Martin Ruck, Michele Peterson-Badali and Michael Freeman

(eds) Handbook of Children's Rights: Global and Multidisciplinary Perspectives.
London & New York: Routledge, Chapter 13, pp 203-220.

This version has more references than the final version

Health and children’s rights
Priscilla Alderson

The Convention on the Rights of the Child (UNCRC, UN 1989) is imbued with
respect for every child’s embodied worth and dignity, and with the social, economic
and political means of promoting these. Ratified in every country expect the US, the
UNCRC shows how health and healthcare weave into practically every human right.
The Committee on the Rights of the Child (2013) analyses this in detail, because all
children’s rights are interdependent and indivisible. The Committee regards “health
as a state of complete physical, mental and social well-being and not merely the
absence of disease or infirmity” following the World Health Organisation (WHO,
1946). The African Charter on the Rights and Welfare of the Child (African Union
1990, Article 14) adds “spiritual health’ and like the UNCRC (Article 24c) directly
links health to ‘nutritious food and safe [or clean] drinking water” and the right to
“adequate health care”.

The great international rights treaties (UN 1948; EC 1950), echoed in the UNCRC
and African Charter, emerged from World War Il and the holocaust. The United
Nations realised the extent both of frail human physical vulnerability to suffering,
illness and death, and of the human capacity to oppress and torture others. They
agreed therefore on the need for formal global human rights standards to protect the
vulnerable and to prevent oppression and injustice.

The human vulnerability of children and adults binds us all together in positive
ways, as the source of our understanding of empathy, compassion, interdependence
and solidarity (Herring, 2012), the grounds of human rights. The years of childhood
dependence reinforce these human ties, positively through loving care, negatively
when children are abused or neglected. Besides being legal concepts, human rights
emerge from physical and psychological needs — for an adequate standard of living,
and freedom from physical and mental abuse. Rights to life, liberty and security of
person all affect health, as do the freedoms of information, expression, association,
social inclusion and non-discrimination. These rights are the deeply experienced and
enacted means of protecting and promoting physical, mental, social and spiritual
health and wellbeing.

Among countless examples of health pervading the UNCRC is Article 31, on the
child’s rights to rest and leisure, and to engage in play and recreation. These rights
promote health through children’s quiet times and their lively activities and
friendships, which help to reduce and prevent exhaustion, stress, obesity, loneliness
and depression. The rights relate to time and space. Schools take up more of
children’s time with long hours of study and homework and stressful tests, while
many working children around the world have to work longer hours for smaller
wages. Both rural and urban public spaces, including woods, fields and rivers, parks,
playing fields, school playgrounds and youth clubs, are being enclosed and
privatised (Pearce, 2012). In crowded cities, homes are becoming smaller with many
children living in high-rise flats (Minton, 2012), so that these open public spaces
become ever more vital activity and meeting places, necessities not luxuries for
children and young people and for healthy communities.
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One version of rights is “my rights”, selfish individualism and protection of private
property. The UNCRC Preamble endorses the contrasting version of “our” equal
rights, “the equal and inalienable rights of all members of the human family [as] the
foundation of freedom, justice and peace in the world”. Free open playgrounds and
shared piped water benefit every local child, their health, families and communities,
their present and future.

This chapter considers two main areas of health-related rights, based on Article 24
(UNCRC 1989): “the right of the child to the enjoyment of the highest attainable
standard of health”; and the right to the highest attainable health care services with
“facilities for the treatment of iliness and rehabilitation of health”. The concluding
section considers why so many children’s health-related rights continue to be
neglected, and ways forward to increase their promotion.

The highest attainable standard of health

There is no “right to health”, just as there is no right to love, because health and love
cannot be willed or enforced. No one can tell a child dying of cancer, “don’t worry
you have the right to health”. Yet the child should be assured “we will try to give you
the best possible or the highest attainable standard of health” within the limits of
terminal cancer, such as with good nursing and pain relief. On loving care, parents
cannot be taken to court for not loving their child enough. However, the courts can
protect children’s rights not to be neglected or abused by their parents, behaviours
which the parents have the power to change. One example is if parents refuse to
consent to life-saving treatment for their child. In this way the courts give realistic,
practical support to children’s health. And the UNCRC Preamble speaks of children’s
need for respect for their “worth and dignity”, the basis of healthy living, and how all
the Articles aim to support “an atmosphere of happiness, love and understanding” in
families.

The UNCRC promotes justice by expecting that governments should not leave
some of their children to be neglected and unhealthy, while others have privileged
standards of health. Every child should be able to enjoy the “highest attainable
standard of health”, which that state can support. Yet the “attainable standard of
health” varies between the wealthier or minority world (about 17% of people in the
world) and the majority poorer world, when wealthier states can support much higher
standards of living and health and healthcare than poorer states can. The UNCRC
Article 24.4 promotes justice through advocating “international co-operation” to
achieve the health-related rights particularly in “developing countries”. The UNCRC
is concerned explicitly or implicitly with many social determinants, or conditions, that
can benefit or harm children’s health. Determinants include adequate family income,
road safety, vaccination programmes, clean air and many other health and safety
measures.

Even in rich countries such as Britain, one quarter of children live in poverty and
many others live in borderline poverty (UNICEF 2014). The “austerity” programme
has disproportionately affected children, with “a great leap backwards” in child health
and wellbeing." Every day, five more young children die in the UK than in Sweden.?
Many health outcomes for British children remain poor (Marmot et al. 2013), and a
baby girl born into a poor area may live 15 fewer years in good health than one born
in a privileged area.’



