
Washington Days 2020 

Hemophilia of Indiana, Indiana Hemophilia & Thrombosis Center and several members of 

Indiana’s bleeding disorders community were proud to participate in this year’s Washington 

Days in Washington D.C.  Washing Days, hosted by the National Hemophilia Foundation, 

had over 450 representatives and 48 states advocating on behalf of the bleeding disorders 

community.  The Indiana team was excited to meet with the staff of various U.S. Represent-

atives and Senators to advocate and tell “our stories”. The bleeding disorders community 

asks all Members of Congress to support policies that ensure access to comprehensive in-

surance and health care services that are needed for healthy and productive lives.  There 

were two major “asks” for the this year’s Washington Day’s meetings.  These “asks” were 

to support federal hemophilia programs at CDC, HRSA, and NIH that support the bleeding 

disorders community.  HRSA Maternal and Child Health Bureau Hemophilia Program pro-

vides funding to hemophilia treatment centers and allows participation in the 340B Program 

and support of comprehensive care services.  The second ask was for support of the Hemo-

philia SNF Access Act (S.3233 and HR5952).  People with bleeding disorders may need ac-

cess to skilled nursing facilities (SNFs) after a hospitalization related to surgery for joint dis-

ease or a co-morbidity like HIV or hepatitis.  Post hospital a SNF may be the best setting for 

the patient to fully recover before returning home. Skilled Nursing Facilities typically won’t 

accept Medicare beneficiaries with bleeding disorders because the daily payment rate isn’t 

high enough to cover the specific treatment costs associated with a bleeding disorder pa-

tient.  If a bleeding disorder patient does not have access to a SNF it results in a longer hos-

pital stay costing Medicare and taxpayers more money.  This Act allows SNFs to bill Medi-

care the treatment costs associated with a bleeding disorder separately (similar to chemo-

therapy treatment).  This change to the Medicare law will allow people with bleeding disor-

ders to receive the care in SNFs, often the most medically-appropriate rehabilitative setting.  

The Act has been sponsored in both the House of Representatives and the Senate.  The 

bleeding disorder community needs everyone help in getting the Hemophilia SNF Access 

Act passed!  Contact your member of Congress and our Indiana Senators today!   
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2020 Hearts for Hemophilia “Golden” Gala: A Time of Remembrance 

 
The 2020 Hearts for Hemophilia “Golden” Gala: A Time of Remembrance was held on 

Friday, February 7th at the Historic Grand Hall of the Crowne Plaza Hotel in down-

town Indianapolis.  This was a very special year for the Gala.  This year’s theme was A 

Time of Remembrance in that we were honored to have Jeanne White-Ginder as our 

keynote speaker and celebrated the life and legacy of Ryan White.  This year also 

marked the 30th Anniversary of the initial passing of the historic Ryan White CARE Act.   

Jeanne White-Ginder’s keynote speech was not just inspirational, but helped remind us 

how far treatment and care has come for those affected with a bleeding disorder as 

well as HIV.  Hemophilia of Indiana would like to thank all those who attended and do-

nated at the event helping support the many programs and services provided to the 

bleeding disorders community throughout the State of Indiana.  A huge thank you to all 

of the event and table sponsors which allowed the opportunity to hold such a success-

ful event!  Check out more pictures on our Facebook page  (@hemoindy)! 
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Leadership Redefined 
Laurie Kelley 
 
 The bleeding disorder community is filled with admirable leaders. Though I often say that no one is 
a born leader, leadership can be birthed. In our community, leadership arose from the cataclysmic 
devastation when HIV was discovered in the blood supply in the 1980s and infected about half of 
our community. This horrific event birthed many leaders, whose legacies stand today.  
When we think of those leaders—like Corey Dubin, Dana Kuhn, Val Bias, Jeanne White-Ginder, and 
Louise Ray—we think of certain leadership qualities: vision, authority, courage, commitment. These 
are leaders who made history and secured a safer future for us all. 
Yet today, when you ask regular moms and dads and hemophilia patients about leadership, a slight-
ly different picture emerges, highlighting different qualities. It helps to know more about what our 
community members seek today in leadership—who they admire, and what they expect from the 
leadership of tomorrow.  
 
