Hayuonaavras Accoyuayus
opzanusayuii GOALHHIX
pedxumu 3a60A6AHUAMU

«I'enemuxa»

IlocT-pesus
B MockBe npouies Tpetui UHpoOpMaLMOHHbLIA cCeMUHAP
AJis npogeccuoHaibHbIX CMU 1 npodu/IbHBIX OpraHu3anun
«Peakue 60/1€3HH, AUAJIOT C OOIILECTBOM»
Peakue Buepa, cerosHs, 3aBTpa.

23 uwHsa 2016 roga B r. Mocksa B llentpanbHoMm [lome XyoxkHYKa 1o ajapecy yia. Kpeimckuii Bad,
10/14 cocrosiioce  MepompusTHe s dedepasbHBIX  CPEACTB  MaccoBoM  MHQopManuu
UHpopManuoHHble ceMUHapbl Ajs npodeccuoHanbHbix CMU «Peakme 6Gosie3HH, AMAJOT C
o6mecTBOM. Peikue Buepa, cerojHs, 3apTpa».

[IpoekT WMHPOpMaUMOHHBIX ceMHHapoB Jusi CMUW mno peaxkum 3abosieBaHUSIM CTaan [oOpoi
TpaJUIMel U BOT y:Ke TPeTUU rof NoApsij, NPOXOAAT MoJ, PYKOBoJCTBOM HanunoHanbHON Acconuanuu
opraHusanui GOJbHBIX peAKHMH 3a0oJsieBaHUAMU «['eHeTuKar». [I[poeKT HampaB/ieH Ha MOBbIIIEHHE
ypoBHs1 ocBegomyueHHOcTH CMU o penkux 3abosieBaHUAX Ha TeppuTopuu Poccuiickoi Pegepanuy,
npo6JieMax U JOCTHXKEHUAX B 3TOM 06JacTH, AJd mHocaeAyouiero MHPOPMUPOBAHUA HacesJeHHUs O
peaJIbHOM NOJIOKEHUH TaKUX JIIJEeH U UX ceMel B Halllel CTpaHe.

B pamkax npoBegenusi Tperbero NHpopmanuoHnHoro cemuHapa Kapumosa C.H. mpe3sujeHT
HanpoHanbHOM Acconyanyy opraHusaluid GOJIbHBIX PeAKMMM 3ab6o/eBaHUAMM «['eHeTHKa», o6paTuia
0co60e BHUMaHHe YYaCTHUKOB Ha TO, KaK BaKHO, rOBOpA 0 peAKUX (opdaHHBIX) 3a60/1€BaHUAX, JOHOCUTh
JIOCTOBEPHYIO M NPOBepeHHy0 MHpopManuio. B nepByto ouepesb 3T0 KacaeTca CMU, Tak Kak OHU Kak
HUKTO Apyroi GopMUpyoT MHeHHe o61ecTBa!l TeMa «peJKUx» SIBJISIETCS OJJHOU U3 HanboJiee CJI0XKHBIX U
Heo6X0/JUMO O6epeKHO OTHOCUTBLCS K MCIOJIb3yeMbIM B CTAaTbAX U NMyOJHUKALUAX TEPMUHAX U MOHATHUSAX.
CBeT/1aHa MropeBHa npuBesia NMpUMepPHI OIIHMOOK, KOTOPble 4acTO JOMYCKAIOT >KyPHAJIMCThl B CTATbSX,
3a4acTylo nyTas obecrnevyeHre NalMeHTOB [0 MporpaMMe 7 HO30JIOTMH U OCTAJIbHYIO I'PYIILY NallMEHTOB,
He BXOJAIIMUX B porpaMMy. «CerojHs Mbl 4acTO CTaJKHUBaeMCs B CTAaTbAX U NMyOIMKaLusax ¢pefiepasbHbIX
CMH, 4yto Bce mnauueHTbl C oOpdaHHBIMKU 3a60/ieBaHUSAMH 00eCleyrBalOTCA JieKapCTBEHHbIMU
npenaparamu. 3TO ApKUH npuMep GOpMHUPOBAHUSA OLIMOOYHOI0 MHEHMUS, Be/lb UJeT KaK pa3 0 NaljueHTax,
KOTOpBIE BXOAAT B IPOrpaMMy 7 HO30JI0TUI».

