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ABSTRACT

It is widely accepted that children are not simply “small adults,”and pediatric medicine has been developed as
a completely separate branch of medicine. Pediatric medicine involves many of the same ethical issues perti-
nent to adult medicine, but will also attract a range of ethical issues and, indeed, ethical controversies specific
to dealing with children. Although some ethical problems in pediatrics have gained a legal basis over time,
some problems continue to be discussed. It is important for pediatricians to be aware of the ethical issues they
may encounter and seek medical ethics consultation regarding a contradictory situation when necessary, tak-
ing into account the legal regulations of their countries.
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INTRODUCTION

Today, medicine affects many aspects of day-to-day human life, which is only likely to in-
crease with medical progress."” This promise of a healthier and longer life naturally involves
a greater degree of intervention in everyone’s life as technology advances, and medicine di-
vides into even more specialized subdivisions impacting disease diagnosis, treatment and
care approach models, and medical research. The importance and load of medical ethics also
inevitably increases, as the relationship between medicine and humans becomes more com-
plex both quantitatively and qualitatively.

The primary and predominant theme is the biology of humans that medicine deals with and
wants to address.”? A recent good example of this was the introduction of the CRISPR-Cas9
technique to the field of genetics. This is a very good example of a typical ethical debate.
American biochemists Jennifer Doudna and Emmanuelle Carpentier used a technique called
“chemical knife” or “genetic knife” to treat cancer and hereditary diseases, where a system that
allows the DNA of animals, plants, and microorganisms to be changed very precisely has a
revolutionary effect on life sciences. All technical developments are brought before us with
their positive aspects, but new techniques in the medical field sometimes bring unpredict-
able difficulties.’! As the list of what medicine can do gets longer, the list of what it should
not do also gets longer. As we have seen, medicine deals primarily with the biological di-
mension of human beings. However, human beings do not consist of only this aspect but
also produce value, live in society, and struggle for dignity and freedom. The rapid develop-
ment of scientific progress and the rapid spread and adoption of the results of this progress
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are also reflected in medical ethics. In proportion to this,
the inadequacy of health professionals’ ethical ability de-
lays the ethical evaluation processes of some cases. This
is especially important for ethical issues that concern chil-
dren and those who cannot make their own free decisions.
Health care professionals, due to the system, the institution,
their education, or their understanding and attitude, tend
to perform biological reductionism mechanically without
thinking too much or questioning it and thus consider ev-
ery human being using the same template. All health pro-
fessionals should understand that the problems of human
beings are not only biological but also have philosophical,
social, political, and economic dimensions and should have
a wide-angle view to consider each individual as a whole.
This study aimed to review the general ethical principles
and discuss some basic problems in pediatrics.

General Ethical Principles
Basic Principles of Medical Ethics

It is possible to divide the basic principles of medical ethics
into two: rational and irrational.® It should be noted that
irrational does not imply illogical; irrational is used in the
sense of “different from the systematic use of reason in the
decision-making process.” Irrational approaches are listed
as obedience, emulation, feeling or willingness, intuition,
and habit. Rational approaches consider deontology and
medical ethics in favor of children. Individuals can make dif-
ferent choices between rational approaches and irrational
approaches. It is necessary to fulfill the requirements and
principles of contemporary medical ethics in terms of ethi-
cal evaluation and ethical decision-making in medical prac-
tice.l*® It is possible to say that ethical principles are also
necessary for forming the content of common academic
and professional culture. The four-principle scheme pro-
posed by two American bioethicists, Beauchamp and Chil-
dress, includes usefulness, being autonomous and respect-
ing the autonomy of others, not harming, and being fair.

1. Respect for Autonomy

Autonomy means that everyone can play an active and
fully independent role in the decision-making process.?
Thinking and evaluating on your own is being able to make
personal decisions freely, in short, to have an awareness of
self-management. Individuals with this quality can resist
the impositions of others on any subject and make their
own decisions. For Kant, this means “one’s ability to take
place in the world as one’s legislator.” However, ethically,
it can be difficult to achieve autonomy that would require
competence for children and those with developmental
disabilities."” The medical team and parents should play a
role in this understanding.

2. The Usefulness Principle

The principle of usefulness is one of the main elements of
medical ethics.” This is due to a load of utilitarianism doc-
trine on the framework of contemporary ethics and the fact
that medicine is an activity aimed at being useful due to its
nature. In the context of the principle of usefulness guiding
medical action, two situations that need to be addressed
are the fine adjustment of the balance between usefulness
and nonharming and the resolution of conflicts between
autonomy and usefulness.

