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Introduction 
Neurodevelopmental disorders (NDD) encompass an assortment of conditions that can be labelled as a 
syndrome involving genetic disorders, certain impairments in the brain possibly occurring during the 
developmental period such as cerebral palsy, intellectual disability with probable conditions that lead to 
functional limitations (Rahman, et al., 2002; Behrman, et al., 2007). Children suffering from such 
disabilities generally remain at a loss to make an official mark in the general population, either in the social 
context or in the echelons of decision-making hierarchy (UNICEF, 2020). Lower- and middle-income 
societies have a higher likelihood of having to deal with children suffering from NDD. According to World 
Health Organization, almost 93 to 150 million children of these countries suffer from some kind of 
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Abstract: Parenting a child with neurodevelopmental disorder (NDD) is related to higher rate of anxiety, 
depression, stress, and reduced quality of life but there is a lack of knowledge about the psychosocial predictors 
of psychological distress among these caregivers. To investigate the relationship between psychosocial 
predictors and caregiver-burden having children with NDD. In a Cross-Sectional study, data was collected from 
100 primary caregivers of children aged 2–12 years from various cities of Pakistan (Rawalpindi, Islamabad, 
Lahore and Karachi) during the period from June 2020 to February 2021. Sample included 55females and 
45males, of 15-68 years (M=36.92 SD=1.55). Socio-Demographic Form and Care-giver Burden Inventory was 
employed. Majority of participants (30%) accomplished 14 years of education, were married (77%) with mean 
number of 2children. 25% were mothers, 54% lived in a joint family system and 47% reported having been the 
caretaker for 1-5 years. Mean score of caregiver burden inventory was 35.88 (SD=20) showing mild level of 
burnout. No significant mean difference of caregiver burden surfaced between males and females, shown by 
independent sample t-test (t97.98= -.179, p>0.05). Results of multiple regression with participant’s education, 
gender, age, family system, marital status, duration of caretaking showed that these did not significantly 
predict caregiver burden F (7, 91) = .817, p>0.05. Interventions aimed at improving the wellbeing of caretakers 
should be made part of treatment of children with NDD. Future studies should include larger sample and study 
the stigma in exploring the psychosocial predictors of burnout among such caretakers. 
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disability (WHO, 2011). Limited resources for maternal and child health remain a hallmark in timely dealing 
with issues arising during the prenatal and postnatal period, dietary deficits and pre-birth infections 
(Bitta, et al., 2018). 

Prior research has established those behavioral problems exhibited by children serve as a significant 
predictive factor, both directly and indirectly, about caregiver burden (Raina et al., 2005). Research has 
indicated that, although mothers predominantly assume the role of primary active caregivers, the 
caregiving responsibilities associated with children who have special needs can result in significant anxiety 
and stress for caregivers, irrespective of their gender (Toledano-Toledano, et al., 2019)This especially 
impacts the individual that frequently assumes the role of caregiver, commonly the mother, who bears a 
disproportionate amount of the stress associated with caregiving responsibilities (Walkowiak, 2025). 
Additionally, various demographic factors, including the gender of the child (for instance, female rather 
than male) and age (such as children aged 1 to 5 years), may contribute to heightened psychological 
challenges faced by caregivers (Ndu, et al., 2020) 

Dealing with children is a very challenging task and the problems encountered during the course in 
limited resource societies compound the already existing issues (Carnevale, et al., 2008; Parkes, et al., 2011; 
Thrush & Hyder, 2014). The wholesome deal of preventive, diagnostic, and management modulation is 
generally ignored while placing a healthcare plan in practice. This poses a challenge to public health 
management. It tends to drain the healthcare system of its resources and limits the outputs that reach the 
caregivers in the form of replenished quality of life and mental wellbeing. The focus of most researched 
has concentrated upon countries with adequate healthcare resources as compared to low- and middle-
income countries with the lack of knowledge thereof (Newton, 2012; Scherer, et al., 2019). 

Studies based on the countries having well established healthcare resources show a higher trend in 
stress, fatigue, anxiety and depression among caregivers of these children (Fritz & Sewell-Roberts, 2020; 
Masefield, et al., 2020). Various frameworks defining involvement in caregiving and the employed practices 
in this sphere highlight many additional factors involved in it. Some of these factors act as buffers and 
reduce caregiving burden among caretakers such as family and social support, parenting styles overall 
functioning of the family (Majnemer, et al., 2007). All these features make it altogether important to 
understand the psychological factors involved in caregiving experiences. To our knowledge, no studies on 
the psychological burden of a child diagnosed with NDD on a caregiver have been conducted in Pakistan.  
So present study was designed with aim is to explore level of burnout experienced by caregivers resulting 
from their caretaking duties and the role of psycho-social factors.  
 
Methodology  
Objectives 
The present study has the following objectives:  

1. To determine the level of burnout experienced by caregivers resulting from their caretaking duties. 
2.  To investigate the relationship between psychosocial predictors and Caregiver-burden among the 

caretakers of children with neurodevelopmental disorders. 
 

