
KRISTINA ORFALI and ELISA J. GORDON

AUTONOMY GONE AWRY: A CROSS-CULTURAL STUDY
OF PARENTS’ EXPERIENCES IN NEONATAL INTENSIVE

CARE UNITS

ABSTRACT. This paper examines parents’ experiences of medical decision-making

and coping with having a critically ill baby in the Neonatal Intensive Care Unit
(NICU) from a cross-cultural perspective (France vs. U.S.A.). Though parents’
experiences in the NICU were very similar despite cultural and institutional differ-
ences, each system addresses their needs in a different way. Interviews with parents

show that French parents expressed overall higher satisfaction with the care of their
babies and were better able to cope with the loss of their child than American
parents. Central to the French parents’ perception of autonomy and their sense of

satisfaction were the strong doctor–patient relationship, the emphasis on medical
certainty in prognosis versus uncertainty in the American context, and the ‘‘senti-
mental work’’ provided by the team. The American setting, characterized by respect

for parental autonomy, did not necessarily translate into full parental involvement in
decision-making, and it limited the rapport between doctors and parents to the
extent of parental isolation. This empirical comparative approach fosters a much-

needed critique of philosophical principles by underscoring, from the parents’ per-
spective, the lack of ‘‘emotional work’’ involved in the practice of autonomy in the
American unit compared to the paternalistic European context. Beyond theoretical
and ethical arguments, we must reconsider the practice of autonomy in particularly

stressful situations by providing more specific means to cope, translating the
impersonal language of ‘‘rights’’ and decision-making into trusting, caring rela-
tionships, and sharing the responsibility for making tragic choices.
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INTRODUCTION

Neonatology has become perhaps the banner field for technology,
miracles, and ethical dilemmas, offering a unique site of study for
philosophers, ethicists, lawyers, and social scientists, as well as phy-
sicians and epidemiologists. The media have also highlighted this field
as illustrated by magazine article titles such as, ‘‘The High Tech, High
Risk Drama of Keeping the Tiniest Babies Alive.’’1 Similarly,
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Edward Humes,2 a journalist and father of a premature baby entitled
his book, Baby ER. In a more academic stance, a great deal has been
written on the ethics of neonatal decision-making since Duff and
Campbell’s3 groundbreaking article describing the ethical dilemmas
raised by neonatal intensive care. Neonatal intensive care provides
extensive case studies for the life and death decision-making that have
become central ethical challenges of contemporary medicine.

Despite a wealth of literature concerning neonatal issues,4 little is
known about parents’ experiences regarding neonatal care. In par-
ticular, few studies have examined the specific impact on outcomes of
proxy involvement in decisions about life sustaining treatments,5

although some research suggests that the role of parents in the
decision-making process may, in fact, remain limited once the baby is
referred to the Neonatal Intensive Care Unit (NICU).6 A few
empirical studies have been conducted only on part of the family’s
experience in neonatal care. They have considered the discrepancy
between parents’ preferences and healthcare professionals’ definitions
of quality of life,7 how the participation of parents in NICUs is
structured by organizational determinants to which all families are
subject,8 how staff evaluate parents in the NICU,9 and parents’
strategies to reshape staff members’ behaviors.10 There is increasing
attention to parents’ experiences in having a child in NICUs.11

However, empirical studies outside the U.S. are rare regarding
either neonatal issues12 or bioethical issues surrounding treatment;
most are surveys of self-reporting attitudes of neonatologists13 or
general presentations of NICU care drawn from nonempirical evi-
dence.14 Ethnographic studies are scarce and data on parents’ per-
spectives in NICUs outside the U.S.15 are almost nonexistent (with
the notable exception of MacHafie’s16 recent study in Scotland).
Most of the literature is American, and European scholars have
called for more information on parents’ views, especially those with
little access to their baby’s care.17 Generally speaking, there is still
surprisingly little empirical cross-cultural research on medical and
ethical practices surrounding neonatal care and specifically little
ethnographic research.18 This is astonishing given the similar devel-
opment of medicine and technology which makes such comparisons
more feasible. Little is particularly known about how people facing
similar choices and identical ethical dilemmas deal with these prob-
lems. There are few studies of the lived experience of patients19 and
even less of their families in healthcare systems that do not necessarily
allow for as much autonomy as in the U.S. A number of questions
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remain unanswered. How do parents experience having a critically ill
infant in an NICU? What are parents’ expectations? How do they
cope when facing a dismal prognosis? Does a system that emphasizes
parents’ autonomy enable them to cope better as some studies and
the bioethical theoretical literature strongly suggest? How do parents
without decision-making power deal with such situations? Addressing
these questions can help provide much needed empirical data to in-
form ethical theory and policy-making about morally acceptable
approaches toward decision-making. Optimally, such policies would
accommodate the needs of all parties involved within a given cultural
context.

PARENTAL AUTONOMY VS. MEDICAL AUTHORITY

The choice of comparing France to the U.S. is particularly interesting
with regard to parental decision-making, since French neonatolo-
gists20 define themselves clearly in strong contrast to the so-called
American parental autonomy model of decision-making. Other
countries are less clear, allowing some parental discretion in partic-
ular cases (see, for example, the Norwegian study by Vandvik and
Forde21). Nevertheless, France is probably the country with the
resuscitation policy closest to that of the U.S., while other European
countries tend to limit critical care cases by selecting them in the
delivery room.22

Our study of neonatal intensive care set out to examine parents’
roles and experiences facing similar problems in two different cultural
contexts. We present the results of research conducted in three level
III NICUs (one in the U.S. and two in France) endowed with iden-
tical technology and equipment but with different approaches to the
parental role in medical decision-making. The American model is
based on autonomy and informed consent and the parents are viewed
as the appropriate surrogates for neonates regarding any medical
decision.23 Physicians are supposed to offer information and treat-
ment options to parents who may or may not choose to consent.
Certainly the parents’ role is restricted in the sense that – since the
‘‘Baby Doe regulations’’ – they cannot request that certain treatments
be withheld. In France,24 on the contrary, parents are considered to
be too emotional to be able to decide. Therefore, physicians tend to
use only the child’s ‘‘best interest’’ as a guiding criterion for decision-
making. Parental consent is taken as implicit in this model since it is
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presumed that doctors and parents want the same ‘‘good’’ for the
baby. This Parsonian consensus model is very strong in the European
context (see, for example, Guillemin and Holmstrom on England25)
though in France, the lack of public debate26 on such issues might be
misleading.

