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Background and Objective: Caring for a child with a disability
presents a multifaceted challenge for managing and coping with the
child’s functional limitations and possible long term dependence to the

Published: May 2019 caregiver and family. A wide range of difficulties are experienced by

the parents of children with CP.
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Family Centered Care, Physiotherapy, difficulties experienced by mothers of children with cerebral palsy.
India. Interviews were conducted in the Gujarat region of India between June
2016 and December 2016, from various physiotherapy and
rehabilitation centres with the mothers of 21 children with cerebral
palsy. Face to face interviews were held in a suitable physical
environment using a semi-structured questionnaire without the use of a
recorder.
Results: The parents are found to be troubled with many difficulties
including problems with personal relations, social and economic
problems, issues involving the sick child’s care and education, worries
about future of the child, need for more support services etc.
Conclusion: In the light of these findings, we recommend that
physiotherapy and rehabilitation centres catering to the children with
cerebral palsy should focus to provide a professional approach to
reviewing the difficulties parents face and emphasize the importance of
family’s role in rehabilitation.
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Introduction:-

Family is considered to be the basic unit of sociological foundation of Indian society. In the general sense, children
are considered as the common product of a male and female, which is responsible of continuing of the generations,
the connection between a husband and wife, their parents’ expected insurance for the future, the gift given by a
mother and the symbol of love ™ 2 .However, when children come into the world physically challenged, the
expectations will change. In such a situation, the happiness and joy, which should accompany child’s birth, is
replaced by sadness and complex psychological dilemma !,

Many families with children that have cerebral palsy (CP) carry the anxiety and distress of adaptation related with
lack of knowledge about what they can do for their child or the impact the child will have on their own lives “*1,
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Usually, the mother is the primary caregiver in such case and it is common that the mother will be under great
psychosocial stress. For this reason, the mothers of children with cerebral palsy have higher prevalence of
depression, high stress levels, and a significant relationship between their quality of life and the type and amount of
disability of their child’s cerebral palsy (5871 Because of the parents’ important role in supporting and caring of the
afflicted children, the amount of difficulties being faced by them should be studied in extensive and exploratory
manner. It has been reported in previous studies on parents of children with cerebral palsy, that parents experience
anxiety, depression, guilt and low self-esteem, frustration, low matrimonial and personal satisfaction due to feelings
of inadequacy for not being able to have a normal child, and also that they have impaired sexual lives 1012131

As the studies exploring the effect of such difficulties on the Gujarati population in particular are limited in number.
This study, of qualitative design, aims at exploration of the difficulties experienced by the parents and concepts
related to the said difficulties.

Materials and Methods:-

Study Group and Sample Size

Interviews were conducted at various physiotherapy and rehabilitation centers in the Gujarat region of India between
June-2016 and December-2016. The Participants were selected from parents who were currently receiving services
for their children at outpatient physiotherapy centers and at home in Ahmedabad and Vadodara. The inclusion
criteria included parents of children aged 0-12 years who are clinically diagnosed as having cerebral palsy. The
exclusion criteria were: unwillingness of the parents to participate, parents of children with other disorders, parents
diagnosed with psychological and cognitive-behavioral illness, parents with long history of diagnosed medical
condition or illness. In particular we conducted in-depth interviews with participants to identify said aspects in
parents of children with cerebral palsy.

Collection of Data

The eligible parents were selected for in-depth interview between June-2016 to December-2016 using purposive
sampling after obtaining informed consent from them. Total 21 parents were interviewed in Gujarati using a semi
structured adjustable, interview guide format developed for the study, until the data were saturated ¥, The main
domains for the interview were determined by extensive literature review and were inclusive of categories related to
socio-demographic, psychological, emotional and social categories. The interview format was kept adjustable to
provide flexibility for use of heuristic questions such as, “Explain more.” or “What do you mean exactly?” The
responses were briefly noted during interview and transcribed immediately after the interview was completed. The
duration of interview varied from 60-90 minutes and each parent was interviewed in 1 or 2 sessions as per need.

