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DEAR HFA MEMBERS,

Welcome to the Winter edition of Dateline! It seems like it was just last week when so many of us 

were seeing one another in San Diego at the HFA Symposium, and that we are just moving faster 

to keep up with the pace of change. As a result, this means that HFA continues to evolve and 

change as well.

At the NBDF Bleeding Disorders Conference (BDC), HFA met with many of our funders to pres-

ent our plans for 2026 and to hear about theirs. This year, we were able to talk about an exciting 

initiative that hearkens back to the creation of HFA and ensures we reflect the voices of those living 

with a bleeding disorder, as well as their family members and caregivers. As part of this effort, we 

will conduct listening sessions in the last quarter of this year to collect your feedback and focus 

on the future of bleeding disorders. We will communicate the sign-up process for the sessions via 

our Member Organizations, email, and all our social media platforms. After conducting the conver-

sations, we will continue our work with the Institute for the Future to 

envision preferred futures about bleeding disorders. 

Some may ask: Why are we looking at the future when the present is 

not looking positive? We are doing this because research shows that 

envisioning a future increases your chances of feeling prepared when 

faced with specific challenges. Conditioning your mind to be receptive 

to different realities can help navigate future scenarios.

This also allows the community to shape the future and for HFA to be 

on your side as we define the future of bleeding disorders and refine 

the organization to be responsive to your needs. 

HFA wants to be proactive in shaping the future rather than reactive 

to current events and scrambling to effect change, whether societal 

or political.

The findings from this work will be presented at the Symposium in 

New Orleans, and all attendees will be the first to hear about this exciting work and provide feed-

back on the scenarios outlined during the listening sessions. 

This type of work is new to the community, but today’s pace of change requires a new approach to 

being your voice and amplifying your voice on a national level. 

This also represents the future of HFA as an organization focused on the future and proactively 

representing the broad community, versus a continuation of the same programs and outreach 

year after year. 

In addition to individuals who are deeply connected to the community, we would like to reach 

out to and welcome those who have not yet been identified, and connect them with the excellent 

resources available to help them live vibrant lives.

A ”new” HFA is emerging and will be fully revealed in New Orleans. This seems fitting consider-

ing we were created around a kitchen table in Baton Rouge, Louisiana. As we return to where we 

started, a fresh new beginning is about to begin for HFA.

Respectfully,

Dan Kelsey

CEO, Hemophilia Federation of America

EXECUTIVE  CORNER 
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While Emily does not have a bleeding disorder, she does 

have two rare diseases that led to a kidney transplant. 

Her life experience gives her a deep understanding and a 

unique perspective in serving a patient community. 

She lives near Des Moines, Iowa, with her family, three 

cats, and a beagle. When she's not working for HFA, she 

is always on the go with her two busy high school kids 

and a small 2,000-square-foot hobby farm, where she 

grows cut flowers and designs bouquets for a local farm-

ers' market.

Matthew Landseadel
DIRECTOR OF TECHNOLOGY SERVICES

Matthew Landseadel and his wife Anna were new foster 

parents when they received a call to take in a little boy 

with something called "Hemophilia". They only knew it 

had something to do with "not being able to stop bleed-

ing." That call changed the course of their lives.

After visiting the incredible team at the HTC in Indianap-

olis and connecting with the amazing crew at Hemophilia 

of Indiana, Matthew and Anna became part of the bleed-

ing disorders family - and they've never looked back.

Over 18 years as foster parents, they opened their home 

to forty children, many with complex medical or devel-

opmental needs, including hemophilia, phenylketonuria 

(PKU), cerebral palsy, fetal alcohol syndrome, metachro-

matic leukodystrophy, and mood disorders. Today, their 

family includes eight children - five adopted from fos-

ter care, one adopted from Ukraine, and one who sadly 

passed away from illness. Two of their adopted sons are 

brothers living with severe Factor VIII, and the next gen-

eration carries on that connection: of their five grandchil-

dren, two are girls with hemophilia.

Emily Roush-Bobolz
LEARNING MANAGEMENT SYSTEM MANAGER

After eight years at HFA, you may recognize Emily Roush. 

She has worn several hats for HFA, currently as the Learning 

Management System (LMS) Manager for Learning Central. 

For her current role, she uses a combination of more  

than 25 years of experience in communications, design, 

and marketing, as well as new skills in instructional  

design and technology. She worked on HFA's communi-

cations and development teams before taking the lead  

on Learning Central. 

Emily has two Bachelor of Arts degrees — one in journal-

ism and another in integrated marketing communication 

and is pursuing a certificate in instructional design. After 

college, Emily used her journalism degree to work in the 

newspaper industry as a reporter for eight years, but was 

later recruited to work for a nonprofit college. That began 

her career trajectory in nonprofits, including more than 15 

years in healthcare and education. 
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A
t Hemophilia Federation of America, our strength lies in the people behind the mission—individuals who bring 

purpose, empathy, and relentless drive to every aspect of our work. Each summer, we shine a light on a member 

of our team whose passion fuels progress and whose story inspires us all. From advocacy to education, from 

operations to creative storytelling, these team members embody HFA’s commitment to empowering the bleeding dis-

orders community. This spotlight is more than recognition—it’s a window into the values, dedication, and humanity that 

power HFA every day.

EMPLOYEE  SPOTL IGHT



Matthew joined HFA in 2011 as the organization's first 

Director of Technology Services. He's the "man behind 

the curtain" who keeps HFA's digital world running - from 

databases and websites to laptops, email, forms, and even 

emerging AI initiatives.

An Eagle Scout, Matthew brings those same values of 

integrity, preparedness, and service to his everyday work. 

His passion for supporting medically fragile children and 

families shines through everything he does, and his advo-

cacy has helped HFA advance recognition and care for 

women and girls with bleeding disorders nationwide.

