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ABSTRACT 

Introduction: Caregivers help a person in those actions which cannot be performed 

by an individual independently; a person’s personal needs, environmental barriers 

that hinders an individual’s abilities etc. This ultimately puts an increased burden 

on the caregiver. This study was conducted to determine the levels of caregivers’ 

burden among the parents of children with cerebral palsy. 

Material & Methods: A cross-sectional survey was conducted on 298 parents of 

children with cerebral palsy. Non-probability convenience sampling technique was 

used to collect data from the parents coming to the National Institute of 

Rehabilitation Medicine, Islamabad. The parents of children with cerebral palsy 

who were having auditory, cognitive or visual impairment were excluded from this 

study. Demographic information form and Caregiver Burden Inventory were used 

for the data collection. The data was analysed through IBM SPSS version 21 and 

results were presented in the form of frequency, percentages and mean ± sd with p-

value wherever needed.  

Results: the result of this study showed a greater need for respite and other services 

for caregivers of children with cerebral palsy. The overall Caregiver Burden 

Inventory score was 45.19 ± 11.9. Out of the total included participants, 163 

(54.33%) participants sometimes needed relief, 116 (36.67%) needed frequent need 

for relief and other services while 19 (6.33%) of the included parents rarely needed 

relief and other services. 

Conclusion: Majority of the caregivers of children with cerebral palsy needed relief 

and other services (compromise the growth, physical and emotional health and 

social relationship) to manage caregivers’ burden. 

Key Words: cerebral palsy, caregiver burden, emotional health, physical health, 
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INTRODUCTION 

Caregivers help a person in those actions which cannot 

be done by an individual including one’s personal needs 

and some of the environmental barrier.1 Parents are 

performing such activities for their children and it seems 

an obligation for parents to fulfil the health care needs 

and other daily requirements of their children.2 It is 

obvious that a child with a long-term disease is more 

dependent on his/her parents for the better physical 

condition and good social interaction. Surrounding in the 

house have a good effect on the health of a child and 

helps to decreases the negative impact. Children with 

Cerebral Palsy (CP) need long-term support which may 

cause problems to the caregivers. Parents or caregivers 

of such children focus on the care of these children which 

ultimately result in a low rate of work and a potential 

decrease in the income of caregivers or parents of these 

children.3 Moreover, it has been reported that caregivers 

or parents of such children need extra time to spend with 

their children and sometimes, they may lose their jobs 

which again affects the financial status of these parents.4  

In developing countries, the economic burden of caring 

for a disabled child has a great impact on the financial 

status of caregivers as a majority of these people belong 

to poor families. In addition, many parents devote 

enormous emotional resources and time to planning, 

finding and maintaining services for their children with 

disabilities.5 It has been reported that a CP child increases 

the severity and duration of their parenting tasks, and 

needs sufficient time for supervision of their normal 

activities of daily livings performed in a tailor-made 

way.6 

It is important to note that majority of the parents of 

children with CP are not satisfied by the care services 

provided and that’s one of the reasons that these parents 

are closely involved providing care to these children. 

Care of these children is a demanding job and it is clear 

from the literature that very few families have the ability 

to cope with such children.7 Despite the later fact, some 

caregivers have reported reasonable or less burden while 

managing these children.8 Literature suggests favorable 

effects on parents of CP children if they are provided 

with some types of interventions or trainings.9 For this 

purpose, it is recommended to know about the 

experiences of caregivers and to know about the facilities 

that help to improve the quality of life of these 

caregivers.10  

It is estimated that 1/1000 children in district Swabi, 

Khyber Pakhtunkhwa Pakistan are born with CP. The 

parents of disabled children of either intellectually 

challenged or hearing impaired children have a 
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substantial liabilities.11 Therefore, children with any sort 

of disability born in developing countries like Pakistan 

will have a significant impact on their parents. The level 

of caregivers’ burden may be different in developing 

countries from that of developed countries due to the 

unavailability of resources and unavailability of support 

services for CP children in the former countries. There is 

paucity in the literature regarding the burden on 

caregivers of CP children in our country, therefore, this 

study was designed with the aim to assess the levels of 

burden among caregivers of CP children. 

MATERIAL AND METHODS 

A cross-sectional survey was conducted to explore 

caregivers’ burden of CP children. The sample size was 

calculated through the open epi tool where the CP 

children population was set at 100000, hypothesize 

frequency of response rate of 75% with 95% confidence 

interval. A total of 289 sample size was calculated. The 

author collected the sample size of 300 to avoid any loss 

from the sample. A total of 2 respondents were excluded 

due to incomplete responses and data of 298 participants 

was reported in this study. 

Non-probability convenience sampling technique was 

used to collect the data. The data was collected from the 

National Institute of Rehabilitation Medicine, Islamabad. 