B paMkax cBoero BBICTYIIJIEHHS OHa Ipe/CTaBuJIa pe3yabTaTbl MexxperuoHajibHoro MoHuTOpUHra
«Bomnpocs! noBbIIEHUA JOCTYIHOCTH MeJUIIMHCKOM NOMOILM U KayecTBa JIeKapCTBEHHOT0 obeclieyeHUs
TpaXJaH, CTpajalliux peAKHMHU (opdaHHbIMU) 3ab60/€eBaHUSIMHM, C BO3MOXKHOCTSIMU BHeJpEeHUs
MHCTPYMEHTOB CO-GHHAHCUPOBaHUA U3 ¢eJilepaJbHOro Go/pKeTa PacxXxoJHbIX 0053aTe/bCTB CyO'bEKTOB
Poccuiickoii ®Penepanuy no obecledyeHUIO JieKapCTBEHHBIMU IpenapaTaMy U ClelyaJu3upOoBaHHbIMHU
IpOAYKTaMH JieyeOGHOr0 NMUTAHUA», KOTOPBIM INpolles NPU NoAAepkKe AnnapaTa YI0JHOMOYEHHOTO M0
npaBaM yesioBeka. [lo pe3ysibTaTaM MOHUTOPHHTA, B KOTOPOM NPUHAJIU y4acTue 68 cyOo'beKTa, OCHOBHas
npob6JieMa Ha CerofjHd COCTOUT B TOM, YTO:

- 00s3aTe/JbCTBA U TOCYJapCTBEHHble IapaHTUM B OTHOLIEHWM [JAaHHOW JIbITOTHOM KaTeropuu
rpaxkJjaH He MOTYT OBbITb €JMHOBPEMEHHBIMHU U OJJHOPA30BbIMUY;

- Heob6Xx0AMMO o06ecneyuTb MpefoCcTaBjJeHue Takod (UHAHCOBOM MOMOILM perdoHaM U3
denepanbHOro 610/AKeTa Ha PEryJIsIpHON OCHOBE U IieJIeBbIM 06pa3oM OT/e/IbHO Ha pefikue (opdaHHbIE)
3a00J1eBaHu;

- IpeJlyCMOTpPeTH IieJieBoe co-GUHAHCUPOBAaHUE HA «peJIKUX» GOJIbHBIX B 06beMe He MeHee 9-10
MJIpA. py6. OpraHu30BaTb MOHUTOPUHI pacxofoBaHUsl cpeAcTB. (bosee Mmofpo6HO 03HAKOMHUTBCA C
pe3y/JbTaTaMyd MOHUTOPUHIA MOXKHO Y OPTaHU3aTOPOB CEMUHAPOB).

Bune-npe3uieHT No couuaJbHbIM BonpocaM HaunuonanbHoi Accouuanuu «['eHeTHka» MakaeBa
A.B. BpicTynuia ¢ fAokiaazoM Ha TeMy «lloyeMmy crpagaioT «Peikue» ManueHTbl OT NpPHUMeEHEHUS



