\W/
T EX l l' A Texila International Journal of Public Health

JOURNAL Volume 6, Issue 1, Feb 2018

Psychosocial Problems among Parents Caring for Children with Cerebral
Palsy Attending a Tertiary Care Hospital in lle-I1fe, South-West, Nigeria

Article by Ganiyu Abiodun Adedeji
Ph.D. Public Health, Texila American University, Guyana
E-mail: olabode20032001@yahoo.com

Abstract

Background: It has been established that the challenges faced by children with cerebral palsy bring
about a higher level of stress which has negative effect on their physical health as well as their social
well-being. The aim of this study was to explore the psychosocial problems encountered by the parents
caring for children with cerebral palsy (CP) in an urban setting.

Methods: Qualitative research design using focus group discussion (FGD) was used for the study.

The setting was a focus group discussion (FGD) at Obafemi Awolowo University Teaching Hospitals
Complex, lle-1fe, South-West, Nigeria. A total of ten parents participated in the focus group discussion.
The parents caring for the children with cerebral palsy coming for treatment in the physiotherapy
outpatient clinic of the department were contacted and the nature of the study was explained to them.
The main outcome measured were the psychosocial problems encountered by the parents caring for
children with cerebral palsy.

Results: The outcome of the study revealed that problems like finance, health-related problems,
impaired social relationships, worries concerning child’s future and requirement for more support were
encountered by the parents of these children. Most of the parents had visited different traditional,
spiritual homes as well as health care facilities for solution to their children’s problems.

Conclusions. Parents caring for children with cerebral palsy encountered varieties of psychosocial
problems. Family centered care program can be designed for cerebral palsy children and their parents
based on information that may be obtained from research studies of this nature.
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Introduction

Cerebral palsy (CP), known as Little’s disease is a disorder of the central nervous system and it
constitutes permanent, non-progressive anatomical damage of the motor centers of the brain which
manifests in impairments in both mobility and posture [1]. It has also been defined as a permanent, but
not irreversible impairment of muscle tone and movement which is caused by a damage of the evolving
nervous system before or during birth or in the first months of life [2]. Cerebral palsy has been estimated
to be five to ten times more common in under-privileged parts of the world, but the exact burden is
unknown in most low-and middle-income countries as the global incidence is between 2 and 3 per 1000
live births [3].

As cerebral palsy is the most common cause of physical disability in children worldwide, little is
reported on the condition in the African context [5]. A recent study in Egypt reported a childhood
prevalence of 3.6 per 1000 live births among children less than or equal to 18 years and 0.4 per 1000
live births among adults aged 19-40 years [6]. Another study from Nigeria which is another developing
country in Africa found that birth asphyxia (39.0%), bilirubin encephalopathy (24.4%) and post
infectious brain damage (18.3%) were the major causes of cerebral palsy [4].

A study carried out in 2014 on psychosocial problems among parents of children with cerebral palsy
in Western India revealed a wide range of psychosocial problems that were experienced by the parents
of these children. These problems were associated with common themes such as disturbed social
relationships, health problems, financial problems, moments of happiness, worries about future of the
child, need for more support services, and lack of adequate number of trained physiotherapists [7].
Similarly, Marron et al. in 2013 found out that the most important predictors of caregiver burden were
degree of disability, depression and self-efficacy in a study conducted on burden of caregivers of
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children with cerebral palsy in Spain. The authors concluded that it was necessary to develop
interventions to reduce depression and enhance self-efficacy in parents of children with cerebral palsy
as one of the primary objectives for minimizing the burden on caregivers of disabled children [8].

In a cross-sectional descriptive survey conducted in the Physiotherapy Department of a tertiary
hospital in Nigeria, Olawale and his co-researchers [9] found that personal problems that were
experienced by parents of children with cerebral palsy included loss of job, lack of concentration at
work, loss of family joy as well as derangement of financial affairs of the family. The authors however
concluded that families caring for children with cerebral palsy generally had a positive attitude towards
their children despite the challenges.

Cheshire et al., [17] conducted a comparative study between parents of children with cerebral palsy
and parents of those without a long-term health condition. The study demonstrated that parents of
children with cerebral palsy have significantly poorer psychosocial well-being compared with parents
of children without a long-term health condition. In a similar study, Dambi et al. [19] aimed to establish
the well-being of caregivers of children with cerebral palsy living in high-density areas of Harare in
Zimbabwe. Many of the caregivers experienced some form of pain and depression. They were also
overwhelmed by the care-giving role.

