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Abstract

Background: Cerebral Palsy (CP) is most common disability among the children in
Bangladesh. Parents are play as carer to this child with CP. For better improvement
Centre for the Rehabilitation of Paralysed (CRP) provide a guidebook to carer who take
two week of inpatient rehabilitation service. Because this book helps the carer to
practice home program (HP) easily with their child. This study was focused to explore
the carer view of practicing HP with their child with CP by following the guidebook.
Objective: Objectives of the study were to find out the carer knowledge about the
practicing the “Towards on Inclusive World- A guidebook for the parents of children
with cerebral palsy”, to identify the facilitators to implement this guidebook for the
carer, to find out the challenges to implement this guidebook at home for the carer, to
find out the carers’ opinion and recommendation about the guidebook.

Methodology: The study was conducted by using qualitative thematic analysis method.
Purposive sampling was used for selecting participants. Data was collected by using
face to face interview with a semi structured question, data was analyzed by using
thematic analysis.

Result and discussion: After analyzing data, it was found that carer have enough
intelligence about the guidebook. The clear information help carer to participate in HP
comfortably. Sometimes carer face difficulties to implement HP because they have less
family support and lacking of therapeutic equipment. Carer are satisfied with this book
and get benefit at the time of practicing. Carer recommendation to upgrade information
that will be more helpful for them.

Conclusion: Rehabilitation process is more effective when carer participate HP
regularly with their child with CP. “Towards on Inclusive World- A guidebook for the
parents of children with cerebral palsy” has different home guidance for CP carer. Carer
are aware about the guidebook and they get help from the book with satisfaction to
implement HP. Child need variation on HP with their ages. So, it is necessary to include

monitoring and educate the carer about the book with update HP in therapy session.

Key words: Cerebral palsy. Home program. Carer participation



CHAPTER I: Introduction

Cerebral palsy (CP) is a common cause of disability in children that requires ongoing
rehabilitation. CP is a neurological condition that causes mobility and postural
difficulties and is caused by nonprogressive abnormalities in the developing fetus or
infant brain. Physical activity and exercise-based rehabilitation for children with CP
should enhance physical functionality, minimize secondary musculoskeletal deficits,
and nurture the child's cognitive, social, and emotional development (Sadowska et al.,
2020).

Children with disabilities, as well as their families, are impacted by disability (Burke
& Hodapp, 2014). Parents of children with CP have a critical role in meeting these
childrens’ needs, pursuing therapy, and providing various forms of care for their unique
demands (Hu et al., 2011).

The words ‘carer’ or ‘caregiver’ are commonly used to describe a person who gives
significant amounts of help over long periods of time to a relative, friend or neighbor
who is ill or disabled (Hughes et al., 2013).

Children with CP are particularly dependent on their carer. Children with CP are
frequently cared for by their mothers (Vadivelan et al., 2020).

The primary goals of therapy for children with CP are to enhance function and
eventually, social involvement. Motor learning and development occurs when a task is
repeated numerous times in different situations. As a result, therapists have begun
prescribing home programs for carer to use at home to practice tasks learned in therapy.
As a result, HP are a therapy technique in which therapists and families collaborate to

create a specific set of activities that focus on the childs’ pre-determined goals. In a



home setting, the activities are carried out by the family (“The use of home programs
Cerebral Palsy as a therapeutic intervention”, 2022).

Novak (2010) reported a significant positive result of parents experienced benefits
using partnership HP. Parents used these programs to help their child.

Qualitative study methods where semi-structured interview was conducted with 10
parents of children with cerebral palsy who had participated in HP. Again, 51.1 % of
the carers carried out prescribed regularly and there was no significant association
between any of the selected clinic-demographic variables and the level of compliance
of the carers and this was selected by descriptive cross-sectional survey which involved
47 participant who regularly brought their children for therapeutic treatment (Olagunju
etal., 2017).

Above all, it has seen that carer participation of HP is important for CP child. Every
carer of CP child need to aware about HP participation for their childs’ better outcome.
It is important for an occupational therapist to deal with carer about their active
participation of HP. Because occupational therapist can work closely with CP child for
their activities of daily living (ADLs) program with presence of carer. Again, during
rehabilitation occupational therapist provide guidebook and education to carer that they
practice at with their child. So, in order to ensure better rehabilitation service to CP, it
is important issue for conducting this research. This study will be beneficial for an
occupational therapist to understand about the carer participation of HP at home with
their child.

1.1 Background

Rehabilitation services are internationally recognized as one of the key components of
health care (WHO, 2011). Presently only 2% of out of one million people with

disabilities in Rehabilitation services (Ministry of health, 2003). CP is common



disability in children and young people. Occupational therapy HP for children with CP
have been used for some time by families and therapist to increase the intensity of
therapy, either between therapy session or during or during a break from therapy
(Novak & Cusick, 2006). Prevalence of cerebral palsy is 3.4 per 1,000 children in rural
Bangladesh and there are an estimated 233,514 children with CP in Bangladesh
(Khandakar et al., 2018).

For this number of CP child paediatric department, CRP, in Bangladesh stabilize where
children are referred to CRP after an initial assessment by multidisciplinary team and
depending on child condition, they refer them out patient unit or inpatient unit in order
to join the two-week residential program (Centre for the Rehabilitation of the Paralysed
[CRP], 2022).

