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A.O. [TAPOEHUMKOBY

YBaxaemblit Apryp Oserouy!

biaromapum Bac 3a coaeiicTBME B IPOBENCHMM MEPONPHUATHNA NALMEHTCKONM WMHUIIMATHUBBI
«Jlecant nobpa» B ropoze Ilerpo3zaBojacke: akuuu «BMmecTe paau >KU3HH» U 3acelaHUs HA TeMy
«"'Penxuii" manueHT B GOKyce».

Uudopmupyem Bac, Aptyp OneroBudy, uro 27 uroHs Ha 0Oaze JleTckod pecmyOnMKaHCKOM
oonpHUIBI UM. U.H. I'puroposuda B popmare «cranmmoHapa OJHOTO JHs» ObUIAa MPOBEICHA aKIUSI
«Bmecre paau xu3HU». B 3TOT 1eHb BEeCTH NpUEM «pEAKUX» MAallMeHTOB BpadyaM u3 [lerpo3aBozacka
MIOMOTJIM  SHAOKPUHOJIOT, aJJIEProJIor-MMMYHOJIOT, pPEaOMJIMTONIOT, JUETOJOr M OKYJIMCT W3
denepanbabIX 1IeHTPOB MockBbl, Cankt-IlerepOypra u Exarepunbypra. bonee 25 cemeii ¢ netbmu
¢ penkuMu 3aboJeBaHUSIMH, TTpoKuBaronux B Pecriyonuke Kapenusi, cranu ydacTHUKaMU aKIuu.
Onu npouwy 06cnea0BaHre U MOTYYUIN KOHCYIbTAUU Y3KONPO(DUIbHBIX CIEUAINCTOB B OJUH
JICHb B OJTHOM MECTE.

28 wurons B llltabe oOmectBeHHOM mopuepxkku «Eamnoit Poccum» cocrosnoch 3acenanue
«"Penxuit" mauueHt B gpokycey. Yyactue B MEPONPUITUN NIPUHSIIN NIPEACTaBUTENN MUHKUCTEPCTBA
3npaBooxpaHenust PecnyOnuku Kapenusi, MunucrepcTBa couuanbHOM 3amuThl PecryOnuku
Kapenus, 3axononmarensHoro CoOpanusi Pecnyonuku Kapenus, OOmecTBeHHONH manathl
Pecny6onuku Kapenus, ynosHoMoueHHbIE 1O IpaBaM 4yeioBeka U peO&nka Pecnyonuku Kapenus,
npencraButenb Ponna «Kpyr nobpay», riaBHbIE BHEIUTATHBIE CIELMATIUCTHI U BPayd pPErvoHa,
qjieHbl DKCIEPTHOIO COBeTa Mo peakuM (ophaHHbIM) 3a0oneBanusM Komurtera ["'ocynapcTBeHHOM
JIyMbI 110 OXpaHe 370pOBbsi, BEIYIUE CIEUUATUCTBI U3 (enepanbHbIX KIMHUK MockBbl, CaHKT-
IlerepOypra u ExatepunOypra, a Takke NpeacTaBUTENN HENPABUTEIbCTBEHHBIX HEKOMMEPUECKUX
OpraHu3aIui.

B paMkax OoTKpBITOro Auajora ydaCTHUKM OOCYAMIIM TEKYIUe OTPEOHOCTH JI0/IeH C peiIKUMHU
3a00JIeBaHUSAMU B pECIyOJIMKE, a TaKK€ BO3MOXKHOCTU JJIsl YJIYYIIEHUs OKa3aHUS UM MEJIUKO-
COLIMAJILHOW TIOMOIIM, @ UMEHHO BOIPOCHI JMArHOCTUKH, MapIIPyTH3alMM U peadWIuTaluu, a
TaK)X€ JIbTOTHOTO JIEKAPCTBEHHOTO0 OOECIeUeHus] U MPEEeMCTBEHHOCTH TEpanuu JJisl BHITYCKHUKOB
®onna «Kpyr nobdpay.

DKcepThl OTMETHIIM BBICOKHUN MpodeccHoHamu3M KapelbCKUX Bpadeil, OpraHu3zaTopoB
3IpaBOOXPAHCHUS U IIEJICHANPABICHHYIO paboTy, KOTOpas MPOBOAHWTCS B PETHOHE B YACTH
pa3BUTHS OKa3aHUs MOMOIIM MAIMEHTaM C peakuMH 3a0oneBaHusMU. Tak B Kapenuum Bemercs
PETUCTP «PEAKUX» MAlMEHTOB, B KOTOPBIA BKIIFOYEHBI 122 yenoBeka, 37 U3 HUX — JeTH. Bece oHu
MOJIy4atoT HEOOXOIUMYIO JIEKAPCTBEHHYIO U MEIUITMHCKYIO TIOMOIIIb.

Kpome Toro, c¢ 2023 roma B pecnyOimuke peanu3yercs TMporpaMMa pacuiipeHHOTO
HEOHATAJbHOTO CKPUHUHTA, a Takke paboraioT aBa meHTpa — «lleHTp HepBHO-MBIIIEYHBIX
6omnesnei, B ToMm uncie 1 CMA» u «Asuiepro-myabsMOHOJIOTHYECKHH 1IeHTp». Ocoboe BHUMaHWE B
Kapenuu ynemnsiercst BorpocaM peaduINTaLUN «PEAKUX) MAIIUEHTOB.

HUrorom paboThl SKCHEPTOB CTaja PE30JIONHs, KOIMHI0 KOTOpOH MBI HampaBisieM Bam B
MPUIIOKEHUH.

IIpocum Bac, Aptyp OseroBud, NpPUHATH PE3OJIONUI0 BO BHHUMAaHUE NPHU IUIAHUPOBAHUHU
JalbHEUIe opranu3zanud paboThl B HWHTEpecax MAalMEHTOB C PEIKHUMH 3a00JIeBaHUSMH B
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Pecny6nuke Kapenust u mpornH()OpMHPOBATH 00 HTOrax 3aceqaHus 3aHHTEPECOBAHHBIE CTPYKTYPHI.
ITo BompocaM, CB3aHHBIM C HTOTOBBIM JJOKYMEHTOM, MOKHO 00pamiaThCs 10 SJIEKTPOHHOM MOYTe —
desantdobra2023@mail.ru (koopaunarop npoekra Mapus Ceprauesa, mo6. Teaedon +7 (905) 587-
44-64).
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[Ipunoxenne k Ucx. nuceMy Ne 171 ot 13.08.24

PE30/II0UA
10 UTOr'aM 3KCIEePTHOIO 3aceaHus Ha Temy «''Peakuii' manueHT B gokyce»,

npoileanero B paMKax HHHIMATHBBI NAMeHTCKUX opranu3amnuii «/lecant noopa»

r. [leTpo3aBojack 28 urons 2024 rona

28 utons 2024 rona B ropoze IletposaBojacke B IlTabe o0mecTBEeHHOM OIIEPKKN
«Enunoit Poccum» ¢ 1ienpio oOCyXACHUS TEKYIIUX MOTpeOHOCTeH JIoACH ¢ peaKuMu
(oppannbiMu) 3a0oneBanusiMu B PecnyOnuke Kapenus, a Takke BO3MOXKHOCTEHM s
VIYUIICHUS OKa3aHUs HMM MEJAMKO-COLMAJIbHOM TIOMOIIM COCTOSJIOCHh 3JKCIEPTHOE
3aceqaHue Ha TeMy «’Penkuii” mauueHT B (poKyce» (1ajiee — MepoOnpusiTHE).

Opranuzatoppl MepoONpPHUATHA — [ALHMEHTCKUE OpPraHU3alUU - YYACTHUKHU
uHUIMaTuBEl  «JlecaHT noOpa» npu nojaepkke MMHUCTEpCTBAa 3ApPaBOOXPAHEHUS
Pecnyonuku Kapenus.

Y4acTHMKH JKCIEPTHOIO 3aceJaHMsl - IpeAcTaBuTeNM MuHHUCTEpCTBa
3apaBooxpanenus PecnyOnuku  Kapenus, MuHuctepcTBa COIMAIbHONW — 3allUTHI
Pecniyonuku  Kapenus, 3akononmarenbHoro CoOpanust PecnyOmuku — Kapenus,
O61ectBenHol nanarsl PecriyOonuku Kapenusi, ynoaHOMOYEHHBIE IO TIPaBaM Y€I0BEKa U
pe6énka Pecnybmuku Kapenus, mnpencraButens @Ponma «Kpyr mpobpay, riaBHbIe
BHELITaTHbIE cHenuanucTsl MuHuctepcTBa 3apaBooxpaHeHusi PecnyOnuku Kapenus,
YiIeHbl OKCIEPTHOro coBeTa Mo peakuM (opdanHbM) 3a0oneBanusM Komwurtera
['ocynapcTBenHo# J[yMbl IO OXpaHe 3A0pPOBbS, METUIIMHCKUE CIICIIHAIMCTHI PecriyOmmku
Kapenusi, Bexymue cneruanuctsl u3 denepanbubix kimHUK MockBbl, Cankt-IlerepOypra
u EkarepunOypra, a Taxke NpeICTAaBUTEIN HEMPABUTEIbCTBEHHBIX HEKOMMEPUECKHX
OpraHu3aIum.

