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Summary

Pediatric patients are included in a vulnerable group which requires more attention and sensibility in medicine. One may come across with some
specific ethical problems while planning the treatment and care of the patients belonging to this group. One of the leading problems is the autonomy
of the child and their decisions about themselves. However, there is no certain percept regarding these matters. Parents are directive in treatment of
pediatric patients as well. In addition, ethical prevention of child patients should be taken into account by whole medical team. This paper deals with
how to approach pediatric patients ethically which are vulnerable and open to abuse in the light of the related literature and case samples. (Turk Arch

Ped 2013; 48: 1-6)
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Introduction

The concepts of ethics and morals

The word “ethics” originates from the greek word “ethos”
which means character, habit and tradition. The term “ethos”
was found to be appropriate and used by Aristoteles for the first
time. In Turkish, the word “morals” (ahlak) is frequently adopted
in place of ethics synonymously (1). However, it is known that
marked differences are present between these two terms.

If shortly described, ethics is proper and wrong behavior
theory. Ethics is related to the values which a person wants to
express in a certain situation (2).

The word “ahlak” (morals) is derived from the Arabic word
‘hulk’ which means temper, habit and character. In Western
languages (e.g. English, German), the words “morality-moral” are
used to express the concept of morals. These originate from the
Latin word “mos”. Morals can be described as daily application of
proper and wrong behavior which is expressed as ethics (3).

In the general sense, the ethical theory aims to provide a
certain ethical decision process. In this process, consistency
and integrity are significant. The ethical theory helps us to see
a consistent way in different problems. Basically, the aim is to
find an answer to the question of “What should | do?” in
accordance with information, values and views (4).

It would not be wrong to state that occupations are also
among the areas possesed by the ethics. We know that almost
each occupation has its own specific ethical principles and
these have significant role to provide a certain organization in
the application processes of that occupation.

The concept of ethics, the child and ethics

In this presentation, we will try to mention the ethical subjects
related to pediatrics which deals with the diagnosis and treatment
of pediatric diseases.

The concept of child has a special place in terms of social
position. This is also very important in terms of patient groups and
appliations in medical profession.

The child is a human being who is a stranger to adults in
intellectual and linguistic sense, who has inadequacy in the ability
to count, classify and generalize in a logical line and who shows
emotional differences. Because of these properties pediatric
patients are evaluated as vulnerable groups in medicine.
Therefore, this should be considered in diagnostic and
therapeutical methods and medical researches which will be
applied in children.

When we talk about children, we mean individuals who cover
a certain area of the social life and who are kept in a seperate
place from adults in terms of age. Although the age limits change
by geographical and climatic properties, childhood stages cover
certain time frames. These include the neonatal period (0-2
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months), early childhood (15-24 months, 3-4 years), middle
childhood (5-10 years) and adolescence (11-21 years) (5).

In ancient centuries, the first physician who suggested his
views about the role of ethics in medicine was Hippocrates who
lived in the fifth century B.C and who is defined as the father of
medicine. The text of the oath which is attributed to him is still a
legacy which keeps its originality and value. In the context of our
subject, this text does not include any suggestions about how
physicians should behave in relation to the concept of child and
pediatric diseases or any relavent ethical recommendation. It is
possible to attribute this to the paternal attitude which was the
common and traditional medical mentality in that period (6).

Currently, it is emphasized that the basic ethical principles of
medicine should be handled in a single integrity independent of
the area. These principle which were presented by Beauchamp
and Chidress (7) are expressed as nonmaleficence, beneficence,
autonomy (respect for autonomy) and justice.

These four basic principles can be summarized as providing
the patient's welfare and wellbeing, protecting autonomy,
providing that the resources are shared proportionally in countries
which have limited resources and not harming the patients (8).

