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Abstract

The present review analyses the implications of the best interests of the child principle, which is one of the most widely
discussed principles of medical ethics and human rights, for paediatric healthcare. As a starting point, it presents the inter-
pretation of the best interests principle by the United Nations Committee on the Rights of the Child. On this basis, it points
out possible fields of application of the best interests principle with regard to paediatric healthcare and discusses the potential
difficulties in the application of the best interests principle. Based on this, it illustrates the implications of the best interests
principle for paediatric healthcare through four case studies, which look at ethical dilemmas in paediatric gynaecology, end-
of-life care, HIV care and genetic testing.

Conclusion: The best interests principle requires action, inter alia, by health policymakers, professional associations, hos-
pital managers and medical teams to ensure children receive the best possible healthcare. Whilst the best interests principle
does not provide a conclusive solution to all ethical dilemmas in paediatric healthcare (as illustrated by the case studies),
it provides children, medical teams, parents and families, and clinical ethicists with an indispensable framework for health
care centred on the rights of the child.

What is Known:
o The best interests principle is one of the most widely discussed principles of medical ethics and human rights and one of the four general
principles of the Convention on the Rights of the Child.

What is New:

o The present review discusses possible fields of application and potential difficulties of the best interests principle with regard to paediatric
healthcare.

® Based on this, it illustrates the implications of the best interests principle for paediatric healthcare through four case studies, which look at
ethical dilemmas in paediatric gynaecology, end-of-life care, HIV care and genetic testing.

Keywords Best interests principle - Convention on the Rights of the Child - Children’s rights - Paediatric ethics - Shared
decision-making - Human rights in paediatrics

Introduction

The best interests of the child principle is one of the most
widely discussed principles of medical ethics and human
rights (Table 1). It is one of the four general principles of
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the Convention on the Rights of the Child' (Table 2), which
states that “in all actions concerning children [...], the best
interests of the child shall be a primary consideration”.
The present review analyses the implications of the best
interests principle for paediatric healthcare. As a starting
point, it presents the interpretation of the best interests prin-
ciple by the United Nations Committee on the Rights of the

! The Convention on the Rights of the Child of 20 November 1989
[1] is the most widely accepted international human rights treaty. As
of March 2022, it has been ratified by all member states of the United
Nations, with the sole exception of the United States [2]. For a more
detailed presentation of children’s rights in paediatric healthcare, see [3].
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Table 1 Selected examples of
medical ethics and human rights
articles discussing implications
of the best interests principle for
paediatric healthcare

Public health interventions

e Newborn screening [53, 54]

e Compulsory vaccination of children [47-51]
e Provision of needle and syringe services for adolescents [52]

e Rationing of medical resources [55, 56]

Sexual and reproductive health

e Reproductive and sexual health education [57]
e Paediatric HIV/AIDS disclosure [33]
e Ovarian or testicular tissue cryopreservation [58-60]

e Access to gender-affirming or puberty-blocking medication for transgender and intersex adolescents [61,

62]

e Posthumous medically assisted reproduction [63]

e Gamete donation [64]
Genetic testing
e Clinical genomics [65, 65-75]

e Preimplantation genetic testing [76]

e Saviour siblings [77-79]

Decisions to provide or withhold medical treatment

e Paediatric intensive care [80]

e Blood transfusion to Jehovah’s Witness children [81, 82]
e Withholding or withdrawing medical treatment [83—85, 83-93]
e Treatment of extremely premature infants [94, 55]

e Conjoint twins surgery [95]

e Elective paediatric surgery [96]

Clinical research and experimental interventions

e Participation of children in clinical research [97-107]

e Experimental treatment options [108—111]

o Off-label use of medicines [112]
e Cognitive enhancement [113, 114]

e Genetic enhancement [115]

Interaction of healthcare professionals with children

e Development of participatory approaches to paediatric healthcare [116, 117]

e Development of paediatric cancer nursing interventions [118]

o Treatment of psychiatrically ill children [119]

e Determination of capacity to consent to medical treatment [120]

e Interventions to address child maltreatment [121, 122]

