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ABTOpBI OTMEYAIOT BBICOKMIT YPOBEHDb MHBa/IMAN3aLuu feteil B Poccuiickoit @epepauyn. Iox arupoit Pycckoit IIpaBocnas-
Hot nepksu ¢ 2003 roza B Cankr-IleTepOypre paboraer nepsbiit B Poccun «Jletckuit xocmuc». B cTaTbe mpencTaBieHsl e
U 3ajauy pabOTbI XOCIINCA, €r0 CTPYKTYPa, OIBIT pabOThl pasIMYHbIX CIyXO 1 nonpasgenennii. KooppuauposanHasa pab6ora
CTalMoHapa XOCIca 11 6puraf; Bble3AHON CTy)KObI TO3BOJISIET YIy4IINTD Ka4eCTBO XXI3HU JleTell-NHBATI/IOB.
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The authors of the article note the high rate of pediatric disabilities in Russia and describe the experience of Russia’s first
organization actively acting in the field of pediatric social care and palliation under the auspices of the Russian Orthodox Church
since 2003, “Pediatric hospice”. The article describe in detail the goals and functions of the pediatric hospice, its structure, actual
experience of its different branches and departments. Coordinated work of inpatient department and home care teams allows

increasing the quality of life of children with disabilities.
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Boz ne obewan Oneti 6e3 6onu,
cmexa 6e3 cnes, conHuya 6e3 00MHOA. ...
Ho Own obewan odamv cuny Ha
KAaxObitl OeHb, YMewumy niauyusux
U 0c6eMUMb NYMb UOYUAUM. ..

I I O CpPaBHEHMIO C PasBUTBIMU CTpaHamu B Poccun
OTM€YaeTCsA BbICOKMI YPOBEHD I€TCKOI MHBAN]L-
HoCcTU — 10 200 meteit muBammaoB Ha 10.000 meTeit

B Bo3pacTe ot 0 jo 17 71eT, TO ecTh, IeTU-MHBAINU/Ibl COCTAB-

10T 10 4,5 % OT Bcero geTckoro Hacenenus Poccuiickoitr @e-

nepauuu. K coxanenuto, B 6mypKaiiiie TORbI CIIeIMaIiCThI

IIPOTHO3UPYIOT POCT 3THX Unp Ha GOHE CHIDKEHNMS YNUC/IeH-

HOCTU JIETCKOTO Hace/leHM.

B crpykrype peTcKoli MHBaIMIHOCTY JUAMPYIOIME II0-
3ULMM 3aHUMAIOT OOJIE3HM L[EHTPATbHOI HEPBHOI CUCTEMBI,
TICUXMYECKNE PACCTPOIICTBA U BPOXK/IEHHbIE aHOMAJIN Pas-
BUTHA, Ha OO KOTOPBIX IpuxopuTcsa 5o 70 % or Bcex 3a-
OoreBaHMil feTeil-MHBaMUAOB. [laee, B HOpsifiKe yObIBAHMS
YaCTOTBI, CTIEAYIOT NH(PEKI[MOHHbIE 3a00/IeBaHN s, SHAOKPUH-
Hble HapyIIeHNUA I 3I0KadeCTBEHHbIe HOBOOOpasoBaHus. Ya-
CTOTA MOCTENHMUX COCTaBIAeT 10 20 MEPBUYHBIX CIyYaeB Ha
100.000 geTckoro HaceneHus B rofi. HecmoTps Ha TO, uTO B

MIOC/IEHME NECATUIETUSA JOCTUTHYThI CYILeCTBEHHbIE YCIIEXU
B JIEYEHUN JieTell, CTPaJaIOLVX 3/I0Ka4eCTBEHHBIMU HOBOOO-
pasoBaHMAMM, 10 30 % 3TUX HAIMEHTOB IIOIMOAIOT OT IIPO-
rpeccrpoBaHmsl 3a00/IEBAHNSL.