In clinical practice, members of the medical team may follow
different methods in solving ethical problems related to adult or
pediatric patients. In this context, nurses also have a certain role.
The most important problem in pediatric cases in medicine occur
as ethical dilemmas. The reason for these problems is usually
involved in the decision-making process. In clinical practice, the
physicians or nurses should start to execute the ethical decision-
making process from the time they encounter the patients. In this
process, definition of the ethical problem, piecing together the
factors which cause the problem, determining individual values,
evaluation of the problem using the ethical principles, examination
of the solution offers, adoption one of the options and application
play a significant role. The DECICE example recommended by
Thompson et al. (9) in the medical and nursery literature has a
different point of view and includes arguments including
recognition of the problem, examination in terms of ethics, thinking
about the options, studying the results, deciding a behavior and
evaluation of the results (PESSDS).

Ethical problems in pediatric cases

Some of the basic subjects related to pediatric ethics
include the following:

- Informed consent-approval

- Decisions of families on the child in medical problems

- Ability to decide and the child

- Refusal of treatment-euythanasia

- States of children who have come to the end of their lives
in intensive care units

- Status of children with hopeless prognosis

- The child in medical researches

The main ethical problems which we encounter in pediatrics
include evaluation of the child as an individual, owning the right
of respect, interest and protection which individuals should own,

autonomy and self-decision. In fact, it is known that there are
different opinions on these subjects and there is no definite
comprehension. However, it is possible to give some
recommendations which can be directive.

If the child is too young and inexperienced to make
autonomous decisions, if it is impossible to alleviate the defects
which threaten his/her autonomy because of the same reasons,
the paternal intervention which is directed to prevent the child to
fall into distressing situations will be definetely justified.
However, if the child can make highly autonomous decisions or
if he/she will be able to make decisions when the necessary
assistance to alleviate the defects is given, he/she should be
allowed to make his/her own decision. For example, if a child is
so afraid of getting an injection as to refuse an antibiotic or
rabies vaccine or antivenin which will save his/her life, it is
definetely right that he is considered to be in a state in which
he/she can not decide autonomously. In cases where children
are able to decide by themselves, we should allow them to
decide by themselves and we should also consider that the
parents may have the right to decide on behalf of them (10).

In addition to informing the protector or guardian who has
the authority to decide on behalf of the child about the medical
picture of the child, a kind of consent should be obtained also
from the child and he/she should be informed simply at an
adequate level. Here, the age limit is stated to be 14-15 years.
In some studies, the beginning of this age group is given as 7-8
years (11).

The 14-15 age group we mention here is related with the
decision contribution and approval of the child in the relevant
diagnostic and therapeutic process.

The general rules related to the position of the child in the
ethical reports related to children in medicine have been
presented by UNICEF after extension. According to this:

The personality and rights of each child will be cared, the
rights of children will be protected meticilously in studies related
with children, the age and developmental stage will also be
appreciated and no story or picture which could harm the
personaltiy of the child will be published even if his/her name is
not used and his/her appearance is changed so that he/she can
not be identified.

The parents who are primarily responsible of decisions
about the child wish to make the best decision and selection on
behalf of their child. However, the physican’s responsibility in
the decisions on behalf of the medical treatment of the child is
greater and these decisions may correspond to critically
distressing and problematic pictures. For example, there may
be significant differences between the health problems
experienced by a premature infant and a normal and term
infant. The physician may need to consider the subject
seperately when evaluating these two pictures in terms of the
premature infant and the normal and term infant (12,13).

Although it was recommended that the child’s wishes and
desires should be considered in diagnostic, therapeutic and
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medical rehabilitation applications or scienticif researches in the
declaration of the World Medical Association related to the
children’s rights in healthcare, it was still emphasized that the
consent should be obtained from the family or legal
representative (14).

Case example: Here, an example will demonstrate the type
of the ethical problem which may arise in pediatric patients. A
mother brings her 7-year-old child who has upper respiratory
tract infection to a physician and while evaluating the subject if
the antibiotic which the child will be using should be
administered as intramuscular injection or as syrup at the stage
of prescription it turns out that the child dislikes syrup and is
afraid of injections. What kind of a behavior will the mother and
the physician decide to show?

