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HELLO, HFA MEMBERS! 

After serving in different capacities on the HFA’s board of directors since 2021, I became 
the board chair at our annual Symposium in April 2023. I’d like to now reintroduce myself 
and share some of the exciting things happening as HFA prepares to enter its 30th year 
advocating for, educating and serving the bleeding disorders community.

I became a community member in 2018, when my son 
was diagnosed at birth with severe hemophilia A. In my 
family there are caregivers, carriers and of course our 
brave “hemo hero.” My family has directly benefited 
from HFA’s programs, and I volunteered to give back 
through HFA’s board. The board is focused on increasing 
our organization’s capacity to support existing and new 
challenges facing all people with bleeding disorders and 
their families. 

Throughout the pandemic, HFA has not been immune to 
many changes other organizations have also experienced. 
The HFA board and staff have persevered, and I’m proud 
to say we welcomed Dan Kelsey, MS, MBA, CAE,  as the 
new president and CEO—his first day on the job was the 
first day of Symposium in Orlando, Florida.

Dan has been hard at work filling key staff positions, implementing nonprofit best practices 
where needed, and building relationships with our funders and community members. This 
summer, Dan, the board and HFA leadership collaboratively completed a three-year strategic 
plan that redefines HFA’s vision to imagine a world where people with bleeding disorders thrive. 

In addition to creating a new strategic plan, the board has 
approved its first annual giving policy. As HFA makes its requests 
for financial support, the board wanted to lead by example. 
Many board members are also actively participating in HFA’s 
Congressional Fly-In, in conjunction with our November board 
meeting. Next year, the board will have several members’ terms 
expiring; new board member and committee volunteer applications 
will open in early 2024, and I encourage you to apply or ask 
another leader in our community to fill a vacancy and help lead 
HFA into the future.

As we approach HFA’s pearl anniversary together, I’m reminded 
that oysters and their pearls symbolize potential and hope and 
random chance. The 2024 Symposium in Indianapolis will present an 
opportunity for all to reflect on the past, present and future of HFA.

The HFA community inspires me, and I look forward to seeing you in 
Indianapolis. Finally, I wish you and yours the best this holiday season.

In your corner,

Luke Runion

Chair, HFA Board of Directors
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HAPPENING H IGHL IGHTS

“By bringing clinician researchers and females with 

bleeding disorders together as equal experts, we were 

able to outline a research agenda that is truly reflective 

of the actual needs of females and that will improve 

diagnosis and clinical care for females with bleeding 

disorders,” Chupka said.

The powerful stories and experiences gathered by HFA 

from the females in the bleeding disorders community 

formed the basis for initiating the project idea. HFA 

formed a community-based research network of 

researchers, thought leaders, advocates and female 

patients to build out a research agenda that outlines 

research topics and questions important to females with 

bleeding disorders and medical experts in this field. 

Publication of this project in Haemophilia ensures  

research for females is accessible to clinicians,  

researchers and other medical professionals in the  

U.S. and beyond. Current HFA staff members Janet 

Chupka and Whitney Armijo, former staff members  

Mabel Crescioni and DeBran Traver, members of  

HFA’s professional medical advisory board and the 

members of the community-based research network 

contributed to the publication. Read the full publication at  

https://onlinelibrary.wiley.com/doi/10.1111/hae.14883. 

H
FA is excited to announce its work encouraging 

patient-centered research for females with 

bleeding disorders—conducted by members 

of its staff, as well as trusted medical advisers in the 

bleeding disorders community—has been published in the 

international peer-reviewed scientific journal Haemophilia. 

“Females+ with bleeding symptoms or a diagnosis of a 

bleeding disorder enthusiastically want to learn about 

research and participate in clinical trials but have historically 

lacked the opportunity to do so,” said Janet Chupka, 

HFA’s director of engagement and community health. “It is 

essential that their voice is included at the table when ideas 

for research projects are outlined and developed.”

The publishing of the article is the culmination of a project 

that began in 2017 through several Eugene Washington 

Engagement Awards HFA received from the Patient-

Centered Outcomes Research Institute. The project sought 

to engage females in research to improve access to care 

and treatment, grounded in evidence generated with 

females and for females. It is part of the organization’s 

ongoing effort to address the challenges faced by females 

(including individuals assigned female at birth, intersex and 

non-binary individuals) with symptoms or diagnoses of a 

bleeding disorder. 

HFA Project Featured in International  
Peer-Reviewed Scientific Journal

https://onlinelibrary.wiley.com/doi/10.1111/hae.14883
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The board’s top priority has been to develop a strategic 

plan that will help HFA best serve the bleeding disorders 

community into 2024 and in the years to come.

HFA wishes to thank our outgoing board members for 

their years of dedicated service to the organization and 

the community it serves. 

E
arlier this year, HFA welcomed a number of new 

members to its board of directors. Since they 

officially joined the board at HFA’s annual meeting 

during Symposium in April, the new board members and 

board members who have been serving for years (all with 

connections to the bleeding disorders community) have 

been meeting regularly. 
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E
ach year HFA and our funding partners offer annual 

educational scholarships for those with bleeding 

disorders and their families to defer costs. Applicants 

face a rigorous application process that includes submitting 

personal essays, transcripts and letters of reference. 

The HFA Scholarship Committee reviews all submitted 

applications and selects the winners. We are pleased to 

announce the winners of these 2023 scholarships.

HFA Educational Scholarship

Michael Potanin
Johns Hopkins University

I am honored to have been chosen as a recipient of the 

HFA Educational Scholarship. This recognition provides 

immense support to me  

as I pursue my education 

and career goals.

As a hemophiliac who has 

personally experienced 

the challenges of living 

with a genetic disorder, I 

am deeply committed to 

contributing to the field 

of medical research. As an 

incoming sophomore at 

Johns Hopkins University, 

where I am majoring in 

biomedical engineering, I am driven by a strong desire to 

make a positive impact on the lives of individuals facing 

similar challenges.

My goal is to utilize my education and passion to pioneer 

advancements in genetic engineering and gene therapies. 

I am eager to continue my studies, engage in research 

opportunities, and collaborate with experts in the  

field to bring innovative solutions to the forefront of 

medical science. 

I am deeply grateful for the opportunity this scholarship 

provides and am committed to making the most of it 

by pushing the boundaries of scientific discovery and 

contributing to the advancement of medical knowledge 

and technology.

This scholarship validates my dedication to the 

biomedical field and encourages me to continue striving 

for excellence in my academic pursuits. I’m a believer and 

ready to make a difference.

HFA Parent/Sibling Scholarship

Haylee Slonaker
University of California Santa Cruz

Growing up in the desert, I love being outdoors. From 

hiking in the summer to watching the stars at night in 

the winter, I’ve always had a passion for the outdoors. It 

was not until recently that I realized I could go into a field 

where this passion could be explored more.

I have volunteered at local 

animal rescues and have 

had personal experiences 

raising them. After taking 

the Advanced Placement 

environmental science 

class offered at my high 

school, I knew that this 

was the field that I wanted 

to study. Combining my 

interest in advocacy and 

environmental issues, I 

knew I wanted to change 

the world and help pass 

laws and bills related to the environment. 

Going to the University of California, Santa Cruz, and 

majoring in environmental science, I am laying the 

2023 HFA 
Scholarship Winners
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foundations for this job and setting myself up for my 

future career. This scholarship will help me achieve  

these goals and make my dream a reality. It will help  

me focus more on my academics in college than worry 

about putting a financial burden on my parents, who are 

already busy taking care of my brother, who also has 

severe hemophilia A.

