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PE30JIIOIUA
KpyrJoro crosa Ne 13 «Bonpocbl okazaHus MeAUIMHCKOM MOMOIIY MALMEHTAaM C
oppaHHBIMU 3200/IeBAHUSIMID).
XII Bcepoccuiickuit KoHzpecc nayuenmaos
Poccun, Mockea, 26 noaopa 2021 zooa.

Ha mnomanke XII Beepoccuiickoro koHrpecca nmauueHToB « BekTop pasBuTHS: MalMEHT-
OpPUEHTUPOBAHHOE 3/JpaBooXpaHeHne» 26 HOsA0ps 2021 rosa cocTosics Kpyriblii ctos « Bormpocsl
OKa3aHWs MEAUIIMHCKOW TOMOIIIH MalMeHTaM ¢ Op(aHHBIMU 3a00IeBaHUSIMI.

[Tpobnema TUarHOCTUKY U JICYCHUS peaKuX (opdaHHbBIX) 3a00I€BaHU SBISCTCS OJHON U3
Haubosee OCTPhIX M aKTyalbHbIX B Poccun. B cuity HU3KON pacpoCTpaHEHHOCTH U CIIOKHOCTH
peaxux 3a0o0JieBaHUN MAallMEHTHl C PEIKUMM 3a00JIEBaHUSAMU HAXOASATCS B OCO0O YSI3BUMOM
MOJIO)KEHHH B OTHOIIEHWE  JOCTYMHOCTH  MEAMIMHCKKOM TOMOIIU.  YUpPexACHUIM
3/1paBOOXPAaHEHUS 3a4acTyI0 ObIBAET CJI0KHO 00ECIIEYUTh BHICOKOCTIEUATM3UPOBAHHOE JIEUEHUE
WIM OCOOBI yXOJ MalMeHTaM CO CJIOXHBIMU 3a00JIeBaHUSMHU, OCOOCHHO €CIU KOJIUYECTBO
BBISIBJISIEMBIX CITy4aeB HEBEIMKO.

3a mocnennue TrToAel Poccus caemama  MHOXKECTBO 3aMETHBIX —MpeoOpa3oBaHUiA,
HAIpPaBJICHHBIX Ha MOBBIIIEHUE JOCTYIMHOCTH JICUEHUS MAIlMEHTOB C PEIKUMH 3a00JI€BaHUSIMHU:
OblIa YTBEp:K/IE€HA HAay4YHO-TEXHUYECKas MporpaMMa pa3BUTHS TEHETHUYECKHX TEXHOJOTHIA,
chopmupoBaH (GenepaTbHBIi  PETUCTP TALMEHTOB C IKU3HEYTPOXKAIOMIUMHU OCTPBIMH |
XPOHUYECKHUMHU MIPOTPECCUPYIOLTUMHU ophaHHBIMH 3a00JIeBaHUSAMU, Komuretom
lNocynapctBennoit Jlymbl 10 oxpaHe 3A0pOBbs ObLUT CO37aH DKCIEPTHBINM COBET IO PEIKUM
(opbannbiM) 3a0oneBaHUSIM, HauaTa paboTa MO TMepeBoay (QUHAHCUPOBAHHS OpQPaHHBIX
3a00JIeBaHUN € PETMOHAIBHOTO Ha (QenepalibHbI YpOBEHb (Tak Ha3blBaeMas «Iporpamma
denepanuzanum»), BBEJCHA MPOTPECCHBHAS IIKala HAIOTOOONOXKEHHS B IENSIX CO3JIaHus
JIOTIOJTHUTENBHOTO (uHaHCOBoro pecypca Doun «Kpyr moOpa» ams okazaHUS MEIUIIMHCKON
MOMOIIM  ACTSIM, CTPAfarollMM TSDKEIBIMH  JKM3HEYTPOXKAIOIMIMMH M XPOHHYECKHUMHU
3a00JIeBaHUSAMH, B TOM YHCJIE IPOTPECCUPYIOMIUMHE PeIKUMU (Op(haHHBIMHU) 3a00JI€BAaHUSAMHU.

st moBbIieHus 3QPEKTUBHOCTH JICKAPCTBEHHOTO 00ECIICYCHHS MTAIIMEHTOB HEOOXO0IUMO
00paTuTh BHUMaHHE Ha OPTaHU3ALMOHHBIC ACTIEKTHl OKAa3aHUs MEIUIIMHCKON MMOMOIIH, MPEKIe
BCEro FTapMOHM3AIMIO BCEX Mep (PMHAHCOBO MOIEPKKH JIEKAPCTBEHHOTO 00ECTIeUeHHUSI.

