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AKTYAJIBHOCTb

B coBpemeHHOM 3apaBooxpaHeHun Poccun nannua-
TMBHaa meamuuHckasa nomouwb (MMI) BbigeneHa B camo-
CTOAATENbHbIN BWA MEAMLMHCKOM MOMOLLM M HanpaBfieHa
Ha n3b6aBneHne OT 60N M OBneryeHue TKENbIX NPOsiB-
NleHni 3a6oneBaHni B LIENSX YaydleHUs KadyecTBa KU3HM
Hensneyumo 60nbHbIX nauueHToB [1]. Bo BpemeHHOM
acrnekTe NPoAOIKUTENBHOCTL NoTpebHocTn B MMIT moxeT
BapbMpoBaTb OT HECKOJIbKMX Hedenb [0 HECKONbKUX NeT
W BKJIIOYAET Nepuos OT yCTaHOBMIEHMS AMarHo3a Nporpeccu-
pytowero 3aboneBaHns 0 CMEPTU NaLMeHTa U NepexmBa-
HUS ero ceMben nepuoaa ytpaTbl. C y4eTOM HOPMaTUBHbIX

M NpaBOBbIX OCHOB Mpu okasaHuu [MI1 Ha ypoBHe rocy-
[apcTBa AOKEH OblTb 06eCcneyYeH KOMMIEKC MEPONPUATUI
MEAMLMHCKOrO M AyXOBHOIO COMPOBOMAEHMS, NMCUXONOMU-
YecKoM 1 coumanbHom nomowum [1, 2].

EBponernckas accoumauua nanaMatMBHOM MOMO-
wn Bblaensietr agBa ypoBHSA [MIT — nannvatuMBHbIM NOA-
X0 M Crneunannu3nupoBaHHylo nananaTuBHylo nomoub [3].
MannnaTnBHbIM Nogxon — ob6Lue 3HaHUsA U yMeHUs B obna-
CTW OKa3aHWs MNaMaTUBHOM MOMOLUM Y CMELMaInCToB,
paboTtaouwmx B chepe 34paBOOXpaHEHUs; rMaBHasa 3aja-
Yya — yBWIETb Npob6aeMy, NPUHATb MO HEW peLleHUe Uu
NnocTaBUTb LW B COOTBETCTBMM C MPUHUMMNAMM Maniu-
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aTMBHOW nomouwwu. CneunanuanpoBaHHas nanavaTMBHas
NOMOLLIb OKa3blBaeTCs Cy>K6aMu, OCHOBHOM AEATENbHOCTbIO
KOTOPbIX ABASETCA MNpefoCTaBleHUe MOMOLWM WMMEHHO
nauneHTam C TSXKEeNbIMU HEeU3NeYnMbIMU 3ab6oneBaHUAMM.
Kaxablv TaKoW cnyvyan npeanosaraeT Hanuyune Leoro KoMm-
nnekca npo6sem U, COOTBETCTBEHHO, TPebyeT MeXAuCLUM-
NIMHAPHOro Nogxoda ¢ y4acTMeM CreLnanncToB BbICOKOIO
YPOBHS NOArOTOBKM [4].

B poccuiickom 3akoHoaaTtenbcTee MNMIT BKAOYaeT nanium-
aTUBHYIO MEPBUYHYIO A0BPAYEOHYI0 MELUUMHCKYIO MOMOLLb,
nannnmaTUBHYIO NEPBUYHYIO BpadeGHy0 MEeANLMHCKYIO MOMOLLb
W NaniMaTUBHYIO CMELMaNn3UpPOBaHHYD MEeAWLMHCKYI0
NMOMOLLb; PernaMeHTUpPoBaHbl 3ajaqn ANS Kamgoro M3 atux
ypoBHen [2]. NMIT MOXXeT OKa3blBaTbCs KaK B YCNOBUSX CTa-
LuMoHapa, Tak 1 ambynatopHo. B opranuzauuu MM, B TOM
yucne Ha AOMY, MOMMMO MOSIMKIMHMK, NOMOLLb AETSAM MOTyT
OKa3blBaTb Bble3AHble NaaMaTUBHbIE CNYXKObl, ABASIOWMECS
CTPYKTYPHbIMU NOApPasaeneHnsiMm 60abHUL, NM60 Bble3aHble
CNy¥6bl HEKOMMEPYECKMX U MHbIX OpPraHuW3aLuin, UMEIOLMX
JIMLEH3MIO Ha OCYLLLECTBIEHNE MEANLIMHCKOM AEATENbHOCTM.

B 1993 r. [IMI1 getam B coBpemMeHHON Poccun nog pyKo-
Bogacteom npod. E.N. MonceeHKo Hayvana genaTb nepsble
Wwarun 1 6bina cBA3aHa C CONPOBOXKAEHMEM OHKOMOMMYECKMX
M reMaToNorMyecKmx nauMeHToB. Ha OCHOBE 3TOro COTPYAHM-
yecTBa 6blna co3jaHa aBTOHOMHas HEKOMMeEpYecKas opra-
HM3auus «[lepBbln XoCcnUC AN AETENW C OHKONOrMYECKUMM
3a60neBaHMAMM», OKa3blBaBLlUAsA NPEUMYLLECTBEHHO COLM-
anbHYl0 NOAAEPKKY HEU3TEYMMO 60/bHbIM aeTam [B]. Mpu
LeneHanpaBneHHOM pPa3BUTUM FOCYAAPCTBEHHOW CUCTEMbI
petckon MMIT onbIT y4acTUss HEKOMMEPYECKUX OpraHu3a-
LMK HeoOHOKpaTHO ycnewHo nosTtopsacs. Tak, B 2011 r.
6naroTBopuTeNbHbIN GOHA Pa3BUTUA NaAIMaTUBHOM MOMO-
wn getam «[deTcKui nannuatue» B KadyecTBe MUAOTHOro
npoeKkTa opraHmM3oBan B MockBe M MOCKOBCKOW o6nacTu
MOGUbHYIO CAyK6y NOMOLM AETAM M MOSOALIM B3POC/bIM
npu HeM3nevymmblx 3aboneBaHusax [5]. B 2013 r. 6narotBopu-
TeNbHbIM GOHA NOMOLLM Xocnncam «Bepa» COBMECTHO ¢ 6na-
roTBOpPUTENbHBEIM GOHAOM MOMOLLM AETAM C OHKOreMaToso-
TMYECKMMU U MHBIMMW TSXKENbIMK 3aboneBaHnamMu «logapu
XWU3Hb» Npu noaaepxke lMpaButensctBa MOCKBbI OTKPbIN
[ETCKMI XOCMNUC U BCKope chopMMpoBan Bbl€3HYO Naniun-
aTUBHYO cnyxo6y [5]. B 370 e BpeMs MeAULMHCKUN LLEHTP
«Mwunocepaune» npu Mapdo-MapumnHCcKon 06uTenn oKkasbiBan
Ha AOMY KOMMIEKCHYO MOMOLb TAXEN0o60MbHbIM AETAM
¢ muonartven [oweHHa, MyKononmMcaxapmMao3oM, CrinHanb-
HOWM MbllieYHon aTpoduen [5]. B MocKkBe U3 NATU Bbl€3AHbIX
nannnaTMBHbIX CNy»K6, gencteoBaBlumx B 2014 1., TpK 6bIIn
HerocygapcTBeHHbIMM [5].

B 2012 r. B Poccuitickon deaepaumm 6bina yTBepKaeHa
HauuoHanbHasa cTpaTervs OeNCTBUMM B WHTepecax [eTten
Ha 2012-2017 rr., KoTOpas nocayxuna o060CHOBaHUEM
4NS CO3[aHWs B CTpPaHe CUCTEMbl ManiMaTMBHOW MOMOLLM
netam. 3a oCHOBY Obll B39T MHHOBALMOHHbBIM MPUHLMM OKa-
3aHWa NaninaTMBHOM NOAAEPKKU OOHOBPEMEHHO B cdepe
34paBoOOXpPaHEHNs M couManbHOM MomMoWM. Bbin NPUHAT
BO BHMMaHWe U OnbIT y4acTnsa B okadaHuu NMMIT HeKommep-
YecKux opraHusauun. Cpean nepBoOYEpedHbIX Meporpwu-
ATUN NpeaycMaTpuBanoCb pasBUTUE CNYXKO naninatuBHOM
nomMoLWM AeTsM He3aBUCMMO OT GOpMbl COBCTBEHHOCTH.
MprMeHnTENbHO K 60abLIOMY KPYry OCHOBHbIX 3agay [MMI1
NOHATME «ManaMaTMBHas NMOMOLLb» 3HAYUTENBHO WKPE, YEM
NpPoOCTO «NanMaTMBHas MeuuMHar. KpoMe MeaMUMHCKMX
BMellaTeNbCTB, OHa BK/OYAET MEPOMNPUATUS MCUXONornye-
CKOro XapaKTepa, yxo4 B Liensx ynyylweHnUs KayecTBa KU3HU
nananaTMBHOIrO naumeHTa. MMeHHO No3TOMy COBPEMEHHas
HOpMmaTuBHas 6a3a B 06/1acTu opraHmM3aunmn okasaHus MNMI
pernameHTMpyeT B3aMMOAENCTBUE MEAULIMHCKUX OpraHu3a-

LUMA 1 opraHn3auum coumanbHOro ob6cnyXuBaHusa ¢ oblue-
CTBEHHbIMU 06bEANHEHUAMU U APYTUMU HEKOMMEPYECKMMMU
opraHmsauuamm [2].

B lMepmcKom Kpae B 2017 1. B popMupyloLencs cucteme
okaszaHus Ml getam 6blia OTKpbITa Ha 6a3e 61aroTBOPU-
TenbHoro ¢oHaa Bble3gHasa cnyxb6a MMM Ha gomy. 3a aBa
rofa paboTbl COTpyaAHMKamu Cnyx6bl NoMoLLb 6blna oKa3aHa
6onee 4yem 100 geTtam € Heu3neymMmbiMK 3aboneBaHUAMM.
B 2018 r. mexaucuuniMHapHon KomaHaon Cny»K6bl 6b110
BbIMOMHEHO 2681 nocelleHne Ha AoMYy, M3 HUX 1896 —
MeONLMHCKUX (BpavyebHble, CECTPUHCKME) U 785 — Hemeau-
LIMHCKKMX (NCUXOJIOMK, CrieumnanncTsl No coumanbHom paboTte,
KOOPAMHATOPbl MOMOLLM CEMbSM).

