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Currently preterm births are the leading causes of newborn mortality in developed countries. There is growing concern in the medical community about the
moral and ethical implications of therapeutic care for these patients. The article raises the problem of joint decision-making by neonatologists and parents on
the treatment of premature newborns. Including the question of who is most qualified to make decisions regarding the initiation, termination or withdrawal of
life-sustaining treatment for preterm infants. The rest of the life of surviving premature newborns may be associated with inconvenience and suffering in everyday
life, and understanding of responsibility for the life of the patient and the child greatly complicates the decision. Another important issue is the relationship between
intensive care nurses and parents in caring for premature newborns. The article describes the life experience and ethical and moral problems that medical
personnel face during caring for premature newborns.
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ATUHECKUE ACMNEKTbI TEPANMUN HEQOHOLLUEHHbIX HOBOPOXXAEHHbIX

A. M. Kaszarosa' =, C. K. 3bipsHos'?

" Pocewuiickuin yHBepeuTeT Apy>kObl Hapopos uvern Matprica Jlymym6el (PYOH), Mocksa, Poccus
2Topopackas kKnuHndeckast 6onbHMLa Ne 24 [lenapTameHTa 3npaBooxpaHenmns ropoga Mocksbl, Mocksa, Poccus

B HacTosLLiee BpeMsi NpexaeBpemMeHHble POfbl ABNSKOTCS OCHOBHOW NPUYUHOM CMEPTHOCTN HOBOPOXKAEHHbIX B Pa3BUTLIX CTpaHax. B MeanumHcKoM coobLiecTse
pacTeT 03a604EHHOCTb MO MOBOAY MOPASbHbIX 1 STUYECKMX MOCEACTBUIA TepanesTUHeCcKo NOMOLLM AaHHbIM nauveHTam. B ctatee nogHuMaeTcs npotnema
O COBMECTHOM MPUHSATUN PELLEHWI BPa4eii-HEOHATONOrOB U POAMTENE O NPOBEAEHNN Tepaniin HEAOHOLLEHHbIM HOBOPOXAEHHbLIM. B ToM 4ricne 1 Bonpoc o
TOM, KTO UMEET HambombLLyIO KBaMMKaLMio, HYTOObI MPUHMMATL PELUEHVst B OTHOLLEHUN VHULMMPOBAHWS, MPEKPAaLLIEeHNS U OTKasa OT MOALdep KMBatoLLIEro
XKMBHb NEYEHNS HEAOHOLLEHHBIX HOBOPOXXAEHHbIX. [lanbHenas )naHb BbDKUBLUMX HEAOHOLLEHHBLIX HOBOPOXAEHHbBIX MOXET ObiTh CBA3aHa C Heyno6CcTBaMu 1
CTpafaH1sM1 B MOBCEAHEBHOW XIN3HW, a MOHYMaHNe OTBETCTBEHHOCTM 3a XWM3Hb NaumeHTa 1 pebGeHka 3HauMTeIbHO 3aTPyAHSET NMPUHSATAE PeLUeHs. BaxHbIM
TaKXKe SBMSIETCS BOMPOC 06 OTHOLLEHWSX MEXAYy MEeAUUMHCKUMM CECTPaMW OTAENEHWA MHTEHCUBHOW Tepanun 1 POAUTENAMU MPU YXOAe 3a HeOOHOLLEHHbIMN
HOBOPOXXAEHHLIMN. B CTaTbe OMMCLIBAETCS YKUSHEHHDIA OMbIT 1 ATUHECKME N MOPaUTbHbIE MPOGIEMbI, C KOTOPbIMI CTAIKVBAETCS MEAVLIMHCKIRA NMepCcoHast npu
BbIX&>KVBaHWM HEAOHOLLIEHHbBIX HOBOPOXXAEHHbIX.
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According to the Ministry of Health, over 100 thousand preterm
neonates are born in Russia annually. Survival of this group
of patients is 97% [1]. Despite that, preterm birth is the main
reason for neonatal mortality (during the first 4 weeks of life) in
developed countries. In Russia, they nurse neonates who were
born at 22 weeks and have a body mass of over 500 g and
body length of over 25 cm as per standards established by the
World Health Organization [2].

