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Background & Aims: von Willebrand Disease (VWD) is a rare, inherited, heterogenous, and under-researched bleeding disorder. The PIVOT-vWD UK dataset aims to
characterise the patient community in the United Kingdom (UK), informing health economics and outcomes research (HEOR), particularly in burden of iliness, healthcare

resource use, and patient preference.
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Real-world patient and caregiver voices providing the foundation for

future burden, preference and HRQoL research in vWD.

HEOR Use Cases utilising PIVOT-vWD
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Conclusion: This dataset offers a comprehensive, real-world, patient reported resource characterising people living with vWD
the UK, including perspectives from both patients and caregivers. Findings reveal variation in treatment exposure and hospital

interaction,. PIVOT-vWD supports future HEOR by enabling robust analysis of service use, patient preference, and burden,

grounded in the real-world patient voice of the vWD community.
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