPUHT ¥ aHAIN3 NaHHBIX TI0 Oe3omac-
HOCTH W3 PETMCTPOB HEPEOKO MPOBOAAT (hapMalleBTHIECKIE
KOMIIAaHUM B paMKax BBITIOJHEHUS TOCTPETUCTPAIIMOHHBIX
dapmMakoHaI30pHBIX 00s13aTenbeTB [7, 12, 15].

TakuMm 0o06pa3oM, paHIOMH3UPOBAHHBIE KOHTPOJIUPYE-
MBbIe WCCJIeIOBaHMs U HaOIIomaTeTbHbIe MCClenoBaHus, 0a-
3UpPYIOIINECs Ha PEeTUCTPax TMAIlMeHTOB, WTPAIOT BaXKHBIE
1 IOMOJIHSIOIIKNE APYr Apyra pouau [2, 4, 6, 13]. Perucrpo-
BbIE MCCIIENOBAHUST TTO3BOJISIIOT MONTBEPIUTDh KIMHUYECKYIO
o3y M 3G (HEKTUBHOCTh BMEIIATELCTBA B YCIOBUSIX TO-
BCEIHEBHOI KIIMHUYECKO IIPaKTUKH [5, 6, 13], onpeneants
TTOATPYIIITHI TAIMEHTOB C HAWIYYIIIUM COOTHOIIIEHNEM prCKa
U TIOJTB3BI TSI KOHKPETHOTO BMEIIATeIbCTBA, (haKTOPHI prcKa
HeOJIarONPUSITHRIX UCXOIOB [3, 6].

Kpome Toro, peructpoBble WCCIENOBAHUSI HECYT
1 HEKOTOPYIO TIOMCKOBYIO (DYHKIIMIO: TaHHbBIE, TTOTyYeHHbIE
B PETUCTPax, MOTYT CIIYyXUThb UIsT (DOPMYJIUPOBAHUST THUIIO-
Te3 ISl KIWHWUYECKUX HCCIeNOBAHUM, SIBISITECS OCHOBOM
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IUTSI TUTAaHWUPOBAHWSI, OTpeNesieHUs] Au3aiiHa W TIPOBEICHUS
KIMHUYECKUX UCCIIeI0BaHumii [2, 6, 16].

Peructper mpuMeHUMBI B TeX CITyJasiX, KOTJa MpoBeaeHre
KIMHUYECKUX WCCIIEIOBAHUI HEBO3MOXHO WU HEIeIeco-
00pa3HO C TIPaKTUYECKOIl TOYKM 3peHUs], KakK, Hampumep,
Ipy peakux 3aboseBaHusix [6, 13], B ciiyyae KOTOPBIX MOIYT
OBITh HEOOXOIMMBI MHOTOLIEHTPOBBIE perucTphl [16]. Peru-
CTpBI TTALIMEHTOB C PEIKO BCTPEUAIOIIUMMUCS 3a00JIeBAaHUSIMU
TTO3BOJISTIOT AAaTh KIIMHUYECKYIO U STMUAEMUOIOTUIECKYIO Xa-
paKTepUCTUKY OOJIE3HW, BApUAHTHI €€ eCTECTBEHHOTO Tede-
Hus [2, 17—19], chopmMupoBats HaGOP TAHHBIX IO CYIIECTBY-
FOIIIMM TaKTUKaM BedeHMs maureHToB [20, 21].

KavyecTBO MeAMIMHCKO# MOMOUIU

MHorue aBToOpbl MOAYEPKUBAIOT POJIb PETMCTPOB B CO-
BEPILICHCTBOBAHUY MEIUIIMHCKON MMOMOIIN U JOCTHXKCHUU
SKOHOMMYECKOI BRITOIbI [2, 3,9, 13, 16, 21].

Peructpbl SIBIASIIOTCSI UICTOYHUKOM JTaHHBIX JUISI OLEHKU
KauecTBa OKa3bIBaeMOW MEIUIIMHCKON ToMolnu. B pamkax
PETUCTPOB MOTYT OBITh TOJIYYEHBI JAaHHBIE MO Bapualll-
SIM KJIIMHUYECKUX WCXOJIOB, MO TMPUMEHSIEMbIM TaKTHKaM
U TIONXOJaM K BEIEHUIO TAllMeHTOB Ha YPOBHE MEIMIIMH-
CKOW OpraHu3allii, PerMoHa, CUCTEMbl 3IPaBOOXPAHCHUSI,
Ha HallMOHAJILHOM M MEXIIyHapOIHOM YPOBHsIX. B pesynbrare
CPaBHMTEJILHOTO aHajln3a ToKas3areliell MOTYT ObITh OIpe-
NeJICHbl ONTUMAaJibHAs TaKTUKAa WK TIOAXOH, B TOM YHCIIEe
IUTSI pa3IMYHbBIX TPYIII maueHTos [3, 16, 21, 22].

Takke 110 pe3yJibTaTaM aHajIu3a JaHHbBIX PETUCTPOB MOTYT
OBITH BBISIBJICHBI MPOOJIEMbl OPraHM3allMK OKa3aHUs U Ka-
YyecTBa MEIUIIMHCKOM TIOMOIIHM, TaKuWe KaK HEeI0CTaTOYHOE
BHEIPCHUE WU HECOOTBETCTBUE OKAa3bIBAGMOM MEIUITMHCKOMN
TTOMOIIM YTBEPXKAECHHBIM TOPSIIKAM U KIMHUYECKUM PEKO-
MEH/IALUSIM, TIPEUTOXEHBI BADUAHTBI X PellieHUsT U chopMu-
POBaHbI MHUITMATUBBI 1O TIOBBIIICHUIO KAYeCTBA U Pe3ysibTa-
TUBHOCTU MEAVLIMHCKOM momomu |2, 3, 21, 22].

CucTteMaTuuecKoe YJIydllIeHUe KayecTBa MEIMIIMHCKO
MOMOIIIM O pe3yJibTaTaM BEICHUS U aHa13a JaHHbBIX PEru-
CTPOB, Kak nojaratot S. Larsson et al., MpUBEAET K CHIKECHUIO
3aTpart, CBSI3aHHBIX C €¢ OKa3aHWEM IMPU U3ydaeMoM 3a0oJie-
BaHUM WM COCTOSIHMU. Tak, McciemnoBaHue, MPOBEICHHOE
1o 13 peructpam B MSITU CTpaHax, MOKa3aio, YTO PErUCTpPhI Na-
LIMEHTOB MOTYT (DYHKIIMOHMPOBATH KaK Tuiatdopma st coopa
W aHaJM3a JaHHBIX B LIEJSIX YAYUIIEHUS] UCXOMIOB MAllMEHTOB
¥ 5KOHOMUM 3aTpaT Ha MEAUIIUHCKYIO MOMOIIIb [3].

JlaHHbBIE, TIOJYYEHHBIC B PAMKaX PETMCTPOBBIX MCCIIEI0-
BaHMUIi, MOTYT OBITh MCITOJIb30BaHbI TIPU Pa3pabOTKe HAIUO-
HaJIbHBIX KIMHUYECKUX PEKOMEHAAIIMI U cTaHaapToB [3, 12].

TpuMepoM YCTEIIHOTO BEICHMSI PErucTpa MalleHTOB
B Poccuiickoit Menepannu sipnsietcst DenepaibHblil pErUCTp
OOJIBHBIX C caXxapHBIM nuabeToMm [23].

