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Abstract  

Background Caregivers of children with disabilities experience a stressful life with many 

overwhelming challenges. This study assesses the quality of life of caregivers and highlights the 

burden of disability they shoulder and who supports them. 

Methods This study followed a mixed-method cross-sectional approach. The quantitative 

component was administered on a randomly selected 400 caregivers of children with disabilities 

interviewed at the household level, with a response rate of 99%. Qualitative data collected through 

11 key informant interviews, 6 in-depth individual interviews and 7 focus group discussions with 

parents of children with disabilities.  Quantitative data were analyzed using the SPSS software and 

the qualitative data were analyzed using the open coding thematic technique. Reliability test was 

very high.  

Findings Mostly mothers are the caregivers of children with disability (93%) and in more than 

30% of the visited households providing care for more than one child with disability. Interviewed 

caregivers mostly belonged to poor, large size families and are mostly unemployed.  The study 

points out that the overall caregivers’ wellbeing score was 58%, 20% less than the wellbeing of the 

general population of the Gaza Strip.   Similarly, the overall caregivers' Parental Stress was 

reported at 55.2% with parental distress domain eliciting the lowest scores (52.4%). 

 

Although there are many difficulties facing caregivers of children with disabilities, the financial 

burden was the mostly prominent one that caregivers were challenged within securing medical 

services (83%), education (41.8%) and recreational activities (38.4%). Transportation and 

adaptation of public places were also major challenges that keep caregivers and their children 

home-bound.  

 

Support provided to families is mostly provided through charity lenses, mainly from social 

assistant programs that are not adequately disability sensitive.  Caregivers received little 

education and counseling on how to deal with their children. Most of the support provided to 

children with disability was provided by close family members (above 70%), while other people in 

the community like taxi drivers, salesmen at shops, people at religious or recreational places were 

showing less support.  Sadly, only nearly half of caregivers felt that doctors, nurses and other 

health providers are supportive. However, even those who are theoretically supportive within and 

outside the family are not providing actual help and as the circle widens support decreases.  

 

Regarding forgone opportunities, 75.25% had difficulties in securing recreational activities and 

leisure time and also forgone opportunities for socialization, attending social events and mixing 

with other people challenges as well as employment. With regard to the time use among caregivers, 

it was found that caregiving took a lot of time leaving much less time for rest, sleep and leisure 

activities, as the meantime for these combined was 3.7 hours daily and this affected their level of 

stress and wellbeing score (r = 0.324,0.260, p-value =0.001).The previous results were similar to 

qualitative results. 

 

Moreover, inferential statistics showed that having an older child, living in a poor, extended and 

large size family and having more than one child with disability are being associated with lower 

wellbeing scores and a higher level of stress with statistically significant differences in comparison 

with counterparts.  Strangely, the type of disability and gender of the child with disability did not 

show differences in the level of wellbeing.,  

 

Conclusion Caregivers with children with disabilities need to be targeted and supported through 

psychosocial programs, providing counseling and information, respite care and also financially 

supported.  There is a need to positively change services providers and the community members 

attitudes about disability and also modifying the package of services to be more disability sensitive 

services.    
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