This scholarship will ensure that I can entirely focus on my 

education without having to get multiple jobs to be able 

to pay for it, laying the foundation that I can build upon as 

I continue through college.

HFA Educational Scholarship

Kayla Gregory
University of California-Davis

I am planning to major in biochemistry and molecular 

biology and be a part of a Division 1 swimming program 

at University of California-

Davis in the fall. I 

thoroughly enjoy studying 

chemical processes and 

with biochemistry, I get to 

examine the chemistry of 

the world.

After earning my 

undergraduate degree, 

I plan to attend medical 

school on the East 

Coast, specializing 

in hematology. This 

scholarship is not just 

an enormous financial help for me individually, but it’s 

providing for the future of this incredible community by 

making it easier for one more hematologist to be created.

I don’t consider my bleeding disorder a burden because 

it’s provided me with so much more. I’ve met my closest 

friends, found what I want to do with my life, and gained 

a new appreciation for my childhood. Finally, I want 

to express how grateful I am to HFA for giving this 

opportunity to young students. 

HFA Educational Scholarship

Porus C. Pavri
Rutgers University

As an individual with hemophilia, my journey has been 

shaped by both challenges and determination. These 

experiences have propelled me toward pursuing a business 

major and setting ambitious future goals. I believe that 

the intersection of my 

personal circumstances and 

academic aspirations is a 

unique space where I can 

make a significant impact.

Opting for a business major 

was a carefully considered 

decision. The dynamic 

world of commerce 

fascinates me, and I’m 

excited about harnessing 

its potential to drive 

positive change. Through 

courses in marketing, economics and entrepreneurship, I aim 

to cultivate a versatile skill set that will enable me to navigate 

a rapidly evolving business landscape.

The scholarship I’ve been granted holds immense value 

for me, transcending beyond financial support. It signifies 

recognition of my determination to overcome the obstacles 

posed by hemophilia and pursue higher education with 

unwavering commitment. This scholarship is a symbol of 

empowerment, endorsing my belief that challenges can be 

transformed into opportunities for growth.

In the future, I aspire to merge my passion for business 

with my personal journey. My goal is to not only excel in 

the corporate realm but also to advocate for inclusivity 

and accessibility for individuals with hemophilia and other 

health challenges. By leveraging my business acumen, 

I intend to drive conversations about diversity in the 

workplace and contribute to creating environments where 

everyone can thrive.

In essence, this scholarship emboldens my mission to 

transcend limitations and leave an indelible mark on 

the world of business. With gratitude in my heart and 

determination in my spirit, I am poised to forge ahead and 

turn my aspirations into reality. 



INDICATION & IMPORTANT SAFETY INFORMATION

What is HEMLIBRA? 
HEMLIBRA is a prescription medicine used for routine prophylaxis to prevent or reduce the frequency of bleeding episodes in
adults and children, ages newborn and older, with hemophilia A with or without factor VIII inhibitors. 

What is the most important information I should know about HEMLIBRA? 
HEMLIBRA increases the potential for your blood to clot. People who use activated prothrombin complex concentrate (aPCC; 
Feiba®) to treat breakthrough bleeds while taking HEMLIBRA may be at risk of serious side effects related to blood clots. 
These serious side effects include:
• Thrombotic microangiopathy (TMA), a condition involving blood clots and injury to small
   blood vessels that may cause harm to your kidneys, brain, and other organs

• Blood clots (thrombotic events), which may form in blood vessels in your arm, leg, lung, or head

Please see Brief Summary of Medication Guide on following page for Important 
Safety Information, including Serious Side Effects.
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Across: 1. cask, 5. chasms, 11. Aden, 12. parish, 
13. tore, 14. used to, 15. cruel, 17. nest,
18. HEMLIBRA, 21. yrs, 22. rue, 23. MCs, 
26. passport, 28. zero, 31. three, 32. eyelet, 
35. Otoe, 36. ariose, 37. tall, 38. lessen, 39. oles
Down: 1. catchy, 2. adorer, 3. serums, 4. kneel, 
5. CPU, 6. has, 7. arena, 8. side, 9. MSTs, 10. shot, 
16. lira, 19. bus, 20. rest, 23. mortal, 24. Creole, 
25. steels, 26. polos, 27. photo, 28. zeal, 29. Eyre, 
30. Reis, 33. ESE, 34. ten

Discover more at HEMLIBRA.com/answers

CAN YOU SOLVE

32. Small hole in lace cloth 
35. Central Plains tribe
36. Melodic 
37. Towering
38. Reduce 
39. Spanish cheers

DOWN
1. Memorable, as an earworm 
2. Devotee 
3.��i`�V>��y�Õ�`Ã�
4. Prepare to propose, perhaps 
5. PC’s “brain” 
6. Owns 
7. Concert venue 
8. See Medication Guide 

or talk to your doctor about 
potential _____ effects

9. Winter hrs. in Denver and El Paso 
10. HEMLIBRA is the only prophylactic 

treatment offered this way under 
the skin 

16. Pre-Euro currency in Italy 
19. Subway alternative 
20. Relax 
23. Human
24. New Orleans cuisine 
25. Mentally prepares
26. Collared shirts 
27. Instagram post 
28. Ardent enthusiasm 
29. Brontë heroine Jane 
30. Old Portuguese coins 
33. Opposite of WNW 
34. More than_____ thousand patients have 

been treated with HEMLIBRA worldwide†

SOLUTIONS

ACROSS
1. Wine barrel 
5.��ii«�w�ÃÃÕÀiÃ

11. Mideast gulf port 
12. District 
13. Ripped 
14. Familiar with 
15. Mean 
17. Roost 
18.  The #1 prescribed prophylaxis for 

people with hemophilia A without 
factor VIII inhibitors*

21. Calendar divs. 
22. Regret 
23. Banquet hosts (abbr.) 
26. International travel necessity 
28. Check out the _____ treated 

bleeds data with HEMLIBRA
31. Number of dosing options 

HEMLIBRA offers
†  Number of people with hemophilia A 
treated as of October 2021.

* According to IQVIA claims data from various 
insurance plan types from April 2020 - May 2021 
and accounts for usage in prophylaxis settings 
in the US.
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Medication Guide
HEMLIBRA® (hem-lee-bruh)

(emicizumab-kxwh)
injection, for subcutaneous use

Manufactured by: Genentech, Inc., A Member of the Roche Group, 
1 DNA Way, South San Francisco, CA 94080-4990

U.S. License No. 1048
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan 

©2021 Genentech, Inc. All rights reserved.
For more information, go to www.HEMLIBRA.com or call 1-866-HEMLIBRA.

This Medication Guide has been approved by the U.S. Food and Drug Administration 
Revised: 12/2021

HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.
The HEMLIBRA logo is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.

The Genentech logo is a registered trademark of Genentech, Inc.
All other trademarks are the property of their respective owners.