ONPEAENEHUE NOKA3AHHUM K NANI/IMATUBHOM
MEAMLIMHCKOM NOMOLLX: OCHOBHbLIE MPUHLHUMbI
B 2019 r. BCTynun B cUly COBMECTHbIN NprMKa3 MuH3apaBa
Poccun n Muntpyaa Poccun «06 ytBepaeHuun MonoxkeHns
06 opraHM3auuM OKasaHua nananatMBHOM MeAMLMHCKOM
NOMOLUM, BKIOYAs NOPSAOK B3aUMOAENCTBUS MEANLMHCKMX
opraHuM3auumn, opraHusaumi coumanbHOro 06CAyXKMBaHUS
M 0OLECTBEHHbIX O0O6bEAMHEHWUN, WHbIX HEKOMMEPYECKUX
opraHmM3auum, oOCyLWEecTBASIOLWNX CBOO AEATENBHOCTb B che-
pe oxpaHbl 340poBbs» [2]. MpuKasom O6blI0 pernamMeHTU-
poBaHo, 4to MMI1 oKasblBaeTcs AETAM C Heu3ne4ynMbIMU
3a601€eBaHUAMMN WU COCTOSAHUSIMMU, YIPOMKAIOWMMU KUSHU
WKW COKpaLLaloWMMK ee MNPOAOSKUTENbHOCTb, B CTafuM,
Koraa OTCYTCTBYIOT WAM McYepnaHbl BO3MOXHOCTM 3TMONa-
TOrEHETUYECKOr0O JIeYEHHUS, MO MEAULMHCKMM MOKa3aHMsAM
C YH4ETOM TAXKECTU, GYHKLIMOHANBbHOIO COCTOSHMS M MPOrHo3a
OCHOBHOro 3aboneBaHus. [daHa KpaTKas XapaKTepucTuKa
OCHOBHbIX rpynn 3aboneBaHWi, KOTopble Hanbonee 4acto
TpebyloT NanInaTMBHOro noaxoaa:
® pacnpocTpaHeHHble U mMeTacTaTuyeckne Gopmbl 3/10Ka-
YEeCTBEHHbIX HOBOOGPa30BaHWM MPU HEBO3MOMKHOCTHU
[OCTUYb KITMHUKO-NabopaToOpHON peMUccuu;
® ropaxKeHue HEPBHOW CUCTEMbl BPOXKAEHHOIO MU NPUOG-
pPETEHHOro xapakTepa (BK/IOYas HenmpoaereHepaTuBHbIe
W HEPBHO-MbIWeEYHblE 3a601€BaHUS, BPOXKAEHHbIE MOPO-
KW pa3BUTUS, TAKeNble TMNOKCUYECKU-TPAaBMaTUYECKME
Nopa*KeHUst HEPBHOW CUCTEMbI NIO6Oro reHesa, nopaxe-
HWS HEPBHOWM CUCTEMBI NMPY FEHETUYECKM 0BYCIOBEHHbIX
3a6051eBaHUNAX);
e HeonepabenbHble BPOX/AEHHbIE MOPOKK Pa3BUTUS;
® MO03AHME CTaguKN HENU3NEYUMbIX XPOHUYECKUX MPOrpeccu-
pylOLWKUX coOMaTUyYecKnx 3abosieBaHni, B CTagumn CyGKoM-
neHcaunn u JEKOMMNEHCALIMM }USHEHHO BaXHbIX CUCTEM,
Hy}KAatoLWmMecs B CUMMNTOMATMYECKOM JIEYEHUU U YXO€E;
® MOCNeACTBUSA TPABM U COLMaNbHO 3Ha4YMMBbIX 3a60NEBAHUNA,
COMPOBOXAKOLWMECSH CHUXKEHMEM (OrpaHuyeHneM) QyHK-
LMW OPraHoB M CUCTEM, C HEBNAronpUATHLIM NPOrHO30M [2].
B HacTosiliee Bpemsa B Poccun YeTKMe Kputepuu onpe-
nenenus notpebHoctn B NMMI1 Ha HOpMaTtMBHOM MPaBOBOM
YPOBHE He 3aKpenseHbl. B Hay4HO-MeTOAMYECKON nuTepa-
Type onucaHbl TpM noaxoda ANs onpeaeneHus nokasaHui
K MMM pgetaMm — HO30/0rMYECKUIN, KIMHUYECKUM U MNpor-
HOCTMYECKMW. Ho3onormyeckm noaxon npegycmaTpuBaet
onpegeneHne NokasaHum K nanimaTMBHOM MNOMOLLM Ha OCHO-
Be MexayHapoaHon KnaccuduKkaumm 6onesHen [ecstoro
nepecmoTpa: B HacToslee Bpems yxe 6onee 600 gMuarHo30B
OTHECEHb!l K rpynne THXKEeNoro Te4eHusl, orpaHnynBatoLLero
NPOAOIKUTENBHOCTb XMU3HU peBEHKa; TaKOW NaLMUEHT MOXKET
HyXAaTbCs B NaanMaTMBHOM nomouu [6, 7]. NpuMeHUTenbHO
K KOHKpEeTHOMY 3a6o/1ieBaHM1I0 60/bLUYI0 POSib UrPaEeT KINHU-
YyecKasi OLleHKa COCTOSIHUA pebGeHKa, OLleHKa NporHo3a Teve-
HUS U UCXoda UK TPaeKTopuKn 60ne3Hn. C OOHUM U TEM XKe
OCHOBHbIM COMaTUM4YECKUM AMarHo30oM OAMH pebeHoK byaet
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HyXaaTbC B NaniMaTMBHOW MOMOLLM, a APYron — HeT.
KnnHnyeckui noaxop (KNMHUYECKas oueHKa) npegycmaTpu-
BaeT Ucnosib3oBaHue wWKanbl PaPaS Scale, Kotopas y4uuTbl-
BaeT TpaeKTopuio 3abosieBaHus, npeanofiaraeMblt UCXon
fle4eHns OCHOBHOro 3abo/ieBaHus, Hanu4yMe CUMNTOMOB
M KOHTPO/b 3@ HUMMU, NpeanonaraemMyto NPOAOCIKUTENbHOCTb
¥U3HU pebeHKa [6-—8]. lMporHocTMyecku noaxond noapa-
3yMeBaeT BblaeneHve 4 rpynn nauueHToB B 3aBUMCMMOCTHU
OT MPOrHO3a BPEMEHWU BbIXKMBAEMOCTU W YXYALIEHUS Kade-
CTBa XMU3Hu [6, 7]. K 1-i rpynne pekomeHayeTcs OTHOCUTb
OETEN C YrpoXKaloWwmnM KnU3Hn 3aboneBaHnemM, pagmKkanbHoe
fle4eHne KOTOPOro OKasaNocb MM MOMET OKasaTbCsa AN
nauveHTa 6e3ycnewHbiM. Ko 2-i rpynne — geten ¢ 3abo-
NleBaHWEM WU COCTOSIHUEM, KOTopoe TpebyeT AMTENbHOro
MHTEHCUBHOIO Nle4YEeHUs AN NPOASIEHUS XM3HU C BbICOKOM
BEPOSATHOCTbIO NeTanbHOro ucxoda. K 3-i rpynne — peten
C nporpeccupyownm 3aboneBaHmem, Ans KOTOPOro He cylle-
CTBYET paAuKanbHOro M3/7e4YeHns: C MOMEHTa ycTaHoBfe-
HMS AuMarHosa o6beM Tepanuu SBASETCS NalIMaTUBHbIM.
K 4-1 rpynne — geten ¢ Heob6paTUMbIM, HO HE NMPOrpeccupy-
IOWNM 3ab6oneBaHueM, C TAKenonm GopMon UHBANUAHOCTH,
C BbICOKMM PUCKOM OCJIOXKHEHWUN [6, 7].

PeweHune o Hannumm nokasaHum K MMMy geten konneru-
anbHO NPUHMMAET BpayebHas KOMUCCUSA MEAULMHCKOM opra-
HM3aLMKN C y4eTOM COBOKYMHOCTU Bcex ¢paKTopoB. B coctas
BpayebHON KOMMUCCUM PEeKOMEHIYeTCs BK/IOYaTb PYKOBO-
AWTeNns MeAULMHCKOM OpraHu3auun UM ero 3amectutens,
3aBeayoLLero CTPYKTYPHbIM Noapa3aeneHnemM MeauLMHCKoM
opraHusauuu, nedvaulero sBpaya no npoounao 3aboneBaHus
pebeHKa, Bpaya no MNMI1, Bpaya no MeauuUnHCKON peabunu-
Tauuu [2]. MNMpwu OTCYTCTBUM B YKa3aHHOW MeAULIMHCKOM opra-
HM3aLUWW Bpaya No MEeAMLMHCKOW peabunuTtauuu, Bpada
no MMI MoryT 6bITb NpMBAEYEHbI PAGOTHUKMN MHBIX MEAULINH-
CKMUX opraHu3aumi [2]. MeamMumuHCKoe 3aKntoYeHne BHOCUTCS
B MEAMLMHCKYIO JOKYMEHTaLMIO NnauneHTa. Konus meauumH-
CKOr0O 3aK/lYeHUss HanpaBnseTcs B MEAULIMHCKYID opra-
HM3auMIi0, OKa3blBaloLWYy NEPBUYHYIO MEAUKO-CaHWUTapHYIO
NOMOLLb MO MECTY KUTeNbCTBa (GaKTUYECKOro NnpebbiBaHNS)
naumveHTa, U MEeAULMHCKYID OpraHuM3aLmio, OKa3bliBaloLLyto
naainaTUBHYO MNEPBUYHYIO (AOBpavYebHyld M BpavyebHYlo)
MEeAMLIMHCKYO NOMOLLb, @ TaKXKe BblAaeTcs Ha PyKM nauueH-
TY UKW ero 3aKOHHOMY npeacTasuTento [2].

B3AMMOAEWCTBUE MEAULIMHCKUX U UHBIX

OPFAHM3ALIMIA NPU OKA3AHUU KOMIJIEKCHOM

NAJIMATUBHO MOMOLYH

Cxema B3auMMOAENCTBUA MEAMLMHCKUX WU UHbIX opra-
HU3aunn dopmMupyeTcs nNpu paboTe ¢ NaLUMeHTOM C y4ETOM
CTEeNeHn TAXECTM NnaTonoruu, NPUBOASALLEN K MnannvaTub-
HOMY COCTOSIHUIO, MHOroo6pasns NPOosIBAEHUA OCHOBHOIO
3a60/MeBaHNs ¥ pPa3BMBAIOWMXCA BTOPUYHbLIX HaPYLUEHWHN.
0653aHHOCTbI0 MEAULIMHCKON OpraHu3almu, B KOTOPOW Npu-
HATO pelleHne o noTpebHocTn nauumeHTa B MMI, aBnseT-
Csl HanpaB/feHWe ero Ha MeauMKO-COLMaNnbHYIO 3KCMNepTuay.
O6pallieHne 0 He06X0AMMOCTU NPEAOCTABNEHUSA COLMaNbHO-
ro o6CNyXMBaHUSA NaLUUEeHTy HanpaBnsaeTcs B opraH UCMoJ-
HUTENbHOM BnacTn cybbeKta Poccuickon Peaepauun mnm
B OpraHu3aLuun, KOToOpbIM B COOTBETCTBUM C 3aKOHOAATE b-
ctBoM Poccuiickon depepaumm 0 couLManbHOM OBCNYKM-
BaHMU rpaxaaH B Poccuiickon dPepepauumn npegocrasne-
Hbl MOMIHOMOYMA Ha MPU3HAHWE TparkaaH HyXKAaloLMMKUCS
B COLUManbHOM 06CnyxuMBaHuu [2, 9.

lMpy HanMyYMKM noKasaHWh K OKa3aHWIo cneuuannsnpo-
BaHHoOM [IMIl B cTauMOHapHbLIX YCNOBMSX HanpaBfieHne
nauueHTa ocylecTBnsetrca ¢ 0bOpPMIEHUEM BbINMUCKU U3
MEAWLIMHCKON [JOKYMEHTaLMW NauueHTa ¢ yKa3aHWeMm [auar-
HO3a, Pe3yNbTaToB KIUHUYECKMUX, NabopaTopHbIX WU WMHCTPY-

MEHTa/bHbIX MCCNEeLOBaAHUI, peKOMEeHAaLNnM No AUarHocTuKe
M NEeYEeHU0, MHbIM MeAULMHCKUM Meponpuatuam [2, 10].
Mo 3aBepLUIEHMM NeYEHUS B CTaLlMOHape, OKa3bliBaloLWeM cre-
umanuanposaHHyto M1, odbopmnseTcs BbiMUCKa M3 Meau-
LIMHCKOM KapTbl CTaLMOHapHOro 60/1bHOro, B KOTOPOW YKa-
3blBalOTCH PEKOMEHALMU NO AanbHenleMy HabnaeHuto,
Nle4yeHnto, B TOM YMCe NO OopraHu3auuuM pecnupatopHon
noaaepXKn 1 yxoga B aMbynaTOpHbIX YCNOBMUAX (Ha Aomy).
Bbinncka HanpaBnseTrca B MEAWMLMHCKYD OpraHu3auuio,
OKa3blBaloWyo MEPBUYHYI0O MEAWMKO-CaHUTaPHYI MOMOLb,
Nno MecCTY XuUTeNnbcTBa (GaKTMyecKoro npebbiBaHns) naumMeHTa
M MEAMUMHCKYIO OpraHvM3aLuio, OKa3blBatoLlylo nananatue-
HYI0 cneunann3npoBaHHy0 MEAULMHCKYO MOMOLLb B ambyna-
TOPHbIX ycnoBusx. Janee MeauUMHCKas opraHuM3alus, nony-
yuBLlUaa MHOOPMALMIO O NaLMeHTe, B Te4eHne AByX paboumx
[HEeW nocne BbIMUCKN OpraHn3yeT NepBUYHbIN OCMOTP M obec-
neyMBaeT nocnegyollee HabnwogeHne nauneHTa [2].

