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Abstract

The majority of children suffering from heart disease in Namibia receive treatment as outpatients,
with their caregivers taking responsibility for their continuing care. To provide the care required
by these children, the caregiver has to remain vigilant. Many of these children live in rural areas
and their caregivers may have only a limited educational background, as well as limited financial
resources, as they depend on subsistence agriculture for a living. The development of the support
programme discussed in this article originated from the results of a qualitative, exploratory, phe-
nomenological study that addressed the issue of how these caregivers managed this responsibility.
The findings of this study revealed that the caregivers generally had poor coping experiences.
Subsequently, these findings formed the basis for the proposal about a support programme for the
rural caregivers of children with heart disease in Namibia. As part of the study, interventions for
home-based health care were developed, implemented and evaluated in order to facilitate the
caregiver’s coping with the demands of home care. The findings of an outcomes evaluation indi-
cated that the caregivers’ knowledge of the child’s condition, as well as the skills for providing
care at home and the information about community-based resources that could provide them with
support to cope, increased. If the programme were to be extended to other families in similar
contexts, the programme interventions could make a difference in terms of their coping with the
demands of care. This paper describes the implementation process involved in a home-based
health care programme intervention of the study, and the subsequent outcomes of the programme
evaluation.
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1. Background

Heart disease contributes to about 10% of all paediatric admissions to healthcare facilities in Namibia. Congeni-
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tal heart defects and rheumatic heart disease account for 60% and 40% respectively of these diseases. Moreover,
congenital heart defects account for 9% of neonatal deaths in health facilities in Namibia. At the time of this
study, there were about 500 children under the age of 18 who were in need of heart surgery [1].

The majority of these children receive treatment as outpatients and t heir caregivers have to provide palliative
care for them at home. To provide the required care for a child with a heart disease requires vigilance on the part
of the caregivers. This presupposes that caregivers have the necessary knowledge, skills and access to support
systems for them to be able to cope with the demands that caring for these children requires [2] [3].

Nevertheless, this assumption is not true for the majority of cases in Namibia. Many of these children live in
rural areas and their caregivers have low levels of education and depend on subsistence agriculture for a living.
Therefore, a qualitative, descriptive naturalistic study was conducted to assess rural caregivers’ experiences of
caring for a child with heart disease at home. The findings revealed that caregivers experience challenged emo-
tions related to the children’s diagnosis. They also experience disruptive social functioning and social relations
because of the demands of providing care for such children at home. Lack of support from the family and other
societal organisations also hinders their coping with the demands of care. While the findings revealed poor cop-
ing with the demands of caring, the children’s poor coping with the burden of the disease was found to com-
pound the demands of caring made on the caregivers [4]. Subsequently, in line with the situational analysis and
the subsequent findings of the study, a home-based health care programme of multi-component interventions
was developed. The programme interventions were invented as an interface to mitigate the negative experiences
and enable caregivers to provide appropriate home care that would facilitate positive health outcomes for the
children. The implementation and the outcome evaluation of the programme interventions were completed in
phase three of the study [4].

2. Purpose of the Study

The purpose of the study was to explore the rural caregivers’ experiences of caring for a child with a heart dis-
ease, interpret the way in which the caregivers cope with the situation at home and identify the need for assis-
tance. Therefore, the purpose of this article is to describe the implementation and evaluation of a support pro-
gramme that was developed on the basis of the experiences of caregivers of children with heart disease in rural
Namibia.

3. Conceptual Framework

A naturalistic, constructivist, interpretive and paradigmatic approach was adopted in the development and im-
plementation of the support programme [5]. The conclusions on the findings of the outcome evaluation were
based on what the participants regarded as their experiences of the programme interventions and their percep-
tions that the programme interventions had rendered the care of a child with a heart disease bearable for them [4].
The context in which their experiences occurred and which can influence their experiences of the programme
intervention was also considered [5] [6]. In addition, the framework of the “transactional model of stress and
coping” was applied to predict the way the caregivers and the children would appraise the benefits derived from
the programme interventions in terms of caring for a child at home [5] [7].

4. Study Design and Methods

The development of the support programme was the final phase of an original study conducted by the author [4].
In the first phase of the original study, the researcher made use of a qualitative, descriptive, contextual and natu-
ralistic study to describe the caregivers’ experiences of caring for a child with heart disease, as well as children’s
experiences of living with a heart disease [6]. The target population for the study comprised all the caregivers of
children with heart disease living in the rural areas of Namibia. From the findings, a multi-component home-
based health care programme in support of caregivers was subsequently conceptualised according to Dickoff et
al.’s (1968) [8] survey list.