In many ways, most European countries might be considered as
engaging in a slower development (or perhaps resistance?) to the
prevailing bioethical norm of the American autonomy model. In the
U.S. in the 1970s and 1980s, there has been a shift away from parents
being considered too stressed to be able to make rational choices on
their baby’s behalf27 toward the legal recognition of parental rights
regarding medical decision-making and the preeminence of the
autonomy model in healthcare today.28 In France, as in most
European countries29 (recent changes notwithstanding),30 paternal-
istic medical decision dynamics remain31 as they were, particularly in
regard to neonatal care and the general exclusion of parents from the
decision-making process. Despite this apparent opposition, it would
be misleading to bluntly define the two models as on one side totally
paternalistic or on the other as completely respectful of parental
autonomy.32

France-U.S.: the Ethical and Legal Contexts

Though both countries prohibit active intentional ending of life (a
standard prohibition across Europe except in the Netherlands and to
a lesser degree in Belgium), medical decision-making remains more
ambiguous in France according to the EURONIC study as well as
our own observation. In France, the intentional termination of life is
regarded as a homicide and therefore illegal, but there are no specific
laws or guidelines relating to the cessation of treatment. In the U.S.,
specific laws govern what is legally permissible. While the Baby Doe
regulations of 1984 technically place greater emphasis on the value of
the best interests of the child in decisions regarding withholding or
withdrawing treatment, reality remains more ambiguous. Moreover,
NICUs have witnessed a shift from undertreatment to overtreatment
of critically ill newborns.33 The Baby Doe regulations have had a
huge impact on ethics and medical care, making explicit the legality
of withdrawing life support, DNR orders, withholding care, or even
withholding fluid and nutrition in specific cases. In France, on the
contrary, neonatologists are operating in a legal vacuum. Therefore,
the practices vary from one unit to another to a greater degree – some
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units perform active intervention, others do not. In a way, French
neonatologists develop their own professional criteria for determin-
ing who should be treated and who should not as shown in their
publications,34 while at the same time recognizing that there is no
consensus among themselves regarding active ending of life on the
most critical cases.35

The Study: Design and Methodology

Our theoretical approach focuses on parental experience in the NICU
in two cultural contexts to understand how the two systems – one
that allows for parental involvement, and one which excludes parents
from decision-making – work in practice. In doing so, we draw upon
perspectives from the ‘‘sociology of experience,’’36 in which an agent’s
perception and action is considered as the starting point to under-
stand how systems work at a broader level.37

The study took place in academic hospitals in both countries with
similar numbers of annual admissions and survival rates. In both
contexts the main reason for admission is prematurity. Roughly, the
numbers of selective treatment accounts are similar (60% of deaths in
the French context and 55% in the U.S.).

As part of a wider comparative ethnographic research38 on deci-
sion-making concerning life-sustaining treatments in NICUs in
France and in the U.S., and on parental preferences and experiences
regarding such choices, in-depth, semi-structured interviews were
carried out with 75 mothers of critically ill or deceased babies. Six
mothers in the whole sample refused to be interviewed (four in the
American unit and two in the French context). Though we hoped,
initially, to interview both parents, we could not get enough fathers in
our sample.39 Mothers were interviewed in one of the following
contexts: in the NICU, after family-staff meetings, after their infant’s
discharge, and for some, several weeks after their baby’s death.
Supplementary data sources include chart reviews and quantitative
data of population characteristics from administrative records in each
unit. We collected data by reviewing all of the 1998 charts in the
American unit and in one of the French units. In this process, we
gathered the ‘‘objective,’’ measurable data (admission criteria,
pathologies, type of delivery, etc.) that were available through med-
ical charts and other documents that may have been in the files.

The ethnographic study was augmented by participant observa-
tion of the decision-making process at various moments for
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18 months in each unit, and by in-depth interviews with clinicians to
understand the lived experiences in the two cultural contexts. We
followed NICU rounds, attended family meetings (and ethics con-
sults in the U.S. context), and attended social work weekly meetings
to assess different interpretations of clinical issues, treatment options,
and preferences from both parents’ and clinicians’ perspectives in
each unit. We paid close attention to babies who were catastrophi-
cally ill (e.g., hydrocephaly, Trisomy 18, intracranial bleeds, for
whom life and death decisions had to be made). We also tracked the
ethical dilemmas as they arose for cases in each setting. Our analyses
are based on interviews, medical records, and field-notes from par-
ticipant observation in each unit. Overall, we collected data from
more than 85 cases during the fieldwork and conducted in-depth
interviews with 60 clinicians.

In this paper we present the portion of the research focusing on the
mothers’ experience in the NICU. IRB approval was obtained in both
contexts, and in the case of deceased babies in the American unit, we
waited two to three months after the baby’s death to contact the
mothers by letter. In both of the French units, mothers were
approached for participation in this study less informally by one of
the physicians. There are methodological roadblocks explaining the
paucity of data on parents in dramatic situations such as in the
NICU. In the U.S., parents could visit the NICU infrequently or at
odd hours as the NICU was open to parental visitation almost
24 hours daily. In contrast, in France, one unit had limited visit
schedules and would exclude visits by others besides parents. The
other French unit was more flexible but still not as open as the
American unit. Therefore interviewing parents was quite difficult
(consider ‘‘Dilemmas of discretion’’ according to Anspach40), espe-
cially in the American setting. In addition, investigators commonly
feel uncomfortable approaching upset families. However, our expe-
riences revealed that many mothers of deceased babies felt relieved to
tell their stories.

THE LOCAL CONTEXTS: A PRESENTATION41

All hospitals in the study were academic hospitals. The American
Unit (B), which we refer to as ‘‘East University Hospital,’’ was
located in an urban environment and served patients from diverse
socioeconomic and ethnic/racial backgrounds. The French unit (A),
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which we refer to as ‘‘Centre Hospitalo-Universitaire de La
Gaillarde,’’ was located in a suburban setting and served mostly
patients from a diverse socioeconomic population, while the French
unit (C), which we refer to as the ‘‘Centre Hospitalo-Universitaire du
Rocher,’’ was located in an urban setting and served patients from a
middle and lower socioeconomic population. Though parents are
excluded from decision-making as a general rule in the French con-
text, there was more flexibility in one unit (C) compared to the other
one (A) regarding parental participation. This different approach
suggests that there might be more heterogeneity between NICUs
throughout the country. In unit C, clinicians would allow parents to
decide the fate of their child if there was no medical consensus on
what to do because of the extreme uncertainty of the situation. But in
other cases, the decision remained strictly medical, and parental
opposition would rarely be taken into account. The other unit (A)
would never allow any parent to decide and would strongly advocate
for exclusive medical decision-making to protect parents from the
guilt presumably resulting from the decision to cease treatment.

Circumstances potentially warranting an end-of-life decision are,
as a general rule, discussed collectively and intraprofessionally in the
French context. In case of disagreement among neonatologists,
decisions are either postponed (A) or delegated to the parents (C).

In the American unit (B), though parental autonomy was highly
praised, making end-of-life decisions turned out to be more prob-
lematic. The parental role was in fact more limited than we pre-
sumed;42 withdrawal was most often presented as an option on
moribund babies; few of these occasions entailed ‘‘real’’ ethical
dilemmas, and finally parents’ opposition most often only postponed
death. Yet, in some cases, strong objections from parents would be
honored, leading to parental intervention, notably in continuing life
support.43 In case of disagreement, the team would request an ethics
consultation.44

PARENTS IN THE NICU: SIMILAR EXPECTATIONS

The ‘‘Abnormal’’ Situation

Despite cultural, ethical, social, and institutional differences, mothers
in the two contexts are in a remarkable way telling a very similar
experience. Though some mothers (many more in the French context)
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have been hospitalized for a high-risk pregnancy,45 they do not
experience the NICU very differently from the unprepared mothers
who suddenly deal with an unexpected drama. Most mothers in the
NICU have given birth prematurely and that is in itself a traumatic
event: ‘‘I came here to get the best prenatal care …I thought this time
I will make it. I was so devastated when it happened. This is as long
as I ever managed…The delivery was awful’’ (The mother of Faith,
born at 480 g, aware in advance of the expected complications of the
baby’s extreme prematurity, unit B). The antenatal information is
dissociated from the postnatal experience the mothers have in the
NICU. Though some pregnant mothers know in advance that
problems are to be expected, they do not experience the NICU in a
less traumatic way than other mothers, as shown by the interviews in
both contexts. The NICU experience can only be defined as disrup-
tive and negative: ‘‘To have your child in NICU, it’s been like hell,
pure hell since the week I delivered’’ (mother of a baby born at
29 weeks, unit B). Through the narratives of the mothers, we gain an
opportunity to analyze the particular world of the NICU and to
understand the coping process of having to deal with the unexpected.

