OBYYHAHA HEU3JIEHNMDbIX:

NEAATOI'MKA B PAMKAX
NAJNANATUBHOW MOMOLWWN AETAM

npo¢ NMonesnuyeHko E.B.

®reoy «PHUMY umenun H.N. Muporosa» Munsgpaea Poccum



AMERICAN ACADEMY OF PEDIATRICS (2000):

[TananaTmBHAs NOMOLLLb —
3TO MOZe/Ib OKa3aHMAa NOMOLWM NaLMeHTam
N CEMbAM, KOTOPbIe CTPaAatoT
OT XM3Heyrpoxatowmx 3aboseBaHum.




M3TTU CTEMAHEK (1990-2004)

MannnaTueHaa nomoub 60/ble He 03HAYaEeT, YTO Bbl MOMOraeTe
AETAM XOPOLLO YMepeTb.

OHa 03HayvaeT, 4YTO Bbl NOMOraeTe AeTAM U UX CEMbAM XWUTb
XOPOLLO 1 3aTeM, KOrAa BpeMmsl y>Ke CO4YTEHO, MOMOoraeTe UM
yMepeTb CMOKOWHO.

http://paedspal.org.za/about-us/what-is-paediatric-
palliative-care/




M3TTU AXKO3ED TEOAOP CTEMAHEK O CEBE

A1 Hayan NucaTb, Korga MHe H6bIN10 3 Fro4a U cenyac y MeHsa bosee TbiCcsUn
CTUXOTBOPEHUMW, AeCATKM PACcCKa30B, 3CCe U MHOXEeCTBO UANOCTPpauumn. Y
MEeHS MHOIO Harpaz, 3a MOW COYMHEHUS.

©Jeni Stepanek, Ph.D.
www.mattieonline.com

Y MeHsa peakas popma MbilweyHou Anctpodumn. [o3ToMy A NOCTOAHHO
HY>XAat0Cb B 0MOJIHUTE/IbHOM KUC/IOPOAE, @ KOrAa f yCTaa Uan Cnito, TO
cneumanbHbI BEHTUASTOP AbIWKT 32 MEHS U eLé Kakme-TO MeXaHU3Mb
paboTatoT.

1 ncnonb3yto Kpecs1o Ha KonécrKkax 60bLLYHO YacTb BpEMEHW, MOTOMY YTO
TaK 1 SKOHOMJIIO CUJIbl U K TOMY Xe TaK Jierye BO3nTb € CO60M BCE 3TO
MeAMnLMHCKoe obopyaoBaHue.

Mow aBa bpaTta 1 cecTpa ymMepau B A€TCTBE OT TOM Xe 6onesHn, ytony
MeHs. Mosi MaMa MCMNOJIb3yeT MHBA/IMAHOE KPeC/I0 MOCTOSIHHO, MOTOMY YTO
y Heé B3pocnast popma 3Toro Heayra. A 06K UMTaTh, MUCaTb U
BbICTYMaTb HAa CEMMHApPaXxX U KOHpepeHLusax. 4 byay npuHMMaTL y4acTue BO
MHOIMX MepOnpuaTUAX No COOpy CpeACTB Ha NOMCK 1IEKAPCTB NPOTUB
HepBHO-MbILLIEYHbIX 3a60/1€BaHNIM MU HA MOMOLLLb AETSIM U CEMbAM, XA YLLUM
3TO 1eKAPCTBO.




XKNTb TAK AOJITO, HACKOJIBKO BO3MOXHO

M TAK XOPOLWO, HACKOJIbKO BO3MO>XHO

PunocodPpus nananMaTMBHOM NOMOLL U



NMPUHUWIbI NANJTNATUBHOW noMouwmn (BO3)

Obneryaet 60/1b 1 Apyrre CMMATOMBI, MPUYMHSIOWME CTPASaHME.
YTBEpXAAeT XMN3Hb M OTHOCUTCS K YMUPAHUIO KaK K eCTeCTBEHHOMY NnpoL,eccy.
He cTpeMuTCa HU YyCKOPUTb, HU OTAANNUTb HACTYMJ/IEHMUE CMEPTH.

Bk/toYaeT NCMxonormyeckme 1 AyxXoBHble acnekTbl MOMOLLM NaLMeHTaM.

[pepnaraet cnctemy NoAAepP>KKW, MOMOTatoLLYO NaLMeHTaM XMUTb MO BOSMOXHOCTU aKTUBHO A0
HaCTyn/ieHUs CMepTH.

[peanaraet cnctemy noasep>xku 61M3knum naymeHTa Bo Bpems ero 601e3HM, a TakKe B MepPUOL,
TSXKENOW YyTpaThl.

