COPING WITH THE PROBLEMS IN THE RELATIONSHIPS
AND SOCIAL LIFE OF MOTHERS OF CHILDREN
WITH CEREBRAL PALSY

By

Sarmin Akter

This thesis is submitted in total fulfillment of the requirements for the subject
RESEARCH 2 & 3 and partial fulfillment of the requirements for the degree:

Bachelor of Science in Occupational Therapy
Bangladesh Health Professions Institute (BHPI)
Faculty of Medicine, University of Dhaka

March, 2013



Study completed by:
Sarmin Akter

4™ year, B. Sc. in Occupational Therapy

Study supervisor’s name and signature:
Md. Monjurul Habib

Lecturer, Department of Occupational Therapy
BHPI, CRP

Head of the Department’s name and signature:
Nazmun Nahar

Assistant Professor

Head of the Department

Department of Occupational Therapy

BHPI, CRP.




Statement of authorship

Except where reference is made in the text of the thesis, this thesis contains no
material published elsewhere or extracted in whole or in part form a thesis presented
by me for any other degree or diploma or seminar.

No others person’s work has been used without due acknowledgement in the main

text of the thesis.

This thesis has not been submitted for the award of any other degree or diploma in

any other tertiary institution.

The ethical issue of the study has been strictly considered and protected. In case of
dissemination of the findings of this project for future publication, it will be duly

acknowledged as undergraduate thesis.

| am only responsible for any imprecision or mistake on my research study.

Signature Date

(Sarmin Akter)
4™ year, B.sc. in Occupational Therapy

BHPI, CRP Chapain, Savar, Dhaka



Dedicated to my honorable and beloved parents.



Acknowledgement

With the grace of Almighty Allah | have completed the research project so at first |
would like to pay my gratitude to the almighty Allah whose blessings enable me to
complete this study within the time. | would like to express my gratitude to my
parents who always inspired and helped me to carry out this study. Then | want to
offer my convenient gratefulness to my honorable supervisor Md. Monjurul Habib for
his proficient guidance and help throughout the study. | would also like to gratefully
acknowledge my previous course coordinator Mohammad Mosayed Ullah for his
guidance in my study. To the In-charge of Pediatric unit, | thank you for giving me
permission for data collection to conduct the research. I am thankful to all the staff of
library of BHPI for helping me using reference book and other supports. | want to
acknowledge my honorable teacher Umme Aeyman and Nazmun Nahar for their
instruction to data analysis during my study. | would like to give my special thanks to
the persons who help me to translate the interview from Bangla to English. | would
also like to thanks Ashley for her help with my written. Finally 1 remember all my
friends with the feelings of gratitude for their inspiration and moral support in
different critical situation of the study.

Above all, | would like to give a special note of thanks to all my participants who are

willing to participate in the study and share their experience.



List of abbreviations

BHPI-Bangladesh Health Professions Institute
B.Sc. - Bachelor of Science

CP-Cerebral palsy
CRP-Centre for the Rehabilitation of the Paralysed
OT-Occupational Therapy

WHO-World Health Organization

VI



Abstract

Cerebral palsy is a common condition in Bangladesh which causes childhood
disability. In most cases the mother is the primary caregiver for her child with
cerebral palsy. Mothers face many problems when caring her child and cope as best as

they can.

Aim of the study: To identify the coping strategy of mothers of children with
cerebral palsy with the problems in the relationships and social life

Objectives of the study: The objectives of the study are to find out the problems of
mothers in their relationships with other persons and in their social life and how they
cope with those problems.

Methodology: Qualitative methodology was used to conduct this study. Participants
for this study were the mother of children with cerebral palsy who are taking
treatment in CRP for their child. For data collection 6 mothers were purposively
selected and an in-depth interview was conducted with a semi-structured open-ended

questionnaire. Then the data was analyzed using qualitative content analysis.

Result: The mothers interviewed reported problems with their relationship with their
in-laws and financial difficulties due to the extra cost associated with having a child
with CP. They also face problems in their social life due to negative talking within
society about their child. To cope with these problems the mothers report to Allah for
support and to accept their fate. They also utilize alternative technique such as
expressing feelings, trying to solve problems, seeking cure and staying away from the

person who makes the problems.
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Chapter: 1 Introduction

1.1. Introduction

The birth of a child with disabilities is an event that affects all family members and in
the relationships between them (1, 2). According to World Health Organization
(WHO), “disability is any restriction or lack (resulting from any impairment) of
ability to perform an activity in the manner or within the range considered normal for
a human being” (3). Childhood disability often imposes a social and emotional
burden for children and their families (4, 5). According to World report on disability,
“about 15% of the world’s population were estimated to be living with disability and
the Global Burden of Disease estimates the number of children aged 0—14 years expe-
riencing moderate or severe disability at 93 million (5.1%), with 13 million (0.7%)
children experiencing severe difficulties” (6). There are many reasons that cause
childhood disability, one of the most common causes of childhood disability is

cerebral palsy (7).

In United States it is estimated that there are 764,000 children and adults living with
cerebral palsy. There are 2.3 to 3.6 (studies vary) of every 1,000 individuals have
cerebral palsy and this prevalence can be compared with prevalence statistics in other
countries (8). In Bangladesh childhood disability is not uncommon and cerebral palsy
is a common condition. In one study it was found that the prevalence of cerebral palsy
in Bangladesh is 6/1000 children (7). Prevalence rate for cerebral palsy vary
somewhat in different countries and regions largely reflecting economic and

nutritional factor and access to good obstetric care (7).

Many problems arise in a family when a child is born with CP including caring
problems of child, cost and time associated with treatment and equipment, problems
in social interaction of the families of a child with disability. It is a common belief
that the mother is responsible for the child having a disability and family members are
not interested to take care of the child. The mother is then left to take all responsibility
of her child. So mother faces many kinds of problems like physical problems,

emotional problems, social problems etc. All these problems have a great impact on



mother’s life. Different studies show that for having a child with CP there was a great
impact on mother’s relationship with other person and mother’s social life (2, 9).
Many mothers have a poor relationship with other family member and are often
confined to the home and restricted in social and community activities. The impact of
these, result in emotional stress among the mothers which is likely to affect mother’s
caregiving capacity (10). So Mothers try to cope with these problems. Mothers use
different coping strategies for example some mothers try to solve the problems and
some blame their fate and avoid negative feelings.

1.2. Background

For having a child with disability many difficult situation may be created in a family
and most families are unprepared to cope with its occurrence (2). The practical day to
day needs of the child creates challenges for the mother of the child (11). A number of
studies have examined the daily challenges and problems faced by mothers who have
a child with CP (9, 11-13). There are also many studies about coping strategies used
by mothers of a child with a disability (2, 13-15). In these studies it was found that
mothers face physical, emotional, social, and economical problems as well as many
kinds of problems for their child like they face problems for taking care of their child,
doing all household works with child, seeking care for child treatment and going
outside of home with child. All these problems have a great impact on mother’s life.
In a study by Reeta Peshawaria, he found the following areas of impact for mothers of
a child with a disability- physical care, health, career, support, financial, social,
relationship, embarrassment, sibling effect. (16). Different studies show that mothers
cope with their problems in these areas following some coping strategies (13, 14).
Coping strategies used by mothers were different due to the following factors poverty,
mother’s educational background, external and internal resources (2, 13, 14). But
using a right coping strategy is very important for mother. If mother can’t cope with
their problem then it will cause more stress and it will affect the mother’s health as
well as her child’s health. So it is very important to use appropriate coping strategies

in an appropriate situation to help the mother with her problems.



