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The term “potentially inappropriate”
should be used, rather than “futile,” to
describe treatments that have at least some
chance of accomplishing the effect sought
by the patient,

The term “futile” should only be used in
the rare circumstance that an intervention

simply cannot accomplish the intended
physiologic goal.
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Making decisions to limit treatment in life-limiting
and life-threatening conditions in children: 7
a framework for practice J J

|

|
|
I

Vic Larcher, Finella Craig,? Kiran Bhogal,” Dominic Wilkinson,* Joe Brierley, '
on behalf of the Royal College of Paediatrics and Child Health

The RCPCH believes that there are three sets of
circumstances when treatment limitation can be considered
because it is no longer in the child’s best interests to
continue, because treatments cannot provide overall benefit

1. When life is of limited quantity
2. When life is of limited quality
3. Informed competent refusal of treatment

Larcher V, et al. Arch Dis Child 2015;100(Suppl 2):s1-s23
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Arch Dis Child 2001:84:265—-268

Identifying futility in a paediatric critical care
ARCHIVES OF . . .
CHIBroOD setting: a prospective observational study

A'Y Goh, Q Mok

Table 2 Comparison between patients who fulfilled criteria for medical futility and other
non-futile patients

Characteristics Futile ('n = 34) Non-funle (mn = 628)
Age (mth)* 40,1 (59 35.4 (54)
Length of stay (days)* 4.6 (4.3) 5.1 (8.4)
34 _Of 66% . PRISM* 20.5 (11.7) 10.7 (6.7)
patients ‘futile Mortality (%) 56 5.1
504 Treatment limitation in non-survivors (%) 79 37.5
( 0) Precipitating cause of admission (%
Postoperative 2.9 32.2
Respiratory 17.7 30.3
Sepsis 38.2 0.1
Accounted for CNS 216 13.8
0 Trauma 2.9 4.7
only 3% of bed o a2 o

days
*Values are mean (SD)).
PRISM, Paediatric Risk of Mortality Score; CNS, central nervous system.
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CHIBroOD setting: a prospective observational study

A'Y Goh, Q Mok

Table 2 Comparison between patients who fulfilled criteria for medical futility and other
non-futile patients

Characteristics Futile ('n = 34) Non-funle (mn = 628)
Age (mth)* 40.1 (39) 35.4 (54)
Length of stay (days)* 4.6 (4.3) 5.1 (8.4)
34 Of 66% . PRISM™* 20.5 (11.7) 10.7 (6.7)
patients ‘futile [ Mortality (%) 5 5.1 |
504 Treatment limitation In non-survivors (V) 79 37.5
( 0) Precipitating cause of admission (%
Postoperative 2.9 32.2
Respiratory 17.7 30.3
Sepsis 38.2 0.1
Accounted for CNS 216 13.8
0 Trauma 2.9 4.7
only 3% of bed o a2 o

days
*Values are mean (SD)).
PRISM, Paediatric Risk of Mortality Score; CNS, central nervous system.
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Futility and inappropriate care in pediatric
intensive care: a cross-sectional survey e

GOPI VEMURI mees AND STEPHEN DEREK PLAYFOR mbD

Paediatric Intensive Care Unit, Royal Manchester Children’s Hospital, Pendlebury, Manchester,
LIK

Methods: A prospective cross-sectional survey was carried out using a
data collection form distributed by mail to the directors of all PICUs in
the UK. Respondents were asked to give details of all patients on their
unit on a specific day including age, reason for admission and any
preexisting medical conditions. An assessment was made by
respondents of whether the care being provided in each case was, in
their opinion, appropriate, futile or inappropriate according to
standard definitions.



Definitions used in 2006

The following definitions were used.

1 Futile treatment: The care being provided will not
have the desired outcome or accomplish its
intended goals (no physiologic effect).

2 Inappropriate treatment: Treatment is extremely
unlikely to be beneficial, is extremely costly or is
of uncertain benetfit.

Consensus statement of the Society of Critical Care Medicine's Ethics Committee
regarding futile and other possibly inadvisable treatments

Critical Care Medicine. 25(5).887-891, May 1997.

Consensus statement of the Society of Critical Care Medicine's Ethics Committee regarding futile
and other possibly Reproduced with permission from the Society of Critical Care Medicine.




Futility and Inappropriate Care in PICU

Cancral Mancraster and Mamchasser [ 7]
Childeen's Wrimersivg Hospivads

Dr G Vemuri and Dr S D Playfor

Cantral Manchester and Manchester [ -]
Childrar®s Unisersity Hespitals

Paediatric Intensive Care Unit, Royal Manchester Children’s Hospital, Pendlebury, Manchester M27 4HA, United Kingdom

Over recent years there have been increasing
concerns regarding an increase in the number of
futile and inappropriate admissions to Paediatric
Intensive Care Units (PICUs) in the United
Kingdom (UK). These patients are staying on the
PICU for long time and consume up to 1/3 of
resources and as intensivists we have ethical
obligation to avoid treatments that are not
beneficial to the patient. This prompted us to
obtain a snapshot opinion of the paediatric
intensivists across UK to determine the extent of
futile and inappropriate admissions.

