8

CHAPTER

Legal Rights of Children
in Palliative Care
Introduction

108

Children’s Rights

109

General principles and children’s rights

110

relevant to palliative care
Consent to health services

115

Protection of children from harm

116

Palliative Care and HIV/AIDS

120

Protecting Children’s Right to Family Care

122

Children and inheritance

125

Conclusion

125

Chapter 8 | Legal Rights of Children in Palliative Care

107

I N T RO D U C T I O N
This chapter describes legal rights
of children, including neonates and
adolescents, within the context of
palliative care provision. Children
may be affected either as patients
receiving palliative care or as family
members of palliative care patients.

In order for children to achieve
their rights, adults’ rights must
be met, because children are
dependent on adults.

Overview of palliative care for children
Palliative care for children is the active
total care of the body, mind and spirit of
the child with a life-threatening, chronic,
life-limiting illness or severe disability,
and includes support for the family into
the bereavement period. The aim of
palliative care is to improve quality of
life and relieve suffering. For children this
also includes support of optimal childhood
development, formal education, and
developmental stimulation to enable the
child, at every age, to live the best life
possible. For children before and
immediately after birth, support to the
mother is an essential part of perinatal
and neonatal palliative care.

Life-limiting illnesses increase the
vulnerability of children. They also change
the capacities and dependency of that
child. Palliative care services reaching
children in their homes, through daycare
programmes and in residential care
facilities, have the potential to improve
the quality of life of these children and
those around them and to relieve
suffering with skilled and compassionate
interventions.

Children have the same right to palliative
care as adults. While children are
inherently vulnerable and varyingly
dependent, they are also inherently
capable in a number of different ways
during different stages of their lives and
in different circumstances. Consequently
the realisation of any child’s rights must
take into account a number of factors
based on the expression and nature of
that child’s capabilities, vulnerabilities
and dependencies.

Terms you will find in this chapter
Advocacy: active vocal support for
those who may not have the ability to
represent themselves.
Analgesics/Analgesia: medication that
relieves pain
Asylum: protection granted by a
government to someone who has fled
from another country
Children's care:The day-to-day care and
personal growth of a minor child.
Making sure the child is fed, clothed,
healthy, loved and nurtured.
Cognitive developmental challenges:
challenges to develop thought processes
and thus acquire knowledge
Contact: Keeping in touch with the
child, developing a personal relationship
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with the child. A parent who no longer
lives at home with the child should still
keep in contact with the child in order
to maintain their relationship.
Designated: In terms of legislation
certain people are given the power to
choose who may be responsible to carry
out certain tasks. Generally in terms of
the Children’s Act the official would be
the Director-General and he or she can
choose a particular department to carry
out certain functions in terms of the law.
Disclosure: information that is revealed
which has been secret e.g. HIV status
Exemption: permission not to do what
others are required to do e.g. exemption
from school fees

Historically unprecedented: this is the
first time it has happened (no record in
history)
Holistic care: care which takes into
account all of the patient’s physical,
mental and social conditions
Jurisdiction: the authority to enforce
laws or pronounce legal judgments in
a certain area
Muscular dystrophy: a medical
condition with gradual wasting and
weakening of the skeletal muscles
Neonate: a newborn child up to the age
of four weeks
Succession: inheritance of position or
possessions from deceased parents

C H I L D R E N ’S R I G H TS
A children’s rights approach underlies
effective paediatric palliative care
programming.
The essential requirements of childhood
are outlined in the rights of children to:
•

healthcare and a healthy environment,

•

parental and family care,

•

education, access to information,
participation, play, friends,

•

identity, privacy, dignity and
protection from harm.

Children’s rights also address what needs
to be done when things go wrong in a
child’s life (such as the loss of parents),
or in the world around that child (such
as living in poverty, in war or other
conflict).
These rights are set out in international
documents such as:

(d) to be protected from maltreatment,
neglect, abuse or degradation;
(e) to be protected from exploitative
labour practices;
(f) not to be required or permitted to
perform work or provide services that(i) are inappropriate for a person of that
child’s age; or
(ii) place at risk the child’s well-being,
education, physical or mental health
or spiritual, moral or social development;
(2) A child’s best interests are of
paramount importance in every
matter concerning the child.
(3) In this section ‘child’ means a person
under the age of 18 years.
The guiding principles in realising
children’s rights are outlined in the
Children’s Act 2005 read together with
the Children’s Amendment Act 2007,
and these are as follows:

•

the United Nations Convention on
the Rights of the Child (UN CRC) and

•

the African Union’s African Charter
on the Rights and Welfare of the Child.

•

South African legal protections are
entrenched in the Constitution and laws,
especially the Children’s Act 2005 and
the Children’s Amendment Act 2007, and
policy documents such as the National
Strategic Plan on HIV and AIDS and STIs
(Sexually Transmitted Infections) which
are updated from time to time.

•

Recognition of child’s needs with
special provision for special needs and
the creation of an enabling environment
for children with disabilities.

•

All rights for all children (equity and
non-discrimination) and recognition
of the inherent dignity of all children

In 2011 a report on Belarus from the UN
Committee on the Rights of the Child,
identifies States responsibility to support
children’s palliative care in line with
Articles 4, 6 and 24 of the UN Convention
on the Rights of the Child (February 2011).
This also applies to the South African
government with respect to their
obligations towards children.

·

Ethical, meaningful child participation
in critical areas of their lives including
decision-making

•

Taking the whole child into
consideration including physical,
social, emotional, cognitive and
spiritual aspects

•

Recognising the uniqueness of each
child and that child’s individual
characteristics

•

Regard for the situation at any point
in time and their developmental stage,
recognising the child’s need for
development. Engage in play and
other recreational activities
appropriate to a child’s age,

•

The changing context, needs,
dependencies and abilities of each child.

