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Foreword to the Second Edition

In 1997 thelate Professor David Baum wrote theforeword to thefirst edition of Wthholding and
Withdrawing Life Saving Treatment in Children. Thereasonsfor its production are clearly stated
inhisexcelent foreward whichisreproduced below. Theneed for sucha‘framework for practice’ is
just asevident today. Much has happened during the last seven yearsand the climate of medical
practice haschanged. Feedback that we havereceived fromthefirgt editionisthat it hasbeenavery
hel pful framework for thinking through difficult ethical issues. The publication hasstood thetest of
timewell. However, asecond editionisnow needed to takeinto account changesin legidation and
legal cases, along with developmentsin medical treatment. There arein addition new sectionson
Pdliative Careand Clinica EthicsCommittees.

Withdrawing or withholding treatment isone of themost difficult areas of clinica practiceand we
hopethat the second edition of an aready proven valuable document will providetheframework to
help al healthcare professional's, children and familiesto cometo theright conclusions.

We commend thisnew edition to you and asawayswould wel come feedback.

Professor Alan Craft, President, RCPCH, April 2004

Foreword to the First Edition

Peedi atricians are vocationally committed to promoting children’sheslth, tresting their illnessesand
savingtheir lives. Thereare, however, occasionally tragic circumstancesin which, jointly with the
child’sfamily, and where appropriate with the child her or himself, we areforced to wrestlewith
dreadful choices. Sometimesit isnecessary to cometo the conclusion that for anindividua child—
who might be apremature baby, atoddler, achild at primary or secondary school, ateenager or
young adult —the more humane path is one of palliation rather than acontinuation of life-saving
treatment. To so resolveisprofoundly difficult, challenging the doctor and all membersof theHealth
CareTeamwithissuesof conscienceandinternd conflicts. Neverthelessour professond responsibilities
donot alow ustowak away from such difficulties.

Thisimportant document providesaframework onwhich to construct areasoned and compassionate
approach towardswithhol ding or withdrawing treatment from our patient. It representsthe product
of sometwo years research and scholarship, framed withintheexisting law and upholding therights
of thechild. It offersaperspectiveonthis, our most difficult areaof paediatric practice. | welcome
it and commend it to you, inthe best interest of the child.

Professor David Baum, President, RCPCH, September 1997
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Preface

Thefirst edition of thispublication arosein responseto the 1994 House of L ords Select Committee
Report on Medicd Ethics, which noted that the practi ce of withdrawal of medica treatment was used
inintensive care and might be common. In preparing thefirst report therewere aseriesof workshops,
public meetings and many Committee M eetings of the EthicsAdvisory Committeeto identify and
discusstheissuesraised in withdrawing treatment. Theviewsof awidevariety of paediatriciansand
paediatric nurseswas sought and included. Discussion wasaso held with representativesof different
religiousbdiefs(Mudim, Buddhist, Humanigt, Jewish and Christian—Protestant, Catholic and Jehovah's
Witness) and advicetaken. Therewasinput from parents and patient groups representing those
having had tillbirthsor neonatal deathsand fromindividua swith disabilitiesthemsaves.

Discussion on the subject of withholding or withdrawal of life sustaining treatment in childrenis
contentious, difficult and at timesemoative. The achievement of total consensusin suchasubjectis
probably impossible, particularly with so many consulted, but the common ground we found was
cons derable and the documentswe have produced refl ectsthis, while al so taking account of sincerely
heldindividua opinions. Thedocumentshavehad much redrafting each gradudly changing thewording
and emphasisin accord with thewishes of those attending the meetings or advising us. We hopethat
thiswide consultation hasincreased the consensus andisnot reflected in fragmentation.

In preparing the second edition wefound that the Framework hasbeen widely used and has been of
great ass stanceininforming constructive debate and resol ution in thisdifficult area. Much of thefirst
edition hasstood thetest of time, but we recogni se there have been anumber of changesin paediatric
practicesince 1997 aswell asnew legidationinthisarea. Wewerevery grateful for the contributions
of Hazel McHaffie on the parent’s perspective of withdrawing treatment, Professor Jonathan
Montgomery for ng theimpact of the Human RightsAct and other new legidlation and for
Professor Richard Cooke on auditing the use of the framework in abusy neonatal practice.

Thetitleof thesecond edition haschanged from*life saving treatment” to“ lifesustaining treetment” to
reflect thefact that thetreatment that isoften givenisnot curative but supportive.

However the basic principlesoutlined inthefirst edition remainintact. Theframework isnot a
prescriptive formula to be applied in a rigid way in all cases but an attempt to guide
management in individual caseswith thefundamental aim to consider and servethebest
interestsof thechild.
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Summary

The RCPCH acknowledgesthat all membersof the child health team, in partnership with parents,
haveaduty to actinthebest interestsof thechild. Thisincludessustaining life, and restoring healthto
an acceptable standard. However thereare circumstancesin which treatmentsthat merely sustain
‘life’ neither restore heath nor confer other benefit and hencearenolonger inthechild sbestinterests.

Therearefivestuationswhereit may beethica andlegd to consder withholding or withdrawal of life
sustaining medica trestment:

1. The“Brain Dead” Child?. In the older child® where criteria of brain-stem death are
agreed by two practitionersinthe usual way*it may still betechnically feasibleto providebasa
cardio-respiratory support by meansof ventilation and intensive care. Itisagreed withinthe
profession that treatment in such circumstancesisfutileand thewithdrawal of current medical
treatment isappropriate.

2. The" Permanent Vegetative” State’ >¢ Thechild who devel opsapermanent vegetative
statefollowing insults, such astraumaor hypoxia, isreliant on othersfor al care and doesnot
react or relate with the outside world. 1t may be appropriate to withdraw or withhold life-
sugtaining trestment.

3. The“No Chance” Situation. Thechild has such severe diseasethat life-sustaining
trestment S mply delaysdeath without Significant dleviation of suffering. Treatment to sustainlife
isinappropriate.

1 Withdrawal of curative medical treatment should signal theinitiation of palliative careif thishasnot already been
introduced. seesection 3.2.4.

2 Definition — Brain death occurs when a child has sustained either (i) irreversible cessation of circulatory and
respiratory functions or (ii) irreversible cessation of all functions of the entire brain including the brain stem. A
determination of death must be made in accordance with accepted medical standards.

% QOriginal definitions of brain death were not applied to neonates as criteriawere thought to be affected by brain
immaturity.

4 Task force for the determination of brain death in children. “Guidelines for the determination of brain death in
children.” Annalsof Neurology. (1987)21:616-617. Pediatrics. (1987)80:298-299.

5 The vegetative state — guidance on diagnosis and management. A Report of a working party of the Royal
College of Clinical Medicine (2003)3: 249-254. Defines the vegatative state and uses the terms “ persistent” to
mean a vegetative state that has persisted for four weeks or more and “permanent” when the vegetative stateis
deemed to be permanent and it is predicted that awareness will never recover.

6 “The persistent vegetative state.” Conference of Medical Royal Colleges and their Faculties of the United
Kingdom. Journal of the Royal College of Physicians, London. (1996)30: 119-121.

10
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4. The“No purpose” Situation. Although the patient may be able to survive with
treatment, thedegree of physical or mental impairment will be so greet that it isunreasonableto
expect themto bear it.

5. The* Unbearable’ Stuation. Thechildand/or family fed that inthefaceof progressive
andirreversbleillnessfurther treetment ismorethan canbeborne. They wishto haveaparticular
treatment withdrawn or to refusefurther treatment irrespective of themedical opinionthat it may
be of some benefit.

Instuationsthat do not fit with thesefive categories, or wherethereisuncertainty about the degree
of futureimpairment or disagreement, the child’slife should always be safeguarded inthe best way
possibleby al intheHedth Care Team, until theseissuesareresolved.

Decisonsmust never berushed and must dwaysbemade by theteamwith dl evidenceavailable. In
emergenciesitisoftendoctorsintraningwho arecdledtoresuscitate. Rigidrules, evenfor conditions
which seem hopel ess, should be avoided, and life sustai ning treatment should be administered and
continued until asenior or more experienced doctor arrives.

Thedecision to withhold or withdraw life sustaining therapy should always be associated with

congderation of thechild'soverdl pdliativeor termind careneeds. Theseincludesymptomadleviation
and care, which maintainshuman dignity and comfort.