©2022 Genentech USA, Inc. All rights reserved. M-US-00011998(v2.0) 03/22

What is the most important information I should know about 
HEMLIBRA?
HEMLIBRA increases the potential for your blood to clot. 
Carefully follow your healthcare provider’s instructions 
regarding when to use an on-demand bypassing agent or 
factor VIII (FVIII) and the recommended dose and schedule to 
use for breakthrough bleed treatment. 
HEMLIBRA may cause the following serious side effects when 
used with activated prothrombin complex concentrate (aPCC; 
FEIBA®), including:
• Thrombotic microangiopathy (TMA). This is a condition 

involving blood clots and injury to small blood vessels that 
may cause harm to your kidneys, brain, and other organs. Get 
medical help right away if you have any of the following signs 
or symptoms during or after treatment with HEMLIBRA: 
–  confusion –  stomach (abdomen) 
–  weakness   or back pain
–  swelling of arms and legs –  nausea or vomiting 
–  yellowing of skin and eyes –  feeling sick 
    –  decreased urination

• Blood clots (thrombotic events). Blood clots may form in 
blood vessels in your arm, leg, lung, or head. Get medical 
help right away if you have any of these signs or symptoms of 
blood clots during or after treatment with HEMLIBRA:
–  swelling in arms or legs –  cough up blood
–  pain or redness in your  –  feel faint
    arms or legs –  headache
–  shortness of breath –  numbness in your face
–  chest pain or tightness –  eye pain or swelling
–  fast heart rate –  trouble seeing 

If aPCC (FEIBA®) is needed, talk to your healthcare provider in 
case you feel you need more than 100 U/kg of aPCC (FEIBA®) 
total.
Your body may make antibodies against HEMLIBRA, which 
may stop HEMLIBRA from working properly. Contact your 
healthcare provider immediately if you notice that HEMLIBRA 
has stopped working for you (eg, increase in bleeds).
See “What are the possible side effects of HEMLIBRA?” for 
more information about side effects. 
What is HEMLIBRA?
HEMLIBRA is a prescription medicine used for routine prophylaxis 
to prevent or reduce the frequency of bleeding episodes in 
adults and children, ages newborn and older, with hemophilia A 
with or without factor VIII inhibitors.
Hemophilia A is a bleeding condition people can be born with 
where a missing or faulty blood clotting factor (factor VIII) 
prevents blood from clotting normally. 
HEMLIBRA is a therapeutic antibody that bridges clotting factors 
to help your blood clot.
Before using HEMLIBRA, tell your healthcare provider about 
all of your medical conditions, including if you: 
• are pregnant or plan to become pregnant. It is not known if  
 HEMLIBRA may harm your unborn baby. Females who are  
 able to become pregnant should use birth control   
 (contraception) during treatment with HEMLIBRA.
• are breastfeeding or plan to breastfeed. It is not known if   
    HEMLIBRA passes into your breast milk.
Tell your healthcare provider about all the medicines you 
take, including prescription medicines, over-the-counter 
medicines, vitamins, or herbal supplements. Keep a list of them 
to show your healthcare provider and pharmacist when you get a 
new medicine.
How should I use HEMLIBRA?
See the detailed “Instructions for Use” that comes with your 
HEMLIBRA for information on how to prepare and inject a 
dose of HEMLIBRA, and how to properly throw away 
(dispose of) used needles and syringes.
• Use HEMLIBRA exactly as prescribed by your healthcare 

provider.
• Stop (discontinue) prophylactic use of bypassing agents 

the day before starting HEMLIBRA prophylaxis.
• ;QW�OC[�EQPVKPWG�RTQRJ[NCEVKE�WUG�QH�(8+++�HQT�VJG�ƂTUV�

week of HEMLIBRA prophylaxis.
• HEMLIBRA is given as an injection under your skin 

(subcutaneous injection) by you or a caregiver. 

• Your healthcare provider should show you or your caregiver how 
to prepare, measure, and inject your dose of HEMLIBRA before 
you inject yourself for the first time.

• Do not attempt to inject yourself or another person unless you 
have been taught how to do so by a healthcare provider.

• Your healthcare provider will prescribe your dose based on your 
weight. If your weight changes, tell your healthcare provider.

• You will receive HEMLIBRA 1 time a week for the first four 
weeks. Then you will receive a maintenance dose as prescribed 
by your healthcare provider. 

• If you miss a dose of HEMLIBRA on your scheduled day, you 
should give the dose as soon as you remember. You must give 
the missed dose as soon as possible before the next scheduled 
dose, and then continue with your normal dosing schedule. 
Do not give two doses on the same day to make up for a 
missed dose.

• HEMLIBRA may interfere with laboratory tests that measure how 
well your blood is clotting and may cause a false reading. Talk to 
your healthcare provider about how this may affect your care. 

What are the possible side effects of HEMLIBRA?
• See “What is the most important information I should know 

about HEMLIBRA?”
The most common side effects of HEMLIBRA include: 
• redness, tenderness, warmth, or itching at the site of injection
• headache
• joint pain
These are not all of the possible side effects of HEMLIBRA. 
Call your doctor for medical advice about side effects. You may 
report side effects to FDA at 1-800-FDA-1088.
How should I store HEMLIBRA?
• Store HEMLIBRA in the refrigerator at 36°F to 46°F (2°C to 8°C). 

Do not freeze. 
• Store HEMLIBRA in the original carton to protect the vials 

from light.
• Do not shake HEMLIBRA.
• If needed, unopened vials of HEMLIBRA can be stored out of 

the refrigerator and then returned to the refrigerator. HEMLIBRA 
should not be stored out of the refrigerator for more than a total 
of 7 days or at a temperature greater than 86°F (30°C).

• After HEMLIBRA is transferred from the vial to the syringe, 
HEMLIBRA should be used right away.

• Throw away (dispose of) any unused HEMLIBRA left in the vial.
Keep HEMLIBRA and all medicines out of the reach of children. 
General information about the safe and effective use of 
HEMLIBRA.
Medicines are sometimes prescribed for purposes other than those 
listed in a Medication Guide. Do not use HEMLIBRA for a 
condition for which it was not prescribed. Do not give HEMLIBRA 
to other people, even if they have the same symptoms that you 
have. It may harm them. You can ask your pharmacist or healthcare 
provider for information about HEMLIBRA that is written for health 
professionals.
What are the ingredients in HEMLIBRA?
Active ingredient: emicizumab-kxwh
Inactive ingredients: L-arginine, L-histidine, poloxamer 188, and 
L-aspartic acid.
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P
eople with bleeding disorders have likely spent a good amount 

of time in a medical setting—an emergency room, a hemophilia 

treatment center (HTC) and many doctors’ offices. For some, 

these interactions can seem like the maintenance necessary to support 

their bleeding disorder. For others, that time is the spark that becomes 

their life’s mission: helping others in the same situation. 

The doctors, nurses and therapists who diagnose, treat and strategize 

prophylactic plans for bleeding disorders can be transformative. 

Without them, so many would be relegated to lives of uncontrolled 

bleeds, life-threatening clots, joint pain and more. Unsurprisingly, some 

people with bleeding disorders join their ranks to make a difference 

in other patients’ lives. We wanted to share a few of those stories of 

people making a difference from inside the medical field who know 

what it’s like on both sides of the curtain. 

Members of the bleeding disorders 
community give back through  
ZRUN�LQ�WKH�PHGLFDO�ßHOG�
BY RACHEL MURPHY, FREELANCE WRITER

patient
provider

from

to
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Doctor, Heal Thyself 
Every day, hematologist Danielle 

Nance, MD, reassures her patients 

at Banner MD Anderson Cancer 

Center. Diagnosed at two-years-

old with hemophilia A, Nance, now 

age 50, was the first person in her 

family with a bleeding disorder. 

Her diagnosis precluded her family 

from carrying standard health 

insurance; high-risk insurance 

was financially out of reach. Much of her 

childhood treatment involved resting on 

the couch when she had a bleed. 