In Bangladesh there are also many studies about mothers of child with CP such as
problems and difficulties faced by mothers of children with CP, their stress level, their
reasons for stress etc (17-19) . But in Bangladesh there is no significant study about
how the mothers of child with CP cope with their problems. This paper explores the

coping strategies of mothers of children with CP.
1.3. Significance of the study

The mother of a child with cerebral palsy is like a co-therapist for their child and
plays an important role in getting a better prognosis for their child. But Mothers face
many problems in their life for their child with CP which may cause stress among the
mothers. So coping with the problems is very important for the mothers because if
mother cannot cope with problems then they cannot take proper care of their child and
child will not get the proper chance to improve their condition. Mothers try to cope
with their problems in their own way. But different mother use different coping
strategy in their situation. So for improving quality of life of mother and their children

it is important to know how mother cope in their everyday life.

In occupational therapy, occupational therapists practice family centered intervention
for the children. So Occupational therapists have an important role on mother’s
health. Many mothers may complain to therapist many kinds of problems they have
face in their everyday life for their child and continuing their child treatment. So it is
important to educate the mother about how can they overcome and cope with their
problems. So if it was known that how mother cope with their problems then it helps
the occupational therapist to learn about copping procedure of mothers and it helps
therapist while treating other mother who have same problems. Therapist can also use
other researches such as journal and books to learn helpful coping strategies and teach

these to mothers.

By this study occupational therapist, children with cerebral palsy and their mothers
will benefit. Mothers of children with CP will be able to improve their quality of life
and will be encouraged to continue their child’s treatment. And by educating mother
about coping skill occupational therapist will also be able to provide better service for
the children with cerebral palsy.



1.4. Aim of the study

To identify the coping strategies of mothers of children with cerebral palsy with

problems in relationships and social life
1.5. Objectives of the study

1. To find out the problems with mothers of children with CP in the relationship
with their family members and other persons

2. To find out the problems with mothers of children with CP in their social life

3. To know how mothers cope with the problems in their relationships

4. To know how mothers cope with the problems in their social lives



1.6. Literature review

1.6.1. Cerebral palsy:

Cerebral palsy (CP) is one of the most common congenital (existing before birth or at
birth) disorders of childhood. It is a disorder that affects muscle tone, movement, and
motor skills (the ability to move in a coordinated and purposeful way). This disorder
can also lead to other health issues, including vision, hearing, and speech problems,

and learning disabilities (20).

CP is usually caused by brain damage that occurs before or during a child's birth, or
during the first 3 to 5 years of a child's life. There is no cure for CP, but treatment,
therapy, special equipment, and, in some cases, surgery can help a child who is living
with the condition (20).The injury and damage to the brain is permanent in cerebral
palsy. The brain does not “heal” as other parts of the body might. Because of this, the
cerebral palsy itself will not change for better or worse during a person’s lifetime. On
the other hand, associative conditions may improve or worsen over time. The effects
of cerebral palsy are long-term, not temporary. An individual diagnosed with cerebral

palsy will have the condition for their entire life (21).

Cerebral palsy affects muscle control and coordination, so even simple movements
like standing still are difficult. Other vital functions that also involve motor skills and
muscles such as breathing, bladder and bowel control, eating and learning may also be
affected when a child has CP (20). So children with cerebral palsy need extra care and
support from their family. But behavior of child and burden of everyday caregiving of
child create many problems of mother in their daily living activities (17).

1.6.2. Problems of mother for having child with Cerebral Palsy:

When a child has functional impairment and needs long term support or is dependent
on parents then the parents face more challenges when providing care for their child
(10). Mothers have the greater responsibility for daily care of their children so face
more challenges and face with more child care related stress than fathers (2). Having a
child with cerebral palsy mother experiences physical, emotional and social suffering
(12, 13, 22).



The burden of everyday caregiving and the increased care demands of the child
creates physical pressure on mother(13). Family members of some mothers are
unwilling to be involved in providing care for the child with a disability. Some fathers
also believed that caring is not their primary role and their wife is solely responsible
for caring for their child and all caregiving responsibilities alone. The increased
physical care needs of her child as well as having to complete all domestic

responsibilities result in physical strain of mothers (12, 13).

Mothers face problems emotionally when they don’t get proper health and education
service for their child. A lack of information and services are contributing factor to
the emotional stress experienced by mothers. (10). Mother felt frustrated and
powerless when they tried to integrate therapy into their daily life at home but didn’t
see any progress in their child due to not being able to implement therapy on their
child properly. Their children would cry and display a lack of motivation to actively
engage in treatment programs so stress was increase among the mother (12). Children
with disability like cerebral palsy, need extra care and extra services like food,
clothing, hospital charges, transport, schooling, and assistive devices such as
wheelchairs etc. Lack of fund for these services or poverty is a contributing factor for

mothers stress (13).

In many cases when a child has cerebral palsy the family members or relatives of
mother and community people view mothers negatively. They were blamed for their
child disability and many people regarded it as a punishment of mothers. Mother also
faces problems when admitting her child at school. Mothers felt powerless and
frustrated when their child was the victim of personal prejudice, and when their child

faces difficulty with their peer group (12).

All these problems and experiences impact on the mother’s life. When caring for a
child with cerebral palsy, mothers do not get enough time to fulfill other roles in the
family. It also creates extra pressure on the mothers’ physical health and creates poor
relationships with family members. Caring for their child also restricts spontaneity of
mother which limits everyday activities of mother and in many ways disconnects
mothers from their community (9-11). This information shows that child with a

disability has a great impact on mother.



1.6.3. Impact of having a cerebral palsy child on the relationship of

mothers:

The term ‘relationship’ is rooted from the word ‘relation’ and is defined as a mutual
affiliation or connection between individuals or groups of people or entities (23). A
relationship is a connection between two or more people or entities by affinity or
kinship who share common connections, ideas, interest, feelings, beliefs and the like
(24). Relationships are highly special and valuable and are necessary as human are
social beings and do not live in isolation or vacuums and are interdependent on one
another for many things (24). Relationships are associated with life and living,
man/woman is inherently a social animal and relationships are most important to
him/her and he/she cannot live normally outside of a web of relationships. No one can
exist without at least one relationship (25). Relationships can be family relationships
between husband and wife, brother and sister etc. (26).

