PE30JIIOMA
110 UTOTaM IKCIIEPTHOrO 3acefaHus Ha Temy «''Pexkuii' nmanuenT B poxyce»,

npouieaero B paMKax HHHIMATHBBI NAMEHTCKUX opranu3anuii «lecant noopa»

r. Kazann 05 nexadps 2024 roga

05 nexabps 2024 roga B Kazanu c nenbro 00Cyk A€HUS TEKYIIUX MOTpeOHOCTEH
MAalUeHTOB C peaKkuMHu (opdhaHHBIMK) 3a00sieBaHusAMH B Pecniybnuke TatapcTtaH, a Takxe
BO3MOKHOCTEH JUIsl yJIyUIIEHHUs OKa3aHHUsI UM MEJUKO-COLIMAIbHON MOMOIIN COCTOSIIOCH
JKCIePTHOe 3acelqaHue Ha Temy «’Peaxkmii” mnanmeHTt B dokyce» (aamee —
MeponpusiTue).

Opra"nuzatopbl MepONPHUSITHS — TAINUCHTCKUE OpPraHU3aAlUU — YYACTHHKHU
WHULMATUBEI «JlecaHT moOpay.

Y4acTHUKH JKCHEPTHOIO 3acelaHUsi — IpeacraBuTenud MuHHCTEpCTBA
3npaBooxpanenusi PecnyOnuku Tarapcran, OOmiecTBeHHOW manatel PecmyOnnku
Tartapctan, ['ocynapctBenHoro CoBera PecnyOnuku Tarapcran, YOTHOMOUYEHHBIH IO
npaBaMm uejoBeka B PecnyOnuke Tarapctan, YmoJHOMOUYEHHBIN MO mpaBaMm peOEHKa B
Pecny6muke Tarapcran, dieHsl OKCIEPTHOTO COBETa MO peakuM (opdaHHBIM)
3a0oneBanusiMm Komwurera I'ocynapctBeHHO JlymMbl MO OXpaHE 3/10pOBbsl, TJIaBHbIE
BHEIITaTHBIE CeHancThl MuHuCcTEpCTBa 3ApaBooxpaHenus Pecy6onuku Tarapcran, a
TaKKe MPEICTaBUTENN HEIIPABUTEILCTBEHHBIX HEKOMMEPUYECKUX OPTaHU3aLAMN.

Ha meponpusiTuy BHICTYNIHJIU:

OUJTATOB 3aMeCTUTEh MUHUCTpA 3/IpaBooxXpanenus PecryOnuku

Brnagumup CepreeBuu TaTapcTad — HayaJdbHUK YTPABICHUS 3PAaBOOXPAHEHHUS 110
r. Kazanu

LTYJIAEB npeacenarens Komucenu 1o 31paBoOXpaHEeHAIO U

Anekceit Bnagumuposuy | nemorpaduu OO1iecTBeHHOM manathl PecrnyOnmnku
Tarapcran

SUATANHOB rinaBHbIN Bpau ['AY3 «/lerckas pecnyOnukaHckast

Alipatr Uneruzapouu KJIMHUYecKas 00apHUIIa MUHUCTEpCTBA 3/IpaBOOXPAHECHUS
Pecriy6nuku Tatapcrany»

3AXAPOBA npeacenarenb Komurtera ['ocygapcrBennoro Coseta

Cgetrnana MuxaitnoBHa | PecnyOauku Tatapctan mo cornuaibHOM HOJUTHKE

CABYPCKAA YIOJIHOMOYEHHBIN MO IpaBaM yesoBeka B PecryOmmke

Capust XapuicoBHa TaTtapctan

BOJIBIHEI] YIIOJTHOMOYEHHBIHN 110 paBaM pebeHka B PecyOmnke

Wpuna Biragumuposna | Tatapcran

MMATEPKUHA TJIaBHBIA BHEIITATHBIN IETCKUI CIIEIUATUCT-ITYIbMOHOJIOT

Okcana ['eHHagbeBHA MunuctepcTBa 3apaBooxpanenus Pecnybnuku Tarapceran,
3aBeqyronas nonukiInHukou Nel, Bpau-nynsmonosior I'AY3
«JIPKb M3 PT»

XBOCTHUKOBA TUPEKTOP ABTOHOMHOM HEKOMMEPYECKON OpraHn3alun

Enena ApkaapeBHa «IleHnTp




oMoy maruentaM "I'enom"», uneH CoBeTa 0OIIECTBEHHBIX
OpraHu3anuy N0 3alIuTe IIpaB MalUEeHTOB NP MUHUCTEPCTB
3apaBooxpaneHus Poccuiickoit @enepanuu

W

TYKAH
Enena FOpbeBHa

pykoBoautens [IpoektHoro odpuca «Peaxue (ophanubie)
6one3nn» denepaibHOTO TOCYAapPCTBEHHOTO 00 KETHOTO
HAy4YHOTO

yupexaeHus « HaunoHaibHBIN HAyYHO-UCCIEA0BATEIbCKUI
MHCTUTYT 001eCTBEHHOT0 370poBbs uMeHu H.A. Cemaikoy),
yjieH 3kcnepTHoro cosera Komurera ['ocynapcrsennoi ymi
110 OXpaHe 3JI0POBbs M0 peaKuM (ophaHHBIM) 3a00IEBaHUSIM

CMIHPHOBA
Haranbs CepreeBna

topuct «Hanmonanpaoro CoBeTa SKCIEPTOB 10 PEIKUM
3a00JIeBaHMsIMY, YWICH SKCIIEpTHOTO coBeTa KomuTera
['ocynapcTBenHoOM JlyMBI TT0 OXpaHe 3I0POBBS IO PEIKUM
(opdanubIM) 3200JI€BaHUSIM

NBAHYA
Enena BukropoBHa

wieH npasiieHus CBEPIIIOBCKONW pErHOHAIBHOM
o01iecTBeHHON opranu3auuu «IMMyHHast rapMOHMSD)
(Cunnpowm llIBaxmana-/laliMoH1a)

BEPCEHEBA
Haranps Hukonaesua

BHULIe-TIpeicenaTesb MexpernoHaibHON 0JaroTBOPUTEIBHOM
00I11€CTBEHHOW OpraHu3aluy HHBAINI0B «OO01IecTBO
MAIMEHTOB C

NEPBUYHBIM UMMYHOICHUITUTOM)

BAJIAIILIOBA
Mapus CepreeBHa

BEIYIIHI SKCIIEPT MO MPOEKTHOM ACATETbHOCTH ABTOHOMHOT
HEKOMMEPUYECKOW OpraHu3alliy 10 OKa3aHUIO TOMOIIU
OOIBHBEIM C

CHHJIPOMOM KOPOTKO#M KHIIKH U METa0OJUUIECKUMU
HapyIleHusMu «Betep Hagex»

[

ITABJIOBA
Omnera BnagumupoBHa

Kyparop Hanpasieaus «lloppupus» ABTOHOMHOIA
HEKOMMeEpUYECKOM opranuzanuu «LleHTp nomomm nauueHTam
"T'enom"»

M

[IINBAHOBA VICIIOJTHUTENBHBIN TUPEKTOP MexpernoHanbHON

BapBapa AnapeeBHa 00I111eCTBEHHOM OpraHU3aliK COJCHCTBUS U TTIOMOIIU OOJIbHB]
C HACJIEJICTBEHHBIMU 3200JI€BaHUSIMU CETUAaTKH «YTOObI
BUJICTH!»

KYHIAIIIEBA MpeJceIaTeNlb peTHOHAIBHOTO OTAeTeHUs B I'. CaHKT-

Aunnca AHzipeeBHa

[TerepOypre MexpernoHaabHON 001IECTBEHHOM OpraHu3aIy]
«ITanuenTckoe
CO00IIIeCTBO paxuTONO00HBIX 3a00seBanwmii "TlocmencTeus"

I'’EPMAHEHKO
Onspra FOpbeBHa

IUPEKTOp OJaroTBOPUTEIHHOTO (POH 1A TOMOLTU OOIHHBIM
CHUHAIBHON MBIIIEYHOU aTpodueii U APyruMHu HEPBHO-
MblIIeYHbIMH 3a001eBaHuIMu «Cembn CMA Y, uneH
skcnepTHoro copeta ®onna «Kpyr mobpar»

3ANLEBA
IOmus AnaronseBHa

IUpEeKTOop accorumanuu «OpraHu3aius oMo 60IbHBIM
MYKOBHUCITU030M», TIOMOIIHHK TIPEJICEAATEIS TPABICHUS
6sarotTBopuTebHOTO hoHAa «OCTPOBA»

KIIMMEHKO IOpUCT ABTOHOMHOW HEKOMMEpUECKOM opranu3anuu Llentp
IOnusa BaagumupoBHa oMoIy namuenTam «I enom»
I'PEMSAKOBA y4IpenuTesb 61aroTBOPUTENHHOTO (DOHIA PA3BUTHS CUCTEMHCQ

Omnrra BanosHa

MTOMOIIIM MarfeHTaM ¢ Muoguctpodueit JlrormenHa




| | «TOPJIEN»

B Pecnyb6nuke Tarapctan odumuansHo 3apeructpupoBaHo 970 dYenoBek C
penkumu  (opdanHpiMu) 3a0osieBaHusiMH. B xome wmeponpusiths Oblla OTMEUYEHa
1eJeHanpaBieHHas paboTa, KOTopasi MPOBOJUTCS B PECIYOIMKE B YACTH COITPOBOKACHHUS
MAIMEHTOB C PEAKUMU 3a00JIEBAHUSIMH.