Till date, little is known about psychosocial problems among parents caring for cerebral palsy
children in African countries especially, in Nigeria. It has been established in other countries that parents
caring for children with cerebral palsy had experienced various degrees of psychosocial problems [10,
7, 1]. These psychosacial problems have lots of negative impacts on the general well-being of parents
of such children. Even though, similar investigations had been done in some other countries of the world
before, there is paucity of data in Nigerian urban communities to the best of the researcher's knowledge.
Therefore, it is intuitive to find out the various psychosocial problems being encountered by parents
caring for cerebral palsy children in a developing country like Nigeria. The outcome from this study
can allow further conduct of research in this region so as to develop interventions that can be used to
address the problems that may emanate from the study.

Methods

A qualitative study using focus group discussion (FGD) was carried out. A focus group discussion
was carried out at an urban tertiary hospital center involving ten participants. The urban tertiary care
hospital is Obafemi Awolowo University Teaching Hospitals Complex (O.A.U.T.H.C), located in Ife
central local government area of Osun State, in Nigeria. Ethical clearance for the study was obtained
from the Ethics and Research Committee of Obafemi Awolowo University Teaching Hospitals
Complex, lle-Ife. Permission to carry out the study was obtained from the management of the hospital
through the head of the department of Medical Rehabilitation of the institution.

The parents caring for the children with cerebral palsy coming for treatment in the physiotherapy
outpatient clinic of the department were contacted and the nature of the study was explained to them.
The diagnosis of cerebral palsy was based on the information contained in the medical records of the
patients that was confirmed by comprehensive assessment by physiotherapists. All those agreeing to
participate were included in the study. A round table sitting arrangement was followed during the focus
group discussion and it was conducted in a separate room devoid of any disturbances. The rooms were
adequately ventilated and had space big enough to accommodate all participants and the researcher.
Physiotherapy attendants were saddled with the responsibility of taking care of the participants’ children
for the duration of the focus group discussion. Video recording was done for the focus group discussion.
The consent of each of the participants was obtained before commencing the discussion.

The focus group discussion was conducted by a team of which there was a moderator, an observer
with one person responsible for the recordings. The focus group discussion commenced with the
moderator introducing the entire team members and this was followed by introduction from the
participants. The moderator employed a focus group discussion guide during the focus group
discussions of which there were fifteen questions. The questions are as follows:

(1) What are the changes that has occurred in your life after having a child with disability as compared
to your previous life?

(2) What are the problems you are facing in day to day life in the upbringing of your child?
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(3) Do you experience feelings like anxiety and depression?

(4) How well do you sleep?

(5) What are the health challenges you encounter presently? Are any of them a result of caring for
your child?

(6)What are the kinds of worries you face for the future of your child and for yourself?

(7) Do you have feelings of anger resulting from the problems faced by your child and do you put
blame on anyone?

(8) Can you describe periods during which you have felt happiness or satisfaction about your child?

(9) What is the perception of relatives and neighbors concerning your child’s problems?

(10) Does the current status of your child have effects on your day to day activities?

(11) Does the current status of your child have effects on your social relationship?

(12) Does the current status of your child have any effect on your marital relationship?

(13) What kind of support have you received from your family, general community, neighbors,
school teachers, and health care providers as a result of your child’s problem?

(14) What financial problems have you experienced as a result of caring for your child?

(15) What assistance do you expect and from whom during the caring for your child?

All the questions were contained in the focus group guide which had been previously reviewed by
experts to ensure the face validity. The duration of the focus group discussion was one hour ten minutes.
Preparation of the transcripts was done using the video and audio recordings. Thereafter, the transcripts
was analyzed qualitatively using Atlas Ti which is a textual analysis software program [11]. Appropriate
codes were assigned to different quotations after the data had been reviewed with the use of the
software. Groupings of the codes was done which led to creation of the appropriate themes.

Results

All the participants in the focus group discussions were parents caring for children with cerebral
palsy who were bringing their children for treatment at the department of Medical Rehabilitation of
Obafemi Awolowo University Teaching Hospitals Complex, lle-1fe. They were all females. There were
a total of 10 participants in the focus group discussion with mean age of 41.9 years. 5(50%) of them
were traders, 2(20%) among them were teachers, 1(10%) of them was a nurse while the remaining
2(20%) were full housewives. 6(60%) among them were from monogamous family, while the
remaining 4(40%) were from polygamous family. The mean number of children of the participants is
2.5 and the mean age of their children is 3.6. Male children had a higher humber and percentage
[6(60%)], while the remaining 4(40%) were females. These sociodemographic characteristics is as
shown in Table 1. When the transcript of the focus group discussion was analyzed, these themes
surfaced.

