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Summary

Background:

Cerebral palsy (CP) is one of the most severe disabilities in childhood and makes heavy
demands on health, educational, and social services as well as on families and children
themselves. The complex and chronic nature of the multiple impairments that contribute to the
diagnosis of CP has a substantial impact on the functional level and quality of life of the child,
which, in turn, can result in a significant physical, financial, and psychological health burden on
the family. Most parents of children with CP lack basic knowledge of the disease, its cause,
prognosis, treatment modality, and outcome. There are also a limited number of studies
Carrying out any intervention and evaluating the response of that intervention to parental
knowledge of CP. The overall point of this study is to depict and analyze the knowledge,
attitude, and practice of parents and guardians with CP in, Ethiopia where children who require
neurologist assessment get referred to from all over the nation

Methods:

A hospital based descriptive cross-sectional study conducted on 144 Primary care givers
of children with CP who are attending on follow-up at pediatrics neurology clinic. Every patient
coming for follow up during the study period fulfilling the inclusion criteria were asked to be
included in the study. The diagnosis of CP confirmed using the SCPE decision tree before
inclusion to the study. The data obtained from the questionnaire was entered into the computer
and analyzed using statistical package of social sciences (SPSS) 25. Binary logistic regression
was used in assessing the effect of general characteristics on attaining the required knowledge,
attitude and practice of care givers.

Result
In this study among 144 participant,137 were willing, making a response rate of 95.1% and
56.2% of the primary caregiver were mother and half of the participants were in the age group
of 30-40 years and more than three-fourth of the participants were married and 28.6% of
caregiver learned up to collage level and 51.1% caregiver had inadequate income and the
overall Knowledge, Attitude and Practice of Caregivers of Children with Cerebral Palsy
attending Follow up at Neurology Clinic in TASH is (66%,64% and 34%) respectively.

Conclusion
Caring for a child with cerebral palsy is a big task requiring mental fortitude and physical
vitality as well as community involvement. In order to improve outcomes for children with CP
and to maintain the health of caregivers, necessary support systems must be in place. Social
welfare and other organizations should support mothers with cerebral palsy children to help lift
the huge financial burden required for care of their children. Governments should also create an
enabling and supportive environment through the establishment of rehabilitation centers and
social protection policies for cerebral palsy children. A multi approach is needed to assist
caregivers on all fronts to deal with day-to-day challenges.

Key Words: Cerebral Palsy; primary care giver; knowledge; attitude; practice; Ethiopia
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1. INTRODUCTION

Cerebral Palsy (CP) is a group disorders involving movement and posture and of motor
function; it is permanent, but not unchanging; it is due to a non-progressive interference, lesion,
or abnormality of the developing/immature brain. (1)

Cerebral palsy (CP) is one of the most severe disabilities in childhood and makes heavy
demands on health, educational, and social services as well as on families and children
themselves. The complex and chronic nature of the multiple impairments that contribute to the
diagnosis of CP has a substantial impact on the functional level and quality of life of the child,
which, in turn, can result in a significant physical, financial, and psychological health burden on
the family. (2)

1.1. Background
A child with CP suffers from several problems such as spastic paralysis, cognitive impairment,
chronic pain, speech and visual impairment, and gastrointestinal and feeding problems. They
also have several limitations in self-care functions such as feeding, dressing, bathing, and
mobility. These limitations can result in requirement for long-term care that far exceed the usual
needs of normal children. The difficulties faced by children with CP result in their parents
experiencing a higher level of stress which has an adverse effect on their physical health and
social well-being. Changes in healthcare systems and societal attitudes have resulted in most
children staying at home in the care of family rather than in an institution. The ideal
management of CP is comprehensive and effective physical rehabilitation which is
unfortunately expensive for the average Ethiopian family. (3)
Numerous obstacles for mother of children with cerebral palsy and creates its own deep sorrow
and trauma, “psychological, physical health and socio-economic challenges” throughout her
life. Even though, mother plays essential role in taking care their children. Furthermore, a
mother has many hindrances in life such as maternal problems, lack of job opportunities on top
of these nurturing and supporting children with disability. Therefore, it negatively touches the
life cycle a mother of children with cerebral palsy. (4)
Disability may mean impairment, participation restriction; active limitation and different
organization and even communities may have their own explanation. According to United
Nation United Nation Convention Rights Persons With disability (UNCRPDs) considers “those

who have long- term physical, mental, intellectual, or sensory impairments which cause with



various barriers that may hinder their full and effective participation in society on an equal basis
with others”. (5)

In this regard, there is no single mostly agreed explanation given to the concept of disabilities.
There is also small piece of information and concepts on the ,,occurrence®, distribution and
experience of disability. For instance, World Health Organization pointed out that disability is
“complex, dynamic, and multidimensional”. (6) As a concept and definition disability is widely
different. In Ethiopia Persons with disability are perceived as “weak”, “hopeless”, “dependent”,
and “unable to learn” and “subject of charity”. The misunderstandings and miscalculations of
the abilities of persons with disabilities have contributed to experience low social and economic
status. (7) The meaning of disability is different and its category is also different. Physical
disability is one of the most common types of disability. It’s associated with disorder such as,
musculoskeletal, Nero-muscular disability, circulatory, respiratory and nervous system. In this
group of classification there are primarily two groups of physical disability musculoskeletal
disability and Nero-muscular disability. (5)

Musculoskeletal disability is incapability only one of its kinds of movement of the body parts
due to bone deformity, which affect ligaments, joints, muscles, tendons, peripheral nerves,
degeneration. But Nero-muscular disability is motor neuron diseases injury have an effect on
body part due to diseases without controlled movement of degeneration disorder of the nervous
22system. (4)

Cerebral palsy may begin in the early childhood extended throughout one’s life. It is mainly
associated with “disorder of sensation, behaviour, motor speech, and “other cognitive
impairments perception, cognition, communication, and behaviour” by epilepsy, and by
secondary musculoskeletal problems” (4). Rehabilitation is important that the rehabilitation
centers ought to care children’s with living cerebral palsy. It may take short- or long-term
procedure. In addition, it depends according to the severity, to sustain empowering persons with
disabilities and “optimal physical, sensory, intellectual, psychiatric and / or social functioning
levels, providing them with the tools to change their lives towards a higher level of
independence” (7) Children with CP demand more intense care from their parents compared to
normal children at their age. Therefore, family especially parents as their caregiver plays a
crucial role in CP development milestone. Moreover, socioeconomic condition, marital
conflicts, and other parental responsibilities give additional burden to parents. Knowledge of the
parents about CP may worsen these conditions. Poor knowledge will impact the attitude of the

parents and their daily behavior, leading to failure in their children’s development. Good



knowledge develops a supportive and cooperative attitude, resulting in proper daily behavior

and indirectly supporting the development of their children. (8)

1.2.  Statement of the problem

CP is a clinical syndrome that encompasses a wide range of brain disorders associated with
impaired motor function. (9) It occurs in 1.2-3.6 children per 1000 live births. Numerous
cerebral palsy registries exist throughout the world and population prevalence rates from four
continents have remained consistent over several decades. (10)
There are many problems suffered by children with cerebral palsy like chronic pain, spastic
paralysis, and perceptive impairment, impaired vision and speech problems, as well as digestive
problems and malnutrition. Also, they have many obstacles in doing self-care tasks, for
example, eating, changing clothes, moving as well as bathing, can lead to the need for long-term
care that goes far beyond the usual needs of normal children. (11)

