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Peakue 3aboneBaHuA: npuopuTeTHOE Hanpas/ieHue
ANnA obecneyeHna cnpaBeaMBOCTU U UHKNIO3UBHOCTU
B cdepe 34paBoOOXpPaHEHUA BO BCEM MUpe

CembaecaT BocbMan ceccusi BcemmpHol accambnen 34paBooXpaHeHus,
paccmoTpeB AoKnag FeHepanbHOro anpekTopal;

NPUHMMAA BO BHUMaHWe, 4YTo peaKue 3aboneBaHMA 4acTo onpeaensarTca Kak
cneundmyeckne NaToNormm, PacnpPoCTPaHEHHOCTb KOTOPbIX COCTaBAAET MmeHee 1 ciy4yas Ha
2000 yenoBeK HaceneHua, 1 YTo B HacTosLee Bpema nssectHo 6onee 7000 pegKkunx 3abonesaHum,
KoTopble nopaxatoT 6onee 300 MUNNMOHOB YeNOBEK BO Bcem Mupe 1 B 70% cnyvyaes BO3HMKAIOT B
[IeTCKOM BO3pacTe?; a Tak»Ke To 06CTOATENIbCTBO, YTO XOTA A1 ONUCAHWUA YaCTOTbl BOSHUKHOBEHMUS
H6onbWKMHCTBA peaKux 3a6oneBaHMN UCNONb3YeTCA NOKa3aTelb PACNPOCTPAHEHHOCTH,
NPUMEHUTE/IBHO K HEKOTOPbLIM M3 HUX BoNee TOYHbIM ABNAETCA NoKa3aTtesb 3abonesaemoctun’;

OTMeuYasn, YTo peakune 3aboneBaHMA 3a4acTy0 UMELOT CIOXKHbIN U MYIbTUCUCTEMHbIN
XapaKTep, Nopaxaa HECKO/IbKO OPraHoB M NPUBOAA K PAa3BUTUIO KOMOPOUAHOCTK, U 4TO ANA
MHOTUMX TaKMX NATONOTMIM XapaKTEPHO XPOHMYECKOE, NPOrpeccupytolee Te4eHune, B CU1y KOTOPOro
OHM MOTYT NPUBOAUTL K TAXKENbIM GOPMAM UHBANUAHOCTU U NPEXAEBPEMEHHON CMEPTU;

NpM3HaBas, YTO HEKOTOPbIE /ML, KUBYLLME C PpeAKMMM 3a601eBaHMAMM, CTPALAIOT
bopMamMm MHBANMAHOCTU, KOTOPbIE MOTYT YCyrybnaTb COCTOAHNE UX 340POBbA, U YTO OHU MOTYT
TaK)Ke CTaZIKMBaTbCA C PAa3/INYHbIMU BHELWHUMM OTPaHUYEHUAMM, KOTOPbIE HEPEAKO NPENATCTBYOT
MX NONIHOLEHHOMY M 3bPEKTUBHOMY YHaCTMIO B 3KM3HM 0BLLECTBA HapaBHe C APYrumu ntoabmmn?;

NPU3HaBan TaK)Ke, YTO /ML, KMBYLLME C PEAKMMU 3a601E€BAHUAMMU, UX CEMbU U
yXaXKMBatoLMe 33 HUMM INLLA MOTYT CTPaLaTb, MTOMUMO PUNYECKUX NOCNEACTBUM, OT
ANCKPMMMUHALMKN U NCUXOCOLMAbHbIX MOCNeACTBMIA 3a601eBaHUA, TAKUX KaK OAUHOYECTBO,

1 NokymeHT A78/4.

2 The Lancet Global Health. The landscape for rare diseases in 2024. Editorial (naTta obpateHua: 3 mapTa
2025 r.).
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CTUIMATM3aLMA N OFPAHUYEHHOCTb BOSMOXHOCTEM ANA COLMANbHOM UHTErpaLmmn, KoTopble
3a4acTyto ycyrybnatotca Hef0CTaTOMHOM 0OCBEAOMIEHHOCTbIO M YPOBHEM 3HaHMI B obuiecTse,
a TaKXKe OTCYTCTBMEM, HEAOCTAaTOYHbIMU MacCLITabaMmn AN HEKAYECTBEHHbIM OCYLLLECTBIEHMEM
COOTBETCTBYIOLWMX CTPATEIMI U MeP COLLMANbHOM NOAAEPHKKM;

Nnpu3HaBan ganee, YTo NLA, KUBYLLME C peaKMMM 3aboneBaHnAMM (B TOM ymcie ¢
HeANarHoCTMPOBAHHbIMM), UX CEMbM U YXaXKMBAIOLLME 33 HAMM INLA MOTYT Ha NPOTAXKEHUN BCEN
¥KU3HU 6bITb YA3BMMbI B MCUXONOTMYECKOM, COLMANBbHOM M SKOHOMUYECKOM NAAHE, CTAaIKUBAACH C
ocobbimn npobnemamu B pase obnacten, TakKMX Kak, B YaCTHOCTU, GU3MYECKOE M NCUXMYECKOe
340poBbe, 06pa3oBaHMe, 3aHATOCTb, GMHaAHCOBOe biarononyyne u JocCyr;

noAYepKMBAA BAXKHOCTb BbIPabOTKM LLENOCTHOMO M NALMEHTOOPUEHTMPOBAHHOIO NOAX0AA K
Yy4,0BNETBOPEHMIO NOTPEBHOCTEN L, MKUBYLLMX C peSKMMK 3ab0NeBaHMAMM, HANPABAEHHOTO Ha
ynyyweHue nx GyHKLMOHNUPOBAHMA M NpeAnoiaratoLLero B3anumoaeiicrame ¢ 0bwecTsom B Lenax
MaKCMMailbHO BO3MOXHOTO YCTPAHEHWUA BHELIHMX OFPaHUYEHUI, C KOTOPbIMM OHU CTA/NIKMBAIOTCA B
chepe 34paBooOxXpaHeHNs, 06Pa30BaHUA, 3aHATOCTU U APYTMX chepax KU3HU;

OTMeYas, YTO BbICOKME LLEeHbl HAa MHOTME MeAULMHCKUE CPeACTBA NPOTUB PeaKnX
3aboneBaHU n HecbanaHCMPOBAHHAA AOCTYNHOCTb TAKUX CPEACTB BHYTPU CTPAH U MEXAYy HUMM,
a TakKe PMHaAHCOBbIe TPYAHOCTU, BO3HMKAlOLLME BCNeACTBUE UX BbICOKOM CTOMMOCTM, CO34at0T
3HauYUTENIbHble NPOobieMbl A1 HEKOTOPbIX UL, XKUBYLLMX C peAKMMM 3a60/1€BaHUAMMU;

NPU3HaBasn, YTo, C TOYKM 3PEHUA NPUHLMNE CNPABEAMBOCTU, MHOTUE XKEHLWMHbI U AETH,
XUBYLLME C peaKnmmM 3aboneBaHUAMM, CTaIKMBAIOTCA C elle 6onee cepbe3HbIMU TPYAHOCTAMM
NPy NONYYEHUN MOMOLLM, TAKMMM KaK 3ano34a/1as NOCTaHOBKA AMarHo3a, NpeaB3aTocTb Npu
OLeHKE CUMMNTOMOB M OrPaHUYEHHbIM JOCTYN K CBOEBPEMEHHOMY M Haa/ eXKaleMy NeYeHMI0, YTO
OKa3blBAET CyLLECTBEHHOE HErAaTUBHOE BO3AENCTBME HA UX KAYECTBO KM3HM U 0bLyee cocTosHMe
3,0p0BbA;