A significant issue for the mothers of children with cerebral palsy is poor
relationships with parent-in-law and husband because many of them thought that
giving birth to a child with CP can bring social stigma and shame (12). Mothers felt
hurt, helpless and powerless when their children were marginalized because of their
disability, there was great distress when parents-in-law believed that the child caused
them to lose face and placed a burden on the entire family. In most cases mother was
only responsible for caring their child so mother was left to bear all caregiving
responsibilities alone (13). Maintaining a balance between different roles created
tensions of mother and balancing the role as caregiver for providing home therapy and
the role as a parent created damage on family relationship (12). In some cases the
mother was blamed for their child’s disability and it was regarded as women’s
punishment from their relatives. Negative attitudes of relatives and members of the
community towards the mother also create poor relationship between mother and their
relatives (10).

1.6.4. Impact of having a cerebral palsy child on the social life of mothers:

A social life is the time people spend outside their own life, inside other peoples.
People mostly have a social life during weekend when they have finished their routine

jobs. Social life is also what people celebrate, what they eat, what kind of music they
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listen to, etc. (27). It combines various components: activities, people, and places.
While all of those components are required to define a social life, the nature of each
component is different for every person, and can change for each person, as affected
by a variety of external influences (28).

The term social refers to a characteristic of living organisms. It always refers to the
interaction of organisms with other organisms and to their collective co-existence. So
social life is not something planned. It could be considered to be anytime we have
interacting with other people in our lives. That can be at work, on the bus, buying

sandwiches for lunch, at any events we go as well as social events (28).

Mothers of children with a disability have additional caregiving responsibilities but
receive little additional support from their husband or from extended members of the
family (10). So caring for child restrict spontaneity of mother and this lack of
spontaneity limits everyday activities of mother and in many ways disconnects
mothers from their community. In many instances mothers have intentionally
restricted their social interactions in order to meet caregiving demands (15). Mothers
also recognized the wider community often identify them negatively and were
stigmatized and blamed for having a child with a disability (10). Some members of
the community still believe that children with disabilities are shameful or
embarrassing to the family and should be hidden from other people. In some cases
children are abused by peers. These attitudes result in children being isolated from
others (13). When mothers go outside the home with their child the attitude of others

harm their dignity so mothers withdraw from social engagements (12).
1.6.5. Coping of mothers with the problems for their cerebral palsy child:

Coping with the problems that arise from having a child with disabilities is a highly
individual process and there is evidence to suggest that some families and mothers
may never adjust fully to this event (29). Coping has been defined as problem solving
efforts made by an individual when the demand of a given situation taxes adaptive
resources (2). Coping includes the cognitive and behavioral effort to manage specific
external and internal demands that are appraised as taxing or exceeding the resources
of the individual (2). To cope, families or mothers use their existing resources and

strategies (14).



Coping strategies are defined as the active process and behaviors that someone
actually tries to employ to help them to manage, adapt to or deal with a stressful
situation (14). Coping strategies can be divided into two main kinds: problem-focused
coping strategies and emotion-focused coping strategies (30). Problem-focused
coping strategies are used to tackle the problem directly. They involve managing the
source of stress by confronting the problems, generating strategies and remobilizing
resources. So they also regarded as positive coping in a general sense (15). Emotion-
focused coping strategies are used to handle feelings of distress, rather than the actual
problem. Emotion-focused coping aims to change a person’s negative emotional state.
This usually involves ventilation, displacement, rejection, indifference and so on.
Since it does not target the problem itself, emotion-focused coping is also known as
avoidance coping and negative coping (15).

The aim of familial coping is to maintain the balance between the demand and
resources (31). Families can do this by reducing the number of demands such as a
mother can leave her job to be able to take care of her child or by acquiring additional
resources such as by gathering new information on the child’s disability (14). Hartley
quoted Porter and Mckenzie’s words in his research (13), “the way families respond
to and cope with disability depends on four issues, internal and external resources,
support, their own goals for their children and the local culture”. Internal resources
include personality characteristics, energy and self-determination. External resources
include support from the extended family and community and government programs
(32).

In different research it was found that mothers use different types of coping strategies
in their everyday life with their child (2, 13, 14). Burr &Klein studied and classified a
large number of coping strategies and some researcher (13, 14) showed that
classification in their study. In different study about coping, researchers compare their
result with this classification or use it as a preliminary framework for their study (13,
14). Burr & Klein’s classification or conceptual framework of coping strategies is

given bellow:



Table-1: The conceptual framework of coping strategies by Burr &Klein

Highly abstract strategies Moderately abstract article

Cognitive o Be accepting the situation and others.

o Gain useful knowledge.

o Change how the situation is viewed or
defined (reframe the situation).

Emotional o Express feelings and affection.

o Avoid or resolve negative feelings
disabling expressions of emotions.

o Be sensitive to other’s emotional
needs.

Relationship o Increase cohesion (togetherness).
o Increase adaptability.
o Develop increased trust.
o Increase co-operation.
o Increase tolerance of each other.
Communication o Be open and honest.
o Listen to each other.
o Be sensitive to non-verbal
communication.
Community o Seek help and support from others.
Fulfill expectations in organizations.
Spiritual o Be more involved in religious
activities.
Increase faith or seek help from god.
Individual development o Develop autonomy, independence and

self- sufficiency.
o Keep active in hobbies.

Coping strategies used by mother are differ from one another. The ability of mothers
to cope is influenced by several factors such as child behavior, caregiving demand and
family functioning (10). Many parents felt that a realistic outlook of the child’s
disability and acceptance of the situation had helped them to cope. Gaining useful
knowledge and adequate information are important determinants of parental coping.
Some mothers gain enough knowledge about her child’s diagnosis which is a positive

coping strategy for them (14). This is also an example of problem focused coping
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strategy which are associated with the educational background and age of the mothers

).

The most frequently used coping strategies by the parents or mother are: information
and acceptance, good family co-operation and social support (14). Adequate
information about the child’s condition is also very important for coping of mother. A
realistic outlook of the child’s condition, acceptance of the situation and involving the
child in domestic cores and family activities help the parents to cope with their
children (13, 14). In most cases it was found that mother can cope with their problems
for good family co-operation and support. For physical challenges mothers seek help
from alternative care providers such as family members, friends or neighbor to
maintain a balance of her everyday activities and reduce pressure. So being together,
doing things together and family cohesion increase the ability of coping of mothers
(14, 33). Support is also a key factor for coping of mothers which may be social
support and physical or material support. Mothers exchanging their experience with
other parents who have a child with a similar disability, take adaptive training courses
from different hospitals, make assistive device such as parallel bars, special seats etc
find it very rewarding (13, 14). Emotional activities such as getting rest and relaxation
from the everyday duties or open expression of feelings are also helpful in the coping
process (14). For mothers who work out of the home, use different strategies such as
select their hours of work so that her family members can look after her child or beg
for private care. Mothers who works full time hours, they relied heavily on praying
for extra help privately but it was possible when they have large financial support
(33).