Tak B HacTOSAIMI MOMEHT JICKQpCTBEHHOE OOECleYeHne NAalMeHTOB C PEIKUMHU
(opdhanabIMH) 3a00JIEBaHUSIMH Pa3HBIX HO30JOTHH 00ECIIEUMBACTCS W3 Pa3HBIX MPOrpaMM M
pPa3HBIX UCTOUYHUKOB, KPUTEPHUEB U MPOLEIYP IS IPUHATUS PELICHUIN O MOTPYKEHUU TeX WU
MHBIX HO30JIOTHI B POTrpaMMBbl JIEKapCTBEHHOTo oOecriedeHus He pazpaboTtano. Kak pesynbrar —
c(hopMHUPOBaH HEPABHBIH TOCTYII MAIIMEHTOB K JIEKApCTBEHHOMY oOecnieueHuto. Hauartas B 2019-
20 rogax mporpamma (denepanu3alyy, MoKa3aBiias cBO 3(PGEeKTHBHOCTh KaK B yBEIUYCHUH
JOCTYIIHOCTH, TaK W B ONTUMHU3ALMM PACXOJOB TOCYyJapcTBa, IOKAa HE HMMEET CBOETO
MPOJOTKEHHUS.

®onn «Kpyr mobpa», obecrmeuuBas JeTel € TSDKEIBIMH OJKU3HEYTPOXKAIOUIMMU U
XPOHUYECKHUMH 3a00JICBaHUSIMU, B TOM 4YHucClIe peakuMu (opdaHHBIMH) 3a00JE€BaHHUIMU,
(dakTHUEeCKM HE UHTETPUPOBAH B CHUCTEMYy 3jApaBooxpaHeHus. Ero QyHkumoHan 1o
JIEKapCTBEHHOMY OOECIIEUEHUI0 HECOBEPUICHHOJETHUX NAallMeHTOB YacTHUYHO JyOiaupyeT
nojgHoMouust cyObekToB Poccuiickoit denepanyu, mpu 3TOM, HE ABISSCH T'OCYIApCTBEHHBIM
opranoM, MoH/ HE UMEET 3aKPEIIEHHBIX FOCYAapCTBEHHBIX 0053aTENbCTB, OTIMYHBIX OT UHBIX
Y4aCTHUKOB CHCTEMBI 3[paBooxpaHeHus. [lanenTsl, noayyaronme npenapaTsl 3a C4€T CPEACTB


http://www.patients.ru/
mailto:pat@patients.ru

®oHma, HEe o0OecredyeHbl TOCYAapCTBEHHBIMUA TAapAHTUSAMU B YACTH TPOJOJDKEHUS TMONTYYCHHS

noaepkKku GoHja B TEUEHHE BCETO MEepHo/ia Tepaniu; MeXaH3M oO0ecrieueHnsl HePEPbIBHOCTH

TEepanuu MalKUeHTOB, MOJY4YaBIIUX JEKAPCTBEHHYIO Tepanuio 3a cuer cpeiactB Ponpa «Kpyr

n00pay, Mmocje TOCTHKEHUSI UMU Bo3pacTta 18 jeT He pa3paboTaH.

[Ipy HanMuMKM WHBAJUAHOCTU TAaKUE TMALMEHTHl MOTYT MPETEHAOBATh Ha MOJIyYeHHUE
JIEKApCTBEHHOW TEpanmuu B paMKaxX OKa3aHHWs TOCYAapCTBEHHOM COIMAIbHOW MOMOIIHU JIMOO
PETHOHANBHOTO JILIOTHOTO JIEKapCcTBEHHOTo obecredenus. OMHAKO, MPUHUMAsT BO BHUMaHUE
BBICOKYIO CTOMMOCTH JICKAPCTBEHHOHN Tepamuu, He Bce cyObekThl Poccuiickoii depepanmu
obOecreynBarOT (UHAHCHUPOBAHUE CHUCTEMBI 3[pPaBOOXpAaHEHUS B 00BEME JOCTATOYHOM [T
NpUOOpETEeHUs] COOTBETCTBYIOLIMX JIEKAPCTBEHHBIX MpenaparoB. B mpakTuke mnoidyyeHue
JOPOTOCTOSIICH JIEKAPCTBEHHOW Tepamuu Jaxe B (UHAHCOBO-OJArOMONYYHBIX pErHoHax-
COMPSIKEHO C HEOOXOAMMOCTHIO CYIEOHOro TMOATBEPXKACHUA TpaB Ha JIEKApPCTBEHHOE
obecrieuenne. B mepuoa cyneOHOTro pa3douMpaTeNnbcTBa MAIMEHT JUIICH TEPAHH, YTO MOXKET
MIPUBECTH K HEOOPATUMOMY TTPOTPECCUPOBAHMIO 3a00JICBAHUS.