5. The Support Programme

The interventions for this proposed home-based health care programme were developed by the researcher as an
agent for the caregivers, who were to be regarded as the recipients of the programme. These interventions which
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were derived from the findings of the author’s original study [4], focused on the facilitation of emotional coping,
the mobilisation of social support for the caregivers, supportive family dynamics and the facilitation of an opti-
mal functional status for the children with heart disease [7] [9]-[11]. The programme interventions were grouped
and organised as three objectives. These three objectives were formulated in the original study with the aim of
addressing the main findings, which had been categorised as three themes; thus, an objective for each theme.
Table 1 provides an outline of the programme.
The programme implementation, which will be discussed next, occurred during 2012.

6. Ethical Considerations

Formal ethical clearance for the main study, of which this support programme formed one phase, was obtained
from the Postgraduate and Research Committee of the University of Namibia. The caregivers gave their in-
formed consent for this phase verbally before commencing the implementation and evaluation of the programme
activities [12], and participation was voluntary. The purpose of the interventions and their evaluation were ex-
plained prior to commencing the programme. Paossible benefits that participation in the programme might bring
were explained and the participants’ expectations were dealt with.

7. Programme Implementation

The programme was implemented by the researcher in two rural households with children with heart disease.
The two households were purposefully selected from the five households that featured in the researcher’s origin-
nal study.

Each participant received a programme schedule with a list of activities to be covered. They were also given a
notebook and a pen to record any information that they deemed worth noting for future reference. The concept of
experiential learning, which includes among other things both active participation, as well as concrete experience
were applied in order to maximise the participants’ learning [13]-[15]. A full day was allocated for implementing
the interventions in each of the two households. These programme interventions were implemented in three ses-
sions in each household, with each session lasting just over an hour. For this purpose, the participants were pro-
vided with information about simplified pathophysiology of heart disease and caring principles.

7.1. Session One

This session focused on interventions to facilitate emotion-focused coping. The caregivers were given, among
other aspects, bereavement counselling to help them come to terms with either the fact that the child’s illness
was life long or with a poor prognosis. This activity included a discussion intended to promote understanding of
the potential treatment outcomes of the child’s diagnosis. The discussion provided a sympathetic clarification of
what is meant by symptomatic treatment, and palliative concepts were introduced [16] [17].

Table 1. The components of a home-based health care programme.

Original study finding

presented as a theme Objectives Interventions

Bereavement counselling venting,

The caregivers and the children Facilitation of emotion-focused coping disengagement, optimism,
experience challenging emotions for the caregivers and the children acceptance, self-re-evaluation, use of religion
Self-efficacy
The caregivers experience disruptive Supportive family dynamics.
social functioning, social isolation, Facilitation of social support Seeking of appropriate information about
and lack of support from the mobilisation for the caregivers the child’s illness and social support
family and social systems Socialisation

Counselling of the children.
Cardiac diet and nutrition
The children experience Facilitation of optimal Management of the child’s weight
decreased vitality functional status for the children Activity tolerance
Symptomatic care for the child
Compliance with medication schedules
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Mastering of self-efficacy was demonstrated with regard to listening with sympathy and providing care with
respect, dignity and a non-judgmental attitude toward the child [18]. The use of religion was also discussed with
the participants. In this regard, the participants were encouraged to use their religion as a foundation from which
to derive positive meanings relating to the challenges of caring for their children [7].

7.2.Session Two

Session two focused on the discussion of supportive family dynamics and the mobilisation of social support for
the caregivers. In this regard, the inclusion of all family members who were eligible to provide care for the child
concerned in order to provide respite for the primary caregivers was encouraged. Ways in which appropriate in-
formation about the child’s care could be obtained from health care workers was explained. The importance of
social support and the socialisation of caregivers was also stressed [19] [20].