Coping strategies used by parents differ for different reasons such as parents’ initial
experiences, parents’ attitudes and personal characteristics, parent’s participation in
their child’s care and housework and parents’ experiences of social support (14). For
example, Taanila quoted Willoughby word in his research (14) that if the family
members are supportive or spouse relationship is good, the spouse can help each other
by giving love, support and understanding to each other. But if it is poor, a child
disability created more difficulties in the family and inhibits coping of mothers.

11



Chapter: 2 Methodology

2.1. Study design

The study aim was to find out the problems of mothers with children with cerebral
palsy and the coping strategies they use in their social life and relationships.
Qualitative methodology was selected for this study because it is exploratory in nature
by which the researcher can gain insights into another person’s views, opinion,
feelings, and beliefs within their own natural setting (34). Qualitative research aims to
describe the experience of people in particular settings and to understand their
perspectives (35). Qualitative research methods and designs are also helpful to health
professionals to gain a holistic overview of the context being researched (36). So
researcher used this method and researcher used qualitative content analysis under the
qualitative methodology. Qualitative content analysis is a research method for the
subjective interpretation of the content of text data through the systematic
classification process of coding and identifying themes (37).

How individual create and understand their daily lives, how people see and describe
the word in which they live was the focus of this study and researcher wants to
explore the problems mothers experience in their life and want to identify how they
cope with their problems so qualitative content analysis was used as study design of
this study.

2.2. Study setting

The study area for this study was paediatric unit of the Centre for the Rehabilitation of
the Paralyzed (CRP). This setting was chosen for study area because many children
with cerebral palsy go there with their mothers to receive treatment. As participants
were gotten in that setting who fulfilled the aims of the study so paediatric unit of

CRP was selected for the study site.
2.3. Study Participant

The participants were the mothers (6 mothers) of children who have cerebral palsy
and who are taking treatment from the pediatric unit of CRP at Savar.

12



2.3.1. Inclusion criteria

Mothers of children with CP
Mothers who’s child’s Age rang is between 2-7 years
Mothers who’s Child need full time assisstance/care

Mothers who are the primary caregiver of her child

a ~ W PE

Mothers who are willing to share information with resaercher
2.3.2. Participant selection procedure

Purposive sampling procedure was used for participant selection. Qualitative research
most often uses purposive sampling rather than random sampling strategies (38).
Purposive sampling involves identifying participants who are most likely to provide
relevant information that addresses the objectives of the study (22). For qualitative
methodology a small number of participants are appropriate. This small number of
participants provides a representative picture of the study (39). So a small number of
target participants were selected and 6 mothers purposively selected as the

participants of the study according to the above mentioned criteria.

2.4. Field Test

Before starting data collection a field test was conducted with two participants. A
field test was necessary to help to refine the data collection plan. The field test’s
function is to ensure that the research instruments are workable and acceptable to the
participants and manageable (40). From the field test the researcher became aware
about which parts the participants found difficult to understand. Participant’s
interviewed data was not analyzed because time was limited. The situation of the
interview, participants’ responses were only generalized, and considered whether the
data collection was going in the right way. The answers that came out from these
selected questions helped to modify the questions where necessary. This also helped

to structure the questionnaire.
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2.5. Ethical consideration

To conduct the research some ethical consideration were maintained to avoid ethical
problems. During the study period following issues was considered:

= Permission was taken from Bangladesh Health Professions Institute (BHPI) an
academic institute of Centre for the Rehabilitation of the Paralyzed (CRP) to
conduct the research.

= Permission was taken from the in-charge of pediatric unit of CRP to collect
data from that unit.

= All participants were informed about aim, objective and significant of the
study.

= Consent from all participants was taken by signing in a written consent form.

= All participants were informed that their information will be kept strictly
confidentially and will not expose their identity.

= |t was clearly explained to the participants that the interview was recorded by
audio tape recorder and information was written on the form.

= Participants had full right to withdraw themselves from the study at any time
without hesitation.

= The researcher was available to answer any study related questions or
inquiries from the participants.

= All sources used in the study were cited and acknowledged appropriately.

2.6. Data collection tools/materials

The data was collected using in-depth interviews with a semi-structure questionnaire.
For this a questionnaire was developed based on the study objectives. Questionnaire
utilized open ended questions based on the ‘relationship’ and ‘social’ seetings of the
NIMH Disability Impact scale. The NIMH Disability Impact Scale is made of 11
section, each section has questions that are recorded on a scale to explore the impact
of disability on children with mental illness (16). In a study of Kishore (15) it was
found that this was a relevant scale to use for children with CP also. Although the
NIMH Scale was not used in it’s pure form for this study, due to it’s use with children

with CP and its focus on impact of disability, it was considered a relavant source to
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base interview questions for this study. For collecting data some other materials were
also used. Tools or materials that was used for data collection are-
% Semi-structure open ended questionnaire

% Mobile tap-ecorder

>

»  Paper

7
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Pen
Clip board

Consent form
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2.7. Data collection procedure

To collect the data, permission was taken from the incharge of the pediatric unit of
CRP. Then data was collected from mothers at the inpatient pediatric unit of CRP.
Researcher used the room where the mothers stayed for collecting data. Semi-
structure face to face interview was conducted to collect information from mothers.
Face to face interview was helpful to build rapport with participants and help
participants to feel more freedom to explain their feelings more easily. Open-ended
question with semi-structure interview was also used. Open-ended questionnaire are
most usefull in dealing with complicated information when slight differences of

opinions are important to know (36).

Before collecting data consent form was provided to the participants. The aim and
objectives of the research was also explained to the participants. Rappord was build
with the participants to promote their trust so that they feel comfortable to speak in
detail without hiding the truth. It was very important as the participants may feel
uneasy to share some sensative issues and express their feelings and views or may
hide the truth. Without building trust and freedom participants would not express their
personal matters (36). During the interview session, the researcher also ensured that
environment was quiet and participants felt comfortable. The interviews were
conducted in Bengali so that participants could understant easily. All the interviews
and disscussions were recorded on a mobile tape-recorder as it is too difficult to write
all questions in detail at the interview time. The researcher also used diary and pen to

document the expressions of participants.
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2.8. Data analysis

Qualitative content analysis was used to analyze the data. In this type of analysis
coding, categories are derived from the text data (37). Qualitative content analysis
facilitates contextual meaning in text through the development of emergent themes
derived from textual data. (41). According to Stemler (42), content analysis has been
defined as a systematic, replicable technique for compressing many words of text into
fewer content categories based on explicit rules of coding. The first step of coding
involve reading the text several times (43). Coding began through line by line analysis
where phrases, sentences or whole sections are posted into particular analytic
categories. Categories are established to support the generation of ideas and a similar
piece of code or idea fell into a particular category (41). Then third level of analysis

establishes core themes within each main category (43).