NPW3HABaA TaK¥Ke BaXKHOCTb AOCTUXKEHWUA BCeobLw,ero oxaaTta ycayraMun 34paBoOXpaHEHUS,
B TOM YMCNE B MHTEPECaXx /INLL, KUBYLLMX C peaKMMK 3a601eBAHUAMM, A TaKKE UX CEMEN U
YXaKMBaIOLWMX 33 HAMM NI1LL, MU OTMEYAA, YTO B COOTBETCTBMM C NPUHLMNOM BceobLiero oxsaTta
yCcnyramm 34,paBOOXPAaHEHMA BCE NOAN AONKHbI 6e3 KaKon-TnMbo ANCKPUMUHALUM UMETb AO0CTYN K
onpeneniemomy Ha HauMOHa/IbHOM YPOBHE KOMM/IEKCY KayeCTBEHHbIX OCHOBHbIX YCAYT MO OXpaHe
3[,0POBbA B AMaNa30He OT NOMOLLM B YKPENAeHUM 340Pp0BbA A0 NpodunakTmyeckon, neyebHom,
peabnnmMTauMoHHOM M NAaNAMATUBHOM NOMOLLM, A TaKXKe K 6e30nacHbIM, NPUeMAeMbIM Mo
CTOMMOCTH, 3PPEKTUBHBIM N KaYeCTBEHHbIM OCHOBHbIM IEKaPCTBEHHbBIM NpenapaTam, BakuMHam,
cpencTBam AMArHOCTUKM U MeAULMHCKMM TEXHONOTMAM, BKAOYAA aCCUCTUBHbIE TEXHOIOTUN, NpU
obecneyeHnm rapaHTUM TOro, YTO CTOMMOCTb NOIb30BAHUA TAKMMU YCYTaMU He NpUBeSeT K
BO3HWKHOBEHWIO PUHAHCOBBIX TPYAHOCTEMN;

npu3HaBan ganee Ba*HOCTb KOMMJ/IEKCHOrO OKa3aHWA MOMOLLM Ha Base Kak yuyperkaeHuin
CMCTEMbI 34PaBOOXPaHEHMA, TAK U COLMANBHBIX U ODLWMHHbBIX CAYXKO AnsA co3a4aHua yCaoBuii,
NO3BOASIOLWMX ANLLAM, KUBYLLUM C PeAKMMKN 3ab0oneBaHUAMMK, AOCTUTaTb ONTUMAIbHOIO YPOBHA
30p0oBbA K Brarononyums;

NMPMHMMasA BO BHUMAHWE, YTO AOCTUXKEHME BCeobLLEro oxBaTa ycayraMu 34paBooOXpaHeHuUs,
B TOM YMCNIe B UHTEPECAX NI1L, KUBYLIUX C PEAKMMM 3a60NEBAHUAMM, UMEET BayKHelllee
3HaYeHune aNa yKpenaeHus Guanyeckoro n NCUXMYECKOro 340P0BbA, NOBbLILLEHWUA YPOBHA
61aronony4Ymnsa U 0XXnAAEMOMN NPOAOIKUTENBHOCTU KU3HWN KaXKA0ro YeN0BEKA;
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CCbINIAACh, B YAaCTHOCTK, HA NpuHATYI0 OOH uwenb 3.8 B 061aCTU YCTOMUYMBOTO Pa3BUTUA
(Ob6ecneunTb BCeobLLMIN OXBAT YCAYramum 34PaBOOXPAHEHUS, B TOM YMC/E 3aLWMUTY OT GPUHAHCOBBIX
PUCKOB, AOCTYN K KaYeCTBEHHbIM OCHOBHbIM MeAMKO-CAHUTAaPHbIM YCayram n AOCTyn K
6e3onacHbiM, 3PpPEKTUBHbBIM, KaUeCTBEHHbIM U HELOPOTMM OCHOBHbIM IEKAPCTBEHHbIM
CPeACcTBAM U BaKUMHAM A8 BCEX), NOMTUYECKYIO AEK1apaLMio NePBOro COBELLAHMA BbICOKOIO
yposHA OpraHusaunmn O6beanHeHHbIx Hauuii no Bonpocy o Bceobuiem oxsaTte ycayramm
3apaBooxpaHeHus (2019 r.)°, KoTopas 0XBaTblBaeT, B YaCTHOCTH, peaKue 3abonesaHus, u
NONIMTUYECKYIO AEKNAPALLMIO BTOPOTO COBELLLAHMA BbICOKOrO YPOBHSA NO BONPOCY O BCeobLiem
oxBarte ycnyramu 3gpasooxpaHerms (2023 r.)8, B KoTopoit noaTeepaaeTca 06a3aTeNbCcTBo
A061BaTbCA TOro, YTO6bI HUKTO He HblN OCcTaBNeH 6e3 BHMMAHMA, A TaKXKe Ha Apyrue
YHMBEPCANbHO COr/TaCOBaHHbIe Pe30/IIOLUN U AeKNapaLnm;

CCblNanAch TakXKe Ha pesontounio 76/132 (2021 r.) FeHepanbHoM accambnen OpraHnsaumm
Ob6beamHeHHbIX Hauunii o peweHnn npobaem, ¢ KOTOPbIMU CTANIKMBAOTCA INLLA, KUBYLUME C
peakMmu 3aboneBaHUAMM, U X CEMbUW, KOTOPAA CO34a/1a NPeANoCbINKN Ana bonee WMPOKOro
yyeTa npobiematuKm peaKkux 3a6onesaHMin B paMKax NOBECTKM AHA U MPUOPUTETOB CUCTEMDI
Opranuzaummn O6beanHeHHbIX Haunii;

OTMeyas, YTo NPOLLECC NOCTAHOBKM NPaBUNbHOIO AMAarHo3a MOXeT NPoAoaKaTbcA bonee
NATU NIET, YTO Y MHOTUX /UL, XUBYLUMX C PeAKMMUM 3a60neBaHUAMM, OH TaK U He 3aKaHUYMBAETCA
CBOEBPEMEHHOM NOCTaHOBKOM TOYHOTO AMAarHo3a, XoTa NOYTN NONOBUHA FrEHETUYECKNUX
3ab0neBaHUII HAUMHAIOTCA B AETCTBE, U YTO 3aZE€PXKKN B AMATHOCTMKE U NedeHnn 3aboneBaHumi
0bycnoBneHbl, B YaCTHOCTM, HEAOCTAaTOYHbIMW MaclTabamm NPOrpamm CKPUHUHIA, B TOM YMcae
CKPUHMHIA HOBOPOXAEHHbIX, @ TaKKe OTCYTCTBMEM PAaBHOMO AOCTyMNa K AMarHOCTUYECKUM yCayram,
NHOPACTPYKTYpPE 1 SKCNEPTHOM NOALEPIKKE;

