Temamuy4Ha ekcriepmHa epyna:
MPUAHATTA eTUYHUX pilleHb Y KOHTeKCTI naniaTMBHOI gonomoru

PilweHHA Nnpo NiATPUMaAHHA WTYYHOrO XUTTE3abe3nevyeHHA Ym Bia’ €aHaHHA
OUTUHU BiA CUCTEM NIATPUMAHHSA XUTTEQIANBbHOCTI

Asmopu
Greisen G, Latour JM, Verhaest Y, Alfonso E, Bucher HU, Caeymaex L, Cuttini M,
Embleton N, Novak M, Nuzum D, Peters J, Rombo K, Wood D

Llinboea epyna
HemoBnsaTa, 6aTtbku 1a ciM’i

I'pyna kopucmysauig/-ok
MegwuHi npauiBHMKW/-Li, HeoHaTarnbHi BiOOINEHHA, NiKapHAHI 3aknagu Ta 3aknagu
OXOPOHW 340pPOB’S

@opmyntosaHHs cmaHOlapmy

PilweHHsa Npo MigTpUMaHHSA WTY4YHOro XNTTE3abe3neyeHHs1 UM Big'€QHaHHS OUTUMHMU Big
CUCTEM MiOTPUMAaHHS XUTTEQISANBHOCTI 3aBXA4M NPUNMaloTb ChiflbHO 6aTbkM Ta KOMaHaa
MeAUKIB, KEPYIOUYMCh IHTEpeCaMm HOBOHAPOMKEHOI AUTUHMU Ta CiM'T Y KOHTEKCTI KNiHIYHOI
KapTUHW Ta 3aCTOCOBHOI HOPMAaTMBHO-NPaBOBOI 6a3u.

O6rpyHmMysaHHs1

Y Garatbox CcycninbCTBax Ta KynbTypax akTMBHE MIOTPUMAHHS >KUTTEQISINMBbHOCTI
HEMOBNAT TiNMbKN HELWOA4aBHO CTano NPUAHATHOK CTAHAAPTHOK MPaKTUKOK — 3HAaYHO
Ni3HilWe, HK TaKy NpakTUKy noyanu pyTUHHO BUKOPWUCTOBYBATWU ANd AiTeN Ta JOPOCUX.
Taka cuTyauis MoXe inOCTpyBaTU BIAMIHHOCTI Yy CNPUAHATTI  LIHHOCTI KUTTA
HOBOHAPOKEHNX Ta HEBMNEBHEHICTb LWOA0 iXHbOro CTaHy 340poB’a y ManbyTHbomy (1,2).
B ymoBax 3aMOXHMX KpaiH HEMOBMATA, KOTPI HAPOAUNUCS XUBUMWU, HE3ANEXHO Big X
rectauimHoro BiKy Y/ Barm Ha MOMEHT HapOMKEHHH, MalTb MOBHOLHHMIA MPaBOBUN
crartyc i Oyab-siki gii, BXWUTi BiQHOCHO HMX, MOBMHHI MakCcuMaribHO BpaxoBYyBaTW iHTEpecH
camoro HemoBnATU. CymKEHHsI CTOCOBHO MOAIBHUX NUTaHb MOBUHHI MICTUTM HaAronoc Ha
peTenbHOMY CNOCTEPEXEHHI Ta iHTepnpeTauii NoBeaiHKM camMol AUTUHM.

Posgymn wono  obmexeHHs  nmigTpuMaHHa  XKUTTEQIANBHOCTI  Ta  LUTYYHOro
XutTesabesneyeHHsa NOBUHHI 34INCHIOBATMCA Y NAapTHEPCTBI i3 BaTbkamu, KOTpi MatoTb
OyTM YaCTUHOI Npouecy ChiNbHOrO NPUMHATTS pileHb. B OCHOBY TakmXx pilleHb MOXYTb
naraTy AaHi MicLEBOro piBHSA, MiXKHaApPO4HWUA OOCBIA, HaLiOHaNbHe 3aKOHOAAaBCTBO, Ta, B
TOW K€ Yac, BOHM MOBMHHI 3anuvwaTtucs iHgmBigyanizoBaHMMn, 3 OKpEMUM MigXo4om Ao
KOXXHOI OKpeMOi cuTyauii, Yepe3 cBOw HaassuudanHy Bary (3-8). B ycix Bunagkax go
yBarn noBuHHi GpaTncA LiHHOCTI, OOCBIA, YMOBU Ta ynogobaHHs CiM’i, BU3HaluM Ton
dakT, WO HEMOBMA € AUTUHOO LET KOHKPETHOI CiM’i, @ OTXXe Take pileHHs BMNIMHE Ha
ManbyTHe xuTTa uiel cim’i (9,10). BignosiganbHui nikap 3060B’a3aHun 6yae B3ATM Ha
cebe ycCl BIONOBIAANbHICTb 3@ MNPUMHATE PIlUEHHS, $KWO WNOro pauioHanbHICTb
po3rnagaTtMMeTbes B AeTandax Ha nisHiunx etTanax.

