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Our organization was created during a time of confusion within the bleeding disorders com-
munity as HIV and hepatitis ran rampant in the blood supply. During this period, many in the 

community felt they were not getting needed answers to explain how such a tragedy could occur. 
This truly grassroots, community-led effort gave a unified voice to the voiceless.

Today, we are the national organization serving as a trusted voice for people living with bleed-
ing disorders across America. We assist and advocate for patients and their families and remain 
dedicated to serving as the voice for their needs. Through our programs, services, and outreach, we 
provide support and information to patients and their families so they can become stronger, more 
resilient advocates, continuously improving their quality of life and health outcomes. 

As we look forward, we plan to carry on this mission, expanding our programs at the local level, 
increasing education through our digital and print media presence, and offering an innovative ini-
tiative through our new research unit, with programming that is community centered, community 
focused, and community driven. 

Living with hemophilia, von Willebrand Disease, or any other bleeding disorder is a lifelong journey 
that requires diligence and flexibility in dealing with the challenges along the way. It’s not always 
an easy path to take, but our organization is committed to lessening and even eliminating the chal-
lenges families face everyday. 

Our community members are steadfast in their resolve and their importance in policy conversations 
is absolute. I hope as you reflect upon the great work we did in 2016, you’ll consider the ways you can 
support our efforts in the year ahead.

Together, we will accomplish great things. 

Tracy, with her son Nicholas, at the 2016 Congressional Reception.

Tracy Cleghorn 
Chair, Board of Directors

A Message from the Board Chair



MISSION:

Assist and advocate for the  

bleeding disorders community.

VISION: 

Remove barriers to choice of  

treatment and improve the care  

and quality of life for all people 

with bleeding disorders.



*The financial statements of Hemophilia Federation are audited by the accounting firm Winter, Kloman, Moter & Repp, S.C. Complete audited financial statements for Hemophilia Federation of America  
can be obtained by request from: www.hemophiliafed.org or sending a request to 820 First Street NE, Suite 720 Washington DC 20002 or by calling 202.675.6984.

Revenue
/  Grants and Donations . . . . . . . . . . . . . . . $3,429,610.00 

/  Symposium . . . . . . . . . . . . . . . . . . . . . . . . . . .$1,283,340.00

/  Informative Communications . . . . . . . . . . $464,212.00

/  Membership . . . . . . . . . . . . . . . . . . . . . . . . . . . . $49,935.00

/  Change in Investment Values . . . . . . . . . . . $48,784.00

/  Interest and Dividends  . . . . . . . . . . . . . . . . . . .$2,555.00

TOTAL REVENUE: $5,278,436.00

Expenses
/  Program Services . . . . . . . . . . . . . . . . . . . . .$3,529,207.00

/  Administrative . . . . . . . . . . . . . . . . . . . . . . . . . . $153,151.00

/  Fundraising. . . . . . . . . . . . . . . . . . . . . . . . . . . . . $54,609.00

TOTAL EXPENSES: $3,736,967.00
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2016 Financial Position
ASSETS
Cash and Equivalents  $1,026,637.00 
Receivables  $1,216,281.00 
Investments   $2,139,380.00
Other   $722.00
Furniture & Fixtures   $5,905.00 

TOTAL ASSETS   $4,388,925.00 

LIABILITIES 
Accounts Payable  $231,318.00
Deferred Revenue  $1,427,490.00 
Other Liabilities   $45,235.00 

TOTAL LIABILITIES  $1,704,043.00 

NET ASSETS 
Net Assets  $2,295,955.00
Temporarily Restricted  $388,927.00 

TOTAL NET ASSETS  $2,684,882.00

TOTAL LIABILITIES &  
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The patient fly-in offers an intimate, hands-on  

training experience to connect my story to  

the current policy issues.

“

Community members from around the country were brought together in 
the nation’s capital to make their policy needs and priorities known on 

Capitol Hill. Meetings with members of Congress were scheduled throughout 
the day in which community members engaged in spirited dialogue about their 
unique needs. Our advocates helped personalize, and most importantly offer a 
human face to, the conversations regarding health care legislation. 

The hard work of community members culminated at the Congressional Re-
ception where they had the opportunity to mingle with Congressional staff and 
continue to share their stories. Two members of Congress who championed 
patient issues were honored with our Champion Award. 

