implementation of the Act and subsequent changes may
further strengthen the legislation.
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Emanuel Nicolas Cortes Simonet &

Legalising Euthanasia
for Children: Dying with
‘Dignity’ or Killing the
Vulnerable?

In February 2014, the Belgian parliament passed an
amendment to the Belgian Act on Euthanasia of May 28",
2002 removing the age limit of those requesting
euthanasia provided that they have discerning capabilities
and their parents approve. After mentioning briefly the
arguments against legalising euthanasia, this article
questions the ethical validity of removing the age limit, as
well as the presumption that ending lives prematurely
allows people to die with dignity. Caring for people who
are vulnerable in their suffering is the proper goal of the
healing professions, not terminating lives.

Relieving unbearable suffering is one of medicine’s greatest
challenges, especially at the end of life when hope of cure
fades away. Two management options have emerged in the
course of medicine’s rapid growth: palliative care, enabling
the patient to die a more comfortable natural death, and the
ending of the patient’s life prematurely through acts of
euthanasia or assisted suicide. Whilst palliative care
continues to advance, lobbying to end life prematurely also
continues.’

In February 2014, the Belgian parliament passed an
amendment to the Belgian Act on Euthanasia of May 28,
2002° removing the age limit on those requesting
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euthanasia. This article does not intend to fully re-present
the arguments against legalising euthanasia but will briefly
outline some aspects of these arguments. It will then explore
some of what followed after the 2002 Belgian law was
enacted and question the ethical validity of removing the age
limit.

Definitions

Complicating the euthanasia debate are different
understandings of what euthanasia is. The Catholic Church
defines euthanasia as “an act or omission which of itself and
by intention causes death, with the purpose of eliminating all
suffering.” The Church regards euthanasia as a grave moral
wrong. By contrast, it accepts both the refusal of medical
procedures which impose significant burden and offer
limited benefits, and the use of painkillers and sedatives to
relieve the patient’s pain even if this may shorten the
patient’s life.?

What the Catholic Church terms ‘euthanasia,’ the European
Association for Palliative Care Ethics Taskforce divides into
‘euthanasia’ and ‘physician-assisted suicide.” It defines
euthanasia as “a doctor intentionally killing a person by the
administration of drugs, at that person’s voluntary and
competent request.”” It defines physician-assisted suicide as
“a doctor intentionally helping a patient to commit suicide by
providing drugs for self-administration, at that person’s
voluntary and competent request.” The Association also
determined, “Medicalized killing of a person without the
person’s consent... is murder.””

As the Association also notes, palliative care aims to prevent
and relieve the physical, psychosocial and spiritual suffering
that patients and families may undergo particularly when
they face life-threatening illness.’ Palliative care “intends
neither to hasten nor postpone death.” For this reason,
euthanasia cannot be considered a treatment option in
palliative care. Rapid advances in palliative care have now
enabled its physicians to claim that almost all pain can be
controlled through holistic means. What cannot, can be
managed with proportional palliative sedation with the
intention of relieving unbearable suffering, not causing
death.”

Unfortunately misconceptions and varied definitions even
amongst medical practitioners make it difficult to determine
the true incidence of euthanasia.® Past surveys are not
without weaknesses, fraught by the phrasing of questions
and the interpretations of euthanasia—a significant
consideration in interpreting surveys, academic studies and
public opinion polls.

Some Ethical Considerations

Euthanasia proponents argue that people have the
autonomous right to determine how and when they die and
to be assisted to do so. It is termed a positive right as it is
incumbent on others® to fulfil it, as opposed to a negative
right which simply requires that others should not interfere
to prevent the exercise of the right. John Stuart Mill in 1859
posited the concept of a right to self-determination, as long
as this “does not affect the interests of others.”*® He
specifically excluded children from this right. Through the
Enlightenment period, this idea of self-determination
evolved into a mindset of individualism and total
independence, whereby personal rights are claimed with

little regard for the impact they may have on others. The
corollary of this is the perception of being a burden on others
when we are dependent on them for basic physical
functions.

