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CoumanbHO-ynpaBrneH4Yeckne acnekTbl OKa3aHuUA
nansnaTtMBHOMN NOMOLLU OETAM
B KannHuHrpagckomn obnactu
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AnHomauusi. CTaTbsi NOCBALLEHA BONPOCaM OpraH13aLymn U NpoaBWKeHVS! NanmaTBHOM NOMOLLM AETAM.
CTpemrneHve noaaepXmBatb KOMGQOPTHYIO XU3Hb CTpadalolmx HeUsneuYnMbiMy 3aboneBaHUsIMU MonyyaeT
BCce GonblUMIA OTKMUK rocydapCcTBa M OpraHOB 30paBOOXPaHEHUst kKak dedepanbHoro, Tak U pervoHasibHoOro
ypoBHei. MNpn 3TOM NOMOLLLb OCYLLECTBIISETCS! HE TONbKO roCy4apCTBEHHbIMU OpraHn3aumsiMu1 30 paBooXpaHe-
HUSA, HO 1 YaCTHbLIMW, OMMPAaILLMMUCA Ha MOAAEPXKKY PasnuyHbIX PoHA0B. B To e Bpems oluyLlaeTcs HexeaT-
Ka creumanbHbIX, B TOM Y1CIe COLMONOrMYecknX, UCCneqoBaHnii B ykasaHHON cdepe, KOTopble NO3BONM
Gbl HaTK HanGornee ys3BMMblE MECTa B OpraH13auum nannmatueHoi noMmowy. JencTeuTensHo, YacTsl Tpya-
HOCTW BbISIBIIEHUS 1 yYeTa Hy>KOaloLMXcs B 0coO60M Buae MeanLMHCKOrO COMPOBOXAEHMS], YTO He NO3BOSSET
obecneunTb 6OMbHBIM 4OCTATOMHbIN YPOBEHb XM3HU. Onvpasick Ha pe3ynbTaTtbl NPOBEAEHHOTO COLMOoNornye-
CKOrO 1cCreoBaHusl, aBTOPbl yKa3blBaloT Ha HEOGXOAMMOCTb COBEPLUEHCTBOBAHUS YNPaBMNEHYECKMX NPaKTUK
OKazaHus NannnaTUBHOW MOMOLLN.

Knroyeenle croea: nannmatuBHasa NOMOLLb, YNpaBreH4Yeckne nNpakTuk1, HerocyaapCcTBeHHble MeguLnH-
CKne yypexgeHud, coumornorn4yeckme nccrnenqoBaHnda B cqaepe 34paBOOXpaHeHnA
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Abstract: The article is devoted to the organization and promotion of palliative care for children. The desire
to maintain a comfortable life for those suffering from incurable diseases is receiving an increasing response
from the state and health authorities at both the federal and regional levels. At the same time, assistance is
provided not only by state health organizations, but also by private ones, relying on the support of various
funds. At the same time, there is a lack of special, including sociological, research in this area, which would
make it possible to find the most vulnerable places in the organization of palliative care. Indeed, it is often
difficult to identify and account for those in need of a special type of medical support, which does not allow
providing patients with an adequate standard of living. Based on the results of the conducted sociological
research, the authors point out the need to improve management practices in the provision of palliative care.
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BBepeHue

OOHUM 13 BaXXHeNLWKNX hakTopoB yCTON-
YMBOIO pPa3BUTMSA POCCUICKOrO obLLecTBa SB-
NseTcHa NOCTOSIHHOE COBEPLLEHCTBOBAHME CU-
CTeMbl 30paBooxXpaHeHus. MI3aBecTHO, YTo co-
BpeMeHHasi MeauumHa npeanaraeTt OrpoMHbIv
apceHarn HoBeuLwunx hapmMmakonornyeckmnx
CpPencTB 1 pa3HOOOpPa3HbIX MHHOBALMOHHbIX
MeToaoB nedeHusi. B Poccun, kak n B 60nb-
LUMHCTBE €BPOMNEenCcKNx cTpaH, omkcnpyercs
BbICOKMN YPOBEHb OKa3aHUs MeaULMHCKOW
nomoLu: 3aboneBaHnsi UarHOCTUPYIOTCA Ha
paHHUX CTaausix, YTO NO3BonsAeT AobmeaTbCA
nonHoro ux nsnedveHuns. Ocoboe BHMMaHue
yaenaetcs 60nbHbIM, HAXOAALWMMCS B Tep-
MUHanbHOM CTaguu, Ha KOTOPOW NPoNCXoaaT
HeobpaTMMble N3MEHEHNSI B OPraHn3me, npu-
BOASALLNE K yraCcaHUIo XU3HMW.

K coxaneHuto, gaxke npn camon cosep-
LWIEHHOW opraHu3auun 3gpaBooxpaHeHns
CMpaBUTbLCH C HEKOTOPbIMK 3aboneBaHnsMn
He NpeaCcTaBnseTcs BO3MOXHbIM. AMEHHO no-
3TOMY B NOCregHue gecatuneTus Bce bonee
aKTyarnibHbIMW CTAHOBATCSA Npobnembl oka-
3aHWs NannMaTMBHOM NOMOLLM, MO3BONAIOLLEN
NOAAEPXKUBATb XN3Hb BONMBHOIO M YCTPaHATb
GonesHeHHble CMMMNTOMbI B Cnyyasix, Koraa
BO3MOXXHOCTM Creumnanm3npoBaHHOIO fleYeHns
ncyepnaHbl u/mnu obLiee comaTnyeckoe Co-
CTOSiHME NauMeHTa NPU3HaHO CIULLIKOM TH-
XenbiM. YBenuyeHune cpeaHen NpogorkmTesb-
HOCTW XXM3HW, a 3HAYUT CTapeHne HacerneHus,
yxyaLuatoLiascs akonornyeckas obcraHoBka,
HEBO3MOXHOCTb YCTPaHUTb MPUYNHBI HEKO-
TOpbIX 3aboneBaHWi He NO3BONAOT NPOrHO-
31MpOBaTb CHMXEHME KonuyecTBa B0mMbHbIX,
HYXXJatoLLMXCcsa B cneumann3npoBaHHON nar-
NMaTUBHON MOMOLLN.