The duration of the study was six months. Parents of CP 

children were included in the study. Parents of CP 

children with hearing, cognitive or visual impairment 

were excluded from the study. The Demographic 

Information Form and Caregiver Burden Inventory were 

used to collect the data. Results of the study were 

presented in the form of frequencies, percentages, mean 

± SD. SPSS 21 was used to data analysis. 

RESULTS 

A total of 298 caregiver participated in this survey. Out 

of the total, 269 (90.3%) were female and 29 (9.7%) were 

male’s caregivers. Findings of this trial showed that the 

minimum age of children whose parents’ data was 

collected, was 1 year and the maximum age was 14 years. 

The mean age of these children was 4.46 ± 2.50 years. 

The minimum age of parents of these children was 19 

years and the maximum age was 53 years. The mean age 

of these parents was 32.25 ± 7.19 years.  

The result showed a greater need for relief and other 

services in caregivers of CP children. The overall 

caregiver burden inventory score was 45.19±11.9 which 

showed n=163 (54.33%) participants sometimes need 

relief and other services to manage caregiver burden. A 

total of 116 (36.67%) parents of CP children reported that 

they frequently need relief and other services, 19 (6.33%) 

reported rarely need for relief and other services. The 

responses of study participants about individual items of 

CBI are given in table 1.  

DISCUSSION 

The objective of the study was to explore caregivers’ 

burden among parents of CP children. Majority of the 

caregivers needed relief and other services to manage 

caregivers’ burden. Inadequate public-services design 

and effects of negative behaviours of others can result in 

the withdrawal of children and caregivers of CP children 

from community engagement.12 Accessible 

transportation services enable a person to travel or 

participate in work and social activities that’s ultimately  

inspire one to explore and live a health life.13 There are 

cars that are equipped to transport non-ambulant people 

which might be one of the solutions to limited moment 

in these children.14 Moreover, going outside may be 

correlated with a decrease in burden on the caregivers.  

The current study showed that caring the CP child is time 

consuming activity as such children are fully dependent 

on their caregiver for activities of living and compromise 

the growth, physical and emotional health and social 

relationship of caregivers. Studies suggested that mostly 

time of caregivers is taken by these children’s duties like 

medicine management, physical therapies, helping with 

mobility and arranging appointments and equipment for 

them.15,16 If a caregiver has some sort of disorders and 

also managing a CP child then this will lead to greater 

effort to manage such children. The children who have 

any disability or disorder are relaxed but the family 

members or caregivers who are responsible for their 

activities’ management are very stressful.15, 17, 18 

The results of our study showed that social relationships 

of caregiver with their friend and family members were 

compromised due to less time available for such 

activities. There is a dilemma whether relief is or not 

provided by friends, family and loved ones. It has been 

reported that caregivers were rarely helped by their 

extended family and friends. One of the reasons for this 

could be lack knowledge to care for these children as 

these children have special needs and dealing them is not 

an easy task. In few cases, the mother and the father are 

looked after by their child and share or alternate the task. 

When both parents are active guardians, their primary 

goal is child care and this can reduce the chances of 

spending time alone for such couples. In addition, respite 

care is often difficult in other cases and mothers assume 

the role of primary caregiver, while many fathers accept 

responsibility for bread earning for the family.18, 19 

In current study caregivers also reported that CP children 

might increase the severity and duration of the their 

parenting tasks, such as providing supervision, tailor-

made activities and activities to meet these children's 

needs.20 The sleep of the caregivers is also affected due 

to the child extra care and caregivers are advised to take 

proper rest at night.10 Fatigue prevent caregivers from 

even thinking about leaving home that accompanies 

these caregiver activities and long periods of sleep 

deprivation.10,21-23 This is not easy for parents of CP 

children to maintain their relationships with their friends 

due to their commitment to manage their CP child which 

lead the parents to think that their lives became different 

compared to their friends.21, 22 

The parents of the children with CP indicated that they 

cannot share their feelings with others who have not 

experienced to be parents for a CP child. These parents. 

Sometimes, can be socially and mentally isolated. The 

possibility of changes in family relationships of 

caregivers is experienced. It has been reported that the 

families of children with CP experienced unwelcoming 

marital affairs and sometimes having a CP child could be 

a source of divorce among couples.13 The birth of the 

disabled child cause extra stress on family and also put 

pressure on marital relationships.24-26 

A study conducted in Pakistani population where the 

level of stress and caregiver burden among caregivers of 

CP children in Lahore was evaluated reported moderate 

level of stress in all caregivers. The satisfaction related 

to their emotional health, physical health and social 
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relationship was significantly compromised by being a 

caregivers of CP children.27 

CONCLUSION 

The study concluded that majority of caregiver needed 

relief and other services to manage caregivers’ burden. 