We Advocated For:
3rd Party Payers
Allowing nonprofits to make payments on behalf of patients by offering 
premium assistance.

Patients’ Access to Treatment Act
Prohibiting insurance companies from charging more for life-saving drugs.

Executive Agencies
Funding for executive agencies that interact with our community.

We Honored:
Senator Tammy Baldwin, Wisconsin
Representative Kevin Cramer, North Dakota

OUR IMPACT:

150 Congressional  

Reception  

attendees

123  
Letters and tweets sent in 

support of the Access to  

Marketplace Insurance Act 

18 Meetings with  

members of Congress

Empowering community advocates.
ADVOCACY FLY-IN &  
CONGRESSIONAL RECEPTION
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downloads
enroll
graduation cap 
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“If it weren’t for HFA hosting this type of event, sadly,  

most of us Blood Brothers would never see each  

other and would be isolated. Thank you! 

The men who take part in the Blood Brotherhood program include those 
who lived through the HIV/AIDS and HCV crises to those who were born 

after the epidemics had subsided. Their experiences are diverse, but they are 
united by blood. We recognize the tremendous opportunity that exists for men-
torship between these younger and older Blood Brothers, and worked diligently 
in 2016 to foster conversation and relationships. We provided opportunities for 
men to connect in person and online to share experiences and receive educa-
tion on how to lead healthier lives. 

Celebrating 10 Years 

To commemorate the program’s successes for the past decade, we brought 40 
Blood Brothers together in Breckenridge, CO for our first ever Camp Out. This 
celebratory weekend focused on community building and provided the men 
with educational tools and a network of social support set in the magnificent 
and unparalleled beauty of the Rocky Mountains.

OUR IMPACT:

611 
Blood Brothers enrolled  
in the program 

1,462 
Blood Brothers  
attended local  
sessions

87 Sessions hosted  
at 27 Member  

Organizations

12 Online chats were 
hosted via the Blood 

Brotherhood Online Forum

7 Blood Brothers  
participated in the  

Advocacy Intensive in  
Washington, DC

5 Educational modules 
developed

4 Young Adult Google 
Hangouts hosted

4 Young Adult Wellness 
Podcasts recorded

2 Educational Webinars 
hosted

Connecting and supporting men with bleeding disorders.
BLOOD BROTHERHOOD



“The Sisterhood app has provided us with valuable information  

to share with my daughter’s doctor. Now he can see exactly  

what is going on with her period each month.

Seeking better health outcomes for women.
BLOOD SISTERHOOD 

For as long as there has been a bleeding disorders community, women have 
played an integral part in shaping it. As mothers of children with bleed-

ing disorders, medical professionals caring for patients, and scientists and re-
searchers working to advance treatment options, women have been at the core 
of this community. For too long however, the conversation around their own 
bleeding disorders and the unique healthcare challenges that come with them, 
has been discounted. 

In 2016, we continued to invest in our Blood Sisterhood program, strengthen-
ing a network of women who empower one another. We provided education op-
portunities, resources, tools, and social support to improve their quality of life.

OUR IMPACT:

1562 
Downloads  

of Sisterhood,  

our mobile app

364 
Blood Sisters  

enrolled in  

the program

460 
 
 
 

Blood Sisters attended  

local sessions

29 Sessions hosted  

at 22 Member  

Organizations

4 Young Adult Google 

Hangouts hosted

4 Young Adult Health  

and Wellness Podcasts 

produced

6 Educational modules 

developed

2 Educational Webinar 

hosted 
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“This scholarship will help me to continue the pursuit of  

my lifelong dream of medical missions. I plan to continue as  

an advocate within the community. Being involved in the lives  

of people living with hemophilia has allowed me to be a  

part of something bigger than myself.

Each year, we award scholarships to promising students in the bleeding 
disorders community in an effort to support their educational aspirations. 

Students complete applications online and upload essays, transcripts, and ad-
ditional supporting documents.  Applications are submitted to our scholarship 
committee, which reviews applications on an annual basis. 