Solution suggestion: The ethical solution suggestion in this
case requires interrogating if the child has a certain ability of
understanding and assessment primarly by the physician. If the
child does not accept syrup or injection with his/her will, oral
tablet/capsule forms may also be emphazised. If the physician
prescribes an injectable antibiotic to a child who is afraid of
injections in accordance with the mother’s will, the problems
which may arise during usage and administration should be
considered. Conclusively, for a successful treatment not only
the common decision of the mother and physician, but also the
child’s consent should be cared considering the child’s age.

In adult patients, we can talk about the patient’s autonomy
under defined conditions. However, is there a justification to limit
the autonomy in patients below the age of 187 In this context,
the principle of respect for the patient's autonomy and the
process of informed consent in pediatric patients should be
discussed seperately. The most important ethical component
related to informed consent in pediatric patients is the problem
of competence. The importance of protecting children’s rights
are frequently denoted assuming that children have limited or no
decision-making competence namely interrogating their
competence. In terms of competence, the age and social and
intellectual development of the child are important. Therefore,
physicians have to obtain consent from parents to administer
treatment in pediatric patients in ethical and legal terms.
Similarly, it is important that the medical team is in contact with
the family in the process of treatment of pediatric patients.
Physicians who apply treatment without the family’s consent are
under risk in terms of legal terms including grown-up children.
However, this risk is at the theorethical level in USA. In this
country, no court has charged physicians because of not
obtaining consent from families of children at the age of 15 years
and above in the last 10 years. Families have not initiated any
objection for medical decisions in relation to this subject (15).

However, it may be questionable if the parents will always
make the most valid and right decision related to the child’s
disease. For example, the case in November 1998 in
Saskatchewan (Canada) is related with this. When
osteosarcoma (osteogenic sarcoma) was diagnosed in 13-year

old patient, the cancer team reccomended chemotherapy and
amputation of one leg. However, the parents stated that they
refused the traditional therapy according to their Christian
beliefs and wanted the treatment in a center in Mexico where
other therapies were being performed. Patients father did not
want the clinical team to talk with the child on this subject in the
absence of the parents. The cancer team explained the family
that osteosarcoma patients survived with a rate of 65% with
appropriate treatment. However, there were no proved data on
this subject related to other treatment methods. In this example,
there is a dilemma which starts to be experienced in diagnosis
and the initial process of treatment plan. Ethically, it is inevitable
that a legal sanction is initiated when approaches in favour of
the child are ignored. Thus, it was also true in the above-
mentioned case. When the medical team recognized that the
family did not valued the child’s preferences, they wanted that
a legal way was pursued to protect the child. However, this legal
process was not in favour of the child in terms of timing and
cancer expanded from the leg to the lung. patient was lost in
July 1999. The same condition can be experienced in the
subject of refusal of blood transfusion by families who are
members of Jehovah’s witnesses for their children (16).

Another well known example related to the efficient role of
the parents in the decision-making process is the case of “Baby
Doe”. Baby Doe was born in April 1982 with Down syndrome,
tracheoesophageal fistula and esophagus atresia. The family
did not give consent for the surgical interventions planned for
this baby. The child had the chance to survive as a disabled
person if the operations were performed. Although the baby’s
physicians litigated objecting this decision of the family, the
court decided that the family had full authority. Afterwards, a
bylaw was issued in 1984 and physicians were considered to
be responsible of survival of newborns independent of the
severity of congenital anomalies and the low chance of survival.
These Works were named as Baby Doe regulations (Child
Abuse Prevention and Treatment Act-1984) (17,18,19).

Another ethical problem related to the authority and
consent of the parents for medical procedures to be performed
in children is confering to the child in the decision-making
process on behalf of the child for circumscision which is a
traditional approach of certain religions (Islam, Jewishness).
Some accepted ethical literature texts emphasized the
impropriety of the parents to be the only authority of decision for
circumscision of the child and recommended that these
interventions be postponed until the child reaches the age at
which he/she can make a decision. The point which is whished
to be emphasized here is that the parents have the authority
only for diagnosis and treatment of the child’s diseases and
circumscision is excluded (20,21).