OoTMeYan TaKKe BbiBoA MeXAyHapoAHOro KOHCOPLMYMa MO U3yYeHUIo peaKux 3aboneBaHm
0 TOM, YTO y4yacTMe HeAMarHOCTUPOBAHHbIX /UL, C NOA03PEHNEM Ha peaKoe 3aboneBaHue B
COr/IaCOBAHHbIX ANArHOCTUYECKUX U HAYYHO-MCCNEeA0BaATENbCKMX NPOLLeCcCaxX AAET YHUKANbHYIO
HaZeXAay Ha YCKOpPeHWe AMAarHOCTUKM TaKUX NaToNornii;

ccbinaschb Ha pesontoumnto WHA76.5 (2023 r.) 06 yKpenaeHum AnarHocTM4eckoro
noTeHUMana, B KOTOPOM NPU3HAETCS, YTO AMATHOCTUYECKME YCAYTU MMEIOT KU3HEHHO BaXKHOe
3HayeHue ans NPodUNAKTUKN, ANATHOCTUKM, BeAeHUA BONbHbIX, MOHUTOPUHIA U IeYeHnA
NHOEKLMOHHbIX, HEMHPEKLIMOHHbIX, 3a0bITbIX TPONMUYECKUX U peaKnx 3aboneBaHui,
noAYepKnBaeTca HeobXoAMMOCTb CNPaBeAIMBOrO A0CTYMNa BCEX NOAEN K ANArHOCTUKE U
OTMEYAEeTCA BA*KHOCTb ANArHOCTUKM A5 OKa3aHWSA MeAULNMHCKON MOMOLLM B AMana3oHe OT
NPOdUNAKTUKM L0 NEYEHMS, @ TAKKe BaXKHOCTb AOCTyMNa K Hay4YHO-UCCNe[0BaTe/IbCKMM MPOeKTamM
no BONPOCam ANArHOCTUKK;

CCbINIAfACh TaKKe Ha pesontoumo WHA75.8 (2022 r.) 06 yKpenneHun noTeHumana
KANHUYECKUX UCMbITAHUN B LIeNISIX NOJIYYEHWUA BbICOKOKAYECTBEHHbIX AaHHbIX O MeAULMHCKUX
BMeLLUaTe/IbCTBaX, a TaK'Ke MOBbILLEHNA YPOBHA KayecTBa M KOOPANHALMKN HayYHbIX UCCAEA0BAHUN,
B KOTOpOW Accamben 34paBOOXPaHEHMA BbICTYMWA C MPMU3bIBOM K rOCyAapCcTBaM-4eHaM, Kpome
npoyero, «obecneuynsaTb Le/ieHanpaBAeHHOe NpoBeaeHNE KIMHUYECKUX UCNbITaHUI B LENAX
Pa3paboTKN MeaANLMHCKMX BMELIATENbCTB, HaNpaBEHHbIX Ha peLleHMe NPUOPUTETHbIX 33434 B
061acTu 34paBoOOXpPaHEHMA 1 Npobnem, nmetowwmx rnobanbHoe, perMoHanbHOe U HauMOHaAbHOe

5 Pesontouma 74/2 (2019 r.) FreHepanbHoit Accambnen OpraHnsaummn ObbeguHeHHbIX Haumii.

5 Pesontouma 78/4 (2023 r.) FreHepanbHoit Accambnen OpraHnsaummn ObbeguHeHHbIX Haumii.
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3HaYeHune, BKIoYaA MHOEKLUNOHHbIE U HeMHPEKUMOHHbIe 3aboneBaHuA, yaenaa ocoboe
BHMMaHMe NOTPeHbHOCTAM Pa3BMBAKOLLMXCA CTPAH B 061aCTM 340aBOOXPAHEHMA, U NPOBOAMUTL
oueHKy besonacHocTM 1 3pPEKTUBHOCTU MEAULMHCKUX BMELLATeNbCTB, yaenaa ocoboe BHUMaHue
pacnpocTpaHeHHbIM 3a60neBaHMAM B CTPaHaX C HU3KUM MW CPeSHUM YPOBHEM A0X0A3,
HeyA0BNETBOPEHHbIM MEAULIMHCKMM NOTpebHOCTAM, peaKMM 3ab0oneBaHMAM 1 3abbITbiM
Tponuyecknm 6onesHaAm»;

ccblnasch aanee Ha pesontouuto WHA77.2 (2024 r.) o6 yyactum obuiectsa B obecrneyeHnn
BceobLuero oxeaTa ycayramm 34paBooxpaHeHuna, 340p0BbA M Haarononyyms, B KOTOpou
Accambnesn 34paBOOXpaHEHMA HACTOATEIbHO NPM3Baa rOCY4aPCTBA-4Y/1EHDbI, KPOME MPOYero,
NPUHMUMATb Mepbl €K TOMY, 4TObObI y4acTne obwecTsa BNIMANO HA TPAHCNAPEHTHOE NPUHATUE
peweHnin B 061acTN 34paBOOXPAHEHMA Ha BCEX 3TAaNax LMKAA BbIpaboTKM M peanmsaumm noAUTUKK
M Ha BCEX YPOBHAX CUCTEMbIY;

ccblnasck Ha pesontoumto WHA77.5 (2024 r.), B KoTopont Accambnes 34paBooOXpaHeHUs
npeanoXXuna rocyaapcrsam-4ieHam, Kpome Npoyero, PacCMOTPETb BONPOC O BHEAPEHUMU
NPOrpaMmmMbl NMOBCEMECTHOFO CKPUHUHIA HOBOPOXKAEHHbIX, BKAOYAA KOMMJIEKCHbIA CKPUHWUHT
BPOXAEHHbIX NMOPOKOB Pa3BUTUA; N NPU3HABAA BAXKHOCTb NPOrPaMM PaHHEro BbiiIBAEHUA
3aboneBaHu, B TOM YMCEe HAaNPaBAEHHbIX Ha NPODUNAKTUKY U KYNMMPOBAHUE NATONIOMMIN, KOTOpble
MOTYT BbI3BaTb MHBANMAHOCTb, @ TAKXKe BaXKHOCTb y4eTa cneunduryecknx notpebHocTemn
3aTPOHYTbIX TaKMMM 3ab601eBaHMAMM AeTell U 0COBEHHOCTEN OKa3aHMA UM ANArHOCTUYECKOIA,
neyebHOM N AONTOCPOYHOMN MOMOLLY;