C nokJiajaMu HA MePONPUATHHN BbICTYHJIU:

BMJIKO 3aMecTuTeNb npescenatens Komurera no 34paBooXpaHeHUIo U COITUATBHOM

Omnpra FOpreBHa MONUTHKE 3aKOHOAaTeNIbHOTO coOpanus Pecriyonmku Kapenusi, rinaBHbIi
Bpad roCcy/1apCTBEHHOTO OFO/DKETHOTO YUPEKICHHUS 3[PAaBOOXPAHEHUS
«[opopckas nonukmuarKa No 4

IIETPOB HadaJIbHUK OT/I€JIa OPTaHU3ALMU MEJUIIMHCKON TOMOILH U JIEKAPCTBEHHOIO

Anexcanap Bukroposuu obecnieuenus MunucrepcTsa 3apaBooxpanenus Pecybnmku Kapemnust

XBOCTHUKOBA JUPEKTOp ABTOHOMHON HEKOMMEpYECKOH opranusanuu «LlenTp momouu

Enena ApkanbeBHa manuentaM "I'enom"y», aineH CoBeTa OOIMECTBEHHBIX OPTaHU3aAIUN 110
3allUTe IIpaB NaUMEHTOB pU MUHUCTEPCTBE 31paBooXpaHeHust Poccuiickoit
degepanuu

INYKAH pykoBoautens [IpoexTHoro oduca «Penkue (ophanHbie) Ooe3HN»

Enena FOpreBHa ®eneparbHOTO TOCYIAPCTBEHHOTO OIOPKETHOTO HAYYHOTO YUPEKICHUS

«HarmoHansHbIN HAYIHO-UCCIIET0BATEILCKH HHCTUTYT OOIIECTBEHHOTO
3nopoBbs uMeHu H.A. Cemanikoy, uneH s3xcnepTHoro coera Komurera
TocynapctBenHo# JIyMbl 10 OXpaHe 370pOBbs 110 pelKkuM (OphaHHBIM)
3a00JIeBaHUSIM

KYJIAKOBA HavaJIbHUK OT/AEJa OPTaHU3alMOHHON U IPOEKTHOM AesTeNbHOCTH (PoHAa
Haransst Bnagumuposaa «Kpyr nobpa»




BOPUCOBA
Mapus UropesHa

Bpay-T€HETUK MEIUKO-TeHEeTUYECKON KoHCynbTanuu ['bY3
«Pecnybnmkanckas 6onpHUIIA BM. B.A. BapanoBay, T1aBHBIA BHEIITATHBIHA
CIICIUATHCT 110 MEAUIIMHCKON reHeTuke MUHUCTEPCTBA 3APaBOOXPAHEHUS
PecrryOnuku Kapenus

BEPCEHEBA
Haranss HukomaeBna

BHIIC-TIpeAceaaTe b MeKpEernoHaIbHOM 01aroTBOPUTEIHLHOM
00IIIeCTBEHHOM OpraHm3aIiui HHBATHI0B «OOIIecTBO MAIlEHTOB C
MIEPBUYHBIM UMMYHOAC(HUIIITOM)

NBAHYA yiieH npasienns CBEpUIOBCKON pernoHanbHON O0IeCTBEHHON

Enena BuktopoBHa opraamzanmu «mmynnas rapmormsn»y (Cuagpom [1IBaxmana-/laiimona)

HIMBAHOBA HCTIOTHUTEIbHBIN THPEKTOp MeXpernoHaIbHOW 00IIECTBEHHOM

Bapsapa AnnpeeBHa OpTraHM3aIMU COJCHCTBYSI M IOMOIIU OOJBHBIM C HACIICCTBCHHBIMHU
3a00JIeBaHUsAMU ceTYaTK «UTOOBI BUICTH!»

BAPJIAMOBA TartbsiHa Bpau—aerckuii s3HnoKpuHOIOT ' BY3 «Jletckas pecmybnukaHckas O0IbHHAIIA

BanentunoBHa uM. MI.H. I'puroBuyay, riaBHbIA BHEIITATHBIN AETCKUNA CTIEIIUATUCT
SHI0KpUHOJI0T MUHUCTEpCTBA 31paBooxpaneHus Pecriyonuku Kapenus

KYHAIIEBA npeceaaTeb peruoHabHOro oTneneHus B T. Cankr-IlerepOypre

Anuca AHapeeBHa

MesxpernoHansHOM 001IecTBeHHOM opranm3annn «llanneHTckoe
COOOIIECTBO PaxUTONONO0HBIX 3a00neBanuii "[lociencTBus»

BAPLBIIIEBA
Onsra IOpbeBHa

npodeccop kadeaApsbl TOCTUTATILHON Tepanui MeAUIIMHCKOTO HHCTUTYTA
M. A.IL 3unsbepa PI'BOY BO «llerpo3aBoackuii rocyaapcTBEHHBIH
YHHUBEPCUTETY, TJIaBHBII BHEIITATHBIM IaCTPOIHTEPOIIOT, He(posor
MununcTepcTBa 3apaBooxpanenus Peciybnuku Kapenus

BFAJIAIIIOBA
Mapus CepreeBHa

BEIYIIUN SKCIIEPT 1O MPOCKTHON JAEATEIHLHOCTH ABTOHOMHOMN
HEKOMMEPUYECKOW OPTaHN3aIluH 110 OKa3aHUIO TIOMOIITH OOJEHBIM C
CHUHIPOMOM KOPOTKOH KUIIKHM U METa0OINYECKIMH HapyIIeHusIMHu «Betep
HaJIeKI»

TPYXAHKNHA
3unauaa BrnagumupoBHa

3aBeyromas eHTpom nerckoi Heposoruu ['bY3 «Jlerckas
pecnyonmkanckast bonpHUIA M. .H. ['puroBuyay, riaBHBIN BHEIITATHBIN
CIEIMAIIUCT HEBPOJIOr MUHHUCTEPCTBA 3/1paBOOXPaHEHHUS

Pecny6nmku Kapenust

I'EPMAHEHKO
Omnsra IOpseBHa

JMPEKTOP OJIAarOTBOPUTEIBHOTO (POH 1A TOMOIIH OOJBHBIM CITHHATBHOMN
MBIIICYHON aTpodueii U APYrUMH HEPBHO-MBIIIICYHBIME 3a00JICBAHUSIMU
«Cembu CMAY, uiieH 3xcniepTHoOro copera onua «Kpyr nodpa»

I'PEMSIKOBA
Onbra llBaHoBHA

yUpeIUTENb OJaroTBOPUTEIHHOTO (DOH/IA PA3BUTHSI CHCTEMHOM MOMOIIH
nanueHTam ¢ muoguctpodueii Hromenna «I'OPIEN», unen skcnepTHOro
cosera (onna «Kpyr nobpa»

OPOJIKOBA 3aBefyromas ajuieprojorudeckum nnearpom ['bY3 «Jletckas
Exarepuna MBaHOBHa pecnybnukanckas 6onpauna uM. ML.H. I'purosuyay
SAWUIEBA TUpeKTop acconuaruu «OpraHu3amnus MOMOIIH OOJIHHBIM

IOnust AnaronreBHa

MYKOBHCIIHI030M», TIOMOIIIHHK TIPEICEaaTeNs MpaBIeHUs
onarorBoputesibHOro honma «OctpoBay, wieH CoBeTa 00IIECTBEHHBIX
OpTraHM3aIUi TI0 3alUTe MPaB MaIMeHTOB Ipu MUHHCTEPCTBE
3apaBooxpaHeHust Poccuiickoit deneparumn

ITABJIOBA Kypatop Hanpasienus «[lopdupus» ABTOHOMHON HEKOMMEPYECKOH
Onwra BmanumuposHa oprauusanmu «lleaTp momomu narmentam "['erom'"»
SAKOBJIEBA npencenarens Cankr-IlerepOyprekoii 00IIeCTBEHHOM OpraHU3aIUN

Onsra BrnanumupoBHa

MTOMOIIY MAIMEHTaM ¢ ()eHUIIKETOHYpHEH

OnHOM W3 OCHOBHBIX CTPAaTETHYECKUX Ieieil MUHHCTEpCTBa 3APaBOOXPaHCHUS
Pecniyonuku Kapenus sBisieTCs CHUKEHUE WHBAIUIU3AINHA HACEIICHUS PECIyOIMKH B
pesynbrate opdanubix 3a6onesanuiil. Ilo ganasiM Munsapasa Pecriy6nuku Kapenus, na
CETOHSAIIHUH JCHb B PETUCTP MAIIMCHTOB C OppaHHBIMU 3a00JCBAHUSIMH BKIItOUEHO 122
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4enoBeKa, u3 HuX 37 - netu. Peur ua€T o manmeHTax U3 MepedHs KU3HEYTPOKAIOMINX U
XPOHUYECKHUX Mporpeccupyromux penkux (opdannpix) 3aboneanuii (I[loctanorieHue
[TpaButenbctBa PO ot 26 anpens 2012 r. Ne 403).