lNepesazu

e  3HWXEHHSA piBHA CTpaXgaHb HeMoBNATY (3)

e  CnpuVsHHA NPUNHATTIO PILUEHHS LWASXOM 3any4yeHHs CiMen 4o npouecy, KoTpumn
nepeanbayae Bnbip HanbinbLL NPUAHATHOrO BapiaHTa (1,2)
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e binbw gkicHe 3abe3neveHHs gornagy MeguyHUMKM NpaLiBHMKaMM KOMW nepesaru
ONs AUTUHK Ta CiM'T € YiTKO OKpPECNEHNMU (OOCATHEHHS KOHCEHCYCY)
e  3HWXeHHS piBHA cTpecy Ta NPodeCinHOro BUropaHHs cepes MeanyHuX

npauiBHKKIB 3aBOSKN CNiNIbHOMY NPUAHATTIO pilleHb (11,12)

CknadHuku cmaHdapmy
CknagHuK OuiHka siKoCTi
AocniaxeHb
i cnnu pokasiB
[nsa 6aTtbKiB | poguHu
1. MeauyHi npauiBHUKW/-UI A (Husbka sKicTb)
iHpopmytoTb BaTbKiB NPO npouec B (Bucoka saKicTb)
NPUWHATTS pilleHb BiAnoBigHO 40
IXHiX ynogobaHb Ta YMHHOIo
3akoHopascTea (1-3).
2. CiM’i 3anponoHoOBaHO EMOLiIHY, A (CepeaHsi siKicTb)
MCUXOSOriyHy, eTudHy Ta penirinHy / B (CepegHs SKicTb)
AyxoBHY niaTpumky (1,3,6,10).

[nsa meanyHnx npauiBHUKIB/-Lib
3. Yci MeguyHi npauiBHUKW/-UI, KOTPI B (Bucoka saKicTb)
npauoTb Y BiggineHHi,
AOTPUMYIOTBCA HACTaHOB Ta
pekoMeHgaulin woao nigTpuMaHHs
LUTYYHOrO XMUTTE3abe3NeYeHHs Yn
BiO’eAHaHHA Big cMctem
NiATPUMAHHS XKXUTTEQIANBbHOCTI.
4. YciBignosiganbHi MeguYHi B (Bucoka skicTb)
npauiBHUKW/-Li BiaBigann TPEHiHr 3
npouecy NPUAHATTS ETUYHNUX

piLleHb.
5. CiM’a 3any4yeHa HacCTiNbKK, A (CepeaHsi siKicTb)
HaCKiNbKM BOHa LibOoro baxae; in B (CepepaHs skicTb)

HagaeTbeca yca HeobxigHa
iHdbopmaLis, a signosigi Ta
BapiaHTK, Aki obpana cim'q,
3anucyoTb (2,4,5,8,9).

6. OcHOoBW Ons NPURHATTS KIiHIYHNX A (CepeaHsi siKicTb)
pilleHb HanpauboBYOTb Ha
MyNbTUANCLMNITIHAPHUX
KOHpepeHLiax 3a y4yacTio MeaUYHNX
npauiBHUKIB, KOTPi BONOAIOTb
BiANOBIAHMMM 3HAHHAMU Ta
HaBMYKaMM, a TAKOX MeOUKIB, KOTPI
BeCb Yac 6e3nocepegHbO
KOHTaKTYIOTb i3 HEMOBNATaAMU Ta
cim’amm (5,7).
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InaukaTop
OOTPUMaHHA
cTaHaapTy

baTtbkn Haganu
3BOPOTHUIN 3B’SI30K,
IHdbopMaLinHNI
nucT ang
nauieHTis/-ok*
Batbku Hapganu
3BOPOTHUN 3B’AA30K,
IHcpopmaLinHMin
nucT ans
naLieHTiB/-oK

