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Abstract
Introduction: Cerebral palsy is a non-progressive irreversible lesion either single or
multiple areas of the immature brain due to a developmental abnormality of brain or
injury of the brain during labor, at the time of birth or during delivery. The incidence
of cerebral palsy all over the world is 3-4/1000 live births. The prevalence of cerebral
palsy is 2.5% per one thousand live births. Children with cerebral palsy required
rehabilitation care both at home and rehabilitation center, in this situation Mothers of
children with cerebral palsy are usually the primary caregivers of their children, The
study aims to find out the factors affecting adherence to physiotherapy appointment
for caregivers of children with cerebral palsy in Bangladesh. Methodology: A cross-
sectional study. Sample size: A total of 225 attendances with the cerebral palsy child,
Data was collected from the 14 PSOSK at different district of the Bangladesh such as
Rajbari, Jessore, Comilla, Sylhet, Khulna, Pabna, Magura, Pirgong, rangpur,
Ghoraghat Dinajpur, Barguna, Rupsha Khulna, Nawgaon, Dinajpur and Jattarabari.
Sampling procedure: convenience sampling techniques were used for this study.
Data collection tools: Data were collected using a questionnaire consisting of closed
structured question through face to face interviews. This data collection procedure
was completed within one month. There were used Bengali questionnaires with
simple wording because all the parents have understood better in Bengali. SPSS
(version=23) software was used for statistical analysis of data and the significant level
set at p<0.05. Result: shows that Among the 225 CP child only 33.8% maintain
adherence and 66.2% was non-adherence. The chi-square test in this study showed
statistically significant association observed in different variables such as numbers of
siblings, required doctors consultation of the CP children, parents level of education
and their awareness level of the disease and therapy, mother health condition and also
family members and having any savings have a significant association with adherence
(P < 0.005). Conclusion: Adherence to the caregiver of the cerebral palsy child with
physiotherapy appointment is out most important for better management. In this
study, it is suggested that the quality of life of the CP child is significantly changed by
physiotherapy as well as rehabilitation. The results will be useful in developing
effective interventions aimed at enhancing the utilization of services and adherence to

the treatment.
KEYWORDS: Cerebral palsy, Caregivers, Adherence, Non-adherence.
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APPENDIX-A
Informed Consent Form
BHPI under Dhaka University
Code: .covvinnnnnnnl. Date:...../...... [o.....

Name 0Of the rESPONUENT.........cc.oiiiiii s

I am Md Rafiqul Islam, a student of M.Sc.PT program Bangladesh Health Professions
Institute (BHPI) under medicine faculty of Dhaka University. As a course requirement
I am doing a research on, “Factors influencing the utilization of physiotherapy
services among the caregiver of children with cerebral palsy in the integrated
disability service center (PSOSK).” of Bangladesh.

| am inviting you to participate in this research study.

| need some valuable information from you as a part of my academic purpose. Your
co-operation will be highly appreciable. You can refuse to answer any questions or
may leave any time you feel like. If your refuse or leave you will not face any
problem.

All the information given by you will be kept confidential. Your identity will not be
disclosed. Only study-related personnel will be allowed to see the information.

I would appreciate your co-operation. If you agree to join the study please sign at the
space indicated below.

Investigator’s signature & Date Volunteer’s signature & Date

Witness signature/Thumb impression & Date
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Socio-demographic information

Chapter: 01 Patient’s information:

Page xxi of xxvii



1LAge: | Months | 2. Sex: 1. Male 2. Female

3.Num.ofChild 4. Schooling of CP child: 1. Yes 2. No

5. Type of CP | 1.Monoplegic, 2. Diplegic/Hemiplegic, 3. Quadriplegic
4. Paraplegic,

6. Other 1. Nil, 2. Hearing,3. Vision, 4. Spech, 5. Intelectual,

disability 6 ----

7.0Other 1. Nil 2. Pneumonia 3. Asthma 4. Heart disease 5.

