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UMMARY

One ethical dilemma which neonatologists are faced with on a regular basis is selective
non-treatment, that is, clinical decisions made after the birth of a liveborn infant to withhold or to
withdraw treatment in certain circumstances. Although the outcome of extremely preterm or
critically-ill infants has significantly improved over the last decade, many are often left to die at
birth by withholding resuscitation or neonatal intensive care. Criteria for initiating life-sustaining
treatment must be developed with proper ethical considerations. There are other infants whose
clinical course afler initiation of intensive care will suggest that further curative efforts are flitile
or lack compensating benefit. Criteria for withdrawing life-sustaining treatment must also be
developed, and pailiative care measures defined. Clinical situations in which selective
non-treatment is taking place in neonatal medicine are: (1) when death is considered to be
inevitable whatever treatment is provided, (2) even when death is not inevitable, there is a
significantly high risk of severe physical and mental disability should the infant survive, and (3)
when survival with moderate disability is possible, but the infant is likely to experience ongoing
pain and suffering, repeated hospitalisation and invasive treatment, and early death in childhood.
The decision-making process of selective non-treatment should involve Iess medical patemalism
and more informed parental involvement. The process is built on trust between the neonatal staff
and parents, and requires time, information, honesty and empathy. Ethical issues must be
approached with extreme responsibility, extraordinary sensitivity and heroic compassion.

Temas Éticos na Medicina Neonatal

Um dilema ético que os neonatólogos defrontam regularmente é o não tratamento selectivo,
isto é, a decisão clínica feita após o nascimento de um nado vivo, de recusar ou retirar o
tratamento em certas circunstâncias. Embora o prognóstico de crianças muito precoces ou em
estado crítico tenha melhorado na última década, algumas morrem ao nascer, pela recusa de
ressuscitação ou de cuidados intensivos neonatais. Há crianças que, após a iniciação dos cuidados
intensivos, têm um percurso clínico que indica que mais esforços curativos serão fúteis ou sem
beneficio compensador. O critério de negar tratamento de manutenção de vida também deve ser
desenvolvido,e as medidas de cuidados paliativos definidas. As situações clínicas em que o não
tratamento selectivo ocorre na medicina neonatal são: (1) quando a morte é considerada inevitável
seja qual for o tratamento prestado, (2) mesmo quando a morte não é inevitável, existe um alto
risco de incapacidade fisica ou mental em caso de sobrevivência, e (3) quando a sobrevivência
com uma incapacidade moderada é possível, mas é provável que a criança tenha dores e
sofrimento contínuos, repetidas hospitalizações e tratamentos invasivos, e morte precoce na
inffincia. O processo de decisão de não tratamento selectivo deve envolver menor paternalismo
médico e maior participação informada dos pais. O processo é baseado na confiança entre os
profissionais de cuidados neonatais e os pais, e requer tempo, informação, honestidade e empatia.
Os temas éticos devem ser abordados com extrema responsabilidade, extraordinária sensibilidade
e compaixão.
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1NTRODUCTION

Advances in medical treatmenc and technology have
created numerous medico-legal and ethical dilemmas in
perinatal medicine. These include general issues such as
abortion, family planning, sex selection, value of human
life, economics, religion, politics and maipractice. Exam
pIes of specific issues include gene manipulation, fetal
therapy, in vitro fertilisation, extreme prematurity, selec
tive non-treatment, anencephalic organ donor, technolo
gy invasion and chronic care. To provide a neonatolo
gists perspective on one of these dilemmas, this review
considers the issue of selective non-treatment, that is,
medical decisions made after the birth of an extremely
preterrn and/or critically-ill infant to withhold or to with
draw treatment in certain clinical circumstances.

DECISION TO WITHHOLD TREATMENT

A decision to withhold treatment is uniformly accepted
as an appropriate option in iethal congenital malforma
tions such as anencephaly. One grey area in which there
is little consensus and for which neonatologists have to
deal with almost on an every day basis is extreme prema
turity. Studies which investigated the variability in the
doctors’ attitudes and in their management policies with
extreme prematurity have shown that among many prac
tising obstetricians and paediatricians, there was a ten
dency to underestirnate the potential for survival and
overestimate the risks of disability for extremely pretenn
infantsi3 Our own national Australian survey in 1987
showed that about 40% of neonatologists selectively
resuscitate extremely preterm infants at birth, suggesting
that many of these livebirths were Ieft to die through
withhoiding of neonatal intensive care.3 The three most
common reasons given by the respondents were that the
parental wish was not to treat, that the treatment costs
were high, and that more mature infants with a better
prognosis should have a higher priority for treatment if
medical resources are limited. Unfortunately, if doctors
believe that the infant has little prospect for survival or
survival without disability, it is probable that their clini
cal management would be less than optimal and they
may in fact be creating a self-fullfilling prophecy. The
remaining 60% of neonatologists gave as their main rea
son for always attempting to resuscitate at delivery, even
for extremely preterni infants, the impossibility to predict
the individual infants prognosis at the time ofbirth.

Our ethical approach established iii the Neonatal inten
sive Care Unit (NICU) at Monash Medical Centre, with
respect to the managernent of extremely preterm infants,
has been published in detail.4 We agree with the poiicy
which advocates that ali infants with a birthweight of
greater than 500g or a gestation of 24 weeks or more
should be offered neonatal intensive care.5 The oniy
exception suggested are those with a birthweight <750g
who do not respond to intubation, ventilation and cardiac
massage with improvement iii Apgar score in the delivery
room.6 We have published our experience on 442
extremely preterni livebirths bom at 23-28 weeks gesta

tion in Monash Medical Centre over a l0-year period
i977-l986.~ Overali, only 10% of these infants were not
offered neonatal intensive care: 4% had major malforma
tions and 6% were considered nonviable for which
resuscitation at birth was not offered or not successful.
The proportion of livebirths in which treatment was with
held because they were considered nonviable was 36.7%
at 23 weeks, 17.4% at 24 weeks, 8.5% at 25 weeks, 1.4%
at 26 weeks, 1.000 at 27 weeks and 0% at 28 weeks.

