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CoBeT nauyeHToB BoCTOUHO-TasIIMHHCKO LieHTpabHOM 60/1bHULbI — 3TO A06POBO/IbHbIA KOHCY/IbTATUBHbIA OpraH

60/IbHNLbI, KOTOPbI Hauan paboTy B ceHTA6pe 2023 roga 1 06beAVHAET NaUMEeHTOB 1 NPEACTABAAWMX NX GIN3KUX.
Lienbto KOHCYIbTATBHOIO COBETa ABMSeTC (DOPMUPOBaHME GOIee OPUEHTUPOBAHHbIX HAa YenloBeKa YCyr v nyTu
nauueHTa nyTem NpUBEUYEHUs NaLUMeHToB 1 Ux 6M3KMX 415 06ecneyeHns ya0BNeTBOPEHHOCTM NaLmMeHToB paboToii

60NbHNLbI.



3afaun KOHCYbTaTMBHOMO COBETA 3aK/TH0UAlOTCSi B TOM, YTOGbI NPEACTaBUTL TOUKY 3pEHMSI NauMeHTa no noBoay
opraHv3auun BHyTPEHHEN 1 BHeLUHel KOMMYHMKaLuun 60/1bHULGI, An3aiiHa pasnnyHbIX YCyr U NyTU NaLWMEHTOB, a Takke

4N THULMMPOBaHNS 06YyYeHuiA 1 ApYrX MeponpusiTUiA NO MPOCBELLEHNIO HACE/IEHE HA TEMY 3[40POBbSI.

UneHbl coBeTa NauneHToB: ABO XeilH (NpeaceaaTtens coseta), bpurntra MNnoom, Kagpw MNexsam, Naiie Cuiim, Jlea
Nymn, Nnitna Oaym n Muxann Bnagncnaenes. MNpeactaBntenin BoCTOUHO-Ta/I/IMHHCKOM LEHTpaibHON 601bHNUbI: K3T/IMH

Mano, Jlea Kapuk n Arpuc Konnesnb.

JAononHutenbHble BONPOCbI O paGoTe KOHCY/IbTALMOHHOIO coBeTa NauueHToB: patsientidenoukoda [at] itk.ee

(patsientidenoukodafat]itk[dot]ee)
NToru BCcTpeu:
2024

10 ceHTAGPSA Ha NepPBOM 3acefaHnn OCEHHe-3MHero paboyero nepuoga 2024/2025 Ha paccMOTpeHMe 6bIn
npeacTaBneHbl NePBUYHbIE pe3toMe 0630pa MHGOPMALMOHHBLIX MaTeprasioB Ans nauneHTos (UMIT). BbIACHUAOCH, YTO
HeB3Mpasi Ha TO, YTO B HO/IbHULE MMEKOTCS OYEHb YEeTKME MHCTPYKLMK MO cocTasneHnto VIMI, NoHATbL 3Tn MaTepuasnbl 6e3
HanMums 6a30Bbix 3HaHWI GblBAET HENerko, N0 BO3HUKAIOT AOMOMHUTE bHbIE BOMNPOCHI, OTBEThI HAa KOTOpbIe
MHhbopMaLMOHHbIE MaTepuasibl He coaepxat. KoHcybTaTuBHbIA coBeT nauneHToB (KCI1) cuntaeT, 4To nepecmoTtp VMM,
6e3yC/0BHO, ABNAETCA OAHUM 13 BaXKHbIX CMOCOO0B BOB/IEYEHMS NALMEHTOB U Pa3BUTUSA OPUEHTMPOBAHHbIX Ha NauMeHTa

YCAyr, N OH ByAEeT NpoaomKaTh 3Ty paboTy 1 ganee.