Jessica Ziccardi
EXECUTIVE ASSISTANT & MEETINGS MANAGER

If there’s one person who embodies the phrase “keeping 

things running smoothly,” it’s Jessica Ziccardi. As HFA’s 

Executive Assistant and Meetings Manager, Jessica plays 

a vital role in ensuring that everything from internal oper-

ations to large-scale events runs seamlessly.

Jessica joined HFA in 2022 and quickly became an indis-

pensable part of the team. In her dual role, she provides 

direct support to the CEO, leadership team, and Board 

of Directors, while also managing the logistics, planning, 

and on-site coordination for HFA’s national meetings and 

events alongside Pat Brown, VP of Meetings. 

Her background in healthcare administration, event 

planning, and credentialing—spanning roles at Optum-

Care and Penrose-St. Francis Hospital has given her a 

unique skill set that bridges precision, empathy, and 

collaboration.

“I love being part of an organization that makes such 

a meaningful impact in the bleeding disorders com-

munity,” Jessica shares. “Every meeting, every event, 

every moment of planning connects back to the people 

we serve—and that’s what motivates me.”

Outside of work, Jessica stays just as active and 

engaged. She’s a proud mom of two adult children and 

one teenage son, who keeps her busy cheering from 

the sidelines at high school football games. When she’s 

not supporting her son’s team, Jessica enjoys traveling, 

relaxing with a great Apple Music playlist, and occa-

sionally hitting the dance floor for a night of salsa.

Her organizational talent, upbeat attitude, and genuine 

warmth shine through in everything she does. Whether 

coordinating an HFA conference or organizing inter-

nal meetings, Jessica’s professionalism and positivity 

help create the smooth, welcoming environment that 

defines HFA’s culture. 
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EDUCATION

S
ince 2020, online learning has transformed from a 

temporary solution for students to learn and organiza-

tions to communicate into a lasting and essential part 

of education, including education for the patient community.

While the pandemic accelerated the adoption of digital plat-

forms, proving that learning can happen anywhere, anytime, 

Hemophilia Federation of America was ahead of its time by 

creating its online learning platform prior to the pandemic. 

In the past, the HFA Education team launched The Insti-

tute, which was comprised of Learning Central to provide 

education to the bleeding disorders community and the 

general public, and internal learning for staff and member 

organization training. 

Today, HFA is continuing that tradition, addressing the 

changing needs of the community, and updating technology 

with changing innovations. When Learning Central began, the 

flexibility and cost-effectiveness of online education made 

it a permanent fixture, but technology changed quickly, and 

HFA had to adapt and update an outdated system. 

This fall, HFA re-launched Learning Central with a new learn-

ing management system (LMS). It allows the patient com-

munity, their family, general learners, teachers, coaches, and 

more to reenter the LMS and rediscover courses specifically 

about bleeding disorders. But this time, courses are easier to 

find, learning paths are easier to follow, and courses are sup-

plemented with better handouts, resources, and coordinat-

ing educational webinars. All of this can be found within one 

place, so patients do not have to visit YouTube, a website, 

or any number of other locations. 

HFA chose Adobe Learning Manager as its LMS partner, 

which houses the courses using a trusted brand that is con-

stantly evaluating and updating technology. This helps HFA’s 

learners to access the courses from any device at any time. 

How HFA’s New LMS Platform 
Will Benefit the Community
HFA Launches New Online Learning Platform to Provide 
Innovative Learning to Patients, Caregivers & More

BY EMILY A. ROUSH, HFA’S LEARNING CENTRAL MANAGER

Step 1
HFA’s NEW Learning Central

Click ‘Catalog’ on the left to find courses and see
the checkboxes for handouts and resources or
webinars to supplement course learning.

• If you used Learning Central before, you’ll
need to create a new account.

• If you use Adobe products, log in with your
Adobe account or start a new one.Step 2

Visit www.hfalearning.org, then click
Sign Up or Sign In. 

Click on Community Chats to chat with other members of the
bleeding disorders community. Or click Discussions tab when in a
course to discuss that particular course with other learners. 

Step 3
Visit often for new courses, updated webinars and
to make it to the top of the leaderboard! 

www.hfalearning.org
Questions? Need help? 

Email info@hfalearning.org.
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EDUCATION

Learn On Your Own Terms
For patients with rare diseases, online learning is  

meaningful because they face unique challenges that  

may be made more difficult due to limited access to  

specialized healthcare providers and educational 

resources in their local areas. 

Plus, with a complex, chronic condition, the ability  

to learn at their own pace empowers patients to under-

stand their treatment and self-care when and where it 

works for them.

Learning Central provides accurate, up-to-date infor-

mation that has been designed by and vetted by the 

HFA medical advisory team and subject matter experts. 

Those in the community can also find a supportive virtual 

community where others in the community share experi-

ences and learn with a Community Chat feature that will 

become available in Learning Central by the end of 2025.

Participants can choose their own path, exploring topics 

of interest, and can select their own level, from the basics 

to more scientific. Topics include what blood is made of, 

causes of bleeding disorders, genetics, quality of life, and 

the clotting cascade. Instead of data mining all over the 

internet for information on bleeding disorders, learners 

can watch a basic animation or a longer, more scientific 

animation, or complete a full course —whatever fits their 

level of learning, interest, and time.

What’s Next
Through the remainder of 2025 and into 2026, HFA 

will be redesigning each of its existing courses in a new 

design platform, as well as creating new courses and 

microlearning opportunities (shorter, easier to consume 

topics). The redesigned courses will include updating 

information and treatments with the latest research, plus 

they will help learners navigate the courses faster, include 

more videos and animations, and add accessibility fea-

tures such as adjustable audio and captioning.