Y4YacTHUKM DKCHEPTHOTO 3acelaHus OTMETWIHM IICJICHANPABICHHYIO padoTy,
KoTopast Beaércs B PecrryOnuke Kapenus B 4acTv pa3BUTHS OKa3aHHUS TIOMOIIY MAITUCHTaM
C peIKUMHU 3a00JIEBaHUSIMU.

Ha teppuropun PecnyOnuku Kapenus peanusyercss BeJOMCTBEHHas IieieBas
nporpamMma «lIpenynpexaenue wunBanuauzauuu Hacenenus PecnyOnuku Kapenusy»
(yrBepxkneHa Ilpukazom MunucrepctBa 3apaBooxpanenust Pecryonuku Kapenus ot 23
aBrycra 2023 1. Nel273/M3-II) B pamkax KOTOpOH BBIACICHBI MEPONPHUATHS TIO
HanpasieHnto «Opdannble 3a0oneBaHus». B  dYacTHOCTHM, OHM mpeayCcMaTpHUBAIOT
oOecrieyeHre MAMEHTOB C PEIKUMH IAaTOJOTMSMHU JIEKAPCTBEHHBIMU IpernapaTaMu
0a3MCHOI Tepaluy U CIEIHATN3UPOBAHHBIME NPOIYKTAMHU JiedeOHOro nuranus?. Tak, 3a
cuét cpeactB PecnyOnmukm Kapenmus B 2023 romy JnekapcTBEHHON Tepamued OBLIO
obecrnieueHo 58 dYeNmoBEK C peakuMH 3abojeBaHMsIMH Ha cymmy 122,39 muH pyOnei,
3akyruieHo 1956 ynmakoBok Ha oOuryro cymmy 126,7 muH pyonei. Ilo coctosauio Ha 1
utons 2024 roga B pamkax meporpusituii «Opdanubie 3a00ieBaHus» ObUIO 3aKYIUIEHO
1561 ymakoBKa JIEKapCTBEHHBIX MpenapaTtoB Ha cymmy 127,5 miH u yxe obecriedeHo 48
YyeJloBeK Ha cymmy 48,5 mutH py6uieit, B Tom uncie 11 nereii Ha cymmy 5,8 MitH pyOseil.

[To nmaHHBIM, TIPEACTABICHHBIM HAYaJbHUKOM OTJAENIa OpPraHU3alldOHHON W
npoeKkTHOH nearenbHocTH (honaa «Kpyr nodbpa» Kynakosoit H.B., 3a cuér cpencts @onna
«Kpyr mobpa» B Pecnybnuke Kapenus jgexkapcTBeHHOM Tepammei obecrnieumBaroTcs 39
MaIMeHToB B Bo3pacTe A0 19 net mo 16 HozosorusMm.

Taxke B pamkax ueneBod nporpammbl «lIpenynpexieHne HWHBaIUAN3ALANA
HaceneHust PecnyOmuku — Kapenusi» — peanu3yroTcss — OTJENbHBIE  MEpONPHUSTHS,
HampaBjeHHble Ha o0ecleyeHne JIEKapCTBEHHBIMHM IpenapaTaMu TpakJaH Ipu

XPOHHYECKUX 3a001€BAHUAX (COCTOSHMAX ), YTPOKAIOIINX KUIHH®,

[To nanasiM MuHHCTEpCTBA 37jpaBooxpaneHust Pecniyonuku Kapenus, exxeromHo Ha
oOecrieyeHue JIbrOTHBIX KaTErOpHil rpaxkJaH JIEKapCTBEHHOM Tepanuei, MeAUIIMHCKUMU
U3JIEIUSIMU, a TAKXKE CIIEUATM3UPOBAHHBIMU MTPOIYKTAMU JI€4eOHOr0 MUTaHUS U3 CPEACTB
Oro/KeTa PecIyOJIMKH BBIJICISETCS OKOJIO MUJUTHAp/a pyoiei.

Kpome Toro, B 2023 rony B PecnyOnuke Kapenus Obu1 opranuzoBan «lleHTp
JIETCKON HEBPOJIOTUN», B COCTAB KOTOPOTO BXOIUT «LIeHTp HEpBHO-MBIIIEYHBIX OOIE3HEH
B ToM umciie 1 CMA». Koeunstit ¢ponn Lentpa cocraBnsier 37 xoek. B ux uncne 28 xoek
— KpyrJocyTouHbll cranmvoHap U 8 — nHeBHOM. C 2024 ronma OTKPBITO OTHAENIEHUE
peabmmuraiuu Ha 15 koek. Taxke Ha TeppUTOpUM pecyOIUKH (YHKIHMOHUPYET
«ANnepro-nyJIbMOHOJIOTMYECKUI  LIEHTP», KPYIJIOCYTOUHBIM CTallMOHap KOTOPOIO
HAaCYHUTHIBAeT 27 KOCK, a JHeBHOM — 11.
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C 2023 roma B Pecnybnmuke Kapenus peanusyercs mporpamma paciIMpEHHOTO
HEOHATaJIbHOTO CKpUHUHTa. [l0 JaHHBIM TIJIABHOTO BHEIITATHOTO CIELUAIUCTA I10
MEIUIMHCKON TeHeTnke MuHucrepcTBa 3apaBooxpaHeHus PecmyOnuku Kapenus
Bopucoroit M.U., B 2023 roay B paMkax CKpUHUHTa ObUIO 00ciieioBaHO Ooiiee 4 Thica4
nereil. B rpymmy pucka momam 121 pe6&nok. M3 HUX TmOcCiae JOMOJHUTEIBHOTO
o0crenoBaHus ObLIO BBISBICHO JIBa MAMEHTa ¢ (PEHUITKETOHYpHUeH. 3a IEPBYIO MOJOBUHY
2024 rona B rpynny pucka nonaio 67 nerer. B To ke Bpems, Ha 20 uronsa 2024 ronxa no
pe3ynbTaTaM pacHIMPEHHOT0 HEOHATATbHOTO CKPUHUHTA HE ObUIO BBISBIEHO HU OJHOTO
MalnueHTa ¢ oppaHHON MaTOJIOTHEH.

[To panasiM MunuctepcTBa 3apaBooxpaHeHus Pecnyonmuku Kapenus, Ha
TEPPUTOPUU PECIYOJIMKH TaKXK€ IPOBOJUTCS BOCCTAHOBHUTEIBHOE JIEUEHHE JIeTe ¢
penKkuMH 3a00JeBaHMSIMM, KOTOPOE OCYIIECTBISETCS KaK IO MECTY JKUTENIbCTBA B
TEPPUTOPUATILHBIX TOJUKINHUKAX, TaK U B peaOMJIMTalMOHHOM OTJiejeHnH Ha O6a3e ['BY 3
PK «/lerckas pecnybnukanckas 6onpHuIa iMeHH M. H. I'puroBuyaa.

BMmecte ¢ TeM ydYaCTHMKM SKCHEPTHOTO 3acelaHHs OO0O03HAUWINM KIFOYEBBIC
BOTIPOCHI, KOTOPBIE TPEOYIOT KOHCOMUANPOBAHHBIX PEIICHUI OPraHoOB BiacT PecyOnuku
Kapenus, rmaBHBIX BHEHITATHBIX CIEIMATMCTOB, & TAK)KE YIIOJIHOMOYEHHBIX IO TpaBam
peOEHKa U YeloBeKa, Cpeau HUX:

- HempepbIBHOE TOBbINIEHHE OP(PAHHONH HACTOPOKEHHOCTH MeIHMIMHCKHX
CIEeNUAINCTOB, a TaK)Ke BHeJApPeHHEe B IIHPOKYH) MNPAKTHKY Ja00paTopHBIX
HCCJIeA0BAHUI ¢ I1eJbI0 TOBBIIIEHHS] BBISIBJASEMOCTH PeIKHX 3a00JieBaHUil U
CBOEBPEMEHHOI0 OKAa3aHUsl MeIHIMHCKOW moMoumd op(paHHBIM NMAaIHEHTAM BBHIY
TOrO0, YTO:

a) OJJHY M3 KJIIOYEBBIX pOJieil B paHHEM BBISABICHUU PEIKUX 3a001eBaHUN UTpaeT
HACTOPOKEHHOCTh Bpayeill NMEPBHYHOIO 3BEHA, KOTOpPHIE B IEPBYKD O4Y€pelb MOTYT
CTOJIKHYTBCS C IIEPBBIMU IPU3HAKAMU PEAKOU IATOJIOTUHU, KOTOPYIO OHHU JTOJKHBI YMETh
pacno3HaTh. YUaCTHUKH 3aC€aHMsI COLUTMCh BO MHEHUU O HEOOXOIMMOCTH NMPOBeAeHH
HA peryJsipHOi OCHOBE MEepONPHUATHI, HANIPABJEHHBIX HA (popMUpPOBaHUe OpaHHOI
HACTOPOKEHHOCTH MEJMUMHCKHMX CHENHAJMCTOB, B TOM 4YHUCIE 3a CUET pa3BUTUSA
00pa3oBaTeNbHBIX POTPAMM C YHacTHEM (eiepalbHbIX LIEHTPOB.

