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ABSTRACT… Cerebral palsy(CP) is the term for a group of brain disorders, caused by damage 
to parts of the developing brain that control muscle movement, balance, and posture before 
birth, during birth, or immediately after birth. Caregivers of children with CP often experience 
high levels of caregiving burden. Objectives: The aim of this study was to explore correlation of 
factors with the presence of burden on primary caregivers of CP children. Study Design: Cross-
Sectional study. Setting: Department of Physiotherapy, Children Hospital, Lahore. Period: March 
2017 to June 2017. Material & Methods: Was conducted among caregivers of CP children 
to measure caregiver burden. The study sample consisted of a total of 100 caregivers was 
selected using non probability convenient sampling technique. Primary caregivers of a CP child 
(aged less than 18 years) were included. Caregiver Difficulties Scale (CDS) as used to measure 
caregiver burden. The data was analyzed and interpreted to measure the caregiver burden. 
Results: The mean age of caregivers participated in the study was 34.15± 6.76 years while 
mean age of their CP children was 6.35±4.52 years. Geographical area, socioeconomic status, 
caregiver’s age, total number of children and CP child’s age and gender showing correlation 
with caregiver burden by having significant p- value < 0.05. Conclusion: Geographical area, 
socioeconomic status, caregiver’s age, total number of children and CP child’s age and gender 
have significant association with caregiver burden while types of cerebral palsy and degree of 
disability has no correlation with caregiver burden.

Key words: Caregiver Burden, Cerebral Palsy, Caregiver Difficulties Scale, Gross Motor 
Function Classification System.
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INTRODUCTION
A cerebral palsy is a group of neurological 
disorders that cause permanent and non-
progressive damage of motor areas of immature 
brain occurring during childbirth or after it and 
produce movement dysfunction, posture, balance 
and muscular in coordination and may lead to a 
limitation of activities or other musculoskeletal 
problems.1-4 Worldwide prevalence of cerebral 
palsy is 2 to 2.5 cases per 1,000 births.4,5

Caregiving for these CP children causes burden 
of care because these children are different from 
normal ones and need extra care and attention 
in regards to their physical disabilities and 
limitations. This type of burden may adversely 
impact on caregiver’s physical and mental 

functioning, child behavior and health and family 
relations.6

Caregiver burden is a combination of both a 
precursor and consequence of many influences 
in everyday life associated with caregiving 
experience, such as the role of family support, 
interpersonal relationships, child illness, disability, 
mental disorder or differences among siblings 
raised in same home. If this burden persists, it 
may lead to parent’s health deconditioning as 
well as serious physical and behavioral disorders 
of the child.7,8

Most of the recent studies concluded that 
parent caregivers of CP children, in general with 
parent caregivers of children with other chronic 
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developmental disabilities, are at an amplified 
hazard for caregiver burden9, anxious/depressive 
symptoms10,11, decreased psychological well-
being and decreased health.3,6,12

Despite the fact that modern-day studies on 
the caregiver’s burden of disabled children 
continue to be rare, a few investigations have 
demonstrated the onset of burden and stress in 
caregivers of disabled children due to presence 
of many distinct which in large part correspond 
with those found in the previously mentioned 
researches.10,11,13

The prevalence of cerebral palsy is high in 
Pakistan, however, it needs to be further explored. 
Because after intensive literature search, it was 
developed that the parenting or caregiving burden 
details regarding frequency, types and etiology 
of CP is very scarce in our country. So, the aim 
of the study was to measure the association of 
factors with the presence of burden on primary 
caregivers of children with cerebral palsy (CP). 

MATERIAL & METHODS
This study was a cross-sectional observational 
study which was completed in 4 months duration 
from February 2017 to June 2017 after the 
approval of synopsis and data was collected 
from Outpatient Department of Physical Therapy, 
Children Hospital Lahore, Outpatient Department 
of Physical Therapy, Pakistan Society for the 
Rehabilitation of the Disabled (PSRD), Lahore and 
Mobility Quest, Cavalry Ground-Cantt, Lahore.

A total of sample 100 was taken through non-
probability convenient sampling technique. 
Caregivers of CP children (aged less than 18 
years) who were the main caregiver of their CP 
child were included. Primary caregivers who 
had any disease or problem, had additional care 
giving responsibilities outside of routine parental 
care such as caring for a disabled adult or an 
elderly person, employed caregiver or hired a 
maid or nurse for taking care of a baby were 
excluded. Informed consent was taken from the 
caregivers of CP children. Then, each participant 
filled a questionnaire which includes questions 
on socio-demographic details of the caregiver 

and child, and child’s past medical history and 
the presence of functional impairments. Medical 
records were used to confirm type of cerebral 
palsy and functional impairments the of the child 
and Gross Motor Function Classification System 
(GMFCS) level respectively.14,15

To evaluate caregiver burden, the Caregiver 
Difficulties Scale (CDS), was used which is the 25 
item questionnaire.16 All item were scored on a 
5-point (0-4) Likert-type scale, they were indicating 
the amount of each caregiving experience as 
perceived by the respondent; with a final total 
score ranging from 0 to 100. CDS total score 
less than 50 represents presence of increased 
caregiver burden while CDS score more than 50 
represents minimum caregiver burden. The data 
was analyzed using SPSS version 25. Statistical 
significance was P = 0.05. Descriptive Statistics 
like Frequency tables were used to show summary 
of CDS score and other variables, and Pearson 
correlation was used to see association among 
CDS score and other variables.