Bblnn 06y aeHbl TEMbl 1 BO3MOXHOCTM yyacTust KCIM B pa3BUTUM 60IbHULGI 1 €€ YCIYT, a TakkKe HefjaBHO MosiBUBLUeECS
npeaioxeHne o0 NOBbILEHUN NaTbl 3a BU3UT. CBOI NO3MLMI0 B OTHOLLEHWW NaThl 3a BU3UT KCI ony6nkyeT nocne
06MeHa MHEHUSIMU C APYTUMU KOHCY/IbTaTUBHbIMW coBeTaMu. OT3bIBbl MALMEHTOB UFPAKOT BAXHYHO PO/Ib C TOUKM 3pEHNS

pasBuTUS 6OMbHULbI, MO3TOMY 60/IbHULA BCEra XAeT NPeIoxXeHnii n naei co ctopoHsl KCI.

8 okTA6ps 2024 r. KCI Haweli 60/1bHWLbI OpraHn3yeT COBMECTHOE 3aceaHne KOHCYNbTaTUBHbIX COBETOB NaLMEHTOB

(KCIM) Bcex 60/1bHNL, SCTOHMMN.

Ha cocTosiBwemMcsa 21 mas nocriefHeM 3acefiaHnun ces3oHa npegcefaresib npasfeHns npescrasui niaHd pa3suTng
BOCTOUYHO-Ta/I/IMHHCKO LeHTpaibHON 60/1bHMLLI Ha neprog 2024—2026, roBOpUAN Kak 0 KpaTKOCPOUHbIX, TaK U O

[OITOCPOYHBIX NIaHax No yAyylleHno 6bITOBbIX U PAGoYMX YCOBWIA A5t NAUMEHTOB U COTPYAHMKOB 60/IbHULbI.



MomMMMOo TOro, CoCcTosA/IaCb OXUB/EHHAA ANCKYCCUA HA TeMY AOHOPCTBa opraHoB: npeactasutenn KCI nogennnuce
OMbITOM O MbIC/ISIX, BO3HUKLLUX B X04€ 06CYyXAEHUs 3TOW TeMbI B KpYry 6/13kMX. Bblo KOHCTATMPOBAHO, YTO CEMbS U
[py3bs cKkopee NoAAePXUBAIOT OHOPCTBO OPraHoOB, HO Takxke BbISCHUIO0CH, YTO 60/1ee MosoAble NoAn 06 3TOM Jaxe He
3aA4yMblBa/IMCb. BbickazaHo npeaioxeHrne o TOM, YTO AOHOPCTBO OpraHoB M TKaHei Morao 6bl cTaTb TEMOI, O KOTOPOIA
cneumanncTbl 60NbHUL M NpeacTaBUTENN NaLMeHTOB MOrn 6bl MoAymMaTth CO06LLa, a Takke COBMECTHO AelicTBOBaTb BO
UMS TOrO, YTOGbI NOBLICUTL OCBEAOM/IEHHOCTL 06LLEeCTBa O AOHOPCTBE. B X04e pasnunyHbIX ANCKYCCUIA OTAENbHON TeMO
06CyXaeHNs cTana HeobXxoAMMOCTb CNOCO6GCTBOBATL NPOABMKEHUIO CAHUTAPHOrO NPOCBELLEHNS, a Takke TeM, CBA3aHHbIX
C npaBamMu 1 063aHHOCTAMU NALMEHTOB. B LLKONbHOW CMCTEME CBA3aHHbIX CO 3J0POBLEM TEM KacatoTCs OTHOCUTE/IbHO
Masio, 1 MOMI0AEXb NoyvaeT uHopMaLmio No 60bLUel YacTn U3 coumasbHbIX ceTei. Hanprumep, nHdopmauus o
BaKUMHe npoTus BMNY cpaboTana — WKO/bHUKM CAeNaIn NPUBUBKY, NOTOMY YTO MHhOpMaLms AoLlina Ao HUX Yepes
pacckasbl, kacarLmecs nx cammx. YTo kacaeTcsi npas NauueHToB, Obl10 BbiCKa3aHO MHEHKe, YTO 60/1bHMLA AO/MKHA Ha
BHYTPEHHEM YPOBHe 60/1bLLie 3aHMaTbCA TEMO 3aLUMTbl AaHHbIX, YTOObI NOBLICUTL OCBEAOM/IEHHOCTL NMepcoHana un

NauneHTOB.