As she grew, she experienced the full 

gamut of medical experiences, and many 

emergency room (ER) personnel wouldn’t 

acknowledge her hemophilia because 

she was female. Despite those negative 

medical experiences, she knew she wanted 

to be a doctor since she was 10-years-old. 

“I would be obviously swelling or bleeding 

and people would send me away because 

they didn’t know what to do,” Nance said. 

“So I went to medical school to figure out 

what was wrong with me and to have 

control over my own destiny.” 

After completing her bachelor’s degree, Nance applied to 

medical school but wasn’t accepted. She decided to get 

married and have children before deciding her next move. 

And while she loved her life, there was still the nagging need 

to be a doctor. She applied again and was accepted, this 

time with a nine-month-old baby in tow. By the time she was 

a fourth-year medical student, she had given birth to a son 

with severe hemophilia. 

“I thought I knew everything about bleeding disorders from 

the patient perspective because I live with it,” Nance said. 

“Then, all of a sudden, I had a little baby that bled a lot 

more than I did. But at least at that point, I had a lot more 

understanding about how the body works in general to help 

me take care of him.” 

As part of her training, she was allowed to spend a month 

in the preoperative area and learned how to start IVs from 

the nurses. She counts that experience as some of the most 

valuable of her education. “I had a tiny baby, and I knew I 

would have to be an expert at starting IVs. I’m now one of 

the few doctors that isn’t afraid of starting an IV,” she said. 

Nance completed her residency in Seattle, 

right across the street from the blood 

center run by Arthur Thompson, MD, a 

hematologist and researcher. It’s where he 

worked on genotyping. She was invited 

to join his research, leading to a two-

year grant to study bleeding disorders 

worldwide. Her dream of helping herself 

had grown to a reality of helping others 

from a place of intensive 

experience and knowledge. 

Now, Nance specializes in adult 

hematology and credits the 

bleeding disorders community 

with much of her success. 

From inclusion at camp to 

offering grants and letters of 

recommendation that helped 

her get into medical school, 

hemophilia chapters have raised 

her self-esteem and allowed  

her to succeed. 

“It’s obviously hard, but the 

bleeding disorder community just 

boosts its members up. It’s really 

amazing,” Nance said. 

Medical School Begins 
Garrett Hayes hopes to someday have the same impact as 

Nance. Hayes, 25, is just starting his medical journey. He is 

currently a first-year medical student at the University of 

Texas Southwestern Medical School. 

Hayes was diagnosed with severe hemophilia A at birth. 

While he is now on a successful prophylactic regimen, his 

experiences with his hemophilia treatment encouraged 

his current career path. After toying with the idea of a 

business or engineering degree, he decided to follow his 

passion for health and fitness. 

“My motivation was strengthened by my experience of 

being a patient and knowing what it feels like,” Hayes 

said. “I hope to translate my experience as a patient into a 

desire to be a health care provider.”

With just a few months of medical school under his belt, 

Hayes is in the trenches, diving headfirst into the mechanics 

of medicine. He anticipates his experience as a patient will 

be one of his strengths as he moves on to the practical 

application of his education. 

Top, Danielle Nance, MD;  
bottom, Garrett Hayes
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“It’s been really interesting to see  

how what we learn combines with actual 

clinical practice,” Hayes said. “I feel like 

my lived experience as a patient will play 

a significant role in that portion. So much 

of it is focused on tough conversations 

and interacting with people in their most 

vulnerable moments.”

Patient Perspectives
Dakota Rosenfelt, PharmD, RPh, 

MBA, has found a different way 

to help his peers with bleeding 

disorders. He was diagnosed with 

severe hemophilia A when he 

was 13-months-old, with no family 

history. After earning a doctorate of 

pharmacy and a master’s in business, 

he works as a senior medical 

science liaison for a pharmaceutical 

company; he educates physicians 

and treaters on the benefits and 

effects of Hemlibra, an approved 

hemophilia prophylactic treatment, 

and crovalimab, a treatment still 

in clinical trials for paroxysmal 

nocturnal hemoglobinuria, atypical 

hemolytic uremic syndrome, and 

sickle cell disease. 

Rosenfelt is one of the best people for this position—he 

understands the burden of treatment for hemophilia and how 

rigorous treatment plans can affect adherence. 

“At one point, I was on high-dose factor and had to do an 

IV infusion every day for a year and a half. It was awful,” 

Rosenfelt said. “You can’t stare a 

patient in the face, tell them they 

will have to infuse every day for 

a year and expect them to be 

100% adherent.”

This understanding is Rosenfelt’s 

superpower. He said that a 

large part of his job is to explain 

the real-life burden of certain 

treatment regimens. Many doctors 

prescribe treatments that may 

have excellent clinical outcomes but 

terrible treatment regimens or side effects, 

he said. Rosenfelt is happy to bring his 

experience to the table. 

Rosenfelt’s hemophilia is now well-

controlled, with no significant bleeds the 

past four years. Without the daily grind 

of treatment, he has more time to devote 

to helping others in the community. “I 

want to stay involved in both the health 

care side of things and also give back and 

volunteer,” he said. “Maybe that is going 

help someone else to get where I am. And 

that’s really what I’m after.” 

A Mother, A Patient, A Calling 
When Kendall Fitzpatrick’s son was diagnosed with 

hemophilia at age two-and-a-half, it opened the door to 

a whole new world. She found that not only did her son 

have a bleeding disorder, but so did she. Fitzpatrick, 51, 

was diagnosed with hemophilia B with factor IV deficiency. 

Her deceased father also likely had a bleeding disorder, 

undiagnosed and confused for schizophrenia, she said. 

Top, Dakota Rosenfelt, PharmD, RPh, MBA; 
bottom, Kendall Fitzpatrick
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But it wasn’t until her second son was 

born on the autism spectrum that she 

decided to dive into the medical field. 

“I was a single mother. I had one kid 

that could fall down, and we would 

be in the ER for three hours getting 

infused, and one that couldn’t make it 

through a school day,” Fitzpatrick said. 

Her mother was a nurse and 

encouraged her to look into nursing 

school. She wasn’t initially interested, 

but she had fond memories of the 

nurses who had helped with both of her sons. To stay afloat, 

she decided to go for it and entered a local community 

college program for an associate’s degree in nursing. She 

qualified for free tuition, became a registered nurse and 

recreated her life. 

“It really became a passion for me. It was hard, like boot 

camp hard, but it was worth it,” Fitzpatrick said. 

After graduation, Fitzpatrick decided to use her experience 

to enter the world of specialty pharmacies. Instead of 

working in a hospital, she travels the U.S. as an account 

manager, working with patients who have bleeding 

disorders requiring factor. She works with patients to ensure 

their medicines and supplies are ordered on time so their 

treatments are uninterrupted. 

While many drugs go through a specialty pharmacy, 

Fitzpatrick said that people with bleeding disorders 

have a more personal relationship with their pharmacies. 

She often meets with patients at events and walks them 

through their treatments. 

“It makes us such a tight community because most people 

doing [specialty pharmacy] also live with it,” Fitzpatrick said. 

“You become a patient advocate for the people who trust 

you because you’ve developed a relationship over the years 

and they trust your guidance.”

