
 

 

 

 
Setting prices of drugs 
When my son Maxwell was just a year old, he was diagnosed with a disease so rare it didn’t even 
have a name. Since that time, I have worked tirelessly to find a cure for his disease, SLC6A1, which 
was known only by its genetic location. Today, I am proud to say that hard work paid off, and we 
are very close to having a cure for this disease — for Maxwell and every other child who may have 
it. 

Getting here took a lot of time and money. The research and development of any new treatment or 
cure is hugely time-consuming and expensive, and there are far more failures than successes. In 
the case of rare diseases such as SLC6A1, the development of new treatments can take even longer. 
After making it through the research and development process, I am incredibly disappointed to 
learn that the state of Illinois may throw another obstacle in our way. 

Illinois is the latest state to propose creating a board to review the cost of prescription drugs, and 
when it deems that cost too high, to set an upper payment limit. While this sounds good in theory, 
to parents like me, and anyone who has or loves someone with a rare disease, this sounds 
incredibly worrying. By arbitrarily setting the price of a medicine, the Prescription Drug Affordability 
Board would be not only stepping between physicians and patients, but also between researchers 
and the cures of tomorrow. 

Beyond the potential to dampen investment into research, price setting by this board could prevent 
patients from accessing needed treatments. Implementation of government price setting would 
have a negative impact on the availability of rare disease treatments. By setting a price in just 
Illinois, the board would run the risk that payers in our state would not be able to purchase a drug 
for the price set here, since the pharmaceutical market is nationwide. If pharmacies and clinics in 
Illinois could not obtain the drug at the government-set price, how would Illinois patients access it? 

Many rare diseases have only a single treatment option: SLC6A1, cystic fibrosis and Fredrick’s 
ataxia. What would patients with these conditions do if they could not get their medications in 
Illinois? 

Rare disease patients are already dealing with extremely limited options. We cannot allow a 
government board of bureaucrats to limit these options even further. It could mean the difference 
between life and death. 

— Amber Freed, Glencoe 