(a). Psychosocial problems relating to parents’ social activities

All the participants in the focus group discussion reported a common problem having to do with
reduction in their participation in social gatherings like naming, marriage and other ceremonies. They
reported having difficulties interacting with relatives and such interactions were restricted to their own
homes because they could not visit relatives’ houses. Many of the participants suffered from lack of
understanding from the society generally. There were reports of constant questioning from friends and
relatives focusing on the length of time of treatment as well as the prognosis of the condition of the
child. Those questions increased the stress and worries of the parents. A mother participating in the
study reported as follows: ‘Since | encountered this problem with my child, I have not been able to
attend important ceremonies even in the community where | live. Many of my friends kept on asking me
for how long will I continue to treat my child for this condition. This question has been difficult for me
to answer’. There were reports that caring for the cerebral palsy child consumes a lot of their time which
affected other house activities. Few of the participants reported that their child’s problem had affected
their marital relationships leading to constant misunderstanding between the husband and wife.
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(b) Psychosocial problems relating to child care

The participants claimed to experience a multitudes of problems in the process of caring for the child.
They claimed to be busy doing one thing or the other for the child. They reported that it was always
difficult to keep the child with just anyone else. Inability of the children to communicate made the
process of care worse. They carry food and water everywhere they were going with the child in order
to satisfy their needs. One of the participants reported thus: ‘my child is unable to sit on her own and
cannot crawl, stand or walk on her own. | used to lift her every time. Her cries makes me unable to
sleep most of the times’

(c) Psychosocial problems relating to finance

All participants emphasized that money played an essential role in the caring of their child. Among
the various spendings are the doctor’s and physiotherapist’s consultation including purchase of drugs
and physiotherapy habilitation and rehabilitation gadgets including transporting the child. Sometimes,
as the child was more disabled, parents had to hire a separate vehicle each time in order to bring the
child to and from the clinics.

Many of them had to travel almost every day for obtaining physiotherapy and occupation therapy
services for their children. One of the parents claimed that she had to employ the services of house girl
specifically to be able to give better care for the child. This contributed to increased financial burden.
Another participant’s lamented in her report: ‘Things are so hard for me and my husband that we found
it difficult to bring her for physiotherapy. | have been asked to purchase some habilitation gadgets for
her physiotherapy but, due to lack of enough money, we have not been able to get all of them. My home
is far from this hospital and transport money is a big problem on its own. | am almost fed up. I felt |
had not given birth to zer’.

(d) Parents’ health challenges

Among the main health challenges of the parents are pains in the back and the upper limbs. This was
attributable to carrying and lifting of the child on regular occasions. Headache due to laborious caring
for the child was reported by few participants. Four of the parents also reported experiencing insomnia
on regular occassions. Another participant report is as follows: ‘My child usually has stiff muscles all
over the body and he cannot move by himself. | do almost everything for him. I will feed him, bath for
him, lift him every time and clean him after soiling his nappies. It is difficult for me handling him with
my other children. | am always tired with persistent headaches’.

Various psychological challenges were also reported by the Parents. They reported feelings of
negative emotions in the form of anger, tiredness and frustration.

(e) Societal perception of the cerebral palsy child

There were many negative comments about the cerebral palsy child. Such comments had been
unpalatable to parents who felt uncomfortable with the negative comments. Sometimes, the parents
reported that they used to feel that very few people supported them and that society was against them
in general. In some cases, people refer to their children as mentally retarded children which made the
parents unhappy. Even though many relatives and neighbours make comments that were unpalatable,
there were few who were very compassionate and supportive in their bid to care for their children. This
report is from another participant: ‘my friends used to laugh whenever | am struggling handling him
because he is a difficult child. I am not usually happy about this but, | only pretend to them as if | am
not feeling bad. My husband’s family members are not happy with me thinking that I brought this kind
of child to their family’.

(f) Problems encountered in seeking for health care services

All the parents (participants) reported that they had visited health care providers both traditional and
orthodox prior to getting the right specialist that could successfully rehabilitate their children. The
parents were of the opinion that there is scarcity of health care professionals who can and are willing to
provide appropriate rehabilitation to these children. One mother reported thus: ‘I had initially suffered
in the hands of traditional healers before | eventually discovered physiotherapy. Some of them had
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requested for killing of rams, making sacrifices that are against my religious belief. A lot of incisions
were made on my child all of which had no positive results’.