Section 28 of the
South African Constitution
(1) Every child has the right:(a) to a name and a nationality from birth;
(b) to family care or parental care, or to
appropriate alternative care when
removed from the family environment;
(c) to basic nutrition, shelter, basic health
services and social services;

The best interests of the child must
always be taken into account

Notes
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G E N E R A L P R I N C I P L E S A N D C H I L D R E N ’S R I G H TS
R E L E VA N T TO PA L L I AT I V E C A R E
Best interests of the child

Why is play important?
All children have the right to
play, and should be given an
opportunity to do so every day.
It is a basic need of human
development and well-being as
vital as food, water and rest. It
is essential for a child’s quality
of life. It improves health of
both mind and body. Play is
children’s way of engaging with
and making sense of the world
around and within themselves.
Through play children develop
competencies, self-perceptions,
social skills and relationships. It
is a key to learning life lessons
about respect, inclusion,
leadership, co-operation and
more.
What is the relevance
of play for palliative care?
If a child is not playing – they
should be checked for pain or
other problems. Children with
life-limiting illnesses often
experience pain, sadness and
suffering for short and intense
periods. However, they can
often be distracted by play,
music, storytelling and art.
Children’s palliative care services
need to recognise this and
integrate these activities into
holistic care programmes,
including supporting play in the
home. Where programmes
focus on clinical interventions
only, the child’s right to play may
be compromised.
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Sections 7 and 9 of the Children’s Act 38
of 2005 reinforce the constitutional
principle that the best interests of a child
are paramount. This means that when
making a decision that will affect the
child ‘the best interests’ of this particular
child need to come first. The Act wants
people who are responsible for the care
of a child to always think about what is
best for the child. The Act is concerned
about a child’s legal welfare, his or her
personal relationships, health needs or
emotional and intellectual needs. In the
past people often focused on the needs
of the adult parent or caregiver before
the needs of the child. The Children’s Act
has changed this perspective and is
concerned about the whole child –
taking into consideration both the child’s
developmental needs and the child’s need
to participate in age appropriate activities.
That is why Section 6(2)(e) of the
Children’s Act states that all proceedings,
actions or decisions concerning a child
must recognise a child’s need for
development and to engage him/her in
play and other age-appropriate
recreational activities.
The child’s right to education
Section 29 of the Constitution of South
Africa points out that everyone has a
right to basic education. No child may
be denied education on the basis of being
unable to pay school fees or on the basis
of their health status. Any child living in
a child-only household is exempt from
paying school fees. Children who are
forced by circumstances to live in childonly households will need support in
ensuring that this right is realised. School
fee exemptions must be offered by the
school, and the school must assist those
requiring such exemptions to apply for
them.
Chapter 6 of the Children’s Act also
highlights the importance of Early
Childhood Development (ECD) and says
in section 91(1) that ECD is ‘the process
of emotional, cognitive, sensory, spiritual,

moral, physical, social and communication
development of children from birth to
school going age’. There are a large
number of ECD services that range from
pre-primary schools, nursery schools, daycare centres to parent support and
education programmes, partial care
facilities and child and youth care centres
(refer to s93(4) Children’s Act 2005).
Children's Right to Education including
ECD while in palliative care
Young children in need of palliative care
will benefit from attending Early
Childhood Development programmes
and ordinary schooling with other
children. Those who are too frail and
need protection may need to have these
rights fulfilled by having educational
services provided at home. The principle
of a child’s best interest should guide
these difficult decisions, balancing a
child’s rights to socialise, to education,
and to inclusion. Some children may be
able to attend school most of the time,
but may have multiple or extended
periods of absence. Palliative care workers
will need to work with other service
providers to ensure that a child’s right to
education is realised.
A child with a chronic condition must be
supported by the school so that during
any absence, arrangements are made to
receive any work that may have been
missed. The hospice needs to play an
active role in ensuring this continuity of
education.

GENERAL PRINCIPLES AND CHILDREN’S RIGHTS RELEVANT TO PALLIATIVE CARE
Gender Issues in Children
Section 9 of the Constitution speaks of
the right to equality of all people in South
Africa and points out that no one may
‘unfairly discriminate directly or indirectly
against anyone’ on grounds such as race,
gender, sex, pregnancy, marital status,
ethnic or social origin, colour, sexual
orientation, age, disability, religion,
conscience, belief, culture, language or
birth.
Unfortunately cultural and social factors
may affect the realisation of the right to
gender equality, both in the way society
perceives the needs and roles of girls,

Topic

boys and inter-sexed or trans-gendered
children, and in the expectations related
to the provision of care and support in
households where the parent/primary
caregiver may be absent, sick or elderly.
The burden of caring for themselves and
their siblings in these households often
falls on girls, whose rights to education,
play and protection may be violated when
carrying out this caring role.

Notes

Services for children are legally and
ethically obliged to protect the rights
of each child, no matter what the child’s
gender and they need to be able to
identify, intervene and report cases of
child neglect, abuse and exploitation.

for discussion

Do you agree or disagree with the statement above?
Often in communities the primary caregivers of children are female and they may
also be single, living in poverty and/or elderly. These factors may limit the ability
of children’s services to promote gender equality in communities where culturally
and socially boys are seen as more important than girls.

Topic

Case Study 1
Cindy is 12 years old and lives with her mother, 15 year old brother Thomas, and
17 year old brother Neo who has muscular dystrophy. Her mother has a job and
cannot care for Neo who requires full-time care as he is in a wheelchair and
cannot feed himself. The children’s granny helps when she is not working, but
Cindy has to stay away from school to care for Neo at least twice a week and
has fallen behind with her schoolwork. She is also frightened that something will
happen to Neo when she is alone with him; and gets angry that she cannot spend
time with her friends.

for discussion
Discuss in small groups
•

What support could be given
to the family to care for Neo?

•

How could one help Cindy
to address the issues
bothering her?

Life-limiting conditions affect not only the child with the illness, but also all family
members. Palliative care addresses not only the needs of the child with the illness,
but also the needs of other family members, helping them to cope with all the stresses
and emotions they experience.
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Case Study 2
Topic

for discussion
Discuss in small groups
•

What are Lizzie’s needs?