11
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1. Introduction

All membersof the Child’sHealth Care Team’, together with the parents (see section 2.5), havethe
common purposes of restoring health and sustaining thelife of the child®. Advancingtechnology
makesit possibleto achieve these objectivesin circumstances previously regarded as hopel ess.
However treatmentsexist that may promoteand sustain life but confer no foreseeable benefit for the
child. Such treatments may sometimes cause suffering to the child and thefamily. Thebackgroundto
all treatments, now andinthefuture, must bethat they should bein thechild’sbest interests.

Itisclear that many professonds, patientsand familiesneed somehdpin making thedifficult decisons
onwhen and how life sustaining treatment isto be withheld or withdrawn. The purpose of this
document isto provide practical help, framed within the existing law, and uphol ding the rights of
children. Assuch thisdocument isnot intended to be prescriptive or specific but to enable decision
making withthechild’ sbest interestsat heart inaframework of good medicd practice. It isunrealistic
to expect complete consensus therefore the aim is to seek as much common ground as
possible, whileacknowledging sincer ely held differ encesof opinion.

Tothisend the EthicsAdvisory Committee of the Royal College of Paediatricsand Child Health
(EAC-RCPCH) hasdefined five categoriesin which thewithholding or withdrawa of life sustaining
medical treatment might be appropriate and in which thegoalsof careareredirected. Theseareset
out in the preceding summary. Inno circumstancesisit appropriateto withdraw palliative care
designed to make the patient comfortable.

"The Health Care Team consists of nursing staff, play specialists, educational specialists, medical staff (inclusive
of the General Practitioner), and staff from the professions allied to medicine. The team would in all cases work
closely with the parents and the child.

8 Asendorsed by the Children Act (England and Wales 1989; Scotland 1995) and United Nations Convention on
the Rightsof the Child 1989

12
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2. Background Considerations

2.1 To withhold or withdraw

Withholding or withdrawing life sustaining trestment does not imply that achild will receiveno
care. It should rather signal achangeinfocustowardspalliative care making surethat therest
of thechild’slifeisascomfortableaspossible.

Ethically thewithholding and thewithdrawal of life sustaining treatment are equivalent but
emotionaly they are sometimespolesapart. If thedecisonfromtheoutset isthat any treatment
other than palliative carewould not beinthe child’sinterests, then the decision requiresthat no
resuscitative actionistaken. Ontheother handif the decisionistaken after trestment intended
to continuelife hasbeeningtituted, thedecison will lead to achangeinthetreatment plan with
activewithdrawd of lifesustaining trestment with emphasison pdliaivecare. Somepaediatricians
and parentsfind the second course psychol ogicaly and emotiona ly themoredifficult but on the
other handinthissituationit may beeasier for the parentsto believethat everything possblehas
been done.

Inacutesituationsit isalwaysnecessary to givelife-sustaining treatment first and toreview this
when enough informationisavailable, from more experienced opinion or following theevol ution
of theclinica stateor inthelight of investigations. Neonates should d most dwaysberesuscitated
inthelabour ward, particularly if therehasbeen no prior discussion. Withholding or withdrawal
decisions should be made by experienced senior staff.

Incritical careareas’ there should befrequent review of al decisionsincluding thoserelated to
provision of life sustaining treatment. There should be awillingnessto change with changing
circumstances.

2.2 The extent of withholding and withdrawal of care in
paediatric practice

Thereissubstantia evidencethat itiscommon and accepted practiceto withdraw life-sustaining
carewhere parentsand medical staff believethat the distressincurred by such care outweighs
thebenefits.

9 Critical careareasinclude A& E, labour ward and intensive care units.

13
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2.2.1 Neonatal practice

Recent stati stics show that di scussionswith parentsabout limitation and possiblewithdrawa
of treatment may occur in up to 70% of deathsin UK neonatal intensive care units. 1°

Examplesof clinica situationswheretreatment may not be started, may be discontinued, or
may belimitedinclude:
. Non-resuscitation of a baby at birth with a congenital abnormality that is
incompatiblewith surviva, such asthe absence of alarge part of thebrain (anencephdy).
. Non-resuscitation of ababy bornwith aconfirmed gestationa age of 23 weeksor
lesswhen parents accept the neonatol ogist’sopinion that survival would besolikely to
be associated with severe neurol ogical impairment that the many weeksof intensive
carecannot bejustified.
*  Withdrawdl of artificia ventilation from ababy who has suffered birth asphyxia
andinwhominvestigation hasreved ed profound brain damage.

2.2.2 Practice later in childhood

Withdrawal of treatment in paediatric intensive care units accountsfor between 43% and
72% of deaths'inthe UK and other countrieswhereit has been studied.

Inthemanagement of childrenwith chronic conditionsoutsdeintensivecaresmilar decisons
areaso made but much fewer dataareavailable®?. Atleast 12in10,000 childrenareliving
withalife-threatening conditioninthiscountry.t* Many of thesechildrenreceive pdliative
care at home where choicesto withhold invasive and intensiveinterventions are made
regularly®.

10 McHaffieHSet al. Crucial Decisionsat the beginning of Life. Radcliffe Medical Press (2001).
1 McCalum DE, Byrne P and BrueraE. “How children dieinhospital.” JPain Symptom Management. (2000)
20:417-23.

Keenan SP, Busche KD, Chen LM et d. “Withdrawal and withholding of life support in theintensive care unit:
a comparison of teaching and community hospitals.” The Southwestern Ontario Critical Care Research Network.
Crit. Care. Medicine (1998); 26 (2)245-51.

Goh AY and Mok Q. “Identifying futility in a paediatric critical care setting: a prospective.” Arch Dis Child.
(2001) 84: 265-8.

Cuttini. M et al. “End-of-life decisionsin neonatal intensive care: physicians' self reported practicesin seven
European countries.” Lancet. (2000)355: 2112-2118.
2] iben S, GoldmanA. “Homecarefor childrenwith lifethreateningillness.” Jof Palliative Care (1998) 14: 33-38.
18 A Guide to the Development of Children’s Palliative Care Services. Report of a Joint Working Party of the
Association for Children with Life-threatening or Terminal Conditions and their Families and the Royal Col-
lege of Paediatrics and Child Health. September 2003.
14 GoldmanA, BeardsmoreA, Hunt J. “ Palliative Carefor Children with Cancer —homehospital or hospice?’  Arch
DisChild (1990) 65:641-643.

LewisM. “TheLifetimes Service: amodd for children with life-threatening illnessesand their families.” Paedi-

atric Nursing. (1999) 11:21-23.
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Examplesinlater childhood mightinclude:

e Thewithholding of antibioticstotreat pneumoniaor other lifethreateninginfection
inthecaseof aserioudy neurologically impaired child or child suffering from atermina
illness. In contrast, antibioticsmight be used for anon-fatal infectionwhichiscausing
distress, such asapainful middle ear infection (acute otitismedia). Thislatter step
would represent animportant element of good pdliativecare.

. The paediatric neurologist might consider the appropriatenessof ventilator care
inaninfant with progressiverespiratory failurefromanterior horn cell disease.™> Heor
shemight consider withdrawing al life sustaining carefrom aseverely injured child
where brain stem responses are absent on two occasions.

*  Whenthereisno expectation of acure being achievablethe paediatric oncologist
might withhold antibioticsin achild with multiple secondary deposits of tumour. He
might al so withdraw chemotherapy inleukaemiaif the child had previoudy suffered
frequent rel apse and the course of therapy wasgiving little benefit.

2.3 The Ethical Framework

No single ethical framework islikely to embrace all views on questions of withholding or
withdrawing treatment but the EA C-RCPCH were mindful of anumber of ethical theoriesand
principlesin shaping their recommendations.

2.3.1 Fundamental Principles

The EAC-RCPCH believesthat threefundamental principlesapply:

2.3.1.1 Duty of Care and the Partnership of Care. Granted the compelling
presumptioninfavour of life, the Hedth Care Team hasaduty of carewith theprimary
intention of sustaining lifeand restoring their patientsto hedth. Whether or not thechild
can berestored to hedlth, thereisan absol ute duty to comfort and to cherish thechild
and to prevent pain and suffering.

Infulfilling the obligationsimposed by the duty of care, the Health Care Team and
parentswill enter apartnership of care, whosefunctionisto servethebest interests of
thechild. Thisduty of carea soinvolvesrespecting the ascertainablewishesand views
of childreninthelight of their knowledge, understanding and experience. Children

% Hardart MKM, Truog RD. “ Spinal muscular atrophy — Typel.” Arch. Dis. Child. (2003) 88:848-850.
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should beinformed and listened to so that they can participate asfully aspossiblein
decisonmaking.