B cBoo ouepenb COXpaHHBIE HECOBEPIICHHOJIETHUE IMAlMEHTHI, KOTOpBIC, Olaromaps
nomotnu Ponrna «Kpyr 1o6pa», CMOTYT H30€KaTh CTOWKHX HapyIIeHUH (yHKIIMA OpraHu3Ma, He
MMEIOT IIPABOBBIX OCHOBAHUH VISl TOJIyYEHUS JIEKAPCTBEHHBIX MIPENapaToB 3a CYET TOCyAapcTBa
0 JOCTW)KEHMM 18 5er, 4To BeAeT K JajdbHEHIIEMYy YXYALIEHUI) COCTOSHUSA 3]10pOBbS,
MIPOTPECCUPOBAHUIO 3a00JIeBaHNs, JabHEHIIICH HE0OpAaTUMON HHBAIUIU3AIIUH.

dakTHUECKH BCE M3JI0KEHHOE BeleT K Herh(eKTUBHOMY pacxoioBaHuio cpeactB Donna
«Kpyr mobpa» mpu OTCYTCTBUU MOCIEAYIONICH MOANEPIKKH JIJIsl COBEPIICHHOJIETHUX MAIUEHTOB.

[Tomumo mpoyero HeOOXOAUMO Pa3BUBATh U IPYrHe OPraHU3alMOHHbIE aCTIEKThl OKa3aHUs
MEIWIIMHCKOW TIOMOIIM TMalMeHTaM ¢ pEeIKUMH 3a00JIeBaHUSMH, TAaKUE KaK: CHCTeMa
MapLIpyTU3allii, CBOEBPEMEHHAsl JMAarHOCTUKA, peaOWIMTalus, AUCIAaHCEPHO-AMHAMUYECKOEe
HaOIIO/IeHUE, KOHCYIbTUPOBAHUE, M JPYTHE BHIbI KaK MEAWIMHCKOH, TaK M COIHAIBHOU
MOMOIIH, ¥ ToAep)Ku. Kak mokaspiBaeT MUPOBasi IPAKTHKA, OJIAarONPHUsTHAS HHPPACTPYKTYpa
JUIsL BEJCHHSI TAI[MEHTOB C PEIKUMHU 3a00JeBaHUSIMH OKA3bIBAET CYIIECTBEHHOE BIIMSHHE Ha
3¢ (HEKTUBHOCTh TEPANHU, CHUKAS PUCKU WHBATWIM3AINHA M YBEIMYUBAS MPOIOJKUTECILHOCTD
KU3HHU.

YBenuueHne oxBaTa MpoQHUIaKTHICCKUMHU METUITTHCKUMHU OCMOTPaMH JIETCH, BXOSAIINX B
TpyNIy pHUCKa IO HACJIEACTBEHHBIM 3a00J€BaHMSIM OOMEHa BEIIECTB SBISIETCS Ba)KHBIM
HaIpaBJICHUEM CBOCBPEMEHHOTO BBISIBICHUS, JICUCHUS M TPEAYNPEKACHUS CMEPTHOCTH H
uHBanuau3anuu naereid. CylecTByIollas B HACTOAIIEE BpeMs IMporpamMma JUCHaHCEpPU3aLNU
JIeTe HMMeeT BBICOKHU TOTCHIHAN I (POPMUPOBAHUS TPYIMI BBICOKOTO PHUCKA DPA3BUTHS
HACJIEICTBEHHBIX 3a00JI€BaHUI U BHEAPEHUS MIPOTPAMMBbI CEIEKTUBHOTO CKPUHUHTA ISl TaHHOM
KaTeTOpUH.

Co3naHue  LEJIOCTHOM  CUCTEMBI, BBICTPOCHHOM BOKPYI MALMEHTOB, IOBBICUT
3p(EeKTHBHOCTL  BCEX  MEp  TOCYJApCTBEHHOW  TMOJICPKKH W HHBECTHIIHOHHYIO
MPUBJIEKATEIbHOCTh JAHHOTO CETMEHTA PhIHKA KaK JIJI1 MEXAYHAPOJHBIX, TAK U 11 POCCUUCKUX
MPOU3BOAUTEINICH, TO3BOJUT ONTUMHU3HPOBATH TOCYAAPCTBEHHBIC PACXOABI, B TOM YHCIE, H
JIOPOTOCTOSIIIUE JIEKAPCTBEHHBIMH MPETAPAThI, 3aKya€MbIE TOCYIAPCTBOM.

B cBsI31 ¢ BbllIecKa3aHHBIM y4acTHUKHA Kpyrioro crosa peKOMEHIYIOT CeyIoLIee.

