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Psychological impact of cerebral palsy on families:
The African perspective
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ABSTRACT

Background: Psychological stress associated with cerebral palsy (CP) is known to be one of the most depressing
conditions of families. In the traditional African society, some peculiar factors may contribute to the stress. Aims: The
aims of this study were to identify and describe, from the African perspective, the psychological impact of CP on families
and determine the strategies adopted by families in coping with it. Settings and Design: The study was a cross-sectional
descriptive survey conducted in the Physiotherapy Department of a tertiary hospital. Materials and Methods:
Participants were 52 parents of children with CP. They completed a questionnaire designed to determine the degree of
psychological stress on the families and strategies adopted to cope with the stress. Statistical Analysis: Descriptive
statistics were used to show responses in graphical formats. Results: Respondents agreed that having adequate
knowledge of CP would help them cope well with the demands of taking care of children with CP. 38.5% of respondents
said that people in the society accused them of some wrongdoing that has made their children to have CP. Personal
problems experienced include loss of job, lack of concentration at work, loss of family joy, and derangement of financial
affairs of the family. 26 (50%) of them resort to religious/spiritual intervention as an alternative or complementary mode
of treatment for their children while 28% resort to dependence on the extended family system for support. Conclusion:
Families caring for children with CP generally have a positive attitude towards their children. However, there is need
to educate the public on the causes of CP and treatment options available to families.
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Introduction

Impaired motor function is the hallmark of cerebral
palsy (CP), although many children with the disorder
also experience sensory, communicative, and intellectual
impairments and may have complex limitations in self-care
functions. Care-giving is a normal part of being the parent
of a young child, but this role takes on an entirely different
significance when a child experiences functional limitations
and possible long-term dependence."?! One of the main
challenges for parents is to manage the child’s chronic
health problems effectively in addition to that of coping
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with the requirements of everyday living. Consequently,
the task of caring for a child with complex disabilities at
home might be somewhat daunting for caregivers. The
provision of such care may prove detrimental to both the
physical health and the psychological well-being of parents
of children with chronic disabilities.

Caring for any child involves considerable resources, but
the demands for these resources are often increased when
caring for a child with a disability.”! Children with cerebral
palsy have also been reported to exhibit psychological
problems and this adds to the burden of care.” It has been
shown that mothers’ depression status was significantly
affected by the presence of speech problems in children
with CPP It is not fully understood why some caregivers
cope well and others do not. However, there is a need
periodically to assess the mental health of the caregiver,
even as the rehabilitation of the child progresses.[!

Parents of children with cerebral palsy (CP) often
experience higher levels of stress than other parents./)
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As stated in one study, the disabled child’s dependence
on others in daily activities had a significant effect on
mother’s psychological distress; and the more dependent
the child, the greater the mother’s distress.'”! Coping
with the psychological effects of cerebral palsy (CP) could
be very difficult. This is because children with CP need
long-term care. The impact of cerebral palsy on parenting
stress is usually influenced by factors such as increased
care-giving demands, low maternal education and ethnic
background. Hence, coping strategies should be directed
at easing the burden of daily care, minimizing hospital
re-admissions and targeting appropriate psychosocial
support at specific subgroups to change parental
perception and expectations.

Attitudes of people towards children with CP and the
family also add up to the psychological trauma. The
attitudes and stigmatization could be very disturbing.
The child can be deprived of educational opportunities,
recreational facilities, and opportunities to develop
friendships. A good sense of self-esteem is therefore
required to cope effectively and promote good mental
health for the parents and care-givers. Typically in
the African society, conditions such as cerebral palsy
are normally associated with witchcraft and sorcery.
Most families perceive it as a punishment from “gods”
for a wrong act committed by a family member, most
especially the mother. Normally the blame is shifted to
the vulnerable group i.e. the women, thereby initiating
and causing family and marriage breakdown. This
study attempted to identify and describe, from African
perspective, the peculiarity of the psychological impact
of CP on families and determine the strategies adopted
by families in coping with it.

