Do have any social and financial burden on primary caregivers of children living with disabilities attending psychiatric outpatient clinic - Khartoum state – Sudan?
[bookmark: _GoBack]Amel A. Hassan
Alzaiem Alazhari University, Sudan 


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.
Biography:
Amel. A. Hassan, PhD, Licensed community nurse consultant, was born in Jeddah, KSA, and She Started out in education for community and psychiatric nursing for so many years. Bachelor of nursing, Alzaiem Alazhari University- 2007, MSc in community nursing, Gezira University, Sudan-2013, PhD in community nursing, Khartoum University, Sudan – 2019. Over 10 years of general nursing work in hospitals.
References:
1. Darsana, G.M and Suresh, V. Prevalence of Caregiver Burden of children with disabilities; international journal of informative and futuristic research, www. Ijif.com, volume4- issue8-April 2017 ISSN: 2374-1697.
2.  Park, K., and Seo, M. Care burden of parents of adult children with mental illness: The role of associative stigma; comprehensive psychiatry 70(2016) 159-164. Available at www. sciencedirect.com.
3. Burke MM, Heller T (2016). Disparities in Unmet Service Needs among Adults with Intellectual and Other Developmental Disabilities; Journal of Applied Research in Intellectual Disabilities. Published for the British Institute of disability by Wiley and Sons.
4. Burke MM, Lee C, Arnold CK, Owen A (2017). The Perceptions of Professionals toward Siblings of Individuals with Intellectual and Developmental Disabilities; intellectual and developmental disabilities; 55 (2): 72–83.
5. Cantwell, J., Muldoon, O. & Gallagher, S. (2015). The effect of confidence and social support on the association between stigma and depressive symptomology in parents caring for children with intelligent disabilities. Journal of Intellectual Disability Research. 59 (10), 948–957.
6. Fairthorne, J. de Klerk, N.  And Leonard, H. (2015). Brief Report: Burden of Care in Mothers of Children with Autism Spectrum Disorder or Intellectual Disability. J Autism Dev Disord; DOI 10.1007/s10803-015-2629-9
7. Feldman, D. B. (2007). Dimensions of mental illness stigma: what about mental illness cause social rejection; Journal of social and clinical psychology. 26 (2), 137–154.
8. Garg R., Arun P., and Chavan B S. (2017). Stigma among health professionals of Persons with Psychiatric Disorders. Indian Journal of Medical Science. 69 (2), 15-22.
9. Hailemariam KW (2015). The Psychological Distress, Subjective Burden and Affiliate Stigma among Caregivers of People with Mental Illness in AmanuelSpecialised Mental Hospital. American Journal of Applied Psychology; 4 (2): 35-49
10. Heather J. W and Elizabeth A. P. (2014). Family health professionals of Adults with Intellectual and Developmental Disabilities: Outcomes Associated with US Services and Supports; intellectual & developmental disabilities. 52 (2), 147–159.
11. http://www.unicef.org/sudan/Key_Facts__Children_with_Disabilities_in_Sudan.pdf 2013.
12. Johansson A., Andershed B. and Anderzen-Carlsson A. (2013). 5. Conceptions of mental health care – from the perspective of parents of adult children who have a mental illness; Scandinavian Journal of Caring Sciences http://urn.kb.se/resolve?urn=urn:nbn:se:oru:diva-34617.
13. Kerenhappachu M.S and Godishala S (2014). Care Giver's Burden and Perceived Social Sustenance in Mothers of Children with Mental Retardation; International Journal of Scientific and Research Journals. 4 (4),  2250-3153.
14. Marshall, J., Tanner, J. P., Kozyr, Y. A. and R. S. Kirby (2014). Services and supports for young kids with Down syndrome: parent and provider perspectives. Child care health and development. Doi: 10. 111/cch.12162, 9 pages.
15. Ohayon H, Pijnenborg GHM, Ben-Pazi S, Goldzweig TG (2017). Coping with information style and family burden: Possible roles of self-stigma and hope among parents of children in a psychiatric inpatient unit. European psychiatric; (42): 8-13.
16. Peer JW. Hillman SB (2014). Stress and Flexibility for Parents of Children with Intelligent and Developmental Disabilities: Journal of Policy and Practice in Intellectual Disabilities; 11 (2):92–98.
17. Seng BK (2014). Rationality and Reliability of the Zarit Burden Interview in Measuring Caregiving Burden. Annual of the Academy of Medicine, Singapore; 39 (10): 758- 763.
18. Tara L B, Andrea NW (2017). Psychometric Properties of Two Procedures of Crisis and Distress in Parents of Children with Intellectual and Developmental Disabilities. Journal of mental health research in intelligent disabilities; 10 (1): 30–49.
19. Yu J, Yap P, Liew TM (2018). The optimal short version of the Zarit Burden Interview for dementia caregivers: diagnostic utility and externally validated cutoffs. Aging and Mental Health; Doi: 10.1080/13607863. 2018. 1450841.  