In the first step of analysis the whole interviews were transcribed in Bangla from
mobile tape-recorder. Then the Bengali transcript was translated into English. Two
copies of data was completed where one set is translated by own and another set of
data translated by the volunteer group. The accuracy of two data sets was verified by
matching both English and Bangla transcription. After that it was read several times to
find out what the participants actually want to say. Then the data was organized
according to each interview question. Then each participant’s answer was analyzed to
find out some coding. From these coding some major categories were made. The
codes were organized in table and were indicated according to participant’s response.
The category was developed in relation to the objectives of the study. Following this
process five categories from twelve questions were found out. Finally the major and
minor codes were detected from the table of categories according to each participant’s
response. After that the most important codes were identified that come out from the
maximum number of participant’s response and these were the themes which reflect

the findings of the study.
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Chapter: 3 Result and Discussion

The result and discussion are presented together in this study. Literature also
supported in this regards. The result and discussion were presented together in this
section because this is common practice in reporting on qualitative studies (44). This
chapter represents the findings of the study in combination with participants’
perspective and interpretations with the literature support. So, all interviews and
transcripts are studied several times to find out the codes and categories to discover

the themes. Researcher determined some categories from completed data analysis.

3.1. Themes of the study

Theme-1: For having a disable child most of the mother faces problems in their
relationship with their in-laws which is mostly due to spending extra money in

childcare.

Theme-2: Mothers face problems to maintain social and community participation

mostly due to negative talking by the society people about their child condition.

Theme-3: Mothers of children with cerebral palsy choose praying to Allah to cope
with their relationship problems and also use other techniques as coping strategies
such as expressing feelings, trying to solve problems, seeking cure and staying away

from problems.

Theme-4: Most of the cases mothers of children with cerebral palsy choose the

acceptance of their luck as coping strategy for the problems of their social life.
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Table-2: Overview of data analysis and result

Objectives Questions Themes Categories
Objective-1: To find out the|1,3,5,7 Theme-1: For having a disable child | Category-1: Problems with
problems with mothers of cerebral most of the mother faces problems in | mothers of child with cerebral
palsy children in the relationship their relationship with their in-laws | palsy with familial and social
with their family members and which is mostly due to spending extra | relationships
other persons money in childcare. Category-2:

Reason for problems in the
relationship of mothers
Objective-2: To find out the | 9,11 Theme-2: Mothers face problems to | Category-3:
problems with mothers of cerebral maintain ~ social and  community | Problems of mother with her
palsy children in their social life participation mostly due to negative | social life
talking by the society people about their
child condition.
Objective-3: To know how | 2,4,6,8 Theme-3: Mothers of children with | Category-4:
mother cope with the problems in cerebral palsy choose praying to Allah to | Coping strategy by the mother
their relationships cope with their relationship problems | for the problems with her
and also use other techniques as coping | relationships
strategies such as expressing feelings,
trying to solve problems, seeking cure
and staying away from problems.
Objective-4: To know how | 10,12 Theme-4: Most of the cases mothers of | Category-5:

mothers cope with the problems in
social life

children with cerebral palsy choose the
acceptance of their luck as coping
strategy for the problems of their social
life.

Coping strategy by the mother
for the problems with her
social life
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3.2. Discussion

At each table interview findings were described with coding. Under the different
categories mothers’ different opinion is different codes. The tick was given only for
those columns where the mothers spoke about those issues. Here ‘P’ was used for

participant and 1, 2, 3.... indicate participant’s number.

3.2.1. Category-1: Problems with mothers of child with cerebral palsy with

familial and social relationships

Disability in a child affects not only child’s life but also the family life. A mother of a
child with disability faces many kinds of problems that affect a mother’s relationship
with family members and other persons. In this study most mothers came from a joint
family (see appendix-6) and said that they face problem for their child in their
relationship with their in-laws (see table-3) including father-in-law, mother-in-law,

sister-in-law etc.

Table-3: Problems with mothers of child with cerebral palsy

Coding S o o |y e |
o o o |a (o |a
Problems with In-laws v VNN AN
Problems with Relatives N N N N
Problems with Husband N N N
Problems with Neighbor N N N

Most of the mothers said-

“I have many kinds of problems with my in-law. My father-in-law, sister-in-law,
everybody think me as a bad woman. They think that as | am bad so my child was
disabled. Their thinking is my child will remain in this condition forever, she never

could walk. They talked with me in bad language and saw me as a bad person.”

In a study it was found that mother felt hurt and powerless when their parents-in-laws

believed that the disable child caused them to go down face and placed a burden on
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the entire family. So there has a poor relationship with mothers and their parents-in-
laws (12).

Some mothers told about their husband (table-3). One of the mothers said that-

“I have problem with my husband. He was not interested to take child but I took so
after having a disable child he tortured to me.”

Literature showed that giving birth to a child with cerebral palsy brings social stigma,
same and disgrace to a family. For this reason there created a poor relationship with
mother of cerebral palsy child with their husband (12).

Some mothers also told about the problems with their relatives and neighbor. They
mentioned that for having a child with CP they had poor impact on the relationship

with their neighbor.
3.2.2. Category-2: Reason for problems in the relationship of mothers

Problems of mothers in the relationship arise in many ways. When a child was
disabled, a lot of money was spent behind the child and it created many kinds of
problems among mothers. As most mothers live in a joint family and their family
monthly income are 6000-12000TK (see appendix-6), economical conditions play an
important role which creates problems among the family. Most of the mothers (see
table-4) said that for spending extra money due to childcare and child treatment there
created many problems in their family. One mother said that-

“My mother-in-law said that the amounts which were spend for this child, we can eat
easily by that amount of money. As there was spend so much money for my child
treatment so they also told me many things. Every time they told that they have

problem to manage the cost of family.”

In a study of Hartley it was found (13) that lot of money is spent by many families in
seeking a cure for their child disability. For a child with disability they need extra
money. They need money for basic necessity of child such as food and clothing and
they need money for hospital charge, assistive device etc. So it was an extra burden
for a family and for this reason there created negative relationship among the family

members.
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Table-4: Reason for problems in the relationship of mothers

Coding o
o

_| P4
_|P5
P-6

2| ~|P-3

-

o
Spending extra money for childcare N
Blaming mother as a reason for child with N

disability

Not getting support with household works N N

as well as child caregiving

Bad behavior by in-laws N

Force by husband or in-laws to leave N N
husband’s house for the child

Negative talking indicating mother for N N
having disable child by neighbor

Husband leaving because child has a N

disability

Bad behavior by relatives due to child N

toileting

Some mothers mentioned about blaming themselves. One mother said that-

“She blamed me because she thinks I was responsible for everything of my child. My
daughter was born in my parent’s house. For this reason she blamed that as the child

was born in our house so she was like us.”

Huang showed in his research (12) that in some families mother was blamed for their
child disability by their family members. Family members or husband of mother also
thought that mother was responsible for their child’s disability. Another study also
showed that mother frequently expressed that they were blamed for their child

disability and it was regarded as women’s punishment from their relatives (10).

Two mothers mentioned about getting no support from family members (table-4). One

mother said that-

“They didn’t help me by giving any kind of support or didn’t assist me in my child

caregiving like bathing, feeding or by taking the child for a while. However if my
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mother-in-law help me and understand my problems then it will be better. But she

can’t accept this anyway for the child.”

