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Abstract
The current study aimed to assess the social and financial burden on primary caregivers of children living with disabilities. A descriptive cross-sectional hospital-based study was done at three outpatient psychiatric clinics, which included Soba University, Omdurman Military, and Altegani Almahi Hospitals in Khartoum, Sudan, from January to March 2019; 300 primary caregivers of children living with disabilities that met selection criteria recruited by simple random sampling method using interview questionnaire and Zarit burden interview scale and Data analyzed by SPSS version 22. This study revealed that most caregivers experienced financial and social burdens (42.0%) and (77.7%) respectively; besides, primary caregivers need special assistance and attention because they become frustrated by the heavy burden. Many studies have revealed that parents of children with psychiatric disorders experience both objective and subjective burdens. The objective burden denotes the disrupted daily life routines of the family and the restrictions on the social, occupational, and familial fields of quality of life, which arise from the child's illness. The subjective burden refers to the relatives' many psychological reactions, such as anxiety, anger, and depression. It should be notice that the parents' emotional reactions could affect the child's symptomatology, which can, in turn, increase the parents' emotional experience and siblings have the longest-lasting familial relationship when a disability is present; siblings may fulfill unique roles related to their brother or sister with disabilities, such as caregivers and advocates. Parents of children with disabilities report higher levels of stress than parents of typically developing children. Factors related to increased stress levels include financial challenges, which the level of parental education may exacerbate social support, psychological distress, child's diagnosis, and child behavioral problems. Previous studies have shown that objective and subjective aspects of family burden correlate with patient characteristics, such as severity of symptoms and number of hospitalizations, and family environment and support. In addition, variables related to illness perception, such as insight into the illness and internalization of parents' stigma, were also found to be positively associated with the family burden experienced by parents of children with psychiatric disorders.
Conclusion: in conclusion, in this study the researcher concluded that the primary caregivers of children living with disabilities suffered from different levels of social and financial burden while caring for their children. This finding puts in mind comprehensive assessment needs and provides informal and formal support to those families.
Importance of Research
Research in intellectual developmental disabilities in children has mainly focused on the burden on caregivers with those children. This includes studies reporting an increased social and financial burden on caregivers. As mentioned, there might be several negative aspects of IDD on caregivers.
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