Four scholarships were awarded in three areas:

• Educational Scholarships

• Parent/Sibling/Child Educational Scholarships

• Medical/Healthcare Services Educational Scholarship

OUR IMPACT:

$10,000 
Granted in scholarships

Helping community pursue higher education.
EDUCATIONAL SCHOLARSHIPS

$2,000-
$4,000  
Range of scholarship dollars 

granted per recipient

598 Applications  

received 

letter
downloads
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families
money / bike
house



“I am thankful for all that I have learned  

as a result of the Families Program

Investing in the whole family. 
FAMILIES PROGRAM

Comprised of four core areas including Dads in Action, Moms in Action, 
Kids in Action, and Sangre Latina, a culturally-competent Spanish-lan-

guage program, our Families program works to strengthen the entire family by 
providing peer networks and educational resources.

515 moms enrolled  

in program

416 dads enrolled  

in program

111 in-person  

sessions hosted  

via 30 Member  

Organizations

12 dads & 10 moms  

participated in  

Advocacy Intensive 

6 educational webinars 

hosted

6 new educational modules 

developed for adults:  

4 for children

11 educational modules 

were translated in  

Spanish

OUR IMPACT:

5,591 
moms, dads, kids  

attended local  

sessions

227,000+ 
 
 
 

Facebook reach of Infusing Love: A Mom’s View  

blog posts 
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“I ride to help moms and dads who have lost their jobs or  

paychecks because they stayed in the hospital with their children.  

I ride for adult males who aren’t able to work because of their  

debilitating and chronic pain. I understand how this can  

happen—we are lucky and I want to help.

Cyclists from all over the country met in beautiful West Virginia for a 156-
mile trek on the C&O Canal Trail to Washington, DC to raise money for 

Helping Hands, our financial assistance program for community members. 
This three-day trip across three states and the District of Columbia is not for 
everyone, but it celebrates a dedication to health and wellness for those who 
work hard to achieve beyond their disorder. 

We hosted two regional Gears for Good bike rides, one each in Connecticut and 
Ohio. The trails in these rides were less daunting than the national ride, but rid-
ers’ motivations were the same: to help our community.

One hundred percent of the contributions raised by individual donors went to 
providing families and patients in need with emergency financial assistance for 
expenses like housing, utilities, transportation, and medically-necessary goods. 

OUR IMPACT:

$132,000 
 
 
 

raised for Helping Hands 

Raising funds for patient financial assistance.
GEARS FOR GOOD

72 
riders from  

more  

than 15 states

8,200+   
miles covered 
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“Thank you for your compassion, sensitivity and  

concern for the hemophilia community and their families.  

Thank you so very much. Thank you for seeing the need  

and assisting us with our family’s emergency.

At any moment, families can experience a financial hardship because of 
their bleeding disorder. The Helping Hands program provides a measure 

of relief for this extraordinary burden and helps families focus on what’s impor-
tant: their health. 

Helping Hands provides emergency assistance for basic living expenses such 
as housing, utilities, and transportation, but the support doesn’t end there. Our 
staff of master’s level social workers work closely with applicants to help con-
nect them with other national, state, and local community resources. The pro-
gram also offers reimbursement of the cost of durable medical equipment nec-
essary in managing a bleeding disorder, such as braces, heating and cooling 
packs, and Medic Alert jewelry. Helping Hands provides a vital safety net for 
the bleeding disorders community. 

OUR IMPACT:

$200,000+ 
 

distributed in direct aid to 336 households.

125 
households assisted  

with durable medical  

items. 

Assisting families in temporary financial crisis.
HELPING HANDS

95 households received 

assistance  

with housing expenses.

45 households  

assisted with  

inhibitors support.

35 households  

received assistance 

with utility expenses.

21 households received 

assistance with  

transportation expenses.

15 households received 

assistance with other 

expenses (funeral expenses 

and other emergency  

expenses).
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“Throughout history we have made major progress in the bleeding disorder 

community; however, we must continue to advocate. During this intensive 

advocacy training, I have learned that it does not matter whether you are a 

severe bleeder or a mild bleeder; we are all a part of the bleeding disorder 

community and we will continue to advocate for a cure.

Advocacy is at the heart of all we do and is embedded in our programs 
and services. Our unwavering commitment to patient-focused policy has 

allowed us to build trust in the community and actively engage in grassroots 
efforts. Our practical, hands-on materials help community members navigate 
the healthcare system and our support empowers members to advocate.

Planned growth and expansion was our focus in 2016 for the advocacy, policy, 
and government relations team as we continued to see a multitude of access 
issues arise in states and nationwide, that needed direct advocacy efforts. 

