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Abstract

Objectives: This study addresses a gap from a South African urban perspective on the knowledge and emotional responses of
caregivers with children diagnosed with Down’s syndrome (DS). The study is an initial step towards informing health profession-
als who adopt a biopsychosocial approach, in an effort to improve interventions for both caregivers and children.

Methods: A simple descriptive survey was utilized with 57 participants who were caregivers of children with DS. Data was an-
alyzed descriptively using the Statistical Package for Social Scientists (SPSS) (version 21).

Results: The caregivers’ initial reactions when discovering that the child had DS included shock, sadness and anxiety. When
considering the etiology of Down’s syndrome, findings reflected that caregivers understood DS as a medical condition relating to
chromosomal abnormalities rather than attribution of the syndrome to a fault of their own. Despite the immediate reactions, the
caregivers’ initial emotions toward the child rather than the situation were positive and unchanged by the subsequent challenges
in caring for the child. The caregivers indicated feelings of love toward the child notwithstanding the diagnosis.

Conclusion: This study allowed for the subjective experience, perceptions and attitudes of caregivers to be investigated, and
raised further questions into the deeper meanings and experiences of caregivers towards assisting practitioners in understanding
the dynamics surrounding care-giving that may influence holistic interventions.
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Introduction between the child with DS and the coping mechanisms

A review of the available literature revealed limited rele- used by those with whom the child lives. The purpose of

vant evidence related to raising a child with Down’s syn-
drome (DS) within an African context.! Although many
aspects such as physical characteristics>® and health dif-
ficulties® have been identified and found to be similar in
individuals with DS, many aspects of the syndrome are
not yet comprehensively understood particularly when
it comes to the dynamics of interpersonal relationships
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this study was to thus explore the dynamics surrounding
raising a child with DS from the caregivers perspective.

With increasing research in and around children with DS
globally, there is the hope that a greater understanding of
the syndrome will assist towards adequately incorporat-
ing these children into society;* decrease the cases of ne-
glect,” ensure that rehabilitative intervention is optimized
to enhance quality of life for both the person with DS
and their caregivers, and help to increase successful ex-
periences of both the child with DS and their caregivers.
Providing additional research within an African context
may contribute to enhancing practitioner’s interventions
related to care-giver support.

Literature review

There exists a vast amount of research internationally
on DS, emanating primarily from the United States of
America and United Kingdom.“"* The development of
the diagnosis, now commonly known as Down’s syn-

African Health Sciences Vol 16 Issue 4, December, 2016



drome, is one that transformed from the original deroga-
tory term ‘Mongolian Idiocy’ in 1961." The official term
‘Down syndrome’ was later acknowledged by the World
Health Organisation (WHO) in 1965." In South Africa,
the prevalence of DS is not widely researched,' yet it has
been found that approximately 1 in every 600 children is
born with DS, reflecting a high incidence rate.” This is
comparable to the United States, where approximately 1
in every 800 — 1,000 children is born with DS."

Despite the constitutional rights of South Africans,
children are still discriminated against within the South
African context and this is often related to a lack of
understanding of their condition or disability.” This in-
sufficiency in knowledge extends to what is then required
of caregivers when raising a child with the syndrome,
both emotionally and in terms of material resources.

According to the theory proposed by Elisabeth Kiibler-
Ross,'® patents that have children with congenital disot-
ders such as DS will more often than not undergo an
emotional reaction when discovering the child’s diagno-
sis. This subjective feeling is said to somewhat resemble
that of bereavement as the parents are mourning the loss
of that ‘normal’ child.!®!” There is the need to come to
terms with major life changes which requires adapting to
novel circumstances and experiences.” Moreover during
the stage of ‘acceptance’ according to the theory, the in-
dividual or caregiver in this instance has not necessarily
come to terms with what has happened. Instead this stage
highlights the acceptance of the reality of the situation
and that it cannot be changed.**'®

Within the African and to an extent South African con-
text there is an air of prejudice and judgment when con-
sidering children that are not ‘normal’ or typically devel-
oping.>"? Culture is a large factor governing the reactions
and attitudes of individuals within Africa, whereby rural
men have been found to leave their family due to the stig-
matization and perceptions that their community has to-
wards the child,” often attributing the occurrence to curs-
es, religious misdoings and failure of the parents.’ As a
result, these children are often kept hidden away from the
judging public and raised in a single-parent household.”
Additionally, most of the attention of the parent/s and/
or caregiver/s is often directed toward the child with ‘spe-
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cial needs’ as they require more support and often at the
expense of other children which may result in animosity,
resentment and additional family issues’.