disease kidney disease 6. -----

8. Is the CP child dependent on others?. 1. Yes 2. No

9.Does CP child use any assistive device? 1. Yes 2. No

10.1f answer yes, what type of assistive device is used?
1. Wheel chair 2. walker 3. AFO/KAFO 4. crutch 5. others
11. Have you taken regular consultation for your child with the doctor?
1. Yes 2. No
12. If the answer is yes, what kind of specialist doctor has taken advice?
1. Neurologist 2. Orthopedic 3. Medicine 4. Pedriatric 5.........
13. Have you taken any physiotherapy service somewhere?
1. Yes 2.No
14. Are you taking physiotherapy service somewhere besides the disable services and
help centers? 1. Yes 2. No
15. Is your child currently taking any medication? ? 1. Yes 2. No
Introduction of other children without the patient-( If any)

16. Age(months):17. Sex:  1.Male 2. Female

18. Schooling: 1.Yes 2. No 19. llIness: ........cccecvruenene.
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20. Take any medicine: 1 Yes 2. No

Treatment adherence information-

Pres. Rec. % of 21.Mode 22. Mode of rec. Rx

session | session | adherence

Adherence | Non Regular | Irregular
adherence
Chapter02: Family information:-
23. Family type: 1. Joint family 2. Single family
24. Family member: Male- Female- Total=
25. Earning family member:
Parents information-
26. Age of the father: 27. Education:
28. Occupation: 29. Monthly in come
30. IlIness:
31. Age of the mother: 32. Education:
33. Occupation: 34. Monthly in come(if any)-
35. IlIness:
36. Mother is a housewife, but is involved in other work? 1. Yes 2. No

37.

If Mother is involved in other work, how much time is spent?
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38. If Mother is involved in other work, how much the monthly income?
39. Mother’s family status- 1. Relation continued 2. Divorced 3. widow

If principal caregiver is anyone other than parents, then-

40. Age: 41. Relation with child:
42. Education: 43. Occupation:
44. Marital stasus: 45. IlIness:

46. If principal caregiver is other than mother and housewife, is she involved in any
other work? 1. Yes 2. No
47. If the answer is yes, how much time is involved?

48. Principle caregiver how much time spend for the physiotherapy of the baby?

49. What is the learning of principle caregiver about the physiotherapy?

1. Verygood 2.Good 3. Minimal learning 4. No learning

Chapter 03:- House and communication related information:-

50. Location of residence- 1. Village 2. Upazilla 3. Distric city

51. House type- 1. Brick made 2. Tin made 3. Brick & Tin
4. Soil and Straw 5. Soil and Tin G F

52. Do you need to use the stairs to enter the house?
1. Yes 2. No
53. If answer yes, how many stairs to use?
54. Is there a wheelchair access to the residence? 1. Yes 2. No

55. What is the distance of the physiotherapy center from the home?
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56. How much time is required to reach from home to therapy center?

57. How much does it cost to go to the physiotherapy center from home?
58. What is the communication road made by?-

1. Pitch cast 2. Brick 3. Soil road
59.Main transport system: 1. Buss 2. Mahindra 3. Rickshaw 4. Easy bike

60. Do you have to cross the river to come to the therapy center from the home?
1. Yes 2. No

61. What do you use for crossing the river?

1. Boat 2. Launch 3. Steamer 4. Speed boat

62. Do you have to cross Bamboo Bridge to come to the therapy center from the
home?

1. Yes 2. No

63. Do you have to change the vehicle to come to the physiotherapy center?

1. Yes 2.No

64. If answer yes, How many times?-
65.1s there a problem with the child carrying the vehicle? 1. Yes 2. No
66. If answer yes, what problem are you facing?-

Chapter 04:- Economic Factors:-

67. Have any savings of the family- 1.Yes 2. No
68. What is the monthly income of the family? - ...................... Tk.
69. How much is the total monthly expenditure of the family? ..........Tk

70. How much is the estimated monthly cost of purchasing medicine for CP  child?

72. Does CP child get disability allowance? 1. Yes 2. No

73. If answer yes, how this allowance to spend? For-
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1. Medicine 2. Food 3.Physiotherapy 4. ................

