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Distribution of children in need of palliative care at
the end of life by disease groups

Neurologicial conditions* 7 Kidney diseases
2.31% 2.25%
Cancer Cirrhosis of the liver 1.06%
5.69% [ Congenital anomalies™
Endocrine, blood, immune disorders 25.06%
5.85%

Cardiovascular disease
6.18% ]

HIV/AIDS 10.23%J
Meningitis 12.62%

Protein energy malnutrition-| |—Neonatal conditions”
14.12% 14.64%

* see excluded conditions Appendix 6
N =1.170.011
Joan Marston Chief Executive: ICPCN UK & South Africa



3aboneBaHusa, orpaHnYMBatloL e }XU3Hb U
yrpo)xaembie XnU3Hu

A Palliative Care Needs Assessment
for Children /Irish Hospice Foundation.

Total number of Average annual Range deaths 1996 — 2001 number of
deaths -2222

ICD code R

140-239 Neoplasms 173
240-279 Endocrine, Nutritional Metabolic Diseases 100
Immunity Disorders
280-289 Diseases of Blood and Blood-forming Organ 11
320-389 Diseases of Nervous System &Sense Organs 181
390-459 Circulatory System 60
488-519 Respiratory System 8
520-579 Digestive system 28
740-759 Congenital abnormal

760-779 Perinatal conditions



79 exXeroaHana KoHpepeHUna No HeoHaTa/ibHOU
NanMaTUBHOM NOMOLLU U YXOAY B KOHLE }KU3HU

' "
Child=-0)-
Bereavement UK

REBUILDING LIVES TOGETHER

6 ¢peBpans, 2017 roaa,
JlIoHpoH, BennkobputaHus

(end of life)

[MporHo3 AnAa poauTenemn: y4mmcs
BMecCTe

3aboTa 0 cembe nocse cMepTH

[MopaepKKa 340pOBbA MaTeEPU U
cemenHoro brarononyymsa

Ponb meacecTpbl B HEOHATa/IbHOM
NaNIMATUBHOU NOMOLLLU

CoBeplieHCTBOBaHMe
MHPOPMUPOBAHNA POAUTENEN

KoMMYyHUKaUUKN mexKay
bonbHULEN, LOMOM U XOCMUCOM

Co3gaHune namAaTn o pebeHke

http://childbereavementuk.org/for-professionals/our-
courses/neonatal-conference/



Levels of PPC Development



3ATBEPI/KEHO

Hakas MinicTepcrBa coniaabHol
DOTTHKH YKpAIHH,
MinicTepcTBa 0X0pOHH

310poB’A YRpaiHH

23.05.2014 Ne 317/353

JapeecTpoBano B MinicTepeTBi
ocTHOiL YRpaiHH

13 wepensa 2014 p.

3a Ne 625/25402

IOPAIOK
B3a€MOIIl cy0’€KTiB IpH HAJAHHI COMiaIbHOI MOCIYTH
NAJTIATHBHOI'O JOLIAAY BAOMA HEBH/IIKOBHO XBOPHM

I. 3arajabHi no1okeHHd

1. Ileit TlopAzok BH3HAUAE MEXAHIZM B3a€MOIll CYO'€KTIE, IO HAJAKTE COLIATEHY NOCIYTY
MATATHEHOTO JOITIATY HEBHIIKOBHO XBOPHM 0CO00AM IOXHTOTO BIKY, 1HBATMITAM, AKlI JocArmH 18-
PIMHOTO BIKY (Jam - 0C00a), a TAKOXK LIEHTPATbHHX TA MICLEBHX OpPTaHIB BHKOHABUOL BIATH I Hac
‘Opranisaliil HATAHHA CONIATEHOI OCTYTH NATATHBHOTO JAOIIATY BIOMA HEBITIKOBHO XBOPHM,




CYC/[l Ha MWNNWOH YENDREK B CYTEM

CpepHee notpebneHne onuonaos B CTpAaHAX C HUSKUM
ypoBHem notpebneHuna s 2001-2003, 2007-2009 n 2011-2013 rr.
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Perinatal Palliative Care Framework MCN (South East Scotland), 2010