Other topics

o Intersex paediatric surgery [123-128]

e Bone marrow donation (to a sibling) [129-132]

e Medical tourism [133]
e Home birth [134]

e Complementary therapies [135, 136]

Child.? On this basis, it points out possible fields of appli-
cation of the best interests principle with regard to paediat-
ric? healthcare and discusses the potential difficulties in the

2 The present article discusses primarily the interpretation of the best
interests principle by the United Nations Committee on the Rights of
the Child, with references to national law where appropriate. Note that
national legal rules on best interests of the child issues, e.g. capacity to
consent to medical treatments, paediatric treatment withdrawal or con-
ditions for elective paediatric surgery, vary widely between countries.
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application of the best interests principle. Based on this, it
illustrates the implications of the best interests principle for
paediatric healthcare through four case studies, which look
at ethical dilemmas in paediatric gynaecology, end-of-life
care, HIV care and genetic testing.

3 The present review uses the understanding of “paediatrics” of the
American Academy of Pediatrics, which sets the upper age limit
at 21 years, allowing exceptions if the family and the paediatrician
agree, in particular in cases of children with special health needs [4].
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Table 2 General principles of the Convention on the Rights of the Child (CRC) [1, 137]

Non-discrimination

Article 2 CRC: “States Parties shall respect and ensure the rights set forth in the present Convention to each child within their jurisdiction
without discrimination of any kind, irrespective of the child’s or his or her parent's or legal guardian’s race, colour, sex, language, religion,
political or other opinion, national, ethnic or social origin, property, disability, birth or other status.”

Best interests principle

Article 3 CRC: “In all actions concerning children, whether undertaken by public or private social welfare institutions, courts of law,
administrative authorities or legislative bodies, the best interests of the child shall be a primary consideration.”

Right to life, survival and development

Article 6 CRC: “States Parties recognize that every child has the inherent right to life. States Parties shall ensure to the maximum extent

possible the survival and development of the child.”

Right to freely express his or her views and to have them heard

Article 12 CRC: “States Parties shall assure to the child who is capable of forming his or her own views the right to express those views freely
in all matters affecting the child, the views of the child being given due weight in accordance with the age and maturity of the child.”

Interpretation of the best interests
principle by the United Nations committee
on the rights of the child

The United Nations Committee on the Rights of the Child
has been created by the Convention on the Rights of the
Child as the main institution to monitor its implementation.
Through its currently 25 general comments, the commit-
tee provides authoritative guidance to the state parties on
the implementation of the Convention on the Rights of the
Child. In addition, it provides individual guidance to specific
countries through its concluding observations on the peri-
odic reports which all state parties to the Convention on the
Rights of the Child have to submit every 5 years.

According to the Committee on the Rights of the Child,
the best interests principle has a threefold function as a sub-
stantive right, a fundamental legal principle and a rule of
procedure [5, 6]. Table 3 explains this threefold function
using examples from the context of paediatric healthcare.

The obligation to give primary consideration to a child’s
best interests applies to all private and public organizations
whose decisions can potentially impact children [6]. This
means not only that all policies relating to the child (includ-
ing health policy) have to abide by the best interests princi-
ple, but also that all (paediatric) healthcare providers have to
give due consideration to children’s best interests in all their
decisions (potentially) affecting children, which is illustrated
by examples in Table 4.

Table 3 Different dimensions of the best interests principle (with examples) [6]

Substantive right: Children (both as individuals and as a group) have a right to have their bests interests taken into account as the primary

consideration in all decisions affecting them.

e Medical decisions affecting a child must be preceded by a best interests assessment.

o Children should not be separated from their parents or primary caregivers (e.g. in a context of paediatric hospitalization) unless for imperative

and inevitable reasons.

e Adequate emotional care for children must be ensured, notably in cases of children suffering from life-threatening diseases (e.g. cancer).

o Paediatric healthcare services should receive sufficient funding to offer high-quality medical services.

Interpretative legal principle: All laws and guidelines (e.g. paediatric treatment guidelines) must be interpreted and applied in line with the best

interests principle.

o Paediatric treatment decisions should not be (primarily) based on economic considerations.

o Hospital policies (e.g. visit policies) should be applied in line with the best interests principle.