Ncnonb3yeT KOMaHAHbIV NOAXO0A A5 YA40BAETBOPEHUS NOTPEOHOCTEN NALMEHTOB N UX BIN3KKX, B TOM
ymcae Npu HeobXxoAMMOCTM UCMOIb3YET NCUXO/IOFMYECKOE KOHCY/IbTUPOBAHME B NEPUOS, NEPEXMBAHMS
yTpaThl.

YqumaeT KQueCTBO XU3HU N MOXET Tak)Ke OKa3blBaTb MOJOXUTE/IbHOE BAUAHUE Ha TeyeHue bonesHu.

Cm camt BO3: http://www.who.int/cancer/palliative/ru/.




NAJNJTNATUBHAA MOMOLWDb YAYHLWAET KAHYECTBO

YnydlaeT KauyecTBO XUN3HU;

CHMXXaeT NposiBAeHUA genpeccum y pebeHka n anL, No yYXoAay;
CHMXaeT «MefULMHCKYIO arpeccuto» JedYeHuns:

Tepanuio 6e3 rapaHTuKM ycnexa,

HeornpaBAaHHble AMArHOCTUYECKMe Npoueaypsl,

YaCTble TrOCrnnTasin3ayunin.




NANJNNATUBHAA MOMOLWb OBJTEMHAET
SMOUWMOHAJIbHOE CTPAAAHWNE

[lcxoamoumoHanbHoe baarononyume - pesyibtat paboTbl KOMaHAbI, KOTOpas:

- YmMeeT BUAETb NPU3HAKM Aenpeccmn n paboTaTb C HUMM

- YmeeT paboTaTth C NposiBIEHNAMM TPEBOXHOCTU

- YMeeT npegynpexaaTb U KOPPEKTUPOBATL NEPEYTOMIEHNE

- MpepocTaBnaeT pebeHKy BOSMOXHOCTb PACCKa3aTb O CBOMX CTPaXaX M TpeBOrax

- MocTosiHHO paboTaeT Haj Ka4eCTBOM KOMMYHMKAL UK



NANINNATUBHAA MOMOLWb OBNETYAET COUUMAIBHYKO BOJIb

[Tomoraet pebeHky nocew,aTb WKOY, HACKOJ/IbKO 3TO BO3MOXHO
BoBsnekaeT cMb/MHIoB, HACKO/1IbKO 3TO BO3MOXHO

OpraHmsyeT GUHAHCOBYIO NOAAEPXKKY

[oasepxvBaeT ObITOBbIE aCNeKTbl CEMbWM KaK MOXHO Hmxe K 06blYHbIM

PaboTaeT c MegnepCcoHaNOM LLKOA U AETCKUX YUPEXAEHUMN, KOTOPbIE
nocewaet pebeHoK, B UHTEpecax NPOPUNAKTUKN U IEYEHUS.




MEXANCUUNANHAPHBIA MOAXOZ MPU
OKA3AHUW NANIMATUBHOW MOMOLLM

cuxoJsziornyeckasn
oLuMaJibHasd

AyxoBHas

NMHdpopMmaLumMoOHHasA




KTO OH — MAJIZIMATVBHbIVI PEBEHOK?

[pynna 1 —yrpoxatoLme Xn3Hu
3aboneBaHuA, 1eyeHmne KOTOPbIX
OKa3a/siocb besycnewHbiv;

- OHKO3ab0s1eBAHUA.

[pynna 2 —3aboneBaHus, Tpebytowme
A0NTOr0 MHTEHCMBHOTO J1IeYEHUS, HO
npexaeBpeMeHHasi CMepTb OCTAeTCS
BO3MOXHOW;

- Mykosucyudos.

[pynna 3 —3aboneBaHus, Tepanus
KOTOPbIX AB/AETCA NaAINATUBHOM C
MOMEHTa MOCTaHOBKM AMarHo3a;

- CNUHANbHAA MblUeYHaA ampogpus.

[pynna 4 —HeobpaTnMble, HO He
nporpeccmpytowme 3aboseBaHns ¢
TAXENON NHBAINMAHOCTbIO;

- lemckut yepebpanbHbIUu napanuy.

EBponenckasn Accoumanms NaaamaTMBHOM NOMOLLM




HTO 2TO O3HAYAET A4 WKOJ1bl?
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YuacTtune pebeHka B 06y4eHUN CHUXKAETCA NO Mepe yXyALeHUs
COCTOSIHUS; HY>XXEH TMOBKMIN NOAXOA,.