Nnpu3HaBan TaKKe, YTo BblfiB/ieHWe 3ab60/1eBaHM Ha PaHHMX 3Tanax MOXKET NPeaoTBPaTUTL
BO3HWUKHOBEHWE CUMNTOMOB M/IN OTCPOYMTb NPOrPEeCcCUPOBAHME KaK PacnpoCTPaHEHHbIX, TaK U
peakux sabonesaHui, TEM CamMbiM CHUXKaA AETCKYo 3a601eBaemMoCTb U CMePTHOCTb, NOBbILLAN
KaQuyeCTBO XKM3HW INLL, XKMBYLLMX C peAKMMUN 3a00/1eBaHMAMM, M CO34aBan CYLLECTBEHHbIE
NpPenmMmyLLecTBa Ana HUX, UX CEMEN, YXarKMBaIOLLMX 338 HUMK UL, U 0OLLECTBA B LLe/1OM;

npu3HaBan pasnyma B obecneyeHHOCTM pecypcamm CeNbCKUX U FOPOACKUX PAaNOHOB BHYTPU
CTPaH 1 MeXay HUMU, OrPaHUYEHHYIO AOCTYNHOCTb U reorpaduyeckyto paccpeaoTo4eHHOCTb
CNeLunanmncToB 1 3KCNEPTHbIX LEHTPOB MO peaKkum 3abonesaHUAM Hapaay C HeA0CTaTOYHOM
NPopaboTaHHOCTbIO CXEM MAPLLPYTU3ALNM TaKUX NALMEHTOB, CUCTEM MX HanpaBAeHUa K
cneumanuctam n nnatpopm ana abPekTMBHOro o6MeHa 3HaHUAMM, YTO 3aTpPyAHAET NpoBeaeHue
HeobX0AMMbIX KOHCY/IbTaLMii CO cneunanmcTamm no Bonpocam AMarHoCTUKM U ONTUMA/IbHOIO
BeeHMA 6ONbHbIX N CTAHOBUTCA NPUYNHON HEAO0CTAaTOYHO KaueCTBEHHOTO OKasaHusA
MeANLMHCKON MOMOLLM ANLLAM, KUBYLLMM C peaKkumum 3aboneBaHnamu;

OoTMmeuYas, 4YTo B oTHoweHnn 6onee 95% peakmx 3abonesaHunit g0 cUX NOp HE UMeeTcA
3P PEKTUBHbBIX CPeACTB N€YEHUSA, YTO OTHACTU 0OYCNOBIEHO OFPAaHNYEHHOM AOCTYNHOCTbIO
pecypcoB Ha NpoBeAeHUe UCCNeA0BAHWUMI, AUATHOCTUKY U IeYeHMe, a TaKKe HeL0CTaTOYHbIM
o6bemom cbanaHCcMpPOBaHHbIX MHBECTULMIA U GUHAHCOBbLIX CTUMY0B, MO3BONAIOLLNX
pa3pabaTbiBaTb 1EKAPCTBEHHbIE CPEACTBA NPOTMB peaKmx 3aboneBaHni;

npu3HaBasn, YTo Aa*Ke NP HaIMYNKN CPeaCTB NeYEHMA N OKa3aHUA MOMOLLM UX BbICOKaA
CTOMMOCTb 3a4acTyto He N03BOIsSieT 0becneynTb CBOEBPEMEHHDbIM, NOcneA0BaTeIbHbIN U
cnpaBeAvBbIi AOCTYN K TAKUM CpeaCcTBam;
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NPW3HaBaA TaK¥Ke, YTo peakune 3abonesaHmA BXoAAT B chepy oxBaTa HYeTbipHagLaTom obwen
nporpammbl pabotbl BO3 Ha 2025—-2028 rr. n ABNAIOTCA TaKKe npegmeTom ycunuii BO3 no
AOCTUXKEHMIO LleNnei B pamMKax ee NepBoro cTpaTerMyeckoro npmoputeTa no obecneyeHunio
BceobLuero oxeaTa ycayramm 34paBoOXpaHeHMA ONOAHUTENBHO ANA 1 MuAAnapaa YenoBek,
N3n0XKeHHoro B TpMHaauaTton obwei nporpamme pabotbl BO3 Ha 2019-2025 rr., npu
obecneyeHnn yyeTa HALMOHANbHbIX YCI0BUIN M NPUOPUTETOB CTPAH;

npu3HaBan ganee, YTo Kaxaana cTpaHa CTa/JIKMBaeTCca co cneundmyeckMmMmn TpyAHOCTAMM B
obecneyeHnn NoTpebHOCTEN NNL, KUBYLLMX C PpeaKUMM 3aboneBaHnAMM, 06YyCNOBNEHHbIMU €€
HaLUMOHAaNbHbIMW YCIOBUSAMU U MPUOPUTETAMMU, OAHAKO NPU 3TOM CYLLECTBYIOT 06WMe npobaemsl,
B YaCTHOCTW OrPaHUYEHHOCTb 6I0AKETOB 34PaBOOXPAaHEHNA U HEXBATKA CNeumann3npoBaHHbIX
CNy6, pecypcoB 1 3KCNEepPTHOro NOTeHLUMaa, NOPOXKAA0LWAA NPOABAEHUA HEPABEHCTBA BHYTPMU
rocyapcTB-4/1€HOB U MeXKAY HUMMK, @ B COBOKYMHOCTM Takne npobsiembl HEPeaKO OCNOXKHALOT
AO0CTYN NN, XKMBYLLMX C peaKMMM 3a60/1eBaHMAMU, K HEODXOAMMOM MM NOMOLLM U NOAAEPIKKE;

noayepKmMBas NpuBepKeHHocTb CekpeTapuraTa AeNy YKpenaeHusa paBeHCTBa B BONpoOcax
OXpaHbl 340P0OBbA N COAENCTBUS rocygapcTBamMm-yaeHam B obecrnedeHumn Toro, 4Tobbl Bce nua,
XUBYLLME C peaKumMmKM 3ab601eBaHUAMM, HE3aBUCUMO OT 3ab601eBaHNA CBOEBPEMEHHO NOAYYaan
Hag/1exallyo MeANUMHCKYIO MOMOLLb;

obpallas BHMMaHMe Ha HacyLHY0 HeobxoaMMocCTb rnobanbHOro coTpyaHUYecTBa Ans
peleHns cneumduryeckmx npobaem, c KOTOPbIMU CTANKMBAKOTCS NMLA, XKUBYLLME C PEAKUMMU
3a601eBaHUAMM, UX CEMbM U YXarKNBatOLWME 3@ HUMU N1MLLA U OCOBEHHO MaTepu, B TOM Yncie Ans
OCYLLECTB/IEHUA CTPATErNMIA M NPOrpamm no NpeaynperKaeHnIo U NpecevyeHmnto CTurmaTmsaummn u
coumanbHoM nsonaumm, obecnevyeHmns cbopa A0CTOBEPHbIX AaHHbIX U MOBbILWEHWUSA
0CBEAOMJIEHHOCTU NpU obecneyeHnmn yyeTa HalMOHaNbHbIX YCI0BUM U NPUOPUTETOB CTPaH;