HacTtaHoBM Ta
pekoMeHgauii

[okymeHTauiq, aka
niaTeepaxye gakr
npoBedeHHs /
BifBiAyBaHHSA
TPEHiHry

MepguyHa kapTka /
icTopia xBopobu,
KOMeHTapi
MeONYHNX
npauiBHuKKiB

MepguyHa kapTka /
icTopis xBopobu,
KOMeHTapi
MeaNYHNX
npauiBHUKIB




[nsa HeoHaTanbHMX BigaineHb

7. HacrtaHoBM Ta pekomeHaauii B (Bucoka sKicTb) HacTaHoBu Ta
BiAAiNeHHs woao nigTpUMaHHs pekoMeHaauii
LUTYYHOrO XXNTTE3a0E3NEeUYEHHS YK
Big'eQHaHHSA Big cuctem
NiATPUMAHHS XUTTEQIANBbHOCTI
po3pobrieHi Ta NoCTINHO
OHoBIOKTLCS (8).

8. MynbTuancumnniHapHi kKomaHam A (Husbka sKicTb) 3BIT 3a
crieuianicTiB OpraHi3oByoTb B (CepepnHs sikicTb)  pesynbTatamu
0OroBOpEHHS KNiHIYHMX BUNAOKIB y ayanTy?

pasi BUHUKHEHHSI OKpeMUX
TpyAaHowis (7,8).

9. 3ycTpivi MynbTMANCUMNNIHAPHNX A (Hun3bKa siKicTb) 3BiT 3a
KOMaHZg, AN NOTOYHOro B (CepeaHsi sikicTb)  pesynbratamm
06roBOpeHHs KNiHIYHWMX BUNaZKiB ayouTy?

NpoBOAATb PErynsapHo 4K, 3a
notpebu, nicna cMepTi HEMOBIATU
BCIig 3a pilUeHHAM Mo Big €AHAHHS
Bi cMcTeM MiaTpMaHHs
XuttegianbHocTi (7,8).

(AuB. NPaKTUKM BUXOL)KYBaHHA Ta
peabiniTaLii HOBOHapPOMKEHNX,
OpiEHTOBaHI Ha NOTpebu HEMOBNAT
Ta ciM’i, npencrasneHi pynoto
NpomIiNbHUX ekcnepTis)

Ons nikapHi
10. 3abesneyeHHst NpoBEAEHHS B (Bucoka sKicTb) [okymeHTauis, wo
TPEHIHTIB i3 npoLuecy NPUNHATTA niaTeepaxye dgakr
€TUYHUX PilLIEHb. nposedeHHs /
BiABiAyBaHHSA
TPEHiHry
11. KomiTeT 3 KniHiYHOI eTukn € B (CepeaHs skicTb)  3BiT 3a
AOCTYMNHUM AN KOHCYNbTaLin. pesynbTaTamu
ayauTy?
[ns cnyx6 oxopoHU 300pOoB’s
12. HacrtaHoBM Ta pekomeHaauii A (CepepHs akicte) HactaHoBuM Ta
HaLioOHanbHOro piBHS WOO0 B (Bucoka SKicTb) pekomeHgauii

NigTPUMAHHS LUTY4YHOrO C (CepegHs sikicTb)
XUTTE3abe3neyeHHs Yn Big’ eaHaHHA

Bi cMcTeM NiaTpuMaHHs

XUTTEQIANBHOCTI po3pobneHi Ta

NOCTINHO OHOBIIOKTLCSA / BiAMNOBIAHI

3aKOHW NPUNHATI Ta OHOBMIOKTLCA

(12-14).

1 IHgukaTop «IHdOPMaLiNHUIA MUCT AN NaLEHTIB/-0K» € MPUKNaaoM NMCbMOBOT AeTanbHol iHdopmalli, Ao
AKOT BXOOATb LMPPOBI pilleHHs, Taki sik Bebcuctemm, 3acTocyHkuM, BpoLuypu, iHdopmauiiHi NUCTIBKU Ta
OykneTu.