Most parents of children with CP lack basic knowledge of the disease, its cause, prognosis,
treatment modality, and outcome. There are also a limited number of studies
Carrying out any intervention and evaluating the response of that intervention to parental
knowledge of CP. (12)

Parental stress and adaptation depend on the type of impairment, family management
resources, and formal and informal community support. The stress of parenting depends on the
severity, type of disability, behavior and development. Higher parental stress was associated
with behavioral and developmental disability. (13) Lower socio-economic status of the family is
associated with more stress due to fewer resources. Proximate spousal and immediate family
support were established to facilitate family adaptation and reduce stress. Religious coping has
been reported to reduce parental stress by two types of social support systems in terms of group
support. Formal social support includes services provided by health workers such as school
programs, parent education teachers, and physical therapist and family support agencies.
Informal social support includes family members, family members, neighbors, friends and
community groups. (14)

Mother of children living with cerebral palsy has different responsibilities with difficulties for
their day-to-day life expectancy to facilitate several needs of a child. In fact, both parents
(mother and father) of a child living with disability share household tasks, burdens to protect
their child. Mothers are exposed to numerous challenges besides their life to allow their children
to continue clinical services and therapies, possible intervention of skill training and educational

settings. Despite the fact that mothers who are regularly pretty close and sensitive for their



children, how much more the proximity is quite crucial for a mother of a child with CP since the
child needs her full day special treatment in addition to the regular household management. The
mother certainly confers time, energy, empathy, a psychological wellbeing, financial strength,
flexibility and readiness to cope up the challenges. (4)
Consequently, Discrimination and labelling can cause trauma and foster negative attitude for the
mother. However, Rehabilitation centers, other stakeholder and vast community members need
to ensure a great deal of involvement in order to pay attention for mothers and for their children.
If not, the conscience is imposed to put mothers to hide their children at home. Studies have
pointed out the impact and significant role played by mothers of children with cerebral palsy are
limited, especially with regard to care of infants shortly after birth and the role played in the
occupational therapy interventions. Thus, there should be study to find out the role of mothers
in rehabilitation center to treat children with cerebral palsy. The role of mothers of children with
cerebral palsy participate in the physical therapy in rehabilitation center for their children with
cerebral palsy are likely to develop more understanding into the impairments and abilities of
their children, resulting in more realistic view of their child’s potential in relations of daily
functioning. Moreover, by participating in therapy, mother can become more skilled at taking
care of their children. Eventually, this increases mothers’ confidence in their own competence
and reduces maternal stress. (4)
Researchers also found that disability is viewed differently in every culture. Cultural beliefs
play an important role in deciding how the family perceives disability, and the kind of
prevention, treatment and rehabilitation initiatives it takes. Families of certain cultural
backgrounds have double clinical and conventional beliefs about the existence, cause and
treatment of disability. (14) Environmental risk factors including lack of services and negative
attitudes can also adversely affect the prognosis of the disabled child. (15)
1.3. Rationale of the study

There is plentiful data on the knowledge, attitude, and practice of parents and guardians of
CP patients in created nations. The circumstance is switched in creating nations particularly in
Africa.
Recognizing the critical role that family plays in the integration and provision of care for
children living with complex disabilities such as CP has resulted in shifting from focusing on
the child to considering the needs of the whole family. Therefore, family-centered care has
become a cornerstone of rehabilitation services. Family-centered practice encompasses
collaboration with families on child-related goals as well as the evaluation of family values,

beliefs, and needs to design interventions targeted at positive family outcomes



This means that each family can choose its own, optimal service delivery and should, for
example, be given options with respect to their level of involvement.

Different families will have different preferences when it comes to their involvement in their
child’s care. This may be influenced by culture, and how parents think about their children and
different disability diagnoses is likely to have different meanings for parents from different
cultural backgrounds. Moreover, the concept of “disability,” and what it means to live with a
disability, is multifaceted, including social and cultural influences, traditional practices, and
personal experiences. (16)

Parents of children with cerebral palsy need to know and treat the disorder. This would help
in the study of treatment in order to attain efficient abilities and improve quality of life. No two
mothers and no two children are exactly the same thing.

The overall point of this study was to depict and analyze the knowledge, attitude, and
practice of caregivers with CP in, Ethiopia where children who require neurologist assessment
get referred to from all over the nation. It endeavors to address a few of the holes by improving
parents and guardians’ information with respect to CP in TASH and to Provide way better
administration and restoration of this vulnerable population and their guardians. It is trusted that
the comes about from this investigate work will help to shed more light on this ignored theme
by expanding the information of guardians on CP and serve as the premise for setting up bigger
epidemiological and community-based intervention studies to progress the quality of life of
children with CP and their caregivers in Ethiopia.



2. Literature review

CP is benign, not progressive condition and the brain insult has already happened, but it
can be changing in nature. Parents have the lifelong task of accepting their child’s
developmental disability. Parents frequently experience varying periods of denial, anger, and
sorrow once disability is diagnosed in their child. (17)

I attempt to review the related literature which has more stressed on, the knowledge, attitude, and
practise that primary care givers of children with cerebral palsy. The literature that focused on the
knowledge, attitude and practise of primary care givers to treat their children with cerebral palsy is
rarely available. So i mainly focused on those available literatures. There are some attempts of
review by some researchers in relation to parental role for children with cerebral palsy in Ethiopia,

which are too general and do not show the specific knowledge, attitude and practise of parents.

2.1  Historical background of the of disability
Even if there is no exact agreement on the “definitions of disabilities”, but there are little
internationally comparable information on the incidence, distribution and trends of disability.
According to world health organization, disability is “complexes, dynamic, and
multidimensional”.(6)
However, in Ethiopian contexts disability is defined as any person unable to ensure by himself
or herself a normal life, because of deficiency in his or her physical or mental capabilities.
Nayarit Gazeta of the Emperor Haile Selassie I, in the Order No. 70 of 1970, described the
disabled as, people who is unable to earn his livelihood and do not have anyone to support him
because of limitations of normal physical or mental health. In addition, shall include any
persons who are unable to earn their livelihood because they are too young or too old.
In Negarit Gazeta the Transitional Government of Ethiopia, Proclamation No. 101 of 1994
referred a disabled person as, a person who is unable to see, hear or speak or is suffering from
mental retardation or from injuries that limit him or her due to natural or manmade causes.
However, the term does not include persons who are alcoholic, drug addicts and those with
psychological problems due to socially deviant behaviours. (18)
From all types of disability as the researcher mentioned before the main focus of this study was
it’s all about cerebral palsy. Cerebral palsy is one of the most mutual developmental disabilities.
A condition is started early in childhood and continuing throughout the lifetime. The definition
and classification of cerebral palsy, according to the Executive Committee for the Definition of
Cerebral Palsy, states that: “Cerebral palsy describes a group of permanent disorders of the
development of movement and posture that are attributed to non-progressive disturbances that

occurred in the developing fatal or infant brain. The motor disorders of cerebral palsy are often



accompanied by disturbances of sensation, perception, cognition, communication, and
behaviour; by epilepsy, and by secondary musculoskeletal problems” (2)
2.2 Disability in Ethiopia

According to WHO, 10% of the population of any developing country is estimated to be people
with disabilities estimate of ten per cent (10%) is applied to indicate the scope of disability in
Ethiopia, the figure will be as big as 17.6million. (6)But this figure has not been confirmed by
the National Population and Housing Census conducted by the Central Statistics Authority
(2007). Rather the census report designated that there were 864,218 PWDs of which 464,202
are Male and 400, 016 Female. Out of the total PWDs, 31.18% have leg, hand and body
movement problems, 28.77% seeing problems and total blindness, 19.74% hearing and speech
difficulties, 4.8% people with intellectual disabilities, 6.8% persons with mental problem and
8.78% with other disabilities. This data shows how much the issue of disabilities needs concern.
But as the data shows person with cerebral palsy even they are not counted in their category as a
one of independent disability types. For this reason, the researcher desperately needs to
thoroughly scrutinize the knowledge, attitude, and practise of primary care givers of children
with cerebral palsy.