In Russia, the rate of preterm birth is about 6%. In Europe
and the U.S., it is slightly higher and constitutes 10-13%. This
is due to widespread introduction of novel assisted reproductive
technologies, higher number of multiple births, expanded
indications for preterm birth, and growing number of single
premature deliveries, when birth is either induced or when
Caesarean section is performed [3]. Maternal concomitant
diseases (gestational diabetes, hypertension and diabetes) and
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a lack of qualitative perinatal care required to support full-term
pregnancy produce a large effect on preterm birth.

Very early preterm labor (22-27 weeks), early preterm
labor (28-30 weeks), preterm labor (31-33 weeks) and late
preterm labor (34-36 weeks) are differentiated taking into
account gestational age [4]. Prematurity is determined based
on neonatal body weight: up to 1,000 g for extremely low body
weight (ELBW); 1,001 to 1,500 g for very low body weight
(VLBW); and 1,501 to 2,500 g for low body weight (LBW) [4].
Modern medicine has made remarkable clinical and technical
progress, which would allow an unprecedented increase of
survival rates among premature children. The current viability
threshold depends on the physiological development of the
lungs, which occurs approximately at gestational weeks 22-24
[5]. Unfortunately, infants with the lowest threshold still have no
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absolute survival rates, whereas some of those who survive can
have severe disorders and disabilities.

In Russia, current survival of children with body mass of
less than 1,000 g is 85%, the number reaches 90% in perinatal
centers [1]. There is an opinion that this was facilitated by
experimental methods of treatment without ethically approved
clinical trials or without informed consent of parents or legal
representatives. But if those prematurely born survived in 100%
of cases and if intensive therapy did not produce physical,
mental or cognitive adverse effects or complications, this area
of medicine would fail to be developed. However, there exist
numerous short-term and long-term issues, which should be
taken into account prior to intensive care of neonates with
ELBW and LBW or its withdrawal.

Despite dramatic improvement of fetal mortality rates during
the last decades, premature neonates belong to the group
of high risk of infectious complications, including respiratory
distress-syndrome, bronchopulmonary dysplasia, apnea,
necrotizing enterocolitis, patent ductus arteriosus and anemia
of prematurity [6]. Immature immune system increases a risk
of pneumonia, sepsis, meningitis and urinary tract infections to
protect from viruses, bacteria and other pathogens [7].

Thus, neonatologists believe that intensive therapy is an
essential condition of survival of neonates with ELBW and LBW
with gestational age of less than 29 weeks. Nevertheless, a
doctor can’t warrant full recovery of these patients only because
the neonates can survive. Interruption and withdrawal of intensive
treatment for neonates should be discussed not by neonatologists
only, but also by parents or legal representatives, rehabilitologists,
other pediatricians and representatives of the community.

There is growing concern about moral and ethical
consequences of complex and technological aid provided
to children with ELBW at neonatal intensive care units in
developed countries [5,7]. Nurses who take care of seriously
ill patients stay at the bedside daily, and foster neonates with
severe complications that require complex and frequently
painful treatment.

They have to communicate with families, who are often
upset and depressed because of the condition of their
neonates, and come across ethical and moral problems daily
while taking care of premature neonates with ELBW and LBW
[3]. Despite this, daily ‘live’ experience of perception by nurses
of their collision with various moral and ethical dilemmas
receives minimal attention and is described in a small number
of articles [5,7].