7.3. Session Three

Session three focused on interventions to facilitate optimal functional status for children with heart disease. The
children were counselled in order to help them to construct self-directed solutions in respect of experiences of
the symptoms of heart disease [21]. In addition, the diet for a child with a heart disease was discussed. In this
regard, caregivers were shown how to prepare the food for the child’s diet using foodstuffs that were available in
the household. Nutrition, weight management and activity tolerance were discussed. Symptomatic care for the
child and compliance with the medication schedule were also addressed in this section [9]. The participants were
given feedback on their performance relating to these skill sand, when necessary, they were encouraged to im-
prove [22]. The participants reflected on how they could apply the insights gained from the learning experiences
to help them to cope with the demands of providing care for their children at home [23]. Table 1 displays the
components of the home-based health care programme that was implemented.

8. Programme Evaluation

The programme was subsequently evaluated four months after its implementation. As the literature proposes, the
purpose of such an outcomes evaluation is to ascertain whether the programme interventions have empowered
the caregivers with the knowledge and skills they needed in order to cope with the demands of providing appro-
priate home care for their children [19] [24]-[26]. The specific objectives for the programme evaluation were
threefold. The first objective was to evaluate the participants’ (caregivers and the children) knowledge of aspects
of emotional coping. The second objective was to evaluate the caregivers’ knowledge and skills relating to the
symptomatic care for the child and their ability to identify and use the social network. The third objective fo-
cused on evaluating the children’s knowledge about their disease and self-care.

8.1. Methods of Programme Outcomes Evaluation

During the qualitative outcomes evaluation, conducted four months after the implementation of programme in-
terventions, data were collected during interviews, and from the written testimonials of the participants’ experi-
ences of the programme interventions. These methods were used as they were most likely to secure the required
information from the participants, taking into account the capabilities and the understanding of the participants.
During the interviews, open-ended questions, as displayed below, were posed to give the participants the oppor-
tunity to describe their experiences of the programme interventions.

What did you learn from the programme interventions?

What was difficult for you in the programme interventions?

What could be improved in the programme interventions?

The data analyses were analysed according to the Tesch’s qualitative data analysis method [27]. Codes were
allocated to the main ideas and the findings were organised as themes.

8.2. The Results from the Programme Evaluation: Presented as Themes

Four themes emerged from the evaluation of the programme.
Theme one: Positive feedback on acquiring knowledge and skills;
Theme two: Feelings of acquiring an inner strength;
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Theme three: The realisation of family being a source of strength;
Theme four: The realisation of the community as a source of support.

8.2.1. Theme One: Positive Feedback on Acquiring Knowledge and Skills

Both the caregivers and the children learnt about the child’s illness and the care required by the child. In this re-
gard, the caregivers asserted that both they and the children had gained knowledge about the child's condition.
Caregivers indicated that they were able to carry out the instrumental care tasks for their children. The following
quotes from the participants are testimony to this.

“l have learnt a lot from the explanation about the child’s illness and treatment. | have also learnt about
those aspects of care for the child to prevent the child from getting sick, like how to protect the child from cold,
not to get sick.”

“The child (with heart disease) should eat less or no oil/fat and more of brown bread.”

Furthermore, and in concurrence with the findings of other studies [28], the caregivers also indicated that, as a
result of counselling interventions, the children were also demonstrating the ability to practise self-care man-
agement in response to their symptoms. This claim is evidenced from the following quotes by the caregiver:

“By now he knows that if he gets tired, he has to rest. He knows that he does not have to get cold. He always
puts on his jersey every morning. He knows he has to wash with warm water. Therefore he puts his water in the
sun to warm before bathing.”

8.2.2. Theme Two: Feelings of Acquiring an Inner Strength
Theme two related to the fact that the caregivers believed that they had developed inner strength and determina-
tion to provide homecare for the child with heart disease, as evidenced by the testimony from one of the care-
giver participants: “Your explanation about the waiting time for treatment also put me at ease.” The interaction
with the researcher was considered worthwhile and, as such, it added to the feeling of inner strength experienced
by the caregivers.

“Sharing information with a health care provider also encourages one to have faith and wait for the child’s
treatment with confidence.”

8.2.3. Theme Three: The Realisation of the Family Being a Source of Strength

Theme three refers to the perception that the family, and the family dynamics, could contribute significantly to
caring for a child with heart disease at home. Additionally, and in accordance the findings from other studies
[29], the caregivers reported that the programme interventions enhanced cohesion among the family members as
regards the care for a child with heart disease. Therefore, the caregivers reported that they were then able to
share the responsibilities of caring for the child, as can be verified from some of the quotes by one of the par-
ticipants in this regard:

“We help each other at the family level to allow the focal caregiver to socialise.”