C 2022 roga Ha 6a3ze Jlerckoil pecmyONMKAHCKON KIMHUYECKOW OOJIBHHIIBI B
Kazanu neiictByer Llentp opdannbix 3aboneBanuii PecnyOmuku Tarapcran, KOTOpBIi
SBIISICTCSI €IMHCTBEHHBIM pEerMoHaJbHBIM LeHTpoM B Poccuiickoit ®exnepanuu,
OCYIIECTBIISIFOIIAM 3aMKHYTBIN ITUKJI MEIUIIMHCKOTO COIPOBOXKIEHUS JE€TEH C PEAKUMHU
natoiorusiMu. Kpome Toro, meHTp TUIOTHO B3aumMoAeucTByeT ¢ ¢pormoMm «Kpyr modpay.
[To naHHBIM 3aMecTHTENs MHUHHCTpa 3ApaBooxpaHeHus PecnyOmuku Tartapcran —
HavyaJIbHUKa YTpaBiieHus 31paBooxpaHeHus no r. Kazanu ®@unarosa B.C., 3a nociennue
2 roga 6onee 300 nmereil ¢ peAkuMHU 3a00J7€BaHUSIMU B pecIlyOJIMKe ObLIM 0OECTeyeHbl
aTOreHEeTHYECKOM Tepanuen 3a cuér cpenacts Gonaa «Kpyr nodpay.

I. Y4yacTHHKH 3KCIEPTHOrO 3aceJaHHsi OTMEYAKT He00XOAMMOCThL B
KOHCOJIUAAUMH YCUJIMHA NAMEHTCKUX OPraHu3aluii COBMECTHO ¢ MPeACTABUTEISIMH
PErHOHAJIBHBIX U (eepalbHbIX OPraHOB BJIACTH /IJISI COBMECTHOM «IOHACTPOMKU»
CUCTEeMbI JbIOTHOTO JIEKAPCTBEHHOI0 oO0ecneYyeHHs] NAUMEHTOB ¢ Op(aHHBIMH
3a0osieBanusiMi 1m0 ¢akTy aAMardHo3a (a He MHBAJIMIHOCTH), a TaKke
NpeeMCTBEHHOCTh Tepanuu MpPHU Mepexoje MANHEHTOB U3 JeTCKOH KOropThl BO
B3POCJIYIO.

CeronHsa cuctema JIbIOTHOTO JIEKAPCTBEHHOTO OOECHEYEeHMs] OXBATHIBAET JIMIIb
1/10 ywacte u3 293 3apeructpupoBanHbix B Poccuiickoit @enepanuu peKux maToaoruil.
[Tpu TOM 3a mociaeaHne TOIbI TSl opsinka S0 HOBBIX pelKuX 3a00JICBaHHI MOSBUIACH
MaTOreHeTHYEeCKas Tepamus, KOTopas YK€ 3aperucTpUpOoBaHa B HaIlled CTpaHe, HO Ha
JTAHHBII MOMEHT HE BXOJUT HU B OJIHY I'OCYJAapCTBEHHYIO JIbIOTHYIO Iporpammy. Eciu
JIETH C TaKUMH 3a00JIeBaHUSIMH MOTYT oOecneunBaThes 3a cuér cpencts @onma «Kpyr
n00pa», TO JIEKAapCTBEHHOE OOECIEUeHHE B3POCTBIX MAIlUEHTOB C TaKUMH KeE
3a00JIEBaHUSIMU TapAaHTUPOBAHO 32 CUET CPEJICTB PErMOHAIBHOTO OIO/IKETa TOJBKO MPHU
Hanuyuu y mnamnueHTta craryca «uHBanua» ([loctanoBnenue IlpaBurenscrBa PO ot
30.07.1994 r. Ne890) nmubo B pamkax mporpaMMbl BbICOKO3aTpaTHbIX Ho3ojoruii (B3H).
B 10 ke BpeMst MHOTHE MaIlMeHTHI, MokuAas PoH/I, UHBATUAAMH He ABIAIOTCA. [Ipu sTom
Ha ypoBHe cyOBbekToB Poccuiickoit denepanuu oTcyTcTBYeT 4€TKasi mpaBoBasi 0asza st
obOecrieueHust Tepanueil BbIMyCKHUKOB «Kpyra mobpa» 0e3 WHBaIMIHOCTUH. ITO
MPUBOJIUT K CEPHbE3HBIM CIIOXKHOCTSM C TMPEEMCTBEHHOCTHIO TEparuu ISl TaKUX
MalHAEHTOB.

Kpome Toro, o JaHHBIM 3KCHEPTOB, HECMOTPS Ha YaCTUYHYIO (heepau3aiuio 1
coznanue (onma «Kpyr moOpa», ocHOBHasi (HAHCOBasl HArpy3Ka IO JIEKapPCTBEHHOMY
oOecreYeHnIo NarMeHToB ¢ oppaHHBIMU 3a00JIEBAaHUSIMU JISKUT Ha PETHOHAX, KOTOPHIC
TaKXKe 3aKyMalT TEPANuIo IS «PEIKHX» TMAIlHCHTOB, OOJBIIONW MPOIEHT KOTOPBIX
octaércs 3a paMKamMu Tocrporpamm. [lo mporHo3aM SKCHepToB, B OJiKalIiee Bpems
(dbuHaHCOBOE OpeMsi Ha PETMOHBI YBEJIMYUTCS B pa3bl, YTO OOYCIIOBJICHO YBEIHMUYCHUEM
qyclia TAIMEHTOB C PEIKUMH 3a00JIeBaHUSMHU, KOTOPOE B YAaCTHOCTH (hopMHUpyeTCs 3



«BBITYCKHUKOB» (oHna «Kpyr nobpa». B ocHOBHOM 3TO OyIyT MamMeHTHl C TaKUMH
pacTpoCTpaHEHHBIMA ¥ BBICOKO3AaTPATHBIMH ~ HO30JIOTHSIMH, KaK MYyKOBHCIHIO3,
HelipodubOpomato3 u cnuHaigbHas MbliedHas atpodusi (CMA). Ilo nmaHHBIM TJIaBHOTO
BHEIITaTHOT'O JETCKOIO CIEUANINCTa MyJIbMOHOJI0ra MUHUCTEPCTBA 3/IpaBOOXPAHEHHUS
Pecny6muku Tarapcran Ilatépkunoit O.I'., cerogus B pecmyOnuke yepes ¢oun «Kpyr
no6pa» jedeHue moiydaroT 82 peOHKa ¢ MyKOBHCIUI030M. I[Ipu 3TOM BO B3pOCiIyO
CeTh EXKErOJHO «IepelaloTcs» OT 2 110 4 dYelnoBeK, KOTOphle W Jaiblie TOJKHBI
o0ecreunBaThCs TAPTETHOW Tepanueil 3a pernoHaIbHbINA OIO/IKET.

Kak ormeruna npencenatens Komurera I'ocynapcrsennoro Coseta PecnyOnuku
Tatapcran no couuansHOM nonutuke 3axapoBa C.M., yBennueHue puHaAHCUPOBAHUS HA
JIEKapCTBEHHOE 00ECIeueHNEe M MEIUIIMHCKOE OOCTY)KUBAaHUE TAIUEHTOB ¢ Op(haHHBIMU
3a00J1€BaHUSIMU, BHE 3aBUCUMOCTH JIETU 3TO WJIM B3POCIIbIE, B PECIyOJIUKE TPOUCXOAUT
Ha €XEroJIHOM OCHOBE.

B T0 ke BpeMsi yUaCTHHUKH MEPOMPHUATHS CXOAITCS BO MHEHHUH, YTO JICUYCHUE BCEX
penkux 3a0oiieBaHUil [ODKHO (DMHAHCHPOBATHCA 3a CYET CPEACTB  (peaepaabHOro
OroJKeTa.

B centa6pe 2024 roga KOHCTUTYIMOHHBIM Cya B OTBET Ha OOpalleHHE
['occotBeta Pecrrybnuku TarapcTan BhIHEC ITOCTAHOBIIEHUE ¢ TpeOOBaHUEM Pa3padoTaTh
PE3EpPBHBI  MEXaHW3M OOCCIICUCHUS JIEKAPCTBAMHU  «PETHOHAIBHBIX»  OpGhaHHBIX
MAlMEeHTOB B CJIyyae, KOrja COOTBETCTBYIOIIAS 00sS3aHHOCTh HE MOXKET OBbITh Ha/IJICIKAIIE
UCIIoOHeHa peruoHoM. B nekabpe 2024 roma MunsnpaB Poccum  moaroToBUi
COOTBETCTBYIOIIME HM3MEHEHHSI B 3aKOH «OO0 OCHOBax OXpaHbl 3A0pOBbs». OIHAKO
pe3epBHBIM MeXaHW3M (UHAHCUPOBAHMSI MOKET OBITh pacHpocTpaHEéH TOibKO Ha 17
peaKkux 3aboJieBaHUM, KOTOpPHIE BXOJIT B PETHOHAJIBHYIO TIPOTpaMMy «PEAKHe
YKU3HEYTPOKAIOIINE 3a00JICBaHS.