CocTosiHMe 3[I0pOBbs 3HAUUTENbHOI YacTU JieTeil-MHBa-
NUIOB B HALIEN CTPAHE HAXOAMUTCA Ha KPUTUIECKU HUZKOM
ypoBHe. s ylydlleHus: KadecTBa >XMU3HU 3TOM, JOBOJIBHO
6onpiuoit, rpynmsl feteit B Cankr-Iletepbypre B 2003 rogy
no nHnnmaruse Pycckoit ITpaBocnaBHoit Lepksu u mo 6ma-
rocnoBeHnio Boicokonpeocsamentermero Bragumnpa, Mu-
tpomnonmura CaHKT-IleTepOyprckoro 1 JIafjoKCKOro, co3faH
TepBbIii B cTpaHe «[leTckuit Xocmumcy.

B Hacrosmiee BpeMs Ha XOCIIMCHOM IOIIEYEHNY HAXOMUTCH
6omee 200 manueHToB. B CTpyKType NalmMeHToB Ipeob/IaiaoT
[eTH C JeTCKUM liepeOpaIbHbIM [apajnioM, COCTaB/IIONIE
1o 50 % or Bcex OOMbHBIX. XOCINC OKa3bIBAeT PasHOCTO-
POHHIOI0 IIOMOIIb JIETSIM C FeHepaIn30BaHHbIMU (OpMamMu
3/7I0Ka4eCTBEHHbIX HOBOOOPa30BaHMil, C FeHeTHYecKuMu 60-
TIE3HAMU, C TSKEIBIMU MOCNIENCTBUAMMU TPAaBM, IALMEHTaM
C XpOHMYECKOJ IIOYEYHONM HEJOCTAaTOYHOCTbIO. IIporpammbl
OKa3aHMA MOMOIIM PaspabaThIBAIOTCA MHAMBUAYATbHO LA
Ka>K7IOro peGeHKa U ero CeMbM U BK/IIOYAIOT B Ce0s MeIMIIVH-
CKYI0, COLMA/IbHYIO ¥ IICUXOJIOTMYECKYIO IIOMOLIb.
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MepuuymHckuin BectHuK Ora Poccun

I1o 2010 roja mayymMaTMBHAS TIOMOIID IETAM U UX CEMbSIM
OKa3bIBalach TONBKO Bble3fHbIMM Opuragamu [1]. ITepsoro
mioHs 2010 roffa OBUT OTKPBIT CIENMANIBbHO CIPOEKTUPOBAH-
HbII craumoHap «Jlerckoro xocmuca». PuHaHCHMpOBaHUE
CTPOUTENbCTBA CTAlMIOHApPa ¥ IOCeRYyIolee ero copepr a-
HIe ocyuecTssercs [IpasurenscTBoMm Cankr-Ilerep6bypra.
Takum o6pasom, ceropus pabora «[leTckoro xocmmca» B
KPYIJIOCYyTOYHOM PeXJMe OCYIIeCTB/IAETCSA CTALIOHAPOM,
PaccYUTaHHBIM Ha 18 KOeK, CTal[IOHAPOM JHEBHOTO MpeObI-
BaHIsL ¥ BBIE3HOIL CITY)XKOOIL.