After completing two weeks intervention therapist are provide guidebook “Towards on
Inclusive World — A guidebook for parents of children with cerebral palsy”. This is a
guidebook for the parents of children with CP published by interprofessional project
on Disability, Maternal and Child health. In this guidebook there are home guidance
and occupational therapist provide education to the carer about occupational therapy
home guidance from the part of this book such as hand skill training, daily life activities
training (self-care, feeding, dressing, toileting, playing), communication skills training
etc. All of these are important for their child to get better improvement. Therapist
education assists carers in comprehending the HP and learning from the therapists’
activities. The carer must be able to carry out the HP with easy instruction. Complicated
information makes it difficult to complete a HP. Again, mother wishes for the therapist
to allow them to view the therapy process more closely. Therapist must observe and
oversee the carer while they execute some of the exercises, and provide positive

feedback to the carers. In addition to the carer, family members must assist in the



implementation of the HP. Because there are some obstacles that carers must overcome
in order to establish a HP (Piggot et al., 2003).

As an occupational therapist has a great role in CP child and with the carer about
performing HP. Every CP child need proper practice of HP. Every CP child need proper
home-based intervention from their carer because carer plays an important role in HP.
As the practicing of HP is important for CP child, CRP provides guidebook with home
guidance through the therapist. So, it is need to include monitoring the carer
participation about this guidebook. Also, therapist need to provide education to mark
and update information for practicing HP in every therapy session. So, as an

occupational therapy student researcher was interested to conduct this study.

1.2 Justification of the Study

The student researcher broadly explained the carer perception and views of practicing
the guide book at home with their CP child. Along with this, carer opinion and
recommendation about this guidebook also be described. Carer also faces problem to
implement HP that make carer to demotivated to practice HP. In Bangladesh, family
members are the primary carer for children with disabilities (UNICEF Bangladesh,
2014). In Bangladesh, family members are the primary carers for disabled children. As
a carer, family members play an important role in the rehabilitation of a child with a
disability by providing ongoing intervention at home, hence increasing rehabilitation
outcomes and lowering the need for ongoing professional visits (Siebes et al., 2007).
An occupational therapist can work with CP child with their carer. Occupational
therapy HP is a common approach used to provide intervention for the children with
CP (Novak & Cuisick, 2006).

In Bangladesh there is not enough research regarding carer participation on HP for CP

child. Though carer participation is important for every CP child and this guidebook



provides CRP only the use of carer that they practice easily home and get benefit. This
study can be helpful for occupational therapy professional because it will provide a
new insight of carer practicing the guidebook at home. As a result, it will develop
confidence level of occupational therapist about providing education this guidebook to
carer of CP child. This study will be a good resource for occupational therapy
department that will help to develop more awareness about the guidelines of that book
and also help to modify the occupational therapy part of the book if it will be needed.
This study will be first study of occupational therapy profession in Bangladesh. So, the
results of the study will be helpful for paediatric practitioners of CRP. The study
findings can be helpful for upgrading occupational therapy service in Bangladesh and

promote the professional development.

1.3 Operational Definition

CP: Cerebral Palsy (CP) is one of the most frequent causes of motor disability in
children. According to the up-to-date definition, CP is a group of permanent disorders
of the development of movement and posture, causing activity limitations that are
attributed to non-progressive disturbances that occurred in the developing fetal or infant
brain (Sadowska et al., 2020).

Carer of CP: Parents are the carer for most often time for the child with cerebral palsy
who are responsible for providing care for their child (Eloreidi et al., 2021).

Home program: Home-based programs are activities children and adults with cerebral
palsy undertake at home to achieve certain goals. They are considered important for
several reasons. One is that home programs increase the amount of practice of an
intervention a person with cerebral palsy is getting.

Home programs are home-based activities that can improve the gross motor skills, arm

and hand movements, self-care abilities, behavior and communication of a person with



cerebral palsy. Home programs are a way of increasing the amount of therapy for a

child or adult with cerebral palsy (Alliance, 8 December).



CHAPTER II: Literature Review

Literature review represented the relevant information of this study. The student
researcher has explained the key term of this study by reviewing different related
articles.

Novak (2011) published research about parents’ experience of implementing effective
HP at CP Institute, Darlinghurst, Sydney, Australia. This qualitative research, 10
participants were conduct with semi structured interview for achieving the parents’
views about implementing effect of HP and practice recommendations. Parents view
of HP was described as, one kind of advice and guideline that become the pathway of
life for parents and their children. This study also defined HP for the children with CP.
There was conducted a studied about HP intervention effectiveness evidence at CP.
Study settings was Alliance, School of Medicine, University of Notre Dame, NSW,
Australia on 2014. This study was quantitative randomized controlled trials, and
discuss clearly about HP. In this study, HP describes as, HP is the treatment process
that a parent or carer carried out in the home circumstance and if other health
professional, therapist or special educator carried out the treatment at home
environment for improvement, that time it will be excluded as HP (Novak & Berry,
2014).

Different literature defines HP in different way by conducting research in different
areas of people. The similar result of the definition of HP is, HP performed by parents
or carer at home following the guidance of home intervention with their child to get
early better improvement. But one literature, where mentioned a very important view

of HP that only parents or family member can provide HP with their child and if any




health professionals or educators or others provide intervention at home that will be
excluded from HP (Novak & Berry, 2014).