2 lHguKaTop «3BIT 3a pesynbTaTaMun ayauTy» TakoX MOXHA BU3HAYMTU AIK 3BIT NPO NOPIBHANbHMWIA aHanis.
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Hanpsmu nodanbuwio2o 00CKOHaneHHs dornomoau
NMopanblie BAOCKOHANEHHA OuiHKa aKocCTi
pocnigxeHb
i cunn gokasiB

Onsa 6aTbkiB i poanHM

e  CnpusiHHA CTBOPEHHIO rpyn NiATPUMKM 3a NigX040M A (CepegHs
«piBHUI — piBHOMY» (1-3). AKICTb)

e Po3pobneHHa MeToAiB 3BOPOTHOrO 3B’s13Ky Ta KOMEHTapiB A (Hu3sbka sKicTb)
6aTbKiB LWOAO Npouecy NPUNHATTSA piweHb (15).

[ns megnuHmnx npauiBHUKIB/-Lb

e HactaBHMUTBO Ta MEHTOPCTBO 419 MOMOALLOro Ta B (Hun3bka sKicTb)
cepeaHboro MegMyHoro nepcoHany 3 MMTaHb NPUAHATTS
€TUYHUX pilleHb.

[ns HeoHaTanbHUX BigAdineHb

e OpraHisauia perynsapHux 3ycTpiden 3 MeanyHumm B (Hu3bka sikicTb)
npauiBHMKamMu ANg HaragyBaHHA M BaXXMBOCTI Ta
aKTyarnbHOCTI 3any4eHHs CiM’'T 40 NPUNHATTS pilleHb Npo
NiOTPUMAHHS LUTYYHOrO XUTTE3abe3nevyeHHs um
Bid’€QHaHHS ANTUHM BiO CUCTEM NIATPUMAHHSA
XUTTEQiANbHOCTI (8).

Ona nikapHi

He Bn3Ha4yeHo

Ons cnyx6 oxopoHu 300poB’s

e Po3pobneHHs TPEHIHroBNX Nporpam 3 KOMyHikauii y B (CepeaHs
KOHTEKCTi NPUNHATTS pilleHb WoA40 0OMEXEHHS SIKICTb)
NiATPUMaHHA XUTTEQIANBHOCTI Ta LUTYYHOroO
XuntTesabesneyeHHs.

lNoyamok

MepLwi Kpokn

[Ona 6aTbKiB i poamHn

e MeanuHi npauiBHUKW/-LI B YCHIN hopmi iHpopMyOTb BaThbkiB Npo npoLec
NPUUHATTS €TUYHNX PiLLEHDb Ta 3ary4vatoTb IX 40 TaKoro rnpouecy.

0na meanyHux npaviBHUKIB/-Lib

e BigBigyBaHHA TPEHIHriB 3 Npouecy NPUAHATTS ETUYHUX PilleHb.

e OpraHizauis perynspHux 3ycTpiden 3 MeanyHUMmn npauisHmkammn ans
0BroBOPEHHA €TUYHNX NUTAHb.

[lns HeoHaTanbHMX BigaineHb

e Po3pobrneHHs Ta BNpoBaaXeHHA HAaCTaHOB i peKoMeH4aUin BigdiNeHHs Wwoao
NigTPUMaHHS LUITYYHOro XuTtTte3abesnedyeHHs Ym Big eqHaHHS Big cuctem
NiATPUMAHHS XUTTEQIANBHOCTI.

e Po3pobneHHs iHdhopMaLinHux maTepianis 4nsa 3any4yeHHs 6aTtbkiB O npouecy
NPUNHATTS PilLUEHb.

e  OpraHisauiqa 3ycTpiyen MynbTuamcunnniHapHMx KoMaHg ansa obroBopeHHs
€TUYHUX MUTAHb.

Ons nikapHi

e [ligTpumka MeguyHMX NpauiBHUKIB 3245 POPMYBaHHSA 3 iXHbOro GOKy nonuTy Ha
TPEHIHIU 3 NpoLEeCy MPUNHATTA €TUYHUX PilleHb.

e 3acHyBaHHsA KomiTeTy 3 KniHiYHOI eTUKN.
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[ns cnyx6 oxopoHW 340poB’st

Po3pobneHHsi Ta BNpoBaaXKeHHS HAaCTaHOB Ta peKOMeHdaL, i HaLioHaNbHOMo
PiBHS OO0 NiIOTPUMAHHS LUTYYHOrO XUTTE3abe3neveHHs Ym Bif'eqHaHHs Big
CUCTEM MiOTPUMaHHS XUTTEQISANBHOCTI.