Areas of Focus:

•  Assisted dozens of community members with individual support concerning 
payer issues, including, but not limited to, helping with the appeals process 
and providing support and advice in obtaining individual exceptions to pro-
hibitive decisions, denials, or policies. 

•  Supported Member Organizations through issue briefs, testimony writing, 
and coordinating legislative days as they advocated for issues like prior au-
thorization, out-of-pocket costs, and the development of preferred drug lists 
in Medicaid. 

•  Built presence on Capitol Hill and increased participation with coalitions of 
dozens of other patient groups to work on issues such as biosimilars, out-of-
pocket costs, Medicare reimbursement, and blood safety. 

•  Built young adult and teen programming on local and national levels that 
engaged the younger generation in advocacy and policy. 

OUR IMPACT:

17 advocacy educational 

programs delivered at 

local meetings.

10 letters submitted to 

executive and state 

agencies.

24 community member 

Q&As published on 

healthcare and insurance  

issues.

10 Advocacy Working 

Group meetings.

10 state-based  

legislative days.

9 state-based coalition 

advocacy summits.

Inspiring and assisting community advocates. 
OUTREACH/ADVOCACY



“As a parent advocate, I love that HFA gives me an opportunity to share  

my personal story to use as a catalyst for change. As a patient advocate  

at the state level, having the Project CALLS data available for our  

initiatives was invaluable. Thank you, HFA, for all your support.

Building a case for change in healthcare. 
PROJECT CALLS
We launched this initiative to collect data and stories about how changes in 
insurance company policies are impacting the care of those with bleeding dis-
orders. Project CALLS was intended to create a more accurate picture of the 
types of insurance issues encountered by the bleeding disorders community. 

More than 100 responses from across the country were received by the end of 
2016. We collated the data, identified trends, and used the information to build 
cases for change.

What we found:



“Participating in CHOICE made me realize  

my voice, and yours, are important.

Abstracts, Manuscripts, and Posters:

Following the analysis of the CHOICE Project data, we, along with the Cen-
ters for Disease Control and Prevention (CDC), initiated the development of a 
manuscript through the submission and acceptance of abstracts to the World 
Federation of Hemophilia (WFH) and American Society of Hematology (ASH) 
meetings for poster presentations. HFA and the CDC plan to develop the fol-
lowing manuscripts using the non-HTC patient data from CHOICE: 

1. Methods and Demographics
2. Treatment, Sources, and Utilization of Healthcare
3. Inhibitors, Infectious Disease and Co-Existing Medical Conditions
4. Joint Disease
5. Women’s Experience: Diagnosis, Treatment, and Symptoms.

Through our work with Shire (Baxalta) on the analysis of the data from von Wil-
lebrand disease participants in CHOICE, HFA and Shire presented a poster on 
this work at the AMCP (Academy of Managed Care Pharmacy) Nexus meeting 
in October. Copies of the WFH, AMCP, and ASH posters produced by HFA and 
it collaborators are available to the bleeding disorders community upon request. 

Community Research Portal Launched

Launched on September 30, 2016, the HFA Community Research Portal allows 
us to engage in more effective research efforts with community members. We 
received funding support from the Robert Wood Johnson Foundation through 
Genetic Alliance to develop a Platform for Engaging Everyone Responsibly 
(PEER) Portal, a patient registry platform. We are working with beta testers to 
assess the Portal’s functionality, look and feel, and content during a beta testing 
period which is expected to run until January 31, 2017. 

Our first survey on the Portal will collect the same information as the CHOICE 
Project. For our first collaborative study, HFA will work with the Children’s 

Hospital of Philadelphia on the PRO-
MIS Pediatric Sleep Health Item Bank 
Development project. This project will 
involve recruiting children and their 
families across a variety of ages and 
chronic diseases to participate in on-
line surveys involving sleep health. 

PCORI Award

We applied for a $250,000 training 
award from the Patient Centered Out-
comes Research Institute (PCORI). The 
award funding would be used to edu-
cate and encourage the community to 
participate in Comparative Outcomes 
Research and Patient Centered Out-
comes Research. We submitted a Let-
ter of Intent for the training project to 
PCORI and have been invited to sub-
mit a full grant.

OUR IMPACT:

1,018 
 

CHOICE participants with  

719 eligible surveys.