OrpanuyeHusi perucTpoB

Kaxk 1 Bce BUIBI UCCIIEIOBAaHMIA, pETUCTPOBLIE (HaOIIOna-
TeJIbHBIE) MCCIENOBAHUS MMEIOT OrPAaHUYEHUSI — B IIEPBYIO
odepeb BHICOKMI PUCK CUCTEMATUYECKUX OIIMOOK, a TaKXKe
BIMSIHUE MCKAXaOIIUX (DaKTOPOB Ha PE3YJIbTAThI MCCIIeI0Ba-
Hus [2, 4—6, 8, 9, 24], KoTopble HEOOXOAUMO PACIIO3HABATH
M YYUTHIBATh IIPM MHTEPIIPETALMU PE3yJIbTaTOB HKCCIIEd0-
BaHUsI. MUHMMHU3ALMUS BIMSHUS MCKAXaoIIUX (haKTOPOB
M CHCTEMATUYECKUX OLIMOOK MOXET OBITh JOCTUTHYTA I10-
CPEICTBOM TILATEJIHLHOIO IJIAHMPOBAHMUS OM3aiiHA MCCIEI0-
BaHUSI, MCIIOJb30BAHMS COOTBETCTBYIOIIMX METOMOJIOTMYE-
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CKMX, CTATUCTUYECKUX U aHAIMTUYECKUX TIOAX000B [6—8, 10,
13, 22, 25].

Jlpyrue orpaHM4YeHus] PETMCTPOB BKIIIOYAIOT HEOTHOPO/I-
HOE KAueCTBO JAHHBIX, CJIIOXHOCTb IPOBEACHUS ayIuTa, OT-
CYTCTBHE «OCJIETUIEHUST» B OTHOLUIEHUH ITPOBOJMMOrO BMEILIA-
TenbeTBa [2, 6, 7, 9].

PeI‘I/ICTpLI B 1€pMaTOJIOrMA

Bonbpiioe 3HaueHWE PETUCTPHl TMAMEHTOB UMEIOT
u 111 nepmarosoruu [26, 27]. MHOrUMU aBTOpaMy OTMeEYe-
HO, YTO OCOOEHHOCTBIO IEPMATOJIOTUU SIBJISIETCSI CYIIECTBO-
BaHME TOpa3no OOJIBIIETo KOMMuecTBa Ooie3Heit koxu (bonee
2—3 THIC., COTJIACHO Pa3HBIM MCTOYHWKAM), IO CPAaBHEHUIO
C TaKOBBIMM IUISI IPYTMX OpPraHoB M cucTteMm [12, 25, 27].
B crientmanbHOCTH CyIIECTBYET OTPOMHOE KOJTUIECTBO PEIKIIX
JIEPMAaTO30B, U3yUYeHNE KOTOPHIX B paMKaxX KIMHUIECKUX MC-
CJIeIOBAHUI 3aTPYyIHUTEEHO B CBSI3U CO CIIOXKHOCTBIO Habopa
mareHToB [28]. Tak, TMpuUMepoM peTUCTPOBOTO HCCIENO-
BaHUs PEIKOTO HACJEICTBEHHOTO 3a00JIeBaHUS SIBISIETCS
HanmonanbHbIi perucTp 60IBHBIX BPOKIEHHBIM OYJUIE3HBIM
snuaepmonn3om B CIIIA [29]. Perucrpsl mauueHTOB wuc-
TOTB3YIOT M B CIydae PacIpOCTPAaHEHHBIX OOJie3HEel KOXU
IUTSI TIOJTy9eHUST MHOTOCTOPOHHUX TaHHBIX O 3a00JIeBaHUSIX,
0 TIAIIMEHTaX, CTPATAIOIINX MU, B TIOBCETHEBHON KIMHUYE-
ckoit mpaktuke [30].

[To pesynbratam 0630pa PEeTUCTPOB MAIMEHTOB, MPOBE-
nexnHoro G. DiMarco et al. (2016), aBrops! BoistBrIN 48 peru-
CTPOB TAIIMEHTOB T10 23 1epMaTOIOTTIeCKUM 3a00JIeBAHUSIM.
HauGonee npencrapieHHBIM 3a00JIeBaHUEM ObLI ICOpUA3 —
aBTopamu ObUTH HaiimeHsl 10 permcTpoB MAIMEHTOB C ITUM
nuarHosoM [26]. Kpome Toro, eme 06 11 perucrpax mamueH-
TOB C TICOPUA30M OBLIO 3asIBIEHO B KOMMEHTAPUU K CTaThe
G. DiMarco et al. [31]. [Tomumo ticopuaza, DiMarco et al.
OBUTM HaWIEeHBl JaHHBIE O PETUCTPax TMAIMEeHTOB C 0Yaro-
BOU ajioTeneld, aTOMMYECKUM IepPMaTUTOM (JIBa PETUCTPa),
XPOHUYECKOU IK3eMOil KUCTe, KOXKHBIMU JIEKAPCTBEHHBIMU
peakumsIMU, BPOXICHHBIM THUCKEPAaTO30M, IKTONEPMATLHOM
QIUCITIa3ueit, Oy/UIe3HBIM STUAEPMOIN30M (TPU PEeTUCTpa),
HACJIEICTBEHHBIM aHTMOHEBPOTUIECKUM OTEKOM (TISITh Peru-
CTPOB), UXTHO30M (TPU PETUCTPA), JIAHTEPraHCOKIETOTHBIM
TUCTUOLIUTO30M (TPU PETUCTPA), MeJTaHOIIMTAPHBIMU HEByCa-
MM U APYTUMHU Gojie3Hsmu [26].

[Mo pesymbraTaM cucTeMaTUYecKOTO 0030pa PETUCTPOB
MaIreHTOB ¢ TIcopraszoM, TipoBeneHHoro L. Eissing et al. B ok-
T6pe 2015 r., OBUIO yCTAHOBIEHO 14 PErMcTPOB MECTHOTO,
HAIIMOHAJILHOTO W MEXXIyHAPOTHOTO YPOBHS, TIPEIyCMaTpy-
BAIOIINX TOJTOCPOYHOE HAOMIONeHNE MAlMeHTOB C TIcopua-
30M, a YKMCJIO BKJIIOYEHHBIX B HUX MAIMEHTOB BapbHPOBAIO
ot 35 mo 6oxee 12 ToIc. [30].

[Mcopnaz — 210 3aboneBaHUE C XPOHUYECKUM TEUCHU-
eM, TpeOyrollee TOXU3HEHHOTO JIEUEHUsI, YTO IIOBEpPraeT
MAIIMEHTOB MMOCTOSTHHOMY PUCKY BO3MOXKHBIX TTOOOUHBIX (-
dextoB [30]. TomuKOM K CO3MAHUIO PETUCTPOB ITAllMEHTOB
C TICOPMA30M B IIEJIOM Psilie CTPaH ITOCITYXXWIO TOSIBICHUE
JIEKapCTBEHHBIX TIPEIapaToB HOBOTO KJlacca — TeHHO-UHXKe-
HEePHBIX OMOJIOTUIECKUX JIEKAPCTBEHHBIX TIperapaTos [12, 32,
33]. Bty mpenapaThl UMEJN BHICOKYIO 3(P(HEKTUBHOCTD, T0-
Ka3aHHYIO B paMKax pPaHIOMU3UPOBAHHBIX KOHTPOJIUPYEMBIX
WCCTIeNOBAHUIM, OMHAKO WX MOJTOCpPOYHast 3(DPEKTUBHOCTH
1 0e30MacHOCTh B KIMHUYECKUX YCIOBUSIX BBI3BIBAIIA BO-
npockl [12, 34]. DTo, a TaKKe Cayd4an OT3bIBa OMOJIOTMYECKUX
JIEKAPCTBEHHBIX TPETapaToB C PBIHKA IO TMPUINHE yCTa-
HOBJICHUST CBSI3W WX TIPUMEHEHUs C Pa3BUTHEM CEpPbe3HBIX
HeXXeJaTeJIbHBIX SIBICHUN MOTPeOOBaIo MPOBENECHUST aKTUB-
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Horo (apmakoHan3opa [12]. [lepBble perMCTpHI MAIlMEHTOB
C TICOPUA30M OBUTM CO3MAaHBI C TIOSIBIEHWEM Ha PhIHKE OMo-
JIOTUIECKUX JIEKAPCTBEHHBIX MPENapaToB, U OCHOBHBIMU WX
3amayaMi ObLTM MOHUTOPUHT 0E€30TMacHOCTH OMOOTUIECKOit
TEpan U ee CpaBHEHHE C 0Ee30MacCHOCTHIO TPATUIIMOHHOMN
tepanuu [30, 35].