2.3. Families of Children with Disabilities.
Families are the main source of support for children with disabilities. “Family members absorb
the added demands on time, emotional resources, and financial resources” (19)
The condition of successful support is a challenge, particularly mother of children living with
Cerebral palsy and children with cerebral palsy involves suitable sustainable rehabilitation
intervention which should efficiently meet to achieve of children and Caregivers/Family.
Families are one of the main supports of life-threatening for children with disabilities. “Family
members absorb the added demands on time, emotional resources, and financial resources” (19).
Non family members sometimes do not offer extensive care for children with disability as a
family of children with disability. (20)
In Ethiopia there was no study done on our specific topic on knowledge, attitude and practise of
primary care givers of children with cerebral palsy. But there is one study done on the role of
mother with CP children CHESHIRE Ethiopia. In their study 40 parents were randomly selected
and interviewed and Findings of the study indicated that mother of children living with cerebral
palsy involved in the rehabilitation centre. They were challenged by lack of financial support,
transport and physical treatment training for mother of children with cerebral palsy. Results also
pointed out that the effects of those challenges in mothers of children with cerebral palsy life

such as psychological injurers, emotional disturbance, and financial problem.(4)



In Africa, | found three studies done regarding the knowledge, attitude and practise of primary
care givers of children with cerebral palsy.

The first study it was conducted in Khartoum pediatric hospitals and Khartoum Cheshire Home
for rehabilitation of disabled children. The objectives of the study were to assess knowledge,
attitude and practices of mothers of children with CP and to study the psychological impact on
them. Two hundred and four children were enrolled in the study. The finding was half of
mothers 50.5% had good knowledge about CP. Mother’s educational level; age of the mother
had significant correlation with the knowledge score. Some aspects of attitudes are influenced
by educational level of the mothers e.g., the link between CP and mental retardation, believe in
traditional medicine and expectation of special treatment. Anxiety was moderate in less than
half 40.7% of the mothers when assessed by (STAI). There was a significant correlation
between the severity of anxiety and the degree of disability in the child. Depression was
diagnosed in more than two thirds of the mothers when assessed by (BDI).(17)

In Ghana there was another research done on the perceptions and experiences of cerebral palsy
among caregivers of children with Cerebral Palsy in a low resource setting. 15 caregivers were
purposively selected and interviewed face to face. Results of Study revealed that caregivers had
different perceptions regarding the causes of cerebral palsy with most of them linked to spiritual
reasons. Caregivers faced physical, emotional, financial, marital and social challenges. The
study also found that the external network available to the Caregivers were mainly NGO’s with
limited governmental support.(21)

In Nigeria also there was study done on psychosocial problems among mothers of children with
cerebral palsy attending physiotherapy outpatient department of two selected tertiary health
centres in Ogun state: seven mothers of children with CP were included in the study and the
result showed the psychosocial challenges encountered by the mothers were associated with
nine common sub-themes. These are: (i) stress of caring for over dependent child; (ii) mothers’
restricted participation in the society; (iii) financial constraint experienced by the mothers of
children with CP; (iv) health problems experienced by mothers of children with CP; (v) feelings
of uncertainty about the child’s future; (vi) society’s negative perception of child’s problems;
(vii) support obtained by the caregivers from others; (viii) availability of support from
healthcare facilities; and (ix) Personal belief about condition.(3)

Nationwide there are few studies done on knowledge, attitude, and practise of primary care
givers of children with CP.

In Indonesia there was a study aimed to explore the knowledge, attitude, and behaviour among

parents with CP children. This study was descriptive quantitative study and conducted at the



Physical Medicine and 31 parents were asked to complete a questionnaire that was specifically
designed. Finding was 51.6% had good knowledge about CP; 58.1% had good attitude toward
CP children, and 51.6% had good behaviour while taking care of their children.(8)

In India they did a study is to check the perception of mothers of cerebral palsy children with
disabilities. It explored mother’s knowledge, social well-being and awareness of treatment
rendered. 220 mothers, averaged 33.44 + 6.14years, of children with CP were randomly selected
for this study. Data was collected from mothers attending rehabilitation centres from different
institution and special schools in Tamil Nadu. Mothers can hold both a fatalistic view of
disability and a belief in the course of disability. The results showed there is significance
difference with in the mother’s perception towards types of disability in Parental stress, child’s
ability, mother’s confidence, improvement, health status, benefits and belief. Mothers should be
motivated to maximize rehabilitation services in order to improve their children’s functional
capacity. (14)

In Bangladeshi they did a study to find out the parent’s perception of the cerebral palsy child
after confirming the diagnosis. 14 parents were purposively selected and in-depth interview was
conducted with a semi-structured open-ended questionnaire. Parents are experiencing great
emotional stress during the diagnostic process and dissatisfaction with disclosure is widespread.
It also found that most of the participants have lack of knowledge about the condition of
cerebral palsy and the general public has lack of knowledge about the disorder too. Also,
mothers get less time to perform their own self-care activities, as the literature has indicated.
This is due to continuous care-giving demands and mothers leave their own daily life needs, and
become unconscious about their own self-care activities and how it impacts on their quality of
life.(22)

In Saudi Arabia there was study done on the Perception of Disability among Mothers Living
with a child with Cerebral Palsy. The findings of this study suggest that mothers had various
cultural and religious explanations for the cause of their children’s disabilities, with some
placing great emphasis on the role of the evil spirit. Mothers also expressed feelings of shame
and of receiving negative attitudes from their extended family. Importantly, they also reported
stigma and a lack of support from their extended families and community. This finding is
consistent with numerous other studies that have suggested that disabled children and their
families are subjected to discrimination and stigmatization and that the discrimination
experienced by disabled children and their families is persistent. This may tend to have an
isolating effect on the mother and child.(16)



In American study Feldman studied public perception of cerebral palsy, he selected randomly
adult population from the waiting room of a suburban pediatrics office in New Jersey school of
osteopathic medicine. 5% of his study group were at the lowest education which was found to
be high school. He reported that about 40%believe that CP has a genetic ethology, and affected
children can’t speak in 20%,die earlier in 57% and can’t hold jobs as an adults in 20%. A small
percentage 4% believes that CP is infectious.(23)

In Finland studied public awareness and attitudes towards cerebral palsy; he found that CP was
known to 95.4% and its meaning to 60.7% and 88.4% would let their children play with
cerebral palsy patients .He found that knowledge about CP was independently related to good
basic education, but a good knowledge of CP fostered a positive attitude towards people with

this disease. (24)
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. Objective

3.1. General objective
To analyze the knowledge, attitude and practice of parents and guardians of children
with CP in TASH, Ethiopia

3.2.  Specific objective
To identify caregivers’ knowledge about the condition of cerebral palsy.
To assess the family role of caring for a child with cerebral palsy.
To explore the attitudes of care giver of children with CP, family and to their own lives.
To identify the amount of time care givers can spend to perform their ADL’s (self-care,

productivity, leisure) along with taking care of their cerebral palsy child.