Npu3HaBaa HeobXo4MMOCTb CTUMYIMPOBATb NOMUCK MHHOBALMOHHbIX PELUeHUN,
CNOCcoHCTBYOLWMX YKPENNEHUIO COLMANBHOMN CMIOYEHHOCTU M COKPALLEHWUIO NPOABAEHW
HepaBeHCTBA M ANCKPUMMUHALMK, @ TAKXKe aKTUBM3NPOBATb HayYHbIe NCCeA0BaHMA U Pa3paboTKy
HOBbIX METOA0B feYeHnn peaKkux 3aboneBaHnii;

noavyepKmnBas He0OHXOAMMOCTb YCTPAHEHMA KOPEHHbIX NPUYMH HEPABEHCTBA U
ANCKPUMUHALLMK, C KOTOPbIMM CTAaNKMBAIOTCA IMLLA, XKUBYLLME C peaKMMM 3aboneBaHnaMM, UX
CEMbM U YXAXKMBAIOLLME 332 HUMM NMLA, N Y4UTbIBAA B 3TOM CBA3U HEOOXOAMMOCTb pa3paboTku B
CeKTope 34paBOOXPAHEHMUA CTPATEMMIN N NPOrPaMM B LLeAX COAENCTBUA UX NOHONPABHOMY
BK/IIOYEHMUIO B XKM3Hb 06LLECTBaA M CO34aHUA YCIOBUIA, CNOCOOCTBYHOLIMX YBAXKEHUIO UX NPaB U
AOCTOMHCTBA;

oTMevas, YTo pegKue 3aboneBaHMA MOTyT NPUBOANTD K Pa3INYHbIM GOPMaM MHBANUAHOCTH,
M CCbINAACh B 3TOWM CBA3M Ha NPMHLMMbI, 3aKpenieHHble B YcTaBe BcemMpHOM opraHm3aumnm
34,paBOOXpPaHeHNsA U KOHBEHUMM O NpaBax MHBAZIMAOB, A TaK¥Ke NoAYEePKMBAsA BaXKHOCTb UX
cobntofeHns, B TOM YMcae NoCpeacTBOM COOTBETCTBYHOLUMX MeP NOJUTUKM, CTPATENMIA U
Nporpamm, HamnpaB/eHHbIX HAa NPOABUMKEHME NMPUHUMNE UHKNHO3UBHOCTU U peannsaumio npas auL,
C TaKMMK GOpPMaMM MHBANULAHOCTY;
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CCbINIAACH TaKKe HA NpuHATYI0 FeHepanbHon Accambneer OpraHusaumm O6begMHEHHbIX
Haumit pesontoumio 78/12 (2023 r.), o3arnaBneHHyto «BceMupHbIi AeHb pacnpocTpaHeHus
nHdopmaLmMmn 0 MblleyHon anctpodum [roweHHa»’, B Kotopoi FeHepanbHaa Accambnes
NOCTaHOBM/1A MPOBO3INACUTb OTMEeYaeMbli 7 ceHTAOBPA BceMUpPHbIN AeHb pacnpocTpaHeHUA
MHGOPMALUM O MblleYHON gucTpodum [ioweHHa BcemmpHbim gHem OpraHn3aumm
O6beaMHeHHbIX Hauuit, oTMeTMB, YTO MbllleyHasa auctpodusa [ioweHHa ABNAETCA OAHUM U3
Hanbonee pacnpoCTpPaHEHHbIX CPeaun PeaKux AeTCKMX reHeTUYeCcKnx 3abonesaHuni, 1
pekomeHA0BaNa rocyAapCcTBam-41eHam NoBbIWaTb OCBEAOM/IEHHOCTb O cneunduyeckmx
npobaemax n NOTPeBHOCTAX, C KOTOPbIMM CTANIKMBAIOTCA NULLA, KUBYLLME C PEAKMMMU
3a60n1€BaHUAMM, UX CEMbBU U YXaXKMBatOLME 32 HUMKW NLA, NOCPEACTBOM OpraHmM3aumm
HALMOHANbHbIX KaMNaHWI, 06pa3oBaTeNbHbIX NPOrPAaMM M PacnpPoCTpaHeHUA MHPopmaLmn B
NHTepecax obecneyeHnA Nyywero NOHMMaHUA NIOAEN, CTPALAOLWNX peaKkMmmM 3aboneBaHnAMU, 1
H6onbLlIEero co4yBCTBUA K HUM U1 C LLeNIbIO COAENCTBUA YKpeneHuo rnobanbHOM CONNOAPHOCTY;

1. HACTOATE/IbHO NPU3bIBAET rocyaapcTsa-uneHbl®, npuHumasn Bo BHMMaHue
HaLMOHaJibHble YCN0BUA U NPUOPUTETI:

(1) B3aTb Ha ceba cneaylowme ob6s3aTeNbCTBA:

(@) okasbiBaTb CekpeTapmaTy BO3 Haasnexallyto noanepKky B paspaboTke
Bceobbemtowero rnobanbHOro naaHa aencrsmin no 6opbbe ¢ peakmumm
3aboneBaHuAMM;

(b)  yumuTbiBaTb 33gaum no 6opbbe ¢ peakuMU 3aboeBaHUAMM B XOAE NOATOTOBKU
HALMOHANbHbIX MNIAHOB NO OXPaHe 34,0Pp0BbA HaceneHuA, pa3pabaTtbiBas u BHeaApAA
HaUMOHaNbHble cTpaTernm, 3¢ GeKTUBHbIE NPOrPaMMbl U MEPONPUATUA, B TOM YMCae
Hay4YHO 060CHOBaHHbIE MepPbI MO NEPBUYHOM M BTOPUYHON NPOPUNAKTUKE N CTPATETUN,
Hanpas/ieHHble Ha peanr3aumio KOMNIEKCHOro NoAX0Aa K NMOBbILEHMIO KayecTsa
MeANLMHCKON MOMOLLM NNLLAM, KUBYLLMM C peaknumu 3abonesaHnamn, obecnedveHme
CNpaBegIMBOro A0CTyNa K 3KOHOMUYECKN IPDEKTUBHBIM, HEAOPOrMM U AOCTYMHbIM
yCcnyram cBOeBPEeMEHHOM U TOYHOW ANATHOCTMKKM 3aboneBaHNI B pamMKax Nporpamm
NOBCEMECTHOIO CKPUHMHIA, 0OCOBEHHO Cpean HOBOPOKAEHHDIX, @ TaK¥Ke OKasaHue
HeobxoamMmbIx ycayr B 061aCTn neveHuna, CoLManbHOM NOAAEPKKN N OXPaHbI
3[,0P0BbA Ha NPUHLMNAX SKOHOMUYECKOM 3G PEKTUBHOCTY;

(c) ocywecTtBnaTb 3pdeKTUBHbIE NPOrPaMMbl MO OKAa3aHMUIO yCayr B 061aCTK OXpaHbl
NCUXMYECKOrO 340P0BbA UL, MKUBYLLMX C peaKuMM 3aboneBaHNAMM, U OKa3aHUA UM
NCUXOCOLUMANBHOM NOALEPIKKM, @ TaKXKe CTpAaTErMm U Nporpammbl, cnocobcraytowwme
NOBbIWEHMIO 61aroNoNy4YmMa Nx CEMen 1 yxaxKMBatoLMX 32 HUMU NnL;

(d) aKkTMBM3MpPOBATbL YCUINA NO AOCTUMKEHUIO M PACLLUMPEHUNIO BCeobLLero oxaaTa
ycnyramu 3gpasooxpaHeHnmsa K 2030 r. gaa obecneyeHma 340p0BOro 06pasa KU3Hu 1
6arononyyma BCex NtoAel, BKAOUYAA UL, KUBYLLUX C peAKMMN 3ab60/1eBaHMAMMU, Ha
BCEX 3Tamnax *KM3HWU, C TeM YTOObl OCTAHOBUTb U B COOTBETCTBYIOLLNX CAyYaax obpaTuTb
BCMATb TEHAEHLMIO K POCTY KaTacTPOdUYECKN BbICOKMX PACXOA0B Ha MEAULIMHCKYIO
NMOMOLLb, ONJIaYnNBaEMbIX U3 COOCTBEHHbIX CPEeACTB HaceNeHus, NoaTBEpAUB
obazatenbctBo A0 2030 r. no3TanHO obecneunTb NUL, HKUBYLLUUX C PEAKUMMU