Chapter 05:Social and cultural factors:-

74.How does the attitude of father of the disable child?
1. Strongly positive 2. Positive 3.Neutral 4. Strongly negative 5. Negative
75. How is the neighborhood view of a disable child?
1. Strongly positive 2. Positive 3. Neutral 4. Strongly negative 5. Negative
76. Do the other members of the family help you to take care of disable child? (For
joint family)- 1. Yes 2. No
77. Does the other children in the family meet and play with CP children?
1. Yes 2. No
78. Does any member of the family interrupts your child’s regular physiotherapy
treatment? 1. Yes 2. No

79. If answer yes, who interrupts-

Chapter 06: Institutional factors:-

80. How did you know that your CP child physiotherapy is done in this center? 1.
Publicity 2. Old patients 3.Doctors 4.NGO 5. .........
81. Did you face any embarrassing situation in the reception?

1. Yes 2. No.

82. If the answer is yes, what was the embarrassing situation ?

83. How long do you have to wait in reception for treatment?

84. Did your child have any problems during the treatment? 1. Yes 2. No.
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85. If the answer is yes, what was the problem?-

86. Did you have to spend any money to receive treatment at this center?

1. Yes 2. No.

87. Is this institution providing regular physiotherapy services to your child?
1. Yes 2. No.

88. Did the physiotherapist treat you well? 1. Yes 2. No.

89. Did physiotherapist provide physiotherapy care to your child carefully?
1. Yes 2. No.

90. Does physiotherapy assistant assist your child during treatment?

1. Yes 2. No.

91. How much time physiotherapy is given to your child at this center?

92. What therapy was given to your child in this organization?

1. Physiotherapy 2. Occupational therapy 3. Speech & Language therapy 4.
Counceling 5,

93. Did your child’s condition change due to the treatment of physiotherapy in this
institute?

1. Yes 2. No.

94. If answer is Yes, how much change the condition?

1. Verygood 2.Good 3. Fairlywell 4. Not good.
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CHAPTER-1 INTRODUCTION

1.1 Background:

Cerebral palsy is the devastating condition that is responsible for most of the physical
disability of child; “cerebral” refers to brain and “palsy” means abnormal tone or
weakness of the muscle (Palsy, 2001). Cerebral palsy is a non-progressive irreversible
lesion either single or multiple areas of the immature brain due to a developmental
abnormality of brain or injury of the brain during labor, at the time of birth or during
delivery (Cada& O’Shea, 2008). It is the most commonly occurring
neurodevelopment disorder beginning in the early stage of the neonatal period and
persists for while lifelong; besides this, some associated factors are responsible for
cerebral palsy. (Sharma &Sinha, 2016). Cerebral palsy is a non-progressive
permanent lesion of the immature brain. During childhood various types of motor
disease are affected, one of them cerebral palsy is more common thus pretentious the
central nervous system supplemented by alteration of sensation, perception,
communication, cognition, epilepsy and musculoskeletal disorders (Hwang et al.,
2011). Cerebral palsy Children always born with a variety of problems, so they need
different healthcare providers for their rehabilitation. Due to the complex presentation
of the cerebral palsy different healthcare providers such as physiotherapists,
occupational therapists, speech and language therapists and also other rehabilitation
team members always facing challenged to utilize the best available and effective
treatment approach for the better functional outcome for these disabled children
(Biwott, 2014). Different verities of cerebral palsy are available and their
rehabilitation depends on their clinical presentation.