PerucTpsl naUeHTOB € NICOPHA3OM

Peructp Badbir (The British Association of Dermatologists’
Biologic Interventions Register) — 3TO WHUIIMMPOBAHHBII
B 2007 r. bpuTaHcKoit accoruanuei 1epMaToIOoTOB PETUCTp,
TpeTHa3HaAYeHHBIN TSI OLIEHKU JT0JITOCPOYHOI 6€301TaCHOCTH
TIPUMEHEHUS OMOJIOTMYECKOW Teparu y TMAllueHTOB C TsIkKe-
JIBIM TicoprasoM. [IpemycMoTpeHo BKITIOUeHNE B PETHUCTp Ta-
LIMEHTOB B BO3pacTe 16 JieT u crapiie ¢ TSKeIbIMu hopMamu
rcopuasa, MoayJalonnX OMOIOTMYECKYI0 Teparuio, a TakKe
KOTOPTHI MAIMEHTOB, MOIYYAIOINX TPATUIIMOHHYIO CUCTEM-
HYIO Tepanuio. DTOT PETUCTP SIBIIsieTCsT (hapMaKOHAI30PHBIM,
U eTO TIepBUYHbIE KOHEYHBIE TOUYKM BKITIOYAIOT BOSHUKHOBE-
HUE 3JI0KaYeCTBEHHOTO HOBOOOpa3oBaHWsI, WHGMEKIIUU, ce-
PBE3HOTO HEXENAaTeIbHOTO SIBJICHUST U CMEPTEJIEHOTO MCXO/IA.
BTopocTeneHHBIMY LIENISIMUA PETUCTpPa SBIIsIeTCsT cOop MHQOP-
Malll¥ O JOJITOCPOYHON A(DHEKTUBHOCTU Teparuu, O BIIUS-
HUU TIOCJIEIOBATeIbHOCTU TPAIUIIMOHHOW U GMOTOTUIECKOit
Tepanuu, a Takke 00 nucxomnax 6epeMeHHOCTH, BOZHUKAIOIIEH
Ha dhoHe TeyeHus. [|oToTHUTETbHBIM Ha3HAYeHeM PerrcTpa
SBIIsIETCS cOop MHMOpManuu o 0e30MacHOCTU, TpedyeMoit
opraHaM¥y BIIACTH, KOTODPBIE OCYIIECTBISIIOT PETUCTPALIUIO
JIEKapCTBEHHBIX MTPeTIapaToB B paMKax apmakoHanzopa [35].
MakcumalibHOe YUCIIO TIAIIMeHTOB, BKITIOUEHHBIX B PETUCTD,
HaliIeHHOE B ITyOJIMKALMsIX, cocTaBisieT 12 848 [36].

B omyGMKOBaHHBIX Ha CETOMHSIIITHUIA TEHb CTAThSIX OCBE-
LIeHBI IeMorpadrieckre XapaKTepUCTUKN U XapaKTePUCTUKI
3a00JIeBaHMSI BKJTFOUEHHBIX IMallMeHTOB [37]; mpakThKa Ha-
3HaueHUS U (HaKTOPHI, BIUSIONINE Ha BEIOOP JIEKAPCTBEHHOTO
Tperapara B Ka4eCcTBe OMOJIOTMYECKOI Teparuy TepBOi JIMHUT
[38]; mpumeHnsiemble cxeMbl JieueHust [39], a Takke nemorpacdu-
YecKue, COLMATbHBIE Y KITMHUIEeCKIEe MPeIUKTOPhI 3(hHeKTUB-
HocTu Ouonornyeckoit Tepanuu [40]. Ha ceromHsamHuit neHb
TaKKe OMMyOJIMKOBAHBI PE3yIbTaThl CPaBHEHMsI TOKa3areseit
a(deKTUBHOCTY U 6E30TTACHOCTU Teparyy y TAIUeHTOB, TO-
XOIIIUX W He TOAXOMSIIUX U Y4acTUs B KIIMHUYECKUX
ucciaenoBanusax [41]. Kpome Toro, onmyoJMKoBaHBL: pe3ysbTa-
ThI (H)apPMAKOIKOHOMUIECKOTO aHAIN3a «3aTPaTbl—aDPeKTUB-
HOCTb» B OTHOIIIEHWW OWOJIOTUYECKON Tepary TalleHTOB,
paHee TOJTYJaBIIUX JieUeHNe OMOJIOTMYECKMMU TIperapaTaMu
[42]; nTorM MccIenoBaHUS BIVSTHYSI OMOJOTUIECKON Teparuu
Ha Ka4ecTBO XW3HU TAIMEeHTOB [43]; maHHbBIE TI0 PUCKY BO3-
HUKHOBEHUsI Cepbe3HbIX WHMekunii [44] W 3HAUUTETBHBIX
HeXeJaTebHBIX SIBJICHUI CO CTOPOHBI CEPAEIHO-COCYINCTOM
CHCTEMBI y TIAIMEHTOB, TTOYJaIOIINX CUCTEMHOE JIeKapCTBEH-
Hoe JieueHKe [36]; JaHHBIC 0 BBDKUBAEMOCTH OUOJIOTMYECKUX
JIEKApCTBEHHBIX TIpernapatoB [45—47] u Mo HecoOI0IeHUIO
TaleHTaM Ha3HAYeHHOTO JIEKapCTBEHHOTO JiedeHust [48].

PSOLAR (The Psoriasis Longitudinal Assessment and
Registry) — MexXayHapoaHbIM MPOCIEKTUBHBIN MPOAOIbHBIIA
pPEerucTp TAIMEHTOB C TICOPUA30M, ONHUM W3 Ha3HAUCHUI
KOTOPOTO SIBJISIETCS] BBHITIOJIHEHUWE TOCTPETUCTPAIIMOHHBIX
00s13aTeIbCTB KOMITaHUU-CITOHcopa Janssen Scientific Affairs
(LLC) o onieHKe 6€30MacHOCTH TepaIliy MallieHTOB U TIpe-
NIOCTABJICHUIO OTYETOB TO (hapMaKOHaA30py PETYISITOPHBIM
opradam [49]. B pamkax perucrtpa ObUI OCYIIIECTBIEH COOp
SMUIEMUOJIOTUIECKIX TaHHBIX, JaHHBIX TIO0 0€30TAaCHOCTH,
KIMHUYECKUM UCXOJaM, Ka4eCTBY KU3HU U COITyTCTBYIOIINM
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3200/IeBaHUSIM Y TIAIIMEHTOB C TSKEIBIM U CPETHETSIXKe-
JIBIM TICOPMA30M, KOTOPBIE TIOTYYalOT WJIA UMEIOT TTOKa3aHUSs
K Ha3HAYCHUIO TPANUIIMOHHOW CUCTEMHOU (MMMYyHOCYIIpec-
CUBHBIE TIperapaTsl U ¢oToTepamnus) Wi OUOTOTUIECKOM
TeHHO-WHXXEHEPHOU (B TOM YMCJIe MPEenapaTtoB KOMITAHUU-
CIIOHCOpa — YCTeKMHymMaba M uH@IuMKcuMaba) Tepamnuu.
B peructpe ObIT TIOCTUTHYT 3aIJTAaHUPOBAHHBIN pa3Mep BBI-
6opku 6ojiee 12 ThIC. TALIMEHTOB B Bo3pacte 18 JeT u cTapiie.
B PSOLAR mnpencraBieHbl ManveHTH! 16 cTpaH, OXHAKO
GOJIBLITMHCTBO MAlMeHTOB (6osiee 90%) COCTABISIIOT TpaXxa-
He u3 CLLIA u Kanansr [49].