Nahar (2015) conducted a research based on the views of findings the physiotherapy
home exercise program of CP childs’ parents at Paediatric unit, CRP, Bangladesh. This
was a qualitative study and 10 parents of CP child were participated. This was face to
face interview with open-ended questions and analyzed data following content analysis
process. The result said, mothers perform HP with their child and they think that HP is
effective for getting improvement for their child with CP. Also said, mothers perform
in HP as much as possible that they can do.

Based on the aim to describe the parents’ perception about effective implementation of
HP that inform to practice with therapist recommendation, Novak conducted a study at
CP Institute, Sydney, Australia on 2011. This qualitative research was conducted with
10 parents who use partnership-based approach to participate HP. The data was
analyzed by grounded theory. This study addressed that, parents get believe in the
practice of HP and HP are part of life and can help to get maximum progress and to
help to manage time. Again, it talked about benefits, including supports, realism,
flexibility motivation, generalizable activities are provided by the partnership-based
HP. Parents provided recommendation to other parents to follow HP and therapist to
teach them these HP cooperatively. Parents also told, parents practice HP because
parents get improvement by using partnership HP (Novak, 2011).

Mothers’ perception about HP is very important to know for better rehabilitation
process. Mothers’ views help to continuing HP with their CP child. In different
literature, mother perception was described by different way. The common perception
about HP in these literatures that have discussed is as, mothers think that HP are

effective to get better improvement for their child and they try their best to do HP with



their child at home. One literature that mentioned, HP is more effective when it
performs with partnership-based HP (Nahar, 2015 & Novak, 2011).

At Nigeria there conducted a study to participation of HP with focusing the clinical and
demographic factor with the informal carer of Nigerian children with CP on 2017. This
was quantitative study and 47 informal carers are participated. Data was collected by
face-to-face administrated questionnaire and was analyzed by descriptive statistics of
means, mode frequency percentage and standard deviation and Chi-square test. The
result is described as HP are regularly carried out by 51.1% of carers and among the
informal carer of Nigerians’ children with CP. There was no significant association
compliance with HP (Olagunju et al., 2017).

A national survey was conducted by United Kingdom paediatric occupational therapy
HP practice about on 2016. This study was done by survey questionnaire and number
of participants was 123. The result told that, because of the parental business only about
49% participant reported that they did not perform HP regularly and their main focus
was not to perform Occupational therapy HP and about 74.60 % participant perform
occupational therapy HP (Milton & Roe, 2016).

Actively participation on HP is important for achieving childs’ better outcome and there
is some literature where discuss about the actively participation of HP. Qualitative and
quantitative both researches had conducted to describe the participation of HP. In
quantitative research it told that about 51.1% carer participate HP and among the
Nigerian people (Olagunju et al., 2017). Another quantitative research it discussed
about 74.60% perform Occupational therapy HP and 49% are avoid occupational
therapy HP (Milton & Roe, 2016). Again, in qualitative research it told that parents
follow HP regularly and perform collaboratively to get better improvement for child

(Novak, 2011).
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To identify the effectiveness of carer directed home based intensive bimanual training
for children with CP, a study was conducted. This was quantitative randomized control
trial study where 24 childrens’ careers are participated. Children were randomized
receive bimanual intensive home-based therapy of hand and arm or lower limb
functional training. In result the greater improvement is showed hand arm bimanual
intensive therapy on the box and blocks test rather than lower limb intensive functional
training and also significant improvement of COPM (Ferre et al., 2016).

Improvement from performing home base intervention is discussed in some literature
by differently. Continuing HP had significant improvement was showed for the child
with cerebral palsy and also higher improvement was brought by home based bimanual
intensive therapy (Ferre et al., 2016). Again, regular HP brought significant
improvement of CP child with their function (Nahar, 2015). Though these two-research
conducted with different area of population but both findings of improvement of HP
was similar.

Associated factors that adherence to parents to continue in HP for the children with
disabilities conducted at Spain, 2019. Data was collected from Murcia, Spain where
393 participants were participated. The result addressed about 34% parents who
adherence to flexibility exercise and 50% of parent adherence by neurodevelopmental
training exercise is adherence. Parents who had high self-efficacy and low perception
of barriers, high level of knowledge were highly adherence to perform the exercise.
Again, adherence to perform in different exercise is highly influence by the behavior
of health professionals (Lillo-Navarro et al., 2019).

On 2013, published an article about the carers of children with cerebral palsy that
adherence to perform home exercise program at Turkey. This was quantitative study

and 147 participants were selected by survey. About 87.5% carers perform home
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exercise program with good adherence and enhance the adherence to perform home
exercise program and to the carers who had the severity of the functional limitation of
children with cerebral palsy. Some negative impact is showed when carers were
exhaustion and burnout (Basarn et al., 2014).

There was conducted a study for the young people with cerebral palsy based on factors
that influence to adherence to perform home based strength training program on
Australia. This was a qualitative study and 11 people were participated. The findings
described by 2 types as personal and environmental factors like, motivation autonomy,
ability to perform, understanding the exercise, family and emotional support, exercise
equipment, exercise book etc. were influence to adherence to participate HP (Taylor et
al., 2004).

Home exercise program may influence by both positive and negative factors. Some
factors inspire and some factor create barriers to perform home program that was
described some literature. The common findings were in positive factor that, parents’
self-efficacy, motivation inspiration of HP. Again, common negative factor like, lack
of time social supports family supports equipment’s and understanding the guidance
that affect to practicing HP. These factors are simply defined as personal and
environmental factors. One literature mentioned that sometime health professionals’
behavior affects to the carer to participate HP (Basarn et al., 2014). Environmental
factors like lack of equipment or guidebook etc. highly affect to perform HP (Taylor et
al., 2004).