A Biographical Disruption

Most mothers live the NICU experience as a total disruption of their
life

My life since my baby is in the NICU? No sleep, not eating…there’s been a lot of
stress…even on my marriage. I have had to get a babysitter for my son because I
come in every day. I can’t stand to be away from him everyday. My husband has had

to take time off work… (Mother of a critically ill, full-term hypoxic baby, unit B).

Adjusting to a hectic situation with all the constraints linked to
transportation, employment, marital life, other children at home,
misunderstanding from people outside the NICU, etc. is com-
pounded when one has to deal with the abnormality of the situation.
The NICU is a world apart and mothers feel it is hard to deal with the
normality of the outside world. As Tasha, an African-American
mother, says with tears in her eyes: ‘‘It’s like I don’t have a baby. I
have nothing to show for it’’ (unit B). Laure, the mother of Charles
(born at 28 weeks, 700 g) says the same thing: ‘‘The hardest part of
the whole experience as a mother is to go home without your baby’’
(unit A). Mothers’ accounts repeatedly emphasize in their narratives
their biographical disruption and at the same time their lack of self-
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identity as a mother46 even if the NICU teams strongly work on
encouraging the parents’ bonding process. Mothers are parenting
only inside the NICU and on the staff’s conditions. There is no
specific social recognition, no status for the mother of a sick child and
this is exacerbated for a premature baby (not yet a ‘‘normal baby’’).
The premature baby is felt as ‘‘belonging to the hospital,’’ as one
mother says. Discourse on whom to blame and responsibility in
having such a baby are common among mothers in the NICU.

A Problematic Motherhood

For all parents, to have a baby in the NICU is therefore felt as
something abnormal; something that should never have happened.
This premature baby, ‘‘it wasn’t a baby, I couldn’t even perceive him
as my son…it didn’t even look like a baby. I thought he looked
horrible’’ (mother of a baby born at 25 weeks, unit A). Having
already had other ‘‘normal’’ children does not alleviate parents’
shock of having a baby in the NICU: ‘‘It was hard. I kept talking to
doctors, social workers, nurses that I never had this before, I never
had a baby in the NICU before... Sometimes I don’t come because I
can’t take it’’ (mother of 8 children and of Ethel, weighing 613 g, unit
B).

In the French unit, the higher rate of C-sections47 increases the
medicalization of the whole motherhood experience. Mothers some-
times have to deal with being away from their baby. Seeing the real
baby, compared to the ideal one they had in mind or even the one the
team has kindly provided through a picture, is experienced as a
shock: ‘‘When she was first born, they took a picture and she looked
big. On the second day, I went to see her. I was in a shock because she
was actually tiny and the picture makes her look bigger...’’ (mother of
triplets born at 26 weeks; only one weighing 785 g, survived, unit B).
In both contexts, mothers explain how difficult it is even to touch
their babies (whose skin was red and delicately translucent): ‘‘You
really cannot believe of having a child so small – not until seeing it…’’
(mother of a baby born at 26 weeks, 787 g, unit B). ‘‘I was so
afraid…’’ (unit B); ‘‘I went to see them but I did not touch them,
nothing. I touched them much later’’ (mother of twins, unit A).

All the mothers in the study reported how difficult the bonding
process is: ‘‘I didn’t get to touch him at all for a week, and now every
time I can come in and hold him, it’s so nice, like an extra blessing...’’
(the mother of David, 35 weeks). Juliet, whose only twin who
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survived is Shawn, a baby born at 26 weeks, 955 g says: ‘‘It was hard
to bond. The NICU was fabulous, they wanted me to hold my baby,
they encouraged that. It was uncomfortable for me because he was so
little compared to normal babies, he was so fragile (…) I personally
lose some bond, not getting intimacy. I don’t feel like he’s really
yours, it’s the hospital’s too.’’ Comparing to ‘‘normality’’ is a leit-
motiv in the mothers’ accounts of their experience.

Nothing can prepare anyone to become a parent, and the process
of socialization into parenthood is viewed as something natural48 that
needs almost no specific teaching. But to become a parent (and
particularly a mother in the specific world of an intensive care unit)
requires a long process of adjusting to the unit in order to make this
baby one’s own baby. Many mothers felt deprived of the very feeling
of motherhood. The mothers’ own identity and their whole sense of
well-being is attuned to the baby’s condition. Some parents even
suspend commitment to parenthood by failing to come during a few
days (as observed in the French units) or by not showing up alto-
gether (American unit), attesting to the difficulty of dealing emo-
tionally with such an abnormal situation.

Technology

Technology is perceived as interfering with the mothers’ ability to
bond with their babies. Nora (unit C) is an interesting case in that
sense. Though she works as a registered nurse in an adult intensive
care unit and is the mother of a premature baby, her familiarity with
the medical technology does not help her to cope with the situation:
‘‘(…) I didn’t even see him as my son. When I was coming out of the
NICU, all I could remember was the machines, the incubator, the
people around and the bips, bips…’’ Kenneth’s mother tells about the
shock she encountered when seeing her baby on extra corporeal
membrane oxygenation (ECMO): ‘‘When they told me what was
wrong, I was devastated, very sad. When he came here (service B), I
left the hospital [where she delivered] and came here as soon as
possible…He was on ECMO, with all those tubes…It was absolutely
terrible – I wouldn’t wish it on my worst enemy.’’

The technology is viewed by most parents as a screen which
hampers their interaction with their baby. Some authors describe the
premature baby as a ‘‘cyborg baby.’’49 The premature baby is one
who lives only thanks to medical technology and through that tech-
nology. In that sense, full term babies are considered differently, even
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in the NICU, as they are closer to a ‘‘normal’’ sick baby. The
‘‘technological womb’’ created for the premature baby gives the team
(and the hospital) a kind of ownership over the baby and a powerful
position as ‘‘miracle workers.’’50 By curing their baby, the team has
the ability to allow them to finally become real parents. Parenting in
an NICU is therefore a slow process, one that is learned by becoming
familiar with a technological environment. The NICU staff tries to
promote parental bonding in both contexts since they share the same
ideological approach on that topic. NICU professionals share a
common psychological framework, not only regarding ‘‘bonding,’’
but also the guilt associated with ‘‘having a premature baby’’ and the
tendency to ‘‘psychologize’’ the parents’ behaviors.51 They strongly
encourage mothers to touch their babies as much as each baby’s
condition permits. Despite the considerable distance imposed by the
daily care and the medical technology, mothers are, in a way, taught
to become closer emotionally to their babies. Consistent with other
findings,52 the mothers particularly emphasized the importance of
physical contact with their infants and of breast-feeding. In contrast,
the nurses privileged parents’ presence in the nursery. Parenting in the
NICU is a socialization process that takes place ‘‘through’’ medical
technology, as mediated by the nursing and the medical staff. As
Françoise (unit A) explains: ‘‘The question I had in mind…well both
of us [parents], was, how can one touch her? I really couldn’t figure
out touching her, how? My first discovery was that it was possible,
and when the nurse said, ‘Yes of course, come on.’ Well I don’t know
about the other parents but I was so scared. We both were. It is such
a tiny little thing; you are afraid to bring in microbes, etc. So when
the nurses say: ‘It is ok, it is good for the baby, it is good for you’;
well they really push you to do so. The nurse put the baby in my arms
with all the tubes. I had seen some other parents do the same.’’