Ecnv nomouwb HeNb3s okasaTb B crneuuanM3npoBaHHOM
naninaTMBHOM OTAENEHWU, W BbIIBIEHbI MOKa3aHWsA Ans
le4eHnss B YCNOBUAX CTauMoHapa no npodwunio 3abone-
BaHWA, NanIMaTMBHbIA NaUMEHT MOXET OblTb HamnpaBneH
B YCTAHOBNEHHOM MOPSAKE B MEAMLMHCKYIO OpraHu3auuio,
OKa3blBaloLLyto CneLnanm3MpoBaHHyto, B TOM YMCTIE BbICOKO-
TEXHOMOMMYHYIO, MEAWULIMHCKYIO MOMOLLb COOTBETCTBYIOLWENO
npoduna [2, 11].

Mpn poctuxkeHun pebeHKom, nonydawouwmm MMM, Bo3-
pacta 18 net c uenbilo obecnevyeHUs NMPEEeMCTBEHHOCTH
okazaHus [MIT BbIMUCKKU U3 UCTOPUM Pa3BUTUA pebeHKa
HanpaBASOTCA B MEAMLMHCKYIO OpraHuM3alunto, oKasbiBato-
WYy NEePBUYHYIO BpavyeBHYt0 MeAMKO-CaHUTapHYO MOMOLLb
B3POC/bIM, MO MECTy XuTenbcTBa (dbaKTU4YecKoro npebbi-
BaHWA) NaumMeHTa, a TakKe B MEAULMHCKYIO OpraHu3aumio,
OKa3blBaloLLylo NaninaTMBHYO CneLmanM3npoBaHHylo Meau-
LMHCKYIO MOMOLb B3POCNbIM B amOynaTOpHbIX YCNOBMSX,
He meHee 4yem 3a 30 paboyunx AHEW A0 OOCTUXKEHUS pebeH-
Kom Bo3pacTa 18 ner [2].

Ecnv nananatMBHbLIA MaUMEHT Hy)KAaeTcsa B MeAMUMH-
CKMX U3aenusx, NpeaHasHavyeHHbIX AN Noaaep:KaHusa QyHK-
LA OpraHoB U CUCTEM, OHM JOMKHbI ObiTb NPefoCTaBAEHbI
B aMO6ynaTopHbIX YCNOBMSAX MO MEPEYHIo, YTBEpXKAaemMomy
MuHsgpasom Poccuu [1, 2].

MannMaTuBHLIM NaUMEHT MOXET ObiTb MPU3HaH WHBa-
IMAOM B YCTaHOB/IEHHOM MOPSIAKE, YTO AaeT emy NpaBo Ha
o6ecneyeHne oTaeNbHbIMU BUAAGMW MEAUUMHCKUX U3OENNUH,
TEXHUYECKMMU CPEACTBAMU U yciyramu, npeaoctaBisembl-
MW MHBanuaam [2, 12, 13].

C y4yeToM npuopuTeTa MHTEPECOB NaLMeHTa, 3aKpenyeH-
Horo B deaepanbHOM 3aKoHOAATeNbCTBE, MPUHMMaETCS
BO BHMMaHWE HEOBXOAMMOCTb COOMOAEHUS MO BO3MOXK-
HOCTU KYNbTYPHbIX WM PEUIMO3HbIX TPaguuMin MNauuneHTa,
obecrneyeHune yxoaa, Co3AaHUs YCIOBUIM A/15 0OLEHUS C poa-
CTBEHHMKamu [1, 14]. MeauUMHCKUM OopraHusaumsm, oKa-
3biBalowmm [MMI1, Heo6XxoAMMO OCYLLeCTBASATb B3aWMO-
[encTBne C POACTBEHHWKAMM W WMHBIMW YEHaMW CemMbM
naumneHTa UM 3aKoHHbIM NPeACcTaBUTENEeM NnaumeHTa, nuua-
MU, OCYLLECTBASIOWMMM yX04 3a NaLMeHToM, JO6POBONbLA-
MW (BOJIOHTEPAMU), a TaKKe opraHmM3auusMn coumanbHOro
06CNYKMUBAHUSA, PEUTMO3HLIMM OPraHU3auMamMu B Lensx
NpeaoCcTaBieHNs TaKOMY MaLMEHTY couManbHbIX YCayr, mep
coLManbHOM 3alUuTbl, MCUXONOMMYECKOW MOAAEPKKMN M OYXOB-
Hou nomoluun [1, 2]. Blaumoaenctame aTux pa3dHoobpasHbIX
CTPYKTYP AEKNapMpOBaHO, HO €ro KOHKPETHbIE MEeXaHMU3Mbl
He MOryT 6bITb 3aKOHOAATENbHO NPOMUCaHbl B NOIHOM 00b-
emMe. OHM OTNaXKMBaloOTCS «Ha MecTax» C Y4eTOM XapaKkTtepa,
$OpPM 1 OpraHU3aLMOHHbIX YCN0BUIA PaboTbl BOOHTEPCKMX
COo06LLEeCTB, KOHTAaKTOB C MPeACTaBUTENAMU PENUTMO3HbIX
KOH®bECCHN, MaUMEHTCKMX OpraHu3aumin, HEKOMMEPYECKNX



61aroTBOpPUTENbHbIX OpraHM3aLUnin. Hepeako cylleCcTBEeHHbIN
BK/Ja4 B KOOPAMHALMIO yCcuUAMK no obecrneyeHuto nannva-
TUBHOrO nauueHTa BCeM Heo6XoAUMOWM MOMOLLbI, MHPOP-
MaLMOHHOM W TMNCUXOSIOrMYECKON MNOAAEPKKON €ro cembi
[lenalT MMEHHO HeKomMMepyeckue 651aroTBopuTeNbHbIe
opraHmsauuu [5].

NMOTPEGHOCTb B NAJ/IJIMATUBHOM

MEQWLIMHCKOW NOMOLUM Y AETEW

Ona opraHuzauum [MIT Heob6xoAMMO MMETb CcBeae-
HUS O KonMyecTBe NauueHToB. MeauuUMHCKME pPabOTHUKHK
B paMKax oKasaHus [MMI1 Oo/mKHbl ocylwecTBisTb cOop
W NpefocTaBneHNe NEPBUYHBIX A@HHBIX O MEAULIMHCKOM aest-
TENbHOCTU AN MHPOPMALIMOHHBIX CUCTEM B chepe 34paBo-
OoxXpaHeHus [2].

B Poccumn mn pernoHax B 2014 r. Brnepsble npoBoaucs
MacwTabHbl aHanmM3 notpebHoctn B [MMI1 y geten ¢ yenbto
060CHOBaHMA KOHLEMUMWM AasbHEMWeEro pa3BuTusa naniu-
aTMBHOM cny6bl B negnatpuu [6, 7]. Ana pacyeta Konunye-
cTBa Aeten, Hyxpgatowmxcsa B MNMI1, n obuiero Tpebyemoro
yucna cneumanuctoB Gbina MCMONb30BaHa MeXAyHapoaHas
MeToAMKa, paspaboTtaHHasa B 2013 r. eTtckum doHaom OOH
(UNICEF) 1 MexayHapoaHon ceTblo naniMaTMBHOW MOMOLLM
petam (International Children’s Palliative Care Network,
ICPCN), agantnpoBaHHasi coBMmecTHO ¢ ICPCN K BbixKuBae-
MocTn B Poccuu [7, 15]. OueHKa cTpyKTypbl cepsucos MM
B neguatpuu NpoBoOAMnachb Mo aHKeTe c6opa AaHHbIX, pas-
paboTaHHOW 6naroTBOpUTENIbHBIM GOHAOM «[JeTCKUI Nannu-
atup». [NonydyeHHas nHdopmauns 6blia cucTeMaTuanpoBaHa
1 onybnMKoBaHa B BMAEe cnpaBo4YyHUKa [16]. YcTaHOBMEHO,
yto B Poccuun exerogHo 6onee 180 TbiC. AETEN HyXKAalOT-
cq B nannvatnuBHoM nomouwm (68,2 Ha 10 TbiC. HaceneHus
[0 18 neT), U3 HUX KarKabl BTOPOM — B creuuannu3npoBaH-
Hov TMI1 B cTauMoHape unn ambynatopHo/Ha AOMY (Kak
MUHUMYM 30,7 Ha 10 Tbic.) [7]. Mo agaHHbIM Ha 2014 1. 6bin
BbISIBNI€H CYLLECTBEHHbIN AePUUNT Bble3aHbIX cny6 [MMI1
y Aeten — nuub 2% OT TpebyemMoro pac4eTHOro Koamyectaa
no Poccun. OTMedancsa KpeH B CTOPOHY TO/IbKO MEAULIMHCKO-
ro CONPOBOXAEHMS (HEAOCTATOYHOE KOIMYECTBO NCUXONOroB
W couManbHbIX paboTHMKOB), YTO HWKaK He Morno obecre-
YUTb BCE NOTPEBHOCTU pebeHKa C OrpaHMYNBaIOLLMM KU3Hb
3aboneBaHueM [7]. bbino ycTaHOBAEHO, YTO GUHAHCUPOBa-
Hue TIMIT geTtaM OcCywecTBAANOCh 3@ CYET pPerMoHasbHbIX
6l04XKETOB M BKNOYasI0 ob6ecnevyeHne cneumann3mpoBaHHbIX
nannnaTMBHbIX KOEK (M0 KOMKO-AH0). PaboTa Bble3aHbIX Nas-
JIMATUBHbIX CNY)K6 He yuuTbiBanacb B GMHAHCOBbLIX pacyeTax.

Mo wToram NpoBeAeHHOro BCECTOPOHHEro aHanu3a
notpe6Hoctn B MMMI1 B negnaTtpumn 6binn chOpMyIMpOBaHbI
NPeanoXKeHUs No co3gaHnio MHGOPMALMOHHbIX 6a3 JaHHbIX
0 JeTsix, Hyxkaatoumxes B MNMMI, yyeTy KonnyectTBa Bbl€3AHbIX
cny)k6 B MNOKazaTensax pas3BuTus naninaTMBHOW MOMOLM
C onpeneneHnemM UCTOYHKKa U o6beMa UX PUHAHCUPOBaHUS,
CTUMYIMPOBAHUIO PETMOHOB K pas3BUTUIO OKalaHusa [TMI
OeTam Ha gomy [7].

B lNMepmcKkom Kpae cpeaun aeten oo 18 net (No AgaHHbIM
Ha 2012 r.) noTpebHOCTb B NaiiMaTMBHOM MOMOLLM COCTaB-
nsana 106,65 Ha 10 TbiC. HaceneHMs COOTBETCTBYIOWEr0 BO3-
pacTa, B TOM YMcfie N0 NoKasaTtento Hy)KAaloLWmMxca B cneLma-
nnanpoBaHHou nomoum — 44,74 Ha 10 Tbic. — NOTPEOHOCTb
pernoHa npesblwana cpefHtoto no Poccunn B 1,5 paza [17].