TpeBory Bbi3blBaeT yBeNMYeHue ymcrna
aeten, Hyxgatwowmxca B Hew. Npu aTom 3a-
YacTylo cneumduka yrnpasneHYeCcKknX NpakTuk,
pa3pbiBbl B OPraHM3aumoHHbIX Lernovkax npu-
BOOSAT K TOMY, YTO Aaneko He Bcerga nep-
BUYHOE 3BEHO 34paBOOXpaHeHUs: OKas3bl-
BaeTCH B COCTOSIHUM CBOEBPEMEHHO U Kaye-

CTBEHHO AMarHoCTMpoBaTb 3abonesaHust, Npn
KOTOPbIX AETU HYXXOalTCA B nanninaTuBHON
NMOMOLLM.

Henb3sa ckas3atb, 4TO Npobnembl okazaHus
nanaMaTMBHOM NOMOLLM OCTaloTCA 6e3 BHU-
MaHus uccnegosaTtenen. Bonpockl, OTHO-
cALMeCcH K opraHm3aumm Takom nNoMoLLu,
AeTanbHO pacCMOTpPEeHbI, Hanpumep, B pa-
6otax B. O. WenwuHa, E. A. TensHoBoW, O. b.
Kapnoson T. H. lNpoknoson (LlWenuH, 2018),
M. E. Jluntyra (2006), dununnyeHkosa (2022),
P. Teankpocca (1992), K. lamoHam (Gamondi,
2013). Cneuundomka pas3sBuTua AeTckoun nan-
nMaTMBHOWM NOMOLLM oBCyXXaaeTcsa B Tpyaax
C. M. AubiwmHa (2016), A. B. Muknseson
(2018), A. E. TkayeHko (2019), E. A. Munnepa
(2019). YnpaBneHyeckue peLleHus B cqepe
30paBoOXpaHeHusi, obecnednsatoLine BO3-
MOXHOCTU NpPOodUNaKTUKN n3yvanucb
A. A. baeson (2017), A. P. 'ybangynnuHom
(2021), A. A. neeeBon (2017), T. A. TuweHko
(2015). B yactHOCTHN, OCOBEHHOCTUN HUHAH-
coBoro obecneyeHnsa cucTtemMbl 34paBoOOX-
paHeHua B Poccun nokasaHo T. ®. Poma-
HoBou, O. B. AHgpeeson Jl. B. borocnas-
ueson, M. O. Otpuwko (PomaHoBa, 2014).
PaccmatpuBaeTca B3aMmogencTane rocygap-
CTBEHHbIX U HErocyAapCTBEHHbIX CTPYKTYP
npu opraHusaumn nannmaTtmBHOM NOMOLLIN
(Kynbkosa, 2018). PaanuyHble mogenv npeno-
CTaBneHnd nannmaTtuBHOM NOMOLLM rocyaap-
CTBEHHbIMW YYpEXOEHNAMU 34paBOOXPaAHEHUS
nokasaHbl C. A. byxsanosbim 1 A. K. Map-
TyceBud (byxsanos, Matycesuy, 2015). [le-
naeTtcsa akueHT Ha OKasaHUM Takon NOMOLLN
B pervoHarnbHbIX yypexaeHusx (9pTtensb,
2020; beccoHos, 2020). NpoBogsaTca couu-
onorun4eckmne nccrneoBaHus, KOTopble no-
3BONSAIOT OTCIEXMBaTb OTHOLLEHWE POCCUSTH
K opraHusaumm nannvatmeHon nomowum (Ko-
nomunyeHko, 2017; ®ageesa, 2019). BHu-
MaHWe 3ToMy Bornpocy yaenset n BcemmnpHas
opraHuMsauus 3apaBoOXpaHeHusi, Bblryckasi
creunanbHble pekoMmeHaauumn, OCHOBaHHbIE
Ha nccrnegoBaHUAX YYEHbIX U JaHHbIX 9KC-

"MiHTerpaums nannuaTyMBHOM NOMOLLM B NegmaTpuyeckyto npaktuky: PykoBogctBo BO3 ans cneumanvcToB 3gpaBooxpa-
HEHVS, NNAHMPYHOLLMX U OCYLLIECTBASILNX MEQULMHCKYO nomoLlb, Mockea: lNMpakTtuyeckass meguumHa, 2020. C . 12—-14.
MannuaTtnBHasa NoMoLLb B3POCMbLIM M AETAM: OpraHM3aumns u npodeccroHanbHoe obyveHne: cbopHuk fokymeHToB BO3 n

EATM. M.: PBanenT, 2014. 180 c.
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neptoB'. TeM He MeHee aHanuM3 UCTOY-
HWKOB MOKa3bIBaeT, YTO COLMONOrM4YeCcKUM
acnekTam okasaHus nannuaTMBHOW NOMOLLU
BCe elle yaenseTrcsa Mano BHUMaHu4. o-
Ao6Hble paboTbl ABMAIOTCA CTOMb PEAKUMMU,
YTO He NO3BONSAKT B NOMHON Mepe OLEHUTb
AWHaMUKy OTHOLWLEHUS obLiecTBa K 3ToOMy
BMAY MeauumnHcKoro obenyxumeaHus. MNpose-
[AEeHHOe HaMu uccrnegoBaHve B KaKkON-To Mepe
BOCMOMHSET Npoben B n3y4yeHumn ykazaHHOro
BOMpOCa U, Kak HaerTCsl aBTopbl, OTKPbIBAET
nepcneKkTyBbI AanbHeNLWero NPoayKTUBHOIO
o6CcyKaeHnsa HacyLHOM Npobnemsbl.

