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2017 Year In Review 
As we approach the end of the 2017, it is always good to reþect back upon the year.  

2017 was a great year! Hemophilia of Indiana (HoII) was able provide more than 1200 

members and families within the bleeding disorders community with assistance, educa-

tional and advocacy opportunities.  This is made possible by our fundraising events, 

private donors, and industry partnerships.  The year started with the Hearts for Hemo-

philia ñMasquerade Ballò with over 225 in attendance and included a special speaker 

NHF CEO Val Bias.  Washington Days in March provided the opportunity for Indiana 

patient advocates to meet with Indianaôs senators  representatives to advocate for all 

members of the bleeding disorders community.  The Bowling Marathon was a huge 

success!  Proceeds from this event go directly to the Judy Moore Memorial Scholarship.  

HoII is extremely proud that this year we were able to award a record high $20,500 to 7 

deserving individuals to be used for their higher or graduate education.  The Course for 

the Cure was also another successful fundraiser that isnôt just a fundraiser but also 

brings awareness of the bleeding disorder community and the programs and services of 

Hemophilia of Indiana to individuals and companies outside of the bleeding disorder 

community.  The 2017 Annual Meeting was held in August at the Crown Plaza Indian-

apolis Airport hotel and had a record attendance!  The program kicked off with incredi-

ble key note speakers from the Indiana Hemophilia, and Thrombosis Center, Dr.  Amy 

Shapiro, Dr. Anne Greist, and Jen Maahs, PNP.  The day successfully continued with 

multiple educational break out sessions of various topics include ñPain Managementò, 

vWD, ñHemophiliaéThe Female Connectionò, ñThe Unaffected Siblingò, and many 

more!  Day 2 concluded with key note speaker Chris Bombardier and his inspirational 

program ñWhatôs Your Gut Monkeyò!  Planning has already begun for the 2018 Annual 

Meeting!  This yearôs NHF Annual Meeting was incredibly special!  HoII was able to 

take a record breaking 67 patients to the event held in Chicago, IL!  Indiana had the 

largest number of representatives of the bleeding disorders community at the multi-day 

event! The 2017 Hemophilia Walk was held in September at the beautiful Fort Harri-

son State Park in Indianapolis.  There was a record  # of registered walkers!  Big news 

coming for  2018, the Walk will no longer be the Hemophilia Walk and will now be 

the Unite For Bleeding Disorders Walk! Visit website at www.hoii.org for more info!!  

Following the walk was the Polo on the Prairie Event held at the Hickory Hall Polo 

Club!  It was a beautiful afternoon of watching polo and raising awareness!   
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The ýnal two events of the year were the Fit Livinô Thankgivinô Day Run and the Year 

End Educational Event!  The Fit Livinô Thanksgivinô Day Run had over 500 registered 

runners and walkers!  The event was held in Noblesville, IN and included a 4 mile run 

and 1.5 mile run/walk! In partnering with Fit Livinô and several local sponsors allow 

HoII to raise funds for our many programs and services as well as awareness individu-

als and businesses outside the bleeding disorders community. The Year End Education-

al Event was held at the Wellington Banquet and Conference Center in Fishers, Indi-

ana.  It was attended by over 160 patients and families as well as multiple industry 

partners and sponsors!  It brought an opportunity for educational displays for our in-

dustry partners and more importantly another opportunity for fellowship and interac-

tion for our families.  The children (and adults!) enjoyed crafts followed by a delicious 

lunch, and concluded with a very special visitor!  Fun was had by all that attended!   

Hemophilia of Indiana would like to thank all of our sponsors, donors, supports, and 

partners!  Without their support, HoII would not be able to provide the programs and 

services that are provided to over 1200 members of the bleeding disorders community.  

HoII wishes a very happy holiday season to all of our patients, families, supporters, and 

partners and stay tuned for upcoming events and information for 2018! 
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Ask the Expert  
Michelle Rice 

Senior Vice President, External Affairs, National Hemophilia Foundation 

 

QUESTION:  Recently I received a notice from my pharmacy  
benefit manager (PBM) stating that the amount paid by my factor manufacturer assis-

tance program does not count toward my deductible and copay. Is this correct?  

  
ANSWER: Unfortunately, yes. Health plans, specifically high-deductible plans offered 

by self-insured employer groups, have implemented one of two programs designed to 

drive savings by ensuring that patients personally share in the cost of healthcare. The 

programs are often called either an òAccumulator Adjustment Programó or a òCopay 

Maximum Allowance Program.ó 

 

 

QUESTION:  Why were these programs implemented? 

 
ANSWER: The PBMs argue that a patient who has no òskin in the gameó will poten-

tially choose higher-cost drugs and get unnecessary tests, procedures, and labs. PBMs 

also worry that a manufacturerõs copay assistance programs can be used to incentivize 

patients to choose non-preferred drugs (such as the manufacturerõs) without consider-

ing cost, because the patientsõ out-of-pocket cost would be zero. 

 
QUESTION:  But this means that our costs are higher, or that we may not be able 

to get the drug we want or need. What is NHFõs position on these programs, and 

what is it doing to help patients? 

 
ANSWER: NHF sees the value of using cost reduction programs or other mecha-

nisms aimed at lowering payer costs only when generic alternatives are available or the 

medications are considered low value (not necessary). NHF strongly feels that adopt-

ing these programs for patients who use high-cost or high-value (lifesaving) drugs with 

no generic alternatives, and who have high-deductible plans, have the reverse effectñ

leading to increased costs for both patients and payers. 
 NHF is partnering with National Alliance of Healthcare Purchaser Coalitions, a 

national nonprofit 501(c)(6) that is a membership organization of purchaser-led 

healthcare coalitions (self-insured employer groups or institutions), to produce and 

deliver a webinar to its member agencies including self-insured employer groups. The 

webinar will explain the unintended consequences that cost reduction programs may 

have on people affected by chronic conditions requiring high-cost, specialty therapies 

with no generic alternatives. 
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2018 Hearts for Hemophilia ñMad Hatterôs Ballò 
With over 250 people in attendance, the Hearts for Hemophilia Gala is one of Hemophilia of Indi-

ana's largest, annual special event fundraisers. Weôre kicking this year off with a new ñMad Hatterôs  

Ballò theme. You wonôt want to miss the magical evening we have planned! Cocktail hour and a Si-

lent Auction start the event at 6:30pm with dinner following at 7:30pm. The very exciting Live Auc-

tion begins at 9:00pm. Dancing to the sounds of "Stella Luna and The  Satellite's adds to the fun and 

excitement of the evening.   

Proceeds from the event are used to support the work of Hemophilia of Indiana, speciýcally, Project 
Lifeline, which provides more than 1,200 Hoosiers affected with bleeding disorders vital services such 

as, education, dental insurance, camp/youth programming, emergency   ýnancial assistance, and 

MedicAlert identiýcation.  In 2017, the cost of these services exceeded well over $300,000.  Proceeds 

from Hearts for Hemophilia will go directly to support these vital programs and  services.   

 

Event details: 

28th Annual Hearts for Hemophilia Gala 

Friday, February 9, 2018 

6:30pm - Midnight 

Union Station Grand Ballroom - Crowne Plaza     

123 W. Louisiana St. 

Indianapolis, IN 46225 

 

For more information please visit our website, www.hoii.org or contact Kristy McConnell at 317-570

-0039 or kmcconnell@hoii.org  
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