1.2.Incidence and prevalence:

The incidence of cerebral palsy all over the world is 3-4/1000 live births and it is the
most common cause of the disability most of the child of their childhood in India.
(Rosario et al, 2016). The prevalence of CP is much higher in preterm infants than in
full terms infants (Vincer, Allen, Joseph, Stinson, Scott, & Wood, 2006). Worldwide,
the prevalence of cerebral palsy is 2.5% per one thousand live births (Tollanes,
Wilcox, Lie, &Moster, 2014). Cerebral palsy is 5 to 10 times more common in under

developing the territory of the world (Cruz, Jenkins, & Silberberg, 2006).
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Bangladesh is the developing country and the prevalence of Cerebral palsy in
Bangladesh was 3.7 per thousand of the child in a live birth (Murthy, Mactaggart,
Mohammad, Islam, Noe, Khan, & Foster, 2014). Another study conducted on the
prevalence of childhood disabilities and cerebral palsy in the community and
recommended that the prevalence of cerebral palsy in Bangladesh was 6.1/1000 in a
live birth (Tabib, 2009). The global natural prevalence of Cerebral Palsy is around 2
per 1000 live births (Oskoui, Coutinho, Dykeman, Jetté, &Pringsheim, 2013). The
World population-based studies estimated that the prevalence of cerebral palsy in
different countries ranging from 1.5 to more than 4/1000 of live births (Arneson,
Durkin, Benedict, Kirby, Yeargin-Allsopp, Braun, &Doernberg, 2009). Another
population-based study conducted in the USA in 2002, estimated that the prevalence
of spastic cerebral palsy in 1.76/1000 live births and each year in Australia nearly
600-700 infants being born with cerebral palsy (Economics, 2008). This prevalence in
Denmark was 1.95 perthousands of live births (Streja, et al 2015). The prevalence of
cerebral palsy in Iceland was between 2.2-2.3/1000 live births and it remained
constant from 1990-2003 (Sigurdardottir, Thorkelsson, Halldorsdottir, Thorarensen,
&Vik, 2009). The National Survey of Children Health (2012-2013) and National
Health Interview Survey (2011-2013) estimated that the prevalence of CP among
children (age range 2-17) per thousand of live births was 2.6 and 2.9 accordingly
(Peterson, Kamdar, &Hurvitz, 2019). The prevalence of disability due to cerebral
palsy in a population of children ages 2-9 years from both urban and rural populations
was estimated to be 70/1,000 for all grades of severity and 22/1,000 for serious
disability in Bangladesh (Mubarak et al, 2000).

1.3Classification of cerebral palsy:

According to the involvement of the central nervous system and muscle tone Evans
classified the cerebral palsy into the four categories such as 1) hypotonic, 2)
hypertonic, 3) dyskinetic and also 4) ataxia. The hypertonic varieties manifested with
stiffness, spasticity, and rigidity. This classification also supported and expanded by
the Swedish classification system, in this classification system categorized the
disorder into three different groups: spastic, ataxic and dyskinetic and also
subcategorized into hemiplegic, tetraplegic, or diplegic (Morris, 2007). On the basis
of the motor dysfunction cerebral Palsy is distinguished into five groups: a) Spastic,
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subgroup into hemiparesis (monoparesis), diplegic, quadriparesis (double
hemiplegia), b) Dyskinetic, including sub-groups- athetoid, dystonic, chorea,
ballismus, tremor, c) rigid, d) ataxia and e) mixed (Pervin et al, 2013).

Cerebral palsy can also be classified according to the anatomical site of the body
parts and topographic spreading of motor involvement thus includes monoplegia,
diplegia, hemiplegia, triplegia, Quadriplegia, and double hemiplegia (Jan 2006). Most
of the studies show that diplegia is the most commonly occurring form of cerebral
palsy which is prevalent from 30%-40%; however, the diplegic refers to the complete
involvement of the lower extremities in primarily although the upper extremities
involvement is incomplete (Dammann, 2018). 20% to 30% of cerebral palsy is
hemiplegia, it is considered by the involvement of the parts of one side of the body;
typically upper limb is more affected than the lower limb because of the bigger
cortical representation of the hand and arm compared to a smaller leg area
(Singhi,Ray, &Suri, 2002). Monoplegia cerebral palsy represent with involvement of
the single limb, this condition is only observed in case of very mild hemiplegic CP
(Sankar, &Mundkur, 2005). And when all four limbs are involved the appropriate
term used as quadriplegia, this is the most devastating type of condition and almost
25% of this condition required total rehabilitative care (Shevell&Bodensteiner, 2004).
When both arms are more affected than legs with unequal involvement then it refers
as double hemiplegia, another type of cerebral palsy is triplegia, it is rarer and very
difficult to explain clinically from double hemiplegia or milder asymmetric diplegia,
also Triplegic CP manifested as like the milder and very asymmetric double
hemiplegia and milder asymmetric diplegia (Matthews, & Wilson, 1999). Path-
physiologically cerebral palsy is classified into two types: Spastic or pyramidal and
non-spastic or extrapyramidal. According to the severity of the motor deficit, cerebral