0) He Bce op¢aHHbIE NATOJOTHH CETOHSA MOTYT OBITH BBISIBJIEHBI € TOMOIIBIO
HEOHATAJbHOI0 CcKpuUHUHra. Hanpumep, nepBuusnble wummyHoaepuuutsl (ITM]])
NPEJICTaBISAI0T cOO0M Tpynmy 3a00JIeBaHUM UMMYHHOM CHCTEMBbI, KOTOpasi HACUUTHIBAET
oonee 500 M3BECTHBIX T'€HETHYECKUX MyTauui. IIpu CKpUHHMHIE BBISABISIOTCS TOJBKO
camMple TSDKENbIe TAaTOJIOTMH, KOTOphle TPEOYIOT ONEpaTUBHOTO  MPOBEACHUS
TpaHCIUIAHTAllMM KOCTHOTO MO3ra manueHtaM. boinbmas yacte mnauueHtoB ¢ T1AJ]
octaétcsi B «cepoi» 3o0He. [lo cmoBam Bune-nipeacenarens MBOOU  «OOmiecTBo
NAaIeHTOB C NEepBUYHBIM HMMYyHonepuruTom» bepcenéBoit H.H., Ha mocraHoBKY
nuartosa namnueHtam ¢ [IMJ] B cpeaHeMm yXoauT MSATh JeT. 3a 3TO BpeMs HaIllMEHTHI
WHBAJUAM3UPYIOTCA, 4YTO TpeOyer emie Ooubllie 3aTpaT OT 3ApPaBOOXPAHEHUsS IS
NOJJEP/KAHUS UX KU3HENEIATEIbHOCTH.

B) MHOTHE pelKHe 3a00JieBaHMsI MMEKT Hecnenudpuyeckue NMPU3HAKU. UX
NPOSIBJIEHUSI Pa3HOOOpa3Hbl M MHOTOJMKH, YTO 3aTPyAHSAET PAHHIO JHAarHoctuky. K



TaKUM TATOJIOTHSM, B TOM YHCIIE, OTHOCUTCS alb(ha-MaHo3um03, Hehpodudpomaros,
nopdupus, cuaapom IlIBaxmana-Jlaiimoana (CHI/L), meimeunas auctpodus JrormeHHa,
oone3np llomme, Oonesnp ®abpu, Mykomosaucaxapuao3d u ap. Ilo naHHBIM uneHa
npaBieHus CBEpATOBCKOW pPErHMOHANBbHOM OOIIeCTBEeHHONW opranuzaiuu «MMmmyHnHas
rapmonus» MBanueBoii E.B., B Poccun Ha ceromHsiliHMN J€Hb HACUMTBHIBACTCS JIWIIIb
okosio 100 marmenToB ¢ quarao3oM CIIJI. 3a6omeBaHue MOKET CKPBIBAThCS TI0JI MaCKOM
[EIUaKUM, TEeNaTUTa, MYKOBUCIHI03a, OHKOJOTMYECKOW MAaTOJOTUM, MEPBUYHOTO
uMMyHoJedunuta u mp. [lo3ToMy auMarHo3 4acto OCTaeTcsi HEYCTAaHOBIIEHHBIM WITU
YCTaHABJIMBAETCS CIUIIKOM MO3AHO (B cpeaHeM B Bo3pacte 8-10 jeT), yTo yXyAuiaer
MPOTHO3 JJIsl JAHHOU TPYyMIIbI MAlIUEHTOB.

N3-3a BKpaguuBOoro u CTEPTOTO aeOr0Ta MbImeuyHON muctpoduu [lromenna
CpeHUI BO3pacT MOCTAaHOBKM quartosa B Poccuu cocrasinser 7 neT, 4to pataabHO MO3AHO
JUISL IPUMEHEHHUSI 30JI0TOTO CTaHAApTa TEPANTUU WK COBPEMEHHOM F'€HHOM TEpaIuvu.

HJ’I}I IMOBBINICHHUA HACTOPOXCHHOCTH B OTHOHIICHHUH aJ'II)(ba'MaHHOSI/IIIOBa CTOUT
O6paTI/ITb BHUMAHHUC CIICHUAIHNCTOB HAa TAKHC CHUMIITOMBI, KaK TYIrOyXOCTb paanquﬁ
CTCIICHNU BBIPAKCHHOCTH, YaCTLIC I/IH(i)CKI_II/II/I BCPXHUX  ObIXAaTCIbHBIX HYTGﬁ C
HpeO6HaI[aHI/IeM OTHUTOB, a TAKXKC 3aJICPIKKA IICUXOMOTOPHOI'O Pa3BUTHA.

) 4acTh PeIKHX 3a00JIeBaHMii MPOSBJIAIOT cedsi B Gojiee MO3IHEM BO3pacTe H
TPeOyIOT MOCTHATAJILHOI0 CKPUHUHTA. BBeneHrne npoduiIakTHIeCKuX MEPONIPUATHI U
OCMOTpPOB TO3BOJISIT TOCTaBUTh HAa KOHTPOJb MAIIMEHTOB B I'PYIIE PHUCKA, TEM CaMbIM
CHHU3UTH Pa3BUTHE TSHKEIOW MHBATUIHOCTH M HEONArOMpHUATHBIX MCX0J0B. HeoOxomnm
paclIupeHHbli MPOoPUIAKTUYECKUH OCMOTpaM JIeTel, B MepedyeHb JOMOJHUTEITBHBIX
MEPOIPHUATHIT HEOOXOAMMO BBECTH aHAJIN3 KPOBH JIETSAM B Bo3pacTe oT 12 10 18 mecsies,
KOTOPBIN aéT BO3MOXHOCTh Ha PAHHEM JTalle BBISIBUTH Takue opdaHHbIE 3a00JIeBaHus,
kak Oone3ns ['ome, 6one3nr Humanna-Iluka, muonaturo Jlrormenna-bekkepa, 6ose3Hb
[Tommne, 6one3ns @abpu u apyrue. Pe3ynbraTel OMOXMMUYECKOTO aHAIU3a JIal0T OYEHBb
BXHYIO MH(MOPMAIIHMIO, HE MOMAAaeT JIU MAlMeHT, KOTOPBIM, BO3MOXKHO, elI¢ HE UMEET
KJIMHAYECKUX CUMIITOMOB, B ONPEICIIEHHYIO TPYIITY PUCKA, U HE CIEAYET JH HAIPaBHUTh
ATOTO MallMEHTa Ha CTeIHAIbHbIE TeHETUYECKUE UCCIICIOBAHUSI.

1) Ha3HAYeHWe YTOYHSIOIIUX JIA0OpPATOPHBIX MCCJIEAOBAHUN TO3BOJIHUT
BOBpeMsl BbISIBUTH OP(aHHYI0 NATOJOTHI0 M HA3HAYMTH KM3HEHHO He00XOAMMYIO
TepanuIo, a 3HAYUT — U30eKaTh MHBAJIMIN3AIINY TAIIUEHTA.