Creating the Care She Deserved
When Skye Peltier, PA-C, MPH, looks for people who 

have experience with a factor VII deficiency, it’s hard 

to find someone who has more than she does. After 

being diagnosed at age five, she has seen the inside of 

many ERs and HTCs. As the newly appointed clinical co-

director of the Children’s Minnesota Bleeding and Clotting 

Disorders Clinic, she can advocate for her patients in a 

way she never experienced. 

 As a child, she spent a lot of time 

around the hospital, pointing to that 

as the first spark in her interest in 

the medical field. She fondly recalls 

sitting in curtained waiting areas with 

her mother, trying to guess the other 

patients’ diagnoses based on overheard 

conversations among providers. 

When her mother returned to school 

for occupational therapy, it further 

pushed Peltier along the path.  

She was not a straight-A student, 

so she took a year off to pursue volunteer work through 

AmeriCorps. During the program, she worked in public 

health and gained a love of helping young people. She 

went on to earn a master’s of public health and health 

education. Her focus was on teenage sexual health, but 

jobs in the field were hard to find. 

Peltier still wanted to work in health care as a provider 

and went to school to become a physician’s assistant. 

After graduating, she found herself back where she 

started, after her hematologist suggested she come work 

for them after her annual visit. 

At first, Peltier resisted. “I thought it was a bad idea, 

actually,” she said. “It felt too personal. I felt like that was 

not what I envisioned for myself, but I felt like I had to 

apply for the job. And then I got it.” 

Eighteen years later, she has only worked in hematology 

and said she loves it. Although she said it took many years 

to feel comfortable caring for adult hematology patients—

many of whom were her peers—she loves working with 

young people who are just coming to terms with their lives. 

In her new position, Peltier has an even greater impact on 

how patients move through their treatments. “This position 

allows me to do more; I’m thinking about the model of care 

we deliver,” she said. “How we deliver care hasn’t really 

changed, but now I have the opportunity to work on bigger 

picture things for the clinic, the group and our patients.” 

Being the most knowledgeable person in the room can be 

a blessing and a curse, but Peltier is glad her experience 

can bring comfort and a voice to her patients. 

“We all need people to back us up. That’s our role as 

providers—to advocate for our patients, especially  

with rare disorders.” 

Skye Peltier, PA-C, MPH
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I
t’s stressful enough to have a complex medical condition 

that requires careful monitoring. But in addition to your 

bleeding disorder, you are forced to consider the costs 

of expensive treatment and insurance. “It’s easy to get 

overwhelmed by the costs of a bleeding disorder,” said Jim 

Mueller, MBA, a financial adviser with hemophilia A. 

Despite the challenges, there are some ways to manage 

your finances to better you for the future. “If you get your 

money right, you don’t have to spend time thinking about 

your money. You can think of other things. When you face a 

high-cost medical condition, it’s extra important to get that 

foundation right,” said Steve Spears, an actuary with a young 

son who has von Willebrand disease.

Here are some strategies to help you with your planning:

Create a Budget
If you’re not sure where to start when it comes to getting a 

handle on your finances, start by sitting down and creating a 

budget. In fact, Mueller recommended, “Start out budgeting 

as early as possible.” 

It doesn’t have to be a complicated, intricate budget, but 

you should at least create a list of all your recurring expenses 

so you know where your money is going. Then you can 

compare your expenses to your income. “In order to spend 

less than you earn, you have to know where your money is 

going,” Spears said.

A good way to get started is to pull up your bank statements 

and credit card statements from the past year and look at 

where your money is going. It’s easier to do that now than 

ever, since it’s possible to download electronic statements. 

A popular budgeting approach is the 50/30/20 method. 

You start with your monthly net income, then budget  

the following:

y 50% to needs

y 30% to wants

y 20% to savings and debt repayments 

There are other methods of budgeting, such as zero-based 

budgeting, which entails allocating all your income to 

specific categories so you don’t have anything left over at 

the end of the month. Another option is the “no” method, 

which essentially requires having the discipline to say “no” to 

any purchase that doesn’t fit into your budget.

Sock Away Savings 
Ideally, part of your budget will include a savings account or 

savings fund. Experts generally recommend having three to 

six months of expenses in a savings account. And those with 

medical conditions such as bleeding disorders should create 

a “crisis fund” to help cover unexpected costs.

However, many people struggle to save money, particularly 

in the current economy. According to 2022 data from 

Bankrate, 56% of Americans don’t have enough in savings to 

cover a $1,000 unexpected bill. 

Here’s what to do: Start small. You don’t have to have a large 

amount of money to start saving. You just want to be able 

to put some amount of money away, so you’ll have it if and 

when you need it. Even $10 or $25 on a consistent basis can 

start to add up.

Debra Jacobs, EdM, AFC, founder of the financial coaching 

and education company Money Smart for Life, recommends 

the “pay yourself first” strategy: When you get paid or 

receive some money, don’t just pay your bills with it. 

“Put some in a savings account or put it aside so any time 

money comes in, you are starting to build up a little cushion,” 

she said. “That will help a lot when emergencies happen, 

which they always seem to do.”

Other ways to save money include specialized savings 

accounts for health care and other specialized expenses. This 

includes health savings accounts (HSAs), flexible spending 

accounts (FSAs), and Achieving a Better Life Experience 

(ABLE) accounts.

“You don’t pay taxes on money going in or out, but you 

can only use them for qualifying expenses,” said Michael 

Birmingham, executive director at The Bleeding Edge, a 

national nonprofit dedicated to advancing the lives of adults 

living with the extreme challenges of bleeding disorders. 

“They’re almost tailor-made for people with disabilities that 

cause high health care costs, like hemophilia.” 

Plan for Retirement 
When Mueller was born in 1962, the life expectancy for a 

person with a bleeding disorder such as hemophilia was 

fewer than 20 years. Many people died in childhood, while 

some lived into early adulthood. “I didn’t think I’d live long 

enough to make it to retirement,” Mueller said. 

But with advances in treatment and prophylactic 

therapies, people with bleeding disorders are now living 

much longer lives. But that means they need to be 

thinking about their long-term financial situation. 

“Don’t forget that you actually do need to start preparing 

for that retirement as soon as possible. Save and invest, 
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and let the power of compound interest work for you,” 

Birmingham said.

You can get started by looking at your employer’s 401(K) 

offering to see if they match the funds that you contribute. 

“Because that’s free money,” Spears explained. “It’s a 100% 

return on your money every year. Try to contribute as much 

as you can to maximize your employer match.” 

“If an employer is offering access to retirement accounts, you 

should definitely take advantage of it,” agreed Birmingham.

Two options are the traditional 401(K) and the individual 

retirement account (IRA), both of which allow your money to 

grow tax deferred, so it grows faster. However, you will have 

to pay taxes when you take money out. Meanwhile, you can 

put after-tax dollars into a Roth IRA, and those dollars grow 

tax-free. You don’t have to pay taxes when you take out 

money from a Roth IRA down the road. 

You can also consult a financial planner or adviser for more 

specific guidance on setting up a retirement fund. A financial 

adviser will often give you a free consult, said Birmingham, 

but he cautioned, “Just keep in mind that they will eventually 

want to sell you something.” 

Consider Insurance Factors 
One of the biggest challenges of managing a bleeding 

disorder is paying for factor and all the other associated 

costs of treatment, which makes having good insurance 

coverage vital. If you have employer-sponsored health 

insurance, it’s important to understand what your 

insurance covers—and if it’s worth making a job change if 

it risks your coverage. 