Follow-up

CemeiHaaA megngnuHa °

OxpaHa MaTepuHCTBa U AeTCTBa
/cepBucbl rpomag,

® YCTAaHOBUTb KPUTEPUU NPABOMO

()P KOHUE K .‘ oobLLEeHMe NN0XNX HOBOCTeUn Yxopg aoma
w

[ papHoii KomaHAbI

) BapuaHTbl nomoLwm u yxoaa m
ACP- nngusmayanbHoe
@ NABHUPOBaHUeE 5

< < < <@OMMYAVIKaLN W AOKYMEHTaLIUA > b b
- <« <« <« Mbkoe nnaHuposanue yxopa P P P P
- NnhaHMpoBaHKUeE BbIMUCKN U CEPBUCDI >




ssssssssss
zzzzzzz

29 COMNGRESS ON PAEDIATRIC PALLIATIVE CARE - A GLOBAL GATHERING
Rome 19™ - 215 November 2014

* [ne OKa3blBaeTCA
nepuHaTaNnbHaA
Nan/INAaTUBHAA
NOMOLLb

* bonbHMUa
* Jloma
e Xocnuc

Identification, Categorization and Mapping of PPC service in Europe: Results of the European Association
for Palliative Care Survey. Abarshi et al., United Kingdom



OCHOBHbIE NOHATUA NePUHaATa/IbHOM
Nan1MaTUBHOMN NOMOLLMU

3aboneBaHus, * XONUCTUYECKUI Noaxona
OrpaHuHnBaroLlme * EolL (end of life) — koHeL,
*KU3HDb YKU3HU

3aboneBaHus, FalacirroieByha i

A un expected B Congenital Disease

YrpOXatoLmne *KU3HU

Health
Health

[pynnbl 3a6oneBaHnm

(ana peten Bcex Bo3pacTos - 4)

Time Time

KaTe I_O p M M ('ﬂlflﬂ C cChronicdisease, curable D Chronicdisease, incurable

HOBOPOKAEHHbIX - 5)
TpaeKkTopun 6one3Hu

Time Time

Health
Health




Kateropua 1

[lopoaoBbiI MAWM NOCNEPOAOBbIN  ANArHO3,
KOTOpPOM COCTOSIHME He COBMECTUMO
AONTOCPOYHOMN BbIXKMBAEMOCTbIO

Hanpumep: 08ycmopoHHAA novye4yHas
az2eHe3us unu aH3Hyeganus.

Practical guidelines for the management of palliative care
on NICU. UK. 2014

npu



Kateropua 2

[lopoaoBas nav nocaepoaoBas AMArHOCTUKA
COCTOAHMUA, KOTOPOE BNeYeT 3a COOOUN BbICOKUM
PUCK 3HAYNTENbHOM 3a60NEBAEMOCTU U CMEPTU

Hanpumep, maxcensvil
08yCMOPOHHUU 2uOpPoHedpo3 u
HapyweHue pyHKYuU rno4Yex.

Practical guidelines for the management of palliative care
on NICU. UK. 2014



Kateropua 3

[1eTn poXKAeHHbIe B KPAaNHE TAXKENOM
COCTOAHUN U NPOBEAEHNE UHTEHCUBHOM
Tepanun He uenecoobpasHo...

Hanpumep, 0aAumesnbHaAA
3asucumocmsb om UBJ1, CMA,
muonamuu

Practical guidelines for the management of palliative care
on NICU. UK. 2014



Kateropua 4

* KanHmnyeckmne coCToaHUA C BbICOKUM PUCKOM
TAMKENOro yXyaleHna KavyecTBa XU3HU un,
Koraa pebeHoK nonyvyaeTt noaaeprKKy
KU3HEHHbIX GYHKLUM U UNN MOXKET B KAKON-TO
MOMEHT TpeboBaTb NoaAepPKAaHUA XKU3HMN,

Hanpumep, maxenas
2UMOKcu4vecKasa uwemu4veckas
3HUegpanonamusn

Practical guidelines for the management of palliative care
on NICU. UK. 2014



Kateropua 5

* [locTHaTaNbHble COCTOAHUA, KOTOpPbIE
NPUBOAAT K "HEBbIHOCMMbIM CTPaJaHNAM" B
xoae csoen 6onesHn n nevyeHus

Hanpumep, maxcenoii
HeKpomu3upyrowuu
3Hmepokonaum (H3K)

Practical guidelines for the management of palliative care
on NICU. UK. 2014



Korga HauynMHaTb NANANATUBHYO NOMOLLb?

* WUHaguBupgyanbHoe

* Kak moxHo ckopee, nnaHuposaHme unm Advance

Korga AMarHOCTMPOBAHO care planning (ACP)
}KU3HEeOorpaHNuYMBatoLLLee * [lnaHnposaHuu aKyLlepCKOMn n
HeoHaTa/ibHOM NOMOLLM AN
UNN AKU3HEYTPOKAOLEE rapaHTUK, YTO YXOA, OTparkaeT
3aboneBaHme, gaxe ecau NoXefaHuA poautenen u

HaUAY4YLWNX MHTEPECOB pebeHkKa.
npeanosiaraetcAa noJjiHaA

peaHnMaunAa 1 aKTUBHbIN
MmeHeagKMeEHT.