YunTbiBasi BbIIIEU3/I05KEHHOE, YYACTHUKH IKCIEPTHOI0 3aCeAaHNsl 03BYYH/IN
cleAyIoIHe BO3MOKHbIC PelIeHUsl, KOTOpbIe o0ecnedaT NMpeeMCTBEHHOCTh Tepanuu
sl «BbIMyCKHMKOB» ®onpa «Kpyr nodpa», a Takike mo3poasatr cGopMHpoBaTh
c0AJTaHCMPOBAHHYIO CHCTEMY JIEKAPCTBEHHOI0 00ecneyeHns «PeIKUX NAMeHTOB» B
neJaom:

a) 3aKOHOJATENBHO 3aKPENHUTh 00s3aTeIbCTBA PETMOHOB IO JIEKAPCTBEHHOMY
obecrieyeHuto JMI B Bo3pacTte OT 19 ner (paclupuTh nepedeHb 3a00JeBaHUI
ITocranoBnenus IlpaButensctBa P® ot 26 ampens 2012 r. Ne 403), crpamarommx
peakumu (oppaHHbIMM) 3a00JIEBaHUSIMH, BKJIIOYEHHbIMU B mepedyeHb Ponpa «Kpyr
n00pay, JIEKApCTBEHHOE 00eCIIeueHUEe KOTOPBIX 10 AOCTHKEHUs 19 JeT ocymecTBIsaoch
B paMKax JAeATeJbHOCTH ykazaHHOro ®onpga. /[aHHble Mepbl MOMOTYT AOCTUYb LIEJIU IO
3aKpEIUICHUIO JCHEXHBIX CPEICTB B CYOBEKTax Ha JEKapCTBEHHOE oOOecreueHue
ophaHHBIX TAUEHTOB, a TaKXKe IUIAHUPOBAHUIO PACXOJHBIX 00S3aTENbCTB IO
JIEKapCTBEHHOMY 00€CTIEYeHHIO JaHHOMN TPYIIIbI MAIUEHTOB.

0) OJHOBPEMEHHO [IJIi BBICBOOOXKIECHUSI CPEICTB OIOKETOB CyOBEKTOB
Poccuiickoit ®enepanuu, KOTOpble MOTYT OBITh HAalpaBJICHbl HA YKa3aHHbIC LEJH,
nepenats B @onj «Kpyr n1o6pay» JiekapcTBeHHOE o0ecrieueHue Jull B Bo3pacte 1o 18 jer,



CTpaJaronux 3a00JEBaHUSIMU, BKIIOYCHHBIMU B TEpPEYCHb IKUZHEYTPOXKAIOIIUX U
XPOHUYECKUX TMPOTPECCUpyromux penkux (opdanHpx) 3ab0ieBaHUM, TPHUBOIANINX K
COKpAIICHUIO MPOJOJDKATEIBHOCTH JKU3HU TpaXJaHWHA WIM €ro HWHBAJIUJIHOCTH
(ITocranoBnenue IlpaButensctBa P® ot 26 ampens 2012 r. Ne 403). B geiictByromei
penakuuu crateit 16 u 83 deaepanbHoro 3akoHa ot 21 HOsOps 2011 1. Ne 323-D3 «O6
OCHOBAaX OXpaHbl 3JI0pOBbsl TpaxkaaH B Poccuiickoit @enepaunn» pEeruoHbI
OCYIIECTBIAIOT OOECIeUeHHe JIeKapCTBEHHBIMU IIpenapaTaMyd BCEX IMAlMEHTOB C
3a00JIeBaHUSIMH, BKJIIOUYEHHBIMH B COOTBETCTBYIOLIMIN IE€pPEUYEHb, BHE 3aBUCHUMOCTH OT
BO3pacTa, JaHHbIE CTaTbU CleIyeT MOAu(UUIHUPOBATH TakuM 00pa3oM, YTOObI Ha
pEruoHax Jexayna OTBETCTBEHHOCTh TOJIBKO 3a MAallUEHTOB B3pOCIIOrO BO3pacTa.

Brrmenepeuncienasie Mepel OyIyT CIIOCOOCTBOBATH OOECHIEUEHUIO OECHIOBHOTO
nepexojia U3 JETCKOW KOTOPTHI BO B3POCIYIO0 0€3 MHBAJIMIHOCTU JJISI «BBITYCKHHUKOB)
®onna «Kpyr n1o6pa» ¢ BO3MOKHOCTBIO COXpaHEHHs HENMPEPHIBHOCTH Tepamnuu. B Tom
YHCce, OHM TO3BOJISAT 3aKpenuTh 3a cyObekTamu P® Ha 3aKOHOAATEIHLHOM YPOBHE
MOJTHOMOYHS TI0 O00ECTICUCHHUIO 3aperUCTPUPOBAHHBIMHU JIEKAPCTBEHHBIMH TperapaTaMu
HalMeHTOB ¢ opdaHHBIMU 3a00JeBaHUAMH cTapmie 19 5eT, BKIIOYas «BBITYCKHHKOB)
®onna  «Kpyr go6pa», ¢ OJHOBPEMEHHBIM  ONPEICIIEHUEM  HCTOYHUKOB
(buHaHCUPOBAHUS.

II. ToBopsi 00 yJay4ylmieHMHM W TOBBIIIEHUMH IPPEKTUBHOCTH OKAZAHUS
NOMOIIM JOISAM ¢ peakumu 3a0oseBanussmMu B PecnyOuuke Tarapcran, Obliam
BbIIeJIEHbI CJIeYIOLIHe MOMEHTbI, KOTOpPble TPedyIOT BHHMMAHHMS CO CTOPOHBI
OPraHoOB BJIACTH Peciy0/JIHKH, a TAKKe [NIABHbIX BHEIITATHBIX CIIEIHAJIUCTOB:

- HempepbIBHOEe NOBbIIeHHe OP(PAHHON HACTOPOKEHHOCTH MeTHIIMHCKUX
CMeNHAJHCTOB, a TAaK:Ke BHeJpPeHHe B IIHMPOKYI TPAKTHKY Ja0opaToOpHBIX
HCCJIeIOBAHNN € TEJbI0 MOBBIIIEHHS BBISBJISEMOCTH PeIKHX 3a00JeBaHUN H
CBOEBPEMEHHOI'0 OKAa3aHUs MeIHMIMHCKON MOMOIIH OpP(aHHLIM NMAIMEHTAM BBUIY
TOT0, YTO:

a) OJIHY M3 KIIIOYEBBIX POJIEH B paHHEM BBISBICHHH PEIKHUX 3a00J€BaHUN UTpaeT
HACTOPO’KEHHOCTh Bpaueil MePBUYHOr0 3BeHA, KOTOpPbIE B IEPBYIO OUYEpEab MOTYT
CTOJIKHYTBCSl C IEPBBIMU IPU3HAKAMHU PEIKOM IAaTOJIOIMH, KOTOPYIO OHU JIOJKHBI YMETh
pacro3HaTh. YYaCTHUKU 3aCEJaHMs COIUIMCh BO MHEHUU O HEOOXOAMMOCTH NPOBeIeHHs
HA peryjsipHOil OCHOBe MepONpPHUATHI, HAaNpaBJeHHbIX Ha (opMUpOBaHMe
Op(paHHOI HACTOPOKEHHOCTH MEAHMLMHCKHUX CHENHMAJIMCTOB, B TOM YHCIE 3a CYET
pa3BUTHS 00pa30BaTENIbHBIX MPOTrPaMM € yyacTHeM (efepanbHbIX IEHTPOB.

0) JUTst MHOTUX PEIKUX 3a00JICBAHUN XapaKTEPHA TeTEPOreHHOCTh KIMHUYECKUX
NPOSIBJIEHUI, YTO 3aTPYy/JAHsIeT PAHHIOW IMArHOCTHKY. K TakuMm maTojorusM, B TOM
qHuClIe, OTHOCUTCS anb(a-MaHO3UI03, HeipopuOpomaTos, NIEPBUYHbIE
uMmmyHoaehunutsl, cuaapom llIBaxmana-/laiimoana, 6one3ns [lomne, 6onesns dadpw,
MyKomoyicaxapuno3 u ap. [lo crmoBam yupeautenss 06siaroTBOpUTe/NbHOTO (HoHA
pa3sBUTHS CHCTeMHOM TOMOINHM MaryeHTaM ¢ Muoguctpodueii diomenHa «OPIEN»
I'pemsikoBoii O.M., u3-3a BKpaZluMBOTO U CTEPTOTrO [e0r0Ta MBIIIEUHOW AMCTpodUn
[romieHHa cpefHUM BO3pACT MOCTAaHOBKM AuarHo3a B Poccuw, Bkitouass Pecrybnmky
TaTapcraH, cocTaBisieT 7 JeT, 4TO (paTajJibHO TMO3[HO JJisi TIPUMEHEeHUs] 30/I0TOr0



CTaHJapTa Tepandd WIA COBPEMEHHON I1aTOreHeTHYeCKOH Tepamnud, KOoTopast
3¢ dekTHBHA, KOT/ja peOéHKyY 3-4 roja.