A postal questionnaire was sent to the directors
of all UK PICUs identified through the Paediatric
Intensive Care Society. Respondents were asked
to give details of all patients on their unit at the
time including age, reason for admission and any
pre-existing medical conditions. Finally an
assessment was made by respondents of whether
the care being provided in each case was, in their
opinion, either futile or inappropriate. All
questionnaires were completed on the same day
in order to obtain a snapshot of current practice.
The following definitions were used.

1) Futile treatment ;
The care being provided will not have the
desired outcome or accomplish its intended
goals (no physiological effect).

2) Inappropriate treatment ;
Treatment is extremely unlikely to be
beneficial, is extremely costly or is of
uncertain benefit.

We received responses from 21 units (68%5) who
reported the details of 111 patients. Care was felt
tobe futile in 9 of these cases (B%:) and inappropriate
in a further 14 cases (13%). Futile cases were most
commonty admitted with respiratory failure and had
pre-existing medical conditions, most commonly
neurclogical and neuromuscular conditions
including developmental delay. Where care was
felt to be inappropriate, respiratory failure was
th oo

ha

co

Inappropriate Admission (14 cases)
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The care provided in 21% of the PICU
admissions described in this study was felt to
be either futile or inappropriate by the directors
of those units. Facilities and resources for
intensive care treatment for paediatric age
group are limited in UK. Identification of
patients where treatment was felt to be futile
has shown to be cost effective in adult ICU
intensivists we should avoid
unnecessary prolongation of the suffering

and as

of the child. Although we as doctors are not
very good at predicting the outcome in a
given patient we have an ethical obligation
to avoid those treatments where there is no
net benefit to the patient. Futile and
inappropriate PICU admissions could easily
fall into this category.

© Swiford Royal Foupitsin NHS Trus. DML COAITETY - A Rig i Ressrvad 3004




Diagnesis and

ant Background

RMCH PICU 05/07/18

Lactic acido:
NH3 235 -130 - 82
Na 163

hydration correction
levocarnitine

5 rEomy £1 Fneumona and | Pseudomonas in ATnEll micro cuited Chase AHC
T Stepping AVED repair at effusion ETA(27/04) 14cm, grade 1 Refer=d ID NWTS {1250)
Day Hill AHCH- May 2017 Ful. hypentention | Persisiant RML B: BIF’AP.ASE 1610 116 Fi0Z | Daily child prOfIP CRF
16 MV stenosis &regurg | LAVV stenosis - | collapsaiconsol 0.50 Twice weekly F
for surgery Awsiting transferto C:no support Chase pt ETA
Alder Hey D: Chioral QDS Discuss abx with micro
PREC transfusion(28/4) If FiOZ =06 rpt CXR
Summary updated 01/0513
[ B=d TL050 Bear=-Sievenson SEzurE Irchaoﬂomy
8 PED Syndrome and visusl wentricular size 3 B BIPAPIASB {20710 f200 21
Day .I"KL"P: shunt revision : stable
3 WF shunt catheter noted to be D: no further siezures, CSF
stuck in ventricle> new | normal
catheter passed S: nil
T304 Irfgrnl;_ Fomp=s Transter ABHCH R Sphramanic palEy for thicker
3 Blackpool myopathy Respiratory wmonas in ETA | B: BiPAl FiO2 0.5
Day Muscular weskness wean — F extubation 18/04 | C: Atenolol 15mg B0 {SVT)
20 Microcephaly Faminfisenza D: Appropriate/FRN chiorsl
Gross motor delay CAP {RLL) Extubated 12.30 01/05 : Full EN
Paroxysmal SVT reintubsted (205 shrile, ceftzzidime for
Slesp disarder Own portable pseud complets 147
breathing wvent from RLL collaspe (started 26/04)
Recumant Tonsillitis Respiratory Summary updared 01
TETE Toprem 100 Tostop nght Tostop recovery A A5 uncuffed 1 = Sieron
Thestres Oesophagesl atr bronch- 50mikg plasmalyte+ B: BIFAF/ASE For 48hr pre ext
Multiple anastomosis | ossophgesl 15mi'kg PRBC intraop 26r2ZZRPMI0.60 Surg review re TAT and fesd
.JC)RD Fundo fistuls repair, re- C: stabla
CLD anastomesis & R | Seff extubation- D: Midaz 300mcyg, fentanyl
R=c|.n=r| LRTI throacotomy reintubated 8 4mcg.
F: T0% maintaince IVF
§: Cefurox+ metronidazole 577
pLUVY Term Collzps=d Tardiac sl A NETT 3 mm cuffed 1icm Chase AHCH b=d
Blackhbumn Poor foetal weight neonate — Cardi pulm B: BiPAFIASE 14/5 R10, 2 Ao + micafungin i unwell
Day gain presumed vasc dilatation C: Unsupported For MR at 6months or before
35 VSD + ASD secondary to Cerebral haemorrhages leg chioral + alimem cardiac surges
Ch 16 microdeletion cardiac failure Failed extubation twice | F: 120mU'kgNG feeds (wt 2.Tkg) | Referred to NWTS (185
M5 Yeaston ETAs 974 Furosemide, spironolact Summary updared 25/
WO Z0T =T B TCF Tniracranial A oral ETT at 2ucm TPH when avaiable
12 PED 50302 00OyRING 1=K | management hyperension B: Vol control, low vent settings | Thic boluses
Day and Rizkiz midine s Subfaleine harmiation C:Moadr. + Adr Menitor UC
mm‘fr:’““" Fost brain b + IGF D: Mida 300, Fent4, Roc 1000
phospharylase monitor insertion
deficiency
- =|:!|r1=mrgl 5: mero/ maﬂﬂmri:a_zola‘acycbvir
encephalopathy alw tissue/CSF micro
Disbetes
BMT Nov 2017
TPN dependent
ZIiE FaE=d [LF Fost EVOIICE A COETT ¥ extubation
13 HDU 4" ventricke tumour — | bok insertion. B:CPAP/ASE in air Summary started 28/418
Day debulked 26/4 C:CPF =50mmHg,
6 D: off Midaz/fent, E\’D=1
VAP resched
§: min s=cretions
pipitaz (25004 to 2 May
[E=3 T Tnfantie F‘omp= 5 Respiailire New trachecstomy A Trachy 4.5 cuffed &
15 {ward &5) THAFR Rhinovirus+ve B:NIPPY 2078 FiOZ 0.22
Day Pseudomonss in ETA C Ur;l.ppon Summary starred 24418
6 {11/04)
Fos hl= new VAP F F==:; 36mihr
CG NPA : Adenovirus PCR | 8: 1V Ceftazidime (01/05)
+
] IO WethyT makonic Ecule A Cwn B before ward 1o check
3 BEE acidemiz decompensation WA scidotic Potassium and Ca
Day Discharge to ward