Procedural rule: Best interests assessments should be integral parts of important decision-making processes in paediatric healthcare.

o Children should be asked for their views on treatment decisions, which should be adequately considered and taken seriously.

o The child and his or her parents and family should be informed and involved into all steps of the decision-making process (shared decision-

making).

e Medical teams should receive adequate training in paediatric ethics and children’s rights.

o Healthcare service providers (e.g. hospitals) should have strict preventive policies against child abuse, and should adequately train their staff on

this topic.

e All policy measures affecting paediatric healthcare should be subject to a child-rights impact assessment (CRIA).
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Table 4 Examples of best interests obligations on different levels (in relation to paediatric healthcare) (based on [6, 7, 10, 25, 34, 35, 138-145])

All levels

e Development and implementation of policies to combat violence against children (including female genital mutilation and intersex gender

assignment surgery for non-medical reasons) and child abuse

o Development and implementation of policies to address infectious diseases (notably HIV/AIDS) in children

e Awareness-raising and (regulatory) measures to address unhealthy lifestyles in children (e.g. alcohol, drug and tobacco use; overweight and

lack of physical exercise)

e Measures to ensure equal access of marginalized groups of children (e.g. children with disabilities; children living with HIV/AIDS; children in
street situations; unaccompanied and separated migrant children) to healthcare services and to address their specific healthcare needs

e Development and implementation of policies to address child bullying and discrimination

Health policy

o Development of age-appropriate information campaigns on sexual and reproductive health

e Development of child mental health services, particularly for survivors of violence and abuse

e Adequate funding of paediatric healthcare
o Investment in digital health services and digital skills for children

o Collection of data and development of research programmes on child health, particularly with regard to marginalized groups of children

Professional organizations (e.g. paediatricians’ or nurses’ associations)

o Development of awareness and training programmes on violence against children and child abuse

e Development of training programmes on healthcare for marginalized groups of children

o Development of clinical guidelines on the implementation of the best interests principle in practice

o Development of education programmes on children’s rights in healthcare

Hospital management

o Sensibilization of staff on child abuse, violence against children and discriminatory practices

e Development of hospital policies in line with the best interests principle

e Creation of a clinical ethics board to assist in ethically difficult cases (e.g. end-of-life paediatric care)

Medical team

o Participation in regular training programmes on violence against children, child abuse and healthcare for marginalized groups of children

o Non-discriminatory provision of healthcare services

e Respect for the best interests principle as a major guideline for paediatric healthcare

Application of the best interests principle
in paediatric healthcare

Table 1 summarizes possible areas of application of the
best interests principle in paediatric healthcare discussed
in the children’s rights and paediatric ethics literature.

Importance to respect the child’s views

The child’s right to have his or her views duly taken into
account is one of the four general principles of the Con-
vention on the Rights of the Child (Table 1). Even though
children (at least up until adolescent age) are as a general
rule incapable (in a legal sense) to make important medical
decisions themselves, this does not mean that their perspec-
tives and views are irrelevant. On the contrary, as the United
Nations Committee on the Rights of the Child emphasizes,
“[t]he realization of the provisions of the Convention requires
respect for the child’s right to express his or her views and to
participate in promoting the healthy development and well-
being of children. This applies to individual health-care

@ Springer

decisions, as well as to children’s involvement in the devel-
opment of health policy and services” [7]. Particularly in the
case of older children, medical decisions should not be made
about them, but rather in partnership with them. But even in
the case of younger children, medical professionals should try
to involve them as much as possible in the decision-making
process, at the very least by explaining which treatments are
carried out and for which reason and by trying to obtain their
assent for a medical intervention. Even though this might be
a burdensome task in some cases and have no effect on the
immediate treatment decision, it is an important step in the
child’s development towards a person capable to take his or
her own decisions about his or her health.