The pro-euthanasia movement rose at the time when
palliative care was in its infancy and the knowledge of pain
control limited. Watching loved ones die in severe pain is
heart-wrenching. With significant advances in palliative care,
pain control can be managed, and in 5-10% of patients where
this is difficult, proportional palliative sedation is available.™
Current reasons for requesting euthanasia are more
existential and socio-psychospiritual: the loss of control of
bodily function, and consequent dependence on others;
feeling a burden; hopelessness; loneliness; loss of ability to
do things that gave meaning and self-identity; and fear of
pain." These aspects of suffering are sometimes interpreted
as a “loss of dignity.”*> Alleviation of these sufferings is
aligned with the goals of palliative care. This raises the
question as to whether receiving excellent and holistic
palliative care would negate the need for legalising
euthanasia. Pro-euthanasia groups may argue that until this
service is guaranteed, euthanasia should be legalised.
Legalising euthanasia however sanctions the killing of human
beings, with consequences to society, not just the individual.

Euthanasia opponents argue that legalising euthanasia may
result in a ‘slippery slope.” Examples include: euthanasia in
small numbers, gaining familiarity and acceptability and so
unconsciously, over time becoming the norm®; prior strict
boundaries become blurred, resulting in ‘mercy killing’ of
people who are vulnerable and disabled, and/or judged by
others to have lives that are not worth living. Whilst not
overtly evident in other countries, the evidence is strong in
Bo:elgium.15 Euthanasia, some argue, should be made available
to people with other unbearable suffering such as existential
suffering, severe depression, isolation and loneliness. Caring
for those with existential suffering would no longer be the
norm, nor would it be the responsibility of society and
government. The Lithuanian Health Minister has suggested
euthanasia as an option for those who cannot afford health
care.’®

Belgium

The movement towards legalizing euthanasia in Belgium
began in the 1980s with the establishment of two pro-
euthanasia associations.”” The practice of ‘euthanasia’ was
said to be tolerated at the time.'® The debate intensified ten
years later with the introduction of bills to parliament.
Euthanasia and palliative care movements developed side by
side in Belgium. Two founding members of Belgium’s first
palliative care organization were also advocates of the
legalisation of euthanasia.”® In their minds, euthanasia was
another option at the end of an ‘integral’ palliative care
pathway.”

Most palliative care proponents argued strongly and
continuously for the need for well-executed palliative care
negating the need for euthanasia. The Federatie Palliatieve
Zorg Viaanderen (FPZV)™ argued for the inclusion of a
palliative care filter in the euthanasia bill whereby all
patients requesting euthanasia would be referred to
specialist palliative care to gain true informed consent.” The
FPZV contended that those who died inhumane deaths may
not have received good palliative care, that it is “almost
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always possible to permit incurably ill patients to die a
humane, dignified death,” that the majority of end-of-life
physicians do not have palliative care expertise, and that true
patient autonomy is not possible whilst unbearable suffering
is present.23

Belgium enacted its euthanasia law alongside the Palliative
Care Act in May 2002. While on paper the Belgian law
appeared to have safeguards in place, 1.8% of euthanasia
deaths in 2007 were without the patient’s explicit request.”
Despite mandatory reporting of euthanasia deaths, half are
not reported.” The practical slippery slope of the Belgium
euthanasia law is well documented elsewhere.” It includes
the criteria extension for requesting euthanasia to those
without a terminal illness, those in a coma, or those who
have dementia. Citing the so-called “law of necessity,” some
Belgian doctors believe that involuntary ‘euthanasia’ is
necessary ‘treatment’ for those who cannot be cured.”
Whilst Belgians were debating legalising euthanasia,
palliative care was practised more. Post-legalisation, there
has been an increase in euthanasia, raising questions as to
whether this is evidence of a slippery slope.?

Child Euthanasia

Children, deserving respect for their dignity as human beings,
also need the protection of others, primarily parents, until
they are mature enough psychologically and spiritually to
decide for themselves. The proponents of removing the age
criteria in the Belgian Euthanasia Act believe that
chronological age does not determine the competency of
people to make decisions about their own lives.
Neuroanatomical studies however show that the brain does
not fully mature until the 20s.*® Adolescents may have
developed amygdalae which mediate emotions, but their
frontal lobes, mediating decision-making and abstract
reasoning develop much later.® Adolescents “overvalue
immediate events and discount long-term ones,”*" and lack
the experience of adulthood which enables them to judge
possible future realities against what is current. They lack the
maturity to suppress their heightened emotions “to perform
the dispassionate cognitive task requirad.”*

Some needs are strong in children including the need for
acceptance and pleasing to gain affection and love. Minors
may have the capacity to recall the consequences of choices,
but it is difficult to determine if they truly integrate the
implications of such decisions, or have the capacity to do so.
Influences such as others’ preferences, the benefit they
believe others, including parents, would receive from their
death, may have strong impact on their decision-making.*®
Questions arise as to whether their choices are free from
external pressures, and whether their values, beliefs and
perceptions of the meaning and purpose of life—that
develop and evolve with each life experience—are
sufficiently mature.