Unfortunately, your insurance coverage (or lack thereof) 

can affect your career path. You might feel your options are 

limited. If you have good private insurance, you may feel 

like you can’t leave your job because you fear that you may 

not be able to find a better job with equally good insurance 

coverage. Or you might be attracted to a career or job 

opening but can’t afford to take a job that doesn’t include 

health insurance among its benefits. 

“We’re talking not just hundreds of dollars but thousands 

of dollars that will impact that individual if they opt for a 

job that doesn’t include benefits,” said Cynthia Cross, HFA 

services manager.

It can be risky to consider leaving a job with good 

benefits, but if you do decide to make a change, you can 

try to negotiate with your new employer for benefits, said 

Ellen Kachalsky, LMSW, ACSW, CCM, social worker for 

Henry Ford Health’s Adult Hemophilia Treatment Center 

(HTC) in Detroit. 

Some states require better coverage than others, too, which 

is something you might want to investigate before planning 

an out-of-state move. As of summer 2023, only 19 states had 

passed laws banning copay accumulators. Your local HTC 

may be able to help you get up to speed on how your state 

approaches copays, Kachalsky said.

You might also want to consider purchasing a short-term or 

long-term disability policy, she added. Many people don’t 

think about this in advance, “but if they’re out of work for a 

long time, they will need income replacement,” she said. 

Deal with Debt
Despite your best intentions and planning, you may wind 

up incurring some debt. If that happens, Jacobs suggests 

looking carefully at your spending over the past few 

months to see if there is anyplace where you can pull back. 

“If so, apply those savings to your debt,” she said. “You 

can ‘snowball’ by applying extra payments to your lowest 

balance or highest interest debt and paying the minimum on 

everything else. Then, when that first debt is gone, put what 

you were paying for that one toward the next debt, plus the 

minimum you were already paying. Keep ‘snowballing’ until 

everything is paid off.”

Experts caution people to stay away from “debt traps,” such 

as payday loans with hidden fees and high interest rates; 

pawn shop loans; and auto title loans. 

Credit card debt is incredibly common in the U.S. A recent 

Credit Card Debt Study from WalletHub found that the 

You don’t have to have a large amount of money  
to start saving. Even $10 or $25 on a consistent basis  
can start to add up.



average credit card debt is $10,170 per household. So, if 

you’ve been forced to rely on credit cards to pay your bills, 

you’re not alone.

If you have a good credit score, Jacobs suggested 

transferring outstanding balances on high interest cards to a 

0% interest rate card so you can pay that down. “Be careful, 

though,” she cautioned. “If you don’t pay the full balance by 

the end of the 0% term, the rate goes right back up, often 

retroactively, so you’ll be charged interest on the entire 

amount from the beginning of the transfer.”

If you can’t afford the minimum balance, contact your credit 

card company and explain that you have a medical condition 

and ask what they might be able to do to help you pay back 

what you owe, Jacobs said. Also, you could ask your credit 

card company to freeze your accounts so you can’t make 

extra charges until you pay them down. 

“If you’re in over your head, and you just don’t see how you 

will ever pay it back, seek credit counseling from a reputable 

nonprofit agency,” Jacobs said. “The National Foundation for 

Credit Counseling is one such agency. Beware of for-profit 

credit consolidation or debt settlement companies.” 

In a worst-case scenario, you could speak with a 

bankruptcy attorney about possibly filing for chapter 7 

bankruptcy, Mueller said. However, there are pros and 

cons to consider with such a decision, so the decision 

should not be made lightly. 

It’s not easy to manage a bleeding disorder and all the costs 

associated with it, while also managing the rest of your 

finances. But it’s worth taking the time to get a handle on 

your situation—and asking for help when you need it. 
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For more information about managing your  
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Finding Help 
Even with good planning, bleeding disorders are 

costly enough that people must seek help elsewhere. 

Fortunately, avenues for financial assistance do exist to 

help alleviate some of the financial pain. Here’s where 

to look for help:

GRANTS AND FINANCIAL ASSISTANCE
Some organizations, such as the PAN Foundation, 

offer grants that cover health insurance premiums, 

medication copays and other associated costs. 

Additionally, you can turn to manufacturer copay 

assistance programs for aid. However, watch out for 

copay accumulators and copay maximizers, which may 

undercut the financial benefit you receive. 

HFA ASSISTANCE
HFA’s Helping Hands program seeks to support people 

with bleeding disorders who are experiencing a financial 

crisis. There are times when the program is paused, 

but it may be worth checking HFA’s website for more 

information. While on the website, it is also important 

to check the robust resource lists that contain other 

nationwide resources to help with financial crises, 

financial management, medical expenses and more.

HFA also offers two other avenues to help. One is the 

Healthy Living program, which launched in early August 

2023 to provide support and education on overall health 

for bleeding disorder community members. The program 

also offers funding for the purchase of medical necessary 

items that might not be affordable or covered by 

insurance, including workout equipment.

The other program is the Helping Forward program, 

which was designed to help people with bleeding 

disorders transition from financial crisis to financial 

stability. A key element of the Helping Forward program 

is the Job Readiness grant, which provides $1,000 for 

community members to pursue education or job training 

to help them gain sustainable employment. 

Cynthia Cross, HFA services manager, said some jobs, 

such as in construction or food service, can become 

increasingly hard on the body, especially joints, as 

people age. But without opportunities for advancement, 

they might feel stuck. 

“It can be very hard to transition into a field that will 

pay well and provide medical insurance and sick leave,” 

she said. “This program will help people make the 

transition from a job that might be hard on their bodies 

into a job that will be better for them, physically and 

financially, in the long term.”

https://www.hfalearning.org/login/index.php


Noemy E. Diaz-Burgos

Hi all!

My name is Noemy E. Diaz-Burgos (she/her/hers), and 

I am excited to be one of HFA’s policy and government 

affairs interns this summer. I am coming into the program 

as a graduate student at Florida International University 

(FIU), where I also completed my B.A. in English literature 

along with a certificate in pre-law and professional values. 

In fall 2022, I began my master’s degree in literature at 

FIU, where I am researching my thesis on female Puerto 

Rican authors and working as an English graduate 

teaching assistant. Additionally, I am currently completing 

the University of Pennsylvania’s Wharton Public Policy 

Certificate Program. 

Prior to my HFA internship, I was interning in Congress 

with Rep. Jenniffer Gonzalez-Colon, who also co-

sponsored H.R. 830, a bill on copay accumulator adjusters 

that affects our bleeding disorder community.

In the past, I have attended Washington Days and advocated 

for legislation affecting our community at the state and 

local level back home in Florida. Originally, my involvement 

in the bleeding disorders community came from my older 

brother, who was diagnosed with severe hemophilia A at the 

age of two. Fast forward to less than six months ago, I was 

diagnosed with a factor VIII deficiency myself. This shift from 

“sibling of” to “bleeder” empowered me to get even more 

involved with the bleeding disorders communities and make 

the most of my diagnosis. 
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Experience of a Lifetime
HFA welcomed two policy and government affairs 
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N
oemy E. Diaz-Burgos and Karina Piu worked at HFA offices in Washington, D.C. This summer, the interns 

conducted research and analysis to help create educational resources on a variety of issues related to bleeding 

disorders. They also attend relevant events, provide support for webinars and assist with public affairs programs. 

Burgos and Piu share their plans for their internship and beyond in the following letters to the community.