IMo pesynbraTam BemeHUWST pPerrcTpa OIMyOIMKOBAHO He-
CKOJIBKO CTaTeil, pe3loMUPYIONINX CBEICHS: TIO leMorpaduie-
CKUM XapaKTepUCTUKAM TAIIEHTOB, XapaKTepUCTUKaM 3a00-
JIEBAHUSI, TIO COMYTCTBYIOIINM 3a00JIEBAHUSIM U TIOJTy4aeMOMY
T10 TIOBOIY TIcopHasa jedeHuio [49]; 1o BBDKMBAEMOCTH JIeKap-
CTBEHHBIX mpemnapatoB [50]; 1o cpaBHUTEIbHOM 3P dEeKTHB-
HOCTU OMOJIOTMYECKUX T€HHO-MHXKEHEPHBIX IperapaTtoB [51];
10 TSDKEJIBIM HeXXeJIaTeTbHBIM SIBJIEHUSIM CO CTOPOHBI cepred-
HO-COCYIIUCTOI crcTeMbl [52]; TIo BIMSIHUIO BO3pacTa Havyaaa
rcopuasa Ha KIIMHUYECKNE WCXOIbI TIPY CCTEMHOM JICUSHUH
[53]; a Takke MO IOJTOCPOYHOI OE30MAaCHOCTA MTPUMEHEHUS
CHUCTEMHOI Tepallii Y MallMeHTOB C TIcopra3oM [54—59].

B pamxax Hamonamsnoro peructpa CIIIA Corrona ¢dyHK-
LIMOHUPYET HECKOJbKO PErrcTPOB ayTOMMMYHHBIX 3a0o0Jie-
BaHuii. Peructp Obu1 mHMIIMMpOBaH B 2001 T. ¢ 3a001eBaHUS
«PEBMAaTOMIHBIN apTpUT», ¢ 2015 T. HauaMM GYHKIIMOHUPOBATH
PEeTUCTPHI TIcoprasa U MCOpUaTIecKoro apTpura. B perucrpe
KOHCOJIMANPYIOT TaHHBIE TI0 JOJITOCPOUHOM 3h(HEeKTUBHOCTHI
1 6€30MacHOCTH, a TAKXKe 10 CPaBHUTETbHOU 3((HEeKTUBHOCTHI
U COOTHOIIIEHUIO 3aTPaThl — A(PEKTUBHOCTH JIEKAPCTBEHHBIX
TPeTapaToB, peIHa3HAYSHHBIX TSI JISYEHUSI TI0 TTIOBOY 3THX
ayTOMMMYHHBIX 3a0oseBanuii [33]. Llennto peructpa Corrona
SIBJISIETCS] U3YUEHUE CPAaBHUTEIBLHOI Oe3omacHoCTH U d(deKk-
TUBHOCTU CHUCTEMHBIX JIEKAPCTBEHHBIX IPETapaTtoB, 3aperv-
CTPUPOBAHHBIX JIJTsI JIedeHUs Ticopuasa [34].

Peructp manmenTos ¢ rcopnazom Corrona — 3T0 MHOTO-
ueHtpoBoii (CILLHA w Kanama) HaOmomaTeNbHBIN PETUCTP
C 1IEJIEBBIM YMCIIOM BKJTIOUEHHBIX TAlneHTOB Goiee 10 ThIC.
¥ MUHUMAJTbHBIM TIEpUOIOM HabmoneHus 8 net. Bximouenno
TOIIeXaT B3pOCIible MaueHTHl (18 Jiet u crapiie) ¢ ycTaHOB-
JIEHHBIM IEPMATOJIOTOM IMAaTHO30M «IICOpHa3» 6e3 KpUTepreB
OTHOCUTEIbHO MUHUMAIBHOU TSDKECTH 3a00JIeBaHUsI, KOTO-
pble HavYaJln TTOJTyJaTh JIEKapCTBEHHOE JieueHre (3aperucTpu-
pOBaHHBIE OMOJIOTUYECKIE TeHHO-MHXEHePHbIe JIeKapCTBEH-
Hble TIpeTrapaThl U CUCTEMHBIE JIEKAPCTBEHHBIE TMpEIapaThl
METOTpeKCaT, IIMKJIOCTIOPUH U alipeMUIIACT) TP BKITIOUEHUN
B PETUCTP WIM B TeUeHUE TMPEIIEeCTBYIONINX BKITIOUEHUIO
12 mec [33, 34, 60].

B peructpe mpemycMoTpeH cOOp CIEmyIONUX HaHHBIX
(Bcero 1202 mepeMeHHBIX): AeMorpacduuecKux; O Hau-
YW1/ OTCYTCTBUY IICOPUATUIECKOTO apTPUTA; O [UTUTETHHOCTU
1 MOpGOJIOTUH TICOpHa3a; O COMYTCTBYIOIIUX 3a00JIEBAHUSIX
B aHAMHe3e W TIPEMIIEeCTBYIOIIEM JIEYEHUH; O pe3ybTaTax
KIMHUIECKOTO 00CcIenoBaHus (TUTOIIAIh TTOPAXKEeHUST ITOBEPX-
HOCTH TeJia U TI0 IITKajiaM), a TaKxKe 00 MCX0Iax, COOOIIaeMbIX
nanueHTaMu [60]. Peructp mmeer (hpuHAHCOBYIO TMOIICPXK-
Ky NEeBSITH TPOU3BOMUTENEH JIEKapCTBEHHBIX IIPErapaToB
U CTIOCOOCTBYET BBHITIOTHEHUIO OTIpeAeSIeHHBIMU hapMaiieB-
TUYECKUMM KOMTIAHUSMU O0S13aTeIbCTB TIO TOCTPErncTpa-
LIMOHHOMY HAOIONEHUIO C IEeNbI0 U3YUEHUsI TOJTOCPOTHOMN
0e30MacHOCTH JieKapCcTBeHHBIX TperapaTtoB [34]. C ydyetom
pEeTruCTpalii BCE HOBBIX CHUCTEMHBIX JIEKAPCTBEHHBIX TIpe-
1MapaToB ISl JIEYeHUST IO TOBOMY IICOpUa3a W PaCTyIIEeTo
KOJIMYECTBA HAa3HAYEHWI OMOJIOTMYECKUX JIeKapCTBEHHBIX
nperapatoB B CIIIA, a Takke Ha (poHe TTpeKpallleHUsT Habopa
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naueHToB B peructp PSOLAR, peructp Corrona mo3uim-
OHUPYIOT KaK BCEOOBEMITIONINIT M aBTOPUTETHBHIN DPEruCTp
CJIEYIONIETO NECATUIICTUS, TIPEIOCTABIISIONINI JaHHBIE O Oe-
30MacHOCTH 1 3G (HEKTUBHOCTH JIEKAPCTBEHHBIX MPENapaToB
B MOBCETHEBHOM TTpakTUKe [34].

Ilo pesynbpraTam aHanmm3a 06a3bl NAHHBIX PETUCTPA OIIY-
OJIMKOBAHBI CTATHU, TTOCBSIIEHHEIE: OMMUCAHNIO OpeMeHU 00-
JIE3HU, COMYTCTBYIOIIMX 3a00JIeBAHUII M COCTOSTHUN W TIPU-
MEHSIEMOMY JICYEHHMIO B KOTOpTe MalueHToB [60]; BAUSHUIO
TSDKECTH 3a00JIeBaHUSI Ha KITMHUYECKe CUMIITOMEI, cOO0IIa-
eMble MalreHTaM1, Ka9eCTBO KU3HU, 00YCIIOBIEHHOE COCTO-
SIHMEM 3I0POBbSI M Ha PabOTOCIIOCOOHOCTH [61]; ommcaHuio
MaIeHTOB, TOJYYalOIINX CHUCTEMHYI0O KOMOWHUPOBAHHYIO
U MOHOTepanuio [62], ¢ Tokanu3aiueii BhICHITAaHUI HA yJacT-
Kax, HauboJiee PEe3UCTEHTHBIX K Tepanuu [63] miu ¢ Hemo-
CTATOYHBIM KJIMHMYECKMM OTBETOM Ha JjiedeHue [64, 65];
OIlEHKE PUCKA BO3MOXKHOTO HEAMATHOCTUPOBAHHOTO TICOPU-
aTUUYECKOTO apTpUTa CPeiM TMAlMEeHTOB C Ticopuasom [66];
2(bheKTUBHOCTH JIEYeHNST MTALIMEHTOB C IIcopuras3oM [67, 68].