•

What are the needs of her
brother and sister?

•

What would be a helpful
intervention in terms of the
school fee problem?

•

What should be done about
the grandmother’s request to
take on the guardianship of
Lizzie?

The Children’s Act 38 of 2005
section 10 provides a legal
obligation to ensure Child
Participation and states:
“Every child that is of such an
age, maturity and stage of
development as to be able to
participate in any matter
concerning that child has the
right to participate in an
appropriate way and views
expressed by the child must be
given due consideration.”
Furthermore, such information
must be given in a way that the
child can understand and
express their opinions and
feelings, which in turn must be
taken into account in any
decision-making. This means
that even when the child is
dependent on his/her parents
and they may consent on the
child’s behalf, the child still has
a right to participate in the
decision. A child should be
provided with important
information in a child-friendly
manner and his/her opinion still
needs to be heard and considered.
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Lizzie is a bright and happy 8 year old girl with a chronic, genetic heart condition.
As she is an orphan, she stays in a child-only household with her older siblings
(14 and 17) who are very caring, feed and clothe her well, and make sure she
attends clinic appointments and that she takes her medication properly. They
live in a small house that belonged to their mother, who did not leave a will. The
17 year old boy does gardening on Saturdays to generate extra income and the
14 year old girl sees to all the housework and cooking, often missing school to
carry out these activities. Due to her condition, Lizzie requires frequent
hospitalisation or admission to a hospice in-patient unit which disrupts her
schooling. This meant that she started school late and has had to repeat Grade
one. The school also complains when Lizzie’s siblings cannot pay school fees for
her or themselves, even though they are exempt from paying school fees under
the law. When her siblings are writing exams they find having Lizzie at home
makes it difficult for them to study properly and request the hospice to admit
her over these periods, which further disrupts her schooling. Her grandmother
has now asked for guardianship of Lizzie, but not of the other siblings, as she
does not want the responsibility of adolescents. The mother’s family also claim
that the house in which the children live belongs to them. Lizzie and her siblings
would rather stay together in their mother’s house with support from the hospice.
Since palliative care considers the child within the family unit, and provides social,
spiritual, emotional and developmental support to both the patient and their
family, the educational and emotional needs of all the children were identified
and a family plan put into action to ensure adult supervision in their home; and
care of Lizzie at home, and when needed in the in-patient hospice. This ensured
that all the children had access to education.
Child participation

Age of majority

Section 10 of the Children’s Act states
that every child has the right to
participate and to be heard. This means
that every child should be involved in
any matter that concerns their care and
well-being depending on age, abilities
and maturity.

Section 17 of the Children’s Act states
that the age of majority is now 18 years
and not 21 years, as it was in the past.
The age of majority is the age at which
a person is no longer regarded as a child
and this means that they will, generally,
have all the rights and responsibilities of
an adult. A person over the age of 18,
who is no longer dependent on his/her
parents, is now able to sue and be sued
and enter into legally binding agreements.
A person under the age of 18 usually
needs parental consent to enter into an
agreement that is binding in law.

GENERAL PRINCIPLES AND CHILDREN’S RIGHTS RELEVANT TO PALLIATIVE CARE
Access to information on health status and treatment
Section 13 (1) of the Children’s Act gives children, depending on their age and level
of maturity, the right to know enough about issues related to their health so that they
are able to make an informed decision about their treatment.
Co-operation is built on trust. Children need to believe that the adult carers have
their best interests at heart. They need to trust that carers will provide ongoing and
consistent care and protection. Trust depends also on honesty. While children should
never be told a lie – they do not need to be told everything about their health status
all at once. What they are told, needs to be as much as they will understand and what
they can cope with at that time. But whatever they are told it must be the truth. If
they find out that a person has lied to them, they will feel betrayed and will no longer
trust that pers on.
What does this mean for palliative care?

It is important to be honest when discussing their health status with a child. “Disclosure
to a child is a process and not an event” is the most often repeated advice. Who
decides to tell what, and how and when this information is conveyed are decisions
that the primary caregiver should make with the help and support of the healthcare
worker. Palliative care providers need to be included in this process.
Right to confidentiality
Section 13 also refers to the right of a
child to keep his or her health status
confidential as long as respecting a child’s
right to confidentiality remains in his/her
best interests. If there is a time that the
health professional makes a decision to
breach a child’s right to confidentiality,
he or she should talk openly to the child
about the decision and give an
understandable reason as to why it will
be in their best interest to breach
confidentiality.
What does this mean
for palliative care?

Relevance in palliative care
In palliative care, children who are
partners in their own health care
should know the basic facts about
their illnesses or condition. They have
been given important information that
has been communicated in
appropriate ways. They know what
treatment and care they should have
and how important it is. They have
the skills to put their knowledge
into practice - for example the skills
of washing hands thoroughly. They
are involved in decisions about their
health care, and are listened to and
respected.

Relevance in palliative care
The dignity of the child must be respected in all situations. This means that
information about their health status should remain confidential and only shared
with people who need access to this information in order to provide the best
possible care.
For example, written documents which include information on a child’s health
status need to be kept in a locked cabinet with access given only to people who
have the right to access this information. People with this information are obliged
to maintain confidentiality and should be aware that breach of confidentiality
could result in legal action being taken against them.

Children with disability or chronic illness
Section 11 of the Children’s Act states that a child with a disability or who is chronically ill must be given every opportunity to
take part in social, cultural, religious and educational activities. The right to dignity and self-worth is very important to children
living with a chronic illness or disability. Even if a child has a disability or is chronically ill, he or she should be encouraged to live
a life full of possibility, and opportunities for growth and development.
Chapter 8 | Legal Rights of Children in Palliative Care
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GENERAL PRINCIPLES AND CHILDREN’S RIGHTS RELEVANT TO PALLIATIVE CARE
Pain and symptom management
•

Section 10 in the Constitution deals with
inherent dignity of the individual

•

Section 12(1)(e) of the Constitution highlights
the right not to be treated in a cruel, inhuman
or degrading way.