Summary started 02.05.18

Subglottic stenosis
GORD

NG fex

ortic arch +
aherrant subclavisn

reconstruction

Hesp paralysed 48hrs
Low BP

PCT < 0.1 (03/05)

EI EIPF«PASE 45, FID20.2
bi=

D _rI. midaz, roc
Chioral + clonidine
F: NG foads
5: co-amox

1051 Ui o hos pial VF Fewroprotection | Hypothermic COETT Clarfy timeline of events
PED arrest Troponin 53 (1-14) B: SIMY TV 35:)m|= PEEF 5 MNeuroprotect 48 hrs
20, 0.2 Keep electrolytes up
Incidental finding of Tox neg with ventricular
Chiary m«llolm;"or ectopics, Noradrenaline 24 hour ECG tape (on)
D: Fent 3 5, Midaz 3 Smg/hr 77 may need ICD pra
F. IWF discharge (Kra:
z Brugada screen/test
S: acyclovir, ceftriaxone Genetic screen for LATS
Cardiomyopathy screening
MRI brain
Bed ZIA - IR Rhinovirus +ve - 4 NETT T4cm Wean ventistion
20 HDU - recument Increzsed WOEB sincs B: BiPAPJASE 156 f15 300
D, apnosas {7 18418 C: stable, left femoral thrombus
maiformation obstructive) UTI / temp spikes since | - encxaparin
WP shunt 1274118 D : Chioral
Tracheomalacia Fungal balls bflkidnays | F: 100% feeds
Neuropathic bladder CT bwrain : no shunt S : Ambisome 13413
Gastroesophagesl dysfunction Tazocin 3418
reflux Enoxeparin for left
Unsafe swallow femaral thrombus PICC line culture sterile
Post sortoplexy (Dec CRP12 Summary updared 24418
DG 2017)
E= W gD Fostop single | TV A nETT 4.5 uncufied, Tdem Reep 1+V unil end of week |
Theatres stage laryngeal with dex [pre-extubation