To check out the new Learning Central, visit  

www.hfalearning.org. Previous learners should create  

a new account. For those who already use Adobe  

products, they can log in with their Adobe account or  

create a new Adobe account to access the new platform  

for more information about logging in or learning central, 

email info@hfalearning.org. 

http://www.hfalearning.org
mailto:info@hfalearning.org
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I
n early July of this year, Congress 

passed H.R. 1 — nicknamed the 

“One Big Beautiful Bill Act.” It’s a 

sweeping law that rewrites large parts 

of Medicare, Medicaid, and the Afford-

able Care Act. Some changes started 

right away, but the most dramatic 

ones will hit in 2026 and beyond.

Supporters call it “streamlining.” But 

for patients, it could mean higher 

costs, more paperwork, and greater 

challenges staying covered. For peo-

ple with bleeding disorders, that’s a 

genuine concern.

Medicaid on the Line
Medicaid will see the most significant 

changes. Over the next 10 years,  

federal spending is expected to 

drop by nearly $1 trillion. That means 

States will have to fill the gap or 

make painful cuts.

We’re already seeing what that 

looks like. Colorado held a special 

session to plug in a $750 million 

shortfall. In New Mexico, nearly 

900,000 people could lose cov-

erage unless lawmakers act. And 

that’s just the beginning.

For families with rare or chronic 

conditions, these cuts translate into 

fewer providers, longer waits, and 

higher costs for critical treatments.

What’s Coming in 2026 — and 
Why Every Advocate Matters

ADVOCACY TEAM

continued on page xx



Connect with your community at one 
of America's most vibrant locations!

Valuable educational sessions for 
severes, milds, rares and more.

vibrant locations!

www.hfasymposium.org
For More Information Visit:

Rap sessions and information for 
men, women, parents and Spanish-
speaking community members.

Connect with friends, who are 
like family, and end with a fun 
Final Night Event!

New Orleans Marriott • 555 Canal Street
New Orleans, Louisiana 70130

APRIL
16-19
2026
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“Work Reporting” Returns
H.R. 1 brings back a policy that’s 

already failed once: Medicaid work 

reporting requirements.

These rules say that “able-bodied 

adults” must prove they work, attend 

school, or volunteer at least 20 hours 

a week. When Arkansas tried this in 

2018, more than 18,000 people lost 

coverage, not because they didn’t 

work, but because they missed 

paperwork or couldn’t keep up with 

the system.

For those with bleeding disorders, 

even a single bleed or hospital stay 

can make it impossible to meet 

weekly requirements. Guidance on 

the new rules is coming in 2026, and 

states will be required to enforce 

them by 2027, some even sooner.

More Paperwork,  
Less Protection
Even those who stay eligible will  

face extra red tape. Starting in 2027, 

Medicaid recipients will have to 

reverify eligibility every six months 

instead of once a year. A patient  

who misses one notice or form could 

lose coverage.

And there’s a ripple effect: Losing 

Medicaid can also lead to losing 

access to Marketplace discounts that 

make private coverage affordable.

For people managing lifelong  

conditions like hemophilia or  

von Willebrand disease, those inter-

ruptions aren’t just inconvenient; 

they’re dangerous.

Premium Tax Credits Expiring
Another significant issue is the 

expiration of Enhanced Premium 

Tax Credits (ePTCs), the discounts 

that help millions afford Marketplace 

plans. They end on December 31, 

2025, unless Congress renews them.

These credits were expanded during 

the pandemic to cap insurance costs 

at 8.5% of household income and 

to help more middle-income fami-

lies qualify. If they expire, premiums 

could jump 18% on average, and out-

of-pocket costs could rise to 75%.

For many, that means choosing 

between paying rent and paying  

for care.

Pressure on States, Pressure 
on Families
Every state will feel these changes. 

Some may raise costs, cut benefits, 

or reduce provider payments.  

That could leave rural areas and 

specialty clinics struggling to serve 

patients who rely on consistent 

access to treatment.

The result? Growing gaps in those who 

can get care and those who can’t.

Advocacy Works — and It’s 
Needed Now
Here’s the good news: When our 

community speaks up, it makes  

a difference.

Because of your calls, emails, and 

meetings, several harmful proposals 

were removed from H.R. 1, including 

cuts to safety-net hospitals and limits 

to open enrollment. That’s what 

advocacy does: it changes outcomes.

But H.R. 1 is just the beginning. The 

following 12–18 months will deter-

mine how these rules are imple-

mented and whether our voices are 

heard in that process.

How You Can Help
If you believe access to care 

shouldn’t depend on income, paper-

work, or where you live, now’s the 

time to get involved.

Join the HFA Advocacy Network to:

	y Stay updated on healthcare 

changes that affect the bleeding 

disorders community.

	y Get simple tools to help you 

contact lawmakers and share  

your story.

	y Connect with advocates across 

the country who care as much  

as you do.

Join the Advocacy Network Today!

The Bottom Line
The changes coming in 2026 could 

reshape healthcare for years to 

come. Medicaid work rules, shrink-

ing budgets, and rising premiums 

threaten to make staying covered 

harder than ever.

Policy can be complicated, but our 

message is simple:

No one with a bleeding disorder 

should lose treatment because of 

politics or paperwork.

Together, we can make sure  

that doesn’t happen. Join HFA’s 

Advocacy Network today and help  

protect access to care for everyone 

in our community.

For more information on HFA’s 

Advocacy efforts and network, 

please visit the HFA homepage or

https://www.hemophiliafed.org/ 

our-work/advocate/ 

ADVOCACY TEAM

continued from page xx

https://www.tfaforms.com/5154771
https://www.tfaforms.com/5154771
https://www.tfaforms.com/5154771
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https://www.hemophiliafed.org/our-work/advocate/ 


Expand your reach.
Strengthen your brand.
Support our community.

