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Abstract

Pediatric bioethics emerged from the transfer of the framework of bioethical reflection on adult competent
patients, which focuses on the principle of autonomy, to minors and incompetent patients. However, we believe that
the framework of patient autonomy is not appropriate for pediatric bioethics and propose a new framework based on
the moral responsibility of parents and health care professionals towards the needs of the sick child. The essential
elements in creating a new framework for pediatric bioethics are: the primacy of the principle of beneficence, over
the principle of autonomy; the therapeutic alliance as an affective and genuine union between the physician, child
patient and parents; the therapeutic intentionality as the engine of this alliance; and finally, a real family centered
care. These elements establish the bioethical framework of neonatal and pediatric units, by integrating the child’s
interests within the family’s, and permits us to propose an authentically family-centered bioethics.

Keywords: Pediatric; Bioethics; Family centered care; Beneficence;
Autonomy

A New Framework for Pediatric Bioethics Reflection
Pediatric bioethics emerged from the transposition of the

framework for the reflection on adult competent patients, which
focuses on the principle of autonomy, to the reflection on minors and
incompetent patients [1]. However, if we analyze pediatric bioethics
starting from the principle of autonomy, the only possible standard
becomes the child’s best interest [2], since its origin has been associated
with the evaluation of treatments through the concept of expected
quality of life (QL) [3] and has been widely criticized [4] and reformed
[5]. This standard leads towards two extreme situations:

A bioethics focused exclusively on the child, where the physicians
are the ones who make decisions, by evaluating the expected quality of
life (QL) of the child, and therefore deciding if the child has a life
worth living [6].

A bioethics focused on the respect of the autonomy of the parents,
whose right to take decisions is based on their understanding about
what the child's best interest is, and where the physicians simply
implement the parents’ decisions [7].

We believe that the framework of a patient’s autonomy is not
appropriate for pediatric bioethics for two reasons: a) In children and
young adolescents the level of self-determination that is present in
adults is lacking; b) In the care of a sick child, one must not forget that
the parents remain responsible for the custody of the child, who is a
growing human being with needs. The sick child, in fact, is not so
much an autonomous individual but, above all, a member of a family
unit. The family should therefore appear at the center of pediatric
bioethical reflection.

As a consequence, we should move from a triangular picture
representing the relations between the medical team, child and family,
which is characteristic of a pediatric bioethics based on autonomy, to a
circular image, in which the child is placed in the center (Table 1).
Physicians, while considering a child’s needs, must take into account
not only their responsibilities towards the patient, but also those
towards the family [8-9].

Pediatric
bioethics

Image of reference Elements

Pediatric
bioethics
based on
autonomy

Problems to resolve

- What is the best interests of the
child?

- Who should decide what is the best
interests of the child? The parents?
The medical team?

Family
centered
pediatric
bioethics

- A bioethics based on beneficence

- A therapeutic alliance between the
parents and the medical team

- A Family-centered Care perspective

Table 1: Two bioethical frameworks for decision-making in neonatal
and pediatric units.

The new framework for pediatric bioethics is based on the moral
responsibility of parents and health care professionals towards the
needs of the sick child. This framework is based on three elements:

- Beneficence should be the primary principle. In general, in adult
bioethics the standard of respect of a patient’s autonomy has priority
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over the norm of beneficence. However, in pediatric bioethics,
beneficence takes precedence over autonomy [10].

- The therapeutic alliance is not between the physician and patient
but between the physician and the whole family (physician – parents +
child). Pediatricians should forge a therapeutic alliance with the
patient and the family and the best interest of the child standard
should be invoked only when this alliance is broken or cannot be
created.

- A Family Centered Cared perspective (FCC) [8]. In the 70’s, the
question was who should be ultimately responsible for an adult’s
medical decisions? The answer was clear: the responsibility is of the
patient himself. In pediatric medicine, the answer to this same
question is also clear: the responsibility for a child’s medical decisions
is ours [10]. It is our responsibility as a society to promote a child’s
welfare and development. As opposed to adult bioethics, in pediatric
bioethics it is not possible to promote an approach in which the child’s
rights are analyzed against those of the parents or physicians [11]. We
believe that FCC is a more correct approach [12]. On a FCC
perspective, the cooperation between physicians and parents is crucial
in determining the overall goal of healing and of promoting ethically
appropriate treatments.

We place in the center of this framework the moral responsibility of
parents and health care professionals, in relation to the needs of the
sick child [13]. There is a social responsibility to care for minors that
moves between two extremes: the ethics of care, which is based on the
specific and particular situation of each patient, and the ethics of
justice, based on general principles and standards applied to specific
cases with a specific concern for equal opportunities and the
distribution of resources. We believe that even though the
responsibility of parents and physicians in caring for a child
presupposes justice, it extends far beyond justice, arriving closer to the
ethics of virtues [14].