B) He Bce opdaHHbIE NATOJOTMH CeroJHSI MOT'YT OBITh BbISIBJICHBI C IOMOUIbI0
HEOHATAJBHOIO cKpuHuHra. Hamnpumep, nepuunbie ummyHoaepuuutsel (IT1/])
MPEACTABISAIOT OO0 rpymmmy 3a00JeBaHU UMMYHHOM CHCTEMBI, KOTOpas HACUUTHIBACT
6onee 500 M3BECTHBIX I'eHETHYECKHX MyTanui. [Ipu CKpUHHMHTE BBISBISIOTCS TOJBKO
camMble TSDKENIbIe TMATOJIOTUH, KOTOphbIe TPEOYIOT OMNEPAaTUBHOTO  TPOBEICHUS
TPaHCIUIAaHTAlMM KOCTHOrO MoO3ra mnamnueHtaMm. boinbmias dacte manuentoB ¢ [TA]]
octaétcss B «cepoi» 30He. Ilo cimoBam Bune-npeacenarens MBOOU «Oo6mecTBo
NAaIeHTOB C MEepBUYHBIM HMMyHoAeuuurom» bepcenéBoit H.H., Ha mnoctaHoBky
nuarHo3a narmentaMm ¢ [IMJ] B cpeaHeM yXOAWT MATH JIET. 32 3TO BpeMs MaIlUEHTHI
WHBAJIUAU3UPYIOTCS, 4YTO TpedyeT emie OOJblIe 3aTpaT OT 3ApaBOOXPAHEHHUS JUIS
MOJJEPKAHUSI MX )KU3HEACATECIbHOCTH.

I') 4acTh peAKHX 3a00J/IeBaHNii NPOSBJAIOT ceds1 B 00Jiee NMO31HEM BO3pacTe H
Tpe0yI0T NOCTHATAJILHOI0 CKPUHUHIA. BBeieHne npopriiakTH4ecKuxX MEpOIpUsITUI U
OCMOTpPOB IO3BOJISAT IOCTAaBUTh Ha KOHTPOJIb NALMEHTOB B IPYIIIE PUCKA, TEM CaMbIM
CHU3UThH Pa3BUTHE TSKEION MHBATMIHOCTU M HEOJArOMPUATHBIX UCX0J10B. B wacTHOCTH,
B XOJI€ 3ace/laHusl ObUIM O3BYYEHBI MPEJIOKEHUS MO PACIIUPEHUIO NMPO(PUIAKTHIECKUX
OCMOTPOB JI€TE€N. DKCIIEPTHI OTMETUIIH, YTO B MEPEUEHD JOIIOIHUTEIBHBIX MEPONPUITHIA
IpOrpaMMBbl JAUCIIAHCEPU3alMU HEOOXOIUMO BBECTH aHAIHM3 KPOBH JIETSIM B BO3pacTe OT
12 no 18 MecsiueB, KOTOpbIM MA€T BO3MOYKHOCTh HAa PaHHEM JTale BbIABUTH TaKUE
opdanHble 3aboneBaHus, Kak Oone3Hp ['omre, muonatuio Jromenna-bekkepa, 60ne3Hb
[Tomme, 60ne3up @abpu u npyrue. Pe3yiapTarel OMOXMMUYECKOTO aHANIM3a AT OYEHb
BaKHYIO0 MH(OpMALMIO, HE TOMAJAET JIM MAallMeHT, KOTOPbIH, BO3MOXKHO, €lI€ HE UMEET
KJIIMHUYECKUX CUMIITOMOB, B OIIPEAEIEHHYIO IPYIIy PUCKA, U HE CIELYET JIM HAIIPABUTh
ATOTO MAlMEHTA Ha CHEUAIbHBIE TEHETUYECKUE UCCIIEJOBAHUS.

J) Ha3Ha4YeHHe YTOYHAKINMX JA0OPaTOPHBIX MCCIeI0BAHUN TO3BOJIUT
BOBpeMsl BbIABUTH OP(GaHHYI0O NATOJIOTHMI0O U HA3HAYUTH JKU3HEHHO HEO0XOAMMYIO
Tepanuio, a 3HAYAT — M30eXaTh MHBATWAMW3AIMK TanueHTta. Hanmpumep, HazHaueHue
NanueHTaM C MPU3HAKAMM paxuTa YTOYHSIOUIEr0 aHaliu3a KPOBUM HAa HEOPTraHUYECKUU
dochop wmiam Ha 1menouyHyro (Qocdarazy MNOMOXKET CHEHHATUCTaAM IOBBICUTH
BBISIBIIIEMOCTh TAaKOM PEKOM MaTOJIOTHH, KaK X-CIEMJICHHbIH runodochaTteMuuecKuit
paxut (I'®P) Ha [MOKIMHMYECKOW CTaauM, KOTJAAa MOXHO M30eXKaTh TAKEIBIX
MOCJICACTBUM JUIA 3J0POBbSl NALMEHTOB, TIAE€ IMOMHUMO MEAMKAMEHTO3HOW Tepanuu
TpedyeTcss Xupypruyeckoe BMmemarenabcTBo. Ilo ciaoBaM mpencenarens pernoHaIbHOTO
oTaeneHuss  MexXpernoHaabHOU 0OIIECTBEHHOH OpraHu3aluu «ITanmmentckoe
coob1ecTBo paxuronooOHbx 3aboneBanuil "llocneactBus"» B r. Cankt-lletepOypre
KynsmeBoit A.A., 63 CBOEBpEMEHHON JUArHOCTUKU U JOJDKHOTO JICYEHUS HAallMEeHThI C
I'®P x 20 rogam ucnoeIThIBaOT nopsiaka 15-20 onepauuii Ha HUKHME KOHEYHOCTH, TaK
Kak JedopMalii peLJVMBUPYIOT, @ B 3pe/iOM BO3pacTe OHU TEPSIOT CHOCOOHOCTh K
CaMOCTOSATEIbHOMY IE€PEIBUKEHHIO, UCIIBITHIBAIOT TOCTOSIHHBIE OOJIH, TEPSIIOT OONbIIYIO
YacTh CBOMX 3y0OB, HIMEIOT aHOMAJIbHO HU3KHM POCT, UTO YCIOKHAET UX KHU3Hb B OBITY U
MOPAJIbHO OTATOLIAET.



[To cnoBam kyparopa nampaBienus <«lloppupus» AHO «lentp mnomomu
nanuentam "I'enom"» IlaBnoBoit O.B., 3auactyro manueHTku ¢ noppupueit — 310 T€
caMmble HEIMarHOCTHPOBAHHBIE CIy4yal CMEpPTEH MOJIOJBIX JKCHIIMH B pEeaHUMALUU.
SApkuM cumMnToMoM NOpGUPUHN SIBISETCS CUIIbHAs!, pe3kas 0oyib B kuBoTe. OmacHOCTh
3a00JIeBaHMs 3aKITI0YAETCSl B TOM, UTO JIEO0T 0OJIE3HM WIIM TOBTOPHBIN MPUCTYH TpeOyeT
AKCTPEHHOW JTMAarHOCTUKH M HKCTPEHHOIO JIeUeHHsI, 0€3 KOTOPOro BbICOKA BEPOSTHOCTh
JeTanbHOrO0 HWcxoga B TeueHwe 3-4 Henmenb. [loATBepAWTH guarHo3 HeoOXOJUMO B
repBble CYTKH TIOC/Ie TIPUCTYIIA C TMOMOIIbI0 peakTHBa JpJuxa (CTOMMOCTb Habopa Ha
400 anamm3oB coctaBisger 1400 py6Oneii). B ciyyae mnoaTBep)KeHUs TOpPQUPHH,
npernapar reMHUH J0JKEH ObITh BBEIEH B 1-2 CyTKM OT Hayalla IpUCTYIIa.

- MpopadOTKa/OHACTPOMKA CHUCTeMBbI MapUIPyTH3alMU TIAlIMEHTOB C
opdaHHbIMU 3ab0/€eBaHUSIMU [I7I1 CBOEBPEMEHHOM TIOCTAaHOBKM JWarHo3a, Ha3HaueHWs
Tepanuu, JTUHaAMAYeCKOT0o HabmoaeHns U UxX 3hGeKTUBHOTO BeJieHHs, a TakKKe MopsajKa
Y YC/IOBMHU MO/TyUeHUSA MeJUIUHCKOM MOMOILM.