What does this mean for palliative care?

Relevance in palliative care
These sections are both relevant when one considers the management
and relief of pain and other distressing symptoms. Pain and symptom
management are essential elements of palliative care and the failure to
provide adequate pain relief may also constitute negligence.
The effectiveness of pain interventions depend on:
•

strong, practical patient care skills,

•

adequate assessment of the child’s pain,

•

active communication with the child,

•

the availability of palliative care drugs and analgesics (including
morphine),

•

access to these medications,

•

non-pharmacological interventions,

•

health professionals trained and skilled in pain and symptom management.

Pain is a common experience in children; however it is often overlooked,
not properly assessed or ranked low in care priorities.

Case Study Yandelwa’s story
I am Yandelwa Matiwane, I am 17 years old and lived in Khayelitsha, Cape Town. I began getting ill in 2004. By 2010, the
cancer had spread to my whole body and the doctors said they could not operate anymore. This is when my family was
introduced to the palliative care team – the doctor, nurse and social worker. The palliative care team kept in touch with my
mother and me. I liked receiving calls just to find out how I am and what I was up to. This made me forget how sick I was.
In March 2011 my illness took a turn for the worse. [I went to Eastern Cape with my paternal family for a traditional ceremony].
This is the time that I saw for myself what role the palliative care team played. They phoned my aunt, doctors, nurses and
everyone who was around me and all the time they were making sure that I did not have pain. They made arrangements for
me to be transferred from one hospital to a better one. The palliative care team contacted my father and spoke about my
wish to return to Cape Town.
This is an extract from Yandelwa’s story by Linda Ganca, a Paediatric Palliative Care Social Worker, in consultation with
Yandelwa’s mother and sister. If you want to see Yandelwa’s full story, see “Touching Rainbows – Acknowledging the Child’s
Voice in Palliative Care” Published by the International Children’s Palliative Care Network 2011.
Minimising or eliminating pain and
suffering in children has a positive effect
on everyone, including other children in
the household and the caregiver.
However, the assessment of pain in babies
and even in older children can be difficult
when they cannot describe their pain,
and different skills and tools are required
and available. Pain assessment tools must
also take into account cultural differences
and factors that influence interpretation
of the tool.
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Health practitioners are often afraid of
prescribing morphine for children, and
children are left in pain rather than having
effective analgesia administered. When
morphine is correctly prescribed, fears
that the child will become “addicted” or
their breathing will be suppressed, are
unfounded. According to Amery et al
“Generally, opioids are very well tolerated
in children. With the exception of infants,
children metabolise opioids faster than
adults and are more resistant to
respiratory suppression.”

CO N S E N T TO H E A LT H S E RV I C E S
Where possible and reasonable, children
should be offered real choices about
their care and treatment. For children
under 12 years, decisions on treatment
rest finally with the parent or guardian
and the healthcare worker. There are
certain choices which adults need to
make for the child, according to the child’s
best interests. If an adult is going to
decide, then the child should not be
offered the illusion of choice, but should
be provided with meaningful information
and an opportunity to ask questions and
process their feelings.
It is better if a child agrees to the treatment
or gives assent even if the decision is taken
by adults. When this occurs, the child is
less anxious, experiences less pain, manages
pain better and is more resilient overall,

even if there has to be a painful procedure.
This assent and co-operation depends
on children understanding and accepting
their need for the procedure and/or
medication and is a major part of their
participation in their own health care.
They need to know the facts and to
accept them, to assimilate them into their
lives and to put them into practice as far
as they can. If there is medication to be
taken or if procedures or surgery are
required, these need to be explained to
the child in ways, and with words he or
she can understand and with processes
that help children to communicate their
questions and concerns. For children with
disabilities, there should be appropriate
communication, including sign language
when required.

Ages of consent – Section 129 of the Children’s Act
Taken from The Children’s Act Explained (Unicef) Booklet 3
A child over 12 years can consent to all medical procedures as long as he or she has
the maturity and capacity to understand what he or she is doing.
Need parental consent

If under 12 years of age

If over 12 years of age

Medical treatment

Yes

No – own consent

HIV testing

Yes

No – own consent

Disclose HIV status

Yes

No – own consent

Ask for contraception

Yes

No – own consent

Surgery

Yes

HIV testing of children
According to section 130 of the Act, a
child may be tested for HIV, if testing is
in the child’s best interests and consent
is given by the child or the child’s parent
or caregiver. According to the Department
of Health’s HIV Counselling and Testing
(HCT) Policy Guidelines 21 “an HIV test
will be in the best interests of the
neonate, infant or child if it is clear that
the test will provide access to the
continuum of care and promote a child’s
physical and emotional welfare”.
Pre- and post-counselling
for HIV testing
Pre- and post-testing counselling must
be provided to the child. Section 132 of
the Act, states that testing may only be
done after proper counselling by an
appropriately trained person. The HCT
Policy Guidelines stipulate that “where
children are counselled and tested, staff
should have appropriate understanding

Yes

Case Study
A young girl called Naomi had
advanced stage cancer and needed
pain medication. She was
offered Valeron and after taking
this for a few days refused to
take any more, as she said she
did not like the taste. She was
then offered oral morphine to
which she had the same objection.
The nursing sister (Joan) placed
the Valeron in a spoon and the
oral morphine in a syringe and
said that she had to have
medication, but she could
choose the one she wanted and
how she took it i.e. either on the
spoon or the medicine syringed
into her mouth. She chose to
have the oral morphine in the
syringe and never complained
about it again. When it came
time for her to be placed on a
syringe driver, she was again
given the choice of continuing
to have the medicine administered
orally via the syringe or to have
the syringe driver. She chose to
have the syringe driver.

or specific training in child development,
communication with children, and
appropriate counselling guidelines”. The
parent or caregiver must also be counselled
if they have knowledge of the test or
have consented on the child’s behalf.