2.3.1.2 TheLegal Duty All Hedth Careprofessionasareboundtofulfil their duty of
carewithintheframework of thelaw. Thelaw governingissuesof withdrawal or with-
holding treatment iscomplex and arguably inconsistent, but it isclear that any practice
or treatment given with the primary intention of causing deathisunlawful.

The Children Act (England and Wales, 1989; Scotland, 1995) provides an overall
statutory framework for the provision of children’swelfareand servicesbut makesno
specific provision concerning withholding or withdrawing treatment. 1t doeshowever,
provideinter aliathat:

* Thechild'swelfareisparamount.

* Particular regard ispaid to the ascertainable wishesand feelings of thechild.

* Children of sufficient maturity and understanding may bedlowedtorefusemedicd

or psychiatric examination or other assessment (but only for the purposesof achild

assessment order [section 43(8)] or an emergency protection order [section 44(7)].)

However, theAct a so introducesthe concept of parental responsibility (section 2.5).
Thosewith parenta responsibility may make decisionson behaf of children provided
that they actinther child’sbest interests. Parental responsibility can beacquired under
theAct by peoplewho arenot the child’snaturd parents. Thisincreasesthe number of
peoplewho could beinvolved in making decisionsabout children. Judgementsunder
the common law would appear to allow achild who isableto understand fully the
nature and purpose of medical treatment to consent. By inference, it would seem that
thechild couldrefuselifesaving or life sustaining trestment, but decis onsof the Court of
Appeal reRand re W?* have established that those with parental responsibility can
over-rideachild srefusal evenif the child concerned iscapableof fully understanding
the consequences of thedecision. In casesof disagreement, acourt can be asked to
cons der whether continuing trestment would beinthe best interests of the child and can
overridethe objections of both parentsand competent children.

A number of judgements on withholding or withdrawing life sustaining treatment have
established that:
* Thereisno obligationto givetreatment whichisfutile and burdensome- indeed
thiscould beregarded asan assault on the child.
* Treatment goal smay be changed inthe case of childrenwho aredying.

16 ReR (1991) 4All ER 177, 185 ReW (1992) 4A11 ER 627, 633
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» Feeding and other medical treatment may bewithdrawnin patientsinwhomthe
vegetative state isthought to be permanent (but in each case, it issuggested that
legal adviceshould betaken).
* Treatment may be withdrawn from patientsif continuationisnot in their best
interests.
Decisonsconcerning withholding or withdrawing treatment in the best interests of the
child would probably need to fulfil the Bolamtest.”’ That is, aresponsible body of
professional opinion would be of theview that it was not in the best interests of the
child to continuetreatment for reasonsthat arelogical and stand upto analysis.

2.3.1.3 Respect for Children'sRights The United Nations Convention on the Rights
of the Child (1989), which has been ratified by the British Government, sets out
fundamental principleswhich govern how children should betreated. Thefollowing
arethemost relevant for the purposesof thisdocument:
* Article3 statesthat action affecting children should have‘their best interests' as
aprimary consderation.
* Article 24 confirmstheright of the child to the highest obtainable standards of
hedlthand tofacilitiesfor thetreatment of illnessand therehabilitation of hedth.
* Article 13 confirmsthechild'sright of freedom of expressionandto seek, receive
and impart information andideasof all kinds.
* Article 12, affirmsthat ‘ achild who is capable of forming his/her view hasthe
right to expressthoseviewsfredly ondl mattersaffecting thechild, theviewsof the
child being given dueweight in accordance with the age and maturity of thechild'.

The Convention also affirmstheright of familiesto be given all necessary supportin
caring for their child and in the performanceof their child rearing responsibilities.

2.3.2 Axioms on which to base practice

From these fundamental principlesflow anumber of general axiomswhich may govern
practice. Theseare:

2.3.2.1 Thereisno significant ethical difference between withdrawing (stopping) and
withholding treatments, given the sameethical objective.

2.3.2.2 Optimd ethica decison-making concerning children requiresopen andtimely
communi cation between members of the Health Care Team and the child and family,

7 Bolamv FriernHMC (1957)2All ER 118
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respecting their valuesand beliefsand the fundamental principlesof ethicsand human
rights.

2.3.2.3 Parentsmay ethically and legally decide on behaf of childrenwho areunable,
for whatever reason, to express preferences, unlessthey areclearly acting against the
child’'sbest interest or areunable, unwilling or persistently unavailableto makedecisons
on behalf of their child.

2.3.2.4 Thewishesof achildwho has obtained sufficient understanding and experience
intheevaluation of treatment options should be given substantial considerationinthe
decision making process.

2.3.2.5 Theantecedent wishesand preferencesof thechild, if known, should aso carry
cons derableweight giventhat conditionsat thetimefor action match thoseenvisagedin
advance.

2.3.2.6 Ingenerd, resolution of disagreement should be by discussion, consultationand
CONSENSUS.

2.3.2.7 Theduty of careisnot an absolute duty to preservelifeby all means. Thereis
no obligationto providelifesustaining treatment if:
e itsuseisinconsi stent with the aims and objectives of an appropriate treatment
plan
* the benefits of that treatment no longer outweigh the burdento the patient.

2.3.2.8 Itisethicd towithdraw lifesustaining treatment if refused by acompetent child;
or from children who are unabl e to express wishes and preference when the Health
Care Team and parent/carers agreethat such trestment isnot inthe child’'sbest interests.

2.3.2.9A redirection of management fromlifesustaining treetment to pal liation represents
achangein beneficia aimsand objectivesand doesnot constituteawithdrawal of care.

2.3.2.10 Therangeof lifesustaining treatmentsiswideand will vary with theindividua

circumstancesof thepatient. 1tisnever permissibleto withdraw proceduresdesigned
todleviate pain or promote comfort.

18
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2.3.2.11 Thereisadistinction to be drawn between treatment of the dying patient and
euthanasia. When adying patient isreceiving palliative care, the underlying cause of
death isthedisease process. In euthanasia, theintended action isto cause death.

2.3.2.12 Itfollowsthat use of medication and other treatmentswhich may incidentally
hasten death may bejustifiedif their primary aimisto relieve suffering. The EAC-
RCPCH does not support the concept of euthanasia.

2.3.2.13 Legd intervention should be cons dered when disputes between the Health
Care Team, the child, parentsand carers cannot be resolved by attemptsto achieve
CONSENSUS,

2.4 The Legal Framework

Thecourtshaveaccepted that it islawful to withdraw life-prolonging trestment whenthequality
of lifethe child would haveto endureif given the treatment would be so afflicted asto be
intolerable to the child®. Although there has not yet been a case involving a child, the
implementation of the Human RightsAct 1998 hasnot dtered the courts view that withdrawing
such treatment in appropriate casesiscong stent with patients human rights.

Althoughit isnecessary and fundamentd to practice withintheframework of thelaw, the EAC-
RCPCH bdlieveitisimportant to definebest practiceinreationtotheinterestsof thefamily and
thechild rather than presenting the minimum legal requirement. Wemust look at what islegdly
permitted and required, but also a what isethicaly appropriate, which may exceed theminimum
standards set by law.

If adoctor wishesto continuetreatment of avery ill child, but thereisroom for reasonabl e doubt
about the benefit, thedoctor may beinadifficult positionif he continueswhen the parentshave
withheld or withdrawn consent. A court might say that the doctor did not act inthe child’ sbest
interests. Incasesof disputeitisgood practiceto consult the court®®. Inthe meantime, the
treatment should be given in the expectation that the court will support the action.

8 ReJ(1991) Fam 33 and Rec (1998)1FLR 384

NHSTrustv M: NHS Trust v H (2001)2FLR 367
19 Matters regarding health would normally be considered in aHigh Court. Court “orders’ can only prohibit an
intervention or authorise one if deemed medically expedient and in the patient’sinterests. They cannot oblige
doctors to any specific medical intervention. In Scotland a doctor must take responsibility for his treatment
decisions and the courts have little or no authority to give sanction to such decisions in advance.