Some literature discusses about the occupational therapy HP for CP child and they
recommended to work with this topic and develop formal guideline for HP that is
provided to the carer and also ensure the support of greater organization further

education and skills development of this topics (Milton, & Roe, 2016).
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Based on literature review there are only few researches in Bangladesh about HP.
Also, there is no study about HP following the “Towards on Inclusive World —A
guidebook for parents of children with cerebral palsy”. So, it is need to study about HP

following this guidebook that provided by CRP.
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CHAPTER III: Methodology

3.1 Study question, aim, and objective
3.1.1 Study question

How the carer continuing home intervention based on “Towards on Inclusive World-
A guidebook for the parents of children with cerebral palsy” after completing two

weeks rehabilitation at the CRP?

3.1.2 Aim and objectives

Aim of the research: To explore the carers’ views on practicing home intervention
based on “Towards on Inclusive World- A guidebook for the parents of children with
cerebral palsy” given from CRP after completing two weeks of in-patient rehabilitation.
Objective of the research:

» To find out the carer knowledge about the practicing the “Towards on Inclusive

World- A guidebook for the parents of children with cerebral palsy”

» To identify the facilitators to implement this guidebook for carer

» To find out the challenges to implement this guidebook at home for carer

» To find out the carers’ opinion and recommendation about “Towards on Inclusive

World- A guidebook for the parents of children with cerebral palsy”

3.2 Study design

Student Researcher used phenomenological qualitative research design to know about
the experience of carer of CP child about their practicing home intervention following
the guidebook. Qualitative research involves participants’ experiences of events in their

life and the researcher capable to get insight into how another person feels and
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understands the world through other experiences, because of this the researcher applied
qualitative research (Austin & Sutton, 2014).

Phenomenological qualitative research focuses on an individuals’ lived experiences,
and phenomenological approaches are applied in every study where peoples’
perspectives on their lives and experiences are needed (Neubauer et al., 2019). This
research aim is to know the views on carer participant of home intervention following
guidebook and it represented the participants own experience of perspective. So, the
researcher used phenomenological approach of qualitative research design.

3.3 Study settings and period
3.3.1 Study settings

This qualitative study was conducted from the carer of CP child at paediatric unit, CRP,
Saver, Dhaka. For data collection the student researcher used that place which were
recommended by the participants and where the participant feel comfortable to share

their opinion.
3.3.2 Study period

The period of this study was from April 2021 to February 2022. However, the student

researcher got time to collect data from December 2021 to January 2022.

3.4 Study participants
3.4.1 Study population

The study population was the carer of CP child who came for follow up at CRP
paediatric outdoor unit after taking 2 week of inpatient rehabilitation service from CRP

paediatric inpatient unit.
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3.4.2 Sampling techniques

Purposive sampling technique was used in this study. Purposive sampling is a technique
used in qualitative research to carefully select subjects depending on the studys’ aim,
with the assumption, each participant gives unique and valuable information to the

study (Suen et al., 2014).

3.4.3 Sample size

The student researcher used purposive sampling for this qualitative study where
participants were selected by judgmentally who meet the inclusion criteria. Eleven
participants were selected by using purposive sampling according to criteria to conduct
the study and the sample size was depended on data saturation. Data saturation in
qualitative research refers to the point in the research process when no new information
is discovered in data analysis, indicating to researchers that data gathering should be
completed (Faulkner & Trotter, 2017). Sample size was very small as limited time
duration and pandemic situation again, there is not necessarily representative of the
vast population in qualitative research study (Vasileiou et al., 2018).
3.4.4 Inclusion and Exclusion criteria
Inclusion criteria:

» Carer of CP Childs whose child had taken 2 weeks of in-patient OT

rehabilitation from Paediatric inpatient unit of CRP
» Carer of CP child who came for follow-up after discharge from CRP paediatric

inpatient unit taking 2 weeks of inpatient rehabilitation

Exclusion criteria:
» Carer who had received the two weeks in inpatient rehabilitation but not

practicing following the guidebook
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Carer of CP Childs whose child had not taken 2 weeks of in-patient OT

rehabilitation from Pediatric inpatient unit of CRP

3.4.5 Participant recruitment process

The student researcher reached about eleven participants of CP childs’ carer who came

for follow-up by going to Paediatric Unit, CRP, Savar and asked every carer of CP

child that they had received 2 weeks inpatient rehabilitation and had have the

guidebook.

3.5 Ethical consideration

>

The student researcher took permission from the Institutional Ethical Review
Board through OT department, BHPI

Student research took permission from authority of paediatric unit by showing
the application latter of OT department, BHPI

The student researcher maintained unequal relationship at the time of taking
data from the population of the study

Student researcher-maintained confidentiality about service information of the
institute

The student researcher ensured that the confidentiality is maintained about the
participants

All participant was informed about the aim of the study

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

The student researcher was concern about the effect of biasness, as the study
sample was selected based on inclusion and exclusion criteria

Student researcher was ensured to the participant about there was no risk for

giving information to the student researcher
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» Student researcher was ensured to the participant that they didn’t get any

beneficence from student researcher

3.6 Data collection
3.6.1 Data collection methods

All data was collected through face to face in depth interview by using a semi structured
research question. In this study, student researcher has explored the views of carer
practicing about the guidebook. In depth interviews are long duration face to face
interviews that conducted to achieve desired goals. In depth interview participant
explore their thoughts, feelings and beliefs about a particular topic (DeJonckheere &
Vaughn, 2019).