Hanpumep, Ha3HaueHue NaluyueHTaM ¢ MpU3HAKaMK paxuTa YTOYHSIOLIEro aHaIu3a
KPOBH Ha Heopranmyeckuit ¢ochop wuiam Ha menodnyro ¢ocdarasy MOMOXKET
CHEUAINCTAaM IMOBBICUTH BBISBIISIEMOCTh TaKOW PEAKOM MATOJNOIMH, KaKk X-CLENJIECHHBIN
runoocdaremuueckuii paxut (I'OP) Ha TOKITUHUYESCKOHN CTa UK, KOT/Ia MOYKHO N30SKATh
TSOKENBIX TOCJIEICTBUM JUIsl 30pPOBbsl MAllMEHTOB, TJ€ TMOMHUMO MEAMKAaMEHTO3HOU
Tepanuu TpedyeTcss XHpypruyeckoe BmemaTenbcTBO. Celiyac ke, Kak OTMeEYaeT
npejacenaTeslb  PErHOHaJbHOTO  OTACNEeHHMS ~ MeXperuoHanbHOW  OOIIEeCTBEHHOM
opraHu3anuu «ITamentckoe COOOIIECTBO  PaxXWUTOMOJOOHBIX  3ab0JeBaHUM
"TTocnenctBus"» B r. Cankt-IletepOypre Kynsmesa A.A., cpeaHuii BO3pacT MOCTAaHOBKH
nuarHo3a ['OP npuxoautcs Ha 3-4 roaa, KOrja y NalMEHTOB HAOJIOAACTCSl MbILICYHAs
cnabocTh, CHUJIbHAs 3aJiepKKa pocTa, Mporpeccupyromme jaeGopManuu  HUKHUX
KOHEUYHOCTEH, a Tak»Ke MpoOJIeMbI ¢ 3ydoamu.



[To cnoBam kyparopa wnanpasineHus «llopoupus» AHO «Uentp momomm
nanuentam "I'enom"» [TaBnoBoii O.B., 3a4acTyro manueHTKH ¢ mophupuen — 3To Te caMmble
HEJMarHOCTUPOBAHHBIE CIIy4al CMEPTEd MOJIOJBIX JKCHIIMH B pEaHUMAalMHh. XOTA B
Pecnybnuke Kapenus manpeHTOK ¢ TaKuM JUAarHO30M HE BBISIBIEHO, B COCEOHEN ¢ Heu
OUHIISHIUY UX YUCITIEHHOCTD JIOCTUTAET 3 ThICSIY. SIpKUM CUMIITOMOM NOPGUPHH SBIISETCS
CUJIbHAsI, pe3Kast 00J1b B skuBOTEe. OMAaCHOCTH 3a00JIeBaHUS 3aKIF0OYAETCS B TOM, UTO JEOIOT
00JI€3HN WM NMOBTOPHBIM MpUCTYN TpeOyeT 3KCTPEHHON IMArHOCTUKU M 3KCTPEHHOTO
JedeHus, 6e3 KOTOPOro BhICOKAa BEPOATHOCTH JIETAIBHOIO UCXO/a B TeUeHUE 3-4 HeNeb.
[TonTBepaUTh OUArHo3 HEOOXOAUMO B TEPBBIE CYTKH IOCIE€ MPUCTYyNA C TOMOIMIBIO
peaktuBa Opnuxa (ctoumocth Habopa Ha 400 ananuzoB coctaBisier 1400 pyOneit). B
clly4ae MOJITBEPKIECHUS NOpQUPHH, TIpEernapaT FePMUH JT0JKEH ObITh BBEIEH B 1-2 cyTKH
OT Hayajia MpUcCTyma.

- Ppa3BUTHE M TMNOBBbIIIEHHE JOCTYNHOCTH [ONOJHHUTEJIbHBIX METOI0B
AUATHOCTUKH, B TOM YMCJIe TeHETHYEeCKOr0 TeCTUPOBAHUS, ¢ LeJbI0 OMNpeeeHus:
MYTaIU IS HA3HAYeHHUs TAPTeTHOM Tepanmuu, KOTOpasi MOKET HE TOJIBKO OTCPOUYUTH
mporpeccupoBaHue 3a00J€BaHUsl, HO U 3HAUUTEIIHO YIYUIIUTh COCTOSIHUE MAI[MEHTOB.

JlaHHBIN BOIIPOC aKTyalieH, B YaCTOTHOCTH, Il MOa0Opa TapreTHOW Tepanuu
MalUeHTaM C MYKOBUCIMJIO30M, a TakKe HAcJIEeICTBEHHON aucTpodueil ceTyaTkw,
KOTOpPBbIE UMEI0 OOJIBIION CIEKTP T€HETHYECKUX MyTaluid. B ciaydae ¢ HaciencTBeHHOMN
mucTpoduell ceTyaTKu, Ha CETOJHSIIHUN JIeHb NMAaTOTEHETHYECKOE JIeUEeHUE JIOCTYITHO
TOJIBKO JIJIS1 OJJHOTO U3 BUIOB MyTaIuid, B reHe RPE6S, koTopbIii MpUBOIUT K 3a00JI€BAaHUIO
NUTMEHTHBIN peTUHUT Wik AMaBpo3 Jlebepa. [loaTBepauTh Hanu4Me MyTalil BO3MOKHO
TOJBKO TOCPEJACTBOM NPOBEJACHHS T€HETHYECKOro TecTa. UeM paHblIe TaKOW MAILUEHT
OyAeT KIMHUYECKH ¥ TeHETUYECKU TUarHOCTUPOBAH M YeM PaHbIlle HAYHET JICUCHUE, TEM
OombIIIe 3pUTENBHON (PYHKIIMHM y HETO COXPAHUTCS, M OH TApAHTHUPOBAHHO HE OCJICTTHET B
Oyaymem. B uactHoctn, B CeBepo-3amagHoM ¢eaepaabHOM OKpyre HacTpoeHa
MapIIpyTHU3aIKs MalMeHTOB ¢ TIOJJO3PEHUEM Ha HACIEICTBEHHYIO TUCTPODUIO CETYATKHU.
[TarmenTsI 1F060TO BO3pacTa MOTYT OBITh HampasiieHbI 1o hopme 057/y-04 na GecrimaTHoe
oocnenoanue B Cankr-IletrepOyprekuit  pumman  OIrAY HMUIL «MHTK
"Mukpoxupyprus riaza" uMm. akag. C.H. @egoposay». [TaumuenTsr B Bo3pacte a0 18 ner
MOTYT IPOWTH I'€HETUYECKYI0 JMArHOCTHUKY, HE Bbl€3Kas U3 PEruoHa, B TO BpeMs Kak
B3pOCJIbIE MAlMEHThI JOJKHBI cllaTh aHanu3 HenocpencrBeHHo B GI'BHY «Menuko-
TEHETUYECKUI Hay4HbIN HeHTp umeHu akanemuka H.I1. boukoBay.

B 10 € BpeMs1, Kak OTMEUaeT IrJIaBHbIM BHEIITATHBIN CIEIUAIMCT MO MEJUIIMHCKOU
reHeTuke MuHucTepcTBa 3apaBooxpaHenus PecmyOnuku Kapenuss bopucoa M.U.,
TeHETHYECKHE WJIM WHBIC TECThI, HEOOXOANMBIC /ISl BepuduKkanuu ophaHHOTO TUATHO3A,
MOTyT OTCcyTcTBOBaTh B cucteMe OMC wnm He OBITH MpEACTaBICHB HU B
rOCyJapCTBEHHBIX, HM B YAaCTHBIX JTA0OpaTOpHUSAX B paMKax OJHOTO pernoHa. To ecTh,
BO3MOXHBI CUTyalliH, YTO MAI[MEHTY HErJe CAaBaTh 3TH aHaiu3bl. [loaTOMy, KOTZIa peub
uAET O TUATHOCTUKE Op(aHHBIX 3a00JIEBaHUM, PETHUOHBI BHIHYKJICHBI PEIIaTh BOIMPOCHI:
TJIe AIMEHT MOKET 00CIIeI0BaThCA, Kakoil 00beM 00cIe0BaHNsI HEOOXOAMMO MTPOBECTH,
KaK €ro MHTEPIPETUPOBATh, & TAKKE UCKATh CPEACTBA I NX (PMHAHCHPOBAHMUS.

- IPOpadoTKa HA PerHOHAJILHOM YPOBHE MPABOBbIX MEXaHU3MOB, KOTOPbIe ObI
rapaHTHPOBAJM JOCTYN K JeYEHUI0 NMANMEHTOB ¢ Op(PaHHBIMH 3200JIeBAHUSMH 110



(pakTy nMartHosa (a He MHBAJMIHOCTH), a2 TaK:Ke NMPeeMCTBEHHOCTh TepanmuM NPH
nepexoje TAKUX NANMEHTOB U3 J1€TCKOH KOTrOPTHI BO B3POCJIYI0.