Ana nonyvyeHuss aKTyafbHbIX AaHHbIX O MOTPEBGHOCTH
B MMI1 cpean 4eTCKOro n B3pOCaoro HaceneHus Nepmckoro
Kpas B eAuMHOW MHPOPMAaLMOHHOW CUCTEME 3apaBooxpa-
HEHWs1 pernoHa 6bln co34aH PerncTp nanaMatuBHOM MOMO-
WK — NepcoHNOULMPOBaHHbIA y4eT NauMeHTOB, HyXAaalo-
wmxes B MMM [18, 19]. K 2017 r. B pernctp 6b11M BHECEHDI
JaHHble 445 nauneHTOB AETCKOro BO3pacTa, B CTPYKType

naTonornMmn KOTopbix Npeobaaganv BPOXKAEHHbIE MOPOKK pas-
ButHA (50,5%), 3a6oneBaHna LeHTpalbHOW HEPBHOM CUCTE-
Mbl (30,7%), oHKonornyeckue 3abonesaHus (9,4%), 601e3HU
obmMmeHa (6,4%); opyrne 6071€3HM cocTaBuAM NUb 3%
[18-20]. daHHble pernctpa no3BOAUAN YCTAHOBUTb QaKTu-
YeCKyo NOTPeBHOCTb NafIMaTUBHbBIX NALMEHTOB B MEAULIMH-
CKMX MU3LENUsX U NEeKapCTBEHHbIX Npenapartax, B YacTHOCTU
B TPaxeocToMax, racTpocToMax, 30HAax U cneLnannm3npoBaH-
HbIX CMecsiX Ana obecneyvyeHns nutaHus, 060pyaoBaHUM Ans
NOCTOSAHHOW BEHTUASUMOHHOW noaaepxku [18]. K 2020 r.
YUCNO 3aAPETrUCTPUPOBAHHBLIX MNaNAMaTUBHbLIX MNaLMEH-
TOB-AeTen yBennumnnocb Ao 519 yenosek. MNofyyeHHble cBe-
OEHWS CTanu OCHOBaHWMEM ANS MAAHUMPOBAHMUS MOATOTOBKM
MEAMLMHCKMX U ApYrux cneunanmcToB Kpas ans obecneye-
HUS KOMMJIEKCHOW nannnMatueHomn nomoum [20].

B HacToAwee BpemMs Npu NPUHATUM PEEHUs O Hanu-
YMM NOKal3aHMW K oKa3aHuto [MI1 gaHHble O nauueHTe
M ero noTpeGHOCTAX BHOCHATCH B PErucTp YNOMHOMOYEH-
HbIM COTPYAHWMKOM TOW MEOMUMHCKOM OpraHusalumu, KoTo-
pas npoBoauna BpavyebHyto Komuccuio [18, 20]. AHanus
perMoHanbHOro pernctpa SBASeTcs OCHOBOW ANS NPUHATHA
ynpaBneHYeCKMX peleHnrn no GopMUPOBAHUIOD CTPYKTYpbI
cny6bl MMIT B Kpae. U3BeCTHO, 4TO opraHu3auMoOHHas
CTpyKTypa cnyx6 MMI y geten B Poccnn dopmupoBanach
KpanHe HepaBHOMepHO. K 2015 r. B 60/1bLLUMHCTBE PErMOHOB
pasBvMBanUCb NPEUMYyLLECTBEHHO CTaLMOHapHble MOAENM
NOMOLUM — KOMKM B HEMPODUIbHbLIX HEMANIMATUBHbIX CTa-
LMOHapax unu npodubHble OTAENEHUS B COCTaBax MHOro-
NPOPUNbHBIX G6OMIbHULL, Ha 400 CaMOCTOATENbHO QYHKLM-
OHMPYIOLMX Bble3OHbIX CNYX6 npuxoaunocb He 6onee 12%
B CTPYKType BCeXx MMeBLWMXCS B Poccuu nannmMaTMBHbIX
cepBucoB [21]. 3TO 06BACHANOCH OCOBEHHOCTAMMU PUHAH-
CUPOBaHUS — NPENMYLLECTBEHHO 3a CHYET CPEACTB MECTHbIX
6lO4KETOB MO KOMKO-AHIO B MEAMLUMHCKOW OpraHu3auuu,
OKa3blBaloLWen CTauMOHapHYI0 MEAMLIMHCKYIO nomMollb, 6e3
y4yeTa Bble3AHbIX NanMaTUBHbIX CNYyK6. VIMEHHO 3TW NoKa-
3aTenu 6blM 3an0XKeHbl B KA4eCcTBe MHAMKATOPHbLIX B rOCY-
JlapcTBeHHoN nporpamme Poccuitickon depepalmum, BKIO-
Yatoulen nognporpammy «OKasaHue naninatuBHOW NOMOLLM,
B TOM yucne getam» [22]. OgHaKko 6onee 90% cemen, umeto-
LLMX HEN3NEYUMOro AUTENbHO 6onetollero pebeHkKa, npea-
noynun 6bl MMM Ha gomy [21, 23]. KomMnneKcHbI aHanu3
cuTyauum no3sonunn o6ocHoBaTb HEOBXOAMMOCTb OBGHOB-
neHus ctpaterum passutusa [MIT getam, BKAOYUTbL B Hee
Bble3Hble CNyXObl, NpeaycMoTpeTb GuHaHcupoBaHue MNMMI1
Ha JOMY, NepecMOTpPeTb NOAXOAbl K WTATHOMY pacnmcaHuio
B CTOPOHY CO34aHMsa KOMaHA cneunanucToB ans obecneye-
HUSI HE TONbKO MEAULIMHCKMX, HO U MCUXOCOLMANbHbIX HYXJ,
HEn3ne4ynmoro pebeHKa M ero CeEMbM, B TOM YWUCAe Npu OKa-
3aHMM NoMoLLM Ha gomy [2].

OPFAHU3ALMSA PABOTbI BbIE3HOM

NAJVIMATUBHOM NEAUATPUYECKON CNYKEbI

HA BA3E BJIATOTBOPUTE/IbHOW OPTAHU3ALIUH

Mpn GopmMpoBaHUM OETCKOW MNaninaTMBHOW CNyKObl
perMoHa nepsoe cTalMoHapHoe NanivaTMBHOE OTAeNeHue
Ha 12 KOeK v Bble3Has natpoHaxkHas cny>k6a 6blan OTKPbI-
7ol B lNepmu B 2016 r. Ha 6a3e AETCKOW KIMHWUYECKOWM
60nbHMUblI N2 13 [20]. Nomollb cTauMoHapHOMY OTAENEHUIO
B 4acTu 3aboTbl O MauueHTax, MX MCUXONOrMYyecKon noa-
OEPKKM N oBecrnevyeHns MeponpusaTUi Mo yxo[y OKa3blBa-
I BONOHTEPbI 6GNaroTBOPUTENbHbIX GOHAO0B «[eaMopo3nuM»
n «bepernHsa». K aTomy BpeMeHu pOCCUMUCKUIM ONbIT B 06na-
CTV NanAnaTMBHbIX CNYX6 Ha AOMY CBMAETENbCTBOBA O TOM,
4YTO rocyaapcTBeHHOe (UHAHCUMPOBAHWE WMEET KECTKYIO
pernameHTMpPoBaHHOCTb YNpaBieHYEeCKUX U GUHAHCOBBIX
CXEM, YTO CyKaeT BO3MOXHOCTU peann3aLn KOMMIEKCHOro
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noaxoja K OKa3aHWio nannnaTMBHOW NOMOLLM, MOXKET npe-
NATCTBOBATbL MPMBNEYEHMIO K paboTe cneunanmucToB Apyrux
BEAOMCTB, CHUXKaeT rMOKOCTb B pearmpoBaHnK Ha NoTpeob-
HOCTM NMOAOMEYHbIX AETEN U UX cemen [3].

OG6HOBMEHUS cTpaTErMK Pa3BUTUS CUCTEMbI ManaMaTuB-
Hon nomolm B Poccuu, nponsowelwime K 2017 r., chopmu-
poBann HOBbIM TPEH Ha YCUNEHWE Bble3AHOW NaninaTMBHOM
CNy»K6bl, B COOTBETCTBMMU C KOTOPbIM 6/1aroTBOPUTENbHbIN
doHA «JeaMopo3nuM» BbICTYNUA C UHULMATMBOM CO3[aHus
Ha cBoen 6as3e Bble3OAHOW ManaMaTUBHOW CAYObl MOMO-
Wy getam. K atomy BpemMeHM nogoneyHbiMu GoHaa 6bin
He TONbKO AeTU C TKeNbiMU 3a60eBaHUSMK, HO U CUPOTbI
W HenannuaTuBHble AETU U3 CEMEN rpynmnbl COLMaNbHOMO
pucKa. YTo6bl co3aaTb HEOBX0AMMbIE YCNOBUS A/151 OKa3aHUs
MMM getam, B 6narotBoputenibHOM doHae 6bina chopmmpo-
BaHa crneuuanbHas CTPYKTypa, Co3faHbl Heo6xoanmble Ans
[aHHOro BMAa [AeSTeNbHOCTWM YCNOBWS, YCMeEWHO nponje-
Ha 3KcnepTHas oLeHKa CaHUTapHO-TUIMEHNYECKNX YCIOBUNM
PocsapaBHagsopoM. [laHHble NoAroTOBUTENbHbIE MEPONPHU-
ATUS NO3BOSIMAM MONYYUTb JIMLEH3UIO Ha OKasaHue [MI1
B aMOBynaToOpHbIX YCAOBMAX NO NeguaTpun U CECTPUHCKOMY
neny B neguatpuun. B utore 3apab6otan [NpoeKT oKasaHus
NMOMOLLN AETAM C HEU3NEYUMBIMU WU YTPOMKAIOLWMMU KU3HU
3ab60/1eBaHMAMN Ha AOMY HEKOMMEPYECKOW opraHu3auu-
el, He SBMAOWENCS rocyqapCTBEHHbIM (MYHULMNANbHbBIM)
yypexaeHumem [24]. BHyTpu 61aroTBOPUTENIbHOW OpraHu-
3auuMn Bble3gHas nannvaTMBHas neguaTpuyeckas chnyxba
nosny4ymna HaumeHoBaHue «Cny>k6a KayecTBa Ku3aHu» (CKXK).
B opraHuzauunun cnyx6bl OblM UCNONb30BaHbl MEXaHU3-
Mbl rOCyAapCTBEHHO-4YaCTHOroO MapTHepcTBa: paboTta codu-
HaHcuMpoBanacb M3 cpeactB 6GrogKeTa [lepMcKoro Kpas
M U3 6NaroTBOPUTENbHbLIX MOXKEPTBOBAHWI, NpeaocTaBnse-
MbIX FpaxjaHamun 1 IPUANYECKUMU NTULLAMHN.

CTpyKTypa 1 wratHasa ynucneHHocTb CKXK, ee ocHalleHne
COOTBETCTBYIOT AENCTBOBABLLUMM HOPMaTUBHbLIM TPEGOBAHMU-
am [25]. B paboTte CKXK 3a ocHOBY 6bina B3siTa TEXHOIOMUSA
paboTbl C KOHKPETHbLIM CyYaeM CUlaMu MEeXAUCUMUMANHAP-
HOM KoMmaHgbl. lNpuv B3aMMOAENCTBMM C CeMber naniuna-
TMBHOMO MalMeHTa KOMaHAa COCTaBAsSeT MHAMBWUAYaNbHbIN
naaH NMOMOLLM C Y4ETOM OCOBEHHOCTEM CEMbM U MOTPEOL-
HOoCTen pebeHKa. 3a KaxKaou CeMbeW 3aKpensieH Koop-
AMHATOpP, KOTOPbIA pellaeT OpraHM3aLMOHHbIE BOMPOCHI,
CcneauT 3a CBOEBPEMEHHOW peanun3aunen ninaHa, NoaaepKu-
BaET KOHTAKT € ceMbel. Exxemecsa4yHO KOMaHaa BCTpeyaeTcs
Ha TeppuTopun BnaroTBOpUTENbHOrO GoHAa U 06CY*KAaET
BbISIB/IEHHbIE NPO6GAEMbI U MOTPEOHOCTU pebeHKa U CEMbMH,
OWMHaAMWUKY UBMEHEHUI, HEOOXOAMMOCTb B KOPPEKL MK NaaHa,
6nuxKanwme 3agavn. PesynbraTbl 0OCYKAEHUA PUKCUPYIOT-
Ccs B MHAMBMAyanbHOM nnaHe. MHbopMaLmMsa U JOKYMEHTa-
LS MO COMPOBOXKAEHMIO KaxKAoro pebeHKa HakanaMBaeTcs
W XpaHWUTCS B IMYHbIX Aenax naLMeHToB.