Take Note: If all attempts to
persuade the child to disclose
his/her status to the parents
or caregiver fail, the health
professional has two options:

Confidentiality of information
on HIV/AIDS status of children

•

to approach a court if the
child is unreasonably
withholding consent and
disclosure is in the best
interest of the child;

•

the superintendent of the
hospital can consent to the
treatment if treatment is
urgent.

A child has the right to choose whether
or not to disclose his or her HIV status
but this right is limited. Section 133
provides that information on a child’s HIV
status must be kept confidential.
Breaching confidentiality without consent
is an offence with a penalty of a fine or
imprisonment for up to 10 years. This
could create problems if a child under
12 years can consent to take an HIV test
and the results are positive. A child under
12 cannot consent to treatment, but can
refuse to disclose the results to the parent
or guardian. In this case, the health
professional should encourage the child to
disclose to the parent, guardian or caregiver.

There is no case law or
definitive ruling on such a case
and doctors are advised to
approach such matters with
extreme caution.
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P ROT E C T I O N O F C H I L D R E N F RO M H A R M
Notes

Levels of violence against children are high in South Africa, so child protection is an
issue that palliative care workers are likely to encounter. Child Protection includes
protection from abuse, neglect and exploitation. Abuse may include physical, emotional,
intellectual, social, and/or sexual harm. Neglect may be deliberate or as a consequence
of the ill-health, incapacity or mental state (such as depression) of a caregiver.
Categories of abuse
Taken from ‘The Children’s Act Explained (Unicef) Booklet 3
Types of abuse

Type of behaviour (what to look out for)

Physical abuse

Bruises, scars, burns, etc.

Sexual abuse

Touching a child in the wrong place or letting someone
else touch a child, having sex with a child or letting
someone else have sex with a child.

Emotional abuse

Calling the child names all the time, making the child
feel scared or stupid, pushing the child away, threatening
the child

Deliberate neglect

Letting a child starve, always leaving a child alone
without protection, letting a child get cold or face
harm in some way.

Healthcare workers are ideally placed within the community to identify possible
neglect or abuse. They have the opportunity to educate families on how to strengthen
parenting skills, on the use of positive and non-violent discipline, on care of children
with disabilities, and developing good communication within the family. They must
also intervene in such situations by reporting abuse, neglect and exploitation.
Section 150 (1) of the Children’s Act:
How to identify children in need of care and protection
Taken from ‘The Children’s Act Explained (Unicef) Booklet 3

Physical or emotional neglect or
abuse when they:

Living away from home when they:

Unsafe or dangerous conditions
when they:

Live in a home where they are not safe
and could be harmed if they stay there

Have been abandoned or orphaned
with no visible means of support.

Behave in an out of control manner
that the parents cannot cope with.

Are being mentally, physically or
emotional neglected or abused by a
parent of caregiver.

Live or work on the street or are
begging on the street.

Drink too much or take drugs and there
is no support or help.

Live in a home where there is
exploitation or where they may be
at risk.
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PROTECTION OF CHILDREN FROM HARM
Mandatory reporting of abused or
neglected children
Section 110(1) of the Children’s
Amendment Act. This section in the Act
increases the range of professionals who
are legally obliged to report the abuse
of children, yet the type of abuse that
they must report is limited to more
serious cases of abuse and neglect such
as:
•

physical abuse causing injury;

•

sexual abuse,

•

deliberate neglect.

Section 110 (1) reads as follows:
“Any correctional official, dentist,
homeopath, immigration official, labour
inspector, legal practitioner, medical
practitioner, midwife, minister of religion,
n u r s e , o cc u p at i o n a l t h e ra p i s t ,
physiotherapist, psychologist, religious
leader, social service professional, social

worker, speech therapist, teacher,
traditional health practitioner, traditional
leader or member of staff or volunteer
worker at a partial care facility, drop-in
centre or child and youth care centre,
who on reasonable grounds concludes
that a child has been abused in a manner
causing physical injury, sexually abused
or deliberately neglected, must report
that conclusion in the prescribed form
to a designated provincial department
of social development or a police official.”
There are steps that need to be
followed in the case of abuse or neglect
1. Report the abuse to the police who
are duty bound to ensure the safety
of the child.
2. Within 24 hours, inform the
Department of Social Development
(DSD) or an organisation like Child
Welfare.
3. The Social Worker ensures that the
child is safe and the information in
the report is accurate and honest.

Take note: Children are not
always removed from the family
when a report has been made.
This is only done when the
child’s life is under threat. These
decisions are made with the
best interests of the child in
mind, and wherever possible
families and children should be
involved in the decision.

A hospice social worker
reports:
The statutory social worker is
supposed to investigate. If its
severe neglect/abuse, and it is
an emergency, she can remove
a child/children with a Form 36.
It’s a crisis intervention, and the
child is removed to an alternative
place of safety either with a
family who have been screened
first or to a Place of Safety
facility. And then the social
worker takes the case to the
Children’s Court Commissioner,
saying this is why the child was
removed, now it needs to be
investigated. Then she’s got 3
months in which to investigate.
Then she returns to Court to
say: Now this is what I assessed.
Please Note: Form 36 (authority
to remove a child) can be
completed by social workers or
police officers. As far as travelling
in a car with a child is concerned,
the organisation should ensure
that the child’s guardian has
signed an indemnity form; this
will indemnify anyone within
the organisation who is
transporting children.
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Removal of a child to temporary safe care with or without a court order
Section 151 and 152 of the Children’s Act (The Children’s Act explained, Unicef/DSD)

Removal of a child to temporary safe care
by a court order

Removal of a child to temporary safe care
without a court order

If anyone is concerned about a child and believes that the
child needs care and protection, he or she can go to the
Children’s Court and show the magistrate the child needs
protection.

