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Rare Disease Advocacy Day in Hartford 

 
HARTFORD — The Connecticut Chapter of the National Organization for Rare Diseases will host Rare 

Disease Advocacy Day at the Legislative Office Building in Hartford on Thursday, February 28 from 

8:30 a.m. until 11 a.m. 

 

Event speakers will include medical professionals, patients, families, and state lawmakers, who will 

discuss research and programs, patient issues, rare disease businesses in CT and new legislation. 

 

“Patients with rare diseases oftentimes find themselves carrying enormous physical, social/emotional, 

and financial burdens because of the nature of the diseases themselves, but also due to the limited 

amount of investment in research, patient resources or physician training,” said State Representative 

Michelle Cook, D-Torrington.  “Our state can do more for patients with rare diseases, such as 

improving policies on prescription drug cost sharing, biosimilars and allowing blood spots in Newborn 

Screenings to be used for research.” 

 

During the 2018 legislative session, Rep. Cook co-sponsored legislation introduced by the legislature’s 

Insurance and Real Estate committee that imposed additional disclosure and reporting requirements on 

pharmacy benefits managers, health carriers, pharmaceutical manufacturers and several state agencies 

on the cost of prescription drugs and prescription drug rebates.  The bill was signed into law by former 

Governor Dannel P. Malloy in late May. 

 

This session, Rep. Cook has introduced legislation that seeks to prevent health carriers from removing 

any covered prescription drug from its list of covered drugs, or reclassifying it in a higher cost-sharing 

tier during a policy term.  The bill would help expand access to prescription medications by protecting 

patients’ rights and making medications more affordable for consumers.   

 

For more information about the event and the National Organization for Rare Diseases, please visit 

www.rarect.org. 
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