B3anmogencTemne pebeHka Co LWKOIOM 3aBUCUT OT NepPUOA0B
NeyveHnss n pemmccuu. HyxeH peryasipHbii nepecmMoTp NAaHOB.

3HauMTeNIbHOE CobbITME NpepbIBaET B3anMoaencTBme pebeHka
CO LWKOJIOW. Hy>XHO TLaTe/lbHOe YyNpaBAeHWNE LWKOJIbHbIM
coobLecTBOM.

B3anmogencTeme pebeHka Co LWKOOM pacTeT CO BPEMEHEM Ha
doHe 3pPeKTUBHOrO ieyeHuns. HyxxeH rmbkumm nogxoga, K
NIAHUPOBAHUIO N BAOXHOB/IEHUIO pebeHka.




B WWKOJIE PEBEHOK - YHEHWK,
A HE MAUWEHT

Sourkes, B. M. Armfuls of Time: The Psychological Experience of the Child with a Life Threatening lliness; Routledge:
London, UK, 1995.



OTYHEIO 3ABNCUT
BOBJ/IEHEHHOCTb WKO/bI?

COCTOAHMNE PEBEHKA CTAANWN 3ABOJIEBAHUA
[inarHo3 n nporHos; 1 - [locTaHOBKa AMarHo3a u ero
YpoBeHb 1 BeayLme cnocobbl pa3BuTUS PARATME CEMBEM;
pebeHka; 2 —HabnoaeHne n neyeHuve B
XapakTep Jie4eHUs U ero BAUSHUE Ha CUTYaUM HEOTIPEAENERROCTH

MPOrHo3a;

pebeHka.
3 —lomMoLLb B KOHLLE XXMN3HMW.




[TannamnatmBHass MeaAMLMHCKAA MOMOLLLb
netam B PO



®E/ZIEPA/IbHBIN 3AKOH
«OB OCHOBAX OXPAHbI 3/I0OPOBbS MPAX/AH B
PO» N2 323-03 OT 21.11.2011

CraTtbs 36. NannnatmneHaa meguUMHCKas NOMOLb

[lannmatneHan MeguLMHCKAA MOMOLLb NPeACTaBASET CObOM KoMnaekc
MeANLNHCKMX BMELLIATE/IbCTB, HAaNpaB/IeHHbIX Ha 3baBaeHWe oT 60K
n obneryeHune Apyrmx TAXeblX NposiBAeHUN 3aboneBaHNS, B LEeNaX
Y/IYULLEHMS KQYeCTBA XU3HN HEN3NEUYMMO BONbHBIX FPaXAaH.




AETN-UHBANADBlI: KOMY U3 HNX TTOKA3AHA
NAJNITNATUBHAA MOMOLWb?

«4. TlannnatmBHAA MeAMLMHCKAA MOMOLLb OKAa3blBA€TCA HEU3Ne4YnMmo
boNbHLIM  AeTAM C  OTCYyTCTBMEM peabuiMTauMoHHOro noTeHuuana,
KOTOpbIe HYXAAIOTCS B CMMMTOMATMYECKOM Tepanuu, MCUXOCOLMAIbHOM
MOMOLLU, ANNTENIBHOM NOCTOPOHHEM YXOAEe».

Mpurka3 N2 193 M3 PO 0T 14.04.2015



PELLEHWE NPOBJIEM MAJIZIMATUBHOM MNMOMOLW
BAECATUINETUN AETCTBA

MpeaycmoTpeTb Ha 6a3e opraHuM3aumm

34 paBooOXpaHeHus, obpa3oBaHMA U
COLMA/IbHOW 3aLLUTbI HaCeeHNA co3aHune
CUCTEMbI KOHCY/IbTaTUBHOM 1 MPAKTUYECKON
MOMOLLM CEMbSAM C A€TbMU-UHBANAAMN,
MO3BONIAIOLLEN HEMPEPLIBHO MOBLIWATH
YPOBEHb POANTENBCKNUX KOMMNETEHLUM B
BOMPOCAX yX0/43a, PasBUTUA 1 BOCMUTAHWSA
JleTeN-UHBAINA0B, B TOM YMC/Ee JeTEN C
TAXENbIMU U MHOXECTBEHHbIMU
HapyLeHNAMM pa3BUTUS, @ TakXKe MNOoJyvaTb
MOMOLLb 1 NOAAEPXKKY B KPUIUCHbBIX
CUTyaumuax.

(Pasaen Ylll, n78).