The Temporalities

Another similar feature in both contexts is the particular relation
parents have to temporality. They face an uncertain situation over
which they have no control. They all reported feeling powerless; they
seemed to be carried along by events over which they had no control.
Though parents adjusted differently to their experiences, they all said:
‘‘we are living one day at a time.’’ The baby’s critical illness trajectory
is rarely straightforward: ‘‘It was hard and challenging because I
never knew what to expect when I walked through the door [to the
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NICU]…’’ (mother, Unit C). Stress is an everyday experience: ‘‘I am
pretty overwhelmed (…) the diaphragm situation…he may need
another surgery. It’s just day by day’’ (mother of Andrew, born with
Herpes simplex virus and tracheal eosophageal fistula, who had al-
ready gone through surgery, Unit B).

Focusing on Survival

Most parents and particularly the mothers focused on their experi-
ence in the present. As noted by Charmaz53 about chronic illness: ‘‘A
questionable future can prompt people who anchored themselves to
the future to seek a valued self in the present.’’54 This is even more
applicable to NICU parents. The future is felt in such uncertain terms
that they limit their hopes to a day-by-day experience, focusing on
survival. The hopes of parents wax and wane; their faith in the staff
varies and any event has a considerable emotional impact on them.
Future is generally a component of the normal parenting context.
‘‘Futurity’’55 is a view linked to childhood in most western societies
that stresses the value of not only children’s current well being, but
also their future well-being. Parenting is thus defined within that
framework. But in the NICU, time is, in a certain sense, only con-
structed in the present: ‘‘My greatest concern right now is that he
might die’’ (mother of a very premature baby, now 4 months of age).
When the interviewer asked what her main concern regarding her
baby was right now, another mother responded by saying: ‘‘For him
to get out of hospital. There is no projection... it’s not easy at all’’
(mother of a baby born at 33 weeks, unit B). The mother of pre-
mature twins (unit C) explains her experience: ‘‘I was totally focusing
on their breathing. My only concern was that they live, that they
breathe, that they eat. The rest, well, strangely I didn’t even think of
it.’’ Though there is a common reluctance to envision any future
while in the NICU56 (despite recognizing being well informed about
prognosis), parents seem to react differently to any direct question
about future quality of life in each context. More parents in the
American context tend to say either that they do not envision any
future at all or that they cannot envision any quality of life problems.
They tended to say that they cannot imagine questioning the survival
of their child should any adverse event occur. One can, of course,
interpret this response by American mothers as denial or a greater
acceptance toward impairment or a more pro-life attitude than
among the French mothers. But things seem to be more complex.
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Teams in the American NICU tend to convey information in a much
more optimistic way than their French colleagues: ‘‘They explained
the possible outcomes, but they told me not to worry, because the
girls were larger than they were expected to be’’ (mother of twins,
born at 27 weeks, 935 g and 1 kg). The stories of mothers interviewed
in the NICU tended to differ (in both the French and the U.S. set-
tings) from the mothers interviewed a long time after their NICU
experience. If their child was impaired, they discussed their past
NICU experience in terms of awareness of some impairment, as did
the mother of Marie (born at 850 g): ‘‘We immediately thought of her
brain sequelae…’’ Reconstructing an ex-post NICU experience and
being interviewed while living through it shows the disparities of
parents’ stories. The overall inability of mothers to anticipate future
quality of life problems while in the NICU is an interesting charac-
teristic of the NICU experience and a problematic one regarding any
medical decision-making.

Length of Stay

Another similar perception of parents is the relationship between
survival and length of stay. Parents perceived that a longer stay
meant a greater likelihood of the baby surviving in both contexts: ‘‘I
personally think that she’ll pull through all this. She has been here
four months and been through two surgeries…’’ (unit B). A French
mother tells the same thing: ‘‘She is getting bigger and stronger. It
was a kind of scary the first couple weeks. I was so scared with the
first couple of weeks. But I was told the longer she stays, the better
chances of surviving’’ (mother of a baby born at 26 weeks, 787 g, unit
A). In a way, this is consistent with neonatologists’ findings showing
that most NICU deaths occur in the first three days.57 But if things
get worse despite a long stay in the NICU, parents are extremely
upset and have a harder time coping.

Another feature of the length of stay is linked to the increasing
familiarity with the unit that the parents experience over time. They
come to understand more of the technical procedures and become less
vulnerable to the medical jargon – becoming less ‘‘novice’’58

regarding their children’s conditions. Sometimes they start to ques-
tion some procedures and attempt to regain some kind of control
over the medical situation. Claire (mother of a baby born at
30 weeks, unit A) argues against accepting a medical procedure she
finds too intrusive upon her child: ‘‘When it isn’t anymore about life
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and death, you can start questioning things. Last week for example,
they wanted to have a procedure done for this and that reason…Well,
I doubt that it is so indispensable to have a tube pulled through the
mouth to the stomach of a tiny little one who weighs 1.8 kg! See, now
it is different because you can start to question if it really has to be
done!’’

Any treatment limitation (or even ‘‘natural’’ death) occurring after
a long stay will be experienced by parents in a dreadful way. Some-
times parents will express anger or become suspicious regarding
choices that were made at the beginning of the NICU stay or even in
the delivery room: ‘‘(…) I always wondered and I never dared ask the
physicians: did they really believe that he would pull through? At
25 weeks? It was such a threshold. Should they have done all this?
And what if we had not resuscitated them…I am haunted by that and
I think I never really dared to hope. But the physicians, (…) I never
knew what they really expected…Well, in a sense, I believe they
would not have resuscitated them if they didn’t believe they could do
something. They don’t do that, do they? They wouldn’t have done all
that to my son if they didn’t believe he would pull through, would
they? They wouldn’t have gone through such things …they are pro-
fessionals, they have other things to do than to experiment on new-
borns’’ (mother of deceased twins born at 25 weeks, unit A). Parents
can become suspicious of the motives of the staff: ‘‘Were they making
some kind of experiments on my baby?’’ (mother in unit B).