This relatively active management policy for extreme
prematurity was unique in 1977-1986 and even today it
might stilll be considered too aggressive by some NICUs. In
view of the fact that individual hospitais and their respec
tive NICUs may have different attitudes and different clini
cal practices in regard to the management of extreme pre
maturity, it is important to be able to compare the effects of
varying policies on their short and long-term outcome.
When the NICU at Monash Medical Centre was first esta
biished in 1977 with a strong emphasis towards the provi
sion of neonatal intensive care to extremeiy preterm
infants, we initiated a collaborative study with another
large NICU in Melboume which had a considerable more
conservative approach. The two NICUs worked together to
standardise definitions and documentation, used identical
methods of assessment of the survivors in their respective
Growth and Development Clinics, and analysed data in the
same manner. The consequences of contrasting manage
ment policies in these two separate institutions on the out
come of extrernely pretemi infants have been published.8’2
Our comparison suggested that the more frequent use of
mechanical ventilation, parenteral nutrition and photothera
py in the NICIJ at Monash Medical Centre was associated
with a higher survival rate in our infants bom <l000g.9 The
improved survival was not achieved at the expense of more
survivors with disability, who otherwise would have died
with a more conservative management policy.’° Children
in whom major neurodevelopmental disability developed
could not have been identified from the perinatal data, sug
gesting that prevention of disability by selective withhol
ding of treatment would have no prospect of success.’0
Nevertheless, the difference in management policy pre
vailed for some time between the two institutions and it
was possible to cany out a subsequent comparison over a
full lO-year period of the outcome of inborn infants of
24-26 weeks gestation. During the period 1977-1986, 42%
of their livebirths at 24-26 weeks gestation were not
offered assisted ventilation, ali of whom died,’3 while at
Monash Medical Centre over an identical time period, the
equivalent figure was 8%.~ Consequently, their survival
rate was lower compared with ours (29% vs 44%) in this
group of infants over the sarne period of time. The contro
versy and debate on the viability of extremely preterm
infants and its effect on ethical decision-making of with
hoiding treatrnent has continued for the past decade with
out real consensus being reached.5”423

DECISION TO WITHDRÀW TREATMENT

In the event that the infant’s subsequent clinical course
after the initiation of neonatal intensive care indicates
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tbat further curative efforts are futile or Iack compensa
ting benefit, we believe that ii is appropriate for life sus
taining treatment to be discontinued and palliative care,
which provides symptomatic relief and comfort, be intro
duced.24 This approach has been termed the individua
lised prognostic strategy and has been advocated as an
acceptable and preferred mode of operation in the
NICU.’9 The attending neonatologist has the primary
role as advocate for the infant and medical advisor to the
parents, while the parents act as surrogates for their
infant. The shift in emphasis from curative to palliative
treatment requires consensus among ali those involved in
the care of the infant, both medical and nursing staflÇ as
well as consent from the parents who should be closely
involved in this widely shared decision-making process.
The mode of death based on these practice guidelines has
been documented in a report from our NICU at Monash
Medical Centre over an 8-year period 198l~1987.25 Life
sustaining treatment was withdrawn prior to death in
65% of3ló deaths. Among these infants, death was con
sidered to be inevitable in the short term even with
neonatal intensive care in 70% and in the remainder, the
risk of severe brain damage was considered to be so greal
that death was considered preferable to a life with major
disability. Therefore iii our NICU, fuil treatment until
death was uncommon and occurred in only 35% cases.
This experience is not unique as one study from the U.K.
showed that 30% of deaths in the NICU follow a delibe
rate withdrawal of life sustaining treatment.26 Another
study from four NICUs in Holland indicated that only
40% had fuli treatrnent until death, while 31% had treat
ment withdrawn because death was considered inevitable
and 19% had treatment withdrawn for poor prognosis in
the quality of life.27 The latest study from Auckland,
New Zealand showed that neonatal intensive care was
withdrawn in 78% of their neonatal deaths.28

PRINCIPLES OF SELECTIVE NON-TREATMENT

There are three clinical situations in which selective
non-treatment are taking place in the NICU. (1) There
are few who would disagree that selective non-treatment
is morally and ethically acceptable when death is consi
dered to 1w inevitable and the infant is in the process of
dying whatever treatment is provided. The initiation or
continuation of life sustaining treatment would be con
sidered in these cases a flutue exercise and not in the best
interest of the infant. Examples in this category include
most infants <500g birthweight and <24 weeks gestation,
and those infants with severe respiratory failure or fulmi
nating sepsis who have persistent or worsening hypox
aemia, acidosis and hypotension unresponsive to ventila
tory and inotropic support. (2) Most are prepared to
consider selective non-treatment even when death is not
inevitable with treatment but there is a significantly high
risk of severe physical and mental disability should the
infant survive. Such a decision should not raise too many
moral and ethical problems if the infants development of
self awareness and intentional action is believed to be
virtually impossible or there is no prospect of the infant

ever being able to act on his or her own behalf.293° An
extremely preterm infant with large, bilateral parenchy
mal haemorrhages and/or leukomalacia in the brain and a
term infant with severe perinatal asphyxia and stage 3
hypoxic-ischaemic encephalopathy are examples in this
category. (3) More controversial an issue is when sur
vival with moderate disability is possible with treatment
but the infant is likely to suffer persistent pain, to require
recurrent hospitalisation and invasive treatment through
out life, and to experience early death in childhood or
early adulthood. This situation may arise with a high
spina bifida lesion associated with lack of bladder and
bowel control, paresis of the legs and hydrocephalus. lf
treated, the infant would suffer a childhood most doctors
and parents would regard as intolerable and the child
would face a demonstrably awful life.