l=duce IV sedation

Pstop roc 03705 pm




RMCH PICU 05/07/18

Diagnesis and -
ant Background
B=a 1 rsomy 21 Freumonia and Pseudomonas in An micro cutted 4.4 Chazz AHT b
7 Stepping AVED repair at eFfusion ETA27/04) @ 14cm, grade 1 Referred to. NWTS (1250)
Day Hill AHCH-May 2017 Ful. hypentention | Persisiant RML B: BIF’AP.ASE 1610 116 Fi0Z | Daily child pr0f||= CRF
16 MV stenosis &regurg | LAVV stenosis - | collapsaiconsol 0.50 Twice weekly F
for surgery Awsiting transferto C:no support Chase pt ETA
Alder Hey D: Chioral QDS Discuss abx with micro
PREC transfusion(28/4) | F: If FiOZ =06 rpt CXR
Summary updated /0518 = i Menngomysoese | -LRTT Rhinovirus #ve CENETT Hem Tizan ventisior
= 051 Tes=Seenzon | S=aoE 'm‘. 20 HDU . - re:l.lrarrin I_r:rafua: WOE since E: BiPAPJASE 15/6 f15 20%
8 PED Syndrome 3nd visus! ventricular size > 3. BIPAP/ASB (20110 f20 21 o el chiani2 aproeas (7 e L |G stsbie e femarslthombus
Day .I"KL'IP: shunt revision - stable n:lgrf_ormmor obstructive) U_'!'I ! _l_mp spikes since |- _.rgesgpa_nr
3 VP shunt catheter noted to be D: no further siezures, CSF \P_’hr‘ maim - _5 — - D_ .”Hm“I -
stuck inventricles new | normal Tracheomalacia ELr;wl.bnllz bilkidneys |F: 100% fesds ;
atheter passed il Neuropathic bladder CT brain one shunt S.Ambl:gme w418
catheter passed g Gastroesophageal dysfunction Tazocin 3WV4/18
AT TSR FomE= s TSI BFCH | vt by —| T theKer refla: Encxaparin for lef . )
3 Bisckposl myopaity Respirstory fomenes mETh | B-BPA FiO2 0.5 Unsafeswallon femaral thrembus FICC line culturs sterle »
Day Musculsrweskness | wean — F extubation 12/04 | C: Atenclol 15mg 80 (SVT) Post sortoplexy (Dec CREI1Z Summary updated 204118
20 Microcephaly Farainfluenza D: AppropristeFRN chioral 017)
Gross motor delay CAP {RLL) Extubated 12.30 01/05 | E: Full EN i
Pargatysmal VT ~reintubated 02705 ile, ceftazidime for = E
Sleep disorder Own portable pseud complete 147 ,35'.» .
breathing wvent from RLL collaspe (started 26/04) a E
Recument Tonsilitis | Respiratory Summary updated 01/ =
TETE Toprem 100 Tostop nght Tostop recovery A A5 uncuffed Thom SETEEET 5
Thestres Oesophagesl atr bronch- 50mikg plasmalyte+ B: BIFAF/ASE For 48hr pre ext
Multiple anastomosis | ossophgesl 15mi'kg PRBC intraop 26r2ZZRPMI0.60 Surg review re TAT and fesd
.JC)RD Fundo fistuls repair, re- C: stabla
CLD anastomesis & R | Seff extubation- D: Midaz 300mcyg, fentanyl
R=c|.n=r| LRTI throacotomy reintubated 4mcg.
F: T0% maintaince IVF
§: Cefurox+ metronidazole 577
ZATT Term Collzps=d Tardiac sl A NETT 3 mm cuffed 1icm Chase AHCH b=d
Blackhbumn Poor foetal weight neonate — Cardi pulm B: BiPAFIASE 14/5 R10, 2 Ao + micafungin i unwell
Day gain presumed vasc dilatation C: Unsupported For MR at 6months or before
35 VSD + ASD secondary to Cerebral haemorrhages leg chioral + alimem cardiac surges
Ch 16 microdeletion cardiac failure Failed extubation twice | F: 120mU'kgNG feeds (wt 2.Tkg) | Referred to NWTS (185
M5 Yeaston ETAs 974 Furosemide, spironolact Summary updared 25/
WO Z0T =T B TCF Tniracranial A oral ETT st20cm TPH when avaiable
12 PED 5p302 000, : managemant hyperension B: Vol control, low vent settings | Thic boluses
Day and Rizkiz midine s Subfaleine harmiation C:Moadr. + Adr Menitor UC
4 mm‘fr:’““" Fost brain b + IGF D: Mida 300, Fent4, Roc 1000
phospharylase monitor insertion
deficiency
- =|:!|r1=mrgl 5: mero/ maﬂﬂmri:a_zola‘acycbvir
encephalopathy alw tissue/CSF micro
Disbetes
BMT Nov 2017
ZITTe
HDU
¥
=1 4N Infantile Pomp= 5 Resp failure New tracheostomy Trachy 4.5 cuffed Shiey |
15 {ward &5) THAFR Rhinovirus+ve B:NIPPY 2078 FiOZ 0.22
Day Pseudomonss in ETA C Ur;l.ppon Summary starred 24418
6 {11/04)
Fos hl= new VAP F F==:; 36mihr
CG NPA : Adenovirus PCR | 8: 1V Ceftazidime (01/05)
I AOwm
Summary started 02.05.18




RMCH PICU 05/07/18

effusion

Systems

14cm, grade 1

Referred to NWTS (I1290)

Rt sided ortic arch +
aharrant subclavizn

PCT = 0.1 (03/05)