K 2020 r. B CKXK pa6oTtatoT 3 KoMaHAbl, Y KaxKaon U3 HUX
Ha COMPOBOXAEHWN MOXeT HaxoauTbes go 30-40 cewmewn,
BOCMUTLIBAIOWMX AETEN C HEWU3NEYUMbIMU, YrpOXKatoWwmnmu
YU3HKU 3aboneBaHMsaMU. B Kaxayto KOMaHZy BXoAMUT Bpau-
neguatp, MeguLMHCKas cecTpa M KOopAMHATOP MOMOLLM
cemMbe. Y MeAMUMHCKOW CeCTpbl MO Maccaxy, CEMEWHOro
W LEeTCKOro ncMxonoros, cneumanucTa no counanbHo-NpaBo-
BOM paboTe MeHblle 3aTpaTbl M0 BPEMEHU Ha PaKTUYECKYIO
paboTy C OTAENbHOM CEMbEW, MO3TOMY OHW MOryT pabo-
TaTb OJHOBPEMEHHO B HECKONbKUX Gpuragax. Bcneacrteme
pa3HbiX MOAenew MauMeHTOB Harpy3ka OTAEeNbHbIX CreLu-
annctoB GopmmupoBanachb OMbITHbIM NYyTEM C YH4ETOM OBLLMX
ONa 3TOro BMAa naainaTMBHOM MOMOLLM peKomeHaauun [3],
a TaKKe NoTpebHOCTEN CeMen U 3agad Mo oOKa3aHWIo NOMOo-
wn. Takmm o6pa3om, OCyWECTBASETCS ANUTENbHOE AWHa-
MWYeCcKoe HabnaeHne HekypabesnbHbIX NaLMEHTOB, B TOM

yucne coumnanbHO-NpaBoBas NOAAEPIKKA, NCMXONorMyecKas
MOMOLLb AETAM M BCEM YIEHAM MX CEMEN.

Bce nauuMeHTbl BKIOYEHbI B perMoHabHbIi perncTp nan-
nuatuBHon nomolun; CKXK exemecsyHo npeactaBnser oTyeT
B YCTaHOBNEHHOW ¢opMe B MuH3ApaB Kpas O (aKTUYeCcKu
BbIMO/IHEHHbIX MeponpuaTUsax. PaboTta BeaeTcs BO B3aUMoaen-
CTBMM C BHELWTATHbIM CNeLManncToM no npodunto, npu Heob-
XOAMMOCTU — C APYrMMM CepBMUCaMMU AETCKOM NannnaTMBHOM
noMoLWM (cneunanusvpoBaHHbIM OTAENEHNEM CTalMoHapa),
crneumanncTaMm AETCKMX CTalLMOHapoB neanMaTpruyecKoro npo-
duna ¢ nananaTMBHLIMU KOMKaMK, AETCKUMU NOAMKIMHUKAMM.

Heo6xoanmbin ypoBeHb KBanndukaumm nepcoHana CKX
dopmupyeTca M NoaaepKMBaETCS C MOMOLLbIO PEryASPHbIX
obpaszoBaTtenbHbix MeponpuaTuin. CotpyaHukn CKMXK npw-
HUManU yyactue B cemuHapax «OCHOBbI ManivaTMBHOWM
nomoun getam» (®re0y BO «PHUMY um. H.W. NMuporosa»
MuHsgpaBa Poccuun, MockBa), «PecrnnpaTtopHas noaaep-
Ka OeTen ¢ HenpoMblleYyHbIMKM 3ab0NeBaHUAMW B paMKax
OKaszaHus nannMatuBHon nomolum» (Mepmb), «IfoMolb UHKY-
pabenbHbIM [eTaM C OHKOJIOrMYeCKMMKU 3abonieBaHUsiMmn»
(coBMECTHO ¢ 6narotBopuTeNbHbIM GOHAOM «[logapu *U3Hb
Ha 6a3e KpaeBoKn AETCKOM KIIMHUYECKOM 60/IbHULbI T. [lepmu
cunamu cneunanucto ®rey «HMUL, ArOU wm. Amutpua
PorayeBa» MuH3gpasa Poccun (MockBa). Mpocnywanu Kyp-
cbl «[lpUMEHEHNE KOMMYHMKaATMBHbIX HaBbIKOB MpW B3au-
MOJEWCTBUU C MauueHTaMu C ucnosb3oBaHnem Kanrapwu-
KeM6puaKCKOM MOoAenn MeauLMHCKOro KOHCY/NbTUPOBaHUS»
(MockBa, wkKona «CooblieHne»), «OHKOMCUXONOrndA: MNcu-
XOM0rMyecKas MOMOLb OHKOMOMMYECKUM 6OMbHLIM M UX
poacTtBeHHMKam» (MockBa, AHO «[poekt CO-gencTteue»),
«[lpaKTMyeckme metodbl paboTbl C AETbMU C HapyLIEHUAMMU
ceHcopHon uHTerpauumn» (AHO AMNO «CaHKT-MNeTepbyprckum
WMHCTUTYT PaHHEro BMellaTenbCcTBa»). [lpuHAnM ydactue
B KOHdepeHuun «PasBuTne naninaTMBHOM NOMOLLM B3POC-
neim 1 pgetam» (MocKkBa). Ha Bble3Hble MeponpusaTus
HanpaBASANCb OTAENbHbIE COTPYAHWUKMU C y4eToM daKTuye-
CKOW BO3MOXHOCTU Bble3fa M Npodunsa HENOCPEACTBEHHbIX
0653aHHOCTEN (pecnupaTopHas NoadeprKKa, NCUxosormye-
CKas nomouwb M T.M.). B o6pasoBaTefibHbIX MEPOMNPUATUSX,
NPOBOANMbIX HEMOCPEACTBEHHO B [lepmMu, NpUHMMalOT yya-
CTME MO BO3MOXHOCTU BCE COTPYAHUKM Cny»K6bl.

CTPYKTYPA 3ABOJIEBAEMOCTH NALIMEHTOB

U OCHOBHbIE 3A/1AYM BbIE3[JHOM

NAJJTMATUBHOM CNYXKEbl

B 2019 r. 59 geten 6b11n nauneHtammn CKX 1 nonyvanu
nannnMaTMBHYIO NMOMOLLb Ha AoMYy. B cTpyKType 3aboneBaemo-
CTV npeobnaganv 601e3HU HEPBHOW cUCTEMbI (38 4enoBeK,
64%), a TakKe BPOXKAEHHble aHoMaiuM U XPOMOCOMHbIE
HapyuweHus (12; 20%). C nocneacTsnsmu TpaBm U 60/1€3HS-
MW 06MeHa BeLllecTB Habnaanock no 4 pebeHka (7%), 3no-
KayeCcTBeHHOe HoBOOGpa3oBaHWe O6blNo AMArHOCTMPOBAHO
y 1 pebeHKa.

3agaun MMM getam chopMynnpoBaHbl C y4ETOM OCHOB-
HbIX HOPMATUBHbIX JOKYMEHTOB U MECTHbIX YCIIOBUI OKa3aHus
MOMOLLUM B BMAE NepeyHs 0693aTenbHbIX MEPONPUITUI AN TpexX
«TMMOBbIX» MOAENEN NaLMEeHTOB: NepBas — A9 HYXKAaloLWmxcs
B pecnvpaTopHOM MOAAEPIKKE; BTOpas — A1 HaXOASLLMXCS
Ha 30HAOBOM MUTaAHWUKU UAU UMEIOLLMX TPAXEOCTOMY; TPETbS —
[N MHBIX CMly4aeB C HEM3NNEYNMbBIMU U YrPOXKAIOWMMKU KUSHU
3ab6oneBaHnsaAMU [2, 4, 24]. OCHOBHble 3afa4yuM BKIOYalOT:
® OLEHKY COCTOSIHUS 340poBbsA pebeHKka, B TOM 4ucne

HeJOCTaTOYHOCTM MUTaHKUS, U BbIIBEHWE Y HEro MoKa-

3aHWM K MCMOSIb30BaAHUIO MEAULMHCKOrO 060pyA0BaHNSA

N MEOULMHCKUX M3aennin (annapaTtbl MCKYCCTBEHHOW BEH-

TUASLUMK NerKuX, MHcyddnaTopbl-acnmMpaTopbl, KUCo-

POAHbIE KOHLEHTPaToOpbl U Ap.) MPOBOAMUT Bpay-negmatp



nananaTtMBHOM MOMOLWM C 4acTOTOM He MeHee 2 pas
B MecsL, npv NepBoOn M BTOPOW MOAENSX COMPOBOXKAE-
HUS, He MeHee 1 pasa B Mecsil, — Npu TPETbEW MOAENN;

°* NpodMNaKTUKY W NevyeHue AblxaTeNbHbIX HapyleHUn
y NauMeHTOB C HEeWpPOMbIWEYHbIMX 3aboneBaHnsaIMu
(B T.4. oby4yeHMe 4neHOB ceMbW pebeHKa MeToauKam
AbIXaTeIbHOWM TMMHACTUKM C MPUMEHEHMEM MEANLMHCKO-
ro 060pyA0BaHUs) OCYLLECTBASET Bpay-neagMaTp nanima-
TUBHOW MOMOLLM UM MeAcecTpa No Ha3Ha4YeHUIo Bpaya;

® AMarHOCTMKY BO3MOXHbIX KPW3WUCHbLIX CUTyauuih (6one-
BOWM CMHAPOM, 3aTPyAHEHMWE [bIXaHUS U HapylweHue npo-
XOAMMOCTU [bIxaTeNbHblX MyTeN, BO36YKAEHUE, KPOBOTE-
YeHue, CYLOPOXKHbIA CUHAPOM U Ap.) U NO BO3MOMXKHOCTH
WX NpeaynpexaeHve n KynupoBaHue (B T.4. nyTem o6y-
YEeHUS YIEHOB CEMbM pebeHKa anropuTMy AeNCTBUIM Npu
KaXKAOM M3 NPOrHO3MPYyEMbIX COCTOSIHWUI) BpavyoM-neam-
aTPOM NPU KaxK4OoM MOCeLLEHNH;

e obecneyeHne 6e30MacHOro npebbiBaHUA pebeHKa
C TshKenblM 3aboneBaHUEM BHe cTauuoHapa (B ciyyae
CTabUIbHOIO COCTOSIHMSA), KOHCYNbTUPOBaHWE poAauTe-
nen, oby4yeHne Ux HaBblKam yxoda 3a 60/bHbIM pebeH-
KOM MeAMLMHCKOM CeCTPOM MO Ha3Ha4YeHuIo Bpaya;

® MpoBefeHWe MNNaHOBOW WMHCTPYMEHTaNbHOW AMArHOCTU-
KW (MOHWTOPMHIOBas MyJbCOKCUMETPUS, CMMPOMETPUS,
aNeKTpoKapanorpadus, aneKkTpoaHuedanorpadus) me-
OVLMHCKOM CecTpon Mo MoKa3aHuaM, 37EeKTPOKapAno-
rpadmn — ¢ 4YacTtoton He meHee 1 pa3a B 6 mec y geten
nepBon MoAenu conpoBoxaeHus, 1 pasa B 12 mec npu
COOTBETCTBUM NaLMeHTa BTOPOM U TPETbEN MOAENSAM;

® Maccax pebeHKy npu OTCYTCTBMM MPOTMBOMOKa3aHWM:
1 Kypc u3 1-12 npoueayp B 6 mec; IOK — 1 Kypc
B 12 mec;

® OKa3aHWe MNCUXONOrMYECKOM MOMOLWM LETAM M YneHam

CeMbM NCKUXOI0roM (AMarHOCTUKa, KOHCYLTUPOBAaHKE, KOp-

pPEeKLMOHHO-pa3BuBatlLLlas pabota) 1 pa3 B Mecsal (Maum

10-12 MeponpusaTUii B rof, Npyu HEOGXOANMOCTU — Yallle).

04eBMAHO, 4YTO NpeAcTaBieHHOEe AefleHUe UMEET YCNoB-
HbIM XapaKTep, OAHaKO NpwW pa3paboTke AnS HEeKoMMmep-
yecKow opraHusauuun (3gecb — CKXK B cTpyKType 6naro-
TBOPUTENBHOrO GOHAA) NPOEKTa OKa3aHWsA NMOMOLM AETAM
6bl1 NpeanoXeH psag GopmMannM3oBaHHbIX TpeboBaHWK.
[onycKkaeTcs KOPPEKTMPOBKaA 4acToTbl MpeaocTaBfieHus
OTAENbHbIX YCAYT C y4eTOM NOTPe6GHOCTU NaumeHToB [3].