Types of Leadership  
There are many types of leadership, but I usually peg leaders as one of three types: positional, situa-
tional, and transformational. In a nutshell, positional leaders are usually elected, appointed, or in-
herited: think president, CEO, executive director, chief, even king or queen. Situational leaders may 
or may not be positional leaders, but they rise to the forefront when a problem, event, or situation 
calls for a leader. Think first responder, rescuer, or anyone who steps forward to take action, like 
Lech Walesa of Poland in 1980, or US Army Major Hugh Thompson, Jr., during the Vietnam War. Or 
even Ripley in Alien! 
 Transformational leaders influence a community, industry, group, or era to make massive 
and lasting changes: think Jesus, Gandhi, Walt Disney, or Steve Jobs. When asked about leaders, peo-
ple often name leaders who fall into those three categories. Characteristics of these types of leaders? 
Powerful, authoritative, visionary, action-oriented, decisive, committed, communicative, innovative, 
influential, even charismatic. Do bleeding disorder families see leadership the same way? 
 
The Softer Side of Leadership 
Rather than describe leaders in our community as figureheads with power and influence, parents 
and patients associate softer qualities with leaders these days. These softer qualities include traits 
that make the “followers,” or beneficiaries of leadership, feel more secure and feel their needs are 
being met. We polled parents and patients on Facebook to see what leadership qualities they look 
for most in the bleeding disorder community. And top among these qualities is listening. 
 Eva Bagay replied, “For me, a good quality of leadership is to have an ear to listen, to com-
municate. To protect their member.” Krissy Pirehpour-Miller agreed. “Leadership is the ability to 
not just listen but truly hear you and your concerns. A leader inspires others and is someone who 
advocates passionately.” 
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 Dr. Anupama Pattiyeri of India added that a leader must be “a patient listener and motiva-
tor—someone who focuses on solutions and not on problems alone.” Katelyn Popowich-Evans 
and Alicia Morado both put listening as their first sign of good leadership.  
 Wayne Cook remarked that leadership means “the ability to listen before deciding. Having 
ties to the community and leading with integrity, honesty and compassion.” Karla Brown of Texas 
agreed; for her, leadership means “commitment to our community combined with a personal 
connection.” 
 Tina Battillo noted that listening, combined with empathy, insight, and integrity, gives a 
leader the ability to understand life from a patient’s or caregiver’s point of view; the ability to un-
derstand important values of the community; and “the strength to stand up for those values.” In 
other words, parents and patients view the traditional forms of leadership as less important than 
“servant” leadership. 
 
Servant Leadership 
The style of leadership parents and patients most often mentioned is known as servant leader-
ship. Servant leadership puts people’s needs first. A leader must understand the needs of the fol-
lowers or constituents, be there with them, even suffer with them. Indeed, a trait of servant lead-
ership is compassion, which means to suffer or feel alongside someone. It follows that traits of 
servant leaders include listening, empathy, stewardship, awareness, healing, commitment, and 
community-building. Historically, servant leaders have been either positional, situational, or 
transformational leaders too, but have always put their people’s needs first. 
 Raymond W. Stanhope agreed. “To be in service to the people you are leading—servant 
leadership” explains the style of leadership that works best today in our community. 
 Who are the servant leaders in the bleeding disorder community? Kathe Gusler cited Dr. 
Lisa Boggio and Dr. Michael Tarantino, of Illinois: “Both physicians are excellent leaders...They 
always take time to explain to patients and integrate therapies into everyday life. I am a better 
nurse for knowing them.” Rayna Conetta mentioned Dr. Clifford Takemoto, currently at St. Jude’s, 
“for leading a whole generation of patients through recombinant therapies by studying the medi-
cine and checking the facts. All the while he has a wonderful bedside manner to both parents and 
children.” Emma Miller-Clark added that Dr. Takemoto “would always make time to volunteer for 
the community. A true gem of a human being and a brilliant doctor.” 
 Kelly Lynn Gonzalez, who was nominated by respondents as a servant leader herself, 
listed integrity, compassion, and honesty as important qualities for our community leaders. 
These characteristics don’t require a leader to be in a position of authority.  
 But positional leaders—those in authority—can be servant leaders as well. Christal Reed 
nominated Jeff and Rose Watkins. “They started a chapter here in Illinois and do so much to help 
the underserved members of our community!” 
 Likewise, Tiffany Branham Maness recommended Sue Martin, executive director of Hemo-
philia of South Carolina, as a servant leader. “She gives our organization her heart and soul. She 
has turned our local chapter into a source of hope, progression and compassion for our bleeding 
disorders community. And most importantly she drives people to educate themselves on advoca-
cy, so we can advocate strongly and effectively for our children, and teach them how to become 
strong advocates for themselves. I love her to bits!  
She’s turned what I was afraid would be a curse into a blessing, and we feel like superheroes that 
can handle anything because of her work!” 
 Perhaps no one models servant leadership quite like Jonathan James, a person with hemophilia 