MeTtoabl

[lns pelueHnsa nccrnegoBaTenbCKnx 3agay
ObInNu ncnonbL3oBaHbl TakMe opmartbl, Kak
3KCNepTHOE NHTEPBBLIO U CTOPUTESNNHTL. Kom-
neKkc aTux NpUemMoB NOMOT NOSfHEE OTPasnTb
cneumduky ndydaemoro obbekTa, a UMEeHHO
OTHOLLIEHNSI poauTenen 6onbHbIX AeTeN K nan-
nuaTMBHOW NoMoLLn. DTO NpeacTaBnsaeTcs
0COBEHHO BaXkHbIM, Bedb, Kak NokasbiBaeT
npakTuKa, 3a4acTyto NPsIMOro KOHTaKTa C UC-
cnepoBartenem n3beratoT, He CYUTaKT HEOO-
XOOUMbIM [aBaTb pa3BepPHYTble XxapakTepu-
CTUKM yrpaBrieHYeCKUM peLLeHNsiM, onacasicb,
4YTO 3TO HE CMOXET YNyYLlUTb OTHOLLEHME K
nx pebeHKy, a TONbKO NMOMeLLaeT OKa3aHuto
JEeNcTBeHHOW MeauumMHCcKon nomolm. [ns
BbISIBMIEHUS CTENEHN 3(PPEKTUBHOCTN NMELD-
LLMXCA yNpaBneHYeCKMX NpakTUK Heobxoanmbl
aHann3 NHPOPMMPOBAHHOCTN HaAceneHna rno
BOMpoOcaM OKasaHus nanMaTmeHOM NOMOLLM,
a Takke oLleHKa ka4yecTBa KOMMIIEKCHOIro Me-
AnKo-coumarnbHOro nogxoaa, NpUMeEHSIEMOro
npu CONPOBOXAEHUM NALUNEHTOB, UMEHOLLNX
nannmaTtuBHbIN CTaTyc.

OCHOBHbIe pe3ynbraTbl U BbiIBOAbI

[ns nonyyYeHns TOMHbIX U NCHEPNbIBAKOLLNX
cBegeHun o npobnemax, BO3HUKAOLWMX Npn
OKasaHuu nannuaTtmBHOW NOMOLLN OETSAM,
ObIN10 NPOBEAEHO OAMHHAAL AT SKCNEPTHbIX
NHTEpPBbIO. B KauecTBe akcnepToB Obin Npu-
rmaweHbl pykoBoAUTENW noapasaeneHum
BnarotBoputensHOM aBTOHOMHOM HEKOMMEP-
Yeckown opraHmdaumm «HagomHblin xocnuc [Jom
®dpynnono», okasblBaloLen cneynanmsanpo-
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BaHHY0 NOMOLLIb AeTSM Ha TeppuTopumn Kanu-
HUHrpaackon obractu, a Takke gpyrue cneum-
anucTbl. B yacTHOCTW, NPOVHTEPBBLIOMPOBAHBI
rmaBHbIN Bpay KITMHUKO-ANArHOCTUYECKOro
ueHTpa bantunckoro dpeneparnsHOro yHuBep-
cuteta umeHn Mmmanymna KaHta, koopaum-
HaTOp PUANYECKOrO U COLMarbHOrO ConpoBo-
xaeHust bnarotBopuTensHoro hoHaa «Mrpay,
AVPEKTOP CKPUHUHI-LIEHTpPa, AeKaH neavaTpu-
4YecKoro pakyrnbsreTa O4HOro U3 MeaNLMHCKUX
BY30B, IMaBHbIN pefdakTop XypHana «BecTHuk
Bpaya», MHCTPYKTOp BceMmpHoM opraHn3aumm
30paBOOXpPaHEHUs Mo NepuHaTanbHbIM TEXHO-
norvsam, rmaBHbIN Bpayd MHOronpouIibHoro
MeguumuHckoro ueHTpa «Megllpoduy». Taknm
obpa3om A51s 9KCNepTHOro MHTEPBbLIO Obinn
nogobpaHbl Kak pyKoOBOAMTENW MEONLIMHCKNX
yuYpeXOeH, Tak 1 y3KkonpourbHble cneuma-
NUCTbI, OKa3blBaKoLLME NannmMaTMBHY NOMOLLb
petam B KannHunHrpagckonm obnacrtu. He
TPYOHO 3aMETUTb, YTO NPAKTUYECKM BCE OMNpO-
LEeHHble He TONbKO UMEIOT BbiCLlee Meau-
LUMHCKOe ob6pa3oBaHme, HO U 3HAYUTESNbHbIV
onbIT paboTbl B cdhepe opraHnsaLmmn 3gpaso-
OXpaHeHus, B TOW U1 MHOW Mepe MOCTOSAHHO
3aHumaroTca npobrnemammn paboTbl C AETbMN,
oKasaHusi UM Pa3HOCTOPOHHEN MeANLIMHCKOMN
NOMOLLN. OTO NO3BOMNUIIO MNOMYYUTb BMNOSHE
KBanMguLMpoBaHHbIE OTBETbLI HA BOMPOCHI B
XO[le NHTEPBBLIO.

MeTopg ctopuTennuHra Obis1 UCMONb30BaH
ans 6onee rnybokoro aHanu3a ncropum ob-
Hapy>keHns NepBbIX NPU3HAKOB 3aboneBaHus,
npouecca obpalleHnsa K MegULUMHCKUM paboT-
HMKaM 1 MOCTAHOBKM AnarHo3a, U3yyYeHus ganb-
HeWLLero B3aumMoaencTBusi poamTenen n apyrmx
POACTBEHHMKOB BOMbHbIX AETEN C OpraHM3a-
UMSMUN, OCYLLIECTBNAIOLWMMN NannaTnBHy
MOMOLLb (B YaCTHOCTU, C opraHu3aumven «Ha-
AOMHbIN xocnve [lom ®pynnono»). Kpome Toro,
BaXXHO ObINO BbISCHWTb, Kak poaUTENY y3Hasanu
0 eé CcyLecTBOBaHNM, BO3MOXHOCTAX. JTO MO-
3BONUIO B JarnbHenwwem 6onee oT4eTnnBO no-
KasaTb CyLLEeCTBO Npobrnem B paccMaTpuBaemMon
cdepe, 0TpasnTb TOYKY 3PEHUSA HE TOMNBbKO Me-
ANUUHCKMX CNeumanmncToB, HO 1 NauneHToB.
OueBngHO, 4YTO pesynbTaThl UCCrIeAoBaHUS
He MOryT ObITb COBEPLUEHHO OOBbEKTUBHBIMU:
poauTENY BbIAENAT B OpraHn3aumm nannma-
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TUBHOW MOMOLLI ropasao bonbLuee KONM4YeCTBO
HeOoCTaTKOB, YeM MeOULMHCKNE paboTHUKK. B
TO XXe BpeMsi OT poauTenen TpyaHO OXuaaThb
B3BELLEHHbIX, 0OBEKTUBHBLIX, SMOLIMOHAIBHO HE
OKpaLLEeHHbIX OLIEHOK npoucxoasiuero. U Bce xe
COMoCTaBrieHNe AaHHbIX, NOSTyYeHHbIX B XO4e
WHTEPBbLIO CO creumanucTamu, U pesyrnsraToB
CTOPUTENNMHIA, NO3BONUNN NPUBNN3NTLCA K
BCECTOPOHHEMY aHanuay Kak ycrnexoB, Tak u
HeOoCTaTKOB.