19
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2.4.1. The legal context behind a child’s consent

In England and Walesin 1985, the Gillick ruling established that childrenwho are capabl e of
fully understanding theimplicationsof their decisionscan givevalid consent and that parents
haverightsonly in so far asthese enable them to exercise responsibilitiesto benefit their
children. Morerecent court rulingsin 1991 and 1992 haveretreated from the original
Gillick level of respect for the competent child’sviews, they havereaffirmed parents rights
of consent asanecessary legal protection when doctorscarefor minors. Thecourtshave
previoudly regarded the appropriateness of enforcing treatment onresisting children asan
ethical not alega matter®

However, caselaw inreation to adultssuggeststhat impos ng trestment in such circumstances
may constitute‘inhuman and degrading treatment’ that breacheshuman rightsunlessitis
‘medically necessary’ todo so. Itisaccepted that ‘ medical necessity’ can be present even
when adecisioniscontroversia, but the concept has not yet been further defined by the
courts.

The 1969 Family Law ReformAct respects consenting decisonsof young peopleaged over
16 yearsasif they areadults, but not necessarily dissenting decisions. A dissenting child at
any ageislikely tohavehisor her viewsoverridden. Thisisdespitethe 1989 Children’sAct
and the UN Convention, which both take abroad view of involving even ‘ non-competent’
children (who may neverthel esshold important and informed views) into decision making.
Such viewscan help adultsto make moreinformed decisions.

2.4.2. The Convention of the Rights of the Child

The United Nations Convention on the Rightsof the Child (1989) cannot bedirectly applied
InUK courts, but ratification meansthat Governmentsundertaketo honour the Convention
andtoreport regularly to the United Nationson their progressinimplementing children’s
rights. The Convention statesthat actionsaffecting children must havethe '’ best interests of
thechild’ asaprimary consideration (Article 3). It also enshrines’theright of thechildto
enjoyment of the highest attainable standard of health and to facilitiesfor the treatment of
illnessand therehabilitation of hedth’ (Article 24) subject totheresourcesavailable(Article
4). The Convention also respectsthe child’ sright ‘ to freedom of expression (including)
freedomto seek, receiveand impart information andideasof dl kinds, regardiessof frontiers

PReR(1991) 4All ER 177,185 ReW (1992) 4All ER 627, 633.
R (OntheApplication of Wilkinson) v Broadmoor SHA (2002) 1 WLR 419
R (OntheApplication of N) v Dr M (2003) 1 FCR 124
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andin‘mediaof the child'schoice whether language, drawingsand visud aids, or through
other kindsof communications (Article 13).

LikeEnglishlaw, the Convention respectstherightsof al childrentoform and expresstheir
view and statesthat “ the child who iscapable of forming hisor her ownviewshastheright
to expressthoseviewsfredy onal mattersaffecting thechild, theviewsof the child being
given dueweight in accordance with the age and maturing of thechild”.

Thusthe Convention addressesthe child’ sright to sharein decision-making, but doesnot
address questions of the child being the main or sole decider about proposed health care.
The Convention doesnot affect any statelawswhich gofurther thanthe Convention (Article
41). Englishlaw hasgonefurther, in recognising therights of competent childrento make
decisionsin certain circumstances™.

2.4.3. Euthanasia®

Withdrawd of life sustaining treatment in gppropriate circumstancesisnot seen by the courts
asactivekilling, nor asabreach of theright of lifeunder article 2 of the European Conven-
tion on Human Rights?,

Wherewithdrawa of ventilatory support doesnot lead to death, it must be made clear that
euthanas aisnot gppropriateand that pdliative careshould beoffered. Thelivesof unexpected
survivors, even when badly disabled, should be respected and they should be cared for

appropriately.

Someclinicians consider euthanasiaacceptabl e practice: othersbelievethat itisnever
acceptable. The Committee acknowl edgesthe debate about euthanas aand changing clinical
practicein some countrieswill continueto receive public attention?*. The EAC-RCPCH
doesnot support euthanasia.

Giving amedicinewith the primary intent to hasten deathisunlawful. Giving amedicineto
relieve suffering which may, asasideeffect, hasten deathislawful and can be appropriate.

2 Gillick v Wishech & W Norfolk AHA (1985) 3All ER 402; Children Act 1989. part V, 43, 44.
2 Definition — Causing death by intended lethal action, but for therelief of suffering
Z AiredaleNHSTrust v Bland (1993) 1 All ER 821; NHSTrust v M; NHSTrust v H (2001) 2 FLR 367
2 Cuttini, M. et a. “ Should euthanasiabe legal? Aninternational survey of neonatal intensive care units staff.”
Arch. Dis.Child (2004) 89:F19-F24.
Lagercrantz, H. “Commentary on paper Culttini etal.” Arch. Dis. Child.(2004) 89:F2
Cooke, RW “ Commentary on paper Cuttini et al.” Arch. Dis.Child (2004) 89:F3.
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Itisrecognisedin English and Scottishlaw that increasing doses of analgesianecessary for
control of pain or distressmay shortenlife. Thegiving of opioidsisfor the benefit of the
patient during lifenot in order to cause or hasten death.

2.5. Parental responsibilities®

Under the UN Convention on the Rights of the Child the State hasaduty to support parentsin
thisresponsibility. Itistheduty of the parentsto act for the child and inthe best interests of the
child. Theparentswill dwaysbe participantsin the careand decison making. Thechildwill be
involved to adegree appropriatefor their experience and condition.

Although parentsact for the child, they often feel unsure of wherethey cangofor extraadvice
outsdetheimmediate Health Care Team and their decisionsmay bedtered by theway inwhich
theinformation is presented to them. Sometimes there may be a need for an advocate not
connected with the medical team. Such aperson may not only be ableto interpret medical
information to parentsand child in understandablelanguage, but - moreimportantly - assist the
parentsor childin conveying their viewsaccurately to theprofessionals.

If thelocd authority achievesacareorder it gainsparental respongbility and the power to restrict
thenatura parents authority or that of any other person who would normaly carry such authority.
Parents can appeal to the High Court and to the Court of Appeal.

2.6. Involving Children
2.6.1. Competence

Children’scompetenceisrelated to their experience aswell astheir developmental stage.
Very young children who have had two courses of chemotherapy or two organ transplants
will often have moreinformed views about proposalsfor athird course of treatment than
adult patientswho are considering such treatment for thefirst time. Other young children
have no experience of decision making and their framework of valuesremainsunformed.

The EAC-RCPCH believesthat there should be apresumption of competence, unlessa

% A child’smother automatically has parental responsibility. A father does not have parental responsibility unless
he has married the mother, or made a parental responsibility agreement with her, or obtained acourt order granting
him parental responsibility, or fathers whose name appears on the birth certificate for children born after 12
December 2003. However, it would be good practicefor both parentsto befully involved in decision making as far
as possible, whether or not the father has parental responsibility. Other individuals can obtain parental responsi-
bility by court order, or by being appointed as a guardian on the death of a parent.
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childisobvioudy incompetent eg. extremeimmaturity. 1t should beaduty of theprofessonds
to assesstheindividua child’scompetency for decison making. Good practicegoesbeyond
observing minimum lega standards(see2.4.1) and takesaccount of higher ethicd stlandards
of respect for young children’sviews, aswell asconcernfor their welfare. Openandtimely
communication between theyoung patient, family and membersof theHedth Care Teamis
centra toinformed and ethical decison-making. The EAC-RCPCH seesdifferencesbetween:

1. informingchildren,

2. ligeningtothem,

3. takingaccount of their viewsso that these can influence decisions, and

4.  respecting the competent child asthe main decider about proposed health care
interventions.

Thesefour levesinvolvedifferent degreesof competence. Thechild' srightsto beinformed
and to express views (levels 1 and 2) are conditioned only by the child being able to
understand information and to form and expresspersona views.

2.6.2. Good Practicein Involving Children

Theaccount taken of children’sviews (seeabove) variesaccording to how informed and
wise each view isthought to be, and how much the adults concerned respect children’s
wishesand fedlings. Respect for achild’ sview, including their wish to refusefurther inter-
ventions, hasbeen quitewidedly advocated®. Childrenareincreasingly involvedinsocial
and nursing decisionsabout how their treatment isadministered.