B ciyuae c HaciencTBeHHOM AWCTpoduel ceTuaTKH, Ha CErOJHSIIHUN [ieHb
raToreHeTUYeckoe jieueHre AOCTYMHO TOJIbKO [Jisi OJHOTO W3 BWJOB MyTal[ul, B reHe
RPEG65, KOTOpBIM MPUBOAUT K 3a00/€BaHUI0 TMTMEHTHBIA DPETUHUT WX AMaBpo3
Jle6epa. [ToATBepAUTL HaMMuKe MyTal[dd BO3MOYXHO TOJBKO TTOCPeJCTBOM TIPOBEeHUS
TeHeTHYeCKoro Tecta. Uem paHbllle TaKOW MallieHT OyJeT KIMHUYECKH U TeHeTHYeCKH
JUAarHOCTUPOBAH W YeM paHbllle HAUHET JjieueHue, TeM OoJbille 3pUTe/TbHON QYHKI[UN Y
HEr0 COXPAHWUTCSA, M OH TrapaHTUPOBAaHHO He ocyiernHeT B Oyayiiem. B 3Toil cBsi3u
WCIIOTHUTENBHBIM ~ TUPEKTOP  MeEXperuoHanbHOW  OOIIECTBEHHOHW  OpraHu3aIuu
COJICHCTBUSA M IIOMOIIM OOJBHBIM C HACJICJACTBEHHBIMU 3a00JICBAaHUSMH CETYATKH
«Ytobbt Bumets!» Illubanoa B.A. BuUguT HE0OXOAMMOCTH B  MpPOpabOTKe
MapHIpyTHU3aIuy MalUeHTOB C HAaCJIEeACTBEHHON AUCTpodHeil ceT4aTKu, KOTOPBIM OBbLI
MOCTABJICH  KJIMHUYECKUM  AWArHo3, Ui IMPOXOXKICHUS  MOATBEPKIAIOIIETO
TCHETHYECKOTO TECTUPOBaHUS B QeaepaibHOM IIeHTpe. becraTHoe reHeTHUUecKoe
obcnenoBaHre MOKHO TipodTH B PI'BHY «Meauko-reHeTHUeCKHU HayUHBIM 1IeHTP
rMeHH akazemyka H.I1. boukoBa».

[lo pganHbIM  BuUue-TipeAcenaTessi MeXperuoHaabHON — OJIarOTBOPHUTEIIHHOM
OOIIECTBEHHOW OpraHu3aluy WHBaIUAOB «OOIIECTBO MAIMEHTOB C TMEPBUYHBIM
ummyHonepunutom» bepcenéoit H.H., B Pecnybnuke Tarapcrtan mnamueHTsl C
nepBuuHbIMU  uMMyHoneduuutamu  (IIMJI) crankuBatorcs ¢ HecoOI0aeHUEM
OUEpPENHOCTH NpHEMA NALMEHTOB C MHBAJIMAHOCTBIO, a TAKXKE JUIUTEIBHBIM OKHUJIAHUEM
npuéma y3Kkux cneruanuctoB (2-3 mecsa). Kpome Toro, oHa BUIUT HEOOXOIUMOCTh B
CO3/IaHUM, TaK HAa3bIBAEMBIX, «3E€IEHBIX KOPUIOPOB» s nauueHToB ¢ [IM]] ¢ uenbro
MUHHMH3AIMA WX KOHTAKTOB C JPYTMMU TAlMEHTaMH W CHIDKCHHUS PUCKA W3JIUIIHEH
MH(DEKIIMOHHON HArpy3Ky MPH MOCEHICHUH JIEUEOHBIX YUPEXKICHUN.

- mpopaboTKa BOMPOCOB B YAaCTH OOecme4veHHs /yay4yllleHusl YCJOBHH A0CTyNa
NALMEHTOB ¢  op(paHHbIMH  3200JIeBaHUSIMM K  TepanmMW, BKJIKYas
CIEeNMAJM3UPOBAHHOE MUTAHNE 1 HHHOBALMOHHbIE MPenaparhbl.

Hns mammenToB ¢ cuaapomoM IlIBaxmana-Jlaiimonna (CLLJl) HEeoThemiieMbIMU
COCTABJISIONIUMH TEPAIUM SBISIIOTCS JiedeOHOE NMUTaHWEe W (PepMEHTO3aMeCTHUTEIbHAS
tepanua. Ha ceronHsmHuii JeHb, N0 JaHHBIM 4WieHa mpasiieHus CBepIOBCKOM



peruoHanbHON oOmiecTBeHHOW opranm3auuud «MvmyHHass rapmonus» (CuHzapom
[[IBaxmana-Jlaitmonna) Meanua E.B., B Pecnybnuke Tarapcran mammentsr ¢ CIHIJ]
Je4yeOHbIM NHMTAaHUEM HE O00eCHedMBAIOTCS, KPOME TOro psii U3 HHUX JKalyeTcs Ha
MOCTOSIHHBIE Iepedou ¢ ux obecrneyeHneM pepMeHTO3aMECTUTENIbHOM Tepanuei.

Kak coobmmna Buile-npeacenatenb MeXpernoHaIbHOM —0JaroTBOPUTEIHHOM
OOIIIECTBEHHOW OpraHu3alud HWHBATUAOB «OOIIECTBO TMAIMEHTOB C TIEPBUYHBIM
ummyHoedunurom» bepcenépa H.H., manmeHTs ¢ mepBUYHBIME UIMMYHOAC(PUITUTAMH B
PecnyGnuke TatapcTaH CTaTKMBAIOTCS C OTKa3aMH B BBIITMCKE UM PEIIENTOB HA JIbIOTHHIE
JIEKapCTBEHHBIC MpETapathl, a TAKXKE C AIUTEIbHBIM o0OecreueHreM (BIUIOTh 0 1 roja)
WM  HeoOeCreYeHHWEM  JIbIOTHBIX  PEIENTOB, HAXOMAIIMXCS HAa  OTIOXCHHOM
oOciyxxuBanuu. Taxke oHa oTMeTwia, 4yTo mamueHtbl ¢ [TN]], KoTOpsIM TONBKO OBLT
MOCTABJIEH JMAarHo3 WM y KOTOPBIX MIPOMU30LIIa CMEHA Tepanuu, JOBOJBHO 4YacTo
CTaJKMBACTCS C JUIMTEJIbHOM OTCPOUYKOM Hayajga JIe4eHHUs, B TO BpeMsi KakK oOT
CBOEBPEMEHHOI0 TOYYECHUS TEPAINU 3aBUCHUT )KU3Hb NAIMEHTOB U €€ KaYeCTBO

Benymumii skcriepT mo NpoeKTHON AESTEIbHOCTH ABTOHOMHOW HEKOMMEpPUYECKOM
OpraHM3aIlMy 1O OKAa3aHUIO0 TOMOINU OOJIbHBIM C CHHAPOMOM KOPOTKOW KHIIKH H
MeTabonuueckumu Hapymenusmu  «Berep Hazexn» bamamoBa M.C. o6paruna
BHUMaHHE Ha HEOOXOAUMOCTh MPUHTHS Mep B PecniyOnuke TaTapcran o o6ecriedeHuIo
Je4eOHBIM HDHTEPATbHBIM TUTAHUEM B BUJE CMeced JeTedl ¢ CHUHAPOMOM KOPOTKOH
KHUIIKKA. DTH CMECH MUTAIOT U MOBBIIIAIOT PeaOUIUTALMOHHBIN MOTEHIIMAT KUIICUYHUKA,
YTO B JAJIbHEHIIIEM HAET NIETSIM C CUHIPOMOM KOPOTKOM KHIIKH BO3MOXKHOCTh YHUTH OT
napeHTepaibHOro mnuTaHus. Takke oHa oOpaTuia BHHMaHHE Ha OTCYTCTBHUE
oOecrie4eHusi B PETHOHE B3POCIBIX TMAIUEHTOB C CHHIPOMOM KOPOTKOW KHIIKH
MapeHTepaTbHBIM MUTAHUEM, YTO MOXKET CIIOCOOCTBOBATH JOBEJACHUIO TAKUX MAIIUEHTOB
JI0 KpaliHel CTENEeHH UCTOLIEHUS U MPUBEICHUIO K JIETaJIbHBIM UCXO/IaM.

[Io pmanHBIM mpencenaTenss PETHOHAIBHOTO OTIEICHHS MeXpernoHaIbHON
oOmecTBeHHOW  opranuzanuu  «l[lamueHTckoe  coOOMIECTBO  PaXHTOMOJO0OHBIX
3aboneBannii "IlocnenctBus"» r. Cankrt-IlerepOypre KynsmeBoit A.A., manueHTHl C
runodochareMUIecKuM paxuTOM CTAIKHBAIOTCA C TPYAHOCTSIMH TIPU TOJTYyYEHUU
Tepanuu mnpemnapatom Oypocymal. Takas cuTyauus oOyclioBiIeHa HEOOXOIUMOCTBIO B
roCruTanu3anuu Kaxjaele 14 nHelt U cOOpoM HEOOXOAMMBIX MJi TOCHUTAIHA3AINU
JIOKYMEHTOB TMIpU TOM, 4YTO TEpamusi 3aKIYaeTcs B HWHBEKIIMOHHOM BBEIACHUU
npenapara, 4To 3aHMMaeT BCEro HECKOJbKO MHUHYT M HE TpeOyeT MOCIEqyOIIEro
HAXOXCHUS MAllMeHTa B CTallMOHApe.

Jupexktop OnaroTBoputenbHOro (oHga mMoMomM OOJbHBIM  CHUHAIBHOU
MBIILIEYHOM aTpodueil U IpyruMu HepBHO-MbIIeYHbIMU 3a00eBaHusIMU «Cembu CMAY,
yieH skcreptHoro coBeta Ponga «Kpyr mobpa» I'epmanenko O.1O. 3aoctpuia
BHUMaHHE Ha TpoOJeMe HEeNpEepbIBHOTO JIEKAPCTBEHHOTO O0OECHedeHus! MAlMeHTOB CO
cnuHasbHOM MbleyHoi atpodueit (CMA) B Pecy6nuke Tarapcran. Ilo e€ nanusiM B
2024 rony 3 manuenta ¢ CMA CTOJIKHYJIMCH C IEPEPHIBOM B JOCTYIE K JIEKAPCTBEHHOMN
Tepanuu (HyCHHEPCEH, PUCAWILIaM) Ha CPOK Okojio 2 mecsieB. [lomoOHbie mepephiBbl
MOTYT MPUBOJUTH K CHIDKEHUIO 3()()EKTUBHOCTH JICYCHHS B TPEOYIOT OpraHU3aIl[MOHHBIX
Mep IpeaynpexIeHHs TOA00HBIX CUTYaLUI.