PaboTa cranmoHapa NPOBOAUTCA IO TPapuKy KpyIio-
CYTOYHOTO CeCTPUMHCKOrO ¥ BpadebHOro HabmrofeHus [2].
B cranmoHape JHEBHOrO MpeOBIBaHMA MOTYT OJHOBpPEMeH-
HO HaxopguThcA o 10 manymeHToB, KOTOPhIE YTPOM JOCTaB-
JIAI0TCA U3 foMa (Ha TPaHCIIOPTe XOCINCA) JIA MPOBeeHNsA
MEUIVMHCKIX ¥ PeabVINTALIOHHBIX IIPOLEAYP, @ BeYepOM
OILATH Ye3XaloT JoMoit. OCHOBHasA 4acTb OOJIbHBIX, HAXOfA-
IVXCSL Ha HONIeYeHMHU XOCIINCA, IOTydaeT HOMOIb Opuraj
BBIE3/[HOIT CTy>KOBI. B cocTaB Opurazibl 0ObIYHO BXOAAT Bpad,
MEJMIVHCKAsT CeCTpa, COLMAIbHBIN PabOTHUK, IICUXOJIOT,
MHOTTA CBSAIIEHHNK. [Ipu He0OXOAUMOCTH K MALMEHTY MOTYT
OBITb OCTABJIEHBI «y3KMe CIIEMaINCThl» — HEBPOJIOT, JieT-
CKMIT XUPYPL, YPOJIOTr U Ap., paboTatoiue B xocmuce. Ecin
B IITAaTe XOCHNCAa HeT HeOOXONMMOIO CIelUaIiCTa, TO A/
KOHCYZIbTaLlMM HPUBJIEKAIOTCA Befyliye CIelUannucTbl JeT-
ckux cranuoHapos CaHkT-IleTep6ypra. Bpau BblesgHoOI 6pu-
rajibl IPOBOAUT AMHAMUYECKOe HAOJIOfiCHNE 32 IAIVIEHTOM
U TIOJTHOLIEHHYI0 CMMIITOMAaTHYeCKYI0 Tepanuio. MeauiyuH-
CKas cecTpa BBIIO/NIHAET Ha3HAYEHNA I peKOMEHIALNM Bpaya,
IIPOBOJNT BeChb 00beM TeueOHbIX IPOLeKYP Y MAHUITY/IALUIA,
00ydaeT poauTesnelt ¥ POLACTBEHHNKOB YXOLY 32 PeOEHKOM.

OnmHOV 13 BaKHEMIINX 3a/1a4 Ma//IMaTUBHON TIOMOIIIN Jie-
TSM SIBJISIETCS IOZO0p M IIPOBeeHNe afjeKBaTHOI IPOTUBO-
60reBoit Tepanuu [3]. [Ipy HEBO3MOXXHOCTH TAKOTr0 Mof60pa
B JTOMAIITHMX YCIOBMAX, peOEHOK TOCIUTAIN3NPYeTCA B CTa-
1uoHap. bomb Bcerpja compoBoXlaeTCA TSKENbIMU CTpaja-
HUAMY, Pu3ndeckuMy 1 gymeBHbiMu. CTpagarommit pebe-
HOK MHa4Ye BOCIIPUHMMAET U ce0s1, 1 O/IM3KIUX ¥ OKPY KAIOIINI
mup. OCHOBHOIT 3ajiaueil IPOTUBOOOJIEBOI TePANINN CTIEyeT
CYNTATh YMeHbIIIEHVEe VIV ITOTTHOE YCTPaHeHue 60mu Ipu co-
XpaHEHUN CO3HAHMA U MHTE/UIEKTYalbHBIX CIIOCOOHOCTeI!
pebenka [4].

He MeHee Ba>KHOI1, 4eM MeIMILIMHCKAsA IIOMOLIb [IeTAM-MH-
BajIMJaM, ABJIAETCA IICUXONIOTMYeCKas U COlMaIbHas TIOMOIIb
[5,6]. s peureHns sTuX 3afiad, B CTPyKType «JleTckoro xo-
crmca» ObUIa OpraHM30BaHA COLMATbHO-IICUXOMIOTMYeCKas
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cayx6a. B eé cocTaB BXOAAT IICKUXOIOTN, COL[MA/IbHBIE TIEfa-
TOI'M, BOCIIUTATENH, JIOTONeAbl-TedeKTONOrN, CIeIMaTuCThI
110 conManpHoI pabore. JlaHHAS CIy>K0a OCYIIECTBIISIET CBOKO
IesATeNbHOCTb He TONbKO B CTAI[MOHApe U CTAIJIOHApe THEeB-
HOTO IIpeObIBaHIsL, HO U B Opurajiax Bble3gHOI CmyK6bl. [Ipu
9TOM BBICOKOKBATU(UIMPOBAHHYI0 MOMOIIb IMONTYYal0T He
TOJIbKO MAIlVIEHTBI XOCINCA, HO U YIEHBI MIX CeMel.