Cues from the Lay World

Despite being well informed about the medical condition in both
contexts, most parents managed their experience by seeking cues to
understand what was going on. They focused their attention on
familiar aspects of their baby’s care such as nutrition, cleanliness, and
sleep rather than technological aspects of high-risk care. They
attempted to gain control over these things and claimed little par-
ticipation in medical decisions. Instead of qualifying such behaviours
in terms of denial59 or an ‘‘inability to explicitly recognize fact be-
cause of psychological consequences,’’60 this attitude should be rec-
ognized as a way of coping. In trying to focus on trivial but
controllable matters, parents can at least play a role in the NICU.
These matters belong to the lay world of ‘‘normal’’ parenting. As one
of the mothers of a tiny baby born at 26 weeks (unit A) says: ‘‘When I
saw that he was gaining weight, that he reached 1 kg, I was so
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thrilled. He was getting better, he was eating well. You could see it
(…) he was getting bigger …’’ The spatial cues are another recurrent
theme to understand, from the parents’ perspective, how serious
things are. In both contexts, mothers learned very quickly that the
place where their baby’s crib is located within the NICU has a
relationship to how sick she or he is: ‘‘The first thing you learn is the
rooms. Room 1 is severe, room 2 is the same but not that bad; room 3
is stepping up, more stable, no bradys, desats. If you can’t keep up,
they are sent back to room 2. You can’t be in room 3 with a vent.
Rooms 4–5 – going home in the next weeks, doing training…’’
(mother, unit B). Lisa was very upset until her baby changed rooms:
‘‘You can’t believe how relieved I feel since he changed rooms. Since
he is no more in the worst one; well since he changed I feel better. I
was seeing all these babies getting out from there and he was stay-
ing... He was the oldest one. I was so upset I was almost, starting to
give up any hope…After a few days they are out, most of them. He
stayed almost a month, even more, five weeks!’’ (mother of a baby
born at 26 weeks, unit C). The mothers’ experience in the NICU is
structured in many similar ways by a feeling of loss of authority and
vulnerability.

The NICU narratives are strikingly similar despite cultural and
institutional differences. The NICU world is a world apart; producing
the same types of constraints over parents61 as over patients in hos-
pitals and shaping in many regards their experience. Our observations
show that there is, on the personal side of the experience, such a thing
as a common ‘‘NICU experience’’ for parents that transcends cul-
tural, ethical, social, or any other differences. Different studies have
not been very successful in trying to define patterns of behaviors and
specific determinants of such behaviors. There are great variations in
attitudes and strategies as shown by Heimer and Staffen;62 some
parents immediately trust the team, others don’t; some parents are
aggressive, others are passive. Studies report that parents with more
education and medical background manage to gain more influence
and concessions from the staff.63 Such parents require more specific
medical information and question the physicians more. Jeanne is not
reassured by the physicians’ statement and wants to know more: ‘‘I
went to see the physician and I would keep questioning her on every
single thing. What was happening in her brain, how she would evolve
etc. Could any sequels be predicted and so on. Yes, they did explain.
It was great to get all this information’’ (mother of a 30 weeks pre-
mature baby, unit A). Mothers with less education were more passive
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and managed the situation by being satisfied with lay information
such as the weight, the nutrition etc. ‘‘What is important is that they
keep us informed if something is going wrong. If they say that it is fine,
well that means it is OK. I don’t need to know more’’ (mother of a
baby born at 29 weeks). Another mother explains: ‘‘I don’t need to
know about the little upsetting things which would make me worry
even more.’’ But in fact, our observations show that the experiences
are plural within each context and a critical event can shatter the
parents’ trust or coping process independently from any social, ethnic,
and cultural background. The more the situation is defined in terms of
a life and death condition, the more all the usual social determinants
seem to be of little help in explaining parents’ coping behaviors. Still,
there are some differences linked to the organizational structure of
each context as well as to the way each unit allocates different types of
information and allows for more or less participation in decisions that
have an impact on how parents manage stressful events. Each context
allows mothers to manage differently the inherent duality of their
experience.64 This duality is on the one hand characterized by their
personal experiences and disrupted identities as parents of babies in
the NICU, and on the other hand, their interpersonal experiences of
the organizational structure of the NICU.

THE COPING PROCESS: A DIFFERENTIAL EXPERIENCE

Parent’s Experience at the Organizational Level

In both contexts, interviewed parents were satisfied with the amount
of information they received. In both contexts, participation in daily
care was strongly encouraged and well perceived by the mothers. The
teams shared the same ‘‘bonding ideology’’ in both contexts and
mothers expressed the same level of satisfaction: ‘‘I am doing a lot,
they let me take his temperature and even blood pressure. I can
change him and feed him…it makes me feel good to be involved’’
(unit B). Parents’ expectations were also remarkably similar not only
within Europe, as mentioned in the EURONIC study, but also across
the Atlantic. Our observations corroborated those of Cuttini et al.:
‘‘The availability, format, and status (whether official or not) of
national guidelines on parental visiting and involvement are highly
variable and hardly comparable. In contrast, when asked their
opinion, parents express remarkably uniform and unambiguous

KRISTINA ORFALI AND ELISA J. GORDON344



requests: to be given opportunity to visit and spend time with their
baby at their own pace, without unnecessary limitation; to receive
early, honest and detailed information in a comprehensible and
sympathetic manner; and to be together when given ‘bad news.’ ’’65

Despite identical expectations and very similar narratives con-
cerning their personal experiences, the mothers did not express the
same level of satisfaction in the two contexts. Paradoxically parents
in the unit A – which is more restrictive in allowing only parents and
no one else to visit the NICU – are more satisfied than mothers in
other units. Though unit B is the least restrictive concerning parental
visiting and involvement, parents reported a lack of continuity of care
that is perceived in a very negative way. Overall satisfaction is higher
in the unit which allows the least amount of parental autonomy in
decision-making (unit A). Finally, although parents are legally rec-
ognized as the decision-makers in the American unit, they often
report a perception of having no say in their infant’s care. How can
we explain such paradoxes?

Medical Paternalism and Doctor-Parent Relationship

Parents in unit A were provided, upon their infant’s admission, with a
continuously available physician, ready to respond to any concern.
Information was always given in terms of medical certainty, with the
goal of reassuring the parents that everything was being done for
their baby’s best interests and that their expertise was available pre-
cisely for that purpose. Physicians emphasized their expertise, pro-
viding parents with regular updates even when parents were too shy
to come forward. A mother of a premature baby explained how she
felt: ‘‘I had a total trust in the team…They were always straightfor-
ward, and nice and talking to you. You would ask questions and they
would immediately answer. You had the impression that nothing was
withheld from you, that everything concerning your child’s health
was told. That was so important. To have a good doctor–parent
relationship, a trust between us…well, as a physician I knew he would
do the best for my child, I knew he would act ethically anyhow…’’
The strong relationship with the doctor, who is perceived as showing
‘‘emotional empathy,’’66 convinces parents that whatever is best for
their baby will be done and the ongoing communication provides a
strong support system for the vulnerable mothers. Though the system
allows for no parental autonomy in decision-making, the parents
perceived their involvement as quite high. The physician, as well as
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the whole team, was constantly available to provide not only
information and support but also to control the consistency in
communication. Conflicts are quite rare in unit A and there is a
compassionate approach to addressing parents’ emotional distress (a
psychologist is even available should they need it). Unit A individ-
ualizes its approach to parents though the staff excludes them from
any medical decision-making. Instead of feeling deprived of any sense
of agency, these parents say that their emotional needs have been
addressed and they express higher levels of satisfaction than parents
in the unit C,67 and even more so compared to mothers in unit B.
Parental exclusion in decision-making is correlated here with a strong
doctor–parent relationship and a kind of implicit delegation of
parental authority to the physician. Parents are finally convinced that
‘‘their’’ physicians can only act in the ‘‘best interests’’ of their chil-
dren. The processes clinicians used to convince parents of such
beneficence are explored elsewhere.68 But as a mother explains: ‘‘They
listen to us, they have a response to all our worries, all of them, the
nurses, the doctors, the physical therapists…’’ The organization of
care and the NICU’s policy is constructed to erase all uncertainty, all
things that could bring in inconsistency, and to avoid any conflict
with the parents. Part of the rationale is to keep parents under con-
trol, protect them from harsh realities requiring difficult decision-
making, and to provide them with a strong emotional support and
daily contacts. Medical responsibility is the common discourse used
to justify such an approach.