Research Design 
The present study uses a cross-sectional research design through purposive convenient sampling.  
 
Sample 
The present study's participants were 100 primary caregivers of children aged between 2 and 12 suffering 
from NDD from various cities of Pakistan, including Rawalpindi, Islamabad, Lahore, and Karachi, with the 
following inclusion and exclusion criteria:  

Primary caregivers of children aged 2–12 years diagnosed with NDD who could read English and had a 
smartphone to complete the online questionnaires were included. Individuals with some serious 
physical/mental health issues, had some surgery or serious traumatic event in past 6months were excluded 
from the study. The term ‘primary caregiver’ was operationally defined as the person responsible for the 
daily care and decision-making in the best interest of child.   
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Instruments  
Following instruments were used in the study:  

1. Demographic Sheet: It sought age, gender, education level, marital status, family system format of 
caretaker, duration of caretaking, status of being the only caretaker, and relationship with the child.   

2. Care-giver Burden Inventory: It is a 24-item multi-dimensional self-report questionnaire 
measuring caregiver burden with 5 subscales: (a) Time Dependence; (b)Developmental; (c) 
Behaviour; (d) Physical Burden; (e) Social Burden; (f) Emotional Burden. Scores for each item are 
evaluated using a 5-point Likert scale ranging from 0 (not at all disruptive) to 4 (very disruptive). All 
of the scores on the 24-item scale are summed and a total score >36 indicates a risk of “burning out” 
whereas scores near or slightly above 24 indicate a need to seek some form of respite care. It 
approximately takes 10-15 minutes to complete. Internal consistency reliability of each factor 0.85, 
0.85, 0.86, 0.73, and 0.77, respectively (Caserta, Lund, & Wright (1996).  

 
Procedure  
Following procedural steps have been undertaken:  

1. Before the study started, the ethical committee Psychological Research Wing, Personnel 
Administration Directorate (General Headquarters Rawalpindi) has been secured (Serial No. 
AP2/2020).  

2.  Permission from the author was sought to use the scale. 
3.  All the participants were selected using convenience-purposive sampling and the snowball sampling 

technique.  
4. They were sent the assessment pack, which comprised written informed consent, demographic 

sheet, and Caregiver Burden Inventory, via email and WhatsApp.  
5. They filled it and sent it back to the researcher.  
6. Telephone calls provided any clarification and explanation needed to understand the questions.  
7. Participants were ensured confidentiality and privacy. The data was evaluated and analyzed in SPSS-

26. 
 
Results 
Around 100 caretakers participated in study, of which 55 were females and 45 were males. The 
demographics of participants studied in this research with their frequency and percentages are stated in 
table 1 as follows.  
 
Table 1 
Demographic Characteristics of Participants (n=100) 
Variable Mean/Frequency 
Age range  

15-68 M=36.92 (SD=1.55) 
Gender  

Male 45 
Female 55 

Level of education  
Primary 9 
Middle 4 
Matriculation 21 
Intermediate 16 
Bachelors 30 
Masters 15 
Post-graduation 3 

Marital status  
Married 77 
Single 23 
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Variable Mean/Frequency 
Family system  

Nuclear 54 
Joint 46 

Duration of caretaking  
Less than 1 year 27 
1 to 5 years 47 
More than 5 years 26 

Are you the only caretaker?  
Yes 29 
More than one 71 

Relationship to child  
Mother 38 
Father 29 
Sibling 17 
Aunt/uncle 4 
Grandparents 5 
Other (cousin/nephew/daughter-in-law) 8 

 
The level of burnout faced by caregivers was determined through Caregiver burden inventory. The 
Cronbach’s alpha reliability was found to be 0.917 which is a good level of reliability. The overall mean 
score of caregiver burden inventory was 35.88 (SD=20) which shows a mild level of burnout. It was 
observed that majority of the participants were at the risk of burning out (41%) while 26% were in need of 
some form of respite care.  
 
Table 2 
Reliability of Caregiver Burden Inventory (CBI) (n=100) 
     Range 
Variables N M S. D α Actual Potential 
CBI 24 35.9 20 0.917 1-95 0-96 

 
Table 3 
Prevalence of Burnout among Caregivers (n=100) 
Scale Minimum Maximum Mean (SD) 
Caregiver Burden Inventory    
Total Score 0 96 35.9 (20) 
0-23 (no burnout)   33% 
24-35 (need respite care)   26% 
36 and above (at-risk of burning out)   41% 
Subscales    
Time dependency 0 20 9.69 (5.49) 
Development 0 20 7.94 (5.18) 
Emotional health 0 20 6.18 (5.47) 
Social relationship 0 16 5.91 (4.55) 
Physical health 0 16 5.89 (4.6) 

 
Table 4 shows comparison of mean scores between males and females on caregiver burnout inventory. 
There was no significant mean difference of caregiver burden between males and females as shown by 
independent sample t-test (t97.98= -.179, p>0.05). Multiple regression was calculated using participant’s 
age, gender, level of education, marital status, family system, duration of caretaking and any other 
caretaker. Result showed that these variables did not statistically significantly predict caregiver burden F 
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(7, 91) = .817, p>0.05 (Table 5). Therefore, it can be deduced that these psychosocial predictors do not cause 
burnout among the caretakers of children with neurodevelopmental disorders. 
 