Let’s make it 
happen.

Advertising 
opportunities for 
businesses of all 
sizes.

• Get real visibility.
• Build brand trust.
• Choose ad formats that fit your goals.

If you would like to learn more about  
HFA’s Media Kit, please contact  
hfadev@hemophiliafed.org



YOUR  
 EVERYDAY BLEED  
 PROTECTIONa

More than a pen—

Prophylaxis treatment in a prefilled, subcutaneous  
pen to prevent or reduce the frequency of bleeding  
episodes in adults and children 12 years of age and older 
with hemophilia B with or without inhibitors or hemophilia A 
with or without inhibitors. It is not known if Alhemo® is safe 
and effective in people receiving ongoing immune tolerance 
induction or in children younger than 12 years of age

a It is important to follow the daily dosing schedule of Alhemo® to stay  
protected against bleeding.

Royal lives with hemophilia B with inhibitors, uses  
Alhemo®, and is an employee of Novo Nordisk.

 Needles provided separately and may require a prescription in some states.
b Store in refrigerator before first use. After first use, Alhemo® can be stored at room temperature below 86 ℉ (30 ℃) or in a refrigerator at 36 ℉ to 46 ℉ (2 ℃ to 8 ℃) for 
up to 4 weeks.
 IV=intravenous.

Important Safety Information
What is the most important information I should know about Alhemo®?
•  It is important to follow the daily dosing schedule of Alhemo® to 

stay protected against bleeding. This is especially important during 
the first 4 weeks of treatment to make sure a correct maintenance dose 
is established. Use Alhemo® exactly as prescribed by your healthcare 
provider (HCP). Do not stop using Alhemo® without talking to your 
HCP. If you miss doses or stop using Alhemo®, you may no longer be 
protected against bleeding

•  Your HCP may prescribe factor VIII, factor IX, or bypassing 
agents during treatment with Alhemo®. Carefully follow your HCP’s 
instructions regarding when to use on-demand factor VIII, factor IX, 
or bypassing agents and the recommended dose and schedule for 
breakthrough bleeds 

Do not use Alhemo® if you are allergic to concizumab-mtci or any of the 
ingredients in Alhemo®.
Before using Alhemo®, tell your HCP about all of your medical 
conditions, including if you:
•  Have a planned surgery. Talk to your HCP about when to stop using 

Alhemo® and when to start it again if you have a planned surgery
•  Are pregnant, breastfeeding, or plan to become pregnant or 

breastfeed. It is not known if Alhemo® may harm your unborn baby or 
if Alhemo® passes into your breast milk 
•  Your HCP may do a pregnancy test before you start treatment with Alhemo®

•  Females who are able to become pregnant, talk to your HCP 
about using effective birth control (contraception) methods during 
treatment with Alhemo® and for 7 weeks after ending treatment

Tell your HCP about all the medicines you take, including prescription  
and over-the-counter medicines, vitamins, and supplements.

What are the possible side effects of Alhemo®?
Alhemo® may cause serious side effects, including:
•  Blood clots (thromboembolic events). Alhemo® may cause blood clots 

to form in blood vessels, such as in your arms, legs, heart, lung, brain, 
eyes, kidneys, or stomach. You may be at risk for getting blood clots if 
you use high or frequent doses of factor products or bypassing agents 
to treat breakthrough bleeds, or if you have certain conditions. Get 
medical help right away if you have any signs and symptoms of blood 
clots, including: swelling, warmth, pain, or redness of the skin; headache; 
trouble speaking or moving; eye pain or swelling; sudden pain in your 
stomach or lower back area; feeling short of breath or severe chest pain; 
confusion; numbness in your face; and problems with your vision

•  Allergic reactions. Alhemo® can cause allergic reactions, including 
redness of the skin, rash, hives, itching, and stomach-area (abdominal) 
pain. Stop using Alhemo® and get emergency medical help right away 
if you develop any signs or symptoms of a severe allergic reaction, 
including: itching on large areas of skin; trouble swallowing; wheezing; 
pale and cold skin; dizziness due to low blood pressure; redness or 
swelling of lips, tongue, face, or hands; shortness of breath; tightness of 
the chest; and fast heartbeat

The most common side effects of Alhemo® include: bruising, redness, 
bleeding, itching, rash or lump at the injection site, headache, and hives. 
These are not all the possible side effects of Alhemo®. Call your doctor 
for medical advice about side effects.
Please see Brief Summary of information about Alhemo® on the 
following page.

Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A. 
Alhemo® is a registered trademark of Novo Nordisk Health Care AG. 
Novo Nordisk is a registered trademark of Novo Nordisk A/S. 
All other trademarks, registered or unregistered, are the property of their respective owners. 
© 2025 Novo Nordisk   Printed in the U.S.A.   US25AHM00205   August 2025

Ready to discover more?
Ask your doctor about Alhemo®  
or visit Alhemo.com by scanning 
the QR Code

NO  
IV infusions

NO  
mixing

NO  
vials

NO  
refrigeration requiredb 
(up to 4 weeks after first use)

injection 60 mg 150 mg pens

(concizumab-mtci) injection
150 mg/1.5 (100
For Subcutaneous Use Only

prefilled pen

mg

novo nordisk



How should I use Alhemo®? (cont’d)
 • Your healthcare provider will prescribe your dose based on your weight. If your 

weight changes, tell your healthcare provider.
 • Your healthcare provider will provide information on the treatment of breakthrough 

bleeding during your treatment with Alhemo®.
 • Do not share your Alhemo® pens and needles with another person, even if the 

needle has been changed. You may give another person an infection or get an 
infection from them.

