
Virtual Washington Days 2021 

Every year staff from Hemophilia of Indiana and the Indiana Thrombosis Center and mem-

bers of the bleeding disorders community attend Washington Days in Washington DC.  

Washington Days provides an opportunity to meet with US House of Representatives and 

the Senate to advocate on behalf of the bleeding disorders community in Indiana. Due to the 

current pandemic, this year’s event was switched to a virtual platform.  Even with the virtual 

platform, the 2021 Washington Days was a very successful day of meetings.  Our Indiana 

group was fortunate enough to meet with Members and their staff from Congressmen    

Hollingsworth and Banks, Congresswomen Spartz and Walorski, and Senator’s Braun and 

Young.  In 2020, thanks to incredible advocacy efforts, the Hemophilia SNF Access Act (HR 

133, The Consolidated Appropriations Act) was passed on December 21, 2020. This critical 

legislation will rectify a long-standing problem to improve access to skilled nursing facilities 

(SNFs) for Medicare beneficiaries with hemophilia and other bleeding disorders.  NHF has 

heard from many community members over the years about challenges accessing SNF facili-

ties due to the way that Medicare reimburses bleeding disorders treatments.  The advocacy 

doesn’t stop with the passing of this Act.  Private insurance companies have started to im-

plement Copay Accumulator Adjustor Programs.  This programs disallow co-pay assistance 

from counting towards a patient’s out of pocket maximum.  The medication taken by people 

with bleeding disorders is very expensive resulting in a high copay.  Many patients need co-

pay assistance programs to help them afford their high out of pocket costs.  When copay 

assistance is not allowed, many patients cannot afford their treatment and stop taking them 

or reduce the prescribed dosage which can lead to unintended consequences such as      

increased ER visits, joint bleeds/damage, and missed days from work and/or school.  All   

insurance plans should be required to count all co-pays (regardless of who pays) towards a 

person’s OOP maximum  The ask to our members of the House of Representatives was so 

support a letter that is in the House urging Present Biden to prohibit accumulator adjustor 

programs.  The ask to our Senate members was to consider writing a similar letter and/or 

legislation.  The Members and their staff were very receptive which made for positive and 

interactive meetings.  We still need help from community members and supporters of the 

bleeding disorders community.  You can contact your House of Representative and Senators 

and ask them to help support this important initiative.  For more information to register to 

vote or find your elected official go to Hemophilia.org under the Advocacy tab! 
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Upcoming Virtual Educational Dinners: 
 

Contact Angel DiRuzza at adiruzza@hoii.org to register. 
Check out our Facebook (@HEMOINDY) page and website 

calendar for more details on upcoming virtual educational 

dinners! 

 
Topic:              The Road To Independence: Being A  

                        Teen or Young Adult with Hemophilia  

                        Sponsored by Pfizer 

When:            Tuesday, March 16th 

Time:              6:30pm - 7:30pm 

 

Topic:          Food and Fitness Basics  

                        sponsored by Novo Nordisk 

When:             Thursday, April 8th 

Time:  6:30pm - 7:30pm 

 

Topic:          Tai Chi Tuesday.   

                         An interactive virtual Tai Chi lesson in the         

                        Comfort of your own home!  Sponsored by CSL Behring 

When:             Tuesday, April 20th 

Time:               6:30pm - 7:30pm 

 

Topic:              Supporting Emerging Skills  

                        Sponsored by Sanofi Genzyme. 

When:             Tuesday, May 18th 

Time:                6:30pm - 7:30pm 
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Bleeding Disorders Awareness Month!!!! 
 
Bleeding Disorders Awareness month is celebrated throughout the month of March!  All 

month long,     Hemophilia of Indiana will be celebrating the incredible bleeding disorders 

community of Indiana.  There are between 30,000 - 33,000 people living with hemophilia in 

the US.  Von Willebrand Disease (VWD) is the most common bleeding disorder and affects 

approximately 1 in every 100 people.  Hemophilia of Indiana supports approximately 1500 

patients and their families throughout the State of Indiana.  We offer a variety of education-

al programs, advocacy programs, support groups, summer camps, and much more!   Our 

Emergency Financial Assistance program was a vital program for our patients and families 

throughout the current COVID-19 pandemic.  Check out our social media pages 

(@HEMOINDY) for more fun facts and celebrating our community. 
 

 

 

 

How can you help the bleeding        

disorders community of Indiana???   

 
Go to www.hoii.org/donate to make a 

donation!! 
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Mark your Calendars! 
 

• Bowling for Bleeding Disorders - April 17th 

• Camp Brave Eagle - June 13th - 18th 

• Sunset at Polo - July 2nd 
 

Call our office @ (317) 570-0039 or email  Kristy McConnell  

@ kmcconnell@hoii.org if you would like to get involved in any of 
our events! 

• Check out our social media pages for updates!!! 

 
 

6910 N. Shadeland Ave., Suite 140 

Indianapolis, IN 46220 

www.hoii.org 

(317) 570-0039 

*The material provided in Vital Link is only for general information purposes.  HoII does not give medical advice or  

engage in the practice of medicine.  HoII recommends in all cases that you consult your physician or HTC before    

pursuing any course of treatment. 