However they felt satisfied when the child demonstrated improvement after receiving treatment from
physiotherapists. There were reports of good attention from physiotherapists which they claimed had
boosted their morale as parents caring for these children. Majority of the participants reported that they
were getting commendable improvement in their children's condition as compared to when they started.
Some reported improvement in activities while others reported improvement in feeding and interacting
with peers. Almost all the participants lamented on the unavailability of special schools for their
children. They claimed that the few that are available are too far from their residence.

Discussion

All the participants in this study were females and were the biological mothers caring for the cerebral
palsy children being managed in the physiotherapy out-patient clinic of the department of medical
rehabilitation, O.A.U.T.H.C., lle-Ife, Nigeria. This finding is contrary to the work of Nimbalka and his
associate researchers [7] where they reported one participant to be the grandmother and another
participant to be a father of the cerebral palsy child. Many psychosocial problems being faced by parents
caring for children with cerebral palsy were uncovered during the focus group discussion.

There were positive and negative responses from the society concerning their children's condition
which brought about psychosocial problems to the parents. The child was neglected in some cases and
adverse comments were made by the society. This finding was similar to the finding of a qualitative
study conducted by Neely-Barnes et al. [12] with parents of children with autism, cerebral palsy, sickle
cell disease and Down’s syndrome where many cases of discrimination from society and family were
reported. It also corroborate the report of Singogo et al. [18] whose study reported mothers of children
with cerebral palsy feeling socially isolated due to a lack of support from the family, community
members and health care providers. This study revealed that the stress of taking care of cerebral palsy
children negatively affected the parents’ social relationship with the members of their families,
including their relatives and neighbours. This actually increased the parents’ psychosocial problems.
This has to do with the time-consuming nature of the care. The finding is in line with the report of the
study conducted by Davis and his co-researchers [13].

There were many psychological and emotional problems encountered by parents caring for children
with cerebral palsy leading to increased psychosocial problems. Among these problems are sleep
disturbances and suicidal tendencies. The outcome of this study corroborates the work of Sajedi et al.
in 2010 which showed that having a child with cerebral palsy is associated with higher prevalence and
severity of depression among mothers [14]. The above findings is also supported in a study conducted
by Gallagher and his co-researchers where it was revealed that parents of children with intellectual
disabilities attained high depression and anxiety scores and that majority of them met the criteria for
possible clinical depression and anxiety when compared to parents of normal children [15].

One of the important findings from the parents who participated in this study is the report of their
encounter with back pain and aches which invariably increased the parents’ psychosocial problems.
This was attributed to constant lifting and carrying of the children. The outcome of the work of Brehaut
and co-researchers in a study conducted in Canada is in line with the above findings from this study. In
that study, it was reported that the primary caregivers of children with cerebral palsy reported an
increased likelihood for numerous physical health problems especially, back pain [16].

The participants in this study reported inadequate availability of health care professionals for
habilitation and rehabilitation of the children affected with cerebral palsy. This finding was supported
by the outcome of a study by Davis et al.[13] where insufficient support services for managing the
children condition was reported. The work of Nimbalka et. al. [7] also support the finding from the
present study where they reported that there were lack of adequate doctors and other health care
specialists for habilitation and rehabilitation of the cerebral palsy children. This finding also corroborate
the outcome of a study [20] where the authors reported inadequate facilities and services, unsupportive
interactions, limitation of parents’ social relations and social seclusion of the child and parents as the
main challenges for parents of children with cerebral palsy.
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Conclusion

This study uncovers a wide range of health, social as well as psychological problems being encountered
by the parents caring for children with cerebral palsy in a tertiary hospital setting in Nigeria. These
problems ranged from stress, anxiety, depression, back pains to negative perception from the society,
finance as well as inadequate number of health professional specialists. It is recommended that every
efforts must be put in place to alleviate the psychosocial problems being encountered by parents caring
for children with cerebral palsy in order to prevent compromise of the health of these caregivers which
might negatively affect the care of the cerebral palsy children.

Figures and tables

Table 1. Socio-demographic characteristics of parents and the children

Item Number Percentage

Participants

Total number of participants 10.0
Male 0.0 0.0%

Female 10.0 100.0%

Mean age of participants (years) 41.9
Occupation

Trading 5.0 50%

Teaching 2.0 20%

Nursing 1.0 10%

Full Housewife 2.0 20%

Nature of family

Polygamy 4.0 40%

Monogamy 6.0 60%

Mean number of children 2.5
Participants' children

Mean age of the children (years) 3.6
Sex

Female 4.0 40%

Male 6.0 60%
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