During my internship at HFA, I hope to combine my 

previous experiences in government internships and 

as a grassroot organizer to advance the bleeding 

disorders community and their interests effectively and 

ethically. I am excited to make the most of my time in 

DC by facilitating discussions with stakeholders and 

policymakers, along with educating both the general 

public and members of the bleeding disorders community 

about legislation that impacts them. Also, I hope to raise 

awareness about women living with bleeding disorders 

and battle the stigma that hemophilia is a male disease.

Following the internship, I will be returning to FIU to 

finish my M.A, before graduating in spring 2024. After 

graduation, I plan to pursue a job in the government/public 

policy or the nonprofit realm as I am passionate about 

public service and enjoy advocating for others. 

Outside of work, I love all things relative to nature, 

literature or art. In my free time, I like to visit museums, 

paint or do outdoor activities like yoga or kayaking/

paddleboarding as I am very much a proud Florida 

woman. During my free time in DC, I can be found at 

a coffee shop/bookstore or at the Library of Congress 

getting lost in literature.

Karina Piu

Hello everyone!

My name is Karina Piu, and I am one of the two policy and 

government affairs interns working with HFA this summer 

in Washington, DC. I just graduated this May from San 

Diego State University with a B.A. in political science and a 

minor in sociology.

While I myself do not have a bleeding disorder, my 

younger brother was diagnosed with a rare bleeding 

disorder called protein C deficiency, and his diagnosis and 

our family’s experiences have spurred my involvement and 

advocacy within the bleeding disorders community.

I have attended the Future Leaders advocacy program 

in California in my teens and also attended NHF’s 

Washington Days multiple times. In addition, I am 

currently volunteering as an advocacy and access 

ambassador with the Hemophilia Council of California, 

where I successfully advocated for a proclamation to be 

created announcing March 2023 as Bleeding Disorders 

Awareness Month in the City of San Diego.

I hope to one day work within the policymaking process, 

either within the government or with a nonprofit 

organization, ideally within the realm of health policy. 

I intend to return to school in a few years to obtain my 

master’s in either public policy or public health.

When I am not advocating or working within the  

bleeding disorders community, I can usually be found  

at any of the beaches in San Diego with a good book  

or spending quality time with my loved ones. I also  

love to dance and enjoy learning and experimenting  

with new cooking recipes. As I am spending the summer 

in DC, I am enjoying exploring local coffee shops and 

restaurants in the area. 
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are antibodies that prevent a person’s clotting factor 

treatment from working.

Community Counts Replaces UDC 
In 2010, the CDC collected feedback to learn what 

additional information would help continue improving 

care for rare bleeding disorders. This information was 

used to develop a new program in 2012 called Community 

Counts. The Community Counts program collects health 

data on more types of bleeding disorders and more 

categories of health information. It also improves how 

people are screened for complications. Today, more than 

140 treatment centers are collecting health data for three 

distinct parts of the program: 

1. The HTC Population Profile includes information about 

who is receiving care at treatment centers and the 

conditions they have.

2. The Registry for Bleeding Disorders Surveillance 

includes information about the size of the bleeding 

disorder population, common complications, risk 

factors and more. 

3. Mortality Reporting includes information about the  

life span of people with bleeding disorders and  

causes of death.

D
iagnosis and treatment of rare bleeding disorders 

such as hemophilia and von Willebrand disease 

have greatly improved over the past 30 years.  

But there are still important knowledge gaps that need 

to be filled. More information is needed about how best 

to treat bleeding disorders and how having a bleeding 

disorder impacts people. Clinical trials aren’t the only 

way people can help. Public health surveillance programs 

collect real-world information about people’s health to 

learn how to meet their needs. The Centers for Disease 

Control and Prevention (CDC) has been collecting this 

type of information on rare bleeding disorders for the 

past 25 years. 

The CDC built upon ongoing collaboration with federally 

funded hemophilia treatment centers (HTCs) in 1998 

to collect health data about people being treated at 

HTCs for their Universal Data Collection (UDC) project. 

HTC staff collected information for the UDC project on 

approximately 27,000 people with bleeding disorders 

from across the U.S. to: 

y Monitor how often people developed infections from 

blood products

y Monitor how often joint disease happens from 

repeated bleeding

y Determine how often people developed medical 

complications and how serious they were

y Discover treatment and care patterns

y Monitor causes of death

The discoveries made through UDC helped improve 

the care of babies, women and children, and people 

experiencing complications related to their treatments. 

Complications can include joint disease, bleeding in or 

around the brain, and inhibitor development. Inhibitors 
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The right tools can 
be game changers.
Life with hemophilia shouldn’t be defined by limits.  
Knowledge, treatment choices, and support can  
help put more possibilities within your reach.
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Using Data to Transform Care 
The data collected in Community Counts has helped 

health care providers better understand bleeding disorders. 

The free inhibitor testing offered through the Community 

Counts program allows the CDC to estimate the number 

of people living with an inhibitor and how many people are 

newly diagnosed with an inhibitor each year. The information 

collected has also helped inform health programs and 

policies at the local, regional and national levels. For example, 

Community Counts serves as the data source for the bleeding 

disorder-specific Healthy People 2030 measures. Healthy 

People 2030 is the national agenda for improving health and 

preventing disease in the United States. 

The information collected through Community Counts is 

available to clinicians, people with bleeding disorders and 

policymakers. The CDC’s interactive data visualization tool 

allows anyone who is interested to learn more about how 

bleeding disorders impact people’s lives.

Consider taking part in this important program! Talk to the 

staff at your HTC about including you in the Community 

Counts program. 

View the Community Counts Data Visualization tool at  

www.cdc.gov/ncbddd/hemophilia/communitycounts/ 

data-viz.html.

Community Counts is a project funded by the Centers for Disease Control 

and Prevention (CDC) through a cooperative agreement (NU27DD000020) 

awarded to the American Thrombosis and Hemostasis Network (ATHN) in 

partnership with the U.S. Hemophilia Treatment Center Network (USHTCN). 

The contents are those of the author(s) and do not necessarily represent the 

RIßFLDO�YLHZV�RI��QRU�DQ�HQGRUVHPHQW��E\�&'&�++6��RU�WKH�8�6��JRYHUQPHQW�

We have learned important details about bleeding disorders 

through this program. These include:

1. Treatment differs depending on age. Most young boys 

with moderate or severe hemophilia are on preventive 

therapy, while older males are using factor replacement 

products on demand. 

2. When asked whether they experienced chronic pain due 

to their bleeding disorder, many people said that they 

experienced pain. The frequency of the pain ranged from 

every day to some days. 

These types of findings help us know if we’re improving 

care over time and ways we can continue to help people 

manage their condition. 
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MANY PEOPLE WITH BLEEDING 
DISORDERS HAVE BEEN COUNTED! 
Community Counts Registry Enrollment as of April 2023

(Data collected from December 2013–April 2023)

23,483 Patients enrolled in the registry

15,370 Patients with hemophilia

6,044 Patients with von Willebrand disease 

2,069 Patients with other disorders

Males with Moderate and Severe Hemophilia 
Treatment Regimen 
Initial Registry visit data from December 2013 through April 2023 as 
reported at enrollment in the registry.