The Bioethics Committee of the Canadian Pediatric
Society has proposed criteria which forbid hastening
death but permits selective non-treatment for the above
situations.31 Specifically, the Canadians recommended
that infants of below 23 weeks gestation should be given
compassionate care rather than active treatment but treat
ment for those who are more mature should be tailored to
the individual infant and family.32 Guidelines have also
been proposed from the USA.,2133’34 U.K.35 and Aus
tralia.4’23’36 The principie with which these guidelines
were established is that if continued life for lhe infant
with treatment is a worse outcome than death, then the
principie of primum non nocere imposes a professional,
moral and humanitarian duty upon neonatologists to
withhold or withdraw life sustaining treatment. infants
cannot benefit from such treatment and death is not the
worst outcome for them if they cannot be rescued from
irreversible medical deterioration and death, cannot have
life prolonged without major sensorineurai sequelae, and
cannot be relieved of ongoing pain and suffering. When
the process of dying is being artificially prolonged, most
would agree that the harm of continued treatment
exceeds any potential benefit. However, decisions based
on quality of life considerations are more difficult as
there is inevitably imprecision in predicting the risk of
intolerable disability or suffering.37 Six ethicai proposi
tions have been published which ensure that decisions
for selective non-treatment can be made in the best inte
rest ofthe infant.38

THE MEDICO-LEGAL PERSPECTIVE

in 1983, lhe Department of Health and Human Ser
vices in the U.S.A. published ruies to ensure that new
bom infants with disabilities, no matter how severe, are
provided with ali possible life sustaining treatment,
unless death is imminent or the risk of treatment is con
sidered excessive. This had ehcited mainiy negative
responses from health care professionals directly
involved in the care of such infants and their opinions
had indicated that such an edict is unacceptable.3943
Alternatives have been formuiated to such rules which
have ensured that clinicai decisions are made in the best
interests of the infant and that they are made only after
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careful thought.2Z38 Very few cases of selective non
treatment have reached the courts. lt is considered appro
priate for these difTicult decisions to be made within the
context of the infantJneonatologistJparent relationship44
and experience has shown that there is no excessive
abuse in such private decision-making processes. The
legal position appears to recognise the importance of
respecting parental decisions but emphasis that the law
court has the right to intervene and overrule a decision
should it be necessary to protect the best interests of the
infant.45~48

References have been made in a recent publication to
instances in which British law courts had upheld selec
tive non-treatment in the three categories of neonatal
conditions referred to previously.49 Firstly, selective non
treatment was ruled to be legally acceptable when death
was inevitabie in the case of a hydrocephalic preterm
infant on the verge of death.5° Secondiy, legal prece
dence for selective non-treatment for an infant with
severe brain damage, who was neither dying nor in
severe pain, was found in a case presented to court with a
high risk of multiple sensorineural disabiiities.5’ Thirdly,
selective non-treatment was considered lawful in an
infant where the beneflts of life with treatment failed to
outweigh the burdens of a “demonstrably awful life” of
pain and suffering.52 Neonatologists and paediatric neu
roiogists have advised selective non-treatment in many
severeiy damaged infants with spina bifida based on
some of Lorbers criteria without threat ofprosecution. In
spite of the presence of legal precedence, lawyers have
continued to urge further clarification of the law to pro
vide doctors with protection from charges of unlawful
killing.22

THE DECISION-MAKING PROCESS

The importance of less medical patemalism and more
informed parental involvement in the decision-making
process of selective non-treatment has been emphasised
for over 20 years.5356 Unilateral decisions regarding the
right to die should never be made by the neonatologist
alone. Adequate and consistent parental communication
carried out by medical and nursing staff must begin with
the admission of ali infants into the NICU so that trust
can be developed between the parents and staff irrespec
tive ofoutcome.57 An open-visiting policy for families is
essential to promote such parental contact.58 A realistic
assessment of the infant’s clinical condition should be
given by the neonatologist to the parents as soon as pos
sible. The medical facts should be presented with an ho
nest, sympathetic and caring attitude. Oflen the informa
tion has to be repeated and reinforced by the entire staff.
Otherwise, misunderstandings and unrealistic expecta
tions can lead to confusion, suspicions, bitterness and
frank hostility.59

As with most medical decisions made by neonatolo
gists which require informed parental consent, much of
the discussion on selective non-treatment depends on
trust in the knowledge, judgment, and integrity of the
doctor. However, subjectivity is not always easy to avoid

even with experienced neonatologists when the condition
of a critically-ill infant is being appraised. lt is therefore
important to recognise deceptive signals before voicing
an argument for selective non-treatment in infants and
before initiating discussion with their parents on the mat
ter. The four questions which one should ask are: (1) Am
1 being driven by despair? (2) Am 1 being unduly influ
enced by the external appearance of the infant? (3)
Would 1 think differently if the parents had been visiting
the infant every day? (4) Are my predictions about out
come based on current scientific knowledge?6°

Five decision-making principies have been pubiished
which define the obligations of the neonatologist and
parents to ensure that decisions are made oniy afier care
fui thought.38 When a consensus has been reached by the
NICU staff that selective non-treatment is an appropriate
option to raise with the parents, one or more intense and
intimate meetings would be required so that the crucial
set of discussions couid take place and in which a deci
sion could be reached on the matter. These meetings
usually invoive both of the parents, the attending neona
toiogist, a nurse representative and the social worker.
Ten questions have been suggested which will eiicit the
parents perspective, communicate the neonatologists
empathy and commitment, and help the parents reach an
appropriate decision.6’

One exception to the above policy was reported from
Japan.62 Although the Japanese neonatologist does listen
to what the family thinks, the parents are not asked to
make a decision involving selective non-treatment. This
approach is a total anathema to western medical practice.
However, it was suggested that because of the patemalis
tic relationship between doctors and patients in Japan,
the doctors opinions are highly respected and influential
to the extent that a parental decision” is likeiy to be that
made by the neonatologist anyway. In view of this, it is
considered inappropriate to put an unnecessary burden
on the parents by involving them in the decision-making
process. Such concems that participation by the parents
in a shared decision for selective non-treatment would
adversely affect their psychoemotional health have how
ever not been substantiated.24.ó).M These studies showed
that informed parents can accept the responsibiiity for
the decision to withdraw life sustaining treatment for
their infant, can feel they have made the right decision
without carrying a burden of guiit for their participation,
and can adjust to their loss with a heaithy grieving pro
cess.

