
f'

H
@ Springer-Verlag 2001

Iiur J Pediatr (2001) 160: 214-216

Ronald Kurz and the members of the ethics working group* of CESP

Decision making in extreme situations involving children:

withholding or iriutorrwal of life suppoding treatment

inpaediatricGare.Statementoftheethicsworking
group of the Gonfederation of the European specialists

of Paediatrics (CESP)

Received: 13 November 2000 and in revised form: l December 2000 /Accepted: 7 December 2000

lntroduction

Paediatricians increastngly find.themtt\l:t-* situations

in which decisions *"tiUt made regarding withholding

or withdrawing life-suppoittttg ttt"*:1t-].1:h" care of a

f,lffiil;"il?ti' ir'!i" "o*-t' 
a point when the artifi-

cial orolongatlon oI fii" o"fy 
"ottttib"ttt 

to extending

;il: #;;?ne u"a *iir' ii it" suffering of the patient'

;;;/#Jiio', ru-ilv' and caregivers' Life is the

host precious gift' f"tty'Person' t*O-.:lttd' has the

.t"i; i;-il si"milarlv, "u"'y 
ptttot' :verv 

child' has

li'?'ltr','i" di" ;itt ais"itv' Ttre paediatrician has an

oblieation to eacn putLni to preserve..life' promote

;""1t;,';;d"i""ui il"iJt"in t""tnt vears the capacitv of

medicine to prolong iii; h;t increased exponentially' In

si tuat ionsthatare"*. ' .*"rvburdensome'andwhere
there is no chance f";';ili# therapv''h: P""d11lit:li:
ir", 

"t 
.U[gation to protect the dignity of the patlent ln

the act of dYing'

Queslions

The question o[how to act.regardine 1ir3 
withholding or

withdrawal of life-supiotiiof tt"ut*ent in-extreme sit-

ruittions with paediat'it putl"ntt .pot",11l1"lf 
with in-

creirsing frequency on^tttt'p"eaiatric profession' In order

;;;A;;t ihis question in an ethical manner' prror

questions need to be answered:

L Who should be included in the decision-making pro-
' 

cus.s- unJ rto*r In paediatrics the 'who' is never a

singlc Person'

2. What is the wider context of treatment? The object of
- 

ift. o""ai"trician's care is the child-patient' but he or

il il;|[; 
"*lta 

*ithitt a wider c.ontext dn::::1,1t

ielationships _ parents/guardians, siblings, careglvers'

and manY others'
3. Whose interests need to be considered in,1he decision?
" 

ih;;;;;;"tts of the patient must prevail' but these

i*..r* n""d to be considered witlr,in a Wider context'

in.f"ai"g the concerns of the tbmily' healthcare pro-

il;;i;;;ft, the institution' and societv in general' The

t.otit.#"ts of law must be taken into account'

4" wffi;'t"irt. t"ti interest of the.patient? What
' 

*""fa the patient himself or herself want? These

questions are especially difficult regarding infants'

i;;;"t children, and children who are mentally or

physically ,*p"rr"J-tt'"y often- need to be approached

according to pnnciplei' such as benefit or non-

maleficence, "'g'' 
;;;;;ing in pain' not being cold'

I
I
l
I
I
I
I
I
I
fr,
r:

hungry, abandoned' - .r r,-:^:^-
5. What circumstances'lead to the d-ecision not to pre-

serve life uy att m"aJittt tp""int circumstances of

the individual patie"nt"m;;i;; fullv considered in all

cases.

Evatuating Gircumstances

The evaluation of circumstances that may call for the j

decision to withhotd ;;-;i;h;t"* life-supporting tr"11,.,.

;;;; ih. .^r. or a itrito-Ratient ':3"T::":*1r'roff' .t
diatrician the highest competence ln olaf

condition of the patient, iiit-*iltngness to * ?:*il. ii;;il;t;; o- th" iatie"t, the willingness to seek consur 'a'r

tation among peers, tt't ttu* of ciregiver'' 11tt ga6il]' *i
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and others, and the determination to act according to

the highest ethical PrinciPles'"' 
f'frE'ar.ition to withhold or withdraw life-supporting

tr""t*.n, may be considered in the following circum-

stances:

1. Life can only be supported with permanent measures^ 
th;; urc un6.utubly'burdensome for the paediatric

Patient; o1'-.,- 
- .- rtinued un-

2. Life-supporting treatment lmposes cor- 
U"^tuUi. suffeiing without the prosp,,lit of recovery

unJ *irftout the- prospect of significantly reduced

suffering.

In the following circumstances it is the paediatrician's

duty not to preserve life by all means:

l. When the patient's death, despite optimal treatment'' 
*iiii pt.t.ntly available treatment, is imminent and

his or her suffering is severe; or,

Z. When the patienicould survive only with intensive' 

"ul" 
*.oru.", that impose prolonged unbearable

suffering; or,
l. Wtr"" tte patient may survive for some Period of time
-' 

*ithoot intensive care, but whose suffering' despite

.i.q*te palliative care and treatment, is judged ̂ by
tn. pa.ai"tric patient, or those entitled to speak for

him or her, to be unbearable'

The boundaries between the obligation to continue

ir"ut*.nt, the time when treatment may legitimately be

stopped, and the time when discontinuing treatment

;;;;ilc comfort only is ethically advisable cannot be

if"utfv dJfined in advance of cases presenting them-

selves. Establishing in advance generally agreed guide-

iines by paetliatrf,ians for paediatricians and others

may, hbwever, provide an objective standard to assist

<teciiion-making in specific cases' The guidelines cannot

dctermine how to act in individual instances' This can

only be decided by the conscience of the care-giving
paediatrician in a decision-making process that must

ul*uv, involve others, the patient being given priority'