OTBETCTBEHHbIE UCMOJIHUTENN:
OpraHbl UICNONHUTENBHOM B1acTK cybbekToB PO
Bua gokymeHTa:

NHPopMaLMOHHO-aHaAUTMYECKME MaTepUabl
exerogHo 2018-2020




PELLEHWE NPOBJIEM MAJIZIMATUBHOM MNMOMOLLW
BAECATUINETUWN AETCTBA

Peanunsaymsa KOMNAEKCHOro
MeXBeAOMCTBEHHOIO MNJlaHa Mo
BOMPOCaM OPraHmn3aLum MHKAO3UBHOMO
A,0LKONBHOrO M 0buiero obpasoBaHms 1
CO34aHUA YC/IOBUN ANA MOJyYEHUS
obpasoBaHus 4eTbMU-MHBAANAAMA U
AETbMU C OrPAHNYEHHbBIMU
BO3MOXHOCTSIMU 34,0p0OBbsl Ha 2018-2020
roJbi.

(Pasaen Ylll, n79).

OTBeTCTBEHHbIE NCMOJHUTEN:
MwnHobpHaykn Poccum

OpraHbl UICMONHUTE/IbHOM BAACTH
cybbekToB PO

3anHTepecoBaHHble pegepasibHble
OpraHbl UICMONHUTENIbHOW BAACTU

Bua pokymeHTa:

Aoxnag B MpaButensctso PO exerogHo
B 1 KBapTajae




MPUNKA3 M3 PO N2 193H OT 14.04.15
“Ob YTBEPXAEHNWN MOPAAKA MMM AETAM™

Bl Bblie3gHas naTpoHaXHasa cayxba
MMM getam

OtaeneHune (KOUKM)

MMI getam

s XOCNUC (ANA AeTeN)




XOCNUC (ANA AETEWN)
(NMPUKA3 M3 P® N2 193H OT 12.05.2015)

3aBeyHoLULMnN OTAeNEeHNEM — BPaY MO 1’0
NajAAMaTUBHOU MeANLMHCKOM NOMOLLN

Bpau-neanatp 5,75 Ha 20 Koek
Bpay — ncuxortepanesT 0,5
Bpau-HeBposior 0,5
MeAanumMHCKM ncnxonor 0,5
CoumanbHbiM paboTHUK 0,5

BocnuTtaTtenb 0,5




OTAENEHWE NANANATUBHOM MEAMNMOMOLWWM AETAM
(NTPUKA3 M3 P® N2 193H OT 12.05.2015)

3aBeyHoLULMnN OTAeNEeHNEM — BPaY MO 1’0
NajAAMaTUBHOU MeANLMHCKOM NOMOLLN

Bpau-neaunatp 5,25 Ha 20 KoeK
Bpay — ncuxortepanesT 0,5
Bpau-HeBposior 0,5
CoumanbHbIV paboTHUK 1,0
MeANLUHCKNNA NCuxonor 1,0

BocnutaTtenb 1,0




BbIEBAHAA MATPOHAX>XHAA CNNYXXKBA
(MTPUKA3 M3 P® N2 193H OT 12.05.2015)

3aBeAyoLWwmnin Bble3gHOM cyxbom — 1.0
o I

Bpay No Naj/IMaTUBHOM

MeANLNHCKOM MOMOLLMU

Bpau-negunatp 1 HaA 20 TbIC geT cenbckoro HaceneHus Uau

1 Ha 50 TbIC get ropoackoro HacesneHus

Bpau-HeBposaor 1 Ha 20 TbIC
AETCKOIro HacesieHns

CoumanbHbiM paboTHUK 1,0

MeANLUHCKUNA NCUXONOr 0,5




PA3BUTUE MHOPACTPYKTYPbI MMM AETAM B P®: 2018 ro/

5 CTALMOHAPHbIX XOCMMCOB MPUHUMALOT AEeTeN;
46 otaenennun NMMI aetam;
719 AETCKMX NANZINATUBHbIX AETCKUX KOEK;

81 Bble3gHaa naTpoHaxkHasa cayxba MMIT getam.




OBECMNEYEHHOCTD KOVIKAMI/IAIIFI OKA3AHWA
NANINATUABHOU MEANUWNHCKOW MOMOLWW AETAM

degepansHLIE OKPYEa
Poccu%ffcxnﬁlngﬁen?&w

LdO 2,6
NPO 2,5
YOPO 2,2
C3P0 2,1
CPO 3,5
ADO 1,5
lODO 2,1
* CKDO 1,5




AVNHAMUWKA KOJIMHECTBEHHDBIX MOKA3ATEJIEU
CTALI,I/IOHAPHOI/I MO AETAM (2015-2017)

[InHaMmKa KoinuecTBEHHbIX NoKa3aTeneun
ctraumoHapHow MMM getam c 2015 no 2017 rr

YNCI0 KOEK /19
566
YUCNO AETEW 1 | 5272
4289
OHKOMATO/I0r VIS 77
53
HEBPOsIOTMA [ | | 2801
2387
0 1000 2000 3000 4000 5000 6000

M 2017 E2015




KOJNMNYECTBO BbIE3AHbBIX MATPOHAXHbIX
CAYXE MMM AETAM B PO (2017)

LdO -6
Moo -6
YOO -15
C3d0 -7
CPO -7/
Nd0 - 10
PO -28 -
CKPO.— 2

10

B 2015 rogy umcno Bble3gHbix cyx6 =13.