Taxxe I'epmanenko O.}O. oOparmna BHHUMaHHE Ha MpOOJIEMBbl OOECTICYCHHS
Je4eOHBIM OSHTEpaJIbHBIM TMHTaHUEM B3pocibix manueHToB ¢ CMA. Hecmorps Ha
HNAJJIMATUBHBIN CTaTyC, KOTOPBIM Ja€T MpaBO Ha JIbIOTHOE JIEKAPCTBEHHOE 00ECIeueHue
3a CYE€T PETMOHAIBHOM JIbroThl, 24-neTHsAs nauveHtka ¢ CMA, npoxuBaromas B
Pecrrybnmuke Tarapcran, ¢ cepenunbl uroHs 2024 roga He oOecreunBaeTcs MOI0KEHHBIM
eil JieueOHbIM SHTEPATbHBIM [TUTAHUEM.

Ilo nanueiM topucta AHO «llentp nmomoum nauuenrtam "I'eHom"» KimmeHko
10.B., B Hacrosimiee Bpems B PecnyOnmke Tarapcran BbisiBieHO 11 manueHTOB C
HaCJIeZICTBEHHbIM aHTrHoHeBpoTHueckuM oTékoM (HAO), koTopblii MOXKeT BbI3bIBATh
BHe3arHbIi U 0ojie3HeHHBIM OTeK JH060i yacTu Tesna. B ocHoBHOM maruentsl ¢ HAO
MOJIy4Yar0T Ha3HaueHWe IIperiapaToB TOJAbKO /Il  Ky[UPOBaHWA IPUCTYIIOB U
KpPaTKOCPOUHYIO0 TPO(MUIAKTUKY AaHHOTOo 3aboneBanus. Ilpu sTomM ux obecrieueHue
WHHOBALIMOHHOM Teparyeii, KoTopasi BBOJUTCS MOAKOXXHO Pa3 B Mecsll, MO3BOIUIO Obl
nateHTaM ¢ HAO mosiHOCTRIO W30e)kaTh pPa3BUTHSI MYUMTETbHBIX OTEKOB U JKUTb
TIOJIHOL|EHHOW JKU3HBIO.

Taxxe Kmumenko }O.B. ormernna, uro B Pecybnuke Tarapctan B HEKOTOPBIX
cllydasiX CpOK OXKHJIaHHs CTapTa Tepanuu HanueHTamu ¢ 0ojie3Hbpto Padbpu cocTaBiseT
OoJIbIIIE TOIA.

Ivpektop accormanmu «OpraHu3aiysi MOMOIH OO0JBHBIM MYKOBHCI[HI030M»,
TIOMOIIIHMK TIpeZice/iaTesisi TipaByieHus1 6aroTBopuTesibHOTO (oHa «OcTpoBa» 3aiilieBa
FO.A. obpatwia BHMMaHHWe Ha TO, YTO He BCEM TAl[MeHTaM C MYKOBHCLIAJ030M B
Pecniy6nike TarapcTaH perjenThbl Ha JIbIOTHBIE TIPeTapaThl BHITUCHLIBAIOTCS Ha 3 MecsIIa,
HECMOTPS Ha Cyll[eCTBOBaHHeE TaKOro rpaBa. Kpome Toro, oHa oTMeTH/1a He00XOAUMOCTb
TpopaboTKu Mep 110 0becreueHuto MalMeHTOB C MYKOBUCIIMA030M BbICOKOKA/IOPUIHBIM
MUTaHUEM.

- o0ecneyeHHe NANUEHTOB C PeIKHMH 3200/1eBAHUSIMH TeXHHYECKHUMH
cpeacreamu peaduwiauranuu (TCP), MmenmumHCcKUM 000py10BaHUEM M PACXOAHBIMH
MaTepHuaJIaMH.

B cootBerctBum ¢ Pacnopsbkennem KabwHera MununctpoB Pecny6mmku
Tarapcran ot 14.05.Ne1029-p meT M B3pOC/bie C MYKOBUCIHIO30M B PecCITyO/HKe
o0ecrieuynBarOTCsl WHTAASTOPAaMM U HeOy/aii3epHBIMM  KamepamMu. Kak oTmeTwsa
JUpeKTop accouyaiuu  «OpraHusanusi TIOMOIIM  OOBHBIM ~ MYKOBUCLIMZ030M»,
TIOMOIIIHYK TIpeZicesiaTesisl TpaB/ieHus1 OyiaroTBopuTesibHOTO oHga «OctpoBa» 3atiiieBa
FO.A., cormacio m. 1.4 JloroBopa O TiepeJjaue MeJUIIMHCKOTO 00OpY/ZOBaHUS B
0e3B0o3Me3/lHOE BpeMeHHOe TI0/ib30BaHMe Ha oMy wMexay [JIPKB MuHucrepcTBa
3gpaBooxpaHeHusi Pecriybmmku  TartapctaH wu mipefcTaBuTesieM  pebeHkKa  C
MYKOBHUCLIUZIO30M, WCTeueHHeM CpOoKa 0e3B03Me3HOr0 BpPEeMEeHHOTO TI0/Ib30BaHUS
o0opy/10BaHUEM SIBJISIETCS C/IeAYIOILIUM [leHb TI0C/e JOCTHKeHUs COBepLleHHOeTHs. JTO
TIPUBOAUT K €AWHOPA30BOM BbiZiaue MeJUIMHCKOr0 000py/A0oBaHUsS TMaldeHTaM C
MYKOBHUCLIMZI030M BHe 3aBUCMMOCTHM OT BO3pacTa MalyieHTa Ha MOMEHT ero moJiyyeHus,
TIPU TOM, UTO MHTa/IAL[MOHHbIE PUOOPHI UMEIOT CPOK TOZAHOCTH OKOJIO 4 JIeT.

[lo nmaHHBIM #auUpeKTOpa OJaroTBOPUTENHHOTO (QOHAA TOMOIIM  OOJBHBIM
CIUHAIBHON MBIMIEYHONW aTpoduell M IPYTUMU HEPBHO-MBIIICYHBIMUA 3a00JICBAHUSIMU



«Cembu CMAY, unena skcneptHoro coera ®onna «Kpyr nodpa» I'epmanenko O.1O. B
Pecny6muke TaTtapcTan eCTh CIOKHOCTH C OOECIEYEHHWEM IalMeHTOB PAaCXOIHBIMU
MarepuagaMyd K MEeIUIIMHCKOMY oOopyaoBaHuio (oTkanuuatenu, HUBJI). HexkoToprie
NAIMeHThl HE TMOJIY4YaroT HEOOXOJUMbIE MEIUIUHCKUE W3JAETIHs JUIMTEIbHOE BpEMS.
Tpebyercss TNPUHATH OpPraHM3allMOHHBIE MEPBl IO CBOCBPEMEHHOW  BBIgAue
PECIIMPATOPHOTO O00OPYJIOBAaHUST U CBOEBPEMEHHOMY pEryJsipHOMY 0OO€eCIEeYeHHUIO
pacxXoJHbIMU MaTepualaMu K HEMY.

Kpome Ttoro, I'epmanenko O.}O., oTmeTuna, 4TO B HACTOAIIEE BpeMs B
Pecriybnuke TaTapctaH OTCYTCTBYET MporpamMma pa3BUTHs MaJUIMATUBHOW MOMOIIH.
[TocranoBnenne Kabunera MunuctpoB PecnyOmuku Tartapcran «O BHeceHUU
W3MEHEHH B TmocTaHoBieHne KaOmHera MunuctpoB PecmyOmmku Tarapctan ot
01.07.2013 Ne 461 conepxut pazaen «O0 yTBEp:KIEHUU TOCYAaPCTBEHHON MPOTrpaMMBI
“Pasputne 3npaBooxpaneHus Pecnybmuku Tarapctan mo 2025 roga™» ot 23 ceHTAOps
2023 roma Ne 1182, xkoropslii Bkirovaet [lacnopt komiiekca mpoLECCHBIX MEPOIIPUATHI
«Pa3BuTHE cHCTEMBI OKa3aHUs IMAIMAaTUBHON MEIUIIMHCKON momommy. OgHako B HEM
OTCYTCTBYET MH(pOPMAIMs O MEAUIMHCKUX U3JIEIUSIX U MEAUIIMHCKOM 000pYI0BaHUM,
KpOMe IyHKTa O IEPEOCHAIICHUH OT/IEJICHU.