7 Pesontouma 78/12 (2023 r.) NeHepanbHolt Accambnen OpraHusaumm O6beamHeHHbIX Hauuii.

8 ATakxe B COOTBETCTBYHOLWUX C/Iy4aAaX permoHanbHble OpraHn3auuu 3KOHOMMYECKOM UHTEerpaunn.
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3aboneBaHUAMM, HEOOXOAMMON UM KaYeCTBEHHON MeAMUNHCKOM NpoayKUMEN,
MEeANLMHCKUMWN YCAYTraMM U AOCTYNHbIMU NO LEeHe NeKapCTBEHHbIMM NpenapaTtamu,
cpeAcTBamMmn AMArHOCTUKU U MeAUUUHCKUMM TEXHOIOTUAMMU;

(e) ykpennATb cUcTEMbI 34PaBOOXPaHEHUA, 0COBEHHO HA YPOBHE NEPBUYHOM
MeANKO-CAHUTAPHOW NoMoLM, Ans obecnevyeHns NoBCEMECTHOMO A0CTyna /nL,
KUBYLUMX C peAKMMM 3a601€BaHUAMM, B YHaCTHOCTU ETel, K LUMPOKOMY CNEKTPY
AOCTYMHbIX MO LeHEe U BbICOKOKAYECTBEHHbIX MeANUNHCKUX YCAYT;

(f)  comelicTBOBaTH BK/IKOUYEHMIO 33434 N0 GOPMUPOBAHUIO KOMMNETEHLMIA B 06/1aCTH
NPOoOUNAKTUKM, ANATHOCTUKN, IeYEHMA U BeeHMA peaKkux 3abonesaHnin B nporpammbl
623080 NOAFOTOBKWU CTYAEHTOB M MOBbILWEHUA KBaNDUKALUM MeANLNHCKNX
pabOTHMKOB;

(8) npomonkaTtb M pacwWMpATb NPOBEAEHME Cpean MeANLMHCKUX PabOTHUKOB,
npeactasuTeNen ANPEKTUBHbIX OPraHoOB 1 06LWEeCcTBEHHOCTU MHPOPMALIMOHHO-
NPOCBETUTENIbCKMUX MHULMATMB MO TeEMATUKe peaKux 3abonesaHnin gna yrnybnexuma
NOHUMAHWA NPO6AEMbI M aKTUBU3ALLMMN NOALAEPKKM 3aTPOHYTbIX 3TUMMU
3aboneBaHUAMU NNLL;

(h)  ycTpaHuTb paKTOpBbI, OrpaHUYMBatOLIME AOCTYN UL, KUBYLLUX C PEAKMMU
3a60n1eBaHUAMM, X CEMEN U YXAXKMBAIOLLMX 32 HUMK inL, K Be3onacHomy
BOAOCHabKeHuto, cpeacTBaM CAHUTAPUM U TUTUEHbI, B TOM Yncie Gpusnyeckue,
WHCTUTYLMOHAIbHbIE, COLMANbHbIE N NOBEAEHYECKME NPENATCTBUA, COAENCTBYA
NPUHATUIO B TOPOACKUX U CENIbCKMX PAMOHAX COOTBETCTBYHOLWMX Mep, KOTOpPble
obecneynBatoT paBHOMPABHbIM AOCTYN TAKUX INL, UX CEMEN U YXaXKMBAIOLLMX 33 HUMU
mu;

(i)  paccmoTpeTb B COOTBETCTBYHOLMX C/TyHaAX BO3MOXKHOCTb Pa3paboTKu U
MCNONb30BaHMA UMGPOBbLIX TEXHOIOTMNY, B TOM YMCNe CPeACTB TeneMeanLUHbI U
nnatdopm o6MeHa AaHHbIMU, B LeNAX paclUMpPEHMA BOSMOXKHOCTEN ANA NONYYEHUA
NOMOLLM CNELMANUCTOB U NPOXOXKAEHNA NeYEeHUA, 0COBEHHO B YAa/IEHHbIX PANOHAX U
palioHax C OrpaHMYEHHO PA3BUTOM MeAULIMHCKOM MHPPACTPYKTypon, obecneunsas
NPV 3TOM A0CTYMHOCTb TaKUX TEXHONOTUN;

(j)  comelicTBOBaTbH BOBNEUYEHUIO OPraHU3aLNA NAaLMEHTOB, FPyNn B3aMMHOM
noaAepKKn, 06beaMHEHN L, C UHBANMAHOCTbIO, B TOM YMcCae rpynn,
NPeACTaBAAOLLNX INL, KUBYLLUX C peAKMMKU 3ab01eBaHnAMM, B NPOLECChHI
pa3paboTKn mep NONANTUKKU anA obecnevyeHna Toro, YTobbl MHEHUA NKULL, 3aTPOHYTbLIX
npobnaemon peakux 3abonesaHMin, PacCMaTPMBAIUCD U YYUTLIBAIUCH B NpoLecce
NPUHATUA PeLUeHUN;

(k)  KoopaAMHMpOBATb CO34aHME MO Mepe HEOBXOANMMOCTM CneLmanbHbIX
HALMOHANbHbIX LLeNeBbIX rPynn Uan KOOPAMHALMOHHbLIX OPraHOB AN KOHTPOAA 33
peanusaumnen mep NOAUTUKKM B 061actn 6opbbbl ¢ peakmmm 3aboneBaHnamm,
COAENCTBYIOLLMX YCUIEHWNIO NOAO0TYETHOCTU M NOBbIWEHNO 3GGEKTUBHOCTH
ynpaBneHus;

9 PyKOBOACTBYACH, B YacTHOCTK, FnobanbHoM cTpaTtermeit BO3 B 061acTut umMdbpoBoro 34paBooxpaHeHma Ha
2020-2025 rr.
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()  comelicTBOBaTbH CO34aHUIO HALUMOHANbHbIX, PETMOHA/IbHbIX U MEXAYHaPOAHbIX
LeHTPOB NepeAoBOro onbiTa B KAYECTBe CneLnan3mMpoBaHHbIX yYpexaeHun no
BOMPOCaM OKasaHua NoOMOLLM NpU peaKkunx 3aboneBaHmsax, NpoBeAEHWUIO UCC/IeA0BaHNM
N obyyeHun B 3TON coepe;

(m) copelicTBoBaTb pa3paboTKke HALMOHANBHOIO PeecTpa peaKmx 3abonesaHUn Unu
no mepe HeobxoAMMOCTM COTPYAHMYATL C CYLLECTBYOWMMMU MEKAYHAPOAHbLIMM
peecTpamu peakmx 3abonesaHni, ykpennsaa nx noteHuman B obnactm cbopa 1 aHanmsa
AaHHbIX, M PAaCNPOCTPAHATbL Ae3arpernpoBaHHble AAHHbIE O INLAX, KUBYLUNX C
peakmmum 3abonesaHnamm, cobarogan npy STOM NPUHLUMNBI 3aWMTbl AaHHbIX U
HENPUKOCHOBEHHOCTM YaCTHOM KU3HMU, B LLEeNAX NPUHATUA Hay4YHO 06OCHOBAHHbIX
peLeHnin Ha BCeX YPOBHSAX;