Ceroansi cuctema JIbIOTHOTO JIEKAPCTBEHHOTO OOECIEUeHMs] OXBaThIBaeT 28 u3
oonee uem 280 3apeructpupoBaHHBIX B Poccum penkux marosnoruit. Ilpu stom 3a
nocieaHue roabl s mopsaka S50 HOBBIX  peAKuX 3a00ieBaHUIl  MOSBUIIACH
MaTOTeHETHUYECKas Tepamnus, KoTopas yXe 3aperucTpupoBaHa B HaIlleW CTpaHe, HO Ha
JMAaHHBII MOMEHT HE BXOJAWT HHM B OJIHY TOCYAApCTBEHHYIO JIbIOTHYIO MpPOTpamMMy.
JlexapcTBeHHOE OOECHEYeHHE B3pPOCIbIX MAIlMEeHTOB C TaKUMU 3a00JIeBaHUSMU
rapaHTUPOBAHO 3a CU€T CPEACTB PETUOHAIBLHOTO OIOJKETa TOJbKO MPU HAIUYHH Y
nanuenta craryca «uaBanuay (Ilocranosnenue [IpasutensctBa PO o1 30.07.1994 Ne890)
1160 B paMKax MporpamMMmbl BEICOKO3aTpaTHBIX Ho300rui (B3H).

B o310l cBA3M pemieHus TpeOyeT BONPOC JalbHEMILEro JIEKAPCTBEHHOI'O
obecrieuenus: Tepanueit nogoneynsix ®onna «Kpyr no6pa», KOTOpbie O JOCTUKEHUU
umMu 19 et MOryT JMIIUTHCA JXKU3HEHHO HEoOXoauMo#l Ttepanmuu. B wacTHOCTH, B
Pecniy6nuke Kapenus B 2024 u 2025 rogax aBa manyeHTa CO CIIUHAIBHOW MBIIICUYHON
atpodueil U MEePBUYHBIMU MUMMYyHOJePHUIIMTaMU BBIMAYT U3 momnedeHus gouma «Kpyr
no0pay. {71 7TUX MalMeHTOB CleAyeT MPEyCMOTPETh BhlIeJIeHIE HEOOXOIUMBIX CPEJICTB
B PETHOHAJILHOM OIOKETE, YTOOBI MAIlUEHTHI, BHIXOSIINE 32 BO3PACTHBIE paMKu (OHIA
«Kpyr Jobpa», MOriii po10JKaTh Tepanuio 0e3 nepepsiBa. ITOT BOMPOC TAKKE aKTyaJleH
JUISL TIAIIMEHTOB ¢ THMOo(ochaTeMUYEeCKUM PaxUTOM, MYKOBHUCIIHIO30M U CHHAPOMOM
kopotkoi kumku (CKK). B uwactHocth, xu3Hp namueHToB ¢ CKK u e€ kauecTtBo BO
MHOTOM 3aBHUCHUT OT €KEJHEBHOTO MOJYyUYECHHs TTpenapaToB (BHYTPUBEHHON MH(Y3MOHHON
Tepanuy 1 MapeHTEPAIbHOTO MUTAHUS), B TO BpeMsI KaK JIF0ObIE 3aJICPKKU U TIEPEPHIBHI C
uX 00ecreueHneM HECYT CePhEZHYIO YTPO3Yy IS MX KU3HU.

[Io crnoBam nupektopa Accomuanuun «OpraHuzanusi TOMOIIU  OOJIBHBIM
MYKOBHUCITUI030M», TTIOMOITHUKA TMpecenaTess MpaBieHus 0JIaroTBOPUTENLHOTO (hoHIa
«OctpoBa» 3aiineBor F).A., Ha CerogHAIIHUN JACHb MAIMEHTHl C MYKOBUCIIHUI030M
MOJIy4aloT TOJIBKO OJMH Ipemnapar (JopHa3a anbda) B pamkax mnporpammsl B3H.
OcranpHble JIEKapCTBEHHbIE Tmpenaparhl 3akynatorcss wu3 cnucka JKHBJIT wnm
peruoHanbHbIX mporpamMm. Ilpm 3TOM CyIIECTBYIOT JIEKapCTBEHHBIE Ipenaparthl,
3apETUCTPUPOBAHHBIE KAaK MEIUIIMHCKUE W3JEIUsl, B YaCTHOCTU, TUMEPTOHHUYECCKUU
pacTBOp, OJOOpPEHHBIN Jisi MPUMEHEHHS Yy TAalMEHTOB C MYKOBHCIIUI030M (COTJIACHO
neictByrommM  KnuHMYecKMM — peKOMEHJalusiM M0 KUCTO3HOMY  (hubposy
(myxoBucuu03y) ot 2021 r.), KOTOpbIE B HACTOSIINI MOMEHT 3aKyMatOTCA PETMOHOM IS
NAIMEHTOB 10 PEIIEHUIO Cy/Ia.

OmHMM U3 pemieHus] B CIOKUBLICHCS CUTYyalldd, KOTOpas IMO3BOJIUT OOECIECYUTH
JOCTYITHOCTh W CTaOMJIBHOCTH TEpamnuM TMalueHTaM cTapime 19 J5er, MOXeT CcTaTb
CUHXPOHM3aIs epevyHel opaHHbIX HO30JI0TUH, O KOTOPBIM JIEKapCTBEHHOE 00eCTieueHre
nanueHToB  ocymectBisger ['ocymapcrBennsiii  ®onn  «Kpyr mobpa», u Ilepeuns
KU3ZHEYTPOXKAIOIIUX U XPOHUYECKUX MPOrpecCUpYIOMMX peaKux (opdaHHbIX) 3a001eBaHMiI
(ITocranosnenue IpaButensctBa PO ot 26 anpens 2012 r. Ne 403). Ilpu 5TOM, OTMEYAOT
HKCHIEPTHI, HEOOXOMMO CHATH C PETUOHOB 003aTENHCTBA IO JIEKAPCTBEHHOMY 00€CIIEUEHU 0
narueHToB 10 19 ner B pamkax 403 IIII myrem obGecneuenus ux B pamkax Ponnga «Kpyr
nobpa». Kpome Toro, cieayer paccMOTpeTh BO3MOKHOCTH pacIIUpeHHs QeaepanbHON



nporpamMmbl B3H 3a cuer mepeHoca u BkiIOYeHHS B He€ Haubolee «O0O0BEMHBIX» IO
KOJIMYECTBY MAIMEHTOB M CTOMMOCTH JIEUYEHHUS HO30JOTHM, B YAaCTHOCTH, CIIMHAJIBHYIO
MBIIIEYHYIO aTpoduUIo.

- BBICTPANBAHUE YETKOM CHCTEMbl MAPIIPYTHU3AIUA MAIUEHTOB ¢ OP(PAHHBIMHU
3a00/1eBAHMSIMU U1l TIOBBILICHUS] JOCTYTHOCTH MEIMWLIMHCKON momomu. Ilo maHHbIM
Buiie-nipeacenateass MbOOU «OO01iecTBO NalMeHTOB C MEPBUYHBIM UMMYHOIEHUIIUTOM)
bepcenépoit H.H., B pernone TpeOyeT HACTPOWKH MapIIPyTH3AMMSA JJIs B3POCIBIX
NAlMEHTOB C TMEPBUYHBIMU HMMYyHonAeduuuramu. B yacTHOCTH, OJHA W3 MAlMEHTOK
BBIHY/ICHA €KEMECSIYHO €3IUTh B MOCKBY JJISl TIOJy4EHUsSI TEPANUU 0 MPUYUHE TOTO,
YTO B PETMOHE HE OPraHU30BAHO €€ MOJIYYEHHE.

- peuieHre KaaApoBoii mpodaembl. s PecnyOnuku Kapenus, kak v 1j1st MHOTHX
cyowsektoB Poccuiickoii denepannn, ocTaércs akTyadbHBIM BOIPOC HEYAOBIETBOPEHHON
noTpeOHOCTH B Y3KHUX CIEHUAINCTaX, 4YTO 3aTPyAHSAET BO3MOXHOCTh CO3JIaHUS
MEXTUCIUILTTHAPHBIX KOMaH], HEOOXOAUMBIX U1 3(P(PEKTUBHOTO HAOIIOCHUSI, BEACHUS
U JIeYeHUd NalueHTOB C opdaHHbIMU 3aboneBaHusiMU. [lo cimoBaM mnpeacTaBUTENA
Munuctepcta 31paBooxpanenus Pecriyonuku Kapenus, kagpoBble BOIIPOCH! pelaroTcs
JIOCTaTO4YHO cioxHO. Tak, Hanpumep, B IleTpo3aBoicke Ha CErOAHSIIHMNA JEHBb
OTCYTCTBYIOT, KaK JI€TCKHMH, TaK M B3POCIbIH MMMYHOJOTH, KOTOpble HEOOXOAUMBI IS
BEJICHUS JMHAMHYECKOT0 HAOII0ICHHSI MALIMEHTOB C IEPBUYHBIMU UMMYHOE(PUIIUTAMHU.