It was also supported by the literature that some father believed that caring was not
their primary role and their wife was only responsible for caring their child (13). In
the research of Huang also found (12) that family members of some mothers didn’t
help mothers by assisting her in child care for the child with a disability. So mothers
have to work all tasks alone including child care and other family tasks. But in
another study it was found that grandparents gave support to parents caring for
disabled child and this presented a basis for developing a close relationship (45).
Another study of Glasscock also found (46) that caregiving help from their husband
allowed them to have more time and energy to provide care for their child. So
assisting by family members and relationship with mothers are vary in family to
family.

Two mothers also mentioned about bad behavior by their in-laws for having a child
with disabily. One mother said that-

“When I stayed in my father-in-law house, everybody including my sister-in-law
behave with me very bad. They didn’t like me for my child. They told me many kinds

of negative words.”

As in some family parents-in-laws and other members believed that the disable child
caused them to lose face and placed a burden on the entire family so they don’t
behave well with the child’s mother (12). They don’t provide any support to the
mother and they torture mother in many ways by talking negative thing or by bad

behavior.

Some mothers mentioned that for having disabled their parents-in-law and their
husband don’t want that she stayed at their house and forces the mother to leave the

house (table-4). One mother said-

“I have to do extra works for my child like washing my child clothes so I cannot work
other works of family in timely. So everybody was angry with me. They said to me to

go away from their family.”
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Another two mothers also mentioned about another two problems in their interview.
In few cases it was found that husbands go way leaving the mother for having disable
child and some relative of mothers also feel boring when mothers go at their house

with their child as the child can’t express their needs and do toilet anywhere.
3.2.3. Category-3: Problems of mother with her social life

Mothers of children with cerebral palsy have to faces some social suffering. Some
mothers expressed negative attitude of society people toward them (see table-5). One

of the mothers said-

“If I went any function with my child, 1 have problems to adjust with society people.
Everybody told me that my child is disabled. Everybody told me bad. Then | felt bad

in my mind. ”

It was also supported by literature that the community people often identified mothers
negatively and mothers were stigmatized and blamed for having a child with disability
(10). When mother go outside of their house, such kind of negative attitude and
negative talking hurt the mothers. So mothers try to avoid that place and these
persons. By this way mothers social interactions were decreased and they are leg
behind from social activities.

Table-5: Problems of mother with her social life

Coding -
o

_| P2
P-3
_| P-4
P-5
_| P-6

Negative talking by society people about
child with disability

Getting no permission by father-in-law and N N
mother-in-law to go social functions for
child with disability

Not getting enough time for interaction in N N

social works due to hard working

Difficulties in child caretaking at different N oA

social functions

23




Two mothers mentioned that they don’t get permission to go any function by their

family members for her disabled child. One of the mothers said-

“My father-in-law and mother-in-law also didn’t give me permission for going

anywhere.”

Literature showed that some family members like parents-in-law of mothers of
cerebral palsy child think that a disabled child can bring social stigma and shame to
their family. So they want to hide their children from society (12). They don’t want
that the disabled child is familiar with other peoples and their mother go outside with
her child.

Two mothers mentioned about time management (table-5). One mother said that-

“I have to work all tasks with my child so I didn’t get time for mine.” Another mother
said that- Many times | felt restriction for different recreational activities. Whole day |
have to pass time to her. I have many tensions for her. I don’t get any time to rest
myself. Every time | was in tension and hard working. | have to spend whole time
behind her.

In the literature it was found that mothers get little additional support from their
husband and from extended number of the family for the care of child with disabilities
and household activities. For this many mother were often confined to the home and
restricted in social and community activities (10, 13).

Two mothers mentioned that if they went in different social functions then they have
problems and their child’s has also problems as mother don’t get proper opportunity

to take care of her child in those settings. One of the mothers said-

“If I went with my child then she had problems. | had also problems. Different people
said different comments by seeing my child. So | felt hurt. As my child cannot walk, sit

and speak so I don’t go anywhere with my child.”

Literature showed that the poor design of public facilities affected the disabled child’s
involvement outside of home. Mothers also felt powerless and frustrated when their
disabled child was the victim of personal prejudice and had difficulty to relate with
their peers. For these entire reasons mother withdraw themselves from further social

engagement (12).
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3.2.4. Category-4: Coping strategy by the mother for the problems with

her relationships

Mothers of children with cerebral palsy cope with their problems in many ways. The
coping strategies used by mothers differ for some factors. Some studies showed that
level of education and age are significant factors in parental coping (47, 48). Problem

solving coping strategies are associated with age and educational background.

Table-6: Coping strategy by the mother for the problems in the relationships

Coding - o o =+
(a [a [a

d
\/

_| P-6

[a
Prayed to Allah by crying N
\/

Expressing feelings to husband N

Try to solve problems by trying others to N A

understand

Seeking for help from mother-in-law N N

Avoid the person who talk negatively N N

Try for treatment to improve child N N

condition

Take economical support from parents N

Taking support from neighbor N

Consoling own self thinking as a bad luck N

Stayed separately with husband for the N

problems with other persons

Stayed at father’s house for problem with N
husband

To be independent by self working N

In this study mothers educational level is up to S.S.C and most of cases their age is
21-24 years (see appendix-6). As the mother’s educational level was not so high so
most of the cases mothers of children with CP don’t search information to gain
knowledge about their child condition and keep beliefs in their mind that God can do
everything. So they choose praying to Allah to cope with their problems in their

relationship. Most of the mother said that-
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“I have cried. I have prayed to Allah by crying.”

In a study by Heaman it was found (2) that praying is a frequently used coping
strategy by parents of children with disabilities. The largest number of mothers uses

prayer as a positive reappraisal approach which is a emotion-focused forms of coping.

Two mothers mentioned about feeling expression to their husband (table-6). One

mother said that-

“I told everything to my husband. My husband told me ‘be patient, everybody will tell

N2

you but you should manage it’.

It was also supported by the literature that open expression of feelings and affections
was considered helpful in the coping process (14). By sharing the problems and
feelings mothers get a bit of relax from everyday stress. Literature also found that if
the marital relationship is good then spouse can help each other by giving support and
understanding to each other (14). So mother chooses their husbhand to express their

feeling and problems and it was helpful to reduce their stress.

Two mothers mentioned that they try to solve their problems by trying others to
understand. They also seek help from their family members (table-6) to finish their
task so that there will not created any problems with them about the tasks. One mother
said that-

“I tried my mother-in-law to understand her by saying that God give me such kind of

child, if you treat her then she will be well.”
Another mother said that-

“When my father-in-law was not present at home, my mother-in-law helped me in my
task... ....... Then my mother-in-law has supported me and she tries to be

understandable to my father-in-law.”

Taanila showed in his research (14) that good family co-operation is an important
coping strategy for mother of children with disabilities. Being together, doing thing
together is very important for mothers coping. So mother tries to improve the
cohesion and togetherness among the family members. For this mother try to
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understands the family members to realize their wrong thinking about the child and

try to improve family co-operation.