Capacity to consent to medical interventions

A particularly problematic legal issue is the question when
a child has achieved a sufficient level of competency and
maturity to take certain health-related decisions indepen-
dently for himself or herself. The United Nations Committee
on the Rights of the Child recommends that states “review
or introduce legislation recognizing the right of adolescents



European Journal of Pediatrics (2022) 181:3805-3816

3809

to take increasing responsibility for decisions affecting their
lives [...] [and] introduce minimum legal age limits,* con-
sistent with the right to protection, the best interests princi-
ple and respect for the evolving capacities of adolescents,
[...] [which] should recognize the right to make decisions
in respect of health services or treatment”; furthermore,
“the right of any child below that minimum age and able to
demonstrate sufficient understanding to be entitled to give
or refuse consent should be recognized” [10]. In addition,
the United Nations Committee on the Rights of the Child
states that adolescents have a right to access sexual and repro-
ductive health services and to obtain confidential medical
counselling without a parent’s consent [10].> Moreover, it
recommends a decriminalization of abortion and a review of
abortion-related legislation under the best interests principle,
which should ensure that the pregnant adolescent’s views are
always respected in decisions related to abortion [10].

Case study 1: Access of a 14-year-old girl
to contraceptive treatment®

“A”, a 14-year-old girl, is visiting her gynaecologist since
she is suffering from menorrhagia (heavy menstrual bleed-
ing), which causes mild anaemia and painful menstrual
cramps. Given her young age and the potential side effects
of oral contraceptive treatment, the treating physician

4 In England and Wales, for instance, an adolescent aged above 16 is
deemed competent to consent to medical treatment (s. 8 Family Law
Reform Act 1969). A child below the age of 16 can be deemed legally
competent to consent to medical treatment if he or she is “capable
of understanding what is proposed, and of expressing his or her own
wishes, [...] validly and effectively” (Gillick case [8]). It is primar-
ily a task of the treating physician to assess if a child has sufficient
understanding and intellectual maturity to understand a medical treat-
ment, particularly its risks (Bell v Tavistock [9]). Similarly, s. 2, para.
4 Age of Legal Capacity (Scotland) Act 1991 provides that a child
under the age of 16 has legal capacity to consent to medical treatment
if, “in the opinion of a qualified medical practitioner attending him,
he is capable of understanding the nature and possible consequences
of the procedure or treatment”.

5 The English courts are significantly more restrictive with regard to
access to sexual and reproductive health services and information by
adolescents than the United Nations Committee on the Rights of the
Child. In the Gillick case [8], the House of Lords has set out five con-
ditions which must be fulfilled before physicians can provide sexual
and reproductive health advice to adolescents: First, the physician
must satisfy himself or herself that the adolescent will understand the
advice provided. Second, the physician must try to persuade the ado-
lescent to inform his or her parents that he or she is seeking sexual
and reproductive advice. Third, the physician must reach the conclu-
sion that the adolescent would start or continue having sexual inter-
course even without contraception. Fourth and fifth, the physician
concludes that the adolescent’s physical or mental health would be
harmed without access to contraceptive advice or treatment and that
receiving this advice or treatment without the parents’ consent is in
the best interests of the child (Gillick [8], at p. 413).

6 I am grateful to the anonymous peer reviewer who suggested the
inclusion of this case study into the article.

recommends the implantation of a levonorgestrel-releasing
intrauterine device (IUD). “A” refuses the implantation of
an IUD due to fear of injuries and prefers oral contraception
to treat her menorrhagia. Her parents consider her too young
for contraceptive treatment and only wish for symptomatic
treatment for the moment.

Access to sexual and reproductive health services is a fun-
damental human right, which is recognized, for instance, by
the United Nations Committee on the Rights of the Child [10],
the United Nations Committee on Economic, Social and Cul-
tural Rights [11, 12] and the United Nations Committee on
the Elimination of Discrimination against Women [13]. The
United Nations Committee on the Rights of the Child has
repeatedly condemned states’ efforts to bar adolescents from
access to contraceptive advice and treatment (e.g. [14]). In the
present case, problems arise on the one hand due to a disa-
greement between the treating physician and the patient on the
preferable form of contraceptive treatment, on the other hand,
due to a profound disagreement of the parents with contracep-
tive treatment for their child in general. In this situation, acting
in the child’s best interests implies respecting her views and
experiences, giving due consideration to her need for infor-
mation and treatment wishes and tailoring medical counsel-
ling accordingly. The physician should also try to involve A’s
parents as much as possible and explain to them the rationale
for using contraceptive treatment in this case. Finally, the best
interests principle also applies at the institutional level, mean-
ing that physicians, particularly gynaecologists and paediatri-
cians, should receive adequate training and be able to access
information (e.g. clinical guidelines) on adolescents’ sexual
and reproductive health. On the issue of contraception, vari-
ous national paediatrics and gynaecology organizations have
published guidance, e.g. [15-17].