OCHOBHbBIE KOMIETEHLUWW TT10O
OKA3AHWNIO MMM AETAM

Aoknag paboyven rpynnesl EAMT
(EBponenckom Accoumanmm NnaaanaTMBHOW NOMOLLLM)

no obyyeHmto NaNAMATUBHOM NOMOLLM AETAM

Hosbpb 2013
AsTopbl: A. AayHuHr, 4. JnHr, @. BeHuHn, LL. Mewnn, 4. Nanaagaty




OCHOBHbIE KOMITETEHUL NI

1— Peann3oBbiBaTb OCHOBHbIe KOMMNOHeHThI 11 Be3ae, rae HaxoAMUTCS NALMEHT U €ro CeMbS;

2 — /leMOHCTpMpoBaTb NOJIHbIM O6bEM 3HAHMIN O PAa3BUTUM AeTeN U O AUHAMMKKE CEMENHOW
XXM3HU, @ TAaKXKe O BAUAHUM XU3HEYTPOXKAOLLMX 3ab0NeBaHNM Ha 3TU PaKTOPbI;

3 —06ecneunBaTtb pebeHKy MaKCUMabHbIN PU3nMyeckm KOMPOPT Ha BCcex 3Tanax 6onesHu, B
TOM YMCJIE U B KOHL,E XU3HK;

4 —OnpeaenaTb N y40BAETBOPATb NCUXOCOLMAbHbIE, 0bpa3oBaTe/ibHbIE U AYXOBHbIE
notpebHocTn pebeHka npu okasaHuu MM1;



OCHOBHbIE KOMITETEHUL NI

5 —Y4nUTblBaTb N OTKANKATHCA HA MOTPEOHOCTM Y1IEHOB CEMbM, OCYLLECTBIAIOLLMX YXOZ 33 601bHbIM
pebeHkowm;

6 —YMeTb NPMHUMATb C/JI0XHbIE KAMHUYECKMNE U STUYECKMe peleHns B chepe getckom MMT;

7 —CoaencTBoBaTb HaNlAXXMBAHMIO KOHTAKTOB U MPUHUMATb PELUEHUS B KPU3UCHOM CUTYaLMm 1 Npwm
yxoze 3a ymmpatowmm pebeHkom;

8 — KoopanHMpoBaThb NpoL,ecc OKazaHMs KOMMEKCHOM NMOMOLLM CUTAMU MEXANCLUNINHAPHOM
bpuraabl Besae, rae okasbiBaetcs MI7;



OCHOBHbIE KOMITETEHUL NI

9 —YMeTb HaNaXMBaTb JIMYHbIE OTHOLIEHMS M 0bLWaTbCa C 4eTbMU M NOAPOCTKaMM, coobuwaTb
TSXKe/Ible HOBOCTU 1 0by4aTb poanTenem MeToAam yxoAa 3a TAXKeN060/ibHbIM pebeHKoM;

10 — YMeTb pa3bupartbcs B UHAMBUAYAIbHBIX OCOBEHHOCTAX NepeXxXMBaHNA yTpaTbl, pearnpoBaTb
Ha NOTPebHOCTM HAN3KIMX, NePEXMBLLUX FOPe YTPaThl, M 0Ka3biBaTb UM NOAAEPXKKY;

11 — [TpoBOANTL CaMOaHan3, pedpaeKcmo U 0CBaMBaTb METO/Abl CAMOMOMOLLU;

12 — VIHbopmupoBaTb 06wecTBeHHOCTb O [MI1 AeTAM 1 NoApPOCTKaM.



«JTIO AN TTOXOXWU HA BUTPAXWN.

OHW CBEPKAKOT N CNAKOT, KOTAA CHAPY XU COJZTHUE.
HO KOITAA HACTYNMAET TEMHOTA, UX NCTUHHAA KPACOTA
PACKPBIBAETCH, TOJIbKO ECJIMN BHYTPW ECTb CBET »

SIN3ABET KYBJIEP-POCC