Some mothers stay away from their neighbor and relatives who behave badly with
mothers for their child. They mentioned that they avoid the person and place where
they feel uncomfortable. One mother said that-

“I had no interest to go to my relative house. I stayed in my home. I didn’t go

anywhere.”

One mother mentioned about taking support from parents and neighbor (table-6).
Mother said that-

“My mother gives me money and I come here with that money. They gave money for

treatment because | had quarreled with my father-in-law for money.”

In the study it was showed that support is a common key factor in carer’s coping
strategy. The mothers of disabled child seek help and support from their relatives,
friends or neighbor (13, 14). Support may be physical, material or economical support
and it was regarded as essential for managing in everyday life of mothers. By this
mothers can be able to cope with the experiences and challenges that are arises for a
child with a disability.

One mother told about her bad luck and chooses staying separately with her husband
for the problems with her in-laws members. Mother said that- “7 have bad luck so
there are no benefits by talking anything. Then it was seen that I can’t stay at home so

now I stay separately with my husband in another house.”

Then another mother mentioned about staying at father’s house and working to be
independent. Mother said that “my father took me in my father house.” She also said
that- “I kept my child to my mother and then I came to Dhaka and worked at a

garment.”

From mother’s interview it was seen that if the husband-wife relationship is good then
mothers can get support from their husband for the problems in their in-laws house
but if it was not good then they faces more problems and seek helps from their parents

house.
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3.2.5. Category-5: Coping strategy by the mothers for the problems with

her social life

To cope with problems which are arisen in the social life of mothers of disabled child,
mothers use almost the same coping strategy that they use for the problems of their
relationship. But most of the mothers make a mind that as she has a disable child so
problems may be arise in their life and they accept their luck (see table-7). One of the

mothers said that-

)

“Every place where I go, I go with her. Though I had problems, I took her.’

In the literature it was found that a realistic outlook of the child’s disability and
acceptance of the situation had helped the parents to cope them in their life. Parents
keep a positive attitude toward their child future which made it easier to help them to
accept the situation (14). So mother of children with disability kept in their mind that
their child will be better in future and as now she is disabled so problems may be
appeared. They thought it as their luck. So they tried to involve their child in different

activities and they are mentally prepared to accept all situation.

Table-7: Coping strategy by the mothers for the problems in the social life

Coding o | <«

P-6

- o L
(ol o o
v v

Acceptance of the luck

o | a
v A
Trying for treatment to improve child N

condition

Discussing with husband to solve the N

situation

Seek out alternative way to finish N

household tasks

Pray to Allah N

Taking support for household work by N

family members

Three mothers mentioned about child’s treatment. They try for treatment of their child

to improve child condition and to reduce their problems. One of the mothers said that-
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“I have taken my son to this medical. I will continue my child treatment. My hope is

my son can walk and sit and can speak by calling me mother.”

Literature showed that seeking a cure is one kind of coping strategy for the parents.
Families of the disabled child try for treatment and seeking a cure from their child
condition. Many parents developed the behavior of moving from one hospital or
healer to another (13). So mother of a disable child try to treat their child for getting

well thinking that if their child will get well then their problems will be minimize.

One mother mentioned that she discussed with her husband (table-7) and was

inspired for child treatment by her husband and neighbor’s support. Mother said that-

“I discussed with my husband. I discussed about the treatment of my child with my
husband. My neighbor also told me for not to be worried. They gave me support. My
husband and neighbor inspired me to treat my child and not to be worried.”

In some cases mothers of disable child rearrange their daily routine and find out the

alternative way to finish their household tasks. One mother said that-

’

“I know when my child sleeps so I try to finish my works in that time.’

The literature showed that mothers of disable child gradually learn to take care of her
child and finds her to be able to cope. By this way mothers also get time for
themselves and their hobbies (14). So mothers gradually understand the situation and

they find out the way of working so that they can get time for themselves.
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3.3. Limitations

As an undergraduate student, the researcher has faced several barriers during the
study period. These barriers are written as the study limitation. At the beginning of the
first research in life, researcher felt some limitation due to not utilize the times. To
conduct the qualitative study it is needed to find out in-depth information. In this case
the researcher requires high skills for conducting an interview and collecting valuable
field notes. But it is the first time for the researcher to conduct this study as a part of
4 year course curriculum in occupational therapy department. So researcher’s skill to
conduct interview may influence to get in-depth information. But the researcher
offered maximum effort to collect information and tried to collect information from
participants without bias and analyzed that in a systematic way. Then another
limitation is, the researcher conducted the interview in Bengali and then it was
translated into English. Therefore there might be chance to alteration of the actual

meaning of information given by the participants.

Therefore a limited study is conducted about mothers’ coping strategy for their
problems on Bangladeshi perspective, so there was limited information from books,
Google search and journal about Bangladeshi mothers coping strategy with their
problems. But researcher found several study on coping strategies of mothers on other

countries of the world. So researcher uses their findings in her research.
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Chapter:4 Recommendation and Conclusion

4.1. Recommendation

After completing the research the researcher found some recommendation. The
researcher took small number of participants for the study and find out some coping
strategies of mother. Then researcher felt that if she took large numbers of
participants, she can get more information and can generalize the data. So further
studied should be conducted with large number of participants including with
different age and different educational level of mothers. Further studies are also
needed to find out how coping strategies are different from mother to mother in
Bangladesh. From the study finding researcher found that mothers have many
problems in their life for their child so mother came to receive treatment to improve
their child condition and take it as a way to minimize their problems so therapist
should take it in their mind and they should provide suggestion to the mother about

their problems during intervention session.

4.2. Conclusion

The study has been conducted to find out the coping strategy of mother with the
problems in their life. From the result of the study it was found that mother faces
problems in their relationship with their parents-in-law and other in-laws members.
They face problems in many ways, mainly for spending extra money for the child and
for their child care-taking. It was also found that mother face problems socially for
their child because society people see mother negatively and talk negatively. On the
other hand mothers also don’t get time to spend outside of their home for their child.
So mothers face so many problems for their child. But as there were problems, there
was also solution. So mother tries to manage their problems. Different mother manage
their problems in different way. To cope with the problems mothers use different
techniques or coping strategies in their situation. From the study it was found that for

the problems in the relationship mother chooses praying to Allah for coping and try to
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solve problems by increasing cohesiveness among the family members. On the other
hand for the problems in the social life most of the mother accept their luck and try
for treatment of their child so that their child will be well because if their child will
well then their problems for their child will be reduced.

To know the coping strategy of mother is very important. By recognizing the coping
strategies used by the mother, professionals and service providers can find suitable
ways to support the mothers. So the findings of the study will help the occupational
therapist to provide an effective intervention to the child with cerebral palsy.
Occupational therapist can suggest that strategies to mothers who need during the
intervention session or therapist will find-out the better way of coping for the mother

as mother has an important role in their child treatment.
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Appendix

Appendix-1 (Approval Letter)

Date: 23.10.2012

To

The Course Coordinator,

Department of Occupational Therapy

Bangladesh Health Professions Institute

CRP, Savar, Dhaka.