Poverty and malnutrition “stunt” children’s physical, mental and social development
and wellbeing. Between 100 and 140 million children have vitamin A deficiency, a
major cause of blindness, illness and early death (lannott et al., 2013). One
disadvantage can lead on to others (Doman and Woodhead, 2015).# Children’s own
poor diet and hunger during severe food shortages appear to affect their
grandchildren’s metabolism through epi-genetics (Pembrey et al., 2006). To promote
child health-related rights today sows the seeds for healthy societies tomorrow and
helps to prevent conflict, suffering and wasted lives (Bryant and Raphael, 2015).
There are complex interactions between everyday life and children’s health. For
example, in England house prices are soaring and families who cannot afford the
rising rents keep being moved into lower quality housing away from their friends,
schools and neighbourhoods, greatly disrupting children’s sense of secure wellbeing
and their mental health (reviewed later).

The USA ranks at or near the bottom among the 34 wealthiest countries “on nearly
all indicators of mortality, survival and life expectancy”.® The indicators include living
conditions likely to undermine health and wellbeing. There is the highest teenage
birth-rate, almost the lowest survival rate of baby girls, the highest proportion of
single parent families, and more than a fifth of the children live in poverty.

In past decades, numbers of children and adults in prison have soared in some
countries. Many young prisoners have had childhoods of severe abuse and neglect,
and are also abused in prison, and many have serious mental illness and learning
difficulties, with very high rates of self-harm. They need to be in remedial settings
instead of punitive ones (Willow 2015). The USA imprisons almost five times as
many people per capita as most other rich democracies, including 3,000 mainly
black children and young people. Thousands of them are serving life sentences with
no parole, which means death in prison. Often sentenced when they were aged 13
or 14 or younger, they may spend years in windowless rooms in solitary
confinement, without adequate healthcare for injuries and illness (Stevenson 2014).

The UNCRC aims to support parents and families, not to control them. The
Convention respects women’s rights when it avoids saying that babies have “the
right to be breastfed”, which would overrule women’s control over their own body.
Instead, states should ensure that everyone “and in particular parents and children;
are informed, have access to education and are supported in the use of basic
knowledge of child health and nutrition, the advantages of breast-feeding, hygiene
and environmental sanitation and the prevention of accidents” (Article 24, 2e).
Potential controls on adults and children, that would deny their freedoms, are turned
into rights to education and practical support with the duty on state parties to provide
these.

States should provide adequate “primary health care”, “combat disease and
malnutrition”, “ensure appropriate pre-natal and post-natal health care for mothers”,
“develop preventive healthcare, guidance for parents, and family planning education
and services” (UNCRC, Article 24, 2 b, c, d, f). Family planning (Article 24f) and
population control can seem anti-child in preventing births. Alternatively, it is pro-
children in seeking to reduce the immense problems of over-population on a finite
planet, and to promote the health and potential of all children, when every child is
wanted and cherished. Over the past 15 years in China, infant mortality has halved,
and the one child policy may have contributed to this progress. The Chinese
government’s annual budget of about £230 billion only partly covers everyone’s
healthcare costs, and there are frequent riots because of the high charges for
medicines.®



“Traditional practices prejudicial to the health of children” mainly meaning female
genital mutilation (FGM) should be abolished (UNCRC Article 24.3). Children’s
physical and mental health, their rights to bodily integrity and protection from harmful
practices can conflict with the rights of people “to enjoy their own culture” (UNCRC
Article 30) as shown by debates about FGM and about degrees of physical
punishment (debated, for example, by Sloth-Nielsen and other authors in Freeman,
2012).

States should address “the dangers and risks of environmental pollution” (Article
24c), a clause that is rapidly growing in importance, given the dangers to air, water
and land. Air pollution from China to Mexico damages the health of children and
adults in cities, while many industries waste water and pollute wide areas.” Greater
use of pesticides increases resistant insect strains, which are met with higher doses
of chemicals. Although the carcinogenic pesticide chlordecone was banned in the
USA in 1976, it was found to contaminate Martinique wildlife, but it continued to be
used until 1993 to protect bananas in Martinique. The French West Indies export
270,000 tonnes of bananas a year to Europe, and the chlordecone is expected to
pollute local land, fresh and sea waters and fish for the next 700 years. Families are
advised which foods to avoid, though vision and psycho-motor impairments have
been found in 1,000 babies on the islands.8

The greatest threat is from the greenhouse gases that cause global warming, which
is already associated with an estimated annual death rate of from 150,000 to five
million,® mainly in countries with especially high populations of children. The world is
warming unevenly with a possible rise of up to 10°C higher in already hot areas parts
of the world within the next hundred years,'® and within the lifetime of many of
today’s children. Work to reduce climate change depends on recognising the shared
equal health-related rights of “all members of the human family”.

The UNCRC’s emphasis on basic healthcare reflects the needs of the great
majority of the world’s children for protection from malnutrition, dehydration and
“‘minor” infections, which can be prevented and cured but which continue to Kkill
millions of children each year.