who founded and runs Hope for Hemophilia, a nonprofit in Louisiana. Renee Michelle wrote, “This  



 leader has the biggest heart in the world. He leads with so much compassion. Jonathan is not 
afraid to get in the trenches with anyone and hold their hand through a hardship. This guy gives 
all he has and then keeps giving...he leads from the heart. After spending time with Jonathan you 
walk away refreshed and feel like you can conquer the world because he is so positive and up-
lifting to his fellow bleeding disorder families.” 
 Ray Stanhope warned that as great as servant leaders are, they must ensure that they are 
not indispensable. In other words, leaders must develop other leaders.  
 
Mentoring 
The great British wartime leader Winston Churchill was called the “Old Lion.” I think of this 
when I think of the top leaders in our community who fought our war with HIV, and are now in 
their 60s. Mentoring a new generation of lions, then, is vital. Some mentoring happens at the top, 
with youth leadership programs from National Hemophilia Foundation (NHF), but mentoring 
can occur anywhere by any of our servant leaders. Renee Michelle nominated Benjamin Denman 
as a servant leader who mentors. “This guy has such a huge heart when it comes to our commu-
nity. He wants to be so involved everywhere that he sometimes spreads himself too thin; but be-
ing there for his brothers and sisters is his passion. He has a list of guys he calls to check up on 
almost weekly. Benjamin has a heart to mentor the younger generation...to help people transi-
tion from teenagers to adults. He is loved and trusted by all because he is so real—and funny.” 
 Two mothers mentioned their own sons as servant leaders who mentor younger follow-
ers. Dawn Butler Spikes wrote, “My oldest son, Grant Spikes, age 25, is passionate about empow-
ering younger kids. He never missed a year of Camp Ailihpomeh (Texas) since age seven, and 
even after moving out of state for a while, came back to work as a counselor in summers. He is 
now the Camp Ailihpomeh director! He graduated from Texas A&M and was in the Corps of Ca-
dets all four years. He was not about to let severe hemophilia A slow him down, and wants to 
pass that message on to other kids and parents.” Servant leadership by example, combined with 
positional leadership, is powerful! 
 Kimberly Hennessy-Rosenfelt nominated her son Dakota J. Rosenfelt. She believes he has 
these leadership qualities, so important in servant leaders: integrity, honesty, loyalty, empathy, 
compassion, inspiration—and mentoring. 
 
Unsung Heroes 
Finally, Lisa-Marie Mathieu made a poignant suggestion: “I’d like to nominate all of the ‘silent 
leaders’...parents who take the time, often in private, to welcome new members, offer our help, 
guidance, experience as parents with a baby with a bleeding disorder...Often done behind the 
scenes, but very helpful and appreciated nonetheless.” 
 Sometimes the greatest leaders are the ones without the fanfare, tweets, photo ops, and 
popular achievements. They are the servant leaders who quietly and modestly, powerfully and 
permanently, change the world day by day, child by child. They are all of you—parents, patients, 
doctors, nurses—who dedicate their lives and careers to the bleeding disorder community. 





Mark your Calendars! 

Here are some of our upcoming events… 
 

 Polo at Sunset - July 10, 2020  

 HoII Annual Meeting - August 29 - 30, 2020 

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

 

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! 
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*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. 