Subject: Prayer for secking permission to conduct the research project.

Sir,

1 beg most respectfully to state that, | am a student of 4t year B.Sc. in Occupational Therapy of
Bangladesh Health Professions Institute (BHPI). [ amn seeking permission to conduct the research
project as a part of my 4™ year course module. My research title is “Coping with mothers of
cerebral palsy children with the problems in the relationship and social life™. The aim of the
study is to identify the coping strategy of mother of cerebral palsy children with the problems in
the relationship and in their social life. Now I am looking for your kind approval to start my
research project and I would like to assure that anything of my project will not be harmful for the
participants,

1 therefore pray and hope that you would be kind enough to give me the permission of
conducting the research.

Yours obediently

Sarunt Akere

Sarmin Akter

4" year. B.Sc. in Occupational Therapy,
Department of Occupational Therapy
BHPI, CRP,Savar,Dhaka.

m[\pproved by Signature & comments

Course Coordinator znd Supervisor: Q ﬁ' M Y&;b:‘\:‘b

Mohammad Mosayed Ullah ‘-\c\" -\’*’J" - U‘V °
Assistant Professor & Course Coordinator 6\’\/
Dept. of Occupational Therapy @’(

Bangladesh Health Professions Institute

CRP-Chapain, Savar, Dhaka- 1343, 1‘<\\
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Appendix-2 (Permission Letter)

Date: 18.12.2012

Te

The [n-Charge

Paediatric Unit

Centre for the Rchabilitation of the Paralyzed (CRP)
Chapain, Savar, Dhaka-1343

Subject: Prayer for seeking permission to collect data from pediatric unit, CRP.

Madam,

1 beg most respectfully to state that, [ am a student of 4™ year occupational therapy department of
Bangladesh Health Professions Institute (BHP1). 1 am interested to conduct a gualitative study on
paediatric unit. My research title is “Coping of mothers of cerebral palsy children with the
problems in the relationships and social life.” The aim of the study is to identify the coping
straiegy of mother of cercbral palsy children with the problems in the relationship and in their
social life. Mothers of children with cerebral palsy who are admitted in pediatric unit of CRP are
the participants of my research project. Now I am looking for your kind approval to start my data
collection and I would like to assure that anything of my research period will not be harmful for
the participants and also for the pediatric unit. Informed consent will be filled up by the mother

for their cthical consideration.
So, I therefore, prey and hope that you would be kind enough to grant me the permission of
collecting the data and will help me to conduct a successtul study as a part of my course.

1 remain madam,

Sanmin Fkderc

4% year, B. Sc. in Occupational Therapy wﬂ'ﬂoﬂ—'q
Department of Occupational Therapy ’v@ ?‘“
Bangladesh Health Professions Institute (BHPT) “Lﬁm
CRP-Chapain, Savar, Dhaka-1343 Cu

I chun
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b
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Appendix-3A (Information Sheet)

| am Sarmin Akter, a final year student of the Occupational Therapy Department in
Bangladesh Health Profession Institute (BHPI) the academic institute of CRP. | am
continuing the B.Sc. course in Occupational Therapy. In 4™ year of study it is
mandatory to conduct a research under the research subject to pass the B.Sc. course. |
would like to invite you to take part in the research study, titled “Coping with mothers
of cerebral palsy children with the problems in the relationships and social life”. The
aim of the study is to identify the coping strategy of mother of cerebral palsy children

with the problems in the relationships and in their social life.

Your participation in this study is voluntary. You have full right to withdraw yourself
from the study at any time without hesitation. Participation in this study might not
benefit you and your child directly. It is mentioned that you will not be paid for your

participation.

For the study purpose your answer will be tap recorded. It is important to inform you
that confidentiality of all records will be highly maintained. Your name, your child
name or any type of name identification indicator will not address in this research

without your permission.

If you have any query now or later about the study, please feel free to ask the person

stated below

Sarmin Akter

4™ year student

B.Sc. in Occupational Therapy
Bangladesh Health Professions Institute
CRP, Savar, Dhaka
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Appendix-3B (Information Sheet-Translated)
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Appendix-4A (Consent Form)

To be completed by the:

a) Participant/witness (literate), if participant is illiterate

1. Have you read the information sheet? e Yes/No

2. Have you had an opportunity to discuss this study and ask any question?

-------------- Yes/No
Have you had satisfactory answers to all your questions? --------------- Yes/No
4. Have you received enough information about the study? ---------------- Yes/No

Do you understand that you are free to withdraw from the study at any time,

without having to give a reason and without affecting present and future

medical care of your children? ----------------- mmmmemmememeeeeeeeeeees Yes/No
6. Information from interview and questionnaire, those will be collected by the
investigator might be examined by other person. However all personal details

will be treated as highly confidential. Do you give your permission for these

individuals to have access to your records? e Yes/No
7. Do you agree to take part in this study? e Yes/No
Participant’s signature Date

b) Investigator

I have explained the study to the above participant precisely and she has indicated her

willingness to take part in the study.

Investigator’s signature Date
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Appendix-4B (Consent Form-Translated)
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Appendix-5A (Questionnaire)

Mother’s code: Age:
Educational level: Illiterate/Primary/S.S.C/H.S.C/B.A

Occupation: Housewife/Servicewomen/Businessman/Teacher/Others
Type of family: Single family/Joint family

Total family income:

Ques-1: For having a disabled child did you feel that your relationship is negatively
affected with your husband? If yes, please explain how it affects.

Ques-2: What did you do when you feel that problem?

Ques-3: For having a disabled child what kind of problems did you face with your in-
laws? Please explain.

Ques-4: What did you do when you face that problem?

Ques-5: For having a disabled child what kind of problems did you face with your
relatives? Please explain.

Ques-6: What did you do when you face that problem?

Ques-7: For having a disabled child did you face any negative effect in the
relationship with your neighbors? If yes, please explain.

Ques-8: What did you do when you face that problem?

Ques-9: Did you feel restriction to attend in different social activities like marriage,
birthday, milad etc for having a disabled child? If yes, why?

Ques-10: How did you face with that problem?

Ques-11: Did you feel restriction to pass your leisure or different recreational
activities for having a disabled child?

Ques-12: If yes, what did you do when you feel that problem?
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Appendix-5B (Questionnaire-Translated)
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Appendix-6

Mother’s characteristics at a glance

Characteristics | P-1 P-2 P-3 P-4 P-5 P-6

Age (in years) | 23 21 24 22 21 32
Educational Class-9 Class-7 Class-6 SS.C Class-8 Class-5
level

Occupation Housewife | Housewife | Housewife | Housewife | Housewife | Housewife
Types of Single Joint Joint Joint Joint Joint
family

Total family 10,000 12,000 10,000 7,000 6,000 10,000

income (in TK)
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