Takum obpa3om, 0606UEeHHAa MeauMLMHCKas U Heme-
OVMUMHCKaa 3ajadva, KOHKpEeTHble MEeponpusaTUs M YacTto-
Ta MX BbIMO/HEHUS COOTHECEHbI C MOAENS MU MaLMEHTOB.
[aHHbIi noaxon MPUMEHEeH Ans nnaHWpoBaHWS pPaboThl
Cny6bl C y4€TOM 3Ha4YUTeNbHOro pasHoo6pas3ns HO30M0-
TMYECKUX GOPM U TAKECTU TedyeHus 3abonesaHui. Mpynnobl
3a60/1eBaHMI NAaLMEHTOB, HaxoAALWMXCA NOA HabntogeHnem
cneumanuctoB CKX (n = 59), n ocHoBHble 3agauun MMM
npegctaBieHbl B Ta61.

M3 4yucna pgeten, Haxogsawmxca non HabnogeHUeM
CK}X B 2019 r., B pecnupaTtopHOi NOAAEPHKKE HyxaatoTcs
23 (39%), B TOM Yucne B annapaTtax UCKYCCTBEHHOW BEHTHU-
NAuUMM Nerknx — 3; UMetoT TpaxeocTomy 5 (8%) neten; B Kop-
PEKLMU HEeJOCTaTOYHOCTU MUTAHWUA Hy)KAAeTCs M nofydvaet
ee 21 (34%) naumeHT, 3 HUX 6 MMEIOT Hal3oracTpasbHbIN
30H4, 4 — racTpocTtomy. Y 60/blUMHCTBA NaLMEHTOB HEOOXO-
AMMO pellaTb Takune obleMeanLMHCKUE 3aaayn, Kak npoodu-
NIaKTUKa NPONEXHEN, 3anopoB, pecnmMpaTopHbIX NHPEKLMHI,
o6y4YeHune poauTenen npaBunam yxoga 3a TpaxeocToMamu
W ractpoctomamu. PogutensMm u Apyrum YneHam CceMbM
npuUxoanTcs nNpuobpetatb U pag Apyrux NpodeccroHanbHbIX

Ta6nuua. OCHOBHble MeAULIMHCKME 3aayu NnaninaTMBHOM MEAULMHCKOW MOMOLLM (COOCTBEHHbIE JaHHbIE)

Table. Primary medical objectives of palliative care (proprietary data)

nutaHua (11)

[eTcKkuin MceBpo6ynb6apHbll/ | Acnupatop He Tpebyetcs 06yyeHune poautenew
LepebpanbHbli 6ynb6apHbIi MeanLUUHCKKi (10) anroputMy AeNCTBUI
napanuy (14) cuHagpom (10) B KPU3WUCHOM CUTYyaLLMK

CyLOpOXKHbIN HeaktyanbHo AnekTpoaHuedano-

cuHgpom (10) rpadmsa

HepoctaTto4yHOCTb HasoractpanbHbiii 30HA (4) PacyeT nuTaHusa OnpepgeneHune nokasaHum

K racTpocToMuK, obecneyeHune
cneLmanu3npoBaHHbIM e4ebHbIM
NUTaHWEM, KOHTPOSIb U 0ByHeHne
CeMbM TEXHUKE KOPpMNEHNUA

Boneson HeaktyanbHo OueHka 6onun PexkomeHpaumm

cuHapom (3) no 06e3601MBaHNIO
HeWpombliweyHble | [bixatenbHas NHcyddnatop-acnupatop (9). MoHuTOpUHroBas 06y4eHue pecnMpaTtopHOn
3aboneBaHus: HeA0CTaTOYHOCTb AnnapaT UCKYCCTBEHHOWM Ny IbCOKCUMETPHUS. nopaepxke. Onpegenexve
CcrnuHanbHas (cnabocTb Abixa- BEHTUNALMN NETKKX (2). Onpeaenenne SpO,, NnoKasaHui, 06y4eHne U KOHTPO/b
MblleYyHas TeNbHbIX MbILLLL). AnnapaT HeMHBa3UBHOM cnuporpadus 3KCnyaTaLmm o60pyaoBaHus.
aTpodus, PUCK 3KCTPEHHbIX BEHTUNALMKN nerkux (10). YXop 3a TpaxeoCcToMOon
MuoaucTpodus cuUTyaLmun Mewok AMBY(20).
[JioweHHa (20) npu 0CTPOM MynbcoKkcumeTp.

pecnupaTopHoOM TpaxeocToMmyeckas TpybKa

3aboneBaHuu (20) 1 pacxoaHble matepuansl (2)

HepocraTtoyHoCTb [acTpocTomMuyecKas TpyoKa Pacuet nutaHus 0O6ecneyeHune cneumannau-

nutaHus (3) 1 pacxoaHble matepuansl (1) pOBaHHbIM Ie4e6HbIM NMUTAHUEM
CeppaeyHas HeakTtyanbHo AneKTpoKkapano- 06yyeHune poanTenen anroputmy
HeJocTaTto4HOCTb (4) rpadusa [EeNCTBUI B KPUSUCHOWM CUTYaL MK
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Ta6nuua. [pogomxeHne

[eHeTnyecku

[eTepMUHK-
pOBaHHbIN /
HefeTepMu-
HUPOBaHHbIN
cuHapom (7)

CyaOpOXHbIV HeakTtyanbHo AneKTpo3aHuedano- O6y4eHue poauTenen anroputmy
cuHapom (7) rpadus [leCTBUS B KPU3UCHOW CUTyaLMK
MceBnobynb6apHbii/ | Acnupatop MeAULMHCKNM (5) He Tpebyetca

6ynbGapHbIn

cuHapom (5)

Hepoctato4yHOCTb [acTpocTomuyeckas TpybKa PacyeT nutaHusa OnpepeneHne NoKasaHum

nutaHus (4)

1 pacxoaHble Matepuansbl (2)

K ractpoctoMuu, obecnevyeHve
cneLvann3npoBaHHbIM
nevye6HbIM NMUTaHWEM, KOHTPOJb
1 06y4yeHne CeEMbU TEXHUKE
KOPMAEHUS; NpoduiaKTMKa
OCNOXHEHWIN racTPOCTOMUHU

Bonesxu
obmeHa/
HaKonneHus:
MyKOMonu-
caxapuaos (1),
HEeNpoHanbHbIN
LLepounaHbIn
nunodycunHo3
1-rotuna (1),
60nesHb
HumaHnHa—

Muka tun C (1),
EHNUNKETOHYPHS
KodaKkTopHas (1)

MNceBao6ynbb6apHbI | Acnupatop MEAULIMHCKUMA (3). He Tpebyetca 06yyeHne poautenemn anropuTmy
CUHAPOM / cuHapoM | UHcyddnaTop-acnupatop (2). NENCTBUS B KPUBUCHOM
[bIXaTenbHbIX TpaxeocTomunyeckas TpyoKa cutyaunn. O6yveHne U KOHTPONb
HapyLeHui (3) 1 pacxoaHble Matepuansl (1) aKcnayaTaumm o60pyLoBaHUS.
Yxo[ 3a TpaxeocToMom
CyaopOXHbIV HeakTtyanbHo AneKkTposHuedano- OG6y4yeHune poauTenen anroputmy
CUHApPOM (4) rpadus [ENCTBUS B KPUBUCHOW CUTYyaLUK
Bonesow HeakTtyanbHo OueHka 60nu PexkomeHgaummn
MHAPOM (1) no 06e36011BaHno0
HepocTtaTto4yHOCTb HeakTyanbHo PacueT nutaHusa OnpepaeneHne NokasaHui

nutaHus (2)

K racTpocToMuK, obecneyeHne
cneuMann3npoBaHHbIM
nevye6HbIM NUTaHWEeM, KOHTPOJb
1 06y4yeHue ceMbU TEXHUKE
KOpMAeHus

CuHapom
daBapaca (1)

CeppaeyHas KuncnopoaHblit KOHLEeHTpaTop QneKTpoKapano- 06yyeHne poautenemn anroputmy

HeJOCTaTOYHOCTb rpadus NENCTBUIM B KPUBUCHBIX CUTyaLLUaX

[pbixatenbHas KncnopoaHbi KOHLEHTpaTop MoHuTOpUHroBas HacTtpoiika o6opyaoBaHus,

HeaoCTaToO4YHOCTb NyNbCOKCUMETPUS, KOHTPOJb 1 06y4eHue poauTenen
onpeaeneHue Sp0, ero aKkcnnyarauum

Hepoctato4yHoCTb HasoractpanbHbii 30HA (1) PacyeT nuTaHusa O6ecneyeHune cneynanu-

nUTaHus 3MpOBaHHbIM le4ebHbIM

NUTaHWEM, KOHTPOJb 1 0ByYeHne
CEMbU TEXHUKE KOPMIEHNA

Mapouedanus /
dapmaKopesuc-
TEHTHas
anunencus (3)

CyaOpOXKHbIV HeakTtyanbHo AnekTpoaHuedano- O6yyeHue poauTenen anroputmy
CcUHApOM (3) rpadus [eNCTBUS B KPUBUCHOW CUTyaLL MK
Hepoctato4HOCTb HeakTyanbHo PacyeT nutaHusa O6ecneyeHue cneunanmsu-

nuTaHus (2)

poBaHHbIM Jie4ebHbIM MUTaHUEM

3a6oneBaHus (1)

KpOBOTEYEHHS,
CYAOPOTU U T.4.

CnuHanbHas [bixaTenbHas AnnapaT UCKYCCTBEHHOWM MoHuUTOpHUHroBas PecnupaTtopHas nogaepka:

TpaBma (1) HeaoCTaTo4YHOCTb BEHTUNALMKN NErKnx. AcnupaTtop | NynbOKCUMETPpUS, onpeaeneHue nokasaHun,
MeanUMHCKKI. NHeydbdnsaTop- onpepaeneHue Sp0, o6y4yeHune 1 KOHTPOsb 3KcnyaTa-
acnupatop. TpaxeocTtomuyecKkas LMK, NpodurnakTnka oCNOXKHEHUN.
Tpy6GKa 1 pacxoaHble Matepuansl Yxo4 3a TpaxeocToMon

OHKonorunyeckue | bonesown cUHAPOM, HeakTyanbHo OueHka 60nu O6yyeHue poautenemn anroputmy

NENCTBUM B KPU3UCHOWM
cUTyauuu, peKoMeHgauum
no 06e3601nBaHNI0

[bixaTenbHas KucnopopaHblit KOHUEHTpaTop. OnpeaeneHne Sp0, HacTpoiika o6opyaoBaHus,

HeJOoCTaTO4HOCTb Mewok AMBY KOHTPO/b U 06y4eHue poauTenen
ero aKcnnyarauum

MNMomolLb MoTpe6HOCTb onNpeaenseTcs KoHTponb cuMnToMOB. | KpyrnocyTo4Hoe AexypcTBO

B KOHLLE YKU3HU
(B cnyyae oTkasa
OT rocnuTanusaunm)