Chioral + clonidine
F: NG feeds
&: co-amox

S e OO IOS P T FETTOPTOTECHO 1~ Hy PO POCTT 3
18 PED arrest Troponin 53 (1-14) B: SIMY TV 350mis, PEEP 5 MNeuroprotect 48 hrs
Day rate 20, 0.25% Keep electrolytes up
2 Incidental finding of Tox neg C: HR 95 SR with ventricular
Chiary malformation ectopics, Noradrenaline 24 hour ECG tape (on)
D: Fent3 5, Midaz 3 Smg/hr 27 may need ICD pre
F: 70% IVF discharge (Krasi)
G: ranitidne Brugada screen/test
S: acyclovir, ceftriaxone Genetic screen for LATS
Cardiomyapathy screening
- MBI brain
“Bed 2418 Hemmmyeﬁﬁ -LRT Rhinovirus +ve A ANEIT T4cm TWean ventiation
20 HDU - recument Increzsed WOEB sincs B: BiPAPJASE 156 f15 300
Day Armk‘l chiari 2 apnosas {7 18418 C: stable, left femoral thrombus
12 maliformation obstructive) UTI / temp spikes since | - encxaparin
WP shunt 1274118 D : Chioral
Tracheomalacia Fungal balls bflkidnays | F: 100% feeds
Neuropathic bladder CT brain : no shunt S : Ambisome 13413
Gastroesophagesl dysfunction Tazocin 3418
reflox Encxeparin for left
Unsafe swallow femaral thrombus PICC line culture sterile
Post sortoplexy (Dec CRP12 Summary updared 24418
DG 2017)
[e=T e FOETOp. Shge T TCNETT §ounconed, vem | PV anen
n Theatres ‘Subglottic stenosis stage laryngesl Hesp paralysed 48hrs B: BiPAP/ASB 1415, Fi02 0.3 with dex pre-extubation
Day GORD reconstrsction Low BP - stabl Reduce IV sedation
3 NG fed D: fent, midaz, roc

‘stop roc 03705 pm

Loss of weight 10%
Lactic acidosis
NH3 235 -130 - 82
Na 163

Unsupported
Appropriate

208 1V maint + 105
dehydration correction
1V levocarnitine

Discharge to ward

Stepping AVED repair at ETA[27/04)
Day Hill AHCH- May 2017 Pul. hypertention | Persistant RML B:BIPAF/ASE 16/10 f16 Fi02 | Daily child prOfIP CRF
16 MV stenosis & regurg | LAVV stenosis - | collapsaiconsol 0.50 Twice weekly F
for surgery Awsiting transferts Chase pt ETA
Alder Hey Discuss abx with micro
PREC transfusion(28/4) maint, NG feeds If Fi02 =06 rpt CXR
furssemide & spio Summary updated (/0518
NPA : negative 5: Cef jent ; CRP &
= [ R Bear=-Sievenson SEEurE CT - increased :IracFeosiomy
8 PED i ventricular size 3 B: BIPAPTASE (20710 f20r 2
Day shunt revision C: stable
3 WF shunt catheter noted to be D: no further siezures, CSF
stuck in ventricle> new | normal
catheter passed S: nil
T304 Irf TeFomp=E s Transter AHCH diaphramatic paEy ATnETT S.0mic ﬂ'SE
Blackpool Cardismyapathy Respiratory omonas in ETA | B: BiPAPJASE 22110, Fi02 0.5
Muscular weskness wWean — extubation 18/04 | C:Atenolol 15mg B0 ’S\"T‘
Miciocephaly Faminfiuenza D: Appropriate/FRN chiorsl
Gross motor delay CAP (RLL) Extubated 12.30 01/05 | E: Full EN
Parootysmal SVT ~reintubated 02705 Afebrile, ceftazidime for
Slesp disarder Own portable sssudomanas- complete 147
breathing wvent from RLL collaspe \=I=na: 26104)
Recument Tonsilitis | Respiratory Summary updared 01/05/18
&g Ex-pram S04 Postop night Fostop recovery K45 uncuffed 1 IEY i
Theatres Desophageal atn bronch- 50mikg plasmalyte+ El BIFAFIASE For 48hr pre ext
Multiple anastomaos oesophgesl 15mi'kg PRBC intraop ““RFM. 0.60 Surg review re TAT and fesd
.JC)RD Fundo fistuls repair, re- shle
CLD anastomesis & R | Seff extubation- D: Mi:az 3dmcyg, fentanyl
R=c|.n=r| LRTI throacotomy reintubated 2.5.18 4mcg.
E: maintaince IVF
§: Cefurox+ metronidazole 57
pLUVY Term Collapsed Tardiac Taimre A nETT 3 mm cuffed 1icm Chase AHCH b=d
1 Blackhbum Poor foetal weight neonate — Cardi pulm B: BiPAPTASE 14/5, R10, 21% Abee + micafungin i unwell
Day gain presumed vasc dilatation C: Unsupported For MR at6months or before
35 VSD +ASD secondary to Cerebral haemorrhages | D: Reg chioral + alimem cardiac surges
Ch 16 microdeletion cardiac failurs Failed extubation twice | F: 'Ll)ml.k NG feeds {wt 2.Tkg) | Referred to NWTS (I1851)
M5 Yeast on ETAs /4 Furosemide, spironolact Summary updared 25418
= [PU0AZ0T | ommegans [ ICF | Imcmal [ A oral EIT st2lem (TN when svalsble
12 PED 5pac2 ocoByNg 1kn | management hypertension B: Vol control, low vent settings | Thic boluses
Day and Rizkiz midine s Subfalcine herniation C:Moadr. + Adr Menitor UC
4 Sutsicne hamisto Postbeain bx + ICP D:Mida 300, Fent 4, Roc 1000
Thymiding  brain o+ Miaz 20
phospharylase monitor insertion Thio infusion 3mg/kg/hr
Gefigrency 'IF'emp35 Paracetamel
Mitocondrial
Neurogastraintestinal 3 meno/metronidazolelscyclovir
encephalopathy 'w tissua/CSF micro
Disbetes
BMT Nov 2017
TPN dependent
[E=T THTTE HIE=d ICF FEETEvONCT ACCOETT TERTaaton
13 HDU 4" ventricle tumour — | bokt insertion. B:CPAP/ASE in air Summary started 28/418
Day debulked 2604 C:CPF =50mmHg,
6 D: off Midaz/fent, EVD at
VAP resched 10cmH20, dex,
NEM, IVF T0% maint
Na 142
§: min secretions
/04 to 2™ Ma;
= 7 Trite = =5 T =
15 (ward 25} Hy poplastic |Lr==- Rhincvirus+ve B: NIPPY 20/8 Fi02 0.23
Day udomenas in ETA | C: Unsupported Summary started 24/4/18
26 F’Ea fed i] D: Alent
Unsafe swallow ble new VAP F: Feeds 36mithr
CG Social NPA, : Adenovirus PCR | 8: 1V Ceftazidime (01/05)
+
L= TOAIZ018 Wethyl malonic BCite Metabolic acidosts 1% BG before ward 1o check
= AEE acidemiz decompensation Dehydration B: SWIA/ scidotic Potassium and Ca
Day Cc:
3 o:
F:-1

