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Abstract
We examined the literature on ethical decisions regarding neonates, to assess whether personal

beliefs and prejudices influence end-of-life decisions taken by caregivers. Studies show that religion

and familiarity with disability influence caregivers’ decisions, whereas the influx of already being a

parent, age, sex and professional experience is controverse. Caregivers’ attitudes towards end-of-life

decisions are also affected by personal concerns about litigation, prejudices and their view of

disability. The concept of ‘poor quality of life’ is widely used as a reference in end-of-life decisions,

but this can be interpreted differently, leaving room for a wide range of personal viewpoints. In most

cases, parents’ opinions are considered important and are sometimes the main determinant in

decision making. However, it is unclear whether parents’ decisions are based on their own wishes or

on the best interests of the newborn.

Conclusion: In neonatal end-of-life decisions, patients may not receive cures based only on their best interests.

In neonatology, ethical decisions about the end of life are
hard to make: in the case of patients who cannot speak for
themselves, one needs to put oneself in their shoes to decide
on their behalf, feeling their feelings and desires and even
imagining their psychological reactions to a possible illness.
This means that misinterpretation is possible, because what
is unbearable for one person might be acceptable to another
and vice versa. Prejudices or personal fears might interfere
with this process, leading to choices based on criteria other
than the patient’s best interests.

We examined the scientific literature to assess the extent
of this problem. We performed a search using PubMed and
Medscape databases from 1995 onwards. We used as key-
words the following: newborn, premature baby, end-of-life
decisions, withholding/withdrawing treatment and quality
of life. We included studies dealing with the personal, psy-
chological, social and cultural factors that led to an end-
of-life decision; we excluded reviews and those papers that
reported only the authors’ opinions. Unpublished studies
were not included, but language restrictions were not im-
posed. In total, 34 studies fulfilled the selection criteria and
were used for this review.

INFLUENCES ON CAREGIVERS’ DECISIONS
Caregivers can be influenced in end-of-life decisions by
personal, psychological and cultural factors. A multicentre

study showed that some features (sex of the physician, hav-
ing had a child, work in a teaching hospital and the number
of cots in the neonatal intensive care unit) had no signifi-
cant association with withholding or withdrawal of inten-
sive care (1), whereas other authors show that being female,
having no children and working with a high number of pre-
mature babies is correlated with a quality-of-life view (2).
Both age and length of professional experience showed a
significant effect, with older and more experienced doctors
being more likely than juniors to have made these decisions
(1). The importance a physician attributed to religion in his
or her life was also consistently associated with decision-
making: being Protestant or having no religious background
is consistent with a lower tendency to actively resuscitate
premature neonates (1–3). In France and the Netherlands,
daily work in the neonatal intensive care unit (as opposed to
rotating for night/day shifts or supervision only) was associ-
ated with increased probability of reporting a decision of ac-
tive euthanasia (1). Being male and having regular involve-
ment in research, less than six years professional experience
and prior participation in a decision of active euthanasia
were positively associated with an opinion favouring relax-
ation of legal constraints about euthanasia, whereas being a
parent showed a negative association (4). Parental whishes
may influence decisions (5,6). One-quarter of neonatologists
considered parental parity/fertility history in their medical
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decision making for infants born at 23- to 24-week gestation
(7). A Canadian study showed that decisions also appear to
be significantly related to personal experience with a dis-
abled close friend or relative (8).

The influence of fear of litigation (6) also influences deci-
sions. A recent study showed that most neonatologists de-
ferred to parental requests rather than adhering to their best
judgment, whether or not parents requested treatment and
whether or not parents were described as litigious (9).

Personal prejudices
In 2000, the EURONIC study group investigated caregivers’
attitudes towards end-of-life decisions (2). They determined
the physician’s agreement with 12 statements related to atti-
tudes about the value of life. They included two questions to
reveal personal attitudes about handicap. It is significant that
only in two countries (Germany and Hungary) more than
50% thought that life is worth living with a severe physi-
cal disability, and less than 25% in all countries declared
that life with a severe neurological handicap is worth living.
Their attitudes correlate with the acceptance of withholding
or withdrawing treatment to severely ill newborns in those
countries.

In another study (10), a group of neonatologists were
asked to complete three questionnaires anonymously. First,
they were asked to provide demographic information, in-
cluding their sex, age, parental status and number of years
in neonatal practice. The second questionnaire concerned
ethical practices. Finally, they were asked to complete the
Multidimensional Fear of Death Scale (11,12). The authors
of the study concluded that their ‘personal fear of death and
their attitude to hastening death when further treatment is
considered futile are significantly related.’