CUTYaUMOHHO

OueHka 60nu

MeA. MepcoHana Uamn HSHK
Cc Me[. o6pa3oBaHneM

Ha Aomy y nocTtenun pebeHkKa,
cMMMATOMaTUYecKas Tepanus




Ta6nuua. lMpogomxeHne

MHoxecTBeHHble | CepaeyHas KucnopoaHbii KOHLEeHTpaTop AneKTpoKkapano- HacTpovika o60opygoBaHus,
BPOX/EHHbIE HepocTaTto4yHoCTb (1) rpadwmsa KOHTPONb M 06y4yeHue poautenen
NOPOKK N ero akcnnyaraumu. O6yveHve
passuTUs (4) [pbixaTenoHas KucnopoaHbli KOHLJ,eHTp?TOD (3). | MoHuTOpUMHIroBas pOAUTENei aNropUTMY AEHCTBMI
HEeJoCTaTo4YHOCTb (3) | AcnupaTtop MEeAULMHCKUA (2). NybCOKCUMETPUS. o
B KPU3WUCHOMN CUTYaLMK.
MynbcoKkcmumeTp. Onpepenexune Sp0O, VX011 38 TPAXEOCTOMO
TpaxeocTomunyecKas TpybKa
1 pacxofHble matepuasbl K Hen (1)
MocTrunokceu- HepocTtatoyHoCTb HeaKTtyanbHo PacyeT nutaHmsa O6ecneyeHune cneunanmsm-
yecKas nutanusa (1) pPOBaHHbLIM Ie4eBHbBIM NMUTAHKEM,
aHuedanonatus. KOHTPO/b U 06y4YeHue ceEMbH
[lekopTuKa- TEXHWKE KOpMAEHUs
LIMOHHbIN N N
cvHapoM (1) CyaopOXHbIN HeakTtyanbHo AnekTpoaHuedano- 06}/qu ne poauTenen ?nropmmy
CUHAPOM rpadpus [eNCTBMUA B KPUBMCHOM CUTyaL MK
Mocnepcteus CyLOpPOXKHbIN HeaKtyanbHo AneKkTpoaHuedano- 0O6y4yeHune poauTenemn anropuTmy
3aKpbITON CUHAPOM rpadwmsa [EeNCTBMS B KPUBUCHOWN CUTYyaLLIUK
YepenHo- - .
MO3rOBOJ MceBaobynb6apHbI | ACNMpaTop MEANLMHCKUI -
TpaBMmbl (1) CHHAPOM
HepocTtaTto4yHOCTb Ha3soractpanbHbiv 30HA (1) Pacuet nutaHua O6ecneyeHune cneunanmau-
nuTanua (1) pPOBaHHbLIM SIe4eOHbIM NMUTaHUEM,
KOHTPONb 1 06y4eHne ceMbi
TEXHUKE KOPM/EHUS
MNMocnencteums CynOpOXHbIN HeakTtyanbHo AnekTpoaHuedano- O6y4eHune pouTenen anroputmy
HelpouHdeKUnn | CUHAPOM rpadpus [lefCTBMUA B KPU3UCHOM CUTyaL MK
(d) HepocTtatoyHoCTb [acTpocToMuyecKkas TpyoKa He TpebyeTtcsa OnpeaeneHune nokasaHum
nutaHmsa (1) 1 pacxoaHble matepuansl K racTpocToMuK, obecrneyeHune
K Hen (1) cneunanmMsnpoBaHHbIM
neyvyebHbIM NUTaHWEM, KOHTPOSb
1 06y4eHne ceMbU TEXHUKE
KOpMAeHUs; npodpunaxkTuka
OC/IOXHEHWU racTpoCTOMUM
[ereHepatuBHoe | CygopOXKHbI HeakTtyanbHo AneKkTposHuedano- 06yyeHune poauTenen anroputmy
3aboneBaHue cuHapom (2) rpadusa [EeNCTBMSA B KPU3UCHOW CUTyaLIUK
HepBHOWM
CUCTEMbI HepoctaTto4yHoCTb HeaKTtyanbHo PacyeT nutaHusa O6ecneyeHure cneunanmsu-
HeyTOuHeHHOE (2) nutaHus (2) pPOBaHHbLIM le4e6HbIM NMUTaHKUEM,
KOHTPO/b U 06y4eHne ceMbH
TEXHWKE KOpMAEeHUs

HaBbLIKOB MO eXeAHEeBHOMY yxody 3a AeTbMW. MHoraa wx
Henerko ocBavBaTb, OAHAKO YMEHWUS POACTBEHHUKOB pebeH-
Ka, CBA3aHHble C NaalnMaTUBHbIM yXOAOM, AAlOT BO3MOX-
HOCTb MaLMeHTy C Hen3neynmbiM 3aboneBaHneM 6biTb Joma
C CEMbEW, a He B CTeHax 1e4eBHOro y4pexaeHUs.

MPUHLIUNBbI OKA3AHUSA NMCUXOJIOrTUYECKOM

NMOMOLLU B CNNYKBE KAYECTBA XXU3HHU

Mpu okazaHuu MMI ncuxonornyeckas nNomMolb oKasbl-
BaeTcs AeTaAM, poauTenam, cubnuvHram v ApyruM YneHam
cemen. 3T0 MOryT 6biTb MHAMBUAYANbHbIE WU CEMEWHbIe
KOHCYNbTaLMKU C MCUXON0roM, rpynnoBbie 3aHaTns. C aeTb-
MW, Hyxaatowumucsa B [IMI1, 3aHMMaeTcs MrpoBON Tepa-
neBT (AETCKMM MCUXONOr), 3aJadya KOToporo — nopobpatb
B COOTBETCTBMM C 0COBEHHOCTAMW pebeHKa pa3BuBaloLLIne
3aHATUSA, HAMOMHWUTb E€ro KW3Hb BMEeYaTNEHUS MU, MOMOYb
poaunTenam chopMmnpoBaTb anbTepHaTUBHbIE CMOCO6GLI KOM-
MYHMKaLun ¢ pebeHkom. Mpu ydactnm doHaa «1eamoposnmy,
6naroTBOpUTENEN U BOIOHTEPOB COTPYAHUKKM CKIK npoBoasT
N5 cemMen, BOCMUTbIBaIOLLMX AETEN C HEN3NEYUMbIMHU, YIPO-
aloWUMKM XN3HM 3ab60neBaHUAIMM, AOCYrOBble, TBOPYECKHKE,
no3HaBaTeNbHble U Apyrue MeponpuUaTUs.

KoHcynbtupyscb co cneunanuctamu CKX 1 nonydas
MOMOLLb Ha [JOMY, CEMbSi MOXXET NPUHUMATbL pelleHne 06 OTKa-
3€ 0T rocnuTanu3aumu B Criyyae TEPMUHANBHOIO COCTOSIHMS.
Torga y noctenu peGeHKa, C cornacus poauTenen Unm apyrux
3aKOHHbIX NpeAcTaBUTENEN, OPraHU3yeTcs KPYriocyTo4HOe npe-
GblBaHWe MeULIMHCKOro NepcoHana ¢ Lienbto o6nerdyexns 6onu,
KyN“poBaHWs Cy[OPOr, IMXOPaAKK U APYrMX CUMNTOMOB, @ TaK-
YKe MCUXONOrMYECKON NOMOLLM peGEHKY M BCEM YNIEHAM CEMbMU.
BnepBble Takoe conpoBoxaeHue ¢ ydactmeM CKXK 6bi1o opra-
HM3o0BaHo B 2019 r.: TpOe CYTOK MOCMEHHO Bpay U MeULIMHCKas
CecTpa [eXypuInM B CEMbe MOAOMNEYHON C OHKOoremaTonoruye-
CKUM 3aboneBaHueM. Mocne cmepTu peGeHKa MNcuxonoruye-
CKas NMoMOLLb CEMbE MPOAOKANACh: COTPYAHWUKM GbiNn PSAOM
Ha OObIYHbIX PUTYalbHbIX MeponpuaTUsX (norpebeHne, NMomu-
HaHUWe), BCTPEYanncb MM CO3BaHUBAIUCL C POACTBEHHUKAMM
B NamsaTHblE AaTbl (AeHb POXKAEHWS, AeHb cMepTH pebeHKa). ITa
METOAMKA HEPeAKO 06GO3HaAYaeTCsl KaK MOAAEPIKKA B «Mepuoa
ropeBaHus», YTOObl MOMOYb MPUHATL U NEPEXUTL YTPaTy, NPo-
JOJIKUTb XUTb Aanblle, MHOrAa AaXe COXPaHUTb CEMbIO; Mepuos,
TaKoW MOMOLLM MOXET ANinTbes Ao 1-2 net [26, 27].

BaxkHbiM B pabote CKXK saBnsetca obecnevyeHue cynep-
BU3WI B OTHOWEHUW paboTalolmx C NauMeHTaMu crnewu-
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anncToB, AN NPOBEAEHWS KOTOPbIX MPUBAEKAETCs MNCU-
xonor nasHe. CynepBusann — 370 paboTa C NepcoHanom,
HanpaB/iieHHas Ha CHWXeHWe NpodeccroHanbHOro cTpecca
1 NOBbIWEHNE KBaMUPUKaLMK CNELUANNCTOB «MOMOTatoLLIMUX»
npodeccuit; oHa NO3BONSET BUAETb, OCO3HaABaTb, MOHUMaTb
M aHanuM3upoBaTb CBOW NpodeccuoHanbHble 4encTBUS. Pas
B Mecsl ana Bcex coTpyaHmkoB CKM opraHu3oBbiBaloTCH
rpynnoBble CynepBU3nK, B TO e BpeMsa to60W COTPYAHUK
MOXET MOMYYUTb JIMYHYIO (MHAMBWMAYaNbHYI0) CynepBu3uio.
Taknm 06pa3oM, TEXHOJSIOMUSA CynepBu3nK NPodUNaKTUpPY-
eT npodeccroHanbHOe BbIrOPaHMe, PUCK KOTOPOro BbICOK
C Y4E€TOM C/I0}KHOIO KOHTUHIEeHTa MaLMeHTOB.

AOMOJ/IHUTE/IbHBIE CEPBUCBI

AN NAJJIMATUBHDbIX NALIUEHTOB —

NOAONEYHbIX BJ/IATOTBOPUTEJ/IbHOIO ®OHAA

B ¢oHoe «deamoposumm» nomumo CKM dyHKUMOHMPY-
0T HECKOMbKO APYruX CAy)6, HanpaBieHHbIX Ha OKa3aHue
NMOMOLLKU CEMbSIM, BOCMUTbIBAOWMM AETEN C HEUINEYUMbI-
MU, YIPOXKatoWNMK KU3HU 3a60NEBaHUAMMU.

Cny»6a npokata MmeanUMHCKoro obopyaosaHus (Cnyx6a
npoKata) 6e3B03Me3HO NPefoCTaBNSAEeT TaKMe TEXHUYECKME
cpeacTtBa Mo nNoTpebHOCTU, KaK PyHKLUMOHaNbHbIE KPOBaTH,
acnupartopbl, MHCYPDASTOPbI-acnMpaTopbl, annapaTbl UCKYC-
CTBEHHOW BEHTUNSALMM IETKMX U HEUHBA3MBHOW BEHTUASALMMU
NErkmnx, KNCNOPOAHbIe KOHLIEHTPaTOPbl, MHDY30MaTbl, UHra-
natopbl. Cnyx6a npokaTa 6blla OTKpbITa NpPU NoAAEPKKe
doHaa NPe3naeHTCKUX rpaHToB — OOMKEeTHOro ¢GoHAaa,
BbICTyMaloLlero B KayecTBe ornepatopa rocygapCTBEHHOWM
rPaHTOBOM MOAAEPKKM HEKOMMEPYECKUX OpraHu3auum
(NpoeKT «bonblie xu3Hu», gorosop N2 18-1-005929, cpo-
K1 peanusaumn — 2018-2019 rr., rpaHTOBas nogaeprka
Ha ycnoBuax copuHaHcupoBaHua) [28]. Bcero npu nogaepx-
Ke gaHHoro ¢oHga 6b110 npnobpeTteHo 111 HanmeHoBaHUM
obopynoBaHWs Ha cymMmy 6onee 7 MAH py6. PacxoaHble
mMaTepuanbl, 06y4eHne HOBbIX CMeELMaInCcToB U poauTenewn
paboTe ¢ NauMeHTaMu oCcyLLeCTBNSETCA Ha 6/1aroTBOpUTESb-
Hble cpefcTBa. HacTpoiKy o6opyaoBaHMst U KOHTPOJb €ro
paboTbl NPOBOAAT CrieLnanuncTbl Bble3gHon Cny»o6bl npoKaTa
n CKX. YcnoBuem ans nony4eHus B NpoKaT HE06xoaMMoro
ob6opyaoBaHWs SBASETCH HanuMyiue peKomMeHAauun Bpada-
negnatpa CKXK. B peanbHOW NpaKTUKe NauMeHT Hepeako
BCTPeEYaeTca C OTCYyTCTBMEM (PAKTUYECKOW BO3MOMKHOCTH
ObICTPO (CBOEBPEMEHHO) MOMy4MTb 060pyaOBaHME 3a CYeT
CPEACTB rocyaapCTBEHHOr0O Gl04KeTa, a TaKKe OTCYTCTBMEM
YEeTKOro pernameHTa nepegayun LOpPorocTosiuiero o6opyao-
BaHWS B NIM4HOE nofib3oBaHue. pn 0606LEHNN NePBOro
onbiTa pabotbl Cny»K6bl MpoKaTa YCTaHOBMEHO, YTO 3TOT
cepBuC BbLICTPO CTan BOCTPeOGOBaHHbLIM: 3a nepsble 11 mec
6blN0 3aperncTpupoBaHo okoso 100 obpalleHni, BblgaHO
129 eanHuL, o6opyaoBaHus, 72 eanHuLbl 6bliv BO3Bpalle-
Hbl B MpoKarT (B T.4. B CBA3M C TEM, YTO OHO NOTpPeboBanoCh
Ha OrpaHW4YeHHbIN NEPUO BPEMEHU WMAKN HYXKHOE 060opYy-
[OBaHWe ydanocb 3aKynuTb A8 pebeHKka Ha 6naroTBopwu-
TeNbHblE CPEeACTBa, UK PebeHoK ymep, nin obopygoBaHue
He nogowsno) [29]. MNMpokaT Ha 6e3B0O3Me3[HbIX YCTOBUSAX
OCYLLECTBNAETCHA Ha CPOK A0 6 mec; npu 6onee ANUTENbHOM
noTPe6HOCTH Yy CEMbM €CTb BPEMS PELLMTb BOMPOC C MOKYyM-
KOM HEOOXOAMMbIX TEXHUYECKUX WU3OEeNNh CaMOCTOATENbHO
WK 3a cYET BNaroTBOPUTENbHbIX NOXKEePTBOBaHUN [29].