Materials and Methods

Participants in the study were 52 individuals who were
parents of children with cerebral palsy (CP). The study
was carried out at the Physiotherapy Department of Korle
Bu Teaching Hospital, Accra, Ghana. The participants
completed a structured questionnaire designed to explore
the degree of psychological stress on the families/carers
of children with CP. The questionnaire was initially
administered on 60 individuals but full responses were
obtained from 52 of them. The questionnaire contained
different sections which collected information on the
demographics of the respondents, knowledge about CP,
personal and societal attitudes towards children with
CP, benefits of physiotherapy management, personal
problems associated with caring for children with CP
and strategies employed in coping with the psychological
stress arising from such problems. Content validity of the

questionnaire was determined by a group of academic
and clinical physiotherapists drawn from the institution
where the study was conducted.

Data analysis

Data was analyzed using the SPSS version 15.0 for
Microsoft Windows. Response frequencies for the survey
questions were collated and displayed in graphic formats.

Results

Demographic profile of the respondents

Sixty (60) individuals were contacted for participation
in the study. Fifty-two (52) of them completed the study
questionnaire. They comprised 35 women (67.31%) and
17 men (32.7%). All respondents were parents of children
with cerebral palsy (CP). The ages of the parents ranged
from 23 to 49 years while those of the children were from
2 to 13 years.

Knowledge about cerebral palsy

Generally, most of the respondents stated that they
first learnt of cerebral palsy after they had a child with
CP in their families. As many as 70% of them claimed
to have adequate knowledge about CP while 30%
agreed that they did not have adequate knowledge of
it. When asked whether having adequate knowledge
about cerebral palsy can help them cope better with the
condition, 52 (100%) responded yes. Only 10 (20%) of the
respondents said yes to the question on whether it was
some other health professionals who enlightened them
on CP apart from the physiotherapist.

Personal attitude towards the CP child

Generally, all respondents held positive attitudes toward
the CP child. None of the respondents agreed with the
question of being fed up with having a CP child in
the family. Also, 52 (100%) of them disagreed with the
question that asked whether they ever contemplated
terminating the life of the CP child. Equal number of
respondents {26 (50%) each} responded yes and no
when they were asked whether they felt ashamed about
having a child with CP. Responses were varied when
respondents were asked whether they were optimistic
about their child’s condition; 32 (60%) agreed, 10 (20%)
were neutral, 5 (10%) disagreed while the remaining
5 (10%) strongly disagreed. Fifty-one (98.1%) were of the
opinion that physiotherapy was a beneficial intervention
in the management of their children’s condition.

Societal attitude towards the CP child

Twenty (38.5%) of the respondents claimed that other
people in the society expressed opinion that having a CP
child was as a result of some wrongdoing on the part of
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the parents. Only 5 (9.6%) of the respondents stated
that other people advise them to terminate the life of
their children. When asked whether other people in the
society advised them to consult a herbalist/spiritualist as
an alternative or complementary mode of treatment for
their children, 31 (59.6%) of the respondents answered
in the affirmative [Figure 1].

Personal problems associated with having a CP child

Almost all respondents claimed to have experienced one
problem or another as a result of having a child with
CP [Figure 2]. Five (9.6%) of the respondents said they
have lost their jobs as a result of having a CP in the family.
26 (50%) of the respondents no longer concentrate fully
at work. When respondents were asked whether the CP
child has caused the family to lose the family joy and
happiness that existed before, 16 (30.8%) said yes while
36 (69.2%) said no. However, none of the respondents
had marriage breakdown as a result of having a child
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Figure 1: Societal attitude towards the CP child B1: People tell me
that having a CP child was as a result of some wrongdoing on my part.
B2: People advise me to terminate the life of the child. B3: People
advise me to consult a herbalist/spiritualist
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Figure 2: Problems associated with having a CP child in the family
D1: Loss of job. D2: Lack of concentration at work. D3: Loss of family
joy and happiness. D4: Marriage breakdown. D5: Negative effect on
the financial affairs of the family

with CP. Forty-six (88.5%) of the respondents claimed
that financial affairs of the family has been negatively
affected because of caring for the CP child.

Coping strategies adopted by families

Respondents expressed themselves as to what strategies
they adopt to cope with the problem of having a child
with CPin their families. Twenty-six (50%) of them resort
to religious/spiritual intervention as an alternative or
complementary mode of treatment for their children,
15 (29%) resort to dependence on the extended family
system for support, 6 (12%) to alcoholism and 5 (10%)
to hopelessness. Respondents in the last 2 categories
were males.