From a psychodynamic perspective, it is essential to ex-
plore the factors that aid or challenge caregivers in rais-
ing a child with DS. This may ultimately aid health care
practitioners when dealing with caregivers of DS through
providing culturally relevant interventions which may re-
duce the adverse emotional and coping effects of raising
a child with the syndrome.

Methods

A descriptive survey was utilized in this study. Partici-
pants included any individual who predominantly cares
for a child with DS, including parents. 57 participants via
purposive sampling were recruited from listings from the
Down’s syndrome KwaZulu-Natal data base and out-
reach programmes. The descriptive survey was electron-
ically forwarded to the Down’s syndrome Association
KwaZulu-Natal members together with their newsletter.

The following criteria was utilized when selecting partic-
ipants

1. Members of the Down’s syndrome Association Kwa-
Zulu-Natal.

ii. Individuals that attend the genetic clinics that the
Down’s syndrome Association KwaZulu-Natal includes
in their outreach programme;

ii. Individuals that attend the hospitals that the Down
syndrome Association KwaZulu-Natal includes in their
outreach programme;

iv. The child that the caregivers care for had to have a
formal diagnosis of Down’s syndrome;

v. All participants needed to reside within KwaZulu-Na-
tal;

vi. All participants needed to communicate in either En-
glish or isiZulu as their home language or be bilingual in
these languages

The survey was divided into five sections that addressed
areas of the participants’ experiences. The first section
involved biographical data which allowed for participant
profiling and acquisition of prevalence factors (such as
age, gender, type of Down’s syndrome). The other sec-
tions involved attitudes of the participant, community
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and family; challenges and coping; experiences of caring
for the child and emotional experiences. The last section
allowed for participants to select more than one answer
which enhanced their ability to express themselves.

The survey was distributed to five caregivers of children
with Down’s syndrome selected from the Down syn-
drome Association KwaZulu-Natal data base. The feed-
back resulted in identification of ambiguous questions as
well as difficulties that could be experienced due to dou-
ble negatives, especially for first language zs:Zulu speakers.
The information assisted in adjusting the questions so
that they were easier to understand and the descriptive
survey was more comprehensible. The adjusted surveys
were sent back to the original five participants who did
not report any further difficulties. A statistician was con-
sulted for data analysis with use of the Statistical Package
for Social Scientists (SPSS), version 21. The authors up-
held ethical principles of confidentiality, informed con-
sent and justice throughout the research process.

Results

Demographics

Of the 57 participants, majority, that is 71.9% were fe-
male. A total of 47.4% were of African descent, 40.4%

Caucasian, 7% Coloured and 5.3% were of the Indian
race. The participants were predominantly English speak-
ers (54.4%). The child gender percentages comprised
49.1% male and 50.9% female. A number of participants
(38.6%) cared for a child under the age of five years fol-
lowed by 26.3% caring for children between the ages
of five to ten years. The remaining participants (35.1%)
cared for children older than ten years. A large percentage
(89.5%) of the children were diagnosed with Trisomy 21
whilst 7% percent of the participants indicated that they
were unaware of the type of DS. Of the sample,94.7%
of the participants indicated that they were the biological
parent with 1.8% being a guardian or family member. In
terms of living circumstances, 52.6% of the participants
lived in a city or town, 28.1% lived in townships 15.8%
lived in informal settlements and 3.5% were living in oth-
er settings.

Initial emotional responses

Caregivers were requested to choose as many options that
were applicable (represented in both Figures 1 and 2). In
Figure 1 it can be seen that caregivers generally felt anx-
iety (34.8%) once they discovered that the child had a
diagnosis of Down’s syndrome followed by being upset
(18.8%) and having mixed feelings (15.9%). (Add Figure
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Figure 1: Initial emotions experienced by caregivers to the diagnosis of DS (n=69)

Although initial reactions were not entirely positive,
Figure 2 shows that the most significant emotion expe-
rienced by the caregivers to the child was love (31.9%),
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followed by confusion (23.6%), anxiety (16.7%) and dis-
appointment (12.5%). Emotions of happiness (6.9%),
mixed feelings (6.9%) and indifference (1.4%) reflected
lower scores. ( Figure 2)
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Figure 2: Initial feelings toward the child with DS (n=72)

Level of Knowledge and Understanding of DS

Caregivers were requested to indicate one choice (repre-
sented in Figures 3 and 4) as to their knowledge of DS.
Of the 59 responses received, the majority of caregiv-

ers (50.8%) had limited knowledge and understanding
of DS initially, followed by 32.2% having basic knowl-
edge, 13.6% having no knowledge and 3.4% having good
knowledge of the condition. ( Figure 3)
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Figure 3: Initial level of knowledge/understanding of DS (n=59)

Although knowledge of DS was limited (Figure 3), ma-
jority (70.2%) knew that it is a medical condition with

3.5% indicating that it was caused through a fault of their
own. A number of the caregivers (26.3%) reported that
they did not know the cause (Figure 4)
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Figure 4: Participants’ knowledge of the etiology of DS (n=57)
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Reactions of family and communities from the care-
giver’s perspective.