The other French unit is less structured around such a paternalistic
approach and parents would ask physicians as well as nurses for the
information they wanted: ‘‘When I wanted something, I would ask the
person who was there. I’d ask anybody. If they didn’t know the an-
swers they would go and get a physician…’’ (mother of twins born at
30 weeks, unit C). Though the bonding ideology is predominant
among NICU teams, unit C would not emphasize it as strongly as unit
A or B: ‘‘One day they asked me if I wanted to participate in the
nursing. I said no, no…I even said I’ll break her… I am afraid to hurt
her. They didn’t insist, thank God’’ (mother of baby born at
25 weeks).

Parental Autonomy: Unrestricted Visits, Tensions, and Participation

In the American unit, most complaints were about the lack of con-
tinuity of care: ‘‘I wish they would stop switching doctors’’ (mother,
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unit B). The attending physician changed almost every 3–4 weeks,
contributing to that perception. Mothers in unit B reported
communicating more on a daily basis with the nurses69 than their
French counterparts, who had a stronger relation to ‘‘their’’ physi-
cian. Though parents were constantly asked to sign consent forms for
different medical procedures, they did not perceive themselves as
decision-makers. ‘‘Actually, they (the doctors) make the decisions
and we sign the consent forms…’’ (mother, unit B). Assenting to a
procedure was not perceived as a decision: ‘‘Surgery was not pre-
sented as a decision. I am not a big decision-maker. They do not ask
you if you want this or that. I would have had them do everything if
they had asked. All the decisions are made for you... There were
many critical decisions and we were told about the risks…’’ (Angela,
unit B). The hospital organization provided them with ‘‘rights,’’
making them sign informed consent forms, but these rights were
perceived as disconnected from their current need: to have more of a
relationship to the physician. The organizational experience and their
personal needs did not match but seemed to produce constant
‘‘cognitive dissonance.’’70 The language of rights was not perceived at
all in terms of empowerment. Parents in the American unit were
provided with a lot of information without getting any specific
emotional support to deal with it, in contrast with unit A. They were
informed about their baby’s condition in either optimistic or highly
uncertain terms: ‘‘The prognosis was very uncertain. Nobody knew
what was going to happen’’ (Adriana, mother of a premature twin
baby who stayed four months in the NICU). If the information was
conveyed as uncertain and with no clear medical answer, it increased
the mother’s anxiety, contrary to the French unit A. No expertise can
predict how things are going. Being asked to intervene in such situ-
ations was experienced by mothers as stressful: ‘‘Sometimes I was
very afraid about what to do. (…) With the surgery, I didn’t know if
it was good. His sister had the same one and she died in surgery’’
(Adriana). Still, Adriana did not want to give up her decision-making
power: ‘‘No, I wasn’t asked to make too many critical decisions…’’

Though many mothers did not perceive themselves as ‘‘making
medical decisions,’’ they still reported being distraught about deci-
sion-making. Brenda stated: ‘‘I was so depressed and there were
many decisions about surgery and chances. I was very distraught.
They explained everything. Now I am more comfortable and less
worried. They tell you that you have your good days and your bad
days; it’s my time for the good ones.’’ In fact, many mothers are
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ambivalent about decision-making; on one hand they want to be
involved and become angry if they are not given any control over
many medical aspects of the baby’s care: ‘‘I wish that they had told
me about the transfusion; no one called me…’’ On the other hand, no
mother in our sample ever requested more active involvement in life
and death decisions. They seemed to want some control over a
dreadful situation, but none of them expressed eagerness to take over
the terrible act of deciding life or death regarding their own child.

Most tensions between parents and clinicians in the U.S. setting
were linked to the fact that the organizational system of care gener-
ated more uncertainty than in the French units. Tensions could also
be attributed to the lack of continuity of care, which sometimes
generated inconsistency in communication and little time for devel-
oping relationships: ‘‘The nurses and attendings are all good, but it
seems like information isn’t passed along like it should be. The
attendings don’t seem to have time to talk except for Dr M., he is an
exception…’’ Lisa is angry: ‘‘If they stop switching doctors, just give
me one doctor that’s working on my baby. If I ask you a question, be
very specific with me. No round answers… It’s necessary for doctors
to tell the mom, not the nurses? He shouldn’t give nurses that
authority.’’ Even if the team provided information, parents did not
always perceive it as such: ‘‘It’s their (the doctors) nature not to tell
everything. They are trained not to tell everything. They tell you just
enough…’’ (mother of a baby born at 33 weeks). Sarah (mother of a
baby born at 27 weeks) expressed her distress: ‘‘When they switched
teams, I didn’t like that. I was so confused without Dr. J.’’ Though
the majority of mothers in unit B stated that they did get ‘‘emotional
support’’ from the team, things unfolded in such a way that the care
system did not address ‘‘their’’ perception of the situation. The
autonomy model does not seem to respond to the specific needs of
being a mother of a critically ill baby in a NICU. Conflicts occurred
more frequently in the U.S. than in the French NICUs. Yet parental
autonomy in itself is not as problematic as the fact that the uncer-
tainty, the anxiety, and the organizational inconsistency are harder to
deal with if one perceives being left alone and helpless to ‘‘decide.’’
Trust in medical authority is frail precisely because physicians stress
the clinical uncertainty of the situation and in a way, their lack of
power in responding to it. If trust is weak in medical expertise
because of uncertainty, and if physicians are less available such that
strong doctor-patient relationships cannot be built, mothers’ overall
experience will be affected in a negative way, resulting in an
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impression of alienation despite the ‘‘autonomy model.’’ The fact that
nurses were more available than physicians was welcomed by some
parents (as Mercedes says: ‘‘It is easier to speak to nurses’’), and yet
perceived as extremely stressful in critical situations: ‘‘I don’t feel that
the nurses should have called me on the phone. I only want one
doctor to talk to me…I wanted one doctor to tell me what was going
on…’’ (mother, unit B). By assigning staff of lower status to parents
in precisely the critical situations in which expertise can be reassuring
and the doctor–parent relationship is crucial, unit B increased par-
ents’ perception that they were, in fact, not getting the best care.
Distrust can easily follow such perceptions. As often observed, dis-
trust and anger were directed toward the more available and closer
people, the nurses, rather than the physicians. Conflicts were
observed more frequently in unit B than elsewhere, and more often
involved parents and nurses. It was not only the NICU experience
(the abnormal situation) that deprives all mothers of their sense of
agency but the organizational effects in unit B that compounded their
inability to deal with the situation, increasing their emotional distress.