PALEIATIVE CARE

The neonatologists duty does not end with the decision
for selective non-treatment. Principies and guidelines for
pailiative care have been pubiished.4234965 Basic nursing
care should continue with emphasis on providing com
fort to the infant. Electronic monitoring of physiological
parameters, diagnostic investigations (such as x-rays and
biood tests), medications (inciuding oxygen and antibio
tics) and therapeutic procedures (inciuding resuscitation,
ali forms of assisted ventilation and intravenous infusion)
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which might prolong the dying process, should be dis
continued. Warmth is provided by clothing the infant
who should be nursed in a normal cot. lf the infant has
apparent distress, symptomatic relief should be provided,
such as suctioning to remove oropharyngeal secretions
and sedation with normal therapeulic doses of morphine,
on a p.r.n. basis, even if the pain relief measures may
inadvertently shorten the dying process.

A controversial issue involves lhe withdrawal of ente
ral nulrition and hydration during pailiative care. Preterm
or sick infants require gavage feeding and allhough it has
been advocated that this feeding method is part of medi
cal treatment and should therefore be discontinued du
ring palliative care,49 others consider il as basic nursing
care which must not be withheld under any circums
tances. A number of court decisions have supported the
withdrawal of nulrition thus equating the administration
of artificial nutrition with other medical procedures.66 A
precedence has been set in a Brilish court on lhe legality
of withholding gavage feeding.67 Nevertheless, a survey
in Australia has shown that 80% of neonatologists would
be reluctant not to provide gavage feeding, even when it
might be lawfiul and seem lo be in the infant’s best inte
rest.3 There is an obvious perceplion of a moral diffe
rence between withdrawing ventilalory supporl and with
holding fluids or nutrilion with selective non-treatmenl.
The slalement lhal “naturally or artificially administered
hydration and nutrilion may be given or withheld,
depending on lhe patient’s comfort” has been made in an
attempt lo deveiop universally acceptable guidelines in
terminally iii adults68 but the opinions on this aspect of
neonatal palliative care remam different on an individual
case basis.

Parents need a quiet place lo be with their infant during
lhe dying process. They may wish that other family
members and religious advisors be present. Hospice con
cepts have been applied to neonatal care by providing a
family room which is private yel dose lo lhe NICU and
by lraining NICU staff in more supportive approaches
towards the families.697’ Such a programme allows the
staff to cope better wilh the dying infanls offered selec
tive non-lreatmenl and facilitates the grieving process of
lhe parents. In certain circumslances, withdrawal of
intensive care may be an-anged to take place in the home,
so that dealh can occur in a more comforting environ
menl for lhe family.72

In some socielies, wilhdrawal of life sustaining treat
ment which could resull in the death ofan infant remains
unacceptable to society. One report showed that 55% of
lhe dealhs in a Japanese NICU occurred after a decision
was made eilher not to initiale lreatment or nol to conti
nue to provide ali possible lreatments.62 However in the
latter group, lhe infants were managed by conlinuation of
their pre-exisling treatments, allhough no new therapeu
tic measures were introduced. This approach was consi
dered appropriate for that particular sociely even though
it was understood lhal such a practice of limiting rather
than wilhdrawing life sustaining treatmenl might not be
in lhe best inlerest of the infants by protracting lheir
death.

ROLES OF AN INFANT BIOETHICS
COMMITTEE

Guidelines for infant bioethics commitlees have been
pubiished.43~7375 Their functions inciude (1) education
of slaff and parenls on relevanl ethical principies and
provision of literature and resources, (2) policy deveiop
ment and establishment ofethicai principies, (3) prospec
tive review through consuitation in cases being consi
dered for selective non-treatment and resolulion of
disagreements among slaff and families, and (4) retro
spective review of reievant medical records to determine
the appropriateness of hospital policies and whether
these policies are being followed. Favourable expe
riences have been reported on the workings of such
ethics review commiltees7577 although a concern has
been expressed that when they atlempt to fuifiii 50 many
roles, lhey will do nolhing well.78 The opinion is that
such commitlees shouid serve oniy on an advisory basis
without authority to impiement any decision.2L3~73 An
imporlant function of an infanl bioethics committee or
consultative group is to provide ethicai solace and sup
port for neonatoiogists who have to face difficuit and dis
turbing decisions.

CONCLUSIONS

In addition to the literature quoted above, a number of
commentaries on neonatai medico-legal and ethical
diiemmas have been published in lhe U.S.A.,79-83 U.K.84
87 and Australia.8892 A number of surveys have served to
determine ~he atlitudes and moral reasoning among staff
and parents,939’ and the conlribution lo ethical decision
making on stress and mental health among NICU
staff.9899 Furthermore, abundant resource material has
been published on neonatal elhical issues and are avai
lable for detailed sludy and reference.’°°112 Nevertheless,
continued advances made in the knowledge and technol
ogy in neonatal inlensive care will necessitate ongoing
revisions of the medico-legal and ethical guidelines. The
principies behind decision-making on selective non-lreat
ment will however remam interpersonal and inlimate,
respectftil to lhe infants’ lives and lheir parents’ autono
my, and sensitive to the emolional concerns of parents
and staff. Neonatologisls have to be prepared to live with
doubts regarding lhe correctness of some of lhe decisions
they have made. Wiliiam Osler has been quoted as say
ing “Errors ofjudgmenl must occur in an art which con
sists iargely of baiancing probabilities.”’3 Teaching and
evaluation of interpersonal skiils with parenls and staff
and of the ethicai decision-making process are recom
mended as part of the postgraduate education and trai
ning of a neonaloiogist.’ 14.115 Clinical management prin
cipies in the NICU have been described as follows: (1)
provide optimal care and assess the results of lreatment,
(2) alieviale suffering aiways, (3) cure sometimes and (4)
allow death with dignity occasionaiiy.’’6 This concept is
based on the definition of the art of medicine in the Cor-
pus Hippocraticum which states: “1 wiii define what 1
conceive medicine to be. in general terms, it is to do
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away with the suffering ofthe sick, to lessen the violence
of their diseases, and to refuse to continue to treat those
who are overmastered by the diseases, realising that in
such cases medicine is powerless.”