Cnyx6a 3ab0Tbl npepocTaBnsieT nomoulb npodeccuo-
HaNbHbIX HAHb COMPOBOXAAEMbIM CEMbSIM C ManivaTuB-
HbIMX NauuveHTamu. [na HAHb o06s3aTeNbHbIM SBASETCSH
MeauLMHCKoe ob6cnefoBaHne, Hannine MeanuUMHCKOro mam
nejarorMyeckoro o6pas3oBaHusl, MAM AOKYMEHTaNbHO noa-
TBEPKAEHHbIN ONbIT PaboThl; NPOBOAATCS PeErynspHbie obpa-
30Bate/lbHble MEPOMNPUATUS MO OCBOEHMIO U NMOAAEPKAHMIO

HaBblKOB O06LLEHWUS, UrpoTepanum, GU3MYECKOM U 3proTe-
panuui, nepBon nomouwn aetam. [puBnedyeHne HsAHb AaeT
BO3MOHOCTb NEepPeAbIKM CeMbSIM C Heusneyumo 60sb-
HbIMW AE€TbMMW Ha HeobXO0AMMbIM CPOK (0T 4Yaca u 6onee).
OpraHusaums Cnyx6bl 3a60Tbl 1 06y4eHME NepcoHana npo-
BOAATCA 3a cHeT 61aroTBOPUTENbHBIX CPeacTB. YacTb 3atpar
KOMMEHCHPYETCA 3a cHeT cybenann na brogxeta Nepmckoro
Kpasi, N03B0/AS MOBbICUTb CTAOUNIbHOCTb PaboTbl CnyXK6bl:
B 2018 r. Ha 3T uenu 6b110 NoTpavyeHo 6onee 2,5 maH py6.
B 2019 r. B Cnyk6e 3aHATbl 601ee 20 HAHb.

lpoeKT «CKopas dyaec» ans TsenobobHbIX AETEN NO3BO-
NSeT KOOPANHWMPOBATbL M peann3oBbiBaTb PaboTy Mo cneayto-
LWMm npobneMam: obecrnevyeHmne pacxogHbiIMKU MaTepuanamm
(30HAbI, GUALTPbI, CMEHHbIE TPaXeoCTOMUYECKME TPYyOKMU
M T.M.), e4eBHbIMU CMECAMU MPU TAKENON HYTPUTUBHOM
HEeJOCTaTOYHOCTU, TEXHUYECKUMU CPeACcTBaMU ANS ANUTENb-
HOrO MHAMBWAYaNbHOIrO MCMONb30BAHMS (KMCNOPOAHbIE KOH-
LeHTpaTopbl, annapaTbl UCKYCCTBEHHON BEHTUAALMK NETKKX,
oTKawnueatenu u ap.). bonee 100 geten B rog nonydatTt
NOAAEPKKY B paMKax 3Toro npoekrta. Kaxgoe obpalieHue
aHanuanpyetcs cneunannctamm CKX u gpyrux noapasge-
NIeHUn 6naroTBopuTenbHoro ¢doHaa «JeamMmopo3num» (Hamnpu-
mMep, Cnyxk6on npokata). Ecnn 06bEKTUBHO HEBO3MOMKHO
pewunTb Npobsiemy 3a CHET CPeACTB BoAXKeTa, 06CyKaatoTCs
BCE BO3MOMKHble BapuaHTbl ee yCTpaHeHus: 060CHOBaHWe
1 BblaeneHune cybCcmann n3 permoHasnbHbIX CPEACTB Ha MOKyM-
Ky cneunann3npoBaHHOro NUTaHus, OTKpbITME cbopa 6naro-
TBOPUTENbHbIX cpeacTs u ap. lNpeanaratotcs obwue pelle-
HUS ANS TUAMYHBIX NPO6GAeM, CBA3aHHbIX C AOCTYMHOCTbIO
U3HEHHO BaXKHbIX JIEKApPCTB, MeHeTUYEeCKUX MuccnenoBa-
HUA ONA NOATBEPXKAEHWS AMArHo30B M T.Mn. [Mpoucxoaut
NMOCTOSIHHOE TECHOE B3aMMOLEeNCTBME C MpeacTaBUTENSIMHU
MuHucTepcTBa 3apaBooxpaHeHns u MpasuTtenbcta lNepm-
CKOro Kpasi o Bonpocam obecrneyeHns HEOT/IOKHbIX NOTPe6-
HOCTEN NauMeHToB.

[na npvBneyYeHns 61aroTBOPUTENbHbIX CPEACTB LWKMPO-
KO WCMnonb3yeTcsa MeToAMKa MHOOPMWUPOBAHWUS HaceneHus
06 wumelowmxcs npobiaemax 4Yepes cpeactsa MaccoBOM
MHpopMaLMKn, opraHmMadyeTcs cO60p HedoCTalolWMX CPeacTs
nyTeM ajpecHblX 61aroTBOPUTENbHBIX MNOXEPTBOBAHMM
yepes ¢oHa «deamoposum». B 2018 r. npu cymme dUHaH-
cupoBaHusa paboTbl CrnyxK6bl Ka4yecTBa XU3HU U3 BlogKeTa
lMepmcKkoro Kpas B pasmepe 6 MAH py6. B rog GoHAOM
«JeaMopo3nM» MPUBAEYEHO Ha MOMOLLb JeTAM C Heusne-
YUMbIMKU, YrPOXKaKLWMMKN KU3HU 3aboneBaHuaMU Gonee
12 MIH py6.

NEPCMNEKTUBbI PA3BUTUSA NAJUIMATUBHOM

CNYXBbl BJIATOTBOPUTE/IbHOIO ®OHAA

[eTam, NpoXXuBalolWMM Ha TEPPUTOPUKN Kpas, A0 cepe-
OnHbl 2019 . nananaTMBHasa NOMOLLb Ha AOMY HE OKa3blBa-
nacb. C uiona 2019 r. CKX npoBoAUT MOHUTOPUHI NOTPEG-
HOoCTen aeTten, Hyxaatowmuxcs B M, HO NpPOXKMBAOLLINX
3a npegenamu lMepmu. B cemblo Bble3KaeT Bpay-neamatp
(Mp¥ HEO6XOAMMOCTU COBMECTHO C MEAMLIMHCKOM cecTpou
M KOOPAMHATOPOM MOMOLLM cemMbaM). [poBoaUTCH OLEH-
Ka COCTOSIHUSI 3[40pOBbs pebeHKa, NoTpebHOCTU B Meau-
LIMHCKMX M3OEeNUsX, coLManbHO-NPaBoOBOM COMPOBOXAEHUN
no BoMpocam ob6ecrnevyeHuns NeKapcTBaMu, TEXHUHECKUMMU
cpeactBaMu peabunutaumMm v T.M. MOHUTOPUHI MNO3BONS-
€T OLEHUTb 06bEM HEOBXOAMMbIX PEecypcoB Al MOJIHOrO
oxBaTta [NIMI1 B Kpae. Kpome TOro, MOHUTOPUHI Momoraet
aKTyanna3uMpoBaTb AaHHble perucTpa naaiMatuBHbIX MaLu-
eHToB. B HacToswee Bpemsa CKXK 6epeT Ha conpoBoXKaeHue
neten, Hambonee Hyxaatowmxcs B [NMMI1: ¢ oHKoNornyecKkom
naTtosorMen, TpaxeoctoMamu, racTpocToMamu, Ha 30H[0-
BOM MUTaAHWUK, HYXKJAIOLIMXCSH B PECNIMPATOPHOM MOAAEPIKKE.



K aBrycty 2019 r. Ha conpoBoxaeHne CKX 6bin npuHAT
ye 31 pebeHoK, npoxuBalwuwnn BHe lepmu, B Bo3pacTe
oT 3 mec go 18 neT.

C uenblo pasBWUTUA CUCTEMbI OKa3aHWS MOMOLLM AETAM
C HEeW3Nne4ymMMbIMU, YrPOXKaOWMMU KNU3HW 3aboneBaHUaIMU
doHaoM «leaMopo3nM» MaaHUpyeTCs CTPOUTENBbCTBO pPeruno-
HaNbHOro AETCKOro NanAMaTUBHOMO LieHTPa. B CTPYKTYpy LieH-
Tpa 6yayT BXOAWTb OTAENIEHME Bble3AHON NaTpOHaXKHOM NOMO-
WKW JeTsM; OTAeneHne cTaumMoHapHOM MOMOLLM AETAM, B TOM
Yyucne Ha MCKYCCTBEHHOM BEHTUNIALMKU NIEFKMX, C BO3MOMXKHO-
CTblO KPYrMOCYTOYHOro NpebbliBaHUS POACTBEHHWUKA/CUAENKH;
[IETCKUIN XOCMNUC; OTAENIEHWE OpPraHn3aLMOHHO-METOANYECKOM
pab6oTbl. [ybepHaTop NepMCcKoro Kpas noaaepuBaeT uaeto
CTPOUTENbCTBA LIEHTPA; KpaeBble BAACTU Bblpa3uiv rotos-
HOCTb BblAeNNTb Ha 6e3BO3MEe34HON OCHOBE 3eMelbHbll
y4acCTOK Nnoj CTPOMUTENbCTBO AETCKOr0 MaijnMaTMBHOIO LiEH-
Tpa, a B Ja/lbHeneM OpraHM3oBaTb ero paboTy Ha OCHoBe
MexaHn3ma rocyaapcTBeHHO-4acTHoro naptHepcTea [30].

3AK/TIOMEHME

OnbIT co34aHMs Bbl€3AHOM ManiMaTtMBHOW CNyXObl Ang
[eTen cMnaMmnm HEKOMMeEPYECKOro 61aroTBOPUTENBHOIO POH-
[a No3BONAET OpraHn3oBaThb PaboTy B NOTHOM COOTBETCTBUM
C POCCMMCKOM HOpPMAaTUBHOW MpaBoBOW 6Ga3oK. lNpu 3TOM
LOMNONHUTENIbHbIE BO3MOXHOCTM 61aroTBOPUTENbHOMO (OH-
Ja obecrneynBaloT NOSHOE BbINOAHEHWE BCEX MPUHLMMNOB
nananaTMBHOM MOMOLLM, BK/OYAs MCMXONOTMYECKYD MoA-
OEPXKKY NaLMeHTa, ero poauTenen uan 3aKoHHbIX NPeAcTaBy-
Teneun, n1u, oCyWwecTBASIOLWMNX yX04, 406POBO/bLEB (BONOH-
TEPOB), BCECTOPOHHE ob6ecneymBas 3ab0Ty O MOBbILWEHWUN
KayecTBa KM3HU Kaxgoro pebeHkKa. TeCHoe COTPYAHUYECTBO
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