- Pa3sBHTHE aJpPeCHBIX NPOrPaMM COLNMAJIBHON NOJJEPKKH IALHEHTOB C
oppannbiMu 3a0osneBaHusimu. Hanpumep, mamuentam c¢ ¢enunketonypuein (OKVY)
TpeOyeTcss MOXKU3HEHHOE COOJII0OJeHHE crelualbHOi O6e30enkoBoi auersl. OHaKo, Mo
naHHbIM npencenatens Cankt-IlerepOyprckoil oOLIECTBEHHON OpraHum3aluy MOMOIIU
nanueHTam ¢ peHmiketTonypue Skosnesoit O.B., oueHb 4acTO B perHOHaX OTCYTCTBYIOT
CHEIMAIN3UPOBAHHbIE MarasuHbl C HU3KOOENKOBBIMM TNpOAYKTamMH. bonee Toro,
CTOMMOCTh TaKUX HPOAYKTOB B 3-4 pa3a MpeBBIIIAET CTOMMOCTb OOBIYHBIX MPOTYKTOB
nuTaHus (Hampumep, ctouMocTh 200 rpammoB xyeba ¢ HU3KHUM cojepKaHueM Oerka
cocrasisier = 350 pyoneit).

- o0ecreyeHHe NANMEHTOB C PeAKHMH 3200/IeBAHUSIMH TEXHHYECKHMH
cpeacrBamu peaduiantauuu (TCP), meaMuuHCKUM 000pyI0BAHUEM H PACXOAHBIMU
matepuagamu. PervnonanbHslii nepedeHb TCP, yTBEpKIEHHBI pacnoOpsIKEHHEM
[TpaButenbctBa PecnyOmuku  Kapemuss ot 19.07.2016  Ne545p-I1,  comepkur
HCYEpIIbIBAIOLIEE KOJIMYECTBO TEXHUYECKHE CpeACTBa peadWIMTAllMM, B TOM YHCIE,
KpOBaTH MEIUIIMHCKUE CIELUATU3UPOBAHHBIC, HECKOJIBKO BUJIOB OABEMHUKOB. OJHAKO
UX IproOpeTeHrne BO3MOXHO TOJIBKO /IS IeTeH 3a CUET CpeACTB MATEPUHCKOTO KaruTala.
Ha ceromusmnuii aeHp obecriedeHne MEAWLIMHCKAM OOOpPYIOBaHHEM U PACXOTHBIMHU
MaTepuagaMu OphaHHBIX MAIlMEHTOB OCYIIECTBIISIETCS Yepe3 MporpaMmbl NaNTMATUBHON
MeauuuHCeKoi nomomu. B Pecniybnuke Kapenus peanusyetcst pernonanbHas nporpaMma
«Pa3BuTHE cucTeMbl NAJUIMATUBHON MEIMUMHCKON nmomomu B PecnyOnnke Kapenust Ha
2019 - 2025 romp». OmHako B HEW OTCYTCTBYIOT IUTAHOBBIE TMOKa3aTelud TI0
00ecreYyeHHOCTH METUIIMHCKUM 000pyioBaHueM. Takke B MporpaMme e€CTh yIIOMUHAHUE
PO CIIEHUATU3UPOBAHHOE MMUTAHUE, OTHAKO OTCYTCTBYET HH(POPMAIIHS O peaTH3alHH.



YYacTHUKU MEPONPUATHS JOTOBOPUINCH MPOJIOJIKUTE B3aUMOJEHCTBUE TIO BBIILIE
0003HauUEHHBIM BOIIpOCaM, a TaKXe II0 BOIpOCYy O JanbHeWlel ¢eaepanuzannu
«IOpOTOCTOSIIIUX» peakux 3aboneBaHuil. Kpome Toro, Opuia o0o3HaUeHA BAKHOCTh
pa3BUTHA B3aUMOJICHCTBHS B CBSI3KE «Bpad - MallMEHTCKas opraHusanus». B wactHocTH,
ObUI TMOJHAT BONPOC HANpaBICHUS BpayaMu ceMed Iocjie MOCTAaHOBKM Op(aHHOIO
JarHo3a B pEJIEBAHTHbIE NAIMEHTCKUE OpraHu3aluu I HMX IOCJIEIYIOIIEro
KOHCYJIbTUPOBAHHSI.

B wmeasx yiayuymenusi 3((EeKTHBHOCTH OKa3aHMSl MeIMKO-COLMAIbLHOM
MOMOIIIY NMALMEHTAM ¢ peAKuMH 3a001eBaHusAMH B PecnnyOsinke Kapennsi yyacTHUKH
3acelaHusI PEKOMEHAYIOT:

1. MunucrepcTBy 3apaBooxpanenusi Pecnyounku Kapesnsi coBMecTHO ¢ riIaBHbIMH
BHEIITATHbIMHU cnienuaancramu Pecny6auxu Kapeaus:

1) IIpopaboTaTh BOIPOC OpraHU3aIliu 00pa30BaTEIBLHBIX MEPOIPUATHH (B TOM YHCIIC IPU
ydqactuu  ¢efepa’dbHbIX IIEHTPOB) IJIs  Bpauel-TeuaTpoB, TEpPANeBTOB U
y3KOPO(MUIBbHBIX CIIEIMAIUCTOB, HAMPABICHHBIX Ha TMOBBIINICHUE KBATU(UKAIIUU B
chepe TMArHOCTUKHU U T€pPaAIuU PeAKUX 3a00JI€BaHUM, B TOM YUCJIE C UCIIOJIH30BAHUEM
WH(OPMAIIMOHHBIX MAaTEPHUANIOB, pa3pa0OTaHHBIX MpPH MOAJAEPKKE MAIMEHTCKUX
OpraHu3aIuu.

2) TlpopaboraTh BOIIPOC BHEIPEHUS Mep, HANPABICHHBIX Ha TOBBIMICHUE IOCTYIMHOCTH
HaleHTaM ¢ peIKuMH 3a00JIeBaHUSIMHU T€HETUYECKON TUArHOCTUKH C LIEIbI0 paHHEH
MIOCTAHOBKH JIMarHo3a ¥ HayaJla JISYeHHMs], a TaKKe NoA00pa Teparnuu:

— paccMOTpPETh  BO3MOXKHOCTH  OOECICUCHHS  MEIUIHUHCKUX  yUPEIKICHUH,
OKa3bIBAIONIUX DSKCTPEHHYID M CKOPYH) MEIHUIMHCKYIO IOMOIb, PCaKTUBAMU
Opnuxa ¢ 1EeNbl0 CBOCBPEMEHHOW JIMarHOCTUKH mopdupuu, a Takke
MPETYCMOTPETh  BO3MOXHOCTH  JKCTPEHHOH 3aKylKM Tpernapara TeMHH
MEIUITMHCKAM YUYPEKJICHUEM B ClIydae, €ClId B PETHMOHE BBISIBJICH MAI[UCHT C
JMarHo30M nophupus,

— JIOBECTH JI0 CBEJEHUS CHEIHAIUCTOB MH(OPMAIMIO O MporpaMmMe OecriaTHON
JUArHOCTUKU (OMOXMMHUYECKOE U MOJIEKYISPHO-TEHETUUECKOE HCCIEIOBAHMS)
anb(a-MaHHO3M103a, KOTOpasi MPOBOAUTCA B MeIuKO-TeHETUYECKOM Hay4HOM
uentpe umenu akagemuka H.I1. boukosa;

— JIOBECTH JO CBEJICHHS CIEIHUANTNCTOB (MeauaTpoB, Bpaued oOIIeH MNpaKTUKH,
0(TaJIbMOJIOrOB, Bpauel-reHeTUKOB) HH(POPMALIHIO 00 OpraHU3aMOHHON MOJIENIN
MapUIpyTH3alMK NAlMeHTOB ¢ HacieACcTBeHHON nuctpodueit ceryarku (HIC) B
CeBepo-3anagHoM  (¢eaepanbHOM  OKpyre, COJIEpXKalIylocs B IIHCHME,
MOJIFOTOBJICHHOM pPETrMOHalIbHBIMU 1LIeHTpamu skcrneptusbl HJIC na Gaze CIIO
¢unmnana ®T'AY HMUIL[ «MHTK "Mukpoxupyprus rnaza" um. akaa. C.H.
®denopoBa» u opransmoniornueckoit kTuHUKU OI'BOY BO «CII6 ITIMVY ».

3) PaccMoTpeTh BO3MOXKHOCTh pa3pabOTKH ajlroOpuTMa MPOXOXKIACHHS Mal[HeHTaMU
JETCKOTO BO3pacTa TECTUPOBAHHMS HAa YYBCTBUTCIBHOCTH K CAlPONTEPUHY B
COOTBETCTBUHU C JICUCTBYIOIIMMHU KIMHHYECKHUMH pekoMmeHnanusmu «Kimaccuueckas
(EHUIKETOHYPHS U JPYTHe BHIbI TUNIEpPEHIIATTAHUHEMUNY C IIENIbI0 Mepexoja Ha
oonee >(ppeKTUBHYIO TapreTHYI0 TEpamnuio, a TakKe MPeIyCMOTPETh BO3MOXKHOCTH



4)

5)

6)

7)

8)

1)

2)

JanbHENIero ooecrneyeHus MalueHToB TAKUMHU MpernapaTaMy B CIy4dae BbISIBICHUS €€
3b(HEeKTUBHOCTH 3a CUET CPEJCTB PETMOHAIILHOTO OIOKETA.