4, Material and methodology.

4.1.Study setting
The study was conducted in TASH, Department of Pediatrics and Child Health, Addis Ababa,
Ethiopia. TASH was established in 1974. It is the teaching hospital of School of Medicine,
School of Pharmacy, School of Public Health and School of Allied Health Sciences. It is also
the largest referral hospital in Ethiopia with over 700 beds and serves as a training centre for
undergraduate and postgraduate medical students, dentists, midwives, pharmacists, medical
laboratory technologists and radiology technologists.

The Department of Pediatrics and Child health is one of the oldest departments in CHS.
It consists of one pediatrics emergency ward, four admission wards including pediatrics
orthopaedics ward, one NICU, one PICU, one ROPD and different referral clinics.

The Pediatrics Neurology clinic is a follow up clinic for outpatient follow up of pediatric
patients with neurologic disorders. A total of 500 to 700 patients are seen in this clinic each
month (clinical audit of pediatrics department 2013 E.C). The clinic works in all of the five
working days serving 25 — 35 patients per day. It is run by pediatric neurologist, pediatric
residents, and nurses. The monthly audit report of PNC indicates that most of the children on
follow-up are with the diagnosis of seizure disorders followed by developmental delay and the
majority of these cases are accounted by children with CP.

4.2.Study Population
Primary care giver of children with CP who are attending on follow-up at pediatrics neurology

clinic will be subjected to the study.

4.3.Study Design and Study Period

It is a prospective hospital based descriptive cross-sectional study to be conducted between June
8 and September 8,2021G.C.

4.4, Sample size determination

Sample size is calculated using Cochran’s formula of cross-sectional study. The predicted
Prevalence of CP in Africa is less precise with limited information depicting wide ranging

figures (14). A study done by Ayalew et al describing the patterns of neurologic morbidities
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among patients attending the pediatric neurology clinic of TASH showed that cerebral palsy
was the most common pediatric neurologic problem excluding patients with seizure disorder as
there was separate seizure clinic during the study period (35). From clinical audit of pediatrics
department done over the past one year overall 100 to 130 children with GDD are seen each
month and among these the majority is contributed by CP patients. On the HMIS log book 20 to
30 children are registered with the diagnosis of CP in addition to those registered with the
diagnosis of GDD. Overall, there are no available data as to the prevalence of CP in Ethiopia.
Taking an assumption of P value of 50% to obtain a confidence level of 95% and a power of
80%, a total of 384 children will be taken. Taking additional 10% non-responders mean at least

426 children will be recruited.
N=2z2P (1-P)/d2

N =Sample size
Z =Statistical certainty =1.96 (at 95% level of confidence)
P =Prevalence = 50%
D =Desired margin of error = 0.05
Finite population corrector.

Sample size correction for finite population is valid to be used for sample sizes with proportion
greater than 5% of the source population (i.e., n/N>0.05) (36). As the above sample size is
more than 5% of the source population the corrected sample for 3 months study period taking
source population of 204 (maximum 68 patients per month) and using correction formula for
finite population will be 133. Taking additional 10% non-responders 144 children was the final
sample.
n = NZ2P (1 - P)

d2(N-1)+Z2P (1-P)

4.5. Sampling Technique
Every patient coming for follow up during the study period fulfilling the inclusion
criteria will be asked to be included in the study. Willing study subjects were included in the

study until the minimum sample size is attained.

4.6. Inclusion and Exclusion Criteria
Inclusion criteria
a) Children who fulfill the criteria for definition of CP.
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b) Children aged eighteen years or less.
¢) Children who presented with their caregivers.

d) Primary caregivers who has cared for the child for more than 6 months.

Exclusion criteria:
a) A child with intellectual disability without physical disability.
b) A child with blindness, deafness without physical disability.
¢) A child with physical disability of progressive nature.
d) A child who presented without his or her primary caregiver.

e) A child whose primary care givers refuse to participate in the study.

4.7. Data collection
Questionnaire pre- test
Piloting of the questionnaire was done in a sample of five children attending
TASH. These subjects were not be included in the study results. Findings from the pilot study
were utilized in modifying any questions on the standard questionnaire. The pretest helped to
determine the duration it would take one to complete the questioner. If by any means the
questioner is found to be time consuming and compromising patient care then specific data

collector were allocated for each day as per the agreement among the residents.

Data Collection Procedure and Questionnaire

Every primary care giver of child coming for follow up during the study period
fulfilling the inclusion criteria will be asked to be included in the study. The diagnosis of CP
was confirmed using the SCPE decision tree before inclusion to the study and Willing study
subjects were included in the study until the minimum sample size is attained.
Data collection was by the two GPs and principal investigator. The data collectors were given
training on how to abstract the data using the questionnaires and how to do the clinical
assessment by the principal investigator.
The mothers were contacted and informed about the purpose of the study, then consented and
personally interviewed by the responsible doctor with the help of a pretested and pre-coded
questionnaire to interview the caregiver
The questionnaire is composed of five parts.

The first and second parts are concerned about personal data of the child and his care giver.
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The third part of the questionnaire assesses the knowledge of the primary care giver toward
cerebral palsy. The knowledge is about the nature of the disease, possible causes, associated
disabilities and probably the fate and prognosis.

The forth part of the questionnaire assesses the attitude of the mothers toward cerebral palsy
patients. The fifth part obtains data about practices toward cerebral palsy children, including
feeding, physiotherapy and schooling if the child's age is appropriate.

The data obtained from the questionnaire was entered into the computer and analyzed using
statistical package of social sciences (SPSS). Descriptive and comparative statistics was
performed. Binary logistic regression was used in assessing the effect of general characteristics
on attaining the required knowledge.

Scoring system: A scoring system was used to assess the general knowledge of mothers of CP
children whom were included in the study. Using scores of one and zero for correct and
incorrect responses respectively. The total of responses was analyzed a cut-off point of 50%
were used to divide the responses to good and poor knowledge. Scores of more than 50% were
considered as good knowledge and scores equal to or below 50% were considered as poor
knowledge.

4.8. Study variables

Independent variables

Socio-demographic data —Age, sex, address, religion, primary caregiver age, marital

O

status of parents, primary caregiver’s highest level of education, Primary caregiver’s
monthly income

o Health related data — anthropometry, functional severity, co morbidities

Dependent variables

Knowledge, attitude and practice of primary care givers of children with CP.

4.9. Data Quality Assurance
During the data collection, regular and periodic supervision were made for quality and

completeness by the primary investigator.
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4.10. Data analysis and Interpretation
The data obtained from the questionnaire were entered into the computer and analyzed
using statistical package of social sciences (SPSS) version 25. Binary logistic regression was
performed. P value less than 0.05 is considered significant. Bivariate analysis was done to see

crude association followed by multivariate analysis for significantly associated factors.

