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FOREWORD :

This document is infended for health professionals dealing with children affected by HIV/AIDS.

It has been intended fo help health professionals establish activities focusing on disclosure and
more generally speaking on how to accompany children who are under ARVs.

The document is complementary of another document available also on the same online database and
called “principles used for recommendations on HIV disclosure in children : results of journal
searches, meetings with health professionals working in the domain in France".

Users are requested to send their comments and criticism to : MSF, service medical, 8 rue Saint

Sabin, 750544 Paris cedex 11, France. Email : echazal@paris.msf.org
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Therapeutic Patient Education (TPE) in the context of chronic childhood illness is care
characterised by continuous personalised support and by a process of progressive and evolving
education. The child's, emotional and cognitive development will influence his reactions to the
disease. Depending on the child's age, his reaction to disease might differ. In annex, a table
proposes a schematic (though hopefully usefull to the teams) the different ages of child

development in relation to illness and possible actions for health care workers.

TPE is integrated info medical care, which permits the family and the child to adapt to illness, to
plan life projects and fo acquire knowledge and competence with respect to the illness, so as to

permit a level of autonomy in the management of the child's medical treatment (45).

Taking care of a child in the context of paediatric HIV infection means taking into account and
being interested in the familial environment. TPE is centred both upon the child and his family (34).
This is why some general objectives of care proposed below are child specific, some parent specific

and without neglecting the siblings.

This work then focuses particularly upon the objectives and means of disclosure of paediatric HIV.
Disclosure is not an end unto itself, but more a means through which the child lives better with his
illness. It is integrated within the care package offered fo the individual. It is an obligatory stage

in the life of the child, in his journey with his disease, and part of continuing care.
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A. CHILD OBJECTIVES

The general objective in the care of HIV in the child could be defined as the following:

To help the child to grow and develop despite his illness, and to live as well as possible, through a

structured and structuring care environment.

To do this, certain key principles must be respected:

To consider the child patient a partner and an interlocutor of the care team in the same way
as the adult responsible for him.

To establish and maintain the child's participation in his freatment that is adapted to his
development.

To permit the child to be both the subject and the actor in his health.

To ensure carer-child relationships based upon respect, confidence and openness.

1) Specific Objectives

The general objective will be attained if more specific objectives are worked upon such as:

To help the child to develop, to live and to project himself into the future through a life
project and according to his own norms of “health”; not to reduce the child to his illness
(46),

To help the child manage his emotions in the face of his disease, to develop a positive
attitude.

To liberate the child's thoughts and speech in the absence of his parents, to offer him the
possibility to express his fears, anxieties, to talk about his seropositivity. The presence of
parents may block such expression (24),

To bring up undermining secret, unsaid and "forbidden” subjects in consultations,

To act as intermediary between the child and his parents; to facilitate communication
between them,

To tackle and permit the expression of death anxiety ’,

To help (older) children to make choices and to take decisions to improve their quality of

life,

! Of course, children may be anxious about the idea of their own death but they may also worry about the

death of their parents. Any physical manifestation or illness in the parents or adults in charge of the child

(re)activates separation and death anxiety.
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- To help the child to understand his health status, his illness and the necessary ftreatment,

- Once his cognitive development permits it, to involve the child in the taking of his
treatment and thus to render him partly responsible for his adherence to treatment,

- To work with the child upon his self-esteem, issues of stigma, and his place in society,

- To evoke the question of secrecy: should he fell others that he is on treatment or not? If

so, to whom ? 2

2) Educational Objectives concerning disclosure

The process of disclosure of HIV disease must be constantly repeated and as such there is no end
to it. All the objectives listed below may and must be repeatedly worked upon. An objective
attained at a specific moment in the life of a child does not signify that it will not be necessary to
retackle the question at another age or taking into account new elements brought to the child's

knowledge.

This means that educational assessment must be continually performed with the child but that it
must also be supple and come from what the child wants. Where is he at? What does he want?
What is he worrying about at the moment? The child is the best indicator as to when fo start
disclosure. One is able, through pertinent specific and non-aggressive questioning, and without
overwhelming the child with questions to evaluate his knowledge or preoccupations:

- To evaluate and identify the child's representations and knowledge of his disease,

- To identify his preoccupations,

- To leave the child space for questioning so as to bring out the child's preoccupations at that

time (to let him know that his questions are welcome and will always receive honest and

frank answers).

During disclosure, some desired objectives will also "serve" as objectives fo increase adherence to
treatment. The explanations that give the child bearings in his disease and help him fo take
treatment converge with those maximising adherence. One may distinguish objectives that are

specific for partial and complete disclosure®.

2 The question of secrecy is one of the key elements in parents’ reticence in announcing the illness to the child.
This objective is thus essential and must be brought up early, at the moment of partial announcement.

% See annex for definitions of disclosure
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Disclosure Specific Objectives (the child should be able to.)

Partial Explain the question of immunity

Disclosure Explain the importance of treatment o be taken and its effects upon microbes and
the organism

Explain the disease and the fact he is not necessarily feeling sick

Explain prevention of illness (taking a freatment)

Identify the symptoms he suffers or has suffered and to link them to his disease
Describe his sensitivity to microbes and his lack of immune defence

Explain the medical and biological follow up imposed by the disease

Complete Name the disease

Disclosure Explain the general modes of transmission

Tackle the questions of sexuality and prevention (condom use)

Distinguish between contradictory messages received in school education sessions

on health, HIV and AIDS and the educational messages heard during consultations

B. PARENT OBJECTIVES

The support of children living with HIV implies interest in the parents as people and in their
relationship with their child. The general objective with respect to parents could be described as
the following:

To help the parents to support the child in his disease and to exercise their parental role in a

manner that is as structuring, positive and reassuring as possible for the child.