Hcnanckuit perucTp HeXXelaTedbHBIX SIBICHUM, CBSI3aH-
HBIX C TIPUMEHEHUEM OMOJIOTMIECKUX JIEKAPCTBEHHBIX TIpe-
mapatoB B nepmaronoruu, BIOBADADERM — »st10 mpo-
CTIEKTUBHOE MHOTOILIEHTPOBOE KOTOPTHOE WCCIeI0BaHNE
Ha 6a3e perucrpa, BeecHUe KOToporo 6buto Hayato B 2008 T.
B peructp BKITIOYAIOT MAIIMEHTOB C TICOPUA30M TIPU TIEPBOM
Ha3HAYeHUU CUCTeMHOro jieueHus [69]. Llenb peructpa — mo-
KYMEHTUPOBaHUE MCXOIOB MO Oe30omacHoCTH [69] 1 olleHKa
JOJITOCPOYHBIX PUCKOB HexenarenbHbix siBiaeHuit [70]. Co-
TJIACHO TyONIMKAIMsAM, MaKCUMaJIbHOE YHWCIIO TAIlMeHTOB,
BKJTIOUEHHBIX B PETUCTP, cocTaBmyIo 2845 [71].

ITo pe3ynbraTaM BeeHMs 9TOTO PETUCTPA OMYOJTUKOBAHBI
CTaTbU, TIOCBSIIEHHBIE: CPABHUTEILHOMY aHAIU3y (heHOTHUTIA
MAIMEeHTOB ¢ TICOPUA30M C 1 6e3 TICOPMATUIECKOTO apTpuTa,
VIMEIOIINXCST Y HUX COITYTCTBYIOIINX 3a00JeBaHU, TTPOGUIIS
Teparnuy U YaCTOTHI BCTPEYaeMOCTHU HeKelaTeJTbHbIX SIBJICHU
[72]; mo 6e301macHOCTH CUCTEMHBIX JIEKapCTBEHHBIX ITperrapa-
TOB U pCKaM HeXeJIaTeIbHbIX siBiieHuii [69, 71, 73, 74], B Tom
YUCTIe HeXENaTeIbHBIX SBICHUI, TIPUBOISIINX K TIpeKparie-
HUIO TPUMEHEHUS JIEKapCTBEHHBIX Mpernaparos [75]; 1o BbI-
SKUBAGMOCTHU JICKAPCTBEHHBIX TMperaparoB [76]; mo pacrmpo-
CTPaHEHHOCTU JIAaTEHTHOTO TyOepKyse3a Cpeau TMallleHTOB,
SIBJISTIONIUXCST KaHAWOATaMM Ha TIONydeHHe OMOIOTMYecKOit
Tepanuu, W IO YacTOTe Pa3BUTUs TyOepKyie3a y TalueH-
TOB C TICOpMA30M, TOJIyYalOlIMX CUCTeMHOe JieueHue [77];
110 COITYTCTBYIOIINM 3a00JIeBaHUSIM y TIAIIUEHTOB C TICOpUa-
30M [78]; mo adpdekTMBHOCTH 1 6E30IMaCHOCTH MPUMEHEHMUS
CHUCTEMHOTO JIEYeHUST Yy TAIMEHTOB C PAa3IMYHBIMU COITYT-
CTBYIOIIMMMU 3a00JieBaHUSIMU, TakuMu Kak BUY-undexums
[79], BupycHsbrit rematutr B [80], a Takke Mo mpUMeHEHUIO
OMOJIOTMYECKNX TeHHO-WHXXEHEPHBIX TPErapaToB B CiIydyae
COITYTCTBYIOIIUX XUPYPTUICCKUX BMEIIATEIBCTB [81].

Ha ocHoBaHMM TaHHBIX perucTpa ObUIa pa3paboTaHa mpo-
THOCTUYECKasT MOJIeNTb KITMHUIECKOTO OTBETAa Ha TIPUMEeHEeHUE
CHUCTEMHBIX JIEKAPCTBEHHBIX TIperapaTos [82].

basza nannbix Dermbio — maTckuii HallMOHAIBHBIN MPO-
CTIEKTUBHBIIN PETUCTp, BeJeHNE KOTOPOTO OBUIO HAYaTO B Mae
2007 T. MO WHUIIMATUBE OATCKUX AepMarosioroB. Llemsamu
perucTpa SIBISIIOTCSI MOHUTOPUHT 3(DdeKTuBHOCTU W 06e3-
OTMACHOCTU TIPUMEHEHUsT OMOJIOTUUECKUX JIEKaPCTBEHHBIX
TIPEenapaToB y MAIMEHTOB ¢ TICOPHUA30M U KOHTPOJIb KauecTBa
JIeYeHUsT B PA3NNUYHBIX LIeHTpax. BemeHwe perucrpa ocy-
IECTBIISIETCS TIPU (DUHAHCOBOU TTONIEPXKKE TTPOU3BOAUTENEH
OMOJIOTUYECKIX JIEKAPCTBEHHBIX TIperapaToB. Bee manmeHTh
C IepMaTOJIOTMYECKUMU TIPOSIBIICHUSIMU 3a00IeBaHUS, TIOTY-
yalome jJjedyeHre OMOIOTMYeCKUMU TiperaparaMu B Jlanuu,
MoJUIeKaT BKIIIOUEHHIO B peructp [83].

REVIEW

[Mo pesynbraTam BeoeHUsT perucTpa OIMyOIMKOBAHO He-
CKOJIbKO CTaTell, B TOM YHMCJIe TTOCBSIIEHHBIX: XapaKTePUCTU-
KaM TaIMeHTOB, HAYMHAIONINX TEeParuio OMOIOTMUECKUMU
npenapataMu [84]; 3dHeKTUBHOCTH, BBIKUBAEMOCTH U 0€3-
OTIAaCHOCTHU OMOJIOTUYECKNX TeHHO-MHXXEHEPHBIX JIEKAPCTBEH-
HBIX TIPETapaToB y MALIMEHTOB ¢ Ticopra3zoM [85—87]; reHeTH-
YecKOMY TOJTUMOP(MU3MY, aCCOIIMUPOBAHHOMY C TICOPHA30M
¥ pa3BUTHEM Ticopuatuieckoro aptputa [88]; xoppemsmmu
n3meHeHuit nHaekcoB PASI u DLQI [89]; HemocTaTrouHOMy
JIEKApCTBEHHOMY JICUEHUIO TIALIMEHTOB C TSKeTbIMU (hopma-
MM TIcopuasa 1Mo MOBOAY KOpOHAPHBIX (hakTopoB pucka [90].