1. ACT/RCPCH. A guide to the development of children's palliative care services. 1 ed. Bristol and
London: ACT/RCPCH; 1997.
2. Hain et al.: Paediatric palliative care: development and pilot study of a ‘Directory’ of life-limiting

conditions. BMC Palliative Care 2013
12:43. http://www.biomedcentral.com/1472-684X/12/43
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HenpepbiBHOCTb yX0A43

NnaHunpoBaHue
6epemeHHOCTH

NnaHupoBaHue
poAaosB u
nocnepoaoBasn
TAKTUKA

KusHe-
orpaHuuymsatoLlee
3abonesaHue

MnaHuposaHue \\\\

HebnaronpuaTHOro
MCcXoAaa v UTo
panee?
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dneMeHTbl NepuHaTanbHOM
NannnMaTUBHOU NOMOLLUMU

OueHKa: COCTOAHUA KPUTUYHOCTU pebeHKa, poKycmpyacb Ha 6onun, 6ecnoKomncTse,
ANCMHO3 U APYrMX CUMITOMaX

Bep6anbHble KOMMYHUKaLUK C pOAUTENAMU

MepaukameHTO3HOe 1eyeHue: NPEKPATUTb BBEAEHWNE NNEKAPCTB, KOTOPbIE HE
NMPUHOCAT KOM(I)OpT pe6eHKa, dKTUBHO N1e4YUTb BCE CMMMTOMbDI.

MHTepBEeHUUN: NPEKPATUTb BCE HEHYXKHble BMeLIaTeIbCTBa, PAaCCMOTPETb
MEePONPUATUA, KOTOPbIE MOTYT YBENNYNTL KOMPOPT, HaNPUMeEpP, KOHTAKT KOXKa-K-
KOXKe.

MnaH peaHnmauuu: BeCTM NogpobHyto 3anucb, YTo byaeT okasbiBaTbCA pebeHKy
WAu He byaeT B cayyae yxyaLueHUA COCTOAHUSA

O6ecneuuntb rugpataumuio/nuTaHue

OueHunBaHue: NanMaTMBHaAA NOMOLLb-3TO npouecc, a He cobbITMe-NoCTOAHHO
nepecmaTtpmeaTb NaaHbl BEAEHUA NaAUMNEHTA

A pyrue BapuaHTbl: PacCCMOTPETb BOMPOC O TOM, rae pebeHKy nyylle — goma Uaum B
xocnuce.
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UHCTpYyMeHTbl ANnA onpeaeneHua
cTeneHn 6onn y HoBOpoOXKAeHHbIX, AAP

PIPP — Premature Infant Pain Profile

N-PASS — Neonatal Pain Agitation and Sedation Scale

NIPS — Neonatal Infant Pain Scale *

CRIES — Crying, Requires Oxygen Saturation, Increased Vital Signs,
Expression, Sleeplessness

NFCS — Neonatal Facial Coding System

DAN — Douleur Aigué Nouveau-né scale *

BIPP — Behavioral Infant Pain Profile

COMFORTneo — Comfort neo scale *

Hummel P, Puchalski M, Creech SD, Weiss MG. Clinical reliability and validity of the N-PASS: neonatal pain, agitation and sedation scale with
prolonged pain. J Perinatol 2008; 28:55.

Lawrence J, Alcock D, McGrath P, et al. The development of a tool to assess neonatal pain. Neonatal Netw 1993; 12:59.

Carbajal R, Paupe A, Hoenn E, et al. [APN: evaluation behavioral scale of acute pain in newborn infants]. Arch Pediatr 1997; 4:623.

Carbajal R, Veerapen S, Couderc S, et al. Analgesic effect of breast feeding in term neonates: randomised controlled trial. BMJ 2003; 326:13.
Holsti L, Grunau RE. Initial validation of the Behavioral Indicators of Infant Pain (BIIP). Pain 2007; 132:264.

van Dijk M, Roofthooft DW, Anand KJ, et al. Taking up the challenge of measuring prolonged pain in (premature) neonates: the
COMFORTneo scale seems promising. Clin J Pain 2009; 25:607.
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Friedrichsdorf S]: 7th Pediatric Pain Master Class, Minneapolis , MN, June 7-13, 2014
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Brief Report

Intranasal Fentanyl in the Palliative Care
of Newborns and Infants

Michael S. Harlos, MD, CCFP, FCFP, Simone Stenekes, RN, MN, CHPCN(C),
David Lambert, MD, FRCP(C), Chris Hohl, MD, FRCP(C), and