Neonatologists making selective non-treatment decisions
collaboratively with staff and parents are involved in a pro
cess built on trust and which requires time, information,
honesty and empathy. In the NICU, the intensive measures
that are always necessary are extreme responsibility,
extraordinary sensitivity and heroic compassion.68 The per
sonal qualities required by neonatologists in dealing with
ethical dilemmas are courage, compassion and humility:
“He showed you, O man, what is good. And what does the
Lord require of you? To act justly and to love mercy and to
walk humbly with your God” (Micah 6:8).

REFERENCES

1. GOLDENBERG RL, NELSON KG, DYER RL, WAYNE 3: The
variability of viability: The effect of physicians perception ofviability
on the survival of very Iow birth weight infants. Am .1 Obstet Gynecoi
1982;143:678-84
2. W1LSON AL, WELLMAN LR, FENTON Li, WiTZKE DB: What
physicians know about lhe prognosis of preterm newboms. Am 3 Dis
Child 1983; 137:55 1-4
3. DE GARIS C, KUHSE H, SINGER P, YU VYH: ALtitudes of
Australian neonatai paediatricians lo lhe lreatment of extremely
pretenn infanis. Aust Paediatr 1 i987;23:223-6
4. YU VYH: The extremeiy low birlhweight infant: an ethicai approach
lo treatment. Aust Paediatr J i987;23:97-103
5. ROBERTON NRC: Should we iook after babies iess than 800 g?
Arch DisChiid 1993;68:326-9
6. DAVIS Di: How aggressive shouid delivery room cardiopulmonary
resuscitation be for extremeiy iow birth weighl neonates? Pedialrics
1993;92:447-50
7. YU VYH, GOMEZ JM, SHAH V, MCCLOUD P1: Survival
prospects of extremely preterm infants: A l0-year experience in a
singie perinatai center. Am J Perinatol l 992;9: l 64-9
8. BAJUK 8, KITCHEN WH, LISSENDEN IV, YU VYH: Perinatal
factors affecting survival of very low birthweight infants - a study from
two hospitais. Aust Paediatr 31981; 17:277-80
9. KITCHEN WH, YU VYH, LISSENDEN JV, BAJUK 8:
Coilaborative study of very Iow birthweight infants: techniques of
perinatal care and mortality. Lancet l982;1 :1454-7
lO. KITCHEN WH, YIJ VYH, ORGILL AA, cl ai: Coliaborative study
of very Iow birthweight infanis: outcome of two year old survivors.
Lancet 1982;1:l457-6l
II. ICITCHEN WM, YU VYH, ORGILL AA, et ai: Infanis bom before
29 weeks gestation: survivai and morbidity ai 2 years of age. Br
Obslet Gynaecoi 1982;89:887-9l
12. KITCHEN W1I, YU VYH, ORGILL AA, et ai: Coilaborative study
of very 10w birthweighl infants: correlation of handicap with risk
factors. Am 3 Dis ChiId 1983;137:555-9
13. DOYLE LW, MURTON Li, KITCHEN WH: increasing the
survival of extremely immature (24 Lo 28 weeks gestalion) infanis - at
what cosis? Medi Aust 1989; 150:558-68
14. YU VYH, BAJUK B, HOLLINGSWORTH E: Neonatai intensive
care for extremeiy iow birthweight infants - a dilemma in perinatai
medicine. Aust Paediatr 1198 i;l7:2624
15. YU VYII: The dilemma of providing neonalal intensive care for the
very iow birlhweight infant. 3 Sing Paediatr Soe l982;24:59-62
16. YU VYH: Extremeiy preterm infants: Lo treat or not to ireat?
Bioethics News 1984;3:6-l2
17. BIJCHANAN N: The very iow birthweight infant - medical,
ethical, legal and economic considerations. Medi Aust l987;147:184-6
18. NISHIDA H: The viability of smali premature infants and its efTect
on elhicai decision making. Asian Medi 1989;32:562-7
19. YOUNG EWD, STEVENSON DK: Limiting lreatment for
extremely premature Iow birth weight infants. Am J Dis Chiid
1990; 144:549-52
20. SWYER PR. How small is too smali? A personal opinion. Acta
Paediatr 1 992;8 1:443-5