Problems of violence

Steven Pinker (2011) has argued that the world is now less violent and far more
peaceful, with less military conflict, homicide, genocide, torture, and cruelty to
children than in past centuries. However, Pinker concentrates on deliberate actions.
In some ways, the world is far more violent today than in the past, often
impersonally, through structures (Lewis 2015). Although this suffering may be
unintended, much could be avoided and prevented.

While kindness towards many children may have increased, there is still the mass
illness, injury, exploitation and death of countless children through violence (UN
Secretary General, 2006), through neglect and abuse, through the slave labour of
8.4 million children,' the many children among the 2.48 million people killed in road
traffic incidents each year,'? and the numbers killed or seriously harmed by pollution
and by poverty. If the poverty line were set at $3.60 (£2.40) a day, about 3.5 billion
people would be living in poverty, and 500 million more of them would be living in
extreme poverty than there were in 1981.'3 Each day around 21,000 children die,
many for lack of basic healthcare.



Global warming, already estimated to cause over 150,000 deaths annually, has
violent effects in extreme and increasing floods, hurricanes and droughts (Carty,
2012)."* Drought and hunger are spreading through many countries including
through eastern Pakistan, northern India and into Bangladesh, where 600 million
people live. Millions of wells and aquifers are being over-pumped so that far more
fresh water is used than is being naturally replaced.'® Within the next ten years,
nearly three billion people in 48 nations are predicted to experience chronic water
scarcity.'® In wells across Asia, there are very high levels of fluoride and arsenic
affecting many millions of people in “the world’s largest mass poisoning” which is
causing children to become misshapen and disabled (Pearce 2007, 72-77). Another
silent violence, which attacks children’s minds and bodies and is connected to
disturbed behaviours and learning difficulties, is leaded petrol that is still used in
some countries, and the flaking, leaded paint work in many US tenement blocks that
is breathed in and sucked in by young children (Nadesan, 2010).

Almost everyone is drawn into unhealthy and even deadly routines unwillingly or
unknowingly when it is hard to avoid buying clothes that have been made in Asian
sweat shops. There, without adequate health and safety regulations, child and adult
workers endure fatigue, illness, harassment, accidents, sometimes fires and the
collapse of buildings. There is also the violence of forcing millions of people off their
land, and away from their farms, into fetid city slums (Pearce 2012, Roy 2014).

Among the world’s refugees who are trying to escape from violence or extreme
poverty are numerous children. Half of the millions of refugees from Syria are
children.'” Bribes and subsidies in government arms deals'® help to flood the world
with “legal” arms, but from the seven to eight million weapons sold each year for over
$1.5 trillion, it is estimated that almost one million weapons are stolen or lost into
illegal systems. Today’s lighter weapons more readily arm child soldiers increasing
the risks that children will be forced into armies where they are highly likely to suffer
from hunger, exhaustion, infection, terror, disabling or lethal wounds and post
traumatic stress disorder (Honwana and De Boeck 2005; Bourke 2014).

In 2012 alone, almost a trillion dollars were funnelled out of the poorer countries,
through crime, corruption and tax evasion, and more of these funds flow out of Africa
than flow in through trade and aid.® Global corruption in the arms industries is
estimated to cost $20 billion per year, diverting much needed funds away from health
care. India has the highest number of poor children, and is the highest spender on
arms. And the effects of armed violence cost Africa an estimated $1 billion a year.
Each minute in the world on average one person is killed by a weapon.?°

Wars are now conducted mainly in urban areas and in extremely poor countries,
where most of the casualties are civilians. In Iraq, where 45 per cent of the people
were aged under 15-years, sanctions during 1993-2003 were estimated to have
killed 500,000 children.?" During 2003-2011, there were almost one and a half million
child and adult war-related deaths. Jeff Lewis (2015) noted that Steven Pinker vastly
underestimated deaths in Irag, most of which were “secondary”, from effects after
the war through untreated disease, injury, lawlessness, suicide and through the life-
sustaining social fabric having been destroyed. Every day in 2011, on average 100
Iraqi children died from malnutrition, lack of health services, and from landmines and
poisons leaked from weapons. There are also high rates of child cancers and of
malformed babies.??

Avoidable violence has increased compared to 50 years ago, in relation to our
knowledge, technologies, choices and policies. On knowledge, constant news
reports ensure that we immediately know about wars and other major disasters,

5



whereas in the past we were often unaware. Today we have the technologies,
wealth, transport and resources to supply everyone with healthcare, education, clean
water, food and shelter, yet we choose to divert resources elsewhere, such as into
the arms industry. And dominant policies in the ever more closely-knit global village
increase inequality and debt, and reduce the public services, which children
especially need (Woodhouse, 2010).

The global systems of poverty and violence damage children’s health in several
major ways: they jeopardize children’s present health, education and standard of
living; they therefore reduce children’s abilities to build better, healthier societies in
future; and they erode the infrastructure including health services, and the trust,
justice and democratic systems on which healthy societies depend.

Rights to the highest attainable healthcare services and facilities for the
treatment of iliness and rehabilitation of health

To become a patient is not a formal right, but it is a necessary step towards the right
to the best attainable healthcare. There are great differences in how children are or
are not treated as patients or perceive themselves as patients (reviewed more fully in
Alderson 2014). The borderlines between health and iliness are drawn differently in
the minority and majority worlds, as shown in the following examples.

Talcott Parsons (1951) identified disease as bodily dysfunction, whereas he saw
being ill and being a patient as social roles. The patient or sick role involves four
expectations: exemption from normal role responsibilities; legitimation often by a
doctor; wanting to get better; and seeking and cooperating with technically
competent help.