JDKeHepUYeCcKUX TNpenapaToB. ACMeKThbl KauecTBa, 6e30MacHOCTH, 3G PEeKTUBHOCTH, NAaTEHTHOTO IMPaBa,
JleTaJbHbIM pa3bop MPUMEpPOB CA0XKHUBIIENWCS POCCUMCKON NMpakTUKU. BbipaboTka MeTO/I0B MPaBOBOrO
B3aUMO/JlecTBUA 6e3 ylleMJieHUs] NMpaB NanueHTOoB». [lo cioBam AnbOGHHBI BrnagjumMupoBHbI, B Poccuu
cero/iHs JeUCTBYET IJI00aJbHbINA TPeH/J, — UMIIOPTO3aMellleHHe, B paMKax KOTOPOro MOSBUJIUCh HOBbIE
HOpMAaTHBHbIE aKThl, KOTOpble MOMOralT CTHMYJUPOBAaTb OTEUYECTBEHHYI0 MPOMBIILJIEHHOCTb,
MPOU3BOIUTH CBOM MPeNapaThl UJIKU BbIBOJUTH HA PHIHOK U JIOKAJIU30BbIBATh Y Ce651 MPOU3BOAUTENEN U3
Jpyrux ctpaH. OJJHaKO MPOM3BOJCTBO PKEHEPUKOB JOPOTOCTOSIIIUX NpenapaToB He Bcerja siBAsSETCH
MOJIOXKHUTENbHBIM fIBJieHHWeM. Tak, KaueCTBO NPOWU3BOJUMBIX P)KEHEPUKOB He BCerjla COOTBETCTBYET
KpUTepUsiM, KOTOpble Obl ycTpauBajsM nNauueHToB. Ha mnpuMepe 3abosieBaHUM MYKOBUCLM[O03,
paccesiHHbIN CKJIepO3, 3Jl0KayeCTBeHHble 06pa3oBaHUsl TUMQOULHON, KPOBETBOPHON U POACTBEHHBIX UM
TKaHel OHa MOKa3aJia, YTO JKEHEPHUKHU MOTYT UMETh M0604YHbIE 3PPEKTHI U MOTYT YXYAIIUTH COCTOSTHUE
nered. «ToJIbKO OT rocyJlapCTBa 3aBUCHT, KaK OyAeT WUrpaThb PBIHOK, U TOJbKO TOCYAApPCTBO CMOXKET
M0Ka3aTh MPaBUJIbHbIM BEKTOP PA3BUTHsA. XOTEJOCH Obl, YTOOBI NAIMEHTHI 06eCIEeYNBATUCH KaUeCTBEHHO
Y BOBpeMs$, He JOPOTUMH JIEKapCTBEHHBIMU CpeJ CTBaMU»,- OTMeTH1a MakaeBa A.B.

Hatxo P.X. genyratr ['/JP® xoMuTeTa mo oxpaHe 3[0pOBbsl, NONPUBETCTBOBAJA COOPABILUXCS
YYaCTHHUKOB M OTMETHJIA, YTO IMPOBEJEHNE TAaKUX MEPONPUATHH U paboTa MANMEHTCKUX OpPTaHU3aIUuN
Bcerjia OblIa BaykHa /11 KomuTeTa. [1o csioBam Pasuet XameoBHbI: «[laliieHTCKHE OPraHU3aAMU CIYXKAT
6ydepoM Mexay 3aKOHOAATEJNbHOM U HCIOJHUTENbHOM BJIACTBI) WU CIOCOGCTBYIOT OCYILIECTBJIEHUIO
paboThl B MOJTHOM KOMILIEKce». JlenmyTaT OTMETHWJIA, YTO BIEpPBble CTOJIKHYJIACh C MOHATHEM «peIKHe
3ab0JieBaHUSA» HECKOJIbKO JIET Has3aJ, paboras B pecnybsuke Axabires. Ha cerogHsmmHWN JAeHb OHa
BO3TJIABJIAeT Pabo4yr TPYIIy MO PeJKUM 3a60JIeBaHUSAM IPU KOMHUTETE MO oxpaHe 370poBbs ['/IPO,
KoTopast 6bl1a co3faHa 22 ampesass 2016 roga. B uenum v 33zauu pabodyeld rpymnnbl MO0 pesKUM
3a60/1eBaHUSIM BXOJHUT B NMEPBYI0 OUepesb MOArOTOBKA MPEJIOKEHUHM U IIONPABOK C 000CHOBAHUSIMHU [JJIs1
M3MeHeHHsI HOpMAaTUBHO-NIPAaBOBOM 0a3bl, Ppe/iepabHbIX 3aKOHOB, M0/I3aKOHHBIX aKTOB U T.I.