Nevertheless, the autonomy model was not challenged by the
mothers in unit B: ‘‘It is good that they ask you …that your opinion
is valued’’ (parents of a premature baby). Somewhat paradoxically,
the prevailing autonomy model should require stronger emotional
support and ‘‘sentimental work’’71 from care providers, precisely
because it delivers more uncertainty, less medical authority, and less
unambiguous expertise compared to the paternalistic system. In a
sense, the autonomy model is inherently less reassuring. As a result,
the practice of autonomy does not necessarily provide mothers (or
patients) with greater satisfaction even if they all claim their adhesion
to the ethical principle. Theoretical preferences for autonomy do not
match the lived experiences of mothers in the NICU. From our
empirical evidence, it is unclear if a better organizational system
within the autonomy framework could better answer the parents’
needs or if the autonomy model is problematic in itself.72 A large
majority of the mothers in the American unit expressed a sense of
being helpless, and the rights they were provided turned out to be
perceived in terms of impersonal care, increasing their sense of being
left alone with their emotions, their guilt, and their fear. While the
system offers diagnosis, uncertain prognosis, many options, and
autonomous decision-making, it does not necessarily provide anxious
parents with any personal relationship or acknowledgement of how
difficult it is to decide in such a context. Precisely because parents (as
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well as patients) are endowed with autonomy, the system focuses on
being as neutral as possible to avoid affecting parents’ choices or
cultural preferences. But in avoiding the possibility of influencing
them, in checking that all the rights are respected and that all the
formal procedures to ensure these rights (such as consent forms) are
fulfilled, the system may withdraw all that people need when they are
in such a vulnerable situation: a personal bond, sharing, and maybe
even compassionate advice, drawn not only from technical compe-
tence but also from their doctor-parent relationship. As Zussman73

observes: ‘‘…Formal procedures may become a means by which
physicians withdraw yet further from intense involvement with their
patients.’’ The autonomy paradigm stricto sensu does not need a
doctor-patient (parents) relationship because it supposes that people
are able to decide for themselves; physicians are only required to
provide decision-makers with all the necessary information and
options in an impartial way. They are not supposed to offer guidance
or advice. Patients or parents are supposed to decide what is best for
them with the same detached concern. This relationship has thus
come to be referred to as a ‘‘contract.’’

FACING TRAGIC CHOICES: THE COPING PROCESS

How do parents cope when facing a dismal prognosis and a decision
to withhold or withdraw treatment? Despite organizational failures in
addressing emotional needs as observed, does a system that empha-
sizes their autonomy give them better coping abilities in such a tragic
situation, as stressed by some studies and certainly by the over-
whelming bulk of the bioethics literature? How do parents with no
decision-making power deal with such situations?

Conveying Bad News

Since each context does not involve parents in medical decision-
making in the same way, information on prognosis (and especially
bad news) was conveyed differently according to the unit. Unit A
communicated a dismal prognosis in two different ways. In some
cases, the baby would be described as so permanently brain damaged
or disabled that continuing care would be inhumane and futile.
Parents did not perceive the medical decision to be active, except in
terms of alleviating the baby’s terrible suffering. As one mother of a
deceased baby stated: ‘‘When we asked questions, they never were
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about would she walk, read and write as other children? No, we never
really asked things like that. It was like a ‘packaging.’ Would she be
able to live normally? That’s all. When we got a response to that, well
it was clear. We always had responses. It was dreadful; the situation
was dreadful and we had to manage it but not on the physicians’
side!’’ Most of the parents showed an implicit understanding of what
is going on and did not really ask the physicians for more accurate
information: ‘‘You know what a brain hemorrhage means, don’t
you? On a premature baby …well I am not a physician, no but you
can understand what it means. There is no doubt about the issue. The
doctor said that there was no issue. It was better for her (baby) to
leave us. Her life would have been terrible had she survived.’’ Either
the physicians in unit A would adjust their information about the
baby’s clinical status so as to diminish parents’ hope for their baby’s
survival or the baby would be presented as dying ‘‘naturally’’ despite
any active intervention to withdraw care. The team’s intent was to
protect the parents from any guilt regarding the cessation of treat-
ment by not presenting the decision as an ethical issue of life or death.
Most parents were convinced that the physician was acting in the
‘‘best interests’’ of the parents and their babies. They shared the
doctor’s perspective since they trusted his or her expertise, especially
since information was always presented with little ambiguity. The
mother of a deceased baby explained: ‘‘Their discourse was quite
clear. It was quite precise, there was no doubt over the situation. The
doctor didn’t really ask us what we wanted. No, nothing like that.
Well, I don’t think anyway there was a choice to be made because you
see, the brain damage was too big. There wasn’t any chance that he
would get better. No. The way they told us, it was very accurate, only
facts, you see…that you could understand without interpretation… ’’
Parents in unit A tended not to ask further questions. As the infor-
mation was always conveyed in terms of medical certainty, they
rarely were explicitly aware of an existing alternative, or they did not
want to see it in such terms. However, some mothers expressed
doubts about what happened. As Claire, the mother of deceased
premature twins, related: ‘‘Well, it was the way they would announce
things; they had the same way with both children; we had the
impression that there never was any doubt about the situation. Well,
for Celine, there was obviously no doubt; we had the impression there
was no doubt…But for Victor, we had the impression slightly more,
well, only an impression that there was a choice or a medical decision
made not to go any further.’’ For the physicians and the team in unit
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A, the parents’ consent was implicit. It is unclear if parents were in
denial regarding the existing alternatives or if they did not suspect
any choice of that kind. The parents of deceased babies all expressed
agreement with the doctors regarding what should be done. Conflicts
were extremely rare as parents were convinced that their doctors were
totally committed to their infants and to them. They had a kind of
personal bond with their physician and a strong trust in the team.
Some mothers reported their implicit involvement: ‘‘Well, let’s say
that I did not make the decision, but it is true that I didn’t oppose it
either…’’ (mother of twins born at 25 weeks). The consensus between
parents and doctors may be linked to the fact that doctors have been
successful in claiming the exclusive command of technical knowledge
and medical expertise.74 As long as the situation remains defined
within the framework of medicine and not ethics, parents have no
reason to challenge the decisions.

Yet, in some rare situations, parents reported wanting ‘‘everything
done’’ and were not ready to accept any treatment limitations. The
team in unit A did not accept such demands if they had already
reached an intraprofessional, unanimous decision to withdraw care
on a specific case. They would anticipate and adjust their information
so parents would come to accept ‘‘their’’ view by presenting death as
‘‘inevitable.’’ But a strong parental disagreement in unit C would
generally be accepted within a framework of professional uncertainty.

In unit B, bad news and the option of withdrawal of treatment
generally were conveyed to the family at a meeting with the attending
physician and the team. Though information was more clearly con-
veyed than in unit A, there was always a way of getting parents to
assent and physicians rarely introduced all the possible options when
they were convinced that the situation had no uncertainty. The
withdrawal of ventilators was presented as the test that will allow
‘‘nature’’ to take its own course.75 The withdrawal of the ventilator
was often not presented in terms of absolute death but in terms that
attributed decision-making power to ‘‘nature’’: ‘‘If the baby can
breathe without a machine, he will come home. If not, he will die. I
am not sure what will happen but probably he will not survive’’
(Attending physician, unit B). Neither the doctor nor the mother
decides, and both are protected from the guilt of it. Nature (or God)
takes over, as Carmen, a mother, said: ‘‘I will accept it [the with-
drawal] as God’s will.’’