B KOHL,e BCTPeUM NpoBe/M 0630p BCTPEY 3aBEPLUAILLETOCs Ce30Ha U 06CYANNN, Kakue TeMbl MOT/IM 6bl BbITb B (DOKYyCE B

HOBOM CE30He, B TOM uucsie npusHanm, uto KCI gosxeH ctathb elle 60s1ee 3aMeTHbIM Ha Be6-caliTe 60/1bHULbI.

9 anpens cocTosA0CL NpeanocnefHee B 3TOM Ce30He 3acefaHne KOHCyNbTaTMBHOMO coBeTa naLeHToB, Ha KOTOPOM
NPOAOHKMNIOCE 06CYXAEHNE Ha TEMY NOTUCTUKM 60MbHULBI. BbiNn BHECEHbI NPeA/IoKEHNS OTHOCUTE/TbHO peLUeHuii No
peHoBauun BECTMOLOMIA Kopnyca A Ha ynuue Pasu. PykoBoanTenb CeCTpMHCKoro gena 6oabHuUbl KATavH Manno
npeAcTaBuia BHECEHHbIN B NaH pasBuTus 60MbHULLI pas3aen «MauneHTbl n ux 6/mM3kme». KoHCyIbTaTUBHbBIN COBET
cAenan 60nbHULLE HECKOSIbKO MPEASIOKEHMNI O TOM, KaK yy4linTb yA00CTBO U TOYHOCTb NEPeaBUMKEHNS NTI0LEN, YTOObI
OHW He TpaTu/In Bpems Ha NOMCKM AOMOB, ABEpei 1 kabuHeToB. Cpean NpoYero, B KoAe NOMELLLEHWNIA BbISI0
peKoMeHA0BaHO 0TKa3aTbCs OT Hy/sA nocsie 0603HaYEHNst KOPMYCOB — 3TO CO34AaEeT NyTaHuly, Beb Yy 60/IbHULLbI HET HU
OHOro 34aHusA Bbile 9 aTaxell. bblno Takke BbiICKa3aHO MHEHWE, YTO pasfesibHoe pasMellleHne Nniaei no BecTnbronsam —
3TO HeuenecoobpasHas TpaTa pecypcos, U YTO HEOOXOAUMO MHBECTMPOBATL B 60/1ee NOHATHbIE U pa3bopunBbie
3HaKN/MapKMPOBKU. YeHbl KOHCYIbTATUBHOIO COBETA OTMETW/IU, YTO NOCTYNALWMA B 60/1bHULY NauneHT oxunaaeTt
KOHKPETHOW MHhOpMaLMN O TOM, YTO EMY HYXKHO B35iTb C CO6OOI, KyAa 1 B Kakoe BpeMsi NpUiATK, 1 6b110 Bbl O4EHb XOPOLLIO

yKasblBaTb Te/1e(DOHHbI HOMEP, N0 KOTOPOMY MOXHO MOSTYUYUTb AONOMHUTENbHYIO MHIDOPMALIMIO.

UTo KacaeTca UMeIoLLLerocs B njiaHe pasBuUTUA pasjesia o nauneHTax n pogcteseHHukax, To KCI oTMeyaeT, 4To nocnaHua
MOHATHbIE U He AB/IATCA MNYCTbIMW CNIOBaMW, NOCKO/bKY 3@ HUMW BUAHbI AeACTBUSA. B TO e BpeMsi MyHKT O MOBbILLEHUN
YPOBHS MH(POPMMPOBAHHOCTM MO BONPOCaM 340POBbs Obl10 PEKOMEHA0BAHO MOCTaBNTb B caMoe Havaso. MauneHTsbl
npexae BCero OXXmMaatT NMEHHO MHOpPMaLLMIO MO TEMaM 310POBbS, U OHA A0/KHA ObITb NPeoCTaB/eHa B HYXXHOe

BPEMSI U B HY)XHOM 06beme. Kak aToro go6UThbCs, COTPYAHUKM 60/bHULLI AO/MKHBI PELIATL BMECTE C NauueHTamu.