We all seek to ease suffering. One way of achieving this in
children is ensuring their participation in end-of-life decision-
making according to their capacity and desire to be
involved. This eases their fear of the unknown, and enables
them to cope better with pain, discomfort, anxiety and even
the loneliness of an unknown future.

The amended Belgian Act includes added safeguards, all of
which are at least somewhat problematic. Thus, the child

must be an emancipated minor with capacity for
discernment, but this is difficult to ascertain given the above
considerations. The request must be voluntary without
external pressure, which is again difficult to ascertain given
their reliance on parents/caretakers for emotional support
and identity. The child’s condition must be medically futile
and unbearable suffering must be experienced, but palliative
care professionals claim unbearable suffering is inexcusable
given current knowledge. A second independent physician
and another psychiatrist/psychologist must be consulted to
verify the child’s capacity to discern, though this capacity still
remains difficult to ascertain. Finally, the child and parents or
legal representative must sign the request. This final
precaution is counterintuitive. If the child has proven
discerning capacity and the parents disagree, would the
child’s right for self-determination still stand? If not, why
legislate?

It is conceivable that such safeguards may not be followed as
happened with the 2002 Euthanasia Act. Not all euthanasia
deaths are reported, even less so if ‘euthanasia’ is
involuntary.” Those with depression, mental illnesses, other
psycho-socio-spiritual suffering or fear of the unknown might
be given the option of euthanasia as opposed to care,
treatment, and respect for the dignity of who they are as
human beings.

Other Considerations

As with all creation we have a limited lifespan on earth. Our
bodies deteriorate and we understand that suffering is part
of being human. Unbearable suffering and the powerlessness
associated with it calls for deep compassion especially from
those in the healing professions. Medicine’s primary role is
to heal and minimize, if not relieve, suffering. Its success in
fulfilling this role has led some physicians to view suffering
and death as the enemy in their war to conquer it. What has
eventuated is known as the medicalisation of health,
whereby every aspect of human health has to be diagnosed
and treated. For some, when that is not possible, life can be
ended. The body is a commodity to be used and when no
longer functional, discarded.

Yet the “duty of authorities to protect human life... is
founded on the belief that human life is valuable from the
perspective of human dignity alone....”*® Christians believe in
the sanctity of life, a gift from God who is Love. When
suffering continues despite all attempts at alleviating it, the
associated vulnerability can be seen as an opportunity for
transformation into greater wholeness and final communion
with God. Here, the dying process is viewed as an
opportunity for healing, to make right what has gone askew
in one’s life, for acknowledging the essential truth of one’s
vulnerability, lack of total control, and reliance on others and
God. Much can happen by just being with others as they
await death.

Even if that is not one’s personal belief, palliative care has
determined that unbearable physical suffering can be eased
or relieved. While palliative care practitioners cannot
guarantee that everyone will have a peaceful death, they are
able to facilitate a comfortable death for most of us.”’ The
goal of palliative care is to minimize unbearable suffering and
to care for patient and loved ones in a deeply
compassionate, dignified and holistic way, enabling healing
in the patient’s final days. Inherent in this process is the
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involvement of patients every step of the way, according to
their desire and capacity. There is no reason to end a
person’s life prematurely, especially when doing so would go
against every ethical and moral fibre, intuitive knowing, and
the common morality of societies. Legalising euthanasia may
encourage the subtle, unconscious but real change in societal
values that leads to acceptance, then normalization of the
killing of another, beginning with the vulnerable as seems to
have happened in Belgium. To legalise euthanasia for
children who are vulnerable and have not yet gained the
wisdom and experience necessary to make truly free and
informed decisions, is an indictment on society whose
primary responsibility is to protect and care for them.

