NMPOTOKON

no UToram sacefaHus Ha Temy «PeaKuit naumneHT B GoKyce», npoLuelueid B pamKax

WHULIMaTUBbI NaLMEHTCKUX opraHusauuii no pegkum (opdaHHbiMm) 3a6onesaHuAmM

r. Bonrorpag,

Y4YacTHUKU 3acegaHua:

«decaHT pobpa»

13 anpena 2023 roga

FTEHEPAOBA
lanuHa EBreHbeBHa

npeacenatens KOMMUCCHMU MO OXpaHe 340P0BbA rpaXaaH, dusmueckon
KYJIbTYpEe 1 nonynapusaumm 3g0posoro obpasa KusHu ObLectseHHOM
nanatsl Bonrorpasckoi obnactu

FTABPUJTIOBA MapuHa
AHaTO/IbEBHA

3amecTuTens npeacepatena Komutera 34paBooxpaHeHuns Boarorpaackom
obnactu

MOMNOBA
EneHa BnagnmunposHa

anpekTop Boarorpaackoro dpuavana Pre0Y UBO «MocKoBCKM A
rocyfapcTBeHHbIM ryMaHUTapHO-3KOHOMMYECKUIA YHUBEPCUTET

XAPbKOB
AHppein Buktoposuy

npeaceaatenb KOMUCCUU MO COLMANBHOMN NOAUTUKE, MOAAEPIKKE CEMbBY,
MaTEPUHCTBA U AETCTBA, UHBANIUAOB, BETEPAHOB, Pa3BUTUIO FPaXKAaHCKOro
obuecTsa, nogaepke CO HKO ObLecTseHHOW nanaThl Boarorpaackoit
obnacTu

PbITMH aenyTat Boarorpaackoit obnactHol ymebl, npeaceaartesib KOMUTETA MO
- 06pa3oBaHuio, HayKe, AelaM MOJIOLENKU, GUIUUECKOI KyAbTYpe, CropTy U

Anekceun Buktoposuy e

KYYKOB fenytaT Bomkckoit ropoackoit Jymbl Boarorpaackoi ob6nactv, yneH Manathbl

Anexced fOpbeBw-l MO0AbIX 3aKoHoAaTenel npu Cosete Peaepauumn PO

SEAMOLLKUH fenytaT Bosrorpaackoi ropofckoit [lymbl, uneH Manatsl MonoapIx

ﬂ,MMTpMﬁ CepreeBMq 3aKoHogarenel npu Coete Pegepauum PO

POLLUMH 3amecTuTenb npeacesatens MonoAeKHOro napiameHTa Boarorpaackoii

w 061aCTH, HaYaIbHUK OTAENa N0 Pa3BUTUIO TYPU3MA MYHULMNANLHOTO

Aratonni Cepreesu yupexaernna «TopoacKoi MONOAEKHBIN LLeHTp «/lnaep»

KOBLUUKOB yMo/IHOMOY€EHHbI o Npasam pebeHKa B Bonrorpasckoi o6nactu

EsreHunit Muxaitnosuy

ME/JBEEB BPEMEHHO OCYLLECTBAAILLMI NOAHOMOUMA NpeacefaTens KomuTera

o ——— MOIOAEXHOW NONUTUKM Bonrorpaackoit obnactu

AnekcaHgposuy

KPACUNBbHUKOBA pykosoguTesb MpoekTHoro oduca «Peakune (opdaHHbie) 6onesHn» GPrEHY

Efena fOprBHa «HaumoHanbHbIM HAW 0611ecTBEHHOrO 3400poBbA UMeHU H.A. CemallKo»

CMWPHOBA topucT «HaunoHanbHoro CoseTa SKCNEPTOB Mo peakum 3abonesaHuamy,

Hatanba CepreesHa YIeH 3KcnepTHOro coseTta ocyaapcTBEHHOM [ymbl MO OXpaHe 340p0BbA Mo
pefkum (opdaHHbIMm) 3a601eBaHMAM