4.11. Operational definitions
Cerebral palsy is defined as a group of disorders of the development of movement and posture,
causing activity limitation, that are attributed to non-progressive disturbances that occurred in
the developing fetal or infant brain.
Primary care giver- refers to the parents and guardians who have the greatest responsibility for
the daily care and rearing of a child.
SCPE decision tree; children suspected to have CP will be assessed based on the following
decision tree to confirm inclusion to the study. See fig 1
Good knowledge —respondents who scored above or equal to the mean score (50%) of the
knowledge related questions.
Poor knowledge- respondents who scored below the mean score (50%) knowledge relate
questions.
Favorable attitude- respondents who scored above or equal to the mean score (50%) of the
attitude related questions.
Unfavorable attitude- respondents who scored below the mean score (50%) of the attitude
related questions.
Good practice- respondents who scored above or equal to the mean score (50%) of the practice
related questions.
Poor practice- respondents who scored below the mean score (50%) of the practice related
questions.

4.12. Ethical considerations
Ethical clearance was obtained from the Pediatrics and Child Health Department’s Research and
Publications Committee of the School of Medicine, College of Health Sciences, and Addis
Ababa University. Respondents were clearly informed about the purpose of the study and the
information required from them. There won’t be any risk or harm on the participants associated

with the study. They were told that they have the full right of non-involvement and the right to
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stop the interview at any point in time. Informed, written consents from primary care takers and

verbal assent was obtained from all the study participant children aged above 12 years who are

capable of making informed and voluntary decision. Participant confidentiality were assured.

Patients who refuse to take part in the study was receive the same quality of health care service

as the participants. All participants included in the study were kept anonymous during

subsequent analysis and dissemination.
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Figure 1. Decision tree for inclusion/exclusion of cases of cerebral palsy
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4.13. Dissemination of findings
The result of the study was presented on the research defense day and a formal report was
submitted to the DPCH. The research output will also be published on local or international

peer reviewed scientific journals.

5. Result

5.1. Sociodemographic characteristics of cerebral palsy caregiver
In this study 137 participants were involved, making a response rate of 95.1% and 56.2% of the
primary caregiver were mother and half of the participants were in the age group of 30-40 years
and more than three-fourth of the participants were married and 28.6% of caregiver learned up

to collage level and 51.1% caregiver had inadequate income.

Table 1. the sociodemographic characteristics of primary caregiver of cerebral palsy children
having neurology follow-up in Tikur Anbessa Specialized hospital Addis Ababa, Ethiopia, 2021

Variable frequency Percent
Relationship of primary care giver

Mother 77 56.2
Father 3 2.2
both parents 32 23.4
adult relatives 4 2.9
non relative 16 11.7
Orphanage 5 3.6
Age of primary caregiver

<20 4 2.9
20-30 58 42.3
30-40 69 50.4
40-50 1 T
Marital status of caregiver

Single 4 2.9
Married 107 78.1
Divorced 17 124
Widowed 4 2.9
Care griever education level

Iliterate 10 7.3
can read and write 13 9.5
Primary 34 24.8
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Secondary 36 26.3
College 39 28.5
Primary caregiver occupation
Housewife 55 40.1
Student 3 2.2
Merchant 34 24.8
daily laborer 3 2.2
government employee 37 27.0
Monthly income of caregiver
<3000 6 4.4
3000-6000 32 23.4
6000-10000 43 314
10000-15000 37 27.0
>15000 14 10.2
Monthly income
partially adequate 67 48.9
Inadequate 70 51.1
Primary care giver infromation

60

50

40

i percentage

0 —

11.7

%23.4

3.6% S

MOTHER FATHER

Figure 2
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5.2.Sociodemographic characteristics of children having cerebral palsy

Four-fifth of the children having cerebral palsy were in the age group of 1-5 years and 44.5%

were the first birth and 59.9% of the participants had < 4 family size and 73.7% were from

Addis Ababa and 86.1% of children had no schooling and 92% completed immunization as

shown in the table below.

Table 2. the child characteristics of having cerebral palsy

Variable frequency Percent
Age of children in years

<1 9 6.6
1-5 109 79.6
>5 19 13.9
Sex

Male 94 68.6
Female 43 31.4
Birth order

First 61 44.5
Second 44 32.1
Third 29 21.2
More than tree 3 2.2
Family size

<4 82 59.9
>5 55 40.1
Address

Addis Ababa 101 73.7
Out of Addis Ababa 36 26.3
Religion

Orthodox 68 49.6
Muslim 40 29.2
Protestant 24 17.5
Catholic 5 3.6
Children education

no schooling 118 86.1
Nursery 15 10.9
Primary 4 2.9
Immunization completed

YES 126 92.0
NO 11 8.0
If no, what doses are missing

One 3 27.3
Two 8 72.7
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5.3. Primary caregivers’ knowledge on children cerebral palsy

Mean value was used to determine the level of knowledge and 66% of the participants scored

above the mean value as shown in the figure below

Primary Caregiver overall knowledge on
cerbral palsy

good knowledge

[PERCENTAGE]

B poor knowledge

Figure 3. The overall knowledge of primary caregiver on cerebral palsy

87.6% the study participants were aware about cerebral palsy after the diagnosis of the children
and 49.6% participants know that the risk of CP by perinatal event and 67.9% know about the
relationship between CP and brain insult and 50.4% of the participants know about PNA as

cause for brain damage and 39.4% about the strong relation of CP and physical disability.

Table 3. Knowledge of study participants about children cerebral palsy

Variable frequency Percent
Time to aware about Cerebral palsy

prior to dx of child 17 12.4
after the dx of child 120 87.6
possible risk factors that can cause CP

perinatal event 68 49.6
witch craft 3 2.2
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evil eye 5 3.6
underline brain abnormality 5 3.6
preterm labour 32 23.4
no cause blame 24 17.5
direct relationship between brain insult and CP

yes, there should be 93 67.9
no, that not necessary 6 4.4
don’t care 38 27.7
What do you think the cause of brain damage

Perinatal asphyxia 69 50.4
Meningitis 6 4.4
difficult labour 3 2.2
neonatal jaundice 9 6.6
don't know cause 6 4.4
What do you think CP is

benign condition 52 38.0
progressive diseases 75 54.7
run in certain families 9 6.6
hereditary of infectious 1 v
Do you think there is increased chance to have another affected child

Yes 35 25.5
No 28 20.4
don't know 74 54.0
Do you think CP has strong association with other physical disabilities

Yes 54 39.4
No 70 51.1
can't tell 13 9.5
Do you think Immunization should be delayed or ceased | CP patients

Yes 39 28.5
No 98 715
Who is your source of information

medical personnel & health workers 127 92.7
Media 10 7.3

5.4. Primary caregivers’ Attitude on Cerebral palsy

The overall attitude of children primary caregiver on cerebral palsy were as shown in the figure

below
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Primary Caregiver overall attitude on cerbral
palsy

[PERCENTAGE]
favorable attitude
unfavorable attitude
[PERCENTAGE]

Figure 4. The overall attitude of primary caregiver on cerebral palsy

From all participants, 56.2% think about the association of CP and mental retardation and 92%
aware bout What do you think the effect of CP on the need of the child special schools and lives
in special communities’ special treatment owing to their disability for CP children and 48.2% of
participants don’t think about the use of traditional medicine for CP management as shown in

the table below.

Table 4. the attitude of study participants on children cerebral palsy

Variable frequency Percent
Do you think that CP is associated with later development of mental retardation?