Community driven, community centered, community focused research.
RESEARCH PROGRAM



Each summer, we host a 10-week internship for two college-aged commu-
nity members. Interns are given hands-on training with our advocacy and 

policy efforts and are immersed within the policy and government relations 
work we do. Our goal is to develop their core abilities and get them to under-
stand their strengths, and utilize them to empower themselves and others in 
the bleeding disorders community, ultimately building effective advocacy ef-
forts. The internship provides the necessary tools for members of the bleeding 
disorders community to champion their own needs through self-advocacy at 
the state and federal levels. 

OUR IMPACT:

25 
visits to  

Capitol Hill.

Developing advocacy champions in young adults. 
SUMMER INTERNSHIP PROGRAM

15 congressional  

hearings attended.

1 visit to a plasma  

collection center.

1 intern hired as staff at 

completion of internship.

“My understanding of how government, insurance, medicine and research, and the  

national blood supply work together as lifelines for the bleeding disorders community 

will make my voice more passionate and resolved in every opportunity I have to speak 

out for their needs. Now that I have learned so much, there is no possible way that  

I will stop being passionate about advocating for this community.



Given the rarity of bleeding disorders, it’s easy for individuals to feel alone 
or isolated. This feeling of isolation is a core focus of ours as we work 

each day to connect community members, but that effort is amplified each 
year as we plan and host Symposium, our family-focused national conference. 
This family-friendly meeting is designed to encourage mentoring, sharing, and 
learning from one another, all while providing the necessary tools to become 
stronger self-advocates. 

Our work throughout the year culminated in April, as we hosted Symposium in 
Las Vegas with more than 1,200 attendees. 

Targeted topic tracks provided community members with valuable and relat-
able information. Areas of focus included:

• Inhibitor-specific resources and information. 

• Spanish-language sessions and materials. 

• Advocacy sessions on becoming an independent advocate. 

• Executive Director development sessions to build Member Organizations.

•  Health and wellness offerings including Zumba, aquatic therapy,  
and yoga.

•  Connecting community with industry members in our exhibit hall  
featuring more than 50 vendors.

• A remembrance service to honor those we have lost. 

OUR IMPACT:

1,217 
 
 
 

attendees.

221 children and teens 

participated in  

age-specific programming.

130 participants in  

the inhibitor track.

140 first-time  

attendee  

scholarships granted.

55+ educational  

sessions delivered.

20 wellness sessions  

delivered.

Uniting and inspiring community at our annual meeting. 
SYMPOSIUM

“It’s great to see the diversity of the group.  

It helps to know it’s not a single group  

dealing with bleeding disorders.



HFA is a collaborative federation of state-based 
Member Organizations across the US that 

unites and strengthens our community. The Board of Direc-
tors is comprised of a delegate from each Member Organiza-
tion and additional independent members. Ensuring that our 
strategic direction aligns with our operational objectives is a 
key function of our board. We work collaboratively with our 
Member Organizations to offer programs and services that 
directly impact their community’s needs. 

BOARD OF DIRECTORS

Officers
Tracy Cleghorn, Chairman 

Scott Boling, 1st Vice Chair 

Mark Antell, 2nd Vice Chair 

Aaron Reeves, Treasurer

Diane Lima, New England Hemophilia Foundation

Josh Hemann, Hemophilia of Iowa

Michael Birmingham, Bleeding Disorders Foundation of WA

Matthew Compton, Past President

Member Organizations and  
Board Members
AK Alaska Hemophilia Association, John Palmatier

