ADVOCATE MAD LIBS


Thank you, ____________________________ (name of staffer/member), for meeting with us today. My name is _______________________ (your name), and I’m from _____________________ (your city/state). I’m here as a member of the bleeding disorders community because __________________________________________
(your role – a person with a bleeding disorder, a caregiver, an HTC staff person, etc.  What is your life like?) 

We are part of Washington Days sponsored by the National Bleeding Disorders Foundation (NBDF). I’m happy to share my story with you as an example of why high-quality insurance that covers our treatments and expert care is so essential to people like me. 

For example, most people with bleeding disorders get care at the national network of hemophilia treatment centers (HTCs). My HTC is __________ (name of HTC) at _____________ (name of hospital/institution/location). When I go to my HTC, __________________ (what services do you receive and what providers do you see?). The HTC services that I rely on are made possible by federal programs at HRSA and CDC, and the state of science for bleeding disorders has advanced thanks to research at those agencies and at NIH. 

We also need uninterrupted access to the medications we use to prevent or treat bleeding. Access to care and medications means that we must have high-quality insurance. Medically-appropriate bleeding disorders care is out of reach without good insurance. For example, my treatment costs about ________ per year. Costs for treating hemophilia can be $500,000 per year or more, just to keep us healthy and productive (school/work), and prevent unnecessary disability. But when I / my patients can access treatment _____________________________________________ (what do you like to do?) 

People with bleeding disorders run into lots of trouble accessing HTCs and getting their medication.  Here are issues that I’ve run into personally and/or heard from friends in the community about: __________________________________________________________________________________________
__________________________________________________________________________(copay accumulator adjuster programs, need for Medicaid coverage, need for tax credits to help pay insurance premiums,  etc.). 

I really worry that if I couldn’t go to my HTC or have my medication, then ______________________________
_______________________________________________________________(what are you worried about?). 