Beneficence as the Primary Principle
The principle of beneficence refers to the moral obligation to act for

the benefit of others. The principle of beneficence is interpreted in
different ways and with varying degrees of rigor, depending on what is
intended as acting for the patient’s good. The utilitarianism understood
this good as maximizing benefits at the lowest possible cost [15].
Others expand the limits of beneficence to the situations in which one
does not sacrifice something of equal moral importance [16]. We
embrace a concept of beneficence, rooted in the very nature of
medicine, as a special human activity, with its own internal morality,
which is set by the physician-patient relationship and is based on the
medical act [17]. In medical practice, the principle of beneficence is to
act for the patient’s good. But what does it really mean to act “for the
patient’s good”?

One of the goods that doctors and parents of a sick child should
seek is the child's health. This could be called the medical good.
Usually this good corresponds to a specific medical treatment [18]. To
achieve this good, the physician must be competent in his/her
profession. Yet this is not sufficient. There are other goods that need to
be considered in the physician-patient relationship: the ultimate good
of the patient; the patient’s own perception of what is his/her good; the
good of the patient as a human person. Parents of a sick child want the
physician to help them regain the medical good for their child, but it is
clear that one can’t equate all the good of the person with the medical
good [19]. Therefore, it is necessary to establish a hierarchy in these

goods: the first would be the ultimate good of the patient followed by
the good of the patient as a human person. Next would come the best
interest of the patient, i.e., the good that is perceived by the patient,
and finally the medical good. In fact, the form of beneficence that we
are analyzing is one that considers the patient's welfare in a broader
sense than merely their medical well-being [20].

Beneficence in trust
The physician-patient relationship is characterized by the act in

which the patient seeks the physician with the request to help him/her
regain health. However, in pediatric medicine, this gesture is carried
out by the parents who bring the child to the physician with the
request to restore the child’s health. The doctor’s response to this
request becomes an obligation called beneficence in trust [20]. The
physician is committed to building a relationship with the family that
assures the respect for the parents’ autonomy and values and, at the
same time, a complete attention towards the patient’s medical good (i.e.
to the child that needs to be treated). The beneficence in trust becomes
the shaping principle of the physician – parents + child relationship.
There are several levels in which the trust that qualifies the principle of
beneficence becomes clear [20]:

- The first level refers to the asymmetry in the physician – parents +
child relationship. This inequality is determined by the vulnerability of
the parents, especially those who have a seriously ill child [21]. The
physician, in fact, acquires power not only over the sick child, but also
over the parents. In such situations, the burden of the obligation lies on
the subject who has the power [22].

- The second level of trust refers to the trust that parents must
confide in the physicians when taking decisions regarding their child’s
treatment [20].

- The third level of trust refers to the moral nature of the decisions,
which should not be reduced simply to the medical good. In fact,
medical decisions include both technical and moral aspects. Physicians
should be in sufficient trust to express his/her moral reservations
regarding, for example, the parents’ refusal to accept certain treatments
that the physician considers appropriate, or, vice-versa, the parents’
insistence to request a treatment that the doctor believes futile [20].
The norm of the benefit of the patient limits the parents’ power and
gives the physicians more prerogatives in order to take decisions [10].

- The fourth level of trust should be called the social level, since it
derives from the confidence that society places in the individuals who
have undergone medical studies [19]. Society must, in fact, continue to
maintain this confidence in physicians and therefore political decisions
that affect the practice of medicine should not be taken or imposed
without the consensus of the medical associations [20].

- The final level of trust might be called the moral implication [20].
The physician, in the therapeutic alliance with the parents of the sick
child, is ultimately responsible for the patient. The doctor is the last
guardian of the patient’s life and health [18]. This is the moral
responsibility that allows the physician to act against the will of the
parents, if they are putting at risk the best interest of the child [22].