BonbLUIMHCTBOM 3KCNEPTOB OTMEYeHa He-
00X0OMMOCTb HanaXkmBaHUsi MOMMCTUKN OKa-
3aHUS MOMOLLM NyTEM rPaMOTHOIO TEPPUTO-
pyanbHOro pacnpeaeneH1s pecypcoB 1 Meau-
LMHCKMX CrieumanmcToB. Tak, OOuH 13 9KCNepToB
yKasblBan Ha NoTpebHOCTb B «NpaBUiibHON op-
raHM3aumn Bble3gHOM CNyx0bl U cTaumMoHapa
ANg nannMaTMeBHOW nomMoLLm». Kpome Toro, Bce
OHW CUMTatoT, YTO TpebyeTcs YyCTaHOBUTL Npeem-
CTBEHHOCTb MeXay CTauMOHapPHbIM XOCNCOM U
BblE34HOW NaTPOHaXKHOWN CryXO0N, BbICTPOUTD
CUCTEMY MH(POPMMPOBAHUSA CEMEN C AeTbMU,
UMELLMMUN NansiMaTmBHbIN CTaTyc, O crocobax
Nosy4YeHns NekapCTBEHHbIX Npenaparos U Tex-
HUYECKMX CPEACTB peabunutaumm, a Takke 06
anropuTMax AarnbHenLero B3anmogencTBmst Kak
C rocyaapCTBEHHbBIMU, TaK U C YaCTHbIMWU He-
KOMMepYeCcKnMn opraHnsaumsmm. Kpome Toro,
OoTMeYeHa HeobXoaAMMOCTb pa3pabOoTKM YETKMX
WHCTPYKLMI COMPOBOXAEHUSA MEOULIMHCKOMN U
MCUXOroro-counanbHon KoMaHg, oTpaboTka
cnoco60oB nony4yeHns HenpepbiBHOrO 06e360-
NMBaHUSA C y4ETOM MHAOMBUAYASbHBbIX OCOBEH-
HOCTEN TeyeHnsa 6onesHn ManorneTHero na-
umeHTa. [Ins aToro akcnepTamm npeanaranoch
cocTaBneHue nHaMBnayanbHOro nraHa Be-
AEeHUs nauyeHTa, OCHOBAHHOMO Ha NpuHUMNe
COMpPOBOXAEHNSA MYNBTUONCLUNIIMHAPHOW KO-
MaHOOW CcrneumanucToB, KOTopble onpeaensitoT
CBOE0Opa3sHble MULLIEHM PaboThbl C y4eToM npea-
NOYTEHU NALMEHTA U €ro 3aKOHHbIX Npea-
ctaBuTenen. Npu 3ToM ¢ BO3MOXXHOW MOSIHOTOMN
YUYUTBIBAKOTCA MHOMBUAYarbHbIE OCOBEHHOCTU
TeueHus 3aboneBaHuns, a Takke COLMOKYrb-
TYPHbIE N OyXOBHble (dakTopbl (Hanpumep, Ha-
nnyne BHYTPEHHEN YCTaHOBKWN Ha Heobxoau-
MOCTb ASINTESNBbHOIO fIeYeHnsi BHE JOMa, B Me-
ANUMHCKOM yypexaeHun). OOuH 13 3KCnepToB
BblCKa3an KaTeropm4Hyro nosvumio: «B nepsyto
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ovepenb B KannHuHrpage HyeH XOCnuc, Ko-

TOpbIN peLan 6bl MHOMMe MeanKo-coLmanbHble

1 ncuxonornyeckne npobnemol. Kaxapiv ye-

NOBEK JOMKEH UMETb AOCTYN K KOMMMEKCY

ycnyr B obriacTtu ykpenneHusi 300poBbs, Npo-

PUNaKTUKK, NiedeHns, peabunuTauum, a Takke

K OCHOBHbIM, 6e30MacHbIM, 3KOHOMUYECKN JO-

CTYNHbIM, 3PEKTUBHBIM N KAYECTBEHHbIM fle-

KapCTBEHHbIM 1 ANarHOCTUYECKUM CPeLCcTBaM.

O6palLeHne 3a 3TUMK yCriyramu He JOIMKHO

co3fasaTtb TpyOHOCTEN AN cemeny. B Ton nnm

nHon dhopme 0 HeoBXoaMMOCTM XOCTMca BbiCKa-
3anvchb eLle NATb akenepTos; 9 u3 11 otmeTnnu

BaXXHOCTb CUHEpPrum B obecneveHmm nannm-

aTMBHbIX NAUMEHTOB KBaNnnUUpOBaHHOM

MOMOLLIbIO, KOTOpas «A0MmKkHa ObITb MHULMN-

poBaHa rocy4apCTBOM, Tak Kak 06513aHHOCTb Ka-

YeCTBEHHOIo OKa3aHUs MeauLIMHCKOM MOMOLLIM

rpagaHam NeXuT UMEHHO Ha HEM. [pu Tom

YTO B HACTOSILLIEE BPEMS MHULMATNBA UCXOOWT,

B OCHOBHOM, OT HEKOMMEPYECKMX OpraHM3aLum,

rocyapCTBO Ha 3TU MHULMATMBBI JOIMKHO OT3bl-

BaTbCS», — NPSIMO OTMETWUI OWH U3 SKCMEPTOB.