IIpaButensctBy Poccuiickonn @enepaunn, MuHuCTEpCTBY 3apaBoOXpaHeHus Poccuiickoin
denepanuu:

1.  CoBepIieHCTBOBATH MOPAIOK (POPMHUPOBAHUS MTEPEUHS )KU3HEYTPOKAIOIINX U XPOHHUECKHUX
porpeccupyronmx peakux (ophaHHbIX) 3a00JICBaHMIA, MPUBOAAIINX K COKPAIICHHUIO
MPOJIOJKUTENbHOCTH KM3HU TPAaXKJaH WIM UX UHBAJMIHOCTH.

2. IlepeBectm Ha (enepanbHOoe (UHAHCUPOBAHWE 3aKYNMOK BCEX  JOPOTOCTOSIIHX
JIEKAPCTBEHHBIX IMpPENapaToB MAaTOT€HETHUECKOW TEepanuu Uisl JICYCHHs] MALHUEHTOB C
JKU3HEYTPOKAIONUMU U XPOHUYCCKHMH TPOTPECCUPYIOMMMH PEIKUMU (Op(haHHBIMH)
3a00JIeBaHUSMU.

3.  Co3nmath MHQPACTPYKTYpY MEPBHYHOTO 3BEHA 3APABOOXPAHEHHUS, OOECICUUTHh Pa3BHTHE



OpPTaHHU3aI[MOHHO-TIPABOBOM M HOPMATHUBHOW 0a3bl B YaCTH OPraHHU3AIMH MEIUIIMHCKON
MOMOIUIN 10 MOJENN «CTallMOHAp Ha JIOMY» JUIsl MpoBeAeHUs (HhepMEeHT-3aMEeCTUTETbHON
Tepanuy MarueHTaM ¢ JM30COMHBIMH OOJIE3HSIMU HAKOTUICHUS.

WNurerpupoBate ®onpg «Kpyr mobpa» B cucteMy 3apaBooxpaHeHusi Poccuiickoit
denepauuu.

Co3natp ycnmoBusl IJIs HENPEPBIBHOCTH TEPANMM IO AOCTHKEHHM Bo3pacTta 18 ser mis
MAIUEHTOB C TSHKEIBIMH JKM3HEYTPOXKAIOIIUMHA ¥ XPOHHYECKUMHU 3a00JICBaHUSIMU, B TOM
yucie peakumu (opdaHHBIME) 3a00JI€BaHHMSIMHU, O0ECIICUNBABIIMXCS JICKAPCTBEHHBIMHU
npemapaTtamiu 3a cueT cpeacts @onma «Kpyr nodpay.

CoBepIeHCTBOBATh CUCTEMY MAapUIpyTH3alUU MAlUEHTOB C PEIKUMHU 3a00JeBaHUSIMHU
yepe3 Co3/aHue eauHOW (YHKIMOHATBHOW CETH MEIUIMHCKUX OpraHu3aluil Kak
PETHOHANIBHBIX, TaK U (heJIepaIbHbIX, 3aKPEMUB B MOPSAIKE OKa3aHHs MEAUIIMHCKON ITOMOIIN
MAIUeHTaM C PeIKUMHU HACJICICTBEHHBIMHU 3200JICBAHUSMU €IMHBIC TTOIXO/IBI: K MIPOLIETYPE
perucTpalnyy NaueHToB, TpeOOBAHUIM, MPEABIBISIEMbIM K cOOpY JaHHBIX, OpraHU3aLUU
B3aUMOJICHCTBUSL MEX]ly YPOBHSIMHU U JUCLUMIUIMHAMU (BKJIIOYas, B TOM YHCIE, CO3/IaHHE
BUPTYaJbHBIX MHOTONPOGMIbHBIX BpaueOHBIX TpPyHH B clydyae MYJIbTHCHUCTEMHBIX
MaTOJOTUUECKUX COCTOSHUM ).

Co3znatp ycinoBus AJis pa3BUTHS MPOIPAMM CEJIEKTUBHOTO CKPUHUHTA AETEN U MOAPOCTKOB,
B paMKax MpOrpaMMbl JUCHAHCEPU3ALUU JETEH U MOAPOCTKOB, JOMOIHUB HALMOHATBHBIN
MpOeKT «3npaBooxpaHeHue» B 4vactu DenepanbHoro mnpoekra «Pa3zButue nerckoro
3[PABOOXPAHEHUS, BKJIOYas CO3/IaHHE COBPEMEHHOW WHQPPACTPYKTYPHl OKa3aHUS
MEIUIMHCKON MTOMOIIH AETSIM» MEPOTIPUATHSIMH 110 POPMUPOBAHUIO TPYIII PUCKA PA3BUTHS
HACJIC/ICTBEHHBIX 3a00JeBaHUN OOMEHa, MUCIAHCEPHO-TUHAMUYECKOTO HAONIONCHUS U
CBOEBPEMEHHOM MapLIPyTU3alHUHA AETEH W3 JAaHHBIX TIPYII PUCKAa Ha KOHCYJBTALUIO K
TCHETHUKY.