palsy can be classified as mild, moderate and severe.

1.4 Etiology:

The exact cause of the cerebral palsy is yet unknown but there may be some
prominent predisposing factors thus have been identified as the major risk factors for
developed cerebral palsy (Abdullahi, Satti, Rayis, Imam, & Adam, 2013). Cerebral
palsy can be developed due to any phenomena that upset the fatal and neonatal

growing brain such as congenital malformation, growth retardation of the fetal,
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multiple pregnancies, maternal infections during fetal and neonatal growth, preterm
delivery and birth asphyxia, maternal uncontrolled hypothyroidism, perinatal stroke
and thrombophilia (Hankins Speer, 2003).

Male children are prone to develop cerebral palsy than female children at all
gestational ages (Wu, Croen, Torres, Van De Water, Grether, & Hsu, 2009).
Comparatively black ethnic infants have an increased risk of cerebral palsy than white
infants; however black infants were 29% more likely to have the chance of
developing cerebral palsy than infants (Wu, Xing, Fuentes-Afflick, Danielson, Smith,
& Gilbert, 2011). The leading cause of cerebral palsy is the premature delivery before
28 weeks of pregnancy (O'shea, et al, 2009). About 15% of preterm neonates who had
born in between 24 to27 weeks of gestation period may develop CP (Himpens, Van
den Broeck, Oostra, Calders, and Vanhaesebrouck, 2008). The prevalence of cerebral
palsy among the child who was born before 28 weeks of gestation was 8.2 and this
prevalence was reduced to 1.4 live births who born at 36 weeks of gestation
(Hirvonen et al., 2014).

Multifactor causes are responsible for cerebral palsy and the causal pathway is also
multiple and complex. About fifty percent of the cases there was no apparent
underlying case but some etiological factors or risk factors are responsible for CP
occurrence, these risk factors can be classified into three categories depending on the
timing on the offense such as prenatal, perinatal and postnatal (Taft, 1995). In
prenatally 70%-80% of the cerebral palsy is the direct consequence of acquired
unknown cases; congenital cerebral palsy is arisen due to asphyxia like birth
complication, delayed crying, a child with low birth weight and maternal any
complication during pregnancy as like maternal diabetes and hypertension (Obaidul,
Ehsanur, & Mohammad, 2018). A study showed that low birth weight was also
strongly associated with cerebral palsy. A total of 9% of the children with a birth
weight of less than 1000 g means low birth weights were diagnosed with cerebral
palsy. Birth asphyxia was still strongly interrelated with cerebral palsy and birth
weight (Kari, Else-Karin, & Anne, 2010). Neonatal jaundice in children born at term
is associated with disorders of psychological development (Rikke, Bodil, Michael,
Bjarne, &Jorn, 2010). Nearly 6% of congenital cerebral palsy occurs due to birth
complications like asphyxia (Taylor, 2001). In post-natally nearly about 10% to 20%
of cerebral palsy is developed, due to brain damage from bacterial meningitis, viral

encephalitis, hyperbilirubinemia, motor vehicle collisions, falls, or child abuse
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(Taylor, 2001). Abnormalities in the cerebrum and ischemic encephalopathy due to
hypoxia are two significant risk factors thus related to Cerebral Palsy, premature
delivery and low birth weight baby(<2500gm) also very prone to developed cerebral
palsy in an infant (Handryastuti, et al., 2018). A recent study suggested that post-term
pregnancy at 42 weeks or above also the risk factors for developing CP (Moster,
Wilcox, Vollset, Markestad, & Lie, 2010).