ITo cmoBam I'epmanenko O.1O., B 2022 romy B PecmyOnuke Tatapctan ObuT
oTMeHEH PecryOnukaHCKuil MepedeHb TEXHUYECKUX CPEACTB peadMInTallid WHBAJIUIOB
u ceifiuac unét padbora mo GOPMUPOBAHHWIO HOBOTO TepedHs. B 3Toil cBs3u oOHa
npejiaraeT BKJIIOYUTh B Hero Takue BuAbl TCP kak: MOIABEMHHUK C 3JIEKTPOIPUBOIOM
MOOUITBHBIN, MOTOJOYHBIN MOJBEMHHUK, MOJIBEMHUK JUIsI BaHHBI C AJIEKTPOIPHUBOJIOM,
KpPOBAaTh C 3JIEKTPOIPUBOJAOM.

VYnonaHoMoueHHBI MO mpaBaMm uenoBeka B PecnyOnmuke Tarapcran CaOypckast
C.X. orMeruia, 4TO 3a4acTylo 3aTpylnHeHHe focTtyna uHBanuaoB Kk TCP oOycrnoBneHo
TE€M, 4YTO KOHKYpCHbIE€ 3aKynku Ha noctaBky TCP mpu3HaIOTCSd HECOCTOSBIIMMHUCS I10
IPUYMHE OTCYTCTBUSl YYaCTHUKOB TOproB. Taike oHa oOpaTwia BHHMMaHUE, 4TO
BbIJlaBaéMble  BJIEKTPOHHBbIE cepTU(dukarbl Ha mokynky TCP uHBanuzamu He
COOTBETCTBYIOT CTOMMOCTH HPUOOPETEHHOTO TOCYIapCTBOM peaOMIMTAllMOHHOTO
CpEICTBa.

YuuTbiBasg WH3/I0)KeHHOe BbIle, C Ie/IbI0 NOBbIMEeHUA 3(deKTUBHOCTH
OKa3aHHMsA MeJUKO-COLMA/IbHOM TMOMOINM TAaI[HeHTaM C PeAKUMH 3a00/i1eBaHUSIMH,
YUaCTHUKHM MepONPHUATHUSA JOTOBOPU/IUCH 0 C/IeiyIoIeM:

[Ipof0/KUTE  B3aUMMOJENCTBUE TALMEeHTCKMX OpraHu3aliiii — YYaCTHUKOB
«[lecanta pobpa» c MuHHCTEpCTBOM 3JpaBooxpaHeHuss Pecnyomukm Tarapcran,
Oo6mectBennoit mamaroit Pecnybnmuku Tarapcran, ['ocymapctBenHbsiM  CoBeTom
Pecny6muku Tarapcran, YmOIHOMOYEHHBIM IO TpaBaM dejoBeka B PecmyOmuke
TaTtapcraH, YnoJIHOMOUEHHBIM 10 MpaBaM peOEHka B Pecriyonuke Tarapcran, a Takxe
[JIABHBIMM  BHeEILUTATHBIMUA  CreluaiucTamMd  MUHHUCTEpCTBa  3/paBOOXPaHeHUs!
PecnyOmnuku TaTapcTas [ijist BHIPAOOTKM PellieHUH T10 C/ie/IVIOIIM HaTlpaB/IeHHSIM:

1. opranuzanusi oOpa3oBaTENbHBIX MEPONPUATUH (B TOM 4YHUCIE TMpPU Y4aCTUU
denepanbHBIX LEHTPOB) JJIs BpaueH-TIeAMATPOB, TEPANEBTOB M y3KOMPO(HIBHBIX
CHEIMAIMCTOB, HAITPABJIICHHBIX Ha MOBBINICHUE KBATH(PHUKAIIUN B chepe TUArHOCTHKU



U TEpaIluy PeIKUX 3a00JeBaHMii, B TOM YHCIIE C UCIOIb30BaHUEM MH()OPMALMOHHBIX
MaTepHaIoB, pa3paboTaHHBIX PU MOACPIKKE MAIMEHTCKUX OpTaHU3aIIHL;
COBEpILICHCTBOBAaHUE MapUIPYTHU3AIMK MAIllMEeHTOB C PEIKUMU 3a00JeBaHUSMHU, a
TaK)K€ MOPAJIKA U yCIIOBUM NOJyYEHUS UMUA MEJULIMHCKON MTOMOIIIN:

a) mpopaldoTaTh MapIIPYTU3ALMIO TMAlMEHTOB C Hac/Ie[CTBEHHOW auctpodueit
CeTuaTKH JJisi IPOX0XK/eHus1 OecriyIaTHOTO TeHeTHUeCKoro o0ceoBaHus C Liebio
Bepu(ukaumu auarHo3a B ®I'BHY «Meauko-reHeTHUeCKUM HayUHbIA LIEHTP
nmeHu akazieMuka H.I1. boukoBa»;

0) NpUHATH MEpbl, HANPABICHHbIE HAa COBEPLICHCTBOBAHHE MOPSAKA U YCIOBUUN
MOJIyYEeHUs  MEIWLIMHCKOM  TOMOIIM  IAUMEeHTaMd  C  [EPBUYHBIMH
UMMYHOAe(ULIUTAMU 32 CUET:

— obecrnieueHus 04epENHOCTH PUEMA MAIIMEHTOB C MHBAIHIHOCTBIO;
— COKpalIeHHs CPOKOB OKUJIAHUS 3alUCH HA TPUEM K Y3KUM CHELUAINCTAM;
— CO3JaHHUSA «3€JIEHBIX KOPUAOPOBY» B JICUEOHBIX YUPEKICHUIX.

COBMECTHasi MpopaboTKa BOMPOCOB IO HEMPEPHIBHOMY OOECIEUEHUIO MallMEHTOB C

ophaHHBIMU 3a00J€BaHUSIMM JIEKAPCTBEHHOHN Tepanue M crenualn3upOBaHHBIMU

NpOAYyKTaMHU JIe4eOHOr0 MHTaHWs NpU HMX BbIXoAe u3-non omneku Ponnma «Kpyr

no0pa» U nepexojie U3 JETCKOM KOropThl BO B3POCIYIO, a TAKXKE MO pealin3alii Mep

HEOOXOJIMMBIX JJII CBOEBPEMEHHOIO cTapTa U OeCHpEepbIBHOCTH JEKApPCTBEHHOMN

Tepanuy y NaleHTOB B3pPOCIOro BO3pacTa ¢ peAKUMH 3a00JIeBaHUSAMU, KOTOPHIE HE

BXOJIAT B ME€PEUEHb KUZHEYTPOKAIOIINX U XPOHUYECKUX MPOTPECCUPYIOLIUX PEAKUX

(opdhannbIX) 3a00JICBaHUN;

npopaboTka nozunuu Pecny6muku Tatapctan 1o BOMpoCcy CUHXPOHU3AINH TTEpEeYHEH

penkux (opdannbix) 3abomeBanuit  ¢onma «Kpyr mobpa» u  Ilepeuns

KUZHEYTPOKAIOIIUX W XPOHUYECKUX TMPOrPECCUPYIOMIUX pPenkuXx (opdaHHbBIX)

3aboneBannii (IToctanosnenue [lpaBurensctBa PO ot 26 anpens 2012 r. Ne 403) u

nepenaun B @oupa «Kpyr [JoOpa» 0043aTenbCTB MO JIEKAPCTBEHHOMY O0ECTICYCHHIO

MalMEHTOB Miaame 19 yer, KoTopble B TaHHBIA MOMEHT MOJYYarOT JIEKAPCTBEHHOE

o0ecrieyeHne U3 CpeiCTB pEerHOHAILHOTO OI0/IKETa;

npopaboTKa BOMNpOCa MO BHEAPEHUIO MeEp, HaNpaBICHHBIX Ha IOBBIIICHUE

JOCTYITHOCTH TAlMEHTaM C PEAKHUMH 3a00JIeBaHUSIMU T€HETUYECKON JMAarHOCTUKU U

JIOJIMarHOCTUKH C LIEJIbI0 PaHHEH MOCTaHOBKHU JMarHo3a U Havasa JIeYeHUs:

a) pacCMOTpPeTh  BO3MOXKHOCTh  OOECHEUEHHS  MEIUIIMHCKUX  YUPEKICHHH,
OKa3bIBAIOIUX HKCTPEHHYI0 U CKOPYK MEIMIMHCKYIO IOMOIb, pPEaKTUBAMMU
Opiuxa C 1eJIbI0 CBOEBPEMEHHOM AMArHOCTUKY NOP(UPHUH, a TAK)KE BOZMOXKHOCTb
AKCTPEHHOW 3aKyIKHM Mpernapara 'réMUH MEIULIMHCKUM YUYPEXKICHHEM B Cilyuae,
€CJIM B PErMOHE BBISBIICH MALMEHT C AMArHO30M HOPPUpHS.

npopadoTKa BOMPOCa MO PACIIMPEHHUI0 MPOTPAMMBI MMOCTHATATHHOTO CKPUHHUHTA B

pamMKax JAMCIaHCEPHOro HAOIIOEHUS AETEH B MEPBbIN IO/ )KU3HU 32 CUET BKIIOUCHUS

B HEE:

a) aHanu3 KpoBW Ha KpearnH(ochOoKuHA3Yy y JeTel (MaTbUUKHU U IEBOYKU) C IEIBIO
CBOEBPEMEHHOI'O BBISIBJICHHUSI MbIlIeyHOW auctpoguu JoumieHHa U 0oJie3HU
ITomne;

0) aHayM3 KPOBHM Ha HeopraHnuyeckuil ocdop uam Ha menounyio Qocdarazy mnpu
MOJIO3PEHUN Ha PaxuT Yy JeTeil C LeNbl0 U30eXaHUs MPOTrPECCUH OCIOKHEHUH,
NPUBOJAIIMX K HHBAIMIM3AIMH MallMEeHTa C TUohochaTeMUIECKIM PaXUTOM.