12 mapTa Ha noBecTke AHS Oblna npeseHTauus, NocBsLWEeHHas 6aHkaM TkaHel 1 JOHOPCTBY OpraHoB. B xoae obcyxaeHns
MPULLAN K NOHUMaHMIo TOro, YTO O JOHOPCTBE OPraHoB CriefyeT roBOpuTh Ntoasm 60/bLue 1 B 6o/1ee NOHATHON hopme.
Unenbl KCIN nepeganyT CBOM NPeA/IOKEHNST HA CNeayLmx 3acegaHmsax. Takke Npoaoc/HKNAN 06CYyXaeHNe, CBA3aHHOE C
NIOTUCTUKON BHYTPW 60/1bHULBI, TAe 6bl/I0 OTMEYEHO, HYTO NPU NOUCKE Pa3NNYHbIX KAOGMHETOB NaLMEeHTbl MOTyT CTONKHYTLCA
C Takumu NnpobriemamMu Kak HesHaHue MeUUMHCKOV TEPMUHONOMMKN (HanpyuMep, NaunMeHT MOXEeT He 3HaTb, YTO
ohTa/IbMOSIOT — 3TO [1a3HOWN Bpay), HaIMUMe 1 NOHATHOCTb yKasaTenei, a Takke AOCTaTOUHbIA 06EM 1 AICHOCTb
npeacTaBNeHHO Ha caiiTe nHdopMaumn. NMoxeasibl 6bI1 YAOCTOEH M Hall BCeraa rotoBblii NOMOYb NEPCOHa

perncTparypsbil.

Ha BcTpeue 13 cheBpans aAMUHUCTPATMBHAS CyXx6a npeAcTaBuia 0630p CBOeH AeATeNbHOCTH, a Takke 6bI10
npeacTaBneHo BHeAPEHME CUCTEMbI GE30MACHOCTY NauMeHToB. COCTOSINI0CH NePBOHAYaIbHOE 0GCYXAEHNE TOTUCTUKN
NauMeHTOB, B X0e KOTOPOro BbISICHWIOCL, YTO 3anMcaTtbCsl Ha NPUEM NIerko 1 yA06HO, HO OCHOBHLIM NPEnsTCTBUEM
ABNSIETCS NM1aHNPOBaHMe BPeMeHM 13-3a NPo6/1eM C NAapKoBKOI Bo3/e oTaeneHuii MarganeaHa n Pasu. o BO3MOXHOCTM
nauveHTam cnegyeT NpefocTaBUThL NOAPOGHYI0 MHADOPMALIMIO, YTO CTOMT NpresXaTb NPeanoYTUTENIbHO Ha

06LLleCTBEHHOM TpPaHCNOPTE UM NPeayCMOTPETb AOMOMHUTENILHOE BPEMSI HA MOWCK MecTa [/1 NapKoBKM.

Ha co6paHuu 9 auBapsa goktop Cykrec, 3aBegytolias nevyebHol YacTbio, NpeacTaBmia BCECTOPOHHMI 0630p CBOEiA
paboTbl. CBOK AEATENBHOCTL TaKKe NpeAcTaBuv lopUaMYECKUA OTAEN U OTAEN 3aKyroK, a Takke oTAesn KavecTsa. Kpome

TOro, IOPUCT GO/LHMLbI caenan 0630p TeM, CBA3AHHbIX C 3BTaHA3MEl, MOC/e Yero CocTosinach AUCKYCCUs.
2023