23. LANTOS iD, TYSON JE, ALLEN A. ei ai: Withhoiding and
wilhdrawing lífe sustaining lreatment in neonatai inlensive care: issues
forihe i990s. Arch DisChild 1994;7l:F218-23
22. PETERSON KA: Seleclive lreatment decisions and the legal righls
ofvery young infants. Medi Aust 1994;160:377-8 1
23. YU VYH: Selectíve non-lreatment of newborn ínfants. Med J Aust
i994;l6l:627-9
24. YiJ VYH: Death as an option in lhe neonatal intensive care unil.
The ethics of withdrawal of life-support. In: Psychosomatic aspecis of
reproductive medicine and family planning. Burrows GD, Petrucco
OM, Lleweliyn-Jones D, eds. Melbourne: York Press, l987;i 12-9
25. CARSE EA, YU VYH: Deaths foliowing withdrawai of trealment
in a neonatal íntensive care unit. Abslract Sth Asia-Oceania Congress
of Perinaiology, Denpasar, indonesia 1 988;55
26. WHITELAW A: Deaih as an opiion in neonatal intensive care.
LanceI 1986;ii:328-3 1
27. DE KLEINE M3K, DE LEEUW R, KOLLEE LAA, BERGER HM:
Voortzetten of staken van levensverlengend handelen bij pasgeborenen:
een onderzoek in 4 centra voor neonatale iniensieve zorg. Ned Tijdschr
Geneeskd 1993; 137:496-500
28. KELLY NP, ROWLEY SR, HARDING iE: Death in neonalai
intensive care. J PaediatrChild Health 199430:419-22
29. SINGER P: Sanctiiy of life or quaiity of life? Pediatrics
1983;72:128-9
30. WALTERS 1W: Approaches lo ethical decision makíng in the
neonalal ínlensíve care unit. Am 3 Dis Chíld i988;l42:825-30
31. Bioelhics Committee. Canadian Pediairic Society. Treatment
decísions for infanis and children. Can Med Assoei 1986;l35:447-8
32. Felus and Newborn Committee, Canadian Pediatric Society;
Maternal-Fetal Medicine Committee, Society of Obsietricians and
Gynecoiogisls of Canada. Management of lhe woman with threatened
birth of an infani of extremely iow gestational age. Can Mcd Assoe 3
1994;l5l:547-53
33. Committee of Bioethics. American Academy of Pediatrics.
Treatment ofcriticaiiy iii newboms. Pediatrics 1983;72:565-6
34. RAGATZ SC, ELLISON PH: Decision Lo withdraw care in lhe
NICU. Clin Pediatr 1983;22:729-35
35. BRAHAMS, D, BRAHAMS M: The Arthur case - a proposal for
legislation. .1 Mcd Elhics 1983;9:12-5
36. Working Party. Australian Coilege of Paediatrics. Non-intervenlion
in children with major handícaps. Aust Paedialr 1 l983; 19:217-22.
37. COULTER DL: Neuroiogic uncertainty in newborn intensive care.
N Engi 3 Mcd 1987;316:840-4
38. JOHNSON DE, THOMPSON TR, AROSKAR M, CRANFORO
RE: “Baby Doe” rules. There are alternatives. Am 1 Dis Child
1984;138:523-9
39. ANGELL M: Handicapped chiidren: baby Doe and uncle Sam. N
EngI 3 Mcd 1983;309:659-61
40. WEIR RF: The governmenl and seiective nontreatment of
handicapped ínfants. N Engi 3 Mcd 1983;309:661-3
41. BERSETH CL: A neonatoiogisl looks at lhe baby Doe rue: ethical
decisions by edíct. Pediatrics 1983;72:428-9
42. STRA1N iE: The decision lo forgo life-sustaining treatment for
seriously iii newborns. Pediatrics l983;72:572-3
43. JOHNSON DE, THOMPSON TR: The “Baby Doe” rule: is it ali
bad? Pediatrics 1984;73:729-30
44. DUFF RS, CAMPBELL AGM: On decidíng lhe care of severely
handicapped or dying persons: with particular reference lo infanta.
Pediatrics 1976;57:487-93
45. ROBERTSON iA, FOST N: Passive euthanasía of defective
newborn infants: legal considerations. J Pediatr 1976;88:883-9
46. KIRBY MD: Non-intervention in chiidren wiih major handicaps.
Legal aspects. Aust PaediatrJ 1983;19:210-2
47. HOLDER AR: Parents, courls, and reflisai of treatment. J Pedíatr
1983;103:5I5-21
48. MASON 1K: Parental choice and selective non-treatment of deformed
newborns: a view from mid-Atlantic. 3 Med Ethics 1986;12:67-71
49. DOYAL L, WiLSHER D: Towards guidelines for withhoiding and
withdrawai of iife proionging treatment in neonatal medicine. Arch Dis
Child 1994;70:F66-70
50. Re C (a minor) [1989] 2 Ali ER 782, CA
Si. Rei (a mínor) [1990] 3 Ali ER 930, CA
52. Re 8 (a mínor) [1981] 1 WLR 1421, CA
53. WALDMAN AM: Medical ethics and lhe hopelessly mi chiid.
Pediatr 1976;88:890-2
54. DUFF RS: Guidelines for deciding care of criticaliy iii or dying
patienis. Pediatrics 1979;64:l7-23
55. DUFF RS: Counseling famiiííes and deciding care of severeiy

202



ETRICAL DECISION-MAKING IN NEWBORN INFANTS

defective children: a way of coping with Medical Vietnam’. Pediatrics
1981;67:315-20
56. WEIL WB: Issues associated with treatrnent and nontreatment
decisions. Special reference to newborns with handicaps. Am i Dis
Child 1984;138:5 19-22
57. YU VYH: Caring for parents of high-risk infants. Med i Aust
l977;2:534-7
58. YU VYH, JAMIESON i, ASTBURY 1: Parents reactions te
unrestricted parental contact with infants in the intensive cate nursery.
Mcd iAust 198l;l:294-6
59. OREEN HG: Caring and communicating. Observations on 19 Baby
Doe Patients. Am i Dis Child 1985;139: 1082-5
60. CHISWICK ML: Withdrawal of life support in babies: deceptive
signais. Arch Dia Child 1990;65: 1096-7
61. JELLINEK MS, CATLIN EA, TODRES ID, CASSEM EH: Facing
tragic decisions with parents in the neonatal intensive cate unit: clinicai
perspectives. Pediatrics 1 992;89: 119-22
62. NISHIDA H, SAKAMOTO 5: Ethical problema in neonatal
intensive cate unit - medical decision making on lhe neonate with poor
prognosis. Early Hum 0ev 1992;29:403-6
63. BENFIELD DO, LEIB SA, VOLLMAN 1H: Grief response of
parenis lo neonatal death and parent participation in deciding care.
Pediatrics 1978;62: 17 1-7
64. WALWORK E, ELLISON PH: FoIIow-up of families of neonates
in whom life support was withdrawn. Clin Pediatr 1985;24: 14-20
65. SINOER P: Non-intervention in children with major disabilities.
Aust Paediatri 1983;19:215-6
66. MIRALE ED, MAHOWALD MB: Withholding nutrition from
seriously iii newborn infants: a parents perspective. 1 Pediatr
1988;l 13:262-5
67. Airedale NHS Trust v Bland [1993] 1 Ali ER 858, HL
68. WANZER 5H, FEDERMAN DD, ADELSTEIN Si, et ai: The
physician’s responsibility towards hopelessly ilI patienls. N EngI i Mcd