The nurses participating in the trial by Webb S. openly
discussed their experience of solving moral and ethical issues
they came across. They reported that they often had troubles
with their moral sense, especially when they unconsciously tried
to protect neonates from pain and unnecessary discomfort.
Despite moral and ethical issues, the nurses still remained loyal
to what they did. According to the results, the participants
had to deal with ethical principles such as beneficence,
non-harm, social justice and parents’ autonomy. Decisions
taken by parents of neonates could possibly be the most
complex problem faced by nurses of an intensive care unit.
Some participants announced that families were not always
properly informed by neonatologists of a very bad prognosis
for therapy outcomes and had hopes for impossible wonder.
According to a nurse, parents were asked to take decisions
they were not capable of. It is especially difficult for parents to
take decisions due to such factors as incapacity to foresee a
long-term prognosis and outcomes, young age and minimal
death-related experience, as they always hoped for wonder
and were in stress when the child was hospitalized.

One of the most important issues was remote treatment
outcomes that influenced a patient’s quality of life. For instance,
the issue of whether premature children can complete primary
school and take care of themselves in the future. Unlike the
majority of neonatologists and nurses, the major part of the
population considers the issues central while discussing the
need to provide intensive therapy to premature neonates [8].
It is most frequently associated with the need for life support
by parents and society. Parents should also take into account
how children with possible cognitive or physical disturbances
can influence the family life and other children.

Some healthcare representatives believe themselves to be
the best alternative to protect and take decisions on behalf
of a preterm newborn [8]. Neonatologist-newborn relationship
is definitely paternalism (doctor-patient relationship when
a patient totally relies on qualification and experience of a
treating physician). But is this pure paternalism? Does a doctor
have a scientific interest while taking decisions on conflicting
issues? That’s why neonatologists and nurses have to take
joint decisions about intensive therapy with parents or legal
representatives.

According to a modern study by Fauchere et al, it
is assumed that a paternalistic attitude can mean that
neonatologists do not supply parents with complete information
about their premature newborn’s condition just not to disturb
them. However, there is a risk that it is done to exclude parents
from taking decisions.

But what would doctors tell parents? Will they inform of
various risks of health worsening [9]? Will they inform of the
autism risk due to long-term treatment in couveuse [10]? How
would they submit the data? Will they exaggerate the expected
favorable outcome [11]? According to Fauchere et al., doctors
who take part in participation could have their own personal
values. They also state that cultural values could influence
the attitude towards patients and indicate at various results
in the involved German- and French-speaking countries. The
differences could have an influence on whether the intensive
therapy was initiated, suspended or withheld. The differences
were registered in other researches as well [6,11,12].

The study discusses whether premature children with ELBW
should be treated with other neonates and elder children.
Significantly more doctors (82%) than nurses (57 %) announced
that the same ethical principles should be applied. However,
replies to the questions can’t be definitive as we don’t know
how those interviewed raised the issue. If we understand the
principle, according to which equal cases should be considered
equally, and if the need should determine our actions, it is easily
to agree that premature children with ELBW and LBW should
be treated just like other children are. The age itself means
nothing for prioritization.

Tolerability of certain therapy in various patients of the same
age with similar diagnosis should be taken into account. Patient
A can have a much better treatment outcome than Patient
B who is very weak, has several concomitant diseases and
can fail to survive a potential surgery. In this case, if a doctor
decides that the surgery can do more harm than benefit to
patient B, we should not carry out the procedure. So, equal
cases are not always really equal due to concomitant medical
differences. Thus, equal attitude is not always possible.

If we apply the judgement to intensive therapy of premature
neonates with ELBW and LBW and compare it with therapy
obtained by neonates or children, significant differences will
be registered. If the prognosis is very pessimistic in relation to
survival and quality of life of premature infants, the doctors can
refuse from life-sustaining therapy.
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The study by Fauchere et al. has shown that nurses were
less willing to use too aggressive treatment as compared to
neonatologists. It could be because they felt that this could not
be in the best interests of the patients. It is noted in the study
that parents or legal representatives should participate in taking
decisions though doctors and nurses can have different views
on the therapy course. The parents’ interests are applied to
the entire family and go beyond intensive therapy obtained by
their premature infant.

Doctors can neglect the use of a family-oriented approach
in such cases. Nevertheless, discussion of ideas, hopes and
preferences of families preceded by informing parents of what
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