The caring of a CP child is time consuming as such 

children are dependent on their caregiver for activities of 

daily livings. These things may compromise the growth, 

physical and emotional health and social relationship of 

these caregivers.  

REFERENCES 

1. Boots LM, Wolfs CA, Verhey FR, Kempen GI, 

de Vugt ME. Qualitative study on needs and wishes of 

early-stage dementia caregivers: the paradox between 

needing and accepting help. International 

Psychogeriatrics. 2015;27(6):927.  

2. Muskat B, Burnham Riosa P, Nicholas DB, 

Roberts W, Stoddart KP, Zwaigenbaum L. Autism 

comes to the hospital: The experiences of patients with 

autism spectrum disorder, their parents and health-care 

providers at two Canadian paediatric hospitals. Autism. 

2015;19(4):482-490.  

3. Penning MJ, Wu Z. Caregiver stress and mental 

health: Impact of caregiving relationship and gender. The 

Gerontologist. 2016;56(6):1102-1113.  

4. Chambers HG, Chambers JA. Effects of 

caregiving on the families of children and adults with 

disabilities. Physical Medicine and Rehabilitation 

Clinics. 2015;26(1):1-19.  

5. Bauer JM, Sousa-Poza A. Impacts of informal 

caregiving on caregiver employment, health, and family. 

Journal of Population Ageing. 2015;8(3):113-145.  

6. Bell RQ, Harper LV. Child effects on adults. 

Routledge; 2020. 

7. Durlak JA. Programme implementation in 

social and emotional learning: Basic issues and research 

findings. Cambridge Journal of Education. 

2016;46(3):333-345.  

8. Chiluba BC, Moyo G. Caring for a cerebral 

palsy child: a caregivers perspective at the University 

Teaching Hospital, Zambia. BMC research notes. 

2017;10(1):724.  

9. Nijhof SL, Vinkers CH, van Geelen SM, et al. 

Healthy play, better coping: The importance of play for 

the development of children in health and disease. 

Neuroscience & Biobehavioral Reviews. 2018;95:421-

429.  

10. King S, Teplicky R, King G, Rosenbaum P. 

Family-centered service for children with cerebral palsy 

and their families: a review of the literature. Elsevier; 

2004:78-86. 

11. Imran Haider S, Waqar Ahmed A. Caregiver 

Burden among Parents of Hearing Impaired and 

Intellectually Disabled Children in Pakistan. Iranian 

Journal of Public Health. 2020;49(2):249.  

12. Espey J, Harper C, Jones N. Crisis, care and 

childhood: the impact of economic crisis on care work in 

poor households in the developing world. Gender & 

Development. 2010;18(2):291-307.  

13. Van Acker V, Van Wee B, Witlox F. When 

transport geography meets social psychology: toward a 

conceptual model of travel behaviour. Transport 

Reviews. 2010;30(2):219-240.  

14. Ross T, Buliung R. Access work: Experiences 

of parking at school for families living with childhood 

disability. Transportation research part A: policy and 

practice. 2019;130:289-299.  

15. Guillamón N, Nieto R, Pousada M, et al. 

Quality of life and mental health among parents of 

children with cerebral palsy: The influence of self‐
efficacy and coping strategies. Journal of clinical 

nursing. 2013;22(11-12):1579-1590.  

16. Abberley P. The concept of oppression and the 

development of a social theory of disability. Disability, 

handicap & society. 1987;2(1):5-19.  

17. Sandström K. The lived body—experiences 

from adults with cerebral palsy. Clinical rehabilitation. 

2007;21(5):432-441.  

18. Majnemer A, Shevell M, Law M, et al. 

Participation and enjoyment of leisure activities in 

school‐aged children with cerebral palsy. Developmental 

Medicine & Child Neurology. 2008;50(10):751-758.  

19. Lariviere-Bastien D, Racine E. Ethics in health 

care services for young persons with 
neurodevelopmental disabilities: A focus on cerebral 

palsy. Journal of Child Neurology. 2011;26(10):1221-

1229.  

20. Tal-hatu KH, Mordi EL. Impact of caring for 

children with cerebral palsy on the general health of their 

caregivers in an African community. International 

journal of rehabilitation research. 2007;30(3):191-194.  

21. Raina P, O'Donnell M, Schwellnus H, et al. 

Caregiving process and caregiver burden: conceptual 

models to guide research and practice. BMC pediatrics. 

2004;4(1):1.  

22. Loeb M, Eide AH, Jelsma J, Toni Mk, Maart S. 

Poverty and disability in eastern and western cape 

provinces, South Africa. Disability & Society. 

2008;23(4):311-321.  

23. Borg J, Lindström A, Larsson S. Assistive 

technology in developing countries: a review from the 

perspective of the Convention on the Rights of Persons 

with Disabilities. Prosthetics and orthotics international. 