[Mog cvHepruen B 4aHHOM criyqae NOHUMaeTcs

3pdeKT yCurneHns No3MTUBHOIO BO3AENCTBUS

Ha coumanbHO-MeOULUMHCKYIO CUTyauuio npu

Hann4numM 04HOBPEMEHHOM N CPHOKYCUPOBAHHON

Ha oHOM KoMmriniekce nNpobnem AeaTensHOCTU

pasnn4YHbIX CTPYKTYpP 30paBooxXpaHeHus. bonee

TOro, TPOE 3KCMepTOB OTMEYAIOT, YTO UHULIMK-

poOBaHWe MHTerpauun ¢ AByX CTOPOH, TO eCTb

OOHOBPEMEHHO CO CTOPOHbI FOCY4apPCTBEHHbIX

OpraHoB 1 CO CTOPOHbI HEKOMMEPYECKNX Op-

raHM3aunin, No3BOSIUT KOHCONMAMPOBaTh pe-

CypChbl Ans NOOHATUS YPOBHSI OKa3aHWs OETCKOM

nannMaTMBHOM NOMOLLM Ha TEPPUTOPUN BCETO

pervoHa.

B uenom akcnepTbl Npeanoxunm crieqyoLme
CNocobbl OKa3aHMsi MOMOLLIM CO CTOPOHbI He-
KOMMepYeCKOM opraHu3aunm:

* MOCTOsIHHOE 0becnevyeHne HeobxoaumbIMm
pacxodHbIMKU MaTepuanamu,

* NpvBMeYeHVe creunannucTos, B TOM Yncre
13 coegeparnbHbIX LLEHTPOB U 3apyBeXHbIX
CTpaH;

* OpraHmM3aumsi KOHEepPEHUNA ANs MeOUKOB;

* OpraHusauus Bble34HOW CryxXobi:

* KOMMJIEKCHbIN NOAX0A4 B nannmaTUMBHOW
NOMOLLN OETAM, YTO CNOXHO caenaTb Ha
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rocygapcTBEHHOM ypOBHe (MCUXosioru,

UrpoBble TepaneBTbl, AedeKToNnoru n ys-

KocneumanuanpoBaHHble Bpayn);

* npoBefeHve 0byyaroLLMX MEPONPUATUN 4N
poauTenen 1 nepcoHana rocyaapCTBEHHbIX
MEOULIMHCKUX OpraHn3aLmn, B CUIy BbICOKOW
KBanudgukaunm paboTHMKOB HEKOMMEp-
YeCKOW CTPYKTYpbI.

O6pawanocb BHUMaHue Ha Heobxoau-
MOCTb Noucka 6naroTBOpuTenem n CNoH-
COpOB, FOTOBbLIX perynapHo onHaHcMpoBaTb
opraHu3aummn, YTO0 HEBO3MOXHO, B YaCTHOCTWU,
6e3 npuaaHns LWMPOKOK rMacHOCTM paboThl,
npoBoanmon ¢ 6onbHbIMK aeTbMu. Noa-
YyepKkmBanacb HeobxoaAMMOCTb TECHOIO CO-
TpygHU4eCTBa Mexay 6naroTBOpUTENbHBIMU
doHaamn, conpoBOXaarLWMMN NaLMEHTOB
C onpenenéHHbIM NnpodunemM n kateropuemn
3aboneBaHus. Bbicka3biBanoch NoXxenaHue o
CHATMW YacTu MaTepuarbHbIX 3aTpaT C CeMewn,
4YTO MOXHO OCYyLLEeCTBUTbL NyTem cbopa 6na-
rOTBOPUTENbHbLIX NOXEPTBOBaHUA HA Meau-
LWHCKME npenaparsbl, creumannu3mpoBaHHoe
neyebHoe nuTaHue (C NpogyKTamun, He BXO-
AAWNMM B nNepevyeHb XNU3HEHHO HEOBXO-
OUMbIX), a Takke Ha TeEXHU4YecKne cpeacTtsaa
peabunurtaumm (BbIxogswime 3a pamku npe-
[OCTaBrsieMbIX CTaHAAPTHbIX CPEACTB, KO-
TOpble He BCerga yunTbiBaloT cneunduky au-
arHosa n npoucxogsawmx u3monorm4eckmx
N3MEHEHUN).

OTpenbHO paccmaTtpuBanoch nannuva-
TUBHOE COMPOBOXAEHNe KOMaHOoMN HeMe-
ANLUMHCKMX CNeumanmcToB, KOTOPOe He MoryT
npenocTaBmTb 6ONbHULbLI Y NOMUKITUHUKNA.
K coxaneHuio, rocygapcTBeHHble Mean-
LUUHCKME yyYpexaeHns ganeko He Bcerga yym-
TbIBaOT HEOBXOAUMOCTb NCUXOSTOrMYECKON
noaaepkn pebeHka 1 YneHoB ero ceMbm B
MOMEHT NOCTaHOBKMN AnarHo3a v cneunguky
Takon NOMOLLM Npu AarbHenLWwem ConpoBo-
XOEeHUU nauneHTa B TepMUHanNbHOM CTagnmn.
BaxHO nogvyepkHyTb, YTO COMPOBOXAEHWNE
CeMbM rocyfapCTBEHHbIMU YYpeXaeHUAMmU
3aKkaH4YMBaeTcs Ha aTane cmepTn pebeHka,
4YTO BCEM ONPOLUEHHbIM 3KCNepTam npea-
CTaBnAnoch HenpasurbHbIM. OHM yKa3biBanu,
4YTO KOMMMEKCHbIN nogxon, npegnaraemMbli
4YaCTHON XOCMUCHO-NANNMaTUBHOM Cry>K6omn
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B KanuHrpagckon obnactu, nogpasymeBaeT
NoadepKKY CEMbU Kak B MOMEHT CMepTU pe-
GeHka, Tak B MOCreayoLmii Nnepmnog ocTporo
nepexuBaHus yTparthbl.