A social worker or police official may believe a child is in
urgent need of care and protection and any delay will
endanger the child. The child may be removed without a
court order and placed in temporary safe care.

The court may order that
the child needs to be
moved from the home.

The court must order that
a social worker check up
on the child.

The social worker may
then recommend
temporary safe care for
the child.
If needed, a
police official
can help get
access to a child
and take him or
her to safe care.

Temporary safe care

The person who has been ordered to remove the
child must inform (i) the parent, guardian or caregiver
of the child. (ii) a social worker so they can investigate,
and (iii) the Provincial Department of Social
Development (DSD) within 24 hours. In a case where
the child has been removed without a court order,
the clerk of the court must also be informed.
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PROTECTION OF CHILDREN FROM HARM
The National Child Protection Register
Section 111 to Section 128 of the
Children’s Act 2005 sets out direction for
the establishment of a National Child
Protection Register to ensure that all
reports and convictions regarding the
abuse and neglect of a child are recorded.
Part A is a record of all reports and
convictions of persons abusing or
deliberately neglecting a child, and all
findings by a Children’s Court regarding
an abused or neglected child.
In terms of Section 115 only the DirectorGeneral and officials of the designated
department have access to Part A of the
Register.
Part B is a record of all persons who are
unsuitable to work with children. As a
result, certain persons such as managers
in recognised organisations can access
Part B of the Register.
Part B includes information about people
who are not allowed to work with
children as a result of a conviction of a
crime such as murder, rape or indecent
assault against a child or an accusation
of these crimes without a conviction, due
to mental illness or when an official forum
has made a decision to say that such a
person is not suitable to work with children.
Police clearance of staff and volunteers
working directly with children
There are two reasons for police checks
and clearance:
1. Any NPO not acting according to the
law, when employing a person who
will work with children, could
jeopardise their organisation by not
undertaking the necessary
investigations. If a child is molested
or physically abused and this
employee has a history of abusing
children, this could lead to legal
action being taken against the hospice.
2. Doing proper screening of staff
working directly with children, is one
of the measures which we could use
in the prevention of abuse of children
on our programmes by staff/
volunteers.

The law states that you have to screen
staff working directly with children.
There are two Acts that refer to the
importance of screening prospective staff.
1) Sexual Offences and Related Matters
Amendment Act 2007, chapter 6
section 40-53
2) Children’s Act 38 of 2005.
This means there are two registers that
exist at the moment which results in some
confusion. For the purposes of this
chapter, we have focused on the
Children’s Act.
In terms of the Child Protection
Register as found in the Children’s
Act, the procedure to follow
according to the Department of
Social Development (as at 6 Dec
2011) is that all staff who have
access to children, voluntary or
permanent, need to be screened
against the Child Protection Register.
This means that all professional staff
such as doctors, nurses, teachers,
social workers affiliated to their
professional bodies, still require a
clearance certificate, in terms of
the law, to work directly with
children.
An individual can ask for this information
using Form 30 and they are not obliged
to reveal the outcome, or the Employer
can do so, using Form 29. Organisational
requests should be on an authentic
letterhead. Together with copies of their
letter, the employer should include a
certified Identity document of the
employee.
Requests should be sent to:
Mr Selema Mashiane, Child Protection
Register, Dept of Social Development,
Private Bag X901, Pretoria, 00012 , and
marked as confidential. Currently there
is a six month backlog on response time.

Topic

for discussion
Whilst the Child Protection
Register is in the process of
being set up, there are certain
procedures that could be
followed by organisations such
as hospice.
Discuss the advantages of
following these procedures:
PROCEDURE A - Provide the
SAP with a list of staff members’
names and their IDs. This means
you could get a general letter
from the SAP clearing the staff
members or a certificate for
each individual.
PROCEDURE B - When a person
applies for a job working directly
with children, they would be
responsible for providing their
own police clearance at their
own cost.
Think of other measures
hospices can put in place to
protect children. Remember that
police clearance is not the
ultimate solution against child
abuse.
P l e a s e N ot e : A l t h o u g h
professional staff such as
doctors, nurses, teachers, social
workers are accountable to
their professional bodies for
ethical conduct, they will also
be required to obtain this
clearance certificate if they will
be working directly with children.
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PA L L I AT I V E C A R E A N D H I V/A I DS
Notes

An overwhelming number of South African children live in extremely difficult
circumstances. They experience poverty and inequality and many are exposed or
subjected to violence, abuse, neglect or exploitation. Most children live with only
one parent or in households headed by a grandparent. HIV/AIDS has added to the
challenges faced by children and their families, communities and service providers.
This has resulted in historically unprecedented numbers of children of all ages either
requiring palliative care, and/or living with someone who is in need of palliative care.

Case Study 3
Benny was three years old when referred to a hospice programme by a hospital.
He is an orphan, cared for by his maternal grandmother who is employed as a
domestic worker, and living in a shack in an informal settlement area. Admitted
to a children’s in-patient unit with HIV-related disease, severe malnutrition, hearing
loss from frequent and untreated ear infections, unable to speak or to eat solid
food, he was also severely developmentally delayed.
Grandmother did not visit the child, despite frequent attempts by the hospice
community nurse to get her to do so. She continued to receive the foster care grant.
Benny stayed in the in-patient unit for 15 months and developed a strong
relationship with a hospice volunteer who was able to get the child to eat solid
foods and obey simple instructions, and who expressed a desire to foster Benny.
The volunteer also bought all Benny’s clothes and toys and took him out for a
day each week.
Despite her offer to foster him, the Department of Social Development felt it
was in the best interest of the child for him to be returned to the grandmother.
The hospice insisted that the grandmother receive training in giving ART before
the placement, and expressed their concern, both verbally and in writing, to the
Director that Benny would again be neglected by his grandmother.
On follow-up of Benny, it was found that his grandmother had left him alone in
the shack, had not taken him for his follow-up visit to the ART clinic, and had
not been giving Benny his ARVs. This was immediately reported to the Department
of Social Development who have been slow to respond. The hospice and the
volunteer have made frequent visits to Benny to ensure that he has clothes and
food as well as a bed to sleep on and have taken the child for ART follow-up.
Benny is now living with his caring volunteer, but the legal guardianship remains
with his granny who continues to receive his foster care grant.
However, it must be noted that many grandmothers and elderly caregivers, strive to
provide loving homes for these orphaned children, often at great personal cost.
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Children in households
headed by vulnerable people
Section 137 of the Children’s Act as
amended by the Children’s Amendment
Act 2007 legally recognises and makes
provision for child-headed households.
In terms of the Act a child-headed
household is seen as a home where there
are no adults present for a number of
reasons.
Children with life-limiting conditions
often live in households where the
primary caregiver is also vulnerable.
Hospices are required to assist in accessing
support for children, elderly relatives or
sick parents who may be unable to access
social support, either through lack of
knowledge, lack of finances or their own
age or health status. Children in child