AR Hemophilia Foundation of Arkansas, Robin Parker

AZ Arizona Hemophilia Association, Open Seat

CA Hemophilia Foundation of Northern CA, Ashley Gregory

CA Central California Hemophilia Foundation, Sean Hubbert

CA Hemophilia Foundation of Southern CA, Mickey Price

CT Connecticut Hemophilia Society, Stacie Hebert

DC Hemophilia Association of the Capital Area, Dana Brayshaw

FL Florida Hemophilia Association, Maria Rubin 

IA Hemophilia of Iowa, Josh Hemann

ID Snake River Hemophilia & BD, Open Seat

IL Bleeding Disorders Alliance Illinois, Adam Hii

IN Hemophilia of Indiana, Scott Ehnes

LA Louisiana Hemophilia Foundation, Edgar Guedry

MD Hemophilia Foundation of Maryland,  Natasha Burroughs

ME Hemophilia Alliance of Maine (HAM), Lianne Lapierre

MI Hemophilia Foundation of Michigan, Lisa Clothier

MN Hemophilia Foundation of MN / Dakotas, Aaron Reeves

MO Gateway Hemophilia Association, Anne Parrott

MT Rocky Mountain Hemophilia and BD Assoc., Brad Benne

NC Hemophilia of North Carolina, Gillian Schultz

NE New England Hemophilia Association, Diane Lima

NJ Hemophilia Association of New Jersey, Joseph Markowitz

NM Sangre de Oro Hemophilia Foundation of NM, Sophia Minhas

NY Hemophilia Center of Western New York, Stephen Graziano

NY Mary M. Gooley Hemophilia Center, Lindsey Hooper

NY Bleeding Disorders Association of NENY, David Huskie 

NY Bleeding Disorders Association of the S. Tier, Lesa Kaercher

NY Hemophilia Association of New York, Inc., Linda Mugford

NY New York City Hemophilia Chapter, Melissa Penn

OH Northern Ohio Hemophilia Foundation, Raymond Volney

OK Oklahoma Hemophilia Foundation, Open Seat

OR Hemophilia Foundation of Oregon, Stewart Worthington

PA Eastern Pennsylvania Chapter, Curt Krouse

SC Hemophilia of South Carolina, Bonnie Phifer

TN Mid-South Hemophilia & BD Foundation, Nicole Gates

TN Tennessee Hemophilia and BD Foundation, Suzie Harlan

TX Hemophilia Outreach of El Paso, Yolanda Ortiz

TX Lone Star Hemophilia Chapter, James Setliff

TX Texas Central Hemophilia Association, Open Seat

VA Virginia Hemophilia Foundation, Zack Bordone

WA Bleeding Disorders Foundation of WA, Michael Birmingham

WI Wisconsin Bleeding Disorders Network, Darcy Zwier

Independent Members
Tracey Cleghorn

Scott Boling 

Mark Antell 

Matthew Compton

Professional Advisors
Donald Akers, Jr., JD, General Counsel

Christopher Walsh, MD, PhD, Medical Advisor

Robert Sidonio, MD, MSc, Medical Advisor

Linda Wyman-Collins, RN, Medical Advisor

Detrice Barry, RN, PhD, Medical Advisor

John Reed, Pharmacist, Medical Advisor

Greg McClure, LSW, Medical Advisor



Trailblazer $750,000+ Shire

 Novo Nordisk

Innovator $500,000+ Bayer

Pacesetter $250,000+ Biogen

 Genentech

Champion $100,000+  CSL Behring

 Grifols

 Octapharma

 Pfizer 

Guardian $75,000+ Kedrion Biopharma

OUR SUPPORTERS
We are immensely grateful to the many supporters whose contributions assist our organization in improving the lives of people 
living with bleeding disorders. 

Benefactor $50,000+
Aptevo Therapeutics

Colburn-Keenan Foundation

Sustainer $25,000+
Accredo

Alnylam

Matrix Health Group

NCHS

Partner $10,000+
American Homecare Federation (AHF)

ARJ Infusion Services

CVS Health

Cottrill’s Pharmacy

Cyril Homecare Pharmacy

Diplomat Specialty Infusion 

HEMA Biologics

Hemophilia Alliance Foundation

Option Care 

Leader $5,000+
Accurate RX Pharmacy

Advantage Infusion Care 

Affinity Biotech

AxelaCare Health Solutions

Bioscrip Infusion Services

Brothers Specialty RX

Christie Medical Holdings 

Christopher Seistrup

Comprehensive Health  
Education Services

Dimension Therapeutics 

Factor Support Network

Fidelis Specialty Pharmacy

Galen

Homecare for the Cure

Soleo Health

Specialty Therapeutic Care

Paragon Healthcare

Patient Services, Inc.

The Alliance Pharmacy 

Y Medical Associates

We would like to thank the many individual donors who contributed in 2016.  

Because of them, we were able to help so many in the bleeding disorders community.



Hemophilia Federation of America (HFA) is a national 501c3  
non-profit organization that assists and advocates for the  
bleeding disorders community.
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