Hemeukwuii peructp mauumeHtoB ¢ mncopua3om PsoBest
BKJTIOUAeT MaHHBbIE O TMalKMeHTax B Bo3pacte 18 et u crap-
e ¢ TSKeJTBIMU U CPeTHETSDKeNbIMU (opMaMu Ticopuasa
WU TICOPUATUYECKOTO apTpuTa. BKITIoOueHre B peTucTp mpo-
WCXOOUT TPU WHUIMALUYM CUCTEMHOTO JIeYeHUs, HaO0-
neHue ocymiectsisietcss B TeueHue 10 met [91, 92]. Ilo co-
crostHuIo Ha 2016 1. B pernctp ObUIO BKIIIOYEHO 00Jiee 5 ThIC.
MAIMEeHTOB, PETUCTP OBbLT CAMBIM KPYITHBIM JI€PMATOIOTIde-
cKkuM peructpoM B ['epmanuu [92]. Lienu perncrpa BKIIOYAOT
OIIEHKY NOJITOCPOYHOU 29 (HEKTUBHOCTH, 6€30TTACHOCTH, CXeM
¥ TIONB3BI JiedyeHus it marueHTa [91]. Bemenue perumctpa
TaKXKe OCYIIECTBISIETCST TIPU CTIOHCOPCKOM TToIepkke dap-
MaleBTUIeCKUX KoMmaHwuii [92]. B omyOIMKOBaHHBIX CTAThSIX
OCBEIIIEHBI PEe3yIbTAThl: MO OE30MaCHOCTU JIEKAPCTBEHHOTO
nedenust [93]; o 3HAYMMBIM TS TTAIIMEHTOB LIEJISIM JICIeHUS
[94]; o pazmuuMsIM XapaKTepUCTUK 3a00JIeBAHUS B pa3iind-
HBIX BO3PACTHBIX TPYIITAX MalUeHToB [92].

[Mo pesynbratam aHamm3a OOBEIMHEHHBIX NAHHBIX PETH-
ctpoB PsoBest 1 mBeiiiapckoro perrctpa maireHTOB ¢ TICOPU-
azoM SDNTT (Swiss Dermatology Network for Targeted Thera-
pies), B KOTOPOM TakKe MPeaycCMOTPeHa PEeruCTpaIusl JaHHBIX
10 TOJTOCPOYHO d(PHEKTUBHOCTU U OE30TACHOCTU CUCTEM-
HOTO JIEUeHUs TIPU TICOpra3e, OMpeaesieHbl pa3Indusl oTped-
HOCTel TIaIlMeHTOB B 3aBUCMMOCTH OT ToJia U Bo3dpacrta [95].

[Mo pesynmbraram aHanm3a 6a3bl HJAHHBIX IIBEHIIAPCKOTO
perucTpa naureHToB ¢ rmcopuazom SDNTT aBTopamu cienan
BBIBOII O TOM, YTO YacTOTa OTBETa Ha JieYeHUE MEeTOTpeKca-
TOM B YCJIOBUSIX TIOBCEIHEBHOU MPAKTUKK HUXKE 3asIBICHHOM
10 pe3yabTaTaM MPOCTEKTUBHOTO MHOTOIIEHTPOBOTO PaHIO-
MU3UPOBAHHOTO TBOIHOTO CIIETIOTO TIAIe00-KOHTPOIUpPYe-
moro uccienoBanust METOP [96]. Takxke mokasaH HU3KUI
YPOBEHb MOCTUKEHUS B MOBCETHEBHOW TMPAKTUKE YCTAHOB-
JICHHBIX pPyKOBOJICTBaMU 1iesieBbIX ypoBHeil PASI75 u PASI90
(58 1 36% cootBeTcTBeHHO) [97].

lIBenckuit peructp CUCTEMHOTO JIEYCHUST TIPU TICOPU-
aze PsoReg Obut coznan B 2006 T. aJIsl MOJTyYeHUsI JaHHBIX
IUTSI aHAJTM3a TOJITOCPOYHOM 6e30T1acHOCTH U 2(PheKTUBHOCTI
CUCTEMHOTO JIEKAPCTBEHHOTO JIEUSHUSI TIPY ITICOPUA3e B LENISIX
ToTy4eHrss THGOPMALIUK, KOTOPAst CIIeTaeT BO3MOXKHO 000-
CHOBaHHYI0O WHIWBUAyaTu3aluio Tepanuu. [IpyruMm Ha3Ha-
YeHUEM DTOTO PETUCTpa SIBIIsieTCs (hOPMUPOBAHUE UCXOMHBIX
JMAHHBIX TSI KOHTPOJIST KauecTBa MEIUIIMHCKUX YCIyT. B pe-
TUCTP BKJTIOYAIOT BCEX MAlMEHTOB, TOMYYAIOIINX CUCTEMHOE
nedenue [98].

Uccnenosarensimu mpoaHaIn3upOBaHbI TPU MHCTPYMEHTA
oueHkM apdexkTuBHOoCcTU JeueHus (EBpomeiickuii orpoc-
HUK OIIEHKM KavyecTBa XM3HU To TsATu Kareropusim EQ-5D,
WMHpekc kadecTBa XM3HM TpM 3a0ojieBaHUsIX Koxu DLQI
n WMHnekc miomany u TskecTu ncoprasa PASI) manmeHTOB
C TSDKETBIMU M CPeIHETsDKeNbIMU (popMamu Ticoprasza B 3a-
BUCUMOCTHU OT UX JeMOorpadMuecKnx XapakKTepUCTUK, a TaK-
K€ CBsI3b MexXmy HuMU [99]. DTu ke MHCTPYMEHTHI OLIEHKU
2 deKTUBHOCTU OBITM WCIOJIB30BaHBI aBTOPaMHU TIPU TIO-
cienyrolieM aHanmu3e. Ha ocHOBaHMM 3HAYMMOTO YITydIIeHUS
STUX OILIEHOK WCCJIEIOBATENISIMUA OB CIeJIaH BBIBOM O TIOJb-
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3e MepeBoja MAIlMEHTOB Ha JieueHUe OMOIOTUYECKUMU Jie-
KapCTBEHHBIMU TIpeTiapaTaMy, HauOOJbIIell IS TTallueHTOB
C BBICOKMM KoyimuecTBoM OajutoB o nHaekcam PASI u DLQI
[100]. Takke aBTOpaMHu OBLIM M3YYEHBI Pa3IUUUS TSKECTH
rncoprasa y MyxX4yuH U XeHmuH [101, 102]; mpuBemeHb
pe3yIbTaThl CPAaBHEHUSI UCXOIOB MPU HETIPEPHIBHOM U OTTH-
30MYCCKOM JICUCHNHN OUMOIormIeckKnuMu mpemnaparamu [103];
OIIEHEHO BITUSTHUE TSKEeCTH 3a00IeBaHMST Ha KAYeCTBO KU3HI
MMaIMeHToB ¢ TicopraszoM |[104]; BeIsIBIEHBI (DaKTOPHI (BBICO-
Kuit abcomoTHbI PASI mepen mepeBomoM Ha OMOJIOTUUECKYIO
Tepanuio M HU3KWil MHAEKC MacChl TeJla), aCCOIIMUPOBAHHbBIE
¢ Oosee BBIpaXXeHHBIM OTHOCUTENHHBIM M3MeHeHueM PASI,
a TakXe C/IelaH BBIBOJ O HETIPUTOTHOCTU TaKUX LIETEeBBIX TIO-
kazateneit, kKak PASI90, st ucmonb30BaHUs B PyKOBOICTBAX
T10 JICUEHMIO U B KIIMHUYECKOM mpakTuke [105].

