
While the diseases are rare, 30 million Americans are living with one, which presents critical cost and care challenges for payers and patients.

Alarming realities
These diseases cause catastrophic social, emotional and 
financial burdens for patients and their families.

Rising approvals and costs
The 1983 Orphan Drug Act created financial incentives 
for breakthrough therapies. Some manufacturers use those 
incentives to drive up prices dramatically.
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Difficult to diagnose – It takes, on average, 7.6 
years to correctly diagnose a rare condition.

High mortality rate – 30% of children with rare 
diseases won't live to see their 5th birthday.

Extreme costs – Top 10 most expensive drugs in 
the world are for rare conditions.
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Growing pipeline of orphan drugs
Conditions that affect fewer than 200K people in the U.S. are 
called “orphan” or rare diseases. Rare diseases Patients
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The Rare Conditions Care ValueSM program proactively guides patients to the most effective care while protecting your plan against unexpected, staggering costs. 
It adds to our market-leading offerings for treating rare diseases, including Medical Channel Management and Rare Advanced Utilization Management. 
Another powerful solution in the Express Scripts SafeGuardRx® suite  |  express-scripts.com/corporate
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Are rare diseases really that rare?
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$2.2 million
Some treatments cost plans 

 a year for one patient. 


