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Exploring the delays to diagnosis of endometriosis in the United Kingdom; a triphasic mixed-methods study
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Delay to diagnosis of endometriosis is a significant problem worldwide. The aim of this triphasic study was to explore reasons for the delay to diagnosis from a patient and healthcare worker perspective. Phase one involved distributing an online questionnaire via Endometriosis UK to explore women’s experiences of being diagnosed with endometriosis and analysed by content analysis. In phase two, the findings from phase one were used to design a qualitative study to explore the finer details of delays in diagnosis and analysed by grounded theory. Phase three involved focus groups interviewing GP’s, gynaecologists and nurses to explore their opinions on the findings from the phase two study. In phase one, 1252 women replied with an average delay to diagnosis of 5.5 years. Delay was attributed to patient factors (symptom recognition, seeking help), healthcare system issues (waiting times, referral pathways) and healthcare worker experiences (normalisation, general vs specialist gynaecologist). In phase two, 16 women took part in individual interviews. They provided significant detail into delays by detailing the triadic combination of coping mechanisms, health seeking behaviours and the process of adjustment to symptoms. Phase three findings from 15 healthcare workers provided insight into the preconception’s healthcare workers had ‘about the endometriosis patient’ and the challenges of recognising abnormal symptoms. Delay to diagnosis is multifactorial. It is hoped that the findings from this study will be used to encourage collaboration between professional bodies and patient groups to design a pre-diagnostic tool to facilitate diagnosis and reduce the delay time.
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