only households may not be able to
complete their own schooling as they
need to find resources to assist them to
care for the family, or may need to be at
home to care for babies and very young
children or sick parents. The child or the
elderly person running a household may
also lack the knowledge and skills to
provide safe and effective care. Hospices
need to provide training, and access
special resources for them, such as cots
and baby feeds; as well as access to
education and grants. The Children’s Act
provides for mentoring of children in
child only households. Palliative care
workers play an important role in
identifying such children and ensuring
either mentoring or effective referral for
such mentoring, and other support.

Also see chapter 6 for advice on
accessing grants for children, and
the elderly and how to apply for
exemption from school fees.

Non-compliance with ARV regime
A social worker from a hospital reports:
But how many times have the parents come to the hospital and said: “We’ve had
enough, we can’t carry on like this, so we have decided to stop the ARVs. Do you
know how much money it costs to come to the hospital, how much money it
costs to go to the clinic to fetch the medication?” There are monetary reasons
that they decide the child must die. And the child comes into the hospital acutely
ill and dies. And we are seeing this very often and nothing gets done about it,
because you can stop your child’s medication. Now you have a difficult decision
– do you remove the child who has a strong bond with parents and family so
they suffer emotional harm? Or do you allow the child to stay and at least they
will die with parents and family around? And these children are often too young
to make this decision themselves. Often the parents don’t decide to not comply,
they are just not responsible enough to be compliant.

The photo above is of Zinhle at the
time she was admitted to Bambano
Baby Sanctuary, Wychwood near
Germiston. The photo below shows
Zinhle again and she is now at home
with her family.

Non-compliance and hospice training on compliance
A social worker at Cotlands reports:
“ We found that where children have been removed due to non-compliance, and
referred from DOTS clinics and hospitals, we give that compliance training to the
parents. Often we find the parents say afterwards that for the first time they
understand so it has helped. Often the counsellors at clinics and hospitals don’t
do the training properly but often if we do it, it makes a big difference. We see
this when we follow up with the HBC afterwards. If there is a problem again,
they do training again. If we do training and we see really it’s not working, then
we will refer for alternative placement, but that’s the minority.
Our training takes a few hours and we give information about HIV, about ARVs,
about compliance, about immunizations, about hygiene, about stimulation, the
whole care of the child, infection-control, symptoms and side-effects of ARVs.”
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P ROT E C T I N G C H I L D R E N ’S R I G H T TO FA M I LY C A R E
Notes

Hospices are often ideally placed to raise
awareness of the needs of children for
whom they care. However, as they have
no legal standing to remove children or
to place them in foster care (apart from
hospice social workers using a Form 36
for temporary Place of Safety placement
- see above flow chart). Hospices are
dependent on the actions of government
services or other authorised organisations
such as Child and Family Welfare
agencies, who are often dealing with a
huge backlog of cases. Once children are
placed in hospice in-patient units for
holistic care and nutritional therapy, they
often improve dramatically, leaving the
hospice as physically healthy children
without suitable care in the community.
Decisions concerning guardianship also
place hospices in a vulnerable position

when acquiring consent for admission to
hospice programmes and treatment. This
has led to children’s in-patient units also
having to register as Child and Youth
Care centres, resulting in these hospices
carrying out a responsibility other than
palliative care. (Cotlands Hospice is a
registered Place of Safety. It admits
children from 0-6 years to the In-patient
Unit and children from 0-12 years are
visited by the home-based care team at
home)
What do you do if you have a child
in need of care?
If this issue is not within your area of
expertise, contact an established child
care programme in your region, to ensure
that the best interests of the child are met.

What do you do if you have a child in need of care, and there is no responsible
adult, and you don’t know who the guardian is? Do you just leave them?
This hospice social worker responded:
No, you phone them (DSD) every week, you don’t have a choice, you phone their
supervisor. Phone the next person. It’s hard work getting things done. A lot of
people don’t follow up. They refer and don’t follow up, I don’t believe in that,
because a child is suffering. So I will follow up and follow up and follow up, and
go and see them, and follow up again. Sometimes I do the work myself, write
the whole report, and just get them to finalise with the Court, please sign here.
Because it’s about the best interests of the child. Most organizations just refer
and then forget. Those kids get lost, that’s the reality.
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What do you do when you find a problem, and nothing seems to be happening?

A lawyer suggests:
To enhance the protection of
children:

Step 1
Escalate the referral of the child at risk to:
•

Supervisors, Managers and Directors.

•

Note and follow up every communication

•

Forge closer relationships with local district level statutory social workers.

•

Invite them to hospice training days, hospice meetings and events.

•

Make personal contacts so reports of children at risk can take priority.

•

network with all relevant
organisations in your area.

•

Don’t rely on the legal system
which is overburdened and
slow.

•

Explore other alternatives.

•

Develop a strong network of
like-minded people and
organisations.

