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Caring Difficulties of Parents’
Towards Children with Cerebral Palsy
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SUMMARY

Children with cerebral palsy may have one or more of mental, psychomotor, visual, audio or speech
problems. Not being a well-defined disease with clear boundaries, it is regarded as a set of conditions caused
by various reasons. In this regard, children with CP have to depend on their families or caregivers and cope with
physical, mental, social and economic problems due to their condition. Therefore, it turns out to be crucial to
determine the needs of the family with children with CP so that the programs that will assist them during this
process can be developed. The study further revealed that the parents of the children with cerebral palsy needed
information about controlling their children’s behaviors and teaching them certain behaviors; they needed to talk
to the teacher and/or therapist of the child; they needed support about making time for themselves; they needed
community services about finding a care center or a nursery suitable for their children’s needs.

INTRODUCTION

Cerebral palsy (CP) is the most common cause of neurological disorder of childhood
[1,2]. According to data on CP prevalence among various countries, CP prevalence was
reported as 2.1 per 1000 births in England and Scotland between 1984 and 1989 while
it was 2.2 in Switzerland between 1990 and 1993 [3,4]. On the other hand, a multi-
center and cross-sectional study in Turkey conducted in 1996 in 27 cities with 146
doctors and a total of 40939 children aged 0-16, CP prevalence among the over 2 years
old children examined in terms of chronic diseases was similarly reported as 2 per
1000 [5].

Some problems are observed in children with cerebral palsy depending the
location and size of the brain damage. These children may have one or more of mental,
psychomotor, visual, audio or speech problems. Not being a well-defined disease
with clear boundaries, it is regarded as a set of conditions caused by various reasons
(Berker, Yal¢cin 2001). In this regard, children with CP have to depend on their families
or caregivers and cope with physical, mental, social and economic problems due to
their condition. Therefore, it turns out to be crucial to determine the needs of the
family with children with CP so that the programs that will assist them during this
process can be developed.Having a disabled child bring about some special matters
for families. These problems can be categorised as: psychological issues, economical
situation, education, life style, social environment, situation of disable of child [6].

Families with handicapped children often have needs such as understanding their
children’s diagnosis, planning their handicapped children’s future, determining the
effect of the condition on growth and development, meeting their social environment
and intellectual needs, utilizing social resources and explaining their conditions to the

rest of the family, the school and friends [7].

There are a lot of factors creating problems for those mothers undertaking the
responsibility of giving care for their handicapped children such as economic difficulties,
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care difficulties, concerns about the transportation to rehabilitation centers, concern
for the future, worry about their children falling behind and the question that who is
going to look after their children after them [8]. A study conducted to determine the
difficulties experienced by the families with a handicapped child reports that although
these families are continuously worried about a possible accident or injury their
children might face and concerned about the future, they receive no social support
from their environment [9]. Therefore, it seems essential that the structure of these
families, their needs, support within and from outside the family and situation of
handicapped children be defined in detail [10,11].

One of the most important help and support factors having a positive effect on
the way the parents with handicapped children cope with difficulties is education.
Education is a support system providing the knowledge and motivation required in
dealing with difficulties [12]. Studies conducted with the families with handicapped
children also report information need among the priority issues [10,13]. It was
determined in another study that the depression level in the 20/26-month period
following the educational session performed with the parents of children at various
levels of mental disabilities went down while their coping skills increased [12]. It was
also reported that the parents who had attended educational programs implemented
to meet information needs and who expressed and shared their feelings possessed
more information about and positive attitudes towards their handicapped children
[14].

Parents with handicapped children need friends, emotional support and to realize
that they are not alone. They may receive this support from other parents as well
as other family members and friends [15]. However, it is reported that parents with
handicapped children cannot get sufficient support in their social environment [9].
These parents need support from outside the family and expert assistance due to their
inability to control the handicapped child’s behaviors, inadequacies in social skills and
emotional commitment and difficulties in having the child acquire several skills [16]. It
is also reported that the concerns of the parents of the children with mental disabilities
decrease when they meet a professional sympathizing with them while their feeling of
self-confidence increase in the same situation [12,17]. State that a handicapped child
needs to be provided with more care in comparison with his or her peers.

Some studies conducted with parents of handicapped children report parents’
dissatisfaction with health care personnel; among the complaints are vague
explanations about the child’s handicap or condition, the being looked down on
about their opinions, unclear education provided by the health care personnel and
inadequacy of communication forms [18,19]. The fact that the disabled child depends
on the caregiver due to the effect of CP on motor functions, the parents sometimes feel
too much pressure caused by the continuous care-giving duties they undertake and
the services for handicapped children are not sufficient are might have brought about
this need. The parents need financial support in order to meet the cost of food, house
rent, clothing, transportation, special equipment, therapy, special education and care
of their handicapped children. Some studies point out that the financial needs of the
families with handicapped children are at a worrying level [8,13].

Cerebral palsy is a non-progressive motor disorder caused by a lesion during
prenatal, natal or postnatal period in the pyramidal lines of the central nerve system
(motor cortex, basal ganglion, cerebellum) [20]. Nevertheless, CP is a condition that
affects not only the nerve system but also the whole lives of the child and the family.
The parents with handicapped children have concerns for the future and continuously
worried about a possible accident or injury their children might face [9].

CONCLUSION AND SUGGESTION

The study further revealed that the parents of the children with cerebral palsy
needed information about controlling their children’s behaviors and teaching them
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certain behaviors; they needed to talk to the teacher and/or therapist of the child; they
needed support about making time for themselves; they needed community services
about finding a care center or a nursery suitable for their children’s needs. It could be
suggested that a care and counseling center should be developed in order to coordinate
the care, treatment and rehabilitation of the children with cerebral palsy, to provide
support for the parents and family members and to ensure collaboration among those
involved in the process.
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