Shared responsibility for ensuring children’s best
interests

Article 7 of the Convention on the Rights of the Child guaran-
tees the child’s right “to be cared for by his or her parents”. As
Pruski and Gamble point out, responsible and caring parents
should in general be presumed to make decisions which are in
the best interests of their children [18]. There are, however, situ-
ations in which decision-making for a child can be a heavy bur-
den, both due to emotional challenges and medical complexity.
For instance, end-of-life decisions are a particular challenge for
the child concerned, his or her parents and family and also the
treating medical staff. Whilst consensus can often be reached
between the parents, the families and the treating physicians,
this is not always the case, as in the case study discussed below.
In these situations, the medical team, the parents and the family
should be aware of the fact that a supporting family environment
and a stable and trusted doctor-patient-relationship are in general
required to offer the child the best possible treatment [19].
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Who should decide what is in a child’s best
interests?

A particularly complex ethical and legal problem is the
issue who should (and could) decide what is in a child’s
best interests. Whilst consensus between the child and all
other stakeholders (including the family and the medical
team) is in general desirable, it is sometimes not possible
to establish. For the medical team, it can be challenging to
decide when the time has come to give up efforts to reach
a consensus with the parents (and the child) and to refer a
matter to the courts for resolution. Whilst court proceedings
can seriously undermine the relationship between the child,
the parents and the medical team, they also offer the pos-
sibility of an objective and impartial review of the case. In
addition, court proceedings can relieve the parents and the
medical team from the burden of decision-making for the
child in a situation of extreme distress. The United Nations
Committee on the Rights of the Child thus considers that
the best interests principle implies that “[s]tates must put in
place formal processes, with strict procedural safeguards,
designed to assess and determine the child’s best interests
for decisions affecting the child, including mechanisms for
evaluating the results” [6]. Court procedures should, in par-
ticular, leave sufficient room for the child to express his or
her own views, include an establishment of the facts and an
assessment of the consequences of the decision taken by
experts and include the possibility for a review of the court’s
best interests assessment (e.g. through an appeal or the need
for a reapplication if the factual circumstances change) [6].

Case study 2: Treatment refusal by the parents
of a 6-year-old child

“B”7a 6-year-old boy, suffered from medulloblastoma, a
rare brain tumour. Upon the recommendation of his physi-
cians and with the consent of his parents, he had undergone
tumour surgery, which had not cured his disease. Therefore,
his physicians recommended chemoradiation, which was esti-
mated to give “B” a chance of 5-year survival of between 30
and 60%. The parents, however, refused this treatment since
they feared the suffering of their child from the side effects
of chemoradiation and thus preferred palliative treatment.®

7 The case study is based on the Child and Adolescent Health Ser-
vices (CAHS) v Kiszko & Anor case [20-22]. A detailed presentation
and discussion of the case is provided by [23, 24].

8 Note that the “standard” situation is often reversed, meaning that
the parents ask for additional treatment of their child whilst the medi-
cal team sees no point in continuing medical treatment. A number of
highly mediatized cases of treatment withdrawal against the wishes of
the parents have been litigated in recent years, e.g. the cases of Char-
lie Gard (2017), Alfie Evans (2018) and Archie Battersbee (2022) in
the UK.
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Decisions about the withholding or withdrawing of paedi-
atric treatment count amongst the ethically and emotionally
most difficult decisions in healthcare.” Estimates for the UK
suggest that 49,000 children are suffering from conditions
which might necessitate end-of-life decisions [26]. Further-
more, it is estimated that around 80% of deaths in paediatric
intensive care are linked to (yet not caused by) decisions to
withhold or withdraw medical treatment [27].