 • If you miss a dose of Alhemo® during the first 4 weeks of treatment, 
contact your healthcare provider right away. Your healthcare provider will tell you 
how much Alhemo® to inject.

 • If you miss a dose of Alhemo® after your daily maintenance dose is 
established:
• For 1 missed dose, continue your daily maintenance dose.
• For 2 to 6 missed doses, give 2 doses as soon as you remember. Then 

continue your daily maintenance dose the next day.
• For 7 or more missed doses, contact your healthcare provider right away 

as you will need to receive a new loading dose before continuing your daily 
maintenance dose.

• If you are unsure about how much Alhemo® to inject, contact your healthcare 
provider.

What are the possible side effects of Alhemo®?
Alhemo® may cause serious side effects, including:
 • Blood clots (thromboembolic events). Alhemo® may cause blood clots 

to form in blood vessels, such as in your arms, legs, heart, lung, brain, eyes, 
kidneys, or stomach. You may be at risk for getting blood clots during treatment 
with Alhemo® if you use high or frequent doses of factor products or bypassing 
agents to treat breakthrough bleeds, or if you have certain conditions. Get medical 
help right away if you have any signs and symptoms of blood clots, including:
• swelling, warmth, pain, or • feeling short of breath or  

redness of the skin  severe chest pain
• headache • confusion
• trouble speaking or moving • numbness in your face
• eye pain or swelling • problems with your vision
• sudden pain in your stomach or lower back area

 • Allergic reactions. Alhemo® can cause allergic reactions, including reactions 
that can be serious. Stop using Alhemo® and tell your healthcare provider 
right away if you have redness of the skin, rash, hives, itching, and stomach-
area (abdominal) pain. Stop using Alhemo® and get emergency medical help 
right away if you develop any signs or symptoms of a severe allergic reaction, 
including:
• itching on large areas of skin • redness or swelling of lips, tongue,
• trouble swallowing  face, or hands
• wheezing • shortness of breath
• pale and cold skin • tightness of the chest
• dizziness due to low blood pressure • fast heartbeat

The most common side effects of Alhemo® include:
 • bruising, redness, bleeding, itching, rash, or lump at the injection site
 • headache  • hives
These are not all the possible side effects of Alhemo®.
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 Alhemo®?
 • Before first use:

• Store unused Alhemo® pens in the refrigerator between 36°F to 46°F (2°C to 
8°C).

 • After first use:
• Store the Alhemo® pen in the refrigerator between 36°F to 46°F (2° C to 8°C) 

or at room temperature below 86°F (30°C) for up to 28 days.
• Write the date of first use in the space provided on the carton.
• Throw away (discard) the Alhemo® pen 28 days after first opening even if some 

medicine is left in the pen.
 • Store Alhemo® with the cap on and keep it in the original carton to protect from light.
 • Do not store Alhemo® in direct sunlight and keep away from direct heat.
 • When stored in the refrigerator, do not store the pen directly next to the cooling 

element (the part that cools the refrigerator).
 • Do not freeze Alhemo®.
 • Do not use Alhemo® if it has been frozen or if it has been stored above 86°F (30°C).
Keep Alhemo® and all medicine out of the reach of children.

Brief Summary of  
information about Alhemo® 
(concizumab-mcti) injection

Rx Only

This information is not comprehensive. 
 • Talk to your healthcare provider or pharmacist
 • Visit www.novo-pi.com/alhemo.pdf to obtain FDA-approved product labeling
 • Call 1-888-668-6732

What is the most important information I should know about 
Alhemo®?
 • It is important to follow the daily dosing schedule of Alhemo® to stay 

protected against bleeding. This is especially important during the first 4 
weeks of treatment to make sure a correct maintenance dose is established. Use 
Alhemo® exactly as prescribed by your healthcare provider. Do not stop using 
Alhemo® without talking to your healthcare provider. If you miss doses, or stop 
using Alhemo®, you may no longer be protected against bleeding.

 • Your healthcare provider may prescribe factor VIII, factor IX or 
bypassing agents during treatment with Alhemo®. Carefully follow your 
healthcare provider’s instructions regarding when to use on-demand factor VIII, 
factor IX or bypassing agents, and the recommended dose and schedule for 
breakthrough bleeds.

See “How should I use Alhemo®?” for more information on how to use 
Alhemo®.

What is Alhemo®?
Alhemo® is a prescription medicine used for routine prophylaxis to prevent or 
reduce the frequency of bleeding episodes in adults and children 12 years of age and 
older with:
 • hemophilia A with or without factor VIII inhibitors
 • hemophilia B with or without factor IX inhibitors
It is not known if Alhemo® is safe and effective in people while receiving ongoing 
Immune Tolerance Induction (ITI).
It is not known if Alhemo® is safe and effective for hemophilia A and B with and 
without inhibitors in children younger than 12 years of age.

Do not use Alhemo® if you are allergic to concizumab-mtci or any of the 
ingredients in Alhemo®. 

Before using Alhemo®, tell your healthcare provider about all of your 
medical conditions, including if you:
 • have a planned surgery. Your healthcare provider may stop treatment with 

Alhemo® before your surgery. Talk to your healthcare provider about when to stop 
using Alhemo® and when to start it again if you have a planned surgery.

 • are pregnant or plan to become pregnant. It is not known if Alhemo® may harm 
your unborn baby. Females who are able to become pregnant:
• Your healthcare provider may do a pregnancy test before you start treatment 

with Alhemo®.
• You should use an effective birth control (contraception) during treatment 

with Alhemo® and for 7 weeks after ending treatment. Talk to your healthcare 
provider about birth control methods that you can use during this time.

 • are breastfeeding or plan to breastfeed. It is not known if Alhemo® passes into 
your breast milk. Talk to your healthcare provider about the best way to feed your 
baby during treatment with Alhemo®.