Thereal difficultiesarise with the most troubling questions. What isthe best course of
treatment? When doeslife becomenot worth living? When ishope of benefit too dight to
justify treatment? Such questions canincrease doubtsabout how far itiswiseor kindto
informand involve children. When doesthe child’ swish becomedecisve? How far should
parents refusal to alow the child to beinformed or involved berespected? Theremay be
conflictsbetween children’srights based on competence and parental and medical views.
How can children’s competence, with their ability to copewith distressing newsandto
make decisions, be assessed taking account of their best interests? Varied ways of
communi cating with children and of respecting their physical and mental feelings, beyond

% For example: Fradd E. “ Tug of love.” Nursing Times (1988) 88:32-5. Warner J. “ Commentary. Early experiences
of heart lung transplantationin cystic fibrosis.” Arch Dis Child (1989) 64:9-13. Goodwin M, Alderson P. “Contra-
dictionswithin conceptsof children’srights.” InJ of Children’'s Rights(1989) 1:303-13. British Medica Associa-
tion Consent, Rights and Choices in Health Care for Children and Young People London: BMJ Books (2001).
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cognitiveand strictly verbal approaches, are being used. They need to bemorewidely
reported and explained.

In many cases children have no views about proposed care (such aswhenthey are babies,
or whenillness, injury or disability limit their understanding). Inother cases, children prefer
othersto decidefor them; although this apparent preference should be checked and not
assumed. Some childrenwant to influence decisionsor to bethemain decider. Experienced
young patientswith severeillnessor disability may decidethat lifeisnot worth living, e.g.
thosewith anorexiaor severe mental illnessmay ask for lessenforced treatments. Inthe
latter group, assessments of competenceare particularly complicated and it isoften assumed
that parentsor courtsknow best.

2.7. Impairment and Disability 2

Oneof themost challenging and difficult areasinvol vesthe question of withholding or withdrawing
lifesustaining trestment for children with severeimpairment. (section 3.1.3)

In 1991 the Court of Appeal accepted that it islawful to withdraw life-prolonging treatment
when the quality of lifethe child would haveto endure, if given the treatment, would be so
afflicted asto beintolerableto thechild?®. The court recognised that aqudlity of lifewhich could
be considered intol erable to an able-bodied person, would not necessarily be unacceptabletoa
child who has been born disabled. The EAC-RCPCH believesthat thismeanswhenthereis
little or no prospect of meaningful interaction with othersor theenvironment. Inthissituationno
reasonabl e person would want to lead such alife, nor impose on adoctor aduty actively to strive
tobringit about.

2.7.1. Living with disability

Many peoplewith severeimpairment describealifeof high quality and say they arehappy to
belivingit. Imparmentisnotincompatiblewithalifeof quaity. Children and adultsmay not
view their resdud disability asnegatively assomeable-bodied peopledo, provided adequate
supportisavailable. Itisimportant that society doesnot deval ue disabled people or those

2 Definitions — An impairment describes a pathological process such as spina bifida, a disability is the conse-
guence of an impairment and a handicap the social consequence of the impairment or disability. Handicapisa
disability of body or mind which interferes with the ability to lead a normal life or to benefit from a normal
education. Thismay constitute abreach of the Disability Discrimination Act 1995 and al so the Human RightsAct
1998. A recent example of thisisthe case of Glassv The United Kingdom in the European Court of Human Rights,
2004.

®ReJ(1991) Farm 33
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living with severeimpairments. TheEAC-RCPCH strongly believesthat the provison
of caretothosewith disability should not bereduced and theremust alwaysbea
commitment to the provision of high quality carefor thosewith disability. Sadly
thereareindications such children have been discriminated against when they competefor
acutesurgery?.

Thereisadegree of impairment which includesaloss of awarenessand aninability to
interact. Perhapsthisisintolerabledisability. Spastic quadriplegiawith very severecognitive
and sensory deficitsmight be one such condition. The burdenisnot only for the child but
alsothe parentsor their surrogates, and society must a so determine how best to shareit.

2.7.2. Disability

Thisisamatter of individual perception. What istolerablefor one person might well be
intolerablefor another. Itisimportant in counsdling to avoid over pessimistic viewsabout
lifewithdisability. Itisasoimportant to recognisethat while somepeoplewithdisabilities
areabletolivefulfilledlivesotherswiththe samelevd of disability fed that lifeisnot worth
living. Itisparticularly difficult to assessthe acceptability of adisability inthechild.

“Very serioushandicap” isaterm that parents may usewhen facing aparticularly bleak
outcome.

2.7.3. Anintolerable disability

A severelintolerabledisability isindefinable; therearewaysof makingit moretolerable, and
anindividua sufferer, evenwith extremedisability, may sill attach somevaueto existence.
Judgementson disability are bound up in peopl€ sfearsand attitudes and can be dtered by
achangeintheenvironment. Note:

« Intolerable may mean* that which cannot be borne” or “that which people should not
be asked to bear”.

* Anindividual may believethat he/sheisanintolerableburden

» Animpossibly poor existence may not be recognised by theindividua, depending on
that person’scognition.

2 Smith GF et al. “ Therights of infantswith Down’ssyndrome.” JAMA (1984) 251:229.

Bull et. al. Should management of complete atrioventricular canal defects beinfluenced by co-existent Down's
syndrome. Lancet. (1985)ii: 1147-1149.

A heart for Jo. The Guardian Weekend. 10.8.96.

Controversy over disabled girl’s death in casualty unit. The Sunday Telegraph. 29.12.96.

Rv Central Birmingham HA ex parteWalker (1987)3 BMLR 32.
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Itispossibleto envisagealevel of disability that doctorsbelieveto beintolerable, i.e. no
reasonabl e person would want to livewithit, and yet anindividua sufferer may attach value
totheir existence.
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3. The Process of Decision Making
3.1 Consideration of withdrawal

Ingenerd, theoutcomefor aclinical problem at thetimeof presentationisuncertain. Theteam
must wait until enoughinfor mation (not feelings) about the child’sclinical condition and other
relevant mattersto enable aclear decision on whether or not further treatment isappropriate.
All remediablecausesfor the child’scondition must beexcluded. e.g. drugs, metabolic

encephaopathy.

TheEAC-RCPCH bdieveshowever that itissufficient to haveareasonablebelief that aparticular
outcomeislikely and that absol ute certainty may be neither possible nor alwaysnecessary.

3.1.1 Decision Making

Inmedicinetherearetwo extremes. wheredeathiscertainand wherecureiscertan. Between
these extremes exists uncertainty, and whether or not interventionisworthwhileisavalue
judgement based on prediction of outcome. Deciding what outcomeisintolerableor trestment
isunbearableisanintringc part of thedecison making.

All membersof the Health Care Team need to fedl part of the decision making processin
that their views should be listened to and accorded due weight. Most recognisethat the
latter will depend ontheir knowledge, understanding and experience. Thisappliesto both
clinica and mora matters. However greater openness between disciplinesand gradeswill
facilitate greater understanding of individua rolesand responsibilitiesand enhancethe sense
of corporate mora responsbility.

Decisions should be made with the parents on the basis of knowledgeand trust. Parents
and children may have agreater perception of their rolesand responsibilitiesasagentsin
decison making than professiona sacknowledge. Inorder to maximise active participation
of parentsand children in the decis.on-making process, clinical teamsneed to ascertainthe
tolerance of parentsand children for assuming responsibility and work withinthat. This
should enhancetheir ability to livewith the decision they havemade.

Ultimately, the clinica team carriesthe corporatemoral responsibility for decision making,

whichisan expression of their moral andlega dutiesashedth careprofessonas. Teams
candevelopthismora responsbility by reasoning together.
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3.1.2. Second opinion

Theremay however be circumstanceswhen an independent consultation with another clini-
cian or ethicscommittee may be helpful.

Paediatricians may seek further opinionsto enable parentsand children to cometoterms
with prognosisandto providereassurancefor themsaves. In practiceadecisontowithdraw
treatment isusualy amatter of consensusrather thananindividua decison. However, many
magor medical decisonsrequireasecond opinionfor legal reasonsaswel asclinica assurance,
e.g. termination of pregnancy, brain stem death. Obtaining a second opinion asto the
advisability of withdrawing life sustaining trestment isnot alega requirement but theremay
be circumstancesin which it may highlight the appropriateness of the processof decision
making. The circumstances where asecond opinion should be sought arediscussed in
section 3.4

3.1.3. Circumstances of withholding or withdrawal of treatment

TheBrain Dead Child*. When brain stem death isconfirmed, the patient isby definition
dead. Within the patient organs may function dueto extraordinary medical assistance: such
ass stance can gppropriatel y bewithdrawn. Brain deeth must be diagnosedinthe usua way
by two medical practitioners.