Harvey Max Chochinov, MD, PhD, FRSC

Palliative Medicine Section (M.S.H.), Faculty of Medicine (M.S.H., H.M.C.), and Department of




PekomeHgaumu no eyeHuto bonmy
HOBOpOXAeHHbIX, AAP

Kaxkaomy MeauUMHCKOMY Y4YperKAeHUto, B KOTOpOmM npebbiBatoT
HOBOPOKAEHHble HEOOXOAMMO YCTaHOBWUTb MPOrpamMmmy ynpaBaeHUA
6011 Yy HOBOPOXKAEHHDIX:

PerynapHoe oueHnBaHUE C NCNO/Ib30BAaHNEM UHCTPYMEHTOB
(wKan)

CoKpauleHune yncna 6onesHeHHbIX Npoueayp 1 anM3on0B8
obpallueHma naymeHTa

MeToanyeckme pekomeHaaumm n NPoTOKO bl ANS
npeaoTBpaweHna / ymeHblleHMa 601U, BKAKOYAA NCNOb30BaHKUE
HeEMeAMKaMeHTO3Hble N papMaKoiorm4yeckoro obesbonmsaroulen
Tepanun Aaxke npuv BbINOJIHEHMU NpoUeayp

HemegunkameHTO3HOE mepbl (rpyAHOEe BCKapMIMBAHNE, COCAaHUE
NYCTbILWKMW, NeJIeHaHUe, KOHTAKT KOXKa-K-KOXe) — YPOBEHb
pekomeHaaumm G2B n papmakonornyeckme npenapatbl (opanbHan
caxapo3a (G1B), Kpem, NMAoKauH, onnaTbl U ceaTUBHbIe CpeacTBa)



PekomeHgaumu no eyeHuto bonmy
HOBOpOXAeHHbIX, AAP

[Mpw BbINOHEHUWN NPOLEAYP aNbTEPHATUBON NEPOPaAsIbHON Caxapo3bl ABNAETCA
rpy4HOE BCKapM/IMBaHWE, FpyaHOE MOJIOKO WU TNOKO3a. AueTaMUHODEH He
pekomeHayetca (G 1B).

[na HOBOPOXAEHHbIX, NoABepratowmxca bonee anmtenbHon nnm 6onesHeHHoOM
npoueaypol (MyHKUMA apTepun, pasmeLlieHne BeHO3HOM TNHNK, ntombanbHas
NYHKLKA), B 4ONONHEHME K OPaZIbHOM Caxapo3e cneayet NPUMEHATb MeCTHble
aHecTeTUKK (G 2B).

Mpu npoueaype obpesaHma B AONO/IHEHUE K OPa/IbHOM Caxapo3bl pEKOMeHAyeTCA
NpoBOAHMKOBAA aHecTe3uA (G 2B).

Mpn ncnonb3oBaHUM bonee MHBA3UBHbLIX NPOLEAYP, TAKUX KaK LleHTPaibHoe
pa3sMmelleHne INHU, PEKOMEHA0BAHO HEPAPMAKONOTMYECKNE MepPbl B COHYETAaHUN C
MeCTHOM / mecTHOM aHecTe3nel n / UAn cuctemHom aHanresumei (G 2B).

MocneonepauymoHHoe 0be3601nMBaHME A0NKHO OCYLLECTBAAETCA C MOMOLLbO
KOMbBUMHauMM HedapMaKoNOrMYecKUxX Nnoaxoaos, auetammHodeHa 1 onMonaHomn
Tepanuu (G 1B).

He pekomeHnayeTca MOPOUH UAn GeHTaHUAN ANA PYTUHHOM ceaaumm Uan KOHTPOSA
6011 Yy BEHTUAMPYEMbBIX HOBOPOXAEHHbIX U npoueaypHon 6onum (G 1B).



www.londonneonatalnetwork.org.uk
Perinatal Palliative Care Model of Care WA

http://ww2.health.wa.qov.au/~/media/Files/Corporate/qeneral%20documents/He
alth%20Networks/Womens%20and%20Newborns/Perinatal-Palliative-Care-Model-
of-Care.ashx

Practical Guidance for the Management of Palliative

Care on Neonatal Units

/http://www.bapm.orq/publications/documents/quidelines/NICU-Palliative-Care-
Feb-2014.pdf

Perinatal Palliative Care Framework MCN (South East
Scotland)

http://www.togetherforshortlives.orq.uk/assets/0000/2258/Perinatal palliativ
e care framework pdf.pdf



http://www.londonneonatalnetwork.org.uk/
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