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Astonished by advice to stop reimbursement of enzyme 
replacement therapy for Fabry and Pompe disease in the 
Netherlands

Whatês a year of life worth?

July 2012
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Difficult 

choices how to 

cut down costs 

of healthcare

Patient: this 

feels like a 

punishment: 

you take away 

a life



How can we judge the value of a 

human life? Why are the costs of orphan medicinal 

products so high?

Are these orphan medicinal 

products effective enough?

What is the role of industry versus government 

in development of orphan medicianl products?



6 October 2014: dit is de dag 

Marcel Levi (AMC) commenting on the free market for drug pricing

ñA free market for drug pricing should end. Prices of expensive drugs are 

exorbitant and hospitals have to pay for itò

AMC president of the board of directors at the AMC says that Government 

should play a more prominent role:

ñFollowing the Pompe and Fabry discussion, our Minister of 

Health has negotiated with industry on the price of the drugsò

Are these orphan medicinal 

products effective enough?



Orphan drug legislation

ÅIncentives:

Å10 year market exclusivity

ÅProtocol assistance

ÅFee reductions

ÅEU-funded research