This interview procedure would provide the opportunities to deserve the facial
expression of participants and would help the student researcher to determine their
understanding of the questions. The question was written in Bengali so it would be
easily to understand for all participants. The student researcher started from initial
stages of data collection procedure. At first, the student researcher would verbally
present the details of the study such as aim, objectives and purpose of the study then
explain the rights, roles, benefits and importance of the written consent form in a
descriptive way and arranged with the interview in a suitable place. Before starting the
interview, the student researcher asked the participant about the place of interview.
When the participant agreed with the student researcher and they felt comfort with the
place, then the student researcher started to interview. During the interview, a recorder
was used to record the conversations and discussions between the participants and
interviewer. Recorder, paper and pens also used during interview for writing the

additional information from the participants.
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Field test: A field test was conducted with two participants. Before the time of final
data collection, it was necessary to conduct a field test to help the student researcher
for purifying the data collection plan. During the interview, student researcher
informed the participants about the aim and objective of the study. From the field test
the student researcher was aware about which part of the question participant found
difficulty or they did not understand properly. Student researcher observed the situation
of the interview; participants’ response thus helps to modify the question where

necessary. Finally, the question was developed in Bangla.

3.6.2 Interview guide/ Survey tools

» Audio recorder was used to record the conversation and discussion of the
participant and the interviewer

» Paper, pen and pencil were used to write down the observation note or any other
information that was obvious needed to research study

» To conduct this research, self-developed interview questions were created by
student researcher. For developing these questions student researcher took help
from different literature and self-ideas based on the research aim and objective.
There were consisting of 7 questions related to carer participation of home
program based on "Towards on Inclusive World: A guidebook for the parents

with cerebral palsy"

» Consent form

> Information sheet

» Clip board
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3.7 Data analysis

Qualitative data analysis is a process that needs more to reading, thinking and reflection
on the part of research. Thematic analysis is a method of analyzing qualitative data. It
is usually applied to a set of texts, such as interview transcript. The student researcher
closely examines the data to identify common themes — topics, ideas and patterns of
meaning that come up repeatedly. The student researcher selected Qualitative Thematic
Analysis method for analyzing data. There are various approaches to conducting
thematic analysis, but the most common form follows a six-step process:
familiarization, coding, generating themes, reviewing themes, defining and naming
themes, and writing up (Caulfield, 2022). The analysis of data began from transcribe
of interviews. At first, the student researcher would organize the interviews and
transcribe the entire interview in Bengali from the audio tape recorder. Each of the
transcript were translated from Bengali to English by 7 different individuals who did
not know about the aim or objectives of the research question. Then the student
researcher would verify all of the transcriptions and read it several times to find out
what the participants wanted to say. Following that, the student researcher confirmed
the data and found the actual themes of the study. When the student researcher would
notice some similarities between the data, the student researcher would organize the
data according to some major codes and under those codes, generated some theme and
reviewed the theme under each objective. Then student researcher defining the theme

under each objective and finally writing up the theme of the study.

3.8 Rigour

This study was conducted through rigorous manner or trustworthiness. The entire study
was conducted in a systematic way by following research step under the supervision of

an experienced supervisor. At the time of data collection and data analysis the student
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researcher never tries to influence the result by her own value or perspective. The
student researcher accepted answers of the participants whether they would deliver.
The student researcher prepared transcript from field notes and audio recording. Soon
after the interview it was written. Translation has completed by 7 people to avoid
biasness then student researcher completed the same translation and record to reduce
mistake and compare it with the Bangla transcript. The student researcher has checked
translated data for several times so that all information would be include. All of notes

kept safe to maintain confidential it.
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CHAPTER IV: Results & Discussion

Result and discussion the findings that were reported in this chapter utilizing a variety
of sources. In qualitative investigations, the most typical technique is to give the results
and discussion in one section (Anderson, 2010).

The main findings of research are reported in the result section of this study. All
relevant findings should be presented clearly and objectively in a logical order, with
tables and graphs to demonstrate specific findings. The discussion part explains and
evaluates the study findings, as well as offering a case in support of the general
summary (Base & section, 2020).

The aim of this study was to explore the views of carer about the guidebook that
provided from CRP. There were four objectives of this study. To fulfil these

objectives, it has been emerged five major themes of this study.



Aim: To explore carer views on practicing home intervention based on “Towards on Inclusive World - A guidebook for the parents of
children with Cerebral Palsy” given from CRP after completing two weeks of impatient rehabilitation.

Theme

Colde Category
Treatment guide
Dgﬂy'actwl.t 18 Understanding about the 1.
Highlight disease > >
: protocol of treatment and care
Caring own self
Caring the child

Easily understandable

Carer are knowledgeable about the guidebook

Pictorial presentation
Getting other support

Tools and resources of this guidebook
are supporting to carer implementation

2. The implement of the guidebook is highly

ADL guidance

Children get irritating during
implement therapy

Unavailable equipment at home

facilitated by easy comprehensible
information

3. Lacking of equipment and family

Time trouble

— | Impact of different types of barriers [—

support act major barriers to implement

Unsupported family

No problem occurs

Experience of use the book

—

this guidebook at home

4. Carer are pleased on following the
guidebook at home

Satisfaction .
Helpful

Upgrade the guidebook

Increase availability [

Increase continual use the book

Recommendation for the guidance

5. Recommendation to include upgrade

Increase feasibility on treatment

Figure: Summary of the study

information in this book
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Theme 1: Carer are knowledgeable about home program of the guidebook
“Towards on Inclusive World- A guidebook for the parents of children with
cerebral palsy”.