Janvier and colleagues (13) recently performed an inter-
esting study on 279 caregivers involved in perinatal care.
First they were asked whether they would resuscitate an in-
fant born at 24-week gestation with depressed ventilation.
They were then asked whether they would resuscitate a de-
pressed preterm infant with a 50% chance of survival, know-
ing that of those who survived, 50% would develop ‘within
normal limits’, 20–25% would have a serious handicap and
40% would have behavioural and/or learning disabilities. In
the first scenario, which only presented gestational age, 21%
of respondents would resuscitate. In the second scenario,
which presented prognostic statistics, 51% of respondents
would resuscitate. The authors of this study conclude that
‘the relative unwillingness to resuscitate a baby of 24-week
gestation is surprising since outcomes for such babies are the
same or better than those we described in the scenario that
provided only outcome data without specifying gestational
age’.

It is worth highlighting that children’s self-perceived qual-
ity of life is often different (i.e. higher) from that perceived
by caregivers or from objective measurements (14). For in-
stance, when asked to rate the health-related quality of life
in hypothetical situations, health care professionals tend to
provide lower utility scores than adolescents and their par-

ents (15). This is another sign of the influence of personal
prejudices in assessing the best interest of the baby.

An anonymous questionnaire, describing eight patients
with potential neurological sequelae who required resuscita-
tion, was administered to groups of physicians and students
(16). Survival and morbidity rates were explicitly described:
four patients had a predicted 50% survival and a 50% chance
of impairment; they were a preterm and a full-term neonate,
and a 2-month-old and a 50-year-old patient. Two already
disabled patients, one 7 years old and the other 80 years old,
had 50% predicted survival. A 14-year old and a 35-year old
had 5% survival. Respondents were asked if they would re-
suscitate these patients. The proportion stating they would
always resuscitate was smallest for the 80-year-old patient
(18%), then the preterm neonate (35%), the full-term infant
and the 50-year-old patient (53% and 58%). The 2-month-
old and the 7-year-old patients would be resuscitated most
frequently (74% and 77%), followed by the patients with 5%
survival (64% and 68%). This study shows that whether re-
suscitation is considered in a patient’s best interests is not
closely related to survival rates or disability and that new-
born infants – and particularly preterm infants – are system-
atically devalued, in comparison with older patients whose
outcomes are the same or worse.

INFLUENCES ON PARENTS’ DECISIONS
Parents consider it important that their wishes may influ-
ence the doctors’ decisions (17), but studies show that when
there is a risk that a baby may die at birth, fathers feel a lack
of control (18), whereas mothers experience a lack of knowl-
edge about long-term outcome, a state of shock and lack of
sufficient time to deliberate (19). Cultural background, as
well as the current psychological state, can influence par-
ents in their decisions. Families of white infants agreed to
limit life-saving medical treatments 80% of the time com-
pared with 62% of the families of African–American infants
(20). Parents’ religious affiliation may influence the outcome
of premature infants with severe brain damage (21); for in-
stance, Muslim parents rarely consent to an end-of-life de-
cision (22).

VARIABILITY OF END-OF-LIFE DECISION CRITERIA
Quality of life
Though irreversible death was a common consideration in
end-of-life decisions (23,24), and decisions may be based
upon the vitality of the babies in situations of ambiguity (25),
most studies agree that future quality of life plays a role in
the decision to treat. Poor quality of life was predicted on the
basis of suffering and expected inability of verbal and non-
verbal communication (26), on long-term neurologic com-
plications (27), or on having self-consciousness, capacity of
relationship and of deriving some pleasure from existence
(2), though some say that it is hard to define (28) even be-
cause the perceived quality of life of children with cerebral
palsy is similar to that of the general population (29).
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End-of-life decisions and parents’ wishes
Studies show that end-of-life decisions based on quality-
of-life assessment are seldom performed on the basis of
parents’ wishes (7,9). The results of a questionnaire study
on the treatment of infants with myelomeningocele (30),
showed strong consensus (more than 75% agreement) that
life-prolonging treatment should be provided when the par-
ents were in favour of treatment. Situations in which an
end-of-life decision was not made because parents did not
consent predominantly involved infants with complications
of pre-maturity (24%) or perinatal asphyxia (40%), whereas
situations in which parents requested an end-of-life deci-
sion that was not agreed to by the paediatrician involved
Down’s syndrome either as the main diagnosis (43%) or a
concurrent diagnosis (21%) (31). Peerzada et al. reported
that neonatologists in general envision little parental role in
delivery room decision making for extremely preterm infants
(32), whereas most Canadian neonatologists would support
a parental request not to initiate resuscitation of an infant at
23- and 24-week gestation (98% and 80%, respectively) (8).
When caregivers consider treatment to be clearly beneficial
(33) 91% reported that they would resuscitate in the deliv-
ery room despite parental requests to withhold treatment,
but 33% reported that they would provide what they con-
sider futile treatment at parental request. When respondents
considered treatment to be of uncertain benefit, all reported
that they would resuscitate when parents request it, 98%
reported that they would resuscitate when parents are un-
sure and 76% that they would follow parental requests to
withhold.