B acrmiekte KOHTpOJST KayecTBa MEAMIIMHCKOW TTOMOIIN
10 pe3ylbTaTaM aHaJIn3a IOJYyYeHHBIX NAHHBIX aBTOPAMU
cieJlaH BBIBOJ O HEONTUMATbHOM HasHaueHuw B LlIBernm
KaK TPaaWIIMOHHOTO CHUCTEMHOTO JIeUeHUsI, TaK W OUOJIOTH-
yeckux mperaparoB [106, 107], BbisgsBieHbI reorpadudecKue
pa3nmuuus B Ha3HAYCHUU OWOJIOTMYECKUX JIE€KapCTBEHHBIX
TpenapaToB, HA OCHOBAHWU YeTO CIeJTaH BBIBOI O HEOOXO-
MUMOCTH YIYUYIIEHUS] MEIWIIMHCKON TTOMOINM TallMeHTaM
¢ TICOpMAa3oM U obecrieueHus ee cripaBeumBocTH [108].

baza pmanHpix BioCAPTURE (Continuous Assessment
of Psoriasis Treatment Use Registry) — mpocrnekTuBHBII
TOJUTAH/CKUI PETUCTP, BeIeHUE KOTOPOTO OCYIIECTBISIETCS
¢ 2005 . [109]. Peructp comepkuT maHHble O 3DPEKTUB-
HOCTH, 0€30MMaCHOCTH U COOOIIAeMbIX MAIlMEHTAMH C TICO-
pra3oM MCXOHax JIeYeHUsT OMOJOTMUECKUMU TIperapaTaMu.
B omyOIMKOBAaHHBIX CTaThSIX PACKPBITBHI: PE3yJIbTaThl aHa-
JI13a BBDKUBAEMOCTH OMOJIOTUYECKMX TE€HHO-WHXKEHEPHBIX
MpernapaToB B COYETAHWM C OILIEHKON IepMaTOIIOTUIeCKOTO
nHaekca kadectsa xku3Hu (DLQI) [110]; uTorm aHanmmsa «CTo-
UMOCTb—TIOJIE3HOCTh» TSI PA3IMYHBIX TIOCTEI0BATEILHOCTEM
NMpuMeHeHus: Ouosiornueckux rmpenapaToB [111]; omucaHbl
MPETUKTOPHl BEDKUBAEMOCTH / TIpEKpAllleHUs] TPUMEHEHUS
OMOJIOTMYECKUX JICKapCTBEHHBIX mpernaparoB [112], B ToMm
YUCIIe TIPEIUKTOPHI TIPeKPAIIeHNsT TPUMEHEHUSI TI0 TIPUIHE
HeadhdekTuBHOCTH (Oosilee BHLICOKWIT WHIEKC MacChl Tella)
U TI0 TIpUYMHE MOOOYHBIX 3¢ deKToB (KeHCKuit moi) [113];
TIPUBEIEHBI Pe3yJbTaThl aHAJIM3a COOTBETCTBUST HAa3HAUCHUIT
Bpaueil orpeneseHHbIM EBpomeiickuM KOHCEHCYCOM IIeJIsSIM
seyeHus [114], a TakKe pe3yiIbTaThl aHAIM3a YIOBICTBOPEH-
HOCTU JIEUEHHEeM OWOJOTUYECKUMU TeHHO-MHXEeHEPHBIMUI
rpenaparamMu 1 ee reHaepHbie pasamums [115, 116]; a Takke
OTIMCAHO JIeUeHHE, TONydaeMoe MallMeHTaMU C TICOPUa30oM
[0 MHUTIMAUN Orosnornmdyeckoit Teparuu [109] u mpoanatm-
3UpoBaHbI dPHOEKTUBHOCTD JIEYEHUST OMOIOTUIECKUMU TeH-
HO-MHXXEHEPHbIMU MpenapataMu [117] u mpeauKTopbl Kin-
HHUYecKoro oreera [118].

C 2018 r. PoccuiickuM o0IIECTBOM IepPMaTOBECHEPOJIOTOB
u kocmetosoroB (POJIBK) HayaTto BemeHMe perucTpa maim-
€HTOB C XPOHMUYECKUMU 3200JIeBAHUSIMU KOXU U TIOTKOXKHOM
KJIeTYaTKU. PerucTp rmpencrasisieT coboii 2IeKTPOHHYIO 6a3y
NMAHHBIX, BEIEHNE KOTOPOW yJaCTBYIOIIMMU METUIIMHCKUMU
opraHm3anmsIMu 1 Kadenpamu OCyIIeCTBISIETCS] TUCTaHIIN-
OHHO. PervcTtp ObIT THUIIMUPOBAH C ABYX HO30JOTHI — TICO-
prasza M XpOHWYECKOW KpanmuBHUIILIL. B Hacrosiee Bpemst
K HUAM MTPUOABWIINCH E1IIe TPY TSKEITBIX 32a00JIeBaHUS — BPOX-
NEHHBIN OYJIE3HBIN STUAEPMOIN3, aTOMMMUECKUIl AepMaTUT
U TTy3bIpUaTKa.

KputepusiMu BKITIOUEHUS MAIIMEHTOB B PETUCTP 11O HO30-
JIOTUU «TICOPUA3» SIBIISTIOTCS YCTAHOBIEHHBIN BpauOM-/IepMa-
TOBEHEPOJIOTOM TUArHO3 TIcoprasa (TSoKeNble ¥ CpeTHeTsKe -
Jibie (DOPMBI) M HAJTMYKME COTJIACUS TTAllMeHTa Ha BKITIOUEHUE
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B peructp. [IpemycMoTpeH cOGop meMorpaduyecKux, KiIn-

HUYECKUX, MEIUKO-COLMABbHBIX TAHHBIX, a TaKKe MaHHBIX

10 TIOJTy9aeMOMY TTallMeHTaMK JIeKAPCTBEHHOMY U HeJleKap-

CTBEHHOMY JiedeHU10. Ha ceromHsmIHMil N1eHb YUCIIO BKITIO-

YEHHBIX B PETUCTP MAIIUEHTOB C TICOPUA30M COCTABIISIET Oosee

2800.

[MoMuMO perucTpoB, SIBISIONIMXCS TTATGOPMOIL IS KITH-
HUYECKUX HCCIeNOBAHUN, CYIIECTBYIOT aIMUHUCTPATUBHbBIE
peructpsl, Hecyiue nable pyHkmu. B Poccuiickoit @enepa-
v Mun3znpaB Poccun ocyiiecTBisieT BeqeHUEe HECKOIbKIX
denepanbHBIX perucTpoB. K TakuM peructpam OTHOCSITCS:

e  DenepanbHBIN PETUCTP JULI, CTPATAIOIINX KU3HEYTPOKA-
IOLIUMU 1 XPOHUIECKUMU TTPOTPECCUPYIOIINMU PENKUMU
(ophaHHBIMU) 3a00JCBaHUSIMK, TPUBOIIIIMMHU K CO-
KpAIIEeHUIO MTPOIOJIKUTETbHOCTHY XXKU3HU TPAXKIAH WIA UX
uHBaIUIHOCTH [119];

e  DenepanbHBIN PETUCTP JINLL, THOUITUPOBAHHBIX BUPYCOM
nUMMyHoAedumTa yeaoneka [120];

e @enepa’dbHblil PEeTUCTP JIML, OOJBHBIX TYOEpKyjIe30M
[120];

e  DenepanbHBIN perucTp JUI, OOJBLHBIX TeMObWINe, My-
KOBHUCIIUIO30MM, TUTIO(GU3aPHBIM HAHU3MOM, 0OOJIE3HBIO
lomre, 3moxavyecTBEHHBIMI HOBOOOPA30BAHUSIMU TUMQPO-
WUIHO, KPOBETBOPHOI W POICTBEHHBIX MM TKaHEii, pac-
CeSTHHBIM CKJIEPO30M, TE€MOJIUTUKO-YPEMUYECKUM CUH-
TIPOMOM, IOHOIIIECKUM apTPUTOM C CUCTEMHBIM HavYaJioM,
mykonoiucaxapuao3oM I, 11 u VI tunos, annacruyeckoit
aHeMuell HeyTOUHEHHOW, HACJIEICTBEHHBIM NeMUIIUTOM
dakTopos 11, VII, X, au1r mociae TpaHCIUTAHTAIlMKA Opra-
HOB M/Wyn TKaHew [121].