Situations like in B’s case are extremely distressing for
all persons involved—the child, his or her parents and fam-
ily and the medical team. Deciding what best to do in a case
such as this is certainly not an easy task. A discussion of the
treatment options and the medical background between the
medical team, the child, his or her parents and other fam-
ily and the clinical ethics unit should be the first step. For
the medical team, it is essential to know and to respect the
views, values and evaluation of the parents and the child,
and vice versa. Successful medical treatment of a child is
often impossible without a strong and supporting family [19]
and a consensus between the medical staff, the child and his
or her parents and family. Shared-decision making, which
integrates the parents and the child into the decision-making
process, can also help parents to cope better with the burden
of having to make the best decision for their child [28].

Need for a biopsychosocial assessment of a child’s
best interests

Clinical guidelines provide guidance for evidence-based
medical treatment. High standards in paediatric healthcare
are, of course, an important requirement of the best inter-
ests principle. However, providing the best available medical
treatment is not always tantamount to respect for a child’s
best interests. According to the United Nations Committee
on the Rights of the Child, a best interests assessment needs
to consider the situation of a child as an individual [6]. This
means taking into account not only medical, but also psy-
chological and social factors. This has, for instance, been
recognized in the context of bone marrow donation by a
child to a sibling: Although the bone marrow donation does
not yield a direct medical advantage to the child donor, it
can nevertheless be in his or her best interests if it is neces-
sary to avoid the death of the sibling and the suffering of
the family [29].

° One of the reviewers has raised the point that rationing pressures,
which exist in many healthcare systems, mean that the interests
of one child to receive a particularly costly treatment must also be
weighed against the interests of children in general. Whilst this con-
tention is correct, it should also be noted that the best interests princi-
ple requires states to allocate sufficient funds to paediatric healthcare
services in order to avoid rationing pressures as much as possible and
to allow, as much as feasible, treatment options to be taken indepen-
dently from economic considerations [25].
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Case study 3: Paediatric HIV disclosure

“C”, a 3-year-old boy, has recently emigrated with his
mother from Sierra Leone to the UK, where both have been
diagnosed with HIV. Both are currently under combination
antiretroviral therapy (cART), under which their CD4 count
has stabilized. The issue now arises when and in which form
his HIV infection should be communicated to “C”.

According to UNAIDS estimates, around 1.7 million
children worldwide below the age of 15 are living with HIV
[30]. In the UK, around 300 children below the age of 15
are currently receiving cART [31]. Whilst there are effec-
tive treatments to prevent mother-to-child HIV transmission,
mother-to-child HIV transmission continues to occur, par-
ticularly in cases where the mother’s HIV infection had not
yet been diagnosed during pregnancy.

Disclosure of a life-threatening and life-changing disease
to a child poses significant ethical problems. Even if treat-
ment options for paediatric HIV infections are available,
mortality rates are still 30-fold if compared to the general
population [32]. Children living with HIV also face signifi-
cant risks of stigmatization and social exclusion.

Studies have generally shown that children benefit from
early HIV disclosure [33]. Information should be tailored
to a child’s maturity and understanding and should respect
the child’s wishes as to the amount and kind of information
provided as much as possible. Parents or primary caregiv-
ers should also be involved in the discussions as much as
possible. At the institutional level, acting in the child’s best
interests means ensuring the confidentiality of the diagno-
sis, and passing it on to other persons (e.g. other healthcare
professionals) only with the child’s or his or her parents’
consent or for imperative public health reasons. Finally, as
the United Nations Committee on the Rights of the Child
underlines, states are under an obligation to provide “legal,
economic and social protection to affected children to ensure
their access to education, inheritance, shelter and health and
social services, as well as to make them feel secure in dis-
closing their HIV status and that of their family members
when the children deem it appropriate” [34].