Minority world children with brief illness, who might like “legitimation” to rest in bed
and be “exempted” from normal responsibilities, tend nowadays to be sent off to
school with their antibiotics and have to behave “normally”. Many children with life-
threatening, long-term illness, such as diabetes or cystic fibrosis, thanks to
medication, are very pleased to live thriving, active, “normal” lives. Much corrective
surgery is greatly valued by children such as for congenital heart disease or cleft
palate, transforming them from sick or disabled childen into healthy ones.

There is uncertainty about when children’s seemingly abnormal feelings and
behaviours come with a normal range, or should be corrected, or punished, or are
forms of illness. Identified psychiatric disorders have multiplied in recent decades
(APA, 2013). Sales of medication to treat emotions and behaviours have also soared
(Bakan, 2012; Mills, 2012)?® alongside research to develop the treatments (Rose and
Rose 2014). In Britain, the reported incidence of hyperactivity, autistic spectrum,
depression, anorexia®* and many other problems has increased, with one in ten
children aged under-15 years having diagnosed mental health problems, including
over 8,000 aged under-10 years, as well as 72 per cent of children in care, and 95
per cent of imprisoned young offenders.?® One in every 12 to 15 young people
deliberately self-harms, with a steep rise in hospital admissions and reported suicide
attempts over the past decade. More than half of all adults with mental health
problems were diagnosed in childhood, when less than half were treated
appropriately, so neglect in childhood can have far-reaching effects. Yet child and
adolescent community mental health services have been cut, by up to 94 per cent
during 2011-2014 in Britain’s second largest city.?® Thousands of nurses were
dismissed,?’ so that many untreated problems become more serious and expensive
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to treat. Children in great need, such as after attempted suicide, are taken to
crowded Accident & Emergency departments where the staff do not have the skill or
time to help them. Children who are thought to be a danger to themselves or others
may be detained in police cells,?® or sent hundreds of miles away to where a hospital
bed can be found, frequently in wards for very disturbed adults.

UNCRC Article 25 enshrines the right of children when they receive “care,
protection or treatment [for] physical or mental health, to a periodic review of the
treatment provided for the child and all other circumstances relevant to his or her
treatment”. This important right helps to protect children from sub-standard care, to
maintain general standards, and to use complaints to inform and improve future
services. To be a real right, if the review reveals serious problems that the staff will
not correct, then children and parents must be able to appeal for legal support for
their complaint (UNCRC Article 40). However, children usually need funded support
and their access to legal aid has been cut.?®

Each year, screening results in millions of possibly healthy children being identified
as patients who receive healthcare services, though not always willingly. There has
also been a great increase of screening of the “worried well”; 100,000s babies are
screened to detect the very few who have, for example, cystic fibrosis, in the belief
that treatment is most effective when it begins as early as possible. Those who
would have died as children or teenagers can now expect to live into their 40s or
longer, which seems a miracle to affected families, who see their right to the highest
attainable health and healthcare more than justifies the mass neonatal screening.
However, screening of children for late-onset genetic-related conditions such as
breast cancer or Huntington”s chorea is more controversial. Not only will the
conditions develop years later in adulthood, but there is no cure or prevention (apart
from a double mastectomy in adulthood for breast cancer). Should healthy children
be haunted with such longer term future fears, which could complicate their
prospects for marriage/partnership and for having their own children? (Clarke and
Ticehurst, 2006; Evans et al., 2011). If children are tested and found to be carriers of
recessive genetic conditions, when they will not have cystic fibrosis or sickle cell
themselves, for example, but might pass the illness onto their children, when should
they be informed? Rights to information can conflict with rights to privacy and the
freedom not to be burdened with unwanted fears that have no remedy.

While many children and parents value their healthcare treatments, some find that
treatments are useless or harmful, or they do not want to be treated as patients,
while others remain in great unmet need. Millions of majority world children who are
severely ill and urgently need medical treatment have no hope of becoming patients
in terms of receiving diagnoses and formal healthcare. About one in every three
births is not registered, so that states cannot properly respect these children’s rights
to state services and care. An estimated .37 billion children have no access to
professional health care.

Excellent healthcare services do not guarantee excellent standards of health. The
US has the highest healthcare budgets and some of the best doctors, nurses and
hospitals in the world, but one in four children were denied healthcare in 20072° and
although Obamacare has improved matters, it leaves many children under-insured.?’
Antenatal, normal birth and newborn care cost an average $30,000 in 2013 and, for
a caesarean section, $50,000.32 Commercial insurers paid an average of $18,329
and for caesareans $27,866, leaving families to meet the difference, which
bankrupted many of them. Despite the highest healthcare costs in the world, 50 per



cent more babies die in the US during their first day of life than in any other
industrialized nation surveyed.33

Medicine and nursing are international disciplines, and major hospitals everywhere
are run on similar lines, so that all countries can benefit from the knowledge and skill.
Yet expensively trained healthcare staff tend to move from poorer countries, ridden
with tropical diseases, where there is much greater need and up to half the
population may be children and young people, into richer counties where children
may be one fifth or less of the population. “There are more nurses from Malawi in
Manchester than in Malawi and more doctors from Ethiopia in Chicago than in
Ethiopia” (Khor, 2006).