For the success of a home program, proper knowledge is essential. An educational
program can assist carers improve their abilities to care at home (Mohammed & Kamel,
2015). All of the participant demonstrated the home program that contain in the
guidebook. Most of the carer of CP child describe briefly about treatment protocol &
every activitys’ guideline those are in the book. This theme means that carer of CP
child has knowledge about this guidebook and they understand the guidance of the
guidebook.

Every participant commonly mentioned that, “In this guidebook, there are treatment
guidance like- occupational therapy, physiotherapy, speech and language therapy with
strategies and purpose for practicing at home™.

Half of the participant said that, “This guidebook is the way of performing daily life
activities for my child. This book has also instruction about different therapy that I need
to practice with my child”.

The carer of CP child positively enlarge their knowledge of performing daily home
care by the use of educational mobile application and according by this, they are
knowledgeable about treatment of home program. Carer use this knowledge to deal
with childcare management of daily life activities of child at any time anywhere. This
application use as a supplement along with other treatment and rehabilitation practices

of children with CP (Ghazisaeedi et al., 2016).
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All of the participant demonstrated the home program that contain in the guidebook.
Most of the carer of CP child describe briefly about treatment protocol & every
activities guideline those are in the book.
One participant told that,
“This guidebook contains how to take care of my growing child with CP-what
to do & how to do. The therapies like physiotherapy, occupational therapy,
speech and language therapy also describe in this book. This book also has how
to care myself, how to caring by child”.
Another participant told that,
“This guidebook contains the process of taking care about nutritious food and
health of their child with CP. This book contains about my child condition, the
process of how I take care of my child how I give my child therapy at home
etc”.
Home programs are therapeutic activities that a child engages in at home with parental
assistance in order to achieve targeted health outcomes (Novak et al., 2007). To
complement therapy and/or discharge recommendations recommended by
rehabilitation professionals. Therapeutic exercises, activities, and lifestyle behavior
modifications are usually included. To improve a clients’ safety, HP may also include
activity and exercise measures (Riveland & Pettit, 2020). “Towards on Inclusive
World- A guidebook for the parents of children with cerebral palsy” this book has
involved with home guideline that the carer follows at home for their Childs’ better
improvement. This guidebook is provided professionals of CRP for CP Childs’ carer.
In this research showed that carer talked about the treatment protocol, daily living

activities, recommendations etc. very clearly. Again, in this study it showed that carer
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aware about all guidance in this guidebook including both about child and their self-
care at home. All of these reported that they are knowledgeable about the guidebook.
Theme 2: The implement of the guidebook is highly facilitated by easy
comprehensible information.

This theme highlighted the facilitator that help carer to participate home program with
their child. Most of the participant said that they get help from this guidebook to
practice home program for their child. The easier understandable instructions such as
therapies, ADLs guidance and all over information with picture of this guidebook
facilitates them to perform home program with their child.

One of the participants said, “Yes, the instruction of daily living activities such as,
bathing, toileting, feeding, combing hair, playing activities all of them are very helpful
to perform at home with my child”.

Another one of them shared, “When I practice daily living activities like feeding,
bathing, sleeping, toileting, dressing always I look for the guidebook and it help me

perform correctly”.

Home programs created by health professionals for the carer where mostly include
therapeutic exercises, daily live activities, and different recommendation by different
way. This home guidance helps the carer to perform home intervention with their child

(Riveland & Pettit, 2020).

One of the participants said that, “During practice home program I see the instruction,

read the instruction that are wrote in the book and I perform according with that”.

Another one of the participants said, “Pictures of this guidebook help me to practice

treatment when I can’t understand how to do perfectly with my child”.



26

Another one of the participants said, “Guideline of home program describe clearly in
this book, when I can’t remember how to do then I read the book and perform with my
child”.

Paper versions are more commonly used by occupational therapists, who have reported
to complement the handout with visual demonstration or direct training with feedback,
as well as discussion of how to incorporate activities into routine as patient and carer
understand easily and apply correctly at home (Brown & Fichter, 2017).

Facilitators are described as elements that improve functionality and increase the
likelihood of a youngster participating in a physical activity when they are present or
absent (World Health Organization, 2007). An important guideline, an accessible
environment, available assistive technology, and good attitudes from individuals in the
childs’ environment, as well as programs, systems, and policies that aim to enhance
participation, are examples of elements that improve functioning by their presence
(Verschuren et al., 2012). Carer stated about facilitators that mostly help them to
practice home program with their child. This study carer clearly mentioned that the
information of the guidebook is very clear and easy to understand. They mostly get
benefited from this easy understandable information. Carer reported significantly that
the instruction of ADLs performing for their child are very nicely describe with
understandable word with picture that also help them to practice home program

perfectly.
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Theme 3: Lacking of instrument and family support act major barriers to
implement this guidebook at home.

The third theme describe the major barriers that causes by lacking of instrument and
family support that implement home program regularly with their child. It is necessary
for therapists to understand the barriers in order to assist carers in actively participating
in their childrens’ rehabilitation at home (Abdullahi & Isah, 2020).