JeTeit 1 MX 6/IM3KUX POACTBEHHNKOB y4aT SMOLMOHAIBHO
IIOTTHO «IIPOXKMBATB» KAXKAYI0 MMHYTY >KU3HU, HA/TQKNBATDh
671u3Ke 1 JOBepUTeIbHbIE OTHOLIEHVSI PYT C ApyroM. Pabo-
Ta C POJCTBEHHIMKAMI peOeHKa 3aK/TI0YaeTCs U B IIPOBEIeHNN
IICUXO/IOTMYECKOI TIOATOTOBKM K HOTEpe OIM3KOr0 YIeHa ce-
MbH, 2 TAK)Ke B OfIlepKKe POICTBEHHUKOB I10CTIe CMEPTH pe-
6enka. COTPYJHUKY COLMAIbHO-IICHXONTOTMYECKON CITyKObI
XOCIIVICA CTApAIOTCS [JaTh BO3MOXKHOCTh KXZOMY oOpecTn
IIOHMMaHMe ¥ COYyBCTBHeE [7].

Baxknerimest Muccueit «JleTckoro xocnmca» Kak OpraHm-
3alMM, CO3JAHHOMN 1o MHMumaTuBe Pycckoit IlpaBocmaBroit
LepkBu, sABNA€TCA MACTOPCKOE AyILIENoNedyeHue, JyXOBHas
nozep>kka [8]. Kak/plit manmeHT u ero pogHble MOTYT CKOMIb
YIOZHO 4acTo U 6e3 OrpaHNdYeHNiT BO BPEMEH) BCTpedYarTh-
Cs1 CO CBALIEHHOCTY>KMUTEIEM Ha JIOMY, B XOCIIICE U BHE €TO.
OpranusyoTcs HocelljeHle XpaMoB, [Ta/IOMHIYeCKIe T10e3]I-
K1, COBepIIIeHNe [IePKOBHbIX 00psA0B 1 TanHCTB.

Conpy»KecTBO POACTBEHHUKOB C MEMIMHCKMM ICUXO-
JIOTOM, COLMA/IIbHBIM PabOTHMKOM, CBAIIEHHOCTY)XIUTEIEM I
JIleYalM BPauoM II03BOJIsIET 00eCIednTh ICUXOIOTMIecKoe
CIIOKOJICTBME B CeMbe. TO TAKKe [IOCTUTAETCS YIOBIETBOPe-
HIeM XXe/TaHMII pebeHKa, COXpaHEHVEM ero CBsI3eli C BHEIIHIIM
MUPOM, [IOfilep)KaHyeM B HeM MHTepeca K XU3HU. PaboTHN-
K XOCINCa pa3pabaTbiBalOT MHAUBU/YAIbHbIE TPOrPAMMBI
Vsl KOKOTO peOeHKa, KOTOpble YUNTHIBAIOT BbISIB/ICHHbIE B
porecce 06LIeHMs 0COOEHHOCTI TUYHOCTI U (PUSNIECKOTO
COCTOsTHUSA GO/IBHOTO, CEMEITHOI CUTYaINNU U COLMAaIbHO-ObI-
TOBBIX YC/IOBMIT >KM3HM. [IaIVieHThI O/Ty4aoT BO3MOXKHOCTD
001LIeHNs C TIOfbMU, HAXOMAT HOBBIX APY3€li, 4YTO He JaeT Je-
TSIM U ¥X OJIUSKUM «3aKPBIThCS» B CBOEIT 60/Ie3HNL.

«JleTckmit Xocnmc» 0Ka3pIBaeT pa3HOCTOPOHHIOK TOMOIIb
He TONBKO fieTAM >kntenam Cankr-Ilerep6ypra u JIeHnHrpan-
CKOIT obmacTu. B TedeHne mocmefHNx 3 €T OCYIIECTBIAETCS
poeKT «MeuTsl COBIBAIOTCSI», KOTOPBIN apecoBaH BCeM Jie-
TAM-MHBamaaM Poccuitckoit egepanyn.

Tecnoe corpygamyectBo «[lerckoro xocmmca» ¢ HUIN
onkonoruyu um. H.H.Ilerposa u VIncTuTyTOM mETCKOI rema-
Tomorun u Tpancmianronoruu um. PM. TopbaueBoit crrocob-
CTBYeT Jla/IbHeIIleMy PasBUTHUIO Ia/UIMATVBHOI IOMOILM 1
YIy4IleHNIO KauecTBa XU3HU fleTell-MTHBaIU OB,
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