Benenue aTUX perucTpoB OCYIIECTBISIETCS B LESAX yae-
Ta TAIMEeHTOB, 00ecreyeHnus] UX JIEKAPCTBEHHBIMU TIpera-
patamu, 3(PpdEeKTUBHOTO TIIAHUPOBAHUS W PACXOJOBAHWUS
¢uHaHcoBBIX cpeacTtB [121]. B 2020 r. mocraHOBIeHUEM
[MpaButensctBa P® Obutn yTBEp>KAEHBI TIpaBUIa BEACHUS
denepanbHOTO perucTpa rpakaaH, UMEIOIINX IIpaBo Ha 06e-
CTIeYeHNe JIEKAPCTBEHHBIMU TIpeTiapaTaMy, MeIUIIMTHCKUMU
WU3IETUSIMU U CIIeIUAIN3UPOBAHHBIMU TIPOAYKTAMU Jieueh-
HOTO TIMTaHUS 3a CYeT OIOKETHBIX acCUTHOBAaHUN deme-
palbHOTO OI0IKeTa U O10IKeTOB CyOBheKTOB Poccuiickoit Pe-
nepanuu. BemeHue 3TOro peructpa oCymiecTBIsIeTCs B LIEJISTX
KOOpAVHALINY NEeATETbHOCTH OPTaHOB BJIACTU Pa3TUIHBIX
YPOBHEU B yacTu obecTieueHUsT TpaxaaH JIeKapCTBEHHBIMU
rpernapaTamMu, MEIUIIMHCKAMY U3IETUSIMUA U CIIeIINaTN3U-
POBaHHBIMU MTPOMYKTAMU JIEYeOHOTO TTUTAHUS, OCYIIECTBIIe-
HUSI MOHUTOPWHTA IBIKEHUS W ydeTa IBVDKEHUS TpaxIaH,
MMETOIINX TIPaBO Ha JIbTOTHOE O0ecIieueHne, U MOTHOTHI MX
obecrieuenus [122].

3akaouenne

PC3IOMI/IpyH, MOXHO OTMETUTbL, 4YTO PETUCTPLI ITallu-
CHTOB ABJIAIOTCA BaXXHbIM HMCTOYHUKOM IIOJIYYEHUA MEOU-
IMHCKHUX OaHHBbIX. [laHHI)Ie, IIOJIYYEHHBIC B PETHUCTPOBLIX
uccacaoBaHUAX, ITO3BOJIAIOT MOATBEPANUTDL, 1aTh CPABHUTECIIb-
HYIO XapakKTEpUCTUKY, PACIIUMPUTb U OOIOJHUTL 3HAHUA
Io 3(1)(1)CKTI/IBHOCTI/I 1 0e30TMacHOCTHU ucciaeayeMbix BMEIIa-
TEJIbCTB, OXAapaKTCPpU30BaTb MX HNPUMEHUTCIBHO K OTACIIb-
HBbIM TIpyIIIiaM IallWMEHTOB, OIIPEACINUTb HOBLIC HaIIpaBJiC-
HUS U UCCIIEAOBAHUN. PCFI/ICprI IIO3BOJIAIOT JaTb OLCHKY
OpraHM3allMOHHbBIM M 9KOHOMMYECKHM acCII€KTaM OKa3aHM:A
MEIMLIMHCKON momoliu. B kKoHeuHOM cuete ITOJIYYCHHBIC
PE3YIbTAThI UCITOJIB3YIOTCA OJIA OIITUMM3AlMU U ITOBBIICHU A
KauecTBa OKa3bIBAEMOU IMAllMEHTAM MEOWIIMHCKON MTOMOIIIN.
MOXHO OTMETUTH BOCTpB60BaHHOCTb PETUCTPOB NMALITMEHTOB
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B I€pMATOJIOIrun B LIEJIOM U PErUCTPOB IMALIUCHTOB C IICOPU-
a30M B YaCTHOCTHU.

JononnurenpHas ungopmamnms

Uctounnk dunancupoBanus. Pykonuck MoAroToBjaeHa U OIy-
O61KoBaHa 3a cueT (PMHAHCUPOBAHUS IO MECTY pabOThI aB-
TOPOB.

10.

11.

12.

. Zarbin

REVIEW

Kondaukr unaTepecoB. ABTOpbI TaHHOI CTaTbU MOATBEPAUIIN
OTCYTCTBHE KOH(DINKTA MHTEPECOB, O KOTOPOM HEOOXOIUMO
COOOLIUTB.

VYuactue aBTopoB. A.A. Ky0GaHOB — KOHLeMNIMs 0030pa, 010-
OpeHMe okoHuareabHO Bepcum cratbu; E.B. bormanoBa —
aHaJIN3 JINTEPaTyphbl, HaMMcaHue TekcTa ctatbu. O6a aBTOpa
BHECIN CYIIECTBEHHBIN BKJIaN B IMOMCKOBO-aHATUTUIECKYIO
paboTy U HaMKMCAaHWE CTaThU, MPOUTU U ONOOPMIN HATIPaBIIe-
HHUE PYKOITMCH Ha ITyOIUKAIINIO.
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«O nopsdke sedenus PedepanrvHoco pecucmpa Auy, cMpadarOuux
JHCUBHEY2PONCAIOUUMU U XPOHUHECKUMU NPOPECCUPYIOUWUMU  Ded-
Kumu (oppannbimu) 3a601e6aHUAMU, NPUBOOAUWUMU K COKPAUCHUIO
NPOOANCUMENbHOCU HCUSHU 2DANCOAH UNU UX UHBANUOHOCIU, U €20
peeuoHanrvHoeo ceemenmar. [Resolution of the Government of the
Russian Federation of April 26, 2012 No. 403 «On the procedure
for maintaining the Federal register of persons suffering from life-
threatening and chronic progressive rare (orphan) diseases leading to
a reduction in the life expectancy of citizens or their disability, and its
regional segment>(In Russ.)]

IMocranosnenue IpasutensctBa PO ot 8 anpenst 2017 1. Ne 426
«00 ymeepucoenuu I[Ipasun eéedenus DedepanvHoeo peeucmpa au,
UHDUUUPOBAHHBIX sUpYycoM UMMYHOOeuyuma uenoseka, u Dede-
PanvHo2o peeucmpa auy, 60avHbIx mybepkyae3om». [Resolution of
the Government of the Russian Federation of April 8, 2017 No. 426
«On approval of the Rules for maintaining the Federal Register of Per-
sons Infected with Human Immunodeficiency Virus and the Federal
Register of Persons with Tuberculosis»(In Russ.)]
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«O nopsodke opeanuzayuu 0becneueHus: 1eKapCmeeHHbIMU CPeocmea-
MU auy, 00AbHbIX 2emMoghuauell, MYKOBUCUUOO30MM, UNODUIAPHBIM
Hanuzmom, 6oaesnvio Toute, 310KauecmeeHHbIMU HOBOOOPA306aHUAMU
AUMPOUOHOIL, KPOBEMBOPHOLL U POOCMEEHHbIX UM MKAHEl, PACCesH-
HbIM CKACPO30M, 2eMOAUMUKO-YPEMUHECKUM CUHOPOMOM, FOHOUECKUM
apmpumom ¢ CUCeMHbIM Ha4aiom, mykonoaucaxapudosom I, Il u
VI munos, annacmuueckoii anemuei HeymouHeHHOU, HACAeOCMEeH-
Hoim deghuyumom ghakmopos 11 (pubpunoeena), VII (rabunvroeo),
X (Cmwapma—IIpayspa), auy nocie MpaHcniaGHMauuu O0peaHos
u(unu) mrawei, a makyce 0 NPUHAHUU YMPAMUGUIUMY CULY HEKO-
mopoix akmog Ilpasumeascmea Poccuiickoi DPedepayuu». [Decree
of the Government of the Russian Federation of November 26, 2018
No. 1416 «On the procedure for organizing the provision of medicines
to persons with hemophilia, cystic fibrosis, pituitary dwarfism, Gaucher
disease, malignant neoplasms of lymphoid, hematopoietic and related
tissues, multiple sclerosis, hemolytic uremic syndrome, juvenile arthritis
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transplantation, and also on recognizing as invalid some acts of the
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0aH, umelwux npago Ha obecneuenue NeKAPCMBEHHLIMU Npenapa-
mamu, MeOUYUHCKUMU U30eAUAMU U CReUUANU3UPOBAHHBIMU NpPO-
dykmamu neuebHo20 NUMaHus 3a cuem O100NCeMHbIX ACCUSHOBAHUIL
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