RESULTS
Demographic characteristics of the caregivers 
who participated in the study are shown in Table-I. 
The mean age of caregivers was 34.15 years (SD 
= 6.77), 100% of whom were mothers of children 
with cerebral palsy. The mean age of the children 
was 6.35 years (SD = 4.52), 57% were boys and 
43% were girls.

Variables Mean / Frequency
Gender (M / F ) 57/43
Child age 6.35±4.52
Caregiver age 34.15±6.77

Caregiver 
Education

Post primary or less 32
Secondary 22
Tertiary 46

Socioeconomic 
Status

Upper class 17
Middle class 60
Lower class 23

Number of 
Children

Only child 20
1 sibling 32
2 or more siblings 48

Family 
Structure

Nuclear 67
Three generations or extended 33

Geographical 
area

Urban 84
Rural 16

Age of child at time 
of diagnosis in 
months

12.99±7.50

Table-I. Caregiver characteristics (N=100)
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Different demographic variables were assessed 
for association with CDS scores. Geographical 
area, socioeconomic status, caregiver’s age, 
total number of children and CP child’s age and 
gender have significant association with caregiver 
burden (Table-II).

Correlation of variables with 
CDS Score r. P-Value

Gender 0.484 0.035*
Child age 0.249 0.013*
Caregiver age 0.239 0.017*
Caregiver Education 0.157 0.120
Socioeconomic Status -0.243 0.015*
Number of Children 0.358 0.036*
Family Structure -0.176 0.079
Geographical area -0.240 0.016*
Age of child at time of diagnosis 
in months -0.103 0.308

Type of cerebral palsy 0.118 0.244
GMFCS. 2 to <4 0.061 0.546
GMFCS. 4 to <6 0.037 0.718
GMFCS. 6 to <12 0.031 0.762
GMFCS. 12 to 18 -0.209 0.037*

Table-II. Correlation of independent variables with 
caregiver burden (CDS Score)
*Correlation significant at 0.05

DISCUSSION
Caregiver burden is an imperative worry among 
caregivers of cerebral palsy affected children. 
Limiting caregiver burden can prompt enhanced 
psychological wellness results for both parental 
figure and children.16 In Pakistan as a collectivistic 
culture, stress among caregivers is likely to 
differ from Europe (which have individualistic 
culture).16,17 Subsequently, this study intended to 
investigate factors that are related to caregiver 
burden in Asian setting, which were also 
mentioned in earlier studies.

There is absence of rehabilitation services in rural 
areas due to which caregivers have to travel long 
way from those areas in public transport to get the 
routine treatment sessions of their CP child. This 
creates an extra burden for these caregiver as 
they spend much time to reach the urban areas.16 
Family structure has no significant correlation 

with caregiver burden but socioeconomic status 
is significantly associated with caregiver burden. 
Interestingly, geographical territory and financial 
status both of these factors are freely connected 
with caregiver burden, because poverty expands 
the load for both the individuals who live in urban 
and rural territories. This result is supported as 
well as contradicted by previous researches, 
such as in a study concluded that the impacts 
of burden on the strength and prosperity of 
caregiver, the financial status is by all accounts an 
exceptionally significant.18 In a study, Raina et al. 
(2005) concluded that such factors have adverse 
effects on the physical condition and enthusiastic 
prosperity of the caregivers of CP children. These 
factors cannot be changed effortlessly, but they 
positively affect caregiver burden and indicate 
the need for mediations for them.12,13

The characteristics of CP child involve child age, 
gender, time of diagnosis of CP, level of disability 
and type of cerebral palsy. CP child age is 
significantly correlated with CDS score and shows 
significant association with increase caregiver 
burden because with progression of age of child, 
the demands of caring and dependency increase 
and result in increased caregiver burden. CP 
child gender is significantly correlated with 
CDS score and may be a source of significant 
caregiver burden while time of diagnosis of 
CP has no association with caregiver burden. 
Numerous researchers propose that one of the 
prime factors of the demands of care are children 
with disabilities due to chronic illnesses.12,13,19 But, 
according to result of this study, types of cerebral 
palsy and level of disability shows no correlation 
with caregiver burden. This result occur due to 
small sample size with variability of types of 
cerebral palsy and significant value (p-value) is 
>0.05 as well because this study includes almost 
all different types of cerebral palsy and GMFCS 
level for different age group. As each type require 
individually appropriate number of sample size 
but due to lack of resources and time we get only 
small sample size of 100 caregivers as a whole. 
And GMFCS for different ages shows p-value > 
0.05. The current study had not considered the 
behavior problems of CP children, which can have 
an innumerable influence on caregiver burden 
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along with the degree of debility. Furthermore, 
the CP child functional deficit assessment was 
confined to reports from their caregivers and 
details obtained from the medical histories. 
 
CONCLUSION
The parameters studied for evaluating 
association with caregiver’s burden, our study 
finds that geographical area, socioeconomic 
status, caregiver’s age, total number of children 
and CP child’s age and gender have significant 
association with caregiver burden while types of 
cerebral palsy and degree of disability has no 
correlation with caregiver burden. Further studies 
should be done by considering the quality of 
life, depression and self-efficacy of caregivers 
and to evaluate relationship between CP child 
improvement and caregiver burden. 
Copyright© 25 May, 2020.
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