One of the participants said that, “I face difficulties during practicing activities at home
as all instrument that need to practice are not available in our house. We have no money
to buy experiment or others tools that help me practice therapy at home properly. I face

difficulties because of that”.

Another one of the participants discussed that, “Sometimes face problem because, some
exercise showed in this book with different equipment. This equipment is not available
to me”.
One kinds of barriers to performing physical activity or continuing a home program or
exercises for a non-progressive neurological condition is a lack of availability to
exercise equipment such as different therapeutic equipment. (Mulligan et al., 2012).
This result showed that carer didn’t have enough equipment that they use at the time of
practicing home program. Carer mentioned that this lacking of equipment causes the
barriers to implement home program.
One of the participants said,
“No one help me, I have to do everything for my child alone, again my family
give pressure to me when I provide therapy to child and they said always as

providing therapy to my child is waste of money and time”.
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Again, another one of the participants told, “No, no one helps me. I always did alone
with my child. My family members never support me to do therapy at home”.

At the individual level the mothers perceived aches and pains due to the heavy physical
activity of caregiving. They also suffered from a feeling of guilt about the childs’
condition. Due to the difficulty in balancing family and work, they had significant
financial burdens. They also perceived a lack of knowledge and awareness about
possible options for the treatment of their child. On a personal level, the mothers lacked
support from their husbands and families while caring for their children. They also had
to deal with the consequences of their husbands’ drunkenness and physical violence.
They had to make sacrifices in the care they gave to their other family members and
children who did not have cerebral palsy. The women felt alienated from others in their
town since they received little help from their neighbors (Vadevilan et al., 2020). Most
of the carer reported that their family members didn’t support and help them to continue
home program with child. It’s the big barriers to implement home program for carer at
home.

The severity of a childs’ functional restriction appears to increase carers’ commitment
to home exercise programs. Carers’ knowledge and assistance can enable them carry
out a successful home program despite obstacles. For an effective home exercise
program, carers should be socially and medically supported (Basaran et al., 2014).
Theme 4: Carer are pleased on following the guidebook at home.

Participants reflected their opinion as they are grateful and satisfied about this
guidebook that provided from CRP. Carer are getting significant improvement from
home program with their child with CP. This improvement gives carer great
satisfaction to parent about home program (Novak et al., 2009).

One of the participants mentioned that,
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“This guidebook is very helpful for me; it helps me practice treatment easily at
home. If I have no this book, I will forget therapies. Because its s tough for me

to memories all of this. So, this book helps me when I give therapy to my child”.

Another one of the participants said,
“This book is helpful to practice home treatment not only for me but also all
parents like ours. This book is like a helping hand for me. Whenever I forget I
see the book and give therapy. So, I think it is useful for all mother like me.”
For children with CP, home programs comprise the greatest available treatment. The
most effective intervention for improving function, motor activity, and self-care
performance is a home program. Carers are receiving assistance from home guidance
in order to carry out successful interventions (Novak et al., 2013). Carer in this study
mentioned specifically that this book helpful to implement home program.
One of the participants told, “Yes, I am fully satisfied with this book. This book has all
guideline that always help me to provide treat at home”.
Another one of the participants said, “Yes, I am satisfied with this guidebook that give
CRP to me. I am very grateful with this book™.
Parents have a high level of satisfaction, and the majority of parents see improvements
in their children as a result of participating in the home program. Parents stated that
observing improvements gave them satisfaction and that they felt less stressed as a result
(Mullan et al., 2020). The result showed Carer are satisfied to get this book and use this

book home.
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Theme 5: Recommendations to include the upgrade information in this book.
The last theme of this research described the carer recommendation. Most of the carer
specifically recommended to upgrade the guide book with more information that help
more to practice home program.
Most of the participants said that, “This book is perfect but it will be more effective for
me if the book has contained more therapies that are effective for my child”.
Another one of them explained, “The book is good but if there add some more
information about the prognosis of child will more effective for me”.
Another one of them told,
“My child is growing and now she is in school. When I got this book that time
my child was only 4. So, if the book contains what should I follow or practice
with my child at home with her growing ages then it will be more effective for
me”.
Children with cerebral palsy benefit greatly from home programs. Despite widespread
agreement on the necessity of home program intervention, there is little evidence of
efficacy and limited information on program parameters that may influence family
engagement. There is some suggestion for home program that provide both
professionals and carer. This literature reported that, clinical criteria for home
programming must be developed through rigorous formal processes, and the impact of
occupational therapy programs must be evaluated (Novak & Cusick, 2006). Result of
this study suggest different recommendation to the other parents and therapists. But the
most recommendation of the carer to add more information of therapies that help carer
to implement home program. Home based intervention in children with CP is effective
with various interventions that were carried out at different intensities and some of

intervention suggest to perform as a home program during child daily living activities.
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All effective center-based intervention that can be performed without therapist is
applied as a home-based program for children with CP. These interventions may
become more efficient if intensity and frequency can be increased at home. Developing
comprehensive information and create guides for child and parents with limited
resources may more effective rehabilitation for CP (Beckers et al., 2020). Upgrading
instruction is highly recommended by parents for the “Towards on Inclusive World- A

guidebook for the parents of children with cerebral palsy”.
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CHAPTER V: Conclusion

5.1 Strength and Limitation
Strength:

The strength of this study was:

» This study was the first study in Bangladesh that focus on carer participation
about “Towards on Inclusive World- A guidebook for the parents of children
with cerebral palsy”

» In this study participants were supportive and delivered appropriate data

» The purpose of the study was stated and student researcher achieved outcome
of every objective successfully

Limitation:

Limitation is one kind of matter and incidence which may occur any time of conducting
and constructing the study. Every study has some limitations which is not of student
researchers’ control (Simon & Goes, 2013).