1.5 Clinical manifestation of cerebral palsy:

Children with cerebral palsy manifested the signs symptoms related to the motor
deficit and neurodevelopmental delay. Speaking straightforwardly, the neuromuscular
manifestations in spastic cerebral palsy are constant and persistent otherwise
manifestations of extrapyramidal CP are always variable. (Pakula, Braun, &Yeargin-
Allsopp, 2009). It is out most important to consequence in between non-
progressive/static and progressive manifestation of the cerebral palsy. Basically, in
metabolic and neurodegenerative disorders, there is a loss of previously acquired
milestones or slowing down the progression of all aspects of the development.
However, in the earlier onset and earlier stages of disease rate of regression is unclear
and/or may not evident. Apart from this the neurological manifestations of cerebral
palsy are delayed for at least several months due to the immaturity of the nervous
system Two types of motor deficit phenomena- negative phenomena and positive
phenomena are evident in the cerebral palsy child. Negative phenomena represent as
weakness, fatigue and incoordination and positive phenomena represent as spasticity,
clonus, rigidity, and spasms. Spasticity refers to the increased velocity dependent
muscle tone it is more frequent appearance due to hyperreflexia resulting from stretch

reflex hyper excitability (Jan 2002).

1.6Diagnosis of cerebral palsy:

Clinical assessment is the main diagnostic tool for Cerebral palsy (Rana, Upadhyay,
Rana, Durgapal, &Jantwal, 2017). Most of the cases the diagnosis of cerebral palsy
based on clinical sign and symptoms but complete physical and neurological
examination and also complete history taking with genetic background essential for
accurate diagnosis of the cerebral palsy, assessment of developmental milestone and

regular follow-up is very essential for young child for proper diagnosis (Ashwal et al,
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2004). Most of the cases cerebral palsy is diagnosed first two years of life, for
accurate diagnosis of the cerebral palsy child healthcare provider must examine the
developmental milestone, tone of the muscle, movement and postural control, hearing
and vision test and also balance and coordination, but sometimes healthcare provider
unable to diagnosed cerebral palsy then used some brain scanning method such as
cranial ultrasound, computed tomography (CT), magnetic resonance imaging (MRI),
and electroencephalogram (EEG) until the child aged reaches 4 to 5 years (National
Institute of Neurological Disorders & Stroke, 2013).

1.7 MultidisciplinaryTreatment approach of cerebral palsy:

As cerebral palsy cannot be fully cured, different therapeutic intervention with a
multidisciplinary team approach is used for secondary impairment prevention and
ensuring the child natural developmental milestone of the cerebral palsy child
(Sharan, 2005). Physiotherapy and occupational therapy are more frequently used for

functional improvement of the cerebral palsy child (Patel, 2005).

1.7.1.1Physiotherapy treatment- Traditional physiotherapy is used for school going
children because it accomplishes the necessity of active participation of the cerebral
palsy child, Physical therapist applied different exercises such as progressive
resistance exercises for improving muscle strength, range of motion exercises for
improving joint range of motion, static but gentle pain free stretches are performed for
prevent joint contracture and different healthcare providers such as physiotherapist,
orthopedic surgeon, occupational therapist and orthotist are contribute for designing
and implementing exercises thus improve posture and balance and increase gait and
mobility (Patel, 2005).

1.7.2 Occupational therapy- Occupational therapy plays a vital role in the
development of those skills which are essential for activities of daily living thus
include playing, feeding, dressing, grooming and also the task for fine motor skills

such as writing and drawing (Hoda, & Hamid, 2013).

1.7.3 Neurodevelopmental treatment- The objective of this technique is to facilitate

the motor development and prevention of muscle contracture and limb deformities

Page 6 of 83






	1.pdf
	2.pdf