3. Nonharming

The principle of nonharming has been one of the basic prin-
ciples of medicine since the day when moral value prob-
lems in the field of medicine first emerged.'" Hippocrates
expressed this principle by saying “first, do no harm.” This
principle should not be understood as limited to avoiding
harm to the patient. Health professionals, third parties, and
society should be considered within the scope of the prin-
ciple of no harm; in ethical evaluations, there should be a
concern about not harming these groups.

4, Being Fair

The principle of fairness guides the use of limited resourc-
es and opportunities in medical practice.'”>' It is gener-
ally accepted that health is a fundamental human right,
and everyone should benefit from health services fairly.
The World Health Organization and the World Medical
Association adopt an approach that gives importance to
social justice and equality in the distribution of health re-
sources in their regulations on patient rights. It is difficult
to implement as it is not possible to provide expensive
and limited medical resources and facilities to all patients.
Therefore, there are serious problems in the distribution
of medical resources equitably. This is because the dis-
tribution of medical resources is a moral business rather
than a technical business. Whether the principle of equal-
ity or other fair sharing principles will prevail, especially in
the allocation of limited medical resources, makes ethical
debates inevitable. Another ethical issue in the allocation
of resources is the selection of the person who will receive
the service and who will make the distribution decision.
In recent years, the formula for creating balances and
allocating potentials and resources based on the needs
and medical benefits of each patient has been generally
accepted. Medical care should try to support the patient
and be tailored to the individual’s needs. It is ethically ap-
propriate to appreciate the realistic goals that medical
care can achieve, and it is wrong to target exaggerated or
impossible expectations.
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Some Basic Problems in Pediatrics
Informed Consent and Consent of the Pediatric Patient

Decision-making in pediatrics is a very challenging area
for children, parents, and physicians.™ The concepts of
consent and approval play an important role in decision-
making in pediatrics. While informed consent is sufficient
legally and ethically for adults, it can be more controversial
and problematic for children as these limits must include
the family.

Parents have legal and ethical authority on behalf of their
children in many ways because, unless proven otherwise,
parents want the best for their children."® However, parent-
ing alone does not qualify a person as a surrogate for an-
other person. For this, some specifications must be met. It
is essential to be competent to make reasonable decisions,
to have sufficient knowledge, to be emotionally balanced,
and to take care of the interests of those who cannot make
decisions for themselves. In this case, it is up to the pediatri-
cian to understand whether the parent is sufficiently com-
petent or not. If the child is harmed by the family’s decision,
the pediatrician should take an active role in preventing it.
At this point, the concept that pediatricians should pay at-
tention to is the “best interest” principle.'"? This principle,
which should be understood as “best for the child,"is key in
ethical debates in pediatrics. If the family or the guardian of
the child makes a decision that is not in the best interests of
the child medically and insists, the physician may intervene
in the situation and take the legal right to make a decision.
This can be achieved by application to the legal authorities
and the decision of the court.

Informed consent is a process based on respect for people.
Autonomy is the right of a reasonable person to make his/
her own decisions, providing the basis for the instruction
of informed consent.'*"! The capacity to give consent is
based on the ability to make a legally valid contract and to
make psychological and developmental decisions. There-
fore, minor children cannot give informed consent but
can give approval. While informed consent is a legal term
for adults depending on respect for autonomy, consent
is a developmental term focusing on capacity. The ethi-
cal principle of pediatric consent is to acknowledge that
children can participate in their treatment up to a certain
extent and, above all, to respect the evolving capacity of
the children. Although the child’s consent to the treatment
is an important goal, family consent is legally obligatory if
it is incompatible with the best interests of the child. Al-
though the consent of children is an ethical principle, the
biggest obstacle to this decision is, unfortunately, the par-
ents.'® Some families assume that they are the only ones
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who make decisions about their children’s health. Another
important issue is that hospitalized children are vulnerable
to decisions taken because of their patient role. For this
reason, pediatricians and health professionals have an im-
portant role in terms of children’s participation in decisions.
Confirmation should be taken throughout a process, not as
a one-off gesture.

For a decision to be valid, the person must be conscious
and the decision voluntary.'" However, there is no univer-
sal standard for this. The American Academy of Pediatrics
(AAP) encourages pediatricians to assess each child’s con-
sent capacity individually. Ideally, the AAP sees approval as
a process in which all parties participate in the decision-
making process. The AAP highlights this view by stating
that mutual meetings provide a meaningful relationship
between the child and the physician and that this is what is
important in this process.