Table 4 
Independent Sample t-test to Compare Means Across Gender (n=100) 
 Male (n=45) Female (n=55)   95%CL 

  M S. D M S. D t p LL UL 

CBI 35.49 17.95 36.2 21.7 -.176 .861 -8.73 7.31 

 
Table 5 
Multiple Regression Analysis to Explore Psycho-social Predictors of Burnout among Caregiver of Children with NDD 
(n=100) 
Variables R R2 ∆ R2 Β SE β t Sig(p) 
Model 1 .243 .059 -.013     .576 
Age    -.139 .175 -.094 -.792 .431 

Gender    .622 4.176 .015 .149 .882 

Level of Education    -.936 .628 -.161 -1.492 .139 

Marital status    -2.599 5.563 -.055 -.467 .642 

Family system    4.279 4.218 .107 1.015 .313 

Duration of caretaking    -1.970 2.838 -.072 -.694 .489 

Any other caretaker?    -.174 4.748 -.004 -.037 .971 

*p < 0.05, ** p< 0.01 
Note. R2 = amount of variance explained by IVs; ∆R2= additional variance in DV; B = Unstandardized 
coefficient; SE= Standard Error; β = Standardized coefficient; t = estimated coefficient 
 
Discussion 
Managing a child with neurodevelopmental delays or disorder requires significant input from their 
respective caregiver which, in most cases, is inherently bound to continue for a long period of time. In the 
present study, researcher aimed to explore level of burnout experienced by caregivers resulting from their 
caretaking duties and the role of psycho-social factors like age, gender, level of education etc. It was found 
that majority of the participants were experiencing burnout, and a moderate number of participants were 
in need of respite care and intervals of breather from their caretaking duties. Esezobor et. al. (2020) 
reported parallel conclusions in a similar study design focusing on caregivers to identify psychological 
distress and burden of handling children with nephrotic syndrome. They found that 17% of caregivers 
stated a substantial burden of caregiving while 31% experienced psychological distress. Reis et. al (2020) 
also reported that caregivers of children with neurodevelopmental disorders felt tired and unwell. Another 
study conducted in Nepal also reported higher psychological distress in caregiver of children with 
neurodevelopmental disorders in around 46% of caregivers. Thus, it can be noted that burnout faced by 
caregivers in this study is in line with findings of studies conducted on Nepal and low-middle income 
country like India.  

 Review of literature suggests that caregiver burden vary across gender however, current evidence on 
sex and gender differences on burden faced by caregivers of patients with mental health issues is limited 
therefore, current study explored gender differences in level of burden faced by caregivers however no 
significant difference was found. There is evidence (Schaffler-Schaden et. al. 2021) that suggests gender 
differences to be the predictors of caregiver burden however further research is required to substantiate 
the hypothesis.    

Additionally, empirical finding suggested that various socio-demographic characteristics act as risk 
factors for caregiver burden. These factors include sex, education level, hours spent caregiving, being the 
primary caregiver etc. (Martínez et. al. 2012).  Present study also explored the relationship between such 
characteristics and caregiver’s burden however results of multiple regression analysis were non-
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significant denoting that psychosocial predictors do not cause burnout among the caretakers of children 
with neurodevelopmental disorders. Based on the available evidence (Toledano-Toledano et. al. 2019), the 
role of psychosocial and socio-demographic factors should be studied further to advance the 
understanding of relationship between these factors and caregiver burden.  

Limitations of study includes small sample size which makes it difficult to explore differences across 
various sociocultural and multi-demographic factors. Furthermore, caregiver burden and burnout are 
multifaceted variables that can be studied in more than one way thus, additional instruments, if used, can 
help attain a more in-depth exploration of these variables.  
 
Conclusion 
The study found majority of caregivers are primarily at-risk of burnout while others may be in need of 
some form of respite care and breathers while carrying out their caregiving duties. Therefore, interventions 
that include the dimension of wellbeing of caretakers are likely to have a lasting and operative effect in 
meeting the durability of treatment modulation. Multidimensional approaches accentuating the 
importance of psychological health of caregivers will have a stronger impact in the overall environment of 
taking care of a child with neurodevelopmental disorders. Future studies should include a relatively larger 
sample size to incorporate diverse perceptions over the role of social support. The cultural stigma attached 
to neurodevelopmental disorders should also be studied for an in-depth understanding of the processes 
happening in the background that effect and play a role in identifying psychosocial predictors of burnout 
among caretakers.  
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