A similar imbalance is when pharmaceutical companies invest in researching
profitable medicines, such as for behavioural problems of relatively healthy, minority
world children (Bakan 2012), but neglect research on tropical diseases that
endanger millions of people, especially young children who lack immunity and are
most likely to be disabled or to die from infections. The huge potential market for
medicines in the majority world is largely closed by poverty, and global drug
companies sue firms in India, trying to prevent their efforts to meet the great need by
producing cheap versions of costly medicines.?* There is also less regulation in
many countries as well as over the internet, with higher risks of fake, contaminated
and out-of-date medicines, of inaccurate over-prescribing by under-trained doctors,
and misuse of medicines by everyone who cannot read the instructions. Worse still,
leading pharmaceutical corporations have bribed thousands of Chinese doctors to
overprescribe and overcharge for drugs,® especially for cancer treatments, when
desperate parents will accept almost any medical advice for their sick child.
Authorities and hospitals that rely on donations from these firms dare not prosecute
them.

The 2014-2015 Ebola epidemic in West Africa revealed missing health services in
areas with the highest maternal and perinatal mortality rates in the world.?® The rates
had been improving and each year across the region, the estimated 800,000 women
who give birth became more likely to receive free care in a health centre assisted by
skilled staff, to promote babies’ right to life. However, there are still very limited
healthcare and sanitation services, basic resources such as clean water and soap,
and limited common knowledge about how to prevent and treat diseases. Infection
spreads rapidly among malnourished people with low resistance to disease living in
crowded slums. During the Ebola epidemic, when people dared not touch them and
they were afraid to go to a hospital, woman had their babies unaided at home or in
the streets.3” Hospitals came to be feared and avoided as death houses, so that
rates of untreated serious and fatal disease rose. Schools, markets and farms closed
down and hunger increased, while many children who were orphaned by Ebola were
feared and isolated. Ebola revealed the whole unequal, unjust global healthcare
system, most extreme in Africa, where up to half the citizens in some states are aged
under-15 years.3® UNCRC Atrticle 24.4 requires states “to promote and encourage
international co-operation” to respect all children’s health-related rights; “particular
account shall be taken of the needs of developing countries”.

From numerous examples of severe illness, an estimated four million people in
Nigeria alone currently have extremely painful sickle cell disease, and each year
over 150,000 affected children are born, while 100,000 affected children and adults
die.®® “About 100,000 individuals in the USA and millions more worldwide have sickle
cell disease, which leaves them at risk of strokes, disability and premature death. [It]
is the most common genetic disorder affecting African-American individuals [as well
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as] those from other ethnic and racial backgrounds” (Wang et al., 2013). They tend
to live either in poorer countries, or in poorer communities in rich countries, yet they
have vital and costly healthcare needs.

Sickle cell is a recessive genetic disease (both parents have to be carriers, though
they may not have the full disease or be aware that they are carriers), and higher
numbers of affected people increase the chance of their intermarriage. During the
1970s, the needs of people with another severe, recessive, genetic blood disorder,
Thalassaemia, were overwhelming health service budgets in southern Cypress. All
the authorities, including the churches, promoted pre-conceptual prevention.
Individuals are tested and counselled before marriage, so that identified carriers
have the informed choice to avoid marrying one another, and to avoid the distress of
having affected children or making painful decisions about prenatal testing and
terminations.*° This compassionate and cost-effective work very urgently needs to
be organised wherever there are high rates of severe recessive genetic disorders.

Consent to medical treatment and research

Central to Locke’s and Kant’s concepts of modern rights is the self-determining
autonomous “Man”. His autonomy in decision-making is so deeply assumed that it is
not mentioned in the great rights treaties, but is phrased as negative rights to non-
interference with private life and implicitly supported byu all other rights (UN 1948;
EC 1950). Children’s rights are both weakened and strengthened by Article 12,
which respects three levels of children’s views: first are children’s rights to form
views and second to express them. Yet babies form and express views, such as
when they are tired or hungry or happy (Alderson et al., 2005), no one can stop
them, so are these really rights or simply activities? Third children have the right that
their views are “given due weight in accordance with the age or maturity of the child”.
This right is so highly qualified and dependent on adults’ assessments that its status
as a right is uncertain.

UNCRC does not mention “decision making”. Yet it respects extra legal provision
made by states, which is “more conducive to the realization of the rights of the child”
than the Convention (Article 41). English common law, which influences the 53
British Commonwealth countries, respects a fourth level: the right of “Gillick
competent” children to make their own decisions.*' Children of unspecified age can
give legally valid consent, such as to medical treatment, when they are able to make
an informed and enlightened decision and their doctor deems they are competent.
Empirical research demonstrates how children are involved in minor though not
major medical decisions about cancer care (Coyne et al., 2014), and how some
experienced younger children can be competent decision-makers about major
surgery and diabetes care (Alderson, 1993; Alderson et al., 2006). If children are not
happy about chemotherapy or surgery intended to save life or prevent serious
disability, usually great efforts are made (in Britain) to inform and involve them, sort
out fears and misunderstandings, negotiate as much as possible, and avoid forcing
treatment against fearful resistance. Complications about legal restrictions on
children’s right to consent to treatment but not to refuse it are reviewed in detail
elsewhere (Alderson, 2012).