7. mpopaboTka  BOMPOCOB  yJIyullleHHs/o0ecriedeHus  JOCTyma  MalMeHTOB K
MEIUITTHCKOM YCIIyraM M JICKapCTBEHHOW Tepalvd, BKIIOYAs CICIHATU3HPOBAHHOEC
MUTaHUE:

a)

6)

1)

npopaboTaTe BONpoc BKIOUeHUs B IIporpammy rocyaapCTBEHHBIX TapaHTHIl
OecIUTaTHOTO OKa3aHWs TpakJaHaM MEAWLIUHCKOM TIOMOIIM Ha TEPPUTOPHH
Pecniy6nuku Tatapcran:

— mnamueHTtoB ¢ cuHapom [lIBaxmana-/[aiiMOHIa, € MYKOBHCIHMAO30M,
B3POCIIBIX TAIMEHTOB CO CIMHAIBHON MBIMIEYHOUW arpoduei, nereit c
CUHAPOMOM KOPOTKOM KHIIKH JJs HMX [OCJIEIyIONIero o0ecrnedyeHus
7e4eOHBIM SHTEPAIbHBIM TUTAHUEM;

— B3pOCJHBIX MAIlMEHTOB C CUHAPOMOM KOPOTKOW KHIOKH JUISI UX
MOCJIEYIOIIEr0 o0ecrieueHrs apeHTepaIbHbIM MUTAHUEM.

paccMOTpeTh Ha YypOBHE CYOBEKTa BO3MOMKHOCTH pa3paOOTKH PErHOHATbHOU
IporpamMMbl 10 00ECHEUEHHUI0 JIeYeOHBIM SHTEPATIbHBIM MUTAHHEM B3POCIBIX C
peakumu (opdaHHbIMU) 3a001€eBaHUSAMU (IO MPUMEPY OTAEJIBHON MpOrpamMmsbl B
pamkax CormanpHoro Kogekca Cankrt-IletepOypra);

B35Th Ha KOHTPOJIb BONPOC OpraHu3aluu Oecrepe0oHOro Oo0ecTeYeHHUs
narueHToB ¢ cuHapomoM IlIBaxmana-/laiimonnma (epMeHTO3aMECTUTEIILHOMN
Teparnuen;

B35Th Ha KOHTPOJIb OpPraHW3alldI0 BBIIACKM pELENTOB HA  JIbIOTHBIE
JIeKapCTBEHHBIE MPEnapaThl ISl HAIIMEHTOB C MEPBHYHBIMA UMMYHOIE(PHUIIUTAMHU,
a TakKXe CBOEBPEMEHHOE OOCIyXMBaHHWE JTHX pELENTOB, B TOM 4YHUCIE,
HAXOJSIINXCS Ha OTIIOKEHHOM OOCITY>KUBAaHUU;

B3STh Ha KOHTPOJIb BONPOC OOecreyeHHs JIEKapCTBEHHBIMM IIpernapaTaMu IS
CBOEBPEMEHHOI'O cTapra Tepanuu NAlUEHTOB C MePBUYHBIMU
UMMYyHOJIe(hULIUTaMU, KOTOPBIM TOJIBKO OBLI MOCTABJIEH TUArHO3 MU Yy KOTOPBIX
IPOU30IIJIa CMEHa Teparuy, a TakKe MalrueHToB ¢ 6one3Hbro dadbpu;
npopaboTaTh BOMPOC IO OPraHU3alMi BBEACHUS JICKApPCTBEHHOTO TMperapaTa
Oypocymab manueHtaM ¢ runopochaTeMUUYECKUM PaxUTOM B paMKax JTHEBHOIO
CTallOHapa B MOJMKIMHUKE, MAKCUMAaJIbHO MPUOIMKEHHON K MECTY MPOKUBAHUS
NAlMEHTOB;

o0ecreynTh MalMeHTaM CO CHUHAJIBHOW MBIIIEYHOW aTtpodueil OecriepeOOonHbIM
JOCTYI K Tepanuu (mpemnapaTbl HyCUHEPCEH, PUCAUIUIAM), B TOM YMCJ/e 3a CUéT
TIpeIyCMOTPEeHUsT OFO/I)KETHBIX CPe/ICTB Ha 3aKyIKy MperapaToB B HEOOXOAUMOM
00BéMe;

npopaboTaTh BONPOC obecrneueHus J1e4eOHbIM SHTEPATbHBIM TUTAHUEM B3POCIIbIX
MAIMEHTOB CO CHUHAIBHOW MBIIIEYHOM aTpodueil, B YaCTHOCTHU, PACCMOTPEThH
BO3MOYKHOCTb ~ pa3pa0OTKM pPErHOHANBbHON TpPOTrpaMMbl MO  OOECIICYCHHIO
Je4eOHBIM SHTEPAJIBHBIM MUTAHUEM B3pOCIBIX C PEAKUMHU 3a00seBaHUSIMU (I10
puMepy OTAelabHOM mnporpammbl B pamkax CoumanbHoro Kopexca CaHKT-
[TetepOypra);

B35Th Ha KOHTPOJIb BONPOC OOECIHEYEHHs BBIMUCKM PELENTOB Ha JIbIOTHbHIE
JEKApCTBEHHbIE TIpenaparsl CpPOKOM Ha 3 Mecsua Uil DNAlHUeHTOB C
MYyKOBUCLUIU3O0M;

npopadoTaTh BOMPOCHI BHEIPEHHS KAYECTBEHHON OIEHKH TSDKECTH TEUCHHS
3aboneBanust y manueHToB ¢ HAO mpu KaxaoM uX BHU3UTE B MEAMIIMHCKOE
YUPEKIECHUE B COAPYKECTBE «IALUUEHT-Bpay» IOCPEACTBOM HCIOJIb30BAHUS
COBPEMEHHBIX OIPOCHUKOB W JIHEBHMKOB IAllUEHTOB B COOTBETCTBUU C



perctByrommMu - KiimHnyeckumMu — pekomeHgauusmMu  Mun3npaBa  Poccun

«HacnencrBennsiii anrnoneBporuueckuii ot€k (HAO)» (yTB. 2024 rox), a Takxke

CBOCBPEMEHHOI0 HA3HAYEHHS MHHOBAIMOHHOW TEpanvuu B BUAEC TMOJAKOXKHBIX

WHBEKIUN B peruoHe no 3adoneBanno HAO.

8. paccMmoTpeTh BO3MOXKHOCTh BHECEHUS CIEAYIOUIUMX U3MEeHeHuH B JloroBop o nepesaue
MeJUIIMHCKOTO 000py/oBaHUsI B 0e3BO3Me3[JHOe BpeMeHHOe I10/Ib30BaHHe Ha [IOMY
mexay [JPKB MunuctepcTBa 3apaBooxpaHeHWss PecriyOosivku  Tatapcran u
TIpe/icCTaBUTE/IeM pebeHKa C MYKOBUCIHI030M:

— B 1. 1.4 iepecMOTpeTh CPOKH 0€3BO3ME3/THOTO MCIT0/Ib30BaHUS BbIZIaBaEMOTO
obopyzioBaHMsI C  YYETOM  CPOKOB  JKCIUTyaTaldd  MeJUI[UHCKOTO
o0Opy/IOBaHUSI,  COAEpPXKAIUXCSI B  HWHCTPYKIMA K  MEAUIUHCKOMY
00Opy/IOBaHMIO, a TaKXe C YuéToM O0COOEHHOCTEM ero 3KCITyaTaluu
MalyeHTaMu C MyKOBHUCLIUZ030M;

— TMpeayCMOTPeTb MYHKT 00 yTHIM3aI[UM CAaBAa€MbIX MEIUIMHCKHX H3ICIUi
MalMEeHTaMu C MYKOBUCHHMI030M, Tak Kak coriacHo CanlluHam onum He
MOJJIEKAT MMOBTOPHOM SKCILTyaTall|H.

9. paccMOTpeTh BO3MOXHOCTh BKJIIOYCHHsI TUIAHOBBIX I[IOKaszareled oOecredeHus
MEJMIUHCKAM O00OpYy/JOBaHUEM U PACXOJHBIMU MaTepuajiaMud B OOHOBIIEHHBIN
[TacmopT KOMIUIEKCAa MPOLECCHBIX MeponpusTuii «Pa3BuTHe CHUCTEMBI OKa3aHUS
MaJUTHATUBHON METUITMHCKOM oMol (mepeyTBepxkacHue B 2025 roay);

10. paccMOTpeTh BO3MOXKHOCTh BKJIIOUEHHUSI B PecryOnmKaHCKuil mepedeHb TEXHHUECKUX
CPEACTB peaOuiauTallid WHBAIMIOB cieaywoomme Buasl TCP: moabeMHUK C
AIIEKTPOTIPUBOIOM MOOWJIBHBIN, TOTOJOYHBIA MOJIBEMHHUK, TTOABEMHHUK JJII BaHHBI C
AIEKTPONPUBOJIOM, KPOBAThH C AJIEKTPOIPUBOAOM.
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