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ANCA-associated vasculitis (AAV), a rare small vessel vasculitis, is a relapsing remitting disease that can cause rapidly progressive glomerulonephritis and progressive chronic renal failure. Diagnosis can be challenging, and remission induction and maintenance treatments include a combination of high dose glucocorticoids (GC) and immunosuppressants. Few studies have examined the patient experience in AAV. Qualitative research was performed using one-on-one interviews with 33 AAV patients (11 male) in 4 European countries. AAV duration (median 3.5 years, range 1-32) and age (25 in peak age group 40-80 years) provided insight into the patient journey from diagnosis to follow up. Thematic analysis of the interview transcipts demonstrated problems with: (1) Referral – a long journey to diagnosis led to long lasting psychological damage, worsened with treatment burden; (2) Recognition  - concern over low empathy and understanding of their needs by professionals; (3) Knowledge gaps – patients want to understand their future and return to normality; (4) Measuring response – they have a low awareness of how their response is assessed clinically and categories of response; (5) Decision making – they had a low involvement in treatment decisions; and (6) Unmet needs – while they are grateful for the efficiency of GCs,  they feel major side effects which impair function with evolving problems over their journey.  In conclusion, patient experience in AAV is challenging both pre- and post-diagnosis and treatment and evolves over time. Physicians need to consider AAV patients needs and wishes, and new therapies which reduce the significant treatment burdern are needed.
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