JlimepamypHi dxxepena:

1.

10.

11.

12.

13.

14.

15.

Caeymaex L, Speranza M, Vasilescu C, Danan C, Bourrat M-M, Garel M, et al. Living with a crucial
decision: a qualitative study of parental narratives three years after the loss of their newborn in the
NICU. PloS One. 2011;6(12):e28633.

Caeymaex L, Jousselme C, Vasilescu C, Danan C, Falissard B, Bourrat M-M, et al. Perceived role in
end-of-life decision making in the NICU affects long-term parental grief response. Arch Dis Child Fetal
Neonatal Ed. 2013 Jan;98(1):F26-31.

Janvier A, Barrington K, Farlow B. Communication with parents concerning withholding or withdrawing
of life-sustaining interventions in neonatology. Semin Perinatol. 2014 Feb 1;38(1):38—46.

Reed S, Kassis K, Nagel R, Verbeck N, Mahan JD, Shell R. Breaking bad news is a teachable skill in
pediatric residents: A feasibility study of an educational intervention. Patient Educ Couns. 2015
Jun;98(6):748-52.

Tobler K, Grant E, Marczinski C. Evaluation of the impact of a simulation-enhanced breaking bad news
workshop in pediatrics. Simul Healthc J Soc Simul Healthc. 2014 Aug;9(4):213-9.

Rosenthal SA, Nolan MT. A meta-ethnography and theory of parental ethical decision making in the neonatal
intensive care unit. J Obstet Gynecol Neonatal Nurs JOGNN NAACOG. 2013 Jul;42(4):492-502.

Janvier A, Lantos J, POST Investigators. Ethics and etiquette in neonatal intensive care. JAMA Pediatr.
2014 Sep;168(9):857-8.

Mancini A, Uthaya S, Beardsley C, Wood D, Modi N. Practical guidance for the management of
palliative care on neonatal units. Lond R Coll Paediatr Child Health. 2014.

Warrick C, Perera L, Murdoch E, Nicholl RM. Guidance for withdrawal and withholding of intensive care
as part of neonatal end-of-life care. Br Med Bull. 2011;98:99-113.

Allen KA. Parental decision-making for medically complex infants and children: an integrated literature
review. Int J Nurs Stud. 2014 Sep;51(9):1289-304.

de Boer JC, van Blijderveen G, van Dijk G, Duivenvoorden HJ, Williams M. Implementing structured,
multiprofessional medical ethical decision-making in a neonatal intensive care unit. J Med Ethics. 2012
Oct;38(10):596-601.

End of life care for infants, children and young people with life-limiting conditions: planning and
management | Guidance and guidelines | NICE [Internet]. [cited 2018 May 23]. Available
from: https://www.nice.org.uk/guidance/ng61

Koninkrijksrelaties M van BZ en. Wet toetsing levensbeéindiging op verzoek en hulp bij zelfdoding
[Internet]. [cited 2018 Feb 28]. Available from: http://wetten.overheid.nl/BWBR0012410/2012-10-10
Riksdagsforvaltningen. Patientlag (2014:821) Svensk forfattningssamling 2014:2014:821 t.o.m. SFS
2017:615 — Riksdagen [Internet]. [cited 2018 Feb 28]. Available from: http://www.riksdagen.se/
sv/dokument-lagar/dokument/svensk-forfattningssamling/patientlag-2014821_sfs-2014-821

McHaffie HE, Lyon AJ, Hume R. Deciding on treatment limitation for neonates: the parents’ perspective.
Eur J Pediatr. 2001 Jun;160(6):339-44.

Mepwe BugaHHsa, nuctonag 2018 poky

lNepioduyHicmb nepeansidy nornepedHix sudaHb
5 pokis/HacTynHW neperngag BuaaHHAa 3annaHoBaHo Ha: 2023 pik

PekomeHOauis u,000 riocusnaHHs Ha nepuooxxepesio
EFCNI, Greisen G, Latour JM et al., European Standards of Care for Newborn Health:
Decisions of withholding or withdrawing life support. 2018.

Ocobnuea nogska Task Force International language service company 3a nepeknag
LbOro CTaHA4apTy YKPaAiHCbKOK MOBOIO.

@ european standards of 5 ° e e
care for newborn health \ I I \-} I“ I newborm infants