Caregivers were requested to choose as many options that
were applicable when considering their emotions when
disclosing the child’s status to their communities and fami-

ly members (Figure 5). Caregivers primarily demonstrated
mixed emotions (being ambivalent) towards disclosure to
the family (37.9%) and the community (30.3%), followed
by indifference from family (19.7%) and the community
(30.3%). ( Figure 5)
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Figure 5: Emotions experienced during disclosure to family and community (n=66)

Emotions experienced in raising the child with DS
Majority of caregivers experienced a sense of happiness
(70%) in caring for the child with DS. A percentage of
caregivers also admitted to having (26.2%) mixed feelings.
Hopelessness (1.8%) and a level of fatigue (1.8%) were
less frequently indicated.

Resources available to caregivers

Figure 6 represents the resources to which caregivers had
access to. Caregivers were able to choose more than one
option to show the array or lack of access to resources.
Most caregivers had access to financial resources (26.5%),
organizational support (23.5%) and family support
(20.6%). Lower on the scale were the community (7.4%)
and caregiver support (8.8%). (Figure 6)
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Figure 6: Resources available to Caregivers (n=68)

Discussion

The caregivers’ initial reactions when discovering that the
child had DS were mainly shock, sadness and anxiety. As
indicated in other studies, the birth of a child that is not
considered ‘normal’ evokes feelings of grief as the pos-
sibilities of typical development are eradicated, and there
may be the sudden need for the caregiver to adapt to the
novel situation® which inevitably increases the intensity
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of the emotions experienced. The birth of a child with
Down’s syndrome and the loss of the ideal of a ‘perfect’
child has been well documented,”” and can be seen in this
study to result in emotions that are not always positive.

When considering the etiology of Down’s syndrome, the

following were noted: caregivers showed that they under-
stood that it was a medical condition relating to chro-
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mosomal abnormalities® rather than attributing the syn-
drome to a fault of their own. It is possible that initial
feelings of anxiety may in part be related to revealing this
news to their family members and communities (Figure
5). The birth of a child with a disability, as indicated in
other studies,*” adds stress to the family unit due to the
demands that care-giving entails. The high level of mixed
feelings around disclosure can be attributed to the stig-
matization and prejudice, toward children who are not
considered ‘normal’ by communities within an African
context.>" This is further linked to the cultural opinions
of the community attributing negative life events to bad
spirits or inadequate cultural practices.

Despite the immediate reactions, the caregivers’ initial
emotions toward the child rather than the situation have
proven to be positive and unchanged by the compound-
ing challenges. The caregivers showed feelings of love
toward the child notwithstanding the diagnosis (Figure
2). Higher levels of confusion and anxiety were expected
due to the multiple exacerbating factors, however, the el-
evated feelings of love toward the child was emphasized
by majority of the caregivers. This is in keeping with oth-
er studies®*!** that show that the occurrence of a disabil-
ity in the family results in the caregiver/s having to adapt
their perceptions and adapt a sense of acceptance in or-
der to problem solve and cope.

Conclusion

As limited research has been conducted on the percep-
tions of raising a child with Down’s syndrome within an
African perspective, this study provides an initial stance
towards exploring the experience of raising a child with
DS in this context, albeit with a limited sample. There is
a need however to initiate more research towards care-
givers and the impact on care-giving, Caregivers are often
considered the hidden client and attention is often only
directed towards the child in their care. Over time feelings
of fear, guilt, frustration, uncertainty, anger, sadness and
loss, chronic fatigue is seen. The psychosocial factors and
interpersonal relationships surrounding child and care-
giver are thus integral in informing interventions for care-
givers. This simple descriptive study allowed for the sub-
jective experience, perceptions and attitudes of a group
of caregivers. These initial findings serve to raise further
questions into the deeper meanings and experiences of
caregivers through a more in-depth inquiry, such as one
through a phenomenological lens. Perhaps through this
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exposition, one may assist practitioners in understanding
the dynamics surrounding care-giving within this context
that may contribute to holistic interventions.
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