Mediated beneficence
We have already seen some of the characteristics of the beneficence

in trust principle. When applied to pediatric medicine, we realize that
we must talk about a mediated beneficence: “Given that parents or
guardians are presumed to be the child’s primary caretaker, a health
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care provider’s duty to care for children is mediated by parental
obligations” [10]. In pediatric medicine, the relationship of health
workers with the family can be difficult. A strict application of the
principle of beneficence could put the physicians in a position of
superiority in respect to the parents, who are primarily responsible for
the children. This is where we detect one of the sources of conflict:
parents -not physicians- are primarily responsible for the child. In
pediatric medicine, the relationship is different from that found in
adult medicine, and therefore the moral situation is also more
complex. In fact, the work of the physicians must take into
consideration the child, the child’s family and the physician’s own
moral and professional responsibility. When making decisions in
pediatrics, the parents’ opinion cannot be ignored in absence of
sufficient motivation. Furthermore, there are the reasons for which it is
necessary to respect parental authority and the family’s privacy [10]:

a. Reason of Intimacy: The family, seen as a space characterized by
intimate relationships, offers to each of its members a context in which
they can find a meaning in their life, experience feelings and transmit
values from generation to generation. Family intimacy requires a good
measure of privacy. Physicians, and other social agents, should
generally be reluctant to determine a family’s decision, unless it is
necessary to avoid something that is clearly harmful for the child [23].

b. Epistemological reason: The family usually knows the child better
than the health professionals, and is therefore in a better position to
decide in favor of the child. This knowledge is not based only on the
physical history but also on the values and priorities with which the
child has grown up [10].

The family plays a central role in the formation of the individual
identity [24]. Culture, education, values and religion that we have
received in our family help us to develop our capacities and allow us to
make the choices that will configure our way of life.

The last reason leads us to issues of freedom and responsibility [25].
The family is the one that has to bear the economic and psychological
costs of medical decisions for the child, and should, therefore, have
control over the decisions regarding treatment.

These reasons lead us to respect parental autonomy and family
privacy when parents must take medical decisions regarding their
child. But respect for the parents’ autonomy in pediatric medicine is
not the same as respect for a patient’s autonomy in adult medicine [26].
Parental autonomy is instrumental and is conditioned and limited by
the child’s welfare. Parents cannot take decisions regarding their child’s
medical treatment that are irresponsible from a medical point of view
[10]. The physicians’ professional responsibility in pediatrics should be
guided by the rule of mediated beneficence, requiring physicians to be
able to coordinate their commitments for the welfare of the patient,
with the opportunities and limits that are given by the needs of the
patient, and the context and preferences of the child’s family.

The Therapeutic Alliance
In pediatrics, the health professional must establish a therapeutic

alliance with the patient’s parents or guardians. This alliance includes,
among its responsibilities, the necessity to protect the present and
future interests of the child and its family [9]. The therapeutic alliance,
established between the physician and the parents of the sick child, is
marked by an asymmetrical relationship. Indeed, the relationship is
based on the vulnerability of the sick person [14] (the child) and the
physician’s disposition to help the child and its parents [21], making it

possible for the child to regain health. Healing appears as the
intentional element of the relationship, therefore making it a
therapeutic alliance.

This model, which considers the physician – parents + child
relationship as an alliance, is centered on disease and the inequality
that exists between the parent + child and the physician. Physicians
have the knowledge and capacity to obtain healing. Therefore, we can
say that the beneficence in trust, as a principle, and the virtue that
enables it, benevolence, are grounded in the humanity of people who
interact in the medical relationship [27], that in this case is the
physician – parents + child relationship [28].

This covenant, which is between parents and physicians, has the
goal of achieving the best interests of the child. The best interests of the
child should be, in principle, to obtain the good health of the child.
Analyzing the medical procedures, we recognize the presence of two
elements that are always present in all intentional human actions [29]:
1) the goal is already at the origin of all medical pediatric actions; 2)
the therapeutic intentionality configures the alliance between doctors
and parents.

The intention of doing something is completely different from the
desire of doing something. In fact, a simple desire does not necessarily
lead to an action. It is the intentionality that is the engine and soul of
an action. In our case, the intention is to choose what are the best
interests for the child’s health. It is therefore a therapeutic intention.
When we choose a particular treatment and when we put it into
practice we are already anticipating the end, which is, in fact, to
achieve the best interests of the child.

The therapeutic intentionality is therefore the basis on which the
therapeutic alliance between physician and parents rests [29]. If
parents were to take decisions against the child’s medical interests, the
physicians may break this alliance and adopt an attitude of pediatric
paternalism [10], i.e., to make decisions to protect the medical interests
of the child, ignoring the parental autonomy [30]. However, medical
pediatric paternalism must be the exception rather than the rule, and
medical care in pediatrics should ideally be centered on the entire
family.

A Family Centered Care
In the last decade, a health paradigm, called patient-centered care

that draws attention to the personal experiences of people who have
illness or disabilities, has begun to gain importance [31]. This
paradigm has been developed in pediatric medicine, where the term
family-centered care (FCC) is normally being used to describe this way
of delivering health services [9]. FCC is an approach built on the
cooperation between the family and medical team in making decisions
regarding the patient. The FCC approach has been adopted by many
physicians, hospitals and health-care groups as the standard of care,
thus becoming the "cornerstone” [32] of pediatric medicine.