Conclusion

When faced with the possibility of unbearable suffering
and/or death, the choice one makes between life (including
dying) and death is dependent on the belief that one is loved
in one’s physical dependency and disability. The assurance of
a comfortable death in light of physical suffering is the norm,
but the perception as to whether it is peace-filled or not may
be more determined by whether at this stage of life one can
achieve a sense of being in right relationship with oneself,
others, the world and for many, God. Dignity, “the quality of
being worthy or honourable,”*® involves the respect and love
one has for one another and for oneself. Perhaps what is in
question here is the worldview, that no matter who or what
one is, one is still loved, respected and not scorned in one’s
distress. The growing openness to euthanasia and physician-
assisted suicide may be a reflection of negative experiences
where unbearable suffering was witnessed. The issue here is
the accessibility of specialized palliative care to everyone. It
would seem more appropriate to address this significant
shortfall than to legalise euthanasia, especially with regard to
children and other vulnerable people in society. It is prudent
to take heed of the advice of our forebears to “first do no
harm,”* and, “to cure sometimes, to relieve often and to
comfort always.”*® The dignity of the human being, made in
the image and likeness of God, must be upheld always. Every
effort must be made to ease suffering, short of the
intentional premature ending of life. The value of human life
cannot be discarded even in its final stage where there is
opportunity to transform one’s suffering and so be at peace,
in right and loving relationship with self, loved ones, creation
and God. Dying in this way—not euthanasia—is truly dying
with dignity.
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Experimental
Treatments for Ebola

The Ebola virus disease outbreak in West Africa is a
tragedy of mass proportions. It has afflicted a region with
poor public health infrastructure, communities fearful of
medical intervention due to past atrocities, and in a
situation where the people are protective of themselves
and their families. As the death toll continues to rise,
experimental treatments are being offered as a solution.
The widespread use and management of these treatments
is a challenge due to the social and cultural structures that
exists in these communities. An approach that is sensitive
to these experiences needs to be observed.

On 8 August 2014, the World Health Organisation (WHO)
declared that the Ebola virus disease outbreak in West Africa
- specifically in Guinea, Liberia and Sierra Leone — is a Public
Health Emergency of International Concern. In answer to an
unprecedented call to action, governments and private
organisations around the world donated money and other
resources to help manage the growing crisis.

The Ebola virus is not a new contagion; it was identified
almost forty years ago. Yet, there is a lot about the virus that
is still unknown. There is limited knowledge about the
original reservoir that first transmitted the virus. After
several outbreaks over the years in Africa and other
countries, and resurgence of the virus as a significant
bioterrorist threat, research is still ongoing into treatments
and vaccine development. However, this is restricted, and
clinical trials are delayed, pending the results from animal
models. In an effort to manage the current outbreak, the
WHO supported the use of experimental vaccines and
treatments. It may be recognised as an instance where
‘desperate times calls for desperate measures,’” but is this
decision ethically justified within a demographic plagued by
social and economic disadvantage? This article will describe
the current Ebola epidemic in West Africa. It will also explore
some of the ethical considerations in determining the use of
experimental treatments in this context.

....In an effort to manage the current outbreak, the
World Health Organisation (WHO) supported the
use of experimental vaccines and treatments. It
may be recognised as an instance where
‘desperate times calls for desperate measures,”’
but is this decision ethically justified....

The Ebola virus is sometimes referred to as a prototype
pathogen because it can cause several diseases with variable
levels of severity and modes of transmission. To understand
the nature of the virus that has led to widespread
devastation in West Africa, it is important to begin by
identifying the virus, its morphology and ecology. The genus
Ebolavirus belongs in the family Filoviridae within the order
Mononegavirales. Another member of the filovirus family is
the Marburg virus, which causes a disease with symptoms
similar to those of Ebola. The ebolavirus is an enveloped,
non-segmented, negative-stranded RNA virus distinguishable
by the obvious filamentous particles when examined under
the microscope. There are five identified Ebola species. One
of these, the Reston ebolavirus, does not cause disease in
humans. The other four — the Zaire, Sudan, Tai Forest, and
Bundibugyo ebolaviruses — do cause disease in humans. The
most lethal of these is the Zaire ebolavirus (ZEV), which is the
cause of the current outbreak.’

The first outbreaks of Ebola virus disease were in 1976 in
Zaire and Sudan. Since then, there have been perhaps as
many as two dozen outbreaks of the disease in various parts
of Africa.” The current outbreak is by far the most serious. It
has caused more deaths than all the other Ebola outbreaks
combined.> Molecular biology can clearly demonstrate the
pathogenesis of the Ebola virus; there is however a lack of
knowledge about virulence factors and host responses which
could be of benefit in the development of effective
treatments and timely vaccines.”
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