XBOCTUKOBA Y/IeH 3KcnepTHOro coseta [ocygapcTBEHHON [lymbl MO OXpaHe 340P0BbA MO

EneHa ApKaapbesHa peakum (opdaHHbIM) 3a601EBAHUAM, AMPEKTOP ABTOHOMHOM
HEeKoMMepYecKoli opraHnsaumm «LLeHTp nomoLwy naumeHTam "TeHom" »

HECTEPOBA ANPEKTop ABTOHOMHOM HEKOMMEPYECKOW OpraHM3aLmum NaLmueHTos ¢
axoHaponnasuei n Apyrumu KOCTHbIMU AMUCTIA3UAMM M UX cemelt «LleHTp

tOnma Bﬂa,D,MMMpOBHa "HemaneHbKkue nogun"»

YUCTOMPYAOBA AnpeKTop MexXpernoHanbHOM 0bLWEeCTBEHHOM OpraHnsaUmm cogeincTama

AHHa UropeBHa

MOMOLLM NaLMeHTam ¢ HelipodubpomaTtosom «22/17»
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LLIMUBEAHOBA UCNOIHUTENbHBIA AMpeKTop MeKpermoHasbHOM’ 06LLecTBeHHOM
OpraHusaumm cofeincTauns U NOMoLLM 60/bHbIM C HaCleACTBEHHbIMM

BapBapa AH/J‘pEEBHa 3aboneBaHNAMM CETYATKM «YTOBbL! BUAETbL!»

BEPCEHEBA BuLe-npeacesatens MexpernoHanbHoi 61aroTsopuTeIbHON 06LLECTBEHHOM
opraHusaumMm MHBanuAaos «O6LLECTBO NALMEHTOB C NEPBUUHBIM

HaTtanbsa HuKonaesHa S —

TEPMAHEHKO AvnpekTop 6aarotBopuTebHOro GoHAa NOMOLUM 6O/IbHLIM CMMHAALHOM
MblLeYHOM aTpodurelt U APYrMmMu HEPBHO-MbILLIEYHbIMM 3a601€BaHUAMMU

Onbra IOprBHa «Cembyu CMA»

BOEB/IMKOB npeaceaatenb npasaeHna MexpernoHaabHON 06LW,EeCTBEHHOW OpraHn3aLmm

Cepreﬁ HEomassny «MaumeHTcKoe coobuiecTso paxutononobHbix 3abonesanuii "Mocneacrsma’»

BAJTIALLOBA BeayLLMA 3KCNepT Mo NPOEKTHON AeATeNbHOCTU ABTOHOMHOM
HEKOMMEpYECKO OpraHMU3aLMm No OKa3aHMIo NOMOLLY BO/bHBIM C

MapMﬂ CepFEEBHa CMHOpOMOM KOpOTKOﬁ KULWWKKU 1 meTabonnyeckumm HapyweHuamu «Betep

Hagesay»
KOHYCOBA reHepanbHbli AupekTop ABTOHOMHOW HEKOMMEPYECKOH opraHu3aumm
«BcecTopoHHee oKasaHue NOMOLLY 1LaM C anbda-maHHO3UA030M «OauH
aHHa OneroBHa pre O
MYPTA3SAEBA npeaceaatens Boarorpagckoit o61acTHOM 06LLeCTBEHHOM OpraHu3auum

poauTeneii AeTell ¢ UHBAMAHOCTBIO NO CAYXY NOC/IE KOX/eapHoii

OkcaHa BnagummnpoBHa
MMNIaHTauuun «quy CAbIWaTb»