The" Permanent Vegetative Sate” (PVS)3. Thevegetative state may follow insults
suchastraumaor hypoxia. It may persisti.e. bepresent for four weeksor moreor become
permanent inthat it ispredicted that recovery of awarenesswill never occur. Thechildin
such a state shows no awareness, does not react or relate with the outside world and is
reliant on othersfor dl care. Diagnosisin children asin adults depends on thefulfilment of
clinicd criteriaand requiresgppropriateassessment. Insuchdrcumsancestrestment, inclusve
of tubefeeding, may* bewithdrawn whilst making the patient comfortable by nursing care.

% Definition — Brain death occurs when a child has sustained either (i) irreversible cessation of circulatory and
respiratory functionsor (ii) irreversible cessation of al functions of the entire brainincluding thebrain stem. A
determination of death must be made in accordance with accepted medical standards.

31 Definition — A state of unawareness of self and environment in which the patient breathes spontaneously, has
a stable circulation and shows cycles of eye closure and eye opening which simulates sleep and waking, for a
period of 12 monthsfollowing ahead injury or 6 months following other causes of brain damage.

%2 Thelegal judgement on Bland (Airedale NHS Trust v Bland (1993) 1 A11 ER 821) suggeststhat in thissituation
tube feeding isitself an assault and so it should be withdrawn. In paediatric practicethisislessclear —see 3.1.4.
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The“NoChance’ Situation. Treatment delaysdeath but neither improveslife'squality
nor potentid. Needlesdy prolonging treestment inthesecircumstancesisfutileand burdensome
and not inthe best interests of the patient; hencethereisnolega obligation for adoctor to
provideit. Indeed, if thisisdoneknowingly (futiletreatment) it may constitute an assault or
“Iinhuman and degrading treatment” under Article 3 of the European Convention on Human
Rights. Consder for exampleachild with progressive metastatic malignant diseasewhose
lifewould not benefit from chemotherapy or other formsof treatment aimed at cure.

The* No Purpose” Situation. Inthese circumstancesthe child may beableto survive

with treatment, but there are reasonsto believe that giving treatment may not bein the
child'sbestinterest. For example, thechild may devel op or aready have such adegree of
irreversbleimpairment that it would be unreasonabl eto expect themto bear it. Continuing
treatment might leavethe childin aworse condition than dready existswith thelikeihood of
further deterioration leading to an “impossibly poor life”. The child may not be capable
now or inthefutureof taking part in decision making or other self directed activity.

Inall theabove circumstancesit isappropriate to consider withholding or withdrawing
treatment. If itislikely that futurelifewill be*impossibly poor” then treatment might
reasonably bewithheld. If suchalifedready existsandthereislikdihood of it continuing
without foreseeabl eimprovement, treatment might reasonably bewithdrawn.

“TheUnbearable Situation”. Thisstuation occurswhen thechild and/or family fed that
further treatment ismorethan can bornethey may wish to havetreatment withdrawn or to
refusefurther treatment irrespective of themedical opinionthat it may be of somebenefit.

3.2. Clinical responsibilities of the Health Care Team

Treatment generdly requiresco-operation. TheHedth Care Teammust dwaysact inthechild's
best interests. The Health Care Team must not inflict treatment on children just because a
treatment becomes available, but awaysintroduce treatments for the benefit of the child,
withdrawing themwhen they areno longer of benefit.

Theclinical teeamwill dmost dwayshaveto start from apremise of uncertainty. Itiscrucid to
wait until enough informationisavailableto decide on theindividua outcome. Itisrecognised
that such delay may become asource of tensonwithinthe Team. Thisinformation mustinclude
aclear diagnosswherepossibleand an awarenessof thelikely prognosis, given an appraisa of
the possibletherapeutic options. Decisionsto stop or withhold certain treatmentswill amost
awaysbebased on probabilitiesrather than certainties. Some childrenwhosemedica treatment
iswithdrawn go onto survive® and it isnot awrong decision if thisisthe outcome. Treatment

29



Witholding or Withdrawing Life Sustaining Treatment - May 2004

iswithdrawn becauseit isfutile but not with theintention that to do sowill bring about death.
Continuing support, respect and palliative careisrequired for the unexpected survivor. Inthe
Situation wheretreatment isbeing withheld the Team need to beflexiblein theface of changing
circumstances.

3.2.1. Range of treatments

Therearemany different typesandintensitiesof therapy that it may be gppropriateto consder
withdrawing or withholding, depending on the severity of theillnessor thesituation. These
may include experimental therapieswhichare currently not validated by research evidence,
cardiopulmonary resuscitation, mechanica ventilation, intravenousinotropic agents, antibiotics,
artificid nutritionandintravenoushydration.

Feedingisaparticularly emotive areafor parentsand staff, and opinionsvary regarding
withholding and withdrawa of feeding. Theroleof assisted feeding for aninfant or child (by
nasogastric tube or gastrostomy) should be considered very carefully and discussed fully
withthefamily. 1t may beentirely appropriate, for example, inachild with aswallowing
disorder duetoadowly progressve neurodegenerativedisease, but would rarely beintroduced
for achildwith rapidly progressve, disseminated maignant disease. Inother circumstances,
itswithdrawal can beaccepted if itiswell managed.®

3.2.2. Musclerelaxants

Theuseof paralysing agents prior to withdrawal of ventilatory support canbeviewedina
similar way. In somesituations, such asseverelung disease, synchrony with amechanical
ventilator whichisanecessary part of effectivetrestment, can only beachieved by adminigtering
amuscle paralysing agent in addition to sedativesand analgesics.

If it subsequently becomesappropriateto consider withdrawal of ventilation, itisimportant

% Vernon DD et d. Modes of death in the pagdiatric intensive care unit: withdrawal and limitation of support care.
Critical CareMedicine (1993) 21:1798-1802. Mink RB and Pollock MM . Resuscitation and withdrawal of therapy
inpaediatricintensive care. Pediatrics (1992) 89:961-963. LantosJD et al. Do-not-resuscitate ordersin achildren’s
hospital. Critical Care Medicine (1993) 21:52-55. Ryan CA et al. No resuscitation and withdrawal of therapy in
aneonatal and paediatricintensive careunitin Canada. J Pediatr (1993) 123:534-538.

Martinot A et a. All modes of death in a French paediatric intensive care unit. Proceedings of the European
Society forPediatric Intensive Care. (1994).

Levetown M et al. Limitations and withdrawals of medical interventions in pediatric critical care. JAMA
(1994)272:1271-5.

Balfour-Lynn IM and Tasker RC. Futility and death in paediatric medical intensive care. J Med Ethics

(1996)22:279-281.
3 AiredaleNHS Trust v Bland (1993) 1All ER 821
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to remember that thereisadifference between managing the processand ensuring death. It
may not beinthechild’ sbest intereststo withdraw the paralysing drugs before discontinuing
ventilation, asthisaction would subject the child to aperiod of sub-optimal ventilation
leading uptowithdrawd of ventilatory treetment. Thus, whenadecisonismadetowithdraw
mechanica ventilation, aparaysng agent necessarily prescribed for prior trestment may be
administered up to (but not beyond) the point that respiratory support iswithdrawn. It
would however beunlawful to prescribeaparalysing agent prior towithdrawal of trestment
simply to avoid terminal gasping which sometimesoccursasventilationiswithdrawn, a
situation which should be managed with more gppropriate and specific treatment torelieve
distress.

Inthecaseof achildwith severebraininjury, itisunlikely that aparaysing agent would be
required to facilitate curative treatment. Asno paralysing agent wasrequired at that stage,
such adrug should not beintroduced for withdrawal of treatment.

Inachildwith severe cardiopulmonary failurewhere paralysing agentshave been required
to ensure effective ventilation during treatment, death will beinevitablewith or without
paralysis. Inthese circumstances, thereis no need to stop the paralysing agent prior to
withdrawa of trestment.