(n) paccmoTpeTb BO3MOXKHOCTb BHEAPEHUA B KpaTyaMLLMe BO3MOXKHbIE CPOKU U C
y4eTOM MMetoLwmxca pecypcos MexayHapoaHou Knaccudmkaumm 6onesHert 11-ro
NepecmMmoTpa, a TaK¥Ke B COOTBETCTBYIOLLMX CIy4aAaX COBMECTUMBIX C HEN CUCTEM
KoamduKaumm peakux 3abonesaHni, Taknx Kak HomeHknaTypa pegkux 3abonesaHum
Orphanet, ans obecneyeHus perncTpaumm, ydeta ¥ MOHUTOPUHIA pPeaKkuX
3a60neBaHUI HA HALMOHANbHOM U MEXKAYHAPOAHOM YPOBHAX;

(2) noowpATb COTPYAHNYECTBO MEXAY AUPEKTUBHBIMWU OPraHamm, rocy4apCTBEHHbIMM
OpraHamu nNo BONpocam 34paBOOXPaHEHMNA U HAYYHO-UCCAeA0BaTeNbCKOM AeATENBHOCTH,
aKaAEMUNYECKMMU YUPEXKAEHNAMU, MEOULMHCKMMM CNELNANTNCTAMMU, OPraHU3aLNAMMU
NaLMeHTOB, YAaCTHbIM CEKTOPOM M FPaXKAaHCKMM 06LW,EeCTBOM B LesiX CTUMY/IMPOBAHMUA
Hay4YHO-UCCNea0BaTeNbCKMX MHHOBALLMIM M Pa3paboTKM HOBbIX METOA0B AMATHOCTUKM U
NeyeHuna, No3BoNAOLWMX 3ab1aroBpeMeHHO KOPPEKTUPOBATL TeYeHne peaKnx 3abonesaHum;

(3) copelicTBOBATL YCUANAM MO BHEAPEHUIO MHHOBALMOHHbIX MEXAaHWU3MOB
dMHAHCMPOBAHMA M NPUBNEKATb PECYPCbI U3 BCEX MCTOYHMKOB (Hanpumep, oT
roCyZapCTBEHHbIX M YACTHbIX 4OHOPOB) B LLENSX KOMMJEKCHOIO NPOTUBOAENCTBUS PEAKUM
3aboneBaHUAM, B TOM YMC/E B PAMKAX HAay4YHO-UCCNeA0BaTENIbCKON U MHHOBALMOHHOWM
AEeATENbHOCTU, U PAaCCMOTPETb BOSMOXKHOCTb paclumMpeHma chepbl 4eNCTBUA TaKNX
MeXaHW3MOB, yaensaa 0ocoboe BHMMaHMe NOTPEOHOCTAM Pa3BMBAIOLLMXCA CTPAH;

(4) yKkpennATb COTPYAHMYECTBO HA HALMOHA/IbHOM, PETMOHAZIbHOM U MEXKAYHAaPOAHOM
YPOBHAX ANA coaenctama obecnevyeHumto cnpasea/IMBOro U CBOEBPEMEHHOIO J0CTyNa BCeX
NINL, KUBYLLUX C peaKMMK 3a601eBaHMAMM, B PA3/IMYHbBIX CTPAHAX MMPA K HEAOPOTUM,
6e3onacHbIM, 3GPEKTUBHBIM M KA4YEeCTBEHHbIM NEKAPCTBEHHbIM NpenapaTam, C Tem 4YTobbl
HUKTO He Bbln1 ocTaB/ieH 6e3 BHMMaHUSA;

(5) npuBnekaTb BHUMaHWME KPYroB BbICOKOIo YPOBHSA K NpobaemaTnke peakux
3aboneBaHUIM U CBA3AHHbIM C 3TUM BOMNPOCaM B PaMKaX COOTBETCTBYHOLWMX MHOTOCTOPOHHUX
dopymos, cogeiictByss GOPMUPOBAHUIO CTAOWUIbHON NOAAEPHKKN U AMHAMUKM B 3TOM
obnactu, U N3yunTb cNocobbl BKAOYEHMA 3a4a4 No 6bopbbe ¢ peakmmn 3aboneBaHnaAMMU B
NONUTUKY M NPOrpaMMbl B 061aCTV 34paBOOXPaHEHMA, OTPaXKaoLWMe HaUuMOHaAbHble
CTpaTernm u NPUOpPUTETHI;

(6) perynapHo aHanM3MpPOBaTb B COOTBETCTBYIOLMX C/TYHAAX XOZ BbINOJHEHMUA
HALMOHANbHbIX MNIAHOB AENCTBUIN B OTHOLWEHUM peaKnx 3abonesaHuni u no mepe
BO3MOXHOCTM OLLEHMBATb X BKAaZ, B OCYLLECTB/IEHNE PErMOHANbHbIX NN1AHOB AEMUCTBUI NO
npobaemaTnke peakux s3aboneBaHuis;
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2. NOPYYAET leHepanbHOMY AUpPEKTOPY:

(1) paspaboTaTb B KOHCYNbTALMM C FOCYAAPCTBAMMU-YIEHAMM U B COTPYLAHUYECTBE C
HeNpPaBUTENbCTBEHHbIMM OPraHM3aLMAMM, BKIOYAA OPraHM3auMm NALNEHTOB,
aKageMMYecKme yupexaeHuma n cneumanmncToB no peakmMm 3abonesaHmam, Npm ycaosum
cobntoaeHNA B COOTBETCTBYHOLWMX CAyYaax NpMHUMNoB MexaHn3ma B3auMoaencTema ¢
HEerocy4apCcTBEHHbIMM CTPYKTYPaMM, MPOEKT BCEOOBEMANIOLWLENO M paccinTaHHOro Ha 10 net
rnobanbHOro NnaHa Aenctamin no bopbbe c pegkMmmn 3ab6oneBaHMAMM, COrNACOBAHHDBIN CO
cTpaTermyeckumm npmoputetamm BO3 n ee YeTbipHaauaton obuiet nporpammon paboTbl Ha
2025-2028 rr., BKAtOYaa npoBeaeHne Bceit He0bxoaMMOMN NOAroTOBUTENbHOM PaboTbl U
paccmoTpeHune BIoAXKEeTHbIX AaCMEKTOB, ANA NPeACTaBleHNA HA PAaCCMOTPEHNE BOCEMbAECAT
nepsoi ceccum BcemupHoi accambnen 3apaBooxpaHeHuns 8 2028 r.;