Komucena mno oxpaHe 340poBbA rpaxAaH, GU3MUYECKOM KyabType M nonyaspusalmu
300poBOro obpasa u3HU OOLecTBEeHHOW Nanathl Boarorpaackoit o61acTM COBMECTHO C
Bosarorpagckum ¢punmanom MoCKOBCKOro rocyapCTBEHHOTO ryMaHUTapPHO-3KOHOMMUYECKOTO
yHuBepcuteta MwuHObpHaykM Poccuu, npu  yyacTumM  npeactaeuteneil  KomuTeTa
3apaBooxpaHeHna  Bonrorpagckoit  obnactv, opraHoB  3aKoHoAaTe/lbHOM  BAAcTU
Bosrorpagckoi obnacti, YnosIHOMOYEHHOro no npasam pebeHKa B Bosirorpagckoi obiactu
M HENpaBWUTE/IbCTBEHHbIX HEKOMMEPYECKMX OpraHuMsauuii MpoBesM 3acefaHne Ha Temy
«Peprnit naumeHT B doKyce», rae obcyaunn feicrsyouime B Bonrorpagckoit o6nacty
MporpaMmbl MeAMKO-COLMAbHOW MOAAEPHKMN NAaLMEHTOB ¢ opdaHHbIMK 3aboneBaHMAMY, a
TaKXe nyTv 4719 aflpeCHOro peLieHna BONpocoBs AOCTYNa «PeaKUX» MaLneHToB U UxX cemeit K
MeAMLIMHCKOW M COLMaNbHOM MOMOLLN B PermoHe.

Y4acTHUKM 3acefaHua OTMeTUIN Te MO3UTUBHbIE M3MEHEHMsA, KOTOopble MPOU3OW/U B
nocnegHve rofbl B 06/1aCTM COBEPLIEHCTBOBAHUA OKa3aHWA MEAMLMHCKOW MOMOLLY
nauueHTam ¢ peakumm (opdaHHbIMM) 3a601eBaHNAMM, CPEAM HUX: PaCLUMPEHME NPOrPaMMBbI
HeOoHaTa/IbHOro CKpWHWHrA, cosaaHue doHaa «Kpyr fobpa» ana okasaHMA MeAMLMHCKOM
MOMOLM  AEeTAM, CTPAJAIOWMM  TAXKE/IbIMU  KU3HEYTPOXKAIOWMMM U XPOHUYECKMMMU
3a00/1eBaHNAMM, B TOM YMC/IE NPOrPECCUPYIOLLUMM peakumm (opdaHHbIMU) 3a60neBaHUaMY,
passBuTME TeNemeaMLUNHbI, a TaKXKe NoBblleHNE BpayebHOM HACTOPOMXKEHHOCTU B OTHOLLIEH MM
penKkux 3abosieBaHuUi.

B TO e Bpems, y4aCTHMKKM 3acefaHna OTMeYaloT He0BXOAMMOCTb MPOAOMKNUTE paboTy
Ha ¢enepanbHOM M PErMoHasbHOM YPOBHAX B 4YacTW «0HACTPOMKUY» CUCTEMbI OKa3aHus
MEAMUMHCKOM MOMOLLM rpaxaaHam ¢ pegknmu 3abonesanmamm. Mpexae BCEro, aTo CBA3aHoO
C yBeNUYEeHUemM B CTpaHe YUCNa TaKMX MNaUMEHTOB BBUAY Y/YYLIEHMA BbIABAAEMOCTU
3abonesaHuit, paspaboTKu U perncTpaLmm MHHOBALMOHHOM Tepanmu.



OfHMM M3 KpaeyrosibHbIX KaMHel Ana cucTeMbl 34paBOOXpPaHEeHMsA OCTaéTcs BOMpPoOC
obecneyeHna [0CTyna B3POC/bIX MALUEHTOB C «HOBbIMUY pPeAKMMM 3aboneBaHUAMU K
MHHOBALMOHHbLIM JIeKapCTBEHHbIM Mpenapatam, KOTOPbIA 3aTpyAdHAeTcda, B TOM u4ucie
cnenyowmMmmn pakTopamm:

—  Ha CerofHALIHUIN AeHb B NepeyHe peaKux 3abonesaHuii MmunHsapasa Poccun cogepsuTca
723 HauMeHOBaHWA, B TO BPeMA KaK rocyapCTBEHHbIMM rapaHTUAMKU OXBayeHo Bcero 28 13
HUX;