3.2.3. Palliative Care

Theclinica team hasaduty dwaysto offer paliative careto childrenwith life-threatening
andlife-limitingillnesses. It may begin whenever it becomes apparent that theillnessmay
result in premature death. It can be provided alongside treatments aimed to cure or
sgnificantly prolong lifeand should continue asthe mainfocus of carewhenthesetreatments
arewithdrawn or withheld.* Pdlliative care should respect thechild’sdignity and consider
their physical needsincluding therelief of pain and other symptoms, and a so addressthe
emotional, socia and spiritua needsof both thechild and their family. All these aspectsof
palliative care can be provided wherever achild and family are cared for - whether in
hospita, a homeor inachildren’shospice. Careful planning and communicationisneeded
to ensurecontinuity of carefor thechild, particularly when they aremoving between hospita
and home. A key worker (often the paediatric community nurse) isessentid to co-ordinate
this, especially whereit isanticipated that palliative care may be needed for an extended

% Palliative Care for Young People. Report of the Joint Working Party of ACT (The Association for Children
with Life-Threatening or Terminal Conditionsand their Families), the National Council for Hospice and Specialist
Palliative Care Services and the Scottish Partnership Agency for Palliative and Cancer Care. 2001.
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period of timeand involveanumber of health careprofessionals. If theillnessisprolonged
respitecareshould beavailable.

3.3 Communication

3.3.1 Within the Health Care Team

When theissueto withhold or withdraw trestment israi sed, all membersof theclinical team
should have an opportunity to voicetheir feelingsand opinions. Theweight givento each
individua’ sviewsshould taketheir experienceinto account. Somemay fed afraidtovoice
thelr opinion, so sympathetic encouragement isimportant. Some unitsrequirethewhole
team to express an opinion and al o require unanimity; in otherstheissueisdiscussed openly
but not everyone may be expected to contribute. 1t isperhapsunredistic and may not bein
thechild’sbest intereststo expect unanimity in support of decisionsto withdraw or withhold
treatment inall cases. The consultant in charge of the case should lead the decision making
process and always bearsthefinal responsibility for the chosen course of action. Team
discussionsabout the patient areanecessary learning experiencefor thewholeteam. Senior
members should promotethisby interpreting information that isshared from their previous
experience, but so by considering any new interpretationsfairly.

Decisionsto withdraw or withhold life-sustaining treatment should be clearly understood
and documented by theclinica team.

3.3.2 With the family

Whenwithdrawal isan option that hasbeen raised by theclinical team, the consultant and a
senior colleague (nurse or social worker) should, at an early stage and either together or
separately, discussthefact that theissueisto be considered with parents.® Thechild, asfar
asheor sheisable, their wider family (eg siblings) and any other individual (religiousor
socid) whom the parentsor child nominate should dso beinvolved. For full involvement, the
parents (and child if appropriate), must have adequate information and adequatetimeto
understand and assessit, with time also to obtain aternate adviceif they sowish. Siblings
can haveimportant insghtsinto thefedingsof their sick brother or sster. Thefinal decison
iIsmadewiththeconsent of the parentsthough theclinicd team must tekethemain respongbility
for thedecision. (see3.1.1.) Thiscanhelptoadleviatethe burden of guilt that some parents
fed.

% Greig-Midlane. H. “ The parents perspective of withdrawing treatment” BMJ (2001)323:390.
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A full record of communicationwith thefamily should bewrittenintheclinica recordonal
occasions. ‘Do not attempt resuscitation’ ordersand decisionsto withhold or withdraw life
sustaining treatment must be clearly recorded in the child’sclinica notestogether witha
written account of the processand factorsleading to thisdecision.

After the death of the child, the consultant in charge and the nurse most invol ved should
offer to seethe parents, to discussthe death and theresult of the post mortem examination®”
ifitisavailable. A copy of such areport should be given to the parentsonrequest. The
parents may wish to meet with other members of the clinical team and such ameeting
should bearranged by the consultant or the nuraing staff. Va uable continuing support may
begiven by aninvolved socia worker.

3.3.3 Communication with Primary Health Care and Community
Services

When adecisonisbeing madewithafamily about withdrawing or withholding lifesustaining
treatment, it will usualy be appropriateto includethe primary health careteam and local
paediatric professiona sinthediscussion, especidly if they haveknownthechild and family
wdll. If they arenot part of theongoing discussionitisessentia to kegp themwel informed
of decisonsand particularly of the child’ sdesath.

Insomesituationsfamiliesmay prefer to carefor their child at home. Thismay bewhenthe
focusof carebecomespdliativeand someperiod of timeat homeisanticipated. Occasondly
thefamily may eect to haveintens vetreatment withdrawn at home or takethe child’sbody
homeafter desth. Careful communication and arrangements, according to thecircumstances,
need to be made between the primary health careteam, the children’scommunity nursing
sarviceor loca pdliativecareteamand their local paediatric unit. Thiswill ensurethat there
isadequate support available, good continuity of careand that plansfor atimeof crissare
understood by all thoseinvolved.

Levelsof community servicesstill vary indifferent partsof the country but familieswill need
24 hour accessto paediatric careand advice and local teamswill need 24 hour accessto
advice and expertisein symptom management in palliative care. Familiesalso needto
know that they haveahospita bed availableat any timeif they needit.

37 No matter how careful the diagnosisduring life, the EAC-RCPCH believesthat arequest for apost mortemis
awaysappropriate. Information from postmortem consolidates and confirmsthe diagnosis during life providing
certainty for the parentsand the clinical team. Theresults should be given to the parentsas soon asit ispossible.
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3.4. Resolution of different opinions

Wherethereisalack of agreement within theteam or between theteam and thefamily itis
important to anayseitsorigins. Itispossiblethat thesereflect different understandingsof the
issuesand that moretimeto consider them and better communication will resolvethetension. If
thereisanxiety about the degree of certainty behind the medical factsit should be considered
whether any further investigation might helptoresolvethis. Input fromreligiousadvisorsor other
important sourcesof support to thefamily may behelpful. However, persond beliefsmay dictate
that someindividua sdecidein aparticular way whatever the circumstances.

Unanimity onthe part of theHed th Care Teamisnot essentid (see3.3.1). Resolving adifference
of opinion between the team and the family is essential and may occasionally require
additiond input. Under these circumstancesthefamily should ill befully supported by theteam.

3.4.1. Medical Input

Theinvolvement of another senior clinician may helpin the communication of bad newsorin
decisionmaking. Thiscould comefromwithintheteamif themainissueisoneof uncer-
tainty, but if thereisamorefundamental disagreement between thefamily and theteam or
there hasbeen an erosion of trust, an expert opinion from outside the unit/hospital may be
preferred. Thiscould be organised by the consultant responsiblefor the care of the child.
To secure greater confidencein theindependence of the second opinion, thefamily may
wishto arrangethisthemsaveswiththe help of their general practitioner. Thefamily should
beat liberty to change clinician and moveto another consultant if thisispossible.

3.4.2. Legal Input

In most cases, with effective communi cation and adequate time, the health careteam and
parentswill cometo agree. If thisdoesnot prove possibleand other effortsto resolvethe
situation are not successful then the courts should be consulted. Every NHS Trust hasa
legal adviser and it should be possibleto obtain legal advicethrough the hospital manage-
ment structure. Another source of adviceisthe CAFCASS Lega Services(Childrenand
Family Court Advisory and Support Service) can betel ephoned for advicewhich will help
clarify theneed for court involvement. Intherare situation that court assistanceisdeemed
necessary, the parentsor their representative should be notified as soon as possible of such
intended action. Lega support for medica matterswould usualy be sought fromajudgein
aHigh Court. At such ahearing parents must be ableto expresstheir own viewsand seek
dternativeopinion.
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3.4.3. Clinical Ethics Committees

Thenumber of Clinica EthicsCommitteesestablished inthe UK isincreasing. Thefunction
of such committeesmay includediscussion, andyssand adviceonindividual casesaswell
ascontribution to policymaking, teaching, training and research.

In our opinionthefactorswhich arelikely to result in best decision making inindividual
casesarefactud knowledge of the problemsand of thecircumstancesof the patient concerned
and good rel ati onshipsbetween the partiesinvolved. Ethics Committeesmay betooremote
fromtheindividud caseto understand al thenuancesinvol ved, too ready to reach aconsensus
and may lack an innovative approach to problems. There arefearsthat they may limit
freedomsand create further bureaucracy around patient care. However they may bring
sgnificant anaytica skillsand may haveimportant mediation and conciliatory functionsand
may serveto protect patients’ rights.

If Clinical Ethics Committeesareto be used to discuss casesin aproactive fashion they
need to be easily convened and to devel op supportive and educationa functions.

Variousmode sof functioning arepossible:
1) Itmay beobligatory to consult acommitteeand to accept itsrecommendations,
2) Itmay beobligatory to consult but not to accept recommendations, and
3)  Both consultation with thecommittee and the acceptance of itsrecommendations
areoptiondl.