FUTURE PERSPECTIVES
Subjectivity in end-of-life decisions calls for some decision
criteria. Here we report some recently proposed attempts.
The Nuffield council of bioethics (34) advanced a widely es-
tablished criterion based on gestational age at birth: under
23 weeks, resuscitation would not normally be considered
or proposed; after 24 weeks, intensive care should be given;
between 24 weeks, 0 days and 24 weeks, six days of gesta-
tion, normal practice should be that a baby will be offered
full invasive intensive care, unless the parents and the clini-
cians are agreed that in the light of the baby’s condition (or
likely condition) it is not in his or her best interests to start
intensive care. Between 23 weeks, 0 days and 23 weeks,
six days of gestation, precedence should be given to the
wishes of the parents regarding resuscitation and treatment
of their baby with invasive intensive care. In any case, the
authors of the statement admitted that ‘between 23 weeks,
0 days and 23 weeks, six days of gestation, it is very difficult
to predict the future outcome for an individual baby based
on current clinical evidence’ (34).

Emergence of consciousness (35) is another criterion pro-
posed to define the beginning of a right to assistance. This
approach touches the heart of the matter, because it by-
passes the limits posed by the definition of fetal viabil-
ity based solely on the possibility of oxygen exchange in
the lungs: ‘To use air breathing as a hall-mark will be as

old-fashioned in the near future as to define death only
as definitive heart arrest’ (35). For this approach, babies’
entitlement to care does not depend on external circum-
stances, such as entrance of air into the lungs, but are
somehow intrinsic to the subject, namely to his/her con-
sciousness, which may appear well before the full develop-
ment of the cortex, though babies below 23 weeks, anen-
cephalic infants and some severely brain damaged infants
are less likely to be conscious (35). The Italian National
Ethics Committee recently stated that at birth the newborn
automatically becomes a citizen with full rights, and that
‘uncertain viability’ or potential disability do not annul the
Hippocratic oath to preserve life (36). The committee stated
that baby is entitled to care as any other citizen, when he/she
has the possibility of autonomous life, defined as ‘the possi-
bility of surviving outside its mother’s body’ (36).

CONCLUSIONS
A review of the literature showed that caregivers are influ-
enced in their decisions by some aspects of their social or
professional background, but also by their own fears and
their opinions of the value of life. It is important to be aware
of the influence that fears and personal views have on care-
givers and parents, because this highlights the difficulty in
considering only the patient’s best interest as the leading
criterion for decision making.

Prejudices can interfere with end-of-life decisions: for in-
stance, it has been shown (31) that conditions (e.g. future
learning difficulties) that many people consider as accept-
able and bearable, may be considered as a case for with-
holding treatment by others; other conditions (e.g. spina bi-
fida) considered as a reason for withholding treatment have
recently been described as neither awfully painful nor in-
compatible with an acceptable life (37). It is worth noting
that even the impossibility of communication, one of the
cases for which end-of-life decisions are considered, does
not necessarily mean an actual state of suffering for the pa-
tient or his/her perception of a low quality of life. The fact
that caregivers’ fears (e.g. litigation or illness) have an influ-
ence on their decisions shows how far we are from removing
personal bias from end-of-life decisions.

An important result of our analysis is that decisions re-
garding neonates are not made with the same criteria as for
older ages. This is well summarized by Janvier’s study (16).
This means that newborns still have a different moral status
compared with older patients, and this prejudice should be
overcome in an era in which studies on the competences
and psychology of newborns have made huge progress.

Parents’ wishes influence physicians (6,9) and the litera-
ture analysis raises concern regarding two aspects of this.
First the competence and the psychological state of the par-
ents who make the decisions are often sub-optimal. Sec-
ond, sometimes it is unclear whether end-of-life decisions
are taken in the babies’ best interest rather than that of a
third party, as in some cases a conflict of interests can ex-
ist between the parents’ wishes and the newborn’s right to
treatment. In an analysis of international practices, Michael
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Gross wrote that there is a general endorsement in end-of-
life decisions ‘subject to a parent’s assessment of the new-
born’s interest’, but this interest is ‘broadly defined to con-
sider physical harm as well as social, psychological and/or
financial harm to related third parties’ (38).