Summary started 02.05.18




RMCH PICU 05/07/18

Stzpping AVED repair at effusion ETA[27/04) & 14om, grade 1 Referred to NWTS {1280)
Hill AHCH- May 2017 Pul. hypertention | Persistant RML B:BIPAF/ASB 16/10 f16 FiO2 | Daily child profile, CRP
MV stenosis & regurg | LAVV stenosis - | collapsaiconsol .50 Twice weekly FBC
for surgery Awsiting transferts C:no support Chase rpt ETA
Alder H D: Chiloral QDS Discuss abx with micro
PREC transfusion(28/4) | F:80% maint, NG feads IFFi02 0.6 rpt CXR
furosemide & spiro Summary updated /05118
NPA : negative S: Ceftaz, gent; CRP6
[ B=d L0518 Eear=-Sievenzon SEmurs TT o increased A Tracheosiomy
k] PED Syndrome and visual ventricular size 3 B: BIPAPTASE (20710 f200 21%)
Day difficulties shunt revision C: stable
3 WF shunt catheter noted to be D: no further siezures, CSF
stuck in ventricle new | normal
catheter passed S:nil
= 140418 Tantle Fomps 5 Tansier AHCH R Giaphramatic paisy ATNETT 5.0 MICTocult 15.5¢1 Ealine neb Tor Thicker
= Blackpool Cardi i in ETA B: 22/10, FiO2 0.5 | secretions
Day Musculsrweskness | wean — Failed extubation 12/04 | C: Atenclol 15mg BD (SVT)
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« Appropriate treatment; 4/12 = 33%

 Inappropriate treatment; 6/12 = 50%

— Treatment is extremely unlikely to be
beneficial, is extremely costly or is of
uncertain benefit

e Futile treatment; 2/12 = 17%

— The care provided will not have the desired
outcome or accomplish its intended goals

Futile or inappropriate treatment; 2006 = 21%, 2018 = 67%
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provision of paediatric intensive care is associated with

Received: 3 May 2013 increased maorbidity [5]. Why? Perhaps at least in part

Accepted: 6 May 2015

Published onling: 3 Junc 2015 because there has been a shift in PICU casemix from
D Springer-Verag Berlin Heidelberg and ESICM 2015 ‘acute’ to ‘acute on chronic® critical illness. A recent

study from the USA identified that 53 % of critically ill
K. 5. Agheko (=) children had pre-existing chronic complex illnesses [6].