The accepted approaches related to informed consent,
parental permission and consent of the American Pediatric
Academy (APP) in pediatric applications are in effect since
1976. Among these approaches, the concept of informed
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consent, the status of informed consent in terms of ethics and
the concept of the right to refuse treatment, the concept of
consent of the representative, parental permission and the
child’s consent and informed consent of the adolsecent are
remarkable. The significant points in informing the parents
include considering the abilty of understanding and education
level of the parents, expressing the possible risks of treatment
or other treatment methods, not limiting the freedom of
selection between different therapies and absence of pressure.

The facts about informed consent in pediatric patients are
as follows:

» All pediatric patients should be informed about their
diseases and therapies in accordance with their ability to
understand and their questions should be answered

+ Legally, “informed consent” or “permission” should be
obtained from the parents for pediatric patients

+ In addition, consent should be obtained from the child who
has the ability to decide
The concept of refusal of treatment is defined as absence of

permanent consent for the recommended intervention to

provide the well-being of the patient in the face of the patient’s

unwillingness (22).

There are special ways to obtain consent from the child.
Accordingly, the following points should be cared:

+ Absence of consent forms written in a style which can be
easly understood by the child and family

+ The fact that the concept of forming written informed
consent form is a new concept in simple practice

« Simplification of the technique of writing as well as the
content

+ Preferring the daily language

+ Having a form prepared in a speaking style

» Avoiding unnecessary technical language

+ Avoiding long sentences

+ Use of active sentence structure instead of passive
sentence structure (23)

In recent years, physicians have started to recommend to
terminate life in order to decrease pain and suffering of pediatric
patients who stay in intensive care settings because of
diseases with no possibility of cure and malign cancers
especially in Western medicine. However, it is thought that this
subject which is contradictive in terms of ethics should be
considered with its religious dimension (24).

The concern about transformation of the duty of medicine to
protect and treat patients to this kind of an insight still continues.
It should not be ignored that this would be taking the easy way
out and would not provide a solution.

The responsibility of ethical obligation of medicine consists
of the main sturctures which can be summarized as “first, do not
harm!” and ‘“the patient's well-being is the primary
consideration”. We can say that these two elements are also
valid for acute and transient care of children (25).

It is known that ethical problems related to infant and
pediatric patients exist. These include especially the groups

who need intensive care conditions and can be divided into
groups including premature infants, physically disabled
newborns, infants with congenital infections, newborns with
respiratory problems and children with trauma. Similarly, it is
inevitable that some actual ethical problems related to the
diagnosis and treatment of pediatric patients will be
experienced (Table 1).

Let's try to recognize the dimensions of ethical dilemmas
which may be experienced by giving two examples:

Should all resources of medicine be used to provide survival
of a baby who is born at the 24th gestational age with a birth
weight of 500 g and who has spontaneous cardiac and
respiratory function? If it is decided that these resources should
not be used, the baby will probably die in a few hours! Is it
possible that the medical team and the parents stay as a mere
spectator in this condition? Generally, using all the resources of
medicine dominates in such a situation and an intensive care
treatment which will last for days and weeks awaits the child
and parents. Usually, the outcome of this treatment which
includes problems, complications, speakings, disappointments,
tears and very few hope is loss of the child at the end.

A baby is born with oxygen insufficicency, is intubated,
resuscicated and ventilated mechanically. After the sufferings
end, all signs of Trisomy 18 which is a very severe and
complicated disabling syndrome appear when the findings are
pieced together. This means a survivial time limited with months
and severe mental disease in patients who can reach the
childhood. The diagnosis is proposed and blood sample is
taken for chormosomal analysis. The child’s condition improves
with mechanical ventilation and the child can be extubated after
a few hours. Soon, it is recognized that the child is extubated
early and has to be intubated again to keep him/her alive.
Should he/she be intubated again in this situation? Is it right to
continue treatment as well and as long as possible until the
diagnosis is confirmed with the result of the chomosomal

Table 1. Some current ethical problems related to the
diagnosis and treatment of pediatric patients

Diagnosis
-Overdiagnosis made by inexperienced physicians because
of fear of a malpractice case or because of pressure of the
parents
-The problem of informing the parents when a disease with an
unfavourable prognosis is diagnosed.