•

Invite participation in the
network from strong child
advocacy organisations to
help keep you up-to-date on
children’s rights.

•

Include this network as part
of your developing relations
with the statutory bodies for
children.

Step 2
Alert the local Magistrate who is also the Presiding Officer of the Children’s Court
and known as Commissioners of Child Welfare in the Children's Court. Magistrates
need to know there are children at risk who are neglected. How?
•

Ring the local Magistrate’s Court and speak to the Clerk of the Court.

•

Explain the problem and where the problem is in their geographical area.
Don’t remain silent!

If these relationships with local role-players are not bearing fruit,
two further steps are suggested.

Don’t remain silent!

If there is a decision of the Children’s
Court that you don’t agree with:
•

Fight the decision you don’t
agree with.

•

Find someone who can
represent the child.

•

Contact your network of likeminded people and
organisations. They may have
links to lawyers who are
passionate about children’s
rights.

•

Appeal the decision.

•

By contacting the network,
you can get both the lawyers
and the network involved.
The collective voice is very
powerful.

•

Refer to the Public Prosecutor.
See contact details under
Resources, where the role of
this public body is explained.

Step 3
Contact the local branch of the Legal Aid Board, children at risk may be from indigent
families, and legal aid is available. The role of Legal Aid Board is to facilitate the
relationship between hospice and the statutory social worker on a case-by-case basis.

Step 4
If the process of referrals of individual cases is not successful, legal advice should
be sought on the systemic problems, with a view to litigation of the issues.
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Talk to the child
“The best interest of the child means that the child comes first,
so you have to talk to the child.”

Case Study
In the story of Yandelwa Matiwane, who was 17 at the time, the importance of
listening to the child is clear.
...We never spoke about my illness with my parents. They avoided the subject. I
remember the day I think the doctor must have told them [my parents] the cancer
was beyond being cured. When they returned, my mother couldn’t look me in
the eye, She was crying and when I wanted to know what the doctor had said,
my father said he had told him that he could take me home for Christmas. I was
very upset and angry because I knew that the doctor had said something other
than that. I started crying too and I just wished someone would tell me the truth!
I knew that I was going to die...
The palliative care team kept in touch with my mother and me. I liked receiving
calls just to find out how I am and what I was up to. This made me forget how
sick I was. In March 2011 my illness took a turn for the worse. I went to the
Eastern Cape to attend a traditional ceremony but at this time I wanted so much
to go back home to Cape Town. This is the time that I saw for myself what role
the palliative care team played. They phoned my aunt, doctors, nurses and
everyone who was around me and all the time they were making sure that I did
not have pain. They made arrangements for me to be transferred from one
hospital to a better one. My mom arrived at that stage and I was very relieved.
The palliative care team contacted my father and spoke about my wish to return
to Cape Town. It was a relief to be back in Cape Town on 23 May 2011. At this
stage I did not want any visitors except my immediate and extended family.
Yandelwa’s story is taken from “Touching Rainbows – Acknowledging the Child’s
Voice in Palliative Care” Published by the International Children’s Palliative Care
Network 2011
Notes
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C H I L D R E N A N D I N H E R I TA N C E
South African law provides some
protection for children’s inheritance in a
situation in which someone has not left
a will. However in practice this law is not
able to protect all children. A combination
of factors dispossess children: lack of
awareness of children’s legal rights, the
complexities of the legal system and little
knowledge about the law of succession
and important role that the Master’s
office plays in winding up deceased
estates. In addition there is often a
conflict of interest between the relatives
who may, as legal guardians, feel entitled
to the deceased’s property and the heirs
who have a right to the property. The
customary law of inheritance has also
recently changed with the introduction
of a new act called the Reform of

Customary Law of Succession and
Regulation of Related Matters Act 2009.
Not many communities which are directly
affected are aware of the change in the
law (Colgan, 2007).
Refer to Chapter 12 on Dying and the
Law for further information.
Non-South African children
Not all children in South Africa are South
African citizens.
Refer to Chapter 10 for guidance on
dealing with Marginalised Groups.

The Bibliography on the next
page lists useful guidance on
the Children’s Act and in
addition refer to:
The Children’s Act No 38 of
2005, a guide for health care
practitioners, Second edition,
July 2008, Children’s Institute
http://ci.org.za/depts/ci/pu
bs/pdf/resources/general/ca
_guide_health%20pract_jul08.
pdf?phpMyAdmin=xGlUwSo1
y0U00fk9xyQp8iqGULa
The Children’ Act Guide for ECD
Practitioners by the Children’s
Institute, Nov 2011.
http://www.ci.org.za/depts/
ci/pubs/pdf/resources/gener
al/2012/ca_ecd_guide.pdf
The Children’s Act 38 of 2005,
Consolidated draft regulations.
http://ci.org.za/depts/ci/plr
/pdf/regulation/Draft_Soc_
Dev.pdf

CO N C L U S I O N
childhood development programmes,
schooling, grants, social and
psychological services.

POINTS TO REMEMBER
•

•

•

•

Palliative care for children, including
neonates and adolescents, may be
provided over many years and
includes a wide range of conditions
often not found in adults.
A children’s rights approach underlies
effective paediatric palliative care
policy, programming and practice.
These rights must be based on an
understanding of child development
and the best interests of the child.
Where appropriate, children should
be involved as partners in their own
palliative care.
Children and their caregivers need
more information and support in
accessing their right to health,
education and social support,
including birth registration, early

•

Pain, discomfort and suffering in
children of all ages can be relieved.

•

Early diagnosis and treatment of
children for disabilities, and chronic,
life-limiting illnesses and conditions
can make a significant difference to
a child’s quality of life.

•

It is the responsibility of all
professionals, including healthcare
workers to identify children at risk for
harm and in need of protection from
violence, abuse, neglect, exploitation,
poverty, and stigma.

It is important to learn about,
use, monitor and support
existing legislation and plans
such as the Children’s Act and
the National Strategic Plan.
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