People age 20 and older who experienced 
chronic pain related to their bleeding disorder 
(includes men and women age 20+ with all severities of hemophilia)

Registry data includes unique participants enrolled since December 2013 to 

May 2023; Data reported at enrollment.
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Patient�Information� Rx�Only�
ALTUVIIIO™�(al�too’vee�oh)
[antihemophilic�factor�(recombinant),�Fc-VWF-XTEN�fusion�
protein-ehtl]��for�intravenous�use�after�reconstitution�only

Single-dose�vial
Please�read�this�Patient�Information�carefully�before�using�ALTUVIIIO�
and�each�time�you�get�a�refill,�as�there�may�be�new�information.�This�
Patient�Information�does�not�take�the�place�of�talking�with�your�
healthcare�provider�about�your�medical�condition�or�your�treatment.�
What�is�the�most�important�information�I�need�to�know�about�
ALTUVIIIO?
Do�not�attempt�to�give�yourself�an�injection�unless�you�have�been�taught�
how�by�your�healthcare�provider�or�hemophilia�center.
You�must�carefully�follow�your�healthcare�provider’s�instructions�regard-
ing�the�dose�and�schedule�for�injecting�ALTUVIIIO�so�that�your�treatment�
will�work�best�for�you.
What�is�ALTUVIIIO?
ALTUVIIIO�is�an�injectable�medicine�that�is�used�to�control�and�reduce�
the�number�of�bleeding�episodes�in�people�with�Hemophilia�A
(congeni-tal�Factor�VIII�deficiency).
Your� healthcare� provider� may� give� you�ALTUVIIIO� when� you� have�
surgery.
Who�should�not�use�ALTUVIIIO?
You�should�not�use�ALTUVIIIO�if�you�had�an�allergic�reaction�to�it�in�the�
past.
What�should�I�tell�my�healthcare�provider�before�using�ALTUVIIIO?
Talk�to�your�healthcare�provider�about:

• Any medical problems that you have or had.
• All prescription and non-prescription medicines that you take,

including over-the-counter medicines, supplements or herbal medi-
cines.

• Pregnancy or if you are planning to become pregnant. It is not
known if ALTUVIIIO may harm your unborn baby.

• Breastfeeding. It is not known if ALTUVIIIO passes into the milk and
if it can harm your baby.

How should I use ALTUVIIIO?
You get ALTUVIIIO as an injection into your vein. Your healthcare
provider will instruct you on how to do injections on your own, and may
watch you give yourself the first dose of ALTUVIIIO.
Contact your healthcare provider right away if bleeding is not controlled
after using ALTUVIIIO.
What are the possible side effects of ALTUVIIIO?
You can have an allergic reaction to ALTUVIIIO. Call your healthcare
provider or emergency department right away if you have any of the
following symptoms: difficulty breathing, chest tightness, swelling of the
face, rash or hives.
Your body can also make antibodies called ″inhibitors″ against
ALTUVIIIO. This can stop ALTUVIIIO from working properly. Your
healthcare provider may give you blood tests to check for inhibitors.
The common side effects of ALTUVIIIO are headache, joint pain, and
back pain.
These are not the only possible side effects of ALTUVIIIO. Tell your
healthcare provider about any side effect that bothers you or does not
go away.
What are the ALTUVIIIO dosage strengths?
ALTUVIIIO comes in seven different dosage strengths with 3 mL sterile
water for injection (sWFI). The actual number of international units (IU)
of Factor VIII activity in the vial will be imprinted on the label and on the
box. The seven different strengths are as follows:

Strength Cap Color

250 IU Yellow

500 IU Red

750 IU Garnet

1000 IU Green

(continued)

Strength Cap Color

2000 IU Royal Blue

3000 IU Mist Grey

4000 IU Orange

Always check the actual dosage strength printed on the label to make
sure you are using the strength prescribed by your healthcare provider.
How should I store ALTUVIIIO?

• Keep ALTUVIIIO in its original package.
• Protect it from light.
• Do not freeze.
• Store refrigerated 2°C to 8°C (36°F to 46°F) up to 48 months or at

room temperature [not to exceed 30°C (86°F)], for a single period
up to 6 months. Do not use ALTUVIIIO after the expiration date
printed on the label and carton of each vial.

• When storing at room temperature:
– Note on the carton the date on which the product is removed

from refrigeration.
– Use the product before the end of this 6-month period or discard

it.
– Do not return the product to the refrigerator.

After mixing with the diluent:
• Do not use ALTUVIIIO if the mixed solution is not clear and colorless

to slightly yellowish.
• Use mixed product as soon as possible.
• You may store mixed ALTUVIIIO at room temperature, not to exceed

30°C (86°F), for up to 3 hours. Protect the mixed ALTUVIIIO from
direct sunlight. Discard any mixed ALTUVIIIO not used within 3
hours.

What else should I know about ALTUVIIIO?
Medicines are sometimes prescribed for purposes other than those
listed here. Do not use ALTUVIIIO for a condition for which it was not
prescribed. Do not share ALTUVIIIO with other people, even if they have
the same symptoms that you have.
This Patient Information has been approved by the US Food and Drug
Administration.

Manufactured by:
Bioverativ Therapeutics Inc.
Waltham, MA 02451
A SANOFI COMPANY
US License Number 2078

©2023 Bioverativ Therapeutics Inc. All rights reserved.

ALTUVIIIO™ is a trademark of Bioverativ Therapeutics Inc.
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INDICATION
ALTUVIIIO® [antihemophilic factor (recombinant), Fc-VWF-XTEN fusion protein-ehtl] is an injectable medicine that is used to 
control and reduce the number of bleeding episodes in people with hemophilia A (congenital Factor VIII deficiency).
Your healthcare provider may give you ALTUVIIIO when you have surgery.
IMPORTANT SAFETY INFORMATION 
What is the most important information I need to know about ALTUVIIIO?
Do not attempt to give yourself an injection unless you have been taught how by your healthcare provider or hemophilia 
center. You must carefully follow your healthcare provider’s instructions regarding the dose and schedule for injecting 
ALTUVIIIO so that your treatment will work best for you.
Who should not use ALTUVIIIO?
You should not use ALTUVIIIO if you have had an allergic reaction to it in the past.
What should I tell my healthcare provider before using ALTUVIIIO?
Tell your healthcare provider if you have had any medical problems, take any medications, including prescription and  
non-prescription medicines, supplements, or herbal medicines, are breastfeeding, or are pregnant or planning to become pregnant.
What are the possible side effects of ALTUVIIIO?
You can have an allergic reaction to ALTUVIIIO. Call your healthcare provider or emergency department right away if you have 
any of the following symptoms: difficulty breathing, chest tightness, swelling of the face, rash, or hives.
Your body can also make antibodies called “inhibitors” against ALTUVIIIO. This can stop ALTUVIIIO from working properly. 
Your healthcare provider may give you blood tests to check for inhibitors.
The common side effects of ALTUVIIIO are headache, joint pain, and back pain.
These are not the only possible side effects of ALTUVIIIO. Tell your healthcare provider about any side effect that bothers you 
or does not go away.
You are encouraged to report negative side effects of prescription drugs to the FDA. Visit www.fda.gov/medwatch,  
or call 1-800-FDA-1088.
Please see brief summary of Patient Information on the previous page.
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Want to hear more from Paxton, Jenny,  
and the rest of the ALTUVIIIO Peers?
Visit ALTUVIIIO.com for more stories from real  
people who made the switch!

 
 like Paxton and Jenny!

Paxton and Jenny  |  Real ALTUVIIIO® patient and caregiver 

“ Paxton was excited about keeping 
higher factor levels for longer periods 
with ALTUVIIIO. Fewer infusion days 
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 Paxton and Jenny are promotional speakers compensated by Sanofi and received free 
 product through Sanofi’s Patient Support Program.
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