2011;35(1):20-29.  

24. Njambi L, Kariuki M, Masinde S. Ocular 

findings in children attending occupational therapy clinic 

at Kenyatta National Hospital, Nairobi, Kenya. The 

Journal of Ophthalmology of Eastern, Central and 

Southern Africa. 2009;15(1) 

25. Green SE. “What do you mean ‘what's wrong 

with her?’”: Stigma and the lives of families of children 

with disabilities. Social science & medicine. 

2003;57(8):1361-1374.  

26. Resch JA, Mireles G, Benz MR, Grenwelge C, 

Peterson R, Zhang D. Giving parents a voice: A 

qualitative study of the challenges experienced by 

parents of children with disabilities. Rehabilitation 

psychology. 2010;55(2):139.  

27. Saba Rani SE, Arshad HS. Level of Stress and 

Caregiver Burden among Caregivers of Cerebral Palsy 

Children in Lahore City.  

 

 

 

 



www.rjhs.pk 

 55 

Table 1: Caregiver Burden Inventory Responses 

  
 

Never 

 

Rarely 

 

Sometimes 

Quite 

frequently 

Nearly 

always 

Time 

Dependency 

item 

He/she needs my help to 

perform many daily tasks 
0(0.0%) 8(2.3%) 94(31.5%) 145(48.7%) 91(17%) 

He/she is dependent on me. 0(0.0%) 5(1.7%) 85(28.5%) 154(51.7%) 54(18.1%) 

I have to watch him/her 

constantly 
0(0.0%) 13(4.4%) 91(30.5%) 138(46.3%) 56(18.8%) 

I have to help him/her with 

many basic functions 
0(0.0%) 15(5%) 95(31.9%) 136(45.6%) 52(17.4%) 

I don’t have a minute break 

from his /her chores. 
4(1.3%) 48(16.1%) 109(36.6%) 102(34.2%) 35(11.7%) 

Development 

Items 

I feel that I am missing out on 

life 
28(9.4%) 83(27.5%) 141(47.3%) 41(13.8%) 5(1.7%) 

I wish I could escape from 

this situation 
33(11.1%) 104(34.9%) 105(35.2%) 52(17.4%) 4(1.3%) 

My social life has suffered. 19(3.0%) 67(22.5%) 126(42.3%) 85(28.5%) 11(3.7%) 

I feel emotionally drained 

due to caring for him/her. 
6(2.0%) 41(13.8%) 163(54.7%) 81(27.2%) 6(2.0%) 

I expected that things would 

be different at this point in 

my life. 

18(6.0%) 81(27.2%) 142(47.7%) 51(17.1%) 6(2.0%) 

Physical 

Health Items 

I'm not getting enough sleep 13(4.4%) 41(13.8%) 136(45.6%) 81(27.2%) 27(9.1%) 

My health has suffered. 14(4.7%) 49(16.4 %) 114(38.3%) 93(31.2%) 28(9.4%) 

 caregiving has made me 

physically sick 
12(4.0%) 51 (17.1%) 104(34.9%) 103(34.6%) 28(9.4%) 

I'm physically tired. 8(2.7%) 47(15.8%) 113(37.9%) 100(33.6%) 30(10.1%) 

Emotional 

Health Items 

I feel embarrassed over 

his/her behaviour 
95(31.9%) 136(45.6%) 56(18.8%) 10(3.4%) 1(3%) 

I feel ashamed of him/her. 119(39.9%) 118(39.6%) 54(18.1%) 27(2.3%) 0 (0%) 

I resent him/her. 72(24.2%) 113(37.9%) 98(32.9%) 14(4.7%) 1(3%) 

I feel uncomfortable when I 

have friends over. 
35(11.7%) 86(28.9%) 144(48.3%) 31(10.4%) 1(3%) 

I feel angry about my 

interactions with him/her. 
44(14.8%) 109(36.6%) 129(43.3%) 16(5.4%) 0(0.0%) 

Social 

Relationships 

Item 

I don't get along with other 

family members as well as I 

used to with others 

55(18.5%) 130(43.6%) 98(32.9%) 13(4.4%) 2(.7%) 

My caregiving efforts aren't 

appreciated by others in my 

family. 

26(8.7%) 121(40.6%) 119(39.9%) 26 (8.7%) 6(2 0%) 

I've had problems with my 

marriage (or other significant 

relationship). 

94(31.5%) 85(28.5%) 87(29.2%) 27(9.11%) 5(1.7%) 

I don't get along as well as I 

used to with others 
55(18.5%) 85(28.5%) 116(38.9%) 37(12.4%) 5(1.7%) 

I feel resentful of other 

relatives who could but do 

not help 

20(6.7%) 79(26.5%) 144(48.3%) 50(16.8%) 5(1.7%) 

 

 