During the time of conducting this study, there were some limitations presents. By
considering these limitations the student researcher conducted this study. The
limitations are given bellow:

» There was limited time duration and barriers for data collection and reach
participant due to pandemic situation

» In this research study, only find out the carers’ views of the home program based
on the guidebook. So, it was not possible to measure the childs’ outcome rate

during continuing home program based on this guidebook
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5.2: Recommendation

* Recommendation for occupational therapist in Bangladesh
Occupational therapist should address this carer practice about “Towards on Inclusive
World- A guidebook for the parents of children with cerebral palsy” during the time of
follow up treatment sessions. Occupational therapist should educate the parents about
the book with update information that need for the child with growing age. In
occupational therapy follow up session, it needs to include to provide instructions and
education about the practice of the guidebook. If occupational therapists include home
program based on this guidebook it will highlight the needs of book for the
occupational therapy practice and carer participation. So, occupational therapist needs
to give attention on this issue during rehabilitation period.
* Recommendation for further research
Occupational therapy needs to conduct various studies related to home based
intervention. This study related to this topic maybe benefited to occupational therapy
professional in Bangladesh. This may involve:
» Findings the outcome of CP child from home program based on this guidebook
» Findings the effectiveness of occupational therapy HP
» Find out the occupational therapy professional and students’ practice about carer
active participation rate about the “Towards on Inclusive World- A guidebook
for the parents of children with cerebral palsy”
» Occupational therapy needs to be addressed different studies about carer
participation in HP in different areas like stroke, SCI etc.
» Further research should be conducted with large number of participants. It will

help to generalize the result easily
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5.3 Conclusion
HP are widely used by occupational therapist as a strategy to address health and
development needs of children with cerebral palsy (Novak, 2009). Carer are play the
vital role for the home program for CP child. Carer active participation of home
program by following “Towards on Inclusive World- A guidebook for the parents of
children with cerebral palsy” is important. Because this is made with home guideline
that helps the parents to practice easily. Regular practicing this guidebook with child
also benefited for both CP child and carer. Though carers are positive and
knowledgeable about the guidebook and its practice but sometimes they face barriers.
Again, they didn’t get enough support. All of these demotivated the carer to practice
this guidebook at home. These kind of attitude of carer affect the outcome of the
treatment program of their child and occupational therapy intervention.
Carer are aware and they feel the need of the book and also satisfied to get this
guidebook and practice this guidebook. And that make the “Towards on Inclusive
World- A guidebook for the parents of children with cerebral palsy” more valuable as
a home guidance. Carer recommended in this study to added more information about
therapies that will help them to practice HP. Therapist also need to monitoring and
provide education to the carer about this book and practicing home guidance with the
child. Because Childs are growing day by day and their therapy will be update with
their ages. So, it is need to educate carer about home program following this book at
every follow-up session.
Providing motivation and education about regular practicing the guidebook at home
with their CP child are needed to be included on occupational therapy treatment
session. It is hope that the better rehabilitation for CP Child will facilitate the quality

of life through the proper home program based on this guidebook. Overall information



35

will help the carer and professional to ensure the best use of this book for CP childs’

outcome.
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Appendix D

Questions

General information

Interview date: Time:

Name of the patient: Age:

Gender: Contact number:
Address:

Relationship with children:
Total children numbers:

Have other children with disability:

Duration:

Education:
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Interview question

. Please explain what do you know about this “Towards on Inclusive World: A
guidebook for the parents of children with Cerebral Palsy”?

. Please describe how the “Towards on Inclusive World: A guidebook for the
parents of children with Cerebral Palsy” facilitate you to continue home
intervention for your child?

. How the “Towards on Inclusive World: A guidebook for the parents of children
with Cerebral Palsy” help you to practice daily living activities at home for
your child?

. Please explain is there anyone who help you at the time of practicing “Towards
on Inclusive World: A guidebook for the parents of children with Cerebral
Palsy”?

. Please explain what types of challenges do you face at that time of providing
home treatment following this guidebook “Towards on Inclusive World: A
guidebook for the parents of children with Cerebral Palsy”?

. Please describe are you satisfied about this home guidance of this book
“Towards on Inclusive World: A guidebook for the parents of children with
Cerebral Palsy” at the time of practicing home intervention?

. Please explain do you have any advice about this guidebook “Towards on

Inclusive World: A guidebook for the parents of children with Cerebral Palsy”?
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Appendix E

Overall information of participants
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Code | Age | Sex Education | Occupation Living area
Py 29 Female  Class 8 Housewife Lokkhipur
P> 42 Male MA Business Mymensingh
P3 30 Female  Class 8 Housewife Savar

P4 30 Female @ HSC Housewife Lokkhipur
Ps 26 Female B.Sc Housewife Noakhali

Ps 20 Female @ HSC Housewife Dhamrai

P7 22 Female @ HSC Housewife Cumilla

Pg 27 Female B.B.S Housewife Noakhali

Py 25 Female @ HSC Housewife Lokkhipur
Pio 25 Female  HSC Housewife Savar

P 22 Female  Class 8 Housewife Savar
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