B cbopmaTe ctoputennuHra npeacrasneHo
24 nctopun cemen ¢ 4ETbMU, UMEOLLUMU
nannmaTuBHbIW cTaTyc. [lony4yeHHbIn Ma-
Tepuvan 6bin pa3aeneH Ha YeTbipe CMbICIOBbIX
6noka: (1) Bonpocbl B3anmMogemncTBms C ro-
CydapCTBEHHbIMU cry>k6amu, (2) OCHOBHbIE
NpUYMHbI obpaleHna B HEKOMMEPYECKYHO
opraHusaumio nannmMaTmBHOM nomotuu, (3)
dopmart B3anmogdencTaus co crnyxxdamu, (4)
ypoBeHb MHHOPMUPOBAHHOCTM 06 0COBEH-
HOCTSAX OKa3aHuda nannmMaTtMBHOW NMOMOLLN B
HaLeM permoHe.

CrteneHb npeactaBneHHOCTM MHOpMaLmn
06 okasaHun nannuatMeHoOM nomMmoLuu B Ka-
NMHWHIrpaackon obnacTtu Gbina couTeHa He-
aocTtatovyHou 22 u3 24 pogutenen. Tonbko
4 ONpOLUEHHbIX Y3Hanu, HanpumMmep, o bna-
roTBOPUTESNBbHON OpraHM3aummn ««HagoMHbIN
xocnuc [lom ®pynnono» u3 cpencts MaccoBon
MHpopmauun. bonbLMHCTBO poauTenemn no-
nyYynnu ceegeHns o nansmaTMBHOM NOMOLLN
OT CeMeW, CTONKHYBLUMXCSA C NogobHon npo-
Gnemon, unn xe oT NpeacraBuTens nannua-
TUBHOW OpraHusaLmn, KOTOpbI oKkasarcs B
rocyqapCTBEHHOM MeAMULIMHCKOM y4pexaeHum
B MOMeHT obpallenns Tyga poautenen. Mpu
9TOM OTMEYEHO, YTO YaLle BCero nHgopmaumsi
pacnpoCTPaHSETCA MMEHHO Yepes poanTenen
nannmMaTuBHbIX AeTEN, NPOXOAALMNX FeYeHne
B OTAENEHNsAX rocygapcTBeHHoN 60mnbHMLbI
(kapavonorusi, HeBpOIorng, peaHuMauus, OH-
koremaronorus). Takke B cEMbsX OTMETUNN,
YTO TOSMbKO MOCre 3HaKOMCTBa C KoopAuHa-
TOpaMn HEKOMMEPYECKOW opraHmM3aunm um
yaanocb NonyYnTb 3akrtodeHne BpadebHom
KOMMWCCUM, YyCTaHaBNMBaroLLee nannaTneHbIN
cTaTyc v AaroLLiee NpaBo Ha NpeayCMOTPEHHbIE
NbroTbl U cyécuanmn. Tpu ceMbn y3Hanm o BO3-
MOXXHOCTM COMPOBOXOEHUS YaCTHOM XOCMNUC-
HO-NManMaTMBHOW NOMOLLUY OT MEANLMNHCKOIO
nepcoHana rocygapcTBEHHbIX NTe4YEOHbIX y4-
peXaeHun, YTO CBUOETENbCTBYET O HU3KOM
YPOBHE MHOPMUPOBAHHOCTU CaMOro Meau-
LMHCKOro nepcoHana o nansiMaTmBHbIX yc-
nyrax B pervoHe.
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BTopon 6510k BONpOCOB 3aTpOHYI Npo-
6nemy nogaepXkn cemMen Co CTOPOHbI ro-
Cy4apCTBEHHbIX CTPYKTYP, OKa3blBaOLLNX
nanaMaTMBHy NOMOLLb. BOnbLWMHCTBO po-
anTtenen OTMETUNO, YTO rocyaapCTBEHHOIO
obecneyeHnst HeAoCTaTOYHO UMM OHO MOS-
HOCTbIO OTCYTCTBYET. CneynanucTbl rocy-
AApPCTBEHHbIX OONMbHUL, HE OPraHN30BbIBAOT
Bbl€3 K NauneHTam Ha 4OM HECMOTPSI Ha TO,
YTO YacTb AeTen BBNAY ocobeHHocTen 3abo-
neBaHUsi He MeET BO3MOXHOCTM NoceLlaTb
neyebHble yupexaeHus camoctoaTensHo. OT-
Me4anocb, YTO NpeaocTaBnsieMble cpeacTaa
TEXHUYECKON peabunuraumm MMeroT HeHaa-
nexaltee Ka4yecTBO, 4YacToO HE YYMTbIBAIOT
dm13nonornyeckne acnekTbl TeyeHms 3abo-
nesaHun. «MlHanBMOYyanbLHOro nogxoaa K
AeTaMm HeT. He BceM JeTsIM HY>KHO O4HO U
TOxXe. MHorme BeLumn, KOTopble BbIAENSHOT NO
WHAMBMAYANbHOW Nporpamme peabunutauum,
He HyXHbl. Heobxogmmo, 4ToObI Kaxabln pe-
OEHOK paccmaTpuBancs OTAerNbHO No TEM
BeLLlaM, KOTopble HeobXoaNMbl UMEHHO 3TOMY
pebEHKY», — OTMEeYaeT Mama OAHOro U3 ma-
nblwen. YNoMnHanacb HEBO3MOXHOCTb MOsy-
YeHUSs NeKapCTBEHHbIX NPenapaToB 1 Heobxo-
AMMOro MeauLmMHCKoro obopyaoBaHus B ycTa-
HOBMNEHHbIE CPOKU. PacxoaHble matepuansl
ans cneumann3npoBaHHOW TEXHUKM MOPOK
He COOTBETCTBYIOT 060pyA0BaHMIO, KOTOPOE
€CTb y CEMeN; yKasaHHble B UHAMBMAYANIbHOM
nnaHe peabunutaummn cpeactea BbINUChI-
BalOTCS HEe NO CTaHAapTam u 6e3 yyeTa cneu-
NPUKM TeyeHnsa 3aboneBaHnst KOHKPETHOIO
naumeHTta. bonee Toro, nogyYepkHyTa Crox-
HOCTb OCPOPMIIEHNS KOMMNSIEKTA LOKYMEHTOB
ANSA NonyyYeHns rocyaapCTBEHHOMO CONPOBO-
XOEHUA: pOANTENAM 3a4acTyto NPOCTO He-
[OCTaeT opmuanyeckmx aHaHum. MHorue oT-
Me4anu, 4To NOMOLLIb KOPUAMYECKOro oTaena
ANA KOHCYNbTUPOBAHUS NO COCTaBMEHUIO
NpaBuIbHOM 3asiBKN Oblfia 0co6eHHO Heob-
xoamma. Co CTOPOHbI rOCyAapCTBEHHbIX Meau-
LUMHCKMX OpraHn3aLmmn OTCyTCTBYET KOHTPOSb
KOINM4yecTBa NEKapCTBEHHbIX NpenapaToB B
MecTax Bbl4adun, YTO BbIHY>KOAEeT poouTenen
noKynaTb JOPOrocTosiLme npenaparbl camo-
CTOATENbHO; KONIMYECTBO PaCcXOAHbIX MaTe-
puarnoB paccymMTbiBAaeTCA No cTaHgapTam,
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YTO He Bcerga No3BonseT yaoBNeTBOPUTb
AENCTBUTENbHBIM NOTPEBHOCTAM.