Ha BcTpeue 12 gekabps 6b1/1 npeacTaBsieH 0630p NPUHLMNOB 60/IbHUYHOIO MUTaHUS, ayanTa NUTaHWs U AeaTesIbHOCTH
KOMaHgb! Avetotepanmn. CocTosiiach AUCKYCCUSi O COCTAB/IEHUM, & TaKKe O TMBKOCTU MEHI0, 1 GbII0 MPU3HAHO, YTO
MOXHO W HYXXHO cenatb ropasao 60sblie 4715 NMOBbILEHNS OCBEAOMIEHHOCTU O NUTAHWUK Kak NepcoHana, Tak u
NauneHToB. UneHbl KOHCYIbTAaTMBHOMO COBETA NaLMEHTOB OLEHWM BHYTPEHHWIA pacnopsaok 60/bHULbI, U 0Ka3asioch, YTo
pacnopsifoK OTHOCUTE/IbHO XOPOLLIO NMOHATEH U HanNUcaH YeI0BEYECKUM A3bIKOM. B Gy ayLiemM MHEHUS NAUMEHTOB Takxe

6yayT cnpawmBaTb OTHOCUTESIbHO MHPOPMALMOHHBIX MaTEPUASIOB U APYTVX AOKYMEHTOB [/151 MALMEHTOB.

Ha BcTpeue 14 HOAGPSA 06CYXAa0Ch NPOBEAEHNE A5 HACENIEHUSI 0BYYEHMIA HA TEMbI, CBA3aHHbIE CO 34,0POBLEM.
OTaen obyvyeHnss BocToYHO-TaIIMHHCKOM LieHTpaUsTbHO 601bHULBI NPpeacTaBna 0630p NpoAenaHHon paboTkl U NaaHbl Ha
cnegyowmii rog. Kpome Toro, pykoBogute b oTaena 06CnyxuBaHusi KTMEHTOB 6O/bHMLbI 03HAKOMUIIA CO CTPYKTYPOL

MeAULMHCKUX YCYT 1 cnocobamu AocTyna K ycryram.

Ha BcTpeue 10 oKTAGPA Gbl1 NpefCcTaB/IEH 0630p Pa3BUTUS 1 MOCELLAEMOCTM AOMaLLHel CTpaHuLbl 60/1bHULbI, a
npeacTaBUTENIN NALMEHTOB 06GCY AWM AOCTYNHOCTL MHGPOPMALMM U YyUlleHne UHPOPMaLMOHHOTo noToka. Takke

cocTos1ack NpeseHTauys pesyibTaToB UCC/ef0BaHNs 06paTHON CBSI3W 1 YA0BNETBOPEHHOCTY NALMEHTOB.



15 ceHTAGpPA Ha NepBOM 3aceflaHnmn KOHCY/IbTaTMBHOIO coBeTa npegcenarens npasneHns 6oneHULbLI TapMo baknep
npeacTasna 0630p AeAaTenbHOCTY 60M1bHULBI. KOnne Poxun pacckasana 06 NcTopmm co3aHns KOHCY/IbTaTUBHOIO coBeTa
nawlneHToB 1 O CBA3M CO BceMmpHbiM AHEM 6e30MacHOCTU NauMeHTOB, KOTOpPbIV B 3TOM oAy NOCBSLLEH MPUBEYEHMIO
nauneHToB K obecneyeHunio 6e30nacHOCTY NaumeHToB. MNocne BBOAHbLIX TeM NpeAcTaBuTeny 60/bHULbI pacckasaim
KOHCYNbTaTUBHOMY COBETY O CBOUX OXMAAHUSX, & YNIeHbl COBETa NOAE/IMNINCE CBOUMW OXUAAHUSMUN OT COoBeTa, 60/IbHULbI
1 CcUCTeMbl 34paBoOXpaHeHunst B LiesioM. 1o utoram o6CyxaeHns NpoeKTa NoN0XeHNs KOHCYIbTaTUBHOIO coBeTa
nauneHToB, B TOM Yuc/ie opraHusauun paboTsl, 6blnn M3bpaHbl NpeacefaTens U 3aMecTuTens npeaceaarens

KOHCYNbTaTMBHOrO COBETA, Cor/lacoBaH rpadvmk n Tembl 3acegannii Ha 2023 n 2024 roabl.
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