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Abstract

Medics4RareDiseases (M4RD) is driving an attitude change towards rare diseases amongst medical students and doctors in training in
order to improve the patient experience and reduce the diagnostic odyssey. In 2019 M4RD used Instagram Stories as a platform to reach
a global medical audience with a feature known as #MysteryDiseaseMonday (#MDM). Each week M4RD involved a different patient group
(PG) to help produce content for a Story about a specific rare condition. M4RD followers were also able to answer a poll asking whether
they had or had not heard of that particular condition. 34 different rare diseases were polled in 2019. Haemophilia was the most heard
of condition with 90% of voters choosing “yes” whereas none of the voters had heard of neuroferritinopathy. The aim of #MDM was to
raise awareness of rare conditions and the pivotal role of PGs. However an exciting bi-product of MDM was the audience growth that
M4RD received.

Introduction
MA4RD targets rare disease awareness activities at medical professionals in order to reduce the diagnostic odyssey. The activities of the

charity do not usually focus on a specific rare disease, rather it focuses on the key message of "rare diseases are collectively common". It
is unfeasible for any individual to know the details of over 7000 rare disease. Instead M4RD wants clinicians to understand the relevance
of rare disease to their everyday practice and #DareToThinkRare. However an exception to this rule is #MDM - an audience engagement
feature that M4RD ran on its Instagram Story throughout 2019. This focused on a specific condition each week and then brought the
message back to the common challenges that those with rare diseases face and the need for doctors to #DareToThinkRare.
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