1) Specific Objectives for parents

Parents are often going through difficult situations themselves and living with the seropositivity of
their child is in no way a minor event in their lives. Time should be specifically allocated for parents
without the presence of the child. The creation of room for parental expression allows us to:

- Tackle their worries and their anguish with respect to the health and the future of their

child, and with respect to treatment,
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- Permit the expression of the death®.

- To take the drama out of the notions of the disease and treatment®.

When seropositivity is discovered in pregnancy the mother requires accompaniment. Consultations
can be determinative in future mother-child bonding. The more the mother will have been able to
speak about her suffering, the more comfortable she will feel with her child, and the higher the
chances that bonding will take place between them (23).
Subjects to be discussed with the mother from the moment of disclosure of her seropositivity:

- The acceptance of her disease (getting through the shock and initial trauma and turning

towards the future that the pregnancy represents),
- Early discussions about bonding,

- Sharing of the secret within the family.

2) Parent support during initiation of anti retroviral treatment in their child

As soon as the child is put on ARVs:
- Tackle the issue of the carer-child therapeutic relationship for which parents can not go against
(tacit contract):
- For the carers the child will be an interlocutor exactly in the same manner as the parents
are,
- Without naming the disease a minimum of information must be provided to the child (partial
disclosure),
- The parents' confidentiality will be respected in the same manner as that of the child during
individual consultations.
- Educate the parents about treatment
- Discuss the distribution of roles and tasks concerning treatment between the child and the
parent. The child's level of responsibility should be situated between the two extremes of

overprotection and too much responsibility. The former, where the child does nothing and is

* Parents and grandparents often fear their own death. They are often relieved to be able to envisage the
eventuality and to plan solutions in case of their death. This reassures them and relieves their guilt: in the
event of their death their child will not have to face his disease alone, there will be continuity in the care of
the child.

® Sometimes the parents themselves have fixed ideas, representations with respect to the disease. They may
not have succeeded to live with it and some may be in denial for example.
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responsible for nothing, is contradictory with his inexorably growing need for autonomy. The latter,

giving oo much responsibility to the child too young, does not take into account his development and

his need for a parent as a reference point (45).

In annex, a questionnaire can be used to evaluate the degree of parent's capacity to deal with the

treatment of their children.

3) Objectives relating to disclosure:

Identify and evaluate the dominant modes of communication in the family,
Envisage realistic solutions to re-establish and improve it (dialogue is often blocked due to
the impact of secrecy),
Prepare parents for disclosure, evoke together its modalities: what? who? when? where?
What is planned af ter disclosure?
Recognise that disclosure will be difficult but re-affirm its necessity and fry fo gauge
parental motivation,
Work with the parents on the necessity of announcing the disease to the child °,
Decide with the parents what exactly will be said to the child; re-negotiate at each stage
what to say in response to the child's questions,
With respect to secrecy, discuss with parents what they will say to the child:
- With whom the child may speak about his disease if he so wishes, both within and
outside of the family.
- Be clear with the child as fo why they may not wish the child fo speak about his
disease. This brings meaning to the request for secrecy, and instead of the child
becoming a prisoner of his secret, structure is brought o the family (18).
- Speak with the parents about the distinction between telling all and telling what
is necessary for the child's understanding. All must not necessarily be revealed.

Clarify which information is the domain of intimacy.

Propose specific help to the parents for disclosure:
- Anticipate the difficult questions that the child may well ask (14, 30) : "Why did

it happen to you? How did you get it? Are you going fo die? Is it my fault that

® For instance, it is probably best not to argue, emphasise on achieving therapteupic goals (eg: having high

Cd4s) but emphasise more on both the child's and the parents’ psychological, emotional and af fective well-being

due to disclosure.
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you are sick? Who else knows that I have the virus? Why do I have the virus?
Am I going to die?»

- Propose role plays to practice disclosure, the words they will use and how to
answer difficult questions,

- Be present on the day of disclosure to support the parents,

- Asalast resort, perform disclosure on the parents’ behalf’.

4) Special considerations in child HIV testing

The question of disclosure of results must be addressed when parents request HIV testing of their
child. If the child is aged 8 years or older it is appropriate to ask the parents about the pertinence
of involving the child in pre and post-test counselling.

If the child turns out to be positive, personalised support and follow up should be offered

immediately.

5) Objectives with respect to other family members, brothers and sisters (13, 14)

The disclosure to the child of the realities of his disease is obligatorily accompanied by discussions
on the subject with other members of the family. It is a logical continuation, a cascade effect. This
disclosure within the family is another challenge to parents. The carers should have the objective

to help the parents and the child to announce their status within the family.

Adults in the family. There is no lack of reasons to tackle with parents the subject of disclosure
to other adult members of the family:
- They may become additional supports for the parents. If the parents become sick
themselves, they will need to find someone to take over the care of the child.
- The death of the parents needs to be envisaged and who could potentially look after the
child.
- If the child becomes unwell the medical care may require the involvement of other adults.
- The child may find other verbal outlets for how he is living with his illness and may be able
to share his secret with others outside the restrained circle of his carers and his parents.

This is even more imporftant when communication is inadequate with the parents.

7 The last resort: always to be done in the presence of the parents; everyone hears the same thing at the same
time and thus the discussion may be continued in the family circle if thus desired.
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