Analysis

The interviews were transcribed the same day, compared with the observer’s notes, with interesting points being
noted, if any. The verbatim transcription of the interview was read several times (familiarization) once all the
interviews were completed. The common/frequently mentioned ideas such as the respondents’ view points, recurrent
statements and experiences were extracted and were grouped under themes (condensation). Then the whole data
were indexed or coded to categorize the concepts in the respondents while preserving the core (indexation). The data
were then reconstructed based on the index at a more abstract level using reduction and induction method
(abstraction) 14151,

Results:-

Descriptive Findings about the Families

All but two of the participants in the interviews were mothers of children with CP, who were shouldering the
responsibilities of caring for their children as Primary Caregivers.Table-1 shows the distribution of the subjects’
socio-demographic characteristics.

Findings of the Interviews with the Mothers

Feelings the Mothers had When They First Learned of Their Child’s Diagnosis and How They Acknowledged
the Existence of the IlIness

Most of the parents with children with CP said that they were greatly disappointed when they first learned of the
diagnosis. They said that they were shocked and were very frightened because they knew nothing about the disease.
Many of them said they felt guilty for bringing such a child into the world. It was seen however that fathers had
more difficulty accepting their child’s sickness as compared to mothers.
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Mother 3: “When we first heard about the illness, our dreams were smashed. It took a long time for him to
acknowledge my child’s illness. I accepted it sooner.”

Mother 5: “We learned about my child’s illness when he was 3 months old. My husband and I were very upset.”

Difficulties Parents Face in Caring for a Child with CP

Because children with CP are unable to walk, they have to be lifted and carried continuously leading to the mothers
reporting of musculoskeletal complaints such as back pain and shoulder pain. They also complained of irregular
sleep patterns, saying that they had to wake up 3—4 times in a night to check up on their child. Another complaint
was that their relations with their friends and relatives

Table 1:-Socio Demographic Profile

STUDY PARTICIPANTS

No. of participants 21
Mean Age (Years) 35.85
Education
Graduate & more 12
Upto High School 3
Upto Primary School 4
None 2
Occupation
Housewives 18
Working 3
Type of Family
Joint 15
Nuclear 6
Mean no. of family members 6.17
Mean no. of children 1.86
Economic status
Good 8
Average 12
Poor 1
CHILDREN OF PARTICIPANTS
Mean Age (Years) 6.57
Sex
Male 14
Female 07
Type of Diagnosis (Topographical)
Spastic Diplegic 13
Hemiplegic 2
Quadriplegic 3
Athetoid 2
Dyskinetic 1

have suffered after the birth of their child. They have to adjust and compromise their social life on account of caring
for the child. Most of the mothers said that they had financial difficulties due to the care giving expenses of their
children.
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Mother 6 (6 year old male child): ‘I have taken on the full burden of caring for the child. As I have to be with him
all through the day, I can’t get any rest. | have trouble giving him a bath, feeding him. Since he has a problem with
swallowing, it takes me an hour-and-a-half to feed him. This is really tiring for me.”’

Mother 17 (4 year old female child): ‘‘Since she is unable to walk, I always have to carry her. She gets aggressive
for no reason which makes my day more frustrating. We experience a lot of financial difficulty because of the
physiotherapy and medical costs.”

Relationships of Parents with Children with CP

It was reported that the mothers that were the primary caregivers of the children with CP had a closer relationship
with the child. Fathers were less tolerant and disinterested toward their children. It was also seen that the mother was
blamed for the birth of the disabled child. The internal dynamics of family relationships suffered because of this.
Mother 1:  “My husband and my mother-in-law always blamed me for the birth of a child with disability. Even
after these many years, they still mention this many a times. My husband doesn’t tac much interest in my child. I’'m
the one who takes care of all of his needs.”

Mother 7:  “It feels like I intentionally brought the child into the world by myself; my husband doesn’t support me
in any way. He yells at my child and scolds him as if he were a normal child; he can’t accept his illness.”