Jupektop lleHTpa wu3yyeHHMss W aHajivd3a MpobJieM HapoJoHacesaeHus, Jgemorpaduu U
3apaBooxpaHeHnus npu UHctutyTte EBpA33C KpacuabHukoBa E.J0. pacckasasa 0 HOpMaTUBHO-IPAaBOBOM
pPeryJIMpoOBaHUHU CHUCTEMbl OKa3aHHWs MeAUIIMHCKOW MOMOINM peJKUM GOJIbHBIM B Cy6bekTax P®P: Kak u
noyeMy (GUHAHCUPOBAaHUE «IMPUXOAUT» BCJAEJ 32 HOPMATUBHO-NpaBoBoW 6a3o0i. [lo cioBam EneHbl
IOpbeBHBI, JiorTMKa pa3BUTHUSA OpQpaHHBbIX 3a60JsieBaHUN B PoccMM COCTOUT B C/eAymOIEeM: «CHadajaa
co3faeTcs CHUCTeMa, a MOTOM oHa ¢QuHaHcupyeTcsa». UHctutyTom EBpA33C ABaKAbl NMPOBOJINIOCH
vccae/loBaHMe 10 JaHHOW mpo6JieMaTtuke. [lo pesysbTaraM HCC/AefOBaHUKA OCHOBHasg mpob6Jjema -
¢duHaHCUpOBaHUE, TAKXKe He MEHee 3HAYMMOU MPo6JieMON SABJISIETCS OTCYyTCTBHE HOPMATUBHO-MIPAaBOBOH
6a3bl (B ocobeHHocTn Ha mnepwon 2013 roza). Co3maHMe PErvoHaJIbBHOM NPOrpaMMbl BO-MHOTOM
MOCIOCO6CTBYeT paboTe CUCTEMBI 6e3 c60eB M 6GoJiee JIeCTBEHHOMY obecrnedyeHuo nanueHToB. C 2013
rojga HabJOJaeTcsd yJAy4dlleHWE CUTyaldd, CyO'beKThl BbIJENSIOT U U3BICKUBAKT CPeACcTBa AJIs
dbuHaHCUPOBaHUA «peAKHX» 60JIbHBIX. TaM, r/le perdoHbl HallJIM BO3MOXHOCTb CO3JaTh MPaBUJIbHYIO
HOPMAaTHBHO-NIPABOBYI0 6a3y, HALLJIM BO3MOXKHOCTb CO3/[aHHs HOPMATHUBHO-IIPABOBBIX aKTOB, OppaHHbIE
6oJibHbIE TOJYYUJU JOIOJHHUTE/NbHbIEe CPeACTBA HAa JIeKApCTBEHHOe obecrnedyeHue. B 3akiodyeHuun
3KCIepT OTMeTUa, YTo Poccus Mo cBouMM MoKasaTesisiM HeMJOXO BBITJISAUT B CPaBHEHUHU C APYTUMH
crpaHamu. «Oxupaercd, 4yro B 2016 roxy B Mupe npumepHo 4,6% oT Bcex pacxoJoB Ha
¢dapmaLeBTHYECKOM PBIHKe OyAyT MPOU3BeAeHbl Ha opdaHHble 60s1e3HU. B Poccuu B npouwiom rogy, eciu
B3(Th pacxo/ibl ¢papMaleBTUIYECKOr0 PhIHKA, HA 0pdaHHBbIX 60OJIbHBIX 6bLIO moTpadeHo 3,6 %. To ecThb
BCero JiMilb Ha 1 % MBI 0OTCTaeM OT pa3BUTHIX CTPaH».