The duty to protect a child’s autonomy

According to the Convention on the Rights of the Child, one
of the key rationales of children’s rights is to ensure “that
the child should be fully prepared to live an individual life in
society, and brought up in the spirit of the ideals proclaimed
in the Charter of the United Nations, and in particular in
the spirit of peace, dignity, tolerance, freedom, equality and
solidarity” [1]. Childhood is part of a development process, at
the end of which the child should have become a competent
adult, who is capable of taking autonomous decisions about
his or her health. As set out by Article 5 of the Convention on

the Rights of the Child, decisions regarding the child should
give due consideration to the child’s “evolving capacities”,
which, according to the United Nations Committee on the
Rights of the Child, “should be seen as a positive and ena-
bling process, not an excuse for authoritarian practices that
restrict children’s autonomy and self-expression and which
have traditionally been justified by pointing to children’s rela-
tive immaturity and their need for socialization” [35]. This
means that decisions which preclude a child’s future auton-
omy to decide freely about his or her health and body are not
in the best interests of that child. For instance, predictive test-
ing for adult-onset genetic diseases, e.g. hereditary breast and
ovarian cancer (HBOC), is in general not in the best interests
of a child [36, 37]. Gender assignment surgery in intersex
children (unless for urgent medical reasons), which has been
strongly condemned by the United Nations Committee on the
Rights of the Child (e.g. [10, 38—43]) and many other United
Nations and regional human rights treaty bodies [44], is also
a clear violation of the best interests principle.

Case study 4: Genetic testing of an adolescent
for a genetic cancer predisposition

“D” is a 15-year-old girl who seeks medical advice due to
a family history of breast cancer. Her mother died of breast
cancer at age 36 3 months beforehand. A half-sister and an
aunt have also died of breast cancer at young ages. In all three
relatives, BRCA2 mutations have been detected, which increase
the lifetime risk of breast cancer to around 60—70% and of
ovarian cancer to 20-30%. “D” has engaged extensively with
(lay) literature on hereditary breast cancer and BRCA2 and asks
for genetic testing for the known familial BRCA2 mutation.
Predictive genetic testing in children carries significant
ethical challenges. The results of genetic tests can cause sig-
nificant emotional distress and impact life choices. Since the
child will be the person who will have to cope with the test
results, it is generally advised that the decision for predictive
genetic testing should be taken by the child once he or she
is competent to take this decision, unless the test should be
taken at an earlier age to avoid serious harm to the child’s
health. Therefore, clinical guidelines in general discourage
from testing for BRCA2 mutations in persons below age 18,
given that screening for breast cancer in BRCA?2 carriers
(e.g. MRI scans of the breast) is generally only offered at
age 25 and older [45, 46]. This should be part of a detailed
discussion of the social, medical and psychological impli-
cations of testing for BRCA2 carrier status with “D”. If the
physician decides to proceed with genetic testing,'” he or she
should ensure that “D” disposes of sufficient knowledge and

10 Note, however, that genetic testing for hereditary breast and ovar-
ian cancer is illegal in persons below age 18 in some jurisdictions, e.g.
Germany.
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the intellectual capabilities to understand what the procedure
and results of a genetic test for hereditary breast and ovarian
cancer involve. He or she should make sure that “D” receives
sufficient information to interpret and process the results
of the genetic test and can access psychosocial counselling
should she require it.

Conclusion

With the words of the United Nations Committee on the
Rights of the Child, the best interests principle is “one of the
fundamental values of the Convention [on the Rights of the
Child] [...] [which] requires the development of a rights-based
approach, engaging all actors, to secure the holistic physical,
psychological, moral and spiritual integrity of the child and
promote his or her human dignity” [6]. It requires action, inter
alia, by health policymakers, professional associations, hos-
pital managers and medical teams to ensure children receive
the best possible healthcare. Acting in the best interests of the
child means respecting the child as a person who, with the
words of the Convention on the Rights of the Child, “deserves
to be raised in the spirit of peace, dignity, tolerance, freedom,
equality and solidarity” [1]. Whilst the best interests principle
does not provide a conclusive solution to all ethical dilemmas
in paediatric healthcare (as illustrated by the case studies), it
provides children, medical teams, parents and families, and
clinical ethicists with an indispensable framework for health
care centred on the rights of the child.
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