Even if parents have the right to give consent to, or refuse,
treatment for adolescents, adolescents must have an ethi-
cal say in their treatment.'™ Although adolescents have
positive roles regarding treatment, legal consent and ado-
lescents’approval do not correspond to the same meaning.
The real balance between the approval of the adolescent
individual and the consent of the parents depends on both
the competence of the minor and the type of decision in
question.

In case of refusal of recommended medical treatments,
the physician should first contact the family again and cor-
rect any misunderstandings, if any.?® Despite this further
contact, if the family again refuses treatment, if the parent
risks the child with the decision taken, if it is highly likely
that harm will occur, and if this recommended treatment
is scientifically proven, then legislation should be applied,
taking into account the best interests of the child, and tak-
ing into account the previous methods and approaches in
similar issues.

As mentioned, the decision-making process in pediatrics
is quite different from other branches of medicine.?!??
Perhaps the most important problem of medical ethics in
pediatrics is the difficulties of the decision-making process.
Childhood is between birth and age 18 in many countries,
including Turkey. However, there is a vast gulf between the
mental and personal maturity of 2-year olds and 17-year
olds. In medical ethics, opinions have been expressed in
the direction of the child’s participation in the decision in
recent years. In fact, it is said that the older the age, the
more participation in the decision. However, children of all
ages can take part in ethical discussions and be advisory.
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Patient Privacy

As adolescents are sensitive, a reassuring and communi-
cation-oriented relationship should be established with
them.[™ For adolescents to receive consultancy services,
confidentiality rules must be followed. On the other hand,
breaching the patient’s privacy may remain the only option
to protect any member of the public, including an adoles-
cent, from a serious and immediate danger, such as sexual
abuse, even if confidentiality has been requested by the af-
fected individual. Therefore, the physician may violate this
confidentiality to protect the adolescent since he/she is
underaged.

Faith of the Family and Medical Care of the Child

If the family wants to refuse treatment according to a re-
ligious belief, first of all, this family and the clergy should
participate in the process, misunderstandings should be
corrected, and treatment should be provided.” However, if
the family is not convinced, legislation should be included
in the process, considering the best interests of the child.
This is because a child’s right to life and treatment cannot
be taken away solely through religious belief. However, re-
ligious beliefs and cultural values can sometimes be con-
fused. Pediatric medicine needs to consult and manage the
process correctly. Ethical consultation is important in any
dilemma.

Physician-Assisted Euthanasia

The etymology of the word “euthanasia” is from the words
eu = beautiful and tanasium = death.*?4 |t is a type of sui-
cide and symbolizes a controlled death instead of dying in
pain and distress. If physician-assisted death is in the best
interests of the child and the child can understand this, this
support can be provided if the family also gives permis-
sion. However, if there is a conflict between the family and
the child, this cannot be done. Besides, it is necessary to
know the legal regulations of the countries in this regard.
Many countries do not allow this for different reasons. In
Turkey, this constitutes a crime according to the Turkish
Penal Code. Voluntary active euthanasia has been imple-
mented in the Netherlands since 2002. Children over the
age of 12 years have the right to demand active euthanasia
if their parents give their consent and the patients have un-
bearable suffering and an incurable illness. Discussions on
the bioethical application of this subject continue. In the
future, this sensitive issue will seek a legal basis through
the right to human dignity.

Euthanasia is practiced in different ways and is generally
divided into active and passive euthanasia in the litera-

ture.”® Apart from these, it should be known that there
are types, such as physician-assisted suicide, and volun-
tary and involuntary euthanasia, as close concepts or dif-
ferent classifications. Euthanasia is a debatable situation
in terms of the nature of medicine and general accep-
tance, and it is not easy to accept in practice. Euthana-
sia in children greatly increases this difficulty. However,
euthanasia, which had no statutory basis in most of the
twentieth century and was enacted in 1994, even when
the Netherlands did not have an active euthanasia law,
and the door was opened. We mean that moral debates
that are far away today can be thrown in another direc-
tion with the contribution of a number of factors. What
these elements are is one of the main concerns of medi-
cal ethics and is the subject of another article. A differ-
ent example of these moral position changes is, of course,
the approach to child euthanasia, and the change started
again in the two leading countries, the Netherlands and
Belgium. However, this requires a multidimensional dis-
cussion.??! Generally, euthanasia in children is drawn to
the level of moral acceptability with the end of unbear-
able pain and the absence of treatment possibilities. How-
ever, when the pain can be treated with palliative medi-
cine methods, the acceptability of euthanasia in children
decreases when the special conditions of the children are
considered.

