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Objective: The study aimed to explore the perceptions of adult sickle cell disease patients regarding their quality of life. It also aimed to identify the challenges that the patients have to face to maintain their quality of life.
Methodology: A qualitative descriptive exploratory design was selected for the study. A purposive sample of 12 adult Sickle Cell Disease participants (seven males and five females) was selected from two different institutes, i.e. private and charitable organizations. The data was collected through a semi structured interview guide. The interviews were audio taped and were transcribed verbatim. Graneheim and Lundman (2004) guidelines were used for data analysis, which include data coding, categorization, and themes formation.
Results: Content analysis of the data revealed two major themes: factors enhancing the quality of life and factors impeding the quality of life. The analysis revealed that the adult Sickle Cell Disease patients experienced a positive support system from family, peers, and teachers. It also indicates that disease acceptance, knowledge about the disease, belief in spirituality, and financial stability helped to enhance and maintain their quality of life. The findings also uncovered inter-personal, intra-personal, and extra-personal challenges that leave the adult Sickle Cell Disease patients helpless and hopeless.
Conclusion: The study concludes that Sickle Cell Disease adult patients experience several challenges due to the complex nature of the disease, which immensely affects their quality of life. This study also identified that unemployment, poverty, stigmatization, low education level, and limited access to sickle cell centers increases the magnitude of the disease burden for the sufferers. This paper also provides a rich source of qualitative data providing the experiences of people living with this chronic illness. The study recommends all the stakeholders to formulate a uniform treatment plan, offer free health insurance policies, and provide access to sickle cell centers to reduce the disease burden and improve the patients' quality of life.