Treatment
-Treatment administered to the fetus
-Limits in treatment of severely disabled children
-Measures to keep children with unfavourable prognosis alive
-Organ transplantation
-Refusal of a treatment by the parents and physician
-Experimental treatments or controlled treatment experiences
in children
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analysis? Or should the physician take the liberty to decide
against keeping the child alive based on his/her clinical
experience without waiting for ten days at the time the
chomosomal analysis result will be obtained and probably
mechanical ventilation will not be required considering such
prominent findings? Would it not be more merciful to make the
parents accept their child’s early death instead of making them
bear their child’s severe disease which might last for years and
making the child who has a definitely severe disability suffer?
Should the family be involved in the decision-making process?
(26) It should absolutely be thought intensively on such
situations which involve ethical dilemmas and which worry the
parents as well as the medical team in terms of solution and
impatient recommendations and decisions should be avoided.

The subject of clinical researches which will be conducted
in children has a distinct significance. The pediatric case should
be approached cautiously, since children constitute a special
group among patient groups.

Considering that clicinal studies are primarly performed in
adult patients it is noted that it is not so easy to reach the data
related with children. Currently, approximately 80% of the drugs
used in children have been experimented only in adults and
approved for treatment of the adult age group. Thus, it is clear
that pediatric patients are treated according to adult
experiments in daily life. For example, many antihypertensive
drugs, analgesics and antidiabetic drugs are used based on
adult experiments, since adequate clinical studies have not
been performed in children. It is clear that this produces
significant risks in terms of children. Considering that children
are not “miniature” adults and have different pharmakokinetic
properties and metabolisms which means they have different
drug clearances, it is clear that the advers effects of the drugs
we use will be more than expected (27) .

In this context, children should be protected in terms of
ethical, legal and general structural problems in pediatric
research studies. As the United Nations states each child has
the right to get high level health care. The subjects of consent
and special protection related to volunteers in medical
reaseaches are mentioned in the Helsinky Decleration (1964).
Legal justification related to the position of children in medical
researches is included in the legal system of each country.” In
terms of the position of children in medical reseaches,
volunteering should absolutely be in the foreground and
consent form the parents and from the child if his/her age is
appropriate should be obtained. Additionally, study methods
should be prepared more meticulously in terms of ethics in
unguarded groups. For example, if children with Down
syndrome are to be included in a study, this study is expected
not to disrupt the existing life of these children and to have the
possibility to increase their quiality of life on the contrary. Again,
the same attention should be paid for HIV(+) children and the
principle of “first, do not harm” should be pursued to the
greatest extent (28).

Awarenes of healthcare professionals and especially
physicians and nurses in terms of child abuse and neglect,
reporting of the cases to necessary positions and the active
role of healthcare professionals in raising awareness of the
community and families are requisites of an ethical
responsibility (29).

Conclusion

The ethics has certain roles in pediatrics. This state which
arises from the characteristic of pediatric patient groups should
be absolutely cared. All members of the medical team should
consider protection of pediatric patients in terms of ethics, since
children are defenseless and open to abuse. Parents who have
the authority for deciding on behalf of their children also have
some responsibilities in this sense. In conclusion, parents
should have a supportive role in making the child to participate
in the physician’s or nurse’s requests in the decision-making
and consent process. It should be kept in mind that the pediatric
patient is an individual outside his/her certain characteristics
and keeping his/her emotions and ideas in the forefront will be
directive in medical decisions which will be made on behalf of
him/her.
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