2t5

decisions can always be based on the best interest of the

patient.' 
+. Th. decision to withhold life-supporting treat-

ment and the decision to withdraw life-supporting

ir"u1rn.n, are considered to have equal ethical value'

iitt"i i."ition requires a full justification in each indi-

vidual case.--i. 
Wit.t withholding or withdrawing life-supporting

treaiment is considered, all remediable causes for the

;ildb condition should be excluded' Second' opinions

shoutd be obtained and documented in all cases' In some

.uro tttt opinion of an ethics committee might be

-"rgtt,. Whiie the paediatrician must be accountable for

frir 
"oi r',.t actions, the decision should be one in which

the child, the parents/guardians, and the other members

of the healthcare team are fully involved'-- 
O- Each decision must be made according to !h9 cir-

cumstances of the case in partnership with the child' the

parents/guardians, the family, and the entire health care

il;. W"h. is entitled to speak on behalf of the child will

vary with the circumstances and may depend on the age'

g.nd.., and social background of the.patient' The child

itroufa'be informed whinever possible and be as fully

involved in the decision-making process as possible' In

the case of disagreement between the child and the

pur.ntrTgo^rdians, the duty of the paediatrician is to

"rrrnr" 
if,at the decision reflects the best interest of the

puti".tt. In the case of a child too young to speak for
'himself 

or herself, the views of the parents/guardians

must be given great weight in the decision-making pro-

cess. Horvever, the paediatrician has the duty to ensure

that the decision remains that which is in the best in-

terest of the patient- If there is disagreement, legal advice

may be required. Frank, open,,and- frequent communi-

cation between the patient, the family, and the care team

Guidelines

l. The withholding or withdrawal of life-supporting
trcatmcnt may be justified in extreme situations indi-
caLecl by the circumstances described above' Primary
uttcntion should be paid to the ascertainable wishes and
fcclings of the ctrila. the paediatrician should not
withlrol<J or withdraw life-supporting treatment against
thc cxprcss will oi the patient.

2. Acttral or potential physical or mental disability is
not itscll ' a rc:rson to withhold or withdraw life-sup-
portirtg lrcatrucrrt. Disabiiity is fully compatible with a
l i l 'c  ol '  qual i ty

is essential for arriving at a sound decision'
7. Good ethics necessitates good facts' Adequate in-

formation must be available to establish a secure basis

for decision-making regarding the commencement or

continuation of life-supporting treatment in extreme

situations. A decision should be made by a healthcare

team that has access to all available evidence' The pae-

diatrician, as a member of this team, must be certain

that the diagnosis, prognosis, and alternative courses of

therapy havi been thoroughly explored and discussed' A

decisi,on should never be rushed' When there is serious

doubt regarding what is in the best interest of the pa-

tient, the decision should favour supportlng, sustalnlng

and promoting the life of the child' Any decision by a

paediatrician io withhold or withdraw life-supporting

ireatment should be fully documented and made avail-

able for institutional and/or peer review'
8. Withholding or withdrawing active life-supporting

treatment must be coupled with maximum paliiative

care, including social and psychological care' The child

should be nuried in an optimal environment - at home if

possible - and surrounded by familiar stalf and farnily'

i{e or she should not suffer from hunger, thirst, or pain'

The quality of the patient's life must be maintained at

3, l 'rinlnciirl or rcsource issues should not weigh on
dccisious to withhokl or withdraw life-sustaining treat-
rrrc't rirr. crrirdrc.. I_rcalthcare systems shourd make
qvuiltrblc li l 'c-sullporting treatment in all cases so that
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the hiehest possible level' Effective alleviation of pain

;;; ;fi; distressing svmptoms is mandatorv'-'1. 
il; Jving .i,iio,-as well as the family' needs full'

-;p;il;i; cu"lturally sensitive social and psvchological

,irooort. Bereavement counselling ald caring for the

a"iti* 
"-ttifA 

tftould be part of the training.curriculum for

;il;;?.i;;t ;ecialisini in paediatrics' Religious belief as

;;;ii;;6ral custJms must be respected and facili-

tated.'*'lO. 
pu"aiatricians reject the intentional ending of the-

ffe of a child by the ad-ministering'of a lethal dosage of

rnedication. Treatment to relieve the suffering and to

r-uppoi, the dignity of life in hopeless situations that may

shorten life - as a stde-effect - is acceptable when the

intention of this treatment is to benefit the patient and

not to end the life of the child'^-- 
I i. pUn g and aftet the death of the child' the pae-

Oiuititi"t ft"i a duty to ensure bereavement and social

r;;; i"; the familv, particularlv siblings' Following

ittii"utft of a child, the paediatrician should arrange to

-."iitt" fut"ily again to discuss the results of the post

-oat"* examination' to ensure continued- bereavement

and counselliqg support, and to direct the family (if they

so desire) to support groups and organisations'
"- 

ri.-sitt"ots'of pu-"diuiti" medicine should include

oui*rrg in decisiori-making regarding the withholding

;;;ilil?;;*al of life-suppoiting treatment in paediatric

care as part of the general curriculum:

paediatrician. These tasks represent some of the most

irnooitun, and valuable duties the paediatrician has to't'# -child 
and his or her family' The professional

responsibility of the paediatrician in such extreme situ-

"ii6"t 
requiies careful attention to the value of life and

an ettrics bf aying. The care for the life of the paediatric

outi.nt must be fully supported by a rever€nt respect for

ine aignity of that person whose life has been entrusted

to the Paediatrician.
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:
Gonclusion

The care, the accompanying, the partnership' and the

;;;; of a paediatric pati-nt and his or her family in

;;iil; tliuuiiont where suffering is insupportable and

il;il;;. are challenging and complex tasks for the
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