Tpetnin 6nok 6bin NOCBALLEH NpUYMHaM 06-
paLleHns B HEKOMMeEPYECKYH OpraHn3auuio
OKasaHua OEeTCKOM nannuaTUMBHOM MOMOLLM
B pernoHe. Cpepa ncuxonoro-coumansHOro
conpoBoXxaeHusa Gbina BolaeneHa 23 ns3 24
ornpoLleHHbIX ceMen. [ocyaapCTBEHHbIMUA
MEONLMNHCKMN YUpPEXOEHNAMN AaHHbIN BUA
nomoLUu He npegycMmoTpeH. PoguTtenn nosu-
TMBHO OLEHUNN TO 06CTOATENBCTBO, YTO KO-
MaHza BbI€3IHOW HEroCyAapCTBEHHOW XOCMNUC-
HO-NannMaTMBHOW NOMOLLM BKItOYaEeT B cebs
NMCUXONOroB, KOTOPbIE 3aHMMAIOTCSl COMPOBO-
XOeHueM Bcen ceMbM naumeHTa. A Takke u
UrpoBbIX TepaneBToB, paboTaroLwmx ¢ NCUXo-
SMOLMOHanNbHbIM U PU3NYECKUM Pa3BUTUEM
KOTHUTMBHbBIX M1 ONOPHO-ABUraTenbHbIX Ha-
BbIKOB 60mnbHbIX geTen. [Npu 3ToM Takas npo-
rpaMma COCTaBIISIETCH C Y4eTOM UHOMBUAY-
anbHbIX 0COBeHHOCTEN TedeHNs 3aboneBaHns
pebeHka, nogbuparoTcss COOTBETCTBYOLLME
METOOMKN OpraHmn3auumn KOHCynbTaunm Hem-
poricuxoriora (HeMpo-MblLLeYHas Koppekuus),
coumanbHbIX HAHb, UMEKLWNX MEANLIMHCKOE
obpasoBaHue n T. 4. CneagywLWwmm Hema-
NOBaXHbIM acrnekToM, KOTOPbIN HaNPsMYHo
CBsi3aH € 6OMbLUOM (PMHAHCOBOW Harpy3Kkomn Ha
CEMb0, CTaHOBUTCS obpalleHne 3a Heobxo-
ANMbIMU pacxofHbIMU MaTepuanamu. bonee
TOro, NOKynKa JOPOrocTosAwero cneunanm-
3MPOBaHHOIO MeAMLMHCKOro 06opyaoBaHus
(annapaTbl HEMHBa3MBHOW MCKYCCTBEHHOM
BEHTUNALMM NETKUX, UCKYCCTBEHHON BEHTU-
NAUMN NETKMX, OTKaLMBaTenu, nyrbCoKCU-
METpbI U T. N.), KOTOPOE He NpefoCcTaBNAeTcs
rocygapcTBeHHbIMM 6OnbHULL@MM, CTAHOBUTCA
NPUYNHON opraHu3aunn cbopos GnaroTeo-
pUTENbHbIX NOXepTBOBaHUN. Pe3epBHble
annaparbl He NpegyCcMOTPeEHbIl, YTO HE UC-
KIto4YaeT 9KCTPEHHbIX CUTyauuii NMOSTOMKN.
YeTbipe cembn OTMETUNM, YTO obpallanmnch
3a oMHaAHCOBOM NOMOLbIO ANdA onfaThbl
TpaHcdepa K MeCTy fneyeHus, Koraa Bpadamm
Ha3Ha4vanacb 3KCTPeHHas rocnuTtanusauus,
a nony4nTb Gunetbl OT hoHAa coumanbHOro
CTpaxoBaHuUA BbIfo yXe HEBO3MOXHO.

UeTBepTbii 6ok nocesweH npobnemam
NoNy4YeHnss 4ETbMU NannmMaTMBHON NOMOLLM U
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NpeanoXeHUsIM No YCOBEPLLUEHCTBOBAHNIO €€
opraHusauuun. Cpegn OCHOBHbIX TPYQHOCTEN
OblN1 OTMEYEH HEQOCTATOK Y3KONPOGUITbHbIX
cneunanucToB, okasbiBatowmx MIMNO kak B
CTauMOHaPHbIX MeOULIMHCKNX YYpexaeHusIX,
TaK 1 B roCyapCTBEHHbIX Bble3HbIX Nannu-
aTuBHbIX Opuragax. Hexeatka npenapartos:
Ha OaHHbI MOMEHT MPOUCXOAUT MacCOBOE
MMMNopTo3ameLLeHne nekapcTsamMmm poccum-
CKOro Npoun3BoACcTBa, KOTOpble N0 MHOMMUM
npuMYnHaMm, CBA3aHHbIM C TedeHnem 3abo-
neBaHus, He MOryT OKa3blBaTb OOSMKHOIO
BNUSIHUSA Ha OpraHM3M naumeHTa gaxe npu
HanNU4MM eguHOro AenCTBYIOLLEro BeLleCcTBa.
YnoMuHarnocb OTCyTCTBME rocyaapCTBEHHOM
NCUXOSTOro-counanbHON NOAOEPXKKN AeTeN
M cemen ¢ nannuaTuBHbIMKN AeTbMU. PUKCKU-
poBanacb 1 rpybocTb, HEBHUMATENBHOCTb
Bpayven rocy4apCTBEHHbIX yYpexaeHumn B 06-
LLIeHX C ceMbsAMM (YaLLe BCero 310 CBA3aHO
C TeM, 4YTO NannMaTUBHbIN NAUNEHT TpebyeT
ropasago 6onbLue BpeMeHU AN NpoBeAEHUS
OCMOTpa N MeAULNHCKUX MaHUNYNALURA,
HeXernun Tak HasblBaeMbli « CTaHOAPTHbIN Na-
uneHT»). K Tomy e, BUAMMO, CKasblBanacb
N BO3MOXHas npodeccroHarbHas rnyxora:
3a4eM okasblBaTb MOMOLLb TEM, KOMY, B 00-
LLIEM-TO, MOMOYb HESb3S1.