Discussion

In this study, we examined the psychological impact of
cerebral palsy on families who have and care for children
with CP. The family means parents and their children.
In the context of this study, the impact of CP on parents
was assumed to denote impact on the family because
of the central role played by the parents in a traditional
African family. The study participants were parents of
children with CP who were the main care-givers of the
children. They completed a structured questionnaire
designed to obtain information on the degree of the
psychological stress and coping strategies adopted by
the families. Respondents agreed that there was a need
for adequate knowledge of cerebral palsy by families.
They generally had a positive personal attitude towards
the children with CP. However, societal attitudes
towards the children were not encouraging. The families
experienced a number of problems as a result of caring
for children with CP, and they adopted some strategies
to cope with the stress associated with such problems.
This study was a cross-sectional single-centre survey
with a relatively small sample size. The influence of
respondents’ level of education and family income on
the psychological impact was not examined. Also, CP
severity was not independently assessed. These factors
were notable limitations of the study.

The result showed that most of the respondents were
in favour of getting knowledge about CP to help them
cope better with the challenges of taking care of the
children. Majority of the parents acquired knowledge
about CP after having a child with the condition in their
family. They consult other sources such as the internet,
health professionals, or books written on the subject
matter, thereby increasing their knowledge about CP.
It is also not surprising that all respondents agreed that
having adequate knowledge about CP will assist them
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to cope adequately with all matters relating to the care
of the children. Child-rearing education has even been
suggested for caregivers.['"”? The results also showed that
physiotherapists have been doing much to enlighten
people about the causes, prevention and the meaning
of CP. This could be attributed to the fact that they have
adequate knowledge of the condition and are willing to
assist parents by sharing such knowledge with them.

The present study showed that parents’ personal
attitude towards the CP child was positive. Most of the
respondents proved their love towards their children
by strongly disagreeing with being fed up with the
CP child. They were optimistic about the condition of
their children and also believed that physiotherapy
was a beneficial intervention in the management of
their children. This study revealed a negative societal
attitude towards caring for children with CP. Some
parents were advised to terminate the life of the children
while some were blamed for some wrong-doing that
resulted in having a child with CP. These views are
highly disturbing. It is not only erroneous to attribute CP
to some form of wrong-doing on the part of the parents
but highly condemnable to think that a solution exists
in terminating the life of the child.

Quuality of life has been reported to be significantly lower
in mothers of children with CP than in mothers of other
children.['™"?In the present study, almost all respondents
claimed to have experienced one problem or another as
aresult of having a child with CP. The problems include
loss of job, lack of concentration at work, loss of family
joy, and derangement of family income-all of which
might have contributed to a lower quality of life of the
parents. It is therefore not surprising that they adopted
some strategies to cope with the condition of having
a child with CP in their families. In a typical African
society, life is highly valued, and parents enjoy some
level of support from members of the extended family
in caring for their children. This was demonstrated by
the results of this study. Such social support has a slight
to moderate role in mediating the impact of stress on
mothers caring for children with cerebral palsy and it has
been reported to bring about significant improvement of
motor development of children with CP.I*1 [t has also
been shown that a family-centred approach to the care of
children with cerebral palsy and their families is essential
to ensure both receive adequate care and support.!'’]

With greater experience of illness or impairment and
increasing exposure to information and social support,
the family may successfully tackle the stressful nature to
CP through a range of active strategies. Such strategies
promote health and quality of life generally. It is not

surprising that a sizable number of respondents in this
study resorted to religious/spiritual means in coping
with the stress associated with caring for children with
CP. Religion plays a significant role in the life of a typical
traditional African man. Strong religious beliefs connote
finding solutions to health problems through religious
and spiritual means. Dependence on the extended
family system for support as a coping strategy was also
adopted by some respondents. This is not surprising as
the traditional African setting promotes and encourages
the sharing of other peoples’” problem especially by
close relatives. This enables affected families to cope
better with the stress of caring for children with CP.
However, it is difficult to understand why some
respondents (all males) resorted to alcoholism and
hopelessness in trying to cope with the stress of caring
for children with CP.

Conclusion

In the African context, parents of children with CP
demonstrated certain psychological problems associated
with caring for their children. They adopt different
strategies to cope with the problems and enjoy some
level of support from members of the extended family
in caring for the children.
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