Yes 77 56.2
No 60 43.8
What do you think the effect of CP on the need of the child

special schools and lives in special communities 126 92.0
special treatment owing to their disability 11 8.0
think traditional medicine can be used in the management of CP

Yes 71 51.8
No 66 48.2

Are you able to perform your house-hold/official activities properly with taking care of your
child in the home

can perform 57 41.6
can't perform 80 58.4
How much time you can give to perform those activities please explain

too much time 95 69.3
not too much time 42 30.7
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Do you think it is enough for you if not then why not

Enough 46 33.6
not enough 91 66.4
You have to spend lots of time and have to give special care to your child.

feel fine 46 33.6
feel tired 91 66.4
Do you face any extra stress or impact on your family relationship due to your child
Yes 98 715
No 39 28.5

Do you think that your other family members are supportive and sympathetic towards your
child

Yes 80 58.4
No 57 41.6
Do you think that your neighbours are supportive and sympathetic towards your child
Yes 80 58.4
No 57 41.6
Have you face any stigma due to having a child with cerebral palsy

Yes 65 47.4
No 72 52.6
Do you think that you are only responsible for your child’s cerebral palsy

Yes 67 48.9
No 70 51.1
Do you feel frustration because of having a child with cerebral palsy

Yes 39 28.5
No 98 715

5.5. Primary caregivers’ Practice on cerebral palsy child

The overall practice of study participants for caring cerebral palsy children were as shown the
figure below
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Primary caregiver overall practice on cerbral

palsy

[PERCENTAGE]

good practice

M poor practice

'Figure 5. the overall practice of primary caregiver giving a care for cerebral palsy children

Concerning to the specific practice-based question, 77.4% children having CP feed by mouth,

15.3% feed independently and 67.2% of children start physiotherapy and from those 42.4%

were started in the physiotherapy centre and only 4.4% took physiatry in daily base as shown in

the table below

Table 5. The practice-based characteristics of study participants on CP
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Variable frequency Percent
How are you feeding your child

breast feeding 3 2.2
bottle feeding 28 20.4
feed by mouth 106 77.4
Does he/she feed himself

Independently 21 15.3
Dependently 116 84.7
Did your child started physiotherapy

Yes 92 67.2
No 45 32.8
If “yes’ specify place (92)

Home 53 57.6
physiotherapy centre 39 42.4
How many times per week does your child do physiotherapy

once per week 14 10.2
twice per week 49 35.8
three times per week 8 5.8




every day 6 4.4
Sometimes 14 10.2
Does your child go to school

Yes 26 19.0
No 111 81.0
Is your child on medication

Yes 78 57.4
No 59 42.6
type of medication

Clonazepam 25 32
Phenobarbital 14 18
Phenytoin 1 1.3
sodium valproate 38 48.7

5.6. Determinant factor affecting caregiver practice on cerebral palsy

The strength of association was measured using odd ratio and 95% CI by using binary logistic
regression model. Accordingly, sex, relation of primary caregiver was an association with
practice on CP by bivariate logistic regression and the finding of multivariable logistic
regression showed that, the odds of male caregiver had 60% less likely in practice of CP than
female caregiver (AOR=0.4, 95%CI1=0.17, 0.99) and participant having partially adequate
income had 2.6 times increase in practice than having inadequate income (AOR=2.6,
95%CI=1.05, 6.46) and having good knowledge had increase their practice by 1.9 folds than
participant having poor practice (AOR=1.9, 95%CI1=1.76, 4.87)

Table 6. the Dependent and independent variable relation using bivariate and multivariate
regression on cerebral palsy children caregiver practice in TASH, Addis Ababa

Variable Practice on p- COR (95%CI) | P- AOR (95% CI)
cerebral palsy value value
Good | Poor
Sex of caregiver
male 26 68 0.017 | 0.4(0.19,0.85) | 0.047 | 0.4(0.17, 0.99)
female 21 22 1 1
Birth order
1 22 39 1 1
2" 10 34 0.146 | 0.5(0.23,1.25) | 0.086 | 0.42(.156, 1.129
3" 12 17 0.627 | 1.3(0.51, 3.09) | 0.685 | 1.2(.435, 3.547
>3 3 0 ** **
Primary caregiver
mother 30 47 1 1
father 1 2 0.845 | 0.8(0.07,9.02) | 0.739 | 0.65(0.05, 8.20)
both parents 7 25 0.0910 | 0.4(0.17,1.14) | 0.103 | 0.39(0.13, 1.21)
adult relatives 2 2 0.662 | 1.6(0.21, 0.569 | 1.9(0.22, 15.52)
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11.73)
non relative 7 9 0.722 |1.2(0.41,3.62) | 0.516 | 1.5(0.44, 5.24)
orphanage 0 3) i wx
Adequacy of income
partially adequate 26 41 0.279 | 1.5(0.74,3.01) | 0.039 | 2.6(1.05, 6.46)
inadequate 21 49 1 1
Knowledge
poor knowledge on | 10 36 1 1
cp
Good knowledge on | 37 54 0.030 | 2.5(1.09,5.58) |0.017 | 1.9(1.76, 4.87)
CP
Attitude on CP
unfavorable 15 35 1 1
favorable 32 55 0.422 | 1.4(0.64,2.86) | 0.321 | 1.6(.64, 3.88)

6. Discussion

cerebral palsy (CP) is a group of disorders that affect a person’s ability to move and maintain balance
and posture. CP is the most common motor disability in childhood. it is caused by abnormal brain
development or damage to the developing brain that affects a person’s ability to control his or her
muscles. The symptoms of CP vary from person to person. Parents with CP children play a significant
role in taking care of their CP children as these children demand more intense care. Good knowledge,

attitude, and behavior may give these parents an aid to handle their situation.

Socio demographic characteristic of the study group:

The male to female ratio in our study is 2.1: 1 which is found higher than that was reported previously by
a study done at Khartoum (1.37: 1) (17), and Bangladesh (1.5:1) (22). Our findings, suggests CP have a
significant male predominance as also found in literature. Among care givers of children in the study
were illiterate (7.3%), which is a low percentage, in comparing to the results reported by Dr. Sheima
(22.1%) (17) only 24.8% and 26.3% were in primary and secondary education respectively, which
reflects that still education is a big problem in Ethiopia. Mothers account more than half of the primary
caregiver amongst this (40.1%) of them are house wives. Regarding the monthly income; almost all the

population in the study had restricted income, which was less than 10,000 birr.

66% of our participants have good knowledge about cerebral palsy. This finding was higher than the
previous study which was conducted in Khartoum pediatric hospitals (17) and Indonesia (8), which is
51.6%. This can be explained among our study group the number of illiterates were smaller and majority
of our study group also attended college. The other reasoning can be difference in study population, it

might be also difference in study area and that may lead to difference in awareness of the population.

Concerning to the specific knowledge assessment of the participant, 87.6% the study participants were

aware about cerebral palsy after the diagnosis of the children compering this to the study conducted in
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Khartoum paediatrics hospital (17) 93.6% of the study participant were aware about CP after the
diagnosis and shows a slightly higher number of participants were aware about cp prior to diagnosis,

which can be explained by educational level difference of the study population.

In our study we tried to identify the risk factors of CP, the major risk factor was perinatal asphyxia
50.4% which is higher to what was found by Ibrahim & Muneer 27% followed by meningitis in post
neonatal period 4.4% which is less than what found by Dr sheima (17) 17.3%. Neonatal jaundice was
found in (6.6%) of our study group which is comparable to what’s reported in literature. 67.9% know
about the relationship between CP and brain insult and half of the participants know about PNA as cause

for brain damage and 39.4% about the strong relation of CP and physical disability.