dukcmpoBanach 1 HexBaTka UHopmauum
O NOSlyYeHun nananaTuBHOM NOMOLLN U
JanbHEeNWnxX anroputMmax gemcTBumn gn4a
KOMMNMEKCHOro conpoBoxaeHua. BoT, Ha-
npumMmep, TovKa 3peHns ogHon cembun: «He-
[0CTaToOMHO MHGOpMaUMn ons pogutenen
nannuaTtuBHbIX AETEN, MHOToe TOSNbKO
Ha Bymare. [Ina geTten, XuBywmx B 06-
nacTtu, HegoCTaTOYHO NoCceLLeHnn rocyaap-
CTBEHHbIX CreLnannucToBy.

Mo)XHO JOCTaTOYHO YETKO BbIAENUTL ABa
BMAa NpearioXXeHun no ycoBepLIeHCTBO-
BaHWUIO CUCTEMbI yNpaBrneHus: NoBblLeHne
KBanndumkaumm mMeanumnmHCKoro nepcoHana,
KOTOPbIA CMOXET OKa3blBaTb HEMPEepPbIBHOE
CONpPOBOXAEHME NanMaTMBHOIO NaumneHTa,
M NoBbILEHNE Ka4yeCcTBa BbldaBaeMbIX pac-
XOOHbIX Matepuanos. [leno B TOM, YTO He-
XBaTKa y3KOnpounbHbIX cneymanmcToB
(peaHumaTonoros, aNUIENTONOroB, SproTe-
paneBTOB) He MO3BONAET y4eCTb pag 0CO-
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OeHHoCTEeN pas3BUTUA HEM3NEYNMOro 3ab0-
neBaHus y pebeHka, 4To NPUBOAUT K yXya-
LWeHnto obLero coctosaHusa nayneHTta. Kak
cnencTeue, NPOrHO3 NPOLOIMKUTENbHOCTH
XN3HU N PYHKLMNOHAIbHOIO NCXo4a CTaHo-
BUTCA MeHee AcHbIM. MeanuunHckoe obopy-
[OBaHME N pacxodHble Matepuansl, npeao-
cTaBnsieMble rocygapcTBOM, HEOOXo0aMMO
coBepLUeHCTBOBaTb. Bce npepocraensemble
cpencTBa OOSMKHbI COOTBETCTBOBATL 06LLE-
MUPOBbLIM CTaHOApTaM, a UX NepeyveHb 3Ha-
YUTENbHO PACLUMPATLCS.

BbiBoabl

B pesynstate npoBegeHHOro nccnego-
BaHWS yganochb BblAeNUTb OCHOBOMOMa-
ratowmne TeHAEHUMN 1 ynpaBneH4yeckmne
NpakTUKN B NannuaTtueBHou cdepe, cpean
KOTOpPbIX: COTPYAHNYECTBO roCy4apCTBEHHbIX
opraHmsauum ¢ HEKOMMEPYECKUM CEKTOPOM,
dopMmpoBaHMe yNpaBrsoLWwmX JOMKHOCTEN
npw opraHn3aumsix nanamaTMeHOM NOMOLLN,
Nerkmn nepexoq nauMeHTa B opraHMsaumm
C Ka4eCTBEHHbIM MEAULMHCKMM U nekap-
CTBEHHbIM conpoBoxaeHvem u gpyrue. Crta-
HOBUTCHA OYEBUAHOM KpamHAs Heobxoan-
MOCTb pearibHOW, a He (bopManbHON UHTe-
rpauum rocyaapCTBEHHbIX 1 HEKOMMEPYECKMX
CTPYKTYP MEeAULMHCKOrO CONPOBOXAEHMNS
yepes NOCTPOEHNEe eaUMHOro nraHa BeaeHust
nauneHTa ¢ y4eToM MHANBUOYanbHbIX OCO-
OeHHoCcTeln TeyeHus 3aboneBaHns, a Takke
MEHTanbHOIo COCTOAHNA 6ONBHOIO U YNEHOB
ero cembun. Heobxoanmo co3gaHue YeTKnx
anropuTMoB NOMyvYeHMa geTbMu nannma-
TUBHOM NOMOLLM, KOTOPblE YyTBEPXAANMUCh
66l MMHMUCTEPCTBOM 30paBOOXPaHEHUS pe-
rMoHa n No3BONANN NpuBnekaTb cneyma-
NNCTOB, NOBbIWAaTb YPOBEHb UX NHGAOPMU-
POBaHHOCTM NO BONpOCcaM MeauLUHCKOro
COMPOBOXAEHNS, YCNOBUSAM NONyYeHUs ne-
KapCTBEHHbIX NMpenapaTtoB N TEXHUYECKUX
cpeacte peabunuraymn.

[laBHO 3ame4yeHo, YTO O 340POBOM CO-
CTOAAHUN caMoro obLecTBa MOXHO CyaAUTb
MO €ro OTHOLUEHUIO K OONbHbIM, MOXUIbIM
n getam. B gpaHHOM cny4yae peyb nget He
MPOCTO O BOMbHbIX OETAX, @ O TAKUX, YbW CTPa-
AaHus Heobxoanumo obnerynTb.
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