—  MauMeHTbl C KHOBbIMUY» peaKMMK 3a60/1eBaHUAMM OCTAOTCA HEBUAMMbIMMU A1 CUCTEMbI
3[,paBOOXPaHEHMsA, TaK Kak Ha denepasbHOM YypoBHE BeAETCA YYET TO/MbKO TeX MalMeHTOoB,
KOTOpble BXOAAT B MPOrpaMmy BbICOKO3aTpaTHbIX Ho3onoruit (B3H) u nepeyeHb
XUSHUYTPOXKAKOLWINX U XPOHUYECKMX Nporpeccupyowmx pegkux (opdaHHbix) 3abonesanuit
(MMNe403);

— HeCMOTpA Ha Ha/Juyue 3aperucTpuMpoBaHHOW Tepanuu AMA pafa KHOBbIX» PeAKMUX
3abonesBaHunit, camun 3T 3aboseBaHUA He BXOOAT B MPOrPaMmbl JIbIOTHOIO J1eKapCTBEHHOTO
obecneyenmna, n NaumMeHTbl, CTPAAAMOLLME UMM, HE UMEIOT NpaBa Ha JIbFOTHOEe IeKapCTBEHHOe
obecneyeHue no GakTy HaAUYMA «KPEeSKOro» AnarHosa.

MpeacraBuTeNn naLUeHTCKMX OpraHM3auuii B LLEJIOM MOJIOMKUTE/IbHO OLEHMBaloT TOT
YypOBE€Hb MEeAMUMHCKOW MOMOLLM, KOTOPbIA OKasblBaeTcA MauMeHTam C  peaKkuMu
3abonesaHnamn B Bonrorpagckoit obnactu. B To e Bpems B perMoHe ocTaloTca BOMPOCHI,
KOTopble HYXJaloTcA B MNPopaboTKe C Lenblo MnosbileHUa 3GPEeKTUBHOCTM OKasaHuA
MeJMULIMHCKOW NOMOLLLM JTIOASAM C peAKUMM 3a601eBaHNAMMU:

— CO3[3aHVe PEervoHasibHOW CUCTeMbl MapLIPYTU3ALMKU MALUEHTOB C axOHAPOMAasuelt,
HenMpodMbpomMaTo3oM, HacNeACTBEHHON AUCTPOPUEN CeTYaTKU, CMMHANLHON MbILLEYHOV
aTpodueinn, a TakKe NepBUYHbIM UMMYHOAEDULUTOM;

— ¢opmupoBaHMe Ha GyHKLMOHANbHON OCHOBE HEPBHO-MbILLIEYHOTO LEHTPa A/IA geTel u
B3POC/IbIX Ha 6a3ze MHOronpPOGU/IbHLIX CTaLMOHAPOB C BO3MOMKHOCTBIO KOHCY/bTUPOBAHUS
MaLuMEeHTOB MEeXAUCUUMIMHAPHON KOMaHAOM CrneumasucToB, COMIacHO KAUHUYECKUM
peKoMeHAaLmnaM;

— Y/ydlleHue BbIABAAEMOCTM NauneHToB C¢ 6onesHblo Pabpu, HelpodubpomaTtosom u
NepBUYHBIM MMMYHOAEDULMTOM, C Y4ETOM PACNPOCTPAHEHHOCTM AaHHbIX 3a60/eBaHuil B
Poccuun n B mupe;

— MNOBblleHWe OPQGAHHON HACTOPOXKEHHOCTU CPeau MeAMUMHCKUX CreLuanucTos, B
4aCTHOCTK 33 CHET pacLUMpPEHUs COTPyaHUYEeCTBa ¢ defiepanbHbIMU LeHTpamMu U NPUMeEHEHUs
BO3MOHOCTEN TeNeMeULLNHbI;

— OpraHusauuA exerofHOro KOMMIEKCHOro o6cnefoBaHUA MALMEHTOB C  peaKuMU
3abonesaHMAMM, B YACTHOCTM MaUMEHTOB C HelipodubpomaTosom, BK/IIOYAIOLLETO
obcrefoBaHKe odpTasbMOOra, HEBPOJIOTa, SHAOKPUHOOrA, OPTOMEAA U OHKO/IOrA, a TaKKe
nposeaeHue MPT rosioBHoro 1 cnvHHoro mosra, Y3 u 3r;