Department of Pacdiatric Intensive Care, Great North Children’s  This change has many implications. One major implica-
Haspital, The Newcastle upon Tyne Hospitals NHS Foundation tion is that the HRQL outcomes that might be hoped for

Trust, Institute of Cellular Medicine, Newcastle University, many of our patients are becoming more distinct from
Nc“_f‘“lc glmq;}?é}ml N those of previously healthy children [7].
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: This subject is important, becanse paediatric intensive
1 P. Burns care is costly: for the child. their family and society.
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the context of paediatric critical care. Other high-risk paediatric medical specialties have
The review is timely, important and uncomfortable. previously confronted this same challenge of evolving a

Timely, because there is a growing appreciation that the more empirical basis by which to assess the potential
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Home > Judgments > 2013 archive
An NHS Foundation Trust v R (Child) & Ors [2013] EWHC 2340 (Fam)

Application concerning the medical treatment of a 14 month old child and in particular the removal of the child from hospital to
live at home and the continuation of artificial ventilation.

The child, R, aged 14 months old at the date of the original judgment, was born with profound developmental delay. It was found early on
that R was unable to suck and he was diagnosed with Down's Syndrome and mitochondrial myopath,; suffering from, inter alia, profound
neurological problems and severe and progressive muscle weakness, R was moved into the Paediatric Intensive Care Unit when he was
two months old and remained there. He was unable to breathe for himself and required continuous artificial ventilation. The prognosis
given was that if the ventilation was continued, R's life expectancy was reduced but uncertain. If ventilation was withdrawn, he would
rapidly die.

R's parents and family wanted R to mowve to live at home with a package of care which included long-term wventilation. The treating
doctors considered that this would be too much for R and that it would be in R's best interests if wventilation were withdrawn, thereby
allowing him to die in comfort, In March 2013 the MHS Trust responsible for R's care made an application to withdraw ventilation.

It was the unanimous view of the treating clinicians that continuing R's life by long-term wventilation was "delaying his death without
significantly alleviating his suffering”.

The family did not consent to the withdrawal of treatment on the basis that R shared a loving bond with the family and had a quality of
life which enabled him to interact. He experienced pleasure when held by a family member and his heart rate would slow down when
cradled by his family, indicating comfort. He would move his eyes towards the sound of their voices. As practising Muslims they held
conscientious beliefs about the sanctity of life.
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Neutral Citation Number: [2015] EWHC 443 (Fam)

IN THE HIGH COURT OF JUSTICE
FAMILY DIVISION
MANCHESTER DISTRICT REGISTRY

Civil Justice Centre

Manchester
Ma0 9D T

Thursdav, 12 February 2015

Before:

THE HONOURAELE MR JUSTICE HAYDEN

In the matter of:

Re: A (A Child)

Counsel for the Applicant WHS Trust: MISS CAVANAGH
The First Respondent Father, Mr A, appeared In Person
The Second Respondent Mother did not appear and was not represented

Counsel for the Third F.espondent the Senior Coroner for Manchester: ME. BUREOWS
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'It's the right right thing to do': Judge orders life
IFror support machine keeping toddler alive is switched off

12:44 16 FEBRUARY 2015  BY GLEN KEOGH

Doctors said the boy was unresponsive and declared him "clinically dead" after he
was rushed to hospital after choking on a satsuma
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Distressed: The boy’s parents arqued for him to be kept alive but a judge ruled that his life support
should be switched off
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12:44 16 FEBRUARY 2015  BY GLEN KEOGH

Doctors said the boy was unresponsive and declared him "clinically dead” after he
was rushed to hospital after choking on a satsuma

o Share O Tweet @ @ Pinterest

Admission; 7 days
Legal process 2 days

Distressed: The boy’s parents a guedfo him to be kept alive but a judge ruled that his life support
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UK PICU experience

Paediatric Intensive Care Society (PICS)

Child Health Ethics and Law Special
Interest Group (CHELSIG)
Retrospective review;

— Increasing numbers (esp last 5 years)

— Duration of legal process
 Either a few days or 5-9 months

Prospective database )
PICS &osias



Methods

All UK PICUs over last 5 years

Focus on England
— situations different in Scotland & Ireland

26 centres Initial response including
Manchester

Currently have data on 17 cases

13 cases under 1lyr of age
— 2 children aged 2yrs, 1 child aged 14yrs
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Impact of potentially inappropriate care in PICU

IMPACT OF PROLONGED PICU
ADMISSION



Impact of prolonged PICU admission

Ethical
— Child; prolonged treatment not in their best interest

— Families; disruption, siblings, costs
— Staff; medical and nursing staff
Financial

— 1 day of PICU admission = £2,400
— Legal costs

Resources
— Median PICU admission = 3.5 days

Performance indicators for PICU



Impact on nursing staff

Louise Harrison, Year 5 Medical Student, APEP Project

Qualitative research into the impact on nursing staff
Semi-structured interviews with 24 members of staff

Does caring for these children impact on your mood, and if so how?
Do you have any personal or religious beliefs that may influence how you
view these situations?