28.5% of the caregivers consider that a child with CP had a reason to postpone the immunization
schedule, which is higher than study done by Dr Sharma in Khartoum (7.4%) (17) which reflects we

have a lot work to do on educating our population about immunization.

We observed in our study the great role that health institutes, medical personnel play to provide health
education 92.7% the media play a small part 7.3% to provide health education.

CP challenging and impose a burden on their parents; in this way, they experience significantly poorer
satisfaction with life and psychosocial well-being compared to the parents of children with typical
development. Reports also indicate that parenting these children involves more stress, anxiety, and
depression and anxious parents are more likely to have anxious children. Since the emotional well-being
of parents may influence their parenting attitudes toward their children. Therefore, the report of this
study showed that the attitude of primary caregiver on child’s cerebral palsy was 64%. But the possible
reason for the increment of the attitude of the participants were increased awareness about the

characteristics and possible outcomes of CP.

Regarding some aspects of attitudes of the caregivers included in the study we found that 51.8% believes
in traditional medicine which is less than that found by Dr Sharma (17). Despite the fact that almost all
mothers admitted that the CP child needs more attention and care 92%, and the family was in great
discomfort due to his or her disability, also confessed that it is shameful to have a child with CP; almost
all caregivers strongly refused the idea of putting the child in an institute which was similar to what was

found in literature.

On the other hand, the practice of study participants on cerebral palsy were low (34%). This may be due
to the socio-economic status of the participants, in which most of the material to manage and treat

cerebral palsy were costly. This finding reasoning was supported by the statistically significant variable.
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So, determinant variable that determine the practice of study participants were sex (male caregiver had
60% less practice of CP than female caregiver) and participant having partially adequate income had 2.6
times increase in practice than having inadequate income and having good knowledge had increase their

practice by 1.9 folds than participant having poor practice.

Knowledge and practices of the physiotherapy methods by caregivers was high in 67.2%, more than half
conduct the exercises of physiotherapy at home, besides what the child have in the physiotherapy clinics.
Schooling was deficient in 81% of children at school age due to unavailability special need school and

transportation problems, the remainder were in ordinary schools.

7. Conclusion

Cerebral palsy is the commonest physical disability and the majority of cerebral palsy cases were related
to preventable causes. It is was not known to, almost, all mothers before they had an affected child. So,
health institutes and workers play a major role in providing health education to the community. To
conclude, caring for a child with cerebral palsy is a big task requiring mental fortitude and physical
vitality as well as community involvement. In order to improve outcomes for children with CP and to
maintain the health of caregivers, necessary support systems must be in place. Social welfare and other
organizations should support mothers with cerebral palsy children to help lift the huge financial burden
required for care of their children. Government should also create an enabling and supportive
environment through the establishment of rehabilitation centres and social protection policies for
cerebral palsy children. A multi-disciplinary approach is needed to assist caregivers on all fronts to deal

with day-to-day challenges.

8. Limitation of study

The study though it is done in on the biggest specialized hospital of Ethiopia where patients are
referred from all over the country, it is not representative of the general population. The children
included in our study are referred mostly from Addis Ababa they were probably referred due to
the severity of their case. This can affect our result by depicting higher numbers of severe cases.
Though the study has more than adequate sample size and is adequately powered, causal
relationships cannot be determined from our study as it is a cross sectional study done at a point

in time.

9. Recommendation

There is a need to know more facts about CP among children, so we recommended that:
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1- Conducting community based prospective studies to know the actual incidence of CP among
our children.

2- Neonatal resuscitation programs should be one of the priorities in our health programs.

3- There is a need to establish a comprehensive program that can improve emergency obstetric
and neonatal care and also promote fetal survival.

4- There is a need to multidisciplinary centers in order to take care of children with CP and
counsel their parents.

5- Doctors and other medical personnel should give time to parents especially the mothers of
children with cerebral palsy and make it one of their tasks to:

* Identify factors that predispose to CP.

* Inform them about nature of CP and the methods of management.

* Incorporate knowledge of CP in the curriculum of health visitors and nursery schools.

» Assess the psychological impact of disability on parents and offer counseling
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11. Annexes

Annex |; selection of cases to be included on the study
Code number Date [

Please use the following SCPE decision tree to decide on inclusion of the child to the
study




NB; if the child was already diagnosed with CP but excluded according to this
decision tree please notify the consultant neurologist and the primary investigator.

Doeslhedudhuad-sorder]
of movement or posture of <
central origin? |
Yes |* I No EXCLUDE
v
Does the child have a disorder
of motor function?
T N
condition progresswve (loss
of previously acquired skills)?
—
EXCLUDE 4 years
(™ L %
‘V;asihoéhﬂaﬂ’eastfms i [ Is the chaa stll | T
old when assessed? . > living? | o YOS
|
v v
Yes No
l '[
[ Does He chid have 3 v SNd S chid i Yes l E_XEETE |
syndrome/brain anomaly or g ! WN?M N |
chromosome abnormality? 2 years?
e p{ No
gt [ Does the child have
generalzed hypotona?
Recheck: does the chid meet ‘
criteria for definition of CP? Ve ] No =
' Are there signs
ataxa?

No

-
-

——»1 EXCLUDE l _ -
I See Figure 2- Heirarchical |
. —_— Ataxic CP | EXCLUDE J

Fig 1. Decision tree for inclusion/exclusion of cases of cerebral palsy

Annex Il: Primary Caregiver’s Information sheet and Consent Form

CONSENT FORM
(Please read out to the participant)
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My name is Dr Firehiwot; | am conducting a study for partial fulfillment of the requirements for
specialty certificate in Pediatrics and child health, titled on

“Knowledge, Attitude and Practice of caregivers of Children with Cerebral Palsy attending
follow up at Neurology Clinic in Tikur Anbessa Specialized Hospital”

From the Department of Pediatrics and Child Health, School of Medicine, College of Health
Sciences, Addis Ababa University.

The purpose of this study is to describe and analyze the knowledge, attitude and practice of parents
and guardians with CP in Ethiopia; it attempts to address some of the gaps by enhancing parents and
guardians knowledge regarding CP, and to provide better management and rehabilitation of this
vulnerable population and their parents. It is hoped that the results from this research work will
assist to shed more light on this neglected topic by increasing the knowledge of parents on CP and
serve as the basis for setting up larger epidemiological and community based intervention studies to
improve the quality of life of children with CP and their caregivers in Ethiopia. | would like to know
some information related to my study.

I would like to inform you that this is a purely academic study and obtain information will not be
used for any other purpose. All information provided by you will be kept confidential and also the
source of information will remain anonymous.

Your participation in his study voluntarily and also have the right not to answer a particular question
that you don’t like or do not want to answer during interview .

Do you have any questions before | start?

So may | have your consent to proceed with the interview?
Yes O No O

Signature of the witness...................... Date...................

Signature of the participants.................. Date..................