Healthcare offers children unique respect for their consent. Children’s rights are
sometimes divided into the “3 Ps”, provision, protection and participation, which all
clearly relate to health and healthcare. Powerful dyads may be set up: the providing
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adult and the needy child; the protecting adult and the victim child; the more mutual
equal partnership of participation between adults and children or young people.
Providing professionals such as teachers, and protecting ones such as social
workers, may override children’s and parents’ views and decisions, and claim that
only professional experts can determine the child’s best interests. Teachers serve
groups of children, and must balance individual with group rights, which further
downplays each child’s own views. Teachers may see talking to children about rights
as a way of educating children but not necessarily of listening to them or heeding
their views. Social workers may want to protect children, and themselves, from the
stress, anxiety and risks of sharing full yet distressing information and of children
making decision that might go wrong, or bring them into danger, or for which they
might be blamed. In contrast, doctors who plan risky treatment for an individual child
are legally obliged in many countries to give detailed information and to respect the
child’s and/or parent’s informed and voluntary or unpressured consent. In English
law, unlike other professionals, doctors cannot override families’ decisions without
going to court and obtaining legal authority.

Healthcare and medical research ethics thus set the highest standards of respect
for children’s rights, because of the high direct and obvious risks if a child’s body is
harmed. Voluntary consent as the central human right was defined in the Nuremberg
Code (1947): The person concerned should have sufficient information and freedom
from pressure to be able to make a free, “understanding and enlightened decision”.
Nuremberg was agreed (like UN, 1948; EC, 1950) in reaction to abusive medical
research during the holocaust (see the beginning of this chapter). Informed consent
to treatment involves knowing the hoped-for benefits, the methods and processes,
risks and discomforts, any alternative treatments, and the likely effects of the
continuing problem if it is not treated (adapted from Declaration of Helsinki, WMA,
1964/2013). The discussion and relationship between the doctor and child patient or
research participant, in their aims, topics, methods, processes, values and
outcomes, are all supposed to centre on the child’s and/or parent’s autonomy,
qualified by concern for the child’s “best interests” and “evolving capacities” (Articles
3, 5, 18). There should be honesty about risks, caution about benefits, and
deference to the patient’s and/or parent’s decision. Children with long-term
conditions often know much from experience about the bodily problems to be
treated, and the desired balance between the need and hoped-for benefits of
treatment against the harms and costs (Alderson 1993).

Uniquely in English law, doctors are ultimately accountable to the courts not for
making a correct decision, but for ensuring that the patient and/or parent was able to
make an informed and voluntary decision. The doctor cannot claim that the parents
were incompetent to decide, as teachers and social workers might do, but must
inform families adequately. Doctors who act without consent (unless they have
permission from the High Court and except after compulsory psychiatric admission)
can be tried for negligence (for not informing patients sufficiently) or for assault
(touching the person without valid consent), which protects children’s rights.

Knowledge and treatments developed through medical research have greatly
supported children’s health-related rights, and have lengthened and enhanced the
lives of very many. However, research can also challenge children’s rights. More
clinical trials are now conducted in majority world countries, raising hopes of
introducing better healthcare there. Nevertheless, new medicines continue to be too
expensive, and companies are urged to lower prices to ensure that those who
helped with the research may benefit from the results. There are concerns that the
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trials are being outsourced to poor countries because regulation is more lax, and the
people are less aware about medical ethics and their right to give or withhold
informed consent (Kolch et al., 2010). Parents are eager to volunteer their children
for research, when it is their only hope of obtaining treatment, and they are left
unaware of the risks. Lax standards of regulation and legal recompense are
illustrated by 15 years of delay after a trial of Trovan to treat meningitis in Nigeria,
when children were disabled or died. The company eventually settled with a few of
the families out of court and Trovan has not proved to be effective or been licensed
for sale.*?

British ethics guidance (RCPCH, 2000) insists that children should be involved in
medical research only if the research cannot equally well be done on adults, and if
the findings are intended to benefit children as a group. However, US guidance does
not respect these protection rights. In the US, children are recruited simply to
increase numbers of subjects in adult trials, with no guarantee that they will be
studied as a separate group in order to benefit future child patients, and there are
lower standards for testing new treatments (Ross, 2006).

There are complications about children’s rights to give or withhold informed consent
to mass biomedical research, when survey data or human tissue or genetic material
may be used in unknown ways by future research teams (see review in Alderson and
Morrow, 2011; Rose and Rose 2014).

The medical journals regularly debate fraud and how commercial interests distort
research funding and agendas, bioethics committee judgements, and peer reviewing
for journals.*3 Yet over past decades, many doctors have gradually accepted that
codes of ethics and consent protect not only patients’ rights, but also doctors,
researchers and high standards of treatment and research.

Ways forward to promote children’s health-related rights

Are children’s health-related rights legal, moral or political? Some analysts deny that
healthcare is either a legal or a moral human right (Buchanan, 2015). Health and
healthcare are then seen as commodities to be bought and sold in contracts
between free agents.

Millions of children have no practical legal right to healthcare when the services do
not exist. Yet by ratifying the UNCRC and the African Charter, in principle
governments support the legal right to the best attainable healthcare for every child,
and the state’s duty to provide it.