But in some cases, the communication process was more prob-
lematic, especially if the infant had been in the NICU for a long time.
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Even when the team presented the bad news gradually, step-by-step,
some parents were in denial, postponing any decision-making. As
Diana, Brad’s mom, said: ‘‘They asked if we wanted to withdraw the
ventilator. There were two episodes. Once, I was alone with the dad
in the conference room. They did not come out and say we’re going to
lose Brad and it would be better to remove life support. No, they told
us gradually... the second and third time... They didn’t just come out
and tell me’’ (Mother of a baby born at 33 weeks). The length of time
needed to make a critical decision informs much of the difficulty that
parental autonomy imposes upon distraught mothers. Compared
with the ‘‘strictly medical’’ approach in France, the U.S. approach, in
which the parents decide, may be associated with higher psycholog-
ical ‘‘costs.’’ Specifically, the mean age of the death of babies after a
decision to limit treatment is 8.3 days in unit A and 14.5 days in
unit B.

The Coping Process

Our study clearly shows that the French mothers were better able to
cope with the loss of their newborn infants than the American
mothers. The parents in unit A, in which there was no parental
autonomy at all in decision-making, showed the highest level of
satisfaction. What was particular to that NICU compared with the
two other units? Obviously, parents in unit A had little say in their
baby’s fate but still reported fewer, if any, residual problems such as
anger, depression, guilt, or regrets.76 Parents in unit C who had been
asked to participate in the decision sometimes demonstrated relief.
For example, Pierre, one of the few fathers interviewed stated, ‘‘I had
the feeling that we freed him from the suffering and pain. I would
have felt bad if he had died after a month when it was possible to
alleviate his suffering…’’ The father felt that he had an active role in
doing something positive for his infant: avoiding suffering and futile
care. Yet the majority of parents in unit C who were asked to par-
ticipate in decision-making said that they would rather not decide. In
contrast, the mothers of deceased babies in unit B reported post-
decisional regret more often than mothers in other units. For them,
the mourning process was difficult and they used the term ‘‘guilt’’ in
their narratives, a word which was almost never mentioned in any of
the two French units. Why was the coping process smoother in the
unit that allowed for less parental decision-making in contrast to
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most results of other studies77 and the bioethical paradigm of
autonomy?78

Perhaps one of the main reasons lies in the observed differences
regarding the doctor-parent relationship. Though parents do not
really choose ‘‘their’’ doctor in either context, the most striking dif-
ference in the mothers’ narratives is the weakness of the doctor-
parent relationship in the American unit compared to the French
ones, and even more so compared to unit A. Many mothers in unit B
felt that physicians were abdicating their responsibility because they
were shifting all the time, and because they seemed to delegate to
nurses some of their ‘‘ethical duties.’’ While the physicians in unit A
fostered their relationships with parents by multiple means, including
talking them into accepting the difficult treatment limitation, mothers
in unit B, such as Tasha, kept reporting having ‘‘no support, no
family who speaks for me.’’ The strongest difference between the two
contexts, from the mothers’ perspective, was probably the difference
in the emotional support system. The autonomy model does not
require the doctor’s involvement in terms of the relationships with
parents regarding their infant but rather, the physician’s expertise
and information. Thus, no one complained about competence or
technical expertise. But most mothers in the American unit rarely
spoke about any specific relationship with the doctor; most of their
narratives dealt with confusion, anger, and the impersonality of care,
as the following quote reveals: ‘‘It is just a job for them (the nurses)’’
(a mother, unit B). The one mother who was strongly involved with
the physicians in unit B, Melissa’s mother, reported high satisfaction
despite her loss after 8 months in the NICU: ‘‘I am so glad that they
made me part of it. (…) they made me part of it; I was happy, cried
and angry with them [the doctors]. We worked together well…’’

Parents in unit A, on the contrary, reported how the strong
medical support helped them to cope with the terrible decisions made
on behalf of their child. Consider the perspectives of both parents in
the following interchange:

Mother: ‘‘No, I don’t really remember them asking clearly, Do we
stop the machines…? Because they kept on repeating over and
over again, all the time, that there was nothing more that could be
done…’’

Father: ‘‘That there was no hope…’’

Mother: ‘‘ There was a strong support from the physicians; they
would make the decision with us, in a way.’’
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Doctors in the French context are not the ‘‘stranger at the bedside’’
but someone who has worked with them, suffered with them, and
cared about them as much as about their baby to help them cope with
a dreadful loss. The choices the doctors have made become para-
doxically perceived as their own choices; the physicians are successful
in convincing the parents to reach the same decision as they have.
Interestingly, other studies have found that parents who do not make
decisions perceived that they did.79 And, much like McHaffie and
colleagues’ study in Scotland, the vast majority of French parents
were satisfied with both the decision and the process.

CONCLUSION

Contrary to the EURONIC report’s conclusion that studies carried
out on parents do not confirm any harmful effects of participation in
decision-making,80 our study clearly indicates that though all the
parents want to be their baby’s primary decision-maker in both
contexts, their desire to be involved in ethical decisions varies, and
that a higher level of satisfaction is not necessarily linked to extended
autonomy in decision-making. While all parents want to be informed
that an end-of-life decision has been made, their desire for active
involvement in decision-making is heterogeneous, not only between
the two contexts but also (and even more so) within each context.
Parents are extremely ambivalent about being involved in decision-
making. Satisfaction actually appears to be correlated with the per-
ception of ‘‘sharing’’ the decision with the physician and the team.
Our comparative empirical approach therefore raises questions about
the adequacy of the philosophical principle of autonomy by under-
scoring, from the parents’ perspective, the lack of ‘‘emotional work’’
involved in the practice of autonomy in the American unit compared
with the more paternalistic European context.

Although parents’ expectations remain very similar despite cul-
tural differences, each system addresses their needs in a different way.
Our empirical results – despite being obtained through a case-based
approach – reflect the broader contexts of the healthcare systems in
which parents’ experiences take place. Neonatologists in France
regulate their interventions by establishing their own guidelines for
practice, retaining a clear professional autonomy, since the law does
not specify what should be done in end-of-life care. The socialized
health care system is perceived as incompatible with individual
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autonomy and physicians in the NICU act as if they were mandated
to regulate resources and outcomes in restricting the survival of
catastrophically ill infants. The strong link between the public hos-
pital physicians and the State81 through public institutions (National
Ethics Council, for example) tends to restrict any changes in the law
regarding end-of-life matters while avoiding any public debate on
end-of-life issues. Despite the fact that the State bears the financial
burden, decision-making largely remains in the hands of medical
professionals (with the State’s agreement). Nevertheless, the system
that excludes parents from any decision-making provides them with a
strong doctor–parent relationship that addresses their emotional
distress to a higher degree than the American autonomy model. It is
unclear, however, if the strong consensus between doctors, parents,
and society on end-of-life matters results from a lack of information
available to the public (since the debate remains intraprofessional), or
if it results from weakness of the law in regulating medical practice.
In France, the old medical paternalism has shifted from an
‘‘authoritarian’’ model to a new model of ‘‘shared experience.’’ It
seems that even the exclusion from medical decision-making calls for
more involvement from the doctor and the system as a whole toward
the parents. The reverse is true about the American healthcare sys-
tem. In the U.S., individuals bear not only the financial, but also the
psychological costs of their choices. Beyond theoretical and ethical
arguments, it seems prudent to reconsider the practice of autonomy
in particularly stressful situations by providing more specific means
of coping, translating the impersonal language of ‘‘rights’’ and
decision-making into trust, caring relationships, and sharing the
responsibility for making tragic choices.
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