FCC is an optimal form of health care from the family’s point of
view [29]. FCC aims to engage and empower families in the care of
children, going far beyond the simple doctor-patient relationship, and
considering the needs of the whole family and not merely the needs of
the child [32,33]. However, even though there still isn’t an
unanimously accepted definition of FCC, The Institute for Patient-and
Family-Centered Care highlights on its website that:

“Patient-and family-centered care is an approach to the planning,
delivery, and evaluation of health care that is grounded in mutually
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beneficial partnerships among health care providers, patients, and
families. It redefines the relationships in health care [34].”

This definition is strongly influenced by the expansion of the
application of the FCC approach to patients of all ages [32]. There are
some principles of the FCC [35-37] that should be present in a Family
Centered Bioethics: a) The medical team has to share all information
with the family; b) It is necessary to respect and recognize the
differences of each family; c) A total cooperation and collaboration
between the medical team and the family is necessary; d) Negotiation
is a disposition that has to be present in the medical team and in the
family in order to take appropriate decisions; e) The medical team has
to prescribe the care and support in the context of the family and
family’s community (Table 2). The American Academy of Pediatrics
defines FCC as a model of health care based on the understanding that
the family is the main source of strength and support for the child. It
also recognizes that correctly informing and taking in consideration
the opinions of both child and family are important elements in the
clinical decision process [9]. FCC also aims at empowering parents so
that they can participate more in the care for their child, enhancing the
capabilities of the child and therefore better meeting the child’s needs
[38].

From this definition, three elements emerge: a) that parents know
what is best for their children and desire the best for their children; b)
all families are unique and different from each other, and c) that the
best care for a sick child is only possible within a context of support
from both the family and the community in which the family is a part
of.

Principles Content

Share all
information

An open and objective communication between the medical
team and family, especially with parents, sharing information
in a complete and impartial way.

Respect and
recognize the
differences

Respecting the needs and preferences of each child and
family. Recognizing and honoring racial, ethnic, cultural,
socioeconomic and Spiritual differences, which have an
influence on family experiences and perceptions of attention
and care.

Cooperation and
collaboration

Family and doctors work together for the best interests of
the child and family, participating in decision-making about
treatment, attention and care of the child.

Negotiation Decisions are taken together because there is a disposition
in all to negotiate, and to discover family strengths so they
can make appropriate decisions.

Care and support
in the context of
family and
family’s
community

We need to develop health policies that will be family-
centered and that will respond to the needs of the
populations where the family live, with assistance and home
care programs, especially for chronic diseases, promoting
the child’s attention and care at home.

Table 2: FCC principles that serve us for a Family Centered Bioethics.

It is clear that FCC is an approach that moves away from the
previous model focused on the physician as a dispenser of services
[39]. The FCC model involves family participation in decision-making
process, mutual respect between the medical team and the family,
respect for decisions taken, individualized and flexible care, sharing all
information and training parents to care better for their children [40].
This framework for neonatal and pediatric care helps us develop our
new framework for pediatric bioethics. The Family Centered Bioethics
is based on the theory of the family as a system, and recognizes the

need to ensure the welfare of the family in order to achieve the child's
welfare [41].

Conclusion
The framework of a patient’s autonomy is not appropriate for

neonatal and pediatric units. We propose a family-centered bioethics
as a new bioethical framework for neonatal and pediatric units. The
essential elements to establish this new framework for pediatric
bioethics are:

The primacy of the principle of beneficence, over the principle of
autonomy. This primacy enables us to consider the physician-parents-
child relationship not as a struggle of rights and duties, but as a real
relationship based on the common search for the child’s health. This
final objective is made possible through the confidence that parents put
in the medical team.

This mediated beneficence provides a true therapeutic alliance
between the physicians with the sick child, through the parents. This
therapeutic alliance allows a genuine and affective union between the
physician, child patient and parents through the physician’s
compassion. The best interest of the child becomes for the physician a
proper end to share with the parents as a common act. Every action in
pediatric medicine has its origins in the search for the best interests of
the child.

Therapeutic intentionality is the engine of this alliance and, at the
same time, it establishes its limits. Parental decisions that go against
the child’s medical interests, in fact, break this alliance. Therefore,
pediatric medicine cannot consider a sick child as an isolated element,
but must consider the child within its family as a whole.

FCC opens the framework of pediatric bioethics by integrating
within the child's interests the interests of the family as well, therefore
allowing us to propose a true Family Centered Bioethics as a new
bioethical framework for decision-making in neonatal and pediatric
units.
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