Relationships between Children with CP and Their Siblings

Six of the children with CP had no siblings. Twelve of the mothers reported no problem in the relationships between
their children, that they got along well, and that the siblings were helpful and supportive. Three of the mothers,
however, reported incidences of difficulties between the siblings, mentioning the sibling’s difficulty in accepting the
child with disability.

Father 9: “He doesn’t allow his brother to sit peacefully when he is doing homework, he tries to take his notebook or
pens and when they’re not given to him, he throws a tantrum or starts crying. There are a lot of other problems
between the siblings.”

Mother 12: “His older brother is not able to accept him; he doesn’t want to take him along while going somewhere.”

Availability of Social Support for Parents
Most of the parents stated that the close relatives provide major support while some said that they are not getting any
support from anybody.

Mother 2: “Our relatives are all living their own lives. We can’t get any support from anybody. They never ask us if
we need anything. We have to manage everything by ourselves.”

Mother 19: “We have some relatives living nearby but they don’t ask us if we need any support. I think they believe
that it will become a routine for them if they once helped us by taking responsibility of our child even for a short
duration.”

Worries of Parents about the Future
All the mothers were worried about what would happen to their children when they died, who would look after
them.

Mother 11: “Who’s going to look after my child if something happens to me? I don’t know how much his sibling or
his father can look after him. It is impossible for them to care for him like I do.”

Mother 21: “My son is 3 years old and he is not able to talk. I want him to have enough of abilities so that he can
care for himself. I pray every night that God please make him at least independent so he can live without us.”

Expectations of Parents for the Future

Parents stated that they wish for good health for both themselves as well as for their children and express their hope
that their children can at least be so much independent that they can take care of themselves.
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Mother 5:  “I don’t have high expectations such as his becoming a doctor or an engineer. But I want him to be on
his own. I’'m praying to God.”

Father 9:  “I wish for good health for my child. But as parents, we have to stay healthy and active so that we can
care for him and provide him better opportunities.”

Educational Difficulties Experienced by Parents

Almost all of the parents stated that they were unable to find a suitable institution to place the child. They felt that
the teachers at school were inadequate in terms of the child’s education and that they may not pay them the attention
they needed.

Mother 4:  “They must build a school for them. I have been looking for a special school where we can keep our
children every day and have people who can look after them but I can’t find one.”

Mother 7: “He hasn’t started going to school. But I believe that he’s going to have trouble when he starts. I want my
child to have a good education, to be able to stand on his own.”

Discussion:-

Feelings the Mothers had When They First Learned of Their Child’s Diagnosis and How They Acknowledged
the Existence of the Iliness

Parents who have a child with a disability have a difficulty in acknowledging the existence of the it and coping with
it. All of the parents said that they were shocked when they first came to know about the diagnosis, that they were
very disappointed, were very frightened as they knew nothing about the disease, and also felt responsible & guilty
for giving birth to such a child. Other studies in the field also demonstrate that the first and the commonest reaction
of parents to knowing that their child is disabled is shock 1517281,

Difficulties Parents Face When Caring for a Child with CP

As children with CP are unable to walk and take care of themselves, they have to be lifted and carried continuously
which leads to the mothers having musculoskeletal problems such as back pain and shoulder pain. They also
complained of irregular sleep patterns, saying that they had to wake up 3—4 times in a night to check up on their
child. They had to sleep alongside their child because the child had the risk of a seizure during the night. Another
complaint was that their relations with their friends suffered after the birth of their sick child. All of the mothers said
that they had financial difficulties related to the care they gave their children.

Children with disability need to learn to be independent, to be able to take control of them like their healthy
counterparts ™. When a family is unable to accept a child’s disability and continue protective attitude toward the
child, it prevents a child with CP from learning to lead an independent life. Rehabilitation centers established for this
purpose serve to improve muscle strength, prevent postural problems, and ensuring that children with CP can learn
to function independently or with the least amount of dependency.

