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                â€œTalking to pharmaceutical companies or government, you find yourself in a situation where you don't understand what people are talking about, but you want to and need to understand,â€� says Stojmirova, a patient advocate based in Macedonia. â€œIt's important to have those conversations.â€�
Stojmirova was diagnosed with Gaucher disease at the age of seven, but getting access to the right treatment was a struggle. In 2009, she learned of a promising drugâ€”Genzyme's Cerezymeâ€”but the cost was close to â‚¬200,000 ($228,000) for a single year of treatment. Her doctor applied to have Stojmirova and one other person get the drug directly from Genzyme through the Cerezyme Emergency Treatment program, and luckily for them, they were chosen as recipients. Stojmirova continues to get the treatment today for free.
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