8.2.4. Theme Four: The Realisation of the Community as Source of Support
In addition, the family could utilise community resources to help them cope with the demands of care at home.
Furthermore, the caregivers reported that they were better of informed about seeking appropriate social support.
In this regard, the caregivers indicated that they made use of local religious support and they participated in local
community development initiatives as sources of emotional coping. The interaction with the researcher, who
could be regarded as a community member, was considered worthwhile. As a result, caregivers voiced the need
for more such opportunities. The following quotes, among many, bear testimony to this:

“The information is good. However it needs repetition, until one is thoroughly knowledgeable about all the
aspects that you tough us.”

“The other problem is that there is no continuous support by health care providers, in a form of a visit you
paid to us.”

“There is a need for a visit by a health care provider on a regular base to assess the child’s condition, at least
two (2 times) a year.”

9. Discussion

The caregivers indicated that the implementation of the programme had rendered the management of their chil-
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dren with heart disease at home bearable. The caregivers demonstrated an increase in the knowledge and skills
necessary to carry out instrumental tasks of caring for a child with a heart disease. They also gained inner
strength and discovered possible resources available within their families and their communities.

Through the discussions, the interchange of ideas and the concrete experiences, the caregivers acknowledged
that they had learnt new knowledge and values. These included successful at tempts at problem solving and ac-
tive experimentation with instrumental tasks such as practising empathy towards the children. Another valuable
lesson they had learnt from the programme was the preparation of the child’s diet from locally available foodstuffs
and the measuring out of medication. These learning experiences all culminated in the increased retention of the
knowledge and skills needed to provide home care for the child concerned [22]. Accordingly, caregivers dis-
played knowledge, understanding and self-efficacy, which are essential qualities required of a competent care-
giver who can provide safe homecare for a child with heart disease [7] [30]-[33].

Equally important is the fact that the programme interventions had enabled family members to gain a new
perception of the children’s condition and the demands of care. Following the programme interventions, the
caregivers were able to move out of the limbo of emotional and care vulnerability, and were able to construct
self-directed solutions to mediate the effects of negative appraisals of the caring role. They were able to reor-
ganise roles and set priorities to manage the demands of caring for the child at home, there by demonstrating a
collective responsibility for the provision of home care to the sick child [31] [34]. If the programme were ex-
tended to more of families from a similar context, their situation might also improve. Indeed, as Beck and
Wiencek-Kurek (2007) [35] state, instead of passing judgement on people because of their socioeconomic situa-
tion, it is more important to acknowledge that caregivers of children with heart disease from the rural areas in
Namibia are individuals with potential, who are trying to cope with a difficult situation and they therefore need to
be assisted in order for them to do the best they can.

The challenge now involves ensuring the sustainability of this programme. Participants were empowered and
were therefore able to redefine the challenges, conceptualise them as manageable and develop inner strength and
self-determination. They were able to identify and utilise the strengths within the family and at the community
level in order to help them cope with the demands of caring, hence overcoming a sense of powerlessness [20]
[21]. Figure 1 below displays the outcomes of the programme evaluation.

Objective 2: Participants’ ability to identify
and utilise the resources at family level and
the use of social network for problem-
based coping

Outcomes:

Use of substitute caregivers and role sharing at
the family level.

Identification of local resources to assist
coping (confidants and spiritual leaders).

Objective 3: Assessment of
the children’s knowledge
about their diseases and of
self-care

Outcomes:

Performance of goal-directed
self-care activities (adjustment
to activity tolerance.,
remembering the correct diet
and practising preventive
measures to prevent health
setbacks (colds and flu)

Objective 1: Participants’
knowledge of aspects of
emotional coping

Empowerment of the
caregivers and the
children

Outcomes:
Practising of the methods of

emotional coping (acceptance
and self-reevaluation)

Coping with the
demands of care by the
caregivers

Figure 1. Outcomes of the programme evaluation.
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10. Limitations

The key limitation of the findings from the outcome evaluation of this support programme is inherent in the
small sample size of the participants. It would therefore be the responsibility of interested organisations to de-
termine independently the transferability of this study.

11. Recommendations

The positive findings from the implementation and evaluation of the support programme mean that the re-
searcher is able to recommend that this programme be implemented at district level.

This programme could also be considered for inclusion in the palliative curriculum content for education of
the prospect nurses at the local institutions.
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