Children’s healthcare can be defended as a moral right in terms of social justice,
non-discrimination and equity, the relief of avoidable suffering, and governments’
primary duty to defend their citizens against dangers, which include, for example,
severe infections. To avoid violating others’ rights by passing on lethal infections,
people must seek treatment such as for Ebola, HIV/AIDS, TB and typhoid. Measles
can be another deadly infection. If people cannot afford necessary healthcare and
vaccinations, then states have some obligation to provide these along with public
information and measures to promote health. Most of all, states must support their
children’s health before, during and after birth and through childhood, if they are to
ensure that there will be healthy workers and parents in future who will sustain
society and not be sick, costly burdens on the state.
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Besides having legal and moral weight, children’s rights are also highly political
when they concern public control over power and resources. Three broad ways of
controlling the politics of healthcare are the market, philanthropy and the state.

First, the market leads some areas of healthcare, such as providing medicines and
technology, and it can achieve high standards in private hospitals. However, as
earlier examples showed, healthcare markets can be the most costly and the least
effective, especially for children and other no-income and low-income groups who
cannot afford to pay for private care. When governments invite companies to
influence public health, as when food corporations advise on healthy eating in the
UK, obesity levels still rise, indicating that the profit motive can counteract and not
guarantee public health. Yet advocates of the market, including the World Bank,
pressure governments into privatising health-related state-run services, from water to
hospitals. Nestlé is criticised for promoting high-sugar diets, and baby milks that
harm and kill babies in poorer countries,** and it is the world’s largest vendor of
bottled water. The Chief Executive declared that water is not a human right but a
commodity to be sold, and that private companies organise water supplies most
effectively.*® However, this policy ends with the poorest people paying the most for
water, bought in bottles and buckets. Around the world, private companies channel
their profits to shareholders instead of into repairing and improving the services
(Hildyard, 2014). Around one billion people lack safe clean water, and two billion
people lack sanitation, which especially jeopardises child health and survival (Oxfam
International, 2014; UNICEF 2014).

The market claims to guarantees excellence by promoting free competition. Yet in
reality the market is not free but highly subsidised by states, such as through PPPs
(Public Private Partnerships) to build and run hospitals. The UK has the most PPPs
in the world (Hildyard 2014). They yield 13-25 per cent annual profit, and English
health services are becoming bankrupt through by having to pay over decades up to
six times the original cost of building each PPP hospital. PPPs exist in over 134
disadvantaged countries. For example, in Lesotho, the extremely poor, landlocked
state within South Africa, more than half of the approximately two million people are
aged under-25, and around one third under-15 years.*® Although 99 per cent of the
costs of the new PPP hospital in Lesotho were paid from government funds, all
profits go to the private sector that paid only one per cent: a group of private equity,
hedge fund and venture capitalists; private banks and pension funds; lawyers who
devised the decades-long contracts; and there are the bribes paid to government
officials (Hildyard 2014). The people of Lesotho desperately need healthcare staff
more than trophy buildings and debts.

Second on philanthropy, advocates of the market say that philanthropy safeguards
child health by filling in any gaps left by the market. For centuries, charities have
protected, rescued and provided for children, have set up imaginative new services
and have campaigned valiantly for greater practical respect for children’s rights and
health. Charities such as the Children’s Rights Alliance for England*’ in detailed
annual reports publicly challenge the government’s record on respecting or violating
children’s rights. Child to Child works with children to promote their health-related
rights. In Northern Uganda, a twinning programme paired a child with and a child
without disability. Within a year nearly four times as many disabled children had
enrolled in school. One disabled child said: "My twinning buddy reads the billboard
for me, we play games; he is my guide, | love my friend!" 48 Children help to run a
radio program in Sierra Leone that supports Ebola-affected children and enables
them to talk “about their knowledge, attitudes, practices, beliefs, hopes and dreams”
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in vernacular languages. “With Ebola particularly; people don’t trust top-down
information [and] the official government lies...they think there’s a conspiracy,”
commented a radio director. Instead, the people prefer known and trusted local
adults’ and children’s voices to convey health-related information.*°

On a much larger scale, Bill and Melinda Gates are praised for their philanthropy
and their work has saved many lives, although their Foundation does also pose
problems. It is not accountable or democratic and can bypass and overrule
governments. Bill Gates is proud of his record of forming policy and influencing
governments and UN agencies, such as by forcing the privatising of healthcare and
schools (Bakan 2012; Ball 2013). He sees privatised water supplies, as the solution
for the 2.5 billion people without sanitation, and to prevent the 700,000 child deaths
each year from diarrhoea.5° The Foundation promotes PPPs and partners the
pharmaceutical company GlaxoSmithKlein.®' They have centralised control of the
world public health market of vaccines, believing that they benefit the world’s
children, despite charging UNICEF much higher prices for the vaccines. Gates
makes grants for healthcare and research largely to USA and UK companies, and
gives direct grants to Africa only on condition that related public health services are
sold and privatised. There are doubts about his high-technology, expensive, minority
world remedies for majority world problems. These remedies can increase debt and
dependence in the poorest countries through “venture philanthropy”, which is
invested in projects that will return profits.5?2 The Gates Foundation is backed up by
massive investments in fossil fuel industries, and is criticised for supporting these
industries when their emissions increase many of the problems that the Foundation
aims to relieve.>

Philanthropy has the drawbacks that grants are made on the choice and whim of
the donors, and can be withdrawn at any time so that long-term, fair, coordinated
planning is not possible. Some groups are favoured, such as in lavish funding for
“‘white” cell research into childhood leukaemia, while others are neglected, such as
the “black’ cells of childhood sickle cell or thalassaemia.