Tell your healthcare provider about all the medicines you take, including 
prescription and over-the-counter medicines, vitamins, and herbal supplements. 
Know the medicines you take. Keep a list of them to show your healthcare provider 
and pharmacist when you get a new medicine.

How should I use Alhemo®?
 • Use Alhemo® exactly as prescribed by your healthcare provider.
 • Your healthcare provider will provide instructions for stopping (discontinuing) 

your current treatment when switching to Alhemo®.
 • Inject Alhemo® 1 time a day.
 • Your healthcare provider should show you or your caregiver how to 

use Alhemo® before you use it for the first time.
 • Alhemo® is given as an injection under the skin (subcutaneous injection) by you 

or a caregiver.
 • Ask your healthcare provider if you need to use a different injection technique. For 

example, children and people who are lean may need to inject into a pinched fold 
of skin to avoid injecting too deep (into the muscle).

 • Change (rotate) your injection site with each injection. Do not use the same site 
for each injection.

 • You will inject a larger dose (a loading dose) of Alhemo® on your first day of 
treatment. Then your healthcare provider will prescribe a dose to inject 1 time a 
day until your maintenance dose is established.

 • To determine the right maintenance dose for you, your healthcare provider will 
do a blood test to check the amount of Alhemo® in your blood. Your healthcare 
provider may do additional blood tests during treatment with Alhemo®.

More detailed information is available upon request.
Available by prescription only.
For information contact: Novo Nordisk Inc., 800 Scudders Mill Road, 
Plainsboro, New Jersey 08536, USA, 1-888-668-6444
Manufactured by: Novo Nordisk Inc., 800 Scudders Mill Road, 
Plainsboro, NJ 08536 U.S. License No. 1261
At: Novo Nordisk A/S, Novo Allé 1, 2880 Bagsværd, Denmark
Alhemo® is a registered trademark of Novo Nordisk Health Care AG.
© 2025 Novo Nordisk      US25AHM00387     August 2025
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T
o the Bleeding Disorders  

Community,

As a legacy leader in this com-

munity, especially during the tumul-

tuous years (1990-1995) where this 

community united to take on the US 

government, pharmaceutical compa-

nies, and blood collection businesses, 

for the sake of blood safety, I am 

very concerned that we stay vigilant 

and protect the advocacy work we 

sacrificed to achieve.

DR. DANA KUHN: SHARING 
HIS THOUGHTS IN A LETTER 
TO OUR COMMUNITY
BY DANA KUHN, PH.D.
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Our advocacy legacy as the 

bleeding disorders community 

is achieving something that no 

other community has been able 

to achieve in history…Blood 

Safety in the United States. This 

came with the needless sacrifice 

of lives. Our unified advocacy 

achieved better processes of 

blood collection screening, 

testing, quarantining, smaller pool 

size collecting, better processes 

for recalls, implementation of 

a national notification process, 

safer infusion products, and even 

the development of non blood-

derived infusing products. We also 

achieved the largest government 

compensation settlement in history 

with the passage and funding of  

the Ricky Ray Hemophilia Relief  

Fund Act.

The Act also called for account-

ability for the government’s lack of 

oversight of public health respon-

sibility and gave this community 

a semblance of justice. This is our 

community’s awesome legacy. Many 

born into the last few decades have a 

better life because of this communi-

ty’s advocacy. 

Let’s build upon our reputable legacy 

and work together to help our gov-

ernment understand the healthcare 

needs of our community. Please take 

time to work with all of our organiza-

tions to reach out to legislators with 

our priority issues.

Let’s not rest on our accomplish-

ments, but let’s remind our gov-

ernment of our mighty and caring 

advocacy concerns.

Let our voices be heard in a respect-

ful and positive way. Email or call 

your chapters, organizations, and 

associations. Enroll in their advocacy 

lists and learn how your collective 

voices can be heard.

In Memory and in Respect of Past 

and Present Legacy Advocates. 
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a minor bump at the bench press,” Tulley says. “Each injury 

taught me patience, caution, and resilience.”

The Road to Endurance
As an adult, Tulley carried that same 

spirit into new challenges. Weightlift-

ing remained part of his routine, but 

he found his true passion in running. In 

2024, he completed his first 10K—a mile-

stone that sparked a deeper obsession 

with endurance racing. Soon after, he 

paced his coach through the grueling 

Cocodona Ultramarathon, logging 80 

miles in three days.

That was just the beginning. He has 

since completed several ultramarathons, 

including the Rose Canyon Ultra 50K in 

Utah and the Beaverhead Endurance Run 55K in 

Idaho. The Beaverhead, in particular, tested his 

limits. “There was a stretch with six false summits,” 

Tulley recalls. “Every time I thought I’d reached the 

top, another climb appeared. I pressed on through 

tears, even as my pace slowed to a crawl.”

What’s Next
Now, Tulley is preparing for his biggest 

test yet: the Redwoods 100-Mile Chal-

lenge. Training for such a race means 

hundreds of miles on the trail—and, 

for him, the added reality of managing 

spontaneous bleeds in his knees and 

ankles. Without regular doses of factor 

IX, his body couldn’t sustain the punish-

ment of long-distance running.

Still, he wouldn’t trade it. “Running gives 

me freedom,” he says. “It’s where I prove 

to myself, over and over, that Hemophilia can’t stop me.” 

W
hen Skyler Tulley laces up his running shoes, 

he’s not just preparing for another long run—

he’s pushing against the limits that his body 

has tried to set for him since birth.

Tulley was born with severe Hemophilia B, a 

rare bleeding disorder caused by a deficiency 

of clotting factor IX. For most people, a bruise 

or a bump heals quickly. For Tulley, injuries 

linger, pooling blood in joints and muscles, 

often leaving him in pain until his next infu-

sion of clotting factor. Yet instead of slowing 

down, he’s chosen to live life at full speed.