1 989;320:844-9
69. SILVERMAN WA: A hospice setting for humane neonatal death.
Pediatrics 1 982;69:239-40
70. WHITFIELD iM, SIEGEL RE, GLICKEN AD, HARMON Ri,
POWERS LK, GOLDSON Ei: The application of hospice concepts lo
neonatal cate. Am 1 Dis Child 1982;l36:42 1-4
71. MCINTOSH N, ELDRIDGE C: Neonalal death - the neglected side
ofneonatal care? Arch Dis Child 1984;59:585-7
72. HAWDON iM, WILLIAMS 5, WEINDIJNG AM: Withdrawal of
neonatal intensive care in the borne. Arch Dis Child 1 994;7 1 :F 1424
73. WATCHKO iF: Decision making on critically iii infants by
parents. Am i Dis Child 1983;137:795-8
74. lnfant Bioethics Task Force and Consultant. American Academy of
Pedialrics. Guidelines for infant bioethics comrnittees. Pediatrics
1984;74:306-lO
75. EDENS Mi, EYLER FD, WAGNER iT, EITZMAN DV: Neonatal
elhics: developmenl of a consultalive group. Pediatrics 1990;86:944-9
76. KLIEGMAN RM, MAHOWALD MB, YOUNGNER Si: In our
best interests: experience and workings of an ethics review committee.
i Pediatr 1986;108:178-87
77. LEIKIN 5: Childrens hospital ethics committees. A first estimate.
Am 1 Dis Child 1987; 141:954-8
78. LANTOS iD: The Hastings Center Project on imperiled newboms:
suprerne court, jury, or Greek chorus? Pediatrics 1989;83:615-6
79. FLETCHER 1: Abortion, euthanasia, and cate of defective
newborns. N EngI 1 Med l975;292:75-8
80. iONSEN AR, PHIBBS RH, TOOLEY WH, OARLAND Mi:
Crilical issues in newborn intensive cate: a conference report and
policy proposal. Pediatrics 1975;55:756-68
81. STAHLMAN MT: Ethical dilemmas in perinatal medicine. i
Pediatr 1979;94:516-20
82. HEALY A: Treatment of disabled infants. Pediatrics l984;73:563-4
83. STAHLMAN MT: Ethical issues in Lhe nursery: priorities versus
limits. i Pediatr 1990;! 16:167-70
84. CAMPBELL AGM: Which infants should not receive intensive
cate? Arch Dis Child l982;57:569-71
85. 000DALL 1: Balancing oplions in neonatal care. Arch Dis Child

1984;59:88-9
86. BISSENDEN iG: Ethical aspects of neonatal cate. Atch Dis Child
1986;61:639-41
87. WALKER CHM: “...Officiously to keep alive.” Arch Dis Child
1988;63:5604
88. PHIBBS RH: Ethical issues in neonatology. Aust Paediatr i
1981;17:247-9
89. HAYES 5: Non-intervention in children with major handicaps. The
professional dilemmas. Aust Paediatr 1 1983;19:213-4
90. WELLS 0: The evaluation of life. Aust Paediatt 1 1983;19:223-4
9!. YU VYH: The case for neonatal intensive care. Mcd 1 Aust
1985; 142:353-5
92. KUHSE H, MACKENZIE 1, SINGER P: Allocating resources in
perinatal medicine: a proposal. Aust Paediatr i 1988;24:235-9
93. TODRES lO, KRANE D, HOWELL MC, SHANNON DC:
Pediatricians’ attitudes affecting decision-making in defective
newborns. Pediatrics 1 977;60: 197-201
94. CANDEE D, SHEENAN Ti, COOK CD, HUSTED SOR,
BARGEN M: Moral reasoning and decisions in dilemmas of neonatal
cate. Pediatr Res 1982;16:846-50
95. SINGER P, KUHSE H, SINGER C: The treatment of newborn
infants with major handicaps. A survey of obstetricians and
paediatricians in Victoria. Mcdl Aust 1983;2:274-8
96. NISHIDA H: Future ethical issues in neonatology: a iapanese
perspective. Sem Perinatol 1987;I 1:274-8
97. TODRES ID, OULLEMIN i, GRODIN MA, BAflEN 0: Life
saving therapy for newborns: a questionnaire survey in Lhe State of
Massachusetts. Pediatrics 1 989;8 1:643-9
98. ASTBURY 1, YU VYH: Determinants of stress for staff in a
neonatal intensive cate unit. Arch Dis Child 1982;57: 108-11
99. OATES RK, OATES P: Stress and mental heallh in neonatal
intensive care units. Arch Dia Cbild 1995;72:F107-I0
100. BELL D: A time to bebom. New York: William Morrow, 1975
101. JONSEN AR, GARLAND MJ, eds: Ethics of newbom intensive
care. San Francisco: University ofCalifornia, 1976
102. KOOP CE: The right lo live; the righl lo die. Wheaton: Tyndale
House, 1976
103. WEIR RF: Selective nontreatment of handicapped newborns:
moral dilernmas in neonatal medicine. Oxford: Oxford University
Presa, 1984
104. MURRAY TH, CAPLAN AL, eds: Which babies shall live?
Humanistic dimensions of the cate of imperiled newborns. Clifton:
Humana Presa, 1985
lOS. SHELP EE: Bom to die? Deciding the fate of crilically ilI
newboms. New York: The Free Presa, 1085
106. OUILLEMIN iH, HOLMSTROM LL: Mixed blessings. Intensive
care for newboms. Oxford: Oxford University Presa, 1986
107. FROHOCK FM: Special cate. Medical decisions at lhe beginning
oflife. Chicago: University of Chicago Press, 1986
108. A time to be bom, a time te die. Conflicts and ethics in an
intensive cate nursery. Reading: Addison Wesley, 1986
109. WEIL WB, BENiAMIN M: Ethical issues at lhe outset of life.
Boston: Blackwell Scientific Publications, 1987
110. MCMILLAN RC, ENGELHARDT HT iR, SPICKER SF, eds:
Euthanasia and lhe newbom. Dordrecht: 0. Reidel Publishing, 1987
III. SILBER Ti, cd: Ethical and legal issues in peminatology. Clinics in
Perinatology, vol. 14, no. 2. Philadelphia: WB Saunders, 1987
112. WYATT i, SPENCER A: Survival of lhe weakest. A Christian
approach Lo extreme prematurity. London: Chrislian Medical
Fellowship, 1992
113. DUNN PM: Life saving intervention in the neonatal period:
dilemmas and decisions. Arch Dis Child 1990;65:557-8
114. Medical Ethics Subcommittee. American Academy of Pediatrics.
Teaching and evaluation of interpersonal skills and ethical decision
making in pediatrics. Pediatrics 1987;79:829-33
lIS. YU VYH: The training of a neonatologist. Early Hum Develop
1992;29:12l-3
116. WHITFIELD MF: The right lo live em the right te die? Annals
RCPSC 1986;19:363-6