— cobnofenne (N0 BO3MOMHOCTM, COKpalLEHME) CPOKOB MPOXOMAEHWUA MeaMKO-
COLMasIbHOM 3KCNepPTU3bI, B YAaCTHOCTU NALUEHTOB C PaXMTONOA06HbLIMM 3a60/1eBaHUAMM;

— OpraHusauma sevyeHua nauueHTa C CUHAPOMOM KOPOTKOM KWWKK (pebéHok 7 neT) B
COOTBETCTBMM C MPOTOKO/IOM BpavyebHOM KOMWUCCUKW, B YacTHOCTM obecrnevyeHue
CrneuuanMsMpoBaHHbIM MUTaHUEM, a TaKKe HeOOXOAMMbIMU PACXOAHbIMU MaTepuaiamm u
cpeacTBaMu MeAULMHCKOro Ha3HaYeHus;



— opraHusauuMa MeAMUMHCKOM MOMOLM MauueHTam ¢ 'pefkumu’ 3abosieBaHUAMM O
MECTY KUTe/IbCTBA. TaK KaK 6O/bLIMHCTBY CEMEN C MAaUuMEeHTaMMU C MYKOMOIMCaxapuao30M U
6onesHbio MNMomne npuxoauTca npeogonesaTb 3HAYUTENbHOE PACCTOAHME AJ1A TOro, YToObI
Noay4YnUTb JieyeHue B 06/1aCTHOM AeTCKOM BoNbHULE, KOTOPOE 3aK/IH0YAETCA B EXKeHeae/IbHOM
BBEAEHUN npenapaTta (MHOY3UU) NPOAO/IKUTENbHOCTLIO B 4 Yyaca. Kpome Toro, Heyao6cTBo
BbI3bIBAET NOJIyYEHME eXKeHeLeNbHOro HanpaBaeHns Ha roCnUTaAn3aLUnio 18 NPoXoXaeHun
Tepanuu;

— COKpallleHMe CpPoKoB obecrneyeHns MeOULMHCKMM 000pyAoBaHMEM U pPacXxodHbIMU
MaTepuasaMu MauMeHTOB, HYMKOAWLWMXCA B pPECcnMpaTopHOM MoAAEeprKKe, a TaKxKe
opraHusauMa WHOMBUAYa/NIbHOrO MoAxoda K 3aKynke wW3gesnMii B COOTBETCTBUU C
noTpebHOCTAMM MauMeHTa (Hanpumep, Beca annaparta, HaJM4ymna BCTPOEHHOrO YBAaMKHUTENSA,
KOMMAKTHOCTU MPU TPAHCMNOPTUPOBKE /1 OpraHM3aLMM HEe3aBMCUMOTO MepemMelleHua U
MOBbILLEHUA MOOUIBHOCTU);

— COBEpLIEHCTBOBAHME OKasaHMA Maj/IMaTMBHON MeAMUMHCKOW MOMOLLM B3POC/bIM
nauMeHTaMm, HY)KOQLWUMCA B PecrnupaTtopHoi noagepyKe Ha Tepputopumn Bosrorpagckoi
obnactu nocpeacTtBom (GOPMUPOBAHUA Bble3AHbIX Opurag NanavMatMBHON MeOMLMHCKOM
MOMOLLM, OpraHM3auuM HaCTPOMKM MeAMUMHCKOro obopyaosaHua (ammapaTbl He
WHBA3WBHOW BEHTUAALMU JIETKUX, OTKALUIMBATENM) B MeCTe TMPOMKMBAHMA nauueHTa Od
MCMoJIb30BaHMA B AOMALLHMX YCI0BUAX, 6e3 He0bX0AMMOCTM rocnUTann3aLmm B cTaLMoHap.