“I refused to see myself as fragile,” Tulley 

says. “Hemophilia has never defined 

what I can do. It’s only shaped how 

fiercely I fight to do it.”

Growing Up Fearless
Some of Tulley’s earliest memories 

of resilience were forged at Camp 

Honor in Phoenix, Arizona, a summer 

camp for kids with bleeding disor-

ders. While many participants were 

hesitant to join physically demand-

ing activities, Tulley leaned into 

them. “I respected their choices,” he 

recalls, “but I resisted falling into that 

mindset. I wanted to live without fear.”

That determination carried into his teenage 

years. He dabbled in football, pushing himself 

onto the high school team despite the risks. 

Injuries eventually forced him off the field, but 

he refused to give up on sports. Instead, he 

found balance in baseball and weightlifting—

though not without setbacks. “I remember 

coming home with my entire hip black and 

purple after a fall, or feeling a sharp ache in my chest from 

RUNNING AGAINST THE ODDS: 
THE JOURNEY OF SKYLER TULLEY
BY SKYLER TULLEY
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was not improving. My wife is considered a mild hemo-

philiac, and we both look dimly on gum surgery. She 

was offered Laser Assisted New Attachment procedure. 

(LANAP). Being a 45-year veteran of the bleeding  

disorders community, we did our due diligence research 

and found nothing about this procedure on individuals 

with a bleeding disorder. Discussing this procedure  

with her hematologist, she formulated recommendations 

for pre-procedure that were appropriate for her level  

of Factor VIII.

On the day of the procedure, my wife followed the  

recommendations of her hematologist. Upon arriving  

at the dental office, she was escorted into the dental 

room and re-examined. They placed protective glasses 

on, since they were using a laser, and administered local 

anesthesia by injection. 

The laser procedure took about 90 minutes, and aside 

from some aching around the gums, there were no after-

effects at the other local anesthesia injection sites. 

For two weeks, there was no brushing of teeth and a soft 

food diet only. Post procedure, there was no bleeding or 

bruising. Follow-up appointments were spaced out over 

the next year for evaluation of the healing progress. 

Compared to my personal experience with gum surgery, 

this was less traumatic, and the healing process was  

much shorter. 

Please note, this procedure may be costly, so check your 

insurance prior to committing to the procedure and  

discuss this option with your dentist. 

I
n 1985, my wife and I were dealing with the medi-

cal and insurance challenges for a two-year-old with 

severe hemophilia. We gave little thought to finding a 

dentist who would treat our son and understand the com-

plications of a bleeding disorder. This was also during the 

AIDS crisis, which complicated matters even more. Dental 

care has much improved ever since.

Our community’s quality of life has improved; however, 

with longevity comes other issues of concern, such as 

dental health. The American Dental Association states:

Periodontitis is an advanced form of gum disease.  It is 

defined as a destructive bacterial infection of the gums 

and supporting bone. Roughly 42% of all dentate U.S. 

adults, 30 years of age or older, have periodontitis. To 

remain healthy, you must be able to maintain a healthy 

diet, and dental disease inhibits this, reducing the quality 

of life. (ADA periodontitis key points, June 9, 2022.)

My wife and I both have a family history of periodontal 

issues. Personally, I do not have a bleeding disorder, but 

have had moderate to severe general periodontitis. This 

was twenty years ago, and to retain my dental health, 

gum flap surgery was performed. The procedure was 

performed under local anesthesia, and the gums were sur-

gically resected, scaling was done on the tooth surfaces, 

and the gums were sutured back into place. Post-proce-

dure, there was bruising and a small amount of bleeding. 

I was on a liquid diet for weeks, and the discomfort lasted 

for many days. I could not imagine someone with a bleed-

ing disorder dealing with such a procedure.

In April of this year, it was determined by our dentist of 

30 years that something needed to be done about my 

wife’s general moderate periodontitis. Her dental health 

A SHARED EXPERIENCE  
ABOUT PERIODONTITIS AND 
BLEEDING DISORDERS
BY DAVID HUSKIE, BOARD MEMBER, HFA
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organizations like HFA make their resources go farther 

and do better.

Why AI Matters for HFA and the Community
Many nonprofit organizations face challenges, including 

limited staff, tight budgets, and an increasing need. 

Affordable AI solutions can be a support where it counts 

most by giving them time back to do what we do best: 

serving the bleeding disorders community. 

	y Advocacy: Analyze legislation, identify trends, and help 

us act quickly to defend access to care.

A
I isn’t just a buzzword for technology companies’ 

offerings and efforts, but there’s a growing role 

for artificial intelligence in mission-driven organi-

zations as well.

Helping people with hemophilia and their families access 

resources, strengthen their voices, and build better  

communities is what HFA is about. AI won’t replace that 

work; it will enable organizations to do more of it, quicker, 

and with broader reach. AI is already playing a role in 

nonprofits’ mission efforts, from streamlining communi-

cations to enhancing service delivery for families, helping 

WHY AI MATTERS FOR HFA 
AND THE COMMUNITY 
BY BRENT TRITT, VICE PRESIDENT OF INFORMATION TECHNOLOGY, HFA
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HFA’s approach to AI and other technologies is always 

to view them as tools to enhance and support, never to 

replace humanity and connection to their community.

Practical Ways that any Nonprofits can use AI 
As HFA closely works with member organizations and 

industry partners, they also want to share some ways AI 

can help nonprofits in general:

	y Fundraising: Predict donor behavior and personalize 

outreach. 

	y Program Delivery: Translate resources into other 

languages, expanding access. 

	y Operations: Automate scheduling, data entry, and 

reporting, streamlining back-office work.

	y Communications: Generate drafts for blogs, 

newsletters, and social posts in minutes.