Quality of life is perceived in different ways by different
people. This is clear when we consider that quality-of-life
perception of paediatricians and parents corresponds only
partially with the perception of children both at diagnosis
and after initial treatment (39,40). Thus, it is hard to foresee
whether a certain life will have an acceptable quality for the
newborn.

In conclusion, end-of-life decisions remain a challenging
topic. Further discussion and analysis based on the acknowl-
edgement of the dignity of newborns, on the cooperation of
parents and on the awareness of advances in neonatology
is required to avoid personal interpretations and make de-
cisions based on the best interests of the neonate.
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Barrington KJ. Caregivers attitudes for very premature infants:
what if they knew? Acta Paediatr 2008; 97: 276–9.

14. Dinesen SJ, Greisen G. Quality of life in young adults with
very low birth weight. Arch Dis Child Fetal Neonatal Ed
2001; 85: F165–9.

15. Saigal S, Stoskopf BL, Feeny D, Furlong W, Burrows E,
Rosenbaum PL, et al. Differences in preferences for neonatal
outcomes among health care professionals, parents, and
adolescents. JAMA 1999; 281: 1991–7.

16. Janvier A, Leblanc I, Barrington KJ. Nobody likes premies:
the relative value of patients’ lives. J Perinatol 2008; 28:
821–6.

17. Mølholm Hansen B, Hoff B, Greisen G. Treatment of
extremely preterm infants: parents’ attitudes. Acta Paediatr
2003; 92: 715–20.

18. Arockiasamy V, Holsti L, Albersheim S. Fathers’ experiences
in the neonatal intensive care unit: a search for control.
Pediatrics 2008; 121: e215–22.

19. Vandvik IH, Forde R. Ethical issues in parental
decision-making. An interview study of mothers of children
with hypoplastic left heart syndrome. Acta Paediatr 2000; 89:
1129–33.

20. Moseley KL, Church A, Hempel B, Yuan H, Goold SD, Freed
GL. End-of-life choices for African-American and white
infants in a neonatal intensive-care unit: a pilot study. J Natl
Med Assoc 2004; 96: 933–7.

21. Arad I, Braunstein R, Netzer D. Parental religious affiliation
and survival of premature infants with severe intraventricular
hemorrhage. J Perinatol 2008; 28: 361–7.

22. Westra AE, Smit BJ, Willems DL. [Withholding treatment in
terminally-ill newborns with Islamic parents]. Ned Tijdschr
Geneeskd 2007; 151: 449–52.

23. Provoost V, Cools F, Deconinck P, Ramet J, Deschepper R,
Bilsen J, et al. Consultation of parents in actual end-of-life
decision-making in neonates and infants. Eur J Pediatr 2006;
165: 859–66.

24. Schulz-Baldes A, Huseman D, Loui A, Dudenhausen JW,
Obladen M. Neonatal end-of-life practice in a German
perinatal centre. Acta Paediatr 2007; 96: 681–7.

25. Brinchmann BS. ‘They have to show that they can make it’:
vitality as a criterion for the prognosis of premature infants.
Nurs Ethics 2000; 7: 141–7.

26. Verhagen AA, Van Der Hoeven MA, van Meerveld RC, Sauer
PJ. Physician medical decision-making at the end-of-life in
newborns: insight into implementation at 2 Dutch centers.
Pediatrics 2007; 120: e20–8.

27. Coughlin KW, Hernandez L. Life and death deciusions in the
extremely premature infant. Paediatr Child Health 2007; 12:
557–62.

28. Romesberg TL. Futile care and the neonate. Adv Neonatal
Care 2003; 3: 213–19.

29. Dickinson HO, Parkinson KN, Ravens-Sieberer U, Schirripa
G. Self-reported quality of life of 8–12-year-old children with
cerebral palsy. Lancet 2007; 369: 2171.

30. Norup M. Limits of neonatal treatment: a survey of
attitudes in the Danish population. J Med Ethics 1998; 24:
200–6.

31. Van Der Heide A, Van Der Maas PJ, Van Der Wal G, Kollée
LA, de Leeuw R, Holl RA. The role of parents in end-of-life
decisions in neonatology: physicians’ views and practices.
Pediatrics 1998; 101: 413–18.

616 C©2009 The Author(s)/Journal Compilation C©2009 Foundation Acta Pædiatrica/Acta Pædiatrica 2009 98, pp. 613–617



Bellieni and Buonocore Flaws in the assessment of the best interests of the newborn

32. Peerzada JM, Schollin J, Håkansson S. Delivery room
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