YuutbiBaA W3N0XKEHHOe Bbille, C Le/blo noBbleHUA 3PPEKTUBHOCTU OKasaHUA
MeAUKO-COLUaZIbHOM MOMOLLM MNauMeHTaM ¢ pegKUMKU 3aboneBaHMAMM, YYACTHUKMU
OO0roBOPUIUCH O ClleAyioLem:

MpofomkuTb  B3aMMOAEWNCTBME  MALMEHTCKUX  OpraHmMsauMii € KOMMUTETOM
34paBooxpaHeHna Boarorpaackoit 061actv M ero rnaBHbIMU BHELLTATHbIMM CrieLManmucTamu
ANA  BbIPabOTKM COBMECTHbIX PELIeHW MO aKTyaslbHbIM [/iA MaUMEHTOB C pefKuMU
3abosieBaHMAMM BOMpPOCaAM:

% coseplleHCTBOBaHWE MapLIPYyTU3aLUM NALMEHTOB C peKUMU 3a60}'IeBaHMﬂMVI;

— OpraHusauua Ha TeppuTOpuMM perMoHa Ha QYHKLMOHA/NbHOW OCHOBE LIEHTPa HEpBHO-

MblLleYHbIX 3ab0NeBaHMn, a TaKKe MHbIX LEHTPOB MOMOLIM MaumMeHTam ¢ opdaHHbIMM

3a60/1eBaHMAMM MO rpynnam naToiormi;

— opraHusauusa eXXerogHoro KOMM/IEKCHOTO obcneposaHus nauneHToB C

HenpodnbpomaTosom Ha 6aze MHOTONPOPUIbHON MeANLUMHCKOW OpraHMU3aLuK;

— TNpVYMeHeHue CTalMoHap3aMeLLaloLWmMX TEXHOOMMI No TUMY «CTalMoHapa Ha AoMy» Aas

MOBbIWEHMA [AOCTYNMHOCTM WM KayeCTBa OKasaHUs MEeOMUMHCKON MOMOLWM naumMeHTam C

opdaHHbIMM  3abosieBaHMAMM (B YACTHOCTM C CUHAPOMOM  KOPOTKOM KULIKU U

MYKOMO/IMCaxapma030om);

—  KOHTPO/Ib CPOKOB ODOPMIEHUA AOKYMEHTOB [ MPOXOMKAEHMA MeAUKO-CoLManbHOM

9KCNepTM3bl NaLMEeHTaMU C peKMmu 3aboeBaHnaAMM;

— COBEPLIEHCTBOBaHME OKas3aHMA Na//IMATUBHOW MEAMLMHCKOM MOMOLLM B3POC/bIM

MauMeHTam, HyXAalWMmMea B pecnupaTopHOi noAfepskke Ha TeppuTopum Bonrorpagckow

obnactn nocpeactsom GoOpMUPOBAHUA Bble3AHbIX 6purag, NanaMaTUBHON MeOMLMHCKOM

MOMOLINM, OpraHusauMM HaCTPOMKM MegMLMHCKOro o06opyaoBaHusa (annapaTbl He

WHBa3MBHON BEHTUNALMW NIErKMUX, OTKALLIMBATENIM) B MECTe TMPOMKMBaHWUA MauMeHTa Aad
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MCMO/Ib30BaHNA B [OMALLHKUX YCI0BUAX, 6€3 Heo6X0AMMOCTU roCNUTaIM3aLMmn B CTaLMOHap,
UHOMBUOYANbHOrO MOAXOAa K 3aKynKe MeaMUMHCKOro obopyaoBaHMA B COOTBETCTBUU C
noTpebHOCTAMM NaLMEHTOB.

lNpencepatens Komuccum no oxpaHe
340p0BbA rpaXkaaH, Gusnyeckol
Ky/AbType 1 nonynsapusaumm
30,0p0BOro 06pasa K13Hu

Ob6wecTBeHHOM NanaThbl
Bonrorpagckoit obnactu % I'.E. leHepanoBa

[Jupektop Boarorpagckoro ¢ounnana

®re0y MBO «MocKoBCKuiA

rocy,u,apCTBeHHluam r'yMaHUTapHO- — ]

3KOHOMUWYECKUN YHUBEPCUTET» /5\// E.B. lNonosa