Commercial philanthropy, supported by the “celebritocracy” treats poverty as a
problem to solve with aid. Yet for 35 years poverty has steadily increased. The Gates
are among the 67 people in the world (in 2015) who had more wealth between them
than the poorest 50 per cent, over 3.5 billion people, and each year the tiny elite
grows richer and the majority grows poorer.>* Philanthropy can wrap a seemingly
generous and glamorous veil around the gross inequality that causes the problems
philanthropy seeks to relieve, and the veil helps to defuse critical analysis, protest
and work on alternative solutions.

The third policy is healthcare organised by governments, which liaise with
businesses and charities but are the primary providers and organisers. Only elected
governments can promote the social justice and equality that correlate with health:
healthy children including the poorer ones thrive in more equal societies, whereas
extreme differences between rich and poor undermine almost everyone’s health and
wellbeing among both richer and poorer groups (Wilkinson and Picket (2009). The
present great need, suffering and premature death of so many children can only
partly be remedied by providing more resources and healthcare. Economic
structures that increase inequality and ill health will have to change, and this will
depend on international action by governments that will have to cooperate if they are
to prevent and reduce pollution, carbon emissions, armed conflict, migration away
from violence and destitution, and other major problems that harm health (Klein,
2014).
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Very many more young people need to join the healthcare professions, teaching
and research. Private healthcare companies greatly benefit from these vital workers,
but seldom fund their training, which governments have to do. Investing in education
generally promotes health when average standards of children’s health rise with
every extra year their mothers spent at school or college (Boyden and Bourdillon,
2012).

All these measures involve reversing current dominant policies to “shrink the state”
and privatise healthcare and other services to be run for profit by commercial
companies. Another current policy attempts to placate tax payers by saying that
state health and welfare services should favour those who have contributed most in
taxes to support them. Yet this punishes children who have not yet had the chance
to pay income tax, and it is a false economy when societies need a healthy future
workforce.

The global Millennium Development Goals (MDGs) have had mixed effects. MDG 4
is to reduce by two thirds, between 1990 and 2015, the mortality rate of children
aged under-five years. The goal has not been met, though great progress has been
made, especially in Rwanda where it is estimated 509,000 children’s lives have been
saved since 2000.%° Agnes Binagwaho, the Minister of Health and a former
paediatrician set up a national system of 45,000 care workers who record their
activities and the outcomes on their mobile phones, and are paid by results. Unlike
most countries, Rwandan policy concentrated on reaching every child and family,
however hard it was to make contact with them, when working to reduce the four
main causes of child death: malaria, pneumonia, TB and diarrhoea. The example
shows the vital role of government authority and planning, actively taking healthcare
out to the people in order to create and sustain far-reaching change.

Brazil has rapidly rolled out primary-care services across the entire country through
pioneering health councils, though with mixed support from the World Bank. The
Bank claims to advocate a rights-based “universal and equitable health coverage”
but it fails to reach many poor communities and its major policies still promote profit-
based industry and privatised public services.*¢ Protests are growing in all continents
against these policies, such as in the Indian Right to Food campaign involving many
groups including child rights organizations. They all believe “everyone has a
fundamental right to be free from hunger and that the primary responsibility for
guaranteeing basic entitlements rests with the state”.5” Aboriginal communities are
campaigning for access to healthcare and action on causes of ill health. Each
country tackles their health-related rights in different local ways, though in a shared
vision “of equity and justice, and imbued with the urgency that the present global
health crisis demands”.%®

In conclusion, the driving force behind child health and iliness, and whether
children’s health-related rights are honoured or violated, is economics (reviewed in
detail in Alderson, 2016). Children become patients when adults are willing and able
to pay for their treatment, and when it is profitable for companies to sell treatments.
Although children’s lives are precious to their family, in the market they may not
count as worth the cheapest healthcare. The greatest threat to children’s health-
related rights is not lack of existing knowledge or resources, but the decisions made
by electorates, governments and global agencies such as the World Bank, when
they choose not to invest or not to invest in child health. Politics and economics,
more than doctors, determine when children can be regarded and treated as patients
in need of healthcare.
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Yet countries that do support children’s healthcare face hard questions about how
far the rights extend. A right to very costly cancer care? To repeated organ
transplants? To forcing care on extremely ill babies and children who might prefer to
die in peace? To a cocktail of medications for behavioural disorders that may be
cured through changes in the child’s life style and social context? Is it right to spend
over a million dollars on one child’s care, when so many children die for lack of
simple cheap remedies and protections?

The UNCRC does not provide definite answers but it does offer a rich resource for
addressing these questions, and for involving children and young people in these
debates. The aim is to balance children’s individual and collective rights and best
interests, and to distribute resources, including healthcare practitioners, far more
equally around the world. Children’s ill health can be a warning of problems that
threaten many of their rights, problems such as poverty, inequality, undue stress and
pollution.

“Contraction and convergence” has been recommended as a way for the rich world
to contract its excess consumption and waste, and gradually to converge with
standards of consumption in the poor world, until everyone has more equal shares of
the resources on the finite planet (Meyer 2000). This idea might have to be applied
to health care in order to respect children’s rights equally, and to support work in the
world’s poorest countries, where the burden of disease is the greatest. It is also vital
to alter global policies away from health-destroying ones towards health-promoting
ones.
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