Knumenko A.A. noueHT kadenpbl QakyJbTeTCKOW Tepanuu uM. Akajemuka Hecrepoa 'BOY
PHUMY wum. HMU. [luporoa BbICcTynu/ja € LOKJIaZoM «PaBHOe IpaBO NalUMeHTa Ha JieKapCTBEHHOE
o6ecnevenue npu JIAT u XTJ/II'. Cyabba nmanyeHTOB NocC/ae KAMHAYECKUX UCHBITaHU». [lo cnoBam Anecu
AnekcaHAPOBHBI, CErO/|HSI MAlUEHTHI OCTAIMCh 3a FPaHbl0 06ecneyeHus JIeKapCTBEHHbIMU MpenapaTaMy,
N03TOMY OUYeHb BaXXHO MPUBJIEKaTh BHUMaHUeE 001 eCTBEHHOCTH K 3TOU pobieMe.

Ha cemuHape 6511 npejcTaB/ieH BU/eopouK «B3ra/ Ha xku3Hb nanueHToB ¢ [IHI'», koTopsliil 6611
noaroroBjsed MOO mnoMomM mnNauueHTaM C 3abo0JieBaHUSIMH, CBSI3aHHBIMU C HEKOHTPOJMPyeMOU
aKTHUBalvell kKoMmIuieMeHTa «/lpyras »xusHb». TaTapHukoBa A.A. mnpejicejaTesb OpraHU3alUM, Ybe
BBICTyIJIEHHE HHUKOTO He OCTaBWJIO paBHOAYIIHBIM, paccKasajia O /[JesTeJbHOCTU OpraHU3aluy,
NPOBOAMMBIX MEPONPUATUSAX, CyAbOAX MAIMEHTOB U HUCTOPHUAX MX KU3HU. OpraHusauusi co3jaHa AJis
OKa3aHWS BCECTOPOHHEHM NMOMOIM MalydeHTaM C 3ab0JieBaHUSIMH, CBSI3aHHBIMU C HEKOHTPOJHUPYeMOU
aKTHBallMell koMIlJieMeHTa (JieyaTcs /iBa 3abosieBanus al'YC u [THT). Ha cerogHsmHui leHb NalnueHThl B
P® noJsiy4aloT HEOGXOAUMYI0 TEpANUI0, OpraHU3allMsl COBEPIINA «[IPOJOM» B OKa3aHUU IOPUJUYECKOr O
KOHCYJIbTUPOBAHUS- IOPUUYECKUN TPOEKT OpraHU3alUu NPUHEC peajbHOE JieueHUe pPealbHbIM JIIO/SM,
CO3/1aJ1 BAXKHbIN IOpUIUYECKUU NTPELe/IEHT.



Jonrom E. K. kMm.H, Bpau-remarosor ®I'BY «PJKb» MunusgpaBa Poccum pacckasan o poJu
denepasbHOro LieHTpa B OKa3aHUU MeJUIMHCKOH NOMOILM OpdaHHBIM OOJbHBIM, U €ro MeCcTO B
MaplpyTH3al My NaLUEHTOBY.

O co3paHuu opraHu3alnuu Nno 3a60J/ieBaHUI0 HAC/leCTBEHHbIN aHTHOHeBpoTUYeckuil oTtek (HAO),
TPYAHOCTSIX U NlepclieKTUBaxX paboTsl B PP pacckasasna Be36oxHasa EjsieHa, npe/icejlaTesib OpraHU3aluy,
KOTOpas He TMOHACJbIIIKE 3HAaeT, C KaKUMHU Npo6JjeMaMH CTajJkuBalTcad nauueHTbl ¢ HAO u ux
POJCTBEHHUKH.

KoHTaKThI:
HauunoHanbHas Acconpanus opraHu3anuid 60JIbHbIX pe/JKUMU 3a00/1eBaHUSAMU «['eHeTHKa»
191123, Cankr-IleTep6ypr, HeBckuii npocnext 136 o 69
Ten./daxc: (812)449 96 09 +7(921)4123794
depepanbHas 6ecniaTHas ropsaya JuHus: 8-800-555-00-48

Email: nacgenetic@raredis.org pomprez@raredis.org

www.nacgeetic.ru
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