As reported in the available literature, the families with children with cerebral palsy have to cope with many
difficulties including relations with family members, relatives, neighbors, and others; an adverse effect on marital
relationship; various psychological problems, such as sleep disturbances, emotional problems as a result of stress
from caring for the child; increased likelihood for humerous physical health problems; negative effect on mother’s
employment status, financial pressure on parents, and insufficient support services etc 679101112131 At the same
time, the parents of children with disability feel the need for support and assistance to meet the needs of their child
in their daily care. It has been reported that parents who are supported by people around them feel less lonely and

are better in their ability to cope with their problems 912231,

Relationships of Parents with Children with CP

Mothers are considered the primary caregivers for the children with CP, as they are very close to their children,
whereas fathers are less interested and had less tolerance toward their children. It was observed that the mother was
blamed for the birth of the child with disability and that family relationships were affected due to this. Studies in the
past have shown that living with a disabled child creates social, psychological and economic problems for parents
*1. Acceptance of a child with disability is a very difficult process for all the family members. Individual support
programs for members will help the child as well as other members adapt more easily to live within the family.

595



ISSN: 2320-5407 Int. J. Adv. Res. 7(5), 591-598

There are no such support programs in India however. Since women are in the primary role of caregiver, especially
in India, it is inevitable that mothers are the ones to experience the most problems. In family situations where
caregiving is assumed to be what is expected of the mother, the tasks are not divided evenly between husband and
wife couples are more likely to experience friction .

Relationships between Children with CP and Their Siblings

Parents reported incidences of sibling’s difficulty in accepting the child with disability. In families with children
with CP, where there are more siblings, the time which may be allotted to the sick child’s care may be less or, on the
other hand, due to increased time demands of caring for the sick child the other siblings may be getting lesser
attention %24 A child with disability may impair the rituals of family life as well as marital relations between the
couple. It will be the other children in the family that will be most likely to be affected by this. The same situation
may also lead to a number of negativities and changes in the relationships between family members, making a
normal family life difficult 2.

Availability of Social Support for Parents

In general terms, social support can be defined as the material and moral help provided to an individual by the
people surrounding him/her (spouse, family, friends) %. Two different studies, conducted on children with CP and
autism, have concluded that the anxiety levels of women receiving good social support were found to be low 2% 2,
It has been found that parents who share their responsibilities with others and are supported by the people around
them feel less alone and that because of this, they can better cope with the problems that they face * " 31, Many
studies however point to emotional or interpersonal negativities between couples in families where there is a child
with disability ¢,

Worries of Parents about the Future

One common concern experienced by all of the participants stressed on the future of the child. Their biggest worry
was what would happen to their children when they died, who would look after them. A similar finding was
observed in the study by Heaman, in which the most common stressor reported by mothers and fathers was a
concern about the child’s future 7.

The biggest worries of the parents about the future included the uncertainties about what would await the children
with disability in the future and how they would survive when their parents got old or died. Similar results were
obtained in other studies conducted in past as well 13222728

Expectations of Parents for the Future

The parents in this study stated that they wish for good health for both themselves as well as for their children and
express their hope that their children can at least be so much independent that they can take care of themselves.
Many studies on children with disability indicate that parents wish most that their children can come to a point
where they can live on their own * 71,

Educational Difficulties Experienced by Parents

In our study, almost all of the parents stated that they were unable to find a suitable institution to place the child.
They felt that the teachers at school were inadequate in terms of the child’s education and that they may not pay
them the attention they needed. It is also supported by various studies in the field that in the case of a child with
disability, special care requirements, treatment and educational problems, as well as the extra burden of increasing

finaplgizzlsl Qselzeds and the decreased time spent on the other children in the family impose hardships on normal family
life 1 25 =%,

Findings and Suggestions

The results of this study suggest that parents who have children with CP are faced with many difficulties including
but not limited to the personal relations, social problems, economic problems, personal physical problems, issues
involving the sick child’s care and education. It was observed that the major responsibility regarding the child’s care
was primarily on the mothers. Other common difficulties such as worries about future of the child, need of better
support services, and lack of adequate number of training centers were experienced by the parents. In the light of
these findings, our recommendation is that physiotherapy and rehabilitation centers catering to the needs of children
with CP should focus on reviewing the difficulties parents face and provide education to them so they can better
cope with the condition, resulting in improved outcomes associated with treatment.
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