(2) npoBecTn NnoaroToBUTENBLHYIO PAabOTY, BKAOUAIOLLYIO aHAN3 CYLLECTBYHOLLNX
CTAaHAAPTOB, PEKOMEHAALNIN N NPOTOKo108 BO3 B OTHOLWEHWM peaKnx 3abonesaHui;
NoAroTOBKY NepBOHaYaibHOro TeXHUYECKOro A0KNaAa O pefKux 3aboneBaHuaAx;
onpeaeneHne BOSMOXHOCTEN ANA BHeAPEHUS TEXHONOMMYECKMX MHHOBALUMN B 061aCTH
LEeHTPan30BaHHOM 06paboTKN MmeanUNHCKOMW MHGOPMaLUKM B LLENAX ANATHOCTUKM U
NeyeHun (BKNtoYasA pelleHma B 061acTh 31EKTPOHHOIO 34paBOOXPAaHEHUNA, MOBUIbHOTO
34 paBOOXpPaHeHUA, UMDPOBbLIX TEXHO/IOTMIN U UCKYCCTBEHHOIO UHTENNEKTA);

(3) cospatb HanpaBneHue paboTbl NO COAENCTBUIO AOCTUMKEHMIO BCceobLlero oxsaTta
yCayramu 34paBooXpaHeHmns Ans AuL, XKUBYLLUX C peaKMMN 3ab601eBaHMAMMU;

(4) onpeaenuTb cyuwlecTByloWME B MUPE LLEHTPbI NepeaoBOoro onbiTa, CNOCObHbIe
LEeHTPaIM30BaHHO OCYLLECTBAATb KAMHUYECKYIO paboTy No onpeaeneHHbIM rpynnam peakux
3aboneBaHUIt M AeNCTBOBaTbL B KayecTse NaaTthopm Ans obMeHa onbITOM U MeANLUHCKUMM
3HaHUSAMU, a TaKXKe NPOBOAUTb IKCMEPTHYIO OLUEHKY MeANLMHCKOM MHbOopMaLMn U
npeaocTaBAATb KOHCYNbTAUMK, B TOM YAC/AE KOMNeram B ApYrnx cTpaHax;

(5) npuHATbL Mepbl K TOMy, 4TObbI r106aNbHbIN NNaH AencTBUM No Bopbbe ¢ peaknmm
3aboneBaHUAMM, NOMUMO NPOYEro, BKAOYaN B cebs cnepytowme KntoYeBble KOMMNOHEHTbI:

(a) BceobbemnoOWMI MEXaHU3M COAENCTBMA CpaBea/IMBOMY, CBOEBPEMEHHOMY U
3KOHOMMYECKM 3PDEKTUBHOMY OKA3aHUIO MPUEMIEMbIX MO CTOUMOCTU U AOCTYMHbIX
ycnyr B 061aCT TOYHOM ANArHOCTUKK, Hay4HO 0B6OCHOBAHHOIO IeYEHUA U
Hag/ieXkallero BeaeHns pefKmx 3aboneBaHuii B COOTBETCTBUN C U3NOXKEHHbIMU B
NOAUTUYECKUX AeKnapaunax NeHepanbHon Accambnen OpraHusaumm ObbeanHEHHbIX
Haumin 2019 v 2023 rr. npMHUMNamMn AOCTUXKEHMA Bceobluero oxsaTa ycayramm
3/1paBOOXPaHEHUA N C YY4ETOM COLMAJbHbIX AETEPMMUHAHT 340P0OBbS;

(b) cTpaTeruu nosbiweHUA KayecTBa cbopa AaHHbIX, HAyYHbIX UCCNEA0BAHUN U
3NNAEMMONOIMYECKOro HaZ30pa B OTHOLWEHUU peaiKMX 3ab601eBaHUi B
COTPYAHMYECTBE C HALMOHAIbHbIMW OpPraHamMm rocyAapcTB-41eHoB ana yraybneHuns
NOHMMaHWA, CBOEBPEMEHHOIO U A0CTOBEPHOrO BbISIBNEHUS Taknx 3aboneBaHUin Ha
pPaHHMX 3Tanax, B TOM YMce AN1A BbipabOTKM BAPUAHTOB UX CKPUHWMHTA, AMArHOCTUKMU U
JIeYeHUA; KOHEeYHas Lesib AaHHbIX CTPaTernii 3akatoyaeTcs B obmeHe 3HaHUAMK U
AaHHbIMM B 3TOM 061aCTU U CTUMYNMPOBAHUN MHBECTULMIA B NPOBeAEHNE HAayYHbIX
nccnenoBaHui;
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(c) perkomeHpAUMM NO CO34aHUIO HALMOHANbHBIX U PETMOHA/NIbHbIX PEECTPOB PeaKUX
3aboneBaHuUt A cOAENCTBUA UX CKPUHUHTY, MOHUTOPUHTY U BELAEHWUIO;

(d) rnobanbHble LeneBble NOKa3aTeN U CTPATENMUYECKME 3aa4M Hapsaay C YETKUMU
pekomMeHAauMAMM NO NOBbIWEHMIO AOCTYNHOCTU A8 ANL, KUBYLLMX C PEAKMMMU
3ab60n1eBaHUAMM, NPUEMNEMbIX MO CTOMMOCTU MeANLMHCKUX YCAYT U OCHOBHbIX
MeANLMHCKUX N34eNNN, He0bX0AMMbIX A1 TOYHOM ANATHOCTUKN U 3DEKTUBHOIO
JleYeHusn, a TaKKe onMcaHne BcnomoraTeibHbIX npoueayp obecneveHums
NoAoTYETHOCTM M BeAeHUS MOHUTOPWUHIA ANA OTC/IEXKMBAHUA X043 paboTbl, B TOM
yucae Ha HauMOHaIbHOM YPOBHE;

(6) oKasbiBaTb rocyaapcTBam-4ieHam Nno ux 3anpocam NoAaAepKKy B paspaboTke
HaLUMOHANbHOM NONUTUKM U CTPATETUI, UMEIOLLMX LENbIO YKPENeHMe 340Pp0BbA NML,
YUBYLLNX C peaKMmm 3a601eBaHUAMMN, B TOM YUC/IE PELLEHME COLMAbHBIX U GUHAHCOBbIX
npob6aem, BO3HUKAIOLWMX B CBA3M C OKa3aHMEM MOMOLLM INLLAM, KUBYLLUM C PEAKUMU
3a60n1€BaHNAMM, HA NPUHLUMNAX YCTONYUBOCTU U UHKNO3UBHOCTY;

(7) npeacTaBUTb NPOEKT rNob6anbHOro NiaHa AencTBUi No bopbbe ¢ peakumm
3aboneBaHUAMM Ha paccmoTpeHune 162-1 ceccun MCnONHUTENBHOTO KOMUTETA B LLENAX
npeacTtaBneHNs AaHHOIo NPOeKTa r1o6anbHOro naaHa AencTBMn ANA NPUHATUS
BOCEMbAECAT NepBoi ceccum BcemmpHom accambien 3gpaBooxpaHeHma B 2028 r.;

(8) npeacTaBuTb AOKNAA O BbINOJIHEHMM HACTOALLEN PE30IOLMU CEMbAECAT AEBATON
ceccun BcemmpHom accambnen 3gpaBooxpaHeHmsa B 2026 r. yepes MCNONHUTENbHbIN
KOoMMUTET Ha ero 158-i ceccuu, a 3aTem npeactasuTb Accambiee 34paBooXpaHeHNA A0KAaabl
o xoae pabotbl B 2028 1. 1 2030 .

Ceabmoe naeHapHoe 3acenaHue, 27 maa 2025r.
A78/VR/7
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