In practicemodels 1 and 2 are seldom used and 3 isthe most appropriate for individual
casediscussion.

Any UK Clinica Ethics Committee needsto retain itsindependence so asto secureits
moral integrity. Itisnot clear how thisisto be protected inthe current Hospitd and Primary
Care Trust since both may be considered to have somefinancial interest inthedecisions
made. It isnot clear how thesetensionswill develop in the future or what means may be
used to reducethem. Whichever mode of Clinical EthicsCommitteeiscreated, it remains
the casethat legal and professional responsibility for decision making still restswith the
consultantin charge of the case.

Itispossiblethat Clinical Ethics Committeesmay havearoleif thereisan apped against a

decision to withdraw or withhold treatment made in another Trust and an independent
analysisof thecaseisrequired.
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4. Bereavement
4.1 Families

Thedeath of achildisone of themost devastating experiencesthat aparent can have and the
qudlity of careat theend of lifeand after the child’sdeath can haveamgjor impact onthefamily’s

grieving.®

Each hospital should haveapolicy inplacefor whenachild diesand provideinformation which
should bereadily availablefor staff whichincludesdetailsabout asking for post mortems, the
needsof different culturesand the provision of mementosfor thefamily. There should aso be
informationwhich can begiventofamiliesontheimmediate practical detailsthey will need for
registering the death and making funera arrangementsand a so for thefuture on how they may
feel and how they can access support.

Itisimportant to providefollow-up for parents after the death of achild. Sometimesduetothe
pressures of acute medical carethisispromised but not fulfilled. Sometimesitishelpful for
familiesif thisisundertaken by ahomevist. Contact between 1-2 monthslater givesthe opportunity
to discuss the results of a post mortem or investigations that may shed more light on the
circumstances surrounding the death, to answer families medica questionsandto exploretheir
feelings. Someteamsare ableto offer continuing, but gradually diminishing contact with
acknowledgement of specia anniversariessuch asthe child’ sbirthday and date of death.

Grief isanormal reaction to bereavement and sometimes profess onal s seek to medicalisegrief
andinterveneinappropriatey. Many familieswill find their own support in different waysand at
different times. Familiesshould be given accessto information from both staff and voluntary
organisationsto enable them to make choicesfrom the support and servicesavailable. More
counselling from support organisations or other forms of therapy can be offered to families
requesting such help.

4.2 The Health Care Team

Likethe parents, individuasin the heath careteam will experience awiderange of emotions,
both in the short term and over time. Work pressures can interfere with the resolution of these
issuesand failure to address them can lead to stress, sickness, lowered moraleand divisions

% Chiswick M. “Parents’ end of Lifedecisionsin neonatal practice” Arch. Dis. Child (2001) 85: F1-3.
McHaffieHE, Laing | A, L1oyd DJ" Follow-up on bereaved parents after treatment withdrawal from newborns”
Arch.Dis.Child (2001)84:F125-128.
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withintheteam. All staff may need support but many may not know how to acknowledge or
gpproach thisneed. Discuss on sessonscan be hel pful but they may be complicated by questions
of status, social taboos or defensive behaviour and protection. Senior doctors may find it
difficult to sharetheir stressesand uncertaintieswith traineesand nursing staff. Certain groups
may be specificaly vulnerablee.g. night staff. Each person hasdifferent needsand they may gain
support frommore senior staff, professiona support workers, friends, partners, chaplainsand
others. Some are hel ped by maintaining contact with thefamiliesand by going to thefuneral
although both of these can a so bring new stresses. Even with aformal support network the
appropriateindividuasarenot awaysavailable when they are most needed.

Dedingwdl withtheseissueswill haveabeneficid effect on staff moraeand should reduce staff

sicknessand turnover. M anagement need to be awarethat resourcesall ocated inthisareawill
support their staff, benefit the organi sation and improve hedth careddlivery.
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5. The Future

5.1. Training

All clinica gtaff and nursesshould have accessto continuing education in communication, ethics
and the subj ect of withdrawing and withholding care. Such areas now have amore prominent
roleinmedical and nursing curricula. It hasbeen recognisedinthe GMC Guidanceon Training
Tomorrow'sDoctorsand in ascientifically based educationitisessentia that the psychological
and spiritual dimensionsof carearefully considered. Hospitalsmay aso consider having an
educational clinical ethicsforum that periodically meetsto review difficult cases®, and child
bereavement organi sationsand parent support groups should beused in providing someof this
training. Finally the assessment of ethical issues, communication, knowledge and approaches
should continueto form amandatory part of the assessment of competencein clinica training.

5.2 Resources

Although cliniciansdo not and should not give paramount importanceto resourcesin decisons
about care, such considerations have always entered into discussions about treatment options.
Withlimited availablemoney inthe NHS, offering expensivetreatment inevitably usesfundsthat
may have been better used el sewhere. The EAC-RCPCH do not feel that decisionsabout the
sort of child who would be offered intensive care should be resource motivated but should be
determined by whether such carewas appropriate.

5.3 Research/audit

Itisvitd for unitsinvolvedinwork wherewithholding or withdrawd of lifesustaining tresatment is
practised not only to conduct salf-audit over the outcome of their care but al so to obtain feedback
fromthe affected families.°As perspectivesmay changewithtime, such surveysshouldamtobe
continuous, over aperiod of years.

How can children’scompetence, their ability to copewith distressing news, and their ability to
make decisions be assessed? |n many British hospitalsvaried ways of communicating with

% Larcher VF, Lask B, McCarthy J, “ Paediatricsat the cutting edge: do weneed clinical ethicscommittees?” JMed
Ethics(1997)23: 245-249

4 Alderson P, Montgomery J Health Care Choices — Making Decisions with Children. London: Institute of
Public Policy Research, 1996. Alderson P. Children’s consent to surgery. Buckingham: Open University Press,
1993.

4“1 Saigal Set a. Pediatric Research Abstracts. Abstract 225, (1995)37:40A. and Abstract 1654, (1996)39:378A.
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children, beyond cognitive and strictly verbal approaches, arebeing used®. Theseneedto be
morewidely reported and explained.

Research hasbeen doneand moreisneeded amongst disabled peopleto determinewhat degrees
of disability they would think of astoo burdensometo risk for others. Undoubtedly thisisan
areawhereit will bedifficult to reach aconsensusasthe burden of disability dependson different

perceptions.

The UK Census* has confirmed that oneinten children are classed asfrom minority ethnic
groups and therefore decisions on thewithdrawal of treatment need to be underpinned by an
understanding of cultura ‘diversity’. Thisisarelatively under-researched area.

5.4. Clinical Ethics Service

Whilethereisagreement that support, guidance, teaching and training in these sensitiveareas
arerequiredfor dl staff thereisasyet no consensusasto how theseaimsareto beachieved and
how theimpact of providing ethical support isto beevaluated. A greater interestinqualitive
research and theinterface between the Humanitiesand Medicine may providethe necessary
impetus and toolsto accomplishthistask. Theestablishment of aUK Clinical EthicsNetwork®
will provideaforum for exchange of ideas, methodol ogies and protocol sand a so support for
those attempting to establish, maintain or validatetheir service.

42 shelkhA, Gatrad AR. “ Children and Young Families’. In Ethnicity, Health and Primary Care, Ed. Kai J. Chapter
16 p. 151. Oxford: Oxford University Press, 2003

UK Census England and Wales www.pro.gov.uk
4 www.ethics-network.org.uk
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6. Conclusions

There are some circumstancesin which the continuation of medical attemptsto cureare either
manifestly futile or inflict unbearable suffering onthechild. Professionals, trained to restore
hedlth, oftenfed that they havefailed patientswhose problems persist despite active treatment.
However, in some circumstances, to continuelife sustaining treatment isto offer carethat isno
longer inthechild sbest interest.

Appropriate withdrawal of treatment will depend on accurate knowledge of the condition and
sound inter-relationships with and around the child. Good judgement will usually involve
consultation. Conflicting emotions can affect the balance of both parental and professiona
judgement. Theavailability of professionalswho can addressthisconflict could be helpful in
explaining and defusing areas of potential tension. Decisionsshould never behurried and there
should alwaysberespect for thechild slifeand aresponghility tordieve suffering. Thelivesof
thosewith severedisabilities, whether physica or mentd, areto behighly valued. All whorelate
to thosewith disability should offer them the best personal, and professional care.
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