In the Netherlands, as in all other countries, taking the life
of someone except in extreme cases is considered mur-
der.? A painful life that cannot be relieved in any way can
be regarded as one of these extreme conditions. In some
countries, it is considered good practice for doctors not to
start treatment for newborns who have no chance of sur-
vival. Most neonatologists in the Netherlands and neona-
tologists in Europe believe that intensive care therapy is
not an end in itself. Its purpose is not only to ensure the
survival of the baby but also to provide an acceptable qual-
ity of life. However, the legal regulations of the countries
and the consent of the families are very important in this
regard. As a guide, the Groningen Protocol on the euthana-
sia of newborn babies states a number of principles regard-
ing the euthanasia of newborns. In countries where the law
permits, this guide will prevent malpractice and ensure the
best interests of the patient.

Life Support and Critical Response

A competent and self-determined person has an almost
indisputable right to refuse any care and treatment, even
if it is life-saving.® A well-known example of this is that Je-
hovah'’s witnesses refuse blood and blood products, even
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if needed, despite the risk of death. However, this decision
does not apply to children, dependent disabled people,
and unconscious patients. The right to life is sacred, and
when someone else endangers it, a problem is posed both
legally and ethically. In such a situation, a good dialogue
should be established with the patient’s relatives under the
guidance of good medical practice, and an attempt should
be made to persuade the patient’s relatives. However, if
no results are obtained despite everything, legal support
should be obtained. All these decisions should be docu-
mented and submitted to the relevant authorities when
requested.

Life Quality

In cases where medical treatment does not provide any
benefit and the patient’s quality of life cannot be improved
in any way, medical futility becomes pertinent.? Cases
such as when there are very severe organ anomalies at
birth and the congenital absence of the brain (anenceph-
aly) are leading ones. In determining the treatment strat-
egies and goals in these situations, several ethical criteria
should be taken into account, as well as medical knowl-
edge and experience. If the treatments applied, especially
in the intensive care unit, do not contribute to the recovery
of the disease or improve the quality of life later, and such
an application only postpones the moment of death, the
treatment performed under certain conditions can be lim-
ited or even stopped. The argument here is again based on
the principle of the best decision for the child, as explained
above.The aim of limiting intensive care treatments in such
a situation should be to reduce or alleviate the suffering of
the child. Besides, such a decision should be made very se-
riously and sensitively, taking into account all medical cri-
teria and with the consent of the parents. Treatment strate-
gies that do not comply with the wishes and consent of the
parents should be avoided. However, as much as possible,
parents should be informed about this issue objectively
and impartially.

Clinical Investigations in Children
The place and importance of scientific clinical research are
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obvious, given the level that modern medicine has reached
now.2% Although the results of scientific research in adults
are often applicable to children, clinical studies are needed
in many aspects for developing high-quality and high-stan-
dard treatment methods in pediatrics. While the research is
being conducted, even if the children involved do not ben-
efit directly from the research, investigations can be per-
formed as long as good medical practice is followed and
the Declaration of Helsinki is observed, that is, to benefit
the next patients. Since the negative results of studies are
also valuable, this should be considered in the methodol-
ogy. Although the importance of clinical trials in the devel-
opment of effective treatment modalities with high quality
and low side effects for the diseases of children is not dis-
cussed, this research may involve many ethical problems.
The most important of these is to trial a new treatment that
has not been proven successful, but in a person who has
not reached the age of deciding for themselves. Although
this study consent can be given by the child’s parents in
some cases, it still involves many ethical problems. Ethical
criteria in medical research on children are summarized in
Table 1.5

CONCLUSION

As children are not small adults and the approach to chil-
dren requires a separate sensitivity, ethical issues in pediat-
rics differ from those which arise in adult medicine. In this
study, we tried to address controversial issues in pediatrics
from an ethical perspective. Each subject topic also opens
the door to a broader discussion. Medical ethics is increas-
ingly included in clinical practice. Technology is entering
medicine faster than ever before. As the capability of medi-
cine increases, the number of things that should not be
done also increases. Therefore, medical ethics consultation
should be sought when necessary for controversial and
difficult decisions. Pediatricians should make use of good
medical practice while taking into account the family-state,
and the family—child axis will enable them to better deal
with controversial ethical issues.

able 1. Ethical criteria in medical research on children

The high positive result expectation from the clinical study and as low as possible predictable risk and unwanted side effects

Lack of available and effective treatment for the same disease

The child participating in the research to benefit from this experimental treatment in the first degree, i.e., personally

+ Ifthe result of the research will be beneficial only to others and not to the child participating in the research, the risks of this research
are either none or very little. If this situation cannot be guaranteed, the research should not be approved

Including the child in the decision-making process based on its specific understanding and comprehension ability
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