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Problem Statement: Epilepsy is the most common chronic neurological condition in childhood.The World Bank has prioritized epilepsy as a highly cost-effective condition to treat, as antiepileptic drug (AED) treatment is cheap and effective in controlling seizures. However, more than 90% of epilepsy patients in resource-poor countries, including Kenya, do not access this treatment for their condition. This treatment gap is thought to be influenced by various factors, including lack of access to or knowledge of AED treatment, financial restrictions, stigma, beliefs about the causes of epilepsy, and poor communication between health care providers and service users.

Objectives: To examine possible intervention strategies to reduce the epilepsy treatment gap in Kilifi District by exploring stakeholders’ perceptions of epilepsy and its treatment; and to use this data to develop alternative intervention strategies based on the expressed needs and perceptions of the stakeholders.

Design: Qualitative study.

Setting and Population: The catchment area of Kilifi District Hospital (KDH), in the Kilifi District, on the coast of Kenya. Purposive samples of stakeholder groups—children with epilepsy, their families, and service providers (allopathic and traditional)—were recruited for the study. Participants were selected to reflect a spectrum of severity of epilepsy, level of parental education, and previous inclusion in AED drug studies in order to elicit a range of views and perspectives.

Results: In our hospital, AEDs were provided at little or no cost, but adherence was still below 10%. In-depth individual interviews and focus group discussions were conducted with parents of children previously involved in AED studies as well as with traditional healers, community health workers, and doctors. A thematic analysis of the data identified factors contributing to the epilepsy treatment gap in Kilifi District, including beliefs about the nature of epilepsy and its treatment, regulatory and supply factors, financial constraints, and information, education and communication (IEC) issues at the provider, patient, and caretaker levels. Participatory workshops are currently being held, using this data to negotiate an intervention with key stakeholders.

Conclusions: Although other studies have focused on the epilepsy treatment gap, the process of our study is different to most in that we have aimed to base our intervention on the expressed needs and perceptions of community members. Identifying the cultural context, values, beliefs, and community norms of stakeholders promotes the design of a more effective and sustainable intervention to improve the use of AEDs. The intervention will form phase II of this study, to begin in mid-2004.
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