APPENDIX

APPENDIX 1.
Ethical propositions for decision-making

1. Each infant bom possesses an intrinsic dignity and
worth that entities the infant (within constraints of
equity and availability) to ali medical and special care
that is reasonably thought to be conducive to the
infant’s weil being.

2. The parent(s) bear the principal moral responsibility
for tbe well-being of their infant and should be the
surrogates for their infant, unless disqualified for one
of the following reasons: decision making incapacity,
unresolvable disagreements between parents, or
choosing a course of action that is clearly against the
infants best interests.

3. The primary role of the attending physician is to be
the advocate for his her patient, the infant. The
attending physician must take ali reasonable medical
measures conducive to the weil-being ofthe infant.

4. When the burden of treatment lacks compensating
benefit or treatment is futiie, the parent(s) and attend
ing physician need not continue or pursue it.

5. Therapies iack compensating benefit when: (a) they
serve mereiy to proiong the dying process; (b) the
infant suffers from intoierabie, intractabie pain,
which cannot be alleviated by medical treatment; (c)
the infant wiili be unabie lo participate even minimai
iy in human experience.

6. In the care of an infant from whom iife-sustaining
support or curative efforts are withheid, certain provi
sions are necessary to continue to respect the intrinsic
dignity and worth of that infant. These inciude: (a)
warmth and physicai and social comforting; (b) enter
ic feeding and hydration, if compatible with the
above ethicai propositions; (c) freedom from pain,
even if administration of analgesia my inadvertentiy
hasten death.

APPENDIX 2.
Principies for the decision-making process

1. Ali decisions wiill give primary importance to the
intrinsic dignity and worth of the infant and to the
infants best interests.

2. The decision to discontinue treatment requires suifi
cient observation, assessment and parental invoive
ment in the decision-making process.

3. As the parent(s) bear(s) the principal responsibiiity for
the weii-being of their infant, they are the primary
decision makers. it is the parent’s right to involve indi
viduais of their choosing in a resource and/or support
roie. Whiie the parent(s) may be unabie or unwiiihng
to make decisions, medical professionais shouid
accept the principie that the responsibiiity shouid, if

possible, be bom by the parent(s) and attempt to heip,
but not force, the parent(s) to make a decision.

4. In addition to being an advocate for the infant, the
attending physician has the responsibiiity to be the
primary medicai consultant to the parent(s). In this
roie, the attending physician shaii (a) obtain consulta
tion as needed to thoroughiy assess and confirm the
diagnosis and prognosis of the infant; (b) communi
cate this information to the family in a fashion they
can understand; (c) counsel the parent(s) and provide
access to others who may heip them reach a decision;
(d) invoive nursing staff and any other individuais
designated by the parent(s) in the assessment and
information-gathering phase of decision making; (3)
provide the parent(s) adequate time and an appropri
ate environment to reach a thoughtful decision.

5. Ail reievant considerations should be documented in
the patient’s progress notes.

APPENDIX 3.
Questions for parents to consider

1. How do you understand Biliy’s medical probiems?
2. Has anything iike this ever happened to you before?
3. What do you feei may have contributed to Biiiiy’s iiiness?
4. Is there anything that we are doing or not doing to

Biiiiy that is worrying you?
5. Do you both see Biilly’s medical probiems and the

decision that we are facing in the same way? Do
either of you see anything differentiy?

6a. Flave you been able even to consider that BilIy, being
this iii, is in danger of not getting better or actuaiiy
dying?

6b. Just as we fear not being able to save every chiid, we
aiso fear going too far, even worsening their suffe
ring, when our efforts are futiie. Do you think that
this couid happen to Biliy?

6c. If 1 am sure that certain treatments wiili cause suffer
ing for Biiiiy without reaiiy heiping him then 1 won’t
be able to do those things. We aiways telI parents
when we think this time is approaching. (Initiaiiy)
For Billy things have not reached this point and we
hope they do not. (Later) For Biliy we couid be there
in a matter of hours. (A brief period of siience wiili
aiiow parents to respond).

7. Do you feei Um helping or guiding you too much or
too iittie?

8. How do your reiigious or cultural vaiues influence
this decision?

9. What was your main reason for deciding the way you
did?

iO. How do you feei about holding the baby when the
machines are removed?