[IpopaboraTe Bonpoc MH()OPMHPOBAHUS CO CTOPOHBI MEIUIMHCKHX CIELHATUCTOB
(reHeTMKOB) MAalMEHTOB ¢ (PEeHUIKETOHypuell B Bo3pacte 14-16 ner, KOTOpbIM
MIOKA3aHO JICYEHUE IEerBajinazoil, 0 BO3MOXHOCTU HX JIEKApPCTBEHHOI'O OOECIEeUCHMUS
JaHHBIM npenapaToM 3a cuéT cpeacts donna «Kpyr nobpa», a Takxke OKa3aHUS UM
COJICHCTBUS B CIIy4a€ CAMOCTOSITEIbHOM MOJa4M MalMEHTAaMU COOTBETCTBYIOLIMX
obparenuii B @oHI.

PaccMoTpeTh BO3MOMKHOCTH  OCHAIIEHUS COBPEMEHHBIM  MHUKPOOHOJIOTHYECKUM
obopynoBanuem nadboparoputo Ha 6aze ['bY3 «JleTckas pecnybnukaHckas O0IbHUIA
Wm. N.H. I'puroBuua» ais ynydlleHHs KadecTBa pabOThl U MUKPOOHMOJIOTMYECKUX
OTBETOB JUIsl TALIUEHTOB C MYKOBHUCIIUI030M.

PaccMoTpeTh BO3MOXXHOCTh pPACUIMPEHUS TEPEUHs JIEKAPCTBEHHBIX IPENapaTtoB H
MEJUIUHCKUX U3JEINH, COTIAaCHO KOTOPOMY MPOUCXOIUT O00ECIeueHUE MalMeHTOB C
peakumu  (opaHHBIMHU) 3a00JEBAaHUSIMA B paMKaX BEJOMCTBEHHOW IIeJIeBOM
nporpammbl «IIpenynpexxaenne naBanuan3anuu Hacenenus PecnyOnuku Kapenus»,
BKJIIOYMB B HEro MEJUIMHCKOE W3JENHNE, TUMEPTOHHUYECKUN pPacTBOpP, a TaKKe,
npenapar, KOJUCTUMETAT HaTpHs, OAOOpPEHHBbIE JJIsi MPUMEHEHHUS Yy MaIMEeHTOB C
MYKOBUCIIUZIO30M B COOTBETCTBUHM ¢  jAeictByomumu  KinnHuueckumu
PEKOMEHIAIMAMU IO KUCTO3HOMY (hrOpo3y (MyKoBUCIIHI03Y) oT 2021 1.

[IpexycmoTpeTs MEphl 1O HETPEPHIBHOMY OOSCIEYCHHIO MAIUEHTOB C Op(haHHBIMHU
3200JICBAaHUSMHU (cimHATBHAS MBIIICYHAS arpodus, MYKOBHCIIUI03,
HelpopuOpoMaTo3, CHHAPOM KOPOTKOTO KHIIEYHUKA, TUITIO(GOCHATEMHUUSCKUN PaxuT)
JICKapCTBEHHOM TEPAIMMEH U CTICIIHATM3UPOBAHHBIMHE ITPOTYKTAMH JICYCOHOTO TTUTAHHSI
IpH UX BBIXOJe U3-1oj oneku Ponma «Kpyr nodpay u nmepexoje U3 JeTCKON KOTOPTHI
BO B3POCIYIO, a TaKXKe 00eCTeunTh HEOOXOAMMbIE MEPHI JJII CBOEBPEMEHHOT'O CTapTa
1 OecrnpepbhIBHOCTH JICKAPCTBEHHOW TEpamvy y MAlMEHTOB B3pPOCIOrO BO3pacTa C
peAKUMU 3a00JICBAaHUSMHU, KOTOPHIC HE BXOJAT B TEPEUYCHb JKU3HECYTPOXKAIOIIMX |
XPOHUYECKHUX MPOTPECCUPYIONINX penkuX (opdaHHbIX) 3a00JIeBaHHIA.

PaccMoTpeTh BO3MOXHOCTH BKJIIOYECHHS TUIAHOBBIX TOKazatened oOecredyeHus
MEIUIIMHCKUM OOOpY/JIOBAaHHEM W H3JCIUSMH B TIporpamMMmy «Pa3BUTHE CHCTEMBI
NauTMaTUBHON MeTUIIMHCKOM oMoy B Pecriybnuke Kapenus na 2019 - 2025 roapi»
C UENbl0 TOBBIMIEHUS A()(PEKTUBHOCTh TUIAHUPOBAHUS OIOKETa W OOECIeUCHUS
CBOEBPEMEHHOMN 3aKyNKH HEOOXOIUMOTO 000PYI0BaAHUSI.

MunucrepcrBy 3apaBooxpaHenusi PecmyOumkm Kapeaus coBmecTtHo ¢
TeppuropuaibubiMm ®ongom OobsizareqabHoro MeaumuHackoro CrpaxoBaHus
Pecny6smkn Kapenus:

PaccMoTpeTh BO3MOXXHOCTh BBEJICHUS, TP MPOBEJICHUHN JIMCITAHCEPU3ALNN JCTCH B
roJl, MPOBEJCHUS aHajdn3a KPOBH Ha KpeaTHH(POCPOKHHA3Y y neTed (Maab4YuKd |
JIEBOYKH) C IETBI0 CBOEBPEMEHHOTO BBISIBJICHHS MBIIICUHON qucTpoduun J(romeHnHa u
0ose3nu Ilomre.

PaccMoTpeTh BO3MOXKHOCTH BBEACHHS 0O0S3aTEIBLHOIO aHANIM3a HA HEOPTaHMYECKUH
dochop B KpoBU UM Ha IMETOUYHYIO (pocdaTazy mpu MOJO3PEHUU HA PAXUT y JETEH C
IEJTBI0 TOKIIMHUYECKOTO BBISIBIICHUS IMAIIMEHTOB ¢ THIMO(GOC(HATEMUISCKIM PaXUTOM.



1)

2)

1)

PykoBonurens

MuHucTepCcTBY cOnUaabHOM 3amuThl Pecnybankn Kapenus:

PaccMoTpeTh BO3MOKHOCTh BHEIPEHUS MEp COLUAIBHOM MOAJEPKKU MAlUEHTOB C
¢enunkeronypueit (PKY) B Buage ¢opMupoBaHHs NPOAYKTOBOM KOpP3UHBI U3
CEepTUPUIMPOBAHHON MPOAYKLUMHU, KOTOpass MOAXOAUT IO CBOEMY OEIKOBOMY
COJICPKaHUIO TAKUM MAllMEHTaM, WM B BUJI€ KOMIIEHCAIIMOHHBIX BBIIJIAT NAllUEHTaM C
®KYVY nHa npuobpereHnH NpoyKTOB, HEOOXOAUMBIX Ui COOTIOACHUS HU3KOOEIKOBOM
JTUETBHI.

PaccMoTpeTh BO3MOXKHOCTh MPUHATHS PETHOHAIBHOTO NEPEYHS TEXHUUYECKUX CPEJCTB
peaOunuTanuy 1160 BO3MOKHOCTH PACIIMPEHHs UMEIOLIETOCs MEepedHs 3a Mpeaesbl
CPEJICTB MaTEPUHCKOTO KaluTaia.

3akoHoaareabHomy coopanuio Pecnyoimnku Kapeaus:

PaccMmoTpeTs Bompoc 3akperieHuss Ha PErMOHajJbHOM YPOBHE TapaHTHMl JIBIOTHOIO
JIEKapCTBEHHOTO 00ECIeYeHHs MAIUEHTOB C PEAKUMH 3a00JIEBAaHUSIMU — MOAOTIEYHBIX
donga «Kpyr nobpa» npu noctuxennu umu 19-netHero Bo3pacta, B TOM YHCIIE MTyTEM
OpabOTKH COOTBETCTBYIOIIMX HOPMATUBHBIX MPABOBBIX aKTOB wiu npunstus HITA o
JBTOTHOM JIEKAPCTBEHHOM OOECTIEUEHUU TMAIMEHTOB C PEIKUMH 3a00JEBAaHUSMHU 10
(dakTy yCTaHOBKH JUarHosa.

E.A. XBocTHKOBa

Bceepoccutickoro mpoekra

IIanMCHTCKUX OpFaHI/ISaI_II/Iﬁ
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