Informed Consent Form for care givers of children with CP (Amharic Version)

P POV E AT NIYY + N1 &
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PUPAYE AT PNIYY T AY ENARC ATNA PATHA P PN a®NACIHT 0P F
MEPNMAL TH N+TNA+TPAAIL 8T TATLT A FFOF  THH FaIC £AN T
U9 Tt +INNNNPT 6@+ T ATANNFT +aINC N+HIAN+ ATRLT @] %
P+HIE T o

PHU ™ GAMEMAETT AT PANSLPTT 0Pt T ACANNT AT AWC
NATEXL NAT IC ATIAS AT ATRRT+7 Y @F ATYT N+IAN+ P MAEFT AG
PAASLPTY O@PT N ANT ATIBTENG+TTY AR/ & ATRUIP +AA A PP H
AG +Y &N AT MT Y @ -

NHU © 99T A% 0 +7 TO-om- NHU FA N+FNADCON AL P MAETT A Dbt
N NAT AL PNAMANCY T ATMNGF 22 8A ATBUIPP FC m-TT ATHA A
TAP AT NELR AT UNLHANT AWt PRLT MAS TN T+ BT +FT ARSI
amu/ F PP PTATAA : + BU O% NO% P ANSTH G AR AT M@ A G aY 2
ATPITE AAA GATALMATR: : NAT+ P Mt 0¥ EPTF N NN NPy +
eeamr A7 8 UAIRP O 8 M9 epf TR 3P BT A: : P Tk P +AFLPFT A G IO
By 9y F NN AC P TnN S LT A N AW 9P +A+&MAICN DT + AMEP A L

A 2N+t

NS OADLAPTF HAFR NLPLET F AT EUIPN PA OMEP MPF P TR MSA T
MLIee MRLATTT P+DAYT MNP AATTNN ANt A A D :

AB/ABENDT R ATLATE NEPENA PTUNLR AT MG U T E £A MAs
na®ay Nt PP EPTF A APT?

NAHU $ATMEEYT ATPMA PACAP LSEAFCH BFAA?

APOARE D

PINNG &LCT . i, S 2 TR

PHAFLPRACT .o PU o
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Annex III: Study Questionnaire

Title of the Research — Knowledge, Attitude and Practice of caregivers of Children with
Cerebral Palsy attending Follow up at Neurology Clinic in Tikur Anbssa Specialized

Hospital, Addis Ababa, Ethiopia.

Instructions — Please take your time to carefully complete the information below.
Code number Date Il

Part | — Socio-demographic Data of child

1. Date of birth / /
2. Age in completed years and months
3. Sex:
a. Male b. Female
4. Birth order
a. First b. Second c. Third d. More(specify)

5. Family size
6. Address (region)

a. AA Db. Oromia c¢. Amhara d. SSNPR  e.Others (specify)

7. Religion:

a. Orthodox Christian  b. Muslim c. Protestant d. Catholic  e.Other,

specify

8. Immunization History:

a. Is immunization completed?

b. If no, what doses are missing?
1. 2. 3. 4.

9. Child’s level of education
a. . No schooling b. Nursery  c¢. Primary School (grades

Secondary school (grades 9-12)

Part I1-Family and Primary caregivers’ information
1. Who is the primary caregiver?

2. If not parents, state why

1-8) d.

a. Mother b. Father c. Both parents
d. Adult relative e. Non relative adult f. Orphanage
3. Primary care giver’s age

a. under 20 yr. b. b/n 20 -30 yr. c. b/n 30 -40yr.
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d. b/n 40 -50yr. e. b/n 50-60 yr. f. above 60 yr.
4. What is the marital status of parents?

a. Single parent b. Married c. Divorced

d. Widowed (specify the deceased)

5. Primary caregiver’s highest level of education (Mother)
a. llliterate b. Can read and write c. Primary education (attended grades 1-8)
d. Secondary education (attended grades 9-12)
e. College level education (certificate/diploma/1® degree/Master/MD/PhD)

6. Primary caregiver’s occupation (Mother)

7. Primary caregiver’s highest level of education (Father)
a. llliterate b. Can read and write c. Primary education (attended grades 1-8)
d. Secondary education (attended grades 9-12)
e. College level education (certificate/diploma/1® degree/Master/MD/PhD)

8. Primary caregiver’s occupation (Father)

9. Primary caregiver’s highest level of education (Other)
a. llliterate b. Can read and write c. Primary education (attended grades 1-8)
d. Secondary education (attended grades 9-12)
e. College level education (certificate/diploma/1® degree/Master/MD/PhD)

10. Primary caregiver’s occupation (Other)

11. What is your household income per month?
a. Under 3000 birr B. b/n 3000 — 6000 birr c. b/n 6000- 10,000 birr
d) 10,000 -15,000 e. Above 15,000
12. Monthly income (as perceived by primary care giver to support the family):
1. Partially Adequate income 2. Inadequate income

Part I11-Primary caregivers’ knowledge
1. When were you aware about CP?
a) Prior to the diagnosis of your child
b) After the diagnosis of your child
¢) Not aware at all

2. What possible risk factors can cause CP?

a) Perinatal event b)  Witch craft c) Evil eye
d) Underlying brain abnormality e) preterm labor
f) Can’t find any cause to blame g) other causes like febrile illness
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3. Do you think there is direct relationship between brain insult and CP?
a) Yes, there should be
b) No, that is not necessary
c¢) Idon’t know

if ‘Yes” proceed with question number 4

4. What do you think the cause of brain damage?
a) Perinatal asphyxia b) meningitis c¢) difficult labor
d) Neonatal jaundice e) febrile illnesses
f) Do not know the cause

5. What do you think CP is?
a) Itis benign condition.
b) Itis a progressive disease.
c) Runin certain families.
d) Itis hereditary or infectious disease.
6. Do you think there is increased chance to have another affected child?
a) Yes, it has increased risk
b) No, there is no increased chance
c) Idon’t know.

7. Do you think CP has strong association with other physical disabilities?
a) Yes b) No c) [ can’t tell

8. Do you think Immunization should be delayed or ceased | CP patients?
YesOO NoO

9.  Who is your source of information?
a) Medical personnel and health workers
b) Media (television &radio)
c) Friends or neighbors
Part IV- Primary caregivers’ Attitude.

1.  CPis associated with later development of mental retardation.

YesO No O

N

What do you think the effect of CP on the need of the child?
a) They should have special schools and live in special communities that affords
their needs
b) They need special treatment owing to their disability.

3. Do you think traditional medicine can be used in the management of CP?

Yes OO No [

If yes what type
4. Are you able to perform your house-hold/official activities properly with taking care of

your child in the home?
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-How much time you can give to perform those activities please explain?
-Do you think it is enough for you if not then why not?
5. You have to spend lots of time and have to give special care to your child. By maintaining
this entire things how you feel physically?
1. |feel fine
2. | feel tired and exhausted

6. Do you face any extra stress or impact on your family relationship due to your child?
Yes O No O

7. Do you think that your other family members are supportive and sympathetic towards
your child? Yes O No O

8. Do you think that your neighbors are supportive and sympathetic towards your child?
Yes O No O

9. Have you face any stigma due to having a child with cerebral palsy?
Yes O No O

10. Do you think that you are only responsible for your child’s cerebral palsy?

Yes O No O
11. Do you feel frustration because of having a child with cerebral palsy?

Yes O No O
Part V- Primary caregivers’ Practice.

1. How are you feeding your child?
a) breast feeding
b) Bottle feeding
c) Mouth feeding
2. Does he/she feed himself independently? Or with help of the care giver?

3. Did your child started physiotherapy?
Yes O No O

4. 1If ‘yes’ specify where? a)home b) physiotherapy center
5. How many times per week does your child do physiotherapy?
a) Once per week
b) Twice per week
c) Three times per week
d) Everyday

e) Sometimes
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Questions no 6 is for school age CP children.
6. Does your child go to school? Yes O No O

7. If ‘No’ specify the reason.

a. Is your child on medication? Yes O No O what type specify
8.  Who will give the medication?

Thank you!!!
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