This technology isn’t just for national organizations, but 

also for local nonprofits.

Looking Ahead
A world where HFA can: 

	y Proactively meet the needs of the community by 

identifying unmet needs using data from surveys, 

programs, and capturing voices.

	y Enable the bleeding disorder community to share 

impact stories through AI-generated visuals and 

reports that will wow donors and partners.

This vision is just around the corner. By taking small, stra-

tegic steps today, HFA is positioning itself to be a leader 

in leveraging technology to serve the bleeding disorder 

community best.

Human Hearts. Smart Tools. 
Technology is at its best when it puts people first, which 

is why HFA uses AI to augment its ability to serve, not 

replace the empathy, advocacy, and personal care that 

drive its mission.

By embracing AI in the right way, HFA is helping ensure 

its staff has more ability to devote to what matters most: 

providing education, advocating for our community, and 

capturing the voice of the community.

The future of nonprofits is neither human nor machine. 

The future is human, using innovative tools. 

	y Educational Materials: AI can help HFA develop 

interactive and adaptive educational resources. This 

could range from treatment plan information at an 

appropriate reading level for each family to gamified 

educational modules that make learning about their 

health more engaging for youth.

	y Communications: Help draft newsletters, tailor 

outreach, and scale social media presence.

	y This is not HFA removing the human connection. It’s 

the opposite: it allows all teams to focus on their core 

values and prioritize families and community members.

Balancing Innovation with Responsibility
While HFA is excited about AI, they are committed to 

using it ethically and transparently. Here’s what that means: 

	y Data Privacy: All information, whether donor, family, or 

program participant, is always protected. Adoption of 

AI won’t alter their rigorous security practices.

	y Equity & Bias: HFA will remain vigilant that tools are 

used to represent inclusivity and equity.

	y The Human Element: AI may write a message, but a 

human will review it. AI may analyze data trends, but 

staff will interpret and apply the findings.
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stories and raise awareness. In fact, some of these young 

advocates were even featured on the evening news for 

their powerful presence and message.

Another event LHF is incredibly proud of is their Annual 

Friends and Family Day, which has attracted nearly 300 

attendees for three consecutive years. This event brings 

together patients, families, and industry partners for a 

day filled with live music, a traditional crawfish boil, and 

fun recreational activities—all while fostering a sense of 

community and shared support.

Despite their growth and successes, LHF faces several 

unique challenges in serving the bleeding disorders  

community. Among them are limited access to care in 

rural areas, overcoming 

stigma and misinforma-

tion, and ensuring equi-

table support for under-

served populations. 

Additionally, families 

regularly face difficul-

ties navigating Medicaid 

cuts, insurance issues, 

and complex healthcare 

policy changes, which 

can directly impact their 

quality of care.

T
he Louisiana Hemophilia Foundation (LHF) is based 

in Louisiana. Currently, it operates with a dedicated 

team of two staff members and 12 core volunteers 

who are passionate about supporting individuals and fam-

ilies affected by bleeding disorders.

Founded in 1976, LHF has grown to serve approximately 

894 individuals and families across both Louisiana and 

Mississippi. Although Mississippi does not currently have 

an active chapter, LHF has been proud to step in and 

provide resources, support, and outreach to patients 

throughout the state for several years.

LHF plays a critical role in delivering education, advocacy, 

and community support services to those affected by 

bleeding disorders. One 

of their most impactful 

initiatives is their Advo-

cacy Days. During these 

events, our community 

members, including their 

youngest advocates 

aged 9–11, meet with 

legislators at both the 

state and federal levels 

to share their personal 

MEMBER ORGANIZATION SPOTL IGHT

The Louisiana Hemophilia Foundation 



National partners help amplify their 

voice, offer critical tools to strengthen 

their programs, and provide back-

ing on policy initiatives that directly 

impact their members’ lives. Con-

tinued collaboration on awareness 

campaigns, access-to-care initiatives, 

and capacity-building programs helps 

them expand their impact and reach 

more families in need.

LHF encourages community members, 

caregivers, and supporters to  

get involved and stay connected.  

You can reach LHF via their website  

at www.LaHemo.org or email at Outreach@LaHemo.org.

LHF invites all families—especially those in Mississippi— 

to join them for future events. Be sure to follow them on 

Facebook and Instagram for the latest updates, event 

announcements, and educational resources.

Together, they continue building a stronger, more  

connected bleeding disorders community across  

Louisiana and Mississippi. 

They are also very proud of their Annual 

Symposium, which brings together  

the entire community for a day of 

learning, empowerment, and connection. 

Beyond that, they host several targeted 

retreats that address specific needs  

within their population:

	y Men’s Retreat in Grand Isle

	y Women’s Retreat in Gulf Shores

	y Young Adult Retreat in Baton Rouge

	y Camp Bayou Bruisers in Burton, Texas

These retreats enable participants to 

engage deeply with their peers in a mean-

ingful and supportive environment. LHF’s 

Scholarship Program is another initiative they take great 

pride in, as it helps empower the next generation of advo-

cates, leaders, and professionals from their community to 

achieve their academic and personal goals.

As a local organization, they deeply value the partner-

ships they maintain with national organizations, such 

as the Hemophilia Federation of America (HFA). HFA’s 

support in areas such as advocacy, leadership training, 

educational resources, and national visibility is instrumen-

tal to their success. 

MEMBER ORGANIZATION SPOTL IGHT
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LOUISIANA 
HEMOPHILIA 
FOUNDATION 

Established 1976

serves approximately 

894 individuals 

and families across 

both Louisiana and 

Mississippi

www.LaHemo.org 

https://www.lahemo.org
mailto:Outreach@LaHemo.org
https://www.lahemo.org
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