Have you ever considered changing jobs due to the nature of these cases?



Themes identified

* Emotional impact
— More impact on the most junior nurses

 Mood

— Negative impact on mood
« Sadness, helplessness, frustration

— Prolongation of suffering & ‘torture’

'Can you imagine how it feels when you know
your actions are causing a child to suffer?’



PICU Performance indicators
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CONTEXT: INCREASE IN PREVALENCE OF LIFE-LIMITING

CONDITIONS (LLC)

Prevalence per 10000 population
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Expected LOS in Days

13

11

9

7

Adjusted LOS for increasing numbers of CHC with 95% ClI

9.6 (6.8-12.5)

5.5(4.8-6.3)

4.2 (3.7 - 3.6)

Number of CHCs

The Impact of Chronic Health Conditions on Length
of Stay and Mortality in a General PICU*

Scott O’'Brien, MRes'; Simon Nadel, MD'; Ofran Almossawi, MSc?%; David P. Inwald, PhD
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Children with life-limiting conditions in paediatric
intensive care units: a national cohort, data

linkage study

Lorna K Fraser,1 Roger Parslow’

ABSTRACT

Objective To daterming how many children are
admitted to paediatric intensive care unit (PICU) with
life-limiting conditions (LLCs) and their outoomes.
Design National cohort, data-linkage study.

Setting PICUs in England.

Patients Children admitted to 3 UK PICU (1 January
2004 and 31 March 2015) were identified in the
Paediatric Intensive Care Audit Network dataset. Linkage
to hospital episodes statistics enabled identification of
children with 2 LLC using an International Classification
of Diseases (IC00) code list.

Main outcome measures Random-affecs |ogistic
regression was undertaken to assess risk of death in
PICL. Flexible parametric survival modelling was used to
assess survival in the year after discharge.

Results Overall, 57.6% (n=89 127) of PICU admissions
and 72.90% (n=4821) of deaths in PICU wera for an
individual with a LLC. The crude mortality rate in PICU
was 5.4% for those with a LLC and 2.7% of those
without a LLC. In the fully adjusted model, children with
a LLC were 75% moare likely tham those without a LLC to
die in PICU (OR 1.75 (95% C11.64 to 1.87)). Although
overall sunvival to 1 year postdischarge was 96%,
children with & LLC were 2.5 times more likely to die in
that year than children without a LLC (OR 2,59 (95% CI
247 w271

Conclusions Children with 2 LLC accounted for 2
large proportion of the PICU population. There is an
opportunity to integrate specialist paediatric palliative
care services with paediatric critical care to enable choice

around place of care for thesa children and families.

INTRODUCTION

Life-liminng conditions (LLCs) are those for which
there 1s no reasonable hope of cure and from which
chaldren will ultimately die, for example, Duchenne
muscular dystrophy or neurodegensratve disease.
Life-threatening condinons (LTCs) are those for
which curanve treamment may be feasible but can
fal, for example, cancer. LLC will be used to
include Lfe-hmiting conditions and LTCs.

The prevalence of children and  young
peaple with a LLC is increasing” partly due to more
aggressive meatment of complications and the use
of medical technologies, including paediatnic inten-
sive care umi (PICU). These children often have
repeated hospital admissions” and use increasing
amounts of hospital resources®~ Many of these
children also die on FICU® when trearment fails
or 15 withdrawn. This study aims to ascertain what

» The prevalence of children and young people
with life-limiting conditions (LLCs) or life-
thraatening conditions is rising.

»  Overall mortality in paediatric intensive care
unit (PICU) is decreasing.

» Children with a LLC accounted for the majority
of admissions, bed-days and deaths in PICLL

» Children with a LLC wera75% maore likely to
die in PICU than those without a LLC.

»  There was 93% survival at 1 year for children
with a LLC.

proportion of admissions to PICUs are for children
with a LLC and their outcomes in PICU and up to
1year postdischarge.

METHODS

Datasats

The Fasdiarric Intensive Care Andir Network
(FICANet) collects data on all children admirred
to PICUs in the UK and Ircland. All admissions
to 2 PICU in the UK berween 1 Januwary 2004 and
31 March 2015 were identified in the PICANet
dataser.” Only children resident in England were
included as only their inpanent hospital data
{Hospatal Episodes Statistics (HES)) were available
for linkage * Hospital data for the other nations of
the UK were not available.

The Office for National Statstics (ONS) death
record data in England were available with a censor
date of 1 November 2015.°

Linkage of the FICANer dataser to the HES and
ONS data was undertaken by the NHS Digital **
The standard deterministic linkage algorithm using
Natonal Health Service (WHS) number, date of
birth, sex and postcode was used.

Clinical variables

Inpatient HES data

The PICANet data arc of high quality and validated,
but some of the non-mandatory fields, including
comorbidities, are incomplete. Therefore, it is not
possible to identify children with a LLC using the
PICANet daraset alone. Linkage to the mnpatent
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